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Introduction

Endometriosis is typically associated with symptoms such as
pelvic pain, painful periods and subfertility. Three main types of
pain, chronic pelvic pain, dysmenorrhea and dyspareunia are

reported [1], though patients also experience a range of non-
clinical symptoms, such as depression, feelings of isolation or lack
of energy. All symptoms may potentially have an adverse impact
on physical, mental, and social wellbeing [2] and therefore
a negative effect on health-related quality of life (HRQoL)
[3,4]. HRQoL of women with endometriosis is a growing concern,
increasingly voiced by health professionals and patients alike. As
part of a recent study of the reliability and validity of the cross-
cultural adaptation of the Endometriosis Health Profile-30 instru-
ment including prospective data of 913 women with endometri-
osis, the authors gathered patient comments relating to the study
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A B S T R A C T

Introduction. – Endometriosis symptoms may have a negative effect on health-related quality of life

(HRQoL). Analyses of open comments are known to be a key source of information and support. The

authors aimed to analyse open comments associated with a validation scale study, in order to ascertain

whether the questionnaires allowed an adequate exploration of patient preoccupations and in so doing

define important quality of life themes not assessed in HRQoL scales.

Material and methods. – Analysis of open comments, following two questionnaires (SF-36 and EHP-30)

as part of a national study evaluating the EHP-30, was performed. Questionnaires were distributed

online, via a link to the RedCap Internet platform. The association EndoFrance, a support group for

endometriosis patients, notified women of the launching of the study. Women were asked to complete

the questionnaire and had the opportunity to comment. Comments were gathered, coded systematically,

and categorised by theme.

Results. – Of the 1156 women who responded to the questionnaire, 913 (79.0%) declared having a

confirmed surgical diagnosis of endometriosis, and 265 comments were analysed. Comments were

classified in 20 themes. Correspondence between the themes and items for both questionnaires and the

open comments was investigated for all topics, including those non-addressed by the questionnaires.

8 themes are not mentioned in both questionnaires, 9 themes are covered by EHP-30, two by SF-36 and

only one by both.

Conclusion. – Anonymous data collection and subsequent analysis proves to be an effective and

practical way of obtaining patient opinion on their pathology. Analysis of comments may provide

additional and useful information to the classical HRQoL Scale.
�C 2018 Elsevier Masson SAS. All rights reserved.
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and to endometriosis, using open-ended comments questions.
Comments collected were analysed and compared to EHP-30 and
SF-36 items, to ascertain whether the questionnaires allowed
adequate exploration of patient preoccupations. Responses obtai-
ned from questionnaires were classified and analysed in relation to
quality of life.

Material and methods

Analyses of comments questions following two questionnaires
(SF-36 and EHP-30) as part of a national study evaluating the
translation of the EHP-30 and its psychometric properties [4] were
performed. This cross-sectional online study was conducted in
France between July and October 2015. Questionnaires were
distributed online, via a secure link to the Research Electronic Data
Capture (RedCap) Internet platform. RedCap is a secure, web-based
application designed to support data capture for research studies
[5]. The association EndoFrance, a support group for endometriosis
patients, notified women of the launching of a study on patient
HRQoL via its website and social networks. Women were asked to
complete a self-administered online questionnaire including demo-
graphic information, characteristics of their disease, the EHP-30, a
self-reported instrument, and the SF-36, a generic HRQoL instrument
recommended for endometriosis. Women who reported no con-
firmed diagnosis of endometriosis were excluded from the study.

At the end of the questionnaires, respondents were given the
opportunity to comment (instruction: ‘‘If you have any comments
or suggestions, this space is for you’’). Comment analysis involved
several phases, that can be synthesised in: (1) data consultation,
(2) systematic coding and categorisation of data by theme, and (3)
interpretation of findings. The analysis was carried out according

to the guidelines proposed by Braun and Clarke [6], and in
accordance with recommended steps used in others qualitative
studies [7–9] (Fig. 1).

Conceptual groupings were created from the data, in line with
research into participant comments about endometriosis [10–13].

The analyses began with detailed consultation of all comments,
and the identification of 20 different themes, with a similar
methodology as in other open comments studies [14]. A coding
system was developed and an initial analysis carried out by a
gynaecologist (P.C) in collaboration with L.G and C.A (Department
of Public Health) and M.C and NB, gynaecologists experts in
endometriosis [4,15,16].

The data were then coded (each comment corresponding to one
or more theme) and analysed by theme; codes were manually
assigned to all comments, with each comment receiving between
one and five codes. Each code corresponded to a specific theme.
Similarities and differences in women’s views and experiences
were established by subsequent indepth data analysis by code.

Finally, both codes and the data from the closed questions of the
questionnaires were treated as variables in a quantitative analysis.
Women who made open comments were compared to women
without open comments according, using non-parametric Mann
Whitney tests for quantitative characteristics and Chi-squared
tests for qualitative characteristics. To investigate correspondence
between responses of SF-36 and EHP-30 instruments and themes
in the comments, scores of SF-36/EHP-30 items or dimensions
related to a theme were compared according the presence of
comments or not related to this theme, using non-parametric
Mann Whitney tests. Statistical analysis was performed using SAS
v9.4 software. P-values <0.05 were considered to be statistically
significant.

Fig. 1. Phases of thematic analysis from Braun et al. (copyright request in progress).
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