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ABSTRACT

Purpose: Sweden has tried to speed up the process of early cancer detection by standardiza-
tion of care. This increased focus on early cancer detection provides people with a conflicting
norm regarding the importance of recognizing possible cancer symptoms and the responsi-
bility of not delaying seeking care.

Based on existing norms about patients’ responsibility and care seeking, this study
explores how patients experience encounters with primary care physicians when they seek
care for symptoms potentially indicating cancer.

Methods: Thirteen semi-structured interviews were conducted with patients receiving care
for symptoms indicative of cancer in one county in northern Sweden. Data was analysed with
thematic analysis.

Results: The common notion of describing patients as customers in a healthcare context does
not sufficiently capture all aspects of what counts as being a person seeking care. Instead,
people interacting with primary care face a twofold role in where they are required to take
the role not only of customer but also of seller. Consequently, people shift between these two
roles in order to legitimize their care seeking.

Conclusions: Standardization oversimplifies the complexity underlying patients’ experience
of care seeking and interaction with healthcare. Hence, healthcare must acknowledge the
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individual person within a standardized system.

Introduction

The increased focus in society on early detection of
cancer provides people with a new norm regarding
the importance of recognizing possible cancer symp-
toms and not delaying care seeking (e.g., Quaife et al.,
2013; Simon et al., 2010).

This norm places the responsibility of seeking
healthcare in a timely manner on people (Robb et
al., 2009; Simon et al., 2010). When people do not
recognize alarm symptoms and thereby do not seek
care in time, they are often described as delaying
their cancer diagnosis (Quaife et al, 2013) and
therefore several countries have tried to speed up
the process of early cancer detection by standardi-
zation of care. Meanwhile, in many settings includ-
ing Sweden, another perceived norm exists, to
avoid seeking care unless necessary (Hajdarevic,
2012; Whitaker et al., 2015). Additionally, following
the norm of being a “good citizen” people report
hesitating to seek care in order to not waste health-
care resources, including their doctor’s time
(Andersen et al.,, 2011; Whitaker et al., 2015). These
norms appear to underlie a growing ambivalence
found in people's interaction with the healthcare

system (Ziebland et al., 2019), and include conflict-
ing responsibilities related to care seeking. On the
one hand, people should not delay their care seek-
ing, on the other hand, people should not consume
healthcare resources unnecessarily, which places
people in an ambivalent position. Thus, there is a
paradox related to care-seeking, which we under-
stand as a conflicting norm. This paper explores
these conflicting norms by focusing on patients’
experiences of encounters with primary care physi-
cians (PCPs) where standardized cancer patient
pathways (CPPs) have been adopted. We try to
understand how these norms take shape during
patients’ experiences with healthcare. Previous lit-
erature describes the decision to seek care as a
complex process for the individuals, encompassing
internal negotiations of the seriousness of the
experienced sensations and symptoms (e.g.,
Hajdarevic et al.,, 2010, 2011; Offersen et al., 2016;
Macartney et al., 2017). However, previous research
has focused less about patients’ experiences of con-
flicting norms during interactions with healthcare;
in this article, we use the case of patients seeking
care for symptoms potentially indicating cancer.
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Conflicting norms in socially constructed
healthcare systems

Following a social constructionist paradigm, we
understand phenomena such as health and health-
care as created from and within human interactions.
Health and illness is defined not merely through bio-
medical conceptualizations, but also as it relates to
our social world and to our interpretation of our
experiences situated within our cultural context
(Burr, 2015).

Similarly, the healthcare system is socially con-
structed, shaped by joint views and shared meanings
of, for example, how to use healthcare resources
appropriately (Kleinman, 1980). The healthcare system
functions by legitimated social norms that influence
how people react to sickness and how they perceive
the system itself and its resources. Hence, healthcare
is a part of, and not isolated, from society (Kleinman,
1980).

According to Ziebland et al., people face contra-
dictory norms when interacting with the healthcare
system, managing these contradictions and ambiva-
lences makes them good citizens. They give various
examples of contradictory norms such as being obser-
vant to bodily changes, but not to hypochondriac
levels; respecting physicians’ time, but not delaying
seeking care; being observant to symptom awareness
campaigns, but not seeking care unnecessarily; and
accepting physicians’ reassurance, but listening to
their own body and be willing to challenge the
given advice. Additionally, people are expected to
trust experts, but recognize and accept personal
responsibility for the own health (Ziebland et al,
2019). We see these contradictions as stemming
from a broader problem of two conflicting norms in
the medical sphere, namely that responsible citizens
recognize and seek healthcare for serious symptoms,
but at the same time not waste the doctor’s time and
resources (e.g., Freund, 2003). The attributes of a good
citizen can be aligned with the responsibilities and
privileges related to the ’sick role” described by
Parsons (1964). The “sick role” allows deviation from
societal norm of being a healthy member, but entails
the expectation of seeking care and cooperate with
medical experts in order to exit the ‘sick role”. These
expectations and conflicting norms that people face
when interacting with healthcare are understood as
social constructs. As Burr (2015) describes, peoples’
understanding and knowledge, e.g., norms related to
healthcare seeking, are constructed though their
shared version of reality.

During recent decades, many countries including
Sweden have undertaken significant changes to the
management of healthcare systems with the goal of
increasing effectiveness and ensuring quality of care
(Mol, 2011). These changes are partly borrowed from

the field economics, namely that by giving patients
the possibility to choose their care providers will sti-
mulate both care provision and providers’ perfor-
mance, which in turn will improve quality of and
access to care. Central to this management approach
is the definition of patients as customers, which
implies individualized tailored services. Meanwhile,
healthcare (services) is increasingly adopting standar-
dization, which implies that healthcare follow prede-
termined routines more like a cookie cutter. Despite
aims to improve quality of, and access to care, this
mis-match might counteract such aims (Mol, 2011).

Patients have left the discursive role of being pas-
sive patients and instead entered an active role, often
described as customers, consumers, or clients, placing
responsibility on them to be prepared for the encoun-
ter with healthcare (Hartzband & Groopman, 2011;
Mclaughlin, 2009; Mol, 2011; Mol et al, 2010;
Nettleton, 2013). The active role entails involvement
and engagement in the own healthcare process
(Boyer & Lutfey, 2010; Michailakis & Schirmer, 2010;
Nordgren, 2008); thus, the medical encounter is nowa-
days often portrayed as a service meeting rather as a
medical consultation (Nordgren, 2008). Since patients
have gained power due to the increased availability of
medical information (especially online), they have
become “informed consumers” rather than “acquies-
cent patients” (Jutel, 2011).

Nonetheless, patients and physicians are depen-
dent on each other during the encounter
(Hultstrand, et al.,, 2020a), and the changed patient
role has influenced the interaction between the
patient and the healthcare system, including how
access to healthcare services is perceived. Besides
the big concerns with a potential iliness when seeking
care, patients face challenges with having to legiti-
mize their complaints and properly interact with their
physician and the healthcare system (Andersen et al.,
2011).

Additionally, a stronger emphasis on early detec-
tions of cancer forces the process of what is being
considered as symptoms to expand and subdivide,
and in turn change the moral and social value placed
on bodily sensations (Andersen, 2017). Such norma-
tive changes could be expected to reinforce demands
upon patients to explain specify and justify when
interacting with healthcare services when suspecting
serious illness as cancer.

Early detection of cancer in primary care

Patients suspecting serious illness often have the first
contact with primary care (Rubin et al, 2015). In
Sweden, primary care has become even more impor-
tant since the introduction of standardized cancer
patient pathways (CPPs) in 2015. The goal of CPPs is
to shorten the time interval between well-founded
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suspicion of cancer, i.e., presence of alarm symptoms
and/or signs of suspected malignancy and start of
treatment (Wilkens et al., 2016). The initial assessment
of such symptoms is typically performed by nurses
and physicians in primary care and can end up in
either a fast track (CPP) or a routine care procedure.

Patients seeking care present their experienced
bodily sensations to a primary care nurse or a PCP
during an encounter. This can be a very difficult task
for the patient, especially if the experienced sensa-
tions are vague or diffuse (Offersen et al., 2016), which
most symptoms presented in primary care area
(Ingeman et al,, 2015). Symptoms potentially indicat-
ing cancer, i.e, alarm symptoms, have gained a
powerful symbolic value both for the CPP as an
entrance to a fast track and in terms of being, as
Andersen (2017) portrays, “abstract-able forms of
body-knowledge”, which might function as a driving
force for people to seek care (Andersen, 2017). These
alarm symptoms of cancer are, however, common
among the general population (Ingebrigtsen et al.,
2013; Winstanley et al, 2016), which make it even
more complex to suspect or exclude cancer as well
as a single alarm symptom is seldom connected to a
cancer disease (Ewing et al,, 2016; Ingebrigtsen et al.,
2013; Lyratzopoulos et al., 2015; Rubin et al., 2015).
Consequently, patients presenting with vague and
diffuse sensations often experience it as more proble-
matic to legitimate their care seeking, in comparison
with those patients who seek care for a more well-
defined chief complaint (Andersen et al., 2015).

Diagnosing cancer is a multistep process, influ-
enced by factors related to the patient, the PCP and
the healthcare system. The encounter between
patient and PCP constitutes one process where
opportunities of diagnosing cancer might risk to be
missed, due to, for example, communication difficul-
ties, patients’ failure of presenting symptoms and
physician’s failure related to triaging and examining
(Lyratzopoulos et al, 2015; Singh et al, 2013).
Moreover, the way patients present their experienced
sensations can influence their diagnostic care trajec-
tory (Seibaek et al., 2011).

Aim

Based on existing norms about patients’ responsibility
and care seeking, this study aims to explore how
patients experience encounters with primary care
physicians when they seek care for symptoms poten-
tially indicating cancer. The following research ques-
tions are adopted: What expectations and perceived
responsibility do patients have on themselves and on
their primary care physician, in the encounter? How
do patients perceive their role in the interaction with
their primary care physician?

Methods
Context description

Healthcare in Sweden is publicly available, tax funded
and decentralized. Primary healthcare centres (PHCs)
are publicly funded, though sometimes provided by
private entrepreneurs. Inhabitants choose the PHC
they want to be listed at, i.e.,, from which PHC they
want to receive healthcare services. The most com-
mon way to make an appointment at a PHC is to call
the PHC or to use the web-based platform 1177.se.
The Swedish Healthcare Guarantee (Vdrdgaranti in
Swedish) ensures a response from the PHC by tele-
phone or video call, at minimum, the same day.
Further, if it is medically motivated, the Guarantee
ensures that a person will be offered a medical assess-
ment by a primary care nurse or a PCP within 3 days
from contacting their PHC. Additionally, on referral, an
appointment with specialist care is guaranteed within
90 days (Healt and Medical Act 2017:80). However,
following recommendations from the introduction of
CPPs, the numbers of days for a specialist appoint-
ment has been greatly reduced and are specified in
each care pathway for each cancer diagnosis. For
example, for a patient referred into a CPP based on
a well-founded suspicion of colorectal cancer, the
number of days from referral from primary care to
the examination in specialist care is specified to
10 days (Regional Cancer Center).

Participants and recruitment strategy

This study is based on material from individual inter-
views, with patients seeking care for sensations/symp-
toms potentially indicating cancer. Hence, inclusion
criteria were patients (=18 years) who have sought
care at publicly available primary healthcare centres in
one region in northern Sweden for sensation/symp-
toms that could indicate cancer or had worries about
cancer. The participants’ age ranged from 41 to
82 years (mean 65.5), and Table | provides an over-
view of the sensations/symptoms that the study par-
ticipants sought care for.

Prior to the interviews, all patients participated in
an observational study Hultstrand, et al, 2020a),
where the first and/or last author observed their
encounter with their PCP. Participants were consecu-
tively invited to participate in the observational study,
and we observed patients who sought care at four

Table I. Participants’ experienced sensations/symptoms.
Symptom Men

Women

Rectal bleeding i ii
Lump i ii
Skin lesion i
Fatigue ii
Stomach complaint i ii
Cough i
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PHCs in one county in northern Sweden, for bodily
sensations/symptoms potentially indicating cancer.
Patients were initially briefly informed by the health-
care personnel about the study when they called the
PHC to make an appointment, but after the appoint-
ment had been made. Thereafter, the researchers (CH,
and/or SH) met up with the patients in the waiting
room before their booked appointment at the PHC.
The researcher(s) provided the patient with oral and
written information about the study and invited the
patient to ask questions. We informed the patients
that we aimed to explore their first encounter and
the entry into care, the word cancer was not men-
tioned. Also, patients were informed that regardless if
they wanted to participate or not, it would not affect
their given care. In total, 18 patients were observed in
the previous observational study, of whom 16 were
invited to participate in this interview study. Two
patients were not asked to participate because we
failed with getting in contact with one of them, and
we perceived the other to be in too poor health. In
total, 13 patients accepted, and are thus included in
this study.

Data collection

Data consists of material from 13 semi-structured
interviews with patients, conducted by the first author
CH (n = 11) and last author SH (n = 2), three to
30 days (median 6 days) after their participation in
the observational study Hultstrand, et al., 2020a), at a
time and place chosen by the participants. All inter-
views were audio recorded and transcribed verbatim,
which resulted in 185 pages with text. The interviews
lasted between 15 and 49 minutes (median 37 min-
utes), and the word “cancer” was not used by the
interviewer unless the interviewee mentioned it.

The interviews followed an interview guide with
open-ended questions, such as “Can you describe
the expectations you had before the encounter?”,
“Can you describe how it was to tell your doctor
about why you were seeking care?” and “How do
you experience that the doctor listened and under-
stood you reasons for seeking care?”

Ethical considerations

Written informed consent was obtained from all par-
ticipants and ethical approval was granted from the
regional ethical review board (Dnr. 2017-296-31M;
2018-242-32M). Participation was on voluntary basis,
meaning that participants could withdraw from parti-
cipation at any time.

Data analysis

The authors who analysed the material collaborated
in an interdisciplinary research team, consisting of
knowledge from the fields of public health (CH),
sociology (ABC), family medicine (ML), and nursing
(SH). We have utilized social constructionism as our
ontological and epistemological stand point, which
has guided our data gathering, analysis and interpre-
tation. For example, we view data as a social construct
derived from the interaction between the interviewer
and the interviewee.

The data were analysed following thematic analysis
in order to identify patterns of meaning across a set of
data and explore features related to participants’ lived
experiences (Braun & Clarke, 2006; Clarke & Braun,
2017). Following social constructionism, our analysis
went beyond participants’ manifest or explicit state-
ments to focus on latent meanings that were devel-
oped in the interview material. Specifically, we strived
to understand the underlying assumptions and
notions, and interpret these within the sociocultural
healthcare context (Braun & Clarke, 2006). Initially, we
engaged in repeated readings of our interview tran-
scripts and wrote down emerging ideas. Ideas that
early emerged were related to difficulties patients
face when they try to verbalize their sensations, as
well as their worries about seeking care unnecessarily,
which helped us develop a more thorough under-
standing of the data. Second, we conducted initial
coding by going through transcripts line by line, and
assigning codes to the text. Some codes used words
that the participants expressed, and others were our
own word following our understanding of the under-
lying meanings. This step was performed by CH with
continuous discussion with ABC, SH, and ML. Third,
we search for potential themes and sub-themes by
clustering codes that we interpreted as belonging
together. This was performed when the majority of
transcripts were analysed. Themes were created by
clustering sub-themes that were related to each
other. Lastly, we reviewed and revised our themes,
which include the process of going back to our
extract and transcripts to ensure that all codes build-
ing up to a specific theme are appearing from a
coherent pattern, as well as naming our final themes
(Braun & Clarke, 2006). During this final step, based on
the underlying meanings of encounters in primary
care as a part of healthcare services, we also theorized
our results using the prominent attributes of custo-
mer and seller. An example of the coding process,
including sub-themes for one theme, is presented in
Table II. All themes were discussed among all authors
until consensus was reached. The software program
MAXQDA version 2018.2 was used for coding, mana-
ging and analysis.
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Table Il. Example from the analysis process: transcript, initial
coding, sub-theme and theme.

Text from

transcript Initial coding Sub-theme Theme

I cant, | find it Describing how | Presenting Being
difficult to feel is difficult, experienced prepared
describe how | feel Not knowing bodily to present
and what it is, what’s wrong sensations is bodily
because really challenging sensations
don’t know what's

wrong ...

... it feels like it'’s Seizing the Feeling

now or never, and opportunity, demands on

to remember Remembering is myself when

everything, to challenging, presenting

describe, well to Having to perform bodily

remember sensations

everything that
has happened. |
have to perform a
lot of information
in a short period
of time ... | need
to keep track on
what | want to
say.

Results

In light of the contemporary development of the
healthcare organization, people are often treated as
customers. However, based on our results, describing
people seeking care as customers does not success-
fully capture all aspects of seeking care. Rather, peo-
ple interacting with healthcare face a twofold role,
where they are required to take the role not only of
a customer but also of a seller.

We found this dual role across and within the three
themes that resulted from our analysis: Being prepared
to present bodily sensations, Expecting a clear plan as
an acknowledgement, and Receiving a straight pathway
—or continuing to deal with uncertainties. The first
theme depicts patients’ perceived demands upon
themselves when seeking care, while the second
theme depicts their expectations when seeking pri-
mary healthcare. Lastly, the third theme depicts
patient’s experiences of being either referred into
standardized fast routine or being offered the non-
standardized alternative (traditional procedures).

Being prepared to present bodily sensations

This theme depicts patients’ perceived demands on
themselves when presenting their experienced bod-
ily changes to their PCP in order to get appropriate
care. Challenges and responsibilities that patients
face when they present or “sell” their sensations
and symptoms to their PCP are illuminated, which
resemble the attributes of a seller on the market.
Firstly, the theme illuminates patients’ difficulties
and challenges with verbalizing the experienced
bodily sensations potentially indicating cancer.

Patients described that seeking care for symptoms,
potentially indicating cancer is rather special, saying
that it is easier to seek care for example, an ear
infection, or a symptom that is concrete and visible
by eye gaze, compared to, what patients often
referred to, as “mysterious” and difficult to interpret
and define as symptoms. Patients talked in terms of
being a case for a detective, meaning that the PCP
had the puzzling task of being the detective, trying
to figure out what was wrong in the patient’s body.
Some patients described that they experienced a
feeling of something not right in their body, which
was described as difficult to put into words to make
the PCP understand and to make the PCP recognize
the seriousness of the patients’ condition.
Interestingly, patients who experienced more vague
and diffuse sensations, e.g., tiredness, and were not
referred into a CPP, expressed it as particularly chal-
lenging and demanding to present their bodily sen-
sations precisely and in detail. As one informant
conveyed:

it's difficult to explain how | feel, how it feels in my
body ... If | have broken an arm it is very easy, but
that which is not visible on the outside [of the body]
how does one explain that, so that the doctor feels
that this is seriously, this is not made up
(Interviewee C, fatigue, not CPP)

Second, the theme depicts that how the sensations
are verbalized is perceived to affect the received care
and thus patients' care trajectories. Returning to the
metaphor of being a case for a detective, patients
expressed having doubts of what and how to express
their reasons for care seeking to their PCP. When the
patterns of bodily sensations were not clearly identi-
fied and not recognized, it was experienced as chal-
lenging since they could not present it as a symptom
in an assuring way. These kinds of feelings were most
prominent among those patients who were not
referred into a CPP. Some patients described worries
about how they had presented and worried that they
might have failed with their presentations or not have
presented in an optimal way to make the PCP really
understand what was bothering them. Patients talked
about the encounter as the one chance to deliver or
“sell”, “the right information” to the PCP, to make the
PCP understand the patients’ health situation and
thus make and appropriate assessment and a plan
for future actions in the patients' care trajectory.
Consequently, patients enter the role as a seller during
encounters, which often entail feeling pressure and
that much are at stake during the encounter, in terms
of seizing the opportunity with the PCP and do their
best to present their experienced bodily changes.
Thus, patients described that what they said during
the short time of encounter would affect their future
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care and that what they perceived as a good presen-
tation (i.e., clear, structured, assuring) would assist
their detective, i.e., doctor to find the solution.
Lastly, the theme depicts the perceived need of
being prepared for the encounter to be able to pre-
sent the experienced sensations maximally well with-
out jeopardizing the opportunity, or in other words
embodying the role of a seller trying to “sell in the
sensation”. Hence, patients expressed feeling that
their future care was dependent on how they deliv-
ered their presentation of their reasons for care seek-
ing, i.e, their experienced bodily sensations and
symptoms, even when these were described as mys-
terious or diffuse. Some patients described that they
had prepared themselves for the encounter, by for
example, making a list with symptoms to describe or
in other ways mentally prepare their presentations.

the person [PCP] doesn’t know me | meet her very
briefly, she has no idea about my medical history or
things that usually bother me, that’s why | need to have
my little power point presentation ready in my head
(Interviewee F, stomach complaint, not CPP)

Limited time with the PCP was additionally one
factor that patients described made them feel under
pressure and that they had to deliver much adequate
information during a short period of time, especially if
they met a PCP they had never met before. Also,
patients expressed that they felt that their presenta-
tion to the PCP need to be rather quick and interest-
ing to listen to, meaning that they did not want their
PCP to become bored or tired of them and their
presentations. Patients also perceived themselves as
nagging if they repeated their stories when talking to
their PCP. As one informant stated:

... well you don’t want to trouble [the PCP] for too long,
you feel that it [presentation] should go fast, | have
experienced that before. Don’t babble for such awfully
long time ... (Interviewee M, stomach complaint,
not CPP)

In sum, patients perceive a need to be prepared to
deliver and perform detailed and adequate presenta-
tions of their symptoms that are indicative of cancer
when encountering healthcare, which are attributes
pertinent to those of a seller on the market.

Expecting a clear plan as an acknowledgement

This theme depicts patients’ expectations of being
referred beyond primary care and given a clear plan
for their healthcare trajectory. Patients’ wants,
demands and requests to move forward in the health-
care system chain are illuminated, which resembles
attributes of a customer on the market that can pick
and choose between goods and services.

Firstly, the theme illuminates that patients want
and wish for a plan for the future as a result of their
encounter with the PCP. Regardless of whether the
patients were referred into a CPP or not, patients
described that they want a plan for the close future,
they expressed that they need information about
what will happen next and that there is a way forward
in their care trajectory. Knowing that they are on their
way to be further examined and investigated, after
the encounter in primary care, made them feel secure
since such plan made them feel that they were in
good hands, understood and taken seriously. It was
important for patients that their PCP told them expli-
citly about the plan that their PCP had set for them,
meaning that their sensations and worries were taken
seriously, and they know what was going to happen
next.

. was in that situation where cancer can’t be ruled
out, and you know that there is a way forward to go
and that is to examine the breast first, that is, with
biopsy and x-ray before you can 100% ensure what it is,
and given my ages, well yes (Interviewee J,
lump, CPP)

Second, the theme depicts that patients expect to
be referred forward in the healthcare system chain
after the visit in primary care; thus, primary care is in
this theme often perceived as only the entrance into
the healthcare system. This resembles a customer on
the market, thus, we theorize that patients embody
the role as customers when they express expectations
of being referred to secondary care, since these
expectations are related to “products” patients (cus-
tomers) want to “consume” or “buy”. To initially seek
care at PHCs was although described as the “right
way” into the healthcare system and the way that
you, as a good citizen, are supposed to take before
being able to be referred and to receive further care
from specialist clinics. Patients described that they
were expecting further referrals, and that they per-
ceive primary healthcare as only the entrance, since
the care they considered that they need is not avail-
able and cannot be performed at PHCs. Thus, patients
expressed that they expected that their care trajectory
start at the PHC and then goes on to secondary care.

... | thought that there is nothing anyone can do at the
primary healthcare center, that I'm completely con-
vinced about, so there had to be something beyond
that, | was quite clear about that ... Well, that is
healthcare in a nutshell as it's organized today, you
never get anything altogether in one place.
(Interviewee E, lump, not CPP)

Furthermore, patients described that they want
and expect to be referred to further examinations
and investigations, in particular, they had expecta-
tions of being referred to specialist clinics. Such refer-
ral was explained to generate feelings of trust for the
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PCP, and made patients feel that they were being
taken seriously. As one informant put it:

Interviewer “you mentioned being taken seriously,
what should the doctor do to make you
feel that way?”

Informant “Uuum, well, | think it is about, well ‘we
can refer you to this person who knows
about these things’, well, | want more

specialist ~ examinations |  think.”
(Interviewee F, stomach complaint,
not CPP)

As a customer on the market, patients sometimes
verbalized specific requests, which exemplifies how
patients embody the role as a customer when trying
to ensure that they themselves would move forward
in healthcare system chain. As one informant
described:

My trust that the physician is the one who takes me
forward in the healthcare system chain is quite small, |
have to do that myself, that's how it feels. (Interviewee
F, stomach complaint, not CPP)

In sum, patients have expectations related to their
care trajectories, such as being informed and being
referred above and beyond primary care. Thus, as a
customer on the market, patients verbalize their per-
ceived wants and needs in order to receive the care
that they expect.

Receiving a straight pathway—or continuing to
deal with uncertainties

This theme depicts patients' experiences of being
referred into a standardized cancer patient pathway
(CPP), or to the contrary, being offered a non-standar-
dized alternative. Thus, this theme illuminates experi-
ences of different trajectories, thus captures attributes
that resembles a customer’s experiences of different
services. The first part of this theme highlights experi-
ences from those patients who were referred into a
CPP (n = 4) since they had symptoms that were
recognized by the PCP as alarming and thus matching
the criteria for CPP. First, the theme illuminates that a
fast track system, that a CPP offers, reduces painful
uncertainty and vacuum feelings, thereby reducing
painful feelings associated with long waiting for the
next step. It thereby minimized anxieties and worries
that can result from long waiting times. Patients
described the time when being faced with a possible
cancer diagnosis as very strenuous, characterized by
much worries and anxieties. A referral through a fast
track system, such as CPP, was emphasized as bene-
ficial even if it could end in a cancer diagnosis. This
indicates a need for clarity regarding what is beyond
the symptoms and the possible solutions. Rather than

a painful void where one suspects something serious,
the study participants wanted to proceed further to
find out the answers. This reveals a readiness to go
through the process of investigation in order to mini-
mize unnecessary worries associated with long inter-
vals between the encounter in primary care and
investigation and potential treatment. Thus, CPPs
were described as reducing anxieties both in those
cases where cancer could be detected and because
treatment could begin rapidly, as well as in those
cases where cancer could be ruled out because it
would relieve worries.

Interviewer “So next step is to do this mammography
and biopsy, how does that feel for you?”

Informant “Yes, it feels great, and that it went so fast,

it surprises me that it only happened in a

few days, so I'm very happy with that,

because it is mentally difficult to wait

and wait for something that maybe

takes weeks, because the worries con-

stantly gnaws, and okay if you then get

a cancer diagnosis, but if you don't, then

you have been worried for nothing, it is so
unnecessary.” (Interviewee J, lump, CPP)

Secondly, the theme depicts the positive under-
standings of the fast track offered by CPPs. Patients
referred into a CPP understood the importance of a
timely diagnosis and described the expectation to be
referred forward in the healthcare system chain.
Therefore, they valued their referral into the fast
track system that CPPs intend to be, thus like a cus-
tomer on the market, patients expressed satisfaction
with the service they received. Nevertheless, the inter-
viewed patients were not familiar with the concept of
CPPs, they had not heard about it before; however,
they expressed that the information that their case
would be handled much faster was enough for them
to know.

Lastly, the theme depicts patients’ satisfaction with
their symptom presentation as they felt that their
verbalized experienced bodily sensations were taken
seriously and confirmed when being referred into a
CPP, which illuminates that they successfully mana-
ged their twofold role, as both seller and customer.
Even though patients experiencing symptoms poten-
tially indicating cancer described that they expected
to be referred to secondary care, some patients were
surprised by the short time interval between their
visits in primary care and their visits for specialist
examination. This was highly valued and appreciated
and resembles attributes of a satisfied customer.
Moreover, patients who were referred into a CPP
expressed that they felt like they and their reasons
for care seeking were taken seriously.
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... he explained that he was going to write a referral to,
it was called like fast something [referring to CPP], and
that | think feels good, and it felt good when | left [the
PHC] that it [the health issues] was taken seriously.
(Interviewee L, rectal bleeding, CPP)

The second part of this theme highlights experi-
ences from those patients (n = 9) where referral to
standardized pathways was not applicable, i.e., they
were offered usual care, a non-standardized route.
These include experiences such as dealing with bodily
sensations and seeking care for these sensations and
symptoms that are not easy to define nor recognize,
as well as difficult to identify in the fast track route
criteria. These non-standardized alternatives include a
range of different examinations and testing, either at
the PHC or routine referrals to secondary care, such as
ultrasound. Others were given medication and sched-
uled for follow-up in 2 weeks.

Firstly, as we learned in our previous theme, when
patients seek primary healthcare they expect a clear
plan for their care trajectory, as well as to be referred
above and beyond primary care. However, in this
theme, we learn that this is not always the case.
Patients not referred into a CPP expressed not know-
ing what the next step of their healthcare trajectory
would be, which caused feelings of uncertainty and
sometimes frustration. It could be related to a respon-
sible customer who due to a perceived problem needs
and seeks helpful service but not always receives it,
since the provider cannot specifically (medically)
define the problem and thereby not able to offer a
specific service. At the same time, patients did recog-
nize the examination of the human body as complex
and difficult, and did not blame the PCP for not hav-
ing an answer to their health complaint. As one infor-
mant put it

I don't know what the proceeding will be, if the tests
look better, or if it point to something special, or if one
can do anything about it, or is it just the way it is, |
don’t know. It is like, | want a proceeding and in some
way, an explanation is always nice, but | understand
that it might not always exist, and that is not his fault.
(Interviewee H, fatigue, not CPP)

However, when patients' wants and desires of
being referred beyond primary care were fulfilled,
patients expressed satisfaction with their appoint-
ment at the PHC.

Interviewer : What was it that made you satisfied?

Informant : That it would continue to be an investi-
gation of my problem, he [the PCP] can't
do anything more, he did what he could.”
(Interviewee A, lump, not CPP)

Lastly, this theme depicts patients' need and desire
to be informed about the whole process of examining
and explaining their symptoms, including what test is
being ordered and why, and when they can expect to

hear back from the PCP with, for example, test results.
In contrast to the information provided in conjunction
with a CPP referral, information provided to the
patients not referred into a CPP was perceived as
insufficient and inadequate. Patients described the
lack of answers and explanations as contributing to
feelings of uncertainty and dissatisfaction. The infor-
mation that patients expressed a desire for includes
information about the probe. They wanted the PCP to
talk about what was happening and why during the
probe. Being informed about the whole process and
procedures made patients satisfied, feel taken care of,
and made them believe that their health problem was
on its way of being solved, as one informant put it

The PCP explained a little bit of this and that, and that
he will take a picture and send it [to specialist care], he
explained the whole process, so that was good. It was a
very good appointment. (Interviewee |, Skin lesion,
Not CPP)

In sum, this theme depicts the experiences of
being referred into this fast track, which contributed
with a feeling of being taken care of by the healthcare
system, despite that they were aware of that this
route could imply a cancer diagnosis. It also depicts
experiences of challenges when seeking care for sen-
sations and symptoms that were more demanding to
present and were not matching the criteria for the fast
track route as CPP, and thereby continuing to deal
with uncertainties and repeated contact with health-
care. However, to find a solution was always the main
goal. When patients were informed and promised that
their case would proceed in one way or another, this
was in some way contributing to feelings of being
taken care of, even though they still have to deal with
some level of uncertainty.

Discussion

In view of the conflicting norms that people face
when interacting with the healthcare system outlined
earlier in this paper, our results suggest that patients
experience a twofold role during encounters with
physicians in primary care. Patients in our study
experienced the responsibility to act not only as a
customer but also as a seller. This illustrates how con-
flicting norms of seeking care in a timely manner
without wasting time and resources, embedded in
the healthcare system, shape patients’ experiences
with primary care and put additional responsibility
on them to manage these norms. Our results offer a
new understanding of the commonplace notions of
patients as customers, consumers, or clients
(Hartzband & Groopman, 2011; Mclaughlin, 2009;
Mol, 2011; Mol et al.,, 2010; Nettleton, 2013). A market
logic implies that customers have the possibility and
obligation to rationally pick and choose services to
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meet their own needs (Mclaughlin, 2009); it entails
that they have purchasing power (Mol et al., 2010).
However, our results indicate that the notion of
patients as customers in the healthcare context does
not sufficiently capture what counts as being a person
seeking care for bodily sensations and symptoms
when suspecting cancer. Instead, people experience
the contradiction in response to conflicting norms, by
having to act as both a seller and a customer during
encounters with PCPs.

Our first theme captures attributes of a seller since
it illuminates patients’ responsibilities of presenting
and/or “selling” their perceived bodily sensations
and symptoms to their PCP. The challenges are
made visible by the fact that our study participants
voiced concerns with “presenting the right” informa-
tion to their PCP, to enable the PCP to really under-
stand their reasons for care seeking, as well as the
perceived need to be effective and seize the oppor-
tunity during the encounter, and not waste unneces-
sary time. Consequently, to describe patients as
customers is not enough to capture all layers of
what counts as being a patient, actually, it is quite
problematic. In comparison with a customer on the
market, a patient in the healthcare context does not
possess the power to freely pick and choose which
healthcare services they want to purchase. Rather, the
patient is dependent on the care provider, here a PCP
who “buys” services on behalf of the customer
(patient) (e.g., Nettleton, 2013).

Our findings suggest that the market logic under-
lying standardization of care (CPPs) does not work opti-
mally, since patients’ presentations of experienced
bodily sensations and symptoms are impossible to stan-
dardize. As described by Mol (2011), the logic of care is
defined as an open and interactive process that is
shaped and re-shaped by the individual needs of the
patient; it is not limited to a product nor to time. In
contrast, the market logic is described as an arena where
transactions are made and product matched with
potential customers, thereby entailing the existence of
purchasing power (Mol, 2011; Mol et al., 2010). We argue
that the logic behind CPPs is similar to the market logic,
namely, matching the CPP “product” with potential
needs of “customers” (patients’ symptoms). However, it
is not working as smoothly as it is expected to do, since
interpretation of bodily changes is much more complex
and difficult to standardize than needs and services in a
market logic.

Hence, the contradiction of being both seller and
customer is even evident in our results. Consequently,
the “products” they wanted to consume or “buy”,
were referrals to healthcare services from specialist
care. However, to be eligible such “purchase”, they
first have to “sell” their reasons for it, in other words,
communicate their bodily sensations and symptoms
to their PCP in an assuring way. Also, if presented

symptoms match alarm symptoms conveyed in the
CPPs, these symptoms qualify patients for the next
level of services, such as a fast track. Consequently,
CPPs may aggravate the challenges of presenting the
sensations and symptoms, since PCPs are indirectly
supposed to interpret symptoms through the lens of
CPPs. However, when patients succeeded in “selling”
their reasons and getting a referral into a fast track
route, i.e.,, CPP, study participants described feeling
taken care of. This could be interpreted as a satisfied
customer that has the product they were looking for.
Those patients who were referred into a CPP in our
study, their experiences and appreciation of the fast
track system are in line with previous research find-
ings regarding CPPs, which indicate an increased
patient satisfaction, and a more positive overall
experience of the pre-diagnosis phase, possibly due
to shorter time to diagnosis (Dahl et al, 2017;
Sandager et al., 2019). On the contrary, those not
referred into a CPP in our study perceived that the
information they received was sometimes insufficient,
which may contribute to feelings of uncertainty and
anxiety. However, knowing that there is a way forward
and a plan for their next steps in their trajectory was
expressed as reassuring. Additionally, people who
seek care, thus seeking to enter the ’sick role’
(Parsons, 1964), and want a referral to secondary
care, are sometimes denied (Freund, 2003). The sick
role” is a position over which physicians have power
because they have the ability to legitimize the
patient’s presented illness experiences (Mik-Meyer &
Obling, 2012); thus, it is not free for the patient to
“buy” the care they want. Our findings indicate that
the power is not solely in the possession of PCPs,
rather their power is mediated by CPPs, which pre-
vious research also suggests (Hultstrand, et al., 2020b).
This reflects a market logic from a top-to-bottom
perspective.

Our findings indicate that increased use of standar-
dized routines in healthcare, and especially primary
care, brings the market logic into the logic of care. As
Andersen et al. suggest, the strong focus on efficiency
can make the encounter merely an arena for clinically
relevant exchanges, since it might hinder people from
feeling comfortable to present vague symptoms and
uncertainties (Andersen et al.,, 2015). Portraying peo-
ple who seek care as customers might also impede a
fruitful compassionate encounter, making the interac-
tion more businesslike (Goldstein & Bowers, 2015).
Hence, the ideal of increasing the efficiency in health-
care, by means of standardization, might impede a
beneficial patient-provider interaction. Consequently,
it is necessary to acknowledge that caring practices
are more than just transactions.

According to our results, it is more challenging to
present and verbalize diffuse or vague bodily sensa-
tions to a PCP than presenting more straightforward



10 e C. HULTSTRAND ET AL.

ones. As Andersen and Offersen with colleagues
argue, medicine knowledge, such as alarm symptoms,
might increase uncertainties (Andersen et al., 2015;
Offersen et al., 2018;) even though the intention is
the opposite. This is because the current discourse of
early detection of cancer constructs alarm symptoms
as black and white and denotes that cancer can be
identified by being attentive to these early signs,
when in reality, what people experience, is rather
fluctuated, nuanced and dissolves in aspects of every-
day life (Andersen, 2017; Offersen et al, 2018).
Consequently, presenting vague and diffuse sensa-
tions and symptoms is often challenging to legitimate
(Andersen et al.,, 2015), which participants in our study
also confirmed. Thus, we interpret our findings to
indicate that patients take the role as a seller during
the encounter in order to “sell” their sensations and
symptoms to their PCP, and consequently balance the
contradiction of being both a seller and a customer.

Additionally, the foci on early detection and symp-
tom awareness encompasses an ambivalence in terms
of being aware of these alarm symptoms, being atten-
tive towards bodily changes but not to exaggerated
levels, as well as seeking care at a proper minute
(Offersen et al.,, 2018; Ziebland et al., 2019). Besides, we
do know that alarm symptoms function as something
for PCPs to be attentive to and that alarm symptoms
have distinct roles in the standardized routines (i.e.
CPPs). Thereby, CPPs as a logic may complicate manage-
ment of these conflicting norms patients face when
seeking care. Furthermore, as so well put by Andersen
et al. (2015), presenting with a chief complaint, rather
than with vague and diffuse symptoms, encompasses a
new level of what counts as being “a good patient”.

In sum, patients experience demands on them-
selves related to their care seeking, and they enter
primary care with certain expectations regarding their
care trajectories. Thus, patients juggle the twofold
role of seller and customer when interacting with
primary care.

Strengths and weaknesses of the study

One strength with this interview study is that it is
succeeding from a participant observational study
(Hultstrand, et al., 2020a). That means that the parti-
cipants have had their encounter observed and were
thus familiar with the researcher prior to their inter-
view. This might have favoured the interview since
participants hopefully felt more relaxed with the inter-
viewer. Second, triangulation in terms of multiple
researchers can deepen the understanding of a stu-
died phenomenon (Malterud, 2001); hence, we con-
sider the diversity of the authors’ academic and
professional backgrounds as a strength of this study.

However, our study has some limitations that merit
comments. First, when conducting interview studies,
there is a potential risk of recall bias (Yin, 2009).
However, the majority of the interviews were con-
ducted in close time to their encounter; consequently,
we assume that the risk of recall bias is reduced. Also,
seeking care is a practice beyond the daily life rou-
tines with emotional attachment, for most of us,
therefore we assume that such practices will be easier
to recall. Second, some of the interviews were rather
short, especially one that only lasted for 15 minutes.
This could of course be seen as a limitation of the
study. However, since the interviewee and the inter-
viewer were familiar (due to the previously conducted
observations) with each other the interviews begun
smoothly and directly on the topic. Furthermore, the
interviewees knew in prior to the interviews the topic
of the interviews, and the questions were directly link
to a single episode (their primary care encounter)
which allowed the interviewees to easily respond.
Thirdly, only four patients in our sample were referred
into a CPP, meaning that the first part of our third
theme is based on rather scares number of voices.
However, these voiced experiences provide an insight
of what it means, for these persons, to be referred
into this fast track route, nevertheless, further research
is needed.

Conclusion

The conflicting norms development within the health-
care system put much responsibility and demands on
the patients to act as good patients who recognize
symptoms and seek care timely without wasting PCP’s
time. This entails that patients juggle the roles of
being both a seller and a customer in order to legit-
imize their care seeking, to get the care they need and
expect. Patients seem to be aware of the complexity
of the twofold role as both a seller and customer,
hence, they invest much resources in managing the
ambivalences and conflicting norms embedded in the
logics of today’s healthcare. The idea of making
healthcare more effective by implementing the logic
of market into the logic of care seems to be a way to
simplify a complex knowledge and understanding of
human iliness and healthcare seeking practices. Thus,
standardization with its roots in a market logic is not
that easy to apply in healthcare, since the logic of care
is more than a transaction of products and is thus
impossible to standardize. Consequently, presenting
with symptoms that do not hold a certain standard (e.
g., symptoms that are vague and diffuse) might
increase patients’ ambivalence of their healthcare
seeking practices.
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Clinical implications

This study illuminates that standardization oversim-
plifies the complexity underlying patients' experience
of care seeking and interaction with healthcare and
neglects the individual variation of each person's
situation and needs. Hence, even if healthcare is
standardized, patients’ needs of information and
explanations concerning what can or will happen,
and why, must be acknowledged by healthcare
professionals.
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