HEALTH
COMMUNICATION

Volure 37, 2022

R

€Y Routledge

g Taylor &Francis Group

Health Communication

ISSN: (Print) (Online) Journal homepage: https://www.tandfonline.com/loi/hhth20

Women's Experiences of Health-Related
Communicative Disenfranchisement

Charee M. Thompson, Sara Babu & Shana Makos

To cite this article: Charee M. Thompson, Sara Babu & Shana Makos (2022): Women'’s
Experiences of Health-Related Communicative Disenfranchisement, Health Communication, DOI:
10.1080/10410236.2022.2137772

To link to this article: https://doi.org/10.1080/10410236.2022.2137772

@ Published online: 25 Oct 2022.

\]
CA/ Submit your article to this journal

A
& View related articles &'

P

@ View Crossmark data (&

CrossMark

Full Terms & Conditions of access and use can be found at
https://www.tandfonline.com/action/journalinformation?journalCode=hhth20


https://www.tandfonline.com/action/journalInformation?journalCode=hhth20
https://www.tandfonline.com/loi/hhth20
https://www.tandfonline.com/action/showCitFormats?doi=10.1080/10410236.2022.2137772
https://doi.org/10.1080/10410236.2022.2137772
https://www.tandfonline.com/action/authorSubmission?journalCode=hhth20&show=instructions
https://www.tandfonline.com/action/authorSubmission?journalCode=hhth20&show=instructions
https://www.tandfonline.com/doi/mlt/10.1080/10410236.2022.2137772
https://www.tandfonline.com/doi/mlt/10.1080/10410236.2022.2137772
http://crossmark.crossref.org/dialog/?doi=10.1080/10410236.2022.2137772&domain=pdf&date_stamp=2022-10-25
http://crossmark.crossref.org/dialog/?doi=10.1080/10410236.2022.2137772&domain=pdf&date_stamp=2022-10-25

HEALTH COMMUNICATION
https://doi.org/10.1080/10410236.2022.2137772

Routledge

Taylor & Francis Group

39031LN0Y

’ W) Check for updates ‘

Women'’s Experiences of Health-Related Communicative Disenfranchisement

Charee M. Thompson (), Sara Babu, and Shana Makos

Department of Communication, University of lllinois

ABSTRACT

Women'’s inequitable healthcare experiences are epistemic injustices by which women are discredited
and harmed in their position as knowers of their health and their bodies. Drawing on the theory of
communicative disenfranchisement (TCD), we sought to amplify voices of women experiencing commu-
nicative disenfranchisement (CD) and to unify their stories according to theoretical premises, namely,
attention to power, material conditions, discourse, identities and relationships, and process. We inter-
viewed 36 women living in the United States whose health issues have not been taken seriously by health
care providers, friends, and family - pervasive sources of disenfranchising talk surrounding health.
Mapping onto the TCD framework, our findings explicate the process of CD, including the material and
immaterial consequences of disenfranchising talk and women'’s responses to such talk. CD unfolded as
a protracted and often circular process of women seeking care but encountering health dismissals and
minimalizations, blaming and shaming, normalizing of their pain, and psychologizing. We unpack how
disenfranchising talk rendered women crazy and dehumanized them and inflicted shame and loss. Women
responded to disenfranchising talk with silence, and they (re)claimed their voice by resisting psychogenic
explanations for their problems, critiquing women's healthcare, asserting their needs, and advocating for

others. We discuss the implications of this research for theory and praxis.

... When someone tells you you're crazy often enough, like often
enough, then you’ll, suddenly youll think that you're crazy ...
because everyone’s been telling me to ignore things and ignore
things. Like, I almost can’t even tell what’s like, normal.

This reflection from our participant, Kristina (21, Hispanic), is
an all too common experience, as women - cisgender and
transgender alike — have a long and enduring history of being
dismissed when they make their health issues and needs
known. Commonly framed as a gender bias in healthcare
(Hoffmann & Tarzian, 2001), medical gaslighting (Sebring,
2021), or invalidation (Bontempo, 2022a), women’s inequitable
experiences in healthcare settings transcend time and space.
Prominently, many have written about the discursive history of
hysteria — an affliction of white middle- and upper-class
women who were considered weak, frail, and nervous
(Briggs, 2000)—stretching over thousands of years (e.g.,
Koerber, 2018; Tasca et al., 2012) and how “the female mind
and body repeatedly emerge as foreign, mysterious, or defec-
tive versions of the male mind and body” (Koerber, 2018,
p. 186). Although no longer classified within the Diagnostic
and Statistical Manual of Mental Disorders, hysteria is still
deeply embedded in women’s healthcare today through the
gendered distribution of talk describing women more often
than men as being “hysterical” and “hormonal” (Koerber,
2018) and in diagnoses understood as hysteria by a different
name, including somatoform disorders and medically unex-
plained symptoms (Dusenbery, 2018). Beyond the healthcare
space, family and friends discredit women (Armentor, 2017).
In families, individuals contest women’s illnesses, labeling
them as “drama queens” and “irrational” (Thompson &

Duerringer, 2020). One Black woman in Pryma’s (2017)
study said, “Even my sister says I'm acting like a crazy to get
a check.”

Women’s inequitable healthcare experiences are epistemic
injustices in which women are discredited and harmed in their
position as knowers of their health and bodies (Fricker, 2007;
Hintz, 2022a). Such injustices stem from two sources. First,
women suffer from hermeneutical injustice (Fricker, 2007) or
a knowledge gap (Dusenbery, 2018). Women’s health has been
historically excluded from medical research, yielding far less
knowledge about women’s bodies and health compared to
men’s, limiting the hermeneutical resources available for mak-
ing sense of women’s experiences and addressing their needs
(e.g., language, research and physician education about
women’s health; Fricker, 2007), and putting women’s lives at
risk. Second, women suffer from testimonial injustice (Fricker,
2007), or a trust gap in healthcare (Dusenbery, 2018). Women’s
accounts are simply trusted less than men’s (Mik-Meyer, 2011;
Pryma, 2017). For instance, chest pain prevalence is similar in
women and men, yet men are 2.5 times more likely than
women to get referred to a cardiologist for care (Clerc
Liaudat et al., 2018).

The purposes of this study are two-fold. First, we aim to
amplify voices of women experiencing health dismissal.
Critical empirical research (e.g., Moore, 2017) such as ours
critiques and disrupts the status quo and works to improve
conditions for women’s health and women’s healthcare.
Despite increasing scholarly attention to women’s inequitable
treatment in healthcare settings (e.g., Samulowitz et al., 2018)
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and their everyday experiences of dismissal and invalidation
from friends and family (e.g., Bontempo, 2022a; Hintz & Scott,
2021), meaningful change has yet to be realized. Women’s
stories of being minimized, gaslit, and discredited continue to
circulate in the public sphere, including on social media, in the
news, and on blogs. Yet, disparate health outcomes for women
in such areas as cardiovascular care (Vallabhajosyula et al.,
2022) and pain management (Samulowitz et al., 2018) exist
and persist globally (Kapilashrami & Hankivsky, 2018), and in
the U.S., women of color in particular experience worse health
outcomes than their White counterparts (Clayton et al., 2014).
The second purpose of this study is theoretically oriented.
Although women identify those in their interpersonal relation-
ships — namely healthcare providers, friends, and family - as
common sources of health dismissals, there has been limited
theory in interpersonal communication that accounts for
power, discourse, and the very real and material consequences
of being discredited in everyday life. Drawing on the newly
developed theory of communicative disenfranchisement
(TCD; Hintz & Wilson, 2021) and interviews with 36 women
in the United States — a society dominated by the biomedical
model of health care and related discourses of individualism
and morality surrounding health — we explicate the process of
women’s health-related CD over time. We uncover the con-
sequences of disenfranchising talk for women and how women
respond to talk that constructs their pain as not real, valid, or
worthy of attention and care. In doing so, we demonstrate the
heuristic value of TCD as a lens for understanding women’s
health-related CD and for catalyzing positive social action.

Women's experiences of health-related
communicative disenfranchisement

The theory of communicative disenfranchisement (TCD;
Hintz & Wilson, 2021) is a newly-developed critical framework
for examining communicative disenfranchisement (CD), the
process by which individuals® identities, relationships, and
experiences are treated as not “real” or of value. CD is pro-
duced and sustained through disenfranchising talk that discre-
dits, silences, and/or stereotypes one’s identity, relationships,
and/or experiences (Hintz & Wilson, 2021). TCD was devel-
oped with the expressed purpose of infusing interpersonal
communication with critical theory. Such a theoretical addi-
tion remedies a lacuna in theorizing, as it is difficult to locate
health dismissals among canonical interpersonal processes of
disclosure, social support, and uncertainty, as examples. These
processes are typically studied from a postpositivist perspective
that has contributed greatly to understandings of communica-
tion in relationships but has neglected issues of power, history,
and material conditions (Moore, 2017). For instance, what
would typically be considered unsupportive responses to health
disclosures are recast through TCD’s conceptual tools as dis-
enfranchising talk that (re)produces (a) persistent discrimina-
tion on the basis of gender intersecting with other identities
and (b) a lack of knowledge about women’s health that results
in underdiagnoses, missed diagnosis, and no or delayed care
and treatment, thereby putting women’s health, well-being,
and lives at risk.

Five interrelated assumptions of TCD inform scholars’
interrogation of interactions which “catalyze disempowerment
and maintain the status quo” (Hintz & Wilson, 2021, p. 242).
First, TCD locates power in discourse, the means by which
certain knowledge claims are validated and others are dis-
counted (Hintz & Wilson, 2021). The interrelations between
discourse, discursive formations, and episteme produce
regimes of truth. The medical community is one such example.
Healthcare providers (hereafter “providers”) are positioned
within the regime of truth to shape and implement the stan-
dards by which illnesses are deemed more or less “real,” despite
patients’ claims to embodied experiences (Hintz & Wilson,
2021; Swoboda, 2006). Women are more affected by non-
visible, poorly understood, under-funded, and stigmatized
chronic illnesses such as depression, autoimmune diseases,
including fibromyalgia, and recently, long COVID (e.g.,
Angum et al,, 2020; Mirin, 2021). These disadvantages are
representative of hermeneutical injustices (Fricker, 2007) that
are (re)produced in interactions with providers when, for
instance, they say that they are “are baffled by [your] disease”
or “don’t believe in that disease” (Alameda Cuesta et al.,
2021, p. 17).

Second, TCD assumes that discourses and material condi-
tions, both of which evolve over time, (re)produce disenfran-
chising talk. These conditions have histories that also change
across time, “shaping and constraining” interaction occurring
both in the public sphere (i.e., discourses called upon in talk)
and private sphere (i.e., personal history; Hintz & Wilson,
2021, p. 244). For instance, a provider who dismisses their
Black female patient’s concerns about pain may be drawing
upon false beliefs about biological differences across racial
groups (Ghoshal et al., 2020; Hoffman et al., 2016), limited
knowledge of women’s health (Dusenbery, 2018), and biased
recommendations for pain treatment (Samulowitz et al., 2018).
Dismissal by said provider shapes the patient’s views and
approaches to future interactions; the patient not only has
her health care needs unmet, thereby prolonging her suffering;
her experiences being discredited may exacerbate or catalyze
emergent (mental) health issues as she navigates anxiety sur-
rounding interactions in healthcare (Swoboda, 2006).

Third, TCD regards communication as constituting reality.
Contrary to deterministic principles that conceive of commu-
nication as mere information exchange, this perspective views
communication as the means by and through which reality is
shaped, constrained, and altered. Hence, CD is produced and
sustained in interactions — not something that one is (e.g.,
“disenfranchised populations”) but something that happens
to and elicits response from individuals. Indeed, individuals
subject to disenfranchising talk may “critique, resist, and trans-
form” the status quo in order to empower themselves (Hintz &
Wilson, 2021, p. 245). For example, a patient may resist
a provider’s ascription of psychosocial causes to otherwise
medically unexplained symptoms by seeking second opinions
(Stortenbeker et al., 2021). Others might interpret this resis-
tance as further evidence of the patient’s psychosocial con-
cerns. What unfolds, then, is a sequence of interactions in
which power is established and maintained or resisted and
transformed. This is also described as the process of (dis)
enfranchisement, the fourth assumption of TCD. A process



orientation allows researchers to explore experiences of CD
across interactions in seemingly disparate contexts. For
instance, researchers might identify a pattern of events in the
health stories of individuals with stigmatized identities, includ-
ing transgender patients (Wagner et al., 2016), Black mothers
(Adebayo et al,, 2021), and overweight or obese women (Mold
& Forbes, 2011). A process view also enables a researcher to
draw connections to the consequences (material and immater-
ial, proximal and distal) in women’s lives which precipitate as
a result of disenfranchising talk.

Lastly, TCD acknowledges that interactions have multiple
meanings, and that attending to a particular task holds mean-
ings about relationships and identities (Hintz & Wilson, 2021).
For instance, a doctor doubting the patient’s experience indi-
cates their relationship is not built upon trust, and that the
provider does not view the patient as a credible reporter of
their own health. Furthermore, the patient may not pursue
additional treatment, presuming that other providers will
reach the same conclusions about their symptoms. Indeed,
recent research finds that women with endometriosis report
increased depressive symptoms in relation to being invalidated
by providers, partly because such invalidation is negatively
associated with decreased self-esteem (Bontempo, 2022a).

To employ TCD, Hintz and Wilson (2021) suggest that
scholars: first, consider meanings for self and relationship
within interactions of disenfranchising talk; second, examine
the influence of disenfranchising talk on individuals’ views and
approaches to future interactions in the same realm; and
finally, investigate how these inferences inform individuals’
perceptions of the communication, their identities, the rela-
tionships being implicated, in addition to the consequences of
each. This framework provides a scaffold for amplifying the
voices of women experiencing CD and unifying their stories
according to theoretical premises, namely, attention to power,
material conditions, discourse, identities and relationships, and
process. Hence:

RQ1: How do interactions in which women’s health com-
plaints are dismissed become embedded in a larger overarching
process of CD?

RQ2: What material and immaterial consequences of disen-
franchising talk do women experience?

RQ3: How do women respond to disenfranchising talk?

Methods

As part of a larger study of women’s experiences of health
dismissal, the three authors and a graduate research assistant
conducted semi-structured interviews with 36 women (i.e.,
female-identifying) residing in the U.S. about “not being
taken seriously for their health issues” by health care providers,
friends, and family (as stated in the study advertisement).
Interviewees were between the ages of 21 and 70 (M = 33.44,
SD=12.63). Most identified as White/Caucasian (n =28,
77.78%), followed by Black/African American (n =6, 16.67%),
Filipina (n=1, 2.78%), Hispanic (n=1, 2.78%), and Middle
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Eastern (n=1, 2.78%). Eight participants (22.22%) reported
multiple racial identities. Women reported an average house-
hold income of $73,851 (SD =$59,322) and possessed an
associate’s degree or greater. Reproductive health issues were
most prevalent (e.g., endometriosis, PCOS; n =13, 36.11%),
followed by mental health concerns (e.g., depression, anxiety;
n=12, 33.33%) and chronic pain (e.g., back, pelvic; n=6,
16.67%), among a range of other health issues (e.g., supraven-
tricular tachycardia, multiple sclerosis; n =11, 30.56%). More
than two-thirds reported multiple health concerns (n = 26). All
36 women experienced dismissal in the medical context, with
22 also experiencing dismissal in their personal lives with
friends and family. Table 1 provides information about parti-
cipants’ demographics and health-related information.

We recruited participants via network sampling through
social media and a university-wide e-newsletter. Individuals
completed a Qualtrics online form to indicate their interview-
(er) preferences. We individually contacted participants to
schedule and conduct interviews using Zoom. We offered
participants a $15 Amazon e-gift card for their time.
Participants chose their pseudonyms. The interview guide is
located in Appendix A. Interviews ranged from 20 to 82 min-
utes (M =51, SD =16.06). Interviews were transcribed by one
of the authors or professionally and checked for accuracy by
one of the authors.

Our analysis was guided by a phronetic iterative approach
(Tracy, 2020); phronetic referring to research that prioritizes
practice in context, and iterative referring to the alternation
during analysis between emergent readings of the data and
ethics readings of existing literature. We employed constructi-
vist grounded theory techniques throughout our data collec-
tion analysis (Charmaz, 2014), namely, engaging in
simultaneous data collection and analysis, memo-writing, and
in vivo coding. Such an approach is aligned with our purposes
of exploring the process of CD more inductively and conduct-
ing “social justice research projects that address pressing social
issues and policies” (Charmaz, 2014, p. 115). During the inter-
view process, all authors drafted memos after each interview,
and we met as team to discuss our memos and interpretations
several times. These conversations informed subsequent data
collection wherein we included, as examples, questions about
advocacy and identity. We stopped interviewing when we
agreed that our memos and conversations were not reflecting
substantially new ideas (i.e., theoretical saturation; Charmaz,
2014). We want to acknowledge our standpoints as women
with varying identities, including being mixed race, educated,
part of the LGBTQ community, and immigrant. In addition,
we have experience being personally dismissed by doctors and
have served as advocates for friends and family members. Our
standpoints as researchers of these identities and experiences
impacts the ways in which we conducted interviews and inter-
preted the findings.

We engaged in three stages of coding: primary-cycle
coding, second-cycle coding, and synthesizing activities
(Tracy, 2020). We primary-cycle coded transcripts in a line-
by-line manner to generate descriptive codes, “labeling bits of
data in close but quick reading” of the data (Clarke & Charmaz,
2019, p. 9). Primary-cycle coding transpired in three cycles. In
the first cycle, authors independently coded the same six
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Table 1. Participant demographics and health-related information.

Annual
household Marital

Pseudonym  Age income Race Education Status Health Issues

Allison 27 $0 Black/Latino Associate’s  Married Cancer

Anne 26 $44,300 White/Caucasian PhD Single Food allergies; polycystic ovarian syndrome

Bianca 34 $120,000 White/Caucasian Bachelor's  Married Supraventricular tachycardia

Blanche 26 $0 Black American Bachelor's  Unknown  Depression

Cat 36 $100,000 White/Caucasian Bachelor's  Married Anxiety/depression, irritable bowel syndrome, suicidal ideation

Catherine 31 $67,000 White/Caucasian PhD NA Endometriosis

Charlotte 25 $21,000 White/Caucasian Master’s Unmarried Endometriosis, eating disorder, attention deficit hyperactivity
disorder, head injury, anxiety

Claire 32 $110,000 White/Caucasian Bachelor's  Married Child birth complications, pelvic floor issues

Elaine 30 $75,000 White/Caucasian Master’s Unmarried BRCA2 gene, pregnancy-related back pain

Ellen 26 $42,000 Pacific Islander/White/ Bachelor's  Married Domestic abuse, tumor headaches, endometriosis

Caucasian

Hailey 27 $67,000 White/Caucasian Bachelor's ~ Unmarried Postural orthostatic tachycardia syndrome, copper toxicity, chronic
back pain caused by scoliosis and kyphosis

Hope 70 N/A White/Caucasian PhD Married Gallbladder issues, esophageal asthma, issues associated with
mammogram, broken ankle

Jasmine 35 $25-30K Middle Eastern Master’s Unknown  Episodic depression, panic attacks

Joy 38 $40-$5K White/Caucasian Master’s Married Sinus infections, gallbladder issues, fibromyalgia

Karen 53 50 White/Caucasian Associate’s  Married Multiple sclerosis

Katie 22 $300,000 White/Caucasian Bachelor's  Single Mast cell activation syndrome, postural orthostatic tachycardia
syndrome, Ehlers Danlos syndrome

Katy 32 N/A White/Caucasian JD Single Anxiety/depression, obsessive compulsive disorder, vaginal cysts

Kiki 25 $140,000 Black American Bachelor's  Single Mental health concerns

Kristina 21 $60,000 Hispanic Bachelor's ~ Unmarried lIrregular periods

Laura 29 $40,000 White/Caucasian Master’s Unmarried  Anxiety/depression, podiatry issues, skin cancer

Lily 24 $100,000 Black American Bachelor’s Unmarried Rashes, allergies

Linda 63 $30,000 Black/African American HS Divorced  Diabetes

Maria 26 $42,000 White/Pacific Islander Bachelor's  Married High blood pressure, preeclampsia

Megan 26 $120,000 White/Caucasian Master’s Married Polycystic ovarian syndrome, endometriosis

Mikayla 22 $100,000 Filipino Bachelor's ~ Unmarried Dysmenorrhea

Natalie 24 $57,000 White/Hispanic Master’s Single Pneumonia, depression, anxiety

Nicole 32 $77,000 White/Caucasian Master’s N/A Endometriosis, seasonal depression

Nikita 60 $160,000 White/Caucasian, Black/ Master’s Married Trouble managing weight, high blood pressure (self-managed

African American /resolved)

Quinn 33 $40,000 White Bachelor's  Married Pancreatitis, cysts, appendicitis, basilar migraines, depression,
obsessive compulsive disorder, anxiety

Rory 27 $80,000 White/Caucasian PhD Married Interstitial cystitis, polycystic ovarian syndrome, bladder issues,
chronic pelvic and joint pain

Rose 29 $120,000 White/Caucasian Master’s Married Crohn’s disease

Rufus 63 $90,000 Mixed Caucasian Master's Unmarried  Spinal injury, traumatic brain injury, depression, anxiety, chronic
headaches

Sarah 38 $140,000 White/Caucasian Law degree Unmarried Anxiety, insomnia, allergic reactions, sleep apnea, seizures of an
unknown cause, painful periods

Sara 27 $10,000 White/Hispanic/Latino Master’s NA Ulcerative colitis, polycystic ovarian syndrome

Sasha 25 $42,000 White/Caucasian Master’s Married Fibromyalgia, chronic body pain

Scoob 40 $118,000 White/Caucasian Master's Unmarried Invitro fertilization complications, sinus surgeries

transcripts, simultaneously writing memos and referencing
sensitizing concepts and descriptions (e.g., epistemic injustice;
Fricker, 2007; power/knowledge, discourse, disenfranchising
talk; Hintz & Wilson, 2021). In cycles two and three of pri-
mary-cycle coding, we independently coded different sets of
data and continued memo-writing. We met after each round of
coding, sharing memos, forwarding interpretations, and mak-
ing constant comparisons among and between data. We sought
to preserve participant language (i.e., in vivo codes) and use
gerunds as much as possible to preserve action (Charmaz,
2014), yielding the following common primary-cycle codes:
“in my head,” “worsening health,” “switching doctors,” “know-
ing my body,” “don’t be afraid say/ask,” “self-managing,” and
“receiving a diagnosis.”

We then began second-cycle coding to synthesize, con-
dense, and hierarchically-organize significant and frequent
primary-cycle codes into more explanatory codes. For instance,
we discussed how our primary-cycle codes, conversations, and
existing literature coalesced around the notion of a “journey,”

which participants referenced often and explicitly and we
understood as the process of CD. In addition, we noted how
women’s stories were imbued with emotion, struggle, and for
some, trauma and abuse. Women described how disenfran-
chising talk eroded their trust in others and their trust in
themselves. Some of our second-cycle codes included “getting
nowhere,” “having enough,” “going crazy,” and “grieving.”
Finally, we engaged in synthesizing activities (Tracy, 2020),
including outline development of the theoretical relationships
between second-cycle codes and negative case analysis. Our
outline analysis was guided by our research questions. First, we
constructed a plotline of CD with second cycle codes (e.g.,
“journey”) and identified factors that made stories dissimilar,
for example, the role of health insurance, identity markers, and
family. This plotline forms the basis of our narrative in the
findings (RQ1). We also combined and condensed second-
cycle codes to illustrate how disenfranchising talk operated to
render women crazy and dehumanized them and inflicted
shame and loss (RQ2). For instance, “crazy,” was an in vivo



code that we conceptualized through coding, memo-writing,
and discussions as women being told their pain is “all in their
head” (i.e., “you are crazy” as disenfranchising talk) and
women’s reality being destabilized over time (i.e., “going
crazy” as a consequence of CD).

Finally, we integrated second-cycle codes centered on
women’s responses to disenfranchising talk; many women
responded with silence and some contested doctors’ conclu-
sions, asserted their needs, and advocated for themselves and
others, (re)claiming their voice (RQ3). Negative case analysis
included interpreting the significance of enfranchising talk,
such as when doctors listened to women, said they believed
and understood women, and acted to find answers and provide
treatment. These cases are woven throughout the findings to
contrast the devastating consequences of disenfranchising talk.
We shared our findings with all women in the study, as each
gave consent to be contacted for member checking (Charmaz,
2014). Nine responded and provided feedback. All validated
our findings, and several expanded on their stories and pro-
vided health updates, which we folded into our findings.

Findings

We asked how interactions in which women’s health com-
plaints are dismissed become embedded in a larger overarching
process of CD (RQ1); what material and immaterial conse-
quences of disenfranchising talk do women experience (RQ2);
and how do women respond to disenfranchising talk (RQ3).
Corresponding to each research question and mapping onto
the TCD framework, our findings explicate the process of CD,
the material and immaterial consequences of disenfranchising
talk, and women’s responses to such talk.

Communicative disenfranchisement as a process (RQ1)

CD unfolded as a sustained and often circular process of seek-
ing care and experiencing disenfranchising talk (Alameda
Cuesta et al., 2021). As the following accounts illustrate, that
talk was preceded by discursive, material, and historical con-
ditions; unfolded across time; was associated with material and
immaterial consequences; and shaped how women responded
and drew inferences about future interactions surrounding
their health (Hintz & Wilson, 2021). Women’s stories often
began by engaging the medical system for care upon experien-
cing symptoms that alarmed, induced pain, or seemed out of
the ordinary. Many women in this study were adolescents at
the time their “journey” started (Scott et al., 2022; Soucie et al.,
2021), and they noted how easy or difficult it was to access care
from the outset, largely owing to parental support and material
conditions including insurance and access to transportation.
Women who lacked any combination of these resources as
youth were free to pursue healthcare when they became adults
and moved. Mikayla was unable to seek care for what she later
knew to be dysmenorrhea because her “family, despite the fact
that they are in healthcare field, didn’t take [her] concerns
seriously.” Her parents are “conservative” and surmised they
would believe she was having sex if she were to obtain contra-
ceptives to manage her pain, demonstrating overlapping dis-
courses of promiscuity and women’s pain as normal. For

HEALTH COMMUNICATION (&) 5

Mikayla, “really college was like the door opening for me, so
I could take control of my health.” Conversely, some women
shared how parents could be allies of women’s health, accom-
panying them to medical appointments and providing every-
day support and validation (i.e., enfranchising talk).

When women engaged healthcare, they encountered provi-
ders who invalidated their concerns, which manifested as var-
ious forms of disenfranchising talk, including dismissals and
minimalizations, blaming and shaming, normalizing of their
pain, and psychologizing (Bontempo, 2022b). Of note is how
many women said they did not recognize that they were being
dismissed at the time it happened. After all, as they shared, they
were young, had parents who advocated for them, implicitly
trusted their doctors, and “didn’t really know [their] body like
[they] do now” (Linda). Natalie shared how it was this study
that made her realize doctors had dismissed her: “I never put
two and two together. That is why I kind of don’t love going to
the doctor.” Natalie’s reflection underscores (a) how disenfran-
chising talk is viewed as stemming from legitimate sources
(e.g., doctors) and for legitimate purposes, thereby becoming
culturally legitimated and ubiquitous; and (b) how research can
be transformative for participants by revealing and addressing
their needs and motivations for participating (Hintz, 2022b).

Reeling from dismissal, women often disengaged from
healthcare while simultaneously questioning themselves and
trying to self-manage their symptoms. Isolated, women won-
dered if their symptoms were real, worthy of attention and
care, and whether receiving this kind of treatment from provi-
ders was normal. Women attributed being discredited to their
intersectional identities, namely: gender and age, race, socio-
economic status, insurance status, and education. Nicole
shared, “So I think, like, as a white woman, sometimes I feel
like they want to handle me with like kid gloves, like, [mocking
voice] “Oh! Well, your pain. Oh!” Linda attributed
a physician’s over-prescribing to Linda’s race: “I think that
was tied to me being a Black woman.” Kristina articulated the
irony of receiving better care when she was younger, on
Medicaid, and had to drive over an hour for care. Now she
has private insurance but is receiving worse care: “It was just
really sad to see that those people that were like crossing their
arms and like turning their heads away from you are the same
people that open up their arms when you have like a, you
know, a well-known name, like insurance.” As women consid-
ered whether others were right to dismiss their health con-
cerns, they continued experiencing chronic symptoms, which
they had no choice but to manage with no or over the counter
medications or to “grin and bear it” (Charlotte; Scott et al.,
2022). Some women had to conceal their pain because of
others’ disbelief, fearing shame and blame. This was especially
the case for reproductive health issues associated with embar-
rassment and mental health issues with stigma.

Women typically reengaged the medical system after being
initially dismissed. Some were motivated by the injustices they
had experienced, determined to find a diagnosis, receive treat-
ment, and contest what they were told was “normal.” For
instance, Kristina said, “I, like, personally know, like, myself . . .
no, like, there’s definitely something that’s not right. And no
one’s, like, listening to what I'm saying.” Women described CD
processes intersecting with lifespan processes (Poole, 2013) and
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their youth and development as one reason they were suscep-
tible to CD. They grew confidence in themselves and their
knowledge of their bodies as they aged. Jasmine reflected on
her childhood experiences with mental illness: “I didn’t know.
I didn’t have the language to describe what I was going through
because I was a kid.”

Some women hesitated to reengage but were in crisis and
needed immediate care. When women reengaged, most became
more discerning in their healthcare provider choices (Alameda
Cuesta et al., 2021), specifically seeking female providers. Karen
said, “I'm gonna say, it’s the female doctors that I have that are
compassionate. They listened to me. They validate me. They see
me.” Women were particularly disappointed when female phy-
sicians were dismissive. Linda reasoned, “You would think the
female doctors would understand better than the male doctor
would, but it was the male doctor who listened to me and heard
me.” Some women sought alternative medicine because “they
give you more time” (Sasha). Although women described
“growing distress” (Nicole) and simultaneously being “tired”
(Hailey) by their experiences in healthcare, some continued to
see the same providers, largely due to material conditions as
barriers to seeing other providers; for instance, they did not live
close to healthcare facilities, specialists, or providers who
accepted their insurance.

Eventually, most women were validated to some extent and
consequently received treatment for and relief from their
symptoms. Yet, all women described continually occupying
liminal spaces, unsure of what their health issues mean, how
to live with them, and whether they would be believed in the
future. Typically, women saw several new physicians before
finding those who listened, validated women’s concerns,
searched for answers, shared decision making, and followed
up (i.e., enfranchising talk). As legitimated knowledge claims,
diagnoses not only rendered women’s symptoms and concerns
as “real” within a medical frame, but also gave women linguis-
tic and knowledge “resources,” as Catherine called them. As
such, she was “much more in control” of her health with
a diagnosis and “more empowered” to ask for a second opi-
nion. For most women, however, dismissal was a persistent
feature of their chronic illnesses. As Joy reflected:

I have about eight or nine specialists now. And I've gone through
over 100 tests, diagnostic tests, in the last year. So, I dealt with a lot
of people ... and you know what? It’s not just this past year that
defines my frustrations in the moments where there’s dismissive-
ness. It’s really, you know, like a lifetime right, it’s never just the
one moment.

Joy’s story, like many, resembled a chaos narrative (Frank,
2013) with a plot that “imagines life never getting better”
(p- 97). Women were on a “merry go round of pills” (Cat),
“trapped in this cycle of medication” (Charlotte), and experi-
enced “endless cycles” (Katie) and “vicious cycles” (Karen) of
engaging and being dismissed. Defeated and disempowered,
women described their great efforts to self-manage their symp-
toms, live with pain, and visit doctor after doctor, still “getting
nowhere” (Nikita). In sum, CD is an isolating, painful, and
humiliating process sustained by disenfranchising talk from
physicians (primarily), family, and friends, that often interacts
with material conditions such as insurance and transportation.

Material and immaterial consequences of
disenfranchising talk (RQ2)

In addition to emplotting the process of CD, we unpack how
disenfranchising talk operated to render women crazy, dehu-
manized them, and inflicted shame and loss. Reflecting TCD’s
core assumptions, these consequences are both material and
immaterial harms (Hintz, 2022a) that shape women’s identities
and relationships.

Crazy

Women’s sense of reality was eroded over time (i.e., “going
crazy”), as healthcare providers - but also family and friends -
minimized, dismissed, or called into question women’s health
complaints and concerns (i.e., invalidated; Bontempo, 2022b).
Commonly, doctors told women that without an organic or
justifiable cause for their symptoms, their physical pain was
psychosomatic— “all in your head” (Megan) and either made
up or caused by stress and mental health issues (see also Hintz,
2022a; Krebs & Schoenbauer, 2020; Wright, 2019). Catherine
described the effects of dismissals over time:

Whenever I go to the doctor now, like, my heart rate and blood
pressure are really high, every time. And it’s, like, it's— “I'm sorry,
I'm anxious because for 10 years I was just told you know, ‘You're
too stressed. You’re too stressed.”

As Catherine’s experience suggests, women often experienced
a paradox: going to the doctor for medical needs worsened
their overall health, both in the short- and long-term.
Disenfranchising medical interactions, in combination with
having their concerns go unaddressed, caused and exacerbated
mental health issues to which their symptoms were initially
attributed, sustaining the disenfranchisement (Birk, 2013).
Karen narrated how, after living for years with a multiple
sclerosis (MS) diagnosis that became contested among her
doctors, she can predict how medical encounters will unfold,
as “They love, love, love, love to go to the hysterical woman:”

There’s a pattern where they get — I call it getting the cart before the
horse. You know, they, they, “Oh, you've got depression, anxiety, and
that’s why all this is happening.” And I'm like, but I wouldn’t have
depression and anxiety if I felt okay, if these things weren’t happening.
Um, I'm typically very active and social and doing all these things.

In sum, disenfranchising talk drew upon discourses that con-
structed women as “crazy” and psychiatrically unstable,
encouraging women not to trust themselves and instead believe
that they need to “suck it up” and that their pain is “normal”
(Scott et al., 2022), despite their severe, consistent, and worsen-
ing health issues. Women also described attempting to recon-
cile the medical “gaslighting” (Laura) they experienced with the
truth they knew of their bodies.

Dehumanized

Disenfranchising talk disconnected and estranged women
from their bodies. Like the women in Herndandez and Dean’s
(2020) study, women we talked to did not feel as if they owned
their bodies, let alone knew their bodies (i.e., alienation). This
was evidenced by two observations we made of the data. First,



we discussed how our coding reflected less “doing” by women
and more passive “being” (e.g., “being unsure”), “feeling”
(“feeling awkward”), and “having” (e.g., “having abnormal
bloodwork”) things done, consistent with the TCD assumption
that CD is something that happens to women (Hintz & Wilson,
2021). Laura described her involvement in her care with
increasing distance throughout the interview, exemplified by
reflections such as, “I like to, you know, be involved in my own
health decisions, too,” implying contrast between what Laura
would like to do and what she does and is able to do.

Second, women referred to their bodies as abject sites
(Hernandez & Dean, 2020), foreign and strange (e.g., “I'm
kind of one of those weird people that has, like, a mix of
stuff;” Cat), as well as sites of violence. For the former, Bianca
described being “hook[ed] up to all the monitors,” and Cat said
they “made [her] into a zombie.” They also described a violent
relationship with healthcare, characterizing interactions in
which they considered “[going] in there, guns blazing”
(Karen), and doctors were “just kind of throwing narcotics at
me” (Scoob) and “shoot[ing] like chemicals into my head for
no reason” and “shooting in the dark” (Bianca). Overall,
women narrated being dehumanized and treated inhumanely.
Mikayla poignantly said, “I think when I first started experien-
cing the pain and not being able to get treatment, I really did
think of myself as less as a human being, because I couldn’t get
the treatment I needed ...”

Jasmine had panic attacks and episodic depression since she
was a young child, but her family only agreed to her seeing
a psychiatrist because her academics were being impacted, and
her status as a gifted child was a “defining characteristics for
girls” in Egypt. At home, her family “did beat me and they did
lock me inside the house and all of that” to force her to focus on
her studies. And, the psychiatrist she hoped would help her
only furthered the CD. His notes were “very dehumanizing,”
and he brokered “promises” of “freedoms” between she and her
parents if she would “work on things” to “prove that I'm
responsible.” Jasmine’s story is a complex and traumatic exam-
ple of how women in this study had neither agency nor own-
ership over their bodies and their healthcare choices as a result
of disenfranchising talk.

Shame

Women were shamed for their health issues, which were
construed as products of poor self-management and
a personal failure to be doctorable - to present problems in
ways that are worthy of medical care and attention (Heritage
& Robinson, 2006). More specifically, women described being
the target of humiliating remarks about their bodies and
confronting weight stigma. Ellen recalled how one doctor
said her problems were “because I was fat ... [I] ended up
in a, an extreme weight loss program at [healthcare center].
Lost 60 pounds. Didn’t help my headache.” Even when
women gained or lost the prescribed weight, complex health
issues persisted. Women were worse for the wear, both in
terms of the shame they were subjected to and the ways in
which that shame influenced their care. Anne’s doctor wanted
Anne to keep restricting calories, yet Anne was “miserable
and tired and lethargic all the time.” Scoob said, “My
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reproductive journey was delayed for nearly four years
because it was blamed on my weight.” Material consequences
of body shaming included delayed diagnoses and treatments.

Women were also shamed for mental health issues. Bianca
described several interactions in which her anxiety was made to
blame: “And she’s like, you're fine. It’s just in your head. It’s
just anxiety.” Women were told their health issues were “just”
anxiety, stress, and depression, which simultaneously stigma-
tized women and delegitimized their physical pain. Jasmine,
who was diagnosed with severe episodic depression and panic
attacks, explained how cultural values held by her providers
and family in Egypt inflicted shame and blame for her health
issues:

. if they’re very religious, they would interpret you struggling
mentally with like being far away from God, or they’re not follow-
ing God’s righteous path or something. So, all of this makes you not
want to share it, which is the opposite of what you should be doing.

Rather than questioning why care for and knowledge about
women’s health is inadequate, disenfranchising talk operated
to lead women to wonder: what is wrong with me? Blanche
explained the impact of being dismissed when she was having
a mental health crisis: “Like, I was wondering what’s wrong
with me, that someone can tell me like that. I was thinking
about this.” In many ways, shame served as the embodiment of
dismissal for women; shame was being blamed both for their
health issues and for being treated poorly.

Loss

Women grieved their bodies and whole years of their lives due
to poor quality of life and health as a result of CD. Many spent
years seeking a diagnosis for common women’s health issues.
Through her experience, Catherine learned: “. .. on average for
my condition with endometriosis it [takes], on average, 10
years for a woman to receive a diagnosis.” Women missed
opportunities and experiences in different life domains, parti-
cularly in their youth. For instance, Quinn was pulled from
school in order to treat her chronic pain. She explained:

I just like disappeared. You know I - from school, and I always say
that it took three months before my best friend called me. Just like,
you just kind of go away ... I even look at that now and look at
their friends, like my group of friends had stayed a group of friends
and I just like, you know, watch[ed] it from afar.

Women made all sorts of sacrifices, suffering from health issues
that had seemingly obvious conclusions, while depleting many
of their personal and emotional resources. Rose described the
cost of prioritizing her health: “There was like six months
where I paid for [a] very expensive acupuncturist that
I honestly could not really afford. Like, I went into debt to go
to this dude, because it’s not covered by insurance.” Women
feared losing good healthcare. About her aging physician,
Nikita said: “I feel bad that he’s older than me because he’s
going to retire before I die. I'm sad about that. I don’t know
how I'm going to find somebody who ... cares about me as
much as he did.” Losing a good doctor was not only a relational
loss and an inconvenience; it engendered feelings of vulner-
ability to be subjected to CD.
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Women made difficult decisions with whole futures at stake.
One of the consequences of disenfranchising talk for women is
that it closed off access to care that women need for family
planning, in turn causing anticipated grief and loss. Catherine
described thinking not just of herself but a future partner in
healthcare interactions:

I'm alone. I'm in these rooms alone advocating for myself, but 'm
also making decisions for this hypothetical person that I have no
idea who they are and what they’re going to you know and so that’s
been - I definitely feel like alone in the room.

Allison had breast cancer and was never informed that inferti-
lity was a potential side effect of medication she was prescribed.
She explained how potential infertility was stressful to her and
her mother, who is from Kenya, where “they take [fertility] so
seriously that you might find someone is not married because
they are infertile.” For Catherine and Allison, disenfranchising
talk made it difficult to be hopeful about partners and children,
as women incurred not only current losses, but also future
ones.

Responding to disenfranchising talk (RQ3)

TCD asserts that CD is not only something that happens to
women, but also something to which they may respond.
Representing opposing replies to disenfranchising talk,
women answered with silence on the one hand and (re)claimed
their voice on the other.

Silence

Women responded with silence when they were yelled at,
scolded, and punished for becoming upset; indeed, disenfran-
chising talk functions to silence women and sustain CD
(Hintz, 2022a). Cat recalled a particularly humiliating experi-
ence during an anorectal manometry wherein she was crying
and a doctor was “yelling,” “It’s not that bad ... You need to
calm down.” Silence also happened over time, the result of
erosion of women’s trust in others and in themselves. Sarah
said, “I quit telling doctors that I'd be out of breath, because
like they acted like I was crazy,” and because “I felt like I got
scolded for like telling them, like, how I'm feeling.” Katy
explained how her reality that she “can’t really get anyone
to take me seriously” had diminished her ability “not only to
advocate for myself, but almost to even articulate what’s
going on.” Despite being certain of herself and her body,
she blamed herself: “I don’t really feel like I've done a great
job advocating for myself.”

Consequently, women minimized their health issues in con-
versations and avoided talking about their health altogether.
They made inferences about future interactions and forecasted
that talking about their health issues would inflict further
harms, and that engaging others about their health was futile
because nothing would come of it. As Sarah explained:

A lot of times like I don’t even tell people what’s going on ... I just
don’t feel like they’re going to care. Or, like I've been scolded in the
past about things. Like I saw this one allergist that said, “Well,
rashes aren’t allergic reactions. They’re just side effects or medica-
tions. You should stop saying that it’s an allergic reaction.”

Even while condemning the harm that was done to them, Sarah
and others described a kind of chilling effect (Roloff & Cloven,
1990) wherein they could not challenge or express complaints
to providers for fear of retribution or further harm. Linda
described submitting; she now just listens to the doctors talk.
She does not “talk back to them and, you know, be rude or
disrespectful because they can give me something that can
really make me worse.” Some women stopped seeking health-
care altogether, choosing to live with pain and health uncer-
tainty rather than endure persistent dismissal. Karen explained
how having her MS diagnosis contested and not getting care
for over a decade compounded existing barriers. She lives in
a small town with limited access to specialists. Although there
is an MS clinic at a nearby academic medical center, “I don’t
have any trust. Why would I go and subject myself to all that,
um, to have somebody sit there and go, T don’t think so0.’?” In
sum, silence was more than a reaction to disenfranchising talk;
silence was also the cumulative effect of neglect, invalidation,
and punishment.

Voice

Women (re)claimed their voice—and their bodies - by resisting
psychogenic explanations for their problems, critiquing
women’s healthcare, asserting their needs, and advocating for
others (see also Hintz, 2022a). For themselves, many women
needed to heal from years of dismissal that made them ques-
tion their experiences — a process of learning to trust them-
selves and that they, as Nicole said, are “worth good care” and
“are not just a clinical textbook definition of anything.” Rose
described needing to claim her illness identity so that others
would not minimize or dismiss her health issues. She reflected,
“I had to kind of be willing to own my illness, so that other
people would take me seriously ... I think I almost had to like
maximize my disease for other people to stop minimizing it.”

Women talked about standing up for themselves and “fight-
ing” to be heard. In particular, Hailey contested the idea that
looking healthy and being healthy are one in the same,
a discourse drawn upon in disenfranchising talk she was sub-
jected to. She shared, “That’s why I try to like talk about what
I'm going through, because I want people to understand.”
Critiquing how others normalized her pain, Claire shared,
“There’s a difference between something being common and
something being okay.” Rufus advocated for herself in con-
versations with providers, communicating expectations for
personalized care:

I think I want to set a tone from the very beginning. It’s not that 'm
a pain in the ass, it’s a, “Hey, I want you to know as a healthcare
provider. I take my health seriously, so I may ask you additional
questions or I'll question a diagnosis or something.”

Many women emphasized how and why their health issues
were unique. Ellen resisted providers’ attempts to discount
her pain by making comparisons to others: “Still, it’s like
‘Okay like, 'm sorry, they’re in a lot of pain, too, but that
doesn’t mean I'm not or that all pain is even for different
people.” She championed to be seen as an individual with
needs that may or may not be consistent with others’ experi-
ences of similar issues.



Women also advocated for themselves and others by criti-
quing healthcare and sharing stories and information with
other women. Hope, who navigated esophageal and gallbladder
issues, challenged providers and hospital administration: “I do
not want it happening to another patient, I mean - you know,
that’s the most I can do is not have it happen to another patient
and bring up the awareness.” Elaine described: “I took some
action to do what was in my power to, you know, find out if
I had cancer at that time. And I think I would, you know,
continue to do what I could be an advocate within like the
BRCA Facebook pages and support groups.”

In summary, experiences of health dismissal were reified by
an ongoing process of CD sustained through disenfranchising
talk. Such talk constructed women as crazy, unreliable narra-
tors of their health and made them mistrust themselves. It also
dehumanized women and alienated them from their bodies as
well as inflicted shame and loss. Women responded with
silence, forced to forsake healthcare, cover or downplay their
symptoms, and self-manage uncontrolled pain, illustrating the
profound effects of CD on women and their health and well-
being across their lifespan. Most described exercising agency
and voice by resisting characterizations of their suffering as
“normal” and seeking better conditions for themselves and
other women. Together, our findings reflect and affirm a core
assumption of TCD that CD is something that both happens to
women and to which they must respond (Hintz & Wilson,
2021).

Discussion

The first purpose of this study was to amplify voices of women
experiencing health-related CD, as women’s disparate health
experiences and health outcomes endure (e.g., funding for
women’s health, exploration of sex/gender differences in med-
ical research; Dusenbery, 2018), and women - particularly
women with intersecting marginalized identities — are literally
dying due to CD. The second purpose of this study was to apply
the newly-developed theory of communicative disenfranchise-
ment (TCD; Hintz & Wilson, 2021). As an interpersonal com-
munication theory that is critically-oriented, TCD helped us
remain rooted in issues of power, discourse, material condi-
tions, process, and the constitutive nature of communication.
We show how, when women’s health issues and concerns are
dismissed in their relationships with providers and friends and
family, women experience erasure (Birk, 2013). When women
are silenced and cannot voice their health concerns, they and
their health issues cannot be acknowledged. That which is not
acknowledged does not exist. In this study we found that
disenfranchising talk operated to normalize women’s pain,
condone the harms done to them, and permit neglecting
women’s health issues.

To our knowledge, this study is one of the first to apply TCD
and demonstrates the validity and heuristic value of TCD as
a framework for critiquing the status of women’s health care
and forwarding avenues for positive change (see also Hintz,
2022a). In particular, this analysis draws connections between
communication, public sphere ongoings, and negative material
and immaterial consequences in women’s lives, an important
contribution to the literature which remains largely steeped in
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the sociopsychological metadiscourse (Craig, 1999). Such
understandings of the problems are prompts to action and
inform practice (Lincoln & Lynham, 2011), with the findings
of this study pointing to several practical implications for the
provision of care and support for women experiencing health
issues. Following Hintz and Scott’s (2021) guidance, we draw
on our findings to forward both first-order (interactions that
constitute CD) and second-order (underlying conditions that
make CD possible) changes.

As a first-order change, providers must validate women’s
experiences as real, valid, and worthy of attention and care.
Women deserve to be treated with dignity — as experts of their
bodies and individuals with needs, values, and ideas who can
make decisions about their own health. As power/knowledge in
TCD, providers should be reminded of the multiple meanings
and significance of language to produce truth claims, particu-
larly language surrounding the use of “normal” and the deliv-
ery of a diagnosis (Ballard et al., 2006). For women in this
study, being told that what they were experiencing was “nor-
mal” and nothing to worry about was not reassuring, even if
intended as such. Instead, being told everything was “normal”
increased uncertainty and fueled anxiety because women did
not feel normal (Kroenke, 2013).

Whereas diagnoses are typically considered “bad news,” for
women in this study, being diagnosed not only validated their
concerns, but also provided a frame for reality (Jutel &
Nettleton, 2011), granting them credibility and their bodies
admission to the sick role and providing access to care and
support that affected their physical well-being. However, diag-
nostic labels are themselves imbued with social meaning that
can be harmful, such as somatoform disorders and medically
unexplained symptoms that are modern code for “hysteria”
(Dusenbery, 2018). Hence, we caution that diagnoses should
not be considered desired end states or resolutions to problems
encountered in health care, as problem persists and new pro-
blems emerge upon being diagnosed. For diagnosis that expli-
citly or implicitly suggest mental illness, providers must take
the utmost care to validate women’s physical symptoms
(Newton et al., 2013). Mental illness cannot be scapegoated
for a lack of provider knowledge or effort to explore other
diagnostic possibilities. When a diagnosis is elusive, providers
can point to limited medical knowledge rather than place
responsibility on women (Werner & Malterud, 2005).

As a second-order change, underlying conditions that made
CD possible must improve. Women need to be better repre-
sented in science, medicine, and research. Research on
women’s health and healthcare has to be funded and addressed
with urgency. That research must include women and repre-
sent the diversity of women’s voices and experiences; even after
policies were put into place to include women in clinical
research, women were excluded from participating due to
“inconsistent application” and “poor communication”
(National Institutes of Health, n.d.). Such research then needs
to be put in the hands of women so they can receive the
education women in this study wanted and needed but did
not have. Doctors did not always educate women in our study
during consultations, and some families were avoidant of
health topics, leaving women without knowledge or language
to talk about their embodied experiences for much of their lives



10 (&) C.M.THOMPSON ET AL.

(i.e., disempowered). To the extent that relationships shape CD
in healthcare, family and friends can be crucial allies to women.
Most women in this study described parents and sometimes
siblings as healthcare advocates when women were underage.
As young adults, many women still called upon parents to help
seek second opinions, navigate insurance, and stand up for
women with unhelpful providers. As adults, most women
described other women with shared experiences as a source
of understanding, support, and advocacy as well.

This study’s contributions should be considered alongside
its primary limitation in that, as an initial application of TCD,
we took a broad approach to the kinds of health issues and
intersectional identities included in the study. The sample was
mostly White, educated, and middle class on average. Future
research should recruit a more diverse sample or assume an
intersectional lens from the outset. The latter approach could
better represent TCD’s assumption that CD’s discursive and
material dimensions are rooted in histories. For example, stu-
dies may explore CD experienced by women of color with
contested illnesses such as fibromyalgia, chronic fatigue syn-
drome, or long-haul COVID and by drawing on feminist dis-
ability theories (e.g., Bailey & Mobley, 2019).

Conclusion

Our findings explicated the process of CD, with most women’s
stories reflecting a “journey” of discursive struggle characterized
by persistent attacks on women’s word and on their bodies -
primarily within healthcare - as they sought legitimacy, grieved
what they had lost, and recovered from the harms and trauma
they experienced. Within CD, disenfranchising talk was con-
nected to multi-faceted consequences that implicated women’s
identities, their health, and their relationships, often stripping
women of their dignity, autonomy, and will to continue battling
for attention and care. We forward a number of calls to actions
to improve health care for women and the material conditions
that make CD possible and acceptable.

Acknowledgements
We would like to express our gratitude to the women who shared their

stories with us. We are also grateful for the helpful comments we received
from two anonymous reviewers.

Disclosure statement

No potential conflict of interest was reported by the author(s).

Funding

The author(s) reported there is no funding associated with the work
featured in this article.

ORCID

Charee M. Thompson () http://orcid.org/0000-0002-5946-7153

References

Adebayo, C. T., Parcell, E. S., Mkandawire-Valhmu, L., & Olukotun, O.
(2021). African American women’s maternal healthcare experiences:
A critical race theory perspective. Health Communication. Advance
online publication. https://doi.org/10.1080/10410236.2021.1888453

Alameda Cuesta, A., Pazos Garciandia, A., Oter Quintana, C., & Losa
Iglesias, M. E. (2021). Fibromyalgia, chronic fatigue syndrome, and
multiple chemical sensitivity: Illness experiences. Clinical Nursing
Research, 30(1), 32-41. https://doi.org/10.1177/1054773819838679

Angum, F., Khan, T., Kaler, J., Siddiqui, L., & Hussain, A. (2020). The
prevalence of autoimmune disorders in women: A narrative review.
Cureus, 12(5), e8094. https://doi.org/10.7759/cureus.8094

Armentor, J. L. (2017). Living with a contested, stigmatized illness:
Experiences of managing relationships among women with
fibromyalgia. Qualitative Health Research, 27(4), 462-473. https://doi.
org/10.1177/1049732315620160

Bailey, M., & Mobley, I. A. (2019). Work in the intersections: A Black
feminist disability framework. Gender & Society, 33(1), 19-40. https://
doi.org/10.1177/0891243218801523

Ballard, K., Lowton, K., & Wright, J. (2006). What’s the delay?
A qualitative study of women’s experiences of reaching a diagnosis of
endometriosis. Fertility and Sterility, 86(5), 1296-1301. https://doi.org/
10.1016/j.fertnstert.2006.04.054

Birk, L. B. (2013). Erasure of the credible subject: An autoethnographic
account of chronic pain. Cultural Studies < Critical Methodologies, 13
(5), 390-399. https://doi.org/10.1177/1532708613495799

Bontempo, A. C. (2022a). The effect of personalized invalidation of symp-
toms by healthcare providers on patient depression: The mediating role
of self-esteem. Patient Education and Counseling, 105(6), 1598-1605.
https://doi.org/10.1016/j.pec.2021.09.034

Bontempo, A. C. (2022b). The need for a standardized conceptual term to
describe invalidation of patient symptoms. Journal of Health
Psychology, 27(9), 2104-2114. https://doi.org/10.1177/
13591053211024718

Briggs, L. (2000). The race of hysteria: “Overcivilization” and the “savage”
woman in late nineteenth-century obstetrics and gynecology. American
Quarterly, 52(2), 246-273. https://doi.org/10.1353/aq.2000.0013

Charmaz, K. (2014). Constructing grounded theory (2nd ed.). Sage.

Clarke, A. E., & Charmaz, K. (2019). Grounded theory and situational
analysis. In P. Atkinson, S. Delamont, A. Cernat, J. W. Sakshaug &
R. A. Williams (Eds.), SAGE research methods goundations. SAGE.
https://doi.org/10.4135/9781526421036825838

Clayton, J. A., Brooks, C. E., & Kornstein, S. G. (2014). Women of color
health data book (4th ed.). The Office of Research on Women’s Health,
National Institutes of Health. https://orwh.od.nih.gov/sites/orwh/files/
docs/WoC-Databook-FINAL.pdf

Clerc Liaudat, C., Vaucher, P., De Francesco, T., Jaunin-Stalder, N.,
Herzig, L., Verdon, F., Favrat, B., Locatelli, I., & Clair, C. (2018). Sex/
Gender bias in the management of chest pain in ambulatory care.
Women’s Health, 14, 174550651880564. https://doi.org/10.1177/
1745506518805641

Craig, R. T. (1999). Communication theory as a field. Communication
Theory, 9(2), 119-161. https://doi.org/10.1111/j.1468-2885.1999.
tb00355.x

Dusenbery, M. (2018). Doing harm: The truth about how bad medicine and
lazy science leave women dismissed, misdiagnosed, and sick. Harper
Collins.

Frank, A. W. (2013). The wounded storyteller: Body, illness, and ethics (2™
ed.). University of Chicago Press.

Fricker, M. (2007). Epistemic injustice: Power and the ethics of knowing.
Oxford University Press.

Ghoshal, M., Shapiro, H., Todd, K., & Schatman, M. E. (2020). Chronic
noncancer pain management and systemic racism: Time to move
toward equal care standards. Journal of Pain Research, 13, 2825-2836.
https://doi.org/10.2147/JPR.S287314

Heritage, J., & Robinson, J. D. (2006). Accounting for the visit: Giving
reasons for seeking medical care. In J. Heritage & D. W. Maynard
(Eds.), Communication in medical care (pp. 48-85). Cambridge
University Press. https://doi.org/10.1017/CBO9780511607172.005


https://doi.org/10.1080/10410236.2021.1888453
https://doi.org/10.1177/1054773819838679
https://doi.org/10.7759/cureus.8094
https://doi.org/10.1177/1049732315620160
https://doi.org/10.1177/1049732315620160
https://doi.org/10.1177/0891243218801523
https://doi.org/10.1177/0891243218801523
https://doi.org/10.1016/j.fertnstert.2006.04.054
https://doi.org/10.1016/j.fertnstert.2006.04.054
https://doi.org/10.1177/1532708613495799
https://doi.org/10.1016/j.pec.2021.09.034
https://doi.org/10.1177/13591053211024718
https://doi.org/10.1177/13591053211024718
https://doi.org/10.1353/aq.2000.0013
https://doi.org/10.4135/9781526421036825838
https://orwh.od.nih.gov/sites/orwh/files/docs/WoC-Databook-FINAL.pdf
https://orwh.od.nih.gov/sites/orwh/files/docs/WoC-Databook-FINAL.pdf
https://doi.org/10.1177/1745506518805641
https://doi.org/10.1177/1745506518805641
https://doi.org/10.1111/j.1468-2885.1999.tb00355.x
https://doi.org/10.1111/j.1468-2885.1999.tb00355.x
https://doi.org/10.2147/JPR.S287314
https://doi.org/10.1017/CBO9780511607172.005

Hernandez, L. H., & Dean, M. (2020). I FELT VERY DISCOUNTED:
Negotiation of Caucasian and Hispanic/Latina women’s bodily owner-
ship and expertise in patient- provider interactions. In E. A. Frost &
M. F. Eble (Eds.), Interrogating gendered pathologies (pp. 101-117). Utah
State University Press. https://doi.org/10.7330/9781607329855.c005

Hintz, E. A. (2022a). “It’s all in your head”: A meta-synthesis of qualitative
research about disenfranchising talk experienced by female patients
with chronic overlapping pain conditions. Health Communication,
1-15. Online first. https://doi.org/10.1080/10410236.2022.2081046

Hintz, E. A. (2022b). Promoting a social justice sensibility in qualitative
communication research practice. Qualitative Research Reports in
Communication, 1-11. https://doi.org/10.1080/17459435.2022.2051594

Hintz, E. A., & Scott, K. D. (2021). Communication work about chronic
unexplained pain. Health Communication, 36(5), 659-662. https://doi.
0rg/10.1080/10410236.2020.1731915

Hintz, E. A., & Wilson, S. R. (2021). Theorizing disenfranchisement as
a communicative process. Review of Communication, 21(3), 241-251.
https://doi.org/10.1080/15358593.2021.1965194

Hoftmann, D. E., & Tarzian, A. J. (2001). The girl who cried pain: A bias
against women in the treatment of pain. Journal of Law, Medicine ¢
Ethics, 29(1), 13-27. https://doi.org/10.1111/j.1748-720X.2001.tb00037.x

Hoffman, K. M., Trawalter, S., Axt, J. R., & Oliver, M. N. (2016). Racial
bias in pain assessment and treatment recommendations, and false
beliefs about biological differences between Blacks and Whites.
Proceedings of the National Academy of Sciences, 113(16), 4296-4301.
https://doi.org/10.1073/pnas.1516047113

Jutel, A., & Nettleton, S. (2011). Towards a sociology of diagnosis:
Reflections and opportunities. Social Science ¢ Medicine, 73(6),
793-800. https://doi.org/10.1016/j.socscimed.2011.07.014

Kapilashrami, A., & Hankivsky, O. (2018). Intersectionality and why it
matters to global health. The Lancet, 391(10140), 2589-2591. https://
doi.org/10.1016/S0140-6736(18)31431-4

Koerber, A. (2018). From hysteria to hormones and back again: Centuries
of outrageous remarks about female biology. Rhetoric of Health &
Medicine, 1(1-2), 179-192. https://doi.org/10.5744/rhm.2018.1004

Krebs, E., & Schoenbauer, K. V. (2020). Hysterics and heresy: Using
dialogism to explore the problematics of endometriosis diagnosis.
Health Communication, 35(8), 1013-1022. https://doi.org/10.1080/
10410236.2019.1606136

Kroenke, K. (2013). Diagnostic testing and the illusory reassurance of
normal results: Comment on “Reassurance after diagnostic testing
with a low pretest probability of serious disease”. JAMA Internal
Medicine, 173(6), 416. https://doi.org/10.1001/jamainternmed.2013.11

Lincoln, Y. S., & Lynham, S. A. (2011). Criteria for assessing theory in
human resource development from an interpretive perspective. Human
Resource Development International, 14(1), 3-22. https://doi.org/10.
1080/13678868.2011.542895

Mik-Meyer, N. (2011). On being credibly ill: Class and gender in illness
stories among welfare officers and clients with medically unexplained
symptoms. Health Sociology Review, 20(1), 28-40. https://doi.org/10.
5172/hesr.2011.20.1.28

Mirin, A. A. (2021). Gender disparity in the funding of diseases by the U.S.
National Institutes of Health. Journal of Women’s Health, 30(7),
956-963. https://doi.org/10.1089/jwh.2020.8682

Mold, F., & Forbes, A. (2011). Patients’ and professionals’ experiences and
perspectives of obesity in health-care settings: A synthesis of current
research. Health Expectations, 16(2), 119-142. https://doi.org/10.1111/
j.1369-7625.2011.00699.x

Moore, J. (2017). Where is the critical empirical interpersonal commu-
nication research? A roadmap for future inquiry into discourse and
power. Communication Theory, 27(1), 1-20. https://doi.org/10.1111/
comt.12107

National Institutes of Health. (n.d). NIH inclusion outreach toolkit: How
to engage, recruit, and retain women in clinical research. In National
Institutes of Health. Office of Research on Women’s Health. https://
orwh.od.nih.gov/toolkit/recruitment/history

HEALTH COMMUNICATION 11

Newton, B. J., Southall, J. L., Raphael, J. H., Ashford, R. L., &
LeMarchand, K. (2013). A narrative review of the impact of disbelief
in chronic pain. Pain Management Nursing, 14(3), 161-171. https://doi.
org/10.1016/j.pmn.2010.09.001

Poole, M. S. (2013). On the study of process in communication research.
Annals of the International Communication Association, 36(1),
371-409. https://doi.org/10.1080/23808985.2013.11679140

Pryma, J. (2017). “Even my sister says I'm acting like a crazy to get
a check” Race, gender, and moral boundary-work in women’s claims
of disabling chronic pain. Social Science & Medicine, 181, 66-73.
https://doi.org/10.1016/j.socscimed.2017.03.048

Roloff, M. E., & Cloven, D. H. (1990). The chilling effect in interpersonal
relationships: The reluctance to speak one’s mind. In D. Cahn (Ed.),
Intimates in conflict: A communication perspective (pp. 49-76).
Lawrence Erlbaum.

Samulowitz, A., Gremyr, 1., Eriksson, E., & Hensing, G. (2018). “Brave
men” and “Emotional women”: A theory-guided literature review on
gender bias in health care and gendered norms towards patients with
chronic pain. Pain Research and Management, 2018, 1-14. https://doi.
org/10.1155/2018/6358624

Scott, K. D., Hintz, E. A., & Harris, T. M. (2022). “Having pain is normal”:
How talk about chronic pelvic and genital pain reflects messages from
menarche. Health Communication, 37(3), 296-306. https://doi.org/10.
1080/10410236.2020.1837464

Sebring, J. C. H. (2021). Towards a sociological understanding of medical
gaslighting in western health care. Sociology of Health & Illness, 43(9),
1951-1964. https://doi.org/10.1111/1467-9566.13367

Soucie, K., Samardzic, T., Schramer, K., Ly, C., & Katzman, R. (2021). The
diagnostic experiences of women with polycystic ovary syndrome
(PCOS) in Ontario, Canada. Qualitative Health Research, 31(3),
523-534. https://doi.org/10.1177/1049732320971235

Stortenbeker, I., Stommel, W., Olde Hartman, T., van Dulmen, S., &
Das, E. (2021). How general practitioners raise psychosocial concerns
as a potential cause of medically unexplained symptoms:
A conversation analysis. Health Communication, 37(6), 696-707.
Advance online publication. https://doi.org/10.1080/10410236.2020.
1864888

Swoboda, D. A. (2006). The social construction of contested illness legiti-
macy: A grounded theory analysis. Qualitative Research in Psychology,
3(3), 233-251. https://doi.org/10.1191/1478088706qrp0610a

Tasca, C., Rapetti, M., Carta, M. G., & Fadda, B. (2012). Women and
hysteria in the history of mental health. Clinical Practice &
Epidemiology in Mental Health, 8(1), 110-119. https://doi.org/10.
2174/1745017901208010110

Thompson, C. M., & Duerringer, C. M. (2020). Crying wolf: A thematic
and critical analysis of why individuals contest family members’ health
complaints. Communication Monographs, 87(3), 291-311. https://doi.
0rg/10.1080/03637751.2019.1709127

Tracy, S. J. (2020). Qualitative research methods: Collecting evidence,
crafting analysis, communicating impact. John Wiley & Sons.

Vallabhajosyula, S., Verghese, D., Desai, V. K., Sundaragiri, P. R., &
Miller, V. M. (2022). Sex differences in acute cardiovascular care:
A review and needs assessment. Cardiovascular Research, 118(3),
667-685. https://doi.org/10.1093/cvr/cvab063

Wagner, P. E,, Kunkel, A., Asbury, M. B., & Soto, F. (2016). Health (trans)
gressions: Identity and stigma management in trans* healthcare support
seeking. Women & Language, 39(1), 49-74. https://adriannekunkel. ku.edu/
wp-content/uploads/2015/04/Wagner-Kunkel-Asbury-Soto-2016-1.pdf

Werner, A., & Malterud, K. (2005). “The pain isn’t as disabling as it used
to be”: How can the patient experience empowerment instead of
vulnerability in the consultation? Scandinavian Journal of Public
Health, 33(66_suppl), 41-46. https://doi.org/10.1080/
14034950510033363

Wright, K. O. (2019). “You have endometriosis”: Making menstruation-
related pain legitimate in a biomedical world. Health Communication,
34(8), 912-915. https://doi.org/10.1080/10410236.2018.1440504


https://doi.org/10.7330/9781607329855.c005
https://doi.org/10.1080/10410236.2022.2081046
https://doi.org/10.1080/17459435.2022.2051594
https://doi.org/10.1080/10410236.2020.1731915
https://doi.org/10.1080/10410236.2020.1731915
https://doi.org/10.1080/15358593.2021.1965194
https://doi.org/10.1111/j.1748-720X.2001.tb00037.x
https://doi.org/10.1073/pnas.1516047113
https://doi.org/10.1016/j.socscimed.2011.07.014
https://doi.org/10.1016/S0140-6736(18)31431-4
https://doi.org/10.1016/S0140-6736(18)31431-4
https://doi.org/10.5744/rhm.2018.1004
https://doi.org/10.1080/10410236.2019.1606136
https://doi.org/10.1080/10410236.2019.1606136
https://doi.org/10.1001/jamainternmed.2013.11
https://doi.org/10.1080/13678868.2011.542895
https://doi.org/10.1080/13678868.2011.542895
https://doi.org/10.5172/hesr.2011.20.1.28
https://doi.org/10.5172/hesr.2011.20.1.28
https://doi.org/10.1089/jwh.2020.8682
https://doi.org/10.1111/j.1369-7625.2011.00699.x
https://doi.org/10.1111/j.1369-7625.2011.00699.x
https://doi.org/10.1111/comt.12107
https://doi.org/10.1111/comt.12107
https://orwh.od.nih.gov/toolkit/recruitment/history
https://orwh.od.nih.gov/toolkit/recruitment/history
https://doi.org/10.1016/j.pmn.2010.09.001
https://doi.org/10.1016/j.pmn.2010.09.001
https://doi.org/10.1080/23808985.2013.11679140
https://doi.org/10.1016/j.socscimed.2017.03.048
https://doi.org/10.1155/2018/6358624
https://doi.org/10.1155/2018/6358624
https://doi.org/10.1080/10410236.2020.1837464
https://doi.org/10.1080/10410236.2020.1837464
https://doi.org/10.1111/1467-9566.13367
https://doi.org/10.1177/1049732320971235
https://doi.org/10.1080/10410236.2020.1864888
https://doi.org/10.1080/10410236.2020.1864888
https://doi.org/10.1191/1478088706qrp061oa
https://doi.org/10.2174/1745017901208010110
https://doi.org/10.2174/1745017901208010110
https://doi.org/10.1080/03637751.2019.1709127
https://doi.org/10.1080/03637751.2019.1709127
https://doi.org/10.1093/cvr/cvab063
https://adriannekunkel.ku.edu/wp-content/uploads/2015/04/Wagner-Kunkel-Asbury-Soto-2016-1.pdf
https://adriannekunkel.ku.edu/wp-content/uploads/2015/04/Wagner-Kunkel-Asbury-Soto-2016-1.pdf
https://doi.org/10.1080/14034950510033363
https://doi.org/10.1080/14034950510033363
https://doi.org/10.1080/10410236.2018.1440504

12 C. M. THOMPSON ET AL.

Appendix A

Interview Guide

Your health story
(1) First, tell me a little bit about your health issues and your journey with
them ...
a. How did they start?
b. Where are you now?

Your experiences of dismissal

(1) [Dismissal]:

a. We're interested in women’s experiences of not being taken ser-
iously for their health issues — times your health issues have been
dismissed, downplayed, etc.

i. Can you share interactions in which you were not taken ser-
iously for your health issues by:
1 Family? Friends? Health care providers?
ii. For each relationship type:
1 How did this experience make you feel?
2 How did you respond to the person?
3 Why do you think others have not taken your health
issues seriously?
a Do you feel the person’s dismissal is tied to who you
are?
b Your relationship?
¢ The type of health issues you have?
4 Have interactions with the person changed over time?
Have they become more or less supportive?
(2) [Identity Implications]:

a. How have these experiences of dismissal affected how you think

and feel about yourself?

b. How have these experiences of dismissal affected how you think
and feel about your health issues?

(3) [Conversations Implications]:

a. For those who have not taken your health issues seriously, what if
any differences do you see in the conversations about your health
more broadly:

i. With family? With friends? With physicians?
ii. Things you avoid talking about? Things you’re more willing to
talk about?

b. What is the most supportive or helpful conversation you have had?

c. What is the least supportive or helpful conversation you have had?

(4) [Relational Implications]

a. How have these conversations had an impact on your relationship-
(s) with:

i. With family? With friends? With physicians?

(5) [Advocacy and Support]: Not being taken seriously for health issues
sounds really difficult and I appreciate you sharing your experiences
with me. It is a lot of work to take care of your health needs.

a. Do you consider yourself an advocate for your health issues?

b. In what ways do you advocate for your health needs?

c. Do others advocate with/for you?

d. Where do you find support when others do not take your health
issues seriously?

e. What do you think should be done to help women be taken more
seriously for their health issues?

(6) [Advice/Closing]: To conclude the central portion of the interview,
we would like your advice.

a. What advice would you have for women in your position faced
with health issues others do not take seriously?

b. What advice would you have for anyone to whom a woman dis-
closes their health issues? (family, friends, medical providers)

(7) [Other comments]: Our goal is to give voice to women such as
yourself when it comes to health and being taken seriously. Is there
anything else you feel I should know that will help us with this goal?
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