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What's the delay? A qualitative study of women’s
experiences of reaching a diagnosis of endometriosis

Karen Ballard, Ph.D.,* Karen Lowton, PJ:_D.,h and Jeremy Wright, M.B.B.S., MBAF

* Postgraduate Medical School, University of Surrey, Guildford, United Kingdom; " School of Social Seience and Public Policy
King's College, London, United Kingdom; and St Peter's Hospital, Ashford and St. Peter's NHS Trust, Chertsey, United
Kingdom

Dbjective: To investigate the reasons women experience delays in the diagnosis of endometriosis and the impact
of this.

Design: A qualitative interview-based study of 32 women, 28 of whom were subsequently diagnosed with
endometriosis.

Setting: Southeast England.

Patient(s): Women attending a pelvic pain clinic.

Intervention(s): Semistructured interviews.

Main Outcome Measure(s): Women's reported experiences of being diagnosed with endometriosis.

Result(s): Delays in the diagnosis of endometriosis occur at an individual patient level and a medical level, as
both women and family doctors normalize symptoms, symptoms are suppressed through hormones, and nondis-
criminatory investigations are relied upon. Women benefited from a diagnosis, because it provided a language in
which to discuss their condition, offered possible management strategies to control symptoms, and provided
reassurance that symptoms were not due to cancer. Diagnosis also sanctioned women's access to social support
and legitimized absences from social and work obligations.

Conclusion(s): Although recent guidelines for the management of chronic pelvic pain suggest that diagnostic
laparoscopy may be considered a secondary investigation after the failure of therapeutic interventions, the present study
highlights the importance of an early diagnosis for women who suffer at physical, emotional, and social levels when
they remain undiagnosed. (Fertil Steril® 2006;86:1296-301. ©2006 by American Society for Reproductive Medicine.)
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The etiquette of endometriosis: Stigmatisation, menstrual concealment
and the diagnostic delay®
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Endometriosis is & chronic gynaecelogical condition of uncertain zetiology characterised by menstrual
irregulzrities. Several studies have previously identified a lengthy delay experienced by patients between
the first anset of symptoms and eventuzl diagnosis. Various explanations have been advanced for the
diagnastic delay, with both doctors and women being implicated. Such explanations include that dectors
normalise women's menstruz| pain znd that women might delay in seeking medical advice because they
have difficulty distinguishing between ‘normal’ 2nd ‘zbnormal’ menstruation. [t has been suggested that
the diagnostic delay could be reduced if women were trained in hew te distinguish between ‘normal’ and
‘shnormal menstrual cycles. In this paper | argue that whilst these may be factors in the diagnostic delay,
women's reluctance ta disclose problems associated with their menstrual cycle may be a more significant
and hitherte neglected factor. | argue women are reluctant to disclose menstruzl iregularities because
menstruztion is a ‘discrediting attribute’ (Goffman, 1963) and disclosure renders women vulnerable to
stigmatigation. Women actively conceal their menstrual irregularities through practices of the ‘menstrual
etiquette’ (Laws, 1990) which involves the strategic concealment of menstrual problems. Thig argument
i¢ supported through an znalysis of the experiences of 20 Australian women diagnosed with endome-
tringis. The ramifications of this analysis for chronic pzin conditions more generally and for practical
strategies designed to address the endometriosie diagnostic delay are congidered.

£ 2009 Elsevier Ltd. All rights reserved.
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Estrarre le controversie fondamentali

* Diagnostica in ritardo nelle donne
mature e nelle donne giovani e
adolescenti 7-9 anni di ritardo

* Spesso E misconosciuta; disturbi e
dolori attribuiti a patologie
psicosomatiche con
esposizione a terapie
inappropriate e frustrazione
delle adolescenti

Analizzare gli
elementi di criticita
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Quali i limiti e i vincoli di approccio
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Strumento di feedback : Metodologia informatica scientifica

studiando la sintomatologia della E con
metodiche statistiche e abbiamo

definito quali sono i sintomi e il loro
peso relativo nel porre il sospetto di

patologia
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valutazione :
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Infine, individuando le domande giuste
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Obiettivo e vantaggi di valore aggiunto
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Progetto di feedback dallo strumento esistente

Come fruire la tecnologia ?
1) Sito web : comunicativa internet

2) Portale : social network

Interattivita dello strumento
informatico : newsgroup

Area di condivisione moderata
Forum di domande all'esperto

Confronti riservati o uno-a-molti

Diffusione e Community
Area Risultati e corrispondenza email
Annual report del gruppo

Campagne di sensibilizzazione e info
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Informazione consapevole e
diffusione geografica tramite la
metafora del social-network
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