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Safe, Efficient and Enjoyable Mealtimes for children who need mealtime assistance — not as easy
as it may SEEM — A multi-method PhD study

Sally Morgan (Senior Lecturer in SLT/ Clinical Doctoral Research Fellow, City, University of London)

Children with neurodisability can experience difficulties with eating, drinking and swallowing,
termed oropharyngeal dysphagia. This area of difficulty has a limited research-evidence base (1, 2)
and there are minimal guidelines for this very varied group. These children have a wide range of
diagnoses with research sometimes focussing on specific diagnoses; Cerebral Palsy (3), Down
Syndrome (4), neuromuscular conditions (5), and within the adult field the wider term ‘Learning
Disabilities’ (6). NICE guidelines for children and young people with Cerebral Palsy (7) suggest that
there should be a focus on three areas: Safety, Efficiency and Enjoyment. There is small amount of
current research exploring interventions to improve children’s eating and drinking and swallowing
skills. However, while this emerges families need to feed their child several times a day balancing
these three priorities.

Speech and Language Therapists (SLT) work with families to provide recommendations for the meal.
The FEEDS study (8) explored the potential targets they; other professionals and families might focus
on. There is often a cost and balance to each target. For example, one target recommendation could
be a smoother texture for meals, a compensatory strategy. This may improve safety (less risk of
coughing and choking), efficiency (meal eaten more quickly) and enjoyment (less stress for the
parent not anticipating a choke). However, it could reduce safety long-term (the child is not learning
to eat more textured food and at risk if given lumpier food), reduce enjoyment (a single-texture
meal), and this could lead to reduced efficiency (less consumed). SLTs often recommend multiple
mealtime recommendations and carers are known to not always follow them (9, 10).

My research project aims to create a toolkit to guide this complex decision making between the
family-carer and SLT. The focus is on children with neurodisability who have oropharyngeal
dysphagia with a particular level of need, rather than diagnosis. The focus is children with that
require adaptations to the mealtime e.g., different position, pacing and/or food texture and that also
require mealtime assistance (EDACS rating: ‘Requires Assistance’ or ‘Totally dependent’(11)). We
know that people who require mealtime assistance are at a greater risk of emergency hospitalisation
(12). This project focuses on school-aged children as previous studies have mainly focussed on pre-
school (9) and younger children (2) or adults (10).

My project is using various implementation science frameworks to consider how to develop the
toolkit, but the simplest description would be an evidence-based practice model. Evidence based
practice has three aspects (13) and my project considers those three elements.

1. Bestresearch-evidence: Systematic Literature Review

| am completing a Prospero registered systematic literature review of mealtime recommendation
interventions provided to carers of school-aged children who have oropharyngeal dysphagia (14). |
am completing data extraction with findings so far indicating many studies are from low-middle
income settings compared to other literature, and many different participant approaches; child,
carer and/or child-carer dyad.



2. Clinical expertise: Survey of current clinical practice

In summer 2021 | completed a survey of SLT clinical practice when working with school-aged
children with neurodisability, oropharyngeal dysphagia and requiring mealtime assistance. | am still
analysing some qualitative data including the written resources SLTs use to provide
recommendations e.g., mealtime mats (15). Findings so far describe the negative impact of Covid19
on practice but with some positives also that have been maintained; telehealth and closer family
contact (16). SLTs also describe much greater use of a wide range of mealtime recommendations
when compared with the wider health care professional participants of a previous survey (2).

3. Patient and/or carer values and preferences: Qualitative observational study of mealtimes of
family-carers and children

I am currently completing the ethics application for this next stage of my research project where |
will explore family-carers and children’s experiences of an assisted mealtime. My small ‘parent
expert group’ has been invaluable in planning this part. | worked clinically with children and families
for 19 years before starting a teaching role and this research, but | continue to learn more from
them.

I am also guided and supported by my supervisors, Professor Katerina Hilari, Dr Kathleen Mulligan
and Dr Kelly Weir, alongside my SLT stakeholder group and specialist SLT advisors.

I look forward to sharing my results further as the project progresses. If you want to read more and
access my current conference abstracts and future journal articles for free, they are/will be on my
University profile: https://www.city.ac.uk/about/people/academics/sally-morgan#publications-link

If you are a parent or family carer of a child with neurodisability with oropharyngeal dysphagia who
needs mealtime assistance, and you might be interested in increasing the diversity of my ‘parent
expert group’ then I'd love to hear from you: sally.morgan.2@city.ac.uk

References:

1. Morgan AT, Dodrill P, Ward EC. Interventions for oropharyngeal dysphagia in children with
neurological impairment. The Cochrane database of systematic reviews. 2012;10:CD009456.

2. Parr J, Pennington L, Taylor H, Craig D, Morris C, McConachie H, et al. Parent-delivered
interventions used at home to improve eating, drinking and swallowing in children with
neurodisability: the FEEDS mixed-methods study. Health technology assessment (Winchester,
England). 2021;25(22):1-208.

3. Benfer KA, Weir KA, Ware RS, Davies PSW, Arvedson J, Boyd RN, et al. Parent-reported
indicators for detecting feeding and swallowing difficulties and undernutrition in preschool-aged
children with cerebral palsy. Developmental Medicine & Child Neurology. 2017;59(11):1181-7.

4, Jackson A, Maybee J, Moran MK, Wolter-Warmerdam K, Hickey F. Clinical Characteristics of
Dysphagia in Children with Down Syndrome. Dysphagia. 2016;31(5):663-71.
5. Van Den Engel-Hoek L, Erasmus CE, Van Huls KCM, Arvedson JC, De Groo IJM, De Swar BJM.

Children with central and peripheral neurologic disorders have distinguishable patterns of dysphagia
on videofluoroscopic swallow study. Dysphagia. 2011;26 (4):486.

6. Manduchi B, Fainman GM, Walshe M. Interventions for feeding and swallowing disorders in
adults with intellectual disability: A systematic review of the evidence. Dysphagia. 2020;35:207-19.



7. National Institute for Health and Care Excellence (NICE). Cerebral palsy in under 25s:
assessment and management. 2017. Report No.: [NG62].

8. Acar G, Ejraei N, Turkdogan D, Enver N, Oztiirk G, Aktas G. The Effects of
Neurodevelopmental Therapy on Feeding and Swallowing Activities in Children with Cerebral Palsy.
Dysphagia. 2021.

9. Charpentier A, Morgan S, Harding C. A service evaluation of parent adherence with
dysphagia management therapy guidelines: reports from family carers supporting children with
complex needs in Greece. Disability and Rehabilitation. 2020;42(3):426-33.

10. Chadwick DD, Jolliffe J, Goldbart J, Burton MH. Barriers to caregiver compliance with eating
and drinking recommendations for adults with intellectual disabilities and dysphagia. Journal of
applied research in Intellectual Disabilities. 2006;19(2):153-62.

11. Sellers D, Mandy A, Pennington L, Hankins M, Morris C. Development and reliability of a
system to classify the eating and drinking ability of people with cerebral palsy. Developmental
Medicine & Child Neurology. 2014;56(3):245-51.

12. Perez C, Wagner A, Ball S, White S, Clare |, Holland A, et al. Prognostic models for identifying
adults with intellectual disabilities and mealtime support needs who are at greatest risk of
respiratory infection and emergency hospitalisation. Journal of Intellectual Disability Research.
2017;61(8):737-54.

13. Sackett DL, editor Evidence-based medicine. Seminars in perinatology; 1997: Elsevier.

14. Morgan S, Hilari K, Mulligan K, Weir KA, Sparks F. A systematic review of mealtime
recommendation interventions provided to carers of school-aged children who have oropharyngeal
dysphagia. 2021.

15. Morgan S, Luxon E, Soomro A, Harding C. Use of mealtime advice mats in special schools for
children with learning disabilities. Learning Disability Practice. 2018;21(2):20-6.

16. Morgan S, Mulligan K, Weir KA, Hilari K. UK Speech & Language Therapists working in school-
aged children dysphagia practice. Impact of Covid19 on clinical practice: A UK Survey. Dysphagia;
2022/05/172022. p. 61-102.



