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Objectives 

• To promote reflection on quality of life in nutrition 
and swallowing management 

• To discuss the role of risk/comfort feeding 
• To share the process of guideline development in 

Bucks 
• An opportunity for case discussion 

 



Impact of feeding problems 

• Multiple areas are impacted   – physical, spiritual, 
emotional, nutritional, social. 
 
 Reduced 

pleasure from 
eating due to 
effort or 
embarrassment. 

Reluctance to 
eat with other 
people, family 
members 
reluctant to eat 
around the 
person 

Diet changes 
decrease 
satisfaction, 
extra time and 
expense for 
family to 
prepare. 

Conflict with 
differing 
opinions about 
necessity of 
changes 
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ANH may be inappropriate if:  

 
•  The risk of the procedure outweighs the benefit 
•  The patient themselves declines ANH or has a 

valid advance directive.  
• The patient has poor prognosis/life expectancy.  
•  The patient has advanced dementia. There is 

little evidence that ANH will improve quality of life 
or prolong life in advanced dementia (Royal 
College of Physicians 2010).  
 



 

Ekberg (2002)  Interviewed residents in long-
term care settings and found that 
social and psychological 
consequences were not well 
recognised or managed. Many 
with dysphagia avoided eating 
with others and less than half 
reported eating was enjoyable. 
More than 50% reported eating 
less and many were still hungry 
and thirsty after meals. 
 

Davis (2007) 75% patients do not like thickener, 
many dislike puree (15-20% of 
individuals in long-term care are on 
this type of diet) 

 

Professionals are becoming more sensitive to QOL issues and more in tune 
with patients.  
 

Lim et al (2016)  Found that there was no significant 
difference between patients and 
professionals values in judging the 
use of thickened fluids on quality of 
life i.e. that long-term use of 
thickened fluids would significantly 
impair quality of life (on average 
those allocated Grade 2 were 
willing to sacrifice 5 years of a  10 
year life-span not to be restricted). 

 



Balancing Risk and Quality of Life 

The case of the pink wafer biscuit. 



Quality of Life 
 
 
 
 
 
 
 
 

 
 
 

 

Healthcare 
professionals 
need to be 
mindful of how 
seriously 
changes in 
eating can affect 
and individual  

Recommendation 
should not be 
made lightly. 

Increasingly 
healthcare 
professionals 
are emphasizing 
the importance 
of quality as well 
as longevity of 
life.  

Value time spent 
in healthcare 
settings working 
on the mealtime 
experience. 



Audit of Practice in Bucks 

  



Findings 
• Patients dysphagia towards the end of life were not being managed 

consistently and practice was not in line with RCP guidelines (RCP, 
2010). 

• There was no clear guidance for decision making. 
• There were preventable admissions. 
• Patients were waiting ‘nil by mouth’ for a decision. 

 
• ‘Doctors have a responsibility to consider timely discussions, but not 

all may do so consistently.’ (RCP Oral Feeding Difficulties and 
Dilemmas 2010)   
 

 Need for a clear framework and decision making tool 
 



Development of the Guidelines 
• Group of stakeholders came together.  Representatives from CCG, 

patient groups, MDT from Acute and Community, Care Homes. 
• Underlying principle; ‘Comfort’ or ‘risk’ feeding are terms used to 

describe continuation of careful hand feeding when Alternative 
Nutrition and Hydration is not appropriate, while acknowledging there 
are risks in doing so (e.g. aspiration), and minimising these risks as 
much as possible.  

• Palliative care is defined as “the active holistic care of patients with 
advanced illness” (NICE 2004). The goal of palliative care is to 
achieve the best quality of life for patients and their families  

• Although the food and drink provided may not fully meet the 
nutritional/hydration needs of the patient, it is intended to provide 
comfort and an overall feeling of wellbeing. 

• The group agreed to use the term; Palliative Comfort Feeding. 
 



Staff Leaflet 



Person-centred Care 
• A feeding plan tailored to the individual and their requirements and not the 

needs of others or the organisation. This may require finding a balance 
between risk and an individual’s personal wishes and comfort. 

• Flexible care responding to a person’s needs which may fluctuate or change 
quickly e.g. using thickened fluids to stop people struggling and coughing on 
fluids, potentially avoiding further deterioration or admission. 

• Staff being aware of cognitive feeding issues and basic strategies to support 
people with these difficulties. 

• All staff and volunteers who help feed patients should understand the signs of 
aspiration and swallowing difficulties. 

• When admitting patients using ‘nil by mouth’ only when necessary and not as 
a matter of routine. 

• Using thickened fluids to make drinking more comfortable if required in the 
last weeks and days of life. 
 



Working Across healthcare Settings 
• Assessing capacity and documenting decisions about a palliative feeding 

plan. 
• Ensuring decision is communicated if a patient changes healthcare setting. 
• Discussing the feeding plan with families and explaining the focus of care is 

on comfort. 
• Discuss the burdens and risks of tube feeding. 
• Agreeing a plan if there is deterioration due to dysphagia e.g. 

appropriateness of antibiotics and/or hospital admission. 
• Thickener can be prescribed without a speech therapy assessment if it is 

going to alleviate symptoms. 
• Care homes can refer directly to Speech and Language Therapy with 

agreement of their covering practice.   
• SLT can provide advice over the phone and follow up with a visit if required, 

supporting care home staff and responding to changing needs quickly. 
 



Documentation 



Emergency Feeding Plan 



Key Factors 
• Dysphagia is not reversible 
• For patients in the end stages of life (defined as the last year of life) 
• Capacity is documented 
• Communication with carers about decision 
• Communication from one setting to another 
• Focus on comfort by avoiding ‘nil by mouth’ and using modification to 

alleviate symptoms. 
• Guidelines were launched with a training package to acute and 

community staff. 
 
 



Carer Leaflet – to guide conversation 



Carer Leaflet 



Real Examples 
• Lady at care home with progressive neurological disorder, speech and 

swallow deteriorating. Downgraded to puree and stage 1 by SLT but started 
coughing with this. Discussion with family, patient and GP around options – 
PEG vs Palliative Feeding for Comfort. Patient indicated she definitely did not 
want PEG, family in agreement. Guidelines followed, document signed, this 
started process of advanced care planning i.e. ceiling of treatment, not for 
hospital admission. Focus on quality of life, staff all aware of the plan, as well 
as patient / family.  

• Care home had a resident who was receiving end of life care, coughing when 
eating and drinking, only managing small amounts. They highlighted this to 
GP and suggested Palliative Feeding for Comfort. GP agreed and prescribed 
thickener, signed the document on next visit. When I was on a routine visit, 
staff talked me through it and told me the lady was managing small amounts 
of puree diet / stage 1, not for hospital admission, oral intake for comfort.  



Audit 

• Audits planned looking at the implementation and 
impact of the guidelines. E.g. feedback from care 
homes, tracking patient cases through the 
system. 

• The guidelines will be adapted and  reviewed in 1 
year. 



Conclusions 
• Healthcare professionals are more in tune with the quality of life 

issues important to patients 
• The implementation of risk feeding lacks consistency, can be poorly 

documented and the quality of communication with carers varies 
• Developing a local protocol collaboratively tailors the guidelines to 

local requirements and improves buy in. 
• Consider the whole package; supporting materials, training, audit. 
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