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From Life-Threatening Experiences to Ideas of Rescue:
Coping with “Trajectories of Suffering” in
Adult Acute Leukaemia Survivors

Viktoria Heine!™, Fritz Schiitze?, Michael Koehler?, & Joerg Frommer'

Abstract. We investigated the illness records and life stories of 17 leukaemia survivors
using narrative autobiographical interviews. Audio tapes were transcribed and analysed
according to qualitative methodology. Using the sociological concept of “trajectory of
suffering” (TOS) as a means of analysis we focused on the survivors’ mechanisms of
psychosocial adaptation including integration of disease-related experiences as part of
their autobiographical narration. Verbal data show how the diagnosis pulls affected
people out of their everyday life from healthy, strong and with plans for the future to se-
riously ill, weak and facing death, and thus suspends their self-confidence and social ac-
tion competence. Analysing the interview transcripts we found six categories of coping
with TOS: (1) personal meaningful nourishments, (2) challenging experience with sig-
nificant others, (3), courage to persevere, (4) family support, (5) dramatic family events,
and (6) dreams. The results of our study demonstrate that the cancer is still a dark shad-
ow over the lives of all survivors. They are discussed in the context of coping theory pos-
tulating creativity as an up to now underestimated resource of coping behaviour. As a
consequence it seems to be vital that medical staff should recognize and discuss these
individual needs and feelings of their patients in daily clinical practice.
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Acute leukaemia is a rapidly proceeding malignant
disease of the haemopoietic system. Hence, the diag-
nosis of acute leukaemia presents a sudden vital threat
for the patient, an attack to his or her very existence.
According to the nature of this disease, treatment
starts immediately (Estey & Kantarjian, 2005). During
the treatment, chemotherapies and repeated hospitali-
sations are necessary for months. Despite intensive
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therapy, most of the adult patients die: merely 30-40
percent of the patients younger than 60 with acute
leukaemia survive (Buechner et al.,, 2009). Moreover, a
high illness and therapy-related morbidity for all pa-
tients as well as a vital threat exists.

The history of research on subjective conceptuali-
zations of the causes of illness and treatment expec-
tations in cancer patients is closely linked with the
history of interview-based qualitative research itself.
Data of open interviews plays an important role in
psycho-oncological research and has done so ever
since Glaser and Strauss’s inaugural study in San
Francisco in the 1960’s on dying in hospitals (Glaser
& Strauss, 1965). Apart from this, the coping con-
cept has its origin in stress theory, research on coping
in the context of life events, and psychoanalytical
theory of defence mechanisms (Koehler, Koenigs-
mann, & Frommer, 2009; Livneh & Martz, 2007;
Snyder & Dinhoft, 1999). The most influential theo-
ry of coping and stress management today has been
developed by Lazarus and Folkman (1984). This
model emphasises that coping processes are situa-
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tional and conceptual. It states a distinction between
problem-focused and emotion-focused efforts. Prob-
lem-focused efforts of coping should help to solve or
adapt to the problem by collecting information, act-
ing and non-acting. Emotion-focused efforts of cop-
ing intend to reduce or to regulate the emotional
stress inherent in the situation (e.g., acceptance, cog-
nitive or behavioural avoidance).

The interest in subjective narrative representa-
tions of suffering from disease and of personally
dealing with and working on it (Strauss, Fagerhaugh,
Suscek, & Wiener, 1985) as well as in qualitative re-
search on patients’ perspectives in general has grown
in the last years in the fields of oncology (Loprinzi,
2003), psychology (Rennie, Watson, & Monteiro,
2002), psychotherapy research (Frommer & Rennie,
2006) as well as in medicine in general (Greenhalg &
Hurwitz, 1998). Different methodological concepts
were developed for exploring subjective illness narra-
tives and coping processes. Quantitative question-
naire-based methods focus on generalizability of re-
sults whereas interview-based methods are particu-
larly suited to gaining more information in non-
quantifiable intrapersonal and interpersonal process-
es of feeling, thinking and meaningful interaction.
They are not only explorative and useful for generat-
ing hypotheses, but also unique regarding their ac-
cess to specific psychic and social phenomena. It is
known that the degree of concordance of results gen-
erated with these two assessment approaches on the
same research subject is different (Fischer-Kern et
al., 2004), and thus, one of these types of study de-
signs cannot be replaced by the other without signifi-
cant loss of relevant empirical information.

However, hitherto only a few studies have been
published in the field of research on adult leukaemia
patients. As in other forms of cancer, results are
complex, for example with regard to quality of life.
Summing up, it can be concluded that having leu-
kaemia leads to an existential insecurity which ex-
presses itself at times in seemingly irrational forms of
coping that are of high subjective evidence for the
patients themselves, and which are influenced by the
patients’ life stories rather than by medical explana-
tions (Friis, Elverdam, & Schmidt, 2003, 2005;
Koenigsmann, Koehler, Franke, & Frommer, 2006a;
Koenigsmann, Koehler, Regner, Franke, & From-
mer, 2006b).

While some studies address psychosocial variables
in relation to the disease’s progress (Tschuschke et
al., 2001), the focus of our study lies on the survivors’
psychosocial adaptation including integration of dis-
ease-related experiences as part of their autobio-
graphical narration. The clinical significance of this
biographical grounding comes into view through the
determining function of subjective illness concepts in
psychotherapy with cancer patients. One type of sur-
vivors’ subjective adaptation is the so-called trajecto-
ry of suffering (TOS) from the disease. TOS is a mi-

crosociological concept that can be used for empiri-
cal research on how cancer patients adapt to the
mental shock situation after diagnosis. Process struc-
tures in general are mental ordering principles of life
history. Schiitze differentiates four elementary pro-
cess structures: (1) institutional expectation pattern of
the life course, (2) biographical action schemes, (3)
creative metamorphoses of biographical identity, and
(4) TOS (Riemann & Schiitze, 1991; Schiitze, 1981,
2007a, 2007b). According to Schiitze TOS is one of
the process structures of human biography and is de-
fined as sequences of events and activities that arise
and which cannot be grasped in terms of intentional
actions or controlled by them. TOS is characterised
by being no longer able to organise one’s own life in
an active way (Betts, Griffiths, Schiitze, & Straus,
2007). TOS allows the systematic description of the
processes involved in a stepwise loss of social nor-
mality towards a situation of anomie, which means
“normlessness” in terms of the breakdown of social
bonds between an individual and his community, in-
cluding fragmentation of social and personal identi-
ty, and rejection of self-regulatory values.

The aim of our study is to examine the concept of
TOS, exemplified with the life-threatening experi-
ence of suffering from acute leukaemia in terms of
biographical grounded coping processes. Under this
perspective our interest is situated in the recognition
of the coping strategies of the study participants, in
particular what types of thoughts, feelings and fanta-
sies have occurred, and which of these ideas were felt
to be helpful to escape the fatal “from-bad-to-worse”
dynamics of the leukaemia TOS, and to regain con-
trol and self-confidence. Using a qualitative ap-
proach, based on autobiographical narrations of leu-
kaemia survivors, we will challenge whether the di-
chotomic distinction between the problem-oriented
and emotion-driven strategies currently used in cop-
ing research are sufficient to grasp all relevant pro-
cesses dealing with the integration of the disease into
the life story of cancer survivors.

Material

Participants

The current study investigates the life stories of 17
acute leukaemia survivors (8 male, 9 female). The
age range was from 24 to 73. According to Kornblith
(1998), survivors of acute leukaemia have neither
been sick nor undergone treatment for at least one
year. Following this definition, people who had had
no treatment for a minimum of one year were in-
cluded in the study. All participants underwent writ-
ten and informed consent as approved by the Inter-
nal Review Board. They were recruited by the De-
partment of Haematology and Oncology at the Uni-
versity Hospital of Magdeburg. The first author of
this paper conducted all interviews.



Table 1. Age, socio-demographic data and length of interview
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Interview
Nr ID Age Sex Education (highest degree) Current profession length
’ (in min.)

1 001-UE 58 Female Technical School Early retiree 80

2 002-UE 25 Female Secondary Modern Diploma Unemployed 144

3 003-UE 64 Female 8th Grade Pensioner 57

4 004-UE 63 Female 8th Grade Pensioner 70

5 005-UE 25 Female Secondary Modern Diploma Telephone operator 118

6 006-UE 54 Female Technical School Company group-manager 140

7 007-UE 41 Female 10th Grade Office worker - Police 160

8 008-UE 71 Male 8th Grade Pensioner 119

9 009-UE 61 Male 8th Grade Taxi driver 53

10 010-UE 43 Male 9th Grade Building worker 63

11 011-UE 25 Female Advanced Technical Certificate =~ Unemployed 99

12 012-UE 24 Male Secondary Modern Diploma Apprentice 102
13 013-UE 73 Female 8th Grade Pensioner 127
14 014-UE 51 Male 10th Grade Early retiree 145
15 015-UE 39 Male 10th Grade Unemployed 116
16 016-UE 64 Male 8th Grade Retiree 176
17 017-UE 50 Male 8th Grade Long-distance truck driver 157

Depiction and analysis of autobiographical
narrative interviews

We conducted autobiographical narrative interviews
(ANT), which were recorded on tape with the partic-
ipants’ informed consent and transcribed according
to guidelines developed by Mergenthaler and Stinson
(1992). In contrast with quantitative research or fully
structured interviews, the narrative interview ap-
proach allows the participants to openly describe and
explain their thoughts and emotions and permits our
multidisciplinary working group the best possible
search for variability and different phenomena of the
above research subject.

All names and locations were anonymised through
pseudonyms. Speech dialects are depicted, to make
the background of the lived-in world clear.

Each ANI begins with an open invitation to the
participant to tell her or his life history (e.g., “Please
tell me your life story. You can take all the time that
you need. I will listen to you and make some notes
for myself”). This invitation is oriented to the partic-
ipant’s autobiographical memory and designed to
generate an autobiographical narrative. The partici-
pant’s extempore narration constitutes an unplanned
spontaneous narrative, which is not influenced by
previous preparation; it dismisses “the standardised
version” of a repeatedly told story.

The very low level of structuring of ANI facilitates
the reproduction of the inner form of the partici-
pant’s sedimentation of experience with respect to
occurrences in the life course. The participant indi-
cates the end of the narrative by a so-called “narra-
tive coda” (e.g., “That’s all”). This signals to the re-
searcher that he can start with the narrative ques-
tioning part. The interviewer prods the participant

to repeat vague or even unclear aspects of the con-
catenation of events and to dwell on topics just allud-
ed to but not further developed. The researcher can
also formulate questions of research interest not
touched in the main story line of the participant (e.g.
“Seen from today’s perspective: How did you experi-
ence yourself as a patient in the hospital?” or “Were
there moments during the illness in which you were
highly uncertain and no longer knew what to do
next?”). And then further questioning follows.

The data analysis was carried out along the pro-
posed rules by Schiitze (1981, 20074, b). Relevant as-
pects of quality criteria were published elsewhere
(Steinke, 2004).

The ANI analysis differentiates between single case
analysis and cross-case analysis. Through the single
case analysis (steps are description of content, analysis
of text type, and so-called analytical abstraction), pro-
visional categories are developed (e. g., dealing with
feelings, own theories of aetiology, previous experi-
ence of illness). With the evaluation of additional in-
terviews in the cross-case analysis, the established cat-
egories can be verified, complemented and new con-
nections deduced in the empirical data involved. Fi-
nally, the common patterns of social and biographical
processes identified are integrated into a theoretical
model. During the research process interviews and
findings were presented and critically discussed itera-
tively at periodic meetings of the research team.

Results

The presentation of the results is structured accord-
ing to two main exploratory aspects: First, how acute
leukaemia triggers TOS and how those TOS can be
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characterised; and secondly, how individuals handle
the shock and trauma of being threatened by death
and manage to return to normal daily life. This en-
closes the question of which feelings, experiences,
ideas and fantasies the patients subjectively found to
be helpful to cope with the TOS.

Entering the trajectory of suffering:
First symptoms and diagnosis

We first address the unfolding of the life-threatening
leukaemia TOS: All participants suffered from un-
specific symptoms and/or suspicious blood tests be-
fore the diagnosis of acute leukaemia was executed;
e. g. Mr *Hasel described that he felt “weak,” as
though coming down with a cold. Following this in-
terpretation of the symptoms, he took a bath. He
“passed out,” and regained consciousness in hospital.
The family doctor, notified of Mr *Hasel’s collapse,
referred him to hospital, where “they found it out.”

The quote from the interview with Ms *Birke
shows how the announcement of the diagnosis can
lead to an abrupt fragmentation, loss of control and
psychic traumatisation through the disease:

Said to me, “yep: you have leukaemia” I think man,
another one, another slap in the face, yeah, that’s leu-
kaemia! Great! I think “no, that’s enough”, then I
stood up, “Ms *Birke, I'm not finished yet”, I said
“leave me alone, just leave me alone”, [...] I started to
cry, but I didn’t care, okay? “What’s the matter?” I said
“Leave me alone! Don’t touch me!” She said “you don’t
have to be so aggressive”, I said “I'm not aggressive,
I'm calmness itself just don’t touch me”.

For Ms *Birke, the diagnosis appears abstract, un-
real and cannot at first be completely taken in. At the
same time, the instability of the actual illness situa-
tion makes quick medical action imperative; the
prognosis worsens with every day without treatment.
Between the diagnosis and the start of therapy, par-
ticipants are given almost no time to realise what is
happening or to converse and reflect about it with
their families. They often enter the hospital with the
apparently harmless symptoms of a common cold.
Once there, they suddenly become seriously ill indi-
viduals in a completely foreign environment. During
the first cycle of therapy, they start to begin to under-
stand gradually by step their life-threatening situation:

I just turned off and thought, who knows what’s going
to come, maybe it’s all over, the thought comes auto-
matically [...]. After seven days, after I got Chemo, af-
ter seven days my hair fell out, all my hair, and I really
noticed how weak I was [...]. After the first Chemo I
had a [...] phase, I was allowed to go home for eight
days. I felt so bad I thought, “when the second time is as
bad as that I'm gonna slit my wrists!”. I couldn’t take it
anymore, I was just worn out [...]. I just kep’ thinking,
“are you gonna make it? Or not?” (Mr *Fichte).

This text passage also clearly shows the burden of
therapy side effects on the participant. It shows that
the interviewee feels that he would rather die than go
through such a torture again. The examples of Ms
*Birke and Mr *Fichte show how the leukaemia TOS
becomes the dominating process structure of their
autobiographical narration. The diagnosis pulls them
out of their everyday life (from healthy, strong and
with plans for the future to seriously ill, weak and
facing death) and thus suspends their action compe-
tences. The severe side effects of the therapy intensi-
fy the leukaemia TOS development. Their own body
becomes estranged and is perceived as a threat (Hef-
feron, Grealy, & Mutrie, 2010). Subsequently, Ms
*Birke and Mr *Fichte behave in a reactive manner
and feel directed by external circumstances. Influenc-
ing the further development by one’s own efforts is
not imaginable for them, their orientation in life be-
comes increasingly despondent (Betts et al., 2007;
Riemann & Schiitze, 1991). These all-overshadowing
events lead to the situation where the study partici-
pants lose trust in themselves and the helpful rela-
tionship with their partners. Some of them develop
fantasies about choosing suicide over painful thera-
py, view themselves as incapable of everyday actions,
and feel as if they are non-reliable from their part-
ners’ perspective. In addition, they feel incapable of
engaging in social relationships or taking care of
themselves. They mistrust their own abilities, oscil-
lating between denial of their factual situation and
feelings of hopelessness.

Coping with trajectory of suffering

The inability to act in everyday affairs and in the
framework of longer lasting biographical provisions,
and the feeling of being a stranger to oneself as well
as to one’s social and spiritual environment force the
participants to radically redefine their life situation.
Among all participants of our study, there is a dis-
crete moment identifiable in the interviews where
the situation changes again after the climax of the
TOS development. From this point onwards, they
begin to attempt to defend themselves against
death’s grasp and exert control over their trajectory.
Impulses to cope with the leukaemia TOS can be fa-
vourably influenced by felicitous events or experi-
ences or by compassionate and helpful individuals
and their actions. This special kind of survivor’s cop-
ing by a reflective entering one’s own illness story
helps the participants to adjust to their illness and
develop new perspectives.

According to our research interest, we focussed on
those parts of the interviews, in which the survivors
felt in the phase of suffering most and tell what
helped them find their way back into normal life.
The quotations presented from the interviews are
examples. For each category one quote was selected
which suited best to the respective category.



Personal meaningful nourishments (Mr *Fichte,
Mr *Tanne, Mrs *Esche, Ms *Eiche). One of the
categories we identified is the participant’s focus on
specific nourishments. Although dietary advice is
given by physicians in order not to jeopardise the
successes in treatment (Denmark-Wahnefried, Aziz,
Rowland, & Pinto, 2005), for example not to eat un-
washed and unpeeled fruit, we could observe that
certain food was of particular importance for the
study participants. One reason might be that the par-
ticipants could exercise control over this aspect of
their situation, while doctors and nurses determined
and controlled most other daily life processes. Nour-
ishment thus represents a comforting experience of
regaining action capacity and everyday normality.
Moreover, feeding seems to be an opportunity to
strengthen the weakened and diseased body. By this,
the participants felt like active protagonists in the
healing process. Thirdly, feeding the participant was
a way for the relatives to express their care, sympathy
and concern. Fourthly, the interviewees experienced
homemade food as something from outside the hos-
pital world, and thus saw it as an almost magic source
of providing healing power. The following quotation
shows this topic exemplified by a conflict between
Mr *Fichte and his doctor regarding autonomy, rep-
resented by an egg from the henhouse of the inter-
viewee’s home:

I had no appetite, so I said “ya know what, when you
come, then you bring a whisked egg, with sugar,
whisked” and I drank that [...]. And one time the doc-
tor, he came to me and said “what’s that you’re drink-
ing?” I said “Doctor, raw egg,” “My, my, you're not al-
lowed to do that,” “why not?,” “there could be salmo-
nella in it, I said ‘there ain’t any,” said “my chickens at
home are all healthy, we don’t have salmonella,” “you
don’t know that, uh, you didn’t know about your own
illness either,” I said “our animals are vaccinated [...]
there’s nothin’ in there, don’t worry” and I kept doing
that and it was good for me, wasn’t it? Cause it’s

healthy, isn’t it?

This illustrates the participant’s fundamental con-
viction that his own ecological niche at home con-
tains the way to cope with his illness. For the doctor,
a raw egg is dangerous and detrimental as it can
cause salmonella. However, Mr *Fichte is firmly con-
vinced that an egg from his own chicken can help
him to regain health. From his point of view, a body
weakened by chemotherapy regains strength through
healthy, domestic products. This conviction allows
him to regain a certain feeling of mental and emo-
tional control over the illness’s progression and his
own body. In terms of the types provided by Lazarus
and Folkman (1984), this category is mainly about
problem-focused coping, in particular representing a
suitable strategy for physical strengthening. Howev-
er, the assignment to this type of coping is not com-
pletely satisfactory, because personal meaningful
nourishments are indeed subjectively problem-
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oriented, but not from the objective perspective of
the medical staff. Thus, emotional and irrational as-
pects are essential, too.

Challenging experiences with significant others
(Mrs *Erle, Mr *Lirche, Mr *Ulme, Mrs *Linde).
Another category derived inductively from the narra-
tions captures the tendency of significant others to
shape interpersonal conflicts and thus to provoke ex-
periences that act as revelations. Those struggles can
exert a formative influence on the leukaemia sufferers.
The study participants evaluated those experiences in
the interview, as the following example depicts.

Mrs *Erle, like many others, was not allowed to eat
all kinds of food. For fear of making a mistake, she
asked one of the nurses if she could eat a tangerine.
Mrs *Erle had what she called a “really stupid experi-
ence” with the nurse. The occurrence made her so
indignant that she felt compelled to fight against her
illness.

[...] so I asked the nurse if I could maybe eat a [...] tan-
gerine and she said to me “T'd eat it if I were you, you
never know how long you’ll be able to,” I thought,
“what’s her problem? She must be crazy” and I said,
“I'm gonna get well here!,” and so I thought, “just for
that 'm not [...] gonna eat it at all! [....] 'm gonna eat
it later, cause there’s gonna be a later,” I knew I'd make
it, deep inside! Not always in my head, but inside, I like
protested inside, how could she say something like that
to someone with cancer, “you don’t know how long
you’ll be able to do that.”

Mrs* Erle reacts angrily. She is bewildered about the
non-empathic utterances of the nurse. What follows are
her remarks on the development of resistance and
fighting spirit (Grulke & Bailer, 2007) against the dis-
ease. In our interpretation, her anger seems to be not
only an additional burden, but also a challenge, helping
her to conceptualise ideas to recover from her leukae-
mia in order to show the nurse, that she will be able to
enjoy tangerines in the future, too. The example
shows that interpersonal struggles and conflicts can
help the patient to resist leukaemia and thus help to
solve the problem of health threat. In addition to these
problem-focussed aspects in terms of Lazarus and
Folkman emotional aspects play an important role,
too, because having arguments often is triggered by
emotions like anger, anxiety, or desperation.

Courage to persevere (Ms *Linde, Mrs *Ahorn,
Mr *Pappel, Mr *Kastanie). The third category we
have found is already described in the coping litera-
ture on fighting spirit (Grulke & Bailer, 2007). De-
spite the fact that Ms *Linde is aware that medical
treatment plays a major role in the success of healing,
she is convinced that if she believes in herself and has
the courage to face the challenges of the disease, her
chance of healing will increase essentially. Comple-
mentarily she supposes that if she gives up, she will
lose the fight against the disease:
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But I said to myself, that’s the only way you can maybe
make it, if you don’t think about it all the time and, uh,
when you keep your guts, and I heard, it doesn’t just de-
pend on doctors, uh, whether you get better, they’ve got
a lot to do with it of course, maybe the most important
part, but it depends on yourself, too. That you get up the
courage to fight, and that’s what I tried to do.

Similar to the two categories above, this category
represents problem-focused aspects as well as emo-
tion-focussed ones. On the one hand, the interview-
ees told that it helped them to conceptualise leukae-
mia as a problem that could be solved by their own
will and efforts. On the other hand, it is overt from
an objective perspective that these feelings occurred
in situations characterised by a maximum of help-
lessness, powerlessness, and surrender.

Family Support (Mr *Hasel, Ms *Kiefer, Mr
*Weide, Mrs *Esche). As known from studies on
family support and social support, interpersonal rela-
tionships play a significant role in coping behavior
(Given, Given, & Kozachik, 2001). Family support
does not only provide important assistance for the
participant throughout the entire course of therapy, it
also acts as a link to the outside world and thus presents
a kind of communicative normality between the se-
cluded participant and the “healthy” world of normal
everyday affairs outside. However, not only does the
family care about and show concern for the participant,
she or he is in turn concerned about the family’s wel-
fare, how it manages on a daily basis and suffers from
her or his absence. This is especially true when the fami-
ly’s existence depends on the patient’s health. Mr *Hasel
owns a taxi business into which he pours great energy to
develop and therefore does not want to abandon. His
efforts to keep his business going strengthened him:

We’re not gonna let ourselves down! that’s what dis-
tracts you a little and when you achieve something you
get stronger [...]. If you fight for something a long time
then you don’t give it up so easily [...] that’s what I
thought, see, the will, “it’s gotta go on” and I wanted to be
independent, that was probably what kept me going, and
I'was ambitious, see?!—up ‘til, you could say up ‘til now.

As the small taxi company was a family business,
Mr *Hasel was able to rely on his wife during his ill-
ness. She managed the company during his absence
(“was busy, had to run the business, you know”).
This example not only reveals the importance of his
family’s economic existence to Mr *Hasel, but also
the enormous challenges which had to be met by the
family. Both aspects confirm the mental and emo-
tional importance of a stable family environment for
coping with leukaemia TOS. Hence, according to
our view and to the proposed definition by Lazarus
and Folkman, this category can rather be assigned to
emotion-focused coping, because feelings of being
part of a healthy and positively developing whole are
the core of the text passages assigned to it.

Dramatic family events (Mrs *Buche, Mrs
*Eibe). An additional category found to be crucial in
the narratives has to do with incisive family events
during the illness that influence the participant to re-
define their current life situation. Such an event is
exemplified by the tragic death of Mrs *Buche’s
grandchild, an event she described as one of many
“strokes of fate:”

anyway, I sat down on my bed, all of the sudden the
door opened and black—six figures dressed in black
came in [..] and my grandchild, he flung himself
around my neck and said “grandma, my brother is
dead” [...] now that was a shock! I lay down on my bed
and put my head under the covers I—I couldn’t believe
it [...]. Everything was just terrible and then I wasn’t al-
lowed to go to the funeral, they didn’t let me [...] that
time when that was going on with my grandchild, this
and that, “why *M? why not me?” It was really bitter.

Through the loss of her beloved grandchild, the se-
riousness of Mrs *Buche’s own illness receded into
the background, and the ill fate and loss of a young
family member took precedence over everything else.
The situation was aggravated by the fact that Mrs
*Buche was too ill to take her leave of her grandchild
at the graveside. In addition, her severe suffering is
intensified by her mental and emotional comparison
of the disproportion in her and her grandchild’s life
expectancy. Her utterances gain transcendental over-
tones of theodicy: Why can there be the obvious in-
justice to let the child die and the grandmother live?
From Mrs *Buche’s lengthy description of her rela-
tionship to the deceased (weekly cemetery visits,
conversations with the deceased at the grave, refusal
to wear mourning), and visiting the grave, can be in-
terpreted as symbolizing these questions. She feels
she has a legacy and responsibility to live, handed
down to her by her beloved family member who had
to die so very early.

The case with Mrs *Eibe was something different.
She told of a happy event in their family: the birth of
her grandchild. Because the grandchild is not allowed
to visit Mrs *Eibe in hospital, for her it became cru-
cial to be healthy so that she can embrace her grand-
child. Although both the examples presented of dra-
matic family events are completely opposing, they
showed that good fortune as well as great tragedy
could have the effect of changing the focus from be-
ing suffering from an sinister, unswayable and dan-
gerous disease to other significant and touching life
events. In our view this category could be rather as-
signed to emotion-focused coping in the sense of
Lazarus and Folkman.

Dreams (Ms *Birke, Mr *Kastanie, Ms *Kiefer,
Mrs *Erle). Since Freud’s Interpretation of Dreams
(Freud, 1900), dreams are often regarded as symboli-
cally meaningful occurrences: as revealing definitions
of a deeper sense of the current life situation or as
prophecies. Accordingly, they can have effects on the



dreamer and can influence her or his actions. The
most dramatic dreams reported in our study were
those described by Ms *Birke. Her dream could be
identified as a trigger of a specific coping strategy
and was characterised by a high degree of details. She
dreamed in a situation of suffering from severe side
effects and losing the will to survive at the beginning
of therapy because of a fungal infection:

[...] so I thought, I just don’t want to anymore! I
thought, I don’t want to wake up in the morning, I
thought to myself, that went through my head, I
couldn’t say anything because of the fungus every-
where, I don’t want! to get up! anymore! don’t wake
up anymore.

During this period, Ms *Birke dreamt of entering
the basement of a house situated in a dark forest.
There she met black-clad schoolchildren with smooth
black hair and nothing but black eyes in their faces. A
woman who looked similar to the children screamed,
“Catch her.” In panic, the dreamer ran away into the
forest, followed by these eerie creatures. Yet:

They got me anyway! They got me! Those hussies! All
of them on top of me! And then I, I pushed them all
away! And got up, and in that second I woke up [...] I
was really loud, in the room [...] that dream! It was
horrible, I was sweating non-stop!

In this situation Ms *Birke reported her dream to a
nurse who interpreted it as both the cancer’s attack
on Ms *Birke and her defence against this attack.
The interviewee told that she could identify with this
interpretation of the nurse and remembered her
mother’s “prophetic” words:

[...] “you’ve got to fight, fight, fight” [....] “how am I
supposed to do that?” Well? “Well! I can’t tell you
how! You'll learn it” and then I had that dream, right?
Then I knew what fighting was!

Unlike, for example, the case of a broken leg, most
leukaemia patients cannot pinpoint the origin and
circumscriptive locus of their disease. Because of the
complex haematological pathophysiology and the
quasi-invisibility of the disease their assumptions are
vague, unclear, and without concreteness. The capac-
ity to dream allows concretizing both threats and
healing fantasies emanating from this situation. Her
dream helped Ms *Birke to regain belief in her own
healing powers. Her ability to thrust back cancer
within the finite province of the dream meant for her
that she would also be able to take up the battle in
reality, and that she would be able to take control
over her life and not allow cancer to determine it. In
order not to deviate from the new course of action,
she sought diversion through contact with her peers:

[...] and then I sort of blocked everything out, took
care of the others and then I felt better [...] I always
had someone to talk to [...] and I was never really fully
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conscious of my sickness, I didn’t give a damn, I didn’t
care about it, you gotta make it, [...] and go home, call
ita day.

In some interviews, dreams were reported as oc-
curring during the first weeks of therapy or following
a traumatic experience, such as the sudden death of a
fellow patient as Mr *Kastanie says, for example, or a
painful medical procedure (injection, Ms *Kiefer) re-
spectively an unpleasant remark from one of the hos-
pital employees (Mrs *Erle). Such experiences, indi-
rectly or in a veiled manner, seemed to remind the
study participants of their own proximity to death.

The categories identified show aspects of both
problem-focused and emotion-focused coping strat-
egies. The category Dreams illustrates best the diffi-
culties to assign these categories exhaustively to one
of these types or the other. On the one hand dream-
ing encloses the handling and solving of conflicts and
problems in a virtual space; on the other hand,
dreams are an effective possibility to express feelings
and concerns—even those which are suppressed
when people are awake.

Discussion

The aim of our study was to conceptualise leukaemia
survivors’ coping processes using the micro-
sociological concept of TOS. The results show firstly,
that coping processes are determined by biographical
predefined subjective illness concepts about cancer.
These concepts are related to biographical experi-
ences in everyday life before cancer diagnosis espe-
cially those dealing with critical episodes. Secondly,
cancer survivors undergo their own, subjective can-
cer experience, high impact and everlasting “like an
old handbag. It is sometimes visible or not, some-
times you seem to forget where it is, but this fear,
your handbag, you will never lose it. It stays with you
for a lifetime.”" As a consequence of our study we as-
sume that not only in cases with negative prognosis,
but also in cases with complete remission, the experi-
ences related to leukaemia remain a dominant and
persistent threat that overshadows the whole future
life of the affected persons.

The participants in our study showed different
coping strategies as a reaction against the vicious cir-
cle of losing their psychic balance triggered by leu-
kaemia: Personal meaningful nourishments represent
an area where participants could feel themselves to
be agents. Although their fate lies in the doctor’s
hands, and they must be able to rely on the doctor’s
competence, consumption of special nourishment
not only offers a feeling of well-being but also of ac-
tively contributing to one’s own healing. Dreams and
challenging experiences with significant others con-
front the survivor with the possibility of her or his

' Quotation from a leukaemia patient not included in this study.
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own death. Realising the high probability of a fatal
outcome galvanises them and triggers a combative
stance against the disease. Family support, dramatic
family events and the participant’s courage to persevere
help them to relinquish day-to-day worries and con-
centrate on the healing process.

Although all participants survived their disease,
leukaemia still took up a predominant position in
their autobiographical narratives. This is most evi-
dent in the fact that they mentioned the period be-
fore falling ill with acute leukaemia only briefly,
whereas they presented occurrences from the time of
the diagnosis in detail and partly with verbatim doc-
tor-patient conversation quotations. Moreover,
hardly any study participant was able to recount her
or his biography in chronological order. In most cas-
es, events related with leukaemia were predominant-
ly told. All this leads to the assumption that none of
the participants was fully able to integrate the disease
into their biography up to the time of the interview.
Acute leukaemia is therefore still a dark shadow over
the lives of all study participants, regardless of how
long the treatment has been over, or whether the
survivors were male or female. One of the reasons
may be that the risk of relapse was not entirely ex-
cluded at the time of the interview.

Even after the end of treatment, leukaemia is an
important biographical topic in our interviews. This
becomes evident from reports showing that after-
care consultations lead to re-traumatising experienc-
es (Schmitt, Singer, & Schwarz, 2003). Thus, cancer
is not psychic trauma of limited duration. The cancer
sufferers interviewed in our study, even though they
were cured from a medical point of view, did not
completely reach the posttraumatic stage (Cordova,
2008). Enduring posttraumatic stress was caused by
the “serious current threat” (Ehlers & Clark, 2000)
the study participants had to cope with. However,
indications of posttraumatic growth, as described by
Hefferon et al. (2010) can be detected especially
among the female participants by applying the body
as a kind of tool or barometer in terms of being expe-
rienced and competent to indicate positive versus
negative states of the whole self.

We identified emotion-focused and problem-
focused coping strategies in both women and men.
The results, however, tentatively indicate that wom-
en could be more prone to emotional coping, while
men could be more prone to problem-orientation.
Differences between the sexes, such as conscious and
healthier lifestyles for women and recovery of physi-
cal strength for men, were found. Woman and men
share a strong desire for normalisation, and integra-
tion into everyday life, and the desire for distance
from the hospital atmosphere. The regular after-care
for women and men involves both stressors as well as
calming measures to check their health.

Studies conducted by other authors confirm our
results regarding the mediating role of biography-
related factors and patients’ self-concept for coping

with illness (Xuereb & Dunlop, 2003). Recurring ap-
praisals of personal meaning of life, attitudes toward
death, re-evaluation of life goals, and integration of
stressful events into a coherent autobiography be-
come significant concerns during the course of a life-
threatening illness (Vehling et al,, 2011). In discuss-
ing these results many authors (e.g., Snyder &
Dinhoff, 1999) follow the model of Lazarus and
Folkman (1984). According to their definition, cop-
ing is a constantly changing cognitive and behavioral
effort in order to manage specific demands. These
efforts can demand or exceed the capabilities of the
particular person to a certain extent. In this context
Lazarus and Folkman regard coping as functional
behaviour. Thereby they differentiate between prob-
lem-focused and emotion-oriented coping. Problem-
focused coping involves the active solution of the
particular problem or the encumbering situation,
whereas emotional coping aims at modulation or
avoidance of particular emotions. The point in doing
so is to change the condition perceived as burden-
some and to alleviate stress emotions (e.g., fear or
depression). In addition to Lazarus and Folkman’s
comprehension of coping as functional behaviour,
Koehler et al. (2009) focus on the essential coherence
between patients’ subjective concepts of illness and cop-
ing with illness. The particular concepts of illness lead
to specific defence strategies and coping behaviour
styles. All these coping efforts should be understood as
biographical grounded conscious and unconscious
regulation efforts (Koehler, Dogan, Koehler, Heine, &
Frommer, 2011a; Koehler et al,, 2011b).

According to Lazarus and Folkman’s classification
of problem-focused and emotion-focused coping
strategies, the six categories that were found can be
assigned as follows: “meaningful personal nourish-
ments,” “challenging experiences with significant
others” and “courage to persevere” might be assigned
to problem-focused coping because they provide the
means of active influencing the physiological treat-
ment as well as mental recovery. They counteract to
the weakening of the body by chemotherapy and the
resulting threat of self-abandonment. The categories
“family support” and “dramatic family events” are
closer to emotion-focused coping strategies. They
provide a part in everyday life and a substitute for the
concern about oneself. No category found can be un-
ambiguously assigned to problem-focused or the emo-
tional group of coping styles, because both rational
and emotional aspects are relevant throughout.

The category “dreams” has been identified as an
important resource for our participants. Problem-
focused and emotional aspects might have a certain
meaning in producing dreams, but they are subordi-
nate. Thus, this category shows best that coping is
not only triggered by rational and/or emotional mo-
tifs, but also by other forces. We propose to name
this kind of coping behaviour the creative one.
Dreams can be the basis for a problem-focused as
well as an emotional coping, like every other subjec-



tive representation, too. Moreover, dreams demon-
strate that creative acts can be a coping resource
themselves. In our definition: Creative phenomena
(e.g., dreams) refer to a mental activity in which the
person is not directly dealing with the problem and
not trying to change emotions. Rather, a person uses
it to obtain a vital subjective regulation (e.g., positive
feelings or impulses for action regulation). Dreams
and other creative activities (e.g., singing, dancing)
can be a starting basis or stimulus for following sen-
sations or events. Moreover, through the dreamer’s
interpretation of his dreams, dreams gain a function-
al character.

Participants were recruited through psycho-
oncology services and knew the focus of the study to
be leukaemia, so one of the limitations of the study is
a presumption through the recruiting process. Alt-
hough participants were asked to give an unselective
account of their entire biography, a deliberate selec-
tion of leukaemia-connected themes cannot be ex-
cluded. Another limitation could be the small sample
compared to the age ranging from 24 to 73. Fur-
thermore, no distinction has been made between
acute myeloid leukaemia (AML) and acute lympho-
blastic leukaemia (ALL). Instead, both were sub-
sumed under the term acute leukaemia. AML as well
as the ALL were assessed as potentially fatal diseases
with similar coping efforts. Lastly, the wide span of
one to ten years after treatment could be regarded as
a limitation. Nevertheless, similarities emerged be-
tween the narrations of participants whose end of
treatment had been only a few years ago and of those
lying ten years in the past.

In summary, our main concern was to point atten-
tion to cancer survivors’ mental regulation, taking
account of their biographically grounded coping pro-
cesses by use of the autobiographical narrative
method. Due to the possibility that ANT allows for
freely telling the life stories of our research partici-
pants, we gained an innovative and deep insight into
the biography and the life-threatening experience of
suffering from acute leukaemia. This and the sys-
tematic comparison of survivors’ coping efforts allow
a detailed understanding of the biographical ground-
ing of their strategies.

Finally, we would like to summarize for daily clini-
cal practice. Our results imply for clinical practice
that successful coping strategies not only develop
based on objectives, but also on subjective evaluation
mechanisms (Koehler et al., 2009). Nourishment for
example is not known for an objective support of on-
cological healing processes (Gardner et al., 2008).
Nonetheless, from patients’ perspectives it can be a
plausible coping strategy to influence the treatment
course and quality of life. It must be taken into ac-
count by oncologists that the patients’ preferences
for treatment, the patients’ compliance and their
coping strategies are affected by their subjective con-
cepts of illness (Koehler et al., 2009). Because survi-
vors’ respect and fear of cancer is stable over time in
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view of their remission status, it is vital that the med-
ical staff should recognize and discuss the individual
needs, ideas and feelings of the persons affected. Ear-
ly identification of survivors’ subjective perceptions
of the cancer experience might improve quality of
life (Smith et al., 2011). The findings may also be in-
tegrated in medical and psycho-oncological training.
Especially the aspect of creativity should be involved
in psychotherapeutical interventions.
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