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Brain injury and severe eating diffi culties at admission   
- Patient perspective nine to fi fteen months after discharge: A pilot study 
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Introduction

Eating diffi culties can impact social opportunities and the pleasure derived from meals, as well as the quality of social relation-

ships for the person with acquired brain injury (ABI), undermining their health and confi dence. Individuals with eating diffi -

culties may become isolated, feel excluded by others, and be anxious and distressed at mealtime; they often experience con-

siderable limitations in their everyday life. Living with eating diffi culties after ABI involves a complex and diffi cult process of 

adjusting to a new way of eating, as well as losses involving mealtime activities. This pilot study aimed to explore and interpret 

the way that individuals with ABI, admitted to inpatient neurorehabilitation with severe eating diffi culties, experienced eating 

nine to fi fteen months after discharge.
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Results

The fi ndings provide preliminary information on the patient perspective of adapting to and developing new strategies for activi-

ties related to eating. Three predominating patient experiences were: Fed by tube, ‘relearning’ to eat and eating meals together. 

Fed by tube

Especially for the two participants who had to use a PEG long-term, 

the experiences were something they wanted to forget and Peter 

found that the feeding tube delayed his initiation of oral intake. Even 

the two participants needing a nasal feeding tube for a short time de-

scribed their negative experiences, such as Marie, who remembered 

the nasal tube as being annoying and affecting her mood. The psy-

chological experience of a period with a feeding tube had a negative, 

but not persistent, impact on the participants’ quality-of-life. After 

withdrawal of the feeding tube, the situation generally seemed to 

normalise, and each participant used different strategies to be able to 

participate in social gatherings. Our fi ndings indicate tube feeding as 

having an important psychological factor for patients with ABI and 

a key focus area for the clinical awareness of health professionals in 

inpatient neurorehabilitation.

Conclusion

The preliminary results regarding the four participants suggest that the meaning of food and being able to eat and take part in 

meals may be nearly the same as before the injury, however, having the ability to eat reduced or lost completely, even temporar-

ily, was unexpected and diffi cult, and caused strong emotional reactions, even 18 months after injury. Time spent using a feed-

ing tube had a negative, but not persistent, impact on quality-of-life. The preliminary fi ndings provide knowledge regarding the 

patient perspective of adapting to and developing new strategies for activities related to eating, which is important knowledge 

of clinical relevance. However future prospective, longitudinal research is needed. 

“When we had rye 

bread for dinner, it often got 

stuck in my throat, and I had to leave 

the table (coughing)”

“It does not matter. Maybe 

because I am a realist, and when I have 

been severely injured, it has these

 consequences”

“It was tiresome 

having to get up and lie fl at 

on your bed in order to have some-

thing in your stomach. 

I was fed up with not having taste 

in my mouth” “. . . in its own way, 

formula is fi ne because I had some-

thing to eat that way, but I think it pro-

longed the time where I did 

not get solid food”
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Materials & Methods

The pilot study forms one component of a mixed methods investigation of diffi culties with swallowing and eating following 

ABI. The fi rst phase was a prospective randomised controlled trial (RCT) of assessment involving facial- oral tract therapy 

versus fi beroptic endoscopic evaluation of swallowing during inpatient neurorehabilitation; we compared the risk of aspiration 

pneumonia in patients with ABI1 and the time to initiation of oral intake and recovery of total oral intake before discharge.2 The 

second phase, which is the focus of this poster, was a preliminary, explorative, qualitative, single interview study of four indi-

viduals with ABI. 

The inclusion criteria were: 

Diagnosed with an ABI and enrolled in the RCT study, severe dysphagia at the time of admission to inpatient neurorehabilita-

tion, have or have had a feeding tube, and be able to understand the interview questions and express/describe their experience 

in Danish. 

Pseudonym Marie Anne Hans Peter

Age 18 27 30 60

Gender Female Female Male Male

Marital status Single Married Single Maried

Diagnosis Head trauma Encephalitis Head trauma Brain stem infarction

Days since injury 278 526 477 473

Type of feeding tube Nasal Nasal Nasal +  PEG Nasal + PEG

Days on feding tube 31 39 137 172

Characteristics of the four participants

PEG. Percutaneous Endoscopic Gastrostomy

The empirical data was collected using semi-structured interviews. The participants were interviewed once in their own homes. 

The interviews were analysed using content analysis.


