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therefore, the management of post-
traumatic stress disorder in children 
is now done by paediatric neurology 
services. We need urgent help to 
deliver comprehensive services for 
children with post-traumatic stress 
disorder.

We call on national governments 
and medical societies in Europe to 
support children with neurological 
disorders in Ukraine. Once the war 
ends, the country must develop 
and fund a training programme for 
paediatric neurologists that is in 
accordance with the standards set by 
the European Paediatric Neurology 
Society syllabus. We call for help to 
establish systems and funding to 
ensure that children in Ukraine can 
access therapies regarded as standard 
of care elsewhere in Europe. Also, 
paediatric neurologists in Ukraine 
need support in managing mental ill 
health in children with neurological 
diseases.3
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that up to 50% of people with 
degenerative cervical myelopathy 
who receive treatment report no 
improvement in their symptoms 
because of the irreversible damage by 
the time the disease is diagnosed and 
treated.3 Raising awareness about this 
disease is crucial to reduce diagnostic 
delays and improve outcomes.

A not-for-profit charity has 
established incubator groups 
targeting diagnosis, assessment, 
and rehabilitation. The organisation, 
which includes surgical and non-
surgical experts from across the 
globe, is working to improve 
awareness and outcomes. The 
charity is also synthesising practice 
guidelines to aid in diagnosis, 
and contributing to the Enhanced 
Recovery After Surgery project. We 
invite the global medical and research 
community to join us in this urgent 
mission.
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For more on Myelopathy.org 
see https://myelopathy.org/

For the European Paediatric 
Neurology Society syllabus see 
https://www.epns.info/
education-and-training/
european-syllabus/

Paediatric neurology in 
Ukraine: a call for help
In Ukraine, before the war, neurological 
care for children was provided 
by approximately 700 paediatric 
neurologists (one per 8400 children). 
The responsibilities of paediatric 
neurologists in Ukraine are diverse 
and include neurorehabilitation for 
children with acquired CNS injury 
and psychiatric care for pre-school 
aged children. Substantial challenges 
were identified during a 2021 visit of 
the Training Advisory Board of the 
European Paediatric Neurology Society 
to Ukraine.1 This evaluation noted that 
physicians trained as paediatricians or 
neurologists received only 5 months 
of further specialist training, compared 
with 2·0−3·5 years in other European 
countries. The evaluation also noted 
little involvement of trainees in daily 
clinical practice and reduced access 
to up-to-date genetic and metabolic 
diagnostics and novel therapeutics, 
such as emergency antiseizure 
medications, drugs, and gene therapies 
available in other European countries.2

The situation has changed markedly 
since the start of the Russia−Ukraine 
war in 2022. By July, 2024, almost 
7 million Ukrainian refugees (about 
15% of the population and mostly 
mothers and children) were living 
outside Ukraine, and almost 4 million 
people were displaced within Ukrainian 
borders. The number of paediatric 
neurologists in Ukraine is now around 
300. The shortage of specialists is 
particularly bad in regions close to 
the front line. The length of paediatric 
neurology training is now reduced 
to 3 months. The constant risk of 
missile attacks causes fear and anxiety, 
reducing parents’ desire to leave home 
and seek highly specialised care in 
tertiary centres. These circumstances 
have resulted in delayed diagnosis of 
neurological conditions. The number 
of children requiring rehabilitation 
for CNS injuries has increased due to 
war-related trauma. There are very 
few child psychiatrists in Ukraine; 
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syndrome could also have broader 
applications for understanding ageing 
processes, diseases, and treatments 
that will benefit all populations. Down 
syndrome research is indispensable, 
yet currently insufficient.

T21RS aims to foster collaboration 
among Down syndrome researchers 
globally through online platforms, 
international  meetings,  and 
conferences (figure) by establishing 
standardised protocols for basic and 
translational research; supporting 
education and training for young 
researchers through education 
programmes and pilot grants; by 
communicating research findings 
to the public and policy makers; 
and by strengthening connections 
between scientists, industry, patient 
associations, foundations, and society 
at large.
Marie-Claude Potier is President of the Trisomy 21 
Research Society.

*Marie-Claude Potier on behalf of the 
Trisomy 21 Research Society executive 
board†
marie-claude.potier@icm-institute.org

†Members, affiliations, and declarations of interest 
are listed in the appendix. ICM Institute for Brain 
and Spinal Cord, Hôpital de la Pitié Salpêtrière, 
Paris 75013, France; INSERM, Paris, France; Centre 
National de la Recherche Scientifique, Paris, France; 
Assistance Publique  Hôpitaux de Paris, Paris, France; 
Sorbonne Université, Paris, France 

1 Fortea J, McGlinchey E, Espinosa JM, Rafii MS. 
Addressing challenges in health care and 
research for people with Down syndrome. 
Lancet 2024; 403: 1830–33.

international society dedicated to 
Down syndrome research, which was 
founded a decade ago and now has 
more than 680 members worldwide—
we advocate for greater recognition of 
the people with Down syndrome, aim 
to enhance health care, and address 
the burden of co-occurring conditions 
through research.

Ongoing research is essential 
to improving the quality of life of 
individuals with Down syndrome 
by addressing increased risk of 
comorbidities, enabling their early 
diagnosis, and developing tailored 
interventions. Individuals with 
Down syndrome are at high risk for 
Alzheimer’s disease, but have  not been 
included in clinical trials for approved 
Alzheimer’s disease immunotherapies 
yet.1 Therefore, it is unknown to what 
extent such treatments will prove to 
be safe and effective in those with 
Down syndrome. Research on Down 
syndrome enriches our knowledge, 
promotes social inclusion, and 
informs policies on education and 
employment. As life expectancy for 
individuals with Down syndrome 
increases, continued research will 
ensure better ageing care. Insights 
gained from research on accelerated 
ageing in individuals with Down 
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Advocating for increased 
awareness and research 
on Down syndrome

World Down Syndrome Day, observed 
annually on March 21 and recognised 
by the UN since 2012, aims to raise 
awareness of Down syndrome to help 
people better understand and support 
those with the condition. As members 
of the executive board of the Trisomy 
21 Research Society (T21RS)—the only 

Figure: Trisomy 21 Research Society conference in Rome, June, 2024
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For more on T21RS see 
https://www.t21rs.org/
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