
 
Cover Page 

 
 

 
 
 

 
 
 

The handle http://hdl.handle.net/1887/21706 holds various files of this Leiden University 
dissertation. 
 
Author: Overberg, Regina Ingrid 
Title: Breast cancer stories on the internet : improving search facilities to help patients 
find stories of similar others 
Issue Date: 2013-09-10 

https://openaccess.leidenuniv.nl/handle/1887/1
http://hdl.handle.net/1887/21706
https://openaccess.leidenuniv.nl/handle/1887/1�


chapter 2
Illness stories on the Internet: 

Features of websites disclosing breast cancer 
patients’ illness stories in the Dutch language

Regina Overberg1

Pieter Toussaint1

Bertie Zwetsloot-Schonk1

1 Clinical Informatics Group, Leiden University Medical Center, Leiden

Patient Education and Counseling 2006; 61: 435-442

Regina_Overberg.indd   25 2-8-2013   14:09:30



26 Breast cancer stories on the Internet

Abstract

Objective To examine the way in which breast cancer patients’ illness stories in the Dutch 
language are disclosed on the Internet.
Methods Websites containing Dutch illness stories wri�en by breast cancer patients 
were selected using a search engine on the Internet. A checklist was developed based 
on a theoretical framework for analysing communication processes in order to examine 
the selected websites.
Results None of the websites implements search facilities based on either the content of 
an illness story, or the personal features of the author. A minority of the websites offers 
information about the illness stories, such as author’s genuineness and editor’s review.
Conclusion The Internet’s opportunities are not fully utilized with respect to disclosing 
breast cancer patients’ illness stories.
Practice implications In order to support a patient in finding appropriate illness stories 
in the diverse set of available stories, we are in the process of developing an application 
that combines symbolic and statistical natural language analysis techniques to facilitate 
content-based retrieval.

Keywords: Internet; Websites; Breast cancer; Illness stories
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1 Introduction

Breast cancer incidence in The Netherlands is among the highest in the world. On 
the basis of the present incidence rates, about one in every eight to nine women in 
The Netherlands will develop breast cancer. Although, in general, cancer is most common 
among the elderly, almost half of the breast cancer diagnosis in the Netherlands in 2000 
occurred in women between 20 and 59 years of age [1].

A breast cancer diagnosis and subsequent treatment commonly cause many 
psychological problems in patients such as distress, anxiety, depression, and fear [2,3]. 
Patients also experience social isolation [2], a disturbed body image [3], and difficulties 
with sexual functioning [2]. In some patients, these problems persist even years a§er 
diagnosis [2].

One of the ways to cope with these psychological consequences is to exchange illness 
experiences with fellow patients [4]. During illness experiences exchange patients share 
experiences that are related to their disease. In this way, they can exchange information, 
find recognition in each other’s experiences, learn from each other how to accept and 
adapt to the disease, and express their feelings [5].

Illness experiences can be exchanged in different ways. One way is to take part in 
face-to-face conversations in waiting rooms or during support group meetings. Another 
possibility is reading books or magazines that compile illness experiences, or watch TV-
programmes in which fellow patients tell their story. The Internet is a new but rapidly 
growing channel for exchanging illness experiences. There are forums, chat rooms and 
websites that enable patients to exchange illness experiences.

Several studies have examined the effects of face-to-face and web-based illness 
experience exchange between breast cancer patients. Face-to-face exchange of illness 
experiences increases breast cancer patients’ quality of life [6] and self-esteem [4], and 
decreases breast cancer patients’ anxiety, depression scores [7], and negative feelings 
[4]. Though in one study on face-to-face social support, some indications of adverse 
effects on vitality and physical and social functioning were found [8].

Web-based exchange of illness experiences reduced breast cancer patients’ scores 
on depression [9,10], perceived stress, cancer related trauma measures [9], and reactions 
to pain [10], and is found helpful by breast cancer patients [11]. Yet, also an increase in 
emotional suppression was found by Lieberman et al. [10]. Klemm et al. [12] conclude in 
their review that online cancer support groups help people to cope more effectively with 
their disease. Eysenbach et al. [13] found no robust evidence for positive effects of online 
peer-to-peer interactions. However, in their opinion the absence of evidence does not 
mean that virtual communities have no effect [13]. In conclusion, the positive effects of 
exchanging illness experiences between patients exceed the negative effects.

The Internet is an interesting channel for exchanging illness experiences. In 2004, 
65% of the 7 million Dutch households owned a personal computer with Internet 
access. A good quarter of the 85% information seekers searched for health topics [14]. 
Among them there will be many patients searching for illness experience exchange on 
the Internet.
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28 Breast cancer stories on the Internet

The Internet differs in several ways from the more traditional face-to-face meetings for 
exchanging illness experiences between patients. An Internet user can stay anonymous, 
whereas a participant of a face-to-face meeting has to divulge his identity. In addition, a 
patient who joins a face-to-face meeting has to be present on a specific time at a specific 
place, while the Internet can be accessed by the patient on a time and at a place he 
prefers. Also, the diverse possibilities on the Internet for exchanging illness experiences 
differ from each other in certain ways. A chat session on the Internet is characterised by 
same time and different place, while forums and websites are characterised by different 
time and different place.

In this paper, we will focus on the current practice of using the Internet as a 
communication medium for exchanging illness experiences. Our purpose is to examine 
the way in which breast cancer patients’ illness stories in the Dutch language are disclosed 
on websites on the Internet. To our knowledge, this was never done before. We focus on 
websites containing illness stories for two reasons. Firstly, in contrast to forums and chat 
rooms, websites are easily accessible without needing a password or login name. This 
implies that also patients who have li�le knowledge about and experience with using 
the Internet are able to visit websites. Secondly, fellow patients’ illness stories published 
on websites are more appropriate for restoring the own life story than short fragments 
of illness experiences are, which are common in forums and chat rooms. The thought 
behind this is as follows. Every person has an own life story in which he gives meaning 
to his life, forms his identity, and accounts for his choices. A breast cancer diagnosis 
disturbs a person’s identity and sense of continuity. Someone else’s life story who went 
through the same situation will help to restore the own life story.

2 Methods

2.1 Selection of websites
Before selecting websites three inclusion criteria were formulated: the websites have (1) 
to be accessible for every internet user, i.e. without password, (2) to be in the Dutch 
language, (3) to contain at least two illness stories of two different breast cancer patients. 
Websites were searched for in three ways: (a) by asking breast cancer patients and 
researchers whether they know any sites, (b) by using the search engine Google on the 
Internet, and (c) by searching in literature databases. Five websites that were identified 
by breast cancer patients and researchers met the inclusion criteria [15–19].

Three searches using the search engine Google were conducted (www.google.nl, 
accessed 30 March 2005) combining the Dutch word for breast cancer (borstkanker) 
with those for stories consisting of experiences (ervaringsverhalen; 355 hits), stories 
(verhalen; 6340 hits), or story (verhaal; 15,100 hits). The first 100 sites selected by each of 
the three searches were checked for meeting the inclusion criteria. Links on the websites 
were not examined, because it was argued that links appear as a hit automatically. 
The three searches produced, respectively, four [20–23], three [24–26], and one [27] 
additional website.
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29Chapter 2

In March 2005, literature searches were conducted in the databases Medline, 
Embase, CINAHL, PsycINFO, PubMed, and Web of Science. Three search concepts were 
combined: subject (breast cancer patients’ illness stories), medium (ICT), and language 
(Dutch). Also various synonyms for each of these three search concepts were conducted. 
No websites that fit the inclusion criteria were found using literature databases. Thus, in 
total 13 relevant websites were found.

intention

code

message

sender
send receive

receiver

messagemedium

decode

intention

Figure 1 Message exchange between a sender and a receiver

2.2 Evaluation of websites
There are numerous perspectives from which one can look at websites containing illness 
stories, ranging from technical to functional. We take as our viewpoint that such websites 
are examples of Computer Mediated Communication applications. Their use is a type 
of communication practice, and can be best described using features that can also be 
applied to other communication practices. Communication practices can be described 
using the message-channel model as basis [28], in which a message is exchanged 
between a sender and a receiver through a particular medium, as shown in Figure 1. The 
elements of this model – namely participants, message, medium, and overall situation – 
are characterised by several features. These features, which are based on the framework 
presented by Te’eni [29], are listed and explained in Table 1. As depicted in the right 
column of Table 1, the features’ definitions were translated into practice in order to be 
able to evaluate websites that disclose illness stories in a structural manner. The first 
author evaluated the selected websites within four weeks of the original search. One site 
[25] was excluded, because the illness stories were not available at the time this site was 
evaluated.

3 Results

3.1 Overall features of websites
None of the evaluated websites mentions explicitly the reason why breast cancer 
patients’ illness stories are published on the website. In addition, the time/place context 
of all the evaluated websites is different time/different place.
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Table 1 Features and their definitions for analysing the exchange of illness experiences 
between patients, and translations of definitions into practice in order to examine 
websites that disclose illness stories.

Feature Definition Translation into website 
practices

O
ve

ra
ll 

si
tu

at
io

n

Goal The reason why patients 
communicate, what they want 
to achieve with exchanging 
illness experiences

Which goal is mentioned on the 
website for publishing the illness 
stories: to give information, to 
give recognition, or to express 
feelings? 

Time/place 
context

The time and the place at 
which patients exchange illness 
experiences 

What is the time/place context: 
same time/same place, same 
time/different place, different 
time/same place, or different 
time/different place?

Pa
rt

ic
ip

an
ts

Number The number of patients that 
join the exchange of illness 
experiences

How many illness stories are 
available at the web site?

Anonymity The state in which the receiving 
patient can take part in the 
communication without being 
identified by the sending patient

Can the visitor of the site 
(the receiving patient) stay 
anonymous?

Authenticity The degree in which the 
receiving patient is assured that 
the sending patient is a genuine 
patient

Is there a guarantee that the 
illness stories are from genuine 
patients?

Size of 
common 
ground

The degree in which personal 
features (e.g. age, marital status) 
and disease features (e.g. time 
since diagnosis, treatment 
underwent) of a sending patient 
match with those features of a 
receiving patient

Can the visitor of the site (the 
receiving patient) search for 
illness stories using personal 
features of the author (the 
sending patient)?
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Feature Definition Translation into website 
practices

M
es

sa
ge

Structure The degree in which it is 
beforehand clear to the receiving 
patient of which parts the 
illness experience of the sending 
patient is constructed 

Are the illness stories on the site 
structured by means of a short 
summary or headings in the 
text, or are they not structured?

Accuracy The degree in which medical 
facts and spelling in the illness 
experiences are correct

Does an editorial board review 
the site including the illness 
stories?

Content The degree in which sending 
patients’ illness experiences fit 
with the information need of a 
receiving patient

Can the visitor of the site (the 
receiving patient) search for 
stories using content keywords?

M
ed

iu
m

Capacity The degree in which the 
receiving patient receives 
non-verbal, additional aspects 
of a sending patient’s illness 
experience (e.g. sending 
patient’s facial expression, 
voice/intonation, drawings)

Which modes of information 
(text, images, video) are used to 
express the illness stories?

Evanescence The degree in which a receiving 
patient can save or store 
the sending patient’s illness 
experience

For how long do the illness 
stories remain available at the 
site?

Interactivity The degree in which a receiving 
patient can react to a sending 
patient’s illness experiences or 
can send his/her own illness 
experience

Can a visitor react on illness 
stories (react yes/no), or submit 
his/her own illness story (send 
yes/no)?

Table 1 (Continued)
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Table 2 Features of websites (n=12) that disclose breast cancer patients’ illness stories in the 
Dutch language.

Feature Value Websites
% (n)

Pa
rt

ic
ip

an
ts

Number 2-5 illness stories  42 (5)

6-15 illness stories  25 (3)

>15 illness stories  33 (4)

Anonymity Reading the illness stories without being identified  100 (12)

Authenticitya b Guarantee that illness stories’ authors are genuine 
patients

 8 (1) 

Size of common 
groundb

Search facility for personal features of illness stories’ 
authors

 0 (0)

Brief, separate summary of authors’ personal features  8 (1)

M
es

sa
ge

Structureab Structure by means of a brief summary of or headings 
in illness stories 

 58 (7)

Accuracyb Review by editor  42 (5)

Content Search facility with content keywords  0 (0)

General search facility with text words  83 (10)

No search facility, only ‘Find (on This Page)’ delivered 
by Internet browser 

 17 (2)

M
ed

iu
m

Capacitya Only text  83 (10)

Text supported by photos  8 (1)

Text supported by video fragments with patient’s 
voice

 8 (1)

Evanescenceab Publication dates of illness stories mentioned  50 (6)

Interactivity Reacting and sending possible  17 (2)

Reacting possible  42 (5)

Sending possible  17 (2)

No reacting nor sending possible  25 (3)

a Feature x is a�ached to a website if at least half of the illness stories on that website do have 
feature x. For example, if three out of six illness stories on a website are structured the feature 
structure is a�ached to this website.

b Does not count till 100 percent (n=12), because only one or a few values of the feature are inserted 
in this table.
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3.2 Participants features of websites
Participants features of the websites are presented in the first part of Table 2. Forty-
two percent of the websites contain 5 or fewer illness stories. A quarter of the websites 
comprise of 6–15 illness stories, while 33% comprise of more than 15 illness stories. 
The highest number of illness stories on a website is 49 [16], and the highest but one 
is 40 [21]. Not included in this calculation are: (a) illness stories of cancer patients 
with a cancer type other than breast cancer, (b) illness stories of male breast cancer 
patients, (c) stories of persons who are not yet diagnosed with breast cancer, but who 
have a mutation in the BRCA-1 or BRCA-2 gene, (d) illness stories that are not physically 
presented on a website, but to which is only referred, and (e) stories that do not contain 
illness experiences. An example of the la�er is a story about fashion for women with only 
one breast caused by mastectomy [15]. If the same illness story is presented on several 
websites, this illness story was counted multiple times. One website [21] presents 11 
illness stories from another site [15], and two illness stories from yet another website 
[17]. These thirteen illness stories are counted twice.

A patient who visits the websites in order to read fellow patients’ illness stories can 
stay anonymous in all cases.

None of the evaluated websites guarantee that the authors of the illness stories are 
genuine breast cancer patients, except one [19]. On this website, the patients/authors of 
three out of the six illness stories on the site are followed with a camera. Conversations 
between the patients/authors and specialists are filmed, which points out that the 
patients are genuine breast cancer patients. On the other 11 websites, no guarantees 
are given about the genuineness of the patients/authors. However, one of the sites [22] 
warns visitors that some persons present themselves as a cancer patient without being 
one.

A search facility based on personal features of authors of illness stories is offered by 
none of the evaluated websites. In practice, this means that a visitor cannot search for 
illness stories wri�en by, for example, breast cancer patients between 20 and 30 years 
of age, or by single breast cancer patients, or by breast cancer patients who underwent 
radiotherapy but no chemotherapy. In order to find out which illness stories are wri�en 
by breast cancer patients with a certain personal feature, the illness stories must be read. 
However, in quite a lot of illness stories personal features of an author, such as age or 
time since diagnosis, are not mentioned at all. On one website [16], personal features of 
authors are summarised briefly, separately from the illness stories. Yet, in a few cases the 
personal features in the brief summary do not fit with the personal features in the illness 
story. Finally, on a quarter of the websites (n = 3) it is not immediately clear for the visitor 
which illness stories are from breast cancer patients and which illness stories are from 
patients with another type of cancer.

3.3 Message features of websites
In the middle part of Table 2 message features of websites are presented. On the majority 
of the websites (58%) at least half of the illness stories do have structure by means of 
a short summary beforehand or by means of headings in the text. On the remaining 
websites (42%), a minority of the illness stories or none of the illness stories do have 
structure. Headings of the format day-month-year are not seen as structure, because 
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these headings give no information about the content of the text that follows such a 
heading. If an illness story is not structured it is more difficult for a reader to determine 
quickly what the story is about. In general, readers are not warned in case an author of 
an illness story dies.

A majority of the websites (58%) is not reviewed by an editor or nothing is mentioned 
about editing. A minority of the websites (42%) is reviewed by an editor. Though, it 
remains unclear whether the illness stories on websites that are reviewed by an editor 
are checked on correctness of medical facts in the stories.

None of the websites offers a search facility based on content keywords, 10 websites 
(83%) offer a general search facility with text words, and 2 websites (17%) offer no search 
facility, only the ‘Find (on This Page)’ facility delivered by the Internet browser. The 
general search facility with text words searches the whole website, and the ‘Find (on This 
Page)’ facility searches per page. Thus, neither the general search facility with text words 
nor the ‘Find (on This Page)’ facility searches exclusively in the illness stories presented 
on the site. Moreover, both the general search facility with text words as well as the ‘Find 
(on This Page)’ facility do not search for synonyms. A search using the Dutch word for 
radiotherapy that patients o§en use (bestraling) retrieves texts in which the exact word 
‘bestraling’ occurs; texts in which the Dutch word for radiotherapy that specialists o§en 
use ‘radiotherapie’ occurs are not retrieved. However, the meanings of ‘bestraling’ and 
‘radiotherapie’ are exactly similar. With a search facility based on content keywords a 
search for ‘radiotherapie’ will also retrieve texts about ‘bestraling’.

3.4 Medium features of websites
The last part of Table 2 shows medium features of evaluated websites. On the majority 
of the websites (83%), most illness stories are presented in the format of only text. On 
one website [23] the texts of 10 out of the 12 presented breast cancer patients’ illness 
stories are supported by photos of the patients. On another website [19], three out of six 
illness stories are presented in the format of video fragments.

On half of the websites information is given about the dates on which the illness 
stories were published on the websites. The publication dates are ranging from quite 
long ago till very recently. None of the websites gives information about the period of 
time the illness stories will be available in future.

A minority of the websites (17%) offers a special bu�on for reacting on illness stories 
as well as a special bu�on for sending an own story. Forty-two percent of the websites 
offers only a special bu�on for reacting on illness stories, while 17% of the websites 
offers only a special bu�on for sending an own story. A quarter of the websites offers 
neither a bu�on for reacting nor a bu�on for sending. In addition, almost all websites 
mention an e-mail address to contact the website’s owner, but this is in general not 
meant for reacting on or sending illness stories.
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4 Discussion and conclusion

4.1 Discussion
The purpose of this paper was to examine the way in which breast cancer patients’ illness 
stories are disclosed on the Internet. The most striking finding is that none of the websites 
offers the possibility to search for or within illness stories using either personal features 
of authors or content keywords. Due to the lack of search facilities, patients have to read 
the illness stories to find out whether they fit with their own situation and interests. In 
our opinion, search facilities must be offered to patients looking for illness stories on the 
Internet, because in that case patients will find stories that fit their needs quicker and 
easier. A majority of websites offers some kind of structure in the illness stories. This 
could help patients to get an idea of the content of the illness stories quickly. However, 
even then a patient has to read all summaries and headings. The medium ICT can be 
implemented in such a way that searching illness stories is possible, in contrast to, for 
example, books. It’s a pity that the possibilities of Internet are not used at this point.

The results show that the highest number of illness stories on one website is 49. 
This is quite a lot. Yet, we assume that approximately 10% is relevant for a patient. In 
addition, we think that the more stories a patient reads/hears, the be�er she will be able 
to reconstruct her own life story that was disrupted by a breast cancer diagnosis. ICT 
has no restrictions at this point, it can contain hundreds or thousands illness stories, in 
contrast to, for example, a face-to-face meeting at which a limited number of persons 
can be present. The search facilities become more important if more stories are available 
to a visitor. If there is no accurate search facility and when a huge number of illness 
stories is available, a visitor can be overwhelmed. In the case of offering a huge set of 
illness stories, a�ention must be paid to the representativeness: stories of patients with 
diverge personal features (of all ages, marital status, with and without children, long and 
short time since diagnosis, all kinds of treatment underwent) and with diverge viewpoints 
(positive, negative, neutral). This diversity will increase the chance that a visitor finds an 
illness story in which he will recognise himself completely.

Another important aspect which only few websites offer is information about illness 
stories from which a visitor can distract whether illness stories are reliable or not. Firstly, 
we saw that only one website guaranteed the genuineness of the authors. Ethically seen 
it is not justified to offer patients illness stories that are not wri�en by genuine fellow 
patients. This is not an issue at face-to-face meetings, because it is difficult to fake 
being a patient when you are not anonymous. However, it is an important issue for ICT. 
Secondly, only half of the websites mention how old the illness stories are, while this is 
important information in view of medical developments. For example, a couple of years 
ago removal of lymph glands was common, nowadays it is first tested if it is necessary to 
remove them. A patient who reads a story of a couple of years ago in the supposition that 
it is a recent story, can get very confused. Finally, only a minority of websites is reviewed 
by an editor whereby it remains unclear whether medical facts in the illness stories are 
checked. In our opinion, it is very important that the medical facts in illness stories are 
correct, because otherwise readers can become confused or frightened.
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The implementation of the features capacity and interactivity is diverse. Some 
websites offer a high capacity, others do not. And some websites offer a high interactivity, 
others do not. We think that patients’ preferences with respect to these features differ. 
Maybe, the best solution is to offer a high capacity and a high interactivity – this is 
possible with ICT a§er all – and that patients can switch it off when they do not want to 
use it.

A website that offers more possibilities than the Dutch sites is the English DIPEx 
website, Database of Individual Patients’ Experience [30]. With respect to breast cancer, 
40-50 people are interviewed to find out their individual experiences about the illness. 
The illness experiences are categorised on age of the author, and on subject. Thus, a 
visitor can find relatively quickly illness experiences in which he recognises himself and 
in which subjects appear that interest him. Moreover, a visitor can choose to read the 
illness experiences (texts are presented), to hear them (audio fragments are presented), 
or to see them (video fragments are presented) [31]. Access to practical and experiential 
information from other patients was highly valued by patients who visited the DIPEx 
website. A few features were specifically valued by patients: total privacy, no emotional 
demand of a�endance, 24 h and 7 days a week availability, the possibility to click off 
distressing or irrelevant information, and no necessity to engage with patients in return 
[32]. Thus, this study confirms that there is a need for websites that disclose illness 
stories.

The present study of websites that disclose breast cancer patients’ illness stories 
had a few limitations. Only websites in the Dutch language were examined. Dutch 
patients also have access to English sites, so why did we restrict to the Dutch language? 
We argued that it is the best to read/hear illness experiences in your native language, 
because you can make nuances in your native language and in general it will be more close 
to you. Furthermore, not every one understands English very well. Misunderstanding 
can lead to fear. A second limitation is that this study gives only information about the 
situation on the Internet in March/April 2005. Changes over time are not considered. 
Existing websites may have been closed down, and new websites may have been started. 
However, we think this is inherent to the Internet, and unavoidable when studying it. 
The last limitation is that only one researcher evaluated the websites. Though, factual 
features instead of interpretable features were checked, so we think that evaluating by 
one researcher only gives accurate and reliable results.

4.2 Conclusion
In conclusion, quite a lot breast cancer patients’ illness stories in the Dutch language 
are presented on the Internet. Though, websites that disclose illness stories do not offer 
accurate search facilities. In addition, the reliability of the illness stories is in many cases 
unclear. Finally, the capacity and interactivity of the Internet are limited with respect 
to illness stories. Thus, the opportunities of the Internet are not yet fully utilized with 
respect to disclosing breast cancer patients’ illness stories in the Dutch language.
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4.3 Practice implications
It is a pity that not all possibilities of the Internet are used with respect to disclosing 
illness stories. Patients will benefit if illness stories are be�er disclosed. That is why we 
are currently in a process of developing a prototype application for storage and retrieval 
of illness stories in an Internet environment that enables a user to retrieve illness stories:
– using personal features of the author (size of common ground);
– using content keywords (content);
– knowing that the stories are from genuine patients (authenticity);
– knowing that the content has been checked (accuracy).

With respect to the first two requirements our idea is as follows. Patients who use our 
future application will be able to enter several personal features, such as their age, 
marital status, time since diagnosis, and treatment underwent. Moreover, they will be 
able to enter a search query in natural language, for example: ‘‘How to cope with being 
bald a§er chemotherapy?’’ Illness stories which fit the personal features and the search 
query will be retrieved from the database and presented to the patient. In order to make 
retrieval of illness stories based on personal features and search queries in natural 
language possible, we propose a design that combines symbolic and statistical semantic 
analysis techniques of illness stories [33].
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addendum to 
chapter 2

1 Introduction

The Internet contains many stories wri�en by breast cancer patients that form an 
important source of support and information for other breast cancer patients. In 2006, 
we examined how breast cancer stories were presented and disclosed on the Internet [1]. 
Since the Internet is dynamic and subject to rapid developments, it is useful to repeat 
the 2006 study to gain insight into how breast cancer stories are now presented and 
disclosed (March 2013).
The aim of this addendum was twofold:
1. To provide an update to Chapter 2 that was published in 2006 [1], i.e. to examine 

how Dutch-language breast cancer stories are now presented and disclosed on the 
Internet (March 2013).

2. To describe differences and similarities between the presentation and disclosure of 
breast cancer stories on the Internet in 2006 and in 2013.

2 Methods

To provide an update and to make a comparison between 2006 and 2013, we used the 
same method as in 2006. This 2006 method is described briefly below.

2.1 Describing the websites
The presentation and disclosure of breast cancer stories on websites was described 
on the basis of a checklist that had been developed using a theoretical framework for 
analysing communication processes [2]. This framework distinguishes four elements of 
a communication process, each of which can be divided into different aspects:
1. overall situation: goal, time/place context
2. participants: number, anonymity, authenticity, extent of common ground
3. message: structure, accuracy, content
4. medium: capacity, evanescence, interactivity.

These aspects were translated into the practical context of websites with breast cancer 
stories. For each of the aspects, a definition was formulated (for details see Table 1 of 
Chapter 2).
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2.2 Selection of websites
Breast cancer stories were defined as texts or videos which were not part of an interactive 
forum and which were wri�en/narrated in the first person. Three inclusion criteria for 
websites were formulated: (1) the stories should be accessible to all web users, i.e. 
without password; (2) the stories should be wri�en/narrated in the Dutch language; 
and (3) the websites should contain at least two stories by two different breast cancer 
patients.

The 12 websites that were described in 2006 were re-examined in 2013 to assess 
whether these websites still met the inclusion criteria and how the stories on the 
websites were presented and disclosed in 2013.

In addition, the three Google searches that had been performed in 2006 were 
repeated: 1) borstkanker AND ervaringsverhalen (20,800 hits), 2) borstkanker AND 
verhalen (131,000 hits), and 3) borstkanker AND verhaal (281,000 hits) (searches 
performed on 2 March 2013). The first 100 sites selected by each of the three searches 
were checked to assess whether they met the inclusion criteria. Links on the websites 
were not examined, because it was argued that links should automatically also appear 
as a hit. In comparison to 2006, the three searches produced seven, three and two 
additional websites, respectively.

3 Results

3.1 Update regarding websites described in 2006
Of the 12 websites with breast cancer stories described in 2006, seven no longer 
met the inclusion criteria. Three of these websites no longer seemed to exist: 
www.levenmetborstkanker.nl, www.borstkankertrefpunt.web-log.nl and www.
boezemvriendinnen.nl. One website, www.borstkanker.net, contained only one story 
that had been wri�en by the founder of the website, who had since passed away. The 
remaining three websites that failed to meet the inclusion criteria no longer presented 
patient stories. However, visitors to these websites were referred   to other websites with 
patient stories. For example, the website www.n½.nl (formerly kankerpatient.nl) referred 
to the website of the Dutch Patient Organisation for Breast Cancer and the websites 
www.diagnose-kanker.nl and www.tegenkanker.be referred visitors to four and twelve 
breast cancer patient blogs, respectively. The website www.tegenkanker.be also included 
all editions of its digital magazine published since 1999, with 26 articles about breast 
cancer in which patients o§en recounted their experiences.

Table 1 gives a description of the five remaining websites that still met the inclusion 
criteria in 2013. Because the website www.brca.nl is part of the website www.borstkanker.
nl, these two websites have been considered together in Table 1.

Regina_Overberg.indd   42 2-8-2013   14:09:31



43Chapter 2

Ta
bl

e 
1 

U
pd

at
e 

of
 th

e 
w

eb
si

te
s d

es
cr

ib
ed

 in
 2

00
6 

th
at

 s
til

l m
et

 th
e 

in
cl

us
io

n 
cr

ite
ria

 in
 2

01
3.

Fr
am

ew
or

ka
w

w
w.

bo
rs

tk
an

ke
r.n

l 
(in

cl
ud

in
g 

w
w

w.
br

ca
.n

l)
w

w
w.

de
-a

m
az

on
es

.n
l 

w
w

w.
ka

nk
er

be
st

rij
di

ng
.n

l 
(in

cl
ud

in
g 

Yo
uT

ub
e-

ch
an

ne
l)

w
w

w.
ka

nk
er

-a
ct

ue
el

.n
l 

Overall situation

Goal

Bo
rs

tk
an

ke
rv

er
en

ig
in

g 
N

ed
er

la
nd

 is
 a

 p
ro

fe
ss

io
na

l 
as

so
ci

at
io

n 
fo

r p
eo

pl
e 

w
ith

 
br

ea
st

 c
an

ce
r, 

th
ei

r s
oc

ia
l 

en
vi

ro
nm

en
t, 

an
d 

pe
op

le
/

fa
m

ili
es

 w
ith

 h
er

ed
ita

ry
 b

re
as

t 
ca

nc
er

 g
en

es
.

W
eb

si
te

 o
f S

tic
ht

in
g 

Am
az

on
es

, f
ou

nd
ed

 in
 2

00
5 

by
 

a 
gr

ou
p 

of
 a

ct
iv

e 
br

ea
st

 c
an

ce
r 

an
d 

ex
-b

re
as

t c
an

ce
r p

at
ie

nt
s.

KW
F 

Ka
nk

er
be

st
rij

di
ng

 is
 

en
ga

ge
d 

in
 s

ci
en

tifi
c 

re
se

ar
ch

, 
ed

uc
at

io
n,

 p
at

ie
nt

 su
pp

or
t a

nd
 

fu
nd

ra
is

in
g.

W
eb

si
te

 c
on

ta
in

in
g 

th
e 

la
te

st
 

in
fo

rm
at

io
n 

ab
ou

t r
eg

ul
ar

 a
nd

 
co

m
pl

em
en

ta
ry

, n
on

-t
ox

ic
 

tr
ea

tm
en

ts
 a

nd
 re

so
ur

ce
s f

or
 

ca
nc

er
 d

is
ea

se
.

Participants

Number

68
 (2

5 
‘cl

os
ed

’ s
to

rie
s,

 3
3 

bl
og

 s
to

rie
s a

nd
 1

0 
st

or
ie

s 
by

 p
at

ie
nt

s w
ith

 h
er

ed
ita

ry
 

ca
nc

er
).

Ap
pr

ox
im

at
el

y 7
90

 s
to

rie
s /

 
bl

og
s.

4 
w

om
en

 a
re

 fo
llo

w
ed

 in
 vi

de
o 

di
ar

ie
s,

 6
8 

w
om

en
 su

bm
i�

ed
 

th
ei

r o
w

n 
st

or
y t

o 
th

e 
w

eb
si

te
; 

2 
vi

de
os

 o
n 

th
e 

Yo
uT

ub
e-

ch
an

ne
l c

on
ta

in
 b

re
as

t c
an

ce
r 

st
or

ie
s.

13
 (t

ex
t) 

+ 
7 

(v
id

eo
s)

 o
f b

re
as

t 
ca

nc
er

 p
at

ie
nt

s;
 th

e 
w

eb
si

te
 

al
so

 c
on

ta
in

s e
xp

er
ie

nc
es

 o
f 

pa
tie

nt
s w

ith
 o

th
er

 c
an

ce
rs

. 
So

m
e 

pa
tie

nt
s w

ho
 a

pp
ea

r i
n 

a 
vi

de
o 

st
or

y h
av

e 
al

so
 w

ri�
en

 a
 

te
xt

 s
to

ry
.

Authenticity

U
nk

no
w

n.
 T

he
 2

5+
33

 s
to

rie
s 

w
er

e 
sp

on
ta

ne
ou

sl
y p

ub
lis

he
d,

 
th

e 
pa

tie
nt

s w
ith

 h
er

ed
ita

ry
 

ca
nc

er
 (1

0 
st

or
ie

s)
 w

er
e 

pr
ob

ab
ly

 a
sk

ed
 to

 w
rit

e 
th

ei
r 

st
or

y.

U
nk

no
w

n.
 A

§e
r a

 p
er

so
n 

ha
s 

cr
ea

te
d 

an
 a

cc
ou

nt
 (w

he
th

er
 

so
m

eo
ne

 is
 a

 re
al

 p
at

ie
nt

 is
 n

ot
 

ch
ec

ke
d)

, h
e/

sh
e 

ca
n 

pu
bl

is
h 

hi
s/

he
r s

to
ry

/b
lo

g.
 P

er
so

ns
 

w
ith

 a
n 

ac
co

un
t a

re
 c

al
le

d 
Am

az
on

es
.

It 
is

 li
ke

ly
 th

at
 th

e 
vi

de
os

 fo
llo

w
 

re
al

 p
at

ie
nt

s.
U

nk
no

w
n.

Extent of 
common 
ground

N
o 

se
ar

ch
 fa

ci
lit

ie
s f

or
 w

rit
er

 
ch

ar
ac

te
ris

tic
s.

 S
om

et
im

es
 a

 
w

rit
er

 g
iv

es
 a

 sh
or

t d
es

cr
ip

tio
n 

of
 h

er
se

lf 
at

 th
e 

be
gi

nn
in

g 
of

 
he

r s
to

ry
.

Am
az

on
es

 c
an

 b
e 

se
ar

ch
ed

 
ac

co
rd

in
g 

to
 p

er
so

na
l 

ch
ar

ac
te

ris
tic

s,
 m

ed
ic

al
 

co
nd

iti
on

 o
r s

pe
ci

fic
 p

ro
fil

e/
na

m
e.

N
o 

se
ar

ch
 fa

ci
lit

ie
s f

or
 w

rit
er

 
ch

ar
ac

te
ris

tic
s,

 n
ei

th
er

 in
 th

e 
vi

de
os

, n
or

 in
 th

e 
st

or
ie

s.

N
o 

se
ar

ch
 fa

ci
lit

ie
s f

or
 w

rit
er

 
ch

ar
ac

te
ris

tic
s.

Regina_Overberg.indd   43 2-8-2013   14:09:31



44 Breast cancer stories on the Internet

Fr
am

ew
or

ka
w

w
w.

bo
rs

tk
an

ke
r.n

l 
(in

cl
ud

in
g 

w
w

w.
br

ca
.n

l)
w

w
w.

de
-a

m
az

on
es

.n
l 

w
w

w.
ka

nk
er

be
st

rij
di

ng
.n

l 
(in

cl
ud

in
g 

Yo
uT

ub
e-

ch
an

ne
l)

w
w

w.
ka

nk
er

-a
ct

ue
el

.n
l 

Message 

Structure
So

m
e 

st
or

ie
s c

on
ta

in
 h

ea
di

ng
s;

 
a§

er
 o

pe
ni

ng
 b

lo
g 

st
or

ie
s,

 th
e 

to
pi

cs
 c

ov
er

ed
 a

re
 in

di
ca

te
d.

 

Va
rie

s.
Va

rie
s.

Va
rie

s.
Accuracy

Th
e 

33
 b

lo
g 

st
or

ie
s a

re
 

pr
ob

ab
ly

 n
ot

 e
di

te
d.

 F
or

 th
e 

25
 ‘c

lo
se

d’
 s

to
rie

s,
 th

e 
si

te
 

in
di

ca
te

s t
ha

t t
he

 s
to

rie
s a

re
 

pu
bl

is
he

d 
a§

er
 a

n 
ed

ito
ria

l 
ch

ec
k.

An
yo

ne
 c

an
 c

re
at

e 
an

 a
cc

ou
nt

 
an

d 
pu

bl
is

h 
a 

st
or

y/
bl

og
; t

he
re

 
is

 n
o 

ed
ito

r.

Th
e 

vi
de

os
 a

re
 d

ire
ct

ed
. 

Pa
tie

nt
s c

an
 su

bm
it 

th
ei

r 
te

xt
 s

to
ry

 u
si

ng
 a

 w
eb

 fo
rm

, 
w

he
re

up
on

 a
n 

ed
ito

r d
ec

id
es

 
w

he
th

er
 th

e 
st

or
y w

ill
 b

e 
pu

bl
is

he
d,

 p
os

si
bl

y a
§e

r 
sh

or
te

ni
ng

 th
e 

st
or

y.

Th
e 

ow
n 

st
or

y c
an

 b
e 

pu
bl

is
he

d 
a§

er
 c

on
su

lta
tio

n 
w

ith
 a

n 
ed

ito
r.

Content

N
o 

se
ar

ch
 fa

ci
lit

y f
or

 s
to

ry
 

to
pi

cs
. T

he
 p

ar
t o

f t
he

 w
eb

si
te

 
w

ith
 b

lo
g 

st
or

ie
s h

as
 a

 fu
ll 

te
xt

 
se

ar
ch

 e
ng

in
e,

 w
hi

ch
 o

§e
n 

gi
ve

s n
o 

re
su

lts
.

N
o 

se
ar

ch
 fa

ci
lit

y f
or

 s
to

ry
 

to
pi

cs
. A

m
az

on
es

 c
an

 b
e 

se
ar

ch
ed

 fo
r a

cc
or

di
ng

 to
 

pe
rs

on
al

 c
ha

ra
ct

er
is

tic
s,

 
m

ed
ic

al
 c

on
di

tio
n 

or
 sp

ec
ifi

c 
pr

ofi
le

/n
am

e.
 (T

he
re

 is
 a

n 
ov

er
al

l f
ul

l t
ex

t s
ea

rc
h 

en
gi

ne
 

fo
r t

he
 e

nt
ire

 w
eb

si
te

.)

Bo
th

 th
e 

vi
de

o 
di

ar
ie

s a
nd

 th
e 

te
xt

 s
to

rie
s c

an
 b

e 
se

ar
ch

ed
 fo

r 
by

 a
 fu

ll-
te

xt
 s

ea
rc

h 
en

gi
ne

. I
n 

ad
di

tio
n,

 th
e 

vi
de

o 
di

ar
ie

s a
re

 
di

sc
lo

se
d 

w
ith

 a
 s

ea
rc

h 
tr

ee
 

co
nt

ai
ni

ng
 1

4 
th

em
es

 a
nd

 6
 

st
ag

es
 in

 th
e 

di
se

as
e 

co
ur

se
.

N
o 

se
ar

ch
 fa

ci
lit

y f
or

 s
to

ry
 

to
pi

cs
 (o

nl
y a

n 
ov

er
al

l s
ea

rc
h 

en
gi

ne
 fo

r t
he

 e
nt

ire
 w

eb
si

te
).

Ta
bl

e 
1 

(C
on

tin
ue

d)

Regina_Overberg.indd   44 2-8-2013   14:09:31



45Chapter 2

Fr
am

ew
or

ka
w

w
w.

bo
rs

tk
an

ke
r.n

l 
(in

cl
ud

in
g 

w
w

w.
br

ca
.n

l)
w

w
w.

de
-a

m
az

on
es

.n
l 

w
w

w.
ka

nk
er

be
st

rij
di

ng
.n

l 
(in

cl
ud

in
g 

Yo
uT

ub
e-

ch
an

ne
l)

w
w

w.
ka

nk
er

-a
ct

ue
el

.n
l 

Medium 

Capacity 

M
os

tly
 s

to
rie

s i
n 

te
xt

; s
om

e 
bl

og
 s

to
rie

s a
re

 su
pp

or
te

d 
by

 
ph

ot
os

. T
he

 b
rc

a.
nl

 w
eb

si
te

 
co

nt
ai

ns
 o

ne
 vi

de
o.

M
os

tly
 te

xt
 (s

up
po

rt
ed

 
by

 sm
ile

ys
).

Te
xt

 a
nd

 vi
de

os
.

Te
xt

 a
nd

 vi
de

os
.

Evanescence

Fo
r t

he
 3

3 
bl

og
 s

to
rie

s,
 d

at
es

 
of

 p
ub

lic
at

io
n 

ar
e 

sp
ec

ifi
ed

. F
or

 
th

e 
ot

he
r s

to
rie

s n
o 

pu
bl

is
hi

ng
 

da
te

s a
re

 sp
ec

ifi
ed

, b
ut

 o
§e

n 
ye

ar
s a

re
 m

en
tio

ne
d 

in
 th

e 
te

xt
s.

Fo
r t

he
 s

to
rie

s a
s w

el
l a

s 
th

e 
re

ac
tio

ns
 to

 th
e 

st
or

ie
s,

 
th

e 
da

te
 o

n 
w

hi
ch

 th
ey

 w
er

e 
pu

bl
is

he
d 

is
 sp

ec
ifi

ed
.

Fo
r t

he
 s

to
rie

s a
s w

el
l a

s t
he

 
Yo

uT
ub

e-
vi

de
os

, m
on

th
 a

nd
 

ye
ar

 o
f p

ub
lic

at
io

n 
is

 sp
ec

ifi
ed

.

Fo
r m

os
t s

to
rie

s n
o 

da
te

 o
f 

pu
bl

ic
at

io
n 

is
 sp

ec
ifi

ed
.

Interactivity

Vi
si

to
rs

 c
an

 su
bm

it/
pu

bl
is

h 
th

ei
r o

w
n 

(b
lo

g)
 s

to
ry

 a
nd

/o
r 

re
sp

on
d 

to
 s

to
rie

s o
f o

th
er

s.
 

It 
do

es
 n

ot
 s

ee
m

 p
os

si
bl

e 
to

 su
bm

it 
an

 o
w

n 
st

or
y f

or
 

pu
bl

ic
at

io
n 

on
 th

e 
he

re
di

ta
ry

 
ca

nc
er

 si
te

.

A§
er

 c
re

at
in

g 
an

 a
cc

ou
nt

, 
vi

si
to

rs
 c

an
 p

ub
lis

h 
th

ei
r o

w
n 

st
or

y/
bl

og
 a

nd
 c

an
 re

sp
on

d 
to

 
st

or
ie

s/
bl

og
s o

f o
th

er
s.

Pa
tie

nt
s c

an
 su

bm
it 

th
ei

r 
te

xt
 s

to
ry

 u
si

ng
 a

 w
eb

 fo
rm

, 
w

he
re

up
on

 a
n 

ed
ito

r d
ec

id
es

 
w

he
th

er
 th

e 
st

or
y w

ill
 b

e 
pu

bl
is

he
d,

 p
os

si
bl

y a
§e

r 
sh

or
te

ni
ng

 th
e 

st
or

y.

Th
e 

ow
n 

st
or

y c
an

 b
e 

pu
bl

is
he

d 
a§

er
 c

on
su

lta
tio

n 
w

ith
 a

n 
ed

ito
r; 

vi
si

to
rs

 c
an

 
re

sp
on

d 
to

 s
to

rie
s u

si
ng

 a
 

w
eb

 fo
rm

.

a 
Th

e 
as

pe
ct

s t
im

e/
pl

ac
e 

co
nt

ex
t a

nd
 a

no
ny

m
ity

 a
re

 n
ot

 in
cl

ud
ed

 in
 th

e 
ta

bl
e,

 b
ec

au
se

, f
or

 a
ll 

w
eb

si
te

s,
 s

to
rie

s c
an

 b
e 

re
ad

 
at

 a
 s

el
f-s

el
ec

te
d 

tim
e 

an
d 

fr
om

 a
 s

el
f-s

el
ec

te
d 

lo
ca

tio
n,

 a
nd

 re
ad

er
s o

f s
to

rie
s r

em
ai

n 
an

on
ym

ou
s o

n 
al

l w
eb

si
te

s.

Ta
bl

e 
1 

(C
on

tin
ue

d)

Regina_Overberg.indd   45 2-8-2013   14:09:31



46 Breast cancer stories on the Internet

Ta
bl

e 
2 

N
ew

 w
eb

si
te

s i
n 

20
13

Fr
am

ew
or

ka
w

w
w.

pi
nk

rib
bo

n.
nl

 
w

w
w.

bo
rs

tb
or

st
.n

l 
w

w
w.

ka
nk

er
 

vo
or

bi
j.c

om
 

w
w

w.
ge

zo
nd

he
id

s 
pl

ei
n.

nl
 

w
w

w.
yo

ut
ub

e.
co

m
 

Th
em

e 
w

eb
si

te
s 

(n
=7

)

Overall situation

Goal
Fo

un
da

tio
n 

th
at

 
ca

lls
 fo

r a
�

en
tio

n 
to

 b
re

as
t c

an
ce

r.

Fo
un

da
tio

n 
en

ga
ge

d 
in

 
re

se
ar

ch
 a

nd
 

tr
ea

tm
en

t p
la

ns
, 

pa
tie

nt
 e

du
ca

tio
n,

 
ed

uc
at

io
n 

fo
r 

pr
of

es
si

on
al

s,
 a

nd
 

ra
is

in
g 

aw
ar

en
es

s 
of

 b
re

as
t c

an
ce

r.

W
eb

si
te

 c
re

at
ed

 b
y 

a 
pa

tie
nt

 a
im

in
g 

to
 

ra
is

e 
aw

ar
en

es
s o

f 
br

ea
st

 c
an

ce
r a

nd
 

al
l a

sp
ec

ts
 o

f t
he

 
di

se
as

e.

W
eb

si
te

 o
w

ne
d 

by
 

M
ed

ic
al

 M
ed

ia
 B

.V
. 

ai
m

in
g 

to
 p

ro
vi

de
 

in
de

pe
nd

en
t, 

ac
ce

ss
ib

le
, r

el
ia

bl
e 

an
d 

ed
uc

at
io

na
l 

in
fo

rm
at

io
n 

on
 

he
al

th
.

W
eb

si
te

 th
at

 a
llo

w
s 

pe
op

le
 to

 d
is

co
ve

r, 
w

at
ch

 a
nd

 sh
ar

e 
or

ig
in

al
ly

-c
re

at
ed

 
vi

de
os

. Y
ou

Tu
be

 
pr

ov
id

es
 a

 fo
ru

m
 

fo
r p

eo
pl

e 
to

 
co

nn
ec

t, 
in

fo
rm

 
an

d 
in

sp
ire

 o
th

er
s.

W
eb

si
te

s w
ith

 a
 

sp
ec

ifi
c 

go
al

 o
w

ne
d 

by
 fo

un
da

tio
ns

, 
ph

ar
m

ac
eu

tic
al

 
co

m
pa

ni
es

 a
nd

 
he

al
th

 c
en

tr
es

. 
G

oa
ls

 a
re

, f
or

 
ex

am
pl

e,
 to

 
st

im
ul

at
e 

sp
or

ts
 

ac
tiv

iti
es

, p
ro

m
ot

e 
ce

rt
ai

n 
tr

ea
tm

en
ts

 
or

 in
fo

rm
 a

bo
ut

 
dr

ug
 si

de
 e

ffe
ct

s.

Participants

Number

6 
st

or
ie

s,
 in

cl
ud

in
g 

on
e 

by
 a

 m
an

 w
ith

 
br

ea
st

 c
an

ce
r (

al
l 

in
 P

D
F 

fo
rm

at
)

2 
st

or
ie

s
24

 s
to

rie
s,

 o
f w

hi
ch

 
at

 le
as

t 9
 s

to
rie

s 
by

 b
re

as
t c

an
ce

r 
pa

tie
nt

s (
so

m
e 

st
or

ie
s d

o 
no

t 
m

en
tio

n 
th

e 
ty

pe
 o

f 
ca

nc
er

)

3 
te

xt
 s

to
rie

s a
nd

 4
 

vi
de

os
 a

bo
ut

 b
re

as
t 

ca
nc

er

Se
ar

ch
in

g 
fo

r 
‘b

or
st

ka
nk

er
’ 

AN
D

 ‘v
er

ha
al

’ o
n 

th
e 

ho
m

ep
ag

e 
of

 
Yo

uT
ub

e 
re

tr
ie

ve
s 

ab
ou

t 4
3 

vi
de

os
.

Va
rie

s f
ro

m
 3

-2
0 

st
or

ie
s p

er
 w

eb
si

te
.

Regina_Overberg.indd   46 2-8-2013   14:09:32



47Chapter 2

Fr
am

ew
or

ka
w

w
w.

pi
nk

rib
bo

n.
nl

 
w

w
w.

bo
rs

tb
or

st
.n

l 
w

w
w.

ka
nk

er
 

vo
or

bi
j.c

om
 

w
w

w.
ge

zo
nd

he
id

s 
pl

ei
n.

nl
 

w
w

w.
yo

ut
ub

e.
co

m
 

Th
em

e 
w

eb
si

te
s 

(n
=7

)

Participants

Authenticity

It 
pr

ob
ab

ly
 in

vo
lv

es
 

re
al

 p
at

ie
nt

s 
(s

to
rie

s a
re

 n
ot

 
sp

on
ta

ne
ou

sl
y 

pu
bl

is
he

d)
.

U
nk

no
w

n.
U

nk
no

w
n,

 th
e 

st
or

ie
s a

re
 

sp
on

ta
ne

ou
sl

y 
pu

bl
is

he
d.

Th
e 

3 
te

xt
 s

to
rie

s 
ar

e 
sp

on
ta

ne
ou

sl
y 

pu
bl

is
he

d;
 th

e 
vi

de
os

 a
re

 e
di

te
d 

an
d 

pr
ob

ab
ly

 
in

vo
lv

e 
re

al
 

pa
tie

nt
s.

So
m

e 
of

 th
es

e 
vi

-
de

os
 a

re
 p

ub
lis

he
d 

by
 o

rg
an

is
at

io
ns

, 
fo

r e
xa

m
pl

e 
by

 K
W

F 
Ka

nk
er

be
st

rij
di

ng
. 

O
th

er
 vi

de
os

 a
re

 
pu

bl
is

he
d 

by
 in

-
di

vi
du

al
s w

ho
se

 
au

th
en

tic
ity

 is
 

un
kn

ow
n.

U
nk

no
w

n.
 O

n 
m

ijn
m

ed
ic

ijn
.

nl
 th

e 
st

or
ie

s a
re

 
sp

on
ta

ne
ou

sl
y 

pu
bl

is
he

d;
 o

n 
th

e 
ot

he
r s

ite
s s

to
rie

s 
ar

e 
pr

ob
ab

ly
 

no
t p

ub
lis

he
d 

sp
on

ta
ne

ou
sl

y.

Extent of common ground

N
o 

se
ar

ch
 

fa
ci

lit
ie

s f
or

 w
rit

er
 

ch
ar

ac
te

ris
tic

s.
 

A 
fe

w
 s

en
te

nc
es

 
su

m
m

ar
iz

e 
w

ha
t 

th
e 

st
or

ie
s a

re
 

ab
ou

t; 
in

 g
en

er
al

, 
ag

e 
of

 th
e 

w
rit

er
s i

s 
m

en
tio

ne
d.

Se
ar

ch
 fa

ci
lit

y 
ba

se
d 

on
 a

ge
, t

yp
e 

of
 d

ia
gn

os
is

, t
yp

e 
of

 su
rg

er
y, 

ty
pe

 o
f 

ly
m

ph
 n

od
es

, t
yp

e 
of

 m
ed

ic
at

io
n,

 ty
pe

 
of

 ra
di

at
io

n,
 ty

pe
 

of
 re

co
ns

tr
uc

tio
n 

an
d/

or
 o

th
er

 
ch

ar
ac

te
ris

tic
s.

N
o 

se
ar

ch
 

fa
ci

lit
ie

s f
or

 w
rit

er
 

ch
ar

ac
te

ris
tic

s.
 T

he
 

fir
st

 fe
w

 s
en

te
nc

es
 

of
 e

ac
h 

st
or

y a
re

 
sh

ow
n 

in
 a

 li
st

. 
Vi

si
to

rs
 m

us
t c

lic
k 

on
 th

e 
tit

le
 o

f a
 

st
or

y t
o 

se
e 

th
e 

w
ho

le
 s

to
ry

.

N
o 

se
ar

ch
 

fa
ci

lit
ie

s f
or

 w
rit

er
 

ch
ar

ac
te

ris
tic

s.
 

Te
xt

 s
to

rie
s 

ar
e 

ar
ra

ng
ed

 
al

ph
ab

et
ic

al
ly

 
ac

co
rd

in
g 

to
 

ill
ne

ss
/d

is
ea

se
.

N
o 

se
ar

ch
 

fa
ci

lit
ie

s f
or

 w
rit

er
 

ch
ar

ac
te

ris
tic

s.

N
o 

se
ar

ch
 

fa
ci

lit
ie

s f
or

 w
rit

er
 

ch
ar

ac
te

ris
tic

s 
on

 m
os

t o
f t

he
 

w
eb

si
te

s.
 S

ex
 a

nd
 

ag
e 

of
 th

e 
w

rit
er

 
is

 m
en

tio
ne

d 
fo

r 
ev

er
y s

to
ry

 o
n 

m
ijn

m
ed

ic
ijn

.n
l.

Ta
bl

e 
2 

(C
on

tin
ue

d)

Regina_Overberg.indd   47 2-8-2013   14:09:32



48 Breast cancer stories on the Internet

Fr
am

ew
or

ka
w

w
w.

pi
nk

rib
bo

n.
nl

 
w

w
w.

bo
rs

tb
or

st
.n

l 
w

w
w.

ka
nk

er
 

vo
or

bi
j.c

om
 

w
w

w.
ge

zo
nd

he
id

s 
pl

ei
n.

nl
 

w
w

w.
yo

ut
ub

e.
co

m
 

Th
em

e 
w

eb
si

te
s 

(n
=7

)

Message 

Structure
H

ea
di

ng
s i

n 
th

e 
st

or
ie

s.
H

ea
di

ng
s i

n 
th

e 
st

or
ie

s.
Va

rie
s/

no
ne

.
N

on
e.

N
on

e.
 

Va
rie

s/
 n

on
e.

Accuracy

Ed
ite

d.
U

nk
no

w
n.

N
o 

ed
ito

r.
Vi

de
os

 a
re

 e
di

te
d.

Vi
de

os
 p

ro
vi

de
d 

by
 

or
ga

ni
sa

tio
ns

 a
re

 
ed

ite
d.

Al
m

os
t a

ll 
w

eb
si

te
s 

se
em

 to
 h

av
e 

ed
ite

d 
st

or
ie

s.

Content

N
o 

se
ar

ch
 fa

ci
lit

y 
w

ith
in

 s
to

rie
s.

 
Ct

rl-
F 

on
 th

e 
su

m
m

ar
y p

ag
e 

al
lo

w
s n

o 
se

ar
ch

 
w

ith
in

 P
D

Fs
.

N
o 

se
ar

ch
 fa

ci
lit

y 
w

ith
 c

on
te

nt
 

ke
yw

or
ds

, n
o 

se
ar

ch
 fa

ci
lit

y w
ith

 
te

xt
 w

or
ds

 (o
nl

y 
Ct

rl-
F)

.

N
o 

se
ar

ch
 fa

ci
lit

ie
s 

fo
r s

to
ry

 to
pi

cs
. 

Th
e 

fir
st

 fe
w

 
se

nt
en

ce
s o

f e
ac

h 
st

or
y a

re
 sh

ow
n 

in
 

a 
lis

t. 
Vi

si
to

rs
 m

us
t 

cl
ic

k 
on

 th
e 

tit
le

 o
f 

a 
st

or
y t

o 
se

e 
th

e 
w

ho
le

 s
to

ry
.

N
o 

se
ar

ch
 fa

ci
lit

y 
fo

r s
to

ry
 to

pi
cs

 
(o

nl
y a

n 
ov

er
al

l f
ul

l 
te

xt
 s

ea
rc

h 
en

gi
ne

 
fo

r t
he

 e
nt

ire
 

w
eb

si
te

).

O
nl

y o
ve

ra
ll 

se
ar

ch
 

en
gi

ne
 fo

r t
he

 
en

tir
e 

w
eb

si
te

. 
W

ith
in

 th
e 

se
t 

of
 4

3 
vi

de
os

, n
o 

se
ar

ch
 fa

ci
lit

ie
s a

re
 

av
ai

la
bl

e 
fo

r s
to

ry
 

to
pi

cs
.

In
 g

en
er

al
, n

o 
se

ar
ch

 fa
ci

lit
ie

s f
or

 
st

or
y t

op
ic

s.

Ta
bl

e 
2 

(C
on

tin
ue

d)

Regina_Overberg.indd   48 2-8-2013   14:09:32



49Chapter 2

Ta
bl

e 
2 

(C
on

tin
ue

d)

Fr
am

ew
or

ka
w

w
w.

pi
nk

rib
bo

n.
nl

 
w

w
w.

bo
rs

tb
or

st
.n

l 
w

w
w.

ka
nk

er
 

vo
or

bi
j.c

om
 

w
w

w.
ge

zo
nd

he
id

s 
pl

ei
n.

nl
 

w
w

w.
yo

ut
ub

e.
co

m
 

Th
em

e 
w

eb
si

te
s 

(n
=7

)

Medium 

Capacity 

Te
xt

 su
pp

or
te

d 
by

 
ph

ot
os

.
O

nl
y t

ex
t.

Pr
ed

om
in

an
tly

 
te

xt
; s

om
e 

st
or

ie
s 

ar
e 

su
pp

or
te

d 
by

 
ph

ot
os

.

Te
xt

 a
nd

 vi
de

os
.

Vi
de

os
. 

Pr
ed

om
in

an
tly

 
te

xt
; s

om
e 

st
or

ie
s 

ar
e 

su
pp

or
te

d 
by

 
ph

ot
os

.

Evanescence

N
o 

da
te

s o
f 

pu
bl

ic
at

io
n 

ar
e 

sp
ec

ifi
ed

.

N
o 

da
te

s o
f 

pu
bl

ic
at

io
n 

ar
e 

sp
ec

ifi
ed

.

Th
e 

re
ac

tio
ns

 
to

 th
e 

st
or

ie
s 

in
cl

ud
e 

a 
da

te
 o

f 
pu

bl
ic

at
io

n;
 th

e 
st

or
ie

s d
o 

no
t.

N
o 

da
te

s o
f 

pu
bl

ic
at

io
n 

ar
e 

sp
ec

ifi
ed

.

Fo
r t

he
 vi

de
os

 
as

 w
el

l a
s t

he
 

re
ac

tio
ns

 to
 th

e 
vi

de
os

, m
on

th
 a

nd
 

ye
ar

 o
f p

ub
lic

at
io

n 
is

 sp
ec

ifi
ed

. 

Fo
r s

om
e 

st
or

ie
s,

 
a 

pu
bl

ic
at

io
n 

da
te

 
is

 sp
ec

ifi
ed

. (
O

n 
m

ijn
m

ed
ic

ijn
.

nl
 a

ll 
st

or
ie

s 
in

cl
ud

e 
a 

da
te

 o
f 

pu
bl

ic
at

io
n)

.

Interactivity

Vi
si

to
rs

 c
an

no
t 

su
bm

it 
th

ei
r o

w
n 

st
or

y, 
no

r c
an

 th
ey

 
re

sp
on

d 
to

 o
th

er
 

st
or

ie
s.

 

Vi
si

to
rs

 c
an

no
t 

su
bm

it 
th

ei
r o

w
n 

st
or

y, 
no

r c
an

 th
ey

 
re

sp
on

d 
to

 s
to

rie
s 

by
 o

th
er

s.

Al
l s

to
rie

s a
llo

w
 fo

r 
vi

si
to

r c
om

m
en

ts
 

an
d 

vi
si

to
rs

 a
re

 
en

co
ur

ag
ed

 to
 

pu
bl

is
h 

th
ei

r o
w

n 
st

or
y. 

Vi
si

to
rs

 c
an

 su
bm

it 
th

ei
r o

w
n 

te
xt

 s
to

ry
 

an
d 

re
sp

on
d 

to
 

th
e 

te
xt

 s
to

rie
s b

y 
ot

he
rs

.

A§
er

 c
re

at
in

g 
an

 
ac

co
un

t, 
a 

vi
si

to
r 

ca
n 

pu
bl

is
h 

th
ei

r 
ow

n 
vi

de
o 

an
d 

ca
n 

re
sp

on
d 

to
 vi

de
os

 
by

 o
th

er
s.

In
 g

en
er

al
, v

is
ito

rs
 

ca
nn

ot
 su

bm
it 

th
ei

r 
ow

n 
st

or
y, 

no
r c

an
 

th
ey

 re
sp

on
d 

to
 

st
or

ie
s b

y o
th

er
s 

(w
ith

 th
e 

ex
ce

pt
io

n 
of

 m
ijn

m
ed

ic
ijn

.n
l).

a 
Th

e 
as

pe
ct

s t
im

e/
pl

ac
e 

co
nt

ex
t a

nd
 a

no
ny

m
ity

 a
re

 n
ot

 in
cl

ud
ed

 in
 th

e 
ta

bl
e,

 b
ec

au
se

, f
or

 a
ll 

w
eb

si
te

s,
 s

to
rie

s c
an

 b
e 

re
ad

 
at

 a
 s

el
f-s

el
ec

te
d 

tim
e 

an
d 

fr
om

 a
 s

el
f-s

el
ec

te
d 

lo
ca

tio
n,

 a
nd

 re
ad

er
s o

f s
to

rie
s r

em
ai

n 
an

on
ym

ou
s o

n 
al

l w
eb

si
te

s.

Regina_Overberg.indd   49 2-8-2013   14:09:32



50 Breast cancer stories on the Internet

Table 3 Features of websites (n=16) that disclose Dutch-language illness stories wri�en by 
breast cancer patients: situation in 2013. 

Feature Value Websites
% (n)

Pa
rt

ic
ip

an
ts

Number 2-5 illness stories  38 (6)

6-15 illness stories  13 (2)

>15 illness stories  50 (8)

Anonymity Reading the illness stories without being identified  100 (16)

Authenticity Guarantee that illness story writers are real 
patients

 19 (3)a

Extent of 
common ground

Search facility for personal features of illness story 
writers

 13 (2)

Brief, separate summary of writers’ personal 
features

 19 (3)a

M
es

sa
ge

Structure Structure by means of a brief summary of story or 
headings in story

 19 (3)a

Accuracy Review by editor  38 (6)a

Content Search facility with content keywords  0 (0)

General search facility with text words / search 
engine for entire website

 56 (9)

No search facility (or only ‘Find (on This Page)’ 
delivered by Internet browser) 

 44 (7)

M
ed

iu
m

Capacity Only text  31 (5)

Text supported by photos  38 (6)

Text supported by video fragments with patient’s 
voice

 31 (5)

Evanescence Publication dates of illness stories mentioned  44 (7)a

Interactivity Responding and submission is possible  44 (7)

Responding is possible  6 (1)

Submission is possible  6 (1)

Responding or submission is not possible  44 (7)

a Feature x is associated with a website if at least some of the stories on that website have feature x.
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3.2 New websites in 2013
The searches performed in 2013 yielded twelve additional websites. These websites are 
described in Table 2. The stories on seven websites illustrate a particular theme: www.
gee¿aareenkans.com, www.tegenkracht.nl, www.mijnmedicijn.nl, www.loopvoorleven.
nl, www.hyperthermie.info, www.noadin.nl, and www.breastfriends.nl. These seven 
websites are considered together in Table 2. The stories on the other five websites 
include more diverse aspects of breast cancer: www.pinkribbon.nl, www.borstborst.nl, 
www.kankervoorbij.com, www.gezondheidsplein.nl and www.youtube.com. These five 
websites are described separately in Table 2.

3.3 The complete picture in 2013
Table 3 summarizes the complete picture in 2013. This table is constructed in the same 
way as Table 2 in Chapter 2, enabling a clear comparison with 2006.

4 Conclusion

The goal of this addendum was to compare how patient stories are presented and 
disclosed on websites in 2006 and in 2013. There were three clear results. Firstly, the 
number of stories per website has increased. While in 2006 the highest number of 
stories on a website was 49, in 2013 the highest number of stories was about 790. 
Secondly, the format in which stories appear has changed. In 2013, there is now a trend 
favouring photos and videos, instead of text only. Thirdly, in 2013 two websites offered a 
search facility for writer characteristics, while in 2006 none of the websites offered such 
a search facility. However, in 2013 there were still no websites offering a search option 
for content keywords.
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