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The significance of cultural norms and clinical logics for the perception of
possible relapse in rural Northern Norway — sensing symptoms of cancer
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ABSTRACT

Little is known about the process from experiencing indeterminate bodily sensations to perceiving them as possible symptoms of
cancer relapse. We explore how such processes are related to local values and to clinical practice in rural Northern Norway. One-year
ethnographic fieldwork was conducted in a coastal village involving ten key participants residing in the village who had undergone
cancer treatment from six months to five years earlier. The village has instability in primary health care staffing, which influences how
and when indeterminate bodily sensations are presented to shifting GPs. The participants feel that they have to present clear symptoms,
so they hesitate to see the doctor for such bodily sensations. Moreover, the personal evaluation of bodily sensations is embedded in
local values in the village. Core values are to contribute to the common good, not be a burden, be positive and avoid focusing on difficult
things. Participants’ inner dialogues with co-villagers and health personnel lead to not sharing concerns about bodily sensations, even
though they might be symptoms of relapse. We suggest a rethinking and relocation of Hay’s analysis of social legitimation in sense-to-
symptom processes in order to grasp the experiences of cancer in rural Northern Norway.

Introduction

Laila (study participant - personal communication. All
names were changed): If I 've got high blood pressure or
my foot hurts, I think of cancer. [...] So it kind of...am [
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not very fit, or...I mean, the first thing you think of is that
it’s the illness coming back, isn't it?

Most people who have experienced cancer know that
it is not a temporary disease. It can mark one’s life also
after therapy in the form of a great variety of physical,
mental and societal difficulties. Bodily sensations may en-
dure and influence the everyday activities of someone
who has had cancer. They can suffer from cognitive lim-
itations, sleep problems, fatigue, pain and physical limi-
tations, which cannot easily be categorized as new
symptoms, late effects or discomfort connected to other
illnesses. The phase after cancer treatment is often marked
by worries about indeterminate bodily sensations, which
might be symptoms of possible relapse.!

Our experience of bodily sensations cannot be merely
explained physiologically, but should also be examined
as culturally embedded, and mediated by social practices
and symbolic systems of meaning.? Anthropologists have
developed analytical approaches to elaborate the cultural
and social meanings of sensations. Those mentioned
below are just a selection of those who deal with the sub-
ject. For example, Hinton, Howes and Kirmayer** show
how interpreters of sensations refer to specific sensation
schemas (which vary from society to society), to ideas
evoked by a sensation, mental imagery or/and memories,
so to emotion and cognition based circumstances, when
interpreting a sensation at a given moment.

Howes’ explores the relationship between sensory ex-
perience and cultural expression. He criticizes the exclu-
sion of sensuality from intellectual inquiry and reclaims
sensation as a fundamental domain of social theory.
Geurts® shows how the five-sense model (taste, sight,
touch, smell, hearing) is not generally applicable in all
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cultural contexts but rather how it is socially produced.
Hay’ develops a sense-to-symptom model, where she
draws on fieldwork from Lombok, Indonesia. She states
that /pJerceptional and interpretive decisions regarding
what sensations need to be attended to as potential symp-
toms may be the result of personal awareness of cultural
ideas about vulnerability, sensation duration, and inter-
ference with activities.” Hay argues that research has not
explored enough how people come to recognize a sensa-
tion as a symptom, and thereby become patients in the
health care system. Since then, further research has been
done to understand social processes of how bodily sensa-
tions are turned into symptoms, which has resulted in a
better understanding of illness.®!° Hay’s perspective has
been used to understand how U.S. veterans came to con-
ceptualize their post-trauma suffering as post-traumatic
stress  disorder,!! or in analyses of pre-cancer
processes.'>!* Brandner et al.'* used Hay’s analytical sug-
gestions to understand the social contexts of ovarian can-
cer patients’ pre-diagnostic illness experiences and
healthcare seeking. These authors show how the interpre-
tation of bodily sensations as symptoms related to a pos-
sible cancer diagnosis is embedded within a social and
cultural context. There is, however, a lack of research on
how people who live in the aftermath of cancer treatment
turn bodily sensations into symptoms. Analysis of how
cultural and social norms shape the experience and under-
standing of bodily sensations during a phase after cancer
treatment are scarce.'>'®Andersen, et al. 2010)

In Norway, between one-third and one-half of the pop-
ulation will be diagnosed with cancer at some point. One-
fifth eventually die from it.!” Cancer survival rates are
increasing in most cancer diagnoses in Norway and other
European countries.'® This means that the number of peo-
ple who live in the aftermath of cancer treatment is in-
creasing, and many live with uncertainty and continue to
worry about possible relapse.!*?° Many find that they are
seen by others as cured, instead of being identified as peo-
ple who are gradually transitioning from treatment to sur-
vivorship.?! This unclear status makes them face other
challenges than those of acute cancer patients or other ill-
ness groups, particularly in terms of processes of bodily
sensations turning into possible symptoms of the cancer
coming back.

The aim of this paper is to explore the sense-to-symp-
tom processes among people who have undergone cancer
treatment and are back to most aspects of their everyday
life, residing in a rural, coastal village with fewer than
3000 inhabitants in Finnmark, the northernmost county of
Norway (undisclosed due to anonymity). The analytic
focus is on experiences with the primary health care sys-
tem and on shared values in the village. We assess
Cameron Hay’s (2008) definitions of sensation and symp-
tom as the most applicable ones for this article:

A sensation is embodied; it is felt experience. By con-
trast, a symptom is a constructed and socially informed
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cognitive interpretation that indexes but is not itself an
embodied sensation.”

Our argument is therefore inspired by Hay’s (2008)
work on understanding the social and cultural processes
involved in how sensations become symptoms.

Materials and Methods

This analysis builds on the overall project SenCancer
- Sensing illness in everyday life: Care-seeking and per-
ception of symptoms among cancer survivors, at the Uni-
versity of Tromsg, Norway. To be able to explore former
cancer patients’ sense-to-symptom processes, a qualitative
research design was chosen, and the first author conducted
one-year anthropological fieldwork in the North Norwe-
gian village. The village faces the open Barents Sea to the
north, and in the other directions partly hilly surroundings.
Winters are dark, very windy (often 10-20 m/s or more)
and snowy. The short summers are foggy and life in the
village is partly regulated by the extreme differences be-
tween summer and winter.

Most people in the village work in the service industry,
the secondary sector of the economy, or the local health
and care services. Even though the fishing industry has
diminished over the years, it is still considered the main
industry in the village.?? The village has a primary and
secondary school to 10th grade.

Due to the isolated geographic location and the two-
hour flight to the nearest hospital with an oncology de-
partment, people who live with cancer face challenges.
Flights are often delayed or cancelled, which makes ac-
cess to specialized health care unstable.

The first author was part of the everyday life and re-
lationships in the village for almost one year. Four men
and six women who lived in the aftermath of cancer ill-
ness and treatment were the core participants in the study.
The local general practitioner and the cancer nurse re-
cruited five participants, by asking a few of their patients
or former patients, if they would like to meet the first au-
thor and take part in the study. The first author recruited
three participants through acquaintances, and two through
an advertisement in the local newspaper. Those who
agreed to take part, were asked to sign an information let-
ter and a written consent.

The participants’ bodily experience of cancer started
either with a surprising diagnosis, or days, weeks or
months of uncertainty about something unusual in their
physiology. During fieldwork, they were all in processes
of resuming most aspects of everyday life, while still ex-
periencing insecurity and worries about possible relapse.
Nine had completed conventional cancer treatment. One
participant still had cancer, which was kept at bay by three
different radiotherapies at different points in time. The
timespan since treatment among the nine who had com-
pleted varied between three months and 10 years at study
start. The participants had different types of cancer, were
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between 41 and 82 years of age and had different career
backgrounds. They had varying experiences related to the
diagnosis and treatment, ranging from an uncomplicated
operation four years ago to the experience of relapse and
living with late effects of treatments. Four participants
were back to work, one had to reduce her workhours after
treatment and five were retired (Table 1).

The fieldwork involved biographical interviews and
monthly semi-structured interviews conducted with the
participants.?* The biographical interviews focused on
participants’ illness stories and took place early in the
fieldwork. These formed a basis for the monthly semi-
structured interviews. The monthly interviews included
questions about well-being, perceptions of bodily
changes, bodily sensations, and symptoms. Participants
were also asked about who was involved in their decisions
about seeking care, their encounters with the health sys-
tem, their reasons for choosing a particular care service
and how they evaluated the health care services. Combin-
ing these methodologies allowed us to gain access to the
participants’ lived experience of bodily sensations and
emotions in the phase after cancer treatment.

In February 2014, three days before the end of polar
night, the first author started fieldwork in the village. She
had already made a few advance contacts with staff of the
health care centre in December 2013, so that some people
expected her visit. Everyone knew everyone and her tran-
sition from being new in the village to meeting many ac-
quaintances while walking along the street went fast. While
going for walks in the village, joining friends, meeting reg-
ularly at a local café, chatting with people, singing in the
local choir, knitting in the knitting club, and playing in the
orchestra, she met both the participants and other inhabi-
tants in many settings both regularly and by chance.

Inhabitants expressed mixed feelings to the field-
worker about the lack of anonymity in the village. Some-
times they experienced the close-knit society as
comforting since it allowed people to care for each other,

Table 1. Overview informants-status 2014.

_ ~="

but sometimes it could be a strain that everyone is always
updated about one’s life.

As an example of an everyday social exchange, con-
sider a daily 11 am coffee at the only local café in the vil-
lage. The first author would sometimes join the participant
Ole, when he met with other male pensioners for this morn-
ing ritual. If any of the regulars in the group did not show
up, questions would be raised about their absence, as part
of exchange of news and opinions on a broad range of top-
ics, including cancer and health, death and illness among
the villagers. More personal sharing of one’s own illness
or worries was, however, not really part of the coffee talk.

The analysis of participants’ responses was guided by
questions like: How does this lack of anonymity, and the
experience that people talk and everybody knows about
one’s health and illness, influence bodily sensations and
the process from sense to symptom among people living
in the aftermath of cancer treatment in the village? How
do they communicate sensations which might be symp-
toms of the cancer coming back? What do they share with
co-villagers? How do they turn bodily sensations into
something that the general practitioner or specialist
should look into?

Ethical considerations

We refer to the Committee on Publication Ethics In-
ternational Standards for Authors** and confirm that our
manuscript meets the required publication ethics. Partic-
ipants provided informed consent and had the option to
withdraw from the project at any point. They were assured
that any information they provided would be treated with
confidentiality and de-identified. Thus, all participant
names have been changed. The community where the
study was conducted was small, and descriptions which
would reveal the identity of the informants were left out.

This project addresses the sensual, emotional and re-
lational aspects of the patients’ illness experiences. This
means that patients and their significant others were vul-

Name/sex Age Recruited through Occupation Diagnosis-year Civil situation/housing situation/children
Jan/male 62 Local health centre  Retired Lung-2011 Couple/lives most of the year by himself/2
Siri/female 42 Local health centre ~ Works fulltime Ovarian-2010 Couple/lives together with partner/0

Kari/female 50 Local health centre ~ Works fulltime

Breast-2010

Couple/lives together with youngest son/3

Ole/male 77 Local health centre  Retired

Prostate-2009

Single/lives by himself/2

Synneve/female 57 Local health centre ~ Works 50% part-time Colon-2002 | Lymph-2003

Couple/lives together with husband/2

Ines/female 57  Acquaintance Works fulltime

Breast-2013

Single/lives by herself/0

Bjorg/female 41 Local health centre ~ Works fulltime

Ovarian-2013

Couple/lives together with children and partner/2

Terje/male 82 Local health centre  Retired Colorectal -2014 Single/lives by himself/1

Gro/female 69 Local newspaper Retired Ovarian-2011 Single/lives by herself/0

Torleif/male 64 Local newspaper Retired (still not cured but kept at bay) Couple/lives together with partner/2
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nerable both during fieldwork and by being included in
the analysis. We believe special care and sensitivity was
needed to protect and respect the patients’ integrity
throughout the study. The research group worked specif-
ically on these issues during the study.

Before we started the project, it has been presented to
the Regional Committees for medical and health research
ethics (REK) and found not bound to be assessed as health
scientific project. It has also been reported to the Norwe-
gian Data Protection Authority.

Manoeuvring of sense-to-symptom processes

Contributions to the common good (not wanting to be a burden
to the healthcare system or others)

Bjerg: Do you go to the doctor if you have a bit of
a pain in your stomach for a couple of days? And then
it goes away. And the same with ovarian cancer: it
comes and goes [...]

I don 't go to the doctor because I 've just felt it for
two days. Then it turns out, after all, that I should have
gone several years ago when I felt those symptoms
coming and going. So it’s hard to work out when you
should go to the doctor, especially for me working in
health care, I don 't want to look like a hypochondriac.
After all, its my colleagues I'm going to. So to go
there and say, “Well, now its been like this and like
that” one month before my check-up down in Tromso
— that's hard. So it’s like I maybe should have gone,
but I'll wait till I get to Tromso because I don 't want
people to think I'm a hypochondriac.

In everyday talk, the term Aypochondriac is used for
persons who pretend to be sicker than they actually are.
In societies in which the understanding of illness is partly
guided by clinical concepts, such a person tends to be seen
as a burden, since she or he is taking up the doctors’ time
wastefully.® Bjorg’s statement shows her attempt to avoid
being seen as a hypochondriac. She feels responsible for
understanding her body, recognizing the reason for bodily
sensations that appear and making responsible health
choices. Bjerg is concerned about finding the right mo-
ment when she actually needs help, as she does not want
to make use of the health care system unnecessarily.

Based on fieldwork in a suburban middle-class neigh-
bourhood in Denmark, Offersen et al.?® show how...a
moral relation between the Danish welfare state and the
middle-class population is embodied in a responsibility
for individual health. They show how participants at-
tempt...to seek healthcare properly, i.e. by not burdening
the system with trivial matters and at the same by reacting
timely on symptoms and risks as a responsible person and
good citizen. In the Norwegian periphery, social differ-
ence is structured differently,?’ than that described by Of-
fersen et al.,”® and social difference is not the focus of our
study. However, the participants in the village express
similar concerns about being irresponsible or exaggerat-
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ing their symptoms and health, and they try to avoid being
a burden to others and the health care system.

Being concerned about being a burden can be con-
nected to not being able to live up to what is generally
morally accepted in the village. People value co-villagers
who care for the common good, participate in voluntary
work, care for others, and have a positive attitude. Being
anxious, concerned or hypochondriac can be experienced
as negations of these values and the participants tried to
avoid being associated with those attributes. The values can
be exemplified in the appreciation of participation in the
many dugnads in the village; these are voluntary and col-
lectively performed activities for the good of voluntary or-
ganizations or the village as a whole. The regular
participation in the cleaning up of the rubbish on the coast
line is considered as one of those important dugnad activi-
ties. Dugnad has developed from the need to work together
in groups to survive in traditional farming and fishing com-
munities. Nowadays people do not depend on dugnad to
survive in the Northern Norwegian coastal villages. The
modern dugnad blooms especially in rural Norway, and is
for instance arranged when buildings need to be repaired
Nobody is obliged to organize or participate in a dugnad,
but there is an implicit norm to get involved in it.?*% People
who for some reason do not participate risk being seen as
non-contributors to the common good.*® Further, people
who have a positive attitude, do not complain and do not
give in to hardships are valued. One should not be on sick
leave without good reason, and people find it demanding
to be asked about work and sick leave by co-villagers —
such a topic is to be avoided if possible.??

For many of the participants, the possible symptoms
of the cancer coming back could mean a setback practi-
cally and morally in terms of being unable to work, or
having to reduce one’s work and contribute less to other
areas of life, like family and voluntary obligations. Hav-
ing to see a specialist, which involves both a plane journey
and taking time off work, is experienced as a standard pro-
cedure but also complicated.

Positive attitude - how participants feel seen by others

Synneve: When you get one of those depressions,
well, it'’s not a depression...I'm not that kind of nega-
tive person. I have a positive outlook.

Synneve, had cancer twice and experienced phases in
life in which she thought she might die soon. She was still
concerned about relapse and explained how walking on
one particular path in the natural surroundings close to the
village became one way for her to deal with emotional or
psychological difficulties, not only related to cancer but
also non-cancer related situations. Although she struggled
with those psychologically difficult periods, it was impor-
tant for her not to be associated with depression. Synneve
associates having a depression with having a negative at-
titude. She is sporty, slim and suntanned, partly resulting
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from all her outdoor activities. During the interviews she
would enthusiastically tell about trips with her husband,
how she taught herself to ski while being pulled by her
sons’ dogs and how she and her husband tried to be out-
doors as much as possible, especially when they were
staying in their cabin, mostly at weekends. Synneve en-
joyed being seen as tough and active.

People in the village referred to Synneve as a positive
person, who managed to survive cancer, even though she
was weak from treatment and was wheelchair-bound for
some weeks. Not letting yourself get depressed and rather
focusing on and talking about the positive things in life is
appreciated by people, and the participants found it diffi-
cult to admit that they were not feeling well, either men-
tally or physically, or that they were worried.

Torstein: People won 't ask how you are, because
then they might get a whole dissertation about how
you 're getting on. People can t cope with that. They 're
maybe not interested in lots of details. People want to
hear: “I'm fine”.

Even though Torstein criticized people’s attitude of
not being able to handle bad news, he also seemed to ad-
just to it. He avoided appearing ill in front of others and
having to burden people with his worries: I don t want to
burden anyone with my complaints [...] and I don 't want
my grandchildren to think: “Poor sick old Grandad”.

In line with Torstein comments about being a burden,
Bjerg imagined how people might think she was mentally
unstable, if she misinterpreted bodily sensations as symp-
toms of relapse:

Bjorg: What I'm really afraid of is appearing to be
mentally unstable...You want to show people around
you that...as long as you 're off the sick list and all that,
society or people around you kind of demand that you
don t...There mustn 't be any more talk about it, you 've
got better and so on. [...] You ought to be happy, and
such negative things shouldn't be mentioned. That's
what society expects of you. When you re off the sick
list, then you 're well.

Later in the same interview, she explained that she
often tried to avoid sharing newly appeared, indeterminate
sensations with others. She would rather try to find infor-
mation in books and on the Internet, for instance.

Participants experienced this phase of uncertainty, re-
covery and possible illness within a context in which it
was not easy to talk about new alarming bodily sensa-
tions. Foss*® discusses the term d std han av, which she
translates as stand up in the storm (and has meanings like
we’ll manage, we’ll get through or we’ll survive), based
on her ethnography in a small coastal community of
Northern Norway. The term was used in different contexts
to illustrate the northern Norwegians’ strength of charac-
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ter, and it describes people who do not give up, even when
they experience overwhelming hardships. It is an old ex-
pression from earlier times of poverty and extreme
weather, and is today a symbol of identifying with North-
ern Norway and its culture, which is associated with peo-
ple’s strength, resilience and strong social cohesion,
qualities which people are proud of.*°

In this section we showed how a culture of trying not
to be focused on difficult things in life and one’s own wor-
ries and negative thoughts was part of the participants
going through a phase of uncertainty and increased alert-
ness regarding their body and possible processes of bodily
sensations turning into symptoms. Not wanting to exag-
gerate, wanting to be seen as a contributor and the value
of a positive attitude all played a significant part in how
sensations were assessed by the participants. They tried
to avoid involving others in their first experience of inde-
terminate bodily sensations, as it might be connected to
being negative and hypochondriac. They felt uncomfort-
able when misinterpreting indeterminate sensations and
had inner dialogues about other people’s possible reac-
tions. The participants played down uncertainty and neg-
ative feelings and tried to manage to assess the sensations
by themselves.

Clinical logics and the lack of GPs in rural primary
health care

In this section, we illustrate how high turnover in local
primary health care in the village is relevant to the partic-
ipants’ sense-to-symptom processes connected to cancer.
Primary care is the participants’ key point of contact for
referral to treatment and check-ups by specialists, and the
implementation of clinical logics within health care insti-
tutions in general.

Torstein, reveals how he had lived with non-Hodgkin’s
lymphoma since 2003, which had so far been controlled
with three different radiotherapies, in a conversation with
the first author. He explains how, during a recent consulta-
tion with a temporary GP, he had to introduce himself from
scratch, and state why he came to see him, even though he
had met him for the first time a few weeks before. He found
the GP to be overwhelmed by his sole responsibility for the
village, which meant he would continually meet new pa-
tients, while at the same knowing that he would leave the
village again in a few weeks, and thus would not engage
with patients in the same way as a permanent GP would do.

Torstein: /...] He was badly prepared. Because |
noticed a patient before me who went out. And then I
was called in straight after that. I don 't think he read
my record. Well, I took things the way they were. I told
him why I'd come [...].

M: Mhh.

Torstein: It was...

M: Oh I see, he wasn 't sure why you’d come that

day?
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Torstein: Yes. He asked “So what's the matter with
you then?” [...] But I explained it to him bit by
bit...and then he understood.

M: I see. I didn 't know...Will he stay here long or
what?

Torstein: No...I don t know if he'’s employed here,
or..I didnt ask that but he speaks Swedish. He kind
of had Norwegian with a Swedish accent. [...] But it’s
really strange about these doctors. They’re hired by
one of those firms, that hires them out.

M: Mhh.

Torstein: So you have to take what you get. It'’s a
problem in all rural areas to get hold of doctors. Doc-
tors want to be in big hospitals, they want to be teams
and maybe not have the responsibility of “I'm here all
by myself”.

M: Mhh.

Torstein: So...no, we have to live with it. Those
GPs or primary doctors, as I call them. So if you have
a problem then you should be quite focused on moving
up in the system. Don t let some doctor decide on the
outcome if you have a symptom that’s quite obvious.
If you have something that’s quite diffuse, backache
for example or..that it’s hard to define, well then
it’s...Then maybe it can stay with the GP for a bit, be-
cause he doesn t know how to send you on. I mean, to
give you priority in the system.

M: So you mean you have to sort of...keep at it...

Torstein: Yes!

Torstein’s experience is that his bodily sensations
ought to be specific enough to be presented in a consulta-
tion. Previous research shows how the presentation of in-
determinate sensations can lead to not being referred to
see a specialist, and hence in diagnosis delay.** Andersen
and Vedsted** show how a culture of inappropriateness of
presenting diffuse and indeterminate bodily sensations or
worries during a consultation means that patients have to
wait until the sensations become more clinically relevant.
Torstein’s reflections show how the temporary position of
the local GP and his unfamiliarity with the patients inten-
sifies the patients’ needs to be focused and clear in their
communication of possible symptoms when seeing him.

While the first author was staying in the remote vil-
lage, the local council employed a general practitioner,
who had already lived there for a couple of months and
communicated his plans to stay for some length of time.
Some conversations with residents, study participants and
anurse from the local health centre revealed that this was
an exception. The local health centre was marked by high
turnover. In the five years from 2008 to 2012, 16 GPs and
four physiotherapists had started to work in the village
and left again, interspersed with periods with no such
services.?? Patients found that they had to start consulta-
tions from scratch, and to repeat information about them-
selves over and over again.?? People in the village would
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try to take this situation in good humour, and often said:
Well, we wouldn t call it fastlege. They hint at the ironic
meaning of the word fastlege, which is the Norwegian
term for GP or one’s regular doctor, but could also mean
permanent doctor.

Working in primary health care in a rural area is the
least popular choice among health personnel, partly be-
cause GPs often have the sole expertise and clinical re-
sponsibility for an entire local authority area.’! These are
some of several factors why GP contracts are more than
three times as long as in local authorities with over 50,000
inhabitants than in those with fewer than 2000.3! Under-
standably, small communities are more vulnerable to the
lack of a GP than larger ones.*

In addition to the challenge of short employment pe-
riods of the local GPs, the local health centre is embedded
in a health care system based on clinical logics, with re-
quirements of effectiveness and a biomedical understand-
ing of the human body, which also affects participants’
sense-to-symptom processes. Participants have certain un-
derstandings of what could be presented in a consultation
and what is appropriate to ask for from previous experi-
ences with the health care system. Conversations with par-
ticipants like Laila show how this affected her experience
and handling of bodily sensations. She was in her 50s and
was diagnosed with breast cancer four years ago. During
the fieldwork period, she felt generally well, but was
noticing high blood pressure from time to time. Whenever
she perceived this or did not feel well, she immediately
thought cancer might be on its way back. In the following
interview section, she expressed a wish to get a sort of
comprehensive overall medical examination to be able to
understand why particular sensations appear. But she ex-
plained how such an examination is usually not part of
her routine checks, and she made use of a kind of rational
reasoning to justify in the interview that her wish was out
of the ordinary.

Laila: Is there any metastasis? Have I got cancer
anywhere else? [...] You just have to...you’ve got to
believe you're ok. As long as nothing else has been
found. So well, but what I'd really like, I'd like it if you
had a, like, a proper examination of not just the
breasts but the rest of the body too, in terms of cancer.
[...] Afterwards. And going round wondering and
thinking about it: “Could it be something?” [...] Be-
cause it’s obvious, when you have breast cancer it s
only your breasts they examine, nothing else.

It would have reassured Laila if she could have had a
full body examination, hence she was dissatisfied with the
GPs’ usual choice of examining only her breasts. She
pointed out the possible consequences of this decision, for
instance that a relapse might remain undetected. The par-
ticipants experienced concerns or indeterminate sensa-
tions, such as worrying when feeling in bad shape, but
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found it difficult to present this to the GP. Laila related to
the physician’s possible assessment when experiencing
bodily sensations, and the GP’s imagined reaction was
part of her evaluation of whether a sensation might be a
symptom or not. This shows how clinical logics in the
health care system play a part in how participants under-
stand illness, their physical body and cancer, and how they
experience cognitive limitations, sleep problems, fatigue,
pain, physical limitations or a general sense of feeling un-
well, signs which could be understood as concrete symp-
toms of relapse.

The participants in this study would often use clinical
terms in their everyday language, such as relapse, diag-
nosis or metastasis, which symbolizes how illness and
body were experienced in terms of a biomedical under-
standing. Previous research points out how patients re-
configure their concerns to fit the local clinical setting,**
and it is therefore not surprising that Laila tried to balance
her worries connected to indeterminate bodily sensations
against the possibility of the GP seeing her as hysterical.

Laila: So if I've got high blood pressure or my foot
hurts, I think of cancer. So I thought, well ok, if he [the
GP] is willing to send me for an X-ray, well, then I'd
like that. Yes. So he should do that. I said he could
write in the referral letter that it was a case of a hys-
terical old woman.

Laila was in an ambivalent situation. She was afraid
of not being referred to a specialist by her GP for an X-
ray, but was also concerned about assessing her sensations
wrongly and making unnecessary choices involving the
use of her GP’s resources. She felt that her partly indeter-
minate sensations hardly fitted in to the clinical frame-
work of the meeting with her doctor. In this situation, her
worries became too uncomforting, which eventually made
her see the GP, but triggered a feeling of exaggerating too
much.

Bodily sensations are not always clear or connectable
to a specific cause, but often rather diffuse and do not rep-
resent a clear sign of a particular diagnosis.** Moreover,
sensations are individual and therefore the experience of
discomfort or pain can mean different things to different
individuals. Synneve, for example, had had two different
types of cancer (colorectal and Hodgkin’s lymphoma) at
different points in her life and was now living with
chronic, daily pain in her joints, especially her feet, which
she usually assessed as late effects of chemotherapy.
Sometimes, however, she experienced moments of doubt.
When Synneve tried to understand her pain, she was not
always sure whether it might be a symptom of a new di-
agnosis, the result of an exhausting day at work or in-
fluenza coming on. She found this confusing, especially
because medical specialists had previously explained to
her that she had a high threshold of pain, which was one
reason for being diagnosed with cancer when it had al-
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ready reached an advanced stage. Clinical practice and its
foundation, a medically conventional approach to the
body and illness, suggest patterns of how certain illnesses
are experienced, what kind of sensations and pain are con-
nected to them, how strong they usually are and where
they are located.’>3¢ The health care personnel signalled
to Synneve that she had sensed alarming symptoms as not
strong and early enough, and that other patients would
have come carlier with a suspicion of cancer. Hence, she
became conscious about her own sensibility to bodily
changes and anxious as to whether she might overlook
something.**

Both Laila and Synneve embody and include clinical
routines in their perception and assessment of bodily sen-
sations, and in questions like: What shall I do about them?
Embodying those routines is part of their experience of
their body and worries as something atypical and it both
questions and informs the justification of their senses. In
this way, they will either backpedal from judging a sen-
sation as a symptom and consulting the doctor, or experi-
ence it as an encouragement or confirmation to actually
contact the doctor.

In this section, we showed how participants assessed
indeterminate bodily sensations in relation to previous ex-
periences in consultations and clinical practice in health
care settings. Sensations should preferably be specific
enough to be presented in a consultation and thus clini-
cally relevant. The often temporary stay of the local GP
and his or her unfamiliarity with the patients can intensify
the requirement to patients to be focused and clear in their
communication of possible symptoms during consulta-
tion. The consequences for participants’ sense-to-symp-
tom processes were that they tended to wait until they
consulted the doctor or tried to make sensations fit into
the clinical setting and connect them to a definite sign of
a specific diagnosis, which had the potential to result in a
delay in diagnosis and treatment. While the participants
referred to how they sometimes experienced their bodily
sensations and worries as indeterminate, they conducted
inner dialogues, not only as presented in the previous sec-
tion with other villagers, friends and family, but also with
health care personnel, including assumptions about how
these might react to the presentation of the indeterminate
sensations and how consultations might turn out.

Discussion
The significance of social legitimation for symptoms

We have shown how aspects of the challenging local
health care situation, embedded in an institutionalized
clinical system, together with the local shared values,
were embodied by the participants, and played a role in
their sense-to-symptom processes. They led to inner dia-
logues with potential others, concerns about overreacting
to sensations, being a burden to others and being seen as
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hysterical by co-villagers and the GP. These are all norm-
setting factors suggesting certain frames of normality, in
terms of how the participants are supposed to react to cer-
tain sensations and how to act in their roles as former pa-
tients, officially tumour-free and recovered from cancer.

In her article, Hay’ suggests a model illustrating how
social and cultural processes are involved in how sensa-
tions become what are medically known as symptoms.
Even though Hay bases her analysis and the model on spe-
cific empirical data from her fieldwork in Lombok, In-
donesia, she suggests its application also in other groups
under study, in order to explore sense-to-symptom
processes from an anthropological perspective.

In this concluding discussion, we consider it fruitful
to compare it with Hay’s work, since this provided inspi-
ration for the analysis process of this paper. In line with
our results, we conclude by contributing additional ana-
lytical aspects to her suggestions for the exploration of
sense-to-symptom processes.

Her data suggest ...that people seek care based on
their judgments that a sensation exceeds acceptable tem-
poral spans or disabilities, or that it fits within their ex-
pectations based on experiences of vulnerability (Hay,
2008). She describes how individuals in her studied group
of Sasaks ...would verbally mark their experience of vul-
nerability with the phrase “I am not brave enough” and
how they read and reread sensations, interpreting them
as symptoms when there is an emotional-cognitive aware-
ness of vulnerability. She shows how the perception of
time is a decisive frame for judging the significance of a
sensation and that [i/f sensations are seriously disruptive,
they tend to be rapidly reinterpreted as symptoms worthy
of outside attention. In other words, she argues that these
three crucial aspects (personal awareness of cultural ideas
about 1) vulnerability; ii) sensation duration; iii) interfer-
ence with activities) can be useful in understanding pa-
tient sensations as cultural and social phenomena as well
as physiological ones.”

Hay’s aspect of vulnerability is crucial in considering
the sense-to-symptom processes of our participants, and
is more significant, it seems, than it is for Hay’s partici-
pants and analysis, since the very experience of a life-
threatening illness like cancer makes people very aware
of suffering possible relapse. Our key participants were
clearly vulnerable. However, in our analysis we were able
to locate other aspects relevant to the sense-to-symptom
processes of the participants of our study; these were as-
pects which Hay does not mention in her analytical con-
siderations. While Hay points out the relevance of the
above-mentioned aspects sensation duration and interfer-
ence with activities, we see circumstances like the atmos-
phere in the village, with its specific moral values, and the
nature of clinical routines, which are reinforced by the
high turnover of GPs in the village, as much more deci-
sive for how and if'a sensation was turned into a symptom
by participants.
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Another aspect of Hay’s considerations is that /t/hose
sensations that are interpreted as worrisome are then pre-
sented to others, seeking social legitimation. People talk
with others — neighbors, friends, acquaintances — about
their sensations, describing and sensationalizing them,
testing the boundaries of whether they could be symptoms.
Hay sees the social interaction around the interpretation
of the sensation as a symptom as a step that occurs after
one has considered whether the specific sensation expe-
rience fits with vulnerabilities or exceeds the expected du-
ration or tolerable disability. In our analysis, we are able
to show how this is different for our participants: when
they assessed the significance of a sensation, they were
aware of the local healthcare situation and possible judge-
ments by health care personnel. Moreover, their percep-
tion of sensations was also strongly influenced by their
sense of not wanting to focus on negative things or to be
hypochondriac or exaggerate excessively, and they there-
fore conducted inner dialogues concerning the possible
judgements of other villagers. That is why we see the
processes of social legitimation as already being a signif-
icant part of the assessment of bodily sensations. This is
a major difference from Hay’s analysis in which she states
that [o/nce a threshold of one of these frameworks is
crossed, a person recognizes that “something is wrong
here.” And at this point, it appears to be crucial that that
subjective evaluation is legitimated in a social arena.’
Even though our participants wait until they actually dis-
cuss and verbalize sensations, worries and speculations
with others, the imagined potential others, who might
have strong opinions, are already part of perceiving a sen-
sation and not only of legitimating a symptom. We sug-
gest that the social and cultural processes influence the
sense-symptom process earlier than Hay suggests in her
analysis; social legitimation and acceptance are already
part of the assessment of bodily sensations and of a
process simultaneously informed by sociocultural and
medical values.

We have illuminated an important discussion connected
to the life phase after cancer treatment. This article can be
seen as a contribution to the anthropological discussion on
senses in general, but especially to a better understanding
of how social norms and local health care conditions influ-
ence sense-to-symptom processes of former cancer patients
in rural Northern Norway. Previous research has shown
how primary health care is facing challenges in some rural
areas of Norway, and this article shows how this has sig-
nificant consequences for people living in the aftermath of
cancer treatment. Medical examinations in primary health
care are crucial for referral to a specialist, especially for pa-
tients with chronic diseases and those who have to be fol-
lowed up. Our data shows how this situation is challenged
and further steps must be taken to ensure continuity in pri-
mary health care in rural areas of Norway. We suggest that
further research could clarify whether the population in
such areas actually has to overcome a greater inhibition
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threshold before contacting their GP than people in larger,
more anonymous places.
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