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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, I could relate my mother’s experiences to Wilcox’s (1999) theory 

of ‘doing, being, becoming and belonging’. I 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.  
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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.  
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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.  

 

I am a postgraduate researcher with professional experience as an NHS community 

occupational therapist providing person-centred care for people with neurological conditions, 

including MND. I 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 (Bäumer 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 



10 
 

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 
cases, 2016  

Number of DALYs, 
2016  

Number of 
deaths, 2016  

UK 65,380,000 13,249 
 (0.02026%) 

45,310 
(0.06930%) 

2,199 
(0.0033%) 

USA 323,100,000 62,531  
(0.01935%) 

182,359 
(0.0564%) 

7,632 
(0.0023%) 

Australia 24,190,000 4,247 
 (0.01755%) 

15,625 
(0.0645%) 

711 
(0.0029%) 

France 66,720,000 11,712  
(0.01755%) 

34, 427 
(0.0515%) 

1,557 
(0.0023%) 

Italy 60,670,000 9,553 
 (0.01574%) 

30,525 
(0.0503%) 

1,418 
(0.0023%) 

Germany 82,180,000 12,502 
 (0.01521%) 

42,111 
(0.0512%) 

1,911 
(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,1 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 (Bäumer 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 (Bolmsjö, 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 illness (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 Treatment options Health care and support professionals involved 

Disease progression Riluzole Neurologist/rehabilitation physician 

Breathing difficulty Assisted ventilation Respiratory physician, respiratory therapist, nursing 

Eating and drinking 

difficulties 

Gastrostomy 
 

Gastroenterologist, dietitian, speech pathologist, nursing 

Saliva management Medication 

Botox 

Neurologist/general practitioner/palliative care team 

neurologist 

Mobility Mobility equipment Physiotherapist, occupational therapist, MND association 

Cognitive, 

behaviour and 

mood issues 

Counselling and support 

for patient and family 

Neuropsychologist, psychologist 

Self-care Assistive equipment Occupational therapists, nursing, MND association 

Grief and loss Counselling and support 

for patient and family 

Social worker, psychologist, MND Association, palliative 

care team 

Carer support Counselling and support 

for patient and family 

Social worker, MND Association, palliative care team 

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 I have 

approached the research reported in this thesis and I must, therefore, acknowledge that I 

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 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 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 MND 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). I 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 I 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,2 presuppositions,3 openness to the meaning of others 

4and a fusion of horizons 5(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’6 (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. I felt that Heidegger’s philosophical ideas would help me to answer the research 

question, ‘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 I 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 
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• Sowden, R. (2018). ‘An investigation into the perceptions of “outsider” contributions 

to sustainable services for people with communication disabilities, in majority world 
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Two of the citations above are from university PhD dissertations in which this paper helped 

researchers to unpack their methodology. 

  

https://doi.org/10.1017/S1478951516000377
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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, I do not deny that my presuppositions will have affected the choices I have made. 

Another researcher approaching the study of the phenomenon of existence would also have 

their historical-cultural situatedness7 and would interpret these philosophical ideas in their 

own way. This paper has received a degree of interest (see views and citations above). I 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. I 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. I learnt more about people in their world as a researcher than 

I could do as an occupational therapist. The reason for this is simple: I 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, I use autoethnography8 

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 I learning by exploring my identities, power, privileges and penalties in one or more 

cultural contexts?’ (Hughes and Pennington, 2017). This narrative will explore how I 

interpreted the differing qualitative approaches which enable reflection.  

 

Starting out as a postgraduate student, I 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, I 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.9 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). 

9 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). 



30 
 

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 I 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 I was not consciously aware that I 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, I 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, I 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.’ I 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, I 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/S1478951516000134 

 

On journal website: 

HTML views      4 

PDF views    81 

Abstract views  469 

 

On ResearchGate:  20  

 

  

https://doi.org/10.1017/S1478951516000134
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3.3 LINKING NARRATIVE FOR PAPER 4 

Early in my postgraduate studies, I 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), I 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. I 

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 grief10 after the death of her son, and wrote ‘pain started behind my eyes. I 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 

illness 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, I sit here at my laptop, reviewing my published 

papers in order to write a commentary on my collected work, and consider that the reason I 

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, I 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, I 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. I 

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, I 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 member11) 

I 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 suffering12 towards the end of her life. I 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, I 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, I experienced considerable losses.  
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3.5 CONCLUSION 

I came to this study with a preunderstanding of MND; this is not something that I can 

eliminate or bracket, as it is always present in the background, and I 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 13  support from specialist 

palliative care professionals.  

 

This reflection on the methodology is informed by the notion of the insider–outsider in 

qualitative research (Dwyer and Buckle, 2009). As an occupational therapist, I 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. I cannot claim to understand 

the physical experience of suffering from MND, but I 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 I 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 

I 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, I 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. I 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. I assumed that 
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his MND might be progressing to the pre-terminal stage. Naturally, I 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. I 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 I could set up my 

digital recorder. Once set up I 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 I learnt about his identities as a professional sportsman, 

businessman, father and more. His story naturally moved on to the 

experienced present, and I 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. I noticed that he was getting 

fatigued, and we agreed to take a break. 

On turning off my digital recorder, I 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, I 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). I 

reflected on this conversation on my way home and decided to talk to my 

research colleague. We agreed that I talk with the MND consultant about 

his disclosure (see Paper 3: 1586). Hopefully, in doing so, I 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, I 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, I 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. I 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. I felt his despair that he did not want his family to experience him being locked in 

his body. The participant may have felt that I 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, I hope it is useful to record that and to 

include that as part of your study.  I am just saying that in some places 

people would sometimes have stronger feelings that they would want you 

to record, but I 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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vulnerable14 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, I would find it inappropriate to follow the MNDA  

guidance above, because I have a duty of care to those people with whom I 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.  

  

 
14 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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4.3 LINKING NARRATIVE FOR PAPER 5 

Early in my postgraduate studies I 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 I am 

well immersed in an analysis, I am there sensing, moving, empathising, 

responding and resonating with my whole body-self. In a sense I am re living 

the experiential accounts and ‘re-membering’ (re-embodying) what was 

said. 

I 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 

I 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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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). I 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 

qualitative 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 I 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. I 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 

…So 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 the illness; therapeutic interactions; communication throughout the course of the 

illness; 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) 

I 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, I 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. I 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. I 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 I 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, I 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.  I 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.  I 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 I 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.  
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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.  

I 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. I 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 

 

I 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 

at risk 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. I 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? I 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 illness, 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, I 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, I 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, I 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. I 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, I opened a closed door which had hidden past painful experiences. As the carriage 

moved very cautiously along the track, I experienced surprising twists and turns, which 

involved a continual circular movement as I 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 I am keen to start a 

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

 

I 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. I 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, I 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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