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Over the last years, in Italy, digital platforms and social media have taken on a
central role in raising public awareness and in prompting processes of destigmatization of
conditions characterized by chronic pelvic and wvulvar pain, such as vulvodynia,
endometriosis, painful bladder syndrome, and other “neglected” diseases and conditions.
Although they affect at least one-tenth of all bodies assigned female at birth (Harlow et al.,
2014; Buck Louis et al., 2011), obtaining a diagnosis for these diseases and conditions is
consistently made complicated, frustrating and time-consuming (Seear, 2009; Shallcross et
al., 2019) by the lack of scientific knowledge rooted in a cultural approach that taboos and
stigmatizes people with vulvas’ and women’s sexuality (Bertone et al., 2011) and that
normalizes what is medically rubricated as “female genital” and menstrual pain (Manfredi,
2024) and irregularities (Seear, 2009).

People with vulva’s health has historically been confined to their potential roles as
wives and mothers, and their needs have been assumed to be met through maternal care,
regardless of how they identify. For these reasons, the non-reproductive health of people
with vulvas has long been disregarded by the medical community (Bueter, 2015). As a
consequence, patients are commonly misdiagnosed and/or referred to inappropriate
secondary care (Ballard et al, 2006; Denny and Mann, 2008; Jones et al., 2004). Within
this context, digital platforms and social media have been used by many as spaces for
information, influence, mutual support, advocacy, struggle and resistance, both individual
and collective, against experiences characterized by pain and medical, institutional, and
social delegitimization of women, trans* gender-fluid and non-binary people, and, more
generally, people with vulvas (Holowka, 2022; Buonaguidi and Perin, 2023).

This research therefore aims to analyze and make visible the main discourses and
narratives about bodies and health, and needs, created and shared by the users of these
platforms, and to highlight their transformative (or not) potential in relation to issues
intersecting pelvic and/or vulvar pain, specifically thematizing the invisibilization and
normalization of pain as a result of the reproduction of an androcentric and
heteropatriarchal medical-social knowledge. To this end, a collaborative feminist
ethnography was conducted on Instagram and TikTok, adopting a critical approach to
their affordances and the algorithmic structuring of platform-generated content. The study



underscores the need for a situated, transfeminist methodological and theoretical approach
to knowledge production as a political commitment to recognizing the epistemic value of
embodied experiences of power and oppression.

References

Ballard, Karen, Karen Lowton, and Jeremy Wright
2006 «What’s the Delay? A Qualitative Study of Women’s Experiences of Reaching
a Diagnosis of Endometriosis», in Fertility and Sterility, 86, 5, pp.
1296-1301.

Bertone, Chiara, Raffaella Ferrero Camoletto, and Paola Maria Torrioni
2011 «Sessualita Femminile, Tra Nuovi Desideri E Nuovi Confini», in Polis, 25, 3,
pp. 363-392.

Buck Louis, Germaine M., Mary L. Hediger, C. Matthew Peterson, Mary Croughan,
Rajeshwari Sundaram, Joseph Stanford, Zhen Chen
2011 «Incidence of Endometriosis by Study Population and Diagnostic Method:
The ENDO Study», in Fertility and Sterility;, 96, 2), pp. 360-365.

Bueter, Anke

2015 «Androcentrism, Feminism, and Pluralism in Medicine», in Topoi, 36, 3, pp.
521-530.

Buonaguidi, Alice, and Chiara Perin
2023 «Resisting but Embracing Fragility: Exploring Prominent Themes Emerging
from Online Feminist Activists and Advocates’ Posts Addressing Conditions
Characterized by Chronic Pelvic Pain on Instagram», in AG about Gender,
12, 23, pp. 140-180.

Denny, Elaine, and Christopher H. Mann
2008 «Endometriosis and the Primary Care Consultation», in European Journal of
Obstetrics & Gynecology and Reproductive Biology, 139, 1, pp. 111-115.

Harlow, Bernard L., Christine G. Kunitz, Ruby H.N. Nguyen, Sarah A. Ryell, Rachel M.
Turner, and Richard F. MacLehose
2014 «Prevalence of Symptoms Consistent with a Diagnosis of Vulvodynia:
Population-Based Estimates from Two Geographical Regions», in American
Journal of Obstetrics and Gynecology. 210, 1, pp. 40.e1-40.e8.

Holowka, Eileen Mary
2022 «Mediating Pain: Navigating Endometriosis on Social Media», in Frontiers in
Pain Research, 3, pp. 1-12.

Jones, Georgina, Crispin Jenkinson, and Stephen Kennedy
2004 «The Impact of Endometriosis upon Quality of Life: A Qualitative Analysis»,
in Journal of Psychosomatic Obstetrics & Gynecology. 25, 2, pp. 123-133.

Manfredi, Federica



2024 «The Neglected Reflections of Vulvar Pain. An Anthropological
Research-Action through Art and Science», in Visual Ethnography. 13, 1,
pp- 101-125.

Seear, Kate
2009. «The Etiquette of Endometriosis: Stigmatisation, Menstrual Concealment and
the Diagnostic Delay», in Social Science & Medicine, 69, 8, pp. 1220-1227.

Shallcross, Rebekah, Joanne M. Dickson, David Nunns, Kate Taylor, and Gundi Kiemle
2019 «Women’s Experiences of Vulvodynia: An Interpretative Phenomenological
Analysis of the Journey toward Diagnosis», in Archives of Sexual Behavior,
48, 3, pp. 961-974.



