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Background 

Across the United Kingdom, 40,000 individuals are diagnosed yearly with a haematology 

cancer.1 Haematology cancer is a broad term, which encompasses; Non-Hodgkin Lymphoma, 

Multiple Myeloma, Leukaemia and Myelodysplastic syndromes.2 

‘Experiencing death’ is associated with a progressive illness cancer trajectory leading to death.3 

Kendall et al3 reports that it is crucial to acknowledge that there are differences in how death is 

perceived depending on the illness trajectory experience. Only two retrospective studies4,5 have 

described the experience of dying with haematology cancer, with diagnosis and treatment being 

the moment where they had to face their mortality. Both studies4,5 asked their population sample 

to describe their experiences of distress and end-of-life care, respectively. Neither study had 

relapsed participants in their population sample. It was discovered4 that distress was associated 

with any experience that was perceived as life-threatening, but specifically with the experience 

of bone-marrow transplantation. Participants described ‘looking’ or ‘being’ ‘somehow dead’ 

when they had to surrender control to be ‘killed and then hopefully be brought back again’ 

during the treatment; as the treatment destroys the patient’s immune system to preimplant 

healthy cells, which may or may not implant and grow. Where consenting to a stem-cell 

transplant was described as “One literally signs over the power over life and death”4(pp131)  

Similarly, the end-of-life care of fifty participants who were deemed to have survived their 

disease5, found that not only had they thought about death, but they already had concrete 

experience of facing their mortality during their treatment for cancer. Obviously, this is not an 

easy memory to erase, although the fear of immanent death can dissipate, the trauma of 

experiencing death through treatment does not fade over time and can, in fact, influence the 

present and the future, giving rise to post traumatic stress syndrome.6 It is therefore evident that 
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haemato-oncology patients have had an experience of death in their pursuit of a cure when 

receiving a bone marrow transplant. This concept that the experience of dying begins at 

diagnosis and continues through treatment and accompanied with recurrent fear of death was 

reported briefly by participants in multiple haemato-oncology patient experience qualitative 

studies.6-14 While the exploration of the dying process for those receiving bone marrow 

transplant is represented in the literature, the last year of life and the dying process in those with 

incurable and non-transplantable status is ill defined and under researched. This also makes 

comparison with different disease subtypes receiving different treatment difficult.6-14 

There is a significant gap in the knowledge base directing clinical service provision for people 

with an incurable and non-transplantable haematology cancer in the last year of life. Therefore, 

this research aims to develop an understanding of the haematology cancer patient’s experience of 

the process of dying to meet this evidence gap. To support this research, the individuals of 

interest, are those who are incurable from diagnosis or relapse and deemed in the last year of 

their life. 

 

Methods 

This study utilised in-depth semi structured interviews within a constructivist grounded theory 

approach as described below and in accordance with the consolidated criteria for the reporting of 

qualitative studies.15 

 

Setting and participant selection  
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Participants were sampled from three comparator settings: a large cancer centre, a district general 

hospital and a hospice in the United Kingdom. Adult participants over 45, were deemed in the 

last year of life by utilising the ‘surprise question’.16 Purposive sampling and subsequent 

theoretical sampling sought variation to support the exploratory aspect of the study and included 

those: receiving active life prolonging treatment vs no treatment; receiving palliative care vs no 

palliative care; of mixed haematology cancers, and a range of ages and gender.17 Exclusion to the 

study was based on lacking ability to undertake the interview physically and emotionally, and 

non-English speaking participants. 

 

Data collection  

Participants were identified by the hospital or hospice clinical teams, offered the information 

pack, including the consent sheet to review for at least 24 hours before the researcher (KC) made 

contact, to recruit, over the telephone and arrange a time and place convenient to the participant. 

Written consent to be interviewed was sought on the day of interviewing and collected by the 

researcher (KC) to ensure current willingness to be interviewed. Assurances were reiterated 

about confidentiality, anonymity, and the ability to stop the interview at any time due to physical 

or emotional issues. Interviews were conducted over a two-year period from May 2016 till May 

2018. This study has University and NHS ethical approval (SERC14/15Paper No24 Version 1 

&15/SS/0123 respectively). 

 

Data Analysis  

A constructivist grounded theory (CGT) approach was chosen to gather data ‘grounded’ in the 

participants views. The emerging constructs bring a theoretical understanding to the meaning of 
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the process of dying in the last year of life for the haemato-oncology participants. CTG promotes 

analysis through the indispensable core techniques to support the generation of theory: 

theoretical coding and sampling; constant comparative method; coding and categorising and 

memo writing.17-20  

All interviews were audiotaped and transcribed using a General Data Protection Regulation 21 

compliant transcription service. Transcripts were entered into NVivo 12 software programme to 

facilitate storage and the coding process. Each transcript was subjected to line-by-line open 

coding. Data were analysed for gerund’s (action statement), similarities and differences in an 

iterative process which started from the first interview and supported reflexivity, the memoing 

process and theoretical sensitivity towards theory development.17-20 A sample of interview data 

were sampled by FH and KS and emerging constructs and categories discussed. After each 

interview the process was repeated where individual scripts and between cases were compared. 

Once the core category emerged a further analysis of key properties and dimensions and 

discrepant case was undertaken to broaden the meaning associated with the ‘facing death’ 

cateegory and ensure theoretical saturation within the time frame of the study.16 Established 

findings were then scrutinised against formal and middle range theory(Figure 1) relevant to the 

emerging constructs leading to the substantive theory(Figure 2)17  

 

Findings  

Table 1 presents the patient demographics of the participants. Hospital Site 1 Cancer Centre (n= 

7) Site 2 District General (n=11) Site 3 Palliative care services (n=3); 13 Male: 8 Female; 

Myeloma (n=8), Leukaemia (n=9), Lymphoma (n=3), average age 63.5 (range from 51 to 85 
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years of age) where n=13 were over 70 and n=8 were under 70. Interviews ranged between one 

to two hours. 

Table1. 

Facing Death Core Category  

‘Facing death’, core category represents not only from diagnosis but throughout the incurable 

illness trajectory. Within this core category, four subcategories are presented: transitional phase, 

chronic phase, dying phase and liminal phase. All the constructs define a process through the 

four phases but of which the overall status remains ‘incurable’: the transitional phase is where 

living and dying are both possibilities at one specific episode in time, but eventually a threshold 

is traversed and extending life is no longer possible. The chronic phase is where the individual 

will keep living but ‘facing death’ over an uncertain period, due to experiencing a prolongation 

of life. The dying phase is where ‘facing death’ becomes a certainty. Finally, there is the liminal 

phase, where physical and psychological concerns create a state of being in limbo and ‘facing 

death’.  

A pattern of alternating periods of remission and relapse underpins this category. The remission -

relapse pattern is made possible by the availability of treatment, which extends an individual’s 

life, but also extends the length of time during which the individual with haematology cancer, is 

‘facing death’. In this category, moving towards death, means reaching and traversing the 

transitional phase. Treatment availability, participant response to treatment, critical care episodes 

and hospitalisation, therefore, determine the shape of the incurable illness trajectory and 

experience of ‘facing death’. 

 

The transitional (living or dying) phase 
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The transitional phase was contingent upon the occurrence of a life-threatening event, which 

initiated a period where two outcomes were possible simultaneously: living or dying. This period 

was critical in nature and relied on the results of blood tests and investigations and treatment. 

The outcome of the life-threatening event determined whether the patient would stay living or 

move over threshold to death. In last year of life, the participants found themselves in the 

transitional phase and ‘facing death’ at regular weekly or monthly outpatient appointments, 

treatment consultations, or upon hospitalisation. Blood sample results were symbolic of 

legitimatising whether a phase was one of living or dying. Furthermore, because their physical 

symptoms were limited for some participants, they relied on blood results to alert them to a 

possible change in moving towards death. The range of symptoms to monitor was contingent 

upon the disease subtype and trajectory. As those diagnosed with leukaemia, had limited to 

totally invisible symptoms. In comparison, to those diagnosed with myeloma, suffered from 

symptoms of pain and organ failure. Those diagnosed with lymphoma, had the physical signs of 

swollen glands and lumps.  

Participants described outpatient appointments as a ‘interview’ with its two possible outcomes of 

passing (living/remission) or failing (dying/relapse). The concept of the transitional phase as a 

threshold to be crossed from the living/dying to the dying phases emerged as the participants 

expressed this with statements like ‘waiting for the doctors to say’ and ‘when and if, cause it 

will’. The participants believed that there would be a significant change in their disease pathway, 

signalled by a ‘nod’ or ‘time up’. In contrast, the threshold was also described as a movement 

away from death. Here, it was seen as a movement away from ‘knock back’ or the ability to 

‘control’ death. The words ‘tick’ and ‘celebration’, respectively, to signify stable remission. 
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Being in the transitional phase is thus something that is experienced regularly due to the  

frequency of outpatient appointments or hospitalisation. 

 

The Chronic (living) Phase  

Within the living phase the participants in the last year of life, on active treatment, describe 

facing death as a cyclical illness trajectory. The length of the illness trajectory was dependent on 

the disease type, availability of treatment for the disease and the biological response; with in this 

study the Lymphoma participants could have lived more than twenty years, myeloma ranged 

from 2-10 years and Acute Myeloid leukaemia three months to 4 years.  

Participants entered a remission-relapse pattern of illness where the availability and response 

can halt the disease process but the reality of this only being a false reversal rather than cure. The 

participants describe this as creating a welcomed uncertain illness trajectory as the certainty of 

death is avoided.  

Most participants in this phase, were in full or partial remission and described treatment as being 

the ‘last line’ or more future ‘options’ being available. Future treatment was referred to as 

leading to remission and described as levels of treatment, which increased in ‘sophistication’ 

with a greater ‘cost’ and less or hopeful for more ‘availability'. An exemplar, below, from a 

myeloma participant illustrates a ten-year illness trajectory with four different treatment options 

and hoping that she lasts long enough to see what else is available.  

 

I went into the [hospital] to get the stem cell [1st], it didn't give me that much longer… Then, oh 

what do you call that, [2nd] Velcade…. then they put me on [3rd] Lenalidomide and at the time 

there wasn't a lot of people in Scotland on it.  I think it  
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was…it wasn't an actual trial, but it was just new. That was two years ago, three years ago it's 

this [4th] Pomalidomide that I'm on now, and it's the last one…. But I think down in England they 

are questioning it because of the cost, but [the country] got it, So, it’s just the drugs, I’m 

catching up with them and just waiting on something else coming through .” (Myeloma, Female 

60).  

Experimental treatment results in an unknown shape and duration of the incurable pathway. This 

hinders participants’ ability to learn from existing knowledge, or adapt from existing shared 

experience creating an unpredictable journey of facing death: 

“The longest time that anybody had been on my palliative drug was 23, 25 months, I can never 

remember exactly. And I’ve managed to get to 47... So, it’s brilliant, in as much as I’m very 

pleased to have got that far. The downside has been that I don’t particularly like being the front-

runner… Because it’s no help if you see what I mean. I didn’t know anybody else who has had 

any of the things I’ve had. So, it’s always been a fairly lonely thing… Nobody else has been on it 

for any... so there’s nothing to be learned.” (MDS/AML Female 70) 

 

This uncertainty was increased by the availability of new scientific drug developments, which  

gave rise to the further availability of treatments, which, in turn, changed the rate  and range of 

response of the incurable care pathway.  

 

The rate and range of response and the availability of treatment varied by disease sub-type. 

Lymphoma, for example, had a more significant length of prolonged remission (over 20 years), 

less repeatable remissions, but fewer treatment options. Myeloma had a shorter duration of 

remission, more repeatable remissions (spanning ten years plus) due to more available treatment 
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options, but over less time than lymphoma. Leukaemia participants tended to have the least 

prolonged remission time (year to four years) as well as less opportunity for repeatable remission 

due to the lack of available treatment.  

 

Even though death could be ‘knocked back’ medically, the participants lived with the intrusive 

thoughts of dying described as routine, pervasive, and permeated daily living, being triggered 

through different mediums. The participants revealed strategies to ‘switch it off’: 

 

“You never hear of people…stories of surviving. It's always that someone's died of cancer, you 

know, and that brings it back to you… you're listening to it, and it's something you don't want to 

hear. You'd like to hear the positive side of things… when you're on your own…Yeah, you switch 

it off, and you think more of the positive things and what's going on and everything else.  Just for 

myself, I've got to keep the morale up because of my mother phones every week." (AML Male 

51) 

 

The intrusive thought process is one that occurs during the night and strategies were put in place 

to switch them off. Participants reported that the strength to carry on was important when facing 

death. 

" But I just say to myself, when I do think about it all, I've just got to be strong, I pray, I'm 

strong.  I mean, I don't go to my church, at all, but I do say an occasional prayer, to an 

occasional saint, or something, you know, in the night, uh-huh.  Just keep me strong; please keep 

me strong, yeah.” (AML Female 60) 
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When in the hospital the outpatient clinic was a common trigger for intrusive thoughts about 

dying. The presence of the Specialist Nurse acted as a trigger as they were symbolic of ‘bad 

news’ consultations and ‘facing death’:  

“Well, the very first time we went I think it was {CNS} that was in the room …..that's when they 

said he had Hodgkin's as well and they can't cure it now… [CNS] was there bu t just like when 

she comes into the back of me, and I thought, oh, gosh, what's wrong? we've been here that often 

that you learn, and you think, oh, something's wrong here.” (Lymphoma, Male 72) 

 

Dying phase  

When no treatment is available to extend life, the individual with haematological cancer moves 

over the threshold into the dying phase. The duration of facing death depended on the rate of 

disease progression influencing the pace of dying. If afforded time in this phase, and death was 

not immediate as represented in the transitional phase, life then consisted of routine weekly 

monitoring with supportive care transferred to the General Practitioner, along with admission for 

increasingly regular transfusions. The participants in this phase reported the likelihood of death, 

with a degree of certainty, of less than six months. The use of words regarding tests were 

described as ‘landmark moments’ between stable counts or signs of deterioration towards death. 

Invisibility was often incongruent between regular transfusion and perception of dying. The 

administration of transfusions and ‘keeping alive’ still gave hope for the next treatment to 

achieve remission or that his disease prognosis was incorrect. 

 

For the participant, this was accentuated by the knowledge they had been given about the process 

of death and the potential signals of dying. 
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“The doctor did say... but there might come a time when the blood's not going to do anything for 

me… You can only get transfusions for so long... You build up antibodies or whatever in your 

and you build up too much iron and different things, I read all that, but who cares, I’m sitting 

here. I could be a miracle cure, I’m positive, possibly and they may be made the wrong 

diagnosis, and I said, well, who’s making the [blood]…, if you don’t give me a transfusion and 

my bone marrow’s not making, who’s making the… See, that’s a good sign, that’s all they ever 

say, it’s a good sign, so what are the good signs, must be some coming from somewhere.” 

(Lymphoma/MDS Male 80) 

 

Factors of invisibility of the disease, energy and independence level impacted on the ability to 

distract themselves from the nature of waiting to die. A comparison of incidents between the 

participants in this phase revealed a contrast in how the participants utilised the dying phase, 

where ‘facing death’ had an underlying supporting construct of physical function and energy. 

The following quote relates to the participants prior experience of ‘facing death’ when he had 

been in the hospital for an extended period and described ‘being saved’. He related that 

experience to the one of ‘facing death’ now: The participants revealed not only the repeated 

facing of death, over a long period of time, but the lack of energy as immobilising, with only the 

ability to watch the family members suffer now in this phase: 

“I never look back, but if your time comes your time comes, but at the moment I don’t feel ill. I’d 

like to know what illness I will have eventually because at the moment... It was just this morning, 

I just felt sick this morning, but I’ve anti-sickness tablets for that, but I feel now that if I didn’t 

have this tiredness, I could get on a plane, go on holiday, and enjoy a holiday, but I’ve not got 

the energy. I just more or less sit here... So, I’ve had two death sentences. Put it this way, I was 
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disappointed I didn’t die the first time because I had everything sorted...  I had everything sorted 

out….What the family are going to do without you and that... only the thing I can think of, 

nothing else bothers me.” (Lymphoma/MDS Male 80) 

 

In contrast several participants embarked on activity which carried personal meaning. For one 

woman, writing a book occupied her mind; it was also specifically related to providing a 

financial cushion for those who would remain. 

“I’m determined not to let it [book] sit in that computer, you know, and do nothing…But 

interestingly enough, which actually boosted me a wee bit, there was quite a big article about 

[topic] in one of the papers. And I thought, oh I must get this story written. So, that’s the reason 

for the determination, that’s the underlying reason. So, I don’t think of other things during the 

day... Because I probably have to concentrate so much on it, it cancels out everything else… I do 

worry about that a bit - where is he going to stay - I do think about that. Which is slightly the 

reason I’m trying for the book. But honestly, that’s probably a wee bit far-fetched. But you’ve 

got to try, you know.” (AML Female 60) 

 

Liminal phase  

The liminal phase is associated with an extended period of ‘facing death’, where the individual 

oscillates between believing that they may live or die. The participant experience of the liminal 

phase was created after receiving initial treatment, but not yet reaching remission, or created 

when the participant lost time during episodes of hospitalisation.  

Not knowing if treatment is working 
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The liminal phase could be created close after receiving a diagnosis, but before achieving the 

first remission. It was described as an inability to look further than short-term weekly goals.  

“I’ve had two periods of chemotherapy. And the news was that everything’s  progressing 

nicely…. Which is very good news… Aye, they [family] asked him [doctor] all these questions… 

Could you, if that would do, and undertake this period of chemotherapy, and could we fit 

[treatment] in between now and July, so that I could go on holiday… And the man [doctor] said, 

oh of course, if it can make you feel a bit better, and I was like, if I’m still gonna be here in July 

[laughing].” (AML Male 78) 

For this participant, this oscillation was heightened by the fact of being cared for in pleasant 

surroundings by extremely competent staff. As he said: 

“It’s kind of creepy, to be perfectly honest with you. Because they really go overboard to make 

sure that you feel really comfortable… And you feel like you’re  dying, you know.” (AML Male 

78) 

This referred to the existential contradiction that he faced: being in remission through treatment 

while, at the same time, being moved towards death by his experience of the care environment. 

 

How to act in the liminal phase 

‘Not knowing how to act’ relates to an overwhelming and conflicting feeling, which results in 

participants restricting their own behaviour. Below describes an incident where the participant 

was in remission but talking as if she were in a dying phase, which overwhelmed her 

psychologically. The complexity of the situation was contingent upon the invisibility of  her 

AML. They were an independent and fit individual, but believed that their death was inevitable, 

which resulted in disengagement from social activity through a loss of confidence. The 
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participant was confused by which state of the illness she was in and needed reassurance and 

information about how to act when in remission. 

“But… so I’m frustrated in that I’m not able to move about as I would [like]. Some of  it is lack of 

confidence. I don’t understand where this illness is going. I don’t know if it’s going anywhere… 

Whereas I would possibly have taken a train somewhere or a bus somewhere, I now think, what 

if when I did that, I found myself in a strange place. Partly, partly because I’m frightened that if I 

did go out and do something, something that I don’t as yet know might happen, happened, what 

would happen.” (AML Female 80) 

This participant could not understand why her family were not treating them like they were 

dying, expecting that they would be flocking to their side. This example showed that a liminal 

phase is often linked to uncertainty and fear, and to not being able to measure progress or assess 

the probable length of remission. 

 

Losing time 

Due to disorientation or delirium, participants were unable to recall when they were admitted to 

hospital because of an emergency, but they were aware they had been seriously ill. The 

participants used words like ‘I am led to believe’ and ‘can’t remember anything’, illustrating that 

being near death was experienced through others. These participants related their experience of 

‘facing death’ in the language and emotion of their family members. Since they were delirious, 

they were unaware of ‘facing death’. 

“But I was seriously ill. I was, you know, I was kind of at death’s door… As  I’m led to believe 

that everything was packing up.” (Myeloma Male 75) 
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“See, I can’t remember getting a wheelchair into hospital… I can’t remember  anything of that 

day… Aye, I mean, apparently, I was quite ill, but I didn’t realise  that.” (Lymphoma Male 72) 

 

Alignment with the social theory   

Figure 1  

To aid further analyse within constructivist grounded theory approach17 the findings were thus 

scrutinised through the lens of theories about: Awareness of Dying,22 Time for Dying;23 Status 

Passage;24 Liminality25, 26 and Uncertainty in illness.27-30  

The Substantive Theory: Incurable illness trajectory and facing death  

Figure 2  

From Left to right: the last year of life is mostly lived in the chronic phase (circular arrows), 

which is a cycle of false reversal/remission-relapse. Here, the availability of and response to the 

treatment can halt the disease process, but only for a time. The amount of this time is 

unpredictable, creating uncertainty and liminality, where ‘facing death’ is a regular feature of 

clinical visits and hospitalisation. The transitional phase contains the critical juncture (red box), 

which is experienced as a life-threatening event of ‘facing death’; here, living and dying are 

possible outcomes. At this juncture, if new treatment achieves a false reversal, the individual 

moves back to the chronic phase of the illness trajectory (the circular arrows). If no treatment is 

available to extend life, the individual moves over a threshold (blue rectangle) towards the dying 

phase (blue arrow towards the right). Once reached, the nature of the dying phase depends upon 

the progression of the disease, which determines the rate and pace of the illness trajectory. This 

rate and pace can be associated with a pervasive uncertainty and liminal experience of being in 
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in-between phases over time (blue arrow moving left and right). The patient once over the 

threshold moves from the phase of uncertainty to certainty of death.  

Discussion  

This is the first study undertaken to explore patient experience in the last year of life for a mixed 

population of haematology disease types . Despite receiving life prolonging therapy, this study 

found that haematology cancer patients face the reality of death on a regular basis through 

routine clinic appointments, critical episodes of care and not just when life prolonging treatment 

is no longer an option. Furthermore, this study also adds to the understanding that the length of 

the incurable pathway has varying degrees between the disease types, but this does not negate 

regularly experiencing facing death.  

Transitional and Chronic Phases  

The core category details the routine experience of facing death for patients over a long period of 

time. Whether this experience is in the foreground or remains in the background depends on the 

availability of treatment, the relapse-remission pattern, and the patient’s physical and emotional 

responses. Arantzamendi et al.31 also describes that treatment failures and physical suffering 

bring an awareness of dying to the forefront.  

The concept of ‘facing death’ regularly over a longer period in an undulating, unpredictable 

illness trajectory is mentioned by Lowrie et al.,32 but their patient population was gathered solely 

from the dying phase, defined as where there was no active treatment.  

Other solid tumour studies33,34 concurred with the haemato-oncology patients’ findings of 

wanting to ‘knock back’ the disease process, found that their participants’ lives were dominated 

by life-prolonging treatment and monitoring of symptoms. The availability of treatment is the 

single most important factor driving the length of facing death. A myeloma study35 highlights 
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that, out of five countries, patients in the UK experience a greater number of treatments than 

those in France, Germany, and Italy, and a similar number to those in Spain. This indicates the 

global diversity that potentially exists for myeloma patients. There was no comparable evidence 

for patients with leukaemia or lymphoma, however. When reviewing the extent of global drug 

development, this has increased more rapidly for leukaemia and lymphoma during the last five 

years of this study than for myeloma36. This would indicate the growing availability of treatment 

to extend the leukaemia and lymphoma illness trajectory. 

Three models37-39 showing similarities were found between the core category of ‘facing death’ 

and participants experiencing intrusive thoughts: Paterson’s37 model, where the patient can shift 

from a well perspective to an illness perspective even when they are not ill during the frequent 

hospital visits, with their reminders of the inevitability of death. Guilhot et al.’s38 and Bell’s39, 

models where participants described moving from crisis to adaption. These models see illness as 

cyclical, conceived as movements backwards and forward or as linear, but not as having an end 

point, of moving across the threshold towards death. The transitional phase had similarities with 

Guilhot et al.’s38 concept of a crisis and the overall direction of the illness trajectory over time. 

However, these studies focus solely on long-term management and exclude the outcome of 

death. 

Liminality  

Liminality related to the psychological uncertainty of waiting for remission, losing time when 

hospitalised, and waiting for death during the dying phase. Unlike in Maher & De Vries’s ,9 study 

several of the participants found uncertainty to be a welcome liminal space, which they described 

as a way of living to ‘knock back’ death. It changed the emphasis from fear of relapse to fear of 

no treatment after having relapsed.29,40,41 Hulin35 concurred that subsequent relapses caused 
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patients less distress as they knew what to expect, but that it increased again when treatment 

options were becoming exhausted. Other studies have 29,33,40,41 drawn similar conclusions, 

namely that uncertainty gives hope and acts as a buffer against the certainty of impending death 

for those with incurable haemato-oncology and advanced cancer.  

Several explorations of liminality42-46 identify a liminal space as a time of waiting for what will 

come next, be that test results, future treatment, or death itself; the participants in my study found 

such things psychologically challenging as well. Adorno45 states that liminality is increased by 

the advent of biomedical technologies, which cause a greater blurring between living and dying. 

However, the study again, is writing from the standpoint that the technological advances are 

futile, referring to them as late-stage cancer-directed therapy that interferes with or is caused by 

our societal inability to discuss death.45 However, the participants described in this study 

accepted treatment, embracing the possibility that they might achieve a remission, but realised 

when they were running out of  options to ‘knock back’ death. That said, it cannot be ignored that 

prolonging life may be at the cost of the physical and emotional well-being of the patient and 

their families.  

Dying Phase  

During the study, three of the AML/MDS participants moved over the threshold towards death. It 

has been stated that the patient must learn to ‘unbecome a cancer patient’ in the dying phase, 

where the pace and focus change, with less appointments.47 This has also been described as 

‘waiting – in between ness’, which can be a positive state, but is more commonly depicted as a 

negative one, as purgatory.48 This sense of purgatory was expressed by participants in this study 

when facing death repeatedly over time in both the chronic and dying phases.  
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Energy and [in]dependence were key influencers in how the participants dealt with waiting for 

death. This has been described as holding onto life and is associated with living in the presence 

of death. Here, control and [in]dependence underpin the efforts a patient makes to stay connected 

to life to preserve their independence.49 This has also been expressed as ‘a desire to live 

normally while being aware of the proximity of death’50 (pp 553) and how people at the end-of-life 

attempt to manage the dilemma of living in the present while preparing for death. 50 

Strengths and limitations 

Strengths of this study include the methodological rigor of the grounded theory approach, the in -

depth ontological understanding generated from a heterogeneous population to understand the 

process of palliative care in the last year of life across three different health care settings. The 

time frame of the study was challenging to performing true theoretical sampling in this 

population but was limited by the variation in the sample. There were a few participants who 

were not interested in participating and further recruitment was hampered by deterioration of 

participants or the inability to schedule an appointment due to emergency care requirements. Due 

to the lack of funding for an interpretation service the views of non-English speakers were not 

included. 

Implications for practice and research  

It is important that clinical practice acknowledges those participants living within an incurable 

illness trajectory are only avoiding death rather than having the ability to cure the disease. If we 

can conceptualise the pathway as living within episodic illness, then it becomes apparent that the 

incurable patient requires their holistic needs to be assessed and that assessment should discuss 

the dying trajectory. The patient should especially be assessed after each episodic, life-

threatening event to ensure that care preferences are updated. This research also has implication 
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for the process of dying associated with the advanced solid tumour cancer patients who are 

increasingly being offered life-prolonging drugs. 

Further research is required to understand the implementation and impact of a holistic needs 

assessment or patient reported outcomes to understand how to optimise personalised care. More 

research associated with the utilisation of medical technology or remote monitoring of both 

physical and emotional needs would formulate a better picture of the haemato-oncology patient’s 

needs in the chronic and dying phases over time. The conceptual framework would improve the 

ability to categorise and disseminate data describing the sample population more succinctly and 

to better aggregate this data, which, in turn, will facilitate more meaningful clinical comparisons 

when patients are in the chronic or the dying phase of the illness trajectory. 

In Conclusion  

This study presents the findings from this unique study capturing the process of dying in 

haematology cancer patients in the last year of life. This study provides evidence that the 

haematology cancer patient is ‘facing death’ perceived in four phases: chronic, transitional, 

dying and liminal phase. The incurable pathway is seen primarily as a medical transition, 

signalled by the end of available cancer-controlling treatment and the subsequent move over the 

threshold towards death.  
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Table 1: Patient Characteristics  

 

Gender  Interview 

took 

place  

Disease 

process 

Age  Years 

from 

Diagnos

is 

M Home  Myeloma 85 2.5  

M Hospital AML 78 0.25 

M Home + 

wife

Myeloma 75 3 

M Home + 

wife  

AML 75 2 

F Home  AML 73 1 

F Home AML 78 1 

M Home  AML 52  20 

M Home + 

other

Myeloma 68 2 

F Home  MDS/AML 60 1 
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M Home + 

wife

Lymphoma 72 20 

F Home   Myeloma 60 10 

M Hospital  AML 51  1.5 

M Home + 

wife  

Myeloma 60 10.5 

F Home Myeloma 76 1 

F Home MDS/AML 70 4 

F Home + 

Daughter 

AML 82  0.75 

M Home + 

wife 

Myeloma 54 7 

M Home Myeloma 66 3 

F Home Myeloma 74 10 

M Home Lymphoma 80 15 

M Home + 

Wife 

Lymphoma/M

DS 

85 5 

 


