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1. Introduction 
Knowledge of the phenomenon “assisted feeding” is limited. In clinical practice caregivers 

have to rely mainly on their own experiences when they assist people who are completely 

dependent on help with their meals. In the literature, assisted feeding is often equated with 

other eating difficulties, making it difficult to identify findings related exclusively to assisted 

feeding. So far, assisted feeding has mainly been investigated from the perspective of the 

carers, and the viewpoint of the people receiving help is scarce.  

The above conditions inspired this thesis.   

 

The thesis investigates the lived experience of assisted feeding among people living with 

high cervical Spinal Cord Injury (hcSCI). Data were collected through qualitative 

interviews and observations, and their analysis was inspired by the phenomenological 

guidelines outlined in Reflective Lifeworld Research (Dahlberg, Dahlberg & Nyström 

2008). A meta-data-analysis was also performed to explore the existing knowledge about 

the phenomenon “assisted feeding”. Since the expression “feeding” turned out to be 

inadequate in the search for literature, the meta-data-analysis deals with “complete 

dependency”. The accurate formulation “assisted feeding” was developed during the 

empirical study.   

 

The overall aim of the empirical study was to investigate the phenomenon “assisted 

feeding” through the experiences of people who permanently had to rely on help from 

others. The participants in the study had lost their ability to feed themselves as a result of 

an accident. They were all living in their own homes and receiving help from personal 

assistants 24 hours per day, seven days a week.  

 

Three papers constitute the thesis. Paper I (chapter 4) is a meta-data-analysis including ten 

qualitative studies that investigate the experience of feeding completely dependent people 

in health care settings. Paper II (chapter 8) describes the essence of the phenomenon of 

assisted feeding and its seven constituents, whilst in paper III (chapter 8) one of the 

constituents is further explored.   
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In chapters two and three, the background, aim, research questions, and design for the 

empirical study will be presented. The method used for the meta-data-analysis is presented 

in chapter four as an introduction to Paper I, followed by a description of the implications 

of the meta-data-analysis for the empirical study.  Chapter five describes the research 

approach as well as five phenomenological key concepts. A phenomenological account of 

the phenomenon assisted feeding is given in chapter six. Chapter seven is a description of 

the method and ethical considerations. In chapter eight, Papers II and III are presented. 

Chapter nine is a discussion chapter consisting of three parts: first, findings from the 

empirical study are discussed, then the method used in the empirical study is discussed, 

followed by a discussion of the method used in the meta-data-analysis. Chapter ten gives 

the conclusions of the empirical study. Chapter eleven elaborates on the potential utility of 

the empirical study and the implications of the empirical and the meta-data-analysis and 

points out areas for future research.   

2. Background  

To get a grasp on the existing knowledge on assisted feeding, repeated literature searches in 

CINAHL, Medline, Norart, Sweart, and Academic Search Premier were done. Support 

from a librarian was obtained twice. Unsystematic knowledge was gained through 

scrutinizing references from sources, professional journals, and textbooks.  

The following literature review is an attempt to gather the sparse knowledge on assisted 

feeding and to show that it is hard to discern findings related to assisted feeding from 

findings related to other eating difficulties.  

  

2.1. Literature on assisted feeding 
Assisted feeding is most often needed by people with dementia (Backström, Norberg & 

Norberg 1987, Manthorpe, Watson 2003), but may also be needed by people with 

disability, stroke, multiple sclerosis, and Parkinson’s disease (Backström, Norberg & 

Norberg 1987). The prevalence of people in Denmark who need assisted feeding is 

unknown. In Sweden, it has been estimated to 10% in 3607 residents cared for in nursing 

homes, somatic long-care stay units, psychiatric long-stay wards, and psycho-geriatric 

wards (Sandman et al. 1990). In a national representative sample of Belgian hospital 



 7 

patients, the prevalence of assisted feeding was found to be 14.4% (Evers et al. 2000). 

Though it is plausible that the prevalence of assisted feeding in Denmark is comparable to 

the prevalence in the two other Western Europe countries, the missing estimation may 

indicate a lack of interest in this problem. Assisted feeding is rarely studied as a 

phenomenon in its own right, but rather as a condition of life and in connection with other 

eating difficulties.  

 

In the search for literature on assisted feeding, at least seven expressions were identified: 

“feeding”(Athlin et al. 1989, Athlin, Norberg & Asplund 1990, Pasman et al. 2003, Watson 

1993, Kumlien, Axelsson 2002) , “spoon-feeding” (Backström, Norberg & Norberg 1987, 

Kumlien, Axelsson 2002, Michaelsson, Norberg & Norberg 1987, Kayser-Jones, Schell 

1997a) , “helping to eat”(Manthorpe, Watson 2003), “helping with a spoon” (Manthorpe, 

Watson 2003),  “total dependency on feeding” (Sandman et al. 1990), “assisted eating” 

(Westergren et al. 2002), and “assisted feeding” (Backström, Norberg & Norberg 1987, 

Unosson et al. 1994, Jacobsson et al. 1996). Authors rarely make their decisions about their 

preferred expression transparent, and some authors use expressions interchangeably. 

Linguistic opaqueness may hinder the significance of the phenomenon to be elucidated. 

Manthorpe and Watson (2003) call for clarity about general terms such as “eating 

problems” in order to identify the best form of assessment, treatment, and monitoring. 

Westergren et al. (2001) describe eating difficulties as “difficulties that, alone or in 

combination, negatively interfere with the preparation and intake of served food and/or 

beverages”. According to this definition, eating difficulties can exist without the need for 

assisted feeding. Thus, it is important to distinguish between the two problems. 

  

Several studies have identified and assessed eating difficulties among people living with 

dementia (Backström, Norberg & Norberg 1987, Athlin et al. 1989, Athlin, Norberg & 

Asplund 1990, Pasman et al. 2003). Since 1993, Watson has continuously aimed at 

elucidating and measuring eating difficulties among people living with dementia (Watson 

1993, Watson 1994, Watson 1996, Watson, Deary 1994, Watson, Deary 1997, Watson, 

Manthorpe & Stimpson 2003). However, in these studies assisted feeding is described 

indirectly as a necessity for people with dementia if they are to be sufficiently nourished 

and not as an exclusive topic. 
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Reviewing the literature on feeding and eating as a means to enhancing support of life for 

people with dementia, Manthorpe and Watson (2003) argue that eating and mealtimes 

should be considered within the context of ordinary life for people with dementia. They 

also reveal that little guidance exists for what helps people with dementia to eat and drink.  

 

Five studies of interactions between people living with dementia and their carers during 

meals have assisted feeding as their only focus. Athlin et al. (1989) found that caregivers 

first of all focus on problems related to the task of feeding, despite the fact that dementia 

may cause severe communication problems between the patient and the caregiver that 

affect the relationship and complicating the feeding process. The relational aspect of 

feeding is seen as secondary for caregivers.  In a later study, Athlin et al. (1990) found that 

caregiver’s commitment determines whether the person with dementia is seen as an object 

or as a subject. Caregivers who are committed are more likely to perceive the patient as a 

subject. Van Ort and Phillips (1992) found that the environmental context of feeding is 

chaotic and that overall meals consist of numerous disrupted feeding activities that were 

not linked together. Carers send out different cues at random that neither systematically 

elicit nor extinguish feeding behaviours. In a study of self-organizing activities and the 

unspoken knowledge in long-term care, Pierson (1999) found that carers use several 

common behaviours such as grouping people who are difficult to assist and “loading the 

spoon” to maximize the amount of food given at one time. Pasman et al. (2003) studied 

aversive behaviour during mealtimes among people living with severe dementia. They 

found that nurses’ interpretations of this behaviour differ with regard to the same patient. In 

three out of seven units, nurses discuss their interpretations in an attempt to find out why a 

patient avoids food and how to deal with the problem.      

Only one study that includes the perspective of people living with dementia has been 

identified (Kayser-Jones, Schell 1997a, Kayser-Jones, Schell 1997b). This study showed 

that carers may use infantilizing and dehumanizing methods during assisted feeding of 

people who are cognitively impaired. All other studies of eating difficulties among people 

with dementia are based on observations of meals and/or interviews with carers.  

 

In sum, the literature on assisted feeding and people with dementia shows that carers risk 

humiliating people with dementia when they conduct assisted feeding. Though people with 
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dementia have considerable problems with eating and in most cases need assisted feeding, 

the literature does not provide knowledge about how to facilitate their meals. The offered 

assistance related to meals relies on the particular carer and the actual context.  

    

Another group of people with differentiated eating difficulties are people who have 

survived stroke (Carlsson, Ehrenberg & Ehnfors 2004). Some of them need assisted 

feeding either transitory or permanently (Perry, McLaren 2003). Others only need help for 

preparing their food, for pre-cutting, or they may have problems with dysphagia, coughing, 

etc. Despite such severe physical troubles, eating in itself has been found to be of great 

value for people recovering from a stroke. In a study of stroke survivors’ perceptions and 

manner of coping with food and eating-related issues six months after hospitalization, 

physical impairment was found to have different effects on stroke survivors’ lives (Perry, 

McLaren 2003). Some people maintain their habit of eating in restaurants with friends, 

while others tend to hide when eating in public. In a group of survivors who were able to 

feed themselves, Carlsson et al. (2004) showed that people who have suffered stroke 

continuously struggle to re-create a normal life. The process of getting back to a life that 

resembles life before the stroke is experienced as long-lasting and hard work. The 

participants perceive relearning to eat as a task they have to handle mostly on their own. 

They also experience a loss of functional eating ability and the ability to perform activities 

related to food and meals.  Jacobsson et al. (1996) found that problems related to eating are 

the most obvious problems in the strokesurvivors’ everyday life. In a later comparative 

study of the eating process and oral functions among people with stroke and healthy older 

people, Jabosson et al. (2000) revealed that the participants’ awareness of a sudden loss of 

independency during meals causes a feeling of discomfort. In this study all participants 

were able to transport food to the mouth, but those with limited movements in hands and 

arms find it hard to ask for help. They constantly compare present time with the pre-stroke 

time and feel insecure as to how others regard their social and physical appearance. 

Functional deficits in arms, hands, and lips affect the eating situation, and confrontation 

with friends and neighbours after the discharge is also feared (Jacobsson et al. 2000). The 

same concern was identified among people undergoing radiotherapy after head and neck 

cancer (Larsson, Hedelin & Athlin 2003). The participants feel embarrassed about their 

changed appearance and their ways of eating, and as a consequence they prefer to eat alone. 
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Meals are seen as a unifying ritual for the people present and having difficulties with eating 

means a loss of togetherness. Larsson et al. (2003) also found that eating difficulties may 

imply an altered state of existence.  

 

In sum, the literature on eating difficulties and people recovering after stroke mirrors that 

food and eating are significant aspects of life among people with severe eating problems. 

Loss of independency during meals is lamented and not being able to eat as self-reliant 

people do may affect people’s inclination to eat among others.  In this body of literature, it 

is difficult to discern findings related to assisted feeding from findings connected with 

other eating difficulties. Assisted feeding and other eating difficulties seem to be treated as 

the same problem. 

 

Sidenvall et al.(1994) investigated assisted feeding within geriatric and long-term care and 

reported their findings in two consecutive papers (Sidenvall, Ek 1993, Sidenvall, Fjellström 

& Ek 1994). None of the participants needed assisted feeding, but some needed help for 

pre-cutting, etc. A combination of interviews with patients and nurses, observations, 

recorded data, and nutritional assessment test was used. The study revealed that the patients 

experience eating difficulties much more frequently than the nursing staff report. Staff 

strive to keep the patients self-supporting, despite severe physical impairment (Sidenvall, 

Ek 1993). Sidenvall et al. also found another discrepancy. Nurses have broader standards 

for acceptable table manners than the elderly patients have. For nurses, the most important 

factor was that the patients are able to feed themselves. For the patients independent eating 

was identified as important, but they tend to accept the change in their physical ability to 

eat easier than the nurses do. Nurses prefer patients taking their meals in the dining room, 

and in some cases command them to do so, although the most dependent patients might 

wish to eat alone. In a later study examining the meal-related procedures of caregivers, 

Sidenvall et al. (Sidenvall, Fjellström & Ek 1996) found that nurses conduct the meals as a 

ritualized practice, and this form make it difficult to individualize in accordance with the 

different needs of the patients.   

A study of feeding skills in a continuing-care hospital paid particular attention to problems 

caused by disability (Davies, Snaith 1980). This study also showed that nurses find it 
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important for patients to feed themselves. At some meals patients are staff-fed, at other 

meals they are left to feed themselves.  

Overall, the studies reveal a conflict between nurses’ and patients’ ideals for 

institutionalized meals. Nurses want the patients to maintain their self-reliance as long as 

possible and keep the meal as a social event, whereas patients in geriatric and long-term 

care tend to accept their physical limitations and protect themselves from landing in 

humiliating situations.    

 

2.2. Summary of existing knowledge 
In conclusion, the literature reveals that the specific knowledge about assisted feeding is 

limited. Researchers tend not to distinguish assisted feeding from other eating difficulties, and 

therefore findings related to assisted feeding may be difficult to discern from other findings. 

None of the participants in the identified studies had assisted feeding as their only eating 

problem.  

Eating difficulties and assisted feeding are mainly investigated from the carers’ perspective, 

whereas people receiving help are only sporadically studied. Carers tend to focus on the 

procedural side of the meal, and they may use dubious methods when helping. Despite severe 

eating problems or a need for assisted feeding, people value eating even though eating may be 

associated with considerable troubles. People needing help during meals and carers have 

conflicting views on what is important during eating.  

The institutionalized context seems to be the standard setting for research of eating 

difficulties and assisted feeding. All identified studies focus on eating difficulties and 

assisted feeding in institutions.  

To comply with the scarcity in the literature, this empirical study is a search for the 

meaning of assisted feeding through the experiences of people living in their own homes.   

 

3. Aim, research questions, and design 

3.1. Aim and research questions 
The aim of the empirical study was to explore the lived experience of assisted feeding 

within a phenomenological framework. People living with high cervical spinal cord injury 

(hcSCI) were chosen as participants. 
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The research questions (table 1) for the empirical study were inspired by Van Manen’s 

(1990) four existentials lived body, lived space, lived relation and lived time. These four 

existentials were used as keywords during the interviews. With reference to Merleau-Ponty, 

Van Manen (1990) states that the four existentials belong to the fundamental structure of 

the lifeworld and therefore they are productive categories for phenomenological questions. 

In relation to almost any experience, it is possible to ask the fundamental questions 

corresponding to the existentials. Therefore, Van Manen (1990) concludes they are 

productive categories for phenomenological question posing (Van Manen 1990).  

The four existentials as guiding keywords were chosen in order to facilitate the required 

balance between unstructured and structured during the interviews (Dahlberg, Dahlberg & 

Nyström 2008). 
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Table 1 

Overview of the four existentials and the corresponding research questions 
 

 
Existentials 
 
 
Lived body 

How do people with hcSCI want assisted 
feeding to be carried out? 
 
How do people with hcSCI experience assisted 
feeding when various assistive devices are 
used? 

 
 
Lived Space 

How is assisted feeding experienced when 
carried out: 
                         - at home? 
                         - in other familiar  
                           surroundings? 
                         - in unknown surroundings? 
                         - in public? 
 

 
 
Lived Relation  

How is assisted feeding experienced when 
eating:  
                          - with only the personal  
                             assistant present?   
                          - with family, friends,  
                             colleagues? 
                          - with unknown people? 
 
How do people being assisted with feeding 
experience the relation between self and 
helper? 
   

 
 
Lived Time 
 

How is time experienced when assisted with 
feeding? 
 
How does the experience of assisted feeding 
develop over time? 
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3.2. Design 
The empirical study has a phenomenological approach which is suitable when the aim is to 

study the experiences of human beings (Dahlberg, Dahlberg & Nyström 2008). Among 

several approaches, I chose Reflective Lifeworld Research as described by a research team 

led by the Swedish professor Karin Dahlberg (Dahlberg, Dahlberg & Nyström 2008). 

Reflective Lifeworld Research belongs to the descriptive phenomenological tradition like 

the methods developed by Giorgi, Colazzi and Van Kaam (Polit, Beck 2006). Reflective 

Lifeworld Research offers a method that allows the phenomena  “to keep its indefiniteness 

as long as possible” and “to present itself in its complexity” (Dahlberg, Dahlberg & 

Nyström 2008). The approach is rooted in the lifeworld philosophical theory developed 

within phenomenology and hermeneutics, primarily in the first half of the 20th century. 

Dahlberg et al. (2008) draw on the philosophy of Husserl, Heidegger, Merleau-Ponty, and 

Gadamer.  

 

In this empirical study the expression “assisted feeding” was gradually identified as the 

most adequate one and defined as “the act of moving food from a plate or its equivalent to 

the mouth of another person”. Providing drinks using a cup or a glass was included in this 

definition. This simple definition enabled an open approach to the phenomenon during the 

investigation. 

 

The participants were interviewed twice within a period of 18 months. Originally, the plan 

was to interview the participants three times, with an appropriate period between the 

interviews. After the analysis of the second round of interviews, I decided to cancel the 

third round because the substantial benefits of repetitive interviews turned out to be limited. 

The preliminary analysis of the first round of interviews indicated that it may be valuable to 

watch how assisted feeding was carried out. So, before the second interview, I made an 

observation of a meal.  

Transcriptions of interviews and notes from the observations were analysed using the 

phenomenological guidelines by Dahlberg et al (2008) (chapter 7).  

 

To sharpen my awareness of existing knowledge about the phenomenon assisted feeding, 

a meta-data-analysis was carried out (Paper I).  This is an analysis of data from selected 
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qualitative research studies, with the aim of creating an integrated, systematically derived 

unity of knowledge about a specific phenomenon (Paterson et al. 2001). As an analytical 

approach I chose meta-ethnography as described by Noblit and Hare (1988) and further 

elaborated by Paterson et al. (2001). This approach is a classical method that provides a 

tangible structure and also allows for the creativity and flexibility that is inherent in 

qualitative research (Paterson et al. 2001). The meta-ethnography was carried out after 

the preliminary analysis of the first round of interviews in order not to increase my 

theoretical knowledge about assisted feeding unnecessarily before the initial analysis.  

 

4.  A literature study on feeding completely depend ent      
persons 
The purpose of this chapter is to present and discuss the method used for the meta-data-

analysis (Paper I). Initially, a short introduction to different terms commonly used to describe 

the process of “integrating qualitative health research findings” (Sandelowski 2004 p. 1379) is 

given. Then follows an account of meta-ethnography used for meta-data-analysis in this study. 

The value and quality in meta-ethnography will be discussed in the discussion section 

concerning method (chapter 9). Implications of the meta-ethnography will be discussed in the 

section on perspectives and future research (chapter 11). 

4.1. Clarification of terms  
Qualitative synthesis was originally developed for the same reasons as quantitative studies 

were: to overcome the problems with isolated primary studies with little impact on practice 

(Flemming 2007). Essentially qualitative synthesis involves bringing together and breaking 

down research findings from individual studies.   

A number of terms are used to describe the synthesis of qualitative research findings 

(Finfgeld 2003), and the terms do not by themselves signal any method or technique 

(Sandelowski, Voils & Barroso 2007). Among the most common terms are meta-analysis 

and meta-synthesis (Finfgeld 2003). Paterson et al. (2001) use the term meta-study and 

define it as “investigation of the results and processes of previous research” (p. 5). Meta-

studies are composed of three distinct types of analysis in a specific research field: analysis 

of findings (meta-data-analysis), methods (meta-method), and theories (meta-theory) 

(Paterson et al. 2001). The analysis of findings, methods, and theories can be brought 
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together to create a new theoretical interpretation. However, a synthesis of the three types 

of analysis is not a necessity, since each analysis can stand alone as analysis of data, of 

methods, or of theories (Paterson et al. 2001).  

 

In some cases, the term meta-study is used synonymously with meta-synthesis; however, it 

appears that most of the literature dealing with synthesis of qualitative findings often uses 

the term meta-synthesis rather than meta-data-analysis (Paterson et al. 2001, Thorne et al. 

2004).  

4.2. Meta-ethnography as approach 
Meta-ethnography is one out of several approaches to meta-data-analysis, and it can be 

described as “interpretive, requiring the researcher to compare and analyze texts and 

reports of primary research findings, creating new interpretations in the process” (Paterson 

et al. 2001) p. 64). The method was originally created by the ethnographers Noblit and 

Hare (1988) to reconcile different ethnographers’ interpretations of the same phenomena in 

studies of educational institutions. In meta-ethnography, each primary study is translated 

into metaphors that are compared with the metaphors from other studies to generate a new 

interpretation that covers all reports (Noblit, Hare 1988). The method can be used to 

achieve substantial interpretation about any set of ethnographic or interpretative studies. In 

a recent paper (Thorne et al. 2004) representing the reflections on meta-synthesis of four 

scholars Noblit (Noblit in Thorne at al 2004) states that meta-ethnography was not meant 

as a definitive accomplishment when it was developed in the late eighties. Rather it was 

“work on the cusp of something” (Noblit in Thorne at al 2004). Today, Noblit is surprised 

that the method has survived as a genre in meta-synthesis and is still being used by all 

kinds of professionals ( Noblit in Thorne et al. 2004).  However, the survival of meta-

ethnography indicates that researchers still find the method useful because several other 

methods for meta-data-analysis are available (Paterson et al. 2001). If meta-ethnography 

was not a valuable way to achieve overview of existing knowledge, it would not be used 

for meta-data-analysis anymore.  

 

In this meta-ethnography (Paper I) the approach laid out by Paterson et al. (2001) was used. 

Inspired by the method developed by Noblit and Hare (1988), Paterson et al. (2001) 

developed their own approach to meta-data-analysis, but maintained the term “meta-
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ethnography”. One important change of the original method is that Paterson et al. (2001) 

reduce Noblit and Hare’s seven analytical steps to four steps. In the sixth step of analysis, 

Noblit and Hare describe how the translations of the studies should be “synthesized”. None 

of Paterson et al.’s (2001) four steps include “synthesizing”. In their approach 

“synthesizing” is reserved for bringing the three analytical steps meta-data-analysis, meta-

method, and meta-theory together in a meta-study. 

 

With the original search for literature as starting point (chapter 2), the search for literature 

dealing with complete dependency began. From the outset the search was not limited to 

qualitative studies. Ten qualitative and eleven quantitative reports related to the 

phenomenon were identified. A scrutiny of the quantitative reports showed that most of 

them deal with the measurement of the time carers spend on feeding completely 

dependent people. One quantitative study focus on the influence of the carer’s position on 

the amount of food consumed during assisted feeding. Another study claims that the 

highest consumption of food coincided with the highest prevalence of total feeding 

assistance. Assessing different possible methods for writing a review, meta-ethnography 

was chosen as the approach, and for this reason the quantitative reports were excluded. 

The advantages of focusing only on the qualitative findings were judged to exceed the 

advantages of including both qualitative and quantitative studies. Hereby a true 

translation and interpretation of findings from the primary studies was possible (Paterson 

et al. 2001).  
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4.3. Paper I 

“The nature of feeding completely dependent persons ” 
Originally, the aim of the meta-ethnography (Paper I) was “to investigate the experience of 

feeding completely dependent people”. However, the existing findings turned out to deal 

with elderly people, and the perspective of the assisted person was presented only in one 

out of ten primary reports. Therefore the aim of the meta-ethnography was changed to “to 

investigate the experience of feeding among elderly people in health care settings”. The 

perspective of the dependent person was maintained in an attempt to expose the scarcity of 

research concerning assisted feeding.   
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4.4. Implications for the empirical study 
One finding in the meta-ethnography (Paper I) was the disclosure of the under-researched 

view-point of people who have to rely on help from others during meals. This finding was 

significant for the empirical study as it verified the need for it.  

Other findings contributed to the generation of new questions for the second round of 

interviews in the empirical study. Especially the central theme “feeding as relationship” 

inspired me to pay attention to the relational aspect of assisted feeding.   

  

5. Research approach to studying assisted feeding 
The aim of this chapter is briefly to describe some important parts of the epistemology 

providing a foundation for Reflective Lifeworld Research. Five phenomenological key 

concepts important in the research process are also described.   

5.1. Reflective Lifeworld Research 
Drawing on the four philosophers Husserl, Heidegger, Merleau-Ponty, and Gadamer, 

Dahlberg et al. (2008) seek to outline a common approach for human science. 

According to Dahlberg et al. (2008) the lifeworld theory originally derived from Husserl’s 

ideas about the “natural attitude”. To be in the “natural attitude” means that humans are 

immersed in their everyday world without critically reflecting on their immediate actions 

and responses to the world (Dahlberg, Dahlberg & Nyström 2008). Gradually Husserl 

developed the idea of the natural attitude into the superior lifeworld theory (Husserl 1970). 

This theory was further nuanced by Merleau-Ponty, who resisted the traditional Cartesian 

separation of mind and body, as did Husserl, but Merleau-Ponty carried Husserl’s ideas 

into new areas. Merleau-Ponty emphasized that the body is consciousness in embodied 

form. Merleau-Ponty introduced the notion of “the flesh” as a solution to the idealism-

objectivism controversy he saw in the philosophy of Husserl (Dahlberg, Dahlberg & 

Nyström 2008). Dahlberg et al.(2008) claim that Merleau-Ponty hereby provided 

researchers with a strong background to whatever analysis they wanted to carry out when 

trying to understand the phenomena of our lifeworld. Heidegger’s approach was more 

existential in nature, since he asserted that human existence is more fundamental than 

human consciousness and knowledge. Thereby Heidegger emphasized the lifeworld’s 

ontological foundational character (Dahlberg, Dahlberg & Nyström 2008). Gadamer also 

showed interest in the lifeworld perspective in his work, stressing that an open approach is 
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crucial to gain an understanding of the lifeworld. Dahlberg et al. (2008) acknowledge that it 

can be debated to what extent Gadamer considered the lifeworld perspective, but argue that 

certainly Gadamer was influenced by phenomenology and lifeworld theory. 

In the light of the historical development of this phenomenological key concept, Dahlberg 

et al. (2008) argue that the notion of the lifeworld is a unifying theme running through both 

the phenomenological and hermeneutic philosophy. They state that individuals can never 

be fully understood without taking their lifeworld into account. Dahlberg et al. (2008) aim 

to show how philosophies of phenomenology and hermeneutics accomplish a development 

and yet a continuity of ideas enabling us to understand human beings and our personal 

engagement in the world. They stress that the lifeworld perspective is a central theme in 

both phenomenology and hermeneutic philosophy and develop an approach called 

Reflective Lifeworld Research. In this approach, the differences between phenomenology 

and hermeneutic are primarily emphasized in the explication of the methodological 

principles for analyzing and synthesising meanings.  

 

Reflective Lifeworld Research was first published in 2001 (Dahlberg, Drew & Nyström 

2001) and revised in 2008 (Dahlberg, Dahlberg & Nyström 2008). This thesis and Paper III 

builds on the last edition, whereas Paper II builds on the first edition. The second edition 

elaborates on some of the central aspects of the first edition, especially the 

phenomenological philosophy and the notion of openness. Also, an extended chapter on 

validity is included.  

 

5.2. Phenomenological key concepts  
The following is a review of five phenomenological key concepts introduced by Husserl. 

The concepts derive from phenomenological philosophy and are significant for research 

with a phenomenological approach. In the empirical study of assisted feeding, the 

importance of the particular concept varied through the research process but all concepts 

played a significant role at some point.    
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5.2.1. Intentionality 
The theory of intentionality is central to the understanding of the lifeworld perspective. 

Intentionality is the directedness of consciousness toward objects in the world. According 

to Husserl (Husserl 1913/1982), the basic intentional structure of consciousness is present 

whenever objects or situations in the world are experienced. These objects can be 

immanent or transcendent (part of my consciousness, as in a memory, or outside my 

consciousness, such as a chair). Phenomenology studies the basic intentional structure of 

consciousness regardless of whether it is directed toward immanent or transcendent objects. 

It is not possible to avoid intentionality, since an experience always has a special meaning 

to us.  

 

5.2.2. Reduction 
With the invention of the phenomenological reduction, Husserl aimed to go beyond and 

problematize the natural attitude (Husserl 1913/1982). Husserl wanted scientists to give up 

the natural attitude and to adopt a phenomenological one in which the lifeworld is queried. 

Husserl composed several levels of reduction, but only the phenomenological reduction is 

pertinent for phenomenological research (Dahlberg, Dahlberg & Nyström 2008). The idea 

that the natural attitude can be interrupted by a conscious act is frequently referred to as 

“bracketing” (Dahlberg, Dahlberg & Nyström 2008). Moran (Moran 2000) claims that 

Husserl describes “bracketing” as part of the reduction and adds that Husserl saw the 

reduction as the real discovery of his philosophy. In Reflective Lifeworld Research 

“bracketing” is renamed “bridling”, a term borrowed from horse riding. To bridle means to 

slow down the understanding of the phenomenon under study and avoid quick decisions 

about what may be appearing. Dahlberg et al. (2008) argue that no one, researchers 

included, can isolate or explicate their individual pre-understanding. However, one’s pre-

understanding can be bridled and disciplined. The researcher has to focus on the 

phenomenon under study, being aware of the potential risk to fall out of the bridled 

position. This reflective stance is crucial for the ability to see the richness of the 

phenomenon and aims at scientific objectivity (Dahlberg, Dahlberg & Nyström 2008). 

Bridling must be maintained throughout the research process, since it is crucial for 

describing the richness of the phenomenon. In this way Reflective Lifeworld Research 

deals with bracketing.  
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5.2.3. Intersubjectivity 
A fundamental belief identified by Husserl is the belief that individuals who are similar to 

each other will generally see things from the same point of view. Given that perspective, it 

is assumed that I would roughly look at things or experience things in a way similar to that 

another person does if I perceived things from his or her perspective. The experiences of 

others are never directly presented to us. Through imagination and comparison with 

ourselves, we come to understand other humans to some extent.  We have the possibility to 

understand others because we belong to the same world (Dahlberg, Dahlberg & Nyström 

2008). This belief forms the intentional background by which researchers can examine the 

experience being studied. Intersubjectivity makes it possible to base research on the 

experiences of others.  

5.2.4. Intuition 
In phenomenology intuition means being present, and this presence to the object of 

consciousness means being present to the object whether it is “real” (as in an object in 

space and time governed by causality) or “ideative” (as in an object that is idea-like). This 

phenomenological principle is grounded in the ontological assumption that the essence of a 

thing discloses itself in its manner of appearing (Motari 2008). Dahlberg et al. (2008) do 

not refer to intuition as a key concept in phenomenology or in lifeworld research. They 

emphasize the importance of staying open to the phenomenon, which is described as “not 

making definite what is indefinite”. Hereby the things (phenomena) are allowed to present 

themselves in all their diversity. In addition to the core of definiteness belonging to all 

phenomena, there is always an indefiniteness that requires the researcher to adopt an 

attitude of “alertness”. When an understanding appears, the researcher must avoid making 

any conclusion too early. The researcher must retain an open mind, continuously question 

the tentative meanings, and be prepared to be surprised by the phenomenon. Dealing with 

openness in this way lets the phenomenon show itself at its own pace and in its own way 

(Dahlberg, Dahlberg & Nyström 2008). 

5.2.5. Free imaginative variation  
The goal of phenomenological analysis is to understand the phenomenon better, that is to 

see what makes the phenomenon the very phenomenon (Dahlberg, Dahlberg & Nyström 

2008). To do so Husserl introduced the method of free imaginative variation, a method in 

which one freely changes aspects or parts of a phenomenon or object to see whether the 
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phenomenon remains identifiable when the parts are changed (Moran 2000). By removing 

the nonessential constituents and validating those that are essential through this method, the 

researcher then produces the most essential, invariant, and precise results possible for the 

actual context. However, Dahlberg et al. do not use the term “free imaginative variation” 

directly in the second edition of their textbook (Dahlberg, Dahlberg & Nyström 2008). 

Instead they use the notion of figure and background, which in their interpretation  means 

“picking up one meaning and watching it as a figure against the others as a background, 

then picking up another one making it a temporary figure, and so on”(Dahlberg, Dahlberg 

& Nyström 2008). The notion of figure-background is based on the thoughts of Merleau-

Ponty, who, inspired by Gestalt psychology (Moran 2000), also used figure-background as 

way a to get hold on the appearing phenomenon. The figure-background approach is 

rigorous and provides sound evidence for making knowledge claims about the phenomenon 

under study (Dahlberg, Dahlberg & Nyström 2008). 

 

6. Assisted feeding as phenomenon 
The phenomenon of assisted feeding is in focus throughout the empirical study. However, 

in research with a phenomenological approach, the phenomenon will always be related to 

the experiencing subject. According to Moran (2000), the whole point of phenomenology is 

that it is not possible to split the subjective domain from the domain of the natural world. 

The experiencing subject is inextricably involved in the process of the constituting 

objectivity. Only through the experiences of humans it is possible to gain knowledge about 

a certain phenomenon (Moran 2000).  

 
Phenomenon is a central concept within phenomenology. With reference to Heidegger, 

Dahlberg et al. (2008) write that the term phenomenon derives from the Greek term 

phainomenon which signifies “to show itself”.  Phenomenon thus means “that which shows 

itself in itself”(Dahlberg, Dahlberg & Nyström 2008). A phenomenon can be understood as 

anything in the world, on a concrete level as well as on an abstract one experienced by a 

subject. Our understanding of phenomena consequently includes the relational aspect 

between humans and the world. Referring to Cavalcante Schuback’s (Schuback 2006) 

reading of Husserl’s description of the concept “phenomenon”,  Dahlberg et al. (2008) state 

that “a thing is not a firm point outside conscience, but that which holds on through a 
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spectrum of meanings oscillating between its extreme opposite and its uttermost intensity” 

(p. 33). To describe phenomena in a phenomenological sense is to describe the variation of 

meanings that reflects the whole world of experience (Dahlberg, Dahlberg & Nyström 

2008). Schuback (2006) adds that phenomenology is a method of description aiming to 

show how phenomena are and not to define what they are1.      

 

The phenomenon assisted feeding implies a relation between two people as well as a 

relation to “assisted feeding”. In phenomenology the intertwined relation between humans 

and their worlds can be described as intersubjectivity (Dahlberg, Dahlberg & Nyström 

2008). The idea that a human being that looks and behaves more or less like myself and 

will generally perceive things from a similar viewpoint to my own was introduced by 

Husserl as the primordial notion of being (Dahlberg, Dahlberg & Nyström 2008). Moran 

(2000) describes Husserl’s understanding: ”Our natural life is a life in community, living 

with shared objects, shared environments, shared language and shared meanings” (p. 175). 

However, others’ experiences are never directly presented to us; there is always a certain 

gap in my experience of the other (Dahlberg, Dahlberg & Nyström 2008).  For Moran 

(2000), referring to Husserl, the other is a “phenomenological modification of myself” (p. 

177), possible to grasp in analogy. I can live in the other’s experience in an intuitive 

manner, but it is not possible for me to experience completely the same as the other (Moran 

2000).   

Thus, intersubjectivity enables the two people involved to recognize assisted feeding as a 

vital act and to understand each other (and the act) during the meal. Following the 

Husserlian understanding of intersubjectivity, it would not be surprising if the assisting 

person does not assist in exactly the way the assisted person would prefer. The shared 

experience of assisted feeding has a limit even if the assisting person makes an effort to 

imagine how it is to get help from others during meals. “The gap” in the experience might 

be hard to fill in.  

The notion of intersubjectivity was further developed by Husserl’s followers. Merleau-

Ponty emphasizes the bodily aspect of intersubjectivity and calls it intercorporality 

(Dahlberg, Dahlberg & Nyström 2008). For Merleau-Ponty, others are embodied, lived 

others. People do not meet mind to mind, but by a being who is a body to a being that is a 

                                                 
1 Italics in Schuback (2006)  
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body. The notion of intercorporality thus means that we reach others through our bodily 

existence. We reach others for example through our eyes, by touch, or through language.  

 

Merleau-Ponty (Merleau-Ponty 1969) states that, in the intercorporeal field, we make each 

other speak, think, and become what we are. He stresses that this reciprocity of 

intercorporal communication makes us to what we otherwise never would have been. 

Dahlberg et al. (2008) claim that we constitute the meaning of the world together.   

Intercorporality forms a common field of action in which we transcend each other’s worlds 

and form an infinite continuance of each other’s worlds.  

Merleau-Ponty’s idea of intercorporality adds to our understanding of assisted feeding. 

Intercorporality serves as a foundation for the bodily act of assisted feeding without which 

the phenomenon would not exist. Through the existence of two bodies, the phenomenon 

assisted feeding come into being. Following the thoughts of Merleau-Ponty, assisted 

feeding can be described as an encounter between two bodies transcending each other’s 

world, one part receiving food and the other part providing food. In this understanding, the 

assisted person and the assisting person equally contribute to the performance of assisted 

feeding. The two parties belong to the same world and have a common field of action, but 

do not share completely the same world and experiences. Through their potential use of eye 

contact, touch, and language during the meal, they affect each other irreversibly. 

Assisted feeding is carried out in relationships. Intersubjectivity, and its elaboration by 

Merleau-Ponty, is inherent in the phenomenon. Acknowledging this is valuable in order to 

get a profound understanding of assisted feeding.   

 

7. Method 

7.1. Description of participants 
 

Two women and fourteen men aged 18-65, living with traumatic hcSCI, participated in this 

study. In Denmark, with a population around 5½ million, the incidence of traumatic spinal 

cord injury (SCI) is 10-15/million inhabitants per year and the majority are men (4:1) aged 

15-30. About half of them are tetraplegic, i.e.  cervical SCI, (Biering-Sorensen 2001). 

Consequently the sample reflected the age group and gender division of those with 

traumatic spinal cord injury in Denmark. The participants were included gradually into the 
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study, and between the two rounds of interviews, careful consideration was given to the 

possibility of extending the sample. To attain a rich description of assisted feeding, the 

participants in this study were selected with variation regarding gender, age, marital status, 

and length of experience with hcSCI. Variation in geographical placement was necessary to 

achieve enough participants with hcSCI living under similar life conditions. The 

participant’s experiences of assisted feeding varied between three months and 32 years.  

Criteria for inclusion were capacity for answering questions, reliance on help from others 

during meals for more than three months, and no use of tube feeding or other technical 

devices. Although the longevity in persons with SCI still remains below life expectancies 

in the general population, individuals who are paralyzed in the upper extremities due to 

hcSCI live with dependency for years (Biering-Sorensen 2001). As part of their new life 

situation, they achieve considerable experience with dependency on help from others 

during meals. Therefore they were considered as powerful informants of the lived 

experience of permanent and complete dependency on assisted feeding.   

 

The notion of sampling is not much debated in the literature dealing with the modification 

of phenomenological philosophy into a phenomenological research approach. The term 

“sample” is randomly used, as it is in nursing periodicals, and no fixed advice concerning 

sampling is given. Researchers appear to develop their own particular strategies for data 

gathering. 

 

Dahlberg et al. (2008) use the term “sample size”, emphasizing that the phenomenon 

determines the composition of the sample. Achieving variation in the data gathered is more 

important than the actual number of participants. Dahlberg et al. (2008) recommend variety 

in gender, generations, and ages, but  differences in working experience, geographical 

placement, and cultural background may also contribute to important variations in data 

(Dahlberg, Dahlberg & Nyström 2008). The exact number of participants in a study cannot 

be decided before the study is running, but Dahlberg et al. believe that the more complex a 

phenomenon is, the more participants should be included.  

Others working within the phenomenological tradition neither make claim about sampling 

nor use the term. Instead they emphasize that phenomenological researchers have to 

analyse the experiences of others, though the phenomenological philosopher works from a 
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first-hand perspective (Giorgi, Giorgi 2003). Justifying a phenomenological analysis of the 

researcher’s own experience may meet criticism from empirical scientists, who may assert 

that the description and the analysis are biased. Second-order descriptions are an expansion 

of phenomenology without dilution. Participants should be able to contribute with concrete 

descriptions of the phenomenon under study, preferably without knowledge of scientific 

theories (Giorgi, Giorgi 2003). 

 

In this study the recommendations given by Dahlberg et al. (2008) were complied with the 

limitations of the composition of the group of people living with hcSCI. 

 

7.2. Data collection 
The data collection in the empirical study consists of two complementary parts. The part 

with most weight is two interviews with each participant made with an interval of 15 to 18 

months and the secondary part is an observation of an assisted meal.  

 

7.2.1. Interviews 
The interviews in this study were undertaken in the participant’s homes and lasted from 30 

to 90 minutes. One interview with a newly injured person was conducted in a Centre for 

Spinal Cord Injury, where this person was still admitted. Before the interviews started, the 

personal assistant or other people present were asked to let the interviewer and the 

interviewee be alone. Some participants questioned this because they were not used to 

being separated from their helpers and had no secrets from them. However, all participants 

accepted that the interview should be carried out in confidence. In those cases where the 

participants wanted something to drink during the interview, the interviewer offered 

assistance. Everybody accepted this, and it turned out to be an added bonus generating 

questions concerning the practical side of assisted feeding.  

   

In Reflective Lifeworld Research the aim of a phenomenological interview is to get the 

interviewee to reflect on the phenomenon under study (Dahlberg, Dahlberg & Nyström 

2008). A genuine reflection requires that the interviewer takes nothing for granted and 

persistently asks questions that facilitate the interviewee’s way toward understanding 
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deeply anchored meanings of the phenomenon. An open reflective dialogue is most likely 

to occur if fixed questions are avoided.  However, a research interview must have a balance 

between being unstructured and structured to elucidate certain phenomena. The dialogue 

should always be led by the phenomenon, and the interviewer is responsible for cultivating 

a dialogue that addresses the phenomenon as deeply and thoroughly as possible (Dahlberg, 

Dahlberg & Nyström 2008). 

 

With the aim of balancing between being unstructured and structured, the four existentials, 

as described by Van Manen (1990), were used (table 1, p.13). After an opening question, 

“How is a typical day for you?”, the participants were encouraged to elaborate on their 

experiences of assisted feeding, “Will you please tell me more?” or “Can you give another 

example of this?”.   

7.2.2. Observations 
The preliminary analysis of the first round of interviews indicated that it could be 

beneficial to watch assisted feeding being carried out. Permission to watch a meal was 

obtained from 14 participants and all were assisted by their personal assistants. 

Acquaintance from the first interview may have relaxed the possible discomfort of being 

observed during assisted feeding. In some cases, the interviewer was invited to join the 

meal. This participation may have eased the process of staying open to the phenomenon, 

maintaining a non-analytical attitude during the meal.  Notes from the observation were 

made after finishing the second interview.  

 

With reference to Merleau-Ponty, Dahlberg et al. (2008) state that researchers conducting 

observations hope to see the inaccessible. They claim that researchers who want to 

illuminate a phenomenon that is characterized by embodied and embedded meanings must 

be willing to participate directly in phenomenal events that show the complexity of the 

phenomenon in its context (Dahlberg, Dahlberg & Nyström 2008). However, Dahlberg et 

al. (2008) raise the question about verbalizing the observed phenomenal events.  They 

acknowledge that researchers give word to the experience lived by others, but suggest that 

participants should also be given the chance to narrate their own experiences  
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In this study, the observations were examples of the cooperation between a person with 

hcSCI and a personal assistant. Almost unperceivable signs and low sounds used during 

assisted feeding may not have been possible to get insight into in any other way.  

 

        Exemplified observation of assisted feeding 
The following is a coherent description based on notes taken after a lunch in a 

participant’s home.  

 
The person with hcSCI is sitting in his living room. The personal assistant arrives with 

two plates that she places on the table. Then she returns to the kitchen where she gets a 

bottle of water, two glasses, and cutlery for two.  Back at the table she arranges one of the 

plates in front of the person with hcSCI, with a fork on the left side and a knife on the 

right side. She pours water into the two glasses and places one of them at the upper right 

side of the participant’s tableware. Then she arranges her own plate, cutlery, and glass 

similarly to those of the person’s with hcSCI in front of her. On both plates are three open 

sandwiches, and on the participant’s also two carrots.  

The personal assistant sits down on the participant’s right side and spreads out a tea towel 

from his chin down his stomach.  She asks him which of the open sandwiches he would 

prefer to start with, and then she cuts off a piece of this sandwich and transfers it to the 

participant’s mouth. Almost every time she has given him a mouthful, she puts down the 

participant’s cutlery on its place around his plate and takes her own cutlery to take a bite 

from her own plate. During the meal the personal assistant watches the person with 

hcSCI intensely and manages to be ready with a new piece of sandwich when the 

participant has swallowed the previous one. Frequently the person with hcSCI glances at 

his glass, and the personal assistant immediately puts down the cutlery and transports the 

glass to his mouth to give him water. She continues to pour until he closes his eyes. Then 

she places the glass on the table and continues to cut off pieces of bread and transfer them 

to the participant’s mouth. Twice during the meal the person with hcSCI says “no” 

without any visible reason. After having assisted the person with hcSCI with the three 

sandwiches and one of the carrots, the participant says “here you are” to the dog who has 

been standing close by. The personal assistant throws the last carrot to the dog who 

catches it in its mouth.  
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Comments on the observation 

After lunch, as part of the second interview, explorative questions were posed to 

elucidate features of the meal that were difficult to understand. In this case, particularly 

the invisible signs for drinking and the statement “no” were questioned:   

The person with hcSCI and the personal assistant had worked together for years, so the 

personal assistant had gradually learned to understand the glance and the wink as signals 

during drinking.  

The person with hcSCI had not decided to use these signs, but they had developed over 

time as a way to limit the verbal instructions. 

“No” was a reaction to the personal assistant’s unspoken question whether she should 

divide a piece of sandwich into two parts. The personal assistant posed the question by 

pointing to the open sandwich with the participant’s own knife.    

 

       7.3. Analysis and synthesis 
The first round of interviews I transcribed myself. The second one was transcribed with 

secretarial assistance. The analysis of the transcriptions and the notes followed the 

guidelines given by Dahlberg et al. (2008). 

 

Before beginning the analysis, I tried to bridle my previously acquired knowledge about 

assisted feeding, setting aside for the time being my expectations, experiences, ideas, and 

theories. My goal at this point was to stay open to the data, to remain receptive to what it 

might tell me, and to maintain presence to the phenomenal realm. Throughout the data 

analysis, I continued to bridle my expectations as they arose, staying close and true to the 

original data. 

  

Initially, I listened several times to the recorded interviews. Then I included the written 

notes and read and reread the entire material until it was possible to articulate the main 

points. After the initial reading, the actual analysis began by dividing the material into 

smaller segments, called meaning units by Dahlberg et al. (2008) with reference to Giorgi 

(Giorgi 1997). The division was made in respect to the emerging meanings and varied in 

length. In this search for meaning, I had an active dialogue with the material, posing 

questions like “what is said”, “how is it said” and “what is the meaning”. The aim was to 
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stay open to the material and not impose my own ideas into it. Subsequently, the segments 

that seemed to be related to each other were put together in clusters. The clusters were 

intermediate patterns that made it possible to get an overview of the essential meanings and 

their interrelations. When all meanings were clustered, I ended up having ten clusters. 

Their meanings I compiled into coherent texts which were compared with the meaning 

units from the original material to make sure I had support for the abstractions. Then I 

alternately picked up one meaning and watched it as a figure against the others as 

background, searching for the most invariant structure of meanings. Gradually the essence 

of the phenomenon and its seven constituents appeared. The essence contains the most 

invariant meanings, whereas the constituents cover all variations from the original data.  In 

the last step of the process, I used imaginative variation to determine what was and what 

was not truly essential to the structure of the experience. In the process of imaginative 

variation, I tentatively removed the constituents one by one from the structure to determine 

whether the phenomenon collapsed or remained essentially intact. If the phenomenon 

collapsed, the constituent was crucial to the structure of the phenomenon. 

 

In Reflective Lifeworld Research, the goal of the analysis is to understand the phenomenon 

better than before the research was done (Dahlberg, Dahlberg & Nyström 2008). That is, to 

describe the phenomenon’s essence. The essence illuminates the essential characteristics of 

the phenomenon without which it would not be the phenomenon. The essence is not 

something that researchers add or an outcome of an interpretation. Phenomena are their 

essences, and because we always attend intentionally to phenomena in our lifeworld, we 

are constantly involved with essences (Dahlberg, Dahlberg & Nyström 2008). In the 

natural attitude we do not consider it necessary to analyze phenomena closest to us. In this 

stance our experience is spontaneous and wordless. However, in the scientific attitude 

scrutiny of the tacit (implicit) is necessary. We begin to understand how others experience 

reality by examining their natural attitude. Hereby the tacit and implicit become explicit 

(Dahlberg, Dahlberg & Nyström 2008). 

 

The essence of a phenomenon and its relationships (constituents) can be termed “the 

general structure” (Dahlberg et al. 2008). According to Giorgi (1997) the most interesting 

aspect of structures is the interrelationship among the parts. The ultimate outcome of a 
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phenomenological analysis is not just the structure in itself, but “rather the structure in 

relation to the varied manifestations of an essential identity” (Giorgi 1997 p. 244). 

Referring to Husserl Dahlberg et al. (2008) claim that constituents are individualizations or 

particulars of the structure.  

  

In this study, the explication of the general structure makes it possible to understand and 

reflect upon the lived experience of assisted feeding among people living with hcSCI.  In 

the formulation of the general structure, the ambition was to arrive at an appropriate level 

of abstraction, neither too banal nor too abstract.   The general structure comprises the 

whole range of descriptions from the most abstract to the most concrete instances within 

the actual context. Thus the analysis includes general as well as particular lived meanings 

as expressed by people living with hcSCI. 

 

7.4. Ethical considerations 
According to Danish law, no permission is needed to conduct a study that does not 

include a biomedical aspect. This was confirmed by the local ethics committee before the 

study started.   

 A physician assessed potential participants and assured that they were mentally fit to take 

part in the study. Subsequently, I contacted the potential participants and they were offered 

written and verbal information about the study (Appendix A). Some participants 

acknowledged their participation by e-mail and some had their personal assistant sign the 

consent form (Appendix A). Eighteen people were asked and two did not want to 

participate.   

The ethical guidelines for nursing research in the Nordic countries were followed 

throughout the study (Northern Nurses Federation, 2003) with special attention to the 

requirements concerning consent and confidentiality. 
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8. Findings 
This section is constituted by Paper II and Paper III.  Paper II presents the general structure of 

assisted feeding and Paper III elaborates the constituent Sensitive Cooperation. 

Dahlberg (2006) stresses that an essence is always indefinite and expandable, and never 

finally described. Meaning appears in the events of the lifeworld and when the lifeworld 

changes, meaning also changes. Consequently the general structure of assisted feeding may be 

described differently in another cultural setting or at another historical moment.   
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8.1. Paper II 
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8.2. Paper III   

SENSITIVE COOPERATION: A BASIS FOR ASSISTED FEEDING  

Journal of Clinical Nursing, accepted for publication. 

Bente Martinsen, Ingegerd Harder, Fin Biering-Sørensen 

 

Introduction 
Sensitive cooperation between the two parties involved in assisted feeding has been found to 

play a significant role for people living with high cervical spinal cord injury (hcSCI) 

(Martinsen, Harder & Biering-Sorensen, 2008). The study showed that the helpers must be 

able to set aside their own opinions and preferences and follow the wishes of the person they 

assist. The person receiving the food must be ready to teach the helper how to adjust the meal 

to their specific eating pattern. Without this particular mutuality, assisted feeding remains a 

technical task, lacking the contact and unifying relationship which assisted feeding may 

provide a chance to establish (Kayser-Jones, Schell 1997, Martinsen et al. 2007). This article 

presents sensitive cooperation as a basis for assisted feeding. 

 

Background 
People who contract a complete hcSCI will require assistance from other people with all 

routine activities of daily living. This need for personal care will be lifelong, and professional 

help is almost inevitable (DeGraff 2002). When introduced to the idea of getting personal 

assistant services people with hcSCI may be reluctant and prefer to get assistance from close 

relatives but this initial preference for getting help from family members reflects a limited 

understanding of the assistance that will be needed (Anderle 1995). It is extremely 

burdensome physically and emotionally for relatives to be in charge, and care tasks can 

interfere significantly with the quality of the relationship over time and lead to a break up of 

the family (Batavia, DeJong & McKnew 1991, Zejdlik 1992). 

 

In a review concerning personal assistance to people with spinal cord injury and other 

disabilities Hagglund et al. (2004) found that patients generally prefer to recruit individuals 

they already know, e.g. family members, friends or neighbours, as their personal assistants.  

People who receive assistance from family are more satisfied and feel safer than those 

receiving help from non-family (Hagglund et al. 2004). Saikkonen et al. (2004) showed that 
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spouses and other relatives are main providers of assistance to people with traumatic spinal 

cord injury. Earlier, Nosek (1993) found a similar pattern in a study of the effect of personal 

assistance on the long-term health of people with severe disabilities, but found it noteworthy 

that although family members provide most help, assistance from non-family providers is 

associated with the best health. In a report on the significance of personal assistance services 

and case management Gilson and Casebolt (1997) state that freedom from having to use a 

relative, spouse or a significant other is a key factor in successful independent living. 

Professional assistance makes it possible to live in dignity and feel control over one’s life 

(Gilson, Casebolt 1997), though it could be challenging for people with disabilities to get used 

to giving directions to personal assistants and expressing all their needs (Robbillard 1999). 

The interaction requires excellent communication skills, and for some people with disability it 

may be a challenge to take on the role as employer (Robbillard 1999, Theuerkauf, Stewart 

1992). The personal assistants must learn to follow the directions while the task is being done. 

Effort, practice and a caring attitude are crucial if the cooperation should grow to be natural 

and relaxed (DeGraff  2002, Theuerkauf, Stewart 1992). 

 

To summarize, assisted feeding is a situation where the nature of the relationship between the 

two parties involved is a crucial factor. People with disabilities have a preference for getting 

help from acquaintances, though it may harm their relationship and influence their general 

health. Building a comfortable cooperation takes time and presupposes a thoughtful approach 

from the helpers.  

 

Our study of the experience of assisted feeding among people living with hcSCI showed that 

assisted feeding might gradually develop from being mainly a technical procedure where the 

person with hcSCI had to verbalize all needs and into a mute sensitive cooperation (Martinsen, 

Harder & Biering-Sorensen, 2008). This cooperation took time to build, was crucial for the 

creation of a new eating pattern, and depended on the nature of the relationship between the 

parties involved in assisted feeding. The aim of this second part of our study is to unfold 

sensitive cooperation based on further analysis of the data material. Special attention is 

directed towards the meaning of being assisted by personal assistants, relatives or friends and 

towards the significance of time. 

.  
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Method 
The approach used to unfold sensitive cooperation was that of Reflective Lifeworld Research 

as described by Dahlberg et al. (2008). This approach derives from phenomenological 

philosophy expounded by the philosophers Husserl, Heidegger, Merleau-Ponty and Gadamer. 

Lifeworld is described as the world in which we live our daily lives, i.e. the unconscious 

background for our experiences. Accordingly everyday experiences in everyday situations are 

of interest in our search for knowledge (Dahlberg, Dahlberg & Nyström 2008). We turned to 

the experienced world and tried to understand the phenomenon on its own premises making a 

shift from the immediate, concrete involvement with the phenomenon into a reflective stance 

where it is possible to see both the phenomenon under study and the research procedures 

(Dahlberg, Dahlberg & Nyström 2008). Prior knowledge and assumptions about the 

phenomenon was “bridled” as Dahlberg and colleagues rename Husserl’s notion of 

bracketing. This type of analysis can be seen as a transformation of concrete lived experience 

to an abstract level of description, where the goal is an explication of a phenomenon’s essence 

or general structure (Dahlberg, Dahlberg & Nyström 2008). 

 

Participants  
The two spinal cord injury centres in Denmark contacted potential participants. Selection 

criteria were that the participants should be more than 18 years, the dependency should have 

lasted for more than three months, and no kinds of tube feeding must be used. Sixteen men 

and two women age 18-65 years were included, all living in their own homes getting help 

around the clock from personal assistants, mainly untrained. 

 

Individuals who are paralyzed in the upper extremities due to hcSCI are living with 

dependency for a long period of time, though the longevity remains below the life 

expectancies in the general population (Biering-Sorensen 2001). As part of their new life 

situation they achieve considerable experience with being dependent on help from others 

during mealtimes and were therefore assumed to be powerful informants. 
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Data collection  
Qualitative interviews were conducted twice with each participant within a period of 18 

months. Van Manen’s (1990) description of four existentials lived body, lived space, lived 

time and lived relations was used as an overall structure for conducting the interviews. 

According to Van Manen these existentials pervade the lifeworld of human beings and may 

be helpful as keywords for an interview with a phenomenological approach (Van Manen 

1990). After an opening question, “How is a typical day to you?”, the participants were 

encouraged to elaborate on their experiences of assisted feeding, “Will you please tell me 

more?” or “Can you give another example of this?”. Before the second interview several 

listenings and readings were conducted with the intention of continuing the conversation 

with the participants. To deepen the understanding of the overall phenomenon assisted 

feeding and maintain openness (Dahlberg, Dahlberg & Nyström 2008) the second interview 

was combined with an observation of a meal, conducted immediately before the second 

interview. This gave insight into the physical aspect of assisted feeding generating questions 

that would not have been possible to think of otherwise. Notes were taken immediately 

afterwards and the observations provided a background for describing the lived experience of 

assisted feeding.  

 

Data analysis 
In our search for the essence and constituents of assisted feeding, we analysed the data 

following guidelines given by Dahlberg and colleagues (2008).  Referring to Gadamer, the 

main principle of the analysis is understanding each part of the text in terms of the text as a 

whole, as well as understanding the whole in terms of the parts. Our analysis began with 

repeated listenings of the recorded interviews. Then verbatim transcriptions from the 

interviews and notes from the observations were read and reread to get a sense of the whole. 

When it was possible to express an overall theme of a particular text, the reading changed 

character and focused on the meaning of the parts. The text was broken into meaning units and 

thoroughly examined in order to explicate all meanings, which told something about assisted 

feeding. Emerging and transformed meanings were linked together in a cluster of 

understanding. By synthesizing the clustered meaning units into a structure that binds them 

together the essence of the phenomenon assisted feeding was clarified. When the essence was 

concretized its constituents were explicated and described. During the last part of the analysis 

imaginative variation was used to determine what was and what was not truly essential to the 
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structure of the experience of assisted feeding. In this process, the researchers removed each 

imagined constituent from the structure to determine if the phenomenon collapsed or remained 

essentially intact. If the phenomenon collapsed, the constituent was crucial to the structure of 

the phenomenon (Dahlberg, Dahlberg & Nyström 2008). In our search for a deeper 

understanding of the constituent sensitive cooperation, we continued to use these guidelines 

with a special emphasis on imaginative variation.      

 

Ethical considerations 
The study was designed to follow the Ethical Guidelines for Nursing Research in the Nordic 

Countries (Northern Nurses Federation 2003). This implied that the participants received 

verbal and written information about the study, that they did not suffer any damage, 

participated voluntarily and that the findings were anonymously presented. The local ethics 

committee confirmed that applying for approval was not relevant due to the non-biomedical 

character of the study.  

     

Findings 
The essence of the phenomenon assisted feeding as experienced by people with hcSCI can be 

described as a constructed pattern based on coordinated attention between the parties 

involved. When a person suffers hcSCI and needs feeding for the rest of his/her life, the meal 

loses its bodily anchoring. The eating pattern used to be embodied, independent of conscious 

reflection. After the accident, the eating pattern is carefully thought-through and explicated 

in order to be handled by other people. The person with hcSCI borrows the helper’s body to 

eat and drink and gradually teaches this other body to follow a new eating pattern 

constructed after the accident. Both helper and devices have to fit into the lifeworld of the 

person with hcSCI in order to make the assisted meal as similar to the original meal as 

possible. People with hcSCI must be able to recognize themselves in the helper’s actions and 

therefore need the helper to take into consideration their previous habits and preferences as 

well as the present situation. Assisted feeding involves a risk of being helped in a manner 

that does not correspond with the injured person’s self-image. When people with hcSCI are 

engaged in creating a new eating pattern, common conventions among people are still 

important. 
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The construction of a new eating pattern takes place on two levels. From the moment the 

accident happens an ongoing process starts. The injured person gradually finds out on which 

principles the meal-related help should be based, and a long-term construction is thus 

created, making the meal perceived as acceptable. However, in connection with every meal 

or drink a temporary construction also takes place, closely related to the present situation and 

context. The long-term as well as the temporary construction are based on the person’s 

expressed wishes and on wishes only familiar to both parties after a long and continuous 

cooperation. 

 

Sensitive cooperation as key constituent 
It was nothing special that the participants needed help with their meals. The phenomenon 

assisted feeding had to be understood in the light of significant physical reduction of 

functions. The first constituent, the phenomenon’s outer horizon, was named “paralysis as a 

condition for life”. Physical dependency changed the relation to food and meals permanently, 

and “facing the altered meal” was identified as the second constituent. After the initial 

difficult period, the participants gradually reconciled with the physical dependency and 

accepted their need for help. This development was described as “reconciling with 

diminished bodily anchoring”. Despite physical dependency the participants still attached 

importance to eating norms and standards. The fourth constituent was described as 

“realization of own values around meals”. The use of assistive devices, e.g. straws and bibs, 

created a dilemma and might negatively influence the participants’ self-respect, but not using 

them enhanced the risk of placing the participants in situations where they felt humiliated. 

“Balanced use of meal related devices” was identified as the fifth constituent. Formally an 

employer-employee relationship existed between the person with hcSCI and personal 

assistants. In reality, assisted feeding was described as a conditional cooperation where it 

was up to the person with hcSCI to define its character and it could be formal or familiar. 

This process was named “negotiating relationship with helpers2”. 

These six constituents formed a jigsaw in which “sensitive cooperation” was the seventh and 

last piece. The development of a sensitive cooperation was found to be particularly important 

for the construction of the new eating pattern. Without sensitive cooperation, assisted feeding 

                                                 
2 In this paper, the expression ”helper” is used as a joint term covering relatives, friends and personal assistants. 
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remained a technical procedure missing the contact and togetherness the cooperation could 

provide. 

 

Sensitive cooperation between self and personal assistants 
Sensitive cooperation between the person with hcSCI and the personal assistant was a 

condition for construction of a new eating pattern, but took time to build.  It was not possible 

for the participants to define particular objective characteristics for people whom they felt 

might become excellent assistants, e.g. age, gender, race, parenthood, prior experience. 

Rather, it was a question of chemistry between the parties, ”It’s much more cosy with a 

personal assistant when you are on the same wavelength”.  Having a formal education or 

experience from the health services might be an obstacle for building a sensitive 

cooperation,”I prefer untrained assistants. I think there are some aspects in their education 

and their experience that are difficult to link  with my personality”. The participants wanted 

assisted feeding to develop into an internalized activity based on discrete physical signals 

(sounds, movements of the head and eyes) invisible to the surroundings. But initially the 

participants’ wishes had to be expressed verbally and this work was experienced as 

burdensome, ”It is so tiring to repeat it (the directions) all the time”.  When the personal 

assistants had learned how to help, the need for directions could decrease, but unforeseen 

circumstances in the immediate environment could suddenly make them necessary again. 

Some participants chose to give directions unceasingly in an attempt to control every detail of 

the cooperation. “It’s my life. I have to eat in my own way”. Another strategy was to refrain 

from giving directions at all, but this did not guarantee satisfaction, “It’s easier not to say 

anything. If you start giving directions you are forced into a dialogue about the procedure and 

I don’t like that. I’ll rather eat it the way it is done and talk about other things”.  

 

The cooperation during assisted feeding required genuine concern for the person who needed 

assistance. It was not enough to deal with the technical performance. The personal assistants 

had to “keep an eye on” the pace and rhythm of the meal and ought not to be preoccupied with 

other things, “I would not beg to get the next bite (…) I would not take that role”.  Occasions 

where the participants had experienced to be ”forgotten” or ”ignored” generated a feeling of 

powerlessness. Hurried meals were also disliked, ”If you have a bite waiting for you, that’s 

not very nice”. Eating simultaneously with the person assisting altered the pace and made it 

artificially slow, because the assistants had to feed themselves at the same time. Shared meals 
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are seen as a convention but assisted feeding carried out in social gatherings could be 

experienced as stressful because of the double work the assistants had to deal with. 

 

During the cooperation the participants did not want their personal assistant to comment on 

their eating norms and standards. It was considered offending, “At the moment, I have a 

personal assistant, who always comments on my eating habits, I do not feel like hearing that. 

Unfortunately I have to dismiss her”. The participants expected the personal assistants to pay 

attention to their appearance as part of engaging in the cooperation. In situations where the 

participants had to use unknown substitutes assisted feeding was reduced to a minimum. Some 

even skipped meals, because they did not find it worth the trouble to give all the directions 

needed to achieve an acceptable cooperation, “Then I just won’t eat. I want to have as little as 

possible to do with this person”.  

 

Sensitive cooperation between self and family 
Assisted feeding could be used as an opportunity to uphold a near relationship with relatives. 

The cooperation around meals provided an experience of connection comparable to mealtimes 

previous to the injury. Chemistry was never questioned. Especially right after the injury when 

still admitted to the centre for spinal cord injury the participants preferred to cooperate with 

close relatives who could be responsible for assisting every time they visited, ”When my 

mother and father were visiting, they assisted me”. For some it was every day. The 

participants appreciated this effort and described it as a safe way to be assisted. Their close 

relatives had a comprehensive knowledge of their habits and preferences and the participants 

found it easy to cooperate with them, ”My wife (…) knew me long before (the injury) and 

knows how I eat”.  After the discharge some close relatives continued to help with particular 

meals, typically dinner. In these cases the participants were aware that the task might be 

laborious and spoil the joy of the meal for their relatives. This concern was weighed up 

against the joy the participants felt being assisted by individuals who knew them. 

 

Cooperating with relatives every day was viewed as something they had to refrain from over 

time. Getting used to cooperate with personal assistants during all meals required endurance, 

“Some day helpers will take over (…) instead of my mum”. The cooperation with relatives 

could remain sensitive if it was practiced regularly, but over time the routine of the personal 
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assistants could overtake that of the relatives and make it hard to cooperate with them, 

“Today, I prefer personal assistants to my siblings helping me”.  

 

Sensitive cooperation between self and friends 
Cooperation with friends was primarily an interim solution. An important part of the 

participants’ previous social life had been eating and drinking with friends. Right after the 

injury the participants feared that friends might withdraw from the relationship, “They don’t 

come, some of them I haven’t seen since my birthday”.  Tentatively some participants got 

assistance from close friends. It was important that this cooperation was initiated by the 

friends, “She has to suggest assisting me by herself. I don’t suggest it”.  However, friends 

might not have any experience with assisted feeding and the participants did not feel free to 

give them directions. Cooperating with friends felt awkward and could tear down and not 

strengthen the ties of friendship, ”The atmosphere was completely changed. Previously we 

would have been talking and having a nice time, but now the food was in focus”. After a 

varying period of time the idea of cooperating with friends was abandoned. Still, they could 

assist with drinks which was an uncomplicated task and not demanding any particular insight. 

 

Discussion 
Sensitive cooperation was unfolded through the participants’ experiences of being assisted by 

three kinds of helpers. We will discuss prevailing themes drawing on selected texts using 

phenomenological philosophy as their frame of reference. Acquaintance, concern, and 

temporality were identified as three themes running through the descriptions of sensitive 

cooperation. 

 

Acquaintance and concern were found to be closely connected, presupposing each other. 

Acquaintance was a significant condition for building a sensitive cooperation as a basis for 

assisted feeding. Friends, newly employed personal assistants or their substitutes did not have 

sufficient knowledge to make it possible to achieve sensitive cooperation. The cooperation 

should continuously be adjusted to the participant’s concerns and to the present situation. In 

the studies of Robbillard (1999) and Theuerkauf (1992) communication skills were found to 

be important in the general collaboration between personal assistants and people with 

disabilities. However, in our study the helpers’ communication skills were not found to be 

particularly important for building a sensitive cooperation. The participants had to feel their 
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way and it was not possible to predict or verbalize in detail how the cooperation could be best 

established. 

 

As in the studies by Anderle (1995) and Hagglund et al. (2004) our participants preferred to 

cooperate with close relatives right after the injury, because of these people’s insight into their 

former life. Contrary to the findings of Anderle (1995) and Hagglund et al. (2004) the 

participants gradually realized that the sensitive cooperation faded if the cooperation was not 

practiced regularly. Over time the idea of using friends as helpers was abandoned and the use 

of family was limited. Instead cooperation with personal assistants was favoured. 

 

In a phenomenological description of the phenomenon of care Benner (2001) says that human 

beings dwell in a world constituted by care, relying on others. Other people thus constitute our 

lifeworld and are, in turn, constituted by it (Benner 2001, Merleau-Ponty 2004/1945). This 

intertwining is so pervasive that it is taken for granted. Losses such as disability might 

infringe on a person’s familiar lifeworld and diminish the horizons of possibilities, but caring 

sets up the possibility for acting in the world under new conditions (Benner 2001). To be 

experienced as care, caregivers must attend to what matters in the particular lifeworld of the 

person. According to Benner (2001) care is ontological in that it structures being human and 

without a network of care humans would rattle around in a random universe, lacking the 

structures in which to ground actions and choices. Reintegration in the world after a loss 

requires concern for the lifeworld as a whole and not just for the physical deficits. 

 

In our study achievement of sensitive cooperation as a basis for assisted feeding called for the 

helpers’ comprehensive and multi-faceted knowledge of the participants’ lifeworld. 

Consideration for the participants’ concerns was found to be crucial, but this alone could not 

ensure that the cooperation was sensitive. Acquaintance was presupposed and right after the 

injury the participants judged their relatives to have the needed knowledge and concern. The 

two parties had overlapping lifeworlds, and family members were considered the most 

obvious helpers, whereas personal assistants were still strangers. However, the injury 

shattered the participants’ lifeworld. In the rebuilding of the participants’ lifeworld, the 

lifeworlds of the two parties gradually merged into each other and the assistants were no 

longer considered outsiders. A close cooperation was built and the personal assistants 
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achieved a broad knowledge enabling them to be the best providers of ontological care during 

meals. When cooperating with personal assistants, the fear of being a strain was not an issue. 

 

Cooperation with friends was tried out initially. However, acquaintance achieved before the 

injury proved not to be helpful in creating a sensitive cooperation after this radical change in 

the participants’ abilities, though a significant part of their former time together had included 

sharing meals. Though friends were very concerned about the participants their acquaintance 

was not comprehensive enough to render the ontological care needed. The two parties’ 

common lifeworld turned out to have diminished, and the participants were reluctant to give 

the directions that could provide some of the knowledge necessary for ontological care. The 

fear of being a burden, as commonly reported by other people with disabilities (Robbillard 

1999, Toombs 1993) also influenced this reluctance. 

 

When describing assisted feeding the participants often referred to time by using expressions 

like “earlier”, “now”, “in the beginning” and “I used to”. The injury was considered a zero 

that divided the timeline of their life into “before” and “after”. The construction of a new 

eating pattern was described as a continuous process starting as mainly a cognitive act where 

the cooperation with the assistants had the participant’s former self-reliant meal as a standard 

of reference. Gradually, the cooperation could become more and more sensitive and 

internalised. However, even if the cooperation was already satisfying the participants 

anticipated that it could develop further. The cooperation was not static, rather a constant 

striving towards improvement.  

 

In a classical phenomenological analysis Van den Berg (1972) describes the notion of time. In 

a phenomenological perspective an immediate experience is always influenced by the past and 

the future. The past provides the conditions for what is going to happen in the present and the 

present determines the future. Whatever one does have a historical reason and the future has a 

paradoxical meaning of meeting oneself, since the future is the result of one’s decisions made 

in the present (Van den Berg 1972). Thus, every moment is the outcome of a development and 

the present is until now the last phase of this process. Expectancy, wishes or fear make 

humans make decisions for the future (Van den Berg 1972). Van den Berg’s (1972) 

description of time may be helpful in understanding sensitive cooperation as a basis for 
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assisted feeding. The cooperation during assisted feeding is both a continuation of all previous 

meals and a forerunner of all coming meals. A meal is not an isolated event, and the 

participants were very aware of this development.  According to Van den Berg (1972) 

everything can be viewed as a development. So when the participants described the 

cooperation as ongoing endeavours it was nothing special or unusual. But it was striking that 

the actual time of the injury, even after several years, served as a significant point of reference 

for the participants when talking about the cooperation. Repeatedly, they described the 

development of the cooperation in terms of time since the injury. This shows the importance 

of the helper being careful when initiating the very first cooperation around meals. At this 

time the foundation of the participants’ anticipation of future cooperation was laid. The 

significance of this cannot be overestimated. 

 

At the concrete level temporality also played a central role. The cooperation should resemble 

as much as possible the pace and rhythm of the meals the participants enjoyed when they were 

self-reliant. Alterations were experienced as annoying or even insulting. From a 

phenomenological perspective this can be viewed as a schism between subjective time and 

objective time. Subjective time can be described as the ongoing, immediate experience of 

temporal objects including memories of the past and anticipations of the life to come and 

objective time can be measured by clocks, calendars etc., but this does not mean that 

subjective time and objective time are disconnected in our experience (Van Manen 1990). 

However, situations occur or may occur when they conflict (Toombs 1993). In its origin 

eating belongs to subjective time as every human eats with a particular rhythm that is part of 

the unique bodily scheme. When a person permanently has to rely on assisted feeding the pace 

and rhythm of eating are assigned to objective time, i.e. the other person’s time. No matter 

how sophisticated the cooperation is, it will only be an imitation of the person’s original 

eating pace and rhythm, determined by subjective time. When the cooperation includes 

simultaneous eating with the helper the schism between subjective and objective time is 

accentuated. Consideration for the helper’s own needs influences the situation and makes it 

even harder to base the cooperation on the subjective time of the person who receives help. 

Cooperating with helpers during meals makes an incommensurability of subjective and 

objective time that is not possible to remove. 
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Study limitations 
In our study the cooperation between the people with hcSCI and their helpers was not 

controlled by institutionalized structures. Therefore the participants had a comprehensive say 

in the way the cooperation was constituted, which may not be the case in institutions. The 

lived experiences of people with hcSCI were in focus. A potential discrepancy between the 

two parties’ perspectives on the creation of a sensitive cooperation might exist, and future 

research should explore how helpers experience their role during assisted feeding and identify 

what they find relevant or important to achieve sensitive cooperation. 

 

Implications 
Nurses and other health care professionals working within settings where people with hcSCI 

are admitted right after the injury have a responsibility to be meticulous in the cooperation 

with the patients during assisted feeding. Though they might have a limited opportunity to 

attain enough insight into the patients’ lifeworld to build a genuine sensitive cooperation, they 

create the basis for later cooperation with the personal assistants. Being met with profound 

consideration for one’s concerns may be crucial for the patient’s approach to future 

cooperation. Our study shows that personal assistants have the best conditions to provide 

ontological care and they could be further optimized by diligent preparatory work. 

Professionals working in institutions must assume that people with hcSCI are vulnerable and 

that assisted feeding should be carefully scheduled and conducted without interruption. 

Without this foundation, sensitive cooperation might never happen. 

 

Conclusion 
This study shows that even the most sensitive cooperation will only lead to an imitation of the 

person’s original eating pattern. When a meal has to be based on cooperation with another 

human being it is no longer adjusted by the inner eating pace and rhythm of the person 

needing assisted feeding, but has the temporality of the helper as a necessary condition. The 

cooperation during assisted feeding is not an isolated event. Each meal draws on the 

experiences from all previous meals and is a significant forerunner of future meals. Sensitive 

cooperation contains genuine acquaintance and sincere concern for the person receiving help. 

It takes time to develop and it is not possible for the person who needs assistance to simply 

ask for it. Sensitive cooperation is not built once and for all and will fade if the helper does not 

continue to be involved in the person’s present lifeworld. 
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9. Discussion  
In this section I shall first discuss significant findings from the empirical study. Selected 

aspects of the discussions in Paper II and Paper III will be elaborated on and considered 

in the light of empirical findings from the Background section (chapter 2) and Paper I. 

Not all constituents will be explicated, but discussed indirectly, since they are not isolated 

themes. Rather, constituents are interrelated aspects of the general structure that reflects 

the patterns and essential elements of the structure of which they are a part. As defined by 

Giorgi (1989), “A constituent is a part that is mindful of its context. It is  context laden” 

(p. 55).  

 

Then, in the discussion of the method in the empirical study (Papers II & III), I shall 

elaborate writing as a means, bridling, and the notion of objectivity and validity. Finally, 

I shall discuss the method used in the meta-ethnography (Paper I). 

 

9.1. Elaboration of findings from the empirical stu dy and dialogue   
with the literature 
The aim of this empirical study was to explore the experience of assisted feeding in its most 

unadulterated form, i.e. among people who have assisted feeding as their only eating problem.  

People with hcSCI were found to be suitable to achieve insight into the phenomenon because 

of the permanent character of the dependency and their capability to participate in interviews.  

 

The people who participated in this study lived in their own homes, and this condition should 

be acknowledged in the consideration of the findings. Assisted feeding was studied in a form, 

where the people receiving help had the highest possible influence on the conditions for 

assisted feeding not controlled by any institutional structures. If assisted feeding had been 

investigated in an institutional context, the general structure of assisted feeding might have 

been identified to be different. Studies creating the background for this study (chapter 2) were 

all carried out in an institutional context. The following discussion is based on this contextual 

difference, and it will be emphasised in parts of the discussion.   
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One significant finding in this empirical study is related to the essence of assisted 

feeding.  Both the long-term and the transitory eating patterns were identified as 

individualized constructions.  It was not possible to define a standard for assisted feeding 

or to transfer a construction from one person to another. The long-term construction was 

considered thoroughly by the people living with hcSCI and tried out, whereas the 

temporary eating pattern was invented on the spot.  Both patterns were based on practical 

possibilities and meal-related conventions. While the long-term construction had a 

constant character, the transitory construction was changeable and sensitive to the 

concrete context. The identification of this context dependency supplements the 

conclusion made by Manthorpe and Watson (2003) that eating and mealtimes should be 

considered within the context of ordinary life for people with dementia. Mealtimes have 

an aspect that cannot be planned in every detail but has to be fitted into the concrete 

context.  

In contrast, Sidenvall (1996) showed that caregivers in institutional contexts conduct 

meals as a ritualized practice, making it difficult to individualize the meal for a particular 

patient. Findings from this study of assisted feeding show that people with hcSCI found it 

crucial that no attempt to standardize their eating pattern was made. Assisted feeding was 

a situation in which people with hcSCI had the possibility to influence the way they were 

helped. Only their decisions made the boundaries for assisted feeding. Moreover, a 

ritualized practice would eliminate the need for genuine concern for the person with 

hcSCI, and this was found to be essential for achieving sensitive cooperation as a basis 

for assisted feeding between the person with hcSCI and the personal assistant. Ritualized 

practices as a means to conduct assisted feeding are not consistent with the general 

structure of assisted feeding described in this study.      

However, a minimum of standardization for assisted feeding may be necessary to have to 

avoid dehumanizing and humiliating methods in meal-related care as was found by 

(Kayser-Jones, Schell 1997a, Kayser-Jones, Schell 1997b, Pierson 1999). When assisting 

people who do not have the ability to articulate their needs, as is the case among most 

elderly people who need assisted feeding, some kind of guidelines may be helpful. 

Disconnected care build on haphazard methods, as found by Van Ort and Phillips (1992), 

can hardly be categorized as professional. Careful use of a guideline for assisted feeding 
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may enhance the professionalism without infringing on the possibility of creating a 

personal eating pattern matching each individual person.  

 

In this study, assisted feeding was found to involve a considerable life change. Assisted 

feeding reduced the joy of eating for people with hcSCI , but  did not eliminate its 

significance. Immediately after the injury, people with hcSCI attached no particular 

importance to meals, and they might even accept the way they were assisted. Their 

lifeworld had been shattered by an accident, and they had several problems to deal with. 

However, over time food and meals regained importance, and people with hcSCI started 

to make demands on the way assisted feeding was conducted.  They contributed actively 

to assisted feeding by giving instructions to helpers. By focusing on the technical aspects 

of assisted feeding, people with hcSCI tried to teach helpers how to assist them. If they 

succeeded, it might gradually give more space for the aesthetic aspect of the meal. The 

sustained joy of eating observed in this study is in accordance with the findings of Perry 

& McLaren (2003). They showed that people who have survived stroke appreciate eating 

even though they have to struggle with physical deficits.  

Accordingly, eating seems to be a fundamental pleasure for humans even when they live 

with restrains that eradicate their physical independence. 

  

Another important finding in this study is that assisted feeding made people with hcSCI 

sensitive to the reactions of other people. They might be inclined to moderate their use of 

assistive devices, avoid certain types of food, or adjust their eating pattern in other ways. 

Assisted feeding should not attract any attention. Both people who had lived with spinal 

cord injury for a long time and those  newly injured wanted to be assisted as unnoticed as 

possible when they had to be assisted whilst among other people , for instance in public 

places. At times newly injured people could find it so difficult to adjust their transitory 

eating pattern to a new context that they decided not to eat. Over time they gradually 

reconciled with the diminished bodily anchoring of their eating pattern, and it became 

possible to adjust their pattern to different surroundings. But some people with hcSCI 

avoided eating in particular contexts even after having lived with hcSCI for several years. 

This finding is in line with the findings of Jacobsson et al. (2000) and Larsson (2003), 

who revealed that people feel embarrassed when their way of eating changes and may 
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prefer to eat alone. Sidenvall et al. (1993; 1994) found that caregivers pressurize patients 

to eat in common dining rooms even though the patients would prefer to eat alone. 

However, in this empirical study, people with hcSCI did not have such an enforced 

socialization. If people with hcSCI who permanently have to rely on others during meals 

did not get used to being assisted with feeding whilst among others, it could affect their 

social network negatively or lead to social isolation. Living in their own homes they were 

not necessarily part of an eating community. 

 

People with hcSCI wanted the pace and the rhythm of assisted feeding to resemble the 

former self-reliant meal directed by subjective time (Van Manen 1990). Being assisted by 

another human meant that the eating pattern was no longer assigned to subjective time, 

but to objective time.  Simultaneous eating with the personal assistant accentuated the 

schism between subjective and objective time, but was a valued way to strengthen the 

relationship between the two parties involved in assisted feeding.  

If assisted feeding had been carried out in an institutional context, it would also have 

been subject to institutional regulations that might only allow limited time for assisted 

feeding (Paper I). Caregivers have found it advantageous to work within a self-appointed 

time limit when feeding people who are completely dependent (Paper I). Such a structure 

could intensify the schism between subjective and objective time, but since simultaneous 

eating with carers has never been reported to have been conducted in institutions, the 

consideration for a carer’s needs is not an issue. Strengthening the relationship with the 

carer through common meals does not seem to be an opportunity in institutions. Both in 

private homes and in institutions assisted feeding is assigned to objective time. In 

people’s own homes this condition may be intensified by simultaneous eating; in 

institutions it may be intensified by the institutional structure. However, in their private 

homes people with hcSCI had a choice.    

 

The way people with hcSCI continuously struggle to construct an eating pattern by giving 

directions to their personal assistants parallels the findings of Carlsson et al. (2004). They 

found that stroke survivors strive to get a life comparable to the life they had before their 

disease and that this effort is experienced as long-lasting and hard work. In this study of 

assisted feeding, each hiring of a new personal assistant required that the person with 



 70 

hcSCI made an extra effort to teach the assistant how to help by giving verbal directions. 

This work was experienced as tiring, but necessary and the burden of introducing new 

employees was continual in the lives of people living with hcSCI. Assisted feeding may 

imply an altered state of existence comparable to the findings of Larsson et al. (2003), 

who found a loss of togetherness among people with head and neck cancer. 

A significant finding in this study is that assisted feeding should be a realization of the 

personal values of the people with hcSCI. Being treated like a standard patient was 

rejected. Reviewing the empirical literature on assisted feeding (chapter 2) it may be 

difficult to comply with this wish in an institution. Haphazard or insulting methods were 

found to be used (Van Ort, Phillips 1992, Kayser-Jones, Schell 1997b, Pierson 1999), 

carers and patients had conflicting viewpoints on standards for table manners (Sidenvall, 

Fjellström & Ek 1994), and not all carers were committed (Athlin, Norberg & Asplund 

1990). The findings in Paper I support that realization of personal values might be 

difficult in an institutional context, because  most of the primary reports described 

feeding completely dependent people as task, i.e. one in which the carer is focused on 

getting the job done in a series of prescribed steps.       

People with hcSCI negotiated the relationship with their personal assistants depending on 

the particular situation. Sometimes the personal assistant was considered as a practical 

arrangement and sometimes as a close connection. This is in contrast with the findings in 

Paper I, in which carers were found to view feeding as either task or relationship. Athlin 

(1989) also found that carers have the task aspect in the foreground when they describe 

feeding. However, seen from the perspective of people with hcSCI, assisted feeding was 

a constant movement between the two positions. An important point is that this study 

showed that the character of the relationship was defined by the person with hcSCI. The 

personal assistants were expected to possess both the ability to focus on the task and to 

focus on the relational aspect of assisted feeding depending on the situation. If personal 

assistants were unable to see assisted feeding as relationship, it would not be possible to 

build a sensitive cooperation as a basis for assisted feeding. Consideration for the 

concerns of people with hcSCI was found to be crucial to achieve sensitive cooperation, 

presupposing that the personal assistants had a comprehensive understanding of the 

person.  To be sensitive, cooperation should continuously be adjusted to the concerns of 
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the people with hcSCI. So, stressing only the task aspect of assisted feeding would hinder 

the building of a sensitive cooperation.   

 

9.2. Discussion of method in the empirical study 
As an introduction to a part on objectivity and validity in the empirical study, the significance 

of writing for the findings of the empirical study is discussed. At the end of this section the 

notion of bridling is considered.   

9.2.1. Writing as a means in the empirical study 
Writing played a significant role in the description of the general structure of assisted feeding. 

During the process of writing, I frequently questioned whether a chosen term covered the 

meaning in the original text or whether it had unintended connotations. In the final 

formulation, the phenomenon is not described by the words of the participants or with the 

concrete content of their statements. I aimed at describing the meaning of assisted feeding by 

hitting the tone of the lifeworld and mirroring the context in which the phenomenon was 

studied. I chose not to use the terms “patient” and “feeding3” in respect for the participants, 

who rejected these terms I initially used in the Patient Information (Appendix A). My own 

linguistic capacity and creativity were limitations for this work 

In Reflective Lifeworld Research, Dahlberg et al. (2008) acknowledge the importance of 

language throughout the entire research process. They state that researchers should have 

adequate linguistic knowledge and be sensitive to verbal nuances in order to describe the 

full meaning of a given phenomenon (Dahlberg, Dahlberg & Nyström 2008).     

Referring to psychology and psychotherapy, Dahlberg et al. (2008) claim that researchers 

have to be self-aware all the way through the study, not at least when writing. Without self-

awareness there is no basis for understanding others’ lifeworlds, though Dahlberg et al. 

recognize that the human self-awareness is limited. They encourage researchers to be 

conscious about this limitation (Dahlberg, Dahlberg & Nyström 2008).  

In a discussion of qualitative writing, Holloway (2005) argues that the researcher’s main 

task is to tell the story of the participants’ lives, not his or her own story. By enabling an 

audience to hear the voice of people who may be vulnerable, the researcher empowers the 

participants (Gadamar 1995/1960). In this empirical study (Papers II & III), my own 

                                                 
3 In Danish ”feeding” (madning) is not as broad, but means spoon-feeding.  
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intentionality was an integral part of the account of the essence of assisted feeding. But 

choosing people with hcSCI as participants was also an opportunity for this particular 

group of people to be heard.     

As stated, I did not repeat the story of the participant’s lives in their own terminology; quotes 

were selected from the original data. This selection was influenced by my understanding of 

the material, and some of the excerpts were edited to make them clear and without 

digressions. With reference to Merleau-Ponty, Dahlberg et al. (2008) claim that no situation 

can be totally captured by language, so all accounts of the participants’ experiences are 

approximations based on the researcher’s selection. Holloway (2005) agrees that the reader 

has to rely on the researcher’s judgement. It is a normal part of the research process that the 

reader does not have access to the complete account of the participants’ experiences (Gadamar 

1995/1960). Holloway claims that it is crucial that the researcher is committed to the 

participants and does not see them as inanimate objects that may be manipulated.  In this study 

the use of quotations from the original data aimed at illustrating the identified meanings. 

When choosing and editing quotations for the presentation of findings in this study, I asked 

myself “does this quote really cover the actual meaning?”.  

This approach is in accordance with Halling’s (2002) suggestion that by including well-

chosen examples and quotes in the presentation and analyses of phenomena, the researcher 

can effectively bring the reader into a closer and more meaningful relationship with the 

phenomenon and the individual experiencing it.  

 

 Hence writing up findings in this phenomenological study was a balancing act between 

staying true to the statements of the participants, being aware of my own intentionality, and 

creating an account that provided genuine knowledge about assisted feeding for the reader.  

 

9.2.2. Objectivity and validity in the empirical st udy 
Quoting a conference paper by Giorgi, Dahlberg et al. (2008) suggest that the ideas of 

objectivity and validity have to be reconsidered to fit phenomenological research. 

Originally these concepts stem from logical-empiricism building on assumptions not 

consistent with human science (Dahlberg, Dahlberg & Nyström 2008). However, Dahlberg 

et al. (2008) chose to maintain the terms “validity” and “objectivity”, declaring that the 

continuous use of the terms will “supersede the division of scientific traditions” (p.335).  
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In this study the two terms are also used but in a way that meets the demands of human 

researchers. 

9.2.2.1. An open stance 
According to Dahlberg et al. (2008), all scientific research must be objective. In 

phenomenology, research objectivity means that the researcher must adopt an attitude that 

makes it possible to see the phenomenon through all previous thoughts, feelings, and 

opinions that relate to it. Throughout their book, Dahlberg et al. (2008) stress that the 

notion of objectivity should not be mixed up with that of “objectivism”. They state that 

objectivism is the belief that scientific research can be carried out from a position outside 

the research sphere without anything – including the researcher – influencing it. This belief 

is not consistent with lifeworld research in which it is acknowledged that the 

phenomenon’s context and the researcher have influence on the research.  

Dahlberg et al. (2008) claim that validity and objectivity above all mean to be open, 

susceptible, and sensitive to the phenomena under study. Cultivating the ability to sustain a 

bridled attitude is crucial to achieving objectivity and validity in Reflective Lifeworld 

Research. They warn against following step-wise methods that may hinder the researcher in 

achieving true contact with the phenomenon.  With reference to Kvale (Kvale 1996), they 

also emphasize “the coherence criterion” as a measure of objectivity. This criterion implies 

that a scientific study must present an inner logic enabling the reader to follow the 

researcher’s reasoning all through the study (Dahlberg, Dahlberg & Nyström 2008). 

 

The fact that it is more than ten years since I worked as a clinical nurse might have 

contributed positively to the open perspective required in lifeworld research. No 

preconceived convictions from clinical practice had to be restrained to concentrate on the 

phenomenon as it showed itself.  The main challenge was to set aside theoretical 

knowledge achieved previously and the knowledge accumulating throughout the study.    

The interviews were characterized by a dialogical openness. The participants were 

encouraged to elaborate on their experiences of assisted feeding even though some of their 

descriptions might be on the periphery of the phenomenon. Only when their contributions 

were clearly far from the phenomenon was the conversation put back on track. The aim 

was to allow the phenomenon to appear as it really was for the people with hcSCI without 

controlling it.  
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As stated, the preliminary analysis of the first round of interviews suggested that observing 

the conduction of assisted feeding may contribute to a broader understanding of the 

phenomenon. When watching this life-world event, I attempted to stay open without 

analyzing it in detail.   

During the data analysis, an open approach was also intended. No external sources were 

brought in, and every description was questioned and pondered upon. The goal was to 

achieve an understanding of assisted feeding as it was experienced by people with hcSCI, 

without anticipating anything in advance. Immediacy and curiosity were important means 

in this process. 

In the formulation of the general structure, the challenge was to limit the description of 

assisted feeding to what was given in the data and refrain from explanations and 

interpretations. The aim was to reach a description as “pure” as possible.      

 

        9.2.2.2. Four scientific criteria 
To achieve validity in this study, I used four scientific criteria identified by Giorgi (1997) 

and later repeated by Giorgi & Giorgi (2003). These criteria were found to be relevant and 

a helpful supplement to the description of objectivity and validity in Reflective Lifeworld 

Research. Giorgi (1997) and Giorgi & Giorgi (2003) claim that in order to be scientific 

knowledge must be systematic, methodical, general, and critical.  

 

Systematic knowledge 

The nursing literature pays little attention to assisted feeding of completely dependent 

people beyond the technical aspects of preventing aspiration and, to a lesser extent, 

assisting people with dementia to focus on eating (Paper I).  The scientific knowledge 

about the experience of assisted feeding on a permanent basis is also sparse (Paper II). 

Findings from this study fill a gap in the existing nursing research. Hereby the findings add 

to a pattern of understanding which is essential if the knowledge is to be considered valid 

(Giorgi, 1997, Giorgi, Giorgi 2003).  

 

Methodical knowledge 

Reflective Lifeworld Research is a well-described approach to studies within the 

humanistic paradigm. It has been used as inspiration in several studies (Lundgren, 
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Dahlberg 2002, Johansson, Dahlberg & Ekebergh 2003, Carlsson et al. 2006,) particularly 

in the Nordic countries. The scientific community has access to the approach by books and 

papers describing it (Dahlberg, Dahlberg & Nyström 2008, Dahlberg, Drew & Nyström 

2001, Dahlberg 2006, Dahlberg, Dahlberg 2004). Accessibility to the method is a must if 

knowledge is to be judged as valid (Giorgio 1997,Giorgi, Giorgi 2003).    

 

General knowledge 

Generalization refers to the extent to which research findings can be applied across, and be 

considered as relevant to, different persons, settings, and times (Giorgio 1997).  

The fact that the number of people with hcSCI is limited implies that the participants in this 

study belong to a relatively small section of the population in Denmark. People living 

under exactly the same conditions as the participants are rare.  However, it may be possible 

to generalize the general structure of assisted feeding to other Western European Home 

Care Services in which people with hcSCI live under conditions comparable with those of  

the participants in this study. Generalization outside Western European countries might be 

problematic due to potential cultural differences around mealtimes.  

Generalization of the result of this study to people who need assisted feeding for a shorter 

period of time, e.g. as part of rehabilitation, depends on the concrete situation. Duration of 

the rehabilitation, the relationship between the parties, and the patients’ influence on the 

conditions for assisted feeding are other aspects that have to be assessed carefully before 

generalization.  

 

Dahlberg et al. (2008) agree with Giorgi (1997) that it must be possible to generalize 

research findings. The formulation of the general structure lifts the findings above the 

concrete level and makes it possible to generalize them even though they are still 

contextual. Dahlberg et al. (2008) state that the more invariant the general structure is, the 

more apt it is for generalization. 

However, the position of Giorgi (1997) and Dahlberg et al.(2008) is not unchallenged 

within the tradition of phenomenological research. Turning to Van Manen (1990), he 

asserts that human science research produces knowledge about the unique and is not 

directed toward general explanations. Van Manen argues that through a description of the 
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particular, researchers provide new insights enhancing “thoughtful tactfulness”.  Thus the 

phenomenological study encourages the reader to see new possibilities (Van Manen 1990).  

In this empirical study, the viewpoints of these two positions are linked. The formulation of 

the general structure of assisted feeding, based on descriptions of the particular, aimed at 

providing new insight, makes it possible to generalize the general structure to comparable 

contexts.      

 

Critical knowledge 

The findings have continuously been discussed with experienced scholars in Denmark and 

abroad to assess whether they were clear and coherent. The aim was not to achieve 

agreement but rather to challenge the procedures and the generated knowledge. Dialogues 

with editors and reviewers of peer-reviewed journals have been important for the 

presentation of the study as a whole. Publicizing the findings made it possible for other 

members of the research community to question the reliability or validity of the study. 

Giorgi (1997) emphasises that knowledge should not just be accepted as valid because it 

has been gained. The scientist who gained the knowledge has to remain sceptical and test it 

in different contexts, so that greater confidence in the outcome can be established.   

 

In summary, strategies for validity were woven into every step of this inquiry to construct a 

solid product. Throughout the research process I tried to stay open and sensitive to the 

phenomenon in focus. The study adds to the pattern of knowledge about assisted feeding 

and an approved method was used. The possibilities for generalization of the findings were 

considered with the necessary reservations. Through dialogue with peers the obtained 

knowledge was continuously discussed. 

9.2.3. Bridling 
Husserl’s notion of bracketing is frequently debated among human science researchers 

(Paley 1997, Yegdich 2000, Caelli 2001, McNamara 2005) and is considered a crucial 

point in a phenomenological study.  

Sandelowski (1997) critiques bracketing for unintentionally legitimising poor scholarship 

by the idea that researchers should have very limited knowledge about their research 

question before they start. According to this understanding of bracketing, qualitative 

researchers do not have to do a literature review before beginning their studies and do not 
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have to draw from or situate their work in the existing knowledge (Sandelowski 1997). 

Such an approach to research, Sandelowski asserts, produces findings that are either 

insignificant or repetitions. 

As stated, the term “bracketing” is renamed “bridling” in Reflective Lifeworld, and  

Dahlberg et al. (2008) claim that it is impossible to bridle all pre-understanding of the 

lifeworld, as there is no consciousness per se. However, it may be possible to bridle the 

process of understanding so that it does not affect the understanding of phenomena in a 

negative way. “Bridling means to reflect upon the whole event when meanings come to be” 

(Dahlberg, Dahlberg & Nyström 2008, p.132).       

In this empirical study, bridling was understood as an attitude pointing forward, more than 

an attempt to restrain my pre-understanding in accordance with Dahlberg et al. (2008). 

From a pilot study (Martinsen 2003), I knew a part of the literature and some viewpoints on 

assisted feeding. This knowledge was used as a steppingstone to start the investigation and 

was followed by literature studies leading to specifying aims and research questions. 

During the research process, I aimed at taking the role of an explorer trying to discover the 

meaning of assisted feeding.  With the words of Giorgi and Giorgi (2003), I tried to 

experience assisted feeding with “disciplined naiveté”. After the preliminary analysis of the 

first round of interviews, during which the phenomenon had had the chance to show itself, I 

decided to look into the literature again, with a slightly different perspective (Paper I). 

Findings from the meta-ethnography generated new questions for the second round of 

interviews and pointed out the potential significance of context for the performance of 

assisted feeding.  

As the study proceeded my accumulated knowledge increased, and the task of bridling 

became more challenging. In some cases it was tempting to interrogate the participants 

about topics introduced by other participants, but I tried cautiously always to assess 

whether this would be appropriate. After each interview I checked how many times I had 

actually introduced new topics at random to the participant.  
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9.3. Discussion of method in meta-ethnography 

9.3.1. Value and quality of meta-ethnography 
The references dealing with meta-ethnography use different terms to asses the soundness of 

a study with this approach. Though meta-ethnography is a minor part of this study, I find it 

essential to address the question of its “value” (Noblit, Hare 1988) and “quality” (Paterson 

et al. 2001). 

 

The challenge of doing justice to data when working on a meta-data-analysis is considerable. 

In the meta-ethnography (Paper I), data are the findings of the primary research reports, and it 

is not possible to go back to the original materiel to pose questions and gain new insight. As in 

the empirical study (Paper II & Paper III), my understanding of the reports and my linguistic 

skills were crucial for the formulation of the identified key metaphors. Thus, the identified 

main themes “feeding as task” and “feeding as relationship” turned out to be identical with the 

themes found by Athlin et al. (1989). Analyzing the primary research reports, I was concerned 

with avoiding misunderstandings of the findings and careful about weighting them in a 

direction that the author might wish. A balance between showing respect to the work of others 

and using the findings in a new way was the aim of the analysis. 

 

Noblit and Hare (1988) claim that the value of meta-ethnography is dependent on its 

comprehensibility to the audience. A well-done meta-ethnography has to influence human 

discourse and generate a dialogue about the issue studied. This requires that the researcher 

is able to deal with both the translation of the findings and the art of expression to reach an 

audience. Noblit and Hare (1988) emphasize that verbal creativity is as important as 

analytical skills and describe the researcher as a “facilitator” of the dialogue. 

The meta-ethnography (Paper I) has so far not influenced scientific discourse within 

nursing. The audience with particular interest in feeding completely dependent persons 

may be too small to be reached with one sole publication. Another possibility is that the 

potential audience does not recognise the key metaphors outlined in the paper. If this is the 

case, it questions the quality of the entire meta-ethnography, according to Noblit and Hare 

(1988).   
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Paterson et al. (2001) state that the transparency of the decision-making processes and 

analytical procedure should be considered in the assessment of the quality of a meta-

ethnography. Failure to explicate the reasoning processes from which the conclusions are 

drawn will detract significantly from the credibility of the work. Meta-ethnography should 

also include clarifications of differences and contradictions in the primary research 

(Paterson et al. 2001).  

In this meta-ethnography (Paper I) achievement of methodological transparency was aimed 

at in different ways:  descriptions of the challenges to pin down the right search terms, 

explications of the reasoning process regarding inclusion of primary research reports, 

exemplifications of hypothesis and clarification of the differences inherent in the material 

by formulating two main themes that together with their metaphors mirrored the 

contradictions in the findings.    

 

Sandelowski (2006) lists several challenges in the conduction of meta-synthesis with special 

weight on the issue of “telling the truth” and writing it up. She argues that researchers must 

develop “representational humility”, acknowledging the possibility of alternative readings of 

the body of empirical research under investigation. Sandelowski (2006) suggests that meta-

synthesis reports should offer not only the meta-synthesis itself but also the critical readings 

that constitute alternative explanations. Hereby the synthesis will address the issue of 

representation and maintain the critical character of qualitative research (Sandelowski 2006).  

In this meta-ethnography (Paper I), the possible alternative understandings of the material 

were not directly addressed. However, the use of Chinn’s theory of the art of nursing (Chinn 

2001) marked the boundaries for the interpretations of the primary research findings. 

Choosing a particular theory as a frame of reference may emphasize that the paper offers only 

one out of several possible interpretations.  

10. Conclusion 
The aim of this empirical study was to explore the lived experience of assisted feeding with 

special attention to lived body, lived space, lived relation, and lived time.  

Conclusions can be drawn within the following five areas: 

 

�  Assisted feeding is a significant change in the life of people with hcSCI. Their 

approach to food and meals is forever changed when the eating pattern no longer is 
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anchored in their own bodies. For people with hcSCI, it takes time to get used to 

assisted feeding. The task of giving verbal directions is lifelong and laborious, but 

necessary to secure that the performance of assisted feeding takes the personal values 

of people with hcSCI into account. Despite severe physical dependency, eating is a 

fundamental pleasure. 

 

�  Essentially, assisted feeding is a construction of an eating pattern with both a constant 

aspect and a changing one. The changeable aspect makes it possible to adjust the 

eating pattern to different surroundings. The eating pattern is created by each 

individual person with hcSCI, and no standardized procedures involved in the 

conduction of assisted feeding are accepted. Assisted feeding is carried out the way 

people with hcSCI want it to be carried out, considering the concrete context and 

eating conventions among people who are self-reliant.  

 

�  Assisted feeding implies that the meal is assigned to objective time, since it has the 

temporality of the assisting person as a necessary condition. Simultaneous eating with 

the helper accentuates this issue.   

 

�  Assisted feeding changes the social life and affects relationships between people with 

hcSCI and people with whom they share mealtimes. People with hcSCI may feel 

ashamed to be assisted with feeding, especially right after the injury, but also after 

many years with spinal cord injury, people with hcSCI may avoid eating in certain 

surroundings. Being assisted with feeding is a vulnerable situation, and by no means 

do people with hcSCI  want to attract attention when eating. They do their best to fit 

their eating pattern into the concrete context. 

 

�  The relational aspect of assisted feeding is particularly important. Right after the injury 

people with hcSCI seek  help from close relatives, but when the personal assistants 

become  experienced, they are preferred as helpers. Assisted feeding may develop into 

a sensitive cooperation if the two parties are acquainted and the personal assistant has 

a genuine concern for the person with hcSCI. The cooperation draws on the 

experiences from all previous meals and is a significant forerunner for all future meals.  
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The character of the relationship is defined by the person with hcSCI, who determines 

whether the personal assistant is considered as a close connection or merely a 

compensation for the paralysed body. 

11. Perspectives and future research 
On completion of the study of the phenomenon assisted feeding (Paper II & Paper III), the 

question of utility arises and should be addressed. In this section I shall also account for the 

implications of the empirical study and the meta-ethnography. Finally areas for future 

research shall be pointed out.  

 

       11.1. Perspectives 

11.1.1. Utility of findings from the empirical stud y 
The common distinction between users and producers of research findings is artificial 

because producers of findings may also be users, and users, by virtue of their use alone, 

may also recreate or reproduce the findings (Sandelowski 2004). Drawing on symbolic 

interactionism, Sandelowski (2004) states that qualitative research findings do not exist as 

objects independent of users but rather become what they are in use. In the following 

account, however, the common distinction between users and producers is maintained. 

 

In the scientific field the general structure of assisted feeding may be used by other 

researchers in their production of new knowledge. The findings may be part of new 

theories, instruments, and interventions, and they may direct future research. The utility of 

the general structure in clinical nursing with its manifest practical imperatives is much 

more complex.   

Dahlberg et al. (2008) address the question of application, referring to Gadamer 

(1995/1960) and the hermeneutic circle. They claim that application should first of all be 

understood as an endless process of understanding in which findings should be applied to 

new contexts. By putting an idea in a new context, new meanings are released (Dahlberg et 

al. 2008). Dahlberg et al. (2008) state that knowledge has to be put in play in order to make 

the meaning of the knowledge explicit (Dahlberg, Dahlberg, Nyström 2008). They suggest 

that carers should read research reports with the aim of “applying”, “trying”, or being 

“inspired by” the findings in contexts with similarities with the originally researched 
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context. Dahlberg et al. (2008) do not distinguish between “description” and “action”, but 

presuppose that it is possible to convert findings from descriptive studies into actions. 

In a discussion of the utility of research, Sandelowski (1997) states that there is no 

dichotomy between knowledge and action. Understanding is action. Sandelowski (2004) 

acknowledges that findings are “used” if they change the way people think. “Whenever 

users see something for the first time or see it differently, they change the world” 

(Sandelowski 2004, p. 1373).  Sandelowki (2004) builds on Estabrooks’s (Estabrooks 

1999, Estabrooks 2001) three-category classification of research utilisation: symbolic 

utilization, conceptual utilization, and instrumental utilization. Symbolic utilization entails 

no visible changes per se and resides largely in talk. But the use of research findings may 

be a persuasive or political tool to legitimise a position or practice. Conceptual utilization is 

the least tangible as it entails no observable changes at all, but changes in the way users 

think. According to Sandelowski (2004) both symbolic and conceptual utilization are 

precursors to instrumental utilization, which is the concrete application of research findings 

that have been translated into material forms, such as clinical guidelines, care standards, 

appraisal tools, etc. Without underrating the value of instrumental utilization, Sandelowski 

(2004) argues that qualitative researchers should make more apparent the value of symbolic 

and conceptual utilization by itself. Understanding is the primary intervention on which all 

other interventions are based.  Thus qualitative research findings close the gap between 

understanding and action (Sandelowski 2004). 

 

Utility of the general structure of assisted feeding in clinical nursing depends on its ability 

to expand the understanding of the phenomenon, according to the accounts of Dahlberg et 

al. (2008) and Sandelowski (1997; 2004). Making people think differently about assisted 

feeding is an inherent aspect of the findings in this study.   

The utility of the findings in this study may, however, not be accessible for carers without 

research training. It cannot be taken for granted that this audience is able to read and 

understand traditional phenomenological research reports.    

Dahlberg et al. (2008) do not comment on the issue of making findings accessible to people 

without formal research training, although dealing with language is an important aspect of 

other stages of Reflective Lifeworld Research. 
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Halling (2002) encourages researchers to write different versions of the same research 

report to reach different audiences. If this is not possible, Halling (2002) suggests that 

papers be written in such a way that people without specialised knowledge readily 

understand the main points. Referring to the recommendations of the American 

Psychological Association, Halling (2002) suggests that phenomenologists write in the first 

person, avoid the passive voice, and limit their use of jargon. Sandelowski (2004) supports 

that researchers must write up findings in ways that appeal to different user groups. Instead 

of relying on readers to signify findings for practice, qualitative researchers must take 

responsibility for explicating the potential use of the findings. Sandelowski (2004) states 

that researchers and clinicians may benefit from a close cooperation that makes research 

findings transformative for practice.    

 

In summary, utility of the general structure of assisted feeding can be viewed as a 

continuous process in which findings are communicated to carers with the aim of 

enhancing their understanding of the phenomenon. To reach the audience of carers without 

research training, it is necessary to create a more popular account of the study. Also carers 

without any training at all, like  the personal assistants in this study, must be targeted by 

specific accounts. Through mutual exchange of knowledge with carers, it may be possible 

to establish the transformative potential of the general structure.    

11.1.2. Implications of the empirical study 
The findings of this study conducted among people living in their own homes may have 

implications for people living under comparable conditions. But the general structure of 

assisted feeding may also have several implications for nursing practice because  the findings 

expand our understanding of what is of key importance for people who have to rely on help 

during meals. 

 

�  Assisted feeding should be conducted without interruption and with undivided 

attention to the person needing help.  

 

�  Personal standards and norms related to meals must be acknowledged, and standard 

procedures should be avoided. The use of assistive devices should always be discussed 

with the person needing assisted feeding and be used with sensitivity.  
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�  Assisted feeding should be considered as an opportunity to develop a relationship with 

the person receiving the food. Continuity in the cooperation between the parties 

involved in assisted feeding should be given priority.  

 

�  People working in institutions where people with hcSCI are admitted right after the 

injury have a responsibility to be meticulous in the cooperation with patients during 

assisted feeding. 

 

�  Carers working in institutional contexts must allow people with hcSCI to decide 

whether they want to be assisted with feeding in common dining rooms or stay in their 

own rooms. Refusals to socialise during meals must be accepted.    

 

�  In institutions where people with hcSCI  are staying for a long time, the possibility of 

arranging common meals with their relatives should be considered.   

 

�  The possibility of conducting assisted feeding in public places as part of the 

rehabilitation of people with hcSCI should be considered. 

 

11.1.3. Implications of the meta-ethnography 
The implications of a meta-synthesis are frequently debated in the literature (Paterson et al. 

2001, Sandelowski, Voils & Barroso 2007, Thorne et al. 2004).  

 

Noblit (Noblit in Thorne et al. 2004) does not reject the idea that meta-ethnography may 

have implications for practice, though the development of the method never aimed at 

affecting professional practice. Instead, enlarging and enriching the discourse between 

researchers was an important ambition.  However, Noblit emphasises the importance of 

comparing the contexts (historical, intellectual, and political, at a minimum) of the primary 

studies with the contexts in which they are to be used.  Noblit calls on researchers to 

rethink and resituate the knowledge that the meta-ethnography offers in order to assess 

whether it fits into the present. Also, Noblit urges researchers to consider who is to be 

served by the knowledge and in which way. He warns against viewing meta-ethnography 
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as “truth” and points to the risk that meta-ethnography may be used to rationalise human 

life (Noblit in Thorne et al. 2004).  

 

Paterson et al. (2001) suggest that meta-data-analysis can be used to test and validate 

substantive theory derived from primary research. They do not specify how they assess the 

implications of meta-ethnography.  They stress that “meta-ethnography is but one part of a 

thorough and rigorous meta-analytic process” and maintain that the overall aim of meta-

data-analysis is to “extend knowledge about a particular phenomenon.”  Paterson et al. 

(2001) claim that although meta-data-analysis is useful in its own right, the process of 

aggregating and identifying contradictions in the meta-data-analysis is an important part of 

a true meta-study. So, according to Paterson et al.(2001), meta-data-analysis is mainly a 

move towards a genuine meta-study. Transforming findings from a meta-ethnography into 

concrete actions is not possible, but it may have implications for nursing theory. 

 

  

Sandelowski (Sandelowski in Thorne et al. 2004) encourages researchers conducting meta-

synthesis to produce knowledge that can be translated into practice. Too often she finds that 

researchers hesitate to make conclusions about their work and leave readers of their reports 

with “endless begettings of interpretations” (Sandelowski in Thorne et al. 2004). 

Sandelowski (Sandelowski in Thorne et al. 2004) argues that researchers in health 

disciplines with expressive service and practice imperatives have an obligation to produce 

usable knowledge. Her practical advice is to write informative sections pointing out how 

the findings can be used and translating sections outlining the health objectives they may 

satisfy (Sandelowski 2004). If qualitative meta-synthesis is to mean anything in the practice 

disciplines, researchers have to commit themselves to produce faithful accounts of the real 

world, states Sandelowski. 

   

The identification of the two central themes within ten qualitative research studies (Paper I) 

changed existing knowledge of dependency during meals from isolated islands of 

information to an integrated body of knowledge about feeding completely dependent 

people. However, it is not possible to make firm conclusions with direct implications for 

practice on the basis of the meta-ethnography. By identifying the two perspectives, feeding 
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as task and feeding as relationship, a new foundation for the discourse about this 

phenomenon was created. As in the empirical study (Papers II & III), the audience may be 

a combination of health care professionals, researchers interested in feeding, and policy 

makers.  Since the meta-ethnography is “interpretations of others researchers’ 

interpretations” (Thorne et al. 2004), it can be considered as an invitation to dialogue. As 

stated, there is a risk that findings from the primary reports are misunderstood or distorted 

in a way that influence the findings of the meta-ethnography, and for this reason  other 

researchers may wish to discuss their view of the method or the findings. 

 

Hence the main implication of the meta-ethnography (Paper I) is that it confirms that assisted 

feeding is an important and complex phenomenon that needs to be studied from the 

perspective of people who are reliant on help during meals. The findings also contribute 

significantly to the empirical study by directing questions for the second round of the 

interviews. The study points out that institutional structure may influence the conduction of 

feeding completely dependent people. Since the empirical study was carried out in the 

participant’s homes, the meta-ethnography showed that an area for future research may be the 

significance of institutional structure for assisted feeding.  

So, beyond the significance for the empirical study, the meta-ethnography can be seen as 

an attempt to enhance the sparse knowledge of assisted feeding and initiate new studies in 

this field. 

 

11.2. Future research  
Assisted feeding is a phenomenon that needs to be investigated further. 

In this section I shall point out potential areas for future research based on the empirical study 

and the meta-ethnography. 

 

An estimation of the prevalence of the need for assisted feeding in Denmark may be beneficial 

in order to assess the extent of this particular eating problem. The measurement may 

differentiate between people with a permanent need for assisted feeding and people with a 

temporary need, for example as part of rehabilitation.  
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The sparse knowledge about assisted feeding seen from the perspective of the person 

receiving assistance indicates that this perspective needs to be studied further: It could be a 

study among people who are not as articulate as the people with hcSCI in this study were  but 

still with a permanent need for assisted feeding, or among people who have been assisted with 

feeding all of their lives. The phenomenon may also be investigated among people who have 

gradually lost their ability to eat by themselves or among people with a temporary need for 

assisted feeding. These studies may be carried out in both institutional contexts and in 

domestic environments.  

 

Research that focuses on the experience of personal assistants, family, and friends who either 

frequently or occasionally provide assisted feeding to people in domestic or institutional 

environments may also contribute significantly to the knowledge of assisted feeding. 

 

In institutions, nurses’ roles in assisted feeding may be explored with regard to their direct 

involvement in assisted feeding and their responsibility towards people with a need for 

assisted feeding.  Nurses’ dilemma between feeding as task and feeding as relationship, as 

identified in the meta-ethnography, may also be examined further.  

 

In this study the personal assistants were primarily untrained and learned how to conduct 

assisted feeding by doing it. Investigating the significance of training for people conducting 

assisted feeding is a potential area for future research. This subject may be investigated in 

different institutional contexts.    
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12. Summary 
The aim of this study was to explore the lived experience of assisted feeding within a 

phenomenological framework. People living with high cervical spinal cord injury (hcSCI) 

were chosen as participants. 

 

The literature on assisted feeding shows that food and eating are significant aspects of life 

among people with severe eating problems. Loss of independency during meals is lamented, 

and not being able to eat as self-reliant people affects their inclination to eat among others.  

The literature also shows that carers risk humiliating people during assisted feeding and that 

the carer and the person needing help have conflicting views on what is important during 

eating. Studies conducted in institutional contexts reveal that nurses want  patients to maintain 

their self-reliance as long as possible and keep the meal as a social event, whereas patients 

tend to accept their physical limitations and protect themselves from getting into humiliating 

situations. Eating difficulties and assisted feeding have  mainly been investigated from the 

carers’ perspective and in institutions. It is difficult to distinguish findings related to assisted 

feeding from findings related to other eating difficulties.   

 

To explore the phenomenon assisted feeding, sixteen people with hcSCI were interviewed 

twice. Choice of the research questions was  inspired by the four existentials lived body, lived 

space, lived relation and lived time, as described by van Manen (1990). With the aim of 

generating additional questions, the second interview was combined with an observation of a 

meal. Transcriptions of interviews and notes from the observations were analysed using the 

phenomenological approach Reflective Lifeworld Research, described by Dahlberg and 

colleagues (2001/2008). 

 

The thesis contains a detailed description of the chosen phenomenological approach as well as 

a review of five key phenomenological concepts introduced by Husserl. The significance of 

phenomenological methodology for the conduction of interviews and observations is also 

described. An account of the phenomenon assisted feeding is given, drawing on Dahlberg and 

colleagues (2001/2008) and Merleau-Ponty (1969). 
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The thesis includes three papers: 

Paper I: The nature of feeding completely dependent persons: A meta-ethnography. 

Paper II: The meaning of assisted feeding for people living with spinal cord injury: A 

phenomenological study. 

Paper III: Sensitive cooperation: A basis for assisted feeding.  

 

Paper I is a literature study detailing an analysis of the findings of ten published qualitative 

research reports about feeding completely dependent people who are elderly. Meta-

ethnography as described by Noblit and Hare (1988) and later developed by Paterson et al. 

(2001) was used in this literature study and therefore an account of meta-ethnography is given 

in the thesis. Value, quality, and possible implications of meta-ethnography and meta-

synthesis in general are also critically delineated. 

 

Paper II and paper III are detailed presentations of the empirical study. The essence of the 

phenomenon assisted feeding is described as a constructed pattern based on coordinated 

attention between the person with hcSCI and the helper. The constituents of the essence are  

paralysis as a condition of life, facing the altered meal, reconciling with diminished bodily 

anchoring, sensitive cooperation between self and helper, realization of own values around 

meals, balanced use of meal-related devices, and negotiating relationship with helpers. 

 

Based on the empirical study and a dialogue with the literature, it is concluded that assisted 

feeding is a significant life change for people living with hcSCI. When the eating pattern is no 

longer anchored in the body, people with hcSCI have to give many verbal directions to get 

their meal-related values realised. This task is considered laborious, but necessary. Essentially, 

assisted feeding is the  construction of an eating pattern with both a constant aspect and a 

changing one. The changeable aspect makes it possible to adjust the eating pattern to different 

surroundings. No standardized procedures involved in the conduction of assisted feeding are 

accepted. 

 

It is also concluded that assisted feeding changes the social life of people with hcSCI. They 

may feel ashamed to be assisted with feeding, especially right after the injury, but also after 
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many years with spinal cord injury, people with hcSCI may avoid eating in certain 

surroundings. 

 

Though relatives are able to assist, experienced personal assistants are preferred as helpers. If 

the relationship between the two parties involved is built on the personal assistant’s 

acquaintance with and genuine concern for the person with hcSCI, the basis for assisted 

feeding may develop into a sensitive cooperation. This is highly valued by the person with 

hcSCI. 

 

Potential implications for clinical practice are outlined with special attention to the 

relational and social aspects of assisted feeding. Viewpoints from authoritative qualitative 

researchers are presented in a discussion of the utility of findings from the empirical study. 
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14. Appendix A    

 

Patientinformation 
Varig afhængighed af at blive madet 

 
Kære patient. 
I Sundhedsvæsenet søger vi i stigende grad at få del i de erfaringer, man gør sig som patient. Bl.a. 
vil vi gerne have bedre kendskab til, hvordan det opleves at skulle mades. 
I efteråret 2005 påbegynder jeg en undersøgelse, som skal belyse, hvilken betydning det har for 
menneskers velvære og for det daglige liv at skulle mades. Desuden er jeg interesseret i at finde ud 
af, hvilken betydning forholdet til hjælperen har for oplevelsen af måltidet.  
Vil De bidrage med Deres erfaringer til denne undersøgelse? 
 
Hvis De indvilliger i at deltage, vil det indebære følgende: 
 

�  Indenfor det næste år deltager De i tre samtaler med undertegnede. Første interview finder 
sted ca. 2-3 uger, efter De har underskrevet den vedlagte Samtykkeerklæring. Andet 
interview finder sted 4-6 måneder senere, og endelig udføres tredje interview, når der er gået 
ca. et år, fra De blev interviewet første gang. 

�  De tre interviews kan udføres på Deres bopæl og vil vare ca. en time. Interviewene optages 
på bånd og vil blive opbevaret som fortroligt materiale. De vil optræde anonymt både 
undervejs i mit arbejde med interviewmaterialet og i senere publikationer. 

�  I interviewene vil De blive bedt om at beskrive, hvordan det opleves at blive madet. Jeg vil 
bl.a. spørge Dem om, hvor og hvordan et måltid forløber. Jeg vil også bede Dem beskrive et 
måltid, der føltes særlig rart eller særlig ubehageligt. Der findes ikke rigtige eller forkerte 
svar. 

 
Det er frivilligt at deltage i undersøgelsen, og De kan til enhver tid uden forklaring trække Deres 
tilsagn om at medvirke tilbage. Hvad enten De deltager eller undervejs måtte ønske at udgå af 
undersøgelsen, vil det ikke påvirke Deres nuværende eller fremtidige pleje og behandling noget sted 
i Sundhedsvæsenet. De er velkommen til at stille uddybende spørgsmål til undertegnede.  
 
Undersøgelsen foregår i et samarbejde med Paraplegifunktionen, Viborg Sygehus og Klinik for 
Rygmarvsskader, Rigshospitalet. Når De har indvilliget i at deltage i undersøgelsen, vil De blive 
kontaktet af undertegnede. 
 
Venlig hilsen 
 
Bente Martinsen, sygeplejerske og ph.d.-studerende 
Nordtoftevej 39 
2860 Søborg 
Tlf. 2261 1217 
e-mail: b.martinsen@wanadoo.dk 
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Jeg bekræfter hermed at have modtaget mundtlig og skriftlig information om undersøgelsen “Varig 
afhængighed af at blive madet” og indvilliger I at deltage. Jeg er informeret om, at deltagelse er 
frivillig, og at jeg til enhver tid kan trække mit tilsagn tilbage, uden at det vil påvirke min 
nuværende eller fremtidige pleje eller behandling. 
 
  ……………                                   ……………………………………… 
                                            Dato              Underskrift 


