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Abstract

Information access and distribution are growing and the ways in which this
information and knowledge democratisation occurs are many, scattered
and diverse. Individual health, and its daily management, never involved as
much information as nowadays.

The aims of this paper are: to identify and characterise the role of daily
information and communication practices for health individual management
in Portugal and to identify and characterise some trends on a global scale
of the Internet use for health purpose.

Considering all Internet activities within WIP database 2007, cluster
analysis was carried out to define an e-readiness index to the Network
Society. Citizens who have more probability to be in worse health status
due to their age are those who have also more probability to be less e-
readiness or even dropped out of the Internet.

Parallel to the “informed patient” concept, we must consider also in our
approaches the “generation divide” and the “e-readiness divide” concepts

associated with health.

1. Health and Media in the Information Era

Modern societies are characterised, amongst other features, for having a high
information diffusion and circulation. Information access and distribution are growing
and the ways in which this information and knowledge democratisation occurs are

many, scattered and diverse.

Simultaneously, our societies are places where relationships and interconnections
between people, and between these and institutions, organisations and various
systems are also diverse, intense, and complex, proceeding mostly from information
and communication technologies evolution and its penetration in individuals everyday

lives.
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Manuel Castells (2003a) focus our attention on the main relevance that information and
communication technologies represent in modern western societies, related not only to
technologic transformations, but to social organisation and fundamental structural
changes in societies. Those technologies “connect” the world and shape, what Castells
calls, the “network society”. Images, sounds, wealth and power flow through ICT’s; they
are dynamic and are at the base of the information and knowledge flow, making a new
society model emerge. A new model, where generating, processing and transmitting
information becomes fundamental both for productivity and power sources. Information
and communication technologies and the networks they generate, reveal the
globalization process trends and also a reconfiguration of time and space. Through
Internet — the most revolutionary information and communication technology in
contemporary societies — we live the experience of being able to move through virtual
space and time, allowing us the possibility of new ways of doing, being, and living in

the present world, inducing deep changes in all domains of human action.

But information and communication technologies also provide autonomy to individuals,
concerning their social and individual background, favouring a disposition to escape
from traditional control, enabling individuals to face modern society’s contradictions,
without forgetting the relevance of networks in constructing new social movements,
something possible only in a context of a wider use of information and communication

technologies (Castells, 2003b).

Therefore, the question here addressed is what is the role of daily information and

communication practices for health individual management?

Individual health, and its daily management, never involved as much information as
nowadays. Great amounts of health information are available from several sources —
whether professional health sources, different kinds of specialists, public and private
institutions or patient and/or consumers groups — through a multiplicity of information
channels, from media to local or interpersonal base, interacting with doctors and other
health professionals, family, friends, work colleagues, etc. This constant information
flow encourages the individual to be responsible for his own health, as for his family’s
health (Kivits, 2004). In this framework of general health information access, Internet
has been fundamental. In the United States, considering WIP* data, health information
search is the seventh more common activity (50,6% of Internet users claim having

accessed health information in the last year). Simultaneously, the constant presence of

* The Digital Future Report (2004), Annenberg School Centre for the Digital Future, WIP — World Internet
Project, University of Southern California
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health related media coverage, on television or newspapers, leads us toward the need
to build an analytical framework approach that links medical, or health, sociology

studies with media studies.

Medical information analysis is often confined to the relationship/communication
between doctor and patient. But an “informed patient” concept begins to emerge in
several debates, bringing to light the issue of doctors’ authority being “challenged” by
their patients, increasingly informed and aware of their own medical condition. Even
health promotion campaigns recognize that the use of media is influencing the
“audiences” attitudes, their beliefs and behaviours regarding health issues (Kivits,
2004). The role of media in this context gives us a new research perspective, in
understanding daily health information reception and perception scopes, where media
presence prevails. At the same time, Internet growth as a health information source
grants us also an opportunity to analyse the growing importance given to information in

individuals’ daily life.

Using Portugal as an example, and focusing our attention in the “Network Society in
Portugal” study (Cardoso & al., 2005b) it is possible to acknowledge that, in average,
18% of Portuguese Internet users search for health information, although this use
varies according to generations and academic qualifications. Amongst individuals aged
16 to 26 health search is 13,6%, as from 27 years old rates reach more than 20% of
Internet users. Between subjects over 51 years old and the ones aged from 39 to 51

years old it is respectively the 8" and 9" subject most searched.

This kind of information brings awareness to the importance of health issues in modern
societies and in our daily practices, and to the need of understanding the use of media
in the health domain, taking special attention to the relationship between public, media
and health care providers. Furthermore, it is important to understand the use of
communication strategies to inform and influence individual and collective decisions
regarding health. Grasping the health communication field demands, necessarily, a
multidimensional approach, implying an empirical research on health communication,
understanding health communication theories, risk and uncertainty communication and
even ethical and legal issues that health communication always involves. Since it is not
possible, nowadays, to cover health communication themes leaving aside concepts
such as “Information Society”, “Knowledge Society”, “Digital Economy”, “Virtual Reality”
or “Cyberspace” and “Network Society” we must focus our attention on the meaning
and consequences of these concepts, and its appropriation in daily life, namely in the

health field information and communication production and consumption.
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Data gathered in Portugal in 2003, shows that Internet begins to arise as an alternative
to more traditional methods to obtain health information. Questioned about what do
they do when themselves or someone in their family becomes ill, most users (63,9%) -
apart from an initial contact with their doctor - , gets information by their own means,
while this percentage is 52,6% for non users (Cardoso & al., 2005b). The first mean
used for health information search use in Portugal is talking to friends or family
(44,2%), followed by reading specialised magazines (30,7%) and Internet (15,9%)
(Cardoso & al., 2005b).

By comparison, Internet non users resort much more to talking to friends or family
(61,6%); less to reading specialised magazines (18,3%); go more to the pharmacy
(12,7%) and to other doctors or specialists (5%) (Cardoso & al., 2005b). Two profiles
are outlined: one of users resorting more to options specialised on reading or
technological supports; and the other represented by Internet non users, preferring
personal contacts whether with friends, a pharmacist or doctors and general

practitioners.

Complementary information about media and Internet roles on health is obtainable
through the analysis on how Internet users get informed when a new drug is
prescribed. Those claiming to read the information leaflet reach 80,6%, while only 9,1%
use Internet. Therefore it seems that using Internet is the choice when it comes to look
for information about diseases, but not when taking a new drug is necessary. However,
reading medicine information leaflets is done by less 10% of individuals by non users
case (70,1%) (Cardoso & al., 2005b).

Closely connected to network societies problematic and a relevant health component in
contemporary societies, is the issue of understanding how Internet and media
contribute to subjects autonomy. An autonomy project is, as suggests Castells (2003a),
a person’s statement of his/hers own thinking and acting capabilities according to
his/hers own standards, values and efforts. In Portugal, the individuals’ body control
project reveals a pursuit for their own health control and autonomy regarding
specialists and health institutions, being empirically defined as reading medicine
leaflets and searching complementary information sources, besides a doctor, in case of

an illness.

It is, nevertheless, important to notice that this kind of autonomy project presents
clearly a higher occurrence amongst women, a distinct tendency in all age groups,

although less clear in older people, since additional medical information search is rare
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amongst this last group. The apparent lack of interest of elderly persons on searching
medical information, enabling them to understand information given by doctors, is
certainly not connected to the absence of major health problems, a plausible argument
to explain equal behaviour amongst younger men. On the contrary, this may be the
result of a lack of schooling resources relevant to interpret information eventually given
by other sources. Actually, the effectiveness of a “body control project” depends clearly
on the possibility of using resources directly linked to longer schooling. Individuals with
higher academic qualifications are the ones, regardless of their age or sex, presenting
better conditions to search and interpret alternative medical information sources. Those
that do not have significant schooling end up being in greater dependency regarding
medical and health specialists’, not necessarily because they have greater confidence
in medicine and its institutions, but essentially by having difficulties in controlling and
validating other information. They also tend to become more vulnerable to unfunded

indications given by any other agents.

Simultaneously, in modern western societies, there’s a general confidence in medical
practices and treatments they offer, with an increasing need for information regarding
scientific medicine - often along with a certain disenchantment concerning traditional
scientific medicine. In this context, there’s an approach of medicine to the social
domain and at the same time a social approach to medical practice, proceeding,

amongst other aspects, from a growing medical and health information access.

Are medical perspectives about health, disease and the body still dominating the public
and private speeches and daily social practices amongst the population? Are people
problems still screened through the scientific medical eye, social problems being

reduced to biomedical sciences rationality?

According to Fernando Ruivo (1987:130), medical profession, and the speech doctors
adopt, have an important prominence in society, due mostly to medicine professional
success, its neutrality and social independence. During the XVIII century, medicine
made the transition from caring about soul salvation to caring about body health, this
transition process was described by Foucault. The author tells that the years before,
and immediately after, the French Revolution saw the birth of two great myths, whose
subjects and polarities are opposite. Those were the myth of a nationalised medical
profession, organised the clergy way and invested, at health and body levels, of
powers similar to the ones clergy had over souls; and the myth of complete disease
vanishing, in a society free from commotions and passionless, brought back to its
original health (Foucault, Michel (1967) ‘The Discourse of History’ in (1989) Foucault
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Live, New York: Semiotexte, 11-33. quoted by Ruivo, 1987:130). Therefore, medicine
has been holding a moral authority which legitimates its intervention in the creation of
ideas and values in society. A doctor, on another hand, is surrounded by prestige at the
people’s eye — “Only medical profession is, therefore, qualified to formally speak about
health and disease. Its exclusive cognitive base, coded and scientific knowledge
constitute a starting point for a public admission of the professional good it brings...”
(Ruivo, 1987:136). Similar views can be found in Noémia Lopes analysis, where is
stated that the professional autonomy issue represents the domain where power
terminology — in which professional strategies and trajectories are inscribed — takes on

a major relevance. (Lopes, 2006: 109).

Nevertheless, if we consider the “informed patient” concept given by Kivits (2004),
access to up to date and trustworthy health and healthcare information can be a goal
shared by politicians, health professionals and health mobilization groups, beyond just
the individual citizen, because all contribute towards autonomy processes. Given that
autonomy relations are built with third parties, whether being institutions, some
professionals or a wide range of people with whom there is a daily interaction, it is
fundamental in the health field to understand how doctors, in different specialties and
contexts (medical centres or hospitals, public and private practices) deal with this
interaction with different publics, and how they manage their own professional
autonomy, resorting to new communication and information technologies, particularly

Internet, in their clinical practice.

Individual autonomy may be seen as self-determination, the ability to build up goals
and own values, freedom to choose and plan, and acting according to these values and
objectives. Autonomy is linked to a notion of freedom as self-determination, as a
possibility of choice or lack of interference, and also to the concept of individualism and
emancipation (Singly, 2005). According to Singly (2005), individualism is normally
conceived from a market imposition point of view and the struggle of one against each
other, looking at the individual as motivated by rationality and forgetting ethics, a selfish
and indifferent person towards others. But individualism represents also representative
democracy and the rights of men, is connected to rights achievement,
acknowledgment, justice, respect, dignity, consideration. In this sense, individualism is
not far from the social, since “emancipated individualism” is a form of humanism. An
individual is built in the relationship with others; it is an individual journey in a collective
context. Social recognition, the recognition of “others”, is a condition to individuality,

autonomy and the ability to have his own world (Singly, 2005).
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Colombo (1993) considers new media all means of communication, representation and
knowledge where it is possible to find digitalisation in its content, having multimedia
and interactivity dimensions. Therefore media, and new media in particular, have a
central role in building autonomy projects, as they have the capacity to provide
fundamental information and knowledge for this process to be fulfilled, and are also
able to become themselves into something more than just novelty in technological
terms. Those are also technologies simultaneously promoting communication and new
social and economic organization models, creating new audiences, new public and
users, possessing a new language and new contents, facilitating new ways of

knowledge dissemination (Cardoso, 2002).

But new media can, and must, also be defined by changes they induce or produce from
its diffusion and use. According to Manuel Castells (2004), technologies allow,
fundamentally, new forms of production organization, access to knowledge, economy
and, consequently, new forms of culture. They lead us to a different time and space
management in our connection networks, between work and organizations, between
friends, between the state and its citizens, or between nations. Apart from that, it is also
possible to state that these new media are introducing new audiences (with new uses)

through changes in social appropriation and technology diffusion processes.

According to Katz (2006), concerning new technologies appropriation in health context,
there are still some empirical questions unanswered on several levels, such as health
information systems efficiency, the way people in different socio-demographic sectors
really use them and which are the different use effects in different systems - as new
information and communication technologies are developed, so are new e-health uses
explored. Katz (2006) points out that information health systems advances require not
only empirical data, about each system specific reception by its users, but also a
broader frame which understands the logic of personal interest and cultural foundations
affecting each system in a wider context. Under this perspective, defined by Katz
(2006) as syntopic (rejecting dystopic and utopic perspectives about information and
communication social uses and consequences), there is an emphasis on how people,
groups, organizations and societies adopt, use and reinvent technologies, so that they
make sense to themselves (Katz & al., 2004: 294). Whatever the information systems
and technologies used, decentralized and interactive e-health uses seem to be getting
an outstanding role in health care, adapting to the dominant technology use in the

society and culture it is inscribed in.
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Trying to identify and understand how individual and professional autonomy processes
are built in the health domain, in a network society from media use and consumption, in
particular through the use of information and communication technologies (ICT),
theoretical resources and methodological approaches of several kinds and origins in
sociology domain need to be developed, since several sociologic fields of analysis
intersect in this analysis, ranging from medical and health sociology to communication

sociology - specifically studies on media and ICT.

As referred by Graca Carapinheiro (2006), when “health sociology” designation is used,
we must consider the notions of disease, its stereotypes and stigmas, proper of
contemporary societies, of which models, according the author, are deeply medical,
and where medicine became one of the most powerful social control instruments.
Therefore, in this context, following the authors’ proposal in which sociology that
considers health issues should be designated as health, disease and medicine
sociology (in its various dimensions and levels) it is important to clarify that the
approach presented here is focused on the analytical dimensions of “Health
Communication” (as defended by Ronald Rice and James Katz'), where Internet and
television assume privileged dimensions. When addressing the “Health
Communication” approach we are simply setting that we focus our attention in the
communication strategies study used to inform and influence individual and collective
decisions involving health issues and autonomy promotion, which necessarily connects

health and communication fields in the sociology domain.

During the research here described and discussed, two analytical dimensions were

considered:

1. Patients, and their autonomy construction in the health context, through

information and communication access;
2. Internet, as health diffusion tools of information and communication.

It is precisely in connection between these two dimensions and their knowledge
deepening that it is possible to understand the importance of autonomy processes in
contemporary societies, which must be understood as a statement of an individuals

ability to think and act according his own standards, values and efforts, but also as an

! Report, for example, to Rice and Katz, 2001 or to Katz, Rice and Acord, 2006. Other authors, like Kivitz
(2004) use the “health information” concept, but in an Internet information search context, i.e., only from
the user side (of information search) and not as much on the available contents side (information or
communication offer). Therefore the empirical theory approach being considered, from the “health
communication” concept, most fitted to the research developed within the doctor’'s degree plan presented
here.
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individuals empowerment regarding the health system, presenting himself before
traditional systems “armed” with information found in the Internet, or acquired while
watching a television series. He is a subject empowered by communication and
information technologies, if empowerment is understood as in Friedmann’s concept
(1996), i.e., individual autonomy in decision making, this ability depending always on

information access.

In this paper we will focus on the questions related directly with the internet use for

health purposes.

2. Searching for health contents on Internet
Internet Users and Health

What kind of information do user’s search for in the Internet? What they expect to find?
And what they would like to find? Does anything change in their perception of health
issues, in their relation with the formal health system, in their contacts with health
professionals? Where does that change come from? And in what direction, if it does

happen, is it going?

As it was said before, health information research practices have been undergoing
deep changes, due to the appearance of new information and communication
technologies, namely Internet, but also television, giving contents another kind of
solutions in terms of speed, diversity and accessibility regarding more traditional means
of research on the health field. Therefore it is fundamental, first of all, to understand the
role Internet takes on for medical and health information research in the Portuguese
society as an example, considering that 35,5% of Portuguese had direct and regular
access to the web in 2006.

Data presented at such point are the result of the survey to the Portuguese population
about ICT and Health — applied to a representative sample of the Portuguese

population®. It was then possible to identify social behaviour patterns and observe

2 The presented results were gathered by a questionnaire survey to a representative sample of Portuguese
population, aged 8 or more, living in mainland Portugal, in the scope of a study about the Network Society
in Portugal 2006 (CIES-ICTE), coordinated by Gustavo Cardoso (Cardoso, Espanha and Gomes, Network
Society in Portugal 2006). Fieldwork was carried out during the 1% semester of 2006. In the case of
specific questions about health and media the sample was reduced through a filter to the age group of 15
or more.

lini@lini-research.org



whether Internet and television contribute to transforming, or not, this behaviour and in
what conditions, i.e., understanding how Portuguese population deals with health

issues and which is the ICT role in this relation, at practices and representations level.

Therefore 1/5 of Portuguese population aged 15 or more, claiming to be an Internet
user, uses this platform to get information about medical and/or health issues. It was
then possible to see that age groups where the proportion of this type of practice is
higher are not exactly those who would have more health problems in principle but

those who have more skills in using this kind of technological tools.

Table 1 Internet use in Portugal to search for medical/health information

%

Yes 19,6

No 79,7

N/A 0,7
Total (n=589) 100,0

Source: Cardoso, Gustavo, Rita Espanha and Maria do Carmo Gomes, Network Society in Portugal
survey, CIES-ISCTE, 2006.

As seen on the following table individuals aged 25 to 44 are those claiming to use
Internet to research for health related information. While we go further on the age
groups this proportion tends to decrease, not because, as mentioned before, these
persons do not have health concerns, but because they do not use this information
support.

Table 2 Internet use in Portugal to search for medical/health information according
to age groups

Age groups Yes No N/A Total (n=589)
% % % %
16-17 years old 10,2 89,8 0,0 100,0
18-24 years old 18,1 80,7 1,2 100,0
25-34 years old 24,1 74,7 1,2 100,0
35-44 years old 24,8 75,2 0,0 100,0
45-54 years old 11,7 88,3 0,0 100,0
55 and more 16,6 83,4 0,0 100,0
Total 19,7 79,6 0,7 100,0

Source: Cardoso, Gustavo, Rita Espanha and Maria do Carmo Gomes, Network Society in Portugal
survey, CIES-ISCTE, 2006.

This kind of research is done more by women (22% of women claim these practices)
than by men (17,6% of men). At the same time individuals with a conjugal experience
married or living together) present slightly higher rates to the total of the global

distribution over this question.
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