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“ Where swallowing difficulties are chronic or progressive, or a patient is palliative, tube 

feeding is often not deemed appropriate. Instead, patients continue to eat and drink 

despite the risks of pneumonia and death. There is currently little evidence to guide 

clinical practice in this field often termed “risk feeding.””   Miles et al., 2016

“The decision to eat and drink despite the associated risks of dysphagia. These risks may 

refer to aspiration, malnutrition, dehydration and choking” RCSLT, 2021

“Individuals who continue to eat and drink orally despite a perceived risk of choking or 

aspiration” RCP, 2021 

Definitions



NEW(ish) GUIDANCE



• When does it become risk 

feeding/EDAR??

• What ‘risk’ are we talking about? 

Challenges



⚫ Person centred 

⚫ MDT approach – risks, benefits & burdens

⚫ Collaborative working

⚫ Preserve oral intake 

⚫ Tube feeding – not either/or

⚫ QOL and comfort are priorities

Principles of an EDAR Approach



➢ Progressive swallow deterioration, variable rate but can 

be rapid

➢ Ideally want to be making pro-active advance 

decisions with the person in advance about what they 

want re: gastrostomy vs EDAR as things progress.  

➢ Put talking about this on the table early on - while person 

can still convey their wishes (if they want to) 

The context - MND



⚫ To provide a clear and consistent pathway to support clinical 

decision making in the timely consideration and implementation of 

EDAR with a patient/resident.

⚫ To ensure that the EDAR decision process complies with relevant 

law and professional guidance.

⚫ To provide a framework for clear and consistent documentation of 

EDAR decisions and recommendations across the hospital

⚫ To ensure that the decision is fully person-centred, whether or not 

the patient has capacity for this decision.

Why develop an internal guideline?



The Pathway





Dysphagia assessment

• Thorough SLT assessment.

• Is the dysphagia transient or treatable? … No

• Is the patient’s swallow is felt to be unsafe? … Yes

… then consider EDAR as a management option.

1. Identification



Possible Criteria for risk feeding:
➢ Patient has expressed that they do not want CANH - with or without capacity.

➢ Patient is declining to follow SLT recommendations to manage risks associated 
with their dysphagia (e.g. refusing modified food or fluid) – with or without 
capacity. 

➢ Patient without capacity for this decision and has an Advance Decision to Refuse 
Treatment (ADRT) or statement of wishes stating they do not want CANH.

➢ Patient who is meeting their nutrition and hydration needs through CANH and 
wants to have some oral intake with acknowledged risks for quality of life.

➢ Patient who is approaching the end of their life.

➢ Patient for whom the risks of placement of CANH outweigh benefits.

➢ Patient for whom CANH not possible/an option.

1. Identification

Partially adapted from RCSLT 
guidance, 2021



RCP (2021) suggests that three key questions should be 

answered:

• What is underlying diagnosis?

• What is the mechanism of the eating and drinking 

problem?

• Can the person eat and drink, and if so, at what 

risk?

Also consider… what are we trying to achieve?

Questions we should be asking



EDAR recommendations

Includes consideration of food and fluid textures, positioning, equipment, 

environment, level of assistance and supervision. 

Need to take into account for all the options:

• Risks 

• Benefits 

• Burdens

Based on SLT ax, evidence base, clinical experience, wishes of patient, info 

from their loved ones, context, and ethical principles



CONTEXT DEPENDENT – e.g…

➢ NBM, tube feeding

➢ Tastes for pleasure, plus tube feeding

➢ Full oral diet, nil tube feeding

➢ Mostly oral diet, tube feeding top up

➢ Free water protocol

➢ Other innovative options…

What are the options?



What does the patient want?

Consider:

▪ Preferences

▪ Wishes

▪ Culture

▪ Religion

▪ Lifestyle

▪ Past decisions

▪ Priorities

Person-centred



➢ Oral hygiene

➢ Saliva management

➢ Chest intervention

➢ Fatigue management

➢ Medications

➢ Environment 

➢ Staff training and support

Other things to consider…



Capacity assessment

• Specific to this decision. 

• Explore risks and benefits of the 

different options.



Considerations:

• Who is the decision maker? 

• Getting everyone there

• Strong emotions/opinions

Best interests decision making



Documentation & communication!



It can be challenging supporting someone to eat and drink at risk –

• Distress 

• Anxiety/fear of litigation

Need to ensure appropriate support -

• Promote understanding of rationale for decision

• Promote understanding of legal position regarding litigation 

• Emotional support available?

Supporting staff/family



• Treatment escalation plan/future 

care planning

• Review

• Communication of guidelines to 

relevant professionals



Case Study 

⚫ 51 year old gentleman with MND

⚫ Mild-moderate deteriorating oropharyngeal dysphagia

⚫ Handover on admission: ‘not for PEG’

⚫ NIV
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