Patient Experiences of Gender Identity and Inflammatory Bowel Disease: A Focus Group Study
ABSTRACT
Objective
Individuals who identify as transgender or gender non-conforming (TGNC) number approximately 262,000 in England and Wales. However, they are under-represented in healthcare research and little is known about their experiences managing a chronic health condition and their unique needs. Inflammatory bowel disease (IBD) is a chronic inflammatory condition of the gastrointestinal tract which can lead to long-term complications such as surgery and colorectal cancer. Ensuring a positive patient experience is crucial to maintain good adherence with medical therapy and compliance with regular invasive surveillance procedures to reduce the risks of these occurring. However, there is no data on the experiences of people who identify as TGNC and who suffer from IBD (TGNC-IBD) when engaging with IBD healthcare services. Our focus group aimed to provide qualitative data on the experiences of this population.

Methods
Following established qualitative research processes, and through work with Crohn’s and Colitis UK, we held a focus group with TGNC-IBD individuals to gain, for the first time in the United Kingdom, patient-centred insight into their experiences engaging with IBD services and highlight areas that need improving.

Results
Common themes identified were healthcare professionals making assumptions regarding gender identity, poor mental health support, a lack of research into TGNC-IBD individuals and poor facilities.

Conclusion
The findings underscore the need for improved training for healthcare providers and modification to IBD services as well as further research to address the unique needs of TGNC-IBD individuals. 














KEY POINTS
What is already known on this topic – There is no published data on the experience transgender and gender non-conforming individuals who suffer from IBD when engaging with healthcare services. 

What this study adds – Our study identifies several issues that recurrently cause negative experiences for these patients when engaging with healthcare services. These included assumptions by healthcare workers about gender identity, a lack of training and poor mental health provision.

How this study might affect research, practice or policy – This study identifies simple changes to practice, such as asking for preferred pronouns, that can improve patient experience and build trust and rapport. It also highlights areas where evidence is lacking and the need for greater representation of gender non-conforming individuals in healthcare research.
































INTRODUCTION
In recent years there has been growing discussion around, and acknowledgement of, the different gender identities that people can hold. Data from the 2021 census in England and Wales found approximately 0.54% of the adult population, or 262,000 individuals, identify as transgender or gender non-conforming (TGNC)[1] and work by the United States of America census bureau produced similar findings.[2] In this study, TGNC is used as an umbrella term to encompass transgender individuals, whose self-identified gender identity does not align with their assigned sex at birth, and individuals  who express their gender in ways that deviate from societal norms and expectations of their assigned sex. Despite significant populations of TGNC people, knowledge of their experiences when engaging with healthcare is poor particularly with regards to chronic disease.

Inflammatory bowel disease (IBD) is a chronic-relapsing and remitting condition which encompasses Ulcerative Colitis (UC), Crohn’s disease (CD) and IBD-unclassified (IBD-U) and affects approximately 1:123 individuals in the United Kingdom (UK).[3] Suffering from IBD can have a profound impact on patients physical wellbeing and long-term complications include malnutrition, chronic pain, osteoporosis, recurrent hospitalisation, colorectal cancer and surgery. It is also known that both holding a minority gender identity and suffering from a chronic disease can impact upon mental health[4][5] and it is likely that holding both of these traits will compound the impact on patients’ mental wellbeing.

In order to avoid these complications, patients must be compliant and remain engaged with regular follow-up, long-term adherence to medications and regular invasive surveillance procedures. Ensuring good patient experiences and creating a positive doctor-patient relationship, thereby maintaining long-term patient engagement with IBD services, is therefore crucial to providing quality care. However, those identifying as TGNC are under-represented in healthcare research[6] and there has been no work gathering qualitative data on the experiences of these individuals, or their specific needs, when engaging with IBD healthcare providers.

This report describes the outcome of a focus group which aimed to gather data on the experiences of TGNC-IBD individuals when engaging with IBD services in the UK in order to identify areas that could be modified to improve care for these patients.


METHOD
This article conforms to appropriate qualitative reporting guidelines.[7]  Prior to the focus group a comprehensive literature review was conducted to identify the literature’s understanding of issues facing TGNC-IBD individuals.[8] This was then used by the research team to develop an interview guide (supplementary 1) which covered the objectives of the focus group and facilitated development of the questions used to structure the focus group discussion.

Recruitment and Eligibility
Using purposive sampling, TGNC-IBD individuals were recruited through patient and public involvement initiatives in co-ordination with Crohn’s and Colitis UK (CCUK). An advert offering the opportunity to participate in the project was placed on the CCUK website and promoted through social media and newsletters. Potential participants were asked to contact the research team via a portal on the CCUK website following which a patient information sheet and consent form were distributed. There was no financial compensation offered. 

Inclusion criteria were as follows:
· Aged over 18
· Diagnosed with IBD
· Identify as TGNC

Data Collection
In depth semi-structured interviews were conducted using a secure online virtual meeting platform followed by thematic analysis as our group has previously used in minority group IBD surveys.[9] As the discussion progressed the interview guide was regularly reviewed by the interviewer to ensure that all areas were appropriately addressed and once this was completed participants were asked more open questions to freely discuss any further issues they felt were important. The audiovisual recording and transcripts were then anonymised and reviewed independently by a separate member of the researching team to ensure impartiality of the interviewer and validity of the findings. 

Data analysis
Data were analysed using inductive thematic analysis, following the six stages previously outlined by Braun and Clarke.[10] Anonymised transcripts were coded and codes with similar themes were grouped together. These codes and the data were then re-reviewed to identify themes that were consistent amongst all participants.

The study was approved by the Ethics Committee of St George’s, University of London. 

RESULTS
Participant Characteristics
Seventeen initial responses were received via the website portal and six respondents continued to reply to communications and confirm potential attendance. One participant stipulated that they could only do so in a one-on-one environment which was then cancelled by the participant after they were admitted to hospital. One participant withdrew on the day due to alternative commitments.

The basic demographic details of the four participants are summarised in table 1.

	Participant Number:
	1
	2
	3
	4

	Age
	20
	27
	32
	22

	IBD Subtype
	Crohn’s disease
	Crohn’s disease
	Ulcerative Colitis
	IBD-Undetermined

	Assigned Sex at Birth
	Male
	Male
	Female
	Female

	Gender Identity
	Transfeminine
	Queer
	Queer
	Transmasculine


Table 1. Demographic data of focus group participants. 

Main Themes
Six recurrent themes related to negative experiences when engaging with IBD healthcare were identified from our analysis.
1. Assumptions
2. Poor mental health provision
3. A lack of research and evidence-based practice
4. Facilities
5. Transphobia
6. A need for greater staff training to improve awareness

1. Assumptions
Healthcare professionals making assumptions about the participants’ gender identity was unanimously reported and what they described as:

‘the most common negative experience’

 when accessing IBD services. This included being ‘mis-read’ by healthcare staff who would assume by looking at participants that they held a particular gender identity and these assumptions also extended to those accompanying patients to appointments as well as their interpersonal relationships. Participants reported that it was ‘rare’ to be asked about for their preferred pronouns or to ask about their relationship to those accompanying them or their identity. Assumptions were also made about where they should be placed during inpatient admissions, i.e. in a male or female bay, and when attending investigations such as endoscopy and these assumptions had all caused distress and anxiety.

2. Poor Mental Health Provision
All participants volunteered that they suffer or have suffered from a mental health disease and felt that the support offered by both IBD services and the National Health Service (NHS) was ‘poor’ with regards to TGNC individuals. Participant 1 cited that when they were a teenager and young adult they found it

‘difficult to go through a bunch of invasive tests’ whilst feeling ‘disconnected from my own body’

which significantly impacted upon their mental health and that there was a lack of support for them at this time. All participants also expressed frustration at the lack of specialist services focusing on mental health for TGNC individuals. 

3. Lack of research and evidence-based practice
Throughout the discussion the focus group participants all cited situations they had experienced where they had clinical questions but their responsible physicians were not able to give them answers. They listed both the impact of gender-affirming hormones on their IBD and the implications of gender affirming surgery for their IBD health as pressing questions. Participant 2 gave an example of wishing to undergo laser hair removal but being told ‘no one knows’ the impact of their current IBD treatment on this procedure.

4. Facilities
All participants described experiencing distress or anxiety when attending for investigations such as colonoscopies or scans and being placed in a male or female area when this was incongruous with their gender identity. Participants 1 and 3 reported feeling ‘uncomfortable’ and recalled frustration at 

‘not being asked whether to have a curtain closed’ and a ‘lack of gender neutral facilities’.

All participants also stated they all understood why adapting facilities was difficult given the budgetary constraints on the NHS. They also advocated for improved gender-neutral facilities.

5. Transphobic comments
Participant 1 described being victim of transphobic comments with one physician stating they 

‘didn’t believe my gender identity.’

The other participants did not describe direct transphobia but participant 3 did report experiences of a nurse trying to ‘convert’ them to Christianity after discovering they identified as queer which they found ‘very uncomfortable’ and ‘weird’. 

6. Improving their experience
Participants cited training for healthcare staff to increase awareness, sensitivity and understanding of the needs of TGNC-IBD individuals and better access to mental health support, via both their IBD teams and wider healthcare providers, as areas they feel could improve their experience. Greater clinical research into the interaction between a TGNC identity and IBD was also suggested with two participants citing concerns regarding the impact of gender-affirming hormone therapy for TGNC individuals on their IBD. 


DISCUSSION
This focus group study has, for the first time in the UK, provided qualitative data on the experience of TGNC-IBD individuals when accessing IBD services. The results provide a unique patient-centred perspective and have highlighted several common themes that negatively impact upon their experience of care provided by their IBD service.

Our findings are in keeping with previous work investigating experiences of TGNC individuals when accessing healthcare. A study by McLaughlin et al also identified assumptions – about gender identity and inter-personal relationships – and  transphobic behaviours as being commonplace when investigating TGNC individuals experiences of healthcare.[11] Similarly, the findings of inadequate mental health support highlighted by our participants has also been previously identified as an issue for the wider TGNC population[12] and the recently published Cass report also highlighted inadequate mental health care for these patients across the UK.[13]

Whilst our study did not include a cisgender control group, when comparing our findings to those of all IBD patients in the UK, inadequate mental health support is also highlighted in the most recent CCUK IBD national report which found that 60% of patients are not regularly asked about their mental health at IBD appointments.[14] Additionally, only 2% of healthcare trusts reported meeting the standards for psychologist staffing. Research from the Wellcome Trust has also found that across the UK satisfaction with NHS mental health services is extremely poor suggesting this is not restricted to patients with IBD.[15] 

The participants also cited a lack of research and evidence-based medicine with regards to issues that they face including the impact of gender-affirming hormones or surgery on IBD and this has also been highlighted in previous work.[8] Whilst there is no good quality data specifically investigating TGNC-IBD patients, the use of testosterone therapy has been shown to improve the course of CD[16] and the use of hormone replacement therapy in post-menopausal women has not been shown to impact upon clinical activity in IBD.[17]  Experience from gynaecological surgery in those with perianal CD also highlights the need for multi-disciplinary management and optimal medical control of inflammation in the pre- and post-operative periods in order to reduce complications.[18–20] Given the lack of data in the TGNC-IBD population, physicians may be able to extrapolate data from these areas in order to make clinical decisions and support patients with IBD when undergoing gender-affirming therapy or surgery. 

Participants in our study also expressed their views that improved training and awareness amongst healthcare staff could improve the experience of TGNC-IBD individuals and this is supported by data which has previously found anxiety amongst physicians about discussing gender identity and mis-gendering patients.[21] This, compounded by a lack of training and poor awareness,[22] results in TGNC-IBD patients’ specific needs not being acknowledged and openly discussed resulting in negative experiences for these patients. There are also clearly some professionals who hold transphobic views which are entirely inappropriate and should be challenged and if appropriate escalated to regulatory bodies by both patients and colleagues. 

Strengths and Limitations
Whilst this study has highlighted important issues from a patient perspective for the first time, and despite a well-publicised recruitment campaign, the number of participants was relatively low with a significant proportion offering interest in being part of the study but not responding to any further contact. This is likely due to low number of TGNC-IBD individuals, estimated at approximately 2500,[23] across the UK but also possibly concerns amongst these individuals about engaging with research and losing anonymity.

Future Work
Further work is required to gather data from a larger cohort as well as to design and implement strategies that can help to address the problem areas we have identified. We will also be performing a study that assesses the views and experiences of healthcare providers when treating TGNC-IBD individuals.


CONCLUSION
TGNC-IBD patients face unique challenges when accessing healthcare and report negative experiences resulting from a combination of assumptions, inadequate facilities, and deficiencies in mental health care provision. Greater staff training and encouraging open discussions with patients at the point of healthcare delivery will help to create a more welcoming environment and improve patient experience. Further research into the TGNC-IBD population is needed to help raise awareness and improve patient care and experiences.


FUNDING
None

ETHICAL APPROVAL
Ethical approval was granted through St George’s, University of London ethics committee. (ref: 2024.0114)

CONFLICTS OF INTEREST
None

CONTRIBUTORSHIP STATEMENT
MC: Conceptualisation, data curation, formal analysis, investigation, project administration, writing – original draft and writing – review & editing
KJ – Investigation, writing – review & editing
RP/LS – Writing – review and editing
AP – Conceptualisation, writing – review & editing, supervision

MC and AP are responsible for the overall content as guarantors.

ACKNOWLEDGEMENTS
The authors wish to thank all participants in the study as well as the research team at Crohn’s and Colitis UK who helped promote the research opportunity to it’s members.


REFERENCES
[1]	Sexual orientation, England and Wales - Office for National Statistics n.d. https://www.ons.gov.uk/peoplepopulationandcommunity/culturalidentity/sexuality/bulletins/sexualorientationenglandandwales/census2021 (accessed October 24, 2023).
[2]	Bureau UC. Sexual Orientation and Gender Identity in the Household Pulse Survey. CensusGov n.d. https://www.census.gov/library/visualizations/interactive/sexual-orientation-and-gender-identity.html (accessed April 10, 2024).
[3]	Tata, L. Contemporary epidemiology of coeliac disease, dermatitis herpetiformis, Crohn’s disease and ulcerative colitis in the UK. n.d.
[4]	Engelman de León Madeira G. Mental health problems in a Swedish LGBTI population and the social determinants of health : Differences in depressive symptoms and its relations to sociodemographic factors. 2023.
[5]	Byrne G, Rosenfeld G, Leung Y, Qian H, Raudzus J, Nunez C, et al. Prevalence of Anxiety and Depression in Patients with Inflammatory Bowel Disease. Can J Gastroenterol Hepatol 2017;2017:6496727. https://doi.org/10.1155/2017/6496727.
[6]	Marshall Z, Welch V, Minichiello A, Swab M, Brunger F, Kaposy C. Documenting Research with Transgender, Nonbinary, and Other Gender Diverse (Trans) Individuals and Communities: Introducing the Global Trans Research Evidence Map. Transgend Health 2019;4:68–80. https://doi.org/10.1089/trgh.2018.0020.
[7]	O’Brien BC, Harris IB, Beckman TJ, Reed DA, Cook DA. Standards for reporting qualitative research: a synthesis of recommendations. Acad Med 2014;89:1245–51. https://doi.org/10.1097/ACM.0000000000000388.
[8]	Colwill M, Pollok R, Seal L, Poullis A. Impact of gender identity in the inflammatory bowel disease population: an evidence review and practical steps for gastroenterologists. Frontline Gastroenterol 2024;15:401. https://doi.org/10.1136/flgastro-2024-102658.
[9]	Alexakis C, Nash A, Lloyd M, Brooks F, Lindsay JO, Poullis A. Inflammatory bowel disease in young patients: challenges faced by black and minority ethnic communities in the UK. Health Soc Care Community 2015;23:665–72. https://doi.org/10.1111/hsc.12188.
[10]	Braun V, Clarke V. Using thematic analysis in psychology. Qualitative Research in Psychology 2006;3:77–101. https://doi.org/10.1191/1478088706qp063oa.
[11]	McLaughlin AJ, Nonoyama S, Glupe L, Bosse JD. Systemic transphobia and ongoing barriers to healthcare for transgender and nonbinary people: A historical analysis of #TransHealthFail. PLOS Digit Health 2025;4:e0000718. https://doi.org/10.1371/journal.pdig.0000718.
[12]	Holti R, Callahan E, Fletcher J, Hope S, Moller N, Vincent B, et al. Improving the integration of care for trans adults: ICTA a mixed-methods study. Health Soc Care Deliv Res 2024;12:1–217. https://doi.org/10.3310/EWTA4502.
[13]	Final Report – Cass Review n.d. https://cass.independent-review.uk/home/publications/final-report/ (accessed May 1, 2024).
[14]	Crohn’s and Colitis Care in the UK: The Hidden Cost and a Vision for Change n.d. https://crohnsandcolitis.org.uk/our-work/campaigns/improving-your-healthcare/ibd-uk-and-the-ibd-standards/crohn-s-and-colitis-care-in-the-uk-the-hidden-cost-and-a-vision-for-change (accessed October 25, 2023).
[15]	Kirkham EJ, Fletcher-Watson S, Beange I, Chan SWY, Lawrie SM. Patient satisfaction with mental and physical health services: Findings from a UK-wide online survey. Wellcome Open Res 2022;7:198. https://doi.org/10.12688/wellcomeopenres.17973.1.
[16]	Nasser M, Haider A, Saad F, Kurtz W, Doros G, Fijak M, et al. Testosterone therapy in men with Crohn’s disease improves the clinical course of the disease: data from long-term observational registry study. Hormone Molecular Biology and Clinical Investigation 2015;22:111–7. https://doi.org/10.1515/hmbci-2015-0014.
[17]	Kane SV, Reddy D. Hormonal Replacement Therapy After Menopause Is Protective of Disease Activity in Women With Inflammatory Bowel Disease. Official Journal of the American College of Gastroenterology | ACG 2008;103:1193. https://doi.org/10.1111/j.1572-0241.2007.01700.x.
[18]	Hatch Q, Champagne BJ, Maykel JA, Davis BR, Johnson EK, Bleier JS, et al. Crohn’s disease and pregnancy: the impact of perianal disease on delivery methods and complications. Dis Colon Rectum 2014;57:174–8. https://doi.org/10.1097/DCR.0b013e3182a41381.
[19]	Loganathan S, Smyth SL, Mykula R, Soleymani Majd H. The role of the multidisciplinary team in surgical management of intractable tubo-ovarian abscess as a late sequelae of challenging Crohn’s disease in the modern era: A case report and review of current literature. International Journal of Gynecology & Obstetrics 2024;165:535–41. https://doi.org/10.1002/ijgo.15196.
[20]	Zhang X, Nørgård BM, Garvik OS, Nielsen J, Andersen ML, Friedman S. Adverse maternal outcomes after vaginal versus caesarean delivery in women with Crohn’s disease and prior perianal surgery: a population-based study. J Crohns Colitis 2025;19:jjaf028. https://doi.org/10.1093/ecco-jcc/jjaf028.
[21]	Sallans RK. More Lessons for Health Professionals From a Transgender Patient. AMA Journal of Ethics 2023;25:452–7. https://doi.org/10.1001/amajethics.2023.452.
[22]	Chan B, Skocylas R, Safer JD. Gaps in Transgender Medicine Content Identified Among Canadian Medical School Curricula. Transgend Health 2016;1:142–50. https://doi.org/10.1089/trgh.2016.0010.
[23]	Colwill, Michael. Inflammatory bowel disease in the LGBTIQ+ population: estimates of prevalence in England & Wales and the implication for services, 2023.










