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Abstract

This study examined writer characteristics and themes written about in a set of 167
spontaneously published stories on a Dutch website foryoung women with breast cancer.
The stories were coded for six disease characteristics and sixteen themes. Coding results
were compared to the characteristics of young women with breast cancer in a hospital
cancer register and to the frequency of problems among young breast cancer patients
participating in quantitative studies. We found that writer characteristics were diverse.
Yet, logistic regression showed that women were more likely to be a writer if they were
diagnosed at a younger age (OR 0.82; 95% Cl (0.78, 0.85)), underwent a mastectomy (OR
4.63; 95% ClI (2.59, 8.26)), or were in the first treatment period (OR 2.83; 95% CI (1.44,
5.58)). All sixteen themes were present in the stories, but some themes were addressed
less often than their frequency among participants of quantitative studies suggested.
The findings indicate that a set of spontaneously published stories might not completely
reflect the characteristics and themes of the wider population of young women with
breast cancer. Websites with spontaneously published stories should inform readers
about this.

Keywords: Internet, breast cancer, illness stories, writer characteristics, story themes
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1 Introduction

Young breast cancer patients can encounter problems with respect to a wide range of
issues, such as: body image and sexuality [1]; concerns about pregnancy [2], fertility
issues [3,4] and heredity [5,6]; and, communication problems with physicians [7] or with
family and friends [8]. For some patients it is helpful to write about their experiences with
their illness [9,10]. The process of constructing one’s illness story can help with making
sense, asserting control, transforming identity and making decisions [11]. Patients can
put their stories on the Internet, where others -such as family, friends or other patients-
can read them.

For readers of the stories it might be most helpful when a set of stories on a website
gives an acceptable impression of the various topics that are relevant for coping with the
disease: the set of stories should be a good starting point for a fellow patient, relative
or friend to get an impression of what it means to suffer from the disease. Thus, the
stories should be about topics that are generally considered important for coping with
the disease.

Some of the websites with closed individual stories are provided by research groups,
who have carefully selected the set of stories that is presented on the website. The
research group who composed the Health Talk Online website (formerly DIPEX) [12], for
example, used a method called maximum variation sampling to ensure that a wide range
of perspectives and experiences is represented [13]. There is a clear consensus among an
international team of patients, practitioners, policy makers, and researchers that such a
range of perspectives and experiences should be included [14].

Besides research groups, there are active groups of patients who provide websites
with closed individual stories. On many of these websites patients can spontaneously
publish their own story. In this way a set of stories develops which is not based on any
formal sampling methods. A number of concerns might rise at this point. Butow et al.
[15] mention that it might be that only articulate patients or patients who have strong
motivations to tell their story spontaneously publish their stories. Moreover, in an earlier
study we found that patients wanted to read about themes they experienced problems
with [16]. If this also applies to writing, than patients might only spontaneously write
about themes they experienced problems with. As a consequence, it might be that a set
of spontaneously published stories is written by a specific group of patients and that
only specific themes are addressed in the stories.

The present study examines the set of spontaneously published stories on the
website of the Amazones foundation. This is a Dutch website for and by young women
with breast cancer [17]. Our study entailed a content analysis of all 167 spontaneously
published stories on this website and encompassed the following questions: 1) What
are the characteristics of the patients who spontaneously publish their story on this
website?, and 2) Which themes do they address in their stories? In order to answer
these questions, we used a coding scheme with six disease characteristics and sixteen
themes. Furthermore, we examined whether the writer characteristics reflect the
characteristics of the wider population of young women with breast cancer. We used the
cancer register of the Leiden University Medical Centre (LUMC) to get an indication of
the characteristics of the wider population of young women with breast cancer. Finally,
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for five clearly defined themes we examined whether the extent to which these themes
were written about in the stories reflect the prevalence of these themes among the wider
population of young women. We used quantitative studies that examined prevalences
of these five themes among young women with breast cancer to get an indication of the
extent to which these themes are prevalent in the wider population.

2  Methods

21 Main empirical material

In January 2007 we downloaded all 167 stories from the Amazones website to analyse
them. This was the total number of stories posted since women started to submit
anonymously (by using nicknames) their stories for publication on the website in 2004.
There were no restrictions for the women as to length, structure and content of their
stories. Submitted stories were put on the website by the board of the foundation.
The board did not exclude any stories from publication. In this article, the women who
posted their story are referred to as the writers.

The stories were all in the Dutch language and written in the first person. Most
stories followed a chronological order: discovery of breast cancer, treatments and the
restitution process. All stories were closed individual stories: each of the stories was
published in one time as a whole, i.e. no additions or changes were made after publishing
a story online and the stories were not part of an interactive forum. One third of the
writers stated their region of origin: more than 90% of them lived in the Netherlands.

2.2 Coding writer characteristics
In order to code the writer profiles a coding scheme with six characteristics was
developed. The six characteristics were based on how other websites disclose patient
stories [12] and on studies about the aspects patients appreciate in websites with stories
[16,18]. The characteristics in the coding scheme were: 1) age at diagnosis, 2) time since
diagnosis, 3) partner status, 4) children status, 5) treatment received, and 6) phase in
the course of disease.

The continuous variables ‘age at diagnosis’ and ‘time since diagnosis’ were coded with
a value (years and months, respectively) or with ‘unknown’. ‘Time since diagnosis’ was
defined as the number of months between being diagnosed and writing one’s story. The
other writer characteristics were all categorical variables. ‘Partner status’ and ‘children
status’ were coded with ‘yes’, ‘no’ or ‘unknown’. ‘Treatment received’ was divided into:
a) lumpectomy, b) mastectomy, c) axillary lymph node removal, d) radiation therapy, €)
chemotherapy, f) immunotherapy, g) hormonal therapy, and h) breast reconstruction.
When writers mentioned some of these treatments, these were coded with ‘yes’ and the
ones that were not mentioned, with ‘no’. When none of the treatments were mentioned,
all eight were coded with ‘unknown’. For ‘phase in the course of disease’ the categories
and code instructions were: 1) in first treatment period (treatments a-f), 2) free of cancer
(undetectable cancer or treatments g-h), 3) breast cancer for second time (recurrence
of the same breast tumour or a new primary breast tumour), 4) metastasized cancer
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(cancer in other parts of the body than the breasts), 5) passed away (obituary at the end
of a story written by the website moderators), and 6) unknown.

One coder coded all the stories for writer characteristics, and a second coder coded
15% (n=25). Besides the information in the story itself, the information in the so-
called Amazones profiles on the website was used: 97 writers (58%) completed such a
profile. The inter-rater reliability for each writer characteristic was calculated using the
Intraclass Correlation Coefficient (ICC). The ICC’s ranged from 0.607 to 1.000 (Table 1).
Two ICCs for ‘age at diagnosis’ were calculated. These indicate the inter-rater reliability
for i) assigning a value for age versus assigning ‘unknown’, and ii) the values that were
assigned for age, after excluding the stories with ‘age unknown’ (n=6). For ‘months since
diagnosis’ one ICC was calculated, since no ‘unknown’ was assigned for the 25 stories
that were coded by two coders.

2.3 Coding story themes

In order to code the themes in the stories a coding scheme with sixteen themes was
developed (Table 1). The sixteen themes were divided in four domains: 1) Diagnosis, 2)
Treatment, 3) Health care system, 4) Living with it. For the development of the coding
scheme, we studied which themes were disclosed in breast cancer stories on two different
websites [12,19]. Both were developed by research groups and aim to represent a wide
range of perspectives and experiences [13,20]. Two independent coders unfamiliar with
the Amazones website coded all the stories for themes. The coders were trained using
an identical sub-sample (n=13) of the stories under study. A story could receive multiple
codes. A code was assigned when women wrote about a theme, irrespective of how they
experienced the theme. The inter-rater reliability for each theme was calculated using
Cohen’s kappa (Table 1).

2.4 LUMC cancer register

To examine how the characteristics of the writers relate to those of the wider population
of young women with breast cancer, the characteristics of the writers were compared to
those of young women with breast cancer registered at the Leiden University Medical
Centre (LUMC). The LUMC is one of eight university hospitals in the Netherlands with
a capacity of 882 beds. All cancer patients who consult the LUMC are entered into
the LUMC cancer patients register. This register contains information per tumour as
to its location, the date of its discovery, the ways in which it was treated, whether it
recurred locally/regionally and/or whether it metastasized, and if so when, the age of
the patient at diagnosis, and whether or not the patient has died. The register does
not include information on partner and children status, and any decisions as to breast
reconstruction.

In order to make a useful comparison with the Amazones writers, we selected from
the register women with breast cancer, diagnosed before the age of 50, who contacted
the LUMC between 1997 and 2007. This age range was selected because the Amazones
present themselves as women younger than 50 [17]. The time range 1997-2007 was
selected to ensure thatall phases in the course of disease were represented. The selection
consisted of n=1160 women with a mean age at diagnosis of 42.4 years (SD=5.6) and a
mean time since diagnosis of 56.7 months (SD=36.1). The treatment that most of the
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women had undergone was radiation therapy (82%; n=952), followed by axillary lymph
node removal (73%; n=849), chemotherapy (72%; n=838), mastectomy (48%; n=560),
hormonal therapy (43%; n=494) and immunotherapy (6%; n=73). Aimost one third of the
women was free of cancer (31%; n=359) and one in five had passed away (20%; n=228).
The remaining women were in first treatment period (7%; n=76), had cancer for a second
time (6%; n=73), had metastasized cancer (6%; n=70) or their phase in the course of
disease was unknown (31%; n=354).

2.5 Quantitative studies

In June 2008 PubMed, Embase and Psychinfo were searched for quantitative studies
about problems experienced by young women with breast cancer in order to examine
how the frequency with which themes were written about spontaneously in the
Amazones stories relates to the extent to which themes are prevalent in the wider
population of young women with breast cancer. In the three literature databases we
searched for the themes ‘contact with medical staff’, ‘family and friends’, ‘body image
and sexuality’, ‘pregnancy issues’ and ‘concerns about heredity’ by combining the search
terms breast cancer and young women successively with health care system, family
(support), social network, social contacts, social behaviour, child(ren), body image,
sexuality, pregnancy, heredity, genetic counseling. All studies that reported prevalences
were used for the comparison. Also, for a more useful comparison the theme ‘pregnancy
issues’ was divided into the subthemes ‘wanting to become pregnant after treatments’
and ‘pregnant at diagnosis’.

Table 1 Coding schemes for writer profile and story themes and inter-rater reliability.

Coding scheme writer profile Intraclass

15% (n=25) of stories were coded by a second coder Correlation
Coefficient (ICC)

Age at diagnosis (in years) | Assigning a value for age versus assigning | 0.759
‘unknown’

The values that were assigned for age, after | 0.849
excluding the stories with ‘age unknown’

(n=6)
Time since diagnosis The values that were assigned for time 0.971
(in months) since diagnosis (for none of the 25 stories

‘time since diagnosis unknown’ was

assigned)
Partner status, n (%) 0.800

Children status, n (%) 1.000
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Table 1 (Continued)

Coding scheme writer profile Intraclass

15% (n=25) of stories were coded by a second coder Correlation
Coefficient (ICC)

Lumpectomy

Mastectomy 0.809
Axillary lymph node removal 0.914
Radiation therapy 0.839
Chemotherapy 1.000
Immunotherapy 0.657
Hormonal therapy 0.844

Breast reconstruction

Coding scheme story themes Cohen’s kappa
All stories (n=167) were coded by a second coder; the training sub-
sample of stories (n=13) was left out when calculating Cohen’s kappa’s

Feelings about diagnosis

Decision-making 0.69
Coping with treatment 0.43
Side effects 0.79
Delay in/errors at diagnosis 0.43
Waiting for test results 0.68
Contact with medical staff 0.63
How treatment was performed 0.39
Second opinion 0.72
Work and insurance 0.57
Family and friends 0.67
Body image and sexuality 0.65
Pregnancy issues 0.88
Coping with breast cancer 0.57
Practical advices 0.49
Concerns about heredity 0.65
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2.6 Statistical analysis

The analyses included descriptive statistics of writer characteristics and of the frequency
of themes in the stories. Furthermore, a multivariate logistic regression analysis that
included all disease characteristics simultaneously was performed to compare the
writers with the women in the LUMC cancer register. Group (writers vs. LUMC register
women) was included in the model as the dependent variable; disease characteristics
were included as independent variables. The two dichotomous variables lumpectomy
(yes/no) and mastectomy (yes/no) were combined to form a new dichotomous variable
(mastectomy vs lumpectomy only). For the women in the cancer register the time since
diagnosis was defined as the period between the date of diagnosis and the date on
which the women were selected from the register. For ‘phase in the course of disease’ a
category ‘unknown’ was included in the model, since for almost one third of the register
women this variable was unknown. Confounding was assessed by evaluating changes
in the relevant regression coefficients (beta’s). Goodness-of-fit was determined by the
Hosmer and Lemeshow Test. In the final model non-significant predictors (p>0.05) were
removed.

2.7 Ethical considerations

The board of the Amazones foundation gave us permission to conduct the study. In
order to maximize confidentiality, we report our results on an aggregated level without
quoting the writers [21]. The LUMC Medical Ethical Committee concluded that our study
involved no medical intervention and that we could proceed.

3  Results

3.1 Characteristics of the writers

Writer characteristics are shown in Table 2. The mean age at diagnosis was 36 years
(SD=6.2). The mean time since diagnosis was 27 months (SD=37.4). The treatments
most often undergone were: chemotherapy (77%), mastectomy (68%) and radiation
therapy (61%). Few writers received immunotherapy (5%). Most writers were ‘free of
cancer’ (46%) or ‘in first treatment period’ (34%). In addition, most writers had a partner
(76%) and children (74%), and almost one-third of the writers who had received a
mastectomy decided to undergo breast reconstruction (31%).
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i.e. the Amazones writers (n=167).

Characteristics Amazones writers (n=167)
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Characteristics of the women who published their story on the Amazones website;

Age at diagnosis (in years)® Mean (SD) 36 (6.2)
Minimum 22
Maximum 52
Time since diagnosis Mean (SD) 27 (37.4)
(in months)® Minimum o
Maximum 252
Partner, n (%) Yes 127 (76)
No 18 (11
Unknown 22 (13)
Children, n (%) Yes 123 (74)
No 23 (14)
Unknown 21 (13)
Treatment received, n (%)° Lumpectomy only 43 (26)
Mastectomy 113 (68)
Axillary lymph node removal 91 (55)
Radiation therapy 102 (61)
Chemotherapy 129 (77)
Immunotherapy 8 (5
Hormonal therapy 67 (40)
Breast reconstruction 35 (319
Phase in the course of In first treatment period 56 (34)
disease, n (%) Free of cancer 76 (46)
Breast cancer for second time 14 (8)
Metastasized cancer 1 @
Passed away 5 ()
Unknown 5 (3)

° age at diagnosis unknown n=33
months since diagnosis unknown n=8

< all eight treatments unknown n=6, type of surgery unknown n=1

percentage based on the writers who had a mastectomy (n=113)
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Table 3

Disease characteristics

Breast cancer stories on the Internet

Final logistic regression model for being a writer on the Amazones website.

OR®  95% CI

Age at diagnosis (years) 0.82 | (0.78-0.85)
Time since diagnosis (months) 0.98 | (0.97-0.99)
Treatment underwent? Lumpectomy only 1.00
Mastectomy 4.63 | (2.59-8.26)
No axillary lymph node removal | 1.00
Axillary lymph node removal 0.45 | (0.26-0.79)
No hormonal therapy 1.00
Hormonal therapy 1.65 | (1.00-2.71)
No immunotherapy 1.00
Immunotherapy 0.16 | (0.06-0.47)
Phase in the course of disease | Free of cancer 1.00
In first treatment period 2.83 | (1.44-5.58)
Cancer for second time 0.64 | (0.28-1.48)
Metastasized cancer 0.85 | (0.36-2.01)
Passed away 0.04 | (0.01-0.15)
Unknown 0.00 | (0.00-)

® The model includes n=1243 complete cases (n=127 writers and n=1116 cancer register women)
OR=0dds ratio; OR’s are adjusted for all covariates in the model

¢ Cl=confidence interval

3.2 Comparison with the LUMC cancer register women

The results of the logistic regression analysis are shown in Table 3. There was no
confounding and goodness-of-fit was satisfactory (Hosmer and Lemeshow Test,
p=0.995). The clearest results were that women were more likely to be a writer if they were
diagnosed at a younger age (OR=0.82; 95% Cl (0.78, 0.85)), underwent a mastectomy
(OR=4.63; 95% Cl (2.59, 8.26)) and/or were in the first treatment period (OR=2.83; 95%
Cl (1.44, 5.58)). Radiation therapy and chemotherapy were not significant predictors,
nor were three categories of ‘phase in the course of disease’ (cancer for a second time,

metastasized cancer, and unknown).

Chemotherapy and radiation therapy were not included in the model due to non-significance
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3.3 Frequency of themes in the stories

All sixteen themes were present in the stories (Figure 1). Many stories contained themes
in the domains ‘Diagnosis’ and “Treatment’. In 53-61% of the stories women wrote about
their feelings on the diagnosis. Treatment decision-making appeared in 47-54% of the
stories and side effects were disclosed in 40-45% of the stories. Also, two themes in the
domain ‘Living with it’ were disclosed in many stories: family and friends appeared in 40-
47% of the stories, and coping with breast cancer in 41-61% of the stories. The themes
least often disclosed were practical advices (written about in 1-4% of the stories) and
work and insurance (written about in 4-6% of the stories).

3.4 Comparison with the quantitative studies

The comparison of the prevalences of the themes in the set of stories with the prevalences
in the quantitative studies is shown in Table 4. The prevalence of three of the themes
was almost equal between the stories and the quantitative studies: ‘family and friends’
(40-47% vs 13-53%), ‘pregnant at diagnosis’ (7% vs 4-6%), and ‘concerns about heredity’
(10-11% vs 7-9%). In the stories the prevalence of the theme ‘contact with medical staff’
(26-27% vs 37%) was somewhat lower than the prevalence in the quantitative study. The
difference in prevalence was substantial for the themes ‘body image and sexuality’ (20-
25% vs 50%) and ‘wanting to become pregnant after treatments’ (9% vs 54-57%). None of
the themes had a greater prevalence in the set of stories than in the quantitative studies.

4  Discussion

We examined the writer characteristics and themes written about in the spontaneously
published Amazones stories. We found that the stories were written by a diverse group
of young breast cancer patients: the group of writers was characterized by a diversity of
ages, number of months since diagnosis, treatments and phases in the course of disease.
The group of writers slightly deviated from the wider population of young women with
breast cancer: in comparison to the women in the LUMC register who were diagnosed
with breast cancer before the age of 50 relatively many writers were of a younger age,
underwent a mastectomy and were in the first treatment period. With respect to the
themes we found that the set of stories contained a broad range of themes: all sixteen
themes under study were present in the set of stories. Yet, some themes were present
in only a few stories. Furthermore, for two of the five themes we examined closer it was
found that these themes did not appear in the set of stories in the extent that could be
expected on the basis of quantitative studies among young women with breast cancer.
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W coder 1 W coder 2 % of stories
0 10 20 30 40 50 60 70

feelings about diagnosis

1. Diagnosis

decision-making

coping with treatment

2. Treatment

side effects

delay in/errors at diagnosis

waiting for test results

contact with medical staff

3. Health care system

how treatment was performed

second opinion

work and insurance

family and friends

body image and sexuality

pregnancy issues: wanting to become pregnant
after treatments

pregnancy issues: pregnant at diagnosis _

4. Living with it

N

41

coping with breast cancer 61

practical advices

1
4

. 11

concerns about heredity 10

Figure 1 Frequency of themes in the Amazones stories (n=167).
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An explanation for our finding that relatively many writers were in the first treatment
period might be that the period right after hearing the diagnosis is the most difficult
for a patient. In that period many things happen that disturb the normal daily routine.
The patient has to find a way to cope with her altered health situation and with the
uncertainty this involves. As a result the need to write about it might be relatively high
right after hearing the diagnosis.

Patients might predominantly write about the themes that are keeping them busy at
the time of writing their story. Since relatively many writers were in the first treatment
period, our finding that the themes most frequently written about were the themes
directly related to survival (feelings about diagnosis, decision-making about treatment,
side effects of treatment) and the effects of illness on daily life (family and friends, coping
with breast cancer) are in line with what could be expected. It also may explain our finding
that in only few stories themes such as ‘work and insurance’ and ‘practical advices’ were
addressed. Such themes may become more important after treatments.

The themes ‘body image and sexuality’ and ‘contact with medical staff’ did not appear
in the set of stories in the extent that could be expected on the basis of quantitative
studies among young women with breast cancer. Several explanations can be given for
this finding. First of all, whether a patient writes about a theme might be dependent on
the patient’s demographic and disease characteristics and on the patient’s phase in the
course of disease. As mentioned above, a patient who is in the first treatment period will
be most concerned with surviving and less with -for example- body image and sexuality.
Secondly, it may be that certain themes do not come to a patient’s mind at the time of
writing her story, because she has already coped with these themes or these themes are
less important to her. For some patients the theme ‘contact with medical staff’” might
fall in this category. In this regard the act of writing a personal story is a different type
of self-disclosure than filling out a structured questionnaire or answering questions in a
structured interview: in a questionnaire or interview a patient is actively asked whether
or not he/she experiences problems with a certain theme. A third explanation might be
that a certain theme does come to a patient’s mind at the time of writing her story, but
that she decides not to write about it because in her opinion the theme is too personal
which makes her not feel comfortable to publish her experiences with this theme on a
freely accessible website. This explanation might hold for the theme ‘body image and
sexuality’. However, when publishing a story on a website the writer can stay anonymous
(for example by using a nickname). So, it can also be argued that the Internet is ideally
suited to write about personal themes [22].

The question arises whether patients write about those themes other patients want
to read about. An earlier study of us showed that breast cancer patients who were asked
about what themes they want to read in stories of other patients ranked the themes
‘coping with emotions’ and ‘impact on daily life’ high [16]. The present study showed
that the themes ‘feelings about diagnosis’, ‘coping with breast cancer’ and ‘family and
friends’ are present in many stories. Thus, with regard to these themes, there is quite a
match between the themes patients write about and the themes patients want to read
about. Yet, in our earlier study [16] patients mentioned they also wanted to read about
‘practical information’ and ‘work rehabilitation’. The present study showed that these
two themes are present in only a few stories.
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When a theme is present in only a few stories this can be problematic in the case a
website with a set of stories does not have a search facility on story topics: the reader
has to scroll through all stories to find the few stories in which the theme is present. Yet,
when a website with a set of stories does have a search facility on story topics it may be
less problematic that a theme is present in only a few stories: the few stories in which
the theme is present will be found relatively quick and easy. However, there are two other
possible problems in the case a theme is only present in a few stories. First of all, the
range of perspectives and experiences in respect of that theme might be limited. Second,
a reader might get the idea that a theme that is written about in only a few stories will
also be rare in real life. The latter need not to be true.

Organizations/patients who offer websites with stories should be motivated to
describe how the set of stories on their website comes into being and how likely it is
that a set of stories contains a broad range of themes and a broad range of perspectives
and experiences in respect of these themes [14]. Such a description should certainly
be applied to websites with spontaneously published stories, because -as the present
study showed- on such websites the range of writer characteristics, perspectives and
experiences may not fully reflect the wider population. Yet, when a patient has specific
questions to other patients he/she can also consider to pose the question on a forum
or to search on a forum for the answer instead of searching for stories. However, Van
Uden-Kraan et al. [23] found in their study about health-related Internet use by patients
with somatic diseases that only a small proportion of patients had ever read along with
an online patient support group or had send postings to such a group.

5 Limitations

The two coders did not completely agree with respect to the writer profiles and the
themes. The relatively low inter-rater reliability for immunotherapy’ might be caused by
the fact that few writers underwent immunotherapy. The two coders disagreed about
‘immunotherapy’ in only one of the 25 stories they both coded for writer characteristics.
In addition, the relatively low inter-rater reliability for ‘phase in the course of disease’
might be caused by the six categories in which phase could be coded: this is quite a large
number of categories. The two coders disagreed for ‘phase in the course of disease’ only
in two of the 25 stories. For four of the themes there was some disagreement between
the two coders (Cohen’s Kappa <0.50). The coding instructions for these themes might
not have been completely clear.

In order to examine how the writer characteristics relate to those of the wider
population of young women with breast cancer, we compared the writer characteristics
to the characteristics of young women with breast cancer in the LUMC cancer register.
The LUMC cancer register was the best source we could think of to get insight in the
wider population, but it should be noted that a university hospital register might contain
a relatively large amount of more complicated cases. In order to make the comparison as
useful as possible we selected a group of breast cancer patients from the register based
on age, sex and year.
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In order to examine how the frequency themes were written about in the stories
relates to the frequency of these themes in the wider population, we compared the
frequency of themes in the stories with the frequency of problems among young breast
cancer patients participating in quantitative studies that use physiological outcome
measures (pregnancy, BRCA-genes) or structured validated questionnaires. The
background characteristics of participants in some of the quantitative studies differed
slightly from those of the writers, which may have biased the comparison. In addition,
the quantitative studies focused on difficulties participants had in respect of a particular
theme, whilst we focused on whether the writers wrote about a theme at all.

Finally, it should be taken into account that websites are constantly changing. Patients
will keep publishing stories on the Amazones website, which makes the composition of
the set of stories dynamic.

6 Conclusion

This study shows that the set of spontaneously published stories on the Amazones
website is written by a diverse group of writers and consists of a broad range of themes.
Readers of the Amazones stories can get an acceptable impression of who may be
affected by breast cancer and what it means to suffer from the disease. However, writers
and themes on the Amazones website do not completely reflect the wider population
of young women with breast cancer. Spontaneously published stories on the Internet
might be subject to background characteristics of the writers, to main concerns at
the time of writing one’s story and to the desired degree of self-disclosure. Websites
with spontaneously published stories should inform readers about how the set of
stories comes into being and that the range of writer characteristics, perspectives and
experiences may not fully reflect the wider population.
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