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Abstract

Web health information is stated as converting the asymmetric power balance between
patient and medical doctor. Is it or is the influence of health information retrieved on the Web
on the power balance overestimated? To analyse the patient-GP relationship, this study
applies the resource dependency theory (Emerson, 1962) that is part of the “social exchange
theories”. This theory defines social power over actor B by actor A as the dependence of actor
B on the resources of actor A. The dependence on a resource is directly influenced by the value
and the availability of the resource for actor B and by the concepts of perceived risk,
uncertainty, perceived severity and trust, and in an indirect way by the charisma and legitimate
authority of actor A. A social relationship is mostly a matter of mutual dependence and a
matter of balancing operations. In a situation of balanced mutual dependence, the intentions
of both actors may be fulfilled. Each actor has ways to resist his dependence and the exertion
of “resource power” can come with a cost. Resources of dependence and resistance on the
macro-, meso- and micro-level are considered. The concept of information is discussed and the
Web as a source of health information and how people seek health information is analysed. A
mixed research method is applied consisting of an online survey for patients and non-patients,
analysis of 24 patient-GP video-recorded consultations, ethnographic follow-up interviews with
the patients and the GPs participating in the observations, three focus groups with patients
and non-patients and two discussions with groups of GPs. The results show that the Web has
the potential to narrow but not to bridge the information and knowledge gap between patient
and GP, because health information is only one of the resources of dependence of a patient.
The patient remains dependent on important resources of the GP other than information. So,
despite health information through the Web, the patient-GP power balance remains
asymmetric. Health information through the Web mainly influences the communication
between patient and GP. For the patient-GP power relationship to be balanced, all resources of
dependence must be considered, also those on the meso- and macro-level. Patient
empowerment is a valuable concept but health information through the Web is not a silver
bullet to achieve this.
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Chapter 1

Introduction




1 Introduction

1.1 The relevance

The concept of patient empowerment is trendy. On Google, it leads to 385,000 hits." Even
more striking is the link often made between patient empowerment and the Web. Itis as if a
new paradigm arose: “e-scaped medicine” (Nettleton, 2013, p. 22), “an affinity between the
socio-technological changes and [the] new medical cosmology”. The book, “Information
technology for patient empowerment in healthcare” is a good example. As stated in the
introduction of this publication, according to Rozenblum et al. (2015) “patients have never
previously been so empowered to shape their own health care” (Rozenblum, Miller, Pearson
& Marelli, 2015a, p. XIV). The book focusses on the relation between health information
technology (HIT) and empowerment and it stresses the importance of being informed as a
condition to being empowered: “the ability to become informed or to inform is one of the
most significant tools empowering human evolution” (2015b, p. 4) and “If information is
power, digitized information is distributed power” (Millenson & Sarasohn-Kahn, 2015, p. 62).
Empowerment is a process which leads to citizens’ participation “in decisions affecting their
welfare” (Swift, 1984, p. xiii), and in the patient-doctor relationship, it would mean that the
power balance—traditionally defined as asymmetrical to the disadvantage of the patient
(Childress, 1982, p. 9) due to the “communication gap” (Parsons, 1952, p. 441)—shifts to the
patient (Eckler, Worsowicz & Downey, 2009, p. 287). Noting that an increasing number of
people seek health information through the Web, this is extremely relevant.

The concept of the Web as a lever for patient empowerment is nourished almost
continuously by a wide variety of scientific and non-scientific sources (Johnson & Case, 2012,
p. 4; Mittman & Cain, 2001, p. 47; 2015). Parker et al. citing Christensen et al. even state that
“patients who are willing to invest sufficient time and energy may come to know as much
(and even more) about a condition than do their providers” (Parker, Woelfel, Hart & Brown,
2009, p. 19). The Web could have shifted the power balance (Rothman, 2009, p. 267)
increasing the power of the “health consumer” (Gagnon et al., 2002, p. 24) and the
pendulum could even sway in the other direction: from the doctor treating the patient
paternalistically to the patient autonomously demanding a treatment from his doctor
(Goffin, 2011, p. 3). As a matter of fact, the “Koninklijke Academie voor Geneeskunde van
Belgié” (Royal Academy of Medicine in Belgium) in 2015 considered it necessary to elaborate
a “Charter of good patientship” (Charter over goed patiéntschap) describing the
responsibilities of patients (Koninklijke Academie voor Geneeskunde van Belgi€¢, 2015) which
could be interpreted as an act of defence against too demanding patients. Weed and Weed
even state that “the culture of dependence on medical experts is now beginning to break
down. The Web is lessening patient dependence on physicians for information and
judgement” (2013, p. 222). But is it?

1Google consulted March 27, 2018. The same Google search on October 26, 2015 led to 310,000 hits and on January 2, 2018 to
373,000 hits.
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| doubt it. MY DOUBT IS BASED ON TWO ELEMENTS.

THE FIRST ELEMENT that nourishes my doubt is that not all scholars share the same positive
discourse about the Internet as a lever of empowerment. Some state that the Internet and
the Web enhance “as much the capacity to dominate as the capacity to resist” (Caygill, 2013,
p. 204) and that “the contribution of the Internet to empowering patients by abolishing the
inequality of knowledge between doctor and patient has been greatly exaggerated [...]”
(Tallis, 2005, p. 98).

THE SECOND ELEMENT is my personal experience. As the Communication Manager of the
Universitair Ziekenhuis Brussel (University Hospital of Brussels) for more than 12 years, |
have on different occasions had the opportunity to meet patients and very often been struck
by their powerlessness, whether they have Web access or not. Moreover, on different
occasions | have been confronted with healthcare for members of my family and for myself. |
had and still have kidney stones for which | have received treatment. In 2016, a little
malicious swelling was discovered, almost by accident, in my intestines which was removed
and the same happened in 2017. My father died of throat cancer, my mother-in-law of a
brain tumour and my mother has Alzheimers. My wife has a persistent sleeping disorder.
Over and over again when in contact with the medical profession | had to ascertain how
dependent patients are and how limited the empowering impact of the Web seemed. These
are certainly valuable experiences but not scientific ones. Are these just impressions or do
they reflect reality?

This doubt made me decide to look for a scientific answer. So the question arises: can we talk
about an “equalization tendency” between experts and lay people today (Beck, 2010, p.
165)—in this case, patients—thanks to information (Wriston, 1992, p. 153) through the Web?
Is the Web a “knowledge leveller” (Hardey, 2003, p. 214; Snelders & Meijman, 2009, p. 13)?
Hence THE CENTRAL PROBLEM STATEMENT OF THIS STUDY: “Power to the patient? Studying the
balance of power between patient and general practitioner (GP) in relation to Web health
information". The problem statement can be split up into THREE RESEARCH QUESTIONS:

1. What is the power base of the patient-GP relationship?

2. What role does (health) information fulfil in the power relationship between patient and
GP? Does health information change the power balance and in what way?

3. What role does health information through the Web fulfil in the power relationship
between patient and GP? Does health information through the Web empower the
patient in his relationship with his GP?

The central problem statement is relevant. If patient empowerment is an objective—which it
is for Belgian Government (Algemene Beleidsnota: Gezondheidsbeleid, 2017, p. 6) and for
many other Western European governments and patient advocates ("The Empowerment of
the European patient: Options and Implications,"” 2009; McAllister, Dunn, Payne, Davies &
Todd, 2012)234—it is important to analyse and understand the complexity of the power

Site of the “Vlaams Patiéntenplatform” http://www.vlaamspatientenplatform.be/nieuwsbrieven/item/denkdag-patient-
empowerment consulted on January 3, 2018

3
Site of the European Patients Forum http://www.eu-patient.eu/Events/past-events/conference-on-patient-empowerment/
consulted on January 3, 2018
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relationship between the patient and physician to ensure that the focus rightly lies on
technology—the Web—as a lever for that empowerment. Moreover, it is of great importance
to evaluate what role, “power” and “information” play in the relationship between patient
and medical doctor. Since the information potential of the Web is generally recognised, | will
investigate if there is indeed a link between Web health information and patient
empowerment in the patient-GP relationship. And if not, where should the focus lie to
achieve the desired patient empowerment.

On the one hand, | also want to develop a theoretical framework suited to the power
relationship between patient and GP suitable to provide a basis for further research. On the
other, based on consequential empirical research, | hope that the results of this dissertation
lead to a better understanding of the balance of power in the patient-GP relationship and
how it is being practised (Pool & Geissler, 2005, p. 45). The insights can support those
working in the Healthcare Sector in their attitude towards and in their communication with
patients.

4 )
Site of the Patient Empowerment Network https://powerfulpatients.org/ consulted on January 3, 2018
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1.2 Structure of the dissertation

As illustrated in Figure 1 below, this literature review consists of three key chapters. The first
chapter is the analysis of the power base in the patient-GP relationship. This is the basis of
the whole dissertation, since it describes how power is defined in this dissertation. The
second chapter is the analysis of the concept (health) “information” and its place within the
power balance. The third chapter focusses on health information through the Web and the
Web's specificities and how people access health information on the Web.

*» The base of the
(1= (s cE= ] power in the patient-

GP relationship

» The concept (health)
(health) “information” and its

« s n place in the power
information balance

)\ « Health information

through the Web and
C atic the Web's specificities,
through the and how people seek
Web health information on
the Web

Figure 1: The 3 key chapters of the literature review.
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1.3 Delineating the subject

The analysis has set some limitations in term of scope.

FIrsT, the study focusses on Dutch-speaking adult patients who hold Belgian nationality and
live on their own.

SECOND, the possible influence of health information through the Web on the power balance
between the adult patient and a specific type of physician is studied, namely the general
practitioner (GP). By standing in the front line, GPs play a central role in healthcare, among
other things by “defining patients’ complaints” (Davis, 1988, p. 14). Moreover, for many
people, the patient-GP encounter is the “access point” to the “abstract system” (Giddens,
1990, p. 83) of healthcare.

THIRD, the focus lies on health information offered through the Web and less on information
gathered by the numerous apps allowing patients to collect information about their body
and health. While it will be mentioned, the notion of the “quantified self” (Bhargava &
Johnmar, 2013, p. 24) is not the focus of the research. This study started in October 2009
when the quantified self movement was not flying as high as it is today. Nevertheless, apps
able to allow someone to quantify his or her physical condition have a certain informational
and diagnostic quality, and may therefore offer health-related data. The conclusions of the
dissertation may also give insights related to these apps, but their possible influence on the
power balance between patient and GP is a subject for future research.

FOURTH, the healthcare context of the research is Belgian healthcare. While the analysis
transcends the health situation in Belgium, it is for sure influenced by characteristics specific
to the Belgian healthcare system. This is clarified briefly in section 1.4.

Before ending this part of the introduction, some semantic remarks have to be made. In this
study, the word ‘doctor’ is used for a medical doctor and he will be called a he from now on
only for practical reasons, but the use of he is meant to be gender neutral. The same goes for
the gender of the patient in this thesis: the patient will be called a he from now only to
simplify but is again meant to be gender neutral. By using the word ‘consultation’ the study
is referring to a medical consultation. When the word “Internet” is used it encompasses the
“world wide web” or simply the Web. The Web could be defined as “a collection of
documents accessed by a common software protocol” (Cullen, 2006, p. 5), while the Internet
stands for “a decentralised, global communications network mediated by the conjunction of
computers and telecommunication” (Livingstone in Tsatsou, 2014, p. 2). The focus of this
study is thus on the Web and not on the “larger medium which encapsulates the WWW”
(Adams & Smith, 2015, p. 158).

The Internet is a rapidly evolving phenomenon and nobody knows for sure where it is
heading at and if its evolution will ever end. Therefore, this analysis ends with doubts and |
will do my best to continue doubting. | consider the practice of science not the quest for the
truth since there is not one truth and science is not the final answer, just as religion is not.
Self-assurance is not the answer, doubt is. No doubt.
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1.4 The Belgian Healthcare System

It is useful to start by giving a short outline of some characteristics of the Belgian healthcare
system for readers not familiar with it before moving to the heart of the matter. On the one
hand, this context is important to interpret the comments and opinions of the patients
participating in the empirical part of the dissertation. On the other, it is useful to be able to
frame the conclusions of the analysis since some could be typical for the Belgian healthcare
system.

The Belgian Federal Health Organisation reports 15,274 GPs registered in Belgium (on
December 31st, 2014), 8,181 or 55% of which are based in Flanders, 1,516 or 10.2% in the
Brussels region and 5,260 or 34.4% in Wallonia ("Jaarstatistieken met betrekking tot de
beoefenaars van gezondheidsberoepen in Belgi€," 2014, p. 9) (Annual statistics on
practitioners of medical professions in Belgium). In Belgium, there are 122 general and
academic hospitals in total, of which 64 are based in Flanders, 18 in Brussels and 40 in
Wallonia ("Boekhouding van de Ziekenhuizen," 2014). Knowing that Belgium counts
11,267,910 inhabitants (on January 1%, 2016) of which 6,477,804 live in Flanders, 1,187,890
in the Brussels region and 3,602.216 in Wallonia ("Bevolking naar woonplaats, nationaliteit,
burgerlijke staat, leeftijd en geslacht," 2016), it is possible to conclude that in Flanders there
is one GP per 792 inhabitants and 10,121 inhabitants per hospital, in the Brussels region 783
inhabitants per GP and 65,994 inhabitants per hospital and in Wallonia 685 inhabitants per
GP and 90,055 inhabitants per hospital. Belgian hospitals count 44,516 “recognised” (which
means: financed by the government) hospital beds: 24,582 in Flanders, 6,057 in Brussels and
13,877 in Wallonia ("Evolutie van het aantal verantwoorde/erkende bedden per regio en per
index," 2016) (Evolution in the number of recognised beds per region and per index). Besides
the general and university teaching hospitals (7 university hospitals—3 in the Flemish part, 3
in Brussels and 1 in the Walloon part), there are psychiatric hospitals and hospitals with
specialist care for a specific target group. While the number of hospitals in Belgium is
declining since 2005 (Vlaams Agentschap Zorg en Gezondheid in 2013, p. 4), Belgium is thus
generally speaking well-served concerning the supply of GPs and hospitals. Of course, these
are averages and the presence of GPs may differ from region to region and from town to
town.

Since Belgium is a small country, distance does not seem to be an obstacle when receiving
help from a GP at short notice. 13% of the patients receive a consultation with a Belgian GP
without a prior appointment and 57% get an appointment the same day as requested
(Gezondheidsenquéte 2013, 2015). The high accessibility of Belgian healthcare, even
compared to 35 other European countries (European Health Consumer Index in Callens &
Peers, 2015, p. 31), is probably one of the reasons contributing to the satisfaction of most
Belgians with their healthcare system (Annemans, 2014, p. 42; Callens & Peers, 2015, p. 21;
Gezondheidsenquéte 2013, 2015). In 2015, 78.7% of Flemings who responded were satisfied
to very satisfied with the health services offered, compared to 6.1% of the population who
were not and not at all satisfied (Studiedienst van de Vlaamse Regering, 2016, p. 76). The
majority of Belgian doctors and specialists also seem satisfied with the Belgian healthcare
system (Daue & Martin, 2011, p. 7).
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The Belgian Health Survey carried out in 2013 (published in 2015) emphasises the
importance of GPs in Belgium (Gezondheidsenquéte 2013, 2015). 94% of all Belgian citizens
have a regular GP. 69% of Belgians consult a GP working solo, 28% a GP working in a
partnership or in a larger practice (without other carers working together) and 3% consult a
GP working in a “local health centre” (wijkgezondheidscentrum). 77% of all Belgians have at
least one yearly contact with a GP. On average, a Belgian citizen visits his GP nearly 4 times a
year. The lower the education level, the higher the average number of contact with the GP.
The number of home visits by GPs has been decreasing for several years now (Verrijken,
2016), but the figures with 23% still stand high.

Telephone consultations are still rare in Belgium (0.5% of all contacts) compared, for
example, to the Netherlands (15%). The official report from the Belgian government
mentions that this is probably due to the easy accessibility of the Belgian GPs: they are also
available during the evening, at night and over the weekend; pharmacies also provide an out-
of-hours service. While the misuse of Emergency Departments is reported (which means that
some people go to the Emergency Department without prescription from a GP and with a
lesser medical problem that should be dealt with by a GP) (Gezondheidsenquéte 2013, 2015),
the Belgian GPs clearly fulfil the function of “first line” (eerste lijn) healthcare provision.

The Belgian healthcare system is structured along four “lines”. The following description is
based on information from the “Samenwerkingsinitiatieven Eerstelijnsgezondheidszorg”

(The Primary and cooperative healthcare initiatives)

("Samenwerkingsinitiatieven Eertselijnsgezondheidszorg," 2016). It describes a first, second
third and a zero line. The first line stands for the basic healthcare network with GPs, home
nurses, midwives, physiotherapists, dieticians, pharmacists, dentists, first line psychologists
and psychotherapists, and more. The GP is the central figure in the first line. The second line
stands for carers who can be consulted after the initial diagnosis and prescription has been
dispensed by the first line, like general hospitals and psychologists, psychotherapists or
psychiatrists of a mental health centre. The third line includes specialist and intramural care,
for example, psychiatric hospitals and psychiatric nursing homes. Finally, the zero line refers
to informal caregivers working in so-called “informal care”, thus, people who are taking care
of their parents, grandparents, neighbours or friends. Volunteers working in healthcare or
self-help groups are also considered zero care. These 4 lines are not strictly separated. A
patient is allowed to consult a specialist without the intervention of a GP and some patients
consult the polyclinic of a hospital directly without a GP mediating the referral. The Belgian
Patient Rights from 2002 allow a patient to choose his own carers (2002) and health
organisations on the condition that they are recognised by the Belgian healthcare system
(Callens & Peers, 2015, p. 25). This allows patients to seek medical help at low cost almost as
often as they please.

Nevertheless, the Belgian government advocates and facilitates the commitment of a patient
with a specific GP. A digital medical patient file (globaal medisch dossier) can be made for a
Belgian patient formally registered with a GP practice, which is made accessible to many
other Belgian doctors who have a therapeutic relationship with the same patient. This
increases medical efficiency: thanks to this central medical patient file, a doctor in Ostend
is—as long as he has a therapeutic relationship with the patient—enabled to look up the
medical history of a patient on holiday in Ostend but ill and with a fixed GP in Ghent. The
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Government created financial stimuli: when a digital medical patient file is created, the
concerned patient pays a lower “out of pocket” (which stand for the basic amount a patient
has to pay himself—see also next paragraph) and the GP also gets financial compensation for
keeping the digital patient file up-to-date. By registering with a GP, the patient agrees to seek
treatment with the GP in question (Marcelis in Callens & Peers, 2015, p. 26).

Since 1963, almost every Belgian citizen is obliged by law to take out a health and invalidity
insurance (Callens & Peers, 2015, p. 17), which is offered by a health insurance fund and
99.8% of all Belgians have this (Annemans, 2014, p. 34). This insurance is financed partly by
the taxes paid by employers and employees to Belgian Social Security and partly by the
Belgian Federal government. The largest share of the healthcare costs of a medical treatment
are repaid through this insurance. The Belgian healthcare system obliges most patients to
pay a “an out of pocket fee” when treated (the literal translation of the original Dutch word
“remgeld” means “break fee”) as a means to discourage abuse of medical services (Meeus,
2014, p. 38). The patient pays that amount at the point of consultation and the difference
between the invoice and the “out of pocket fee” is refunded afterwards. Some patients even
only pay this “out of pocket fee” and the remaining amount is directly paid by the health
insurance funds or insurance companies to the caregiver, health service or health
organisation (Callens, Van Leuven, Leire & Boddez, 2015, p. 530). The advantage of the
Belgian healthcare system seems to be that, on average, doctor consultations, medical
examinations and many medical treatments and medicines are less costly in Belgium than
abroad (Annemans, 2014, p. 38). In Belgium, the invoice the patient pays does not reflect the
real cost of the treatment to the healthcare system. The low cost of medical care for Belgian
patients may be considered another reason for the Belgian citizen’s satisfaction with his
healthcare system. At the same time, it must be noted that the share Belgian patients have
to pay themselves has been increasing for a few years (Callens & Peers, 2015, p. 28).
Furthermore, the number of patients and households not able to pay their healthcare
expenses is increasing (Gezondheidsenquéte 2013, 2015; "Gezondheidsenquéte Belgié 2008
",2008 ). In Belgium, 15% of the population live below the poverty line and while healthcare
and the first line—with amongst them the GPs—are very accessible, they are not as accessible
to every citizen to the same extent (Callens, Leire, Boddez, Van Leuven & Peers, 2015, p.
174). In 2013, an average Belgian household spent 5.8% of its expenditures on health
(Algemene Directie Statistiek, 2015, p. 115).

Another characteristic of the Belgian healthcare system is that 80% of the total cost of
healthcare is based on a fee for service model, be it that there are also some flat payments
possible (Callens, Leire & Peers, 2015, p. 445). A GP is remunerated per doctor’s visit or
consultation. The rates and refunding terms are fixed and binding for doctors who signed the
so-called “biennial convention”, negotiated and fixed between insurance companies and
various care groups and laid down in the so-called nomenclature of medical supplies (Callens
& Peers, 2015, p. 26). If they did not endorse the agreements, they are in principle free to
determine their own rates (Nys, 2005, p. 625). According to Annemans, about 83% of all
doctors in Belgium signed the convention and around 3% only signed it partly (this means
that they for example, endorse the agreement and rates on certain weekdays and not on
others). Of all Belgian GPs, about 88% signed the convention. The fact that doctors signed
the convention does not exclude some of them to demand supplementary remunerations on
top of the standard rates (Annemans, 2016, p. 132).
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To concLuDE, most Belgian patients seem to be satisfied with the Belgian healthcare system.
On the one hand, on average, healthcare is easily and quickly accessible and on the other, it
is considered affordable by most patients. Moreover, the patients have a free choice over
their healthcare providers. Belgian healthcare is mostly based on a fee for service model
which makes quantity an important driver of the system. Most Belgians have a regular GP
and at least one yearly contact with him. Almost every Belgian has health and invalidity
insurance as is obliged by Belgian law. But the share Belgians pay for their own healthcare is
increasing and vulnerable groups and individuals even have difficulties to pay their
healthcare bills and they postpone treatments for financial reasons. The accessibility and
affordability of Belgian healthcare is not the same for everyone.
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Chapter 2

Literature review







2 Literature review

2.1 Introduction to the theory

The patient-doctor relationship is generally considered to be a power relationship with a
power balance tilting in the direction of the doctor. The classic Weberian definitions of
power interpret power as “power over”, as domination and as intentional: actor A can oblige
actor B to do something against his will even if that actor B resists. Actor A then has control
over actor B. However, in most cases a GP does not have control over a patient. Except for
rare situations, a doctor cannot oblige a patient to do something he does not want to do.
Therefore, in this dissertation, it is considered necessary to develop a theoretical framework
on power that suits the patient-GP relationship better. Hereby, it has been attempted to
avoid being imprisoned within specific domains of thought or disciplines. This proved to be
refreshing and led to new angles. Next to communication theory and interpersonal
communication theory, the fields of this study also draw upon sociology and medical
sociology as well as upon medical anthropology and the philosophy of medicine.

This dissertation turns to the “resource dependency theory”—which is part of “social
exchange theory—as its theoretical framework. The “resource dependency theory” has been
developed by scholars like Emerson (Emerson, 1962), Homans (Homans, 1973) and Blau
(Blau, 1989). The concept of dependence is the fundamental concept of this theory. Within
this theory, power arises when actor B is or becomes dependent on one or more resources of
actor A that are valuable to him that are rare and for which he has no alternative outside the
dyadic relationship between A and B. It is the dependence of actor B from a resource of
which actor A disposes that creates the power relationship and not the actor A himself. This
dissertation identifies the resources of possible dependence for the patient and the GP,
situates the resource information within them and zooms in on the possibilities of both
actors to resist their mutual dependencies. Therefore, ilt is important to stress that in the
whole dissertation, the concept of power is defined as being “resource power”.

While the focus of the dissertation lies on the interpersonal relationship between a patient
and a GP—on the micro-level thus, it has been decided to examine the dependencies of
patient and GP and their resistance against their dependencies also on a meso- and macro-
level. While this division is mainly made to create structure and overview in the theoretical
framework, with Giddens, in this dissertation “agency” and “structure” are not considered to
be a dichotomy; instead of opposing each other, they influence each other with none of
them having “primacy” over the other (Giddens, 1982, p. 8). Human beings and society shape
each other mutually (Seidman, 2013, p. 114). Therefore, the literature review and the
theoretical concepts referred to are drawn from concepts originating from structuralist as
well as social constuctionist scholars, as from thinkers like Foucault considering power a
concept that cannot be assigned exclusively to either of both schools of thinking (Foucault,
2010, p. 42).

This dissertation does not develop a positivistic or empiristic approach to its analysis. The
methods of surveying and observation are applied in the empirical part but they are

supplemented and deepened by qualitative methods clarifying the context and background
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of the research results. Moreover, a mere positivistic or empiristic approach is not applicable
when turning to the “resource dependency theory” as the basis for the theoretical
framework. After all, dependence is not necessarily something a researcher can observe,
certainly not if resources on which an actor depends are situated outside the dyadic
relationship, more specifically on the meso- or macro-level as will prove to be the case.

A “narrative review” has been developed (Bryman, 2012, p. 110). The literature review
started with reading the basic literature in medical sociology. Systematically references were
checked and led to new reading with again more references to be checked. The libraries of
the universities in Brussels (VUB) and Ghent (UGent) were consulted on topics such as
power, (patient) empowerment, patient-doctor relationship, patient-doctor communication,
medicine, healthcare and others. Subscriptions were made to a huge number of electronic
newsletters: QMA MedEd, Annals of Internal Medicine, California Healthcare,
FierceHealthCare, JMIR Publications, KevinMD Stories, MediQuality, National Institute of
Health, Nederlands Tijdschrift voor Geneeskunde (The Dutch Journal of Medicine), New
England Journal of Medicine, NIHHealthinformation, NIVEL, MedlinePlus, Palgrave Macmillan
Journals, Participatory Medicine, Qmed, Routledge Journals, Taylor & Francis Journals, The
Doctor’s Channel, The Patient Association, Vlaams Patiéntenplatform (the Flemish patient
platform) and U.S. Food & Drug Administration. Countless healthcare-related discussion
groups on LinkedIn and on Google alerts (the words “empowerment” and “patient power”)
were monitored. The monthly publications “Health Communication”, “Journal of Health
Communication” and “Patient Education & Counseling/PEC” were consulted. On Twitter, the
subjects “healthcare”, “Ehealth”, “digital health” and “empowerment” were followed. The
Belgian magazines Artsenkrant, Healthcare Magazine and De Specialist were tracked and
Academia.edu and ResearchGate were followed. On different occasions, presentations were
given in Belgium and abroad on the subject of the thesis and feedback was noted.

All references are stored with EndNote X8bibliographic software (Bryman, 2012, p. 122). The
study’s EndNote bibliography contains 2,826 references.’

>0n March 27, 2018
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In this first part of the literature review, some traditional views of power will be
discussed briefly after which it will be explained why the “resource dependency
theory” and its definition of power has been chosen to develop the theoretical
framework. The analysis done in this dissertation is based on a definition of power
being ‘resource power’. The basis of the power balance is clarified. Influence is
distinguished from power.

The “resource dependency theory” views the dependence on resources as the base
of power between actors. It will be explained which are the basic characteristics of
dependence and which factors are strengthening and weakening the dependence.
Actors have ways to resist their dependence(s) from a resource. A systematic
overview of resources of dependence of patient and GP and the ways to resist their
dependencies will be provided in section 2.2.4.

2.2 Understanding power

2.2.1 The classic definitions of power

While there are many differences in focus, most Western scholars associated power with
“domination” and thus, with conflict (Haugaard, 2002b, p. 4). Weber’s definition of the
concept may serve as a standard example: “The chance of a man or of a number of men to
realise their own will in a communal action even against the resistance of others who are
participating in the action” (1967, p. 180). This definition has several characteristics that are
problematic when applied to the patient-GP relationship.

THE FIRST REFLECTION is related to the concept of control. If actor A is capable of realizing his
own will over B “against the resistance of those participating in the action”, A has control
over that actor: he or she directs the situation. Control is a characteristic of power linked to
domination (van Dijk, 2008, p. 14). Personal control has been defined as “the extent to which
a person can produce desired outcomes and prevent undesired ones” (Antonovsky, Gurin,
Gurin & Morrison and Skinner in Bukowski, Fritsche, Guinote & Kofta, 2017, p. 2). This does
not seem to be true for the patient-doctor relationship. A doctor cannot oblige his patient
“against resistance” to do something, as mentioned in Weber’s definition. A patient can in
most cases decide not to follow the treatment if he does not want to. Moreover, many
patients do not (Topol, 2012, p. 42) and the fact that practitioners indicate “compliance” as
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an important issue illustrates that they cannot “impose all their demands on their clients
without resistance” (Freidson, 1986, p. 218). Except for “incompetents” (Buchanan & Brock,
1995), no doctor can enforce compliance on a patient. Starr describes this well in “The Social
Transformation of American Medicine”:

“Physicians, insofar as they deal with voluntary patients, generally do not have the
coercive powers of the state to enforce either their definitions of reality or their
instructions. Judges rule; physicians advise. But the authority of the doctor is very
much like the definition that the German historian Mommsen once gave of authority
in general: ‘more than advice and less than a command, an advice which one may not
safely ignore’” (1982, p. 14).

The relationship between patient and doctor is characterised by “voluntary submission”
(Derber, Schwartzn William & Magrass, 1990, p. 145) and having control is not a necessary
characteristic of power exercised in the patient-GP relationship. The notion of control leads
to the interpretation of power as “power over” and thus, mainly a negative concept (Hearn,
2012, p. 18), while power may also have positive outcomes: most doctors even if they
exercise power have something positive in mind: they want to treat or heal the patient (van
Dijk, 2008, p. 17). Power may thus also be “constitutive” and “positive” (Haugaard, 2002b, p.
4).

THE SECOND REFLECTION is linked to the fact that Weber’s definition implies the intention to
exercise power. If an actor wants to “carry out his own will”, he has the intention to control.
There may be doubt if power always needs an intention to be called power. An employee
knows that his boss has the power to fire him and this means that his boss has power over
the employee without having the intention to exercise it. The same goes for a doctor having
power when he has more knowledge about a certain medical issue that is important for his
patient than the specific patient has: does the doctor intend to use his knowledge to exercise
power? Maybe in an exceptional case, for example, when he wants to convince a patient to
follow a certain therapy, he could consciously underline his expertise and, as a result,
reinforce his authority (Pilgram, 2012, p. 33) as in the case of a young girl with ‘chronic’
epilepsy described by West (1977, p. 24). This is considered to be an exception.

Related to the patient-GP relationship, this dissertation does not support a definition
mentioning intention as a key characteristic of power as for example, Russell does too:
“Power may be defined as the production of intended effects” (2004, p. 23). By using
“effects” Russell also links power to control since an “effect” is defined as “[...] to bring about
[something] or to accomplish it” (Morriss, 2008, p. 29). Hearn mentions another argument to
reject “intention” as a characteristic of power: how can social structures have power since
they cannot have an intention because only people have intentions (2012, p. 12)? The power
of social structures will be discussed later.

These two reflections can also be applied to a greater or lesser extent to other definitions
that may be considered classic. Wrong defines power as “the capacity of some persons to
produce intended and foreseen affects on others” (2009, p. 2). Dahl states: “A has power
over B to the extent that he can get B to do something that B would not otherwise do” (1957,
p. 202). Lukes has defined power by stating that “A exercises power over B when A affects B
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in @ manner contrary to B’s interests [ltalics in original]” (2005, p. 37). Giddens describes
power as “the capabilities of agents to bring about intended outcomes of actions” (1986, p.
173) and “the means of getting things done” (1986, p. 175). While these definitions have
common characteristics, they emanate from divergent fields (2002a, p. vii). Wrong and Dahl
are developing “Analytical Political theory”, Lukes may be situated in between “Analytical
Political theory” and “Modern Social Theory” and Giddens and Weber fall under “Modern
Social Theory”. It is therefore all the more striking that all these definitions are to a greater or
lesser extent related to domination.

These definitions have another characteristic: actors are the base of their formulation. The
key element in the central problem statement of this dissertation, however, is the concept
“health information” and therefore, a power definition is preferred taking the power
“resource” as its base instead of the actors. For all these reasons, the classic definitions
relating power to domination and “power over” are considered as not suitable for the
average patient-GP relationship.

Yet, this study does not reject the classic concept of power related to the patient-GP
relationship. The only point is that power as coercion in the patient-GP relationship is more
the exception than the rule. Indeed, there are situations in which the traditional definition is
applicable: when there is any coercion from one actor to the other—which is unfortunately
sometimes the case (De Jager, 2017; "Intimidatie in de zorg: Een gegeven?," 2012)—or when
the patient is incapable due to his medical condition for example, when he is sedated or in
case of emergency aid (Nys, 2005, p. 169). The majority of Belgians are satisfied with the
patient-doctor relationship and it is reasonable to suppose that this would not be the case if
most of the doctors would exercise coercion. These situations thus are deemed to remain
exceptional.

Nevertheless, it is generally accepted that the patient-doctor relationship is a power
relationship (Ainsworth-Vaughn, 1998; Brody, 1992; Davis, 1988; Krause, 1978; Turner &
Samson, 1995). The question then arises: if it is not coercion, what then is the power base of
the patient-GP relationship? There is a need for an additional or different view on power that
is better applicable to the patient-GP relationship. That alternative view on power has been
found in the “resource dependency theory”. Why this theory suits the patient-GP
relationship better will be clarified in the next sections.

2.2.2 Distinguishing between power and influence

Up to now, the word “power” and not “influence” has been used. While these concepts are
very often used interchangeably (Bierstedt, 1970, p. 12), in this study they are considered
different concepts (See Figure 2). Influence is of importance, also in the patient-doctor
relationship, but it is important to distinguish it from power. Mixing both concepts may lead
to confusion. Castells for example, defines power as “the relational capacity that enables a
social actor to influence asymmetrically the decisions of another social actor(s) in ways that
favour the empowered actor’s will, interests, and values” and he states that “Power is
exercised by means of coercion [...] and/or by the construction of meaning on the basis of
the discourses through which social actors guide their action” (2009, p. 10). He thus seems to
equal power with influence.
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Figure 2: Power and influence are considered two different concepts

How is influence defined? Bierstedt states that “influence is persuasive while power is
coercive” (1970, p. 13). There are no sanctions related to influence (Willer, Lovaglia &
Markovsky, 1997, p. 573). Influencing an actor means changing his preferences (Etzioni,
1970, p. 26) by “some form of communication” (Tedeschi, Schlenker & Bonoma, 1973, p. 32).
Influence does not change the situation, but it changes the perception of the situation
(MacMillan in Naim, 2013, p. 27). Both actors use arguments to influence each other. In
healthcare, extensive “argumenting” by doctors seems to contribute to “involve their
patients in the decision-making process more” (Labrie & Schulz, p. 575). Of course,
influencing and thus “argumenting” can go both ways.

Influence does not equal manipulation. If actor A is using “biased information” or other ways
to “restrict or affect” the information actor B receives and by this is consciously abusing actor
B’s ignorance ("Encyclopedia of Power," 2011, p. 398) to change actor B’s perception of the
situation, this is considered manipulation and exercising power as domination instead of
influence. In that situation a doctor would for example, not give information on all
alternative treatments to a patient or just give information leading to the one treatment the
doctor considers best. In turn during the consultation, a patient can try to manipulate his GP
by, for example, exaggerating the burden of a disease to get more sick leave prescribed.

The two factors strengthening the patient’s dependence on a GP’s resource(s) in an indirect
way that will be discussed later—legitimate authority and charisma (see section 2.2.3.3.2)—
are also applicable to influence since they may reinforce the effectivity of the influence. It is
important though that the influence a patient undergoes is, while probably unavoidable, as
much as possible based on information and argumentation and not on these indirect
strengthening factors, be it that “no one is truly free of influence by virtue of the social
nature of humanity” (Schneider, Grando, Obeid & Bajwa, 2015, p. 185).

Finally, since influence is linked to communication and argumentation and its effectivity is
increased by factors related to the influencing actor himself—to the source—its effectivity
may decrease in the absence of the influencing actor (Stemerding, 1971, p. 31). A patient
may show compliance during the consultation; influenced by the GP’s arguments, he may
declare to his GP that he will follow a certain treatment but his intention may change
immediately after the consultation without the direct presence of the GP. Compared to the
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dependence of a resource which may change from situation to situation, it would seem that
influence is even more unstable.

2.2.3 Power in the resource dependency theory

This resource dependency theory states that a “Group or person A has power when A
possesses a resource on which B is dependent, and B cannot substitute a different resource
for the one possessed by A” (Overbeck, 2010, p. 22). The resource dependency theory makes
the concept of dependence key. The resource does not represent the power in itself, it is the
dependence on the resource that creates power: “The more dependent B is on A, the more
power A has over B” (Cook, Cheshire & Gerbasi, 2006, p. 195). Actor A does not control actor
B, actor A controls a resource and gets power through the resource. De Swaan calls power
relationships, “relationships of dependence with a minus sign” (1996, p. 44). In this thesis,
power as the result of dependence on one or more resources will be called “resource power”
to distinguish it from traditional definitions of power.

In this research, the resource “information” will be analysed but the concept "resource” can
have many forms. Foa and Foa define a resource as “anything that can be transmitted from
one person to another” and they distinguish, for example, six classes exchanged in
interpersonal encounters. “Information” is one of them besides love, status, money, goods,
and service (2012, p. 16). Olson describes resources “on which the actor’s power rests” as
being “either tangible goods such as money, land, material possessions, and organizational
members, or relatively intangible assets such as knowledge, skills, legitimacy, and
organizational unity” (1970, p. 4). Russell and Fiske distinguish 3 types of resources: “(1)
physical resources, such as food, shelter, safety; (2) economic resources such as money,
material goods, employment opportunities, and evaluations; and [...] (3) social resources,
including acceptance, a sense of control, social support, and a trusting environment” (2010,
p. 232). In section 2.2.4, an overview will be given of the vast number of resources of
dependence of patient(s) and GP(s) on different levels.

“Resource dependency theory” comes under the collective concept “social exchange
theories” (Stafford, 2008, p. 377). These theories refer to an economic exchange stating that
a social relationship is a matter of developing rewarding and thus, profitable behaviours
(Stafford, 2008, p. 378). They suppose that “individuals attempt to maximize their rewards
and minimize their costs” (Stafford, 2008, p. 378) and the concepts “self-interests” and
“interdependence” are important. In “Social exchange theory”, social behaviour is
considered as being “an exchange of activity, tangible or intangible, and more or less
rewarding or costly, between at least two persons” (Homans, 1973, p. 13). This does not
mean that all social conduct is a matter of exchange, but that “voluntary social actions of
individuals” (Blau, 1989, p. 91) are. However, it does mean that “an individual who supplies
rewarding services to another obligates him. To discharge this obligation, the second must
furnish benefits to the first in turn” (Blau, 1989, p. 89). It differs from an economic exchange
by the fact that the obligations are unspecified (Blau, 1989, p. 93).

The “resource dependency theory” is linked to the “interdependence theory” that also
focusses on the relationships between people (Rusbult & Van Lange, 2011, p. 348) and builds
on several other theories of which social exchange theory is one (Rusbult & Van Lange, 2003,
p. 369). Rusbult and Van Lange’s definition of power is linked to the definition in the
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resource dependency theory: “The concepts of dependence and power are inextricably
related, in that to the extent that one person is relatively more dependent, the partner is
relatively more powerful. The vulnerability deriving from high dependence (and the power
deriving from low dependence) is exacerbated to the extent that dependence is not mutual”
(2003, p. 355). Specific to interdependence theory is the focus on the interpersonal situation.
Coulthard refers to the situation as “all relevant factors in the environment, social
conventions and the shared experience of the participants” (1990, p. 129). The “situation”
could also be called the “context” and both terms will be used interchangeably. Gee defines
the context in which interpersonal communication occurs as follows: “Context includes the
physical setting in which the communication takes place and everything in it; the bodies, eye
gaze, gestures, and movements of those present; what has previously been said and done by
those involved in the communication; any shared knowledge those involved have, including
cultural knowledge” (2011, p. 6). The focus on the situation (or context) is important since
the doctor’s and patient’s behaviour during the interaction are influenced by it (Beisecker,
1990, p. 108); people’s behaviour is much more influenced by the situation than assumed at
first sight (Wallace, 1999, p. 2). Davis states: “Power relations are always and everywhere
contextual” (Davis, 1988, p. 99; Keltner, 2016, p. 35). Elias stresses that social relations
between two persons should not be seen as a situation but as a process (1971, p. 103).
Indeed, the ongoing relationship of a patient with his doctor is influenced by changing
circumstances and therefore the interdependence and thus, the power relationship also can
change.

Social exchange theories are not without their critics. These theories seem to consider a
human being a rational creature mainly motivated by self-interest and of which the
behaviour can be analysed by behaviourist psychology (Stafford, 2008, p. 386). This is in
contrast to the basic position of this study which refrains from developing a mere positivistic
approach. However, this position does not exclude being inspired by certain elements or
aspects of social exchange theories. Within the social exchange theory, the “resource
dependency theory” focusses on an exchange of resources and this theory states that power
is created when there is “unilateral dependence” (Blau, 1989, p. 118) from a resource. While
this dissertation shares the critical view on social exchange theories in general, it adopts the
definition of power within the resource dependency theory as suitable to be applied to the
patient-GP relationship. The idea is thus absolutely not to narrow the whole patient-GP
relationship down to an exchange of resources but to only apply the power definition to the
relationship. This will be explained and illustrated in the next sections.

Since the theoretical position is that dependence on a resource creates “resource power”,
the discussion as to whether power is a capacity or it has to be exercised to be called power
(Clegg, 1989, p. 83; Scott, 2006, pp. 4-5), becomes irrelevant. The simple fact of dependence
presupposes the existence of “resource power”. It does not mean that an actor with a
resource on which another actor depends necessarily has to exercise the power he acquires
through the dependence, but he has the capacity and the ability to do so (Gibson in Clegg,
1989, p. 83).

By the same token, this counts as an answer to the issue of the methodological identification
of power. When analysing the power balance of the patient-GP relationship, it may be
possible to detect symptoms or indications of power, but it will be much more difficult to
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detect what, for example, a patient does not do as a result of his dependence on multiple GP
resources. Talking about political systems, Lukes states that not every exercise of power can
be identified (2002, p. 52) and even that “power is at its most effective when least
observable” (2005, p. 1). Lukes calls this the “third dimension” of power meaning that power
is not in all situations identifiable as concentrated in one hand or within a specific group and
that powerlessness and domination may be internalised and be the result of socialization.
Compliance then is achieved “through the shaping of beliefs and desires, by imposing
internal constraints under historically changing circumstances” (2005, p. 144). Identifying
power is thus complex. The position taken here is that there is power if there is dependence,
irrespective of the ability to detect the power.

The importance of dependence in power relations in social systems and in interpersonal
relationships is generally recognised. Giddens states that “Power relations in social systems
can be regarded as relations of autonomy and dependence [...]” (1982, p. 199). Starr calls
dependence a source of “effective control” (1982, p. 9) and Parsons—examining the social
system by analysing “The Case of Modern Medical Practice”—considers being ill “
withdrawal into a dependent relation” (1952, p. 285).

a

Dependence seems to be a basis for asymmetry. Many scholars describe the patient-doctor
relationship as an asymmetrical one (Childress, 1982, p. 8; Fisher, 1993a, p. 162; Hak, 1994;
Lazarus, 1988, p. 45; Maynard, 1991; Parsons, 1952, p. 262; Roberts, 2000) in which the
doctor has the overweight over the patient (Amundsen & Ferngren, 1983, p. 4, Manson &
O'Neill, 2007, p. 171). In accordance with the resource dependency theory, the core of this
study is to investigate which resources create dependence and thus “resource power” in the
patient-GP relationship and whether (health) information is a resource creating the patient’s
dependence. The concept of mutual dependence will be treated in section 2.2.3.2.

Dependence through illness is a feeling people do not like. Someone can become dependent
on others due to physical limitations or obstacles and this can be “threatening to the
sufferer’s self-esteem”, “especially within a culture which emphasizes independence and
self-reliance” (Nettleton, 2013, p. 65) and “autonomy in behaviour and thought” (Hesse,
2009, p. 130). An actor who is dependent on one or more other actors is at the mercy of
these other actors who may abuse their power (Schneider, 1998, p. 154). The
opposite—independence—is closely linked to the concept of autonomy (Feinberg, 1986, p. 28;
Manson & O'Neill, 2007, p. 18). Autonomy could be defined as “the individual’s freedom to
decide her or his goals and to act according to those goals” (Faulder, 1985, p. 23). It means
that people are considered "persons as independent ends in themselves” (Childress, 1982, p.
59). Suffice to say here that—following the above-mentioned definition of autonomy—actor B
loses autonomy towards actor A, when he or she is dependent on that actor A since he or
she then has less freedom “to decide her or his goals” and to act accordingly.

A person who is ill sets off from a weak position in the patient-doctor relationship. Someone
who is healthy is “able to do things” (Blaxter, 2010, p. 8). Whitbeck and Pérn define health
as: “a subject’s health is identical with his ability to realize the goals set by himself”
(Whitbeck and Porn in Nordenfelt, 1987, p. 65). lliness on the other hand, is an “incapacity”
(Blaxter, 2010, p. 9). It may be “dysfunctional” and can hinder a person in the “effective
performance of social roles” (Parsons, 1952, p. 430). A healthy human being is in balance and
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when he gets ill his “equilibrium” is disturbed (Gadamer, 1996, p. 55). In that situation, the
patient needs the doctor to bring “back into proper balance the life situation of the
disoriented patient who has lost control over it” (Gadamer, 1996, p. 56). The patient then
needs help, he worries and has doubts, and is vulnerable (Hogg, 1999, p. 27; Pellegrino,
1981, p. 73; 2005, p. xi). The doctor potentially disposes of the necessary resources to help
the patient to restore the “equilibrium". The patient at the start of the relationship is
dependent, and maybe more than the doctor depends on the patient (Manson & O'Neill,
2007, p. 171).

Simply possessing a resource someone else needs is not creating in itself “resource power”.
Blau mentions four conditions for remaining independent from the resource(s).

First, if others have resources that permit them to reciprocate his services by furnishing him
with the benefits he needs, they remain his equals. Second, if there are many alternative
suppliers in competition from whom others can obtain the needed services, they do not
become dependent on any. Third, if they have the power to force the person to give them
what they want, they maintain their independence of him. Fourth, if people learn to get
along without the benefits they originally considered necessary, a person’s ability to dispense
these benefits no longer gives him power over his resources (1989, p. 322).

These conditions can be transposed to the patient-doctor relationship. The doctor examines
the patient and prescribes medication to get well. The patient pays, shows satisfaction and is
loyal to his doctor. It is of course, difficult to judge if the benefits the doctor gets for the
services he furnished lead to an equal exchange of resources between both actors and thus
to independence from the resource(s), but it nevertheless serves as an example of Blau’s first
condition for remaining independent. This condition together with the second one is linked
to the concepts of “resource value and resource availability” treated in the next section: if
the resource is considered unimportant and is present in abundance, it does not create
dependence. The third condition—if a patient has the power to force the doctor to give him
what he wants—seems difficult to apply to the patient-doctor relationship since a doctor can
never be obliged to give the patient what he wants except by coercion. The fourth condition
can be illustrated by a patient gaining his own experience with medication and with how to
deal with his illness: when a patient knows by experience which disease he has and he can
acquire the necessary medication without needing a prescription or he has medication left
from an earlier consultation, he is able to treat himself without the benefits he needs from
the doctor and thus, remains independent.

2.2.3.1 Basic characteristics of the dependence: resource value and resource
availability

The dependence increases when the importance of the resource possessed by actor A

increases for person B (Pfeffer, 1994, p. 92), and vice versa when it decreases. Two factors
are determining the level of dependence—and thus, of “resource power”—between A and B:
“resource value and resource availability” (Cook et al., 2006, p. 195; Scott, 2006, p. 140).
Without these factors there would not be dependence on the resource. This is exactly the
principle of the resource dependency theory: actor B is not dependent from actor A’s
resource if the resource of the actor A is of no value to actor B or is available everywhere.
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If a person goes to his GP because he caught a cold, the resource “medical information” is of
very limited value to that person. Moreover, any GP can give him that information so the
medical information is also widely available in a situation with plentiful GPs. The situation of
a patient with a rare, life-threatening disease is totally different: information about the
disease is of high value to the patient and expert knowledge about it may be limited to some
qualified specialists. In the first case, the dependence of the patient on medical information
of the doctor is limited, in the second, it is high. In both cases, the power the doctor has over
his patient by the fact that he possesses medical information is different. The more valuable
the resource, the higher the need for it and the stronger the dependence. An extreme
example is a surgeon phoning a patient on the eve of a severe and risky operation with the
request to move to a single patient room (in which case he can charge more fees). Of course,
the patient can refuse but he is so dependent on the surgeon’s resources that, while
probably shocked, he will probably concede.

Applying the “resource dependency theory” on the resource “information” questions the
often taken-for-granted statement: “Information is power”. Possessing information or being
an expert in a certain subject in itself does not create “resource power”; it allows actor A to
have power over actor B only if actor A has information that is highly valuable to actor B and
is rare, and for which actor B has no alternative outside the dyadic relationship between A
and B. For information with these characteristics , actor B depends on actor A and so actor A
has “resource power” over actor B. It is the dependence on information that is the basis of
the “resource power”, not the possession of the information as such.

Of course, Morriss seems right when he states that most resources are resources “only if
others recognise them as such: if the things that they can be used to provide are valued by
the potential recipients” (2008, p. 139). The dependence of actor B from the resource of
actor A is based on the perception of the value and availability of the resource and thus, on
“perceived power” (Olsen, 1970, p. 5). It is the patient’s perception of the information,
knowledge and skills of the GP that may create the dependence from these resources and
perception does not necessarily reflect the real information, knowledge and skills the GP
possesses. It is thus a matter of “perceived resource power”.

2.2.3.2 Mutual dependence

Very often a social relationship is a matter of mutual dependence (Emerson, 1962, p. 32) or
interdependence. It may be that a patient in a certain situation is dependent on a GP’s
exclusive knowledge about a disease and even more about a treatment for healing but that
same doctor depends on the patient to gain an income and is therefore, to a greater or lesser
extent economically dependent on his patient (Krause, 1978, p. 138), certainly in a fee-for-
service healthcare system as is mostly the case in Belgium. Moreover, a patient-GP
consultation proceeds following a traditional pattern of which the second phase is “history
taking” (Silverman, Kurtz & Draper, 2006, pp. 23-24) in which the patient describes what he
thinks his health problem is, what he feels and how he feels about it. Together with his own
physical examination, the information required during that phase is very important to the
doctor. To allow him to make a correct diagnosis, the doctor also depends on the patient’s
information.
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Emerson underlines that mutual or reciprocal dependence does not necessarily mean that
power is “neutralized or cancelled out”. It is a matter of “balancing operations” as he calls it
and each actor can have a “power advantage” (1962, p. 33). In that, Emerson agrees with
scholars stating that a power relationship is not a zero-sum game. Moreover, “power
conditions are rarely stable” (Cook et al., 2006, p. 197). “A medical encounter involves a
continual negotiation of power that is contingent upon the context in which the patient
interacts with the doctor” (1997, p. 104), Lupton establishes based on her own research.
Thus, the observation that interdependence is a matter of balancing operations does not
mean that the power balance is in equilibrium.

It has already been mentioned that many scholars call the patient-doctor relationship
asymmetrical. This study has no intention to try to measure “resource power”, and anyway,
it is extremely difficult to compare resources (Morriss, 2008, p. 198). Blood and Wolfe stated
that “The balance of power ... will be on the side of the partner who contributes the greatest
resources to the marriage” (Blood and Wolfe in Morriss, 2008, p. 140). This description
however, does not solve the issue of which resource creates greater dependence than the
other, particularly “when resources are of divergent kinds and incommensurable” (Morriss,
2008, p. 140). However, the patient visiting his doctor is in a vulnerable position (Hogg, 1999,
p. 27) since he needs help (Amundsen & Ferngren, 1983, p. 3). Moreover, experiencing
chronic illness can represent “a severe reduction in resources in terms of energy, skill,
strength, time, money, friends and so on” (Nettleton, 2013, p. 88). If a patient has a life-
threatening disease and depends on the doctor’s knowledge or skills for healing, the
resources “knowledge” and “skills” create an extremely fundamental dependence on that
doctor. The more so in cases where the knowledge and skills of the doctor are unique which
make these resources scarce.

Norbert Elias, a sociologist strongly underlining the importance of interdependence in social
relations noted that the more two actors are equally dependent on each other, the higher
the importance of social process in itself becomes (1971, p. 89). This is an interesting
thought. When a patient feels more dependent on his doctor than vice versa, he may be
focused on managing that dependence instead of being focused on the relationship. To come
to balanced interdependence, both actors have to feel equally dependent. Only then the
social aspect of the relationship has good odds. Jacobson refers to research carried out by
Swingle when reporting that cooperation is best “in equal power situations” (Jacobson, 1972,
p. 43).

Elias’ view on the dynamism of interdependence and the power balance between patient
and GP can be linked with Miller’'s concept of “temporary inequality”. Analysing the
psychology of women in their relationship with men, Miller mentions a situation in which a
“lesser party is socially defined as unequal” in a relationship that is “based in service to the
lesser party” as a kind of “raison d’étre [all italics in original]” and of which “the paramount
goal is to end the relationship” (1986, p. 4). This concept is applicable to the patient-doctor
relationship. Miller herself states for example, that the relationship therapist-client is
structured in the same way and she cites “a body of knowledge” and “the techniques for
acquiring certain kinds of knowledge” as examples of qualities that make a party “superior”.
The interdependence takes as long as the medical problem exists and sometimes only the
time of one consultation. For a patient enduring a long and complex treatment against
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cancer, the dependence from a doctor or doctors can take several years but the goal remains
for the inequality and thus, the dependence to be temporary: both actors are focused on
solving a (medical) problem. The situation of a chronic patient may, of course, be different
since then the dependence from a doctor may become a permanent characteristic of the
relationship and may lead to “permanent inequality” (Miller, 1986, p. 6). If not, the power
relationship could also be called “time-specific” (Morriss, 2008, p. 48).

An imbalanced relationship with a doctor having more “resource power”—which means that
the patient is more dependent on his doctor’s resources than vice versa—does not mean that
the patient is totally powerless but he may experience a sense of powerlessness.

In the next section, six factors strengthening the dependence of a patient from a GP’s
resource(s) will be discussed, of which four are related to increasing the dependence in a
direct way and two in an indirect way.

2.2.3.3 Six factors strengthening the dependence

In this section, the concept of “strengthening factors” is introduced (see Figure 3). Six factors
strengthening the dependence of a resource are identified: “uncertainty”, “perceived risk”,
“perceived severity”, “trust”, “legitimate authority” and “charisma”. The first four are
increasing the dependence on the resource in a direct way. “Legitimate authority” and
“charisma” are increasing the dependence on a resource in an indirect way, namely through
the perception a patient has of his GP. They are all six called strengthening factors since they

strengthen the patient’s dependence on the GP’s resource(s).

Patient Resource dependence GP
() () )
| | |
| | |
| | |
| | |

Strengthening factors

Figure 3: Strengthening factors are increasing the degree of dependence
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2.2.33.1 Four factors increasing the dependence in a direct way: uncertainty,

perceived risk, perceived severity and trust

Four factors increasing the dependence in a direct way will be discussed hereafter:
uncertainty, perceived risk, perceived severity and trust (see Figure 4).

Dependencies in
a direct way

Figure 4: Four factors increasing the dependence in a direct way:
uncertainty, perceived risk, perceived severity and trust

UNCERTAINTY - In medicine, certainty is an “illusion” (Gaissmaier & Gigerenzer, 2011, p. 30)
and even experts sometimes disagree between them (Gobet, 2016, p. 221). Deciding on a
therapy and treatment often means making choices between alternatives and this is complex
“when the probabilities of association between choices and outcomes are unknown. Such
decisions are said to occur in conditions of uncertainty” (Tedeschi et al., 1973, p. 56). Even
when medicine is based on evidence and therefore on proof, in social sciences proof very
often is provisional or an indication between events or statistics (Willems, 2013, p. 191). It
may reduce uncertainty (Goodman in Willems, 2013, p. 194), but it does not exclude it. In
medicine, decision-making is not a sheer rational process based on “analytical reasoning”
(Van Droogenbroeck, 2015, p. 435). As Mukherjee puts it: “The discipline of medicine
concerns the manipulation of knowledge under uncertainty” (Mukherjee, 2015). This is
illustrated by the fact that “most errors are mistakes in thinking” and not technical
(Groopman, 2008, p. 40). Arrow even considers uncertainty a key element of the whole
medical-care industry (1963).
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Since there is a “competence gap” between patient and doctor it can be assumed that
“uncertainty generally is greater for the patient” (Waitzkin & Stoeckle, 1976, p. 256). If so,
the uncertainty of the patient may increase the need for information and thereby, his
dependence on the doctor’s expert knowledge. Information can be defined “as that which
removes or reduces uncertainty” (Waitzkin & Stoeckle, 1976, p. 256). The “Uncertainty
Reduction Theory” mentions “control over resources” a “situation parameter” moving a
person to alleviate uncertainty: if actor A has the power to decide the cost or reward actor B
receives, actor B will feel the need to reduce uncertainty about the outcome: will he receive
the reward or not (Afifi & Matsunaga, 2008, p. 135). Not possessing enough knowledge
about the cause of an illness often creates uncertainty and anxiety for the patient (Walker,
2001, p. 177). The more uncertainty for the patient, the more dependence on the resource
(medical) information and the more powerful the doctor. This does not mean that the doctor
is not confronted with uncertainty (Van Droogenbroeck, 2015, p. 433).

Uncertainty can exist due to lack of information or knowledge by a patient or doctor for
example, on the interpretation of symptoms or on the required treatment, or due to an
abundance of information.

Since trust between patient and healthcare provider seems to be paramount to prevent
uncertainty (Mishel, 2008, p. 171), information on the trustfulness of the providers and the
reliability of the healthcare organisation is also important to decrease the patient’s
uncertainty.

That people—patients—seek to reduce uncertainty may seem evident but it is not (Afifi, 2010,
p. 100). There are circumstances in which a patient prefers uncertainty to certainty, for
example, in a situation of uncertainty about having a serious disease (Knobloch, 2008, p.
141). In such a case, a patient could avoid being informed and prefer not to know and keep
hope (Afifi & Matsunaga, 2008, p. 141). It can even be supposed that “certainty about
undesired information is itself undesirable” (Afifi and Burgoon in Afifi, 2010, p. 105).

PERCEIVED RISK - In a situation where there is no or only very limited uncertainty, there is no
dependence on the resource “information”. Indeed, a patient consulting his GP for a severe
cough probably does not have or only has a limited cognitive issue but simply wants
medicine or the permission to stay home to get better. The resource in this situation is the
doctor’s “licensed expertise” which allows him as a professional to “serve as gatekeeper|s] to
special resources” (Freidson, 1988, p. 304).

However, even in a clear-cut medical situation where disease and treatment are clearly
defined and agreed on, the dependence can increase due to the “perceived risk” of the
treatment or therapy. In the case of a patient undergoing surgery for example, one of the
resources creating dependence is “skills” and the level of perceived risk increases the
dependence. The perceived risk is related to the perceived vulnerability (Tate, 2010, p. 19) of
the patient. A decision is said to be risky “when the connection between acts and
conseqguences is probabilistic and the decision maker knows what the probabilities are”
(Tedeschi et al., 1973, p. 55). Anything a human being does or does not do involves risk-
taking (Feinberg, 1986, p. 101) and in medicine it sometimes cannot be avoided (Freidson,
1988, p. 162; Watkins, 1987, p. 168). Besides, it would seem that judging risks accurately
seems as difficult for laypeople, even if they are well-informed, as for experts (Slovic, 2000,
p. 153).
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PERCEIVED SEVERITY - Another factor increasing the patient’s dependence on the GP’s resources
is the “perceived severity” or “perceived seriousness” (Tate, 2010, p. 20) of the illness.
Studies indicate that people consult their GP “because of the severity of their symptoms, and
the effect of those symptoms on their life, but that an important additional factor is concern
about serious disease” (Campbell & Roland, 1996, p. 78).

TRUST - The concepts of “uncertainty”, “risk” and “perceived severity” bring us to the concept
of “trust”. As stated, social exchange theory is inspired by economic exchange and one of the
main differences is that actors are not bound by a formal contract. That is why the social
exchange between actors requires mutual trust (Blau, 1989, p. 315).

Giddens states that the basis for trust is “lack of full information” (1990, p. 32). This would
mean that a patient with full insight and full comprehension of all aspects of an upcoming
surgery would not feel any need to trust his surgeon. But even if a patient is fully informed,
the possibility of physical harm during the surgical operation persists due to the risk. Beck
defines risk as “the probabilities of physical harm due to a given technological or other
process” (2010, p. 4). Therefore, the need to trust the surgeon remains. “Trust may be
defined as confidence in the reliability of a person or system, regarding a given set of
outcomes or events, where that confidence expresses a faith in the probity or love of
another, or in the correctness of abstract principles (technical knowledge)” (Giddens, 1990,
p. 34).

Moreover, most laymen do not have the specialized expert knowledge the surgeon has and
then trust serves as a way to “reduce complexity” (Luhmann, 1979, pp. 24-31): “[...]
success—if it appears at all—does not appear till after the action, while there must be
commitment beforehand. This problem of time is bridged by trust, paid ahead of time as an
advance on success for a certain time [...]” (Luhmann, 1979, p. 25). This last description of
trust by Luhmann is close to how trust is defined in social exchange theory: “Since there is no
way to assure an appropriate return for a favour, social exchange requires trusting others to
discharge their obligations” (Blau, 1989, p. 94). It also links trust to commitment, a concept
that is also considered “a means of reducing uncertainty” and “tends to be correlated with
perceptions of trustworthiness of the actors involved in exchange” (Kollock in Cook et al.,
2006, p. 203). For Luhmann, trust is also linked to the motivation of an actor: Actor A trusts
actor B if he accepts the motivations for his behaviour (1979, p. 41).

In the next section, two factors increasing the patient’s dependence on a GP’s resource in an
indirect way will be discussed.

2.2.3.3.2 Two factors increasing the patient’s dependence in an indirect way:
legitimate authority and charisma

Two factors are strengthening the patient’s dependence in an indirect way: legitimate
authority and charisma (see Figure 5). Legitimate authority is linked to the perception the
dependent actor has of the actor possessing the resource and charisma to the powerful
actor’s personality.
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Figure 5: Two factors strengthening the patient’s dependence on the GP’s
resource(s) in an indirect way: legitimate authority and charisma

LEGITIMATE AUTHORITY - The concepts of “legitimacy” and “authority” are interlinked (Hearn,
2012, p. 22), legitimacy is a precondition for authority (Hearn, 2012, p. 23; Olsen, 1970, p. 7).
Therefore, in this study, they are considered one common concept “legitimate authority”.
Authority means that one or more actors “permit someone else to make decisions for them
for some categories of acts” (Lindblom in Scott, 2006, p. 20). Wrong cites Hobbes who
describes authority by making a distinction between commanding and counselling:
“Command is where a man says do this or do not this without expecting other reason than
the will of him that says it.... Counsel is where a man says do or do not this [italics in original],
and deduces his reasons from the benefit that arrives by it to him to whom he says it”
(Wrong, 2009, p. 35). To be legitimate, compliance to authority must thus be approved (Blau,
1989, p. 201; Haug & Lavin, 1983, p. 10) and “voluntarily” (Olsen, 1970, p. 7; Sennett, 1993,
p. 22; Stemerding, 1971, p. 152; Verhaeghe, 2015, p. 35) and it can be granted “explicitly or
tacitly” (Lindblom in Scott, 2006, p. 20).

Within the resource dependency theory, “resource power” is the result of dependence and is
not voluntary: the dependence of a patient from his GP is not intended, it is the consequence
of the need for a resource. But the resource gains in value if an actor A possessing the
resource is ascribed high credibility by an actor B depending on the resource. “The source
rather than the content of any particular command endows it with legitimacy and induces
willing compliance on the part of the person to whom it is addressed” (Wrong, 2009, p. 49).
With “the source”, Wrong means the actor (which he calls “the power holder”). An actor
then accepts his situation of dependence and endures it or accepts the situation of
dependence as “legitimate”, which means that the power is “accepted as being right,
correct, justified, or valid in some way” (Held and Beetham in Scott, 2006, p. 20). The
dependence of an actor B on a resource of an actor A considered as having legitimate
authority by that actor B is strengthened.
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If the basis of the authority is superior competence and/or expertise, Wrong calls it
“competent authority” and he calls the authority of a doctor “the prototype of competent
authority” (Wrong, 2009, p. 53) and “the doctor-patient relationship in solo private practice
[...] the most obvious illustration of competent authority” (Wrong, 2009, p. 55). Someone
may be an expert in a certain specialised domain; knowledge then is a pillar of his status
(Stemerding, 1971, p. 155). Status in its turn is on the one hand, the basis of “social respect,
importance, and prestige at upper levels of the hierarchy” and on the other, “carries
expectations of competence” (Fiske, Ames, Swencionis & Dupree, 2017, p. 180). It is related
to “stratification” which “creates unequal access to scarce resources” (Fiske et al., 2017, p.
174).

Olsen mentions three grounds “on which legitimate authority often rests [...] (a) Traditional
values, beliefs, norms, and customs, (b) Legal prerogatives established through more-or-less
rational agreements, and (c) special expertise or knowledge relevant to the situation” (1970,
p. 7). Mirrored to the patient-doctor relationship, it can be supposed that some patients
grant their doctor legitimate authority because they used to, just as their parents did (ground
a), they may grant “status” to the doctor. Maybe, they also do so because they know that a
doctor has “legislative control” (ground b) or because they recognise the doctor’s medical
expertise (ground c). The more grounds legitimate authority combines, the stronger it
becomes (Olsen, 1970, p. 7).

CHARISMA - The second factor strengthening the patient’s dependence on a GP’s resource(s)
in an indirect way is “charisma” which Brody calls “charismatic power” (1992, pp. 16-17).
Wrong calls it “personal authority” and states that it is based “on the one hand, on particular
traits and capacities of the power holder rather than on his or her social role or generalised
normative qualities, and, on the other, of deriving from the subject’s perception and
valuation of unique personal qualities rather than the power holder’s resources to coerce,
reward or provide expert advice” (2009, p. 61). Charisma is strengthening the source—the
actor—himself: a certain personality and personal qualities like “courage, decisiveness,
firmness, kindness” (Brody, 1992, pp. 16-17). Weber matches “extra-ordinary claims” and
even “revolutionary” characteristics to the concept since “[i]t breaks through the habitations
on which traditional power rests” (Berger & Berger, 1976, p. 289). Hillier stresses that
charisma is not limited to a personal characteristic but that it “may become a depersonalised
form of power, held for example by priests, independent of their personal qualities, or, it
could be said, by doctors” (1987, p. 204). With Brody, this study sticks to an “agnostic”
interpretation of the concept: “it neither rules out nor requires that divine grace be a source
of the physician’s personal power” (1992, p. 17). There need not be “devotion”, “sanctity” or
“heroism” (Goldhamer & Shils, 1939, pp. 172-173) to be called charismatic power.

Legitimate authority as well as charisma can lead to “prestige” which is linked to an actor’s
position or personality and his “role” in society (Bell, 1975, pp. 26-27) and to attributed social
status (Bracke, Van De Putte, Van Houtte & Vermeersch, 2013, p. 64; Vincke, 2004, p. 67).
Prestige is related to influence, not to power (Bell, 1975, p. 26).

Legitimate authority as well as charisma need not be problematic. Some patients accept their
influence and even consider it legitimate. At the same time, it is important to be aware of the
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fact that actors may accept them out of self-preservation or “opportunity benefits” (Bell,
1975, p. 78), or because obeying may be a way of “escaping risks and responsibilities”
(Crespi, 1989, p. 108). The acceptance of legitimate power may also be the result of the
“socialization process” and of “power-conditioning” (Bell, 1975, p. 79); it could be
“internalized” (Kelman in Stemerding, 1971, p. 31) or “interiorized” (Crespi, 1989, p. 100).
The decision to leave the decision to others is not always taken consciously and deliberately
(Bell, 1975, p. 78).

2.2.3.4 Two factors weakening the dependence: resistance and cost

In this section, two concepts will be discussed with the potential characteristic of weakening
the dependence: the concepts of “resistance” and “cost” (see Figure 6).

Resource

Dependence

Resistance

Figure 6: Factors weakening the dependence: resistance and cost

Let us first go back to the initial definition of power in the “resource dependency theory”: a
“Group or person A has power when A possesses a resource on which B is dependent, and B
cannot substitute a different resource for the one possessed by A” (Overbeck, 2010, p. 22). A
key question is: does B accept this dependence in this situation and thus, the “resource
power” of A over him at all costs? No, he does not.

2.2.3.4.1 Resistance

To understand the concept “resistance” in the “power-dependency theory”, it is important to
look at Emerson’s definition of power: “The power of actor A over actor B is the amount of
resistance on the part of B which can be potentially overcome by A” (1970, p. 32). Olsen
states that “the greater the resistance facing an actor the less power he will be able to wield”
(1970, p. 4). How can actor B resist the “resource power” of actor A?

If there is power, there is resistance (Scott, 2006, p. 25), so is said. In most cases an actor in a

situation of dependence and thus, of power asymmetry will try to stabilise the relationship
and he does that by “BALANCING OPERATIONS” .
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Emerson cites four “balancing operations” (Emerson in Cook et al., 2006, p. 195). They are
close to the four conditions for a resource to create dependence and thus, power, cited by
Blau earlier.

THE FIRST “BALANCING OPERATION”: “B can reduce motivational investment in goals (or value of
the resources) mediated by A [...]”. A patient with a bad hip depending on the resource
“skills” to get an operation for an artificial hip could learn to live with his handicap and
choose not to have an operation. By doing so, he eliminates the dependence.

In THE SECOND “BALANCING OPERATION” “B can locate alternative sources (e.g. actor C) for the
goals mentioned by A [...]”. This possibility seems rather theoretical. Since the dependence is
created due to the fact that there is no alternative for the resource outside the dyadic
relationship, finding alternative resources is not likely. The patient with the bad hip will
always remain dependent on the resource “skills” if he wants an operation. Of course, he can
change clinics and doctors but he will not be able to change his dependence on the resource
"skills” if he wants a new hip. Nevertheless, resource availability is important. If there is only
one surgeon with the expertise to do the operation, the patient will not even be able to
change clinics or doctors.

THE THIRD “BALANCING OPERATION” is: “B can increase A’s motivational investment in goals B
mediates (e.g., through status giving to A)”. The patient who needs a new hip is dependent
but the surgeon gets appreciation, experience and money in return. This does not decrease
the patient’s dependence on the surgeon’s resource “skills” but creates more balance in the
power relationship because some of the patient’s resources make the surgeon dependent on
his patient.

THE FOURTH “BALANCING OPERATION” Emerson mentions is “B can work to eliminate A’s
alternative resources for the goals B mediates (e.g. engaging in coalition formation or
another form of collective action with other actors, particularly other suppliers of the
resources A values)”. Let us imagine that the surgeon is also a clinical researcher and that the
new hip he wants to place is newly developed and the first of its kind, then the surgeon
needs a patient who agrees to participate in the medical experiment. In that moment, the
doctor becomes dependent on the resource—*“patients taking part in scientific research”.
This creates mutual dependence or interdependence. Again, it does not decrease the
patient’s dependence on the resource i.e. the “skills” of the doctor, but it increases the
doctor’'s dependence on the patient’s resource and thereby, tends to stabilise the
relationship.

“Balancing operations” are performed by both actors in the dyadic relationship. The
relationship is out of balance and asymmetrical in case one of the actors depends more on
one or more resources than the other. Power clearly is “a two-way, reciprocal affair,
involving relations of autonomy and dependence in both directions” (Giddens in Davis, 1988,
p. 105) and the way they find a solution will partially be determined by the actors’
characteristics and by longer-term relationships (Tedeschi et al., 1973, p. 32). The concept of
balancing operations is very close to what Scott cited in Lukes is describing: “a ‘constant
testing of the equilibrium’ in a ‘process of search and probing’ [...]” between rational actors
(2005, p. 127).
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The balancing operation of course, also differs from resource to resource. Going back to the
situation of the patient who needs a new hip and considering the resource “knowledge”
instead of “skills”, the patient could choose to get physiotherapy treatment by which he
hopes to solve the problem with his hip without surgery. He then goes to another medical
domain. The patient could also decide to leave behind traditional medicine and turn to
alternative medicine instead. He then chooses to seek help from another body of knowledge.
Of course, the question arises if in that case the patient is not simply exchanging one
dependence (from traditional medicine) for another (from alternative medicine).

Another option for the patient would be to try to acquire the knowledge himself, which
means to know as much about the surgery of a hip as the doctor or surgeon. In these three
cases, Emerson’s second “balancing operation” becomes a possibility.

If the patient in the same situation goes to the doctor to receive permission to stay at home,
the resource is the doctor’s “license to assign the sick role”. If the patient does not agree
with that legal right, he could turn to patient organisations to support him in contesting the
legal basis of the resource. The patient would then engage in “coalition formation” (Scott,
2006, p. 142) or another form of collective action to support him to undermine his
dependence on the resource “license to assign the sick role”. In that situation, the fourth
“balancing operation” would become an option.

In social exchange theory, resistance dynamics are thus considered to be balancing
operations between actors. The ways patient and GP resist their mutual dependencies is
extensively discussed later when discussing specific resources (see section 2.2.4), but it is
useful to take a moment to consider THE CONCEPT OF RESISTANCE IN GENERAL here.

It would be wrong to determine resistance only as something happening through open and
“explicit” confrontation. On the contrary, resistance can also be “implicit” and “subtle”
(Lemus, Spears, van Breen & Telga, 2017, p. 157). Inspiration is found in Scott’s analysis of
resistance by peasants during the two years (from 1978 to 1980) he spent in a Malaysian
village (1985), a study that has inspired already many more scholars before (Tilly, 1991, p.
596). Scott’s ethnographic research identifies class struggle as the base of the resistance and
for his analysis he takes a Marxist stand vis-a-vis the struggle between the peasants and the
oppressors. Scott formulates different types of resistance that seem interesting for this
study, amongst others because he focuses on the daily life of the peasants. Scott ascertains
that collective open action is for different reasons avoided not in the least because the
peasants depend on the landlords to earn a living. But instead of undergoing their situation,
they have, concealed behind a mask of conformity, developed a variety of anonymous and
hidden forms of resistance (Scott, 1985, p. 284). Wartenberg defines resistance as “the
attempt by the subordinate agent to change her circumstances in regard to the dominant
agent so as to diminish the dominant agent’s power over her” (1990, p. 102). Including an
“attempt” he joins Scott stating that resistance is intentional (1985, p. 290) and that “it
focuses on intentions rather than consequences”: the resistance does not need to be
effective to be called resistance.

Scott’s analysis “Weapons of the Weak” mentions “routine resistance”, “primitive
resistance” and “symbolic resistance”. An effort will be done to apply these forms of
resistance to the patient-GP relationship.
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“ROUTINE RESISTANCE” stands for “a constant process of testing and renegotiation of production
relations between classes. [...] [T]here is a never-ending attempt to seize each small
advantage and press it home, to probe the limits of the existing relationships [...]” (1985, p.
255). A patient then would be questioning every clear-cut evidence he experiences in
healthcare.

“PRIMITIVE RESISTANCE” is defined by Scott as “the nearly permanent, continuous, daily
strategies of subordinate rural classes under difficult conditions" (1985, p. 273). A patient
would have a continuous feeling of injustice or wrongdoing in healthcare that will stay as
long as nothing fundamental changes in the healthcare system.

“SymBoLiC RESISTANCE” is the third form which Scott mentions and it stands for “malicious
gossip, character assassination, nicknames, rumours [...]” (1985, p. 282): “as a form of
resistance [..] gossip is a kind of democratic “voice” [quotation marks in original] in
conditions where power and possible repression make open acts of disrespect dangerous”. A
patient would comment ironically on his doctor’s arrogance on his Facebook page, blog or to
family and friends,hereby “damaging the GP’s reputation” (Keltner, 2016, p. 6). “By laughing
at the professional, he is degraded”, write Webb and Stimson, and it is done to “redress the
imbalance” as a kind of defence against a person’s powerlessness (1977, p. 120). Just as
“reputations are amplifiers of the capacity to influence” (Keltner, 2016, p. 56), by corroding a
GP’s reputation a patient can try to decrease a GP’s influence. Even “excessive politeness”
(Clegg, 1989, p. 208) could be considered a form of symbolic resistance.

Scott’s 3 forms of resistance do not subvert the basic power relationship but they challenge
and pressurise it. They illustrate that compliance does not exclude “rebellion” (Tilly in Lukes,
2005, p. 124). Moreover, Scott writes about “full transcripts” in contrast to “public
transcripts” (Scott in Lukes, 2005, p. 125): “[...] to talk to the poor alone or in small groups
where they are among friends. Only then does one encounter that part of the full transcript
that would, if openly declared in other contexts, jeopardise their livelihood” (Scott, 1985, p.
284). In a hidden and therefore relatively safe environment the peasants dare to speak up.
This could perhaps be compared to a situation where a patient consults alternative medicine
or asks a second opinion without telling his GP. Lukes states that this is “a story of interaction
between rational actors” characterised by “a ‘constant testing of the equilibrium’ in a
‘process of search and probing’” (2005, p. 127). Lupton also acknowledges “that the medical
encounter involves a continual negotiation of power that is contingent upon the context in
which the patient interacts with the doctor” (1997, p. 104). This description brings us back to
Emerson’s balancing operations.

The notion of resistance supposes that an actor wants to equalise the mutual dependence
and resists one-sided dependence. Analysing the power relationship between men and
women, Miller states that if a woman accepts the man’s conception of her, “she will not
recognise that there is a conflict of interests or needs” (1986, p. 14). Mirrored on the patient-
doctor relationship it would mean that if a patient in a situation of unequal dependence
accepts the situation and does not identify the situation as conflictual, they may not feel the
need to resist. This could be the case of a patient stating that “the doctor knows best”.
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This section highlights two important points. First, there is the finding that being dependent
and even being or feeling powerless does not equal being passive and undergoing oppression
without batting an eyelid. Being highly dependent and thus, being powerless does not
exclude resistance: “acceptance by social actors of the legitimacy of power over them does
not imply that they cannot attempt to moderate its effects” (Barbalet, 1985, p. 531). Second,
resistance is not just a matter of open conflict, but can be expressed by a varied number of
“micro expressions” of resistance. Resistance can have many faces.

2.2.3.4.2 Cost

Resistance is one way to react to dependence. But even if an actor has no alternatives and
feels obliged to appeal to the resource and thereby, has to accept the dependence and thus,
the “resource power” of the actor possessing the resource, an actor does not accept the
dependence at all costs. Social exchange can be rewarding for actors but it is always a matter
of weighing the rewards and the costs, for actor A possessing a resource as well as for actor B
being dependent on the resource of actor A.

The patient with the bad hip gains knowledge, skills, good health and gives appreciation,
esteem, social approval and money in return. The doctor gets paid, builds a good reputation,
gets job satisfaction and a loyal and thus, potentially returning customer. It costs him time to
treat the patient, investment in training, education and in surgical equipment. This is a
mutually rewarding transaction for both actors as long as they both accept the rewards and
the costs.

Indeed, an actor may continue an activity only as long as the reward outweighs the cost
(Homans, 1973, p. 60). Let us imagine that the patient needs a very well-designed hip and
that there is only one surgeon with the expertise to perform the surgery. The patient
consults the surgeon who behaves in an extremely arrogant and disrespectful way towards
the patient during the consultation. It is possible that the patient does not want to be
operated by that surgeon even knowing that he is the only one capable of performing the
operation: the cost is too high. Maybe, the patient will accept the surgeon’s behaviour the
first time, but “the more cost Person [Homans’ description of an actor B] incurs in emitting
an activity, the less often he will emit it” (Homans, 1973, p. 60). Even if actor B is in real need
of a resource of actor A, a situation could arise whereby actor B rejects the resource and
thus, the dependence and the power of actor A because of the “cost”. In that situation, actor
B may switch to alternative treatment to surgery, and that alternative also may come at a
cost: the cost for the patient refusing the surgery by the arrogant surgeon may be that he has
to adapt his goal and accept living with a handicap.

But in the foregoing example, the surgeon also is confronted with a cost since due to his
arrogant behaviour he has one patient less. This illustrates that even actor A, holding a
resource of which actor B is dependent, is confronted with the concept “cost”. It may well be
that this actor A is powerful due to actor B’s dependence, but if actor A fully exposes his
power, the cost for actor B can become too high and he may choose an alternative option to
avoid being dependent on actor A’s resource. So exercising “resource power” may come with
a cost too.
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In the next section, the resources on which patient and GP depend on the macro-, meso- and
micro-level and their resistance against their dependence will be enumerated.

Thanks to the overview of all resources of dependence of patient and GP, it will be easier to

situate the resource (health) information in the dynamic of dependencies and to estimate its
importance.
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2.2.4 Resources of dependence and resistance on the macro-, meso- and
micro-level

In this chapter, an overview is provided of the resources of dependence for the patients and
GPs and their resistance against their dependencies on three levels: the macro-level (society
in general), the meso-level (healthcare) and the micro-level (the interpersonal relationship
between patient and GP) (see Figure 7 below). It would be incomplete to consider the
patient-GP relationship without considering the broader societal context (Krause, 1978, p. 1).

Interpersonal

Healthcare

Society

Figure 7: Resources of dependence on the macro-, meso- and micro-level

The sequencing between these three levels does not in any way represent a ranking. It only
serves as an arrangement for making a clear analysis and thus, it is a subjective choice to
rank an element on a specific level. Neither does it mean that these levels are considered as
separate. On the contrary, as mentioned before, this study agrees with Giddens’
structuration theory, where he states that the human agent and society are “constituted in
and through recurrent practices” (1982, p. 8) and that none of them has “primacy” over the
other. That is the main reason why it is considered important to distinguish the three
different levels: one may be influencing the other and they all congregate within the patient-
doctor relationship. Some resources of dependence will come back on different levels.

Trying to sum up and discuss the dependencies of patients and GPs and their ways to resist
their dependence on these three levels is an ambitious enterprise. Many of the mentioned
resources and forms of resistance could indeed be subject of a study on themselves.
Nevertheless, this challenge was taken on because the fact that resources of dependence
and forms of resistance exist on the three levels, as will become apparent, is exactly the
point. To avoid unnecessary dwelling, not every resource of dependence or way to resist will
be treated in all its aspects. The main objective is to identify and situate them. Additional
exploration is unnecessary to underpin the theoretical context of this study.

In the overview the dependencies are not extensively repeated per level. On each level, the

dependencies are elucidated on the first level they occur. For example, the dependence of
patients and GPs from technology is discussed on the macro-level while it also affects the

51



meso- and micro-level. Nevertheless, it is only discussed on the macro-level and just
mentioned on other levels to avoid unnecessary repetition.

This long chapter concludes with an overview of all resources of dependence and the related
resistance on the three levels. Per chapter, first the resources of dependence and then the
resistance against them will be covered.

For reasons of clarity, each section opens with a graphic overview after which the
explanation follows.

2.2.4.1 Resource dependencies on the macro-level

2.2.41.1 Resource dependencies

On the macro-level, four resources linked to citizens in general are mentioned. A patient and
a GP are considered citizens in peculiar situations or roles. The research will mention the
dependence from the state and its financial resources, bureaucracy, technology and from a
healthy environment (see Figure 8).

The state & Financial
resources

A healthy

X Bureaucracy
environment

Technology

Figure 8: The citizen’s resources of dependence on the macro-level

Dependence on the state and its financial resources

A basic resource in health on a societal level is simply “money” (Annemans, 2016). On the
macro-level, the state and the politicians decide “who will share in the benefits of state
resources and what form these resources will take” (Swift, 1984, p. xiii), also in the field of
healthcare (Nordenfelt, 1987, p. 122). An individual patient or GP has no direct influence on
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this. Of course, consumer organisations, patient groups, pharmaceutical companies and
pharmaceutical organisations, doctors unions, insurance companies and other special
interest groups (Krause, 1978, p. 228; Slovic, 2000, p. 324) are able to lobby—and are
lobbying—for example, to have certain medication reimbursed by the government (this is
mentioned on the meso-level), but it is exceptional for a patient to achieve this on his own.®
Individual choices by consumers are structured by powerful corporate interests in the
brewing, food, tobacco and pharmaceutical industries (Ranade, 1997, p. 17). From a Marxist
point of view, Navarro states that the social class is “a primary determinant of political
behaviour” (1978, p. xiv) and that the autonomy of the “medical sector” is relative since it is
in the first place determined by forces “outside—not within—it [Italics in original]”. Law and
financial resources are assumed to be linked to the values endorsed by the political class in
power and the question is whether these values always coincide with the needs of the
average citizen-consumer-patient (Krause, 1978, p. 260). In Belgium, for example, recent
governments seem to prioritise limiting expenses in the field of healthcare (Vos & Van
Damme, 2009, p. 79) and this would make one wonder if budgetary concerns of patients or
GPs are given the same priority.

The usage of the financial resources is translated in law or is foreseen in laws, which is always
a complex process only accessible for those knowing the ins and outs of the legal
proceedings. Moreover, lawmaking and the allocation of resources is the result of a political
battle between proponents and opponents, influenced by a wide variety of interest groups
and often by media pressure and with technical experts playing the main part (Krause, 1978,
p. 275). Allocating financial resources within a restricted budget for social security is “a zero
sum game”, “helping one group means hurting another” (Krause, 1978, p. 96). Healthcare
budgets are limited and the scare resources therefore have to be “rationed” (Armstrong,
1994, p. 109). Mainly due to the governments’ ambitions to reduce expenses in healthcare
(Willis, 1989, p. 212), the control over populations in general (Devos, 2010, p. 22) and over
the medical profession is high.

Increasing governmental control is felt by the medical profession. Doctors complain very
often about the increasing paperwork they have to process be enabled to do their jobs (Ofri,
2013, p. 155). A survey carried out by the bimonthly Belgian periodical for GPs, Artsenkrant,
promoted in its editions of October 23th and 30”‘, 2015 and November 13”’, 2015 with 1,811
respondents, concluded that increasing administrative pressure was the n°l cause of
burnouts with doctors among 64.6% of the participating GPs in general and 72.3% also
indicated it as the most important cause (Verrijken, 2015b). Research undertaken by the
Dutch institute, NIVEL published in December 2017 concluded that almost two thirds of the
Dutch healthcare providers considered the level administrative pressure as too high (de Veer,
de Groot, Brinkman & Francke, 2017).

The profession’s autonomy has always been shaped and controlled by the state (Freidson,
is appropriate. Since the government
develops the legal context in which doctors work, allocates the financial resources and steers

I"

1973, p. 23) and in this context the word “contro

the resulting bureaucracy, it also has the coercive power to direct the working conditions of

6

In March 2013, Belgian media revealed that the media attention for the 7 year old Flemish Victor Ameys and the question if the
purchase of his extremely expensive but life-saving medication will be refunded has been instigated by a communication agency
commissioned by the pharmaceutic company producing the medication.
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the medical profession and its practitioners. Medical diagnosis clearly remains the monopoly
of the doctors, but the government intervenes even in the way doctors prescribe treatments
and medications. Given that evidence-based medicine became the basis of medical
treatment (Tousijn, 2006, p. 475), doctors have to be able to demonstrate that “their actions
[are] consistent with accepted medical practice” (Willis, 2006, p. 423). Some consider this an
attack on their independence and have the feeling of being forced towards “cookbook
medicine” (Ofri, 2013, p. 131). For example, since 2005, Belgian law obliges doctors to
prescribe a minimum percentage of inexpensive medicines out of the total volume of
medicines they individually prescribe. Doctors not attaining the mandated percentage are
“monitored” and fines, suspension and a reduction of fees may be the result (Callens, Van
Leuven, et al., 2015, p. 527). This example illustrates at the same time that the dependence
from the state should not always be considered as something negative. The intention of the
state here is of course to limit healthcare expenses, but also to offer affordable care to
patients. Another example is how the Belgian state controls COPD treatment (chronic
obstructive pulmonary disease). By defining conditions for the reimbursement of the
treatment, the state again tries to achieve a double objective: avoiding unnecessary
healthcare expenses and increasing the quality of healthcare. This shows that in certain cases
the dependence works to the patients’ advantage.

The government also strives to influence medical diagnosis by organising public campaigns
and by sensitising the general public and the patients to be critical about their health and
healthcare. Doctors working in hospitals and other healthcare organisations are confronted
with increasing “managerialism” (Irvine, 2002, p. 37; Tousijn, 2006, p. 474), albeit that this
does not necessarily decrease medical dominance (Boyce, 2006, p. 532). Clinical autonomy is
under pressure (Newman & Vidler, 2006, p. 199) to become more efficient and effective
(Nettleton, 2013, p. 183) and therefore, the |leadership of healthcare
organisations—stimulated by the government and supported by advanced technologies,
(Webb, 2003, p. 225)—is interfering more with the way doctors carry out their work and
diagnose diseases. “Consumer interest” may serve as justification for the interference by
governmental bodies (Irvine, 2002, p. 38). The same goes for GPs, whether they are working
in an independent practice or not. Mainly motivated by budgetary arguments but also by the
ambition to improve the quality of healthcare, the Belgian government will predictably try to
increase its control over the medical profession even further in the coming years. The
medical profession’s claim to “self-governance” and “self-policing” (Ladd, 1983, p. 216) has
become corroded.

While both patient and GP will be confronted with government policy and decisions during a
patient-GP consultation or during the patient’s medical treatment, their opportunities as
individuals to influence this policy are accordingly extremely limited. Patients and GPs
depend on the financial resources provided by the government, on the legal resources
assigned to administrators, healthcare organisations and carers and on administrative
regulations adopted by administrative agencies. The “decisional distance” as Foucault has
called “the distance between a decision taken and the individual concerned” (1994, p. 373),
is vast.
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Dependence from bureaucracy

Once the state has allocated society’s financial resources, it is bureaucracy that holds the
purse strings. While a patient or GP could try to influence a political decision by, for example,
broaching an issue with the press, bureaucracy—translating governmental decisions and laws
into administrative rules—does not even allow that direct kind of influence. It hides itself
behind its independent expert knowledge (Weber, 1967, p. 233) and dictates administrative
rules without any escape, perhaps except—as said—by transforming an administrative issue
into a political one. In his analysis of “Technocracy”, Meynaud underlines that
“technocrats”—the word he uses for experts in public service—use different means to
influence the political decision makers. With that he posits that experts within bureaucracy
even “acquire their own powers”, often invisible for public scrutiny (Meynaud, 1968, p. 13).

As a result of resource allocation, bureaucracy tends to centralise its power (Stanley, 1978, p.
126). It tries to redistribute interdependencies (Elias, 1971, p. 34), but by offering security to
patients in exchange for dependence today’s social security (Foucault, 1994, p. 366) creates
“welfare dependants” (Dean, 1999, p. 60; Brickman et al. in Walker, 2001, p. 129). For a
patient, being independent from the social system could mean “[...] refusing a total
subordination to the same social system which grants us the essential resources for survival”
(Crespi, 1989, p. 102).

The trend towards more bureaucracy is not new and not exclusive to the healthcare sector.
Medicine is getting more and more complex (Mechanic, 1976 p. 1). The more a government
has the ambition to control, the more bureaucracy it needs to achieve this ambition:
bureaucracy “as an instrument for ‘societalizing’ relations of power [...]” (Weber, 1967, p.
228). In societies obsessively trying to reduce any form of risk (Oliver, 2010, p. 78) for itself or
for its citizens, the urge for safety is growing and leads to even more bureaucracy (Slovic,
2000, p. 246), regulation and control (Power, 2004, p. 23). Limiting expenses is in healthcare
one of the major motivations for governments to lock healthcare providers and organisations
in a straitjacket of regulations and “organizational control” leading to an “audit explosion”
(Power, 1997, p. 66). While transparency, accountability and healthcare quality are said to be
the objectives, the consequential whiff of distrust risks killing engagement and its excessive
attention for regulations, processes and procedures risks pushing the healthcare offer away
from its initial objective: helping people. Exorbitant control over healthcare organisations
obliges these to allocate an increasing amount of funds to administration instead of care for
patients. Bureaucracy and its unaccountable auditors (Power, 1997, p. 146) with their power
to control and sanction risks replacing the heart of the healthcare organisation.

Doctors are “managed” by bureaucracy (Furst, 1998, p. 228). Bureaucracy is also a source of
dependence for the individual GP. Many Belgian (and Dutch) GPs complain about the
numerous administrative requirements they have to respond to (van der Zee, 2002).
Bureaucracy controls each individual GP and prescribes the administrative context in which
he has to work. With governments under pressure to limit healthcare costs, increasing
control on healthcare spending is not surprising since “each physician controls a significant
amount of the resources” (Jonsen, 1983, p. 281) and within a global financial envelope for
healthcare, money spent for one thing is always at the expense of something else. An
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individual GP as a “practising professional” may well have some control over the resources at
hand during a consultation (Freidson, 1986, p. 213) but has not the least amount of control
over the general allocation of resources on the macro-level.

Bureaucracy is the fruit of governance and the government's’ vision on democracy and
citizen participation (Townsend, 1998, p. 10). It is up to the government and bureaucracy to
stimulate the empowerment of its citizens by transparency and participation (the concept of
empowerment will be discussed in section 2.2.6). The Belgian law on public administration
(“Wet op Openbaarheid van Bestuur”) (Binnenlandse, Zaken, Openbaar & Ambt, 1994) giving
Belgian citizens the legal right to be informed about matters of administration eroded the
“Informational control” (Krause, 1978, p. 115) of Belgian bureaucracy and the Belgian
government has organised ways for citizens to stand up for their rights, as for example
ombuds services (also see “Resistance of patients on the meso-level”, section 2.2.4.3). But
these measures do not change the citizen’s dependence on bureaucracy. This is illustrated by
the case of the Belgian citizen, Frank Meersseman (Vankersschaever, 2016). As a cancer
patient, he wanted to participate in a clinical trial in France but his health insurance fund did
not supply him with the form he needed to participate. He suffered from cancer of unknown
primary origin and doctors predicted that he would live no longer than 12 months if he were
to be treated with chemotherapy. The treatment he could receive in France was not offered
in Belgium and his doctors strongly advised him to get the French treatment. He totally
depended on the goodwill of his health insurance fund, the Belgian Social Security, his
insurance company, [...], that is to say, from bureaucracy.” Another example is that of Ronald
Brus. In 2012, he was told that his father had lung cancer. He learned that medecines were
available in the United States that might help his father. His father died “before he could take
all the necessary bureaucratic hurdles” (Draulans, 2016).

Dependence on technology

Technology is another resource of dependence that merits attention. Technology has
become an integral part of daily life (Lash, 2002, p. 176), at least for many people in Western
European societies. Technology has developed as long as human beings have existed but the
“pace of change and its pervasiveness in all areas of our lives [ltalics in original]” are
remarkable (Shirlynn & Oskamp, 1990, p. 9). Countries or regions investing less in their
communication infrastructure could be confronted with a so-called “dollar divide” (Adams &
Smith, 2015, p. 137) or “global digital divide” (Adams & Smith, 2015, p. 141). Resources are
unequally distributed and increasing the distance between the “haves” and the “have-nots”.
This illustrates how a situation linked to technology on the macro-level can also be felt on
the micro-level.

7In email dated September 7, 2016, Mr. Frank Meersseman stated that he finally was allowed to participate in the French clinical
study after a “Kafkaesque” experience consisting of, amongst others, the intervention of a lawyer and letters to the Belgian Minister
of Health and the Belgian King. In email dated April 1, 2018, his wife stated that Frank Meersseman died on January 5, 2018 and that
they always have been persuaded that the clinical trial in Paris allowed him to live 12 months longer.
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In Western European societies, “the Internet of things” technology (Schnitzler, 2015, p. 133)
can even be used for the smallest household chores or task like vacuuming, creating a
shopping list, opening the front door of a house or increasing the temperature in a living
room from a distance. Some state that this trend makes people independent from all kind of
uninteresting and boring tasks, resulting in more free time and some even call today’s
technology “the determining factor in all the problems which we face” (Ellul, 1980, p. 242).
Some scholars go even further and call today’s technology “self-generating”, which means
that it has become a kind of autonomous organism (Kelly, 2010, p. 12) and ICT “persuasive”,
which stands for information and communication technology consisting of “interactive
computing products created for the purpose of changing people’s attitudes or behaviours”
(Fogg, 2003, p. 5). If so, the Internet would have a huge influence on and even steer the
patient-doctor relationship. Other scholars state that technology creates “knowledge
monopolies” (Harold Innis in Tsatsou, 2014, p. 42) and dependence (Shenk, 1997, p. 43), and
that it controls our lives (Pariser, 2011, p. 218). A cashier in a supermarket is no longer able
to add up the bill without a pay desk and how would a doctor today diagnose a patient if it
was not for technology?

Some scholars state that technological innovations are “more effect than cause” (Wallace,
1999, p. 234) and technology would only be accepted and used if the social context supports
it (Achterhuis, 1992b, p. 215), which means that technology remains dependent on people.
The information society would even create an “information gap’ [...] between the producers
and users of the new technology and those—ordinary citizens, semi-skilled operators, Third
World countries—who are its (their) passive clients, customers and consumers” (Kumar,
2004, p. 116). The idea of a “knowledge gap” (Nordenstreng, 2004, p. 257) due to
information technology is striking knowing that bridging that gap is exactly one of the
important triumphs a lot of cyber-optimists attribute to the information society. Moreover, it
has been stated that it is ironic “that the information age [has] spawned such an uninformed
and uninvolved population” (Kohut in Shenk, 1997, p. 65).

Medicine is relying more and more on technology (Tauber, 1999, p. 4). Are doctors becoming
overdependent on technology for their diagnosis (Reiser, 1978, p. 158) and treatment
(Gadamer, 1996, p. 20), of which the stethoscope is one of the earliest examples (Postman,
1993, p. 97)? It would seem that doctors today cannot “carry all of their technology in a little
bag anymore”, since “various aspects of the allocation or use of these technologies are now
evading their grasp” (Cobum, 1994, p. 159). Some link the increasing presence of technology
in medicine to the decline of authority of doctors. It would make them technicians instead of
experts (Argyris & Schon, 1974, p. 148; Tallis, 2005, p. 242) and the physicians would be
“estranged from [their] own judgement” (Postman, 1993, p. 101). The growing use of
technology (Krause, 1978, p. 117) to diagnose and treat patients seems to also create an
unsurmountable dependence of patients on the users of the technology and for the most
part, these users are doctors. Moreover, the medical profession can autonomously decide
which techniques to use (Freidson, 1973, p. 45), with only other doctors allowed to question
the used technique (Freidson, 1973, p. 46).

In addition to the advantages of medical technology, Tenner underlines the possible
unforeseen consequences (1997, p. 52). He mentions that there is an “overreliance on tests”
and how technology requires more “vigilance and craftsmanship” and “an unusual degree of
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attention”. At the same time, he warns against the “repeating effect”, software “failing to
signal dangerous conditions” and delivering “too much or too little medication, or by sending
too many false alarms”, and against a decreasing attention for “fatiguing, repetitive, and
familiar low-technology duties that the pressure of working with new systems make it easy —
but dangerous — to ignore”.

Linked to today’s development of technologies, there is also today’s media culture. The
“information society” is characterised by being “networked” (Castells, 2009, p. 25) and by the
means of “mass self-communication” distinguishing it from the traditional mostly “one-
directional” mass communication. Today’s communication combines mass communication
with messages that are “self-generated” and retrieved from the Web and “self-selected”
electronic communication networks, and “self-directed” towards receiver(s) (Castells, 2009,
p. 55). Today’s new convergent communication technologies are characterised by uncoupled
time and space and by global simultaneity (Thompson, 1995, p. 32), easier “action at a
distance” (Thompson, 1995, p. 100) and “mediated experience” (Thompson, 1995, p. 233).

Today’s ICT environment may lead to “internal erosion of the legitimacy of knowledge”
(Lyotard in Smart, 1993, p. 127). Information seems to have become a widely available
commodity which makes some scholars ask whether Habermas’ concept of “the public
sphere” is applicable today (Garnham, 2004; Keane, 2004; Papacharissi, 2004). While it is
ascertained that there is a “revolution of communications” (Leed, 1980, p. 59), this does not
necessarily lead to “a new society or [to new] social conditions” (Leed, 1980, p. 60). It seems
to be accepted by scholars studying culture and technology that the relationship between
society and ICT’s is mainly a matter of “mutual shaping” (Slack & Wise, 2011, p. 143; Tsatsou,
2014, p. 38).

While new media technology is attributed with some democratising effects, others stress the
“disciplining” effects. Instead of mainly creating a wide variety of ways for people to become
empowered, Internet technology allows governments, corporations, [...] to gain an insight
into the characteristics and the behaviour of its users through their access to sometimes
extremely personal data and thus to increase their influence. It is not the first time that this
has been associated with Foucault’s interpretation of Bentham’s panopticon (Gabriels, 2016,
p. 85; Schnitzler, 2015, p. 96): the users are continuously monitored by unclear agencies
without always being aware of what is done with the information. Is there not any risk for
more (state) control, propaganda, censorship and surveillance (Morozov, 2011, p. 82) instead
of more (citizen) empowerment? With regard to Foucault’s concept of “disciplining”, it must
be underlined that Foucault considered control through observation only one element of the
disciplining system. He sees disciplining as a whole system of power instruments—“micro
powers”, “microphysics of power”—as there is a categorisation of space and time, the link
between body and object and sanctioning based on norms (2010, p. 247). Governments,
large organisations and others would increase their power because they can determine
which technologies will be applied while the power of individual patients and doctors may
decrease because they lose control over the “local availability of particular technologies”
(Cook-Deegan, 1988, p. 127).

Was McLuhan right when in 1964 he predicted—thus before the full development of the
Internet—that technology would reshape society and humans would be shaped by the
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communication tools they are using more than by their content (McLuhan & Fiore, 1967, p.
8)? Oris “new digital media” simply a matter of remediation of “old media” (Bolter & Grusin,
1999)? If McLuhan was right, the Internet as a source of health information would have a
huge influence on the patient-doctor relationship.

While the discourse about the influence of technology on society is often expressed in
extremes, more and more scholars in the philosophy of technology seem to consider the
relationship between people and technology rather as an interaction (Verbeek, 2011, p. 62),
as mediating between both: “technology shapes the relationship between people and their
environment since it co-determines how people act and make contact with their
environment” (Verbeek, 2005, p. 70).

The philosophy of technology (Achterhuis, 1992a) and the study of the meaning of
technology and its relation to humans and society has become a separate, independent
domain of thinking. In this section, the subject has only been treated briefly. The Web and its
relation to its users will be elaborated in greater detail in section 2.3.

Dependence on a healthy environment

The fourth resource of dependence on the macro-level is the dependence on a healthy
environment. This is related to globalised risks. Besides the concept of uncertainty, the
concept of perceived risk has previously been mentioned as important in the frame of the
resource dependency theory. Even on the macro-level, the concept of risk plays a role in the
context of the so-called “risk society” (Beck, 2010), which brings us to another resource of
dependence that is considered of importance on the macro-level. By analysing society from
the perspective of risk, Beck ascertains that global risks have become incalculable and de-
localised, such as climate change, nuclear waste and financial crises. This creates “global
interdependence” and—again—uncertainty (2006, p. 336). Beck states: “The escalating
scarcity of health will drive even those still well off today (in health and well-being) into the
ranks of the ‘soup kitchens’ provided by insurance companies tomorrow, and the day after
tomorrow into the pariah community of the invalid and the wounded” (2010, p. 40). While
science is extremely important to formulate an answer to the risk challenge, its power
declines (2010, p. 165) since the sciences “are less and less capable of satisfying the need for
security among the customers under pressure to make decisions” (2010, p. 173) and so does
the power of politics (2010, p. 191). Our society is described as “characterized by a ‘politics of
anxiety’” (Turner in Nettleton, 2013, p. 50) and the more efforts are made by industrialised
nations to make society safer and healthier, the more people have become concerned about
risk (Slovic, 2000, p. 390). While ever more patients seem willing to decide to take their
health-related problem into their own hands, at the same time there may be a (feeling of)
loss of control over the healthiness of their environment and consequently, on some of the
global sources of ill-health. Breast cancer patient, Sylvie Van Damme, raises the issue in an
opinion piece in the Flemish newspaper, De Standaard (2016). She has adapted her
behaviour to avoid future health problems but she is still wondering who is doing something
about the sources of bad health outside her reach such as air pollution, pesticides in
vegetables and chemicals in clothes.
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The lack of trust in expertise and in expert systems (Giddens, 1990, p. 125) may feed the
uncertainty about the globalised risks and the healthiness of the environment.

2.2.4.1.2 Resistance against the dependencies

The dependence of citizens—including patients and GPs—on financial resources and on the
system does not mean that they accept the dependence without a murmur. Being
dependent does not equal accepting the dependence on the institutions or politicians in
control (Lash & Wynne, 2010, p. 6).

Two interrelated forms of resistance will be discussed: resistance labelled as “symbolic
resistance” (Thompson, 1995, p. 16) and actual resistance.

Applying the “resource dependency theory”, actual resistance can be considered an effort to
change the balancing operation to the advantage of those who resist, which means that the
resistance has the intention of decreasing the dependence; it is aimed at action. “Symbolic
resistance” on the other hand, is a form of “self-expression” (Thompson, 1995, p. 16):
through communication, those who resist show that they have an attitude of resistance. Let
us clarify with an example. Consumer advocacy forms a counterweight against the
dependence from bureaucracy. It has the potential to change the dependence and is
therefore, called resistance. Consumer rights are a concrete result of amongst others
consumer advocacy. However, the mere feature of citizens becoming more vocal, self-
assertive and offensive in their communication with bureaucracy may influence their ways of
communicating with bureaucracy, but does not necessarily change their dependence on it.
The resistance is only felt in their attitude and communicative behaviour and is therefore
considered symbolic.

The different forms of symbolic and actual resistance will be discussed in the next two
sections. (Figure 9 on the next page) offers a graphic overview. Consumer rights are related
to actual resistance, the other forms mentioned are related to symbolic resistance. The
forms of resistance can of course overlap.
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Figure 9: The citizen’s resistance against his dependencies
on the macro-level
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2.2.4.1.2.1 Symbolic resistance

Let us zoom in on “symbolic resistance” first, expressed by citizens in general, including
patients as well as GPs.

The trend towards coNsUMERISM started before the development of the Internet (Cullen,
2006, p. 137). The “symbolic resistance” is expressed in the assessment that consumerism
has increasingly become a characteristic of social life in democracies (Castells, 2009, p. 118;
Henderson & Petersen, 2002, p. 1; Papacharissi, 2010, p. 90; Trappenburg, 2013, p. 297) and
that “consumers are becoming an increasingly important countervailing force” (Hartley,
2002, p. 181). In healthcare, this is illustrated by the denomination of a patient as a “client”
or a “consumer” (Henderson & Petersen, 2002, p. 2). Many definitions of consumerism exist
and the concept could be considered a social movement and a way of life as well as an
ideology (Shaw & Aldridge, 2003, p. 35). Consumerism is defined by the Concise Oxford
English Dictionary as “the protection or promotion of the interests of consumers” and as “the
preoccupation of society with the acquisition of goods” ("Concise Oxford English Dictionary,"
2004, p. 307). Baudrillard describes how our consumer societies increasingly operate around
the acquisition of goods; happiness is defined as possessing them and equality is translated
as the ability for everyone to acquire the goods (1970). In this “society of consumers”
(Bauman, 2011, p. 11), freedom of choice and making choices (Bauman, 2011, p. 85) is “the
new obligation” (Bauman, 2011, p. 74). The focus lies on rights more than on obligations
(Childress, 1982, p. 70; Rothman, 2009, p. 147). Consumerism transforms society into a
marketplace and citizens into consumers for which consuming is “the very purpose of
existence” (Colin Campbell in Bauman, 2011, p. 26); governmental policy is focused on
market values (Kruiter & Blokker, 2012, p. 30). Even risks are transformed into “market
opportunities” (Beck, 2010, p. 46). Marketism has become a new paradigm (Vanheeswijck,
2013, p. 46).

Consumerism is also manifest in areas of life “formerly determined by non-commercial
norms” (Sandel, 2013, p. 49) like the healthcare sector (Nettleton, 2013, p. 34; Tousijn, 2006,
pp. 471-474; Vos & Van Damme, 2009, p. 86) and emitted by patients’ attitudes. The health
consumers have replaced their trust in health professionals by doubt (Irvine, 2002, p. 34;
Starr, 1982, p. 408) and distrust (Bauman, 2011, p. 50; Hochschild in Furst, 1998, p. 227;
Miah, 2005; Seale, 2007, p. 13; Shorter in Snelders & Meijman, 2009, p. 44; Tauber, 2005, p.
7), symbolised amongst others by increasing litigation (Dingwall & Hobson-West, 2006; Haug
& Lavin, 1983, p. 20; Lander, 1978, p. 103; Maeckelbergh, 2011). Patients claim “a share of
the power” (Irvine, 2002, p. 35). The focus seems to lie on consumer rights in managed care
(Halpern, 2004, p. 847), on increased “eGALITARIANISM” (Faulder, 1985, p. 20; Freidson, 1986,
p. 110; Lyon, 1988, p. 56; Makus in Miah & Rich, 2008, p. 7), more patient PARTICIPATION
(Cegala & Post, 2009, p. 202; Nebling & Jochem, 2010; Tomes, 2007, p. 298) and on “PosT-
Forbism” (Devos, 2010, p. 237; Kumar, 1995, p. 52; Nettleton, 2013, p. 183; Webster, 2004, p.
187; Witz & Annandale, 2006, p. 34), which stands for the fulfilment of the needs or tastes of
each individual patient (Devos, 2010, p. 237; Ranade, 1997, p. 26). Supported by consumer
and patient advocate groups (Halpern, 2004)—and even by the state (Irvine, 2002, p. 36)—the
patient-consumers are fostered to develop “consumer sovereignty”, to act in what they
consider to be their best interests (lrvine, 2002, p. 40). Researchers of the World Values
Survey who analyse “changing values and their impact on social and political life” describe
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how Belgium (and other Western European countries) moved between 1981 and 2015 from
“traditional” values towards more “secular-rational values” and an increasing focus on “self-
expression”.® They define “Secular-rational values” as “opposite preferences to the
traditional values”: “These societies place less emphasis on religion, traditional family values
and authority. Divorce, abortion, euthanasia and suicide are seen as relatively acceptable.
(Suicide is not necessarily more common.)”. “Self-expression values” for them “give high
priority to environmental protection, growing tolerance of foreigners, gays and lesbians and
gender equality, and rising demands for participation in decision-making in economic and
political life”. In the study, “self-expression “is amongst others related to “individual agency”
and “human empowerment”. It is not difficult to relate this to “egalitarianism” and
participation” and the Survey makes clear that these trends are not unique to healthcare.

Related to consumerism is the commodification of health (Esquith, 1987, p. 237; Klein, 2010,
p. 16; Smart, 1993, p. 24; Starr, 1982, p. 22). “Commodification” stands for the “process in
which things in people’s lives are replaced by commodities, objects that are produced for the
purpose of exchange and considered to contain an inherent value that can be translated into
the equivalent of another commodity or a monetary exchange medium” (Pool & Geissler,
2005, p. 100). Health habits have become “part of lifestyles which has become, popularly, a
term meaning simply consumption [...]"” (Blaxter, 2010, p. 91). Even the body (Frank, 2002, p.
22) and body parts have become commodities (Blaxter, 2010, p. 144; Miah & Rich, 2008, p.
83); the body became a product (Bauman, 2011, pp. 101-102). Giddens mentions the
commodification of the self illustrated by self-help books (1997, p. 198): Googling “self-help
books” leads to 18,200,000 search results’. Nettleton sees the growing number of
periodicals, books and websites related to health as an indication of the trend towards
greater “commercialization, commodification and consumption of health and healthy
lifestyles” (Nettleton, 2013, p. 34; Smart, 1993, p. 24).

In this socio-cultural environment, “individual citizens are being recruited into the project of
monitoring their own health and are increasingly held responsible for maintaining healthy
lifestyle regimes such as ‘active patients’” (Pryce, 2002, p. 170). Associated with this are
“personal empowerment and freedom of choice” (Henderson & Petersen, 2002, p. 3): the
Belgian Patient Rights Law of 2002 explicitly mentions the patient’s right to choose his own
practitioner and the right to adapt that choice (2002). A Belgian patient can thus freely
choose his doctor, specialist and hospital. This also transforms him into a consumer in the
eyes of the healthcare organisations since they are economically dependent on their patients
and it introduces the notion of competition in healthcare. The US marketplace competition
(Mechanic, 2002) is called “regulated competition” in the Netherlands (Delnoij, Rademakers
& Groenewegen, 2010) and the ambition is to develop and publicise performance indicators
of healthcare in a controlled way to facilitate consumer choice (Delnoij et al., 2010).

This description of consumerism and commodification in healthcare is, of course, merely a
sketch of a trend which means that not every citizen-patient or doctor-GP will recognise
himself in it.

8

Site of the World Values Survey http://www.worldvaluessurvey.org/WVSContents.jsp consulted on January 7, 2018
9

Google consulted on March 31, 2018
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Nevertheless, the trends are interesting since they embody different tensions.

A first tension is created from the friction between consumerism and the commodification of
health. On the one hand, consumerism in healthcare could be interpreted as patients
claiming their body back. Foucault explained at length and in a particularly interesting way
how power in a non-coercive and seemingly natural way has confiscated the human body
through institutions, education, science and medicine and through its relation to knowledge
and truth (1984). He labelled “biopolitics” (1984, p. 137) how the state assumed
responsibility for the life by “disciplining” its population and he used the word “biopower”
(1984, p. 138) to describe how the state apparatus subjects the bodies of its citizens to
“many and varied techniques” of regulation and control. Patients behaving as consumers
with mainly their rights in mind and refusing to surrender to the claims of medical authorities
could be considered as clearly arguing that they are themselves the exclusive owners of and
decision-makers about their bodies. But on the other hand, the commodification in
healthcare could be seen as people surrendering their bodies to the commercial market. It
would mean that they are replacing one kind of dependence by another. In Belgium, 17 out
of 1.000 habitants underwent at least one plastic surgery in 2016, placing Belgium third place
on the list of countries with the most such procedures relative to the number of habitants
(2017).

This tension could also be considered from another angle noticing therewith, a second
tension. On the one hand, the government promotes patient empowerment with patient
autonomy as an essential part of it. In this study, Faulder’s definition of autonomy is followed
as being “the individual’s freedom to decide her or his goals and to act according to those
goals” (1985, p. 23). This definition grants a citizen the freedom to drink himself to death. But
that same Belgian government’s approach to the consumption of alcohol is paternalistic
since it is not limited to the dissemination of information but also prescribes a certain
behaviour and has even converted the prescribed behaviour in laws thereby “substituting its
judgement for that of the individual [Italics in original]” (Dworkin in Le Grand & New, 2015, p.
14). This can be related to the concept that Skrabanek coined “healthism”: “the pursuit of
health [...] as part of state ideology” (Skrabanek, 1994). This is an ambiguous attitude: does
the government want to exercise “biopower” or does it want to support patient autonomy
and even patient empowerment? Wendt, analysing empowerment within organisations, calls
this “the paradox of empowerment” meaning “simultaneous empowerment and
disempowerment” (Wendt, 2001, p. 161). In between both extremes, the concept of
“nudging” could be situated: “any aspect of the choice architecture that alters people’s
behaviour in a predictable way without forbidding any options or significantly changing their
economic incentives” (Thaler & Sunstein, 2009, p. 6); an approach some governments seem
to resort to (van der Borg, 2016, p. 199).

A third tension is the following: consumerism is an attitude that can only be put in practice
by those citizens with the necessary financial resources to afford it. The principle of a
consumer market in itself seems to lead to a gap between those able to satisfy their
consumer desires and those who are left with unsatisfied desires (Bauman, 2011, p. 129).
Indeed, not all consumers are equal. Consumption-based capitalist societies and their market
system are characterised by inequalities, including socio-economic inequalities (Rigney, 2010,
p. 94; Vrijens et al., 2013, p. 24). The question if the gap between rich and poor is narrowing
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or widening remains (Rigney, 2010, pp. 108-115), but there are signs that it is widening. The
European Commission writes: “Socio-economic inequalities have increased in the EU and are
higher today than in 1980. This increase has happened during a period of economic growth.
Economic modernisation and labour market deregulation has resulted in employment
polarisation and widening earnings inequalities that have not been offset by social transfers
or other policies” (Perrons & Plomien, 2010, p. 44). Every citizen does not have the same
access to socio-economic resources. It is hard to be independent when one is in need: “the
powerlessness of poverty is undeniable and extensive” (Kreisberg, 1992, p. 12). In Belgium,
15% of the population lives below the poverty threshold (De Maeseneer, Aertgeerts,
Remmen & Devroey, 2014, p. 12) .

Inequality is also felt in health (Marmot, 2015). Studies show that there is a direct link
“between socio-economic status and health” (Blaxter, 2010, p. 115; Barr, Kitagawa and
Hauser, Adler and Rehkopf in Roberts, 2010, p. 69; Studiedienst van de Vlaamse Regering,
2016, p. 228): “The lower the SES [socio-economic status], the higher the incidence and
prevalence of health problems, disease, and death” (Mulatu & Schooler, 2002, p. 22). In
developed countries, access to health services seems to be “relatively universal” (Blaxter,
2010, p. 111), at the condition that the offer of these services is known by everyone, which
does not always seem to be the case in Belgium (2007, p. 11). The Belgian “Federaal
Kenniscentrum voor de Gezondheidszorg” ascertains that in 2012, the share Belgian patients
are themselves paying for their healthcare is increasing and treatment is increasingly
postponed for financial reasons and this is despite the existence of a compulsory health
insurance and different kinds of social safety nets ("Gezondheidsenquéte Belgié 2008 ", 2008
p. 7; Vrijens et al., 2013, p. 28). In 2013, 20% of the Belgian households with the lowest
income queried declared that they had to postpone “medical consumption”
(Gezondheidsenquéte 2013, 2015). Belgian citizens are estimated to be paying almost 28% of
their healthcare themselves (OESO in Daue & Crainich, 2010, pp. 21-22) and it is not difficult
to imagine that this raises a problem for those living under high socio-economic pressure.

The link between social-economic position and health status seems to be proven (Nettleton,
2013, p. 151; Ranade, 1997, p. 171; Roberts, 2010, p. 69). From a Marxist point of view, one
could say that “class struggle is played out in medicine as in every other institution of
society” (Ranade, 1997, p. 16). Those most in need of healthcare are in the weakest position
(Tegenbos, 2013, p. 48): “[...] the poor are sicker than anyone else [...]” (Krause, 1978, p.
297). Being poor makes sick and being sick makes poor (Annemans, 2016, p. 95). Moreover,
there are indications that “the Matthew effect” is also applicable in healthcare which would
mean that healthcare “helps the affluent to remain healthy as the poor grow sicker” (Rigney,
2010, p. 66). The social gradient even seems to influence patient-doctor communication:
research suggests that patients from lower social classes are treated by doctors in a less
informational and participative way (Verlinde, 2012, p. 127).

Moreover, it remains highly questionable if the trend towards consumerism in the health
sector works to the advantage of the patients. If healthcare becomes a free market, it also
becomes a business in which profit becomes the main objective instead of “producing
health” (OESO in Annemans, 2010, p. ix). In contrast with the general trend towards
consumerism as cited above, stands the question whether healthcare can be considered a
regular market in which normal economic regularities are applicable (Achterhuis, 2013, p.
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210). After all, there are important differences between a commercial market and the highly
regulated domain of healthcare (Lapré, Rutten & Schut, 2006, pp. 14-17). It would probably
be more appropriate to call healthcare a “quasi-market” as Ranade does (1997, pp. 85-107).
One important difference that has to be mentioned here is that healthcare is said to be
characterised by “uncertainty” and “asymmetry” (Lapré et al., 2006, pp. 14-15): uncertainty
about when someone will get ill, which disease he will get and how serious it will be, and
asymmetry on the level of the possession of information and knowledge between customer
and provider (Lapré et al., 2006, pp. 14-15). This element shall of course be mentioned again
later since it is directly related to the central problem statement. A patient is different from a
consumer since he regularly “is a frightened, insecure, and pained person who needs
friendship and responsible caring and not just commerce” (Brody, 1983, p. 130).
Consumerism in health means that a patient makes his own choices which may be risky for a
patient lacking the necessary literacy and skills (Bitton, Poku & Bates, 2015, p. 77). It is
doubtful that a patient gains any advantage from a doctor adapting to the consumerist
discourse and thus becoming a “defensive consumerist physician” (Lander, 1978, p. 174;
Tallis, 2005, p. 245). Furthermore, consumer freedom supposes that citizens-consumers-
patients are able to make reasonable choices (Petersen, Kokanovic & Hansen, 2002, p. 134)
and that great choice is in the advantage of the customer. But is this so?

In his book “The paradox of choice”, Schwartz explains that the more choice there is in our
consumer culture, the more the opportunity to choose “debilitates” (2004, p. 2) and that
choice for a patient may be “both a blessing and a burden” (2004, p. 32). Making a choice
supposes informed choice and “the number of sources of information from which we are to
make the decisions has exploded” (2004, p. 32). It leads some to plead for so-called
“libertarian paternalism”—the freedom of choice is preserved, but “people’s choices [can be
steered] in directions that will improve their lives” (Thaler & Sunstein, 2009, p. 5)—and even
for “coercive paternalism” (Conly, 2013). Moreover, making choices entails taking
“uncounted and uncountable risks of failure” (Bauman, 2011, p. 141): making a choice about
a healthcare treatment very often needs a consultation with a medical expert—a
doctor—since it may ask for expert knowledge and skills. Compared to the purchase of a
commercial product, the consequences of a wrong choice for a specific expert or medical
treatment can be much more serious. The Internet may offer more choices but this includes
“the responsibility for making one’s own choices, choices that carry risk. This includes the
risks involved in learning about and taking responsibility for one’s own health” (Rice & Katz,
2001, p. 426). As Mol (2006, p. 75) states in her book, “The logic of caring” (De logica van de
zorgen): “Maybe [deciding] is that complicated that it is not surprising that many patients
leave it to experts to choose”. She explores the limits of choice in healthcare and asks herself
if the focus on the right to choose is in the advantage of the patients: should the first focus in
healthcare not be on health (2006, pp. 120-122)? Trappenburg enumerates four possible
unwanted side effects of freedom of choice in healthcare: more bureaucracy for low-income
citizens, less attention from doctors, higher premiums and/or taxes and unequal treatment
(2005, p. 21) and she underlines that not all patients seem to request that freedom of choice
(2005, p. 19). Moreover, is the patient’s choice free if he depends on medical expertise? A
patient with a life-threatening medical problem wanting to heal will have to choose the most
competent affordable expert (Schneider, 1998, p. 183). How free is the patient’s free choice
then? And if a patient needs a treatment that is experimental as a kind of last resort, how
free is his informed consent (Schneider et al., 2015, p. 186)? Finally, if freedom is considered
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the simple opposite of authority, it risks becoming “dogmatic”: “the desire for control which
brings with it a false sense of certitude” (Gadamer, 1996, p. 123).

While today’s discourse rejects paternalism since it is considered an “obstacle to autonomy”
(Pellegrino and Thomasma in Tauber, 2005, p. 25) due to the fact that the patient’s decisions
are not always in his own advantage (Conly, 2013) or that not all patients want to make their
own medical decisions (Schneider, 1998, p. 230), some scholars advocate a form of “weak
paternalism” which “approves of interfering when the harm results from a lack of choice or
lack of knowledge” (Palmer, 1999, p. 132). Childress talks about “soft paternalism”: “[...] prior
consent may be useful in determining a patient’s values over time so that paternalistic
intervention against his current express wishes may actually be in accord with his long-term
preferences” (1982, p. 91). Mill preached total individual freedom as long as this does not
harm others (1859, p. 11), even in the field of health. Is he right or “are there situations
where the government should intervene to save people from the consequences of their own
decisions, even if no one else is harmed by those decisions” (Le Grand & New, 2015, p. 177)?
The relationship between paternalism and autonomy is a study in itself and it would lead this
dissertation too far away from its central problem statement to develop it further.

Another characteristic of today’s citizens-consumers-patients considered important on the
macro-level in relation to the central problem statement is the assessment that THE AUTHORITY
OF sCIENCE and of medical science as representing the truth is weakening (Beck, 2010, p. 156;
Brinkgreve, 2012, p. 29; Collins & Evans, 2007, p. 138; Gauchat, 2012; Giddens, 2007, p. 87;
Shore, 2007, p. 7) ; scientific knowledge is losing its “uniquely privileged status” (Wright,
1980, p. 103). The increasing popularity of alternative medicine could be interpreted as one
of the signs of the lack of trust in scientific medicine (Lown, p. 43) and of people’s search for
alternatives for doctors (Hartley, 2002, p. 201). A huge number of studies, popular books and
press articles illustrating the fallibility of medical scientific research (Gobet, 2016, p. 195) and
scientific knowledge (Collins & Evans, 2007, p. 1; Cornelis, 2013) are feeding public distrust
towards science and medical science in particular. Critical voices are heard from insiders
(Goldacre, 2009; Handler, 2013; Jauhar, 2014; Levi, 2001) as well as from outsiders (Broeck,
2004; Goldhill, 2013; Inlander, Levin & Weiner, 1988; van Dijk & Pop, 2007; Weitz, 1982) of
the medical profession. It would seem that science is losing its position as “supreme
cognitive arbiter” (Wrong, 2009, p. 60). This is important knowing that part of the authority
attributed to the doctor’s knowledge and expertise is also based on the perception of his
scientific background (Derber et al., 1990, p. 93; Turner & Samson, 1995, p. 208) and his
“perceived independence” (Watkins, 1987, p. 20). Even today in Western medicine, the
popular concept of evidence-based medicine (Blaxter, 2010, p. 150; Dixon, Sweeney & Gray,
1999, p. 309) is often questioned (Goetz, 2010, pp. 194-195; Hogg, 1999, pp. 160-161;
Nettleton, 2013, pp. 246-247; Timmermans & Kolker, 2004, pp. 188-190): evidence-based is
an approach to scientific research and scientific research is an essential tool of science. If the
trust in science decreases, one could suppose that the trust in the doctor’s omniscience also
decreases.

In the slipstream of the limited and diminishing public trust in science and professional
expertise in medicine arises the discussion about the appreciation of lay knowledge as a
source of knowledge and expertise, as equally essential as professional knowledge and
expertise (Arksey, 1998, p. 9; Burrows, Nettleton, Pleace, Loader & Muncer, 2000; Prior,
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2003; Tuckett, Boulton, Olson & Williams, 1985, pp. 217-219; Williams & Popay, 2006, p.
138): a patient having a long experience with a disease, with how his body and mind react to
disease and treatment and with the social consequences of disease and treatment, also
disposes of an important resource of knowledge and expertise of which a doctor depends on,
to be able to propose a treatment during the consultation. Why would that knowledge be of
lesser value than clinical professional knowledge and expertise (Willems, 2013)? The analysis
of the expertise of the GP and that of the patient and the differences between both in
section 2.3.2 will illustrate that indeed the patient’s knowledge is valuable in its own right.

Besides, the question arises whether scientific knowledge should not be redefined due to
today’s networked environment, as being “(1) huge, (2) less hierarchical, (3) more
continuously public, (4) less centrally filtered, (5) more open to differences, and (6)
hyperlinked” (Weinberger, 2011, p. 123). It would mean that the traditional distance
between science and scientists and the everyday life is narrowing (Nielsen, 2012, p. 6), that
the production of scientific knowledge is being democratised (Arksey, 1998, p. 9). Relating
this to the research dependency theory, it could be stated that the patient’s perception of
dependence on specialist medical knowledge and expertise is decreasing with that of science
as a whole. Howard Brody’s “Aesculapian power”—"“the power the physician possesses by
virtue of her training in the discipline and the art or craft of medicine” (1992, p. 16)—may be
affected by the virus of public doubt.

The decreasing trust in the infallibility of science does not prevent healthcare from being
driven by scientific evolutions in medicine with an important influence on the healthcare
offered to patients: medical progress is “institutionalised” (Beck, 2010, p. 206). Except for
patients participating in clinical research, individual patients do not have any influence on
these evolutions. Scientific medical innovations are, among other things, the result of the
availability of research funds on the macro-level which are outside the reach of patients even
if on the micro-level a new treatment could be life-saving.'®

In the “cult of the new” we seem to be living in, we should not be blind to what has not
changed (Smart, 1993, p. 14). In relation to science, the way science is constructed needs to
be mentioned briefly. Kuhn already developed the idea that science is not the sheer result of
scientific discoveries but of an “overarching scientific paradigm” distilled from “complex,
historical systems of thought, institutions, and equipment” (Weinberger, 2011, p. 144). In the
same line of thinking, Foucault, analysing as an archaeologist the constitution of knowledge,
describes how “discursive practice” on, for example, medicine emerges out of a “body of
rules”, of interrelated statements hidden behind their appearance (Foucault, 1972). Even if
individual citizens are more sceptical about the veracity of science, this does not prevent
science from being defined on a meso- and or macro-level. For example: if throughout most
of the 20" century and still in several countries today, homosexuality is determined as
“deviant” or a “disease” on the macro-level, on the micro-level, each individual person

OProf. Dr. Bart Neyns of the UZ Brussel has successfully investigated a patient-specific treatment for advanced melanoma that was
developed by the academic research lab of Prof. Kris Thielemans. This research indicated that patients condemned to death survived
thanks to his innovative treatment. Given the absence of interest of investors or government to fund further non-commercial
availability of the innovative treatment, he is unable to offer it to patients on a small (or large) scale.
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identified as homosexual bears the consequences (Danaher, Schirato & Webb, 2000, p. 140;
Nordenfelt, 1987, p. 131).

Another characteristic of today’s citizen-consumer-patient attitude that is considered
important on the macro-level in relation to the central problem statement and related to the
decrease of the status of science is the DECREASING TRUST IN AUTHORITY in general. It is no
coincidence that “The End of Power” by Naim has been one of Amazon’s best-selling books.™
Naim writes: “[...] the powerful today are more constrained than in the past, their hold on
power is far less secure than that of their predecessors, and their tenures are shorter” (2013,
p. 216). Legitimate authority has been defined before and it suffices here to state Lindblom’s
definition: authority exists “whenever one, several, or many people explicitly or tacitly
permit someone else to make decisions for them for some category of acts” (Lindblom in
Scott, 2006, p. 20). This definition is interesting because it is exactly the legitimation of the
authority that seems to be challenged. Brinkgreve underlines that people still need a certain
kind of authority but ascertains that it has lost its obviousness (2012, p. 18). While some
people even today accept “dogmatic authoritarianism”—“they find that the freedom to
choose is a burden and they seek solace in more overarching systems of
authority”—(Giddens, 1997, p. 196), more and more people seem to consider authority less
obvious (Simone, 2007, p. 6). Giddens states that there is no “overarching authority”
anymore (Giddens, 2011, p. 141). Mirrored on health, extensive literature today stresses that
patients increasingly distrust professional medical authority (Starr in Conrad, 2007, p. 14;
Gabe, Kelleher & Williams, 2006, p. xiv; Halpern, 2004, pp. 843-844; Light, 1993, p. 69; Seale,
2007, p. x), that it is up to the patient to take charge of his health (Weed & Weed, 2013, p.
221) and decide what to do when ill (Rimal, Ratzan, Arntson & Freimuth, 2008, p. 150;
Schneider, 1998, p. 229; Tuckett et al., 1985, p. 79).

Patients themselves express this change in attitude. While their statements and advice are
not always scientific, they are illustrative. Cohen is one of them. In her book, “The
Empowered Patient”, she writes: “Remember, doctors are smart, but they don’t know
everything. You have to take charge” (2010, p. xiv). Torrey, another patient advocate,
introduces her book “You Bet Your Life! The 10 Mistakes Every Patient Makes” by writing:
“You will develop the ability to get past the hurdles the system puts in front of you. Your
communication with your doctor and other providers will be more effective and satisfying.
You'll gain the confidence you need to advocate for yourself and take responsibility for those
important, perhaps even life and death decisions that need to be made” (2010). Dave
DeBronkart, better known as e-Patient Dave, talks about patients as “the most under-used
resource in healthcare” and urges carers to “let patients help” (2011).

Patients “keep their power” because “they make their own decisions” (Sylvia and Novak in
Schneider, 1998, p. 14), so it is said. And Weed and Weed even state: “The culture of
dependence on medical experts is now beginning to break down” (2013, p. 222). But is it?

Willis, for example, has stressed that doctoring may be “far removed from its peak of
autonomy and power in the mid-20th century that can be summed up by the term ‘medical
dominance’ but that “the medical profession is not about to be written out of the

Mark Zuckerberg's First Book Club Choice 'The End of Power' Soars to Amazon's Top 10”,
http://www.techtimes.com/articles/25095/20150107/mark-zuckerbergs-first-book-club-choice-the-end-of-power-soars-to-amazons-
top-10.htm, January 7, 2015 — Consulted on 30-8-2015
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healthcare scene yet!” (2006, p. 428). Dent states that the dominance of the medical
profession is “renegotiated” and “reconfigurated”, but not buried (2006, p. 465). These are
strong statements and exactly what is the subject of this investigation. The “resource power”
of the medical profession will be covered when discussing dependence resources on the
meso-level.

Giddens uses a different angle to report the changing attitude towards authority. He states
that what is called authority today is not equal to what it was in pre-modern cultures.
According to him the single authority is replaced by a combination of different authorities
and the expert is only one of them. Moreover, since an expert is only an expert in a very
limited domain, he is a layman at the same time in lots of other domains. Due to the
existence of a culture with different authorities, the claim to the truth about each authority
is replaced by doubt (1997, p. 195). There is a possible link between the changing attitude
towards authority in general and what has been called “DETRADITIONALISATION”. Authority is
rooted in tradition (Catlaw, 2007, p. 102; Weber in Naim, 2013, p. 40) which could be
considered a technique for managing uncertainty (Catlaw, 2007, p. 103). Tradition indeed has
a predictive characteristic. If the tradition is that the doctor leads the consultation, the
patient knows what to expect. But some scholars argue that our modern societies are
characterised by “detraditionalisation” (Furedi, 2004, p. 86; Heelas, 1996) which for
Thompson means not that traditions are disappearing, but that they are not “taken-for-
granted” anymore, that they are losing “their status as unquestioned truths” (Thompson,
1996, p. 90). This could also signify a decrease in power of those traditions since traditions
serve “as a basis for exercising power over others and for securing obedience to commands”
(Thompson, 1995, p. 186).

If tradition and authority as rooted in tradition is less self-evident, one could suppose that
uncertainty is increasing. The importance of the concept of uncertainty in the patient’s
dependence on the doctor’s resources has already been mentioned earlier.

As mentioned before, authority can be linked to expertise. A DECREASING TRUST IN EXPERTISE &
EXPERT SYSTEMS can be determined. While the dependence on experts remains (Giddens, 1997,
p. 173), Giddens notes that expert skills and information constituting the authority of experts
is much more accessible to lay actors in our “modern systems” than it was in “pre-modern
systems” (Giddens, 1997, p. 30; Miah & Rich, 2008, p. xiv; Webb, 2003, p. 229). Authority
standing for “the specialist” is “no longer an alternative to doubt” (Giddens, 1997, p. 195), he
states. Moreover, due to specialisation “all experts are themselves lay people most of the
time” (Giddens, 1997, p. 138). This can also be noticed in healthcare since it is characterised
by increasing specialisation and thus, knowledge fragmentation (Turner & Samson, 1995, p.
137) due to “accumulated fragmentation [of the body]” (Frank, 2002, p. 23). With regard to
GPs, the tendency to transfer medical care from primary care to hospitals can be mentioned
(McKinlay & Marceau, 2008, p. 1487).

Professionalism in general is questioned and confronted with an increasing demand for
“accountability” (Tousijn, 2006, p. 471) and so is the medical profession (Watkins, 1987, p.
227). Even the content of the notion of expertise seems to change since, as has been
mentioned before, today it also includes the knowledge and experience a patient has living
with an illness (Miah & Rich, 2008, p. 63; Tuckett et al., 1985).
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By reskilling, are people winning back “knowledge claims” they left to expert systems in the
past (Seale, 2007, p. 14)? It would seem that “true expertise is not at issue but rather the
social and political power of the expert” (Freidson, 1973), their “moral judgements” (Tauber,
1999, p. 22; Wrong, 2009, p. 56) and their function of “social control” (Parsons, 1952, p. 477).
Freidson illustrates his position with a striking example:

“[...] we can all agree that how a road is to be built is a technical question best
handled technology by engineers and other experts. But whether a road should [all
italics in original] be built at all, and where it should be located are not wholly
esoteric technical questions. There are certainly technical considerations which must
be taken into account in evaluating whether and where a road should be built, but
engineering science contains no special expertise to allow it to decide whether a road
is “necessary” and what route “must” be “taken”” (1988, p. 336).

It remains to be seen if, in healthcare, the dismantling of expert systems is in the interest of
patients since it “could also lead to greater vulnerability and a more impoverished health
care system” (Miah in Miah & Rich, 2008, p. 9). Besides, it may well be that the authority of
expertise and expert systems is decreasing, but “technical experts” and their “technocratic
skills” continue playing an important role in our complex Western European societies
(Krause, 1978, p. 237). Moreover, one could contend that the increasing influence of the
Web represents the replacement of one expert system by another: are expertise and experts
in, for example, healthcare replaced by expertise and experts in digital technology?

These trends could also be interpreted as signs of the earlier mentioned
“detraditionalisation” since tradition is known to be a common way to institutionalise
relationships of authority (Bell, 1975, p. 51): while patients learned to accept their
dependence on the doctor—amongst other things through “socialization [...] people are
encouraged to hide away their natural functions” (Nettleton, 2013, p. 110) — today’s “‘crisis
of authority’” leads to a situation in which “the expert is now to be problematized in relation
to a state of dependence enjoined upon the client [...]” (Rose, 1996, p. 312).

Identifying the trends on the macro-level may help to understand where today’s assertive
behaviour and attitude exhibited by many patients originate. It is hereby important to
repeat that these trends are not only felt in healthcare but are apparent in our Western
European societies as a whole. A patient and a GP are merely citizens with specific
characteristics and/or in a specific situation and/or fulfilling specific roles and they take their
general attitude and behaviour to the patient-GP consultation.

Again: these are general trends and this does not mean that they are applicable to all
patients and GPs in all situations.

2.2.4.1.2.2 Actual resistance

Besides “symbolic resistance”, there is actual resistance. Scholars like Baudrillard (1970),
Bauman (2011) and Sandel (2013) are very critical towards our Western European societies
becoming markets and citizens being perceived as consumers by governments and citizens
behaving as such. Social movements also demonstrate resistance. They are a way “to resist
and exercise counter-power” towards “dominant forces” (Castells in Tsatsou, 2014, p. 79).
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Social movements try to have their demands legally embedded under the form of rights. Foot
and Schneider’s book on “Web Campaigning” offers countless examples how this is and can
be done (2006) by making use of the Web.

“Consumer activism” (Bauman, 2011, p. 146) also has to be mentioned as a real form of
resistance since it transcends “symbolic resistance”. Consumer organisations do not stand up
against the principles of the consumer market in itself but in the ways it is put into practice.
They give a voice and power to consumers by assembling and representing them and so
becoming a pressure group, on which in turn commercial companies become dependent. In
terms of the resource dependency theory, consumer activism could be called a “balancing
operation”: consumers depend on commercial companies to create the desired consumer
products and services, but consumer activism makes it clear to those same companies that
they, for their part, depend on the consumers since without them they cannot make any
profit. In addition, consumer activists also put pressure on governments to develop
legislation protecting consumers.

In principle, any individual Belgian citizen is allowed to impeach the state, but this is a long
and costly procedure requiring a chief legal officer and therefore, not feasible for most
citizens except through a class action suit. A specific form of actual resistance is total
withdrawal. Some people do not want to exercise power, neither do they want to be
submitted to it, instead they withdraw (Russell, 2004, p. 15).

So far, 4 resources of dependence on the macro-level have been identified: the state and its
financial resources, the administrative rules of bureaucracy, technology and the healthiness
of the environment. The resistance against the dependencies have also been mentioned:
symbolic resistance and actual resistance. Under “symbolic resistance”, different trends have
been identified characterising the attitude and behaviour of today’s Western European
citizens: consumerism, egalitarianism, participation, post-Fordism, the decrease of the
authority of scientific knowledge, the decrease in legitimation of authority in general (linked
to detraditionalisation) and the decrease of authority of expertise and expert systems. Actual
resistance against consumerism or excesses of consumerism has been briefly mentioned.

Let us move on to the resources of dependence on the meso-level now and to the resistance
against them from patients and GPs.
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2.2.4.2 Resources of dependence on the meso-level

On the meso-level, the focus lies on healthcare and resources of dependence of patients and
GPs and their resistance towards their respective dependencies are distinguished.

2.2.4.2.1 Resources of dependence

2.2.4.2.1.1 Dependencies of patients

In this section, six important resources of which patients depend on the meso-level will be
distinguished (see Figure 10 below). Technology, bureaucracy and the state have been
covered on the macro-level and only the body of knowledge, the license to label and the
license to assign the sick role are discussed here.

Body of knowledge
of medical profession

License to label
by medical profession

License to assign
Bureaucracy the sick role
by medical profession

Technology

Figure 10: The resources of which a patient depends on the meso-level

Patients are dependent on the medical profession. While it would seem that for various
reasons the prestige of and trust in professions in general is declining (Freidson, 1986, p.
110), despite consumerism and criticism of all professions, medicine remains on the top of
the list of the most trustful ones (Hesse et al. in Freidson, 1986, p. 112; Hesse et al. in 2011,
p. 131; Hesse et al. in Sparks & Villagran, 2010, p. 131). Dutch research illustrates that
medical doctors in the Netherlands are still perceived as having high status (Boot, 2001, p.
73). The medical profession is still considered very influential, powerful (Willis, 2006, p. 428)
and important in society (Boot, 2001, p. 80). Similarly, surveys in Belgium indicate an overall
satisfaction of patients with healthcare in general (Vrijens et al., 2013, p. 29), the healthcare
system (Eurobarometer in Annemans, 2014, p. 42) and with their GPs ("Performantie van de
huisartsgeneeskunde: een check-up," 2012, p. 8).

Doctors and therefore GPs dispose over several resources for which patients do not have any
alternative outside the medical profession.
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Dependence from the body of knowledge

Firstly, an important factor is that the medical profession owns the autonomy to define the
body of medical knowledge (Freidson, 1973, p. 5). Professionals in general developed their
expert power by accumulating expertise and distinguishing it from lay knowledge by creating
boundaries between both types of knowledge (Derber et al., 1990, p. 63).

Medical expertise is also related to science: “Modern medical practice is organised about the
application of scientific knowledge”, writes Parsons (1952, p. 432). An attack on medicine is
seen as an attack on science itself (Willis, 1989, p. 26). Scientific knowledge makes “life
experience” less visible (Crespi, 1989, p. 48). Willis (1989) wrote about the fact that doctors
benefited from “the rise of science as a new form of legitimacy”. The scientific background of
medicine gives its body of knowledge an aureole of objectivity, credibility and truthfulness.
The perception of objectivity is supported and strengthened by the use of technology like X-
rays (Van Dijck, 2005, p. 98).

Moreover, medical knowledge is “institutionalised” (Gadamer, 1996, p. 17): it is considered
“formal knowledge” (Freidson, 1986, p. xi), since it has been acquired by higher education
(Freidson, 1986, p. 59). Thompson, introducing Bourdieu, states: “when an authorized
spokesperson speaks with authority, he or she expresses or manifests this authority, but
does not create it: [...] the spokesperson avails himself or herself of a form of power or
authority which is part of a social institution, and which does not stem from the words alone”
(2016, p. 9). The same may be said of doctors. In Belgium, the law of May 10, 2015 on the
exercise of health professions outlines that no one can practice the medical profession
without having a university medical degree'®. Still today the medical profession is linked to
university training where the professionals themselves control the knowledge and skills on
which their accreditation and credentials are based (Freidson, 1986, p. 82) ; specialists are
only judged by other specialists (Gadamer, 1996, p. 18). In addition, "the book-trained elite”
(Collins in Derber et al., 1990, p. 220) that doctors are, dominantly determines the
knowledge and skills to be absorbed by future doctors what makes them “the authoritative
custodians of the knowledge and skill claimed by the profession[s] in constituting their
credentials” (Freidson, 1986, p. 82). New medical knowledge is “validated by [the] scientific
community” (Ziman, 1978, p. 125). At the same time, the medical profession is able to
distinguish itself from alternative medicine or quacks (Freidson, 1973, p. 51).

Once someone is a doctor, he is a doctor for life: in Belgium, as long as a doctor pays the
membership fee of the “Orde der Artsen” (Order of Physicians) (Callens, Leire, Boddez, et al.,
2015, p. 244) he can prescribe medication even if he is not practicing medicine anymore.
Being a patient is relative, “both temporally and relationally”, being a doctor is almost
absolute (Amundsen & Ferngren, 1983, p. 4).

12

See “Gecoordineerde wet betreffende de uitoefening van de gezondheidszorgberoepen [Coordinated Law concerning the practice
of health professions]” -
http://www.ejustice.just.fgov.be/cgi_loi/change_lg.pl?language=n|&la=N&cn=2015051006&table_name=wet consulted on April 9,
2018.
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The medical profession also controls access to the profession: it also enshrines control of the
medical labour force (amongst others in relation to other healthcare occupations) (Freidson,
1973, p. 47) ; its legal license helps to preclude other groups to escape from the supervision
of the doctors (Krause, 1978, p. 56). In Belgium, each physician is legally obliged to become a
member of the “Orde der Artsen” (Order of Physicians) (the Professional Organisation of
Physicians) as a condition to be allowed to exercise the medical profession in the country
(Goffin, 2011, p. 77). The great majority of the board members are medical doctors.”® The
members’ code of conduct underlines the great importance of collegiality between doctors
(article 136) and that doctors owe each other moral support (article 137).* The fact that
“peers are unwilling to discipline each other” (Freindson and Rhea in Krause, 1978, p. 40)
could be considered an expression of that collegiality.

Despite the suggestion that the authority of scientific knowledge is diminishing, patients
seeking health information and acquiring medical knowledge still remain dependent on the
medical profession’s formal medical knowledge and expertise. Patients can challenge their
GPs with their information and “lay expertise” (Hardey, 2003, p. 218; Prior, 2003), but the
medical profession still has the final say. This study will come back to this situation when
considering information as a resource of dependence in the patient-GP relationship in
section 2.3.2.

Moreover, the phenomenon of increasing “medicalisation” supposes that the number of
societal fields in which the medical profession has its say is expanding. Medicalisation has
been defined by Conrad as “a process by which nonmedical problems become defined and
treated as medical problems, usually in terms of illnesses or disorders” (1992, p. 209). Furedi
uses the term “psychologisation” to describe the evolution whereby common human
experiences are getting a medical or psychological label thereby “dismissing the potential for
people exercising control over their lives”. A general climate of “being at risk” is created
assigning persons “a passive and dependent role” (2004, p. 130). In 1974, lllich already
broached the issue of medicalisation calling it part of “social iatrogenesis” (1975, p. 32) and
describing the patient’s risk to becoming dependent on care and medication.

The process of medicalisation may be steered by patients as well as by health professionals
and it is sometimes steered together by both: health professionals and lay people may fight
together to have symptoms formally recognised as a disease (Freidson, 1986), thereby
stimulated or supported by industries (directly or through direct-to-consumer advertising via
the Web and other means) and patient advocacy groups, also sometimes funded by the
pharmaceutical industry (Goldacre, 2012, p. 267). This phenomenon could also be considered
a consequence of consumerism in healthcare: “As curing becomes a commercial rather than
caring activity, people are construed as, and may behave like, medical consumers”
(Nettleton, 2013, p. 144). The development of this phenomenon could be influenced by the
assessment that the authority of (medical) science and evidence-based medicine is
diminishing: “the connective logic of lay expertise will push for medical interventions even
when they are (statistically speaking) of marginal net benefit” (Barker & Galardi, 2011, p.
1358). If more and more aspects of our lives are indeed considered from a medical point of
view, the step towards being continuously ill may be near and striving to be healthy becomes

B Website of the “Orde der Artsen” http://ordomedic.be/nl/home/ - consulted on December 7, 2015.
" \Website of the “Orde der Artsen” http://ordomedic.be/nl/home/ - consulted on December 7, 2015.
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a culture (Devisch, 2013, p. 17). The French writer, Jules Romains described the attitude as
early as 1923 through a statement from Doctor Knock, the main character of his theatre play
“Knock, or the Triumph of Medicine” (Knock ou Le Triomphe de la médecine): “Healthy
people are sick people who ignore that they are sick” (“Les gens bienportants sont des
malades qui s’ignorent”) (1974, p. 27). The idea behind the quote is what has been called
“Disease-mongering”: “[...] telling healthy people they're sick” (Goldacre, 2012, p. 259; 2002,
p. 886). Medicalisation even tends to infect prevention (lllich, 1975, p. 54): “people become
patients without being sick” (lllich, 1975, p. 55). Screenings and regular check-ups increases
dependence on the medical profession (Taylor, 1983, p. 221).

It does not look as if the trend towards more medicalisation will decline soon since
“healthiness” as a value seems to be considered increasingly important in our societies
(Kooiker in Boot, 2001, p. 206). The trend towards more medicalisation does not exclude that
at the same time in certain domains of life also “demedicalisation” can be ascertained.
Palliative care for example seems no longer only defined in medical terms as a response to a
sometimes assiduous therapeutic approach (Verbinnen, 2005, p. 482).

Much remains to be said about medicalisation, but the point has been made: the
phenomenon of medicalisation could be contributing to the dependence of lay people on the
medical profession.

Dependence from the license to label

The second resource of dependence of the patient is his dependence on the doctor’s license
to diagnose and define (Krause, 1978, p. 89; Watkins, 1987, p. 22), and thus “to label”. It has
been stated that if patients need traditional medicine they have no possibility other than to
consult medical doctors: for many people in Belgium, the patient-GP encounters are the
“access point[s]” to the “abstract system” (Giddens, 1990, p. 83) i.e. healthcare. Doctors are
also the official gatekeepers delivering formal certificates for example, at birth or at death
(Ladd, 1983, p. 229). Doctors are even allowed to label (deviant) behaviour (Armstrong,
1994, p. 38; lllich, 1975, p. 66) and judge normality (Lupton, 1997, p. 98). This joins Foucault’s
concept of “disciplinary power”: the diagnoses and the prescription of a treatment imply
“guidelines about how patients should understand, regulate and experience their bodies”
and even “that certain ways of behaving and thinking are appropriate for them” (Lupton,
1997, p. 99).

Navarro goes further and—from a Marxist perspective—relates medical power to class
struggle. By narrowing a medical problem to an individual medical treatment, doctors are
legitimising “collective and political problem[s]” (1978, p. 92). Zola shares the same opinion:
a societal problem may be individualised by labelling a person as being sick (Boot, 2001, p.
197). Medicalisation may also serve as a method to redefine social conflicts (De Swaan in
Boot, 2001, p. 201; Pool & Geissler, 2005, p. 61). From that point of view, the medical
profession is involved in the class struggle, and more: it sides with those possessing the
means of production by preparing sick people to be ready for work as soon as possible.
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Dependence from the license to assign the sick role

The third resource of dependence of a patient is his dependence on the doctor’s legal license
to assign “the sick role” to a patient. “Therapeutic freedom” is protected by law (Goffin,
2011, p. 139) in Belgium. The doctor is the only “legitimatizing agent” allowing a person to
assume a “sick role” and to “[exempt] from normal social role responsibilities, which of
course is relative to the nature and severity of the illness” (Parsons, 1952, p. 436). Acquiring
the accreditation equals getting a legal occupational license to practice the profession
(Freidson, 1986, p. 65). This is what Weber (1983) called “legal-rational authority” (Weber in
Haug & Lavin, 1983, p. 12). The professional license includes the medical profession's
monopoly of assigning the sick role, prescribe medications and get sick leave. If a patient
wants or needs medication with a prescription, then he depends on a doctor. Belgian
patients can and may change doctors but cannot overcome their dependence on the medical
profession as a whole. Of course, today’s patients can order medicines worldwide over the
Web but this is not without dangerls. Patients do so at their own risk and the consequences
of problems due to misuse of or the intake of unsafe drugs will have to be borne by
themselves in the first place and in the second order by society.

2.2.4.2.1.2 Dependencies of GPs

The dependencies of GPs on the meso-level—dependence from the state and its finances,
from bureaucracy and from technology—have all already been discussed on the macro-level
and there is no need to cover them again.

The state

Technology Bureaucracy

Figure 11: The resources of which a GP depends on the meso-level

2.2.4.2.2 Resistance against the dependencies
2.2.4.2.2.1 Resistance of patients

While, as mentioned, the patient remains dependent on the body of medical knowledge of a
doctor, today’s patients have many formal as well as informal ways and tools to evaluate and

15
“The Possible Dangers of Buying Medicines over the Internet” -
http://www.fda.gov/ForConsumers/ConsumerUpdates/ucm048396.htm — consulted on January 2, 2016
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control the information and knowledge of doctors, and even have legal grounds to protect
and defend themselves.

This study on the meso-level will distinguish three ways patients resist their dependence
from their doctors. Control by the state has been discussed before and is mentioned here but
not elaborated.

Advocacy
movements &
Patient rights

Acquiring
State control information &
knowledge

N

Figure 12: The resistance of patients on the meso-level

Resistance through advocacy movements and patient rights

Patients as a group are “institutionalized” in Belgian healthcare (Romeyer, 2010, p. 9). This is
reflected by patient advocacy groups representing patients with specific pathologies (Dagiral
& Peerbaye, 2010; Topol, 2012, p. 48), exchanging knowledge, influencing policy (Johnson &
Case, 2012, p. 178), resisting against “oppressive stereotypes” (Lupton, 2012, p. 74) and
women resisting the biomedical description of women’s bodily life (Pool & Geissler, 2005, p.
86). Patients then could be seen as “procuring the help of others who are richer in resources”
(Morriss, 2008, p. 143). Through patient organisations, patients get a voice in healthcare: this
enables them to try to influence the political agenda (for example, to develop regulation
related to the reimbursement of certain medications or to allocate funds for certain scientific
research) (Dagiral & Peerbaye, 2010, p. 151) and to form a counterweight against the
advocacy of professional medical groups or corporate power (Zoller, 2005, 2017). Research
carried out by the Dutch research Institute, NIVEL, in 2011 suggests that the motivation of
Dutch patients to join a patient organisation is their demand for information and thus, their
personal interest above the protection of the interests of patients as a whole (Reitsma,
Brabers, Masman & de Jong, 2012b).

Health consumerism could be considered a countervailing power against the “increasing
monopolization of medical knowledge and medical practice” (Haug & Lavin, 1983, p. 16), but
also against patients’ dependence on financial resources, bureaucracy and the unhealthiness
of the environment in general.
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Where patient rights are concerned, Tauber distinguishes two kinds of protective processes:
PROACTIVE AND REACTIVE PROCESSES (2005, p. 79).

PROACTIVE PROCESSES include patient right laws and in Belgium, three laws enshrine patients’
rights; all three were published in the same year, 2002.

The 1% law is the previously cited “Wet op de patiéntenrechten” (Law on Patient Rights)
(2002). The law mentions among other things, the patient’s right to respect for human
dignity and self-determination (article 5), his right to free choice of a practitioner and his
right to amend his choice (article 6), his right to receive all information concerning him that is
necessary to gain insight into his state of health and the probable evolution of that state
(article 7) and his right to informed consent (article 8). This summary illustrates that the law
attributes certain autonomy to the patient and it offers the patient tools for defence against
his dependence on the doctor. Article 6 mentions the patient’s right to free choice of a
practitioner and his right to amend his choice. This could be interpreted as allowing a
“balancing operation” in the context of the resource dependency theory. The patient does
not have to undergo his dependence at all costs; if not satisfied he can switch to another
doctor and his doctor—who depends on patients for his income—loses a “customer”. Of
course, the article does not free the patient from his dependence on the medical profession
as a whole.

The 2™ law related to the rights of Belgian patients is the Law on Palliative Care (2002).
Article 7 mentions that every patient is entitled to receive information about his state of
health and the possibilities of palliative care.

The 3™ law related to the rights of Belgian patients is the Law on Euthanasia (2002). This law
defines what is understood by euthanasia, circumscribes the conditions of its application and
stipulates the patient’s right to file a request for euthanasia.

Together these three laws constitute the basis of the defence of a Belgian patient against the
abuse by a doctor of the patient’s dependence. Some important comments have to be made.

PATIENTS’ RIGHTS HAVE TO BE KNOWN—While Tauber calls patient rights “proactive processes”, the
condition is that these rights are known by all parties concerned. Indeed, research indicates
that Belgian patients as well as GPs are not familiar with the Belgian law on patient rights
(2008; Deltenre & Kupers, 2008-2009; Deneyer et al., 2012; 2007; 2002). To remedy this, the
Federal Belgian government organises communication campaigns to increase public
knowledge about the Belgian patient rights.16 In addition, it would seem that some patients
are afraid to assert their patient rights out of fear of harming their relationship with their
doctor (2008). It illustrates that a distinction should be made between power and rights: a
right is needed to exercise power (Vincke, 2004, p. 72).

16 “Campagne 2015 - Nieuw promotie-instrument om de Wet Patiéntenrechten beter bekend te maken” -
http://www.health.belgium.be/eportal/Myhealth/Patientrightsandinterculturalm/Patientrights/Campaign/index.htm - consulted on
January 2, 2016
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THE RIGHT NOT TO KNOw—Point 3 of article 7 of the law on patient rights clearly states that a
patient has the right not to be informed if he expressly requests it.

THERAPEUTICAL EXCEPTION TO INFORM—A doctor can appeal to the principle of therapeutical
exception: he can decide not to inform a patient to the extent that he considers that the
information could obviously harm the health of the patient (point 4 in article 7).

THE PATIENT MUST PROVE THAT HE WAS NOT INFORMED—It is up to the patient to prove that he did
not receive all information necessary to gain insight into his state of health and the probable
evolution of that state and that his right to informed consent was infringed (articles 7 or 8):
“the onus of informed consent remains with the patient” (Verrijken, 2015a). This, of course,
is not easy taking into consideration that a consultation often takes place without witnesses
(Krause, 1978, p. 39).

Where the law on euthanasia is concerned, article 14 mentions that no individual doctor can
be forced to perform euthanasia. In the Belgian media, there is even a discussion taking place
as to whether or not the law on euthanasia allows a healthcare organisation like a nursing
home to refuse to have euthanasia performed within its premises (Moons, 2016). Moreover,
the law does not allow a person the right to euthanasia; it allows him the right to ask for
euthanasia which is an important difference. The right to euthanasia is conditional and only
granted following double review by two separate doctors. If the request for euthanasia
concerns unbearable psychological suffering, a psychiatrist must also be consulted (2002). In
other words, it has been acknowledged that the control over a patient’s own life end is only
allowed after approval from the medical profession.

Let us turn to the REACTIVE PROCESSES now. The Belgian law on patient rights obliges hospitals
to create an ombuds function where patients can lodge complaints (article 11). A patient can
also turn to a national ombuds service under the umbrella of the “Ministerie van Sociale
Zaken, Volksgezondheid en Leefmilieu” [Ministry of Social Affairs, Public Health and
Environment] and its Federal Commission “Rechten van de patient” (Rights of the patient)
(article 16). A GP of course has no ombuds function and patients wanting to file a complaint
about their GP can do this with the national ombuds service. The “Orde der Artsen” (Order of
Physicians) also allows patients to file a complaint”, but the end evaluation of the complaint
is not transparent and the sanction is not communicated to the plaintiff. Of course, patients
can also turn to Belgian criminal and civil courts. Different consumer organisations and
insurance companies support their members when they consider filing a general or even
legal complaint with a civil court. And patients do so, exercising by their actions a form of
“indirect power”—power “mediated through others” (Morriss, 2008, p. 45).

In Belgium, the number of complaints lodged with ombuds services of general hospitals has
almost doubled between 2006 and 2010 (Annemans, 2014, p. 69). In the United States,
however, the trend towards litigation has even been termed a “craze” by some (Lown, p.
42), despite the fact that the number of medical malpractice lawsuits plummeted by 47%
between 2001 and 2011 (National Practitioner Database in Nazione & Pace, 2015, p. 1422).
Since the number of adverse actions (medical errors) is increasing, one of the explanations

7 Website of the “Orde der Artsen”- http://ordomedic.be/nl/orde/disciplinaire-bevoegdheid/ consulted on January 2, 2016
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for the decline could be that malpractice lawsuits are dealt with on a hospital level and by
medical providers (Nazione & Pace, 2015, p. 1422).

Here again, the question arises if this trend is to the advantage of the patients. In the first
place, it can lead to “defensive medicine” (Goodyear-Smith & Buetow, 2001, p. 452),
meaning that a doctor recommends diagnostic tests or treatments not because the doctor
considers them necessary but because they protect the doctor against the claims of the
patients (Gigerenzer & Gray, 2011, p. 22). Secondly, it probably does not contribute to a
trustful relationship between patient and doctor who are supposed to be partners and not
adversaries. Finally, it could be considered “a sense of powerlessness which generates the
demand for lawyers” (Furedi, 2004, p. 193) and thus creates dependence again but then
from other types of experts like lawyers.

Moreover, “The Flemish Patient Platform” (Het Vlaams Patiéntenplatform), an organisation
which aims to contribute to the quality of life of a patient and his environment'®, on April 18,
2016—the European Patients’ Rights Day—in a press release used the word “maze” to
describe different procedures to follow and services to appeal to for filing a formal complaint
("Naar een toegankelijk klachtrecht ingebed in een kwaliteitsbeleid," 2016) and the
organisation advocates for one single “front office” to deal with patients’ complaints. This
indicates that despite the Belgian Patient Rights Law, it is considered difficult for patients to
file a complaint.

It is important to assess that all the above mentioned patients’ possibilities to resist the
dependence and thus, the “resource power” of the medical profession enable patients to
react to the possible abuse of their dependence but do not per se change their situation of
dependence. The question could even be raised if they are not “legitimatizing the status quo
[...]” (Krause, 1978, p. 258). By allowing patients to defend and protect themselves in an
institutionalised manner, the “cultural hegemony” of the medical profession and its power
are maintained (Krause, 1978, p. 258). The legal patient rights system could then be
considered tactics of “repressive tolerance” (Marcuse, 1965): by developing a legal
framework, resistance is absorbed by the power structures (Derber et al., 1990, p. 50) and
“health consumers are drawn into a network of power relations and techniques which
channel conduct along socially acceptable paths” (Irvine, 2002, p. 41).

'8 \Website of “Het Vlaams Patiéntenplatform” - http://vlaamspatientenplatform.be/pagina/missie-en-doel consulted on April 18,
2016
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Resistance by acquiring information & knowledge

This form of resistance is, of course, a key element in the present study. It will only be
mentioned briefly here since it will be discussed in depth later.

Patient organisations do their best to offer and distribute health information to their
patients. The “Vlaamse Patiéntenplatform"19 (Flemish Patient Platform) supports its 110
member patient organisations in their communication with patients.

An individual patient has Web access and many digital tools at his disposal to check and
evaluate medical information and knowledge in comparison with his own evaluation and to
control his carers and healthcare organisations. Today, for example, the Belgian government
obliges hospitals to communicate about certain medical outcomes.”

The resources information and knowledge will be referred to more extensively in section
2.3.2 and digital “lay control” (Parsons, 1952, p. 470) will be discussed when treating the
Web as a source of health information in section 2.4.

2.2.4.2.2.2 Resistance of GPs

Considering the resistance against these resources of dependence on the meso-level, it
seems that the medical profession today has become less inaccessible. Freidson already
mentioned that the medical profession’s autonomy is not unconditional. It is granted by the
state and by society on condition that its knowledge and values conform to those of society:
“the profession’s privileged position is given by, not seized from, society, and it may be
allowed to lapse or may even be taken away” (1973, p. 73). Freidson cites Goode who
defined formal criteria of a profession and one of them is “the practitioner is relatively free
of lay evaluation and control” (Goode in Freidson, 1973, p. 77). Goode defined his criteria in
1960 and it seems that this particular point has changed compared to today.

Nevertheless, the government today also remains dependent on the medical profession’s
body of knowledge and its license to label and to assign “the sick role”. While today, the self-
regulation of the medical profession seems to be complemented by the “surveillance”
(Krause, 1978, p. 325) and regulation by many (Krause, 1978, p. 66; McKinlay & Marceau,
2002), the medical profession remains powerful. The medical profession seems to have a
different self-perception: “It [...] feels itself to be powerless, pushed around by hostile and
powerful forces against which it must maintain relentless hostility in order to have some
slight influence on events” (Watkins, 1987, p. 18).

Three forms of resistance of doctors on the meso-level will be discussed hereunder:
advocacy and doctors’ rights, collaboration and refusing patients (see Figure 13 hereunder).

 http://www.vlaamspatientenplatform.be consulted on December 30, 2016
2 Website http://www.zorg-en-gezondheid.be/kwaliteitsindicatorenziekenhuizen/#VIP? consulted on December 7, 2015 and
http://www.test-aankoop.be/action/onze%20acties/themas/santé also consulted on December 7, 2015.
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Figure 13: The resistance of doctors on the meso-level

The medical profession develops advocacy activities to protect its rights and develops
strategies of resistance to maintain as much as possible its professional autonomy (1996, p.
63). Resistance through overt confrontation is difficult. While a railway union is able to leave
its passengers stranded by a strike, comparable hard actions by the medical profession which
penalise patients are much more delicate. They may go against the Hippocratic tradition
which maintains that patients should always be helped, and against the professional ideology
based on social values like vocation (1996, p. 61). Moreover, the “perceived [political]
independence” of doctors (Watkins, 1987, p. 20) is an essential part of its credibility and
public action like a boycott or strike against a government — representing a particular strand
or strands within the political spectrum — could dent that perception of independence.

Doctors are grouped in “occupational communities” (Freidson, 1986) representing the
profession. On the one hand, these communities—for example, in the form of trade
unions—turn to the press to protest against certain political decisions®* and “us[e] the media
to influence public opinion” (1996, p. 219). On the other, these communities and their
representatives negotiate and collaborate with governmental bodies, trying to influence
health policy (Freidson, 1988, p. 200). Moreover, doctors’ unions participate in the
development of health care plans. In Belgium, for example, ‘Domus Medica’®* and the
‘Algemeen Syndicaat van Geneeskundigen van Belgi&’”® (General Syndicate of Belgian
doctors) state that they represent the interests of their members.

The profession is traditionally characterised by unity (Watkins, 1987, p. 19), as experienced
by patients who find it difficult to “find a doctor who will say that another doctor was
negligent” (Watkins, 1987, p. 170). It would, however, be a mistake to consider the medical
profession as “monolithic” (Watkins, 1987, p. 13). Its resistance is weakened by
fragmentation (McKinlay & Marceau, 2002, p. 408) or “internal segmentation” (Tousijn,
2006, p. 470) in medical subspecialties (Taylor, 1983, p. 105): “[professions] have their own

2 The three Belgian trade unions grouping doctors together opposed in January 2017 the healthcare budget and the included
“unilatertal linear economizations” decided by the Belgian Federal government
http://www.vlaamsartsensyndicaat.be/nieuwsbericht/alle-artsensyndicaten-eisen-de-ontbinding-van-het-akkoord-artsen-
ziekenfondsen consulted on January 1, 2017

2 Website of ‘Domus Medica’ http://www.domusmedica.be consulted on January 25, 2016

2 Website of the ‘Algemeen Syndicaat van Geneeskundigen van Belgié’ http://asgb.be consulted on January 25, 2016
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professional interests, associations, journals and strategies, which frequently clash with one
another” (Halpern, Tousijn; Arliaud and Robelet, Zetka in Tousijn, 2006, p. 477).

Finally, it should not be forgotten that—while a patient has the right to change doctors—a
doctor has the right to refuse a patient. Except when in need of urgent medical help or on
standby duty a doctor in Belgium has the right to refuse patients, on condition that he
informs the patient and that he guarantees the continuity of the patient’s care (by referring
him to another doctor). (Annemans, 2016, p. 111)

2.2.4.3 Resources of dependence on the micro-level

2.24.3.1 Dependencies
2.2.4.3.1.1 Dependencies of the patient

Some of the resources creating the patient’s dependence on his GP have already been
discussed on the macro- or meso-level and shall therefore not be explored further: the
dependence on technology, bureaucracy and the state. The patient’s dependence on the
doctor’s body of knowledge, labelling capacity and license to assign someone the sick role
will briefly be referenced again before discussing the other resources of dependence on the
micro-level.

During the patient-GP consultation of course, the personality of both actors influences the
relationship. Personality could be defined as “the set of characteristics defining the
behaviour, thoughts and feelings of an individual” (Brysbaert, 2006, p. 536). In this study,
the personality of an actor is not considered a resource just as his physical appearance is not,
be it that both also influence the interpersonal communication (Burgoon & Hoobler, 2002, p.
262) and therefore also the patient-GP interaction.
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Figure 14: The GP’s resources of which a patient depends on the micro-
level
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The fact that “practicing professionals have little control of policy-making” does not hinder
“their capacity to serve as gatekeepers of desired resources”: “they have power over the
situational allocation of resources” (Freidson, 1986, p. 214). Indeed, during the patient-GP
consultations the three resources of patients’ dependence from the medical profession are
felt by each individual patient: the doctor controls the body of knowledge which is the basis
to label a person as sick and he has the license to get medication prescribed or to allow sick
leave. While a Belgian patient is in most cases legally free to go directly to a hospital without
consulting a GP first, for certain examinations—for example, radiography—or treatments in a
hospital in Belgium, a GP’s prescription is a required. The consultation between patient and
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GP is the access point of the “abstract system” (Giddens, 1990, p. 85) that is healthcare.
Giddens calls “the access points of abstract systems [...] the meeting ground of facework and
faceless commitments”. Indeed, for a patient with a long-standing relationship with his GP,
the step towards a hospital or other unknown health organisation could be considered a
transition from “facework” to “faceless commitments” (1990, pp. 83-85). A GP then serves as
a kind of guide in a complex healthcare system for the patient, since he holds the
information and knowledge on that healthcare system on which the patient depends.

The doctor’s decision as an expert to formally attribute the sick role to a person is the basis
of how the system will consider the patient. Wartenberg explains this by giving the example
of a judge. The fact that a judge as an expert decides that someone is innocent or guilty and
which punishment he gets directs how the judicial and penal systems will treat him, “all
structure their relation to the prisoner around the pronouncement of the judge”
(Wartenberg, 1990, p. 154). Applied to a doctor, it makes his prerogative to label someone as
formally sick a kind of “warden” guarding the access point to the healthcare system.
Labelling a person as sick thereby means more than labelling a person as sick.

The body of knowledge should not be considered in a reductionist sense. During the clinical
encounter a doctor does much more than retrieve the knowledge he acquired thanks to
training and experience. “Action” has to be the result of the consultation and therefore he
combines “theory”, “praxis” and the “value desiderata” of his patient (Pellegrino, 1983, p.
164). Compared to a medical specialist this is even more so for a GP since he often has a
more “intimate relationship” with his patients and: “his most crucial task is to manage the
experience of illness, coordinating the recommendations of specialists, interpreting them
and, perhaps most important of all, serving as a critic of those recommendations”

(Pellegrino, 1983, p. 167).

The imbalance in dependence between patient and doctor created by amongst others the
body knowledge of the medical profession is illustrated by the one-sided way the word
“compliance” is usually used. Scambler refers to Mishler when pointing out that the patient’s
compliance is often referred to in judging medical care (1987, p. 179) while the physician’s
non-compliance is rarely mentioned when a doctor is not able to live up to his patient’s
expectations. It is in this regard useful to underline that a doctor has a commitment of means
and not of results (Callens, Boddez, Leire & Van Leuven, 2015, p. 648).

Dependence of technical skills

The patient is dependent on his GP’s skills, his skills to diagnose and operate technology and
medico-technical skills. In an action movie a wound can be sutured by a hero but in regular
life there is no alternative for a doctor. The Belgian law allows a nurse to execute certain
technical acts like vaccinating a patient, taking blood and performing a perfusion but only on
the prescription of a doctor. This allows the medical profession to maintain control over
medico-technical acts.
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Dependence from attachment

This and the following resource are interlinked: attachment and affection.

Many patients have emotional needs: “the patient’s desire for dependency and being loved
is a vital ingredient of the therapeutic relationship” (Gerhardt, 1987, p. 117) ; patients feel
dependent, seek approval (Klitzman, 2008, p. 113) and “emotional support” (Taylor et. al in
Hesse, 2009, p. 138).

The attachment theory assumes “that humans have an innate propensity for forming
attachments with others, beginning in infancy and continuing throughout one’s life”.
Attachment is considered as having “a protective function” that is “activated when humans
need protection or experience distress, or both” (Guerrero, 2008, p. 296). The attachment
may intensify when a person is ill or in pain (Barnard, 1988, p. 99). It is not difficult to see
how this is applicable to a patient in need for the help of a doctor. The “attachment” or the
“attachment relationship” is the response of a person “to seek proximity to a safe or
powerful person when threatened”: the doctor is considered “as having the expertise and
power to provide safety” and therein the dependence lies (Salmon & Young, 2009, p. 332).
While a doctor is supposed to take a stance of “affective neutrality” (Parsons, 1952, pp. 435,
459), a patient can develop attachment behaviour (Olsen, 1970, p. 5) which makes him
dependent on his doctor. An expression of attachment could be a situation in which a patient
is lonely (Ellaway, Wood & Macintyre, 1999, p. 365) and the GP is almost the only remaining
external contact, as for example for an old woman in a nursing home. In a way patients
emotionally attached to their GP and therefore regularly requesting consultations could also
be considered chronic patients. However, this is not how the concept ““chronic patient” is
defined in this dissertation.

In certain cases the GP fulfils the role of a psychologist, for example, if he knows more about
the relationship of a married couple than each individual partner of the relationships does.
This is possible because usually the patient-GP consultation is not attended by any other
person and is thereby “insulated from observability” (Krause, 1978, p. 39). This could be
strengthened by the fact that a GP sometimes disposes of very personal information about
his patients that is not always directly linked to the patient’s medical problem (also see
section 2.3.3 on the eight different types of information).

Dependence from affection

Related to attachment, there is another resource of dependence, namely affection. Affection
may be defined as “an internal state of fondness and intense positive for a living target”
(Floyd, Judd & Hess, 2008, p. 286). Foa and Foa call “personal affection” a resource that can
be exchanged (2012, p. 15). Affection could be considered a phase in the dynamic
construction of a relationship. The Social Penetration Theory, for example, considers
“Affective exchange” the 3" of 4 stages after “Orientation” and “Exploratory affective
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exchange” and preceding “Stable exchange” (Altman and Taylor in Mongeau & Henningsen,
2008, p. 367). While the theory is not focused on the patient-doctor relationship but on
romantic relationships, it is inspiring for the relationship at hand because it is linked to Social
Exchange Theory. It states that the evolution of a relationship is a matter of rewards and
costs and that it is continued as long as the rewards exceed the costs (Altman and Taylor in
Mongeau & Henningsen, 2008, p. 369). The four stages represent exchanges of information
and “shifts from superficial and nonpersonal to intimate and personal” (Altman and Taylor in
Mongeau & Henningsen, 2008, p. 365) and “the relationships develop by increasing the
breadth and depth of self-disclosures as well as corresponding changes in nonverbal and
environmentally oriented communication” (Taylor and Altman in Mongeau & Henningsen,
2008, p. 370). The process would lead to a reduction of uncertainty (Vangelisti, 2002, p. 648)
and affection to “emotional dependence” (Heathers, 1955, p. 277). Heathers distinguishes
three forms of “emotional dependence” of which “reassurance” is one. This occurs when an
actor gives himself up to another actor to “anticipate undesired or feared outcomes [...]”
(1955, p. 278). This could be applied to a worried patient seeking his GP’s reassurance.

Blau stresses that it is important that the expressions of approval and affection have to be
considered genuine by the partners in the relationship (1989, p. 85). They are the
“homogeneous orientations and attitudes [that] draw individuals together” and they cannot
feel as “calculated” (1989, p. 69). Mutual trust is a condition for social exchange (1989, p.
328). Since the medical approach of a GP is more holistic than that of a medical specialist,
the patient-GP relationship would be more “affective” (Lowenberg & Davis, 1994, p. 591).

In a situation in which a patient wants to maintain an existing attachment or affectionate
relationship, the fact that a doctor is allowed to put an end to the therapeutic relationship
when a patient is non-compliant may increase the patient’s dependence on the resources
“attachment” and “affection” and the patient’s will to behave compliantly. Indeed, a doctor
can make an end to the therapeutic relationship (Legemaate, 2010). The Belgian “Orde der
Artsen” (Order of Physicians), the organisation to which every Belgian doctor has to adhere
to be authorised to practice as a medical doctor, mentions in article 29 of its “Code of
medical ethics” (Code van geneeskundige plichtenleer) that a doctor is allowed to renounce
his task when a patient refuses a proposed examination or treatment (Orde der Artsen,
2016). This dependence may also be strengthened in a situation of GP shortage, as is
sometimes the case in Belgium (Horenbeek & Kerremans, 2012).

Based on her research, Davis states that by creating a friendly relationship the patient may
try to establish an egalitarian relation while the GP from his side may try to increase his
control on the patient by establishing a “friendship frame” (1988, p. 341). “Decreasing the
power distance” would stimulate the dependent person to imitate and like the “power
holder” which would allow him to exercise more power (Jacobson, 1972, p. 102) and “bring
about the desired behaviour” (Jacobson, 1972, p. 43). If this happens consciously, this would
of course turn the affectionate relationship into more than just a matter of affection.
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Dependence from time

Time is another resource of dependence for the patient. There is a general recognition in the
literature that time is a scarce resource in healthcare (Balint, 1964, p. 196; Hertwig et al.,
2011, p. 327; Heymann, 2000, p. 242; Tallis, 2005, p. 61; Watkins, 1987, p. 158). Any patient
having to wait three months to get an appointment with a specialist or who has experienced
the GP’s waiting room filled with 20 coughing patients without an appointment expecting to
be treated as soon as possible, can testify to the scarcity of the resource “time”: waiting time
is “time power” (Korda, 1975, p. 203). During the consultation, a patient may be competing
with incoming telephone calls (Korda, 1975, p. 184) and the computer for the doctor’s
attention (Heath, 1986, p. 167) and thus time.

In today’s Western European societies, the quality of life in general is endangered by ever
increasing time pressure (Geldof, 2011, p. 96). Eriksen calls it “compression of time”: the
total amount of available time remains the same but people push “more and more
information, consumption, movement and activity” into it (2001, p. 101). While in the spring
of 2015 in Flanders, respondents give their overall life satisfaction a score of 7.6 out of 10,
the time available is among the least satisfactory factors (Studiedienst van de Vlaamse
Regering, 2016, p. 28).

But having time is, in healthcare, even more important since lack of time would lead to less
explanation to patients (Tuckett et al.,, 1985, p. 199), “prevent a careful or sympathetic
discussion of the patient’s condition” (Weed & Weed, 2013, p. 92) and result in less
“attention to the values and spiritual needs of patients” (Groopman, 2008, p. 278). Often a
doctor does not have enough time during a consultation to take into account issues related
to language, literacy and culture (Institute of Medicine, 2004, p. 181). Decreasing time
pressure can have a positive influence on the satisfaction of patient as well as doctor (Warde,
2001, p. 713).

Dependence on the illness and on the treatment

Two other resources of dependence of the patient have to be mentioned briefly:
dependence on the illness and dependence on the treatment. The life of a patient chained to
a wheelchair or enduring chronic stabbing pain becomes dependent on his disability or
illness; his handicap or illness determines his life. The patient then is “in the grip of the
power of disease” (Furst, 1998, p. 224). A diabetes patient obliged to receive or give himself
an insulin shot several times a day has to adapt his lifestyle to that situation and the same
goes for a patient needing haemodialysis three times a week or the patient affected by an
incurable cancer®, Therefore, the illness as well as the treatment of the patient are
considered possible resources of dependence. The experience of the dependence due to an

*The researcher on September 19, 2017 attended the funeral of an acquaintance, a Belgian woman of 85 years old. She was
diagnosed with metastasis of several forms of cancer. She asked for and received euthanasia. During the ceremony her oldest
daughter stated that her mother asked for euthanasia because she did not want to become dependent on the disease and on the
end-of-life treatment. Her mother’s decision manifested her desire to stay in control and keep her autonomy.

89



illness or treatment can of course be very different between chronic and non-chronic
patients (Thorne, 1993).

2.2.4.3.1.2 Dependencies of the GP

Three resources of dependence of a patient on his GP will be analysed hereunder. The
resources technology, bureaucracy and the state have been discussed before and will not be

covered again.

Technology

Information

Economic
dependence

Figure 15: The patient’s resources on which a GP depends on the micro-
level

Dependence on information

“Assess and Understand the Patient’s Problems” is said to be one of the three basic functions
of a medical interview and during this phase, the doctor should be able to acquire “accurate,
sufficient, and relevant data” contributing to set-up of a diagnosis and a medical treatment.
Since that information seems to be even “more important than either the physical
examination or laboratory investigations to make accurate diagnoses” (Cole, Bird & Weiner,
2014, p. 9), it is clear that the GP depends on the resource information of the patient. The
need for information from the patient goes further than only an exploration and
concretisation of complaints. Van Staveren calls it “inventorying” and stresses that the
doctor needs also to explore the personality of the patient amongst others, how the patient
handles the complaint(s) and how he resists (2013, p. 57). Silverman et al. state: “the doctor
should not only understand the patient disease, but the patient himself too” (2006, p. 77).
This increases the dependence of the GP from the patient’s information.

The body of knowledge as a resource on which the patient depends has been mentioned
before. While healing may still be considered an art (Gadamer, 1996, p. 31), the paradigm of
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evidence-based medicine increasingly is becoming the basis for treatment in Western
medicine (Bensing, 2000). Consequently, it is scientific evidence based on standardised
research and publication methodologies (Willems, 2013, p. 192) which prescribes the
medical treatment instead of the doctor. On the one hand, it helps a doctor to legitimise his
medical acts (Timmermans and Berg in Willems, 2013, p. 193), on the other hand, it makes a
doctor dependent on the “standardization of symptoms and disease” (Blaxter, 2010, p. 150)
developed by researchers and it may distance him from his patient’s expertise and from his
own clinical experience (Willems, 2013, p. 196). If Gadamer is right in stating “that the more
one ‘masters’ one’s know-how, the more one possesses freedom vis-a-vis this know-how”
(1996, p. 21), it would mean that the principles of evidence-based medicine reduce the
doctor’s capacity to master his know-how and, therefore, decrease his autonomy and
increase his dependence on the body of knowledge. To decide which treatment to prescribe,
the doctor has to follow guidelines: the doctor becomes less a co-producer of the body of
knowledge and has less autonomy in applying it.

Dependence on time

As for the patient, time is also a scarce resource for the GP. GPs working within a fee-for-
service model (Gigerenzer & Gray, 2011, p. 21)—as is mostly the case in Belgium—are
motivated to treat as many patients as possible and to keep each patient's consultations as
short as possible to build up an acceptable income. Being a time manager is considered a
characteristic of being a good doctor (Groopman, 2008, p. 88) and Groopman even calls time
“the greatest luxury in today’s medical care” (2008, p. 268). Extensive paperwork is using up
valuable time with patients (Ofri, 2013, p. 156). A European study carried out in 34 countries
investigating the workload of general practitioners revealed that the GPs in Belgium have the
heaviest average workload a week, while the average duration of a consultation is almost 18
minutes, rather long compared to the other countries participating in the study (Schafer,
Berg & Groenewegen, 2016, p. 96). Dugdale, Epstein and Pantilat report a study carried out
in 1995 concluding that the time physicians spent with patients was in decline. One of the
reasons stated was that they spent more time with their families (1999, p. S34).

It would seem that resource time will become even more valuable and scarce in the future
(Dugdale et al., 1999, p. S34; Eriksen, 2001, p. 22). On the one hand, the focus lies more on
“value and efficiency” (Dugdale et al., 1999, p. S34). On the other, different trends indicate
that a doctor will need more consultation time, as a result of comorbidity, the establishment
of behavioural change (Noble, 2016, p. 59) and the aging of the population (Flinterman,
Korevaar & de Bakker, 2016).

As long as a healthcare system is steered by quantity instead of quality, time will remain a
source of dependence in healthcare for both the patient and the GP.
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Dependence from affection

The affection mentioned as a resource of dependence of a patient (see page 87), can as well
be a resource of dependence of the GP. After all, affection can be mutual. In “What Doctors
Feel”, Ofri gives many examples, illustrating the mutuality of affection and how doctors also
can be impacted by their feelings for patients (2013).

Economic dependence

In a fee-for-service healthcare model as is mostly the case in Belgium, there exists a direct
link between the number of patient consultations and the income of the GP: the more
patients he sees, the more he earns. In this model, each patient represents an economic
value on which a GP depends. Loyal patients represent the assurance of an income. In a
start-up situation with a new GP in which every new patient is important, one patient less is
of higher importance than in a situation where a GP has many patients and can refuse or
afford to lose some.

A doctor’s reputation seems one of the variables determining patient loyalty (Torres,
Vasquez-Parraga & Barra, 2009). The Belgian law on patient rights mentioned previously,
allows any patient to choose his own GP and to change GPs if necessary. The Web has
increased the patient’s possibilities to exchange experiences with healthcare and carers
(Tennie, Frith & Frith, 2010). The importance of reputation is affirmed by some stating that
doctors will have to consider reputation management (Pollard, 2009). The “symbolic
resistance” (see section 2.2.4.1.2.1) a patient can exercise can harm the GP’s reputation and
thus, indirectly influence his income.

2.2.4.3.2 Resistance against the dependencies
2.2.4.3.2.1 Resistance from the patient

How do patients resist against these dependencies? Resistance in general has been discussed
in section 2.2.3.4.1. This made clear that the image of the passive patient as defined by
Parsons does not reflect reality (Pool & Geissler, 2005, p. 86). Even patients following the
doctor’s medical advice should not be considered passive. A patient may consciously choose
to follow the prescriptions for his own well-being and to be freed from discomfort or pain. A
patient could also fulfil the role of the “good patient”, going along with the doctor’s advice,
consciously or unconsciously (Lupton, 1997, p. 106).

The possible ways for neutralising the patient’s dependence of the resources have already
been discussed in general terms when analysing the resource dependency theory. Five ways
in which the patient may resist his dependence on the doctor will be covered hereunder (see
Figure 16). Acquiring information and knowledge has already been mentioned on the meso-
level and will not be revisited here.
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Alternative
medicine

Acquiring
information & Non-compliance
knowledge

Total Symbolic
withdrawal resistance

Figure 16: The ways a patient can resist his dependence on the GP on the
micro-level

Turning to alternative medicine

A patient can leave traditional medicine behind and turn to alternative medicine. This line of
defence is of course relative since at the same time it shuts the patient off from prescribed
medicines, legally accepted sick leave and in some cases, evidence-based medical treatment.
It could also be considered only a dependence shift: from traditional medicine to alternative
medicine.

Being non-compliant

A patient also can decide not to comply with or adhere to the treatment (Lupton, 1997, p.
105). This form of resistance again is relative since the patient does this at his own risk.

A special situation that has to be mentioned briefly is the situation of a patient with a life-
threatening disease which is terminal. Medicine usually tends to exhaust all possible means
in an effort to create hope for the patient until his last breath. Sometimes treatment is
continued thereby encroaching on the patient’s last moments. In this situation, a patient
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may have nothing to lose and only to gain by refusing further treatment, something this
study already referred to when discussing the dependence on an illness or treatment. It
allows the patient to regain control and become less dependent on the (sometimes life-
shortening) medical treatments and on the medical profession at one of the most crucial
moments of life. The patient also benefits from no longer being a patient and becoming a
person again, albeit very temporarily. That is the point, Doctor Atul Gawande makes in his
bestseller, “Being mortal” (2014).

Exercising symbolic resistance

Patients can also resist without open confrontation (Scott, 1985, p. 273), but by less
conflictual forms of resistance like Scott's "routine resistance”, “primitive resistance” and
“symbolic resistance” (1985, p. 282) mentioned in section 2.2.3.4.1. Davis found that patients
indeed resisted being pushed into the situation of passive patients. On the contrary, they
strived to be considered “competent helpmeets” and “agents with a mind of their own”
(1988, p. 342). In the case of “symbolic resistance”, the patient may not show his resistance
during the consultation but afterwards by, for example, criticising the doctor or the
treatment on social media (Pollard, 2009; Sparks & Villagran, 2010, p. 140) or among friends.
Keltner et al., discussing reputation in a social network, for example, mention “gossip” as a
form of “communication of positive or negative reputational information” allowing “group
members to comment on the actions of high-power individuals with less fear of conflict or
retaliation” (2010, p. 198). An individual patient may also express his dependence or (feeling
of) powerlessness through seeking press attention. He can contact a newspaper and have his
story published. It is difficult for a doctor to defend himself against such an attack through
the media since, contrary to the patient, the doctor is bound by his medical oath of secrecy,
confidentiality and privacy rules.

Total withdrawal

A patient could also decide “to opt out of the client-layperson relationship” (Giddens, 1990,
p. 91) and to refuse any kind of help. As in the case of non-compliance, he may do so, but at
his own peril. He could decide to refuse any (further) treatment and become totally
independent from healthcare and any caregivers. In the case of a severe illness, however, he
risks becoming totally dependent on a worsening disease and on his direct surroundings that
may have to support him. In such a case, this implies that a patient would be replacing one
resource of dependence by another and he is certainly not achieving total independence.
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2.2.4.3.2.2 Resistance from the GP

In this section, five ways a GP can resist his dependence on a patient’s resources will be
discussed (see Figure 17 below).

Ending the
therapeutic
relationship

Using power Economic
symbols independence

Symbolic Affective
resistance neutrality

Figure 17: The ways a GP can resist his dependence on the patient on the
micro-level

Putting an end to the therapeutic relationship

To stop the GP’s dependence on the patient’s resource(s), a GP can decide to put an end to
the therapeutic relationship with a patient. He cannot do this in any situation: article 27 of
the “Code of medical ethics” (Code van geneeskundige plichtenleer) of the Belgian “Orde der
Artsen” (Order of Physicians) mentions that, except if the medical intervention is urgent or if
the doctor would “fail his humanitarian obligations”, a doctor is free to refuse to treat a
patient for personal or professional reasons. He should inform the patient or his relatives,
assure the continuity of the treatment and provide all necessary information to the doctor
taking over the task (Orde der Artsen, 2016). It thus seems easier for a patient to move to
another GP-it is even a legal right—than for a GP to refuse to continue treating a patient.
However, the same code mentions in article 29 that a doctor is allowed to renounce his task
when a patient refuses a proposed examination or treatment (Orde der Artsen, 2016). It
seems clear that putting an end to the therapeutic relationship also offers the option for a
GP to resist his dependence on the patient’s resources.
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Being economically independent from one individual patient

A GP can diminish his economic dependence on patients by developing a thriving practice so
that losing one individual patient does not have much economic impact. Moreover, some
GPs communicate in their waiting room that their practice is full and that they cannot accept
more patients (Eeckman, 2015). This tells patients that a shortage of patients is not a
problem in that practice and a good patient-listener will understand that the GP is not
economically dependent on one individual patient.

An alternative possibility for a GP to diminish his economic dependence on a patient is to
combine his private practice with a complementary professional activity that makes up part
of his total income. Some GPs for example, combine their practice with a job in a hospital, a
mission for government or teaching. These may offer the GP a fixed income, making him less
dependent on his patients.

Affective neutrality

A GP can diminish his dependence on the resources attachment and affection by professional
“affective neutrality” (Parsons, 1952, p. 435), by the “detachment” needed for an objective
medical practice (Veatch, 1983, p. 188). Nevertheless, the notion of “affective neutrality”
does not exclude attachment or engagement (Landolo, 2006, p. 85).

Exercising symbolic resistance

Just as the patient a GP is able to use “symbolic resistance”, GPs can behave arrogantly or in
an authoritarian manner and create a feeling of powerlessness in the patient (Frosch, May,
Rendle, Tietbohl & Elwyn, 2012, p. 1033), for example, by communicating to his patients that
he is the one in control and that it is in the patient’s best interest to be compliant.

Using power symbols

In the same line of behaviour, the GP can try to create the perception of being the power
owner by using power symbols. A full waiting room tells patients that the GP’s time is more
valuable than the patient’s, the white coat symbolises the professional and trustworthy
appearance of the doctor (Gadamer, 1996, p. 126; Kocks, Lisman-van Leeuwen &
Berkelmans, 2010) and his authority (Brody, 1992, p. 7), and the stethoscope represents the
doctor as the user of science and technology (Markel in McKinlay & Marceau, 2008, p. 1485).
The layout of the consultation room may stress that in the dyadic relationship, the patient is
the one in need of help and the GP is the authority able to help: for example, if the GP is
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sitting on a more comfortable, mobile chair in a “confrontational” setting (Mitchum, 1990, p.
138) behind a large desk (Raffler-Engel, 1990, p. 24) and a bit higher than the patient on the
opposite side (Carson, 2014, p. 264) who sits on a simpler chair, and the GP is using a
computer whose screen is not visible to the patient while the patient is talking (Heath, 1986,
p. 167). The GP usually leads the consultation following an institutionalised pattern
(Mazeland, 2012, p. 15). Power symbols are an externalisation of the authority and expertise
of the doctor and hence of the power relationship, and may therefore, have a conforming
effect on a patient.

This is not to suggest that these power symbols are all arranged intentionally, but what is
contended is that these symbols are nevertheless telling a patient something about the
power balance between him and his GP. They communicate to the patient: you are on my
territory, | am in charge and decide what happens and when, you depend on me. The well-
known Milgram experiment executed between 1960 and 1963 illustrated how people
participating in an experiment whereby a legitimate authority gave them the order to
administer increasingly higher electroshocks to an anonymous person in exchange for a
reward (with means without coercion), and for the cause of science, chose to comply. 65% of
the participating people in the initial experiment (Experiment 1) showed obedience by dosing
a shock level between 300 and 450 volt (Milgram, 2009, p. 35). In 2009, Burger repeated the
experiment in an adapted format and he came to the same conclusions: under the eye of a
legitimate authority people tend to conform (Aronson, Wilson & Akert, 2013, p. 295).

2.2.4.4 Conclusions of the overview of resources and resistance on the macro-,
meso- and micro-level

Some conclusions can be drawn from the extensive overview of dependencies of patient and
GP and their resistance against the dependencies on the macro-, meso- and micro-level.

FIrsTLY, it seems clear that on the micro-level, the patient-GP relationship is a matter of
mutual dependence. Davis states that in the consultations, she analysed “the exercise of
power involved a dialectic of control with relations involving dependence and autonomy
being produced and reproduced in both directions” and that “power was not a
straightforward, top-down affair, but part of a moment-by-moment struggle for control with
participants gaining and losing their foothold as the interaction proceeded” (1988, p. 343).
Giddens also calls it “dialectic of control” when he states that in a social system power
“which enjoy[s] some continuity over time and space presumes regularized relations of
autonomy and dependence between actors or collectivities in contexts of social interaction”
and he adds “But all forms of dependence offer some resources whereby those who are
subordinate can influence the activities of their superiors” (Giddens, 1986, p. 16).

This overview illustrates how mutual dependence between two actors is indeed a matter of
“balancing operations” and not only on the micro-level. However, while as mentioned
before, the ambition is not to try to weigh the importance of the different resources of
dependence, it seems obvious that, in addition to considering the resources of dependence
on the meso- and macro-level, the number of resources available to the GP and on which the
patient depends outnumbers the resources of the patient on which the GP depends.
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SECONDLY, the main purpose of segmenting the review into the three levels was to allow a
clear analysis. The structure on the three levels does not mean that reality is also structured
so rigidly. On the contrary, the end result of all the dependencies and ways of resistance is a
dynamic tangle of components across all three levels (see Figure 18 below).

Macro: society

Meso: healthcare

Figure 18: The end result of all the dependencies and ways of resistance is
a dynamic component across all three levels

A patient depends on the healthcare policies developed by a Minister of Health and a
government (from micro to macro), the Minister of Health depends on collaboration with the
provider and patient advocates (from macro to meso) and on the cooperation from
individual patients and GPs (from macro to micro). An individual GP advocates within his
professional body against the policy of the Minister of Health (from micro, via meso to
macro). Patient or doctor organisations advocate against the government’s health policy
(from meso to macro) and call their patient-members to send protest emails to the Minister
of Health (from micro to macro). This analysis makes clear that the dependencies and the
ways to resist them constitute a set of communicating vessels that are continuously in
motion. The analysis is an indication that dependencies and thus, power relations transcend
the “micro-macro dichotomy" and that “the micro-macro problem transcends paradigmatic
boundaries” (Alexander & Giesen, 1987, p. 1). One individual person—one patient, one
GP—may play a role, but this role will often be restricted by dynamics on the meso- and
macro-level. This does not make it unimportant. This analysis is close to the analysis of power
by Foucault who saw power not coming from one “metapower” (1994, p. 123), from
“’metaphysical’ contradictions” (Zwart, 2008, p. 258) or linked to one central paradigm (class
struggle) as the Marxist view suggests (Navarro, 1978, p. 140), but as a set of "micro-powers"
scattered about and continuously active in all walks of life (Devos, 2004, p. 66). Both patient
and GP are stuck in a web of dependencies.

IN THE THIRD PLACE, the analysis seems to fit with Foucault’s vision that power should not
merely be described as something negative, something destructive, suppressing, concealing,
but also as something “constructive” and “positive”: power “produces reality” (Foucault,
1994, p. 121; 2010, p. 269). Clegg comments on the fact that Foucault and Parsons consider
power “productive”: “because in this view power produces power, its effects can always be
seen in terms of the relative empowerment and disempowerment of agencies in a relational
field” (Foucault and Parsons in Clegg, 1989, p. 232). The fact that "patient empowerment"
today is a buzzword and is supported by governments and patient advocacy groups could be
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considered an indication that the exercise of power may also be looked upon as a "positive
force".

LAST BUT NOT LEAST—this is important since related to the central problem statement—the
overview of the dependencies of patient and GP on the three levels illustrates that the
dependence of a patient on the GP’s resources information and knowledge is only one of
many dependencies. Decreasing the dependence on these resources does not necessarily
decrease the dependence on the other resources. The analysis makes clear that a patient as
well as a GP depends on a huge array of resources on different levels and hence,
empowerment should not be simplified or narrowed to making a patient less dependent on
just one of all these resources. Decreasing the patient’s dependence on the GP’s resource
information may contribute to patient empowerment, but it will not in itself achieve total
patient empowerment. Moreover, the further the level is situated from the agent, the less
control the agent has on it (Nordenfelt, 1987, p. 39): “Moving his finger is more under the
revolutionary’s control than his overthrowing the regime”.

Let us finish this extensive chapter on the patient’s and GP’s possible dependencies on the
macro-, meso- and micro-level and their resistance towards their dependencies with an
overview of the resources. The overview (see Table 1) has to be read from macro- to micro-
level. All resources of dependence and the resistances against them on one level are also
applicable on the next level. To avoid unnecessary repetition, they are only mentioned on
the first level they appear.

These are naturally all possible resources of dependence, it does not mean that every

patient or GP depends on each of them to the same extent and that the ways both actors
may resist their dependencies are equal for all.
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Macro

Meso

Micro

Patient

Dependencies

The patients as citizens

The state & financial resources
Bureaucracy

Technology

Healthiness of the environment

Body of knowledge
Labelling
License to assign the sick role

The patient
Information

Knowledge
Skills
Attachment
Affection
Time

lliness
Treatment

Resistance

Symbolic resistance
Actual resistance
through consumer activism

Advocacy & patient’s rights
Acquiring information & knowledge

Acquiring information
Acquiring knowledge
Alternative medicine
Symbolic resistance
Non-adherence

Total withdrawal

Dependencies

The GPs as citizens

The state & financial resources
Bureaucracy

Technology

Healthiness of the environment

The GP

Information

Time

Affection

Economic dependence (including
reputational dependence)

GP

Resistance

Symbolic resistance
Actual resistance
through consumer activism

Advocacy & doctor’s rights
Collaboration

Ending the therapeutic relationship
Refusing a patient

Economic independence

Affective neutrality

Symbolic resistance

Using power symbols

Table 1: Overview of resources of dependence and resistance of patient and GP on the macro-, meso- and micro-level

No distinctions have been made between the various types of resources to avoid adding complexito to the previous overview of the three levels. However,
differences do exist and some are important. The resources will be distinguished in the next section.
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2.2.5 Differentiating between resources

Not all resources are equal. Two remarks concerning the differences between resources
must be made.

FIRST AND FOREMOST, a distinction could be made between stable resources and dynamic ones.
Some resources of a GP on which a patient may depend are more dynamic than others. A
patient’s degree of dependence on the GP’s resource information can change due to the
influence of multiple strengthening factors, some of which may be extremely dynamic and
can change even during one single consultation. At the start of the consultation a patient,
not knowing what kind of disease struck him and what treatment could cure him, could be
very dependent on the GP’s resource information. After being effectively informed, not more
than 10 minutes later, that same patient could have become more independent from the
resource information. But in another situation, it could take months and numerous medical
examinations to establish the correct diagnosis and become independent from the resource
information of a doctor. This illustrates that the degree of dependence on the resource
information can change even in a very short period of time, therefore it is called a “dynamic”
resource. Not so for the GP’s resource “licence to assign the sick role” on which a patient
depends. It has been ascertained that the Belgian government is increasingly interfering with
the way a GP practises medicine. Nevertheless, the dependence of the patient from this
resource does not change from one situation to another and is therefore called “stable”. This
does not mean that it does not change but that it does not change at the same rate as a
resource called “dynamic”.

Why is it important to make the distinction between stable and dynamic resources? As
stated before, it is not the aim to measure the dependence of a resource and to try to
compare the weight of different resources juxtaposed with each other. But the finding that
the dependence on some resources is more stable than others is an indication of the greater
difficulty to decrease the dependence on these resources.

A dedicated study would be warranted to analyse which resources are stable and which
dynamic and to what extent. It seems clear that the resource “body of knowledge” is in
constant evolution, but not from one situation to another and could, therefore, be called a
stable resource. The “license to label” and the “license to assign the sick role” (which also
includes prescribing medication and allowing sick leave) are stable, only doctors are allowed
to and this has not changed for years. The resource “time” on the other hand, seems highly
dynamic. The resources “illness” and “treatment” may be stable in some cases and dynamic
in others and the dependence on the resource “technology" could change from disease to
disease.

Suffice it to repeat the simple observation here that there are different levels of stability of
the resources which is in itself an important factor.

SECOND, another difference between some resources warrants a mention: their
interchangeability. The resource dependency theory is part of social exchange theory and it
has exchange as one of its important characteristics. As mentioned earlier, Foa and Foa
define a resource as “anything that can be transmitted from one person to another” (2012,
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p. 16). For reasons of clarity and simplicity, the remark has not been made before but not all
mentioned resources can be exchanged or can be exchanged to the same extent.

When looking at the patient’s dependence resources, it becomes clear that the patient is also
dependent on resources that cannot be exchanged in the interpersonal relationship. An
obvious example is the disease itself. A patient moving with great difficulty and pain with
every movement becomes dependent on his disease and a disease cannot be exchanged,
except for an infectious disease like hepatitis C or tuberculosis (TB) of course, that can
represent a huge risk for the doctor. Another example is the patient’s treatment since it
cannot be exchanged. It is, therefore, a different kind of resource than for example, the
resource’s information or knowledge.

This is more than a mere theoretical matter. Following the resource dependency theory and
thus, considering the power relationship between a patient and a GP, a matter of balancing
operations of mutual dependencies, it is important to stress that the patient depends on
resources that may influence the relationship but influence the balancing operation in a
different way. If the patient moving with great difficulty and pain with every movement is
cured, he may become independent from the GP’s resources. However, the independence is
not the consequence of the balancing operation but of the disappearance of what induced
the patient’s need for a consultation in the first place, namely the disease. From this
perspective, it could be stated that the best way for a patient to remain independent from
his GP is to remain healthy. But that of course, is a truism.

Since the central problem statement is focused on the power balance between patient and
GP in relation to Web health information, it is considered important, before moving to the
subject of the Web, to cover the concept of empowerment and the possible role of
information in it. If health information through the Web is changing the power balance to the
advantage of the patient, it is empowering the patient. The concepts empowerment and
information will be treated in the next two sections.

2.2.6 Power in relation to (patient) empowerment

“Empowerment” and “patient empowerment” are concepts used very often in specialised as
well as popular publications. But what do they mean and what is their relevance to the
central problem statement?

2.2.6.1 Empowerment

Let us start by defining empowerment in general. According to Rappaport, an authority in
the field of empowerment, as applicable to this dissertation, empowerment is considered a
process. He defines it as “The mechanism by which people, organisations, and communities
gain mastery over their lives” (1984, p. 3). Rappaport calls “mastery” what other researchers
call “control” (Werner cited in Laverack, 2009, p. 23; Thompson, 2007). Mastery has different
meanings and one is “control or superiority over someone or something” ("Concise Oxford
English Dictionary," 2004). The concept of empowerment can be related to the concept of
“agency”: “the ability of individuals [...] to make decisions for themselves” (Thompson, 2007,
p. 24). Totally empowered people are not and/or do not feel like puppets on a string, they

are or feel “in control”.
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Castells states that the empowerment of social actors is always to the disadvantage of other
social actors. He poses that “The power to do something [...] is always [italics in original] the
power to do something against someone, or against the values and interests of this
“someone” that are enshrined in the apparatuses that rule and organise social life” (2009, p.
13). Castells’s statement seems too absolute. Transferred to the patient-doctor relationship,
Castell’s statement sets the patient and doctor in opposition while both share a common
objective: healing the patient. They need each other and each has everything to gain by
considering a position which opposes Castells’s statement: to try to share the same basic
values by achieving a shared goal. One of these values could, for example, be mutual
“respect” (Jonsen, 1983, p. 275).

Four important elements ensuring from the above have to be addressed.

FIRSTLY, empowerment may mean “actual control” as well as a “sense of control” (Rappaport,
1984, p. 3), the belief an actor has about the control he can or thinks he can achieve in a
situation (Walker, 2001, p. 3). It is also important to “develop feelings that one has power to
influence life” (Townsend, 1998, p. 8), even if the feeling of having control is “an illusion”
(Geer et al. in Walker, 2001, p. 24).

SeEconpLY, defining empowerment as a process means that it is a complex and dynamic
evolution and a continuous “reinforcement process” (Timmer, 2011, p. 152). The
objective—having total mastery over one’s life—may never be achieved. This sounds logical:
no citizen has control over all aspects of his life and, as such, “total [...] independence is an
illusion” (Kirkland, 2010, p. 199). The commitment of empowerment is: to have as much
control over one’s life as possible.

THE THIRD POINT that has to be made is that for an actor to acquire a certain level of mastery in
acting, certain skills are required (Hesse, 2009, p. 135): he has to have or to develop
“participatory competence” (Kieffer, 1984, p. 12). This characteristic is acquired through a
“long-term process of adult learning and development” and Kieffer even distinguishes four
phases, but it would lead us too far to delve into them. Suffice it here to say that
empowerment is not achieved instantly, but that it is a complex process and an evolution
that takes time and in which regression is possible. Kieffer states: “Empowerment is not a
commodity to be acquired, but a transforming process constructed through action” (1984, p.
27). For a person that learned to function “as a subordinate element in an authority system”
(Milgram, 2009), to resist “induced dependency” (Walker, 2001) and regain autonomy is not
a minor matter.

THE FOURTH ELEMENT that must be pointed out is that having control of one’s life not only
depends on the individual actor but also on his “community”. His social environment, the
societal structure and social support can have both an empowering and a disempowering
effect on him (Jacob, 1996; Walker, 2001, p. 5). This is consistent with the point of departure
taken in this study, which situates different resources of dependence on a macro-, meso- or
micro-level: many of the resources of dependence on these three levels are interconnected.

It is relevant to linger a while on the concept “personal control” since it led to extensive
literature and is the basic concept related to empowerment. This concept has previously

103



been defined as “the extent to which a person can produce desired outcomes and prevent
undesired ones” (Antonovsky, Gurin, Gurin & Morrison and Skinner in Bukowski et al., 2017,
p. 2). In our Western European societies, independence is a highly rated value, in contrast
with, for example, the Japanese culture where dependence and interdependence are an
important aspect of the culture (Doi, 1981; Elliott, 2003, p. 72). While perceived control
seems to be associated with confidence and optimism, perceived or real loss of control may
lead to anxiety and depression (Walker, 2001, p. 194). A person’s “experience with
uncontrollable aversive events may lead to poor health and early death” (Peterson, Maier &
Seligman, 1993, p. 267). Powerlessness seems to be related, among other things, to poor
health, adverse living conditions, the experience of being underrepresented and the power
abuse of more powerful people (Keltner, 2016, p. 137).

It is said that “people threatened with loss of control will make efforts to regain it [...]”
(Walker, 2001, p. 10). Loss of control raises “reactance”—"“the motivation to restore control
once it has been removed”—which may be “accompanied by feelings of arousal and anger”
and of “helplessness” after the "expectations of control” (Wortman and Brehm in Walker,
2001, p. 107). The reactance to loss of control may help to explain why certain patients get
angry, demanding or complaining: it could be considered a request for participation (Taylor,
1979). It is useful here to distinguish “primary” from “secondary control” (Rothbaum in
Hayes, Prentice & McGregor, 2017, p. 117): the first standing for “the ability to bring the
environment in line with the needs and desires of the self” and the second for “the ability to
adapt to the environment and bring the self into line with current demands”. This distinction
shows how having and thus, regaining control can also be achieved by “accommodation” to a
(new) reality as a process of “avoidance of negative outcomes that could result from
I” (Rothbaum et al. in Hayes et al., 2017, p.
118). It can even lead to “fatalistic withdrawal” (Hayes et al., 2017, p. 126) as an extreme
example of adapting to a situation. Sometimes a feeling of control can also be restored
through “group resistance” (Lemus et al., 2017, p. 155).

attempts to persist in the use of primary contro

Not every control loss arouses reactance. Brehm and Brehm, developing “reactance theory”
which they consider closely linked to control, mention four elements influencing the
reactance or the level of the reactance in case of loss of control or freedom. In the first place,
the actor losing control must have had the perception of having control over a certain
outcome. If he or she did not expect—by knowledge and ability—to have control over a
freedom, the loss will not arouse reactance. The second element is the importance of the
lost freedom. The third one is related to the number of freedoms threatened. The fourth
element is related to the fact that a loss of freedom implies future loss of freedoms (1981, p.
5). These four elements illustrate that a patient does not react to, just any loss of freedom or
control, but that certain conditions have to be met and that these conditions may differ from
person to person. To one person deciding about a future treatment is an important freedom,
to another it is not. Brehm and Brehm give some examples of social influence that will be
considered threats to freedoms by actors as there are “commands”, “attempts to bribe for
compliance or threaten with punishment for noncompliance” and “persuasions”. If the
intention to persuade by actor A is obvious to actor B, the positive influence on and
compliance by actor B may be reduced, in contrast to a situation whereby actor A is
perceived as simply providing information without pressure nor intention to persuade (1981,
p. 63). Just as in the “resource dependency theory”, the concept of “cost” plays a role in
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“reactance theory” too: if actor B considers the cost of reactance to high, he may decide not
to react. It must also be mentioned that some threats to freedom may be “self-imposed”
(1981, p. 197).

Control is not something any actor pursues. In certain situations personal control and the
corresponding responsibility can increase stress, for example, when an actor is not
demanding control (Averill in Walker, 2001, p. 19). That is why personal control should never
be imposed on a patient, it should always be his free choice and adapted to the patient’s
preferred evel of choice. Indeed, demanding control does not mean that the patient also
wants to take the medical decisions (Schneider, 1998, p. 117). Thompson et al. listed some
situations in which “control might not be intrinsically motivating, desirable or adaptive”
(2001, p. 22). If “using control is difficult ; there is insufficient information to use control
effectively; control is contrary to preferred copying style; control options do not have a high
probability of success or result in failure or disconfirmation of control; a more effective agent
is available”. It would seem that actors are prepared to relinquish personal control when
“they believe another individual to have a more stable response for minimizing danger”
(Miller in Walker, 2001, p. 23). This could apply to the patient transferring his personal
control to the control by the doctor.

The finding that personal control can lead to positive as well as negative feelings for an actor
also applies to the concept of “choice”. The above-mentioned definition of personal control
relates to “desired outcomes” while a distinction could be made between “decisional
control” and “control over outcomes” (Steiner in Walker, 2001, p. 21). This explains why
having personal control does not necessarily neutralise uncertainty: a cancer patient opting
for a surgical procedure rather than radiation gains control over the decision, but the
outcome still remains to be seen. Seligman and Miller distinguish between “agenda control”
and “outcome control” stating that “power lies with those who set the agenda” and that
sometimes actors are “forced to make a choice” (Seligman and Miller in Walker, 2001, p. 21).
Walker suggests that a choice should be offered and not imposed to be “empowering” (2001,
p. 21). Leaving a choice in itself does not necessarily lead to perceived personal control, it is
amongst others also related to self-efficacy (2001, p. 30).

2.2.6.2 Patient empowerment

In this section, the concept of “empowerment” in general is applied to “patient
empowerment”. Many definitions of patient empowerment exist (Bravo et al., 2015), but the
European Patients’ Forum refers to the Empathy project for its definition of “an empowered
patient”:

“An empowered patient has control over the management of their condition in daily
life. They take action to improve the quality of their life and have the necessary
knowledge, skills, attitudes and self-awareness to adjust their behaviour and to work
in partnership with others where necessary, to achieve optimal well-being” (The
Empathy project in "EPF Background Brief: Patient Empowerment," 2015, p. 4).

“Having control over the management of one’s condition in daily life” (and the condition is
interpreted as health since the definition mentions a patient) means that patient
empowerment goes further than just the process of healing: a patient has also to adopt a
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lifestyle to cope with a disease, to prevent the further development of an existing disease or
to prevent diseases. This implies that a patient has to take responsibility for his own health
and healthcare. A condition for empowerment is the will to be empowered, “learned
helplessness” (Serrano-Garcia, 1984, p. 175) has to be overcome.

The abovementioned description of an empowered patient also stresses the importance for
a patient to acquire the required capacities to become empowered. Patients have to take
action (Hamelink, 1995, p. 12), the responsibility to acquire these characteristics is theirs. An
empowered patient needs to take control himself and not only to turn to “proxy control”
which means “trying to get those who wield influence and power to act on their behalf to
effect the changes they desire” (Bandura, 1997, p. 17). The level of difficulty for a person or a
patient to achieve this should not be underestimated, after all, after leaving school most
people do not have access to training helping them to have control over their health care
(Hesse, 2009, p. 135). Even on the contrary, many learned that “’Good patients’ are those
who appear passive and compliant: ‘bad patients’ are those who appear assertive and
guestioning” (Taylor et al. in Hesse, 2009, p. 135).

The concepts of “empowerment” and “patient empowerment” should be related to the
power definition in the resource dependency theory mentioned before: “Group or person A
has power when A possesses a resource on which B is dependent, and B cannot substitute a
different resource for the one possessed by A”. When actor B is dependent on the resource
actor A possesses he has less control, is less capable of mastering his own life, he is to a
lesser or to a greater extent disempowered. For actors therefore empowerment in general
therefore means decreasing their dependence on the resource(s) or decreasing the feeling of
being dependent on the resource, or getting more control “over [...] resources that influence
their lives”, as Laverack states (2009, p. 4). Patient empowerment means that a patient
becomes less dependent on the resources of a doctor or feels less dependent. The life
situation of a “disoriented patient” gets back “into proper balance” (Gadamer, 1996, p. 56)
because the patient regains more control or the feeling of having more control over the
resources, or there are simply fewer resources upon which he depend. It should come as no
surprise that Swift relates empowerment to “the redistribution of resources” (1984, p. xi).

Looking at the dependencies of patient and GP on the micro-level it becomes clear —as
stated within the resource dependency theory in general—that the patient-GP relationship is
a matter of mutual dependence or interdependence and that there will never be a situation
without dependencies on the resources each one possesses and even no situation without
any mutual dependence. From this perspective, patient empowerment could be interpreted
as a process whereby the dependence of the patient and the GP on each other’s resources is
or feels equal to the greatest degree possible. This aligns with Elias’ analysis mentioned
before: only when both actors are or feel dependent does the relationship get at odds.
Patient and GP then are fully aware that they need each other’s resources—and thus, need
each other—and together they will be motivated to get the best out of the relationship.

Swift mentions a “redistribution of resources” (1984, p. xi) and this can be linked to the so-
called “balancing operation” between patient and doctor. Patient empowerment or, defined
in the context of the “resource dependency theory”, steering the balancing operation and
coming to balanced mutual dependence is a shared responsibility between patient and GP.
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But besides both actors, their social environment also has to support (patient)
empowerment. Both actors and the social environment together form three basic factors
influencing the realization of patient empowerment.

FIRST, THERE IS THE GP. The GP as “change agent” (Katz & Seth, 2012, p. 69) can have the
ambition to activate his patient (Street, Gordon, Ward, Krupat & Kravitz, 2013, p. 315). For a
doctor to consciously try to enhance the balancing operation—to help his patient to be less
dependent on his resources—he has to recognise that a patient is dependent and that he
himself has “resource power”. Wartenberg calls empowerment “transformative power”
(1990, p. 189): actor A, being the most powerful of two actors, uses his power to empower
actor B, to make him independent, to create “a more egalitarian relationship between the
two agents” to “enhance the capabilities” of the other actor. Wartenberg does not explain
how in concrete terms this transformative power is realised. Making actor B less dependent
on actor A resources is one possible way to achieve that transformative power as “a positive
force in interpersonal relationships” (1990, p. 193).

It is interesting to note that some doctors seem to feel powerless and embattled themselves
(Watkins, 1987, p. 18). For a doctor to increase the independence of his patients on his
resources is, of course, a challenge since usually doctors even unintentionally achieve exactly
the contrary “through the clinical decisions [...] about what consumers ought to have”
(Ranade, 1997, p. 115): doctors create their own consumers. As long as in a healthcare
system, the focus lies on healthcare instead of on health and on the quantity instead of the
quality of healthcare the basic motivation to bind patients to the resources of the doctor
stands to remain.

Nevertheless, to contribute to his patient’s empowerment, a doctor “must know when to
stand back” to allow a patient to return to his own “equilibrium of life” (Gadamer, 1996, p.
43) and to avoid forcing a patient into “a state of dependence” (Walker, 2001, p. 184). The
relationship between patient and doctor is characterised by a double “careful negotiation”
(Walker, 2001, p. 182): on the one hand, a negotiation to find a match between the
perceived needs of the patient and, on the other hand, the GP’s estimate of the patient’s
needs, in sum a negotiation to find a match between the perceived needs of the patient and
the available resources.

Nonetheless, regardless of a GP’s endeavours, a patient will always remain dependent on
some of the GP’s resources as, for example, his “license to label” and to “assign the sick
role”. In the case of these resources, the GP will have to make an effort to decrease his
“sense of control”: the patient remains dependent but the GP tries to neutralise the feeling
of dependence. This is important since research would indicate that medical treatments
usually are more effective when a patient has a sense of control (Brysbaert, 2006, p. 705). In
any case, since some of the resources of a GP on which a patient depends are stable, that is
to say, a GP has “resource power”, it is up to him to decide how he uses it.

SECOND, THERE IS THE PATIENT. Indeed, the patient, on the other hand, should be prepared and
capable of being engaged and activated (Topol, 2015, p. 162) —and being less dependent on
the GP’s resources. Patient activation is not self-evident (Bhargava & Johnmar, 2013, p. 174).
Within the Empathy Project it has been stated that “Empowerment interventions aim to
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equip patients (and their informal caregivers whenever appropriate) with the capacity to
participate in decisions related to their condition to the extent that they wish to do so; to
become “co-managers” of their condition in partnership with health professionals; and to
develop self-confidence, self-esteem and coping skills to manage the physical, emotional and
social impacts of illness in everyday life” (The Empathy project in "EPF Background Brief:
Patient Empowerment," 2015, p. 4). Thus, the doctor must guide the patient and suggest
ways of how the patient can help himself (Jonsen, 1983, p. 240). A patient with or wanting
control over his health has also to accept taking risks since this is connected to decision-
making (Townsend, 1998, p. 113) and “critical awareness” (Tones, 1998, p. 72). Learning to
take risks is an educational process that has to be supported by the GP: “People can be
educated to share risk taking only when professionals recognise that they are not the only
experts in deciding what risks people should take” (Townsend, 1998, p. 114).

It goes without saying that staying or becoming healthy is, of course, a fundamental way of
staying or becoming independent from a doctor’s resources. Even demedicalisation
decreases the patient’s dependence on the medical profession and could therefore be
considered a form of empowerment (lllich, 1975, p. 44). In some cases, increasing the
independence from the doctor’s resources may mean that a patient will have to reconstruct
into “a new self” (Blaxter, 2010, p. 65). To a patient who likes to live a life of excess, getting a
chronic illness like diabetes type 2 implies two choices: he either tries to continue his lifestyle
and he will regularly be in need of medical help—and thus, need the resources of the medical
profession—or he can try to cope with the “biographical disruption” (Bury in Nettleton, 2013,
p. 83), reconstruct his identity (Conrad & Barker, 2010, p. S72), adapt his lifestyle, cope with
the disease and by self-management of his disease (Bravo et al., 2015, p. 12) become as
independent from the medical profession as possible again. To refer back to the definition of
health: if the patient we used as an example is able to adapt “the goals set by himself” to his
new situation, he may be capable of developing a daily life relatively independent from
doctors again (Nettleton, 2013, p. 88), “feel well” and “function in his social context”. The
role communication plays as a means to patient empowerment will be discussed in section
2.3.4.

THIRDLY, THE SOCIAL ENVIRONMENT OF THE ACTORS HAS TO SUPPORT EMPOWERMENT. In addition to the
shared responsibility of the patient and the GP, the institutional conditions have to be
present or created to stimulate the increased independence of the patient from the GP’s
resources (Kreisberg, 1992, p. 19). Katz, who stresses the link between empowerment and
the “access to and control of valued resources” suggests that empowerment is not just a
matter of psychology of actors but also has to do with the social conditions within the
community of the actors (Katz in Kreisberg, 1992, p. 19). Empowerment is a matter of “the
right balance between personal control and social support” (Walker, 2001, p. 182). How is a
patient able to become less dependent on the GP’s body of knowledge if his socio-economic
living conditions do not allow him to borrow a book in a library or buy a book, or to access a
computer or the Web? How does an illiterate patient becomes literate if his social
environment does not allow or even tolerate him to get an education? These examples again
make the connection between agency and structure since an individual patient as well as the
structure can hinder having control and thus, being empowered. A patient can be
disempowered by a doctor but also by other complementary carers, by the hospital and by
the healthcare system in general. A personal medical problem must also be considered in the
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wider social and societal context and nonmedical problems should not be medicalised
(Waitzkin, Britt & Williams, 1994, p. 447). The pursuit of patient empowerment transcends
the patient-GP relationship because it is up to the state and to bureaucracy on any level to
create the fertile circumstances to achieve it and, where necessary, it is up to individual
actors or to communities (Schiavo, 2016) to try to influence or even enforce the creation of
these conditions. The patient, his GP and other carers, the healthcare system and the social
and societal context are together contributing to patient empowerment.

In the next chapter, another key element of the literature review will be discussed: (health)
information as a resource of dependence in the patient-GP relationship.
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2.3 Understanding information as a resource of dependence in the
relationship

In this chapter, another key element of the literature review will be discussed:
(health) information as a resource of dependence in the patient-GP relationship.

First data, information and knowledge will be highlighted.

Then the importance of information as a source of dependence in the relationship
will be considered and different types of information will be differentiated. It will
be demonstrated that converting information to knowledge is an intellectual
process and that the knowledge of a patient has different characteristics to that
of a GP.

This chapter of the literature review will end by zooming in on the relationship
between information and knowledge on the one hand, and communication and
empowerment on the other. It will become clear that there are 4 means to use
communication in the patient-GP relationship, each one representing a specific
communication approach. One of them is focussed on patient empowerment.

The concept
(health) The Web

The power

base “information”

The key resource focused on in this dissertation is Health information through the Web.
Therefore, in the first place, it is necessary to clearly define the concept “information”. This
will amongst others be done by differentiating this concept from the concepts “data” and
“knowledge”. In the second place, it is important to verify if there is a difference between
the patient’s (health) information and knowledge and that of the GP. The “body of
knowledge” of a doctor as a patient’s resource of dependence has already been mentioned
on the micro-level. This body of knowledge consists of data, information and knowledge.
The following analysis is a further step in answering the question: can a patient acquire these
three elements by seeking health information on the Web? Indeed, for a patient to decrease
his dependence on the GP’s resource “information”, he has to be able to acquire and handle
the same information through the GP or by other means, for example, through the Web.
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2.3.1 The difference and relationship between data, information and
knowledge

Let us simply start by considering what the Oxford English Dictionary teaches us about the
three concepts: “data”, “information” and “knowledge”.

One of the definitions of “Data” sounds like “facts and statistics used for reference or
analysis” ("Concise Oxford English Dictionary," 2004, p. 364). The definition of information is
“facts or knowledge provided or learned” ("Concise Oxford English Dictionary," 2004, p. 730).
“Knowledge” is defined as “information and skills acquired through experience or education”
("Concise Oxford English Dictionary," 2004, p. 789). The three definitions comprise similar
wording and the differences are not very distinctive.

One common description stands out: data is defined as serving as a basis for something else
since it is “used for reference or analysis”. This joins the definition of “facts”: “information
used as evidence or as part of a report” ("Concise Oxford English Dictionary," 2004, p. 509).
Johnson and Case define data as having “the characteristics of facts, more isolated, atomistic
elements” (Johnson & Case, 2012, p. 28). Apparently, the dictionary does not really
distinguish between data and information. The main focus in this study is on the difference
between information and knowledge, but let us anyway try to clarify the distinction between
data and information since this will also prove to be useful. What does a scholar mean when
he uses the wording “big data”? He would usually mean huge amounts of figures and
statistics on a large scale as a kind of raw material for analysis and leading to new insights
(Mayer-Schoénberger & Cukier, 2013, p. 15). As an example of their position, Mayer-
Schénberger and Cukier state that Google can, based on data, determine a flu epidemic in an
American state almost as effectively as official agencies that base themselves on GP
consultations (2013, p. 21). The example again illustrates how basic figures and statistics lead
to something else, they lead to information. The authors themselves warn that big data are
“an aid, an instrument. They are meant to inform, not to explain [...]” (2013, p. 275). What a
person gathering health parameters through the use of apps on his smartphone collects are
““little” big data” (Topol, 2015, p. 5) which will have to be interpreted to become
“information”. Medical data “reside in a complex context that requires interpretation and
orientation” (Tauber, 1999, p. 6). Information is not possessed, it is acquired; it must be
“disclosed” (Manson & O'Neill, 2007, p. 37). Data need to be organised and they need
context to become information or knowledge (Spira, 2011, p. 69).

The intellectual effort to interpret is also important related to data because data or facts do
not necessarily equal the “truth”. The dictionary also defines facts as “the truth about events
as opposed to interpretation” ("Concise Oxford English Dictionary," 2004, p. 509) while facts
may be selected, adjusted or distorted to serve other purposes (Roszak, 1994, p. 161) and
are therefore not necessarily equal to the truth. Moreover, for lay people it is not always
easy to distinguish facts from opinions (Ziman, 1978, p. 138). For all these reasons, the raw
material formed by the data has to be critically considered as well.

Based on the dictionary’s definitions, a distinction can also be made between data,

information, and knowledge. Knowledge is what is acquired through experience or education
and thus, gained over a longer period of time. Knowledge suggests a “cognitive capacity”,
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while information “takes the shape of structured and formatted data that remain passive and
inert until used by those with the knowledge needed to interpret and process them” (Foray,
2006, p. 4). Information is related to “holding” something, knowledge to “digesting”
something (Brown & Duguid, 2000, p. 120), to consciously or unconsciously making
connections with existing information and knowledge by analysing and interpreting new
information (van Woerkum, Kuiper & Bos, 1999, p. 105). Knowledge is the result of using
information (Spira, 2011, p. 69).

Brown and Duguid distinguish information from knowledge in a different way (Brown &
Duguid, 2000, p. 119). Information is a kind of “self-contained substance” that you can easily
store and pass from one person the other. The question can be asked “Where is the
information?”. Knowledge on the other hand, needs “a knower”. Nobody asks “Where is the
knowledge?”, we ask “Who knows that?”. Information needs tools, knowledge needs people.
The difference lays in “assimilation”. Someone is able to know, without understanding.
Therein lies the difference between the two concepts.

A distinction could also be made between “knowledge” and “know-how” or the difference
between “propositional knowledge” and “ability knowledge” (Pritchard, 2006, p. 3). The
word “know-how” speaks for itself: it is related to knowing how to do something, to have the
ability, to acquire skills. A surgeon not only needs the knowledge to perform an operation
successfully—"the know that” (Ryle in Brown & Duguid, 2000, p. 128). He also needs the skills
(Bandura, 1997, p. 25)—“the know-how”; medicine is “theory” and “praxis” combined
(Pellegrino, 1983, p. 164). This also applies to the patient: having the knowledge about how
bad smoking is for health and even knowing how to stop smoking does not imply having the
skills to quit. That is why “skills” are termed a separate resource from knowledge. The
concept of “expertise” could be considered to cover both knowledge and know-how: “great
skill or knowledge in a particular field” ("Concise Oxford English Dictionary," 2004, p. 501).
Gobet defines an expert as “somebody who obtains results that are vastly superior to those
obtained by the majority of the population”(2016, p. 5). In this study, sometimes the word
“competence” is used instead of know-how: “having the necessary ability or knowledge to do
something successfully” ("Concise Oxford English Dictionary," 2004, p. 292). Competence is
related to a positive outcome of the expertise.

This analysis joins Hess and Ostrom’s vision who refer to Davenport and Prusak stating that
“knowledge derives from information as information derives from data” (Davenport and
Prusak in Hess & Ostrom, 2011, p. 8). Machlup writes:

“data being raw bits of information, information being organized data in context, and
knowledge being the assimilation of the information and understanding of how to
use it” (Machlup in Hess & Ostrom, 2011, p. 8).

The interpretation of data and facts leads to information and through experience and
education, information leads to knowledge. At the same time, to translate data and facts into
information, knowledge is required. Combining data and knowledge to retrieve information
about a certain subject equates an intellectual and cognitive deepening of that subject.
Wurman even includes a fourth element or phase in the relationship data-information-
knowledge, namely “wisdom” which he links to the concepts “Contemplation”, “Evaluation”,
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“Interpretation” and “Retrospection” (2001, p. 27). The relationship data-information-
knowledge is illustrated in Figure 19.

G + Information Knowledge
O + Knowledge Information

Figure 19: The relationship between data, information and knowledge

The difference between data, information and knowledge is palpable in the medical
consultation itself. By examining the patient with the help of technical tools such as a
stethoscope and a blood pressure monitor, the doctor collects data. These data lead to
findings (data and information), but by themselves they do not lead to a diagnosis or a view
on possible treatment(s). To achieve this, the doctor listens to the patient, interprets the
data and information, and adds the knowledge he acquired through medical education and
direct experience (Krause, 1978, p. 347). He processes the information “by selection,
interpretation and evaluation” (Gadamer, 1996, p. 27). The results are information and
knowledge on the possible disease(s) and the possible treatment(s). Wurman calls “the black
hole” between data and knowledge “information anxiety” (1989, p. 34).

This means that information in this study is interpreted as “meaningful information”. Within
the concept of the “information society”, information is sometimes defined as “whatever
can be coded for transmission through a channel that connects a source with a receiver,
regardless of semantic content” (Roszak, 1994, p. 13; Webster, 2011, p. 451). In this study,
meaningless information is considered to be data. The concept “information” is not used
here in the “restricted” way (Roszak, 1994, p. 12) meant by Shannon in his “A Mathematical
Theory of Communication” (Case, 2012, p. 54), considering the communication process mere
mechanical with no place for the meaning of information (MacKay, 1969, p. 19).

The analysis of the resources “information” and “knowledge” seems to confirm Topol’s point
of view that it is easier to bridge the information gap than the knowledge gap (2015, p. 35).

The above short analysis has served to highlight the differences between the concepts
“data”, “information” and “knowledge", the concept “information”, which is the subject of
this analysis. Health information is consequently defined as “any information related to the
practice of medicine and healthcare” (Cullen, 2006, p. 1).
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2.3.2 Information and knowledge as resources of dependence in the
patient-GP relationship

In the previous section, it has been established that “information” does not equal
“knowledge” (Gobet, 2016, p. 197). Let us now turn our attention in somewhat greater detail
to the resource “information” as a resource of dependence: is there a difference between
the patient’s (health) information and knowledge and that of the GP?

In Belgium, it takes 9 years to become a GP: 3 year Bachelor, 3 year Master’s and 3 year
specialisation. His training is based on science which includes the “capacity for

", «

objectification”: “[...] the ability to weigh and to measure” (Gadamer, 1996, p. 105).

A patient could try to acquire the doctor’s expertise through self-study. But, except by
becoming a medical doctor himself, it will never be possible for a patient to acquire the
“theoretical body of ideas” (Krause, 1978, p. 238) as does the GP during those 9 years. A
doctor’s knowledge is “qualitatively constructed”. He, for example, does not just learn to
interpret symptoms but he also gains knowledge by linking symptoms to “higher-level
concepts” (Schmidt and Boshuizen in Gobet, 2016, p. 45) and encapsulates biomedical
knowledge into clinical knowledge (Boshuizen & Schmidt; Rikers et al. in Gobet, 2016, p. 45).
This does not preclude a chronic patient knowing more about a specific disease or treatment
than a GP, particularly since a GP is a generalist and not a specialist. As a chronic patient, he
may develop a kind of experience that the GP may lack: the experience of having the disease
and undergoing the treatment which means the experience of his own case (Prior, 2003, p.
53). The GP’s experience is much more diversified than that of a chronic patient since he sees
many patients with divergent diseases and different treatments. A patient is an “experience-
based expert” (Collins & Evans, 2007, p. 142) and thus an expert in his own right. But
experience on itself does not guarantee expertise (Gobet, 2016, p. 2). The patient’s
experience is certainly important and valuable but differs from that of a GP.

There is yet another layer: the doctor’s knowledge has to lead to a diagnosis, to a medical
decision. This makes knowledge more than just knowledge, the knowledge has to produce
effects (Gadamer, 1996, p. 35), it is “ability knowledge” (Pritchard, 2006, p. 3) ; the doctor
has to suggest which “action to take” (Fatigante & Bafaro, 2014, p. 159). Treating a patient is
not just a matter of “knowing that” but also of “knowing how” (Miller in Joekes, 2016, p. 88).
This notion is important since human knowledge, as information, does not always lead to
certainty (Furedi in Furedi, 2004, p. 133; Smart, 1993, p. 105) and it even could make
“freedom of choice [..] frightening” (Furedi, 2004, p. 133). If the patient’s acquired
information and knowledge leads to more uncertainty, this increases the patient’s
dependence on the doctor’s resources information and knowledge. Besides, knowledge
could lead to more uncertainty on the part of the doctor too (Timmermans & Angell, 2001).

It helps to distinguish a doctor’s knowledge from that of a patient by separating out the
different levels of expertise as Collins and Evans do. They enumerate five basic levels: “beer-
mat knowledge”, “popular understanding”, “primary source knowledge”, “interactional
expertise” and “contributory expertise” (2007, p. 14). “Beer-mat knowledge” is what
someone knows about something without really knowing “much about what it might mean”
(Collins & Evans, 2007, p. 19) and “contributory expertise” is what experts achieve when they
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“contribute [italics in original] to the domain to which the expertise pertains [...]” (2007, p.
24). At the same time, Collins and Evans introduce the concept of “interactional expertise”
(2007, p. 14): a patient then has “the ability to master the language of a specialist domain in
the absence of practical competence”. Their conclusion is clear:

“What we are arguing is that we must preserve a logical space for expertises that are
not the property of the general public; it is impossible for the general public to have
expertise in every specialist technical domain even though they have a vast store of
ubiquitous expertise” (2007, p. 16).

Moreover, knowledge evolves as does scientific knowledge (Ziman, 1978, p. 137), a doctor’s
knowledge is not a closed vessel but an evergrowing resource. Knowledge is not absolute
(Mukherjee, 2015, p. 32). The doctor’s knowledge may be evolving (Freidson, 1986, p. 112)
because of new research technologies or, for example, because diseases themselves are
changing (Blaxter, 2010, p. 33). Belgian doctors are stimulated by the government to
regularly update their knowledge through a system of accreditation which incentivizes them
to participate in education and training through financial stimuli®®. Evolutions in specialised
medical domains—often “evidence-based” (Callens, Van Leuven, et al.,, 2015, p. 611; Van
Droogenbroeck, 2015, p. 167)—are even more difficult for a patient to grasp. Multimorbidity
is a striking example. Since more diseases are becoming chronic, the number of people living
with more than one disease is growing (Boeckxstaens, Vaes & Van Pottelbergh, 2015). This
complicates the treatment of a chronic patient since it concerns a combination of
subspecialties which are each possibly different medical specialities. This represents a major
challenge for medicine and illustrates how complex medical knowledge can be and how
difficult it is for a patient to access medical knowledge.

Furthermore, while a patient might be trying to gather the existing knowledge about his
disease, Derber suggests that even if a non-expert gains more medical knowledge, this does
not automatically entail that the knowledge gap between the doctor and the patient has
narrowed, since “knowledge, unlike capital, is not zero-sum” (1990, p. 17): it is not because
a patient gains 10% more knowledge that the GP’s knowledge decreases with 10%

While some patients seem to “think they could be doctors with little or no training”
(McCannHealth, 2016), it is clear that the doctor’s knowledge is different from that of a
patient and is therefore a resource of dependence of the patient. A doctor possesses
“Aesculapian power” as Brody calls it: “the power the physician possesses by virtue of her
training in the discipline and the art or craft of medicine” (1992, p. 16). The expertise of a
doctor will always have characteristics that will make him become an expert (McCartney,
2012, p. 233; Tauber, 2005, p. 133). The position taken in this study is such that it will be very
difficult for patients “to know as much (or more) about a condition than do their providers”
(Christensen, Anthony and Roth in Parker et al., 2009, p. 19; Topol, 2015, p. 35). This does
not detract from the fact that the far-reaching specialisation in medicine means that an
expert in a medical segment can be a lay person in another and that a GP can be a layman in

25 Site of “Rijksinstituut voor ziekte- en invaliditeitsverzekering”
http://www.inami.fgov.be/nl/professionals/individuelezorgverleners/artsen/kwaliteit/accreditering/Paginas/default.aspx#.VyR _1xZf2
Uk consulted April 30, 2016
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terms of knowledge in a specific domain compared to the knowledge of the specialist
(Schneider, 1998, p. 66).

The distinction between information and knowledge has not been made to minimise the
importance of information. Information is valuable and besides being a “marketable
commodity”, it should even be considered “a social good” (Ansah, 1986, p. 77). Indeed, being
informed is a basic human rightze.

In the next section, the concept “health information” is further deepened by distinguishing
different types of health information. “Information” is a kind of container concept and the
following analysis suggests that the dependence of a patient may differ from information
type to information type.

2.3.3 Eight types of health information

The resource “information” is a general concept and in this section the patient’s dependence
on it is refined by identifying different types of health information. Indeed, the dependence
of a patient may differ from information type to information type.

Eight types of “health information” will be mentioned in this section (see Figure 20). These
eight types will briefly be discussed and an attempt will be made to assess how valuable and
available each information type—each resource is—since value and availability are the two
basic characteristics that create dependence on a resource within the resource dependency
theory. This study was not able to find in the literature earlier efforts to categorise the
various types of health information and this effort must therefore be considered a first step
and not as a finite and completed analysis.

While “single-topic” websites exist (Jellinek, Lambden & Lilley, 2000), many websites offer a
combination of the information types. The information is offered by a variety of information
providers (Cullen, 2006, p. 10) as there are health science publishers, educational
establishments, government initiatives, public good websites, professional associations,
consumer health sites, health news sites, company websites, commercial sites, patient
advocacy groups, websites of individual patients, healthcare providers, etc.

% See Article 19 of the Universal Declaration of Human Rights: http://www.ohchr.org/EN/UDHR/Pages/Language.aspx?LanglD=dut
consulted on August 9, 2017
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Figure 20: Eight types of health information

THE FIRST INFORMATION TYPE is information on the symptoms and the disease confronting a
patient and on prevention and healthy lifestyles. The patient can try to appraise symptoms
by reading about them, consulting his “lay referral system” (Johnson & Case, 2012, p. 68;
Weston & Brown, 1989, p. 78) (family members, friends, ...) in person or via the Web (for
example, through the digital patients network PatientsLikeMe?’) or simply looking them up
on the Web. Examples are the Flemish websites Gezondheid.be®®, Gezondheid en
Wetenschap.be” and the website of the “Vlaams Instituut voor Gezondheidspromotie en
Ziektepreventie-VIGeZ"30 (Flemish Institute for Health Promotion and Disease Prevention), all
three offering general information on health issues, guidelines on diseases and prevention.
All three also allow interested people to subscribe to a digital newsletter. An American
example is Medivizor’!, a website that tries to deliver free tailor-made and evidence-based
information to every patient joining.

Today’s patient can also see or monitor his own symptoms through an app or a device like a
blood pressure monitor. While the patient remains dependent on the resource technology
during the consultation, the concept of the “quantified self” (Kas, 2014, p. 91) makes clear
that today’s consumer-patients have their own technological tools at their disposal to obtain
some of the information to which a GP had sole access in the past through their own
exclusive medical technology, making patients “smart patients” (Topol, 2015, p. 8). New tools
and digital infrastructure are developing at high speed, creating a kind of “bottom-up

z https://www.patientslikeme.com consulted on August 5, 2017
% http://www.gezondheid.be consulted on June 15, 2017
» https://www.gezondheidenwetenschap.be consulted on August 5, 2017

30 http://www.vigez.be consulted on August 5, 2017

3 https://medivizor.com/how-it-works.html consulted on August 5, 2017
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medicine” (Topol, 2015, p. 51). So-called “ePatients”, monitor their health and wellbeing
themselves allowing them increasingly to track and control their own condition and care,
thereby, enabling them to take their own decisions concerning their health (Bhargava &
Johnmar, 2013, p. 20) and “lobbying” for the treatment they think they need (Duffy &
Thorson, 2009, p. 99). This evolution—“in-person examination [... ] being replaced by
impersonal testing”—was in 2008 one of the reasons indicated by McKinlay and Marceau to
predict “the disappearance of primary care physicians in the US during the early 21st
century” (2008, p. 1481). Ten years later one can safely state, at least in Belgium, that the
first line is being reinforced by the Belgian government and even more important, that the
medical profession still solely possesses resources for which the Internet is no alternative.

If all this leads to more information being generated and the patient is certain of his
diagnosis, he may ask a pharmacist for an over-the-counter drug or visit his GP and ask for
specific medication. The patient can find information on the nearest pharmacy amongst
others via a website created by the “Algemene Pharmaceutische Bond”** (Belgian General
Pharmaceutical Association). Acquiring information on symptoms seems to be readily
available and the information is on average not scarce. But the analysis of the difference
between information and knowledge established before and the distinction made between
the patient’s information and knowledge and the information and knowledge of the GP,
underline how simply posessing the data does not always decrease the patient’s dependence
on the GP’s resource information. Moreover, too much information can even increase
confusion and uncertainty and thus, dependence. An “Over-Quantified Self” (Bhargava &
Johnmar, 2013, p. 103) can suffer from too much data. Therefore, the question can be raised
if patients quantifying their health themselves are not simply replacing dependencies. They
may be diminishing their dependence on the diagnostic tools of the doctor but could be
replacing this dependence by dependence on diagnostic tools and thus, on technology. This
seems an interesting subject for future research.

Besides, not all current apps seem to be accurate or without risk (Liu, Stroulia, Nikolaidis,
Miguel-Cruz & Rios Rincon; Pittman, 2013; 2016; Semigran, Linder, Gidengil & Mehrotra,
2015; Singal, 2015; van Kerkhof, van der Laar, de Jong, Weda & Hegger, 2016). A study
carried out in mid-April 2014 on self-diagnosis smartphone apps available on Apple App Store
and Google Play illustrated that, while the apps claim objectivity, certainty and thus
authority, at the same time they warn the users not to base their diagnosis only on the data
collected by the app and seek medical help instead. The researchers conclude that “despite
the existence of devices such as self-diagnosis apps and other forms of digitised diagnosis,
the diagnostic process is technically, administratively and legally still the preserve of
medicine” (Lupton & Jutel, 2015, p. 134). One of the characteristics of today’s medicine is
“exactness” (Tenner, 1997, p. 39), a feature many of the mentioned apps still seem to lack.
Moreover, there is an abundance of health apps available: in 2013, 100,000 worldwide
(Sebban, 2015, p. 20). It would seem that the patient’s dependence on the GP’s technology
and his diagnostic information remains prevalent today, but this of course can change as the
apps become more accurate and may be reimbursed by government and prescribed by
doctors.

32 https://www.apotheek.be consulted on August 5, 2017
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THE SECOND INFORMATION TYPE is personal information. During a consultation, a doctor may gain
access to personal, intimate information on the state of mind and the body of a patient, on
his private life (Parsons, 1952, p. 451) and on certain taboo areas (Zola, 1978, p. 257). The
patient trusts that this information remains confidential (Watkins, 1987, p. 23). Part of the
information is stored by the doctor in his patient file, yet not always accessible to the
patient. This information type is always a source of dependence for the patient but the
extent depends on the experience and the relationship of the doctor with the patient.
Intimate examinations and an open and friendly or even affective relationship may lead to
more confidential information sharing than merely factual contacts between a patient and
his doctor for common ailments.

THE THIRD INFORMATION TYPE is information on the required treatment consisting of the general
treatment approach, eventually the required medications (the side effects, is a drug
refunded, ..) and tests, the broad treatment process or trajectory and the cost of the
treatment. This type of information is usually offered by the website of hospitals. The sites of
the four Flemish university hospitals33 may serve as examples. The website of the “Federaal
Agentschap voor Geneesmiddelen en Gezondheidsproducten-FAGG"34 (Federal Agency for
Drugs and Health Products) offers amongst others a search function to consult medication
leaflets. The more specific the disease is, the more it will require specialised knowledge,
therefore limiting “access to and control over resources” (Katz, 2012, p. 41), and the more
the related information will be scarce and thus, less available. A patient can inform himself in
many ways and even seek a second and a third medical opinion. Information on treatments
in general is not rare, but finding the treatment that is the most suitable for a patient is not
easy and a doctor’s guidance remains essential. Research carried out in 2016 by the Dutch
research institute, NIVEL suggested that the Web offers a lot of information on medications,
but that this information is difficult to find and not always accessible enough (van Dijk,
Hendriks, Zwikker, de Jong & Vervloet, 2016, p. 4).

THE FOURTH INFORMATION TYPE is related to how to live with the disease and treatment. Even if a
GP, a specialist or another type of caregiver coaches a patient to deal with his disease or
treatment, the information the patient gets from other patients living with the same
experience is of another nature, it is lived experience. Social networks seem to be very well
suited for this kind of emotional support and exchange of experience (Chung, 2014; Johnson
& Case, 2012, p. 69), and even more if they consist of “strong ties” as well as of “weak ties”.
“Strong ties” stand for a stable, accessible network, while “weak ties” are related to
“extended networks, casual acquaintances and friends of friends” (Granovetter in Johnson &
Case, 2012, p. 69). While “strong ties” could be considered more supportive, they may lack
openness and even share ignorance. Conversely, “Weak ties” tend to give more “unique
information” just because they are not part of the basic strong and acquainted network
(Johnson & Case, 2012, p. 70). Social media seem to be useful tools to increase patients’
knowledge and increase their participation during the consultation through the exchange of
information and experience (Benetoli, Chen & Aslani, 2018, p. 443). Examples of Belgian

* http://www.uza.be (UZ Antwerpen), http://www.uzbrussel.be (UZ Brussel), http://www.uzgent.be (UZ Gent),
http://www.uzleuven.be (UZ Leuven) consulted on August 5, 2017
3 http://bijsluiters.fagg-afmps.be/?localeValue=nl consulted on August 5, 2017
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websites collecting patient exchange of experiences are “Wij hebben Crohn”** (We have
Crohn) and “Wij hebben colitis”*® (We have colitis).

THE FIFTH INFORMATION TYPE is information on how to communicate with providers. Some sites
are only focussed on this type information, as for example, Choosing Wisely37, but very often
this such information can be found on sites that also provide other healthcare information.
The American National Institutes of Health®® and The Institute for Healthcare
Improvement/National Patient Safety Foundation® for example offer information on the
subject. Some sites also provide information on how to be an empowered patient as, for
example, the websites of The Society for Participatory Medicine®®, Patient Wisdom** and
Patient Power®’, the site of patient advocate Andrew Schorr. A Dutch example is the simple
website PAC-Card launched by patient Jessie Gordon and based on her book “Zo praat je met
je arts”® (This is the way to talk to your doctor) (Gordon, 2013).

The 5 first types of information mentioned so far are of course interlinked, all of them are
related to the care of the patient on the micro-level. The next 3 types of information are
interlinked too, types 6 and 7 concern those who offer care and type 8 concerns information
on how healthcare is organised.

THE SIXTH INFORMATION TYPE is information on doctors and on providers in general. While it
would seem that a lot of patients do not actively choose their healthcare provider (Victoor,
2015, p. 193), if a patient wants to change doctors, because he is not satisfied or because he
moves house and needs or wants to change, he can seek information on which doctor would
suit him best and how a practice is organised. If he leaves his GP in good circumstances, this
GP could refer him to a colleague. A patient can also consult his “proxy information agents”
(Johnson & Case, 2012, p. 68) consisting of family members, friends and the like. The Web
has expanded patients’ possibilities to exchange experiences on diseases, treatment but also
on providers and healthcare organisations (Ofri, 2013, p. 196). They can look them up on the
Web, be it that the Web today only offers a limited number of imperfect information-based
decision aids for comparing providers and healthcare organisations (Lansky & Glier, 2015, p.
39) and the ratings on websites listing physician ratings do not always seem to “reflect actual
quality of care as defined by accepted metrics” (Okike, Peter-Bibb, Xie & Okike, 2016). The
most recent Belgian example is the website WISDOC*, which claims to offer evaluations by
patients of Belgian and French medical doctors, dentists, physiotherapists and specialists
working as independents or in hospitals, which it does, but so far only in limited numbers. An
earlier similar initiative is the website Verbeterjezorg.be45. Web information on individual
Belgian GPs and providers is still rare, incomplete or dodgy, and the possibility to compare
them is limited.

% https://wijhebbencrohn.be consulted on June 24, 2017

* https://wijhebbencolitis.be consulted on June 24, 2017

37 http://www.choosingwisely.org consulted on April 1, 2018

% https://www.nih.gov/institutes-nih/nih-office-director/office-communications-public-liaison/clear-communication/talking-your-
doctor consulted on August 5, 2017

3 http://www.npsf.org/?page=askme3 consulted on August 5, 2017

“ https://participatorymedicine.org/what-is-participatory-medicineconsulted on August 5, 2017
“ https://patientwisdom.com/ consulted on August 5, 2017

2 https://www.patientpower.info/video/the-web-savvy-patient consulted on August 5, 2017

* http://pac-card.com/the-pac-card/pac-card-nederlands/ consulted on August 6, 2017

“ https://wisdoc.com consulted on June 25, 2017

4 http://www.verbeterjezorg.be consulted on August 14, 2017
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It should also be mentioned that the information a doctor is allowed to publish on his
website is strictly restricted by the “Orde der Artsen” (Order of Physicians)*®; it just allows
basic information such as a neutral picture of the doctor, contact details, consultation hours
and schedule for home visits.

THE SEVENTH TYPE OF INFORMATION is information on healthcare organisations or institutions, like
hospitals, rehabilitation centres or rest homes. A GP has developed a network of healthcare
organisations and specialists he has experience of and can help a patient to choose the right
provider. Sometimes a GP has easier direct access to a specialist and can obtain priority
hospital treatment for his patients.

When a patient is referred to a specialist in a private practice or a hospital, a patient can seek
information and references about that private practice or hospital. If he has to change GPs,
he can try to find information on a two-person or group practice. Where special kinds of GP
partnerships exist — for example, a “Wijkgezondheidscentrum”*’ (Local Health Centre) — a
patient can try to find more information about them.

While ever more information is available about the quality of healthcare organisations
(Lansky & Glier, 2015, p. 47) and on costs, choosing a healthcare facility is not easy since this
option is not solely rational: the patient’s experience for example, plays a role in the
decision-making process. This becomes even more difficult if a person has to decide for
someone else: for example, a son may have doubts about his father’s preferences (Lansky &
Glier, 2015, p. 48). Moreover, for patients there is a lack of tools available on the Web
facilitating the comparison between the offer of different healthcare organisations (Lansky &
Glier, 2015, p. 49; Millenson & Sarasohn-Kahn, 2015, p. 63). An example of a Belgian website
offering information on healthcare and welfare organisations and their medical doctors,
paramedics and other healthcare providers working in Brussels, is “Zorgzoeker”*® (Care
Seeker). An example of a Flemish website is “De sociale kaart”*® (The Social Map) offering an
overview of healthcare in Flanders and Brussels.

Although publicity around the quality of the healthcare offer is still very limited in Belgium,
several initiatives have been launched. A patient can look up the quality of a limited number
of treatments by hospitals in Flanders on the website of the “Vlaams Indicatoren project voor
Patiénten en Professionals-VIP?”*° (Flemish Indicators Project for Patients and Professionals).

THE EIGHT INFORMATION TYPE is information on the healthcare system in general. Often being the
first contact for a person with a medical problem, a GP can fulfil the role of a coach helping
the patient who to consult or where to seek practical, financial or psychosocial support,
certainly for patients with limited “health system literacy” (Feufel et al., 2011, p. 118).

Information on health insurance plans is considered part of this 8" information type. In
Belgium, every citizen is obliged to take out health insurance (Callens & Peers, 2015, p. 21),

“6 Site of the “Orde der Artsen” https://ordomedic.be/nl/adviezen/advies/Internetsites-van-artsen-2 consulted on August 14, 2017.

¥ http://www.vwgc.be consulted on April 30, 2016

*® http://www.zorgzoeker.be consulted on June 25, 2017
49 http://www.desocialekaart.be consulted on August 5, 2017
0 https://www.zorgkwaliteit.be consulted on August 5, 2017
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but it would seem that Belgians do not know the details of their own health insurance plans
(2017). In Belgium, the number of hospitals providing information on their website about
the basic costs of the most common treatments is increasing, but only around one out of
three of 99 Belgian hospital websites offer a cost estimate of treatments.>® The
communication of hospitals in Belgium is regulated by law (Goffin & Deneyer, 2015, p. 159).
Research carried out by the CM (Christian Mutuality) showed that 91% of the members
participating in the survey had an idea of the cost of the consultation with a GP but much
less of the cost of a specialist or dentist (Van Hauwaert, 2013). 60% of the respondents
stated that they do not know in advance the cost of a dentist. Other Belgian research
confirms that patients are not well-informed about what they will have to pay for the
healthcare they get (Creve, 2018). Patients do not seem to have “any idea what they have
been charged or what their employer or insurer has actually paid for the service [...]” (Topol,
2015, p. 141) and “The number of “health plan chooser tools” on the Web is limited (Lansky
& Glier, 2015, p. 47). Lundberg calls the system “uninformed consent” (2007, p. 112).
Moreover, “cost alone is no measure for quality” (Sennett, 2003, p. 186).

A Flemish example of a site offering general information on the healthcare system is the
website of the “Vlaams Patiéntenplatform"52 (Flemish Patient Platform), an organisation
grouping more than 110 Flemish patient organisations.

Eight types of health information have been enumerated whose value and availability differ
from situation to situation, which makes the resource information highly dynamic and the
search for health information sometimes very complex. While finding alternative information
sources besides the GP is easier for one information type than for another, a GP plays or can
play an important role related to each type. Research by the Dutch research Institute NIVEL,
for example, suggests that in the Netherlands, the GP plays an important role in choosing a
specialist and healthcare organisation and that most people do not seek information about
that subject themselves (Reitsma, Brabers, Masman & de Jong, 2012a). Reasons given by the
respondents were that they already knew where they were going (amongst others based on
the advice of their GP) and that they considered choosing difficult.

Two remarks have to be made related to the types of information.

A FIRST REMARK is related to the information on symptoms, diseases and treatments. This is
often information taken out of the body of knowledge of the medical profession. While
searching the Web for this type of health information may make a patient less dependent on
his GP’s information, it does not always preclude his dependence from the medical
profession’s body of knowledge. The Web offers no escape route herefrom. Gastaldo,
wondering if health education is a good thing, explains that it may lead to “empowerment”
as well as to “subjugation” (1997, p. 129). On the one hand, health education equals
empowerment since health information is supposed to help the patient to make informed
choices. On the other hand, it equals “control because it extends the clinical gaze over the
population”. From that point of view, Web information may also have a double or opposite

*! The Christian Mutuality provided an overview of how 99 Belgian hospitals publicized the cost of treatments on their Websites —
see https://www.cm.be/professioneel/pers/persberichten-2018/patient-weet-nog-te-weinig-wat-hij-zal-betalen-in-ziekenhuis

consulted on April 22, 2018
52 http://vlaamspatientenplatform.be consulted on August 5, 2017
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effect. The Web may allow a patient to challenge medical dominance on the micro-level (in
the interpersonal relationship), but not or less on the meso-level (professional dominance).

A SECOND REMARK is related to the information on providers and the attempts made by some
websites to provide comparisons among them. Comparing doctors as if they were common
service suppliers has a consumerist taint. It could be compared to booking a hotel on
booking.com53. A patient looks for references, credentials and prize and chooses his doctor.
The Belgian sites do not go that far yet, mainly because they count on patients to deliver
content and evaluations, although patients do not yet seem willing to respond affirmatively
in large numbers. Seriously judging and choosing a doctor is not an easy thing (Borst, 2010, p.
65).

But the tone has been set and it contains a risk. It risks to commodify the doctor himself as “a
set of credentials rather than a special kind of person” (Lander, 1978, p. 96) while a lot of
patients in a lot of cases are in need of exactly what these sites do not seem to offer:
information on the human value of the doctor.

Acquiring information is not as simple as turning on a tap and “using” the acquired
information during the patient-GP consultation is even less easy. This leads us to zoom in on
the concept of “communication” as a means. That will be discussed in the next section.

2.3.4 Four usages of communication

Acquiring information and knowledge is not as simple as turning on a tap. There is a step
between opening the tap and the water flowing out of it. Of course, being informed is
recognised as a condition for empowerment (Katz, 1984, p. 222), but between health
information and patient empowerment stand, amongst others, interpersonal interaction and
communication. During the interpersonal interaction, the effectiveness of the information
and knowledge transfer is determined by the way actors communicate with each other. If
not, information and knowledge would be equal to the acquisition of power, and this is not
the case. As Lyon states: “knowledge may well be important to the maintenance of power,
but that does not mean that the knowledgeable are powerful” (1988, p. 62). Since patient
empowerment stands for “actual control” , communication
is related to empowerment too. Moreover, this study identifies a progression: information

|II

as well as for a “sense of contro

(based on data) becomes knowledge through communication and communication is one of
the levers for patient empowerment (see Figure 21). It makes “communication” an important
concept related to the central problem statement. Indeed, communication can have a
positive as well as a negative effect on health information (from the Web) to be an
empowering resource in the patient-GP relationship. To analyse this further, the following
guestion must be asked: how is communication defined and what is its purpose?

*3 https://www.booking.com consulted on August 15, 2017
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Figure 21: Through communication from data and information
towards knowledge and empowerment

It is important to define the concept accurately. For example, Parsons writes about the
difference in qualifications, knowledge and competence between a doctor and a lay person
and calls this a “communication gap” (1952, p. 441) while seemingly he is describing a
knowledge gap. A knowledge gap between patient and doctor can indeed lead to a
communication gap but in this study, a knowledge gap and a communication gap are
considered to be two different factors. A knowledge gap between patient and GP does not
necessarily also imply a communication gap.

It is not surprising that there is confusion about what “communication” is. Just as power is a
concept about which the opinions of scholars differ, even after many years of study and
analysis, the theoretical views on “communication” can also vary quite widely. There is not
one definition covering all possible meanings of “communication” (Cherry, 1978, p. 7). In
their extensive and comprehensive publication on Communication and Media, Loisen and
Joye give an overview of the ingredients that make up communication (2016, p. 67). What
needs to be said is that communication clearly is a “circular process” (Loisen & Joye, 2016, p.
85) usually involving a sender, a receiver, one or more channels and a message (Wright,
Sparks & O'Hair, 2008, p. 5) as illustrated in Oomkes’ “process model” (Loisen & Joye, 2016).
The Internet allows the addition of feedback to the model (Cohen-Almagor, 2015, p. 35).
Therefore, this study sticks to some basic definitions to avoid deviating from the central
problem statement.

Oomkes defines communication as “the exchange of symbolic information between people
aware of their immediate or mediated presence. This information is given, received and
interpreted, partly conscious, partly unconscious” (2000, p. 21). McQuail’s definition of
“communication” in his standard book on Mass Communication Theory sounds like “a
process of increased commonality or sharing between participants, on the basis of sending
and receiving ‘messages’ (2005, p. 551). The element of “sharing” is important (Cherry,
1978, p. 313). It corroborates the importance of creating “shared meaning” during patient-
doctor interaction (Sparks & Villagran, 2010, p. 5). From this perspective, a communicative
relationship is at the same time a social one (McQuail, 2005, p. 551).
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How can communication be used? Related to the patient-GP relationship FOUR USAGES OR
oBJECTIVES Will be considered hereunder: to transfer information, to influence, to exercise
power and to empower (see Figure 22 hereunder).

1. To exchange

information & develop
knowledge

Communication
as means

4. To empower 2. To influence

3. To exert power

Figure 22: The 4 usages of communication

THE FIRST USAGE OF COMMUNICATION is linked to one of the basic objectives of communication:
THE TRANSFER OF INFORMATION (Van Wijk, 2003, p. 17; van Woerkum et al., 1999, p. 5) which is a
condition for the creation of knowledge. If there is no communication between patient and
GP, there is no transfer of information. As stated previously, patient and GP are mutually
dependent on the resource information available to each of them. Transferring information
between actors is complex. It requires encoding and decoding messages (Loisen & Joye,
2016, p. 78), concerns verbal as well as non-verbal communication and behaviour (Van
Poecke, 2001, p. 35), “talk” cannot be separated from the social structure (Zimmerman &
Boden, 1991, p. 17) and the use of language requires speaking, listening and interpretation
capabilities to be able to understand its meaning (Brysbaert, 2006, p. 330). These and other
characteristics of communication illustrate how the very act of communicating information
by an actor-sender does not in itself mean that the actor-receiver interprets the information
as is meant to by the sender; communication does not have to “succeed” to be called
communication (Fauconnier, 2001, p. 39). In the same line of thinking, “communication can
be both a cause and an effect of uncertainty” (Knobloch, 2008, p. 136). The huge number of
books on patient-doctor communication underline that this “basic” wusage of
communication—to transfer information—is not a minor challenge (Roter & Hall, 2006;
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Silverman et al., 2006; van Staveren, 2013). Research suggests that the motivation for
patients to seek specialised health information (amongst others on the Web) is stimulated by
an “unmet need for information” (Lee & Hawkins, 2010).

THE SECOND USAGE OF COMMUNICATION is linked to communication as a means of INFLUENCE. A
distinction has previously been made between power and influence. Influence has been
defined as changing an actor’s preferences by changing his perception of the situation
through communication. DeVito calls this “Persuasion Power”: “the power to influence
other’s attitudes and behaviour” (2013, p. 319) and Scott “persuasive influence” (2006, p.
13). This is also called “referent power” (French and Raven in McQuail, 2005, p. 473).
Legitimate authority and charisma are indirectly strengthening the patient’s dependence on
the doctor’s resources by increasing the effectiveness of the influence. In interpersonal
communication, influence seems to be a particular characteristic of close relationships
(Dillard, Anderson & Knobloch, 2002, p. 462). The importance of influence should not be
underestimated. Looking at “reasoned action theory”, behaviour is preceded by—amongst
other elements—behavioural beliefs, attitude and behavioural intention (Yzer, 2013, p. 121).

In addition, the “reasoned action theory” also mentions “persuasive messages” by media as
one of the basic factors determining behaviour. While this study focusses on influence in
interpersonal communication, the influence of mass media has also to be mentioned. This
study does entertain reflections on the power of mass media and the different schools of
thinking on this matter (Loisen & Joye, 2016, p. 58), since that would lead us too far from the
central problem statement. But while the “effects” mass media can have on a person may be
diverse, there is no doubt that they can have effects (McQuail, 2005, p. 477). Mass media
may indeed contribute to the perception people have about health (Wright et al., 2008, p.
181). They can just as well strengthen trust in healthcare as “actively undermine” it
(Lieberman, 2007, p. 115).

For example, some people use television as their source of information on health (Wormer,
2011, p. 170). It offers a huge number of health-related entertainment programmes—for
example, ER, Grey’s Anatomy and House—which seem to influence the audience’s view on
healthcare (Turow, 2010, p. 2). These shows are less innocent than they seem. Sometimes
their content is influenced by their sponsors and by “institutional professionals” (Turow,
2010, p. 10). Turow uses, amongst others, a “resource dependence perspective” for his
analysis of television series with physicians (2010, p. 12). Another mass media channel
potentially influencing citizens and patients is advertising for medication as part of a
marketing approach that resembles science more than marketing (Elliott, 2003, p. 125).
While drug advertising in specialised medical journals is allowed (Goldacre, 2012, p. 271; Out,
2016, p. 93), direct-to-consumer advertising is forbidden in Belgium (FAGG, 2016), but there
is a lot of advertising for over-the-counter drugs in the written press and on television and
radio in Belgium. Linked to advertising is public relations for drugs whereby journalists are
approached to pay editorial attention to (new) drugs and diseases (Elliott, 2010, p. 96;
Wormer, 2011) and whereby patient support groups are (financially) seconded to “promote
public education about the disorder” (Elliott, 2003, p. 125). The idea behind this commercial
approach may be to stimulate a demand from patients directly to their physicians for certain
drugs or a certain diagnosis, an approach that would seem to be effective (Goldacre, 2012, p.
248). Moreover, promoting a disease is an indirect route to promoting the medication
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against that same disease. This approach could be linked to the “agenda-setting theory”
(McCombs and Shaw in McQuail, 2005, p. 512): getting editorial attention in news media for
a subject related to health may be considered a way to “shape public perceptions” (Wright et
al., 2008, p. 194). In turn, this is related to the concept of “framing” (McQuail, 2005, p. 378):
“When information is supplied to news media by sources [...], then it arrives with a built-in
frame that suits the purpose of the source and is unlikely to be purely objective”. Stories on
health are very often supplied by a number of different sources with each their own view on
a health issue (Wright et al., 2008, p. 197). News media have their own agenda and framing
policy (Hesse, 2009, p. 134; Wright et al., 2008, p. 198). They often appeal to experts as their
primary source of information (Levi, 2001, p. 12) which in healthcare again leads to the body
of knowledge of the medical profession. It would seem that media reports have an impact on
the utilization of health services (Grilli et al. in Levi, 2001, p. 4) and that trust in a healthcare
organisation is influenced by the way one or more doctors gain news coverage (Mechanic in
Elchardus & Smits, 2002, p. 17). While the regulation of advertising and drugs promotion may
differ between countries, the Internet transcends these boundaries (Cohen-Almagor, 2015,
p. 37; Ludwig & Schott, 2011, p. 313). This allows a pharmaceutical company to offer and a
patient with Web access to see advertising that is not allowed in his own country.

The role of mass media in health communication is a subject in itself and as said, it would
deviate too much from the central problem statement to elaborate on this further.
Nevertheless, it would seem that “the role of the media in health as an influencer and shaper
of health beliefs, health attitudes, and health behaviours is well documented” (Parrott in
Dutta, 2009, p. 69).

While influence can be effective in an interpersonal relationship (Dillard et al., 2002, p. 426)
as well through media, a patient should not be seen as a “passive receiver [...] of media
messages” (Seale, 2007, p. 23) merely undergoing the influence. He often takes action, or
chooses not to, based on reasoning; be it that his reasons are not necessarily always rational
(Yzer, 2013, p. 121).

THE THIRD USAGE OF COMMUNICATION is related to communication as a means to EXERT “RESOURCE
POWER”. This study agrees with Jacobson’s view that communication is “a vehicle for
operationalizing power bases” (Jacobson, 1972, p. 80). If power is considered a struggle over
unequally distributed resources, (Davis, 1988, p. 89), communication can be seen as one of
the means to control the resources. The GP (and any doctor) therefore can be considered a
“gatekeeper of desired resources” (Freidson, 1986, p. 213). A GP may or may not inform a
patient in an effective way or disregard the patient’s knowledge (Arksey cited in Shilling,
2002, p. 631) since he has control over his resources “information” and “knowledge”. He can
hinder the transfer of information to the patient and strengthen “asymmetry” (ten Have,
1991, p. 140) by the way he communicates, for example, by using jargon (Aranguren, 1967,
p. 138) or by “context-stripping” (Mishler, 1984, p. 164). As NG and Bradac remarked: “The
truth of the matter is that the use of a human language such as English does more than
neutrally inform hearers or readers. It is inevitably an instrument for enacting, recreating, or
subverting power” (1993, p. 1). Communication is not considered power as such. It is not a
resource of dependence, it is a “method” at the disposal of the “agent” to exercise power
(Jacobson, 1972, p. 20) and create “asymmetry” (ten Have, 1991, p. 138) or symmetry.
Communication as a means can thus be used in a positive as well as a negative way.
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The viewpoint of this study is that communication should not be used to exercise power in
the patient-GP relationship and moreover, it should be used to empower the patient, which
is the fourth usage of communication that will be mentioned. For a GP not to use
communication to exercise “resource power”, he has to be aware that he has “feelings of
power” (Keltner, 2016, p. 160) and that the relationship is a matter of interdependence
(Russell & Fiske, 2010, p. 246). The GP’s responsibility is high: research indicates that “sharing
information can positively impact health outcomes” (Crook, Stephens, Pastorek, Mackert &
Donovan, 2016). This should not lead to the conclusion that “withholding information”
necessarily equals exercising “resource power”, it even could be a characteristic of “good
communicative practice” (Manson & O'Neill, 2007, p. 63) since just routinely providing
information seems not desirable (Walker, 2001, p. 40).

THE FOURTH USAGE OF COMMUNICATION is the following: if communication is considered a means
to control the resources, it is at the same time A LEVER OF “PATIENT AGENCY AND EMPOWERMENT
(Makoul & van Dulmen, 2016, p. 35), of “transformation” (Wartenberg, 1990, p. 203): actor A
can control a resource but can also distribute it freely to actor B instead. For example, a GP
giving his patient access to his resources “information” and “knowledge” makes this patient
less dependent on them and empowers his patient (Rozenblum et al., 2015b, p. 4), by the
same token moving the balancing operation between patient and GP to a more balanced
interdependence and thus, a more symmetrical relationship. Makoul and van Dulmen call
“interdependent interaction [...] central to shared decision making”. But a GP can do even
more. Through communication, a GP is able to reinforce a patient’s “self-affirming belief”
and strengthen the patient’s sense of self-efficacy (Bandura, 1997, p. 101; Sturt, 1998, p. 43).
This is paramount in empowerment since “If people believe they have no power to produce
results, they will not attempt to make things happen” (Bandura, 1997, p. 3). In a TEDx
Maastricht speech, the Dutch professor Bas Bloem illustrated with humour why self-efficacy
is important: the doctor may well be the one prescribing the treatment, in many cases the
patient will be the one who needs the strength and conviction to execute it™*. The patient’s
belief that he is able to is important. Moreover, there seems to be a connection between low
self-efficacy and the “avoidance of information” (Case et al. in Johnson & Case, 2012, p. 118)
and between self-efficacy and perceived control (Walker, 2001, p. 30). The GP’s
communication then can be seen as “power with”, as “the ability to make a difference, to
participate in decision-making, and to take action for change” (Kreisberg, 1992, p. xi).
Starhawk describes it as “power-from-within” arising “from our sense of connection, our
bonding with other human beings, and with the environment” (1990, p. 10).

In that case, the exertion of power can be considered to be “transformative power”
(Wartenberg, 1990, p. 203) and be a positive force. Power is then “granted to us by others”
(Keltner, 2016, p. 5). Research indicates that a patient being informed — for example, through
the Web — does not guarantee the “patient-centeredness” of a consultation (Caiata-Zufferey
& Schulz, 2012, p. 746) ; communication supporting patient empowerment is needed. Le
May lists a number of “empowering communication strategies” as for example, “avoid jargon
and controlling language”, “check out interpretations”, “create an open atmosphere
between interactors”, “develop and use a variety of verbal and non-verbal communication

**Bloem’s speech of 2011 can be seen on https://www.youtube.com/watch?v=LnDWt10Maf8 consulted on February 3, 2015.
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skills” and “consider alternative forms of communication” (1998, p. 98). By these strategies, a
patient gets “an increased sense of control in the medical encounter” (Stewart & Roter,
1989b, p. 19). Dialogue and discussion are “humanizing” the patient-doctor relationship
(Gadamer, 1996, p. 112) and thereby communication can contribute to symmetry in the
relationship. Communication is a means of having the potential to instigate or influence the
balancing operation between actors. Communication then has an “empowering property”
(Grillo, 2005, p. xvi). It should be clear that this is conditional: the patient as well as the GP
must posess the necessary attitude, intention and skills to realise the empowering potential.
Making a patient independent from the GP’s resource information and thus, empowering the
patients transcends the mere provision of information as described in the “information
deficit model” (Dickson, 2005). Skills could be considered “tools of independence”
(Townsend, 1998, p. 56) and therefore, the GP must have the attitude, intention and skills to
help the patient to turn the information into knowledge and the patient must dispose of the
skills to allow them to turn the information into knowledge. This is not self-evident (Cook &
Lewandowsky). Literacy and individual participatory (Kieffer, 1984, p. 12) and communicative
competence (Lederman, 2008, p. xxv) are important examples of these skills.

Again (and in line with what has been discussed on empowerment in section 2.2.6.2), neither
the attitude nor the skills of both the patient and the GP will suffice. Townsend studied
empowerment within mental health services and established that empowerment was
“colonized” by “dependency-producing processes” within the organisation of these services
(1998, p. 169). While the occupational therapists she observed intended to achieve
empowerment, it was often overruled by “organizing services” (1998, p. 179). Patient
empowerment evidently will not be achieved by interpersonal communication between
patient and GP alone. MclLaughlin also warns not to fall into the pitfall of focusing too much
on empowerment on the micro-level given the reality that “wider social change” is much
more difficult to achieve (2016, p. 67). As the analysis of resources of dependence on the
micro-, meso- and macro-level earlier indicated, empowerment also depends on the broader
community and societal context. It is necessary to emphasise what has been stated before
when defining (patient) empowerment: empowerment is a complex process transcending
individual efforts that takes time and regression is always possible.

While information and knowledge are considered “resources”, communication is considered
a “means” to inform and create knowledge, to influence, to exercise “resource power” and
to empower for both the patient and the GP, as illustrated in Figure 23.

2.3.5 The four usages of communication relate to four communication
approaches

Based on what preceded, the four usages of communication during patient-GP interaction
will hereunder be converted into four practical communication approaches to try to
effectuate balanced mutual dependence and a symmetrical relationship (see Figure 23
below). Without claiming to be complete, some characteristics of each approach applied to
the patient-GP consultation are briefly described by way of indication,. This is a first attempt.
The elements of these approaches are not new but by grouping them in a specific approach
and linking these to the usage of communication as means, it becomes clearer what a GP
seeks to achieve by developing a certain approach. Some of these characteristics could be
placed under more than one approach.
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During a consultation the different approaches can, of course, be applied at any moment and
they probably will overlap. The different characteristics of each communication approach are
adaptable to each patient’s “role preference” (Cuypers et al.,, 2016) and may differ from
situation to situation. One of the obstacles to applying them fully may be lack of time. For
instance, research suggests that considering choices and shared decision-making and a
patient-doctor relationship focused on the patient takes time, certainly with chronic patients
(Paterson, 2001, p. 579). This, again, confirms the importance of time as a significative
resource of dependence. Therefore, the approaches must be considered ideal approaches.

4 N
1. Sharing of information,
knowledge and experience
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motivation
by sharing arguments
\_ A
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Figure 23: The four communication approaches or phases

THE FIRST COMMUNICATION APPROACH is linked to the EXCHANGE OF INFORMATION AND THE MUTUAL
DEVELOPMENT OF KNOWLEDGE. Tailored to each individual patient (Nys, 2005, p. 150) and each
level of health literacy (Jeong & Kim, p. 1886), a patient has to be informed about his disease
and the treatment. The information includes all aspects, also for example, possible side
effects of the treatment or medication. The information is given from a holistic point of view
which means that also possible consequences for the social environment of the patient are
discussed and the social environment of the patient is involved and, if needed, is present at
the consultation (Fasulo & Pino, p. 875). The doctor uses all possible communication carriers
to make this communication efficient and considers the patient’s prior knowledge; the fact
that a patient consulted the Web to seek health information is considered an opportunity
and not a threat.

Oral information is combined with discussing the content of and handing over of a leaflet or
brochure, using graphs, watching audio-visual material together and suggesting reliable and
accurate websites to the patient (Aspden, Katz & Bemis, 2001, p. 113; Diaz et al., 2002, p.
180; Erdem & Harrison-Walker, 2006, p. 392; McMullan, 2006) and if useful, visiting these
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sites together. These tools contribute to developing the patient’s health literacy (Miller,
2016, p. 1085). The doctor uses plain language and avoids jargon or explains it.

He does not only explain the what of the information but also the why and gives background
information and insights. The doctor listens to the patient (Révah-Lévy & Verneuil, 2016) and
tries to understand (Winckler, 2002, p. 191), takes into account the patient’s experience
(Tromp, 2016, p. 55), asks open-ended questions, allows the patient to ask questions without
interrupting him and looks at non-verbal cues (Landolo, 2006, p. 45). The doctor checks the
effectivity of his communication by applying the teach-back approach (Davis & Hendry, 2014,
p. 154; Matsuoka et al., 2016, p. 1032; Nouri & Rudd) to be sure the patient understands the
information. The “agenda” of the patient as well as of the doctor are taken into
consideration (Tate, 2010, p. 10). Throughout this whole process, the doctor tries to limit the
patient’s uncertainty to the minimum and seeks to transform the patient’s information into
knowledge and shares his own knowledge. The objective is to make the patient as
independent as possible from the resources information and knowledge.

The patient for his part informs his GP without withholding information (Pino, 2016, p. 897;
Rice, 2001, p. 20) about his experience with the disease, the information he has about it, his
opinion about possible causes and his feelings about and his attitude towards the feasibility
of a certain treatment and the accuracy with which he effectuated it.

THE SECOND COMMUNICATION APPROACH is related to MUTUAL INFLUENCE. The doctor explains all
arguments for all possible treatment options with all the benefits and risks (Coulter,
Entwistle & Gilbert, 1998, p. 57): he makes it explicit that the patient has a choice (Wiseman
et al., 2016, p. 1170) which is important for the effectiveness of the treatment (Brehm &
Brehm, 1981, p. 304). He helps the patient to choose (Hogg, 1999, p. 48). If he is convinced
that a certain treatment should be followed by the patient, he tells the patient and explains
why. If doubt remains, the GP allows and even initiates a second opinion. Influencing is
allowed, but should be exercised openly based on information and knowledge and not be the
result of “legitimate authority” or “charisma”. In this study, it is suggested that an “ideal
speech situation” must be pursued, “a communicative situation in which participants are
motivated to accept or reject a problematic claim on the basis of reasons or grounds alone”
(Habermas in Thompson, 2016, p. 10). Therefore, the doctor does what he can to limit the
influence of “power symbols”: he does not wear a white coat, creates a setting in the
consultation room that helps to overcome distance and shows no signs of time pressure
(even if there is). There should be no question of “impression management” (Goffman, 1959,
p. 233). It is important that the patient develops intrinsic motivation to follow a treatment.
The doctor uses his status or authority as an argument only in exceptional circumstances. If
needed, he seeks training to develop or refine the necessary skills (Coulter et al., 1998, p.
52).

The doctor allows himself to be influenced by the patient’s experience, views and values.

THE THIRD COMMUNICATION APPROACH is linked to EXERCISING POWER. This should be avoided.
Therefore, the doctor does not decide which treatment will be followed, in principle the
patient does. If the patient delegates his right to decide to the doctor, the doctor states what
he would do if he were the patient. Then the patient cuts the knot. The doctor never decides
without the shared-decision making process (De Maeseneer et al., 2014, p. 47; Tate, 2010, p.
83). The patient also has to have the feeling that the best treatment has been chosen and
that it was a joint decision taken on common ground (De Maeseneer et al., 2014, p. 37), on
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“a shared understanding of desired therapeutic outcomes” (Blalock, DeVellis, Chewning,
Sleath & Reyna, 2016, p. 993). The doctor uses a negotiating style taking into account
—again—the patient’s values. While the GP may direct the consultation, he does it in a
friendly, empathic style considering the patient’s circumstances. Openness and mutual trust
are conditions. The consultation feels like an exchange of information, knowledge and
experience to achieve a common goal: taking care of the patient.

A challenge is to find a balance between the patient’s autonomy and the GP’s view on the
best medical treatment (Fasulo & Pino, 2016, p. 875) and also between the patient’s request
for support and advice and the GP’s will to empower his patient (Moore, 2016, p. 911).

THE FOURTH COMMUNICATION APPROACH is related to the EMPOWERMENT OF THE PATIENT. By efficiently
informing the patient and by listening attentively, the doctor tries to give the patient a sense
of control. He continuously checks if the patient agrees. If a patient has doubts, the reasons
are discussed. The doctor helps his patient to overcome eventual causes of the disease or
negative consequences of the treatment by discussing possible solutions or options together.
The doctor does that by being as concrete as possible and as close as possible to the
patient’s personal situation. The doctor fosters the patient’s self-efficacy (Noble, 2016, p. 61)
by coaching him through possible needed adjustments of his lifestyle or behaviour. He
supports the patient who wants to take control and remain in control. The ambition to
support the patient to develop self-efficacy is also linked to the first communication
approach since “information and support have more utility for those who have self-efficacy
and can act upon what they learn online” (Hu, Bell, Kravitz & Orrange, 2012, p. 974).

The patient for his part has to assume responsibility for his health, healthcare and treatment,
he should be an “activated patient” (Lu et al. in Fasulo, Zinken & Zinken, 2016, p. 923). Of
course, if he chooses to, since some patients prefer to fulfil a passive role (Singh et al., 2010,
p. 694). Patient empowerment cannot be imposed.

These four approaches could also be seen as phases in an evolution from being a patient
receiving information to an empowered patient. At the same time, these four approaches or
phases could be considered possible options. Some patients will choose to be more passive
and mainly be receivers of information or even less engaged. Others will prefer to be
empowered and will want to be in control. As Deering and Baur state:

“Communication, or the interactive process of developing common understanding, is
the unifying thread among engagement, empowerment and partnership because
they all require patients and providers to be attentive, express themselves
effectively, verbally and in writing, and exchange information to achieve health-
related goals” (2015, p. 95).

Let us now proceed to the next chapter: on the Web as a source of health information.
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2.4 Understanding the Web as a source of health information

The final chapter of the literature review will zoom in on what the Web has to
offer in the field of health information and how people seek health information.
The hurdles for the Web to be a valuable health information source are
enumerated. The research will demonstrate that the Web as a source of health
information requires several skills and demands technical requirements and that
its use as a source of health information is conditional.

The concept The Web as
The power base (health) source of health

“information" information

2.4.1 The Web as a source of power and/or empowerment

Is the Web in general a source of power and empowerment? The opinions are divided
(Tsatsou, 2014, p. 31). This question merits a study on its own and for the purpose of this
study suffice it to briefly describe the Two EXTREME posITIONS without fleshing these out in
great detail or seeking to be fully comprehensive. In the next two sections, however, the
Web as a source of health information and the way people seek health information on the
Web will be dissected in more detail. By describing what the literature says about the
empowerment potential of the Web for the patient, and which hurdles they encounter, the
question is answered as to whether the Web in healthcare is a source of empowerment.

Papacharissi states that there seems to be “a mystical connection between technology and
democracy” (2010, p. 2), but that the link between both is not evident.

ON THE ONE HAND, there are those scholars and writers who consider the Web as “a completely
new, pioneering social reality” (Tsatsou, 2014, p. 32) and a lever of empowerment (Jordan,
1999, p. 96; Negroponte, 1995, p. 231), “citizen activism” (Hill and Hughes in Rice &
Haythornthwaite, 2011, p. 97) and participation (Masuda, 1981, p. 101). They stress its
potential of unlimited access to information and expertise (Fenton, 2012), thereby serving as
a “knowledge leveller” between laymen and experts (Hardey, 2003, p. 218; Snelders &
Meijman, 2009, p. 166; Webb, 2003, p. 229). The Web then subverts “a hierarchical model of
knowledges” (Lemire, 2010, p. 190) since the distribution of information from this vantage is
no longer the property of some (Lievrouw & Livingstone, 2011, p. 23). A “global public
sphere” is created (Fraser in Curran, 2011, p. 77; Leaning, 2009, p. 65; Papacharissi, 2010, p.
112) and power is “decentralized” (Toffler, 1980, p. 81). They also mention the Internet’s
possibilities to exchange information and knowledge; any citizen has the potential to become
a consumer as well as a producer of information and knowledge (Leaning, 2009, p. 68;
Toffler, 1980, p. 275), and to collaborate and mobilize (Masuda, 1981, p. 33; Papacharissi,
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2010, p. 157). Social networks and individuals have the opportunity to get a
voice—anonymously if desired (Tsatsou, 2014, p. 81)—and increase their autonomy (Castells,
2009, p. 129; Lee & Lin, 2016). The Web would is conducive to increasing the impact of
patient advocacy (Johnson & Case, 2012, p. 178). Individual patients have more possibilities
to make their voices heard on the Web and social media, also stimulated by the fact that
authority is questioned (Beeckman, 2015, p. 37). “Online activism” (Papacharissi, 2010, p.
157) could be considered a form of resistance. The Web is “inexpensive”, “easy to use”,
“democratic”, allows information gathering at “long distance” and has an “increasing
functionality” (Mittman & Cain, 2001, p. 51). In short: it is all about “the empowering nature

of being digital” (Negroponte, 1995, p. 231).

ON THE OTHER HAND, there are those scholars and writers who state that the Internet more
than a new media is a matter of “remediation”: it “refashion[s]” older and other media
(Bolter & Grusin, 1999, p. 19). They consider that “the Internet’s influence is filtered through
the structures and the processes of society” (Curran, Fenton & Freedman, 2012, p. 179) and
that there is no linear link between the technology and society (Leaning, 2009, p. 156) since
“its use, control, ownership, past development and future potential are context dependent”
(Curran et al.,, 2012, p. 181). The Internet is just a tool (Rovers, 2017, p. 20). Moreover,
today’s communication trends could even lead to more inequality, more exclusion, more
elite-orientation (Hamelink, 1995, p. 121). The digital technologies could lead to more
dependence and more vulnerability (Hamelink, 1995, p. 127). They state that the quality of
the information and knowledge on the Web is not guaranteed, that not everybody has access
(Wessels, 2013) and the ICT literacy needed, and that the abundance of information on the
Web leads to less knowledge (Patterson in Fenton, 2012, p. 130) and meaning (Baudrillard,
1980, p. 139), and to disempowerment (Hamelink, 1995, p. 11). They aruge that the Web is
in the hands of powerful corporations with commercial goals, concentrating power (Pariser,
2011, p. 141) and deciding for us what to find. Big data leads to a form of surveillance and
control (Assange, 2016; Rozenblum et al.,, 2015b, p. 5) instead of more democracy. The
anonymity of Internet users is considered an illusion (Andrejevic, 2013, p. 38; Pariser, 2011,
p. 111). Internet users are treated as “measurable audience[s]” (Castells, 2009, p. 57) by “a
largely invisible industry” knowing many things about users of the Internet, who themselves
are largely unaware of this industry, therefore leading to a “knowledge and power
imbalance” (Turow, 2011, p. 9). For them, Internet freedom is an illusion (Morozov, 2011).
People are deemed to use the Web more for entertainment than for democratising purposes
(Althaus and Tewksbury, and Shah, Kwak and Holbert in Fenton, 2012, p. 126). It is not
because people have the opportunity to access information that they will look for it
(Papacharissi, 2010, p. 121). In short: “The Internet is not the answer” (Keen, 2015).

This short and certainly incomplete overview of some ingredients of two extreme positions
could be summarised as “technological determinism vs. social determinism” (Tsatsou, 2014,
p. 9). Maybe the truth can be found between these two extremes and a technological
innovation like the Internet can be both the “cause” and “ effect” of social change (Wallace,
1999, p. 235), but this question is for another study.

The Web as a source of health information and the way people seek health information on
that Web is pertinent to this investigation. The main question here is: does the Web as a
source of health information and the way people seek health information fuel patient
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empowerment? Do the characteristics of the Web as a source of health information bridge or
narrow the information gap between patient and GP and do they neutralise or help to
neutralise the patient’s passive sick role (Johnson & Case, 2012, p. 9)?

2.4.2 The Web as a source of health information

While the precise magnitude is difficult if not impossible to estimate, the Web without a
doubt offers a huge amount of health-related information in many forms. While a study
already in 1999 reported the existence of more than 15,000 health information websites
found through the Yahoo and Netscape directories (Rice, 2001, p. 8), another study in 2002
reported that the so-called “medical Web” appeared to contain over 100,000 health related
sites (Wilson in Cullen, 2006, p. 3). In 2011, the number of health-related websites and lists
online was estimated at 130,000 (DMOZ in Johnson & Case, 2012, p. 80). Patients as well as
doctors are confronted with an immense amount of health information on the Web (Johnson
& Case, 2012, p. 5) and the more people have access to the Internet, the more
communication (Adams & Smith, 2015, p. 153) and information is offered. A study carried
out by Wayne-Doppke concluded that “a physician would have to read 19 articles a day, 365
days a year to stay current” (Wayne-Doppke in Mittman & Cain, 2001, p. 65).

In our increasingly digitalised Western society, increasing numbers of patients are using the
Web to seek health information (Fox & Duggan, 2013, p. 2; Rice, 2001, p. 20),
consequentially gaining access to updated medical information and knowledge once
exclusive to doctors (Blaxter, 2010, p. 149; Gray, 2011, p. 114; Miah & Rich, 2008, p. x). The
Pew Research Center in 2013 reported that 72% of American adults had searched the Web
for health information in in the previous 12 months (40% in 2002) and 35% looked online for
information on a medical condition that they or someone else might have (Fox & Duggan,
2013). In 2007, 83% of all Web users in Europe were looking for online health information
(71% in 2005) (Andreassen et al. and Kimmervold et al. in Massey, 2016, p. 118).

2.4.2.1 Theimportance

2.4.2.1.1 For the patients

Seeking health information is important since being informed is mentioned as an important
ingredient of health behaviour change and thus, of health (Johnson & Case, 2012, p. 16) and
is, as has been extensively demonstrated, for a patient the first phase in the process towards
patient empowerment.

Seeking health information through the Web seems attractive to certain people thanks to its
“convenience, anonymity, confidentiality, just-in-time decision-making support, and the
diversity of information sources” (Berry in Johnson & Case, 2012, p. 80). People appreciate
the Web since it allows a quick search for actual health information (Brabers, Reitsma-van
Rooijen & de Jong, 2012, p. 359). Aspden et al. call the usage of the Internet by the
respondents “Multisourced and Multipurposed” (2001, p. 110).

Duffy and Thorson distinguish seven features “new media” in general offer: “immediacy”,
“mobility”, “rich media”, “participation”, “search”, “customization” and “time shifting”
(2009, p. 107). In other words: a person can look up tailor-made information in a variety of
formats whenever he wants and wherever he is, discuss it with whoever provided the
information, and print or download the information to view it at the most convenient time.
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The Web facilitates the development of the patients’ “lay referral system” (Boot, 2001, p. 63;
Freidson, 1973, p. 290) permitting them to evaluate the doctor’s expertise and thereby
decreasing his symbolic power (Krause, 1978, p. 38). Seeking health information on the Web
seems to create opportunities for patients to discuss health information during the
consultations which would give them a feeling of being “more in control” (Dolan, Iredale,
Williams & Ameen, 2004, p. 152). It can contribute to “informed choice” and thus to “shared
decision making” (Czaja, Manfredi & Price in Johnson & Case, 2012, p. 125). It may create
greater autonomy and competence compared to face-to-face consultations with doctors (Lee
& Lin, 2016). The Web can enhance the patient’s sense of self-efficacy (Bass et al., 2006, p.
234). The story of “e-Patient Dave” deBronkart, today a famous advocate of patient
empowerment and the e-patient movement, revolves around how the Internet supported
him in taking control over his health and healthcare (deBronkart, 2010). And the Dutch Ragna
van den Berg, a nurse who became a patient, bore witness on a TEDxMaastricht in 2011 of
how the Internet supported her to regain control over her healthcare and to become “the

captain of the ship”™.

The Web may help patients to understand health issues, cope with their iliness (Rice & Katz,
2006, p. 158) and take action related to their treatment or diagnosis (Rice & Katz, 2006). It
would seem “that information that is sought will have a greater impact than that which is
merely offered” (Swinehartin Johnson & Case, 2012, p. 218). The Web may serve as a tool
“for reassurance, for second opinions, for greater understanding of existing information, and
to circumvent perceived external barriers to traditional sources (such as a wish not to
“bother” their doctor)” (Powell, Inglis, Ronnie, and Large in Johnson & Case, 2012, p. 80). It
sometimes contributes to the transformation of a chronic patient to an “expert patient”
knowing more about his illness than his GP (Johnson & Case, 2012).

It serves to complement or even understand information received by caregivers (Lee and
Hawkins in Johnson & Case, 2012, p. 81), helps to reduce uncertainty (Johnson & Case, 2012,
p. 134) and creates “the opportunity to connect with others”. The Pew Research Center’s
Internet & American Life Project reported in 2013 that the Web was used for “peer-to-peer
support”. 1 in 4 American adults said “that they turned to others who have the same health
condition during their last bout with illness”. 1 in 4 looked at “someone else’s experience
about health or medical issues in the last 12 months”. 16% “have gone online to find others
who might share the same health concerns in the last year” (Fox & Duggan, 2013, p. 18).
Research carried out in 1997 by Brennan and Fink on online support for people with
Alzheimer’s mentioned “social support in the form of affect (liking and admiration),
affirmation (acknowledging appropriateness) advice, and information” (Brennan and Fink in
Rice, 2001, p. 26).

Seeking health information on the Web (and through other means) may contribute to the
development of health knowledge, which is generally considered an issue (Gigerenzer &
Gray, 2011, p. 4; Johnson & Case, 2012, p. 10). Johnson and Case also mention that it may
help decision-making, that it facilitates the exchange of advice and experience with buddies

*Van den Berg’s speech can be seen on youtube https://www.youtube.com/watch?v=7 f49qyRuy8 consulted on February 3, 2015.
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and people in general, that it may help to develop “counter-arguments” in a discussion and
that it may create hope and offer spiritual support (2012, p. 13).

While it would seem that in the U.S. only a limited number of consumers use health-related
reviews and rankings (Fox & Duggan, 2013, p. 4) and doctors are seldom chosen based on
criteria of quality and competence (Phillips and Jones in Johnson & Case, 2012, p. 160), the
Web may also facilitate patients’ choice by developing and publicising performance
indicators of healthcare (Delnoij et al., 2010; Lansky & Glier, 2015), caregivers and healthcare
facilities (Lansky & Glier, 2015, p. 40). If patients are unhappy with the care they received,
they can use the Web to ventilate their dissatisfaction by commenting or gossiping on
websites or blogs (Keltner, 2016, p. 66) and to “mediatize a conflict” (Cottle in Tsatsou, 2014,
p. 82) with a caregiver or healthcare organisation.

The Internet is not used just to seek health information and get peer-to-peer support but
also to sign up for email updates or alerts about health or medical issues, or to download
forms or apply for health insurance online (Fox & Duggan, 2013, p. 18).

Aspden et al. represent the use of Internet health information by people and patients with
two models (Aspden et al., 2001, p. 116). The first model is called the “adjunct model [ltalics
in original]” whereby “consumers” use Web health information as an addition to their
participation in the regular healthcare system. The “self-service model [ltalics in original]”
concerns “consumers”, as the name implies, who use the Internet health information for
“self-diagnosis and self-treatment” to become less dependent on the healthcare system.

With the exception of personal information, all other seven types of the aforementioned
health information (see section 2.3.3) can be found to a greater or lesser extent on the Web:
it offers information on symptoms, diseases, treatments and coping, and on providers,
healthcare organisations and healthcare in general. It is of course independent of the context
and the situation of an individual patient and the information offered is not infallible.
Comparing offer and quality of health care providers and health care organisations still
seems to be limited. This study will come back in more detail to the (health) information
offered on the Web in section 2.4.2.5.1.1.

2.4.2.1.2 For the doctors

Many studies indicate that the Web is also considered a health information tool by doctors.
For example, a study carried out in 1998 among New Jersey physicians and based on 223
completed questionnaires indicated that 62% of them used the Internet for professional
purposes. The two sources that were mostly consulted were bibliographic databases (83%)
and medical journals (57%). Besides these the physicians also consulted “e-mail (55%),
government information (36%), information from other providers (21%), the website of the
Medical Society of New Jersey (15%), discussion groups (12%), and other sources (1%)”
(Aspden et al.,, 2001, p. 110). What was the purpose of their search? The physicians
answered: “Clinical care (73%), current awareness browsing (70%), research purposes (46%),
teaching purposes (26%), administration purposes (22%), reading for a course study (14%),
and other purposes (10%)”. The Royal New Zealand College of General Practitioners
questioned its members in 2001 and “found that only 48.6% used the Internet to look for
clinical information for themselves or their patients. MEDLINE was the primary information
source used, mainly through the PubMed website. Other sources included: journals; their
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own College website; websites directed at physicians; patient information websites; CME
websites; guidelines; travel medicine websites; and the Cochrane Library. [...] [T]he Internet
did not appear to replace textbooks, colleagues, and specialists as information sources to
support clinical decision-making, but rather to replace libraries and other formal information
sources” (Cullen in Cullen, 2006, p. 113). Another example is research carried out in 2002 by
The American Medical Association (AMA) indicating “that 78% of physicians went online in
their practice and that more than two-thirds of this group accessed the Web daily” (Connelly
et al. in Cullen, 2006, p. 112). It would seem that the Internet is increasingly a potentially
valuable information source for doctors too (Cullen, 2006, p. 112). The Web is considered a
way to complement the doctor’s existing knowledge just as print information is (Bennett in
Cullen, 2006, p. 115). Tang and Ng reported that the Web can help doctors out who are
confronted with “difficult diagnostic cases” (Tang & Ng, 2006, p. 2).

Three examples of American websites often used by physicians and other health care
professionals are WebMD, Medscape57 and PubMed>®. WebMD is focused on the general
public, while Medscape is on physicians. Medscape claims to offer more than 8,000
prescription and over-the-counter drug monographs and to attend more than 200 medical
conferences worldwide. For scientific biomedical articles and books, the website most
frequently used by physicians is PubMed. An example of a site consulted by Belgian doctors
is EBMPraticeNet”. It offers information on evidence-based medical practices in Dutch and
French. It is available to everyone with an elD. The Belgian periodical, Artsenkrant in its 12
May, 2017 edition (Vander Elst, 2017) listed a number of popular websites used by doctors
(in training) to seek health information. The article mentioned CredibleMeds®, UpToDateGl,
BCFI®®, NHG-Standaarden®, Farmacotherapeutisch Kompa564, Figure 1% and Read by
QxMD®.

Doctors are also using the Web to distribute information about themselves (Cullen, 2006, p.
11). Belgian doctors are allowed by the “Orde der Artsen” (Order of Physicians), membership
of which is a condition to being recognised as a doctor, to create a website as long as the site
offers information only®’. No information could be found on the number of Belgian GP’s with
a website.

2.4.2.2 The profile of the health information seeker

In 2013, 35% of U.S. adults was estimated to have gone online to figure out a medical
condition (Fox & Duggan, 2013, p. 2). A survey filled in by 851 patients older than 18 years in
South Wales during 3 months in 2001 indicated that more people seek information on a
specific illness than on health in general (Dolan et al.,, 2004, p. 151). “Those who access
health care information generally do so several times” (Aspden & Katz, 2001, p. 101).

**http://www.webmd.com consulted on August 5, 2017
*https://www.medscape.com consulted on August 5, 2017
*Bhttps://www.ncbi.nlm.nih.gov/pubmed/ consulted on August 5, 2017

59 https://www.ebmpracticenet.be consulted on December 9, 2017

% https://www.crediblemeds.org/ consulted on December 9, 2017

61 https://www.uptodate.com consulted on December 9, 2017

62 http://www.bcfi.be consulted on December 9, 2017

® https://www.nhg.org/nhg-standaarden consulted on December 9, 2017

64 https://www.farmacotherapeutischkompas.nl/ consulted on December 9, 2017
6 https://figurel.com/ consulted on December 9, 2017

% https://www.readbygxmd.com/ consulted on December 9, 2017

%7 Site of the “Orde der Artsen” https://ordomedic.be/nl/adviezen/advies/Internetsites-van-artsen-2 consulted on December 31,
2016.
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People living with chronic conditions would be expected to be more likely to track a health
indicator or symptom. Yet, research carried out in 2010 by Pew Internet & American Life
Project concluded that “Adults living with chronic disease are disproportionately offline in an
online world”. This would be related to the fact “that chronic patients are associated with
being older, African American, less educated, and living in a lower-income household. By
contrast, Internet use is statistically associated with being younger, white, college-educated,
and living in a higher-income household” (Fox & Purcell, 2010).

Indeed, elderly and low-income families seem to be using the Internet less (Aspden & Katz,
2001, p. 105), while groups with a high likelihood of doing so include younger people, white
adults, those in the highest income bracket and those with higher levels of education (Fox &
Duggan, 2013). Van Deursen (2013) states that “Young people obtain much more
information about their medical illness via the Internet than elderly people, who clearly need
this information more” (van Deursen and van Dijk in Jan A.G.M. van Dijk, 2013, p. 47).
“Younger, higher educated, high learning, professionals and city residents are more likely to
be users of online health information”, also reported Zillien and Marr (2013, p. 63).

Women seem to be more active health information seekers than men (Dolan et al., 2004).
Women indeed are more likely than men to go online to figure out a possible diagnosis.

2.4.2.3 Web health information behaviour

2.4.2.3.1 What makes people seek out health information?

Information-seeking has been defined as “the purposive acquisition of information from
selected information carriers” (Johnson & Case, 2012, p. 31). More and more people are
seeking health information on the Web and the previous sections illustrated that the Web as
a source of health information has much to offer.

What makes people seek out health information? More people are no longer prepared to
accept a lack of health information if they feel the need to be informed or are dissatisfied
with the information received by providers (Fox, 2011b, p. 2; Tustin, 2010, p. 14).

It would carry us too far from the central problem statement to go into this, but it must be
clear that the information seeking process in general is complex. Different models illustrate
that the mere existence of the Web as an information channel does not automatically mean
that it will be used. The “Comprehensive Model for Information Seeking”, for example, states
that three types of variables influence the nature of the information sought (Johnson & Case,
2012, p. 40): “Antecedents”, “Information Carrier Factors” and “Information Seeking
Actions”. The variables mentioned under each type illustrate that information seeking in
general is not just a matter of accessing an information source. Antecedents for example,

include “Demographics”, “Experience”, “Salience” and “Beliefs” and these aspects show that
information seeking is also influenced by the characteristics of the information seeker.

Wilson’s “General model of information behaviour” (Wilson in Josefsson, 2006, p. 131) also
illustrates how complex the information seeking process can be and that it is influenced by
personal characteristics but also by the context: the “context of information need” and the
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“person-in-context”. Wilson also mentions “Activating mechanisms”: “Stress”, “Risks” and
“Self-efficacy”. He describes four forms of information seeking behaviour—“Passive
attention”, “Passive search”, “Active search” and “Ongoing search”—and outlines that the
information found then is “processed and used”. Again, the complexity of information
seeking behaviour is illustrated.

Congruent with the two previously mentioned models, but more specifically focused on the
search for health information, the often cited, “Health Belief Model” (Johnson & Case, 2012,
p. 41) once more illustrates that health behaviour is influenced by a wide variety of variables,
going from variables related to each individual, to his environment and to his perception of
the disease and treatment. Health information seeking may be considered part of health
behaviour. The “Health Belief Model” mentions, amongst others, “Perceived Seriousness” of
the disease, “Perceived Threat” of the disease, “Perceived Benefits” of the treatment and
“Perceived barriers” to act as elements influencing health behaviour. The manifest emphasis
laid on perception underlines how fundamental the view of the individual is to health
behaviour. The same conclusion maybe drawn from the “Integrative model explaining e-
health use”, which was developed by Dutta-Bergman (2006, p. 96). In this model,
“motivation” is an important element influencing which health information sources someone
consults, the quality and amount of information he or she seeks (Napoli in Dutta-Bergman,
2006, p. 90), and the “processing of health messages and engagement in health behaviours”
(Dutta-Bergman, 2006, p. 90). The model also maps the “personality and situation-specific
factors” which form the basis of the motivation “to process health-related information on
the Internet [..]” and of course, Internet-related variables as “efficacy” and “Internet
functions” too.

As stated, the objective here is not to flesh out the features of each model or to compare
them, which would require an analysis by itself. These models only serve as examples to
underscore one important point: health information seeking is influenced by the information
source—in this study, the Web—but it also depends on many other factors, amongst others
on the information seeker himself and on his context (lkoja-Odongo & Mostert, 2006, p.
156).

To illustrate this complexity further, an important factor that has to be mentioned related to
health information seeking is the patient’s “proximity to disease” (Johnson & Case, 2012, p.
53). The closer a person comes to a disease, the more he is inclined to seek health
information. Johnson and Case describe different stages. In the “casual” stage, a person is
not really concerned about his health and this could be attributed to Wilson’s above-
mentioned “passive attention”. At the “purposive-placid” stage, a person looks at how a
disease can be prevented or how he can improve his health. At this stage, there is no urgency
or worry and the motive for the health seeking behaviour is related to a general concern or
experience. At the “purposive-clustered” stage, however, a person is seeking health
information because he wants to find out if he has a health problem. At the “directed stage”,
the fourth and last stage, health information seeking may be considered a “coping strategy”
focussed on coping with disease and treatment, and eventually with risk. In each of these
stages, a person comes closer to the disease and his need for and, therefore, dependence on
the resource health information increases.
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While the so-called “monitors” become “health-activated and health-responsible
consumers”, Krohne (Krohne in Cullen, 2006, p. 140) also identifies what Miller and Mangan
call “Blunters” (Miller and Mangan in Cullen, 2006, p. 140): people developing “cognitive
avoidance, or turning away from the threat”. Indeed, some research suggests that certain
patients wanted less information when their health situation worsened, except for positive
information (Butow et al. in McNamara, 2015, p. 115). Patients can move from one attitude
to the other based on the situation or the medical circumstances (Miller et al. in Cullen,
2006, p. 140).

This seems to correspond with the direct strengthening factors (see section 2.2.3.3.1)
uncertainty, perceived risk, perceived severity and trust increasing a patient’s dependence
on a resource. This is also in line with the “Uses and Gratifications Approach” (Johnson &
Case, 2012, p. 62; McQuiail, 2005, p. 423) which states that people use media based on their
“perceived satisfactions, needs, wishes or motives”. The Web health information seeking
behaviour is dynamic and may be different from situation to situation, from context to
context and related to the coping behaviour of a person (Johnson & Case, 2012, p. 102). Tang
and Lee also connect the usage of information sources to the uses and gratification model
(2006, p. 121). Based on the type of information need, they attribute three roles to
information seekers: “surveillant, excavator, and verifier” (2006, p. 113). People look at
information sources to stay informed about a subject or issue (“surveillant”), they want to
learn more about a subject or issue (“excavator”) or they consult an information source to
verify information about a subject or issue (“verifier”). People can move from one role to
another and combine roles. Tang and Lee also link specific media to specific information
sources. Mass media such as television, radio and newspapers mostly fulfil a “surveillant”
role, they help to “scan the environment for any interesting health issues or information”
(2006, p. 121). For more detailed information, people generally would turn to other
information sources.

The act of seeking (health) information clearly is a complex process (lkoja-Odongo & Mostert,
2006, p. 156) and the result of different and divergent determinants. It is thus, not self-
evident.

2.4.2.3.2 How do people seek health information?

Besides the question ‘What makes people seek health information?’, it is useful to briefly
consider the question ‘How do people seek information?’. As in the previous section, two
health information seeking models will be discussed in a quick tour to illustrate that, just as
what motivates people to seek health information, how they do so is also very complex and
depends on diverging factors.

The “Health Information Acquisition Model”, for example, illustrates that purposefully
seeking health information is an intellectual process. It requires the capabilities to evaluate
and judge the information found and the will to carry on when the results are not
satisfactory. As Johnson and Case rightly note, this model is a simplified and almost ideal
view on the health information acquisition process (2012, p. 108). It does not integrate the
heterogeneity of information sources, the combination of different information searches (for
example, due to comorbidity), the interference between the results of different searches and
between the searches themselves and the non-linearity of information searches. The models
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mentioned in the previous section on what makes people seek health information, clearly
illustrate that what precedes the information search is also important and that for certain
reasons (for example, due to “denial or avoidance processes”), there may not even be a
“stimulus” motivating people to seek health information (Johnson & Case, 2012, p. 109).
Moreover, seeking health information is a social event (Fox & Duggan, 2013, p. 4), it could
even be considered a “team approach” (Massey, 2016, p. 123). The health information
seeking process combines the seeking by different persons: the patient himself, family
members, caregivers and teams, and others.

Longo’s “Expanded Conceptual Model of Information Seeking Behaviors” (Longo in Johnson
& Case, 2012, p. 109) tries to combine “contextual” and “personal” variables influencing
whether or not a person seeks information, with two main types of information seeking:
“Active Information Seeking” and “Passive Receipt of Information”. This model to a certain
extent maps the flows someone may follow when accessing an information source and using
the information found. The model also plots the “Patient/consumer outcomes”:
“Empowerment”, “Satisfaction”, “Activities for daily living” and “Health Outcomes”. Longo
rightly stresses that some patients may prefer not to seek information “as a strategy to
maintain hope” (2005, p. 193).

III

Again, the objective is not to discuss and compare these models in detail since this would
entail an analysis on its own. Moreover, other models could be also considered (lkoja-
Odongo & Mostert, 2006). However, what this section again illustrates is the complexity of
the information seeking process, something which will be revisited later in section 2.4.2.5.2
on the “hurdles related to health information seeking” for using the Web as a source of
health information.

2.4.2.4 How is Web health information judged?

2.4.2.4.1 By the people

In 1998, research was carried out among 1,000 residents in California who ranked the Web
both as their third most trusted source of health information (1* were physicians and
healthcare providers) and as their fourth (out of eight) most distrusted source (Pennbridge,
Moya and Rodrigues Rice, 2001, p. 21). 55% of Flemings (Dutch-speaking Belgians)
guestioned in 2015 stated that they distrust the Internet (Studiedienst van de Vlaamse
Regering, 2016, p. 79).

Pew Research Center’s Internet & American Life Project in 2013 reported that, when asked
about the accuracy of their initial diagnosis, “41% of online diagnoses say a medical
professional confirmed their diagnosis. An additional 2% say a medical professional partially
confirmed it. 5% say they did not visit a clinician to get a professional opinion. 18% say they
consulted a medical professional and the clinician either did not agree or offered a different
opinion about the condition. 1% say their conversation with a clinician was inconclusive” (Fox
& Duggan, 2013, p. 2).

A French telephone survey carried out in 2013 among 1,002 people aged 18 or over, of which
49% sought Internet health information, concluded that 73% of those seeking Internet health
information reported that the health information found on the Web was clear and 72%

142



considered it very useful. 50% found the information reassuring and 56% reliable (LauMa
communication, 2013, p. 11).

While health information on the Web is considered valuable, people are aware that some
information is unreliable (Aspden & Katz, 2001, p. 105). Multiple studies demonstrate that
the Web does not take over the role of the doctor (Donnelly, Shaw & van den Akker, 2008, p.
505; Fox, 2011a, p. 3; Rosen, 2013, p. 171): a doctor seems to be considered more trustful
than family, newspapers, magazines, radio, television and the Internet (HINTS in Hesse, 2009,
p. 128).

2.4.2.4.2 Bydoctors

Doctors are confronted with an increasing number of patients bringing along Web health
information to discuss with their doctor during the consultation (Aspden et al., 2001, p.
111).The doctor’s attitude towards Web health information is twofold.

On the one hand, doctors feel threatened by patients backed-up by their peers, since under
time pressure they may “los[e] control over the interaction with their patients” (Mittman &
Cain, 2001, p. 59). Certainly GPs, being generalists, seem to feel vulnerable from specialised
Web information that patients bring along to the consultation: having to admit ignorance
about information brought up by a patient is considered a loss of face. Seeking Web health
information costs precious time and some doctors wonder if seeking health information
during the consultation would not undermine the patient’s trust in his doctor (Cullen in
Cullen, 2006, p. 120) and the doctor’s authority ("Dokters dol van mondige patiént," 2011;
Eckler et al., 2009, p. 294).

Patients preparing a diagnosis and treatment for themselves before consulting their doctor
seem to bother physicians since the information from the Internet may be misleading and
the discussion about it time-consuming (Malone et al., 2004, p. 191). Web information may
lead to patients requesting “inappropriate clinical intervention that they learned about
online” (Murray et al., 2003, p. 10) and patients should therefore consult a physician before
acting based on the health information they found (Aspden et al., 2001, p. 114). Moreover,
some physicians question the “reliability” of the health information on the Web. Their own
judgement of the Internet health information is based on checking “peer-reviewed sites”,
discussing the information with colleagues or with a professional organisation, contacting the
information source by mail, and others (Aspden et al.,, 2001, p. 112). They judge the
credibility of websites more on the authority of the information source than on “established
criteria” (Cullen in Cullen, 2006, p. 116). The Itinera Institute (a Belgian think tank) concluded
from research based on a written survey filled in by 443 Belgian doctors and specialists that
80% of them do not consider the Internet a reliable and efficient source of health
information (Daue & Martin, 2011, p. 26).

However, doctors do appreciate some positive aspects (2010, p. 11). Well-informed and
knowledgeable patients are considered valuable and the Internet may support patients’
health education (Cullen, 2006, p. 122; Mittman & Cain, 2001, p. 59) and their “management
of conditions or symptoms” (Malone et al., 2004, p. 191). Some see it as their task to refer
patients to valuable Internet sites and warn them about unreliable Internet health
information (Aspden et al., 2001, p. 114).
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2.4.25 The hurdles

More and more people are seeking health information on the Web and the Web offers an
almost infinite amount of health information. Which hurdles can be identified as hindering
the Web to become an infallible source of health information and making people well
informed about health issues? Hurdles related to the specificities of the Web can be
segmented according to its role as a source of health information and according to the health
information seeking behaviour of people.

2.4.2.5.1 The hurdles related to the Web as a source of health information

Two main hurdles linked to the Web itself will have to be cleared before all patients would
be able to use the full potential of the Web as a source of health information: hurdles related
to how health information is offered on the Web and hurdles related to access to the Web.

2.4.2.5.1.1 Hurdles related to how health information is offered on the Web

The Web is an unstructured information source not distinguishing between useful and
correct information, and incorrect, commercial and even dangerous information, between
fiction and facts (Proctor, 2008, p. 6). There seems to be “no existing mechanism for
consumers to get detailed, objective information about website quality” (Rice & Katz, 2006,
p. 210). This may be one of the explanations why some people still prefer consulting a classic
library for their health information: they can get human guidance and assistance there
(Chobot in Johnson & Case, 2012, p. 77). A lot of information is available, but it is
unstructured; knowledge has lost its “hierarchy” (Hardey in Lemire, 2010, p. 190). The
information offered on the Web not only exceeds geographical and cultural boundaries, but
also epistemological and methodological frontiers (Lemire, 2010, p. 189). Qualitative
research done by the NIVEL Institute in the Netherlands reported in November 2016,
indicated that Dutch people participating in the focus groups had greater difficulties in
finding relevant information on drugs on the Web than in written information (van Dijk et al.,
2016, p. 5). A reason suggested is that the information is not clearly structured or that it has
an unclear layout.

The credibility of the source and the validity of the Web information is not always clear
(Craan & Oleske, 2002, p. 513; Wright et al., 2008, p. 158). Moreover, “[...] contemporary
search technologies encourage the perpetuation of the most popular and hence, most
dominant ideas as well as the possibility of their uncritical acceptance” (Hillis, Petit & Jarrett,
2013, p. 62). The Web is a “commercial “medium (Hillis et al., 2013, p. 34). Search engines
are a very popular way to seek health information (Josefsson, 2006, p. 129): in 2013, of all
American adults seeking Web health information, 8 in 10 started at a search engine (Fox &
Duggan, 2013, p. 3). Medical information is found on Google by patients as well as doctors
(Parekh, Mayer & Rojowsky, 2009; Tang & Ng, 2006). Research carried out in 2007 on 1,060
first-year students at the University of lllinois, Chicago found that the majority assigned
credibility to the information procured not based on the credibility of the information source
but on the credibility of the search engine (Hargittai, Fullerton, Menchen-Trevino & Thomas,
2010).

Seeking information on the Web may induce “information overload and misinformation”
(Mittman & Cain, 2001, p. 61) for patients as well as doctors. Web information sources are
characterised by “data smog” (Shenk, 1997) and “redundancy and noise” (Eriksen, 2001, p.
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17) which is not without risks for those using the Internet as a source of information (Ozcan,
2012, p. 230). Sometimes health information is “conflicting” (Cullen, 2006, p. 87) and
outdated (Cullen, 2006, p. 89). Doctors are inundated with such vast amounts of information
that “patients must often do the work of doctors” (Johnson & Case, 2012, p. 19) who cannot
keep up with current medical knowledge for all of their patients (Kas, 2014, p. 155).
Information overload could lead to less meaning (Jean Baudrillard in Woodward, 1980, p.
xxiii), less comprehension (Eriksen, 2001, p. 149) and to an exceeding of a person’s “cognitive
capacity”, of his “information-processing abilities” (Mishel, 2008, p. 166). It also makes high-
quality information (Coiera, 2000, p. 215) and expertise (Tsatsou, 2014, p. 76) harder to find.
It seems that we have much more information while we “actually have less and less”
(Kranich, 2011, p. 86). The “information pollution” on the Web means that “the problem is
often not in deciding to seek information but on deciding when to stop” (Johnson & Case,
2012, p. 129). While it would be useful to accredit trustful health information sites with a
formal and official label (Aspden et al., 2001, p. 117), an overall accepted, imposed and
controlled label of that sort does not exist today. Since the Internet has no “centralized
control”, the potential of abuse is high (Cohen-Almagor, 2015, p. 36). As Rice and Katz state,

“[...] the same behaviours that before the advent of the Internet were of great
concern will be transported to, and even magnified by, this new medium. Alternative
health, quackery, folk remedies, underappreciated solutions to health problems,
thoughtful research findings, and traditional recommendations will all be competing
for the eyeballs of the public even while they raise eyebrows. The ultimate
consequence of this buzzing, blooming confusion will be not only greater potential
power in the hands of the energetic or perceptive consumer, patient, and caregiver.
It will also mean for the less shrewd there will be enormous difficulties in using
constructively the power that the Internet bestows” (2001, p. 426)

The Web stands for an explosion of context-free information (Levi, 2001, p. 110), while
people prefer to understand the context in relation to their own emotions and beliefs
(Dervin in Case, 2012, p. 8). More information does not always lead to less uncertainty, on
the contrary, some people become “cyberchondriacs”, (Rosen, 2013, p. 170; Taylor, 2010;
White & Horvitz, 2008), “the unfounded escalation of concerns about common
symptomatology, based on the review of search results and literature on the Web” as White
and Horvitz defined the phenomenon. The imperfection of the Web health information may
lead to increased need for a doctor’s knowledge (Hartzband & Groopman, 2010, p. 1066) and
even to an increased demand for healthcare (Hsieh et al., 2016). While information could be
considered a “merit good [ltalics in original]”, which means “something perceived to be of
benefit to society generally” (Cullen, 2006, p. 18), it is not the case for everyone and in all
situations. Health information on the need for vaccination for example, can be beneficial for
citizens, information on “dubious health products” (Cullen, 2006, p. 19) can harm them.

Specialised information may be so technical, be so “esoteric” (Willis, 1989, p. 10), that it will
probably never be possible for a layman to acquire it fully (Walton, 1998, pp. 16-17), not
even for chronic patients as “expert patients” since “they live with their condition” (Shaw &
Baker, 2004, p. 724). The “vocabulary gap” between patients and providers remains an issue
(Zeng & Tse, 2006).
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Some health information on the Web is not always offered for free and is therefore not
available to everyone. An article in a biomedical publication is often even very expensive
(Topol, 2015, p. 26). Pew Research Center’s Internet & American Life Project reported in
2013 that 26% of the interviewed respondents “have been asked to pay for access to
something they wanted to see online” while seeking health information. Of these 26%, only
2% did pay and 83% looked for other information sources. 13% of those who were asked to
pay said that they “just gave up" and most of those respondents were from lower-income
households (Fox & Duggan, 2013, p. 17).

Moreover, the “overall readability” of public health information on the Web seems to be
poor (Risoldi Cochrane, Gregory & Wilson, 2012; Shedlosky-Shoemaker, Sturm, Saleem &
Kelly, 2009, p. 50), albeit this is also true for health-related materials in general (Institute of
Medicine, 2004, p. 7). The same goes for the presentation of the results of search engine
gueries: there is room for improvement (Harwell, Pentoney & Leroy, 2015, p. 168).

The amount of information available on the Web is still increasing (Johnson & Case, 2012, p.
19) and the more people gain access to cyberspace, the greater the amounts of information
circulated on web (Adams & Smith, 2015, p. 153; Jordan, 1999, p. 120). At the same time,
some health information cannot be found on the Web (Johnson & Case, 2012, p. 19; Topol,
2012, p. 51). In certain cases ignorance, uncertainty, disinformation and doubt are even
consciously produced and knowledge is purposefully removed (Galison, 2008; Michaels,
2008; Mintz, 2002; Proctor, 2008), not indexed (Cullen, 2006, p. 146) or restricted, for
example, for reasons of “intellectual property rights” (Cullen, 2006, p. 18), “censorship” or
“overprotection” (Levine, 2011, p. 252).

Also, the Web is a dynamic information source: links to information sites can be removed,
website addresses change and websites are created and disappearing all the time (Eriksen,
2001, p. 13) and at high “pace” (Mittman & Cain, 2001, p. 57). An important characteristic of
the “information-value” in the “information society” is indeed its “temporality” (Lash, 2002,
p. 144); a lot of Web information is “ephemeral” (Spira, 2011, p. 89). Change is the rule not
the exception. Eriksen points out that the increasing speed of the Internet evolves has side
effects: it “leads to simplification”, it “creates assembly line effects” (“quality requires time
and highly developed personal skills”), it “leads to a loss of precision”, it reduces the
attention span and it “is contagious” (Eriksen, 2001, p. 49). Due to the digital format of
information on the Internet, the form it adopts is in itself also highly varied and dynamic
(Cohen-Almagor, 2015, p. 36).

2.4.2.5.1.2 Hurdles related to the access to the Web

Technical access, as a result of different factors, is a basic condition to use the Web (Cullen,
2006, p. 7; Leaning, 2009, p. 147). In 2011, just over two-thirds of EU households owned a
computer (68%) ("E-Communications Households Survey," 2011, p. 45), in 2015, 85% of all
adults in Flanders possessed a computer (Studiedienst van de Vlaamse Regering, 2016, p.
322). Possessing a computer, however, is not equal to using it (Marién & Van Audenhove,
2010, p. 39) and there are different degrees of ICT usage (Marién & Van Audenhove, 2010, p.
27). There seems to be a difference between the “availability” of ICT and the “adoption” of it
(Meinrath, Losey & Lennett, 2013, p. 310). Of all Flemish adults possessing a computer, 19%
in 2015 stated they did not use it in the last quarter before the survey, 3% said they did it
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sporadically and 78% at least weekly (Studiedienst van de Vlaamse Regering, 2016).
Smartphones seem to be used increasingly often to seek health information (2011). In 2015,
60% of all Flemish adults had a smartphone (Studiedienst van de Vlaamse Regering, 2016, p.
322). Not more than 1% of them used a smartphone without having a computer which seems
to suggest that the smartphone currently does not (yet) help to neutralise the technical
obstacles to the Internet (Studiedienst van de Vlaamse Regering, 2016, p. 323). Imec
reported that in 2016, already 73.9% of the Flemings had a smartphone (Vanhaelewyn & De
Marez, 2017, p. 12). The Pew Research Center’s Internet & American Life Project in 2012
found that 85% of U.S. adults own a mobile phon , including 53% are smartphones (Fox &
Duggan, 2012). 31% appear to have used their phone to look for health information which is
a substantial increase compared to a national survey conducted in 2010, where 17% of
mobile phone owners had used their phones to look for health advice. Of the smartphone
owners, 52% seek health information on their phones compared to 6% of non-smartphone
owners.

Not everyone possesses the same level of access (Cited in Rice & Haythornthwaite, 2011, p.
94). In Belgium, 85% of the population have Internet access, in 2010 it was 77.8% ("Internet
World Stats: Usage and Population Statistics," 2015). In 2015, 81% of adults in
Flanders/Flemish adults had Internet access: 66% used mobile Internet (Studiedienst van de
Vlaamse Regering, 2016, p. 323). The number of Belgians with access is increasing but the
level of access may not be the same for everyone. Hudson identifies three levels of Internet
access (2011, p. 313). Level one stands for having “community access” for example, through
a library or post office. Level two is related to “institutional access” for example, through a
school or a hospital. Level three stands for “household access” which means Internet access
at home. These levels illustrate that having access may be relative.

Some people cannot afford a computer, a connection and a network (Curran, 2012, p. 14;
Hudson, 2011, p. 312; Jordan, 1999, p. 89), be it that the cost should not be overestimated in
developed countries (Jordan, 1999, p. 90). Not everyone has broadband at home (Meinrath
et al., 2013). Hardware and software are upgraded all the time and those without the means
to follow the upgrades could be excluded (Bhargava & Johnmar, 2013, p. 112; Shenk, 1997,
p. 85). Furthermore, hardware and software are “complexifying” all the time (Shenk, 1997, p.
279), sometimes technology has “recomplicating effects” (Tenner, 1997, p. 10).

The Web consists not only of written texts but also of various images, animations and video
clips. The availability of all this for the health information seeker also depends on the
bandwidth of his Internet connection. The bandwidth stands for the amount of information
that can be transmitted over a connection and thus, the speed at which the information is
transmitted. Does everyone have enough bandwidth to dispose of the “rich content”
(Mittman & Cain, 2001, p. 62) the Web offers? Research carried out in 2010 by the
Foundation Health On the Net found that the “Internet connection speed/download time”
was reported to be the third mentioned barrier to look for health information on the Web,
after “information quality” and “medical data privacy” (Pletneva, Cruchet, Simonet, Kajiwara
& Boyer, 2010). While the importance of this particular barrier decreases—it was the second
most important barrier in 2005—it remains an important one.
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Sometimes the usability of Internet tools fails. Developers do not always consider the role of
“culture, technological literacy, economics, and other factors that play in accelerating or
blunting user engagement — especially among the underserved” (Bhargava & Johnmar, 2013,
p. 122).

Finally, some people refrain from using the Internet. Research by the Pew Research Center
(Zickuhr, 2013, p. 2) concludes that 15% of Americans aged 18 and over do not use the
Internet or e-mail. Several reasons are mentioned, of which doubting or questioning the
relevance represents the largest group (34%). Some people also seem to resist the use of
new technologies, which is called “technophobia” (Shirlynn & Oskamp, 1990, p. 13). Others
decide to create “a utilisation gap” themselves: they have reached a saturation point and
have decided to withdraw from the “information society” (Johnson & Case, 2012, p. 143).
Using the Web seems to be also a matter of “attitude” (Cullen, 2006, p. 118), just as seeking
(health) information in general is.

This section cannot be closed without mentioning the existing digital divide that has to be
bridged. Such a divide clearly exists but the concept has evolved from being principally a
matter of having or not having access, to “a complex phenomenon with different dimensions
and layers” (Marién & Van Audenhove, 2010, p. 28) for which the term ‘digital divide’ has
become obsolete, as Marién and Van Audenhove state. Marién states that the more
comprehensive term “digital exclusion” captures the issue better than the term “digital
divide” (Marién, 2016, p. 30). It would seem, for example, that “digital disparities in accessing
health information sources” should be nuanced. Massey concluded from his analysis of “data
from 3 iterations of the Health Information National Trends Survey” carried out between
2008 and 2013 that part of those people without Web access still consider the Web as their
prior health information source, working through others to seek health information for them,
such as family or friends, or health professionals (2016, p. 122). Pew Research Center’s
Internet & American Life Project reported that in 2013, 39% of the interviewed American
adults stated that they looked for information related to someone else’s health or medical
situation and another 15% said they were looking both for themselves and for someone else
(Fox & Duggan, 2013, p. 3).

Nevertheless, the literature mentions a “second level divide” (Hargittai in Jan A.G.M. van
Dijk, 2013, p. 47; van Deursen & van Dijk, 2010, p. 908), and a “deepening divide” (van Dijk in
Jan A.G.M. van Dijk, 2013, p. 47). Both concepts stress the importance of “medium- and
content-related Internet skills” and usage next to motivation and physical access. Bhargava
and Johnmar mention a “Device Divide” and predict that it could broaden the coming years
(2013, p. 110). In addition, Zillien and Marr cite a French study mentioning “a double divide”:
those who would benefit the most from Web health information seem to be those who use it
the least (Renahy et al. in Zillien & Marr, 2013, p. 63). As Adams and Smith state: “Internet
access is becoming an issue of social equality” (2015, p. 142).

All these terms illustrate that digital exclusion is complex. Marién underlines the importance
of “the interaction between structural and person-related causes” and of “micro-, meso- and
macro-factors” (2016, p. 351) which is relevant related to the three levels on which the
resources of dependence have been situated in this dissertation.
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2.4.2.5.2 The hurdles related to health information seeking

It is a truism to state that looking for information requires literacy (Berland et al., 2001, p.
2612; Kozol, 1980). Some scholars endorse a “nonexceptionalist” view stating that the issues
related to health information seeking on the Web are common to all information sources
(Shepperd and Charnock in Cullen, 2006, p. 4). It is certainly true that some hurdles are Web
specific and others are not. Literacy is an example of a condition applicable to any
information seeking, be it printed or online. Literacy can be qualified in a generic sense here,
covering health literacy (including science literacy, civic literacy and cultural literacy), health
system literacy, Internet and ICT literacy, media literacy, financial literacy and information
seeking skills. Of course, these different forms of literacy may overlap with each other.

Some other types of hurdles can be identified beyond these different forms of literacy.

Possessing reading skills is considered only one aspect of literacy in general. Schonlau et al.
also identify “numeracy, oral (speaking), and aural (listening)” literacy skills (2011, p. 1046)
beside the ability to write. All four are necessary to optimise the use of the Web as a source
of health information. In the context of numeracy for example, it would seem that patients
and even doctors lack “statistical literacy” which is important to understand evidence and
estimate the risk of a treatment (Gigerenzer & Gray, 2011, p. 24; Johnson & Case, 2012, p.
11; Smith, Wolf & Wagner, 2010). Low literacy can contribute to an “understanding gap”
(Johnson & Case, 2012, p. 144). Research published in 2017 on Dutch health information
concluded that “almost 80% of the webpages were written on a reading level that is too
difficult for many people” (Meppelink, van Weert, Brosius & Smit, p. 2017). It must also be
noted that there seems to be no direct link between the highest educational grade level and
people’s literacy skills (Merriman et al. in Wright et al., 2008, p. 288).

In Flanders, in 2012, the figure for low literacy among Flemish citizens between 16 and 65
years of age has been estimated at 15%, which is more or less the same as in 1996
(Studiedienst van de Vlaamse Regering, 2016, p. 225). Improving literacy is hindered by the
shame and stigma associated with it (Institute of Medicine, 2004, p. 8).

Looking for health information on the Web also demands health literacy (Sparks & Villagran,
2010, pp. 11-12; Wright et al., 2008, pp. 287-289). Health literacy is close to literacy in
general and has been defined “as the ability to obtain, process, and understand basic
information and services needed to make appropriate decisions regarding health” (Parker &
Kreps, 2005, p. 81). Research carried out by the Université Catholique de Louvain in 2013
among 9,616 Belgians concluded that 58.7% of the respondents had a “sufficient”
competence in health literacy, 29.7% a “problematic” competence and 11.6% an
“insufficient” competence (Van den Broucke & Renwart, 2014, p. 11). The level of health
literacy competence decreases together with the level of schooling. That same study also
identified a link between the level of health literacy competence and health behaviour,
especially related to the consumption of healthy food, to physical activity and to drug
consumption. The study concludes that “the lack of knowledge about health does not affect
a small minority but a large part of the population” (Van den Broucke & Renwart, 2014, p.
20).

Is every health information seeker capable of distinguishing between facts, interpretation
and comments (Musschoot et al., 2008, p. 41) and of understanding and evaluating evidence
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(Feufel et al., 2011, p. 127)? Yet, health literacy is important since it would seem that there is
a positive link between health literacy interventions and treatment adherence (Miller, 2016,
p. 1085) and between lower health literacy with “negative health outcomes” (Crook et al.,
2016). Health literacy appears to also influence “self-management behaviour” (Wang et al.,
p. 1627). Low health literacy is probably not limited to the traditionally vulnerable groups of
the population: also people with adequate literacy skills may be confronted with low health
literacy (Institute of Medicine, 2004, p. 66). Zarcadoolas and Pleasant relate health literacy
also to science literacy (related to science and technology and to the scientific process), civic
literacy (related to the ability “to become aware of public issues and to be involved in the
decision-making process”) and cultural literacy (related “to the ability to recognise and use a
group’s collective beliefs, customs, worldviews, and social identities in order to interpret and
act on health information”) (2009, p. 305).

Related to health literacy there is also health system literacy or knowing how the healthcare
system works (Gigerenzer & Gray, 2011, p. 118). The healthcare system with its evolving
regulation is a complex and dynamic maze and it requires skills and/or guidance for a patient
to find his way into it.

Surfing the Web also requires Internet literacy and ICT literacy (Aspden & Katz, 2001, p. 104;
Cullen, 2006, p. 9; Shayo, Olfman, Iriberri & lIgbaria, 2007, p. 193) including “typing skills”
(Shayo et al., 2007, p. 193). Van Dijk even distinguishes six types of digital skills applied to
Internet skills (2013, p. 41) and Rheingold five forms of digital literacy as being “pre-
conditions for user empowerment on the Web” (Rheingold, 2012, p. 5). A telephone survey
commissioned by the “Gezinsbond” (Federation of Belgian families) and carried out in 2016,
with 1,015 Belgians, came to the conclusion that 20% were not capable of seeking and
finding information on the Web, that 20% could not send or receive an email, that 24% were
not able to read information on a news site and that 34% were not capable of comparing
prices online (2016).

It would also seem that possessing a computer or having Internet access does not exclude
ICT illiteracy (2016). In 2015, 36% of adult Flemings investigated by the Flemish government
suggested not having the skills to use the Internet as the reason for not having Internet
access at home (Studiedienst van de Vlaamse Regering, 2016, p. 322). It must be stressed
that using technology like ICT is not just a technical issue, but also an “adaptive” one: it
sometimes “require[s] people themselves to change” (Wachter, 2015, p. xiii).

Media literacy is also considered to be as important a form of literacy (Leaning, 2009, p. 148)
for patients as well as health professionals (Ludwig & Schott, 2011, p. 230). It is defined as
the ability “to know, to understand and to make media” (Segers & Bauwens, 2010, p. 19). A
patient needs the competence and skills to weight the health information he found on the
Web against the information he gathered through other media and information carriers.
Being able to judge the quality and reliance of online health information (Diviani, van den
Putte, Meppelink & van Weert, 2016, p. 1023) and critical thinking about media seems to be
an important aspect of decision making (Austin, Muldrow & Austin, 2016). Rheingold simply
calls it “online crap detection” (2012, p. 16). The Web offers health information but not
necessarily in the form of a “canned response” (Dervin in Case, 2012, p. 8). The ability to
receive a media product is thus is “a skilled accomplishment” (Thompson, 1995, p. 40). The

150



complexity of what it means to be media literate is illustrated by the description of what
media literate people should be able to do in the European Charter for Media Literacy.68

Media literacy takes on even greater importance for two reasons. In the first place, in today’s
information environment, people also seem to consult informal sources to gather
information (Dervin in Case, 2012, p. 8). In this context, it is striking that not all patients seem
“concerned about the potential limitations of inaccurate or irrelevant information” (Dolan et
al., 2004, p. 152) and that the sources of health information are often not checked
(Henwood, Wyatt, Hart & Smith, 2003, p. 605; Reuters, 2011). In the second place, some
scepticism seems justified with regard to the objectivity and accuracy of media reporting on
medicine and on healthcare interventions (Davies, 2009; Levi, 2001, p. x; Schwitzer, 2016, p.
271).

Media literacy becomes even more important knowing that less access to health media may
contribute to the relationship between low socioeconomic status and risk behaviours
(Ishikawa, Kondo, Kawachi & Viswanath, p. 1807). While further research is needed, the
relationship between socioeconomic status and risk behaviour could also be related to
“communication inequality”. This is defined as “differences among social classes in the
generation, manipulation, and distribution of information at the group level and differences
in access to and ability to take advantage of information at the individual level” (Viswanath in
Ishikawa et al., p. 1803).

When, based on (Web) information found and on a doctor’s advice, a patient has to consider
a certain treatment, he also has to take financial aspects into consideration. Therefore,
financial literacy may also be looked upon as a hurdle. The concept is defined as “the ability
to understand how money works in the world: how someone manages to earn or make it,
how that person manages it, how he/she invests it (turn it into more) and how that person
donates it to help others” (Giesler & Veresiu, 2014). Financial literacy does not hinder using
the Web as a health information source in itself, but not being able to take financial aspects
into account (as for example, the ability to estimate the affordability of a medical
intervention or treatment and to know if medical costs are covered by an insurance contract)
when discussing a possible treatment is a hurdle for Web health information to facilitate
healthcare decision-making. The relevance of financial literacy is again confirmed by recent
research carried out by KU Leuven demonstrating the vulnerability of people with low
financial literacy (Beckker, De Witte & Van Campenhout, 2018).

Furthermore, as the short discussion about how people seek health information (see section
2.4.2.3.2) also demonstrates, looking for health information is more than a matter of
“locating it”, it demands “information-seeking skills” (Hu et al., 2012, p. 975; Johnson &
Case, 2012, p. 16) and some lack these skills (Skopelja, Whipple & Richwine, 2008). Gobet
calls it “search expertise” (2016, p. 197). Getting the information (Kozol, 1980, p. 56) is an
intellectual, cognitive and emotional reflective process evolving from uncertainty to
understanding and thus requiring searching, selecting and interpretation skills (Murero et al.
in Josefsson, 2006, p. 129; Kuhlthau, 2004, p. 94). Josefsson mentions the information-
seeking model of Ellis who distinguishes six characteristics of information seeking: “starting”,
“chaining” (someone follows for example, “chains of citations”), “browsing” (seeking

% Site of EuroMedialiteracy http://euromedialiteracy.eu/charter.php?id=3 consulted on January 1, 2018.
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information “in an area of potential interest”), “differentiating”, “monitoring” and
“extracting” (Ellis in Josefsson, 2006, p. 130). Some research seems to indicate that the
information sought on the Web and that patients talked about with their GP during the
consultation was “less than somewhat accurate” (Rice & Katz, 2006, p. 168). Patients seem
not to consult “first-hand sources” often (Gaissmaier & Gigerenzer, 2011, p. 37). Moreover,
“having information” does not equal “being informed” (Case, 2012, p. 8).

Seeking health information requires attention while the Web is intrinsically focussed on
distraction (Carr, 2011, p. 173; Smithson in Johnson & Case, 2012, p. 20; Pariser, 2011) and
on “speed” and “acceleration” (Eriksen, 2001, p. 49). Attention could be called a “filter
condition” without which media have no effect (McQuail, 2005, p. 475). Crawford calls
attention a scarce resource in today’s “stimulus-driven” environment, eating away people’s
independent thinking, freedom (Crawford, 2015, p. 27) and autonomy (Schnitzler, 2017, p.
103). More multitasking does not really contribute to increasing the attention span (Eriksen,
2001, p. 86). The skill to seek information becomes even more important when knowing how
the Web directs us ever more pertinently towards the filtered information it decided we
want or not (Hillis et al., 2013, p. 19; Pariser, 2011, p. 82) and it considers relevant (Hillis et
al., 2013, p. 60). It needs an effort to break out of “one’s own information prison” (Shenk,
1997, p. 126) built up by the filters. But people are sometimes focussed on doing the “least
effort” (Johnson & Case, 2012, p. 165).

Furthermore, the queries via these search engines are often “cursory” (Peterson in Duffy &
Thorson, 2009, p. 99), general and unprecise which makes a search even less effective
(Harwell et al., 2015, p. 167). Not everyone can differentiate “paid search from organic
results” (Hillis et al., 2013, p. 42).

Moreover, the process of seeking health information is even more complex since health
information sources are “decentralized” (Napoli, 2001, p. 81): the Web is only one of the
health information sources available (to be) consulted by a patient (Ramsey, Corsini, Peters &
Eckert, 2017, p. 1640), albeit that it gains in “reliance” compared to traditional media (Duffy
& Thorson, 2009, p. 98). While the number of digital sources is quickly increasing (Hagglund,
Shigaki & McCall, 2009, p. 418), even before the existence of the Internet, patients used a
variety of sources to seek health information (Snelders & Meijman, 2009, p. 69). Seeking
health information could, therefore, be considered “cross-source engagement” (Nagler et al.
in Johnson & Case, 2012, p. 30), which means that the information is obtained through a
combination of sources. Today’s digital health information seeker has to be an “information
manager” (Seckin, 2010, p. 39). Seeking health information is a combination of different
“channels”, “sources” and “messages”. A channel is defined as “an information transmission
channel” (Goldenson in Johnson & Case, 2012, p. 32), a source as “an individual or an
institution that originates a message” (Rogers & Shoemaker in Johnson & Case, 2012, p. 33)
and a message as “words, symbols, or signals used to transmit a particular content
emanating from a particular source within a particular channel”. The number and types of
channels and sources are extensive: mass media, social networks, intermediaries,
organisations (libraries, hospitals, etc.), telephone and referral services, interactive software
for health interventions, the Web, caregivers (doctors, nurses, etc.), etc (Johnson & Case,
2012, p. 64). The Web and the doctor have become only two information sources among
many, all having different features such as different levels of “personal dynamism,
trustworthiness, and credibility” (Johnson & Case, 2012, p. 33).
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It has already been highlighted in section 2.4.2.3.2, how seeking health information is a
complex process. People do not always seek (health) information in a rational way, there is
evidence that they may show different forms of “reasoning failure” (Le Grand & New, 2015,
p. 82). Daniel Kahneman exposed a huge number of aspects of fallible thinking by people in
general as well as experts in his book “Thinking, Fast and Slow” (2013). People, for example,
tend to look for information confirming their own opinions and even to avoid divergent
information (Case, 2012, p. 109). “Cognitive dissonance theory” explains how a person
confronted with information about his own irrational or immoral behaviour often
unconsciously solves the cognitive conflict by adopting a mindset that neutralises the conflict
(Aronson et al., 2013, p. 176). People are also influenced by “framing”, they tend to
overestimate or underestimate the effectiveness of medical treatments or medical risks and
sometimes to develop an “illusion of certainty” (Johnson & Case, 2012, p. 12). And even if
someone’s health information search is rational, decision-making based on that information
often is not (Johnson & Case, 2012, p. 129).

The most used language on the Web is English (Hardey, 2003, p. 216), and language is, of
course, a key element in literacy; scientific journals are mostly in English (Feufel et al., 2011,
p. 128). But “most people can speak only one language” (Curran, 2012, p. 9) and have
therefore, no access to many information sources (Jorden cited in Hardey, 2003, p. 216).
Although there are Web translation possibilities such as ‘Google translations’ proffering a
solution (Cullen, 2006, p. 199), they are not faultless translators.

It must also be stressed that, while the Web has the potential to be a health information
source, people seem to use the Internet more for entertainment than for informational gain
(Althaus and Tewksbury ; Shah, Kwak and Holbert cited in Fenton, 2012, p. 126; Papacharissi,
2010, p. 20). The fact that the Internet is available as a source of health information does not
guarantee that it is used for that purpose (Tustin, 2010, p. 14; Wright et al., 2008, p. 157).
The “Uses and Gratifications Approach” can be referred to when stating that people use
media based on their needs (Wright et al., 2008, p. 181). These are much more varied and
diverse than just seeking information. Information is only one of these needs along with
“relaxation, companionship, diversion or ‘escape’” (McQuail, 2005, p. 423). In the same line
of reasoning, the theories of “bounded rationality” and “confirmation bias” object against
“the notion that people indiscriminately seek information” (Smithson, 2008, p. 219). Some
patients even accept ignorance (Johnson & Case, 2012, p. 126) as an “active construct”
(Proctor, 2008, p. 3). The Belgian Law on Patient Rights explicitly mentions the right to not
know (Goffin & Briel, 2012, p. 46).

The determination of how an “incompetent” person is defined is difficult and complex, but
nevertheless some people may be considered incompetent by the lack of “the capacity for
understanding and communication, and the capacity for reasoning and deliberation”
(Buchanan & Brock, 1995, p. 23). Moreover, when people are ill, they may lack “the ability to
attend or think clearly” (Cullen, 2006, p. 139; Manson & O'Neill, 2007, p. 30).

There also is a difference between acquiring health information and what people do with it.
The fact that people browse the Web for health information for example, does not mean
that they always mention it to their doctor during the consultation (LauMa communication,
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2013, p. 13; Rice & Katz, 2006, p. 156). Moreover, Rice and Katz state that the “research
literature overwhelmingly indicates that the increase in patient health-seeking behaviour
does not necessarily lead to patients desiring to replace or challenge their physician” (2006,
p. 160). It is suggested that “the situation” can exert great influence on people’s behaviour
(Blass, 1991, p. 409). Therefore, “it is important to separate knowledge from action” (Webb,
2003, p. 227). The Web is like a library or a kind of “garage as a storage and retrieval system
for transportation”. It stores information but “Someone has to do it. /It does not do anything
[Italics in original]” (Foerster, 1980, p. 19) : it is “a powerful tool for people to use” (Dyson,
1997, p. 35). The difference between the intentions and the effects of human agency must
be underlined (Bandura, 1997, p. 3): empowerment can be the purpose, it is not necessarily
the outcome. Agency requires “civic participation” skills and the study of young people’s civic
participation through the Web, for example, demonstrates that the Web in itself mainly
mobilises youth “who were already engaged and skilled in civic participation”. Their
participation was influenced by “social class” (Banaji & Buckingham, 2013; Hargittai, 2010).

Finally, it should not be forgotten that effective care is context-specific (Weed & Weed,
2013, p. 5) and that each patient is unique (Weed & Weed, 2013, p. 178). Contrary to the
trend towards the commodification of health stands the view that healthcare “resists
commodification” (Lown, 2007, p. 44). Whatever health information is found through the
Web, it will always have to be checked within the context and situation of each individual
patient and will often need expert knowledge to do so (Rees in Cullen, 2006, p. 38). Research
carried out by Tang and Lee indicates that “E-Health Seekers” still need “interpersonal
sources to verify information” (2006) “for making appropriate choices” (Seckin, 2010, p. 40).
This even seems to be recognised by Google, the most popular search engine today. While
search engines such as Google seem to have the ambition to offer not just health
information to patients, but also suggestions of diagnoses, Google confirms that replacing
doctors is not the objective and that the opinion of an expert will remain necessary to make
a diagnosis (Sinnaeve, 2016). While it can be assumed that Google by this statement wants to
protect itself against legal claims, it confirms the finding of studies which conclude that
health professionals remain the primary source for health information (Dolan et al., 2004, p.
151).

2.4.3 Conclusion on the Web

The Internet can be a vehicle for “democratic civic or political aims” (Banaji & Buckingham,
2013, p. 159) as well as “a powerful vehicle” for “the dissemination of hate speech”. So can
the Web be a source of health information offering opportunities for patients and caregivers
as well as an information source creating uncertainty, confusion and disinformation. The
Web as an almost inexhaustible and highly dynamic source of health information can be
considered a potential lever for patient empowerment, but whether it realises that potential
depends to a large extent on a variety of patient’s skills to use it for that purpose. Finding the
appropriate and correct health information, interpreting it correctly and “using” it to the
patient’s advantage is not self-evident due to, amongst other reasons, the Web’s traits as a
source of (health) information and the way people seek health information and use it. The
Web offers data and information and a patient has to be able to convert the health
information into health knowledge, with or without the doctor’s support.
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The Web is an almost inexhaustible and still expanding source of health information and
more and more people—patients as well as doctors—are consulting it for health information.
But not everyone wants and has access to the Internet and the Web and the level of access
differs from person to person. Special attention has therefore to be paid to the most
vulnerable among us, since the Internet has the tendency to favour those who are already
privileged (Zillien & Marr, 2013, p. 64) and could therefore increase the “digital exclusion”
instead of decreasing it. Future research should analyse why people who have Internet
access yet do not use its full potential “from a user perspective” and not merely centred on
technology (Bonfadelli, 2002, p. 81).

The finding that an increasing number of people are using the Web for health information
should not in all cases be interpreted as a sign of distrust towards doctors. In principle, the
Web is an information tool that is easily accessible everywhere and anytime and its usage
has become part of our “media behaviours” (Duffy & Thorson, 2009, p. 96). The Web is only
one click away and the Internet in Western European countries has simply been integrated
within daily life. Moreover, research on health information seeking prior to a doctor’s
consultation and the questions arising out of it suggests that this is more an expression of the
patient’s desire for shared-decision-making than of low trust in the doctor (Hu et al., 2012, p.
975). Indeed, where the doctor’s resource “information” is concerned, he does not have the
monopoly over it anymore and has become one of today’s information sources that a patient
consults, be it a source with specific attributes. Just as any citizen, more and more patients
today want to consider an issue from all possible angles before or after discussing it with an
expert—and that is still the doctor—and before taking a decision about a treatment. The tool
that they are using increasingly and that is easy, cheap and flexible is the Web. It should
come as no surprise that online patients would seem to be less passive (Stroh in Rice, 2001,
p. 21). On the other hand, seeking health information on the Web and the uncertainty it
eventually entails can stimulate the patient’s demand for medication or treatment and
thereby increase his dependence on the medical profession (Goldhill, 2013, p. 272).

2.5 Summary of the literature review and hypothesis

The central problem statement led to three research questions related to the balance of
power in the patient-GP relationship: what is the power base of the patient-GP relationship,
what is the role of (health) information in the power balance and what is the role of Web
health information in the power balance?

The theoretical analysis derived from these questions can lead to the following six MAIN KEY
CONCLUSIONS to be verified through empirical research. Together they constitute the
hypothesis.

FIrsTLY, the analysis of the power balance between patient and GP has not been based on the
traditional definition of power linked to power as coercion, but on power as the result of the
dependence on one or more resources. Indeed, to analyse the power balance between
patient and GP, this study turned to the definition of power as formulated within the
“resource dependency theory”. This theory is not often used in the literature on power and
hardly even applied to the patient-GP relationship. Hence it has been possible to consider
the power balance between patient and GP from an angle that allows new insights.
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In the resource dependency theory, actor A gains “resource power” due to the dependence
of actor B on one or more resources which actor A posesses. It is the dependence that is the
power base and the more valuable and scarce a resource attributed to actor A and that an
actor B needs, the more dependent actor B becomes on the resource of actor A. The
dependent actor B has ways to resist the dependence and it may be that he considers the
cost of being dependent too high and decides to disregard the resource. The exertion of
“resource power” by actor A can come with a cost to actor A too.

A relationship between two actors is a matter of “balancing operations” that is highly
dynamic and differs from situation to situation. Often a relationship between two actors is a
matter of mutual dependence and the relationship is at its best if the mutual dependence is
balanced and the relationship becomes symmetric. To achieve this, both actors have to be
aware of their mutual dependence and thus, “resource power” and must have the ambition
to give all possibilities to the relationship by trying to decrease the dependence or feeling of
dependence of the other actor as much as possible.

The resource dependency theory is not unique to the patient-GP relationship or to
healthcare. It is even applicable to other relationships, as for example, between a citizen
building a house and his architect or as a car owner with his garage. In each of these
situations, the relationship between the actors is characterised by mutual dependence. The
main difference between these common relationships and the patient-GP relationship is
that, certainly in case of a patient with a serious disease, the patient starts off in the weakest
position because he needs help and may be vulnerable.

The classic definitions of power have not been rejected in this study since there are
situations in the patient-GP when coercion does arise. Verbal or physical aggression and
undesirable sexual behaviour towards GPs are an example (Caerels, 2017; Nazionale &
Zanella, 2017). In 2017, the Belgian Federal government even published a brochure with tips
for GPs on how to protect themselves against aggression (Mayeur). While according to the
“Orde der Artsen” (Order of Physicians), the number of aggressions against doctors is
growing®, they are still the exception, and this study articulates the need for a perspective
on power that suited the average patient-GP relationship better.

The theoretical framework of the resource dependency theory has been applied to the
patient-GP relationship and it has been mentioned that different factors may increase the
dependence of a patient on one or more resources of the GP. In the relationship, direct
“strengthening factors”—uncertainty, perceived risk, perceived severity and trust—as well as
indirect ones have been identified—the “legitimate authority” and “charisma” of an actor.

The resources on which patient and GP depend have been mapped on the macro-, meso-
and micro-level, which provided a clear view on the power base of the patient-GP
relationship. Several dependencies on the different levels are interfering with each other. On
the macro-level the dependencies of citizens in general have been mapped. On the meso-
level the focus was on the dependencies of patients and GPs in healthcare in general, and on
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the micro-level dependencies in the interpersonal relationship were reviewed. It became
clear that on the micro-level, the patient and the GP both also depend on resources on the
meso- and macro-level on which they, as individuals, can exert little or no influence.

On the three levels also, the forms of resistance of both the patient and the GP against their
dependencies have been mapped. Indeed, it has been ascertained that losing control and
autonomy is felt as unpleasant and even as unhealthy (not by all but many people) and that
people try through resistance to regain control over their lives. The same evidently goes for a
patient. While he inevitably depends on different resources available to his GP, he should not
be considered as passive. He is able to actively resist—for example, through advocacy groups
representing patients—or resist in a more symbolic way by “micro expressions” of resistance,
for example, by communicating his distrust or dissatisfaction through the means he has at his
disposal, for example, through the Web.

A Belgian patient has the legal right to change doctors. This allows him to be less dependent
on the resources of one specific doctor or GP. But if he wants a certified medical treatment,
prescribed medication or sick leave, he will not be able to go around the medical profession.
Moreover, a patient is in need and in some situations vulnerable, which may decrease his
resistance (Keirse, 2012, p. 113). It may also be that the long term relationship with the GP
created affection, attachment and/or trust for and in the doctor, which also may create or
strengthen the patient’s dependence. But a doctor also needs patients for financial reasons
and to set a correct diagnosis and propose the most suited treatment, he needs his patient’s
information. Patient and GP need each other’s resources and thus, need each other. They are
interdependent ; they both have power (Haug & Lavin, 1983, p. 39).

The description of the power relations though the dependencies of patient and GP on the
macro-, meso- and micro-level and the confirmation of mutual dependencies brings a
description of “resource power” close to how Foucault described in his “Geschiedenis van de
seksualiteit” (History of Sexuality) (1984, p. 94). “Resource power” is highly dynamic, it may
change and evolve from situation to situation, not always be palpable or visible, depends on
context, and continuously moves horizontally as well as vertically through society. “Power is
everywhere” (Foucault, 1984, p. 94) and the exertion of “resource power” often creates
resistance and in its turn the exertion of power. Resistance also exists everywhere and in
different forms.

For reasons of clarity, “resource power” has been distinguished from the concept
“influence”. Influence is also important in the patient-GP relationship. Influencing someone is
changing an actor’s perception of a situation by means of communication. Exercising
influence is reasoning and building and exchanging arguments. A GP may cite such
convincing reasons that a patient changes his view on things and, for example, accepts a
certain treatment. If he does, he has been influenced.

The conceptual model in Figure 24 on the next page illustrates the basic ingredients of
“resource power” in the patient-GP relationship.
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Figure 24: Conceptual model of “resource power” in the patient-GP
relationship

SEconDLY, when discussing the patient’s symbolic resistance against his dependencies, this
literature review has described different societal trends also influencing the patient’s
behaviour as, for example, consumerism, egalitarianism, participation, post-Fordism, the
declining trust of citizens in science, expert systems and experts, hierarchy and—more
specifically related to healthcare—the commaodification of health. “Power over” also draws
upon the feeling some people have about the “superiority” and “omniscience” of others,
such as doctors (French, 1985, p. 766). Experts continue to play an important role in society
and healthcare but the extension of their expertise to the life context and the values of the
patient has become less obvious. Maybe it is due time to update the Milgram experiment
and to see if in 2018 people are indeed still as sensitive to “authoritarianism” (Milgram,
2009, p. 179). In sum, these trends let us assume that the influence of the strengthening
factor “legitimate authority” is decreasing.

These trends, while not confined to healthcare, are also relevant because they help to
explain why being dependent does not equal passivity and sometimes can lead to more vocal
patients. Patients no longer accept enduring their dependence anymore, they want “to
participate in the terms of their own dependency”, as Sennett puts it (2003, p. 178). While
patients try to become freer from their dependencies, medicalisation and commodification
of their body and mind tends to make them more dependent. At the same time, it would
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seem that GPs too are becoming less dependent on their patients by organising themselves
differently, for example, in group practices.

The trends also indicate that some patients consider healthcare a market in which they can
behave as consumers. It has been established that this may be reflective of the spirit of the
times we live in, but that it is not necessarily to the advantage of patients themselves.

THIRDLY, one of the resources of the GP a patient depends on is “information”. Information is
part of the “body of knowledge” that characterises the medical profession and that has been
mentioned as a resource of dependence for the patient on the meso-level. On the micro-
level however—in the patient-GP relationship—the same resource is also apparent. Indeed, a
patient needs his GP’s information and knowledge to be diagnosed correctly and to get the
most suited treatment proposed. The finding that citizens in society have less faith in the
omnipotence of science does not prevent a sick person from needing the expertise of the
doctor, certainly if he is confronted with a serious disease.

Due to the Web, patients more than ever are enabled to look for health information
themselves and the importance should not be underestimated. Indeed, being informed is for
a patient the first and basic step towards his adherence to a treatment or even his cure.
Moreover, for the doctor informing a patient is a way to show that he considers his patient
an equal human being. It is the basis of the patient’s confidence, trust and self-efficacy.
Nevertheless, a patient still needs a doctor to convert that information to a personalised
diagnosis and treatment taking into account the situation and context of each individual
patient.

This is because a doctor does not just posess information but also of knowledge that he
acquired during his education, training and years of experience and of the personal
knowledge he may have built up about his patient. To clarify this point, the difference
between data, information and knowledge has been explained and it has been underlined
that the GP’s knowledge also contains know-how, equal to “ability knowledge”: the doctor is
supposed to not just know, but also to know what to do. This distinguishes the doctor’s
knowledge from the knowledge a patient may develop. Indeed, a chronic patient, for
example, may develop knowledge about his disease and treatment because he lives it. The
knowledge of this kind of “expert patient” is very valuable, but has other traits than the
doctor’s knowledge and does not make the doctor’'s knowledge needless. Moreover,
knowledge is not “zero-sum”: it is not because a patient acquires 10% more knowledge, that
the doctor’s knowledge decreases with 10%. The expertise of the doctor remains essential
for a patient in a critical situation. Combining knowledge of patient and GP creates
knowledge with more added value. And offering added value is what is supposed to be the
role of a doctor (Vallancien, 2015).

FOURTHLY, it is clear from the analysis that “information” is only one resource on which a
patient depends. He depends on many resources available to the GP and a distinction has
been made between stable and dynamic ones. The license to label someone as ill and that to
assign the sick role have, for example, been called stable resources of dependence: they are
inherent to the medical profession as a whole and changing GPs will not change the patient’s
dependence on doctors in general. Information is an important resource on which the
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patient as well as the GP mutually depend. The doctor needs the patient’s information for his
“anamnesis”. Without the patient’s information, setting a diagnosis and proposing a
treatment for a doctor would be much more difficult if not impossible. The resource
“information” has been labelled a “dynamic” resource. In a situation of uncertainty,
perceived risk, perceived severity and trust the patient’s dependence on that resource may
be very high, certainly in a situation where the patient is really in need, helpless and is in
need of scarce expertise. The more the information is valuable and scarce, the more a
patient becomes dependent on the resource “information” of one specific expert and the
less other information tools—as the Web—are able to replace the expert’s information.
Moreover, the Web is an unstructured health information source, making no distinction
between valuable and correct health information and false, incorrect and commercial
information; the distinction between both has to be made by the one searching the Web. It
means that in a situation of high uncertainty, Web searches can lead to even more
uncertainty, more worries and less meaning. Furthermore, uncertainty is inherent to
healthcare (Michaels, 2008, p. 91), even with a wealth of information.

Besides the given that the resource “information” is an extremely dynamic resource of
dependence, it has to be underlined—again—that it seems to be only one of the many
resources on which a patient depends. Even in a situation where a patient would succeed in
acquiring all information needed without therefore calling upon a doctor which would make
him independent from the doctor’s resource “information”, it does not make that patient
independent from the other resources of a doctor he depends on. He will, for example, still
need the doctor’s license to label. Independence from the doctor’s resource information
alone does not create a patient’s total independence from his doctor. Those who state that
the Web as a source of health information shifts the power balance between patient and GP
to the patient overlook the reality that “resource power” in the patient-doctor relationship is
a complex and multi-layered concept. To realise a power shift, much more has to be done
than simply giving patients access to health information, through the Web or other means.

FIFTHLY, since “information” is only one source of dependence of the patient, to achieve a
power balance between patient and GP in equilibrium, the other resources of dependence
have to be taken into account too. However, it is an illusion to believe that a patient can be
independent from all resources of dependence and, therefore, the concept “communication”
has to weigh in. On the one hand, through communication, the dependence on certain
resources can be diminished. The resource “information” is a good example. By
communicating in a clear, plain, complete and tailor-made way to the patient, the GP can
decrease the patient’s dependence on his resource information. On the other hand, through
communication the feeling of dependence on certain resources can be decreased. As said, a
patient will always remain dependent on the resource license to label of the doctor. But the
communication style of the doctor can make that dependence more or less sensitive for the
patient. Since being dependent and (the feeling of) losing autonomy is unpleasant and may
even be unhealthy for patients, a doctor can strive to take his approach one step further and
strive for patient empowerment. He then tries to transfer control over to the patient’s
healthcare as much as possible and as much as a patient requests or at least, when real
control is not possible, support the patient as much as possible by strengthening his feeling
of control. By how he informs and communicates with his patient, he will support the patient
in coping with the disease and the treatment, support him into taking responsibility and give
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him the feeling that he is capable. For this, the GP must be aware of the circumstance that a
patient is dependent on one or more of his resources and thus, that he has “resource
power”. If not, he will not feel the need to try to give a patient a feeling of independence.

Thus, communication in this context has four means or usages: 1) to inform and create
knowledge, 2) to influence, 3) to exercise power and 4) to empower. Each of these usages
leads to a different communication approach as illustrated in the conceptual model below
(see Figure 25 below).

L. Communication
Communication as means

approaches
To inform and create Sharing information,
knowledge knowledge & experience

Creating intrinsic
To influence ~===--- motivation by sharing
arguments

Shared decision-making

Supporting & strengthening
the patient’s self-efficacy

To empower ~  —=====-

Figure 25: Conceptual model of use of communication and linked
communication approaches

The four communication approaches have been described which were distilled from four
usages of communication. While during a consultation between a patient and a GP, these
communication approaches may be used interchangeably, this conceptual model may help
to create awareness of the objective to be reached by each approach. They indeed allow
communication as a more precise means.

Exercising power is one of the means of communication mentioned and is of course, one not
to be applied; it goes against today’s societal trends mentioned before. If Foucault is right
that power always entails resistance (1984, p. 96) and knowing that not all patients are
passive, it is clear that the patient-GP relationship does not benefit from the exertion of
power and that a doctor exercising it will not be able to do so without a counterreaction
from the affected patient or his environment. The exertion of the power can come with a
“cost”, one of the two factors mentioned weakening the dependence (see 2.2.3.4). It is an
illusion to think that today’s citizens accept power without resistance (Lukes, 2005, pp. 124-
144).

The patient and GP have to focus on their relationship. A patient behaving as a consumer
(Callens, Leire, Boddez, et al., 2015, p. 173) stressing that he knows his (patient) rights and
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with the arrogance of a king claiming a specific treatment, displaying his will or potential to
exercise power, will steer the patient-GP relationship into a relationship of power instead of
one between partners with the mutual respect and trust needed to enable a satisfactory
communication process (Slovic, 2000, p. 319). The same goes for the GP behaving in an
authoritarian way by saying to the patient that he should comply with the GP’s expectations
because the GP is the expert and therefore, the treatment he prescribed should be closely
executed. They both steer the patient-GP relationship from a communication mode into a
power mode. As Freire states: “[a] dialogical encounter cannot take place between
antagonists” (1996, p. 110). Whoever sets the relationship in a power mode—the patient or
the GP —will provoke resistance.

It should not be forgotten where the relationship between a patient and a GP begins: a
person is to a lesser or greater extent in need and vulnerable, the patient’s “equilibrium” is
disturbed. The patient’s legal rights could be considered a line of defence to resist when the
GP shifts the relationship to the power mode. But the power mode also works to the GP’s
disadvantage since it shifts the focus from the relationship itself and its objective—caring for
the patient—to the power dynamics of the relationship. In the end, the power relationship
seems to benefit neither of them. Since a patient seems to be more dependent on the
resources of his GP than vice versa, a power mode will probably lead to a relationship which
puts the patient at a disadvantage, even if the Belgian patient has legal rights to lean on.
Patient and GP are better off when the patient-GP relationship remains in the
communication mode which means focussing on informing and empowering each other.
“Sharing power and responsibility” is a characteristic of “patient-centred” care (Mead &
Bower, 2000, p. 1089) and the result may be a “’win-win’ situation” (Clegg, 1989, p. 232). The
GP then supports the patient in coping with his disease and treatment, taking responsibility
and making his own choices. The patient is keen to be informed and to understand, he gives
informed consent after both the patient and GP have shared all treatment options and the
patient adheres to the commonly agreed treatment. The patient’s and GP’s legal rights could
be considered protective tools when the relationship moves into the power mode. The
patient’s and GP’s rights exist and are important but an “adversarial language of rights” has
no place in a patient-GP relationship focussed on consensus (Flathman, 1982, p. 109).

Dependence on one or more resources creates “resource power” but there is a difference
between holding the “resource power” and exercising it (Scott, 2006, p. 4). The dependence
creates a “capacity” (Scott, 2006, p. 5), an ability to exercise power. Patient as well as GP can
decide not to move to the power mode and stick to communication and patient
empowerment. This illustrates that indeed “resource power” can also be “productive”. Being
dependent or possessing power in itself is not negative—total independence does not exist—
the question is what actors do with the power they possess. It also illustrates that possessing
power is an opportunity. If patient and GP are well aware of their mutual dependence, they
may be motivated to give the relationship its all.

Since a patient is dependent on a variety of resources on different levels (micro, meso,
macro) it will not be possible for a GP to neutralise all of the patient’s dependencies, even if
he tries to. The patient, for example, remains dependent on bureaucracy and the financial
means assigned to healthcare by governments. This analysis confirms the literature
establishing that empowerment cannot be fully achieved within the patient-GP relationship
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alone since people’s health is also “governed by the physical, social, cultural and economic
environments in which we live and work” (Tones, 1998, p. 59). A hospital, for example, has to
also develop a patient empowerment attitude and behaviour. The Web as a source of health
information cannot change this significantly. The testimony of Harry, an elderly internist who
became a patient in Klitzman’s “When doctors become patients” speaks volumes:

“It’s the great failing of most physicians: they are controlling people. But to be a good
patient [Italics in original], and get the best care, you have to say, “I'm the doormat.
You can do what you want,” and not second-guess” (2008, p. 42).

The ambition to empower individual patients should not make us overlook the “larger social
inequalities” (Roberts, 2010, p. 69) ; “powerless people [...] are more likely to appease and
conform to others” (Guinote & Lammers, 2017, p. 192). Patient empowerment on the micro-
level is important since it sets the tone but “individual doctors are cut off from the socially
transforming scope of their interventions” (Beck, 2010, p. 212). Nevertheless, while working
on micro-level, a doctor should bear the meso- and macro-levels in mind. On a societal level,
the key to patient empowerment is a society supporting and even stimulating the
empowerment of its citizens.

SIXTHLY, then there is the Web as a source of health information. What preceded made clear
that the Web as a source of health information is mainly directly related to only one of the
resources of dependence of a patient, namely information. The chapter with the literature
review on the Web clarified that its mere existence does not achieve anything. It has been
called a kind of “garage” that stores information but “Someone has to do it. /t does not do
anything [Italics in original]” (Foerster, 1980, p. 19). The Web is valuable as a source of health
information but merely represents a potential. As Hamelinck puts it: “empowerment cannot
be passively enjoyed, but has to be actively achieved and guarded” (Hamelink, 1995, p. 12).

Yes, the Web as a source of health information is one of the tools at the disposal of a patient
to become informed and more and more people use the Web to seek health information. If a
patient seeks information in an efficient way, the Web has the potential to narrow the
information gap between patient and GP and this is an important and positive
accomplishment. But it will be very difficult or even impossible to bridge the knowledge gap
for the reasons mentioned before. Nevertheless, for those patients with Web access and
knowing how to seek and judge health information, the Web is a possible tool to gain (a
feeling of) “informational control” (Haug & Lavin, 1983) by checking a GP’s information and
knowledge. It may have an empowering effect related to the resource information and
increase the patient’s capacity to influence the GP. When a patient is uninformed and the GP
is informed, influence becomes one-way traffic: the GP has the informational basis to
influence his patient. An uninformed patient has no way to resist that influence with his own
information. The Web thus supports his potential to influence his GP. It also increases the
patient’s feeling of controlling his GP. The Web has a kind of “driving effect”: it does not
neutralise the patient’s dependence on the GP’s resource knowledge but can create a feeling
of independence since the GP’s information should not to be taken for granted anymore.
This was never the case but the Web facilitates the verification of information. Thanks to the
Web, a doctor has become only one of the information sources for a patient, albeit that the
brief overview of eight different types of information illustrate that not every type of health
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information is as easy to find on the Web. The features of the Web as a source of (health)
information itself as those of how people seek (health) information illustrated that the use of
the Web as a source of health information is conditional and that the most vulnerable among
us are most at risk of not being able to exploit the Web’s potential.

Let us, to end this conclusion of the literature review, summarise the hypothesis related to
the central problem statement: “Power to the patient? Studying the power balance between
patient and general practitioner (GP) in relation to Web health information".

THE HYPOTHESIS is that health information retrieved on the Web does not fundamentally
change the power balance between the patient and GP. The analysis of the mutual
dependencies on resources of patient and GP (on the micro-, meso- and macro-level) leads
to the conclusion that, despite the existence and the use of Web health information, the
power balance between the patient and the GP remains imbalanced. Indeed, the patient
needs more and in some situations more valuable and rare resources in the GP’s domain
than vice versa, certainly if the patient is confronted with a severe illness and is vulnerable.
The power relationship between patient and GP is highly dynamic and the power balance
may change situation by situation. The GP has the knowledge and ability to convert the
information on symptoms into a possible diagnosis and treatment, attributes for which the
Web today offers no replacement and on which a patient still depends. The Web offers
health information and patients having the requested skills are able to challenge the GP’s
information and increase their influence during the consultation. An “equalization tendency”
between experts and lay people (Beck, 2010, p. 165) can thus be ascertained but only related
to the resource of dependence “information”. However, information does not equal
knowledge and the patient remains dependent on other resources of dependence available
to the GP, some of which are “stable”. The Web does not seem to be the “knowledge
leveller” (Hardey, 2003, p. 214; Snelders & Meijman, 2009, p. 13) some have hoped for.
Moreover, patient empowerment is not achieved on the micro-level alone. Patient and
doctor play key roles in patient empowerment but they are not the only ones. If patient
empowerment has to be achieved, the Web as a source of health information is a useful tool
to support it but not a miracle solution

Let us now move to the empirical part. The study’s own research will allow to confirm,
nuance or contradict the theoretical framework and the hypothesis.
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