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This Dancing Eye Syndrome Support Trust (DESST) Trustees' Annual Report (DRAFT VERSION) is here to explain the aims of the trust and how we continue to achieve them. This is a chance to show the benefit to you, and the public of our work and to demonstrate to our funders how their money was used and what was achieved with it, and how future funding could be used.

In the following sections below this report documents a personal introduction, it summarizes the year’s highlights and key successes and challenges. It also outlines our mission noting the DESST’s core purpose. In terms of performance and impact and acknowledging this whilst considering how we are keen to have data points that measure the success against its goals, bearing in mind the number of people we serve, funds raised, and outcomes. We are very willing to move forward involving more stories that illustrate the real-world impact of the charitable trust’s work. It is finalised with some of our testimonials, and recommendations. 
· Emphasis here is kindness and compassion.
Principal Aim and Treatment Goals: The DESST aims to provide a link for parents of children with this rare disease both locally, nationally and internationally, to provide support to families and patients, share knowledge and facilitate an available community (through their younger years and on their journey into adulthood, and beyond). The online support network is a safe space for parents, families, carers, and those with OMAS to share their experiences, tell their stories, offer medical information, and be involved in this unique rare disease community. The goal of treatment is a decrease or disappearance (remission) of symptoms. A combination of immunotherapies is typically prescribed and may include a high dose of corticosteroids, intravenous immunoglobulin (IVIg), and rituximab for moderate to severe cases. A doctor may recommend other immunotherapies for milder cases or if the child experiences a relapse. If the child’s OMAS is caused by a tumour, a doctor may recommend surgery to remove (resect) it. Tumours in young children usually do not require chemotherapy or radiation therapy.
A consensus statement is available: [Link to be updated]
Chair’s comments: Wishing you all health and happiness and further support and well wishes for all those feeling deep in the trenches that comes with this rare condition – please feel encouraged to reach out if there is a need. Behind the scenes there are areas we are always bustling along with, and the effort comes with good intentions of making a difference where it is wanted. Two things to consider and keep at the forefront of my mind: environmental support AND understanding the needs of the OMAS rare disease reflecting on what we can learn from each other. When we consider our roles, we can really deliberate about the impact of our work on society, and perhaps careful consideration for this will help shift societal issues.	Thank you to all of you who are readily offering support to those within the Dancing Eye Syndrome Support Trust Facebook group, and to those who connect with OMSLife across the waters. You are helping this ‘rare’ community to be healthy. Whilst this does not go unacknowledged, we also recognise that there are so many further opportunities to support, and we never underestimate that more can be done. These conversations that you have in the ‘advocacy FB group’ helps each other to answer your important questions, but it also helps us to shape policy and provide us with vital research ideas.
Thank you to our fundraisers and donors, both visible and behind the scenes. The Trust appreciates you. The marathon runners do an amazing job every year, and we also had a swimmer this year tackle Lake Annecy who was originally inspired by a story about one of our young OMAS members. These moving stories continue to motivate us, and we are grateful for your continued support. Remarkable updates posted on our FB page such as once being told they would not reach their milestones to winning Bronze for Sussex Ladies Trio Acro (gymnastics) provide us with hope and determination to keep an open mind. 
For some time, it has been an intention to develop a health passport for this rare condition – we made a start with a signed health template for those reaching out and looking for support to provide further clarification to professionals (schools, social workers, care staff) enabling those with OMAS to, for example, receive appropriate school-based services and guide families in supporting their children and advocating for their success. Furthermore, such a tool just may be beneficial for those transitioning from paediatric care to adulthood. It can be valuable to provide clinicians with an insight to this rare condition and ease stress to those unable to describe this complex auto-immune syndrome in gaining fair access to healthcare. To hold a vision that rare diseases be seen, and thus less misunderstood will enable fair access, faster diagnosis and truly inclusive healthcare systems 
We know that some of the most exciting frontiers is technology and data. Exploring models that can revolutionise care is key and we know that your comments and the wider data is powerful when it serves its community. Therefore trust, confidentiality and ethics are always at the forefront of our minds. We want to encourage patient-led innovation - we seek this from those attending the weekend break which provides us the feedback to strengthen our service, lead to collaborations and explore your own research ideas. Looking inwards we are shaping long-term stability between this advocacy group, clinicians and researchers, so DESST can continue to make a balanced lasting impact for years to come. Ultimately this report is here to provide you with a roundup of information from 2025 so far, with thought-provoking questions for you to consider and feedback. It includes a summary from two key events that DESST hosts: The International OMAS Conference, AND the Weekend Respite Retreat Weekend break. Furthermore, two research conferences (Rare Ireland, Athlone and RareCam in Cambridge) were attended and the OMSLife Caregivers Conference in LA had DESST representation.


“The deepest roots grow the tallest trees – those unseen foundations demonstrate all the effort and grounding that has been previously provided to ensure this charitable trust has thrived and can continue its legacy – thank you”
Intentions: The trust already provides vital support, and we would like to see more overt connections and have the resources to be there for children with this rare condition, and its consequences. Within different regional communities, there may be, or not, differing support systems, however, we look forward to more consistency providing effective services, and we are encouraged to explore what can be done to help those with OMAS to thrive in the communities they want to be amongst. Placing patients at the centre of the research will lead directly back to strengthening the community and improving outcomes. We know, for some, there is a lack of therapeutical interventions for children and families, and there is little, or no support for those transitioning into adulthood. This can mean there is a risk to health, feelings of isolation and a lack of participation in day-to-day activities. We would really appreciate the growth and development nurturing to enhance our capacity through corporate contacts and linking together with more donors; considering also how connections could provide a return on investment, increasing interest. We gathered qualitative data from our families at our annual weekend respite break, in which demonstrated a need, please see a few testimonials below.
As many of our rare disease members will have experienced, the wider community can play an important part in influencing the life of someone with OMAS. Different levels such as frontline and indirect care and social support; and those who develop diagnostics and treatment; policy makers and systems ensuring equitable access. Something for us to consider is a key strategic focus to connect people directly to research – ensuring their voices are heard and experiences shape progress.
We know that others have explored this, and reported that a low percentage of adults with learning disabilities are in paid employment, and so it may be valuable to consider how we can explore this further? In terms of Public Health, and prevention, we understand that participation is key to a good quality of life, so how can we address what available work opportunities, volunteering and day care services are out there - which both challenge and encourage those with rare diseases to have access to employment. An adaptable, person-centred approach enabling one to reach their full potential is something to be mindful of, whilst offering the support to make your own choices and encourage confidence and independence.
Things for us to consider across the lifespan:

Those early years:   We understand these early stages are critical. We know that the immune system is confused and attacks the nervous system. Clinicians focus on the opsoclonus myoclonus ataxia syndrome where there can be (not always) a tumour in the body that tricks the immune system, where the immune system fights against the tumour and the brain. Children have their own physiology – so those seeking support - coming from a paediatric perspective is key – the field of neuro-immunology has come a long way in a short amount of time. We aim to enhance a multi-disciplinary approach so that we can explore further how we can reach and meet the needs of our community. We also understand that it depends on the experience of the provider that a family will see, is it on the radar screen of the provider? Our recommendation is to reach out and raise awareness of your situation so that the community can provide resources, early diagnosis is key. Please remember, that in this extremely challenging and worrying time, children are amazingly resilient, and the Trust aims for those affected by this condition to remain function as soon as possible. Keep asking questions, keep on being consistent with researching and finding out everything that will and can support you.

Across the lifespan children all respond very differently, however, if children may be left with difficulties cognitively and experience the long-term effects of childhood cancer, children can become very unsettled and poorly, with irritability and rage attacks; and sleep is affected. Although this may not manifest as a physical disability, patients often have difficulties with social communication and can become overwhelmed and anxious. Often, we receive feedback that one finds it difficult to interact with people and can misunderstand information. They need support with any complex planning and become very tired when concentrating. Schooling is usually affected, and many with this condition seek an EHCP. Furthermore, these challenges become more prominent as children transition through to adulthood, particularly when family life becomes more complex, making them vulnerable both financially and in relationships. Daily life can be challenging to navigate. Collectively, this has contributed to patients being unable to cope in more challenging work environments. Professionals looking after children and adult with a range of these conditions often advise very careful consideration of these factors within the working environment.

This identifies that there is so much scope for further funds to enhance the charity’s capacity to provide vital support within their communities. We remain committed to raising awareness and to helping our rare disease community.

Transitioning into the adult world, specialists recommend differing groups of professionals may be needed: neurologists, physical medicine rehabilitation specialists, and psychiatrists/psychologists so you may (or may not) want to transfer to multiple individuals.
There are a lot of parts to transition readiness so the Trust would like to know from its members where they require support with this? Depending on who already has the follow-up adult providers and who do not, and of course, where you are in the OMAS journey, as opposed to what you are thinking about this concept. We can support each other here with recommendations of adult care specialists in differing areas. We can make a record of suitable providers/doctors so that when the time is right, you have choices.
We are happy to do the research, to discuss further ideas from this community. A key question will be: Who would you like to have as part of your team of adult providers, as it will come down to individual needs?

When you consider how are you balancing dealing with the challenges of advocacy, where does that take you? how are you coping? What further support may you need?

Research: Placing patients at the centre of the research will lead directly back to strengthening the community and improving outcomes. To receive maximum impact, we can design measurable outcomes using quantitative/qualitative data. If Universities are willing to collaborate (as an example) or AI tools, this support may just enable us to deliver the expected change or improvement for our beneficiaries. We know there is a gap to support neurodiverse, affected by a rare autoimmune condition, and we want their voice to shine through.
[for further information - please see all the available slides from our conferences]

Furthermore, there were discussions about a potential long term outcome study and looking at those adults with OMAS, please see below:  (waiting to hear further on this).
The aim of the project is to explore cognitive and behavioural outcomes in adults who have a history of paediatric OMAS
· The initial part will assess all participants via patient reported questionnaires, outcomes including quality of life, cognitive and behavioural issues.  
· Following this initial survey, neuropsychology assessments, can provide further ideas of where support is needed for our adults.

We welcome further research ideas, please contact the team to discuss: support@dancingeyes.org 

Fundraising: Thank you to Brakes, the UK’s leading wholesale food supplier, who have recently shared an interest to support fundraising. We presented to the senior team in September, so thank you for opening the doors to DESST to discuss opportunities. We look forward to collaborating. We also connected with a sporting event and have a fundraiser planned for early next year. A charity football match (originally planned for November 2025, now in early 2026) linked to one of our marathon runners, has enabled the DESST to set up a celebrity soccer event. Therefore, our socials page is imminently getting ready for other viewers who may not usually look at us. All are invited. We recently applied to Global Make Some Noise; however, they received over 1000 expressions of interest (an increase of 42% from last year) and they were only able to progress 81 charities to stage two. We responded to acknowledge their consideration and to outline how grateful we are to Alan Carr (who recently reported on the Traitors) that his charity of choice, neuroblastoma, will raise further awareness of childhood cancers. We also outlined that Opsoclonus Myoclonus Ataxia Syndrome, is a serious neurological disorder causing the eyes and most of the body to stop working. As the condition can be complicated by a tumour called a neuroblastoma, whereby immune treatment is required to stop the immune system from attacking their brain, we therefore wanted to jump on the back of this publicity and showcase that DESST really is ready to do what it can to support its community. Watch this space. Thank you to Global Make Some Noise for considering us, we wish you all the best with the successful charities of choice, and we look forward to applying again next year. We will use this as a foundation platform to keep reaching out to funders willing to support this amazing community. 
What could further funding do? It could support the charity to be more multi-dimensional, and here are examples of what we know is currently needed for those with rare conditions: 
· Further emotional and practical support to OMAS families
· EHCP support helping families to receive the school plan much sooner than they currently do
· Walk and talk therapy, life skills support and leisure opportunities for people living with this rare condition
· Therapeutic group sessions for parents, impacting their coping strategies, and ultimately having a positive effect on the child and their siblings also
· Creative workshops, allowing further participation for young teenagers or young adults who are feeling like there is a gap in their time for community and creativity
· Monthly stories/podcasts increasing knowledge exchange and community awareness of rare conditions, storytelling for our young OMAS who are combating tough times
· Considering our healthy approach intentions, can we reach out further to anyone struggling to buy food, linking in with the UK’s food suppliers ‘Brakes’, who are happy to donate food
· Involving our young adults to offer ideas to help support life changing projects in local communities, encouraging them to use their ideas, growing confidence, self-esteem, focus and participation
Marathon: We continue to congratulate our marathon runners for their bravery and determination, which enables the trust to push forward. It’s an amazing team effort and the Trust recognises that an enormous amount of energy goes into that training AND the 26 miles itself. It’s a journey of resilience and with the belief you have in yourselves for linking in with endurance running, we are immensely proud to collaborate with you and the partnership with The London Marathon. 2025 was a record-breaking year for being the biggest annual one-day fundraising event! Each year we recognise that it really is a celebration of community and kindness. The generosity shines through and enables all our sporting achievers to recognise their true athlete deserving hat. Thank you for everything you do.
How can we further support out marathon runners? This year a member of the DESST, whilst our marathon runners rested, opened a fund page to run/walk/cycle the marathon miles over the course of a week – just imagine how much further support and funds we could raise if all members, or friends and families, or friends of friends and friends of families took on that challenge? This could be a real community connection amongst our rare team who join in this challenge, doing so in their own community groups, together online, or small groups regionally, nationally, internationally. Perhaps we can start to consider how far we could share this to raise the awareness and support our runners.

Health: When it comes to our health, we would like to recommend asking the question: How can we nourish it further? Suggestions such as outdoor involvement, communication, support, community links, health and wellbeing opportunities, a general chance to reconnect and create a valuable time to reinvest in your support groups. Caregivers provide a lot of their own resources to work through this complex journey, and we do not underestimate what impact this has in terms of mindset and time. We know that having a neurological rare condition such as OMAS, can bring worry, heartache, stress, confusion, mental health problems, although - the flip side of this, is that a rare community can also mean we are all part of something rare, something unique, and exploring those positive stories has the potential to change the negative outcomes and unfold something different. This is where the trust wants to dig deep and explore the right support that can align with you. 

Part 1 of our healthy approach is offering the Respite Weekends:  Historically, it has provided families with resources to connect, learn new things, take respite and talk through the many challenges with this rare disease. DESST hosts a 3-night short break in different parts of the UK annually and it has created opportunities for new projects where growth, resilience, new chapters, new milestones can evolve, and this mini holiday continues to offer much needed further provision so that families understand that this rare neurological journey is not a solo one. Children enjoy playing, being with friends, being creative, outdoor activities and true escapism with their family away from commitments, hospital visits and busy lifestyles back home. We’ve appreciated Joe Wicks reaching out to us each year and sharing his message to the DESST weekend families AND giving a shout out to those marathon runners which helped acknowledge their journey of resilience.

*Further respite opportunities for personal development, physical activity, having fun with the arts and health and nutrition education would be amazing. 

Part 2 of our healthy approach is offering the International Conference for Clinical and Basic Science:  Every two years our specialists come together to collaborate and explore what is happening with OMAS. The International Conference for OMAS took place in April in Oxford. There is a summary below.
Notes from The Opsoclonus Myoclonus Ataxia Syndrome International Conference for Clinical and Basic Science, April 2025.

Dr Ming Lim, Chair of the International Committee led this conference. At this OMAS International Conference in Oxford, April 2025, we talked about the very 1st meeting – where very few clinicians had seen OMAS. Perhaps just three clinicians were at that meeting, and now, this year, there were 58 in attendance (a mixture of clinicians, researchers, family members, committee members). Back then, there were other clinicians who had seen neuro immune conditions but not OMAS.
That first meeting had one focus: to establish more support, to get bench scientists interested and knowledgeable about OMAS so that they could GET ANYBODY doing ANY research on it.
In that sense we’ve exceeded ROYALLY – these meetings are far more diverse and delivering outcomes. Please see notes on our website: Resources - Dancing Eye Syndrome Trust

HOWEVER, we don’t yet have all of the answers – and there are still cases being affected significantly.
The collective experience of the group at the conference is vast. We’ve learnt that collaboration is important, and what this community continues to do and has taught us is how we can promote our rare condition, it’s challenges and achievements moreso – it is as not so well known just as it is – so the promotion is key, and forming partnerships will be beneficial.
Europeans were in attendance, as well as representation from America, India, Brazil, and Japan. The collective input reminded the clinicians how they need to re-think and how they frame some of the syndromes. Ming Lim expressed that clinicians can be impatient with the data – because, he added: “it’s just a reminder that every day you have a delay in getting the data out, it’s a delay for the patients”. Therefore, there is an urgency – so we need to work together, quicker.
Adaptive trials were discussed, questions asked: what happens after the European trial? Cases discussed suggest they have thrown everything at this – and now must find another way of formulating immunobiology and neurobiology.
As such – is it personalised medicine or is it precision medicine, or is it a bit of both? What can we learn from other conditions? There were talks about a much-needed biomarker, the fascinating eye tracking as a new biomarker or is it deep pheno-typing or is it one of the two – the range continues.
Clinicians wonder why the OMAS neuroblastoma tumour is less aggressive - is it because it has sat there a long time – allowing for there to be CNS antigenicity or is it by virtue – you’ve mounted a new response to a tumour, that you get co attacking the brain, as such?
And then the focus of the acute course is what we always fall short of …. even in the autoimmune literature – you can look at all the papers published and it’s within the first 3 months – the most important bits is the lived experiences of the patients.
Industry can really benefit from what the clinicians do in terms of real-world data but also the importance of doing things in parallel so one doesn’t hold the other up – so strategically thinking is key.
Discussion about how scientists and clinicians work together as a community, and kick back against the regulations and red tape that takes 18-24 months to set up a project, which is so counterproductive to people working together collaboratively – we therefore need to address change.
One thing that will help is the patient advocacy group and lobbying from Eurodis and Neurodis.
One big aim for the next meeting is around biomarkers – it will be something that we can sample dynamically – it emphasizes the need to sample tools dynamically and much more frequently especially the cognitive behavioural things – maybe we can develop customised tools that are evolving - we have a patient community that are willing to try out things. When we do have biomarkers, the ability to synthesize the kind of clinical behavioural phenotypes will be really key to give credibility to allow clinicians to have confidence that they can treat and measure the course on and not just specific outcomes – so we can already be starting to think about collecting the data and finding tools to collect and sample behavioural cognitive elements which are inconsistent, so that when we have molecular tools, we can bring those together, and really have something powerful moving forward.
Final notes from this summary alluded to the strength of this group – it’s the co-development of these things, with lived experience, and the families.
Very few groups can say that every project has begun from inception through to right at the end.
Thank you to the DESST and its original team members who are the founders of this amazing rare international community. We appreciate your audacity and consistency. And we also thank OMSLife for joining us on this journey and continuing to support this happening, this partnership enables this community to grow its awareness, its understanding and together hoping to have healthy outcomes for OMAS.

Action: Workshop presentation slides (2025) to be added to our website shortly

How the Trust involves its people: Ultimately, we are linking the rare disease community to the clinicians and research community AND vice versa. This started with our International Conferences in Oxford at the first workshop in 2001. Our aim is to furthermore channel the patient voice and research so that we can ensure lived experience directly shapes research design, and delivery. The aim to involve our people is so that we can accelerate impact, and by creating research and design solutions together, we can continue to address that matters to those people the most living with rare diseases. The charity involves the people it supports in shaping and improving the activities by welcoming their thoughts, ideas and general feedback on a questionnaire at the weekend breaks. To contribute to the longer-term sustainability of the trust or increase its wider impact, it would be valuable to have more questionnaires and polls to the wider audience as not all families attend the holidays. We want to continue to involve our members by asking them directly online through Facebook how the charity can best support them. Additionally, reaching families who are not online would be valuable - this can be a grey area, so we aim to survey how best we can reach the wider community, if this is needed. Feedback is always welcome.
We are looking to increase our international collaborations; We are a national hub, and looking to become more international – where our patient voice has been amplified and more integrated in further research initiatives – we are looking to increase our knowledge exchange for clinical science, we are wanting to hear further stories of how others are navigating this journey, we are happy to showcase how our UK advocacy work can share its good practice to other rare disease organisations, and ultimately, we want to support our families and those with the condition to participate in activities that can increase their quality of life. Therefore, collaborative engagement will be valuable and working together, to amplify the voices of our families, clinicians and researchers creating further international research initiatives, and ensuring that lived experiences is shaping research design. Having such diversity enables all to be aware of the opportunities available. Ultimately these connections can turn community knowledge into faster more effective diagnostic and appropriate treatments.
Trustees: meetings have taken place this year to encourage discussions about the trustees and outline that the trust deeds state we need to have at least two trustee meetings per year - one is the AGM - this has been taking place annually at the Haven breaks (other than this year where the AGM is planned for Dec 2025). We also have conference calls, at least four each year, and this is to determine motivations moving forward so that the trust can have maximum input for effective varied outcomes. We are always curious and welcoming of the member’s ideas and support. Smaller charity trustees have a lot of involvement and bigger charities can take more of a strategic role, so we want to ask questions and always explore what can be most effective for DESST. How meetings are communicated is important. The minutes are always available for those who wish to read them. We want all members to be well in tune. It was agreed at one of these conference calls that an overview of the year will be insightful, it can show how we are governed, and this framework will help us be accountable. We can share the non-financial side with anyone who has donated demonstrating a record of what the Trust has done and is doing. The annual accounts are submitted to the Charity Commission website and are always available to view. Consistently over the last three years at the weekend get-together, we have attempted to showcase what the themes have been and what families have been supporting each other with over the 12-month period. This report is an extension of this and considered an effective way to support the principal roles to deliver information. 
Themes: We’ve had the following themes discussed on our support FB group such as medical advice; community activities; the weekend short respite break; marathon news; seeking advice on: travel; signposting each other to clinicians and Consultant Paediatric Neurologist advice, in London; pressures of lower than expected attendance; support template from Medical Specialist and Chair to support families depending on circumstances; space to regulate oneself; education and school support, EHCP; mental health struggles and showcasing coping strategies; positive stories showcasing what our OMAS members achieve; 
it was suggested by one of our members: Topic of the month – a group forum for people to share experiences of the topic; which can also discuss and advertise further positive stories; fundraising efforts and outcomes of these funds; and website improvements providing effective communication.
How we are looking ahead: We have outlined some of the challenges that families are faced with and how the trust would like to continue its support and address those challenges – as well as optimise on opportunities for future growth. Major fundraising to help increase international collaborations is needed, and notably, funds are necessary so that we can continue to host those important events and make every effort to: 1) get more of those answers that clinicians are striving for – and ultimately reduce the cases being affected significantly. This is meaningful for our families and of upmost importance. Furthermore, 2) the partnerships will increase awareness and share our positive work to support families with this rare condition. 3) Help the Trust to continue to serve its people and if necessary, be more multi-dimensional. It is obvious that there is a lack of therapeutic interventions available, so we want to address how the trust can do more for the OMAS individuals, and the caregivers who spend a lot of time being the main support provider. This call to action that encourages partnerships, donors, volunteers and awareness is our way of saying thank you for reading and we look forward to continuing the valuable research and connection that enables enterprise and knowledge exchange to change lives and support those who need it. 

To further support our families and medical specialists, the Dancing Eye Syndrome Support Trust will attempt to lobby from Eurodis and Neurodis and be both proactive and consistent with this approach.

Notes from the LA Caregivers Conference: 
	Thank you to Mike Michaelis and Team OMSLife for putting together a successful Caregivers Conference. Thank you to the donor that made it possible for DESST to have representation in Los Angeles. Families, researchers, education professionals and clinicians far and wide made the journey to come together, thanks also to all of them for their contribution and dedication – it means a lot to the OMAS community. Slides are available at the end of the notes - on the link below.

Mike welcomed and introduced, starting with Zeke Zaragoz (keynote speaker), followed by with Wendy Mitchell which kickstarted informative conversations.

Zeke told his heartfelt story, impactful, expressing his vulnerabilities and his earlier challenges. However, his story also revealed how he has excelled in sports (playing at Oklahoma State University) and this inspiring story revealed how, once dependent upon a wheelchair, he overcame his challenges and is proof that a brighter future is possible. Zeke and Chanin (his mother) continue connecting with families battling OMAS and advocating for care. 

Reflection: If our children could speak at onset of symptoms, what would they say? 

Described by Chanin, Zeke’s mother at the OMSLife Caregivers Conference in LA, the younger Zeke asked: 

Why is the room moving? Can you hold me? Why is the wind blowing me? 

Those feelings of being sideways, and off balance cannot be described by a very young child – but they were described this way as a patient who had onset aged 3.

Reflection: “Listening to this, even after 26 years of being involved in this rare community, it’s the first time I’ve heard someone describe the feeling. Those with a younger child going through onset, it’s impossible to understand just what they are going through. This was humbling and it took me straight to the heart of OMAS. We continue to learn and will keep learning throughout this journey”

Dr Wendy Mitchell, MD, talked about: What we know, what we don’t know and how we are trying to know more • Professor, Neurology and Paediatrics • Keck School of Medicine, University of Southern California • Children’s Hospital Los Angeles. Also, congratulations to Wendy Mitchell who this year received a Lifetime Achievement Award at the annual Child Neurology Society (CNS) Conference in Charlotte NC. An incredible honour and it is an example of why DESST and OMSLife recommend families to take a child with OMAS to an OMAS specialist, if it is possible.

There was Emma True supporting Kitty Petty, (Education Specialists at Boston Children’s Hospital in the Neuroimmunology Centre) and they discussed supporting children and families as they navigate the intersection of health and education. 
Objectives of the interactive presentation by Professor Tim Lotze highlighted the importance of early and ongoing transition planning; to clarify the roles of parents and youth in the transition process; to describe the transition process and key steps; and address barriers and solutions to successful transition. Tim suggested that transition medicine may well become a key sub-specialty within neurology and perhaps in other fields. The DESST also understands and agrees that if Cognitive Impairment is underestimated, then we may be losing out on resources that are critical for care. If it is overestimated, we are doing a disservice to that individual in terms of their autonomy. Shared decision making is a very important aspect. We want to showcase and prevent any of our OMAS members not adequately incorporating services and supports needed to maximize their health and autonomy because of inaccurate recognition of cognitive impairment.

Dr Laura Saucier is a paediatric neuroimmunologist and assistant professor clinical neurology at Children’s Hospital Los Angeles. Her clinical area of expertise is paediatric neuroimmunology, which includes a wide range of disorders including OMAS, and she focussed on relapses. [currently waiting on these slides]. Dr Mark Gorman, a member of the International Steering Committee and in regular attendance at the OMAS International Conferences in Oxford, UK, was present and available for any questions. Mark is very well informed in OMAS and is Director, Pediatric Multiple Sclerosis & Related Disorders Program; Co-Director, Pediatric Neuroimmunology Center; Neurologist, Department of Neurology at Boston’s Children’s Hospital. 
Hannah-Lise Schofield, Ph.D., ABPP-CN Pediatric Neuropsychologist, Children’s Hospital of Philadelphia (CHOP) Associate Professor of Clinical Psychiatry, Perelman School of Medicine, University of Pennsylvania; focussed on Behavioural, Emotional, and Cognitive Functioning in Paediatric OMS/OMAS - What do we know about behavioural, emotional, cognitive (BEC) functioning in OMS/OMAS? • How do we understand these results? • What do we still need to learn? …with things to consider such as: Cerebellar impact; Transient impact due to inflammation; Persistent symptoms due to medical trauma; Developmental interruption; Iatrogenic effects; Cohort effects; Behavioural reinforcement patterns. 
Dr Elizabeth Wilson is an Assistant Professor at Cincinnati Children’s Hospital and is the Director of the Multiple Sclerosis and Neuroimmunology Centre. Elizabeth has a strong desire to contribute to the knowledge around the interaction between environmental factors and disease activity in patients with neuroimmune diseases. She has partnered with OMSLife Foundation in exploring less-typical presentation of OMAS as well as eye tracking in OMAS. Elizabeth’s presentation: The Eyes are the Window To Cognition is available with all of the other presentation slides, please use this link below:
2025 LA Conference – OMSLife Foundation















Testimonials from our DESST members:

“With the condition being so rare it is hard to find support for the emotions and difficulties that come with this illness. It is a great reassurance to be around people who understand. For us, it was also so important to be around some of the older people who have lived through the experience we are in now and came out the other side. This gives us hope for the future”.

“Meeting other families is the main pleasure. The OMAS journey can be such a lonely journey, with even those close to you finding it difficult to understand at times. Through this amazing charity we have been able to connect to other people who can answer our questions and support us by speaking of their own experiences and being able to relate to each in a way others cannot”.

“It is evident how much time the charity puts into developing knowledge and doing the best for our children. They go above and beyond in their own time delivering presentations and seeking all new knowledge across the world to deliver back to families”
“He can have a connection with other children going through exactly the same thing”.

“We are usually reluctant to do activities or weekends away with other people as his needs can become challenging and not always conform to expectations. The charity really does offer a light in the darkness for us families feeling lonely and misunderstood.”

“The DESST gives the most fantastic commitment to a cause that has very little recognition. I would love for it to receive the recognition and awareness worldwide that our warriors deserve. To not be met by a confused look in society and in the medical world for a condition that is known by very few.”

Recommendations and final thoughts:
Assembling these summaries and reflecting over the events of 2025 the connections, for both DESST alone, and together with OMSLife, have provided purpose-led events that meets community needs. We have learnt further about lived experience and scientific advancement. We have supported those living with OMAS and provided a link for parents of children with this rare disease both locally, nationally and internationally, sharing knowledge and facilitating community connections along the way. Next steps: It would be useful to write a DESST Strategic Plan. As we have seen, progress depends on relationships, partnerships with clinicians and researchers, patients and families have united to work together, and this will continue to support DESST to turn strategy into action. This report can inform those next steps.
We know that trauma and crisis, for rare disease families, can bring constant concerns, which brings consequences; and with that, those pathways are a bit muddled, it is not always clear, and it can be stressful navigating this journey. Providers may be available for some, not all, there is inconsistency, and behavioural therapy, caregivers support etc. may not be within easy reach. The protocols are complex. Grabbing a story on our advocacy group is greatly received, we know the health system can have weaknesses so we just need to work through how we can help families and the individuals with OMAS, to maintain the details needed along this route, and support clinicians with this too. We can do by working towards logical organised procedures that have consistency in terms of support. The rare families are understanding of the inconsistencies, so realising this is important and trusting their guidance is valuable.
Remembering also - we can find an intersection, with our family life, our social selves, our work and our rare disease pathway, 
By being curious and if its personal - it can help you drive to finding solutions – no matter what you do - any job, anyone can map out what societal issues arise in your area – what message can help future business leaders? What can help those working in care? Those in education? Many service-led providers have the capacity to dig deep and make a big impact.
How can you be an avenue of change? Any sector has that responsibility
DESST looks forward to weaving these stories together with you.
· We know charities are vital connections to local communities. This is a big driver for small charities 
· Equity and access question - what are we doing to improve that equity and access across the board – to knowledge, to care and to education?
· Strive to invest sufficiently to balance current need to deliver services with future preparedness. Increase financial resilience and sustainability, managing costs, embracing the social economy and partnerships, and increasing engagement with donors. Perhaps, the DESST could bridge the volunteer gap through corporate giving, appealing to socially conscious employees, to enhance longevity fundraising. Is there an opportunity for those looking for return of assessment (ROI)?
· We want to ensure that the outcomes of those benefitting from our charitable trust are reliable and evidence-based, making it a crucial tool for researchers, policymakers, and health professionals. So going forward, a strategic plan will help trustees to be guided; focussed research questions, with a detailed plan will assist impactful research opportunities; and community involvement from our members is key.
· Our community approach is rooted within our inter-connected networks – working together to create systemic support for people living with OMAS.
· Online research suggests that charities need to invest in resilience measures: so, we plan to take stock of what measures will make the biggest difference over the long term and talk to funders about the value of resilience as a core theme. If we examine how the fundraising landscape has changed and acknowledge how the rise of digital fundraising can affect this, it will be a good start.
· How can we move beyond simple donations to create shared value? We know that by partnering with well-known corporations, charitable trusts can gain significant exposure to new audiences – so considering how a corporation's established reputation can lend instant credibility to a charity's mission, and vice-versa. We too know that the work the DESST is involved in is unique and something worth advocating for. What benefits can DESST bring to the corporate partnership, as well as it deepening existing donor relationships and attracting new ones.

Amongst all these points above - ultimately the support trust is here to understand what is going on with OMAS AND enable effective signposting to be in place to ensure the communities reach effective provision around every day real-life care   

Further education where needed can help families to get the balance right, regain energy levels, switch off any inflammation caused by stress or something else, regain control over our body and mindset and practice health and wellbeing awareness. Acceptance of a new way of life can take time, and for our younger children, our aim for families to consider is how not to put their life on hold, so the trust is always exploring how to support families navigating that. The ideal approach would be to have the child involved in the regular activities that they enjoy as soon as possible, with consideration around the precautions to reduce the risk of infections AND being able to enjoy a new normal routine – with overall development. We aim for children to remain function as soon as possible, members are always willing to provide information, as quickly as possible, to help those children continue to be the amazingly resilient humans they can be; and the trust will continue to explore a reliable consistent and coherent method of delivering that education and support across all years.

When we realise, knowing how rare and misunderstood OMAS is - we could all have opted out of having so much involvement, however, our members responded with the attitude – how can we do more? Reflection: When we consider this reaction, we wonder: what are those with the condition feeling? How have they responded, how do they want to, and how could this charitable Trust support those who are inquisitive? Have they opted out, so to speak, or do they want to be more involved? Maybe not now, maybe later, if so, how? Those in attendance with the condition, at the LA Conference, who chose to get up and represent OMAS, did so with clarity and grace. 

We know there are the emotional connections and there are the physical demands of day to day, which proves tricky to apply consistent understanding – as volunteers, we recognise that is not always possible around day-to-day life, and the joys of just being present without responsibilities looming too heavily in the background. However, we know whether you are a member in the background, a volunteer providing your time, an OMAS member navigating this journey, a caregiver providing crucial support, a fundraiser partnering together with us, a clinician/researcher looking for the answers, this work carries longevity, and the more love that we have will exchange and bring love back.


How can we help a very rare journey feel more healthy, less lonely and how can we help our families practice self-care?


Thank you for reading
Jo Brazier,
Chair and Trustee

…. And on behalf of all the trustees and members of Dancing Eye Syndrome Support Trust, we wish you a happy festive season and look forward to connecting with you in the New Year.
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