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1. Introduction
Knowledge of the phenomenon “assisted feedingm#ed. In clinical practice caregivers

have to rely mainly on their own experiences whwytassist people who are completely
dependent on help with their meals. In the litagtassisted feeding is often equated with
other eating difficulties, making it difficult t@entify findings related exclusively to assisted
feeding. So far, assisted feeding has mainly beesstigated from the perspective of the
carers, and the viewpoint of the people receivielp Is scarce.

The above conditions inspired this thesis.

The thesis investigates the lived experience aseskfeeding among people living with
high cervical Spinal Cord Injury (hcSCI). Data weddlected through qualitative
interviews and observations, and their analysisinggired by the phenomenological
guidelines outlined in Reflective Lifeworld Resda(®ahlberg, Dahlberg & Nystrom
2008). A meta-data-analysis was also performedpéoee the existing knowledge about
the phenomenon “assisted feeding”. Since the egjesfeeding” turned out to be
inadequate in the search for literature, the mata-dnalysis deals with “complete
dependency”. The accurate formulation “assistedifeg was developed during the

empirical study.

The overall aim of the empirical study was to irigege the phenomenon “assisted
feeding” through the experiences of people who p@ently had to rely on help from
others. The participants in the study had lost thbility to feed themselves as a result of
an accident. They were all living in their own hanand receiving help from personal

assistants 24 hours per day, seven days a week.

Three papers constitute the thesis. Paper | (chdpts a meta-data-analysis including ten
qualitative studies that investigate the experiesfdeeding completely dependent people
in health care settings. Paper Il (chapter 8) dessithe essence of the phenomenon of
assisted feeding and its seven constituents, whilsaper Il (chapter 8) one of the

constituents is further explored.



In chapters two and three, the background, aineares questions, and design for the
empirical study will be presented. The method Usethe meta-data-analysis is presented
in chapter four as an introduction to Paper |,0wkd by a description of the implications
of the meta-data-analysis for the empirical stu@papter five describes the research
approach as well as five phenomenological key qaiscé& phenomenological account of
the phenomenon assisted feeding is given in chapte€Chapter seven is a description of
the method and ethical considerations. In chapggrt,ePapers Il and 11l are presented.
Chapter nine is a discussion chapter consistirigree parts: first, findings from the
empirical study are discussed, then the method insie@ empirical study is discussed,
followed by a discussion of the method used innieta-data-analysis. Chapter ten gives
the conclusions of the empirical study. Chaptevesteclaborates on the potential utility of
the empirical study and the implications of the @mal and the meta-data-analysis and

points out areas for future research.

2. Background

To get a grasp on the existing knowledge on askfetding, repeated literature searches in
CINAHL, Medline, Norart, Sweart, and Academic SéaRtemier were done. Support

from a librarian was obtained twice. Unsystematiowledge was gained through
scrutinizing references from sources, professigmahals, and textbooks.

The following literature review is an attempt tdtyzr the sparse knowledge on assisted
feeding and to show that it is hard to discernifigd 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 démentia (Backstrém, Norberg &

Norberg 1987, Manthorpe, Watson 2003), but may ladsneeded by people with
disability, stroke, multiple sclerosis, and Parkin's disease (Backstrom, Norberg &
Norberg 1987). The prevalence of people in Denmdré need assisted feeding is
unknown. In Sweden, it has been estimated to 1086Q7 residents cared for in nursing
homes, somatic long-care stay units, psychiatngdstay wards, and psycho-geriatric

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



patients, the prevalence of assisted feeding wasdfto be 14.4% (Evers et al. 2000).
Though it is plausible that the prevalence of asdifeeding in Denmark is comparable to
the prevalence in the two other Western Europe tci@snthe missing estimation may
indicate a lack of interest in this problem. Assikteeding is rarely studied as a
phenomenon in its own right, but rather as a caodivf life and in connection with other
eating difficulties.

In the search for literature on assisted feedihfpast seven expressions were identified:
“feeding”(Athlin et al. 1989, Athlin, Norberg & Aspnd 1990, Pasman et al. 2003, Watson
1993, Kumlien, Axelsson 2002) , “spoon-feeding” ¢Bstrom, Norberg & Norberg 1987,
Kumlien, Axelsson 2002, Michaelsson, Norberg & Nap1987, Kayser-Jones, Schell
1997a) , “helping to eat”’(Manthorpe, Watson 2008¢lping with a spoon” (Manthorpe,
Watson 2003), “total dependency on feeding” (Saamdet al. 1990), “assisted eating”
(Westergren et al. 2002), and “assisted feedingtkBtrom, Norberg & Norberg 1987,
Unosson et al. 1994, Jacobsson et al. 1996). Asittaoely make their decisions about their
preferred expression transparent, and some autkerexpressions interchangeably.
Linguistic opagueness may hinder the significarfaa® phenomenon to be elucidated.
Manthorpe and Watson (2003) call for clarity abgemeral terms such as “eating
problems” in order to identify the best form of @ssment, treatment, and monitoring.
Westergren et al. (2001) describe eating diffiegltas “difficulties that, alone or in
combination, negatively interfere with the prep@ma&and intake of served food and/or
beverages”. According to this definition, eatinffidulties can exist without the need for
assisted feeding. Thus, it is important to distisguetween the two problems.

Several studies have identified and assessed aftfioglities among people living with
dementia (Backstrom, Norberg & Norberg 1987, Atldiral. 1989, Athlin, Norberg &
Asplund 1990, Pasman et al. 2003). Since 1993, didtas continuously aimed at
elucidating and measuring eating difficulties amgegple living with dementia (Watson
1993, Watson 1994, Watson 1996, Watson, Deary M@dson, Deary 1997, Watson,
Manthorpe & Stimpson 2003). However, in these &sidissisted feeding is described
indirectly as a necessity for people with demeitftibey are to be sufficiently nourished

and not as an exclusive topic.



Reviewing the literature on feeding and eating agans to enhancing support of life for
people with dementia, Manthorpe and Watson (2088)eathat eating and mealtimes
should be considered within the context of ordirdeyfor people with dementia. They

also reveal that little guidance exists for whdpheeople with dementia to eat and drink.

Five studies of interactions between people liwintdy dementia and their carers during
meals have assisted feeding as their only focudirA¢t al. (1989) found that caregivers
first of all focus on problems related to the taskeeding, despite the fact that dementia
may cause severe communication problems betwegratient and the caregiver that
affect the relationship and complicating the fegdmnocess. The relational aspect of
feeding is seen as secondary for caregivers.ldteastudy, Athlin et al. (1990) found that
caregiver’'s commitment determines whether the pevdth dementia is seen as an object
or as a subject. Caregivers who are committed are iikely to perceive the patient as a
subject. Van Ort and Phillips (1992) found that &ém@ironmental context of feeding is
chaotic and that overall meals consist of numedisisipted feeding activities that were
not linked together. Carers send out different @aigandom that neither systematically
elicit nor extinguish feeding behaviours. In a stodl self-organizing activities and the
unspoken knowledge in long-term care, Pierson (L89%d that carers use several
common behaviours such as grouping people whoifieutt to assist and “loading the
spoon” to maximize the amount of food given at bme. Pasman et al. (2003) studied
aversive behaviour during mealtimes among peopiegiwith severe dementia. They
found that nurses’ interpretations of this behawditfer with regard to the same patient. In
three out of seven units, nurses discuss theirgréations in an attempt to find out why a
patient avoids food and how to deal with the proble

Only one study that includes the perspective opjeeliving with dementia has been
identified (Kayser-Jones, Schell 1997a, Kayser-3p8ehell 1997b). This study showed
that carers may use infantilizing and dehumanianeghods during assisted feeding of
people who are cognitively impaired. All other sasdof eating difficulties among people

with dementia are based on observations of med®ramterviews with carers.

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

humiliating people with dementia when they condasdisted feeding. Though people with



dementia have considerable problems with eatingrantbst cases need assisted feeding,
the literature does not provide knowledge about tofacilitate their meals. The offered

assistance related to meals relies on the particalar and the actual context.

Another group of people with differentiated eatdifficulties are people who have
survived stroke (Carlsson, Ehrenberg & Ehnfors 2084me of them need assisted
feeding either transitory or permanently (PerryUsien 2003). Others only need help for
preparing their food, for pre-cutting, or they newe problems with dysphagia, coughing,
etc. Despite such severe physical troubles, eatirtgelf has been found to be of great
value for people recovering from a stroke. In algtof stroke survivors’ perceptions and
manner of coping with food and eating-related isssie months after hospitalization,
physical impairment was found to have differeneef on stroke survivors’ lives (Perry,
McLaren 2003). Some people maintain their habéadfng in restaurants with friends,
while others tend to hide when eating in publicalgroup of survivors who were able to
feed themselves, Carlsson et al. (2004) showegtwgile who have suffered stroke
continuously struggle to re-create a normal lifiee process of getting back to a life that
resembles life before the stroke is experiencddraglasting and hard work. The
participants perceive relearning to eat as a task have to handle mostly on their own.
They also experience a loss of functional eatinfityland the ability to perform activities
related to food and meals. Jacobsson et al. (1886 that problems related to eating are
the most obvious problems in the strokesurvivovergday life. In a later comparative
study of the eating process and oral functions anp@ople with stroke and healthy older
people, Jabosson et al. (2000) revealed that thieipants’ awareness of a sudden loss of
independency during meals causes a feeling of aiw. In this study all participants
were able to transport food to the mouth, but thvaisie limited movements in hands and
arms find it hard to ask for help. They constactiynpare present time with the pre-stroke
time and feel insecure as to how others regard sloeial and physical appearance.
Functional deficits in arms, hands, and lips affeeteating situation, and confrontation
with friends and neighbours after the dischargede feared (Jacobsson et al. 2000). The
same concern was identified among people undergatfigtherapy after head and neck
cancer (Larsson, Hedelin & Athlin 2003). The pap@énts feel embarrassed about their

changed appearance and their ways of eating, aad@ssequence they prefer to eat alone.



Meals are seen as a unifying ritual for the peppésent and having difficulties with eating
means a loss of togetherness. Larsson et al. (2003found that eating difficulties may

imply an altered state of existence.

In sum, the literature on eating difficulties arebple recovering after stroke mirrors that
food and eating are significant aspects of life aghpeople with severe eating problems.
Loss of independency during meals is lamented anhth&ing able to eat as self-reliant
people do may affect people’s inclination to eabagiothers. In this body of literature, it
is difficult to discern findings related to asstsfeeding from findings connected with
other eating difficulties. Assisted feeding andestbating difficulties seem to be treated as

the same problem.

Sidenvall et al.(1994) investigated assisted fegdiithin geriatric and long-term care and
reported their findings in two consecutive pap&isl¢nvall, Ek 1993, Sidenvall, Fjellstrom
& Ek 1994). None of the participants needed assiteding, but some needed help for
pre-cutting, etc. A combination of interviews wihtients and nurses, observations,
recorded data, and nutritional assessment tesusexs The study revealed that the patients
experience eating difficulties much more frequetitign the nursing staff report. Staff
strive to keep the patients self-supporting, desggtvere physical impairment (Sidenvall,
Ek 1993). Sidenvall et al. also found another dipancy. Nurses have broader standards
for acceptable table manners than the elderly piatigave. For nurses, the most important
factor was that the patients are able to feed tems. For the patients independent eating
was identified as important, but they tend to attep change in their physical ability to

eat easier than the nurses do. Nurses prefer fmtaking their meals in the dining room,
and in some cases command them to do so, althbeghdst dependent patients might
wish to eat alone. In a later study examining tlealmelated procedures of caregivers,
Sidenvall et al. (Sidenvall, Fjellstrom & Ek 1996und that nurses conduct the meals as a
ritualized practice, and this form make it diffictd individualize in accordance with the
different needs of the patients.

A study of feeding skills in a continuing-care hitalppaid particular attention to problems
caused by disability (Davies, Snaith 1980). Thiglgtalso showed that nurses find it
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important for patients to feed themselves. At someals patients are staff-fed, at other
meals they are left to feed themselves.

Overall, the studies reveal a conflict between esirand patients’ ideals for
institutionalized meals. Nurses want the patiemts&intain their self-reliance as long as
possible and keep the meal as a social event, at@aients in geriatric and long-term
care tend to accept their physical limitations pratect themselves from landing in

humiliating situations.

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

limited. Researchers tend not to distinguish asditeding from other eating difficulties, and
therefore findings related to assisted feeding beagifficult to discern from other findings.
None of the participants in the identified studiesl assisted feeding as their only eating
problem.

Eating difficulties and assisted feeding are mainlestigated from the carers’ perspective,
whereas people receiving help are only sporadicdllgied. Carers tend to focus on the
procedural side of the meal, and they may use dsheethods when helping. Despite severe
eating problems or a need for assisted feedingylpe@lue eating even though eating may be
associated with considerable troubles. People ngdwtlp during meals and carers have
conflicting views on what is important during eagin

The institutionalized context seems to be the stahdetting for research of eating

difficulties and assisted feeding. All identifietidies focus on eating difficulties and

assisted feeding in institutions.

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

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

3. Aim, research guestions, and design

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

within a phenomenological framework. People livimigh high cervical spinal cord injury

(hcSClI) were chosen as participants.
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The research questions (table 1) for the empistaly were inspired by Van Manen’s
(1990) four existentialbved body, lived space, lived relatiandlived time These four
existentials were used as keywords during thevigess. With reference to Merleau-Ponty,
Van Manen (1990) states that the four existenbialeng to the fundamental structure of
the lifeworld and therefore they are productiveegaties for phenomenological questions.
In relation to almost any experience, it is posstbl ask the fundamental questions
corresponding to the existentials. Therefore, Vambh (1990) concludes they are
productive categories for phenomenological quegtimsing (Van Manen 1990).

The four existentials as guiding keywords were ehasa order to facilitate the required
balance between unstructured and structured dthengqterviews (Dahlberg, Dahlberg &
Nystrom 2008).

12



Table 1

Overview of the four existentials and the corregiog research questions

Existentials

How do people with hcSCI want assisted
Lived body feeding to be carried out?

How do people with hcSCI experience assisted
feeding when various assistive devices are
used?

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

How is assisted feeding experienced when
Lived Relation 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?

How is time experienced when assisted with
Lived Time feeding?

How does the experience of assisted feeding
develop over time?

13



3.2. Design
The empirical study has a phenomenological appradwbh is suitable when the aim is to

study the experiences of human beings (Dahlberbldeeg & Nystrom 2008). Among
several approaches, | chose Reflective LifeworldeRech as described by a research team
led by the Swedish professor Karin Dahlberg (DatgbBahlberg & Nystrom 2008).
Reflective Lifeworld Research belongs to the dgdime phenomenological tradition like
the methods developed by Giorgi, Colazzi and VaarK@Polit, Beck 2006). Reflective
Lifeworld Research offers a method that allowsghenomena “to keep its indefiniteness
as long as possible” and “to present itself ircamplexity” (Dahlberg, Dahlberg &
Nystrom 2008). The approach is rooted in the lifdd/philosophical theory developed
within phenomenology and hermeneutics, primarilhia first half of the 28 century.
Dahlberg et al. (2008) draw on the philosophy otstrl, Heidegger, Merleau-Ponty, and
Gadamer.

In this empirical study the expression “assistestifieg” was gradually identified as the
most adequate one and defined as “the act of mdoodyfrom a plate or its equivalent to
the mouth of another person”. Providing drinks gsancup or a glass was included in this
definition. This simple definition enabled an omgproach to the phenomenon during the

investigation.

The participants were interviewed twice within aipeé of 18 months. Originally, the plan
was to interview the participants three times, waithappropriate period between the
interviews. After the analysis of the second roohahterviews, | decided to cancel the
third round because the substantial benefits adtrge interviews turned out to be limited.
The preliminary analysis of the first round of iniews indicated that it may be valuable to
watch how assisted feeding was carried out. Se@ré¢he second interview, | made an
observation of a meal.

Transcriptions of interviews and notes from theestations were analysed using the
phenomenological guidelines by Dahlberg et al (2@0Bapter 7).

To sharpen my awareness of existing knowledge abheythenomenon assisted feeding,

a meta-data-analysis was carried out (Paper l)s i§tan analysis of data from selected

14



qualitative research studies, with the aim of enggan integrated, systematically derived
unity of knowledge about a specific phenomenongiRan et al. 2001). As an analytical
approach | chose meta-ethnography as describeabltldnd Hare (1988) and further
elaborated by Paterson et al. (2001). This appraaltliassical method that provides a
tangible structure and also allows for the crestiand flexibility that is inherent in
qualitative research (Paterson et al. 2001). Theat@#anography was carried out after
the preliminary analysis of the first round of iniews in order not to increase my

theoretical knowledge about assisted feeding urasacy before the initial analysis.

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

analysis (Paper I). Initially, a short introductitandifferent terms commonly used to describe
the process of “integrating qualitative health egsh findings” (Sandelowski 2004 p. 1379) is
given. Then follows an account of meta-ethnograjgsd for meta-data-analysis in this study.
The value and quality in meta-ethnography will lsedssed in the discussion section
concerning method (chapter 9). Implications ofrieta-ethnography will be discussaedhe

section on perspectives and future rese@rhpter 11).

4.1. Clarification of terms
Qualitative synthesis was originally developedtfa@ same reasons as quantitative studies

were: to overcome the problems with isolated pnnsandies with little impact on practice
(Flemming 2007). Essentially qualitative synthesilves bringing together and breaking
down research findings from individual studies.

A number of terms are used to describe the syrgloégjualitative research findings
(Finfgeld 2003), and the terms do not by themsebigisal any method or technique
(Sandelowski, Voils & Barroso 2007). Among the mo@inmon terms ammeta-analysis
andmeta-synthesi@~infgeld 2003). Paterson et al. (2001) use tha teeta-studynd

define it as “investigation of the results and msses of previous research” (p. 5). Meta-
studies are composed of three distinct types diyaisan a specific research field: analysis
of findings (meta-data-analysis), methods (metaaot, and theories (meta-theory)
(Paterson et al. 2001). The analysis of findingsthmds, and theories can be brought

15



together to create a new theoretical interpretatitowever, a synthesis of the three types
of analysis is not a necessity, since each anatgsistand alone as analysis of data, of

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

In some cases, the temreta-studys used synonymously witineta-synthesidiowever, it
appears that most of the literature dealing withtisgsis of qualitative findings often uses
the termmeta-synthesigather thaimeta-data-analysi@Paterson et al. 2001, Thorne et al.
2004).

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

described as “interpretive, requiring the researtheompare and analyze texts and
reports of primary research findings, creating m@&erpretations in the process” (Paterson
et al. 2001) p. 64). The method was originally tzddy the ethnographers Noblit and
Hare (1988) to reconcile different ethnographemtipretations of the same phenomena in
studies of educational institutions. In meta-etlrapgy, each primary study is translated
into metaphors that are compared with the metaghams other studies to generate a new
interpretation that covers all reports (Noblit, Bl41988). The method can be used to
achieve substantial interpretation about any setlaiographic or interpretative studies. In
a recent paper (Thorne et al. 2004) representimgettections on meta-synthesis of four
scholars Noblit (Noblit in Thorne at al 2004) statlkat meta-ethnography was not meant
as a definitive accomplishment when it was develdpehe late eighties. Rather it was
“work on the cusp of something” (Noblit in Thorneah 2004). Today, Noblit is surprised
that the method has survived as a genre in metidtesis and is still being used by all
kinds of professionals ( Noblit in Thorne et al02). However, the survival of meta-
ethnography indicates that researchers still firedmhethod useful because several other
methods for meta-data-analysis are available (Batezt al. 2001). If meta-ethnography
was not a valuable way to achieve overview of exgsknowledge, it would not be used

for meta-data-analysis anymore.
In this meta-ethnography (Paper 1) the approachdat by Paterson et al. (2001) was used.

Inspired by the method developed by Noblit and H2888), Paterson et al. (2001)

developed their own approach to meta-data-analystsnaintained the term “meta-
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ethnography”. One important change of the origmathod is that Paterson et al. (2001)
reduce Noblit and Hare’s seven analytical stegeuosteps. In the sixth step of analysis,
Noblit and Hare describe how the translations efdtudies should be “synthesized”. None
of Paterson et al.’s (2001) four steps include teggizing”. In their approach
“synthesizing” is reserved for bringing the thremlytical steps meta-data-analysis, meta-

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

With the original search for literature as startpaint (chapter 2), the search for literature
dealing with complete dependency began. From tkeebthe search was not limited to
qualitative studies. Ten qualitative and elevemtjtetive reports related to the
phenomenon were identified. A scrutiny of the gitative reports showed that most of
them deal with the measurement of the time cap@adon feeding completely
dependent people. One guantitative study focusi@imtfluence of the carer’s position on
the amount of food consumed during assisted feedingther study claims that the
highest consumption of food coincided with the leigihprevalence of total feeding
assistance. Assessing different possible methadsritng a review, meta-ethnography
was chosen as the approach, and for this reasauthditative reports were excluded.
The advantages of focusing only on the qualitdiveéings were judged to exceed the
advantages of including both qualitative and guate studies. Hereby a true
translation and interpretation of findings from girémary studies was possible (Paterson
et al. 2001).
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4.3. Paper |

“The nature of feeding completely dependent persons ”
Originally, the aim of the meta-ethnography (Pdp&ras “to investigate the experience of

feeding completely dependent people”. However gttisting findings turned out to deal
with elderly people, and the perspective of thestsd person was presented only in one
out of ten primary reports. Therefore the aim @&f theta-ethnography was changed to “to
investigate the experience of feeding among eldeebple in health care settings”. The
perspective of the dependent person was maintaingal attempt to expose the scarcity of
research concerning assisted feeding.
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Abstract

Feeding completely dependent persons is 2 common activity in many health care settings; however, it has received relatively
little attention by researchers. Recently, there has been a call for nurses to revisit some of the so-called ““basic™ tasks that
have been eliminated from nurses’ responsibilities and relegated to non-professional staff. This article details an analysis of
the findings of ten published qualitative research reports about feeding completely dependent persons who are elderly.
Drawing on procedures of meta-ethnography described by Noblit and Hare (1988, Mera-Ethnography: Swthesizing
gqualitative studies Newbury Park: Sage Publications) and later by Paterson, Thorne, Canam, and Jillings {2001, Mera-study of
gualitarive health research. A practical guide to meta-analysis and meta-synthesis Thousand Oaks: CA Sage Publications), the
authors idenufy two central themes within the primary research; feeding as rask and feeding as relationship. Based on the meta-
ethnographic findings, two areas for future research are suggested; exploring structural and institutional influences on the
feeding practices of health care providers and exploring how nurses mediate the tension between the relatonship and task
perspective of feeding completely dependent persons.

Key words: Feeding, dependency, mera-ethnography, qualitative research

Introduction for this cooperation lies with the feeders. Their
experiences, educational background and personal
beliefs may influence the course of the mealtime for
both themselves and the person involved (Kowanko,
1997; Kowanko, Simon & Wood, 1999).

The feeding of completely dependent persons in
health care settings is considered a basic and
elementary nursing skill that is taught to beginning

nursing students as one of their primary roles (Jilka,

Many persons in hospitals, nursing homes and their
place of residence require complete assistance from
another to receive food by mouth. Such people are
considered completely dependent in regard to feed-
ing (Nettina, 2006). Humans suffering from de-
mentia are often dependent in terms of feeding
(Backstrém, Norberg & Norberg, 1987) but also
conditions such as stroke, multiple sclerosis and

Parkinson’s disease in some cases may lead to feeding
dependencies (Backstrdm et al., 1987). When a
person is totally dependent and must be fed by a
caregiver, they need to coordinate their behaviour in
both technical and artful ways. In order to achieve
this, the two persons involved must be able to per-
cetve and interpret one another’s verbal and non-
verbal behaviour (Arhlin, Norberg & Asplund, 1990)
and to respond accordingly. The main responsibility

1994); however, little empirical evidence exists about
the nurse’s role in regard to feeding such persons.
The nursing literature pays little attention to the art
of feeding completely dependent persons beyond the
technical aspects of preventing aspiration and, to a
lesser extent, assisting people with dementia to focus
on eating.

Some researchers have lamented that feeding
completely dependent persons is now considered
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by many nurses to be a non-nursing task (Kayser-
Jones & Shell, 1997; Kowanko, 1997; Kowanko
et al., 1999; Pearson., 2003; Xia & McCutheon,
2006). These authors consider feeding to be a
significant nursing intervention, particularly because
they have determined that when completely depen-
dent persons are not fed appropriately, their quality
of life and nutritional stams may be negatively
affecred (Kayser-Jones & Schell, 1997; Kowanko,
1997). They suggest that empirical research regard-
ing feeding completely dependent persons could
provide insights about the nurse’s role in this regard.

In the following article, we will present a meta-
ethnography of ten gualitative studies that investi-
gate the experience of feeding completely dependent
elderly individuals in health care setrings. Although
several of these research reports do not centre
specifically on nurses feeding completely dependent
persons (i.e. the feeders may be aides or non-
professional health care workers), we will demon-
strate that a meta-ethnography of qualitative
research regarding feeding completely dependent
persons will reveal both the art and the science of
this nursing role. To conduct the meta-ethnography,
we used the procedures initially outlined by Noblit
and Hare (1988} and further elaborated by Paterson,
Thorne, Canam, and Jillings (2001).

In the article, we will identify the central meta-
phors that are represented in the ten published
research reports. We will draw on these metaphors
as the foundation for our discussion about the
implications of the research findings for our cwrrent
understanding of nurses’ roles in feeding completely
dependent people. We will conclude the article with
a discussion about what is currently missing or
ambiguous in this body of literature that has
implications for future research in this area.

Theoretical framework

Paterson and colleagues (2001) caurion that a
theoretical framework is necessary in a meta-ethno-
graphic study to delimit the analysis to the bound-
aries of the researchers’ particular interests. The
theoretical framework that we have selected for this
meta-ethnography is the theory of the art of nursing
by Chinn (2001). According to Chinn, the art of
nursing is revealed in nursing practice that includes
determining the meaning of the experience, estab-
lishing a meaningful connection, performing nursing
activities in skilful and sensitive ways, making
decisions based on the evidence that is known, and
performing nursing activities in an ethical and moral
manner. She describes the art of nursing as deeply
embedded in an understanding of nursing, including
theory, technical skills, personal knowing, and ethics
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(Chinn, 2001). She proposes that nursing is not a
series of activities and skills but an integrated pattern
of knowing that forms the whole of the nursing
experience and practice as a “healing art” (Chinn,
2001, p. 288) and that this art requires knowledge of
human experience and knowledge of the art itself.

We used Chinn’s (2001) theory of nursing art to
direct the sampling procedures for the meta-ethno-
graphy; e.g. we included only research reports that
articulated the nature of the feeding experience,
including how the practitioners integrated their
nowledge in their feeding practice. We also drew
on the framework in our analysis of the findings. For
example, we compared the data that were reflective
of feeding as a task with those that portrayed feeding
as relationship to search for ways in which the
various forms of knowing articulated by Chinn
(2001} were evident. We categorized the findings in
terms of the caregiver’s knowledge of human experi-
ence and knowledge of the art of feeding completely
dependent people that were illustrated in the de-
scriptions of feeding in the primary research in-
cluded in this synthesis.

Method

Meta-analysis of qualitative research has been as-
signed various terms, such as meta-ethnography
(Noblit & Hare, 1988) and meta-data-analysis
(Paterson et al., 2001) but these share common
methodological procedures and assumprions. Noblit
and Hare (1988) are the developers of meta-ethno-
graphy, which enrails an analysis of the research
findings that are reported by primary researchers. It
is essentially an analysis of the analysis of research
data provided by primary researchers in their reports
of the research (Paterson et al., 2001). In merta-
ethnography, the researcher compares the findings of
individual research studies with those found in all
primary research reports and in a sample of primary
research thar has been selected for analysis.

Search strategy

The following computerized bibliographic databases
were used to search for primary research reports:
Web of Science, Academic Search Elite, Health
Source: Nursing/Academic Edition, MEDLINE,
CINAHI., Digital Dissertations, and Embase
(1980-2006). The searches were conducted in
2006, Inirial attemprts to search for these reports
using the search term ‘“feeding” was largely unsuc-
cesstul as the term elicited arricles about breast
feeding, enteral therapy, or feeding partally depen-
dent persons. The terms “feeding behaviour” and
“feeding methods” in combination with the terms



“nursing” and/or “caring” were more productive for
the purposes of the meta-ethnography. Papers about
“breast feeding” and “enteral nurrition™ were ex-
cluded and the search was limited to “all adults over
the age of 187,

The search resulted in 138 publications. Several of
those reports referred to use of Katz” and Akpom’s
(1976) Acrtivities of Daily Living (ADL) Index to
specify the persons as completely dependent. Their
interpretation of this index was not faithful to the
original definition of complete dependency in feed-
ing as developed by Katz and Akpom (1976) who
defined complete dependency in feeding as *assis-
tance in the act of feeding”. Sewveral researchers
interpreted this to include persons who needed
assistance in terms of pre-cutting their food, pouring
liquids and buttering bread. Consequently, we
excluded research in which the primary researchers’
conceptualization of complete dependency included
partial dependency atrributes. The research reports
that were deemed relevant to our purposes were
written in English, German or French; we were able
to read those in English and French but we asked
translators to translate those written in German.

During the iniual search of the databases, we
scrutinized the citations for titles that suggested
relevance to the meta-ethnography. Then the ab-
stracts of those ttles with relation to the subject were
reviewed and if the abstract had any relevance, the
article was identified and read in its entirety. A
publication was selected if it described a study that
included at least one participant who was totally
dependent on help from others during meals
whether the dependency was temporary or perma-
nent. Another important criterion was that it should
be possible to discern findings related to complete
dependency from other results. The selected pub-
lications had their reference lists scrutinized for
additional literature not rerrieved in the databases.
The search resulted in ten scientific papers suitable
for inclusion in the mera-ethnography and all but
one of these focused on the perspective of the
practitioner.

Sample

The selection criteria that we used for inclusion in
the meta-analysis were:

1. the researcher(s) investigated feeding by mouth
of completely dependent persons in health care
settings, such as the hospital or long term care
facility, from the perspective of either the
person who was being fed or the feeder

2. participants were adults (18 years and older);

3. the research approach was qualitative;
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4. the researcher(s) focused on the feeding of
completely dependent persons either as a sole
focus or as a discrete phenomenon within the
study; and

5. the findings were reported as detailed, descrip-
tive textual or narrative accounts of the phe-
nomenon under study.

We did notinclude studies in which feeding included
gastric tube feed or enteral feeds, even if these were
in combination with oral feeding.

There is considerable debate among researchers
who conduct qualitative meta-synthesis research
(e.g. Eastabrooks, Field & Morse, 1994; Jensen &
Allen, 1996; Paterson et al,, 2001; Zimmer, 2006)
about whether primary research reports should
include studies with various methodologies or the
same research approach. Sandelowski and Barosso
(2003) have clearly articulated the challenges with
attempting to discern if a research report is truly
representative of a grounded theory study, an
ethnography, or another qualitative research
method. Taking their lead, we chose to exclude
only those reports that we did not consider as
qualitative research. Typically dara in such reports
were open-ended answers to a structured interview;
i.e. a list of words or phrases or responses categor-
ized by percentages or numbers of the participants
who answered in this way.

An overview of the selected studies is found in
Table 1. Most of this research emanated from North
America and Sweden. The focus of all but one study
was the experience or perceptions of practitioners in
teeding; the perspective of completely dependent
persons in this body of research is largely neglected.
The research methods used were largely generic
descriptive in the 1980s. In the 1990s and 2000s,
specific research approaches were named, such as
grounded theory and ethno-methodology. Five of
the primary research studies were conducted in
nursing homes. The remainder occurred in a variety
of elderly or mental health care facilities or in
hospirals. Observarion of feeding, at times combined
with interview, was the most common dara collection
strategy.

Analytc procedures

We followed the steps for identifying, comparing and
contrasting the findings of primary research reports
as detailed by Noblit and Hare {1988} and expanded
by Paterson and colleagues (2001). We began by
identifying key metaphors (see Table II) that are
evident in the primary research findings. Key meta-
phors are words, phrases, ideas, concepts, themes,
or categories that encapsulate the essence of the



Table I. Overview of primary research reports in the present srudy.

Author

Aim

Partcipants/setting

Method

Athhn, Norberg,
and Jansson
(19897

Athhn, Norberg,
and Asplund
C1990)

Kayser-Jones,
and Scheel
(1997

Kumilien, and
Axelsson (2002)

Maichaelsson,
MNorberg, and
MNorberg (1987)

Pasman,
Mei The,
Omwuteaka-
Philipsen,
Ribbe, and
Wall (2003

Pearson,
Fitzgerald,
and Nay (2003)

Pelletier (2003)

Pierson (1999)

van Ort, and
Phillips (1992)

Understanding of feeding
problems in severely demented
patients cared for in a task
assignment care system

Understanding of practitioners’
perceptions and interpretation
of patients’ (with dementia)
behaviour and experiences
during feeding

Description and analysis of how
an inadeguate number of poorly
supervised staff affects the
mealtime experience of nursing
home residents

Exploring eating, feeding and
nufrition among stroke patients
as described by nurses and in
an assessment of ADL and
swallowing

Description of patients’ eating
difficultes and nurses’ activities to
nourish and hydrate them

Description of the feeding
problems nurses face when
feeding patients with severe
dementia and how they dealt
with these problems

Descripion of staff’s view
and experience of mealtimes
in nursing homes

Exploranon of feeding beliefs
among certified nurse assistants
and how the beliefs influenced
their feeding practices

Description of the self-organizing
actvities and the unspoken
knowledge that nursing

assistants use in performing

the work of feeding as a routine
part of their activities

Descripuon of:

@ the range of nursing
activities that are effective or
ineffective during feeding

@ the range of residents
behaviours during feeding

@ the nature of mteractions
during feeding

15 patients with dementia,

45 murses, nurses aides and
untrained staff in one
long-term care institution and
one mental hospital in Sweden

23 patients with dementia,
62 nurses, nurse’s aide and
untrained staff in three
hospital wards in Sweden

36 physicians, 50 nursing
staff, 58 residents, 50
relatives of residents in

two nursing homes in USA.

40 patients with stroke and
30 registered nurses in five
nursing homes in Sweden

30 ward nurses'mental
nurses and 69 residents

in 30 nursing homes in
Sweden

60 residents and 46 nurses
in two nursing homes in
The MNetherlands.

40 residents (11 completely
dependent), 31 nurses, care
assistants and nursing directors
in 10 nursing homes in Australia

20 certified nurse assistants
from five nursing homes in
UUSA.

Demented residents and
nursing assistants m one
long-term care unit in USA.

10 residents with Alzheimer’s
disease, 11 nursing assistants,
licensed nurses, and registered
nurses in a special dementia-care
facility in USA.

Observations
Interviews with practitioners

Observations
Interviews with practitioners

Observations

Interviews with physicians,

nursing staff, residents and

relatives

Event analysis of 100 meals

Interviews with registered
MUrses

Review of nursing records
Assessment of patients’ state
of health

Interviews

Questionnaires
Documentation in residents’
chart

Field notes
Observation

Interviews with nurses
Analysis of nursing and
medical records
Analysis of diaries

The researchers

Ethnographic descriptions
of the nursing homes
Observations

Interviews with staff

Interviews

Observations and
field notes

Video records

research findings. We hypothesized about how these
metaphors are reflected in relationships that exist
between wvarious primary research findings. We
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returned to the primary research reports to test
the hypotheses that we generated. For example,
we hypothesized that the nature of the setting



Table II. Kev metaphors found in the analvsis of data in the present studv.

Metaphor

Source

Feeding as technical

Feeding as efficient

Feeding as a chore

Arhlin et al. (1989); Athlin et al. {1990); Kayser-Jones and Scheel {1997); Kumlien and
Axelsson (2002); Michaelsson et al. (1987); Pasman et al. (2003); Pearson et al. (2003);
Pelletier (2005); Pierson (1999); van Ort and Philips (1992)

Arhlin et al. (1989); Athlm et al. (1990) ; Kayser-Jones and Shell (1997); Kumlien and
Axelsson (2002); Michaelsson et al. (1987); Pasman et al. (2003); Pelleter (2005);
Pierson 1999; van Ort and Philips (1992)

Athlin et al. (1989); Kayser-Jones and Schell (1997); Michaelsson et al. (1987); Pearson
et al. (2003); Pellitier (2003); van Ort and Phillips (1999)

Feeding as connection

Arhlin et al. {1990) ; Kayser-Jones and Shell (1997); Pearson et al. (2003); Pelliner

{2005); van Ort and Phillips (1992)

Feeding as spending time with

the person (2003); Pierson ( 1999)

Feeding as acknowledging
the person
(1992)

Arhlin et al. (1990); Kayser-Jones and Shell {1997); Pasman et al. (2003); Pearson e al.

Athlin et al. {1990); Kayser-Jones and Schell (1997); Kumlien and Axelsson (2002);
Pasman et al. {2003); Pearson et al. (2003); Pelletier {2005); Van Ort and Phillips

influenced whether practitioners viewed the feeding
experience as a chore or a connection with the
person. In the review of the primary research, we
determined that several serting factors influenced
practitioners’ perception of the feeding experience,
including the institution’s system of meal tray
delivery and returns, the amount of distraction in
the setting, and the staffing quotient in the setting.
We also looked for primary research findings that
appeared to contradict one another or were contrary
to our own experience. Then we searched for further
data to support why the contradiction might exist.

Rigor

We addressed rigor within the meta-ethnography by
applying the criteria of truth-value, applicability,
consistency, and neutrality (Lincoln & Guba,
1985). We did this by reading each primary research
report at least five umes. We conducted individual
appraisals of the primary research reports using a tool
developed by Paterson et al. (2001) and then shared
our appraisals with each other, arriving at a con-
sensual decision about the various elements of the
appraisal (e.g. the major findings). We documented
our methodological procedures and decisions, such
as how we determined which reports met our selec-
tion criteria and those we excluded in the research,
including what we considered qualitative research
and what we believed was not a qualitative study.

Findings

Two themes are apparent in the meta-analysis of the
ten primary research reports: feeding as rask and
feeding as relavionship.
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Feeding as tash

The majority of the primary research reports de-
scribed feeding completely dependent persons as
task, one in which the feeder is focused on getting
the job done in a series of prescribed steps. This
theme encompassed the metaphors of feeding as
technical, feeding as efficient and feeding as a chore.

Feeding as wechnical

Several studies revealed that feeding was most often
considered by health care practitioners as a technical
procedure. For example, Athlin and colleagues
(1990) quote a practitioner who says, “You distri-
bute a portion that seems to be suitable, and then
vou go on until the plate is empty. If they are saristied
before, or they would want some more, are things
vou never think about” (p. 151). One of the
common technical strategies used by pracrtitioners
in this body of research is food mixing, an activity in
which the caregiver makes circular strring move-
ments in the food with the spoon (van Ort & Phillips,
1992). Sometimes food mixing involved mixing
more than one type of food, such as meat and a
dessert. Solid food was at times mixed with liquids in
an unappetizing way and persons were forced to
“drink’ their meal (Kayser-Jones & Schell, 1997;
van Ort & Phillips, 1992).

Researchers (Michaelsson, Norberg & Norberg,
1987; Kayser-Jones & Shell, 1997) have identified a
number of technical aspects of feeding that have a
questionable, if not negarive, impact on the quality of
lite of the completely dependent person. They have
observed that some practitioners who focus on the
task of feeding use bibs and cutlery that are culturally
or developmentally inappropriate (Kayser-Jones &
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4.4. Implications for the empirical study
One finding in the meta-ethnography (Paper |) vasdisclosure of the under-researched

view-point of people who have to rely on help frothers during meals. This finding was
significant for the empirical study as it verifidte need for it.

Other findings contributed to the generation of rpwestions for the second round of
interviews in the empirical study. Especially tlemtral theme “feeding as relationship”

inspired me to pay attention to the relational aspéassisted feeding.

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

providing a foundation for Reflective Lifeworld Resch. Five phenomenological key
concepts important in the research process aredakswmibed.

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

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

According to Dahlberg et al. (2008) the lifewortakory originally derived from Husserl’s
ideas about the “natural attitude”. To be in thattmal attitude” means that humans are
immersed in their everyday world without criticatgflecting on their immediate actions
and responses to the world (Dahlberg, Dahlberg &tibyn 2008). Gradually Husserl
developed the idea of the natural attitude intostingerior lifeworld theory (Husserl 1970).
This theory was further nuanced by Merleau-Pontyy wesisted the traditional Cartesian
separation of mind and body, as did Husserl, buidde-Ponty carried Husserl's ideas
into new areas. Merleau-Ponty emphasized thatdldg s consciousness in embodied
form. Merleau-Ponty introduced the notion of “thesh” as a solution to the idealism-
objectivism controversy he saw in the philosophylagserl (Dahlberg, Dahlberg &
Nystrom 2008). Dahlberg et al.(2008) claim that Mau-Ponty hereby provided
researchers with a strong background to whatewaysis they wanted to carry out when
trying to understand the phenomena of our lifewdddidegger’s approach was more
existential in nature, since he asserted that hieretence is more fundamental than
human consciousness and knowledge. Thereby Heideggehasized the lifeworld’s
ontological foundational character (Dahlberg, Dahdp& Nystrém 2008). Gadamer also
showed interest in the lifeworld perspective ini@k, stressing that an open approach is
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crucial to gain an understanding of the lifewoB@hlberg et al. (2008) acknowledge that it
can be debated to what extent Gadamer consideeddeivorld perspective, but argue that
certainly Gadamer was influenced by phenomenologyidéeworld theory.

In the light of the historical development of tbisenomenological key concept, Dahlberg
et al. (2008) argue that the notion of the lifewlad a unifying theme running through both
the phenomenological and hermeneutic philosophgyHtate that individuals can never
be fully understood without taking their lifeworiicko account. Dahlberg et al. (2008) aim
to show how philosophies of phenomenology and heemcs accomplish a development
and yet a continuity of ideas enabling us to urtdeshuman beings and our personal
engagement in the world. They stress that the Gfthperspective is a central theme in
both phenomenology and hermeneutic philosophy awdldp an approach called
Reflective Lifeworld Research. In this approacke dlifferences between phenomenology
and hermeneutic are primarily emphasized in théiexton of the methodological

principles for analyzing and synthesising meanings.

Reflective Lifeworld Research was first published®2D01 (Dahlberg, Drew & Nystrom
2001) and revised in 2008 (Dahlberg, Dahlberg &thya 2008). This thesis and Paper IlI
builds on the last edition, whereas Paper Il budldshe first edition. The second edition
elaborates on some of the central aspects of$teefilition, especially the
phenomenological philosophy and the notion of opsanAlso, an extended chapter on

validity is included.

5.2. Phenomenological key concepts
The following is a review of five phenomenologi&aly concepts introduced by Husserl.

The concepts derive from phenomenological philogapid are significant for research
with a phenomenological approach. In the empistadly of assisted feeding, the
importance of the particular concept varied throtighresearch 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 uratanding of the lifeworld perspective.

Intentionality is the directedness of conscioustessrd objects in the world. According

to Husserl (Husserl 1913/1982), the basic intemtistructure of consciousness is present
whenever objects or situations in the world areceigmced. These objects can be
immanent or transcendent (part of my consciousrassis, a memory, or outside my
consciousness, such as a chair). Phenomenologgsthe basic intentional structure of
consciousness regardless of whether it is direc@drd immanent or transcendent objects.
It is not possible to avoid intentionality, sinae@xperience always has a special meaning

to us.

5.2.2. Reduction
With the invention of the phenomenological reduttidlusserl aimed to go beyond and

problematize the natural attitude (Husserl 19132)98usserl wanted scientists to give up
the natural attitude and to adopt a phenomenolbgieain which the lifeworld is queried.
Husserl composed several levels of reduction, hlyt the phenomenological reduction is
pertinent for phenomenological research (DahlbBed)lberg & Nystrém 2008). The idea
that the natural attitude can be interrupted bgrescious act is frequently referred to as
“bracketing” (Dahlberg, Dahlberg & Nystrom 2008)okn (Moran 2000) claims that
Husserl describes “bracketing” as part of the rédn@and adds that Husserl saw the
reduction as the real discovery of his philosophyReflective Lifeworld Research
“bracketing” is renamed “bridling”, a term borrow&dm horse riding. To bridle means to
slow down the understanding of the phenomenon ustdely and avoid quick decisions
about what may be appearing. Dahlberg et al. (286§)e that no one, researchers
included, can isolate or explicate their individped-understanding. However, one’s pre-
understanding can be bridled and disciplined. Bsearcher has to focus on the
phenomenon under study, being aware of the poteisiato fall out of the bridled
position. This reflective stance is crucial for Hiality to see the richness of the
phenomenon and aims at scientific objectivity (and), Dahlberg & Nystrém 2008).
Bridling must be maintained throughout the resegrcltess, since it is crucial for
describing the richness of the phenomenon. Inviaig Reflective Lifeworld Research

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

each other will generally see things from the spaiat of view. Given that perspective, it
Is assumed that | would roughly look at things xpexience things in a way similar to that
another person does if | perceived things fronohiser perspective. The experiences of
others are never directly presented to us. Thramgigination and comparison with
ourselves, we come to understand other humansie satent. We have the possibility to
understand others because we belong to the sanhd (Rahlberg, Dahlberg & Nystrom
2008). This belief forms the intentional backgrouloydwhich researchers can examine the
experience being studied. Intersubjectivity makg®ssible to base research on the

experiences of others.

5.2.4. Intuition
In phenomenology intuition means being present,thisdoresence to the object of

consciousness means being present to the objetihevheis “real” (as in an object in
space and time governed by causality) or “ideat(@s’in an object that is idea-like). This
phenomenological principle is grounded in the argalal assumption that the essence of a
thing discloses itself in its manner of appeariNigiari 2008). Dahlberg et al. (2008) do
not refer to intuition as a key concept in phenootegy or in lifeworld research. They
emphasize the importance of staying open to thagrhenon, which is described as “not
making definite what is indefinite”. Hereby thertbs (phenomena) are allowed to present
themselves in all their diversity. In addition teetcore of definiteness belonging to all
phenomena, there is always an indefiniteness ¢oglires the researcher to adopt an
attitude of “alertness”. When an understanding apnehe researcher must avoid making
any conclusion too early. The researcher mustrir@taiopen mind, continuously question
the tentative meanings, and be prepared to beiseddoy the phenomenon. Dealing with
openness in this way lets the phenomenon show @i own pace and in its own way
(Dahlberg, Dahlberg & Nystrom 2008).

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

see what makes the phenomenon the very phenomBabibérg, Dahlberg & Nystrom
2008). To do so Husserl introduced the methodes fmaginative variation, a method in
which one freely changes aspects or parts of agzhenon or object to see whether the
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phenomenon remains identifiable when the partglaaaged (Moran 2000). By removing
the nonessential constituents and validating thiosteare essential through this method, the
researcher then produces the most essential, am¢aand precise results possible for the
actual context. However, Dahlberg et al. do notthsederm “free imaginative variation”
directly in the second edition of their textboolkafibberg, Dahlberg & Nystrom 2008).
Instead they use the notion of figure and backgidowtich in their interpretation means
“picking up one meaning and watching it as a figagainst the others as a background,
then picking up another one making it a temporagyre, and so on”(Dahlberg, Dahlberg

& Nystrom 2008). The notion of figure-backgroundased on the thoughts of Merleau-
Ponty, who, inspired by Gestalt psychology (Mor@0@®), also used figure-background as
way a to get hold on the appearing phenomenonfigitee-background approach is
rigorous and provides sound evidence for makingwedge claims about the phenomenon
under study (Dahlberg, Dahlberg & Nystrom 2008).

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

in research with a phenomenological approach, lem@menon will always be related to
the experiencing subject. According to Moran (20@® whole point of phenomenology is
that it is not possible to split the subjective damfrom the domain of the natural world.
The experiencing subject is inextricably involvaedhe process of the constituting
objectivity. Only through the experiences of humdrs possible to gain knowledge about

a certain phenomenon (Moran 2000).

Phenomenon is a central concept within phenomegolMith reference to Heidegger,
Dahlberg et al. (2008) write that the term phenoometherives from the Greek term
phainomenonvhich signifies “to show itself”. Phenomenon thmeans “that which shows
itself in itself”(Dahlberg, Dahlberg & Nystrom 208\ phenomenon can be understood as
anything in the world, on a concrete level as \@slbn an abstract one experienced by a
subject. Our understanding of phenomena conseguantuides the relational aspect
between humans and the world. Referring to Cavédcdohuback’s (Schuback 2006)
reading of Husserl's description of the concepteiptimenon”, Dahlberg et al. (2008) state
that “a thing is not a firm point outside conscienbut that which holds on through a
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spectrum of meanings oscillating between its ex¢repposite and its uttermost intensity”
(p- 33). To describe phenomena in a phenomenolioggeese is to describe the variation of
meanings that reflects the whole world of expergefizahlberg, Dahlberg & Nystrom
2008). Schuback (2006) adds that phenomenologynisthod of description aiming to
show howphenomena are and notdefine whathey aré.

The phenomenon assisted feeding implies a relagbween two people as well as a
relation to “assisted feeding”. In phenomenology ithitertwined relation between humans
and their worlds can be described as intersubjégtiahlberg, Dahlberg & Nystrom
2008). The idea that a human being that looks aha@ies more or less like myself and
will generally perceive things from a similar vieaipt to my own was introduced by
Husserl as the primordial notion of being (Dahlhé&ghlberg & Nystrém 2008). Moran
(2000) describes Husserl's understanding: "Our nadtife is a life in community, living
with shared objects, shared environments, sharggiéagge and shared meanings” (p. 175).
However, others’ experiences are never directlggmied to us; there is always a certain
gap in my experience of the other (Dahlberg, Datgl8eNystrom 2008). For Moran
(2000), referring to Husserl, the other is a “phaeaoclogical modification of myself’ (p.
177), possible to grasp in analogy. | can livehim dther’'s experience in an intuitive
manner, but it is not possible for me to experiecm@pletely the same as the other (Moran
2000).

Thus, intersubjectivity enables the two people ingd to recognize assisted feeding as a
vital act and to understand each other (and thedacing the meal. Following the
Husserlian understanding of intersubjectivity, audd not be surprising if the assisting
person does not assist in exactly the way thetadsperson would prefer. The shared
experience of assisted feeding has a limit evémeifassisting person makes an effort to
imagine how it is to get help from others duringatse“The gap” in the experience might
be hard to fill in.

The notion of intersubjectivity was further deveddpoy Husserl’s followers. Merleau-
Ponty emphasizes the bodily aspect of intersulwggtand calls it intercorporality
(Dahlberg, Dahlberg & Nystrom 2008). For MerleausBp others are embodied, lived
others. People do not meet mind to mind, but bgiagowho is a body to a being that is a

! ltalics in Schuback (2006)
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body. The notion of intercorporality thus meand tha reach others through our bodily

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

Merleau-Ponty (Merleau-Ponty 1969) states thatfénintercorporeal field, we make each
other speak, think, and become what we are. Hes&sethat this reciprocity of
intercorporal communication makes us to what wermtise never would have been.
Dahlberg et al. (2008) claim that we constitutertteaning of the world together.
Intercorporality forms a common field of actionvitnich we transcend each other’s worlds
and form an infinite continuance of each other’slds

Merleau-Ponty’s idea of intercorporality adds te anderstanding of assisted feeding.
Intercorporality serves as a foundation for theilyaatt of assisted feeding without which
the phenomenon would not exist. Through the exigteri two bodies, the phenomenon
assisted feeding come into being. Following theugfints of Merleau-Ponty, assisted
feeding can be described as an encounter betweebdsies transcending each other’s
world, one part receiving food and the other past/gling food. In this understanding, the
assisted person and the assisting person equallsilaate to the performance of assisted
feeding. The two parties belong to the same warltileave a common field of action, but
do not share completely the same world and expsggemhrough their potential use of eye
contact, touch, and language during the meal, #diffiegt each other irreversibly.

Assisted feeding is carried out in relationshipseisubjectivity, and its elaboration by
Merleau-Ponty, is inherent in the phenomenon. Aekadging 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 wilnmatic hcSCI, participated in this
study. In Denmark, with a population around 5%z iomil] the incidence of traumatic spinal
cord injury (SCI) is 10-15/million inhabitants pgear and the majority are men (4:1) aged
15-30. About half of them are tetraplegic, i.ervasal SCI, (Biering-Sorensen 2001).
Consequently the sample reflected the age groug@nder division of those with
traumatic spinal cord injury in Denmark. The papants were included gradually into the
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study, and between the two rounds of interviewssfaaconsideration was given to the
possibility of extending the sample. To attaincrescription of assisted feeding, the
participants in this study were selected with aregarding gender, age, marital status,
and length of experience with hcSCI. Variation @ographical placement was necessary to
achieve enough participants with hcSCI living unslerilar life conditions. The
participant’s experiences of assisted feeding ddvetween three months and 32 years.
Criteria for inclusion were capacity for answermpgestions, reliance on help from others
during meals for more than three months, and notisgbe feeding or other technical
devices. Although the longevity in persons with S@I remains below life expectancies

in the general population, individuals who are paed in the upper extremities due to
hcSCI live with dependency for years (Biering-Se@m2001). As part of their new life
situation, they achieve considerable experienck dépendency on help from others
during meals. Therefore they were considered agedahinformants of the lived
experience of permanent and complete dependenagdsted feeding.

The notion of sampling is not much debated in iieedture dealing with the modification
of phenomenological philosophy into a phenomenahagiesearch approach. The term
“sample” is randomly used, as it is in nursing pditals, and no fixed advice concerning
sampling is given. Researchers appear to develpdivn particular strategies for data

gathering.

Dahlberg et al. (2008) use the term “sample siegiphasizing that the phenomenon
determines the composition of the sample. Achieviaggtion in the data gathered is more
important than the actual number of participan@hliDerg et al. (2008) recommend variety
in gender, generations, and ages, but differeimcesrking experience, geographical
placement, and cultural background may also cautiibo important variations in data
(Dahlberg, Dahlberg & Nystrom 2008). The exact namdf participants in a study cannot
be decided before the study is running, but Dalglle¢@al. believe that the more complex a
phenomenon is, the more participants should bediecl.

Others working within the phenomenological traditieeither make claim about sampling
nor use the term. Instead they emphasize that pmemalogical researchers have to

analyse the experiences of others, though the phenalogical philosopher works from a
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first-hand perspective (Giorgi, Giorgi 2003). Jiystig a phenomenological analysis of the
researcher’'s own experience may meet criticism feompirical scientists, who may assert
that the description and the analysis are biasechr&l-order descriptions are an expansion
of phenomenology without dilution. Participants gliobe able to contribute with concrete
descriptions of the phenomenon under study, prefierithout knowledge of scientific
theories (Giorgi, Giorgi 2003).

In this study the recommendations given by Dahlle¢rg. (2008) were complied with the
limitations of the composition of the group of péofiving with hcSCI.

7.2. Data collection
The data collection in the empirical study considtsvo complementary parts. The part

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

months and the secondary part is an observatian aksisted meal.

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

to 90 minutes. One interview with a newly injureztgon was conducted in a Centre for
Spinal Cord Injury, where this person was still #&tkd. Before the interviews started, the
personal assistant or other people present weesldsKet the interviewer and the
interviewee be alone. Some participants questidimedecause they were not used to
being separated from their helpers and had notsecoen them. However, all participants
accepted that the interview should be carriedmgbnfidence. In those cases where the
participants wanted something to drink during thteriview, the interviewer offered
assistance. Everybody accepted this, and it tuonétb be an added bonus generating

guestions concerning the practical side of assigteding.

In Reflective Lifeworld Research the aim of a phmeaological interview is to get the
interviewee to reflect on the phenomenon undenys{Dahlberg, Dahlberg & Nystrom
2008). A genuine reflection requires that the wmitawer takes nothing for granted and
persistently asks questions that facilitate therinewee’s way toward understanding
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deeply anchored meanings of the phenomenon. An glective dialogue is most likely

to occur if fixed questions are avoided. Howeweresearch interview must have a balance
between being unstructured and structured to edteidertain phenomena. The dialogue
should always be led by the phenomenon, and tkevietver is responsible for cultivating

a dialogue that addresses the phenomenon as daepthhoroughly as possible (Dahlberg,
Dahlberg & Nystrém 2008).

With the aim of balancing between being unstruatued structured, the four existentials,
as described by Van Manen (1990), were used (fglgel 3). After an opening question,
“How is a typical day for you?”, the participantem encouraged to elaborate on their
experiences of assisted feeding, “Will you pleablemdie more?” or “Can you give another

example of this?”.

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

beneficial to watch assisted feeding being carowd Permission to watch a meal was
obtained from 14 participants and all were assibietheir personal assistants.
Acquaintance from the first interview may have xeld the possible discomfort of being
observed during assisted feeding. In some caseftérviewer was invited to join the
meal. This participation may have eased the praokestaying open to the phenomenon,
maintaining a non-analytical attitude during theaineNotes from the observation were

made after finishing the second interview.

With reference to Merleau-Ponty, Dahlberg et 800&) state that researchers conducting
observations hope to see the inaccessible. Thay that researchers who want to
illuminate a phenomenon that is characterized blyaghed and embedded meanings must
be willing to participate directly in phenomenakets that show the complexity of the
phenomenon in its context (Dahlberg, Dahlberg &tkre 2008). However, Dahlberg et
al. (2008) raise the question about verbalizingabserved phenomenal events. They
acknowledge that researchers give word to the expsx lived by others, but suggest that

participants should also be given the chance tateatheir own experiences
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In this study, the observations were examples@ttoperation between a person with
hcSCl and a personal assistant. Almost unperce&ghs and low sounds used during

assisted feeding may not have been possible timgjght into in any other way.

Exemplified observation of assisted feeding
The following is a coherent description based oesitaken after a lunch in a

participant’s home.

The person with hcSCl is sitting in his living roofithe personal assistant arrives with
two plates that she places on the table. Thenethens to the kitchen where she gets a
bottle of water, two glasses, and cutlery for tvi8ack at the table she arranges one of the
plates in front of the person with hcSCI, with &fon the left side and a knife on the
right side. She pours water into the two glassespdaces one of them at the upper right
side of the participant’s tableware. Then she gearher own plate, cutlery, and glass
similarly to those of the person’s with hcSCl inrit of her. On both plates are three open
sandwiches, and on the participant’s also two tsirro

The personal assistant sits down on the particpaght side and spreads out a tea towel
from his chin down his stomach. She asks him wbidie open sandwiches he would
prefer to start with, and then she cuts off a pwfdhis sandwich and transfers it to the
participant’s mouth. Almost every time she has gitien a mouthful, she puts down the
participant’s cutlery on its place around his plkatel takes her own cutlery to take a bite
from her own plate. During the meal the personsistant watches the person with

hcSCl intensely and manages to be ready with apieee of sandwich when the
participant has swallowed the previous one. Fretiyme person with hcSCI glances at
his glass, and the personal assistant immediates/gown the cutlery and transports the
glass to his mouth to give him water. She contintagsur until he closes his eyes. Then
she places the glass on the table and continumg wff pieces of bread and transfer them
to the participant’s mouth. Twice during the mémed person with hcSCI says “no”
without any visible reason. After having assistael person with hcSCI with the three
sandwiches and one of the carrots, the participayd “here you are” to the dog who has
been standing close by. The personal assistanwshite 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, exalive questions were posed to
elucidate features of the meal that were diffitoltinderstand. In this case, particularly
the invisible signs for drinking and the statente’ were questioned:

The person with hcSCI and the personal assistahtoaked together for years, so the
personal assistant had gradually learned to uratetshe glance and the wink as signals
during drinking.

The person with hcSCI had not decided to use thiges, but they had developed over
time as a way to limit the verbal instructions.

“No” was a reaction to the personal assistant’gaken question whether she should
divide a piece of sandwich into two parts. The peat assistant posed the question by

pointing to the open sandwich with the participamwn knife.

7.3. Analysis and synthesis
The first round of interviews | transcribed mysédlhe second one was transcribed with

secretarial assistance. The analysis of the trgntigers and the notes followed the
guidelines given by Dahlberg et al. (2008).

Before beginning the analysis, | tried to bridle prgviously acquired knowledge about
assisted feeding, setting aside for the time beigigexpectations, experiences, ideas, and
theories. My goal at this point was to stay opeth&odata, to remain receptive to what it
might tell me, and to maintain presence to the phemal realm. Throughout the data
analysis, | continued to bridle my expectationsh&y arose, staying close and true to the

original data.

Initially, 1 listened several times to the recordetérviews. Then | included the written
notes and read and reread the entire materialintés possible to articulate the main
points. After the initial reading, the actual arsadybegan by dividing the material into
smaller segments, called meaning units by Dahlbeed. (2008) with reference to Giorgi
(Giorgi 1997). The division was made in respedh®emerging meanings and varied in
length. In this search for meaning, | had an adiaéogue with the material, posing

questions like “what is said”, “how is it said” ahdhat is the meaning”. The aim was to
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stay open to the material and not impose my owaddieto it. Subsequently, the segments
that seemed to be related to each other were gethter in clusters. The clusters were
intermediate patterns that made it possible tageiverview of the essential meanings and
their interrelations. When all meanings were clestel ended up having ten clusters.
Their meanings | compiled into coherent texts whigte compared with the meaning
units from the original material to make sure | Isagport for the abstractions. Then |
alternately picked up one meaning and watchedat fagure against the others as
background, searching for the most invariant stmacof meanings. Gradually the essence
of the phenomenon and its seven constituents aggetine essence contains the most
invariant meanings, whereas the constituents calVgariations from the original data. In
the last step of the process, | used imaginativiatran to determine what was and what
was not truly essential to the structure of theegigmce. In the process of imaginative
variation, | tentatively removed the constituemg tdy one from the structure to determine
whether the phenomenon collapsed or remained ésibemnttact. If the phenomenon

collapsed, the constituent was crucial to the stinecof the phenomenon.

In Reflective Lifeworld Research, the goal of tmalgsis is to understand the phenomenon
better than before the research was done (Dahibatgberg & Nystrom 2008). That is, to
describe the phenomenon’s essence. The essemmakes the essential characteristics of
the phenomenon without which it would not be thermimenon. The essence is not
something that researchers add or an outcome iotenpretation. Phenomeiaae their
essences, and because we always attend intenyiem@alhenomena in our lifeworld, we

are constantly involved with essences (Dahlberdpliixag & Nystréom 2008). In the

natural attitude we do not consider it necessagntdyze phenomena closest to us. In this
stance our experience is spontaneous and wortiesgver, in the scientific attitude
scrutiny of the tacit (implicit) is necessary. Wegin to understand how others experience
reality by examining their natural attitude. Hergbg tacit and implicit become explicit
(Dahlberg, Dahlberg & Nystrom 2008).

The essence of a phenomenon and its relationstopstituents) can be termed “the

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

aspect of structures is the interrelationship antbegarts. The ultimate outcome of a
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phenomenological analysis is not just the structuitself, but “rather the structure in
relation to the varied manifestations of an esaémentity” (Giorgi 1997 p. 244).
Referring to Husserl Dahlberg et al. (2008) cladmattconstituents are individualizations or

particulars of the structure.

In this study, the explication of the general dinoe makes it possible to understand and
reflect upon the lived experience of assisted feggdimong people living with hcSCI. In
the formulation of the general structure, the ambitvas to arrive at an appropriate level
of abstraction, neither too banal nor too abstrathe general structure comprises the
whole range of descriptions from the most absti@the most concrete instances within
the actual context. Thus the analysis includes ig¢as well as particular lived meanings

as expressed by people living with hcSCI.

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

include a biomedical aspect. This was confirmedhigyiocal ethics committee before the
study started.

A physician assessed potential participants asdrad that they were mentally fit to take
part in the study. Subsequently, | contacted themg@l participants and they were offered
written and verbal information about the study (Apgix A). Some participants
acknowledged their participation by e-mail and sdraeé their personal assistant sign the
consent form (Appendix A). Eighteen people weresdsknd two did not want to
participate.

The ethical guidelines for nursing research inNleedic countries were followed
throughout the study (Northern Nurses Federati®A32with special attention to the

requirements concerning consent and confidentiality
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8. Findings

This section is constituted by Paper Il and PalberPaper Il presents the general structure of
assisted feeding and Paper Il elaborates the itomst Sensitive Cooperation.

Dahlberg (2006) stresses that an essence is alm@gfnite and expandable, and never
finally described. Meaning appears in the eventhefifeworld and when the lifeworld
changes, meaning also changes. Consequently tieeagistructure of assisted feeding may be
described differently in another cultural settingabanother historical moment.
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8.1. Paper Il
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8.2. Paper Il
SENSITIVE COOPERATION: A BASIS FOR ASSISTED FEEDING

Journal of Clinical Nursing, accepted for publicati

Bente Martinsen, Ingegerd Harder, Fin Biering-Sgeen

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

play a significant role for people living with higiervical spinal cord injury (hcSCI)
(Martinsen, Harder & Biering-Sorensen, 2008). Ttuelg showed that the helpers must be
able to set aside their own opinions and prefereaod follow the wishes of the person they
assist. The person receiving the food must be reathach the helper how to adjust the meal
to their specific eating pattern. Without this parfar mutuality, assisted feeding remains a
technical task, lacking the contact and unifyinigtienship which assisted feeding may
provide a chance to establish (Kayser-Jones, St88ll, Martinsen et al. 2007). This article

presents sensitive cooperation as a basis foteddeeding.

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

routine activities of daily living. This need foegsonal care will be lifelong, and professional
help is almost inevitable (DeGraff 2002). Whenaniuced to the idea of getting personal
assistant services people with hcSCI may be rettietad prefer to get assistance from close
relatives but this initial preference for gettinglhfrom family members reflects a limited
understanding of the assistance that will be neéflederle 1995). It is extremely
burdensome physically and emotionally for relatiteebe in charge, and care tasks can
interfere significantly with the quality of the ationship over time and lead to a break up of
the family (Batavia, DeJong & McKnew 1991, ZejdliR92).

In a review concerning personal assistance to pesjh spinal cord injury and other
disabilities Hagglund et al. (2004) found that eats generally prefer to recruit individuals
they already know, e.g. family members, frienda@ghbours, as their personal assistants.
People who receive assistance from family are reatisfied and feel safer than those

receiving help from non-family (Hagglund et al. 200Saikkonen et al. (2004) showed that
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spouses and other relatives are main providerssigtance to people with traumatic spinal
cord injury. Earlier, Nosek (1993) found a simipattern in a study of the effect of personal
assistance on the long-term health of people vatlere disabilities, but found it noteworthy
that although family members provide most helpistessce from non-family providers is
associated with the best health. In a report orsitpaficance of personal assistance services
and case management Gilson and Casebolt (199&)tstdtfreedom from having to use a
relative, spouse or a significant other is a keydain successful independent living.
Professional assistance makes it possible totivkgnity and feel control over one’s life
(Gilson, Casebolt 1997), though it could be chajieg for people with disabilities to get used
to giving directions to personal assistants andesging all their needs (Robbillard 1999).
The interaction requires excellent communicatiafisskand for some people with disability it
may be a challenge to take on the role as empl&a@ubillard 1999, Theuerkauf, Stewart
1992). The personal assistants must learn to falt@adirections while the task is being done.
Effort, practice and a caring attitude are cruditie cooperation should grow to be natural
and relaxed (DeGraff 2002, Theuerkauf, Stewar2).99

To summarize, assisted feeding is a situation wter@ature of the relationship between the
two parties involved is a crucial factor. Peoplé¢hwdisabilities have a preference for getting
help from acquaintances, though it may harm tletationship and influence their general
health. Building a comfortable cooperation takesetiand presupposes a thoughtful approach

from the helpers.

Our study of the experience of assisted feedingrgnpeople living with hcSCI showed that
assisted feeding might gradually develop from benmagnly a technical procedure where the
person with hcSCI had to verbalize all needs at@mlammute sensitive cooperation (Martinsen,
Harder & Biering-Sorensen, 2008). This cooperatamk time to build, was crucial for the
creation of a new eating pattern, and dependetd@®ndture of the relationship between the
parties involved in assisted feeding. The aim &f second part of our study is to unfold
sensitive cooperation based on further analysieetiata material. Special attention is
directed towards the meaning of being assistedebyomal assistants, relatives or friends and
towards the significance of time.
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Method
The approach used to unfold sensitive cooperatas tvat of Reflective Lifeworld Research

as described by Dahlberg et al. (2008). This apgrakerives from phenomenological
philosophy expounded by the philosophers Huss&iétiger, Merleau-Ponty and Gadamer.
Lifeworld is described as the world in which wedigur daily lives, i.e. the unconscious
background for our experiences. Accordingly eveyyelgoeriences in everyday situations are
of interest in our search for knowledge (Dahlb&ghlberg & Nystrom 2008). We turned to
the experienced world and tried to understand bt@pmenon on its own premises making a
shift from the immediate, concrete involvement vitie phenomenon into a reflective stance
where it is possible to see both the phenomenoernstddy and the research procedures
(Dahlberg, Dahlberg & Nystrom 2008). Prior knowledand assumptions about the
phenomenon was “bridled” as Dahlberg and colleageleame Husserl’s notion of
bracketing. This type of analysis can be seenteenaformation of concrete lived experience
to an abstract level of description, where the goah explication of a phenomenon’s essence

or general structure (Dahlberg, Dahlberg & NystrZp08).

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

criteria were that the participants should be ntbam 18 years, the dependency should have
lasted for more than three months, and no kindslm feeding must be used. Sixteen men
and two women age 18-65 years were included \atidiin their own homes getting help

around the clock from personal assistants, maintyained.

Individuals who are paralyzed in the upper extragaitiue to hcSCI are living with
dependency for a long period of time, though tmg&yity remains below the life
expectancies in the general population (BieringeBsen 2001). As part of their new life
situation they achieve considerable experience beihg dependent on help from others
during mealtimes and were therefore assumed t@wenful informants.
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Data collection
Qualitative interviews were conducted twice witlcle@articipant within a period of 18

months. Van Manen’s (1990) description of four teqasialslived body, lived space, lived
timeandlived relationswas used as an overall structure for conductiegriterviews.
According to Van Manen these existentials pervaediteworld of human beings and may
be helpful as keywords for an interview with a ptvenological approach (Van Manen
1990). After an opening question, “How is a typidal to you?”, the participants were
encouraged to elaborate on their experiences wfteddeeding, “Will you please tell me
more?” or “Can you give another example of thig¥fore the second interview several
listenings and readings were conducted with thentidn of continuing the conversation

with the participants. To deepen the understandirige overall phenomenon assisted
feeding and maintain openness (Dahlberg, Dahlbelygtrom 2008) the second interview
was combined with an observation of a meal, coretlichmediately before the second
interview. This gave insight into the physical adpaf assisted feeding generating questions
that would not have been possible to think of otles. Notes were taken immediately
afterwards and the observations provided a backgréar describing the lived experience of

assisted feeding.

Data analysis
In our search for the essence and constituentssidtad feeding, we analysed the data

following guidelines given by Dahlberg and colleag2008). Referring to Gadamer, the
main principle of the analysis is understandinghgaart of the text in terms of the text as a
whole, as well as understanding the whole in tesfribe parts. Our analysis began with
repeated listenings of the recorded interviews nierbatim transcriptions from the
interviews and notes from the observations werd egal reread to get a sense of the whole.
When it was possible to express an overall thengepatrticular text, the reading changed
character and focused on the meaning of the pelrestext was broken into meaning units and
thoroughly examined in order to explicate all megsi which told something about assisted
feeding. Emerging and transformed meanings wekedinogether in a cluster of
understanding. By synthesizing the clustered meamirits into a structure that binds them
together the essence of the phenomenon assistiddegas clarified. When the essence was
concretized its constituents were explicated arsg¢mlged. During the last part of the analysis

imaginative variation was used to determine what arad what was not truly essential to the

54



structure of the experience of assisted feedinthigprocess, the researchers removed each
imagined constituent from the structure to deteemithe phenomenon collapsed or remained
essentially intact. If the phenomenon collapsee citnstituent was crucial to the structure of
the phenomenon (Dahlberg, Dahlberg & Nystrom 2008pur search for a deeper
understanding of the constituent sensitive coopmraive continued to use these guidelines

with a special emphasis on imaginative variation.

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

Countries (Northern Nurses Federation 2003). Trh@ied that the participants received
verbal and written information about the studyt thay did not suffer any damage,
participated voluntarily and that the findings war@nymously presented. The local ethics
committee confirmed that applying for approval was relevant due to the non-biomedical

character of the study.

Findings
The essence of the phenomenon assisted feedingpasenced by people with hcSCI can be

described as a constructed pattern based on catediattention between the parties
involved. When a person suffers hcSCI and neeabrfgdor the rest of his/her life, the meal
loses its bodily anchoring. The eating pattern usdie embodied, independent of conscious
reflection. After the accident, the eating patternarefully thought-through and explicated

in order to be handled by other people. The peratnhcSCI borrows the helper’s body to
eat and drink and gradually teaches this other bodigllow a new eating pattern

constructed after the accident. Both helper andcdswhave to fit into the lifeworld of the
person with hcSCI in order to make the assisted agesimilar to the original meal as
possible. People with hcSCI must be able to reaegtiemselves in the helper’s actions and
therefore need the helper to take into considerdtieir previous habits and preferences as
well as the present situation. Assisted feedinglvas a risk of being helped in a manner
that does not correspond with the injured persesaltimage. When people with hcSCI are
engaged in creating a new eating pattern, commowertions among people are still

important.
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The construction of a new eating pattern takeseptactwo levels. From the moment the
accident happens an ongoing process starts. Timethperson gradually finds out on which
principles the meal-related help should be basedl adong-term construction is thus
created, making the meal perceived as acceptablgeter, in connection with every meal

or drink a temporary construction also takes platasely related to the present situation and
context. The long-term as well as the temporarystrontion are based on the person’s
expressed wishes and on wishes only familiar tb patties after a long and continuous

cooperation.

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

assisted feeding had to be understood in the ¢ifbignificant physical reduction of
functions. The first constituent, the phenomenaniter horizon, was named “paralysis as a
condition for life”. Physical dependency changeel blation to food and meals permanently,
and “facing the altered meal” was identified asgheond constituent. After the initial
difficult period, the participants gradually recdad with the physical dependency and
accepted their need for helphis development was described as “reconciling with
diminished bodily anchoring”. Despite physical degency the participants still attached
importance to eating norms and standards. Thelf@mamstituent was described as
“realization of own values around meals”. The ukassistive devices, e.g. straws and bibs,
created a dilemma and might negatively influeneegarticipants’ self-respect, but not using
them enhanced the risk of placing the participansstuations where they felt humiliated.
“Balanced use of meal related devices” was idesttifis the fifth constituent. Formally an
employer-employee relationship existed betweermp#reon with hcSCI and personal
assistants. In reality, assisted feeding was desgtias a conditional cooperation where it
was up to the person with hcSCI to define its otteraand it could be formal or familiar.

This process was named “negotiating relationshth twelpers’.

These six constituents formed a jigsaw in whicm$stive cooperation” was the seventh and
last piece. The development of a sensitive coojeratas found to be particularly important
for the construction of the new eating pattern.hiitt sensitive cooperation, assisted feeding

2 In this paper, the expression "helper” is used gEnt term covering relatives, friends and pes@ssistants.
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remained a technical procedure missing the coatattogetherness the cooperation could
provide.

Sensitive cooperation between self and personal atants
Sensitive cooperation between the person with he®@lthe personal assistant was a

condition for construction of a new eating pattdnuat, took time to build. It was not possible
for the participants to define particular objectoharacteristics for people whom they felt
might become excellent assistants, e.g. age, geraer, parenthood, prior experience.
Rather, it was a question of chemistry betweerptrées,’It's much more cosy with a
personal assistant when you are on the same waytblenHaving a formal education or
experience from the health services might be ateolesfor building a sensitive

cooperatiori] prefer untrained assistants. | think there am@nse aspects in their education
and their experience that are difficult to link tvmy personality” The participants wanted
assisted feeding to develop into an internalizewviagcbased on discrete physical signals
(sounds, movements of the head and eyes) invighlee surroundings. But initially the
participants’ wishes had to be expressed verballlythis work was experienced as
burdensomé’lt is so tiring to repeat it(the directionsall the time”. When the personal
assistants had learned how to help, the need ifectdins could decrease, but unforeseen
circumstances in the immediate environment couttlsaly make them necessary again.
Some participants chose to give directions uncghsin an attempt to control every detail of
the cooperatiorfit’s my life. | have to eat in my own wayAnother strategy was to refrain
from giving directions at all, but this did not gaatee satisfactiorilt's easier not to say
anything. If you start giving directions you areded into a dialogue about the procedure and

| don't like that. I'll rather eat it the way it idone and talk about other things”.

The cooperation during assisted feeding requirediige concern for the person who needed
assistance. It was not enough to deal with thenieahperformance. The personal assistants
had to “keep an eye on” the pace and rhythm ofrieal and ought not to be preoccupied with
other things;1 would not beg to get the next bite (...) | wouldt teke that role”. Occasions
where the participants had experienced to be "fibegd or "ignored” generated a feeling of
powerlessness. Hurried meals were also dislikégou have a bite waiting for you, that’s

not very nice” Eating simultaneously with the person assistltgyed the pace and made it

artificially slow, because the assistants had ¢a 'hemselves at the same time. Shared meals
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are seen as a convention but assisted feedingdaut in social gatherings could be
experienced as stressful because of the double therlissistants had to deal with.

During the cooperation the participants did not ttheir personal assistant to comment on
their eating norms and standards. It was consideffedding,“At the moment, | have a
personal assistant, who always comments on mygehshits, |1 do not feel like hearing that.
Unfortunately | have to dismiss hefThe participants expected the personal assisiapisy
attention to their appearance as part of engagitigel cooperation. In situations where the
participants had to use unknown substitutes adsistzling was reduced to a minimum. Some
even skipped meals, because they did not find itwibie trouble to give all the directions
needed to achieve an acceptable cooperafitwen | just won’t eat. | 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 opportunitypkmld a near relationship with relatives.

The cooperation around meals provided an experiehcennection comparable to mealtimes
previous to the injury. Chemistry was never quest Especially right after the injury when
still admitted to the centre for spinal cord injang participants preferred to cooperate with
close relatives who could be responsible for asgigvery time they visitedWhen my
mother and father were visiting, they assisted mk@t. some it was every day. The
participants appreciated this effort and described a safe way to be assisted. Their close
relatives had a comprehensive knowledge of théaithand preferences and the participants
found it easy to cooperate with thethly wife (...) knew me long befo(ehe injury)and

knows how | eat”.After the discharge some close relatives contirtadtelp with particular
meals, typically dinner. In these cases the paditis were aware that the task might be
laborious and spoil the joy of the meal for theliatives. This concern was weighed up
against the joy the participants felt being asdistgindividuals who knew them.

Cooperating with relatives every day was viewedasething they had to refrain from over
time. Getting used to cooperate with personal &g during all meals required endurance,
“Some day helpers will take ovér.) instead of my mum’The cooperation with relatives

could remain sensitive if it was practiced regylabut over time the routine of the personal
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assistants could overtake that of the relativesraakke it hard to cooperate with them,
“Today, | prefer personal assistants to my siblilg#ping me’

Sensitive cooperation between self and friends
Cooperation with friends was primarily an interioligion. An important part of the

participants’ previous social life had been eating drinking with friends. Right after the
injury the participants feared that friends migltharaw from the relationshigThey don’t
come, some of them | haven't seen since my birthdagntatively some participants got
assistance from close friends. It was importanttia cooperation was initiated by the
friends,“She has to suggest assisting me by herself. Itduggest it”. However, friends
might not have any experience with assisted feedimgthe participants did not feel free to
give them directions. Cooperating with friends teltkward and could tear down and not
strengthen the ties of friendshif,He atmosphere was completely changed. Previowsly w
would have been talking and having a nice time nowt the food was in focusAfter a
varying period of time the idea of cooperating wiiends was abandoned. Still, they could

assist with drinks which was an uncomplicated s not demanding any particular insight.

Discussion
Sensitive cooperation was unfolded through the@pants’ experiences of being assisted by

three kinds of helpers. We will discuss prevailihgmes drawing on selected texts using
phenomenological philosophy as their frame of egfee. Acquaintance, concern, and
temporality were identified as three themes runnimgugh the descriptions of sensitive

cooperation.

Acquaintance and concern were found to be closminected, presupposing each other.
Acquaintance was a significant condition for builglia sensitive cooperation as a basis for
assisted feeding. Friends, newly employed persassstants or their substitutes did not have
sufficient knowledge to make it possible to achisgasitive cooperation. The cooperation
should continuously be adjusted to the particimaotncerns and to the present situation. In
the studies of Robbillard (1999) and TheuerkauB@)communication skills were found to
be important in the general collaboration betweers@nal assistants and people with
disabilities. However, in our study the helpersmeounication skills were not found to be
particularly important for building a sensitive gamvation. The participants had to feel their
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way and it was not possible to predict or verbailizdetail how the cooperation could be best
established.

As in the studies by Anderle (1995) and Hagglunal.ef2004) our participants preferred to
cooperate with close relatives right after thenpjloecause of these people’s insight into their
former life. Contrary to the findings of Anderle9@5) and Hagglund et al. (2004) the
participants gradually realized that the sensitiveperation faded if the cooperation was not
practiced regularly. Over time the idea of usingrfds as helpers was abandoned and the use

of family was limited. Instead cooperation with gamal assistants was favoured.

In a phenomenological description of the phenomeiarare Benner (2001) says that human
beings dwell in a world constituted by care, redyon others. Other people thus constitute our
lifeworld and are, in turn, constituted by it (Bemr2001, Merleau-Ponty 2004/1945). This
intertwining is so pervasive that it is taken foagted. Losses such as disability might

infringe on a person’s familiar lifeworld and dinsh the horizons of possibilities, but caring
sets up the possibility for acting in the world endew conditions (Benner 2001). To be
experienced as care, caregivers must attend tomdiérs in the particular lifeworld of the
person. According to Benner (2001) care is ont@lagn that it structures being human and
without a network of care humans would rattle atbuma random universe, lacking the
structures in which to ground actions and choiB&sntegration in the world after a loss

requires concern for the lifeworld as a whole aatljust for the physical deficits.

In our study achievement of sensitive cooperatea hasis for assisted feeding called for the
helpers’ comprehensive and multi-faceted knowleafgée participants’ lifeworld.
Consideration for the participants’ concerns wagtbto be crucial, but this alone could not
ensure that the cooperation was sensitive. Acoarabet was presupposed and right after the
injury the participants judged their relatives tova the needed knowledge and concern. The
two parties had overlapping lifeworlds, and fanmigmbers were considered the most
obvious helpers, whereas personal assistants W trangers. However, the injury
shattered the participants’ lifeworld. In the rdbung of the participants’ lifeworld, the
lifeworlds of the two parties gradually merged ietch other and the assistants were no

longer considered outsiders. A close cooperation lwalt and the personal assistants
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achieved a broad knowledge enabling them to bédkeproviders of ontological care during

meals. When cooperating with personal assistamdear of being a strain was not an issue.

Cooperation with friends was tried out initiallyottever, acquaintance achieved before the
injury proved not to be helpful in creating a sémeicooperation after this radical change in
the participants’ abilities, though a significamirpof their former time together had included
sharing meals. Though friends were very concerbedtahe participants their acquaintance
was not comprehensive enough to render the ont@bgare needed. The two parties’
common lifeworld turned out to have diminished, &mel participants were reluctant to give
the directions that could provide some of the krealgke necessary for ontological care. The
fear of being a burden, as commonly reported bgrgbeople with disabilities (Robbillard

1999, Toombs 1993) also influenced this reluctance.

When describing assisted feeding the participaités seferred to time by using expressions
like “earlier”, “now”, “in the beginning” and “I usd to”. The injury was considered a zero
that divided the timeline of their life into “befgrand “after”. The construction of a new
eating pattern was described as a continuous @ataing as mainly a cognitive act where
the cooperation with the assistants had the ppantis former self-reliant meal as a standard
of reference. Gradually, the cooperation could beemore and more sensitive and
internalised. However, even if the cooperation alesady satisfying the participants
anticipated that it could develop further. The ca@pion was not static, rather a constant

striving towards improvement.

In a classical phenomenological analysis Van deg BEO72) describes the notion of time. In
a phenomenological perspective an immediate expezies always influenced by the past and
the future. The past provides the conditions foatwk going to happen in the present and the
present determines the future. Whatever one dogsdhistorical reason and the future has a
paradoxical meaning oheeting oneselsince the future is the result of one’s decisimasle

in the present (Van den Berg 1972). Thus, every emins the outcome of a development and
the present is until now the last phase of thi€@ss. Expectancy, wishes or fear make
humans make decisions for the future (Van den B8i2). Van den Berg's (1972)

description of time may be helpful in understandsegsitive cooperation as a basis for
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assisted feeding. The cooperation during assistedirig is both a continuation of all previous
meals and a forerunner of all coming meals. A ngenbt an isolated event, and the
participants were very aware of this developmexdcording to Van den Berg (1972)
everything can be viewed as a development. So wieeparticipants described the
cooperation as ongoing endeavours it was nothiegigpor unusual. But it was striking that
the actual time of the injury, even after seveedrg, served as a significant point of reference
for the participants when talking about the coofiena Repeatedly, they described the
development of the cooperation in terms of timesitihe injury. This shows the importance

of the helper being careful when initiating they#rst cooperation around meals. At this

time the foundation of the participants’ anticipatiof future cooperation was laid. The

significance of this cannot be overestimated.

At the concrete level temporality also played atidmole. The cooperation should resemble
as much as possible the pace and rhythm of thesrtteabarticipants enjoyed when they were
self-reliant. Alterations were experienced as ammpyr even insulting. From a
phenomenological perspective this can be viewedsechism between subjective time and
objective time. Subjective time can be describetha®ngoing, immediate experience of
temporal objects including memories of the pastamttipations of the life to come and
objective time can be measured by clocks, calergtarsbut this does not mean that
subjective time and objective time are disconnettaxlir experience (Van Manen 1990).
However, situations occur or may occur when theyle (Toombs 1993). In its origin

eating belongs to subjective time as every humgweigh a particular rhythm that is part of
the unique bodily scheme. When a person permankasdyo rely on assisted feeding the pace
and rhythm of eating are assigned to objective tireethe other person’s time. No matter
how sophisticated the cooperation is, it will oblan imitation of the person’s original

eating pace and rhythm, determined by subjectime.tWhen the cooperation includes
simultaneous eating with the helper the schism éetwsubjective and objective time is
accentuated. Consideration for the helper’'s ownlsi@#luences the situation and makes it
even harder to base the cooperation on the swgeatie of the person who receives help.
Cooperating with helpers during meals makes ammmeensurability 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 WSCI and their helpers was not

controlled by institutionalized structures. Therefthe participants had a comprehensive say
in the way the cooperation was constituted, whiey mot be the case in institutions. The
lived experiences of people with hcSCI were in 8o potential discrepancy between the
two parties’ perspectives on the creation of aigasooperation might exist, and future
research should explore how helpers experienceriiieiduring assisted feeding and identify

what they find relevant or important to achievessgre cooperation.

Implications
Nurses and other health care professionals womkitign settings where people with hcSCI

are admitted right after the injury have a respaitisi to be meticulous in the cooperation

with the patients during assisted feeding. Tholngly inight have a limited opportunity to
attain enough insight into the patients’ lifewottdbuild a genuine sensitive cooperation, they
create the basis for later cooperation with theqeal assistants. Being met with profound
consideration for one’s concerns may be cruciaterpatient’s approach to future
cooperation. Our study shows that personal asssskeave the best conditions to provide
ontological care and they could be further optirdibg diligent preparatory work.
Professionals working in institutions must assuha people with hcSCI are vulnerable and
that assisted feeding should be carefully schedahedconducted without interruption.

Without this foundation, sensitive cooperation nhigaver happen.

Conclusion
This study shows that even the most sensitive catipa will only lead to an imitation of the

person’s original eating pattern. When a meal bdsetbased on cooperation with another
human being it is no longer adjusted by the ining pace and rhythm of the person
needing assisted feeding, but has the tempordlityeohelper as a necessary condition. The
cooperation during assisted feeding is not antedlavent. Each meal draws on the
experiences from all previous meals and is a siggmt forerunner of future meals. Sensitive
cooperation contains genuine acquaintance andrsicoacern for the person receiving help.
It takes time to develop and it is not possibleth& person who needs assistance to simply
ask for it. Sensitive cooperation is not built oacel for all and will fade if the helper does not

continue to be involved in the person’s preseeidrld.
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9. Discussion
In this section | shall first discuss significamtdings from the empirical study. Selected

aspects of the discussions in Paper Il and Papeillbe elaborated on and considered
in the light of empirical findings from the Backgnad section (chapter 2) and Paper |I.
Not all constituents will be explicated, but dissed indirectly, since they are not isolated
themes. Rather, constituents are interrelated &spéthe general structure that reflects
the patterns and essential elements of the steiofurvhich they are a part. As defined by

Giorgi (1989), “A constituent is a part that is mhinl of its context. It is context laden”
(p. 55).

Then, in the discussion of the method in the eroglistudy (Papers 11 & 111), | shall
elaborate writing as a means, bridling, and theonatf objectivity and validity. Finally,

I shall discuss the method used in the meta-etlapbyr (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 ¢lxperience of assisted feeding in its most

unadulterated form, i.e. among people who havesteskfeeding as their only eating problem.
People with hcSCI were found to be suitable toeahinsight into the phenomenon because

of the permanent character of the dependency anddéypability to participate in interviews.

The people who participated in this study livedhiair own homes, and this condition should
be acknowledged in the consideration of the findiggsisted feeding was studied in a form,
where the people receiving help had the highestiplesinfluence on the conditions for
assisted feeding not controlled by any instituti@tauctures. If assisted feeding had been
investigated in an institutional context, the gahstructure of assisted feeding might have
been identified to be different. Studies creatimg background for this study (chapter 2) were
all carried out in an institutional context. Théldaing discussion is based on this contextual
difference, and it will be emphasised in partshef discussion.
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One significant finding in this empirical studyredated to the essence of assisted
feeding. Both the long-term and the transitorynggpatterns were identified as
individualized constructions. It was not possildl@lefine a standard for assisted feeding
or to transfer a construction from one person ttlagr. The long-term constructiovas
considered thoroughly by the people living with @¢&nd tried out, whereas the
temporary eating pattern was invented on the sBoth patterns were based on practical
possibilities and meal-related conventions. WHike lbng-term construction had a
constant character, the transitagnstruction was changeable and sensitive to the
concrete context. The identification of this conité&pendency supplements the
conclusion made by Manthorpe and Watson (2003)daiimg and mealtimes should be
considered within the context of ordinary life fugople with dementia. Mealtimes have
an aspect that cannot be planned in every detaldmito be fitted into the concrete
context.

In contrast, Sidenvall (1996) showed that caregiweiinstitutional contexts conduct
meals as a ritualized practice, making it diffidaltindividualize the meal for a particular
patient. Findings from this study of assisted fegdihow that people with hcSCI found it
crucial that no attempt to standardize their egpiatiern was made. Assisted feeding was
a situation in which people with hcSCI had the gmkty to influence the way they were
helped. Only their decisions made the boundarieadsisted feeding. Moreover, a
ritualized practice would eliminate the need fongi@e concern for the person with
hcSClI, and this was found to be essential for aingesensitive cooperation as a basis
for assisted feeding between the person with he®@lthe personal assistant. Ritualized
practices as a means to conduct assisted feeddnmpaconsistent with the general
structure of assisted feeding described in thidystu

However, a minimum of standardization for assisésaling may be necessary to have to
avoid dehumanizing and humiliating methods in nreldted care as was found by
(Kayser-Jones, Schell 1997a, Kayser-Jones, Sch@ll, Pierson 1999). When assisting
people who do not have the ability to articulatitimeeds, as is the case among most
elderly people who need assisted feeding, somedigdidelines may be helpful.
Disconnected care build on haphazard methods,uaslfoy Van Ort and Phillips (1992),

can hardly be categorized as professional. Cavstilof a guideline for assisted feeding
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may enhance the professionalism without infringdinghe possibility of creating a

personal eating pattern matching each individuedqe

In this study, assisted feeding was found to ine@\wonsiderable life change. Assisted
feeding reduced the joy of eating for people witlsG1 , but did not eliminate its
significance. Immediately after the injury, peoplgh hcSCI attached no particular
importance to meals, and they might even accepw#yethey were assisted. Their
lifeworld had been shattered by an accident, and they hadas@voblems to deal with.
However, over time food and meals regained impogaand people with hcSCI started
to make demands on the way assisted feeding wakictad. They contributed actively
to assisted feeding by giving instructions to hedp8y focusing on the technical aspects
of assisted feeding, people with hcSClI tried telelaelpers how to assist them. If they
succeeded, it might gradually give more spaceheraesthetic aspect of the meal. The
sustained joy of eating observed in this study iadcordance with the findings of Perry
& McLaren (2003). They showed that people who hawwived stroke appreciate eating
even though they have to struggle with physicaicitef

Accordingly, eating seems to be a fundamental plea®r humans even when they live

with restrains that eradicate their physical indwejsnce.

Another important finding in this study is that ia$sd feeding made people with hcSCI
sensitive to the reactions of other people. Theghtrbe inclined to moderate their use of
assistive devices, avoid certain types of foodydjust their eating pattern in other ways.
Assisted feeding should not attract any attent8oth people who had lived with spinal
cord injury for a long time and those newly injd@anted to be assisted as unnoticed as
possible when they had to be assisted whilst amtmer people , for instance in public
places. At times newly injured people could findatdifficult to adjust their transitory
eating pattern to a new context that they deciagdmeat. Over time they gradually
reconciled with the diminished bodily anchoringloéir eating pattern, and it became
possible to adjust their pattern to different sumdings. But some people with hcSCI
avoided eating in particular contexts even aftetirigalived with hcSCI for several years.
This finding is in line with the findings of Jacam et al. (2000) and Larsson (2003),

who revealed that people feel embarrassed whenwlai of eating changes and may
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prefer to eat alone. Sidenvall et al. (1993; 1964hd that caregivers pressurize patients
to eat in common dining rooms even though the petierould prefer to eat alone.
However, in this empirical study, people with hcSi&l not have such an enforced
socialization. If people with hcSCI who permanethifye to rely on others during meals
did not get used to being assisted with feedindgstvtbmong others, it could affect their
social network negatively or lead to social is@atiLiving in their own homes they were

not necessarily part of an eating community.

People with hcSCI wanted the pace and the rhythassikted feeding to resemble the
former self-reliant meal directed by subjectivedifvan Manen 1990). Being assisted by
another human meant that the eating pattern wsnger assigned to subjective time,
but to objective time. Simultaneous eating with plersonal assistant accentuated the
schism between subjective and objective time, lag avvalued way to strengthen the
relationship between the two parties involved isisted feeding.

If assisted feeding had been carried out in arntiniginal context, it would also have

been subject to institutional regulations that righly allow limited time for assisted
feeding (Paper 1). Caregivers have found it advgedas to work within a self-appointed
time limit when feeding people who are completedpendent (Paper I). Such a structure
could intensify the schism between subjective dndative time, but since simultaneous
eating with carers has never been reported to beee conducted in institutions, the
consideration for a carer’s needs is not an isStrengthening the relationship with the
carer through common meals does not seem to bportanity in institutions. Both in
private homes and in institutions assisted feediragsigned to objective time. In
people’s own homes this condition may be intendibig simultaneous eating; in
institutions it may be intensified by the instituial structure. However, in their private

homes people with hcSCI had a choice.

The way people with hcSCI continuously struggledastruct an eating pattern by giving
directions to their personal assistants paraltedindings of Carlsson et al. (2004). They
found that stroke survivors strive to get a lifengarable to the life they had before their
disease and that this effort is experienced asllastgng and hard work. In this study of

assisted feeding, each hiring of a new personatass required that the person with
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hcSCI made an extra effort to teach the assist@anttb help by giving verbal directions.
This work was experienced as tiring, but necesaadythe burden of introducing new
employees was continual in the lives of peoplentivivith hcSCI. Assisted feeding may
imply an altered state of existence comparabléedindings of Larsson et al. (2003),
who found a loss of togetherness among peoplelveital and neck cancer.

A significant finding in this study is that assgteeding should be a realization of the
personal values of the people with hcSCI. Beingtae like a standard patient was
rejected. Reviewing the empirical literature onisissl feeding (chapter 2) it may be
difficult to comply with this wish in an institutro Haphazard or insulting methods were
found to be used (Van Ort, Phillips 1992, Kaysare®) Schell 1997b, Pierson 1999),
carers and patients had conflicting viewpoints @amdards for table manners (Sidenvall,
Fjellstrom & Ek 1994), and not all carers were catted (Athlin, Norberg & Asplund
1990). The findings in Paper | support that reditmaof personal values might be
difficult in an institutional context, because rmokthe primary reports described
feeding completely dependent people as task,neirowhich the carer is focused on
getting the job done in a series of prescribedsstep

People with hcSCI negotiated the relationship wheir personal assistants depending on
the particular situation. Sometimes the persorsabtst was considered as a practical
arrangement and sometimes as a close connectiaisTih contrast with the findings in
Paper |, in which carers were found to view feedisgithertaskor relationship. Athlin
(1989) also found that carers have the task aspdioe foreground when they describe
feeding. However, seen from the perspective of |[geagpih hcSCI, assisted feeding was
a constant movement between the two positionsnfportant point is that this study
showed that the character of the relationship vedised by the person with hcSCI. The
personal assistants were expected to possesshieadibitity to focus on the task and to
focus on the relational aspect of assisted feed@pgnding on the situation. If personal
assistants were unable to see assisted feedimgpsismship, it would not be possible to
build a sensitive cooperation as a basis for asbisteding. Consideration for the
concerns of people with hcSCI was found to be afuoiachieve sensitive cooperation,
presupposing that the personal assistants had prebensive understanding of the
person. To be sensitive, cooperation should coatisly be adjusted to the concerns of
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the people with hcSCI. So, stressing only the tsglect 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 andiddy in the empirical study, the significance

of writing for the findings of the empirical studydiscussed. 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 descriptiof the general structure of assisted feeding.

During the process of writing, | frequently quesgd whether a chosen term covered the
meaning in the original text or whether it had tended connotations. In the final
formulation, the phenomenon is not described bytbels of the participants or with the
concrete content of their statements. | aimed stril@ing the meaning of assisted feeding by
hitting the tone of the lifeworld and mirroring thentext in which the phenomenon was
studied. | chose not to use the terms “patient”‘dé@eding™ in respect for the participants,
who rejected these terms | initially used in thédd Information (Appendix A). My own
linguistic capacity and creativity were limitatiofts this work

In Reflective Lifeworld Research, Dahlberg et 8D(@8) acknowledge the importance of
language throughout the entire research procesy. Sthte that researchers should have
adequate linguistic knowledge and be sensitiveetbal nuances in order to describe the
full meaning of a given phenomenon (Dahlberg, Daigh& Nystrom 2008).

Referring to psychology and psychotherapy, Dahlle¢@. (2008) claim that researchers
have to be self-aware all the way through the stadyat least when writing. Without self-
awareness there is no basis for understandingtifeworlds, though Dahlberg et al.
recognize that the human self-awareness is limithdy encourage researchers to be
conscious about this limitation (Dahlberg, Dahlb&rdyystrom 2008).

In a discussion of qualitative writing, HollowayO@5) argues that the researcher’s main
task is to tell the story of the participants’ kyaot his or her own story. By enabling an
audience to hear the voice of people who may beevable, the researcher empowers the

participants (Gadamar 1995/1960). In this empirstady (Papers Il & Ill), my own

% In Danish "feeding” (madning) is not as broad, metans spoon-feeding.
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intentionality was an integral part of the accoointhe essence of assisted feeding. But
choosing people with hcSCI as participants was atsopportunity for this particular

group of people to be heard.

As stated, | did not repeat the story of the pgudict’'s lives in their own terminology; quotes
were selected from the original data. This selectas influenced by my understanding of
the material, and some of the excerpts were ethtaetbke them clear and without
digressions. With reference to Merleau-Ponty, Daigtet al. (2008) claim that no situation
can be totally captured by language, so all acsoohthe participants’ experiences are
approximations based on the researcher’s seledtioifoway (2005) agrees that the reader
has to rely on the researcher’s judgement. Ineranal part of the research process that the
reader does not have access to the complete aauiilnat participants’ experiences (Gadamar
1995/1960). Holloway claims that it is crucial tiia¢ researcher is committed to the
participants and does not see them as inanimagetsithat may be manipulated. In this study
the use of quotations from the original data aimedlustrating the identified meanings.

When choosing and editing quotations for the priediem of findings in this study, | asked
myself “does this quote really cover the actual mireg?”.

This approach is in accordance with Halling’s (20€2ggestion that by including well-
chosen examples and quotes in the presentatioaraigses of phenomena, the researcher
can effectively bring the reader into a closer avate meaningful relationship with the

phenomenon and the individual experiencing it.

Hence writing up findings in this phenomenologisidy was a balancing act between
staying true to the statements of the participdes)g aware of my own intentionality, and

creating an account that provided genuine knowledigrit assisted feeding for the reader.

9.2.2. Objectivity and validity in the empirical st  udy
Quoting a conference paper by Giorgi, Dahlberd.§2808) suggest that the ideas of

objectivity and validity have to be reconsidereditphenomenological research.
Originally these concepts stem from logical-emsne building on assumptions not
consistent with human science (Dahlberg, Dahlbeigy&tréom 2008). However, Dahlberg
et al. (2008) chose to maintain the terms “validégd “objectivity”, declaring that the

continuous use of the terms will “supersede thésttia of scientific traditions” (p.335).
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In this study the two terms are also used butwag that meets the demands of human

researchers.

9.2.2.1. An open stance
According to Dahlberg et al. (2008), all scientifeasearch must be objective. In

phenomenology, research objectivity means thatedbearcher must adopt an attitude that
makes it possible to see the phenomenon throughieallous thoughts, feelings, and
opinions that relate to it. Throughout their boDlahlberg et al. (2008) stress that the
notion of objectivity should not be mixed up witiat of “objectivism”. They state that
objectivism is the belief that scientific reseacam be carried out from a position outside
the research sphere without anything — includimgrésearcher — influencing it. This belief
is not consistent with lifeworld research in whitks acknowledged that the
phenomenon’s context and the researcher have nouen the research.

Dahlberg et al. (2008) claim that validity and altjeity above all mean to be open,
susceptible, and sensitive to the phenomena uhagy. Cultivating the ability to sustain a
bridled attitude is crucial to achieving objectywénd validity in Reflective Lifeworld
Research. They warn against following step-wisehodd that may hinder the researcher in
achieving true contact with the phenomenon. Waference to Kvale (Kvale 1996), they
also emphasize “the coherence criterion” as a nmeasobjectivity. This criterion implies
that a scientific study must present an inner l@giabling the reader to follow the
researcher’s reasoning all through the study (DablkDahlberg & Nystrom 2008).

The fact that it is more than ten years since lkedras a clinical nurse might have
contributed positively to the open perspective neglin lifeworld research. No
preconceived convictions from clinical practice hadbe restrained to concentrate on the
phenomenon as it showed itself. The main challevagto set aside theoretical
knowledge achieved previously and the knowledgermactating throughout the study.
The interviews were characterized by a dialogigarmess. The participants were
encouraged to elaborate on their experiences sfteddeeding even though some of their
descriptions might be on the periphery of the phesmon. Only when their contributions
were clearly far from the phenomenon was the caatem put back on track. The aim
was to allow the phenomenon to appear as it reaky for the people with hcSCI without

controlling it.
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As stated, the preliminary analysis of the firsind of interviews suggested that observing
the conduction of assisted feeding may contriboii broader understanding of the
phenomenon. When watching this life-world everttémpted to stay open without
analyzing it in detail.

During the data analysis, an open approach wagraksaded. No external sources were
brought in, and every description was questionepmmdered upon. The goal was to
achieve an understanding of assisted feedingveasitexperienced by people with hcSCl,
without anticipating anything in advance. Immediacyg curiosity were important means
in this process.

In the formulation of the general structure, thalldnge was to limit the description of
assisted feeding to what was given in the datareindin from explanations and

interpretations. The aim was to reach a descri@®fpure” as possible.

9.2.2.2. Four scientific criteria
To achieve validity in this study, | used four stiéc criteria identified by Giorgi (1997)

and later repeated by Giorgi & Giorgi (2003). Thesteria were found to be relevant and
a helpful supplement to the description of objettiand validity in Reflective Lifeworld
Research. Giorgi (1997) and Giorgi & Giorgi (20@8im that in order to be scientific
knowledge must be systematic, methodical, genanal critical.

Systematic knowledge

The nursing literature pays little attention toisiesl feeding of completely dependent
people beyond the technical aspects of prevenspgation and, to a lesser extent,
assisting people with dementia to focus on eatitapér 1). The scientific knowledge
about the experience of assisted feeding on a permdasis is also sparse (Paper II).
Findings from this study fill a gap in the existingrsing research. Hereby the findings add
to a pattern of understanding which is essentidlefknowledge is to be considered valid
(Giorgi, 1997, Giorgi, Giorgi 2003).

Methodical knowledge

Reflective Lifeworld Research is a well-describgpraach to studies within the

humanistic paradigm. It has been used as inspiratiseveral studies (Lundgren,
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Dahlberg 2002, Johansson, Dahlberg & Ekebergh 2088sson et al. 2006,) particularly

in the Nordic countries. The scientific communigshaccess to the approach by books and
papers describing it (Dahlberg, Dahlberg & Nystrdd®8, Dahlberg, Drew & Nystrom
2001, Dahlberg 2006, Dahlberg, Dahlberg 2004). Asit®lity to the method is a must if
knowledge is to be judged as valid (Giorgio 199@Gii, Giorgi 2003).

General knowledge

Generalization refers to the extent to which redeéindings can be applied across, and be
considered as relevant to, different persons ngmttiand times (Giorgio 1997).

The fact that the number of people with hcSClnstied implies that the participants in this
study belong to a relatively small section of tiepylation in Denmark. People living

under exactly the same conditions as the partitsoanme rare. However, it may be possible
to generalize the general structure of assistedirigeo other Western European Home
Care Services in which people with hcSCI live unterditions comparable with those of
the participants in this study. Generalization m&dVestern European countries might be
problematic due to potential cultural differencesusd mealtimes.

Generalization of the result of this study to peopho need assisted feeding for a shorter
period of time, e.g. as part of rehabilitation, elegs on the concrete situation. Duration of
the rehabilitation, the relationship between theigs, and the patients’ influence on the
conditions for assisted feeding are other aspbatdiave to be assessed carefully before

generalization.

Dahlberg et al. (2008) agree with Giorgi (1997} ihanust be possible to generalize
research findings. The formulation of the generaicture lifts the findings above the
concrete level and makes it possible to gener#igm even though they are still
contextual. Dahlberg et al. (2008) state that tloeenmvariant the general structure is, the
more apt it is for generalization.

However, the position of Giorgi (1997) and Dahlbet@l.(2008) is not unchallenged
within the tradition of phenomenological researthrning to Van Manen (1990), he
asserts that human science research produces ldganddout the unique and is not
directed toward general explanations. Van Maneoesdghat through a description of the
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particular, researchers provide new insights engrithoughtful tactfulness”. Thus the
phenomenological study encourages the reader toese@ossibilities (Van Manen 1990).
In this empirical study, the viewpoints of thes@tpositions are linked. The formulation of
the general structure of assisted feeding, basetéscriptions of the particular, aimed at
providing new insight, makes it possible to geneealhe general structure to comparable

contexts.

Critical knowledge

The findings have continuously been discussed aifferienced scholars in Denmark and
abroad to assess whether they were clear and ewh&he aim was not to achieve
agreement but rather to challenge the procedurtth@generated knowledge. Dialogues
with editors and reviewers of peer-reviewed jousrtave been important for the
presentation of the study as a whole. Publicizivegfindings made it possible for other
members of the research community to questioneiebility or validity of the study.

Giorgi (1997) emphasises that knowledge shouldusttbe accepted as valid because it
has been gained. The scientist who gained the laugel has to remain sceptical and test it

in different contexts, so that greater confidemcthe outcome can be established.

In summary, strategies for validity were woven iat@ry step of this inquiry to construct a
solid product. Throughout the research procesed to stay open and sensitive to the
phenomenon in focus. The study adds to the patfeknowledge about assisted feeding
and an approved method was used. The possibiiiregeneralization of the findings were
considered with the necessary reservations. Thrdigdbgue with peers the obtained

knowledge was continuously discussed.

9.2.3. Bridling
Husserl’s notion of bracketing is frequently deldedenong human science researchers

(Paley 1997, Yegdich 2000, Caelli 2001, McNamar@52@nd is considered a crucial
point in a phenomenological study.

Sandelowski (1997) critiques bracketing for unititamally legitimising poor scholarship
by the idea that researchers should have veryddrkhowledge about their research
question before they start. According to this ustisrding of bracketing, qualitative

researchers do not have to do a literature revefarbe beginning their studies and do not
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have to draw from or situate their work in the &rig knowledge (Sandelowski 1997).
Such an approach to research, Sandelowski agsertiices findings that are either
insignificant or repetitions.

As stated, the term “bracketing” is renamed “bridliin Reflective Lifeworld, and
Dahlberg et al. (2008) claim that it is impossitdéridle all pre-understanding of the
lifeworld, as there is no consciousness per se.d¥ew it may be possible to bridle the
process of understanding so that it does not afffiectinderstanding of phenomena in a
negative way. “Bridling means to reflect upon thieole event when meanings come to be”
(Dahlberg, Dahlberg & Nystrom 2008, p.132).

In this empirical study, bridling was understoodhasattitude pointing forward, more than
an attempt to restrain my pre-understanding in@zswe with Dahlberg et al. (2008).
From a pilot study (Martinsen 2003), | knew a prthe literature and some viewpoints on
assisted feeding. This knowledge was used as pisggpone to start the investigation and
was followed by literature studies leading to sfy@eg aims and research questions.
During the research process, | aimed at takingdteeof an explorer trying to discover the
meaning of assisted feeding. With the words ofr@iand Giorgi (2003), | tried to
experience assisted feeding with “disciplined niVeAfter the preliminary analysis of the
first round of interviews, during which the phenarmae had had the chance to show itself, |
decided to look into the literature again, witHigtgly different perspective (Paper 1).
Findings from the meta-ethnography generated neastons for the second round of
interviews and pointed out the potential significamf context for the performance of
assisted feeding.

As the study proceeded my accumulated knowledgeased, and the task of bridling
became more challenging. In some cases it was tegnotinterrogate the participants
about topics introduced by other participants,llitied cautiously always to assess
whether this would be appropriate. After each wieaw | checked how many times | had

actually introduced new topics at random to theigaant.
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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 u$ereint terms to asses the soundness of

a study with this approach. Though meta-ethnograghyminor part of this study, I find it
essential to address the question of its “valuediii, Hare 1988) and “quality” (Paterson
et al. 2001).

The challenge of doing justice to data when worlanga meta-data-analysis is considerable.
In the meta-ethnography (Paper 1), data are tltkrigs of the primary research reports, and it
is not possible to go back to the original matelgbose questions and gain new insight. As in
the empirical study (Paper Il & Paper IIl), my urgtanding of the reports and my linguistic
skills were crucial for the formulation of the iddgied key metaphors. Thus, the identified
main themes “feeding as task” and “feeding asimahip” turned out to be identical with the
themes found by Athlin et al. (1989). Analyzing firémary research reports, | was concerned
with avoiding misunderstandings of the findings aadeful about weighting them in a
direction that the author might wish. A balancenmsn showing respect to the work of others
and using the findings in a new way was the airthefanalysis.

Noblit and Hare (1988) claim that the value of mettanography is dependent on its
comprehensibility to the audience. A well-done mettanography has to influence human
discourse and generate a dialogue about the itsdied. This requires that the researcher
is able to deal with both the translation of thedings and the art of expression to reach an
audience. Noblit and Hare (1988) emphasize thdtal@reativity is as important as
analytical skills and describe the researcher“éscditator” of the dialogue.

The meta-ethnography (Paper 1) has so far notenfied scientific discourse within
nursing. The audience with particular interesteeding completely dependent persons
may be too small to be reached with one sole paitdic. Another possibility is that the
potential audience does not recognise the key rhetamutlined in the paper. If this is the
case, it questions the quality of the entire métma@gyraphy, according to Noblit and Hare
(1988).
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Paterson et al. (2001) state that the transparaitye decision-making processes and
analytical procedure should be considered in tsesmsnent of the quality of a meta-
ethnography. Failure to explicate the reasoninggsses from which the conclusions are
drawn will detract significantly from the crediltyfiof the work. Meta-ethnography should
also include clarifications of differences and cadictions in the primary research
(Paterson et al. 2001).

In this meta-ethnography (Paper 1) achievementethidological transparency was aimed
at in different ways: descriptions of the challeago pin down the right search terms,
explications of the reasoning process regardinigignan of primary research reports,
exemplifications of hypothesis and clarificationtioé differences inherent in the material
by formulating two main themes that together witkit metaphors mirrored the

contradictions in the findings.

Sandelowski (2006) lists several challenges ircthruction of meta-synthesis with special
weight on the issue of “telling the truth” and wrd it up. She argues that researchers must
develop “representational humility”, acknowledgithg possibility of alternative readings of
the body of empirical research under investigat®emdelowski (2006) suggests that meta-
synthesis reports should offer not only the metatsssis itself but also the critical readings
that constitute alternative explanations. Hereleysynthesis will address the issue of
representation and maintain the critical charaotepualitative research (Sandelowski 2006).
In this meta-ethnography (Paper 1), the possilikr@htive understandings of the material
were not directly addressed. However, the use air@htheory of the art of nursing (Chinn
2001) marked the boundaries for the interpretatajrtbe primary research findings.
Choosing a particular theory as a frame of refexenay emphasize that the paper offers only

one out of several possible interpretations.

10. Conclusion
The aim of this empirical study was to explorelitied experience of assisted feeding with

special attention to lived body, lived space, livelhtion, and lived time.

Conclusions can be drawn within the following feweas:

Assisted feeding is a significant change in the ¢if people with hcSCI. Their

approach to food and meals is forever changed wieerating pattern no longer is
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anchored in their own bodies. For people with h¢&Gékes time to get used to
assisted feeding. The task of giving verbal dimiis lifelong and laborious, but
necessary to secure that the performance of ads$estding takes the personal values
of people with hcSCI into account. Despite sevédrgsical dependency, eating is a

fundamental pleasure.

Essentially, assisted feeding is a constructiomnoéating pattern with both a constant
aspect and a changing one. The changeable aspkes ihaossible to adjust the
eating pattern to different surroundings. The @ppattern is created by each
individual person with hcSCI, and no standardizextedures involved in the
conduction of assisted feeding are accepted. A&skiseding is carried out the way
people with hcSCI want it to be carried out, coasiny the concrete context and

eating conventions among people who are self-relian

Assisted feeding implies that the meal is assignaubjective time, since it has the
temporality of the assisting person as a necegsargition. Simultaneous eating with

the helper accentuates this issue.

Assisted feeding changes the social life and affeslationships between people with
hcSCI and people with whom they share mealtimespleevith hcSCI may feel
ashamed to be assisted with feeding, especialty afjer the injury, but also after
many years with spinal cord injury, people with @¢&ay avoid eating in certain
surroundings. Being assisted with feeding is aenahle situation, and by no means
do people with hcSCI want to attract attention whating. They do their best to fit

their eating pattern into the concrete context.

The relational aspect of assisted feeding is pdaity important. Right after the injury
people with hcSCI seek help from close relatibes,when the personal assistants
become experienced, they are preferred as helpssssted feeding may develop into
a sensitive cooperation if the two parties are acgad and the personal assistant has
a genuine concern for the person with hcSCI. Tloperation draws on the

experiences from all previous meals and is a siggmt forerunner for all future meals.
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The character of the relationship is defined bygéeson with hcSCI, who determines
whether the personal assistant is considered lsa connection or merely a

compensation for the paralysed body.

11. Perspectives and future research
On completion of the study of the phenomenon asilgteding (Paper Il & Paper lll), the

guestion of utility arises and should be addreskethis section | shall also account for the
implications of the empirical study and the metaregraphy. 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 prodwfersearch findings is artificial

because producers of findings may also be usedsysers, by virtue of their use alone,
may also recreate or reproduce the findings (Samaii 2004). Drawing on symbolic
interactionism, Sandelowski (2004) states thatitpiale research findings do not exist as
objects independent of users but rather become tivbgtare in use. In the following

account, however, the common distinction betweensuand producers is maintained.

In the scientific field the general structure ofiated feeding may be used by other
researchers in their production of new knowleddee findings may be part of new
theories, instruments, and interventions, and thay direct future research. The utility of
the general structure in clinical nursing withritanifest practical imperatives is much
more complex.

Dahlberg et al. (2008) address the question ofiegapdn, referring to Gadamer
(1995/1960) and the hermeneutic circle. They cldiat application should first of all be
understood as an endless process of understamdvrgich findings should be applied to
new contexts. By putting an idea in a new contesty meanings are released (Dahlberg et
al. 2008). Dahlberg et al. (2008) state that kndgtehas to be put in play in order to make
the meaning of the knowledge explicit (Dahlberghbarg, Nystrom 2008). They suggest

that carers should read research reports withith@&“applying”, “trying”, or being

“inspired by” the findings in contexts with simiiaes with the originally researched
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context. Dahlberg et al. (2008) do not distinglbshween “description” and “action”, but
presuppose that it is possible to convert findiings descriptive studies into actions.

In a discussion of the utility of research, Sandeki (1997) states that there is no
dichotomy between knowledge and action. Understayidiaction. Sandelowski (2004)
acknowledges that findings are “used” if they clatige way people think. “Whenever
users see something for the first time or sedfemintly, they change the world”
(Sandelowski 2004, p. 1373). Sandelowki (2004)dsubn Estabrooks’s (Estabrooks
1999, Estabrooks 2001) three-category classifinadfaesearch utilisation: symbolic
utilization, conceptual utilization, and instrumainiitilization. Symbolic utilization entails
no visible changes per se and resides largelyknBait the use of research findings may
be a persuasive or political tool to legitimiseasifion or practice. Conceptual utilization is
the least tangible as it entails no observable gbsuat all, but changes in the way users
think. According to Sandelowski (2004) both symba@lnd conceptual utilization are
precursors to instrumental utilization, which is toncrete application of research findings
that have been translated into material forms, sgotlinical guidelines, care standards,
appraisal tools, etc. Without underrating the valtisnstrumental utilization, Sandelowski
(2004) argues that qualitative researchers shoakermore apparent the value of symbolic
and conceptual utilization by itself. Understandimthe primary intervention on which all
other interventions are based. Thus qualitatigeaech findings close the gap between

understanding and action (Sandelowski 2004).

Utility of the general structure of assisted fegdim clinical nursing depends on its ability
to expand the understanding of the phenomenonr@iogoto the accounts of Dahlberg et
al. (2008) and Sandelowski (1997; 2004). Makingpbethink differently about assisted
feeding is an inherent aspect of the findings is study.

The utility of the findings in this study may, hoves, not be accessible for carers without
research training. It cannot be taken for granted this audience is able to read and
understand traditional phenomenological researngbrte.

Dahlberg et al. (2008) do not comment on the isgumaking findings accessible to people
without formal research training, although dealvith language is an important aspect of
other stages of Reflective Lifeworld Research.
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Halling (2002) encourages researchers to writeehfit versions of the same research
report to reach different audiences. If this is pagsible, Halling (2002) suggests that
papers be written in such a way that people witlspetialised knowledge readily
understand the main points. Referring to the recentations of the American
Psychological Association, Halling (2002) suggélste phenomenologists write in the first
person, avoid the passive voice, and limit theg ofsjargon. Sandelowski (2004) supports
that researchers must write up findings in ways apaeal to different user groups. Instead
of relying on readers to signify findings for priaet qualitative researchers must take
responsibility for explicating the potential usetloé findings. Sandelowski (2004) states
that researchers and clinicians may benefit frafose cooperation that makes research

findings transformative for practice.

In summary, utility of the general structure ofiates] feeding can be viewed as a
continuous process in which findings are commueitéb carers with the aim of
enhancing their understanding of the phenomenomedch the audience of carers without
research training, it is necessary to create a mpopelar account of the study. Also carers
without any training at all, like the personaliatmts in this study, must be targeted by
specific accounts. Through mutual exchange of kadgg with carers, it may be possible
to establish the transformative potential of theegal structure.

11.1.2. Implications of the empirical study
The findings of this study conducted among peapled in their own homes may have

implications for people living under comparable diions. But the general structure of
assisted feeding may also have several implicafmmnsursing practice because the findings
expand our understanding of what is of key impar¢gior people who have to rely on help

during meals.

Assisted feeding should be conducted without infgfon and with undivided

attention to the person needing help.
Personal standards and norms related to mealsbeuwsiknowledged, and standard

procedures should be avoided. The use of assi#viees should always be discussed

with the person needing assisted feeding and e wile sensitivity.
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Assisted feeding should be considered as an opptyrtio develop a relationship with
the person receiving the food. Continuity in themeration between the parties

involved in assisted feeding should be given pyori

People working in institutions where people witlskit are admitted right after the
injury have a responsibility to be meticulous ie tooperation with patients during

assisted feeding.

Carers working in institutional contexts must allpaople with hcSCI to decide
whether they want to be assisted with feeding mrmoon dining rooms or stay in their

own rooms. Refusals to socialise during meals rhestccepted.

In institutions where people with hcSCI are stgyiior a long time, the possibility of

arranging common meals with their relatives shdagdonsidered.

The possibility of conducting assisted feedingublgc places as part of the
rehabilitation of people with hcSCI should be cdesed.

11.1.3. Implications of the meta-ethnography
The implications of a meta-synthesis are frequeshtlyated in the literature (Paterson et al.

2001, Sandelowski, Voils & Barroso 2007, ThornaleR004).

Noblit (Noblit in Thorne et al. 2004) does not &jéhe idea that meta-ethnography may
have implications for practice, though the develeptrof the method never aimed at
affecting professional practice. Instead, enlarging enriching the discourse between
researchers was an important ambition. Howeveb)iNemphasises the importance of
comparing the contexts (historical, intellectuald golitical, at a minimum) of the primary
studies with the contexts in which they are to bedu Noblit calls on researchers to
rethink and resituate the knowledge that the m#taegraphy offers in order to assess
whether it fits into the present. Also, Noblit usgesearchers to consider who is to be

served by the knowledge and in which way. He wagenst viewing meta-ethnography
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as “truth” and points to the risk that meta-ethapiny may be used to rationalise human
life (Noblit in Thorne et al. 2004).

Paterson et al. (2001) suggest that meta-datasieagn be used to test and validate
substantive theory derived from primary researdteyldo not specify how they assess the
implications of meta-ethnography. They stress ‘thmata-ethnography is but one part of a
thorough and rigorous meta-analytic process” anthtaia that the overall aim of meta-
data-analysis is to “extend knowledge about a @aer phenomenon.” Paterson et al.
(2001) claim that although meta-data-analysis &uwsn its own right, the process of
aggregating and identifying contradictions in thetardata-analysis is an important part of
a true meta-study. So, according to Paterson(@08ll), meta-data-analysis is mainly a
move towards a genuine meta-study. Transformingjriigs from a meta-ethnography into

concrete actions is not possible, but it may havaications for nursing theory.

Sandelowski (Sandelowski in Thorne et al. 2004 perages researchers conducting meta-
synthesis to produce knowledge that can be tratslato practice. Too often she finds that
researchers hesitate to make conclusions abouttbek and leave readers of their reports
with “endless begettings of interpretations” (Sdadski in Thorne et al. 2004).
Sandelowski (Sandelowski in Thorne et al. 2004uasghat researchers in health
disciplines with expressive service and practicearatives have an obligation to produce
usable knowledge. Her practical advice is to winfermative sections pointing out how

the findings can be used and translating sectiatisying the health objectives they may
satisfy (Sandelowski 2004). If qualitative metathasis is to mean anything in the practice
disciplines, researchers have to commit themseétvpsoduce faithful accounts of the real

world, states Sandelowski.

The identification of the two central themes witkeém qualitative research studies (Paper 1)
changed existing knowledge of dependency duringsrieam isolated islands of
information to an integrated body of knowledge aldeading completely dependent
people. However, it is not possible to make firmaasions with direct implications for

practice on the basis of the meta-ethnographydButifying the two perspectives, feeding
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as task and feeding as relationship, a new founildbir the discourse about this
phenomenon was created. As in the empirical stBdpérs Il & 1ll), the audience may be
a combination of health care professionals, reseasdanterested in feeding, and policy
makers. Since the meta-ethnography is “intergmtatof others researchers’
interpretations” (Thorne et al. 2004), it can basidered as an invitation to dialogue. As
stated, there is a risk that findings from the @uyreports are misunderstood or distorted
in a way that influence the findings of the metaretgraphy, and for this reason other

researchers may wish to discuss their view of teéhod or the findings.

Hence the main implication of the meta-ethnograf#taper 1) is that it confirms that assisted
feeding is an important and complex phenomenonnbeadls to be studied from the
perspective of people who are reliant on help dunreals. The findings also contribute
significantly to the empirical study by directingesgtions for the second round of the
interviews. The study points out that institutiosalicture may influence the conduction of
feeding completely dependent people. Since the riezapstudy was carried out in the
participant’s homes, the meta-ethnography showatdaih area for future research may be the
significance of institutional structure for asststeeding.

So, beyond the significance for the empirical siulg meta-ethnography can be seen as
an attempt to enhance the sparse knowledge oted$eeding and initiate new studies in
this field.

11.2. Future research
Assisted feeding is a phenomenon that needs tovestigated further.

In this section | shall point out potential areassfiture research based on the empirical study

and the meta-ethnography.

An estimation of the prevalence of the need foiséas feeding in Denmark may be beneficial
in order to assess the extent of this particulangg@roblem. The measurement may
differentiate between people with a permanent heedssisted feeding and people with a

temporary need, for example as part of rehabititati
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The sparse knowledge about assisted feeding semrtifie perspective of the person

receiving assistance indicates that this perspecieeds to be studied further: It could be a
study among people who are not as articulate agdbple with hcSCI in this study were but
still with a permanent need for assisted feedingnoong people who have been assisted with
feeding all of their lives. The phenomenon may &lsonvestigated among people who have
gradually lost their ability to eat by themselvesamong people with a temporary need for
assisted feeding. These studies may be carrieth tath institutional contexts and in

domestic environments.

Research that focuses on the experience of perassigtants, family, and friends who either
frequently or occasionally provide assisted feedmpeople in domestic or institutional

environments may also contribute significantlylie knowledge of assisted feeding.

In institutions, nurses’ roles in assisted feedimay be explored with regard to their direct
involvement in assisted feeding and their respalitgitowards people with a need for
assisted feeding. Nurses’ dilemma between feeakirntgsk and feeding as relationship, as

identified in the meta-ethnography, may also beverad further.

In this study the personal assistants were prigaritrained and learned how to conduct
assisted feeding by doing it. Investigating thexgigance of training for people conducting
assisted feeding is a potential area for futureaish. 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 edgree of assisted feeding within a

phenomenological framework. People living with hagrvical spinal cord injury (hcSClI)

were chosen as participants.

The literature on assisted feeding shows that fowtleating are significant aspects of life
among people with severe eating problems. Lossd#pgendency during meals is lamented,
and not being able to eat as self-reliant peopgéxtf their inclination to eat among others.
The literature also shows that carers risk hunmigapeople during assisted feeding and that
the carer and the person needing help have conflietews on what is important during
eating. Studies conducted in institutional contegteeal that nurses want patients to maintain
their self-reliance as long as possible and keeprtbal as a social event, whereas patients
tend to accept their physical limitations and proteemselves from getting into humiliating
situations. Eating difficulties and assisted fegdmave mainly been investigated from the
carers’ perspective and in institutions. It isiduift to distinguish findings related to assisted

feeding from findings related to other eating dikies.

To explore the phenomenon assisted feeding, sixteeple with hcSCI were interviewed
twice. Choice of the research questions was ied¥y the four existentialved body, lived
space, lived relatioandlived time as described by van Manen (1990). With the aim of
generating additional questions, the second irgerwas combined with an observation of a
meal. Transcriptions of interviews and notes frowa dbservations were analysed using the
phenomenological approach Reflective Lifeworld Resle, described by Dahlberg and
colleagues (2001/2008).

The thesis contains a detailed description of titesen phenomenological approach as well as
a review of five key phenomenological conceptsodtrced by Husserl. The significance of
phenomenological methodology for the conductiomtdrviews and observations is also
described. An account of the phenomenon assiséglinig 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 dependerdgons: A meta-ethnography.
Paper II: The meaning of assisted feeding for pebtping with spinal cord injury: A
phenomenological study.

Paper lll: Sensitive cooperation: A basis for dssigeeding.

Paper | is a literature study detailing an analgsithe findings of ten published qualitative
research reports about feeding completely depemaptle who are elderly. Meta-
ethnography as described by Noblit and Hare (188&8)later developed by Paterson et al.
(2001) was used in this literature study and tleeeen account of meta-ethnography is given
in the thesis. Value, quality, and possible implmas of meta-ethnography and meta-

synthesis in general are also critically delineated

Paper Il and paper Il are detailed presentatidriseoempirical study. The essence of the
phenomenon assisted feeding is described as awctest pattern based on coordinated
attention between the person with hcSCI and thgeneThe constituents of the essence are
paralysis as a condition of life, facing the altkneeal, reconciling with diminished bodily
anchoring, sensitive cooperation between self afgeh, realization of own values around

meals, balanced use of meal-related devices, ayatingng relationship with helpers.

Based on the empirical study and a dialogue wigHitbrature, it is concluded that assisted
feeding is a significant life change for peoplerywith hcSCI. When the eating pattern is no
longer anchored in the body, people with hcSCI havgive many verbal directions to get

their meal-related values realised. This task iswmered laborious, but necessary. Essentially,
assisted feeding is the construction of an egdattgern with both a constant aspect and a
changing one. The changeable aspect makes it possiddjust the eating pattern to different
surroundings. No standardized procedures involagtle conduction of assisted feeding are

accepted.

It is also concluded that assisted feeding chatigesocial life of people with hcSCI. They
may feel ashamed to be assisted with feeding, eglyetght after the injury, but also after
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many years with spinal cord injury, people with @t$ay avoid eating in certain
surroundings.

Though relatives are able to assist, experiencesbpal assistants are preferred as helpers. If
the relationship between the two parties invoheeduilt on the personal assistant’s
acquaintance with and genuine concern for the pessih hcSCI, the basis for assisted
feeding may develop into a sensitive cooperatidms 1 highly valued by the person with
hcSCI.

Potential implications for clinical practice aretlmed with special attention to the
relational and social aspects of assisted feeMigyvpoints from authoritative qualitative

researchers are presented in a discussion ofith ot findings from the empirical study.
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14. Appendix A

Patientinformation
Varig afhaengighed af at blive madet

Keere patient.

| Sundhedsvaesenet sgger vi i stigende grad at falderfaringer, man gar sig som patient. Bl.a.
vil vi gerne have bedre kendskab til, hvordan gé¢wes at skulle mades.

| efteraret 2005 pabegynder jeg en undersggelseskal belyse, hvilken betydning det har for
menneskers velvaere og for det daglige liv at skubeles. Desuden er jeg interesseret i at finde ud
af, hvilken betydning forholdet til hjeelperen har bplevelsen af maltidet.

Vil De bidrage med Deres erfaringer til denne usdgelse?

Hvis De indvilliger i at deltage, vil det indebaéetgende:

Indenfor det naeste ar deltager De i tre samtalerumeertegnede. Farste interview finder
sted ca. 2-3 uger, efter De har underskrevet ddlagte Samtykkeerkleering. Andet
interview finder sted 4-6 maneder senere, og egdelfares tredje interview, nar der er gaet
ca. et ar, fra De blev interviewet fgrste gang.

De tre interviews kan udfares pa Deres bopeel ogavé ca. en time. Interviewene optages
pa band og vil blive opbevaret som fortroligt mitier. De vil optraede anonymt bade
undervejs i mit arbejde med interviewmaterialei egnere publikationer.

| interviewene vil De blive bedt om at beskrivephdan det opleves at blive madet. Jeg vil
bl.a. spgrge Dem om, hvor og hvordan et maltidztoel. Jeg vil ogsa bede Dem beskrive et
maltid, der fgltes saerlig rart eller seerlig ubeltigyeDer findes ikke rigtige eller forkerte
svar.

Det er frivilligt at deltage i undersggelsen, oghkaa til enhver tid uden forklaring treekke Deres
tilsagn om at medbvirke tilbage. Hvad enten De deltaller undervejs matte gnske at udga af
undersggelsen, vil det ikke pavirke Deres nuvaeretidefremtidige pleje og behandling noget sted
i Sundhedsvaesenet. De er velkommen til at stiltl/bende spargsmal til undertegnede.

Undersggelsen foregar i et samarbejde med Parhpiktionen, Viborg Sygehus og Klinik for
Rygmarvsskader, Rigshospitalet. Nar De har indyetli at deltage i undersggelsen, vil De blive
kontaktet af undertegnede.

Venlig hilsen

Bente Martinsen, sygeplejerske og ph.d.-studerende
Nordtoftevej 39

2860 Sgborg

TIf. 2261 1217

e-mail:_ b.martinsen@wanadoo.dk
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Jeg bekraefter hermed at have modtaget mundtligriftjig information om undersggelsen “Varig
afhaengighed af at blive madet” og indvilliger ideitage. Jeg er informeret om, at deltagelse er
frivillig, og at jeg til enhver tid kan traekke ntitsagn tilbage, uden at det vil pavirke min
nuveerende eller fremtidige pleje eller behandling.
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