SWIMMING WITH THE T1DE
Rachael Humphreys, All Wales Nurse Lead for Type 1 Diabetes and Eating Disorders (T1DE)
What is T1DE?
There is an awareness amongst health care professionals that patients living with Type 1 Diabetes are at an increased risk of developing an Eating Disorder. This is in part due to their increased risk of depression and anxiety in the presence of a chronic health condition, as well as having a preoccupation with food. Diabetes management focuses on the impact food, health, activity, and other contributing factors has on their glucose levels. They live a life by numbers and can be at risk of striving for perfection. There can be a battle between loss of control of their health and control of their diabetes. 
Eating disorders in the presence of Type 1 Diabetes has only recently been recognised as a mental health condition and has only recently been recognised by leading Diabetes and Eating Disorder charities. Diabulimia has been used to identify an eating disorder, however Diabulimia does not fit patients experiencing differing variations of eating disorder behaviours. Behaviours include insulin omission, insulin restriction or over-injection of insulin, food restriction, binge-eating, disordered or dis-regulated eating, and compensatory behaviours which include purging, laxative/diuretic over-use, and over-exercising.
The new MEED Annexe 3 guidelines on 'Type 1 Diabetes and Eating Disorders' propose diagnostic criteria and a proposed diagnosis of Type 1 Disordered Eating (T1DE) due to the variations in behaviours. Although research is developing in this area, we do not know how many people living with Type 1 Diabetes have been directly affected by T1DE; the comPASSION project in England will provide us with more data. 
Exploring how T1DE impacts on people's lives is crucial to further understanding where we need to implement change within practice to try and prevent T1DE, and improve patient support, care and outcomes where T1DE is present. The patient voice is extremely powerful and can create positive change; there are no other supportive avenues to safely explore the patient experience of T1DE. 
Swimming with the T1DE Creative Project
Adults aged over 18 years living with Type 1 Diabetes in Wales were invited to a virtual focus group (advertised on Diabetes UK Wales) to safely explore how having Type 1 Diabetes may have altered their relationship with their body, weight and shape. Due to the sensitive nature of this focus group, representatives from BEAT led discussions in breakout rooms and the clinical lead from SHED (Service for High risk Eating Disorders, Cardiff and Vale UHB), Dr Rhian Murphy (Clinical Psychologist, Paediatric Diabetes and All Wales Lead for T1DE) and Rachael Humphreys (All Wales T1DE Steering Group member and Paediatric Diabetes Specialist Nurse) were also present should anyone require further support or safety netting. Participants were able to openly discuss how being diagnosed with Type 1 Diabetes might have altered their relationship with food and how this could have impacted negatively on their mental health, resulting in disordered eating or an eating disorder. For many, this was the first time they had openly discussed their relationship with Type 1 Diabetes and food, weight, and shape. Participants expressed an altered relationship with their body, weight and shape and a negative, complicated relationship with food following their diagnosis of Type 1 Diabetes; many engaged in T1DE behaviours. 
Participants were then invited to engage in a creative project, led by Breathe Creative, to further explore their lived experience of T1DE and create an awareness-raising animation on their lived experience of T1DE. Breathe Creative is an arts-based company from Wales who focus on the use of art - drawing, painting, craft, creative writing, music, drama or dance - to positively impact on physical and mental health and wellbeing. The main aim of the project was to raise awareness of T1DE amongst healthcare professionals to affect change, increase understanding, and promote better co-ordination of care amongst diabetes and mental health/eating disorder services.
Due to it being during COVID-19, the workshops were held virtually over Zoom, and led by a trained counsellor and arts facilitator, Katja Stiller, with the support and guidance of Rachael Humphreys (All Wales Steering Group member and Paediatric Diabetes Specialist Nurse). We had a total of 3 female participants, and 1 male participant involved in the creative project. Within that group of participants, there was representation from the LGBTQ+ community and one member who represented neurodiversity (ADHD). There was also a Welsh-speaking participant. Participants had experienced diabetes care from different health boards, so we were able to explore the similarities and comparisons regarding awareness of T1DE, interventions/treatment, and support. 
Over the ten weeks, four participants shared their experiences of T1DE through reflection, creative writing, and art. Using Mindfulness and Emotional Freedom Therapy to create a safe and relaxing space, the four participants were able to honestly and safely reflect on their experiences in a creative way. Recorded conversations from previous sessions were played back and participants were invited to draw images that came to mind; creative writing tasks focused on their diagnosis, their relationship with diabetes, the significance of numbers when trying to manage their diabetes (for example glucose readings, targets, HbA1c, counting carbohydrates), and their hopes for courageous conversations from healthcare professionals when it comes to talking about their relationship with their food, weight and shape, screening and referral. Each session focused on the participants wellbeing and used therapeutic techniques to introduce them to each session, resulting in a relaxed safe environment for reflection and creative inspiration.
Jane Hubbard, BAFTA award winning Animator, used the art work and conversations to inform the script and overall look of the animation. With input from the participants throughout the animation process, the end result is a powerful insight into what it is like to live with Type 1 Diabetes and the difficulties that can arise with their relationship with food, leading to T1DE.  A really poignant part of the process was realising that participants were undiagnosed with T1DE and therefore had to learn how to manage this themselves, and that their recovery is potentially still in progress. Nor did those who were identified as experiencing T1DE receive the appropriate referral and treatment needed to support them with their eating disorder. The underlying end message is that healthcare professionals need to recognise that T1DE is a significant risk and that courageous conversations need to take place in order to identify patients who are experiencing T1DE so that appropriate care and treatment can be provided.  By working closely with mental health and eating disorder teams, healthcare professionals within diabetes care can identify patients at risk, screen appropriately, liaise with the right professionals, and refer to them in a timely manner. 
Although this was a small-funded project (£5000), the impact of the animation within the public and professional domain has been integral to raising awareness and encouraging discussions on T1DE. The animation has been shared Nationally and Internationally, due to it being easily accessible on YouTube and shareable across multiple platforms. It has been shared by the major charities Diabetes UK, JDRF, and BEAT and is embedded as a resource in both JDRF and BEAT designated webpages on T1DE and is to date the only resource available. JDRF shared the animation to coincide with the opening of the Parliamentary Inquiry into T1DE. It has received over 1.1k views on YouTube. Through JDRF it received over 1.3k views on Facebook on its first share, and over 550 views on its second share, and was viewed 4,406 times on its first share on Instagram and 8,575 times on its second share. It has increased awareness amongst healthcare professionals of the need for more courageous conversations and collaborative working when it comes to T1DE. 
The animation has been shared at conferences and events Nationally, both within Diabetes and Eating Disorder settings. It was presented at the All Wales CYP Diabetes Network Meeting and at the BEAT International Conference on the same day, as part of its release into the public forum. Due to its impact, it has been shared by the Association for Child and Adolescent Mental Health (ACAMH) along with at least two National Conferences on T1DE. It was also picked up by the National Centre for Academic and Cultural Exchange (NCACE), whose mission is to support and showcase knowledge exchange between academia and the arts. They added the animation to their NCACE Evidence Repository and invited us to speak at their Evidence Café on our collaboration as part of their Arts and Health event. It has been shared Internationally by a support group in America, The Garden: A Grace and Grow Community, whose role is specifically supporting those with T1DE. It has also been shared in Northern Ireland.
Most importantly, it has given those experiencing T1DE a voice.
In 2023, it was Commended at the Quality in Care Diabetes Awards in the Wellbeing Category.
Feedback

‘Wow – that video is brilliant and exactly how I feel’ (Female)
‘I’ve been saying to my Diabetes nurses and doctors for years that I think I’m struggling and it might be my relationship with diet / food / mental aspects etc and they have never mentioned the term “Disordered Eating”. Fascinating.’ (Male)

‘This is great. It captures some of my experiences so well.’ (Male)

‘This has really opened my eyes, I am T1 and recently struggling with mental health especially around food …’ (Male)

‘I love this. As a person living with Diabetes, I developed an eating disorder following deterioration of my mental health during an abusive relationship. I was out of control of my life AND my diabetes. I hope this raises awareness of a very big problem for many’ (Female)

‘Hard to watch but this was my story for years after diagnosis. In recovery and on a pump now living a healthy balanced life.’ (Female)

‘Brilliant video. Love how it shows that T1DE isn’t always about body image. Thanks so much for continuing to raise awareness about T1DE.’

Dr Laura J L Kemp (Senior Manager, Research, Evidence and Policy, NCACE) - I know that our constituency of arts practitioners, researchers and KE professionals would be thrilled to hear about your collaboration. I’m T1D myself, so it’s very close to my heart …
BEAT: We all think that the video is fantastic and think it will really help to raise awareness of T1DE.
JDRF: I thought the video was brilliant and so great to see content around this.

JDRF: Just to let you know your video has been shared on social media and on our website to coincide with the ongoing Parliamentary Inquiry. Hope it reaches far and wide.


Swimming with the T1DE Project – Feedback 
By Sara Crowley 
I've found being involved in the T1DE project invaluable. I've never had a formal diagnosis of T1DE, but I've been in what I call 'recovery' for around 10 years. The project has allowed me to discover things about myself, my condition, and the relationship between the two in a way that a clinical setting can't; I now have words for my behaviours but haven’t once felt judged for them. As part of this group, I feel my experience of a severely misunderstood topic has been validated. I feel less isolated, and I have found friends that I'm sure will remain part of my support network for hopefully decades to come. It’s difficult to articulate just how much I’ve gained from this group. It has changed how I view my condition and how I manage it. Our collective voice represented in the final production is a reminder of how far we’ve come as individuals and together. It helped to work on a project where the group included the right mix of diversity; a fantastic nurse with clinical oversight and safety, such an enthusiastic facilitator who was able to develop our creativity, and the element of peer support, which cannot be underestimated. I wish there were more opportunities like this to engage with which allow learning and understanding of health to flourish, no matter how challenging the topic. 
I’d like to give thanks to the All-Wales Diabetes Implementation Group for funding the project. 

