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 Case study:  Fluctuating capacity

[bookmark: _GoBack]Capacity assessment and gathering of information to inform best interests decision
John is a young man with learning disabilities and mental illness who has oral and pharyngeal dysphagia. He lives in a shared flat supported by a team of paid caregivers managed by a registered nurse. He has choked on tough and chewy food several times over the last year needing backslaps to recover. These incidents appear to be increasing in frequency. He does not retain details of each incident but, with support from his caregivers, he can reflect in a limited way on his difficulties with certain textures. However when faced with a wide choice of foods at mealtimes and on outings he appears impulsive choosing tough and chewy items and resisting advice to opt for easier softer options.
The original referral was from the GP, following repeated chest infections and concerns about potential aspiration. This referral had not been understood fully by John's caregivers: they worry about restricting his choices and are unclear about his level of capacity in making an unwise decision. SLT training has been offered but uptake has been erratic from the transient and stretched workforce of caregivers. 
SLT worked with John to establish his level of understanding and to support the MDT in considering his capacity. SLT input included use of pictures and videos to support assessment  of his capacity around his mealtime choices and risks. This established that although John had some limited understanding of choking and which foods had led to him needing backslaps, he showed erratic responses and confusion about which foods he could manage more easily. The assessment included a familiar care staff and his advocate.
A best interests meeting was then held (including SLT, family, GP, social worker, keyworker and John’s advocate) and his capacity was determined to be fluctuating. John's mental illness was considered to be leading to impulsivity and distractibility affecting his capacity and safety in decision making around food choices.
Away from the dinner table, at a time when he was well and settled, John was able to state that he would like caregivers to help and direct him when he has to choose between foods and he was supported by the SLT and keyworker to complete a care plan for mealtimes. In this document he was able to explain his preferences and list his favourite foods. Pictures were included so that John could be prompted about his favourite softer foods. The care plan document was signed by John and witnessed by his keyworker and saved in carenotes and SLT records. Copies were sent with John’s consent to the participants at the best interests meeting
Caregivers and family used this information to support him at mealtimes with more confidence that they were following his wishes. They also worked more proactively with John to discuss choices for shopping and trips out so that he was not faced with difficult decisions at times when he was more likely to be distracted and unsettled. SLT offered training around general awareness of dysphagia ‘in-house’ with the manager present to ensure caregivers understood the importance of the SLT advice.
SLT also advised caregivers how to support John to produce a picture record of each time a food item led to a suspected choking incident with the aim of helping him retain and reflect upon his risks. This record is to be used to create a history of incidents and inform further need for SLT or other specialist referral if deterioration of John's skills was indicated. 
SLT had to liaise with the line manager of the caregivers at the flat to ensure dissemination of the SLTs recommendations. SLT reports, John’s care plan and the written mealtime support plan made it clear that the responsibility was handed over to this manager for ongoing monitoring of how the SLT advice was followed. Full details of when and how to make a re-referral were included on a mealtime support plan.


Notes for further info on advance statements vs advance decisions see: http://www.nhs.uk/Planners/end-of-life-care/Pages/advance-statement.aspx 
http://www.nhs.uk/Planners/end-of-life-care/Pages/advance-decision-to-refuse-treatment.aspx 


Further information:
Mental Capacity Act 2005
Leslie P & Crawford H (2017) The concise guide to decision making and ethics in dysphagia J&R Press
Picture resources
Me at mealtimes: www.bild.org.uk/EasySiteWeb/GatewayLink.aspx?alId=6246 
Help stop choking website: helpstopchoking.hscni.net/  
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