Case study – Milo, 6, Down Syndrome and Nystagmus 

Author Milo’s mother (milo is not child’s real name)                                                                                        

Milo is 6 yrs old boy who has Down’s Syndrome and Nystagmus - a visual problem which makes the eyes ‘wobble’ and causes blurred vision.

Milo started mainstream infant school in September (2007) with very few spoken words and mainly communicated using MAKATON signing. He had been continent for the 8 months prior to starting school but after catching a bug that went around the school, ended up back in nappies for 15 months. Frequent diarrhoea persisted throughout his foundation year and into year 1 and the combination of learning difficulties, his toileting and challenging behaviour left Milo struggling to access the curriculum.

Specifically Milo had trouble with;

· ‘Pica’ – mouthing and eating inappropriate material such as stones, 

litter and faeces.

· Double incontinence with frequent diarrhoea.

· Eye ‘wobble’ causing difficulty in focussing and holding focus, especially when tired. 

· Difficulty with spoken language.

· Difficulty making transitions from one activity to another.

· Difficulty moderating/regulating his strength.

· Inability to sit/stand still and focus on tasks.

· Difficulty falling asleep at night, waking frequently and sleepwalking.

· Extreme distress at having his face or head touched, brushing teeth and wearing a hat.

Milo started on the HANDLE® program in late November 2008. After a 2 day assessment, exercises were suggested to help with interhemispheric integration, binocular vision, ocular motility, vestibular functions, proprioception, oral motor functions, gustation, olfaction, kinaesthesia, tactility, low muscle tone and auditory sequencing.

The exercises were easy to learn. They were to be done every day and the whole set could be performed in about 30 minutes. In fact, exercises tended not to be done all in one go as Milo couldn’t concentrate for that long and would become uncooperative quite quickly. Instead many of them would be done ‘by stealth’ as and when opportunities arose, often without Milo ever knowing that he was doing one of the tasks.

The exercises were done on most days with inevitable exceptions due to the pressures of daily life. Despite this, changes quite quickly became evident. Milo became more settled and seemed more able to sit still and concentrate. His behaviour moderated and there were less and less extreme outbursts over transitions and activities like face washing and brushing teeth. Milo began speaking more and saying words more clearly. The pica lessened almost immediately and stopped within a couple of months of starting the program. His diarrhoea also stopped, allowing potty training to recommence. Milo was back in pants at school within 2 months and fully continent at night after 4 months. He was also sleeping better and did much less sleepwalking.

It is now 7 months since starting HANDLE and there have been 3 follow up reviews. An enormous amount of progress has been made in that time in terms of Milo’s development. His speech has come on considerably and he is now using a greatly increased vocabulary and making short sentences. He falls asleep easily and wakes only once or twice in the night. At school he is now making excellent progress in all areas and is able to concentrate and focus on tasks for prolonged periods of time. He is learning to read and write – activities that previously would not have seemed within his grasp and actually enjoys the work and gets a real sense of satisfaction from achieving. His IEP targets are now all about learning and independence skills rather than about behaviour and management. 

Milo will always struggle with academic work but it does not mean that he can’t learn. What was so frustrating for us (his parents) was realising that there were problems, over and above the known issues attendant to the syndrome, hampering him and putting him at a double disadvantage. We feel that the HANDLE program has successfully begun to address these problems. As time goes by Milo seems to have become a better integrated and more functioning child both socially and academically, and is quite simply more settled and contented in himself. We are obviously delighted and feel that this has been a hugely helpful intervention.
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