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Abstract

Improving the integration of care for trans adults: ICTA
a mixed-methods study

Richard Holti®,” Evelyn Callahan®,? Jamie Fletcher®,®* Sam Hope®,*
Naomi Moller®,> Ben Vincent®! and Paul Walley®!
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4Independent Researcher
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Milton Keynes, UK

"Corresponding author richard.holti@open.ac.uk

Background: This research concerns improving the National Health Service health services trans adults
need. These include the national specialist Gender Identity Clinics that support people making a medical
transition. Not all trans people need to make a medical transition, and transition can take many different
paths. Waits to be seen by Gender Identity Clinics are, however, several years long, and there may be
significant problems of co-ordination between different aspects of transition-related care, and between
transition-related care and general health care.

Objectives: The main objectives were to understand:

e Which factors make services more or less accessible and acceptable to the variety of trans adults?
e How initiatives for providing more person-centred and integrated care can be successfully
implemented and further improved?

Design, data sources and participants: An online and paper screening survey was used to gather data
on demographics and service use of trans people across the United Kingdom, with 2056 responses.
Researchers used survey data to construct five purposive subsamples for individual qualitative
interviews, identifying groups of people more likely to experience social exclusion or stigma. There were
65 online interviews. In addition, 23 trans Black people and people of colour attended focus groups.

Six case studies were completed: four on initiatives to improve care and two on experiences of particular
trans populations. Fifty-five service provider staff and 45 service users were interviewed.

Results: The following undermine person-centred co-ordinated care and can lead to experiences
of harm:

e lack of respectful treatment of trans people by general practitioner practices;

e inadequate funding of services;

e lack of support during waiting;

e the extended and challenging nature of Gender Identity Clinic diagnostic assessments, sometimes
experienced as adversarial;
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e breakdowns in collaboration between Gender Identity Clinics and general practitioner practices over
hormone therapy;
e lack of National Health Service psychological support for trans people.

Case studies indicated ways to improve care, although each has significant unresolved issues:

e training in trans health care for general practitioners;

e third-sector peer-support workers for trans people who come to National Health Services;

e gender services taking a collaborative approach to assessing what people need, clarifying treatment
options, benefits and risks;

e regional general practitioner-led hormone therapy clinics, bringing trans health care into
the mainstream;

e psychology services that support trans people rather than assess them.

Limitations: Some contexts of care and experiences of particular groups of trans people were not
addressed sufficiently within the scope of the project. While efforts were made to recruit people subject
to multiple forms of stigma, there remained gaps in representation.

Conclusions and future work: The findings have significant implications for commissioners and
providers of existing National Health Services gender services, including recently established pilot
services in primary care. In particular they point to the need for assessments for access to transition care
to be more collaborative and culturally aware, implying the value of exploring informed consent models
for accessing transition-related care. Further research is needed to investigate how far the findings apply
with particular subpopulations.

Study registration: This study is registered as Research Registry, no. 5235.

Funding: This award was funded by the National Institute for Health and Care Research (NIHR) Health
and Social Care Delivery Research programme (NIHR award ref: 17/51/08) and is published in full in
Health and Social Care Delivery Research; Vol. 12, No. 28. See the NIHR Funding and Awards website for
further award information.
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Glossary

Cis person A person whose gender is the same as that assigned at birth or in early life.

Cisnormativity Social expectations and practices that privilege cis people, often by assuming that
people are cis and identify with a binary gender.

Disabled people People disabled by barriers in society, as defined by the social model of disability.

Gender-affirming care Medical treatment, including but not limited to hormone therapy and/or surgical
procedures, that supports and affirms an individual’s gender identity.

Non-binary A gender identity that is neither man nor woman and therefore not binary.
Trans person A person whose gender differs from that assigned at birth or in early life.
Transfeminine Trans and aligned with social or physical aspects of femininity.
Transmasculine Trans and aligned with social or physical aspects of masculinity.

Transnormativity The social expectation that a trans person should present as if they are cis,
conforming to gender norms commonly applied to cis people.
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Plain language summary

his research concerns improving the range of National Health Service health services that trans

adults need. Trans people have a different gender from that assigned at birth or in early childhood.
Not all need to make a medical transition to express their gender, and transition can take many different
forms, including hormone therapy, various kinds of surgery, and other procedures such as hair removal.
At the time of writing, trans people over 17 who need to make a medical transition can seek care at one
of the United Kingdom’s 10 specialist National Health Service Gender Identity Clinics. However, people
must wait a very long time before they are seen.

Through 110 in-depth interviews, as well as focus groups attended by 23 people, this research explored
recent experiences of trans people receiving various kinds of health care. A further 55 interviews
investigated the views of National Health Service and voluntary-sector staff involved in delivering trans
health care. All of this has led to insights about how services can be improved, and the development of
online courses for healthcare staff and for people who use services or support those who use services.

The research indicates what can lead to experiences of poor care that is not ‘joined up’:

o lack of respectful treatment of trans people by general practitioner practices;

e inadequate funding of services;

e lack of support while waiting;

e the extended and difficult nature of Gender Identity Clinic diagnostic assessments;

e breakdowns in collaboration between Gender Identity Clinics and general practitioner practices over
hormone therapy;

e lack of National Health Service psychological support for trans people.

The research indicates some important ways to improve care:

e training in trans health care for general practitioners;
e third-sector peer-support workers for trans people who come to National Health Service services;
e gender services taking a collaborative approach to assessing what people need, clarifying treatment
options, benefits and risks;
e regional general practitioner-led hormone therapy clinics, bringing trans health care into
the mainstream;
e psychology services that support trans people rather than assessing them.
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Scientific summary

Background

Throughout this report we use the term trans to refer to the diverse people whose gender identities do
not correspond to how they were assigned at birth or in early life. The term includes non-binary people.

This research concerns improving the range of NHS health services that trans adults need. These include
services intended to support people in making a medical transition, and many other services relevant to
wider aspects of physical and mental health and well-being. Not all trans people need to make a medical
transition, and transition can take many different paths, including hormone therapy, various types of
surgery and other procedures such as hair removal.

At the time of writing, trans people over 17 years of age who need to make a medical transition can seek
care at one of the UK’s 10 specialist NHS Gender Identity Clinics (GICs), sometimes also known as
Gender Identity Services (GIS). In recent years, people encounter very long waiting times before they are
seen. Further, issues of co-ordination arise between different aspects of transition-related care and also
between transition-related care and general health care.

Because of the barriers to accessing NHS care they need within an acceptable timescale, many trans
people in the UK, who can afford to, turn to private providers of hormone therapy and gender-related
surgery, both within the UK and abroad. Many also access private provision of procedures that are
important to their transition which are not offered by the NHS, such as facial feminisation surgery.

This research has sought to build on initiatives to improve care and its integration, including those
involving third-sector lesbian, gay, bisexual, transgender, queer and intersex, plus

(LGBTQI+) organisations working in partnership with primary care organisations or with GICs. It has also
explored how lessons about the effective integration of trans health care can best be implemented in
the context of an NHS that is still coping with the impact and consequences of the coronavirus disease
discovered in 2019 (COVID-19) pandemic.

Research questions

The research addresses the following questions:

RQ1. What is the range of models recently used in the UK for providing integrated care for meeting the
specific health and well-being needs of trans people?

RQ2. Which factors make services more or less accessible and acceptable to the variety of trans adults
who need them?

RQ3. In the different integrated service models, how effective are the different aspects of services and
their interaction in meeting the needs of people at different stages of their gender transition and
at different ages?

RQ4. What lessons emerge as to how models for providing integrated care can be successfully imple-
mented and further improved in meeting the needs of trans people, within limited resources and
continuing constraints resulting from the COVID-19 pandemic?

Research design and methods

The overall research design is a multicomponent and mixed-methods study of current realities and
initiatives to improve health care for trans people, leading to the identification of areas for improvement
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and the production of educational materials. The research took place over a period of 2.5 years, from
March 2019 to September 2021, with a 6-month pause during the initial phases of the COVID-19
pandemic, from March to October 2020.

The educational materials stemming from the research take the form of open-access online learning
materials. There are separate sets of learning materials for general practitioners (GPs), for mental health
professionals and for members of the public. These are available from late 2023.

The research plan involved the extensive involvement of the Improving Care for Trans Adults (ICTA)
patient and public involvement (PPI) group, of trans people. They were consulted about the content of
the research instruments and participant information sheets, as well as on sampling priorities. They were
involved in commenting on the analysis and draft reports throughout the project. The whole project was
focused on health inequalities and equality, diversity and inclusion (EDI). The PPI group played an
important role in keeping such concerns foregrounded.

The research design consisted of the following main elements:

e Desk research on current arrangements across the UK for providing transition-related care and for
recognising the distinctive needs of trans people within general health care. This addressed RQ1. It
also informed the selection of initiatives to improve care studied.

e An investigation of factors associated with service use and non-use. This addressed RQ2. An initial
online and paper screening survey was used to gather data on demographics and service use across
the UK, and received over 2056 responses, compared to a target of 500. It was promoted widely by
the project partners and through LGBTQI+ networks and organisations. Response options included
offering to be interviewed, with over 800 people putting themselves forward. Researchers used data
on demographics and service use to construct five purposive subsamples, to be invited for individual
qualitative interviews. The underlying rationale was to identify groups who were more likely to
experience social exclusion or stigma in everyday life, and who were also more likely to experience
difficulties in accessing and receiving health care. The experience of these groups would be an
indication of the priorities for improving services to make them more inclusive and more effective in
addressing health inequalities.

In discussion with the PPI group, the following five groups were identified as priorities for subsamples of
trans service users:

older people and trans ‘elders’ (e.g. historic transitioners);
disabled or chronically ill people;

people with a low income or low educational qualifications;
people living in rural areas;

Black people and people of colour.

vuhowbhpe

This gave rise to 65 interviews, most lasting between 1 and 3 hours, and all carried out online. An
initiative to recruit more trans Black people and people of colour (TBPoC) resulted in a further 23 people
attending focus groups to cover the same topics as in interviews. All of the interviews and focus groups
were audio-recorded and transcribed, and then the transcriptions were anonymised.

Case studies of service experiences and initiatives to improve integration of care. This was to address RQ3
and contribute to answering RQA4. Six case studies were undertaken:

Case Study 1: third-sector gender-outreach workers attached to a GIC
Case Study 2: primary care liaison and psychology services within a GIC
Case Study 3: primary care training and accreditation for trans health care
Case Study 4: the Welsh Gender Service
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Case Study 5: trans healthcare experiences in Northern Ireland
Case Study 6: healthcare experiences of trans people with mental health concerns or conditions

Fifty-five staff and 45 service users were interviewed across these case studies. The staff were invited to
participate because of their role and experience relevant to the initiative being studied. The service
users were invited to participate based on their having participated in the national screening survey of
trans adults’ healthcare experiences described above and indicated that they both had experience of the
services being studied and were willing to be interviewed. Interviews were audio-recorded and
transcribed, and then the transcriptions were anonymised.

Thematic analysis was used to analyse accounts of experiences of using services, and accounts of
practices in delivering and improving them, the achievements and benefits resulting, and the issues or
challenges encountered. This included the analyses and comparison of the six case studies and the five
purposive subsamples. A 1-day online workshop attended by all project partners, an Advisory Group of
NHS clinicians, third-sector organisations and representatives of trans communities, the PPI group and
study steering group members was held in July 2021 to review the emerging findings.

Research findings

The analysis of the purposively sampled qualitative interviews and focus groups with trans service users
revealed a significant body of experience of poor care, although there were also more positive
experiences. Regardless of the extent to which these experiences represent those of the total UK
population of service users, they allowed the identification of factors which undermine person-centred,
co-ordinated care, make it difficult for trans people to access care, or which lead to problematic,
unacceptable and even harmful experiences of care.

Poor experiences of care included:

e lack of understanding within GP practices of trans identities and respectful treatment of trans people,
their health concerns and of the referral routes for transition-related care;

e waiting times of several years for GIC appointments once referrals have been made;

e the extended nature of GIC diagnostic assessments, which can seem to doubt that trans people know
their own minds and be experienced as infantilising;

e breakdowns in collaboration between GICs and GP practices over the management of
hormone therapy;

o difficulties of receiving psychological support within a GIC system that is experienced as seeing a
mental health condition as a reason for delaying gender-affirming treatment;

e general mental health services that appear unwilling to treat trans people apparently simply because
they are trans.

When experienced either separately or in combination, these factors can cause iatrogenic harm; that is,
harm from the healthcare system itself.

Analysis of the initiatives to improve the integration of care revealed both benefits and unresolved
issues.

e Training in trans health care for GPs can lead to trans people feeling welcomed and respected, to
less stressful experiences of obtaining a GIC referral and more effective management of hormone
therapy, when recommended by a GIC or, if needed prior to this, for harm reduction. However, the
impact of training across the staff within a GP practice can be variable, often resulting in an uncertain
quality of care.
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e Third-sector peer-support workers attached to a gender service can deliver effective practical and
emotional support to people awaiting assessment and also play an important role once gender-
affirming treatment has begun. However, the long wait to access transition-related care remains the
key issue for service users, over which peer workers have little or no influence. They must navigate a
stressful ‘dual belonging’ to trans communities and a gender service. There is also a risk that relatively
low-paid trans peer workers are expected to make up for gaps or shortages within the provision of
other NHS services, such as mental health services.

e Gender service clinicians who pursue a collaborative approach to assessment for gender-affirming
treatment, with the emphasis on clarifying the treatment options, potential benefits and risks, can
lead to quicker, less stressful assessment experiences for service users. The practice of clinicians
extending assessments for some people raises issues as to the most appropriate criteria to apply
here, in order to avoid the danger of subjecting more stigmatised groups to a more extended process.

e Linking regional GP-led hormone therapy clinics to a gender service allows more rapid initiation of
hormone therapy following assessment, with GP prescribers able to co-ordinate transition-related
and general healthcare needs. There are, however, issues in finding an approach to electronic patient
records that fully supports collaboration between a gender service, regional primary care hormone
clinics and a trans person’s own GP practice. Further problems persist in terms of the willingness
of GP practices to take over hormone prescribing even after a period of stabilisation with the
regional clinic.

e A psychologist team attached to a gender service, delivering individual and group sessions, can
support trans people in working through problematic aspects of social transition or emotional
reactions to their medical transition, as well as addressing experiences of isolation. However, tensions
may exist between a therapeutic ethos and the role of a gender service in assessing people for access
to gender-affirming treatment.

Conclusions

Learning from the national sample of interviews and the case studies of initiatives for improving care has
implications for improving care within the established model of trans people accessing transition care
through a tertiary GIC service. It also provides insight into how to improve the primary care gender
services that were recently established by NHS England (NHSE). The findings suggest that a primary care
gender service has great potential for integrating different aspects of transition-related care with each
other and with other aspects of health care that a trans person needs.

Key directions for future practice include:

e mandatory trans healthcare standards and training for primary care, as well as for NHS services
in general;

e peer support attached to gender services, with peer workers included within the professional team,
able to answer questions from the service users on behalf of the service;

e psychological support made available to people using gender services, with the separation of
therapeutic support from diagnostic assessment;

e further development of collaborative forms of assessment, including revisiting of the existing
diagnostic guidelines in the light of how some areas of questioning can be experienced;

e fundamental reconsideration of the level of funding of trans health care, to address the egregiously
long, damaging waiting times that trans people experience. Increased funding should, however, take
account of the findings about effective models for delivering person-centred, co-ordinated care;

e greater involvement of trans staff in healthcare delivery, and of representatives of trans communities
in the management and shaping of gender services and health services more generally.

Interviews with trans service users further indicated a widespread view that gender services should
move, in the longer term, towards an informed consent model (ICM), which would dispense with the
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requirement for a psychological or psychiatric diagnosis before gender-affirming treatments can be
accessed. Research on ICMs in the USA and Australia suggests ICMs have the potential to combine a
person-centred focus on the goals of care with medical diligence and the authorisation of treatment.

The findings from our case studies suggest the benefits of care practices consistent with an ICM, as well
as issues that would need to be resolved in order to implement one. These potential benefits and issues
require further exploration by policy-makers and clinicians, working together with trans communities.

Limitations and further research

Drawing on over 160 qualitative interviews, this research sought to understand the dynamics underlying
experiences of poor and better care. These findings are of broader relevance to helping a wide range of
health services to improve the care they provide for trans people. However, some contexts of care and
needs of particular groups of trans people could not be addressed sufficiently. There were some gaps in
representation of people who are subjected to multiple forms of social stigma.

In particular, further research is needed regarding:

e The experiences of trans people at clinics that have adopted ICMs, using a similar level of qualitative
detail as we were able to pursue during our ICTA interviews.

e What forms of assessment are appropriate for groups of trans people whom clinicians may regard
as having an impaired ability to understand and consent to specific treatments, such as those with
mental health conditions, those with learning difficulties, and some autistic people. These are
groups who typically experience multiple forms of stigma across many settings, including health
care. Research should also seek to explore what kinds of additional social and psychological support
should be provided to accompany gender-affirming medical care for such groups.

Study registration

This study is registered as Research Registry, no. 5235.

Funding

This award was funded by the National Institute for Health and Care Research (NIHR) Health and Social
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award information.
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Chapter 1 Overview of the improving care for
trans adults project

Context

The adult trans population has significant and distinctive health and well-being needs, which the NHS
currently struggles to meet. Throughout this report we use the term trans to refer to the diverse people
whose gender identities do not correspond to how they were assigned at birth or in early life. The term
includes non-binary people.

This research concerns improving the range of NHS health services that trans adults need. These include
services intended to support people who are making a medical transition, and many other services relevant
to wider aspects of physical and mental health and well-being. Not all trans people need to make a medical
transition, and transition can take many different forms. However, issues of co-ordination arise between
different aspects of transition-related care, and between transition-related care and general health care.

Currently, trans people over 17 who need to make a medical transition can seek care at one of the UK’s
10 specialist NHS Gender Identity Clinics (GICs), sometimes also known as Gender Identity Services (GISs).
As we shall see, people experience very long waits to be seen. Since 2020, NHS England (NHSE) has also
funded three pilot primary care gender clinics, providing most of the same transition care options.

Transition-related care is also likely to involve other NHS services. These may include a trans person’s
own general practitioner (GP), practice nurse and local pharmacies, in prescribing, dispensing,
administering, monitoring and managing long-term hormone replacement therapy (HRT). Various surgical
specialists may be involved, with the NHS offering ‘top surgery’ for trans people who were assigned
female at birth (AFAB), and genital reconstruction surgery for AFAB people and people assigned male at
birth (AMAB). The NHS also offers some voice coaching and hair removal services.

Many trans people require the support of NHS mental health services, because of the prevalence of
poor mental health, attributable to the minority stigma trans people face.

In the 2021 UK Census, 262,000 people (0.5% of returns) indicated that their gender was ‘different from
their sex registered at birth’! Waiting lists for the GICs in England have grown significantly in recent
years, apparently due to a combination of significant increases in demand and relatively static capacity.
Waiting lists totalled over 2300 in 2015, with a total clinic population at that point of 6000 (which can
be estimated as < 5% of the trans population). Waiting times for first appointments at that point varied
between 9 and 64 weeks.? Following temporary reductions in their capacity during the coronavirus
disease discovered in 2019 (COVID-19) pandemic, the majority of GICs are at the time of writing
reporting 4- to 5-year waits, with the largest GIC alone reporting over 11,000 people waiting.®

Because of barriers to accessing NHS care they need within an acceptable timescale, many trans people
in the UK, who can afford to, turn to private providers of hormone therapy and gender-related surgery,
within the UK and abroad. Many also access private provision of procedures important to their transition
which are not offered by the NHS, such as facial feminisation surgery.

The need for better co-ordinated care across services and specialisms and over time was recognised by
the House of Commons Women and Equalities Select Committee Report on Transgender Equalities.*
This concluded that ‘The NHS is letting down trans people’* referring to overly complex referral
pathways and lack of joint working between primary care and specialist services, particularly over long-
term hormone therapy. The Medical Director for Specialist Services in NHSE raised explicit concerns
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about long waiting times at GICs, systemic failings in the care that trans people receive, and a pervasive
lack of cultural awareness among NHS staff.> Whether their healthcare needs were associated with

a medical transition or not, it was apparent that trans people typically experience serious barriers to
receiving appropriate and well-integrated care.®

This research has sought to build on initiatives to improve care and its integration, including those
involving third-sector lesbian, gay, bisexual, transgender, queer and intersex, plus (LGBTQI+)
organisations working in partnership with primary care organisations or with GICs. It has also sought
to explore how lessons about effective integration of trans health care can best be implemented in the
context of an NHS still coping with the consequences of the COVID-19 pandemic.

In the remainder of this chapter, we set out the research aims and objectives and review the main
guidelines that shape the current provisions, as well as the relevant existing literature on experiences
of trans health care and related topics. The following chapter then summarises the research design
and methodology.

Research aims and objectives
The aims of this collaborative research were:

A1l. To analyse empirically the current realities and derive conceptually informed future possibilities
as to how various NHS services and third-sector organisations can work together effectively to
address the needs of trans adults at different stages of their lives.

A2. To disseminate this analysis and its implications for wider learning, improving the effectiveness of
specialist and non-specialist services in meeting the needs of trans adults.

The overall objective was to produce guidance material and online educational materials for trans people
who use services, commissioners and staff in specialist and generalist services, so that they can better
understand and shape cost-efficient and integrated provision.

The research questions (RQs) were:

RQ1. Whatis the range of models recently used in the UK for providing integrated care for meeting
the specific health and well-being needs of trans people?

RQ2. Which factors make services more or less accessible and acceptable to the variety of trans
adults who need them?

RQ3. In the different integrated service models, how effective are the different aspects of services
and their interaction in meeting the needs of people at different stages of their gender transition
and at different ages?

RQ4. What lessons emerge as to how models for providing integrated care can be successfully imple-
mented and further improved in meeting the needs of trans people, within limited resources and
continuing constraints resulting from the COVID-19 pandemic?

Guidelines shaping the current system of care

As institutions, GICs serve multiple functions - medical and legal - in terms of regulating trans identities
and access to health care. They provide a key route to accessing a diagnosis of ‘gender dysphoria’
through the NHS, which leads to various gender-affirming treatments. The same diagnostic criteria,
applied within a GIC by a certified member of the Ministry of Justice’s panel of gender specialists,
provide the basis for subsequent signing off for gender-affirming surgery as well as the application for a
Gender Reassignment Certificate (GRC).
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The criteria for and approach to diagnosing and creating treatment plans are set out in four main places.

e The Diagnostic and Statistical Manual (DSM) of the American Psychiatric Association (APA). This
is widely influential internationally in terms of providing lists of symptoms to be used in mental
health diagnoses. The latest version of this DSM-57 espouses the aim of moving away from the
pathologising category of ‘gender identity disorder’ present in DSM-4.2 It offers a set of criteria for
the diagnosis of ‘gender dysphoria’, which is seen as the distress that can result from having a gender
identity different from the sex assigned at birth. DSM-5 lists symptoms such as ‘a strong desire to be
of the other gender’ [sic] alongside ‘clinically significant impairment in social, occupational, or other
important areas of functioning’® It also requires these symptoms to be present on a stable basis, for
at least 6 months.

e The International Classification of Diseases, ICD-11.° This is generally understood within psychiatry
as closely related to the DSM. The latter is seen as providing more detailed guidance on diagnostic
criteria for conditions identified in the former. ICD-11 replaces the term ‘transsexualism’ used in ICD-
10 with ‘gender incongruence’, and situates this as a condition relevant to sexual health, rather than
mental health. The criteria for applying it to a person are cast in terms of ‘a marked and persistent
incongruence between an individual's experienced gender and the assigned sex, which often leads to
a desire to “transition”, in order to live and be accepted as a person of the experienced gender’. There
is no requirement to identify a state of distress as in DSM-5. This is based on a body of evidence that
distress in trans people is related to minority stress, rather than to being trans in itself.*!

e The Royal College of Psychiatrists’ Good Practice Guidelines for the Assessment and Treatment of Adults
with Gender Dysphoria.*? These guidelines briefly introduce the concept of gender dysphoria in
terms of a state of ‘distress associated with the experience of one’s personal gender identity being
inconsistent with the phenotype or the gender role typically associated with that phenotype’ (p. 12),*?
but also acknowledge that the terminology and criteria are under review by the ICD. The guidelines
stress the need for respect for patient autonomy in decision-making on treatment, based on informed
consent (p. 28).12 They also emphasise that clinicians should adopt a patient-centred approach and
customise treatment plans around individual circumstances and needs, specifically mentioning
non-binary people (p. 19).12 The guidelines refer to being informed by the World Professional
Association for Transgender Health (WPATH) Standards of Care,*® which advocate patient-centred
assessment and treatment. Alongside these collaborative features, the guidelines recommend that
assessment conversations should explore whether there is history of ‘mental disorder’, childhood or
adolescent cross-dressing with ‘possible erotic accompaniment’, and current relationship status. The
latter appears to be a reference to the theory of ‘autogynephilia’, whereby trans women'’s identities
can be a by-product of sexual orientation. This theory has been severely critiqued as stemming more
from anti-trans ideology than any evidence.'* The guidelines fail to clarify how any of these lines of
inquiry might affect the assessment of gender dysphoria, other than a statement that suspension of
gender treatment ‘can only occur where there is evidence that a mental health condition is giving
rise to a misdiagnosis of gender dysphoria or renders the patient untreatable until their condition is
reasonably well controlled’ (p. 23). The guidelines further clarify that mental health conditions can
‘more usually’ be treated in parallel with ‘the gender treatment process’ (p. 23).

e The Service Specifications for GICs for Adults (Non-surgical Interventions).’> These specify that
entering the NHS treatment pathway is dependent on an assessment that results in a diagnosis of
gender dysphoria, while grounding this in the definition of transsexualism in ICD-10 as ‘a disorder
characterized by a strong and persistent cross-gender identification’. The specification states that
this assessment will normally take the form of two clinician sessions, conducted several months
apart, with the second carried out by a doctor or clinical psychologist (p. 24).*° It also refers to
assessments and interventions being ‘personalised and based on shared decision-making, with
service flexibility and reasonable adjustments to the delivery of care to match the individual's needs
and circumstances’ (p. 3).%° It further stresses the importance of informed consent, including provision
of full information about the possible risks of treatment (p. 7),*> but such considerations are clearly
meant to apply after the diagnostic decision has been made.
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Literature review

Experiences of trans health care

There is a limited body of existing literature that directly concerns the organisation and delivery of trans
health care, with some UK-based studies. Some strands within this are relevant to the research reported
here. These concern the dynamics underlying inadequate and poorly integrated care for trans people,
which need to be overcome.

A first strand of literature concerns trans people’s experiences of health care in general, and the
common negative experiences that lead people to delay or avoid accessing health care when they need
to. A large-scale five-country survey of healthcare experiences revealed that more than half of the trans
people surveyed delayed accessing health care in general, because of previous experiences of being
misgendered or treated disrespectfully by clinicians, administrative staff or receptionists.'® A qualitative
study of trans individuals in Canada brings out some of the dynamics behind and consequences of

such patterns. It concluded that trans adults often feel either explicitly or subtly discriminated against
by health services, yet are expected to educate clinicians about transition-related matters and remain
positive despite lack of recognition of their needs and everyday experiences of exclusion.'” This was
seen as linked to poorer overall health outcomes for trans people.

A second strand concerns experiences of transition-related health care. In the UK, as in many countries,
trans people must go through a process of psychological evaluation, leading to a diagnosis of gender
dysphoria or gender incongruence, before they can access gender-affirming treatment, such as hormone
therapy or surgeries. One relatively small study of patient satisfaction ratings within an English GIC
indicated high rates of satisfaction.'® This satisfaction rating was, however, focused on the experience
of the GIC itself, rather than the overall experience of transition-related care from different sources
over time. A rather different picture emerges from a range of qualitative studies which bring out the
difficulties and stresses that trans people face in their healthcare encounters.

In an analysis of qualitative survey data of trans users of mental health services and GICs, Ellis et al.*?
concluded that practitioners tend to be poorly informed about trans issues and the realities of trans
people’s lives and that intrusive questioning and restrictive treatment pathways all contributed to
actually having a negative impact on mental health and well-being, particularly in the context of the
minority stress trans people experience in everyday life. A focus-group-based study of the experiences
and transition-related needs of non-binary people attending a GIC concluded it was necessary to adapt
GIC clinical assessment approaches to affirm rather than question a person’s gender identity and provide
space for a non-binary person to explore and articulate their goals for treatment, taking account of the
person’s likely pervasive experiences of transphobia and social isolation.?®

An in-depth study of the experiences of 14 trans people in Sweden concluded that they found the
process of clinical evaluation needed to access gender-affirming medical treatment problematic. This
was because of the length of time they had to wait and the lack of support while doing so, and clinicians
appearing not to be familiar with important aspects of trans experience. Some trans people experienced
themselves as paradoxically expected to take some elements of initiative with their medical transition -
for example, through ordering hormones from abroad, in order to be judged by clinicians as sufficiently
committed to transitioning to receive medical support.?*

A third important strand of literature concerns trans people’s experience of mental health care. A review
of evidence suggests that the trans population carries a higher than average prevalence of common
mental health conditions as well as suicidality.?? Other studies indicate that the experience of receiving
mainstream psychological therapies can be a difficult, unsatisfactory and even a fearful one for many
trans people, often because clinicians can appear reluctant to engage with, or even recognise, a trans
identity.?®2* Therapists may imply that a trans identity is problematic, rather than focusing on the mental
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health difficulties that result from the transphobia to which trans people are subjected. In reaction to
this, some clinicians in the UK and USA have advanced models for meeting the needs of trans clients
more effectively,?>-?” within a framework of affirming trans identities, while recognising the impact of
minority stigma.

A further strand of literature relevant to this study critiques established models for accessing gender-
affirming treatment through a process of psychological diagnosis. Several authors describe the
emergence of clinical practice based on an informed consent model (ICM).282° Ashley et al.?® identify
a variety of ICMs. The common element is that the focus of assessment shifts from diagnosis of
gender dysphoria to that of clarifying treatment goals and ensuring the trans person concerned has

a full understanding of the likely benefits and the medical risks, as well as the capacity to give their
informed consent.

We did not study an example of an ICM in the research reported here. However, as reported in
Chapter 4, the future desirability of ICMs emerged frequently during the interviews with trans people.
In later chapters, we will explore the relevance of literature on ICMs to our findings on improving the
integration of care for trans adults.

Wider literature on person-centred, co-ordinated care
The research reported here also builds on wider health policy and organisational studies literature to
enable critical evaluation and learning from attempts to improve the integration of care for trans adults.

A first area concerns co-ordinated or integrated care. These closely related concepts have many
different definitions referring to a wide variety of initiatives in designing and delivering health and social
care (HSC) services.>® However, most commentators agree on some core principles, which reflect the
different perspectives of policy-makers, commissioners, service managers, clinicians and service users
or patients. In any particular initiative to provide integrated care, based on the work of Lloyd and Wait,3!
the following concerns are reflected to a greater or lesser extent:

e Service users requiring several distinct branches of medical or social care benefit from experiencing
seamless or ‘person-centred’ care, rather than a fragmented experience of separate attendances at
different services, each lacking a full understanding of what others are doing.

e Clinicians and other service professionals often want to improve their interdisciplinary co-ordination
around cases, improving outcomes and preventing errors.

e Managers want to improve the efficiency of services, removing duplication - for example, in the form
of similar clinical or administrative work being carried out with the same person in different places.

e Commissioners or policy-makers aspire to align the incentives of different services focusing on the
needs of the same group of people, provide a more holistic system of care and improve clarity as to
who is accountable for achieving health outcomes.

What these principles mean in practice, however, and the processes, methods and tools suitable for
achieving them, depend greatly on context.®%2

Second, there are strong connections between co-ordinated or integrated care and innovations in
‘person-centred’ approaches to health care, as well as user involvement in the shaping and delivery

of care.®® A large body of evidence indicates that improved patient satisfaction and clinical outcomes
are strongly related to a person-centred and co-ordinated approach to health care.®* Clear and full
communication of clinical options to service users or patients, their involvement in decisions about their
care and continuity in the clinical and support personnel working with them all have positive effects. A
related body of work elaborates the social, clinical and resource effectiveness of users being involved,
either as individuals or collectively, in the design and delivery of the services they need.*® Ideas of user-
led approaches to service design are relevant to understanding innovations in health services for trans
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people, given the role of third-sector organisations in advocating for and involving members of trans
communities in shaping services.

Overall, we take from the literature on healthcare innovation the notion of person-centred, co-ordinated
care as a useful conceptual guide for assessing the acceptability of current services for trans adults.
These ideas are equally relevant for assessing progress resulting from initiatives to improve integration
of care.
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Chapter 2 Research design, data collection and
analysis

he overall research design was a multicomponent and mixed-methods study of current realities

and initiatives to improve health care for trans people, leading to the identification of areas for
improvement and production of educational materials. The empirical research took place over a period
of two and a half years, from March 2019 to September 2021, with a 6-month pause during the initial
phases of the COVID-19 pandemic, from March to October 2020.

The research followed the plan and detailed procedures set out in the study protocol, revised in the light
of the pandemic during 2020, with all subsequent interviewing - the vast majority of the data gathering
in the project - carried out remotely.® Changes to the plan are noted below. Data collection plans
obtained research governance approval from the Health Research Authority (IRAS 262467).

We describe below the methodological approach for each of the four main research work packages
(WPs), to demonstrate the rigour of this qualitative research against the ‘Standards for Reporting
Qualitative Research’ in the healthcare sector published by O’Brien et al.*” In keeping with these, we first
summarise the composition and stance of the research team on key issues in researching trans health
care, to make transparent the perspectives brought to interpreting research data.

Research team and project community
The core Improving Care for Trans Adults (ICTA) research team comprised nine white people:

e four investigators, three cis men and one cis woman, all with established academic posts, and part-
time on the project, all over 50;

e two full-time research fellows, both trans and non-binary, employed on fixed-term contracts at the
Open University, in their late 20s and early 30s;

e three part-time co-researchers, all trans, one woman, one man and one non-binary person, employed
by third-sector LGBTQI+ project partners, all aged between 25 and 40.

As described under WP 2 below, the core team was supplemented between June 2021 and January
2022 by two part-time trans researchers, who were Black, non-binary and in their 20s. An external
organisation was engaged to provide an online platform for the national survey of trans healthcare
experiences also described below.

The research benefited from extensive involvement of the ICTA patient and public involvement (PPI)
group, all trans people, led by a non-binary person in the role of PPI lead, who met regularly with

the research team. The PPI lead and group commented on the content of research instruments and
participant information sheets, as well as on sampling priorities, interim analyses and report drafts.

The whole project had a focus on health inequalities and equality, diversity and inclusion (EDI). The

PPI group played a vital role in keeping such concerns foregrounded, repeatedly advocating steps to
increase participation from marginalised groups of trans people. This report includes a statement from
the PPI group (see Patient and public involvement group statement: patient and public involvement on
improving care for trans adults project), which identifies the challenges the group experienced in taking

up its role in relation to the research team as a result of how the project was organised. These included
difficulties in influencing the research team to give enough attention to trans participation in general
and to the involvement of the most marginalised trans voices of Black people and people of colour. In
the final stages of the project, with permission from the funder, the PPI lead was also engaged for some
additional hours as a researcher to assist with analysis of data as a part-time member of the research
team because of their knowledge of the mental health provision for trans people.
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Research team assumptions and standpoints

Team members shared a recognition that the most important interests to be served by the project were
those of trans people and trans communities. They also held a commitment to advancing the rights of
trans people in society and within healthcare systems, given that most health care internationally has
historically failed to see trans identities as part of normal human diversity. For most of the last century
trans identities were either ignored, regarded as deviant or treated as a form of mental illness.® In the
current century, medical frameworks no longer classify being trans as a mental health condition,” but
most institutions in society enact cisnormativity in terms of expecting people to be cisgender, and

are often harmfully transphobic as a result.®’ This may take a less overt form, such as treating trans
people as outside of social norms and not deserving of recognition or welcome. Frequently, however,
transphobia takes the form of overt and harmful aggression, including outright denial that a trans
person’s gender identity is different to that assigned at birth.

A related shared perspective was that trans people carry unique experience and knowledge of how they
are marginalised in a variety of ways within current UK society, and how this affects their lives, including
their encounters with health services. The accounts of trans people are thus a vital source of insight and
analysis into how health services function and affect them, rather than mere sources of data. Hence

our approach to interviewing trans people sought to bring out not only their experiences of health care,
but also their views on what had given rise to these experiences and how care could be improved in

the future.

The active and effective involvement of trans people in roles other than informants was also a central
element in seeking integrity in the research process. Early meetings of the research team acknowledged
that its senior positions were all filled by cis academics with permanent university posts, with trans
researchers and PPl group members on various kinds of fixed-term contract. The involvement of trans
people in the PPI group, Steering group and Advisory Group in the analysis and interpretation of data
was intended to give voice to a variety of trans perspectives on the interpretation of research data,
while keeping in sight the overall goal of understanding how to improve health services for trans people
and communities. We attempted to address the structural imbalance in terms of the roles of cis and
trans team members by maintaining a culture of circulating drafts of outputs and responding to all
comments made. In the final chapter of this report, we reflect on the difficulties that emerged, however,
in achieving meaningful trans participation - trans colleagues were often placed in the position of
commenting on work done rather than collaboratively shaping it from an earlier stage.

A final perspective central to the research process concerned researchers being reflexively aware of
their assumptions and experiences of trans health care so that they were both open to and critically
aware of what was emerging from data being collected or analysed. While the harmful impact of
cisnormativity and transphobia is likely to be found in trans people’s accounts of their experience of
health services, researchers needed to be open to identifying care practices that break with previous
norms and understand how these have improved service-user experience. At the same time, researchers
considered critically ways in which cisnormative assumptions remained present and could still have
harmful consequences. They considered how far trans people’s more positive accounts of services
may have been shaped by their awareness and stoical acceptance of poor care provided by many NHS
services, as concluded by the House of Commons report already referred to. Trans people may be
understood as sometimes ‘settling’ for questionable aspects of care.

While it is possible to set out perspectives shared across the team, there were also recurrent
interpretative tensions. These arose in particular from gaps in the understanding of cis members of
the team as to the wider history and context of trans health care. Such tensions were often about
the extent to which a new service model should be seen as beneficial, because alongside a helpful
aspect it preserved practices that compromised the dignity or rights of trans people. To an extent,
such tensions were resolved through productive debate. While we have taken a clear stance on many
conclusions and recommendations in this report, our interpretations of data in some areas remain
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unresolved, as is apparent from the PPI lead statement included in this report. We do not seek to
gloss over such unresolved issues and also do not see them as undermining the scientific quality of
our work. They are an inevitable aspect of researching a contested and politicised field such as trans
health care.

Work Package 1: desk research on current arrangements across the United Kingdom
This addressed RQ1, broken down into two related RQs:

e What range of models/approaches exists for the provision of health and well-being services to
trans adults?

o What examples are there of initiatives to improve the integration of healthcare services oriented to
trans adult care?

Researchers adapted a process for qualitative document analysis (QDA), as detailed by Altheide and
Schneider,* to review available documents across the UK concerning the current range of policies
and services relevant to trans health care. This involved developing a strategy for sampling relevant
documents, and developing a protocol for reviewing their content, which provided a basis for
thematic analysis.

Appendix 1 summarises the QDA process and the protocol used to review documents. This WP was
completed during the first year of the project and led to an interim project output.*! It also informed the
selection of initiatives to improve care researched empirically in WP 3.

Beginning with the English context, relevant policy documents were obtained from the websites of
one NHS Clinical Commissioning Group (CCG) from each of the 44 Sustainability and Transformation
Partnerships (STPs) across England. Six STPs were then selected for more detailed consideration, with
their constituent CCGs and provider organisations searched for documentation on trans healthcare
policies and relevant services:

Birmingham and Solihull STP

Kent and Medway STP

Northumberland, Tyne and Wear, and North Durham STP
Somerset STP

Greater Manchester HSC Partnership

Sussex and East Surrey STP

ok b

The first four were chosen to represent different kinds of region. The last two were chosen because

the cities of Manchester and Brighton (which respectively sit within these STPs) are known to contain
services which may offer positive examples of integration and awareness of trans health care. In
addition, researchers collated documents related to the gender dysphoria pathways as they exist in each
of the four nations, and good practice guidance specifically related to trans health.

Following a review of the information available from NHS organisations in the selected areas, it was
decided that further investigation into services provided by third-sector organisations was required due
to the role which they may play in the integration of care. Materials from the websites of third-sector
organisations within these areas were selected according to the criterion that they exemplified instances
of collaborative working or service provision around health care. Social spaces for trans people were
excluded as they are typically not a direct collaboration between third sector and local authorities. The
benefits they can have to a trans individual’s well-being are significant, but these groups generally tend
to affect this through personal advocacy and community building, rather than working with structures of
health care.
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Work Package 2: an investigation of factors associated with service use and non-use

This addressed RQ2, concerning what makes services more or less accessible or acceptable for trans
adults. An initial online and paper screening survey was used to gather data on demographics and
service use across the UK, and received over 2055 responses, compared to a target of 500. The paper
version of the survey appears in Appendix 2, as does a summary of the response data. The survey was
promoted widely by project partners and through LGBTQI+ networks and organisations. Response
options included offering to be interviewed, with over 800 people putting themselves forward.
Researchers used data on demographics and service use to construct five purposive subsamples, to be
invited for individual qualitative interviews. The underlying rationale was to identify groups more likely
to experience social exclusion or stigma in everyday life, and who were also more likely to experience
difficulties in accessing and receiving health care. The experience of these groups would be an indication
of the priorities for improving services to make them more inclusive and more effective in addressing
health inequalities.

In discussion with the PPI group, the following groups were identified as priorities for subsamples of
trans service users:

older people and trans ‘elders’ (e.g. historic transitioners)
disabled or chronically ill people

people with low income or educational qualification
people living in rural areas

Black people and people of colour

ko

The individuals invited within each subsample were selected to give diversity in factors such as gender,
location (according to the Office of National Statistics postcode classification of rurality) and age.
When the last two were being sampled for, diversity was sought in other respects. The list of survey
respondents to be contacted for each subsample was identified by researchers prior to accessing their
names or personal details. Researchers then invited respondents for interview. This gave rise to a total
of 65 interviews, lasting between 1 and 3 hours. Most were carried out by trans researchers. The first
10 were conducted face-to-face, immediately before the onset of pandemic restrictions, in early 2020.
All the remainder were carried out online from September 2020 to mid-2021. The interviewer guide
appears in Appendix 3.

The interview offers from trans adults resulting from the survey included relatively few Black people
and people of colour. The survey was kept open for several months and additional targeted recruitment
attempted, but with the continuing pandemic, recruitment of these groups remained low. The research
team engaged two trans Black researchers, who recommended recruiting people to focus groups rather
than individual interviews, because this would be perceived as a more supportive environment within
which people could talk about their experiences. These researchers recruited focus groups and worked
with the research team to adapt the interview protocol to a group context. A further amendment to

the favourable research ethics opinion was obtained. Twenty-three people attended across eight online
focus groups for trans Black people and people of colour (TBPoC), each lasting between 1 and 3 hours.
Each group was audio-recorded, transcribed and the transcriptions anonymised. The total national
sample of service users participating in this WP was thus 88 trans people, of which 65 were interviewed
and 23 attended focus groups.

Across all the subsamples, individuals were invited for interviews because their survey response
indicated relevance to a particular subsample. However, most interviewees had social characteristics or
experiences that were relevant to more than one subsample. Many were treated during data analysis
as belonging to more than one subsample. In analysing each subsample, the experiences of each
interviewee were analysed primarily in terms of aspects relevant to that subsample - for example, that
they were disabled, but also bearing in mind that they were a Black person or living on a low income.
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These intersectional aspects of their experience then featured in the analysis of other subsamples where
they were also included.

Table 1 summarises the numbers of service users from the national sample who provided data within
each subsample, indicating how many in each were also included in other subsamples.

Table 1 indicates the substantial overlap in membership across subsamples. It shows that interviewees
were in fact considered and incorporated within the analysis of all subsamples for which they had
relevant characteristics. Of the total of 65 people in the national sample of individual interviews, 23
were included in 2 subsamples, 11 in 3, and 1 in 4. Just under one-third of those interviewed, 22
participants, featured in a single subsample. The transcriptions of the focus groups with the 23 Black
people and people of colour were also not included in any of the analysis under other subsamples. This
was because the focus groups took place at the very end of data collection and the analysis of other
subsamples was largely complete.

The use of subsamples thus allowed firstly an analytical focus across a group of individuals on common
characteristics that potentially made accessing or using health care challenging. Second, through
interpreting data from individuals within two or more subsamples, researchers sought to capture the
intersectional implications of combinations of social positions or perspectives.

In terms of data analysis procedures, interview and focus-group audio-recordings were transcribed,
checked for fidelity and anonymised. The transcripts relevant to each subsample were then analysed
thematically,*? as distinct groups of transcripts. A subteam of at least two researchers analysed each
subsample, one of these a co-researcher from a third-sector partner organisation. At least one member
of each subteam was trans.

For each subsample, each researcher on the subteam first of all read all of the transcripts and then
coded each one independently, corresponding to Phases 1 and 2 of thematic analysis as described by
Braun and Clarke.*? Codes were entered using NVivo (QSR International, Warrington, UK) qualitative
analysis software. A coding frame, adapted for each subsample, prompted identification of text relevant
to RQ2 (factors affecting the accessibility or acceptability of services), using a set of codes corresponding
to different categories of service-user experience. These descriptive codes were generated by the
whole research team and then refined within each subteam, based on everyone reading an initial set of
transcripts and sharing views on the aspects of service-user experience that were relevant to the RQ.
The codes were thus inductively generated while also informed by the experience and perspectives in
particular of the trans members of the research team. Appendix 3 shows the codes generated across the
NVivo database of interviews, encompassing the five subsamples. It shows codes that were applicable
to all subsamples, as well as those that were used to identify aspects of experience distinctively relevant
to each subsample.

TABLE 1 Subsample composition and overlaps

Subsample No. of interviews No. also in other subsamples
Older trans people and trans ‘elders’ 28 24
Trans people with low income and/or low 16 13

educational qualifications

Trans people with chronic illness or disabled 27 23
Trans people living in rural areas 17 17
Trans Black people and people of colour 16 (plus 23 focus-group 11

participants)
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Codes were discussed and reviewed at regular subteam meetings. Researchers coded independently,
using local copies of the database of interview transcripts for the subsample. Coding from the different
researchers working on the subsample was then amalgamated by uploading and merging these local
copies. Since the purpose of this stage of the analysis was to identify text relevant to different and
well-specified aspects of service-user experience, there was little contention over differences in how
text was coded. Some differing perceptions about the relevance of a portion of text to a code were
discussed and resolved at subteam meetings, but quantitative measures or calculations of inter-

coder reliability were not seen as necessary or meaningful, given the clarity with which codes could

be formulated. Such measures and calculations can also be seen as at odds with the nature of an
interpretative methodology.*®

One of the subteam members then led on further interpretation of the data as categorised under the
codes for each subsample. This corresponded to Braun and Clarke’s Phases 3, 4 and 5 of thematic
analysis (‘Searching for themes’, ‘Reviewing themes’ and ‘Defining and naming themes').*? The researcher
refined and combined codes to produce a set of themes that captured the range of user experiences and
topics revealed within the subsample, and produced a draft report on these themes. Particular attention
was paid to interpreting data from individuals on positive or negative aspects of their care in the context
of wider experiences they reported of coming out and living as a trans person, taking account also of the
range of social positions or identities they held and social context. The researcher producing the initial
draft was trans for four of the five subsamples. A Black researcher produced the draft of the report on
the experiences of trans Black people and people of colour (TBPoC).

Draft subsample reports were then discussed and refined collaboratively by the wider team, resulting

in each subteam producing a revised subsample report. Summaries of the refined subsample reports
appear in Chapter 3, with the resulting themes appearing as the subheadings in the sections devoted

to each subsample. In this phase of analysis, researchers compared the experiences described under
each theme with those found in related research within the literature, sometimes drawing on concepts
from other research to illuminate or explain the data. This stage of analysis thus combined inductive
refinement of themes with use of relevant concepts or theories, such as theories of minority stress and
microagressions,??4* ideas of transnormativity® concerning how trans identities have been regulated and
controlled by cis-dominated medical professions, and analyses of how health inequalities are produced
within LGBTQI+ populations through mechanisms that make services difficult or unattractive to access.*®
The idea of intersectionality* also played a role in bringing out how trans people’s experiences of

health care need to be differentiated depending on which other marginalising social categorisations,
such as non-white ethnicity, they are subject to. Such concepts set the analysis of data in the context

of wider social processes reported elsewhere. Combining inductive refinement with the application of
concepts and comparison with findings from other research is recognised as a rigorous methodology for
qualitative data analysis.3743

Work Package 3: case studies of initiatives to improve integration of care

This was initially planned to comprise six case studies of initiatives to improve aspects of the integration
of care for trans adults, based on qualitative interviewing of service users and staff involved. This was to
address RQ3, concerning the effectiveness of different aspects or features of services in improving care,
and contribute to answering RQ4, concerning the lessons learnt for improving care.

Four such case studies of service improvement or innovation were completed. In collaboration with the
study steering group, two case studies of initiatives to improve care were replaced with two case studies
of a different kind. One focused on the experiences of trans service users with mental conditions in
using health care, as well as the views of third-sector mental health professionals on the current state

of mental health services in supporting trans adults. The second focused on service-user and third-
sector experiences of trans health care in Northern Ireland, where the low level of resourcing of a single
specialist gender service has meant that it has not seen any new patients for several years.
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The reasons for these changes were partly difficulties in gaining research access and local ethics and
governance approvals to study NHS services during the pandemic, beyond the four case studies already
approved. However, the significance of the topics studied in the new cases was also a major factor. The
propensity of stigma-related mental health concerns in the trans population means that it is important to
study how people experience relevant services and how they might be improved. The effective absence
of an NHS specialist gender service in Northern Ireland means that it is important to understand how
trans people needing care and third-sector organisations that support them are coping and what can be
learnt from this in terms of making future care more acceptable and integrated.

In the four case studies of service improvement, the research team worked with a key staff contact
within each service provider to agree the scope of the case study and identify which staff had been
involved in the initial conceptualisation, design and implementation of the initiative to improve the
integration of care for trans adults. The cohort of service users with experience of the innovation was
also identified. Participant information sheets were then created and submitted for local ethical and
governance approval. Staff were then invited to participate in interviews because of their role and
experience relevant to the initiative being studied. Service users were invited to participate based on
their having completed the national screening survey of trans adults’ healthcare experiences (see Work
Package 2: an investigation of factors associated with service use and non-use), and indicated that they had
used the services being studied and were willing to be interviewed. A service provider involved in one of
the case studies mailed out details of the study to service users, indicating they could participate in the
national survey if they were interested in being interviewed.

In Case Studies 5 and 6, staff interviewees were all third-sector professionals, recruited through an
initial collaboration between the research team and an agency active in promoting services for trans
people. In Case Study 5, this was a LGBTQI+ organisation active in promoting health care for trans
people in Northern Ireland. In Case Study 6, this was an agency that provided mental health support
for trans people. In both cases, the research team did not attempt to recruit NHS organisations or staff
as research participants. This was partly because the need for these two cases emerged at a late stage
of the overall project and there was insufficient time to secure NHS ethical and governance approvals.
However, it was also because the scope of these particular case studies was to understand the
experience of service users rather than that of NHS staff.

Table 2 shows the numbers interviewed in each case. The majority were carried out by video conference,
apart from 15 staff interviews on Case Study 1 and 2 on Case Study 2 carried out face-to-face, all before
the onset of the pandemic in March 2020. In each case, in the context of the pandemic there were
limited numbers of service users offering to be interviewed so there was no scope for selection - the
research team accepted the offers made and interviewed as many people as possible. The samples for
each case were not held to be representative of the total population of service users for a particular
service, rather to illustrate a variety of experiences.

TABLE 2 Case study interview numbers

Case study Staff Service users

Case 1: Third-sector gender-outreach workers attached to a GIC 16 15

Case 2: Primary care liaison and psychology services within a GIC 9 7

Case 3: Primary care training and accreditation for trans health care 9 7

Case 4: The Welsh Gender Service 8 10

Case 5: Experiences of trans health care in Northern Ireland 6 4

Case 6: Healthcare experiences of trans adults with mental health conditions 7 2 (plus 72 recruited elsewhere)

Totals 55 45
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The additional 72 service users whose interviews were analysed for Case Study 6 were recruited either
in one of the other case studies or as part of the national sample of service users in WP 2. For both
categories of research participant, their consent to participate included the provision that their data
could be used for multiple kinds of analysis within the project. All service users included in the Case
Study 6 analysis indicated the presence of a mental health condition in their survey response or during
their interview. Of these 72, 56 came from those recruited for interviews in WP 2 (the vast majority of
the 65 interviews already described), and the remaining 16 from those interviewed within other case
studies. Two interviewees were recruited from the responses to the screening survey specifically for the
mental health case study, because they had indicated extensive experience of psychiatric services.

Table 3 shows the numbers of interviewees among the total of 46 recruited across the case studies

who met the criteria for being included within the analysis of one or more of the subsamples already
described under WP 2, as well as the figure already given for those included in the mental health case
study. Data on their experiences of health care were analysed within the context of these subsamples,
as well as from the perspective of revealing the impact of innovations or circumstances that were the
focus of the case study through which they had been recruited. As in WP 2, this approach to analysing
experiences from more than one perspective was intended to recognise and reveal the intersectional
nature of trans lives. Table 3 also indicates again the numbers already given in Table 2 for the national
sample participants within each subsample. The final column then shows the resulting total number of
participating service users within each subsample. The make-up of the participating service users in
Case Study 6, Trans people living with mental health conditions, appears as an additional sixth row in the
table, because in many respects this case study was more akin in its purpose to the subsamples recruited
under WP 2. The emphasis was on understanding user experiences in relation to the accessibility and
acceptability of services (RQ2), rather than studying the results of attempts to innovate (RQ3).

Within the population of 46 service users recruited across the case studies, just under half, 22 people,
were not included in any of the other subsamples or Case Study 6 for analysis. Twelve people featured
in one of the groups listed in Table 3, as well as in one of Case Studies 1-5. Four people featured in
two groups, five people in three groups, and two people in four groups. One person fitted criteria for
inclusion in five groups, that is four subsamples as well as Case Study 6, in addition to the case study
where they were recruited.

Distinct, but overlapping, research subteams took responsibility for the interviews in each of Case

Studies 1-5. Each subteam contained trans and cis researchers, with the trans researchers carrying

TABLE 3 Contribution of case study service-user interviews within WP 2 subsamples

Interviews included from Interviews included from  Focus-group  Total participants

Subsample across case studies the national sample participants providing data

Older trans people and 5 28 0 33
trans ‘elders’

Trans people with low 7 16 0 23
income and/or low
educational qualifications

Trans people with chronic 16 27 0 43
iliness or disabled

Trans people livinginrural 5 17 0 22
areas

TBPoC 0 16 23 39
Case Study 6: Trans people 18 56 0 74
living with mental health

conditions
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out most of the interviews with service users, as well as carrying out some staff interviews. Appendix 4
contains typical topic guides for staff and service-user interviews. As described in the study protocol,
interviews were audio-recorded, transcribed, and transcriptions then anonymised. Interviews with staff
typically lasted between 1 hour and 90 minutes. Interviews with service users were between 1 and

3 hours long.

Case study data analysis was primarily based on these interviews, but also involved some analysis of
service documents, such as policies and progress reports. As in WP 2, thematic analysis*> was used

to summarise and interpret staff and service users accounts of changes to care practices, the extent
to which achievements and benefits resulted, and the issues or challenges encountered. As in WP 2,
there were two overall stages of the analysis carried out within each case. In the first phase, each staff
and service-user transcript was coded independently by two different researchers on the case study
subteam, at least one of whom was trans. The descriptive codes used allowed identification of text
relevant to different aspects of RQ3, for example the motivations for the new care practices being
studied, the practices themselves, the benefits, issues or difficulties encountered, as well as views on
their overall effectiveness and the implications for future service development.

Appendix 5 shows the descriptive codes used in NVivo for staff and services user transcripts in one of

the case studies. The coding frames were different because staff and service-user interviews contained
data relevant to different as well as overlapping aspects of the overall case. For example, staff could be
expected to provide most of the data on the reasons behind an initiative to improve care. When analysing
service-user transcripts, researchers were careful to code accounts of benefits or shortcomings of care
experienced only after absorbing the totality of a transcript and the wider personal history it contained.
Researchers saw it as important to interpret an individual's experiences of benefits, issues and difficulties
with a current service in the context of their wider experiences of life or health care over time.

Descriptive codes were then merged and compared by a research team member responsible for
producing a second-order analysis of each case in the form of a draft case study report. As in WP 2,
differences between coders concerning the initial descriptive coding were noted and discussed where
necessary, but mostly seen as helpful indications that additional text could be seen as relevant to
understanding the impact of attempts to improve care (i.e. RQ3). Second-order analysis mainly took

the form of inductively refining and combining descriptive codes to identify themes that adequately
summarised the range of views across informants on the rationale for the innovation being studied, the
practices that emerged, and the achievements, shortcomings and challenges encountered, as well as

the implications for further service development. In the study of services in Northern Ireland and the
mental health case study, the themes identified focused on the range of service-user experiences, rather
than the course of an innovation. In three cases, the author of the draft was the PI, a cis man, and in one
other case authorship was shared between a cis woman Co-I and a non-binary researcher. In the other
two cases, the author was a trans researcher, in one case a woman and in the other a non-binary person.

As in WP 2, second-order analysis authors drew to some extent on concepts from existing related
research in arriving at a set of themes to summarise the data, alongside inductive development.

In the mental health case study, frameworks for understanding the relationship between mental

health, microagressions and marginalisation??* were brought to bear. For Cases 1-4, concepts from
institutional theory*” proved useful in structuring the analysis. These concepts concerned the process by
which new service logics come into being, as clinicians and service designers seek to break with some
aspects of existing services and perpetuate others. Existing literature has drawn attention to the role of
interdisciplinary networks of health professionals joining with user communities to share a moral ethos
about service priorities that challenges existing services. Such networks can then advocate and develop
innovative practices.*®

For Cases 1 and 2, draft reports were fed back for validation to the interviewees, as a presentation, for
discussion, in online workshops. Separate workshops for staff and service users were held for each case.
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Points of accuracy and interpretation were incorporated into subsequent drafts. Reports were fed back
to key participants in Cases 3-5, with a request to correct issues of accuracy.

The analyses of all the cases in this report present anonymised data, including direct quotations from
participants, preserving participant confidentiality. Most of the case analyses do not identify the services
involved or their geographical setting, other than in very general terms. However, following discussions
with key participants in Cases 4 and 5 (concerning services in Wales and Northern Ireland respectively),
we did not attempt ‘geographical anonymisation’ for these cases. The configuration of social context

and healthcare delivery issues in these cases would have made anonymisation of the setting involved
difficult and arguably impossible. As in the other cases, anonymised quotations from participants are
attributed only in terms of the speaker’s generic role and have been scrutinised so that they do not
contain any clue as to the speaker’s identity.

Across WP 2 and WP 3, an important methodological element was the interviewing of trans service
users by trans researchers, although cis researchers also undertook such interviews. Trans researchers
were often able to identify where follow-up questioning could lead to fuller data. This, however, put
trans researchers in the position of hearing accounts of care that placed them at risk of vicarious trauma
or retraumatisation due to their own experiences. The trans researchers requested and were provided
with a trans-led supervision forum, where they could process this impact on them.

Work Package 4: synthesis of findings and implications for improving practice

This addressed RQ4, concerning the lessons learnt for improving health care for trans adults. This
included the development and comparison of analyses of the five purposive subsamples and the six
case studies.

The drafts of case reports were first discussed and further developed within the research team. Authors
worked to an extent inductively, refining and combining themes to represent the data succinctly but
comprehensively, while also drawing on concepts from existing literature identified above under WP 2
and WP 3. In addition, ideas of integrated or co-ordinated care®®3? and person-centred care3** played a
key role in conceptualising deficiencies in care reported and in analysing attempts to improve it.

During this stage, the project team discussed and agreed the structure of this final report, with the
findings in two parts. Chapter 3 combines the analyses of the five subsamples within the national sample
in WP 2 and Case Study 6 from WP 3, concerning experiences of trans people with mental health
conditions, to reveal the dynamics of problematic and often poor care received by the majority of people
in our sample. Chapter 4 then presents the remaining five case studies from WP 3 to analyse the extent
to which attempts to improve and better integrate care have addressed the deficiencies described.

Chapters 5 and 6 then draw out the implications. In particular, two trans researchers within the team
led on conceptualising a possible trajectory for the future of trans health care, based on three distinct
underlying paradigms or models. The first paradigm involved improving the established model based
on formal diagnosis of gender dysphoria as the gateway to gender-affirming treatment being available
only through specialist gender services. The second and third paradigms involved progressively more
integration of gender-affirming care within primary care and a diminishing role for specialist diagnosis.
Developed versions of the paradigms appear in Chapter 6 and Appendix 9.

A day-long online workshop of the ICTA project community, comprising the research team, the study

steering group, the advisory group and the PPI group played a key role in debating the emerging
analysis. A total of 32 people, 21 of whom were trans, took part.
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Leading up to it, trans members of the project team aired concerns that their perspectives and, in
particular, conclusions that were critical of current services would be diluted in the final drafting of
project outputs by their senior colleagues, to avoid alienating NHS project partners. A key purpose of
the workshop was to ensure that a wide variety of trans voices were present among the stakeholders
contributing to analysis. In structuring the workshop, the research team sought to balance presentations
of draft findings, including the idea of the three paradigms, with focused small group discussions. The
design intent was that there should be ample space for trans people to formulate and express views and
statements about project outputs in groups that did not include representatives of NHS services.

The workshop design appears in Appendix 6. Participants were each pre-allocated to two different
small groups of four or five people that met at different points during the day to discuss various
presentations or topics. One set of groups was based on role: service users, primary care staff,
mental health staff, GIC staff and third-sector staff. So trans people were either in a service-user
group, or another grouping based on their professional role. The other set of groups comprised
mixed ‘home groups’, which first met at the beginning of the day and were intended for participants
to work together with others in different roles. Small group and plenary discussions were recorded,
either through the online meeting software, or by note-takers. Anonymised examples of small group
outputs are included in Appendix 6. The discussions and outputs from the workshop indicated broad
agreement with the idea of representing possible futures of trans health care in terms of the three
paradigms, and contributed to clarifying their content.

Following the workshop, the Pl made arrangements to extend the duration of funding of the PPI group
until the end of the writing-up period after the conclusion of the research contract, so that drafts of
Chapters 5 and 6 were reviewed by this group of trans people. The two trans research fellows had both
moved on to new posts by the time of final drafting and submission of this report but contributed their
time to review drafts out of goodwill.

Such inputs were important in identifying possible gaps or negative impacts on equality issues in
rationales for service improvement within case studies. For example, PPl group members foregrounded
the data on the mental health burden on trans people of extended assessments, and the dangers of
additional assessment being seen as necessary for people who already experience multiple forms of
marginalisation, such as neurodivergent people or people with mental health conditions.

Clinical leads were also asked to comment on drafts of the case studies they were involved in. In
response to feedback, the research team refined some case reports to focus more precisely on the
learning from the intended service innovation, rather than the entire service. Revised case reports also
differentiated the accounts of experiences of the relatively small number of service users interviewed,
bringing out their range and relating them to personal histories and contexts. Service-user accounts
thus served to illustrate different ways that individuals responded to the innovation studied, rather
than claiming to represent user satisfaction or dissatisfaction with the service in general. NHS project
partners were not involved in the shaping of the analysis in Chapters 5 and 6 of this report, although
they, together with the study steering group, were given the opportunity to comment on Chapter 6.

Project outputs

All of this work provided the basis for project outputs and their dissemination. In addition to this report,
the project has produced online educational materials for GPs, psychological therapists and members of
the public, in particular trans people and their supporters. The materials concern rationales and practical
issues involved in achieving improved integration of care for trans people. They are available free of
charge from late 2024.
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Chapter 3 Healthcare experiences of trans
people

Introduction

This chapter focuses on the healthcare experiences of trans (including non-binary) people. It presents
data relevant to RQ 2, namely:

Which factors make services more or less accessible and acceptable to the variety of trans adults who
need them?

Additionally, the analytic focus is on exploring the extent to which participants experienced care as
(1) person-centred and (2) co-ordinated.

The chapter reports on the experiences of six (overlapping) subsamples within the ICTA national sample
of interviewees: people with mental health concerns or conditions, older trans people and trans ‘elders’
(those who transitioned years or decades ago); disabled or chronically ill people; people with low income
or low educational qualifications; people living in rural areas; and TBPoC. The six subsamples were
drawn from the 65 interviews and 8 focus groups (with 23 people) conducted for the national sample;
the analytic group also included 24 of the 46 service-user participants interviewed for the case studies,
giving a total sample of 111 people included across the 6 subsamples. The first subsample was the
largest, in fact including all but 9 of the 65 interviewees, as shown in Table 3 in the previous chapter. It
revealed themes that are fundamental to understanding the experience of the other groups, given this
extensive overlap in membership. We therefore begin with the findings from this subsample, to set the
context for the others that follow. Table 6 in Appendix 7 shows the demographic breakdown of each
subsample, including by gender. The chapter concludes with a summary of the findings regarding the
healthcare experiences across the subsamples.

People with mental health concerns or conditions

Prevalence of mental health difficulties

The original ICTA research plan did not call for a case study focused on mental health. The decision

to conduct one came about as a result of the researchers noticing the high levels of mental health
disclosures among the participants. This suggested the value of a focus on trans adults’ experiences of
mental health and mental health treatment.

The responses to the survey used to recruit interviewees showed that, from a total sample of 2055:

e 23% (481) had accessed/were currently accessing transition-related psychotherapeutic support,
of which:
O 262 or 54% accessed private psychotherapy
O 158 or 33% accessed NHS psychological therapies
O 61 or 13% accessed both NHS and private psychotherapy
e 11% (232) reported being on a waiting list for such support
e 21% (431) would have liked to be able to access such support.

In other words, half the survey respondents had accessed or wanted to access psychotherapy support
for their transition journey.
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From the same sample, in the 2 years prior to completing the survey:

e 26% (535) had accessed/were currently accessing NHS psychotherapeutic services for non-
transition-related reasons.

e 28% (585) had accessed/were currently accessing third-sector/private psychotherapy for non-
transition-related reasons.

e 18% (376) have been under the care of Community Mental Health Teams in the previous 2 years.

These data suggest a high level of felt need for psychotherapeutic support in this population (over one
in four participants) but also a high level of engagement with community mental health services, given
estimates of population average caseloads for adult community care of 100,000 people of 1632 (1.6%)
according to an NHS report for 2019-20.° The finding of high levels of mental health felt need and
service usage in this population corresponds with prior research.?>?

The interview data analysed below resulted from 74 interviews with trans people, all included
because they talked about experiencing mental health difficulties which included commonly reported
experiences of anxiety and/or depression as well as reports of having been suicidal in the past.
Additionally, participants reported mental health difficulties including personality disorders, obsessive
compulsive disorder, bipolar depression, and trauma-related mental health concerns. A number of
participants reported neurodiversity (e.g. autism, dyslexia and dyspraxia).

Non-healthcare-related contributors to mental health

An initial analysis was conducted to examine what the interview data suggest participants understand
or perceive as non-healthcare-related contributors (positive or negative) to their mental health. The key
finding was that a variety of contextual factors create significant mental health burden for trans people,
including loss of relationships and negative work experiences as a result of transitioning, threat of
anti-trans violence and experience of microaggressions, and the inter/intrapersonal impacts of living in a
trans-hostile society. One participant commented, ‘| mean like in the 80s your white hetero males used
to throw stones at me, threw bottles at me, call me a poof all that sort of thing. | got beaten up a couple
of times. There were also accounts of violence that were more recent, such as an experience of being
physically attacked in a workspace. One participant talked about experiencing ‘stones (thrown) through
the window’ of their house and being harassed by a group of teenagers on the street outside it.

This analysis also explored how participants attributed their mental health difficulties. Some attributed
these to gender incongruence, but it was more common that they talked about mental health difficulties
as linked to not transitioning and mental health improvements to transitioning:

My mental health is the bit that I've struggled with, and it’s been a definite benefit to that ... for me
transition has been only beneficial from a health perspective. Because if we're talking about it, is ill health
limiting then the thing that was limiting me was my mental health, which has improved.

Overall, the findings accord with a contextual or social understanding of the higher rates of mental
health difficulties within trans populations. This understanding aligns with the ‘minority stress model’>? a
theoretical and explanatory framework that suggests that mental health disparities for trans people are
largely explained by the stressors caused by living in a transphobic social context, such as harassment,
discrimination and targeted violence.

Experiences of general health care

A second analysis focused on how participants understood relationships between their mental
health and their experiences of general (neither transition-related nor mental health-related) health
care. ICTA participants’ accounts suggested that positive experiences of health care were associated
with encounters that were free of transphobic microaggressions, and supportive of trans patients’
medical transition. Conversely, negative experiences of health care were associated with experience
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of transphobic microaggressions, which are known to damage well-being.*+>35* Examples of
microaggressions included being misgendered, deadnamed, subject to cisnormative or transphobic
assumptions (e.g. about sexual history), health professionals being overly curious/questioning
about trans status/experience when transness is not medically relevant, and medical staff making
presumptions about trans health/identity that effectively dismiss a trans person’s knowledge of
themselves. To exemplify this, one participant talked about their distress at being deadnamed:

I know walking into A&E that they’ve looked at my name, they've looked at my records, they’ve got me
down as male and Mr [name] on the system and yet the staff have turned around and said to a nurse, oh
this lady over here. And I'm like you have Mr [name] in front of you on the screen, you literally have it in
front of you on the screen with a male marker, I'd already confirmed that that’s me, and yet you've still
misgendered me and that’s [sigh] - | find those sort of situations difficult.

Participants also talked about their experiences of not receiving appropriate or (in the patient’s view)
satisfactory health care, which contributed to stress and hence negative mental health. Often this was
due to healthcare professionals’ lack of understanding of trans healthcare needs - for example, in one
account a GP making a medically inappropriate and (for the patient) very damaging decision to stop

a participant’s HRT. There were also accounts of non-transition specialist health services simply not
providing health care to trans patients on the basis that they did not have a protocol for them. One
participant described having urgent surgery cancelled because:

The surgeon said that they had no policy on how to treat transgender patients and then after time
I was then informed that he would no longer be dealing with me and he would be passing me on to
another hospital.

This person was subsequently treated without issue by another service.

The impact of repeated negative experiences of health care was a wary or anxious attitude towards
seeking medical care, which is likely to contribute to health inequalities for this population, and might
lead to self-exclusion from healthcare settings. Overall, there was evidence of iatrogenic harm in general
healthcare settings that was trans-specific, that is beyond the level of iatrogenic harm experienced in
the general population. Prominent issues concerned healthcare professionals’ apparent lack of training
or cultural competence in working with trans patients, and transphobia in the form of doubting and
undermining trans identity.

Experiences of transition-related health care

The third analysis examined how participants understood relationships between their mental health

and their experiences of transition-related (GIC) health care. The accounts of waiting to access medical
transition health care clearly suggest that a multiyear waiting list has a significant and detrimental
impact on trans people’s mental health. As one participant said: ‘Waiting with gender dysphoria that long
can be crippling. As I'm sure you've heard from others, it's crippling. Another participant stated:

[The waiting list]'s so absolutely soul destroying for everybody going through it. It takes so long and
everyone is so emotionally fed up of it and exhausted by the whole thing. That even if you consider
yourself to be pretty resilient and if you think of yourself as a resilient person and that your mental health
is strong it still gets exhausting and the wait is just interminable.

This finding is in line with other research on the negative impact of waiting to access health care.>>>¢

Participants’ accounts of the experience of diagnosis within GICs suggest that for some the
experience is positive and validating. For others, however, the experience is intrusive, uncomfortable/
distressing and potentially destabilising or even re-traumatising, where patients were made to go over
historic trauma without a trauma-informed support structure in place to manage potential risk. To
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exemplify, one participant described the questions they were asked as invasive and the experience as
‘deeply humiliating’:

At the beginning, they want to know everything. They want to know all about your masturbatory history
and all that kind of stuff. That was deeply humiliating. That happened in the first two sessions that |
had there before they put me onto the doctor to start me on hormones and stuff. | mean | don’t have a
problem talking about this kind of stuff now, but it felt very invasive at the time.

Another participant talked about the impact of questions that were experienced as transphobic:

The psychiatrist just bluntly asked something like, ‘do you think you're trans because you were abused as
a child?’ I was just looking at him like completely baffled. You're supposed to be a doctor and you're saying
those words? You're just repeating what the TERFs are saying? | just couldn’t grasp it.

The data also at times point to the possibility of intersectional issues such as age, race, class, weight,
mental health, disability, neurodiversity and gender factors (for trans women and non-binary people)
within the diagnostic process being implicated in worse patient outcomes/satisfaction with treatment
(c.f. Riggs et al.).®

The accounts also suggest that the rationale for diagnosis of gender dysphoria or the diagnostic
processes involved in sign-off for surgery is rejected by many trans people and that GIC appointments
are experienced as contexts in which trans patients have to ‘prove’ trans identity, and in which there is
inconsistency from clinician to clinician. Exemplar quotes include:

If | was being less kind I'd say [the screening appointment is about] making sure you were trans enough to
be on the waiting list ... They just want to make sure that you're - in heavy air quotes - ‘really trans’.

I'm having to prove this [gender identity] to higher-grade people and continually do that where the one
thing that has been firm and fixed in my life has been my gender identity.

The accounts suggest that trans people who feel like they have to ‘prove’ their trans identity experience
GIC health care as subjecting them to a stream of microaggressions since these assessment processes
are intrinsically questioning/doubting of trans people’s knowledge of themselves and undermining of
their identities. In this way, the diagnostic assessment processes that are central to GIC pathways are,
as evidenced by the accounts of ICTA participants, clearly contributing to the mental health burden of
some trans people. This is iatrogenic harm, and ties into the broader transphobic context of a climate of
doubt over the validity of trans identities, Bettcher’s ‘denial of authenticity’ and undermining of ‘first-
person authority’.>® From the accounts, it appears there is a lack of understanding and acknowledgement
of the harm caused to trans people by waiting for and being denied trans-related health care. The
accounts also suggest a lack of awareness of the power imbalance of predominantly cis clinicians
gatekeeping access to trans health care.

It should be noted that the accounts of negative experience of diagnosis prototypically involved depiction
of an assessment process that is adversarial, aggressive or hostile, involving a sharp power differential
between patient and doctor and an understanding of the trans patient as untrustworthy and/or lacking in
credibility. Conversely, positive experiences of diagnosis involve encounters described as caring, nurturing,
collaborative and affirming, where the power differential is not remarked on and where the trans patient
experiences themself as respected and listened to. The contrast appears to be of a climate of power-with,
seeing the trans patient as the expert on themself to be collaborated with, and power-over, with the trans
person seen in an infantalising way, to be treated adversarially, doubted and caught out.

Many participants expressed doubt about the legitimacy of the gender dysphoria diagnosis; this is

important given the core finding that a diagnostic stance that involves doubting that trans people are
the experts on their own gender identity is detrimental to the mental health of trans people.
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The fourth analysis examined how participants understood relationships between their mental health
and their experiences of mental health services including counselling. Many of the participants talked
about how access to counselling/mental health support during transition was or would be very helpful;
participants also talked about how hard it was to access transition-related counselling support.

The data on participants’ experiences of mental health systems and professionals (such as psychiatrists
and psychiatric nurses) included accounts of positive experiences. However, there were also some
notable accounts of transphobic treatment. The transphobia was sometimes systemic - for example,
gendered wards created significant issues in some accounts - but the accounts also contained quite
shocking examples of transphobia that were expressed interpersonally by mental health professionals.

For example:

When | was showering or using the bathroom, because | was on constant observations when [ first got
there, they would watch me shower and they didn’t close the door. And because | was listed as male, | had
male nurses watching me. They did not know that | was trans, and this was before | had my top surgery.
So they were basically just watching me shower and looking me up and down, really confused, giving me
dirty looks while | was showering, whilst | was being through it. | remember one time | had a shower and
sat on the floor of my room. | had a pair of nurses outside my room arguing over whether | was a boy or a
girl. And then eventually they were just, ‘What is it? What?’

These experiences of having trans identity dismissed, challenged and not believed, and having the views
and preferences of trans patients ignored or dismissed, are echoed in other accounts. Yet the starkness
of the accounts perhaps illustrates the intersectional impact of being a person who is both trans and
understood within a system as having mental iliness - being seen as even less credible or trustworthy

than a person who is either trans or mentally ill.

In terms of accounts of therapeutic treatment, there were both positive and negative experiences. As

illustrated in Table 4, these were broadly complementary:

TABLE 4 Positive and negative experiences of therapy

Positive experiences of therapy involve Negative experiences of therapy involve

Being asked for pronouns/preferred name

Accepting of trans identities, trans-affirmative stance, actively
rejecting conversion therapy

Facilitates exploration of gender identity including any doubts,
does not dismiss/deny trans identity

Good therapy relationship

Avoiding inappropriate focus on transness and ‘trans broken arm
syndrome’

Trans aware/trans knowledgeable, insider understandings (trans
therapists) - by implication, not having/expressing transphobic/
heteronormative assumptions

Being persistently misgendered

Counsellor evidences transphobic sympathies or
expresses transphobic assumptions about trans
people/identities

Expression of gender questioning is glossed over,
not explored (avoided) or shut down

Sense of lack of interpersonal connection and lack
of safety

Over-focus on transness and instances of ‘trans
broken arm syndrome’

Lack of knowledge (being ‘clueless’) but also lack of
knowledge being associated with therapist express-
ing transphobic and heteronormative assumptions

System/service issues:

e Services referring on or refusing to work with
someone after they disclose being trans

e Intake forms being only binary gender

e Services being binary gendered (e.g. therapy
groups)

Copyright © 2024 Holti et al. This work was produced by Holti et al. under the terms of a commissioning contract issued by the Secretary of State for Health and
Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https:/creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.

23



24

HEALTHCARE EXPERIENCES OF TRANS PEOPLE

Summary of mental health experiences

The analysis of ICTA survey responses from participants who reported experience of mental health
difficulties echoes prior research. This is a population that experiences a high mental health burden.
Further, the analysis of the interviews indicates that this burden is directly related to trans people’s
experiences of trans-related stigma and microaggressions. Participants’ reports of experiences of
health care shows that trans people are quite regularly experiencing in healthcare settings the same
transphobia and microaggressions as in other social contexts, and that when this happens the outcome
is poorer experience of health care and consequent mistrust of healthcare providers. Both of these
contribute to poorer mental health, and, probably, health inequalities for this population. Research
attributing poorer maternal and infant health outcomes for non-white patient groups to racism within
maternity services®’-¢° provides a related example of the significant negative health outcomes of societal
prejudice enacted systemically or interpersonally in healthcare settings.

Analysis of participant reports of GIC healthcare experiences strongly suggests that prejudice against
trans people is also experienced by some participants in the very healthcare setting dedicated to
providing specialised health care for this population, with reported negative impacts on the mental
health of patients. By participant accounts, when undergoing a gender dysphoria diagnosis is
experienced as a process of having to prove trans identity, diagnosis is experienced as enacting trans
microaggressions, something which, in participant accounts, creates negative mental health impact.
The multiyear waiting times to access GIC services was experienced as another systemic expression of
transphobia which participants reported as creating significant mental health burden.

Analysis of experiences of mental health treatment by participants suggest that trans people are also
experiencing significant transphobia in mental health settings (e.g. psychiatric hospitals and community
mental health clinics) and within counselling/psychological services, those in the NHS, in third-sector
(charity) and educational settings, and within paid/private counselling and psychotherapy. The accounts
of good experiences of mental health and counselling treatment indicate that service satisfaction

is linked with services being (broadly) trans accepting, trans knowledgeable and avoiding enacting
transphobia and microaggressions.

Across all services, but in particular GIC services, participant accounts suggest that for a significant
number of trans people NHS health care is creating iatrogenic harm - by exposing them to trans
prejudice and trans microaggressions and consequently further increasing the mental health burden of
this population.

Older trans people and trans ‘elders’

This analysis focuses on the healthcare needs and experiences of older trans people in the UK. Ageing is
associated with increasing healthcare needs as well as emergence of comorbid conditions that need to
be concurrently managed. Co-ordination of health care (a focus for the ICTA project) is thus particularly
relevant for older adults and, research suggests, often problematic.®* Access to health care for older
adults may be impacted by locality®? as well as socioeconomic factors®® and ageism.®* Further, a recent
study in Wales of people seeking to transition later in life indicated that such older trans adults have

to carry a dual burden of educating GPs about their healthcare needs while experiencing cisnormative
assumptions, which impede their access to transition-related care.®> All of this indicates the importance
of examining the healthcare experiences of older trans people, who face unique health challenges, both
with transition-related care and non-transition-related care.

We use ‘older’ as a very broad term, referring to research participants aged between 51 and 82. The data

reported here include semistructured interviews with 33 trans people living in the UK; 9 in their 50s, 15
in their 60s, 8 in their 70s and 1 in their 80s at the time of the interview. The overall ‘younger’ age of this
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sample means that there is less information about the experiences of health care in older age, and about
issues such as increasing physical frailty, dementia and needing social care. These findings are further
limited by it being a majority white sample.

Accessing services

Waiting

While the long waiting times for transition-related health care have impacted most participants,

older trans people provide a unique perspective. As one participant succinctly put it, ‘I'm well past

the halfway point in my estimated life. | need to get on with it’ (Woman, aged 71). These participants

are experiencing waiting at a stage of their life where time feels particularly precious. For many this
delay in care comes after years of waiting to make the decision to transition, which makes accessing
transition-related care feel particularly urgent for them. Many older participants described a wish for a
more accelerated timeline for transition. This was in relation to many factors, in particular a sense of ‘not
having much time left’ as well as having a good understanding of oneself in older age and feeling capable
of making transition-related decisions. (It is important to note that people of all ages in our sample
expressed similar sentiments, and be aware of the ageism implicit in the idea it takes age to achieve this
self-understanding.) As one participant described, however, this experience of not transitioning until
later in life but once having made that decision moving along quite quickly, can be fraught:

My third assessment at [GIC E] or whatever they call it was a third doctor, by the fourth | was back to
the first one. He, in his report he reckoned that | was too slow deciding to transition because of my age.
Then in another report he reckoned | was too fast deciding to transition because it only took a year from
deciding to going full-time.

This 71-year-old participant received pushback from the GIC for transitioning at her own pace, first that
she had waited too long to start transitioning and later that she was going too quickly. Across the ICTA
sample participants talked about having little control over the pace of their transitions, being subject

to arbitrary waits, but also to potentially infantilising notions of what is ‘good for them’ in terms of
timescales. This issue of not being able to transition at a pace that was right for them was particularly
present for older people.

Hormone replacement therapy

Older people accessing HRT will have additional health considerations. For people taking oestrogen, the
risk of heart disease or stroke is low but there is an increased risk after the age of 60. As one 72-year-old
participant explained,

After my heart attack my GP said, ‘You do realise that the hormone treatment is contraindicated in this
case, don’t you?’ ‘Yes." He said, ‘But you're not going to stop it are you?’ ‘No.' ‘OK, fine.’

In this case, the doctor was concerned about an increased risk but was still prescribed her oestrogen on
the basis of her informed consent. Several older participants talked about having been put on oestrogen
patches or gel instead of pills due to the decreased risk of heart disease, stroke and blood clots. One
older woman who did not respond well to the patches described struggling to, but ultimately succeeding
in, having her informed consent accepted and acquiring oestrogen pills. Other ICTA participants
reported similar experiences feeling that they needed to fight to access care. The mental health impact
of experiencing barriers in health care has already been discussed.

Another concern for older people is osteoporosis, which is directly linked to hormone levels. Not
having enough oestrogen or testosterone can lead to bone density loss. For people who no longer
produce enough oestrogen or testosterone for whatever reason, correct hormone maintenance is
crucial. Older AFAB participants reported navigating HRT for menopause, and in some cases requiring
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testosterone rather than (or in addition to) oestrogen HRT. Such accounts illustrate the complexity of
hormone management in older trans people, and suggest the need for a patient-centred approach to
HRT prescribing.

Social care

While no one in this subsample had first-hand experiences of social care, several participants discussed
end of life planning in relation to gender. One concern was getting a GRC so that their death certificate
would have the correct gender. Some people were also concerned that unsupportive family members
might not respect their name or gender after death. Appropriate future social care was a concern.

It should be noted here that obtaining a GRC is contingent on a diagnosis of gender dysphoria and
medical evidence.

Outpatient services

Screenings

The NHS offers a range of screening programmes, many of which are primarily offered to older people.
Difficulties can arise when people are invited for screenings based on the gender marker in their medical
records, which may or may not be accurate or accurately reflect a person’s screening needs. Because the
‘m’ or ‘f’ is currently used as a stand-in for the presence or absence of certain body parts and risk factors,
anyone who does not fit into those boxes, for example a man with a cervix or a woman without one,
may be disadvantaged. This can happen to someone at any age but was particularly prominent with the
older participants as they qualify for more screenings.

Many older ICTA participants reported getting invited for only the screenings associated with the
gender marker on their NHS records. For people with an ‘m’ marker, this means being invited for
abdominal aortic aneurysm (AAA) screenings but not being invited for breast cancer screenings even if
that would be medically indicated. For those with an ‘f’ marker this means receiving breast and cervical
cancer screening invitations but having to chase down other screenings if they are required. Several
participants reported being erroneously invited for cervical cancer screenings once they had changed
their gender marker to ‘f, but most were able to consent to being removed from that list when they
explained to their GP that they did not require that screening. Similarly, other participants removed
themselves from the breast cancer screening list after having top surgery while remaining on the
cervical cancer screening list if relevant. In addition to removing themselves from certain screening lists,
participants have also had to initiate putting themselves back on other lists, particularly for AAA and
breast cancer screenings. This requires, however, that an individual is aware of what screenings they
need, which not all of our participants were. While prostate cancer does not have a national screening
programme, some participants with an ‘f’ marker have tried to access prostate cancer screenings with
mixed success. Furthermore, some participants reported avoiding screenings altogether due to gender
dysphoria. Bowel cancer screenings, however, remained uninterrupted for participants, as that is not a
gendered programme.

Breast cancer screenings were the most commonly cited and highlight the array of experiences trans
people have with this type of health care. While some participants reported positive experiences,
significant lapses in care were reported as well. For example, the following 54-year-old participant
experienced a complete absence of care:

I'd been putting off having a mammogram because | knew | was going for top surgery anyway. But then

| developed this breast abscess and the GP’s advice was go and get yourself a mammogram. So | rang
Breast Test Wales to get a mammogram and was told that we don’t see trans people in this service ...

so even if you're a man with breast cancer or if you're male identifying you have to book a mammogram
through your local hospital rather than through the Breast Test people. And it usually takes longer because
you're accessing a specialised service because they don’t run male clinics very often.
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This is a clear example of healthcare discrimination - he was not able to access the same care provision
that cis women are able to access despite having the same need.

Our findings highlight the ineffectiveness of screening programmes run on the basis of a gender marker
rather than on the basis of medical need. As several participants have echoed, a better system would be
to track an individual’s need for various screenings, such as ticking a box that this patient has a cervix
or not. This would ensure that all people receive the proper invitations for the body they have at that
point in time. The findings also evidence barriers to accessing screening for trans people, which could
potentially lead to higher incidence rates of cancer in trans communities. Further research may be
required to understand how best to overcome these. In Case Study 3 in Chapter 4, we report on some
initiatives in primary care to ensure that trans people are called for screenings appropriate to them, and
also to mitigate the distress caused by screenings likely to trigger experiences of gender dysphoria.

Hair removal

Hair removal as part of transition-related health care can involve general facial and body hair removal
as well as targeted hair removal on a part of the body to prepare for surgery, for example hair removal
on the skin graft donor site in advance of phalloplasty. The specific services provided are laser/intense
pulsed light (IPL) or electrolysis. Many participants (this was true across the ICTA sample) reported
that the existing NHS provision for hair removal is too minimal to be helpful, driving many to pay for
treatment out of pocket, where they have the means.

While some noted white hair being less visible for lighter skinned people, several participants also
pointed out that laser and IPL are not effective on light hair. This highlights the way certain groups face
extra disadvantages in trans healthcare costs - more pricey electrolysis is the only effective option with
grey or fair hair, and for people with darker skin. Participants in this group in particular reported having
to pay for extra hair removal. This presents an often unaffordable financial burden. Not being able to
access sufficient hair removal presents a threat to well-being and safety for trans women, particularly
older, poorer and darker skinned trans women. Without it, they may be unable to navigate the world
safely and without dysphoria. Lack of access to hair removal can amount to an additional inequality trans
women face in getting the transition care they require.

Surgery later in life

As with HRT, there are additional risks for older people undergoing surgery, risks which factored into
participant’s decision-making processes. In addition to surgical risks, some participants discussed not
wanting to bother with certain surgeries, such as lower surgery, because of their age (rationales included
both worry about medical complications related to age and, for some, a sense that their age meant that
more medically complex forms of lower surgery were not ‘worth it’). While surgery is not right for all
older people, it is important that older trans people have access to good information in order to make
decisions about their care and that they are able to access the care options that are best for them

as individuals.

Historic transition

Historic transitioners, people who accessed medical transition many years ago, will have faced an
additional barrier to accessing transition-related health care. The previous model for GIC referrals was
for a GP to refer an individual to a psychologist who would complete an assessment and then decide
whether or not to refer the person to the GIC. Participants reported that this added an additional delay
as well as a possible roadblock if the psychologist decided not to refer.

Some such ICTA participants highlighted the issues having been discharged from their GIC created
in accessing ongoing hormone prescriptions. Barriers to ongoing health care and the risks attached
to its removal - for example, of osteoporosis - point to the lack of integration of trans health care in
mainstream medicine and the health inequalities this creates.
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Transitioning later in life

Transitioning later in life has its own unique set of challenges. Older trans people face difficulties
accessing transition-related health care, as discussed above, but participants who transitioned later in
life described additional social barriers. Many of these participants did not know about transness earlier
in their life and by the time they did typically had family and work pressures which kept them in the
closet. Several participants described having some understanding of their gender at a younger age but
not feeling able to come out due to prevailing societal stigma, lack of information and family and career
pressures, among other reasons.

While not everyone did express regret or negative feelings about transitioning later, some wished they
had been younger and therefore at lower risk for various medical interventions. Some also felt that

the changes they experienced on hormones had been limited by their age, such as the 68-year-old
participant who stated, ‘If I'd done this when | was a lot younger then my facial features would have
changed, they would have softened more. Given my age, the hormones they've got an uphill task. Other
participants expressed concern that not transitioning earlier meant they were not ‘really trans’ or were
not ‘trans enough’; as one 51-year-old explained:

| felt, one of the things | was worried about is transitioning being old. | got all tied up in this ‘am | trans
enough, if I'd have been really bothered, | should have done this when | was 18, but when | was 18 trans
men didn’t exist.

Of course, it was possible to transition in the early to mid-twentieth century and indeed people did, but
many participants lacked access to critical information and the safety and support to do so until later in
life, which may relate to prevailing attitudes at the time.

Participants sometimes cited upsides or silver linings to later transitions. Even those who had some
regret around not transitioning earlier discussed feeling better prepared and more sure of themselves
during the process as a result of their age. Having support systems in place and knowing where to get
information helped many older participants in their transition. Those older participants who were retired
when they transitioned explained how that was beneficial; they talked about how they did not have

to worry about coming out at work or taking time off for medical appointments or surgical recovery
(although that needs to be understood in the context of participants’ perception that coming out at
work and taking time off would have been treated as a problem). Having children grown up and out of
the house and other similar family pressures being removed were also cited as catalysts for transitioning
later in life. While it is impossible to know what different choices participants might have made were
there no transphobia in society or barriers to coming out as trans, the importance of people being able
to transition at any age and at their own pace is a key finding from this subsample analysis.

Disability/chronic illness

Research has documented that, while disabled people may have greater healthcare needs, they also
experience significant barriers to accessing health care. These include both issues related to physical
access (transportation to appointments, access into and within buildings, accessibility of medical
equipment), financial barriers (e.g. affordability of medications) and issues around cultural competence
of medical providers and the rigidity of healthcare practices.®®¢” These barriers create reduced access to
health care for disabled patients,’®7° with consequent impacts on health outcomes for this population.
This existing research thus suggested that it would be important to focus on the healthcare experiences
of disabled trans people.

This analysis examined the healthcare experiences of 43 people who self-identified as disabled and/or

chronically ill. The specific conditions included a wide variety of physical and mental health conditions as
well as neurodivergence. The participants in this sample ranged in age from 20 to 82 years old.
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Frequency of healthcare experiences

In general, disabled and chronically ill participants had frequent interactions with medical professionals
for transition-related care, care related to their condition(s), and general health care. While there

were certainly positive experiences, this report will largely discuss the challenges as that is what most
participants focused on in describing their experiences. Frequent encounters with medical professionals,
common for disabled and chronically ill people, put them in more situations where they might
experience poor health care as a result of medical transphobia (and its intersection with other forms of
discrimination including ableism, racism and fatphobia).

Experiences of general health care

Accessing health care that is gendered in any way is one of the challenges of this group. Many hospitals
have gender-segregated wards so being put on the appropriate ward or there not being any appropriate
ward were concerns for participants. For example, one woman described being put in a side room
instead of on the women'’s ward, where she felt ‘like a naughty child being put out of the way'’. Even
though this individual was eventually moved to the women’s ward, she continued to be misgendered by
hospital staff.

The disabled and chronically ill participants’ experiences of general health care were further shaped, in
many cases, by medical trauma. Participants typically reported a history of numerous and sometimes
traumatic encounters with medical professionals which in some cases, they said, left them reluctant to
seek care. When encountering poor care, many participants discussed filing complaints. However, it is
important to note that going through complaints procedures is time- and energy-intensive and can be
emotionally challenging for what participants said often amounted to little or no results.

Trans broken arm syndrome

‘Trans broken arm syndrome’ is the phenomenon where a trans person seeks out medical care for
something unrelated to their trans status and yet their transness is focused on by medical professionals,
sometimes to the point where the real cause of the issue is not investigated. This syndrome is not only
experienced by disabled/chronically ill trans people, but we discuss it here because of how prevalent it
was in this sample. While some participants highlighted that transness can be relevant to various health
concerns, good medical practice dictates it should not be seen as the only possible cause. In addition

to over-focus on transness being frustrating for patients and potentially stalling or blocking their

health care, there are also legal implications if someone’s trans status is shared when it is not medically
relevant. ‘Gender reassignment’ is a protected characteristic and therefore it should only be shared with
the patient’s consent and where it is necessary for care. For many medical encounters, it is up to the
patient to disclose their trans status or not. One participant described this decision-making process:

I'm actually quite protective of my trans status in general around medics, they generally don’t need to
know ... and let’s be honest there is a chance that | will get this wrong and | will withhold it the one time
in a thousand that it was relevant and suffer some harm from that, OK. But when | go up against some
unknown doctor it’s 50/50 that they’ll trans broken arm me and **** me off, | play the odds. And in how
many years now? In 18 years of playing the odds on that one I've always won.

While some trans people may always choose not to disclose their trans status, it is concerning when
people feel they cannot disclose something that might be relevant for fear of health care being delayed
or withheld. We return in later chapters, particularly in Chapter 4, Case Studies 3 and 4, to the issues of
the kind of education needed for healthcare providers, above all in primary care, to ensure that clinicians
take appropriate account of trans status on the one hand, and do not use it inappropriately as a pretext
for delaying care or referring elsewhere.

Experiences of trans-specific health care
Hormone regimes can be impacted by various physical health conditions. Different hormone levels may
be required depending on individual need; however, knowing what those needs are depends upon the
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patient’'s GP or GIC having an understanding of their condition(s) and/or their specialist doctors having an
understanding of HRT. Different types of hormones may also be indicated - for example, some participants in
this group discussed going on oestrogen patches instead of pills, or testosterone gel instead of injections, due
to their medical conditions. Hormone regimes can also have a positive impact on a person'’s general health,
such as one participant who experienced relief from their chronic migraines after starting oestrogen.

While across the ICTA sample people talked about difficulties with their GPs refusing or being reluctant
to refer to a GIC, this seemed to be a particular issue for this group, with participants describing

being referred to other services instead. One participant, who had their GIC referral initially refused
because their doctor was insistent that they only needed trauma therapy, had another roadblock put

up when they sought out another doctor, this time with the doctor only referring them to the GIC on
the condition that they also attend the weight clinic. The poor treatment from the doctor in this case
was offset by the positive experience this participant had at the weight clinic, but the example still
illustrates the additional healthcare barriers experienced by some trans patients as a result of weight
stigma. Consultations with trans service users involved in the ICTA project revealed further experiences
of facing extra barriers to a necessary healthcare referral due to weight, and of persistent fatphobia that
trans (and particularly disabled/chronically ill) people face.

Another source of delays for this group happened once people reached the GIC. There are typically
long waits between the two or more appointments involved in a GIC assessment process. For this
group, often seen as more medically complex, clinicians can decide that additional appointments are
required before an individual can access hormones or surgical referrals. Once those referrals are given,
they are only valid for 1 year, even though many surgeons have a waiting list that is more than 1 year.
One participant, who had his lower surgery delayed due to a chronic medical condition, described

his experience of trying to get his referral renewed on a phone appointment. The clinician made him
revisit old trauma that was not relevant to renewing his referral, sent the details of these disclosures to
clinicians in other organisations who did not need this information (including some who were no longer
providing this individual with care), and after all of that failed to renew the surgical referral. Not only was
this ICTA participant not able to access the care he required in this instance, but he was retraumatised
and there was an unethical breach of patient privacy.

Service-user agency in management of care

While not exclusive to this group, disabled and chronically ill participants commonly showed a high level
of (necessary) agency in the management of their health care as well as a great deal of expertise and
medical literacy. As one participant said:

So I literally went to my GP with a list of information for them, so | actually did their job for them, slammed
it on their desk and said ‘Right refer me now unless you want a dead body in 48 hours.’ So | was really, so
yeah at this point | then got referred, it took me about | think eight months to get that referral through. |
then got, | did a few trips up to the joyous [city] and got sat in front of stuffy, uptight, inappropriate men
asking me stupid questions that weren't really relevant about how do | masturbate for example.

Another participant, who was seeing an endocrinologist to investigate the basis of her intersex traits,
had a different and more problematic experience of agency. She recounted how her doctor warned

her that pursuing an investigation into her intersex traits would delay her access to transition-related
health care. While this participant was given choices around managing her own care, she had to sacrifice
accessing one type of care for another. Yet another participant took control of her care by ensuring she
was not discharged from the gender clinic after she had finished accessing interventions from them.

Her diabetes means that her hormone monitoring is slightly more complex, which is one reason she was
more comfortable staying under the care of the GIC.

While this was (again) not exclusive to disabled and/or chronically ill participants, the high number

of medical interactions experienced by this group highlights the common experience of lack of
communication between various medical services. Primary care, specialist care and gender care are
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all interacting for many of these participants, and it was clear from participant reports that the lack of
integration between them acts to exacerbate their health issues. Even when service users are able to
take up agency and influence their own care, addressing some of the fragmented decision-making they
encountered, this is not always an empowering experience. Some participants expressed that they
wished they had more support while navigating health care, particularly with exploring their gender and
what, if any, transition steps they may wish to take before entering gender services.

Absence of care

As we have indicated, there were instances of complete failure to provide care. For many disabled and/
or chronically ill participants, this was directly linked to their condition(s). For example, one participant
described her decision-making process around vaginoplasty as someone with inflammatory bowel
disease. There is a type of procedure that does not use a colon graft which would be ideal for her;
however, that procedure is not currently available on the NHS. This greatly limits her access to health
care, due to the inflexibility of what is available. Other participants failed to even get referred to the GIC,
as one person said, ‘Well, if | hadn’t have backed down, if | hadn’t have got ill, then maybe | would have
pushed further about GIC! This participant was denied care but was too ill to pursue it further.

Another barrier for disabled/chronically ill trans people was navigating multiple doctors and specialist
services. In addition to not being able to access a GIC and avoiding the GIC because of the admin
burden, others, like this participant, avoided the GIC out of fear: ‘Yeah | would say I've probably avoided
the gender clinics. Like because | don't want to deal with it. Not because | think it'll be bad necessarily
but just out of fear’

Another participant described his experience of a failure of care in great detail. He was under the care

of an anal surgery team for complications from an assault and at the same time also seeking out lower
surgery. However, the anal surgeon’s lack of knowledge of transition-related health care had become

a barrier in accessing both surgeries. A complete lack of communication between the GIC, the lower
surgery team, and this patient’s other surgical team meant his care had ground to a halt. This participant
told his medical teams he was ready to go ahead with the lower surgery and accept the possible health
ramifications, but he still ran into delays, including several referrals expiring and having to be renewed with
further invasive appointments at the GIC. At the time of his interview this participant was still stuck in the
cycle of managing the stringent requirements of various services and had not yet been able to access any
of the required care. His experience appears to have shown him that he can be only one thing to the NHS,
either trans or chronically ill, and that he certainly cannot be trans and chronically ill in more than one way.

This patient’s experience of a healthcare system that has an apparent inability to treat him as a whole
person with various complex healthcare needs exemplifies the lack of person-centred and co-ordinated
care predominantly experienced within this subsample. This patient’s experience also speaks to the
ways in which being trans can be a barrier to receiving other necessary care, and being disabled and/or
chronically ill can be a barrier to receiving trans health care, in this case leaving the patient with no care
at all, with all the potential consequences to his physical and mental well-being. Finally, this example
also points to a lack of cultural competence around trans people, a theme that particularly impacts this
subsample, although reiterated many times elsewhere in this research, speaking to a structural problem
of transphobia within healthcare systems.

Low income/low educational qualifications

Background and sample

Studies have shown enduring links between education level, socioeconomic status and health,*71-73
with adults with higher educational attainment and higher socioeconomic status having better health
and longevity.”* A number of explanatory theories have been investigated to explain this. First, such
health inequalities have been attributed to lack of social and financial capital.”>”¢ Second, areas of
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deprivation may have lower coverage of clinical health services and less availability of health-promoting/
supporting services.””~”? Third, forms of social and cultural support associated with working-class
sociality and community are rarely promoted or utilised at an institutional level.2° Thus, health inequality
associated with education and socioeconomic status are supposed to emanate from lack of social
cohesion and ingrained intergenerational deprivation. Although these are complex and intersectional
relationships, there is no reason to suppose that education and socioeconomic status do not similarly
influence the health of sexual and gender minorities.8*#2

Accordingly, for this subsample, we set out to recruit interview respondents who reported low
educational qualifications, low income and/or the experience of struggling significantly on their income.
This section is based on an analysis of interviews with 23 people who reported education that stopped
after the age of 16 (15 participants) and/or reported that they were ‘really struggling on present income’
(9 people). A further six people in this group reported that they were ‘struggling on their present income’
(e.g. experiencing difficulty but not ‘really struggling’).

Barriers to accessing general identity clinic care

Income, employment and housing precarity and benefit dependency interacted with people’s

domestic and intimate contexts to present barriers to accessing gender-related care. For many, limited
employment opportunities, lifelong income precarity or being employed in gendered occupations meant
that the life changes associated with transitioning (such as dissolution of relationships or changes in

job) were not as feasible as they may have been for others. The following respondent reported how a
work context that she experienced as sexist and assumed would be transphobic coincided with a lack of
employment opportunities elsewhere to inhibit her in exploring her gender experience.

| worked for the Navy and | worked on submarines and | was in an environment that needed, well it was

a very macho environment, but there were women there and things. Because we had a couple of women
that were the first apprentices, that were the first female apprentices that were in our area as well, so
they were, it was starting to change, the environment; however, the work that | was doing needed security
clearance and bits and pieces. And effectively | started getting involved into a bubble that there was no
way that | could afford, if | wanted to keep my career, to be found out. So things had to be pushed and
kept really secret.

Precarity also made it difficult to leave relationships that inhibited the pursual of gender-related care,
even when those relationships were characterised by anti-trans violence. The following respondent had
to move in with their biological family after leaving their spouse.

... @ huge stressor was being left economically completely vulnerable. Going from having good regular
income from [former partner] to having nothing and then being dependent on my parents. | didn’t have
the wherewithal to access the benefit system, which I'm finally accessing now. But yeah, | was dependent
on my parents for money and they used that as a quid pro quo to basically endure a weekly transphobic
rant that looked like the comment section on Mumsnet [...] And so | then went through all the hoops and
got on T with [clinical provider] but unfortunately, there’s been a lot of stuff going on in my life outside
health care. [...] In the end | sought out the help from a domestic violence charity and they said look, you
know, we’ve done this assessment, the statistics say that if you stay there you'll be dead in six months,

so you'll have to go. [...] and so | was put into homeless hostels and this was week one or week two on T
because the abuse at home got worse when | started T.

In the context of financial precarity, the need to combine paid work with care of others is common. The
following respondent described how they could not attend to their gender-transition needs until the

person they cared for had died.

| had to work night shifts and then | had to care for [mother] during the day and so that’s why | was in
that position. Now, eventually of course | lost my mum and that was the only thing, because I'd retired

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/EWTA4502 Health and Social Care Delivery Research 2024 Vol. 12 No. 28

from work [...] so in the end | decided, ‘well, I've done everything for everybody else, | think it’s time | did
something for me now’ ...

Paying for care

This study collected many instances of people accessing aspects of care privately (private hormone
prescriptions, mental health treatments, hair removal, etc.). However, the widespread experience that
clinical gender transition will inevitably entail personal financial expenditure makes what should be
standard care, free at the point of need, more aspiration than reality for those on the lowest incomes.

[Any form of self-funded care] is completely out of the question for me unfortunately. I've been, I've never
had a real job [...] so, | wouldn’t be able to get loans and stuff. | wouldn’t be able to, I'm on PIP, I'm on
Personal Independence Payments and on ESA. And I've always been on one form or another. Before | was
on my own DLA and stuff.

Moreover, the experience of care is profoundly affected by income precarity and low income. After
waiting several years for their initial appointment, the following respondent found they could not afford
to travel.

... but I couldn’t get [to my first appointment] because while they do give you fuel money for your visits

if you live out of a certain amount of area, | had to have fuel in the first place to get there, to then get a
refund and | didn’t have it. So | wrote to them by e-mail and said, look I'm really sorry but | just don’t have
the fuel to get there and while | appreciate you do give me fuel money I still have to have fuel in the first
place, so can | rearrange the appointment? | didn’t even get a reply ...

Others, particularly disabled participants, described having to depend on friends or charity for transport
to their appointments. The geographic distance between gender clinics is relevant to this discussion,
illustrating one consequence of trans health care being centralised into specialist services rather than
integrated into local healthcare services.

Where standard NHS provision is absent or inadequate to meet an individual’s health needs or where
waiting lists means that needs go unmet, those on low incomes simply cannot afford to make up even
modest shortfalls.

... you can’t get NHS funding to get facial hair removal until you've got a diagnosis. Now if you're looking

at the gender clinics at the moment with the waiting list and then the wait to see the doctor, to get a
diagnosis [...] It’s only at that point when the NHS may give you a limited budget to do facial hair removal.
You've had to struggle for five years walking around with a beard - I've still got a beard, mine’s never going
to go because I'm a pensioner and | cannot afford to get rid of it [...] The electrolysis for example, I've got
£1,500 at about £60 an hour [provided by the NHS]. So what’s that work out? ... About 25 hours’ worth of
treatment. | was quoted by a friend who was an electrologist that it was 300 to 400 hours | would need to
do my face [...] And the fact is, I'd have to pay for it. | can’t afford as a pensioner to pay for more than that.

For those who could periodically afford private care, loss of care associated with income precarity could
have serious consequences to health and care.

And [private provider] got really nasty with me and they were like ‘well if you don’t pay we're going to kick
you out of the clinic’, and | was like well ‘OK like | guess that’s that then’. So yeah they kicked me out the
clinic. They knew | was homeless as well, they didn’t give a crap.

This was also the case with accessing hormones. For many people, starting hormone therapy had an
immensely helpful impact on their mental health, often relieving serious symptoms of dysphoria related
to gender incongruence (as already noted earlier in this chapter under People with mental health concerns
or conditions). Within this context the need to commence hormone treatments becomes urgent, not
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only because it often commences a clinical transition journey, but as a mental health intervention in
its own right. The following respondent was buying their hormones, but had to discontinue this due to
money issues:

... the way that the gender identity services decide whether or not you should have hormones is so
very long and so very protracted that | was forced to buy [hormones] because they made me feel both
physically and mentally better. So my mental health is also deteriorating because | haven't had any
oestrogen or antiandrogens or anything since about March. I'm holding on literally by the skin of my
fingernails to my sanity. My skin and my features are returning back to how they were pre-hormones.

Finally, people on low income were disproportionately affected when NHS Trusts made changes to what
they would pay for or when coverage differed from each other. Thus, some respondents reported going
without care that others in nearby areas were receiving while others reported that cutbacks meant that
treatments they relied on to alleviate the side effects of their gender-transition treatments were no
longer available.

Gender identity clinics’ processes

Although strong concerns were expressed across the entire sample around inflexible bureaucratic
procedures in many GIC clinics, respondents in this group reported particular concerns. We have seen
already how financial precarity can place significant barriers to being able to attend GIC appointments
promptly. Moreover, those on low income or in precarious employment do not have the same capacity
as others to take time off work to attend appointments or to be flexible when appointments are
rescheduled. A particular fear among many in this group was that of missing appointments. This fear was
based on a well-founded assumption that a missed appointment might put treatment back significantly.

If you miss an appointment for whatever reason, there could be a million reasons why you miss an
appointment. Your bus might be late, your taxi might not turn up, or you might physically not be able to
get out because you're poorly that day, whatever, etc. If you miss an appointment, it’s considered to be
some kind of a black stain against your name [...] that could potentially send you right back for years on
the merry-go-round all again. Now to a trans woman or trans person that’s like, it's the most horrific thing
that can happen to them, apart from being refused treatment. It is the second most horrific thing that a
trans person can go through, to be put back on the wait list again as a form of punishment. And | do think,
I suspect as well that it is used as a form of, not only punishment but a form of culling of the wait list.

Many respondents reported experiencing a particular burden of responsibility to spot and act on
potential administrative errors by GICs that could have a catastrophic impact on their care and health.

So they sent me a letter welcoming me to the waiting list of [GIC]. And they said your referral date was
October 2019. What? Well | was on the phone. I'm having none of that. | said no, | was, my referral date
is when | was referred to GIC and that was October 2018. [...] and the current waiting time is something
like 24 months. I'm thinking you’re not putting me back another bloody two years. Sod that for a game of
monkeys. And when | rang up and voiced my opinion, the very nice lady at the other end of the phone said,
‘oh I'm ever so sorry about that’ she says, ‘we don’t know when anyone was done so we've just had to do it
from when we opened the clinic and hopefully people like yourself will get in touch and tell us. And I had
another letter back saying they'd amended it and | was, my referral’s now 2018 not ’19 ... If | wasn’t savvy
enough to pick up the phone and sort it, it wouldn’t have got done. There you go.

People in rural areas

Rural populations are theorised to experience potentially reduced access to health care due to the need
to travel further to healthcare appointments.?® A systematic review examining healthcare outcomes and
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healthcare experiences for rural lesbian, gay, bisexual and transgender (LGBT) people suggests that they
experience both poorer health outcomes and worse healthcare experiences that urban LGBT people.?*
This analysis examines the healthcare experiences of rural-dwelling participants and was based on 22
interviews with people aged between 23 and 82.

Travelling for care

Travelling for gender identity-related medical services is different from travel for many other types of
health care because GIC clinics typically operate under a national (vs. regional) referral system which
means that patients may end up travelling a significant distance. For those in more rural locations,

or in lower population areas, accessing other types of specialist healthcare services may also involve
significant travel - for example, one participant talked about travelling ‘100 miles each way’ for
electrolysis and over 60 miles to access a sexual health screening. Participants talked about travelling
for health care involving crossing locality and funding boundaries (e.g. clinical commission group, local
authority) as well as national borders (e.g. Wales to England), and in some cases international borders
(e.g. a patient who accessed medication from Thailand). For example, as reported in the case study in
Chapter 4, in Northern Ireland, all services providing gender-affirming care are located within the Belfast
area, creating significant disparities in accessibility of care between those close to the capital and trans
people at the furthest edges of the region.

Rural participants talked about how travel to access health care was associated with difficulties relating
to financial cost and in terms of time and stress. For example, this participant talked about how stressful,
difficult and expensive it was for them to get to their GIC appointment:

So, for me to be able to get to [City 1] with all my accessibility stuff that | need and everything. The easiest
way is train. Train from here to [City 1] with needing first class and a seat for my carer and everything is
easily 50 quid one way. So then that’s 100 quid both ways, plus taxi from the train station to the thing.
And the thing is my wheelchair’s bigger than the average wheelchair because I'm fat. So it’s wider. So, |
need a van or accessible thing to be able to fit it in the boot. Even though it folds down and everything

I need a bigger, like 16-seater or 12-seater or one of the bigger ones which they price gouge you for. So
typically, a taxi in [City 1] from town centre to anywhere is at least 20 quid. We'll conservatively say

30. One way. So that’s 60 quid for taxis, 100 quid for train and that’s just the bare essentials. That’s not
including, because it'll be an all-day trip, food or what have you.

This quotation provides an example of how ICTA participant accounts evidenced the way in which
different marginalisations have a cumulative effect on increasing barriers to health care, evidencing how
intersectionality works in creating extra barriers (see next section).

Other participants talked about the stress of travel, having to negotiate how to take a bus in a strange
city and ‘find accommodation and stay overnight and that sort of thing - which was stressful enough on
its own let alone the fact that | was going into this [GIC] appointment not entirely sure how it was going
to work’.

Rural participants talked about how their access to health care was shaped by the distance to
healthcare services. For example, one person recounted how losing access to their car led to

them having to rely on a third-sector organisation to pick up their prescriptions and to think twice
about whether they needed to go to the doctor: ‘I can only afford a limited number of taxis, like

one a month. | had two last month, because | had to go and have my [COVID] vaccination.” Other
participants talked about choosing GICs on the basis of distance from home, rather than other factors
that might be more important: ‘Afterwards | did think that maybe | should have done some more
research and found out where the shortest waiting list was and just got the train or whatever when an
appointment came up. Other participants talked about how the difficulties of travel to appointments
led to them avoiding health care.
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Participants also talked about how being in a rural area meant reduced choice of healthcare services,
leaving them stuck even if they felt their local services were unhelpful. One talked about how their GP
would not give them a bridging prescription:

You have no choice on GP practices here. It isn’t the case that, | can’t just move. If | live within a 20-mile
radius of that clinic that is the clinic | have to go to. | knew of other people who are trans who were
going to another clinic, another GP practitioner say and they were getting support and they were getting
bridging prescriptions. And it was only what, 12 miles away.

Another participant talked about how they felt that being rural meant that they were stuck with a local
NHS Trust which is ‘not as forward thinking’ as urban trusts. These accounts evidence how transphobia
and lack of cultural competence from healthcare providers represent an extra risk for rural patients who
lack patient choice. This may lead people to be denied or delayed in accessing health care. The possible
profound impacts on their physical and mental well-being have already been referred to.

Being rural for some participants meant being in a healthcare context where they feared the potential
for gossip or felt that local healthcare providers were not trustworthy, leading them to avoid local
services. One participant talked about seeking sexual health screening outside of their area:

| decided that | needed to do an HIV test and | decided to do the full HIV STl one. And | looked, because
| didn’t want to go, because we're such a small practice, if I'd gone into the practice and asked for, a
screen for this you can never guarantee, although they’re meant to be discrete you can never guarantee
that somebody’s not going to say something and that’s going to be, you know. And of course then that
sort of tars you with a brush doesn'’t it because you're going in for that sort of screening. And | went to
[organisation 2]. The online one and | did [...] | think they're called third generation tests.

The logistical difficulties associated with travelling to clinic for appointments meant that some people
welcomed virtual (online) appointments as providing a better way to access services. The lack of
availability of this approach prior to the pandemic is noteworthy, because clearly for many the access
issue was already present. For example, one participant mentioned how happy they were when they
were able to get a virtual GIC assessment after years of difficulty in getting access:

I had an online assessment, surgical assessment in the autumn and then in December | had my second
referral appointment. Again that was an online appointment, both of these with medical specialists by the
way at the clinic and | was very happy.

Social repression of trans identity and isolation from trans communities

Rural participants talked about experiencing isolation related to their trans identity, and how the sense
that everyone knows everyone in smaller rural communities can make the process of coming out as
trans more challenging or sometimes impossible, due to transphobia. One participant had a prominent
position within their community, having been the headteacher of the small village primary school for
over two decades. This position of trust and care within the community meant that they were ‘terrified’
to come out because they feared how the village would react.

Not because it’s illegal as well you know but in a situation like that you just need a few people in a
community go against you and life becomes intolerable. I've seen it happen to other people.

Another participant recalled how before they came out, they would be themself only when away from
the rural community they lived in - for example, when they went on holiday or to cities far from home.

And on all those occasions when we were away from home | was [respondent’s name]. But back to who |

used to be when we got home again ... | was [respondent’s name] and we were about to go shopping and
I live at the end of a cul-de-sac, a long cul-de-sac and | was looking to see if anyone would see me before |
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scuttled into the car to [City 1] or [City 2] or wherever it was we were going to go shopping. And | thought
this is ridiculous, why am | still hiding? By this time | was working at the university and | was beyond
teacher retirement age of 62, 63 | suppose, and | thought well, what'’s the worst that could happen?

Coming out as trans only on retirement was something that other rural-living participants reported.

Socially ingrained transphobia was perceived by participants as being more prevalent in rural areas
compared to towns and cities, with one participant describing how their community was ‘pretty

much still stuck in the 80s, probably 90s, but they're so far behind with everything, socially, medically
.... This participant compared their rural community with one of their nearest cities which has its

own LGBTQI+ café and a much more visible trans and LGBTQI+ community. This individual felt
geographically isolated from the local trans community to the extent that they felt they were effectively
living in a different time:

Sociologically we're sort of, compared to [city 1] or [city 3], we're sort of, well Neanderthal really ... When
I've visited [city 2] I've seen trans women and trans men wandering around the streets and living their
lives. So | know that there is a community for want of a better word in [city 2], but it’s not, | can’t just jump
on a bus or drive up there because it's 20-odd miles.

For rural participants who feel unable to present as trans due to the way that trans identities are
stigmatised in their local community, there are health consequences. One participant explained that the
reason they used illegal drugs and abused alcohol was because where they lived they didn’t feel that
they could be themself.

When | get depressed | treat myself badly, | start drinking a lot of wine, | start smoking more cigarettes,
I might have a joint, | might even contemplate the idea of having a line or two of something stronger
because | feel bad and the reason | feel bad is because | can’t present myself to the world as | feel | am.

Social isolation from trans communities is thus associated with negative mental health impacts for
rural-dwelling trans people. Negative impacts of social isolation are also relational. For example,
being isolated from other trans people impacted participants’ sex life, one reporting that they had not
had an intimate or sexual experience since 1995: ‘I don’t really miss it so much as | miss being in a
relationship. Other rural trans participants talked about finding it difficult to even open up to friends
for hugs and tactile comfort; while they attributed this in part to sexual abuse they experienced

as a child, they also related this to their trans identity and being historically fearful of developing
connections with people.

Social isolation is additionally a health risk for trans people in rural communities, in the sense that, if
someone becomes unwell and they are cut off from their local community because they are trans, they
have fewer people to rely on for help.

... living alone, when | have felt unwell, and it’s only, it can get scary, let’s put it that way. | can get scared
when I'm, if I'm unwell feeling very vulnerable | can get, | can get scared.

Another participant similarly talked about their fear of becoming ill, because they live on their
own and have little to no help available if they were to become bed/house bound. This would
make them extremely vulnerable, which might have worrying implications for people considering
trans-related surgeries.

Living in a small rural setting also makes healthcare encounters potentially more difficult. For example,
one participant spoke about how the rural setting they live in has a very strong religious community
where most of the village - including one of the GPs - is part of the church. This made them very
anxious about going to the doctor:
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So you don’t know who you're going to get if you go to the doctor, unless you know them already ... | don’t
think it holds me back from seeking help when | need it. But it maybe delays me seeking help because |
have to go through that process of thinking or mentally preparing myself of what’s going to happen here
and just preparing myself for the possibilities.

While some participants reported very supportive GPs/healthcare providers in their rural context, other
participants talked about how they left their location due to very poor experiences with health services:
‘So | move here and I'm so absolutely, I'm so panicked by the idea of talking to medical services again,
making contact with a GP. And then | did, and they were wonderful. They set my mind at rest!

Trans Black people and trans people of colour

This section of the report focuses on the healthcare experiences faced by TBPoC. The analysis is based
on interviews (16) and focus groups (8 with 23 people) with 39 people; the youngest participant was
19 and the oldest 57. Previous literature and reports on the experiences of trans people in the UK have
not always included data or experiences from trans people who are marginalised due to ethnicity, and
inclusion of the experiences of this group was thus very important.

Focusing on the healthcare experiences of TBPoC is also important because of the empirical evidence
that experience of racism is associated with poorer health outcomes.?>8¢ This analysis thus used an
intersectional lens, which acknowledged that trans Black people and trans PoC are not just facing
transphobia in medical settings, they are also dealing with the impacts of medical racism and other types
of oppression. ‘Intersectionality’ is a term coined and developed by Kimberlé Crenshaw* in 1989 to
address this phenomenon. It can be defined as an analytical framework that describes how a person

can experience discrimination that is specifically produced by a combination of two or more social
categorisations such as class, race, sexuality, gender identity and disability.

Multiple themes raised by participants applied across different racial and ethnic backgrounds. There
were also multiple instances where participants of a similar background, and different genders, made
reference to the same factors that would encourage a lack of distrust in medical professionals. This
section summarises these themes. We make a clear distinction between trans Black people and trans
PoC as the Black voice was less represented in the ICTA interview data and we wished to redress this
imbalance in the focus groups. While communities do have many commonalities in the way they are
treated, each group also respectively faces a unique set of barriers to navigate and comprises many
unique and distinct cultures.

Accessing mental health services
Many of the TBPoC group findings echo the general findings set out earlier in this chapter, of how trans
health care and being trans impact mental health. However, some findings are specific to this group.

Participants reported discrimination on multiple fronts in terms of the mental health support that
they had either accessed or attempted to access. Discrimination based on being trans was discussed
as a common occurrence, something which seemed to be a product both of transphobia and of a lack
of substantial training to provide adequate support to trans people. One participant expressed their
difficulty in accessing a counselling service that was safe for all aspects of their marginalised identity:

I wasn'’t given the correct support for what I needed ... it was counselling through local services but |
wasn'’t allowed to speak about my transness or any other issues, so | just had to talk about the surface

anxiety and depression and not go into anything deeper ...

This participant described how they had already struggled with the emotional labour required to
seek help for their deteriorating mental health; they were hoping that their efforts would result in
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transformative support, but described how they were instead met with discrimination on the basis
that they were trans. This meant that they were not afforded the safety and care that is expected in all
therapeutic settings and instead were further traumatised.

The knowledge that reaching out for support did not guarantee a positive outcome was prominent
among the participants in this group and several said that this had deterred them from seeking out
further help, instead turning to their communities for support. Many of the participants said that they
did not feel safe enough to disclose that they were trans in mental health/counselling spaces, for fear of
being refused help or pathologised.

Another issue shared by the majority of participants was the lack of cultural competence within
counselling and therapy services. It was quite rare for participants to be able to speak to therapists and
counsellors who shared their whole lived experience. Participants said that if they were able to access

a therapist who was Black or a PoC, it was not guaranteed that they were not transphobic. Similarly, if
they were able to access a LGBTQI+ or trans therapist, or one that was supposedly knowledgeable about
trans issues, racism and cultural insensitivity were often prevalent. People in this group also commonly
experienced therapists as lacking knowledge about trans experiences.

These participants’ experiences of racism and transphobia result directly from the fact that they live at
an intersection of identity that has been continuously overlooked by the decision-makers who provide
these services. When asked about any alternatives, participants noted that very few mental health
services exist that acknowledge and tailor to the intersections of their identities and those that do often
lack the resources needed to support their service users. Many were aware of community organisations
such as the Black Trans Foundation and the Black LGBTQIA+ Therapy Fund. However, these
organisations are oversubscribed and underfunded to manage the demand for tailored mental health
support. One participant remarked that the lack of appropriate provision left them feeling hopeless
about getting help with their mental health. While counselling can be accessed privately, the significant
costs of this mean that many TBPoC were unable to access support with the cultural competence to
understand their struggles and effectively support improved mental health outcomes.

Cultural transphobia and cultural insensitivity

Family relations in some Black and PoC communities can differ from those of white communities. One
reason for this is the higher presence of strong faith backgrounds in some communities.?” Faith is often
not separate from culture and instead intricately linked with how people from certain communities
form their identities. Religiously based bias in multiple cultural contexts has resulted in trans and queer
identities being ostracised and invalidated.®® Many of the participants of this TBPoC group talked about
the struggle to come out to family because of the risk of being cut off entirely due to the homophobia
and transphobia that they would face. Participants talked about how the risk does not just include
immediate family but extended family too. Not only does coming out thus jeopardise their safety and
stability, but it can also sever their ties with their heritage and therefore potentially destabilise their
sense of self. Participants talked about how, in certain cultural contexts, it is often a choice between
maintaining their safety and stability by hiding their identity from their family or choosing to be
themselves and facing family rejection. It is important to note that family rejection in this case is not
just judgement and disapproval; participants talked about instances of coming out that resulted in
houselessness, disownment and, in extreme cases, violence. The high potential risks of coming out to
family are at odds with some GIC clinicians’ insistence that individuals must come out to their family
before being given access to care; this GIC stance evidences a potentially dangerous failure of cultural
understanding. It is also noted that this issue is neither exclusive to nor ubiquitous in BPoC communities
and suggests the need for clinicians to be able to apply a person-centred, culturally aware approach,
understanding diverse ideas of family and community beyond the idea of nuclear family.

Familial or community understandings may also shape the experiences of TBPoC with mental health
difficulties. Participants talked about how the attitudes towards mental health in some Black and
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PoC communities can differ greatly depending on generation, with older generations tending to see
discussion of mental health issues as taboo and something negative. Participants noted that emergence
of mental health difficulties can be interpreted as evidence that a parent/carer or family has failed their
child in some way. Opinions of the extended family and community can also influence how a parent/
carer or family reacts to mental health issues displayed by their child. Participants talked about how the
dismissal of mental health discussions in the homes of TBPoC suppresses the possibility of mental health
solutions. This, said participants, can lead to TBPoC feeling the need to become hyper-independent,
especially when it comes to their mental health care, as a result of not having safe and protective
channels to express these health concerns in the home. In turn, this hyper-independence can take a toll
on their mental health as it precludes building a robust support system.

Race, citizenship and class

Some participants talked about how citizenship status had had an effect on their access to trans-related
health care. GICs expect trans people to change their names, a straightforward process in the UK.
However, people not born in the UK may face significant barriers to changing their name, and it may
even be impossible if their country of origin does not recognise trans people. Another issue discussed by
participants was the expectation that patients seeking trans-related health care would want or need to
change their name, a finding explored in-depth in Treatment of non-binary identities in trans-related care.
For some TBPoC, their name holds cultural meaning and heritage rather than being gendered. Some
participants did not see name change as an essential part of their transition and so this expectation from
GICs was a barrier to them accessing care.

Participants also talked about feeling that racism in healthcare services provided a further barrier
to accessing health care. Many participants believed they were not taken seriously at their GP
practices due to the way they spoke and the way they looked. Participants talked about their
experiences of linguistic profiling (racist discrimination based on language use),®” one participant
noting how they seemed to be treated differently due to their accent and their ethnicity: ‘1 would
sometimes [pre-COVID] take my white friends to my doctor’s appointments, so they can call out
when the doctor isn't taking me seriously.’ Due to the 4-year-plus waiting lists for GICs, many
trans people resort to going private for their medical transition health care. Black people and
some PoC communities, however, fall into the lowest income bands in the UK and have less
access to generational wealth and savings.?®?! Thus, for TBPoC it is often impossible to afford the
considerable costs of private health care, which leaves them disproportionally impacted by the
multiyear waiting lists for transition-related health care.

Black participants of different genders made reference to misogynoir, the term for misogyny that is
specifically levelled at Black women, femmes and those perceived as women.?? Within the healthcare
setting, misogynoir generally presents as assuming that patients can handle more pain than their white
counterparts, as reports of pain not being listened to (often until it's too late and sometimes irreversible
damage has taken place), and as when a patient’s well-being is placed below that of patients of other
racial groups.'? The severity of misogynoir is often linked with the shade of the Black person - darker
people are treated worse than those with lighter skin.

One trans Black person when asked if they thought healthcare professionals did not take them seriously
because of their trans status, their race or their disabilities said: ‘It's definitely all three, they seem to
hate it when | know a lot about my own conditions because it suggests that I'm completely fine, if I'm
able to speak about it in detail.

One trans Black person cited issues with the limited pool of gender surgeons on offer for trans people
in the UK, saying that people of colour or Black people specifically have to weigh up their willingness to
receive care from those who have inflicted harm on themselves or others due to their race, or explore
costly private health care (in the UK or abroad) to limit racist interactions that occur when seeking to
access trans-affirming surgery.
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Another trans Black person also referred to the public humiliation they experienced from GP reception
staff and GP managers after they handed in their deed poll for a name change on NHS systems, and to
how their deadname was continuously used subsequently:

And he came out and he called me this name that was all jumbled up and | just broke down in tears in

the surgery and started crying. And the man literally said to me, ‘You need to calm down, you're causing a
scene. We have an anti-abuse policy’ and all of this. And | was thinking, you wouldn’t say this if | was a cis
white female crying about my health and stuff like that. You're saying I'm causing a scene, is that because
I'm a PoC?

This quote exemplifies the kinds of racism that trans Black people may experience at the hands of
healthcare professionals, and how Black patients, particularly those subject to misogynoir, are often
mislabelled as angry or aggressive.”® Mismanagement of care by staff (here deadnaming) translates to
poor outcomes for patients. This participant reported significant distress and a long-term distrust of
healthcare services.

Treatment of non-binary identities in trans-related care

Non-binary identities are still a point of contention in many trans-related healthcare settings. In the
accounts of TBPoC people in this study, non-binary identities within GIC settings are still not seen as
valid by clinicians, with many participants reporting being refused care on the basis that they did not
seem ‘binary’ enough.

If anyone mentions a GIC | immediately roll my eyes ... the way the NHS GICs are completely backward,
completely outdated. If you don't fit this binary version of what you think trans is, we're not going to give
you care.

One participant remarked that their Black non-binary friend wanted to use a name that was meaningful
to them and their heritage but was refused by the GIC on the grounds that it was insufficiently
gendered. This highly problematic resistance to non-binary identities, reported by many non-binary
ICTA participants, can also be understood in the context of Eurocentrism and colonisation; historical
scholarship documents that many pre-colonial cultures did not have a binary approach to gender.?4-%¢
In this way, bias against non-binary genders intersects with a lack of cultural awareness and racism to
create additional marginalisation.

While a recent legal ruling suggests that, in the UK, non-binary people are now legally recognised under
equality legislation,”” TBPoC who are non-binary remain in a vulnerable position when their identity is
not recognised or is challenged in trans-related healthcare settings.

Weight bias

The relationship between racism and both weight stigma and body mass index (BMI) as a measure of
‘healthy’ weight is increasingly acknowledged, as is the role of racism in assumptions that for some
populations fatness is a cause of health problems, compared to a broader understanding of health
determinants.’®?? Many ICTA participants talked about how their body weight became implicated in
healthcare encounters. However, this was particularly expressed by this subsample, with many TBPoC
participants reporting being refused health care on the sole basis of their weight. One participant was
told that in order to access health care they would need to be within a ‘healthy’ weight as defined by
BMI scale, something which they said frightened them as they had not been that weight since puberty.

Other participants were told to lose weight to access health care despite having a history with anorexia
which made dieting a potential trigger for relapse. Research on weight bias (discrimination against
higher-weight individuals) evidences both the negative impact on experiences and outcomes of health
care'® as well as the relationships between body weight and socioeconomic status and ethnicity, with
poverty and being a non-majority ethnicity both associated with higher rates of obesity.1°192 This
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research literature suggests that TBPoC people may be particularly vulnerable to experiencing weight
bias in their medical encounters as well as experiencing the negative impacts of internalisation of weight
bias. Indeed, participants noted how constant images and centralisation of thin white bodies in movies,
TV shows and other consumable media had impacted their mental health.1® Relatedly, participants
talked about the negative impacts of not seeing representations of Black and Brown trans people in
images of transition-related post-surgery results, another example of the absence of representation or
inclusion of TBPoC bodies in trans health care.

Reception staff

Almost all of the focus-group participants explicitly mentioned the role that reception staff play in
allowing transphobia to take place within the healthcare service. As one participant said, ‘The true
gatekeepers are the admin people’ When there were positive experiences with reception staff, they
made the participant’s whole experience with health care more positive. When looking to how health
care can be improved for trans users in the UK, training of reception staff needs to be included as a
point of urgency to ensure that a trans person’s first human touchpoint with health care is positive.

Integrated and disintegrated care

Participants who noted smooth communication between different healthcare departments, both

related to their trans health care and general care, were the exceptions. Most participants noted
problems with referrals being bounced between departments, leaving them unaware of when their
necessary specialised care would begin. For non-trans related health care, the accounts of lack of
communication between GPs and referral services were sometimes shocking, with participants talking
about how the lack of communication forced them to have to advocate for themselves, often without
warning. Participants in this subsample wondered if the patient labour forced on them (to bridge lack of
communication between services) was related to their ethnicity and while this issue (lack of co-ordinated
health care) was widely reported by ICTA participants in general, the accounts of TBPoC participants
suggest that this issue may be particularly stark for this population. The accounts already discussed have
shown that TBPoC have to deal with healthcare professionals who enact racist microaggressions, which
act to dissuade people from accessing health care. The impact of the lack of co-ordinated health care
compounds this.

Chapter summary

This chapter summarises the findings of the ICTA project about the experiences of health care of

111 trans people, selectively recruited for interview from a pool of over 2000 survey respondents to
maximise the diversity of the sample. The recruitment strategy allowed the healthcare experiences of
trans people in the following groups to be considered: older trans people and historic transitioners;
disabled and chronically ill people; trans people with low educational attainment or low income; trans
people living in rural areas; TBPoC; and trans people with mental health difficulties.

In line with the RQ driving this part of the ICTA study, the focus for the analyses summarised here was
the accessibility and acceptability of health care for participants. The findings across the subsamples in
this chapter strongly suggest that NHS healthcare services, including general, specialist and medical-
transition (GIC) services, are, for far too many of the trans participants, not acceptable. This is a very
regrettable finding but perhaps not surprising given the conclusion of the Select Committee Report on
Transgender Equalities in 2016, that ‘The NHS is letting down trans people.* To unpack this conclusion
further, it is important to note that the interview data suggest that experiences of health care were often
highly variable, with participants concurrently reporting experiencing excellent care for some health
needs and unsatisfactory/unacceptable care for other healthcare needs. A common reported experience
was that moving from one service, GP practice, hospital, healthcare trust or region to another could
result in a significant change in the quality of health care, such that those experiencing poor health care
often looked to move services/practices.
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It is also important to note that across the sample it was very clear that the most expressed
dissatisfaction was with gender specialist services. This related to both the accessibility of care
(multiyear waiting lists) and to the types of care received; in particular there was widespread
dissatisfaction with the current care pathway in terms of its rigidity, perceived bureaucracy and
requirements for receipt of a gender dysphoria diagnosis in order to access gender-affirming care. The
analyses suggest that, while participants expressed both positive (minority) and negative (majority) views
about the need for a formal diagnosis, the lack of acceptability of GIC services was for many participants
linked to diagnostic practices experienced as the patient having to ‘prove’ their trans identity, as well

as diagnostic interactions experienced as hostile, dismissive and authoritarian, as opposed to person-
centred and collaborative.

In terms of accessibility of services, the multiyear (and growing) waiting list to access GIC services is a
major concern and will be discussed further in Chapter 4. The data from across the subsamples clearly
show the damage (in terms of mental health impacts) caused to trans people by the extraordinary

waits that they endure to access (and during) medical transition health care. Beyond the waiting list,
the data on participants’ experiences of other types of healthcare evidence other kinds of barriers to
accessing services. Participants’ accounts suggest that lack of understanding of the healthcare needs

of trans people, including the relevance or not of trans status for specific health issues, and a general
lack of trans cultural competence and prevalent transphobia, act as barriers for trans people seeking to
access healthcare services. Sometimes these barriers, as per the accounts, lead to trans people being
denied health care or being abruptly transferred to another service, as well as health care being delayed.
The analysis also suggests that repeated negative experiences of health care can further reduce the
accessibility of services because trans people may develop considerable reluctance to access healthcare
services due to fear about how they may be treated.

The subsample analyses provide a compelling explanation for the poor healthcare experiences reported
by participants - namely, discrimination towards trans people that is enacted both systemically

(e.g. waiting list to access GICs, or healthcare services and systems that are rigidly gendered) and
interpersonally (by healthcare providers to trans patients). Poor healthcare experiences were associated
with participants’ trans status not being seen (or alternatively over-focused on), experiences of being
trans/associated healthcare needs not being understood, and trans status being stigmatised. The
(in)visibility, misunderstanding and stigmatising of trans patients was, as described by participants,
expressed through microaggressions as well as experience of explicit anti-trans discrimination. It was
also associated with a lack of trans cultural competence as well as lack of knowledge of the healthcare
needs of trans people on the part of healthcare providers. Conversely, good health care was associated
in participant accounts with respectful, person-centred care that was free of trans microaggressions,
evidenced trans cultural awareness (e.g. respecting patient pronouns) and a knowledge of the healthcare
needs of trans people including when a patient’s trans status is relevant for particular types of

health care.

The subsample analyses also point to the impact of intersecting discrimination, such as that described
by ICTA participants who are TBPoC, or experience mental health difficulties, or who are disabled, older
or lower-incomed. Participants’ accounts strongly suggest that being doubly (or more) marginalised is
associated with a particularly strong likelihood of negative experience of health care which is neither
person-centred nor co-ordinated. The analyses also point to the high levels of patient labour needed
both to access health care and to achieve co-ordinated care.

These negative experiences of health care are concerning because they are likely to be associated with
poorer healthcare outcomes for trans people. The section in this chapter summarising the healthcare
experiences of trans people with mental health difficulties made the argument that negative healthcare
experiences exacerbate minority stress, resulting for this population in trans-specific iatrogenic harm.
A broader argument about iatrogenic harm may be warranted. While this project did not systematically
assess health outcomes of participants, extensive prior research suggests worse physical and mental
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health outcomes for trans people.’%4-197 These are most typically explained in terms of the impact of
anti-trans stigma that includes ‘systematic social and economic marginalisation, pathologisation, stigma,
discrimination, and violence’.*%81% Crucially, prior research suggests that negative health outcomes also
result from the fact that anti-trans stigma is experienced within healthcare systems and settings.108110111
While many ICTA participants did report some good experiences of health care and a minority reported
overall good experiences of NHS health care, in general participants’ reports of their experiences of
health care were more negative than positive. Since negative healthcare experiences for trans people
are likely to be associated with poorer health outcomes for this population, it seems that the main
finding of this chapter is that the NHS is (still) letting down trans people.
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Chapter 4 Case studies

Introduction

This chapter presents findings from the various ICTA case studies. It provides the material to inform a
more evaluative discussion, in the following chapter, about what has been learnt concerning how to
improve the integration of trans health care, and the implications for the future.

There are six sections. The first four contain summaries of findings from case studies of initiatives
to improve the integration of care. Fuller versions of each case, with more extensive quotations for
interviews, appear in Appendix 8. The cases are:

gender-outreach workers attached to a GIC

primary care liaison and psychology services within a GIC

training and accreditation in trans health care for GPs within a locality

the Welsh Gender Service (WGS): a new specialist gender service linked to primary care local gen-
der teams (LGTs) and third-sector support

APONMR

The summaries of each case convey the rationale and objectives behind the initiative, what has been
implemented in practice, the impact on service-user experiences, and the issues encountered. The fuller
reports of each case in the appendices contain more extensive quotations from interviews and also an
analysis of interview data, indicating likely future developments.

A fifth section summarises a report on the experiences of service users and third-sector organisations
that support trans people with getting access to health care in Northern Ireland. There has been
extremely limited access to any NHS specialist gender service in Northern Ireland for some years. The
case concerns how service users and third-sector organisations have faced this situation, their struggles
to make the case for adequate services, and their views as to what kinds of services are needed. A fuller
report on this case appears alongside that of the other four case studies in Appendix 8.

The sixth and final section summarises views from across all the case studies, from both the service
users and the various professionals interviewed, as to how trans health care could be improved or
reorganised in the future.
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Case Study 1: third-sector gender-outreach workers attached to a
gender identity clinic

Initiative studied
Partnership between GIC and a third-sector LGBTQI+ organisation to provide trans peer-support

workers for people on the GIC waiting list.

Interviewees

e 15 service users, 9 in the process of or completed their assessment with GIC A, others

waiting.

Ages:
19-29 6
30-39 4
40-49 0
50-59 3
60-69 2

Genders:
Women 8
Men 1
Non-binary 6

e 16 staff from across GIC A, the host NHS Trust and Organisation B;

Gender clinicians, physicians, psychiatric nurses, pharmacists, service managers, gender-

outreach workers

Rationale and implementation

Discussions took place between Trust A hosting the GIC and NHSE about ‘how to manage waiting’.
There was a shared concern about the number of people now on the GIC waiting list, due to increasing
demand, and the length of waiting for first clinical appointments. Discussions also took place with
third-sector Organisation B, about a new gender-outreach worker role, with lived experience of being
trans. Funding was agreed for this new role, employed by the GIC, and offering information, advice
and peer support, targeted at people on the waiting list. Two part-time trans outreach workers were
recruited by the GIC, working with staff from Organisation B. Outreach workers were based primarily
on Organisation B premises, but had the opportunity to be involved in meetings and aspects of care
provision at the main GIC site.

At the time of interviewing, from late 2019 through 2020, GIC A had over 1000 people on its waiting
list. Its mode of operating followed the NHSE Service Specification for Gender Identity Services

for Adults (Non-surgical Interventions).'> Waiting times were typically 2 years for the first clinical
appointment, and a further 2 years for the second. Following diagnosis, some service users who needed
hormone therapy waited further, for around 12 months, for an appointment with an endocrinology
team, typically 5 years after referral.

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/EWTA4502 Health and Social Care Delivery Research 2024 Vol. 12 No. 28

Achievements of gender outreach

e Service users valued a variety of support groups set up by the outreach workers and how they
were run.

I also started going to ... plus 25 group. She always redirected towards positivity and she was good at
setting boundaries in a way that made the environment feel very safe. And yeah, | would talk about things
that were very difficult and then she would reframe it ... that’s a huge positive.

Service user C1

e |n particular, a trans swimming group was widely appreciated, providing access to activity that
otherwise poses significant barriers.

... we've got people who've not been swimming since they were a kid because of the fears that they have
around changing facilities or doing swimming, because it’s a vulnerable activity putting on a swimming
costume and doing these things ...

GIC staff 1

e Qutreach workers provided emotional and practical support one-to-one for people on the
waiting list.

... sat down for an hour and just had a chat ... that’s one of the biggest things that | discovered was when
you speak to other trans people, there are a lot of things that happened in your life which they recognise ...
that’s where you're thinking, oh well, it’s not just me. Everyone’s gone through this.

Service user C2

GIC clinicians also began to refer people for support at a later stage in their journey, including
on diagnosis.

e Outreach workers were seen by GIC staff as deeply committed to their clients and ‘always fighting
somebody’s corner’ across a range of arenas concerning health care and other aspects of their life.
e QOutreach workers improved clinic-community communications in both directions. They drew
on personal and third-sector digital and other communication skills to reach members of the
trans communities.

... they’re more expert than us at posters. It's something simple but it's something that will bring in 100
people. If we did one it would look, we'd only bring in 10.
GIC staff 2

They arranged meetings where trans community members could meet and talk with GIC clinicians and
arranged for the GIC to be represented at trans community events.

e Outreach workers were seen by GIC staff as not only representing the concerns of service users
and potential service users, but also stimulating a constructive GIC response. Outreach workers
instigated direct dialogue with non-binary people over their concerns about how they were received
by GIC clinicians.

e An outreach worker led on establishing a monthly trans sexual and reproductive health clinic, based
in third-sector premises, through developing a working relationship with another NHS Trust.

e Gender-outreach workers referred people from out of the area they covered to trans support groups
in their area.

e Qutreach workers established collaboration with the local police in reporting hate crime.
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Issues and challenges experienced

e There was widespread and often painful awareness that the length of the waiting list was the most
pressing concern for service users. Both staff and service users saw the gender-outreach workers
themselves as unable to address this issue.

We had great discussions but again she couldn’t really do anything. For me it just felt that you could go
there and vent your frustrations a little bit and then that was it. But it has absolutely no influence by the
sounds of things.

Service user C3

e Many saw outreach workers as uncomfortably ‘caught in the middle’ of allegiances to the trans
community and the NHS GIC. Gender-outreach workers were seen in a compromised position,
representing the requirements of the established NHS GIC system, and its long waits, to trans
communities. Working with the tensions inherent in their ‘dual belonging’ was often stressful and
involved considerable skill in relating.

e Outreach workers felt they were left supporting service users with the high levels of distress. GIC
staff also appreciated that outreach workers shouldered the responsibility of responding to service-
user distress at anti-trans media coverage.

e Some service users were of the view that the association of the gender-outreach workers with the
GIC was problematic because things said to the outreach workers might reach clinicians involved in
their assessment.

e Some users felt that gender-outreach workers should be more explicit in advocating ways of moving
forward with transition through routes for obtaining hormone prescriptions other than through GICs:

They should get a list together of endocrinologists who are willing to take responsibility for trans patients
and prescribing them hormones ... they should give you that list on the helpful resources while you wait,
not things that | knew alreadly.

Service user C4

e Staff from both the GIC and Organisation B felt that the gender-outreach workers were
overstretched relative to the demands on them, and this was borne out by the experience of some
service users, much as they appreciated the support offered.

e Several staff spoke of the challenge of reaching people on the GIC waiting list who lacked the
confidence to participate in trans events and networks, or who perhaps lived in a rural area without
nearby trans contacts.

e Arelated challenge concerned the management of group events so that they provided an opportunity
for interaction and mutual support, without pressuring those attending to interact or participate more
than they wanted to.

e The gender-outreach workers and staff involved in their supervision were clear about the difference
between providing emotional and practical support to service users and providing mental health
support. There was confidence that the supervision of the gender-outreach workers meant that they
knew when to refer people on to other services, usually provided by third-sector organisations. There
remained, however, the issue of the capacity of such services to meet the demand placed on them.
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Case Study 2: primary care liaison and psychology services within a
gender identity clinic

Initiative studied
Improving the integration of care within a GIC through (1) close liaison with the primary care

practices, (2) GIC providing mental health support for service users.

Interviewees

e 7 service users, all with experience of interface with primary care and 4 using GIC
psychological services

Ages:
19-29 4
30-39 1
40-49 0
50-59 0
60-69 1
70— 1
Genders:
Women 4
Men 1
Non-binary 2

e 9 staff from within the GIC:

Gender clinicians, psychologists providing support services and nursing staff

Background

For the GIC studied, the length of time from referral to first assessment appointment was around

2.5 years and grew significantly over the course of the COVID-19 pandemic. Service users interviewed
reported waits of between one and nearly 3 years, depending on when they had been referred. All found
the wait very stressful, with some deciding to ‘go private’ for assessment and access to hormone therapy
before being seen by the GIC.

Consistent with the NHSE Gender Identity Services (Adults) specification,*® there were two clinical
assessment appointments by a senior gender clinician for each person, with additional ones in between
if clinicians considered this necessary. There was also a physical examination for detecting issues that
might complicate hormone therapy.

Gender identity clinics’ interfaces with primary care

Service users reported widely divergent experiences of being referred to the GIC by their GP. For some,
their GP referred them quickly and competently. For others, their GP appeared both reluctant to refer
and lacked knowledge about how to do so.

They genuinely made me feel like | was being an annoyance to them by asking to be looked after, for them
to a do a thing that only they can.
Service user C5
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On receipt, referrals are processed by the GIC nurses, who request any missing information from the
GP. Acceptance of the referral involves the GP signing a memorandum of understanding (MoU) which
sets out the detailed arrangements for shared care between the GIC and a GP practice, above all with
respect to hormone therapy. The GP is expected to prescribe, following GIC advice, and arrange regular
blood tests, which the GIC interprets and discusses with the person concerned, leading to revised
prescribing advice as necessary. The GIC introduced the MoU at the referral acceptance stage in
response to uneven responses from referring GPs across the country to shared care.

GIC staff have developed template letters to make sure that GPs are fully informed about service

users’ progress, and the implications for prescribing. Liaison between GPs and the GIC over blood

tests and prescription change issues is well established, using a shared digital patient record system.
Service users and GIC clinicians, however, reported persistent problems with blood test information not
being provided in time to be of use at scheduled GIC review sessions. Service users found they had to
intervene frequently.

Both gamete storage and hysterectomy commonly require a person’s GP to complete an individual
funding request (IFR) to the local CCG. The GIC has developed ways of supporting GPs with this, making
them aware of recent NHSE guidance which indicates that gamete storage should not be withheld.

Psychology services within the gender identity clinic

Staff were aware of people entering the service with a mental health burden from the stress of daily
experiences of transphobic interactions, as well as the impact of the extended waiting period and
experiences of having little control over their access to gender-affirming care through the GIC system.

... causing a weight or a drain on my mental health.
Service user

The GIC provides psychological support separately from the main assessment pathway, through a small
psychology team. Group-based models introduce an element of peer support as well as being cost-
effective in utilising staff, including clinical psychology trainees. A mix of groups, workshops, individual
sessions and some family and couples work has evolved to meet perceived needs. These can be
accessed ‘at any point’ once service users are being seen by the GIC. Staff estimated that around 20% of
the people seen by the GIC are seen by the psychology team in one of these ways.

Pre-pandemic, there were face-to-face weekly groups and longer workshops for those not able to travel
to weekly groups. More recently, the service has developed online groups for trans-affirmative CBT and
compassion-based therapy.

The clinic nurses were seen by staff and service users as the key link by which people could access the
psychology services, as well as providing informal counselling to people on the pathway.

Experiences of benefits and achievements

Several service users reported that group work provided experiences of both receiving help from peers
and of helping others. For example, one user felt that the ‘improving confidence group’ provided a
structure for effective peer support:

So, | came away from that group with some sheets that [ still keep around to this day, because | got a
lot of help from the other people in that group, saying, these are our experiences ... It was that sort of
thing, where it allowed for much more freedom of conversation, rather than a minute-by-minute, this is
our topic ...

Service user Cé
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Another experienced an online compassion therapy group as similarly providing ‘space for us to bounce
ideas and talk about experiences’ while also providing a helpful framework:

... the general attitude of, stop being so hard on yourself. Again, it’s one thing to have a drive and a
motivation. It's another thing to be lashing the whip at yourself, to be like, no, go faster, go faster, you're a
failure for not having done more ...

Service user C7

Staff reported that online delivery of the various groups has been successful, with therapeutic work
happening in a slightly different way from a face-to-face model, but equally effectively. Online models
made weekly attendance and a more intensive way of working more viable, and supported peer
engagement, particularly for geographically dispersed participants.

In an experience of individual counselling, a trans person felt the psychologist had helped them focus
appropriately on the difficulties of navigating various aspects of their transition, while affirming their
underlying identity.

Experiences of issues and challenges

e GIC psychologists recognised that they had limited capacity to address the considerable mental
health burden of many trans people entering the service, with the group provisions addressing the
milder end of the spectrum of severity. GIC psychologists were aware that many service users had
mental health conditions, such as anxiety, depression, or obsessive compulsive disorder, which
in their view were not directly related to their gender and which therefore should be treated by
mainstream local NHS mental health services. Local mental health services, however, often refused to
treat such cases, referring them back to the GIC.

If | detailed every single instance of when basic mental health support was, not necessarily denied, but
refused to me, because I've got gender issues and they’re not trained to deal with that ...
Service user C8

e GIC staff saw their role in addressing this serious gap in access to provision, arguably affecting those
with the highest need, in terms of acting as explicit advocates for people to get treatment. Some GIC
staff expressed concern that the local services taking on these clients might not take a sufficiently
holistic approach to mental health, applying only a limited range of techniques for addressing specific
common mental health conditions, and lack skills in helping people affected by minority stigma.

e Some staff were concerned at the contradictions between taking up a therapist role and working
within a setting that assesses people as to whether they are appropriate for trans health care. The
same GIC clinic both sets out to provide an open and exploratory space for people to consider
what they want from treatment, and determines within an assessment process whether they fulfil
diagnostic criteria. Staff also acknowledged that pressure to reduce the waiting list and maximise
utilisation of diagnostic capacity can lead to issues of ‘sidelining’ people who are perceived to be
‘unsure’ about their treatment goals.

e Further evidence of tension between receiving psychological help and GIC assessment came from
staff perceptions that some service users learnt not to disclose mental health difficulties to gender
clinicians. This could lead to mental health conditions going unsupported, and only emerging when
people came for psychological assessment separate from the gender assessment.

e Overall, the psychology team had limited capacity to offer psychological interventions, particularly
individual counselling. This meant that programmes of treatment were more limited in length than
was desirable for some individuals, to keep waiting times down. It was also difficult for staff to keep
in mind all the individuals on their caseloads, which were considerably larger than in most psychology
services, with more people seen less often, sometimes with several months between sessions. The
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groups or workshops meant, however, that it was possible to offer follow-on interventions after
seeing someone individually.

Case Study 3: primary care training and accreditation

Initiative
Primary Care Training and Accreditation Scheme to improve care for trans people, introduced by

local NHS in a city, in collaboration with third sector LGBTQI+ support organisation.

Interviewees

e 7 trans people accessing accredited primary care practices

Ages:
19-29 6
30-39 1
Genders:
Women 1
Men 2
Non-binary 4

e 4 primary care staff — GPs and receptionists, from 3 different practices;
e 3 local NHS policy-makers;
e 2 third-sector staff running the scheme.

Rationale and implementation

This case study concerns an NHS primary care training and accreditation scheme (TAS) focusing on
meeting the healthcare needs of LGBTQIA+ communities. It focuses on the ‘trans-inclusive’ elements of
TAS intended to improve the health care received by trans people, introduced in 2016 within MetroCity
by the local NHS in collaboration with Alpha, a third-sector organisation providing support and advocacy
for LGBTQIA+ populations.

TAS was launched, initially for GP practices, in MetroCity in 2013. In 2016, TAS was relaunched and
rebranded as a trans-inclusive scheme. The motivation to make the scheme trans-inclusive appears

to have been strongly shared between Alpha and MetroCity Commissioning (MC). Prior to 2016,

they became aware that primary care and other branches of health care in MetroCity were often not
meeting the needs of trans people. The new version of TAS is funded so that Alpha provides training and
accreditation services to primary care practices without charging them a fee.

On the basis of local research into the barriers faced by trans people in accessing services, TAS staff
at Alpha developed standards for primary care of trans people, as well as a framework for accrediting

competence at the level of a GP practice.

General practitioner motivation to work with trans-inclusion aspects followed from their commitment to
the earlier versions of TAS that focused on improving the experience of lesbian, gay and bisexual (LGB)
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patients. One GP cited the strong motivating effect of TAS staff with lived experience of trans health
care coming to their practice to explain the barriers that trans people face.

The TAS philosophy is that trans community membership and needs are fluid and changing, and that
training and accreditation need to be co-produced to reflect this. The TAS steering group includes
people with lived experience of receiving trans health care, as well as GPs, dentists, pharmacists,
optometrists and commissioners.

How training and accreditation work

Training sessions for GP practices typically last 1 hour, intended to involve all practice staff. These
sessions may be several months or even 1 or 2 years apart, depending on how rapidly the practice is
able to progress with its development in the trans healthcare standards.

Training covers: LGBT basics, including the differences between concepts of sex, gender identity and
sexuality; ideas of cis and trans, including non-binary, people; health inequalities experienced by LGBT
people, the additional inequalities faced by trans people; the importance of recognising protected
characteristics and addressing inequalities; and best practice in terms of inclusive primary health care.
Clinical and non-clinical staff alike commented on the importance of having the training delivered by a
trans person.

Assessment for accreditation typically takes place on the same day as training, in a separate session with
a smaller group of practice staff. This includes discussion of policies and questioning of staff about how
they have dealt with or would deal with various scenarios involving trans patients.

Assessments also explore the questions typically asked by clinicians in their consultations with patients,
whether patients are given the opportunity to give information appropriately about trans identities and
whether there is exploration of related health issues such as relevant screenings.

The assessment result is fed back in terms of a bronze, silver or gold TAS award, with recommendations
for areas of improvement. Typical feedback at bronze level might concern ensuring a well-intentioned
policy is better understood and acted on by practice staff.

Features of trans-inclusive healthcare resulting

The picture emerging from the perceptions of service users and TAS staff is that some accredited
practices have developed competence in many aspects of trans health care and have acquired a
substantial trans clientele. However, the experiences of service users suggest that trans healthcare
expertise was not consistently held by all staff in a practice, or consistently supported by administrative
systems. Commissioners were also concerned that trans healthcare understanding and competence was
limited to a relatively few more advanced practices. In these:

e Patient registration forms allow people to indicate their gender in an inclusive way, as well as trans
status, pronouns and anatomical details relevant to screenings. Practices have also developed
expertise in how to change gender markers on medical records and how to transfer appropriate
information from an old record to a new one.

... their registration form was really good, | think it had multiple gender options. It asked a question about
whether or not you have a cervix rather than just assuming that women have a cervix and men don’t.
Service user C9

e Practice receptionists showed awareness of some key aspects of trans inclusion.
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| went in to book an appointment and that stresses the hell out of me, and | went in in person, because |
thought they were less likely to think | was joking. Because | don'’t look like the kind of thing they would be
expecting ... And the receptionist was just, yes, how about Tuesday? She didn’t even blink ...

Service user C10

e Two trans men commented on the respectful and sensitive way that cervical smear testing was
carried out.

Some service users, however, reported significant problems, indicating inconsistencies within practices:

e One person had difficulty achieving a change in their name and gender marker on the patient record.
The surgery staff consistently referred to the participant by their correct name, but documents
printed out from the record contained their deadname.

e Another participant attended for a minor procedure. They were deadnamed in the waiting room, and
then found the treating clinicians were surprised by their gender. They experienced having to deal
with the clinicians’ embarrassment, rather than receiving support for their own reactions.

e Another participant pointed out that even seemingly minor failings in respectful behaviour towards
them were all the more painful because of their past experiences of healthcare settings.

... it's the fact that | have repeatedly had bad experiences. I've had more negative experiences than
positive experiences. So, even though | have a relative assumption that my GP practice probably is fairly
culturally competent as far as a bunch of cis people go, that past experience isn’t going to magically
disappear either[...].

Service user C11

Developments in transition-related care

Training and accreditation scheme staff reported that it was increasingly rare for a practice not to know
how to refer someone to a GIC, or to avoid doing so when asked to. Following repeated difficulties in
getting a referral to a GIC from their GP in a different part of England, one service user reported that
their new TAS-accredited GP proactively asked if they had as yet been referred. The GP then completed
the referral within a week.

Higher levels of TAS award are tied to practices demonstrating competence in prescribing hormone
therapy for trans people, and TAS staff described how they could connect less capable practices with
other GPs already skilled in this. Some GPs indicated that they were already experienced and confident
in prescribing and monitoring hormones under shared care with a GIC, as well as prescribing hormones
for harm reduction to people on a GIC waiting list.

However:

e Some service users reported that their TAS GPs lacked knowledge about how to work with the GIC
system. In one case, at a gold-accredited practice, a service user had to overcome several barriers to
receiving care via a GIC.

e Someone who had already transitioned when registering with their practice was referred by their
TAS-accredited GP to a local endocrinologist for hormone prescriptions. This person questioned why
this was necessary:

... 'm just on hormones for the rest of my life, why on earth can a GP not manage that?
Service user C12
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Case Study 4: the Welsh Gender Service

Initiative
Establishing the Welsh Gender Service:
® A new specialist GIC in Cardiff.
e Local Gender Teams, practitioners based in each of the Local Health Boards across
Wales, who manage care after people have been assessed by the GIC.
o Umbrella Cymru, a third-sector organisation that provides a Gender Information and

Support Team.

Interviewees

e 10 service users

Ages:
19-29 3
30-39 1
40-49 4
50-59 1
60-69 1
Genders:
Women 5
Men 1
Non-binary 4
e 10 staff

Gender clinicians, GPs, third-sector service managers, peer-support workers.

Rationale

This case study concerns delivery of the WGS since 2019. Prior to this, access to specialist gender
services was via funded access to a specified GIC in England. Welsh patients, however, first had to

be screened by local mental health services. This created significant inequities to accessing gender-
affirming care for Welsh patients. The entire trans population of Wales was placed on to the waiting list
of a single English clinic.

The instigators of the WGS were a small network of people from different settings, who shared a moral
commitment to establishing a new kind of service for trans communities. The network included a GP
who had established a working relationship with Welsh government health policy-makers in another
clinical area. Others involved in the design included individuals from trans communities and a third-
sector LGBTQI+ leader with a history of working with communities to deliver innovative services. Staff
and community representatives consulted widely within local trans communities, gathering views as to
how the new services should run.
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The Welsh Gender Service in practice

Specialist clinic

The WGS specialist clinic assesses people for gender-affirming care. While working within a formal
framework of diagnosing gender incongruence, clinicians saw the assessment process as fundamentally
a collaborative one:

[WI]e are affirmative practitioners and we work with patients, with their consent, and inform them around
their combined joint decision-making.
Gender clinician

They prioritised giving people access to care, while recognising that it was vital to ensure the person was
fully aware of what treatment would involve, including medical risks, and that they had mental capacity
to consent. Clinicians reported that it was extremely rare for them to have concerns about a person’s
capacity to consent. They did not follow the practice of exploring a person’s trauma history as part of
assessment, a practice critiqued in Chapter 3.

The WGS pathway requires an opinion from only one gender clinician for a diagnosis to be confirmed.
WGS gender clinicians can also approve people for top surgery and provide a first signature for
lower surgery.

Local gender teams

Local gender teams are small teams of practitioners based in each of the local health boards (LHBs)
across Wales, who provide and manage care after people have been assessed by the specialist clinic.
Care typically includes hormone prescriptions but can also include speech and language therapy

and fertility preservation. LGTs also take responsibility for ‘harm reduction’ hormone prescribing for
people who present at GP surgeries as self-medicating with hormones. LGT prescribers have regular
videoconferences with clinicians from the WGS specialists to discuss cases where blood results show
problematic hormone levels or other kinds of abnormalities.

Support service

This is a third-sector organisation that provides a Gender Information and Support Team. It is funded

to provide a full-time service manager - a social worker - and a full-time equivalent peer-support post.
They provide advocacy for individuals wanting help getting their GP to refer them to the WGS or else
with getting a bridging prescription. They also help people with waiting list issues, above all making sure
that people with referrals had been transferred from the English GIC waiting list, and also making sure
that their referral date was correct.

Peer support is provided through telephone sessions, usually four sessions over as many months. This
can also involve liaison with the specialist clinic on behalf of a service user.

Benefits experienced
e Service users had positive experiences of the integrated service provision:
... my three years with the [WGS] and with the local gender teams has just been so relaxed. It basically
comes down to what do you want from your transition? What effects do you want, what is bothering you?
Service user C13
e Gender clinicians experienced the fact that initiation and management of hormone prescribing was

taken over by LGTs as a welcome release of their time from the kind of follow-up appointments that
occur in other GICs.
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e LGT prescribers welcomed their integrated responsibility for carrying out blood tests, monitoring
and optimising hormone therapy, as well as taking overall charge of the relationship with the patient.
They emphasised the benefits of integrating hormone therapy with other aspects of primary care,
also appreciated by service users:

The doctor that | see for trans healthcare stuff [...] | go in about one thing, she asks about my history and
sorts me out for 10 things | didn’t even know | was able to get help with, | love her.
Service user C14

e Both service users and WGS staff value the social and emotional support offered by the
support service:

... They didn’t seem to be trans people, but they just didn’t put a foot wrong. They were so open and
empathetic and would never accidentally misgender anyone [...] | haven'’t really had that experience in any
medical setting before.

Service user C15

Challenges experienced

e There were widespread concerns at the level of resourcing of the system as a whole, given the size
of the waiting list, even though the situation for all other GICs was recognised as being considerably
worse. While service users were appreciative of the support service, some spoke of long delays in
getting a response.

e Some staff raised concerns that, even within the gender-affirming values of the WGS, there could
be unwarranted additional assessment appointments for some groups, because clinicians ‘maybe
sometimes still having a slightly narrower view of transness than they should or they could to support
those people’. The danger was that certain groups of people might be seen as ‘unsure’ when in their
own minds this was not the case. This was a concern particularly for autistic people and also for
non-binary people.

e Several service users and clinicians were very concerned that there is no funding for hair removal
under the WGS, seeing this as an integral part of providing psychological well-being for transfeminine
people, as well as essential in preparation for any lower surgery, and an unreasonable financial
burden to place on service users.

... we don’t get the advantages of English patients ... We don’t get electrolysis.
Service user C16

o While the WGS has taken steps to streamline the process for surgical referrals, several service users
pointed out the impact of being dependent on providers elsewhere in the UK, the lack of capacity
and waiting times involved, and the need to travel a considerable distance and usually recover away
from home.

e There were also some operational issues. Prescribing clinicians within LGTs reported having to take
on the somewhat improvised creation of patient record systems for their WGS work, because there
were no existing systems that linked effectively between the assessment clinic, the LGTs and GP
practices that they might subsequently discharge people to.

e LGT clinicians indicated that they were either near their planned capacity or else would be at it within
a few months. At that point, unless sufficient service users had been discharged on to other GPs,
bottlenecks would appear at the LGTs.

e Creation of a direct enhanced service (DES) agreement, by which GP practices could have additional
payments for managing HRT for trans patients, was widely welcomed by clinicians as a mechanism
for overcoming GP resistance to taking on seemingly unfamiliar work. However, progress has been
slow in persuading practices throughout Wales to engage. Possible reasons for reluctance included
the general pressure on GP workloads and many GPs being wary of engaging with HRT for cis women
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following concerns with risks of cancer and thromboembolism with earlier generations of treatments

in the 1990s.

e Data protection rules have so far prevented a service-user data-sharing agreement being put in
place between Umbrella Cymru and WGS. WGS has to send people information about the support
service with a consent form for Umbrella Cymru to be able to contact them. It could be problematic
to send out a letter from the gender service, using an appropriate current name and title, to people
referred prior to the new service opening in 2019. There was a danger that the person concerned had
changed their name since the referral and that the name on the letter might ‘out’ them to people they
were living with.

Case Study 5: trans healthcare experiences in Northern Ireland

Focus

Healthcare experiences of trans adults in Northern Ireland, where there is only extremely limited
access to a GIC; support provided by third-sector organisations to trans people, and service-user
experiences of waiting for care or healthcare access by other means such as use of private

services, self-medication.

Interviewees

4 service users

Ages:
19-29 3
30-39 1
Genders:
Women 1
Men 2
Non-binary 1

6 support staff from trans community or LGBTQI+ third-sector organisations

Background: ‘a case study of nothing’

This case study looks at existing services available for the assessment and provision of care for trans
adults in Northern Ireland, where there are widespread perceptions of a ‘trans healthcare crisis’ A
specialist gender clinic in Belfast has seen patients 18 and older for assessment and provision of care
related to gender incongruence. The clinic is not a GIC in the same sense as GICs in England; it primarily
functions as a psychosexual service. Crucially, it has a very small clinical staff and did not see any new
trans patients between January 2018 and June 2020. New patients are now being seen from existing

referrals. New referrals are still not being accepted.

In 2019, the NI HSC Board was tasked by the Department of Health with reviewing GISs in Northern
Ireland. A review group, with some trans community participation, was established with ‘listening events’

taking place in November and December 2019.
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Third-sector support for trans people

Third-sector organisations are not involved in the delivery of commissioned healthcare services but
attempt to manage the high demand for support from trans people who have no NHS gender service
available to them. In late 2018, a number of trans people set up a trans-led campaigning and human
rights organisation to improve health care. This led to a position paper on ‘what we want to see

from gender-affirming healthcare in the region’. They also pushed for progress with the review of the
specialist clinic, securing limited trans representation.

Alongside its policy and training work, this trans-led organisation provides healthcare support and
advocacy for individuals. Other third-sector LGBTQ+ organisations also provide counselling and
advocacy for trans individuals engaging with health care.

Several service users reported receiving counselling or informal advice from LGBT+ or trans community
organisations, as well as from trans friends. This had helped them decide how to move forward with
private care or self-medication. One interviewee reported that they had benefited hugely from attending
a week-long ‘trans training’ residential. This had included a variety of workshops, including on how to
manage a name change.

One third-sector interviewee called Northern Ireland an ‘ethno-nationalist state’ where society is heavily
divided into two groups with antagonistic views of national identity. This is linked to rigid gender roles,
which has implications for making transition experiences ‘extremely difficult’, even compared to those in
other parts of the UK.

Experiences of the gender identity clinic

Of the three interviewees who had been seen by the GIC, one found the overall experience acceptable.
Another described the initial appointment with two clinicians feeling like ‘interrogation to see if | was
trans’, and experienced questioning concerning their sexuality as ‘weird and not really related’.

Another found the GIC process adversarial and unsupportive:

... the service right now is designed so that a cisgender person doesn’t accidentally transition ... It’s not
made for trans people or to support trans people [...] And | think overall it’s so infantalising ...
Service user C17

Third-sector interviewees also recounted reports from trans people of a stringent policy regarding
mental health within the GIC. People who disclosed any mental health condition were likely to have their
assessment suspended.

There was a variety of experiences of care following assessment at the GIC. Some reported that the
system for regular prescribing of hormones through their GP, with periodic blood tests and reviews by
the endocrinologist, had worked well. Others felt there appeared to be ‘no formal strategy, care package,
intention for looking after trans people long term’.

Experiences of private gender services and self-medication

In response to long or indefinite GIC waiting times, both third-sector workers and service users
interviewed indicated widespread use of private services for accessing assessment, hormones, hair
removal, voice coaching and gender-related surgery. Many people resorted to crowd funding. GPs
were widely cited as refusing to enter into shared care arrangements with private gender services,
for prescribing hormones or carrying out blood tests for monitoring, leading to people having to pay
additional fees to the private gender service.
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Several interviewees referred to an emerging pattern where trans men with sufficient funds obtained a
referral from a private gender service and then paid for private top surgery in Poland.

Several interviewees described their experiences of private gender services as accepting of their own
views on being trans and taking a pragmatic approach to finding out what they needed:

[an] informed consent approach ... Trusting the patient | think was the biggest thing for me. The fact that
they trusted what | said. And trusted that this is what | needed, rather than being interrogated for it all.
Service user C18

Other interviewees recounted how they had decided to self-medicate with hormones because they
could not afford a private gender service. GPs were widely experienced as refusing to provide blood
tests or monitoring in such cases, or to prescribe as a harm-reduction measure, usually giving as a reason
that they could not ‘take on liability’ for a person’s health if they were self-medicating. The choice to
self-medicate meant bearing the associated health risks oneself:

... it was very much | balanced the risk and the reward and on the whole, it has been a positive thing
for me.
Service user C19

Experiences of general health care within general practitioner practices

One interviewee reported positive experiences of staying with a small-town GP practice they had
grown up with, where the GP was willing to engage positively when they came out as trans. This
person had worked with the staff to improve their understanding of trans health care, and the use of
appropriate pronouns.

Many more of the experiences were negative: name changes and requests to change pronouns were not
being followed through on medical records, and in one example, reception staff apparently deliberately
and repeatedly misgendered someone so they felt compelled to move to a different practice.

A number of interviewees relayed accounts that GPs had attempted to refer trans people to the GIC for
health issues that were not connected with a medical transition; with the GIC not functioning, some GPs
had taken to referring people to third-sector LGBTQI+ or trans organisations, sometimes with physical
health problems. Third-sector staff felt placed in an impossible position by such referrals.

Several interviewees reported that GPs did not know about the health conditions different trans people
might be at risk of:

... What are things you can watch out for for a trans person? What are they more at risk for? Because the
onus is very much on the trans person to know that ... Because they absolutely know less than | know.
Service user C20

Interviewees reported there were a small number of trans-affirming and trans-inclusive practices in
Belfast. However, trans people experienced huge variability between different practice staff. This
created stress and disparities in the health care available to different trans individuals.

Experiences of other health services

Two interviewees reported distressing experiences of NHS sexual health clinics, contrasting this with
the respect shown when they attended sexual health screening clinics run by a LGBTQI+ organisation.
They were, for example, asked for their pronouns as they registered at the latter.
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Others reported avoiding NHS health care in general, because they expected to encounter either or
both of an insensitive and inappropriate curiosity about their history as a trans person, or else a lack of
cultural understanding of:

what trans means, knowing what kind of people and bodies and physiology is covered by the term woman
and man ... constantly using terms like male and female and referring to body parts.
Service user C21

Some of our interviewees had found NHS counselling for anxiety or depression helpful, although limited
in what it could achieve given the short programmes on offer.

Community action to improve services

Many interviewees shared a view that ‘the mainstream doesn’t want to know’, meaning that addressing
the deficiencies in trans health care appeared not to be a consistent priority for the devolved
administration or for the HSC service, in spite of the costs of not providing adequate care. These
included above all the mental health burden carried by those unable to access any treatment, often
leading to chronic suicidality as well as actual instances of suicide. There was also the increased burden
placed on other NHS and third-sector services:

... it actually costs more to not fund the service because we're seeing the impact on voluntary community
sectors like ourselves or other healthcare providers or back into the NHS in primary mental health teams

where people are self-harming ...
Third-sector worker

Views on future health care for trans adults

Data from services users and staff across the case studies included a wide range of suggestions,
requests and recommendations concerning how to improve health care for trans adults, including how
to improve integration between services. Many of these ideas were in tension with each other, as they
appeared to be based within different views of what scope of change is possible.

Here we summarise these ideas. We outline three broad views or paradigms for consideration. These
differ in key assumptions, such as where different aspects of care are best provided, by whom, and
whether a formal process for diagnosing gender incongruence is necessary. Table 5 summarises the
three paradigms.

TABLE 5 Three paradigms for developing trans health care

Paradigm 1: Improving provision based on the current specialist service model

Underlying assumptions

Care based on the current NHSE specialist service specification, with gender-affirming treatment requiring prior in-depth
diagnosis by GIC clinicians, who are members of the Ministry of Justice gender specialists list, according to the ICD-11 definition
of gender incongruence.

Paradigm 2: Provision of most transition-related health care within primary care settings

Underlying assumptions

Most people who seek gender-related care have their needs met within a primary care setting, from an appropriately skilled
GP-led local gender service. Diagnosis and treatment planning for hormone therapy and other gender-affirming treatments
normally carried out within a primary care-based service. The role of specialist gender services needs to be reconfigured.

Paradigm 3: Removal of gender incongruence diagnostic requirement and further rethinking the role of specialist services
Underlying assumptions

Access to hormone therapy, and other gender-affirming care, including surgical procedures, based on informed consent. Specialist
gender services support service users who choose to be referred because they feel the need for more exploration, or those that
primary care services consider requiring specialist endocrinologist input.
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An earlier version of these paradigms was presented and discussed at an ICTA workshop in summer
2021, including researchers, the advisory and steering groups, as well as lead clinicians involved in the
case studies. The understanding emerging was that they are a convenient way of organising elements
of trans health care for discussion, rather than fully coherent and distinct models. The paradigms
indicate the range of future possibilities in terms of how far they diverge from the current model, so
facilitate exploration and discussion of a direction of travel for future years. None of the paradigms
should be taken as representing straightforwardly the views of particular interviewees or groups. Many
people advocated developments relevant to more than one paradigm. For example, some had strong
views on the longer-term desirability of Paradigm 2 or Paradigm 3, but also wanted to make immediate
improvements within Paradigm 1.

Appendix 9 contains four tables which summarise the suggestions and proposals made by service users
and staff across the case studies as to how each paradigm could be taken forward. Under Paradigm 1,
Table 8 is an additional table, labelled Paradigm 1b. This captures suggestions made as to additional
elements that should be added to the current specialist service specification, within its underlying
assumptions. These additional elements are also relevant to Paradigms 2 and 3.

The views and suggestions summarised under Paradigms 1 and 2 came from across the 48 staff and 42
service users interviewed for the five case studies that appear in this chapter. The pattern for Paradigm
3 was markedly different, with the suggestions coming overwhelmingly from trans service users, as well
as the small number of third-sector staff we interviewed, most of whom were themselves trans. The
suggestions and views summarised under Paradigm 3 are consistent with a significant body of opinion
within trans communities that access to gender-affirming care should be solely based on informed
consent, rather than clinical diagnosis of gender dysphoria, on the basis that diagnosis is inherently
dehumanising.'*? The kinds of service-user experience reported in Chapter 3, where people found the
extended process of diagnosis harmful, lend support to this position.

The case for informed consent has been articulated for trans communities - for example, by activist
platforms such as Informed Consent for Access to Trans Healthcare in the USA? as well as within
academic publishing (e.g. Schulz).**# Clinics operating an ICM have been studied in both the USA and
Australia.t*>11¢ Ashley et al.?® distinguish a number of variants of ICMs, along a continuum between
‘strong’ and ‘weak’. In strong ICMs, the clinician ensures that people fully understand the benefits and
risks of treatment options and undertakes a formal assessment of mental capacity to consent, but the
decision to proceed with treatment lies solely with the service user:

... the aim is to elucidate and best meet the patient’s embodiment goals rather than establish eligibility
for hormones. Strong ICMs recognize that using independent assessments of gender identity and/

or gender dysphoria to establish eligibility may be distressing and contribute to the pathologization of
trans communities.?®

Under weak ICMs, there is collaborative assessment by the clinician and service user of readiness
for hormone therapy and joint decision-making, which may include a formal diagnosis of gender
incongruence. However, the assessment foregrounds ‘the patient’s decision to initiate hormone
therapy’?® and joint clarification of treatment goals.

In the next chapter, we will discuss further the implications of the findings from the ICTA project for
developing ICMs. For the moment, we note that almost all the views and suggestions from trans people
summarised under Paradigm 3 were consistent with the strong version of informed consent. These views
were generally linked with a stance that access to transition-related care through informed consent
should not be through GICs as currently constituted, but through primary care clinics, local sexual health
clinics or else clinics based on LGBTQI+ or trans third-sector settings. Many trans advocates of a strong
ICM did not see GICs as culturally able to deliver this kind of care, given their history of responsibility
for an extended diagnostic process. One person argued in effect that cis clinicians who have positioned
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themselves as experts in diagnosing trans identities cannot be seen as trusted collaborators by
trans people:

| think even a few years ago, if you'd asked me that question, | would say, ‘they need to lower the wait
times’... Now having gone through the system myself and seeing it first-hand, you got to get rid of that
system. It's broken. It's beyond repair. [...] The wait times are but a symptom of everything that’s wrong
with the GIC. These people who have been positioned as experts don’t have the first clue what they're
talking about, and they have been given far too much power ...

Service user C22

Another person similarly held that GICs need to be replaced by other kinds of care provider, because of
the combined legacy of the diagnostic model and waiting times associated with it:

My honest answer is | think they should be gone. | don't think they should exist anymore. | don’t think that
can happen until we've made a move into primary health care or there’s an alternative solution. But | don’t
think they're fit for purpose anymore. We know how much the demand has increased but the actual supply
of services hasn't. Or it’s not been able to meet that demand. When there’s a target waiting time of 16 weeks
on the NHS and people are waiting years and years and years for their treatment that’s a sign that you can
put as much Sellotape on the hull of a boat as you want but sometimes you just need a new boat.

Service user C23

We need to be cautious in using our qualitative interviews as an indication of the degree to which
different paradigms were supported by different constituencies - the samples of service users and staff
were not selected to be representative of a wider population. However, across the 42 trans service
users interviewed, just under half said that in various ways the role of specialist GICs needed to be
reworked, with far more assessment carried out in primary care or other community clinics. Further, just
under one-third said that trans adults should have access to hormone therapy through some version of
informed consent.

Third-sector trans support workers also tended to advocate a future based on informed consent, often
with a caveat that service users need to have full information and understanding about treatments:

... open, honest explanation of if you're going to be accessing hormones this is what happens, this is what
could happen. Having people making the decisions that affect their bodies with that 100% clarity is very,
very important | think.

Third-sector trans support worker

The distribution of views relevant to Paradigms 2 and 3 across the 21 GIC staff interviewed suggests the
presence there too of a significant body of opinion that the current model needs to change. Just over
one-fifth of (mainly cis) GIC staff interviewed indicated they supported moving towards a version of an
ICM. And just over half said that the role of tertiary GICs needed to become more circumscribed, with
much more routine assessment done in suitably staffed primary care clinics.

A final significant theme across our interviews on the future of trans health care concerned the need to
improve how all branches of health care respond to the non-transition-related needs of trans people.
Fundamental points were that services need to demonstrate that they are aware that trans people exist,
and find ways of ensuring that people are referred to by their correct pronouns.

There are 100,000 different reasons why trans people would go to a healthcare service, that have nothing
to do with being trans, and | think that tends to get forgotten by the health service in general. They
seem to think that trans people will only ever come to the healthcare service if it's about being trans and
nothing else.

Service user C24

Copyright © 2024 Holti et al. This work was produced by Holti et al. under the terms of a commissioning contract issued by the Secretary of State for Health and
Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https:/creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.

63



64

CASE STUDIES

And a trans person that walks into a clinic where they say to everybody, regardless of if you pass,
regardless of if you don't, if you're cis, if you're trans, whatever, that every single person that they talk to,
the first thing they do is they ask for a name and pronouns, perfect. You're going to feel so much better.
And it's just really little things like that.

Service user C25

Chapter conclusion

In this chapter, we have summarised the experiences of a range of initiatives to improve the integration
of care for trans adults, as well as the experiences of service users and trans advocacy organisations in
Northern Ireland. We have also summarised views on the future of trans health care across the service
users and staff we interviewed for these case studies. In the next chapter, we explore what can be learnt
from all of this, together with the experiences of care reported in Chapter 3, in terms of the general
implications for improving the integration of trans health care.
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Chapter 5 Discussion

Introduction

At the end of Chapter 3, we referred back to the findings of the House of Commons Women and
Equalities Committee report.* We concluded that, on the evidence summarised in that chapter, it is
still true that in many ways ‘The NHS is letting trans people down’ (p. 82).# Our aim in this chapter is
to summarise and distil what has been learnt, from studying the initiatives reported on in Chapter 4, to
improve care and its integration, and how far this addresses the deficiencies identified in Chapter 3.

We begin by summarising what we have learnt about the overall terrain of trans health care that
needs to be better integrated and improved. Figure 1 presents a provisional map of this, based on the
experiences of receiving and providing health care heard during in-depth interviews and focus groups,
involving over 180 people throughout the UK, over the course of the project.

Figure 1 shows two overlapping ovals: one on the left, depicting what is involved in trans people
receiving general health care; and one on the right depicting transition-related care. The two ovals are
shown overlapping only slightly, reflecting how people currently have to find a way of navigating out

of a general healthcare space into a specialist gender-service space. Showing the two ovals in this way
is not intended to indicate how things should be, but rather how they currently are, in terms of how
trans people access and use general and transition-related health care from NHS providers. Later in this
chapter and in the final chapter of this report we will return to arguments about how transition health
care should be far more integrated with the rest of health care, with greater overlap between these
two ovals.

Figure 1 shows GPs as the co-ordinating agents for general health care, in the centre of the left-hand
oval. This reflects NHS policy. It is the GP who has ultimate responsibility for referring someone to the
services they need, authorising access and co-ordinating different strands of care. In the right-hand oval,
we have shown a ‘gender service’ as having a similar role in co-ordinating different aspects of transition-
related care, according to individual need. These aspects are the assessment for care, hormone therapy,
gender-affirming surgery, voice coaching, hair removal and psychological support.
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FIGURE 1 Arenas of care for trans adults: improving care and its integration.
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Again, the positioning of a ‘gender service’ in Figure 1 reflects what currently happens, rather than

being a recommendation of what should happen. Up to around 2020, it was GICs alone among NHS
organisations that fulfilled this role. Since then, pilot primary care services have been commissioned and
have taken on providing or co-ordinating almost all of the aspects of care shown in the right-hand oval.
It should be further noted, of course, that it is also possible for a private gender service to act as the

hub of the right-hand oval - many of our interviewees felt they had no option but to engage with this
non-NHS option. Further, many people access non-NHS services for general health care, such as therapy
or counselling, or for transition-related care such as hair removal, while also accessing NHS services. The
diagram also does not attempt to show aspects of statutory care or support outside of health care that
may be very important to the overall experience of trans people, such as housing or benefits.

The terrain depicted in these two ovals is vast. The initiatives reported in Chapter 4 provide learning
relevant to some key elements and their integration, but do not encompass the whole picture. In what
follows, we summarise the learning with respect to four key areas, shown in boxes with bold surrounds
in the diagram. These concern: how people gain access to transition-related care; how processes of
assessment for care can be improved; how hormone therapy can be initiated and stabilised over an
initial period of months; and how people can be supported psychologically. In this chapter, for each of
these areas, we first summarise the dynamics of poor and unco-ordinated care emerging across the
interviews. We then distil what has been learnt about how to improve and better co-ordinate care,
drawing on the notion of person-centred co-ordinated care as the touchstone. Under each heading we
also identify the issues and contradictions that have emerged and remain to be addressed.

A further section of the chapter summarises some limited learning from our case studies as to directions
for improving other aspects of gender-affirming care, such as surgery, hair removal and fertility
preservation. A final section then summarises what has been learnt about improving experiences of
general health care, including the long-term management of hormone therapy and other longer-term
aspects of trans health, both transition-related and non-transition-related.

Accessing and waiting for transition-related care

Dynamics underlying poor experiences

While we heard about some GP practices that were knowledgeable, supportive, sensitive and effective
in referring people to a specialist gender service, the following deficiencies were repeatedly reported by
service users, in both Chapters 3 and 4.

We heard about GPs who admitted to their patients that they did not know how to refer them to a GIC,
or claimed erroneously that the person needed first to have a psychological or psychiatric assessment.
This process has long been superseded in England, Scotland and Northern Ireland, more recently

in Wales.

A related dynamic occurs where a GP simply refuses to refer someone, sometimes explaining this in
terms of the trans person not knowing their own mind, appearing to believe that referral to the GIC
commits the person concerned to a medical transition. In a few cases, GPs appear to have taken their
authority to base a refusal to refer on their own anti-trans beliefs. We also found cases where trans
people were told they could not be referred immediately because their BMI was too high, because they
had a history of mental health concerns, or because the GP saw both of these as linked. Some TBPoC
we spoke to experienced their ethnicity as making it more difficult to get a GP referral, within a general
picture of having to persuade their GP to take their requests and experiences seriously. They were

also likely to have been told that their BMI was a barrier to accessing health care, sometimes because
clinicians seemed additionally concerned about a Black person’s BMI, or because clinicians were
apparently unaware of how erroneous assumptions about the universal applicability of BMI can exclude
Black people.
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Another pattern we heard about frequently is where a GP apparently agrees to make a referral, but
repeated follow-up by the person concerned reveals that the GP has not in fact made the referral or
waited weeks or even months before doing so. Still another way in which trans people have experienced
their GP as departing from putting the patient’s needs first is in writing a referral statement that
undermines the integrity or identity of the person concerned. An example of this was a referral letter
depicting someone ‘thinking about becoming a different gender’, when the person concerned was quite
clear about their gender identity.

The idea of person-centredness is often used to consider the experiences of an individual passing
through a health clinic or service. Our findings show that the experience of waiting between referral to a
GIC and the beginning of an assessment process has possibly the most profound negative impact on the
extent to which trans people perceive themselves as recognised and considered by the NHS.

We noted in Chapter 3 that the length of waiting as experienced by service users is not merely the time
elapsed since a referral is acknowledged by a GIC, or even the time elapsed since a referral was made
by the GP. Many people delay asking for referral via their GP for a significant amount of time, often
years, for a variety of reasons. They may have in their own minds already been in a state of waiting long
beforehand. For example, an individual may wait until they are certain which medical interventions they
require before seeking a referral, meaning that for them they may have been waiting many years outside
of the medical system. A feeling of being in suspense can be deepened by uncertainties already referred
to as to whether the referral has actually been made by the GP or received by the GIC. We heard of
several cases where, after an extended period of silence from the GIC, sometimes over a year, a waiting
person has managed to contact the GIC and found out that the GP did not actually make the referral, or
did so months later than originally indicated.

We saw in Chapter 3 that people on GIC waiting lists experienced anxious uncertainty, often severely.
Waiting was deeply difficult due to living with untreated gender incongruence, the many ways in which
this put life ‘on hold’, and awareness that the outcome of their GIC assessment was not ultimately under
their control. This was all the more difficult for people living in family or community contexts which
were unaccepting of or hostile towards their trans identities. Many trans people found that GICs, until
quite recently, failed to provide updates on the likely waiting times, and are difficult to contact to get
current information about when one is likely to be seen. This uncertainty leads to fears of losing one’s
place in the waiting list, through missing a letter or an e-mail, or through the clinic making a mistake and
not sending a communication, resulting in a missed appointment. Many of our respondents reported
feeling unable to bear the continued wait, and so taking a decision to self-medicate with hormones or
go to a private gender service if they could afford that. This option was, of course, more open to those in
employment with reasonable incomes, and less open to the economically marginalised, above all TBPoC.

A further, often distressing, aspect of waiting was that associated with the minimum of two or more
assessment appointments required in most GIC assessment processes. While diagnostic guidelines (e.g.
DSM-5) refer to the need for stability of gender identity over a 6-month period, the capacity issues
faced by GICs and the approach adopted to managing queues has led in some GICs to much larger gaps
between diagnostic appointments, with still further extended waits for subsequent surgical assessments
and other treatments. We therefore heard from people who had prepared in great anticipation for an
initial assessment, received a positive signal about the likelihood of a diagnosis, and then realised there
was yet further waiting before they could receive treatment. The experience of many was that they had
already been waiting months or years prior to their first appointment, in a state of clarity and stability
about their gender identity. The additional wait seemed to be ‘for the doctors’.

Many clinicians we spoke to were deeply concerned about the waits experienced by their clients. They
were, however, relatively shielded from direct encounters with the anxiety and distress of those waiting.
Some distanced themselves from feeling responsible, because there was apparently little they could

do to improve the situation. Others were outspoken in their criticism of the NHS commissioners of
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their service, for completely failing to acknowledge that demand for services - in terms of numbers of
referrals received - has grown by several hundred per cent in recent years. Commissioners were seen as
expecting increased demand to be met within existing levels of resources or marginal increases.

This raises troubling questions about how the NHS and those who control its funding can tolerate

waits of several years for trans people to receive treatment. Following the COVID-19 pandemic, there
are widespread concerns when some physical health outpatient services have perhaps 8% of people

on their waiting lists waiting a year or more for consultant-led treatment.!'” In mental health services,
the proportion of people in 2020 waiting more than 6 months for assessment and treatment was
11%.118 The only waits that approximate those for gender-affirming treatment were those for treatment
for severe mental illness, commonly up to 4 years. All trans adults currently being referred for GIC
appointments can expect to wait at least 4 years. We return in the final chapter to the societal dynamics
that may underlie this.

The severity of the extent of waiting for GIC care is borne out by some ICTA modelling (reported
separately) on a number of realistic GIC staffing models, based on typical current rates of referrals and
referral backlogs. With some loosening of current assumptions that all people require two assessments
before they can be prescribed hormones or receive other gender-affirming treatments, it appears

that even with staffing at around 1.5 times that needed to meet current demand, the queues of

people waiting will not be drained for between 3 and 4 years. The acceptability of such waits is widely
challenged within trans and LGBTQI+ communities. This has also been taken up in a legal case by social
justice campaigners,''? arguing that NHSE should honour the 18-week target time from referral to
treatment for trans health care. The basis of the case is that failure to do so stems from an ideology
that trans needs for health care are less urgent than others, linked to a belief that trans people should
have plenty of time to achieve certainty. Our data from service users do not bear this belief out. Across
our sample of over 100 service users from the various subpopulations reported in Chapter 3 and the
case studies in Chapter 4, few appeared to arrive at their GIC assessments without a clear sense of
their direction. Our interviews and consultations with trans people involved in the project also strongly
suggest that those who do wish to take some time to explore their gender identity want to do so

on a timescale much shorter than the waiting times currently typical of GIC pathways. Service-user
interviews and focus groups provide ample evidence of the distress and indeed harm caused by waiting.

Learning from initiatives to improve access to more integrated transition-related care

Case Studies 3 and 4 in Chapter 4 both indicate that trans-informed training can result in GPs
understanding how to respond helpfully and straightforwardly to requests from trans adults to be
referred to a specialist gender service. However, even when some GPs in a practice have received
training and shown they are able to make referrals, some of our service-user interviewees encountered
other GPs in the same practice who were not well informed and made the process of referral
unnecessarily difficult and stressful. The implication is that training needs to be readily available to

all practice staff, both clinical and administrative, with an expectation that everyone will undertake
training at least in the essentials of trans health care and referral pathways. Case Study 3 provides some
evidence of the benefits of an accreditation system for badging competence in trans health care. It also
suggests that periodic reviews of consistency in competence and knowledge across staff in a primary
care practice are needed to ensure that trans people get the specialist referrals they are entitled to
according to General Medical Council (GMC) ethical guidance.'®

Case Study 4 illustrates the value of having a framework for working relationships between a regional
GIC and primary care practices, based on a network of practices that act as local centres of expertise.
This network can be used to deliver advice to primary care practices experiencing uncertainty as to how
to refer. In other contexts, we heard of primary care practices experiencing English GICs as unresponsive
to requests for advice concerning referrals or the management of people waiting for GIC assessment.
This was probably in part because English GICs all take referrals from any GP practice across the
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country, and, at least at the time of fieldwork, only a few areas had developed local networks of primary
care expertise in trans health care for GPs to draw on.

The widespread experiences of people having difficulty gaining access to transition-related care
reported in both Chapters 3 and 4 highlight the importance of third-sector services, employing mainly
trans staff to provide support and advocacy for gaining access to care. Case Studies 3 and 4 in Chapter 4
illustrate the role of such services for people who simply want information on how to get a referral

to a gender service, or who are experiencing barriers in getting access to care they have a right to, in
particular bridging prescriptions.'?!

In Case Study 4, third-sector workers brokered arrangements by which NHS LGTs prescribed hormone
therapy for people who had been assessed by a private gender service, and provided blood tests to be
monitored by the private service, under a shared care arrangement. This was crucial when the person’s
usual GP had refused to participate in shared care. Similarly, in this same case, third-sector workers put
people in touch with their LGT to provide a bridging prescription when they were self-medicating. There
is a strong indication that the integrated way of working of the WGS, with regular meetings between
staff from the specialist gender clinic, the LGTs and the third-sector support organisation, plays a key
role in maintaining the standing and influence of the support staff within the system. It also allows the
system to bring expertise to bear rapidly in assessing whether medical issues might complicate giving

an individual a bridging prescription. This allows third-sector staff to be effective advocates in helping
people access care. An implication is that support service staff, and in particular trans peer-support staff,
need to be fully included as fellow professionals in the operational decision-making and development of
a gender service.

A further useful mechanism at the point of referral to a GIC, emerging from Case Study 2, is a detailed
MoU, issued by the receiving GIC, setting out GP and GIC responsibilities in the initiation and
management of HRT. This is thus a tool for integrating care across the primary care-GIC boundary. Case
Study 2 suggests this can be effective in dealing with GP resistance to hormone prescribing, through GIC
staff intervening with the GP at a relatively early stage. However, in at least one case it led to the service
user concerned being held in suspense while their GP practice took several weeks to agree to sign the
MoU. This suggests the MoU on its own may have limited effectiveness and could create additional
barriers to care, if not reinforced by education of GP practices on their responsibilities for supporting
trans patients.

The challenges of being referred to a GIC and having the framework for shared care agreed between a
GP and a GIC are, of course, only part of the picture emerging from our research about the difficulties
trans people face in accessing care. It is important to note that the GMC ethical guidance for GPs

in trans health care!?® indicates that it's a GP’s responsibility to support people while waiting for

GIC assessment, referring them to a mental health service if they have concerns on that front. Our
research did not uncover any examples of GP practices able to put such supports in place. And across
our interviews there is strong evidence that many local mental health services are not well equipped
to support trans people in general, including when experiencing distress during the extraordinary

wait involved.

Our case studies indicate some learning about how third-sector trans peer-support workers can
deliver support during waits. However, support appears more difficult to deliver with integrity when all
concerned are aware that it does not deal with service users’ main concern, the months and years they
have to wait.

Case Studies 2 and 4 show how peer-support workers have delivered a number of forms of support:
practical support, with issues such as using a deed poll to change one’s name; emotional support
for people experiencing isolation, distress, or having difficulties with family relationships or housing;
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social support, for people who want access to trans-led events, activities or groups; and information
about the GIC assessment process, including where people are in the waiting list and what to expect

in clinical assessment appointments. Peer workers have achieved this through one-on-one support
meetings, often by phone, and through facilitating trans groups and activities. The positive experiences
of the trans swimming group described in Case Study 2 suggest that such trans-led group activities

can deliver important contributions to well-being. Funded trans peer workers have a vital role in
understanding community needs and then brokering the funding and delivery of activities that meet
them. This, however, needs to be set in the context of the need for much better access to both
transition-related medical care and adequate mental health services. Peer support is not a substitute for
either, and needs to avoid transferring unreasonable responsibility for providing care to lower-paid trans
community members.

The case studies also indicate issues involved in providing peer support to people waiting for
assessment. First, staffing needs to be adequate. The level of demand for this kind of support is
indicated in Case Study 4, where we heard that around 700 out of 1000 people on the waiting list
indicated that they wanted to talk to a support worker, whereas a single full-time-equivalent peer-
worker post was actually able to engage with around 300 people over roughly a 12-month period. The
consequence, seen in both cases of peer-support services, was that response times were considerably
longer than the workers considered desirable.

Second, we saw that it may be difficult for peer workers to contact people on waiting lists, particularly

if people have been waiting for months or years and their contact details are held by the NHS GIC. Data
protection requirements mean that an NHS organisation has to seek consent before passing any details
to a third-sector support organisation. Third-sector LGBTQI+ organisations may have highly developed
skills in soliciting contact through social media and attending existing trans events and forums. However,
there remains the challenge of contacting more isolated trans people who do not attend events or use
social media. These may be the people who are most in need of support.

Third, we saw evidence that the role of peer workers involves considerable social skill in navigating a
kind of ‘dual belonging’, to trans communities and to an NHS-based system of care. Peer workers may be
called on both to explain what is involved in an NHS assessment, and to hear the distress of people who
have been waiting an unreasonable amount of time and do not feel their ‘transness’ requires extended
assessment. Peer workers can experience themselves as deeply compromised in their ability to advocate
for people, when employed by a GIC with power over the timescales by which people can be recognised
as trans, and ultimately over whether this recognition is bestowed. This situation is made less stressful
when peer workers have some agency and influence within the GIC system. This may take the form

of having ready access to information on how to access bridging prescriptions and to the clinicians
involved, or access to the NHS administration of waiting lists. The latter allows them to respond with
clarity to someone anxious about their position on the waiting list.

A final area of challenge that remains to be addressed concerns the common lack of local mental health
services adequate to support a trans person on a GIC waiting list who is experiencing mental health
difficulties. Peer workers may be trained in how to identify someone who needs more than the kind of
emotional or social support they themselves can provide. However, the lack of effective mental health
services that someone can be referred to places peer workers - and their clients - in a very difficult
position. We return shortly to the implications for how mental health services need to develop.

Assessment for gender-affirming care
Dynamics underlying negative experiences of assessment

In Chapter 3, we summarised the characteristics of trans people’s negative experiences of GIC diagnostic
assessments. A significant number of service-user interviewees found that their experience of GIC
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diagnostic sessions strayed, to varying degrees, beyond the bounds of what could be interpreted

as ‘person-centred’, becoming adversarial and even hostile. A common aspect was being asked the

same questions on multiple occasions about childhood, family background and a person’s sense of

their gender at different points in their life. Some experienced this as being under suspicion, that
clinicians were trying to catch them ‘in a lie’ or find a flaw in their ‘story’ of being trans. This kind of
repeated questioning can amount to a microaggression** because it belittles a trans person’s account of
themselves through asking for it repeatedly, rather than joining with their first-person authority.> It also
serves to undermine the development of a collaborative relationship between trans person and clinician,
rather leading to one where the trans person chooses to offer or withhold information strategically,
based on what they believe the clinician will respond positively to, leading to a desired result.

A more serious failure of person-centredness occurs in some of the accounts we heard. In these, people
experienced themselves as questioned in-depth about a history of childhood sexual abuse, and then
confronted directly with the proposition that their trans identity is the result of this. In Chapter 3, we
discussed the lack of evidence to support the link between childhood abuse and trans identity, and

the danger of further stigmatising trans people through implying it. Interviewees experienced this as
unrelated to the issues they were currently facing in moving forward as a trans person, and distressing
and destabilising in restimulating earlier traumas, often without appropriate support. Similarly, intense
questioning about their difficulties in being accepted in family, school or other social contexts could
leave people feeling vulnerable and unsupported.

It is possible to relate the potential for harmful interactions of this nature to the frameworks of guidance
and institutional frameworks within which GICs are expected to operate. These were summarised in
Chapter 1.

These can be seen as placing contradictory pulls on clinicians’ roles and accountabilities.

First, clinicians are charged within the NHS service specification with diagnosing whether someone has
gender dysphoria, in the face of evolving guidance and standards that have moved away from the idea
that being trans is a mental health condition or any kind of disorder. Davy and Toze!?? point out that
the diagnostic criteria for gender dysphoria set out in DSM-5 do not clearly separate out the diagnosis
of distress from the identification of a trans identity when distress is not present. They further argue
that the evidence for the reliability of the symptoms listed as indicating gender dysphoria is at best
weak. Since no underlying research evidence has ever been made available by the APA working group
responsible for DSM-5, the published criteria are ‘primarily reliant upon clinical consensus’, which is
considered by the APA as a relatively weak form of scientific evidence.'??

Second, clinicians are expected to challenge a person’s sense of their gender identity. They should
consider whether there are ‘alternative mental health diagnoses’ that might apply. The Royal College
of Psychiatry Good Practice Guidelines'? seem to recommend lines of investigation that suggest
looking for the cause of a trans identity in childhood trauma or some form of sexual repression. We
have already referred to scholarly critique of the latter idea and in Chapter 3 to critique of there

being a link from childhood trauma to a trans identity. Further, we note the lack of reference to
evidence of mental health conditions that might explain a trans identity in any of the four guidance
documents summarised in Chapter 1. Clinicians we spoke to were all clear that when people decide to
detransition, not only is this extremely rare, but in most cases this is because of family or community
hostility to their trans identity.

Some clinicians we spoke to were very aware of possible legal challenges to their diagnostic decision-
making. Such concerns may be reinforced by NHS Trust management anxious to avoid future litigation
when someone may claim they should not have been deemed by an adult GIC as able to give informed
consent to gender-affirming treatment. While this led some clinicians to emphasise their responsibility
as diagnosticians, it did not appear to alter their view that misdiagnosis was very unlikely.
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A further layer of explanation of the distressing nature of many of the assessment experiences we
heard from trans people may lie in clashes of understanding about what it is to know that one is trans.
Riggs et al.®® analyse the history of the development of gender services and the very limited role of
trans people in the shaping of frameworks, standards and services. They argue that trans people have
gained access to gender-affirming treatment through a shifting series of compliances with norms of
what it means to be trans, referred to as transnormativity. For example, the notion of the ‘transsexual’
and the transition from a ‘male sexed body’ and gender role to a ‘female sexed body’ and gender role,
underpinned the services offered by the early GICs in the USA and UK from the 1960s onwards. Riggs
et al. trace this to the influential work of Harry Benjamin,'?® a white, male and cis psychiatrist. While
the role of trans people as activists in creating the social environment needed to recognise these
services was significant, and there were a few prominent trans supporters, including funders, there
was little or no trans professional input. The understandings of trans identities in the diagnostic guides
described in Chapter 1 are arguably mainly those of cis professionals. Riggs et al. identify as central the
underlying assumption that trans identities needed to be diagnosed by a professional from the ‘psy
establishment’.'?® They further argue, drawing on Pearce,'?* that ‘to obtain the treatment they sought,
patients needed to first articulate their experiences in a manner that would be taken seriously by the
predominantly middle-class, White, cisgender male psychiatrists and clinical psychologists who oversaw
these institutions’.*?® We found very similar perceptions among many of our interviewees.

As we discussed in Chapter 3, Bettcher®® argues for a more radical break with the idea that professionals
have the authority to pronounce on whether someone is trans. She proposes that trans identities should
move beyond transnormative ideas rooted in the societal norm or ‘natural attitude’, where one’s male

or female gender identity and role signify which kind of genitalia one possesses. Rather, identities stem
from the first-person authority of a trans person’s account of their gender identity and the bodily, social
and medical actions they want to take to express it.

This perspective suggests how we can understand the distressing experiences of GIC assessments
within our sample. Trans people may encounter clinicians who, in pursuing a line of inquiry that seeks to
find an ‘alternative diagnosis’, seem unable to take in what the trans person is saying about themselves.
Further, clinicians may ask questions that trans people experience as an unwarranted invasion of
confidential matters concerning their sexuality. Such assessment experiences stifle rather than enhance
exploration and development of trans identities, sometimes becoming mired in an enactment of
transnormativity, as service users try and second guess what clinicians are looking for, to enable their
treatment. There seems to be a fundamental clash between some forms of psychiatric or psychological
practice, based on the idea of expert diagnosis of a disorder, and the kinds of knowledge about self and
its expression through the body that trans people develop. This can be seen as underlying the distress
that many of our interviewees expressed at having to account for themselves to cis clinicians who have
the right to pronounce on whether they are actually trans. Where this clash comes to the fore, any
notion of ‘person-centredness’ goes by the board. As Bettcher® puts it, the trans person experiences a
denial of authenticity, of their own account of themselves as trans.

Learning from an initiative with collaborative assessment

A central aspect of Case Study 4 in Chapter 4 concerns the approach to assessing people for access to
gender-affirming care, including hormone therapy, which differs significantly from the negative elements
of psychiatric diagnostic assessment described above. It has clear advantages in setting a person-centred
approach, and is also consistent with the more positive and collaborative experiences of assessment
summarised at the end of Chapter 3. We return shortly to the links between this approach to assessment
and a more person-centred and co-ordinated way of managing the initiation and stabilisation of HRT in
primary care.

There are three main respects in which this approach to assessment emerges as beneficially patient-

centred. The first is that, for many people, the assessment can be considerably shorter than we heard
was common experience with other GICs. In the GIC in Case Study 4, assessments can be based on a
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single assessment appointment with a single gender clinician. We heard that around half of the people
entering assessment had a treatment plan after a single assessment, because their treatment goals were
clarified, and there were no complicating medical issues. The fact that blood tests were easily arranged
through local primary care practices integrated with the gender service made it straightforward to clarify
if there were endocrinal issues. We return shortly to the issues raised by clinical decisions to extend an
assessment with one or more further appointments.

The second and perhaps most important aspect concerns the collaborative and gender-affirming
approach used by clinicians in interacting with the person being assessed. Clinicians emphasised their
respect for trans identities, their focus on jointly clarifying treatment goals based on sharing information
about options, potential benefits and medical risks. They recognised they needed to screen people

for mental capacity to understand treatment options and consent to them, but did not, for example,
foreground exploration of past trauma as a possible ‘alternative explanation’ of a trans identity.

They also recognised and sought to minimise the inherently traumatic nature of any kind of medical
assessment for a trans person, who will almost certainly have suffered repeated microaggressions in past
healthcare encounters.

Clinicians also sought to relate to service users in ways that de-emphasised differences in power, rather
than directly asserting their medical authority and knowledge. Shuster (p. 195)'%> draws attention to the
importance of clinicians working collaboratively with trans people’s own knowledge and experience on
issues such as the effects of hormone therapies, avoiding claiming spurious authority and maintaining
humility about the extent or reliability of medical knowledge on many aspects of trans health care,
including, for example, the long-term effects of HRT.

The third beneficial aspect of the assessment process concerns the use of videoconferencing for the
assessment appointments themselves, combined with basic physical data and blood work collected
from the person during a separate trip either to their own GP or gender-specialised primary care clinic
within their locality. This way of working emerged in part in response to the restrictions of the COVID-
19 pandemic, but places much less of a time and travel burden on the person being assessed. This
contrasts with some of the experiences reported in Chapter 3, of people having to travel long distances
at considerable expense to attend a GIC assessment, often worrying that transport difficulties will result
in missing their appointment and losing their place on the waiting list.

Overall, this assessment approach appears to have been experienced as low in stress for the limited
number of service users experiencing it we were able to interview. The emphasis on collaborative
decision-making, fostering of mutual trust and exchange of knowledge in the clinician-service user
encounter, and joint exploration of desired effects and risks of treatment, are markedly similar to

the assessment approaches documented by clinics in the USA'?¢ and Australia!?” which espouse an
ICM. As we saw in Paradigm 3 for the future of trans health care in the last chapter, under an ICM
no formal diagnosis of gender dysphoria is required in order to access gender-affirming treatment. In
these examples of ICMs, assessment by a clinician still takes place but its focus is on sharing relevant
information and establishing that the person concerned has mental capacity to consent.?®

Clinicians in Case Study 4 recognised that they were practising a gender-affirming approach to
assessment within a formal NHS context that required them to give a diagnosis of gender dysphoria.
They were not working formally within an ICM. Yet, in a variety of ways, they distanced themselves

from the idea that they were working according to a psychiatric diagnostic model. They variously
described the diagnosis itself as ‘tokenistic’, ‘something that surgeons like to see’, or an indication of
‘governance for the decisions we make with patients’. They can be seen as conforming with ambivalence,
even reluctance, to some of the requirements of the institutional field they were operating within.*”

At the same time they can be seen as holding themselves accountable to other emerging institutional
pressures, in the sense of socially held bodies of knowledge as to what are acceptable ways of
practising.'?® While we did not collect data directly on the content of the regular consultations between
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the gender service in this case and representatives of trans communities, these can be seen as a way of
institutionalising how trans voices and trans community knowledge can be involved in the articulation
of a respectful and productive approach to assessment. And the collaborative approach to assessment
can also be seen as drawing on parts of institutional guidelines such as the ‘Good practice guidelines

for the assessment and treatment of adults with gender dysphoria’*? and the international WPATH
Standards of Care Version 7.1 This selective use of existing institutional supports and engagement with
new networks and norms can be understood as part of a process of innovation and moving towards new
norms of trans health care, as has often happened in other areas of health care.*® We may speculate that
future institutional guidance for trans health care will continue to move to a much clearer espousal of
collaborative and non-pathologising processes of assessment, that recognise the authenticity of trans
identities and experience. The emerging evidence of the benefits of the assessment approach in Case
Study 4 supports such developments.

This case study also revealed learning as to substantial issues that need to be addressed in developing
this kind of model. Above all, it raises ethical concerns about how to avoid collaboration being on offer
to the more privileged and medically articulate, but overridden by medical authority for trans people
who are seen as in some way less trustworthy or less able to explain themselves.

One set of issues concerns the basis upon which decisions are made that someone will need a more
extended assessment, including at least one further appointment with a gender clinician. It was

not possible in our interviews with clinicians to explore in-depth how far such decisions to extend
assessment could always be collaborative, as opposed to in effect required by the clinician. The
prerogative of an assessing clinician to require a second appointment raises concerns in the light of
experiences reported in Chapter 3 of extended assessments over which trans people felt they had little
control, and for which there did not seem to be valid reasons. Some older trans people reported how
they were required to attend a series of assessment appointments, apparently because they had not
transitioned at an earlier age; some chronically ill people were also given additional GIC assessment
appointments. TBPoC reported their assessments at GICs becoming complicated over issues because
their chosen, culturally meaningful, name apparently did not convey a sufficiently binary gender identity.
In Chapter 4, the NI case study also reported how some people avoided disclosing mental health
concerns because they judged it would lead to a more extended assessment. There was also evidence of
this in Case Study 2.

In discussing and interpreting findings from across the ICTA project, members of the PPI group and
other trans people involved in the research or as advisers have raised strong concerns, based on trans
community experiences, about the way clinician prerogative to extend assessments can be used. The
concerns are twofold: first, distorted clinician perceptions of the risk involved in gender-affirming
treatment; and second, a tendency for some clinicians to fall into a kind of ableism that sees certain
groups of trans people, regrettably often those most stigmatised, as not able to know their own minds or
best interests. We briefly explore both these areas of concern below.

In terms of perceptions of risk, some cis clinicians emphasise the need to take time over an assessment
to be sure that a person will not regret their transition, or to establish whether there could be an
‘alternative explanation’ of gender incongruence stemming from a mental health condition. The rationale
is that it is necessary to protect an individual against the risk of undergoing gender-affirming treatment
that they might later regret. However, medical practice takes a more accommodating stance on the risks
of possible regret taken by cis people who are keen to undergo plastic surgery or fertility enhancement,
for example. Psychological evaluation is not required for either treatment. Further, many cisgender
clinicians do not appear to take similar account of the risks of delaying gender-affirming treatment in
terms of mental health deterioration. These risks are apparent in some of the service-user experiences
reported in Chapter 3.
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Possible explanations of this particular way of evaluating the risks associated with hormone therapy lie
with the social stigma still widely attached to being trans, the lack of value attached to trans identities in
a cis-normed society?® and indeed the possibility of clinicians being subject to hostility in the media orin a
legal context, from anti-trans individuals or groups. However well-intended, cis clinicians can experience
themselves as held accountable for validating someone’s trans identity in the face of anti-trans currents in
society, which view being trans as something best avoided and likely to carry a risk of regret in the future.
This view is not supported by reviews of outcomes of gender-affirming treatment. These have repeatedly
demonstrated the widespread benefits to mental health, the very low incidence of regret, and that this is
most often linked to poor surgical outcomes or experiences of social stigma or rejection.*?

Second, there is concern that cis clinicians can make decisions about delaying or even denying access to
gender-affirming care based on what has been called ‘subtle ableism’. Shuster'?®> found that even within
US clinics that espoused informed consent for accessing trans health care, clinicians could fall into
reasserting their medical authority because they distrusted the rationality of their trans clients:

Justifying their rationale was the subtle ableism that providers brought into the clinical encounter
with trans people. In asking their patients to resolve mental health issues first, or referring to mental
health issues as a ‘co-occurring’ conditions, [they] revert back to paternalistic medicine where ‘doctor
knows best’1?>

Related concerns have been expressed by trans people within our extensive sample of interviews

and reinforced in consultations with members of trans communities. These include that clinicians can
misinterpret someone’s uncertainty about treatment goals, or uncertainty as to whether they have a
binary or non-binary identity while still being sure that they want hormone therapy, as an indication

that a diagnosis should be delayed. Further, such situations may arise for autistic people, people with
learning difficulties, people with mental health conditions or who use substances, and people who live in
trans-hostile family settings or communities. This can lead to these most vulnerable groups being subject
to additional scrutiny or even denied transition-related care.

Further research is urgently needed to clarify what forms of assessment are appropriate for these
groups of trans people who clinicians may see as having an impaired ability to understand and consent
to specific treatments. These are groups who typically experience multiple forms of stigma across many
settings, including health care. Addressing these inequalities requires developing forms of assessment
which do not discriminate unfairly against them in accessing gender-affirming treatment. Such forms of
assessment need to balance giving access to treatment with thorough and collaborative exploration of
intended goals, likelihood of benefits as well as the medical and social risks. Assessments also need to
identify needs for additional social and psychological support to accompany gender-affirming medical
care. The integrity of such forms of assessment will depend on the availability of these additional forms
of support, in contrast to the stories of limited support reported in Chapter 3.

It is worth noting that these issues in assessment for trans people in groups subject to multiple forms
of stigma may be just as pressing for gender clinics working explicitly within some versions of an ICM.2
Such clinics have been functioning in the USA for many years?1%> and more recently in Australia, and
operate within published protocols, which are compatible with the WPATH Version 7 Standards of
Care.®® While emphasising collaborative and patient-centred decision-making, these protocols also
require the assessing clinician (usually a GP) to screen for mental health conditions and recommend
referral as needed to a psychologist before prescribing hormones.*?41?7 In recent research in an
Australian clinic working within this framework, levels of user satisfaction with care were high, but
slightly lower among the 8% of service users asked to undergo assessment with a psychologist before
receiving gender treatment.**¢ The grounds given for most of these extended assessments concerned a
recent history of post-traumatic stress disorder or schizophrenia. The Callen-Lorde protocol*?¢ similarly
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allows for extended assessment in cases where the clinician judges that the person is not yet able to
give informed consent.

Initiating and stabilising hormone therapy

Dynamics underlying poor experiences

Across our case studies and interviews with the national sample of service users, we heard many
examples of GPs who refused to prescribe hormones recommended by private gender services, or to
prescribe bridging hormones for people waiting for assessments, on a harm-reduction basis, despite
guidance on how to do so from GIC websites and national bodies.*? This refusal affected people who
were self-medicating and others who had been receiving hormones via a private gender service that
proved no longer viable.

We also heard some examples of people whose GPs refused to sign a shared care arrangement with a
GIC, with GIC clinicians monitoring blood hormone levels and recommending what should actually be
prescribed. Sometimes initial refusal to be involved in shared care led to delays in hormone prescribing.
All of these can be seen as GPs refusing to take up a role in a nationally specified model of co-ordinated
care for trans people, leaving the person concerned anxious and unsure how their care is to be carried
forward. The cause in all of these circumstances appears to be GPs feeling that any involvement in
prescribing hormones for trans adults is beyond their competence and an unreasonable responsibility
for them to shoulder - even if specialists are also involved. This is borne out by several of our interviews
with more enlightened GPs, who expressed frustration that many of their colleagues appear swayed by
spurious fears about links between hormones and cancer or thromboembolism, based on problems with
earlier forms of HRT prescribed to cis women.

More generally, both service users and GIC clinicians reported breakdowns in the process of
administration of hormones. GPs or practice nurses might fail to recognise specific hormones being
prescribed or to understand their role in administration or monitoring. Even going to the retail pharmacy
to pick up what had been prescribed could be a fraught experience for a trans person. There was the
possibility - and in some cases the actuality - that the pharmacist would require an explanation, in
earshot of whoever was listening, as to why a hormone was being prescribed to someone who did not
appear to fit with the licensed use.

A separate but related issue occurs where someone who has been discharged from GIC care and
has been receiving prescription hormones for an extended period, then relocates and signs up with
a new GP practice. They may encounter a GP who simply refuses to continue a long-established
repeat prescription.

A related breakdown in care co-ordination concerns flows of information needed to review and
manage hormone therapy under a shared care arrangement between a GP and a GIC. We heard both
from service users and GIC clinicians about repeated difficulties in GIC clinicians obtaining in good
time the results from blood tests carried out within a GP surgery, prior to consultations intended to
review dosages. Service users reported that changes to dosages that were important to their continued
transition and well-being were being postponed until the next scheduled appointment usually months
ahead. GIC clinicians felt that a significant amount of their time was spent chasing blood test results to
get them in time for an appointment.

We also heard about a reciprocal dynamic, with problems about information flows from GICs to GP
practices. Service users were also often uncertain and anxious about when or indeed if their GP practice
would hear about a recommendation from the GIC to change a hormone prescription or dose. Several
reported resorting to carrying documented details of the change physically into their surgery and making
sure they were passed to their GP.

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/EWTA4502 Health and Social Care Delivery Research 2024 Vol. 12 No. 28

Learning from initiatives to improve hormone therapy initiation and management

Case Study 4 in Chapter 4 reports on the establishment and initial development of regional primary
care clinics, spread across Wales, which take responsibility for prescribing and monitoring HRT for
trans adults following assessment at the specialist gender clinic. This is the most significant initiative
we studied to address lack of integration between an assessing gender service and arrangements for
prescribing and monitoring HRT. The key features are as follows. Their effectiveness and efficiency
would appear to be of wider relevance to other gender services and NHS primary care commissioners.

The regional clinics were largely staffed by GPs, located within established GP practices and funded by
the local NHS. They took responsibility for prescribing hormones, monitoring blood tests and titrating
doses immediately following assessment, aiming to pass service users on to their usual practice

after around 12 months, on the basis that their doses and prescriptions would by then be stable.

This arrangement avoids the costly and damaging difficulties in communication between GICs and
primary care practices over blood tests and dosage changes, experienced by many people attending
other GICs. It also frees up gender specialists to devote more time to assessments, rather than review
appointments for people already on hormones. Local clinicians, however, worked in an integrated way
with their specialist colleagues, attending joint training on trans health care, and holding regular joint
clinical consultations.

Further advantages emerging from this arrangement include the regional clinics rapidly becoming
established as having GPs confident in prescribing under shared care with a GIC, whether based on a full
GIC assessment or on the basis of a ‘harm reduction’ bridging prescription. These more knowledgeable
GPs can then advise and educate colleagues in their own and neighbouring practices. Above all, both
service users and GPs involved in these regional clinics were enthusiastic about how they brought HRT
for trans people into the mainstream of primary care. Doctors in the regional clinics helped service users
deal with a range of health issues, and hormone therapy came to be experienced as part of primary care,
rather than something specialised, difficult, or in any way stigmatised.

The development of these regional clinics at the time of fieldwork raised some issues that remain to

be resolved. Significantly, a DES arrangement was created, to provide a contractual basis for local GP
practices to take on service users with stable hormone prescriptions once they were discharged from
the regional clinic. However, there appeared to be low take-up of the DES in some regions, possibly
because GP practices experienced a combination of the national staff shortages and increasing workload
as other clinical areas have responded to NHS-wide policies of transferring more care for chronic
conditions from secondary services to primary care. Lack of widespread primary care education about
the relatively straightforward realities of much trans health care also appears to have played a role.
While the arrangements in Case Study 4 were not at the stage where there were many service users as
yet ready for transfer from the regional hormone management clinics, the need to increase the capability
of the wider GP system to manage hormone prescribing remains a pressing issue for the near future.
The idea of GP practices nominated to provide trans healthcare expertise for a locality, acting as a kind
of hub for a cluster of other practices, emerged in both Case Studies 4 and 5 as an interim step. This
would ensure that, if a trans person found their existing GP practice unable to support them, they would
not have to travel far to find one that could. The increased use of videoconferencing and telephone
appointments in health care generally during the pandemic can also be a means for increasing the
accessibility of trans-inclusive health care across localities.

The trans-led primary care TAS reported in Chapter 4, Case Study 3, indicates how wider GP capability
in trans health care can be strengthened. In particular, the linking of higher levels of accreditation

to competence in hormone prescribing for trans people, including bridging prescriptions, appears to
have been effective in motivating GP practices to increase their capability. Case Studies 3 and 4 both
suggest that GP motivation to engage with trans health care is often linked to a general commitment to
be inclusive and overcome health inequalities. This suggests directions for promoting trans healthcare
training and competence development. A further enabling factor appears to be the ready availability
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of backup expertise in areas such as HRT. While the conurbation GP practices in Case Study 3 were
frustrated at their difficulties in communicating with GICs, they were able to tap into local networks
of GPs who had taken a lead in trans health care, as well as an emerging regional primary care-based
specialist gender service. This suggests that primary care TASs need to be linked to local sources of
specialist expertise.

Finally, a consistent theme of difficulty across a range of attempts to improve the integration of hormone
therapy with GIC assessment concerns lack of integration of electronic patient records. In Case Study

2 in Chapter 4, a GIC achieved limited success by adopting one of the most-used digital systems that
allows primary care practices to share patient records and notes with a secondary or specialist clinic.
This facilitated ready communication of test results, revised prescribing recommendations and the
answering of queries between GPs and gender specialists. The coverage of primary care practices using
this ‘shareable’ system nationally was not, however, extensive enough to avoid common situations
where test results had to be chased by clinicians, or service users had to lean on their GPs to catch up
with changed prescribing recommendations. Even in Case Study 4, where there was some organisational
integration between the regional prescribers and the central specialist service, the primary care patient
record system could not fully support the level of clinical collaboration taking place. Much of this had to
be carried out and documented by e-mail. Problems of lack of digital support for integrated working are
not peculiar to transition-related care for trans people. It will be important for gender services and their
primary care collaborators to learn from solutions emerging in other branches of health care.

Mental health and psychological support

Trans healthcare dynamics with negative impacts on mental health

In Chapter 3, we reported data from the ICTA national survey of over 2000 trans adults as to the
disproportionate mental health burden commonly experienced by trans people. We saw, for example,
that the occurrence of people within the sample who had received treatment for severe mental
health conditions from community mental health teams was over ten times the prevalence in the
general population.

We also presented evidence from our data as to the causes of this amount of mental illness. Interviews
and focus groups with trans people revealed the impact of pervasive transphobic interactions in society
and the unfortunate role of health services in adding to this to the extent of causing harm, sometimes
manifestly damaging mental health and sense of well-being. Interviewees described experiencing

in healthcare settings the same transphobia and microaggressions as in other social contexts, and

how this led them to mistrust healthcare providers, leading in some cases to a spiral of deteriorating
mental and physical health. Microaggressions included being misgendered, deadnamed or subjected

to transphobic assumptions (e.g. about sexual history). More subtle undermining could take the form
of health professionals being overly curious or questioning about trans status when transness was not
medically relevant, or making presumptions about trans health or identity that effectively dismissed a
trans person’s knowledge of themself.

We have already in this chapter reviewed the mental health burden placed on trans people by their
multiyear wait for specialist care, and by further waits during the process of assessment. We have also
discussed how the process of making a gender dysphoria diagnosis, carried out in non-collaborative
mode, can itself be a microaggression, because people experience having to prove their trans identity. In
Chapter 3, we argued that this creates negative mental health impacts.

Chapter 3 further brought out the kinds of affective and interpretative labour that trans people

commonly have to engage in, in order to get the care they need from both transition-related and
other branches of health care. The demanding nature of this labour places people under further stress,
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particularly for the most marginalised who may find the barriers to accessing care are more pronounced
and the dangers of not getting the care they need more distressing.

Across the service-user interviews and focus groups reported on in Chapters 3 and 4, we found a
significant number of trans people articulating a further unmet need in terms of the kind of mental
health support available to them from health services. This concerned the need for ‘gender counselling’,
a place to explore their gender identity and/or feelings about how to express it more fully, bodily and
socially. This crucial unmet need stemmed from widespread assumptions that this kind of open, person-
centred exploration would not be possible with a professional who was also carrying out a diagnostic
assessment, or even with one who was not actually responsible for diagnosis but still worked for a
gender assessment organisation, such as a GIC. Some people were aware that they might receive some
helpful independent counselling from a third-sector LGBTQI+ or trans organisation, but that they would
otherwise struggle to find or afford the kind of counselling help they sought.

Learning from initiatives to improve and integrate mental health support

One of our ICTA case studies concerned the provision of psychological support within a GIC. It reveals
learning as to what is possible in terms of improving mental health and well-being support during the
process of assessment and beginning gender-affirming treatment. It also indicates unresolved issues and
unfilled gaps in mental health support.

In Chapter 4, Case Study 2, we saw that groups, both face-to-face and online, can be devised using
trans-affirmative enhancements to established group therapy techniques such as CBT. Such groups can
help emphasise a sense of connectedness between participants, who are likely to be experiencing a
degree of social isolation in their day-to-day lives. They can also facilitate the sharing of knowledge and
expertise about how to tackle everyday challenges of trans lives, and encourage people to experience
compassion for themselves and others about progress with such struggles. Groups of this kind have
been designed and delivered by cis clinicians, but informed by consultations with a panel of trans
service users.

The achievements of such groups, however, need to be set in the context of the breadth and depth

of mental health need within the trans population. Groups of this kind are targeted at trans people
experiencing relatively mild forms of anxiety and depression. The extent of more severe mental ill health
within the trans population indicated by our survey indicates significant need that this kind of group
work does not claim to address.

Psychologists working with the GIC concerned were clear that more severe mental health conditions
needed to be met by other, general NHS mental health services, such as Increasing Access to
Psychological Therapies and Community Mental Health Teams. There were, however, significant
problems of co-ordination of care. We saw that people often came to the GIC having had very negative
experiences of general mental health and psychotherapy services - for example, being told that their
trans identity meant they could not be treated by a mainstream mental health service. In response,

GIC psychologists formulated referrals for trans people to their local mental health services, asserting
their needs and that the local mental health service was the appropriate place to address these needs.
GIC psychologists claimed to have been successful with this approach. However, they also expressed
concern that many clinicians in mental health services lacked understanding of how to work with people
who experienced minority stress and transphobia in particular. This suggests that lack of availability

of NHS mental health services appropriate for trans people who most need them continues to be a
major concern.

We also heard about the availability of individual counselling within a GIC, to help people explore
unresolved issues concerning their transition - for example, how to work with difficult family or other
relationships. Based on the limited number of service users we interviewed who had experienced this,

Copyright © 2024 Holti et al. This work was produced by Holti et al. under the terms of a commissioning contract issued by the Secretary of State for Health and
Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https:/creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.

79



80

DISCUSSION

this kind of support helped trans people address the social and psychological aspects of their transition.
As with the psychology groups, people who participated in receiving support after receiving diagnosis
were able to do so with little apparent anxiety that whatever they disclosed to staff would affect their
continued access to gender-affirming care. However, there was evidence across our service-user
interviewees, and also from some clinicians, that service users do not feel safe disclosing or discussing
complex facets of their identity to anyone involved in their diagnostic assessment, or to anyone who
might be involved in team discussions about them. Further, some clinicians are painfully aware of the
difference between being in an assessor role and in a therapist role. The implication is that effective
psychological support for trans people needs to be clearly separated from the system for accessing
gender-affirming care.

Experiences of other gender-affirming procedures

None of our case studies focused primarily on attempts to improve the integration of other aspects of
gender-affirming care, such as surgeries, hair removal, voice coaching or fertility preservation. These
all consistently emerged as highly problematic areas across our sample of service users and need to be
addressed by further initiatives and research.

For both upper and lower surgery, the very small number of NHS surgeons able and available to carry
out either transmasculine or transfeminine procedures added further extended waits, and often meant
that people had to travel long distances from their homes for surgery. This added to their financial
burden, particularly if they needed to arrange accommodation for an initial recovery period. Undergoing
surgery away from home also meant being away from established networks of people who might help
them during recovery. We further noted in Chapter 3 the impact on TBPoC of the lack of inclusion of
Black and Brown people in indicative images of post-surgery results.

In Chapter 3 and in Case Studies 4 and 5 in Chapter 4, we also noted how insufficient funding of hair
removal undermines the whole system of care for transfeminine people. The need for hair removal

is experienced as fundamental to a sense of well-being and being safe in transphobic society where
there are constant threats of violence. Most trans people end up funding their own hair removal with
significant financial impact. In Wales, there was at the time of writing no funding for any hair removal,
and elsewhere people estimated that the amount of funding available for the NHS covers only a small
proportion of what people actually need. Older trans women with grey hair, those with light hair, and
those with darker skins need considerably more sessions, and often laser treatments are not effective,
with more expensive electrolysis required. It is the people more likely to be poorer who face the greatest
financial burden if they are to achieve the hair removal they need. These are also the people most likely
to be exposed to harassment and violence in their daily lives.

Across the sample of service users, we heard of several examples where GPs appeared to interpret a
recommendation from a GIC, that a trans person attend a fertility preservation clinic before beginning
hormone therapy, as over-riding the person’s wish to begin taking hormones as soon as possible. The
GIC in Case Study 2 in Chapter 4 undertook an initiative to improve the integration of care in this
respect by encouraging service users to make an informed decision about fertility preservation well

in advance of their second assessment appointment. This GIC also worked with service users’ GPs to
advise them on local policies for funding gamete storage and drafting IFRs if needed.

Experiencing general health care
Experiences of general practitioner practices

Throughout our service-user data, as reported in Chapters 3 and 4, while we heard some examples
of highly effective care received from GP practices, we heard many more examples of trans people
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experiencing various ordeals. This could lead them then to avoid health services in general, with
potentially highly damaging impacts. We have already discussed the common difficulties in obtaining

a referral to a GIC. Beyond this, many people experienced being misgendered by receptionists and
clinicians, having difficulties in changing their name and pronouns in their patient record, and not being
referred for cancer screenings that were appropriate for them because the practice had not taken
account of their trans status. Above all, in Chapter 3, we noted the cumulative impact of repeated
microaggressions of this nature on trans people’s mental health. These microaggressions are likely to be
compounded and particularly severe for TBPoC and also particularly significant for trans people living in
rural contexts, who may effectively have no choice about the GP practice to attend.

Case Study 3 in Chapter 4 described a trans-led approach to training and accrediting GP practices to
address these deficiencies. We interviewed some clinicians and receptionists who had begun to work
with a new understanding of health inequalities faced by trans people and the pressing need to ensure
that trans people are welcomed and included by their primary care practice. This led to administrative
systems that readily reflect trans identities and clinical practices that ensure that people are asked
appropriate and respectful questions about their general health concerns, without making assumptions
about links between gender identity and anatomy. We also heard examples of the benefits of this kind of
intervention for trans people, who experienced inclusive patient registration systems, the use of a trans
status marker on their record to make sure that they were invited to appropriate screenings, practice
staff using correct pronouns at all times, and respectful conduct of screenings that might otherwise lead
to dysphoric experiences.

In both this case study and in the experiences of local primary care practices specialising in trans

health care in Case Study 4, some service users have also begun to experience trans health care as
appropriately integrated into the everyday life of a GP practice. Some clinicians saw this as reflecting
what is possible when delivering trans health care in a primary care setting, as one aspect of person-
centred care. This contrasts strongly with the idea that trans health care is something that is specialised
and particularly difficult, to be separated out from the mainstream of health care within a GIC.

While Case Studies 3 and 4 illustrate the potential for improving how GP practices support trans
people, they also indicate how much remains to be done. Within the small sample of service users we
interviewed in each case, we heard experiences of inconsistent practices and standards of care. Some
people experienced difficulties in getting their names changed on patient records, or were deadnamed
or misgendered, depending on which members of the practice they were dealing with. We also heard
about the damaging impact of these inconsistent experiences given the history of microaggressions that
trans people typically experience - emerging trust in a GP practice can be easily undermined.

Experiencing secondary services

In our service-user interviews, we heard some examples of trans people experiencing respectful care
from a specialist medical or surgical discipline, on a matter not directly related to their transition. We
also heard examples of an apparent complete breakdown in communication between a specialist
medical or surgical team and surgical team responsible for lower surgery, with issues unresolved or
both transition-related and non-transition-related surgeries held up seemingly indefinitely because
neither team was willing to take any initiative. None of our case studies, however, addressed initiatives
to improve the experiences of trans people with secondary medical and surgical services. This area too
requires further research.

Chapter conclusion

This chapter began by mapping the terrain of trans health care, in terms of how people move between
general health care and transition-related health care. It then summarised the dynamics underlying
experiences of poor care and the learning that has emerged from our case studies as to how to improve
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care and its integration within four areas: accessing transition-related care; undergoing assessment for
gender-affirming care; initiating and stabilising hormone therapy; and mental health support. We also
summarised what our data have revealed about how to improve general health care from GP practices
for trans people, and its integration with transition-related care.

The final chapter of this report summarises the conclusions of the ICTA project against the RQs set out

in the first chapter. It draws out the implications of the learning described in this chapter for improving
the integration of health care for trans adults in the future.
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Chapter 6 Conclusions and implications

Introduction
As set out in Chapter 1, the ICTA RQs are addressed as follows.

RQ1. What is the range of models recently used in the UK for providing integrated care for meeting the
specific health and well-being needs of trans people?

This was addressed in the Report on WP 1#! and paved the way for identifying the initiatives to improve
care studied in this project. Figure 1 in Chapter 5 summarises the current picture in terms of how
elements of transition-related and non-transition-related care are typically organised.

RQ2. Which factors make services more or less accessible and acceptable to the variety of trans adults
who need them?

In Chapter 3, we summarised findings from interviews with trans people, purposively sampled to include
older people, people with chronic health conditions and disabled people, people living in rural areas,
people with a low income or a low educational attainment, and Black people and people of colour.
We identified key factors that make health services difficult to access or which lead to problematic,
unacceptable and even harmful experiences of care. These included GP practices failing to treat trans
people respectfully or understand their identities, health concerns and referral routes for transition-
related care; the extraordinarily lengthy waiting times for GIC appointments once referrals have

been made; the extended nature of GIC diagnostic assessments, which can seem to doubt that trans
people know their own minds; the difficulties of receiving psychological support within a GIC system
experienced as seeing a mental health condition as a reason for delaying gender-affirming treatment;
and mental health services that appear unwilling to treat trans people simply because they are trans.

Overall, trans people can experience themselves as being regarded in one part of the health service as
highly responsible for their own health, as active participants in health care expected to educate their
GP about their health concerns or how to make a referral to a GIC. Yet elsewhere, at a GIC they can
experience themselves as denied their own voice as to their needs, until these have been corroborated
by a clinician. This places contradictory burdens on trans people already managing the effects of stigma
in many social settings. In Chapter 3, we reported ways in which these dynamics can be compounded for
the groups of trans people who are the most stigmatised in society. In Chapters 3 and 4, we further saw
ways in which hormone therapy can be seriously affected by breakdowns in collaboration between GICs
and GP practices.

RQ3. In the different integrated service models, how effective are the different aspects of services and
their interaction in meeting the needs of people at different stages of their gender transition and at
different ages?

The benefits and unresolved issues stemming from the initiatives to improve aspects of health care for
trans adults and their integration are set out in Chapter 4. In Chapter 5, we presented these initiatives as
aspects of a system of trans health care, while also identifying other important aspects which we were
unable to study within the current project.

RQ4. What lessons emerge as to how models for providing integrated care can be successfully
implemented and further improved in meeting the needs of trans people, within limited resources and
continuing constraints resulting from the COVID-19 pandemic?
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The remainder of this final chapter focuses on answering this RQ.

Table 11 in Appendix 10 summarises the learning from six kinds of initiatives for improving aspects of
trans health care, emerging from the cases discussed in Chapters 4 and 5. It summarises the potential
benefits, the unresolved issues arising in practice, and possible future developments.

In what follows, we consider the implications for the three paradigms for the future of trans health care
identified in Chapter 4 (Table 5). We first explore how the benefits summarised in Appendix 10, Table 11
could be further realised by extending these initiatives within the current model (Paradigm 1 from
Chapter 4), where most transition-related care is delivered through accessing a tertiary gender service, a
GIC. We also summarise the issues that remain unaddressed by the initiatives we studied, above all the
need to address the huge challenge of waiting times and the backlog of people waiting. We further set
out the learning from our research about how to implement service improvements effectively through
the participation of trans staff and trans communities.

We then explore the implications of the initiatives in Appendix 10, Table 11 for improving trans health
care delivered through primary care-based gender services (Paradigm 2 from Chapter 4) and through
services that move beyond a diagnostic model to one based on informed consent (Paradigm 3 from
Chapter 4).

We conclude by setting out the limitations of the ICTA project, outlining its implications for future
research, and identifying some of the key challenges in moving trans health care forward. This includes
further reflection on the partial extent to which the project addressed EDI issues.

Implications for improving current arrangements (Paradigm 1)

The wider take-up of each initiative shown in Appendix 10, Table 11 will improve the degree to which
trans people experience person-centred care within the current model of needing to be referred to a
GIC. Widespread training of GPs in trans health care and the referral pathway, the establishment of
local lead practices as centres of expertise, and the establishment of regional trans-led support services
delivered by third-sector organisations would considerably improve the experiences of trans people
approaching the NHS.

Moves toward a collaborative approach to assessment appear to be possible within the existing, albeit
contested, requirement for a diagnosis of gender dysphoria. Case Study 4 in Chapter 4 suggests that

a collaborative assessment can for many people be completed within a single appointment with a
clinician. Further, if the relevant routine health checks, including blood tests, needed to screen for
complications with hormone therapy, are carried out by a local GP and data passed to the gender
clinician, it is possible to conduct assessments virtually, using videoconferencing. This can be of
considerable benefit to service users, in terms of saving travel time and expense, and may also allow
clinicians to work more effectively.

Indications from our interviewees, consistent with many other studies,'?” suggest that the risks of regret
of people who undertake gender-affirming procedures are very small, and there is nothing to indicate
that an affirmative approach to assessment adds to them. Rather, a quicker and more collaborative
approach is likely to have benefits in terms of lessening and shortening the distress trans people often
experience before and during assessment, improving their mental health, as well as alleviating the
mental health burden caused by long waits. It is also likely to reduce the extent to which trans people
feel they need to present themselves as free from mental health concerns such as anxiety or depression,
meaning they can feel freer to seek timely mental health support. Trans people may also feel more able
to express their identity congruently, rather than experiencing pressure to conform to transnormative or
binary stereotypes.
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Closer links between GICs and GP practices serving a locality will provide a more integrated system

for initiating and monitoring hormone therapy and other gender-affirming treatments. Further, across
localities widespread training of GP practices in trans health care, in particular the use of hormone
therapy, will make it easier for trans people to receive continuing therapy from their GP throughout their
lives, once discharged from an initial period with a ‘locality lead’ practice.

Widespread training of local NHS mental health professionals in carrying out psychological therapies
in a trans-affirmative manner will greatly improve the ability of trans people to access existing, albeit
severely stretched, NHS mental health support. This would ensure trans people have equal access to
services that may be more appropriate than GIC psychology teams.

The combination of these initiatives for improvement will have an even greater impact in making care
consistent and co-ordinated. The intricacies involved make carrying out a detailed cost benefit analysis
for any of these initiatives, or comparing them with a null state, very difficult. However, none of these
initiatives are inherently costly, compared to currently commissioned services, and all could be included
within existing commissioning frameworks and plans. The issues and possible future directions identified
in Appendix 10, Table 11 are also tractable - services and commissioners should be able to find ways

to make progress with them, taking account of the analysis set out in Chapters 4 and 5. The future
possibilities emerging from the case studies, as listed in Appendix 10, Table 11, in fact cover most of the
suggestions from interviewees for improving the current GIC system reported in the final section of
Chapter 4 and in Tables 7 and 8 in Appendix 9. Additional ideas for service improvements from the latter
list concern: the wider availability of hair removal treatments, which are needed for any lower surgery,
as well as for the removal of facial hair; and surgical procedures that protect the everyday safety of trans
women or transfeminine people, such as facial feminisation surgery.

The unaddressed issues: waiting times and access to surgery

Such developments and their incremental contribution to delivering person-centred co-ordinated
care, however, need to be set in the context of the enormous waits for treatment trans people have
experienced. We have seen repeatedly in our data the distress and often deep despair this causes.
Many trans people feel compelled to ‘go private’ for assessment and prescription of hormone therapy,
and/or upper and lower surgery, often when they can scarcely afford to. Others have resorted to
self-medicating with hormones bought from internet pharmacies or shared with them through trans
communities. Our interviews with service users, even in the initiatives to improve care, indicated how
common it was for people to feel they had no option but to find a way of accessing hormones privately
before they even got to their first GIC assessment. As one put it, it was apparent at their welcome
workshop at the GIC that:

... half the people here are already three-quarters of the way down the line [...] already transitioned and
living full-time and probably on HRT ... and you're saying that you do this assessment ... and it’s like ‘the
horse has bolted..

Many professionals working with trans people have told us they feel profoundly compromised by this
state of affairs.

Based on the experience of the WGS reported in Chapter 4, an approach to assessment for hormone
therapy based on the possibility of a single clinical opinion and assessment appointment would help
clear waiting lists and reduce waiting times. However, the thousands of people already waiting in the
system across the UK mean that, even if this practice were adopted widely, it would still take several
years for waiting times to reduce.

Our research suggests that the dynamics giving rise to such waiting times are complex. The rising
numbers of referrals and a relatively static level of resourcing for specialist services play a role, but need
to be looked at in the context of a wider debate as to what exactly should be invested in. Many of the
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initiatives summarised in Appendix 10, Table 11 have implications for making assessment and treatment
less costly to deliver, as well as more person-centred to receive. And the frameworks for delivering
transition-related care described below, under Paradigms 2 and 3, also have significant potential for
simpler, more flexible assessment processes with less reliance on particular groups of senior staff.
Increasing the financial resourcing of trans health care cannot therefore be separated from consideration
of the models that would allow people quicker access to care.

Above all, there is an underlying question of the relative priority of trans health care within NHS
budgets, set against many other pressures, in the post-pandemic context. There are growing backlogs
of elective care in many areas and huge demand pressures on acute services. Even in this context, as
we noted in the previous chapter, the duration of waiting experienced by trans people is extraordinary.
In Chapter 4, we saw that in Northern Ireland a complete absence of referral opportunities has been
regarded as tolerable by the NHS for several years. As one service user put it, with heavy irony, there
is a common misperception that being trans is a choice, and therefore not a priority: ‘.. it's not just a
delay because there don't happen to be enough surgeons. It's a delay because it’s us, and we're no one’s
priority because we've chosen to be in this situation’. Some clinicians too suggested that current anti-
trans currents in society were affecting NHS priority-setting, leading to reluctance to increase funding
for GICs.

All of this suggests the need for commissioners and health service policy-makers to reflect on

the value - or lack of it - that is being placed on meeting healthcare needs of trans people when
allocating resources. The current backlogs imply a perspective that trans identities are in some way
undesirable, marginal or optional for the people involved - society should not place meeting the
needs of trans people at the same level as other mental or physical needs. Ashley et al.?® contrast
this with a perspective that sees trans identities as part of normal human diversity, to be supported
out of commitment to social justice for a stigmatised minority, and indeed to be treasured. Such

a perspective prompts re-evaluating how healthcare resources are allocated, however strong the
competing pressures.

An area for further exploration in justifying greater expenditure on gender services is that of the costs
to other services - particularly mental health services - of having thousands of people waiting several
years for treatment. Exploring these costs and the potential for reducing them was beyond the scope
of this project. However, as reported in Chapter 3, a high proportion of the 2000 trans people who
participated in the ICTA survey were using, or wanting to use, mental health services. In Chapter 3, we
argued that the experience of waiting has in many cases intensified this mental health burden. The costs
of investing more in trans health care should therefore be set against the benefits of freeing up the
capacity of overstretched mental health services, with potential impact on reducing waiting for these
services, leading both to human and economic benefits as more people receive treatment more quickly.
There are additional considerations of the costs of waiting emerging from our interviews in terms of the
likelihood of GIC administrative errors and rework needed when people on the waiting list change their
address, or when their medical records are misplaced as time passes.

The initiatives we studied did not include making inroads into the additional long waits most trans
people experience for upper and lower surgery. These were, however, mentioned frequently by service
users, many of whom paid large amounts of money for private surgery, often overseas. For many trans
people, surgery is an essential healthcare need, and part of the picture of co-ordinated care that needs
to be addressed. While the ICTA project can claim to have contributed to distilling knowledge about
how to improve access to assessment and the initial stages of hormone therapy, it can only claim to have
revealed the need for further initiatives in the provision of upper and lower surgery. The planning and
development of the clinical workforce needed appears to be one important element, given the shortage
of providers. A better regional distribution of the surgical facilities appears to be another, reducing the
distance that many people currently travel for major surgery.
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Trans participation in shaping and providing services

In Chapter 4, we reported widespread views from interviewees that there should be more trans people
working in GIC staff roles, whether as gender clinicians, nurses or support workers. Most of the service
users we interviewed perceived that the great majority of GIC staff they met were cis. Many indicated
that they did not trust cis GIC clinicians to understand the experiences, perceptions and needs of trans
people. A stronger trans staff profile, still more evidence of trans people in senior clinical positions,
would be an effective intervention in this dynamic.

The GICs participating in Case Studies 1, 2 and 4 in Chapter 4, and the primary care training and
accreditation initiative in Case Study 3, have all in different ways sought to involve people from trans
communities in shaping their provision. These provide indications for others to build on as to how to
make sure trans perspectives are reflected in clinical and administrative practices. In Case Study 3, a
coproduction group of GIC staff and service users examined proposals for new service offerings. In Case
Studies 3 and 4, trans communities were represented on overall steering boards, to which staff involved
in taking initiatives forward reported progress and were held accountable. In Case Study 4, attempts at
community accountability were made by having a trans community member on all staff appointment
boards, and also present at all training sessions for GPs. These were seen as steps toward staff operating
within a framework of supporting trans rights and understanding trans perspectives and cultures.

In Case Study 4, we saw how the new gender service in Wales has been developed by an expanding and
innovating network, which brings together representatives of trans communities, clinical and third-
sector leaders and health service policy-makers. This network shares a moral commitment to trans rights
and overcoming health inequalities experienced by trans people, as the basis for improving trans health
care. Its members also appear to hold in common some central cognitive frameworks and operational
concepts. These include the ideas of affirmative practice, and of a network of regional primary care
clinics and third-sector support agencies working together with a hub specialist gender clinic. The
well-articulated moral justification and trans participation in creating it are arguably key features that
other services can learn from. This may well provide the basis for progressive recruitment of a higher
proportion of trans staff.

Implications for primary care gender services (Paradigm 2)

Three gender services based in primary care clinics have been piloted in England since 2020. The pilot
schemes are open to people who are already on GIC waiting lists, and attend a GP practice within a
catchment area defined for each scheme. These services intend to offer trans health care that is ‘local,
timely and easier to access’.**® They initially offered diagnosis of gender incongruence and access to
hormone therapy. They work within the NHSE Gender Identity Service Specification and so require
people to have at least two assessment appointments with a gender clinician, usually a GP who has
undertaken additional training. Some services have rapidly moved on to offering referrals for top surgery
and one of the two sign-offs required for lower surgery. People still need to go through a GIC for the
required second gender specialist sign-off for lower surgery. Like the gender service in Case Study 4, and
the primary care training scheme in Case Study 3, all three pilot services emphasise the extent to which
there has been trans community participation in their design and implementation, and the degree to
which trans people are involved in professional roles and in oversight or governance bodies.

While these services are still at the stage of trial and evaluation, some important aspects of their future
potential as well as issues they may need to address emerge from our analysis of the initiatives studied
within the ICTA project.

First, these primary care gender services appear to reflect the thinking summarised in Chapter 4 and in
Appendix 9, Table 9 under Paradigm 2 for the future of trans health care. Many people will have been
aware of these services being designed or even initially implemented when, during their ICTA interviews,
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they offered their thoughts about desirable future arrangements. These pilot schemes appear to offer

a closer integration between everyday health care and transition-related care, with a prominent role

for GPs in carrying out assessments. We have seen in Case Studies 3 and 4 the advantages of this,

with symbolic benefits to affirming trans people, as well as medical benefits in terms of co-ordinating
transition-related care with other aspects of health care. Above all, this marks a kind of institutional shift
in trans health care away from being the specialist domain of psychiatrists and clinical psychologists.

Primary care gender services, coupled with strong trans participation in design and delivery also appear
to offer an environment conducive to the practice and further development of the kind of collaborative
approach to assessment reported in Case Study 4, and identified in Chapter 3 as more acceptable

to service users. Currently the NHSE specification still requires a minimum of two assessment
appointments. The evidence of Case Study 4 is that this aspect of the specification could fruitfully

be revisited, in that for many people one such appointment allows all aspects of an assessment to be
covered, particularly for people who have in fact been living with full expression of their trans identity
for several years, waiting for an assessment. This would increase service capacity.

The new primary care-based gender services have also already incorporated trans peer-support roles,
including the role of care navigator.’*° This is consistent with the finding from our case studies that
peer-support workers are most effective when clearly integrated into the administrative structure of
a gender service, and so able to mediate effectively in getting information on waiting times and giving
support in making and rearranging appointments. The new services also offer professional psychological
counselling, often delivered by trans staff. This appears to be kept separate from the process of
assessing people for access to gender-affirming treatment,*° consistent with the learning from the
initiatives we have studied. This kind of arrangement appears to have great potential for meeting the
need for ‘gender counselling’, for people who feel they need professional support in thinking through
their gender identity or goals for gender-affirming treatment, independent from their assessment for
access to gender-affirming medical treatment. As reported in Chapter 4, this was identified by several
interviewees as a largely unmet need within the current GIC system. The implication is, however,

that primary care services will need to continue to make it very clear that psychological support is
independent of the assessment process and confidential.

The development of a cadre of therapists and counsellors able to support trans people, with trans-
affirmative therapeutic approaches, also raises the possibility of developing this kind of capability within
local NHS mental health services more generally. This will be an important avenue for future exploration,
to address the difficulties reported in Chapter 3 that trans people commonly experienced in accessing
effective mental health support.

Figure 2 summarises these possibilities for improving the integration of care through local primary care
gender services.

Our findings illuminate issues to be resolved in the development of this model. Currently, at least one
of the pilot schemes is connected with an established GIC,**° with GIC clinicians acting in an advisory
and supervisory capacity to GPs. This raises the question of what the continuing role of GICs would be
if primary care gender services expand. A possible answer suggested by several of the GIC clinicians
we interviewed is that GICs would in time shift to primarily a supportive role, with most people seen
by primary care gender services. From our interviews, some trans people felt it was important that the
option should remain to request a more extended assessment by a tertiary service. However, many
others were very clear that this was not an option they would value.

As we saw in Case Study 4, primary care services are also likely to need to resolve how to achieve

transparency in clinical decision-making as to when it is appropriate to extend an assessment and to find
ways of doing this in a way that respects person-centredness. It will be important to avoid the impact
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FIGURE 2 Possibilities for experiencing integrated trans-affirming health care.

of ableist assumptions that, for example, neurodivergent people, those with pre-existing mental health
conditions or trauma history and people with learning difficulties are less able to know their own minds,
and so require further assessment. This model could give rise to a two-tier trans healthcare system with
more marginalised people facing increased delays that could impact their mental health.

A further important area of challenge concerns how to support service users, typically from multiple
stigmatised groups, who face adversity in their family or community context in moving forward with
expression of their gender identity. If regret following transition is often linked to hostility experienced
or breakdown in relationships, how can it be made possible for them to transition according to a
timescale that they themselves choose? What kinds of support or connection to trans community
activities can be facilitated to help someone facing this extremely difficult situation? It is likely to be
trans support staff who are called upon to engage with such complex, fraught circumstances, and it is
important that they have resources available for doing so, including training in the cultural competences
required to work with marginalised groups.

The key role of GPs in primary care gender services places trans health care in the midst of a highly
problematic aspect of NHS staffing, the national shortage of GPs. Throughout this research, we heard
of GPs keen to take on responsibility for trans health care, but also wary of widespread concerns among
their colleagues that many practices are short of staff and at the same time being expected to take on
additional clinical procedures that many hospital-based specialisms have identified as best carried out
in primary care. Gender services are not alone in appreciating how population health and well-being can
be more effectively delivered through earlier intervention in primary care, moving more assessment,
monitoring and control of long-term conditions into the realm of GPs and their immediate colleagues.

One response to this situation is to argue that the development of primary care gender services adds
further weight to the case for investing more in the training of GPs and in campaigns that emphasise the
value and intrinsic rewards of general practice as a career choice for medical trainees. Another, however,
is to explore the viability of alternative primary care staffing models. Many clinicians we interviewed
were clear that people with either a general nursing or psychiatric nursing background would be well
equipped to carry out gender assessments, with appropriate training and supervision. This would reflect
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the increasing role of nurses and nurse practitioners in primary care in general. Further, there is a strong
case for developing forms of medical supervision for non-prescribing nurses working in assessment so
that they are readily connected to prescribing expertise.

Another promising possibility is the involvement of primary care nurses or clinical pharmacists in
prescribing and monitoring HRT for trans people. Across our case studies, we saw that hormone
prescribing and management for trans people is performed by clinicians with diverse specialisms.
Endocrinologists, psychiatrists and GPs operate in this area with confidence, on the basis of
endocrinological knowledge common to most areas of medical practice. They coupled this with their
experience of understanding of what works for most people who want to undertake various kinds of
transitions. We found GPs who had developed trans healthcare expertise, having previously worked
with hormone prescribing for cis people with various medical conditions. We also found psychiatrists
or GPs with trans prescribing expertise who described how even endocrinology specialists working in
general hospital trusts often lacked an understanding of the needs and experiences of trans people
concerning hormone therapy, and so did not, for example, have in-depth knowledge of the implications
for effective titration of doses. This prominent role for experience-based knowledge suggests that non-
medical prescribers could readily take up a role within a supervised framework of HRT prescribing, once
they had gained practical experience.

Several clinicians questioned the appropriateness of nurses becoming prescribers for hormone therapy.
Some felt that, given the ‘off label’ nature of such prescribing, this was ‘a specialism too far’ for nurse
prescribers. An implication is that further integrating trans health care within primary care requires
revisiting of the contexts in which hormone therapy is seen as normal and safe, and further clinical
research and guideline development if necessary. The ‘off label’ nature of HRT for trans people would
then no longer be necessary.

Implications for moving beyond the diagnostic model (Paradigm 3)

The issue of whether the future of trans health care should be based around a diagnosis of gender
incongruence (or gender dysphoria, according to which guideline is invoked) is one of the major
controversies emerging from our research. We saw at the end of Chapter 4 that there is a substantial
body of opinion within trans communities that the requirement of a diagnosis for access to hormone
therapy or other kinds of gender-affirming procedures is a denial of trans people’s right to assert their
own identity. Ashley!!? argues that it is simply dehumanising:

Referral requirements for HRT treat self-reports of gender dysphoria not as one would treat reports
of normal mental experiences, but as one would treat reports of mental illnesses [...] treating
gender dysphoria in this way is pathologising and, because it pathologises normal human variance,
dehumanising.*'?

In Chapter 3, we argued that both the impact of years of waiting for diagnosis and negative experience
of diagnosis itself can cause iatrogenic harm, that is harm from the healthcare system itself. Some

trans people expressed a positive experience of GICs, particularly in cases where their trans identities
were affirmed and transitions supported. In other cases, trans people experienced clinicians as

asking potentially intrusive questions but believed this was a necessary part of the process and done
respectfully. Some found clinicians receptive to what they were saying, without imposing categories or
norms. While we do not know if our sample was proportionately representative of the relative frequency
of these different experiences in the wider population of trans people passing through GICs, it was clear
that the negative experiences were in the majority in our sample.

In Chapter 5, we attempted to make sense of these patterns by identifying the characteristics of the
system of assessment and diagnosis itself which can undermine trans adults’ self-authority and inhibit
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their authenticity, through raising questions about whether their experience of gender might stem from
some form of pathology. One implication is that more positive experiences of collaborative assessment,
where trans people feel their perceptions are being validated, may occur because the clinicians involved
have adopted a stance and method of working that allows affirmation of trans experiences, and enacts
that they are valued. This can be seen as occurring despite, rather than because of, some aspects of the
lines of questioning or topic guides for assessments set out in various guidelines. It may also be that
some groups are treated more affirmatively than others, with data from Chapter 3 suggesting that trans
people who are Black, people of colour, non-binary, neurodivergent or trauma survivors may experience
more antagonistic, less affirmative care.

The case for an ICM for accessing gender-affirming medical treatments is that it shifts medical
assessment still further away from considerations of pathology, and does so at the level of the system of
care rather than relying on the discretion and commitment of clinicians. We have not studied an ICM of
care within the ICTA project - we were not aware of one operating within the UK. However, based on
related initiatives that we have been able to study, and limited literature available on experiences with
ICMs elsewhere in the world,!*>11¢ we can see a case for arguing that this approach offers benefits in
facilitating person-centred, co-ordinated care.

First, ICMs appear to have the potential to combine a person-centred focus on the goals of care with
medical diligence and authorisation of treatment. As Ashley et al.?® point out, even the strong form of an
ICM does not amount to ‘hormones on demand’. While ICMs can take many forms, and there is a need
for further research,?® it appears that in many forms there is still a clinical assessment involved, but not
one that involves a diagnosis related to a trans identity. Clinicians must ensure they have fully disclosed
all information relevant to treatment goals being discussed, that their client has understood this and that
they have the capacity to consent to chosen options. Examples of clinic protocols'?¢?” were referred to
in Chapter 5.

Second, effective co-ordination of care could be achieved by locating an ICM within the kind of primary
care gender service described in the preceding section. A primary care gender clinic working according
to an ICM would be highly consistent with the ethos, described under the previous heading, of
normalising trans health care as part of primary care, rather than constructing it as a specialised tertiary
service. Such primary care clinics could affirm trans identities as part of normal human diversity.

Third, ICMs are highly relevant to political debates within the UK (and elsewhere) about changing the
legal basis for gender reassignment to one of self-identification. If this were to become law, gender
reassignment would no longer require, as under the current Gender Recognition Act (GRA),*3! that
two members of the Mol list of gender specialists have diagnosed the person with gender dysphoria.
This would greatly reduce the legal role and significance of gender dysphoria diagnosis. Further, its
role in providing a basis for access to NHS resources, and using NHS resources in the lengthy process
of assessment, might then be questioned on two additional grounds. An ICM is compatible with the
WPATH Standards of Care, particularly in its most recent revision, Version 8.2 And GPs or other
doctors in community settings prescribe NHS treatments in other clinical areas, such as antidepressants,
abortion, or indeed HRT for cis women experiencing the menopause, because there is evidence,
following a process of exploration of the likely benefits and risks, that these are helpful to well-being.
There does not need to be a specialised diagnosis of pathology.

These potential benefits and associated issues require further exploration by policy-makers and
clinicians, working together with trans communities. An important focus for future research will be to
study the experiences of trans people going through such clinics, with qualitative richness similar to that
achieved in our ICTA interviews.

In this spirit, it is worth reflecting on a further likely advantage of moving beyond the diagnostic model.
Many of the experiences of service users we heard about were dominated by their sense that they had

Copyright © 2024 Holti et al. This work was produced by Holti et al. under the terms of a commissioning contract issued by the Secretary of State for Health and
Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https:/creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.

91



92

CONCLUSIONS AND IMPLICATIONS

to present at assessment appointments in a strongly binary-gendered way, and talk about their history in
a way that would allow a clinician to ‘tick the diagnostic boxes’. Many trans people are keenly aware of

a collective narrative that GIC clinicians are unlikely to understand their needs and perceptions as trans
people. Whether grounded in the realities of current GIC practice or not, there is a legacy of distrust,
coupled with many trans people experiencing a pronounced power imbalance in the clinical encounter -
clinicians control the authorising of their diagnosis and access to the care they need. This, at best,
inhibits free discussion and person-centred care. At worst, it leaves people in despair and traumatised.

An additional potential benefit of moving beyond the accumulated distrust associated with the current
system of assessment is that there could be a rather freer exchange of information between clinicians
and service users as to what the latter are learning about different ways of delivering hormones and
dosages. Our interviews and consultations suggested that trans individuals and communities have
developed a considerable body of informal practice-based knowledge about the impact of different
dosing and delivery methods in hormone therapy. Yet some people are reluctant to share what they are
discovering because it might be seen as acting irresponsibly and affect their continued access.

Our research findings also suggest some issues that will need to be addressed in the development
of ICMs.

The first is that clinics and clinicians able to operate within an ICM will still need to respond to people
who want professional support in clarifying their gender identity and treatment goals. As with the
primary care clinics described under Paradigm 2, they will need to offer appropriate counselling. The
issue of separating this from diagnostic assessment would become much less of an issue. It is also likely
that some people will want to go to someone perceived as having clinical expertise and have a form of
diagnostic assessment. This, however, would be at the request of the service user, not a requirement.

Second, in Chapter 4, we alluded to the issues that may arise when, even under an ICM, a clinician forms
a view that someone lacks capacity to give informed consent, or where a medical practitioner is of the
view that treatment is actually dangerous for purely endocrinal reasons, and the person concerned is
both aware of this and still wants to proceed. Tensions between person-centred control of care and
medical responsibility and norms of decision-making may remain. Such tensions are, however, present in
other domains of medical care.

Limitations and implications for further research

This research involved collecting in-depth qualitative data from over 180 trans users of health care and
over 50 healthcare professionals, and interrogated a substantial and purposively sampled body of data
to understand the dynamics underlying experiences of poor and better care. The data collected was
sufficient and appropriate to achieve the research objectives, despite difficulties during the COVID-19
pandemic in recruiting participants and gaining access to some intended case studies. These findings are
of broader relevance to helping a wide range of health services improve the care they provide for trans
people. Above all they are vital for avoiding the kinds of iatrogenic harm to trans people, revealed in our
interviews, that can unfortunately occur across a range of NHS contexts.

That said, the research does not claim to represent the full variety of experiences of receiving or
providing trans health care across the UK. The case studies did not, for example, include any of the
NHSE pilot primary care gender services, which were established after this research was designed. While
our findings have a considerable amount to offer in understanding the issues likely to be encountered by
gender services operating according to some version of an ICM, we were unable to study such a service -
there were none operating within the UK during the period of the research. We have already indicated
the need for further research into the benefits and issues emerging with such services.
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A further set of limitations and implications for future research concern the extent to which we
succeeded in engaging with the profound EDI involved in trans health care. The following section
addresses these.

Implications of equality, diversity and inclusion issues in this research

We noted in Chapter 2 that this research is fundamentally about EDI in health care. It concerns how

the NHS can provide care that better includes trans people and addresses their diverse needs. Across
the strands of our research design, we made efforts to recruit service users subject to multiple forms of
social stigma, including being disabled, Black or a person of colour, or having low educational attainment.
It is through these experiences that the majority of EDI issues in service provision are revealed.
Reflecting on the research, however, reveals limitations in how far we included diverse trans voices and
perspectives. For example, we made no attempt specifically to recruit neurodivergent people, although
several participants identified themselves as neurodivergent.

Three particular EDI-related limitations of the data collected, and of the analysis and interpretation we
achieved, have additional implications for the focus and conduct of future research.

First, as the PPI group statement indicates, our focus on understanding the dynamics of poor and better
care meant that we carried out no systematic analysis of differences in the experiences of trans people
of different genders. This should be a priority for future research.

Our service-user participants numbered 133 in all, with many giving a complex, sometimes multipart
answer to the interview question about how they described their gender. However, 50 said they were a
woman or female as the main part of their answer, 23 said they were a man or male, while the remaining
60 said they were either non-binary or described a non-binary identity using a different term, such as
genderqueer, agender, or gender-fluid. A closer look at the make-up of the participant group, however,
illustrates the complexity of capturing how far different identities and transition needs have been
included in a study of trans health care. Of the 60 people giving their gender as non-binary or using a
related term, around half had undertaken, were in the process of undertaking, or were contemplating a
transmasculine medical transition. So, across the sample, transfeminine and transmasculine experiences
were both well represented. For future research, it will be important to bear in mind that identity
demographics do not correlate to healthcare need in a simple way. For example, transmasculine non-
binary people and trans men have considerable overlap in the gender-affirming treatment they need.

That said, some important differences between genders do emerge across the ICTA accounts, which can
inform further research. These concern in particular the nature of negative experiences of diagnostic
processes. Trans women and transfeminine non-binary people commonly experienced as humiliating and
irrelevant questions stemming from discredited ideas that clinicians should investigate the possibility

of ‘autogynephilia’** Trans men and transmasculine non-binary people experienced as humiliating, and
often traumatising, questions that implied that their experience of their gender identity might be a
consequence of childhood sexual abuse, an equally contestable notion.?> Non-binary people frequently
reported a lack of cultural understanding of their identity by GIC and general healthcare professionals,
leading them to present their gender tactically in a more binary way, in order to access treatment.
Across the genders, there was also a variety of experiences in terms of the details of accessing different
forms of HRT and monitoring their effectiveness. All of these issues merit further research focusing on
experiences of different social and medical transition pathways, and the specific cultural and medical
issues that people with different identities and transition needs encounter.

Some specific gender-related disparities emerge from the ICTA data that should be explored in
future research. These include the implications of the availability of chest reconstruction only for
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transmasculine people, and the safety differences and other disparities between trans women and
trans men inherent in expecting someone to present in gender-congruent ways prior to treatment.
For example, trans women dressing in overtly feminine ways may for some present a safety concern,
and require additional labour and cost (e.g. make-up/hair removal) compared to the requirements
experienced by trans men. It would also be worthwhile to research how far transmasculine and
transfeminine non-binary people feel able or safe to access health care openly as non-binary. In

the current context of hostile media rhetoric particularly against trans women, there may well

be differences.

A second limitation with significant implications for future research concerns the limited participation in
our research of Black people and people of colour. This is also taken up in the PPI group statement. In
hindsight, the research team went about recruiting Black people and people of colour as if there were
no structural issues to be addressed in doing so. Particularly the senior members of the research team
did not adequately see how their ‘unmarked’** white and cis identities failed to indicate that the ICTA
research project was working with, and could be trusted by, global majority trans communities. Reaching
out to these communities was left to the project’s third-sector partners, and this proved to have limited
success. It was only after repeated discussions with the PPl lead and PPI group that senior researchers
agreed to allocate funds to two part-time trans Black researchers, embedded in community networks,
and substantial participation was achieved. This was, however, at a late stage in the fieldwork, which
meant that Black people and people of colour were largely absent from the purposive subsamples of
elders, chronically ill people, people in rural areas and people on low incomes or with low educational
qualifications. This compromised intersectional analysis within these subsamples. The implication is that
future fuller participation by Black people and people of colour requires their representation on the
research team from the outset.

Finally, while the research was greatly enhanced and strengthened in the extent to which it
addressed EDI issues by the committed work of an energetic PPI lead and PPI group, this was also
limited by the established structural arrangements for PPI participation in a research project of
this nature. The PPI group were essential to bringing insights from diverse trans communities into
the interpretation of data, and in many respects worked alongside the research team, integral to
developing interpretations. We have already referred to the need to extend PPI contracts through
the writing-up period. Some members of the group have continued on a goodwill basis to comment
on revisions to this report made in response to peer and editorial review. In future there is a strong
case that members of marginalised communities should be funded to contribute to research on
health care they are involved in for the full cycle of research, including final revisions. These can be
just as crucial as any other stage in a research project in their impact on the validity of the research
and its relevance to communities.

A further dynamic that deserves reflecting upon is that the research team took time and care to
summarise large amounts of qualitative data, but in so doing left little time at the end of the project
for PPl input. This is to some extent the result of the established distinction, enshrined in research
ethics procedures, between research team members, who have direct access to research data, and

PPI members, who do not. The PPI group had to wait for the data to be analysed and summarised
before commenting. Research teams on future projects need to find ways of feeding back intermediate
analyses earlier to a PPI group, to elicit reactions and achieve a more extended dialogue in

developing interpretations.

Some overall challenges

We conclude by briefly noting three overall challenges, which emerge from our research and which will
need to be addressed by trans communities, health policy-makers, practitioners and researchers.
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The first challenge concerns the overall implications of the discussion here of the three paradigms for
trans health care and their ability to deliver person-centred and integrated health care for trans people.

The House of Commons Women and Equalities Committee report which prompted the commissioning
of this research expressed ‘concern that Gender Identity Services continue to be provided as part of
mental health services, giving the impression that trans identity is a disease or disorder of the mind’#
It also stated that ‘The evidence is overwhelming that there are serious deficiencies in the quality and
capacity of NHS Gender Identity Services’ (para 229).4

Our discussion of Paradigm 1 above summarises the severe challenges the existing system, based

on specialist GICs, faces. It indicates what has been learnt through some initiatives to improve care,
and the issues that remain unresolved. The discussion of Paradigms 2 and 3 indicates the possibilities
for integrating trans health care with primary care. These are in keeping with the direction set by the
Women and Equalities Committee in 2016 and also with the expressed needs of the majority of trans
people who participated in this research, as we saw in Chapter 4. There is a strong case that over time
the system of care should move from one based on GICs to one based on primary care gender clinics,
with appropriate specialist services able to support primary care clinicians carrying out assessments
and managing gender-affirming treatments. This offers the opportunity to deliver transition-related care
that is better co-ordinated, as well as integrated with the rest of the health care a person needs. We
have suggested that the primary care pilot schemes in England can benefit from the learning within the
initiatives we have studied. We have also strongly suggested the need to explore how a system based
on some version of an ICM might operate, with potentially considerable benefits both in terms of social
justice for trans people and the effective use of NHS resources.

Unsurprisingly, our findings focus attention on the need for significantly increased funding of trans
health care. In a situation of severe lack of NHS capacity overall, the problem remains of how to balance
investment in new and emerging models with addressing the problems in existing services. Our findings
have implications for low-cost interventions in how care is currently provided - for example, revisiting of
diagnostic guidelines and strengthening the involvement of trans people in the governance and delivery
of services, and the widespread training of NHS staff in the values and competencies of trans health
care. Alongside this, the primary care pilot schemes appear to offer an important focus for evaluation,
leading to the development and funding of models for the future.

The second and related challenge concerns issues of achieving equity of access to transition-related care
across different localities within the UK, in the context of a mix of established and developing services.
Waiting times for GICs are extremely long everywhere, but some localities now have a primary care pilot
gender service. Elsewhere, there is wide variation in the degree to which GPs are willing to give bridging
prescriptions for hormone therapy to people on GIC waiting lists. In some localities, secondary care
endocrinology clinics will similarly provide bridging hormones. However, both kinds of arrangements are
relatively rare, so that many trans people may have no such possibility. Considerations of overcoming
health inequalities require that this postcode lottery needs to be further investigated and addressed.

The final challenge is best summarised in the words of one of the trans people we interviewed. It
concerns confronting the assumption common in many parts of society that it is somehow optional to
consider whether to prioritise meeting the healthcare needs of trans people.

... you've got to realise that we're ... most people, years ago either just lived and died not being themselves.
But now we're seeing the ability, we're seeing an opportunity, a possibility to be accepted ... And within
the younger generation of course it’s going to happen. They’ve got people out there, they’ve got their role
models out there. And | said it is going to happen, so it’s only going to get, not worse, but it’s only going to
get better and brighter, whatever. All we need is the services to follow suit.

Service user
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Patient and public involvement group
statement: patient and public involvement
on improving care for trans adults project

The ICTA project, though brave in scope and accomplishments, has nevertheless reflected existing
societal dynamics in the processes connected to its design, execution and outputs. This does not render
any of the findings invalid, but it may at times have excluded or watered down certain voices.

Trans people are marginalised within their own healthcare system, and the research has clearly
demonstrated this. Much of the existing research has been by cis practitioners, and the health care is
performed almost entirely by cis clinicians to standards set by cis decision-makers and norms and biases
of a cis-dominated society.

The ICTA project itself was conceived by cis people, and more junior trans researchers were only
brought in after its inception, although trans people and organisations were consulted in the earlier
stages. The research appeared to have been designed, at least in some ways, around the concerns of
existing service providers rather than patients. Given that the findings of the research, as described in
Chapter 3 of this report, pointed to iatrogenic harm by service providers, and service providers were also
project partners, this ultimately constituted a conflict of interest, and limited the ability of this research
and the PPI group themselves to address power and unequal structures.

This for me was a critical point of failure and it was predictable before the research began ... it’s far from
best practice for qualitative research about a marginalised group to be designed and coded by anyone
without that lived experience. How can a person without the lived experience possibly know what they’re
looking for? Even with the best of intention, they simply lack the direct experience.

PPI Group Member Feedback™*

Formation of the patient and public involvement group

The PPI lead, a white, disabled, neurodivergent, non-binary person, from a non-academic, EDI

training and therapy background, was recruited after the original PPI lead, recruited in 2018, became
an ICTA researcher. This created an extra delay in the PPl group becoming meaningfully involved

in the project. The process of recruiting the seven group members did not begin until July 2019.
Members were intentionally recruited to reflect a wide diversity of marginalised voices from within
the trans community, including members representing Wales, Northern Ireland and Scotland as well as
marginalised demographics. An introductory workshop was run to select participants.

The PPI lead was contracted to work 17 hours per month; members were paid to attend four meetings
ayear.

The PPI lead now reflects that their role would more usefully have been given to a trans person who also
experienced racism. They believed at the time that the recruitment of more than one PPl group member
from marginalised ethnicities would be sufficient; however, they now reflect that, despite giving this
issue considerable attention, multiple systemic factors led to the marginalisation of the voices of trans
people impacted by racism within this project, and this mirrors the way that, despite the best efforts of
cis researchers, trans voices have also been marginalised.
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... this comes back to the question around race and other forms of marginalisation - the design was such
that they would be add-ons rather than integral to how transphobia manifests. This seems particularly
true of class (as intersecting with race) and how the entire landscape of care is very much shaped by
material inequalities and access to intergenerational resources.

PPI Group Member Feedback*

It is not necessarily through a lack of awareness or deliberate overlooking that this happened. It is
simply that there is no substitute for marginalised voices being given the opportunity to speak for
themselves, and there are many systemic barriers to marginalised voices coming through authentically
when a space is conceived, designed and ordered by the dominant group, however mindful they are
of inequality.

Concerns about minimising the severity of the trans healthcare crisis

More trans oversight and influence at the very beginning of ICTA might have impacted how the research
was conceived and implemented. Decisions made at the start of the project have created a structure we
continued to need to abide by, despite much growth and learning from cis team members and increasing
trans involvement.

An example of this is the involvement of GICs as project partners. At times through the project, the

PPI group were concerned about cis clinician voices being weighed as equal to trans voices, and issues
around this were picked up by the PPI group in the writing of the final report. For example, writers using
terms that suggested equivalency between the distress of clinicians and patients regarding long waiting
lists. Given the severe risks to trans people associated with delays and denial of health care, including
long-term mental health impacts and suicide, many of the PPl group were troubled to see clinician
stresses apparently treated as equivalent.

At times the PPI group also felt that, given the severity of experiences trans participants were relating
with respect to GICs, the reporting of this was ‘toned down’ in order to be more palatable, and the GICs
being project partners may have been an influencing factor in this.

The mental health report of this project makes clear the concerning levels of iatrogenic harm from GICs
in terms of both the waits for treatment and the manner of assessment. Gatekeeping and systemic
barriers are particularly experienced by marginalised groups - non-binary people from colonised
cultures, autistic people, those with mental health conditions or past trauma, for example, are named in
the report as facing additional obstacles on top of the already considerable barriers.

The pervasive lack of concern for what happens to a trans person when their treatment is delayed or
blocked was highlighted in the mental health section, but overall, language has been diluted to an extent
that the scale of this crisis appears to have been obscured.

PPI members were also at pains to highlight the way the research shows that iatrogenic harm related
to transphobia extends to medical neglect and structural violence throughout health care, and to
elderly and end of life care. Particularly the negligent journey patients experience after discharge from
GISs, a direct result of the way trans health care has been siloed into GICs, while training, addressing
transphobia and embedding trans needs systemically throughout health and social care have been
entirely overlooked.

We were left with concerns that the outputs would be cis-voiced and that without meaning to, cis

biases and interpretations would overlay the words of members of our community. It is not that the cis
researchers were not aware of or mindful of this risk, it is simply that trans voices are more authentically
heard when presented, collated and interpreted by other trans people. Equally so with the voices of trans
people impacted by racism, trans people impacted by transmisogyny, disabled and neurodivergent
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trans people, etc. From the group’s perspective the considerable structural inequalities built into the
trans healthcare system did not fully come through in the reporting, although they were clear to see
in the data; ‘the framing does not even correspond to the severity apparent in the data’ (PPl Group
Member Feedback™*).

Impact of coronavirus disease and the research climate

Coronavirus disease impacted the project in multiple ways. Some of these perpetuated marginalisation
already in place. For example, the PPI group planned for ways to recruit survey participants offline
through trans groups and other spaces. Older trans people who might be less involved in online spaces
and other more marginalised trans people who do not go online were left out of the data when COVID
made alternative data collecting impossible.

Coronavirus disease disproportionately impacted many more marginalised groups. It is reasonable to
speculate that the people who had the time and mental energy to think about filling an online survey
and considering being interviewed in the middle of a global pandemic were more likely to be among
socially secure groups and were not, for example, key workers. Certainly, the PPI group had more
problems retaining members from more marginalised groups during the pandemic as a direct result of
the extra pressures they were under.

These inequalities came through in the case studies of specific populations - the most marginalised of
those groups seemed not to be present. The low SES group did not speak of the extreme deprivation
PPI members see for some in trans communities; the older trans people group was skewed towards the
lower end of the age range it covered; the TBPoC group appeared to be somewhat missing the voices of
trans women, to give some examples.

The impact of the pandemic and staffing issues on ICTA meant that at the end of the project, the trans
researchers had left before final reports or outputs had been created or viewed by the PPI group.
Indeed, the PPI group found that, as deadlines kept shifting, it was hard to arrange a meeting and know
that they would have sight of information to be able to usefully comment on.

Some of this is recognised as a feature of the climate in academia currently. Over-promising on
research grants has become so commonplace that projects impose unreasonable expectations. All
concerned with ICTA have been very committed to deliver what they promised; however, this took

a toll disproportionately on trans employees of ICTA, including the PPI group, who felt the weight of
community obligations to commit to at times working unreasonable hours to ensure the research met
its potential.

The workload associated with reviewing outputs by the PPI group was substantially greater than
budgeted for, and it was goodwill and investment in ensuring the trans voice was safeguarded that led
the PPI lead and group to devote considerable unpaid time to the task, amid the commitments of their
other work, study and life challenges. Participation was intensely stressful and burdensome beyond what
it should have been precisely because trans voices were not properly embedded in the project.

The PPI lead acknowledges the enormous commitment, dedication and wisdom shown by the group,
and the robustness of the cis researchers in receiving at times very strong feedback. However, concern
remains that there was insufficient time and space to ensure each analysis had been given due attention
and time for a thorough, reflective feedback process.

In effect it has reduced the voice and ability to comment when every deadline is so short. This reduces
our impact.
PPI Group Member Feedback*
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Intersectional issues

The PPI group very much wanted researchers to hold in mind the diversity of the trans community as
they wrote their outputs. A checklist for researchers to refer to as they wrote was created to assist this
purpose of holding intersectional issues in mind. For this document to have been useful, it needed to be
constantly reviewed during writing, and there was sadly little evidence of this happening. This is likely to
be simply the overwhelm of deadlines and the size of the administrative task of pulling such a complex
project together, but it points to the way intersectional issues, seen as an add-on rather than fully
embedded, can get left out.

The recruitment of specific researchers to look into trans health care for people affected by racism was
important but also very much an afterthought, and only after poorly funded attempts to engage those
voices via the PPI group had failed in their reach. Originally, the PPl group made attempts to do further
engagement work when it was identified that Black voices specifically were missing from the research.
These failed due to a number of complicating factors, including COVID, but largely because they were
under-resourced and not tapped into the right networks, which relates back to the PPI lead being
white. Finally, specific focus groups, under the banner of ‘Black trans people and trans people of colour
(TBPoC)' were run towards the end of the project. The PPI group welcomed this, although the decision
to separate out Black voices but amalgamate others was questioned:

Why is there an assumption that racialisation is somehow uniform except in relation to blackness?
PPI Group Member Feedback*

The PPI group had in fact previously cautioned the researchers against using the term ‘People of
Colour’ as well as the term BAME and to think more carefully about who is actually being spoken of
and included in any given instance. It should also be noted that ‘PoC’ is a US-centric term that can

be seen to exclude marginalised ethnicities that in certain contexts may be perceived as white - for
example Ashkenazi Jewish and Roma people. With the extreme marginalisation of Roma people in the
UK currently, and in particular stark health inequalities and low life expectancy (Matthews and Gavin,
2017), further unpacking of which racially marginalised voices were being heard/not heard could have
been fruitful.

Another concern raised early in the process of framing the research outputs and repeatedly recurring
was about the unquestioning acceptance of the validity of the notion of ‘more complex’ cases that
should face extra barriers, even though the mental health report demonstrated the harm of this
assumption. This extra burden falls precisely on the shoulders of those who can least afford it,

those already experiencing a greater mental health burden, such as those with a trauma history or
neurodiversity, and would put them at undue risk, given the mental health benefits of transitioning

and the harm of waiting and gatekeeping described in Chapter 3 of this report. These concerns appear
to be addressed in the final report; however, the number of times similar issues needed to be raised
underlines the entrenched nature of the ableist assumptions often being made regarding access to trans
health care.

Despite gender being a substantial aspect of the subject of being trans, the group observed that gender
disparities were little acknowledged in the outputs - the trans healthcare experience is very different
for trans women, trans men and non-binary people, and there are fundamental inequalities between the
pathways. This was mostly overlooked.

It’s quite startling how little gender is actually taken into account in what we read.
PPI Group Member Feedback*
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Issues of power replicated

An overall concern was the way in which issues of power and inequality were not made sufficiently
explicit in the research outputs, a reluctance to name transphobia, for example, where it was clearly
being demonstrated.

There’s also a further risk with that approach of placing the issue with the individual or with particular
identities rather than with interlocking structures of oppression - and tying in with some of our concerns
earlier about GIC defensiveness etc., | think there is maybe an issue with this report in terms of being
scared of actually addressing issues of power.

PPI Group Member Feedback™*

The power issues in this research process mirrored power dynamics of trans health care - trans voices
ending up in a place of criticising from an outsider position rather than fully shaping or indeed leading
the process. And as trans voices were marginalised so the less heard trans voices were doubly so,
including within the PPI group, and despite the best of intentions.

Towards the end of the project, the PPl group were in the stressful predicament of needing to give tough
feedback while remaining concerned about being unable to endorse the final report. There was never a
question of the good intention or allyship on the part of the remaining cis researchers, but nevertheless
the systems and processes that created this research served to unintentionally marginalise trans voices.

Writing wasn'’t a collaborative process - | think in some ways part of it was that this project took on too

much data so writing had to be very rushed and then our thoughts were kind of tacked on at the end.

Whereas to do engaged research you need to involve communities at every stage of analysis and writing.
PPI Group Member Feedback™

The value of extending PPI contracts until the report submission must be recognised. This ensured

a critical, independent set of trans voices had an overview. The final stages of the writing required
extensive and strong feedback, and largely this feedback was taken on board and concerns listened to
and reflected on. However, the concerns expressed in this section still stand. The group requests that
readers of the report tune into just how much systemic injustice and inequality is shown in the ICTA
findings, and at times inadvertently replicated or unconsciously minimised.

Conclusion
In conclusion, the learning this group has taken from the process has been:

e |tis not enough to involve marginalised people in matters related to their needs. Those groups need
to lead research in this area.

e Awareness of diversity and intersectional issues needs to be built-in from the start. Holding in mind
class, race, gender and other intersections at all times and not siloing them into separate issues.

e We learn most about a group from the experiences of those most marginalised within it.

e Oppression is often unintentional, produced unconsciously, replicated through mundane systems
- it can occur even with the best intentions through pressure of deadlines and the imposition of
existing structures.

e Cultural competence on trans issues is in severe deficit. Within health care, but also within academia.
A lack of established pathways to developing knowledge means a cis person may enter the field and
find themself in a position of power over trans lives with no relevant trans-related qualification or
particular trans-specific expertise.
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There needs to be full acknowledgement of the enormous labour that has gone into the ICTA project
by all concerned, including participants. This report of the ICTA findings begins to honour that work and
is a valid and useful, if overly tentative, piece of work. It is the hope of the PPI group that exploration

of the data will not stop here but will deepen. The opportunity for it to save trans lives by lessening

the transphobia-specific iatrogenic harm currently being caused by healthcare systems needs to be
fully realised.

*Quotes are taken from comments on NIHR report and the process of writing this summary.
References: Matthews Z, Gavin M. Health and Social Care Briefing: Gypsy, Roma and Traveller Equality

and Inclusion. Friends, Families and Travellers. 2017. URL: www.gypsy-traveller.org/wp-content/
uploads/2017/12/Health-and-Social-Care-Briefing-Master-Copy.pdf (accessed 16 February 2024).
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Appendix 1 Methodology for Work Package 1

The steps used for qualitative document analysis*® were:

10.

11.

12.

Identify a specific problem to be investigated.
Build familiarity: Explore possible sources of information.
Become familiar with examples of relevant documents and identify relevant document types,
for example
e Freedom of Information (FOI) requests
e Event presentations

e Treatment policy
e Equality strategy and policy

Develop a protocol, a list of questions, items, categories or variables that guide data
collection from documents (see below).

Test the protocol by collecting data from several documents.

Revise the protocol and select several additional cases to further refine the protocol.

Arrive at a sampling rationale and strategy.

Collect documents.

Analyse the data within the documents, using thematic analysis and coding, alongside
identification of verbatim examples.

Compare and contrast extremes and key differences within the data. Write brief summaries or
overviews of data for each category.

Combine these brief summaries with an example of the ‘typical’ case as well as the ‘extremes’.
In keeping with the research question, documents which suggest particular innovations in
integrated care for trans adults were thematically highlighted.

Produce a report that integrates the findings with interpretations and key concepts.
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APPENDIX 1

The following protocol was used to review the documents identified:

1. Nation of origin

vk wnwN

S o o

g.

Name of STP (if English)
Type of source organisation (CCG, Trust, Council, other)
Name of organisation
Type of document
a.

Policy
i. Treatment service provision
ii. Non-treatment service provision
iii. Equality and diversity-related
iv. Other policy-related
Report
i. Equality and diversity-related
ii. Other
Web page
FOI request response
Information sheets/booklets
Meeting minutes
Form

6. Level of focus on trans health care:

a.
b.
C.
d.

Whole document
Document subsection
Incidental mention
Conspicuous absence

7. Summary of content
8. Significant features
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Appendix 2 The screening survey

The survey instrument

The paper version of the screening survey instrument appears on the pages that follow. This replicates
the questions in the online version completed by all but a handful of the 2055 respondents.

Yorkshire (@IS N €] =] | T

MESMAC .;

Univel

for Health Research
foundation

Health Care Experiences Survey

Integrating Care for Trans Adults (ICTA)

Please only select one answer unless otherwise stated.

If any of the questions are unclear or you want more information about why we are asking

the question, please refer to the relevant question number in the accompanying survey guide.

About you

1. Which of these word(s) do you use to describe your gender (or lack there of)? Tick all

that apply

a

O 0000000

a

Agender

Gender-Fluid

Gender Non-conforming
Genderqueer

Man

Non-Binary

Woman

Other (please specify)

Unsure

2. Isyour gender the same or different to the gender you were assigned at birth, some

or all of the time? Tick only one

a

a
a

Same
Different

Unsure/Questioning

3. What pronouns do you use?

4. How would you describe your sexual orientation? Tick all that apply

a
a
a

Asexual
Bisexual

Gay
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Heterosexual or Straight
Lesbian

Pansexual

Queer

Unsure or Questioning

O 00 0 0O D

Other (please specify)

Q Prefer not to say

5. How old are you (please write in your age)?

6. Please provide the first half of your home postcode (e.g. AB10)

7. Where do you currently live? Tick only one
Q England (Continue to question 8)
Q Wales (Continue to question 8)
Q Scotland (Skip to question 9)
a

Northern Ireland (Skip to question 10)

8. If you are currently living in England or Wales, choose one option that best describes

your ethnic group or background. Then skip to question 11:

White

U English/Welsh/Scottish/Northern Irish/British
O Irish

U  Gypsy or Irish Traveller

a

Any other white background (please specify)

Mixed/Multiple ethnic groups
U White and Black Caribbean
U White and Black African

O White and Asian
(]

Any other mixed/multiple ethnic background (please specify)
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Asian/Asian British
U Indian
Pakistani
Bangladeshi

Chinese

0 0O 00O

Any other Asian background (please specify)

Black/African/Caribbean/Black British

O African

U Caribbean

U Any other Black/African/Caribbean background (please specify)

Other ethnic group
U Arab
U Any other ethnic group (please specify)

Now go to question 11

9. If you are currently living in Scotland, choose one option that best describes your

ethnic group or background. Then skip to question 11:

White

Scottish

Other British

Irish

Gypsy or Irish Traveller
Polish

O 0000 0

Any other white background (please specify)

Mixed/Multiple ethnic groups

O Any mixed/multiple ethnic background (please specify)
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Asian/Asian British

O Pakistani, Pakistani Scottish or Pakistani British
U Indian, Indian Scottish or Indian British

U Bangladeshi, Bangladeshi Scottish or Bangladeshi British
O Chinese, Chinese Scottish or Chinese British

a

Any other Asian background (please specify)

African
O  African, African Scottish or African British

O Any other African background (please specify)

Caribbean or Black
U Caribbean. Caribbean Scottish or Caribbean British
O Black, Black Scottish or Black British

O Any other Caribbean or Black background (please specify)

Other ethnic group
O Arab, Arab Scottish or Arab British

U Any other ethnic group (please specify)

Now go to question 11

10. If you are currently living in Northern Ireland, choose one option that best describes

your ethnic group or background:
d  White

O Irish Traveller

Mixed/Multiple ethnic groups
U White and Black Caribbean
U White and Black African

O White and Asian
Q

Any other mixed/multiple ethnic background (please specify)
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Asian/Asian British

Q Indian

Q Pakistani

O Bangladeshi

Q Chinese

O Any other Asian background (please specify)

Black/African/Caribbean/Black British

O African

Q Caribbean

O Any other Black/African/Caribbean background (please specify)

Other ethnic group

O Arab
Q Any other ethnic group (please specify)

11. Were you born in the U.K.?

a Yes
d No
a. If ‘No’, how old were you when you moved to the U.K. (please write in
an age)?
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12. Which of these options best describes your religious affiliation? Tick only one
U Buddhist

Catholic

Hindu

Jewish

Muslim

No religion

Other Christian

Protestant

Sikh

O 0000000 D0

Other (please specify)

(W]

Prefer not to say
13. How many years have you spent in full-time education since the age of 16 (not

necessarily consecutively)? Please write in a number of years

14. Which of the following best describes your current employment? Tick only one
U Employed full-time

Employed part-time

Self-employed

Unemployed

Student

Retired

O 00000

Long-term sick leave/medically retired

U Other (please specify)

15. Do you currently do any volunteer activities?
U Yes
d No

16. Do you consider yourself to be a carer?

Q Yes
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a

No

17. Which of these phrases would you say comes closest to your feelings about your

income these days? Tick only one

a
a
a
a
a

Living really comfortably on present income

Living comfortably on present income

Neither comfortable nor struggling on present income
Struggling on present income

Really struggling on present income

18. Do you consider yourself to have one or more disabilities and/or chronic health

conditions?

a

Yes (please tell us more if you wish)

a
a
a

No
Unsure

Prefer not to say

Services that you use

19. Have you ever accessed or tried to access any gender-affirming medical services?

a
a

Yes (Continue to question 20)
No
a. What are the reasons you have not accessed or tried to access any
gender-affirming medical services? Select all that apply and then skip
to question 27
O Do not experience any need/want for medical interventions
Uncertain of my need/want for medical interventions
Uncertain of where to go to access medical interventions

Fear of a negative experience with medical staff

O 0 0 O

Fear/anxiety of negative reaction of family or friends
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U Fear of stigma and discrimination in day-to-day life

O Other (please specify)

Now go to question 27

20. Using the boxes below and the list provided, please tell us about the gender-

affirming medical services you are using, have used, or are waiting to use.

O I am currently on a waiting list for NHS Gender Identity Services (if you are

not currently on a waiting list for an NHS Gender Identity Service, please leave

the box below blank).

Name of NHS Service

(In each box below, please write in a
named NHS GIC service you are currently
on the waiting list for. Please use the
names of GIC services from the list

provided in the survey guide.)

How long have you been

waiting? (Please tell us in years and
months how long you have been on the
waiting list for this service. If you can’t
remember precisely how long you’ve
been waiting, just give us your best

guess.)
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Is there anything else you’d like to tell us about the NHS Gender
Identity Services you are on the waiting list for?

U Iam currently under the care of NHS Gender Identity Services (if you are not

currently under the care of an NHS Gender Identity Service, please leave the

box below blank).

Name of NHS Service

(In each box below, please write in a
named NHS GIC service you are currently
under the care of. Please use the names of
GIC services from the list provided in the

survey guide.)

How satisfied are you with the
care you have received at this

service?

Very Unsatisfied
Unsatisfied
Neutral
Satisfied

Very Satisfied

Very Unsatisfied
Unsatisfied
Neutral
Satisfied

Very Satisfied

Very Unsatisfied
Unsatisfied

Neutral

[y Uy Ay Iy Ny Sy Ny Ny 6y

Satisfied
O Very Satisfied

Is there anything else you’d like to tell us about the NHS Gender
Identity Services you are currently under the care of?
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U I accessed in the past, but am no longer under the care of NHS Gender

Identity Services (if there are no NHS Gender Identity Services that you

accessed in the past, please leave the box below blank).

Name of NHS Service

(In each box below, please write in
a named NHS GIC service that you
accessed in the past but are no
longer under the care of. Please use
the names of GIC services from the

list provided in the survey guide.)

How satisfied were you

with the care you

received at this

service?

How long
ago did

you stop
using this

service?

Very Unsatisfied
Unsatisfied
Neutral
Satisfied

Very Satisfied

Very Unsatisfied
Unsatisfied
Neutral
Satisfied

Very Satisfied

o000 0D0D00 D0 0D OO O

(W]

Very Unsatisfied
Unsatisfied
Neutral
Satisfied

Very Satisfied

Is there anything else you’d like to tell us about the NHS Gender
Identity Services you accessed in the past?
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O | am currently on a waiting list for Non-NHS Gender Identity Services (if you

are not currently on a waiting list for a Non-NHS Gender Identity Service,

please leave the box below blank).

Name of Non-NHS How long have Is this Is this a

Service (In each box below, you been waiting? | service U.K.- | private

please give the name of a non- | (Please tell us in years | based? service?
NHS gender identity service and months how long

you are currently on the you have been on the

waiting list for.) waiting list for this

service. If you can’t
remember precisely
how long you’ve been
waiting, just give us

your best guess.)

a Yes Q Yes
O No 0 No
O VYes U VYes
U No U No
O VYes U Yes
d No d No

Is there anything else you’d like to tell us about the Non-NHS Gender

Identity Services you are on the waiting list for?
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U Iam currently under the care of Non-NHS Gender Identity Services (if you are

not currently under the care of a Non-NHS Gender Identity Service, please

leave the box below blank).

Name of Non-NHS Service
(In each box below, please
write the name of no-NHS
gender identity service you are

currently under the care of.)

How satisfied are you

with the care you

have received at this

service?

Is this
service
U.K.-

based?

Is this a
private

service?

(M

Very
Unsatisfied
Unsatisfied

Neutral
Satisfied
Very Satisfied

a
a

Yes

No

O Yes

Very
Unsatisfied
Unsatisfied

Neutral
Satisfied
Very Satisfied

Yes

No

O Yes

o000 U000 OO0 UJdOooo

(M

Very
Unsatisfied
Unsatisfied

Neutral
Satisfied
Very Satisfied

Yes

No

O Yes

Is there anything else you’d like to tell us about the Non-NHS Gender
Identity Services you are currently under the care of?
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L | accessed in the past, but am no longer under the care of Non-NHS Gender

Identity Services (if there are no Non-NHS Gender Identity Services that you

accessed in the past, please leave the box below blank).

Name of Non- | How satisfied How Is this Is this a
NHS Service were you with the | long service private
(In each box care you received | agodid | U.K.- service?
below, please at this service? you based?
write in the name
stop
of a non-NHS
gender identity using
service that you this
accessed in the service?
past but are no
longer under the
care of.)
4 Very U Yes U Yes
g e a e
O Neutral Q No
O Satisfied
O Very
Satisfied
Q Very 4 Yes
Unsatisfied
U Unsatisfied
U Neutral J No
U Satisfied
O Very
Satisfied
a Very U Yes
Unsatisfied
U Unsatisfied
O Neutral Q No
U Satisfied
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a Very

Satisfied

Is there anything else you’d like to tell us about the Non-NHS Gender
Identity Services you accessed in the past?

placing a tick in the appropriate box)

21. For each the following gender-affirming medical interventions, please specify (by

Medical Intervention

Want,
but
haven’t

accessed

Accessed

Undecided

Not interested/
Not applicable

to me

Hormone prescription

Hormone blocker prescription

Laser hair removal/Electrolysis

Voice coaching (in relation to gender)

Psychotherapeutic support

Chest or breast surgery (top surgery)

Facial feminisation surgery (FFS),

including tracheal shave

Surgery to modify the voice

Genital/reproductive system surgery

or surgeries (lower surgery)

Fertility preservation

Other gender-affirming medical

interventions (please specify)
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22. For each of the interventions in question 21 for which you ticked want, but haven’t

accessed, please tell us why you haven’t accessed them? If there are no interventions

that you want but haven’t accessed, please leave this section blank.

Medical Intervention Why haven’t you accessed this intervention?
(Please write in the name of any
interventions you want but haven’t accessed

using the list in question 21.)
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23. For each of the interventions in question 21 for which you ticked accessed, please tell

us how you accessed them? If there are no interventions that you have accessed,

please leave this section blank.

Medical Intervention

(Please write in the name of any interventions you have

accessed using the list in question 21.)

Accessed
on the

NHS

Accessed | Accessed
Privately | both on the
NHS and

privately

24. For any of the above surgical interventions you said you have accessed, in general

how satisfied were you with the surgical team? If there are no surgical interventions

that you have accessed, please leave this section blank.

Surgical Intervention

Satisfaction

Chest or breast surgery (top surgery)

000 0O

Very Unsatisfied
Unsatisfied
Neutral
Satisfied

Very Satisfied
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Facial feminisation surgery (FFS), including tracheal

shave

Very Unsatisfied
Unsatisfied
Neutral
Satisfied

Very Satisfied

Surgery to modify the voice

Very Unsatisfied
Unsatisfied
Neutral
Satisfied

Very Satisfied

Genital/reproductive system surgery or surgeries

(lower surgery)

O 0000000 0D00 0O0O0C OO

Very Unsatisfied
Unsatisfied
Neutral
Satisfied

Very Satisfied

Do you have any further comments about your experiences of surgery?
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25. If you have accessed a hormone prescription, do you currently have or have you ever
had a shared care agreement?
O Yes
U No
U Unsure
U Not Applicable
26. If you have accessed a hormone prescription, are you currently on or have you ever
accessed a bridging prescription?
U Yes
U No
O Unsure
U Not Applicable
27. Have you ever self-medicated with hormone replacement therapy?
O Yes
a. At the time you were self-medicating were you having your
bloodwork monitored? Or if you are currently self-medicating, are you
currently having your bloodwork monitored?
U Yes
d No
O Prefer not to say
b. Tell us more about why you are self-medicating or why you have

done so in the past if you wish

d No
U Prefer not to say
28. Do you currently have, or have you ever had any private medical insurance while
living in the UK?
U No

134

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/EWTA4502 Health and Social Care Delivery Research 2024 Vol. 12 No. 28

O Yes
a. While living in the U.K., has your private medical insurance funded any
of your gender-affirming medical interventions?
U Yes
U No

29. Are you currently registered with a GP?

U Yes

a. When was the last time you saw your current GP?
U Within the last 12 months
O Over 12 months ago but within the last 5 years
U Over5years ago

a. If you haven’t seen your GP in the last 5 years, why not?
b. In general, how satisfied are you with the service you receive at your
GP surgery as a whole?
U Very Unsatisfied
U Unsatisfied
U Neutral
O Satisfied
O Very Satisfied
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c. Isyour GP located in Wales?
U Yes
a. Have you been referred to a local gender team?
U Yes
U No
U No
d. Do you have any further comments about your GP surgery as a

whole?

a. Is there any reason(s) you are not registered with a GP?

30. Have you talked about your gender with your current GP or with any former GPs?

O Yes
a. Have you accessed referral/medical interventions in relation to your
gender from your GP?
U Yes
d No
d No

a. Is there any reason(s) you have not talked about your gender with a

GP?

Q Unsure/Don’t remember
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31. Inthe last 2 years, have you received treatment from any of the following for a

condition not associated with your gender identity? Select all that apply

O An NHS hospital or outpatient clinic providing care for an aspect of your
physical health

O A non-NHS (private or charity-based) hospital or outpatient clinic providing
care for an aspect of your physical health

O An NHS counsellor, psychologist or psychological therapist

U A non-NHS (private or charity-based) counsellor, psychologist or psychological
therapist

O An NHS community mental health team

O Other please specify

32. Are you currently on the waiting list to see an NHS specialist for any aspect of your

physical health not associated with your gender identity?

O Yes
a No
O Prefer not to say
33. Are you currently on the waiting list to see anyone for counselling, psychotherapy,
and/or help with mental health issues not associated with your gender identity?

O Yes

Q No

O Prefer not to say
34. In the last 2 years, which of the following types of support have you accessed in

relation to your gender? Select all that apply

O Support run by a community organization

U Online peer-run support
O In-person peer-run support
a

Informal social support
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Tell us more about your experiences with peer and community
support if you wish:

35. Would you be willing to be contacted by a member of the research team to take part

in an interview? These interviews can take place in-person or over video or voice call.

If you agree to this, then your answers to this survey will no longer be anonymous.

U Yes
a. Please provide your contact details:
Name:
E-mail:
Phone
Number:
U No

36. Do you have anything else you would like to tell us?
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As a part of this research, we will be conducting case studies on specific services. In order to
invite users of these services for interview, we are asking the following additional questions:

37. Are you on the waiting list for, are you currently under the care of, or have you
accessed in the past: [Name of case study service] ?
0 No

O VYes
a. Have you heard of the gender outreach programme provided by

[Name of case study service]?
U Yes
0 No

O Unsure
b. Have you ever been in touch with a gender outreach worker from

[Name of case study service]?
O Yes
O No
Q Unsure
38. Are you registered with a GP in Wales?
0 No

U Yes
a. Have you been seen by a member of a local gender team?

O Yes
0 No
Q Unsure
O | am not registered with a GP
39. Have you ever attended [Name of case study service]?

U Yes
0 No
U Unsure
40. Are you registered with a GP in [Name of case study service]?
d No
O Yes
a. Is your GP accredited under the [Name of case study service] scheme?
O Yes
U No
O Unsure

O | am not registered with a GP
41. Are you on the waiting list for, are you currently under the care of, or have you

accessed in the past: [Name of case study service] GIC?

O No

Continued on next page....
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O Yes

For the following services offered by the [Name of case study service]
GIC please specify:

Name of Service Not Heard of Currently | Attended
heard of | but attending | in the past
haven’t
attended
Welcome
Workshop
Emotional

Wellbeing group

Emotional
Wellbeing

workshop

Exploring Social
Transitions (AMAB)

group

Exploring Social
Transitions (AFAB)

group

Improving

Confidence group

Improving
Confidence

workshop

Nurse appointment

Speech and
language therapy

practice group
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Summary of survey respondent demographics

Introduction

We summarise here the demographic and healthcare characteristics of the population of 2055 survey
respondents. These were all drawn on in various ways in selecting people for the various purposive
subsamples of interviewees, described in Chapters 2 and 3.

Data on which services had been accessed by people were also drawn on to identify which people

to invite for interview within the case studies of particular services, described in Chapter 4. Some

data on service satisfaction were also collected in the survey. The intention behind this was to allow
identification of people with higher or lower levels of satisfaction with particular services, so that these
could be represented in a balanced way within subsamples and case studies. In fact, the numbers of
people offering to be interviewed relevant to each subsample and case study did not provide any scope
for further structuring of subsamples according to level of service satisfaction. Service satisfaction data
were not drawn upon when inviting people for interview.

Demographic characteristics

Across the 2055 respondents, many people selected more than one option offered as a description

of their gender. There were 3293 options selected in all, by 2055 people, summarised in Figure 3.
Responses indicating a non-binary gender identity were more common overall, although in many cases
people indicated both a binary and a non-binary identity.

Similarly, many respondents selected more than one of the options offered as a description of their
sexuality. A total of 3297 terms were selected across the 2055 respondents, summarised in Figure 4.
Being lesbian, gay or heterosexual accounted for only 24% of responses.

Figure 5 shows that the age distribution of participants was significantly skewed towards the
younger adult range, with 56% of respondents under 30. Attempts were made in all the subsamples

Gender reported by survey respondents
(n=2055)

Unsure. 1% Gender-fluid, 7%

Agender, 8%

Woman, 40%

Gender non-
conforming, 13%

Genderqueer, 15%

Non-binary, 37%

Man, 29%

FIGURE 3 Gender reported by survey respondents.
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Sexual orientation reported by survey respondents

Prefer not to say,
0%

Other, Heterosexual or

Straight, 5%
3% 0 Unsure or

Questioning, 5%

Bisexual, 21%
Lesbian, 10%

Pansexual, 15%

FIGURE 4 Sexual orientation reported by survey respondents.

Age distribution of survey respondents

(n=2055)
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S o%- - [N o O =S
<18 18-24 25-29 30-34 35-39 40-44 45-49 50-54 55-59 60-64 65-69 70+

Age categories of respondents

FIGURE 5 Age distribution of survey respondents.

of interviewees to make sure that the fuller range of ages were more equally represented. The only
exception was the subsample of older trans people. Given the relative lack of survey respondents and
interview offers from people over 70, this subsample was made up of people aged 50 upwards.

Eighty-nine per cent of respondents entered that they were born in the UK, rather than elsewhere.
Figure 6 shows the distribution of responses on ethnicity, grouping responses into four main categories.
Respondents were predominantly white (93%). Efforts were made to recruit global majority interviewees
to all subsamples - place of birth was not a criterion for selection.

Figure 7 shows that survey respondents included a wide range of religions. However, 67% selected the
‘no religion’ response option.

Figure 8 shows that the majority of participants had received post-18 education, with 40% leaving after
3 years of higher or further education, and a further 39% studying longer. Only 6% had left education
at 16, and a further 15% at 18. Again, wherever possible, subsamples were constructed to represent a
variety of educational attainment.
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Ethnicity of survey respondents
(n=2038)

Other, 12
Black/African/Caribbean/, 26

Asian/Asian British, 23

Mixed ethnic, 76

White,
1901

Ethnicity categories
[N
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FIGURE 6 Ethnicity of survey respondents.

Religion of survey respondents
(n=2034)

Prefer not to say
Other

Sikh

Protestant
Other Christian
No religion
Muslim

Jewish

Hindu
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Buddhist

Religion
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FIGURE 7 Religion of survey respondents.

Education since age 16 Left at 16. 128, 6%
(n=2040) arie 1e8 o

Left at 18,291,

Continued after 21, 15%

770,39%

Leftat 21,799, 40%

FIGURE 8 Education since age 16.
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Figure 9 summarises responses on employment status. Full-time employment and student status
were the commonest responses, with just over half of respondents (53%) overall indicating that they
were either employed or self-employed. Thirty-five per cent of respondents said that they undertook
volunteer activities, and 11% considered themselves to be carers.

Figure 10 summarises respondents’ perceptions as to the adequacy of their income. This shows fairly
balanced distribution around a median response of ‘neither comfortable nor struggling’, with 28% saying
they were either ‘struggling’ or ‘really struggling’.

Figure 11 shows that the majority of people in the population of respondents considered themselves
to be disabled in one or many ways, or to have a chronic health condition. This preponderance may of
course reflect selection bias, in that people were responding to a survey about health care. Whether or
not this is the case does not of course compromise the validity of the criteria used to select people for
the purposive subsamples.

Employment status of survey respondents

(n=2031)

Employed full-time 37%
Employed part-time
Self-employed
Unemployed

Student

Employment status

Retired

Long-term sick leave/medically retired

Other 3%
I T T T T T T T 1
0% 5% 10% 15%  20% 25% 30% 35%  40%

Percentage of respondents

FIGURE 9 Employment status of survey respondents.

Which of these phrases would you say comes closest to your
feelings about your income these days?
(n=2036)
Living really comfortably on present income
Living comfortably on present income
Neither comfortable nor struggling on present income 41%

Struggling on present income

Feelings onincome

Really struggling on present income 8%
I T T T T T T T T 1

0% 5% 10% 15% 20% 25% 30% 35% 40% 45%

Percentage of respondents

FIGURE 10 Income adequacy of survey respondents.
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Do you consider yourself to have one or more
disabilities and/or chronic health conditions?
(n=2036)

Prefer not to say,
3%

Yes, 53%

FIGURE 11 Health conditions of survey respondents.
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Appendix 3 The national sample qualitative
data

his appendix contains the interview protocol for the qualitative interviews carried out across the
subsamples. It also contains an illustration of the descriptive codes used in the first stage of data
analysis described in Chapter 2, in the form of a screenshot from NVivo data analysis software.

Interview protocol
The guide for service-user interviews within the national sample appears over the following pages.

Interviewer guide for ‘service-user’ interviews
Prior to interview:

e Introduce yourself.

Describe the overall project.

Describe the purpose of this interview.

Check that they have consented.

State that the interview will be recorded, what will happen to this recording, how it will be stored,
transcribed, anonymised and when/how it will be destroyed.

e Check that they are OK for you to turn the recorder on.

Before we start, | just want to walk you through the interview so you know what to expect. The
interview will be in four parts. We will start with some general information about you. I'll just ask you
a few questions about who you are, and about your health in general. We are interested in all health
experiences, not just transition-related health care. In the second part, I'll be asking you about your

experience of using GIC services and hopefully we will be able to talk in more detail about some of those

experiences. In the third part, I'd like to broaden this out to think about the different general health

services you might have used in the past or are using now. This could include your GP, hospital services
or even social support or social care services. Finally, we'll spend a little time talking about your views on

Trans, including GNB, health generally and how health services could be improved.
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Part 1: You and your health [Approximately 15 minutes]

Questions and Topics

Notes and guidance for interviewers

I’'m going to start with a couple of quick questions
e What age are you?
e How would you describe your gender?
e What pronouns do you use?
e Sampling/case study check question as relevant.

How is your health at the moment?
Physical/mental/holistic notions of health?
Fluctuations in health?

For any health issues: Are you seeing anyone for that?

How has your health been in the past?
If there were past health issues: Were they resolved? How? Did you see
anyone for that?

Do you consider yourself to be living with a disability and/or chronic or long-
term condition?
Can you tell me a bit more about that?
Impact on your day-to-day life (work, care, social etc)
Improving/deteriorating over time?
What clinical, support or other services do you use for this?

Topic of Part 1:

About you and the health services you use. Questions in this section
will ask the respondent about themselves, their background and their
general health now and in the past including experiences of ill health.
Respondent will be asked about the range of services they have used
in the past and at present with regard to their health. Depending on
respondent’s age or health status, we can employ narrative devices to
allow them to identify and talk about significant health events or
services. The aim of this section is to get a general picture of the
respondent’s health and attitude towards health services and to place
the respondent’s use or non-use of GIC services within the context of
this.

Here we will also include a check question regarding their sampling
criteria or their case study designation (for example, their age if they
have been sampled on age).

When was the last time you needed to do something about your health? By
which I mean finding out information, going to see a nurse or a doctor etc?
Can you tell me a bit more about this?
What was it for?
Were you able to get the help or information you needed?
Was it resolved (or ‘resolved for now’ if ongoing).
How did you feel about this experience? (Is this typical of your experiences of
health seeking?)

What does ‘being healthy’ mean to you?
How sick do you have to be to go to a doctor?
What does ‘being unhealthy’ mean to you?

How important is it to you to ‘have your health?’
What does it enable you to do?

Finally, do you see your gender as in any way connected with your health?
In what ways?
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Part 2: About your use of NHS or private (including overseas) specialist gender identity services. [Approximately 30-40 minutes]

28

Id like to move on to talking about your use of health services specifically
associated with your gender and transition. We may mainly be talking about
GIC services, but we can also talk about how you went about getting a referral
to this service or services, your experience of this service, your discharge from
this service, things like time you went back to a service, when you switched
service or if you went to private services or abroad.

Let's take the opportunity now to talk through a timeline of your GIC service
journey (and other services relevant to particular case study)

Descriptive Aspects

(So we are talking about period x on your drawing and this covers the time
you were (or are) ... experiencing some aspect of service.) First of all, can you
take me through the details about what actually happened.

Have a ‘starter’ prompt in mind here like ‘so when did you first meet with [x]?
What happened at that meeting?’ Try to use questions that keep things
concrete at first so that you can gather a detailed account of the main events
covering the experience of service use. Questions like:

e When did you receive the letter informing you...
e What did the letter say?

e How did things develop after that?

e What happened next?

e Roughly how long did that take?

e What was expected of you as a patient?

e How did you go about obtaining the hormones?
e What was your surgical recovery like?

Topic of Part 2:

Respondents will be asked to identify their past, present or anticipated use of any
gender identity services. Depending on how extensive their service use has been,
respondents will be invited to select instances of past, current or anticipated service use
to discuss in more detail. These more detailed accounts will cover how they heard
about the services, how they approached them, what they were/are expecting from
them and if in the past or present, what their experiences of the service was/is. We will
also explore experiences of follow up to and discharge from specialist services, for
example experiences of accessing hormone therapy or related treatment in primary
care. We are also interested in why people do not use gender identity services so we
will also ask about services that respondents may have considered using but decided
not to, and services they would definitely not use. We will explore the motivations and
reasons for their decisions not to use these services.

For CASE STUDY INTERVIEWS. Questions on their experience of using the case
study services will be inserted in this section. If possible, try to cover one or
two accounts of experiences of case study service.

A3 or Flipchart sheet (with dividing marks along the bottom — eight decades
with each decade divided into 10 years). Guide the respondent to start at the
point when they first approached any service in association with their gender
and ask them to draw lines and label periods for:

e Approaching service/Getting a referral
e Being on a waiting list

e Being ‘under the care of...”

e Discharge

e Etc

e ‘The Future’

Interpretive and affective aspects
Remember to prompt with interpretive and affective questions either during
the account or after you have gleaned the ‘factual’ account.

e What were you expecting and what were you expecting the
appointment/session/group/activity/call to be? How did it compare?

e What do you think they were thinking of/ trying to do?

e How did that (key event) make you feel?

e What did you get out of it?

e Was this of benefit to you personally? Why or why not?

e How did it feel for you between this contact with the service and the
next one? How were your spirits during this wait?

e Did you have the support you needed to make choices about your
care? If so, what did that support look like? If not, what support do you
wish you had?

e s there anything that happened that you wish hadn’t happened or
anything that didn’t happen that you wish had happened?

e How would you compare your mental health between when you were
first referred to the GIS and when you had your first appointment?
How did you wait affect your mental health? (needs further drafting)

Reflection Aspects
Encourage comparison of this event with other such experiences, be they
positive or negative.

e You mentioned a time when you were [accessing another service],
how did this experience compare to your experience then?
Towards the end of your discussion of the account they have given, focus on

‘lessons learnt’
e In hindsight, what do you think you/they should have done
differently?
e Do you feel like you learnt any lessons from this account?

Respondents can fill in overlapping lines for different specialisms they saw (for
example S&L therapist, surgical team, hormone treatments etc.). They can also
include lines for self-medication, seeing private service etc. Overlapping lines
can also designate attending different GIC clinics simultaneously or
consecutively.

‘The Future’ is important to try and include because this will give us an idea of
what options to the respondent sees is open to them, how much control they
feel over their future use and services they are ambivalent about using or do
not currently see themselves as accessing.

The purpose of this timeline is to provide key anchor points in a landscape for
you to work around when you are asking questions. It is not a research output
in itself (REC). As much as possible, let the respondent designate what are the
significant periods and the level of detail they want to go into (granularity).

Choose 1 or 2 accounts. We are looking for a detailed account of an
experience of using (or not using) a service. A good way of thinking about the
task here is to keep three aspects in mind.

e What happened — try to elicit a description of a series of events.

e The respondent’s reflections/feelings/interpretations on what
happened — probe questions such as ‘what do you think they meant
when they said/did that?’ or ‘How did that make you feel?’, ‘How did
you respond?’, How would you have liked to respond?’

e What this account tells us about GIC (and allied) services generally.
Would the respondent say that this is typical or anomalous? Do they
draw any conclusions from the experience?

Common experiences we may find ourselves focusing on:

Copyright © 2024 Holti et al. This work was produced by Holti et al. under the terms of a commissioning contract issued by the Secretary of State for Health and 149
Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,

reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https:/creativecommons.org/licenses/by/4.0/. For attribution the

title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.



150

APPENDIX 3

e What lessons do you feel [other] would take away from this account?

Are there any particular GIC clinics you would actively avoid?
e Why do you say that? (probe for aspects of service that are
considered unacceptable and sources of information and
understandings about the service)

Are there any particular procedures or interventions that you would like to
access, but you cannot?
e What are these? (probe for reasons why the respondent sees these
procedures as unavailable).

e The experience of being on a waiting list

e The experience of obtaining a referral — dealing with a primary care
practitioner or other referrer

e Overall experience of a GIC

e Experience of an element of a service (for example, a
counsellor/psychologist, a surgeon/surgical team, a particular
consultant or other physician/clinician.

e Comparative experiences (of two different times or of two different
GIC clinics or of private vs. public provision).

e Experience of self-medicating.

Part 3 Your more general use of health services as a trans person. [Approx

imately 20 minutes]

I’'m going to ask you about possible health services you may have used over
the last 5 years (for something not associated with your gender).

e Can you tell me more about your experience of
service? (Fill in from their answers to the first section questions and
repeat for as many relevant services as time allows. Make sure to ask
about their GP/experiences of primary care if they haven’t already)

e Have you ever been invited to and/or attended a cancer screening?
What was that experience like?

e When was your last sexual health screening? What was that
experience like? (Use your judgement to word this question if the
participant has, for example, specifically mentioned not being sexually
active)

e Have you ever accessed any mental health services? What was that
experience like?

e Have you ever gotten support from any community organizations,
charities and/or support groups? (ask about online and in-person
support)

e Has your gender influenced your use of any health services or has
your gender ever impacted the care you have received?

e Are there any general health services that you have specifically
avoided? Why?

e What leads you to trust or distrust a service or a particular medical
provider?

e Inyour experience, how well co-ordinated have different aspects of
your care been, for example communication between your GP and
the GIC?

Topic of Part 3: In this section, we will return to the respondent’s use of more
general health services provided by the NHS, and other providers, including
the voluntary sector (GPs, mental health services, outpatients, acute care
etc.). We will ask them to consider whether and how their gender has
influenced their use of services and/or how they perceive services have been
provided to them. As in the previous section, we will attempt to focus on
accounts of actual service use. We will in particular seek here to draw out
examples of where people have experienced instances of good co-ordination
between different aspects of their care, as well as instances of poor
co-ordination or fragmentation.

Part 4: Improving Health services for Trans people generally. [Approximately 10 minutes]

e How could health services be improved to better meet your needs?

e How would you change gender identity services in the U.K. to better
serve trans people?

e With unlimited resources, what would services look like?

e How would you change health services in general in the U.K. to better
serve trans people?

Topic of part 4: We will begin this final section by asking people for their
thoughts on how services could have been better for them or could be
improved to better meet their needs. We will then ask respondents to move
from personal experiences to exploring their views on current provision of
both specialist and more general health for Trans people in the UK, and how
services might be improved or made more appropriate.
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Descriptive codes for analysis of national sample

Name

(O Agency

(O Anti-trans violence (or fea...
(O Complaining
+ (O Disability and Chrenic llin...

() Absence of care
(O Neurodivergence
() Self-management of ca...
(O Trans broken arm
QO Transition choices incl....

v () Elders

(O Age related care
() Historic transition
(O Not accessing care due...
(O Other age related discu...
QO Transitioning later

v (O How health services could...

(@]l
QGPs

Q Other
(O Integrated and Disintegrat...

v QLI-LEQ

(O Bureaucratic Interactions

Qoiy

(O Not accessing care
O Relationship to medical...
(O Remaking the pathway
» (O Non-Transition Related He...
(O Overseas

Q) Private

(O Rights and Legal Stuff

v QRural

() Complex Pathway
(O Knowledge of Services
O Lack of Choice
O Loneliness and Isolation
Q Travelling for Care

v () Transition Related Healthc...
(O Friends and Family

Qeic

O Hospitals

(O Mental Health
Q) Outpatient

QO Primary Care
O Residential Care
O Social Care

QSRH

(O Vountary Orgs
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Appendix 4 Case study interview guides

Example of interviewer questions for staff interviews

1. What is your role in the GIC? What does this involve?

2.  What has been your involvement to date in designing or implementing elements of care for trans
adults that improve the integration of care (e.g. case study specifics)?

3. Asyou see it, why were these additional service elements put in place? Who were key people in-
volved and what benefits they were looking for, and for whom?

4. What has now happened in terms of implementing these ideas? How do they affect what you do in

your own role?
What has been achieved through this, or is currently working well?
In your own experience, what issues or challenges have been encountered?

o

7.  What further plans are you aware of for further developing or improving these initiatives and the

integration of care for users of the GIC more generally?

8. Inyourview, what else needs to happen to improve the service, and why, and what would help or

hinder this happening, particularly during and following the COVID-19 pandemic?
9. Is there anything else you want to add?

Service-user interview guide
The same interview guide was used for service-user interviews in the case studies as in the national
sample. This appears above in Appendix 3. In Part 2 of the interview, the guide indicates that the

interviewer should add additional questions exploring the interviewee's experience of using the service

that is the subject of the case study.
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Appendix 5 Descriptive codes for initial

analysis of case studies

his appendix contains screenshots from NVivo illustrating the descriptive codes used in the first

stage of analysis of interview data from staff and service-user interviews, as described in Chapter 2.

Figure 12 shows an example of the descriptive codes used to analyse staff interviews within one of the

case studies.

Figure 13 shows a corresponding example of descriptive codes used to analyse case study

service-user interviews.

Name A Files References
(O Challenges encountered 8 58
(O Dynamics between providers and service users 8 27
(O Future plans 8 29
(O Lack of integration 5 13
(O LGT practices and positives 1 7
(O Negative patterns of use, outcomes, failures, disa... 7 | 17
O Peer support practices and positives 1 1
O Positive use, outcomes, and achievements 8 51
(O WGS practices and positives 3 7

v (O What staff do 8 40
(O Extra work done that the service relies on 5 10

(O Other work 6 1

(O Service user facing work 5 17

v () Work of setting up and implementing 5 13
O Pre-existing networks 5 1n

O Rationale for, and initiation of, the initiative 7 17

Created on

12 Aug 2021 at 16:12
12 Aug 2021 at 16:13
12 Aug 2021 at 16:13
12 Aug 2021 at 16:13
23 Feb 2022 at 09:...
12 Aug 2021 at 16:13
23 Feb 2022 at 09:...
12 Aug 2021 at 16:14
23 Feb 2022 at 09:...
12 Aug 2021 at 16:14
12 Aug 2021 at 16:15
12 Aug 2021 at 16:15
12 Aug 2021 at 16:14
12 Aug 2021 at 16:15
12 Aug 2021 at 16:15
12 Aug 2021 at 16:15

FIGURE 12 Example of descriptive codes for case study staff interviews.
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v (O How health services could be improved
Qoics
(O other
O Primary Care
(O Secondary Care
O Integrated and Disintegrated Care
(O Is there a connection between your gender and your health
> (O Non-Transition Related Healthcare
() Overseas
() private
(O Rights and Legal
v (O Transition Related Healthcare
(O Community Groups
(O Friends and Family
v GICs
(O Charing Cross
(O other
O wales
v (O Hospitals
O Inpatient
(O Outpatient
(O Independent Development
(O Local Gender Team
(O Mental Health
(O Other primary care 1

N O W

-
@ O N BN O® WO NN O AOKN SN OO

o

(O Other third sector organisations
(O Residential Care

(O Sexual and Reproductive Health
(O social Care

O Timeline

(O Umbrella Cymru

O Voluntary Organisations

- N N O W oN

FIGURE 13 Example of descriptive codes for case study service-user interviews.
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Appendix 6 The project partners workshop

ICTA Research findings workshop
July 20*" 2021 (10am — 4pm)

Workshop Objectives
The workshop has been designed to be a process of discussion and shared inquiry, to address the
following:

1. To review some interim findings from the national sample of interviews with trans adults
about their healthcare experiences

2. To review some interim findings from case studies of initiatives to improve the integration of
care for trans adults

3. Inthe light of these, to consider a range of possibilities for improving (the integration of)
trans health care in the shorter and longer term

4. To consider how these possibilities can be reflected in project outputs

5. To share understandings of next steps with the ICTA project
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Time

Description of session

Groupings

09.30 -

Room opens

Welcome message in waiting room, people let in at

09.55.

10-10:30

Beginnings

Introduction to ICTA groups
The ICTA research team — introduction by Ben

o

The Project Partners — introduction by Richard
The PPl Group — introduction by Sam Hope

O

O

The Advisory Panel — introduction by Kate
Nambiar

o The Steering Group — Introduction by Paul Willis
Welcome from Paul Willis, Steering Group Chair
Overview of the day, including arrangements for
post workshop consultations — Richard

Zoom run through, including group roles,
consenting — Ev

Introductions in ‘home groups’: anything unusual in
common? — shout outs facilitated by Ev

Whole group

In ‘home’ groups of 4-5

10:30-11am

Interim findings

General sample — 4 subreports, plus list those still
to come (20 minutes)

Case studies (5 minutes each), plus list those not
yet completed

Whole group

11-11:15

15-minute break

11:15-12:15

Interim findings (cont)

Case study (5-10 minutes)

o Mental Health
Initial impressions and reactions (30 minutes in
groups)
Groups task: What in what you have heard fits with
your wider perceptions of trans health care? What
is different or surprising? What is missing?
Report outs: (20 minutes)

Whole group

In ‘home’ groups of 4-5

12:15-
1:00pm

Break for lunch (45 minutes)
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1:00-2:20

Discussing directions for the future of trans health care
Presenting typology - ICTA researchers present interim
typology of different options (emerging from the data),
from incremental improvements to the GIC pathway to
primary care access based on informed consent. (10
min)

Groups discussion (40 minutes)

e What do we see as the short-term and longer-term
priorities for improving trans health care?

e What are the issues/challenges or barriers that
need to be addressed to achieve these?

Feedback from groups (30 minutes)

Whole group

Small group discussion
(groups of 4-5) in
assigned groups based
on roles:

- Role groups

2:20-2.35

15-minute break

2:35-3:30pm

Reviewing the range of priorities for project outputs
Reminder of the project outputs: final report and
educational materials in 3 streams (handout), pamphlet

for community. (5 minutes)

Groups discussion (30 minutes)

Based on reviewing the outputs from the groups in the
previous session, further small groups consider:

- Are there any particular issues that should be
explored or illuminated in the next round of
analysis of case studies and the general sample?

- Who will be the readership of the final report (and
other outputs)? What will they want out of this?

Report outs (20 min)

Small group discussion
(groups of 4-5) in home

groups

3:30-4pm

Next steps for the project

- Next steps—Richard Holti
- Reiterate availability of people afterwards

Whole group
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ICTA Workshop 20 Jul 2021: Examples of feedback from three ‘Home Groups’.
Feedback from Group A

What are implications for issues to focus in further analysis of ICTA data?

Who is the final report for and what will they need to get from it?

The final report needs to recognise that some trans healthcare issues are NHS-wide issues; for example,
trans health care will be much improved if different systems can talk to one another. Digitisation of the
NHS has been under way for over a decade now but hasn't actually moved on very far. It is a further
example of a broken system that holds back trans health care.

At the same time, it is important to recognise that overly free flow of patient records without
authorisation can cause a lot of distress. Every last detail of what is in GIC records does not need to go
to GPs or be read by the NHS in general. It certainly shouldn’t become central to the patient record,
which has on occasion happened, with the record in effect giving a headline, ‘This person is trans’.

In the report, it will be useful to articulate the different kinds of gender services operating in different
regions. For example, how the Welsh model actually functions, in terms of the process and the kinds of
practices involved at each stage.

Recommendations in general need to be realistic and take account of the need to recruit and retain staff
in GICs. People are put off working in them. It is difficult to get people in post and then difficult to keep

them. It is important to engage healthcare workers more generally in trans health care, make the system
more inclusive and so more effective in how care flows between primary care and specialist services.

Recommendations also need to take account of the fact that there is such a large backlog of people
already in the system, waiting for care. We are not starting from a blank slate. The 18 months of backlog
that the Welsh service started from is relatively modest compared to most other areas.

The tone of the final report will be vital. Recommendations should be constructed in a way that is
reasoned, applying criteria of effectiveness and efficiency, and informed by what is happening in other
countries. The logic should carry the reader along, in a way that is factual and unbiased. The report
should also take the reader through the subject ‘like it is’ - for example, explaining that most trans
people are actually not that complex in terms of the care they need, although some are; and also

that clinicians are working very hard within a system that isn't properly funded. The ICM needs to be
explained very clearly.

Feedback from Group B

The report should also take account of ‘the critical moment’. There are currently significant forces
organising against GISs. There needs to be an acknowledgement that there are some detransitioners
and that this is a risk to be borne in mind in decision-making. However, this needs to be balanced by the
(much larger?) risks represented by delaying decision-making in care or making it more complicated than
it needs to be.

‘No-brainer’ to change the current model.

e Training is needed across the board.

e Service specification needs to be actually used (self-referral).

e Not getting value for money, using alternative sources of funding through primary care.
e Patient Knows Best records system.

e Cultural change is needed in NHS organisations.

e The situation is so bad, is it too far gone to enact meaningful change?

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/EWTA4502 Health and Social Care Delivery Research 2024 Vol. 12 No. 28

Feedback from Group C

e Group acknowledged the level of trauma and distress associated with interactions with healthcare
systems for trans patients as suggested by the ICTA data and also by some workshop participant
experiences - for example, community work as well as personal experiences. That correspondingly
means there could potentially be difficult emotions being experienced by workshop participants.

e Suggestion that in order to effect change the outputs need to speak to distinct but equally
important groups:

O healthcare providers of all kinds
O trans communities
O service commissioners

e Very important the outputs are written in a way that is accessible to all these groups - for example,
‘plain English’ versions of outputs. Also, important (for credibility for trans communities) that trans
participants in the ICTA project and trans communities more broadly see themselves/recognise
themselves in the outputs.

e Important the reports reflect on who is/is not in the ICTA sample and thus what stories and
understandings are excluded from the project reports/outputs.

e Important that the reports/outputs are not read as wholly negative about current provision (in
particular GICs) given the project aim to effect positive change in healthcare systems (risk of project
outputs being rejected). Need for there to be tangible options for services to take up to improve care
provision/solve identified issues.

e Need to clearly (upfront) recognise systemic factors - for example, around how healthcare pathways
are commissioned and to avoid blaming services for issues that are outside their control.

e Importance of presenting change models that build on current provision and allow evolution of
services towards paradigm change; changes to current provision are critical because it is the current
system and so important to have good suggestions for this.

e Importance of both suggesting practical/concrete changes in current practice and naming/identifying
structural conditions that negatively impact the healthcare experiences of trans people (e.g. report
must span current treatment context/practical/concrete/solution-focused to future-focused/
conceptual/paradigm shift plus forensic identification of systemic factors that create healthcare
inequalities for this population).

e Value of developing service delivery models that involve coproduction between clinicians,
commissioners, and representatives of trans communities where each are equal contributors -
benefits in terms of models that work for all parties.

e |Important to consider outputs in terms of the GP pathways for Paradigm 2/3 - what would that look
like, for example, in England (much larger population)?

e Important to consider as an adaptation (in the paradigms) a return to more localised/regional services
as integration is much more possible if strong relationships can be built with local services (e.g. GPs).

e Important to understand the impact, on all involved in trans health care (e.g. patients and healthcare
professionals), of a broader societal context that is hostile to trans people.

e Really important to consider how project outputs will be disseminated to the trans communities so
that they can draw benefit from the ICTA project findings/conclusions.

e Important that overall outputs provide strong evidence for the health inequalities of trans people and
how they are underserved in healthcare systems; also impacts of intersectionality - for example, for
trans people who are also disabled, older, people of colour, etc.

e Outputs should highlight how the pandemic has hit trans communities and whether shifts in care (e.g.
move towards more online working) have/have not been experienced as beneficial.
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Appendix 7 Gender breakdown of interview

samples

Table 6 shows the gender breakdown of the subsamples of interviews analysed in Chapter 3.

TABLE 6 Gender breakdown of interview samples

Subsample Non-binary
People living with mental health conditions 29
Trans elders 5
Low income or low educational quals. 5
Disabled/chronic illness 22
People living in rural locations 3
Black people and people of colour 26

Women

35
22
15
15
14

Men

10

v 0 o W o

Total

74
33
23
43
22
39
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Appendix 8 Fuller case study reports

Case Study 1: third-sector gender-outreach workers attached to a
gender identity clinic

Introduction

Case Study 1 examines a partnership between GIC A and a third-sector LGBTQI+ organisation,
Organisation B, to provide trans peer-support workers for people on the GIC waiting list. Sixteen

staff involved in this initiative were interviewed from across GIC A, the NHS Trust that hosted it and
Organisation B. Fifteen service users were interviewed, recruited from those who had responded to the
ICTA national screening survey, and indicated they had engaged with the gender-outreach workers. Of
these, nine were in the process of or had completed their assessment with GIC A. Others were either
waiting for assessment or had been assessed elsewhere. Some proved to have only passing experience
of the gender-outreach workers. In what follows, as a consequence, there is a rather fuller depiction of
staff views on gender outreach, with service-user views included when available.

The gender identity clinic context

At the time of interviewing, from late 2019 through 2020, GIC A had over 1000 people on its waiting list.

Its mode of operating followed the NHSE Service Specification for Gender Identity Services for Adults
(Non-Surgical Interventions).*> As people entered the service from the waiting list, they had two assessment
appointments, with additional ones in between if clinicians considered them necessary. The first appointment
was typically with a gender clinician with a nursing background. The second was with the same person,
together with a consultant psychiatrist or psychologist who was also a member of the Mo list of gender
specialists. At the time of interviewing, waiting times were typically 2 years for the first clinical appointment,
and a further 2 years for the second. Following diagnosis, service users waited further, for around 12 months,
for an appointment with an endocrinology team to prescribe hormones, typically 5 years after referral.

Objectives and nature of the gender-outreach initiative

In late 2014 and early 2015, discussions took place between Trust A, hosting GIC A, and NHSE about
‘how to manage waiting’. There was a shared concern about increasing demand, and the length of waiting
for first appointments. Discussions took place with Organisation B about a new gender-outreach worker
role, with lived experience of being trans. Funding was agreed for this new role as a member of GIC staff,
offering information, advice and peer support, for people waiting. Two part-time outreach workers, both
trans, were recruited by the Trust, in collaboration with Organisation B. They were based primarily on
Organisation B premises but were involved in meetings and aspects of care provision at the main GIC site.

Gender-outreach practices and achievements

Building awareness of gender outreach

The gender-outreach workers were jointly supervised and supported by a senior nurse within the GIC
staff and a manager within Organisation B. There were initial difficulties in publicising their existence

to people on the GIC waiting list. The GIC lacked administrative capacity to send out letters, and data
protection rules prevented the passing of contact details to Organisation B to make contact. The
gender-outreach workers, supported by Organisation B, therefore went about contacting people on the
waiting list through engaging with local trans communities, including through social media.

... right we're just going social media ... we're going venues, we're going communities and what we'’re
going to have to do is work with when people turn up to these events, say manage to discuss, are you on
the waiting list for [GIC A]? Great, we'll continue to be able to provide you with both group support and
one-to-one support ...

Gender-outreach worker
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After some months, GIC resources allowed letters and additional information about groups and
activities to be sent out. The GIC and Organisation B further established a system by which people

were informed about what the gender-outreach workers offered, when their referral to the GIC was
accepted. GIC clinicians reported that they too brought outreach to the attention of clients at each stage
of the assessment process. They encouraged people to contact gender-outreach workers for help with
overcoming isolation, with social aspects of transitioning, such as coming out to family, friends or their
workplace, or with practical or legal aspects such as changing their name on their medical record at their
GP surgery. They were offered the options of contacting outreach workers directly by phone or social
media, or just turning up to a group-support session.

Service users we interviewed found out about the gender-outreach workers through a variety of routes,
with informal contacts within friendship and trans community networks, including social media, at least
as significant as information provided through the GIC.

Gender-outreach activities

Staff and service users had consistent views that the various support groups run by the gender-outreach
workers were valued by participants. The groups or sessions were places where people could share
experiences, ask for and receive advice, often concerning practical challenges and ‘trans admin’ tasks
(such as completing a deed poll as part of a name change), within a supportive and safe environment.

| also started going to [gender-outreach worker’s] Plus 25 group. She always redirected towards positivity

and she was good at setting boundaries in a way that made the environment feel very safe. And yeah, |

would talk about things that were very difficult and then she would reframe it - that’s a huge positive.
Service user

Several people spoke about the value and pleasure simply of being with other trans people.

A regular weekly trans swimming group in particular was widely seen as both innovative and beneficial.
This was established at the suggestion of one of the gender-outreach workers, and involved the GIC
successfully making a case to NHS Trust senior management that additional resources should be used,
because of the benefits to well-being. Again, on the advice of the gender-outreach worker, the NHS
sponsorship of these sessions was not included in the promotional material, so that service users would
see them as independent of the GIC. An outreach worker hosted the sessions in collaboration with staff
from the swimming pool, which was closed to the general public. As well as a trans environment, the
sessions provided physical exercise and mental health benefits. Above all, they provided access to an
activity that typically poses significant barriers for trans people:

... but it was nice to actually be doing something which was not, which was open to trans people, because
that’s what it was there for, but it was actually doing something, not just sitting around [...] it was purely
rock up to the swimming pool, get changed and go swimming. But it was also because there was safety
from, you could be like, if there was something, | felt like | could talk to them about it.

Service user

Outreach workers also provided emotional and practical support one-to-one for people on the
waiting list.

... sat down for an hour and just had a chat ... that’s one of the biggest things that | discovered was when
you speak to other trans people, there are a lot of things that happened in your life which they recognise ...
that’s where you're thinking, oh well, it's not just me. Everyone’s gone through this.

Service user

Outreach workers were seen by GIC staff as deeply committed to their clients and ‘always fighting
somebody’s corner’ across a range of arenas concerning health care and other aspects of their life. In
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some cases, gender-outreach workers accompanied a client to their first assessment appointment at
the GIC.

GIC clinicians also began to refer people for outreach support after diagnosis, recognising that the
trans outreach staff could provide information and support in ways not possible for the mainly cis GIC
clinical staff.

So someone might want to progress to surgery ... so it could be helpful for them to speak to an outreach
worker about how to go about that, the things that they need to consider, again someone that’s been
through that process ...

GIC staff

Outreach workers and GIC staff encouraged wider engagement of service users with the various
outreach groups, beyond a narrow definition of use by people on the waiting list. People living within
the locality and attending other GICs were welcomed.

Drawing on dual belonging
Outreach workers were seen by colleagues from both sides of the partnership as skilfully drawing on a
kind of dual belonging - to the GIC staff and to the local trans community.

A significant arena concerned how the outreach workers communicated with potential users of
the service. They drew on their own experience and capabilities with communications within
trans communities.

... they’re more expert than us at posters. It's something simple but it's something that will bring in a
100 people. If we did one it would look ... we'd only bring in 10. Because of the approach, because of the
language, because of the styling we are bound by.

GIC staff member

They were also seen as highly responsive to NHS clinical and administrative colleagues in providing
advice on how to respond to service users on a range of issues where lived experience was vital. This
included how to find material with which to persuade an obstructive GP to give a referral to the GIC,
how to get a GP practice to change the title on a medical record to reflect a new name and gender, and
how to approach using gendered public toilets as a trans person.

The outreach workers were seen as crucial to bringing GIC staff out of traditional clinical settings so that
people had the opportunity to ask them questions. This happened at LGBTQI+ and trans events, as well
as at events for trans people convened by the gender-outreach workers themselves.

So, there was a big [name of location] trans memorial event recently, and actually we were really involved
in that, and that’s only because she'd challenged and had said we really want to support the trans
community, why are we not visible in this? And that was great.

GIC staff member

Outreach workers were seen by GIC staff as not only representing the concerns of service users and
potential service users, but also stimulating a constructive GIC response. Outreach workers instigated
direct dialogue with non-binary people over their concerns about how they were received by GIC
clinicians. The workers also explained service users’ concerns about lack of understanding of trans
health care within local primary care, and the need for GIC staff to educate primary care colleagues.

Expanding the scope of service integration
We heard of four examples where gender-outreach workers were instrumental in expanding the range
of services offered to GIC service users.
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The first concerns the establishment of a monthly sexual and reproductive health clinic, specifically
targeted at trans adults. Gender-outreach workers developed a working relationship with the
reproductive and sexual health department of a local NHS hospital Trust. A sexual health doctor
contacted Organisation B because she was interested in developing services for trans sex workers,
and this led to identification of a need for sexual and reproductive health screening for trans people
more generally. Trans needs were often not understood and ignored by GPs and other providers. The
outcome was a successful proposal to the host Trust to run a sexual health session for trans people at
Organisation B. This clinic was publicised by the GIC, broadening the range of services offered in an
integrated way.

In a second example, an outreach worker initiated a workshop for trans women on the waiting list, run
by the GIC Speech and Language Therapist. Third, gender-outreach workers collaborated with the local
police, to develop a system for reporting hate crime. The final example was where gender-outreach
workers helped identify other trans-led forms of support for people who were not within the area
covered by the Organisation B outreach or who were under 17, drawing on their knowledge of trans
organisations across the region.

Support and supervision of gender-outreach workers

Staff from both the GIC and Organisation B were clear that a key element in achieving the
effectiveness of the gender-outreach workers was the attention given to their professional supervision
and support. In addition to their line management within the GIC, they attended multidisciplinary
team (MDT) meetings within the GIC and also had supervision meetings within Organisation B. The
latter provided opportunities to discuss activities they were engaged in and issues arising. They were
also supported in activities such as attending community events by well-established Organisation B
protocols for ensuring staff safety, which had evolved over time within a workforce well used to going
out to meet clients and potential clients of sexual health services, in community rather than clinic
contexts. This combination of NHS and voluntary-sector supervision meant that the outreach workers
felt well supported.

Challenges of gender outreach

Long waits remained

While both the service users and staff we spoke to recognised the value of the support offered by the
gender-outreach workers and the groups they ran, there was widespread and often painful awareness
that the length of the waiting list was the most pressing concern for service users. Both staff and service
users saw the gender-outreach workers themselves as unable to address this issue.

For service users who felt they did not need practical or social support with transition, usually because
they already had a lot of contact with other trans people, this led to anger and frustration.

We had great discussions but again she couldn’t really do anything. For me it just felt that you could go
there and vent your frustrations a little bit and then that was it. But it has absolutely no influence by the
sounds of things.

Service user

Staff from both the GIC and Organisation B were also aware that the initiative was leaving unaddressed
the underlying problem of the long waiting times between referral and first appointment. At the same
time, some staff emphasised the benefits brought by the outreach workers as something that was
valuable and needed regardless of the highly unsatisfactory waiting times:

We're not trying to placate people by saying oh here’s a swimming club, keep yourself quiet ... if we didn’t

have a waiting list we would have still embarked on this project.
GIC staff member
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Outreach workers as caught ‘in the middle’

Many staff saw outreach workers as uncomfortably ‘caught in the middle’ of allegiances to trans
community and the NHS GIC. Gender-outreach workers were seen in a compromised position,
representing the requirements of the established NHS GIC system, and its long waits, to trans
communities. Working with the tensions inherent in their dual belonging was often stressful and
involved considerable skill in relating.

The outreach workers were often called upon to provide information about the GIC treatment pathway,
what it required of people at the various stages and the length of waiting involved. They had to respond
both with accurate information and sympathy at the implications.

Outreach workers felt they were left supporting service users with the high levels of distress. GIC admin
staff were also pulled into the role of consoling distressed callers while also managing their expectations
by emphasising the length of the waiting list. Some staff considered whether it might be possible for
greater collaboration between admin staff and the gender-outreach workers, in determining how best
to deal with such calls. While several interviewees implied that individual staff members should not feel
responsible for the length of the waiting list, it was apparent that admin and outreach staff had a key
role in actually facing the deep distress of those waiting for a desperately needed service, on a timescale
that was often unbearable.

Gender identity clinic staff also appreciated that outreach workers shouldered the responsibility of
responding to service-user distress at anti-trans media coverage.

Some service users were of the view that the association of the gender-outreach workers with the
GIC was problematic because things said to the outreach workers might reach clinicians involved in
their assessment:

I didn’t necessarily feel | could confide in them massively or talk to them at length about my treatment
because | knew they had the connection to the GIC. My fear was that they would feed that back then to
my practitioners and almost tell tales on me for being a bad trans.

Service user

Some users felt that gender-outreach workers should be more explicit in advocating ways of moving
forward with transition through routes for obtaining hormone prescriptions other than through GICs:

They should get a list together of endocrinologists who are willing to take responsibility for trans patients
and prescribing them hormones ... they should give you that list on the helpful resources while you wait,
not things that | knew already.

Service user

Some staff raised the issue as to whether there could be clearer prioritisation of gender-outreach work,
given the extent and range of needs to be met. One suggestion was that gender-outreach workers

might seek to work more with people as they came off the waiting list and prepared to attend their first
assessment appointment. This would be to help people deal with the weight of expectation, and possibly
also fear and distress, that had built up over the years of waiting.

... you've got people on websites saying a lot of negatives, and that’s why some people come to our service
and they’re very apprehensive.
Staff member

Limited resourcing of gender outreach
A further challenge widely identified concerned the level of staffing for gender outreach. Staff from
both the GIC and Organisation B felt that the gender-outreach workers were overstretched relative to
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the demands on them, and this was borne out by the experience of some service users, much as they
appreciated the support offered:

| just get this very strong feeling that [Gender-Outreach Worker 2] is extremely overworked and she’s not
able to respond to messages, because there’s just too many ... there just needs to be more ...!
Service user

Supporting people not already connected to trans communities

Several staff spoke of the challenge of reaching and then working with people on the waiting list who
lacked the confidence to participate in trans events and networks, or who perhaps lived in a rural area
without nearby trans contacts.

A related challenge concerned the management of group events so that they provided an opportunity
for interaction and mutual support, without pressuring those attending to interact or participate more
than they wanted to.

Managing the boundary between peer support and psychological intervention

The gender-outreach workers and staff involved in their supervision were aware of the need to clarify
the difference between providing emotional and practical support to service users and providing mental
health support. The time of most staff was taken up with conducting assessments, although some staff
reported that they were able to provide ‘low level CBT’ interventions to deal with anxiety or depression.
However, there was confidence that the supervision of the gender-outreach workers meant that they
knew when to refer people on to other services, usually provided by third-sector organisations.

Further development of gender outreach

At the time of interviewing, the provision of gender outreach was already being expanded to

other geographical areas. Some of these were being covered by an additional worker employed by
Organisation B. Others were being covered or planned to be covered through new collaborations
between the GIC and other third-sector organisations in different localities. There was a related initiative
for GIC nurses to run first assessment sessions at one of the new regional locations.

Several staff felt that the amount of outreach worker time needed to be increased to deal with the
demand and also that more time for discussion between outreach workers and GIC nurses would
improve understanding of what outreach workers could offer. Even before the COVID-19 pandemic,
thought was being given to how remote video calling could be used to extend the ability of outreach
workers to support people at a distance.

A further initiative concerned outreach workers raising awareness at GP practices as to how they could
support people on the GIC waiting list. Beyond this, the outreach workers were influential in supporting
the development of policies for treating trans patients appropriately elsewhere in the mental health
Trust hosting the GIC, including making sure that inpatients were allocated and welcomed within wards
according to their correct gender.

Case Study 2: primary care liaison and psychological services within a GIC

Introduction

This case concerns attempts to improve the integration of care within a GIC on two fronts: liaison with
the primary care practices and mental health support for service users. Between mid-2020 and mid-
2021, we interviewed nine members of GIC staff, including gender clinicians, psychologists providing
support services and nursing staff. We interviewed seven service users, recruited through the national
screening survey on the basis that they had engaged to some extent with the psychological support at
this GIC. Their ages ranged from 22 to 70, and they included one man, four women and two non-binary
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people. All reported on experiences of the interface between GIC and primary care, while four had
experiences of receiving GIC psychological services. Of these, one was offered psychological support
but didn’t feel the need to accept. Three attended group programmes over several weeks, with two of
these also receiving individual counselling at some point.

In describing the services below, we bring out the service-user experience where we have data on it,
alongside views of clinicians. We first summarise the main features of the GIC assessment and treatment
pathway, as context.

The gender identity clinic context

At the time of interviewing, the GIC had around 1000 service users at various points of assessment

or treatment, with around 1200 people on its waiting list. The length of time from referral to first
assessment appointment was around 2.5 years and grew significantly over the course of the COVID-19
pandemic. Service users interviewed reported waits of between 1 and nearly 3 years, depending on
when they had been referred. All found the wait very stressful, with three of the seven deciding to ‘go
private’ for assessment and access to hormone therapy before being seen by the GIC.

... the wait became harder than | had expected, or the mental reserves I'd had, that | thought would be
able to get me through the wait, ran out, and | was like, | need to starting doing something now ...
Service user

Consistent with the NHSE Gender Identity Services (Adults) specification,** there were two clinical
assessment appointments by a senior gender clinician for each person, with additional ones in between
if clinicians considered this necessary. The service users we interviewed in fact all received a diagnosis
after two appointments. There was also a physical examination, covering height, weight and blood
pressure, combined with an endocrinal consultation, for detecting issues that might complicate
hormone therapy.

At the time of interviewing, the second appointment usually followed the first within 6 months.
Service users reported waiting between 4 and 6 months, apart from one who had waited 10. With the
pandemic, most first assessment appointments were held via video. Given the need for the physical
examination, many second appointments have continued to be face-to-face, with the two sessions on
the same day or sometimes combined.

According to clinicians, diagnoses were formalised in a MDT meeting shortly after the second
assessment. The service users we spoke to all reported that they were actually told of their diagnosis
during their second appointment. This included explanation of the nature and impacts of gender-
affirming treatments - including some or all of hormone therapy, voice coaching, hair removal, fertility
preservation and gender surgery. Service users reported that hormone treatment, if desired, was

also initiated at the second appointment, with a recommendation to their GP to prescribe under
shared care.

Service users' commentaries on their experiences of the assessment appointments varied. Of the six
who had first assessments, three found the clinician supportive and well informed. One of these found
the approach to questioning ‘a little invasive [...] not in a negative or particularly uncomfortable way’.
The other three had problematic experiences, finding the clinician unsympathetic either because they
asked intrusive questions without making it clear why, appeared oppositional or challenging, or failed to
convey recognition of ways of thinking about gender that were important to the person:

Why are you asking me about my childhood? What relevance does that have? | don’t think it’s relevant at
all ... 'm bending, twisting the narrative to be the right narrative ... It was like they were trying to catch
me out ...

Service user
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Experiences of second appointments, with completion of assessment and treatment planning, were
more positive. Clinicians were experienced as ‘positive and optimistic’ or:

... generally putting me at ease about pretty much everything. Answering all the questions | had, relating
them to me as a person, rather than just a checklist to tick off [...] listening to what was bothering me and
giving actual examples, from his experience ...

Service user

One person drew attention to the impact on them of having two independent assessments - they
were asked the same set of questions at each, which felt like going over what the service already knew
about them:

... it was just a rehashing of the first, totally identical to the first appointment. But it got me my second
signature and then I'm officially diagnosed.
Service user

Two further clinician signatures are required to refer someone for top and/or lower surgery, as per the
service specification. One user was disturbed and baffled by being further probed for a consistent story
about their gender identity, as if their trans status was still in doubt, as well as by what seemed irrelevant
questioning about their relationship status. Another person was appreciative of a flexible approach by
clinicians, leaving them to decide about surgery in their own time:

The gender clinic’s pretty much the one thing that | haven’t had trust destroyed in, at this point, that |
trust them to ask, when it comes, okay, time for referral for surgery, let’s go over some points again.
Service user

Gender identity clinic interfaces with primary care

Service users reported widely divergent experiences of being referred to the GIC by their GP. For some,
their GP referred them quickly and competently. For others, their GP appeared both reluctant to refer
and lacked knowledge about how to do so. In one case, a GP incorrectly referred them to a mental
health service rather than the GIC - the referral was refused with a request to redirect. In another case,
a GP said they first required a letter from a counsellor the person had been seeing.

On receipt, referrals are processed by the GIC nurses, who request any missing information from the GP.
Acceptance of the referral involves the GP signing a MoU which sets out the detailed arrangements for
shared care between the GIC and a GP practice, above all with respect to hormone therapy. The GP is
expected to prescribe, following GIC advice, and arrange regular blood tests, which the GIC interprets
and discusses with the person concerned, leading to revised prescribing advice as necessary.

The GIC introduced the MoU at the referral acceptance stage in response to uneven responses from
referring GPs across the country to shared care. While GMC guidelines emphasise the risks to patients
of not prescribing cross-gender hormones important to their well-being, GPs in different commissioning
areas encounter different policies as to whether HRT prescriptions for trans people are funded or
require an IFR. GIC staff reported that some Local Medical Committees were also taking a stance that
GPs should not prescribe or administer hormones for trans people unless their practice received an
enhanced payment from the CCG for handling this.

The GIC experience was that some practices refused to take part in shared care even when
commissioned to do so, usually claiming that they were not competent to provide hormone therapy for a
trans person. This could emerge even after a service user has received a diagnosis and recommendation
for hormone prescribing from the GIC, with ‘devastating impact’ on the person concerned. The MoU
attempts to address funding issues and any other source of GP resistance early, well before it has such
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consequences. However, one service user reported that their referral had been delayed because their
GP practice took several weeks to consider signing the MoU:

They genuinely made me feel like | was being an annoyance to them by asking to be looked after, for them
to a do a thing that only they can.
Service user

In such cases, the GIC nurses follow up with a GP practice in the first instance. If necessary, GIC
gender clinicians speak directly to the GP to help them understand that HRT for trans people is
usually straightforward medically, emphasising that most GPs already have experience of prescribing
testosterone and oestrogens to cis people, and that the GIC will take responsibility for monitoring
blood work.

Another service user found their GP was initially resistant to shared care. Once an appointment was
made with the nurse, however, things went much better:

... then they said, well, it’s just an intramuscular injection, so that’s easy.
Service user

The GIC has attempted to address further difficulties that typically arise in liaising with GPs once
someone has begun their GIC assessment. Staff have developed template letters to keep GPs informed
following each assessment appointment. These cover whether there is a provisional or final diagnosis,
implications for prescribing and other treatments, and any further aspects of medical transition currently
being considered. Once a treatment plan is agreed, usually at the second appointment, the letter
contains full information on the possible risks of treatment, short-term and long-term, so that these are
clear to the GP as well as to the service user.

Following initiation of hormone therapy, the GIC uses SystmOne, a leading shared online patient record
system, but still only used in around 25% of UK GP practices, as a platform for communicating over
blood tests and dosages. Clinic nurses mediate the interchange of queries and answers within the
system. This allows GPs and GIC clinicians to resolve issues without having to arrange phone calls -

for example, over a request from a service user for a change in dosage, or a GP enquiry about GIC
perceptions of the general well-being of a service user.

Given the limited use of SystmOne in primary care, service users and GIC clinicians reported persistent
problems with blood test information not being provided in time to be of use at scheduled GIC review
sessions. Service users found they had to intervene frequently:

... sometimes if they send information from one to the other, it will get a bit lost. Like something on my GIC
system, wouldn’t work on the GP system. And he wouldn't realise for a while until | say, hey why hasn’t
this happened?

Service user

One gender clinician gave their e-mail address and mobile number to service users so that problems
with getting tests done could be sorted out prior to review appointments.

A further area of liaison with primary care likely to arise on or before the initiation of hormone therapy
was arranging for fertility preservation or hysterectomy, if desired by an individual. Both gamete storage
and hysterectomy commonly require a person’s GP to complete an IFR to the local CCG. The GIC has
developed ways of supporting GPs with this, making them aware of recent NHSE guidance which
indicates that gamete storage should not be withheld. The GIC also advises on which CCGs now have a
policy of funding gamete storage for trans people, making an IFR unnecessary.
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Psychological support

In 2017, the GIC reviewed the need to provide psychological support for service users. Staff were
aware of people entering the service with a mental health burden from the stress of daily experiences of
transphobic interactions:

... issues about social anxiety and the knock-on effect of depression and self-esteem disturbance ... of
course the difference for trans people is actually they’ve got good reason to feel anxious and afraid and
socially isolated.

GIC staff

There was also awareness of the impact of the extended waiting period and experiences of having little
control over their access to gender-affirming care through the GIC system. As one service user put it,
this was:

... causing a weight or a drain on my mental health.
Service user

The direction the GIC set was to provide psychological support separately from the main assessment
pathway, through a small psychology team, consisting of a principal clinical psychologist, one other
clinical psychologist and an assistant psychologist. There are also usually two clinical psychology trainees
assigned to the service each year, working with service users under supervision.

The psychology team has run group-based therapy programmes, and also provided some individual and
family or couples counselling. The last-mentioned were typically one-off consultations to help a service
user and others close to them work through issues related to their transition. All of these interventions
are in principle available to service users ‘at any point in the pathway’, once someone has had their

first assessment. With the pandemic, staff reported increasing referrals to the psychology team on first
assessment due to people experiencing social isolation. Sometimes people were also signposted to local
trans groups.

The psychology team has led on establishing a coproduction group for the GIC. The latter consists of
four or five members of staff, from nursing and psychology, and an equal number of service users and
has been considering how to improve services. Its initiatives have included improving information and
support for those on the waiting list. A trans ‘expert by experience’ has been recruited to the GIC staff
team, to offer support to people on the waiting list as well as take part in the delivery of workshops and
coproduction activities.

Staff estimated that around 20% of the people seen by the GIC are seen by the psychology team in one
of the above ways. There are typically 100 people receiving psychological intervention at any one time.
The clinic nurses were seen by both staff and service users as central in making sure that service users
are aware of what the psychology team offers:

As | approached every appointment | think, it was, oh and if you ever need, if you need to reach out to
things like workshops and groups, we can, they always made sure that | knew there was an option on the
table for me.

Service user

One service user also experienced the nurses as offering a kind of informal counselling at regular
check-in sessions:

| guess, the therapy-esque sessions, they were just short little half an hour, an hour-sessions, where you

can just talk about whatever.
Service user
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Psychology groups

Groups are intended to facilitate peer support as well as helping people work with therapeutic ideas and
are seen as a cost-effective way of providing support, drawing on assistant psychologist and psychology
trainee staff alongside senior psychologists. Clinicians emphasised that in all groups they aimed to
facilitate a sense of connectedness between participants, because many came with ‘.. a sense of anxiety
about coming to groups and a sense of isolation from other people’.

Prior to the pandemic restrictions of 2020, the following were run as face-to-face groups of six to eight
sessions, on a weekly or fortnightly basis:

e Exploring social transitions, for those who have had difficulty in achieving a social transition in the
expression of their gender.

e Emotional well-being, for people experiencing ‘mild levels of anxiety and depression’, based on trans-
affirmative approaches to cognitive-behavioural therapy (CBT) (e.g. Austin and Craig?’).

e Improving confidence, run by psychology staff jointly with a speech and language therapist, specifically
for trans women post affirmative treatment, based on well-established CBT resources for helping
with low self-esteem (e.g. Fennell***), ‘adapted to be trans affirmative’.

Staff emphasised the importance of these groups for people to gain support in a context that was not
about assessment. Three of the service users we interviewed attended the face-to-face weekly groups,
in each case after they had received their diagnosis and had begun hormone therapy. One person in
their early 20s experienced themself as ‘helping the older patients’ in the Emotional Well-being group
and valued this. Another service user, however, experienced the Emotional Well-being group as not able
to help the severity of their anxiety:

... It was designed around being practical for day-to-day issues, rather than, shall we say, intense mental
health issues.
Service user

We return shortly to the issue of how far the targeting of the group interventions can be seen as
addressing the range of more severe mental health concerns that may affect trans people entering a GIC
service, as indicated by the findings of the ICTA survey reported in Chapter 3.

A third person found that the Improving Confidence group provided an effective structure for learning
from others about how to deal with practical aspects of living with a changed expression of their gender,
such as using a different public toilet:

So, | came away from that group with some sheets that | still keep around to this day, because | got a
lot of help from the other people in that group, saying, these are our experiences ... It was that sort of
thing, where it allowed for much more freedom of conversation, rather than a minute-by-minute, ‘this is
our topic’ ...

Service user

Realising that service users living at greater distances found it difficult to attend regular sessions, staff
subsequently adapted each of these programmes to take the form of two day-long workshops, 1 month
apart, as an alternative mode of delivery. Around 2 weeks after each workshop, staff followed attendees
up individually by telephone.

Face-to-face groups and workshops were suspended during the pandemic, with some relaunched in
virtual mode. At the same time, psychology staff explored setting up new online groups and drew on
recent evidence of the effectiveness of compassion-focused therapy with young LGB adults,**> adapting
this approach to recognise the impact of transphobic microaggressions that participants repeatedly
experience. The concept was to give participants an opportunity to work with ideas of increasing their
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self-compassion, affirming a positive view of how they are living their lives and disrupting learnt negative
feelings. This concept was discussed at an early stage with the coproduction group.

The resulting design involved a range of experiential exercises such as giving and receiving
compassionate comments with trans peers. At the time of fieldwork, several groups of 11 participants
had attended 8 weekly online sessions. The group was found to be relevant and helpful by one
interviewee who participated after they had begun hormone therapy:

... the general attitude of, stop being so hard on yourself ... Again, it's one thing to have a drive and a
motivation. It’s another thing to be lashing the whip at yourself, to be like, no, go faster, go faster, you're a
failure for not having done more.

Service user

Staff reported that online delivery of the various groups has been successful, with therapeutic work
happening in a slightly different way to a face-to-face model, but equally effectively. Online models
made weekly attendance and a more intensive way of working more viable, and supported peer
engagement, particularly for geographically dispersed participants. More generally, staff reported that
self-assessment scores for anxiety, depression, well-being, or self-esteem generally improved following
groups, and that qualitative feedback was positive, with service users mostly asking to have more of the
kind of sessions they had received, rather than something different.

Individual counselling

The psychology team offer programmes of individual counselling on issues related to a person’s gender
or transition. This happens in blocks of six fortnightly sessions, extendable following reviews. Staff
reported that those who were considered not to be clear about their treatment goals could be told they
were being taken out of the assessment process while they were receiving psychological therapy. The
implication was that this could sometimes be a joint decision between clinician and service user, but that
the decision ultimately lay with the clinician. According to staff, such people could then resume their
assessment once they had clarified treatment goals. In Chapter 5, we discuss the problematic issues that
may arise in a clinician deciding that someone’s treatment goals are not clear enough to proceed with a
diagnostic assessment.

Alternatively, for those whose treatment goals were perceived to be clear, but who were:

[...] quite distressed or [...] having difficulties with the family in relation to gender, then the psychological
work and the medical treatment pathway would run in parallel.
Staff member

Following a set of sessions, people are often put on a ‘follow-up’ list, seeing a psychologist after several
months, in effect for repeated stand-alone consultations, usually when also attending the GIC for a
follow-up hormone therapy or surgery consultation.

Individual therapy is generally based on ‘acceptance and commitment’ therapy models, adapted

to take account of the minority stress that trans people experience as they encounter transphobic
microaggressions. Clinicians espoused an approach of supporting clients in articulating what is
important to them in how they live and helping them develop strategies for managing negative feelings.
Therapeutic work could also, for example, help someone process their reactions to gender-affirming
treatments, including surgery, or consider how to approach problematic close relationships.

Two of the service users we interviewed received individual counselling, again after receiving a

diagnosis. One felt the psychologist had helped them focus appropriately on the difficulties of navigating
various aspects of their transition, while affirming their underlying identity:
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... by the time | got to this counselling, I'd been sitting on 18 months of waitlist, so I'd done a lot of thinking
and working things out beforehand ... So, | didn’t learn things about myself from it, but | was able to
feel better about things that were distressing me, like things like dealing with wait times, with the admin
process [...] the uncertainty with social reception, with going through the process of changing my gender
marker [...] in terms of my emotional feelings about my identity in and of itself, those were pretty much
always positive ... | absolutely trust the gender clinic, because my experience with them has been 99%
positive and beneficial.

Service user

The other person was referred for counselling after repeated setbacks in getting medical help following
undiagnosed severe pain after lower surgery. They appreciated being referred by the GIC and getting
help with the psychological aspects of pain management but felt that other NHS services were failing to
take seriously the need to diagnose the pain being experienced. They eventually got the NHS medical
help they needed.

Issues with psychological support

Gender identity clinic psychologists recognised that they had limited capacity to address the
considerable mental health burden of many trans people entering the service. As already indicated,

the group provisions can be seen as only addressing the milder end of the spectrum of severity. GIC
psychologists were aware that many service users had mental health conditions, such as anxiety,
depression or obsessive-compulsive disorder, which in their view were not directly related to their
gender and which therefore should be treated by mainstream local NHS mental health services. Local
mental health services, however, often refused to treat such cases, referring them back to the GIC. GIC
staff saw their role in addressing this serious gap in access to provision, arguably affecting those with the
highest need, in terms of acting as explicit advocates for people to get treatment:

| can assess and formulate people and write a really thorough letter based on their needs and what they’re
presenting with. I've had a fairly good success rate, touch wood, with GPs and services who've refused
people because they're trans essentially. Not for any rhyme or reason.

GIC staff member

Some GIC staff expressed concern that the local services taking on these clients might not take a
sufficiently holistic approach to mental health, applying only a limited range of techniques for addressing
specific common mental health conditions. They were also concerned that clinicians in local NHS
services lacked understanding of how to work with people experiencing transphobia in their everyday
lives and the interaction this has with mental health conditions. The implication was that local mental
health services need to gain competence to provide appropriate therapy for trans people with mental
health needs, rather than exclude trans people by referring them back to the GIC.

We were unable to explore with any service users who received counselling prior to diagnosis whether
they felt inhibited about exploring psychological material in counselling because they were also still
under assessment. Experiences reported with other GICs in Chapter 3 indicate this has been an issue
elsewhere. We were also unable to explore the kinds of circumstances under which people might

be asked to suspend their assessment while they received counselling, and how people experienced
this. As already mentioned, in Chapters 5 and 6, we raise more generally the difficulties and ethical
issues associated with a clinical judgement that a person is ‘unsure’ and so should have their
assessment delayed.

The importance of such issues is borne out by the concerns expressed by some staff at the
contradictions between taking up a therapist role and working within a setting that assesses people
as to whether or not they are trans and can therefore receive treatment. As they put it, the same GIC
clinic both sets out to provide an open and exploratory space for people to consider what they want
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from treatment and determines within an assessment process whether they fulfil diagnostic criteria

for gender dysphoria. They also acknowledged that pressure to reduce the waiting list and maximise
utilisation of diagnostic capacity can lead to considerations of ‘sidelining’ people who are perceived to
be unsure about their treatment goals. Even though different clinicians are involved in the two different
kinds of clinical encounter, the tensions between them can emerge in team discussions, and can have
profound implications for service users. One staff member described these dynamics:

... a couple of times where the team might have been pushing back if somebody has been unsure
what they want with regards to medical treatment for a while, and I'm just doing open-ended kind of
exploration and hand-holding [...] But the team might be saying ‘Discharge them. They can come back
whenever, without waiting. But if they don’t want treatment, then we should close them. And they can
just let us know when they’re ready’ ... And then that being understandably very frustrating, confusing,
and difficult for people.

GIC staff member

Further evidence of tension between receiving psychological help and GIC assessment came from staff
perceptions that some service users learnt not to disclose mental health difficulties to gender clinicians,
instead telling them:

... what they think you need to hear ... having a sense of the boxes that need to be ticked |[...] | guess
that mirrors the minority stress thing of feeling they need to hide part of themselves in order to get by in
the world.

GIC staff member

This could lead to mental health conditions remaining hidden, and only emerging when people came for
psychological assessment separate from the gender assessment.

Staff reported that an overall major issue the GIC faced was lack of capacity to offer psychological
interventions, particularly individual counselling. Programmes of treatment had to be more limited

in length than was desirable for some individuals, to keep waiting times down. It was also difficult

for staff to keep in mind all the individuals on their caseloads, which were considerably larger than in
most psychology services, with more people seen less often, sometimes with several months between
sessions. The groups or workshops meant, however, that it was possible to offer follow-on interventions
after seeing someone individually.

Developments under consideration

Staff and service users held a variety of views as to how transition-related care in general should
develop in the future. The final section of Chapter 4 summarises this range of views, along with those of
interviewees in the other case studies. Here we present the views relevant to the further development
of primary care liaison and psychological support within this GIC.

Many staff and service users emphasised the importance of improving training for GP practices in trans
health care, in particular in their responsibilities for prescribing hormone therapy. Some staff members
felt that the GIC itself should also develop the capacity to prescribe, take bloods, dispense and administer
hormones and hormone blockers, for service users who do not have a GP willing to enter into shared care.

A related suggestion was the development of a comprehensive coding system for patient records, that
could be shared with primary care, which would reflect what it is medically important for services to
know about trans service users - for example, which organs they have that require cancer screenings.

In terms of psychology provision, staff were of the view that online groups will continue to be an

important mode of delivery for the foreseeable future, in combination with face-to-face. Staff saw
continued development of compassion-focused and trans-affirmative approaches within individual
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and group therapies. Staff wanted to explore development of more inclusive group-support models
that recognise the variety of medical and social transition that people engage with. The need for this is
suggested by the experience of a non-binary service user we interviewed. They wondered why they had
not been offered any groups, and whether this might be because the groups were designed for people
with binary identities.

This would require the adoption of instruments for measuring the extent (and intended reduction) of
minority stress in a more inclusive way than is possible using existing measurement instruments, which
tend to assume a binary gender identity.

Staff were strongly aware of the need for psychological support among the 1200 people on the waiting
list. They explored a partial but low-resource solution, using the Recovery College model to develop
peer-led well-being workshops. Although this proved not to attract take-up, a range of shorter peer-led
courses and online resources, on topics such as physical health and harm prevention when self-
medicating, were being developed.

Case Study 3: primary care training and accreditation

Introduction

This case study concerns an NHS primary care TAS focusing on meeting the healthcare needs of
LGBTQIA+ communities. This study focuses on the ‘trans-inclusive’ elements of TAS intended to
improve the health care received by trans people, introduced in 2016 within MetroCity by the local
NHS in collaboration with Alpha, a third-sector organisation providing support and advocacy for
LGBTQI+ populations.

It is based on interviews with four primary care staff - GPs and receptionists - drawn from three
different GP practices. These practices were selected because of the length of time they had been
involved with the scheme and were drawn from urban areas with a range of social and economic
characteristics. Seven trans service users were interviewed, on the basis they had completed the ICTA
national screening survey on healthcare experiences of trans adults and indicated that they had used a
TAS-accredited GP practice within MetroCity. One was a woman, two were men and four non-binary. All
were aged between 20 and 30.

Three senior staff working for the NHS in MetroCity and involved in the commissioning of the scheme
were also interviewed, as were two Alpha staff running the scheme. The study also draws on published
TAS documents.

Below, we summarise what prompted the trans-inclusive elements of TAS, and how GP practices were
engaged. We summarise the nature of the training and accreditation, how trans-inclusive health care
has been stimulated by it, and how staff and service users experienced this. We were able to gather
experiences from services users relevant to some, but not all, aspects of trans health care which TAS
was attempting to influence. We summarise what has been achieved by the scheme, the concerns and
issues that have arisen, and plans for developing the scheme.

Why were the trans-inclusion elements of training and accreditation scheme

put in place?

Training and accreditation scheme was launched, initially for GP practices, in MetroCity in 2013, with
the intention of improving care for LGB people. The scheme was run by Alpha and commissioned

by MetroCity NHS. In 2016, TAS was relaunched and rebranded as a trans-inclusive scheme. The
motivation to make the scheme trans-inclusive appears to have been strongly shared between

Alpha and MetroCity Commissioning (MC). MC has two senior officers responsible for inclusion and
equality, as well as a Head of Engagement, with a remit of establishing relationships with marginalised
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communities. Prior to 2016, they became aware that primary care and other branches of health care

in MetroCity were often not meeting the needs of trans people. This contributed to the disadvantage
trans populations face in terms of physical and mental health outcomes, and the barriers that many trans
people face in accessing health services. At the same time, Alpha strengthened its focus on improving
trans health care, increasing its recruitment of trans staff, including a new TAS co-ordinator:

... among LGBT community members, the greatest need, the poorest outcomes, the most difficult barriers
to overcome, are experienced by trans and non-binary people, so let’s focus on that.
TAS staff member

The new version of TAS was commissioned by the MetroCity region administration, with additional
financial backing from NHSE. From 2017, there has been a trans member of the TAS team employed

by Alpha with specific responsibility for trans inclusion, as well as three staff roles working with primary
care practices on training and accreditation, each focusing on a different section of the city. The funding
allows Alpha to provide training and accreditation services to primary care practices without charging
them a fee. The scheme was also expanded to cover a wider range of primary care practices beyond

GP surgeries.

Engaging general practitioners

On the basis of local research into the barriers faced by trans people in accessing services, TAS staff
at Alpha developed standards for primary care of trans people, as well as a framework for accrediting
competence at the level of a GP practice. MC and Alpha have promoted the new TAS within primary
care meetings and forums since 2017.

TAS staff realised that there was within GP practices a combination of demand for knowledge about
how to meet the needs of trans patients, coupled with a fear of being exposed as ill-equipped to do
so. The solution was to seed information about the scheme wherever possible within the primary
care system.

... to just go somewhere and be a friendly face, and do a five-minute little pitch ... don’t worry, you don’t
need to be scared of us. Actually, our job is to help you ...
TAS staff member

General practitioner motivation to work with trans-inclusion aspects also followed from their positive
experience and commitment to the earlier versions of TAS that focused on improving the experience

of LGB patients. Awareness of the need for trans health care among student populations also seems

to have been significant. One GP interviewed cited the strong motivating effect of TAS staff with lived
experience of trans health care coming to the practice to explain the barriers that trans people face, and
what can be done to improve their health care.

... it was to a large extent someone coming into the practice and encouraging me to think more deeply
about my work.
GP

How training and accreditation work
At the time of fieldwork, 49 GP practices in MetroCity, around 75% of the total, had signed up for TAS
training and achieved at least bronze accreditation.

Training sessions for GP practices typically last 1 hour, intended to involve all practice staff. These
sessions may be several months or even 1 or 2 years apart, depending on how rapidly the practice is
able to progress with its development in the trans healthcare standards. This reflects the limited time
that practice staff can set aside for in-service training.
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Training covers: LGBT basics, including the differences between concepts of sex, gender identity and
sexuality; ideas of cis and trans, including non-binary, people; health inequalities experienced by LGBT
people, the additional inequalities faced by trans people; the importance of recognising protected
characteristics and addressing inequalities; and best practice in terms of inclusive primary health care.

Training sessions are designed so that there is space for practice staff to raise questions or talk about
encounters with trans patients which they experienced as not going well, so that there can then be
discussion of what can be learnt.

... they just really embraced that as a learning opportunity rather than being scared of it as a mistake [...]
I think people carry a lot of shame around the topics of discrimination and marginalisation. And wanting
to be an ally but not necessarily being in a marginalised group ... they know that things are kind of bad for
trans people, and they know that they haven't personally really done anything to make it better ...

TAS staff member

The volume of training has increased markedly during recent years. At the time of interviewing, virtual
sessions were being delivered in several different practices each day.

Clinical and non-clinical staff alike commented on the importance of having the training delivered by
a trans person. GPs indicated the value they attached to having clear information about the health
inequalities and problems accessing services typically experienced by trans people, and that this freed
them up from hesitancy about admitting what they didn’t know.

Assessment for accreditation typically takes place on the same day as training, in a separate session with
a smaller group of practice staff. This includes discussion of policies and questioning of staff about how
they have dealt with or would deal with various scenarios involving trans patients. One example is what
the response would be if a receptionist overheard a patient in the waiting room making a transphobic
joke about another patient. According to TAS staff, the aim is to ‘create the conditions for services to tell
us things’, rather than a more formal process of assessment.

... do they feel confident to intervene if they witness transphobia, and is there a general culture that ... is
their manager going to back them up on intervening?
TAS staff member

Assessments also explore the questions typically asked by clinicians in their consultations with patients,
whether patients are given the opportunity to give information appropriately about trans identities and
whether there is exploration of related health issues such as relevant screenings.

TAS staff subsequently review practice documentation and policies on topics such as equality

and inclusion, and the extent to which the handling of patient records conforms with privacy and
confidentiality rights for trans people enshrined in the GRA. They also form a view on the extent to
which understanding of these issues is shared across practice staff.

The assessment result is fed back in terms of a bronze, silver or gold TAS award, with recommendations
for areas of improvement. TAS staff felt that the different levels of award were effective in recognising
progressive achievement in delivery of care. Typical feedback at bronze level might concern the

need to ensure that a well-intentioned policy is better understood and acted on by practice staff.
Another example of a developmental direction could be that of learning about the particular issues
faced by LGBT and trans people from a particular ethnic or religious group prominent in a practice’s
catchment area.

TAS staff each act as account managers for practices in particular areas of the city. The intention is that
this continuing relationship provides the basis for learning within an atmosphere of openness. Training
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and accreditation materials are reviewed and updated annually, in consultation with focus groups of
trans community members, as well as a TAS Steering Group, overseen by the TAS trans co-ordinator at
Alpha. The TAS philosophy is that trans community membership and needs are fluid and changing, and
that training and accreditation need to be co-produced to reflect this. The TAS Steering group includes
people with lived experience of receiving trans health care, as well as GPs, dentists, pharmacists,
optometrists and commissioners.

Features of trans-inclusive care resulting

Trans-inclusive administration

Practices have developed new patient registration forms that allow people to indicate their gender in an
inclusive way, as well as trans status, pronouns and anatomical details relevant to screenings. This allows
the creation of a trans status marker on the system, which allows clinicians to review which screenings
are appropriate.

At the instigation of commissioners, practices also now collect anonymised demographic monitoring
information from patients relevant to improving social inclusion. Trans status is included in
this monitoring.

Practice receptionists showed awareness of some key aspects of trans inclusion:

We have to identify ourselves, what pronoun we want for ourselves ... we have to identify that with the
patients as well ...
Receptionist

Practices have developed expertise in how to change gender markers on medical records and how to
transfer appropriate information from an old record to a new one.

General practitioners showed awareness that they should not depend exclusively on administrative
systems for ensuring they address people appropriately:

... if 'm not sure, | always ask a patient. | don’t know if that’s the right thing to do or not, but | think it’s
better to ask than to assume and offend.
GP

Practice staff interviewed expressed confidence in the accuracy of names on the records of trans
patients, and that their practices were responsive to trans needs, including on occasion the need to set
up an urgent appointment with someone who has forgotten to book a hormone injection sufficiently in
advance. A phlebotomist reported being able to use the patient record to identify when someone had
transitioned and made sure that they were addressed appropriately when setting up an appointment.

One practice indicated that they had been able to carry out an audit of the care that their trans patients
were receiving - for example, whether they were receiving regular blood tests to support hormone
therapy and whether appropriate screenings had been carried out. Commissioners reported that they
were aware of a handful of more advanced GP practices that had developed this capability but were
unsure of how far this had been achieved by others.

These perceptions were borne out by a number of the service users we interviewed, who variously
noted that registration processes were respectful and gathered appropriate information, that changing
their gender marker on their practice health record had been a smooth process, that check-in procedures
no longer involved giving a gender or a title, that they were always addressed on the phone with the
correct name, and that arranging appointments appropriate for their anatomy had been straightforward.
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... their registration form was really good, | think it had multiple gender options. It asked a question about
whether or not you have a cervix rather than just assuming that women have a cervix and men don't.
Service user

I went in to book an appointment and that stresses the hell out of me, and | went in in person, because |
thought they were less likely to think | was joking. Because | don’t look like the kind of thing they would be
expecting ... And the receptionist was just, yes, how about Tuesday? She didn’t even blink ...

Service user

Other service users, however, reported significant problems, indicating inconsistencies in how these
administrative systems functioned. One person had difficulty achieving a change in their name and
gender marker on the patient record. The surgery staff consistently referred to the participant by their
correct name, but documents printed out from the record contained their deadname. When they asked
for this to be corrected, the practice, apparently incorrectly, told them they ‘would have to go through
the GIC first.

Another participant, whose record had not been changed, attended for a minor procedure. They were
deadnamed in the waiting room, and then found the treating clinicians were surprised by their gender.
They experienced having to deal with the clinicians’ embarrassment, rather than receiving support for
their own reactions.

In another case, a less informed member of practice staff initially refused to respond to a request to
change a person’s name on the record:

[W]hen | went to change my name, | ended up with a bit of adversity from one of the reception staff and |
ended up having to just get the reception manager. And as soon as she came out, she was like, yes, this is
the process. It’s absolutely fine. [...] but it was that initial barrier.

Service user

Cultural competence
TAS staff perceived growing awareness of trans healthcare needs in GP practices:

Nowadays, it’s very rare that | go to a practice where either they say they don’t know if they’ve got trans
patients [...] So, that awareness from healthcare professionals about trans people existing has really
changed in the last four years.

TAS staff member

General practitioners and TAS staff alike emphasised the importance of developing an overall approach
within the practice that was welcoming to trans people, underpinned by awareness of the fears

they may carry into healthcare settings. GPs emphasised that this cultural understanding was best
demonstrated by not making unnecessary assumptions about many aspects of a person’s life or health,
and also being willing to apologise when making a mistake in an interaction, asking to be put right.

So, it’s finding that balance ... not wanting someone to think you are probing when you don’t need to, but
also feeling, okay, | need to ask for this reason, | need to know about your anatomy, for example for this
physical health reason ...

GP

Competence in working with trans people was seen by some as needing to be developed over time:

I think key in terms of trans inclusion is the opportunity to create an education or thinking space for
the practice staff in the broadest sense ... because | don’t think that people can change overnight,

Copyright © 2024 Holti et al. This work was produced by Holti et al. under the terms of a commissioning contract issued by the Secretary of State for Health and
Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https:/creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.

183



184

APPENDIX 8

assumptions about gender identity that they’ve grown up with, that their parents have grown up with,
their communities have grown up with ...
GP

One service user, however, felt that even seemingly minor failings in respectful behaviour towards them
were all the more painful because of their past experiences of healthcare settings. While a well-intended
practice offered them benefits, they realised that they often remained hypersensitised to staff using
inappropriate language or making erroneous assumptions, and often they had to ‘settle’ for a limited
standard of care.

... it’s the fact that | have repeatedly had bad experiences. I've had more negative experiences than
positive experiences. So, even though | have a relative assumption that my GP practice probably is fairly
culturally competent as far as a bunch of cis people go, that past experience isn’t going to magically
disappear either [...] it's not always the case that the staff you end up seeing are the most knowledgeable.
Service user

Another person explained that a good experience with a practice could have the paradoxical effect
of making them feel more dependent on the particular staff involved and anxious about what would
happen if they were no longer available:

| wish that the whole process hadn't felt like overlaying with this ever-present fear of refusal or
withdrawal, or things being suddenly withdrawn ... Like I've never left that GP, | have done all kinds of
gymnastics to stay there because when it comes down to it, I'm still scared of something happening to cut
me off.

Service user

Referring to GICs

TAS staff reported that it was increasingly rare for a practice not to know how to refer someone to a
GIC, or to avoid doing so when asked to. Following repeated difficulties in getting a referral to a GIC
from their GP in a different part of England, one service user reported that their new TAS-accredited GP
proactively asked if they had been as yet referred. The GP then completed the referral within a week.

However, other service users reported that their TAS GPs lacked knowledge about how to work with the
GIC system. In one case, at a gold-accredited practice, a service user had to overcome several barriers to
receiving care via a GIC:

First of all, [the GP] wanted to refer me to a mental health unit [...] went away, did their research ... and
got on top of it, and got me my referral to the GIC....And then [...] when | first got prescribed hormones,
my GP was very reluctant to give them to me just because | think they didn’t want the liability. And they
were very adamant that it was the case that the GIC gives that to me, gives me that prescription, and |
had to explain and point out a letter where it’s actually, no, they give their recommendation and then you
prescribe it ...

Service user

General practitioners were also critical of some GIC referral processes, which seemed to make referral
more complicated than necessary. One example given was of a referral form that required a BMI to be
entered, and a letter received in response to a failure to do so that threatened to remove the patient
from the waiting list. The GP pointed out that giving a BMI at this point was of little use, given that the
person would not be seen by the GIC for at least 2 years.

General practitioners expressed frustration with the length of the waiting lists for patients referred to
GICs. They found it additionally difficult that GIC policies meant it was impossible to discuss or receive
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advice on cases on the waiting list, or discharged on long-term hormone therapy, since GICs will only
discuss with GPs patients who have been seen but not yet discharged. GPs contrasted this situation
with many hospital specialisms, who, particularly during the pandemic, have been increasingly open
to e-mail and phone exchanges about how best to manage patients waiting to be seen by a specialist
service, or who have been seen and then discharged from the specialist service.

Hormone therapy

Some GPs indicated that they were already experienced and confident in prescribing and monitoring
hormones under shared care with a GIC, as well as prescribing hormones for harm reduction to people
on a GIC waiting list. These GPs indicated that they were supporting colleagues within their own
practices, and also more widely across the city, in developing skills in this area.

Two service users commented on how safe they felt that the same nurse was always the one to give
them their hormone injection - this removed anxiety about having to explain anything to a previously
unknown staff member. One service user, however, reported repeated failure from their accredited GP
practice to send blood test results to the GIC in time for their consultations to review hormone dosages.
This prevented a timely discussion of their need for an increase in dosage.

In another instance, someone who had already transitioned when registering with their practice was
referred by their accredited GP to a local endocrinologist for hormone prescriptions. This person
questioned why this was necessary:

... 'm just on hormones for the rest of my life, why on earth can a GP not manage that?
Service user

One GP felt less experienced but was committed to finding colleagues who could provide advice:

If a patient’s come in, needing something and you, as their doctor don’t try your best to help them, it
doesn't sit right with me. | think you're constantly trying to find the balance between, are you going to
cause more harm doing the thing, or by not doing anything, you know?

GP

Higher levels of TAS award are tied to practices demonstrating competence in prescribing hormone
therapy for trans people, and TAS staff described how they could connect less capable practices with
other GPs already skilled in this.

Other aspects of health care

Two trans men commented on the respectful and sensitive way that cervical smear testing was carried
out. One had been encouraged to stay with their current practice when moving out of its normal
catchment area, in order to provide continuity of this kind of supportive care.

... they understood that it would be a really distressing thing for me to go through [...] They asked for my
pronouns [...] they gave me the option of not looking at the screen when it was happening.
Service user

Some clinicians referred to having become more sensitised to the potential mental health needs of their
trans patients. However, one service user had not experienced their TAS GP as being open to hearing
about both their mental health concerns and their trans identity.

TAS staff also provide workshops for trans people, to improve people’s knowledge of and ability to
get the best use out of health services. They further provide advice to individuals on where to find an
inclusive primary care practice.
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Several users and GPs reported frustration that it was difficult to communicate to hospital labs that
specific blood hormone levels appropriate to a trans person should be monitored, with norms different
from those for a cis person. Information about the trans status and gender of a service user did not
always transfer into other NHS organisations.

Overall achievements and issues

The picture emerging from the perceptions of service users and TAS staff is that some accredited
practices have developed competence in many aspects of trans health care and have acquired a
substantial trans clientele. However, the experiences of service users suggest that trans healthcare
expertise was not consistently held by all staff or consistently supported by administrative systems.

These kinds of failings were also reported by TAS staff, who have been contacted by trans people
following negative experiences with an accredited practice. TAS staff follow up these reports with the
practice identified, as an opportunity to bring about improvement.

Commissioners and GPs we spoke to also expressed concerns about continuing resistance to TAS from a
minority of GP practices within the city.

... we do still have a few transphobe comments and feedback come through from our GPs who don’t
understand why we should be focusing our services or any support around specific groups, especially trans
people. [...] And it’s a constant reminder to practices around what their duty of care is that we share |[...]
get our medical director to step in ...

Commissioner

Future developments

Commissioners and TAS staff described a number of fronts for expanding TAS. These included a further
level of award for practices demonstrating consistent achievement in trans health care beyond the

gold award level. TAS and its trans-inclusive requirements were also being expanded to other kinds of
primary care, such as retail pharmacy, optometry and dentistry. TAS has been expanded to other areas
within England.

Several members of staff interviewed were involved in designing and winning funding for a new pilot
primary care-based gender service in the same city. They held that the experience of trans community
stakeholders and GPs working together to create TAS had provided the basis for further conversations
and joint shaping of the new service:

... we wouldn’t have been able to have a collaborative conversation with trans communities and GPs
if there hadn’t have been [TAS] ... What it would mean to think about trans health as a normal part of
normal everyday life. Because that’s what general practice is.

TAS staff member

A number of staff described the new service as intended to provide holistic care for trans people,
including mental health support. They emphasised the importance of understanding the intersectional
nature of needs, that people can be disabled, non-white and/or refugees as well as trans, indicating how
TAS has promoted ideas of person-centred or patient-centred care:

... the principles we're talking about are about patient-centred care. They're about not making
assumptions. [...] They're about recognising multiple marginalised communities and the barriers
people have.

TAS staff member
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Case Study 4: the Welsh Gender Service

Introduction
This case study looks at the setup and delivery of the WGS. This comprises:

e a specialist Gender Identity Clinic (GIC) based at a hospital site in Cardiff

e local gender teams (LGTs), practitioners based in each of the local health boards (LHBs) across Wales,
who provide and manage care after people have been assessed by the GIC

e Umbrella Cymru, a third-sector organisation that provides a Gender Information and Support Team.

This case study is based on semistructured interviews conducted with 8 staff and 10 service users of
the WGS.

NHS Wales is comprised of seven LHBs, each of which has its own LGT, shown in Figure 14.

Betsi Cadwaladr,
University Health Board

HywellDdalHealth{Board

Abertawe Qro Morgannwg
University Health Board"

ale'University
Health Board

FIGURE 14 Map of Welsh LHBs. Source: www.rcgp.org.uk/getmedia/8de53cd2-93b5-4d5e-88eb-5d1700aacbef/RCGP-
NHS-in-wales-oct-2017.pdf
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Pathway

The WGS is commissioned by the Welsh Health Specialised Services Committee (WHSSC). Prior to its
commissioning in 2019, access to specialist gender services was via funded access to a specified GIC
in England. Welsh patients, however, first had to be screened by local mental health services. Figure 15
summarises the differences between the new and old pathways.

Rationale and implementation

Staff explained how, historically, the earlier pathway created significant inequities to accessing
gender-affirming care for Welsh patients. Some local psychiatrists would believe they had found ‘some
psychological issues’ that they ‘needed to explore’ and would correspondingly not refer those patients
on to the English GIC. The staff member highlighted that ‘obviously’ gender dysphoria was the source of
mental distress being experienced by these patients. Others highlighted that there ‘wasn’t a great deal of
clinical use’ to the local psychiatric appointments.

A related point was that ‘our patients were not getting a Welsh service in the slightest’, highlighting that
the entire trans population of Wales was placed on to the waiting list of a single English clinic, ‘without
extra provision for that, really’. Service users needed to travel for multiple assessment meetings - a
significant burden of cost and time.

A key factor identified by staff as contributing to the rationale for the implementation of LGTs as part
of the service model was that, even when assessment was successfully accessed via the English GIC,
patients were dependent on their local GP being willing to enter a shared care arrangement. In rural
areas with very limited GP provision, should the only available practitioner(s) refuse, patients could be
left without care. Access to care was therefore a ‘postcode lottery’.

The creation of the WGS/LGT system ‘was remodelling the whole service to focus on local care’. This
was rendered possible by political support. Interviewees explained how in 2017 the devolved Welsh
government was aware of service inequalities, and recognised political as well as practical benefits
to reform:

It was at the behest of the Health Minister, Cabinet Secretary who wanted to see this work and had an
eye for it being successful in order that he could make an announcement ahead of one of the Pride events.
WGS staff member

The instigators were a small network of people from different settings, who shared a moral commitment
to establishing a new kind of service. The network included a GP who had established a working
relationship with Welsh government health policy-makers in another clinical area and had also become
concerned about the difficulties experienced by their own trans patients. This GP engaged with the
WHSSC priority of establishing a WGS and was funded to gain experience of gender assessments and
prescribing elsewhere in the UK, alongside being appointed as adviser to WHSSC on gender services.
They worked with a WHSSC project manager to design the new service.

Others involved in the design included individuals from trans communities and a third-sector
LGBTQIA+ leader with a history of working with communities to deliver innovative services. People
involved in service design and implementation expressed personal connections with trans communities
through being part of the wider LGBTQIA+ umbrella, which functioned not only to motivate but also
informed network integration:

And so, from the very beginning | have felt really connected to the community and | belong to the LGBT
community as an out lesbian. So, for me these were my siblings, there is a personal sense of connection as
well as a duty of care as a clinician.

WGS staff member
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The design of the new service was overseen by a wider group of senior health board representatives and
trans community stakeholders. Staff and community representatives consulted widely within local trans
communities, gathering views as to how services should run, while also recognising that for many:

The relationship between themselves and general practice was completely broken.
WGS staff member

The instigators accepted that the existing waiting lists would immediately place significant pressure on
the new service in Wales. Referrals were backdated in accordance with the original GP referral on the
old pathway. Support for people while they waited was identified as vital because of distress and harm
that long waits had caused, including concerns that there had been a number of suicides as a result. The
service designers considered an existing model of trans peer-support workers attached to an English
GIC, and also drew on the support for gender and sexual diversity that Umbrella Cymru had been
delivering since 2015. The group establishing the WGS successfully put a support service specification
to WHSSC and Umbrella Cymru bid successfully to deliver this.

Alongside establishing the new specialist clinic, the instigating group developed the concept of LGTs -
identified primary care practices managing care for people for an initial period of around 12 months
after assessment. About a year in advance of the formal launch of the WGS, with funding from WHSSC,
the GP leading on gender services began to run a primary care prescribing clinic a day a week, initiating
hormone therapy for trans people living within the LHB area who had been assessed by the English GIC,
but then found their local Welsh GP or endocrinologist unwilling to prescribe. This provided the model
for a LGT. The instigating GP welcomed a number of colleagues from other parts of Wales to sit in on
clinics as a means for them to develop the skills needed to run a similar service.

The setup of the WGS with LGTs was formally implemented between the planning function within each
LHB and WHSSC. Each LHB appointed a senior gender lead, responsible for funding and appointing LGT
clinicians to deliver hormone prescribing and monitoring, and speech and language therapy. The gender
lead also oversaw funding for hormone prescriptions.

Local gender team prescribers across the health boards had a range of medical backgrounds. Most
were GPs, but some were medical specialists - for example, in sexual and reproductive health. Taking
up the role did not depend on having any prior experience with trans patients, but most had prior
experience with hormone management in some clinical context. Some staff or practices came to be
involved because of educational work being done by staff working to create the WGS, which stimulated
commitment to address the health inequalities faced by trans people. Decisions on where to site LGTs
sometimes took into account the strategic benefit of specific (accessible) locations, and the level of
support that interested clinicians had from practice partners.

A further element in the initial design of the system was negotiation, between NHS Wales and the
General Practitioners Committee Wales of the BMA, of a DES for providing HRT. The DES provides GP
practices with additional payment for taking over prescribing and monitoring of hormones for people
who are endocrinologically stable after around 12 months with a LGT, thus freeing up LGT capacity.
Members of the WGS instigating network made the case to commissioners as to how important the DES
was to the functioning of the new WGS system, as well as specifying the clinical content. The funding
for the LGTs and the DES payments to GPs was ring-fenced legislatively.

The Welsh Gender Service in practice

Here we summarise the data reported as to what happens within the WGS specialist clinic, the LGTs
and the peer support. Several interviewees highlight the close collaboration between organisations,
disciplines and perspectives that shaped practices across the different areas. Umbrella Cymru staff saw
acting as a ‘critical friend’, challenging established NHS practices, as an important part of their role.
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Umbrella Cymru leads on engaging the trans community and other stakeholders with the development
of the WGS. In addition to 6-monthly stakeholder meetings involving NHS managers and clinicians
from across the service, there are monthly online meetings open to trans groups to review the service
and disseminate information. Engagement is further sustained through having a trans community
member on all staff appointment panels, including for clinical posts, and a community observer at GP
training sessions.

All staff across the specialist clinic, Umbrella Cymru, and the LGTs are invited to monthly online
professional development sessions, with inputs by external experts on different aspects of trans
experience. These are seen as reinforcing staff cohesion across the system.

Specialist clinic

The central activity associated with the WGS specialist clinic is assessment of people for gender-
affirming care. With the COVID-19 pandemic, assessment appointments were rapidly moved in
mid-2020 to videoconferencing. Blood tests needed to initiate hormone prescribing are carried out
separately at the relevant LGT, usually after the person has had their initial virtual session at the
specialist clinic. During 2020 and 2021, there has been a steady increase in clinical capacity as gender
specialists, including an endocrinologist, have been recruited. The move to virtual working has enabled
the recruitment of a number of experienced gender clinicians based in England, alongside others based
in Wales.

Since its opening in September 2019, approximately 1000 service users who had previously been
referred to the English GIC but not yet seen were transferred to the new Welsh clinic. At the time
of interviewing, the backlog, as well as new referrals, meant that there was a waiting time of around
30 months for an assessment appointment.

While working within a formal framework of diagnosing gender incongruence, clinicians saw the
assessment process as fundamentally a collaborative one:

We are affirmative practitioners and we work with patients, with their consent, and inform them around
their combined joint decision-making.
Gender clinician

They prioritised giving people access to care, while recognising that it was vital to ensure the person
was fully aware of what treatment would involve, including medical risks, and that they had mental
capacity to consent. Clinicians reported that it was extremely rare for them to have concerns about
a person’s capacity to consent. They did not follow the practice of exploring a person’s trauma
history as part of assessment, in contrast to the experiences reported in Chapter 3 by many people
assessed in other GICs. The problems associated with this practice, including lack of evidence for

it, were discussed in the section of Chapter 3 covering experiences of trans people with mental
health conditions.

The WGS pathway requires an opinion from only one gender clinician for a diagnosis to be confirmed.
The specialist clinic also operates on the basis that many people can be diagnosed and passed on

to their LGT for initiation of hormone therapy after a single assessment appointment. Roughly half

of those seen are asked to attend a follow-up appointment, usually a few months later, to complete
assessment for hormone therapy. A common reason for the second appointment was that the person
concerned needed some more time to explore their treatment goals. Staff, including those providing
support independent of the assessing clinicians, indicated that both they and the people being assessed
generally understood why a second appointment was beneficial, although clinicians had ultimate
authority over whether a second appointment was needed. In Chapter 5, we discuss the ethical issues
that may be raised by decisions to prolong assessments.
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One clinician described their approach to assessment as follows:

With me that’s an interview that’s approximately an hour long [...] Firstly, | am making a diagnosis that
feels a little bit tokenistic, or perhaps ritualistic these days, but | have to go through a diagnostic process
and make an actual ICD-11 diagnosis based on their criteria. [...] The second thing | have to do is to
gauge capacity of the individual to be making adult treatment decisions in sound mind. And the third
thing is treatment delivery, so | have to inform and put together a treatment plan in the way that’s least
traumatising to my actual patient, and also, | suppose holding the hand of other medical professionals
involved, especially the GP.

WGS staff member

The choice of language - ‘least traumatising’ - suggests that, despite the intentions of clinicians and

the improvements the service has made relative to the former pathway, the requirement for formal
psychiatric diagnosis prior to access to gender-affirming interventions, and the requirements for medical
evidence as part of a gender recognition process, can potentially be traumatising in and of itself.

Staff may also discuss clinical cases within a weekly MDT meeting, but this was relatively infrequent:
‘Usually | don't need to, actually!

Subsequent to appointments, WGS clinical staff use letters to communicate a care plan with relevant
services, above all the LGT and the patient’s GP, but perhaps also fertility preservation and speech and
language therapy.

Clinicians were critically aware that the diagnostic criteria for gender incongruence in ICD-11 amounted
to making a general judgement that someone was trans - there are no specific or objective indicators.
They tended to see the practice of diagnosis rather as a means to access care:

If you're asking me ‘do | put a diagnosis of gender incongruence on my letters’, then, yes, | do. Some people
want to have that. Why do | put it on? | could see it just as a coding thing as you’ve got a diagnostic code
and that means you get treatment. If you're asking me on a personal level, ‘do | think making a diagnosis
is what I do and is this something that | spend an hour making a diagnosis, then absolutely not. | see it as
potentially a tool. | think surgeons like to see it on their letters, for example, that they’ve had a diagnosis.
So, I'm pragmatic about it. | will use it but, if you read what is the criteria of a diagnosis of gender
incongruence, you could answer that in two seconds, couldn’t you?

WGS staff member

Welsh Gender Service staff with psychiatric backgrounds did not view this as essential, clarifying that
colleagues with clinical psychology or general practice backgrounds conducted assessments in the same way.

Welsh Gender Service gender clinicians can also approve people for top surgery and provide a first
signature for lower surgery. The option of surgery is usually raised at the first clinical appointment. From
late 2020, the WGS commissioned a clinician in a nearby part of England to provide the required second
assessment for surgery.

Local gender teams

A key function of the LGT within each LHB was the delivery of gender-affirming care under the
treatment plans resulting from assessments. Care typically included hormone prescriptions but could
also include speech and language therapy and fertility preservation. While LGTs were established to
initiate and stabilise hormone therapy for people assessed through the WGS, three of the people we
spoke to who were being prescribed by a LGT had in fact been assessed by a private gender service.
A further person had been assessed by the English GIC previously responsible for assessments, and
another by a different English GIC, prior to moving to Wales. LGTs appeared to be willing to prescribe
regardless of where assessments had been done.
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Each LGT typically included one or two identified prescribers, usually GPs, each commissioned to deliver
typically one or two half-day clinic sessions per week specifically for the WGS. Some LGT clinicians
indicated, however, that they saw WGS patients during the course of their general sessions. This was
either because the specific clinic sessions had not yet been organised or because of general disruption
to primary care clinics due to COVID-19.

Local gender team prescribers were equipped for their role by a combination of sitting in on other WGS
clinics and using comprehensive guidelines on hormone therapy produced by clinicians at the specialist
service. They expressed confidence in their ability to manage hormone prescribing, pointing out that
much hormone management was routine in comparison to other clinical areas. This was borne out by
the experiences of users. One said of their LGT:

There’s a GP who works from a different surgery to my own, but still local, so | go there and see them every
now and then, every few months. Yes, really good. They're obviously well trained in what they do and are
really comfortable with working with trans people or with me, at least.

Service user

Local gender teams also took responsibility for ‘harm reduction’ hormone prescribing for people who had
presented at GP surgeries as self-medicating with hormones, while waiting to be referred to the WGS.
The GP would then consult the WGS specialists as to the medical viability of a hormone prescription,
which would then be managed through the health board’s LGT. One of the service users we interviewed
had approached their GP for support after beginning to self-medicate and was then rapidly supported
with a prescribing arrangement through their LGT.

Local gender teams have a remit for providing advice on trans health care to GP practices across

their health board. One of our service-user interviewees described a kind of shared care arrangement
between their own GP practice and a GP from the LGT. This may have been partially the result of
pandemic restrictions during 2020. Their hormones were prescribed by the LGT, but all blood tests

and face-to-face consultations were with their GP, who was ‘good friends’ with the LGT clinician based
some miles away. The service user could, with some difficulty, arrange to speak on the phone to the LGT
clinician, but otherwise relied on GP-to-GP collaboration. Over a year they had never met the LGT GP.
They had heard from a friend that a LGT clinician in another health board was more readily available via
instant messaging:

The person | believe is on Messenger and will answer questions as in yes | will phone you, that sort of
thing, on Messenger.
Service user

Another user noted that there was ‘really good’ communication between their prescribing GP and the
WGS, in contrast to difficulties in GP communications with a GIC they had previously experienced while
living in England.

Local gender teams have regular fortnightly videoconferences with clinicians from the WGS specialist
clinic. These calls are an opportunity to discuss the management of any more complex cases - for
example, where blood results show problematic hormone levels or other kinds of abnormalities.

Support service

At the time of interviewing, Umbrella Cymru was funded to provide a full-time service manager - a
social worker by background - and a full-time equivalent peer-support post. The latter had been split
between three part-time people, all of them trans. Part of the work of the service manager comprised
advocacy for individuals who contacted the support service directly, wanting help getting their GP to
refer them to the WGS or else with getting a bridging prescription, particularly in cases when the GP
did not appear to know how the new pathway worked. One of the service users we interviewed was
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helped by the support service to obtain a bridging prescription through the WGS after their relationship
with a private gender service broke down. In another case, the support service negotiated a shared care
arrangement for hormone management through a LGT when someone with a diagnosis from a private
gender service found their own GP practice unwilling to enter into a shared care arrangement.

Another substantial element was dealing with waiting list issues, above all making sure that people with
referrals had been transferred from the English GIC waiting list, and also making sure that their referral
date was correct, particularly if a GP had delayed in actually making the referral. There were, in some
cases, considerable difficulties in getting GPs to provide evidence of having made a referral, when one
had not apparently been received by the WGS. However, staff highlighted the benefits of administrative
tenacity in the backdating of referrals made via the former pathway:

... S0, somebody recently said to me the road to [name of English GIC] was so - what did they say? The
road to [name of English GIC] was so cold and lonely, thank you for scooping me up.
WGS staff member

In terms of physical space, Umbrella Cymru has a base office as well as an office within the WGS that
allows for the service manager to attend the weekly MDT meetings. Having in-person working practices
in the same place prior to remote working (during the COVID-19 pandemic in 2020) was experienced as
significantly beneficial in developing working relationships among staff from different backgrounds:

... any third-sector organisation being attached to an NHS organisation can have its bumps in the road. So

having that physical space was really useful at that time to make sure that it was a seamless integration

[...] it worked really well to have all staff popping in and out of the clinic as and when on different days ...
WGS staff member

Staff reported that, of the approximately 1000 patients whose referrals had been received by WGS

(as of late 2020), around 70% had expressed interest in accessing support, with around 300 of those
contacted. The purpose of an initial support assessment by the service manager was to understand a
person’s overall history, their family and/or home life, their wider social supports, any financial issues
they were facing, or any issues with drugs or alcohol. This would then lead to the person either receiving
one-on-one peer support, or else ‘enhanced support’ from the service manager or a trainee social worker
also attached to the service.

Peer support was provided through telephone sessions, usually four sessions over as many months.
Peer-support workers were also available to interact on instant messaging. Support was in principle
available not only to people waiting for WGS assessment, but also to people who needed support to
approach their GP to get themselves referred, or those who wanted peer support after being seen by a
GIC. It could involve:

emotional support, practical support, advocacy with other services... or providing support with building a
trans person’s confidence in their identity or in their gender presentation.
WGS staff member

It could also involve liaison with the specialist clinic, through application of trans-specific sensitivity and
cultural competency, as well as competency in accessing NHS systems and records.

... calling up and saying either, is this person on the waiting list? Where are they on the waiting list? When
can they expect their next appointment? ... Or they’ve got an appointment coming up but they can’t
remember what date and what time, who it’s with, what it’s about, etc. [...] It's checking things on behalf
of a client ... maybe they’re not confident to call up or they don’t have the time to call up or maybe they
have voice dysphoria ...

WGS staff member
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One service user was deeply appreciative of the support service for working with the specialist
clinic to track down a letter from a private gender clinic to their previous GP, which confirmed
their diagnosis.

Enhanced support addressed in more depth challenges some trans people might be facing and worked
on how they might be addressed. The service manager and the social work trainees attached to the
service drew on social work techniques to deliver this, identifying ‘personal outcomes’. The manager
ensured that trainees attached to the service were working from within a commitment to trans rights.
Examples of the focus for enhanced support given by staff members included ‘building confidence with
gender expression’ as part of social transition, coming out to a partner or other family members, or
simply supporting people experiencing ‘low mood and then dysphoria’ after finding a generalist NHS
mental health clinician unwilling to engage with issues of gender identity. Enhanced support usually
involved 8-12 telephone sessions.

Umbrella Cymru staff also saw their support work as helping prepare people for their assessment session
at the specialist clinic. This might involve reassuring them that certain things they feared would not

be problematic - for example, that clinicians would not expect them to ‘prove they are trans, present
themselves as a man or a woman if they were non-binary, or avoid disclosing mental health struggles.

It might also involve explaining that clinicians were likely to raise topics such as progress with coming
out in different contexts and fertility preservation options. Peer-support workers reported that they
generally encouraged service users to think about aspects of their transition in addition to the medical
ones if they were not already doing so.

Benefits experienced

Welsh Gender Service staff saw the simpler assessment process, usually based on a single opinion, as an
important achievement in terms of service-user experience and allowing more rapid progress through
the inherited waiting list. One view was that most people who have been waiting for 2-3 years have
already sufficiently demonstrated their determination to medically transition. Another was:

I think it’s well-received. | think people obviously understand having to see one clinician, they don’t
understand having to see two, for two opinions. So yes, | think it's made it more streamlined, and it’s also
made it more palatable.

WGS staff member

Service users also had positive experiences of the integrated service provision:

... my three years with the [WGS] and with the local gender teams has just been so relaxed. It basically
comes down to what do you want from your transition? What effects do you want, what is bothering you?
[...] And then sorting out a way to do it, it has just been so easy and so laid back in the best way... they
know what they’re doing, and you feel very safe in their hands.

Service user

I think honestly the local gender teams service needs to just be adopted everywhere because it’s so much
more efficient in every way. Because you get to know the local gender team which are local to you, it’s less
pressure on the gender clinic itself. It encourages more GPs to know more about hormones so then maybe
even further down the line, if someone only wants hormones and not surgery they could just be with their
GP and not go to the Gender Service.

Service user

Gender clinicians experienced the fact that initiation and management of hormone prescribing was
taken over by LGTs as a welcome release of their time from the kind of follow-up appointments that
occur in other GICs. Some, who had worked or continued to work part-time in other GICs, contrasted
the integrated way that LGTs took responsibility for blood testing and hormone management with the
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difficulties involved in typical GIC shared care arrangements. A great deal of time and effort in the latter
typically went into getting hold of blood results from dispersed GP practices.

Within LGTs, prescribers welcomed their integrated responsibility for carrying out blood tests,
monitoring and optimising hormone therapy, as well as taking overall charge of the relationship with the
patient, including consent forms, and making sure that all contact details were up to date and included
the correct name and title. Some emphasised the benefits of integrating hormone therapy with other
aspects of primary care:

This is everyday life, this is everyday patients ... one of my patients, not my gender clinic, came to an
appointment with myself | believe for a bad toe or something like that, but it was on the day that my
gender clinic was running. And then a week later she rung and said that she had feelings that, she was
trans, she was a trans lady, and the following week, the first time ever, she had dressed more feminine and
came to surgery to talk about her gender ... There’s an element of the more you single out and create a
specific route, we're reinforcing prejudices without realising it. There’s no reason why someone should be
going to a hospital for this treatment. That’s not right.

LGT prescriber

The benefits of this integration were reflected in the experiences of some of the service users. One
described their relationship with their LGT doctor, who was also their long-term GP:

... she’s brilliant. So, | see obviously her every nine weeks for my testosterone injection. So generally we
catch up then and if there’s been anything | bring it to her then.
Service user

Another spoke about how their LGT clinician was able to integrate hormone prescribing with the
treatment of a chronic condition, within a collaborative way of working:

The doctor that | see for trans healthcare stuff, it's phenomenal and she’s actually the one that has been
helping me to get stuff seen for [chronic condition] and also, | go in about one thing, she asks about my
history and sorts me out for 10 things | didn’t even know | was able to get help with, I love her ... she
showed me the results. Like she doesn’t just sit as this omniscient doctor, so she showed me what was
going on, talked me through everything.

Service user

The use of telemedicine and digital messaging by clinicians, particularly within the specialist clinic,
has improved the accessibility of services, regarded favourably in terms of both provision and
information access:

And some of them | spoke to on Facebook, which is very cool ... a lot of them are on Facebook and in the
group on Facebook, so if | have a problem | can just post, and within a few hours, [doctor 1] and [doctor 5]
are replying on the post, which is hugely helpful ... if you just have a quick two-minute question, you can
go directly to [doctor 5] and ask her. She was having an MDT meeting about me about my bottom surgery
and she was asking me questions over Facebook about it. And she told me then and there what happened
in the meeting where she was - it was a very weird experience.

Service user

Both service users and the range of WGS staff placed high value on the social and emotional support
offered by the support service - several staff emphasised that this support was not simply needed

because of the length of waiting times. A service user described the ethos of the support service:

... They didn’t seem to be trans people, but they just didn’t put a foot wrong. They were so open and
empathetic and would never accidentally misgender anyone. They're just really, really great, but they're all
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quite Mumsie in a way, so you feel like they really care about you, which is really nice. | haven't really had
that experience in any medical setting before.
Service user

Challenges experienced

A number of system-level challenges were raised by both service users and clinicians. There were
widespread concerns at the level of resourcing of the system as whole, given the size of the waiting list,
even though the situation for all other GICs was recognised as being considerably worse. While service
users were appreciative of the work done with them by the support service, some spoke of long delays
in getting a response:

I still don’t know how they exist ... Anyway, they were really brilliant and really, really nice to me, but their
response times, it took an incredibly long time for me to get to speak to someone.
Service user

Some service users experienced their GPs as lacking understanding about current referral pathways -
one was told by their GP practice that there were no gender identity referrals possible during the
pandemic. On the other hand, some staff argued that there was a vanguard of younger GPs, often
women, who were leading engagement with HRT for trans people. Once they demonstrated how
straightforward hormone therapy management was for most patients, others in their practices

would follow.

Some staff raised concerns that, even within the gender-affirming values of the WGS, there could be
unwarranted additional assessment for some groups, because of clinicians ‘maybe sometimes still
having a slightly narrower view of transness than they should, or they could, to support those people’.
The danger was that certain groups of people might be seen as ‘unsure’ when, in their own minds, this
was not the case. This was seen as a concern particularly for autistic people and also to an extent for
non-binary people. As already mentioned, in Chapter 5, we discuss more generally the need for further
consideration of how to avoid a two-tier system of assessment, with additional barriers or delays in
obtaining care arising for some groups, such as autistic people, people with mental health conditions
and those with learning difficulties. Such groups carry stigma and clinicians may be less experienced
and skilled in understanding and working with them. We also discuss how similar dynamics may affect
TBPoC, as well as non-binary people.

Several service users and clinicians were very concerned that there is no funding for hair removal under
the WGS, seeing this as an integral part of providing psychological well-being for transfeminine people,
as well as essential in preparation for any lower surgery, and an unreasonable financial burden to place

on service users.

... we don't get the advantages of English patients ... We don’t get electrolysis.
Service user

While the WGS has taken steps to streamline the process for surgical referrals, several service users
pointed out the impact of being dependent on providers elsewhere in the UK, the lack of capacity and
waiting times involved, and the need to travel a considerable distance and usually recover away from
home. Some were also concerned that the relatively new NHS hub system for surgical referrals was
opaque in the way it worked and difficult to get information on progress from. Many of our interviewees
had decided to raise money to pay for private surgery in the UK or in Poland.

A number of service users and staff also drew attention to the perceived inequities of waiting times for
people still on the old pathway, working through a set of appointments with the English GIC, compared
to those on the new Welsh pathway. Some had been denied requests to transfer, even when they

required a sign-off for surgery rather than an initial assessment, and it was not clear what arrangements
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were in place for someone who had been through most of the pathway on the old system. There
appeared to be unresolved issues of continuity of care for people who had first accessed transition-
related care under the old pathway.

There were also some operational issues. Prescribing clinicians within LGTs reported having to take on
the somewhat improvised creation of patient record systems for their WGS work, because there were
no existing systems that linked effectively between the assessment clinic, the LGTs and GP practices
that they might subsequently discharge people to under the DES. One LGT, for example, registers its
service users as ‘temporary residents’ at the GP practice hosting the LGT, and then uses the practice’s
electronic patient record system. This is, however, not accessible by the assessment clinic, which
communicates patient details and treatment plans via e-mail. Any further communication about a
particular case between the LGT and the specialist clinic tends also to be via e-mail. Consequently, the
LGT prescribers have created a parallel paper file for each WGS service user, containing print-outs of
e-mail exchanges with the specialist service and also with the service user themself. At the point of
discharge to the person’s GP, a LGT clinician needs to craft a further letter, summarising the care plan,
again sent by e-mail. As one LGT GP pointed out, there is no online NHS system for one GP practice to
refer a patient to another GP.

At the time of interviewing, LGT clinicians indicated that they were either near their planned capacity

or else would be at it within a few months. At that point, unless sufficient service users had been
discharged on to other GPs under the DES, bottlenecks would appear at the LGTs. One LGT prescriber
reported that they had just reached capacity and so were now starting a waiting list of people passed to
them by the specialist service. The as yet handful of service users who could readily be passed on by the
LGT included those who had previously been diagnosed and prescribed hormones by a private gender
service, and so were already stable:

There was nothing to titrate [...] There was nothing really to do for them. But at the minute I'm sort of a
babysitter for want of a better term ... it’s just how to get that next step up and running.
LGT prescriber

The DES was widely welcomed by clinicians as a mechanism for overcoming GP resistance to taking on
seemingly unfamiliar work. However, interviewees indicated that progress has been slow in persuading
practices throughout Wales to engage. A figure for one LHB was that just over 10% of practices, or 15 in
total, had signed up.

Possible reasons for reluctance to engage with supporting trans patients on hormone therapy
included the general pressure on GP workloads, given the tendency for many secondary clinical areas
to identify aspects of care that can be managed in primary care. However, a more specific reason was
also offered. Many GPs in Wales have been wary of engaging with HRT with cis women following
concerns with risks of cancer and thromboembolism with earlier generations of treatments in the
1990s. Particularly in the context of the pressures on primary care during the pandemic, it has been
difficult to engage GPs with more recent education about the comparative safety and simplicity of
hormone therapy for trans people:

| think that’s the deep-seated, you know, the bad way that HRT was publicised in the 90s. | truly think
that’s the actual block is people think hormones cause cancer ... if we could get a room full of people |
think you would get that out of them.

LGT prescriber

A further operational challenge stems from the fact that data protection rules have so far prevented a

service-user data-sharing agreement being put in place between Umbrella Cymru and WGS. WGS has to
send people information about the support service with a consent form for Umbrella Cymru to be able
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to contact them. While this was cumbersome but relatively straightforward for new referrals, it could be
problematic to send out a letter from the gender service, using an appropriate current name and title,
to people referred prior to the new service opening in 2019. For example, there was a danger that the
person concerned had changed their name since the referral and that the name on the letter might ‘out’
them to the people they were living with.

Future developments

Of the service users interviewed, only one had experienced assessment within the WGS clinic - the
others had been taken on by a LGT or were receiving HRT at their own GP practice after assessment
elsewhere. Several users had strong views that the diagnostic approach in other GICs and private gender
services was unnecessary.

Clinicians offered suggestions for the future development of the specialist clinic. This included the idea
of a gender nurse specialist taking over many first appointments, for ‘review and endorsement’, with
support from the endocrinologist. There was also a view that trans representation within the staff group
should be increased, in combination with more consistent trans community representation at internal
meetings as well as continuing the regular stakeholder meetings.

At the time of interviewing, some LGTs were planning an arrangement to have common hormone
medications available onsite, to avoid the delays involved in first issuing a prescription that the service
user needs to take to a pharmacy, and then in some cases make a further appointment for an injection.
A further development under consideration in the way of working is that the current widespread use

of telephone consultations within LGTs, backed up by e-mail exchanges, will be expanded further, to
become the norm, with blood pressure and weight monitoring carried out at the service user’s local GP.
This has benefits in terms of reducing travel time and increasing accessibility for service users. Some also
anticipated LGTs introducing video consultations.

Several interviewees emphasised the importance of increasing the take-up of the DES among GP
surgeries throughout all LHBs. A key mechanism for this would be widespread education on trans health
care for practices, emphasising the simplicity of the new referral process to the specialist gender clinic,
the straightforward nature of much HRT management, the guidance available and the ease of accessing
support from LGTs. One model being considered by one health board was that practices could be put in
small clusters, of perhaps seven. A lead practice for each cluster could then take responsibility for HRT
patients under the DES, if not all practices signed up. GP education should also cover general health
care and topics such as asking about contraception needs in an open way without making assumptions
about patients’ relationships or sexuality. Clinicians should also be trained as to how to avoid referring to
body parts in a gendered way.

At the time of interviewing, there were plans for making a business case for expanding the capacity for
peer support. A related plan concerned facilitating the formation of local mutual support groups for
people waiting for one-to-one support while on the WGS waiting list. We have already referred to the
likelihood of the need to consider expansion of the capacity of LGTs.

Some LGT clinicians indicated they had been encouraged to train further in trans health care through

a Royal College of Physicians postgraduate diploma. They anticipated that this would increase their
expertise and standing, particularly with respect to being able to provide signatures for surgery. Some
anticipated that this expanding pool of expertise could provide the basis for establishing a North Wales
specialist clinic, thus improving accessibility. Related to this were ideas of increasing the visibility of
gender services and care options on health board websites throughout Wales, rather than leaving this
awareness-raising to local trans community networks and third-sector organisations. Leaflets or website
downloads should be available much more widely across primary care and other NHS services. A video
could be used to explain to people what to expect at their assessment appointment.

Copyright © 2024 Holti et al. This work was produced by Holti et al. under the terms of a commissioning contract issued by the Secretary of State for Health and
Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https:/creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.

199



200

APPENDIX 8

Case Study 5: trans healthcare experiences in Northern Ireland

Introduction: ‘a case study of nothing’

This case study looks at existing services available for the assessment and provision of care related to
gender incongruence for adults in Northern Ireland. Since there is currently very limited access to a
specialist gender service within Northern Ireland, the case focuses on support provided by third-sector
organisations to trans (including non-binary) people, and service-user experiences of waiting for care or
healthcare access by other means such as use of private services, or self-medication [do it yourself (DIY)].

Contextualising existing services

Healthcare services in Northern Ireland are free at the point of delivery and provided by HSC, analogous
to NHS England. The HSC Board (HSCB) commissions services, with Northern Ireland divided into five
HSC Trusts which deliver them (Figure 16).

The specialist gender clinic

A specialist gender clinic in Northern Ireland has seen patients 18 and older for assessment and
provision of care related to gender incongruence. This is based within Belfast HSC Trust. The clinic is not
a GIC in the same sense as GICs in England; it primarily functions as a psychosexual service. Historically,
it was not formally commissioned to provide GISs, though did offer appointments for assessment and
care related to gender dysphoria.

While there is a lack of information available, the specialist clinic did not see any new patients between
January 2018 and June 2020. New patients are now being seen from existing referrals, but new referrals
are still not being accepted due to the extensive backlog. In January 2021, a FOI request established
that the clinic waiting list was comprised of 493 patients. Funding dropped from £224,181 in 2015-6 to
£147,700 in 2019-20.

(HSC Trust areas
[ Belfast

I Northern
[] South Eastern
[] Southern

[ Western
(.

FIGURE 16 Map of Northern Irish HSC Trust areas. Based on information from: http:/online.hscni.net/hospitals/health-
and-social-care-trusts/
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As of October 2020, the clinic had an available staffing of a 0.4 WTE (whole time equivalent) consultant
psychiatrist, and a 0.4 WTE therapist. To address the patient backlog, a new clinician was recruited

from elsewhere in the UK, who travels to Northern Ireland once per month to provide a clinic. A letter
from the Northern Irish Health Minister specified that this additional staff resource was ‘to support the
ongoing management of people who have started their gender journey’ under the Northern Irish gender
service for people under 18.

Previously, the adult specialist clinic accepted referrals from GPs, NHS consultants, mental health
practitioners, or specialist nurses. Self-referral, or referral from third-sector organisations, is not possible
in Northern Ireland.

Service review

In 2019, the HSCB was tasked by the Department of Health with reviewing GISs in Northern Ireland. A
review group was established with ‘listening events’ taking place in November and December 2019. The
group’s activities were paused during the COVID-19 pandemic but resumed mid-2020. As of November
2021, the HSCB website had not been updated, and indicated the review was originally intended to be
completed by Spring 2021. Our understanding is the report was completed and submitted for review by
the NI Department for Health during 2022.

Third-sector organisational support
Third-sector organisations are not involved in the delivery of commissioned healthcare services but
attempt to manage the high demand for support trans people need due to the context outlined above.

In late 2018, some trans people who had been working with a family support organisation set up

a separate trans-led campaigning and human rights organisation to improve health care. This is
funded via revenue raised by providing trans-awareness training to GP practices, medical students,
other healthcare staff, and through donations. Volunteers also contribute their time to support and
advocate for trans people. During 2019, both organisations consulted with over 100 trans people,
gathering views of current services and what should be in place, as well as reviewing service models
internationally. This led to a position paper on ‘what we want to see from gender-affirming healthcare
in the region’. They also pushed for progress with the review of the specialist clinic, securing

limited trans representation on this, as well as on a government-led co-design group developing a
LGBTQI+ strategy for Northern Ireland.

Alongside its policy and training work, the trans-led organisation provides healthcare support and
advocacy for individuals. Other third-sector LGBTQI+ organisations also provide counselling and
advocacy for trans individuals engaging with health care.

In this case study, six support organisation workers (some of whom were also trans and had accessed
services) and four trans people who had accessed, were waiting to access, or wished to access gender-
affirming medical interventions were interviewed. Interviewees were aged between 21 and 41, and
included one trans woman, five trans men, one non-binary and one agender person, and one person
who gave their gender as trans.

Several interviewees referred to a ‘trans healthcare crisis’ in Northern Ireland. They referred to the
effective closure of the specialist clinic and the size of its official waiting list, as well as the number of
people who have since been unable to gain a referral or simply not seen the point in trying to get one.

Views of the cultural context of trans identities in Northern Ireland

One third-sector participant called Northern Ireland an ‘ethno-nationalist state’ where society is heavily
divided into two groups with antagonistic views of national identity. The history of the Troubles has led
to emphasis on:

Copyright © 2024 Holti et al. This work was produced by Holti et al. under the terms of a commissioning contract issued by the Secretary of State for Health and
Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution,
reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https:/creativecommons.org/licenses/by/4.0/. For attribution the
title, original author(s), the publication source - NIHR Journals Library, and the DOI of the publication must be cited.

201



202

APPENDIX 8

... traditionally masculine behaviours, ideologies, roles ... the gender roles have hardened and almost
crystalised in these very, very strict almost again soldier roles. You have a purpose in society and that’s
really obvious in gender roles.

Third-sector worker

This has implications for the making of transition experiences ‘extremely difficult, even compared to
those in other parts of the UK. Interviewees further pointed out that many within the population remain
‘traumatised by civil war’. Mental health services are severely overstretched as a consequence.

Experiences of the gender identity clinic

Several of our interviewees had found their GP receptive to referring them to the GIC, when it was still
taking referrals. Two participants, however, experienced considerable difficulties. When one person went
to their GP practice saying they wanted to transition, a GP first of all directed them to an out-of-date list
of trans community groups. When this person made an appointment with a different GP in the practice,
this GP referred them directly to an endocrinologist. After 2 months waiting for the appointment, the
endocrinologist told them that he could not treat them but would have to refer them to the GIC. At that
point, the GIC waiting time was 6 months, but this still felt like ‘being left in limbo’. Another (non-binary)
person experienced their GP as dissuading them from a referral to the GIC apparently because this GP saw
the GIC as only for people who wanted to go through a binary transition.

Of our interviewees, only three had direct experience of assessment and treatment through the

GIC - the others had either decided against being referred or were still waiting to be seen, in one

case still waiting for a first appointment after 6 years. One person on the waiting list was invited to an
information session with a group of others, to hear about the process ahead. They reported that some
of the named information sheets given out deadnamed participants. GIC staff were apologetic, citing a
systems error, but this still created an impression of lack of caring and was seen as reducing service-user
trust in the cultural competence of the service.

Of the three interviewees who had been seen by the GIC, one found the overall experience acceptable.
Another described the initial appointment with two clinicians feeling like ‘interrogation to see if | was
trans’, and experienced questioning concerning their sexuality as ‘weird and not really related:

... it was kind of to see like, oh, do you have sex as a man or as a woman? | wasn't really very clear on what
the motive of that was.
Service user

This led to over a year of monthly meetings with a GIC ‘therapist person’, where future treatments

were discussed repeatedly, as was the timetable for this service user to come out socially as their
gender. They felt that the GIC was waiting for them to transition socially before prescribing hormones,
whereas they themselves felt that hormones would make their social transition much easier. After ‘a
year of battling’ they were referred back to the same endocrinologist they had seen previously and were
prescribed hormones. They told the GIC they were unsure about whether they wanted lower surgery
and were told they could ‘come back’ when they were ready to talk further.

A third interviewee reflected that the GIC process had felt adversarial and unsupportive:

The service right now is designed so that a cisgender person doesn’t accidentally transition ... It's not made
for trans people or to support trans people [...] And | think overall it’s so infantilising ... And | really take
issue with having to convince a cisgender person that I'm trans when their understanding of what trans
is really hasn't progressed past the 90s. | just feel like their psychiatric assessment is there to trip you up
rather than actually encourage you into what you think and what you feel. It’s not a safe space. It’s not
therapy by any mention.

Service user
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A number of third-sector workers interviewed reported that people who had been through the GIC
assessment had told them of experiences of pressure to conform to binary stereotypes. Their gender
identity became ‘unexplored and solidified’.

People still have the GIC suit, the GIC dress that they wear to their appointments.
Third-sector worker

Third-sector interviewees also recounted reports from trans people of a stringent policy regarding
mental health within the GIC. People who disclosed any mental health condition were likely to have their
assessment suspended, apparently without recognition that living in a transphobic culture as a trans
person, whether openly or not, is damaging to mental health.

They make mental health care and hormone care inaccessible at the same time [...] There are still
people who are still patients who were seen way before, who are scared to talk about their mental
ill health. Because they’re worried about their hormone treatment is going to be taken away
from them ...
Third-sector worker

There was a variety of experiences of care following assessment at the GIC. Some reported that the
system for regular prescribing of hormones through their GP, with periodic blood tests and reviews

by the endocrinologist, had worked well. Others had less consistent experiences. Participants stated
that their endocrinology reviews had become up to 2 years apart, apparently because of the demand

for the endocrinologist, and questioned whether there were any succession plans for the single
endocrinologist who supports the GIC. There appeared to be ‘no formal strategy, care package, intention
for looking after trans people long term’. One person was left reflecting on the degree to which they had
persistently to advocate for their own care as a trans person.

And it is truly exhausting to try and advocate for yourself, and also to have so many doors closed in
your face.
Service user

Experiences of private gender services and self-medication

In response to long or indefinite GIC waiting times, or a perceived lack of a possibility of referral, both
the third-sector workers and service users interviewed indicated widespread use of private services for
accessing assessment, hormones, hair removal, voice coaching and gender-related surgery.

The cheapest private provider commonly used charged £30-£40 per month for hormone prescribing, in
addition to the costs of initial assessment. Some people were able to fund this, but those with insecure
or no employment found this ‘a huge burden’. Many resorted to crowd funding.

General practitioners were widely cited as refusing to enter into shared care arrangements with private
gender services, for prescribing hormones or carrying out blood tests for monitoring. There were a

few exceptions reported. Three participants had found their GPs were willing to work with a private
service to monitor and prescribe hormones, as well as administer injections when needed. One person,
however, chose to continue paying their private provider to monitor and prescribe on the basis of blood
tests carried out at the GP surgery, ‘because they're just a lot more reliable’.

Several interviewees referred to an emerging pattern where trans men with sufficient funds obtained

a referral from a private gender service and then paid for private top surgery in Poland. We were told
that there were no surgeons performing top surgery in Northern Ireland at the time of interviewing, and
that, in any case, the only way to access this through the NHS would have been through the blocked
GIC route.
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Several interviewees described their experiences of private gender services as accepting of their own
views on being trans and taking a pragmatic approach to finding out what they needed. One service user
likened this to:

[an] informed consent approach ... Trusting the patient | think was the biggest thing for me. The fact that
they trusted what | said. And trusted that this is what | needed, rather than being interrogated for it all.
Service user

Another felt that private clinicians made it clear that intrusive questions needed to be asked to cover
diagnostic guidelines, and that this contextualisation of the questioning had reduced the distress of
answering. Private gender services were also experienced as prompt and reliable in correspondence.

Other interviewees recounted how they had decided to self-medicate with hormones, or relayed the
experiences of others. The reasons in all cases were lack of access to the GIC and not being able to
afford a private gender service. The remaining option for affirming their gender was buying hormones
from internet pharmacies, or else receiving them through friends or networks who had found ways of
accessing or sharing supplies.

General practitioners were widely experienced as refusing to provide blood tests or monitoring in such
cases, or to prescribe as a harm-reduction measure, usually giving as a reason that they could not ‘take
on liability’ for a person’s health if they were self-medicating. The choice to self-medicate meant bearing
the associated health risks oneself. One person was told by a GP who they felt was ‘on side’ that the
practice policy would only allow a one-off blood test. This person then felt in a state of constant anxiety
about their health. However:

... it was very much | balanced the risk and the reward and on the whole, it has been a positive thing
for me.
Service user

While wanting professional monitoring of hormone treatment, this person was also wary of giving up
control of their dose to a cis doctor. They feared that a doctor would rigidly follow hormone ranges
specified as normal for male and female bodies, rather than a trans person’s perceptions of what felt
right to their own sense of their body and their gender.

Others expressed anger with GP refusals to prescribe as a harm-reduction measure, aware there is
provision for this in medical guidelines:

... there are times when you need to stick your neck out for your patients. If there is harm coming to your
patients, you need to implement supports for them, and inaction is harm.
Third-sector worker

Experiences of general health care within general practitioner practices

One interviewee reported positive experiences of staying with a small-town GP practice they had
grown up with, where the GP was willing to engage positively when they came out as trans. Arguably
the distance from an urban centre and a wider choice of GP practice made this the most viable option.
This person had worked with the staff to improve their understanding of trans health care, and the use
of appropriate pronouns. They felt that their continuing good relationship with their GP also meant that
they continued to use health services in general with confidence.

Many more of the experiences of primary care were negative, however. We heard further accounts

of trans people being treated dismissively by practice staff. There were examples of name changes
and requests to change pronouns not being followed through on medical records and one example of
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reception staff apparently deliberately and repeatedly misgendering someone who felt that they had a
good relationship with the GP themself. This person felt compelled to move to a different practice.

A number of interviewees reported accounts from other trans people that GPs had attempted to refer
them to the GIC for health issues that were not connected with a medical transition, simply because
they felt something like a skin condition might be hormone-related. A related development was that,
with the GIC not functioning, some GPs had taken to referring people to third-sector LGBTQI+ or
trans organisations, sometimes with physical health problems, sometimes because people wanted to
transition and there was nowhere else to refer them. Third-sector staff felt placed in an impossible
position by such referrals - they were unable to provide the help being sought.

Several interviewees reported that they lacked trust in GPs and other medical professionals, because of
their health concerns as trans people not being taken seriously. In particular, there were concerns that
most GPs did not know about the health conditions that trans people with different histories might be at
risk of:

... What are things you can watch out for as a trans person? What are they more at risk for? Because the
onus is very much on the trans person to know that ... Because they absolutely know less than | know.
Service user

Several people reported there were a small number of trans-affirming and trans-inclusive practices in
Belfast. However, even with these, third-sector workers reported that trans people had experienced
huge variability between different practice staff - for example, in how much attention they paid to which
health screenings are relevant to trans people with different anatomies. This added to the stress of
navigating health care as a trans person and also in effect created disparities in the health care available
to different trans individuals depending on which staff they saw.

Experiences of third-sector support

Several service users reported how they had received formal counselling or informal advice from
LGBTQI+ or trans community organisations, as well as from trans friends. This had helped them decide
how to move forward with private care or self-medication. One person, however, felt that there needed
to be more options in terms of trans community support, recounting an experience of not fitting in with
the views of others in a particular context.

One interviewee reported that they had benefited hugely from attending a week-long ‘trans training’
residential. This had included a variety of workshops, including on how to manage a name change.
Above all, it had been valuable and also fun to meet and spend time with trans people.

Experiences of other health services

Two interviewees reported distressing experiences of NHS sexual health clinics. One received normative
comments about the possibilities of becoming pregnant in the future, which they felt were irrelevant
and impertinent. Another found that the rigid separation of binary male and female services led to

them having to explain that their anatomy, identity and needs did not conform to either template. They
experienced the clinical staff as not listening to or taking in important information, with one member of
staff ignoring complaints about pain involved in a procedure, and another spending time asking ‘nosey’
questions about their history as a trans person. This led the person concerned to avoid NHS sexual
health clinics, and also fed into a pattern of avoiding disclosing their trans status in other clinical settings,
to avoid curious questioning.

Both these individuals contrasted their experience of NHS sexual health services with the respect
shown when they attended sexual health screening clinics run by a LGBTQI+ organisation. They were,
for example, asked for their pronouns as they registered with the latter.
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Others reported avoiding NHS health care in general, because they expected to encounter either or
both of an insensitive and inappropriate curiosity about their history as a trans person, or else a lack of
cultural understanding of:

What trans means, knowing what kind of people and bodies and physiology is covered by the term woman
and man ... constantly using terms like male and female and referring to body parts.
Service user

Some of our interviewees had found NHS counselling for anxiety or depression helpful, although limited
in what it could achieve given the short programmes on offer. A third-sector worker reported very
negative experiences of trans people who had been referred to their local NHS mental health services -
for example, being asked questions about how they have sex as part of a mental health assessment.
Others considered that there was no effective mental health support for trans people.

Views on overall co-ordination of services

Several interviewees conveyed the view that the various services involved in trans health care work in a
disconnected way, with separate appointment systems and lack of awareness of what is happening for a
person elsewhere in the system. This applied to the GIC, the fertility clinic, the endocrinology clinic and
the speech and language clinic, with the surgeons all being based in England. Service users living in other
parts of Northern Ireland also pointed out that all of the transition-related services were concentrated in
Belfast. They had to travel an hour or more to access each service.

Interviewees cited instances of young people discharged from the youth gender service, being told that
they would have to wait 5 years before being seen by the adult service. Typically, they would be on a
prescription for hormone blockers from the youth service, and their only option for continued treatment
was to pay for care through a private adult gender service.

The experience of one interviewee illustrated a lack of co-ordination between GICs across the UK.
This person, in their 20s, found unco-ordinated GICs unable to respond to their pattern of periodic
relocations, which would be a normal expectation for many people at this stage of life:

Every time | move, | go to the back of the surgery list.
Service user

Community action to improve services

One third-sector interviewee felt that NHS services lack the capacity and funding to engage with trans
communities and find out about their needs. Increasing awareness of trans health care seemed to be
down to the initiative of individual members of staff. Many interviewees shared a view, often expressed
angrily, that ‘the mainstream doesn’t want to know’, meaning that addressing the deficiencies in trans
health care appeared not to be a consistent priority for the devolved administration or for the HSC
service, in spite of the costs of not providing adequate care. These included, above all, the mental
health burden carried by those unable to access any treatment, often leading to chronic suicidality

as well as actual instances of suicide. There was also the increased burden placed on other NHS and
third-sector services:

... it actually costs more to not fund the service because we're seeing the impact on voluntary community
sectors like ourselves or other healthcare providers or back into the NHS in primary mental health teams
where people are self-harming ...

Third-sector worker

Some pointed out the difficulties of gaining widespread public support for adequate services, in contrast

to the recent successful campaigns for abortion rights and for equal marriage. Misleading coverage in
the media implying that it is too easy for young people to transition was also damaging.
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I'm constantly talking about the waiting list, the denial of service, the impact that that has on trans
people’s mental health. So, we are trying to put that message out there you know with stakeholders ...
whether it be the police, whether it's housing associations.

Third-sector worker

Summary and implications

The key features of this case are: a trans healthcare crisis with hundreds of people denied access

to gender-affirming care on the NHS; for individuals, consequent use of private services and self-
medication; and for the trans community the development of campaigning and support forums and
services. Some trans individuals and LGBTQI+ organisations are involved in reviewing the current GIC
and in planning future services, albeit within a context of needing to campaign for adequate funding,
as well as for a greater degree of involvement of trans organisations. The context of the GIC not
functioning has sharpened perceptions that trans healthcare needs to be accepted by government,
and indeed the population, as a much greater priority, and that trans people need to be involved in the
design and delivery of services.

All of our interviewees held the view that much transition-related care could in principle be delivered
through primary care, with suitably trained GPs. Many also expressed a strong view that trans people
need to be able to access suitably skilled counselling, but that this needs to be entirely separate from the
system for accessing gender-affirming care. People need a space to explore feelings, including doubts
and confusions about their gender identity, but this requires a removal of the fear that what they say

will affect their access to hormones or other treatment. Chapters 5 and 6 of this report include a wider
discussion of the issues raised by such views.

In the shorter term, priorities also emerged for improving the competency of GPs with the monitoring
and prescribing of hormones, as well as improving the willingness of GPs to recognise their
responsibilities for effective care of trans people. This would reduce the financial and mental health
burden on trans people unable to access a GIC.
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Appendix 9 Views on three paradigms for the
future of trans health care

his appendix contains four tables which summarise the suggestions and proposals made by service

users and staff across the case studies as to how each paradigm could be taken forward. Under
Paradigm 1, there are two tables, Tables 7 and 8. Table 8, also labelled Paradigm 1b, captures suggestions
made as to additional elements that should be added to the current specialist service specification,
within its underlying assumptions. These additional elements are also relevant to Paradigms 2 and 3.
Table 9 refers to suggestions made under Paradigm 2 and Table 10 refers to suggestions made under

Paradigm 3.

TABLE 7 Paradigm 1: improving provision based on the current specialist service model

Underlying assumptions: the current NHS England specialist service specification, with in-depth diagnosis by GIC
clinicians, members of the MoJ gender-specialists list, according to ICD-11 definition of gender incongruence, prior to
gender-affirming treatment

Domain

Improving
GIC com-
munication
with service
users

Reducing
delay
between
referral and
hormone
prescribing

Improving
GIC
collabora-
tion with
primary
care

Specific suggestions

Make it clearer to those on the waiting list what they can be do-
ing now to quicken the assessment process once they are seen.
Use automated ways of telling people on the waiting list where
they are in the queue.

Respond to queries via text message, and use texts to reconfirm
appointments, to reduce did not attend [appointment].

Adopt a ‘friendlier’, less ‘clinical’ style of communication with ser-
vice users - for example, work with trans community to produce
video on what to expect during assessment.

Increase the range of staff trained to both assess people for gen-
der incongruence and prescribe hormones - for example, those
with nursing and clinical psychology backgrounds, GPs; require
only one clinical opinion, rather than two.

Provide information to those on a GIC waiting list about NHS
endocrinology services that will prescribe ‘bridging hormones’.
Provide information to GPs as to what is involved in prescribing
bridging hormones.

GICs should take account of previous diagnosis and hormone
prescription - for example, from a private or overseas gender
service - and reduce assessment appointments.

Provide GP practices with training in all aspects of trans health
care, including initial consultations, appropriate medical records
and use of pronouns, referring to a GIC, entering into a shared
care arrangement for HRT with a GIC, and supporting surgical
referrals; identify local lead GPs for trans health care.

Improve systems for sharing patient records between GICs and
primary care, so that information and queries on hormone dosage
changes transfer smoothly.

Offer ‘gender counselling’ in primary care, for people who want
help exploring their gender identity, separate from GIC assess-
ment, and not required for referral.

lllustrative quotes

‘When you get put on the waiting

list for a gender clinic, they could

say to you [...], here are the things
you could be doing now that will aid
your process once you get here, that
will provide evidence and make the
process quicker for you.’ (Service user)
‘... alot of people find out stuff about
gender identity services through
anecdotal information either through
Facebook groups, through Reddlit,
things like that [...] if there were more
actual resources on [GIC] website ...”
(Service user)

If there is sufficient expertise let’s
say from a nursing professional or an
occupational therapy professional,
why not? You know, what stops such
professionals from being able to make
a diagnosis?’ (GIC staff member)
‘They should get a list together of
endocrinologists who are willing to
take responsibility for trans patients
and prescribing them hormones ...’
(Service user)

‘GPs need [...] better training around
hormones, monitoring and prescrib-
ing. A lot of them need training just
on simple things like how to do a GIC
referral ..." (GIC staff member)

‘I feel that they don’t even have
access to your NHS records, and |
thought the NHS record is the thing
that’s meant to follow you around
[...] Why are people not accessing it?’
(Service user)

continued
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TABLE 7 Paradigm 1: improving provision based on the current specialist service model (continued)

Underlying assumptions: the current NHS England specialist service specification, with in-depth diagnosis by GIC
clinicians, members of the MoJ gender-specialists list, according to ICD-11 definition of gender incongruence, prior to

gender-affirming treatment

Specific suggestions

Expanding e
capacity of
GICs and
related °
gender-
affirming °
treatment
services

Introduce .
explicit
standards

for trans .
health care

Increasing o
trans rep-
resentation
and voice °
within GICs

Expanding e
trans peer
support °
within the

GIC system

Increase the number of GICs, with more locations and numbers
of staff in all roles, to expand capacity, reduce waiting lists great-
ly, and make access more local and consistent across regions.
Address the shortage of gender surgeons and improve the availa-
bility of outcome data from surgeons, to facilitate choice.
Establish greater standardisation in how GICs operate in terms of
staffing profiles and service-user pathways, with more consisten-
cy in how care is shared with primary care, so that resources can
be allocated and used more efficiently.

GIC clinicians should during assessments focus on helping people
clarify treatment goals and clarify the rationale for questions
before asking them.

Introduce a ‘trans healthcare standard’ for primary care, so that
all GPs offer trans-inclusive services.

Achieve consistency in what CCGs will fund in terms of fertility
preservation and other procedures, reducing effort in making
IFRs.

GICs should actively consult with and involve trans service users,
recognising the diversity of trans communities, in reviewing,
developing and running services.

Recruit appropriately qualified, diverse, trans people, including
people of colour into staff roles within GICs, leading to greater
cultural competence across the staff, including understanding of
non-binary identities and improved awareness of experiences
and challenges that people in different trans communities face.
Introduce a role for trans peer staff within assessment process.

Increase use of peer-support staff within GICs, with lived experi-
ence, running groups and providing one-to-one support.

Fund collaboration between GICs and networks of local
community-run or third-sector-organised trans support groups.

lllustrative quotes

_.. if there’s some standardisation of
care, | think there can be a bit more
effort as well as pressure on commis-
sioners [...]. Because if you don’t speak
from one voice, | think you find that
commissioners will act differently to
different GICs.' (GIC staff member)
... The last time | checked there were
like, three surgeons and that’s just a
ridiculous number, right?’ (Service
user)

‘I think that if they’re asking questions
it should be sort of upfront about why
they’re asking them. Because a lot of
the questions they asked me it felt like
I wasn't really getting any idea of why
they're asking, of what their motives
were. And then, beyond that | feel like,
sort of trusting the people there to
know what they want.’ (Service user)

‘They’re not trans, they don't
understand trans and their attitudes
to trans people are 20 years out of
date. It's as simple as that.” (Service
user)

‘I would love there to be knowledge in
the profession about the barriers that
trans people face accessing health
care or accessing society in general,
about how that can impact on my
mental health’ (Service user)

‘| think finding ways to fund those
community groups [...] and to help put
structures around them so that people
don’t burn out or have boundary
issues when working with people |[...].
(GIC staff member)

TABLE 8 Paradigm 1b: additional service provisions under the current pathway

Underlying assumptions: in-depth diagnosis by GIC clinicians, members of the MoJ gender-specialists list, according
to ICD-11 definition of gender incongruence, prior to gender-affirming treatment, but with additional service
elements not included in current service specification

Domain

Improving °
support

for gender
recognition
certification

Specific suggestions

GICs should offer support for accessing legal recog-
nition under the GRA 2004 - for example, providing
medical reports for people who do not require further
medical interventions; they may have transitioned

lllustrative quotes

... if  wanted to go and apply for my gender
recognition certificate now, | can’t because |
still haven't accessed [Name of GIC] ... There
are a lot of things that | cannot do because |

historically, or through a different NHS, private or over- haven't yet received the medical diagnosis. And
seas route. GICs currently only provide medical reports that system is broken because it’s taking so

for those who been through their own full assessment
and received treatment.

long. So, again it's another one of those things
that puts your life on hold. (Service user)
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TABLE 8 Paradigm 1b: additional service provisions under the current pathway (continued)

Underlying assumptions: in-depth diagnosis by GIC clinicians, members of the MoJ gender-specialists list, according
to ICD-11 definition of gender incongruence, prior to gender-affirming treatment, but with additional service
elements not included in current service specification

Domain

Specific suggestions

lllustrative quotes

Availability e Fund surgical procedures that improve the safety and ... people are going to want and need access
of a wider well-being of trans people - for example, facial femini- to different surgery or different medical
range of sation and breast augmentation. procedures that are going to improve their life
surgical and e Increase funded provision for hair removal, from an [...] making them safer in an environment that
medicalgender- earlier stage in the transition journey, and with greater might be more hostile or in particular commu-
affirming flexibility as to who can refer and who can provide it, nities that are less welcoming ..." (Service user)
procedures so that service users do not have to travel large dis- ‘And for those who can't afford private
tances to use approved providers. treatment for hair removal [...] the number of
e Review how indicators of health can be used to allow,  sessions the NHS will pay for is ridiculously
rather than prevent, access to surgical procedures; in inadequate. Eight. [...] I've had hundreds,
particular, move away from rigid BMI criteria which literally hundreds |[...] to ask them to do a social
fail to recognise ethnic diversity and other life circum-  transition in that role without providing those
stances. services first, | think it's cruel and immoral.
(Service user)
Improved e All GICs should recognise that mental health issues ‘.. when | was feeling really down, and | was
support and do not pose a barrier to completing an assessment or  thinking | don’t want to go on anymore, one
provision receiving a diagnosis. of the things that was going through my head
for mental e Improve capability of local mental health services to was | can’t reach out for help to my GP or the
health and work appropriately with trans clients, offering ‘affirm-  GIC on this, because they will bin me off their
well-being ing, validating mental health support’. waiting list [...] we need to [...] explain that a
e GICs should provide well-being support, such as online lot better, so [...] it is OK to reach out for help
groups, for people on the waiting list, during assess- ..." (Service user)
ment and afterwards.
e Post-surgery physical and mental well-being follow-up.
Making e Records should move away from the centrality of (bina- ‘It'll be a more accurate system and it'll give
patient ry) sex or gender markers, people better health care to, for example,
records e Should contain clear information on relevant anatomy  simply record what body parts somebody

trans-inclusive

and the pronouns a person wishes others to use for
them, without assuming cisnormative connections
between the two.

has in the records, rather than an M or an F
and using that as a stand-in. It's important

for a doctor to know if someone has a cervix,
regardless of the gender of that person ...’
(Service user)

... Asking people’s pronouns. Having that be on
their medical records and then actually using
them ..." (Service user)

TABLE 9 Paradigm 2: provision of much transition-related health care within primary care settings

Underlying assumptions: most people who seek gender-related care have their needs met within a primary care
setting, from a GP-led local gender service. Role of specialist gender services reconfigured.

Domain

Primary care e

Specific suggestions

Assessment of trans people currently

lllustrative quotes

... the integration of trans health care into primary health

assessment referred into the specialist GIC system care is a big one for me. About moving trans health care away
for hormone should be handled by suitably skilled GPs  from that idea of being incredibly specialised and segmented
therapy or other staff within practices or within away from the rest of health care [...] into the open where |

local primary care gender clinics, leading

to HRT prescribing, thus increasing ac-

cess, and improving integration between integration.’ (Service user)

transition-related care and other health ‘[ think primary care will be able to co-ordinate care better

care. than us ... for me there is required to be the robustness in the
diagnosis and the robustness in the process [...] who does that
I don’t mind, as long as it’s robust.’ (GIC staff member)

can go to my GP and have these blood tests done and then
have them look at my results, you know, | need that greater

continued
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TABLE 9 Paradigm 2: provision of much transition-related health care within primary care settings (continued)

Underlying assumptions: most people who seek gender-related care have their needs met within a primary care
setting, from a GP-led local gender service. Role of specialist gender services reconfigured.

Domain Specific suggestions lllustrative quotes

Revised e Gender specialists and specialist endo- ‘... The GP can only do so much, if you pile it all at the GP,
role for crinologists provide support to GPs or pri- then they will be even more stretched. And they’ve got a ton
specialist mary care gender practitioners who carry  of different, other areas, they can have a trans specific unit at
gender out assessments and develop treatment the GIC, it does help a lot because they are professionals at
clinics plans. transitioning.’ (Service user)

‘... develop GP skills to the point where they are registered
specialists. In which its then about supporting them with com-
plex cases and they become a truly autonomous, independent
diagnostic and treatment partner.’ (GIC staff member)

Funding and e Clarify new responsibilities and service ‘The capacity is just not there. And so anything that just tries
managing specifications and plan the funding and to evolve it is going to fail ultimately [...] the NHS is never
the shift to a growth of primary care gender services going to fund the current model with sufficient people in it
new system alongside reconceptualised specialist to have a sensible service. So you've just got to go back to

of care services. the drawing board and think how you'd deliver it. (GIC staff

e Invest significantly in training and compe- member)

tence development of primary care staff in ‘I'd be very much for GPs not only being trained on it, so

trans health care, moving beyond ‘getting  anyone we speak to would be knowledgeable about trans

the trans lecture’. issues, be able to prescribe hormones, talk to them about
mental health, and talk to them about surgeries, talk to them
about particular medical complications ..." (Service user)
‘Integrating primary care diagnosis and hormone treatments
[...] can obviously have an impact but it is going to take some
time | think before such services, competent services can be
set up.” (GIC staff member)

TABLE 10 Paradigm 3: removal of gender incongruence diagnostic requirement and rethinking the role of
specialist services

Underlying assumptions: access to hormone therapy, and related treatments, including surgical procedures, based
on informed consent; specialist gender services support service users who chose to be referred because they feel the

need for more exploration, or those requiring specialist endocrinology

Specific suggestions lllustrative quotes
Accessto e Informed consent as the basis for ‘I think far too often GICs will see neurodivergence or anything
gender- accessing treatment, via a prescribing  along those lines, being non-binary as being complex and therefore
affirming professional; emphasis on clarifying needing all of these additional things when actually it’s all about
medical an individual’s treatment goals and the ability to give informed consent. [...] If an adult is capable of
care options, and sharing understanding of  giving informed consent to a treatment then | don’t see why that

benefits and risks, rather than assess-  treatment should be withheld from them ..." (Service user)
ment of whether they are ‘really trans’.  ‘The simple questions as a medical professional, is this safe? Is this a
e Access requires mental capacity to good idea? Is there anything glaring that would make us think that
consent; withholding treatment should you might regret this? That you might need some time and space to
not be possible for any other reason. think about? ... you're put in the position of holding all this power
e Plan of treatment or care should be and responsibility [...] But then what happens if they let that go and
person-centred, adapted to meet indi- let people make their own decisions.’ (GIC staff member)
vidual goals and sequence for aspects .. Just listening to me as the expert, the pre-eminent expert in my
of medical and social transition; unre-  body, as the person who has lived in it the longest and can tell you
stricted by gender binary assumptions. what’s going on [...] | think that’s what we tend to call a person-
centred care approach would really be beneficial.’ (Service user)
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TABLE 10 Paradigm 3: removal of gender incongruence diagnostic requirement and rethinking the role of specialist
services (continued)

Underlying assumptions: access to hormone therapy, and related treatments, including surgical procedures, based
on informed consent; specialist gender services support service users who chose to be referred because they feel the

need for more exploration, or those requiring specialist endocrinology

Specific suggestions lllustrative quotes
Specialist e Provide specialist endocrinology for _.. staffed by trans people. Some kind of service that allows people
gender people with medical conditions that to safely and nonjudgmentally and nondirectively explore their
support complicate hormone therapy. gender identity, and that shouldn’t take the form of an assessment.

services e Provide psychological or psychosocial It should be nondirective support. | don'’t think that you should have
support for people who wish to access to access that in order to access gender-affirming health care ...

this; needs to be independent of maybe that should be delivered in collaboration with community
system for accessing gender-affirming  organisations because that’s where the expertise lies ..." (Third-
treatment and highly competent in sector trans support worker)

working with trans cultures.

e A ‘safe space’ to explore experience
at each stage of transition, including
fears, doubts, other emotional and
relationship impacts.
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Appendix 10 Summary of learning from case
study initiatives to improve care
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TABLE 11 Summary of learning from initiatives to improve the integration of trans health care

Aspect of
care

Improving
access to
transition-
related care

Practical,
social and
emotional
support
while wait-
ing for
assessment
and
afterwards

Assessment
for gender-
affirming
care

Initiatives

Training for GPs on how
to refer to GICs and
offer bridging hormone
prescriptions for people
waiting for a GIC
appointment.

Local lead trans health-
care GPs provide advice
to other GPs.
Third-sector trans
support workers provide
individuals with referral
advice and advocacy.

Third-sector peer
workers attached to a
gender service provide
individual advice and
support and facilitate
support groups.

Gender service clinicians
provide collaborative
and gender-affirming
approach to assessment,
focusing on clarifying
treatment options,
potential benefits and
risks.

Use of videoconferencing
for assessment sessions,
with physical data,
including blood tests,
carried out by a GP local
to service user.

Benefits

Trans adults able to obtain GIC referral without stress
and labour of convincing GP this is their right, and
straightforward.

Trans adults waiting for a GIC appointment more likely
to receive a ‘harm reduction’ bridging prescription.

Trans adults receive practical and emotional support on
challenges of social transition, including ‘trans admin’,
and social support through trans-led activities and
events.

Trans peer-support workers understand needs for
support within communities and devise ways for
meeting them with NHS resources.

The majority of trans people experience a quicker and
less stressful assessment.

Trans people do not have to travel long distances

to participate in assessment or worry about missing
appointments because of travel difficulties.

Key issues

Even where training available for GP
practices, levels of competence and
commitment to trans perspectives and
rights may be variable across practice
staff.

GP advice networks only emerging in
some areas, otherwise absent in many.
Deficiencies in local mental health
support for trans people enduring years
of waiting for a GIC appointment.

Difficulties in contacting people on
waiting lists because of data protection.
Peer-support workers need to be fully
included within the GIC professional
team - for example, able to deal with
queries about position on the waiting
list.

Peer workers navigate stressful ‘dual
belonging’ to trans communities

and to a gender service, unable to
influence length of waiting or nature of
assessments.

Clinician decisions to extend
assessment process may stem from
‘subtle ableism’ of clinicians and lack of
understanding of trans people.
Neurodivergent people, those with
mental health conditions or learning dif-
ficulties, and Black people or people of
colour may be subject to unwarranted
delay in progressing to treatment.

Future possibilities

Mandatory trans health-
care training and standards
for primary care, antidis-
crimination initiatives.

Regional third-sector sup-
port hubs for trans people,
independent of agencies
delivering gender-affirming
medical care - utilisation
of existing trans-led organ-
isations and networks.

Approaches that recognise
diversity in ways of

talking about gender and
treatment goals.

Greater involvement of
trans staff in assessments.
Revisit assessment
guidelines to support an
affirmative approach.
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TABLE 11 Summary of learning from initiatives to improve the integration of trans health care (continued)

Aspect of
care

Initiating
and
stabilising
hormone
therapy

Mental
health and
well-being
support

General
primary
health care

Initiatives

Regional GP-led hormone
therapy clinics, working
in collaboration with
endocrine specialists in

a gender service, handle
prescribing for approxi-
mately 12 months after
an individual completes
their assessment.

Psychology team
attached to a gender
service provides
individual counselling
and facilitated group
programmes.

Training for GP practices
in social and medical
aspects of primary health
care for trans people.
Assessment and accred-
itation for standards of
trans health care within
GP practices.

Benefits

Trans adults receive hormones rapidly, prescribing and
monitoring integrated.

GP prescribers co-ordinate individuals’ other
transition-related and general healthcare needs.

GP prescribers disseminate trans healthcare expertise
to primary care colleagues.

Trans people receive help with working through
problematic aspects of their social transition and/or
their emotional reactions to medical transition.
Groups help people to overcome sense of isolation, to
give and receive practical and emotional support.

Trans people experience administrative systems that
welcome trans identities, and clinical practices that
avoid assumptions about links between gender identity
and anatomy.

Trans people are offered appropriate cancer screenings.
Trans people and clinicians begin to experience trans
health care as a routine part of everyday primary care,
with GP practices competently providing hormone
therapy and routine post-op care.

Key issues

Encouraging a person’s own GP practice
to take over prescribing after approx. 12
months, in order to free up capacity of
the regional clinic.

Lack of integrated electronic patient
records able to support collaboration
between specialist gender service,
regional clinics and local GPs.

Tensions between therapy and the
assessment function of a GIC - chal-
lenges to ethics of confidentiality if
therapists expected to disclose client
material, beyond just safeguarding
concerns, that impacts diagnosis.
People may withhold exploring mental
health difficulties or avoid seeking
support from any GIC staff, to avoid
extending assessment.

Following a positive experience with

a particular member of practice staff,
trans people may not be able to rely on
a consistent standard of care within the
same practice. Different members of
staff may not share the same awareness
or competence.

Wider NHS systems mean that prob-
lems with changing names, pronouns
and gender markers on patient records
persist when people are referred to
secondary care.

Future possibilities

Denser network of local
GP practices able to lead
on hormone prescribing
and other aspects of trans
health care.

Wider availability of
bridging prescriptions
within local primary care.

Clearer separation
between mental health
support and diagnostic
assessment, ensuring
confidentiality and inde-
pendence of therapeutic
support.

Education in trans-
affirmative therapeutic
approaches for mental
health services in general.

Trans healthcare standards
become integrated

with wider notions of
patient-centred care,
focusing on individual
need, and avoiding making
assumptions about
identities, anatomies or
priorities.

Trans-inclusive patient
records, breaking with
binary gender markers and
anatomical assumptions.
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