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PROLOGUE
Looking back on my research I picture the faces of the older persons I met during
my fieldwork in the hospital and I remember snatches of conversations we had.
There are even some moments I still remember exactly, not from the written records
I have read over and over while analysing the data but because of the feelings the
encounters stirred in me. I remember what we were talking about and images of
where we were located in the room. My conversation with Mr. Smith is one such
encounter. Mr. Smith is a seventy-eight old man with diabetes. He is hospitalized
because of a wound to his big toe. He is fond of France and we talked a lot about
what it means to his wife and him to not be able to go there anymore as they had
planned for years and to adjust to this new situation.
At that time in my fieldwork I was suffering from an injury to my knee,
provoking a range of emotions. I only then realised how important running was to
me. I did not speak about this with my research participants as I perceived my
problems as insignificant compared with theirs. With Mr. Smith, however, it was
different. He noticed that I was having some trouble walking and asked me what had
happened. I told him the factual story but he went deeper into it and I ended up
telling him what it was like for me to not being able to run anymore, not knowing
how long it would take and whether my knee might keep me from ever running
again. I was feeling awkward at first because it felt like I was moaning about nothing,
that I was exaggerating, especially in the hospital surrounded by people who seemed
much worse off. But in the course of the conversation that changed. The attitude
of Mr. Smith, the questions he asked and the responses he gave, made me feel
understood and let me reflect upon the phenomenon we were talking about. He let
me understand my feelings and emotions better. His wife joined in our conversation
and pointed out that everybody has to deal with the situation he or she is in, not
only older people, but the young as well.
It was only later when I reflected upon this conversation that I realized that
this is what a phenomenological research encounter involves. Phenomenological
1
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research does not involve a participant talking to or observed by a passive,
distant researcher, but can be understood as an interactional and relational
encounter in which both parties are actively involved requiring a certain kind
of questioning and openness. The focus is on experiences as they are lived.
Meanings come to the fore resulting in an understanding of what the
experience of a certain phenomenon may be like. The roles of both ‘parties’
may shift, as this example shows. Indeed, who here is vulnerable and who led
this conversation? Phenomenological research provides insights that are of
great importance for healthcare practice by providing a change in perspective.
It discloses the meaning of lived experiences and illuminates both
individuality and communality. I hope by this thesis to contribute to a similar
understanding in the reader as the one that took place between Mr. Smith, his
wife and me: one in which the uniqueness of each older patient is stressed
and shared experiences are recognized.

2
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CHAPTER 1. GENERAL INTRODUCTION

1. GENERAL INTRODUCTION
‘Older people don’t actually fit so well in the hospital’
These words were spoken in a focus group in the hospital where I conducted my
research. It is an incongruous observation because older people represent the largest
patient group in hospitals. In the Netherlands where this research was carried out,
more than 25% of the patients in hospitals are 70 years old or older (VWS, 2009).
In the last fifteen years the mean number of hospitalisations (especially for sameday treatment) has risen faster among people aged 65–79 years, and 80 years and
older than among younger groups (CBS, 2012).
At the beginning of my research project I organized two focus groups
involving nurses, doctors, and managers. The aim was to make myself known in the
hospital and to gain a preliminary understanding of the experiences and expectations
the participants had of older patients. Two recurring themes were: 1) the observation
that there is little room for older people in the complex and fast working
environment of the hospital and 2) the experience of a lack of insight in the
concerns, experiences, and values of older patients as expressed by one of the
participants:
‘Do we actually know what older patients want and are the ideas we have about them –
such as that they place the doctor on a pedestal – perhaps outdated? Do they voluntarily
relinquish responsibility, or is it that we don’t give them room to take responsibility? We
often talk about older patients with one of their children without involving the patients
themselves and we think we know what is best for them, but the fact that they are vulnerable
does not necessarily imply they cannot indicate what they need!’ (Focus group, 2011)
The foregoing underlines existing knowledge indicating that hospitals do not seem
well adapted to the group of older patients. Hospital wards tend to focus on only
4
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one or a few medical conditions while older people often have multiple ailments
(Labella et al., 2008; Lafont et al., 2011; Oliver, 2012). Older patients are sometimes
perceived by the healthcare staff as not fitting in (Ekdahl et al., 2012). Also, hospitals
are increasingly focused on fast output, disfavoring older patients who usually need
more time to recover (Ekdahl et al., 2012; Ekdahl, 2014). For older patients the
hospital appears to be a dangerous place. Literature show that 30-60% of older
patients develop new dependencies in activities of daily living during their hospital
stay (Sager et al., 1996; Convinsky et al., 2003; Boyd et al., 2009) and that
hospitalization has a huge psychosocial impact (Ekman et al., 1999; Bridges et al.,
2010). The apparent mismatch between the hospital and older people puts older
patients at the centre of attention of politicians, policymakers, researchers and
healthcare professionals. However, in the midst of all this attention, much is spoken
about older people, but little by older patients. In this thesis, voices of older hospital
patients are expressed, from the premise that a better understanding of what they
go through will contribute to good care.

1.1 Focus of this introduction
‘Within the theoretical literature and political life of the Western industrialized nations,
at least, we are captives of the myth of the independent, unembodied subject – not born,
not developing, not ill, not disabled and never growing old’ (Kittay et al., 2005, p. 445).
‘Until we are able to handle the reality of dependency and recognize the fact that dependency
does not end the need for autonomy, we are likely to remain uncomfortable with, or even
frightened by the ageing process’ (Polivka, 1997, p. 22 emphasis added).
Dominant discourses on ageing influence how older hospital patients are cared for.
Indeed, hospitals both reflect and reinforce the dominant social and cultural
processes of a society. The hospital is not an island but an important part, if not the
5
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‘capital’, of the ‘mainland’ (Van der Geest & Finkler, 2004, p. 1998). Therefore,
I will start this introduction with a brief reflection on the dominant picture of ageing
in Western culture and its implications for the group of older people that rely on
(hospital) care. I will then particularly focus on the concepts of frailty and patient
participation. The former is a dominant paradigm in research and care practice
concerning older people in general and older hospital patients in particular (Bergman
et al., 2007). The latter has become one of the leading concepts in healthcare policy
and aims to give patients an active role in healthcare (Van de Bovenkamp, 2010;
Longtin et al., 2010). They reflect the two general beliefs of modern medicine:
‘evidence-based practice’ and ‘patient-centered medicine’ (Bensing, 2000). I will
show that these approaches seem to contradict one another and explain this
observation by examining how the negative interpretation of dependency underlying
both concepts excludes the patients’ agency. It is against this backdrop that my
research aims to illuminate a different perspective enabled by care ethical insights.
The ethics of care opens up a political-ethical perspective by its attention to the
actual experiences and situations of real persons (Walker, 2007; Lindemann, 2009)
and its sensitivity to the more or less subtle ways in which people are excluded or
marginalized (Tronto, 1993, 2013). After discussing the features of care ethics
relevant to this thesis, I will reflect on the interplay between ethics and qualitative
research in this study. Subsequently, I will discuss the phenomenological research
approach that I use to explore the ‘emic’ perspective: the views of the people
involved in the research and their perceptions, meanings and interpretations
(Holloway & Wheeler, 2010, p. 3). Finally, I will present the objectives and research
questions of this study and a preview of what lies ahead.

1.2 Active ageing
Improvements in health and longevity have radically changed notions of ageing and
old age (Jones & Higgs, 2010). Jan Baars (2013) describes the paradox of the younger
older. Although, on average, people live longer lives than ever before, they are called
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‘old’ earlier. This means that the group of older people is growing and the variety
among them increases. The age at which people are called old depends on the
context. Circumstances of older people can vary significantly - not least because no
one is defined exclusively by age. For policy and research purposes, therefore, other
ways have been sought for distinguishing among the group of older people. These
are many times expressed as a dichotomy with dependency as the decisive factor (e.g.
the old – very old, the non-frail – frail). Dependency is framed in physical terms and
revolves around what people can still do independently. Such dichotomies reflect
what was originally coined by Laslett (1989) as the distinction between the ‘third age’
and ‘fourth age’. The first covers the group of older people that are in reasonable
good health and the latter refers to those with impaired health.
Ageing is increasingly redefined as a time of activity, social engagement and
productivity, rather than of decline and dependency (Biggs, 2005). Terms such as
‘active ageing’, ‘ageing well’, ‘healthy ageing’, and ‘successful ageing’ illustrate this
tendency (WHO, 2002; Bowling & Dieppe, 2005; Baars, 2013). They have a clear
positive connotation and a normative undertone. Successful ageing is usually defined
from a biomedical or a psychosocial approach. In the first the term refers to the
absence of disease and maintenance of physical and mental functioning. In the
second life satisfaction, social participation and functioning, and psychological
resources are emphasized (Bowling & Diepe, 2005, p. 1549). The biomedical
approach is dominant in literature on older hospital patients. The focus on functional
independency is also reflected in the ways in which well-being has been
conceptualized and researched in relation to older people (Ward et al., 2012). ‘Quality
of life’ often appears to be synonymous with well-being and is usually measured
quantitatively as the person’s ability to perform activities of daily living (Barnes et
al., 2013).
Obviously not all older people meet the high expectations of being active
and physically independent. In contrast to the ‘third age’, the picture of the ‘fourth
age’ is usually much more negatively formulated and points to what is no longer

7
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possible. This group is described in less appealing terms such as frail, needy, decay
and misery. When ‘impairment and decline are considered antonyms of successful
aging, the ‘fourth age’ is likely to be deemed ‘unsuccessful’ ’ (Grenier & Phillipson,
2013, p. 66). Individuals in the ‘fourth age’ seem to be characterized merely by their
dependency. This view stands in contrast to the perception of those in the ‘third
age’ who are represented as individual independent beings that can do without
others. The need for care dominates the picture of the ‘fourth age’ as if they have
no other existence (Baars, 2013).

1.3 Frailty perspective
The concept of frailty plays an important role in discourses on the ‘fourth age’.
A critical examination of frailty is important since the leading conceptualization
influences the research agenda (Bergman et al., 2007), the access to services, and
policy decisions regarding hospital care for older people (Markle-Reid & Browne,
2003). Historically, this concept was used to determine the group of older people
who needed charity (Hogan et al., 2003). Nowadays, biomedical interpretations of
frailty dominate the literature (Markle-Reid & Browne, 2003). In this perspective
frailty is a physical condition related to ageing and characterized by an increased risk
of disease, decline, dependence and loss. Even though there is no agreement yet on
a definition, it is widely recognized that frailty is not synonymous with
multimorbidity and disability (Fried et al., 2004). While most scholars focus on
functional losses, some authors do also include psychological and social losses as
domains of frailty (Gobbens et al., 2010). Frailty increases the risk of adverse
outcomes such as hospitalization, falls, and death. (Fried et al., 2001). The concept
permeates hospital practice because it supposedly provides insight into the
downward spiral many older people suffer after an acute illness and hospitalization
(Ahmed et al., 2007). Much research is carried out on screening instruments to
identify older patients at risk for functional decline (Hoogerduijn et al., 2007, 2012).
Because the actual level of frailty can be placed on a continuum (Gobbens et al.,
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2010) measurement instruments should be able to capture the dynamic nature of
this concept (De Vries et al., 2011). It is thought that intervention - such as measures
to prevent falls, physical activity or the involvement of a geriatrician - can delay the
onset of frailty or reduce its adverse outcomes (Gobbens et al., 2010).
This thesis is motivated by the idea that the concept of frailty, while often
useful to healthcare professionals, provides only a limited perspective into care.
Frailty as an expression of evidence-based medicine flows not from patient’s
individual experiences but from scientific research on populations (Maynard, 1997).
The popularity of frailty in hospital care can be explained by the preference for
instrumental rationality – the focus on physical functioning and recovery of the
patient - and quantifiable data that dominates contemporary healthcare practice (Van
Heijst, 2011). Frailty illuminates the issues that are considered important from the
perspective of ‘outsiders’ such as geriatricians, researchers and policy makers, but
which do not necessarily have to correspond with those of the older patients. Given
the focus on physical qualities, the dominance of frailty may lead to a serious lack
of attention to social and existential concerns in hospital practice. Furthermore,
when frailty is framed bio-medically, the role of the broader context is ignored and
the ‘problem’ of frailty is viewed merely as an individual and functional problem that
the medical community should identify and treat (Raphael et al., 1995).
Critics, particularly in social gerontology, have considered frailty a sociocultural construct and have pointed out the reducing, objectifying and onedimensional character of frailty (Becker, 1994; Markle-Reid & Brown, 2003; Lloyd,
2004; Gilleard & Higgs, 2010, 2011). With frailty, older people seem to be stripped
of all agency - it is said to represent a residual state that remains when other
narratives and other identities can no longer be asserted or enacted (Gilleard &
Higgs, 2010, 2011; Grenier & Phillipson, 2013). Hence, frailty excludes the
perspective of older patients and seems at odds with patient participation.

9
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1.4 Patient participation
Like evidence-based medicine patient-centred medicine is generally accepted as
‘good’, ‘valuable’, and something to strive for (Bensing, 2000, p. 17-18). The call for
patient participation emerged in the 1960s and 70s against the background of other
social movements that challenged former social hierarchies in favor of individual
autonomy (Rothman, 2001; Longtin et al., 2010). Since then patients are increasingly
encouraged and considered to be active participants in healthcare decisions at
different levels such as in the interaction with medical professionals, at institutional
and (inter)national level, and in the development of medical guidelines and setting
of research agendas (e.g. Van de Bovenkamp, 2009; Elberse et al., 2011; Stiggelbout
et al., 2012). Patient participation is seen as an important means to make care more
patient-centred.
However, evaluations and research indicate that patient participation seems
to remain an unattainable ideal for many people at different levels (Mol, 2008;
Trappenburg, 2008; Van der Kraan & Meurs, 2008; Van de Bovenkamp, 2010).
Autonomy and equality are the key concepts in patient participation. The
assumption is that giving patients a say in the process would establish equality
between the care giver and care receiver. Although autonomy may have many faces
(Schermer, 2002) the view of autonomy that is reflected in patient participation
discourses is a product of the liberal tradition and includes ideals such as
independence, self-determination and the ability to make rational and free decisions.
However, two important and related issues are overlooked in this ‘ideal’: the fact that
patients are vulnerable and dependent, and the aspect of power. This explains the
paradoxical character of the current conceptualizations of patient participation and
frailty: whereas participation assumes a high standard of autonomy and agency,
frailty deprives older people of all agency. Both approaches stress self-reliance as
vital and offer no alternatives. In the following I will describe how care ethics - by
starting from the notion of interdependency and connectedness rather than
independency and self-governing allows us to see equality and autonomy differently
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than in the liberal tradition. This may overcome the negative characterization of
dependency underlying the dominant interpretations of frailty and patient
participation.

1.5 Care ethical perspective
Care ethicists recognize that all people are dependent on care and support of others
to varying degrees (Van Heijst, 2011; Tronto, 2013). Care is by its very nature a
challenge to the notion that individuals are entirely and permanently autonomous
and self-supporting (Maeckelberghe, 2004). Care ethics views all people as potential
vulnerable because of their corporeality, their relational nature and their emotional
attachments. Following Paul Ricoeur, this shared layer of vulnerability is called
fragility which means that human beings are in all respects touchable in the sense
that they are constantly subject to what is happening to them and around them
(Wilken, 2010). Vulnerability then, is manifest at specific points in life, for example,
when people are young, old, or ill (Tronto, 2013). Autonomy is understood as carried
by this fragility and vulnerability and should therefore always be considered in
relation to these two notions (Wilken, 2010).
Due to everyone’s vulnerability Tronto (2014) prefers to speak about
interdependent human beings (p. 218). Rather than fading out or solving
dependency by emphasizing equality and autonomy the ethics of care tries to be
sensitive to asymmetry between the care giver and the care receiver and not to deny
its inherent difficulties (Van Heijst, 2011). By approaching dependence and a need
for care as characteristics inherent with the human condition and not as aberrations,
care ethics overcomes the tendency to regard older people as ‘the other’ (Lloyd,
2012, p. 4). Starting from interdependency enables to see dependency in a different
way than in the dominant understandings of frailty and patient participation where
it is at odds with autonomy. Dependency is not framed only in physical terms as
merely negative and something that has to be solved. Also, the notion of
interdependency recognizes the tragic dimension of life which is part of human
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existence. Rather than the bleak picture of the ‘fourth age’ and frailty there is room
to consider how we can deal as best as possible with situations in which we are
extremely vulnerable. Besides, dependency is understood as a relational rather than
merely an individual and functional quality. From a care ethical perspective
vulnerability may therefore be understood in a broader web of meaningful relations.
An important insight of care ethics is that ‘morality itself consists in practices,
not in theories’ (Walker, 2007, p. 15). For this reason ethics, rather than being
concerned with general principles, should be engaged with people’s lived experiences
(e.g. Walker, 2007; Lindemann, 2009). It aims at opening up the perspectives of
everyone involved in order to discover what is good. Joan Tronto (1993, 2013) has
developed care ethics as a normative political ethics. She has rethought the meaning
of equality by emphasizing the notion of equal standing. Equality, she argues, is not
about equal opportunity, but ‘involves some kind of equality of standing, that is, all
are equally eligible to be heard, about their status and concerns, in making
assignments of responsibility’ (Tronto, 2013, p. 108). Her work provides another
perspective of looking at practices of patient participation and raises the questions
whether conditions are conducive for the participation of everyone involved, and
whether everyone has an equal voice. The theoretical notion of equal standing serves
as a starting point for this study and is examined and further defined in practice.

1.6 A two-way relation between care ethics and empirical research
The focus and the method of an ethics of care ask for an interrelation between
empirical research and normative evaluation (Vosman & Baart, 2008; Klaver et al.,
2013). Since ethical and empirical approaches start from different (research)
questions – the first is interested in conceptual clarification and normative
orientation, the second is focused on empirical description, reconstruction and
analysis – the combination of these two requires explicit and precise explanation
(Leget et al., 2009; Draulans, 2010). Several different theoretical responses to the
question of the relationship between the two are possible, ranging from a strict
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separation, an integration or an interplay between the two (Molewijk et al., 2009;
Leget et al., 2009; Draulans, 2010).
In my research I take the position of a two-way relation between empirical
research and care ethical theory (Leget et al., 2009). The two stood in tension and in
relation to one another. At every stage of the research one was more in the
foreground than the other. In determining and describing the ‘problem’ I was
informed by a normative care ethical perspective on vulnerability, dependency, care
and a sensitivity for power as described earlier in this introduction. From the belief
that another perspective in which the older patients themselves participated I opted
for a qualitative research design. Qualitative research is regarded as particularly
valuable for the ethics of care because of two important characteristics: It gives an
important place to subjectivity, of both the researcher and the participant and it is
far less reductionist than quantitative research by studying experiences as a whole
and in the rich context in which they occur (Dierckx de Casterlé et al., 2011).
To explore the lived experiences of older hospital patients I used
a phenomenological approach (chapter 3 and 4). A phenomenology-informed
methodology demonstrates a concern to care for participants’ voices and is ‘more
likely to not lose sight of the fact that human living is an unfolding narrative in which
meaning rather than measurement is appropriate currency of understanding’
(Todres, 2002, p. 3). ‘Giving voice’ is in this research understood as ‘disclosing’,
allowing older patients to ‘appear’ in order to gain insight in their perspectives.
Indeed, older patients do have a voice but it is often silenced or framed by
a particular approach. I researched older patients’ perspective by means of the
research method ‘shadowing’ (Mc.Donald, 2005; Quinlan, 2008; Bartkowiak-Theron
& Robyn Sappey, 2012; Quinlan & Urban, 2014). Shadowing allows the researcher
to take the perspective of the participant as far as possible.
Besides a phenomenological shadowing study I conducted a single case study
(Yin, 2003) on how the lived experiences of older patients are represented by the
client council of a hospital (chapter 5). On the surface, the client council seems the
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appropriate way to represent the interests of older patients because due to impaired
cognition and mobility their voices are less likely to be heard in other formal forms
of patient participation. In the analysis of both studies I was sensitive to care ethical
concepts as described in the previous section. In the last stage of the research
I reflected upon and reinterpreted the empirical findings from a care ethical
perspective as presented in chapter 6.

1.7 Phenomenology as the study of lived experiences
Because the phenomenological research approach plays an important role in this
thesis I will discuss its main characteristics in this introduction. The foundation of
this approach lies in phenomenological philosophy. Phenomenology, in its broad
sense, is the study of human experience. The phenomenological method enables to
disclose the ‘inside perspective’ and is as such valuable for care ethics because it
starts from particularity and subjectivity rather than generality and objectivity. Over
the last thirty years, phenomenological ideas have been increasingly applied in
research practice. Many varying ways of doing phenomenology based on different
traditions have emerged in various professional disciplines (Finlay, 2008, 2011; Vagle,
2014). On the basis of the work of Linda Finlay (2011) and Max van Manen (2014)
six characteristics of phenomenological research can be identified.
1. It starts with wonder. Researchers should practice openness and reflexivity
to not perceive the world in the habitual way as taken-for-granted.1 As such it
is a potentially transformative approach because it may reframe key issues and
open up new questions.
2. It studies the world as experienced by people. Phenomenology is focused not
on the inner realm (i.e. what is going on within the person) but on embodied

1

The different approaches interpret the open attitude in various ways. In chapter 3 and 4 I describe
how I have practiced openness in my empirical studies.
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experience which is lived out in the world.2 The expression ‘lived experiences’
is used to emphasize the ‘living through of something’ which is both passive
and active (van Manen, 2014).
3. It

is

concerned

with

ordinary

experiences

and

existential

issues.

Phenomenological philosophers have described the key structures of human
existence (the ‘lifeworld’) as space, time, body, and others (Finlay, 2011, p. 1920).
4. It uses rigorous, rich and resonant descriptions in which ambiguity is kept intact
rather than reduced or simplified. Phenomenological research does not
categorize or explain meanings nor does it generate theory.
5. It is the study of essences.3 This is the systematic attempt to uncover and
describe the (thematic) structure of a certain phenomenon. The structure
describes the unity that runs through the wide variety of experiences of that
phenomenon.
6. Embodiment is seen as the existential condition of being-in-the-world and
refers to the intertwining of the body-self-world.

1.8 A lifeworld perspective in healthcare
Although inspired by different authors who have written about phenomenological
research, I draw heavily in this thesis upon the work of Les Todres, Kate Galvin,
and Karin Dahlberg who have jointly published on lifeworld-led care (2006, 2009).

The term intentionality has been used in phenomenology to describe how people are meaningfully
connected to the world. Consciousness is always of something (Sokolowski, 2000). Phenomenology is
studying the intentional relationship between subject and object. This relationship has been interpreted
slightly differently among phenomenological philosophers. Vagle (2014, p. 35-42) describes the
variations by means of the prepositions ‘of ’, ‘in’, and ‘through’.
3 Phenomenological researchers have been criticized for its focus on essence that is, on the view that
there is an essential structure to a phenomenon and the intentional relations that characterize that
phenomenon (Vagle, 2014, p. 28-29). In this study, however, it has been acknowledged that essences
are not about universal truths transcending time and space and which are unaffected by social context,
power, and agency. Following Dahlberg et al. (2008) I understand essence as capturing that what makes
that very phenomenon to that phenomenon acknowledging that this is always time and context
bounded.
2
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Lifeworld-led care differs from patient-led care, they argue, by taking into account
both the agency and the vulnerability of patients without prioritising one or the
other (2009). Their approach is based on the existential phenomenological tradition
and in particular on the idea of lifeworld which was introduced by Husserl in his later
work. The lifeworld is the world as we live it. Their work is focused on how an
understanding of the concrete, everyday experiences of people can be used more
centrally to humanize healthcare practice. The lifeworld dimensions such as time,
space, body, others and mood provide a conceptual framework for describing these
experiences (Todres et al., 2006). Following their thinking, I consider the
hospitalization of older people as a lifeworld event meaning that although it covers
a defined period of time it should be understood as part of the older patient’s larger
story: his or her history, living situation, relations, and aspirations.

1.9 This thesis
1.9.1 Objectives and research questions
The central and interrelated objectives of the current study can now be formulated.
The first objective is to gain a better understanding of the lived experiences of older
hospital patients. This objective will be dealt with in chapter 3 and 4. The second
objective of this thesis is to give voice to older patients in research and in hospital
practice, and is covered in the chapters 2, 5 and 6. The objectives are more concretely
expressed in the following research questions, with the chapter number in which
they are discussed in parentheses:
1. How can the research method of shadowing give voice to older
patients? (2)
2. What is the meaning of hospitalization for older hospital patients? (3,4)
3. How are the voices of older patients expressed by the client council
and how can this be understood? (5)
4. How should we understand the vulnerability of the older patient in
care practice? (6)
16
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1.9.2 Research context
This study was conducted within the framework of a strategic program called
Professional Loving Care (PLC). This program was a collaboration between the research
group of Ethics of Care of Tilburg University and the St. Elisabeth Hospital in
Tilburg. The program ran from 2009 to 2014 and aimed to discover, give shape, and
study ‘Professional Loving Care’ (Dutch: ‘Menslievende Zorg’) in a general hospital.
The program was named after a book by the Dutch care ethicist Annelies van Heijst
(2011). In this book, van Heijst advocates a care ethical view of the healthcare sector
in which love for one’s fellow human being is practiced in an institutional context.
Professional loving care is defined as ‘a practice of care in which competent and
compassionate professionals interact with people in their care; to them tuning in
with the needs of each individual patient is a leading principle and if necessary they
modify the procedures and protocols of the institution; the main purpose of this
type of care is not repair of the patient’s body or mind, but the care receivers’
experience of being supported and not left on their own; important too, is that all
people concerned in healthcare (professionals, care receivers and their relatives) are
able to feel that they matter as unique and precious individual’ (Van Heijst, 2011,
p. 3). PLC must be understood against the background of patients' unease and
professionals' discontent. The unease of patients refers to situations in which they
are well treated in medical sense but in which their self-respect and their sense of
belonging to others is being damaged. The discontent of professionals refers to the
diminishing space they experience to act on their own initiative and responsibility
because of the increase in regulations, procedures and protocols (Van Heijst, 2011,
p. 7-13).
The program involved several qualitative studies on different topics such as
attentiveness (Klaver & Baart, 2011), the experiences of patients during their stay at
the emergency department (Olthuis et al., 2013), and the interaction between nurses
and technology. Also, it promoted professional learning through communities of
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practices: ‘groups of people who share a concern or passion for something they do
and learn how to do it better as they interact regularly’ (Wenger, 1998).
1.9.3 Outline
This thesis consists of 7 chapters. Chapters 2-6 were originally published as papers.
Chapter 2 discusses the research method of shadowing and the value it may have
for phenomenological healthcare research. The extended stay of the researcher in
the situation itself may give a more complete picture of the phenomenon and the
method can give a voice to people in vulnerable situations who are often excluded
from interview studies. Chapter 3 reports on the phenomenological shadowing
study and describes the phenomenon of hospitalization as experienced by older
patients. This chapter is guided by a traditional phenomenological approach aiming
at elucidating the structure of the phenomenon and its constituents. In chapter 4 a
form of aesthetic phenomenology, applied to a single case, is presented. One older
patient was shadowed for 7 days, five to seven hours per day. To facilitate
understanding in the reader the experiences are first presented in a story and
subsequently analyzed by means of the lifeworld framework. Chapter 5 presents the
case study of the client council. The client council can be seen as an important
medium to represent the interests of older patients. This chapter shows how the
notion of equality between the patient representatives and the hospital manifests
itself in practice and marginalizes the voices of older patients. The work of Joan
Tronto is used for a deeper analysis of the findings. In chapter 6 the empirical
findings of chapter 3 and 4 are re-interpreted from a care ethical perspective. In this
chapter, experiences of vulnerability are represented by a model of concentric and
interconnected circles which can be used in care practice. This thesis ends with a
General Discussion (chapter 7) that integrates the findings of the chapters in the
context of the central objectives and offers a methodological reflection. The
chapters of this thesis are interspersed with stories of older patients, the use of
which was inspired by the work on reflective writing developed by Max van Manen
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(2014). His focus is on how to turn phenomenological inquiry into living texts. In
such descriptions the vocative dimension of phenomenology is emphasized aimed
at creating a sense of resonance in the reader. The four stories are meant to give
voice to a number of patients included in this study without putting them in an
analytical framework in order to give more room to the reader of this thesis to
imagine what it may like to be an older hospital patient.
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Abstract
Phenomenological healthcare research should include the lived experiences of
a broad group of healthcare users. In this paper it is shown how shadowing can give
a voice to people in vulnerable situations who are often excluded from interview
studies. Shadowing is an observational method in which the researcher observes an
individual during a relatively long time. Central aspects of the method are the focus
on meaning expressed by the whole body, and an extended stay of the researcher in
the phenomenal event itself. Inherent in shadowing is a degree of ambivalence that
both challenges the researcher and provides meaningful insights about the
phenomenon. A case example of a phenomenological study on the experiences of
elderly hospital patients is used to show what shadowing yields.
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2.1 Introduction
A great amount of research in healthcare is quantitative and addresses questions that
can be measured, counted and analyzed by statistical methods. In the past decade,
qualitative methods have become more commonplace in healthcare research.
Qualitative research provides insight in the way people make sense of their
experiences and the world in which they live (Holloway & Wheeler, 2010).
Depending on what they are interested in, qualitative researchers can choose
from a variety of approaches to study their subject. In this paper we will focus on
the phenomenological approach, which provides a method for rendering explicit the
lived experiences of a phenomenon. A phenomenon is what appears in
consciousness and means to flare up, to show itself, to appear (Moustakas, 1994,
p. 26). It is an object, a matter, a 'thing' or a 'part' of the world, as it is experienced
by a subject (Dahlberg et al., 2008, p. 33). The phenomenon under study may be
breastfeeding (Palmér et al., 2010), fall risk (Berlin Hallrup et al., 2009), or violent
encounters in psychiatric care (Carlsson et al., 2004).
The aim of phenomenological research is to find the essence of a specific
phenomenon. The essence is the core meaning of a phenomenon mutually
understood by different people who have experienced the phenomenon (Patton,
2002). An essence is what makes the phenomenon to be that very phenomenon
(Dahlberg et al., 2008). To find the essence the researcher must gather data from
people who have directly experienced the phenomenon of interest. Understanding
the lived experiences of those engaged in healthcare practices has proven to be of
practical value (Frank, 1995; Holloway & Wheeler, 2010; Carel, 2011).
Phenomenology offers nurses and other health care professionals a way of reflecting
on their practice realm and the recipients of their care, a ground from which to act
more thoughtfully, tactfully and carefully (Walton & Madjar, 1999, p. 14).
In this paper we will show the value of shadowing for phenomenological
healthcare research. Shadowing is an observational method in which the researcher
(shadower) observes an individual (shadowee) during a relatively long time. The
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participation of the researcher in the situation itself and the observation of the body
language expressed by the shadowee may give a more complete picture of the
phenomenon. In addition, these aspects make it possible to include people who have
difficulties with verbally expressing their experiences within a given time. We will
start with illuminating the role of the shadowee, followed by the role of the
shadower. This will be done by highlighting both the benefits and the ambivalence
that the roles entail. Both parts begin with an excerpt of field notes from a particular
case example of an ongoing phenomenological study. The phenomenon of this
study is hospital admission as experienced by patients of seventy five years and older.
Ethical approval was given by the Institutional Review Board of the hospital. The
underlying approach of the study is the reflective lifeworld approach (Dahlberg et
al., 2008).

2.2 The shadowee: allowing the researcher to be present
Mrs. Cannel is an eighty-five years old lady and lives with her husband in a sheltered
home. The couple has four children and six grandchildren. Mrs. Cannel does many
daily activities such as shopping and cooking independently. She is in the hospital
for blood vessel problems in her right leg which impede her to walk. Eventually, she
will be hospitalized during almost one month.
Mrs. Cannel is lying in bed and it is quiet in the room. She yawns and her eyes stay dull.
Her body shows lethargy. “Imagine you just lay here for months” she sighs. Everything
indicates that she finds it very boring in the hospital. (…)
Mrs. Cannel talks about the trees and the cars on the road she sees from her hospital bed
through the window. I hear the clock ticking and the hands point four o’clock; the time when
the change of shift occurs. The corridor is empty. It is silent. A nurse passes by. After a
while, she suddenly says, more to herself than to me: “How many steps would walk through
the corridor every day?” I feel myself being swept into the rhythm of Mrs. Cannel and it
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feels like I am experiencing something of

the boredom she goes through.

(Fieldnotes 2011)
2.2.1 Expressing meaning through the body
Some people, in some situations, communicate more eloquently with body language
than with speech. Research shows that between 60 and 70 percent of all meaning is
derived from nonverbal behavior (Engleberg, 2006). Bodily gestures, facial
expressions and postures convey meaning that can be analyzed linguistically. The
above field note excerpt illustrates the meaning of hospitalization to Mrs. Cannel.
Her entire stay in the hospital is characterized by boredom and this is expressed by
her whole physical being. Mrs. Cannel's facial expression shows lethargy and her
drooping posture dejection. The notes show how meaning is expressed by
a combination of verbal and bodily language. The meaning of what Mrs. Cannel
articulates in – and often in between - short sentences gets more connotations by
the expressions of her body.
Phenomenological philosophers insist on the primacy of the body. MerleauPonty (1962) describes the body as fundamental for the constitution of the lifeworld and considers it the very basis for all experience. The body is one’s 'anchorage’
in the world (p. 144). People are embodied beings and they experience the world
with their body. As the philosopher and psychotherapist Eugene Gendlin (1997a)
states: “a living body knows its environment by being it” (p. 27). The lived body
experience is the primary source of knowing that makes language meaningful and
possible. Before people interpret their experiences they feel them. This bodily
experience is always more than can be expressed by language. Gendlin (1997b) uses
the term 'felt sense' to denote this bodily experience and emphasizes that this feeling
not only refers to internal events but that it is the sentience of what is happening in
one's living in the world.
In shadowing both articulated speech and non-articulated speech, that is, the
language of the body, are considered as ways of expressing meaning. The
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importance of body language is twofold: on the one hand bodily expressions show
how something is experienced and is it the starting point for questions; on the other
hand bodily expression can enrich what is said by another person. Throughout the
shadowing process the shadower asks questions which prompt a running
commentary from the shadowee. This questioning differs from the usual procedure
in phenomenological interviews. A question always has a 'sense of direction'
(Gadamer, 1995, p. 362). In interviewing the researcher asks questions about the
experience of a phenomenon and subsequently responds to what is said by the
participant. In shadowing, however, the researcher formulates questions from what
is seen through participating in the event itself and from what is bodily and verbally
shown by the shadowee in the context of everyday life. Moreover, in interviews a
quick answer of the participant is expected. In shadowing the shadower takes ample
time to attentively listen and the same question may come back several times. This
allows the researcher to gradually get more insight in the meaning of the
phenomenon.
Together with the shadowee's own descriptions, the participation of the
researcher in the situation itself and the observation of the body language expressed
by the shadowee may give a more complete picture of the phenomenon. This is
especially the case when it comes to people in vulnerable situations who have
difficulties to clearly articulate their experiences.
2.2.2 Inclusion of a broader group of participants
Typical in phenomenological research is open interviewing through which data on
the phenomenon are collected (Moustakas, 1994). Language is an important manner
to express experiences and asking questions seems to be the most direct and obvious
way to get to know how other people experience a phenomenon. Kvigne, Gjengedal
and Kirkevold (2002) discuss three implicit requirements expected to be met by
participants in phenomenological interview studies. They must be open to their
experiences, have the ability to maintain focused on the phenomenon and have the
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narrative competence to give a detailed and logically structured account of their
experiences.
The intended participants in healthcare research are frequently people in
vulnerable situations. A great amount of research is focused on vulnerable groups
such as the young, the very old, the sick, or disabled people. It may be questioned
whether everyone will meet the above mentioned requirements applicable to
interview studies. Indeed, care receivers in general can be considered as vulnerable
human beings (Van Heijst, 2011). The onset of illness brings people face-to-face
with personal vulnerability, loss of control, and the unpredictability of the familiar
world (Toombs, 1992). The impact of illness and the involvement in health care may
be such that patients find it difficult to articulate their experiences in a coherent way
and within the specific time slot of an interview. The voices of ill people are often
faltering in tone and mixed in message (Frank, 1995).
For phenomenological research data must be rich, i.e. they should include
many aspects, and nuances of the phenomenon (Dahlberg et al., 2008). This demand
may be problematic for certain vulnerable people involved in healthcare. The easiest
way to prevent thin data in phenomenological interview studies is to include only
the most articulate people in the study. This, however, would bias the study in that
it excludes a large group of less articulate people in advance. Instead, researchers
should look for ways that enable to capture the experiences of a broader group
involved in healthcare. Whereas in interviews the participant has to take effort to
keep pace with the researcher, in shadowing it is the other way around. The shadower
adapts to the pace of the shadowee and his or her capacities. This reversal makes it
possible to also include people with less cognitive capacities and those who, for
whatever reason, have difficulties with verbally expressing their experiences within a
given time.
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2.2.3 The ambiguity of fatigue and resignation
The aim of phenomenological research is to disclose the phenomenon. In our study
this meant that the researcher was looking for the meaning of hospitalization for
elderly patients. In the research encounters with the shadowees we experienced
a number of factors that seemed to complicate the disclosure of the phenomenon.
These factors appeared, however, both as complicated and meaningful. In this
section we will discuss the ambiguity of fatigue and resignation of the shadowee as
it emerged in our study.
Obviously, the physical and mental condition of the shadowee greatly
influenced the research encounter. People in the hospital are ill and likely to be in
a bad condition. Ill elderly people, besides suffering from the medical problem that
had caused hospital admission, usually have many other (age related) complaints
(Sager et al., 1996; Convinsky et al., 2003). The elderly people involved in our study
often spoke about fatigue, laziness and apathy. Also, pain and drowsiness, partly
caused by medicines, challenged the research encounter. Besides, moments of
confusion often happened and for some patients this even ended up in a delirium.
In that case shadowees spoke about noises and occurrences that were objectively not
there.
Fatigue made it difficult for shadowees to articulate their experiences. As the
physical and mental condition of the elderly patients was often changeable, the
shadower could decide in these cases to come back later that day or on the following
day. In our study, for example, there was a lady who felt always bad during the
morning but revived in the late afternoon. Then, she could very well express what
staying in the hospital meant for her. The time for getting to know this fact and the
flexibility inherent in shadowing made it possible for the shadower to adapt to this
particular patient and to include her story in the study. However, there were also
patients who were continuously tired. Reflection on what it meant for them to be in
the hospital required too much effort and they merely articulated phrases like “I'm
so tired”, “I can’t take it any longer”, and “I cannot remember it”. Initially, this
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affected the researcher: it made her worried about burdening the patients and
desperate about whether she would get enough entrance to the meaning of the
phenomenon. What was said by the shadowees was indeed very superficial.
However, what was shown from a bodily perspective was revealing. The combination
of short phrases and physical observations gave the researcher still an understanding
of the meaning of the phenomenon. People's mood colors their experiences and
functions as the lens through which they perceive their surrounding world (Todres
et al., 2007). Mrs. Cannel's boredom is a clear example of this. Insight in someone's
mood, therefore, shows something of the meaning of the phenomenon.
An attitude of resignation was another complicating factor we encountered
in our study. With resignation we mean an accepting, unresisting attitude. It is a mode
of submission and acquiescence to the situation. Resignation was expressed in
phrases like “it happens”, “oh well, we'll see”, “it's part of aging”, and “we cannot
do anything about that”. The ambivalence that this attitude entails is that it
simultaneously seemed to both close and disclose the phenomenon. It stopped the
conversation since the shadowee did not want this or was not able to elaborate
further on this. An attitude of resignation would have made a phenomenological
interview with rich meanings impossible. Shadowing, however, still helped to reveal
how in situations like these the phenomenon, hospitalization, was experienced by
the shadowee. Hospital admission appeared apparently for this group of shadowees
as something that they should undergo and on which they can exert little influence.

2.3 The shadower: being there while the phenomenon unfolds
In order to describe the part of the shadower, again we will begin by presenting field
notes of a particular case. The following occurs in the second research encounter
with Mrs. Cannel. At that time she has been in the hospital for 4 days.
When I enter the room around 11.00 in the morning Mrs. Cannel is sitting at the same
spot as yesterday. She is dressed up (patients usually wear pajamas or a nightgown) and the
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curtains are half closed. Although it is a four-person room, there are no other people now.
“It's boring here” she says, just as she said the previous day. I ask what her life usually
looks like. “Then we are together and we go outside in the evening (in the corridor) chatting
to other people. It must be laziness as I do not feel like reading or anything.” (...) “I would
like to close my eyes” she says, “I would rather lie in bed than sit in a chair. If they (nurses)
come to ask if I want to go to bed, then I will. I am so tired. I do not know whether it is
laziness or apathy.”
One week later again the researcher enters the room on Monday morning.
When asking how the weekend was, she answers: “boring”. Last week she mentioned this
word a few times and it seems to be a problem. Mrs. Cannel had visitors in the morning of
the previous day and that made her realizing that it was weekend. “Normally, at home,
you get the newspaper that makes you aware of that”. (Fieldnotes, 2011)
2.3.1 An extended stay of the researcher in the phenomenal event
The only way to really know what another person experiences, is to experience the
phenomenon as directly as possible for ourselves (Patton, 2002, p. 106). 'Boring' is a
word which Mrs. Cannel uses often but from which the researcher grasps the
profound meaning only after a few days spending beside her bed. As Mrs. Cannel
cannot walk, her physical space is limited to the hospital room with the view from
the window. The moments of contact with healthcare professionals are limited to
the care activities which must be done such as washing and handing out food. Her
interest in the surrounding world decreases over time. After a few days, she is only
focused on her boredom and she does not respond any longer to what others are
saying. In the words of her daughter: “It seems like since she is in the hospital she
pretends that she cannot do anything anymore”.
There are a large number of things that she is simply not capable of doing
herself. Yet, there are also well-intentioned actions of healthcare professionals which
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seems to contribute to her increasing boredom and the pervasive dullness. For
example, opening the pouch of cheese, drawing the curtains, and sorting out clothes.
Things which seem not important at first glance but certainly could be of
importance for the process of giving meaning to the situation and contributing in
this way to Mrs. Cannel’s sense of personal identity (Agich, 2003). Laziness and
apathy repress meaning to the background. All her energy seems to have been
drained from her by the stimulus-free environment that the hospital is to her. At the
beginning of her stay there were already some glimpses of boredom, but she also
paid attention to other things, for example, other people in her room. However, this
attention disappeared gradually as her stay became longer. This process, which was
to a very high degree latent, became visible by shadowing.
2.3.2 Being dragged in boredom
As a newcomer in the hospital, the researcher was moved by the feelings of dullness
and boredom which Mrs. Cannel expresses. Spending many hours in the hospital
room, hearing the ticking of the clock, and seeing the view from the window, the
researcher became herself thoroughly aware of the meaning of hospitalization for
Mrs. Cannel. Just as people perceive things through their body, so do they
understand the bodily expressions of others through their body (Todres, 2007). The
extended stay, however, involved besides a rich understanding, also a challenge in
methodological sense. A researcher should not get totally immersed in what the
shadowee goes through. In this case it was experienced that by being dragged into
the dullness of Mrs. Cannel the researcher herself felt less likely to go to her
shadowee.
In shadowing, like in all qualitative research, the researcher is the main
research instrument. That is, he or she decides what constitutes data and where the
focus should be located (Holloway & Wheeler, 2010). In phenomenological research
the presence of the researcher as a person is required. It is not enough for
phenomenological researchers to listen to and to write about their informants'

41

CHAPTER 2. SHADOWING IN PHENOMENOLOGICAL RESEARCH
experiences. In order to reveal the meaning of human existential phenomena, the
researcher cannot stand outside but has to vividly encounter the experiences of the
other person (Dahlberg et al., 2008). The role of the shadower can therefore be
described as 'being there'. 'Being there' means not only to be physically present but
to be emotionally attuned as well. The aim is to come as close as possible to the
experiences of the other by sympathizing with whatever the shadowee goes through.
The result is a kind of shared experience as the case example makes clear. The
researcher felt the boredom of Mrs. Cannel in such a strong way that she became
affected by it. Feelings and thoughts that are evoked by what is seen and heard are
allowed, noted and often give entry to meaningful insights. Being there, however,
does not mean that the shadower is immersed in the experiences of the shadowee.
2.3.3 Contested openness
Objectivity in phenomenological research requires an open attitude. The idea of the
open attitude is rooted in Edmund Husserl's 'epoché'. Husserl (1970), considered to
be the founder of the phenomenology, wanted to let the things show themselves as
they are. In empirical terms this means that in order to understand a phenomenon
in research and describing its essence, taken-for-granted assumptions in relation to
the world must be questioned. This is what Husserl has called 'bracketing'. When
practicing this open attitude, the phenomenon under study is seen through all
previous thoughts, feelings, and opinions that are hold in relation to it (Dahlberg et
al., 2008).
The 'epoché' is something that has continually to be undertaken. Ashworth &
Ashworth (2003) have described this in regard with a study on the lifeworld of a
person with dementia. The question of whether the 'thing experienced' is real or
not, has to be bracketed throughout the process of entering into the experiences
itself. In our research it often happened that the elderly patient was confused or
suffered from a delirium. For example, Mrs. Cannel complained that her husband
had not come along that day, although it was objectively the case that he had visited
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her one hour before. Here, setting aside one’s own criteria of truth and reality and
turning one’s attention to the actual talk and activity of Mrs. Cannel led to the
disclosure of the meaning hospital admission has for her. What she said may be seen
as an expression of her loneliness or boredom. Bracketing in similar situations could
also mean that quite unique and idiosyncratic meanings were discovered.
Openness involves a true willingness to listen, see, and understand and implies
a close and immediate relation to the participant (Dahlberg et al., 2008, p. 188).
In shadowing, when the researcher practices openness, he or she will be touched by
the experiences of the other. In order to not completely immerse in the experience
of the other, reflexivity is needed. Reflexivity is an important condition for
qualitative research projects in general (Holloway & Wheeler, 2010). It is a process
where researchers engage in explicit, self-aware analysis of their own role (Finlay,
2002). Besides being self-reflective, the phenomenological researcher must be selfaware. Self-awareness conveys a general sense of keeping a critical eye on oneself
and one's participation in the world of meanings (Dahlberg et al., 2008, p. 164).
Continuous reflection on what is going on and on one's own feelings as a researcher
is needed to hold on to the open attitude. Also, reflection with others is important.
The presence of another person who can listen and discuss unconditionally, makes
the reflective process and development of self-awareness easier (Dahlberg et al.,
2008). In our study this resulted in the uncovering of some ambiguities.
2.3.4 The ambiguity of uneasiness
While carrying out the shadowing of elderly patients in the hospital we encountered
the ambiguity of the feeling of being uncomfortable. Uneasiness of the shadower
is inherent in shadowing since it feels quite awkward to share much time with an
unknown person without clearly knowing what will be happen and without
intervening in the situation. In the case of interviewing there are some questions to
ask, in shadowing the researcher surrenders to the situation. Thus shadowing
requires a certain amount of courage of the shadower. In our study from time to
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time the researcher experienced awkward feelings of spending many hours in almost
entirely silence sitting next to a bed in a frantically busy environment. Reading
through books or notes helped to some extent, but at times the researcher still felt
inactive and superfluous. This is one of the central aspects of shadowing the
shadower never got totally used to. At the same time, it is precisely this aspect which
also provides valuable insights, as is illustrated by the case example of Mrs. Cannel.
Another aspect that caused feelings of unease in the researcher seemed to be
linked with the position of the shadower as being there. This means that the
shadower senses the mood of the shadowee and is inevitable touched by it. We have
identified this as a strength earlier in the paper. The physical and mental condition
of the shadowee could, however, also make the researcher uncomfortable. From
time to time, for example, the researcher felt that the shadowee talked to her out of
sheer politeness. At other points in time the shadowee seemed remote and the
conversation was filled with many silences. Yet, when the researcher asked if the
shadowee felt too bad to go on, the response was that he or she wanted to continue.
In these situations, the researcher felt completely useless and out of place. Here,
verbal language and body language did not correspond and led to uneasiness of the
researcher. This can be considered as an ambiguity related to doing research with
vulnerable persons. The way to deal with this ambiguity is to be empathetic and
sensitive to bodily and verbal expressions and acting accordingly. This can mean that,
although a situation is meaningful from the research perspective, a researcher leaves
when she interprets her presence as burdensome for the shadowee.
Another cause for the feeling of uneasiness in the researcher was the
shadowee’s misunderstanding of the research aim. Despite repeated explanation by
the researcher, for example, the shadowee continued to interpret the research as a
type of satisfaction survey, or saw the researcher as someone who was in medical
training. Confusion caused that at one day the research goal was understood, the
other day it was not. It could also be the case that family or healthcare workers
misunderstood the research goal. The feeling of not being taken seriously by the
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patient's family or by healthcare professionals resulted sometimes in feelings of
uneasiness in the shadower. Being not familiar with this type of research comments
were made such as “I wish I had your job”. The researcher then repeatedly had to
explain the research method to the shadowees and his or her surroundings.

2.4 Conclusion
Phenomenological healthcare research should include the lived experiences of
a broad group of healthcare users. The method of shadowing can give a voice to
vulnerable people whose voices are excluded from a great part of phenomenological
healthcare studies since a good verbal intelligence is implicitly required to become
included in interview studies. The central aspects of shadowing are the focus on
meanings expressed by the entire body and the extended stay of the researcher in
the phenomenal event itself. During the shadowing the role of the shadower is being
there and adapting to the rhythm and the capabilities of the shadowee. These
characteristics make it possible to explore the experiences of people with less
cognitive or expressive abilities. The shadower acts as an intermediate who makes
the soft and faltering voice of the shadowees sounding louder. Shadowing is not the
quickest way to collect data, nor is it always the easiest one in that it involves various
ambiguities and demands much of the researcher. Yet, shadowing is a promising
method for phenomenological healthcare research since it provides insight in the
lived experience of people who are often excluded from interview studies.
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Story 1 Combing the hair and confusion
You are lying in bed, wearing a satin nightgown with a floral motif. The first thing
you say, in an indignant tone, is that they have not even combed your hair this
morning. Right away you excuse this by saying that the girls are just so busy and that
you will ask them later. You are in room 9, in the corner at the very end of the
corridor. You fell down last Friday night. It happened around 1 AM and you lay on
the kitchen floor for 8 hours until you were found by the housemaid. The ambulance
took you to the hospital. You believe the night on the floor is your own fault since
you did not take the little bell with you. You had an operation on Sunday.
Now you are struggling with pain from Raynaud's disease. With this disease,
you explain to me, the small arteries contract in spasms, cutting off blood to the
tissues. You have it in your right hand. You have no pain from the hip that was
operated on, but your Raynaud’s is bothering you now. Your husband passed away
12 years ago; you have lived in a service flat ever since. Your son lives in Switzerland
and comes to visit you every two weeks; your daughter lives in Belgium. It irritates
you that nobody has combed your hair, you did not ask anybody to do it, but you
certainly will tomorrow. After a physiotherapist has dropped by to explain what is
going to happen over the next few days, you note that the hospital has people for
everything. There is so much help available, you sighs, but ‘you still have to do it all
by yourself ’.
Two days later I see you again. Your socks are pulled up high. Thin white legs
are visible, with red and chapped spots and bruises. You come across as confused,
but still remember me as somebody from the University. You tell me that you are
having delusions; it seems like a scene in a play although you understand that it is
not. You feel like you have to do many things here – you use this sentence a lot. The
hospital wants to stuff you full of medications but you only want half a painkiller.
You can’t manage to break the pill apart and ask me to help. When you want to put
the pill in your mouth it falls on the floor. You just want to lie in bed because you
are so tired. You try to get up but your body doesn’t cooperate and you sigh
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somewhat indignantly ‘I’m not even able to stand up!’ You ask me if I can press the
red button for help; you cannot reach it yourself. A nurse comes in and asks what
she can do. Responding to the question about lying in bed, the nurse explains that
sitting in the chair for a little while is better since it is almost lunchtime and eating in
a chair is somewhat more practical.
Then you start reluctantly eating the soup and grumbles ‘not allowed to go to
bed, that is dreadful! Then I just have to eat otherwise I will never get into that bed’.
You use the gauze on the table as a napkin to wipe your mouth and chin. You eat
and a bit later you say: ‘I should have continued, I simply do not stay up for them!
They say it to you so firmly!’ It bothers you that you have to stay up but it bothers
you even more that you did not argue with the nurse but simply accepted. You are
tired, everything hurts and you want to go to bed. You have no appetite but you
should eat so that you can get into bed. Your children are far away and the bridge
friends are in no condition to make the trip to the hospital. They call you frequently,
though, to ask how you are doing. One day you respond: ‘What can I do? I don't
know what to do. Being old is like being nobody and if they don't believe you it's
even worse. I can’t stand up, I can’t do this, I can’t do that. I'd love to see you, seeing
someone familiar is important.’
So, you spend most of the days in bed or in a chair in the single room. Now
and then a care professional walks in and does work. It is mostly quiet in the room
- the only people who walk down this part of the hall are the ones on the way to
your room -. As the days go by, you get more and more confused and it seems like
you are in a different reality. Do you know I’m in the room? You say a few incoherent
words and I do not know if I have to respond to everything you’re saying, it seems
that you do not expect me to do so. You speak, not really to me, but to the void. A
nurse comes in and efficiently empties the urine bag. When she is gone you ask me
what the nurse did, and after I’ve explained it you seem reassured. You complain
that everything here is so cold and that people in the movie were trapped too. I
notice that the calendar still shows the day before. Time no longer matters.
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Abstract
This paper starts from a care ethical perspective on care and reports on a
phenomenological study into older patients’ experiences of hospitalization.
Although hospital care for older patients is at the centre of attention, questions what
is at stake and what defines quality of care are rarely discussed with a view to the
perspective of older patients themselves. The qualitative observational method of
shadowing was used. Ten patients of seventy five years or older were shadowed from
admission until discharge. The reflective lifeworld approach, based on
phenomenological philosophy, was used to analyse the collected data. For the older
patients included in the study the essential meaning of hospitalization can be
described as feeling an outsider left in uncertainty. The word ‘left’ reveals how
hospitalization is experienced as a solitary struggle with various uncertainties that
are related both to the hospital environment and to the patient’s personal situation.
The essential meaning is composed of the following three constituents: 1) staying in
an inhospitable place, 2) feeling constrained, and 3) experiencing disruption. The
busy walking back and forth of care professionals and the functional character of
involvement, restrain older patients from participating and make them feel
abandoned. Feeling constrained reveals the feelings brought on by the aging body
which are emphasized by hospitalization but often neglected by hospital staff. The
failure of healthcare professionals to recognize and respond to who older patients
are aside from their illness exacerbate the experience of disruptions. To improve
care, hospital staff must be more sensitive to older patients’ uncertainties. Also,
hospital staff should provide older patients with understandable information and
explanation which besides offering patients the possibility to feel involved, meets
their need for recognition.
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3.1 Background
This paper starts from a care ethical perspective on care for older hospital patients.
Care ethics emphasizes the importance of relationships and attention to actual
experiences (Lindemann et al., 2009). Within this normative ethical theory, care is
considered good when it is attuned to the needs of the care receiver (Van Heijst,
2011; Tronto, 2013). This article reports on a phenomenological study into older
patients’ experiences of hospitalization. The qualitative observational method of
shadowing was used which is an innovative research method to study older hospital
patients’ experiences. Phenomenology offers the possibility of studying human
experiences and highlights the ambiguity and ambivalence of these experiences,
rather than simplifying, categorizing or explaining them (Finlay, 2011).
Phenomenological research gives nurses and other health care professionals a way
to reflect on their practice - a foundation from which to act more tactfully and
carefully (Walton & Madjar, 1999).
Older people account for a large percentage of all hospitalizations. In the
Netherlands, where this study was conducted, over twenty-five percent of hospital
patients are seventy years old or older (VMS, 2009). Because of the aging of the
population, the provision of hospital care to older patients is an issue of increasing
importance. Older people have a longer average length of hospital stay and use much
more outpatient care than younger people (CBS, 2014). The quality of care is seen
as a matter of particular concern with respect to this growing group of patients since
the hospital appears to be a dangerous place for older people, if one considers the
numerous studies on functional loss related to hospital admission (Sager et al., 1996;
Convinsky et al., 2003; Hoogerduijn et al., 2007). Often, such loss is not strictly
related to the medical problem that caused admission but is instead caused by
complications relating to medical procedures and the hospital environment. During
hospitalization, older patients usually experience reduced mobility and activity levels
which have been identified as an important cause for various complications (Inouye
et al., 2000). They are at high risk of delirium, falls, medication interaction, and
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malnutrition (Sager et al., 1996; Inouye et al., 2000; Convinsky et al., 2003;
Hoogerduijn et al., 2007). It is not only the physical functioning of older patients
that is threatened while they stay in the hospital; much is at stake psychosocially, as
is demonstrated by a number of qualitative studies (Ekman et al., 1999; Randers &
Mattiason, 2000; Bridges et al., 2010). A review of qualitative, primarily interviewbased studies in acute care settings shows that older patients in hospital often feel
worthless, fearful or not in control of what happens (Bridges et al., 2010). A primary
focus for improvement in hospital care for older people is on promoting patient
safety, avoiding complications, and shortening the length of stay (Kleinpell et al.,
2008; Borghans et al., 2008; Dykes et al., 2010; Labella et al., 2010). However, the
questions what is at stake and what defines quality of care are rarely discussed with
a view to the perspective of older patients themselves. Phenomenological research
enables to reveal this perspective and ‘offers individuals the opportunity to be
witnessed in their experience and allows them to ‘give voice’ to what they are going
through’ (Finlay, 2011, p. 10).

3.2 Design and methodology
3.2.1 Reflective lifeworld approach
This study takes a reflective lifeworld approach, which represents an empirical
application of phenomenological philosophy (Dahlberg et al., 2008). This approach
has emerged from caring science and is mainly used in Northern Europe to examine
phenomena in the field of healthcare (Eriksson, 2002; Galvin & Todres, 2013). The
focus is on the lifeworld, ‘the beginning place-flow from which we divide up our
experiences into more abstract categories and names’ (Galvin & Todres, 2013, p. 25).
It is the world as we live it rather than as we explain it. ‘Reflective’ refers to the shift
in attention that is needed to research the lifeworld and that is called for in all phases
of research. Being reflective about the lived world means ‘making a shift away from
immediate, tangible involvement with the world, into a reflective stance where the
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researcher can view both the phenomenon in question and the research procedures’
(Dahlberg et al., 2008, p. 163).
Inspired by Husserl’s concept of ‘bracketing’ but with a slightly different
meaning, the open attitude of the researcher is called ‘bridling’ (Dahlberg et al.,
2008). The term ‘bridling’ acknowledges the impossibility of total bracketing of
previous beliefs, knowledge, and theories. Furthermore, the researchers’ own
lifeworlds enable them to understand others’ experiences both during the data
collection and during the analysis (Todres, 2007). Bridling, therefore, covers the
meaning of the open attitude more accurately, being called so after the action with
the same name in horseback riding, since one has to practice with the same
sensitivity: in a disciplined interaction and communication with respectively the
horse and the phenomenon. An open and reflective attitude is of vital importance
to carry out objective and valid research (Malterud, 2001).
The aim of reflective lifeworld research is to describe the essence of
a phenomenon - the invariant structure of the phenomenon. This “essence” should
not be understood in ontological terms, nor as fixed. The essence of our study
describes the unity that runs through the wide variety of experiences of the older
patients. In other words, it is the common thread that runs through all the different
stories. An essence is always open, since when the lifeworld changes, meaning
changes as well. The actual essence is composed of meanings that are called
constituents. Constituents are components or particulars of the essential structure,
and thus the essence must be seen in every constituent (Dahlberg et al., 2008).
3.2.2 Research method
In order to gain insight into the lived experiences of older hospital patients we used
the method of shadowing. Shadowing is a particular observation technique used in
qualitative research (McDonald, 2005; Bartkowiak-Theron & Robyn Sappey, 2012;
Van der Meide et al., 2013) in which the researcher (shadower) observes an individual
(shadowee) over a relatively long period. It significantly differs from traditional third-
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person observation, as, in addition to observable data, it requires the researcher to
garner as much first-hand information, comments, understanding and interpretation
from the person being studied (Bartkowiak-Theron & Robyn Sappey, 2012, p. 8).
Shadowing fits a phenomenological research design as it aims to obtain as faithfully
as possible the shadowee’s understanding of the situation. Central aspects of the
method are the focus on meaning expressed by the whole body, and an extended
stay of the researcher in the phenomenal event itself (Van der Meide et al., 2013).
Shadowing can be seen as an unfolding narrative rather than a snapshot of critical
incidents devoid of time or context (Bartkowiak-Theron & Robyn Sappey, 2012,
p. 8). The method allows exploring the experiences of people with lesser cognitive
or expressive abilities and the method is therefore particularly valuable for
researching the experiences of vulnerable people (Van der Meide et al., 2013). Also,
as a research instrument, shadowing may function as a tool of critical evaluation to
understand, through reflexivity, how what is being observed at the micro level is
linked to the macro context (Bartkowiak-Theron & Robyn Sappey, 2012).
3.2.3 Data collection
The study was performed in a general hospital in the Netherlands. To find a general
structure of a certain experience, maximum variation sampling is preferred. The
underlying principle is that ‘with much variation in characteristics, it is possible in
the analytical phase to ascertain those aspects of the experience that are constant
and those that vary across perception’ (Langdridge, 2007, p. 58). Ten patients of
different ages and with different health problems were shadowed by the first author
from admission until discharge. The length of shadowing varied from two to twentytwo days (table 1). Shadowing took place on weekdays and lasted many hours,
ranging from five to seven hours per day. The inclusion criterion was age. We set a
lower bound of seventy-five years since this group has been receiving increased
attention in Dutch hospitals (VWS, 2009). During the shadowing, the researcher
practiced an open attitude by working without an observation list and recording and
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writing down as much as possible of everything she saw, heard and otherwise
perceived. Reflexivity was practiced by the researcher through continual evaluation
of subjective responses, and intersubjective dynamics (Finlay, 2011). This
information was written down and used in the analysis (Todres, 2007). The
researcher wore a hospital badge saying ‘researcher Tilburg University’. After every
period of shadowing, all handwritten notes were immediately transcribed using
Microsoft Word.
3.2.4 Ethical considerations
Ethical approval for the study was given by the Institutional Review Board of the
hospital. The patients were informed personally by the researcher and a letter
outlining the purpose of the study was provided. This letter was also intended to
inform family members and to enable them to contact the researcher. Before giving
consent, the patients were told that participation was voluntary, that anonymity was
guaranteed, and that they were free to end their involvement at any moment.
3.2.5 Data analysis
The data analysis in reflective lifeworld research is based upon the 'hermeneutical
rule' of Gadamer, characterized by “a movement between the whole, the parts, and
the whole.” Because a large volume of data was collected, the analysis was done with
the aid of Atlas.Ti version 6.2. This software program offers tools to manage,
extract, and compare meaningful elements from extensive amounts of qualitative
data. The analysis consists of different phases which must be understood not as
strict sequential steps, but as a continuous back and forth movement. Bridling during
the analysis means that the researchers do not make definite what is indefinite but
aim for a slowed-down way of understanding the phenomenon (Dahlberg et al.,
2008). Individual characteristics such as length of hospital stay, personal living
situation, and age were bridled during the analysis. If the data shows that different
experiences of the phenomenon are attributable to differences in these
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characteristics, this fact is explicitly mentioned in the description of the constituents.
Every phase of the analysis was first done individually by all three authors and
subsequently mutually discussed until agreement was reached in order to establish
peer validation and interrater reliability (Barbour, 2001). Reflexivity in the analysis
was employed as a team activity to improve the rigor and quality of the research
(Barry et al., 2009). The analysis began with repeated and thorough readings of the
cases to become familiar with the data. Then the character of the readings changed
and focused on the meanings of the parts. All meanings were identified, with
meaning units being close to the original text of the observations. The meanings
were then clustered on a more abstract level; this happened through a dynamic
process of going for and backward between the concrete and the abstract (table 2,
3). Then data was again treated as a whole but now with a broader understanding
than initially. The formulation of the structure of the essential meaning and its
constituents occurred through synthesis of the transformed and clustered meaning
units and took place gradually in discussions between the three authors.
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Table 1 - Shadowees in order of shadowing
Marital
Gender Age status

Living situation

Cause of hospitalization

Length
shadowing

1.

Woman 80

Married

Independent

Diabetic foot wound

7 days

2.

Woman 90

Widow

Sheltered housing

Hip fracture due to a fall

14 days

3.

Woman 85

Married

Sheltered housing

Heart attack

22 days

Blood vessel problems in bone
4.

Man

79

Married

Independent

Foot wound

2 days

5.

Man

82

Married

Independent

Follow-up aorta surgery

2 days

6.

Woman 87

Widow

Residential care

Fluid in lungs

4 days

7.

Man

Married

Independent

Anemia

4 days

80

Arrhythmia
8.

Man

82

Married

Independent

Heart condition

3 days

9.

Woman 75

Widow

Independent

Urethra surgery

3 days

Married

Independent

Fluid in longs

2 days

10. Woman 82
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Table 2. Description of the data analysis following the reflective lifeworld

approach (Dahlberg et al, 2008) and with the use of software programme
Atlas.ti 6.2

Phases in the analysis

Atlas.ti

Reading data material several times
Aim: Familiarization with the text and understanding data as a whole
Identifying meaning units
The data is divided into parts. These parts are called meaning
units, since the division of the whole data into parts is done
with respect to the meaning. The meaning units are close to
the original text of the observations and may consist of
statements from patients, and words or phrases that capture
the different meanings of the phenomenon.
Aim: to more fully understand the data
Making clusters of meaning
The meanings that seem to relate to each other are clustered.
The meaning units are translated into abstractions and must
be seen as an intermediate stage on the way to a structure of
meanings (which is not seen in the presentation of the
findings). This is done by asking of every meaning unit 'What
does this mean?'
Aim: to find a temporary pattern of meaning (and to reduce the number
of codes)
Formulating the essence
All clustered meanings are related to each other and the
essential meaning is formulated.
Aim: to formulate that which makes the phenomenon what it is
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Assigning
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manager

Network-view
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Table 3. Example of data analysis: identifying meanings and clustering

Text

Meaning unit

Cluster

She is not able to watch television,
the subtitles are too small. ‘At home it
is better’ she says.

· Not able to watch
television
· The hospital
environment is
different from home

· Normal activities
disrupted

The head nurse enters the room and
asks ‘Captain, what is your weight?’
After he has left the room the couple
laughs about the word ‘captain’. The
woman says that they haven’t told the
nurse about his former job, they both
find it really nice.

· Nurse refers to patient
personal history

· Recognition

‘I hope to be allowed to go home
soon, it’s lonely here (single room).
There is no room in the multi patient
rooms and I’m not allowed to go in
there, I have to keep myself calm.’

· Loneliness
· Heart condition
requires separation
· Fellow patients

· Isolation
· Restrictions due
to sick body
· Normal life
disrupted

There is a woman moving through
the corridor in a wheelchair. Ms. X
says ‘I didn’t dare bring my
wheelchair, so many things are stolen
here.’

· Afraid of theft

· Hospital as
unfamiliar
environment
· Loss of security

She has the impression of being
trapped in the hospital, she continues
saying this. She repeatedly says she
wants to go home, her husband is
there to care for here. ‘We simply
need to be together’.

· Feeling of being
trapped in the hospital
· Wants to be with her
husband
· Different from normal
life

· Absence of the
familiar

This morning she was almost crying,
she says. ‘I would be better off dead
as I’m not allowed to do anything.’
She sounds depressed.

· Not being allowed to
do things
· Despair

· Restrictions due
to sick body
· Loss of meaning
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3.3 Results
In this section we describe the essence of the phenomenon and the constituents,
providing the whole range of description from its most abstract, and invariant
features, to its most concrete, variant instances. The individual voices of the patients
are expressed by the data excerpts to give contextual flavour to the descriptions. For
the older patients included in the study the essential meaning of hospitalization can
be described as feeling an outsider left in uncertainty. The use of the term ‘an outsider’
describes the feelings of ‘not fitting in’ and ‘not belonging to’, and the associated
uncertainty. The experience appears in various variations (constituents) relating to
the hospital environment, the body, and the social self which are formulated as
follows: 1) staying in an inhospitable place, 2) feeling constrained, and
3) experiencing disruption.
3.3.1 Staying in an inhospitable place
A hospitable place is a place where a person feels comfortable, involved in his or her
own way, and recognized as a person for whom the situation carries meaning.
Although the older patients experience the hospital as safe in certain respects, they
do not feel at ease. The proximity of hospital staff provides reassurance that the
physical state is being monitored and that help is at hand in case something goes
wrong. For those patients suffering from heart problems, being in the closeness of
medical equipment contributes significantly to their feeling of safety. However, the
sense of safety seems strictly limited to their body in physical sense.
The observations show that staff are walking back and forth and that hospital
staff typically enter the room for a specific purpose: for example, to draw back the
curtains in the morning, to take a blood pressure measurement or to shower the
patient. Most of the conversations between care professionals and the older patient
are functionally oriented. The researcher witnessed many moments of self-talk in
which the older patients were struggling aloud with their wishes and carefully
evaluating them. Having the impression that care professionals are busy seem to
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make the older patients reluctant to express their needs.
Diffidence about using the hospital button is an example of this ambiguous
safety. On the one hand the older patients know it can be used when nobody is
around and help is needed, on the other hand they are uncertain about what they
should use the bell for as is illustrated by the following example.
Mrs. Green had been short of breath last night and she apologizes to her daughter that she
had not called the nurse sooner. Eventually it had become so bad that the nurse had felt
compelled to call her son and daughter in the middle of the night. She explains to her
daughter that she did not want to wake the staff and that that is why she waited so long.(1)
Whether the older patients request support seem to depend on the perceived medical
relevance. Consequently, seemingly little things can become a struggle, such as going
to the toilet or reaching for something. In contrast to their personal struggle the
observations show many examples in which, without any restraint, assistance is
requested for a fellow patient.
Many actions of care professionals escape the older patients, as they are done
quickly and without explanation as the following example shows.
A nurse comes in and efficiently empties the urine bag. When she is gone, Mrs. Brown asks
me what the nurse has done. I tell her and she seems reassured.(2)
Not knowing what happens to them reinforces uneasiness and uncertainty in the
older patients. Furthermore, it provokes the feeling of exclusion and seems to
prevent active participation. The older patients who were already reluctant to express
themselves say even less when they have no clue what care professionals are doing.
Inhospitable also refers to a lack of shelter and the feeling of not being at home.
We observed little attention to the emotional and existential needs of the older
patients, giving them the feeling of being left to themselves.
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‘For everything is someone, but you have to do it all by yourself, though.’(2)
Despite being constantly surrounded by many care professionals, the older patients
feel alone when it comes to figuring out how to deal with the situation. Many
statements and observations indicate that the older patients do not feel perceived as
a person for whom the situation has a personal meaning. In consequence, much of
their concerns and uncertainties remain unexpressed although they would prefer
otherwise.
3.3.2 Feeling constrained
“Constrained” refers to the decline of the body which provokes uncertainty and
imposes restrictions and requires adjustments. The patients see their health problems
as inevitable and as a part of aging. Although most of the older patients have
struggled with health problems for some time already, hospitalization explicitly
confronts them with their fragile body. Especially multiple hospitalizations within a
short period of time makes the older patient anxious. In all cases, hospital admission
means a loss of confidence in one’s own body. Everyday activities such as going to
the toilet or moving from the bed to a chair can be dangerous. Frustration, fear,
powerlessness and uncertainty are emotions that typically accompany the bodily
decline.
She had had an accident on the bus some years ago and since then everything had been
different. She was on the bus, with a friend when the driver started the bus moving while
she was still standing in the aisle. She fell, broke her hip and ended up in the hospital.
Because of this fall, she now has to walk with a brace and an orthopaedic shoe. ‘Before the
accident I was still able to drive’ she says in an indignant tone. ‘Every time something does
not work, I now curse at the driver.’ (9)
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An important uncertainty that worries the older patients in the study is
whether they will still be able to carry out the activities that are important to them
such as working in their allotment, attending a wedding of a granddaughter, or
travelling with a campervan. Most of the patients living independently wonder
whether they will be able to live at home again. The nursing home looms as a spectre
in the conversations, frequently in connection with stories about friends or relatives
who live or have lived there.
Health problems restrict, and require constant adjustments in the way daily
activities and life plans are approached, as is illustrated by the following example.
Mr. Smith, suffering from a diabetic foot wound, tells about his previous job in hospitality
management and the plans he had for after his retirement: travelling to France with his wife
with their campervan. (…) First they had hoped to go to France in early spring, then in
May, and later in the summer. Finally, they sold the campervan, because his license had
expired after not having been allowed to drive for a long time. Mr. Smith says: ‘It is not a
disaster, but it is different. It was quite difficult to sell the campervan.’ Now they have put
some greenhouses right where the parking place used to be, together with a beautiful climbing
rose. His wife joins in the conversation and says: ‘It is a matter of coping, and so everyone
must deal with the circumstances.’ (4)
The hope, struggle and uncertainty related to the decline of the body and the
physical condition at discharge stand on the foreground in the conversations
between the older patients and the researcher. However, the older patients rarely
speak about this with the care professionals.
3.3.3 Experiencing disruption
Hospitalization disrupts daily life and confronts the older patients with a different
state of affairs. Staying in the hospital means being cut off from ordinary life at
home. Many things that were taken for granted by the older patients, for example,
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sleeping in their own bed, being with their spouse, attending birthday parties, and
going for a walk, have been interrupted. Eating alone, food tastes less, explains one
of the patients.
‘We are used to eat together; I do not fancy eating alone.’ I ask her if it tastes better while
eating together. ‘That is normal, that is how it is when you are married.’ (3)
Being in the hospital also brings the close proximity of other patients. One
man explicitly asked for a single room and is happy to have one – and he spends
most of the day with his wife in the hospital room – they have made it cosy with
flowers, newspaper, and music, like at home. One female patient is in a room at the
end of the corridor where few staff pass by, and she gets few visitors. For her,
hospitalization is coloured by the feeling of boredom. The other older patients
appreciate the company of fellow patients, as these may function as a distraction
from their own situation. Also, fellow patients are seen as people to talk to in an
environment where a lot of people seem to be busy and where time is experienced
as slow and predictable. Fellow patients may provide support as well, and they are
there as subjects to care for.
Disruption also refers to the experience of not standing up for yourself and
to act differently than desired. This is often frustrating as becomes clear from the
following example:
She eats and a bit later she says: ‘I should have persisted. I simply do not stay up for them!
They say it to you so firmly!’ It bothers her that she has to stay up and that she did not
want to argue with the nurse but simply accepted. (2)
Disruption of how the older patients see themselves may also be caused by or
exacerbated by how they are treated by care professionals, as is illustrated by the next
passage that describes a consultation in a memory clinic.
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The neurologist asks if it is all right to administer a memory test. ‘As long as you don’t say
I am crazy’ Mrs Cannel responds. The neurologist follows a questionnaire and asks her,
among other things, for the date, the place, her birthday and her address. Mrs. Cannel
knows the correct answer to many questions, but the question, which day it is today, causes
trouble. “Thursday” she answers, instead of Wednesday. In between the questions she says,
“I feel like I am being watched,” to which the neurologist replies: "You are doing well
enough, but I understand that you feel like this”. He continues with the next question on
the list. After a while, Mrs Cannel again says, "I get the feeling of being stupid." “You are
not,” he responds, followed by a new question. After finishing the test, he concludes by saying
that it did not disappoint him; on the contrary, it went quite well. (3)
Small actions of health care professionals, for example, expressions of interest
in the personal life of the patient, can similarly mitigate the disruption
hospitalization provokes. An example of this is one patient who is called ‘captain’
by a nurse. He appreciates the reference to his past because it is part of how he
sees himself.

3.4 Discussion
Hospitalization of older patients is characterized by the experience of being an
outsider and by feelings of uncertainty. The first constituent of staying in an
inhospitable place consists of three aspects: not feeling comfortable, not feeling
involved in one’s own course of action and not feeling recognized as a person for
whom the situation carries meaning. These aspects refer to lived space: ‘the more’
of the physical space denoting the felt and experiential space (Norlyk et al., 2012,
p.1). Other qualitative studies on older hospital patients (Ekman et al., 1999; Bridges
et al., 2010; Andersson et al., 2010; Ekdahl et al., 2012) express an ambiguous
experience of lived space similar to that emerging from our study: older patients
have great confidence in the medical knowledge of the hospital staff but they are
uncertain because many things are incomprehensible and they do not feel involved.
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An earlier paper in this journal has pointed out that this limited sense of safety is
due to the lack of a good relationship with the staff (Andersson et al., 2010). Our
study confirms this finding and also provides more insights in reasons that may
hamper relational care.
In the method section we have described shadowing as a research instrument
that enables to link individual experiences with the macro context in which they
emerge. A hospital is not only a place where sick people are cared for, it is also a
business (Vosman & Baart, 2008). Another qualitative observational and interview
study shows that decisions about discharge of older hospital patients are dominated
by the preoccupation with the need to free up beds (Ekdahl et al., 2012). The need
to discharge patients was constantly on the minds of all staff: expressed, for example,
by body language, the brevity of the time spent to communication with the patient,
and the content of the communication. This inhibited the participation of older
patients in the decision making on their discharge. Other research describes the lived
space at the hospital as ‘a world of its own’ with a specific atmosphere and a specific
logic that has an influence on how people feel and act (Norlyk et al., 2012). When
the goal of efficiency (although a legitimate issue) is allowed to become dominant,
a risk arises of emphasizing production at the expense of care. Within such logic,
activities of care professionals that are not productive but that take time, such as
consolation or just showing interest in the personal life of older patients, are likely
to be undervalued (Van Heijst, 2011). Moreover, care can then easily become a
routine which may evoke feelings of exclusion in older patients as we have observed.
Our research shows that the busy walking back and forth of care professionals and
the functional character of involvement, restrain older patients from participating
and make them feel abandoned. Older patients are less likely to call for staff when
they feel the staff are busy (Larsson et al., 2004; Norlyk et al., 2012).
The second constituent of feeling constrained reveals the feelings brought on
by the aging body which are emphasized by hospitalization. We noticed that the
hospital staff is focusing on the material realities of the body and far less on the
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emotional adjustment related to bodily decline. In other words, the care
professionals are mainly concerned with merely a part of their life and tend to focus
on the present, whereas the older patients’ experiences cover past, present and
future. Various authors have highlighted the emotions related to impairment,
traumatic events such as a fall, and the challenge to maintain a continuous identity
(Grenier, 2006; Berlin-Hallrup et al., 2009; Barnes et al., 2013). What is commonly
considered ‘frailty’ plays out within the everyday experiences lived in, and in relation
to, the body and the self (Grenier, 2006). Understanding and addressing the
emotional aspects of the decline of the body may improve the likelihood of
appropriate responses to older patients.
The third constituent of experiencing disruptions is closely related to lived
space and emphasizes the social self of the older patient. Older patients bring with
them everything that defines them as who they are such as their history, aspirations,
habits and preferences. Although being in hospital means being physically remote
from significant others, who the patient is in relation to others may color his or her
hospital experiences. For one woman in our study, for example, who has never been
without her husband during the past 60 years, hospitalization means loneliness.
Recognizing and responding to who older patients are aside from their illness may
mitigate their experience of disruptions. A caring response may, for example, be
extending visiting hours for patients who feel lonely.
The hospital has been portrayed as a shared space that lacks peace, quiet and
privacy (Norlyk et al., 2012). Our observations show similar themes with the
exception of privacy. Single rooms are increasingly the norm in hospital care as they
contribute to better sleep, more privacy and a reduced infection risk (Pennington &
Isles, 2013). Our study, however, seems to indicate that staying in a multiple-bed
room may enhance older patients’ well-being. Advantages and disadvantages of
multiple-bed rooms have been discussed earlier in an article in this journal (Persson
& Maatta, 2012). The patient culture of taking care of one another and enjoying the
company of room-mates are considered positive and give a sense of security of both
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patients and nurses. Further research is needed to study the significance of roommates for older hospital patients.
From this study two recommendations can be formulated for hospital
practice. 1) To improve care, hospital staff should be more sensitive to older
patients’ uncertainties by, for example, just showing up in the room regularly to show
their willingness and openness to listen. Our study indicates that older patients have
expectations about the care professionals that are not necessarily met. Care
professionals, on the other hand, may assume that if they are needed, the older
patient will call. This deadlock may be overcome by approaching care as a relational
endeavour, ‘a reaching out to something other than the self ’ (2). Reaching out to the
patient is described as ‘caring for insiderness’ and does not depend on a detailed
understanding of the persons’ situation or world but rather on a non-judgemental,
general ‘reaching-out’ to them, without having to be asked (Todres et al., 2014). The
necessity of this ‘reaching out’ is emphasized by our study, and it is shown that when
professionals are mainly focused on doing things the uncertainties and struggles of
the older patients remain for the most part hidden and unrecognized. 2) Older
patients should be provided with understandable information and explanation. Care
can easily become caught up in routines which may reinforce feelings of exclusion
in older patients. Besides reducing feelings of exclusion, informing and explaining
things to patients offers them the possibility of participating and meets their need
for recognition. Reaching out and recognizing older patients’ ‘insiderness’ may avoid
their feeling of being an outsider, mitigate their experience of disruptions, and create
openings for their involvement.
3.4.1 Limitations
This study has several limitations. First, the quality of the data greatly depends on
the relationship between the shadower and the shadowee. Personal characteristics
on both sides are of great influence and may ease or hinder the formation of a
relationship of trust. As a result, some cases provided richer data than others.
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Second, as in all qualitative research, data gathering and analysis depend very much
on individual research experience. By doing the analysis with three researchers we
have attempted to maximize validity and reliability. By giving a description of the
analysis steps in section 2 and the presentation of data in section 3, we have
attempted to provide maximum transparency to the reader. Third, a limitation of
the study is that the physical presence of the researcher may have influenced the
hospital experiences of the patients (Mc.Donald, 2005). It could be, for example,
that nurses would have entered the room more often if the researcher were not
present. However, the researcher’s physical presence in the situation also led to rich
data and valuable insights. Fourth, the danger of describing a general description is
that it may lose a sense of the particular substance of the experience (Langdridge,
2007). This may partly explain why there is so much overlap in the findings with
studies on the experience of being a patient in general. The disclosed meanings have
many similarities with themes that are described by other phenomenological studies
into experiences of being a patient regardless of age and disease (Toombs, 1992;
Carel, 2012). We might assume that some of the uncertainties and constraints related
to the personal situation are specific for older patients, however, answering this
question requires much more research. Fifth, data is gathered in one general hospital
and is limited to the experiences of ten patients on three different wards. Although
we have aimed to maximize variation in our data, it is possible that another group
of patients hospitalized in several hospitals would show different results.
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Story 2 Greenhouses in the parking lot of the camper
You ask me why I have chosen this research and where I come from. You tell me
that you and your wife have been living in a nearby village for 34 years. You are in
the hospital for a wound on the bottom of your foot. At first the wound was very
small - but it grew. Just last week the vascular surgeon told you the bone was affected
and you had to have an operation immediately. You still do not understand how this
happened so fast and why they didn’t see anything earlier. But you already knew that
something had to be done - you have been struggling with the foot for 1,5 years,
so the news didn’t come as much of a surprise.
The hospital has its own rules. When a nurse comes into the room to give you
a shot, you tell her that this is not right since you are used to swallowing pills rather
than getting shots. Later on, the nutrition assistant asks you what kind of light food
you want to eat. You ask what the choices are and she runs through the menu. ‘It
almost seems a hotel’ you observe jokingly. You were used to work in the hotel
industry and after retirement you and your wife bought a camper. You both love
France and had hoped to go to there in the early spring, then in May, and later in the
summer. Now you have sold the camper because your license expired and it’s been
a long time since the doctors have let you drive. ‘That is not a disaster’ you say ‘but
it is different’. It was quite a step to sell the camper.’ Now you have put the
greenhouses right in the spot of the parking place together with a beautiful climbing
rose. Your wife joins in the conversation and says: ‘It is a matter of coping, and so
everyone must deal with the circumstances.’
You chose not to have children. You did not really want them and in addition,
your wife has asthma so that very often she was confined to bed. Not the best
situation for a young child, you explain. You have enjoyed your life. Worked hard
and travelled a lot. Your life has been mountains and valleys but mostly mountains,
you say. You asked for a single room because your last experience in hospital was
terrible; one of the roommates kept everybody awake. Here in the single room you
are almost never alone as your wife spends most of the day with you. Together you
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make it cozy and a bit like home. Newspapers and magazines are spread out, and
classical music is on. There are beautiful flowers in a vase, brought in by your wife.
You have been suffering from diabetes since you were 60. Tomorrow at 2pm
is the operation. Although you never know if that will come off as scheduled since
the hospital is like the hospitality industry: everything happens fast, unpredictably
and sometimes you have to wait without knowing what for. After talking a while you
sigh and say ‘if only that damn foot would heal!’ You would like to go to France in
the fall, with the car. When you stand on your foot the wound hurts. You are resigned
to the surgery, it has to be done to get further. You give an example of an old man
in France who said ‘Je n’ai pas de courage’. That is how it feels, you explain. You
speak often in the ‘we’ form, everything you say is inextricably bound up with your
wife. You have slept fairly well last night but alone, ‘no hand that you can hold onto,’
you add.
On your bed is an A4 on which your wife has written the medication you use
and in what quantities. You have to keep an eye on it as this morning you got only
one pill of the two you normally take. You have already asked for it three times but
you have not gotten any answer yet. You start again talking about the state of affairs
surrounding your operation. Is it not strange that it took them 1,5 years to figure out
what was wrong? The bone was not affected during all that time, but then suddenly
it was, and it had to be operated on within a few days. You talk about the costs of
all the tests, the wound care, and the driving back and forth to the hospital. You
think it is inexplicable.
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Abstract
Hospitalization significantly impacts the lives of older people, both physically and
psychosocially. There is lack of observation studies that may provide an embodied
understanding of older patients’ experiences in its context. The aim of this single
case study was to reach a deeper understanding of one older patient’s lived
experiences of hospitalization. The study followed a phenomenological embodied
enquiry design and the qualitative observation method of shadowing was used. In
April 2011, one older patient was shadowed for 7 days, five to seven hours per day.
To facilitate understanding in the reader the experiences are first presented in a story
and subsequently analyzed by means of the lifeworld framework. The findings show
that hospitalization is experienced as ambiguous safety, disconnected time, the
feeling of being partially involved, and the struggle to re-attune to the body.
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4.1 Introduction
She doesn’t feel well, she says - she still has a lot of pain; morphine soothes it a bit. She
looks worried. Next week is the wedding of her granddaughter but her foot does not fit in
her shoe. What is she going do now? It is unthinkable to go with a slipper and a shoe, or
should she just wear two slippers? The ECG two weeks ago was not good. This morning
she was almost crying she says, ‘I'd be better off dead… I can do nothing!’
The observation above is about Mrs. Green, an 80 year old lady whose story is
central to this paper. Her diabetes requires regular hospital visits and sometimes
lengthy hospitalization. With the research method of shadowing we followed
Mrs. Green during her stay on the Surgery ward for 7 days and gained an
understanding of her lived experiences. Mrs. Green is one of the many older people
that frequently need hospital care. In the Netherlands, where this study is conducted,
over twenty-five percent of hospital patients are seventy years old or older and this
number will further increase in the coming decade (VMS, 2010). Hospital stays
significantly impact the lives of older people and are often accompanied by
unnecessary loss of function (Convinsky et al., 2003; Hoogerduijn et al. 2006; De
Saint-Hubert et al., 2010). Also in psychosocial terms hospitalization can be
described as a drastic event for older people. Findings of a review including 42
primary studies and 1 systematic study suggest that a hospital stay potentially
engenders significant feelings of fear, worthlessness and lack of autonomy (Bridges
et al., 2010). This review emphasizes the importance of relationship-based care. We
start from a care ethical perspective on care, taking the view that care can only be
called good care when it is relationally attuned to the patient (Van Heijst, 2011;
Tronto, 2013). Care is understood as a practice involving the whole person instead
of the dysfunction, its goal is not repair but support (Van Heijst, 2011). Therefore,
care professionals should focus not only on the medical needs, but also on the
emotional, social and spiritual needs of the older patient.

81

CHAPTER 4. PARTICIPATION IN A WORLD THAT IS OUT OF TUNE
Although there is an increasing number of qualitative studies that explore
older people’s experiences of hospital care, there is a lack of observation studies.
The best way to enter a person’s lifeworld is to participate in it (Van Manen 2014,
p. 318) and shadowing thus seemed an appropriate method (McDonald, 2005;
Quinlan, 2008; Gilliat-Ray, 2011; Bartkowiak-Theron & Robyn Sappey, 2012; Van
der Meide et al., 2013). The added value of shadowing as compared to
phenomenological interviews is that with shadowing, experiences are studied in the
context in which they take place and also that the most vulnerable people can be
included in the study (Kirkevold & Bergland, 2007). We opted for a single case study
because we wanted to capture the particular experience of hospitalization as directly
as possible without having to abstract to a more general essential structure which is
required when including more cases (Langdridge, 2007).
Our study offers in-depth understanding rather than generalizable insights.
However, by describing the lifeworld of one individual we also touch on what is
generic in human experience (Van Manen, 2014). Phenomenology recognizes that
as humans, we are simultaneously unique and uniform; we experience the world in
different ways, but we each exist as a human being with a lifeworld in the same world.
The findings from one single case study may therefore be useful for care practice.
After describing our design and methodology, we present the findings in two stages.
The experiences are first presented in a story as if they transpired over a single day.
Subsequently, the story is reflected upon by describing the various lifeworld
dimensions as they emerge from the story. In the discussion we will reflect on the
insights from this study.
4.2 Design and methodology
This study followed a phenomenological research design and was guided by the
embodied enquiry approach of Les Todres (2007, 2008; Galvin & Todres, 2011).
This approach is a form of hermeneutic phenomenology which aims at evoking
lived experience through the explicit involvement of interpretation (Finlay, 2011).
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Embodied enquiry advocates the importance of ‘using’ the body of the researcher
in collecting and analyzing data, and creating a sense of resonance in the reader to
enter the phenomenon imaginatively. This will make it more likely that the provided
insights will be incorporated in practice (Todres, 2008). The challenge for
communicating phenomenological research is to find a balance between ‘texture’
and ‘structure’. Texture refers to the rich description of individual and personal
experiences. Structure involves a more general level of description in which themes
are expressed that may enhance the understanding of a phenomenon in a variety of
readers (Todres, 2007, p. 8). In focusing extensively on the structural dimension one
can become too distant and abstract, the particular substance of the experience
might be lost. In attending extensively to the textural dimension, however, one can
become overly poetic, and meanings are left implicit without reflection (Todres,
2007, p. 47). The social and perhaps universal significance thus remains concealed.
In order to attend to the textural dimension, the first author started with rewriting
the experiences in a story as if it transpired over a single day. The described events
in the story stood in the foreground in the observations but did not necessarily
happen during the course of the same day. The story is written from a second person
point of view, as this would make the reader feel part of the story and is likely to
reinforce resonance which is even more intensified by using the present tense. The
structural dimension is described in the analysis section.
4.2.1 Research method
Shadowing is an observation method in which the researcher (shadower) observes
an individual (shadowee) over a relatively long period, supplemented by informal
conversations (McDonald, 2005; Quinlan, 2008; Gilliat-Ray, 2011; BartkowiakTheron & Robyn Sappey, 2012; Van der Meide et al., 2013). Although the focus is
on the individual perspective, the context in which the experiences take place is
always taken into account. Observing the state of affairs in the hospital helps to
better understand the experience. Because of the extended stay of the researcher
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and the focus on meaning expressed by the whole body, shadowing allows exploring
the experiences of people with less cognitive or expressive abilities (Van der Meide
et al., 2013). The method is therefore particularly valuable for researching the
experiences of vulnerable people such as older hospital patients. Also, the method
is conducive to gain an embodied understanding of the phenomenon as it is likely
to evoke bodily experiences in the researcher (Todres, 2007).
4.2.2 Data collection
In this paper we present the story of one participant, Mrs. Green. To preserve the
privacy of the participant, the name is chosen by the authors. Shadowing her yielded
rich data material; it included many aspects and nuances of the phenomenon being
observed, and her story was therefore suitable to use for a single-case study
(Dahlberg et al., 2008). The cause of the current admission is an infection on her
left foot on which she has been operated upon on the first day of hospitalization.
Her foot has been bandaged and she has to stay in hospital until the wound has
healed reasonably. She is in good cognitive condition and she lives independently
with her husband. Data were collected by the first author on the Surgery ward in a
Dutch hospital during the spring of 2011. The hospitalization lasted for 9 days of
which the shadowing covered 7 days: during each of these 7 days the researcher
spent between five and seven hours with the patient on the ward. The researcher
wore a badge, which made her role clear to the hospital staff. In order to keep her
attitude as open as possible, the researcher did not use an observation list and wrote
down keywords which she worked out directly after the observation. Throughout
the shadowing period, the researcher asked questions to clarify what had been seen.
The handwritten reports were typed up immediately after the observations. The
researcher also described her bodily feelings that the situation evoked. The embodied
enquiry approach recognizes the possibility of some degree of interembodied
experience between the researcher and the participant. This does not mean that the
researcher has the same experience as Mrs. Green but it means that her words and
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the observations provoke ‘a bodily sense of being present to a whole situation’
(Todres, 2007, p. 39). These bodily feelings did not play a role in the analysis but was
valuable for writing down the story.
4.2.3 Ethical considerations
Ethical approval for the study was given by the Institutional Review Board of the
hospital. The patient was informed personally by the researcher and a letter outlining
the purpose of the study was provided. This letter was also intended to inform
family members and to enable them to contact the researcher. Before giving consent,
the patient was told that participation was voluntary, that anonymity was guaranteed,
and that she was free to stop her involvement at any moment.
4.2.4 Data analysis
To attend to the structural dimension of phenomenological research we used the
lifeworld framework as a lens by which we reflected on the story (Galvin & Todres,
2013). All authors were involved in the analysis of the story. The following five
lifeworld dimensions are distinguished: space, time, intersubjectivity, embodiment,
and mood (table 1). We used these dimensions to reflect on the story and to gain a
deeper insight into the existential meanings involved. These dimensions are
existentials in the sense that they belong to everyone’s lifeworld (van Manen, 2014,
p. 303). The dimensions can, without loss of the phenomenological attitude of
openness, serve as a research heuristic in the description of any particular lifeworld
(Ashworth & Ashworth, 2003; Dahlberg et al., 2008). The dimensions should not
be seen as variables or as distinctive parts, as they are all part of and intertwined in
a larger whole, which is the situated embodiment of the individual (Galvin & Todres
2013).
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Table 1. Lifeworld dimensions and description

Lifeworld dimension

Description

Spatiality

How space is experienced. We may feel close or
distant to others and things.

Temporality

The (dis)continuities of time and how moments of
experience are part of our personal story.

Intersubjectivity

How we are in a world with others. Our sense of self
partly stems from who we are for other people.

Embodiment

How we bodily live in a meaningful way in relation to
the world and others.

Mood

Lived experiences is coloured by mood. Mood is
perceptual, interactive, and a powerful messenger of
the meaning of our situation.

4.2.5 Validity and reliability
In the context of phenomenological research an open and reflective attitude is of
vital importance in carrying out objective and valid research (Malterud 2001;
Dahlberg et al., 2008; Finlay, 2011). During the data collection an open attitude was
pursued by not using an observation list and by writing down as much as possible
of what was observed and felt by the researcher. During the analysis the researchers
adopted an open attitude by refraining from importing external frameworks and by
setting aside judgements about the ‘realness’ of the phenomenon (Finlay, 2011).
Reflexivity was practiced by the researchers through continual evaluation of their
subjective responses (Malterud, 2001; Finlay, 2002). By doing the analysis with three
researchers we have attempted to maximize validity and reliability.

4.3 Results
We start this section with the story of Mrs. Green followed by the description of
the lifeworld dimensions. The key experiences are listed in table 2.

86

DESIGN AND METHODOLOGY
4.3.1 A day in the hospital
The hospital feels most crowded in the mornings. All patients have to get out of bed, washed,
and dressed in a short period of time. You believe the nurses are busy then and it seems
they only enter the room for a specific purpose; to draw the curtains back, to take your blood
pressure or to serve breakfast. It is better not to interrupt them in their activities. Indeed,
they do their utmost: they are friendly and they are there when needed. You can always press
the red button even though you do not use it much. Last night you had trouble breathing
but you did not dare wake up the staff until it became so bad that you had no other choice.
The nurse was alarmed by your condition and decided to call your daughter in the middle
of the night.
Once you hear the sound of the breakfast trolley you know that it must be 7.30am.
You might want to sleep a little longer since the day feels long and not much happens but it
is not really important as you do not sleep well because of all the strange noises. Over the
last sixty-four years you have rarely slept alone and you miss your husband. The hospital
bed feels cold alone. Your husband is getting older and he forgets more and more. You need
to care for him and make sure that the doors are locked in the evenings. He says he’s
managing at home alone but you are not sure. You often feel alone with your anxiety as
nobody seems to realize how his condition is getting worse - even the GP is not really listening
to what you are saying. Here in the hospital, although worrying about how he is doing, you
also enjoy being cared for and being temporarily released from caring for him.
It is quite a struggle to have a shower in the hospital. A sponge bath is sometimes more
desirable than the journey to the bathroom, especially now that the bathroom is in the
corridor and not in your own room. The nurse asks if you want to get showered and after
she reassures you that it is no trouble at all you accept. During the day you are confined to
the hospital bed or to a chair. Your cumbersome and fragile body requires support on at
least two sides and this makes you heavily dependent on the time of the nurses. You
understand that it will be a burden to help you back into bed around 11 AM and take
you out again for the lunch so you never ask for an 11 AM shower. You are worried about
whether you can attend the wedding of your granddaughter, something you have been looking
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forward to for half a year and it is already next week! You are also worried whether your
foot will fit in a shoe. You keep silent about this anxiety, not wanting to bring it up as the
doctors examine your wound.
Around 10 AM the coffee and tea trolley comes along and the lady asks what you
want to drink. You want tea, your mouth is dry. How much you drink is determined by
your sugar level and you are always aware what you have taken in. You prefer coffee to tea;
but tea is more thirst-quenching. The lady hands you a far too large mug of tea and you
point out that you are not allowed to drink so much. She praises you for thinking of that.
Of course you think about that, you never forget sugar! Sometimes you cheat a bit, because
without any sweetness there is no fun in life. And when the nurse says your sugar level is
higher than normal you know why; it is because you snuck in some jam with breakfast.
Just before lunch a nurse comes in and hands you the pills. You ask her if these are the
same as you get at home. The nurse looks at the pill box with different compartments in
which you store your drugs and she nods. You have brought your own needles to the hospital,
they are much easier to use than the ones you get here. You are used to inject insulin at fixed
times and you prefer to keep doing that while you are in hospital.
Around 3 pm, life on the ward starts again, the first people for the visiting hour trickle
in and you expect the coffee and tea trolley coming along. Your husband will be here at
3.40, today accompanied by your daughter, it is her day off. Their visit will provide some
distraction, you talk sometimes with fellow patients but they do not respond much. Your
husband says the rain is good for the allotment. The allotment is your pride; you love to
work in it and to see how everything sprouts. You aren’t sure if this will be possible this
season. If you are at least able to pay a visit! After your husband and daughter have left
you wait for the evening meal. Some bread with tea. Then it is quiet again, patients doze
off and there is little staff around. You notice the ticking of the clock. You watch your
daily program on television alone and fall asleep.
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4.4 Phenomenological lifeworld analysis
4.4.1 Space: ambiguity
Mrs. Green experiences the hospital as safe in certain respects. The nurses are
‘friendly and they are there when needed. You can always press the red button.’
Mrs. Green has been regularly in hospital; however, she does not feel at ease.
Kari Martinsen (2006) has pointed out that the place of a hospital room may have
different meanings. She distinguishes inhabiting (e.g. a roof over one’s head,
satisfaction of certain needs) from dwelling. Dwelling is described by several
phenomenologists and refers to the experience of to be at peace in a place, to be
free, and to be taken care of. The fundamental atmosphere in dwelling is to have a
foothold in existence, which may be described as belonging, being safe, and feeling
at home (Martinsen, 2006, p. 45). This certainly does not describe the experiences
of Mrs. Green. Lived space configures possibilities for movement and action and is
as such related to autonomy (Agich, 2003, p. 136). Although the hospital is not
always busy in a strict sense (as appears from her story) Mrs. Green does have the
feeling that it is better to not disturb the nurses. She knows she can use the hospital
call button but she is afraid of disturbing the nurse and of being seen as a burden.
Her world is not only objectively smaller as she is confined to the hospital bed or a
chair but also subjectively contracted. The hospital appears as a closed space rather
than an open space that invites activity and involvement (Agich 2003, p. 141).
Mrs. Green’s experiences of lived space can best be described as ambiguous safety.
On the one hand it is a safe place where help is at hand while on the other hand she
does not feel comfortable, compromising her sense of control and her level of
participation.
4.4.2 Time: (dis)connected
What stands out in the story of Mrs. Green is how activities in the hospital occur
according to a fixed time regimen. She knows what time it is by the activities that
take place. Our basic orientation to the world of everyday life is in terms of normal
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activities and rituals such as basic tasks of daily living that inevitably have a particular
rhythm and schedule (Agich 2006, p. 146). Lived time is closely interrelated with
lived space. The space as we have described above is dominated by the logic of the
hospital, as is time. The time at which hospital patients are awakened, bathed, and
dressed is determined by the hospital. This is not necessarily a problem but it shows
that the older patient has to adapt to the hospital instead of the other way around.
Time in the hospital appears in this story as a negative pressure rather than offering
a feeling of possibility (Hemingway, 2011). This way of dealing with ‘clock’ time may
have negative consequences for both the older patients and the care professionals
(Bridges et al., 2010; Van Heijst, 2011). Mrs. Green experiences that the nurses are
always pressed for time. To her, their time seems already occupied with functional
activities and there appears little time left for relational connectedness. Mrs. Green
already has a whole life behind her and she anticipates the time ahead. The period
in hospital is ‘just’ an interim and is connected with life before and life after her
admission. Although not knowing what the future holds as her functioning level of
function is unpredictable, she makes plans and is looking forward to being back in
her allotment. However, this rarely comes into view in the hospital, where time is
structured according to its own logic and appears to be disconnected from the
lifeworld of someone like Mrs. Green.
4.4.3 Intersubjectivity: partially involved
’To be’ means to be with others. Someone’s identity stems partly from who he or
she is for other people (Ashworth, 2006). Through intersubjectivity, people locate
themselves meaningfully in their interpersonal world (Hemingway, 2011).
Intersubjectivity refers to the person’s experience of her own presence, agency and
voice within a situation (Agich, 2003).The roles that are highlighted in Mrs. Green’s
story are those of spouse, grandmother, mother, informal caregiver, and diabetes
patient. Besides being a care receiver, she is also a care giver as she takes care of her
husband who shows the first signs of dementia and to a less far-reaching extent she
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cares for her children and grandchildren as well. The story shows how Mrs. Green
is happy to be temporarily relieved from the care for her husband but also how she
struggles in silence with her worries about him. We also notice how her
hospitalization is colored by her hope and concern with regard to attending the
wedding of her granddaughter. Physicians closely monitor the condition of the
wound and nurses make sure that the wound is clean, that Mrs. Green gets her
medication and that basic daily care is provided. Hence as a diabetic patient she gets
adequate attention. The story shows what appears to be an interaction: Mrs. Green
feels partially seen and shows herself only partially. Mrs. Green is well able to make
sure she gets the right medication and whether she gets the right amount of drink.
However, she appears very reluctant in asking for help when she has problems
breathing. And it is only on the last day, when she is informed that she can go home
that she shares her concerns about her husband with a nurse practitioner who
observes her mixed feelings on her discharge. This is understandable given the
dimensions described above. We might even say that she cares for the care
professionals by, for example, putting aside or relinquishing the things she needs.
4.4.4 Embodiment: re-attune to the body
Embodiment refers to the concrete ‘here’ of ourselves. In phenomenology the
physical body is contrasted with the body-as-lived which is the means by which we
carry out all of our daily tasks. The latter concerns the feeling and moving body and
refers to how we meaningfully live in relation to the world and others (Galvin &
Todres, 2013). The physical body and the lived body are intertwined and often in
such a way that we are not aware of it. The bodily self usually acts without thinking.
However, when a person is confronted with disease, the routine, rhythm, balance
and ‘tune’ of everyday living is challenged (Svenaeus, 2000). Illness brings the
physicality of the body to our attention which is essentially out of our control and
gives rise to feelings of alienation. For Mrs. Green, having diabetes has become part
of her life. She has been suffering from it for many years and she knows how to deal
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with it. This is not always easy for her since it involves giving up meaningful matters
such as delicacies and enjoying meals, ‘without salt nothing is actually tasty’ she
observes. The observation at the beginning of this paper shows a glimpse of her
struggle with her limited capabilities and the feelings it provokes. She must
repeatedly find balance between enjoying life and being sensible and ‘listening’ to
her sugar level - that she is well aware of what she can do – the embodied knower is illustrated by the example of the jam with breakfast. The story reads that the nurse
hands a large mug of tea to which Mrs. Green points out that she better does not
drink that amount. In relation to her body she tries to maintain the control she is
used to, injecting insulin herself for instance. The diabetes also gives rise to problems
that are more difficult to control, such as the wound on her foot which causes
hospitalization and which hinders her mobility greatly. Due to the wound,
Mrs. Green is now dependent on others for formerly taken-for-granted activities
such as going out of bed and being moved to the toilet. The wound is also a source
of concern in relation to attending the wedding of her granddaughter and whether
her foot will fit in a shoe. Embodiment pertains to how the world and its possibilities
and limits are experienced (Hemingway, 2011). Mrs. Green’s story shows how she
actively deals with the feelings of bodily alienation and the limitations imposed by
her body. This ‘dealing with’ is never finished; she continuing has to readjust the
erratic body in its living context.
4.4.5 Mood: unhomelikeness
Mood is a relatively long lasting emotional state. Strangeness, not feeling at ease, the
feeling of ‘not fitting’, and disconnection are central in the above descriptions of
the dimensions. Following Svenaeus (2000), we can describe the mood of
Mrs. Green as a condition of ‘unhomelikeness’. Health, he describes, can be
understood as being at home in the body, in relation with others and in the world,
and refers to ‘being familiar with’. With illness this being at home is disrupted and
changes to the feeling of unhomelikeness. Rather than always directly referring to
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illness, the story of Mrs. Green shows that this feeling may also be caused by the
hospital itself. The hospital environment is characterized by activities and speed.
It is structured according to its own logic. Although constantly surrounded by many
people, care professionals and fellow patients, Mrs. Green feels lonely and not at
ease. The interactions with the care professionals seem to reinforce this as
Mrs. Green is merely involved as a patient with a physical problem. Her other
identities disappear to the background while for her they make part of who she is.
Unhomelikeness means the feeling of out of tune with the environment (the
hospital and ordinary life), the rhythm in the hospital, hospital staff, the own body
that ‘behaves’ differently, and the self. The story shows the intertwined nature of
this mood.
Table 2. Thematic lifeworld analysis applied to case
Lifeworld dimension

Hospitalization as experienced by Mrs. Green

Spatiality

Ambiguity

Temporality

(Dis)connected

Intersubjectivity

Partially involved

Embodiment

Re-attune to the body

Mood

Unhomelikeness

4.5 Discussion
Although the hospitalization of Mrs. Green covers a defined period in time we have
seen that it should be understood as part of her larger story; her history, living
situation, relations, and aspirations. Our analysis has disclosed the complexity and
ambiguity of Mrs. Green’s experiences of hospitalization and gives insight into her
needs. First of all, the story and the analysis paint a counter image of the dominant
understanding of safety in hospital care. There is worldwide increasing attention for
making the hospital a safer place. Safety precautions generally seem to focus mainly
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on the functioning body, such as avoiding falls (Oliver, 2000), malnutrition (Holyday
et al., 2012), and medical errors (Wachter, 2010). Our findings underpin existing
knowledge that suggests that the physical environment is central for the well-being
of patients (Lawson 2010; Norlyk et al., 2012) and stress the importance of taking
into consideration safety as a lived experience. The two may interact as well as is
clear from the incident when Mrs. Green does not dare to ask for help during the
night. In a paper that revisits phenomenological studies on patients’ lived space at
the hospital and at home, the lived space at the hospital is described ‘a world of its
own’ (Norlyk et al., 2012). The hospital setting seems to have its own logic and
atmosphere that patients cannot influence. Consequently, ‘the hospital occupies and
almost absorbs the lifeworld’ (Norlyk et al., 2012, p. 6). The story of Mrs. Green
concurs with this study and provides a clear understanding of how lived space is
interrelated with the experiences of the other lifeworld dimensions.
Disconnected time is the second theme that emerges from our study. Time
in the hospital appears as ruled by systemic considerations. Shortening the hospital
stays of patients in general and older patients in particular is an important policy aim
of hospitals (Borghans et al., 2008). Although a legitimate issue, too much focus on
the goal of efficiency may cause that activities of care professionals that are not
productive but that take time, are less valued. Experienced time is intrinsically related
to experienced space and atmosphere. Healthcare professionals that walk back and
forth give off the impression that they are busy and influence as such the dimension
of intersubjectivity that also refers to person’s experience of her own presence,
agency and voice within a situation (Agich, 2003). Lack of affective and emotional
engagement causes Mrs. Green to experience feelings of isolation in a busy
environment. Another study also shows that nurses are often invisible to the patient,
unless they are providing care to address a physical need (Mitchell & McCance,
2012). The focus of the hospital on the here and now and what needs to be done
makes that the future of possibilities that is of significance to Mrs. Green remains
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unseen. Attention for this future in care giving, however, is vital to promote patients’
health and wellbeing (Galvin & Todres, 2013).
The concept of frailty plays an important role in discourses on older hospital
patients and usually refers to an increased risk of disease, decline and dependence
related to ageing (Bergman et al., 2007). In hospital practice, the degree of frailty is
increasingly being measured and interventions are applied accordingly. Although this
might benefit the older patient by ensuring that he or she remains in a better
condition it can also have serious drawbacks because it merely focuses on one aspect
of embodiment, namely, the physical body. In order to provide good care healthcare,
professionals must also be attentive to how this physical body is lived. Our case study
shows that for Mrs. Green dealing with her ill body and the limitations it imposes
stand in the foreground as a main concern during her hospital stay.
We described mood as unhomelikeness. The results illustrate that mood is
both perceptual and individual as well as in interaction with the world. Mrs. Green
feels out of tune with her own body, but also with the unfamiliar environment of
the hospital, the hospital staff and in a certain way also with her embodied self in
that she acts differently than she actually would wanted. Mood is entirely different
from emotions that are an inner state and must likewise not be confused with
satisfaction. Patient satisfaction can be understood as a distillation of perceptions
and values (Kravitz, 1998) that functions as an indicator to measure the success of
doctors and hospitals (Prakash, 2010). Although patient satisfaction outcomes have
become very influential in healthcare it is not evident that they mirror what matters
most to the patients. Mood provides information on how a situation is lived by the
patient and provides as such clues for tailored care. Attending to the moods of the
patient requires a specific kind of attitude of healthcare professionals, one of
disciplined passivity in addition to care as an activity; ‘a mode of letting (come), of
waiting for what eventually turns out (or not)’ (Vosman & Baart 2011, p. 209).
In this paper, we have described five experiences that stood in the foreground
for Mrs. Green during her hospital stay. Some of the described experiences might
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seem in conflict with dominant images as touched upon in the discussion. The goal
of care is the well-being of the one in need of care and this should therefore be the
guiding principle in the provision of care. Care ethics has shown that care is not only
a practice of individuals but that it is political as well (Tronto, 2013). Care is provided
within and by institutions, and systemic pressure may diminish the space in which
professionals can care (Van Heijst, 2011). In this paper, this is illustrated by, for
example, the fixed breakfast times or the limited time that nurses have for dispensing
medications. Within care, different experiences and responsibilities must be
balanced. Care is therefore an ongoing practice in which different needs (rather than
rights) of different people are continuously taken into account. Bearing in mind the
different lifeworld dimensions can help to discover the needs of older patients. The
lens of the lifeworld enables a broader perspective and opens up wider possibilities
of care which may limit the experiences of unhomelikeness.
4.5.1 Study limitations
A limitation of the study is that the physical presence of the researcher may have
influenced the hospital experiences of the patient. In addition, shadowing requires
much interpretation by the researcher and an important question in embodied
enquiry concerns the question: ‘whose experience is it?’ (Galvin & Todres, 2011).
The presentation by way of a story written down by the researcher makes this
question even more relevant. Embodied interpretation shares an epistemology with
other hermeneutic perspectives and acknowledges that meanings are always ‘in
between’ (Galvin & Todres, 2011) and that the findings of phenomenological studies
are ‘always on the way’ (Todres, 2007). Another limitation is that this story considers
only one patient and that the results should not be unduly generalized. We may also
wonder whether the story of Mrs. Green could be a shared story of older patients
or hospital patients in general. The disclosed meanings have many similarities with
themes that are described by other phenomenological studies into experiences of
being a (chronic) patient regardless of age (e.g. Svenaeus, 2000; Toombs, 2001). This
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is interesting because it would indicate that in many ways older patients are no
different than younger patients. However, this assumption requires further research.
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Story 3 A former captain in the hospital
You’ve been suffering from heart problems for a while. Last week your wife noticed
something different about you; you were not playing the piano anymore. At her
insistence you went to the GP but he couldn’t find anything wrong and you went
back home. You needed help going to bed on Friday evening, your wife was worried
and didn’t dare sleep. She called the neighbor (who is a nurse) to ask for advice and
then things got going - the ambulance was called and brought you to the hospital.
‘Imagine that I had slept next to him! The doctor says he would never have survived
the night’ your wife says, relief sounds in her voice.
You say you used to sail, your wife often went with you. You’ve seen a lot of
the world and now you’re happy sitting in the garden with a glass of orange juice.
Here in the hospital, you asked for a single room and your wife is most of the time
with you. Together you read the newspaper and some magazines. You both try to
make it a little cozy here. When a nurse practitioner walks in the room asking:
‘Captain, what is your weight?’ you smile. After he has left the room you say you
really appreciate this guy, he’s such a friendly nurse and always optimistic and
interested. Your wife adds that they didn’t tell him about his former profession,
‘should it be in his file?’ she smiles.
You talk a lot about aging, ‘the older you get, the faster time goes’ your wife
adds. ‘When you’re young there are fixed milestones you’re looking forward to, but
later, days are more the same and time flies.’ You add that you don’t want to be an
old man’ and your wife responds that you’re already one. You have lately gone to
many cremations, almost one a month. You keep an eye on the heart monitor that
indicates how you're doing. And your wife says ‘look what a beautiful heart you have!
And you’re doing it all by yourself, you’re not connected to anything anymore!’
Sometimes you get enthusiastic or a bit frustrated about the topics we discuss and
then your wife calms you down because you have to think about your heart. You’re
quite satisfied with the care in the hospital but you think it’s a hassle to get drugs and
let your wife therefore go to the pharmacy where you usually get your medicines.
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The day after the heart catheterization you’re reading a leaflet in order to
understand exactly what they did to you. You call it ‘tinkering with the body’ – that
what they are doing here in the hospital. You find it interesting to know how that all
works, the technology in particular fascinates you. You used to work with machines
on the boats you sailed and there have been such a great development in technology.
Almost everything seems possible now, you say smiling.
You’re patiently waiting until your discharge and you make the best of it.
You’re friendly to everybody in the hospital and show interest in them, you also want
to know more about me. Where did I grow up and do I have brothers and sisters?
You reflect regularly on your situation and you admit you would rather have had it
work out differently but you take it as it is. Recently, you’ve been reading the Bible a
lot, you’ve always been a religious man but now you’ve a greater need than normal
to read in it, and after all, you’ve plenty of time now, you add. The care is good you
say, there is nothing to complain about. The nurse practitioner comes along to say
goodbye, he explains that he is not working the next few days and you probably
won’t see him again. You have had a lot of luck with him, you say when he has left
the room.
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Abstract
Patient participation in healthcare is highly promoted for democratic reasons. Older
patients make up a large part of the hospital population but their voices are less
easily heard by most patient participation instruments. The client council can be seen
as an important medium to represent the interests of this increasing group of
patients. Every Dutch healthcare institution is obliged to have a client council and
its rights are legally established. This paper reports on a case study of a client council
in a hospital and shows how equality as the core democratic value manifests itself in
practice and marginalizes the voices of older patients. Based on the work of Joan
Tronto we show that sameness is the driving force behind the functioning of the
client council which leads the council to operate as part of the hospital system.
Consequently, important aspects of the hospital practice remain out of sight. To be
of greater value for all patients we argue that successful patient participation requires
not only equal opportunities but also ‘the condition of equal voice’.
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5.1 Introduction
Older people represent an increasing group of patients in the hospital. In the
Netherlands twenty-five percent of the hospital patients are seventy-five years and
older and this number will further increase in the coming decade (VMS, 2009).
Older patients receive much attention in Dutch hospitals. Hospitals are obliged to
screen every patient of 70 years and older for four risk factors; delirium, falls,
malnutrition, and physical limitations (VMS, 2009). Various screening instruments
are used to identify at an early stage frail older people who are at risk for adverse
outcomes (Hoogerduijn et al., 2010; Gobbens et al., 2012; Hoogerduijn et al., 2012).
Several interventions are applied to improve or stabilize the functioning of older
patients (Hickman et al., 2007; Gray, 2007; Heim, 2013). A certification of Senior
Friendly Hospitals has recently (October 2013) been introduced with the aim of
making hospitals a better place for older people (De Booys et al., 2013). The study
of which this paper is drawn adds another perspective and focuses on the
experiences and participation of older patients in hospital care. The experiences have
been examined by means of a phenomenological study (Van der Meide et al., 2014).
This paper reports on participation and investigates how the voices of older patients
are represented in the hospital.
“Patient participation” has become a common catchphrase in the field of
healthcare and is recognized as a key component in the redesign of health care
processes in many Western countries (Trappenburg, 2008; Longtin et al., 2010). The
increasing emphasis on patient participation began around 1960 and coincided with
social movements like feminism and the labor movement. These democratic
movements were characterized by a profound suspicion and distrust of constituted
authority and power. They shared a commitment to autonomy and equality
(Rothman, 2001). Patient participation is expected to make decision making more
democratic and to increase the quality of decisions, however, empirical evidence is
not yet there (Van de Bovenkamp & Zuiderent-Jerak, 2013). The Netherlands is one
of the most advanced countries in giving patients a say in health care policy on
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a national and institutional level (Van de Bovenkamp, 2010). In 1996 the ‘Law
participation of clients in health care institutions’ (Wet Medezeggenschap Cliënten
Zorginstellingen) was introduced (Box 1). According to that law every care
institution should have a client council to promote the common interest of patients
(http://wetten.overheid.nl). The client council can be seen as an organized
countervailing power to promote equality between the hospital administration and
patient representatives. The ongoing privatization in health care and market forces
may increase the importance of client councils even more in their role of advocating
the interests of patients. However, evaluations and research on the national level
indicate that the practice of client councils in the hospital often does not produce
the hoped-for benefits (De Savornin Lohman et al., 2000; Van Gelder et al., 2000;
Hoogerwerf et al., 2004; Van der Voet, 2005; Trappenburg, 2008; Van der Kraan &
Meurs, 2008).

Box 1. Client councils in the Netherlands
The objective of the WMCZ is formulated as: ‘promoting the
participation of clients in health care institutions that are financed
from public funds in the field of social care and health’ (De Savornin
Lohman et al., 2000). The rights of client councils are divided into
three types: 1) Advisory right: the client council can give advice or an
opinion on any topic; 2) Substantial advisory right: client council
agreement may be required for enactment of some plans of the
caring administration; 3) Right of initiative: the client council can
always make proposals on all sorts of subjects.
(http://wetten.overheid.nl)
In this paper we examine the functioning of a client council in the hospital
by means of a case study. Our research question is: How does the client council as
an instrument to promote equality operate in hospital practice and what does this
imply for the voices of older patients? Due to impaired cognition and mobility the
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voices of older patients are less likely to be heard in other forms of patient
participation such as focus groups, interviews, questionnaires, and meetings with
patient organizations. The client council seems therefore the appropriate way to
represent the interests of older patients. This is recognized by the client council in
our study as it designated the issue of ‘older patients’ as an important focal point for
the year our study was conducted (2010-2011), implying that the perspective of this
patient group would get particular attention in their activities. After presenting our
findings we will discuss these more in-depth from a critical perspective on
neoliberalism as expressed by Joan Tronto (1993, 2013). Her work shows that many
democratic practices are based on a quite particular notion of equality.

5.2 Methods
5.2.1 Design
This study follows a qualitative case-study design as it fits our purpose to examine
how the client council operates. A case study is an empirical enquiry that investigates
a contemporary phenomenon within its real-life context, especially when the
boundaries between the phenomenon and context are not clearly evident (Yin,
2003). A case study is a design frame that may incorporate a number of methods
(Thomas, 2011). Characteristics of a case study are a small sample size, attention to
contextual detail, it concerns a situation in a natural setting, it provides a description
that is bounded in time and space, and the use of multiple sources of data (Stake,
2000). In a case study the case is the subject of the study and the object is an
analytical frame within which the case is viewed and which the case exemplifies
(Thomas, 2011). The object can less straightforwardly be identified than the subject
and might emerge as the study progresses (Ragin & Becker, 1992). The subject in
our study is a client council in a hospital and the object is the client council viewed
as a democratic instrument to promote equality between the hospital board and
patient representatives.
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5.2.2 Setting
The setting was the client council of a large general teaching hospital in the
Netherlands. Our study was conducted within the framework of a strategic program
of the hospital called Professional Loving Care (Van Heijst, 2011). This 5-year program
started in 2009 and aims to discover, give shape and study ‘professional loving care’.
The program involves qualitative research into patient experiences and promotes
professional learning through communities of practice (Wenger, 1998). The hospital
provides care for an immediate patient area of about a half million residents. The
hospital has 673 beds and 28 specialisms. In 2012 there were 522.088 outpatient
visits and 26.957 people were admitted to the hospital. The client council in this
hospital was officially established in 2001. From 1996 until 2001 the hospital had an
informal council to find out whether the council could function properly and if its
existence had an added value for the hospital. The council exists of nine members
and the composition changes; a councilor can be active for a maximum of 8 years.
The client council meets once a month (except for July and August) of which four
times a year with the Board of Directors.
5.2.3 Data collection and analysis
The data collection took place in the period from November 2010 to April 2011 and
was carried out by the first author. Data were collected from three sources;
1) attending and observing meetings from the client council, 2) interviews with
individual councilors, and 3) documents such as annual reports of the client council
and the hospital and the agendas of the council. The first source of data were field
notes and audio recordings from direct observation of the meetings. Seven meetings
were attended of which five meetings were audio recorded. Two of the meetings
took place with the Board of Directors and at these meetings the researcher was not
allowed to take notes or to record what was said since the information had to remain
confidential. These meetings are not part of the data, with exception of the agenda
topics. The researcher had no participatory role in the meetings. Notes were made
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of what was observed and a report was made afterwards on the basis of the audio
recording. The second source of data were semi-structured interviews with
councilors. The questions of the interview were formulated in an interview guide
with a focus on three specific issues: own experiences, the role of the council and
attention for older patients (box 2). Interviews were conducted with the four
councilors who were willing to participate. The other five would rather not be
interviewed because of a lack of time. Three interviews took place at the university
and one in the hospital. The interviews were conducted at the end of the data
collection period after which the researcher no longer attended the meetings. The
interviews were recorded and transcribed verbatim right after the interview had
taken place. The length of the interviews varied between 45 minutes and 90 minutes.
The third source of data were documents and consisted of the annual reports (2010
and 2011) of the client council and the hospital, the agendas of seven meetings, and
the minutes of five meetings. The researcher made a summary of all three kinds of
documents.
During the analysis the reports of the meetings, the interview transcripts, and
the summaries of the documentation were carefully read separately by the first
author and discussed with the second and third author. A case study may provide
answer to ‘how’ and ‘why’ questions (Yin, 2003). The ‘how’ questions were asked to
the data material and are listed in box 3. The results are described in the next section.
To understand better why the client council acts as such we used the work of Tronto.
This is discussed in the fourth section of the paper.
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Box 2. Topic guide for interviews
Personal experiences
 What was your motivation to become a member of the client
council?


What were your expectations?



What are your experiences?

Client council
 How would you describe the role of the client council?


What is the contribution of the client council? (hospital and
patients)



On which behalf speaks the client council?



Could you give some advantages and disadvantages that the
existence of the client council entails?



Could you say something about the involvement of the client
council in decision-making processes?



What should get extra attention in the client council?

Older patients
 How is attention given to older patients within the client council?

Box 3. Questions for the data analysis
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How is the client council composed?



What does the agenda look like?



How does the client council act and how would they like to act?



How does the client council represent the voices of patients,
especially voices of older patients?



How do client councilors perceive the role of the client council
and its added value?



How do client councilors perceive the relation with the hospital
board?

RESULTS

5.3 Results
5.3.1 Composition of the council
The client council consists of 9 people: four men and five women. The functions
are: chairman, vice chairman, secretary, treasurer, and regular member. There are five
regular members. All members are middle aged and well-educated. The members
feel connected with the hospital in their environment and have affinity with patients
interests. The councilors act on a voluntary base, receive an expense reimbursement
and have the opportunity to take courses. The council determines its own
composition and new members are sought in the social networks of the councilors
and if this is not successful an advertisement is placed in the local newspaper.
According to the interviewees the council consists of a diverse group of people with
different characters and qualities. One of the members says: ‘Everyone has his quality.
One has management and organization experience, the other in healthcare and I have a financial
background.’ (3) Some of the functions such as the treasurer and the chair require
specific knowledge and skills. New members for these functions are selected on the
basis of these requirements.
5.3.2 The agenda
The monthly meetings last for two and a half hours and are held during the evening
in a conference room on the ground floor of the hospital. During the meetings a
wide range of topics is discussed. In the interviews the client councilors state that
the agenda is determined by the client council itself although some of the items
cover mandatory advice to the Board of Directors. Table 1 lists the subjects that are
discussed in the meetings. The client council has a high workload with reasonable
abstract policy issues such as an upcoming merger, the financial budget, and the rules
of a hospital commission that investigates adverse event in medical care. Therefore,
a rather formal language is spoken in the meetings. The researcher noticed that the
client councilors take on the discourse of policy makers and managers and not the
language of laymen.
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Table 1. Topics on the agenda
Meeting 1


Presentation quality manager



Hospitality with stars *



Advice preliminary discharge date



Committee unintentional damage



Study day client council

Meeting 2


Presentation by care managers



Advice adverse event



Various new articles and LSR news (National center for patient
participation)



Hospitality with stars

Meeting 3 with BoD


Renovation main entrance



Regulations adverse event



Initial findings NIAZ (quality mark) re-accreditation



Financial budget Relationship Board of Directors and
Partnerships doctors



Questions of the client council to the Supervisory Board:
- Position
- General
Meeting 4
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Advice adjustment nutritional assortment



VMS (safety program)



Evaluation report renovation ward



Application procedure new members



Work plan client council



How to deal with LSR news

RESULTS
Meeting 5


Concept evaluation report renovation ward (pilot)



Work plan client council



Procedure applicants



Action list

Meeting 6 with BoD


Remuneration medical specialists



Professional Loving hospital – state of affairs



Procedure advice and decision making



Integral obstetric centre



Integral care teams



Vacancy 2nd jurist



Collaboration with other hospital

Meeting 7


Presentation facility managers



Evaluation report renovation ward



Renovation main entrance



Hospitality with stars

*Hospitality with stars is a tool to assess aspects of hospitality in
hospital care (www.zorgmetsterren.nl).
5.3.3 The actual role of the client council
The councilors agree on that the current role of the client council is to represent the
interests of patients by looking very critical to policymaking and organization in the
hospital. The members assess the policy proposals by asking themselves ‘would this
be good for the patient?’ That members did this was not explicitly observed in the
meetings since discussions often remained on an abstract level. One of the
councilors formulates it as follows: ‘I believe we are like a gadfly, asking critical questions
and also being very critical to see whether the policy is correct. (…) The client council is the eternal
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drop in the ocean, and that will penetrate at a given moment.’ (member 4) The first member
says ‘Keeping a finger on the pulse of the hospital administration. When decisions need to be made,
we always look at the interest of the patient, an evaluative role so to say.’ (member 1) Another
member is especially focused on the legal powers of the council. He perceives it as
the role of the council to use these powers in the best possible way. All the members
admit that they act from a quite reactive attitude; they get a proposal from the Board
of Directors and they give advice.
5.3.4 The desired role of the client council
The interviews show that the current role of the council does not correspond with
the desired role. One member experiences a too great distance with what actually
happens in hospital practice. Discussions in the council often involve abstract rules
and policies and the actual patient seems far away. She states that ‘there is a somewhat
steering agenda behind which is not based on real issues.’ (member 1) The client council was a
much more formal organ than she had expected it to be. She would like to have
direct contact with patients and sees it as the task of the councilors to go for a walk
through the hospital and talk to patient themselves. ‘I think come on, we need to be more
active, more active and not so formal! It really is a formal body, we get something and we approve
or disapprove it, that's not quite as I would like it to be.’ Although the other three councilors
are satisfied with the topics being discussed in the meetings they also find that the
council could play a more active role. Often the council takes too much a wait-andsee attitude, partly because of her evaluative role. ‘I think we should act more proactive,
looking around by ourselves, just walking around on a ward to see how it is.’ (member 4) A cause
mentioned for the passive role is that the councilors feel already busy enough with
reading all the reports and advices. Another reason is that they sometimes receive
documents of the Board of Directors too late so that no time is left to take action
themselves. One of the members (member 1) suggests that the client council should
divide tasks so that more time is left to occasionally visit the hospital and talk to
patients.
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5.3.5 Personal motivations and the perceived value of the council for hospital patients
The motivations to become a member of the council are diverse. One member has
a clear mission to make the hospital more senior friendly and he believes this requires
a geriatrician, a specialism that is currently not available in the hospital. The other
had just been retired and wants to make a useful contribution to society. Since he
had always worked in financial business the decision was quickly made when he saw
the advertisement for a treasurer of the client council. His motive is to ensure that
there will be no cutting downs on issues that disadvantage patients. Another member
sees the client council as an important body within the organization of the hospital
and she wants to contribute to this. The client council ‘is the only place in the hospital
where patients may have little impact.’ (member 1) Member four has also been retired and
he has joined the client council because he wanted to do something meaningful.
In the interviews the councilors were asked whether and how they think they
contributed something for the hospital patients. The members say that by the
existence of the client council the hospital board is forced to take the patient
perspective into account. The hospital administration promotes the interests of
patients but they have other interests too, and for the client council patients are the
only interest. ‘Without the client council the hospital may become a factory where production is
the only concern.’ (member 2) Another member compares the client council with a work
council ‘We’re a bit in the same line as the work council, although we don’t talk about personnel
but about customers.’ (member 3) The client council has a clear added value according to
one member who says that ‘it is because of us that they are forced again and again to sit at
the other side of the table.’ (member 4) The councilors believe that without the client
council the hospital practice would be different; much less positive for the patient.
5.3.6 How councilors understand patient experiences
The client council has no direct contact with patients and they use experiences from
their personal lives and the outcomes of patient satisfaction surveys to be able to
represent the patient perspective. The client council once tried to talk to a delegation
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of patients, but it was not very successful as nobody showed up. Organizing
meetings with patients will take too much time as well and everybody is already so
busy with reading everything required. Lack of contact with patients is simply a given
as one of them formulates: ‘You represent the patients in a different way since you can hardly
talk with them all. So you must draw on your own experience. You hear something from family,
acquaintances and friends. Everything you pick up can be taken as input. So that’s how I’m
working.’ (member 3). Member one believes the council does not really know what
patients experience in the hospital and what they need, and she says that, although
the topics on the agenda are all patient related it should be more concrete. The others
councilors would prefer to have more indirect contact to find out what is important
for patients, they mention information from patient participation methods such as
exit interviews and shadowing. They, however, do not see it as their role to carry out
these methods themselves. Exit interviews are held with patients just before
discharge and questions concern their hospital experiences. Shadowing means that
somebody from the hospital observes a patient during some hours to get more
insight in how it is for patients to be in the hospital.
5.3.7 Representing older patients
In the context of the program ‘Professional Loving Care’ the client council designated
older patients as their focal point for the year we carried out our study. However, the
researcher noticed that in the seven meetings of the client council that she attended,
the perspective of older patients was explicitly mentioned only once. In meeting 7
the facility manager was asked for explanation with regard to a nutrition policy for
older patients. The researcher asked the councilors in the interviews in what way the
council had paid attention to (the experiences of) older patients. One of the
councilors said ‘not explicitly, in any way, by just ... you know within that general framework
(the regular agenda).’ (member 1) Another member answered that ‘everyone has an old
aunt or uncle. How should you get that experience otherwise? (member 2) The third member
referred to the growing number of wheelchairs that are parked at the entrance of
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the hospital: ‘Older patients are taken into account to some extent. You could say they are
vulnerable, so for example the wheelchairs, that's one of the things we have advocated, more
wheelchairs on the right place.’ (member 3) The fourth member was committed to
appointing a geriatrician to strengthen care for the elderly. He believes that a
geriatrician will improve the quality of hospital care to older patients since then ‘there
is a greater awareness for what is feasible, useful, and how it is in relation to the physical and
psychological.’ (member 4)
5.3.8 The hospital board
The relationship with the Board of Directors is highly valued and is repeatedly
mentioned as good in the interviews. The annual report of the hospital of 2010
states that the client council has become a serious partner of the Board of Directors
and that it has a firm position in the hospital. One of the members talks about the
dual role of the council and he mentions a risk the council should be aware of.
‘On the one hand we are a gadfly, on the other hand, we have to actively join in the conversation.
However, we must be careful of becoming totally caught up in the process so that, in the end, we
cannot say anything.’ (member 4) None of the four interviewed members remembers a
situation in which the council did not agree with the proposals of the Board.
A complaint expressed in three interviews is that the Board of Directors sometimes
tell the client council about proposals when it is too late to do anything about them.
If this happens the client councilors feel that they cannot do but agree with the
proposal.

5.4 Equality as sameness
For a reflection on the findings of our case-study in order to give an explanation for
how the client council operates in hospital practice we will use the recent work of
Joan Tronto (1993, 2013). Tronto is a political scientist who re-formulates the ethics
of care as a socio-political theory. The ethics of care is a normative ethical theory
that emphasises the importance of relationships (Gilligan, 1982; Sevenhuijzen, 1998;
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Lindemann et al., 2009; Van Heijst, 2011). Tronto describes political practices as
circles of power, the prominent people standing in the middle and the marginalized
standing outside of the circle. The client council can be understood as a political
practice since it concerns power and status; it is established as a democratic
instrument to distribute power and to create more equality.
The hospital board can be seen as originally standing in the middle of the
circle of power where decisions are made about the policy and management of the
hospital. Dutch hospitals have four consultative bodies: 1) The association of
medical staff represents the interests of the medical specialists and other academic
staff of the hospital. 2) The work council represents all the employees of the
hospital. 3) The nurse advisory council represents the interests of nurses.
4) The client council promotes the interests of patients. For the purpose of this
paper we will only discuss the fourth consultative body. Patients as represented by
the client council are legally permitted into the circle of power (Box 1). What we
observe in our case study, however, is that this admission into the circle seems to
have certain implications and that granting legal rights is not sufficient to create
equality.
Tronto shows that many democratic practices that are supposed to include
everyone in the circle of power are characterized by a logic of sameness or
difference. She describes that the marginalized have two ways to gain entry into the
circle of the powerful: they either may claim that they should be admitted to the
circle of power because they are the same as those already there or because they are
different but have something valuable to offer to those in the circle. Thus, in trying
to gain power, those in the margins should either emphasize their sameness with the
powerful or emphasize their difference. Both options require the marginalized to
ignore the differences among themselves. Tronto argues that in practice, however,
the powerful grant partial privilege to the powerless only when the powerless share
some of the characteristics of the powerful - an approach emphasizing sameness.
To illustrate this she uses the example of feminism and shows that the feminist
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movement mainly consisted of women who shared important characteristics of men
- namely, white upper middle-class women -. Our case study reflects something
similar.
The agenda topics of the client council are ‘big issues’ such as budgets,
mergers and future visions (table 1) and reflect a so called ‘big decisions’ model
(Trappenburg et al., 2009). This model is the opposite of the ‘small quality’ model
in which the client council deals with more practical issues such as visiting hours
and meal delivery. The agenda topics of the client council are the topics of the Board
of Directors. This may be seen as a logical consequence of the rights laid down in
the law (box 1). In the ‘big decisions’ model the client council operates on a partner
level with the hospital administration implying that councilors are able to reflect on
rather abstract issues. The nature of this practice and the requirements required of
the councilors seem to attract certain people to become active in the client council.
All the members in our client council are well-educated and have affinity with policy.
Our case study shows that differences of perspectives between the client council
and the hospital administration seem to vanish. They agree on everything and that
is remarkable. Also, the differences in perspectives between the councilors are
suppressed, which is clearly illustrated by the interview quotes of member 1. The
legal tasks of the client council seem to provoke a passive role rather an active role.
Overwhelmed by piles of formal written policy documents they have little time left
for their own initiative. An example of their own input is the focus point of
vulnerable older patients. However, as we have seen, this point remains nothing
more than a written expression to which little concrete attention is been given.
When equality is associated with and misunderstood as sameness people are
only treated as equal when they resemble the powerful. Tronto argues that this entails
the risk that the needs are defined by the more powerful members of the society,
rather than those who are experiencing the needs. Client councils that act as a partner
of the hospital board following the model of the big decisions risk falling into such
a mind-set. In a practice where equality is understood as sameness there is little room
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for differences and this causes that important aspects of the hospital practice such
as the concrete experiences of older patients remain out of sight since they are not
put on the agenda by the Board of Directors.

5.5 Discussion
We formulated our research question as: How does the client council as an
instrument to promote equality operate in hospital practice and what does this imply
for the voices of older patients? Tronto’s logic of sameness and difference shows us
that the driving force behind the functioning of the client council in our case study
is sameness. Equality in practice appears as sameness. This is illustrated by the topics
on the agenda resembling the agenda of the hospital administration, the actual and
the desired role of the client council, the focus on abstract policy issues and the
importance of good partnership with the Board of Directors. The logic of sameness
causes that what marks the difference between the client council and the hospital
administration, namely, everyday patient perspectives against the abstract policy
language and other interests, disappear to the background. Consequently, the voices
of older patients have no explicit impact on the activities of the client council. The
councilors represent the patient perspective informed by experiences in their social
network and the results of patient satisfaction surveys. Our findings correspond
with various national studies which describe the great demands placed on the
councilors with respect to knowledge and skills, the great distance with concrete
patient issues and experiences and the dependent position of the council (De
Savornin Lohman et al., 2000; Van Gelder et al., 2000; Hoogerwerf et al., 2004;
Van der Voet, 2005; Trappenburg, 2008; Van der Kraan & Meurs, 2008; Trappenburg
et al., 2009). In evaluation studies and policy documents the list of problems is often
followed by an exhortation to client councilors to attend courses and undergo
further training (De Savornin Lohman et al., 2000). Umbrella organizations for
patient participation offer courses for patient representatives in a wide range of
topics (LSR, 2012; PGO Support, 2013). Here again sameness (‘learn the language
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and mind-set of hospital governance’) is emphasized and seen as the solution to
power inequality.
Our study deepens the already existing knowledge as examining one client
council by different methods enables us to look beyond the actual functioning of
the client council. The interviews with individual councilors reflect tensions with
regard to the issue of how to deal with differences: difference in perspectives among
the councilors, the difference between the client council and patients, and the
difference with the Board of Directors. The theory of Tronto provides a better
understanding of how these differences are smoothed out. By emphasizing
sameness differences are easily ignored. The subtitle of this paper is ‘How equal is
the voice of the client council?’ Our case study shows that the voice of the client
council is far less equal as it seems. The position of the council is clearly illustrated
by the concern of one of the councilors we quoted earlier: ‘we must be careful of
becoming totally caught up in the process so that, in the end, we cannot say anything.’
(member 4) The emphasis on sameness may have negative consequences. If the
client council is fully immersed in the discourse of the Board of Directors they could
lose their specific status as a representative of patient interests. Furthermore, the
agenda of the hospital administration does not necessarily accord with the desires,
needs and concerns of patients.
Tronto argues for another understanding of equality which may give direction
for improving the practice of the client council. Democratic life assumes that all
citizens are equal. Tronto argues, however, that equality may have different meanings.
It can refer to equality of opportunity or equality of outcome. The first can be
established by rights, the latter requires more and should be thought of as the
condition of equal voice. Equality of opportunity ignores the aspect of dependency.
Few people have total control over their lives, and also healthy people are in many
ways dependent on others. Although people may have the equal opportunity to have
a say in the process, different circumstances may prevent them to actually take this
opportunity. The client council has an equal position according to the law but in
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practice we see a limited equality that seems only to be granted under certain
conditions. It seems therefore better to look at the outcome of a democratic process
in order to determine whether all voices are heard equally. Tronto argues for a view
of equality in which all people are seen as equal on the basis of being a care receiver
instead of on the basis of rights. All people need care at certain moments in their
lives. The notion of human fellowship refers to this common ground of
vulnerability (Van Heijst, 2011). Once all people see themselves as possible recipients
of care, current care recipients cease to be viewed as ‘others’ and become similar to
oneself. That does not mean that all humans have equal or similar needs but it
implies that everyone concerned should have an equal voice in democratic practices.
In the practice of a client council this different view on equality would imply
that all voices are equally heard and that there is room for different perspectives both
within the council and between the hospital board and the client council. It is often
stated that councilors in the client council of a hospital are not representative for
the patient population of a hospital (Hoogerwerf et al., 2004; Van der Kraan &
Meurs, 2008; Trappenburg et al., 2009). The client council of a hospital consists of
people who have an affinity with the hospital and patient interests, but who have not
necessarily been hospital patients themselves or relatives of hospital patients. Rather
than dictating the agenda of the client council, the hospital administration should
encourage councilors to listen to patients’ voices and to use this knowledge in their
meetings. This may imply the reduction of formal written policy documents and
instead facilitating the council to engage patient experiences in their activities, This
does not necessarily mean having direct contact with patients but requires more than
relying on patient satisfaction surveys and experiences from personal lives as now
often occurs. Information gathered by qualitative methods may be supportive to
imagine the patient perspective and can provide more direction in how to represent
patients’ interests. More insight into the experiences of older patients would have
been helpful for the client council to actually do something with its focal point of
vulnerable older patients.. Although discussing big issues can serve the interests of
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patients the client council should also focus on the so called small issues. A more
complete view of the hospital practice may enable the council to be of greater value
for the patient, including the most vulnerable patients. Only then can a client council
be called a democratic instrument and may it function as a countervailing power.
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Story 4 Sixteen teddy bears and a full address book
You are wearing a pretty blue suit with a pink flower on your left shoulder. Your
neckline is covered with glitter and you have golden glasses. You are concerned about
the operation and you hope somebody will reassure you. The hospital wants
somebody to go with you when you go home tomorrow, ‘perhaps I can call
somebody tonight’ you suggest. It turns out that you live in a village outside the city
and that you were brought and will be picked up by a taxi. You are here for bladder
problems, your bladder is overfull because a muscle that isn’t functioning well. To
overcome this the hospital is going to give you an injection. You have tried tablets
before but that didn’t work. You know exactly what will happen later because of the
instructions the nurse has given you: when it is your turn you have to pee and they
will put you in a surgical gown, the procedure won’t last long. Nevertheless, you are
worried, you explain, because you never know what will happen.
You start by telling about your personal life. You’ve been living in a sheltered
housing for 17 years now, there are beautiful hydrangeas blooming in the garden.
You have a full week’s schedule, ‘I’m getting myself through the week’ you say. On
Monday you go to the daycare, you’ve been doing embroidery and handcrafting there
for the last 8 years. Recently you were thinking of quitting because everyone is
getting more ill and dependent. In the end you decided to stay, though, when you
mentioned this to the organization, one of the workers there gave you a hug you say
gloatingly. Tuesday is a busy day; in the morning you dust the house and run a load
of laundry; in the afternoon the maid comes. Wednesday is a free day for your
various appointments. On Thursday you usually walk to the center with your walker;
physically you’re able to do this once a week. On Friday at 11 AM you go to the
hairdresser and have lunch with friends, ‘that’s the most pretty day’, you add. The
weekends are usually a bit boring, ‘that’s how it goes when you’re alone’. You watch
television and you go to church.
Looking around, you mention that they (hospital staff) are having lunch now
so they won’t come. You came in here at 10.30 and it is already 12.30. You don’t
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know when your turn will be. You are thirsty but you’re not allowed to drink so you
wet your lips a bit with water so they are not so dry. You come back to the issue of
the ‘pick up’ and show me your address book, it is full of names but nobody ‘is
coming to get you’. You don’t really understand why it’s such a big deal for the
hospital, walking down to the taxi stop is not far after all, and wouldn’t there be
volunteers here you wonder. I might come along with you, I mention, if that solves
the problem. You smile and nod, you seem relieved. Looking at your watch you sigh,
noting that you’re hungry now as well. At home you have 16 bears sitting on the
couch. You’ve covered them with a blanket and told them that you’re coming back
tomorrow. Although they do of course nothing, you say, you can still love them.
When you’re watching television, you put them all down in front of the device.
The following day we walk down the hallway to the taxi stop and you suddenly
stand still saying you want to buy something for me. I say that you shouldn’t do that
and that you’ve helped me a great deal by allowing me to spend time with you. At
the main entrance we sit down and look at all the people passing by. You talk about
the people going by, ‘a lot of misery’ you say. Eventually the taxi driver is there and
you say ‘Hanneke I wanna hug you’ and before I realize what you’re saying you hug
me and walk away to the taxi leaving me a little stunned and touched.
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Abstract
This paper approaches the vulnerability of older hospital patients as a lived
experience rather than a physical quality defined by others. Starting from a care
ethical perspective on care and using phenomenological ideas and insights from
empirical work, experiences of vulnerability are represented by a model of
concentric and interconnected circles. This model clarifies how vulnerability
occurs in the interplay between the embodied subject, others, daily life and the
hospital, and shows its dynamic and relational nature. In the frailty perspective
only half of the model comes into view and important dimensions of
vulnerability remain out of sight. Our complementary perspective of vulnerability
is vital for nursing practice in that it starts from the situatedness of the older
patient and not only points at what is missing but also at what is of significance
to the older patient. Taking into account this perspective helps improving
relational care.
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6.1 Introduction
The vulnerability of older people and older hospital patients in particular is
increasingly understood in physical terms, motivated by the alarming numbers that
30-60% of older patients develop new dependencies in activities of daily living
during their hospital stay (Convinsky et al., 2003; Hoogerduijn et al., 2007). Frailty is
seen as the key and most promising concept in the quest to a better understanding
of physical vulnerability (Walston et al., 2006). Frailty is associated with, but not
determined by, aging, and the terms “frail” and “frailty” are used in describing ‘older
adults or aged individuals who are lacking in general strength and are unusually
susceptible to disease or to other infirmity’ (Hogan et al., 2003). Although the
concept has not yet been defined with any great specificity, it has become a dominant
research and clinical paradigm in hospital care for older people over the past few
years (Bortz, 2002; Markle-Reid & Browne, 2003; Rockwood, 2005; Bergman et al.,
2007).
This paper is motivated by the view that merely understanding the
vulnerability of the older patient from the perspective of frailty limits the view of
both the older patient and care. It is a view of vulnerability defined by others, such
as geriatricians and researchers and it excludes the voices of older patients
themselves (Gilleard & Higgs, 2011). Frailty narrowly reduces the vulnerability of
older people to the functioning body regardless of the psycho-socio-cultural context
they are in, and it ignores the role of the hospital environment. A phenomenological
shadowing study that we have conducted shows that the hospitalization of older
patients is characterized by experiences of uncertainty that give rise to feelings of
vulnerability (figure 1). These uncertainties are not only related to the body but also
to the hospital environment and the relations the older patient is situated in. Our
study confirms the findings of a review including 43 qualitative studies that
demonstrates that hospitalization affects older patients not only physically, but also
emotionally and socially (Bridges et al., 2010). Older patients thus seem to be
vulnerable in many more ways than just in physical sense and nursing practice must

135

CHAPTER 6. WHY FRAILTY NEEDS VULNERABILITY
be sensitive to these forms of vulnerability. Driven by a care ethical
interpretation of care, we see the hospitalization of older patients as a
relational enterprise in which the needs of the patient are paramount (Tronto,
1993; Van Heijst, 2011; Vosman & Baart, 2011). The main purpose of this
type of caring is not repair of the patients’ body or mind, but the patients’
experience of being supported and not left on their own (Van Heijst, 2011).
A better understanding of what makes the older patient feel vulnerable can
provide clues for improving nursing practice.

Figure 1. A phenomenological study on the experiences of
older hospital patients.
In order to gain insight into the lived experiences of older hospital
patients we carried out a phenomenological observational study in a
general hospital in the Netherlands. Ten patients residing on the
wards Surgery, Cardiology, and Urology of seventy five years or older
were shadowed from admission until discharge (Van der Meide et al.,
2013). The reflective lifeworld approach was used to analyse the
collected data (Dahlberg et al., 2008). For the older patients included
in the study the essential meaning of hospitalization can be described
as Feeling an outsider left in uncertainty. The use of the term ‘outsider’
describes the feeling of not fitting in and not belonging to. The word
‘left’ reveals how hospitalization is experienced as a solitary struggle
with various uncertainties that are related both to the hospital
environment, to the body, and to the social self. The constituents are
described as 1) staying in an inhospitable place, 2) feeling
constrained, and 3) experiencing disruption (Van der Meide et al.,
2014).
In this paper we present a model for nursing practice that consists of
concentric circles in which different manifestations of vulnerability of older hospital
patients and their relation to each other are distinguished. This model clarifies how
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vulnerability occurs in the interplay between the embodied subject, others, daily life
and the hospital. It shows that with the frailty perspective important dimensions of
vulnerability remain out of sight. Our model is based upon care ethical theory and
phenomenological ideas (figure 2). It is meant to sensitize nurses and to evoke
morally informed reflection in care practice. We will start this paper with insights
from care ethics that underpin the model, followed by some central ideas on the
lifeworld that enables to lay bare the complexity of vulnerability without reducing it.
We will then describe this model in more detail, using an empirical example as an
illustration. Finally, we will reflect on the added value of this perspective.

Figure 2. Care ethics and phenomenological research.
Basic to the ethics of care perspective is the attention to being rooted
in the actual experiences and situations of real persons (Walker, 2007;
Lindemann et al., 2009). The issue of how to relate empirical research
and normative theory is an ongoing debate (e.g. Molewijk et al., 2004;
Leget et al., 2009; Hurst, 2010; Frith, 2012). Instead of departing
from the fact-value distinction a more fruitful way is to address the
issue by being transparent with how the study meets standards for
empirical and normative validity similar to those used in the source
disciplines (Hurst, 2010). In our research we take the position of a
two-way relation between empirical research and care ethical theory
(Leget et al., 2009). At every stage of the research one was more in
the foreground than the other. In determining and describing the
‘problem’ we were inspired by a normative care ethical perspective
on vulnerability and care. We observed the tendency to think about
older patients’ vulnerability in terms of frailty and noticed how this
perspective influences research agenda setting and hospital practice.
We believed that this perspective provided a limited view of both the
older patient and of care. A perspective in which older patients
themselves participate was needed. To research the issue a
phenomenological approach seemed appropriate aiming at exploring
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older patients’ perspective. Our phenomenological empirical study
was guided by the reflective lifeworld approach (Dahlberg et al.,
2008) which is characterized by an open attitude and yet the care
ethical perspective was in the background. Similar to Giorgi (2009),
whose research is psychological, writes about a synthesis of
phenomenological methodology and a psychological perspective our
research operates at a scientific level of analysis which is care ethical
sensitive (sensitive to the insights as described in section 2). Since
phenomenology is primarily descriptive it cannot by its very nature
lead to a normative ‘ought’. This paper reports on the last step in
which the empirical findings are reconsidered from a care ethical
framework which can lead to morally informed reflection. Because
the feeling of uncertainty related with the feeling of being vulnerable
emerged as central from the empirical study we focus here on the
phenomenon of vulnerability.

6.2 A care ethical perspective on vulnerability
Rooted in feminism, and having its origins in Carol Gilligan’s (1982) work on moral
development and care, care ethics has developed as a movement of allied thinkers
who share the same concern (Van Heijst & Leget, 2011). This concern can be
described as revaluing the role of care in society. Care is understood in a much
broader sense than simply professional care or family care and refers to
‘a species activity that includes everything we do to maintain, continue, and repair our
‘world’ so that we can live in it as well as possible. That world includes our bodies, ourselves
and our environment, all of which we seek to interweave in a complex, life-sustaining web’
(Tronto, 1993, p.103).
Care ethics views vulnerability as the anthropological condition of mankind. It
considers dependence and the need for care as characteristics for the human

138

A CARE ETHICAL PERSPECTIVE ON VULNERABILITY
condition and emphasizes the social nature and interdependency of human life
rather than independence and individual autonomy. Human beings ‘share their
condition of vulnerability and transience and they need each other to survive and to
give meaning to their lives’ (Van Heijst, 2011, p.148). Care ethics emphasizes that
people are not just vulnerable when they are too young, too old, or too sick to care
for themselves. It acknowledges the potential vulnerability of each person during
every phase in life because of the relational nature of mankind and its emotional
attachments.
The sensitivity to power and context is another feature of care ethics and is
reflected in the attention to the ways in which people are excluded or marginalized.
Joan Tronto (1993, 2013) has pointed out that care is rarely without conflict because
there are many sets and levels of needs. Those who are in need of necessary care care that the recipient cannot provide for him or herself - are especially vulnerable
because of power differences that exist. Contextual sensitivity impels care ethics to
critical analysis of real care practices and engagement with people’s real lived
experiences (Tronto, 2013).
The foregoing shows that care ethics understands vulnerability as a matter of
tension: as a natural and inevitable part of life because of our interdependency, but
also as something that can be created and perpetuated by certain situations, especially
when these situations involve power differences. This tension shows that
vulnerability is always relational and thus opens a broader perspective than an
approach from a perspective of frailty, in which vulnerability is viewed as an
individual quality merely related to the physical body. Approaching vulnerability
from the phenomenological notion of lifeworld may deepen the understanding of
this relationality. In what follows we will discuss the lifeworld approach of Galvin
and Todres, which we use in the subsequent section to describe and visualize the
possible dimensions of vulnerability (Todres et al., 2006).
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6.3 A lifeworld perspective
The lifeworld approach is grounded in phenomenological philosophy and is mainly
based on the work of Edmund Husserl (1859-1938), Martin Heidegger (1889-1976),
and Maurice Merleau-Ponty (1908-1961). The notion of lifeworld refers to the
humanly qualitative nature of the world and shows how people are meaningfully
connected to the world in various ways. The lifeworld is not an objective world in
itself, nor an inner subjective world in itself; it is the world as it is perceived by human
consciousness. This world to consciousness is given to our experience prereflectively.
The pre-reflective experiences occur in the taken-for-granted-sphere of the
lifeworld. Phenomenology is the method to break through this taken-forgrantedness and get to the meaning structures of experiences (Van Manen, 2014,
p. 215). Speaking from a phenomenological perspective, experiences are not just
inner states but are always related to the outer world by which is referred to with the
term intentionality. Intentionality denotes ‘the inseparable connectedness between
subjects (human beings) and objects (all other things, animate and inanimate, and
ideas) in the world’ (Vagle, 2014, p. 27).
Any description of a lifeworld is a description of meaningful relations within
a world that is lived. Phenomenological philosophers have identified lifeworld
dimensions such as temporality, spatiality, intersubjectivity, and embodiment that can
be understood as the ‘whats’ these relations refer to (Todres et al., 2006, p. 56). These
notions are existentials in the sense that they belong to everyone’s lifeworld. We all
experience our world and our reality through these existentials (van Manen, 2014,
p. 303). The relationship we have to the world is thus not merely physical, but also
embedded in cultural and social meaning and is ultimately an existential situation
(Carel, 2011, p. 39). Using the lifeworld dimensions as a means to describe the
experiences of vulnerability may offer a broader perspective than frailty. This, in
turn, can contribute to a better relational attuning to older patients.
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6.4 Relational circles of vulnerability
In what follows we will discuss five life world dimensions, beginning with the
experiencing subject. The human subject is characterized by both agency and
passivity. The subject is passive in that it is caught up in the world, dependent on
what is given. This dependency makes one vulnerable as is recognized by care ethics.
Simultaneously, the subject is actively involved in the meaning process which Ricoeur
(1992) describes as the subject that embraces meaning, to emphasize both agency and
passivity. This is important to emphasize because even if the vulnerability of older
people intensifies due to the aging of their bodies, it should still be seen as an
existential process and not be reduced to a pathological process to which the older
person can do nothing but passively submit (Baars, 2013). The person’s ‘being a
subject’ takes shape in and through relationships that make up the lifeworld.
Following Galvin & Todres we distinguish embodiment, intersubjectivity, spatiality
and temporality (Todres et al., 2006). Because of the holistic quality of the lifeworld
these dimensions are always intertwined. Figure 3 shows the various dimensions by
concentric circles with the experiencing subject in the centre. We will illustrate these
dimensions with an empirical example from our study which is described in figure
4. We end each dimension with questions to stimulate reflection on concrete care
situations.
6.4.1 Mood: the experiencing subject
As the experiencing subject, the older patient stands in the centre of the circle. A
subject is always in a mood which captures the phenomenological rejection of the
inner and outer distinction by expressing people’s openness to the world and their
response to the world. Mood is not an internal mental state, nor is it entirely
objective; indeed, different people can respond differently to the same stimulus
(Carel, 2011, p. 46). Mood is thus entirely different from emotions that are
psychologically understood, referring to an inner state. Mood is intimate to how we
find ourselves and is as such a powerful messenger of the meaning of the situation
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(Todres et al., 2006, p. 57). How mood affects other lifeworld dimensions is
illustrated by, for example, how time slows down with boredom and apprehension
and accelerates with joy and happiness.
Figure 3. Dimensions of vulnerability in older hospital patients

Figure 4. Case example: Mr. Brown.
Mr. Brown is an 82 year old man who suffered from heart problems.
When he came back from holiday he went to his GP the following
day. He was then immediately sent to the emergency department in
the hospital. He had received a pacemaker 28 years ago and since
then he had never had any problems. Now suddenly the situation
had changed completely and he had to undergo several examinations.
‘I cannot walk 50 yards or more, I must sit down and enjoy nature, and the
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stairs are also a problem.’ The following takes place during the ward
round and shortly thereafter.
A female cardiologist and a female intern introduce themselves to Mr.
Brown. There are also two young men in a white coat but it remains
unclear to him who they are or what their role is. The cardiologist is the
only one who talks. Mr. Brown is sitting on the chair with the two women
standing in front of him; the men are leaning against the sink. The
cardiologist is from Germany or even further east and talks with a heavy
accent in a very formal way. As Mr. Brown is sitting and they standing,
he is forced to look up. She says that he is getting the best possible
combination of medications and that this is all that they can do for him.
With regard to his limited mobility, she says that he should get used to
the idea of being able to do less and to taking an hour instead of half an
hour to get up and dressed. He may go home this afternoon if the result
of his stool sample test is good; she expects that it will be. She also
mentions that they observed on the photos (x-rays) that his heart valves
are not functioning well. Does he still have any questions? He asks her
to repeat something. Mr. Brown says ‘thank you’ to the cardiologist and
to the intern he says ‘thanks for listening’. (…) After they have left Mr.
Brown sighs and says: ‘My heart does not seem to be pumping properly
and I now hear for the first time that my heart valves apparently do not
function well neither and that I should deal with that.’ He says this in a
resigned fashion. And then indignantly ‘I still could do everything a few
months ago! And now I should just listen to my body.’ (…) ‘My children
have urged me to take it easy’, and after a short silence, ‘I cannot see how
I can sit down while my wife is working hard.’ (…) And then ‘I have to
come to terms with it, there is simply a moment you pass away, anyway.
But it is not pleasant and I will certainly have problems with that.’ He
starts crying and apologizes. ‘I am not the kind of person who complains
to his wife or children, I should do it myself. ‘C’est la vie’ (‘That’s life’)
has always been my motto, so I should handle this myself. Coping is a
process.’

143

RELATIONAL CIRCLES OF VULNERABILITY
6.4.2 Embodiment: lived body and physical body
As human beings we are bodily in the world; the subject is always embodied. In
phenomenology the body is described as a physical body and a lived body. The
physical body can be weighed, measured and objectively described. The body
differs from all other objects as we cannot separate our body from our sense of
self. The lived body concerns how we meaningfully live in relation to the world
and others. In ordinary life we do not really pay attention to the body, our primary
occupation is in the world and with the world: with our projects, purposes,
relations with others, and the places we travel or inhabit (Van Manen, 2014,
p. 328). Illness and old age bring our dependencies on our body to the fore and
show that the body is the means by which we interact with the world.
This dependency is reflected in Mr. Brown’s words ‘And now I should just
listen to my body’. Somehow that is a strange statement because he has no option
but to experience the disruption. Mr. Brown has to deal with his physical
constraints. This is no easy task as the example shows, since it inevitable affects
the other circles. His heart problems impede his self-body-world relation. The
activities that were taken for granted just yesterday are no longer so and this may
provoke uncertainty, here and now, but also with regard to what the future holds.
Illness is often associated with loss of confidence in the own body, and in older
people it is likely to be accompanied with the fear of further decline. Looking at
the circle of embodiment raises questions such as: What does the physical
condition mean to this person? What emotions does it evoke? How can we best
ensure that the person still can do the things in life that are important to him or
her? How can we support the person in a good way?
6.4.3 Intersubjectivity: significant others and healthcare professionals
Intersubjectivity refers to how we always are in a world with others. From the
moment we are born we are connected in a web of human relations, with our
parents, family, and the rest of the world. These relations are given and experienced
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differently. Two extremes are togetherness and isolation (Todres et al., 2009, p. 7172). Togetherness refers to the experience of connectedness and intimacy. In
isolation people feel themselves separated from the other and what they have in
common is no longer appreciated. Isolation can either be mitigated or exacerbated
by different healthcare systems and practices.
The case example shows how the cardiologist fails to connect with Mr. Brown
by not taking into account the ambiguity of the body. She only looks at the right side
of the circle while for Mr. Brown the left side is just as important. By focusing on
his objective physical condition the cardiologist provides the information which
seems relevant from a medical perspective but does not attend to the existential
meaning the suddenly changed situation has for Mr. Brown. In contrast to what she
says, there is clearly more than providing the best possible combination of
medications that she can do for him. Difference can also be observed in the posture
of the cardiologist who stands while Mr. Brown sits, and in the two men who are
observing him without even bothering to introduce themselves. These positions
reflect power imbalances and impose vulnerability. Mr. Brown makes a joke but
remains stunned and feels left alone.
Other examples exacerbating the experience of vulnerability that emerge
from our study are situations in which older patients do not know what care
professionals are doing and when they are not provided with information. Standing
out in our research was the impression of older patients that care professionals are
busy with the consequence that they often do not dare asking attention for their
concerns (Van der Meide et al., 2014). This is related to the sphere in the hospital
which we will describe in the next paragraph.
Mr. Brown’s physical constraints also change the relationship with his wife.
His physical condition compels him to accept that she will do more work in the
house than himself. His statement ‘I am not the kind of person who complains to his wife or
children, I should do it myself ’ shows that even in close family relations it is not always
easy to put oneself in a vulnerable position and to share one’s uncertainties and
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concerns. Older patients are related to other people such as their spouse, children,
grandchildren and friends. Being in hospital means being physically remote from
significant others and may provoke feelings of vulnerability. For a woman in our
study who has never been without her husband during the past 60 years,
hospitalization means loneliness. The circle of intersubjectivity raises questions as:
Who is the person in relation to others? What does the situation mean for the
person’s relations with others? How can we support the person’s meaningful
identity? How can we reduce the uncertainty as much as possible?
6.4.4 Temporality and spatiality: ordinary life and hospital life
As human beings we live in space and time and since they are inseparable we have
put them in one circle. Space and time have both quantitative and qualitative
aspects. Spatiality refers to the environing world which we can quantitatively
measure or qualitatively experience. A certain place such as the hospital, for
example, can convey a certain atmosphere. Such a sphere is difficult to describe
but easy to observe. A busy environment, for example, creates expectations and
hinders the participation of older patients, impeding human connectedness. With
time there is the difference between objective (clock) time and subjective (lived)
time. Older patients, like all humans, are temporal beings and their identity is
temporally shaped. In daily life, when we meet a person we ask among other
things about his or her interests, (former) profession, background, and place of
birth. It is not surprising that the older patients in our study appreciate it when
care professionals refer to their personal life and past.
In the hospital, quantitative interpretations of time and place easily prevail.
An illustration is the comment of the cardiologist that he should get used ‘to take
an hour instead of half an hour to get up and dressed’. For Mr. Brown this objective
dimension might not be in the foreground but rather the fact that he can no longer
rely on his body as he was used to. Because of loss of function, everyday tasks
take much longer for older people but the blunt remark of the cardiologist that
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he ‘should get used to the idea of not being able to do anything’ absolutely does not cover
the existential meaning of the message for Mr. Brown. These meanings are
located in the left side of the circle and refer to changes in ordinary life. In a
dizzyingly short time his physical condition has slid downhill and Mr. Brown notes
indignantly: ‘I could do everything a few months ago!’
His weak heart confronts him with the finitude of life as shown by his
words that ‘there is simply a moment you pass away, anyway.’ Lived time also refers to
hopes and aspirations which can become uncertain because of the physical
constraints. Hospitalization may hinder attending the wedding of a granddaughter
for instance, or it may disrupt longstanding future plans such as traveling with a
campervan. Looking at lived space and lived time raises questions such as: What
kind of sphere do we want to achieve in the hospital? How can we respond to the
rhythm of the older person? How can we recognize the person in his or her lived
identity? What is for this person of interest in relation to the past and the future?

6.5 Discussion
Older patients are embedded in the lifeworld, and dimensions of their lifeworld
are disrupted by hospitalization provoking experiences of vulnerability. For a
large part the older patient has no option but to experience these disruptions and
to find positive ways to deal with it. Although a large part of figure 3 refers to
aspects beyond the hospital, it matters to the older patient and thus for relational
care which aims at supporting the older patient in what he or she is going through
(Tronto, 1993; Van Heijst, 2011; Vosman & Baart, 2011). Since the experience is
lived out in the context of the individual’s values and lifeworld, the significance
and meaning of hospitalization will be different for each patient. Figure 3 might
be helpful for nurses to discover what is at the forefront for that particular patient,
at that moment in that specific situation. The questions we have formulated at the
end of each dimension may give more direction. An important clue for tailored
care may be the mood of the older patient. Mood is both perceptual and
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individual as well as in interaction with the world and it can as such provide
information on how vulnerability is lived.
We started this paper with a critical view on capturing the vulnerability of
older patients by merely frailty. The arrow in figure 3 shows the position and the
focus of the frailty perspective. We see that important dimensions of the figure
(the left half) remain out of sight. Frailty is something an older patient may live
with, not what he or she is. Indeed, it forms part of the older patient’s reality but
what it means to a particular older person can only be understood when the left
side of the figure is taken into account. Knowing that frailty is an outsider’s
perspective pointing at a feared future, it is hardly surprising that social science
research shows that older people do not recognize themselves in the notion of
frailty (Kaufman, 1994; Grenier, 2007; Gilleard & Higgs, 2011). In a British study,
older participants were able to indicate frailty in others and viewed this as a stage
closely preceding death. With this in mind, although frailty is useful as a medical
definition, the authors point out that the concept could be alienating to older
patients (Ipsos Mori, 2014).
The psychological aspects of frailty have been researched by some scholars
in terms of the ‘frailty identity crisis’. The term is proposed to characterize a
psychological syndrome that may accompany the transition from independence
to frailty (Fillit & Butler, 2009). This transition requires emotionally as well as
psychologically adaptation to the loss of physical independence. Although such a
perspective widened the look on vulnerability by focusing on the inner
perspective, it is too individualistic and separates the experience of vulnerability
from the context the older person is situated in. We might say that in the frailty
perspective the 'problem' of vulnerability is put on the side of the older patient.
It is his or her body that does not function well and the role of the hospital, as
reflected in the one-way arrow, appears to be limited to measuring, preventing,
and solving the physical vulnerability. This may lead to a ‘dividing practice’
focusing on separating ‘frail’ from non-frail older people and might disguise the
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connection between the different groups of older people who may have more in
common than it seems (Grenier, 2007).
Whereas a frailty perspective calls for what Kari Martinsen (2006) describes
as a ‘recording eye’ of the health care professional, a lifeworld perspective requires
a ‘perceiving’ way of looking at the situation. A purely recording eye puts itself in
an outside position, busy with looking for and abstracting common characteristics
to organize these under an already defined concept or classification (p. 97).
Perceiving is an open way of seeing in which the other is gradually allowed to
emerge (p. 89). Classification may overlook the demand and should therefore be
added with a more open perspective that allows for discovering what is at stake
for the older patient. A lifeworld perspective could support such an open
perspective and function as a tool of reflection for hospital practice.
In conclusion, we argue that hospital care practice should take into account
a relational perspective of vulnerability. Not considering the left side of the circle
is likely to give primacy to instrumental and measurable care dominated by
efficiency considerations at the expense of relational qualities of care. A lifeworld
perspective, revealing the left side of the circle, offers another ‘way of seeing’ and
may humanize healthcare by focusing on ‘those things which make us feel more
human’ (Galvin & Todres, 2013, p.1). Embedded in care ethics this perspective
starts from a common starting point and enables to see that vulnerability may
partially be constituted by others, that vulnerability is not only linked to the body
but also to the relationships older patients are situated in as well as the institutional
context. These insights broaden the perspective and require that we look critically
at situations where the hospital creates or exacerbates the experience of
vulnerability. Also, it widens the scope of care from preventing or solving to also
supporting the older patient in the process of dealing with and accepting forms
of inevitable vulnerability.
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7. GENERAL DISCUSSION
In this part of the thesis, I reflect on the main findings of the research in relation to
the objectives outlined in the introduction: 1) To gain a better understanding of the
lived experiences of older hospital patients. 2) To give voice to older patients in
research and in hospital practice. I will use the phenomenological notion of dwelling
to reflect on older patients’ experiences. The second objective will be dealt with by
discussing how older patients can participate at different levels in the hospital. I will
then consider some methodological issues of this study starting with a reflection on
the apparent tension of doing phenomenological research within a care ethical
framework, followed by a discussion of the relevant methodological quality criteria
and the limitations of this study. I will end with a concluding remark concerning the
title of this thesis.

7.1 Lack of dwelling in the hospital
I started this thesis with a statement from a hospital employee saying that ‘Older
people don’t actually fit so well in the hospital’. The phenomenological study
confirms this observation and shows that older patients indeed experience that they
‘do not fit’ in the hospital. More precisely, they feel ‘an outsider left in uncertainty’
(chapter 3) and find themselves ‘in a world that is out of tune’ (chapter 4). This
dissonance works both ways; the hospital with respect to older patients, and vice
versa. Also, this dissonance gradually intensifies. The notion of dwelling is helpful
to reflect on the older patients’ experiences (Martinsen, 2006; Todres & Galvin,
2010; Svenaeus, 2011; Galvin & Todres 2011a). Todres and Galvin (2010) consider
dwelling one of the two components of a phenomenological understanding of wellbeing, which they describe as a felt experience consisting of a unity of dwelling and
mobility. Dwelling refers to ‘all the ways we existentially ‘come home’ to what we
have been given in time, space, others, mood and our bodies’ (p. 5). It is not a passive
surrendering but an active ‘coming to terms’ with. It is the feeling of belonging and
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being safe and an attunement to life’s everyday vicissitudes. Mobility is the experience
of moving forward, being called into possibilities and finding meaningful
experiences there (p. 3). ‘Active ageing’ and ‘frailty’ literally emphasize mobility or
the lack of it. However, from a phenomenological perspective mobility can be
understood in a much broader way. The experience of mobility may also have a
temporal meaning in, for instance, having a future orientation, such as an upcoming
wedding of a granddaughter, or an imaginative meaning like seeing a tree from the
hospital bed, offering the promise of a new season. I will here focus on dwelling as
the findings from chapter 3 and 4 point to a lack of dwelling and its influence on
how older patients feel and act. Informed by the phenomenological tradition, Galvin
& Todres (2011a) distinguish six experiential domains of dwelling, each of which
emphasizes a lifeworld dimension. In the following I will describe three dimensions
of dwelling that stand out in the older patients’ experiences of hospitalization:
spatial dwelling, intersubjective dwelling, and embodied dwelling.4
7.1.1 Spatial dwelling
When dwelling is experienced in a spatial way one has ‘a sense of being at home,
feeling safe and comfortable’ (Galvin & Todres, 2011a, p. 3-4). This feeling of athomeness is here out of the question in literal sense since older people are simply
not at home in the hospital. However, spatial dwelling may also be understood in a
more metaphorical sense which rather than being at home refers to coming home. Chapter
2 discusses the experience of staying in an inhospitable place described as a place
where a person does not feel comfortable, not involved in one’s own course of
action, and not recognized as a person for whom the situation carries meaning. Such
a place thus refers to the building itself, activities that take place, and the people such
as healthcare professionals and other patients in this place. The hospital is
experienced as an unfamiliar place with its own logic and even when the older person
4

The other three dimensions are: temporal dwelling, mood dwelling, and identity dwelling. These
domains of experience are implicated in on another but the emphasis varies.
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has been hospitalized various times and ‘knows’ the state of affairs, this feeling
remains intact. The hospital emerges as a space of ambiguous safety. The older
patients feel safe and cared for in physical sense and they believe hospital staff do
what is best for them. However, the hospital also appears as a lively place full of
activities and staff walking back and forth giving older patients the impression that
they are busy. There is uncertainty and reluctance in figuring out what are acceptable
and unacceptable reasons to ask for help from the hospital staff. Also, older patients
often do not know what is happening and do not dare to ask for explanation; they
undergo the procedures of healthcare professionals trusting that it will be alright but
at the same time it gives rise to uncertainty and unease. Shadowing older patients –
as is done in this study – gives insight into the interaction of felt space and
intersubjective dwelling and how this affects the agency of the older people. Fear of
disturbing the staff or of being seen as a burden makes older patients keep
preferences and concerns often for themselves. They act differently than they
actually would have wanted.
7.1.2 Intersubjective dwelling
Spatial dwelling is closely linked to dwelling in relational and interpersonal sense that
can be understood as ‘sensing connection and feeling secure in relationships. Here a
person feels at home with another or others’ (Galvin & Todres, 2011a, p. 6). This
kind of dwelling is likely to be experienced with people one has a long history with,
such as a partner or a son or daughter. Staying in the hospital means being cut off
from ordinary life at home, including the people there. For many older patients,
spatial distance to significant others has a negative impact on their experience of
well-being. People in the social network of older patients are often old as well and
physical impairments hinder them to come around in the hospital. Many older
patients in this study appreciate the company of fellow patients. They may provide
support and distraction from their own situation, and they are also there as subjects
to care for. Nevertheless, being away from significant others often provokes the
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experiences of disruption, boredom and loneliness and can be exacerbated by a lack
of relational connectedness with hospital staff.
Older patients experience ambiguity in their feelings of safety - the hospital
is described in chapter 4 as ‘a safe place where help is at hand while on the other
hand the person does not feel comfortable, compromising his or her sense of
control and level of participation’. This limited sense of safety is due to the lack of
intersubjective dwelling with healthcare professionals. In intersubjective dwelling
‘there is a sense of ‘we’ rather than ‘I’ and ‘you’, a sense of familiar security and
togetherness’ (Galvin & Todres, 2011a, p. 6). This starts to crack when hospital staff
do not involve the older patient in what they are doing to him or her. In addition to
providing information, there is probably more needed to be able to speak of coming
home. Homecoming can be facilitated by demonstrating concern with older patients’
personal situation, or by small actions such as arranging the flowers in the vase.
Often, there is no attunement to practical, emotional and existential concerns of
older people and so they are felt as if left to themselves. The conversations between
hospital staff and older patients are usually functionally oriented – focused on the
bodily condition - and older patients tend to request only support perceived as
medically relevant. Thus, patients struggle in silence with a broad range of concerns
and uncertainties such as finding someone to pick them up at discharge or shortness
of breath. This study also indicates that intersubjective dwelling is experienced in
cases where health care professionals take time to explain what is going to happen,
for example, or when they take more than the physical dimension into account and
show interest in the patient’s personal life. Then older patients feel involved and
invited to express their uncertainties; a situation of acknowledgement is created and
a sense of ‘we’ is experienced. Some of these uncertainties ‘belong’ to the older
patient, others come into existence between the patient and the healthcare
professional and others are related to the positions they have been assigned to in the
hospital as an institution.
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7.1.3 Embodied dwelling
The constituent ‘feeling constrained’ in chapter 2 points to the absence of embodied
dwelling which can be understood as comfort. In embodied dwelling one is not
preoccupied with the body. The body ‘does not announce itself as a ‘dilemma’; it
‘just is’ and is in ‘letting be’ mode’ (Galvin & Todres, 2011a, p. 11). This is the most
common manner of experiencing the body and many phenomenological authors
have described how this is disrupted by disease (e.g. Toombs, 1992; Svenaeus, 2000;
Finlay, 2003). Then there is ‘a sense of dis-ease, a pre-occupation with the body, the
sense that something is wrong’ (Galvin & Todres, 2011a, p. 11). Most of the older
patients have struggled with health problems for some time already, they have been
muddling with their body. However, hospitalization explicitly confronts them with
the fragility of their body. It might seem incongruous that there is such a thing as
existential dwelling in situations of serious illness and severe pain. How might an
older person who is losing more and more functional capacities reconcile with the
situation? In dwelling, suffering and pain are not neglected or ignored. Dwelling is a
felt quality of ‘letting-be-ness’ that constitutes a kind of peace, in spite of everything.
One can come to dwelling in many ways such as sadness, suffering, concern, or
acceptance (Todres & Galvin, 2010, p. 4). Even when there are many physical
discomforts, hospital staff can contribute to the experience of dwelling by, for
example, taking care of a single room if desired so that the older patient can sleep
peacefully or through helping with daily discomfort by rubbing with ointment or
offering a cup of tea
Older patients face the challenge of coming to terms with their increased
physical vulnerability, the dependency and uncertainties it provokes, and the
constraints it imposes. An important concern this study raises is whether they will
still be able to carry out important activities, an example of mobility as meaningful
life projects (e.g. story 2 – travelling with a camper). The older patients have to find
a ‘sense of peace’ which is not a passive surrendering but a continuous active dealing
with losses and an endeavour rather than an achievement. Hospital staff can
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contribute to this by not focusing only on the actual physical condition but by also
taking into account the existential meanings the situation may have. Listening to and
supporting older patients’ with their uncertainties can restore the experience of
embodied dwelling among older patients.

7.2 Giving voice to older hospital patients
The second objective of this thesis aimed to give voice to older patients and in
particular to their lived experiences. Rather than ‘giving voice’ it would be better to
speak about ‘disclosing or revealing existing voices’ because older patients do have a
voice but it is muffled away or silenced by different forces as the introduction of
this thesis shows. To allow their voices to be heard a phenomenological shadowing
study was carried out. Also, it was studied how older patients’ voices are represented
by the client council, and a vulnerability perspective was developed for hospital
practice enabling to disclose patients’ experiences in hospital practice. In this section,
I will recap how shadowing fits empirical care ethical research. Then I will reflect on
patient participation and the notion of ‘equal voice’ followed by a reflection on the
knowledge this study brings forth and how it can contribute to more human care.
7.2.1 Shadowing in empirical care ethical research
Chapter 2 deals with shadowing in the context of phenomenological healthcare
research. The method may evidently also be used in other qualitative research
approaches than phenomenology such as institutional ethnography (Quinlan, 2008).
Shadowing has some characteristics that make it notably suited for care ethical
research in which relational programming, situation-specific and context bounded
judgments, a political-ethical perspective, and empirical groundedness are
emphasized (Klaver et al., 2013). The following four features can be identified from
the literature and from insights gained by this thesis:
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1. Context and duration. Through shadowing the lived experiences are researched
in the context in which they take place. Also, data offer ‘an unfolding
narrative covering the researcher’s lengthy stay in the setting, rather than a
snapshot of critical incidents devoid of time or context’ (Bartkowiak-Theron
& Robyn Sappey, 2012, p. 8).
2. Bodily awareness. Shadowing enables to note the body language and moods of
the shadowee and provides first-hand data on the mundane and taken-forgranted and the difficult to articulate (McDonald, 2005, p. 457; chapter 2).
Shadowing not only gives a more central role to bodily expressions of the
shadowee (chapter 2) it also acknowledges the importance of embodied
understanding in the researcher (Todres, 2007; chapter 4).
3. The researcher as facilitator. The role of the researcher is described ‘as an
intermediate who makes the soft and faltering voice of the shadowee
sounding louder’ (chapter 2). The researcher facilitates rather than acts like
an advocate. In shadowing the researcher adapts to the pace of the shadowee
and his or her capacities. Also, the method gives shadowees a high level of
freedom in the aspects of the phenomenon being discussed and this open
character leaves room for different voices.
4. Power sensitive. Shadowing is suitable to study social relations and the positions
people take or have been assigned. The method allows the researcher to take
the perspective of the participant as far as possible. Shadowing provides ‘the
opportunity to examine how structures and social relations governed by
power and knowledge affect them, and to appreciate the ways in which they
situate themselves within an institutional order’ (Gilliat-Ray, 2011, p. 470).
As such the method can be used as a tool of critical evaluation of social
phenomena (Quinlan, 2008; Bartkowiak-Theron & Robyn Sappey, 2012;
Urban & Quinlan, 2014).
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7.2.2 Giving voice and listening in
Participation is a frequently used concept in healthcare. Although it often remains
vague what exactly is meant by the term, it is usually being emphasized as a good
thing. Providing the opportunity to participate serves as a legitimization of a wide
range of practices. However, chapter 5 indicates that the mere opportunity to
participate is not sufficient to establish an equal voice. The case study of the client
council shows that equality primarily seems to be granted under the condition of
sameness encouraging the client council to act as a partner of the hospital board and
to emphasize similarities rather than differences and particularities. Consequently,
everyday patient perspectives disappear to the background.
Care ethics is from the beginning of its existence committed to emphasizing
differences between people and in particular concerning vulnerable and
marginalized people. By doing so, it has disentangled the prevailing ideas of
autonomy, individuality, and free choice that are commonplace in moral discourse
and which deny every form of asymmetry between the caregiver and the care
receiver (e.g. Van Heijst, 2011; Tronto, 2013). The older patients in this study are in
many ways unequal to the healthcare professionals. They are in an unfamiliar
environment and dealing with physical limitations which makes them in many
respects dependent on hospital staff. The older patients have the feeling of being
excluded in the hospital impeding them to participate although they wish to do so.
With regard to equality Tronto (2013) speaks about equality of standing and
of equal voice; all people involved in the care process should be heard, about their
status and concerns. However, this thesis shows that it is not only about giving voice
to older patients it is also about giving them the opportunity to show themselves. In
chapter 3 it was recommended that in order to provide openings for participation to establish ‘equality of standing’ - hospital staff should just show up in the room
regularly to express their willingness and openness to listen. In ‘giving voice’ the
responsibility is still too much on the older patient; it is the older patient who is
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expected to raise his or her voice. ‘Giving voice’ also requires ‘listening in’5 so that
the other can be perceived, it requires an open and patient attitude of the healthcare
professional. This attitude was described in chapter 3 as ‘caring for insiderness’ and
‘reaching out’ to the patient. Listening in is being sensitive to others’ concerns and
providing room so that these concerns can be shown by the other. The experience
of homecoming and feeling involved in the hospital and the attitude of listening in
of hospital staff go hand in hand. For patient participation the engagement of both
the older patient and the healthcare professional is thus needed.
7.2.3 Disclosing the voice of older patients in care practice
Against the background of developments such as medical and technological
progress, efficiency driven forces, and expanding professionalism, the call for
humanizing healthcare is increasingly heard globally (e.g. Frank, 1995; Charon, 2006;
Todres et al., 2006; Dahlberg et al., 2009; Van Heijst, 2011; Carel, 2011).
Humanization can be understood as creating 'situations within practices that take
the perspectives and values of people who are part of the practice into
consideration' (Visse, 2012, p. 15). This thesis illuminates the voices of a limited
number of older patients. Can the insights presented in this thesis be helpful for
disclosing the perspectives of (other) older patients in hospital care practice and as
such contribute to the humanization of care?
Different kinds and levels of knowledge of healthcare professionals are
relevant and required in care practices. Galvin & Todres (2011b) summarize this
under the heading of 'embodied relational understanding'. This is ‘a kind of knowing
that includes the resource of technical evidence and propositional knowledge,
integrated with the specificity of 'just this' practical situation, as well as an
imaginative-ethical capacity of the inner world of the patient’ (p. 523). They use the
metaphor of the head, hand, and heart to refer to the three sensibilities that are

5

I owe this expression to Frans Vosman.
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needed in care. Care ethics recognizes these various types of knowledge as vital for
good care (Vosman & Baart, 2008; Van Heijst, 2011). Phenomenological research can
in particular contribute to the imaginative part of caring knowledge (Hamington,
2004). This kind of knowledge is not so much about new information as new
contributions to propositional knowledge or about practical wisdom or tacit
knowledge, but can be considered as providing ‘general understandings’ offering
insights into ‘what it is like’ for people from within their lifeworlds (Todres et al.,
2014). This type of knowledge may sensitize healthcare professionals in their
practice and should always be accompanied by openness to the person in question.
By studying subjectivity another type of knowledge is opened up: namely, firstperson knowledge; the knowledge of the older patient and his or her relatives. This
type of knowledge can be denied by healthcare professionals by psychologizing it or
by categorizing it in another way. It can, however, also be recognized and provide
direction for good care in which the older patient actively participate.
It might be questioned whether presenting merely a description of
phenomenological findings (by a scientific paper or an oral presentation) will be
sufficient to enhance sensitivity among healthcare professionals. Translating research
into practice is increasingly being done by ready-to-use tools. The risk of such tools
is that they suffocate all kinds of imagination – that is wondering what it would be
like for this particular patient - by becoming a check list. Chapter 6 therefore
provides a rather open model which points to possibilities without restraining
imagination. It is meant to evoke moral reflection among healthcare professionals
and provides another way of seeing vulnerability in contrast to frailty. The notions
of dwelling and homecoming might give a positive direction for the care of older
hospital patients.

7.3 Methodological reflection
This section discusses the main findings in the context of methodological strengths
and limitations. I will focus on a few general issues because much has already been
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discussed in more detail in the empirical chapters 3, 4 and 5. I will start with a
reflection on the apparent methodological tension of doing phenomenological
research within a care ethical framework. I will then discuss the relevant
methodological quality criteria and the limitations of this study.
7.3.1 Phenomenological research within a care ethical framework
Care ethics is from its beginning an interdisciplinary enterprise using theories,
insights and sharing issues with thinkers from various disciplines. It might seem that
the open character of the phenomenological research approach and the
corresponding open attitude of the researcher – denoted as ‘bridling’ or ‘bracketing’
in chapter 2 and 3 - becomes contested when applied in care ethical research. A brief
discussion on the notions of description and interpretation in phenomenological
research is appropriate here.
Lifeworld researchers ‘borrow’ the experiences of others (Van Manen, 2014,
p. 313) in order to ‘lay out’ the experiences of a phenomenon (Dahlberg et al., 2008).
This ‘laying out’ is something different than the ‘interpretation’ of meaning and is
focused on that which is there. Dahlberg & Dahlberg (2004) state that the
description-interpretation controversy in phenomenology has been characterized by
a particular vagueness. Following Merleau-Ponty they argue that meaning is not
produced or constructed by us but that it is something we ‘stumble upon’ and that
it does not have to include the conscious reflection that the word ‘interpretation’
seems to refer to (p. 269). In other words, meanings are not brought in from the
outside of the phenomenon.6 As researchers, however, we may attend to different
aspects of the phenomenon during the data collection and the analysis. The data,
whether it comes from interviews or observations, become a text and is as such open

Dahlberg et al. (2008) distinguish descriptive and interpretative analysis. In descriptive analysis the
researcher stays with the empirical original data and does not bring in any external sources (p. 241). In
interpretative analysis external material such as theories and other research publications are included in
the understanding of the data (p. 272-273).
6
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to multiple readings. There is no ‘meaning’ of the text apart from concerns and
questions (Todres & Wheeler, 2001, p. 4). Giorgi (2008) proposes that a disciplinary
attitude has to be developed within the phenomenological attitude which brings the
proper sensitivity to the data analysis. He writes that ‘the data will always be richer
than the perspective brought to it but it is the latter that makes the analysis feasible’
(p. 354). Like phenomenological research can be done in psychology and sociology
with a corresponding attitude so can this be done from a care ethical attitude.
Descriptions, particularly in social science, are never purely positive but always
involve evaluative aspects as people’s relation to the world is one of concern (Sayer,
2011).
7.3.2 Evaluating phenomenological research: rigour, relevance, resonance and reflexivity
Phenomenological research must first be evaluated in the frame of its own terms
and values and there may be differences in emphasis among phenomenological
approaches (Finlay, 2011; Van Manen, 2014). Finlay (2011, p. 264-265) describes the
four R’s to evaluate phenomenological research: rigour, relevance, resonance and the
extent that reflexivity is demonstrated. Depending on the chosen approach and on
the stage of research some criteria should get more attention. Chapter 3 is guided
by the reflective lifeworld approach which prioritizes scientific rigour and should
therefore be assessed in terms of its systematically and coherently execution.
Chapter 4 follows the embodied enquiry approach, a more artful and resonant
approach, and the evaluation should therefore be focused on these aspects.
Rigour concerns the coherence among the epistemological assumptions, the
research question, the chosen method, the soundness of the interpretative processes
during the analysis and the description of the results. The method section in chapter
3 deals with these issues, examples of the analysis are given in table 3 and the quotes
in the results section provide some transparency about how the constituents were
reached. There are different views concerning the validation of the results and in
particular the issue of member check in phenomenological research (Caelli, 2001;
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Giorgi, 2009; Finlay, 2011). Following Giorgi (2009) and Dahlberg et al. (2008) it was
assumed in this study that member check serves no other purpose than reciprocity.
The shadowees experience the phenomenon from the perspective of everyday life
and not from a phenomenological attitude (Giorgi, 2009). Peer validation at different
stages of the research was reached by discussing the observations and the analysis
in a group of three researchers.
Relevance refers to the value of the study and might be considered from a
scientific and from a practical viewpoint. This research is distinctive in applying
shadowing in phenomenological research. Chapter 2 deals with some ambivalences
that are inherent in this method. Other issues require further reflection such as that
it is the researcher who gives words to the experiences of the shadowee and the fact
that the open direction of observations may challenge the researcher to stay focused
on the phenomenon (Dahlberg, 2006). The metaphor of dancing has been used to
describe the phenomenological research encounter referring to an embodied
intersubjective space that opens between the researcher and the participant (Finlay,
2006). The ‘quality’ of this dance - the degree of insights into meanings - seems
dependent on the type of relationship that emerges between the shadower and the
shadowee. This issue requires more research.
The results of this study are relevant for research on older hospital patients
by offering a different perspective on the phenomenon of hospitalization. It
illuminates what is at stake for older people when hospitalized, it gives insight into
experiences of vulnerability and how felt space affects the agency of the older
patient. The second aspect of relevance concerns the question whether it can offer
healthcare professionals any guidance in their work. Van Manen (2014, p. 351)
distinguishes phenomenological evidence – as grasping the meaning of a
phenomenon which is ultimately ambiguous and never complete - from ‘evidencebased practice’. The latter refers to specific practical situations where ‘the best action’
can be supported by empirical evidence that seems most relevant and applicable
under the circumstance. The first refers to practical situations where sensitivity,
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attentiveness and emphatic understanding play a critical role and what Galvin and
Todres (2011b) call the imaginative part of caring knowledge. Such evidence may
help to deal with situations in a more relational way and can as such be
transformative for the relation between the healthcare professional and the older
patient.
Resonance points to the aspect of whether the readers are ‘touched’ by the
findings and thus points to the subjective experience of the reader. Do the findings
resonate with the reader’s own experiences? This issue is in particularly dealt with in
chapter 4. The embodied enquiry approach emphasizes the tension between texture
and structure and allows to give preference to the first. The story of Mrs. Green is
rewritten from a second person point of view in present tense to encourage the
reader feel part of the story. A single case study allows to capture the experience as
directly as possible and keeps intact the ambivalence and richness of the experience.
The stories between the chapters in this thesis are also meant to enhance resonance.
Reflexivity refers to the researcher’s openness about the research process and
improves rigour and validity. To understand lifeworld phenomena the researcher
must be distant and close (Dahlberg, 2006). This is attempted by the attitude of
bridling which means practicing openness and the critically reflection on it. Openness
is neither an enduring state nor a trait but requires an ongoing struggle (Dahlberg &
Stalling, 2001). At various places in this thesis it is stated that people’s mood colours
their experiences. This obviously applies to the researcher as well and the openness
of the researcher concerns thus not only the phenomenon in view but also openness
to him or herself. Writing down one’s own experiences during the shadowing and
the analysis was a method to keep track of the open attitude. Chapter 2 deals with
the overwhelming boredom of Mrs. Cannel. Also, the more time the researcher
spent shadowing in the hospital the more the hospital rhythm became evident and
the more important the attitude and reflexivity became. Reflexivity concerns also an
appropriate level of humility in acknowledging the limitations of the findings (Finlay,
2011). Phenomenological studies of the same phenomenon can be very different in
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their results and the only generalization allowed in phenomenological inquiry is to
‘never generalize’ (van Manen, 2014, p. 352).
7.3.3 Evaluating the case study
The case study of the client council presented in chapter 5 should be evaluated
according to other criteria than the phenomenological study. A case study is an
empirical enquiry that investigates a contemporary phenomenon within its real-life
context (Yin, 2003). The notions of credibility, transferability, dependability and
conformability are appropriate for this purpose (Lincoln & Guba, 1985). Credibility
refers to the degree of correspondence between the researchers interpretation and
the participants’ perspectives. Principles of case study research design lend
themselves to including numerous strategies that promote data credibility (Baxter &
Jack, 2008, p. 556). The use of various methods – attending and observing meetings
from the client council, interviews with individual councillors, and document
analysis - enhanced credibility. The findings of a case study can illuminate similar
cases (Holloway & Wheeler, 2010). By the description of the setting and the results
in great detail this case study provides a better understanding of the functioning of
client councils in other hospitals. Dependability and conformability replace the
notions of ‘reliability’ and ‘objectivity’ and was enhanced in several ways.
Dependability was pursued by providing transparency of the research process
illustrated by the information in the various boxes and by presenting context
information. Conformability is the degree to which others agree with the findings
and was enhanced by undertaking the analysis with three researchers.
7.3.4 Limitations of this study
Above, it was stated that humility in acknowledging the limitations of the findings
is an aspect of reflexivity. In this section, I will describe and reflect upon the main
limitations of this study which is also meant to evoke (methodological) discussion
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and may lead to further research. Phenomenology illuminates the ambiguity of life
and it describes and reflect on these ambiguities rather than attempt to solve it.
First, the experiences of older patients can in some respects be regarded as
more general and less specific defined and raises the question whether the findings
merely apply to older patients in this study or to hospital patients in general. This is
most likely caused by the rather broad definition of the phenomenon as
hospitalization of older patients instead of, for example, asking what it is like to age
and to be hospitalized. However, some of the uncertainties that emerge from this
study appear to be specific for older people. At the same time, these findings shows
the core and the strength of phenomenological research, namely, that it illuminates
what connects rather than what sets us apart. This gives phenomenological research
a unique position, differing from the conventional perspective of health care
research, one usually focused on categorizing and causality. This perspective is
particularly prevalent in research on older people and hospital care.
Second, the quality of the data appeared to be dependent on the relationship
between the shadower and the shadowee. Personal characteristics on both sides are
of great influence and may ease or hinder the formation of a relationship of trust.
Time also seems important, the more time was spent between the shadower and the
shadowee the better the relationship usually became and the better – that is richer in
meaning - the data. In this study some of the cases yielded very rich data while others
were limited. Certain cases were eventually excluded from the study due to the fact
that they provided insight into opinions and factual information rather than in the
lived thoroughness of the phenomenon. Focusing on the lived experiences of older
patients, the thesis research could have included more older patients. The small
number of included patients is counterbalanced by the richness of data from the
patients that were included in this study.
Third, hospitalization was studied from the perspective of older patients and
not from the perspectives of others involved such as care professionals and relatives.
This was purposefully done because older patients’ experiences were little explored

171

CHAPTER 7. GENERAL DISCUSSION
by observational studies. The observations allowed to research the experiences in
the actual context and to observe the interactions between healthcare professionals
and the older patients and visitors. In retrospect, it would also have been interesting
to know how the interactions were experienced by healthcare professionals as the
findings suggests a difference in expectations and experiences.

7.4 Implications for further research
Four main insights emerge from this study and should be studied further. First of
all, the notion of dwelling appears as important indicator of the well-being of older
patients. More research should be done on the phenomenon of lived space and how
the feeling of homecoming might be enhanced in the hospital. The notion of lived
space and its relation to the experiences and actions of older patients is also of
interest with regard to healthcare professionals since they are shaped by space as
well. Besides dwelling and homecoming, the notion of mobility which has been
described briefly, requires more attention, in particular in order to not let dwelling
become boredom. Second, the findings indicate room to improve relational care and
suggest a difference in expectations of older patients and health care professionals.
This study however, also shows examples where intersubjective dwelling in the
hospital is experienced. More research on this issue can provide insight into
situations of good care, its features and its terms, and may as such provide clues for
improving care practice. Third, from a methodological point of view it is valuable
to reflect further on shadowing. In this discussion several issues are pointed out that
need consideration such as the relationship between the shadower and the shadowee,
the fact that it is the researcher who gives words to the experiences of the shadowee
and the ambiguity of openness and staying focused on the phenomenon. Fourth, it
seems worthwhile to give the theoretical notions of equal standing and equal voice
in combination with that of listening in more attention in (research of) patient
participation practices.
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7.5 Concluding remark
The main title ‘Why frailty needs vulnerability’ summarizes the central message of
this study. Frailty provides a limited perspective of vulnerability, the older patient
and of hospital care. A vulnerability perspective gives voice to the lived experiences
of older patients and enables to see their concerns and uncertainties. It shows that
the vulnerability of older hospital patients is not only linked to the body but also to
the relationships they are situated in as well as the institutional context of the
hospital. The notion of dwelling may counterbalance the tendency of framing the
quality of care in functional outcome measures by pointing to the importance of
the feeling of homecoming in the hospital. Moreover, that notion may help to frame
‘what it is like’ to be old and in need of hospital care.
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SUMMARY
Due to ageing of the population, hospitals must serve a growing population of older
patients. However, hospitals are not well adapted to older patients. The traditional
focus of hospital wards is on only one or a few medical conditions and older people
often have multiple needs. Also, hospitals are increasingly focused on fast output,
disfavoring older patients who usually need more time to recover. Numerous studies
show that hospitalization is a drastic and hazardous event for many older people, in
both functional and psycho-social terms. The apparent mismatch between the
hospital and older people has led to an increased attention to older patients.
However, the result of this interest has been that much is spoken about older people,
but little by older people. This thesis illuminates the issue from the inside by studying
the phenomenon of hospitalization as experienced by older patients. The objectives
of the study are giving voice to older patients and gaining a better understanding of
their lived experiences. This study is conducted in the Netherlands within the
framework of a strategic program called Professional Loving Care: a cooperation in
which care ethicists and healthcare professionals explored ways to practice
relationship-based care.
The introduction provides the background of the aforementioned
objectives. It briefly describes the dominant picture of ageing in Western culture and
its implications for the group of older people that rely on (hospital) care. It
particularly focuses on the concepts of frailty and patient participation. The former
is a dominant paradigm in research and care practice concerning older people in
general and older hospital patients in particular. The latter has become one of the
leading concepts in healthcare policy and aims to give patients a voice in healthcare.
These points of view seem to conflict due to their negative interpretation of a
dependency that excludes agency. It is against this backdrop that this research aims
to illuminate a different perspective - one enabled by care ethical insights and
drawing upon qualitative research.
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Chapter 2 concerns the research method of shadowing as applied to
phenomenological research. Being developed as a research method in management
and organization studies, shadowing is increasingly be used as a qualitative data
collection strategy in social science. Shadowing is an observational method in which
the researcher observes an individual during a relatively long time. Central aspects
of the method are the focus on meaning expressed by the whole body, and an
extended stay of the researcher in the phenomenal event itself. The method can give
a voice to people in vulnerable situations who are often excluded from interview
studies. Inherent in shadowing is a degree of ambivalence that both challenges the
researcher and provides meaningful insights about the phenomenon. A case example
from the phenomenological study presented in the next chapter is used to show what
shadowing yields.
Chapter 3 reports on a phenomenological shadowing study and describes the
phenomenon of hospitalization as experienced by older patients. Ten patients of
seventy five years or older are included in the study and were shadowed from
admission until discharge. This chapter is guided by the reflective lifeworld approach.
For the older patients included in the study the essential meaning of hospital
admission can be described as feeling an outsider left in uncertainty. The use of the
term ‘an outsider’ describes the feelings of ‘not fitting in’ and ‘not belonging to’, and
the associated uncertainty. The experience appears in various variations
(constituents) relating to the hospital environment, the body, and the social self
which are formulated as follows: 1) staying in an inhospitable place, 2) feeling
constrained, and 3) experiencing disruption.
Chapter 4 presents a single case study in order to reach a deeper
understanding of one older patient’s lived experiences of hospitalization. The
patient was shadowed for 7 days, five to seven hours per day. The study follows a
phenomenological embodied enquiry design which is a form of aesthetic
phenomenology. To facilitate understanding in the reader the experiences are first
presented in a story and subsequently analyzed by means of the lifeworld
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framework. The findings show that hospitalization is experienced as ambiguous
safety, disconnected time, the feeling of being partially involved, and the struggle to
re-attune to the body.
Chapter 5 reports on a case study of the client council of the hospital. The
client council can be seen as an important medium to represent the interests of older
patients. This chapter shows how equality as the core democratic value underlying
patient participation manifests itself in the practice of the client council and
marginalizes the voices of older patients. The work of Joan Tronto is used to
understand that the principle of sameness is the driving force behind the functioning
of the client council and which leads the council to operate as part of the hospital
system. Consequently, important aspects of the hospital practice remain out of sight.
It is argued that to be of greater value for all patients patient participation requires
not only equal opportunities but also ‘the condition of equal voice’.
In chapter 6 the findings from the phenomenological study are reconsidered
from a care ethical perspective in order to contribute to morally informed reflection.
Older patients’ experiences of vulnerability are represented by concentric and
interconnected circles. The presented model clarifies how vulnerability occurs in the
interplay between the embodied subject, others, daily life and the hospital, and shows
its dynamic and relational nature. In the frailty perspective only half of the model
comes into view and important dimensions of vulnerability remain out of sight. The
complementary perspective of vulnerability as described in this chapter is vital for
care practice in that it does not only point at what is missing but also at what is of
significance to the older patient. Taking into account this perspective helps
improving relational care.
In the general discussion (chapter 7) the main findings are reflected against
the objectives outlined in the introduction. Subsequently, the methodological
strengths and the limitations of the study are discussed. The main title ‘Why frailty
needs vulnerability’ summarizes the central message of this thesis. Frailty provides a
limited perspective of vulnerability, the older patient and of hospital care.
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A vulnerability perspective gives voice to the lived experiences of older patients and
enables to see that vulnerability is not only linked to the body but also to the
relationships they are situated in as well as the institutional context of the hospital.
The phenomenological notion of dwelling may counterbalance the tendency of
framing the quality of care in functional outcome measures by pointing to the
importance of the experience of coming home in the hospital.
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Het ziekenhuis vervult een belangrijke rol in de zorg aan ouderen. Ziekenhuizen
hebben te maken met een vergrijzende patiëntenpopulatie waar ze niet goed op zijn
afgestemd. Ziekenhuisafdelingen zijn doorgaans gericht op één of enkele
aandoeningen, maar oudere patiënten hebben vaak meerdere aandoeningen
tegelijkertijd. Daarnaast zijn ziekenhuizen steeds meer gericht op snelle output,
terwijl ouderen veelal meer tijd nodig hebben om te herstellen. Talloze
wetenschappelijke studies laten zien dat een ziekenhuisopname een ingrijpende en
gevaarlijke gebeurtenis is voor veel ouderen, zowel in functioneel als in
psychosociaal opzicht. Hoewel deze mismatch tussen het ziekenhuis en de oudere
patiënt op ruime aandacht kan rekenen, blijft het perspectief van de ouderen zelf
daarin vaak buiten beeld. Er wordt veel gesproken óver oudere patiënten en veel
minder dóór de ouderen zelf. Dit proefschrift belicht de kwestie van binnenuit door
te onderzoeken hoe een ziekenhuisopname wordt ervaren door oudere patiënten.
Het doel van deze studie is stem geven aan oudere patiënten en inzicht krijgen in
hun geleefde ervaringen. De studie is uitgevoerd binnen het Programma
Menslievende Zorg (2009-2014), een samenwerking tussen zorgethici en
zorgprofessionals waarin praktijken van relationele zorg zijn verkend en onderzocht.
In hoofdstuk 1 (introductie) van dit proefschrift wordt de context van deze
studie beschreven. Er wordt gestart met een korte weergave van de dominante
opvatting van ouder worden in de westerse cultuur en de gevolgen hiervan voor de
groep ouderen die afhankelijk zijn van (ziekenhuis)zorg. Vervolgens worden de
centrale concepten in dit onderzoek, fragiliteit (frailty) en patiëntenparticipatie,
behandeld. Het eerste is een dominant onderzoeksparadigma in onderzoek- en
zorgpraktijken met betrekking tot ouderen in het algemeen en oudere
ziekenhuispatiënten in het bijzonder. Het tweede is verworden tot een invloedrijk
concept in gezondheidsbeleid, met als doel patiënten een stem te geven in de
gezondheidszorg. Deze twee concepten lijken contradictoir. Waar frailty is gericht op
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afhankelijkheid en elke vorm van agency lijkt uit te sluiten wordt deze in
patiëntenparticipatie juist benadrukt. Een negatieve opvatting van afhankelijkheid
ligt hieraan ten grondslag. Zorgethiek, met haar andere interpretatie van
afhankelijkheid, geeft ruimte om een aanvullend perspectief te belichten.
Hoofdstuk 2 beschrijft de onderzoeksmethode shadowing in de context van
fenomenologisch onderzoek in de gezondheidszorg. Deze observatiemethode kent
haar ontstaan in management- en organisatiestudies en wordt tegenwoordig steeds
meer gebruikt als kwalitatieve onderzoeksmethode in de sociale wetenschappen.
Centrale elementen van de methode zijn de focus op betekenissen zoals die worden
geuit door het gehele lichaam en niet alleen door taal en het feit dat de participant
gedurende lange tijd geobserveerd wordt op verschillende momenten van de dag en
nacht. De methode kan stem geven aan mensen in kwetsbare situaties die vaak
worden uitgesloten van interviewstudies. Inherent aan shadowing is een zekere mate
van ambivalentie die de onderzoeker voor uitdagingen stelt en tegelijkertijd
belangrijke inzichten geeft in het fenomeen onder studie. Een casus is gepresenteerd
ter illustratie.
Hoofdstuk 3 betreft een fenomenologische shadowing studie waarin wordt
beschreven hoe het fenomeen ziekenhuisopname is ervaren door oudere patiënten.
Voor de studie zijn tien patiënten van vijfenzeventig jaar of ouder geobserveerd van
opname tot ontslag. Deze studie is gedaan van uit de reflective lifeworld approach. Dit
hoofdstuk laat zien dat een oudere ziekenhuispatiënt zich ‘een buitenstaander voelt,
alleen gelaten met zijn of haar onzekerheden’. Oudere patiënten ervaren het
ziekenhuis als een vreemde omgeving waarin hen veel ontgaat. Ook behelst een
ziekenhuisopname van huis verwijderd zijn, wat betekent weg zijn van datgene wat
vertrouwd is. ‘Alleen gelaten’ beschrijft de solitaire worsteling met verschillende
onzekerheden. Sommige van deze onzekerheden hebben te maken met het verblijf
in het ziekenhuis, andere onzekerheden zijn meer persoonlijk. Drie elementen
bepalen in onderlinge verwevenheid de vervreemding: 1) zich niet thuis voelen,
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2) zich beperkt voelen en 3) het ervaren van verstoringen. Deze elementen verwijzen
elk naar een eigen drager van die ervaring (ziekenhuis, lichaam, menselijke relaties).
In hoofdstuk 4 wordt een single case study gepresenteerd die dieper inzicht
geeft in de ervaringen van één oudere ziekenhuispatiënt. Deze patiënt is gedurende
zeven dagen gevolgd door middel van shadowing, vijf tot zeven uur per dag. De studie
is verricht vanuit een embodied enquiry design, een vorm van esthetische fenomenologie.
De ervaringen van de oudere patiënt zijn allereerst gepresenteerd in de vorm van
een verhaal dat vervolgens is geanalyseerd met behulp van de vijf
leefwerelddimensies: ruimte, tijd, relaties, belichaming en stemming. De
belangrijkste ervaringen die naar voren komen in deze studie zijn: ambigue
veiligheid, losgekoppelde tijd, het gevoel van gedeeltelijk betrokken te zijn en de
worsteling om af te stemmen op het lichaam.
Hoofdstuk 5 doet verslag van een case study van een cliëntenraad in het
ziekenhuis. De cliëntenraad is een belangrijk middel om oudere patiënten te
representeren. Dit hoofdstuk laat zien hoe gelijkheid als centrale, onderliggende,
democratische waarde van patiëntenparticipatie tot uiting komt in de praktijk en hoe
het de stemmen van oudere patiënten marginaliseert. Het werk van zorgethica Joan
Tronto maakt duidelijk dat het principe van eenvormigheid (sameness) de drijvende
kracht is achter het functioneren van de cliëntenraad. Dit heeft als gevolg dat de
cliëntenraad functioneert als onderdeel van het ziekenhuissysteem en dat belangrijke
aspecten van de ziekenhuispraktijk buiten beeld blijven. Het hoofdstuk concludeert
dat voor een grotere waarde voor alle patiënten, patiëntenparticipatie niet alleen
gelijke mogelijkheden vereist, maar ook de conditie van ‘gelijke stem’.
In hoofdstuk 6 worden de bevindingen van de fenomenologische studie
opnieuw geïnterpreteerd vanuit een zorgethisch perspectief met het doel moreel
gefundeerde reflectie te bevorderen. De ervaringen van kwetsbaarheid van oudere
patiënten zijn weergegeven door middel van concentrische en met elkaar verbonden
cirkels. Dit model laat zien hoe kwetsbaarheid zich voltrekt in de wisselwerking
tussen het belichaamde subject, menselijke relaties, dagelijks leven en het ziekenhuis.
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Ook geeft het inzicht in het dynamische en relationele karakter van kwetsbaarheid.
In het frailty perspectief blijven belangrijke dimensies van kwetsbaarheid buiten
beeld. Het aanvullend perspectief op kwetsbaarheid, beschreven in dit hoofdstuk, is
van belang voor zorgpraktijken omdat het niet alleen kijkt naar wat problematisch
is, maar ook naar wat van betekenis is voor de oudere patiënt. Dit perspectief kan
daardoor bijdragen aan relationele zorg.
De discussie (hoofdstuk 7) van dit proefschrift gaat in op de belangrijkste
inzichten van deze studie in relatie tot de twee doelen zoals geformuleerd in de
introductie. De fenomenologische notie van dwelling speelt hierin een belangrijke rol.
Vervolgens wordt een aantal methodologische kwesties besproken. De hoofdtitel
van dit proefschrift omschrijft de kern van deze studie. Frailty als paradigma voorziet
in een beperkt perspectief op kwetsbaarheid, de oudere patiënt en ziekenhuiszorg.
Een breder kwetsbaarheidsperspectief heeft oog voor de geleefde ervaringen van
oudere patiënten en laat zien dat kwetsbaarheid niet beperkt is tot het lichaam, maar
ook betrekking heeft op de relaties waarin de oudere gesitueerd is en de institutionele
context van het ziekenhuis. Aandacht voor dwelling, door te wijzen op het belang van
‘thuis komen’ in het ziekenhuis, kan helpen om kwaliteit van ziekenhuiszorg voor
ouderen breder te zien dan alleen iets dat meetbaar is aan de hand van functionele
componenten.
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