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Hi I’m Hari Jones and today I will be discussing Prader–Willi syndrome (PWS), covering its definition, diagnosis, challenges for affected children, and one key support strategy. PWS is a rare genetic disorder caused by missing paternal genes in chromosome 15, affecting about 1 in 15,000 births worldwide—both males and females. Children with PWS often have low muscle tone, developmental delays, learning and behavioural issues, and especially hyperphagia, an intense urge to eat which can lead to obesity if not managed. Lifelong support from healthcare professionals, educators, and families is a must for children with the condition.
Historically, the diagnosis of Prader-Willi syndrome (PWS) was based on the recognition of distinct physical and behavioural traits. In infancy, clinical indications may include profound hypotonia, inadequate feeding, weak vocalisation, and failure to thrive. As patients mature, symptoms such as hyperphagia, excessive weight gain, delayed speech development, and behavioural challenges become more prominent (Butler et al., 2019).
However, sole reliance on physical characteristics presents limitations, as many features are shared with other developmental disorders such as Autism and ADHD. Consequently, current diagnostic practice centres on genetic testing. The go to method is DNA methylation analysis, which identifies abnormal gene expression on chromosome 15 and detects over 99% of cases with high accuracy (GeneReviews, 2025). Additional analyses, including chromosomal microarray or MS-MLPA, may be employed to determine specific genetic subtypes (Beygo et all.,2019).
Timely diagnosis is key, as it facilitates early intervention, to help the children and families. For instance, growth hormone therapy, physiotherapy, and nutritional management can significantly enhance physical development and long-term health outcomes for the children (NHS, 2017).
Despite advances in genetic testing, delayed diagnosis remains, particularly during infancy due to unclear presentation of symptoms. Limited awareness among healthcare providers may further postpone recognition. Butler et al. (2019) report that earlier identification has significantly improved developmental and behavioural outcomes for children with PWS by enabling support strategies prior to the onset of severe complications.
Speaking from experience, children with Prader–Willi syndrome (PWS) face significant challenges in health, emotional wellbeing, education, and social inclusion. Hyperphagia, is an uncontrollable appetite due to hypothalamic dysfunction, leads to constant hunger and food-seeking behaviours, often resulting in obesity and related health issues like diabetes, cardiovascular disease, sleep apnoea, and mobility problems. Emotional difficulties can include anxiety, frustration, behavioural outbursts, and issues with regulation, resulting in being excluded from educational settings and minimal socialisation with their peers (Wieting et al., 2024).
Educationally, many children have mild to moderate learning disabilities, delayed language development, and attention or memory problems that impact academic progress (Guevera, 2021). Socially, they may encounter stigma and exclusion because of obesity or behavioural differences, making peer relationships challenging as mentioned above. Families and education must provide ongoing supervision and structured routines, which can cause emotional and financial strain. Research by Rice et al. (2016) highlights that behavioural and emotional challenges in children with PWS significantly affect family life and educational participation.
A highly effective approach for supporting children with Prader–Willi syndrome is structured behavioural and environmental management. Because hyperphagia persists throughout life and is hard to regulate internally, creating an environment with fewer temptations and predictable routines can be beneficial, with some research into the effects of oxytocin on social and food related behaviour (Kuppens, Donze and Hokken-Koelega, 2016).
Key components of this strategy include:
· Food security measures: Families may lock cupboards and refrigerators to prevent unsupervised eating. While it can feel restrictive, these steps help protect the child’s physical health and safety.
· Consistent routines: Daily activities should follow a reliable schedule. Regular mealtimes, school routines, and bedtime routines help reduce anxiety and improve coping.
· Visual supports: Visual schedules and timetables and sand timers help children understand expectations and ease transitions.
· Positive reinforcement: Emphasizing praise for appropriate behaviour and rewarding achievements supports emotional regulation and self-esteem. Punitive approaches are generally avoided, as they can increase frustration and behavioural outbursts.
· School involvement: Teachers and school staff collaborate with parents and healthcare professionals to create individualized support plans. These may include supervised snack times, strategies for emotional regulation, and additional learning support.
· Multidisciplinary care: A team approach is essential. Dietitians, psychologists, physiotherapists, speech and language therapists, and endocrinologists all contribute to improving the child’s quality of life.

Research from Lionti and colleagues (2022) indicates that combining structured environmental management with multidisciplinary intervention yields significant improvements in long-term physical and psychological outcomes for individuals with PWS. While maintaining strict routines can be challenging for families, this approach remains one of the most evidence-based strategies available.
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