Fanny SOUM-POUYALET et Annie HUBERT
et Guy Kantor

(2010)

“Quality as Viewed
and Lived
by the Patient.”

Un document produit en version numérique par Jean-Marie Tremblay, bénévole,
professeur de sociologie au Cégep de Chicoutimi
Courriel: jean-marie_tremblay@ugac.ca
Site web pédagogique : http://www.ugac.ca/jmt-sociologue/

Dans le cadre de: "Les classiques des sciences sociales"
Une bibliothéque numérique fondée et dirigée par Jean-Marie Tremblay,
professeur de sociologie au Cégep de Chicoutimi
Site web: http://classiques.ugac.ca/

Une collection développée en collaboration avec la Bibliotheque
Paul-Emile-Boulet de I'Université du Québec a Chicoutimi
Site web: http://bibliotheque.ugac.ca/



mailto:jean-marie_tremblay@uqac.ca�
http://www.uqac.ca/jmt-sociologue/�
http://classiques.uqac.ca/�
http://bibliotheque.uqac.ca/�

Annie Hubert et al., “Quality as Viewed and Lived by the Patient.” (2010) 2

Politigue d'utilisation
de la bibliotheque des Classiques

Toute reproduction et rediffusion de nos fichiers est interdite,
méme avec la mention de leur provenance, sans l'autorisation for-
melle, écrite, du fondateur des Classiques des sciences sociales,
Jean-Marie Tremblay, sociologue.

Les fichiers des Classiques des sciences sociales ne peuvent
sans autorisation formelle:

- étre hébergés (en fichier ou page web, en totalité ou en partie)
sur un serveur autre que celui des Classiques.

- servir de base de travail a un autre fichier modifié ensuite par
tout autre moyen (couleur, police, mise en page, extraits, support,
etc...),

Les fichiers (.html, .doc, .pdf., .rtf, .jpg, .gif) disponibles sur le site
Les Classiques des sciences sociales sont la propriété des Classi-
gues des sciences sociales, un organisme a but non lucratif com-
posé exclusivement de bénévoles.

lIs sont disponibles pour une utilisation intellectuelle et personnel-
le et, en aucun cas, commerciale. Toute utilisation a des fins com-
merciales des fichiers sur ce site est strictement interdite et toute
rediffusion est également strictement interdite.

L'acces a notre travail est libre et gratuit a tous les utilisa-
teurs. C'est notre mission.

Jean-Marie Tremblay, sociologue
Fondateur et Président-directeur général,
LES CLASSIQUES DES SCIENCES SOCIALES.



Annie Hubert et al., “Quality as Viewed and Lived by the Patient.” (2010) 3

Cette édition électronique a été réalisée par Jean-Marie Tremblay, bénévole,
professeur de sociologie au Cégep de Chicoutimi a partir de :

Fanny SOUM-POUYALET, Annie HUBERT et Guy Kantor

“Quality as Viewed and Lived by the Patient.”

Un texte publié dans I’ouvrage sous la direction de Todd Pawlicki, Arno J.
Mundt, Peter Dunscombe et Pierre Scalliet, Quality and Safety in Radiothera-

py, Imaging in Medical Diagnosis and Therapy, Chapitre 2, pp. 7-10. Taylor &
Francis, 2010, 643 pp.

[Autorisation formelle accordée le 28 aolt 2012 par I’époux de la défunte au-
teure, Monsieur Jean-Frangois Bare, anthropologue, de diffuser ce texte dans Les
Classiques des sciences sociales.]

gﬁla Courriel :  Jean-Francois Bareé : jfbare@wanadoo.fr

Polices de caractéres utilisée :

Pour le texte: Times New Roman, 14 points.
Pour les notes de bas de page : Times New Roman, 12 points.

Edition électronique réalisée avec le traitement de textes Microsoft Word
2008 pour Macintosh.

Mise en page sur papier format : LETTRE US, 85" x 11",

Edition numérique réalisée le 7 février 2014 & Chicoutimi, Vil-
le de Saguenay, Québec.

C Fait avec

Macintosh


mailto:jfbare@wanadoo.fr�

Annie Hubert et al., “Quality as Viewed and Lived by the Patient.” (2010) 4

Fanny SOUM-POUYALET, Annie HUBERT
et Guy Kantor

“Quality as Viewed and Lived by the Patient.”

Quality and Safety
in Radiotherapy

Un texte publié dans I’ouvrage sous la direction de Todd Pawlicki, Arno J.
Mundt, Peter Dunscombe et Pierre Scalliet, Quality and Safety in Radiothera-
py, Imaging in Medical Diagnosis and Therapy, Chapitre 2, pp. 7-10. Taylor &
Francis, 2010, 643 pp.



Annie Hubert et al., “Quality as Viewed and Lived by the Patient.” (2010)

5

Par Fanny SOUM-
POUYALET

Annie Hubert [ - 2010]

Guy Kantor

Docteur en Anthropologie sociale.

Institut Bergonié,
Comprehensive Cancer Center

fanny.soum-pouyalet@revess.net

Docteur en Anthropologie sociale
Université de la Méditerranée

Aix—Marseille-11, Marseille, France.

Institut Bergonié,
Comprehensive Cancer Center


mailto:fanny.soum-pouyalet@revess.net�

Annie Hubert et al., “Quality as Viewed and Lived by the Patient.” (2010)

6

Table des matieres

Introduction [7]

Patients’ Perceptions of the Environment of Radiotherapy [7]

Patients Coping with the Complexity of Radiotherapy [8]

The Importance of the Medical Team Role and the Impact of Communication [8]
Quality Related to Information in Radiotherapy [8]

The Impact of Information Materials [8]

Summary [9]

References [9]



Annie Hubert et al., “Quality as Viewed and Lived by the Patient.” (2010) 7

[7]

Fanny SOUM-POUYALET, Annie HUBERT
et Guy Kantor

“Quality as Viewed and Lived by the Patient.”

Un texte publié dans I’ouvrage sous la direction de Todd Pawlicki, Arno J.
Mundt, Peter Dunscombe et Pierre Scalliet, Quality and Safety in Radiothera-
py, Imaging in Medical Diagnosis and Therapy, Chapitre 2, pp. 7-10. Taylor &
Francis, 2010, 643 pp.

Introduction
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Analyzing quality, as viewed and lived by a patient undergoing ra-
diotherapy, leads us to consider the main points of sociopsychological
quality theories. The concept of quality of life (QOL) is currently used
in oncology. However, no systematic overviews or guidelines issued
for QOL assessment have been produced yet, even on the internation-
al level (Shimozuma et al. 2002). A consensus on QOL has been set-
tled, and this relates QOL to symptoms, functioning, psychosocial and
social wellbeing, and even to fulfillment. Thus, the concept has under-
taken a multidimensional meaning and has been renamed
healthrelated quality of life (HRQOL) (Kaasa and Loge 2003). These
new dimensions of the concept of quality lead to linking the very in-
timate experience of the patient undergoing radiotherapy to the quality
of cure and care. It also underlines the close link existing between the
following three concepts : quality, satisfaction, and well-being. These
are the three keywords around which the question of quality as viewed
and lived by patients must be considered. Nevertheless, these criteria
have not been taken into account enough in the field of radiotherapy.
Many attempts have already been made toward the systematization of
toxicity ; however, they were mainly focused on physical and func-
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tional criteria rather than on multidimensional ones (Ciabattoni et al.
1997). Perception of quality and patients’ satisfaction are closely con-
nected.

Patients’ Perceptions
of the Environment of Radiotherapy

Retour a la table des matieres

Ergonomic and environmental factors of radiotherapy treatments
obviously affect patients’ perception of quality. It has been underlined
that times, spaces, and care coordination have great impact on patients
undergoing radiotherapy (Hoarau, Kantor, and Dilhuydy 2000). Some
papers point out the importance of waiting times and the variability of
local demand of patients, referring to the schedule of treatments
(Calman et al. 2008). Other papers stress the impact of the physical
environment, which can significantly influence one’s sense of well-
being (Jarvis 2003). Radiotherapy treatments can cause individual
discomfort due to a lack of confidentiality or a lack of privacy, for
example, in the waiting areas. Difficulty can occur in sharing private
information with the medical team. Several studies underline the im-
portance of the entire hospital organization, and especially the treat-
ment session itself, as the waiting times and the interaction with fel-
low patients are often considered potentially stressful (Dilhuydy et al.
2002).

As a consequence, considering radiotherapy as an ambulatory
treatment neglects the impact of its context on patients’ experience,
although quality of cure and care are strongly linked to QOL. In fact,
several studies demonstrate that the patients’ perception of the burden
of treatment contributes to coping less well with the radiotherapy
treatment itself and could explain the long duration of side effects,
such as fatigue, even after the end of treatments (Smets et al. 1998).
The subjective dimension of coping with radiotherapy needs to be se-
riously considered.

Actually, initiatives that stress the improvement of patients” well-
being during radiotherapy have demonstrable effects on their experi-
ence and evaluation of quality as in, for example, the role of support-
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Ive care. In radiotherapy, supportive care can integrate the key aspects
of diagnosis and treatment and alleviate physical and psychosocial
comorbidities inherent to the disease as well as to the treatment (Perez
Romasanta and Calvo Manuela 2005).

[8]

Even minor improvements of patients’ experience during radio-
therapy can have a great effect on their perception of quality. For ex-
ample, socio-aesthetic care, cosmetology, and relaxation therapy have
demonstrated their genuine impact on patients’ mood and states of
well-being (Jereczek-Fossa, Marsiglia, and Orecchia 2002 ; Titeca et
al. 2007), and especially on patients’ self-perception of the disease
and treatments.

Patients Coping
with the Complexity of Radiotherapy

Retour a la table des matieres

Radiotherapy has undergone major evolutions during the past three
decades. Advanced technology and the necessary multidisciplinary
composition of its medical teams set it apart. Modes of treatment are
complex and require various medical skills (Hogle 2006 ; Perez
Romasanta and Calvo Manuela 2005). This situation makes the pa-
tient feel lost and powerless while undergoing treatment. Studies of
patients’ perceptions of radiotherapy reported that many patients feel
alienated by the techniques (Hoarau and Kantor 2000) and could not
handle radiotherapy without being stressed or depressed and needed to
be helped by one or various members of the clinical team.

Studies of nursing in radiotherapy also pointed out the necessity of
guiding patients during the entire process (Carper and Haas 2006). As
a matter of fact, recognition of each patient’s individual needs is nec-
essary to deal with the treatment and to cope with the disease. Obvi-
ously, patients would rather feel like the most important actor of the
therapeutic relation than like a medical object (Soum-Pouyalet et al.
2005).



Annie Hubert et al., “Quality as Viewed and Lived by the Patient.” (2010) 10

The Importance of the Medical Team Role
and the Impact of Communication
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Several studies emphasize the importance of the entire medical
team’s (physicians, therapists, and other professionals) understanding
in helping patients cope with radiotherapy treatments (Gamble 1998).
Moreover, the lack of care delivered in some radiotherapy depart-
ments has been pointed out (Long 2001). Follow-up during radiother-
apy and after completion of treatment appears essential. These deficits
are essentially due to the lack of communication and information re-
lated to the objectives of the radiotherapy treatment or to the inappro-
priate attitude of the medical team in meeting the needs of patients.
Failure of coordination within the radiotherapy department can also
explain why patients may receive confused or contradictory messages,
especially about side effects or the care received (Dilhuydy et al.
2002). It appears that, according to the medical referents, improve-
ments are needed to provide the right information to patients (Sando-
val et al. 2006). For example, a study about radiotherapy-induced nau-
sea concludes on the high percentage of patients who would have
liked to receive more information about this specific side effect
(Enblom et al. 2009). This example also stresses the importance of
identifying and adequately treating side effects related to radiothera-
py. Also, the patients’ perception of quality is strongly related to the
information given and the means of communication (Hogle 2006).

Quality Related to Information in Radiotherapy

According to the actions of collective patient associations and the
evolution of the national laws concerning the rights of cancer patients,
the public demand for and interest in information about radiotherapy
has increased. Therefore, the necessity of providing patients with ade-
quate information has become more and more difficult for the medical
teams (Sch.fer et al. 2005). Many studies are devoted to the issue of
informing patients about their illness and treatment. For example, a
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pilot study examined patients’ understanding of their illnesses and
their expectations from palliative radiotherapy. It has been shown that
a significant proportion of the patients have misconceptions regarding
their illness and unrealistic expectations for their treatment (Chow et
al. 2001). Inadequate information can also cause anxiety for the pa-
tient and might lead to legal action against the physician (Sch.fer et al.
2005). The link between anxiety, side effects, and information re-
sources is obvious.

Patient information about radiotherapy has many ethical implica-
tions that must also be considered. The most important ethical princi-
ples of patient information are truth, autonomy, informed consent, and
hope (Schafer and Herbst 2003). For each of these, a detailed discus-
sion of various typical situations while undergoing radiotherapy (such
as adjuvant therapy or palliative treatment) is desirable. Besides pa-
tient information, expectations seem to be the most important in the
biophysiological, functional, and social fields (Siekkinen et al. 2008).
The necessity of informing patients of the possible side effects of their
radiotherapy treatments has already been underlined (Chow et al.
2001).

Many studies mention the specific question of delivering infor-
mation to patients. Some regional variations on the topic have also
been studied. The question of information requires an entire develop-
ment in itself. Information expectations may vary from time to time
during the duration of the treatments (Siekkinen et al. 2008). There-
fore, it is very difficult to point out the true information needed for
particular and singular maturation of patient status (Hoarau and Kan-
tor 2000).

Although the types of information provided to patients appeared to
fit their needs, health professionals and patients placed different levels
of importance on information. The priority given to specific infor-
mation may not be optimal from the perspectives of patients, as can
also be the case for a wide range of information deliveries (Halkett,
Short, and Kristjanson 2009).
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The Impact of Information Materials
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Educational booklets (Dilhuydy et al. 2003 ; SFRO 2000) and edu-
cational strategy concerning information appear to be a [9] strong ne-
cessity. Improvements are needed in counseling and education of pa-
tients and their relatives, especially concerning the different sequences
of radiotherapy and the follow-up care required after completing the
treatment (Sandoval et al. 2006).

In fact, educational bases are highly regarded by a large majority
of patients, especially when they are based on patients’ experiences
(Bonnet et al. 2000 ; Dilhuydy et al. 2002 ; Hoarau and Kantor 2000).
The practical and technical knowledge provided by booklets and other
patient information materials give reassurance about treatments and
the medical teams (Fervers et al. 2003). Satisfaction with information
materials in general leads patients to consider them as real necessities
(Bonnet et al. 2000 ; Dunn et al. 2004). At this point, forums and med-
ical information on the internet do not seem to substitute for the tradi-
tional information modes, even if they have great impacts on the ther-
apeutic relationship between patients and physicians (Siekkinen et al.
2008).

However, educational materials that have excellent face validity
and that are well received by patients may fail to fit the information
expectations of the patient regarding his or her specific needs (Dunn
et al. 2004). Information is best accompanied by professional caregiv-
ers (especially physicians) (Hubert et al. 1997). As a matter of fact,
oral and direct communication remains the preferred mode of infor-
mation delivery (Bonnet et al. 2000).
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Summary

Retour a la table des matieres

The whole context of radiotherapy has a deep impact on the quality
perceived and experienced by patients. The high technical specificity
and complexity of radiotherapy contribute to make the patient feel
powerless during treatments. On top of that, the coordination between
the different members of the medical team may not be well identified
by the patient and that could contribute to making that person feeling
lost. In spite of the progress made in the field of patient education and
information, the singular relationship between patient and physician
for the quality of communication in the different therapeutic steps is
still considered a conclusive factor in the satisfaction and wellbeing of
the patient. The very specific needs and expectations of each patient
during the different periods of treatment and the great variability of
each radiotherapy department should lead to develop a sharper view
of each and every context to improve the quality perceived and expe-
rienced by a patient undergoing radiotherapy. From this perspective,
the particular approaches of the social sciences could provide a useful
contribution (Soum-Pouyalet, Hubert, and Dilhuydy 2008).
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