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Understanding Medical Information: A Challenge for Breast Cancer Patients

Introduction (I)
PhD thesis: Intelligibility of Health Discourse: The Case of a Virtual
Community of Breast Cancer Patients

TOGETHER: overcoming socio-educational
barriers and promoting literacy on the
interferences and difficulties in understanding
information and documentation aimed at 
families of children affected by rare diseases. 
RecerCaixa IP: Rosa Estopà (UPF) (70%) and 
Manuel Armayones (UOC) (30%). 
URL

Communities. Psico-oncología online (IP: 
Dr. Cristian Ochoa) - Unidad de Psico-
ocología del Hospital Duran y Reynals, 
Institut Català d’Oncologia (ICO) / 
Departament de Salut, Generalitat de 
Catalunya
URL

https://www.upf.edu/es/web/medicina_comunicacio
https://www.upf.edu/es/web/medicina_comunicacio
http://psicooncologiaonline.com/
http://psicooncologiaonline.com/
https://www.upf.edu/en/web/medicina_comunicacio/junts
http://psicooncologiaonline.com/ca/
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Understanding Medical Information: A Challenge for Breast Cancer Patients

Introduction (II)
St

ag
e

1

Diagnosis and 
detection needs

-Chat messages anylisis
-Medical reports analysis
-Semi-structured

interviews

St
ag

e
2

Prototipe creation

St
ag

e
3

Prototipe
evaluation

Context: Virtual community of breast cancer patients

PhD thesis: Intelligibility of Health Discourse: The Case of a Virtual
Community of Breast Cancer Patients
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Understanding Medical Information: A Challenge for Breast Cancer Patients

Real problem

oMedical paternalism
o Empowered patient
oHealth literacy
oHealth information
o Plain language
o Comprehension of information

Terminology is a 
comprehension gap

In-depth inteviews

Reading comprehension 
survey  

Medical reports analysis

TOGETHER

(Basagoiti, 2012; Delavigne, 2014; Estopà i Domènech, 2018; Falcón and Luna, 2012; Jefford and Tattersall, 2002; 
Jiménez and Ruiz, 2014; Rojas y Useche, 2013; Rud and Andersen, 2014; Rud and Andersen, 2006; Safeer and 
Keenan, 2005; Suñer and Santiñà, 2014; Wanberg et al, 2008)

TOGETHER Project – IULATERM research group

https://www.upf.edu/es/web/medicina_comunicacio
https://www.upf.edu/es/web/medicina_comunicacio
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Understanding Medical Information: A Challenge for Breast Cancer Patients

Objectives

Determining the level of knowledge that patients have on
diagnosis and treatments through the lexicon and the
terminology.

2

1 Identifing the difficulties or limitations that cancer patients have
regarding the available information on diagnosis and
treatments.
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Methodology (I)

Interview design
1

Protocol presentation and
validation in the participating

hospitals

2

Writing the questions guide
3

Selection of participants
4

Interviews
5

Interviews recording
6

Interviews transcription
7

Selection of relevant ideas 
for the study

8

Ideas classification by
thematic catergories

9

Interpretation of results
10



PL
A

IN
 O

SL
O

 2
01

9

8

Understanding Medical Information: A Challenge for Breast Cancer Patients

Methodology (II)

Interview: individual, half-structured

Sample: convenience sample, 6 interviews (3 per hospital)

Scope: multicentric study

Participants: breast cancer patients

Older than 18 years old

Currently ill

Diagnosed less than one year ago

Patients that abstain to participate

Disease that affects the cognitive 
state

In
cl

us
io

n 
cr

ite
ria

Ex
cl

us
io

n 
cr

ite
ria

Variables: age, time of diagnosis, education level, type of breast cancer,
disease stage, treatments
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Methodology (III)

Statistical methods: qualitative methods

Questions guide: 5 sections validated by an educational psychologist

1. Personal data

2. Introduction question

3. Diagnosis questions

4. Treatments questions

5. Conclusion

Ethical issues: ethic protocols in each centre, anonymous data, prior oral
informed consent
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Understanding Medical Information: A Challenge for Breast Cancer Patients

Analysis and results (I)

Principal patterns:

a) Do patients want to receive information about the disease?

b) Do patients have enough information about the disease?

c) Which information sources do they use?

d) Do patients understand the medical information they have?

e) Which role plays the terminology in the comprehension of information?
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Analysis and results (II)

a) Do patients want to receive information about the disease?

Patients that want to 
receive information 
about the disease

Empowered patients

Patients that do not 
want to receive 

information about the 
disease

They claim that in any moment 
of the therapeutic process, they 

have looked for information 
about the disease.

Group 1 Group 2

Example 1: "No, no, I always read a lot and 
in accordance with what they were telling
me I started to search on the Internet and I 
was getting the information."

Example 2: "Nobody told me what radiotherapy was
or how it worked...No...The truth is that I was
curious."

Example 3: “No, because I try not to 
get a lot of information.”

Example 4: “No, I looked it up on the
Internet ... but I didn't want to ... you
know, because I didn’t want to know
much.”
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Analysis and results (III)

b) Do patients have enough information about the disease?

6 out of 6 patients lack information during the therapeutic process.

“But no .., It was missing, right? the information and such, and I know
that one day at night I called, I had a doctor's phone number, and I called
to tell him, listen, I need to talk to you because, listen, I do not know if I
am dying or not.”

"Of course, I did not know if hormonal ... well, no, I did not
know what type of cancer... what treatment you had for
hormonal cancer type... But of course, I thought, damn, if
they keep finding things in me, more and more, it may
involve chemotherapy and then yes, I looked for
information, then, treatments that you have to do if you
have…”
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Analysis and results (IV)

c) Which information sources do they use?

o Internet
o Breast cancer health professionals
o Family or friends who have knowledge of medicine
oOther patients
o Relatives who accompanied them to the visits
o Conferences

Oncologists
Gynaecologists 

Nurses
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Analysis and results (V)
d) Do patients understand the medical information they have?

NO

Direct form Indirect form

“When I went to pick up the puncture result, the truth, I opened
it out of curiosity, but I did not understand anything of what it
said, nothing, nothing.”

“Yes, but I think that what most inspires confidence is that
doctors explain it well, don't they? With his own words ... 
And always being able to ask when you have doubts. Yes, 
because everything is very technical and you understand
nothing.”

“Because you don't understand the information you find, you don't
understand it. No, you don't understand it and you see that it is all the
same treatment, a red liquid and a white liquid.”

“You know, they haven't explained that to me, I have no idea.
I have been told that it is a common tumor, I have no idea of
what it is, I have navigated on Internet and I do not know, it
seems that it is something of the milk ducts, but I have no
idea, I have no idea.”

“Well there was in situ cancer, they said, I think it was
this. No, no, I don't know exactly the words...but I
believe it was that, so I think there are two types with
different names and the other one was in situ, I think
so, and then, of course, the surgery was different, no?”

Patients Understanding of the 
information after the 

explanation given by the 
doctor

They show less anxiety

Patients do not understand:

Information
from the
Internet

Medical 
reportsDoctors
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Analysis and results (VI)

d) Which role plays the terminology in the comprehension of information?

They claim that they do not 
understand the information 
because of the terminology.

“The words that doctors use…The truth is that they are very
difficult for patiens to understand because, of course, we have
not studied to be doctor. So, it's very distressing about that."

They can identify some key terms 
of the disease, but they can not 

explain them well.

estrogen

ki-67

ganglia

hormone
node

chemotherapy

micrometastasis

Hormonal breast 
cancer
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Conclusion

1. Almost 100% of the patients claim to be users of information. They also admit having
searched for information at some time during the therapeutic process.

2. All patients have felt that they did not have enough information about something related to
the disease at least one time during the therapeutic process.

3. Patients are not satisfied with the information sources they have. All of them use the
Internet, although they consider that it is not reliable source of information and having the
information to ask health professionals directly is not a fast option. In this sense it would be
interesting to prescribe information to patients.

4. All patients claim to have had problems in understanding issues related to the disease at
least once during the therapeutic process.

5. It is important for patients to understand the information because it reduces anxiety and
favors the active role of the patient in the disease.

6. Most patients identify some of the key terms of the disease, but they do not know how to
explain them and sometimes they mix up the terms.

7. It is especially important to explain the disease key terms when writing a medical text for a
non-specialist audience so that the terminology is not a barrier for understanding. * Breast
Cancer Dictionary for patients - Group IULATERM-UPF
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Thank you for your attention

Moltes gràcies

Takk skal du ha

Contact: laia.vidal(at)upf.edu

IULATERM Research Group- Universidad Pompeu Fabra

mailto:laia.vidal@upf.edu
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