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PREFACE

Nine months before her diagnosis, my mother was already experiencing the degenerative
effects of MND in her speech and movement. Looking back, she also had other symptoms. As
an occupational therapist, | could relate my mother’s experiences to Wilcox’s (1999) theory
of ‘doing, being, becoming and belonging’. | considered that she was unable to undertake
daily activities and unable to be an independent woman. She could not be, could not become
and could not belong. This reduced sense of identity, purpose and meaning affected her

mental well-being before she was diagnosed with MND.

Receiving a diagnosis of PBP MND was devastating; we were told that her MND was
progressing rapidly, and palliative care was recommended. The palliative care team were my
professional colleagues and were used to caring for people with MND. Two months later, my
mother was unable to swallow and was admitted to hospital for intravenous hydration and
nutrition. Four months later, she was 'locked in' her body, unable to speak or move, and able
to communicate only through blinking her eyes and moving her head slightly. Her mind was
unaffected, and her big blue eyes would follow the nurses and carers as they went about their
daily routine of making their ‘patient’ with MND as comfortable as possible, whilst she lay in

her body waiting in silence for her release.



ABSTRACT

The genesis of this thesis lies in experiences of caring professionally for people living and dying
with motor neurone disease (MND) and in personal experiences of caring for my mother with
the same condition. These experiences led me to an understanding that MND threatens the
sense of existence for both the person with the condition, and their family. MND is a
devastating neurodegenerative terminal condition that results in loss of the motor neurones
that enable a person to move, speak, and at the end of life, to breathe. At the outset of this
project, previous research had focused on the narratives of people living with MND at a single

point of time; thus knowledge of the meaning of existence with MND through time is limited.

This is a multiphase study that uses two distinct methodologies: hermeneutic (interpretive)
phenomenology and autoethnography to explore the lived experiences of self and others. The
three key areas of study are: (i) the phenomenon of existence when someone is given a
diagnosis of MND and in the context of receiving healthcare; (ii) the meaning of living with
uncertainty for people diagnosed with MND; and (iii) the meaning of supporting a loved one
with MND as they die. The outcomes of this research have significantly contributed to
knowledge through the publication of six peer-reviewed papers. The findings of the research
are collated and integrated to develop a person-centred model of care that emphasises the
need for MND professionals to acknowledge the temporal aspects of caring for a person with

MND, and for their family carers.

The thesis concludes that MND care is complex, but that this complexity can be reduced if the
range of professionals who provide MND care interpret the care needs of the people at end
of life with MND to provide not only multi-professional, but inter-professional person centred

care.



CHAPTER 1 INTRODUCTION TO MOTOR NEURONE DISEASE

This chapter will introduce the reader to what is already known about motor neurone disease
(MND) from a clinical perspective. It moves on to review the existing literature on the
different methodologies used over a ten-year period to understand the experiences of people
with MND and their family carers. A review of existing literature on how MND care is delivered
follows, along with recommendations for future study made by other researchers. The
chapter concludes with a brief overview of the chapters in the thesis and how this project

contributes to the knowledge available.

| am a postgraduate researcher with professional experience as an NHS community
occupational therapist providing person-centred care for people with neurological conditions,
including MND. | came to this project through my personal experience of being a professional
family carer, supporting my mother through her illness trajectory with progressive bulbar
palsy MND. The focus of my project has been how MND threatens the sense of existence for

both the person with the condition and their family.

1.1 WHAT IS KNOWN ABOUT MND?

MND is seen as the most devastating adult-onset neurodegenerative disorder and results in
the degeneration of the motor neurones in the brain and spinal cord (Baumer et al., 2014).
The risk of developing MND is cumulative, with men at higher risk than women. On average,
one in three hundred people suffer from the condition. The risk factors include exposure to
environmental chemicals and toxins, viral infections, immune damage, premature ageing of
motor neurones, loss of growth that would maintain the survival of motor neurones and
genetic susceptibility (Al-Chalabi, 2019). The median time from onset to diagnosis of MND is
between 9 and 15 months (Donaghy et al., 2008).

It is crucial to understand the epidemiology/demographics of MND and how these change
over time and by country in order to plan health care. Logroscino et al. (2018) carried out a

systematic review of cause-of-death registers (2009-2016) across 14,165 global, regional and



national locations. The findings suggested that 330,918 individuals had motor neurone
diseases during that period, and that these conditions had caused 926,090 disability-adjusted
life years (DALYs) and 34,325 deaths in 2016. The researchers reported a worldwide all-age
prevalence of 4:5 MND sufferers per 100 000 population. They concluded that the burden of
MND was greater in the high-income regions and was increasing because of ageing
populations. A review of the extensive list of countries that were considered in the review
suggests that the UK, USA and Australia have the highest numbers of people with MND

worldwide (see Table 1 below).

Table 1. Cases of MND in high-income countries (taken from Logroscino et al. (2018))

Country Population, 2016 Number of MND Number of DALYs, = Number of
cases, 2016 2016 deaths, 2016
UK 65,380,000 13,249 45,310 2,199
(0.02026%) (0.06930%) (0.0033%)
USA 323,100,000 62,531 182,359 7,632
(0.01935%) (0.0564%) (0.0023%)
Australia 24,190,000 4,247 15,625 711
(0.01755%) (0.0645%) (0.0029%)
France 66,720,000 11,712 34, 427 1,557
(0.01755%) (0.0515%) (0.0023%)
Italy 60,670,000 9,553 30,525 1,418
(0.01574%) (0.0503%) (0.0023%)
Germany 82,180,000 12,502 42,111 1,911
(0.01521%) (0.0512%) (0.0023%)

A person diagnosed with MND will learn that there is no known cure and that they have one
of four types of the disease, each with variable prognostic indicators (Hardiman et al., 2011).
Amyotrophic Lateral Sclerosis (ALS) MND is the most common type of MND and accounts for
66% of all cases, affecting upper motor neurones (UMN) and lower motor neurones (LMN)
without sensory disturbance; the average survival is 2—5 years. Progressive bulbar palsy (PBP)
MND accounts for 20% of cases, affecting bulbar LMN and corticobulbar UMN palsy onset,
with a poorer prognosis. Progressive muscular atrophy (PMA) MND accounts for 10% of cases;
affecting LMN initially, it can develop to UMN and has a slower disease progression. Primary
muscular sclerosis (PMS) MND accounts for 0.5% of cases, affecting UMN signs at the onset,
and can develop to ALS; those with this form can retain an average life expectancy (Hobson
et al., 2016; Oliver, 2016). A person may also present with frontal temporal dementia, with
the cognitive changes evident before any physical changes. Dementia occurs in 15% of all

people diagnosed with MND (Oliver, 2016).
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The person with MND will face physical problems, such as difficulties with speech and
language, swallowing, breathing, weight loss, mobility and immobility. In addition, they may
have to manage a number of psycho-social issues, such as attitudes to MND, anxiety,
bereavement, sense of loss,* control, coping, decision-making, projecting into the future, and
family issues (Talbot and Marsden, 2008). The family of a person with MND will face the
challenges of obtaining a diagnosis, providing 24-hour care, anxiety, coping, decision-making,
observing the impact of MND and making best interests decisions (Talbot and Marsden,

2008).

Therapy treatments include the drug Riluzole, the effects of which are known to be modest,
prolonging mean survival by 12—-15 months (Baumer et al., 2014). A multidisciplinary team
(MDT) approach within specialist clinics is known to have a greater impact on preserving the
quality of life of those with the condition, and is led by MND-focussed neurologists with a
specialist nurse and other multidisciplinary care professionals, as well as links to
gastroenterology and respiratory teams (Hardiman et al., 2011). Reviews are recommended
after diagnosis and in the later stages of the disease, with less frequent reviews if the
condition is progressing slowly (Andersen et al., 2012). People with MND, however, face

barriers to attending the MND clinics for reviews (James et al., 2019).

1.2 LIVED EXPERIENCES OF MND

Researchers have used different methodologies to research the experiences of those living
with MND and have focussed on different aspects. Brott et al. (2007) were interested in the
occupational disruption of living with MND in their study guided by phenomenology. They
identified four themes, which they described as ‘wobbly body’, ‘doing and being’, ‘changed
world’ and ‘changed future’. Brown (2003) examined the experiences of users, carers and

professionals related to MND and, found that people with MND had holistic needs but care

1 The decline in their physical function results in a loss of control of their body, and possibly their speech, and
affects their ability to interact with their family and friends. For the person, family and friends there is a
profound sense of loss, and bereavement, long before death: loss of the life lived and loss of the life still to
be lived. Indeed, death might ultimately be a welcome relief (Nicol, 2017: 45).
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was focussed on function. She emphasised the need to maintain the focus on the person

rather than the disease, which appears simple, yet is challenging (p.215).

Brown and Addington-Hall (2008) explored patients' experiences and how they talked about
living and coping with MND, using narrative case studies to understand how people live and
cope with the loss of movement and speech. The findings uncovered four narrative types:
sustaining, enduring, preserving and fracturing. The authors stated that the fracturing
narratives were difficult to listen to, due to the expressions of loss and fears for the future.
Even so, understanding and being able to recognise these narrative types may be useful to
carers and professionals. Locock et al. (2009) examined whether the concept of 'biographical
disruption and repair' can be applied to people living with MND and found that being
diagnosed with MND is a 'biographical abruption' of life. Allen-Collinson and Pavey (2013:
803) explored the in-depth accounts of lived-body experiences of touch for people with MND.
They found two dimensions emerged: i) the loss of certain forms of touch as part of the MND
process, and (ii) unwelcome touch, in which participants recounted experiencing distress and

discomfort at patronising physical contact from medical and health practitioners.

Existential concerns have been the main focus in research on people living with MND and
receiving palliative care in Sweden (Bolmsjo, 2001), and the focus of the secondary analysis
in studies carried out in the U.K. (Brown, 2003) and Australia (Ray and Street, 2007). Suffering
has also been observed by those caring for people living with MND towards the end of their
lives (O'Toole, 2011). These studies have, however, focussed on single points in time; thus,

knowledge of the meaning of existence with MND through time is limited.

Since this project began, there has been limited research on the lived experiences of MND;
research has, rather, focussed on family carers’ experiences of MND. The reason for this may
be the degenerative nature of MND, and the vulnerability of those with the condition (ESRC,
2020). Researchers have used various methodologies to explore the experiences of family
carers. Aoun et al. (2012) carried out a literature review of family care-giving for MND and
found that family carers experienced a substantial burden, which created distress at different
points in the illness trajectory. The authors called for family carers to receive practical and

psycho-social support throughout the illness and bereavement. In later research, Aoun et al.
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(2018) carried out a postal survey which found that the way a diagnosis is delivered can have
a significant impact on the emotional well-being of people with MND and their family carers.
Ozanne et al. (2015) focussed on spouses’ experiences of caring for people with MND and
found that they experienced loneliness, imprisoned lives and loss of their future. Holkham
and Soundy (2018) carried out a thematic synthesis of the experiences of informal caregivers
and reported experiences of loss of control, inability to choose and isolation. The authors
called for family carers to have better communication with professionals, through a single
point of contact. To conclude, family carers witness the devastating nature of the disease and

experience their own existential concerns.

1.3 MND CARE

MND care is a challenge for all those involved in this illness’s trajectory — neurology,
neurorehabilitation, general medicine and palliative care (Oliver et al., 2016). Several
researchers have noted that MND lies beyond being a chronic or terminal iliness (Brown,
2003; Locock et al., 2009). Lerum et al. (2015) suggest that the distinction between the two
is, in any case, ambiguous and that MND should be considered an ‘unstable terminality’,
which creates challenges for primary care. Lerum et al.’s (2017: 1) findings suggest that the
challenges include: i) building relationships with those giving and receiving care in the home;
(ii) preventing caregiver burnout and breakdown; (iii) providing tailored care; (iv) ensuring
good working conditions in patients’ homes; and (v) recruiting and retaining qualified nursing
assistants. Pagnini (2013: 194) acknowledged that the psychological impact of MND on the
person and their family is ‘huge’, yet clinical guidelines and reviews have focussed on the
physical symptoms of MND (Janssens et al., 2016). There are both physical and psychological
symptoms to manage in MND (Mathis et al., 2016). In a scoping review and synthesis, Harris
et al. (2018a) suggested that disease management is not focussed on the psychosocial well-
being of the wider social network, including carers, family, others and healthcare
professionals. Glebel et al.’s (2019) staff service evaluation, meanwhile, identified the need
for further training of a range of professionals in communicating psychosocial well-being in
MND. Hogden et al.’s (2017: 212) review of the current evidence has shaped current practice
and explains how multidisciplinary MND care is delivered. The focus on rehabilitation assists

people with MND in adapting to the physical and psychological challenges of living with the
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disease. The focus of palliation, meanwhile, seeks to alleviate physical, psychological and
existential distress. The multidisciplinary approaches to symptom management focus on
identifying the issue, recommending treatment options, and referring to healthcare and
support professionals who can meet the patient’s needs (see Table 2 below). The authors

conclude that stronger links between specialised MND services, general neurology and

primary care services could improve the quality of care for patients in their community.

TABLE 1 MULTIDISCIPLINARY APPROACHES TO SYMPTOM MANAGEMENT

Issue

Disease progression
Breathing difficulty
Eating and drinking
difficulties

Saliva management

Mobility
Cognitive,
behaviour and
mood issues
Self-care

Grief and loss

Carer support

Treatment options
Riluzole
Assisted ventilation

Gastrostomy

Medication

Botox

Mobility equipment
Counselling and support

for patient and family

Assistive equipment
Counselling and support
for patient and family

Counselling and support

Health care and support professionals involved
Neurologist/rehabilitation physician
Respiratory physician, respiratory therapist, nursing

Gastroenterologist, dietitian, speech pathologist, nursing

Neurologist/general practitioner/palliative care team
neurologist
Physiotherapist, occupational therapist, MND association

Neuropsychologist, psychologist

Occupational therapists, nursing, MND association
Social worker, psychologist, MND Association, palliative
care team

Social worker, MND Association, palliative care team

for patient and family

Taken from Hogden et al. (2017: 205-215).

There is an acknowledgement that psychologists are under-utilised in MND care (Harris et al.,
2018a) and in end of life care in general (Ftanou et al., 2017). In the absence of psychologists,
the need for palliative care throughout the illness trajectory is even more essential (Oliver
and Aoun, 2013). In a consensus review of palliative care in neurology, the European Academy
of Neurology/European Association for Palliative Care (EAN/EAPC) suggested that 'the care of
patients with progressive neurological disease and their families continues to improve and
develop. There is a pressing need for increased collaboration between neurology and

palliative care’ (Oliver et al., 2016: 30). However, the majority of people with progressive
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neurological diseases are not receiving palliative care (Veronese, 2018) or only receive it in
the last weeks of their life (Fleming et al., 2020), with the result that holistic care needs remain
unmet (McVeigh et al.,, 2019). McVeigh et al. (2019) recommended further research to
explore an optimal model of palliative holistic care for people with MND. To conclude, in the
absence of neuropsychology, psychology and palliative care for people with MND and their
families, there is a concern that people will experience life in crisis or existential suffering at

the end of their life.

My previous experiences as both a formal and informal carer have influenced how | have
approached the research reported in this thesis and | must, therefore, acknowledge that |
have brought presuppositions into this research. These cannot be 'bracketed' as if they do not
exist. Instead, they have inspired this research project and the choice of methodologies.
Hermeneutic phenomenology and autoethnography are two distinct methodologies but both
acknowledge that the researcher's presuppositions are essential for interpreting the meaning
of self and others, as will be explained further in this thesis. The six published papers are

presented in four chapters, as outlined below.

1.4 CHAPTERS OF THE THESIS

This thesis has been structured into four chapters, which include a narrative linking the six
published papers. The papers are numbered chronologically, i.e. in order of publication, but

are linked thematically within chapters.

Chapter 2: Interpreting philosophy, developing a research methodology
Embedded in this chapter, Paper 1 sets out to provide a reflective account of interpreting the
existential phenomenology and philosophical hermeneutics, which underpins the work

presented in the thesis (Heidegger, 1927/1962; Gadamer, 1975) (Harris, 2017).

Chapter 3: Research approaches enabling reflection
Papers 2 and 4 are both embedded in this chapter. Paper 2 is a descriptive personal reflection,

written as part of the research process and drawing on the philosophy of hermeneutic
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(interpretive) phenomenology (Harris, 2017a). Paper 4 explores the meaning of supporting a
loved one with MND to die (Harris et al., 2019). Using an autoethnographic approach, it

concludes that:

dying with MIND is a complex phenomenon, especially if the “body is experienced in
silence”, so a person can no longer take part in decision-making about end of life care.
People are dependent on others to act in their best interests, and this challenges the
relationships between all those involved in end of life care. Palliative care perspectives
are essential in supporting a person as they die, regardless of the care setting, as lived

space and time take on new meanings. (Harris et al., 2019: 290)

Chapter 4: Phenomenological research

Papers 3 and 5 are both embedded in this chapter. Paper 3 answers the research question
‘What does it mean to be a person living through the illness trajectory of MND?’ and
researches the phenomenon of existence after receiving a diagnosis of MND, in the context
of receiving healthcare (Harris, 2015: 1579). It concludes that ‘the four participants provided
eloquent stories of their unique existence from the time they first noticed something
untoward was happening to them until the present day’ (Harris, 2015: 1591) and that ‘the
findings from this study help us to make sense of what it means to be a person living through
the illness trajectory of MND’ (Harris, 2015: 1593). From the data, it emerged that people
with MND live with uncertainty throughout the trajectory of their illness, and it was
determined that this required further examination. The aim of Paper 5 was to explore ‘the
meaning of living with uncertainty for people diagnosed with motor neurone disease (MND)’

(Harris et al., 2018: 2062). It concludes that:

people with MND are living with uncertainty and other concerns throughout
their illness trajectories. The effects of this can result in people experiencing
life in crisis at different stages of their illness, resulting in the desire to hasten
death because of various losses. People are having to turn to palliative care
professionals who are more able to meet their concerns than those caring

for other aspects of their condition. (Harris et al., 2018: 2069)
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Chapter 5: Proposing a person-centred model of care

Paper 6 is embedded in this chapter, and aims to ‘provide practical insight into the way

that professionals caring for a person with MND can recognise, respect and respond to

that person’s temporality; i.e. the person that they have been, that they are now, and that

they will be in the future’ (Harris et al., 2020). It concluded that:

MND has a significant impact on a person’s lifeworld. The proposed person-
centred care model focuses on understanding (interpreting) a person in a
wider temporal frame, and beyond the context of their illness. The expected
collaborative outcomes are that a person is acknowledged as more than a
“patient with MND” and that a professional is providing person-centred care
based on the individuality of the person, through a temporal lens. (Harris et

al., 2020)

1.5 CONTRIBUTIONS MADE BY THIS PROJECT TO KNOWLEDGE IN THE FIELD

This research provides a nuanced account of interpreting two philosophical positions
on existential phenomenology (Heidegger, 1927/1962) and philosophical
hermeneutics (Gadamer, 1975), and applying these as a methodology.

It provides a descriptive personal reflection of supporting my mother through three
phases of the illness trajectory, including my observations of MND care: ‘walking the
walk’ of diagnostic reasoning (investigation and diagnosis); life as before, but not
as before (continuity and decision-making); observing existential suffering (end of
life). The hidden thread linking these experiences together is my loss.

In returning to previously published reflections to explore the meaning of supporting
a loved one with MIND as they die, the research identifies four themes relating to the
end of life trajectory of MND: loss of person (lived body experienced in silence); loss
of relationships (lived relations are challenged); loss of home and loss of time (lived
space and lived time take on new meaning); loss of future (dying — facing it alone).
The method of data collection and analysis enabled a sensitive methodology for
researching the phenomenon of existence with MND through time. The findings
uncovered the concept of ‘existential loss’, of past ways of being-in-the-world,

embodiment, spatiality, and the once projected future.
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In returning to the individual philosophical framework analysis to explore the meaning
of uncertainty for people diagnosed with MND, the findings uncovered three phases
of the MND illness trajectory: ‘body failing prematurely and searching for answers’;
‘body deterioration and responses to care’; and ‘body nearing its end and needing to
talk.’

The findings of the research are collated and integrated to develop a person-centred
model of care which emphasises the need to acknowledge the temporal aspects of

caring for a person with MND and their family/significant others.
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CHAPTER 2 INTERPRETING PHILOSOPHY, DEVELOPING A METHODOLOGY FOR
RESEARCH

2.1 LINKING NARRATIVE FOR PAPER 1

Embedded in this chapter, Paper 1 sets out to provide a reflective account of interpreting
existential phenomenology and philosophical hermeneutics, which underpins the work
presented in the thesis (Heidegger, 1927/1962; Gadamer, 1975). | initially found the
complexity of the language overwhelming and, therefore, turned to the work of others to
help my understanding (Bullington, 2006; Cohn, 1997; Koch, 1995; Polt, 1999; Finlay, 2011;
Fleming et al., 2003) before returning to the original texts. This narrative will explore my

research journey and the rationale for the choices | made along the way.

Bengtsson (2013) suggested that it is essential to be explicit in a research project about why
one has chosen a particular direction of phenomenology. Descriptive phenomenology
(Husserl 1913/1962) and hermeneutic phenomenology (Heidegger 1927/1962) are two
different philosophical perspectives. While both focus on the human experience of the
'lifeworld" (Brooks, 2015; Finlay, 2011), there are key differences. Husserl's approach to
phenomenology is epistemological: he asks, ‘How do we know what we know?’ For him, what
is shared is the essence of the conscious mind, and its meaning is unaffected by the
interpreter's view of the world (Koch, 1995). Husserl believed in the notion of reduction as a
rigorous method of examining human experience, bracketing or putting aside all
presuppositions, theories and ideas about the phenomenon in question, in order to be
completely open to it as it appears (Bullington, 2006). Heidegger’s approach to hermeneutic
phenomenology, in contrast, is ontological. He asks, ‘What is the meaning of being?’ and
believed bracketing presuppositions to be impossible. Gadamer (1975) took philosophical

hermeneutics further, asking how people come to understand. For Gadamer, understanding
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occurs through historical awareness,? presuppositions,® openness to the meaning of others

4and a fusion of horizons >(Koch, 1995).

Heidegger introduced the term Dasein to emphasise ‘being-there’ or existence. His thoughts
on existence suggest that a person is born into a pre-existing history, culture and practice and
then experiences their own existence along a temporal line, where the past is carried along
by a present that is already anticipating the future (Cohn, 1997; Polt, 1999). A person achieves
an authentic existence through having the freedom to choose how to conduct their life,
projecting themselves forward and forming the essence of their existence. In contrast,
inauthentic existence is occupied with everyday life, distracted from oneself and involved
with the 'they’® (Wartenberg, 2008). In this, we can choose to deny death, or we can choose
to accept death as an intrinsic aspect of living (Cohn, 1997). In making such choices, for
example, a person born into a family may choose to adopt their forebears’ cultural ways of
being, or they may decide to distance themselves and become, for example, a lecturer; in
doing so, they assume different ways of existence. Indeed, this was the pathway chosen by
Heidegger, as he moved away from his place of birth to learn philosophy; ultimately this
became the essence of his existence, although he returned to his cultural ways of being
towards the end of his life. A person diagnosed with MND may have to give up a former role,
such as being a lecturer. They may choose to accept death with MND as an intrinsic aspect of
living or deny life and death with MND; either way, they can reflect on the essence of their
existence. | felt that Heidegger’s philosophical ideas would help me to answer the research

guestion, ‘What does it mean to be a person living through the illness trajectory of MND?’

2 Historical awareness is learning to understand ourselves better and recognise that, in all understanding,
whether we are expressly aware of it or not, the efficacy of history is at work (Gadamer, 1975: 300).

3 Presuppositions include preunderstandings, prejudices and beliefs (Heidegger 1927/1962: Gadamer, 1975).

4 Openness to the meaning of others does not mean that when we listen to someone or read a book we must
forget all our presuppositions concerning the content and all our own ideas (Gadamer, 1975: 271).

5 Fusion of horizons is to learn to look beyond what is close at hand, not in order to look away from it but to
see it better, within a larger whole and in truer proportion (Gadamer, 1975: 304)

6 ‘They’ personifies the ‘social expectations and interpretations that mark me as belonging to a culture’ (Polt,
p.63).
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Paper 1 is a reflective paper partly written to help other researchers to adopt hermeneutic
phenomenology. They may be experiencing the same difficulties | had when interpreting the

philosophical ideas to develop a research methodology.
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2.2 PAPER 1

Harris, D.A. (2017). ‘Doing research drawing on the philosophy of existential hermeneutic

phenomenology.’ Palliative and Supportive Care, 15 (2): 267-269.

Link to paper - https://doi.org/10.1017/5S1478951516000377

On journal website:

HTML views 22
PDF views 208
Abstract view 884

On ResearchGate: 163

This paper is cited by:

Nyblom, S., Arnby, M., Molander, U., & Benkel, I. (2020). End of life Experiences
(ELEs) of Spiritual Nature Are Reported Directly by Patients Receiving Palliative Care
in a Highly Secular Country: A Qualitative Study. American Journal of Hospice and
Palliative Medicine.

Khoshnood, Z., Iranmanesh, S., Rayyani, M. and Dehghan, M. (2018). ‘Getting Out or
Remaining in the Cage of Inauthentic Self: The Meaning of Existential Challenges in
Patients' with Cancer.” Indian Journal of Palliative Care 24 (2): 131-138.

Mogquin, F.K. (2019). ‘How do teachers experience lesson study.’ Proquest
Dissertations Publishing 1-24.

Sowden, R. (2018). ‘An investigation into the perceptions of “outsider” contributions
to sustainable services for people with communication disabilities, in majority world

countries .” Doctoral thesis (PhD) Manchester Metropolitan University 1-451.

Two of the citations above are from university PhD dissertations in which this paper helped

researchers to unpack their methodology.
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Doing research drawing on the philosophy of
existential hermeneutic phenomenology

DENISE A. HARRIS, M.PHIL., M.RES., B.SC.HONS.
School of Health Sciences, University of Salford, Salford, England

(ReceEvED April 14, 2016; AccepTeD May 4, 2016)

Phenomenologists seek to depict the “lifeworld”
experiences of people. Researchers applying Heideg-
ger’s (1962) existential phenomenology and Gadam-
er’'s (1975) philosophical hermeneutics seek to
examine and be aware of their own past experiences
with “openness and sensitivity” in order to be open
to the meaning of others. Heidegger’s existential
phenomenology focused on the meaning of human
existence (lifeworld). He asked questions about expe-
riencing and understanding: what does it mean to be
a person? As a researcher interpreting Heidegger’s
existential phenomenology, I understand the person
to be a self-interpreting being. As a researcher, |
can only make explicit what is already understood.
But I can interpret their story using Heidegger’s as-
pects of existence to gain a deeper level of meaning.
The present paper brings forward a reflective ac-
count of how I interpreted Heidegger’s existential
phenomenology and Gadamer’s hermeneutics and
applied them as methodology to understand the
meaning of existence for others living through the ill-
ness trajectory of motor neurone disease (MND).

BRINGING PRESUPPOSITIONS TO
CONSCIOUSNESS BEFORE RECRUITING
AND MEETING THE PARTICIPANTS, AND
DURING INTERPRETATION

As a researcher, [ have the background experience of
supporting my mother living with MND. Heidegger
understood that presuppositions—defined as preun-
derstandings, prejudices, and beliefs—cannot be
“bracketed” as though they do not exist. Instead, Hei-
degger (1962) and Gadamer (1975) recommend

Address correspondence and reprint requests to: Denise
A. Harris, School of Health Sciences, University of Salford, Sal-
ford, M5 4WT, England, United Kingdom. E-mail: D.Harris@sal-
ford.ac.uk, Denise.harris13@outlook.com.

Mifeworld = existence (Heidegger, 1962).

engaging with one’s own presuppositions in order to
understand oneself and others. Finlay (2011) terms
engaging with one’s presuppositions “hermeneutic
reflexivity.” Hermeneutic reflexivity was completed
in the first year of my study, before completing the re-
search proposal and before recruiting and meeting
with participants. Documenting the experiences
gave me a greater understanding of those past expe-
riences—it gave me closure on many events that were
not worthy of further study, to bring forward what ex-
periences remained important, and it enabled me to
focus on the questions that remained important to
me as a person and as a healthcare professional.
This reflective account is reported elsewhere (Harris,
2016). The participants understood that I had both a
professional and personal understanding of how
MND affects people in different ways. Atkinson
(1998) acknowledges that shared understanding of
the topic can naturally lead the participant to reveal
more than he or she otherwise might.

CHOICE OF DATA COLLECTION METHOD

Heidegger holds that human beings exist in the
world through time—not time determined by a 24-
hour clock, but temporal time determined by our
past, present, and future. First, human beings are
born into a particular history, culture, and practice.
They may choose to adopt their forebears’ ways of be-
ing or project themselves forward into other possibil-
ities (Inwood, 1997; Moran, 2000). Projecting
themselves forward into the future of other possibil-
ities may include being a self-employed business-
man, a sales manager, and other ways of being. A
hermeneutic position holds that stories are interpre-
tations of life. A story helps us to communicate the
unity of our lives and therefore to create an identity
(Widdershoven, 1993, cited in Atkinson, 1998).
With this premise, a life story interview was chosen
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as a method of data collection, inviting participants
to tell their story from when they first became aware
that something untoward was happening to them.
This provided them with an opportunity to bring for-
ward the meaning of their existence with motor neu-
rone disease and how this impacted on their past,
present, and future. As a researcher, I listened to
their stories and brought them back to the themes
they had raised, and invited them to elaborate on
the meaning of these experiences in their lifeworld.

WHOLE STORIES TRANSCRIBED, SO THAT
OTHERS CAN UNDERSTAND (INTERPRET)
THEM

The first interview was complete. Whole stories were
transcribed, so that others could understand (inter-
pret) them. I listened to participant stories several
times and made a decision to have them transcribed
professionally, to put the important intonations into
the text. I then took their story along to the second in-
terview and asked, “Is this the story you have told so
far? Is there anything you would like to add or re-
move?” Gadamer (1975) would refer to this as a “fu-
sion of horizons.” All the participants chose not to
change the story and to continue on to the second in-
terview. I then asked the participants three questions
related to the study. This method of data collection
meant that [ had four detailed accounts of the mean-
ing of existence with MND. I had to consider how to
analyze these data without losing their meaning,
and to search for deeper meaning. During the five
stages of interpretation, the focus has been to remain
as present as possible with the existential phenome-
non (via the participant story). A more detailed ac-
count of methods and findings are published
elsewhere (Harris, 2015).

USE OF A PHILOSOPHICAL FRAMEWORK
TO ANALYZE THE TEXT THAT FOCUSES
ON THE PARTICIPANT’S MEANING OF
EXISTENCE (LIFEWORLD), AND NOT THE
RESEARCHER’S

Heidegger understood the three ecstasies of time as a
lived-through past, experienced present, and antici-
pated future. This existential phenomenon is evident
through the telling of stories. All the participants
started their story about the activities they were do-
ing when they first noticed something untoward
was happening to them. They all talked openly about
their past ways of being-in-the-world—being a pro-
fessional sportsman, being an international business
man, being a retired salesman, and being a retired
care assistant. In the present, they each talked about
how MND was impacting on other aspects of their ex-

Harris

istence. Those aspects of existence most apparent in
their stories included: thrownness, spatiality, tempo-
rality, embodiment, mood, and mortality (Cohn,
1997). Aspects of existence bring forward their being,
identity, and difference—their individual unique-
ness.

USE OF PARTICIPANT STORIES
(EXCERPTS) TO BRING RESONANCE TO
THE FINDINGS

Excerpts taken from each participant story bring res-
onance to the findings of “existential loss” of the past
ways of being-in-the-world, loss of embodiment, loss
of spatiality, and loss of future (Harris, 2015). One
participant does not focus on his concern for the
loss of his past or for himself in the present, despite
being on noninvasive ventilation and unable to
move independently. His concern is for his family
and their future. He states, “I look forward to see
the kids back from university, to know that we are
getting on all right.” In contrast, one participant sto-
ry is all about his existential loss of past ways of be-
ing-in-the-world. His mood in the experienced
present tells of how he has been beaten by MND, of
his present situation, and how he is anticipating his
future: “It’s a funny old situation. You sort of— it’s
like being in— It’s like being on death row without
knowing when the executioner is going to pop in.”

STRENGTHS AND LIMITATIONS OF THE
STUDY

This study brings forward a developed hermeneutic
phenomenological approach to study what it means
to be a person living through the illness trajectory
of MND. In doing so, the concept of “existential
loss” could be found in the stories told by four partic-
ipants. Existential loss refers to loss of past ways of
being, embodiment, spatiality, and future. Though
existential loss is varied, there were comparisons
that could be drawn across all the stories. This study
involved a small sample size of four participants.
Small sample sizes present a challenge to the gener-
ally accepted norms of transferability (Blank et al.,
2016). However, the trustworthiness of the study
was attended to in the methodological approach cho-
sen, the methods of data collection and analysis, the
process of reflection, transcription of whole stories,
and peer-reviewed interpretations. Asking the par-
ticipants to tell their stories resulted in large
amounts of data to interpret. In addition, interpreta-
tion involved iterative reading of the stories, which
was extremely time-consuming. The process of re-
flecting on one’s own experiences in relation to the
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Research drawing on existential hermeneutic phenomenology

experiences of the participants was emotionally
draining for me as researcher (Harris, 2015).

FINAL THOUGHTS

As a researcher using hermeneutic phenomenology
as methodology, I have become versed as a phenome-
nologist, that is, seeking to depict the “lifeworld” ex-
periences of people living through the illness
trajectory of MND. It is because of one’s background
experiences that I ask the research question (Heideg-
ger, 1962). I was asked at the research proposal stage
to pull the threads of hermeneutic phenomenology
through the study. What followed was total immer-
sion in the work of Heidegger and Gadamer and
those who had also interpreted and applied, albeit
differently, their philosophical ideas. As Finlay
(2011) claims, hermeneutic phenomenology does
not offer methods of data collection and analysis.
The reason for this is because each researcher comes
to a study with their own history, culture, and prac-
tice impacting on their interpretation. What followed
were developed methods of data collection and inter-
pretation, resulting in deeper layers of meaning than
anticipated. Other researchers with their own histo-
ry, culture, and background may choose to develop
their own methods to understand the meaning of
the existential phenomenon.
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2.3 CONCLUSION

At the time of writing this reflective paper, there were limited reflections published on how
to implement the philosophy of existential hermeneutic phenomenology as a methodology
for research. Paper 1 provides a nuanced account of interpreting the two philosophical
positions of existential phenomenology (Heidegger, 1927/1962) and philosophical
hermeneutics (Gadamer, 1975), and applying these in a research methodology. As a
researcher, | do not deny that my presuppositions will have affected the choices | have made.
Another researcher approaching the study of the phenomenon of existence would also have
their historical-cultural situatedness’ and would interpret these philosophical ideas in their
own way. This paper has received a degree of interest (see views and citations above). | am
in no doubt that researchers will use different aspects of my methodology because there are

particular gaps in these areas:

1. Bringing presuppositions to consciousness before recruiting and meeting the participants,
and during interpretation;

2. Choice of the data collection method;

3. Whole stories transcribed so that others can understand (interpret) them;

4. Use of a philosophical framework to analyse the text that focusses on the participant's
meaning of existence (lifeworld) and not the researcher’s;

5. Use of participants’ stories (excerpts) to bring resonance to the findings.

On a personal level, the paper enabled me to internalise the meaning of hermeneutic
(interpretive) phenomenological research. | understand that this paper demonstrates a
phenomenological approach to research that is consistent with the holistic therapy values of
occupational therapy, and with the potential to extend research practices. Finlay (2011: 40)
suggested that, ‘as therapists, we bring a huge advantage with us when we do
phenomenological research because we routinely engage with the body in our work.’
Engaging with the person, their environment and occupation was an intrinsic part of my

everyday practice as an occupational therapist; engaging with the person in their world forms

7 Heidegger emphasises the historicality of understanding as one’s background or situatedness in the world
(Laverty, 2003: 24).
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part of my role as a researcher. | learnt more about people in their world as a researcher than
| could do as an occupational therapist. The reason for this is simple: | had time to dwell on

their lived experiences in a wider temporal frame, and beyond the context of their illness.
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CHAPTER 3 RESEARCH APPROACHES ENABLING REFLECTION

3.1 LINKING NARRATIVE FOR PAPER 2

Papers 2 and 4 are both embedded in this chapter. Paper 2 is a descriptive personal reflection,
written as part of the research process and drawing on the philosophy of hermeneutic
(interpretive) phenomenology (Harris, 2017a). Paper 4 explores the meaning of supporting a
loved one with MND to die (Harris et al., 2019). In the second paper, | use autoethnography®
to connect with broader meanings and gain a greater understanding of the experience of
approaching death. Hughes and Penning (2007: 7) compare and contrast other qualitative
approaches with autoethnography; for example, researchers using a hermeneutic approach
ask, ‘What are the conditions under which a human action occurred in the past, making it
possible to interpret its meaning in the present?’ Researchers using autoethnography ask,
‘What am | learning by exploring my identities, power, privileges and penalties in one or more
cultural contexts?’ (Hughes and Pennington, 2017). This narrative will explore how |

interpreted the differing qualitative approaches which enable reflection.

Starting out as a postgraduate student, | had both personal and professional experiences of
MND. These experiences encompassed supporting my mother living through the trajectory of
PBP MND, including when she was unable to move or communicate her needs, priorities and
preferences at the end of her life, and my experience as an occupational therapist caring for
other people with ALS MND. Thus, | had experience of person-centred care from the
perspectives of both the receiver and the provider. These experiences created a number of
challenges for me, and created a tension between my need to develop as a researcher and a

background of personal loss.® This is something that still impacts on my writing about MND.

My situation is not unique; others have used their own experiences of MND to develop as
researchers, and to interpret the experiences of other people living with, or affected by, MND

(Clabburn, 2018; Sakellariou, 2013). Clabburn (2018: xi) was a young boy when his father was

8 Autoethnography is a research method that uses personal experience (auto) to describe and interpret
(graphy) cultural texts, experiences, beliefs and practices (ethno) (Adams et al., 2015: 1).

% Loss is defined as the state of being deprived of or being without something one has had, or as a detriment or
disadvantage from a failure to keep, have or get (Humphrey and Zimpfer, 2008: 3).
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diagnosed with ALS MND, resulting in lasting memories of observing his father struggle to
remain in control, with his mother and family caring for him at home until his admission into
a hospice. He missed his father’s voice and would find comfort in replaying an answerphone
message recorded by his father prior to his diagnosis with MND. His past experiences have
enabled in-depth research into the benefits of creating a digital legacy, both for the person
with MND and for young family members. Sakellariou (2013: 12) was also a young man when
his mother was diagnosed with PBP MND, and remembers observing her struggle to manage
her loss of speech, swallowing, movement and breathing. He reflects on his positionality in
terms of what he was exploring and, thus, also on his insider-outsider position throughout
the study, using this explicitly to illuminate findings. However, there is still limited research

using the lived experiences of being both a family carer and a professional in the field of MND.

Gadamer (1975) notes that every act of understanding involves reflection on one’s
preunderstandings. Preunderstandings become obvious through confronting different
prejudices or beliefs (Fleming et al., 2003). The process of reflection began for me with
reviving memories of my mother’s illness and then writing a timeline of the events and
experiences that challenged my preunderstanding of person-centred care. Many of the
events and experiences had occurred within the care context but would not be in any written
report. The timeline that | created revealed and examined my preunderstanding of the events

and experiences of MND.

Reflective practice in nursing and healthcare is seen as essential for continued professional
development (RCOT, 2017; NMC, 2020) and maintaining patient safety (Collins et al.,
2015); for me it was a cathartic process because it enabled me to make sense of
experiences (Johns, 2009), although | was not consciously aware that | was using it as such.
Kim (1999: 1207) indicates that the descriptive phase of reflection invites professionals to
'open a door that has been closed behind, and to look back into the past'. This phase of
reflection was about opening a closed door and looking back at my experiences of a
devastating and extremely challenging journey. Potentially, ‘opening a door’ had
enormous implications for me, as a daughter and a healthcare professional, and it might
be said that it was a courageous act. As a daughter, | am letting others (the readers of my

reflective paper) into our lives, an exceptionally private world once shared with only those
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my mother cared for. As a healthcare professional and researcher, however, | am raising
awareness of actual practice in a specific clinical situation, while also including the

circumstances, actions taken, and my thoughts and feelings.

In a similar attempt to raise awareness of actual practice in a specific clinical situation,
Koch (1998) returns to unpublished observational notes generated in 1990 for her PhD
study, to revisit her experiences as a nurse and researcher on the geriatric wards in
Australia for seven months. Her research project was inspired by Munro, an Irish man with
dysphasia who was admitted to the ward for a stroke assessment. The aim of the project
was to allow patients’ voices to be heard, so she asked, “What is it like to be a patient on
a geriatric ward, and what is it like for those who cannot talk?’ She put herself in his world.
Koch (1998: 1186) stated, ‘I believe that the voices of those marginalised in our culture

need to be heard.’ | also recognised that my mother’s voice needed to be heard.

Paper 2 acknowledges that my mother was so much more than a patient with MND: she was
the matriarch of our family, whose MND affected her body but not her mind. She was a
courageous woman, who was determined to remain in control of her life and her death,
despite adversity. Thus, | acknowledge her strength and capability, although she was locked
within her body, while also affirming the inherent values of being a daughter and a healthcare

professional in the MND care context.
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3.2 PAPER 2

Harris, D.A. (2017a). ‘Supporting a loved one living with motor neurone disease.” Palliative

and Supportive Care, 15 (1): 141-142.

Link to paper: https://doi.org/10.1017/5S1478951516000134

On journal website:

HTML views 4
PDF views 81
Abstract views 469

On ResearchGate: 20
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In the present, I could only anticipate what was going
to happen in the future. My mother had been my
world, and I had to imagine a lifeworld without her
being there for my family and I. She accepted the
“givens” of being diagnosed with motor neurone dis-
ease (MND), and she was relieved to finally know
what had caused her speech loss. I just want to em-
phasize what this loss of speech meant to her and
us all at that time. That once-familiar voice was
gone, communication replaced by a pen and paper
in the early months and then by use of a lightwriter.
We listened to Professor Stephen Hawking respond-
ing to us through the lightwriter. I missed the phone
calls giving me those words of wisdom, sometimes
well received, and sometimes not. She still looked
the same, though she seemed to have lost those tak-
en-for-granted facial muscles that enable us to smile,
laugh, frown, gasp. Her emotions were difficult to
control; sometimes she laughed inappropriately. All
her life she had tried to lose weight; without effort,
the weight now dropped off her because she was not
able to swallow many foods. Food was pureed: though
it may have tasted the same, it was unrecognizable.
Within months, she had gone from a size 16 to a
size 10, never more apparent than the day she opened
the door to me, finding it difficult to hold her balance
while holding up her oversized trousers.

Walking the walk of diagnostic reasoning. At the
consultation, my mother did not ask any questions
or read the information provided about MND. I was
grateful that the consultant neurologist and the
MND nurse did not elaborate on her prognosis.
Only grateful because I wanted to keep hope alive.
That discussion might have included information
on how she would soon experience loss of muscles im-
pacting on her whole body. My mother, brother, and I

Address correspondence and reprint requests to Denise A
Harris, School of Health Sciences, University of Salford,
Manchester, M5 4WT. E-mail: Denise.harris13@outlook.com.
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traveled home from the hospital in silence. I believe
we were experiencing what Brown (2003) defines as
“existential shock.” I continually questioned why
the consultant had not elaborated on how the illness
would progress. I considered how he might discuss
the impact of MND on the person at the next consul-
tation. Only there would not be a next consultation.
She had chosen not to be a patient at the MNDA clin-
ic—but to receive support from the community palli-
ative care team. I understood why she made this
choice. She had sat in the waiting room at the
MNDA care center observing people further on in
their illness and in wheelchairs. She did not want
to experience that again.

The consultant had asked that she consider hav-
ing a PEG tube inserted. This was sold to her as a
technique to provide quality of life. I sat in silence,
thinking, “What quality of life, when she will soon
be unable to move?” “How will she cope with not be-
ing able to move or communicate?” We were living
on borrowed time. The day following diagnosis, my
mother asked me to contact her solicitor and arrange
an appointment. There was an urgency to get things
sorted—for example, to complete a living will, get pa-
pers in order, and make her wishes known. When the
solicitor asked about her wishes for her funeral, my
mother shrugged her shoulders and pointed to me,
which indicated that this decision was mine. How
would I know whether I was getting that one right?
I decided to have this conversation again. The solici-
tor spent time alone with my mother while she craft-
ed her final will and power of attorney. She made her
needs, priorities, and preferences known through the
use of the lightwriter. The solicitor was so under-
standing of her needs; perhaps she had done this
all before. We made the return journey from the solic-
itor in silence. Discussions about life and death with
your loved one are so difficult, especially when about
finiteness. Who really wants to go there? I asked the
palliative care team to provide support for these
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discussions, because she needed someone outside the
family to talk with. In the days that followed, as we
all attempted to come to terms with the thought of
a future without her, she asked me whether I would
have the PEG tube inserted. I replied that I would
not.

Life as before, but not as before. My mother contin-
ued to prepare family meals and to drive, but only lo-
cally. Her spatial world was shrinking. Because she
could only communicate through her lightwriter, be-
ing with others was embarrassing, and so she chose
not to go to the Women’s Institute meetings and to
only take visits from her closest friends. Her sister
would visit, and together they would go to the garden
center for lunch.

The PEG tube was inserted two months after the
initial consultation, by which time my mother was
losing the ability to communicate through her light-
writer. Her hands were so weak she could no longer
type, and she could no longer mobilize. She acquired
a hospital virus, was finding it difficult to hold up her
head, and was having difficulty breathing. She was
now in need of “continuing” healthcare. Continuing
healthcare involved 24/7 nursing care. The choice
was to be discharged to a nursing home or to her
own home.

Our being together would never be the same
again. The home we once shared for so many family
gatherings had been turned into a nursing home.
The bedroom had a hospital bed with an airwave
mattress, a gantry hoist, and a PEG feeder. The din-
ing table where we shared so many family meals was
now a nursing station, where notes were written and
handovers done. The conservatory was a storeroom
for the PEG feeder, syringes, medication, and incon-
tinence pads. The home had lost its homely smells,
replaced by medical odors. End-of-life drugs were
on hand, although locked away. The human rights
of freedom and choice were compromised, as extend-
ed family members had to seek permission to visit.
Power of attorney ensured that my brother and I
could be there 24/7 if needed, and that we were con-
sulted for all medical and financial decisions. There
were times when I wanted to run as far away from
this lifeworld as I could, but I still had a mother,
who was trapped in her body and in her own world.

Every hour of every day, I thought about how being
trapped in her body and in her own world must have
felt, and so I found ways of helping others understand
her needs. Not being able to move those heavy edem-
atous limbs: hands, arms, feet, legs, body, and head, I
requested that physiotherapy prescribe a passive
range of movements for the nurses to do daily, to re-
lieve those heavy limbs. People living with MND re-
tain their senses, which are possibly even more
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intense than before. My mother was hypersensitive
to light, and so the curtains remained closed, the
room dimly lit. Her sense of smell became more acute
during an early stage of her illness trajectory. She
could no longer tolerate wearing perfume, or to go
to the hairdresser. It was unbearable for her to expe-
rience the smell of food cooking, when she could nei-
ther eat nor drink, and to have an itch she could not
scratch. The loss of dignity: not being able to toilet
herself anymore or raise awareness that her pad
needed changing, lying still in one position, observ-
ing others come and go, listening to them tell their
stories of life outside the four walls of what was
now her lifeworld: the bedroom. I introduced a com-
munication board with all her different needs and
senses. Though communicating her needs was diffi-
cult, the nurses gave her the best possible care they
could. My mother’s needs could be understood by
searching through the sensory board, and her blink-
ing her eyes for yes and moving her head slightly for
no.

Observing existential suffering. During the final
months, my mother cried continually, though her
physical and psychological pain were under control.
What I thought I was observing was existential suf-
fering. She did not want the lifeworld with MND any-
more. Dignity and respect were paramount in this
context. The whole family, nurses, carers, and pallia-
tive care team achieved so much together. I woke ear-
ly on the morning of her death and rang for the nurse
on duty. She told me to get there as quickly as I could,
but to be careful. The nurse who helped our mother
out of this world said, “You must keep talking to
her; she can still hear you.” I will never forget being
there at her end of life with my brother, husband,
and sister-in-law, as we watched a single tear fall
down her face. The sun was shining and the birds
singing. Our mother had made her end-of-life jour-
ney her own. Just as midwives usher babies into
the world, the nurse in charge ushered our mother
out of her lifeworld, and we were by her side.

The demands of getting it right. I continually re-
flect on whether we got our mother’s needs, priori-
ties, and preferences right. I take comfort in the
fact that she was cared for at home and died with
those who loved and respected her. I wish that I
had been brave enough to have had those end-of-life
discussions—when she could still communicate.
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3.3 LINKING NARRATIVE FOR PAPER 4

Early in my postgraduate studies, | discussed with the academic staff how my previously
published, descriptive personal reflections could be developed. We agreed that Paper 2 could
be further developed to extend the literature by exploring the meaning of supporting a loved

one dying with MND. Bochner and Ellis (2016: 68) suggested:

Sooner or later, life brings each of us unanticipated and unwanted darkness,
sadness, frustration, and loss. These moments leave their mark on us. One
could say our bodies are tattooed by them, though not by choice. Heidegger
(1962) referred to such moments as ‘simplifying' insofar as they make us
aware of what is extraneous and peripheral and the possibilities that exist
to dedicate one's life to what is definitively essential. Neither Heidegger nor

anyone else can tell you what is truly important for your life.

Returning to my previously published work (Paper 2), | revisited reflections that had been
painful. They took me back to the family home, to images of my mother lying in bed, locked
in her body, unable to move and communicate, and to the sadness in her eyes which caused
me both physical and emotional pain. The experiences left their mark on all my family. |
consider it essential to present my personal and professional experiences of supporting my
mother to die, for two reasons: firstly, to find release from past experiences and, secondly,
given the limited autoethnographic studies on prolonged death and family loss, to have a
positive impact on care provision in the future. These reasons intertwine and will be explored

through this narrative.

The history of autoethnography dates back to the 1970s (Heider, 1975; Hayano, 1979) when
the term was used to describe researchers who conducted and wrote ethnographies of their
own culture but did not include their personal experience (Adams et al., 2015). However,
Adams et al. (2015) suggested that the core ideal of autoethnography is to offer an account
of personal experience to fill gaps in the existing literature and show how generalisation in
research frequently masks important cultural nuances. It also helps to create texts that are
accessible to academics and other audiences. Ellis (1993: 724) told the story of the sudden

death of her brother and family loss and, in doing so, sought to engage readers in topics
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that have been overlooked and to demonstrate a new form for representing these
practices. Mathews (2019: 1), a mother and researcher, used autoethnography to help
process griefl® after the death of her son, and wrote ‘pain started behind my eyes. | blinked
a few times and kept writing. Tears well up stronger and spilled down my face, splattering
on my keyboard.” Mathews suggested that her journal entries were lifeless, but they
became a cathartic outlet, helping her to understand what she felt and why she felt that
way. Then she discovered autoethnography, which triggered her brain ‘out of inertia’ and
onto the path to ‘becoming a thinking, functioning, adult again’. As Mathews suggested,
autoethnography is a process of weaving personal experiences with academic research, to

explore difficult issues such as death, grief and loss.

Similarly, Hocker (2011) explored the experience of her family as they accompanied their
mother/wife to a log cabin where she chose to spend her last days away from medical
care. The family took on the role of primary caregivers, and experienced anxiety as the
iliness progressed more quickly than they had anticipated. They learned that death has its
own trajectory, and that others are only there to provide love and support during the

process of dying.

This autoethnography (Paper 4) explores my experiences as my family accompanied our
mother home, where she chose to spend the last weeks of her life with continuing 24-hour
health care. Her illness progressed more slowly than we had anticipated. As Ellis (2007: 14)
suggested, ‘our stories about people who have died serve as memorials that keep our loved
ones alive in our memories’. Ten years later, | sit here at my laptop, reviewing my published
papers in order to write a commentary on my collected work, and consider that the reason |
have continued with research is not just to bring personal experiences to knowledge, but to
find a release. Bochner (2016: 282), reviewing his work for a volume, found he had a sudden
urge to reopen the door he had closed, writing, ‘Could one more conversation together

[father and son] have shaped a different memory of who we were and what we meant to

10 Grief is the pain and suffering experienced after loss; mourning is a period of time during which signs of grief
are shown (Humphrey and Zimpfer, 2008: 3).
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each other?’ Similarly, | ask if one more conversation [mother and daughter] could have

shaped a different memory of dying with MND.

Ethical considerations are important to me, both as a healthcare professional and as a
researcher. The context of these reflections raises confidentiality issues: even though the
main character around whom the reflections are based is dead. Early in my postgraduate
studies, | discussed with my family my intention to use our shared experiences of caring for
our mother, and they gave their consent. As Bochner and Ellis (2016: 150) observed, ‘the dead
can’t talk back, but others in the community, who were in a relationship with you and those
who have died, will have feelings about, and reactions to, what you write.' Chang (2016) noted
that it is extremely difficult to protect others intimately connected to the known character. |
have done everything in my power to minimise hurt, and to protect the identities of those in
my autoethnographic story (Bochner and Ellis, 2016). This involved careful selection of the

events and experiences included as a means of protecting myself and others.

In writing this narrative, | was interested in other family members’ experiences of supporting

our mother to die. One said:

Mum's journey was what it was, because of you, your knowledge, your skills,
your intervention and your tenacity. The rest of us were onlookers and
supporters, but you were the lead, you showed each of us what to do; you
challenged what the carers were supposed to be doing, and you questioned
some of the professionals, and rightly so. Because of you, Mum had a better
end of life than a lot of people, and she knew that. She was your Rock, and

you were hers. (Anonymised family member'')

| sat for many hours, observing the nurses coming and going, doing what they do very well,
that is, caring for their patient’s basic human needs. Despite this, my mother was experiencing

existential suffering'? towards the end of her life. | had to challenge other professionals in

11 Reflective Journal Extract

12 Existential suffering towards end of life correlates with concepts of hopelessness, being a burden to others,
the loss of a sense of dignity, and the desire for death or loss of the will to live (Chochinov et al., 2006).
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order to safeguard my mother. My experiences are not unique. Quinney et al (2017) also
suggested that nurse family carers are not prepared for being accountable and responsible
for coordinating care. Being a professional carer means that there was no avoiding my
knowledge of the disease’s progression or the treatments, and this contributed significantly
to my anxiety. In Paper 4, | have used autoethnographic stories to explore my struggles to
support my mother to die in the way she wished and ensure that she was consulted in all
end of care decisions. In the process of being a daughter and a healthcare professional in

the MND care context, | experienced considerable losses.
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3.4 PAPER 4
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knowing why their body is failing

prematurely before they are diagnosed
with motor neurone disease (MND), a terminal
neurodegenerative disease, which can be
experienced as ‘devastating” for the person and
their family (Harris et al, 2018). The disease can
take away a person’s ability to move and their
ability to communicate, which presents

l)eople can live for many months without

challenges for all those involved in their care as
they reach the end of life (Harris, 2017a). These
challenges are exacerbated by the high levels of
responsibility for those within the MND care
triad: the person with MND, the family carer,
and the healthcare provider (Hogden et al, 2017).

The person with MND experiences multiple
losses and uncertainty (Harris, 2015; Harris et al,
2018). They experience being out of touch with
others and unwelcome contact and physical
interventions from healthcare professionals

(Allen-Collinson and Pavey, 2014). This results in
changes to how they experience the world and
their family and significant others (Brott et al,
2007). The family carer also experiences the
process of dying with MND which can take place
over a long time-frame (O Toole, 2011), resulting
in anxiety and distress for the patient and an
extensive burden for their carers (Whitehead et
al, 2012). Other studies have suggested that
caring is a relentless commitment (Aoun et al,
2013), resulting in multiple losses (Oliver and
Aoun, 2013). Such losses include the loss of self
and identity (Ray and Street, 2007), control,
choice and increased isolation (Holkham and
Soundy, 2018). Healthcare professionals
experience challenges in managing MND, such
as: building relationships with patients and
families in their homes, preventing family carer
burnout and breakdown, providing tailored care,
and ensuring good working conditions in the
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patient’s homes (Lerum et al, 2017). Current
evidence suggests that the person with MND and
their family experience multiple losses, however,
this present reflection further supports an
understanding of how these losses are
experienced and the choices made around dying.
This study aims to extend the literature by
exploring the meaning of supporting a loved one
dying with MND, so it can enhance nurses” and
other healthcare professionals” understanding of
dying for this client group.

Design

One of the authors (DH) supported by the other
two authors, used an autoethnographic research
design to reflect on memories of her mother’s
dying to develop a story that connected with the
broader cultural, political and social meaning
and understandings of supporting a loved one to
die (Ellis, 2005; Maréchal, 2010). Bochner and
Ellis (2016, p.68) suggested autoethnography
involves returning to scenes that ‘tarnished us,
the ones hovering in our memories awaiting an
opportunity for us to take pen in hand and write
ourselves into a moment of transcendence,
however fleeting’, thus going beyond past
memories and bringing forward meaning. The
initial reflections have been re-visited to explore
meaning, using existential philosophical ideas of:
corporeality (lived body), spatiality (lived space),
and temporality (lived time), relationality (lived
relations), and mortality (death) (Heidegger,
1927/1962; van Manen, 2014). The term
existential is often used to describe fear, anxiety,
and other feelings that are caused by thinking
about human existence and death (Collins
Dictionary, 2019). This style of autoethnography
(combining reflections and the literature) in a
way that uses the literature as data, was
influenced by the work of Wibberley (2012) and
Bochner and Ellis (2016).

A ot
Viethe

Chang (2016) has suggested that an autoethno-
graphic study should: use authentic data, follow
a reliable, transparent and ethical research
process, resulting in an interpretation of the
sociocultural meaning of the autoethnographer’s
personal experiences and engagement with the
existing literature. This involved, for this study,
returning to reflections already written as a
timeline of events and experiences (Harris,
2017a). Reflections (written in italics) were
grouped together—initially organising them
under concepts articulated by van Manen
(2014) such as lived relation, lived body and
lived space and lived time. Subsequently, they

were developed through the identification of
inductive themes. Questions were asked of the
data, for example: how is the body, self and
others, space and time, and dying experienced
with respect to the phenomenon being studied?
This enabled the autobiographical story to be
connected to the broader cultural, political, and
social meanings and understandings (Ellis,

2005; Maréchal, 2010).

Ethical conside
As no participants were recruited, a full ethics
review was not required. In the process of
autoethnography, (family and
professionals) are also intertwined in the shared
experiences; and the ethical implications of
protecting the self and others are considered as
potential limitations of undertaking autoethnog-
raphy. Thus no identifying features have been
discussed. An open discussion of clinical

rions

others

incidents in the care setting would have brought
another layer of meaning; however, it was
acknowledged that the ‘professionalism of
colleagues should be expressed with due care to
protect the integrity and reputations of that
person’ (Royal College of Occupational Therapists,
2015, p.26).

The findings of this study were about one
individual losing her ability to move and
communicate, resulting in her becoming
dependent on others; as a result of this her home
became a clinical setting supporting her to die.
Four themes were identified relating to the
end-of-life trajectory of MND. Loss of person
(lived body experienced in silence); loss of
relationships (lived relations are challenged); loss
of home and loss of time (lived space and lived
time take on new meaning); loss of future
(dying-facing it alone). The themes represent the
phenomenon under study (Finlay, 2011), that is,
the meaning of supporting a loved one with

MND to die.

Loss of person (lived body experienced
in silence)

The body experienced in silence has particular
significance, especially as DH’s mother (the
matriarch) lost her ability to communicate early
into her illness trajectory. Within months
following diagnosis she experienced loss of
movement, she became dependent on others for
her survival towards dying. NHS Community
Services hired a team of nurses to provide
essential 24-hour nursing care in her own home.
DH’s mother’s body lost its muscle mass and lay

International Journal of Palliative Nursing 2019, Vol 25, No 6
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heavy and limp on the bed. Her eyes followed
others around the room. She lay in silence unable
to say whether she wanted to be repositioned on
her pillow, or turned on the bed, or whether she
wanted this existence anymore:

‘That once-familiar voice was gone,
communication replaced by a pen and paper in
the early months and then by use of a light
writer. I missed the phone calls giving me those
words of wisdom, sometimes well received, and
sometimes not. She still looked the same,
though she seemed to have lost those taken-for-
granted facial muscles that enable us to smile,
laugh, frown, and gasp. Now she lay in silence
waiting to die. Every hour of every day, I
thought about how being trapped in her body,
and in her world must have felt, and found
ways of helping others understand her needs.
The loss of dignity of not being able to toilet
oneself anymore, or raise awareness that the
pad needs changing; lying still in one position,
observing others come and go. Listening to
them tell their stories of life outside the four
walls of what was now her lifeworld: the
bedroom. Our being together would never be
the same again.’

Bauby (2004) wrote about his experience of
having had a brainstem stroke and finding
himself unable to move and communicate,
receiving 24-hour care. The speech and language
therapist helped him to communicate his
experiences of being ‘locked-in’ through the
movement of one eyelid. He described his
everyday experiences as being: ‘paralysed from
head to toe, the patient, his mind intact, is
imprisoned inside his own body, but unable to
speak or move’ (p.12). Ray and Street (2006,
p-35) described how family carers experience the
‘visible body’ as a constant reminder of the
disease, and the ‘dependent body” as in need of
physical and emotional care. DH also observed
her mother with MND °‘locked-in’, unable to
move and communicate, as distressing for all
those involved in care. She felt overwhelming

grief for the loss of her mother.

Loss of bome and loss of time (lived
space and lived time take on

new meaning)

During DH’s mother’s illness, the family home
became a clinical setting; with the lived in space
altered by these adaptations. Thus, what was
the family home took on a new meaning for all
of those involved in the care triad. As a
healthcare professional DH was used to the

International Journal of Palliative Nursing 2019, Vol 25, No 6

culture of healthcare settings and the roles of
those within such settings; and she could, with
difficulty, accommodate the changes to the
home—both in terms of environment and social
expectations. For the rest of the family, these
changes meant observing different cultural
ways of being. DH’s reflections bring forward
how the home as a clinical setting lost part of
its essential homely nature:

“The home we once shared for so many family
gatherings became a clinical setting. The
bedroom has a hospital bed with an airwave
mattress, a gantry hoist, and a percutaneous
endoscopic gastrostomy (PEG) feeder. The
dining table where we shared so many family
meals is now a nursing station, for notes and
hand overs. The home has lost its homely
smells, replaced by medical odours. End-of-life
drugs are on hand, although locked away.

Heidegger (1927/1962) suggested all places we
inhabit offer us the possibility of home through
how we ‘dwell’ there (Polt, 1999). DH’s
reflections bring forward how the home as a
clinical setting lost part of its essential homely
nature. So as Holkham and Soundy (2018,
p-494) have suggested the family carers of people
with MND experienced ‘being captive’ in their
role. This experience of being captive meant her
being there to ensure her mother was receiving
person-centred care, as she understood it. As Ray
et al, (2012) have suggested, family carers of
people with MND experience concerns for the
future, when plans are not communicated or
enacted, thus reducing the capacity to ‘preserve
personhood’. However, her being there
throughout the dying trajectory was challenging:

“There were times when I wanted to run as far
away from this lifeworld as I could, but I still
had a mother who was trapped in her body
and her world.

Heidegger (1927/1962) suggested that time has
to be understood in terms of phenomena such as
‘heritage, fate, and death’ (Polt, 1999, p.110),
thus including elements of past, present and
future. DH reported how lived time was
experienced in the following way: the past was
embedded in our memories, the present was
unrelenting, and the future was anticipated with
anxiety. Similarly, Carlander et al (2011)
suggested that for family carers of people with
cancer or heart disease ‘the future had become
unplannable, the present is never-ending, and the
past was seen in a different light’. Lived space
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and time for all those supporting a loved one to
die, regardless of a person’s diagnosis, takes on
new meaning. Thus, the experiences of
supporting a loved one to die, over a prolonged
period, can be an overwhelming responsibility.

Loss of relationships (lived relations

are challenged)

DH described the loss of the relationship
between mother and daughter, who trusted the
care of her loved one to others (nurses and
healthcare professionals). She reflected: being
together would never be the same again. As a
healthcare professional, DH had a prior
understanding of the complexity of providing
continuing healthcare in a person’s home;
alongside family members who have increased
concern for their loved one. Reflections suggest a
loss of relationships can also have a profound
impact on family carers:

“The human rights of freedom and choice were
compromised, as extended family members
had to seek permission to visit the home.
Power of Attorney ensured I could be there
24/7 if needed, to ensure that I was consulted
for all medical decisions.’

Heidegger (1927/1962) suggested the world is
a context for having meaningful human
relationships, and defined human relationships as
being governed by two separate phenomena:
‘leaping in and leaping ahead’. Leaping in is a
more common phenomenon, it involves doing
something for someone else, thus relieving the
need of the other to do it.

Leaping ahead is a less common phenomenon;
it is directed toward the other’s way of existing,
thus it is authentic (Polt, 1999). The example
given by Polt (1999) is a teacher who provides
students with the answers, or a teacher who
provides students with questions and encourages
them to search for answers.

These philosophical ideas can be applied to
nurses and other healthcare professionals in the
acute hospitals who provide patients with care
based on their knowledge, or nurses and other
healthcare professionals who provide end-of-life
care based on the person’s lived through
experiences. DH is suggesting if nurses and other
professionals ‘leap in’ for the other, as in her
mother’s case, then the other is at risk of losing
their past identities. To ‘leap ahead’ involves
enabling the other to be recognised as a person
until end of life without losing their identity, and
the need to be involved in making choices (van
Deurzen and Arnold-Baker, 2005; Kennedy, 2016).

Loss of future (dying—facing it alone)
DH suggests a family carer experiences a loss of
a future with their loved one. Their loved one, on
the other hand, is facing dying and knowing that
this is one of life’s journey that has to be taken
alone. The loss of communication meant DH’s
mother’s words and gestures were no longer
possible; although DH could catch her mood and
feelings of despair through her eyes. For the
nurses, carers and family members this was less
obvious. Reflections act as a reminder of how
difficult it was to observe a loved one
experiencing suffering:

“We tried so hard to ease her suffering, and just
being there was distressing. The regular night
nurse said she is also traumatised by her
continuous cries, and she calls it ‘wailing’. 1
thought my mother wanted to die, but there
was nothing we could do to speed up the dying
process. I made an independent decision to ask
for her to be admitted to the local hospice.

The hospice consultant visited, he spoke to my
mother, and she stopped crying to listen. He
discussed how the care she was receiving at
home was no different than what she would
receive in a hospice setting. He made recom-
mendations to stop one medication that he
believed was the cause of her distress, and made
changes to the amounts of food and drink
through the percutaneous endoscopic
gastrostomy. He also recommended that
palliative care is provided by preferred nurses
who are known to the patient and family. He
believed these changes would result in her
experiencing peace. In the weeks that followed,
my mother was more settled, and when the
night nurse asked whether she was afraid to die,
she shook her head for ‘no’”

Heidegger (1927/1962, p.251/295) defined
being toward the end (death) as ‘non-relational
and not to be outstripped’. Non-relational refers
to acknowledging that death is individual, and
not be outstripped refers to its importance
(Critchley, 2009). For this reason, people are
encouraged to discuss and document their wishes
and priorities for dying early into their illness
trajectory while a person can still communicate
(Harris et al, 2011; Preston et al, 2012). The
importance of suffering at the end of life cannot
be ignored (Bates, 2016). Murata and Morita
(2006) suggested suffering is caused by ‘loss of
relationships (with others) loss of autonomy,
(independence, control over future, continuity of
self), and loss of temporality (the future)’.
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Boston et al (2011) suggested that the way
suffering is treated is not as well understood. As
Andershed (2006, p.1162) suggested relatives can
feel supported and experience peace of mind
knowing that professionals are acting in their
‘dying loved one’s best interest’. Thus, it came as
no surprise when the visiting hospice consultant
discussed his recommendations with DH’s
mother, and she consented by blinking her eyes
for ‘yes’. As such, her mother was respected as a
person, and given the freedom and responsibility
for her dying, and she remained in control.

Palliative principles of care are essential to
support a person with MND to die, regardless of
the care context (Oliver and Aoun, 2013). Not
everyone has a family to support them to die
(Wintour, 2014), or will receive palliative care at
their end of life (Dixon et al, 2015; National
Council for Palliative Care, 2010). The findings
of this autoethnographic study illustrate the
complexity of achieving an ideal or good death.
A good death is associated, in so far as is
possible, with giving back control to the person
to ensure the care they receive is following their
wishes and preferences (Smith, 2000). In caring
for her mother, the reality of person-centred care
was illuminated for DH. These findings illustrate
the complexity of person-centred care provision
and how difficult it can be for nurses and other
healthcare professionals to understand the
end-of-life preferences. Having an ability to
appreciate the unknowns about the end-of-life
care preferences can facilitate knowledge
development in this aspect of practice.

The findings of loss of person (lived body
experienced in silence) indicate that family carers
are observing their loved one locked-in their
body, may have a profound impact on their
emotional wellbeing. As Ray and Street (2007,
p-41) suggested, family carers experience
‘emotional labour” arising from the responsibility
of caregiving, but feel that they have to regulate
their own emotions for the sake of their loved
one. As a family carer, DH was immersed in
supporting her loved one to die and did not
approach nurses and healthcare professionals to
talk about her emotional response to observing a
loved one locked-in. The loss is unique for each
person (Ray and Street, 2007), and formal
counselling is recommended (O’Brien et al,
2012). Anticipatory grief is recognised as an
emotional response to the loss of a person before
death (Royal College of Nursing (RCN), 2019).
Therefore, nurses and other healthcare
professionals could actively support family carers
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to talk about their emotional responses to the
loss of a person.

The findings of loss of home and loss of time
(lived space and lived time take on new
meaning), contradicts the existing literature that
suggests dying at home is a good experience.
Soloman and Hansen’s (2013, p.125) case study
findings suggested that hospice care at home
provided ‘a richly familiar, quiet, and safe
environment for being together over time’. DH’s
individual experience suggests lived space
became an unfamiliar, busy, and anxiety-pro-
voking environment for being together over
time. It is recognised that community nurses can
keep people at home, in recognition of their
wishes and preferences (Nyatanga, 2019). To
achieve dignity in dying, Henry and Hayes
(2013) suggested delivering person-centred
end-of-life care that is sensitive to the
circumstances, wishes, and priorities of the
person, their family, and friends. The call is for
nurses and other healthcare professionals to
have an awareness of self and others in the care
setting. As documented in the end of life care
strategy: ‘how people die remains in the memory
of those who live on’ (Department of Health
and Social Care, 2008, p.1).

The findings of loss of relationships (lived
relations are challenged) suggest palliative and
end-of-life care in the community can provoke
strong emotions. Soloman and Hansen (2013,
p-131) suggested their case illustrates what may
be construed as ‘an ideal or good death’. DH’s
experiences suggest that achieving a good death
was difficult, and in the care setting her mother
lost her past identities. McCormack et al
(2018,) recognised the importance of knowing
the person if person-centred relationships are to
exist. Kennedy (2016) suggested that a way of
getting to know a person is through life
storytelling; this will help healthcare
professionals view the patient receiving the
end-of-life care as a person. Findings from this
autoethnographic study suggest that nurses and
other healthcare professionals could extend
their focus of care from the present and future,
to include the past, thus providing a
whole-person perspective.

The findings of loss of future (dying—facing it
alone), reflect how family carers may have
anxiety for the future without their loved one,
but at the same time, they do not want to see
their loved one suffering. The RCN (2019)
suggested that people at their end of life should
be seen as individuals and involved in all
discussion and decisions about their care. The
person with MND at the end of life may still be
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able to communicate their choices, for example,
by blinking an eye (Doughty, 2012) and every
effort should be made to support a person to
make their end of life their own.
Methodological considerations

The advantages of writing an autoethnographic-
style paper are considered to be the way it allows
the report of ‘rich data® providing readers with a
deeper understanding of a particular
phenomenon (Pavlenko, 2002). The focus of this
paper is the phenomenon of supporting a loved
one with MND to die; however, it has to be
acknowledged that shared experiences are unique
to each person, and no two people will
experience a phenomenon in the same way.
Méndez (2013, p.282) referred to:

‘the ease of access to data since the researcher
calls on his or her own experiences as the
source from which to investigate a particular
phenomenon.’

However, it can be difficult for a researcher to
return to past experiences to provide rich data
for others.

DH feels, that it has been an ‘existential
struggle’ to move life forward given the nature of
past experiences (Ellis and Bochner, 2000, p.746),
and not withstanding this particular limitation, it
is because of past experiences that she came to
this research in the first place and wrote it in
order to make a difference for others. According
to Holman Jones (2005, p.764):

‘autoethnographers view research and writing
as socially-just acts; rather than a
preoccupation with accuracy, the goal is to
produce analytical, accessible texts that change
us and the world we live in for the better.

In the process of conducting this autoethnog-
raphy, the authors have reflected on past
experiences and linked them with existential
philosophical perspectives; and engaged with
the existing literature on family care giving and
dying. The intention was not to analyse this
autoethnographic account as another language
(purely theoretical), thus losing its meaning
(Ellis and Bochner, 2000). Instead, it was to
illustrate new perspectives on past experiences.
The consumers of this autoethnography will
determine whether it provides not only a
description of personal experiences but also a
‘sociocultural interpretation of such

experiences’ (Chang, 2016, p.444).

Conclusion
Dying with MND is a complex phenomenon
especially if the body is experienced in silence,
so a person can no longer take part in decision-
making about end-of-life care. People are
dependent on others to act in their best
interests, and this challenges relationships for
all of those involved in end-of-life care.
Palliative care perspectives are essential to
support a person to die, regardless of the care
setting, where lived space and time take on new
meaning. DH acting as a power of attorney
wanted to ensure that ‘best interests
determinations’ reflected the specific guidance
of the Mental Capacity Act, 2005, without
which the other person’s dying may have been
taken away. Thus, people with MND need the
support from those acting as power of attorney
to make their end of life their own.
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@ Dying with motor neurone disease (MND) is a complex phenomenon, particularly when a person can no longer move and

communicate; thus relationships between those involved in end-of-life care become challenging

@ People with MND and their family experience: multiple losses (especially loss of identity); uncertainty; and other concerns.As

the process of dying potentially takes place over a long time-frame, the potential for anxiety and distress is exacerbated

@ A reflective approach to experience, which draws on broader social and cultural theory, may enhance the understanding of

dying as a phenomenon.

© Autoethnography and other autobiographical accounts may provide vicarious experiences for nurses and other healthcare

professionals working with people with MND, and similar conditions

Continuing professional development: reflective questions

@ Think of a patient you have cared for at the end of their life; reflect on what you

knew of their life before you started caring for them.Were there opportunities you

missed to learn more about their life and those of their significant others?

© Identify a condition such as motor neurone disease (MND), carry out a search using

Google Scholar (or other appropriate search engine) for any autoethnographic

accounts of this condition; or search more broadly for autobiographies of people

with this condition

@ Reflect on your role as a healthcare practitioner, working with other formal and

informal carers and the patient, how can effective communication across all of those

involved be achieved?
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3.5 CONCLUSION

| came to this study with a preunderstanding of MND; this is not something that | can
eliminate or bracket, as it is always present in the background, and | bring it into focus to
further understand it (Koch, 1995). The two papers have contributed to knowledge by
providing a descriptive personal reflection of supporting my mother through three phases of
the illness, and my observations of MND care. The hidden thread linking these experiences
together is my loss. In returning to previously published reflections to explore the meaning of
supporting a loved one with MND as they die, the research identifies four themes relating to
the end of life trajectory of MND. It must be acknowledged that no two illness trajectories
will be the same. However, while all people with MND will undergo the same procedures of
investigation and diagnosis, and have to make decisions regarding life-sustaining treatments,
not everyone needs to experience existential suffering at end of life, if they are supported in
talking about their losses and if they determine when they wish to die. As Mathews (2019: 8)
suggested, ‘the more perspectives we can gather, the better equipped we will be to

understand our future losses and respond helpfully to those around us suffering loss.’

At the time of writing, there were no autoethnographic studies on the meaning of supporting
a loved one with MND to die. Two substantial literature reviews exist on the role of being a
family carer for a person with MND, which reveal the burden, distress (Aoun et al., 2012), loss
of control, inability to choose and isolation (Holkham and Soundy, 2018). Soloman and
Hansen (2013) explored the lived experience of one patient with ALS MND and her family
carers. Their findings suggest that being at home with hospice care provides a familiar, private
and safe context to be together, focussing on relationships; thus, the study explored
experiences of a good death at home. What contributes to a good death at home is that a
person with MND has self-determination, controlling their end of life. For example, they may
be able to choose where to die, voluntarily foregoing food and drink when they are ready for
death, with family supportive of their end of life plans. Personal experience suggests that a
good death at home when a person is no longer able to communicate brings many challenges
to be overcome. Not everyone dying with MND will have the capacity to control their end of
life, or will have family carers to support them to die as they would wish, and this remains a

concern (Harris and Fineberg, 2011; Preston et al., 2012).
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Since this project began, the MNDA (2016: 24) professional guidance for end of life care has
acknowledged that people with advancing MND have significant care needs, thus increasing
the demands on family carers. The guidance also acknowledges that professionals may
experience compassion fatigue, defined as ‘emotional, physical and spiritual exhaustion from
witnessing and absorbing the problems of others’. It is concerning that professional guidance
is not informed by qualitative findings that explore the multiple losses for family carers (Harris
et al., 2019). Thus, family carers do not receive bereavement?!? support from specialist

palliative care professionals.

This reflection on the methodology is informed by the notion of the insider—outsider in
gualitative research (Dwyer and Buckle, 2009). As an occupational therapist, | have always
engaged in reflection, thus, reflecting on my preunderstandings before meeting with the
participants seemed a natural course of action. My claim to be an insider is based on my
experience of being both a provider and a receiver of MND care. | cannot claim to understand
the physical experience of suffering from MND, but | do understand what it means to be a
daughter and a professional in the context of MND care. Returning to my published reflections
to explore the meaning of supporting a loved one with MND to die involves telling stories. As
Koch (1998: 1189) suggested, ‘the aim of telling stories (or creating a research product) is to
gain another or a different understanding, which at its best can influence the way we care for
clients.” The findings will not only enhance an understanding of the experience but will also

assist me personally and help my family to overcome our shared losses.

13 Bereavement is the reaction to the loss of a close relationship (Humphrey and Zimpfer, 2008: 3).
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CHAPTER 4 PHENOMENOLOGICAL RESEARCH

4.1 LINKING NARRATIVE FOR PAPER 3

Papers 3 and 5 are both embedded in this chapter to illustrate the journey of becoming a
phenomenological researcher. The design, in both cases, is based on a hermeneutic
(interpretive) phenomenological approach (Heidegger, 1927/1962; Gadamer 1975), which
seeks not simply to describe human experience as it is lived but to reveal the obscured and to
stimulate consideration of the meaning of the phenomenon within personal situatedness (van
Manen, 2014; Quinney et al., 2017). The two papers draw on the same data, but differ in the
aims of their analysis. Paper 3 answers the research question ‘What does it mean to be a
person living through the illness trajectory of MND?’ and researches the phenomenon of
existence after receiving a diagnosis of MND, in the context of receiving healthcare. (Harris,
2015: 1579). From the data, it emerged that people with MND live with uncertainty
throughout the trajectory of their illness, and that the phenomenon of uncertainty required
further examination. The aim of Paper 5 was to explore ‘the meaning of living with
uncertainty for people diagnosed with motor neurone disease (MND)’ (Harris et al., 2018:
2062). This narrative critically appraises how | sought to uncover the meaning of existence

with MND through time, through a co-constructed approach.

A life-story approach to data collection enables participants to reflect and talk about their
lived-through past, experienced present and anticipated future. This approach was chosen
because Heidegger (1927/1962: 311) suggested that humans exist in a temporal structure
(past, present and future). In undertaking the data collection for these two papers, even once
| had decided to adopt a hermeneutic (interpretive) phenomenological approach, other
decisions were still required, following the disclosures made to me by interviewees. In writing
this narrative, | am returning to my reflective diary to recall an experience that continues to

cause me concern:

I travelled for an hour to the first participant’s home. | recall sitting in my
car feeling anxious about using a life story approach for the first time. In an
earlier communication, he had expressed a concern that the time frame of

four weeks between interviews one and two may be too long. | assumed that
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his MND might be progressing to the pre-terminal stage. Naturally, | was
surprised when the participant opened the front door to let me into his
home. He was extremely welcoming, and he offered to make me a cup of
tea. | observed that he had issues with upper body movement, as he could
not reach to get the milk out of the fridge. He introduced me to his teenage
son, and then asked that he leave the sitting room, so that | could set up my
digital recorder. Once set up | was ready to ask my question, ‘Can you please
tell me the story of your life, since you first thought there might be
something wrong with you?’ The participant began to reflect and talk about
his past, and | learnt about his identities as a professional sportsman,
businessman, father and more. His story naturally moved on to the
experienced present, and | learnt that MND was having a significant impact
on his body, as well as about the professionals who had been involved in
helping him adapt to his physical changes. | noticed that he was getting

fatigued, and we agreed to take a break.

On turning off my digital recorder, | entered into some further discussion on
the timeframe between interviews one and two. He was keen to talk about
how his disease had progressed and how he does not wish to live unable to
move. He spoke of an M.P. who had left it too late to help himself. He has
intentions of ending his own life (ways of doing this discussed), while he still
has the upper limb strength to do so. He stated that he has documented in
a living will that he is to have no life-sustaining treatments and that his
consultant is aware of his intentions, as are his family. Because he presents
as a man with mental capacity, | feel that taking his own life is something
he is actively planning for some time soon. He has expressed a wish to
complete the study, and a date and time have been arranged (2/52). |
reflected on this conversation on my way home and decided to talk to my
research colleague. We agreed that | talk with the MND consultant about
his disclosure (see Paper 3: 1586). Hopefully, in doing so, | am not crossing
the boundary of trust developed today between participant and researcher,

especially as the consultant is aware of his intent. At interview two, | learnt
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that he had an appointment with the hospice consultant. (Anonymised

participant)

The legitimacy of this reflection is informed by ‘Gadamer’s philosophical hermeneutics which
does not show us what to do but asks us to question what is going on while researching.’
(Koch, 1998: 1182). In this reflection, | am asking the reader to consider the communication
between the participant and the researcher. The participant needed to share his experience
of life in crisis. Listening to this participant’s story was difficult, emotionally. | felt his sadness
at not being able to support his teenage children into young adulthood, and his frustration at
not being able to pursue his previous occupations, which gave him identity, purpose and
meaning. | felt his despair that he did not want his family to experience him being locked in
his body. The participant may have felt that | was paternalistic in deciding what information
he could disclose. As Resnik (2015: 19) suggested, ‘some rules that restrict individual
autonomy can be justified on the grounds that they help to maximise the overall balance of
benefits over risks in research’. Potentially, my general intention to safeguard participants
was restricting individuals’ autonomy to talk freely about their thoughts of suicide. As another

participant pointed out:

It does in some way weaken your ability to have a full discussion in a written
research paper of the way in which people’s minds change over that period,
or don’t change, and, you know, | hope it is useful to record that and to
include that as part of your study. | am just saying that in some places
people would sometimes have stronger feelings that they would want you
to record, but | don’t necessarily have those strong feelings, but even my
own feelings have changed from initial thoughts of Dignitas type routes to

how you want to end it in the end.

The MNDA’s (2016: 7) professional guidance now acknowledges that ‘it is legal for someone
to take their own life [or to] refuse life-sustaining treatments which they feel are no longer
helpful or have become a burden.’ The ESRC’s (2020: 1) guidance states that ‘researchers will

need to consider additional ethics, concerns, or issues arising from working with potentially
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vulnerable!* people.” Whilst the participants involved in my study all had the mental capacity
to make informed choices about how and when they would wish their life to end (DCA, 2017),
people with MND are considered vulnerable because of their disability (ESRC, 2020). As a
researcher in occupational therapy, | would find it inappropriate to follow the MNDA
guidance above, because | have a duty of care to those people with whom | work, and it is
important that my practice is both ethical and lawful. Paper 3 was written to explore the
phenomenon of existence after receiving a diagnosis of MND, in the context of receiving

healthcare, using data collected in four life story interviews.

¥ Vulnerability may be defined in different ways and may arise as a result of being in an abusive relationship,
age, potential marginalisation, disability or due to disadvantageous power relationships within personal and
professional roles (ESRC, 2020: 1).
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ABSTRACT

Objective: Motor Neurone Disease (MND) is a rare, devastating neurodegenerative disease of
middle/later life, usually presenting in the sixth and seventh decades (McDermot & Shaw,
2008). People have to wait many months to receive a diagnosis of MND (Donaghy et al., 2008),
and during this period they have already experienced the degenerative nature that
characterizes MND (Bolmsj6, 2001). However, information on the meaning of life with MND
through time is limited. The aim of the present research was to answer the research question
“What does it mean to be a person living through the illness trajectory of MND?” and to research
the phenomenon of existence when given a diagnosis of MND and in the context of receiving
healthcare.

Method: Hermeneutic phenomenology, inspired by the philosophers Heidegger and Gadamer,
informed the methodological approach employed, which asked people to tell their story from
when they first thought something untoward was happening to them. The hermeneutic analysis
involved a five-stage process in order to understand (interpret) the lifeworld® of four people
diagnosed with MND, and a lifeworld perspective helped to make sense of the meaning of
existence when given a terminal diagnosis of MND.

Results: The concept of “existential loss” identified in relation to MND was the loss of past
ways of being-in-the-world, and the loss of embodiment, spatiality, and the future.

Significance of results: The concept of existential loss requires closer attention by healthcare
professionals from the time of diagnosis and on through the illness trajectory. The study
findings are conceptualized into a framework, which when used as a clinical tool may prompt
healthcare professionals tofocus on their patients’ existential loss and existential concerns. This
research adds to the existing literature calling for a lifeworld approach to healthcare.

KEYWORDS: Existential loss, Martin Heidegger, Hans-Georg Gadamer, Existential-
hermeneutic phenomenology

INTRODUCTION

The purpose of this research was to understand the
meaning of existence when a patient is diagnosed
with a life-threatening illness, in this case motor
neurone disease (MND). People living with this
disease often retain an active mind but are increas-

Address correspondence and reprint requests to: Denise
A. Harris, Room C411, School of Health Sciences, University of
Salford, Salford, M5 4WT, England. E-mail: d harris@salford.ac.uk.

lLifewor]d—being-in-‘nhtf:—v.rorld (Finlay, 2011; Polt, 1999).

ingly unable to move any of their muscles, and
death usually occurs within months in the case of
progressive bulbar palsy (PBP) MND, and three to
five years for amyotrophic lateral sclerosis (ALS)
MND (Motor Neurone Disease Association, 2000;
Oliver, 2002). British research in this area of inter-
est has focused on care values for MND (Brown,
2003), on whether life is biographically disrupted
when living with MND (Locock et al., 2009), and
on how people talk about living with MND (Brown
& Addington-Hall, 2008), with each of these studies

1579

Downloaded from https://www.cambridge.org/core. IP address: 2.122.107.239, on 17 Oct 2018 at 15:26:30, subject to the Cambridge Core terms of use, available at https://www.cambridge.org/core/terms.
https://doi.org/10.1017/51478951515000620

59



1580

identifying existential concerns for people living
with MND.

MND is a relentlessly progressive disease with no
curative treatment, and the recommended clinical
management of MND is palliative care throughout
the disease trajectory (Oliver, 2002). However, wheth-
er a person receives palliation in the United Kingdom
may be dependent on their geographical location
(Oliver, 2002), as well as the presenting symptoms
(Motor Neurone Disease Association, 2013a;
2013b). In the United Kingdom, the recommendation
for care of people with MND is medical and function-
al. Those who experience a loss of speech, loss of re-
spiratory function, or are in their terminal phase
are referred to the palliative care services (Motor
Neurone Disease Association, 2013a; 2013b). People
may prioritize their existential concerns ahead of
their medical and functional needs, yet all have a
need for palliative care services from the time of their
diagnosis to affirm the meaning of life and death as a
normative process (WHO, 2002). This paper discuss-
es what it means to be a person living through the
trajectory of MND, a life-limiting illness. The litera-
ture review provides an overview of the empirical re-
search of living with MND, receiving healthcare, and
the impact on self and identity. The section on the un-
derstanding of existential hermeneutic phenomenol-
ogy outlines and justifies the methodological
approach taken and the method adopted and devel-
oped for this research, including the ethical consider-
ations and hermeneutic analysis, and provides a
critical evaluation of the research. Extracts from
the stories on the meaning of existence with MND
from four participants are presented. Finally, the
Discussion and Conclusions section appraises the
findings in relation to the existing literature and
guidelines, and provides recommendations for a life-
world approach to healthcare for people living with
MND and other life-limiting illnesses.

LITERATURE REVIEW

What is Motor Neurone Disease?

Motor neurone disease (MND) is an umbrella term
for a group of age-related neurodegenerative disor-
ders of unknown etiology. Motor neurons transmit
electrical signals from the brain (upper motor neu-
rons) and the spine (lower motor neurons) to muscle
groups within the body in order to generate move-
ment. The upper motor neurons situated in the high-
er brain area (motor cortex) send signals down the
spinal cord to connect at different junctions with
the lower motor neurons, which in turn send signals
to the muscles to initiate movement of the arms and
legs (Talbot & Marsden, 2008). In MND, motor neu-
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rons progressively degenerate and eventually die
(Talbot & Marsden, 2008).

Little is understood about the causes of MND fol-
lowing extensive examination of the environment or
the life histories of people living with the disease.
Some of the suggested risk factors include: exposure
to insecticides, heavy metals, electromagnetic radia-
tion and solvents, a history of fractures and other
traumas, athleticism, and military service; however,
these risk factors remain unconfirmed. Talbot and
Marsden (2008) state that only 2 to 3% of patients
with familial MND carry mutations in the gene en-
coding superoxide dismutase (SOD1), and in 90% of
patients it is obvious that they do not have any genet-
ic basis for their disease. It remains a possibility that
genetic variations, acting in concert, increase the
risk of developing MND (Talbot & Marsden, 2008).
Other potential genes thought to be involved are
TDP-43 and FUS (Oliver, 2002). Of course, this may
be a significant concern for people diagnosed with
MND and may determine whether they risk passing
the disease on to other generations (Bolmsjo, 2001).

In the most recent epidemiological research
carried out in the United Kingdom, Alonso and
colleagues (2009) analyzed the general practice re-
search database for the period of 1990 to 2005, and
found that 830 new cases of MND (360 in women;
470 in men) were recorded. Talbot and Marsden
(2008) state that MND is a relatively rare disease,
which means that healthcare professionals infre-
quently encounter people living with MND. For
example, one in 1000 death certificates record MND
as the cause of death, in comparison to stroke, which
affects one in three, and cancer (all types), which af-
fects one in four. There is no evidence to suggest that
MND is becoming more common, though increasing
life expectancy will impact on the number of people
being diagnosed with MND.

At the time of diagnosis, a person learns that MND
is a life-threatening disease with no known cure
(Leigh et al., 2003), and they are usually offered the
drug Riluzole, which has been shown to increase sur-
vival times by up to 3—4 months (McDermot & Shaw,
2008). A person may learn at the time of diagnosis
that they have one of four types of MND: amyotrophic
lateral sclerosis (ALS), progressive bulbar palsy
(PBP), progressive muscular atrophy (PMA), or pri-
mary lateral sclerosis (PLS) (Talbot & Marsden,
2008; Motor Neurone Disease Association, 2000;
2013).

Discourses on Living with MND

People may receive a diagnosis of ALS-type or PBP-
type MND, and, depending on the type of MND diag-
nosed, they may have months or years to live (Motor
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Neurone Disease Association, 2013b). Research in
the United Kingdom has focused on care values in
MND (Brown, 2003), on whether life is biographi-
cally disrupted when living with MND (Locock
et al., 2009), and on how people talk about living
with MND (Brown & Addington-Hall, 2008). These
studies have identified that being diagnosed with
MND is an “existential shock” (Brown, 2003), a “bio-
graphical abruption” of a previously planned life (Lo-
cock et al., 2009), and a “fracturing narrative,” telling
of their loss and fear of the future (Brown & Adding-
ton-Hall, 2008), with each of these studies identify-
ing existential concerns for people living with
MND. In studies conducted outside the United King-
dom, people talk about their existential concerns for
life and death (e.g., Bolmsjs, 2001), and, while this is
the only research publicly available, more studies
may exist.

Management of Illness: A Philosophical
Perspective

Greek physicians had observed the body cannot be
treated without at the same time treating the soul.
Itis further suggested that perhaps even this is not
enough, that it is impossible to treat the body with-
out possessing knowledge concerning the whole of
being. (Gadamer, 1993, p. 793)

The diagnosis of illness is determined from knowl-
edge gained within the natural sciences; however,
once given a diagnosis, a person with an illness is
then defined by a social state of affairs and a psycho-
logical/moral state of affairs (Gadamer, 1993).
Gadamer is referring to the concept that, once a per-
son is diagnosed, they then become involved in a so-
cial network, such as the United Kingdom
healthcare system. Gadamer notes how people were
previously reliant on their family doctor (general
practitioner, GP) to provide social, psychological,
and moral support, whereas today GPs are often un-
able to provide such levels of support. Consequently,
we are more likely to be reliant on the practical expe-
riences of clinicians, who see their patient in the clin-
ical stage, “and therefore do not understand the
patient and their history, and care becomes ‘unavoid-
ably abstract” (Gadamer, 1993, p. 21). He argues that
healthcare practice has become objectified in terms of
the multiplicity of data, and that personhood has
been lost. Although Gadamer refers to the healthcare
practice of some 30 years ago, his insight has mean-
ing for healthcare practice in the 21st century. A pa-
tient diagnosed with MND is a prime example: first,
the patient visits their GP because they have noticed
something untoward is happening to them; they then
undergo a number of clinical investigations (brain
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scan, nerve testing, breathing tests), and all the in-
formation concerning the person is collated into a
computerized system, and the relevant data are
then applied to the person presenting to the consul-
tant with the disease. Gadamer questions whether
the unique value of the person is acknowledged dur-
ing this process.

The Multidisciplinary Team Approach in the
21st Century

People living with MND require help to manage their
symptoms from a multidisciplinary team of health-
care professionals (Motor Neurone Disease Associa-
tion, 2011). Thomas (2010) refers to patients
receiving healthcare in the United Kingdom as being
involved in a different social system (the NHS), and
involvement in this social system means receiving
healthcare from a range of healthcare professionals
working in a variety of settings (Oliver, 2002). Oliver
highlights the number of professional services that
may be involved in the management of MND: (1) neu-
rology services; (2) MNDA care centers; (3) research
centers; (4) community services; and (5) palliative
care services. This brings into question whether peo-
ple receiving healthcare from so many different ser-
vices experience a continuity of care, and patients
with MND receiving healthcare have reported defi-
ciencies in the organization of healthcare services
(Brown et al., 2006).

The Professional Paradigm

All healthcare professionals have their own profes-
sional paradigms and work within shared policy
frameworks and practice guidelines that determine
how their care is delivered. In the management of
MND, Brown (2003) found that “professionals appre-
ciate the debilitating effects of MND, but their prac-
tice prioritizes their functional roles over emotional
support. This situation is often created through ex-
ternal constraints but leaves professionals in a cons-
tant state of tension” (p. 215). Brown (2003) further
reported that healthcare professionals were unsatis-
fied with the care they delivered to patients with MND.

The MND Association (MNDA) has introduced the
“Services Required Along the Year of Care Pathway”
(Motor Neurone Disease Association, 2013a). While
it is not clear why this is only directed toward the first
year of the illness trajectory, this pathway offers
guidance for healthcare professionals to manage a
patient living with MND. The care pathway recom-
mends referral to different healthcare services based
upon milestones (generic needs at and after diagno-
sis), and the needs based on loss of function include
the use of arms, ability to walk, ability to manage
personal hygiene and care, speech, ability to swallow,
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respiratory function, cognitive function, and palliative
care prior to death. What is clear from this pathway is
that the care delivered is very much focused on man-
agement of the medical and functional needs of people
living with MND, and not their spiritual and emotion-
al needs. Referral to palliative care services is noted
only for those who have experienced a loss of speech,
respiratory function, and are nearing the end of
life, and the pathway does not identify the need for a
person diagnosed with MND to be put onto the pallia-
tive care pathway at the time of their diagnosis.
Similarly, this care pathway does not acknowledge
the significance of MND as an “existential shock”
(Brown, 2003), or a “biographical abruption” (Locock
et al., 2009) at the time of diagnosis, and the loss
of movement as “existential suffering” (OToole,
2011). However, the care pathway does suggest that
practical, emotional, social, and financial support is
available via the MND Association (MNDA) through-
out the course of the disease, and people are able to
contact an advisory line in order to access this sup-
port. The emphasis on the MNDA to provide emotion-
al support removes this responsibility from the
healthcare professionals.

Discourses on Receiving Healthcare

The current available literature suggests that the
needs of people living with MND are not being met
because the care tends to focus on the functional
needs of the person living with MND (Brown, 2003;
Hughes et al., 2005; van Teijlingen, 2001). Brown
(2003) argues that people need to be acknowledged
independent of their disease; however, the currently
available evidence suggests that people are not being
acknowledged in this way because the care people do
receive is based on objectified care pathways, which
are focused on the person and their disease and do
not acknowledge the patient in a wider temporal
frame or beyond their illness context. However, a
few studies have focused on the meaning of existence
with an MND, a life-limiting illness, through time.

METHODOLOGY AND METHODS

Research Design

This research adopts an existential hermeneutic phe-
nomenological approach (Heidegger, 1927/1962).
Heidegger terms human existence as “Dasein” (be-
ing-in-the-world, being-there) (Moran, 2000), and
he asked questions about experiencing and under-
standing, such as what does it mean to be a person?
The unit of analysis is the experience of the situation
and the person; what is shared history, culture,
practice, and language. Interpreters participate in
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making data, with the understanding that their in-
terpretation can only make explicit what is already
understood. To accomplish this, Heidegger intro-
duced the idea of the “hermeneutic circle,” whereby
the researcher brings their own background and
frames of meaning to the hermeneutic circle of
understanding, and these cannot be “bracketed,”
ignored, or forgotten, as they are contextualized life
events (Koch, 1995). Gadamer (1975) recommends
engagement with one’s own presuppositions, defined
as preunderstandings, prejudices, and beliefs, in or-
der to understand the meaning of ourselves and oth-
ers. Schwandt (2000) states that a researcher
adopting this position for their study is taking a
non-objectivist view of the meaning. Brown (2003)
also framed her study on Heidegger and Gadamer’s
hermeneutic phenomenological perspectives, though
it focused on care values.

The existential hermeneutic phenomenological
approach adopted in this study captures the meaning
of existence through time, the lived-through past,
the experienced present, and the projected future.
Alternative phenomenological perspectives were
considered when designing this research, including
Merleau-Ponty’s meaning of existential phenomenol-
ogy, which emphasizes the body as the primary site
for knowing the world. He maintained that the
body and that which it perceives could not be “disen-
tangled” from each other. However, this perspective
was rejected because the focus on the body is inappro-
priate for people with a progressive deterioration of
motor neurons now controlling their lifeworld. Fur-
thermore, the approach of hermeneutic phenomenol-
ogy offers a sensitive approach to this research, and a
way of understanding a person in a wider temporal
frame, beyond their disease context; the participant
is both the expert and an authority on his or her
own life.

For this study, a life story approach was designed,
using one-on-one interviews that asked the question
“Can you please tell me the story of your life (...)
since you first thought there might be something
wrong with you?” This method of data collection is
consistent with Wengraf’s approach (2001) and the
hermeneutic phenomenological approach. A herme-
neutic phenomenological approach recognizes that
we live our life in stories, and that the stories we
tell are important for our identity, as they tell us
who we are (Widdershoven, 1993, in Atkinson,
1998). The life story interview was conducted
through a series of three separate interviews, where
the timeframe between interview 1 (parts A and B)
and 2 (part C) was 4 to 6 weeks, depending on indi-
vidual circumstances. This interval was employed
to enable interpretation of the data gathered during
the first interview, and the themes that emerged
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Table 1. Participant demographics
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Name Marital Number of Type of

{(Changed) Age Status Children Employment MND Diagnosed Areas Affected

James 55 Married 2 (aged 21 and 16)  Self-employed ALS 18 months  Upper motor neurones

Martin 68 Married 3 (adults) Self-employed  ALS 14 months Upper motor neurones

Charles 57 Married  Twin boys (aged21)  Retired sales ALS 2 years Lower motor neurones
manager

Maureen 70 Single 0 Retired carer PMA 10 years Upper motor neurones

were explored in the second interview to gain a “fu-
sion of meaning” (Gadamer, 1975). Three further
questions were asked during the second interview
in order to gain a deeper understanding of the life
being lived.

An information sheet and consent form for the
study were read to the participants before they pro-
vided written or oral consent to take part. Three of
the participants were unable to sign because of a
loss of motor function in their upper body, and in-
stead they were asked to provide oral consent in the
presence of a witness, and this was recorded in writ-
ing. Process consent was appropriate for this study,
and this was achieved by checking at each stage of
data collection whether the participant still wanted
to participate in the study. Consent was also obtained
before commencing the second interview (Munhall,
1991, in Addington-Hall, 2002).

Sample

As the purpose of hermeneutic phenomenology is to
interpret the lifeworld experience of people, the sam-
pling method had to select people who would contrib-
ute to providing an insight into the phenomenon of
existence when given a diagnosis of MND and in
the context of receiving healthcare. Thus, for the
purposes of the present study, maximum variation
purposive sampling was applied to recruit four par-
ticipants with an accepted diagnosis of MND (all
types) (see Table 1). Maximum variation purposive
sampling was employed to ensure that a range of ex-
periences from different stages of disease progression
were included in the sample (Wengraf, 2001). The
participants were recruited from one geographic
area in the United Kingdom. According to Patton’s
(1990) understanding of maximum variance purpo-
sive sampling, such data and their analysis will pro-
duce high-quality detailed descriptions of each case;
this not only provides individual uniqueness, but
also shared patterns across the cases, emerging
from heterogeneity. This process of sampling is in
line with interpretive philosophy because it promotes
inclusion of people with unique and diverse experi-

ences, and similar studies have successfully used a
small sample size to examine the experiences of
chronic disease (Finlay, 2003; Gullickson, 1993;
Koch, 1995; Robertson-Malt, 1999) and life-threaten-
ing illness (Brown, 2003). A story approach allowed
for in-depth exploration of rich material, and the
quality of the data provided by the four participants
was sufficient for the purposes of this study.

Analysis

Hermeneutic phenomenology has no specified meth-
od of interpretation to offer researchers (Finlay,
2011), although Heidegger introduced aspects of ex-
istence to understand (interpret) a person in their
lifeworld. Cohn (1997) interpreted Heidegger’s ontic?
and ontological® aspects of existence, and those he
considered important have been used here as a
framework to interpret the participants in their life-
world. Finlay (2011, p. 135) offers justification for the
use of such a framework:

The explicit focus on lifeworld dimensions offers
phenomenology a clear pragmatic framework that
is well anchored in phenomenological philosophy
(and sojustified). The framework is one that guides
methodology and upon which researchers can
hang their understanding.

Gadamer offered the “hermeneutic circle” as a pro-
cess of coming to understand (interpret) the being
of something, for example, a text, the phenomenon,
or a participant in the research context (Finlay,
2011). Fleming and colleagues (2003) interpret
Gadamer’s meaning of the hermeneutic circle as
gaining understanding of the parts in order to under-
stand the whole. The present study has brought for-
ward these two philosophical positions to understand
(interpret) the meaning of existence.

2The ontic approach is concerned with the particular ways in
which a person is in the world (Cohn, 1997).

3The ontological approach is concerned with the intrinsic fea-
tures of being that are “given” and inescapable (Cohn, 1997).
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Stage 1: Gaining an Understanding of the
Stories

The present study adopted a story approach for gather-
ing data. Heidegger (1927/1962) holds that all being
through time is temporal; this involves the past, which
is carried along by a present, which is already anticipat-
ing the future. This philosophy has been applied tothe
present study as described below (see also Table 2). Hei-
degger and Gadamer understood that gaining under-
standing of the whole should be the starting point of
interpretation, because the meaning of the whole will
influence the understanding of the parts (Atkinson,
1998; Fleming et al., 2003). The process involved:

1. Iterative listening to the stories and organizing
them into temporal themes (past, present, and
future).

2. In the first stage of the data collection process
(interview 1), the participant was asked to tell
their story from when they first felt something
untoward was happening to them.

a. This was naturally told as their experienced
past, and was color-coded in blue.

3. Inthe second stage of the data collection process
(interview 1), the participant was asked to elab-
orate on the meaning of their experiences.

a. Where stories still related to the past, these
were also color-coded in blue.

b. Stories related to their experienced present
were color-coded in pink.

c. Stories related to their anticipated future
were color-coded in green.

4. In the third stage of the data collection process
(interview 2), the participants were asked three
broad questions to enhance their stories.

a. The responses to these questions have been
combined with the earlier stories (of past,
present, and future).

5. Stories that were repetitive or less relevant to
the research focus were omitted.

Table 2. Heidegger’s aspects of temporality applied

Experiencing MND Experiencing Projected
from the Time of MND in the Future
First Noticing that Present Living with
Something MND
Untoward Was
Happening

Past Present Future

Harris

Stage 2: Interpretation of the Meaning of
Existence

Atkinson (1998) recommends having a perspective
broader than one’s own in order to understand a story
fully. Heidegger’s (1927/1962) different aspects of
existence offers a philosophical framework in which
to understand what it means to be a person living
through the illness trajectory of MND. The aspects
of existence (lifeworld dimensions) used for this stage
of analysis included: being-in-the-world; being-with-
others; temporality; spatiality, thrownness; embodi-
ment; mood; and mortality. The process involved:

Dividing the text into meaning units, which were
then condensed, and organized into aspects of exis-
tence. The condensed statements are presented to
bring closer attention to the metaphors/words/
sentences used by the participants to emphasize
their lifeworld experiences. (Finlay, 2011)

See the examples presented in Table 3.

Stage 3: Sense of the Whole Story (Expanded)

It is understood that the meaning of the parts helps
us to understand the meaning of the whole (Heideg-
ger, 1927/1962; Gadamer, 1975), and this philosophy
has been carried forward by a number of researchers
(Atkinson, 1998; Benzein et al., 2001; Fleming et al.,
2003). The process involved:

1. Grouping together the existential themes.

2. Paying closer attention to the condensed state-
ments in order to understand the meaning of
the whole story.

The lifeworld experiences of one participant are
provided as an example of how the past is carried
along by a present that is already anticipating the fu-
ture (see Table 4) (Heidegger, 1962).

Stage 4: Identification of Passages

The final stage involves identification of passages
(excerpts) that are representative of shared under-
standings between the researcher and the partici-
pants—the fusion of two horizons (Fleming et al.,
2003). The research findings for this study have
been co-created in dialogue, and I understand that
another researcher with a different history, culture,
and practice would have impacted differently on the
participants, and is very likely to have heard a differ-
ent story (Finlay, 2011). The process involved: identi-
fication of passages (excerpts) selected to bring
forward what it means to be living through theillness
trajectory of MND. The example provided in Table 5
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Lived-through past, experienced present, anticipated future

Table 8. Philosophical framework analysis

Meaning Unit Condensed Statement Aspects of Existence

Well, my condition started in October 2009, was the first
indication I had a brain thing not right. I lost my tennis
racket out of my right hand, while I was playing tennis, and
I thought hmmm.

Well, in actual fact I would prefer you to have your whole
brain and neck scanned, but I didn’t get that message until
after (.. .) because I think I was seeing him on the Thursday,
and I was actually having the scan the following Monday.

I was diagnosed the first week of October, I think, in 2010. So
it took a year. But you know, it’s a difficult one to diagnose at
the early stages. But, of course, it wasn’t my neck. Sadly, it
was a bit more serious.

First indication I had a brain thing Embodiment

not right

I would prefer you to have your
whole brain and neck scanned

Being-with- others

So it took a year.
Sadly, it was a bit more serious

Being-with-others;
Thrownness

Table 4. Meaning of the whole story (James)

Condensed Statements Aspects of Existence

I used to run around in the wintertime, blowing a whistle. In the
summertime, I'd be playing cricket, or playing tennis.

Past ways of being-
in-the-world

From being an active person to hopeless care currently. Mood
In spite of best mental efforts, this has beaten me. Mood
Am I going to see the end of the football season; this is a tricky one. Mortality
Making a plan for the disease is actually keeping your head fixed on Mortality

the fact that you've got limited time available to do so.

Lifeworld experience
This participant’s story tells of existential loss because of his past ways of being-in-the-world, his mood in the
experienced present tells of how he has been beaten by MND, of his present situation, and how he is anticipating his
future: “It’s a funny old situation. You sort of— It’s like being in— It’s like being on death row without knowing when the
executioner is going to pop in.”

Table 5. Identification of passages

The only thing I'm doing at the moment is I'm watching my son play football. I used to actually referee football matches. I
mean, 'm a level 1 football referee.

So I used to run around in the wintertime, blowing a whistle. In the summertime I'd be playing cricket, or playing tennis.
In fact, I played tennis all year round. In fact, it was on a— We play every Friday evening indoors, and we have been
doing for twenty-odd years. And, as I say, it was losing my racket out of my right hand that indicated to me that
something wasn’t right.

It’s such a huge change in your lifestyle, from being an active person, running around, and being a bit of a hopeless case
currently.

So— In spite of my best efforts to (. ..) Mentally— And I suppose as a competitive sportsman you always— you always feel
that you have power— positive mental thought you can get—you can get by it. Er— This has beaten me.

is taken from one participant’s meaning of existence
now that he is no longer a being in the world of sport.

points to issues that relate to the identification of pa-
tients in the first instance, and then to the following

A reflective diary and fieldnotes were kept
throughout the course of the study and were drawn
upon and utilized in the ethical consideration of
this study. Addington-Hall (2002) highlights the
methodological challenges of researching the health-
care experiences of palliative care patients. She

ethical concerns: physical problems; vulnerability;
autonomy; cognitive impairment; and changes in
the physical condition of the patient. The consultant
and his team identified the participants in the first
instance, and they chose the study participants be-
cause they met the inclusion criteria; those that did
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not have the mental capacity to consent were exclud-
ed. The criterion of avoiding harm is a basic ethical
principle in the design of any study; however, as Holl-
way and Jefferson (2000) state: “Can we assume that
it is necessarily harmful to experience being upset or
distressed? It can be reassuring and therapeutic to
talk about an upsetting event in a safe context”
(p. 87). Researchers using a life story approach un-
derstand that they must adopt active listening princi-
ples, which involve giving a person time to express
their emotions (Wengraf, 2001). Active listening prin-
ciples are also applied in the context of occupational
therapy (OT), and they were applied in the research
context in the same manner. Harm must be evaluat-
ed independent of distress (Hollway and dJefferson,
2000), and the participants were informed during
the process of gaining consent that, should they dis-
close the risk of harm to self, the researcher is legally
obliged to report this information to their consul-
tant/GP in charge of their care or their next of kin
(COT, 2010). Participants consenting to be inter-
viewed at the neurological center might experience
fatigue following their visits to healthcare profes-
sionals, and for this reason the interviews were con-
ducted in their homes, at times convenient for the
participants, in order to reduce the risk of fatigue.
It was also understood and explained to participants
that, should they become fatigued during the inter-
view, they would be given the option to continue an-
other day. The lone-worker policy was put in place,
and the personal details of each participant were
sent to the research supervisor, only to be opened in
case of an emergency. Contact was made with the
supervisor at an agreed time, allowing two hours
for each interview.

RESULTS

The findings from the participants’ stories of the
meaning of existence through the trajectory of
MND include the many aspects of existence. The
importance of their lived-through past, experienced
present, projected future, and anticipated future is
situated in the concept of “existential loss”: the loss
of past ways of being-in-the-world, loss of embodi-
ment, loss of spatiality, and loss of future. The signif-
icance of “existential loss” is illustrated through the
seven themes that emerged during the analysis:
“pbeing thrown into the world of MND,” “loss of
embodiment,” “loss of spatiality,” “mood,” “being-
with-others,” “facing their own mortality,” and “fac-
ing their loss of temporality and spatiality.” On the
basis of these findings, a conceptual framework rec-
ommending a lifeworld approach to care as a clinical
tool has been developed.

Harris

Being Thrown into the World of MND

The “givens” of existence Heidegger terms our
“thrownness” into the world, into events and condi-
tions we do not choose and cannot control; thus, we
do not choose the place where we are born, our par-
ents, [and] the circumstances of our life (Cohn,
1997, p. 126). The participants did not choose to be
thrown into the world of MND; however, they did
choose to face up to their condition and to remain
where possible in control of the “givens of existence.”
Alternatively, they could have denied their condition
or allowed their circumstances to control them.
Allowing their condition to control them may have
resulted in a number of attitudes, such as idealiza-
tion, resentment, confusion, and a feeling of paralysis
(Cohn, 1997). The findings suggest that Martin and
Maureen were more positive about living with
MND, although they did not consider their life ideal:

My past history has probably given me the resolve
to fight the disease in the best way I can. (Martin)

I came home, and it didn’t seem to bother me. I
didn’t come home and sit and think, oh you know!
(Maureen)

While James and Charles had developed attitudes of
resentment because MND was impacting on their
past and future lives:

The interesting thing is, of course, the stock an-
swer, when people ask how long they’ve got, is three
to five years, and I'm never certain whether that
three to five years is from diagnosis, or from actual
onset of the disease. So just being silly, if you think
the first noticeable symptom occurred in October
’09, I must have had— I must have had the disease
prior to that, and— Let’s say June, and since that
time, as I say, the rate of degradation, or degenera-
tion, has been relentless. (James)

When news suddenly comes out of the blue and it
very much was so, er—The period after that you
are in tatters really, both yourself and your immedi-
ate family. (Charles)

A sense of paralysis is life ruled in the shadow of loss
(Cohn, 1997), although this is not to be confused with
experiencing paralysis because of the loss of upper
and lower motor neurons and its impact on movement.
It may be that for James life is ruled in the shadow of
loss, and as such he is making resolute choices:

You sort of— it’s like being in— It’s like being on
death row without knowing when the executioner
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is going to pop in. Anyway, we shall be sorting that
one out.

These study findings are not unique, as Bolms;jo
(2001) also identified important ontological aspects
of being related to thrownness, a fear of not being
in control of current and future lives. Similarly,
such fear is reflected by Charles:

But for instance, simple things like sleep— I nor-
mally sleep very well, but you are forever waking
up thinking I am dying. What is this all about?

Loss of Embodiment

Embodiment relates to the physical, psychological,
social, and spiritual ways of being (Heidegger, 1962;
Inwood, 1997). The currently available evidence
acknowledges the remarkable degree of variance
in the presentations of MND (Talbot & Marsden,
2008). Such variance is due to the type of MND
diagnosed and the progressive nature of each type
(Motor Neurone Disease Association, 2013b), and
the physical symptoms include rapidly progressive
muscle weakness (atrophy), fasciculation, muscle
spasticity, dysarthria, dysphagia, and dyspnea
(Leigh et al., 2003). The medical view of types of
MND and symptoms does not inform us about how
the physical symptoms that are being experienced.
Brown (2003) focused on the impact of MND on the
person in their present state: “bodily deterioration
coupled with a loss of social and communication out-
lets forces a person to turn inward, to face death in an
increasingly difficult day-to-day life.” The partici-
pants in this study described the impact of MND on
the embodied self'in their spatial world as degrading,
humiliating, and cruel, due to an altered self-image
and a fear for physical safety.

But, of course, it is a very degrading disease. I
mean, [ can’t do such basic things for myself, and
you feel humiliated. I mean, you can’t feed yourself.
You can’t go to the toilet yourself properly. (Martin)

But also, cruel as it is, it is less cruel if you have got
a partner, or a full-time carer who cares, if you see
what I mean. (Charles)

Despite the different aspects of loss that appear more
profound for each participant, there are shared pat-
terns of experiences across the cases. For example,
embodiment is now experienced as altered self-image
and fear for physical safety:

When you are actually in this situation, you don’t
quite know what you look like, and I say thatin a
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slightly humorous way, but because my wife has
been dressing and sort of brushing my hair and
everything, and there’s no mirrors at wheelchair
height in the bedroom or anything, [ suddenly real-
ized what I looked like with my ventilation on. But
she showed me, and I said, “Bloody hell, I look a
right state.” (Charles)

But I have never had on some of them good clothes
because I know how my shape has gone. And when
you look at yourself, you think, “Oh no,” you know. I
do buy bits, tops, and that because I don’t want to
go out like that, you see. (Maureen)

I am frightened of going anywhere on my own. I
mean [ can’t pull money out of my pocket for in-
stance so— my bus pass or whatever. So you are re-
ally totally dependent on—Well, I am now. (Martin)

But I would say the last twelve months, two years
I've started having a lot of falls, so then I had to
stop going because they were worried. (Maureen)

Because there is no existing study that has under-
stood the ontic/ontological aspects of existence with
MND, similarities are drawn here to Ashworth
(2006) in relation to existence with Alzheimer’s,
which is understood by the patient as “embodiment
just is.” Ashworth goes on to define what he means
by this statement: “The body may seem to need no
particular protection from the gaze of others and
may not be vulnerable to negative assessment—in-
deed, praise about her appearance is not sought”
(Ashworth, 2006, p. 220). These findings bring to-
gether stark differences between these two neurolog-
ical diseases and the experienced impact on the body,
without suggesting that any one of these neurological
conditions is any more debilitating than the other.

Loss of Spatiality

If an existence is being-in-the-world, it is “spatial,”
and as such part of a wider context to which it is re-
lated (Heidegger, 1962; Cohn, 1997). In their spatial
world, the participants discussed the need to be with
others for their survival, and also the need for aids
and adaptations for their physical safety. Both are a
constant reminder of their loss of control and in-
creased dependency. In their spatial world, they
have accepted health and social care professionals,
not through choice, but for survival. Spatiality is
dependency and a limited choice:

Yeah. Social services come in twice a day to help
with shaving, washing, dressing, cooking break-
fast, doing my teeth. (James)
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Anyway, we have had a fantastically intricate [Bio-
Bidet] fitted, because hand dexterity for toileting
isn’t great. (James)

It’s probably a good time to look at the total cost of
(...) situation, and in a way it links back to this
thing about whether you do harm to yourself. I
think that one’s life does have a value, and if it sud-
denly was going to cost, we have a house that’s
worth, take a figure of three hundred thousand,
and you end up having to spend ten thousand
pounds on a through-floor lift from one floor to
another, and fifteen thousand for a totally new bath-
room. Then the cost when you have passed away for
those things to be cleaned up, tidied up, to make
good— to sell the house, if you had any income at
all— Sorry if you have any capital at all, you could
end up spending that sum of money. (Charles)

The carers have to stay overnight because some-
times my breathing equipment can drop out, and
they are here because I can’t put things back, you
know, pick up or anything. I never wanted them,
but I would be lost without them. (Maureen)

Ashworth (2006) described spatiality for a person liv-
ing with dementia as follows: “The rescheduling or re-
routing of a local bus service, or a change (at the
behest of planners and developers) to a familiar place,
can shrink the world.” The spatial worlds of people liv-
ing with dementia and those living with MND are not
too different; the argument here is that both neurolog-
ical conditions involve changes to the embodied self,
although these changes are notably different in symp-
toms and effect, yet both conditions result in the
shrinking of a spatial world. A person living with de-
mentia and a person living with MND has no choice
but to accept care ifthey are to survive in their spatial
world. Control was seen to be an issue for only one of
the participants: Maureen had limited control over ac-
cepting overnight carers, but without accepting them
she would not survive in her spatial world.

Mood

We now discuss understanding (interpreting) the
participant’s mood in relation to their lifeworld. Hei-
degger (1962) holds that we are always in one mood or
another, and that this is how we understand our-
selves. Two of the participants said they were not de-
pressed but that they were sad, and people diagnosed
with MND have been perceived to be at risk of depres-
sion because of the effects of MND on everyday
functioning (Hogg et al., 1994). According to the
American Psychological Association (2014), depres-

Harris

sion is more than just sadness, and people with de-
pression may experience a lack of interest and
pleasure in daily activities, significant weight loss
or gain, insomnia or excessive sleeping, a lack of
energy, the inability to concentrate, feelings of worth-
lessness or excessive guilt, and recurrent thoughts of
death or suicide (American Psychological Associa-
tion, 2014). The participants described weight loss,
insomnia, and a lack of energy, but they did not relate
feelings of worthlessness, though they did talk about
recurrent thoughts of death. Two participants dis-
cussed recurring thoughts of assisted suicide, again
not because they were depressed but because of their
emotional response to their existential “given”:

I am quite religious, and of course I've— I would
certainly never consider going to Switzerland or
anything like. (Martin)

It’s worth documenting that people do consider a
Switzerland-type of approach initially. (Charles)

The variance in mood/attitude to their existential
“given” is evident:

It’s such a huge change in your lifestyle, from being
an active person, running around, and being a bit
of a hopeless case currently. (James)

I have never felt any depression for the full period,
because depression to me is usually defined as a
medical condition. But what I do feel is incredibly
sad that I won’t be around to see things in the fu-
ture and to enjoy my retirement with my family,
ete. (Charles)

I mean, you have got to be positive and move for-
ward. (Martin)

But I won’t give in, in that way. (Maureen)

Brown and Addington-Hall (2008, pp. 205-206)
similarly captured expressions of distress in their
fracturing and enduring narrative, and also expres-
sions of finding positive meaning in life in their pre-
serving narrative.

Being-With-Others

This section involves understanding (interpreting)
what the healthcare professionals are doing to help
people with their expressions of distress. We have a
choice as to whether we are with others or not (Hei-
degger, 1962; Cohn, 1997), but being diagnosed
with MND means that people do not have a choice
but to be associated with healthcare professionals
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for their diagnosis, management of symptoms, and
survival. For three of the participants with ALS-
type MND, their involvement with healthcare profes-
sionals began to intensify in the second year of the
illness trajectory, and much later for one participant
with PMA-type MND. Brown (2003, p. 215) states
that the need for “professionals and carers to interact
with people with MND as ‘being human in extremis’
cannot be overemphasized. Keeping the focus on the
person rather than the disease appears so simple, yet
so challenging.” Similarly, Bolmsjo (2001, p. 504)
states that “in the absence of a curative treatment,
it is the individual rather than the disease that
must be cared for.” The study findings here concur
with those of Brown (2003) and Bolmsjé (2001) by
suggesting that, from the point of diagnosis, the focus
of care and treatment is on the person living with
MND. The participants commented on the care
they received from the multidisciplinary team at
the MNDA care centre and in the community, which
in the main focused on the management of their med-
ical and functional needs:

They’re obviously very keen to ask me about my
swallow, and my breathing. And we all know the
reason for that. [Clears throat] I have lost [sigh] a
stone and a half in weight. (James)

Well, to be honest, they are only monitoring it. That’s
all they are doing. For instance, they have been mon-
itoring my blood gas levels and things like that, and
any assistance I need on breathing, although my
lungs are okay. They only suggested putting a peg
in my stomach and things like that. (Martin)

The participants’ experiences of receiving healthcare
are consistent with the MNDA (2013) practice guide-
lines. However, care that focuses on the medical and
functional needs of the person in the present does not
focus on their emotional response to the existential
loss of past, nor to the existential loss of future.

Facing their Own Mortality

This section of the discussion concentrates on under-
standing (interpreting) participants’ emotional re-
sponses to facing their own mortality:

We are never a “finished” item, or a totalized entity
in our lifetime; we are always ahead of ourselves in
the process of becoming, until we become no more.
We do not make our choices, or choose ourselves,
once and for all: we are faced with choosing and
re-choosing as we project ourselves toward our
deaths. Furthermore, by virtue of the interconnec-
tedness of the ecstasies, every choice impacts on
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and is affected by, all three dimensions of temporal-
ity. (Weixel-Dixon & Strasser in van Deurzen and
Arnold-Baker, 2005, p. 229)

For Heidegger, the three dimensions of temporality
are expressed as follows: the past is carried along
into the present, which is always anticipating the fu-
ture, while the process of facing death is filled with
anxieties due to certainties and uncertainties. For
example, the certainties included the knowledge
that their illness will progress further before they
die, and some of the uncertainties are not knowing
how long they have left to live and how they will
die. In the present, they are anticipating their future:

The interesting thing is, of course, the stock an-
swer, when people ask how long theyve got,
[which] is three to five years, and I'm never certain
whether that three to five years is [counted] from
diagnosis, or from actual onset of the disease. So
just being silly, if you think the first noticeable
symptom occurred in October 09, I must have
had— I must have had the disease prior to that,
and— Let’s say June, and since that time, as [
say, the rate of degradation, or degeneration, has
been relentless. (James)

There was a period when I just had a bit of a chest
infection, early January, and you start to think,
“Oh, I can’t breathe,” this that and the other, and
you think, “I might not be around in three months,”
and you start to panic. (Charles)

I'mean, I do try and ask them, er— you know, when
I am going todie, and is it going to be pneumonia, is
it this? And they all seem to be very reluctant to
communicate that. (Martin)

When I went back to [the hospital] and when I was
talking to [the nurse] she said, “Well, I am sur-
prised that you have spoken like this,” things about
when you die and all that, because of how it comes.
She said, “I am amazed that you have asked these
questions.” So you see, [ am just beginning to open
up. My sister was with me. (Maureen)

McPherson et al. (2007) found that people have a fear
of becoming a burden when they are nearing the end
of life, and this was discussed by one participant, but
was not recorded, and so for confidential reasons can-
not be discussed. Another participant was dealing
with his fear of becoming a burden, and he had orga-
nized some respite care, which involved him going
into a hospice to give his wife a break from caring.
This same participant discussed being in the process
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of documenting his needs, priorities, and preferences
in an advance directive (living will):

There will come a time when you think, “I’'ve had
enough,” and, therefore, that will be probably the
time to stop feeding, stop this [points to non-
invasive breathing machine], and please make
me as comfortable as possible in the period while
I fade away type of thing. (Charles)

The findings suggest that discussions about the end
of life are being left until people are in the second
year of their illness trajectory. A key recommendation
of the End-of-Life Care Strategy for England (2008)
is for an explicit discussion around death if a person
is likely to die within 12 months (Department of
Health, 2008). The findings here may indicate that
the timeliness for such end-of-life discussions is con-
sistent with practice guidelines. Beauchamp and
Childress (2001) advocate the timeliness of the infor-
mation given in relation to maleficence and benefi-
cence. Maleficence refers to cases in which it is
considered harmful to overwhelm the patient with
information when they may be unwilling or unable
to understand the information, while beneficence re-
fers to actions that should benefit people. There is a
fine line to follow for people with MND between ma-
leficence and beneficence, and it is argued that not
discussing needs, priorities, and preferences early
on in the illness trajectory may mean that people
lose their ability to communicate and sign the appro-
priate documentation (Preston et al., 2012). All of the
participants involved in the present study were able
to understand the information about how their ill-
ness trajectory was likely to progress toward the
end oflife, and how providing information on their ill-
ness trajectory might outweigh any risk. Although
all of the participants could still communicate, three
were no longer able to sign this important end-of-life
documentation. The present findings suggest that
discussions about needs, priorities, and preferences
are occurring too late in the illness trajectory.
Doughty (2012) reported on the landmark decision
in which a judge at the Court of Protection approved
a contested living will. A patient living with MND
wished for his ventilation machine to be turned off
when he no longer had any quality of life, and he
had discussed and documented his needs, preferenc-
es, and priorities in an advance directive (a legally
binding document) when he could still communicate
and sign the documentation.

Bolmsjo (2001) also identified important ontologi-
cal aspects of being related to mortality, such as
thoughts about death creating anxiety, suicidal
thoughts, and thoughts of euthanasia. The findings
of this study reveal three different opinions on the

Harris

value oflife and views on euthanasia via the Dignitas
route. James is determined to act; for Martin, it is not
an option; and Charles acknowledges that this was
once a possible option, at least in the initial stages
following diagnosis, although he also stated:

But generally, if you start looking at other people
and think, “God, am I that bad?” And if they have
symptoms that— obviously, they are able to speak,
which I don’t know, for instance, what my attitude
would be going back to a will to live, if I lose my
speech. (Charles)

These are powerful words spoken by a man who lives
in “hope” to live long enough to see his boys home
from university, and in his own words, “to know
that we are getting on all right.”

Facing the Loss of Temporality and
Spatiality

Understanding (interpreting) the participant’s loss of
temporality and spatiality from an existential thera-
peutic perspective is the focus of this section. Medard
Boss (1903—-1990) was a Swiss psychiatrist who adopt-
ed Heidegger’s view on being-in-the-world to inform
his own practice (Cohn, 1997). Boss suggests that the
loss of temporality (past, present, and future) and spa-
tiality can result in melancholia,* because the experi-
ence of loss is not just anticipated—it is a fact (Boss,
1994, in Cohn, 1997). Boss provides reasons for what
happens to patients experiencing melancholia: “Of
the three temporal existential extensions of past, pre-
sent, and future, the first and third are almost totally
covered up in such patients, so much so their existence
is practically reduced to the present” (Boss, 1994, in
van Deurzen & Arnold-Baker, 2005, p. 192). The pre-
sent findings suggest that the participants are experi-
encing mixed degrees of a loss of temporality and
spatiality; though they may not be depressed, they
may be experiencing melancholia (their physical and
emotional response to MND). The following are exam-
ples of loss of temporality and spatiality that appeared
more profound for each participant:

¢ James talked about his past ways of being-
in-the-world of professional sports as loss, his
present is likened to being a prisoner on death
row, and he can no longer see his future. He
had expressions of distress that need acknowl-
edgment and treatment.

*In a modern context, “melancholy” applies only to the mental
or emotional symptoms of depression or despondency; historically,
“melancholia” could be physical as well as mental, and melancholic
conditions were classified as such by their common cause rather
than by their properties (Berrios, 1988)
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o Martin talked about his loss of past ways of being-
in-the-world of business, and loss of embodiment
and spatiality. Despite such losses, he is grateful
for living on borrowed time and being able to plan
for his future. He has made resolute choices not
to go into a hospice, but to die at home, or at the
office, or in the car. He has identified that his
wishes, priorities, and preferences need to be dis-
cussed and documented in an advance directive
while he can still communicate, though he is no
longer able to sign the documentation.

o Charles does not focus on his loss of past or loss
of embodiment and spatiality in the present;
however, he is experiencing a loss of a once-pro-
jected future alongside his family with incredi-
ble sadness. Despite this, he has hope to see
his boys home from university and settled. He
is in the process of discussing and documenting
his end-of-life plans in an advance care plan/ad-
vance directive.

o Despite Maureen’s loss of past ways of being-in-
the-world of retirement, and loss of embodiment
and spatiality, she remains positive and has re-
cently started discussing her future and has
planned her funeral. Although Maureen finds
it difficult to talk about her future, her wishes,
priorities, and preferences need to be discussed
and documented in an advance directive while
she can still communicate, though she is no lon-
ger able to sign the documentation.

DISCUSSION AND CONCLUSIONS

Discussion

The present study findings bring to the literature an
understanding that people living through the illness
trajectory of MND do experience existential loss of
temporality (past, present, and future) and spatial-
ity. At the time of data collection, they did not per-
ceive that they were depressed; however, they relate
other expressions of distress that need to be recog-
nized by healthcare professionals (McLeod & Clarke,
2007). The findings have been conceptualized into a
framework, which when used as a clinical tool will
prompt multidisciplinary healthcare professionals
to focus on the key areas of a patient’s lifeworld.
These key areas are: (1) lived-through past, experi-
enced present, and anticipated future; (2) their emo-
tional response to the existential “given” of being
diagnosed with a life-threatening illness; and (3)
the meaning of their existence. The application of
this lifeworld approach to healthcare recognizes
such individual and social concepts as: (1) the indi-
vidual is recognized as a self-interpreting being
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with a history, culture, and practice; (2) the individu-
al is a self-interpreting being with rights to make
choices; (3) the recognition of being with others (in
their social and cultural world); and (4) the individu-
al has freedom and rights: freedom from unwanted
medical intervention and rights to stop life-sustain-
ing treatments. The overriding care principle for
this lifeworld approach to healthcare is minimizing
the loss of past ways of being-in-the-world, the loss
of embodiment, the loss of spatiality, and the loss
of future. For recommendations for a lifeworld
approach to healthcare, see Table 6.

A further explanation of the lifeworld approach
and how this may potentially be utilized as a clinical
tool in healthcare practice is offered here. The three
key areas of existence serve as a dialectic approach
to enable a person diagnosed with MND to reclaim
the meaning of their life as lived, as experienced,
and as anticipated. The purpose of this dialectic
approach is to guide multidisciplinary healthcare
professionals on the key area(s) of existence that
are important to a patient. This process involves en-
abling a person to come to terms with the inherent
contradictions of human living, and allowing them
to reclaim their personal freedom (van Deurzen &
Arnold-Baker, 2005) and gain control over the direc-
tion of their healthcare. The lifeworld approach used
as a clinical tool for people diagnosed with MND may
also be used as a clinical tool for people diagnosed
with other life-limiting illnesses. The timing of this
study is appropriate, as a review into end-of-life
care services in England has been launched. As Hen-
ry (2014, p. 8) states, “We only have one chance to get
it right for people who are dying, but despite some ex-
cellent practice, many people are not currently get-
ting the care and support that is right for them.”
Freedom to make choices is the key message of the
lifeworld approach as a clinical tool.

Conclusions

The purpose of the present study was to gain an un-
derstanding of living with MND, receiving health-
care, and the impact on self and identity, in order to
contribute to caring policy and practice. The aim
was to answer the research question “What does it
mean to be a person living through the illness trajec-
tory of MND?” and to study the phenomenon of exis-
tence when given a diagnosis of MND in the context
of receiving healthcare over time. The four partici-
pants provided eloquent stories of their unique exis-
tence from the time they first noticed something
untoward was happening to them until the present
day. These stories have helped us understand that
the focus of the management of MND is currently
medical and functional, and it is only when
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Table 6. Lifeworld approach to MND: A clinical tool

Four Key
Areas of Existential Meaning of Individual and
Lifeworld “Givens” Existence Social Concepts Care Principle Recommendations for Lifeworld Approach to Healthcare
Lived- Loss of past ways of People are involved Individual is a Minimizing loss Listening to a Help a person to
through being-in-the- with things, self- of past ways of person’s story of acknowledge that
past world and being- projects, and interpreting being-in-the- living with their their past ways of
with-others. people that they being with a world. life-threatening being-in-the-
“care” about. history, culture illness. world have been
and practice. meaningful and
purpeseful. Help
a person to
explore conflicts.
Experienced  Loss of People experience  Individual is a Minimizing Listening to a Focus on the
present embodiment illness on their self- loss of person’s concerns themes that may
(physical, bodies in interpreting embodiment. for their loss of emerge as
psychological, different ways, being able to embodiment. important to a
social, and such as make choices. person. This may
spiritual ways of degrading, not involve a
being). humiliating, and medical and

Experienced  Loss of spatiality

present (self in their
world as before).

Anticipated Loss of a once
future projected future

anticipating
certainties of
being-toward-
dying, and
uncertainties of
when and how
they will die.

cruel because of
altered self-
image and fear
for physical
safety.

People are part of
their wider
cultural context;
they may
experience
dependency and
limited choice.

People anticipate
their future
because of their
lived-through
past, and
experienced
present.

Individual is a
being-with-
others (in their
social and
cultural world).

Individual has
freedom and
rights: freedom
from unwanted
medical
intervention
and rights to
stop life-
sustaining
treatments.

Minimizing loss

of spatiality.

Minimizing loss

of future.

Listening to a
person’s needs,
priorities and
preferences
while
recognizing they
may also be
considering the
needs of
gignificant
others.

Listen to their
existential
concerns for the
future, facilitate
information
giving if a patient
has a willingness
to interpret
choices and the
ability to make
rational
decisions.

funetional
approach to care. Heflp a_ person
to explore
conflicts in
relation to
A person may wish :'._}‘:?;Icmi al
to make what are P S
3 ‘givens” by
considered :
2 e referring to
unwise decisions, :
an
refer to the 2 3
. existential
Mental Capacity
counsellor

Act (2005) and
best interest.
checklist.

Help a person
discuss their
existential
concerns, and to
document their
needs, prioritie:
and preferences
for end-of-life
care in an
advance care
plan/advance
directive.
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healthcare professionals consider that a patient is in
their last year of their illness trajectory, or when they
are experiencing respiratory loss, that they are re-
ferred to the hospice services for palliative care.
This study has uncovered some important issues in
relation to people having the right to discuss and
document through a “living will” their needs, prefer-
ences, and priorities while they can still communi-
cate and sign the documentation. The participants
are experiencing existential loss: the loss of past
ways of being-in-the-world, the loss of embodiment,
the loss of spatiality, and the loss of future. Yet, de-
spite experiencing existential loss, the four partici-
pants had not been given the opportunity to explore
their loss until the second year of their illness trajec-
tory, when they were referred into the hospice service
for palliative care. Although none of the participants
reported being depressed, two stated that they were
sad. One participant may be ruled by the shadow of
his loss, past ways of being-in-the-world of sports,
and the loss of future with his family; in the present,
he is making resolute choices, and he had indepen-
dently sought counseling from the hospice services.
The findings from this study help us to make sense
of what it means to be a person living through the ill-
ness trajectory of MND. The findings are conceptual-
ized into a framework, which was used as a clinical
tool, to prompt healthcare professionals to focus on
the four key areas of existential loss: the loss of past
ways of being-in-the-world, the loss of embodiment,
the loss of spatiality, and the loss of future, and their
emotional response to the existential “given.”

LIMITATIONS OF THE STUDY

One limitation of this study is the inability to take the
findings back to the participants for their thoughts on
the researcher’s interpretations, as three of partici-
pants died before completion of the interpretations.
I do not claim that all people living with MND will ex-
perience existential loss or that all people are not in
receipt of healthcare that takes account of their loss
of past ways of being-in-the-world, loss of embodi-
ment, loss of spatiality, and loss of future, as these
findings are taken from a small sample consisting of
just four individuals. A story approach requires con-
siderable time to be spent on examining the
detailed nuances (Brown & Addington-Hall, 2008),
and in the present study it took time to examine the
differences between the four presentations of MND
and the different stages of their illness trajectories.
Although it has taken extra time to describe and in-
terpret, such a level of information does add to the
current body of knowledge. Interpreting the individu-
al participant stories at a phenomenological level in-
volves iterative listening, which was emotionally
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draining, but deep respect was given to the in-depth
stories recounted, and it was considered worthy of
the time and emotion in order to understand partici-
pants’ stories at a phenomenological level. The partic-
ipants came to this study wanting to make a
difference for other people diagnosed with MND.
They told their stories, and I listened and interpreted
them to understand the meaning of their existence; [
took their stories to a deeper level than I had antici-
pated. Some may argue that using Heidegger’s ontic
and ontological aspects of existence to interpret par-
ticipants’ stories may overly structure and constrain
the analysis (Finlay, 2011), but in response to such ar-
guments, I would state that there is no existing
evidence that has focused on both the ontic and onto-
logical aspects of existence for a patient diagnosed
with MND.
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4.3 LINKING NARRATIVE FOR PAPER 5

Early in my postgraduate studies | had discussed with academic colleagues how the
participants had described facing death with MND as filled with anxieties, due both to
certainties and uncertainties, such as the certainty that MND will progress further before the
person dies, and uncertainties over how long they have left to live, or how they will die.
However, there is limited knowledge available on the existential concerns of uncertainty.
Paper 5 reports on a hermeneutic (interpretive) phenomenological study exploring the
meaning of uncertainty for people who are diagnosed and living with MND. Finlay (2011: 229)

suggested:

It is important with phenomenological analysis to take time to dwell with
the raw data such that implicit, layered meanings come to the fore. At its
best, the process of doing the analysis becomes an embodied lived
experience in itself. It is not just a cognitive, intellectual exercise. When | am
well immersed in an analysis, | am there sensing, moving, empathising,
responding and resonating with my whole body-self. In a sense | am re living
the experiential accounts and ‘re-membering’ (re-embodying) what was

said.

| had two years to dwell and to re-live the experiential accounts of existence with MND, in
particular remembering (re-embodying) what was said. ‘It’s like being on death row without
knowing when the executioner is going to pop in’ was a comment that haunted me, and that
| came back to again and again, because people with MND are experiencing life in crisis.
Despite the involvement of a multidisciplinary team of professionals, they are experiencing
uncertainty over how long they have left to live, and how they will die, and none of the

professionals are open to having those discussions.

Asking additional research questions of existing qualitative data can generate new knowledge
and increase the use of data sets (Hinds et al., 1997). Other researchers working on MND have
also returned to collective data sets because the low incidence of MND makes data collection
difficult (Locock and Brown, 2010; Ozanne et al., 2013; Ray, Brown and Street, 2012). Locock

and Brown (2010: 1498) explored the experience of peer support for people with MND and
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their family carers. The findings suggested that people are shocked and saddened at seeing
others further on in their illness trajectory and, therefore, choose not to use peer support.
Only one participant involved in this study talked about using the MNDA peer support groups
early in his illness trajectory and he, too, found it distressing to see people deteriorate.
Ozanne et al. (2013) conducted a secondary analysis to illuminate how people with MND
create meaning despite the disease and found that meaning and strength are achieved
through the presence and support of family and friends. Ray et al. (2012: 466) examined the
ways in which family carers experienced the death of a relative with MND. The findings
suggest that the end of life plan is not always communicated, which can impact on the
preservation of personhood. Three of the four participants were in the process of discussing
their end of life plans with hospice professionals. Paper 5 was written to bring to knowledge

everyday experience and how this leads to uncertainty for people diagnosed with MND.
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Aims and objectives: To explore the meaning of living with uncertainty for people
diagnosed with motor neurone disease (MND}.

Background: Motor neurone disease is a progressive neurodegenerative condition
resulting in multiple needs, arising from the complex nature of the disease trajec-
tory. People with MND are often required to make decisions for symptom manage-
ment and end-of-life care. Research into the lived experience of MND has
previously highlighted the following: the shock of receiving such a diagnosis and
prognosis; subsequent concerns relating to the future and loss; and the existential
suffering for a person with MND. The lived experiences of MND accentuate the
devastating nature of the disease, and this can impact upon how people respond to
care.

Design: Hermeneutic (interpretive} phenomenology: suitable for studying lifeworld
experiences.

Method: Life story interviews were conducted with four participants and subjected
to interpretive analysis.

Results: Three phases of the MND illness trajectory emerged: “body failing prema-
turely and searching for answers,” “body deterioration and responses to care” and
“body nearing its end and needing to talk.” These phases highlight the phenomenon
under study, all relating to uncertainty for people living with MND.

Conclusions: This study showed that people with MND are living with uncertainty
and other concerns throughout their illness trajectory. People are having to turn to
palliative care professionals who are more able to meet their concerns than those
caring for other aspects of their disease.

Relevance to clinical practice: Motor neurone disease is a complex disease, and it
is important that professionals continue to provide holistic care throughout the ill-
ness trajectory. The identification of three distinct phases of the MND illness trajec-
tory will help nurses and other professionals to better understand the meaning of
uncertainty and other concerns for people with MND.
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body experiences, cencerns, motor neurcne disease, palliative care, uncertainty

2062 ‘ © 2018 John Wiley & Sons Ltd

wileyonlinelibrary.com/journal/jocn J Clin Nurs. 2018;27:2062-2071.

80



HARRIS eT AL

Journal of

1 | BACKGROUND

Communication of the diagnosis of motor neurone disease (MND) is
“daunting” for both neurological consultants and individuals (Acun,
Breen, Edis et al., 2017; p. 368), and anxiety before a diagnosis can
be increased as a result of experiences during a long period of inves-
tigation (Baumer, Talbot, & Turner, 2014), with the median time from
onset of symptoms to diagnosis being 15.6 months (Donaghy, Dick,
Hardiman, & Patterson, 2008). When a person receives a diagnosis
of MND, they learn whether they have the inherited (familial) form
of MND, which occurs in only 5%-10% of people diagnosed; or the
more common sporadic form of MND, where the disease develops
through a combination of genetic susceptibility and environmental
factors. They also learn that MND is a progressive and terminal dis-
ease resulting in the degeneration of motor neurcnes, which can
affect their movement, speech, respiration and swallowing (Baumer
et al., 2014) and may also affect their cognition and/or behaviour
(Goldstein & Abrahams, 2013). The rate of progression and symp-
toms experienced vary, and this is dependent upon the type of
MND diagnosed. The types of MND include amyotrophic lateral
sclerosis (ALS), progressive bulbar palsy (PBP), progressive muscular
atrophy (PMA) or primary lateral sclerosis (PLS) (Talbot & Marsden,
2008). A person diagnosed with PBP MND may experience a rapid
decline and die within a few months, whereas an individual diag-
nosed with ALS MND may experience a slower decline and die
3 years after symptom onset (Mitchell & Borasio, 2007). MND
results in complete dependency on others, especially towards end-
stage care (Dawson & Kristjanson, 2003), and individuals find them-
selves having to be involved with many healthcare professicnals.

Research into the lived experience of MND highlights feelings of
uncertainty before diagnosis because of fear of the unknown
{Ozanne & Graneheim, 2017). Receiving a diagnosis of MND can be
shocking (Brown, 2003) and be perceived as a death sentence
{Locock, Ziebland, & Dumelow, 2009). Pecple experience the loss of
motor ability early inte their illness trajectory, and this impacts on
their occupational roles (Brott, Hocking, & Paddy, 2007), resulting in
their experiencing MND as a disruption to their lives (Locock et al.,
2009) and having concerns regarding their losses and their future
{Brown & Addington-Hall, 2008; Foley, Timonen, & Hardiman, 2012),
and feelings of uncertainty throughout their illness trajectory
because of not knowing when or how they will die (Harris, 2015).
Family carers report that the long illness trajectory of MND can cre-
ate existential suffering for a person with MND (O’'Toole, 2011) and
an excessive burden for their family carer(s), which coupled together
may exacerbate a “patient’s desire to hasten their death” (White-
head, O’Brien, Jack, & Mitchell, 2011, p. 368). The lived experiences
of MND accentuate the devastating nature of the disease, and this
can impact upcen how people respond to care.

Motor neurcne disease is recognised as a complex and compli-
cated disease (Hogden, Foley, Henderson, James, & Acun, 2017;
MNDA, 2015), and it results in people having to be involved with
MND professionals who are disease specialists (Ozanne, Graneheim,
& Strang, 2013). Hogden et al. (2017, p. 210) suggest people with

g WI LEY--2%
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What does this paper contribute to the wider
global clinical community?

« Motor neurone disease is a complex disease, and it is
important that professionals continue to provide holistic
care throughout the illness trajectory.

« The identification of three distinct phases of the MND ill-
ness trajectory will help nurses and other professionals to
better understand the meaning of uncertainty and other
cencerns for people with MND. This may help to aveid
palliative care patients in general experiencing life as a
crisis and having to seek support from hospice profes-
sionals too late into their illness trajectory.

These results further support the concept of providing
education for nurses and other professionals on improv-
ing the dialogue relating to concerns, in particular uncer-
tainty, and the need for early referral to palliative care

professionals.

MND are “often required to make decisions for symptom manage-
ment and end-of-life care. Symptem management includes: gastros-
tomy, invasive ventilation and non-invasive ventilation, to provide
improvements in quality of life, as the disease progresses.” Gale
{2015, p. 251) suggests thinking about the future with further losses
and planning for end of life is “serving the agenda of the health pro-
fessional at the expense of the patient.” Studies of the lived experi-
ences of MND care have suggested that people were generally
dissatisfied with the focus of their care {Bolmsjo, 2001; Brown,
2003; Brown, Lattimer, & Tudball, 2005; Hughes, Sinha, Higginson,
Down, & Leigh, 2005; Van Teijingen, Friend, & Kamal, 2001).
Although professicnals acknowledge the debilitating impact of MND
on a person, the focus of care is functional rather than emoticnal
{Brown, 2003). The call is for professionals to change their priorities
and to carefully listen to individual accounts of their lived experi-
ences, thus treating the person as an “individual rather than a
patient” (Bolmsjo, 2001, p. 503).

Miles and Asbridge (2013, p. 286) also acknowledge the need
for modern medicine to respect the whole person, stating: “the
patient is a person with dimensions which extend well beyond the
purely physical and which include the psychological, emotional,
existential/spiritual and social components of human existence.”
Ozanne et al. (2013), Ozanne and Graneheim (2017) propose a
sclution through respecting the whole persen with MND and sug-
gest the need to involve MND professicnals who are specialists in
the disease together with specialists in palliative care. Connoclly,
Galvin, and Hardiman (2015) also recommend the integration of
palliation for pecple with MND to alleviate distressing physical,
psychosccial and existential concerns. Hencch and Danielsen
(2009, p. 228) explored the existential concerns of people with
cancer, which they classified into the two main themes of the
“struggle to maintain self-identity” and “threats to self-identity.”

81



HARRIS ET AL

2064 Journal of
—LWI LEY—Clinical Nursing

Some of the components relevant to “threats to self-identity”
included “bedily changes, uncertainty, loss of meaning, loss of con-
trol, loss of relationships, and fear of dying.” There are parallels to
be drawn for pecple with cancer and pecple with MND, as they
are diagnosed with a terminal illness/disease, resulting in existential
concerns (Bolmsjo, 2000, 2001). The aim of this study was to
explore the meaning of living with uncertainty for people diagnosed
with motor neurone disease (MND).

2 | METHODS

2.1 | Design

This research is part of a hermeneutic phenomenoclogical project
concerned with the meaning of living with MND. The initial study
undertaken to answer the research question: “What does it mean to
be a person living through the iliness trajectory of MND?" and a
study of the phenomencn of existence when given a diagnosis of
MND in the context of receiving health care. The concept of “exis-
tential loss” identified in relation to MND was the loss of past ways
of being-in-the-world, and the loss of embodiment, spatiality and the
future (Harris, 2015, p. 1579). From the data, it emerged that people
with MND are living with uncertainty throughout their illness trajec-
tory, and it was determined that this required further examination.
To meet the aim of the current research, hermeneutic (interpretive)
phenomenology was used as a methodology, as this is suitable for
studying lifeworld experiences (Finlay, 2011). Finlay (2011, p. 89)
suggests “both descriptive and hermeneutic (interpretive) designs
may be used to explore how everyday experience shows itself in the
lifeworld, i.e., as embedied and lived through time/space and in rela-
tionships with others.” Descriptive phenomenology as a methodol-
ogy offers researchers an approach through which to explere bedy
experiences and a researcher “brackets” their existing presupposi-
tions (experiences and beliefs) of a phenomenon to promote validity
(Husserl, 1989 cited in Allen-Collinson & Pavey, 2013). Hermeneutic
(interpretive) phenomenoclogy as a methodology offers an approach
through which to explore the body experience and how this impacts
upon everyday lives, and a researcher brings their prior presupposi-
tions of a phenomenon to the “hermeneutic circle” of understanding
(Finlay, 2011; Heidegger, 1927/1962). Thus, they are open to a new
and evolving understanding of something, such as a “text,” “phe-
nomenon” or “participant” in the research context (Finlay, 2011;
Gadamer, 1975; Heidegger, 1927/1962).

2.2 | Participants

Four pecple with MND were recruited from the MNDA Care Centre
in the North West of England, with the inclusicn criteria that individ-
uals had an accepted diagnosis of MND (all types), over 18 years of
age (no upper limit), had been receiving treatment from a range of
professionals and had been receiving care and treatment for
3-6 months. Individuals were excluded from the study if they did
not have the mental capacity to provide their informed consent. An

MND consultant and nurses provided the study information sheet to
pecple attending the clinic and asked whether they contact the
researcher (DH) if they wished to discuss and be involved in the
study (Harris, 2014). The participants contacted the researcher to
express their wish to be involved, and interviews were conducted at
a time and location convenient to them, either in their home or at

their place of work.

2.3 | Data collection

Data were collected in 2012. In the initial study, the researcher (DH)
asked: “Can you please tell me the story of your life.... since you
first thought there might have been something wrong with you?
Please begin wherever you like. | will not interrupt you; | will listen
to you and only write down some notes. When you finish | may ask
you some questions to clarify some points.” The researcher (DH)
returned to the themes described in the first stage of the interview
to explore and gain a deeper understanding of the participants’ lived
experiences. Data from the first interview were audio-taped and
analysed before carrying cut the second interview. All participants
attended a second interview, which was again at an agreed date/
time, when a summary of their lived experiences was discussed,
thereby providing an opportunity to add or remove any detail(s). The
researcher then asked three open-ended questions to induce further
discussion.

24 | Analysis

Interpretive description guided the analysis (Finlay, 2011), and this
involves the concept of returning to the whole-parts-whole to facili-
tate the process of understanding (Fleming, Gaidys, & Robb, 2003;
Gadamer, 1975; Heidegger, 1927/1962). Fleming et al. (2003, p.
118) suggest “gaining understanding of the whole text should be the
starting point of analysis, because the meaning of the whole will
influence understanding of every other part of the text.” The current

analysis process inveolved the following:

1. Returning to the individual philosophical framework analysis.

2. The identification and extraction of excerpts that represent a par-
ticipant’s description of the everyday experiences and how this
leads to uncertainty for people diagnosed with MND.

3. Producing a description to reinforce the initial interpretation.

4. Going back and forth between participant descriptions, initial
interpretations, themes and forming patterns of the ccherent
whole.

5. Noting similarities and differences across all the individual
excerpts.

6. Grouping together the experiences of the “body failing prema-
turely and searching for answers,” “body deterioration and
responses to care” and “body nearing its end and needing to
talk”; these illuminate the patterns that represent the phe-
nomenon under study (Finlay, 2011): the meaning of uncertainty
for people with MND.
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2.5 | Plausibility of Interpretations

To promote a level of self-awareness, the researcher (DH) reflected
on her pricr understandings of MND and experiences of supperting
her mother living through the illness trajectory of PBP MND, before
data collection commenced, and those evolving during the study. Te
ensure that interpretive closure was not reached prematurely, the
interpreted stories were taken back to the participants, and the
researcher held regular discussions with other professionals acting as
supervisors for the initial study (Harris, 2014). To ensure the
researcher’s (DH) interpretations are both plausible and justified (Fin-
lay, 2011), extensive excerpts are provided. The knowledge claims
have been validated in dialogue with other professionals who are

co-editors of this paper (Finlay, 2011).

2.6 | Ethical considerations

Permission to undertake the study was obtained from the researcher’s
University Research Ethics Panel, the NHS Health Research Authority
and the local NHS Research and Development (approval No. 11/EE/
0364). The information sheet and consent form sought approval for
participation in the study, primary and secondary analyses and related
publications. Pseudonyms have been used throughout when referring
to the participants involved in the study to ensure anonymity. The cri-
terien of avoiding harm was a basic ethical principle in the design of
this study. Hollway and Jefferson (2000, p. 87) state “Can we assume
that it is necessarily harmful to experience being upset or distressed?
It can be reassuring and therapeutic to talk about an upsetting event in
a safe context” If participants started to get upset, the researcher
{DH) gave them time to express their emotions and made them aware
of support services available to them.

3 | RESULTS

The results of this study highlight three aspects of the illness trajec-
tory of MND: “body failing prematurely and searching for answers,”
“body deterioration and responses to care” and “bedy nearing its end
and needing to talk.” These bring to light the patterns that represent
the phencmenen under study (Finlay, 2011), the meaning of uncer-
tainty for people with MND. Other existential concerns, including
bodily changes, loss of meaning, loss of control, loss of relationships
and fear of dying and death, can be found throughout their stories.

3.1 | Body failing prematurely and searching for
answers

The body failing prematurely and searching for answers from neurc-
logical professionals. The similarities drawn, the participants are liv-
ing with uncertainty of what condition they may have. Thereafter,
their experiences of investigations and diagnosis were varied. James,
a professicnal sportsman, took himself back te the significant sport-
ing events occurring at that time and being uncertain as to why he
needed to be admitted into hospital for investigations:

Clinical Nursin

g WI LEY--2%

So on the last day of the Ryder Cup, | remember it well,
I found myself being admitted to [Name of hospital]
neuroc ward for more electro-nerve tests. And then on
the following day | think | had a lumber puncture, and
then | had a brain scan, MRI brain scan, and was then
diagnosed with MND.

I could probably have done them all in a day, or a day
and a half. But obviously it had to fit in with all the test
equipment, and the time involved, and the schedulfing of
the department.

When | was in [Name of hospital] being diagnosed there
was an awful lot of people came in to look at me,
because 1 think | have quite physical fasciculations,

which are a diagnostic indicator of things not going well.

Martin first noticed something untoward was happening to his
body when he drepped his pencil whilst drawing. His GP recom-
mended he go private for neurclogical investigations and consultancy
as changes to his body had a prefound impact on his role as a
managing director/architect:

The first time | suspected there was something wrong,
was | am or | was left handed, whereas now | am not
any handed of course, but | was left handed. But |
started dropping things and being clumsy with my right
hand, um | knew it was out of character; actually | have
been blessed with a lot of skill, in being able to do any-

thing mechanical with my hands for drawing.

So | arranged for a private consultation with (name of
MND consuftant) at the (name of hospital), which | got
one in 2/3 days. He then arranged for an MRI scan on
the Friday evening and the results then to be analysed

on the Monday morning.

Charles was out walking his dog when he first noticed his foot
drop. His physictherapist referred him for private investigations and
consultancy. The consultant’s approach to diagnosis was potentially
insensitive, as the pericd after was experienced as life in crisis
because of Charles’ loss of future relationships with his family:

| had taken early retirement, at quite an early age, at
53, and therefore | enjoyed some years of retirement
before diagnosis. So therefore can be a little bit more
philosophical about fife, than had it hit me when work-
ing, and suddenly life had to change all of a sudden, to
give up work, and to give up that particular income
stream, and for my whole life to change. So that proba-

bly did make it easier to er. .. cope with it.

Rightly or wrongly | was still covered by some private
health that did make a difference, that was Thursday
and | was expecting an answer by Monday morning.
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The guy said 'You have been told on your own, go away
and talk to your wife, and come back next week or ten

days later when you have looked at the internet and
found out everything.” He said ‘Den't ook at the worst

But you know they keep on talking about managing my
symptoms. | don't suffer any pain, so I'm not totally
certain  what symptoms we have that need
managing. (James)

bits, because you know what the internet is like, it
i L, L ) | am supposed to be under (name of head MND consul-
always gives you the worst things.” He said ‘You know it "
tant) at (name of hospital), | have never seen (name of

head MND consuftant) ever, and the doctor that | usu-
ally see is (name of second MND consultant). (Martin)

is not good but come back and..." He said ‘We will book
a double session,’” whatever that was, so we just went
back. .. [Wife] and | to talk to the consultant in his
rooms in a very relaxed way, and giving every single Now when | go to the MND centre | don't spend very
question you can think of. fong with those individuals because | have really got
" everything | need locally. So the teams have, NHS
When news suddenly comes out of the blue and it very .
i . related professionals have been excelflent. (Charles)
much was so, er... The period after that you are in tat-

ters reafly, both yourself and your immediate family. . . . i
The progressive nature of MND means involvement with a multi-

But even my own feelings have changed from initial professional team of professionals who carry out their individual
thoughts of Dignitas type routes to how you want to assessments of need, and this approach was experienced as enlight-
end it in the end. ening, overpowering and annoying:
Maureen endured many moenths of investigations invelving a Well | suppose it's a bit of shock being in a situation
number of hospital admissions, and she experienced a loss of control where you have to be on the receiving end of quite a lot
during the process of investigations and diagnosis, resulting in uncer- of healthcare. It suddenly makes you wake up to the. ..
tainty regarding what it all meant: either the supreme efficiencies, or deficiencies of the
NHS as a healthcare provider. And that er... that defi-

! had to go home and then come back in about a month
fater. Then | went in and then they did a lot of tests, like
aoll the nerve ends of your body, and alf that, and a fot
of other tests. You know | can't just remember all of
them, but | had a lot of tests. | had a full scan and then
I went back, and then they said well have you in for five
days. Anyway they did all tests on me and that five days
fasted for about eight weeks.

And then | had all the students around me seeing,
because you've got to let people learn, havent you? |
don’t mind that.

And when (name of MND consultant) said ‘Do you want
the good news or the bad news?’ | said ‘I will have the
bad news first.” He said ‘You've got what they call motor
neurone, do you know about it? | said, ‘No, I've never
heard of it.” And then he said ‘You can lose, you can lose
your speech, your walking,” he said you can lose every-
thing except your brain. | never asked about your eyes,
but he said you can lose everything but your brain; that
keeps going.

nitely has raised a few eyebrows. (James)

Receiving heafthcare, some people find it overpowering
we have had someone visit every day this week, if you
include yourself as a health professional. Take yesterday,
the district nurses rang, we have had the speech and
fanguage therapist, and the lady from the MND associa-
tion come to see me. | have been to the hospice on
Monday. (Charles)

I had the speech therapist, and she assesses your food
and how you eat, and what | eat. She came about a
fortnight ago. | very rarely see a social worker, and | am
a bit annoyed with them. | don’t want to see them. |
have the nurse and my physiotherapist. | have a new
OT, | am just beginning to get used to, but | have to
keep mithering and mithering for things. I don't want me

home being like hospital, 1 definitely don't. (Maureen)

The progressive nature of MND means people have no choice but
to accept care from formal carers for their survival, although how they
respond to this relationality is different for each person. The formal
care received via social services was essential for attending to basic
human needs; however, James raised concerns regarding threats to
maintaining his self-identity, such as managing his daily insulin, as he

3.2 | Body deterioration and responses to care ) o o ’
will be dependent on district nurses to administer it, thus adding yet

Body deterioration and respenses to care from MND professicnals another professicnal coming te his home each day; he stated:
vary depending on whether a person accepts life with MND. The

similarities are, however, that the participants are living with uncer- The problem is, you see, you have got social services look-
tainty as to how their care will be managed: ing after the personal care side of things, which they are
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doing, and then you've got the medical practitioner. .. You I never wanted them [overnight carers], but | would be

know, when | get to a stage, should | ever get there, that fost without them.

I'm not in a position to self-administer my insufin then the

care people can't do that, somebody else has to come in

and take care of that, which considering what is involved 3 % S
k e 3.3 | Body nearing its end and needing to talk

strikes me as a real sledgehammer to crack a nut.
The body nearing its end and needing to talk with palliative care

Maureen, a retired carer, had a prior understanding of the provi- professionals occurs in the second-tenth year of illness trajectory.
sion of day care. She describes a loss of relationship with a carer, Similarities can be drawn, in that all the participants are living with
who was like a daughter, coupled with loss of control of self in her uncertainty as to how they will be supported to die with MND.
world, adds to her frustration: James prioritises his need to talk because of a loss of meaning and

frustration as he comes to terms with dying:

I think it was when | worked on [Home Help], some of

them didn't have families, | used to feel sorry for them,
and | used to go in my own time, you know, at night, or

back if they were on their own.

My day care is getting better, because like when my first
carer left, she went to Australia, she was like my daugh-
ter. She always said | was like a second mother. And she
did care. But now they just come and do, and feed you,
and all that.

But now | am getting that way, that if there’s a few in
and they are talking, | feel as though | am getting
worked up. And | am getting more worked up when |
have to phone people over complaints and that, | am
getting worked up very much, but | was never like that.

Maureen had experienced a number of hospital admissions,
resulting in her spending long periods of time in an acute setting,
and having to make decisions on essential medical interventions,
such as noninvasive breathing equipment and overnight carers, as
without them she could not survive. Thus, Maureen is struggling
between needs and wants; she knows that she needs the care but
does not want the care:

Erm... | am getting on with fife it's the only way to go.
And of course that’s being amply demonstrated by the
fact that the football season has started, Grand Prix sea-
son has started, football season is boiling up to a fantas-
tic climax, and you just think to yourself, well, hm, am |
going to see the end of the football season? Or am |1
going to see the.. Who knows? This is a tricky one.

But the snag is, as | think | mentioned earlier, in this
instance, maybe my positive mental attitude has been
beaten by the fact that | can’t stop this disease, this
degeneration from continuing. And maybe that’s not a
good basis on building a solid positive mental attitude.
It's a bit like building a house on quicksand, it doesn't
matter how solid the building is, and if you haven't got a
decent foundation we're never going to succeed. And |
suppose, if I'm honest, | am probably phlegmatically
resigned to my fate, rather than fighting it from every
corner. But that’s... you know, that’s with the wisdom
of two years hindsight.

It's a funny old situation. You sort of... it's like being

I was in [name of respiratory hospital] for a long time,
they wouldn't let me come home until | decided that I'd
have to have night care, and | didnt want it. | didn't

want it.

I'm on a ventilator overnight, but I've had the mask over
my nose, but now 1'd rather have the things in my nose
because | can breathe better and I don't feel closed in. |
have night carers now.

Anyway | had to decide then iI'd have it because...
everything went wrong in my body, you know, every-
thing went wrong.

And that is why they are here, because if it comes out
they have to be here to put it back, or if | choke two or
three times where | have to have it off a bit to get right
to sit up, because | feel as though | am choking.

in... It's like being on death row without knowing when
the executioner is going to pop in. Anyway, we shall be
sorting that one out.

Well, funnily enough, one of the things that erm [Name of
consuftant], at my last clinical appointment, put me. ..
gave me a referral to [Name of hospice consultant], I think
he’s in palliative care at the hospice, and has a clinic at
[Name of hospital], but bearing in mind it's April, | haven't
heard a dicky bird since. If they don't get on with it Il be a
name on a list of deceased patients, rather than somebody
that is on a palliative care list.

James had concerns for his wife and children after his death and
searched for counselling services who would understand about their

loss, and he self-referred to the hospice Macmillan nurse:

| did go to my GP surgery to find out about counselling
services, or what was available for my wife, and my
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children, after my death, and the first foray into that
wasn't hugely successful. 1 think if you werent a single
mum with an alcohol narcotic problem it was quite diffi-
cult to put somebody in the right pigeon hole, but even-
tually | found them myself, through the specialist
Macmilfan nurse.

And more importantly to me, which | thought was prob-
ably significant, she’s obviously working at the hospice,
so she has had quite a number of years in dealing with
patients with a terminal illness, which obviously makes
my visits to her, as far as I'm concerned, a lot more
grounded than they would be with a counselfor that just
deals in general counsefling.

Martin raised his concerns that MND professionals who spe-
cialised in the disease are not open to having discussions about the
terminal stage of the disease:

I mean | think people. .. Because it is a terminal disease
are always a bit frightened, they have to have somebody
with them at first, they are frightened of being politically
incorrect. Which is... You know they are frightened of
ticking the wrong box. Of course he doesn't bother now,

I... 'd rather he speak frank and open.

I mean so many people, and 1 find it probably a little bit
disappointing with some of the staff from the occupa-
tional therapy, they are frightened to mention the word

‘terminal.’

Martin appreciates not needing to forward plan an appointment to
talk to his hospice consultant about his condition, although he notes
the problems of other professionals not wanting to talk about dying:

Well, really there is not much | can do for you, you know
he said ‘but | would be better off passing you over to
the hospice.”

But | have got nothing but praise for the hospice in
every respect. | suppose it's a bit of a problem for doc-
tors, um they are used to being able to find a cure for
somebody, but (name of consultant) at the hospice had
been very good, and rather than make an appointment |
just give him a call when | want to see him.

I mean a lot of people don’t want to talk about it, but it
certainly doesn’t worry me talking about it. Well we are
all going to die, and | think it will come to every one of
us. | suppose we have just been told it is going to...
And it is a rather painful death, so. ..

Charles focuses on talking to the hospice professionals about his
loss of future with his family, future support and making plans for
the future:

There is actually a focal Macmillan nurse who has got
expertise in MND and she has come, she is a lovely lady
and she is going to be great for me as time goes by.

So in the end certainly we are in the midst of putting
together the... the/Living Will type thing, personal direc-

tive.

But what | do feel is incredibly sad that | wont be
around to see things ... and to enjoy my retirement with
my family.

Maureen only goes out of her home once a week to hospice day
care, where she is talking about completing an advance care plan,
knowing that her religious faith will help her to face the fear of

dying and death:

Because now they give you books to write everything
down. But you have got to accept things haven't you. |
always say well my faith helps me and things like that,
you know.

4 | DISCUSSION

The results show that people with MND go through three significant
body experiences impacting on their everyday lives: body failing pre-
maturely and searching for answers, body deterioration and respond-
ing to care and body nearing its end and needing to talk. Lerum,
Solbraekke, Holmay, and Frich (2015) also raise awareness of three
phases of MND: (i) diagnosis, (ii) ongeing change and decline and (iii)
chronic or terminal. The results of this study focus on categorising
MND as a terminal disease from diagnosis, because people with
MND are living with uncertainty and other existential concerns relat-
ing to their bodily changes, loss of meaning, loss of control, loss of
relaticnships and dying and death.

During the first phase of the illness trajectory of MND, the
theme body failing prematurely and searching for answers indicated
that a quick diagnosis can lead to living with the uncertainty of what
it all means, whilst a longer wait for diagnosis means living with the
uncertainty of what condition an individual may have. Consequently,
both quick and slow diagnoses can lead to uncertainty of different
kinds. One of the issues that emerges from these results is that peo-
ple with MND are at risk of experiencing life as an existential crisis
following a quick diagnosis, and cne participant described this period
as “life in tatters,” relating to difficulty with a loss of future with
family, and consideration of a Dignitas approach. Similarly, other
studies have shown that peocple are living with uncertainty before
diagnesis and living with a fear of the unknown after diagnosis
(Ozanne & Graneheim, 2017). Fear of the unknown may arise
because a person newly diagnosed with MND learns that they have
a progressive and terminal disease which will lead to the loss of
movement, speech, breathing and swallowing (Baumer et al.,, 2014).
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Other study results suggest that a prolonged time to diagnosis and
the way a diagnosis is delivered can result in adverse consequences
(O’Brien, Whitehead, Jack, & Mitchell, 2011), such as long-term emo-
tional stress {(Aoun, Breen, Oliver et al.,, 2017). Emotional stress at
the time of diagnosis and the period afterwards has been described
as “shock, fear of the future, denial, anxiety for family, loss of future,
anger, isolation, sadness, and guilt” (MNDA, 2013, p. 23). A study by
Aoun, Breen, Edis et al. (2017) suggests that neurclogists need to
improve their skills relating to responding to the emotions of individ-
uals newly diagnosed with MND. The results of the present study
suggest that people experience their body failing prematurely before
being diagnosed with MND, and they have a need to talk to a neu-
rological consultant about their concerns of uncertainty and loss of
future.

In the second phase of the MND illness trajectory, responses
grouped under the theme body deterioration and responses to care
are varied, depending on whether body deterioration is rapid or
slow, and people are living with the uncertainty of “managing” their
condition. Cohn (1997, p. 13) states that a “person has the freedom
to accept or deny the conditions of their existence” and also “a per-
son can choose how to respond to being with others such as choos-
ing involvement or isolation.” The study results suggest that
accepting life with MND results in the continuity of life, but not as
before, until a person can no longer conceal the fact that their body
has deteriorated beyond recognition. Choosing involvement as a
response to care meant that individuals had their symptoms moni-
tored re nutrition/hydration and respiratory distress, and their needs
were assessed for essential social and medical care, which potentially
resulted in a loss of the control of self. Hogden et al. (2017, p. 210)
suggest “the consequences of avoiding decision making, for example,
for nutrition/hydration or respiratory distress, can impact the
patient’s health and quality of life.” Other studies suggest people
“engaged with services on their own terms to be in control of care
but equated living with ALS to a life of unremitting loss which
included loss of control” (Foley, Timonen, & Hardiman, 2014, p.
118). The study results reveal that people are at risk of experiencing
life as an existential crisis approximately two years into their iliness
trajectory, and one participant described life as “being a prisoner on
death row,” because the present and future were uncertain. Other
researchers have reported that physical losses associated with MND
place a person’s existence on hold (Ozanne et al.,, 2013). The desire
to hasten death has been associated with a loss of control (Bolmsjo,
2001), being unable to accept the disease (Cipolletta, Gammino, &
Palmieri, 2017), and hopelessness and fear of becoming a burden
(Whitehead et al., 2011). This study has revealed that people experi-
ence their body deteriorating and have a desire to talk to MND pro-
fessionals about their concerns of uncertainty, loss of control and
loss of meaning; however, they are being referred on to palliative
care professionals for this aspect of their care.

The third phase of the illness trajectory, encompassed by the
theme body nearing its end and needing to talk, refers to the involve-
ment of palliative care professionals because of living with the

uncertainty of how they will be supported to die. Participants were
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referred to the palliative care professionals in their second-tenth
year of illness trajectory. Palliative care professionals understand that
the phenomenon of dying involves the affirmation of life and regard
dying as a normal process (WHQ, 2002). Sigrist (2009) suggests the
affirmation of life involves finding meaning in life, reflecting on past
and present relationships and completing unfinished business. The
MND Association (2016) recommend professionals have open dis-
cussions about the progressive nature of MND and dying and death
to enable people to exercise choice and remain in control of their
preferences for end-of-life care. Connolly et al. (2015, p. 435) sug-
gest that early and open discussions of end-of-life issues may “cbvi-
ate the introduction of unwanted interventions and use of
technologies.” The participants did not talk about having such early
and open discussions of end-of-life issues, although two of the four
participants were using technologies to help them survive. One par-
ticipant raised his concerns about attempting to have open discus-
sions with MND professionals and stated: they are frightened to
mention the word “terminal.” Other study results suggest that people
with MND experience anxiety over dying and death, and recommend
referral to palliative care professionals at the time of diagnosis
{Ozanne et al.,, 2013). Goldstein and Abrahams (2013) note that a
diagnosis of MND prioritises the need to talk to palliative care pro-
fessionals early in the iliness trajectory because people are at risk of
cognitive decline and behavioural changes. Cognitive decline impacts
on the ability to communicate advance decisions to refuse treat-
ments (ADRT) or the withdrawal of treatments (MNDA, 2016;
NCPC, 2011). This study raises awareness of how people experience
their body nearing its end and the need to talk to palliative care pro-
fessionals about their concerns of uncertainty and fear of dying and
death. Talking to palliative care professionals may also enable people
with MND to complete unfinished business, find meaning in life and

reflect on past and present relationships with others.

5 | CONCLUSIONS

The aim of this study was to return to the everyday experiences of
pecple living with MND and how this leads to uncertainty for pecple
diagnosed with MND. The findings show that people with MND are
living with uncertainty and other concerns throughout their ilness tra-
jectories. The effects of this can result in people experiencing life in
crisis at different stages of their illness, resulting in the desire to has-
ten death because of various losses. People are having to turn to pal-
liative care professionals who are more able to meet their concerns
than those caring for other aspects of their condition. MND is a com-
plex disease, and it is important that professionals continue to provide
holistic care throughout the illness trajectory. The identification of
three distinct phases of the MND illness trajectory will help nurses
and other professionals to have a better understanding of the meaning
of uncertainty and other concerns for people with MND. The uncer-
tainty that surrounds all phases of MND tends to be overlooked by
those caring for people with MND. This research extends our knowl-

edge of existential concerns and how people are being referred to
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prefessicnals whe are specialists in palliative and end-of-life care too
late into their illness trajectory, when additional risks associated with a

loss of mental capacity and loss of speech may impact on their ability

to talk about their concerns and plan for their future.
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4.5 CONCLUSION

This conclusion relates to both Paper 3 and Paper 5. My situatedness as a phenomenological
researcher was a strength that forged my understanding, informed my judgement and
provided me with the skills to understand the meaning of others with MND, although this did
create methodological challenges as discussed in the narratives. The two papers have
contributed to knowledge, in that the designed method of data collection and analysis
enabled a sensitive methodology for researching the phenomenon of existence with MND
through time. The findings from this study have contributed to the further development of
caring policy and practice for the health needs of people living with neurological conditions
in the County of Lincolnshire (Ray et al., 2018). | returned to the individual philosophical
framework analysis to explore the meaning of uncertainty for people diagnosed with MND.
The findings uncovered three phases of the MND illness trajectory. The similarities across the
data included uncertainty regarding their future condition, how their care would be managed
and how they would be supported to die. The differences in the uncertainties faced can be
found in the individual participants’ excerpts. These findings have been cited in a systematic
gualitative review (Flemming et al., 2020: 724), which suggested, ‘across the papers, the last
days of life were commonly the first-time individuals and carers had discussed specialist
palliative care support, with the exception of one paper.’ This single paper (Paper 5) found
that it is unusual for people to receive specialist palliative care support in the months before

their death.

Since this study began, the knowledge regarding MND has progressed to interpret the ways
in which the disease can impact significantly on the motor neurones and cognition. Turner
(2016: 214) suggested that MND is a disease that ‘moves beyond the motor neurone’ because
up to 50% of people with MND are known to have mild cognitive impairments. Thus,
professionals monitor the progression of MND in terms of limbs, bulbar and respiratory
muscle weakness, and whether the disease has spread to the brain. Connelly et al. (2015: 435)
called for the clinical management of end of life to incorporate the ‘palliation of distressing
physical, psychosocial, and existential distress’. The issue of existential distress at end of life
is still current, as a retired teacher living with MND is campaigning to legalise assisted dying

in the UK so that he and others can be in control of the end of their lives (Clark, 2019).
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The aim of palliation is to minimise the barriers to a good death and support family carers in
their bereavement (Aoun et al., 2018). Henoch and Danielson (2009) share concerns as to
how healthcare professionals working with people with terminal cancer may best support
each individual’s well-being. Since each person’s well-being will differ, there is no standard
template suitable for all. The participants involved in this research project were experiencing
significant loss, uncertainty and other existential concerns, which impacted on their well-
being, and professional interventions were not targeted at these concerns. There are still few

evidence-based approaches designed to enhance well-being for people with MND.

The hermeneutic phenomenological approach in research, acknowledges that researchers
come to the study with some existing understanding of the phenomenon. Laverty (2003: 21)
suggested that ‘the researcher and the participant work together to bring to life the
experience being explored’. This chapter critically appraises how | have enabled people with
MND to interpret their lives and find meaning in their experiences through a co-constructed
approach, and the challenges that ensued. | have remained open to developing an
understanding of the meaning of existence and uncertainty when diagnosed with MND, and
to searching for the deeper meaning of experience (Finlay, 2011). Searching for a deeper
meaning of the experience of MND has been extremely time-consuming and emotionally
challenging. The reward has been the acceptance of these two papers in peer-reviewed
journals and knowing that the findings are now being used to inform care policy and practice.

It has made this research journey worthwhile.
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CHAPTER 5 PROPOSING A PERSON-CENTRED CARE MODEL

5.1 LINKING NARRATIVE FOR PAPER 6

...50 a template that is good for patient A, might be crap for patient B, or patient C, for
that matter - James.

Embedded in this chapter, Paper 6 aims to provide practical insights into the way that
professionals caring for a person with MND can recognise, respect and respond to that
person's temporality: that is, recognise the person that they have been, that they are now
and that they will be in the future. This narrative will explore the rationale for proposing a
person-centred care model. As Miles and Asbridge (2019: 208) suggested, ‘multiple
deficiencies exist within the current care models for MND and much work, therefore, remains
to be done to ensure a maximum impact of care processes on the experience of illness and

on clinical and social care outcomes’.

Miles and Asbridge (2019) provided a commentary on the work of Aoun et al. (2018) and Aoun
(2018), who identified the need for a person-centred approach in the care of people with
MND. Aoun et al. (2018: 326) used a postal survey to report on a person-centred model of
care —the MND Advisory Service. The MND Association’s motto is ‘Until there is a cure, there
is care’. The findings suggest that people with MND and their families feel supported, and are
able to make informed decisions. The authors raised concerns that this service is reliant on
charity funding. In a later paper, Aoun (2018: 675) called for palliative care for people with
MND and their family carers to be integrated into the care plan from the point of diagnosis to
bereavement. The three outcomes of palliative care are 'quality of life, quality of care, quality
of death' and these can be achieved through several processes: focussing on the person and
not only on theillness; therapeutic interactions; communication throughout the course of the
iliness; care goals; and advance care plans. The complexity of MND care needed to optimise

quality of life for people with MND and their family carers should not be underestimated.

The proposed person-centred care model is based on philosophical ideas of freedom towards

death:
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Anticipation reveals to Dasein its lostness in the they-self and brings it face
to face with the possibility of being itself, primarily unsupported by
concernful solicitude, but of being itself, rather, in impassioned freedom
towards death — freedom which has been released from the illusions of
‘they', and which is factical, certain of itself and anxious (Heidegger,

1927/1962: 311)

| have interpreted these ideas as follows: in the present, a person pursues current interests
and projects their future. They continue doing so until they realise that something untoward
is happening to their body. A person diagnosed with MND learns that there is no known cure,
and, therefore, they anticipate their death. MND creates many additional concerns, however,
because a person is aware that their body will deteriorate further before they die, and they
must make choices regarding life and death. In anticipation, Heidegger (1927/1962) is
suggesting that acknowledgement of being towards death can bring ‘sense, meaning and
orientation to our lives’ (Cooper and Adams, 2005: 81). Others have acknowledged that
healthcare professionals have difficulty talking with patients about death (Miles and Asbridge,
2019a).

After publishing papers 1, 2 and 3, | chose to return to work as an occupational therapist with
the same NHS Trust that had been my previous employer and had provided palliative and end
of life care for my mother. | was covering for a colleague who was on maternity leave. My
caseload had many patients diagnosed with various types of terminal illness or conditions,
including seven people with MND, of different types and at different stages of their illness.
The NHS Trust ensured that all those diagnosed with MND received palliative care from the
time of their diagnosis and throughout their illness trajectory. The focus of care was on
optimising the quality of life for patients. | would visit these patients in their own homes and
take time to understand the person in a wider temporal frame and beyond the context of
their illness. What | learnt, through this new way of understanding the person with MND, was
that they were not concerned about the degenerative nature of their condition, but about
the others in their world. They wanted the visiting professional to enable them to talk about

their concerns, and for the professional to listen. While it would be unethical to share
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examples of patient care here, | can report one participant's concerns about

recommendations made to him by an occupational therapist:

It is probably a good time to look at the total cost of the situation and, in a
way, it links back to this thing about whether you harm yourself. | think that
one's life does have a value, and if it suddenly was going to cost, we have a
house that is worth taking a figure of three hundred thousand. You end up
having to spend ten thousand pounds on a through floor lift from one floor
to another, and fifteen thousand for a new bathroom. Then the cost, when
you have passed away, for those things to be cleaned up, tidied up, to make
good and sell the house. If you had any income at all, sorry, if you have any
capital at all, you could end up spending that sum of money. | just would
not have done so. It would have involved spending ridiculous amounts of
anything you have ever saved over your life, to prolong your life for, say, a

shortest, potential period. You lose the wish to continue that.

This view made me reflect on my past experience as an occupational therapist, where | may
have made similar recommendations. Of course, the aim at the forefront of any such
recommendation is to preserve the person’s quality of life. Professionals need to recognise
what is important to the person, which may not be themselves in the present, but others in
the future. Paper 6 presents the collective findings, developed into a person-centred care

model.

94



5.2 PAPER 6

Harris, D. A, Jack, K. and Wibberley, C. (In Press, 2020). The need to consider ‘temporality’
in person-centred care of people with motor neurone disease (In press). Accepted

Manuscript, 4™ June 2020, European Journal for Person Centered Healthcare.
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Abstract

Aim: and objectives: The overall aim of this paper 1s to provide practical meight into thewrayithat professionals caring for
a person with motor newrone disease (MMND) can recogmse, respect and respond to that person’s temporality; that 1s, the
person that they have been, that they are now, and that they will be m the future.

Backeround: MWD 1= an wmbrells term for a group of fouwr rare, devastating newrsdegenerative terminal disezses of
muddlelater hife. Previously, we have acknowledgzed the importance of different fimespenods 1n the fmjectory of MND as an
Ulnesz, for example, dunng the diaznosis stage through to end of Life and decision-makme atihat tme. Living wath MND
can cause amaety at all stagpes of the disease trajectory espectally as it/can be difficult for people livmg with MND to
commmmicate their desies and concems to professionals and carers. It 15 1mpertant that professionals contmue to provide
hohstic care throughout the illness trajectory and the amm of this paper 15 to explore past research about canng for someone
with AMND in relation to the concept of person-centred care.

Method: The paper 15 based on the concatenated explorztion af the findings of a hermenewhe phenomenclosical project.
Thus, this discursive paper links elements/studes winch have been publizhed previcusly fo develop a meodel of person-
cenfred care for people with MWD which recogruses snd me-pects thewr tenyparality.

Conclusions: We suggest MMND bas a siggificant impact on a person’s hfeworld. The proposed person-centred care model
focuses on understandmy (Interpretimzjia person m a Wnder temporalfame and bevond the context of thewr 1llness. The
expected collaborative outcomes aré that'a person’ 1z acknowledged as more than a ‘patent wath MMND® and that a
professional 15 prowidmg person-centred care based on indraduality of the person, threugh a temporal lens. This requres a
collaborative approach between the parson, others, and professiomals. Such person-centred care, forused on mdividuzlity,
may prevent a person expenencing life in enisis and suffenng towards the end-of-life.
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Introduction

The overall aim of this paper is to provide prachical m=ight
mio the way that those caring for a person with MWD need
to recogmse, respect and respond to that person’s
temporabity; that 15, the person that they have been that
they are mow, and that they will be in the firhwe. This 15
based on Heidegzer's (1927/1962) suggeshon that tme has
to be understood m terms of phenomena such as “heritage,
fate, and death’ [1], meluding elements of past, presant and

futwre; thus to ignore a person's past and future, 15
confiming that person to the present [1].

Thi= paper pulls together a connected senes of study
findings and the relevant literatire to demonstrate the need
to conmider temporality a5 an Important aspect of person-
centred care. We employ a concatenated exploration of the
finding= of 2 hermeneutic phenomenalomeal project. “The
expression concatemated exploration refers at once to a
lonmitudinal research process and the resulting set of open-
ended field studies that are linked together, as if were, In a
chamn leadng to cummlatree ... theory™ [2]. Addihonally,
over the tme period of the studies, other hferatmre has
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added to the understanding of the hermeneunte
phenomenclogical project; and so the “accrefive natwre of
properly executed, concatenated exploration” [2] kas led to
an understandmp that 15 greater than the parts of the
mdividuzl studies within the project Thus, the cwrent
paper represents the practical apphicaton of the knowledze
gamed througheout and across the project, to propose ways
m which care can be mproved through meflecton on
temporal aspects of the person bemg cared for.

Method

Thes diseursive paper bnks slement-'stadies which hane
been publizhed previously:

* Desenpiive personal reflactions developed m
order to engage with the promary researcher’s
presupposthons as part of the hermenentic
process [3].

*  More developed reflechon focusing on loss
of perzon (Irved body expenienced in silence);
losz of relationships (bved relations are
challenged); loss of home and loss of fime
(lived space and bhed fme tzke on new
meanmg)y; loss of futwre (dving - facy
alone) [4].

*# Interpretrve analysiz focusing#on
of: bemg thrown into the world of
of embodimment; loss of spatahty;
relation to thewr hifeworld; being with
facing thewr own mortabiy; andfau:mgﬂ:&u’
loss of temporality and spatiahity [5].

Vule
studies, what mned these identified 1ssues
a*:p-ecisufﬂ:zpemen‘ed]ackafmnﬂdﬂaﬁmuf
temporality within the provimon of care. Lack of
consideration of temporality in care 15 possible across a
mumber of conditions; but certain charactenstes of MND,
notably the concomatant reduction miof the ability to
conwminicate effectively and the alility to control the body
m general, renders temporality of particular importance.

Wele

%]

Parson-centered MND care

Motor Neurone Disease

Motor Mewrone Dhsease (WMD) 15 an umbrella term for a
group of four rare, devastating newodegensrative terminzl
dizeases of muddleTater life [7]. Cases of MND below the
age of 30 vears have been linked to genetic mufations [£].
The prognozis for the different types of MND vanes: for
Progressmve Bulbar Palsy (PBF) MHND - which accounts for
approcamately 20% of cases - 1t can be menths; for
Amvotrophic Lateral Sclerosiz (ALS) MMND - which
accounts for apprecomately 75% of cases "urnﬁll 15
between 2-5 vears; and for Progressive Muscular J'-'Lh'aph}'
(FMA) MND which zccounts for appre y

cases survival can be up to 10 vean

sderoﬁis['f’l.ﬁji:»notfa.hland

abavionral r;hangtﬂ may ooour [14]
of people with MWD are unaffected
5 [15], mekmg thew expenences of loss
painful. Family mmhﬂ*anddgﬂ:ﬁcmm have

more detml Locock sr al [16] described the dismuptive
effects of MMND and descnbed diagnomis as a “brographecal
abruption” of Lfe while Brott er al. [17] explored the
oeccupational disruphon of hving wath MND. Brown [18]
explored the dispanty between patient needs and care
delrvered and enmphasized the need for the professional
focus to be on a person rather than their diseass. Folev ar
al. [19] explored the meanng of quality of hie when
diagnosed with MMND and highbghted the importance of
farth, control and digmitv, and the desie to maintain
identity. Brown and Addington-Hall [20] explored how
pecple with MND talk about living and coping with the
condiion, especially how they live and cope with the loss
of movement and spesch.

Exstential concerns of people wath MMND have been
explored in some studies [18.21.23] Suffermg has alse
been observed by those canng for people living wath MND
towards thew end of hfe [23]. The evidence suggests that
pecple Iving with MND who are expenencing loss of
movement and speech have exstenhal concems and carers
have observed muffermg at the end of hfe [23]; however,
despite thus, care 15 often fornsed on finctional deficits
[18].
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What is person-centred care in
MND?

One of our previous papers [6] imbinsieally acknowledzed
the importance of different time penods m the tajectory of
MMD as an illness. In a separate paper it was noted that
“lived time was expenenced m the following way: the past
was embedded In ouwr memones, the present was
unrelenting, and the futwme was anficipated with amoety™
[4]. However, as a result of our previons findings, we have
supgested that “motor pewrome diseass 1= a2 complex
dizease, and it 15 mmportant that professionals continue to
provide bolistic care throughout the illness tajectory™ [6];
the finding= have not however, been linked excplicatly to the
concept of person-centred care.

The concept of person-centred care 1= not new although
there 15 confision about what it 15 and hew 1t 15 supposed
to be practiced [24]. Eogan er al. [23] suggested that
person-centred care moves the care focus away from a
biomedical approach in favouwr of one supporing personal
cholce and autonomy. They descmbed some kev domains
which include, holishe care, respect and value, choice,
digruty,  self- determmanon and puwposefil |Inang
MeCormack and MeCance [26] offered a thearstical model
outhning the core concepts of person-centred care, wiuch
melude prachtonsr pre-requusites, the care emvironment
processes and outcomes. However, along with a lack of
defimtion, there are multiple bamers to the inplementahion
of permop-centred care mach as, staff eulture, “hme
constraints, vulnerability of people, amd professicnals”
belief that they already provade it [27].

Hezltheare 15 known for deing “to’” and “for’ people,
rather than doing “wath’ them [28). Indeed, the emphasis on
dizeaze management m MWD has tradifionally been on the
management of physical symptoms and finctioning wath
an exclusion of the pswehosocial and existential aspects of
care [6]. Hogden ar al. [12] suggested a oultdizcipkimary
approach to person-centred caremn MMND that addreszes the
broad range of needs althonsh they lnzhhighted that issues
may anse between zcute gare, rehabiliation and palbatne
care teamysd because of differmng philosephies of care.

Temporality

MND seems to presentispécific challenges to the suppoat
of person-centred care and people Ining with this dizease
have particular problems for example in relation to
commmmication diffienlties [29], which will have a dvect
mmpact on the expression of wishes and desres. Indeed,
Hogden e al. [30] suggested that medels to suppest
person-centered approaches to decimon-making m other
chrome diseases and cancer care are msufficient when
apphed to the care needs of people living with MWD, The
mn:hwmggﬁtedad\mmcmndelmgm:hpersnn-
cenfrad decision-meking for example, m s

Lateral Scleresis (ALS). They acknowledged the cyclical
nature of decimion-moking, sugpesting that people mav
choose to defer decisions, (wait and see) or change then

mund about decisions already made. Timmg 15 an inportant
factor m these stages, wiech may ocowr dunng a single
consultzhion with a professional or over a longer period.

Emz et al. [31] ughlighted the difference between
MMND and other diseazes, m that change 15 onpoing over
tme. Disease progression might slow but m fterms of
finchioning will dechine then once funchonality 15 lost, 1t 1=
not regamed. Tims, there are no penods of remms=zion or
respite. King &r al 's model [31] highlishted the inportance
of timely mfervenfions from professionals to support
people mot only with practical issuwes, but alse to
acknowledpe the psyvchological nature of the disease and
provide appropriate interventions. Commeolly er al. [32]
deseribed the mmportance of early afd open discussions of
end-of-life concerns with people hving mth AW} and
thew carers. Allowing time for refléghon and plamming 1=
Ieass:.lrmgand can help avold vnwanted and mapproprate
imferventions.

As dorumented within our pubbshed woork to date and
emstmg MMND focusedgperson-cenfred decision-makng
models, we muggest that the 1ssue of e 15 1mportant for
mprmﬂpim First, the affen-swift dechne in the
abihty to fommumcate places 3 sense of wrgency on the
therapeutic relatonship (to ascertain wants and needs).
Second. 154the recognition of the person’s wader temporal
frame: just asamportant as camng for someone m the
present, 15 a0 acknowledgement of whe they were m theo
past. how they could be m the fuhwe and how ths
mifluences the care they requre [4]. Havng the abiy to
care fora person with MMND m a wider temporal frame and
bevond thewr cwvent illness contest 1= nmportant for the
delrvery of person-centred care. As Heidegger suggested.
to 1gnore a person’s past and futwe, 15 confimng that
person to the present [l4] therefore reshicting the
possibilities for truly person-centred care. This 1= m hne
with Dewing's [33] call for a reassessment of person-
centred musing frameworks to tzke account of body and
tme (corporeality and temporality} if clammg an
‘allegiance’ wath personhood.

In the care of a person with MND, corporeahty and
terporality ave partcularly impertant when considenng
the nature and progression of the illness. Someone who 1=
lvmg wath MND might enzage with deeper modes of
temmorality because of ther anficipated future, thew
remterpret and redefine thewr past [34]. Acknowledzing 2
person’s past supports understandms of who they are mn the
present and who thev want to be m the fuhwre The
importance of temporabity when providing person-centred
care for people living with BND 15 explored below and a
way of thinking to suppaort practice will be advanced.

Experienced present

The presentafion and progression of MND wall warv
greatly from one mdrnduzal to another, meaning that each
will have particular requirements as the disease progresses
[35]. Delay: mn diagmosis can be distressmg and the
vanation in time before diagnosiz has been demonstrated
m previous research to be a canse of conmderable
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Parson-centerad MND care

Figure 1 A temperal medel of care te enable a new way of thinking abeout persen-centered MND care
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Gutzom e - recognition of the complex nature of declsion
making for the future

dissatisfacion  [5.6]. Addifionally JfSbisfection /and
confidence m the ability of the pewrologst mereasesfhen
more ime 15 spent at diagnostc appointments [36].

Tust as there are vanahons m disease presentahon,and
progression, the need for information wall vary depending,
on the stage of disease progression [37]. Fellowing the
mifial shock of diagnosis, each day mvelves decifion-
makimg about how to lve wathythe dizease and associated
loss of fimcbon. Lining with MMDamzht be viewed as 2
negative expenence althoush dav-fo-day hife can snall have
meaning #nd can Jbold posifive’ eXpenences [31].
Understanding the mmdiiadual 1= important, as it can support
themy#o negetiate their way throush the dizease trajectary
m the precent and inform care ' the futwre, In a disease
wizch has no ‘ome focusing of person-centred care m the
present tzkes on'am mmportant meaning and understanding
day to day concerns, peeds and preferences can mform ths
undertakmyz [38]. Preehsmz m this way respects a person
as 2 self-miterpreting bemg, exishing in 3 social and cultural
warld wath others. The care process mvolves hstering to
what 15 mnportant for a person, thus creating feelings of
recognition respect and trust [38].

Anticipated future

A person with MND may wish to talk about thear
anticipated future and how to exert choice over the timing
of death and achieve clamfy over the lagabitv of these
options [11]. The toung of end-of-life discussions and

decisen-makmyg 15 a contested area of MIND practice. Gale
[39] has rased concerns i thiz context given that it 15
asking a person to thmk ahead to a tme of futwre loss.
Ohers pniemtize end-of-hife diseussion and  decision-
making becauze of the sk to verbal commmmication [40]
and decision-making capacity at the end-of-hife [41.42].
Hogden [30] suggested a reflexrve process, ome wiich
acknowledges and 15 responsive fo meviizble change.
Person-centred care m MMND mvolves hsteming to stones
of loss of 2 once-projected firture, concemns for a fuhwe of
bemg unzhle to commmmcate, to move and to breathe at
end-of-life and concems for others. Recogmbion of the
conplex natwre of decision-making for the fuhwe, 15 an
mmportant element of person-centred care provision for
those with MINDL

Lived-through past

Up to 350% of people Ining wath MMND expenence
symptoms of cogmtive declime [43]. For those whose
cogmton 1= not affected, the commmmeation of memones
can be important when supporting holishc care provimon
and understandmg the person as they once were. However,
professionals can stuggle to buld relatonships as
caregivers often desire a task-onentated approach to care
n an attempt to mamtam some control over the disease
trajectory [H4].

Care givers and people living with MND often delay
contact with professionals, postponing these encounfers
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untl they are exhausted [45]. This makes opportumties to
buld relationships difficult and opportumities to provide
quality care (based on knowledge of the person as they
once were) can be lost Where opportumfies present
learming can be faken from the care of older people.
Biographical work 15 acknowledzed as respectmz the
minn=ic worth of 2 person, particularly in the context of
decision-making [26 46]. In palliative care, hfe review can
mprove the emotional wellbeing of the patient with
termunal cancer, especially when a person feels out of
control of their situation and is unable to adapt to change
or distressed by previous hife events [47]. Acknowledging
the mmpeortance of the past recognises that a person with
MND has a umque history, culhuwre and practice. The care
process iInvolves professionals enabling the person to talk
about therr lived-through past. The expected cutcome is a
person ving with MND who will be defimng thewr identity
and finding meaning mn life as it has been lived

A temporal model of care

Based on the hermeneute phenomenclogical project
finding: and relevant literatwre discussed earlier, we
propose a tenporal model of care as a way of thinking
zbout person-cenfred care through a temporal lens (see
Figwme 1). Central to this model are three aspects of
temporality - Inved through past, experienced pre
anticrpated future.

The utlization of this temporzal
support bealtheare professionals to focus
on what 15 important for the persons™wine
Irved through past, or thewr expenenced pre
mclpatedﬁmlre A person diagnosed with
mcmnagedtnd::ectﬂmﬁxmnfmntmaﬂun“e_,
ﬁmmapproanhbmmammg}eﬂmtmpm:l el

)} to focus on the'ls

ki up wmntil the

will therefore enable professionals
fo view care in while taking into account the
past and firture.

Conclusion

MMND has a sigmficant impact on 2 person’s hfeworld. The
person-centred care model proposed here focuses on
understanding {mterpreting) a person in 2 wider temporal
frame and bevond the confext of their illness. The expected
collaborative outcomes are that a person 15 acknowledged
a5 mare than a “patient with MND and that a professional
15 providing person-centred care based on the unigue
mdividuzhity of the person, through a temporal lens. This

requres a collaborative approach between the person,
others, and professionals that may prevent a person
expenencing life in cnisis and suffenng towards end-of-
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5.3 CONCLUSION

My situatedness as a healthcare professional was the inspiration for pursuing research to
contribute to the further development of MND caring policy and practice. The findings of the
research are brought together to develop a person-centred model of care which emphasises
the need to acknowledge the temporal aspects of caring for a person with MND and their
family or significant others. This paper adds to the literature calling for a community-
centred approach to caring, dying and grieving (Hilbers et al., 2018; Miles and Asbridge,
2019). The philosophical position underlying my proposed person-centred model of care

acknowledges that being-towards-death is individual. Heidegger (1927/1962: 303) wrote:

Death is Dasein’s own most possibility — non-relational, certain, and as such

indefinite, not to be outstripped.

| have interpreted the philosophical idea of being-towards-death as follows. Death is an
individual experience. Death is non-relational because the individual must face death
alone; while supported by family or significant others, they must make that final journey
alone. Death is certain when a person has been diagnosed with MND, but there is
uncertainty as to when this will happen. Death is not to be outstripped; it is as important
as life. | suggest that the importance of a person diagnosed with MND being recognised as

being-towards-death is extremely significant for caring, dying and grieving.

The final phase of this research project was to link the research elements and studies
which have been previously published. Thus, the final paper (in press) represents the
practical application of the knowledge gained throughout the research project, to propose
ways in which care can be improved through reflection on the temporal aspects of the
person being cared for. This, predominantly, hermeneutic (interpretive) phenomenological
research project created opportunities to learn from the experiences of others and its
success lies in a greater familiarisation with the underlying philosophical ideas (Neubert
et al., 2019), thus, understanding (interpreting) how MND threatens existence for the

person and their family.
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CHAPTER 6 FUTURE RESEARCH

| came to this research concerned with how MND threatens existence for both the person
diagnosed with it and their family. The philosophical underpinning for this research includes
an understanding that every person is a unique individual, who already existed in the world
before being diagnosed with MND. Despite this, a person entering the world of MND care is
atrisk of losing their individuality, seen only as a patient with symptoms. My research findings
suggest that a person will probably have started experiencing the degenerative nature of
MND before diagnosis, with consequential losses and uncertainty throughout the illness
trajectory. Not everyone will accept life and death with MND. There is scope to improve
support, to enable people to discuss their losses and uncertainty from the time of their
diagnosis and throughout their illness trajectory, and to support family carers and significant
others in bereavement. This requires a new way of seeing a person in a wider temporal frame,
and beyond the context of their illness. My future challenge will be to use the findings to

inform education, practice and research.

6.1 EDUCATION

My research findings could inform education in health and social care at all levels, as there
are calls for more holistic, person-centred approaches to care (Miles and Asbridge, 2019a). As
Neubauer et al. (2020) suggested, phenomenology can help students learn from the
experiences of others. | found it difficult to interpret the different philosophical ideas
associated with phenomenology to develop a methodology for research and believe that this
is extremely difficult without the support of others who have knowledge and skills in this area.
In the UK, a limited number of universities provide education on interpretive phenomenology
as a research methodology. My insights could support developments in nursing, and other
health and social care, professional education to navigate their way through the philosophical

ideas involved, and to develop their own unique studies.
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6.2 PRACTICE DEVELOPMENT AND RESEARCH

The difficulties of delivering person-centred palliative and end of life services are
acknowledged (McCormack, 2018). MND care should be provided through an
interprofessional approach that is person-centred, focusing on the physical, emotional, social
and spiritual needs of the person (Foley, 2011). Professionals who are more adept at
addressing the existential concerns of people with MND are psychologists or those with a
palliative care background (Hogden et al., 2017). It is known that psychologists are
underutilised in MND care (Harris et al., 2018), and that people with MND are not usually
referred to the palliative care specialist until the last weeks of their life (Flemming et al.,

2020). This is too late for those who are suffering with life in crisis.

The person at end of life might have very different requirements to those that the care
provider might think they have? For example, to the care provider, the medical needs might
be a priority whereas the person with MND might prioritise the relational aspects? | propose
a temporal model of care as a way of thinking about person-centred care through a temporal
lens. Central to this model are three aspects of temporality — lived-through past,

experienced present and anticipated future.

The use of this temporal model of care will support professionals to focus on the relational
aspects of care. This might include conversation about their lived-through past, or their
experienced present, or their anticipated future. A person who has been diagnosed with
MND, or any other terminal ilness, will, through this model, be encouraged to direct the focus
of conversation. MND care is complex, but the complexity can be reduced if those who

provide MND care interpret the person’s end of life experiences.

At a regional level, | plan to network with Lincolnshire (NHS) Care Trust, U.K. to explore the
possible implementation of the proposed person-centred care model at the MNDA Care
Centre and to support staff in its use. At a national level, | plan to publish and disseminate a
letter to the editor which summarised my opinion about MND care, which was grounded in
my research (Harris, 2021 in review). At an international level, | plan to present Paper 6 at the

2020 MNDA Virtual Symposium. Another approach considered is the implementation of a
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programme of practice development to further develop person-centred care in MND. | would
implement and evaluate the person-centred care model through evidence-based practice
sessions and questions relating to the experience of caring for a person with MND until the
end of their life. A further possible area of study is to explore the experiences of nurses and
other health and social care professionals in caring for a patient at end of life, using the
proposed person-centred care model. The participants would be recruited from two MND

care centres in the U.K.

6.3 FINAL THOUGHTS

The lived experience of being a postgraduate researcher has spanned a decade (July 2010
to July 2020) and has felt like a roller coaster ride. Imagine riding on a ghost train, climbing
into the carriage, knowing that it will be dark and frightening, full of twists and turns and
then, when it comes to an abrupt end, wanting to do it all again. Whilst sitting in the
carriage, | opened a closed door which had hidden past painful experiences. As the carriage
moved very cautiously along the track, | experienced surprising twists and turns, which
involved a continual circular movement as | developed an interpretive thought process
and voice. Suddenly, the experiences of loss and grief were put into a shared context, and
my journey was no longer a solitary one. This journey has ended, and | am keen to start a

new ride, to further develop relational care for people living with MND.

| came to this research project to explore the lifeworld experiences of MND using both
phenomenology and autoethnography. My competence and confidence in using such
methodologies has grown, as has my identity as a researcher. This project started with the
assumption that interpretation always involves reflection on historical awareness, and that a
person’s experience and sense-making can be found in their life-story. | have asked people
with MND to tell their stories of living through the illness trajectory of MND, as well as telling
my own story of being a professional family carer. Thus, | have reflected, articulated and
interpreted various illness experiences (Boer, 2016). The publications are brought together
in this thesis to demonstrate that my work forms a coherent and significant contribution
to knowledge. The analytical commentary critically explores the relationship between the

researcher and participant, the published work and the current body of knowledge in the
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field of end of life in MND. Thus, it supports my academic identity in calling for a rethink on

the way person-centred care is delivered.
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