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F
inding meaning in life events is embedded in human nature (Frankl, 

2011; Richer & Ezer, 2000; Skaggs & Barron, 2006). Particularly when 

facing negative events that challenge the existing construction of the 

world, individuals attempt to integrate their experiences (the ones of or-

der and the ones of stress) in a new, meaningful reality through a search 

for meaning (Bonanno & Kaltman, 1999; Davis, Wortman, Lehman, & Silver, 2000; 

Janoff-Bulman, 1992; Josef & Linley, 2005; Lepore & Helgeson, 1998; Neimeyer, 

2001; Park, 2010; Taylor & Gollwitzer, 1995). Finding meaning in or making sense 

of adverse events has been shown to increase subjective well-being (Lyubomir-

sky, King, & Diener, 2005) and subsequently enhance resilience, creativity, and 

distress tolerance (Fredrickson, Cohn, Coffey, Pek, & Finkel, 2008).

The integrated meaning-making model by Park and Folkman (1997) frequently 

is used in the context of illness (Lee, Cohen, Edgar, Laizner, & Gagnon, 2004; 

Park, 2010) because it provides operational definitions for the model’s different 

components. However, available evidence still is limited in amount and qual-

ity. Therefore, whether meaning-making during illness differs according to the 

stage, type of illness, and treatment trajectory remains unclear. In the context 
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of cancer, individuals may use causal explanations, 

selective incidence, and placement of responsibility 

to make sense of their experience (Taylor, 1983; Tay-

lor & Gollwitzer, 1995).

A diagnosis of acute leukemia (AL) is perceived as 

a watershed moment in patients’ lives, separating 

life before from life with the illness (Papadopou-

lou, Johnston, & Themessl-Huber, 2013). Of note, 

AL may pose particular difficulties because of its 

acute nature and the invasiveness of treatment 

it requires (Adelstein, Anderson, & Taylor, 2014; 

Koehler, Fischer, & Frommer, 2013). The physical 

and psychosocial impact of AL has been explored 

in diverse contexts and often drawing on mixed 

populations (Broers, Kaptein, Le Cessie, Fibbe, & 

Hengeveld, 2000; Greenberg et al., 1997; Persson, 

Hallberg, & Ohlsson, 1997; Rodin et al., 2013; Witt-

mann, Vollmer, Schweiger, & Hiddemann, 2006). Find-

ings from two recent systematic reviews focusing 

on the symptom experience of patients diagnosed 

with AL have concluded that, although research 

interest is increasing for this population, additional 

research is needed (Albrecht, 2014; Leak Bryant, 

Lee Walton, Shaw-Kokot, Mayer, & Reeve, 2015). In 

stark contrast, the making-sense processes involved 

in the experiences of AL in adult patients remain 

largely unexplored (Papadopoulou et al., 2013). To 

move toward the development of tailored and more 

effective psychobehavioral interventions to support 

people affected by AL, establishing how they make 

sense of the illness is necessary. In-depth exploration 

of the illness experience can serve as a unique means 

toward greater understanding of the prominent and 

salient processes that underlie meaning-making in 

this context. To this end, the current study aimed 

to explore patients’ main pathways toward making 

sense of having been diagnosed with AL.

Methods

The current study was conducted from a critical 

realist perspective and used Interpretative Phenom-

enological Analysis (IPA) as a methodology, thereby 

acknowledging the plurality of perspectives and 

the reflexive voice of the researcher. In adopting a 

critical realist stance, the contribution of science is 

recognized, the possibility of objective knowledge is 

accepted, and an individual’s experiences and mean-

ings can coexist and affect his or her behaviors and 

wider social structures (Clark, Lissel, & Davis, 2008; 

Porter, 2002). IPA offers researchers the advantage of 

learning how specific people deal with specific situa-

tions in specific contexts in great detail (Larkin, Watts, 

& Clifton, 2006; Smith, Flowers, & Larkin, 2009). This 

detail can reveal links and possibly variations within 

this same participant of how he or she makes sense 

of a certain experience.

Setting and Sample

The current study was granted NHS Tayside Re-

search Ethics Committee A and Research and Devel-

opment approval. Patients were recruited from inpa-

tient and outpatient hematology clinics from two NHS 

health boards (Tayside and Grampian) in Scotland. 

Eligible patients were adult (aged older than 18 years) 

men and women diagnosed with AL (lymphoblastic, 

myeloid, or promyelocytic), had no previous cancer 

history, were within the first year post-diagnosis or 

post-relapse, and were undergoing or had completed 

anticancer treatment.

During a period of 12 months, a total of 13 consecu-

tive, eligible patients with AL were approached by 

clinical collaborators at the clinical sites. Ten patients 

agreed to participate and provided written informed 

consent. Reasons for refusal included no interest in 

the study, being overly stressed, and death prior to 

participation. Characteristics of the study sample are 

outlined in Table 1.

Data Collection Process

Interviews were conducted from October 2010 to 

March 2012. They were done by the first author in a 

private room in each site after patients had consented. 

The interviews were designed to capture the range and 

depth of the patients’ experiences following diagnosis 

TABLE 1. Sample Characteristics (N = 10)

Characteristic n

Gender

 Male 7

 Female 3
Age (years)
 18–40 5
 41–60 2
 61 and older 3
Type of acute leukemia
 Acute myeloid leukemia 4
 Acute promyeloid leukemia 3
 Acute lymphoblastic leukemia 3
Time since diagnosis
 Four weeks or less 3
 Five to eight weeks 6
 Longer than eight weeks 1
Education level
 High school 3
 College (one to two years) 4
 University (three to four years) 3
Employment status
 Retired 3
 Employed 5
 Unemployed 2D
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or relapse (broad topic areas of interest included 

physical, emotional, mental, and social aspects and 

coping styles) but also to allow for sufficient flexibility 

for the interviewer to respond to individual participant 

circumstances. Interviews started with an open-ended 

question: “What does AL mean to you?” Cues from 

patients’ responses then were followed with a series 

of prompts, such as “Can you tell me a bit more about 

this?,” “How did this make you feel?,” “What does this 

mean to you?,” and “What does this mean about you?” 

All patients were interviewed twice. The interval be-

tween the two interview points ranged from two to four 

weeks, ensuring richness and depth of the collected 

data and also being in line with the iterative nature 

of the chosen methodology (Flowers, 2008). During 

the second interview, specific issues identified in the 

first interview were further explored. A debriefing 

procedure followed each interview, and patients were 

thanked for their participation. All data were treated 

confidentially, and all transcripts were anonymized 

and stored securely. 

Quality

After the end of each interview, a reflexive sheet was 

completed, which detailed initial thoughts to identify 

any prejudices regarding the discussions raised dur-

ing the interviews. In addition, a debriefing session 

(Clancy, 2013) was held within the research team to 

share thoughts and emotions after the interviews. 

Reflexivity during the data analysis process involved 

the maintenance of a personal reflexive diary, which 

started off with a statement of positionality (Clancy, 

2013) and continued with the range of different emo-

tions and considerations at the time of analysis. 

Previous professional expertise and experience were 

noted and revisited throughout the analysis process 

to ensure transparency and rigor. In engaging with 

the patients’ accounts, particular emphasis was 

placed when analyzing the text to maintain a balance 

between the theory of empathy and the theory of 

suspicion (Larkin et al., 2006).

Data Analysis

Interviews were transcribed verbatim. The two 

interviews were combined and analyzed together, 

forming a case (Flowers, 2008). Analyses followed the 

steps described by Smith et al. (2009), starting with a 

detailed examination of each case separately and ex-

amining similarities and differences across the cases. 

Combining the themes (emergent themes at first, then 

subordinate themes later) in different ways aided the 

final development and organization of the superordi-

nate themes. These variations were followed by close 

checks of the transcripts to ensure that each subor-

dinate theme was represented by a sufficient amount 

of examples within the transcripts. For a subordinate 

theme to be included in the organization of the super-

ordinate themes, it had to be present in at least 50% 

of patients’ accounts. This process enhanced rigor 

of analysis and facilitated identification of exemplar 

quotes that were included in the final written account.

The integrated meaning-making model (Park, 2010) 

was influential during the preliminary stages of analy-

sis when several elements in the accounts were identi-

fied as forming situational meaning or aspects of global 

meaning. During the development of superordinate 

themes (i.e., the meaning-making processes), the focus 

was placed specifically on patients’ accounts and expe-

riences and the researcher’s interpretations of them.

Findings

Patients made sense of AL by engaging in three 

processes (superordinate themes): decay, transforma-

tion, and growth. Because AL created a state of imbal-

ance for the individual, these processes were initiated 

as a mechanism to restore the previous balance or 

find a new state of equilibrium. To best capture the 

complexity of how meaning-making processes occur, a 

tree metaphor was selected for visual representation 

purposes. Maintaining equilibrium between decay, 

transformation, and growth can be seen as resembling 

the life of a tree: some leaves may wither, some start 

to grow, and some are in full bloom. Therefore, the 

three processes have no specific boundaries but may 

occur in parallel and manifest in different subordinate 

themes. As such, subordinate themes may appear 

in and shape more than one process. Fluidity of the 

three processes is demonstrated through examples of 

selected subordinate themes related to one, two, or 

three processes, and supported by patients’ quotes 

(see Figure 1).

Decay: World of Emotions

Patients expressed an array of emotions during the 

interviews. In the initial phase of the cancer journey, 

the shock of diagnosis and fear dominated their 

minds; this was followed by uncertainty and a sense 

of living in an unreal world. Perhaps because of AL’s 

“invisibility,” these feelings and reactions were expe-

rienced to a greater extent, hindering patients’ efforts 

to understand their illness and possibly slowing down 

the initiation of coping mechanisms. Feelings of isola-

tion and loneliness also were suggestive of decay at 

an emotional level that can prohibit patients’ sense-

making process.

One participant, Bruce, used a strong metaphor to 

describe the emotional impact of his hospitalization: 

imprisonment. He said it made him want to “crawl 

up the wall.” His agony was prevalent as he said he 
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felt like a trapped insect trying to find its way out 

by crawling up the walls of confinement to freedom. 

Leukemia places physical restrictions on patients that 

can have a profound emotional impact.

Decay and Transformation:  

Leukemia in Disguise

Aside from the emotional manifestations, the pro-

cess of decay involved mental projections as well. One 

of the most prominent signs of a patient’s physical 

decay was AL’s disguise as an infection. The illness re-

mained invisible for almost all of the patients (n = 9). 

Consequently, the diagnosis was conceived as a body 

blow, a sense that escalated as medical interventions 

were put on a fast-track mode: hospitalization, inten-

sive chemotherapy, and supportive treatment.

One participant, Ian, described how he got his 

diagnosis of acute lymphoblastic leukemia. His AL 

was camouflaged by a viral infection. Ian struggled 

to finish his sentences, a sign of an internal tension 

or an indication of an underlying cognitive process to 

make sense of something that, in his mind, makes no 

sense. A single blood test, something considered to 

be a routine practice, carried the news of a serious, 

life-threatening illness. He said that this was an odd 

situation for him, particularly because he did not feel 

Bruce

But I’m isolated. . . . They put me into a room on my own at the 
end, and that made it worse because, when I was in with the 
other three guys, I was speaking to somebody. But when they 
put you into a room on your own, and you’ve nobody to speak to, 
and you’re just looking at the TV, it drives you up the wall. You 
can read the paper, you can read books or whatever, but [it’s] 
lonesome, you know? I’ve never been on my own. I was so fed 
up and lonely, I knew that three, four, days on your own, you’re 
crawling up the wall, you know?

Ian

I mean, it was quite a shock. Obviously, I thought I had a virus or 
something or other. I wasn’t expecting anything serious, and also 
. . . at the start of my treatment, didn’t feel particularly all that 
ill either, so the odd situation of being . . . I mean, I remember 
when they wanted to give me a transfusion, when I came in, kind 
of, arguing as to whether that was necessary or not because I 
felt perfectly . . . [I was] feeling OK. So, the odd situation of a 
blood test telling me I’m quite . . . being told I’m quite ill based 
on a blood test, but without actually feeling, you know. . . . I’ve 
felt much worse with much more minor things, like hangovers, 
to be honest.

Mary

I think if [leukemia] was to have a landscape, it would be like, it 
would have thorny bits in it . . . getting prickled every so often.  
. . . If I was to relate it to the sort of masks, I think masks is quite 
good as well because, I don’t know, I think you almost wear a 
mask with the sort of bald look that, you know, you go for the 
sick look, and you do all kind of look the same. . . . Well, you 
don’t because you’ve still got your faces but, you’re all kind of 
bald heads, a sea of bald heads. Could have a pebbled beach 
then with bald heads, couldn’t you? Sort of shiny [laughs] . . . I 
don’t know. . . . I like the idea of a mask. You do kind of wear the 
sort of “sick” mask . . . because if I walk down the street, people, 
you know, without a hat on, people know, so I suppose you do 
kind of wear this mask . . . and it’s quite easy to hide behind the 
bald head because people sort of see that first, unless I’ve done 
my eyes obviously, and people see that [laughs].

George

I’m not the most gregarious of people, you know? I’m quite a 
loner, so sometimes, when I’m thrown into a six-bed ward, I find 
it a bit . . . you know, it takes me a wee while to get to know 

people. . . . It’s almost like a holiday really, a holiday in prison!  
. . . It’s just because you know they’re all institutionalized rooms, 
you know, with the gray paint. And I used to work off shore in the 
early ’70s, and we always used to say that was like a prison, but 
you’re getting paid for it, you know? Because you’re in a tight, 
confined space and . . . I say jokingly, but that’s what I feel here, 
you know? You’re in little cells and . . . because my counts are so 
low, I’m not really allowed to leave the ward; it’s almost at the 
bars. [I think,] “Can I get out for a walk?”

Emma

In here, you’re cocooned in that bedroom on your own, although 
you’re allowed to leave the doors open now, which makes a 
huge difference, I must say. Because before, they used to shut 
the door, and you were in there. Now the doors are left open.  
. . . But, yeah, that’s what it makes you feel like it’s once you get 
home—that’s when reality actually hits you. 
I’ll tell you what the leukemia does do; it changes your attitude 
to life. Things that you worried about previously, do you know 
what? I don’t give a damn about those things anymore. I don’t 
let anything worry me apart from coming to the clinic, about 
my blood count. I don’t care. Life’s too short now. Do you know 
when you get all these, the really petty things that you used to 
worry yourself? And no doubt you do it as well; you worry about 
silly petty things. Do you know? It’s a waste of energy. I don’t 
care anymore; I don’t care. It really changed a lot of my thoughts 
when you get a brush with death. . . . It makes you realize what’s 
really important and what isn’t.

Kevin

I definitely feel . . . 100% trust for the doctors I’ve been dealing 
with. . . . I think, just their attitude, they don’t rush you or try to 
get away quickly or nothing’s a hassle. . . . they’ll kind of do any-
thing for you. . . . It makes you feel . . . more relaxed about [the 
disease], I would say. . . . I trust them. They are good.

Andy

[The doctor] said that the type of leukemia that I have, there was 
a really, quite a high risk of a serious bleed, hence the bruising, 
that could have been really quite fatal. He said he, you know 
potentially, potentially I could have died, so that’s was actually 
quite unnerving. In fact, very unnerving [laughs]. . . . Well, you’re 
actually more aware of your own mortality. You are actually more 
aware of death, living. . . . The death part, I don’t wonder a lot; I 
don’t think about that much.

FIGURE 1. Quotes From Study Participants
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ill. His difficulty in understanding what was happen-

ing to him was even more striking as he questioned 

the need for treatment. A quite common assumption 

is that serious illnesses are accompanied by serious 

signs and symptoms. AL hardly falls under this cat-

egory because symptoms resemble common flu, mak-

ing patients comprehending its seriousness harder. 

The process of decay is indicative of how an illness 

that is invisible to the person yet serious can interfere 

with his or her process of making sense.

Within the process of transformation, leukemia’s 

form begins to evolve. By forming mental images, pa-

tients start to perceive their leukemia as an individual 

illness. Nevertheless, the difficulty in making sense of 

leukemia remains.

One participant, Mary, was in her final year of her 

studies in arts when she was diagnosed. She offered 

a vivid description of how she pictured leukemia: a 

thorn field piercing her body. She could be referring 

to the tests she underwent as a patient—the needles 

that went through her body during IV catheteriza-

tion and bone marrow aspiration. For patients with 

AL, giving blood samples on a daily basis is a routine 

practice, and bone marrow aspiration is performed 

periodically to check the bone marrow activity to 

evaluate the effectiveness of chemotherapy. Mary also 

could have been referring to the physical distress the 

illness causes—a constant reminder of leukemia being 

there. Alternatively, because she was experiencing 

relapse, the thorns could represent the instances of 

leukemia. She wanted to move on with her life, but 

leukemia came back, “prickling” her again.

Mary’s transformation is that she is still processing 

leukemia. She uses two strong metaphors: the mask 

and a sea of bald heads. In her description is a double 

masking: the bald mask that covers the true self and 

a second masking that she employs by wearing a hat 

and coloring her eyes to conceal her baldness.

In Mary’s final picture, she mentioned the sea of 

bald heads, perhaps referring to all patients with 

leukemia. During the interviews, she mentioned how 

surprised she was when she first was admitted to the 

hospital to find out that leukemia was not as uncom-

mon as she thought. This was her way of expressing 

how people, adults, and children affected by leukemia 

all eventually have the same bald head. She stressed 

how they all look the same—all passengers on the 

same train, on the same cancer journey. They all 

became patients, and the bald head stripped them of 

their previous identity and defined their new identity.

Seen as a thorn field, mask, or sea of baldness, AL is 

not faceless anymore; its disguise starts to crumble. 

This transformation from an illness in disguise to 

an illness with a more specific shape indicates how 

patients begin to shape meanings of their leukemia.

Decay, Transformation, and Growth: From  

a “Holiday in Prison” to “Being in a Coccoon”

Following a diagnosis of AL, treatment initiation is 

imperative. Not only do patients have to deal with 

treatment-related side effects, but they also have 

to deal with prolonged hospitalization, often expe-

rienced as a state of imprisonment and affected by 

dynamics within the patient–doctor relationship.

In another account, George described how he was 

“thrown” in a six-bedded ward, like a person with no 

will or power of his own, like a prisoner thrown into a 

cell with a number of strangers, who were ultimately 

his cell mates. During his first interview, he used the 

phrase “a holiday in prison” to describe his sense of 

institutionalization. Although he chose to compare 

his stay to a holiday, this description serves only 

as a euphemism to the hard reality of how he felt: a 

prisoner “at the bars.” In his comparison between 

staying in the hospital and the time he worked 

offshore, basic elements of imprisonment are pres-

ent: the confinement, the gray color of the building, 

remaining inside, the everyday routine, and the lost 

track of time.

From a spatial perspective, patients with AL may 

feel like prisoners because remaining in the hospital 

is necessary to prevent infections. In reality, they are 

prisoners of their own body. Because of low blood 

counts, staying in the room is critical to help prevent 

acquiring infections that could cause delays in treat-

ment or be fatal. This loss of freedom can cause a 

sense of agony, suggesting another sign of decay.

In time, this imprisonment is understood as tem-

porary and is rationalized. The unknown starts to 

transform into a sense of familiarity. New routines 

emerge that are aspects of a new life in the hospital 

(e.g., receiving treatment, socializing with other pa-

tients and hospital staff).

Another participant, Emma, started to see her 

hospitalization in a different light. The metaphor she 

chose, the cocoon, is one of the most typical exam-

ples of transformation in nature. The cocoon in this 

case is the hospital room. Despite its confining and 

restricting nature, it also offers a shield of protection. 

Within it, all physiological things transform. She is 

receiving the treatment that transforms her marrow, 

leukemic cells are killed, and new cells are generated. 

The hospital cocoon also may provide protection 

from her emotional response. However, this trans-

formation is not stable. It swings back to decay once 

she gets back home and the reality of the illness hits 

her on an emotional and physical level. This serves as 

an example of the degree to which transformation of 

the sense of captivity is a changeable, yet paramount, 

process in one’s efforts to make sense of AL.

D
ow

nl
oa

de
d 

on
 0

6-
30

-2
02

4.
 S

in
gl

e-
us

er
 li

ce
ns

e 
on

ly
. C

op
yr

ig
ht

 2
02

4 
by

 th
e 

O
nc

ol
og

y 
N

ur
si

ng
 S

oc
ie

ty
. F

or
 p

er
m

is
si

on
 to

 p
os

t o
nl

in
e,

 r
ep

rin
t, 

ad
ap

t, 
or

 r
eu

se
, p

le
as

e 
em

ai
l p

ub
pe

rm
is

si
on

s@
on

s.
or

g.
 O

N
S

 r
es

er
ve

s 
al

l r
ig

ht
s.



E78 VOL. 43, NO. 2, MARCH 2016 • ONCOLOGY NURSING FORUM

The notion of imprisonment and confinement did 

eventually transform to a sense of security, indicating 

that the process of growth took over. Growth was evi-

dent when patients described their trust in healthcare 

professionals, which appears to be a result of two 

factors: the time spent together and the quality of in-

formation exchanged. This therapeutic collaboration 

signified the dynamic relationship between patients 

and clinicians. Feeling important and equal to the 

healthcare professionals partly relieved patients’ 

burden and potentially played a significant role in 

patients’ making-sense process. A sense of ease and 

security stemming from the staff members’ attitude is 

what one participant, Kevin, said made his trust blind, 

gave him permission to completely surrender to their 

hands, and, in a way, made his imprisonment tolerable. 

Transformation and Growth:  

Assimilating Leukemia

The assimilation of leukemia starts within the trans-

formation process and develops toward growth via the 

realization of mortality and the reprioritization of per-

sonal values. Patients in the current study spoke of the 

awareness of their own mortality. Leukemia, like any 

life-threatening illness, shakes two common assump-

tions: those of immortality and invincibility. Youth 

usually is paired with strength and health, which are 

thought to be ensured until old age. One participant, 

Andy, already had been diagnosed with another seri-

ous illness prior to his leukemia, so one would assume 

that he already would have realized his mortality. 

However, the transformation of his preexisting beliefs 

was not easily accomplished. He pointed out that he 

did not overthink the fact that he was mortal; there-

fore, signs existed of him assimilating the new illness 

but not to a full extent. When describing how he felt, 

he repeated twice how “unnerving” his experience 

was and he said he chose not to think about death 

as he chuckled, a sign of minimizing tension. A sense 

existed of not feeling at ease when he mentioned the 

word death; he immediately added the word “living.”

The transformation of assimilating leukemia refers 

to the point at which a person becomes aware of his 

or her mortal nature, which can be an important ele-

ment in creating one’s understanding of leukemia. This 

transformation then leads to growth when the person 

has shaped an understanding of the illness and can 

identify its impact on his or her life. In this sense, the 

inclusion of leukemia in a person’s life story is the 

final result and the goal of the making-sense process. 

A quote from Emma is a testament of the growth 

process in action. Through a reprioritizing process, 

she made decisions on what was important in her life 

and what did not matter anymore. She used a vivid 

metaphor to highlight the impact leukemia had in 

her life; she said she was “brushed with death.” This 

shaped her understanding of the illness and important 

things in life. She emphasized that she did not care 

about anything else other than staying alive and being 

with her loved ones. Focusing on trivial matters is an 

inherent part of human nature, but a life-threatening 

situation changes this for a person. It shifts attention 

to what genuinely is important.

Discussion

This qualitative study revealed that as patients learn 

of their diagnosis and their treatment commences, they 

undergo three different processes to make sense of 

their illness. This in-depth exploration and interpreta-

tion of these processes offered the opportunity to gain 

a better understanding of the highly complex pathways 

of making sense of an illness, such as AL. For patients 

in the current study, because they were close to the 

time of their diagnosis, the experience described as 

decay seemed to be more prevalent than the processes 

of transformation and growth, with the latter being the 

least evident. Even so, patients did show elements of 

all three processes, supporting the idea that even at 

the initial stages of the cancer journey, transformation 

and growth, not only decay, are experienced.

The coexistence of decay, transformation, and 

growth is indicative of the inextricable way in which 

meaning-making occurs. The meaning-making pro-

cess has been postulated to be linear, consisting of 

overlapping phases (Skaggs & Barron, 2006). In their 

meaning-making model, Park and Folkman (1997) 

identified a number of distinct categories of making-

sense processes, such as automatic and deliberate or 

assimilating and accommodating. The three processes 

identified in the current study are consistent with all 

of these distinctions (Park, 2010; Park & Folkman, 

1997). For instance, within the processes of transfor-

mation and growth, signs of assimilation were seen, 

and, in certain occasions, signs of accommodation 

were seen in which patients’ illness affected their 

global meanings. Similarly, patients were not always 

aware of the meaning-making processes taking place, 

supporting the existence of automatic processes. 

However, patients also made more conscious, deliber-

ate efforts to cope with AL.

Previous research on the processes patients use to 

construct meaning in the context of a life-threatening 

illness (Lee, 2008; Lee et al., 2004; Park, 2010), as well 

as in end-of-life care (Breitbart et al., 2010; Lethborg, 

Aranda, Bloch, & Kissane, 2006), share commonali-

ties with the current study’s findings. Based on three 

domains (assumptive world, sense of coherence, and 

meaning-based coping), Lethborg et al. (2006) shared 

the idea that patients go through a dynamic process 
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in order to make sense of their advanced cancer. This 

process involves positive reappraisal and revision of 

beliefs and goals. Lethborg et al. (2006) argued that 

their proposed model is linear and fluid and stressed 

the idea that as illness progresses, new issues may de-

range the balance. The processes of decay, transforma-

tion, and growth share this idea of linearity and fluidity. 

Although aspects of decay, transformation, and growth 

often co-occur in patients’ experiences, for an experi-

ence to move from decay to growth, it must go through 

a period of transformation and vice versa from growth 

back to decay, implying a linear process. Similarly, 

two sense-making processes have been identified in 

patients with colorectal cancer: disorientation and re-

construction (Tang et al., 2007). The phase of disorien-

tation resembles the process of decay of patients with 

AL, and the process of reconstruction has elements 

of transformation and growth. Researchers identified 

internal and relational factors that can affect whether 

patients will move toward transformation and growth, 

proposing that the pathways are different for differ-

ent people (Tang et al., 2007). This conceptualization 

of meaning-making is in accordance with the current 

study’s findings of maintaining a state of equilibrium 

within the three identified experiential processes.

Findings from the current study highlight the spe-

cific characteristics of AL that make patients’ under-

standing difficult. One of the most prominent signs of 

decay was AL’s disguise as infection. Leukemia’s trait 

of invisibility has been reported previously (Evans, 

Ziebland, & Pettitt, 2012; Koehler et al., 2011; Koe-

nigsmann, Koehler, Franke, & Frommer, 2006; Koenigs-

mann, Koehler, Regner, Franke, & Frommer, 2006) and 

further supported by the experience of early flu-like 

symptoms, as well as the requirement for several re-

ferrals before a definite diagnosis can be made (Haber-

man, 1995; Meenaghan & Dowling, 2010). This partly 

explains why the diagnosis came as a body blow for 

patients. The invisibility of AL has been identified as 

a factor that hinders patients’ coping processes six 

weeks after their diagnosis (Koehler et al., 2011). In 

a Canadian study that concluded with similar find-

ings, Nissim et al. (2013) described the initial phase 

of learning the diagnosis like “being abducted by the 

illness.” This feeling of rapid overnight transition from 

health to illness also was reported by patients with 

breast cancer after receiving results from routine test-

ing (Boehmke & Dickerson, 2006). Within the process 

of transformation, patients started to perceive their 

AL more as an individual illness and formed mental 

images of what their cancer looked like.

Within the process of transformation, because of its 

ever-changing nature, elements can trigger decay as 

well as growth. This tendency has been documented 

elsewhere. The process, as well as outcome, of 

meaning-making can be distressing (Kernan & Lepore, 

2009). The idea of post-traumatic growth during the 

initial phase of patients’ illness also has been docu-

mented (Nissim et al., 2013). For patients with AL, this 

contextual nature of meaning has been supported 

because the meanings emerging (as an end product) 

are always dependent on the person’s values and 

experiences at a given point (Steeves, 1992; Xuereb & 

Dunlop, 2003). Patients’ sense-making also can trans-

form and grow, indicating life-affirming aspects of this 

experience. Similar results have been reported for pa-

tients with breast cancer, whose meaning-making was 

described as part of reframing the illness experience 

(Ching, Martinson, & Wong, 2012). This reframing pro-

cess can lead to reprioritizing of values and eventually 

assigning new meanings to illness and purpose in life, 

resulting in a renewed self (Papadopoulou et al., 2013). 

Strengths and Limitations

To the researchers’ knowledge, this is the first study 

to focus on the making-sense processes of patients 

with AL during the phase of intensive chemotherapy 

treatment using a novel approach to data analysis. 

Some limitations warrant comment. The sample con-

sisted primarily of men (n = 7). Including more women 

in additional studies is necessary to tackle their 

making-sense processes. The current study was con-

ducted in Scotland, and all patients were Caucasian 

and British. Including people with different cultural 

backgrounds could have produced different narratives 

and, therefore, different findings. Although the serial 

interviews ensured richness of data, they may have 

played a role in patients’ actual meaning-making by 

enabling the initiation or promotion of a making-sense 

process, which may not have occurred outside of the 

study. One way to reach meaning is through narrat-

ing a story (Holloway & Freshwater, 2007). According 

to Smith et al. (2009), a double hermeneutic—the 

interviewer trying to make sense of the interviewee 

trying to make sense of an experience —is normally 

part of an IPA study. Finally, these findings are from 

a specific group of people affected by AL under very 

different circumstances; therefore, the making-sense 

Knowledge Translation 

• The impact of acute leukemia on patients’ lives can be 
profound. 

• Patients’ meaning-making goes through decay, transfor-
mation, and growth stages. 

• Additional research is warranted to map the complexity of 
meaning-making of this patient group.
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processes described are more suggestive than con-

clusive. The current study only was able to provide 

a snapshot of AL and the meaning-making processes 

people use to accommodate the illness in their lives. 

However, the philosophic underpinnings of the cur-

rent study helped to compensate for this by support-

ing the notion of multiple aspects of reality. As time 

passes and the context and circumstances change, 

the patients’ meaning-making processes are expected 

to develop. Further research is warranted to examine 

how meaning-making processes change over time and 

to investigate these findings in larger populations.

Implications for Practice

For patients with AL, surrendering control to the 

clinical team has been reported as an adaptation strat-

egy to manage the initial shock of a life-threatening 

illness (Nissim et al., 2013). Research suggests that 

patients with hematologic malignancies may prefer a 

more passive role in decision making (Friis, Elverdam, 

& Schmidt, 2003; Haberman, 1995; Tamayo, Broxson, 

Munsell, & Cohen, 2010; Yogaparan et al., 2009). In 

this sense, the clinical teams are perceived as “power-

ful others” to whom patients give permission to take 

control of the situation (Nissim et al., 2013). Whether 

this surrendering is beneficial for the patient is debat-

able. Patients in the current study had a strong sense 

of imprisonment because of their hospitalization that 

involved feelings of powerlessness rather than adap-

tation. Preserving patients’ autonomy and including 

them in the decision-making process is important even 

in the face of trivial tasks because it makes a difference 

to their perception of control during their hospital life 

(Papadopoulou et al., 2013; Tariman, Berry, Cochrane, 

Doorenbos, & Schepp, 2010, 2012). Interventions are 

needed that aim to enhance patients’ capability of man-

aging the various cognitive and emotional challenges 

of the illness and increase their resilience by rebuild-

ing strengths through adversities. For example, giving 

patients the opportunity to talk through their thoughts 

and emotions and receive tailored emotional support 

can be an effective way to facilitate meaning-making.

Conclusion

What the findings of this novel study underscore is 

the dynamic nature of the overall making-sense jour-

ney for patients experiencing AL. Additional longitu-

dinal research will be required to not only inform and 

develop existing evidence, but also to shed light on the 

various ways in which meaning is initially constructed, 

negotiated, revisited, and reformed as patients and 

family carers go through the different phases of liv-

ing with the illness. Meanwhile, a strong requirement 

exists for clinicians to provide adequate and ongoing 

support to help patients visualize the invisible AL and 

make sense of their illness-related situation that favors 

their short- and long-term psychosocial adjustment.
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