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When you look back on your life, the only thing that matters is:
Did you spend it doing what you love, with the people you love? Were you happy?
Did you make the most of this beautiful, terrifying, messed up life?
Did you let go of all the things that held you back?
So you can hold on to what matters most
Grey’s Anatomy (Season 14, Episode 11) | (Don’t Fear) the Reaper

Quan estava al Festival Internacional de Cinema Fantàstic de Sitges
al 2017, vaig tenir l’ocasió de poder assistir a una roda de premsa on
hi havia Susan Sarandon. Allà, entre l’estira-i-arronsa de preguntes
fetes per periodistes i altres cinèfils, Sarandon va fer ús de la seva
condició d’estrella clàssica de Hollywood per dir a les persones que
estàvem a la sala la següent frase: “vosaltres sou els guardians dels
vostres somnis”.
En certa manera, això és el que he fet durant els darrers anys amb
aquesta tesi. La meva fortuna, però, és que en comptes d’una sola
guardiana, n’he tingut una xarxa bastant àmplia que m’han ajudat a
arribar fins a l’última pantalla. Qui em coneix, sap que la meva etapa
doctoral ha sigut més aviat una muntanya russa d’emocions: he sigut
molt feliç en molts moments, en d’altres he plorat per algun despatx
o taula... però sempre ho he fet en família. Per tant, aquests són uns
agraïments escrits des del cor, sobre amigues i companyes, per donar
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les gràcies a totes i cadascuna d’elles el suport que he rebut al llarg
d’aquests últims quatre anys. Tot i així, com que sovint el meu alter
ego és la Dory de la pel·lícula Buscant a Nemo, demano disculpes per
avançat per les possibles absències.
En primer lloc, a qui haig de donar les gràcies és a en Jordi Farré, el
director d’aquesta tesi. Ell ha sigut la persona que m’ha acompanyat
en aquesta aventura, qui va confiar en el projecte des dels seus inicis,
i qui m’ha ajudat a transformar el “tot és molt confús” en la recerca
que aquí es presenta. Estic agraïda d’haver compartit batalles amb
un gran professional que, tot i la meva inexperiència, sempre m’ha
tractat d’igual a igual, m’ha donat llibertat en la presa de decisions,
ha entès i compartit els moments durs del camí i que, en definitiva,
m’ha ofert els millors consells per poder superar plegats, des de la
nostra dualitat teòrico-pràctica, tots els reptes d’aquesta tesi. I, com
sempre m’ha dit que això només és el punt de partida, espero poder
seguir col·laborant junts en un futur no gaire llunyà.
A més d’en Jordi, al Departament d’Estudis de Comunicació (URV),
altrament conegut com a DEC, hi he trobat una colla de companyes
excepcionals. A banda d’aguantar estoicament el meu caràcter, totes
elles també m’han ajudat a arribar a la línia de meta d’aquesta marató
anomenada tesi. Per un costat, a la Iolanda Tortajada vull agrair-li
especialment l’haver-me animat a fer el doctorat, i a fer-me tornar
al DEC després d’una breu estada a Sescelades. Per un altre costat,
al Bernat López li vull donar les gràcies per la seva honestedat, per
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parlar sempre amb franquesa, i també per totes les oportunitats i la
confiança rebudes. Agrair, així mateix, el suport i els consells entre
cafès, dinars o birres de la Laia, el David, el Josep Mª, la Cilia, l’Enric,
la Sunsi, l’Arantxa, la Ile, el Paul, i el Toni. Tampoc vull deixar de
mencionar a aquelles persones que hi van ser als meus inicis, com la
Maria José, la Lluïsa, la Marta Arjona o la Júlia, que ara recentment
ha tornat al departament. A elles m’agradaria donar-los les gràcies
per fer que l’inici de tota aquesta bogeria fos molt més entretingut.
D’altra banda, a la Carme i al Leandre, i més recentment, a la Maite
i a la Núria, vull agrair-los la paciència i tota l’ajuda rebuda amb els
tràmits inacabables que envolten la vida acadèmica.
No us penseu, però, que m’oblido de l’univers 3.21. A l’Àngels, que
és la guardiana del despatx i la protectora del DEC, li vull donar les
gràcies per rebre’m sempre amb un somriure, per compartir el matí
dels dijous a les 7 abans d’anar a anglès, i per solucionar-me tots els
dubtes i preguntes existencials que he tingut al llarg d’aquests quatre
anys. A la Carlo (Charlotte), que sempre m’ha mostrat el seu suport
incondicional, li vull agrair de manera especial les estones de biblio
plegades durant la recta final, i per tots els viatges entre Tarragona i
Reus, dues de les ciutats que compartim entre feina i vida personal.
Així mateix, al Jordi Prades, la persona que completa la quadrilla del
3.21, vull donar-li les gràcies per estar sempre disposat a donar-me
un cop de mà en temes de docència, i per ser un excel·lent company
de Càtedra. Tot i que a vegades m’irrito quan hi ha excés de soroll,
els tres saben que la meva etapa doctoral no hagués estat el mateix
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sense la vida i la convivència d’aquest espai de recerca. Vull aprofitar
també aquestes línies per fer un agraïment especial a quatre persones
del DEC. D’un costat, a la Núria Araüna vull donar-li les gràcies per
la seva calidesa, i per escoltar sempre les meves dèries, aportant llum
als moments on tot semblava que anava a bocafoscant, sobretot a
nivell personal. D’altre costat, al Jan Gonzalo, a banda de compartir
frikisme i de ser el meu proveïdor oficial de Netflix, li vull agrair de
manera especial la paciència que té quan entro de manera recurrent
al seu despatx a descarregar les meves frustracions diàries amb la
vida, que sempre escolta amablement amb un somriure, i per deixarme formar part del gamification team del DEC. A la Natàlia Lozano,
coach i motivadora oficial d’aquesta tesi, li estaré sempre agraïda pel
suport moral i professional que m’ha donat al llarg d’aquests quatre
anys. De manera concreta, li vull donar les gràcies per tots els petits
oasis d’oxigen que, vinguessin en forma de concerts, sopars o alguna
que altra sortida en piragua, sempre m’han ajudat a desconnectar de
la bombolla que envolta el procés de la tesi. Sé del cert que quan la
Nat llegeixi aquestes paraules, és molt probable que digui que ella
no ha fet res de tot això però, encara que no s’ho cregui, l’ajuda que
m’ha ofert ha estat molt important per mi.
L’última persona del DEC a qui em queda donar-li les gràcies, però
no per això és la menys important, és a la Marta Montagut. A banda
de ser una companya de feina fenomenal, a nivell personal la Marta
és una persona extraordinària. Sempre està disposada a donar-te un
cop de mà, i mai tindré prou paraules per agrair la seva estima, ajuda
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i consells al llarg d’aquests quatre anys. En especial, a la Marta li vull
donar les gràcies per la seva sinceritat i generositat, per mostrar-me
com posar passió a tot el que faig, i per la seva empatia i capacitat
observadora, que sovint han servit per aixecar els meus ànims en els
moments més foscos de la tesi. Si tanco els ulls, encara em veig fentli companyia mentre ella editava el programa del Taller de Ràdio a
l’estudi de la planta 1 del Campus Catalunya fins passades les 9 de
la nit. Ara, gairebé una dècada després del programa, estic agraïda
també de que la Monti s’hagi convertit en una confident i amiga.
Si el tret de sortida d’aquesta tesi va començar al DEC, la preparació
prèvia la vaig realitzar al grup de recerca ALGOS. És per això que
en segon lloc vull donar les gràcies, d’un costat, al grup i la seva feina
per inspirar-me a trobar el tema de la recerca que aquí es presenta, i
d’altre costat, als seus membres per contribuir també amb la seva
ajuda a la finalització d’aquesta tesi. En concret, a l’Ester vull donarli les gràcies per cuidar de mi, i per dir sempre que sí a tots els plans
d’oci; a la Cat, pels viatges en cotxe compartits, i per fer-me riure a
propòsit amb la seva forma particular de dir els números; a l’Eli, per
acompanyar-me a descobrir tot Copenhagen a peu tot i estar molt
embarassada, i per les seves reflexions; i a l’Elena, per compartir la
passió de tieta, i per tots els consells rebuts. En general, a totes elles
els hi vull donar les gràcies pel suport i l’estima constants. Agrair, de
la mateixa manera, l’escalf i els riures plegats entre cafès i sopars del
Santi, el Pere i el Roman. Tampoc vull deixar de donar les gràcies a
la Rocío, antic membre del grup, per les constants riallades cada cop

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

que ens tocava fer un vídeo, i per deixar-me quedar a dormir a casa
seva durant l’època que em vaig quedar sense cotxe mentre feia el
màster. També vull donar les gràcies al Jordi Miró, cap del grup, a
qui vull agrair-li sobretot la confiança rebuda durant els gairebé tres
anys que vaig formar part d’ALGOS.
Thirdly, if this PhD has given me something, it’s the opportunity to
travel to two amazing places, which are Norway and Finland. And
in both places, I met wonderful people who also helped me to end
this dissertation. As for Norway, first I wanted to thank Robert for
all the advice and support he has given me, and for all the incredible
opportunities, especially at the end of this dissertation. Secondly, I
want to thank as well Kate’s support. I’m grateful to have met a
PhD colleague like her, and also to consider her a friend. Even from
the distance, she worries to make me laugh with memes, videos, and
with her funny theories about life (and, thanks to these moments, I
could maintain a balanced mental health during the last steps of the
PhD process). Besides, I also want to thank her for always being
willing to listen to me, for showing me Oslo, and for setting up our
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ABSTRACT
Chronic pain is a complex condition, and patients who suffer from
it have to deal on a daily basis with added problems like isolation,
disbelief, or stigmatization. In this framework, social media arose as
platforms where these individuals found spaces to freely express the
pain they were experiencing, and where they started to form online
support communities to partake of their concerns with other pain
patients who were suffering from the same worrying and stressful
illness. Against this background, the main objective of this research
is to critically analyse the communicative processes of pain in social
media both from the regular logic of health institutions and from
the own perspective of chronic pain patients.

Particularly, this thesis reviews these exchanges of information on
Twitter (in the case of health organizations) and on Instagram (in
the case of patients). On the one hand, a total of 2474 tweets are
analysed, in order to find out how these health institutions create
and communicate messages about pain in these platforms. On the
other hand, a sample of 350 Instagram posts is examined, with the
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objective of understanding the narratives that patients use in these
online environments to communicate this condition. Prior to the
examination of these data, the state of the art of social media health
communication policies of these organizations is scrutinised.

In both analysis, two exploratory methodologies based on studies
related to social media analysis and health (in the case of pain-related
institutions) and articles linked to illness narratives and uncertainty
and communication (for the chronic pain patients’ case study) are
used. After evaluating these processes separately, the challenge must
be focused on how to improve the interactions between physicians
and pain patients in these platforms within the framework of social
support theory (this is carried out by means of a systematic review
of the literature).

Results show that pain patients are advanced users of social media
and are employing actively these spaces to express creatively their
pain, and differently from health institutions. On the contrary, these
organizations are still in an early stage in relation to the integration
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and utilisation of these platforms for pain communication. Besides,
in both cases patient-physician interactions in these environments
are minimal. However, the underpinnings of social support theory
applied to the use of social media are showing opening capabilities
to be addressed in order to fill up the communicative gap between
sufferers and care providers in these networked spaces. The use of
technologies for the self-management of health is going to increase
during the following years, and organizations need to be aware that
this rising situation is boosting and reshaping the current model of
health care. In the case of chronic pain, the results of this research
point out that the use of these online tools could improve both the
management and assessment of this condition.

Frequently, pain is lived as an invisible and poorly communicated
condition. To take a constitutive approach from a communicative
framework involves illuminating the “painful problematic” through
new and promising avenues for research.
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ACRONYMS
CDC – Centers for Disease Control and Prevention
ECDC – European Centre for Disease Prevention and Control
EU – European Union
IASP – International Association for the Study of Pain
ICT – Information and communication technologies
OECD – Organisation for Economic Co-operation and Development

WHO – World Health Organization

FIGURES1
Figure 1. Pain, social media, and dimensions of malady.

1

Figures not included in the studies presented at the Results section.
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FOREWORD
This thesis has been developed within the patronising of the ASTERISC
Communication Research Group (URV). Thanks to the help and support
of their members, the group gave me the opportunity to begin this new
research line on health communication and chronic pain, and to learn to
do research that enhanced my skills as a researcher during the process.

Likewise, the motivation to carry out this dissertation arose from two
different pathways: first, from my job as a Social Media Manager in the
psychology group ALGOS Research on Pain, inside which they taught
me the deep reasons why chronic pain is so significant for our society;
and, second, from my father’s chronic illness, which motivated me to look
for new ways to deal with pain so that he could have a meaningful life
with more well-being and less pain.

Particularly, this dissertation is focused on analysing the communication
processes of chronic pain in social media, both from the perspective of
the individuals that suffer from this condition and from the point of view
of the professionals who treat and assess them. In doing that, this thesis
is divided into different parts: introduction, objectives, methods, results,
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discussion, and conclusions (plus the final references and the appendixes
at the end). In the first place, the introduction reflects on the concept of
health communication, explaining firstly the particularities of these terms
in a separate form, and them comparing some of the key definitions of
health communication that we can find in the expert literature. Then, it
provides a brief explanation of the new dynamic between physicians and
patients in relation to the use of new technologies. Further on, it focuses
on pain, pointing out the characteristics of this condition and discussing
about the particularities of the concept of pain communication. In the
final part of the introduction, it is described the importance of health 2.0
and how the use of these technologies could lead health institutions into
changing the procedures through which health systems work.

Secondly, the following sections introduce the objectives of this research
and an overview of the methodologies used in each study. Thirdly, the
results section presents the five manuscripts included in this dissertation:
a book chapter (published in Educación, comunicación y salud: Perspectivas desde
las ciencias humanas y sociales) and four research articles (the first two studies
(Study I and Study II) published in the Revista Española de Comunicación en
Salud and the Catalan Journal of Communication & Cultural Studies, and the
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last two (Study III and Study IV) currently under a tortuous peer-review
process).

Fourthly, the following section gathers a joint coherent discussion of all
the studies, providing at the last instance some of the limitations of this
thesis and possible future directions for further research. At the end, the
work is closed up with the presentation of the conclusions, and also with
the references used. Finally, at the Appendixes section, both codification
tables used in Study II and Study III are collected.
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INTRODUCTION

1.1 Defining the concept of health communication
It is an undeniable fact that health has become one of the most
important priorities of the 21st century for many organizations,
including the European Union2. Two of the main reasons of this
change of paradigm are, on the one hand, the increase of the aging
population and, on the other hand, the major presence of chronic
diseases within our society. In this regard, one of the last reports
that analyses the state of health and care in the EU stresses that
“population ageing requires profound transformations in health
systems” (OECD/EU, 2018, p. 14). Likewise, the number of people
that uses healthcare services on a recurring basis has also been rising
during the past few years. Are health systems ready to soak up this
overload of patients? Which is the importance of communication
within this rising dynamic? As Rimal and Lapinski (2009) argue, one
of the principal factors to improve the management of healthcare is
communication. If we take into consideration that this process “is
at the heart of who we are as human beings” (Rimal & Lapinski,

Health, Demographic Change and Wellbeing is one of the main challenges of the program
Horizon 2020, funded by the EU (European Commission, n.d.-a).
2
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2009, p. 247); it is essential for health organizations to learn how to
effectively communicate messages both within and outside health
care environments. The branch of knowledge that studies all these
processes is known as health communication.

However, this discipline can be complex to delineate for a variety
of reasons. Firstly, because health communication is considered a
young area of study3 that has suffered constant and multiple changes
(Wright, Sparks, & O’Hair, 2008), particularly since the irruption of
digital health. Secondly, because this branch of knowledge is also a
multidisciplinary field that covers from health promotion to literacy
or health education (Schiavo, 2007). Thirdly, because the majority
of approaches to this discipline only think about health as a message
that can be transmitted in communicative processes:
The use of the term ‘health communication’ […] also conveys this
meaning of ‘health’ as a phenomenon that may be ‘transmitted’
through communicative processes as if it were a message. The
assumption is that as long as the ‘message’ is sent and successfully

First appearances of the term health communication were around the decade of the 1960s
(Du Pré, 2014).
3
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‘received’ often enough, then the state of ‘health’ will be
accomplished. (Lupton, 1995, p. 107)

As a consequence, although some institutions4 do have a definition
for this dual concept, health organizations still do not have a unitary
explanation of what health communication is. Moreover, Torkkola
(2009, p. 1) points out that this concept is usually “not analysed”
sufficiently by academics. Therefore, to be complementary with this
problematization, it is examined below some of the existing health
communication definitions to see to what extent they do contemplate,
or not, all the dimensions that this discipline assembles.

Nevertheless, before analysing these explanations, first we need to
reflect on the meaning of the terms health and communication in a
separated way. From a global health institutional perspective, the
World Health Organization (WHO) defines the concept of health
as “a state of complete physical, mental and social well-being and
not merely the absence of disease or infirmity” (WHO, 1948, cited

4 In this

introduction, we argue about different definitions of the term health communication
made by health-related organizations like the European Centre for Disease Prevention
and Control (ECDC) or the Centers for Disease Control and Prevention (CDC).
31
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by WHO, n.d.-a, p. 1). Some divisions of the medical community
consider this archetypical definition as controversial, because this
condition of “complete health «would leave most of us unhealthy
most of the time»” (Smith, 2008, cited by Huber et al., 2011, p. 1).
In a world where chronic diseases are one of the main burdens of
health systems, who are the ones that can achieve this desired health
status?

Moreover, it is key to understand that malady can be conceptualized
broadly as disease (health professionals approach), illness (patients
approach), or sickness (social role approach) (Hoffman, 2016). From
this tripartite, the WHO definition is particularly focused on the
sickness dimension of malady. As Hoffman (2016, p. 16) points out,
this approach encompasses “how a person’s social role is defined or
changed by social norms and institutions”. Therefore, the standard
for this organization is to achieve this status of “complete” health,
minimizing “the role of human capacity to cope autonomously with
life’s ever changing physical, emotional, and social challenges and to
function with fulfilment and a feeling of wellbeing with a chronic
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disease or disability” (Huber et al., 2011, p. 2). In other words, as
stated by this apparently wide definition, those with chronic diseases
are condemned to remain on the margins of society. Conceptually,
the WHO description exemplifies how health-related organizations
repeatedly promote a discourse where maladies have always a cure
(Frank, 1995).

However, there are maladies where disease5 is absent. For instance,
this is the case of some illnesses6 related to chronic pain, the focus
of this dissertation. Considering the WHO description, patients that
suffer from maladies like these have achieved a “complete” health
status, because there is illness but not disease or sickness. Hence, this
circumstance “represents cases that are experienced by the person
as negative, but are neither recognized as sickness by society nor as
disease by the medical profession” (Hoffman, 2016). Torkkola (2009)
designates these individuals as undiseased ill, and these patients are

Sharf and Vanderford (2008) define disease as “organic malfunctions and pathological
processes whose signs and symptoms […] can be observed and quantitatively assessed”
(Sharf & Vanderford, 2008, p. 14).
6 Fibromyalgia is the clearest example of this type of illnesses (National Health Service,
2016).
5
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often stigmatized because they do not fit the standards set by the
social norm. As it is noticed from these particularities, the definition
proposed by WHO leaves uncovered both those who suffer from
chronic diseases, and those –within this group– who have maladies
that are not recognized by society or health systems. In both cases,
communication plays a key role for generating a change, especially
when the malady is only conceptualized as illness. At the same time,
since “illness experience is an intimate part of social systems of
meaning and rules for behaviour, it is […] influenced by culture”
(Kleinman, Eisenberg, & Good, 2006, p. 141). Correspondingly, the
meaning of “health” will also change depending on the idiosyncratic
pain episodes that bias the patient’s experience.

Alternatively, the Merriam-Webster Dictionary defines the term of
communication as “a process by which information is exchanged
between individuals through a common system of symbols, signs,
or behavior” (Communication, 2018). This means that patients and
health professionals, to understand each other, need to speak the
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same language7. At the same time, this “common” exchange of
information will also depend on the relationship between them,
according to the principle of reciprocity developed by Lévi-Strauss
(1967, cited by Pericot, 2002). That is to say, not only professionals,
organizations, and patients need to speak the same system of words
for communication, but they must also recognize one another as an
effective participant (Lévi-Strauss, 1967, cited by Pericot, 2002). Pain
experiences, likewise, are shaped too by numerous cultural factors
that medical and other health-related personnel should consider in
these exchanges of information (Gonzalez-Polledo, 2018a).

Nonetheless, this is not what usually happens in patient-physician
interactions of those affected by the pain condition. As Goldingay
(2018, p. 76) argues, “for people with chronic pain, the healthcare
encounter is often negative. They feel invalidated, unheard, a waste
of space”. In these interactions, sufferers and care providers play
opposite roles, based on a hierarchical relationship marked by visual

This can be applied both at the level of patient-physician interactions and at the level
of institutions (messages sent between organizations and patients).
7
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elements such as “props and wearing costumes that signify purity,
knowledge and power” (Goldingay, 2018, p. 67). On this basis, this
research analyses how these relationships start to be transformed
thanks to technologies like social media.

Be that as it may, not all health communication definitions consider
these particularities that persist around the tricky concepts of health
and communication. Firstly, Maibach and Holtgrave defined in the
1990s this discipline “as the use of communication techniques […]
to (positively) influence individuals, populations, and organizations
for the purpose of promoting conditions conducive to human and
environmental health” (Maibach & Holtgrave, 1995, p. 219-220). In
this case, the description only considers two of the three dimensions
of malady (illness and sickness). In a similar vein, institutions like the
European Centre for Disease Prevention and Control (ECDC) says
that successful health communication practices8 should pursue the
principles of accuracy, availability, balance, consistency, evidence
base, cultural competence, reach, reliability, understandability, and

8

The ECDC talk mostly about campaigns.
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timeliness (ECDC, n.d.-a). In this case, the ECDC only takes into
consideration the sickness dimension of malady. Moreover, in both
definitions health is mainly conceived as a message (Lupton, 1995),
and the exchange of information is only understood as a one-way
process. Furthermore, these descriptions are focused mainly on the
health promotion9 dimension.

In the alternative, the Centers for Disease Control and Prevention
(CDC) defines this concept as “the study and use of communication
strategies to inform and influence decisions that enhance health”
(CDC, 2011, Health Communication section, para. 2). Although this
institution includes the health literacy10 dimension, the description
of health communication is still too simple. As indicated above, in
addition to promotion or literacy, health communication also deals
with patient-physician interactions or the utilisation of technologies

The World Health Organization (WHO) defines health promotion as “the process of
enabling people to increase control over, and to improve, their health. It moves beyond
a focus on individual behaviour towards a wide range of social and environmental
interventions” (WHO, n.d.-b, para. 1).
10 According to the ECDC (n.d.-b, para. 1), health literacy “can be defined as the capacity
that an individual has to access and effectively use health-related information, in order
to promote and maintain good health”.
9
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(like apps) for the self-management of health. Simultaneously, this
organization only thinks about these processes of communication
without the characteristic of reciprocity, leaving unclear as well how
many of the dimensions of malady are covering with this definition.
Nonetheless, it is important to bear in mind that these “decisions”
around health are mostly taken by patients, so is significant to point
out that the CDC seems to consider the illness dimension of malady
in their conceptualization of this discipline.

Going beyond that, it is interesting to read Schiavo’s (2007) work.
In her research about a holistic health communication theory, this
author not only describes the concept in terms of what is indicated
before, but also in connection with the policies, communities, or
support:
Health communication is a multifaceted and multidisciplinary
approach to reach different audiences and share health-related
information with the goal of influencing, engaging, and supporting
individuals, communities, health professionals, special groups, policy
makers and the public to champion, introduce, adopt, or sustain a
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behaviour, practice, or policy that will ultimately improve health
outcomes. (p. 7)

Also in this case, although the definition is more elaborated than the
previous ones11, Schiavo’s description still understands “health” as
something that can only be transmitted, and without considering
that these flows of information must be bidirectional. On this basis,
Torkkola (2009, p. 4) points out that health communication “is not
only a mediation or transformation of health or illness messages
from the sender to the recipient. Instead, […] [it] produces health
and illnesses”. In relation to this assertion, one of the most complete
definitions of this concept is proposed by Torkkola herself (2008,
cited by Torkkola, 2009), who raises the construction of this branch
of knowledge as:
In concrete terms, health communication is communication on
health and illness or their research and treatment in all areas of
communication, i.e. in interpersonal, organizational and mass
communication […] [that] can be based on information, emotion or
experience and be both factual and fictional. (p. 5).

Schiavo’s definition takes into consideration the three dimensions of malady (disease,
illness, sickness).
11
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Similarly to Schiavo’s (2007) definition, this description is appealing
because is able to take into account the three dimensions of malady:
first of all, it covers the patients’ approach (illness, talking about the
emotions or experiences, which are mostly linked to this group of
individuals); secondly, it contains the social role of malady (sickness,
mentioning organizations and mass communication); and finally, it
considers the health-related professionals’ approach (disease, alluding
to interpersonal communication). Additionally, under this catch-all
conceptualization, health communication can be modified as well
thanks to the exchanges of information about the illness. Likewise,
for this author health and illness are more than a message that these
individuals can convey in communicative processes. In this regard,
this author adds that “what is essential in the definition is […] that
the cultural understanding of health and illness is simultaneously
being constructed in several areas of communication” (Torkkola,
2009, p. 5).

However, in a time where health management and the distribution
of health-related information can take place through applications,
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web-based platforms, or social media technologies, the concept of
health communication has not been revised sufficiently to include
the use of these new networked resources. For instance, none of the
definitions analysed above straight confronts this matter. There are
two possible reasons behind this shortcoming: on the one hand,
some of these descriptions were developed in a time where digital
health did not exist yet (for instance, like in the 1990s definition of
Maibach and Holtgrave); and, on the other hand, in more recent
cases (Schiavo, 2007; Torkkola, 2009) these definitions were created
when health 2.0 (which will be discussed more broadly in the next
sections) was in a very early stage of progression.

All in all, taking as a reference the proposals of the latest authors
examined (Schiavo, 2007; Torkkola, 2009), it is suggested a more
complex and alternative definition of this discipline that already
considers the possibility of using information and communication
technologies (i.e. ITCs) in a renewed healthcare paradigm:
Health communication is a multidisciplinary and versatile field of
study that, using both traditional and new communication processes,
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aims to improve (through promotion, literacy, and education) (1) the
interactions between all the stakeholders who take part of the health
system (either citizens, patients, health professionals or organizations
at different levels); and (2) the quality, efficiency, and management of
health and malady (as individuals) and of the health care system (as a
society).

In sum, the objective of this alternative conceptualization is to
consider the sphere of ICTs, which is reflected by adding the word
“new” to the definition. In addition, the description of the term also
reflects the three approaches of malady, being complementary to
previous definitions: disease (for instance, with the words “health”,
“organizations”, or “health professionals”), illness (with the terms
“patients”, or “illness”), and sickness (“society”, “citizens”). Finally,
this reformulation tries to achieve a breakthrough in stressing that
this discipline can be used (and enriched) for something more than
transmitting messages of health and illness. More thoughts on this
matter will be recovered and pointed out later on at the Discussion
and Conclusions sections12.

12

See pages 237-253 for the Discussion, and pages 255-261 for the Conclusions.
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1.1.1 ICTs and the new patient-physician dynamic
The weight of ICTs in health has been progressively increasing since
the mid-2000s, period inside which the concept health 2.0 surfaced
for the first time (Conn, 2007). Institutions like the EU define health
2.0 or digital health as “tools and services that use information and
communication technologies […] to improve prevention, diagnosis,
treatment, monitoring and management of health and lifestyle”
(European Commission, n.d.-b). In this regard, what it becomes a
productive recommendation is that health-related institutions may
also use and integrate ICTs (for instance, social media) to improve
and understand health and their communication processes.

Nevertheless, the challenge is to ensure that all the stakeholders
related to the health sphere participate in the practice of health
communication. In relation to this matter, while several studies have
shown that patients are an active part of these processes -especially
concerning the use of new technologies to look for support or to
enhance their communication-, health-related organizations need to
discover how to work more effectively with these available tools
43
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(Bernabeo & Holmboe, 2013; Calderón & Beltrán, 2004; Heldman,
Schindelar, & Weaver III, 2013; Lovari, 2017; Thackeray, Neiger,
Smith, & Van Wagenen, 2012). As the results of this thesis stress,
this is still a challenge to be confronted seriously by health-related
organizations (Sendra & Farré, 2016, 2017).

It is true that interactions between patients and physicians are often
considered as the basis of health communication. These exchanges
are drawn on mutual trust, where patients rely on practitioners to
explain them their symptoms, feelings, sensations… and providers
generally answer with a diagnosis that comes from an “objective”
declaration. These encounters traditionally happened in face-to-face
interactions (in a physician’s office, for instance) or through phone
calls. Nowadays, nevertheless, these interpersonal communication
practices can happen as well through the Internet. Although these
interactions between patients and care providers already existed
before the development of health communication as a discipline
(Perdiguero, 2009; Sendra, 2017), the employment of technological
innovations in health (for instance, to look for information related
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to a malady) has provoked quantitative and qualitative changes in
their relationship (Lovari, 2017; Sendra & Farré, 2017).

Apart from the expansion of ICTs, there are other elements that
influence this new dynamic between patients and physicians in a
negative direction. In the first instance, there is the organisational
matter of the number of providers per patient. Although that in the
EU the ratio of physicians per 100000 inhabitants has increased in
recent years (Eurostat, 2018); a recent report on Global Strategy on
Human Resources for Health has predicted a shortage, at a global
level, of 18 million health workers by 2030 (WHO, 2016). Taking
into consideration that aging populations are growing and growing
(Haseltine, 2018), and that this group of individuals are more prone
to suffer chronic illness, health systems from all over the world have
started to show symptoms of unsustainability and collapse because
of the overloading of patients (Haseltine, 2018). In the face of this
predicted paucity, health systems are pushing to develop innovative
solutions with the objective of responding to these increasing
demands on management services for patients.
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Related to this, it is also involved the issue of how much time health
professionals spend with each patient during consultations. A recent
study (Irving et al., 2017, p. 1) identified that the worldwide average
varies “from 48s in Bangladesh to 22.5min in Sweden”. However,
most of the countries analysed in the study presented an average of
10 minutes per medical appointment (Irving et al., 2017). In cases
of patients with chronic diseases, this precarious reality is especially
worrying, because individuals with these conditions live time as a
hidden treasure and as a torture: time for getting the right treatment,
time to self-explain their symptoms, time to cope with uncertainty,
time to obtain the right diagnose, etcetera. In this regard, a health
professional with sufficient time to listen to them is complicated to
find (Østbye et at., 2005). As a result, pain patients are unattended,
on a recurring basis, by a sort of health system that is unable to fulfil
positively this task.

The professionals’ shortage and the lack of available time in medical
appointments could be considered as two of the main reasons why
patients started to use the Internet with the purpose of searching
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for health information and support (Scanfeld, Scanfeld, & Larson,
2010; Sendra & Farré, 2017). This practice has increased over the
past few years, creating a threat for health organizations and their
staff as uncontested authorities (Roland, 2018). Through this kind
of behaviour, patients are becoming empowered individuals that are
changing their perception, relationship and interactions with health
professionals. Sosnowy (2014) denominates this uprising situation
as participatory healthcare, because the encounters between providers
and patients are no longer based on superiority. Besides, by having
access and more information at their disposal, these individuals can
take part more actively in the management and decision-making
related with their own health.

One of the conditions where these empowering practices began to
happen more regularly is pain (Gonzalez-Polledo, 2016, 2018b), the
sensemaking analysis focused on this dissertation. For chronic pain
patients, heath communication is not only centred on informationlooking practices. The results of this dissertation on chronic pain
meaningfulness underlines that their dynamics also imply support
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in different ways, with the formation of peer communities, and not
least the challenge to break with status-quo narratives (see Results
chapter for more information). In the next section it is argued how
chronic pain has become one of the principal health communication
questioning of the 21st century.

1.2 Pain, a global problem
Pain, in all its manifestations, must be taken into consideration as a
growing health problem. Under the International Association for
the Study of Pain (IASP), this condition answers to “an unpleasant
sensory and emotional experience associated with actual or potential
tissue damage, or described in terms of such damage” (IASP, 1994,
cited in IASP, 2017, para. 4). Also, as stated by clinicians, this pain
can be either acute or chronic13. In this dissertation, the focus is
specifically placed on the chronic experience of pain and its gaps of
communication.

Behind acute pain, there is a cause (like surgery) and its duration is no usually longer
than six months, whereas chronic pain is an ongoing pain that lasts longer than six
months, even if the patient recovers from the cause that provoked the pain (Cleveland
Clinic, 2017).
13
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In this regard, some studies estimate that, at present, 20 percent of
the worldwide population suffers from chronic pain (Goldberg &
McGee, 2011). Only in the EU, the figure of those who suffer from
this condition is close to 150 million people (Eccleston, Morlion, &
Wells, 2018). These numbers, however, are expected to rise due to
the increase of life expectancy and the constant growth of the world
population (United Nations. Department of Economic and Social
Affairs, 2017). Consequently, the treatment of chronic pain is more
and more expensive. In Europe, annual costs for chronic pain care
are situated around 441 billion euros (Societal Impact Pain Platform,
2017). All in all, health systems from around the world are becoming
unsustainable.

Similarly, the appearance of pain must be understood as a complex
experience that results from many factors (Craig, 2009; GonzalezPolledo, 2018a; Van Hecke, Torrance, & Smith, 2013). However,
not all of them can be measured and isolated through blood tests,

49

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

INTRODUCTION

scans or biopsies. This is the case of illnesses like fibromyalgia 14, as
indicated above. Due to this fact, pain patients often experience
incredulity (Newton, Southall, Raphael, Ashford, & LeMarchand,
2013) from their health professionals, as well from their loved ones.
Therefore, those with chronic pain can undergo emotional distress,
stigma, and isolation (Newton et al., 2013). In this regard, chronic
pain management can become a black box for health professionals.

Moreover, another factor that influences pain treatment is related
with the care model used by physicians. In this connection, modern
medicine is mostly ruled by two paradigms. On the one hand, there
is the biomedical model. As stressed by Engel (1977, p. 130), this
paradigm “assumes disease to be fully accounted for by deviations
from the norm of measurable biological […] variables”, i.e. only the
disease dimension of malady is considered by health professionals.
However, in pain, patients’ experiences are fundamental. As Martin
and Peterson (2009) argue, this condition is a clear example of how

According to Wolfe et al. (2010), fibromyalgia is a syndrome that lacks from “objective
physical or laboratory features or well-characterized pathologic findings” (Wolfe et al.,
2010, p. 608).
14
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certain illnesses cannot be treated or observed following the model
of biomedicine:
For those who suffer the pain and debility of chronic illnesses the
process of social construction is even more relevant as it provides a
set of meanings and explanations that simply cannot be accounted
for by the biomedical model by which many health care professionals
interpret the illness experience. (p. 579)

Conversely, Engel (1977) developed the biopsychosocial model in
the 1970s. According to this paradigm, “clinicians must attend […]
to the biological, psychological, and social dimensions of illness” at
the same time (Borrell-Carrió, Suchman, & Epstein, 2004, p. 576).
In other words, this model considers other factors besides clinical
evidences (such as the economic burden or the physician-patient
relationship) to evaluate illness, i.e. it takes into consideration the
three dimensions of malady (disease, illness, sickness). A priori, this
paradigm fits better the experiential reality of chronic pain patients.
However, the problem is still reproduced because of the biomedical
model continues in the leading of modern healthcare management
(Engel, 1977; Martin & Peterson, 2009).
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In the face of disbelief and inappropriate illness treatment (and in
sum with the underlined reasons), patients began to use the Internet
as an add-on of their pain management both to look for information
related with their maladies and sharing and receiving support from
other individuals15 (Mehta & Atreja, 2015). However, as remarked
previously, health-related institutions began to use these tools later
than patients16 (Thackeray et al., 2012). In consequence, within this
circumstance it is created a knowledge gap between them in these
digital environments: while sufferers became active users of these
resources (for instance, creating peer-support groups in Facebook
pages or sharing posts explaining their condition); institutions are
still having problems to engage with patients in these platforms.

In this research, it is discussed how health-related organizations
could address better the connection with pain patients if they were
more active and creative in virtual environments. These encounters
between pain sufferers and providers are confronted being analysed

As is discussed later, some of these practices are contributing to rethink health
communication dilemmas.
16 Study II discusses the possible explanation behind this fact.
15
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from an institutional perspective (Study II), and also from the point
of view of pain patients’ (Study III).
1.2.1 The concept of pain communication
The complex nature of pain makes that patients feel ready to express
this condition in different ways. This formulation can occur either
verbally (through scales or questionnaires17, where patients must say
aloud their degree of pain based on multiple variables), or through
non-verbal communication techniques (for instance, with postures
of the body and facial expressions, measured as well through similar
devices18). Pain professionals use several of these assessment tools
to obtain objective measurements that allow them to evaluate the
pain of the patient, and often considering only the disease dimension
of malady. In this sense, this type of pain assessment is an example
of the hard influence of the biomedical model in current health care
systems. Nevertheless, there are cases where the expression of pain
can also take place without and beyond the use of these instruments
(Gonzalez-Polledo, 2018a).

17
18

Breivik et al. (2008).
Walsh, Eccleston and Keogh (2014).
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At the same time, similarly to health communication in general, this
expression of pain can happen in particular at different levels: with
oneself, with family and friends, and with health professionals; and,
in the latter case, these expressions may be conceived to better
diagnose patients’ pain. In this instrumental sense, providers rely on
assessment tools to define the intensity, type or duration of pain.
Nonetheless, can these instruments wider capture the multiple
complexities of the pain experience? Moreover, as most providers’
experience time constraints, they are not often in a good condition
to properly evaluate pain, precisely because the use of these tools of
assessment requires in their application a lot of resources.

Contrary to these procedures, the irruption of new technologies like
social media has allowed patients to communicate pain in other
ways (Gonzalez-Polledo, 2016; Newhouse, Atherton, & Ziebland,
2018). For instance, these expressions can happen by sharing a text
and an image on Instagram (Study III). These performative posts,
where patients express their frustrations, fears or feelings, are also a
substantive part of pain communication. The first book that draws
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on these communication practices from a social outlook consider
these publications a painscape, a construct that is providing multiple
“communicative frameworks that work outside, but also parallel to,
the rating scales […] that so often characterise pain” (Tarr, 2018, p.
244).

Paradoxically, should health-related professionals use these posts in
social media as a supplementary informative tool for the assessment
of pain? A recent report stresses that there are more than 3 billion
active social media users worldwide (Williams, 2017), and many of
them are there in quality of patients. Every day, then, big amounts
of health-related data19 are generated and uploaded online. Since the
treatment and assessment of pain needs to be multidisciplinary
(Breivik, 2008), health institutions need to consider including this
amount of data as a complementary addition to the evaluation of
the pain. In this setting, the production of the data comes from the
patients’ own terms.

Every day, users generate “2.5 quintillion bytes of data” (Marr, 2018, para. 1) between
Internet navigation, social media or digital photos, among others.
19
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Nevertheless, this practice supposes a double-edged sword for pain
sufferers. First, recurring to social media and the Internet for healthrelated issues can be a risk in terms of privacy or misinformation
(Roland, 2018). On the contrary, some studies have shown that the
use of social media by pain patients can be beneficial in terms of
reducing stress or anxiety (Merolli, Gray, & Martin-Sanchez, 2013).
Besides, these posts (often written from anonymity) allow chronic
pain sufferers to express their concerns without be in a hurry and in
a more relaxed environment than a physician’s office. While these
practices of communication and expression of pain have been rising
among patients, health-related institutions have been progressively
losing authority as those reference organizations in the health field20
(Torkkola, 2013).

Consequently, this comparative research tries to analyse the practice
of communication in social networks of both pain institutions and
patients (see Results section) with the objective of making ready-to-

In fact, pain patients are one of the groups that are more active in social media
platforms, according to the findings of Gonzalez-Polledo (2016, 2018b).
20
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use recommendations for improving chronic pain management and
assessment using communication.

1.3 The irruption of health 2.0
Technologies like social media are part of the sphere of health 2.0.
Nevertheless, these tools are only a small part of all the innovations
that are currently revolutionizing the health sector: apart from social
network platforms, there are wearables, chatbots, applications, VR
(virtual reality) devices, and artificial intelligence solutions that also
form part of the healthcare 2.0 irruption. For instance, in the market
patients can found devices like iBreve21, a wearable to manage and
relieve stress; or services like Made of Genes22, a Spanish start-up
that sequences and storages the personal genomics of any individual
in the cloud. Likewise, there are also solutions addressed towards
health-related organizations. This is the case of DeepAIMed23, for
example, a search engine aimed to health professionals that utilises

Draper, 2018.
Made of Genes website (https://madeofgenes.life/).
23 DeepAIMed website (https://www.deepaimed.com/).
21
22
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artificial intelligence to gather the relevant medical information
from all the scientific databases in the world with a single searching.

In terms of communication, these solutions mostly come through
apps or web-based platforms that either facilitates patient-physician
interactions and provider-provider communications or, otherwise,
gives patients’ access to health-related information that comes from
a reliable source. Some examples of these tools are InsightMedi 24
(for physician-physician communication), KRY25 (for interactions
between patients and providers), or the app COMJuntos26, created
to improve the knowledge and access to health information of those
families who have a relative –better or worse– diagnosed with a rare
disease.

In either case, the possibilities in health 2.0 are multiple, and they
will continue to increase in the following years as these technologies
become a part of the own body and self. However, considering that

InsightMedi website (http://www.insightmedi.com/).
KRY website (https://www.kry.se/en/).
26 COMJuntos website (http://appcomjunts.es/).
24
25
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health 2.0 began to develop in 2006 (Conn, 2007), health institutions
still have a hard time betting on these solutions. Some of the reasons
behind this fact could be budget shortages in hospitals, strict norms
and regulations at an institutional level (Sendra & Farré, 2017), and
matters related to ethics, entrepreneurial risks, or patients’ privacy
(Lupton, 2012; Roland, 2018). In this sense, Lupton (2012, p. 234235) points out that these new devices “offer an unprecedented
opportunity to monitor and measure individuals’ health-related
habits”, which turns in “the datafication of human bodies” (Lupton
& Maslen, 2017, p. 1564). Nonetheless, these new technologies also
“enable access to health services, and become drivers of systemic
transformations of the kinds and quality of healthcare services”
(Gonzalez-Polledo, 2018b, p. 1-2). Health-related institutions, then,
should not create more barriers against these type of innovations,
but hold a profound debate to analyse which are the best ways to
integrate these resources in a better management of digital health.

In this regard, Wright et al. (2008, p. 174) suggested that “despite
the optimism over these technologies for improving healthcare,
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many cultural, educational, financial, and legal barriers exist that will
[…] shape the future of new technologies and communication”. On
this matter, this study involves a first deep exploration to confront
with this problem in the field of chronic pain.
1.3.1 Towards a new healthcare system
In particular, this dissertation has been focused on the data created
by patients and providers on social media platforms. It was decided
to concentrate the analysis on these tools because marginalized
groups (like those who suffer from pain) make themselves visible
again when they utilise these online resources (Lovari, 2017). These
users turn “to social media in order to claim new rights around data,
including rights to access services and to shape discussions about
the future of healthcare” (Gonzalez-Polledo, 2018b, p. 6). Taking
into consideration that pain patients are one of the main groups not
satisfied with the actual healthcare system, this study analyses which
discussions these sufferers have in these online spaces (Study III).
Besides, social media are also democratising the access of chronic
pain patients to the information related to their condition (Sendra,
2017).
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From an organizational perspective, the problem is to discover how
to use data from social media to benefit the treatment of pain. So
far, health-related organizations have used these resources mainly
for health promotion (Lupton, 2012). In either case, considering
that wearables are generating data that can be analysed later by a
health professional, social media publications could be turned too
into productive evidence27 (in other words, useful for disease) for the
treatment and management of pain.

When posts are shared by patients, these publications get inside the
illness sphere of malady. Health professionals, in consequence, could
improve pain treatment by including these data into the diagnosis
of a patient. However, as Lupton and Maslen (2017, p. 1565) stress
out, “digital technologies […] require new modes of understanding
and enactment” for physicians28. Regarding this issue, this research
realises a first proposal about how institutions can use social media

Previous studies (Merolli, Gray, Martin-Sanchez, 2016, 2018) analysed the possibility
of generating evidence about health outcomes by examining the therapeutic affordances
of chronic pain patients’ social media use.
28 In their study, Lupton and Maslen (2017) discussed how telemedicine is requiring the
development of new sensorial skills in health professionals.
27
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(as a tool) and their data (as evidence) to enhance the treatment of
pain (Study III, Study IV). Although not everyone is participating in
these online platforms, it should be recognised that these new tools
could be interpreted as a part of the logical solutions needed to
improve the way health systems work; either to deliver reliable painrelated information to patients’, or to obtain useful knowledge and
new pain assessment measures.

In front of the lack of studies that examine the relation of health
institutions, pain patients, and social media with the communication
of pain from the perspective of social sciences, this thesis collects
an exploratory, innovative and multifarious study (constituted by
several complementary publications) to enrich the meaning of both
health and illness. From a communicative-centred logic, digital
networks available for pain patients may further enhance either the
treatment or management of this condition.
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Altogether, this research analyses the communicative processes of
health, illness, and chronic pain both from the perspective of healthrelated organizations and the point of view of patients’ that suffer
from this condition. In order to do that, the objectives pursued are
in concordance with the published works appended as the central
body of this thesis.

More specifically, this research is an attempt to accomplish the next
objectives:

Objective 1. To contemplate and deepen expertise about the
potential of social media as a tool for the communication of pain in
consonance with the expansion of the usage of the Internet and new
technologies.

Objective 2. After analysing the state of the art, at a broader
level, of the online health communication policy-makings of public
health organizations; to study, in the context of chronic pain, how
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pain-related institutions create and communicate messages about
this condition in social media.

Objective 3. To examine, from the patient’s perspective, the
narratives that these individuals utilise in these online platforms to
communicate pain.

Objective 4. To explore, from a more general angle, how the
principles of social support theory could improve the interactions
between health institutions and patients with chronic diseases both
in and through social media.
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This thesis includes five studies (one book chapter and four research
articles): one is a preliminary point of view on the weaknesses and
strengths of using social media for the communication, assessment
and management of pain (Introductory book chapter); two more are
systematic reviews (first, Study I realises an initial state of the art of
organizations and their social media use; and, secondly, Study IV
explores the relation of these tools to social support theory); and
the other two conduct a content analysis of data from social media
related to pain (Study II from the point of view of institutions, and
Study III from the patients’ perspective).

This section provides a brief overview of the methodologies used
in each research paper. A more broader description of the methods
followed in these studies can be recovered in the Results section.

3.1 Study I
In this first study, a systematic review of the articles related to public
health organizations and social media is conducted. In particular,
research papers published in English between 2004 and May 2015
are retrieved. Then, multiple key terms are identified both in the title
69
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and/or the abstract of the documents indexed in different databases
(Scopus, Medline, Science Citation Index Expanded, Social Sciences
Citation Index, OneFile, GALE, Taylor & Francis Online , Informa
– Taylor & Francis, SciVerse ScienceDirect, SAGE Journals, Sage
Publications, DOAJ, ERIC, PMC, Mary Ann Liebert, Wiley Online
Library, Public Library of Science, SpringerLink, RMIT, Chongqing
VIP Information Co.).

Specifically, only the studies that examine initiatives related to social
media carried out by public health organizations from the point of
view of health communication are collected and analysed. Further
on, of each paper selected, information regarding the author/s, the
initiative, the organization/s, and the content of the text is gathered.
Finally, this information is assembled into a table with the objective
of comparing the diverse social media initiatives of these institutions
between and among them (more information on the analysis table
and the list of articles included in the final selection can be expanded
in Study I). For this systematic review, the recommendations of the
PRISMA declaration were followed (Urrútia & Bonfill, 2010).
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3.2 Study II
In Study II, a comparative content analysis of the tweets from two
institutions related to chronic pain (American Pain Society (APS),
Spanish Pain Society (SED)) is carried out. A total of 2474 tweets
captured with the online tool Omnicity29 are examined. The tweets
analysed in this study were published from March 2013 to February
2016 in the case of the SED, and between July 2010 to February
2016 in the case of the APS.

Then, of each tweet, data regarding the content, hashtags, targets,
frequency, interactivity, and pain-related information is gathered
and manually coded to a table (one for each pain organization) for
subsequent analysis and comparison. Afterward, the information of
each pain institution is compared in an Excel file (more information
regarding the creation of the matrix of analysis can be completed in
Study II and in section 8.1).

29

Omnicity website (http://omnicity.com/ot/).
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3.3 Study III
In the third study, a content analysis of Instagram posts labelled
with the hashtag #chronicpain is executed. First, an initial sample
of 21760 publications (extracted of the week between February 27th
to March 5th 2017) is captured using the freeware Netlytic (Gruzd,
2016). Of this sample, duplicated data is removed first, and then the
first sample is reduced to 350 posts following a multistage sampling
strategy (Palinkas et al., 2015).

Afterward, each of these Instagram posts is classified according to
14 categories: illness narrative typology, use of the illness narrative,
kind of pain (typologies), gender of the owner of the profile, kind
of visual representation used (typologies), photographic frame of
the persons depicted, number of comments, number of likes, pain
narrative typology, use of metaphors to express illness/pain, coping
strategy, references to health professionals, level of uncertainty, and
level of private information sharing. This information is manually
coded using an Excel file for subsequent analysis (more information
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on the categories used for examining the data can be found both in
Study III and in section 8.2).

3.4 Study IV
In Study IV, a systematic review of the research papers related to
social media, social support theory, and chronic diseases is carried
out. Only articles published in English between 2004 and December
2017 are retrieved. Afterward, multiple key terms are identified both
in the title and/or the abstract of the research articles indexed in the
Web of Science Core Collection database (A&HCI, SSCI, CPCI-S,
SCI-EXPANDED, CPCI-SSH, BKCI-S, BKCI-SHH, ESCI).

In particular, only the studies that examine the relationship between
chronic diseases, social media, and social support theory are finally
collected and analysed. Similarly with the Study I, from each paper
selected is gathered authorial information, the number of patients’
or users reached out, the chronic disease examined, and the context
inside which the text is situated. The dataset is collected then into a
table with the objective of examining in detail the outcomes that
result from implementing social support theory to social media use,
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and in what extent they are translated to the management of chronic
diseases (more detailed information on the analysis table and the list
of papers included in the final selection can be found in Study IV).
For this systematic review the guidelines of the PRISMA declaration
were also followed (Urrútia & Bonfill, 2010).
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Relation of the publications included in this section:
Introductory book chapter
Sendra, A. (2017). Social media and new communication strategies
to pain information [Los social media y las nuevas estrategias
de comunicación de la información ante el dolor]. In J. M.
Comelles & E. Perdiguero-Gil (Eds.), Educación, comunicación y
salud. Perspectivas desde las ciencias humanas y sociales (pp. 227-244).
Tarragona: Publicacions URV.
Study I
Sendra, A., & Farré, J. (2016). Public health institutions and social
networks: a systematic review [Las instituciones de salud
pública y las redes sociales: una revisión sistemática]. Revista
Española de Comunicación en Salud, 7 (2), 285-299.
Study II
Sendra, A., & Farré, J. (2017). Institutional pain communication via
Twitter by Spanish and US pain societies: analysis of levels of
use and engagement. Catalan Journal of Communication &
Cultural Studies, 9 (1), 3-23.
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Study III30
Sendra, A., & Farré, J. Communicating the experience of pain
through social media: patients’ narrative practices on
Instagram. Under review.
Study IV
Sendra, A., Farré, J., & Vaagan, R. W. Seeking, sharing and cocreating: a systematic review of the relation between social
support theory, social media use and chronic diseases. Under
review.

30

Study III and Study IV are attached in the format sent to the peer-review process.
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LOS SOCIAL MEDIA Y LAS NUEVAS ESTRATEGIAS DE
COMUNICACIÓN DE LA INFORMACIÓN ANTE EL DOLOR1
Anna Sendra Toset

Departamento de Estudios de Comunicación
Universitat Rovira i Virgili, Tarragona

Resumen: El sistema sanitario está viviendo una revolución sin precedentes. En un entorno cada vez más digitalizado, nuevas herramientas están
cambiando la forma en la que tradicionalmente hemos manejado nuestra
salud. La relación médico-paciente ya no es de superioridad, sino que el
enfermo cada vez es más protagonista de su salud. Los social media forman parte del cambio, y aquí veremos varias ideas sobre cómo podemos
usarlas eficazmente para mejorar el manejo y tratamiento de pacientes con
dolor.
Palabras clave: redes sociales, pacientes, comunicación del dolor, comunicación de la salud.
Social media and new communication strategies to pain information
Summary: The healthcare system is living a revolution without precedents.
In a digitalized world, new tools are changing the traditional way that we
have taken care of our health. Nowadays, the patient-provider relationship
is no longer about superiority, but the patients are increasingly protagonists
of their health. Social media are part of this change. In this chapter, we
expose some ideas of how we can use them effectively to improve the
management and treatment of patients with pain.
Keywords: social media, patients, pain communication, health communication.

1 Proyecto financiado con una Beca FI-DGR (2016FI_B 00212) de l’Agència de Gestió d’Ajuts
Universitaris i de Recerca (AGAUR) de la Generalitat de Catalunya.
Comelles, Josep M. y Perdiguero-Gil, Enrique (eds.), Educación, comunicación y salud.
perspectivas desde las ciencias humanas y sociales, Publicacions Universitat Rovira i Virgili,
Tarragona, 2017, p. 227–244. ISBN: 978-84-8424-518-6. DOI: 10.17345/9788484245186
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Descifrando el concepto de pain communication
La Asociación Internacional para el Estudio del Dolor (IASP) define el
dolor como una experiencia sensorial y emocional desagradable, asociada
a un daño tisular2 real o potencial, o descrita en términos de dicho daño.3
Según un estudio reciente, se estima que el 20% de la población mundial
padece dolor (Goldberg, McGee, 2011). Sin embargo, aunque se trata de
un problema global, el dolor sigue sin ser tratado correctamente. Aunque
se atiende principalmente desde una perspectiva médica, un elemento clave en su tratamiento es la comunicación.
Según Miró (2012b: 394) el dolor es una experiencia compleja que
«resulta de la interacción de múltiples factores», ya sean cognitivos, físicos, sociales, o somáticos, entre otros. Ante tal variedad de causas que
se presentan, mayoritariamente, de manera conjunta, es importante que
la comunicación médico-paciente sea efectiva. Si hay barreras que impiden o limitan esa interacción, el tratamiento que recibe el paciente no es
el adecuado. Este intercambio de información entre los pacientes y los
profesionales, que en la mayoría de los casos se produce en un entorno
sanitario, se engloba dentro del concepto de health communication (comunicación para la salud).
El ser humano es de naturaleza curiosa, y siempre ha buscado maneras de satisfacer la necesidad de información sanitaria.4 La comunicación
«formal», destinada a proponer a la población soluciones para su salud y
para responder a las enfermedades, comenzó con la propia aparición de
la imprenta, aunque, por supuesto, a nivel oral y mediante manuscritos es
muy anterior, y no deja de tener visos de «formalidad». A partir del siglo
xx, el cine, la radio, la publicidad y la televisión analógica empezaron a
jugar un papel determinante, aunque la idea de «comunicación para la
salud» como área de estudio emergió a finales de los años sesenta (Du
2 Daño en los tejidos.
3 International Association for the Study of Pain (IASP). IASP Taxonomy. Seattle [Consultada
el 10/12/2016].
4 Llamero (2015) apunta en su investigación que «para comprender las implicaciones del
consumo de información sanitaria virtual nos hemos de remitir a las diferentes etapas de la
medicalización de las sociedades. Este concepto hace referencia al proceso mediante el cual
las profesiones médicas […] han ido adquiriendo hegemonía en la gestión de la salud y las
atenciones. En el último cuarto del siglo xx los conceptos de paciente informado y autonomía
comenzaron a cuestionar esta hegemonía» (Llamero, 2015: 101).
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Pré, 2014),5 y engloba «la forma en que buscamos, procesamos y compartimos» información sobre salud (Thornton, Thornton, 1992, citados
en Du Pré, 2014). Desde su aparición como campo de investigación hasta
el inicio del nuevo milenio, la aplicación de este concepto se reducía al
análisis de la publicidad televisiva o radiofónica, la lectura de un libro o de
un artículo de una revista o periódico o, simplemente al intercambio de
información entre el médico y el paciente durante una consulta médica.6
Sin embargo, a partir del año 20007 la situación vivió un giro radical gracias a la aparición de las nuevas tecnologías, cambiando la definición del
concepto de health communication tal y como se entendía en el pasado.8
Una nueva generación, una nueva realidad
Si repasamos la cronología de la aparición de varios gadgets tecnológicos,
observamos que el primer ordenador tal y como lo entendemos actualmente apareció en 1981, el famoso IBM Personal Computer 5150.9 En la
5 Como apunta Perdiguero (2009), la comunicación para la salud no es una novedad
del siglo xx o xxi, sino que existen «numerosas obras que se dedicaron a finales del siglo
xix a tratar de analizar y solucionar el problema de la mortalidad infantil, para divulgar
numerosos consejos que trataban de modificar lo que se consideraban errores de crianza»
(Perdiguero, 2009: 61). Para Perdiguero, esta forma de trabajar «se encuadra en la nueva
manera de afrontar las enfermedades que se produjo a partir del final del siglo xix en Europa
y en EUA» (Perdiguero, 2009: 61).
6 Según Perdiguero (2009), desde inicios del siglo xx «la medicina social puso en marcha
diversas tecnologías de intervención que variaron las fronteras del ámbito de la salud pública.
[…] Se llevó a cabo un cambio en la estrategia asistencial que se cristalizó en el inicio de las
campañas sanitarias y en la aparición de un nuevo dispositivo asistencial, el dispensario»
(Perdiguero, 2009: 62).
7 Fue a partir del año 2000 cuando aparecieron las primeras plataformas 2.0, con el objetivo
de facilitar la interacción entre las personas que compartían intereses comunes en música,
educación y películas, entre otros (Edosomwan et alii, 2011: 79).
8 Según Uittenhout, «antes de la gran adopción de Internet, la gente obtenía la información
sanitaria de su entorno personal o cercano» (Uittenhout, 2012: 11). Ahora, la diferencia
está en que «con el uso de los social media, el público puede interactuar y conectar con la
información suministrada preguntando dudas, o añadiendo información» (Uittenhout,
2012: 13); de manera que la información especializada está disponible donde y cuando
los usuarios la demandan. Además, estos nuevos medios convierten en más accesible la
experiencia de los profesionales sanitarios (Uittenhout, 2012).
9 Alfred, Randy (2011). Aug.12, 1981: IBM gets personal with 5150 PC. Wired, 8 de noviembre de 2011. [Consultada el 10/12/2016].
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música, la evolución vino de la mano del discman en 1984 con la llegada
al mercado del reproductor portátil D-50 de Sony.10 La consola de bolsillo
Game Boy se presentó en 1989.11 El primer boom de los teléfonos móviles se produjo a finales de los años 90 cuando Nokia introdujo el modelo
3210, uno de los terminales más vendidos de la historia con 160 millones
de unidades.12 Son sólo algunos ejemplos de los avances tecnológicos con
los que creció la generación millennial13 y que han cambiado nuestra forma de entender el mundo. Establecen un antes y un después en la forma de
vivir nuestras vidas, pero todavía falta un ingrediente para comprender su
efecto en la health communication asociado al desarrollo de la tecnología
derivado del despliegue de Internet.
La conexión wireless y la generalización de las tarifas planas han permitido una gran penetración de la conexión a Internet en los países desarrollados. En 2015, aproximadamente el 80% de los habitantes de estos
países se conectan de forma habitual,14 permitiendo a los millennials y a
sus predecesores (el cambio lo han liderado ellos, pero sus progenitores
también participan en él) la utilización de la red no sólo como fuente de
información, sino como una herramienta que complementa su estilo de
vida.
Según una encuesta reciente del Instituto Nacional de Estadística, 7
de cada 10 hogares españoles dispone de conexión a Internet, y además
5 de cada 10 españoles usa la red como canal de información habitual.15
10 Gina (2015). Flashback Friday: The Sony Discman (1984). Sony Official News, 22 de mayo
de 2015. [Consultada el 10/12/2016].
11 Nintendo España. Game Boy. La consola de bolsillo de toda la vida. [Consultada el
10/12/2016].
12 Meyers (2011). What the Incredible 70-Year Evolution of the Cell Phone. Business Insider,
6 de mayo de 2011. [Consultada el 10/12/2016].
13 Millennial es el término utilizado para describir «la generación nacida entre 1980 y 1995»
(Ng, Schweitzer, Lyons, 2010: 281). También reciben el nombre de Generación Y, Nexters
o Generación Nexus (Barnard et alii, 1998, Burke, Ng, 2006; Zemke et alii, 2000, citados
en Ng, Schweitzer, Lyons, 2010), «debido a las características y los eventos que definen sus
vidas (p. e., globalización, rápido avance tecnológico, crecimiento de la diversidad demográfica)» (Ng, Schweitzer, Lyons, 2010: 282).
14 BBC News. Internet used by 3.2 billion people in 2015. 26 de mayo de 2015. [Consultada
el 10/12/2016].
15 Instituo Nacional de Estadística. Encuesta sobre Equipamento y Uso de Tecnologías de Información y Comunicación en los Hogares. Instituto Nacional de Estadística. 1 de octubre de
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Centrándonos en la salud, en la última Conferencia Europea Anual de
Salud Digital, celebrada en Barcelona en mayo de 2015, se comentó que 9
de cada 10 pacientes estaría dispuesto a usar herramientas digitales para
cuidar de su salud.16 Ante estos datos, no puede negarse que la información sanitaria que encontramos a través de estos canales ha adquirido una
especial relevancia.
In recent years, the widespread adoption of computers, new software
programs, the Internet, and other new technologies (e.g., cellular technology,
global satellite positioning chips) has led to a variety of changes in
communication within the healthcare system, the ways in which people
obtain health information, and the ways in which they communicate about
health in daily life (Wright, Sparks, O’Hair, 2008: 12).17

Si a todo esto le añadimos la aparición de los denominados social media (redes sociales18), el cambio es completo. Su uso, cada vez más extenso,
ha cambiado la health communication, especialmente en las cohortes de
edades denominadas millennials. Se trata de una regeneración transversal
sobre cómo vivimos que afecta a todos los ámbitos de nuestra existencia,
más allá del concepto de health communication. Son personas que viven
por y para la tecnología, y lo han convertido en su estilo de vida. Como ya
se ha señalado, un millennial es aquella persona que nació entre los años
1980 y 1995 (Ng, Schweitzer, Lyons, 2010); y aunque el dato, por sí
solo, es irrelevante, si le sumamos todos los avances tecnológicos gestados

2015. [Consultada el 10/12/2016].
16 Sendra, Anna. El futuro de la salud digital en Europa se da cita en Barcelona. ALGOS blog.
21 de mayo de 2015. [Consultada el 10/12/2016].
17 «En los últimos años, la adopción generalizada de los ordenadores, los nuevos programas
de software, Internet y otras nuevas tecnologías (por ejemplo, la tecnología móvil o los chips
de posicionamiento global por satélite), ha propiciado una variedad de cambios en la comunicación dentro del sistema sanitario, en las formas en que las personas obtienen información sobre salud, y también en las formas en que estas personas comunican sobre salud en la
vida diaria» [Traducción de la autora].
18 Hay que diferenciar este concepto del definido por Elizabet Bott en los 50. Para ella, el
término social network (traducido al español como «red social») describe un conjunto de
relaciones sociales para las cuales no hay una frontera común (Bott, 2001). Bott, hace referencia a Barnes, otro académico que define lo siguiente respecto a las networks: «cada persona está en contacto con un número de personas, algunos de los cuales están directamente en
contacto con los otros y algunos de los cuales no… es conveniente hablar de un campo social
de este tipo como una red» (Barnes, 1954, citado en Bott, 2001: 59).
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en aquella época y detallados al inicio de este apartado, el planteamiento
empieza a tener sentido.
Los millennials han tenido parte de culpa en este cambio de paradigma: «as digital natives, students have grown up in an era of widespread
use of technology, which now plays a major role in education, interpersonal communication, and the formation of social relationships» (Wells,
Lehavot, Isaac, 2015: 1017).19 Para ellos, publicar opiniones personales,
experiencias o contenido en redes sociales es un comportamiento natural
—han nacido con un smartphone en la mano—, y no les plantea ningún
tipo de riesgo (Wells, Lehavot, Isaac, 2015).
La introducción de los social media en el sistema sanitario
Asimismo, los social media facilitan también a los profesionales sanitarios la comunicación médico-paciente.20 A nivel general, los social media
permiten informar, educar y empoderar a las personas sobre temas de
salud; incrementar la velocidad de la información durante las emergencias sanitarias; movilizar las asociaciones comunitarias; facilitar cambios
de comportamiento; recopilar datos; y comprender las percepciones del
público que participa en ellos (Thackeray, Neiger, Smith et alii, 2012).
Sin duda, se trata de herramientas que van adquiriendo importancia y,
actualmente, el 40% de los consumidores de social media reconocen que
la información sanitaria que encuentran a través de estos canales afecta la
manera en que manejan y cuidan de su salud.21 Su auge ha normalizado
el concepto de participatory patient-hood, o a nivel más general, el de participatory healthcare (Sosnowy, 2014), es decir, la conocida como «salud

19 «Como nativos digitales, los estudiantes han crecido en una era de uso generalizado de la
tecnología, que ahora juega un papel importante en la educación, la comunicación interpersonal, y en la formación de relaciones sociales». [Traducción de la autora].
20 Mientras que los social media permiten a los pacientes encontrar apoyo y estar más informados (Chretien, Kind, 2013); los médicos usan las redes sociales principalmente «para
leer noticias, escuchar expertos, buscar nuevos avances médicos, para hacer nuevos contactos y para conectar con otros colegas en relación con los problemas de los pacientes»
(Househ, 2013: 246).
21 Govette, Jonathan (2014). 24 Outstanding Healthcare Social Media Statistics. LinkedIn,
28 de abril de 2014. [Consultada el 10/12/2016].
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participativa».22 Mediante estos instrumentos, los pacientes han podido
crear espacios de diálogo colectivo entre iguales donde poder expresar sus
sentimientos e ideas sin barreras, algo que quizá no sería posible en el
entorno de una consulta médica:
En España, […] los usuarios de la sanidad pública tenemos a veces la sensación de estar haciendo perder el tiempo al médico, de ser sus sumisos servidores y no su fuente de conocimientos e ingresos. Entramos a las consultas
cohibidos, pidiendo disculpas y dispuestos a que ni nos miren. Si se entienden
en la visita lo agradecemos más como un favor que como un «servicio completo» (Allué, 1996: 80).

Si lo analizamos desde la perspectiva del paciente, no es lo mismo
expresarte desde la comodidad de tu casa, en un entorno que dominas y
donde te sientes seguro, que hacerlo en una habitación blanca, y con una
persona uniformada con la que tienes un trato cordial sentada al otro lado
de una mesa (elemento que es una barrera a nivel comunicativo que protege al médico, no al paciente). Es por eso que estas nuevas herramientas
nos ofrecen la posibilidad de crear «espacios importantes para las personas con enfermedad para construir comunidad, participar en el activismo,
y promulgar resistencia» (Sosnowy, 2014: 316). Las redes sociales permiten que el paciente sea el protagonista, ya que participa activamente de su
salud colaborando con el médico e informándose sobre su enfermedad,
además de debatir con otros pacientes acerca de su problema de salud
(Sosnowy, 2014). En definitiva, «the […] reason physicians and other
providers should be tapping into e-health and social media is that they
are one route greater patient happiness–and to a more patient-centered
healthcare system» (Hawn, 2009: 367)23. Más felicidad del paciente es
igual a más eficiencia y mejor atención sanitaria.

22 A finales del siglo xx, San Martín señaló que la participación se entendía como «el
grado de implicación activa e informada del individuo, de los grupos y de la comunidad, en
la gestión de su propia salud y de la salud de la colectividad, con el objetivo de lograr cierta
autonomía, bien informada, sobre la gestión de la salud individual y comunal» (San Martín, 1984, citado en Sánchez, Ramos y Marset, 1994: 57).
23 «La razón […] por la que los médicos y otros proveedores deben adentrarse en la salud
digital y las redes sociales es que son una vía hacia una mayor felicidad del paciente-y hacia
un sistema de salud más centrado en el paciente» (Traducción de la autora).
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El dolor y la pain communication
La pain communication (esto es, la comunicación del dolor) es uno de los
componentes más comunes de la experiencia del dolor que ha evolucionado con el lenguaje y las expresiones no verbales en el contexto de la
sociedad humana (Hadjistavropoulos, Craig, Duck et alii, 2011). El
dolor puede expresarse: verbalmente, o no. Sin embargo, para determinar
el dolor que tiene un paciente es fundamental disponer de herramientas
de evaluación:
To capture formally information on patient’s pain, a pain assessment tool
is vital. The pain assessment tool should be valid, that is, there should be
evidence that the tool is useful for the purpose intended, reliable and easily
understood by the patient. […] We consider a range of different types of tool,
including rating scales and questionnaires (Mann, Carr, 2009: 35).24

Desde una perspectiva histórica, el dolor es uno de los «síntomas»
más comunes en la demanda de atención médica (Schappert, 1989, citado en Gureje et alii, 1998). Sin embargo, y a pesar de la disponibilidad de
analgésicos desde hace muchos siglos (p.e., el opio y, después, analagésicos
y los anestésicos),25 los cambios en la estrategia de paliar el dolor son relativamente recientes y se asocian a dos hechos: por un lado, la formulación
de la palliative care como estrategia para mejorar la calidad de vida —muy
especialmente pensada para calmar el dolor en fases terminales—,26 y, por
otro, la necesidad de disponer de herramientas «objetivas» de evaluación
del dolor27 (tal y como se ha citado al inicio). Estas últimas tratan de me24 «Para captar información sobre el dolor del paciente, una herramienta de evaluación del
dolor es de vital importancia. La herramienta de evaluación del dolor debe estar validada,
esto es, debe haber evidencia que demuestre que la herramienta es útil para los fines previstos, fiable, y de fácil comprensión por parte del paciente. […] Consideramos una gama de
diferentes tipos de herramientas, incluyendo las escalas de evaluación y los cuestionarios»
(Traducción de la autora).
25 Pérez-Cajaraville et alii (2005) señalan que la primera referencia histórica que se posee
sobre el uso del opio para paliar el dolor data del año 4000 a.C.
26 La primera definición de la denominada «medicina paliativa» apareció en 1987, y en ella
se dice que esta disciplina «es el estudio y el manejo de los pacientes con enfermedades muy
avanzadas para los cuales la calidad de vida es el principal foco de su cuidado» (Lewis, 2007:
121).
27 La naturaleza del dolor complica la medición de la intensidad del mismo, y por tanto, es
necesario disponer de instrumentos que transformen el feedback subjetivo de los pacientes
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dir el dolor a partir de la impresión del propio paciente (p.e., «diga cuanto le duele de cero a diez», o «no puedo soportar este dolor»), mediante
cuestionarios como la Pain Catastrophizing Scale (PCS) (Miró, Nieto,
Huguet, 2008a) o el Pain-Coping Questionnaire (PCQ) (Huguet, Miró,
Nieto, 2009). A nivel no verbal, el dolor puede expresarse a través de fotografías (señalando aquello que te duele, por ejemplo), posturas, movimientos o expresiones faciales (Mesko, Mellades, Christ-Libertin et
alii, 2011; Walsh, Eccleston, Keogh, 2014). Así pues, ante tal variedad
de opciones, ¿por qué no aprovechar las redes sociales como una herramienta para comunicar el dolor?
Estudios recientes demuestran que las redes sociales han
transformado las narrativas del dolor (Gonzalez-Polledo, Tarr,
2014). En enfermedades crónicas, su uso ha significado una mejora del
bienestar psicológico del paciente (por el hecho de manejar el estrés o la
ansiedad, por ejemplo); y los ha convertido en enfermos con un rol más
activo, esto es, que disponen de más información a su alcance y son más
participativos en la relación con sus médicos (Merolli, Gray, MartinSanchez, 2013). Además, «the widespread popularity of social media also
enables wider distribution of messages about pain, potentially challenging
excommunication» (Gonzalez-Polledo, Tarr, 2014: 14).28 Son
pacientes que recurren cada vez más a los social media para expresar lo que
les pasa, porque allí encuentran a personas que comparten su enfermedad
y entienden su sufrimiento. Encuentran apoyo, se expresan libremente sin
restricciones y les permiten construir, al margen de la consulta médica,
redes de apoyo que les ayudan a seguir adelante y mejorar su bienestar.
Aun así, el uso de las redes sociales en el campo de la salud está
en fase de desarrollo, y existen pocos estudios que aporten datos sobre
sus beneficios.29 Pero hay algunas iniciativas que han demostrado que
funcionan, aunque su efectividad no se haya probado con el suficiente
rigor científico. Es el caso de la iniciativa liderada por el Centre for

en datos objetivos para que ese dolor pueda ser evaluado (Flaherty, 1996).
28 «La amplia popularidad de las redes sociales permite también una amplia distribución de
los mensajes sobre dolor, retando potencialmente la exclusión» (Traducción de la autora).
29 Sin embargo, varios autores coinciden en que se necesitan más estudios para determinar
si los social media mejoran realmente las prácticas de comunicación en salud (Thackeray
et alii; 2012; Moorhead et alii, 2013).
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Pediatric Pain Research de Canadá, llamada It Doesn’t Have to Hurt.30 A
través del hashtag #itdoesnthavetohurt, el centro lanzó un debate a través
de los social media para que todo aquel que participase aportara ideas
para mejorar el manejo del dolor crónico en niños, e información sobre la
evidencia de la investigación en dolor crónico infantil. La etiqueta sirvió
para seguir compartiendo vídeos, imágenes, encuestas, blogs y otros
tipos de contenidos sobre el dolor infantil, para que la información más
actualizada llegase también a los padres de los niños que padecen dolor.
It Doesn’t Have to Hurt es una iniciativa pionera, cualificada por el propio
centro como una social media campaign, donde padres, médicos y otros
profesionales del ámbito sanitario pudieron aportar su opinión acerca del
tratamiento y manejo del dolor infantil.
Las dudas que plantean estas nuevas herramientas
En los estudios citados, los social media son beneficiosos para la healthcare,
ya que los pacientes se transforman en personas activas que participan,
cuidan y manejan su salud. Se trata de herramientas relativamente nuevas
con apenas 10 años de vida que aportan numerosas ventajas, pero también
despiertan crítica: «the use of […] social media by people with serious
illness to find, share, and create health information is much celebrated but
rarely critiqued» (Sosnowy, 2014: 316).31
La principal preocupación sobre su uso en el manejo de la salud es el
problema de la privacidad de los datos de los pacientes (Hawn, 2009), algo
que comparten los profesionales y los afectados. Es, sin duda, una paradoja: por definición, se trata de comunidades online,32 donde los usuarios
comparten la información con otras personas en un espacio público donde puede ser vista por una audiencia más o menos amplia. Una vez compartida, el paciente pierde el control sobre ella y eso puede afectar a la confidencialidad médico-paciente. Esta deja de ser una relación dual y pasa
a ser una relación multidireccional entre personas que padecen la misma
30 Centre for Pediatric Pain Research (2015). It Doesn’t Have to Hurt. Proven Pain Control for
Children. Canada. [Consultada el 10/12/2016].
31 «El uso de […] redes sociales por parte de las personas con enfermedades graves para
buscar, compartir, y crear información sobre salud es muy celebrado, pero raramente es criticado» (Traducción de la autora).
32 (2004). Social media. Merriam-Webster. [Consultada el 10/12/2016].
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enfermedad y que no necesariamente tienen una relación personal.33 No
debemos olvidar que las redes sociales son herramientas gratuitas donde
el usuario es el «producto», y por tanto, la información es poder para las
empresas que las gestionan. Divulgar opiniones acerca del cuidado del paciente a través de estas herramientas «poses greater risks than doing so in
person because of social media’s «invisible audience» (Wells, Lehavot,
Isaac, 2015: 1017).34 Si no quieres que algo se sepa, mejor no lo compartas
a través de las redes sociales.
Más allá de la privacidad, el segundo problema está en su eficacia.
Son necesarios más datos, ya que «there is very little evidence to indicate
that social media are being adequately used by public health organizations
[…] that leverage the ability to have meaningful conversations with our
audiences» (Heldman, Schindelar, Weaver III, 2013: 2).35 Disponer
de más pruebas permitiría evaluar el impacto que tiene el uso de estas
herramientas en la relación médico-paciente, y en los cambios de hábito o
comportamiento (Antheunis, Tates, Nieboer, 2013).

33 Aunque los social media han potenciado la existencia de la relación multidireccional entre
médicos, pacientes y otros actores, la relación médico-paciente nunca ha sido del todo dual.
Comelles (1993: 181) apunta que en el modelo médico clásico «se delegaba el control médico y la continuidad del cuidado sobre la red social del paciente porque se reconocía la lógica
cultural de las prácticas sociales existentes»; y esta relación entre médico-enfermo-red social
«suponía asumir y respetar la existencia de personas entendidas a las que se recurría en las
crisis de salud y que era —y son— roles especializados en las propias redes sociales». Esta
relación incorporaba rituales de interacción, consejos orales y prescripciones escritas entre
los miembros de la red (Comelles, 1993: 173). Así pues, de una manera u otra, la relación
médico-paciente siempre ha estado mediatizada por la red social que acompaña al enfermo.
34 «Divulgar opiniones acerca del cuidado del paciente a través de estas herramientas plantea más riesgos que hacerlo en persona debido a la «audiencia invisible» presente en las redes
sociales» (Traducción de la autora).
35 «Hay poca evidencia disponible para indicar que las redes sociales están siendo usadas
adecuadamente por parte de las organizaciones de salud pública […] de manera que aprovechen la capacidad de tener conversaciones significativas con nuestro público» (Traducción
de la autora).

237

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

Anna Sendra Toset

La necesidad de una buena estrategia comunicativa
Los social media son espacios que «allow us to share public health
information in new spaces» (Heldman, Schindelar, Weaver III, 2013:
3),36 pero es información que no podemos compartir de cualquier manera,
al menos en el caso de los profesionales. Para que sean eficaces, necesitamos
una estrategia de comunicación online que permita planificar qué
información podemos compartir con los pacientes, dónde encontrarlos, y a
su vez, cómo podemos hacer que esos mensajes les lleguen correctamente.
Se trata de anticiparse a las inquietudes del paciente, ya que este último
seguirá acudiendo a la red para buscar información sobre aquello que
le pasa. Desde la perspectiva de las instituciones hay que trabajar para
que los pacientes se informen de manera eficaz, con contenidos fiables,
de tal manera que la relación médico-paciente sea lo más fluida posible.
A la larga, puede conseguirse que los profesionales pasen menos tiempo
desmintiendo informaciones falsas o incorrectas, que debatiendo con los
pacientes acerca de si un tratamiento es beneficioso o no para ellos.37
Según varios estudios, las redes sociales funcionan mejor cuando están integradas en una estrategia de comunicación en salud global),38 que
se debe trabajar tanto a nivel de los pacientes como desde el punto de
vista de los médicos. Para que esto sea posible, las instituciones sanitarias necesitan incorporar más personal que además esté cualificado para
el puesto, es decir, con experiencia en comunicación para que tenga clara
cuál es la estrategia a seguir y cómo debemos usar las redes sociales para
36 «Los social media son espacios que nos permiten compartir información sobre salud pública en nuevos espacios» (Traducción de la autora).
37 Sin embargo, tal y como sugiere Llamero (2015: 123), «con el desarrollo de la web social
se han generado nuevas formas de acceso a la información que se encuentran a medio camino entre la des-intermediación y la intermediación tradicional, y esto tiene consecuencias en
la generación de reputación, un atributo clave en la concesión de credibilidad». Este fenómeno Eysenbach lo ha denominado «apomediación», y se trata de «una estrategia de búsqueda
de información donde la gente confía menos en expertos tradicionales y autoridades como
los gatekeepers, pero en cambio reciben la ‘guía’ de apomediarios, por ejemplo, a través de
procesos de filtraje colaborativo en red» (Eysenbach, 2008, cit. en Llamero, 2015: 124). De
esta manera, a las instituciones les espera un doble trabajo: por un lado, contrarrestar la apomediación fuertemente arraigada, y por otro, posicionarse como la fuente de información
oficial y fiable a la que los usuarios quieran acceder.
38 Ver en Thackeray, Neiger, Smith et alii, (2012) y Heldman, Schindelar, Weaver
III (2013).
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llegar a esos pacientes que buscan información sobre salud a través de la
red (Harris, Mueller, Snider et alii, 2013). Para participar del debate,
las organizaciones deben desarrollar una estrategia comunicativa que les
permita relacionarse correctamente con sus audiencias.
Es importante trabajar también desde el punto de vista del paciente. La
red es un lugar muy extenso, donde es muy fácil encontrar muchas fuentes
de información, y muchas de ellas de dudosa procedencia (contenido falso)
o con datos sin ninguna base científica. Son fuentes a las que se accede
fácilmente, y nadie les está diciendo a los pacientes que aquellos datos no
son los correctos o que, directamente, aquella información es falsa. Ante
esta realidad, es necesario educar a los pacientes para que dejen de acudir
a fuentes de información que no son las adecuadas. Aquí, la interactividad
juega un papel importante: las instituciones que están tras los social media
deben ser organizaciones activas, que contesten a las preguntas de sus
usuarios, estableciendo un diálogo bidireccional. Para algunos autores, las
instituciones «should fully embrace this aspect of social media engagement
and encourage quick replies» (Heldman, Schindelar, Weaver III, 2013:
7).39 Si estas organizaciones sanitarias asumen su carácter interactivo, la
información sobre salud se comprende mejor y permite conectar diversas
redes entre sí, de manera que los usuarios puedan encontrar los datos que
están consultando en varios formatos a la vez (Park, Rodgers, Stemmle,
2011). Además de la interactividad, hay otras formas de educar a los
pacientes, como por ejemplo a través de las demostraciones o talleres
prácticos de búsqueda de información en Internet, siempre teniendo
en cuenta que no todos los pacientes son iguales y, por tanto, no todos
tienen el mismo comportamiento navegando a través de la red. Pocas
son las instituciones que usan las redes sociales de forma adecuada para
interactuar con los pacientes, ya que son utilizadas más como un anexo a
la página web de la organización (se publica lo mismo en los dos sitios),
que como un mecanismo para mejorar el diálogo con los pacientes que
van en busca de información para mejorar el cuidado de su salud.
En definitiva, «si recibiéramos otro tipo de educación para la salud se
incrementarían las estadísticas de éxitos y la eficacia de las instituciones»
(Allué, 1996: 112). Como herramientas, las redes sociales nos permiten
aplicar otros métodos educativos para enseñar a los pacientes y a la pobla39 Las instituciones «deben aceptar plenamente este aspecto de la participación en social
media, además de fomentar las respuestas rápidas» (Traducción de la autora).
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ción en general más conocimientos sobre salud, así que en los próximos
años debemos encontrar cuál es la mejor manera de usarlas para que la
situación cambie para mejor.
La expansión de la health 2.0 está por llegar
Aunque las innovaciones tecnológicas avanzan a un ritmo vertiginoso, la
expresión «salud digital» aún no forma parte de nuestro vocabulario habitual. En plena era digital, el Mobile World Congress sólo hace tres años que
incluye en su programa un evento de digital health, en el cual las empresas
líderes del sector tecnológico presentan innovaciones sobre el tratamiento
de la salud mediante herramientas digitales.40
Para los pacientes, la salud digital ya es una realidad. Según el portal
especializado Doctoralia, el 90% de los usuarios41 de Internet lo ha usado
para buscar contenidos relacionados con su salud; información que más
adelante tiene un peso importante en la toma de decisiones del paciente (Scanfeld, Scanfeld, Larson, 2010). Así pues, ni los profesionales
ni los otros agentes implicados (instituciones, hospitales, etc.) pueden
quedarse al margen, porque estos debates en redes sociales «about public
health topics are happening whether we participate or not» (Heldman,
Schindelar, Weaver III, 2013: 12).42 Aun así, se necesitan más datos
para saber realmente qué efectividad tienen estos instrumentos a nivel de
engagement, para determinar si influyen en los cambios de hábito de los
pacientes (Heldman, Schindelar, Weaver III, 2013).
Según un informe elaborado por la plataforma The App Date, está
previsto que en 2017 el 65% del mercado de la mHealth esté compuesto
por aplicaciones que permitan monitorizar enfermedades crónicas,43 entre otras el dolor. Si hablamos de social media, «chronic pain expressions
[…] are becoming a growing archive that can be accessed from anywhere
40 Digital Health & Wellness Summit. Transforming Digital Health & Wellness through
Innovation. Barcelona, 22-25 de febrero de 2016. [Consultada el 10/12/2016].
41 Doctoralia. 1er Informe Doctoralia sobre Salud e Internet 2015. [Consultado el
10/12/2016].
42 «Estos debates en redes sociales acerca de temas de salud pública están ocurriendo
participemos o no» (Traducción de la autora).
43 The App Intelligence. Informe 50 mejores apps de salud en español. [Consultado el
10/12/2016].
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in the world» (Ernst, Parikka, 2013, citados en Gonzalez-Polledo,
Tarr, 2014: 2),44 algo que indiscutiblemente está transformando las «narrativas de la enfermedad».45 Es importante que en futuras investigaciones
se plantee el uso de los social media no sólo como un mero complemento
al tratamiento del paciente, sino como elementos estratégicos que definen
la experiencia del dolor completamente diferente a lo que se ha determinado tradicionalmente (Gonzalez-Polledo, Tarr, 2014).
Ahora es el turno de los profesionales, y son ellos los que deben coger
las riendas de la health 2.0 para transformar el sistema tal y cómo lo entendemos actualmente. Y es que los social media nos ofrecen la posibilidad de
volver a redefinir tanto los roles de los actores que participan de la healthcare como el diseño del propio sistema, para convertirlo en una estructura
eficiente, económica, global y segura; además de proporcionarnos nuevas
herramientas para mejorar el tratamiento de los pacientes. En definitiva,
se trata de un proceso de cambio en el que nadie, sea profesional, paciente
o un simple usuario, puede quedarse al margen. La revolución de los social
media es una realidad, y ha llegado para quedarse.
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Public health institutions and social networks:
a systematic review

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

'RFXPHQWRGHVFDUJDGRGHKWWSZZZXFPHVUHFV5HYLVWD(VSDxRODGH&RPXQLFDFLyQHQ6DOXG,661

/DVLQVWLWXFLRQHVGHVDOXGS~EOLFD\ODVUHGHVVRFLDOHVXQDUHYLVLyQVLVWHPiWLFD



5HYLVLRQHV


/DVLQVWLWXFLRQHVGHVDOXGS~EOLFD\ODVUHGHVVRFLDOHV
XQDUHYLVLyQVLVWHPiWLFD

3XEOLFKHDOWKLQVWLWXWLRQVDQGVRFLDOQHWZRUNV
DV\VWHPDWLFUHYLHZ


$QQD6HQGUD7RVHW -RUGL)DUUp&RPD


'HSDUWDPHQWRGH(VWXGLRVGH&RPXQLFDFLyQ8QLYHUVLWDW5RYLUDL9LUJLOL7DUUDJRQD(VSDxD



)HFKDGHUHFHSFLyQ±)HFKDGHDFHSWDFLyQ



5HVXPHQ


,QWURGXFFLyQ (VWD UHYLVLyQ VXUJH GH OD QHFHVLGDG GH FXDQWLILFDU FRQ GDWRV HO XVR \ HILFDFLD GH OD
FRPXQLFDFLyQVDQLWDULDDWUDYpVGHODVUHGHVVRFLDOHVSRUSDUWHGHODVLQVWLWXFLRQHVUHODFLRQDGDVFRQ
OD VDOXG 2EMHWLYRV &RQ HVWH HVWXGLR VH TXLHUH RIUHFHU XQD DSUR[LPDFLyQ DO HVWDGR DFWXDO GH ODV
SROtWLFDV RQOLQH GH FRPXQLFDFLyQ HQ VDOXG GH ODV LQVWLWXFLRQHV S~EOLFDV SDUD GHWHUPLQDU   TXp
HVWUDWHJLDVKDQIXQFLRQDGR\FyPRVHSXHGHQPHMRUDU  FXiOHVVRQODVUHGHVPiVXWLOL]DGDV\  
GHTXpPDQHUDVHSXHGHHQULTXHFHUVXFRQWHQLGR0DWHULDO\PpWRGR3DUDHVWHHVWXGLRVHDSOLFyOD
PHWRGRORJtDGHODUHYLVLyQVLVWHPiWLFD6yORKDQVLGRLQFOXLGRVORVDUWtFXORVSHHUUHYLHZHGSXEOLFDGRV
HQ LQJOpV HQWUH ORV DxRV  \  5HVXOWDGRV 'H  UHJLVWURV HQFRQWUDGRV VyOR  FXPSOHQ
ORVFULWHULRVGHLQFOXVLyQGHILQLGRVSDUDHVWHHVWXGLR$XQTXHODVLQVWLWXFLRQHVXVDQODVUHGHVVRFLDOHV
FRPR KHUUDPLHQWDV GH SURPRFLyQ GH OD VDOXG pVWDV VH HPSOHDQ GH PDQHUD XQLGLUHFFLRQDO VX
FRQWHQLGR HV SRFR LQWHUDFWLYR \ HVWiQ GLULJLGDV SRU SHUVRQDO QR FXDOLILFDGR &RQFOXVLRQHV 3HVH D
TXHODVUHGHVVRFLDOHVHVWiQHQFUHFLPLHQWR\IRUPDQSDUWHGHODVHVWUDWHJLDVGHFRPXQLFDFLyQGHODV
LQVWLWXFLRQHV S~EOLFDV VH QHFHVLWDQ PiV HVWXGLRV SDUD GHWHUPLQDU HO DOFDQFH \ HIHFWLYLGDG GH HVWDV
KHUUDPLHQWDV
3DODEUDVFODYH6DOXGFRPXQLFDFLyQUHGHVVRFLDOHVHVWUDWHJLDVLQVWLWXFLRQHVSXEOLFDV



$EVWUDFW


,QWURGXFWLRQ7KLVUHYLHZDULVHVIURPWKHQHFHVVLW\WRTXDQWLI\ZLWKGDWDWKHXVHDQGHIIHFWLYHQHVVRI
KHDOWK FRPPXQLFDWLRQ WKURXJK VRFLDO QHWZRUNV E\ LQVWLWXWLRQV UHODWHG WR WKH KHDOWK ILHOG 2EMHFWLYHV
7KH RYHUDOO REMHFWLYH RI WKLV VWXG\ LV WR SURYLGH D ILUVW DSSUR[LPDWLRQ RI WKH FXUUHQW VWDWH RI RQOLQH
KHDOWKFRPPXQLFDWLRQSROLFLHVRISXEOLFLQVWLWXWLRQVWRGHWHUPLQH  ZKLFKVWUDWHJLHVKDYHZRUNHGDQG
KRZWKH\FDQEHLPSURYHG  ZKLFKVRFLDOQHWZRUNVDUHWKHPRVWXVHGDQG  KRZWKH\FDQFUHDWH
PRUH HQJDJLQJ FRQWHQW WR XVHUV 0HWKRGRORJ\ )RU WKLV VWXG\ WKH V\VWHPDWLF UHYLHZ PHWKRGRORJ\
ZDVDSSOLHG7KH\KDYHEHHQLQFOXGHGRQO\SHHUUHYLHZHGDUWLFOHVSXEOLVKHGLQ(QJOLVKEHWZHHQ
DQG  5HVXOWV  UHFRUGV ZHUH IRXQG LQ WKH VHDUFK DQG RQO\  PHW WKH LQFOXVLRQ FULWHULD
GHILQHGIRUWKLVVWXG\$OWKRXJKLQVWLWXWLRQVXVHVRFLDOQHWZRUNVDVKHDOWKSURPRWLRQWRROVWKHUHLVQR
LQWHUDFWLYHFRQWHQWWKHUHLVQRWZRZD\FRPPXQLFDWLRQEHWZHHQWKHLQVWLWXWLRQVDQGWKHXVHUVDQGWKH
VWDIIEHKLQGWKHSURILOHVDUHQRWFRPPXQLFDWLRQUHODWHG&RQFOXVLRQV'HVSLWHWKHIDFWVRFLDOQHWZRUNV
DUHJURZLQJDQGEHFRPLQJSDUWRIWKHFRPPXQLFDWLRQVWUDWHJLHVRISXEOLFLQVWLWXWLRQVPRUHVWXGLHVDUH
QHHGHGWRGHWHUPLQHWKHH[WHQWDQGHIIHFWLYHQHVVRIWKHVHWRROV
.H\ZRUGV+HDOWKFRPPXQLFDWLRQVRFLDOQHWZRUNVVWUDWHJLHVSXEOLFLQVWLWXWLRQVV


&RUUHVSRQGHQFLDDQQDVHQGUD#XUYFDW
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,QWURGXFFLyQ




(Q ORV ~OWLPRV DxRV OD SRSXODULGDG GH VLWLRV FRPR )DFHERRN 7ZLWWHU R <RX7XEH QR KD SDUDGR GH
FUHFHUHQWUHODSREODFLyQ 'XJJDQ(OOLVRQ/DPSH/HQKDUW 0DGGHQ $XQTXHODSULPHUDUHG
VRFLDO )DFHERRN  DSDUHFLy HQ  QR IXH KDVWD HO QDFLPLHQWR GH 7ZLWWHU FXDWUR DxRV PiV WDUGH
FXDQGRODVUHGHVVRFLDOHVHPSH]DURQDWHQHUSHVRHQWUHVXVXVXDULRV(QXQHQWRUQRFDGDYH]PiV
GLJLWDOL]DGR OD PD\RUtD GH OD SREODFLyQ FRQVXOWD \ FRPSDUWH JUDQ SDUWH GH OD LQIRUPDFLyQ HQ OD UHG
LQFOXLGDODLQIRUPDFLyQVDQLWDULD

6yOR HQ (VWDGRV 8QLGRV HO  GH ORV XVXDULRV GH LQWHUQHW KD UHFRQRFLGR TXH KD FRQVXOWDGR
LQIRUPDFLyQ VDQLWDULD HQ OD UHG GXUDQWH HO ~OWLPR DxR VHJ~Q XQ HVWXGLR UHFLHQWH 3HZ 5HVHDUFK
&HQWHU $GHPiVRWURHVWXGLR 6FDQIHOG6FDQIHOG /DUVRQ GHVWDFDTXHHOGHORV
HSDFLHQWHV KDQ FRQVWDWDGR TXH VXV FRQVXOWDV VREUH LQIRUPDFLyQ VDQLWDULD HQ OD UHG KDQ WHQLGR XQ
SHVR LPSRUWDQWH HQ ODV GHFLVLRQHV VREUH VX VDOXG $QWH HVWH HVFHQDULR HV LPSRUWDQWH TXH ODV
LQVWLWXFLRQHVS~EOLFDVVHDQFRQVFLHQWHVGHHVWDUHDOLGDG\HPSLHFHQDLQFRUSRUDUODVUHGHVVRFLDOHVH
LQWHUQHWHQVXVHVWUDWHJLDVGHFRPXQLFDFLyQFRQODSREODFLyQ

7KDFNHUD\1HLJHU6PLWK\9DQ:DJHQHQ  QXPHUDURQHQVXHVWXGLRTXpYHQWDMDVRIUHFHHQHO
FDPSR GH OD VDOXG S~EOLFD HO XVR GH ODV UHGHV VRFLDOHV HVWDV SHUPLWHQ   LQIRUPDU HGXFDU \
HPSRGHUDU D ODV SHUVRQDV VREUH WHPDV GH VDOXG   LQFUHPHQWDU OD YHORFLGDG GH OD LQIRUPDFLyQ
GXUDQWHODVHPHUJHQFLDVVDQLWDULDV  PRYLOL]DU ODV DVRFLDFLRQHVFRPXQLWDULDV  IDFLOLWDUFDPELRV
GHFRPSRUWDPLHQWR  UHFRSLODUGDWRV\ILQDOPHQWH  FRPSUHQGHUODVSHUFHSFLRQHVGHOS~EOLFR

1R VH SXHGH QHJDU TXH JUDFLDV D OD DSDULFLyQ GH ODV UHGHV VRFLDOHV \ RWUDV KHUUDPLHQWDV  OD
UHODFLyQ PpGLFRSDFLHQWH KD H[SHULPHQWDGR XQ FDPELR LPSRUWDQWH +DZQ   $GHPiV OD
DSDULFLyQ GH HVWH WLSR GH WHFQRORJtDV KDFH TXH OD VDOXG PHMRUH HQ VHJXULGDG FDOLGDG \ HILFLHQFLD
&KRSUD 0F0DKRQ-U 6HJ~QXQDHQFXHVWDUHFLHQWHHOGHORVFRQVXPLGRUHVGHUHGHV
VRFLDOHVKDUHFRQRFLGRTXHODLQIRUPDFLyQVDQLWDULDTXHHQFXHQWUDQDWUDYpVGHHVRVFDQDOHVDIHFWDOD
PDQHUD HQ TXH PDQHMDQ \ FXLGDQ GH VX VDOXG *RYHWWH   6LQ HPEDUJR HO XVR GH HVWDV
KHUUDPLHQWDVWDPELpQSODQWHDQXPHURVDVGXGDV

&RPRFRPHQWD+DZQ  HQVXHVWXGLRHQORV~OWLPRVDxRVKDFUHFLGRODSUHRFXSDFLyQKDFLDOD
SULYDFLGDG GHO SDFLHQWH /DV UHGHV VRFLDOHV SRU GHILQLFLyQ VRQ FRPXQLGDGHV RQOLQH GRQGH ORV
XVXDULRVFRPSDUWHQPD\RULWDULDPHQWHLQIRUPDFLyQHLGHDVFRQRWUDVSHUVRQDV 6RFLDO0HGLD \
SRU WDQWR VH WUDWD GH XQ HVSDFLR VHPLS~EOLFR GRQGH WX LQIRUPDFLyQ HV YLVWD \ OHtGD SRU XQ JUXSR
LPSRUWDQWH GH SHUVRQDV 3RU HMHPSOR HQ  VH GHWHFWy HQ (VWDGRV 8QLGRV TXH HO  GH ORV
HVWXGLDQWHVGHPHGLFLQDFRPSDUWtDLQIRUPDFLyQVDQLWDULDVHQVLEOHGHVXVSDFLHQWHVHQEORJVRUHGHV
VRFLDOHVSHUVRQDOHV +,0663ULYDF\ 6HFXULW\&RPPLWWHH ¢$TXLpQSHUWHQHFHQHVRVGDWRV"
<DQRVHWUDWDGHXQDUHODFLyQELGLUHFFLRQDOHQWUHHOPpGLFR\HOSDFLHQWHVLQRTXHVHWUDQVIRUPDHQ
XQDUHODFLyQPXOWLGLUHFFLRQDOHQWUHSHUVRQDVTXHSDGHFHQODPLVPDGROHQFLD
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(Q OD VHJXQGD GpFDGD GH ORV  (\VHQEDFK   EDXWL]y HVWD QXHYD GLPHQVLyQ FRPXQLFDWLYD
FRPR LQIRGHPLRORJ\ (VWH FRQFHSWR WHyULFR KDFH UHIHUHQFLD D ³OD FLHQFLD GH OD GLVWULEXFLyQ \ ORV
IDFWRUHVGHWHUPLQDQWHVGHODLQIRUPDFLyQHQXQPHGLRHOHFWUyQLFRHVSHFtILFDPHQWHHQ,QWHUQHWFRQHO
REMHWLYRILQDOGHLQIRUPDUVREUHVDOXGS~EOLFD\SROtWLFDVS~EOLFDV´ WUDGD(\VHQEDFK6 
(VWD WHRUtD SHUPLWH HQWUH RWUDV DSOLFDFLRQHV GHWHFWDU \ FXDQWLILFDU GLIHUHQFLDV HQ OD LQIRUPDFLyQ
VDQLWDULD GLVSRQLEOH HQ OD UHG $QWH OD JUDQ FDQWLGDG GH LQIRGHPLRORJ\ D QXHVWUR DOFDQFH ODV
LQVWLWXFLRQHVGHEHQHVWDEOHFHUQRUPDWLYDVTXHOLPLWHQTXpWLSRGHLQIRUPDFLyQVHSXHGHFRPSDUWLU\
FyPRGHEHPRVFRPSDUWLUODVLQLQYDGLUODLQWLPLGDGGHORVSDFLHQWHV

(QHVWHVHQWLGRXQRGH ORVRUJDQLVPRVSLRQHURVIXHHO&HQWHUVIRU'LVHDVH&RQWURODQG3UHYHQWLRQ
&'& GH(VWDGRV8QLGRVTXHHQHODxRSXEOLFyODSULPHUDYHUVLyQGHVXNLWGHKHUUDPLHQWDVHQ
UHGHVVRFLDOHVGHOFRPXQLFDGRUGHVDOXG 7KH+HDOWK&RPPXQLFDWRU¶V6RFLDO0HGLD7RRONLW&HQWHUV
IRU 'LVHDVH &RQWURO DQG 3UHYHQWLRQ   GLULJLGR D ORV SURIHVLRQDOHV GHO iPELWR VDQLWDULR 1R
REVWDQWH HO &'& HV XQD GH ODV SRFDV LQVWLWXFLRQHV TXH KD WUDEDMDGR SDUD LQFRUSRUDU ODV UHGHV
VRFLDOHV D VX HVWUDWHJLD GH FRPXQLFDFLyQ \ FLWDQGR ORV GDWRV DQWHULRUHV RWUDV DGPLQLVWUDFLRQHV
GHEHUtDQSODQWHDUVHVHJXLUVXHMHPSOR


2EMHWLYRV

(OREMHWLYRJHQHUDOGHHVWHDUWtFXORHVRIUHFHUXQDYLVLyQJHQHUDOGHOHVWDGRDFWXDOGHODVSROtWLFDVGH
FRPXQLFDFLyQHQVDOXGHQUHGHVVRFLDOHVGHODVLQVWLWXFLRQHVS~EOLFDV3DUDKDFHUORVHKDUHDOL]DGR
XQD UHYLVLyQ VLVWHPiWLFD GH ORV HMHPSORV H LQLFLDWLYDV TXH VH SXHGHQ HQFRQWUDU GH FRPXQLFDFLyQ HQ
VDOXG HQ UHGHV VRFLDOHV OOHYDGDV D FDER SRU LQVWLWXFLRQHV S~EOLFDV HVWR HV JXEHUQDPHQWDOHV /RV
REMHWLYRVHVSHFtILFRVGHHVWDUHYLVLyQVRQ  GHWHUPLQDUTXpLQLFLDWLYDV\HVWUDWHJLDVKDQIXQFLRQDGR
FRPXQLFDWLYDPHQWH  FyPRVHGHEHQPHMRUDUHQXQIXWXUR  FXiOHVVRQODVUHGHVVRFLDOHVPiV
XWLOL]DGDV   GH TXp PDQHUD VH SXHGHQ FUHDU FRQWHQLGRV PiV DWUDFWLYRV KDFLD ORV XVXDULRV \  
GHVFXEULURWURVDVSHFWRVDGLFLRQDOHVTXHFRQOOHYHQHVWDVLQLFLDWLYDV

)LQDOPHQWH ODV KLSyWHVLV SODQWHDGDV VRQ SRU XQ ODGR TXH D  H[LVWHQ SRFDV LQLFLDWLYDV GH
FRPXQLFDFLyQ GLVSRQLEOHV FRQ GDWRV \ HVWXGLRV  UHDOL]DGDV SRU ODV LQVWLWXFLRQHV GH VDOXG S~EOLFD \
SRURWURTXH E HQWUHODVHQFRQWUDGDVSRFDVHVWiQUHVSDOGDGDVFLHQWtILFDPHQWH


0DWHULDO\PpWRGRV

3DUDHVWDUHYLVLyQVHVLJXLHURQODVLQGLFDFLRQHVHLQVWUXFFLRQHVPDUFDGDVSRUODGHFODUDFLyQ35,60$
GHPHMRUDGHSXEOLFDFLyQGHUHYLVLRQHVVLVWHPiWLFDV\PHWDDQiOLVLV 8UU~WLD %RQILOO 6yORKDQ
VLGRLQFOXLGRVORVDUWtFXORVSHHUUHYLHZHGSXEOLFDGRVHQLQJOpVHQWUHHODxR HOQDFLPLHQWRGHOD
UHGVRFLDO)DFHERRN>3KLOOLSV@ \HOPHVGHPD\RGHXWLOL]DQGRORVWpUPLQRVGHE~VTXHGD
³VRFLDO PHGLD25QHWZRUN ´25IDFHERRN25WZLWWHU $1' KHDOWK 
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/RV GDWRV SDUD HVWD UHYLVLyQ IXHURQ LGHQWLILFDGRV HQ E~VTXHGDV GH ODV EDVHV GH GDWRV FLHQWtILFDV
HVSHFLILFDGDVHQODWDEODODVFXDOHVGHYROYLHURQUHJLVWURV$GHPiVVHFRQVXOWDURQUHIHUHQFLDV
GH DUWtFXORV UHOHYDQWHV TXH DxDGLHURQ  UHJLVWURV PiV D OD UHYLVLyQ GHMDQGR XQ WRWDO GH 
UHJLVWURV D DQDOL]DU 7DO \ FRPR VH GHWDOOD HQ OD ILJXUD  HQ XQD SULPHUD IDVH VH HOLPLQDURQ ORV
UHJLVWURVGXSOLFDGRV  UHGXFLHQGRDORVUHJLVWURVVHOHFFLRQDGRVSDUDHODQiOLVLV


%$6(6'('$726&,(17Ë),&$6
6FRSXV (OVHYLHU 
0HGOLQH 1DWLRQDO/LEUDU\RI0HGLFLQH 
6FLHQFH&LWDWLRQ,QGH[([SDQGHG :HERI6FLHQFH 
6RFLDO6FLHQFHV&LWDWLRQ,QGH[ :HERI6FLHQFH 
2QH)LOH *$/( 
+HDOWK5HIHUHQFH&HQWHU$FDGHPLF *$/( 
7D\ORU )UDQFLV2QOLQH±-RXUQDOV
,QIRUPD±7D\ORU )UDQFLV &URVV5HI 
6FL9HUVH6FLHQFH'LUHFW (OVHYLHU 
6DJH3XEOLFDWLRQV &URVV5HI 
6$*(-RXUQDOV
'LUHFWRU\RI2SHQ$FFHVV-RXUQDOV '2$- 
(5,& 86'HSWRI(GXFDWLRQ 
30& 3XE0HG&HQWUDO 
0DU\$QQ/LHEHUW &URVV5HI 
:LOH\2QOLQH/LEUDU\
6SULQJHU/LQN
3XEOLF/LEUDU\RI6FLHQFH &URVV5HI 
,QIRUPLW+HDOWK 50,7 
&KRQJTLQJ9,3,QIRUPDWLRQ&R

7DEOD%DVHVGHGDWRVFLHQWtILFDVFRQVXOWDGDVSDUDHVWDUHYLVLyQ


$ FRQWLQXDFLyQ ORV UHJLVWURV VHOHFFLRQDGRV VH H[DPLQDURQ LQGLYLGXDOPHQWH SDUD GHWHUPLQDU VL
FXPSOtDQ R QR FRQ ORV FULWHULRV GH LQFOXVLyQ GHILQLGRV SDUD HVWH HVWXGLR (Q HVWD VHJXQGD IDVH 
UHJLVWURV IXHURQ H[FOXLGRV SRU GLIHUHQWHV PRWLYRV QR HVWDU UHODFLRQDGRV FRQ OD DGPLQLVWUDFLyQ QR
HVWDU UHODFLRQDGRV FRQ HO REMHWR GH HVWXGLR SURFHGHU GH UHYLVWDV VLQ SURFHVR SHHUUHYLHZ R VHU
DEVWUDFWVGHFRQJUHVRVXRWURVIRUPDWRVGLIHUHQWHVDODUWtFXORFLHQWtILFR $ODFDEDUHVWDVHJXQGDIDVH
UHJLVWURVVHJXtDQD~QHQHOSURFHVRGHUHYLVLyQVLVWHPiWLFD

(VWRVHVWXGLRVSDVDURQSRUXQVHJXQGRDQiOLVLVLQGLYLGXDO HQHVWHFDVROH\HQGRHOWH[WRFRPSOHWR
GHORVDUWtFXORV SDUDGHFLGLUVLILQDOPHQWHVHLQFOXtDQHQODVtQWHVLVFXDOLWDWLYD(QHVWDWHUFHUDIDVH
 DUWtFXORV D WH[WR FRPSOHWR IXHURQ HOLPLQDGRV SRU GLIHUHQWHV UD]RQHV VHU LQLFLDWLYDV GHO VHFWRU
SULYDGR QR HVWDU UHODFLRQDGRV FRQ OD DGPLQLVWUDFLyQ R ODV UHGHV VRFLDOHV VHU HVWXGLRV JHQHUDOLVWDV
VHUFDUWDVDOHGLWRUXRWURVIRUPDWRVGLIHUHQWHVDODUWtFXORFLHQWtILFRRWUDWDUVHGHVXSXHVWRVSUiFWLFRV 
8QDYH]ILQDOL]DGRHOVHJXQGRSURFHVRGHDQiOLVLVVRORDUWtFXORVTXHFXPSOtDQFRQORVFULWHULRVGH
LQFOXVLyQGHILQLGRVSDUDHVWHHVWXGLRIXHURQLQFOXLGRVHQODVtQWHVLVFXDOLWDWLYD
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)LJXUD'LDJUDPDGHIOXMRGHODLQIRUPDFLyQDWUDYpVGHODVGLIHUHQWHVIDVHVGHODUHYLVLyQVLVWHPiWLFD



5HVXOWDGRV


$XQTXH H[LVWHQ PXFKDV LQLFLDWLYDV UHODFLRQDGDV FRQ OD LQIRUPDFLyQ VDQLWDULD \ OD SURPRFLyQ GH OD
VDOXGDWUDYpVGHODVUHGHVVRFLDOHVH[LVWHQSRFRVHVWXGLRVTXHUHIOHMHQFRQGDWRVODHIHFWLYLGDGGH
ODV PLVPDV /D WDEOD  FRQJUHJD ORV  DQiOLVLV UHFRJLGRV HQ OD VtQWHVLV FXDOLWDWLYD WRGRV HOORV
HVWXGLRVYLQFXODGRVFRQODVLQVWLWXFLRQHVS~EOLFDV \DVHDQDVRFLDFLRQHVRGHSDUWDPHQWRVGHVDOXGGH
GLIHUHQWHVJRELHUQRV 
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$XWRUHV\
DxR

$QGHUVRQ
*OHHVRQ
5LVVHO:HQ
%HGIRUG
 

1RPEUH
GHOD
LQLFLDWLYD

&DUDFWHUtVWLFDV
GHOHVWXGLR

,QLFLDWLYD
VLQ
QRPEUH

$QiOLVLVGHO
KDVKWDJ\GHOD
FXHQWDRILFLDOGHOD
FRQIHUHQFLDSDUD
GHWHUPLQDUVREUH
TXpWHPDVVH
KDEODEDHQHOOD\
TXLpQKDEODEDGH
HOORV6H
UHFRJLHURQ
WZHHWVEDMRHO
KDVKWDJ
$+3$

%XOOHQ
 

06W\OH
3KRWR
%RRWK

)DOORQ 
6FKPDO]ULHG
 

,QLFLDWLYD
VLQ
QRPEUH

+DUULV
0XHOOHU
6QLGHU 
+DLUH-RVKX
 

,QLFLDWLYD
VLQ
QRPEUH

+DUULV
0XHOOHU
6QLGHU
E 

,QLFLDWLYD
VLQ
QRPEUH

3UREOHPDD
UHVROYHU

3REODFLyQDOD
TXHVHGLULJH
ODLQLFLDWLYD

,QLFLDWLYD
GLULJLGDWDQWRD
'HPRVWUDUHO
SREODFLyQ
XVRGH7ZLWWHU HVSHFtILFD ORV
FRPR
DVLVWHQWHVH
KHUUDPLHQWDGH LQWHUHVDGRVHQ
SURPRFLyQGH ODWHPiWLFDGH
FRQJUHVRVGH ODFRQIHUHQFLD 
VDOXG
FRPRD
SREODFLyQ
JHQHUDO

,GLRPD

,QVWLWXFLyQ
TXH
SURPXHYHOD
LQLFLDWLYD

5HG
VRFLDO
XWLOL]DGD

,QJOpV

$XVWUDOLDQ
+HDOWK
3URPRWLRQ
$VVRFLDWLRQ
$+3$ 

7ZLWWHU

&DPERGLD
+HDOWK
(GXFDWLRQ
0HGLD
6HUYLFH

)DFHERRN

/RFDO+HDOWK
'HSDUWPHQWV
/+'V GH
(VWDGRV
8QLGRV

)DFHERRN

/RFDO+HDOWK
'HSDUWPHQWV
/+'V GH
(VWDGRV
8QLGRV

7ZLWWHU

/RFDO+HDOWK
'HSDUWPHQWV
/+'V GH
(VWDGRV

)DFHERRN
\7ZLWWHU

8VDU
/RVSDUWLFLSDQWHV
IRWRJUDItDVHQ
VHIRWRJUDILDEDQGH
)DFHERRNSDUD
PDQHUDDQyQLPD
SURPRFLRQDU
FRQVXPHQVDMHGH
'HVWLQDGRD
PHQVDMHVGH
VDOXGIDYRULWRSDUD
ORVKRPEUHV
VDOXGS~EOLFD
&DPER\DQR
OXHJRVXELUODV
TXHWLHQHQ
SRVLWLYRVFRQ
.KPHU 
IRWRVDODSiJLQD
VH[RFRQ
HOREMHWLYRGH
GH)DFHERRNGHOD
KRPEUHV
WHQHU
FDPSDxD VH
UHODFLRQHV
FRQVLJXLHURQ
VH[XDOHVPiV
LPSDFWRV 
VHJXUDV
+D\SiJLQDV
GH/+'V /RFDO
,QYHVWLJDUVL
+HDOWK
ORV/+'V
'HSDUWPHQWV 
XWLOL]DQ
DFWLYDV\VyOR
)DFHERRNSDUD
WLHQHQPXURGH
FRPXQLFDUVH
)DFHERRN XQ
FRQHOS~EOLFR
 6yOR
GXUDQWH
3REODFLyQ
SXHGHQHVWDEOHFHU
,QJOpV
VLWXDFLRQHVGH
JHQHUDO
XQDFRPXQLFDFLyQ
HPHUJHQFLD
ELGLUHFFLRQDO XQ
VDQLWDULD RVL
 \
WHQtDQ
~QLFDPHQWHGH
LQWHQFLyQGH
HOORVPRVWUDURQ
KDFHUORHQXQ
LQWHQFLyQGH
IXWXUR 
FRPXQLFDUVH
ELGLUHFFLRQDOPHQWH
+D\FXHQWDV
$QDOL]DUFyPR
'LULJLGRD
GH7ZLWWHUGH
ORV/+'VXVDQ
SREODFLyQ
/+'V\VyOR
7ZLWWHUSDUD
JHQHUDO\D
FRPSDUWLHURQ
LQIRUPDU\
SREODFLyQTXH
DOJXQDYH]
HGXFDUDOD
SDGHFH
,QJOpV
LQIRUPDFLyQVREUH
SREODFLyQGH GLDEHWHV MXQWR
GLDEHWHV 
(VWDGRV
FRQVXV
WZHHWVFRQXQD
8QLGRVVREUH
DPLJRV\
PHGLDGHWZHHWV
GLDEHWHV
IDPLOLDUHV 
SRUFXHQWD 
([LVWHQ/+'V 'HWHUPLQDUVL
3REODFLyQ
HQ(VWDGRV8QLGRV ORV/+'VXVDQ
,QJOpV
JHQHUDO
)DFHERRN\
WLHQHFXHQWD
HQ)DFHERRNXQ
7ZLWWHUFRPR
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+XQWHUHWDO
 

,QLFLDWLYD
VLQ
QRPEUH

,QLFLDWLYD
VLQ
QRPEUH

1DGLW]
 

3DQGH\
3DWQL
6LQJK6RRG
6LQJK
 

3DUN
5RGJHUV 
6WHPPOH
 

,QLFLDWLYD
VLQ
QRPEUH

,QLFLDWLYD
VLQ
QRPEUH

SHUILOHQ
7ZLWWHU\XQ
WLHQHFXHQWDVHQ
DPEDVUHGHV
VRFLDOHV $PiV
SREODFLyQFXHQWDV
FRQPiV
VHJXLGRUHV
LQQRYDFLyQH
LQWHUDFFLyQ
/RVKRPEUHVTXH
WLHQHQVH[RFRQ
KRPEUHVWLHQGHQD
EXVFDUSDUHMD
VH[XDODWUDYpVGH
LQWHUQHW6H
LGHQWLILFDURQ
LQGLYLGXRV 
SRVLWLYRVHQVtILOLV 
\GHHOORV
IRUPDURQSDUWHGHO
JUXSRGHFRQWDFWRV
DWUDYpVGH
)DFHERRN
*UDFLDVDOXVRGH
UHGHVVRFLDOHVHO
0+6DXPHQWyODV
YLVLWDVGHVXZHE
XQLQFUHPHQWRGH
PLOHVSRUPHV 
$QWHVODSiJLQD
VyORHUDYLVLWDGD
SRUXQGHO
JUXSRGH
PLOORQHVGH
MyYHQHVGHD
DxRVHQVHUYLFLR
PLOLWDUDFWLYR
6HLGHQWLILFDURQ
YtGHRVFRQ
LQIRUPDFLyQ
UHOHYDQWHVREUHHO
YLUXV+1OD
PD\RUtDVXELGRV
SRUHO&HQWHUVIRU
'LVHDVH&RQWURO
DQG3UHYHQWLRQ
&'& 
$QiOLVLVGHOXVRGH
)DFHERRNFRQ
ILQHVSXEOLFLWDULRV
SRUSDUWHGHODV
KHDOWK
RUJDQL]DWLRQV6H
H[DPLQDHOWLSRGH
FRQWHQLGR
SXEOLFDGRHO
IRUPDWRXWLOL]DGR\
VLVHLQWHJUDQRWUDV
5566HQODV
SXEOLFDFLRQHV

SDUWHGHVX
HVWUDWHJLDGH
FRPXQLFDFLyQ
SDUDGLIXQGLU
LQIRUPDFLyQ
VDQLWDULDGH
LQWHUpVSDUDOD
VDOXGS~EOLFD

8QLGRV

8VDU
)DFHERRNSDUD
'HVWLQDGRD
LGHQWLILFDU
ORVKRPEUHV
HQOD]DU\
TXHWLHQHQ
QRWLILFDUDORV
VH[RFRQ
LQGLYLGXRV
KRPEUHVGH
DIHFWDGRVGH
0LOZDXNHH
VtILOLVGHQWURGH
HVSHFLDOPHQWH
XQJUXSRGH
GHUD]DQHJUD 
FRQWDFWRV
FXDQWLILFDUORV 

8WLOL]DUODV
UHGHVVRFLDOHV
SDUDTXHORV
MyYHQHVGH
DDxRV
HPSLHFHQD
XVDUORV
VLVWHPDVGH
LQIRUPDFLyQ
VDQLWDULDGHO
0+6

,QLFLDWLYD
GLULJLGDD
MyYHQHVGH
DDxRV

,QJOpV

&LW\RI
0LOZDXNHH
+HDOWK
'HSDUWPHQW
0+' 

)DFHERRN

,QJOpV

0LOLWDU\
+HDOWK
6\VWHP
0+6 GH
(VWDGRV
8QLGRV

7ZLWWHU
0\6SDFH
)DFHERRN
\
<RX7XEH

<RX7XEH

)DFHERRN

$QDOL]DUHOXVR
HIHFWLYRGH
<RX7XEH
FRPRFDQDOGH
LQIRUPDFLyQ
GXUDQWHHO
LQLFLRGHXQD
HPHUJHQFLD

3REODFLyQ
JHQHUDO

,QJOpV

&HQWHUVIRU
'LVHDVH
&RQWURODQG
3UHYHQWLRQ
&'& GH
(VWDGRV
8QLGRV

$QDOL]DUFyPR
ODV
RUJDQL]DFLRQHV
GHVDOXG
XWLOL]DQODV
UHGHVVRFLDOHV
SDUD
SURSyVLWRV
SXEOLFLWDULRV

3REODFLyQ
JHQHUDO

,QJOpV

+HDOWK
RUJDQL]DWLRQV
&'&1,+
DQGRWKHUV 
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3DUN
5RGJHUV 
6WHPPOH
 

,QLFLDWLYD
VLQ
QRPEUH

6\UHG
1DLGRR
:RRGKDOO 
%DUDLWVHU
 

6D\<HV
WRWKH
7HVW

7KDFNHUD\
1HLJHU
6PLWK 
9DQ
:DJHQHQ
 

,QLFLDWLYD
VLQ
QRPEUH

7UXHODQG
 

1+6
&KDQJH
'D\



(VWXGLRVREUHOD
DOIDEHWL]DFLyQGHOD
VDOXGHQ7ZLWWHU
$QDOL]DUFyPR
SRUSDUWHGHODV
ODV
LQVWLWXFLRQHV 
LQVWLWXFLRQHV
WZHHWVDQDOL]DGRV 
UHODFLRQDGDV
/DPD\RUtD
FRQODVDOXG
3REODFLyQ
RUJDQL]DOD
XWLOL]DQ7ZLWWHU
JHQHUDO
LQIRUPDFLyQVREUH
SDUDSURPRYHU
VDOXGGLVSRQLEOHHQ
OD
ODUHGSDUDORV
DOIDEHWL]DFLyQ
RWURVXVXDULRV
GHODVDOXG
XVDQGRIUDVHV
FRUWDV\XQ
OHQJXDMHVLPSOH
&DPSDxDGH
HGXFDFLyQVREUHOD
$QLPDUDORV
FODPLGLDHQ
MyYHQHV
,QLFLDWLYD
)DFHERRN
LQJOHVHVD
GLULJLGDD
XVXDULRV
VRPHWHUVHD
SREODFLyQ
LQWHUDFWXDURQFRQ
XQDSUXHED
MRYHQ
ODSiJLQD
VREUH(76
KRPEUHV\
YHFHVJHQHUDQGR
FODPLGLD D
PXMHUHV GH
SRVWV\
WUDYpVGHXQD
HQWUH\
FRPHQWDULRV/D
FDPSDxDHQ
DxRV
SiJLQDUHFLELy
)DFHERRN
YLVLWDV
6yORHOGHORV
6+'VXVDQ5566
VREUHWRGR7ZLWWHU
$QDOL]DUFyPR
)DFHERRN\
ORV6+'VKDQ
<RX7XEH (Q
DGRSWDGRODV
JHQHUDOKD\SRFD
3REODFLyQ
5566DVX
LQWHUDFFLyQFRQORV
JHQHUDO
HVWUDWHJLDGH
XVXDULRV\ORV
FRPXQLFDFLyQ
SHUILOHVWLHQHQ
HQVDOXG
SRFRVVHJXLGRUHV
PHGLDGHSRVW
SRUGtD 
&DPSDxDDWUDYpV
([SOLFDUORV
GH7ZLWWHU 1+6
UHVXOWDGRVGH
&KDQJH'D\ TXH
HVWDSDUWLFXODU
SUHWHQGHGDUOD
,QLFLDWLYDTXH
LQLFLDWLYDHQ
RSRUWXQLGDGDODV
LQLFLDOPHQWHVH
5566HQ
SHUVRQDV
GLULJtD
GRQGHXQD
HQIHUPHUDV\
VRODPHQWHD
FRQYHUVDFLyQ
SURIHVLRQDOHV
S~EOLFR
GH7ZLWWHU
VDQLWDULRV
HVSHFLDOL]DGR
HQWUH
SULQFLSDOPHQWH GH
HQIHUPHUDV\
SURIHVLRQDOHV
RSLQDU
SHUVRQDO
DFDED
S~EOLFDPHQWH
VDQLWDULR SHUR
SURYRFDQGR
VREUHVLDOJRGHO
TXH
FDPELRVUHDOHV
VLVWHPDVDQLWDULR
DFWXDOPHQWHVH
HQHOVLVWHPD
GHEHFDPELDU
GLULJHDWRGDOD
VDQLWDULRD
SURPHVDV
SREODFLyQ
WUDYpVGH
UHJLVWUDGDVHQOD
µSOHGJHV¶R
SULPHUDHGLFLyQGHO
SURPHVDV
DxR 

,QJOpV

+HDOWK
UHODWHG
RUJDQL]DWLRQV
GH(VWDGRV
8QLGRV

7ZLWWHU

,QJOpV

(QJOLVK
'HSDUWPHQW
RI+HDOWK
+HDOWK
3URWHFWLRQ
$JHQF\
3+( 

)DFHERRN

,QJOpV

6WDWH3XEOLF
+HDOWK
'HSDUWPHQWV
6+'V GH
(VWDGRV
8QLGRV

7ZLWWHU
)DFHERRN
<RX7XEH
)OLFNU

,QJOpV

1DWLRQDO
+HDOWK
6HUYLFH
1+6 GHO
5HLQR8QLGR

7ZLWWHU


7DEOD,QLFLDWLYDVUHSRUWDGDVHQODVEDVHVGHGDWRVFLHQWtILFDV
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&RPRVHSXHGHFRPSUREDUHQHOFLWDGRFXDGURODPD\RUtDGHODVLQLFLDWLYDVVHSURGXMHURQHQSDtVHV
GH KDEOD LQJOHVD   $ VX YH] VH KDQ LGHQWLILFDGR GRV WLSRV GH HVWXGLR SRU XQ ODGR OD JUDQ
PD\RUtD DQDOL]DQ FyPR ODV RUJDQL]DFLRQHV XWLOL]DQ ODV UHGHV VRFLDOHV HQ VXV HVWUDWHJLDV GH
FRPXQLFDFLyQDODKRUDGHLQIRUPDUVREUHVDOXG  PLHQWUDVTXHSRURWURODGRHOUHVWRDQDOL]D
HOp[LWRRIUDFDVRGHUHDOL]DUFDPSDxDVRLQLFLDWLYDVFRQFUHWDVGHSURPRFLyQGHODVDOXGDWUDYpVGH
ODVUHGHVVRFLDOHV  

(QFXDQWRDFODVLILFDFLyQSRUSDtVHVGRQGHVHKDQOOHYDGRDFDERHVWRVHVWXGLRVRDQiOLVLVJUDQSDUWH
GHHOORVVHKDQGHVDUUROODGRHQ(VWDGRV8QLGRV  (OUHVWRGRVVHKDQSURGXFLGRHQHO5HLQR
8QLGR   XQR HQ $XVWUDOLD   \ XQR HQ &DPER\D   6L VH PLUDQ UHGHV VRFLDOHV HQ
FRQFUHWR)DFHERRNHVODKHUUDPLHQWDTXHDSDUHFHPHQFLRQDGDHQPiVHVWXGLRV  VHJXLGDGH
7ZLWWHU TXH HV OD VHJXQGD PiV DQDOL]DGD   (Q GRV GH ORV HVWXGLRV WDPELpQ VH DQDOL]D HO
SRWHQFLDO GH <RX7XEH   \ ILQDOPHQWH WDPELpQ VH PHQFLRQD D 0\6SDFH   \ D )OLFNU
 'HVWDFDUTXHORVSRUFHQWDMHVH[SUHVDGRVHQODVHJXQGDSDUWHGHHVWHSiUUDIRVRQUHVSHFWRDO
WRWDOGHORVHVWXGLRV Q  SRUWDQWRODVXPDGHWRGRVORVSRUFHQWDMHVHVVXSHULRUDO

5HVSHFWR D OD WHPiWLFD GH ODV LQYHVWLJDFLRQHV  GH ORV  HVWXGLRV DQDOL]DQ OD HIHFWLYLGDG GH ODV
UHGHVVRFLDOHVD OD KRUD GHXVDUODVFRPRKHUUDPLHQWDVGHSURPRFLyQ GH ODVDOXG  PLHQWUDV
TXH RWURV  DQDOL]DQ VL ODV UHGHV VRFLDOHV VRQ ~WLOHV R QR SDUD GLIXQGLU LQIRUPDFLyQ VDQLWDULD HQ
VLWXDFLRQHVGHHPHUJHQFLD  (OUHVWRGHORVHVWXGLRVDQDOL]DQHOXVRGHODVUHGHVVRFLDOHV  
SDUDSURPRYHUORTXHVHKDEODHQXQDFRQIHUHQFLDGHVDOXG    SDUDUHFOXWDUFDVRVGHHVWXGLR
SDUD XQD LQYHVWLJDFLyQ     FRPR KHUUDPLHQWD SXEOLFLWDULD   \   SDUD SURPRYHU OD
DOIDEHWL]DFLyQGHODVDOXG  

)LQDOPHQWH FXDQWR DO p[LWR R IUDFDVR GH HVWDV LQLFLDWLYDV SRGHPRV REVHUYDU TXH ORV HVWXGLRV GH
%XOOHQ  1DGLW]  3DQGH\HWDO  6\UHGHWDO  \7UXHODQG  GHPXHVWUDQ
TXH HO XVR GH ODV UHGHV VRFLDOHV KD WHQLGR XQ LPSDFWR HQ ODV FDPSDxDV R LQLFLDWLYDV TXH VH KDQ
OOHYDGRDFDER  PLHQWUDVTXHHOUHVWRGHORVDUWtFXORVLQFOXLGRVHQHVWDUHYLVLyQFRQFOX\HQD
QLYHOJHQHUDOTXHODVUHGHVVRFLDOHVKDQPDUFDGRXQDGLIHUHQFLDHQODVHVWUDWHJLDVGHFRPXQLFDFLyQ
GH ODV LQVWLWXFLRQHV SHUR TXH KDFH IDOWD WUDEDMDU PiV HQ ORV SODQWHDPLHQWRV SDUD TXH VX XVR VHD
UHDOPHQWHHIHFWLYR  


'LVFXVLyQ

(Q WpUPLQRV JHQHUDOHV DXQTXH ODV LQVWLWXFLRQHV XVDQ ODV UHGHV VRFLDOHV FRPR KHUUDPLHQWDV GH
SURPRFLyQ GH OD VDOXG DVt OR LQGLFDQ ORV HVWXGLRV  PD\RULWDULDPHQWH VH HVWiQ XVDQGR GH PDQHUD
SRFR HIHFWLYD 6HJ~Q ORV UHJLVWURV DQDOL]DGRV JHQHUDOPHQWH   H[LVWH XQD IDOWD GH FRPXQLFDFLyQ
ELGLUHFFLRQDO HQWUH ODV LQVWLWXFLRQHV \ ORV XVXDULRV TXH DFFHGHQ D ORV SHUILOHV GH ODV PLVPDV   HO
FRQWHQLGR TXH FRPSDUWHQ HQ HVWDV FXHQWDV HV HVFDVR \ SRFR LQWHUDFWLYR DSHQDV KD\ LPiJHQHV R
YtGHRV \SULQFLSDOPHQWH  HVWiQGLULJLGDVHQVXPD\RUtDSRUSHUVRQDOQRFXDOLILFDGR
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/DUHGVRFLDOSRUGHILQLFLyQHVXQDKHUUDPLHQWDGHFRPXQLFDFLyQELGLUHFFLRQDO&RPRVHKDSRGLGR
REVHUYDU HQ DOJXQRV GH ORV HVWXGLRV LQFOXLGRV HQ HVWD UHYLVLyQ HQ RFDVLRQHV ODV UHVSXHVWDV TXH
SURSRUFLRQDQODVRUJDQL]DFLRQHVHQUHGHVVRFLDOHVVRQPiVELHQOHQWDV VHWDUGDXQDPHGLDGHHQWUH
\KRUDVDFRQWHVWDU RQLVLTXLHUDVHOOHJDQDSURGXFLU )DOORQ 6FKPDO]ULHG (OSURSLR
HVWXGLR FRQILUPD TXH HQ RFDVLRQHV ODV LQVWLWXFLRQHV XVDQ ODV UHGHV VRFLDOHV PiV ELHQ FRPR XQ
DQH[R D OD SiJLQD ZHE KDELWXDO TXH FRPR XQD KHUUDPLHQWD GH FRPXQLFDFLyQ  FRQ VXV SURSLDV
SRWHQFLDOLGDGHV\SRUWDQWRVHGHVDSURYHFKDVXSRWHQFLDOFRPXQLFDWLYR$XQTXHODVUHGHVVRFLDOHV
VRQKHUUDPLHQWDVSHQVDGDVSDUDIRPHQWDUHOGLiORJRWDQWRHQWUHORVXVXDULRVFRPRHQWUHORVXVXDULRV
\ ORV SURIHVLRQDOHV HVWXGLRV SUHYLRV DILUPDQ TXH ³KLVWyULFDPHQWH OD FRPXQLFDFLyQ XQLGLUHFFLRQDO
HQWUH ORVFLXGDGDQRV \VXVJRELHUQRVKD SUHGRPLQDGRHQ ,QWHUQHW´ WUDGD0HUZLQ-UHWDO
 $GHPiVRWURHVWXGLRDILUPDTXHORVSURIHVLRQDOHV³XWLOL]DQODVUHGHVVRFLDOHVFRQPiVIUHFXHQFLD
SDUD OD GLIXVLyQ XQLGLUHFFLRQDO GH PHQVDMHV TXH SDUD FRPSURPHWHUVH UHDOPHQWH FRQ ORV S~EOLFRV´
WUDGD%RUWUHH 6HOW]HU5\EDONR 6HOW]HUFLWDGRVHQ/HH 9DQ'\NH 

3RU RWUR ODGR VL VH TXLHUHQ XWLOL]DU ODV UHGHV VRFLDOHV HQ HO FDPSR GH OD VDOXG VH QHFHVLWD PiV
SHUVRQDO\TXHDGHPiVHVWpHQWUHQDGRSDUDHOOR +DUULV0XHOOHU6QLGHU +DLUH-RVKX+DUULV
0XHOOHU 6QLGHUE)DOORQ 6FKPDO]ULHG 3RUHMHPSORDOJXQRVHVWXGLRVDILUPDQTXHODV
LQVWLWXFLRQHV TXH WLHQHQ FRQWUDWDGR XQ HVSHFLDOLVWD HQ FRPXQLFDFLyQ SDUD OOHYDU ODV UHGHV VRFLDOHV
UHJLVWUDQ XQ Q~PHUR GH VHJXLGRUHV PD\RU +DUULV HW DO E 3DUN 5RGJHUV  6WHPPOH 
7KDFNHUD\HWDO $VLPLVPRVHJ~Q7KDFNHUD\HWDO  ODVLQVWLWXFLRQHVGHEHQHVWDEOHFHU
XQ ³SODQ GH FRPXQLFDFLyQ HVWUDWpJLFD´ WUDG D  SDUD XVDU ODV UHGHV VRFLDOHV GH PDQHUD HILFD] 1R
REVWDQWHSDUDSRGHUPHMRUDUODHVWUDWHJLDFRPXQLFDWLYDGHODLQVWLWXFLyQDQWHVHVQHFHVDULRGLVSRQHU
GH PiV GDWRV DFHUFD GH OD HILFDFLD GH ODV UHGHV VRFLDOHV HQ OD FRPXQLFDFLyQ HQ VDOXG 7HQHU
DQWHFHGHQWHVSHUPLWLUtDDODVSURSLDVRUJDQL]DFLRQHVGHVDUUROODUGLUHFWLYDVRFRQVHMRVTXHLQYLWDUtDQD
ORVSURIHVLRQDOHVDKDFHU XQXVRPiVUHVSRQVDEOH GHHVWDVKHUUDPLHQWDVFRPRSURSRUFLRQDU PHMRU
FRQWHQLGRRIUHFHUPHMRULQIRUPDFLyQ\PiVYHULILFDGDRGDUPiVYLVLELOLGDGDODLQVWLWXFLyQTXHHVWi
GHWUiV GHO SHUILO HQ FXHVWLyQ VLHPSUH GHQWUR GH ODV GLUHFWULFHV PDUFDGDV SRU OD HVWUDWHJLD GH
FRPXQLFDFLyQ $Vt OR DILUPD *HRUJH   HQ VX HVWXGLR DO GHFLU TXH ³XQD PHMRU HGXFDFLyQ
GLUHFWULFHV \ SROtWLFDV LQVWLWXFLRQDOHV VHUtDQ QHFHVDULDV DQWHV TXH ORV SURIHVLRQDOHV GH OD VDOXG VH
VLHQWDQFyPRGRVVXPHUJLpQGRVHSOHQDPHQWHHQODVSODWDIRUPDVGHUHGHVVRFLDOHVFRPR)DFHERRN´
WUDGD*HRUJH 

(QUHODFLyQDOFRQWHQLGR3DUNHWDO  DILUPDQTXHHVWiELHQTXHORVXVXDULRVJHQHUHQVXSURSLR
FRQWHQLGRGHEDWDQHQWUHHOORV\ORFRPSDUWDQFRQRWUDVSHUVRQDVSHURHVWDVLWXDFLyQSXHGHFRQOOHYDU
DTXHODFDOLGDGGHODLQIRUPDFLyQVHDSREUH1RDFDGDSDFLHQWHOHDIHFWDODHQIHUPHGDGGHODPLVPD
PDQHUD\SRUWDQWRODUHDOLGDGTXHFRPSDUWHHV~QLFD\GHVGHXQVRORHQIRTXH(VWXGLRVDQWHULRUHV
PDQLILHVWDQTXH³ODFDOLGDGGHOFRQWHQLGRJHQHUDGRSRUORVXVXDULRVYDULDGUiVWLFDPHQWHGHH[FHOHQWH
DDEXVLYRRVSDP´ WUDGD$JLFKWHLQHWDO DVtTXHHVQHFHVDULREXVFDUHOHTXLOLEURHQWUH
ORVPHQVDMHVJHQHUDGRVSRUORVXVXDULRV XVHUJHQHUDWHGFRQWHQW \ORVPHQVDMHVJHQHUDGRVSRUORV
SURIHVLRQDOHV VHDQ R QR HVSHFLDOLVWDV HQ FRPXQLFDFLyQ SURIHVLRQDOO\JHQHUDWHG FRQWHQW  &RPR
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DILUPDQ +DUULV HW DO   ³ORV GHSDUWDPHQWRV GH VDOXG WLHQHQ XQD RSRUWXQLGDG ~QLFD GH XVDU ODV
UHGHVVRFLDOHVSDUDRIUHFHUHVWHVHUYLFLRHVHQFLDO´ WUDGD+DUULVHWDO HVWRHVRIUHFHUD
ORV XVXDULRV FRQWHQLGR GH FDOLGDG $VLPLVPR HVWXGLRV SUHYLRV GHFODUDQ TXH ORV IDFWRUHV FODYH TXH
XWLOL]DQ ORV FRQVXPLGRUHV SDUD LGHQWLILFDU IXHQWHV ILDEOHV GH LQIRUPDFLyQ HQ OD ZHE  VRQ ³ORV
FRQRFLPLHQWRVGHOFRPXQLFDGRUVXH[SHULHQFLD OD LPSDUFLDOLGDG GH ODIXHQWHODDILQLGDG TXHWLHQHQ
FRQ OD PLVPD \ OD FRQILDQ]D GH OD IXHQWH GHQWUR GH OD SURSLD UHG VRFLDO GHO FRQVXPLGRU´ WUDG D
%RUJDWWL &URVV+HDOWKHWDOFLWDGRVHQ:HOERXUQH *UDQW GHPDQHUDTXH
VL VH WUDEDMD GHQWUR GH XQD HVWUDWHJLD ODV LQVWLWXFLRQHV SDUWHQ GH XQD SRVLFLyQ GH YHQWDMD SDUD
FRQYHUWLUVH HQ XQD IXHQWH tQWHJUD SDUD ORV XVXDULRV 6L DGHPiV +DUULV HW DO   DILUPDQ TXH ODV
SHUVRQDVTXHWLHQHQSUREOHPDVGHVDOXGFRQVXOWDQLQIRUPDFLyQVREUHVXFRQGLFLyQSULQFLSDOPHQWHD
WUDYpV GH ODV UHGHV VRFLDOHV ODV RUJDQL]DFLRQHV GHEHQ XVDU HVWDV KHUUDPLHQWDV SDUD HGXFDU D ORV
SDFLHQWHV\HYLWDUTXHDFFHGDQDIXHQWHVGHLQIRUPDFLyQQRYHULILFDGDRGHSURFHGHQFLDGXGRVDGH
WDOPDQHUDTXHLPSLGDQSRQHUHQULHVJRVXVDOXG

2WUD LGHD FODYH TXH VH SXHGH H[WUDHU GH ORV HVWXGLRV HV TXH ODV UHGHV VRFLDOHV SHUPLWHQ D ODV
RUJDQL]DFLRQHVVHULQWHUDFWLYDVDXQTXHDMX]JDUSRUORVUHVXOWDGRVHQFRQWUDGRVODPD\RUtDGHHOODV
QR HVWiQ DSURYHFKDQGR HVWD YHQWDMD 3DUN HW DO   DILUPDQ TXH OD LQWHUDFWLYLGDG SHUPLWH
FRPSUHQGHUPHMRUODLQIRUPDFLyQVDQLWDULD\DGHPiVGHFRQHFWDUODVUHGHVVRFLDOHVHQWUHVtSHUPLWH
DORVXVXDULRVGHODVPLVPDVHQFRQWUDUODLQIRUPDFLyQTXHHVWiQFRQVXOWDQGRHQYDULRVIRUPDWRV(Q
XQ HVWXGLR DQWHULRU .DPHO %RXORV \ :KHHOHU   \D GHFtDQ TXH ³ODV WHFQRORJtDV VRFLDEOHV GH OD
ZHE  WLHQHQ HO SRWHQFLDO GH SURPRYHU HO DSUHQGL]DMH DFWLYR \ FRPSURPHWLGR GRQGH ORV
SDUWLFLSDQWHVFRQVWUX\HQVXFRQRFLPLHQWRDWUDYpVGHODLQWHUDFFLyQ \ODH[SORUDFLyQVRFLDO´ WUDGD
.DPHO %RXORV  :KHHOHU    (V QHFHVDULR SXHV SDVDU GHO WH[WR DO YtGHR GH OD IRWR D OD
KLVWRULDGLJLWDOGHWDOPDQHUDTXHODLQIRUPDFLyQVHH[SUHVHHQXQOHQJXDMHQRYHGRVR\DWUDFWLYRSDUD
TXH FRQHFWH FRQ HO XVXDULR TXH OD FRQVXOWD 6LQ HPEDUJR VHJ~Q 7KDFNHUD\ HW DO   ODV
LQVWLWXFLRQHV³QRHVWiQFDSLWDOL]DQGRHOSRWHQFLDOLQWHUDFWLYRGHODVUHGHVVRFLDOHV´ WUDGD7KDFNHUD\
HW DO    \D TXH HVWDV RUJDQL]DFLRQHV D~Q WLHQHQ PX\ LQWHULRUL]DGD OD SROtWLFD GHO RQHZD\
FRPPXQLFDWLRQ (O PLVPR HVWXGLR DSXQWD TXH TXL]i XQD GH ODV FDXVDV HV TXH H[LVWH XQ GHVDMXVWH
HQWUH HO FRQWHQLGR TXH SXEOLFDQ HVWDV RUJDQL]DFLRQHV \ HO FRQWHQLGR TXH ODV DXGLHQFLDV SUHILHUHQ
7KDFNHUD\HWDO &DGDYH]VRQPiVORVXVXDULRVGHUHGHVVRFLDOHVTXHEXVFDQLQVWLWXFLRQHV\
FRPSDxtDV TXH VH LPSOLTXHQ HQ HVWH WLSR GH KHUUDPLHQWDV \ TXH VH FRPXQLTXHQ FRQ HO XVXDULR
FRQVXPLGRUDWUDYpVGHHVWRVFDQDOHV 3DUNHWDO &RPRLQGLFDODOLWHUDWXUDSUHYLD³WHQHUPiV
SRVLELOLGDGHV GH LQWHUDFWXDU RIUHFH DO XVXDULR OD OLEUH HOHFFLyQ GH HVFRJHU HO FRQWHQLGR TXH TXLHUHQ´
2EODN GHPRFUDWL]DQGRHOFRQRFLPLHQWR\ODHGXFDFLyQSDUDODVDOXG(QGHILQLWLYDVLELHQ
HVQHFHVDULRXQFDPELRSUHFLVDPHQWHVRQODVLQVWLWXFLRQHVODVTXHXWLOL]DQXQHVSHFWURPiVDPSOLR
GHLQWHUDFWLYLGDGHQFXDQWRDFRQWHQLGRVHUHILHUH 3DUNHWDO 

(QFXDQWRDOLPLWDFLRQHVGHHVWHDUWtFXORODSULQFLSDOHVTXHQRVHKDQ HQFRQWUDGRHVWXGLRVTXHVH
KD\DQGHVDUUROODGRHQ(VSDxDRHQSDtVHVGHKDEODKLVSDQD(VWHKHFKROLPLWDHOHVWXGLRDODKRUDGH
TXHUHU UHDOL]DU FRPSDUDFLRQHV HQWUH HO XVR GHO HQWRUQR  HQ HO FDPSR GH OD VDOXG HQ HO PXQGR
5HY(VS&RPXQ6DOXG  ±KWWSG[GRLRUJUHFV3iJLQD
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DQJORVDMyQ \ HO PXQGR GH KDEOD KLVSDQD 3RU RWUR ODGR OD PD\RUtD GH ODV LQLFLDWLYDV VH VLW~DQ HQ
(VWDGRV8QLGRVFRVDTXHSXHGHSURSRUFLRQDUXQDYLVLyQOLJHUDPHQWHVHVJDGDGHODVHVWUDWHJLDVGH
XVRGHODVUHGHVVRFLDOHVSRUSDUWHGHODVLQVWLWXFLRQHVDODKRUDGHLQIRUPDU\SURPRFLRQDUODVDOXG
$VLPLVPRODPD\RUtDGHORVHVWXGLRVHVWiQUHODFLRQDGRVHQDQDOL]DUODHILFDFLDGHOXVRGHODVUHGHV
VRFLDOHVSRUSDUWHGHODVLQVWLWXFLRQHVS~EOLFDVSDUDUHDOL]DUSURPRFLyQGHODVDOXG6RODPHQWHGH
ORV  HVWXGLRV   DQDOL]DQ HO XVR GH HVWDV KHUUDPLHQWDV HQ VLWXDFLRQHV GH HPHUJHQFLD (Q
WpUPLQRV FRPXQLFDWLYRV GH FRRUGLQDFLyQ LQWHUQD HQWUH ODV LQVWLWXFLRQHV OD LQWHJUDFLyQ GH ODV UHGHV
VRFLDOHV VXSRQGUtD WRGR XQ UHWR GH LQQRYDFLyQ DVt TXH XQD IXWXUD OtQHD GH LQYHVWLJDFLyQ SRGUtD
FRPSUREDU PiV HQ SURIXQGLGDG OD HILFDFLD GH ODV UHGHV VRFLDOHV HQ HVWH WLSR GH VLWXDFLRQHV GH
QDWXUDOH]DFUtWLFD

3RURWURODGRHQHOHVWXGLRGH7KDFNHUD\HWDO  DSDUHFHXQDLGHDLQWHUHVDQWHVREUHODUHODFLyQ
HQWUH ODV UHGHV VRFLDOHV \ ORV FDPELRV GH FRPSRUWDPLHQWR DVt TXH RWUD SRVLEOH IXWXUD OtQHD GH
LQYHVWLJDFLyQSRGUtDFRQVLVWLUHQFRPSUREDUODHILFDFLDHLQIOXHQFLDTXHWLHQHQHVWDVKHUUDPLHQWDVHQ
ORVFDPELRVGHKiELWRVGHORVXVXDULRVTXHXWLOL]DQ\FRQVXOWDQODVUHGHVVRFLDOHVGHODVLQVWLWXFLRQHV
S~EOLFDV SDUD YHU VL UHDOPHQWH LQIOX\H HQ VX FRPSRUWDPLHQWR (Q GHILQLWLYD ODV IRUPDV HQ TXH ODV
LQVWLWXFLRQHV GH VDOXG S~EOLFD LQFRUSRUDQ ODV UHGHV VRFLDOHV HQ VXV TXHKDFHUHV FRQILJXUDUiQ XQ
HVSDFLR GH UHIOH[LyQ \ WUDQVIRUPDFLyQ VRFLDO TXH FRPR GHILQH 'tD]   QRV KDUi SODQWHDU OD
FRPXQLFDFLyQHQVDOXG³HQXQVHQWLGRHVWUDWpJLFR\ UHODFLRQDO´ 'tD] 0iVDOOiGHORVXVRV
LQVWUXPHQWDOHV HVWDV KHUUDPLHQWDV SURSRQGUiQ FXHVWLRQHV PXFKR PiV VXVWDQWLYDV VREUH FyPR
SHQVDUODFRPXQLFDFLyQRUJDQL]DFLRQDOVREUHVDOXGHQVXFRQMXQWRGHWDOPDQHUDTXHVHDSXHVWHSRU
ODPLVPD³FRPRXQDGLPHQVLyQFRQVWLWXWLYD\HVWUDWpJLFDGHODVRUJDQL]DFLRQHV´ 'tD] 


&RQFOXVLRQHV

$XQTXH ODV UHGHV VRFLDOHV HVWiQ HQ FUHFLPLHQWR \ HPSLH]DQ D IRUPDU SDUWH GH ODV HVWUDWHJLDV GH
FRPXQLFDFLyQGHODVLQVWLWXFLRQHVS~EOLFDV³H[LVWHXQDHVFDVH]GHGDWRVFLHQWtILFRVVREUHODDGRSFLyQ
GHUHGHVVRFLDOHVHQORVHQWRUQRVGHVDOXGS~EOLFD´ WUDGD7KDFNHUD\HWDO 1RREVWDQWH
DXQTXHVRQQHFHVDULRVPiVHVWXGLRVTXHDQDOLFHQODHILFDFLDGHOXVRGHHVWDVKHUUDPLHQWDVSRUSDUWH
GH ODV LQVWLWXFLRQHV SDUD GLIXQGLU LQIRUPDFLyQ VDQLWDULD ODV UHGHV VRFLDOHV VRQ XQ EXHQ LQVWUXPHQWR
SDUDGLYXOJDUODLQIRUPDFLyQGHXQDPDQHUDUHQWDEOHSHVHDTXHIDOWHQUHFXUVRV\SHUVRQDOTXHHVWp
GLVSXHVWRDOOHYDUODV 3DUNHWDO 


%LEOLRJUDItD

$JLFKWHLQ(&DVWLOOR&'RQDWR'*LRQLV$ 0LVKQH*  )LQGLQJ+LJK4XDOLW\&RQWHQWLQ
6RFLDO 0HGLD 3URFHHGLQJV RI WKH  ,QWHUQDWLRQDO &RQIHUHQFH RQ :HE 6HDUFK DQG 'DWD
0LQLQJ
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$QGHUVRQ**OHHVRQ65LVVHO&:HQ/0 %HGIRUG .  7ZLWWHUWZHHWVDQGWZDGGOH
WZLWWHULQJ DW $+3$ 1DWLRQDO +HDOWK 3URPRWLRQ &RQIHUHQFH +HDOWK 3URPRWLRQ -RXUQDO RI
$XVWUDOLD  
%XOOHQ3%  8VLQJD0RELOH3KRWR%RRWKDQG)DFHERRNWR3URPRWH3RVLWLYH+HDOWK0HVVDJHV
$PRQJ0HQ:KR+DYH6H[:LWK0HQLQ&DPERGLD$PHULFDQ-RXUQDORI3XEOLF+HDOWK  

&HQWHUVIRU'LVHDVH&RQWURODQG3UHYHQWLRQ  7KH+HDOWK&RPPXQLFDWRU¶V6RFLDO0HGLD7RRONLW
>*XLGHOLQHV@ &RQVXOWDGR HO GtD  GH MXQLR GH  GH OD :RUOG :LGH :HE
KWWSZZZFGFJRYVRFLDOPHGLDWRROVJXLGHOLQHV
&KRSUD 9  0F0DKRQ -U /   +,7(&+ (OHFWURQLF +HDOWK 5HFRUGV DQG )DFHERRN D KHDOWK
LQIRUPDWLRQWULIHFWD7KH$PHULFDQ-RXUQDORI0HGLFLQH  
'tD] + $   /D &RPXQLFDFLyQ HQ OD (GXFDFLyQ SDUD OD 6DOXG 5HYLVWD (VSDxROD GH
&RPXQLFDFLyQHQ6DOXG  
'XJJDQ0(OOLVRQ1%/DPSH&/HQKDUW$ 0DGGHQ0   6RFLDO0HGLD8SGDWH
>5HSRUW@ &RQVXOWDGR HO GtD  GH MXQLR GH  GH OD :RUOG :LGH :HE
KWWSZZZSHZLQWHUQHWRUJVRFLDOPHGLDXSGDWH
(\VHQEDFK *   ,QIRGHPLRORJ\ DQG LQIRYHLOODQFH 7UDFNLQJ 2QOLQH +HDOWK ,QIRUPDWLRQ DQG
&\EHUEHKDYLRU IRU 3XEOLF +HDOWK $PHULFDQ -RXUQDO RI 3UHYHQWLYH 0HGLFLQH   6  6
6
)DOORQ / )

 6FKPDO]ULHG + '   $ 6WXG\ RQ WKH 5HVSRQVLYHQHVV RI /RFDO +HDOWK

'HSDUWPHQWVWKDW8VH)DFHERRN+RPHODQG6HFXULW\ (PHUJHQF\0DQDJHPHQW  
*HRUJH ' 5   )ULHQGLQJ )DFHERRN" $ 0LQLFRXUVH RQ WKH 8VH RI 6RFLDO 0HGLD E\ +HDOWK
3URIHVVLRQDOV-RXUQDORI&RQWLQXLQJ(GXFDWLRQLQWKH+HDOWK3URIHVVLRQV  
*RYHWWH-  2XWVWDQGLQJ +HDOWKFDUH6RFLDO0HGLD6WDWLVWLFV >3XOVH@ &RQVXOWDGRHOGtD 
GH MXQLR GH  GH OD :RUOG :LGH :HE KWWSVZZZOLQNHGLQFRPSXOVH
RXWVWDQGLQJVWDWLVWLFVILJXUHVRQKRZVRFLDOPHGLDKDVLPSDFWHGWKHKHDOWKFDUH
LQGXVWU\
+DUULV-0XHOOHU16QLGHU' +DLUH-RVKX'  /RFDO+HDOWK'HSDUWPHQW8VHRI7ZLWWHUWR
'LVVHPLQDWH'LDEHWHV,QIRUPDWLRQ8QLWHG6WDWHV3UHYHQWLQJ&KURQLF'LVHDVH(
+DUULV - 0XHOOHU 1  6QLGHU ' E  6RFLDO 0HGLD $GRSWLRQ LQ /RFDO +HDOWK 'HSDUWPHQWV
1DWLRQZLGH$PHULFDQ-RXUQDORI3XEOLF+HDOWK  
+DZQ &   7DNH WZR DVSLULQ DQG WZHHW PH LQ WKH PRUQLQJ KRZ 7ZLWWHU )DFHERRN DQG RWKHU
VRFLDOPHGLDDUHUHVKDSLQJKHDOWKFDUH+HDOWK$IIDLUV  
+,066 3ULYDF\

 6HFXULW\ &RPPLWWHH   6RFLDO 0HGLD LQ +HDOWKFDUH 3ULYDF\

 6HFXULW\

&RQVLGHUDWLRQV :KLWH3DSHU >5HVRXUFH/LEUDU\@&RQVXOWDGRHOGtDGHMXQLRGHGHOD
:RUOG

:LGH

:HE

KWWSZZZKLPVVRUJ5HVRXUFH/LEUDU\*HQ5HVRXUFH5HJDVS[",WHP1XPEHU 
+XQWHU32\HUYLGHV2*UDQGH.3UDWHU'9DQQ95HLWO, %LHGU]\FNL3  )DFHERRN
$XJPHQWHG 3DUWQHU 1RWLILFDWLRQ LQ D &OXVWHU RI 6\SKLOLV &DVHV LQ 0LOZDXNHH 3XEOLF +HDOWK
5HSRUWV 6 
5HY(VS&RPXQ6DOXG  ±KWWSG[GRLRUJUHFV3iJLQD
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.DPHO%RXORV01 :KHHOHU6  7KHHPHUJLQJ:HEVRFLDOVRIWZDUHDQHQDEOLQJVXLWH
RI VRFLDEOH WHFKQRORJLHV LQ KHDOWK DQG KHDOWK FDUH HGXFDWLRQ +HDOWK ,QIRUPDWLRQ DQG /LEUDULHV
-RXUQDO
/HH 1 0 9DQ'\NH 0 6   6HW ,W DQG )RUJHW ,W 7KH 2QH:D\ 8VH RI 6RFLDO 0HGLD E\
*RYHUQPHQW$JHQFLHV&RPPXQLFDWLQJ6FLHQFH6FLHQFH&RPPXQLFDWLRQ  
0HUZLQ-U*$0F'RQDOG-60HUZLQ.$0F'RQDOG0 %HQQHWW-U-RKQ5  ³/RFDO
*RYHUQPHQWVDQG6RFLDO1HWZRUNLQJ'R<RX6SHDN2XU/DQJXDJH"´HQ('RZQH\ 0-RQHV
HGV 3XEOLF6HUYLFH*RYHUQDQFH DQG:HE7HFKQRORJLHV)XWXUH7UHQGVLQ6RFLDO 0HGLD
SS +HUVKH\3$,*,*OREDO
1DGLW] $   0LOLWDU\ KHDOWK VHUYLFHV WDUJHW \RXWK WKURXJK VRFLDO QHWZRUNLQJ WRROV OLNH 7ZLWWHU
<RX7XEH7HOHPHGLFLQH-RXUQDODQGH+HDOWK  
2EODN 7   7KH /DFN RI ,QWHUDFWLYLW\ DQG +\SHUWH[WXDOLW\ LQ 2QOLQH 0HGLD ,QWHUQDWLRQDO
&RPPXQLFDWLRQ*D]HWWH  
3DQGH\$3DWQL16LQJK06RRG$ 6LQJK*  <RX7XEH$VD6RXUFHRI,QIRUPDWLRQRQ
WKH+1,QIOXHQ]D3DQGHPLF$PHULFDQ-RXUQDORI3UHYHQWLYH0HGLFLQH  HH
3DUN + 5RGJHUV 6  6WHPPOH -   +HDOWK 2UJDQL]DWLRQV¶ XVH RI )DFHERRN IRU KHDOWK
DGYHUWLVLQJDQGSURPRWLRQ-RXUQDORI,QWHUDFWLYH$GYHUWLVLQJ  
3DUN + 5RGJHUV 6  6WHPPOH -   $QDO\]LQJ +HDOWK 2UJDQL]DWLRQV¶ 8VH RI 7ZLWWHU IRU
3URPRWLQJ+HDOWK/LWHUDF\-RXUQDORI+HDOWK&RPPXQLFDWLRQ,QWHUQDWLRQDO3HUVSHFWLYHV  

3HZ 5HVHDUFK &HQWHU   +HDOWK )DFW 6KHHW >)DFW 6KHHWV@ &RQVXOWDGR HO GtD  GH MXQLR GH
GHOD:RUOG:LGH:HEKWWSZZZSHZLQWHUQHWRUJIDFWVKHHWVKHDOWKIDFWVKHHW
3KLOOLSV6  $EULHIKLVWRU\RI)DFHERRN >7HFKQRORJ\@&RQVXOWDGRHOGtDGHMXQLRGH
GHOD:RUOG:LGH:HEKWWSZZZWKHJXDUGLDQFRPWHFKQRORJ\MXOPHGLDQHZPHGLD
6FDQIHOG'6FDQIHOG9 /DUVRQ(/  'LVVHPLQDWLRQRIKHDOWKLQIRUPDWLRQWKURXJKVRFLDO
QHWZRUNV7ZLWWHUDQGDQWLELRWLFV$PHULFDQ-RXUQDORI,QIHFWLRQ&RQWURO  
6RFLDO 0HGLD   (Q 0HUULDP:HEVWHU 'LFWLRQDU\ >2QOLQH@ 'LVSRQLEOH (QF\FORS GLD %ULWDQQLFD
&RPSDQ\>VLQIHFKD@
6\UHG-1DLGRR&:RRGKDOO6 %DUDLWVHU3  :RXOG<RX7HOO(YHU\RQH7KLV")DFHERRN
&RQYHUVDWLRQVDV+HDOWK3URPRWLRQ,QWHUYHQWLRQV-RXUQDORI0HGLFDO,QWHUQHW5HVHDUFK  
H
7KDFNHUD\ 5 1HLJHU % 6PLWK $  9DQ :DJHQHQ 6   $GRSWLRQ DQG XVH RI VRFLDO PHGLD
DPRQJSXEOLFKHDOWKGHSDUWPHQWV%0&3XEOLF+HDOWK
7UXHODQG-  0DNHWKHSOHGJH1XUVLQJ6WDQGDUG  


8UU~WLD *  %RQILOO ;   'HFODUDFLyQ 35,60$ XQD SURSXHVWD SDUD PHMRUDU OD SXEOLFDFLyQ GH
UHYLVLRQHVVLVWHPiWLFDV\PHWDDQiOLVLV0HGLFLQD&OtQLFD  
:HOERXUQH ' -  *UDQW : -   6FLHQFH FRPPXQLFDWLRQ RQ <RX7XEH )DFWRUV WKDW DIIHFW
FKDQQHODQGYLGHRSRSXODULW\3XEOLF8QGHUVWDQGLQJRI6FLHQFH
5HY(VS&RPXQ6DOXG  ±KWWSG[GRLRUJUHFV3iJLQD
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$JUDGHFLPLHQWRV

/RVDXWRUHVTXLHUHQDJUDGHFHUHVSHFLDOPHQWHHODSR\R\ODILQDQFLDFLyQ  GHOD8QLYHUVLWDW5RYLUDL
9LUJLOL 859    HO 'HSDUWDPHQWR GH (VWXGLRV GH &RPXQLFDFLyQ GH OD 859   HO *UXSR GH
,QYHVWLJDFLyQHQ&RPXQLFDFLyQ$67(5,6&\  OD&iWHGUD,QWHUQDFLRQDO8595HSVROGH([FHOHQFLD
HQ&RPXQLFDFLyQSDUDODUHDOL]DFLyQGHHVWHHVWXGLR
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societies: Analysis of levels
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Abstract

Keywords

Pain is a complex issue, and often patients feel isolated. Social media are arising
as instruments where users find support and spaces to express their pain. This
study analyses how two pain institutions – the Spanish Pain Society (SED) and
the American Pain Society (APS) – are creating messages and communicating them
through Twitter, by examining their profile content and procedures. A comparative
analysis was applied to 2474 tweets corresponding to the period running from the
inception of the profiles (APS July 2010, SED March 2013) to February 2016. Both
profiles manage aspects like targeted audiences and referential content quite well,
whereas frequency and engagement with users would need to be improved. Although
the two institutions are already using this social media tool, we suggest that both
organizations would benefit from developing a social media strategy. Nevertheless,
further research is needed in order to understand deeply how pain is communicated
via Twitter.

pain
institutional
communication
Twitter
health
social media
organizations
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1. A 2005 study stated
that ‘rapid diffusion of
Internet technology
within the public
sphere has placed an
unprecedented amount
of health information
within reach of general
consumers’ (Hesse
et al. 2005: 2618); an
affirmation that is still
valid today. Traditional
health information
searches were mostly
an individual task (Cline
and Haynes 2001). Now,
social media offers
patients ‘collaboration
between users and
a social interaction
mechanism for a
range of individuals’
(Moorhead et al. 2013:
e85), giving them an
instant feedback (Park
et al. 2011). Also, these
tools ‘let users share
information that is
consumer-centric and
consumer controlled,
enabling anonymity or
personal connection’
(Korda and Itani
2013: 16).

Introduction
Health and social media
Twitter, Facebook and similar social media platforms have been with us for
more than a decade (van Dijck 2013) and have become constructive tools
with an impact on how people acquire information (Scanfeld et al. 2010; Kind
and Evans 2015). In a digitized world most people seek information on the
Internet, including on health-related topics (Cline and Haynes 2001). Even
so, ‘the question of health communication on the Internet is increasingly
complicated. E-health technologies, personalized e-health systems and multiple forms of social media are changing health communication at every level’
(Torkkola 2016: 22).
Recent studies (Scanfeld et al. 2010; Robillard et al. 2013) indicate that
patients recognize that their online medical consultations have an impact
on decision making about health, standardizing the participatory healthcare
concept (Sosnowy 2014). Through social media, for instance, health care
organizations can inform, educate and empower users and can also collect
data to analyse health trends, among other uses (Thackeray et al. 2012;
Lafferty and Manca 2015). Interestingly, ‘Internet users who seek health information are more attracted to social networking sites than to blogs and online
support groups’ (Park et al. 2013: 412; Mehta and Atreja 2015). In this sense,
Moorhead et al. suggests that ‘social media allows users to generate peer-topeer discussion in a way not enabled by traditional websites’ (2013: e85).1
At the same time, social media are also changing the patient-provider
relationship (Chretien and Kind 2013), now no longer reflecting superiority but equity. Via social media, health professionals join virtual communities where they ‘read news articles, listen to experts, research new medical
developments, network, and communicate with colleagues regarding patient
issues’ (Modahl et al. 2011, cited by Househ 2013: 246). Patients, meanwhile,
can take control of their health by seeking information about their illnesses
(Scanfeld et al. 2010; Buchanan and Beckett 2014), for subsequent discussion
with their health care provider (Merolli et al. 2013; Sosnowy 2014; Chretien
and Tuck 2015). Besides, ‘social media can be used to provide a valuable and
useful source of peer, social, and emotional support to individuals, including
those with various conditions/illnesses’ (Moorhead et al. 2013: e85). However,
all that glitters is not gold, at least for institutions. In this new environment of
patients actively seeking information and sharing their experiences, sensitive
health information is exposed to all kinds of audiences without any control.

A double-edged sword
The use of social media in health care raises certain concerns for institutions
regarding privacy and misinformation. The patient-physician relationship is
no longer two-way, because social media ‘provide important spaces for people
with illnesses to build community, engage in activism, and enact resistance’
(Sosnowy 2014: 316; De la Torre-Díez et al. 2012; Mehta and Atreja 2015). In
social media, many different individuals participate in medical consultations:
the patient, their physician, their family, other patients, other providers – not
to mention many anonymous people with something to say. The concept of
privacy is blurred because information shared on social media is no longer
in the control of the patient, and they cannot know who may be reading it
(Hawn 2009). As DeCamp points out, nowadays ‘more individuals choose to
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share what was previously considered sensitive’ (2015: 121). Nevertheless,
ensuring privacy in these platforms, designed to be open and friendly, is quite
difficult (Mehta and Atreja 2015); because ‘patients using the web for health
information face challenges of variability in the quality of content, privacy
issues and consumer fraud’ (Mehta and Atreja 2015: 122).
Health care providers face issues of potential misinformation of patients
on a regular basis (Ahmad et al. 2006). As Kilaru et al. points out, ‘with thousands upon thousands of health-related web pages, the sheer volume of
online content dilutes attention to any single health message’ (2014: 1633–
34). Misinformation is a complex issue for institutions, because ‘public health
challenges stemming from online misinformation are at the complex intersection of scientific research, mass media, and the emergence of social network
activism through user-created content and consumer reception of information’
(Seymour et al. 2015: 517). In other words, multiple health information sources
are available, but not all of them are reliable. It seems, however, that patients,
and especially those with chronic pain, overlook this issue, as they continue to
share personal stories online, looking for the support that they may not receive
in their social setting (Merolli et al. 2013). In this context, health-related institutions need to be present in social media in order to point users and patients
towards, and show them how to use, reliable sources of information.

2. For Park et al. (2011),
users may of course
create their own
content, but it is
generally low-quality
information. It is
the responsibility
of institutions and
other health-related
organizations to create
more professionally
generated content
in order to reinstate
themselves as points of
reference or as a source
of credibility.

The institutional dilemma of social media use
In a world where conversations ‘about public health topics are happening
whether we participate or not’ (Heldman et al. 2013: 12), it is important for
health care organizations and other health-related institutions to embrace the
use of social media. Users, and above all, patients, increasingly seek organizations that participate in and communicate through these channels (Park et al.
2013). In this sense, Lardi and Ledergerber affirm that ‘interacting with followers on social networks is a crucial part to building a strong presence’ (Lardi
and Ledergerber 2013: 86). Organizations should clearly be involved in social
media (Weiner 2015), but not at any price. A major risk is loss of authority:
All these new contributions to health communication show that the
one-way process of mass communication, where the source of health
information was mainly the health institutions and professionals, and
where lay people were mostly in the role of passive target groups, is
losing its hegemonic position.
(Torkkola 2013: para. 1)
This transition has occurred in all kind of health care organizations,
because they began to participate in the social media world later than
patients (Thackeray et al. 2012). Harris et al. suggests that this happens
because institutions face ‘organizational barriers common to governmental public health care organizations’ (2013a: 1706). The obstacles include
‘lengthy approval processes for new projects, policies that hinder social
media use once it is adopted, a lack of a reliable and fast Internet connection and firewalls that prohibit social media use by employees’ (Harris
et al. 2013a: 1706). In the absence of official sources, patients began to
seek information elsewhere, often finding it in the form of non-official
user-generated content.2 As a consequence, institutions started to lose influence as a source of information for their patients.

www.intellectbooks.com   5

CJCS_9.1_Sendra_3-23.indd 5

4/28/17 3:16 PM

UNIVERSITAT ROVIRA I VIRGILI
Anna Sendra | Jordi Farré
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

To reinstate their status, health care organizations need to improve the
productive performance of their social media profiles. Basically, institutions
need to define an online communication strategy designed to achieve several
key goals and covering appropriate content for the user, proper communication of that content, the creation of content aimed at promoting health
and, above all, more and better interaction with users, with the ultimate
aim of creating shared meaning in which dialogue could be promoted. As
Lardi points out, ‘a lack of content planning, resources and clear responsibilities mean that the channels [like a Twitter profile] sometimes fall dormant
and eventually lose the interest of costumers’ (Lardi 2013: 18). Neiger et al.
suggest the following in their study:
Before attempting to create a social media presence that transcends
one-way messaging and actually engages audiences, health promotion practitioners should consider four key strategic issues: (a) decide
what the organization is trying to accomplish with social media (e.g.,
goals and objectives), (b) identify specific audiences of interest to the
organization and its programs and tailor strategies to invite them into
the social media conversation, (c) identify benefits the organization can
offer audience members within the context of predetermined goals and
objectives, and (d) identify what the organization wants audiences to
do (e.g., create or promote content, respond to messages, share experiences, participate with the organization off-line).
(2013: 158)
Therefore, it is evident that building a presence in social media is not an easy
task. There are many different tools, and each one has its own specificities.
In our study we focus specifically on Twitter. Among all the possibilities, this
instrument ‘has emerged as one of the most popular microblogging platforms
that allows users to send and read short text-based messages limited to 140
characters’ (Robillard et al. 2013: 2). Also, regarding to health organizations,
the use of Twitter ‘may be an effective way to reach their citizens and promote
healthier life styles, adherence to treatment, or improve knowledge about any
disease’ (Carrillo-Larco 2012: 755).
As suggested earlier, patients are used to seek health information through
social media: among all of the options, Twitter stands out as an instrument
for searching health-related information (Scanfeld et al. 2010; Robillard et al.
2013). Also, as with any other social media platform, it is important to keep
profiles up to date in order to maintain the interest (Lardi 2013; Dawley 2015).
Nevertheless, although there are many guidelines about general social media
use in health care, few organizations use them in a proper and coherent way
(Heldman et al. 2013).

Challenges in communicating pain through social media
Pain patients are one of the groups with most social media presence
(Gonzalez-Polledo 2016). Before we go on to explore how pain is communicated through social media, we should point out that there are two significantly different kinds of pain: acute pain and chronic pain. According to the
US Federation of State Medical Boards, ‘acute pain is the normal, predictable
physiological response to a noxious chemical, thermal or mechanical stimulus
and typically is associated with invasive procedures, trauma and disease [and]
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generally is time-limited, lasting six weeks or less’, whereas ‘chronic pain is
a state in which pain persists beyond the usual course of an acute disease or
healing of an injury (e.g., more than three months)’ (2013: 17).
Although acute and chronic pain are mainly distinguished in terms of
duration, this is not the only difference. In terms of expression, pain can
be manifested verbally (through questionnaires like PCQ3 or with vocalized
expressions like ‘my arm hurts’) or at a non-verbal level (through photographs, facial expressions, movements, etc. [Mesko et al. 2011; Walsh et al.
2014]). Note that even though ‘the nature of pain makes objective measurement impossible’ (Breivik 2008: 17), it is still essential to have assessment tools
(Mann and Carr 2009). Here lies the problem: although acute pain ‘can be
reliably assessed’ (Breivik 2008: 17), chronic pain assessment ‘require multidimensional qualitative tools and health-related quality of life instruments’
(Breivik 2008: 17). So, in the case of chronic pain, subjectivity plays an important role (NIH Medline Plus 2011).
To illustrate, certain illnesses (like fibromyalgia) are difficult to diagnose because it is difficult to obtain clinical evidence – and because symptoms can come and go over time (Mayo Clinic Staff 2014). In these cases,
patients struggle ‘to be taken at their word – to have doctors, friends, and
family believe that they’re reliable narrators of their own experiences’ (Leigh
2015). In these situations, patients are trying to communicate their pain – and
this is where new technologies are assuming a central role. It has been shown
that social media use has a positive impact on the management of certain
illnesses, and one area of positive impact is chronic pain (Merolli et al. 2013).
Patients with chronic pain have found new ways to express how they feel
about their pain – and they have transformed narratives (Gonzalez-Polledo
and Tarr 2014). Therefore, social media act as a loudspeaker for pain patients,
enabling more widespread distribution of pain-related messages and ‘potentially challenging excommunication’ (Gonzalez-Polledo and Tarr 2014: 14).
For some experts, these tools act as an amplifier, and are ‘becoming health
devices where the experience of living with pain is normalized and made
newly visible’ (Gonzalez-Polledo 2016: 2).
Moreover, in chronic pain management, the use of social media also has
a function of attenuation. In some cases, using these tools has meant an
improvement of psychological well-being of patients in terms of handling
stress, anxiety, etc. (Merolli et al. 2013). Online support groups are fundamental for pain patients (Mehta and Atreja 2015), since pain – and above all
its chronic form – is mostly an invisible and sometimes stigmatized illness
(Jackson 2005). For this reason, these communities are very popular among
patients with chronic conditions (Mehta and Atreja 2015). In this kind of
‘online neighbourhood’, chronic pain sufferers find the support that is often
lacking in their ordinary lives, and alleviate pain thanks to communication.
Consequently, pain institutions and organizations need to take social media
into account, both as an experimental assessment tool for the sharing of experiences and as a new way to educate both patients and families about their
illnesses.

3. Pain-Coping
Questionnaire (Huguet
et al. 2009).

Study aim
As several studies have suggested that online communities are fundamental
for patients (Merolli et al. 2013; Moorhead et al. 2013; Mehta and Atreja 2015) –
especially those with pain or chronic conditions – our study aim was to find
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4. In this case, mainly pain
patients looking for
information or support.
About its stance
regarding the social
media (what Neiger
et al. (2013: 58) states
to be the social media
‘goals and objectives’
of the institution),
we have only implicit
references on the SED
website: it aims ‘to use
new media and social
networks as a tool to
make it easier (for both
members and patients)
to communicate with
the SED’ (Neira 2013).
5. The APS had 7345
followers whereas the
SED had 3284 followers
(as of 10 August 2016).
6. We used Omnicity
because neither
the SED nor the APS
exceeded the number
of tweets that the tool
can capture.

out how these two pain institutions – the Spanish Pain Society (SED) and
the American Pain Society (APS) – are creating messages and communicating
them via Twitter, in order to analyse if both institutions are engaging with its
audience.4
Our approach was based on examining the content shared in their respective Twitter profiles, @Sedolor and @AmericanPainSoc. More specifically, we
analysed six key aspects: (1) type of content; (2) interactivity of the profiles;
(3) use of hashtags; (4) targets of the messages; (5) frequency; and (6) presence of pain-related tweets. In this research, content analysis was tested as a
potentially useful tool for exploiting the specificities of how Twitter operates.

Methods
Social media analysis is a complex issue, and the studies described in the
literature have tended to evaluate the data in different ways. For this reason,
our objective was to create an exploratory methodology for analysing specific
Twitter profiles, in our case, associated with pain organizations. To implement our matrix analysis, we consulted studies on tourist destination brands,
museums and online communication and Twitter content classification; and
also examined studies of health communication in social media. From this
literature review (Dann 2010; Thackeray et al. 2012; Park et al. 2013; Huertas
and Mariné 2014; Cordón Benito and González González 2016), we created
an analysis table that included the above-mentioned six categories (content,
interactivity, hashtags, targets, frequency and pain-related tweets).
Due to the specificities of the analysed profiles, we considered that the
most important category of our analysis table is interactivity, bearing in mind
Park et al., who, drawing on various authors stated that, in health communication, ‘interactivity enables social networking sites to facilitate consumers’
understanding of health information, increases word of mouth among interpersonal networks, and improves consumers’ self-management behaviors’
(Nutbeam 2000; Kalichman et al. 2002; Guendelman et al. 2002, cited by Park
et al. 2011: 63). Also, regarding pain, another study has suggested that ‘by
empowering the patient with health care options, belief in the pain experience
is communicated in a way that could counter experiences of learned helplessness’ (Newton et al. 2013: 168).

Data collection
For this study, 2474 tweets were analysed (1727 tweets from the SED account
[@Sedolor] and 747 tweets from the APS account [@AmericanPainSoc]5)
published over the period running from the inception of the two profiles
(March 2013 and July 2010, respectively) to February 2016.
In March 2016, we captured all the tweets from both profiles using the
Omnicity freeware (http://omnicity.com/ot/), which allows 3200 tweets to be
recovered from a specific profile.6 The tweets were manually compiled in a
table with a date and a URL link for each tweet.

Coding
The final sample was manually coded using an exploratory social media analysis methodology developed by our research group for previous research. This
methodology was tested in our comparative analysis of pain organization
profiles.
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Each tweet was analysed individually and coded in an analysis table
reflecting six main categories and fourteen subcategories, as follows: content
(topics, typologies, images, videos, links); interactivity (user interactions,
retweets, likes); hashtags (average number of hashtags, hashtags used);
targets (external, internal); frequency; and pain-related tweets (pain-related,
non-pain-related).7
For the content category, we analysed the most recurrent topics in each
profile, and drawing on Dann’s (2010) classification of Twitter content, we
created four subcategories: institutional tweets, news-related tweets, educational tweets and science community tweets.8 As for typologies, we drew on
Cordón Benito and González González’s (2016) classification,9 but included
an additional level: profile tweets, retweets, answers and quote tweets. In the
case of retweets, we checked which profiles the SED and the APS were endorsing and created five subcategories, based on Park et al. (2013): health professionals; institutions and associations; media and journalists; educational; and
others. Finally, we added three subcategories (images, videos, links) regarding the narrative elements of a tweet, following Huertas and Mariné (2014)
and Cordón Benito and González González (2016) studies. As Gausepohl
(2016) states, ‘sharing links […] is a great way to make your Twitter feed more
engaging’; and we suggest that the same applies to images and videos.
For the interactivity category, drawing on the social media analysis
conducted by Huertas and Mariné (2014) for destination tourist brands, we
created three subcategories: user interactions, retweets and likes. Of these
subcategories, Huertas and Mariné (2014) consider only user interactions as
an interactivity measure. Although retweets and likes are related to the visibility of the social media profile (Huertas and Mariné 2014), they are included in
interactivity because, on clicking the corresponding buttons, the user is also
interacting with the profile (Thackeray et al. 2012).
For the hashtags category, following Cordón Benito and González
González’s (2016) study, we created two subcategories: average number of
hashtags and hashtags used. Regarding the targets category, two subcategories (Huertas and Mariné 2014) were created: external targets (all kind of
audiences) and internal targets (professional groups, like health care providers
or nurses).
Also, we added a category for the frequency parameter, following Huertas
and Mariné (2014) study. Finally, as this research refers to pain organizations,
we considered it appropriate to add a pain-related tweets category, in order
to determine how many tweets in each profile were about pain. This category
was thus broken down into two subcategories: pain-related tweets and nonpain-related tweets.
The data analysis was performed for all tweets coded according to the
above categories and subcategories.

7. According to the study
aim, we coded our
data in these five main
categories (content,
interactivity, hashtags,
frequency, targets)
in order to find out
how the SED and
the APS are creating
and communicating
messages through
Twitter. A sixth
category (pain-related
tweets) was added
to see if the content
posted by the profiles
is related to pain or not.
8. In Dann’s (2010) study,
the categories were
‘phatic’ (institutional
tweets), ‘news’
(news-related tweets)
and ‘pass along’
(educational tweets).
We added the sciencecommunity tweets
category to reflect
the specificities of our
research.
9. Cordón Benito and
González González’s
(2016) classification
refers to ‘tweet’,
‘answer’ and ‘retweet’.

Results
Content
Figure 1 shows the results for content, specifically, tweet typologies, classified in four categories: profile tweets (posted by the person in charge of the
profile), retweets (posted by other users), quote tweets (tweets that mention
other tweets), and answers (tweets that start with the @statement). Both
profiles showed similar results concerning retweets (18.1%, n=125 for the APS;
and 17.5%, n=303 for the SED). For quote tweets and answers, percentages
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Figure 1: Content (tweet typologies).

Figure 2: Retweeted profiles.
were higher for the APS: 5% (n=37) and 9.6% (n=72), respectively, versus
0.3% (n=5) and 1.5% (n=25) for the SED. As for profile tweets, the SED
posted more of its own content than the APS: 80.7% (n=1394) and 67.3%
(n=503), respectively.
In the case of the retweets subcategory, we also looked at the profiles that
the APS and the SED were endorsing. These tweets were classified in five
subcategories: health professionals (physicians, nurses, etc); institutions and
associations (pain or non-pain-related, but related to health); media and journalists; the educational sector (colleges or schools), and others (private sector
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Table 1: Content (topics).
profiles, etc). Figure 2 shows that the results were very similar for both the
APS and the SED.
A high proportion of the SED retweets (40.6%, n=123) came from health
professionals, followed by institutions and associations (25.4%, n=77); the
remaining retweets were accounted for by media and journalists (n=37, 12.2%),
the education sector (n=36, 11.9%) and others (n=30, 9.9%). As for the APS
profile, around a third of retweets came from health professionals (n=45, 33.3%),
again followed by institutions and associations (25.2%, n=34); with the remaining retweets accounted for by media and journalists (n=23, 17.1%), others (n=18,
13.3%) and the education sector (n=15, 11.1%). Both profiles tended to retweet
posts by physicians, nurses and institutions; and most retweets were painrelated (as indicated by the biographical description of each Twitter profile).
Table 1 shows the most recurrent topics, classified in four categories: institutional tweets (schedule tweets [events], political statements, and tweets
with statistical pain data); news-related tweets (from newspapers or magazines); educational tweets (tweets that talk about health situations or recommendations, but the advice given was in an external link outside the Twitter
platform); and science community tweets (mostly peer-reviewed articles).
A high proportion of SED tweets (39.6%, n=684) were news-related tweets
and over a third (36.2%, n=626) were institutional tweets; of the remaining
tweets, 16.8% (n=290) were science community tweets and 7.4% (n=127) were
educational tweets. Adding institutional and news-related tweets together,
three quarters (75.8%, n=1310) of the tweets shared information from external
sources, pointing to very low presence of educational content.
As for the APS, nearly half (45.5%, n=340) of its tweets were institutional
tweets and around a quarter each were news-related tweets (26%, n=194)
and educational tweets (24.2%, n=181); with science community tweets
accounting for the remaining 4.3% (n=32). The institutional and news-related
tweets added together accounted for just under three quarters of the tweets
(71.5%, n=534), indicating that the problem of misinformation was not being
addressed. Although educational content was slightly higher than for the SED,
in both cases it represented only a minor share of total tweets (see Table 1).

www.intellectbooks.com   11

CJCS_9.1_Sendra_3-23.indd 11

4/28/17 3:16 PM

UNIVERSITAT ROVIRA I VIRGILI
Anna Sendra | Jordi Farré
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset
10. A recent Facebook
feature called ‘instant
articles’ enables ‘news
publishers to distribute
articles to Facebook’s
app that load and
display as much as ten
times faster than the
standard mobile web’
(Facebook 2017, para. 1).
In other words, users
can read the content
of the links inside the
Facebook interface,
without leaving the
app. Several news
report that Twitter is
also working on this
feature (Lesemann
2016).
11. Number of followers as
of 10 August 2016.

Table 2: Presence of images, videos and links.
Finally, the content parameter was also analysed in terms of images,
videos and links included in the tweets. Table 2 shows similar results for the
APS and the SED.
Both profiles have in common that they did not use images and videos as
a narrative resource (few tweets included these elements). In both cases, there
were tweets with links to external sources of audio-visual content, but the
user had to exit the Twitter platform to access the content.10
The main difference between the SED and the APS profiles was in the use
of links as tweet content, overall under 1 on average (Table 2). The SED average was 0.8 links per tweet compared to an APS average of 0.6 links per tweet,
indicating that the SED made better use of links than the APS. On average,
almost every SED tweet contained a link that served to expand the content of
the tweet; however, some tweets might have had several links and some may
have had none at all.

Interactivity
The interactivity parameter was analysed first in terms of user interactions.
This subcategory reflects the average number of interactions with users via
tweets. In this case, the averages for the APS and the SED were 0.2 user interactions and 0.1 user interactions per tweet, respectively, indicating that users
interacted very little with the profiles in both cases. Nevertheless, we can
analyse the numbers from other perspective.
As we stated earlier, the APS profile has 612 tweets of own content
(adding up profile tweets, quote tweets and answers). A high proportion of
these tweets (87.6%, n=536) did not receive any interaction; while the remaining tweets (12.4%, n=76) received one or more user interactions (see Table 3).
Taking into account that the APS profile has 72 answer tweets (as Figure 1
shows), we can note that APS answered 50.3% of the interactions from users.
As for the SED, the profile has 1424 tweets of own content. Again, a high
proportion of these tweets (92.3%, n=1314) did not receive any interaction;
while the remaining tweets (7.7%, n=110) received one or more user interactions (see Table 3). Considering that the SED profile has 25 answer tweets (as
Figure 1 shows), we can say that the SED answered only 17.6% of the interactions from users.
We also looked at the average number of likes and retweets for both
accounts (Table 4). The APS had an average of 1.5 retweets per tweet, whereas
the average for the SED rose to 2.3 retweets per tweet (almost a point higher).
The average number of likes per tweet was similar for both accounts (0.8 for
SED versus 1.1 for APS). Although the APS account had more followers than
the SED account (7345 versus 328411), the SED generated more engagement
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Table 3: Display of user interactions.
with its users. Note that, to calculate the averages, we only took profile tweets,
quote tweets and answers into account.

Hashtags
Table 5 shows the results for the five most used hashtags, all pain-related
except for the #ReadByQxMD hashtag (related to peer-reviewed articles).
The five most used hashtags by the SED were #ReadByQxMD (n=241),
#sedolor (n=92), #DíaMundialDolor (n=41), #dolor (n=28) and #dolorescorial (n=24). Three of the pain-related hashtags (#sedolor, #DíaMundialDolor,
#dolor) were generic and the remaining hashtag (#dolorescorial) referred
to a scientific conference on pain. The five most used hashtags by the APS
were #ampainsoc (n=125), #pain (n=86), #APS15 (n=60), #pain101 (n=38) and
#ASAPainUpdate (n=25). Two of the hashtags (#ampainsoc and #pain) were
generic, another two (#pain101 and #ASAPainUpdate) were hashtags used
to participate in a Twitter chat about pain and, finally, the #APS15 hashtag
referred to a pain conference.
Table 6 shows the average number of hashtags for the two profiles, in
both cases less than one (that is, under one hashtag per tweet). The hashtag

Table 4: Retweets and likes.
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Table 5: Most used hashtags.

Table 6: Average number of hashtags.
average for the APS was 0.9 hashtags per tweet; for the SED this average
dropped significantly to 0.4 hashtags per tweet. The fact that almost every
APS tweet contained a hashtag is significant, as hashtags serve ‘to make the
content you share on the platform visible to users beyond your own followers’
(Gausepohl 2016: Twitter hashtags section, para. 2). Note, however, that the
numbers are averages: some tweets may have had several hashtags and some
tweets may not have had any hashtags. Even so, the data shows that the APS
makes more use of hashtags than the SED.

Targets
Tweets were classified in two subcategories (see Table 7) according to targets:
external tweets (addressed to all kind of audiences) and internal tweets
(addressed to specific groups, whether members of an organization or nurses,
clinicians, journalists, etc). The SED profile addressed most of its tweets to
external targets (n=1347; 78%), with the remaining 22% (n=380) addressed to
internal targets, whether health or communication professionals. Results for

Table 7: Targets.
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12. As Dawley states, one
way to start is to post
a tweet ‘once a day at
the very least, […] and
then pay attention to
how followers react
to find the frequency
that works best for you’
(2015: Post regularly
section, para 2.).

Figure 3: Evolution in tweet frequency.

the APS profile were similar, but the number of tweets addressed to internal
targets rises to 26.2% (n=196). The APS therefore makes a more closed use of
its account than the SED (which addresses a quarter of its tweets to internal
targets).

Frequency
Figure 3 shows the evolution of tweets posted by the two profiles (from inception to December 2015). Although its Twitter profile only appeared in 2013,
SED uses Twitter more frequently than the APS. The @AmericanPainSoc
account has tended to maintain a low frequency of posts (n=61 in 2010, n=174
in 2011, n=28 in 2012, n=47 in 2013 and n=81 in 2014), although its level
of activity did increase significantly in 2015 to n=303; whereas the @Sedolor
profile has been quite constant in terms of post frequency in its years of existence (n=448 in 2013, n=687 in 2014 and n=557 in 2015). Figure 3 shows how
the APS does not seem to have embraced the use of social media tools in their
communication strategy: in four separate years, its posts numbered under 100
(if the profiles were being used regularly, this number of tweets would be
posted in less than two months12).

Pain-related tweets
Finally, the last category included in our analysis was the pain-related tweets
parameter. Of the 2474 SED and APS tweets analysed, 80% (n=1981) were
pain-related tweets, leaving 19.9% (n=493) tweets as non-pain-related
communications.
Broken down, the results were slightly different for the two organizations.
For the APS, 68.7% (n=513) of the tweets were pain-related, wherever 31.3%
(n=234) were non-pain-related tweets. The SED posted relatively more painrelated tweets that the APS: 85% (n=1468) pain-related tweets versus 15%
(n=259) non-pain-related tweets.
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13. 80.7% of the content
posted by the SED are
profile tweets, whereas
in the case of the APS, it
is only the 67.3% of its
content. Profile tweets
are unidirectional,
so in this case, we
suggest that the
APS is interacting
more with its users.
This conclusion is
reaffirmed with the
user interactions
results (see Table 3).
14. Using Bray’s (2012)
formula, the SED
average would have
to be 0.4 retweets per
tweet whereas the APS
average would have
to be one retweet per
tweet.

Discussion
Our results show that, although Twitter is included in the communication
strategies of the SED and the APS, and the use of social media has increased
over the years, there is room for improvement in terms of more effective use
of Twitter as a communication tool with their audiences.
In relation to content, SED posted mostly profile tweets, whereas the APS
tended to enter into more dialogue with its users (see Figure 1).13 Although
‘social media is distinguished from traditional broadcast and print media by
its “user generated content”’ (King et al. 2013: 291), in this case the SED is
performing well because ‘although user-generated content has important
advantages, it may also lead to widespread sharing of poor quality information and material that is offensive to individuals or groups’ (Syred et al. 2014:
e108). In other words, user-generated content is often not verified by experts
(Kind and Evans 2015). Nevertheless, in both cases most retweets originated
in the Twitter profiles of health professionals and institutions.
Regarding the most recurrent topics, the two organizations tend to post
too much institutional content and news-related tweets (see Table 1). The
profiles are being used ‘as another channel to distribute information rather
than creating conversations and engaging with the audience’ (Thackeray et al.
2012: 6). Both organizations tend to use their accounts as an appendix to
their website rather than as a 2.0 communication tool with its own potentialities (Fallon and Schmalzried 2013). This ‘notice board’ use is harmful for
both profiles. Finally, in relation to the presence of images, videos and links,
there is room for improvement in both profiles (see Table 2). Our results
coincide with those of Thackeray et al. (2012: 5), who reported that institutions ‘are not capitalizing on social media’s interactive potential’. Although
interactivity allows health information to be more understandable (Park
et al. 2011), neither the SED nor the APS took full advantage of this, as both
link averages were below 1, which means that not every tweet contained
a link.
Concerning interactivity, we report several results. Firstly, regarding
retweets and likes, the SED was slightly more effective than the APS (see
Table 4). Bray (2012: para. 4) says that ‘the more followers you have, the more
average retweets each of your tweets will get’, which is not the case here.
However, we do not know if the averages were high or low; as Dawley (2015:
para. 2) points out, ‘a million followers on Twitter won’t be very useful if only
two of them are engaging with your tweets on a regular basis’. In that sense,
Bray (2012: para. 11) says that institutions should expect to get ‘1.3 retweets
per 10,000 followers’ from each tweet. Taking this figure as a benchmark, both
profiles were above average in this regard.14
Second, the user interaction results for the two profiles were similar (see
Table 3): on the one hand, the users interacted relatively little with the APS
and the SED (seven of ten tweets did not inspire any user interaction). But on
the other hand, if we deeply analyse the data, we observe that the APS replied
more interactions from users than the SED (50.3% versus 17.6%, respectively). These numbers mean that even though users did not interact much
with both profiles, at least the APS did more effort than the SED to engage
with their audience.
Although the APS was more efficient in terms of hash tagging, averages
were low for the two organizations (see Table 6). Generally, posted tweets
had only one hashtag, but there were also tweets without hashtags (five out of
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ten for the SED, and two out of ten for the APS). In both cases, the most used
hashtags were pain-related, except for the #ReadByQxMD hashtag (see Table 5).
Although the two profiles made limited use of this resource, they tended to
use it properly and effectively.
Concerning targets, both profiles seemed to be working this aspect
properly (see Table 7), as addressing most of their tweets to external
targets is a good practice. For example, in emergency situations – like the
H1N1 virus outbreak of 2009 – governmental health departments and
similar invested effort in a communication campaign that had the result
that ‘more people joined one local health department’s social networking pages, and those […] followers acted as “information ambassadors”
who disseminated more information through their networks’ (Park et al.
2011: 65). Also, by addressing content to external targets, institutions are
inviting users to participate by answering tweets and generating debate
(Thackeray et al. 2012).
Both profiles differed in terms of post frequency (Figure 3). Table 8
suggests that the APS does not appear to follow any specific rules about how
or when to post tweets in its profile. Several months in each year went by
wherein the APS did not share tweets. Failing to tweet inevitably leads to a
loss in interest (Lardi 2013; Dawley 2015). Nevertheless, 2015 may represent
a watershed, as there was an apparent change in APS strategy, reflected in far
more frequent tweeting (although this would need to be confirmed by followup research in the coming years).
The SED, in contrast, was more constant regarding frequency, with tweets
posted every month since the account was created (Table 9), although in some
months several days did go by without a single tweet.
Finally, regarding pain-related tweets, the results state that the SED
posted more tweets about pain than the APS. Nevertheless, 80% (n=1981) of
the data analysed were pain-related tweets.

Table 8: Evolution in tweets posted by the APS.
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15. The SED is not
complying with its
social media statement.

Table 9: Evolution in tweets posted by the SED.

Conclusion and further research
Our results show that the APS and the SED are competent in aspects like
pain-related tweets, targeted audiences, tweet typologies (especially the SED),
use of hashtags (especially the APS) and certain interactivity components
(retweets and likes). However, we suggest that improvements are necessary
in areas such as frequency (especially the APS), tweet topics, number of user
interactions (especially the SED) and the use of narrative content (images,
videos and links). Both the SED and the APS profiles are at the low engagement
stage, according to Neiger et al., characterized by ‘one-way messaging from
the organization to its followers’ in that the organization ‘does not ask for a
response or for action but merely provides information’ (2013: 159). In other
words, the online presence needs to reflect more and better engagement.
In order to build a relationship whereby an organization engages actively
with users, ‘organizations need to […] develop strategies that are suitable,
work out how often and when they should enter into conversations, and be
aware of what others are doing and act accordingly’ (Moorhead et al. 2013:
e85). Besides, if health care institutions want to use social media effectively,
they need to employ suitably qualified staff (Harris et al. 2013a; Thackeray
et al. 2012; Fallon and Schmalzried 2013; Harris et al. 2013b).
The results of the analysis shows us that both the SED and the APS need
to continue to improve the use of these resources,15 because, in health, thanks
to social media ‘we all learn to be more sensitive to different points of view
and more understanding of how to apply this awareness in our professional
lives’ (Daviss et al. 2015: 172). This is fundamental in the case of pain, where
patients often feel isolated or stigmatized (Newton et al. 2013). The two institutions would, we suggest, benefit from developing a social media strategy
so as to improve their effectiveness and impact in these new environments.
Neiger et al. suggests that ‘use of social media in health promotion should
be valued for its potential to engage with audiences for enhanced communication and improved capacity to promote programs, products and services’
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(Neiger et al. 2013: 162), but the results shows that neither SED nor APS are
using this advantage.
This study is a first step in the way of finding out how pain is communicated
through Twitter. As we suggested earlier, it is clear that social media are good
tools for patients looking for a ‘community’ (Merolli et al. 2013; Moorhead et
al. 2013; Mehta and Atreja 2015); but the results have shown us that both institutions are still not engaging with them. Nevertheless, regarding pain, we have
only analysed if the content is pain or non-pain-related. One of the limitations
of the study is that pain typologies were not considered for the analysis; and
we suggest that additional studies should include this category on the analysis
table, in order to understand deeply how pain is communicated via Twitter.
Finally, we used an exploratory methodology created specifically to analyse
Twitter profiles for health care institutions, but further research is needed
in order to test this new method of social media analysis in other studies of
microblogging by health care institutions. Furthermore, we only considered the
use of these technologies as a new way for pain organizations to communicate
with their users and patients. Consequently, more data are needed in order to
evaluate how institutional communication could promote social media among
pain communities, and also to obtain more results regarding the reach and
effectiveness of these tools in the health care and pain communication fields.

Notes
A previous version of this article was presented at the 16th World Congress on
Pain (Yokohama, Japan) and at the I Jornadas Nacionales de Comunicación
en Salud (Elche, Spain).
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ABSTRACT
Background: At a time when medicine is advancing by leaps and
bounds, pain communication remains a difficult puzzle to solve.
Given the problems of communication in patient-physician
interactions, individuals have found in social media a new way to talk
about their pain experience. Method: This study analyzes patients’
pain communication practices on Instagram. Through a qualitative
examination of 350 Instagram posts that were selected via a
multistage sampling strategy, our goal was to identify how and why
pain patients carry out these narrative practices on this platform.
Results: Instagram is making visible illnesses, such as fibromyalgia or
endometriosis, which tend to encounter disbelief in real life. Our
patients talk about their pain experience in terms of chaos and use
narratives to construct a world where pain episodes acquire meaning.
However, men are largely absent of these online practices since most
of the publications analyzed were shared by women (94%, n=329).
Moreover, pain communication practices in social media are
discussed in terms of a three-way process (breaking-reenactmentresult). Conclusion: Health-related institutions could improve pain
management by paying more attention to these patient selfexpression practices. It is pointed to how social media (and
particularly, Instagram) are changing the way sufferers live with their
chronic pain.
Keywords: Instagram; chronic pain; self-expression; patients; illness
narratives; social media; pain communication; health communication
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BACKGROUND
Pain is a complex experience that each person constructs in
different ways [1,2]. This condition, which often relates to the
disbelief of others, leads patients to encounter isolation, stigma, and
emotional distress on a recurring basis [3]. Moreover, those who
suffer from it have to prove repeatedly that they are “in constant
pain” [4, p.4]. As Steinkopf argues, “making pain credible can take
time in real life. People with chronic pain are in a completely
different communicative situation when they complain about their
pain toward their peers or towards a physician” [5, p.5]. In
consequence, patients frequently feel isolated and ashamed before
their families and in front of their health professionals [2,6].

At the same time, pain is much more than a medical disorder. This
condition also affects patient’s daily lives, because “the
undercurrent of chronic illness is like the volcano: it does not go
away” [4, p.44]. This means that some aspects related to pain
management, like attending a medical appointment, are also part of
the patient’s problems. In this sense, Kleinman points out that
146
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“enormous blocks of time are spent travelling to and from clinics,
sitting and standing in doctors’ office, undergoing laboratory tests,
lying in hospital beds, waiting” [4, p.46]. As a result, chronic pain
sufferers experience a lack of control over the illness that affects
their identities [7,8].

Furthermore, pain also relates to uncertainty. According to
Brashers, “complications of health status, such as ambiguous
symptoms, unclear diagnosis (…) or lack of information on
treatment options, can create uncertainty about financial well-being,
the social reactions of others, and future changes in health status”
[9, p.480]. Given this situation, and taking into account the multiple
factors that influence the pain experience, patients feel the need to
express what happens to them. As Ressler et al. suggests,
“communicating the experience of pain and illness may facilitate
sharing between teller and listener, allow for reflection on the
experience, and acknowledge the emotional and suffering
component of pain” [10, p.e143].
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This process, known as pain communication [5], can occur in
different ways. Traditionally, physicians have used questionnaires to
help patients to express their pain [11], but the communication of
this condition can also take place through illness narratives.
According to Kleinman [4] and Hydén [12], the use of this
technique allows patients to explain pain in new ways. For instance,
narratives can be used “to construct an illness experience, to
reconstruct life history, to make disease and illness understandable,
and to collectivize illness experience” [12, p.64]. Besides, as every
pain episode generates a disruption that breaks the timeline of the
sufferer, “narratives offer an opportunity to knit together the split
ends of time, to construct a new context and to fit the illness
disruption into a temporal framework” [12, p.53]. However, lack of
time in patient-physician interactions makes difficult the use of
these narratives for pain communication [13].

In response, patients have found in social media the space to
express their concerns. On the one hand, these platforms permit to
create virtual support spaces where those who suffer from pain can
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discuss their stories with other peers [10,14]. On the other hand,
pain is visible again in social media, which decreases the perception
of isolation of the patient [2,10,15,16]. As a result, these platforms
are becoming basic tools for those affected by chronic pain [10,17],
because they “invite us to think of pain not as a one-off,
catastrophic life-changing event, but as a way of being in the world
with a difference” [2, p.2]. After all, with this narrative-sharing
practice, “the teller of an illness story seeks to learn the true name
of the disease” [18, p.75–76]. The objective of this research is to
analyze how and why patients carry out this process of pain
communication in social media platforms.

As previous studies have already analyzed the importance of sites
like Tumblr, Flickr or Facebook for pain communication [2,19,20],
as well as the relevance of sites like Twitter for different chronic
pain organizations [21], this research examined patient narrative
practices on Instagram. This site characterizes for being a visual
social media platform [22], which means that users always have to
share an image with their publicationi. As sometimes pain is difficult
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to express in words [23], the use of visual elements could help
patients to improve the communication of their pain. Likewise, as
Pittman and Reich suggest, “image-based platforms such as
Snapchat and Instagram confer to their users a significant decrease
in self-reported loneliness” [24]. Since pain also relates to isolation,
Instagram becomes a platform of interest to study in the context of
chronic pain. Moreover, this site is now more popular than
Facebook or Twitter [22,25], and people with chronic illnesses are
more open to discuss their feelings on this platform instead of
talking with their physicians [14]. Therefore, given the significance
of Instagram for pain patients, the following research questions
(RQ) were raised:
RQ1: Which illness narratives are using chronic pain sufferers on
Instagram, and how they are using these stories?
RQ2: Which are the most mentioned pain-related illnesses in
Instagram posts, and in what way patients visually represent
themselves in these publications?
RQ3: Who shares these posts, and which level of engagement these
publications are generating?
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At the same time, narratives are polymorphic [26]. This assumption
means that some authors consider illness narratives as the main
genre from which different subgenres emerge, like cancer or AIDS
narratives [6,26]. As Ong et al. argues, “research on pain must pay
close attention to the words chosen by those who are in pain to
describe their experiences” [27, p.533]. In this sense, since pain has
its own particularities, pain narratives can also be considered a
subgenre of illness narratives with additional self-expression needs
[6,28,32,37]. Accordingly, a last research question (RQ) was raised:
RQ4: Which pain narratives are the most used by chronic pain
patients on Instagram, and what characteristics these stories present?

MATERIAL AND METHODS
Using the Netlyticii software [29], a week of Instagram publications
(27th February to 5th March 2017) tagged with the #chronicpain
hashtag was captured, obtaining a total sample of 21760 posts
(Table 1). Every hour, this program retrieves from the platform the
last 100 publications, but does not distinguish duplicate posts. The
first step was to remove all these repeated links manually, reducing
the initial sample to 7726 posts. Hereunder, in order to be able to
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apply a qualitative analysis to the sample, the number of cases
collected was reduced following a multistage sampling strategy [30].
Table 1. Sampling registers.
Date

Registers

Without duplicates

02/27
02/28
03/01
03/02
03/03
03/04
03/05

3181
3467
3416
3268
2680
3045
2703

1043
1283
1222
1151
1039
952
1036

Total

21760

7726

This process of multistage sampling [30] started with data
stratification by day, following Rose’s [31] study on content analysis
of visual images. Then, a criterion-i strategyiii [30] was used to
randomly select 50 posts per day. These publications were chosen
according to the following criteria: (a) posts must be personal; (b)
posts must tell a story about pain; (c) posts must have both text and
image; (d) posts must be shared using two (or more) pain-related
hashtags; and (e) posts must not be commercial. After completing
this procedure, a final sample of 350 postsiv was obtained. In the
last instance, publications were coded manually into different
categories using an Excel file, in accordance with illness narrative
152

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

RESULTS

studies [6–8,12,18,32–38] and communication and uncertainty
studies [9]. Figure 1 depicts the sampling process used.
Figure 1. Sampling process

Table 2. Assignment of the categories.
Research question

Categories assigned

RQ1: Which illness
(1) illness narrative typology [18]
narratives are using chronic (2) use of the illness narrative [12]
pain sufferers on Instagram,
and how they are using these
stories?
RQ2: Which are the most
(3) kind of pain (typologies)
mentioned pain-related
(4) kind of visual representation used (typologies)
illnesses in Instagram posts, (5) photographic frame of the persons depicted [7,8]
and in what way patients
visually represent themselves
in these publications?
RQ3: Who shares these
posts, and which level of
engagement these
publications are generating?

(6) gender of the owner of the profile
(7) number of likes
(8) number of comments

RQ4: Which pain narratives
are the most used by chronic
pain patients on Instagram,
and what characteristics these
stories present?

(9) pain narrative typology [6,32]
(10) coping strategy [35]
(11) level of uncertainty [9,37,38]
(12) use of metaphors to express illness/pain [33,34,37]
(13) references to health professionals [36]
(14) level of private information sharing [38]
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The categories selected to code the posts were the following: (1)
illness narrative typology; (2) use of the illness narrative; (3) kind of
pain (typologies); (4) kind of visual representation used (typologies);
(5) photographic frame of the persons depicted; (6) gender of the
owner of the profile; (7) number of likes; (8) number of comments;
(9) pain narrative typology; (10) coping strategy; (11) level of
uncertainty; (12) use of metaphors to express illness/pain; (13)
references to health professionals; and, finally, (14) level of private
information sharing [6–9,12,18,32–38]. Prior to data analysis, these
categories were assigned to each one of the research questions
(Table 2).

RESULTS
Research question one
The first question of this study (RQ1) asked for which illness
narratives were using chronic pain sufferers on Instagram and how
they were using these stories. To answer this question, we coded the
posts according to categories 1 and 2 (Table 2). Regarding the
typology of illness narratives (category 1), Frank suggests that these
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can be classified as restitution (health recovery); chaos (health
deterioration); or quest (the purpose of being ill) [18]. In the 350
publications analyzed, the majority of patients used narratives of
chaosv (73.1%, n=256) to discuss their pain (Table 3). A priori, the
use of this narrative adjusts to the reality of chronic pain patients,
because “the chaos story presupposes lack of control” [18, p.100].
Likewise, this finding suggests that illness narratives occupy a
different scenario in social media, given that medicine and healthrelated institutions have always favored restitution stories [18].
Nevertheless, like in the case of pain, this institutionalized narrative
“no longer works when the person is dying or when impairment will
remain chronic” [2, 18, p.94].

Concerning the use of the illness narrative (category 2), Hydén [12]
suggest that they can be applied in the following ways:
1. to transform illness events and construct a world of illness; 2. to
reconstruct one’s life history in the event of a chronic illness; 3. to
explain and understand the illness; 4. as a form of strategic interaction
in order to assert or project one’s identity; and lastly, 5. to transform
illness from an individual into a collective phenomenon. [p.55]
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Table 3. Results of the analysis per categories.
Codes
(1)

(2)

(4)

(5)

(9)

(10)

(11)

(14)

Categories

Posts

Percentage

Illness narrative typologies
Restitution
Chaos
Quest

35
256
59

10.0
73.1
16.9

Use of the illness narratives
Construction of an illness world
Reconstruction of life history
Explanation/understanding of illness
Strategic device
Transformation to a collective experience

205
16
55
55
19

58.6
4.6
15.7
15.7
5.4

Visual representations
Photo
Illustration
Boomeranga
Video

219
125
1
5

62.6
35.7
0.3
1.4

Photographic frames
Face/face and body
Body/body part
Other (treatment, meme, etc.)
No frame (illustration, etc.)

108
30
87
125

30.8
8.6
24.9
35.7

Pain narrative typologies
Generalization
Deletion
Distortion

155
169
26

44.3
48.3
7.4

Coping strategies
Problem-focused
Emotional-focused
Avoidance-focused

102
243
5

29.1
69.5
1.4

Level of uncertainty
Negative
Positive
Neutral
Combined

116
61
41
132

33.1
17.5
11.7
37.7

Private information sharing
Low
Medium
High

158
95
97

45.2
27.1
27.7

Note. Within each category, the sum of the posts is n=350 and the sum of the percentage is n=100.
aBoomerang

refers to the Instagram feature that permits users to record video loops.
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Altogether, the posts analyzed show that patients mostly used the
narratives to construct an illness world (58.6%, n=205) (Table 3).
Since “illness soaks up personal and social significance from the
world of the sick person” [4, p.31], this result also makes sense in
the context of chronic pain. According to this finding, patients are
using these publications to construct their world of illness each time
a pain episode disrupts their timeline [12]. Besides, as narratives
“help explicate the predictable uncertainties implicit in pain” [37,
p.737] and contribute to creating “meanings, direction and common
shared belief in [healthcare] innovation processes” [39, p.247], pain
sufferers construct their own world as a way of giving meaning to
their pain experience [7,12].

Research question two
RQ2 searched which were the most mentioned pain-related illnesses
in Instagram posts and in what way patients visually represented
themselves in these publications. On this occasion, posts were
coded according to categories 3–5 (Table 2). As for the types of pain
(category 3), users discussed up to 79 different conditions in the 350
Instagram posts analyzed (Figure 2). The most mentioned pain157
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related illnesses in the publications were fibromyalgia and
endometriosis (with 88 and 65 references, respectively), followed
by arthritis (51), Ehlers Danlos Syndrome (EDS) (44) and migraines
(35)vi.
Figure 2. Word cloud of mentions in the posts on different illnesses.

This finding is hardly surprising. In the healthcare system, the two
illnesses most discussed in the posts (fibromyalgia and
endometriosis) are usually difficult to diagnose [40,41], and patients’
who suffer from these conditions “fight to be taken at their word”
[42, par.8] on a recurring basis. Moreover, fibromyalgia, considered
by many an invisible illness, is especially tricky since existing tests
are unable to confirm the presence of this ill-condition [40,42]. In
this sense, as Newton et al. suggest, “those with fibromyalgia
158
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[traditionally] hide their diagnosis (…) in an attempt to control the
stigma and disbelief they can face from others” [3, p.167].

Regarding the way chronic pain sufferers visually represented
themselves in Instagram, we analyzed both the visual portrayals
chosen by these patients in the publications (category 4) and the
photographic frame of the persons depicted in the images (category
5). On the one hand, the majority of pain sufferers selected
picturesvii (62.6%, n=219) as visual representations of their posts
(category 4, Table 3). On the other hand, the most recurrent
photographic frame in these images were the face or face and the
body (30.8%, n=108) of the person who appears in the photograph
(category 5, Table 3). As indicated above, chronic illness produces
multiple breakups in the life course of a patient [7,12], and
individuals often lose the sense of their identity [7,8,32]. In other
words, patients experience pain in a fragmented way. According to
these results, it seems that the communication of this pain is also
divided into pieces, since patients focus only on a part of their
bodies to illustrate their pain.

159

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

RESULTS

Additionally, the most common practice for users is sharing a
photograph of their face to better illustrate the expression of pain.
Previous studies have found how patients use selfies as a way of
representing an invisible illness on social media [2]. Concerning this,
Goffman explains that individuals tend to present themselves
favorably to others because people treat them according to first
impressions [8]. Considering that “people in pain are judged to be
(…) less likeable” [5, p.3], results suggest that patients express their
pain with images of their faces in order to reassert that they are still
the same despite their illness.

Research question three
The third question of this study (RQ3) asked for who was sharing
these posts and which level of engagement these publications could
generate. In order to obtain a response, posts were coded according
to categories 6–8 (Table 2). Concerning the gender of the owner of
the profile (category 6), results show that posts were mostly shared
by women (94%, n=329). Moreover, if we look at the gender of
persons depicted in the images analyzed, women are also in the
majority (37.7%, n=132). Taking into account the two pain-related
160
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illnesses most mentioned in the publications (category 3), this
finding is hardly surprising, since endometriosis only affects
women, and fibromyalgia affects seven times more women than
men [40,43]. As for the level of engagement that these publications
were generating, we looked at the number of likes (category 7) and
the amount of comments (category 8) referring to the posts in our
sample. In the results appears that publications had an average of
4.1 comments and 58.3 likes per post.

Research question four
RQ4 asked for which pain narratives were the most used by chronic
pain patients on Instagram and what characteristics these stories
present. Here, posts were coded according to categories 9–14 (Table
2). Regarding the typology of pain narratives (category 9), Johnson
and Hudson argue that patients can describe pain events by
generalizing information (using one episode to define the entire
illness-related experience), deleting information (focusing only on
certain aspects of an illness), or by distorting information
(misreading illness-related information) [32]. In the 350 Instagram
posts analyzed, patients used both deletion (48.3%, n=169) and
161
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generalization (44.3%, n=155) narratives to discuss about their
pain (Table 3). This finding suggests that sufferers are using these
publications to talk only about their bad experiences, a result that
makes sense in the context of chronic pain since this condition
entails constant problems and disbelief [3,4]. Likewise, this result
reaffirms the problem of pain communication in patient-physician
interactions, because the use of these deleted and generalized
narratives involves a reflection on how “diagnoses and pain
management solutions […] offered by practitioners may be
misinterpreted by pain patients as judgments on their beliefs, values
and sense of self” [32, p.412–413].

Concerning the characteristics that these stories present, the
research focused on analyzing the coping strategy used in the
publications (category 10) as well as the level of uncertainty of the
narrative (category 11), the use of metaphors (category 12), the
number of references to health professionals (category 13), and the
level of private information disclosed (category 14). In terms of the
coping strategy used in the narratives (category 10), Kohn (cited by
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Wright et al. [35]) suggests that they can be classified into three
types: problem-focused (aimed at finding solutions), emotionalfocused (the illness overcomes the patient), and avoidance-focused
(keeping away from danger). The results of the analysis show that
the majority of patients made clear use of the emotional-focused
coping strategy (69.5%, n=243) in their stories (Table 3).
Considering that having a chronic illness is a recurring experience
with clearly emotional components [4], the use of this coping
strategy fits the reality of chronic pain patients. Likewise, since this
strategy “refers to behaviors such as venting frustrations about a
stressful situation or expressing some type of emotional response to
it rather than making an attempt to remedy or improve the
situation” [35, p.82], this finding suggests that pain sufferers use it
in their publications as a way to look for support on Instagram
[10,14].

As for the level of uncertainty (category 11), Brashers suggests that
patients respond in one of four ways: negative (uncertainty is risky),
positive (uncertainty is beneficial), neutral (uncertainty is neither
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risky nor beneficial), or combined (uncertainty results both positive
and negative responses) [9]. According to findings reached, the level
of uncertainty of the narratives tends to be combined (37.7%,
n=132) or negative (33.1%, n=116) (Table 3). This result indicates
that posts contain both stories where patients do not see a positive
development of their illnesses (negative uncertainty) and stories
where patients are confident about their future even despite all their
problems (combined uncertainty) [9]. Since “chronic illnesses tend
to oscillate between periods of exacerbation, when symptoms
worsen, to periods of quiescence, when disability is less disruptive”
[4, p.7], the existence of this duality makes sense in the context of
chronic pain. Moreover, as “pain is a magnet for complications and
uncertainties” [37, p.735–736], doubts (even if its levels vary) are
always present in the stories of pain sufferers.

In relation to the use of metaphors (category 12) and the number of
references to health professionals (category 13), findings show that
users generally did not use metaphors to communicate suffering
(94.6%, n=331) and made very little reference to healthcare staff
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(86.6%, n=303). On the one hand, metaphors tend to simplify
complex stories [33]. This means that chronic pain is perceived as
less threatening if patients use metaphors to talk about their
problems. Therefore, it is suggested that sufferers do not use these
figures of speech in their publications to avoid simplifying the pain
experience. Even beyond, previous studies corroborate that
patients’ stories usually have a lack of references to health
professionals [36]. In a narrative analysis of YouTube videos created
by cancer survivors, Chou et al. found that healthcare staff was
“infrequently mentioned and depersonalized” in the stories of the
patients [36, p.e7]. In this sense, although physicians and other
health professionals form an important part of the illness puzzle,
pain remains an intimate experience [16].

Lastly, regarding the level of private information disclosed (category
14), within the study the publications have been analyzed according
to three information sharing levels: low (only the illness or pain is
mentioned), medium (minor details of the treatment or medication
are revealed), and high (practically the entire medical record is
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shared). As Table 3 shows, almost half of the patients revealed low
levels of private information (45.2%, n=158) in their publications.
This finding explains that patients do not usually share many
personal details in single posts. However, if the full profile of these
users was being analyzed, the level of online sharing of intimate
experiences would be much higher than individually observed. In
this sense, it should be taken into consideration that these pain
communication practices are carried out by users who feel
comfortable to making visible the pain they are suffering [19].

DISCUSSION
In the whole, pain communication practices by patients have been
analyzed on social media, particularly Instagram. As results show,
almost 3 out of 4 Instagram posts contain stories formed from
chaos, and the majority of those who suffer from pain are using
these narratives to construct their illness world (RQ1). Even
beyond, it is inferred that patients are employing this platform as a
way of fighting against the status quo. As stated above, healthrelated institutions have traditionally rejected chaos stories, because
these narratives do not contemplate the option of being healthy
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again [18]. Considering that in social media people with chronic pain
have regained the control thanks to explaining problems in their
own way [2], Instagram has become a popular space to share and
showcase these stories of chaos.

At the same time, the construction of the illness world enables
patients to deal with the disbelief culture [3]. In other words, by
using the posts to construct this world of illness, pain patients
become “legitimately ill in the eyes of others” [3, p.164] because the
publications are a proof of their suffering. But, is this world
accessible to non-spooniesviii? According to Gonzalez-Polledo and
Tarr, social media “offer opportunities for people without pain to
better understand the experience of having pain” [19, p.1468].
However, patients turn to these spaces looking for the support of
people who share their illness, because they are the ones who truly
understand them [10,14]. In this regard, there is the possibility that
pain patients are isolating themselves even further from others by
creating these “spoonie worlds” — or “pain worlds” [2] — in social
media.
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Secondly, patients are mostly employing Instagram to increase the
visibility of their illnesses [2], and to communicate their pain in a
fragmented way by using images (RQ2). On the one hand, this
platform is a game changer for patients with fibromyalgia and
endometriosis, since visibility is another way to help sufferers to
decrease their feeling of disbelief [10,15]. On the other hand, this
fragmented communication of the illness on Instagram is used to
cope with pain, because “the possible tensions between different
variants of a disease disappear into the background when these
variants are distributed over different sites” [44, p.115]. Besides,
when patients choose to frame their faces in these photographs, it
is when they are presenting themselves as their truest selves [8]. In
this sense, it seems that this finding reflects the problems of patientphysician interactions.

Thirdly, the obtained results show that women share 9 out of 10
pain posts on Instagram and that these publications are generating
different levels of engagement (RQ3). As stated above, this group is
more affected by the illnesses that users discuss mainly on this
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platform. However, this finding may not be generalizable for the
entire population. Depending on the gender, pain affects one way
or another [45]. In this sense, women “are more likely to marshal a
variety of resources-coping skills, support, and distraction-with
which to deal with their pain” [45, par.2], like sharing their illness
stories on Instagram. The fact that men do not talk about their pain
in the 350 publications analyzed does not mean that they do not
suffer from it. Concerning the levels of engagement of these
publications, this research only looked at the average of comments
and likes per post. Future studies should analyze more deeply the
role of social media comments and its implications for pain
communication.

On the other hand, when analyzing the publications from the
perspective of pain narratives, we have found that many patients
express this condition in terms of doubts and negative experiences.
Besides, their stories have a clear emotional component, but
sufferers do not mention health professionals in their publications
nor use metaphors to discuss their pain. At the same time, these
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posts usually disclose low levels of patients' private information
(RQ4). According to these findings, sites like Instagram are a new
way of “communicating pain within and beyond clinical contexts”
[19, p.1455] and, in particular, this platform has become a place
where patients look for a positive response to their suffering. For
instance, the use of deleted and generalized narratives (category 9)
permits users to “survive […] the information overload of modern
society” [32, p.412]. However, these results also point to some of
the current problems of pain management.

In this regard, health organizations should consider the lack of
references to their staff in the narratives of the patients as a warning
sign. This practice seems to be related to the stigma of having pain
[3,46], since sufferers are often disbelieved when telling their story
to health professionals. By not including them in their narratives,
patients are both emphasizing the intimacy of their pain and
blocking the memory of the stigmatization experienced.
Nevertheless, this practice increases the communication gap of
patient-physician interactions. Likewise, the revelation of patients’
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private information is also an important concern. In a balanced way,
pain sufferers seem to leave aside their intimacy on Instagram,
because this platform is offering them visibility, credibility and
support. Although that this information “is intentionally disclosed
to others” [47, p.48], this practice also entails a risk [21]. Since
patients will keep using social media platforms for pain
communication, privacy is one of the key challenges that health
organizations should address in the near future [38].

Lastly, as Table 1 shows, this study found that there are many posts
on Instagram referring to chronic pain. This fact could be associated
with the concept of genesis developed by Williams [7]. According
to this author, this event takes place each time an illness disruption
occurs. Since patients generate a new post on Instagram with each
pain interruption; each new publication results in a new genesis for
the sufferer. This research offered a preliminary exploration of how
these posts generated from these events are a promising laboratory
of research for pain communication analysis.
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CONCLUSION
Considering the results observed in this study, pain communication
on social media works as a three-way process. This procedure
consists of a breaking phase, followed by a reenactment phase and,
lastly, a result phase. Firstly, the breaking phase refers to the
implications of chronic pain. As stated above, this includes disbelief,
constant problems, lack of control and uncertainty about the future
[3,4,9]. In contrast with the situation in the pre-Internet era, when
pain communication only took place at the doctor’s office or within
families [2,10], these difficulties motivate patients to use platforms
like Instagram to express their concerns.

Secondly, the reenactment phase refers to how those who suffer
from pain carry out these self-expressions practices; that is, how
patients choose to tell their story. Lastly, the result phase refers to
the post shared by the user in these social media sites, marking the
end of the process of self-expression. This procedure takes place
each time a patient decides to share a pain-related publication on
social media.
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When individuals communicate their pain on these platforms, they
fight against the problems entailed by chronic pain. Moreover, given
that health-related organizations cannot provide the support they
need, patients also seek the potential relief of expressing themselves
in these online environments. As Han and Wiley point out, “illness
narratives posted onto a social networking site creates connectivity
needed by a patient who seeks to articulate and make sense of his
or her health experience” [48, p.50]. In this regard, this study shows
that Instagram is becoming a new space of support for those who
suffer from pain [14]. Nevertheless, healthcare institutions need to
take part as well of this process of pain communication. For
instance, they should consider including these online narratives as
part of pain assessment. According to Keim-Malpass et al., this
would be beneficial for patients, since it would allow “a view that is
often unavailable because of potentially high levels of distress and
burden that traditional studies may place on participants and
families” [17, p.215]. But, to serve as an adequate assessment tool,
this form of self-reported experience needs to be a part of a larger
structure [16]. The fact remains that “not all doctors are jazzed by

173

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

RESULTS

patients who rely on social media to understand and express their
illnesses” [14, par.10].

FURTHER RESEARCH
In this preliminary exploration of how patients communicate their
pain through Instagram, the results show that practices of selfexpression are networked [49], but only between and among
patients. As reported elsewhere, healthcare organizations are
interacting very little with patients on social media [50]. Future
studies should explore how pain communities can be connected
through social media platforms, as a possible solution to address the
problem of pain communication in patient-physician interactions.

One limitation of this study is related to the image analysis.
Although images and text were analyzed together, our research
focused on practices of self-expression. Considering that
photographs are a form of self-representation [8], further research
is required to examine the significance of the images in depth.
Likewise, the gender of posters and its possible relation to pain
communication also requires more detailed analysis, as mentioned
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earlier. Moreover, our initial data analysis included the age of the
users as a category for classifying the publications, but it was
discarded since few individuals revealed this information in the
posts analyzed. In this sense, care must be taken when generalizing
the results of this variable for the entire population, because
Instagram is popular mainly within younger individuals [51].

The last and not least, Instagram and other social media sites have
permit patients to express and share their pain experiences in a new
way, making them feel empowered. In these platforms, not only
sufferers have a voice, but they can also make their pain visible again
[2]. Concurrently, such self-expression practices reflect a change in
how we understand the experience of individuals living with their
own illnesses. As Han and Wiley point out, “when traditional
‘Illness Narratives’ (…) become interactive and conversational in a
digital platform, the self-expression and connectivity taking place in
an on-line social community contribute immensely to the patient’s
health journey” [48, p.47]. In this regard, healthcare institutions are
forced to explore sooner than later how they will adapt to this
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changing environment inside which patient-physician interactions
are immersed.
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Platforms like Facebook or Twitter allow users to share posts
without visuals, a feature that Instagram does not have.

ii

Netlytic is a social media analysis software created by The Social
Media Lab (Ryerson University) for the researcher community
that, unlike other similar applications, recovers data from
Instagram and YouTube as well as Facebook and Twitter.
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The criterion-i strategy is a purposeful sampling technique that

iii

identifies and selects “information-rich cases” [30, p.534]:
“[p]articipants who meet or exceed a specific criterion or
criteria possess intimate (…) knowledge of the phenomenon
of interest by virtue of their experience” [30, p.539].
The sample had a confidence level of 95% (with a confidence

iv

interval of 5.12).
v

For Frank [18], chaos narratives are not narratives in a strict sense,
because “these stories cannot literally be told but can only be
lived” [18, p.98]. For this author, the posts would reflect the
voice of chaos, as an element that allows the reconstruction of
the story of these patients [18].

vi

Of the posts included in the final sample, 10.3% (n=36) did not
name the illness of the profile owner.

vii

In general, these visual representations (photographs, etc.) are
coherent with the text of the post accompanying them.

viii

As Hess [13] explains, the term “spoonie” comes from “spoon
theory”. According to this theory, chronic pain sufferers have
a limited number of spoons — which represent units of
energy — to get through the day. When they have used up all
the spoons, patients no longer have energy until the next day.
The term “spoonie” has become very popular among people
with chronic pain, who use it to denominate themselves.
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ABSTRACT
The use of social media is increasing in the treatment and
management of health. Patients with chronic diseases are especially
interested in using these technologies to look for support, but
organizations are lagging behind. The aim of this study is to explore
the implications of applying social support theory to social media
use in the field of chronic diseases. A systematic review was
conducted in the Web of Science Core Collection database. Our
analysis retrieved 10 registers on initiatives around social support
theory, social media, and chronic diseases. Despite the paucity of
initiatives from this perspective, the studies included in this review
offer some recommendations on how health-related organizations
can improve patient-physician communication. Our findings
suggest that social media can provide social support regularly, but
institutions need to create safe environments addressed to specific
diseases where physicians also take part in the community of the
site. As patients have been in social media without physicians'
support for many years now, finding new ways of reducing the
communicative gap between these two stakeholders is crucial. This
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review suggests that the application of social support theory could
be one of the solutions, especially regarding chronic pain patients.

KEYWORDS
social support, chronic disease, social media, health communication,
patients, physicians
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INTRODUCTION
The traditional healthcare delivery model is close to being
exhausted. Since the 2.0 disruption, patients are increasingly using
m-health apps, wearables, social media platforms, and similar, to
manage their health conditions. Only in the US, 7 out of 10
consumers want to use technology to improve their health care,
according to a survey conducted in 2016 (Korenda et al, 2016).
Moreover, a worldwide report from 2014 says that 90% of patients
look for health information online (PatientView, 2015). Against this
background, health institutions are under pressure to find new ways
to engage and communicate with their patients in these
environments (Sendra and Farré, 2017).

One of the tools that could be the next revolution in the treatment
and self-management of healthcare is social media (Laestadius,
2017). Apart from being powerful platforms to enhance patientphysician communication (McKenna, 2017), patients are actively
using social media due to the diverse types of support they receive
in these spaces (Deng and Liu, 2017). In their study about online
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support groups, Coulson and Shaw (2013, p. 1698) argue that these
spaces work as communal brains where patients can “access a wealth
of both factual and experiential information, advice and support”.
With the creation of these ties, patients experience a buffering effect
(Heaney and Israel, 2002).

Even though there are other theoretical perspectives (Wright,
2016a) that are used to study online communities (like the Optimal
Matching Model (coincidence between provider and receiver), the
Social Comparison Theory (experiences are normalized when
comparing with others), or the Social Information Processing
Theory (the support provided through online tools is seen as
positive)), the Buffering Effect Model is the one that fits best the
reality of social media. In face-to-face interactions, this model has
proved that participating in the group reduces the stress of the
patients (Wright, 2016a). At the same time, in online environments,
the buffering effect permits the network to grow (along with greater
participation in the community) (Wright, 2016a). Applied to
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platforms like social media, this model permits the combination of
both realities (benefits of face-to-face and online interactions).

There is as well another theory that can be applied to the context of
social media, called the Strength of Weak Ties Theory (Wright et al,
2010; Wright, 2016a). According to this perspective, the reach of
the support depends on the structure of the community (Wright,
2016a). This theory could be used by healthcare organizations to
analyse if these patients’ interactions within these platforms are
really beneficial or not (Frohlich, 2014). The difference between the
two models is that the buffering effect is more health-oriented,
while the Strength of Weak Ties Theory is “more communication
process-oriented” (Wright, 2016a, p. 76). Nevertheless, even if
institutions use one or the other theoretical perspective, online
“groups/communities can offer a number of advantages […] in
terms of social support” (Wright, 2016b, p. 2).

The practice of looking for this kind of assistance is quite common
between patients with chronic diseases (Frohlich, 2014; Merolli et al,
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2013a; Metha and Atreja, 2015), especially among those affected by
chronic pain (Keim-Malpass et al, 2016; Ressler et al, 2012). Since
illnesses like fibromyalgia are very difficult to diagnose (Hester,
2015), patients turn to social media to build “a sense of community
among people with similar health issues” (Deng and Liu, 2017, p.
100) and share stories with peers (Hess, 2016). As Alhaboby et al
(2017, Social Identity in Online Support Groups, para. 1) argue,
“having an ‘invisible disability’ … seemed to be influencing
participants’ attitudes towards sharing their experiences”. However,
the fact that social relationships provide support is not new. Back
in 1980, Kahn and Antonucci formulated the convoy model, where
“the individual is seen in a life course perspective as travelling
through life surrounded by members of his/her cohort who share
experiences and life histories and who provide support to one
another reciprocally over time” (Kahn and Antonucci, cited in
Berkman et al, 2000, p. 846). The difference is that now these
practices are happening in social media.
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Although having a beneficial impact (Merolli et al, 2013b), these
online connections are rarely discussed in terms of social support.
According to this health communication theory that describes “the
functional content of relationships” (House, cited in Heaney and
Israel, 2002, p. 186), social support can be classified in four types:
emotional

(providing

empathy,

affection…

and

similar),

instrumental (offer services), informational (giving information) and
appraisal support (supplying practical resources for self-evaluation)
(Deng and Liu, 2017; Heaney and Israel, 2002). In a study published
in 2010, emotional and appraisal support “were validated in the
context of social media websites” (Cha, cited in Deng and Liu, 2017,
p. 100).

At the same time, support happens within networks. With social
media, now there are spaces where these connections can take place
without the necessity of face-to-face interactions. However, the
origin of these online platforms lies on social networks. According
to Israel, networks have three dimensions: structural (number of
connections), interactional (how these connections take place, based
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on frequency and reciprocity), and functional (which are the roles
of the members) (Israel, 1985). All these features, which define
social relationships (Israel, 1985), are also taking place in social
media. Though networks work correctly through the combination
of the three features (Israel, 1985), the interactional dimension is a
crucial characteristic of social networks –especially in online
environments like social media–: if the users of the network do not
interact, the provision of support through these platforms cannot
take place.

In this sense, while patients are actively communicating with each
other on these platforms; health organizations and their
professionals are falling behind due to strict regulations (Harris et al,
2013), lack of time, or simply because they do not know how to
effectively use these tools (Sendra and Farré, 2017). As Roland
(2018, p. 151) points out, “despite relatively wide availability of
resources in relation to how to use social media to disseminate
information, in particular Twitter and Facebook, many researchers
felt poorly informed and equipped to do this”. Moreover, another
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study found that “online groups’ members were cautious in dealing
with ‘outsiders’, being academics or healthcare professionals”
(Alhaboby et al, 2017, Social Identity in Online Support Groups,
para. 3). In other words, those who participate in social media for
health reasons trust peers more than ‘superior’ figures, like doctors
or nurses. This type of behaviour increases the communication gap
between patients and physicians.

Although “moderating an online forum can enable the moderator
and users to proactively manage their condition, to deal more
effectively with health care professionals and to better access health
care services available to them” (Coulson and Shaw, 2013, p. 1699);
health-related institutions cannot fall behind since the use of social
media involves certain risks, like lack of reliability, privacy concerns
or information overload (Roland, 2018). It is the responsibility of
these organisations to address those potential risks to that the use
of these technologies is not harmful to patients. In the end,
participating in these communities helps people “reinterpret events
or problems in a more positive and constructive light” (Thoits, cited
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in Heaney and Israel, 2002, p. 189). Social support theory also
discusses the possibility of sharing this moderator role: “a
combination of formal and informal helpers may be the most
effective in situations in which both informational and emotional
support are needed” (Heaney and Israel, 2002, p. 195). What is clear
is that health-related institutions need to learn how they can use
digital technologies to improve the traditional healthcare delivery
system.
Aims
At a time when health 2.0 is reaching a defining moment, Wright
(2016b, p. 4) suggests that “more meta-analyses and meta-analytic
reviews will be needed to assess the impact of social
networks/relationships on health across similar studies”. In this
sense, previous reviews have explored the relationship between
social media and health from different perspectives. For example,
Moorhead et al (2013) analysed the uses of social media for health
communication. Other reviews explored how social media can
improve chronic disease management (Allen et al, 2016; Merolli et al,
2013a; Patel et al, 2015). On the other hand, Vianna and Barbosa
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(2017) investigated how computing can aid social support in noncommunicative diseases. Another study even examined how Twitter
content analysis can be improved for health researchers (Hamad et
al, 2016). However, none of these reviews explored the relation
between social support theory, social media and chronic diseases
from a communicative perspective. For this reason, this study
explores the implications of applying the social support theory to
social media use in the field of chronic diseases.

By conducting a systematic review, our research has a twofold
objective: (1) to determine how many initiatives exist in social media
that have been applying social support theory in the field of chronic
disease; and (2) to provide a list of recommendations about how
health institutions can improve the communication with their
patients in social media relating to advances in health
communication theory. Due to the innovative approach, it is
assumed that there are few initiatives that are applying social
support theory in the field of chronic diseases.
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METHODS
The PRISMA recommendations for improving the publication of
systematic reviews and meta-analysis were followed (Urrútia and
Bonfill, 2010). The review included all the studies that met the
following inclusion criteria: (1) studies related to chronic diseases,
(2) articles related to social media, (3) peer-reviewed articles
published in English between 2004 and December 2017, (4) studies
related to the social support theory, and (5) studies related to the
object of study.
Data Search
The search was conducted in the Web of Science Core Collection
database (see Table 1).

For this search, the following keywords were used: (chronic
(disease OR illness) AND social support) AND (social
media). We have used the keyword social media instead of social
network to prevent confusion between the two terms, since the
expression social network “refers to the web of social relationships
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that surround individuals” (Heaney and Israel, 2002, p. 8). In
contrast, social media “are the various platforms, generally Internet
based, that enable communication among users using a unique
frame of reference” (Roland, 2018, p. 149). After conducting the
search under these keywords, we obtained 94 results. An additional
7 studies were added after picking them through reference lists,
leaving a final sample of 101 papers to be analysed.
Table 1. Databases used for this review.
Web of Science Core Collection: Citation Index
Science Citation Index Expanded (SCI-EXPANDED)
Social Sciences Citation Index (SSCI)
Arts & Humanities Citation Index (A&HCI)
Conference Proceedings Citation Index-Science (CPCI-S)
Conference Proceedings Citation Index-Social Sciences & Humanities (CPCI-SSH)
Book Citation Index-Science (BKCI-S)
Book Citation Index-Social Sciences & Humanities (BKCI-SSH)
Emerging Sources Citation Index (ESCI)

Study Selection
As Figure 1 shows, the first step was removing the duplicates (2),
reducing to 99 the studies selected for the analysis. Then, these
registers were individually examined (by reading the abstracts) to
determine if they met the inclusion criteria defined for this study. In
this second phase, 67 papers were excluded for various reasons (not
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related to the object of study, not related to chronic diseases, not
related to social support, or not related to social media). After
concluding this second step, 32 studies were selected for a full-text
in-depth review. Again, in the third phase, 22 full-text articles were
excluded for different causes (not related to the object of study, not
related to chronic diseases, not related or focused on social media,
or for being reviews).

Once the analysis was completed, only 10 registers were included in
the qualitative synthesis of the study (see Figure 1).

RESULTS
As suggested, it seems that there is a lack of initiatives that are
applying the social support theory to social media use in the field of
chronic diseases. Table 2 assembles the 10 papers collected in the
qualitative synthesis, all of them related to social media in different
ways. Later, in the discussion part, we are going to examine
common topics between these studies, and explore how healthcare
can be improved considering the advances of social support theory
and the use of social media platforms.
202

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

RESULTS

Figure 1. Flowchart of the different phases of the systematic review.

Firstly, out of the 10 papers included in the qualitative synthesis, we
can see a variety of countries where these studies were conducted:
3 in the US, 2 in Israel, 1 in Canada, 1 in Australia, 1 in Sweden, 1
in Italy, and 1 in South Korea. This fact also leads to a diversity of
languages of the initiatives developed in the studies: most of the
interventions were implemented in English (n=6); but also in
Hebrew (n=2), Italian (n=1) and Swedish (n=1).
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Concerning the social media platform used, the results were the
following: 4 of the 10 studies are using existing platforms (like
Facebook or Twitter) for their analysis (n=4); another 4 have
created their specific social media platform according to the chronic
disease they are studying (n=4); 1 paper explores the
implementation of a chronic pain management workshop; and,
finally, the remaining study discusses web 2.0 tools more generally.
Moreover, most of the initiatives were focused on the treatment of
chronic diseases in general (n=6); except for 2 studies dedicated
specifically to diabetes (n=2), 1 to rheumatoid arthritis (n=1), and 1
to multiple sclerosis (n=1).

The studies also present various methodological approaches: of the
10 papers included in the qualitative synthesis, 4 opt for quantitative
methods (n=4), 3 for qualitative techniques (n=3), 2 for mixedmethods procedures (n=2), and the last study opts for a theoretical
approach (n=1). At the same time, most of the studies had
participants (chronic disease patients) who were directly affected by
the illnesses analysed in the studies (n=7); apart from 2 papers that
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Social media
used

Better Choices,
Better Health (6week online
chronic pain
management
workshop)

Facebook (as a
part of the PGripRA, an online
program for
patients with
rheumatoid
arthritis)

Twitter (as a part
of a monitoring
that also includes
data from
trajectories and
email analysis to
develop a Social
Media and
Interaction Engine
(SMIE))

Author/s,
year

Becker
(2013)33

Brosseau et
al. (2015)34

Fatima et
al. (2015)35
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Chronic diseases in
general

Rheumatoid arthritis
(RA)

Multiple (epilepsy, high
blood pressure,
osteoarthritis,
depression, sleep
apnea, hypertension,
type 2 diabetes, MS,
chronic back pain,
chronic sinusitis,
fibromyalgia,
rheumatoid arthritis)

Chronic disease or
illness analysed in
the study

Using the data from
different patient's
social interactions to
improve healthcare
support system
through a Smart
Clinical Decision
Support System
(Smart CDSS)

Examination of the
effects of the
implementation of
an online program
for patients with RA,
with help from
healthcare
professionals and
electronic brochures

Examination of the
discursive practices of
chronic pain sufferers
on online
environments

Aim of the study

6000 patients’
tweets

396 people
with RA
across
Australia and
Canada
(prediction)

18 participants
2 facilitators

Patients/
users
reached

Mixed
methods

Quantitative
(Randomized
Controlled
Trial – RCT)

Qualitative
(discourse
analysis)

Methodology

The combination of
the SMIE analysis
with Smart CDSS
systems helps
providers into better
decision making for
their patients

Facebook and other
online tools have
potential to provide
education,
information and selfmanagement
programs for people
with arthritis at an
economic cost

The workshop
provides support
(cyberhug),
legitimize the pain of
the sufferers and
offer clues to
improve patientprovider
communication

Results

South
Korea
(English)

Canada
(English)

US
(English)

Country,
language
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Table 2. Papers included in the qualitative synthesis of the study.
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Facebook,
YouTube
and chronic
pain blogs

Merolli et
al. (2015)39

SMsocial
network
.com

Lavorgna et
al. (2017)37

Camoni

Camoni

Grosberg et
al. (2016)36

Magnezi et
al. (2014)38

Social
media
used

Author/s,
year

Multiple
(fibromyalgia,
osteoarthritis,
posttraumatic stress,
temporomandibular
joint syndrome,
sciatica, low back
pain)

Multiple (diabetes,
heart disease, spinal
injury, kidney
disease,
depression/anxiety)

Multiple sclerosis
(MS)

Multiple (diabetes
mellitus, pain,
depression,
hypertension)

Chronic disease or
illness analysed in
the study

Determine which
research design aspects
are fundamental to
achieve the success of
implementing a largerscale study of social
media in chronic pain
management

Examination of the
effects and benefits of
the participation in a
health-based social
media

Determine the impact
of using the
SMsocialnetwork.com
on MS coping and
social interaction
between people with
this disease

Measure the level of
patient activation (PA)
of individuals who
participate in a healthbased social media

Aim of the study

17 patients

296
participants

130 users

277
participants

Patients/
users
reached

Mixed methods
(semi-structured
interviews and
questionnaires)

Quantitative
(Cross-Sectional
Survey)

Quantitative
(Web-Based
Survey)

Quantitative
(Cross-Sectional
Survey)

Methodology

Larger-scale studies of
social media in chronic pain
management may not be
appropriate for all chronic
pain sufferers. Also,
patients should be more
empowered about the social
media resources they
choose for information
about their pain

Health-based social media
platforms like Camoni are
helpful for individuals with
lower levels of patient
activation

Users perceive the
SMsocialnetwork.com as a
useful tool to support MS
coping and social
interaction between people
with this disease

Camoni increases PA of
individuals who use this
platform to discuss and
increase knowledge about
their diseases

Results

Australia
(English)

Israel
(Hebrew)

Italy
(Italian)

Israel
(Hebrew)

Country,
language
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(continuation of Table 2)

Diabit

Nordfelt et
al. (2010)41

Facebook

Web 2.0 tools

Milani and
Lavie
(2015)40

Rus and
Cameron
(2016)42

Social media
used

Author/s,
year

Diabetes

Type 1 diabetes

Chronic diseases in
general

Chronic disease or
illness analysed in
the study
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Determine which are
the type of messages
that increase user
engagement of
organizations that
provide diabetes
information and
support through
Facebook

Examination of
patients' and parents'
attitude to a diabetesbased social media
created specifically to
support the
management of the
disease

Conceptualizing the
development of a new
model where web 2.0
technologies are the
core of the change of
the healthcare delivery
system

Aim of the study

500 posts
of 10
diabetesrelated
pages

24
participants

-

Patients/
users
reached

Qualitative
(content
analysis)

Qualitative
(content
analysis)

Theoretical
article

Methodology

Messages about
negative affect, social
support, positive
identity,
crowdsourcing, and
external links generates
more user engagement.
Also, posts with images
generates more
response from the
users than messages
without them

Diabit is a good
resource to provide
information and
support management
to parents and patients
with type 1 diabetes

The healthcare system
needs to develop a new
care delivery model to
manage the increasing
problem of chronic
diseases

Results

US
(English)

Sweden
(Swedish)

US
(English)

Country,
language
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only analysed social media data (n=2), and the theoretical study –
that didn’t have participants (n=1).

Finally, according to the results, we can classify the studies into 3
groups: most of the papers discuss (a) the implications of using
social media platforms in healthcare delivery or treatment (Becker,
2013; Brosseau et al, 2015; Fatima et al, 2015; Grosberg et al, 2016;
Lavorgna et al, 2017; Magnezi et al, 2014; Nordfelt et al, 2010; Rus
and Cameron, 2016); (b) but there is also a study based on design
improvement of large-scale studies (Merolli et al, 2015); (c) and
another paper that discusses healthcare delivery models (Milani and
Lavie, 2015).

DISCUSSION
As mentioned earlier, there are indeed few studies analysing the
application of social support theory to social media use in the field
of chronic diseases. As Roland (2018, p. 14) points out, “the specific
role of social media in health policy has been relatively poorly
explored”. Nevertheless, even with this lack of literature, the studies
included in the qualitative synthesis present some interesting results
208
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that can be used to improve the communication between patients
and physicians. In the end, within health-related organizations
“there is a need for clear guidelines on how healthcare professionals
make use of social media to support their patients” (McKenna,
2017, p. 470).

At the same time, of the different types of social support described
by Heaney and Israel, we need to bear in mind that instrumental
support can’t take place in social media since it “involves the
provision of tangible aid and services that directly assist a person in
need” (Heaney and Israel, 2002, p. 186). Since these platforms
function exclusively online –and the process of communication
takes place without the need of physical presence, instrumental
support cannot be applied to these technologies. Therefore, we can
only consider emotional, instrumental and appraisal support in our
analysis. As Table 3 shows, the papers included in the analysis
suggest that social media technologies involved in the studies are
valid platforms to promote these three types of social support (see
Table 3).
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Table 3. Types of social support implemented in the studies.
Author Social support implemented
Becker (2013)33
Brosseau et al. (2015)34
Fatima et al. (2015)35
Grosberg et al. (2016)36
Lavorgna et al. (2017)37
Magnezi et al. (2014)38
Merolli et al. (2015)39
Milani and Lavie (2015)40
Nordfelt et al. (2010)41
Rus and Cameron (2016)42

emotional and informational support
emotional, informational and appraisal support
informational and appraisal support
emotional, informational and appraisal support
emotional, informational and appraisal support
emotional, informational and appraisal support
informational support
emotional, informational and appraisal support
emotional and informational support
informational support

First, Heaney and Israel (2002, p. 186) define informational support
as the “provision of advice, suggestions, and information that a
person can use to address problems”. In the case of the studies
analysed, whether they are interventions that are using different
social media platforms where patients can find information about
their chronic disease (Brosseau et al, 2015; Grosberg et al, 2016;
Lavorgna et al, 2017; Magnezi et al, 2014; Merolli et al, 2015; Nordfelt
et al, 2010; Rus and Cameron, 2016), or initiatives that are analysing
social media data to improve health services provided through an
app (Fatima et al, 2015), the presence of this type of support is
always there. As social media are applications that “are designed to
enable users to create, interact, collaborate and share in the process
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of creating as well as consuming content” (Obar and Wildman,
2015, p. 746), providing content is within the nature of these
technologies. Moreover, this co-creation of content in these
platforms allows to “generate more available health information”
online (Moorhead et al, 2013, p. e85).

This is important since “those who access health information over
the Internet are more likely to have higher PAM [Patient Activation
Measure]” (Grosberg et al, 2016, p. 212), especially in chronic
disease patients. On the one hand, sites like Camoni offer “medical
advice, including blogs, forums, support groups, internal mail, chats,
and an opportunity to consult with experts” (Magnezi et al, 2014, p.
e12; Grosberg et al, 2016). Other portals, like Diabit (Nordfelt et al,
2010), have different types of content (like text pages or videos)
created by health professionals for the patients to access to it. To
find these kinds of sources on the portals generates security to users,
as they can find “correct, reliable information provided by local
practitioners” all in one place (Nordfelt et al, 2010, p. e17). But, as
Fatima et al (2015) argue, informational support also can be
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improved by analysing social media data generated by patients to
provide better and more specific information to them.

Secondly, the social media tools present in the papers analysed are
also providing emotional support (Becker, 2013; Brosseau et al,
2015; Grosberg et al, 2016; Lavorgna et al, 2017; Magnezi et al, 2014;
Nordfelt et al, 2010). This kind of support “involves the provision
of empathy, love, trust, and caring” (Heaney and Israel, 2002, p.
186). In the studies reviewed, emotional support is manifested in
two ways. On the one hand, health professionals take part in the
online community (Brosseau et al, 2015; Grosberg et al, 2016;
Lavorgna et al, 2017; Magnezi et al, 2014). Their role is based on
answering the doubts of these chronic patients in real-time, like in
the case of the SMsocialnetwork.com: on this platform, there is a
“constant online presence of neurologists and psychologists from
the medical team to oversee and participate on the public wall”
(Lavorgna et al, 2017, p. e10). But emotional support also occurs
among the patients themselves, when sharing their stories in these
communities and feeling identified with other peers with exactly the
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same problems (Becker, 2013; Nordfelt et al, 2010). It’s what Becker
(2013) calls cyberhug. This duality responds to the necessity of finding
professional help, but at the same time shows distrust to
recommendations that come from people who do not suffer from
chronic diseases. For these patients, advice from peers seems to be
more authentic (Becker, 2013). According to the logic of the
Strength of Weak Ties Theory (Wright et al, 2010; Wright, 2016a),
this authenticity can take place also in social media even if the
connections between the network are not that close. On these
platforms, natural helpers –either formal or informal– are seen as
reliable sources because they “are able to offer specialized
information about a problem” (Wright, 2016a, p. 75).

To a lesser extent, appraisal support is also provided through these
technologies (Brosseau et al, 2015; Fatima et al, 2015; Grosberg et al,
2016; Lavorgna et al, 2017; Magnezi et al, 2014). As defined by
Heaney and Israel (2002, p. 186), this type of support “involves the
provision of information that is useful for self-evaluation
purposes”. In portals like SMsocialnetwork.com, users receive
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“innovative, effective, and practical solutions regarding MS-related
issues and management” (Lavorgna et al, 2017, p. e10). At the same
time, in sites like Camoni where each community is run by a health
professional, users have at their disposal “practical advice on how
to maintain one’s health and cope with the disease” (Magnezi et al,
2014, p. e12).

The provision of appraisal support through social media is crucial,
since chronic diseases involve continuous problems –like in the case
of pain (Kleinman, 1988)–, disabilities, reduced mobilities… among
others. Having online platforms where professionals can offer
patients

self-management

solutions

right

away

increases

automatically the efficacy of the healthcare system: on the one hand,
professionals gain time for other matters (like taking care of more
appointments); and, on the other hand, organizations can reduce
costs (because the user can receive reliable recommendations from
health personnel without leaving their homes). As Milani and Lavie
(2015, p. 341) discuss in their study about care models, it is time
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now for healthcare to “reengineer its care delivery model to manage
the chief medical crisis of the 21st century, chronic disease”.

The review of the papers also hints at some common patterns
between the initiatives analysed. In the first place, the studies
suggest that social media can provide social support regularly,
making patients more motivated and engaged (Grosberg et al, 2016;
Magnezi et al, 2014; Merolli et al, 2015). By engaging more health
professionals into the use of these technologies (Milani and Lavie,
2015), organisations have the opportunity to address the Internet
problem of misinformation (Ahmad et al, 2006). Likewise, they need
to create platforms that acknowledge “patient preferences for
resources that adequately address disease-specific needs” (Merolli et
al, 2015, p. e101), like the Diabit portal (Nordfelt et al, 2010). If
health-related organizations only use these tools to provide
informational support without taking part in the conversations with
their users (Sendra and Farré, 2017), the communicative gap
between these two stakeholders will get bigger, and patients will
have even more options for an extremely independent self-
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management of care without the necessity of involving health
professionals. As Coulson and Shaw (2013, p. 1699) argue, receiving
support through online communities could lead patients to an
“unwillingness to engage with traditional forms of healthcare”.

Secondly, the provision of social support seems to work better
when offered from specific social media or portals addressed to
specific groups –like in the cases of Camoni, Diabit and
SMsocialnetwork.com (Grosberg et al, 2016; Lavorgna et al, 2017;
Magnezi et al, 2014; Nordfelt et al, 2010)–, rather than using existing
platforms and integrating them as a part of an intervention program
(Brosseau et al, 2015; Merolli et al, 2015; Rus and Cameron, 2016).
By using a unique platform, all the services organizations can
provide are centralized in one place. Likewise, these online spaces
act as a safe place for patients (Becker, 2013; Nordfelt et al, 2010).
Furthermore, most of the studies in our qualitative synthesis came
to the conclusion that, in social media, patients look for information
and groups that are specifically addressed to their illness (Becker,
2013; Grosberg et al, 2016; Magnezi et al, 2014; Nordfelt et al, 2010).
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In the end, “each patient has individualized needs” (Merolli et al,
2015, p. e101). In the case of the SMsocialnetwork.com, the
researchers came to the conclusion that using specific social media
“may allow MS [multiple sclerosis] experts to reach a deeper
comprehension of the needs of people with MS” (Lavorgna et al,
2017, p. e10). Whether the support is provided through specific
health-related social media or through traditional platforms,
organisations need to “careful design [...] social media-delivered
health communication using specific features to promote specific
types of engagement” (Rus and Cameron, 2016, p. 688).

In the third place, health professionals develop a key role on the
social media initiatives discussed in the studies. Whether they act as
moderators, or are actively participating in the conversations taking
place on these platforms (Becker, 2013; Brosseau et al, 2015;
Grosberg et al, 2016; Lavorgna et al, 2017; Magnezi et al, 2014; Milani
and Lavie, 2015; Nordfelt et al, 2010), they are the ones who should
provide the social support their patients need to engage them in a
better self-management of their health. Social support theory
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describes this figure as the natural helper (Heaney and Israel, 2002;
Israel, 1985). According to these authors, “natural helpers are
members of social networks to whom other network members
naturally turn for advice, support, and other types of aid” (Israel,
cited in Heaney and Israel, 2002, p. 198) who “are usually respected
and trusted network members who are responsive to the needs of
others” (Heaney and Israel, 2002, p. 198).

In the studies included in the qualitative synthesis, this role is
developed with more or less intensity depending on the case. On
the one hand, portals like SMsocialnetwork.com have a constant
presence of health professionals on the platform to “oversee the
public activities of the users, post relevant information about MS
[multiple sclerosis], protect users from false rumors and fake news,
[or] answer questions via private or public message” (Lavorgna et al,
2017, p. e10), among other functions. By contrast, with initiatives
like the People Getting a Grip on Arthritis, these specialists are in
the Facebook page only a few hours a week (Brosseau et al, 2015).
Nevertheless, this natural helper role is not exclusively reserved to
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health professionals. Expert patients (that is to say, those who have
been in social media for years) also can act as this figure (Becker,
2013; Nordfelt et al, 2010). Their roles, however, do not have to be
excluding. As Heaney and Israel (2002, p. 195) argue, “a
combination of formal and informal helpers may be most effective
in situations in which both informational and emotional support are
needed”. One example of this is Patient Power (2005), a webpage
addressed to cancer patients with multiple options according to the
specific types of cancer. Involving health professionals by taking
part in social media sites as natural helpers can also help in reducing
the communicative gap between patients and physicians.

Lastly, another common point between the studies in our qualitative
synthesis is the restricted access to these initiatives (Becker, 2013;
Brosseau et al, 2015; Grosberg et al, 2016; Magnezi et al, 2015; Merolli
et al, 2015; Nordfelt et al, 2010). In portals like Camoni, Diabit or
SMsocialnetwork.com, participants require a register with user and
password (Grosberg et al, 2016; Lavorgna et al, 2017; Magnezi et al,
2014; Nordfelt et al, 2010). In other studies, participants were
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recruited via inclusion criteria (Brosseau et al, 2015; Merolli et al,
2015), which restricted opportunities for other patients to take part
in the initiatives. For some patients, the result is looking for other
resources that fulfil their expectations (Nordfelt et al, 2010).
However, these kinds of barriers can help in addressing the
problems of privacy and potential reputational harms (Roland,
2018). At a time where patients are “used to immediate results
(instant messaging, instant meals, instant gratification, etc.) and […]
prefer to obtain heath information online rather than wait for a
physician consultation” (Magnezi et al, 2014, p. e12), organizations
need to develop platforms that are accessible to all kinds of patients
without forgetting to address these ethical concerns (like privacy or
data storage). In the end, “understanding the consequences of using
online resources is vital for keeping stride with evolving healthcare”
(Rus and Cameron, 2016, p. 678).

CONCLUSIONS
As this review has shown, the application of social support theory
to social media use in the field of chronic diseases still needs to
come a long way. As we posited in our first objective, there is a
220

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

RESULTS

paucity of studies working from this perspective. This review only
found 10 of them (Becker, 2013; Brosseau et al, 2015; Fatima et al,
2015; Grosberg et al, 2016; Lavorgna et al, 2017; Magnezi et al, 2014;
Merolli et al, 2015; Milani and Lavie, 2015; Nordfelt et al, 2010; Rus
and Cameron, 2016). How can we explain this paucity? On the one
hand, patients have been using social media in their own way
without physicians taking part in their conversations; sometimes
because they are not speaking the same language (Alhaboby et al,
2017; McKenna, 2017), at times because they do not have all the
requirements to participate in these types of platforms. On the other
hand, maybe because medical codes (starting with the Hippocratic
Oath) still do not contemplate the use of social media and health
2.0 technologies for treatment and management of patients’ health.
However, this review suggests a solution to reduce the
communicative gap between these two stakeholders. Before the
creation of social media, Owen et al (2002, p. 510) started to hint at
the possibility of using theories of social support in online support
groups of “people with diseases viewed as stigmatizing”. Now, with
all the technological advancements that we have at our disposal,
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health-related institutions can create specific communities where
patients and physicians can take part in the conversation
simultaneously.

Apart from dealing with the inherent problems of the Internet
(Roland, 2018), organizations have the opportunity of reshaping the
healthcare delivery model by providing support to patients through
these technologies; and, at the same time, creating a more economic
and efficient health system (Milani and Lavie, 2015) where users can
feel engaged again. Over the last years, patients (especially those
with chronic diseases) have felt ejected from the health system for
various reasons: lack of time in the appointments with their doctors
to explain their problems more calmly, eternal waiting lists (for
surgeries or visits to specialists), overmedication, etc. By not
meeting their needs in the environment to which they habitually
went, users started to look for other spaces or resources to feel
heard and understood again. Now, health-related institutions have
the opportunity to win back lost ground if they benefit from these
tools to reconnect with their patients. In social media, organizations
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cannot act only as providers of information (Sendra and Farré,
2017). According to our second objective, from the results of this
review we can extract a list of recommendations on how health
institutions can address this communicative gap. In order to
improve patient-physician communication, organizations should (1)
use social media technologies to provide social support regularly; (2)
create specific portals addressed to specific diseases; (3) include
health professionals in the management of these sites as natural
helpers; and (4) offer secure environments where patients can
manage their health, and taking as few risks as possible.

In this sense, if chronic disease is the crisis of this century (Milani
and Lavie, 2015), chronic pain is one of their major challenges. Only
in Europe, 20 per cent of the population has chronic pain (150
million), and a 2 per cent of this group (15 million) has a pain that
is difficult to live with (Eccleston et al, 2018). Moreover, pain is a
growing health problem, because now populations live more and
longer –and, in turn, they have more health problems (Milani and
Lavie, 2015). Patients who suffer from this condition are one of the
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most active groups on social media (Gonzalez-Polledo, 2016), since
their condition is often linked with isolation, distress and stigma
(Newton et al, cited in Johnson and Hudson, 2016). In these spaces,
they have found their community and space to share experiences
with peers (Hess, 2016; Ressler et al, 2012). On the one hand, pain
organizations do not engage with their communities online (Sendra
and Farré, 2017). On the other hand, pain patients are in social
media expressing their own narratives, and dealing with their
identity and self-expression problems (Gonzalez-Polledo, 2016;
Gonzalez-Polledo and Tarr, 2016). Particularly in this field, the gap
between physicians and patients is quite large due to the
aforementioned reasons. In the case of pain, the application of the
principles of the social support theory (especially the introduction
of natural helpers) could be one of the possible solutions according
to the findings of this review.

Nevertheless, this study and the possible application of social
support theory has its limitations. For now, researchers have only
looked at the possible advantages of using social media for
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healthcare. One of them is that patients always benefit from taking
part and participating on these platforms. On the one hand, there is
the threats to privacy. From May 2018, the EU General Data
Protection Regulation (GDPR) comes into force (EU General Data
Protection Regulation Portal, n.d.). This will oblige organizations to
have much stricter conditions for handling patient data. On the
other hand, more studies are needed to analyse whether these online
connections are really beneficial or not for patients. As Berkman et
al (2000, p. 848) argue in their study about social networks, “not all
ties are supportive and that there is variation in the type, frequency,
intensity, and extent of support”. In a similar way, Milani and Lavie
(2015, p. 340) assert that “the fact that patients are embedded within
social networks suggests that both good and bad behaviors could
spread over a range of social ties”. This is important since platforms
like Facebook permits people “to reach out to others and mobilize
support with relatively less effort, particularly in times of need”
(Kim, 2014, p. 2213). Some studies have documented the positive
impact of social media for pain patients (Merolli et al, 2013b), but
what happens when the participation can lead to potential harm?
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Are these practices between patients offering real solutions, or they
are reinforcing the consequences of having an illness?

Moreover, it has to be taken into account that not everyone is in
social media. As Merolli et al (2015, p. e101) claim, “until social
media interventions can better address the needs of chronic pain
patients who suffer from a lack of Internet access, poor literacy
skills, poor Internet literacy, and language barriers, they will always
be biased”. At the same time, “one of the most challenging tasks of
mobile social media providers and health policy makers is to
encourage consumers to participate in self-health management”
(Deng and Liu, 2017, p. 104). Without leaving aside these
technological innovations, health-related organizations need to find
a balance between online and offline management options.
However, it is necessary to take into account the audiences (that is,
patients) to change the system. In social media environments, these
audiences –especially patients with chronic illnesses (Isika et al,
2015)– have gone on their own because institutions did not listen
to them. According to Isika et al (2015), patients have appropriated
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these technologies for sharing knowledge. As “science is facing new
challenges with the reality of social media’s role in the spreading of
knowledge based on personal anecdotes and fostering deceitful
health messages” (Jervelund, 2018), health-related organizations
need to work closely with their audiences if they want to address the
existing communicative gap between patients and physicians.

In conclusion, since the irruption of 2.0 technologies, patients have
always looking for a change in the way their health management is
delivered. Although institutions are still in the early stages of
reshaping the healthcare model, the results of this review suggest
that the path for change is beginning to materialize. This study has
shown that the implications of applying social support theory to
social media use in the field of chronic diseases could be beneficial
for improving patient-physician communication. Consequently,
further research is needed to analyse the consequences of the
application of social support theory to social media use in the longrun. With more or less intensity, patients and physicians are present
on these online platforms. Now it is time for health organizations

227

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

RESULTS

to use the advances in health communication theory to embrace the
available technological revolution.
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DISCUSSION

This dissertation has been an attempt to explore the processes of
pain communication through social media of both health-related
organizations and patients that suffer from this complex condition.
With this main purpose it has been submitted for examination in
what ways communication could improve their relationship and, as
a consequence, the treatment, assessment, and management of pain.
The advantages and risks of these new technologies for health and
the potential of using health communication theories to improve
patient-physician communication have been analysed in accordance
with objectives 1 and 4. The processes of communication in social
media of both stakeholders have been scrutinized according to the
objectives 2 and 3. In this section, the overview of results of each
study are discussed and summarized. Then, at the end of the
Discussion, the argumentation advances to the major limitations of
this dissertation as well as suggest future lines of research to keep
developing in depth this field of study.

Our first objective was to reflect both on the potential and the pros
and cons of using social media platforms for pain communication
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in connection with the expansion of health 2.0. This is summed up
in the Introductory book chapter (section 4.1). The purpose of this
manuscript was to establish an initial composition of the situation,
realizing a first approach to the object of study of the whole thesis.
First, this paper discusses how millennials are one of the triggers of
the introduction of technologies in health care, pointing out later
the capability of social media for empowering users about health
issues (Thackeray et al., 2012) and also for changing the healthcare
model to a more patient-centered care (Hawn, 2009; Sosnowy,
2014). Then, the chapter argues about the relationship among pain
and social media, highlighting how the use of these resources can
result in an improvement of the well-being of the patient (Merolli et
al., 2013).

Lastly, this manuscript discusses the risks of using platforms like
social media for health management, indicating the concerns related
to data privacy (Hawn, 2009) and the contested efficacy of these
online tools (Heldman et al., 2013). This conceptual chapter, that
was written during the first steps of this dissertation (i.e. late 2015,
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though it was finally published in 2017), raised several questions that
were answered thanks to the subsequent research articles.

Our second part of the first objective was to examine the state of
the art of the policies linked to communication through social media
of public health organizations. In this sense, the findings in Study I
(section 4.2) indicate that there is a shortage of scientific production
linked to the analysis of online health communication regarding to
the policies of these health institutions (Thackeray et al., 2012). This
paucity of articles could be related to the reticence that healthrelated institutions produce towards these platforms (Lovari, 2017).
Nevertheless, the studies examined mainly agree on three points: (1)
there is no bidirectional communication between organizations and
users (Fallon & Schmalzried, 2013); (2) these organizations share
mostly non-interactive contents in a sparse way (Park, Rodgers, &
Stemmle, 2011); (3) and that these online profiles are managed by
non-qualified staff (Fallon & Schmalzried, 2013; Harris, Mueller,
Snider, & Haire-Joshu, 2013). Previous research indicated similar
findings in connection with the state of social media communication

241

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

DISCUSSION

policies of food in health-related institutions (Lozano-Monterrubio,
2015).

The second objective was to study these online communication
processes from the perspective of pain-related organizations. It was
conducted, in particular, an analysis of the Twitter profiles from the
American Pain Society and the Spanish Pain Society (section 4.3).
Within the findings obtained, the results indicated that these pain
institutions are in a low engagement stage, acting only as providers
of health information (Neiger, Thackeray, Burton, Giraud-Carrier,
& Fagen, 2013). Likewise, these organizations showed strengths in
distinct areas such as hashtags use (APS), tweet typologies (SED),
and targeted audiences, but in either case, they need improvements
in terms of frequency, interaction with their users (SED), and better
utilization of narrative content.

These results confirm the tendencies indicated in Study I. In this
regard, the findings show that both the APS and the SED consider
Twitter not beyond as a sheer resource for pain communication.
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Nevertheless, their presence in this platform can be considered as
not successful enough because both pain institutions studied are
using the profiles mostly as a notice board (Thackeray et al., 2012).
Moreover, since they do not share publications on a regular basis,
these accounts are not generating interactions or interest among
patients (Lardi, 2013).

On the other hand, the results of this study correspond with the
suggestions proposed by Lupton (1995), since this unidirectional
communication proves that both organizations mostly think about
pain as a message. At the same time, these communication practices
of the APS and the SED show that these pain organizations only
consider the disease categorisation of malady, without considering
the patients’ needs (lack of interactivity, major presence of newsrelated and institutional content, etc.). The distance between these
pain institutions and patients in social media, therefore, is doomed
to increase when they communicate pain following these one-way
practices.
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The third objective was to analyse the communication practices of
pain patients in social media spaces. Specifically, it was explored the
different narratives that these individuals display on Instagram to
communicate their condition (section 4.4). The whole results show
that patients talk about their chronic pain in these environments
quite differently from organizations; they use these Instagram posts
to increase the visibility of their illnesses, to fight against the stories
of restitution promoted by institutions (Frank, 1995), to reconstruct
the identities that this complex condition erases (Kleinman, 1988),
and to communicate pain in their own terms. These findings are
consistent with the results of previous studies related to chronic
pain communication in social media platforms (Gonzalez-Polledo
& Tarr, 2016).

However, within these results it is also stressed that health-related
professionals are mostly excluded from these narratives, and that
these practices of communication are taking place only between
patients. Previous studies noted that these individuals use social
media to look for the support of individuals who share their similar
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problems (Ressler, Bradshaw, Gualtieri, & Ho Chui, 2012); but this
common terrain is dilapidated with the rise of the communicative
gap between patients and physicians inside these platforms. Besides,
the messages from these individuals belong to the illness dimension
of malady, where pain is much more than a message (Lupton, 1995).
For patients, pain communication in social media is also linked to
relief (Han & Wiley, 2013).

Finally, the fourth objective was to discuss at a broader level how
the principles of social support theory could accommodate patientprovider interactions in social media, particularly in the field of
chronic diseases. To this goal, we conducted a second systematic
review of the literature with the purpose of determining the number
of studies that were examining the concrete problem from this
triadic search. The findings point out that there is again a paucity of
papers linked to the analysis of the relation between these spaces,
chronic diseases, and social support theory (section 4.5). Likewise,
this shortage of scientific production could be related to the barriers
that health professionals encounter when they want to use social
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media (Harris, Mueller, & Snider, 2013), or otherwise with the lack
of serious references to these online tools in medical codes and
professional routines.

Nonetheless, at last, there were identified four common points in
the articles examined: (1) social media tools acquire the potential for
providing patients social support on a regular basis; (2) the provision
of this support works better when creating specific platforms for
each disease (Lavorgna et al., 2017); (3) health professionals become
key figures for the good functioning of these spaces (they need to
step in social media as “natural helpers” (Heaney & Israel, 2002, p.
198)); (4) and that the interventions that are already under way must
have restricted access. The latest characteristic could help healthrelated organizations to address the problems of privacy and related
ethical concerns regarding the negligible use of social media for the
management and communication of health (Roland, 2018; Rus &
Cameron, 2016).
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Overall, this research has analysed pain communication processes
in social media of both patients and health-related institutions. In
this overview, it is fair a last remark to stress how these exchanges
of information look like: looking closely into the data samples
extracted for examining these processes, it is detected that in these
platforms there is a major presence of content created by patients
(illness) than information produced by health institutions (disease). As
we can observe below in Figure 1, sometimes these dimensions get
in connection with each other in these platforms when interactions
between patients and institutions happen inside these online tools;
but the sickness dimension of malady is rarely discussed and does not
keep connected with the rest of the approaches in these spaces.

The conflict between disease and illness in the field of chronic pain
existed prior to the development of health 2.0, but these platforms
have made the problem more visible to a wider public. In this sense,
most of the pain information that can be found on the Internet are
expressions of illness, because patients are the individuals that have
been in the lead of using these technologies for complementing the

247

UNIVERSITAT ROVIRA I VIRGILI
HEALTH COMMUNICATION PROCESSES IN SOCIAL MEDIA: TOWARDS A TRANSFORMATIVE INTERVENTION
ON THE INFORMATION ABOUT CHRONIC PAIN
Anna Sendra Toset

DISCUSSION

self-management of this challenging condition (Gonzalez-Polledo,
2016, 2018b).
Figure 1. Pain, social media, and dimensions of malady.

In addition, although these differences between illness (chronic pain
patients) and disease (health-related professionals) are more polarized
in social media platforms, the findings of this thesis also show that
these tools have sufficient potential to transform the current design
of pain assessment policies. This would allow healthcare systems to
become more efficient, profitable, and global. However, this change
cannot happen at any price, and these organizations are precisely
the organisms responsible for guaranteeing the digital security of
patients (or the associated ethical practices). Moreover, the dangers
of these spaces must not serve as an excuse for stagnation and leave
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aside the profound transformation in terms of opportunities. All in
all, the whole results indicate that the irruption of social media are
set to revolutionize the current model of health care, in particular
pain care, if used responsibly.

5.1 Main limitations of this study
The limitations of each individual article (Study I, II, III and IV) are
discussed inside each of these studies. Nevertheless, it deserves to
stress briefly two main limitations of the selection of the samples,
the empirical data generation and the biases of literature reviews.

On the one hand, the first limitation is related to the samples used
for the case studies. The data gathered for conducting the analysis
is extracted from different social media spaces (i.e. Instagram and
Twitter). In this vein, further studies should evaluate these processes
of communication between pain patients and providers in samples
collected from the same platform, and counting with control groups
to compare the results with patients that do not have, for instance,
a social media presence.
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On the other hand, the second limitation is related to the reviews
executed in Study I and Study IV. Apart from the shortage of papers
analysed, most of the articles discussed initiatives conducted in the
United States. This could slightly bias the information regarding the
health communication practices of organizations. Moreover, we do
not know if these data can be considered representative of all the
chronic pain community. In this sense, further systematic reviews
related to pain communication and social media are needed.

Regardless of the limitations described above, this dissertation was
designed for providing relevant contributions in the field of chronic
pain related to the analysis of communication processes in social
media, both for patients and health organizations. At this particular
point, it is righteous to affirm that the purpose sought by this thesis
match with the stipulated requirements in terms of the objectives
reached.

5.2 Future lines of research
In this section, it is suggested a list of proposals that go beyond the
results of this thesis with the desire of inspiring future research lines:
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1. More studies are needed in relation to the narrative analysis of
pain communication of patients in social media spaces, considering
different populations (divided into age groups or by gender), with
the purpose of exploring in depth how these variables could affect
the practices of pain communication in these environments. In this
sense, most of the existing social media spaces are generally more
popular among younger populations (Tran, 2018). Besides, content
analysis research related to pain communication should also explore
the meanings of the images shared with the posts more deeply.

2. Further research should test the exploratory methodology created
to carry out the analysis of the data in Study II in other studies linked
to the practices of communication carried out by health institutions
in Twitter.

3. In this dissertation it has been discussed the potential of social
media platforms for pain communication, pointing out that the ties
between patients are stronger than the bonds with health-related
professionals. Nevertheless, the connections per se have not been
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examined in detail. The support that pain sufferers receive from
other patients through these platforms is always positive, or in what
circumstances could become negative? Are the weak or strong ties
between these patients in these spaces reinforcing the polarization
with health professionals in social media, or perhaps the tendency
could lead to the contrary? To what extent does this support wires
influence pain management strategy? These multiple interrogations
would allow health institutions to identify which is the best way to
integrate the use of these online platforms into the management and
assessment of pain.

4. Finally, future research is needed to explore the consequences of
applying to social media the principles of social support theory for
managing chronic diseases in the long run. This dissertation pointed
out to the potential benefits of using these principles for improving
the communication between patients and physicians in these spaces.
Therefore, further studies should test if the development of specific
pain platforms considering the guidelines of social support theory
could be one of the solutions for addressing the polarization of
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communication between patients and physicians in these digital
networks. Moreover, by participating in social media, institutions
could minimize the safety concerns linked to the use of these online
spaces for health management (Lau, Gabarron, Fernandez-Luque,
& Armayones, 2012); apart from educating patients to connect and
interact with these resources in a more responsible way (Armayones,
2016). As evidenced by previous studies, “social support […] is an
important component of health care for people with chronic health
conditions” (Frohlich, 2014, p. 218). This social support could also
be a significant element of social media environments.
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The objectives pursued in this dissertation may be collected in four
final remarks, as proposals for furthering communication centred
research on chronic illnesses and pain. This recap must be perceived
as wide-opening avenues to enrich health-related institutions with
the challenge to strengthen wellbeing for patients:

1. From scientific literature, in the case of public health institutions,
although there are evidences that point to the qualities of using these
online spaces for health communication, more scientific production
is needed in order to scrutinize the effectiveness of employing social
media to disseminate health-related information in a more effective
way. In this regard, health research and the field of communication
must promote specialists who are at the frontiers of both disciplines.
This field of study in construction still do not know which type of
message they should share in these platforms. The task to influence
positively populations with the goal of obtaining health behaviour
changes is not well conceptualized, and researchers must make an
effort to fill the gaps in their knowledge.
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2. In innovative terms, pain-related institutions are already including
social media tools as part of their communication strategies, but the
impact they have use to be residual. Apart from not engaging with
patients, the content they share in these platforms is not generating
interest because organizations are using these tools as mere notice
boards. In this vein, pain-related institutions are failing to create the
support community that chronic pain patients look for otherwise in
these online platforms. Nonetheless, starting from having a profile,
these pain-related organizations are starting to be in the right path.
The process for constructing a better and more effective presence
in social media is not a short-run or simplistic task. Digital health is
an unexplored territory that must be earn with perseverance and
open-minded views.

3. From existing literature on pain and social media, patients who
suffer from this condition stand out as one of the most active
groups in these platforms. In these virtual spaces, the empowerment
of pain patients contributes to understanding in which forms they
are carrying out these practices of pain communication. For these
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digital sufferers, the expression of their condition in social media
works distinctively as a three-step process: first, there is a breaking
(i.e. when the pain episode happens); then, there is a reenactment (i.e.
patient’s process of self-reflection to choose the means and in which
platform they want to explain their pain story); and, finally, there is
a result (i.e. the final post they share in a social media space). Besides,
patients express and share their pain in different terms than healthrelated organizations, making visible the invisible in their narratives
at appealing to the recurring problems of their complex condition.
In addition, pain sufferers are using these stories to reconstruct their
identities. However, these pain communication processes are only
happening between patients, leaving aside both institutions as well
as health-related professionals, who remain out of these practices of
communication. With this heavy evidence, finding out how to fill
this online communicative gap becomes a crucial research question.

4. The last but not least, a possible solution consists in incorporating
social support theory as framework to be applied to social media.
This theoretical strand has the capabilities to address the existing
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communicative gap between patients and health professionals in
these platforms. Following the principles of this theory, these spaces
would be more secure both in terms of data privacy and protection,
as well in terms of engaged participation of health-related providers
in these ongoing processes of communication. The entry into force
of the GPDR31 data protection regulation in May 2018 (European
Commission, n.d.-c) obliges health-related organizations to step up
in looking for a solution to reduce the risks of pain patients in social
media. At the end, health institutions and patients need to start codesigning secure spaces where these individuals find fertile terrain
to benefit from the right to access to reliable information. Then, it
is unavoidable for a better management of their pain that patients
share experiences enriched with the help and support of health
professionals, not only from sharing with other patients. However,
due to the scarcity of scientific production on this subject, this field
needs more detailed studies that examine the multiple implications
derived from applying the principles of social support theory to
these networked platforms; especially when they are used to the

31

General Data Protection Regulation.
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interconnectedness for the management of pain or other chronic
diseases. Simply put, it must be beard in mind that these conditions
are often communicated poorly, but, simultaneously, most of the
time they are also poorly communicated.
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8.1 Codification process of Study II
Variable 1: Content
Variable 1a: Tweet typologies
1. Profile tweets
2. Retweetsi
3. Answers
4. Quote tweets
Variable 1b: Topics
1. News-related tweets
2. Institutional tweets
3. Educational tweets
4. Science community tweets
Variable 1c: Number of images
Add manually
Variable 1d: Number of videos
Add manually
Variable 1e: Number of links
Add manually
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Variable 2: Interactivity
Variable 2a: Number of user interactions
Add manually
Variable 2b: Number of retweets
Add manually
Variable 2c: Number of likes
Add manually

Variable 3: Hashtags
Variable 3a: Number of hashtags
Add manually
Variable 3b: Hashtags used
Add manually

Variable 4: Targets
1. Internal targets
2. External targets
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Variable 5: Frequency
Add manually

Variable 6: Pain-related tweets
1. Pain-related
2. Non-pain related

i Extra

variable inside the variable 1a (Retweets subcategory)

Variable 1ab: Endorsed profiles
1. Health professionals
2. Institutions and associations
3. Media and journalists
4. Educationals
5. Others
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8.2 Codification process of Study III
Variable 1: Illness narrative typology
1. Restitution
2. Chaos
3. Quest

Variable 2: Use of the illness narrative
1. Construction of an illness world
2. Reconstruction of life history
3. Explanation/understanding of illness
4. Strategic device
5. Transformation to a collective experience

Variable 3: Kind of pain (typologies)
Add manually

Variable 4: Kind of visual representations used (typologies)
1. Photo
2. Illustration
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3. Boomerang
4. Video

Variable 5: Photographic frame of the persons depicted
1. Face/face and body
2. Body/body part
3. Other (treatment, meme, etc.)
4. No frame (illustration, etc.)

Variable 6: Gender of the owner of the profile
1. Man
2. Woman

Variable 7: Number of likes
Add manually

Variable 8: Number of comments
Add manually
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Variable 9: Pain narrative typology
1. Generalization
2. Deletion
3. Distortion

Variable 10: Coping strategy
1. Problem-focused
2. Emotional-focused
3. Avoidance-focused

Variable 11: Level of uncertainty
1. Negative
2. Positive
3. Neutral
4. Combined

Variable 12: Use of metaphors to express illness/pain
Add manually
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Variable 13: References to health professionals
Add manually

Variable 14: Level of private information sharing
1. Low
2. Medium
3. High
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