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= Reckitt Benckiser
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Learning Objectives

" Understand the enteric nervous system in relation to Gl
symptoms

= Define Gastrointestinal Dystonia (GID)

= Recognise nutritional implications in children and young
people with severe neurodisabling conditions (CYPSND) /
neurological impairment (NI)

= Explore management strategies and feeding options
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Neurological Impairment (NI) - Definition

= Any disorder affecting the brain, spinal cord and/or nerves

= Caused by structural, chemical or electrical abnormalities with the
nervous system

= Can affect speech, movement (motor skills) and /or cognitive
function

= QOver 400 classified neurological conditions
= Cerebral palsy — affects motor function — most common group

= Any NI affecting motor function and motility can cause
gastrointestinal (Gl) disturbances

RICEIS SR 1R
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The Enteric Nervous System

The ‘brain of the gut’
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Enteric Nervous System (ENS)

= Communicates with the central nervous system (CNY)

= Part of the autonomic nervous system (ANS) - can work
independently of the CNS

= Governs the function of the Gl tract - oesophagus to anus
= Termed the “second brain” - is embedded in the lining of Gl tract

= ENS is essential for controlling digestive function: motor, secretory,
blood flow, hormone release and motility
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Problems affecting Gl function in NI

= Oral: Problems with teeth, jaw, bruxism (grinding), sialorrhoea (drooling)
* Orophangeal Dysfunction: dysphagia, risk of aspiration

" GORD: risk of aspiration

= Orthopaedic: Scoliosis, truck hypotonia

* Vomiting

= Constipation

= Pharmacological: Medication interactions and side-effects on Gl function

= @I Dystonia: can related to 1 or more of the above
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Potential cause of Gl symptoms:

= Delayed gastric emptying

= Decreased intestinal motility

= Decreased abdominal muscle strength
= Posture/positioning

= Autonomic nerve dysfunction

= Side-effects of medications
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Potential cause of Gl symptoms:

= Inadequate nutrition: Feeding plans that fail to meet nutritional
requirements leading to malnutrition
* Undernutrition
* Overfeeding — common in children with NI

" Inappropriate feeding plans may exacerbate symptoms, resulting in
pausing or incomplete feeds being given
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wgather INterplay of Gl Symptoms |

Constipation
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Reduced
T feed
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Definition, investigation and management of
gastrointestinal dystonia in children and young
people with neurodisability

Barclay AR, et al. Arch Dis Child 2025;110:742-750.

* Panel of 27 experts from 13 UK specialist centres across the British Isles?
* Stakeholder groups:
* Gastroenterology
Neurology/neurodisability
Surgery
Palliative care
Allied health professionals
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wgéther Definition of GID! e T

* Clinical manifestations of distress attributable to the gastrointestinal
tract, directly and indirectly related to feeding and bowel habit,
where confounding systems of distress have been addressed or

excluded

* Pain behaviour

* Hypertonicity

* Retching

* Vomiting

* Autonomic activation
 Abdominal distension
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Diagnostic features!

Mandatory GMFCS 4-5 or equivalent
Temporal relationship between feeding and symptoms

Positive clinical diagnosis made by MDT with expertise in feeding in severe
neurodisability

Common Temporal hypertonicity
Distress
Retching
Malnutrition due to feed cessation
Feed-related symptoms most significant reduction of quality of life

Rarer Autonomic activation
Inadequate evacuation effecting feed tolerance



Child or young person symptomatic of:
- Retching+/- vomiting

- Large or bilestainad gastric aspirates

- Pain or disresswithfeeds
- Bloating

|
!
3

Child or young person:
Modify feeding regimen: - 6 months
- Continuous gastricfeed '[_ s tocicie i Al
- Continuous overnightfeaed with small
aytimebolusfeeds. i i .
Trial of age appropriate blenderised Diet
/'
."/
Modify feed composition: >
- Consider trial of hydrolysed/extensivel // |if remains symptomatic following trial of blendensed|
ydrolysed or aminoacidfeed A diet, consider jejunal feeding/novel thempies
- Consider trial of lower osmolar/lower
nergy density feed

Continue to allow oral tasters where able for pleasure and quality of life

Permissive Feeding can be trialled while considering other options. Avoid feed cessation.

Figure 2 Nutritional interventions for GID. GID, gastrointestinal dystonia; MDT, multidisciplinary team.
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Gl Dystonia (GID)

Consider:

* Feed type

* Feed volume

* Route of
feeding

 Medications

* Environment

* Carer support

Adapted from: APPM guideline
Gastrointestinal Dystonia in children and young people with
severe neurological impairment in the palliative care setting?
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Consider:

.0 Route of feeding — Oral, gastric, jejunal, PN?
@ Feeding regime — bolus, continuous, combination?
(@» Feed choice — polymeric, hydrolysed, amino acid, osmolality, energy density

& BLENDED DIET - if gastrically fed and appropriate tube in situ

E Medications - adding for symptom management, consider medication ‘holidays’ for drugs that are known to
=  cause Gl disturbance

Qj Is deterioration in feed tolerance part of disease Nutritional goals may change from target of optimal
progression? nutrition to improving symptoms — palliative care pathway?
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Calcium
Phosphorus
Magnesium
Iron
Copper
Selenium
Thiamin
Riboflavin
Niacin
Biotin
Folate
Vitamins A. D, E, and K

Lipids
Monosaccharides
Amino acids
Small peptides

Vitamin C
Folate
Vitamin B,
Vitamin D
Vitamin K
Magnesium
Others™

{

Water

Ethyl alcohol
Copper
lodide
Fluoride
Molybdenum

Thiamin
Riboflavin
Niacin
Pantothenate
Biotin

Folate
Vitamin Bg
Vitamin C
Vitamins A, D E, and K
Calcium
Phosphorus
Magnesium
Iron

Zinc
Chromium
Manganese

Molybdenum
Lipids

Monosaccharides
Amino acids
Small peptides

Bile salts and acids

Sodium
CThiloride
Potassium

Short-chain fatty acids

*Many additional nutrients may be absorbed from the ileum depending on transit time.

Courtesy: Advanced Nwutritiors arnd Ffeman Aferabolismwm,. fifif: editiors.
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ESPGHAN: 2019 Recommendations s

I
SOCIETY PAPER

Furopean Society for Paediatric Gastroenterology,
Hepatology and Nutrition Guidelines for the Evaluation
and Treatment of Gastrointestinal and Nutritional
Complications in Children With Neurological Impairment

*Claudio Romano, TMyrfam van Wynckel, Hessie Hulst. *ise Broekaert Jiri Bronsky,
) qLufgf Dall ’O%Hn, "Natasa F. Mis, **Iva Hojsak TTRok Orel, *Alexandra Papadopoulou,
Michela S chaeppi, ikhit Thapar, “Michael Wilschanski, ™ Peter Sullivan, and ™ Frédéric Gottrand

ABSTRACT
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Standard vs High Energy Feeds

= ESPGHAN WG recommend:

= using a standard 1.0 kcal/mL polymeric age-appropriate formula including
fibre for children with NI older than 1 year

= using 1.5 kcal/mL containing fibre in cases of poor tolerance...., providing
hydration is carefully monitored

= using a low fat, low-calorie, high-fibre and micronutrient-replete
formula....after nutritional rehabilitation in immobile children with NI
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together Continuous vs Bolus Feeding -

* Pros and cons for each

* Bolus = more physiological
e Gravity or pump-assisted intermittent feeding
* Not suitable for jejunal feeding

e ESPGHAN WG recommendation:

* using a combination of nocturnal continuous feeds with
daytime bolus feeds in children with high calorie needs or
poor tolerance to volume
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- The osmolality of body fluid is around 300 mOsm/|
- Isotonic feeds have an osmolality similar to body fluid

- Hypertonic feeds draw water into the lumen of the gut, which

can lead to:

- Nausea

- Vomiting
- Diarrhoea
- Cramping
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Osmolality: Hypertonic Solutions

Body Gl lumen

high water low water
concentration concentration
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together Is high energy, low volume REALLY easier to tolerate?

)

— c—

=

30 g clotted cream 265 ml whole milk
=175 kcal =175 kcal
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= Supported by the BDA?
" Improves Gl symptoms: Reflux, vomiting and constipation
" |mproves microbiome

= Enhances QOL for patient and carers — normalises feeding

" Poole et al: Positive benefits of blended diet: weighing in on gastrointestinal
dystonia®

Reduces need for invasive treatment of GID

Maintained nutritional status or improved growth compared to formula feeds
Improved symptoms and QOL

Reduced medications
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Oﬁ% Cycling feed types, novel enteral feed products

E_ Improvements in medications to reduce Gl side effects

L %0

Improved awareness and understanding of the need to focus on symptoms, QOL and not just growth

R

Improved MDT working, diagnosis and treatment of Gl symptoms in children with NI

 ~3
=
L"

Increased use of blended diet - ?? Progress to jejunal blended diet with appropriate feeding pump
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You've been amazing,
thank you!
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