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Dear Editor,

Introduction
Communication between patient and professional is a key
element in the support offered to cancer patients [1,2], especially those with advanced disease. Adequate information
disclosure, particularly when receiving bad news, involves
a process in which communication is very important [3].
Models of care indicate the type of relationship and
communication that is established between the patient
and the professional. In recent years, the care given to
cancer patients has changed from being paternalistic to
patient centered and on the basis of patient autonomy.
The paternalistic model is an asymmetrical relationship
with the professional occupying the dominant position
and the patient merely cooperating. Professionals employ
tight interviewing methods to elicit the necessary medical
information while providing little opportunity for patients
to participate [4]. Patient-centered cancer care, on the
other hand, respects and responds to the individual patient’s
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preferences, needs, and values allowing for ﬂexibility in the
relations between patients and professionals [5].
The concept of patient-centered cancer care includes
patient-centered communication (PCC), which is deﬁned
in terms of processes and outcomes of the patients and clinician interaction [6]:
1. Eliciting, understanding, and validating the patients’
perspective (representations, concerns, feelings, etc.);
2. Understanding patients within their own psychological and social contexts;
3. Reaching a shared understanding of patient’s problems and how to treat them; and
4. Helping patients share power by offering them meaningful involvement in health-related choices.
Within the PCC model, Epstein et al. [6] suggest the
following six core functions: fostering healing relationships, exchanging information, responding to emotions,
managing uncertainty, making decisions, and enabling
patient self-management. These authors understand
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that PCC model may contribute to care outcomes and
patients’ health.
Cross-cultural differences exist in the communication
between patients and professionals [7]. In some cultures, patients play a more active role. Such differences may be related
to the model of care, and in areas where these are changing,
such as Southern Europe, this may inﬂuence communication.

Assessing the need for a new communication questionnaire
A critical issue in empirically investigating communication is the availability of an appropriate assessment instrument. Hack et al. [8] and Epstein et al. [9] recommend that
such instruments should assess PCC behaviors – a view
endorsed by our group. As an initial step, questionnaires designed to evaluate communication and administered to cancer patients were reviewed (see literature searches). From
them, 10 questionnaires developed following a structured
process to assess several dimensions of communication were
identiﬁed. Although each instrument had its merits, no instruments satisﬁed all four of the following criteria: (i) cancer
speciﬁc; (ii) developed in a cross-cultural setting; (iii) take
account of cross-cultural differences; and (iv) evaluate the
different domains of communication between patients and
professionals in a PCC model. Thus, we decided that the
development of a cancer-speciﬁc communication module
was called for, following the rigorous development and translation standards of the European Organisation for Research
and Treatment of Cancer (EORTC).

Purpose of the module
The aim is to create a speciﬁc patient reported outcomes communication questionnaire for cancer patients. This instrument
could be used alone, or it could be combined with the generic
EORTC Quality of Life questionnaire (QLQ-C30). It should
evaluate different dimensions of cancer patients’ communications with professionals (doctors, nurses, radiotherapy technicians, etc.) on the basis of the PCC model [6,8,9]. Most of
the module’s content will concentrate on the professionals’
behaviors, including those related to information disclosure.
It will be suitable for patients with tumors at any site, and at
any disease and treatment stage, including palliative care.
Cross-cultural aspects will play a key role in the development
of the module. The questionnaire could be used in clinical trials, cross-cultural research, daily practice, and clinical studies.

Methods
The development of the communication module is based
on the EORTC Quality of Life Group (QLG) module
development guidelines [10], which include four phases.
This article covers phases I and II:
1. A review of the literature, to identify an exhaustive
list of relevant issues pertaining to the communication
between patients and professionals;
Copyright © 2014 John Wiley & Sons, Ltd.
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2. Modiﬁcation of this list of issues based on the views and
scores of patients in different stages of disease and treatment and of professionals with expertise in this area;
3. Construction of a provisional list of issues for inclusion in the module; and
4. Transformation of the issues list into questionnaire items.
Ethics committee approvals were obtained from all participating countries.
Literature searches were conducted for the period January 2003 to October 2010 in the PUBMED (terms cancer
and communication and questionnaire) and PSYCHINFO
(cancer and communication) databases.
Studies presenting instruments to evaluate communication as a general questionnaire or as part of a questionnaire
plus other communication assessment modalities such as
observing codes were selected and reviewed. Questionnaire
databases were reviewed (PROQOLID, BIBLIOPRO, and
the FACIT system). In all these cases, instruments had been
created for cancer patients or used in studies with cancer
patients. Studies focusing on other areas of the communication with cancer patients, like the training of profesTable 1. Demographic and clinical characteristics of the sample
Frequency (N = 41)
Age (range 28–76 years)
Sex
Female
Male
Level of education
Less than compulsory
Compulsory
Post-compulsory university
University level
Countries
Austria
Croatia
Italy
Spain
Disease location
Breast
Colorectal
Head and neck
Ovarian
Lung
Pancreatic
Other sites
Disease stage
Local/locoregional
Metastatic
Treatment stage
Initial
During
Follow-up
Palliative care
Surgery
Radiotherapy
Hormone therapy
Chemotherapy

%

24
17

58.5
41.5

4
10
15
12

9.7
24.4
36.6
29.3

4
10
10
17

9.7
24.4
24.4
41.5

12
6
6
6
3
2
6

29.3
14.6
14.6
14.6
7.3
4.9
14.0

20
21

48.8
51.2

9
18
11
3
20
19
7
22

21.9
43.9
26.8
7.4
48.8
46.4
17.1
53.7

Mean

SD

51.2

12.2
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Table 2. Provisional list of issues
Provisional list of issues organized in areas and scales
Area 1 Scale 1. Patient’s active role: behaviors
1. Patient considers he/she has enough opportunities to participate
2. Patient feels free to ask questions
3. Patient expresses emotions, worries, and so on
4. Patient expresses needs
Area 2 Aspects of the clinician–patient relationship.
Scale 2: Therapeutic alliance, interaction, and time
5. Professional and patient share their understanding of the disease and treatment
6. Mutual trust between professional and patient
7. Mutual respect between professional and patient
8. Professional takes enough time to talk to the patient
9. Professional takes enough time for patient to ask questions and to reply to them
Scale 3. The professional’s qualities in creating a relationship
10. Professional approaches the patient equally
11. Professional shows sincerity
12. Professional makes the patient feel relaxed or comfortable and helps the patient to talk openly about everything, ask questions, and express his or her comments and
feelings openly
13. Professional treats the patient with respect
14. Professional takes the patient’s problems seriously
Scale 4. The professional’s skills
15. Professional uses a language that the patient understands (overcoming barriers of low literacy, avoiding medical jargons, and using clear terms)
16. Professional answers questions openly
17. Professional makes eye contact
18. Professional uses a calm voice (slows down verbal communication)
Area 3 Scale 5. Management of patient’s emotions
19. Professional recognizes the emotions
20. Professional tries to understand the patient’s situation
21. Professional understands the patient’s knowledge and perspective of the disease, the treatment and the situation
22. Professional listens
23. Professional offers counseling about possible disturbances
24. Professional manages negative emotions: sadness, anger, fear, etc.
Area 4 Scale 6
25. Attention to patient information preferences and needs on information
Area 5 Scale 7. Information: ** communication skills related to information
26. Professional checks what the patient already knows about the illness to start giving information from this level
27. Professional checks understanding of the information and repairs misunderstandings
28. Professional shows ability to answer difﬁcult questions (prognosis, etc.)
29. Professional shows ability to discuss honestly the goal of the treatment (cure, etc.)
30. Professional shows ability to give hope and to give faith in the treatment with honesty
Area 6 Scale 8. The environment where the communication occurs
31. There is intimacy (a private room) to have conﬁdential conversations with professionals
32. There is a lack of disturbance or interruptions during the sessions with professional and with carers (e-mails, phones, etc.)
Area 7 Scale 9
33. Satisfaction with communication
We propose dividing the issues into seven areas of content and nine scales (area two will have three scales).

sionals, were also selected and reviewed. Studies from
experts in the ﬁeld of communication in oncology that
had not been found in this search were also evaluated,
as were studies identiﬁed in the papers found in this ﬁrst
previous search. This second group of papers could have
been published before or after 2003.

Results
A total of 204 papers and 79 instruments were selected. Of
the 79 instruments, 53 were developed according to a
well-established system, and 26 were study speciﬁc. Some
Copyright © 2014 John Wiley & Sons, Ltd.

instruments assessed several dimensions, whereas others
focused on just one dimension of communication, for
example, empathy.
An initial list of 320 issues was constructed after the
review of the literature. This list of issues was reduced in
several steps following the guidelines [10]. In accordance
with the aims of the module and the ﬁrst four functions of
the PCC model, areas that could be included in the communication questionnaire, and the issues that ﬁtted into these
areas, were selected. Some areas, such as decision making,
enabling patient self-management, contents of the information offered, or end-of-life communication, were excluded,
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as they required a speciﬁc instrument. Besides, some speciﬁc criteria (e.g. redundancy and too technical) were considered to reduce issues to 68 before the patients’ interviews.

Patient and professional interviews: three steps
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had not openly received their diagnosis. Instructions invite
the respondent to indicate the professional category (doctors, nurses, psychologists, radiotherapy technicians, etc.),
and speciﬁc treatment period (diagnoses, treatment, and
follow-up) that the module is addressing in each study.

Semi-structured interviews were conducted with 23
patients from Austria, Croatia, Italy, and Spain. Open
questions enquired about areas of communication between
patients and professionals that our group had considered
important. After these interviews, ﬁve new issues were
added to the list, which then comprised 73 issues.

Consultation of health care professionals

Interviews were conducted with professionals

This manuscript presents phases I and II of the EORTC
QLG module development process. We consider the
strengths of the project to be the literature review and that
patients, professionals, and researchers from different cultural areas have been involved.
The provisional module is being tested in a phase III
study, and additional cultural areas will be involved. Phase
III will identify and solve practical problems relating to
the administration of the questionnaire and aspects of its
cross-cultural application and determine whether additional
items are needed or whether existing ones should be removed. Once completed, we will have a robust instrument
for use in both clinical work and cross-cultural studies.

Twenty-three professionals from Austria, Croatia, Norway,
Spain, and Taiwan (three oncologists, two gynecologists and
a family medicine doctor, three radiation therapy technicians,
four psycho-oncologists, seven nurses, and three other health
professionals) were interviewed. Professionals were asked to
evaluate the level of relevance for each of the 73 issues
(1–4), to select the 25 most important issues and say whether
they considered that there were any other issues related to
communication that were not included in the provisional list.
A second round of patient interviews was conducted with
18 new patients from Austria, Croatia, Italy, and Spain.
These patients had the same instructions as the professionals.
Patients from both rounds of interviews were organized in
seven subgroups. Six of these subgroups were based on a
combination of disease stage (initial and advanced) and treatment stage (initial, during, and after). There was a seventh
subgroup for patients who were receiving palliative care.
In total, 41 patients participated in the two rounds of interviews. Their sociodemographic and clinical data are
shown in (Table 1). There was a good representation of
disease sites and treatment modalities.
The provisional list of issues was reduced on the basis of
the relevance and importance scores of patients and professionals, with special attention paid to the opinions of the
patients and to the importance scores (50% of patients
and/or professionals considered the issue as important). Of
the issues, 33 were selected and provisionally divided into
seven areas of content presented in nine scales (Table 2).

Operationalization: construction of the provisional module
The list of issues was operationalized into questions consistent with existing EORTC QLG modules. No items were
copied from other instruments. The word cancer was not
included because this could be intrusive for patients who
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Key points
• Communication between patient and professionals is
a key element in the support offered to patients.
• A team from the EORTC QLG is developing a
questionnaire to evaluate the different dimensions of
patients’ communication with professionals.
• This manuscript presents phases I and II of the
development process, including a review of the
literature, two rounds of patient interviews, one round of
professional interviews, and a formulation of the items.
• Cross-cultural differences play a key role in
communication: to take this into account, all these steps
have been carried out in different countries simultaneously.
• A provisional module to be tested in a patient population
with various cultural backgrounds has been created.
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