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ABSTRACT

Menopause is a major life change affecting roughly half of
the population, resulting in physiological, emotional, and
social changes. To understand experiences with menopause
holistically, we conducted a study of a subreddit forum. The
project was informed by feminist social science methodolo-
gies, which center knowledge production on women’s lived
experiences. Our central finding is that the lived experience
of menopause is social: menopause is less about bodily ex-
periences by themselves and more about how experiences
with the body become meaningful over time in the social
context. We find that gendered marginalization shapes di-
verse social relationships, leading to widespread feelings of
alienation and negative transformation — often expressed in
semantically dense figurative language. Research and design
can accordingly address menopause not only as a women’s
health concern, but also as a matter of facilitating social
support and a social justice issue.
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1 INTRODUCTION

Menopause signifies the end of a woman’s' reproductive
ability. It is marked by the point at which an individual
has gone twelve months without menstruating. Linked to
diverse physiological changes, menopause is commonly un-
derstood as a personal women'’s health issue and examined
through the lens of clinical medical research. Accordingly,
medical therapies have been developed and evaluated, and
topics such as the risks of early menopause and the ways that
lifestyle factors contribute to symptoms have been examined.
Technology research has complemented these approaches,
including decision support about treatment options [64, 84]
and identifying related and cooccurring symptoms [99]. In
HCI, researchers are beginning to examine design require-
ments for mobile applications that coach women through
menopause [91] and support them in managing their health
through features such as tracking [57].

As this work progresses, it is important to attend to a body
of work outside of HCI and health sciences on menopause
that has asserted that menopause doest not fit neatly into
the dominant medical paradigms [34, 67] — these include
needs and experiences that could not possibly be met by
clinicians or a health care system. Further, women’s health
has an uneasy history with medicine (e.g., exclusion from
clinical research and under-diagnosed and treated [87, 96]),
making other approaches to this topic necessary.

HCI research has begun to confront tensions between
women’s health and biomedical approaches: rather than lo-
cating the responsibility to care for others or stay healthy
entirely on an individual, which neglects social and soci-
etal factors affecting health [77], researchers are noting the
!Individuals in this paper are referred to as women, following the language
in our data and prior work in HCI on women’s health [32]. People not

identifying as women also experience menopause, and not all who identify
as women experience menopause.
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need for collaborative and systemic action to promote health
equity [10, 27]. Instead of reducing health to a set of physio-
logical or functional characteristics, researchers are describ-
ing how taboos generated by the marginalization of women
directly inhibit speech and information seeking [6, 10, 70].
As these perspectives develop, there have been calls to re-
think women’s health technology [5, 11]. In this paper, we
respond to this call and establish the domain of menopause
as a fruitful area for research and design for HCI.

To ask how HCI might contribute to wellbeing during
menopause, we report on women’s experiences of menopause
as articulated on Reddit. We use an interpretivist social
science methodology, informed by feminist social science
and literary hermeneutics, which emphasizes the centrality
of women’s lived experiences [35, 66, 101]. This is design-
oriented research; our intention in conducting the research
is not to discover broad truths about menopause and how it
intersects with technology use. Rather, in accordance with
HCT’s predilection for developing accounts of user experi-
ences to drive design [36, 100], our goal is to discover ways
to improve women’s health experiences as designers.

Past work on menopause has found that menopause is
a social and cultural process as much as it is a biological
one [30]. Our central finding, which unfolded from accounts
produced by and on topics determined by women, extends
past work to conclude that the lived experience of menopause
is often social. That is, menopause is less about how a woman
experiences her body by herself and more about how that ex-
perience of her body is situated in, and becomes meaningful
through, relationships with coworkers, medical profession-
als, partners, family, internet strangers, and dialogue with
herself across decades. These social experiences are posi-
tive and negative; shaped by self-discovery, taboos, pride
and shame, images of femininity in the media, a need to
prove that symptoms are real, sexual conflict, humor, and
estrangement. Women speak of experiences where some-
thing — sociality - is missing. Mainstream discourse and the
institutions that produce them fail to prepare women for the
changes they experience. Taboos and bias towards aging and
in particular, aging women, “other” and marginalize. As we
discuss, women desire experiences with menopause that are
social, rather than isolating and strange.

All of this suggests that menopause has profound expe-
riential dimensions, issues of marginalization and social in-
justice. HCI is well poised to address the social qualities of
menopause experience as it becomes increasingly mediated
by sociotechnical systems. We argue that HCI should work
alongside, but not subordinate itself to, a health research
agenda. This research engages with women’s lived experi-
ences with menopause to put forth new avenues for design.
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2 BACKGROUND AND RELATED WORK

Most people experience menopause in their late forties or

early fifties, though for some it is much earlier or later [75].

Menopause is preceded by perimenopause, years when ovaries
decrease the production of certain hormones and people be-
gin to experience physiological changes, including changes

in menstrual frequency or flow, hot flashes, insomnia, pain

during sex, weight gain, and mood changes [1]. Menopause

signifies the end of reproductive ability, after which one is

post-menopausal.

Sociocultural Perspectives on Menopause

Despite the generalities above, there is no universal meno-
pausal experience. Rather, menopause is shaped by one’s so-
ciopolitical context and life history [30]. People of different
ethnic and sociocultural contexts experience menopause dif-
ferently [8, 20]. Other factors that affect experiences include
interactions and relationships with others [12, 98], stress,
diet, and reproductive history [68], and personal attitudes
towards menopause [9, 31].

Menopausal experiences are also shaped by dominant so-
cietal attitudes. Menopause is currently treated as a taboo
topic [25]. Researchers have charted how ideas about meno-
pause have changed over time, with implications for how
people make sense of their own experiences with menopause:
from being linked to sin and decay in Victorian times to neu-
rosis in the early 20th century. In the 1960s as synthetic
estrogen became available, menopause began to be treated
as a disease of estrogen deficiency [67]. Now considered a
health issue, menopause was addressed with intervention-
oriented approaches, such as HRT (hormone replacement
therapy) [34]. At first administered widely, negative effects
were found and HRT was recognized as something to be used
with caution — at the smallest dose for the shortest time, and
not for those with a history of certain conditions [3]. Health
informatics research has supported medical approaches, via
decision support about treatment options [64, 84] and sup-
porting women in identifying related and cooccurring symp-
toms [99].

The medicalization of menopause has been critiqued by
feminist scholars [29, 79] and discredit women’s own experi-
ences with menopause [34]. Further, by reverting what can
be seen as natural changes in the body, medical approaches
may esteem youthful feminine states, in turn perpetuating
ageism and sexism towards women as they age [28]. Instead,
some call for menopause to be treated as a natural part of
life rather than a disease [34, 67].

Women’s Health in HCI

Women’s health is gaining momentum as an area of research
in HCI. Researchers are examining maternal health: before,
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during, and after pregnancy. Recent work begins to con-
sider menstruation and menopause. Lee et al. conducted
focus groups and interviews to identify design considera-
tions for mHealth [57]. Another project envisions an adap-
tive application to coach people through menopause [91].
Similar to these works, we have found the importance of
speaking about menopause with others in one’s social circle
(which [57] used to motivate a social networking component
of their application) as well as a general lack of knowledge
of menopause [91]. Our paper situates these findings from
past work in the context of marginalization, which we find
shapes the experience of menopause in many ways.

Past work on menstruation is also relevant to this topic.
Epstein et al. examine how and why people track their men-
strual cycles [32]. One reason is to support the interpretation
and management of emotions (e.g. recognizing increasing
anxiety is due to an upcoming period) [32]. Unlike the often
regular and trackable period cycle, menopausal experiences
are often unpredictable and unfamiliar in our data, with many
individuals asking whether they are normal and how to ac-
count for changes they are experiencing. Critical HCI work
has used the topic of menstruation to ask broad questions
about intimate technology and design. Bardzell et al. [16]
analyze the critical design Menstruation Machine [2]to sup-
port Research through Design approaches. PeriodShare is a
speculative design fiction to provoke critical reflection on
self-tracking and intimate technology [88]. This work ques-
tions whether new menstruation apps and products neglect
important political and cultural dimensions [88].

Women’s health HCI research often takes up these so-
ciopolitical dimensions. A CHI workshop on women’s health
confronted taboo, power, and prejudice [11]. Gui et al. re-
fer to the ways that embodied knowledge and experiences
with pregnancy are disregarded by a dominant biomedi-
cal view [42]. Examining urinary incontinence, Almeida et
al. argue that taboos around women’s bodies shape health-
care [5]. These taboos are being confronted explicitly in
research on breastfeeding, learning about intimate anatomy,
and abortion [6, 10, 70]. Other work recognizes the bur-
den that technologies designed for the individual place on
women, and instead investigate systemic or collaborative
approaches [10, 27]. In our data, we too find the significance
of taboo and a lack of a sense of shared experience. The work
in women’s health joins a growing body of HCI research call-
ing for an expansion past a solely medical model of health.
These works call for other approaches, such as designing for
health activism [77], self-care [72], and wellness [41].

Women'’s Lived Experience

HCI researchers have proposed holistic accounts of user
experience (e.g. [100]). Interpretivist and philosophical ap-
proaches to experience in HCI, including accounts based on
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Deweyan pragmatism [80, 100] and Richard Shusterman’s
somaesthetics [49, 50, 58, 85] foreground experiential quali-
ties including involvement, pleasure, and embodiment [14].
Questions about whose experiences, which experiences, and
how experiences shape knowledge production have domi-
nated feminist scholarship. A feminist turn to experience
involves “taking real life as the starting point, its subjective
concreteness as well as its societal entanglements” [35]. Fem-
inist standpoint theory centers the experiences of a marginal
group as a point of departure for research [44, 46]: “women’s
identity as a distinct and specific social group begins with
their ‘lived experience’ as women.” ( [66], p.21). This ap-
proach is ethically justifiable, but also leads to empirical
insights harder to acquire by other means [13].

While feminist scholars have recognized the importance
of understanding marginal groups’ experiences, many also
caution against essentializing these groups [13]. The idea
that women share a “common experience” on specific issues
is contested because the sociopolitical differences between
individuals are so vast [66]. Yet it is possible to distinguish
between the idea of experiences shared by women that are
innate and unique to women (i.e., the essentialist view) and
experiences shared by woman that are situated within so-
cial structures and patterns and empirically visible. In other
words, to assert that all women, regardless of culture or eth-
nicity, gain the same kind of unique knowledge as a result
of menopause is essentializing. In contrast, it is not essen-
tializing to say that, for example, many women in our study
have expressed the feeling that the medical establishment
does not take menopause sufficiently seriously.

3 METHODOLOGY

This research analyzes the lived experience of women expe-
riencing menopause. In doing so, it balances a commitment
to taking known medical dimensions of menopause seri-
ously with an equal commitment to women’s accounts —
their words, lived experiences, and the marginalization that
they encounter. Some of what we are interested in is not
directly observable: the subjective experience of menopause;
the ways that sexism, taboos and other forms of structural
marginalization shape those experiences. Our methodology
pursues our research goals in such a context by blending
qualitative empirical methods with feminist and hermeneutic
interpretive methods [14, 15].

Approach

After considering a number of publicly available English,
US-based forums on menopause, we selected a subreddit
forum because of the scale of its threads and number of
users. We used the Reddit API with the PRAW Python li-
brary to scrape all posts (417 threads with 617 uniquely
identified authors, with M=7.66, SD=7.48 comments) from

Page 3



CHI 2019 Paper

https://www.reddit.com/r/Menopause/. The threads dated
from June 2012-March 2018. We began with thematic analy-
sis [22], with all authors separately open-coding and gener-
ating themes for the most recent 100 threads. Example codes
at this stage included normalcy—what are normal experi-
ences of menopause; transformation—mental and physical
changes that accompany menopause; institutional marginal-
ization—issues with doctors; and personal details—revealing
context about yourself to the subreddit. We then came to-
gether for a discussion of the themes. Noting that the dataset
was experientially rich and intense, and expressed lived ex-
periences of women, we realized a feminist social science
methodology was well suited for this topic.

The resulting interpretivist method pragmatically bor-
rowed from critical discourse analysis, blending close reading
(i-e., an emphasis on diction, figurative language, metaphor,
etc.) and inductively identifying and categorizing themes,
in order to understand women’s lived experiences as mani-
fested in these texts [4, 82]. After identifying women’s lived
experiences as the focus of our analysis, we began to at-
tend to linguistic practices with heightened sensitivity. In
particular, we identified intertwined themes on the marginal-
ization of menopause from society at large, employment
of figurative language to describe physical and emotional
experiences with menopause, and social solidarity as well
as conflict (e.g., among other women and partners). With
these themes in mind, two authors collectively coded 200
additional threads. We interleaved coding the most recent
and oldest threads to ensure that results were not biased to a
certain time period; for example, in older posts, social norms
may not have been established, but give valuable informa-
tion about motivations of the subreddit. Newer posts may
better reflect contemporary issues and how members have
evolved over time. We reached data saturation with the next
39 most recent threads (i.e., a single top-level post followed
by 0 or more comments) and the 161 oldest threads. In total,
we coded 300 threads and 2065 comments (each thread had
an average of M = 6.95, SD= 7.24 comments), approximately
72% of the entire Menopause subreddit corpus. We stopped
coding upon reaching data saturation, when further analy-
ses no longer yielded significantly new insights on women’s
lived experiences with menopause.

Parallel to coding, we engaged in discussion and close
reading, informed by feminist social science and literary
hermeneutics. Close reading unfolds across iterations of read-
ing. Initially, the analyst seeks to build a literacy with the
main contents of the texts. This literacy gradually develops
into a sensitivity. This sensitivity is at once more subjective
and more insightful; it characterizes what we become able to
perceive. With each iteration, we read fewer passages and in
a richer way; connect passages to other passages, theory, im-
ages in popular media, and so on; and become more sensitive
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to use of language, structure, and connotation. A sensitivity
helps focus attention and develop criteria with which to cu-
rate selections from the whole. We also attended to figurative
language (i.e., non-literal language, such as metaphors and
hyperbole) to generate powerful insights. In doing so, we
drew from linguistic textual analysis as it has been developed
to locate patterns among unusual structures of language to
enable inferences about psychological meaning [37]. We ap-
plied this approach as we coded the second set of 200 codes
referred to above. Some of the codes that came out of this
process included recurring metaphors used to make sense of
experiences, such as “stranger in my body,” and that of a
“journey”; hyperbole to demonstrate distress, such as “T am the
cause of global warming”; and vivid imagery to communicate
subjective feelings (e.g. wringing out one’s shirt with sweat).
We increasingly engaged texts as written, resisting the move
to paraphrase them in more literal language, and learned to
see affinities across texts based on diction and metaphor (e.g.,
of blood and heat) rather than imposing what we already
knew about menopause onto the text.

Our analysis was also informed by feminist social science
as it foregrounds women’s experiences a source of knowl-
edge production. The turn to feminism is appropriate to our
inquiry in several ways, as well as our selection of Reddit
forums as the source of text (as opposed to, for example,
interviews). This subreddit serves as a form of consciousness
raising that we can learn from, where people discuss and
mobilize attention around marginalized and gendered top-
ics [51]. Also, individuals may feel more comfortable talking
about stigmatized topics online, as opposed to face-to-face
with researchers [18, 63, 74]. The “pseudonymity” afforded
by Reddit likely led to more discussion of taboo or uncom-
fortable topics [93]. We also found benefits from drawing
on conversations that referred to past interactions and com-
munity norms that built up over time, similar to [56]. Most
importantly, conversations were self-initiated or brought
up in response to others experiencing menopause, mean-
ing that the analysis centered on what was brought up by
women, rather than researchers (i.e., during interviews). This
approach differs from past work to understand social dimen-
sions of menopause, which have largely relied on interviews
about particular topics. Finally, key to our hermeneutics is
our positionality. This research is neither medical research
nor cultural studies, though it draws from both. Instead, it
situates women’s experiences of menopause in a field that de-
signs sociotechnical systems. Even as we sought to discover
themes in texts, we were linking them to HCI agendas.

In doing so, we hope to open up new design spaces. In-
stead of asking, how might Reddit forums better support
women experiencing menopause?, we ask: what might it
mean for a smart home or smart city to be “smart” about

Page 4


https://www.reddit.com/r/Menopause

CHI 2019 Paper

women experiencing menopause? By situating this subred-
dit’s discourse in a dialogue with HCI, we become actors in
sense-making. In hermeneutic theory, our “prejudices” both
bias us and also form the basis of mutual understanding and
empathy that underlies any sense-making at all. We accept
both consequences of our methodology.

Ethical Concerns and Limitations

Study procedures were approved by our university institu-
tional review boards. In writing this paper, we considered
adopting a “moderate disguise” strategy to obscure quotes
to protect the privacy of participants [23]. However, we de-
cided to keep quotes as written because a key component
of our methodology is taking words as written; obscuring
quotes would run counter to this. Additionally, given that
the forum is the only English subreddit on menopause and
is fairly small, it would be easy for a reader to trace mildly
obscured comments back to individuals.

We selected the subreddit after considering more active
forums, all of which happened to be based in the UK. As
US-based researchers, it became clear that familiarity with a
healthcare system is key to gaining intimacy with accounts
of menopause. Consequently, our findings come from a sin-
gle, US/English online community. The findings are certainly
influenced by their source. For example, past research has
found that different symptoms, such as hot flashes, are more
likely to be experienced in Western contexts (e.g. [38]). Peo-
ple with worse attitudes towards menopause experience
more symptoms [9, 31], and some research has found differ-
ent attitudes towards health-related perceptions of aging in
different cultural contexts [59]. Associations between youth
and beauty in the US also contextualize the aging appearance-
related comments [39]. Future work should examine more
diverse perspectives by examining different online platforms
to compare experiences and conducting interviews in differ-
ent sociocultural contexts.

Reddit as a data source has other limitations. We could
not tell the ethnic and racial, economic, or regional diversity
of forum participants. There may be significant homogene-
ity to the population—for instance, individuals may share
certain characteristics such as high technological literacy.
Finally, those that wrote on this forum may share certain
characteristics such as intense or very negative experiences
with menopause, or those more open to sharing and social
connection. Thus, this analysis reflects a particular set of
experiences with menopause. Additionally, there are some
tensions in choosing Reddit for a feminist approach: includ-
ing that it can be easy to assume a scientific distance from
forum participants and that the site may be frequented by
people who have more knowledge and access to resources.
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4 FINDINGS

We describe the lived experiences of women going through

menopause, as told by women. Though the stage (perimenopause,

menopause, post-menopause) is unclear, we refer to “women
experiencing menopause.” Quotes are denoted by P[post
number].

Figurative Descriptions of Experiences

Feminist anthropologist Emily Martin observes contempo-
rary medical discourse’s metaphors of the body experiencing
menopause as a factory that is failing, regressing, in with-
drawal, following inappropriate orders, and in a state of
loss [65]. Here, we examine the metaphors and other figura-
tive language that women themselves use. Women describe
intense physical and psychological experiences. They use de-
scriptions of transformation and being inhabited to describe
the foreign experience of menopause — sometimes with an
overwhelming negativity, but sometimes with hope.

When medical discourse is not enough. Many individuals use
medical discourse to describe experiences. This often in-
volves quantification (e.g. months since last period), medica-
tion and supplement regiments, and the biological mecha-
nisms by which medications and supplements work, as seen
in P257’s post: “Antidepressants actually “can™ help- there’s
evidence for several SSRIs reducing vasovagal symptoms. But
what REALLY helps is hormonal birth control. (It also helps pre-
vent osteoporosis by maintaining bone-healthy estrogen levels).”
Many women are knowledgeable in medical understandings
of menopause. Like past research on online health commu-
nity, we found that individuals were well versed in medical
understandings, and shared both clinical accounts and experi-
ential accounts [42]. In this case, experiential terms appeared
where medical or standard discourse was not sufficient. A
variety of evocative terms are used to describe experiences,
such as unusually heavy periods described as “flooding.” In
particular, “hot flash,” a term used in medical research and
everyday life, is not sufficient. ‘Hot” does not begin to cap-
ture the intensity of “pouring sweat,” leaving P257 to “wring
out my shirt [from] sweat.” “Flash” implies a fast, temporary
state, but individuals draw parallels between interrogation
techniques with the months of hot flashes that startle them
awake at night. The contrast between medical discourse and
the lived experiences is described by P327: “Honestly, I think
the medical establishment has tried too hard to put formal sepa-
rate names to what’s essentially a long, irregular, idiosyncratic
process for most women.” Medical labels contain experience
through demarcation and diagnosis. This language cannot
capture experiences that evade averages or involve a fluidity
that defies demarcation. Instead, individuals draw on a rich
array of figurative language to describe these experiences.
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Being Possessed and Transformed. Figurative language is con-
sistently used to describe how menopausal strangeness and
change is experienced: by being inhabited, and transformed.
Individuals describe how they had “woke up in a stranger’s
body” (P113), a “beast inside me... both physically and men-
tally,” (P131) or feel their “body being hijacked by an alien”
(P101). P87 describes similar sentiments for other life phases,
mainstreamed via film:

“My son wants to be a screenwriter and I told
him there’s a market for a movie that metaphor-
ically depicts menopause, in the way that The
Exorcist depicted female puberty, Alien/s depicted
pregnancy and childbirth, and David Cronenberg
depicts all manner of...reproductive horror” (P87).

The metaphor of menopause as a kind of possession gives
a sense of its experiential power. It also has connotations of
impurity, in that the self is now a hybrid of two things, “me”
and an inhabiting alien. That being possessed lends itself to
the horror genre is a topic we return to below.

Women also describe experiences as transformations. A
once ‘chill easy going” (P310) demeanor is no more: ‘T've
always been sweet natured, now, I am a raging bitch, a per-
son who once loved sex and now can’t be bothered and [is]
dreadfully unhappy... want my sweet demeanored, laid back
me again” (P408). This is particularly disturbing, given that
individuals have “spen[t] 20-30 years building up” (P21) a
personality, only to find it transform. Changes are often dis-
cussed in relation to how they impact others, such as spouses
and coworkers. With physical transformation, individuals
speak of how life-long approaches to dieting no longer work,
and despite immense effort, they are “becoming one of those
people I always swore I wouldn’t become - round and ma-
tronly” (P104). Both inherited and willed super-attributes
are seen as destroyed by menopause, with some avoiding
antidepressants and other treatments to avoid weight gain.

In contrast to the often-negative descriptions of being pos-
sessed and transformed, a journey metaphor communicated
more positive experiences and even hope. Getting through
the worst of perimenopause is to “come through the other
side” (P351). P351 describes herself as in the midst of this
journey: “[I'm] Starting to feel like this is going to truly be
a wonderful part of my life, like starting over in a good way;
like graduating or something.” Similar hope is offered to oth-
ers: “It’s temporary, so don’t worry too much... I'm nearly 3
years post-menopausal, and at this point I'm actually feeling
much more stable and mellow than I've ever felt. It gets better, I
promise” (P134). The journey metaphor emphasizes the long
timescale of menopause: individuals live several decades be-
fore experiencing menopause, perimenopause can last nearly
a decade, and people may live post-menopause for half a cen-
tury or more. Thus, the experience of menopause cannot be
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considered in isolation; rather, it must be understood in con-
text of the experience of womanhood across the lifespan. In
addition to a sense of stability, other positives are described
as the reward for “graduating” menopause, including the
end of: cramps/back pain; worries about staining beloved
underwear; the need for birth control; unwanted pregnan-
cies; ruminating about what others think; as well as better
relationships with significant others. Several describe an im-
proved comfort with speaking their minds: P2 tells a story
that took place at a restaurant where, “Thanks to the glory
of menopause I instead became a She-Hulk... I went straight
up to the couple, told them in no uncertain terms that they’d
ruined our lunch.” Here, being inhabited is not uncomfortable,
but welcome. This is consistent with research that has found
in contrast to medical discourse, women can have mixed or
positive experiences with menopause [29, 79].

Both transformation and being inhabited are effective
ways of conveying not only the emotive experience of meno-
pause in non-medical terms, but perhaps, more importantly,
how this experience is foreign when compared to what they
have known about their bodies and emotions. Indeed, past
research has considered the importance of imagery and
metaphors of menopause, and how they “reflect and per-
petuate gender images and cultural anxiety about aging,
femininity, and sexuality” [34]. These metaphors express
how women feel out of control, frustrated, and disgusted
with changes they experience. At the same time, we see some
(though a minority) of metaphors express positive, rejuve-
nate emotions. What makes this experience impactful is that
the experience is wholly alien to them during perimenopause
- once some time has passed, they sometimes emerge in what
they describe as an improved state.

Marginalization

The experience of menopause takes place against a backdrop
of marginalization which includes institutional experiences
(in particular with the medical establishment), silencing and
concealing, and the shame and stigma faced by aging women.

Institutional Experiences. Individuals speak of negative ex-
periences with medical institutions. They discuss difficulty
finding medical professionals with expertise on menopause:
“After going through pages and pages of on-line statements
about their practices from local ob/gybs I found one (ONE!)
mention of menopause. (This doctor had attended a seminar on
it)” (P370). One can imagine a design approach that makes
information about specialists more accessible to individuals
such as P370. However, this approach would not help her, as
more than an information access issue, she is affected by the
“very few resources, or even apparently much interest from the
medical community, just a sort of blithe indifference about nor-
mal questions and concerns” (P370). The lack of attention and
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information in mainstream media, healthcare, and medical
research is met with shock given how menopause is a “nor-
mal stage of adult life” (P370) experienced by “half the human
population” (P272). This is consistent, though, with the way
that women’s health is marginalized across the life span [40].
Individuals discuss how their experiences with menopause
as a woman’s health concern stood in sharp contrast to the
ways that men’s needs were taken seriously, citing examples
such as Viagra for erectile dysfunction. P293 said:

“It’s so sad that there’s no support at all for
women...If men went through this there’d be
an entire industry dedicated to it, and special
resorts in really cold places where they could
go to be more comfy. Instead we sleep on beach
towels, dust ourselves with powder, take some
NSAIDS, and get on with it”

This disparity is attributed to “our bullshit men-first-with-
the good-shit medical culture” (P310). Women recognize that
the marginalization of women’s health, and menopause in
particular, has to do with patriarchal attitudes.

Even when women can find health care professionals, they
must convince doctors of the existence or severity of their
experiences. P311 writes, “No one believed me. My ‘doctor’
said, ‘You're being hysterical.”” Even upon finding a center
specializing in menopause, she still found the doctors to
be “skeptical,” though at her insistence they eventually pre-
scribed her medication for regulating hormones and sleep.
Women experiencing menopause “decade[s] before expecta-
tions” (P326) have a particularly difficult time making a case
to doctors. Needing to convince disbelieving doctors has
been found in studies of people living with rare diseases [62],
but is surprising for something so common.

Women speak about doctors not taking their symptoms
seriously. Doctors, however, pay attention to what can be
measured numerically, even when this does not match expe-
riences: “My first endocrinologist... had no idea how terrible
hot flashes are. ‘The bloodwork was okay, so I can’t change
anything.” Um, the BLOODWORK can kiss my ass! I AM THE
CAUSE OF GLOBAL WARMING” (P341). Research has noted
how the medicalization of menopause can lead doctors to
inadvertently “dismiss certain symptoms as they highlight
others” ( [83] in [30]). Researchers have investigated ways
to support doctors in empathizing with patients (e.g. [78])
and sharing understandings of patient care priorities [60]. In
some cases, healthcare professionals are neglecting experi-
ences that can be addressed in a medical context. However,
due to the medicalization of menopause, people may be seek-
ing relief from health care professionals for symptoms that
do not have treatments, and will pass with time. This may
be trivial from a medical perspective, but is a fruitful avenue
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for HCI to approach from the perspectives of self-care, the
lived experience, or community building.

Intersections with class also exist. Though traditional doc-
tors specializing in menopause are hard to find, “..plenty
of doctors with Tuxurious East Side townhouse suites’... mix
custom bio-identical estrogen and hormone ‘prescriptions’ in-
house. They never accept insurance...” (P370). Insurance factors
into what people can afford and use, including prescriptions
given to them by health care professionals: some women
speak about not being able to afford basic treatments while
others consider options less medically necessary (e.g. for hair
growth) “spendy” (P325) but worth it .

Societal Attitudes Towards Women, Aging, and the Body. Indi-
viduals describe physical changes they experience in meno-
pause, such as a feeling that their skin is becoming papery
and differences in the distribution of weight on their bodies,
as well as changes from aging more broadly, such as grey hair
and wrinkles. These changes are often described as negative,
with references to “fading looks” (P330) and acknowledge-
ments that the societal value of women is tied to a youthful,
thin appearance. P295 said, “..the thought of being genetically
past my sell by date is...hard. in a culture that is relentlessly ob-
sessed with youth, I feel like my worth, as a human, is rapidly
draining away.” Some push back on these cultural valuations
of women, arguing that women can be beautiful at any age,
or their value extends beyond beauty: P294 writes “As nice
as a tight ass is, youthful beauty belongs to the young; we have
better things to offer the world.” Individuals also note how
women’s health topics experienced at younger ages received
far more attention:

“I mean, we're taught about periods, birth con-
trol and/or abstinence, making sure we go to the
gynecologist regularly for PAP Smears so we get
checked out to be sure all is alright, STD’s, AIDS,
the birthing process, and PMS. What no one is
taught about much, if at all, is perimenopause
or menopause...” (P264).
Recent HCI work describes how older people use blogs to
reconcile individual experiences of ageism and formulate
ways of pushing back on ageist views [56]: individuals here
use Reddit to respond to similar ageist and gendered views.
Women work to conceal unpredictable appearances of
menopause symptoms. They take precautions, using both
a tampon and a pad in anticipation of a “flooding” period.
Menstrual products are not always enough, as P399 writes:
“Last two were so heavy it felt like a cough or sudden movement
i bleed true my pads which i did a few times. At work I had to
sit on a plastic bag so not to stain my chair good thing I'm in
a private office.” Hiding is difficult in public spaces, and the
workplace is one site where visible signs of menopause do
not seem to be appropriate [81]. They describe shame at the
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idea of being seen by others during these times, and some
(somewhat jokingly) refer to secluding themselves, such as
not leaving the house in order to avoid being seen flushing.
Though the unpredictability of these periods or flushing is
new, hiding things associated with one’s body is not: women
often hide signs of menstruation their whole life, down to
the “secret stash of lady product in my purse” (P316). Past HCI
research has found that embarrassment and the feeling that
certain parts must stay hidden impact women’s health and
self-care [5, 6].

Intimate Experiences. One place where women cannot hide
menopause is in their homes and bedrooms. Many women re-
fer to husbands that remain supportive despite mood swings
or changes in libido: “My husband is handling it pretty well.
He’s very supportive, which makes it not so horrible for me”
(P349). The impact of menopause is described as substantial
on male spouses, requiring them to be heroes to withstand
this phase: P374 refers to her “poor Husband-Man-the-Brave.”
This type of praise for supportive husbands has been found
in past research on menopause, which describes how this
positive discourse indicates that men are acting out of the
norm for their gender [30].

Yet, women describe conforming to dominant norms of
heterosexuality. Vaginal dryness associated with menopause
gets in the way of intercourse, and individuals described the
need to engage in more foreplay, to “involve lubricants or just
suffer through the pain that sometimes happens” (P104). These
preparations are further described by P104 as “tak[ing] all
the sexiness and spontaneity out of things.” Being ready for
sex at any time, without the need to “warm up” is seen as the
ideal state. P103 writes: “So we tried about a million lubes and
ended up with KY Liquibeads. They seem to work fairly well...
less pain for me but still some enjoyment for hubby.” In this
case, a situation that works “fairly well” involves minimized
pain for P103 and maximized pleasure for her husband: no
mention is made of her own pleasure. Past research has also
found women describe “enduring” sex despite pain from
vaginal dryness because of the centering of male pleasure
and vaginal intercourse [97].

Some women write of husbands who do not take seriously
that their experiences are associated with menopause. These
husbands think women are “blaming it” (e.g. lack of libido) on
menopause. A number of posts include husbands writing into
the forum to ask for help dealing with their wives who were
experiencing menopause. Some confirm women’s claims that
husbands think that menopause is an excuse or that women
are not taking responsibility to overcome these symptoms:

“My wife went through this ‘wonderful’ change,
and we no longer have sex. 'm very unhappy
about it. The symptoms have gone away, but her
sex drive is completely gone...She is using this
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as an excuse, and I have read it does effect her

sex drive, but it can come back, but not on it’s

own” (P103).
Others describe how their wives transform before their eyes
from supportive and easygoing to raging and irrational: “T’'m
just a suffering husband. .. confronted with the horrible reality
that is menopause. Sure, I know all the women suffer. And,
I realize that most, if not all, women, have zero ability to
control the caustic nature of their being once menopause takes
hold...” (P310). P310 then reassures readers that he will not
leave his wife: he will stand by as her caustic, out-of-control
transformation brings him suffering.

Generations, Time, Other Women

This forum allows heterogenous experiences — in contrast to
dominant, medicalized views of menopause — to be shared
and then normalized with a virtual sisterhood across time
and space.

A Virtual Sisterhood. A solely medical approach perpetu-
ates negative cultural attitudes towards menopause by fram-
ing it as a disease [92]. In contrast, some redditors discuss
menopause as a ‘natural process that women have been going
through for centuries” (P307). They relate to women across
centuries, but also those just decades older. In particular,
older women are described by some as defying stereotypes
of being sex-less or unattractive: ‘T see some of these older
women settled into menopause and notice how vital and sexy
they appear, how they seem to know themselves and care little
about what other people think, and it makes me look forward to
that time in my life” (P306) In these cases, individuals are not
looking to older women for information. Rather, they iden-
tify in others ways of living with menopause that challenge
convention.

In addition to those who had gone through menopause
before them, individuals consider those who will follow:

“..all my friends are younger than me, and since
I'm only 38, I get to machete through this jungle
first while they laugh at me from the already-
cleared trail :p” (P103)

“In my wide circle of women friends, I'm pretty
much the oldest so I have been telling about my
experience to anyone who would listen because,
I swear to fuck, the only thing I’d heard about
from my elder women was hot flashes. and that
really didn’t happen to me at all” (P129)

Women link across time and space to form a sort of net-
worked sisterhood: P129 writes that this subreddit, “is good
for our sharing and for younger women coming into peri/meno
and wanting a community to check in with.” The forum is a
way to support individuals from these imagined future gener-
ations, who consequently become active participants [7, 19].
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Often, sociality is set against the backdrop of marginaliza-
tion: women experience peri/menopause together as “sisters-
in-adversity” (P264). Discussing a shared difficulty avoid-
ing weight gain, P343 writes, “Here’s to us sister, I raise my
carbohydrate free vodka water to yours.” The forum func-
tions as an exceptionally welcoming space, unlike many
other online spaces for women [47, 71]. Individuals who do
not fit the norm are reassured when they express doubts
about whether they are welcome, such as those experienc-
ing perimenopause at a young age (naturally or due to hys-
terectomies). Researchers as well as family members such as
husbands and children are likewise welcomed. Again, this
welcoming and open space takes place with an awareness
that this would not and could not happen in many settings:
“there has just been this veil of secrecy around women’s health
for a long time. It really isn’t very many generations ago that
women didn’t talk about *any”* female health issue because it
‘wasn’t proper’” (P257).

A Place for Heterogenous Experiences. Many individuals end
their posts seeking out affirmations that their experiences
are normal. In particular, women speak of only having heard
of hot flashes, but not experiences such as changes in libido,
vaginal dryness, mood swings. In response, they are often
assured that these experiences are normal (and often, had
been experienced by the replier). Finding others with similar
experiences is a key motivation for joining and even starting
the forum: T actually created this subreddit when I was in
the midst of it in hopes of finding other women who might be
going through the same thing, because my friends seemed to
be sailing through it and my doctor wasn’t that sympathetic
at first” (P70). P70 notes that her experience was more dif-
ficult than her peers and not taken seriously by her doctor.
The subreddit serves, in different ways, to provide solidarity
to women whose experiences do not fit within the popu-
lar mold of menopause as relatively unproblematic. Though
there is a dominant narrative of menopause, including the
age it takes place and the symptoms it entails, the enormity
of the variance in experience is apparent from the thread:
including the symptoms, the age of onset, the duration, and
whether it is experienced as physical and/or mental. This
lack of knowledge of the different ways individuals might
experience menopause reflects the way menopause — some-
thing experienced by so many individuals - is marginalized
in medical and popular discourse. As a result, P121 writes,
“we really are forced to cast about to others.”

The subreddit can be thought of as a form of “conscious-
ness raising” in which taboo speech is encouraged between
marginalized individuals, who begin to understand how their
experiences are not isolated [51] and, importantly, docu-
ment these experiences [90]. Women tell stories of their
menopausal experiences, which include but also go beyond
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physiological experiences with menopause to injustices that
lead to the marginalization of their common experience.

Making Sense of Personal Experiences through Connections
with Others. As has been described in HCI health informatics
work, individuals look to experiences of others with similar
health experiences to understand what their own trajectories
might look like [26, 33, 52]. P399 uses someone’s menstrual
history to draw a parallel to herself: “I’'m also 51 and looks like
you started [having periods] around 12 too plus I'm having a
lot of the same.” Unlike previous work, family history is seen
as immensely important in menopause. First, the prevalence
of cancer in one’s family tree has implications for treatment
(i.e., the riskiness of Hormone Replacement Therapy). Sec-
ond, the age of menopause onset and symptom type and
severity of family members help individuals, as P408 writes,
“give me some insight into my own [course].” As important
as this awareness is, women struggle to piece together this
information. Not uncommon is missing information for a
number of reasons, including family dynamics, death, and
the taboo nature of the topic: T don’t know when or if my
mom went through menopause, she passed away a few years
ago and was only 54. I didn’t get to talk to her much the last few
years of her life and she never talked about anything like this”
(P121). As important as others’ experiences were, individuals
discuss how they are still, as P54 said, “on my own course
with it.” Another post explains this further: “I’ve learned that
every woman has a different experience, length and affect when
going through menopause” (P408). These individualized ex-
periences, though, are contextualized through the histories
of others.

5 DISCUSSION

Past work has found that menopause is a social and cultural
process as much as it is a biological one [30]. Expanding on
this past work by interpreting women’s lived experiences
on Reddit, we call attention to the specific ways in which
menopause is social. We argue that physiological experiences
with menopause become meaningful in the shifting relations
between the experiencing self and the social world — a social
world in which women’s experiences are marginalized. In
short, menopause is meaningful not because of physiological
symptoms that an individual woman privately feels, but
rather because her bodily change is enacted in the social
world; that is, it is intersubjectively experienced [55].

Reimagining Menopause Research in HCI

This paper, in engaging deeply with women’s lived experi-
ences, is not best suited for resulting in a list of concrete
design discussions, but rather as envisioning a new way to
approach design in this space in ways that involve but do
not exclusively lie in the medical domain. Our findings can
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be used to interrogate and envision extant and future so-
ciotechnical systems. The discussion that follows borrows
from the metaphor “blood language,” referring to the distinc-
tive use of language by women to communicate menopause
experiences.

Blood Language. One approach in health informatics research
is to analyze text on forums and online communities au-
thored by people with particular health-related conditions.
Through this approach, researchers have gained insight into
the lived experience in a broad array of contexts. We were
struck by the richness of the experiential language used
in our data, including figurative language (i.e., non-literal
language, such as metaphor, metonymy, hyberbole, synech-
doche, euphemism) and rapid pragmatic shifts (e.g., from
medical vocabulary to slang in a sentence). This use of lan-
guage makes it possible to express complex experiences; for
example, a poster might use medical vocabulary to speak
with precision, and switch to metaphor to express how it
feels to live through those experiences.

We saw many stories where an unexpected menstrual
“flood” occurred. If this was privately experienced, the speaker
might emphasize the discomfort of wetness or the hassle of
having to clean clothing, yet such narratives were uncom-
mon. More typically, the story was of embarrassment or
shame: that is, the feeling that this event might have had
witnesses who would negatively judge her. Here we turn to
film theorist Tarja Laine, who explains that shame

"directly reveals the intersubjective foundations
of individual existence, as shame is simultane-
ously [...] a way of seeing oneself from the stand-
point of others, and a sensed inability to take con-
trol of one’s identity and organize a response. |...]
shame operates motivationally; with the imag-
ined look of the Other" ([55], p. 19)

Here, too, it is worth attending to the diction: “flood” is
a hyperbolic description of menstrual flow. We believe that
hyperbolic language is used not only to communicate that
the objective quantity of the flow was high (as opposed to
spotting), but also to communicate the subjective experience
of it — a kind of natural disaster, a situation with sufficient
urgency and threat that it cannot be ignored or pushed off.

We have shown that language about menopause is often
not limited to literal, objective symptom characterizations,
but rather intersubjectively felt and directed utterances. At-
tending to the figurativeness of language increasingly be-
came a methodological tactic we used to sympathetically
engage women’s lived experiences. In health informatics,
researchers have pursued technical approaches to analyze
large bodies of text, such as natural language processing,
topic modeling, and sentiment analysis. Critiques have arisen
that common techniques neglect features such as slang and
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community nomenclature [76]. Here, we emphasize the im-
portance of retaining experiential language in its own right,
in addition to translating it into medical terminology. So-
ciotechnical systems should be expressive enough to support
the experiential language of menopause.

Blood Geography. Our data suggests that menopause has a
geography, as it is experienced differently in different spaces.
Diminished libido and vaginal dryness might not register as
experiences in the workplace, but in the bedroom, can be
traumatic. Because geography is linked to intersubjectivity,
this result is not surprising, and not all locations foreground
conflict. In places where people are alone, such as bathrooms
or private offices, menopausal experiences are relatively be-
nign. One individual described a flooding occurrence with
relief: “good thing I'm in a private office.” And, significantly
for HCI, sociotechnical platforms such as Reddit are part of
the menopausal geography, places where women can find
sympathetic fellow travelers. Yet the comfort that these pri-
vate/socially limited spaces afford is positive because they
facilitate a women’s compliance with social mores to hide
matters of female hygiene. Again, we see that societal taboos
and patriarchal structures do not merely color experiences;
they are the very condition of possibility of those experi-
ences.

Prior research has emphasized distinctions between space
and place [45] and how spaces are subjectively experienced
and socially interpreted. Recent research investigates ways
that people (e.g. during gender transition [43] and veter-
ans [86]) experience online spaces as stressful or unsafe (as
well as supportive). There is no question that many places are
experienced as hostile by women experiencing menopause.
Places make women feel shame, alienated, even monstrous.
A societal pressure to hide signs of menopause creates a
demand for privacy with obvious spatial implications. De-
bates about public breastfeeding are a visible testament to
this, even though breastfeeding (in contrast to menopause)
is often viewed as positive [10]. An implication for areas in-
cluding CSCW, ubiquitous computing, IoT, and smart cities
is whether their innovations reinforce the hostility of these
places, or if they contribute to computationally rich places
in which menopause is unremarkable: a re-menopausing
of space. For example, if we focus on HCI for menopause
only in the context of the clinic, one can easily imagine a
future where menopause stays hidden in private spaces, re-
producing today’s taboos into the future. Alternatively, we
can imagine additional spaces where menopause might exist.
This work is already beginning with smart homes and IoT:
with design concepts that regulate lighting [48] and home
temperature [53] based on menstrual cycles and menopause.
What else might be produced from design that does not keep
menopause behind closed doors?
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Blood Monsters. In the beginning of the novella, The Meta-
morphosis, Gregor Samsa wakes up as a giant insect [54]. He
struggles to understand his new body. He imagines how his
family and workplace will react and even addresses his situ-
ation to his reader, saying, “I cannot make you understand. I
cannot make anyone understand what is happening inside
me. I cannot even explain it to myself” He has changed, and
all of his social relationships will need to change as well.
More profoundly, though, he does not understand who he
now is, so he lacks a basis on which to build new intersubjec-
tive relations. Consequently, he fails to build positive social
relations (his relatives feel disgusted, though obligated to
care for him); at the end of the novella he dies in isolation.
People commonly assume that individuals identify with
their bodies and have one body over a lifetime. But metaphors
of transformation are abundant in our data, and for many,
the transformation is into an incomprehensible being. Their
descriptions of being transformed in to beasts or hulks and
being hijacked by aliens suggest more than entering into a
new life phase: they suggest a combination of unknowability
and also impurity (the woman is partly herself and partly this
new non-human entity). Not coincidentally, unknowability
and impurity stand at the core of all horror fiction [24]. That
many women express themselves in a horror genre indicates
that menopause can be terrifying. Not all narratives are so
dramatic, but there are other subtle ways that women are
rendered unknowable and impure. A partners’ inability to
understand implies an underlying inscrutability. A doctors’
inability to believe suggests that the woman is no longer a
normal human. Many of the women in the subreddit describe
an experience followed by a question about whether this is
normal. We all need to feel human in our own bodies, but
sometimes do not. This is no attitude that we can turn on
or off, but the outcome of social labor — something design
research can understand and support. HCI researchers use
technologies for bodily transformation, and often align with
hegemonic goals: losing weight, getting fit, being a better
lover. Researchers can approach design not only in terms of
society-level goals (e.g., caloric goals), but also to account for
and even address intersubjective body experiences, including
shame, alienation, feeling comfortable in one’s skin, or ac-
commodating bodily transformation. Interestingly, seeking
reassurance that one is “normal” can be found across the
spectrum of health informatics research: with cancer [61],
pregnancy [42], and rare diseases [62]. We suggest the quest
for normalcy arises when there is unknowability, and in par-
ticular where marginalization exists. Here, we see questions
for health informaticists and design researchers to pursue:
what would it take for menopause to be knowable at the level
of lived experience, where women do not feel like monsters
with superpowers and dirty secrets, where all geographies
respect the dignity of women as they are, where women are
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taken seriously when expressing everyday human suffering,
and where their preferences are just as legitimate as those
of the people around them?

Blood Sisters. So far, one of the few positive responses to the
preceding questions are informal sisterhoods of support. Tra-
ditionally, these include family relations: mother-daughter,
sister-sister, or close friends, especially where taboos about
menstruation and menopause make it an improper topic. As
we have seen, sociotechnical systems such as Reddit open
up the circle into a national or global networked sisterhood.
Though one might anticipate a day when these circles ex-
pand to include other genders, our data suggests that it has
not yet come.

The sisterhood facilitates re-intersubjectivization of meno-
pausal women. If shame is the intersubjective emotion that
isolates by taking an individual’s identity out of her hands,
the sisterhood can build bonds with an identity the woman
herself controls. Within the sisterhood, and its limited ge-
ographies, it is acceptable to talk about spotting and floods,
sexual problems, disconnections with doctors and colleagues,
and experiences of self-alienation. She is typical in her ac-
counts; neither inscrutable nor impure. Consciousness rais-
ing, where individuals develop vocabularies to identify and
address shared oppression, have been vital catalysts for ac-
tivism [51]. In feminist movements, this has resulted in con-
crete, influential, and distributed forms of activism such
as Our Bodies, Ourselves that protested the medical profes-
sion’s paternalistic view of women and empowered women
through shared, codified experience [40]. The sisterhood
creates spaces and relations that can reverse the isolation
and help alleviate experiences of estrangement and dehu-
manization. Supporting not only such sisterhoods, but more
importantly the mechanisms by which people help others
counter feelings of estrangement and dehumanization, is a
fruitful avenue of research for HCL

The Intersection of Health and Menopause

Menopause is deeply impacted by marginalization, includ-
ing by research and medical institutions. Relatedly, while
referred to as a women’s health issue, menopause includes
elements that reach beyond concerns typically located in
the domains of health and medicine, such as experiences
with ageism and sexism. For these reasons, menopause is a
challenging domain for health HCI researchers. We engage
with current discussions on this topic below.

Tracking and Menopause. Researchers are beginning to ex-
amine tracking for people experiencing menopause [57, 91];
here we apply findings of this paper to demonstrate how
our work can engage with current trends in women’s health
technologies. First, understanding that menopause involves
marginalization in the clinic, we might be cautious in how we
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use tracking to support dialogue with health care providers.
We see that when women’s experiences do not align with
what is known in the literature or a provider’s practice—for
example, experiencing negative feelings but lacking indica-

tive test results—these factors may continue to be neglected [62],

regardless of whether they are tracked and presented to the
provider. Quantifying women’s health, therefore, may fur-
ther marginalize dimensions of individuals’ experiences that
cannot be counted or do not register with current medical
practices. Additionally, some aspects of menopause do not ac-
tually have a medical response or medical treatments are not
desired (e.g., due to family history of cancer). And the clinic
may not be the best place to address, for example, feeling
ashamed of one’s body or fear of one’s husband leaving them.
Instead, we suggest that recording experiences accompany-
ing menopause may help women, especially by supporting
them in sharing with others—potentially providers, but also
fellow women, friends, and future generationss—as well as
in capturing these experiences for themselves. We provide
three considerations:

Capturing experiences in addition to quantitative
data. Applications should support the capture of diverse
experiences in menopause. This paper indicates the impor-
tance of blood language (see section 5) — the ways that
women use words and phrases to express their experiences.
Women should be able to customize the terms that they use
to describe their experiences (e.g., flood, spotting) and there
should be space for rich textual descriptions.

Including context. As indicated in blood geography un-
der section 5, menopause is deeply shaped by where it takes
place. Epstein et al. found that one reason individuals track
menstrual cycles is to interpret and manage their emotional
states (e.g. recognizing increasing anxiety is due to an upcom-
ing period and adjust anxiety medication) [32]. How women
interpret and manage situations with menopause are differ-
ent in different places (e.g., at the workplace vs. at home).
Individuals should have the ability to track locations as well
as the experience itself as a way to support sensemaking and
reflection.

Leveraging sociality. We see two opportunities for so-
cial interactions in the design of applications for menopause,
both stemming from concepts in blood sisters. First, we can
support women in sharing their data with one another, simi-
lar to how individuals currently use the subreddit. Having
access to others’ experiences can help people obtain and
share social support and help people answer the common
question “am I normal?” Second, researchers might support
the creation of records that can be shared across generations.
Women in our data wished to know details about how their
family members, who were now deceased, had experienced
menopause as a way to understand their own experiences.
As a starting point, we can draw on researchers who think
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of objects as holding social history [95] and draw from and
contribute to researchers examining tracking over the long
term [69]. We can design for the layering of reflections and
experiences of generations of women through notions of
heirloom objects [21, 73], which call for the design of tech-
nologies amenable to being passed on and valued over several
lifetimes. How would women wish to receive information
about their relatives’ experiences with menopause? For ex-
ample, given the impact of life history on menopause, they
might search for those with similar traits.

Tensions in HCI and Women’s Health. In taking a feminist
social science approach, we discuss problematic aspects that
arise related to healthcare and how gender intersects with the
healthcare experience, but only touch on socio-economic di-
mensions of medicine. Low socio-economic status and racial
and ethnic minority groups face disproportionate barriers to
health in the US [89]. As we continue to innovate in the area
of menopause, we must keep in mind that tying health experi-
ences to costly technology can increase health inequity [94].
As HCI and design research enters domains traditionally
covered by health research, tensions emerge that are not
easily grappled with [17]. Examining the ways that people
describe their lived experiences, including attention to their
language, may be a useful approach for other areas where
tension exists between a population and medical/research
institutions, such as HIV and health disparity research.

As problematic as interactions with healthcare institutions
can be, we cannot reject a biomedical view of women’s bodies
for many reasons, including that these views are important
to many of the women in our data. This was seen in instances
including sharing information from physicians, attempts to
understand how symptoms might be relieved, and discus-
sions of medical risks associated with different therapies. The
question, then, becomes how we might work productively
with/in healthcare institutions and cultures. Such a collab-
oration faces challenges, as the epistemologies of medicine
and design research have evolved separately and for sepa-
rate purposes, exhibit different forms of rigor, and evaluate
success in different ways. Even so, they are challenges worth
facing, so that design researchers and health informaticians
might identify shared goals and ways forward.

6 CONCLUSION

This research draws on feminist social science methodolo-
gies to understand the lived experiences of women going
through menopause. We find that women’s experiences with
menopause are impacted by, but also far exceed, issues that
we traditionally associate with medicine. Hot flashes, sweat-
ing, and irregular menstruation are both physiological symp-
toms and felt as natural disasters. Hormonal changes prompt
questions about the benefits and risks of HRT and are also the
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beginnings of a screenplay for a new Alien movie. An incon-
siderate restaurant patron transforms a woman into a hulk.
Physiological symptoms are not the only part of women’s
discourse; they are not even the most important part of it.
Experiences of isolation, conflict, shame, transformation, and
hilarity suggest that menopause is a social experience situ-
ated in meaningful spaces and places. Social technologies are
part of menopause’s geography. We present opportunities to
help answer questions such as: What future geographies will
sociotechnical systems create? What is HCI’s role to ensure
that those systems welcome, rather than isolate, the women
who will inhabit them?

ACKNOWLEDGMENTS

We thank Aditi Shankar for assistance with early stages of
this research and Eun Kyoung Choe, Anne Marie Piper, Jor-
dan Boyd-Graber, and the reviewers and ACs for thoughtful
feedback on the paper. This work was supported in part by
the National Science Foundation under awards 1513604 and
1816145.

REFERENCES

[1] [n. d.]. What Is Menopause?
what-menopause

[2] 2019. Sputniko! Official Website. http://sputniko.com/2011/
08/menstruation-machine-takashis-take-2010/ (accessed 2019-01-
05T16:31:32Z).

[3] US. Food & Drug Administration. [n. d.]. Menopause and Hor-
mones: Common Questions. https://www.fda.gov/ForConsumers/
ByAudience/ForWomen/ucm118624.htm

[4] Linda Alcoff and Elizabeth Potter. 1992. Feminist Epistemologies.
(1992).

[5] Teresa Almeida, Rob Comber, and Madeline Balaam. 2016. HCI and
Intimate Care As an Agenda for Change in Women’s Health. In
Proceedings of the 2016 CHI Conference on Human Factors in Com-
puting Systems (CHI ’16). ACM, New York, NY, USA, 2599-2611.
https://doi.org/10.1145/2858036.2858187

[6] Teresa Almeida, Rob Comber, Gavin Wood, Dean Saraf, and Made-
line Balaam. 2016. On Looking at the Vagina Through Labella. In
Proceedings of the 2016 CHI Conference on Human Factors in Com-
puting Systems (CHI ’16). ACM, New York, NY, USA, 1810-1821.
https://doi.org/10.1145/2858036.2858119

[7] Judd Antin and Coye Cheshire. 2010. Readers are not free-riders:
reading as a form of participation on wikipedia. In Proceedings of the
2010 ACM conference on Computer supported cooperative work. ACM,
127-130.

[8] Nancy E Avis, Rebecca Stellato, Sybil Crawford, Joyce Bromberger,

Patricia Ganz, Virginia Cain, and Marjorie Kagawa-Singer. 2001. Is

there a menopausal syndrome? Menopausal status and symptoms

across racial/ethnic groups. Social science & medicine 52, 3 (2001),

345-356.

Beverley Ayers, Mark Forshaw, and Myra S Hunter. 2010. The impact

of attitudes towards the menopause on women’s symptom experience:

a systematic review. Maturitas 65, 1 (2010), 28-36.

[10] Madeline Balaam, Rob Comber, Ed Jenkins, Selina Sutton, and Andrew
Garbett. 2015. FeedFinder: A Location-Mapping Mobile Application
for Breastfeeding Women. In Proceedings of the 33rd Annual ACM
Conference on Human Factors in Computing Systems (CHI ’15). ACM,

https://www.nia.nih.gov/health/

[9

—

Paper 480

[11

[12

[13

(14

[15

[16

(17

(18

(19

(20

[27

—

—

—_

[l

=

—

—

[t

]

=

—

=

—

CHI 2019, May 4-9, 2019, Glasgow, Scotland, UK

New York, NY, USA, 1709-1718.
2702328

Madeline Balaam, Lone Koefoed Hansen, Catherine D’Ignazio, Emma
Simpson, Teresa Almeida, Stacey Kuznetsov, Mike Catt, and Marie
L. J. Sendergaard. 2017. Hacking Women’s Health. In Proceedings
of the 2017 CHI Conference Extended Abstracts on Human Factors in
Computing Systems (CHI EA °17). ACM, New York, NY, USA, 476-483.
https://doi.org/10.1145/3027063.3027085

Karen D Ballard, Diana J Kuh, and Michael E] Wadsworth. 2001. The
role of the menopause in women’s experiences of the ‘change of life’.
Sociology of Health & Illness 23, 4 (2001), 397-424.

Jeffrey Bardzell and Shaowen Bardzell. 2011. Pleasure Is Your
Birthright: Digitally Enabled Designer Sex Toys As a Case of Third-
Wave HCI. In Proceedings of the SIGCHI Conference on Human Factors
in Computing Systems (CHI ’11). ACM, New York, NY, USA, 257-266.
https://doi.org/10.1145/1978942.1978979

Jeffrey Bardzell and Shaowen Bardzell. 2015. Humanistic HCL. Syn-
thesis Lectures on Human-Centered Informatics 8, 4 (Sept. 2015), 1-185.
https://doi.org/10.2200/S00664ED1V01Y201508HCI031

Jeffrey Bardzell and Shaowen Bardzell. 2015. The user reconfigured:
on subjectivities of information. In Proceedings of The Fifth Decennial
Aarhus Conference on Critical Alternatives. Aarhus University Press,
133-144.

Jeffrey Bardzell, Shaowen Bardzell, and Lone Koefoed Hansen. 2015.
Immodest proposals: Research through design and knowledge. In
Proceedings of the 33rd Annual ACM Conference on Human Factors in
Computing Systems. ACM, 2093-2102.

Jeffrey Bardzell, Shaowen Bardzell, Amanda Lazar, and Nor-
man Makoto Su. 2019. (Re-)Framing Menopause Experiences

for HCI and Design. In Proceedings of the 2019 CHI Conference on
Human Factors in Computing Systems (CHI ’19). ACM, New York, NY,
USA.

Jeffrey Bardzell, Shaowen Bardzell, Guo Zhang, and Tyler Pace. 2014.
The lonely raccoon at the ball: designing for intimacy, sociability, and
selfhood. In Proceedings of the SIGCHI Conference on Human Factors
in Computing Systems. ACM, 3943-3952.

Eric Baumer, Mark Sueyoshi, and Bill Tomlinson. 2008. Exploring
the role of the reader in the activity of blogging. In Proceedings of the
SIGCHI Conference on Human Factors in Computing Systems. ACM,
1111-1120.

Yewoubdar Beyene. 1986. Cultural significance and physiological
manifestations of menopause a biocultural analysis. Culture, Medicine
and Psychiatry 10, 1 (1986), 47-71.

Eli Blevis. 2007. Sustainable interaction design: invention & disposal,
renewal & reuse. In Proceedings of the SIGCHI conference on Human
factors in computing systems. ACM, 503-512.

Virginia Braun and Victoria Clarke. 2006. Using thematic analysis in
psychology. Qualitative research in psychology 3, 2 (2006), 77-101.
Amy Bruckman. 2002. Studying the amateur artist: A perspective on
disguising data collected in human subjects research on the Internet.
Ethics and Information Technology 4, 3 (2002), 217-231.

Noél Carroll. 2005. The Paradox of Horror. In The Philosophy of Film:
Introductory Text and Readings. Blackwell Publishing.

Marlene Cimons. 2006. Menopause: Milestone or misery? A look
at media messages to our mothers and grandmothers. American
Journalism 23, 1 (2006), 63-94.

Andrea Civan, David W McDonald, Kenton T Unruh, and Wanda
Pratt. 2009. Locating patient expertise in everyday life. In Proceedings
of the ACM 2009 international conference on Supporting group work.
ACM, 291-300.

Mayara Costa Figueiredo, Clara Caldeira, Tera L. Reynolds, Sean
Victory, Kai Zheng, and Yunan Chen. 2017. Self-Tracking for Fertility

https://doi.org/10.1145/2702123.

Page 13


https://www.nia.nih.gov/health/what-menopause
https://www.nia.nih.gov/health/what-menopause
http://sputniko.com/2011/08/menstruation-machine-takashis-take-2010/
http://sputniko.com/2011/08/menstruation-machine-takashis-take-2010/
https://www.fda.gov/ForConsumers/ByAudience/ForWomen/ucm118624.htm
https://www.fda.gov/ForConsumers/ByAudience/ForWomen/ucm118624.htm
https://doi.org/10.1145/2858036.2858187
https://doi.org/10.1145/2858036.2858119
https://doi.org/10.1145/2702123.2702328
https://doi.org/10.1145/2702123.2702328
https://doi.org/10.1145/3027063.3027085
https://doi.org/10.1145/1978942.1978979
https://doi.org/10.2200/S00664ED1V01Y201508HCI031

CHI

(28]

[29]

(30]

(31]

(32]

(33]

[34]

(35]

(36]

(37]

(38]

(39]

[40]

[41]

[42]

[43]

[44]

(45]

2019 Paper

Care: Collaborative Support for a Highly Personalized Problem. Proc.
ACM Hum.-Comput. Interact. 1, CSCW (Dec. 2017), 36:1-36:21. https:
//doi.org/10.1145/3134671

Justine Coupland and Angie Williams. 2002. Conflicting discourses,
shifting ideologies: pharmaceutical,alternative’and feminist eman-
cipatory texts on the menopause. Discourse & Society 13, 4 (2002),
419-445.

Heather E Dillaway. 2005. Menopause is the “good old” women’s
thoughts about reproductive aging. Gender & Society 19, 3 (2005),
398-417.

Heather E Dillaway. 2008. “Why can’t you control this?” How
women’s interactions with intimate partners define menopause and
family. Journal of women & aging 20, 1-2 (2008), 47-64.

Michael Dooley and Bronwyn B Bell. 2007. Psychosocial Aspects
of the Menopause. In Psychological Challenges in Obstetrics and
Gynecology. Springer, 307-321.

Daniel A. Epstein, Nicole B. Lee, Jennifer H. Kang, Elena Agapie,
Jessica Schroeder, Laura R. Pina, James Fogarty, Julie A. Kientz, and
Sean Munson. 2017. Examining Menstrual Tracking to Inform the
Design of Personal Informatics Tools. In Proceedings of the 2017 CHI
Conference on Human Factors in Computing Systems (CHI ’17). ACM,
New York, NY, USA, 6876-6888. https://doi.org/10.1145/3025453.
3025635

Jordan Eschler and Wanda Pratt. 2017. I'm so glad I met you: Design-
ing Dynamic Collaborative Support for Young Adult Cancer Survivors.
In Proceedings of the 2017 ACM Conference on Computer Supported
Cooperative Work and Social Computing. ACM, 1763-1774.

Susan J Ferguson and Carla Parry. 1998. Rewriting menopause: chal-
lenging the medical paradigm to reflect menopausal women’s experi-
ences. Frontiers: A Journal of Women Studies 19, 1 (1998), 20-41.
Mary Margaret Fonow and Judith A Cook. 1991. Beyond methodology:
Feminist scholarship as lived research. Indiana University Press.

Jodi Forlizzi and Katja Battarbee. 2004. Understanding experience in
interactive systems. In Proceedings of the 5th conference on Designing
interactive systems: processes, practices, methods, and techniques. ACM,
261-268.

Roger Fowler. 1986. Linguistic criticism. Oxford University Press,
USA.

Shiu-Yun Fu, Debra Anderson, and Mary Courtney. 2003. Cross-
cultural menopausal experience: Comparison of Australian and Tai-
wanese women. Nursing & Health Sciences 5, 1 (2003), 77-84.

Frida Furman. 2013. Facing the mirror: Older women and beauty shop
culture. Routledge.

Van Gosse. 2005. The movements of the new left, 1950-1975: A brief
history with documents. Springer.

Rebecca E. Grinter, Katie A. Siek, and Andrea Grimes. 2010. FEA-
TURE: Is Wellness Informatics a Field of Human-Centered Health
Informatics? interactions 17, 1 (Jan. 2010), 76-79. https://doi.org/10.
1145/1649475.1649494

Xinning Gui, Yu Chen, Yubo Kou, Katie Pine, and Yunan Chen. 2017.
Investigating Support Seeking from Peers for Pregnancy in Online
Health Communities. Proc. ACM Hum.-Comput. Interact. 1, CSCW,
Article 50 (Dec. 2017), 19 pages. https://doi.org/10.1145/3134685
Oliver L Haimson, Jed R Brubaker, Lynn Dombrowski, and Gillian R
Hayes. 2015. Disclosure, stress, and support during gender transition
on Facebook. In Proceedings of the 18th ACM Conference on Computer
Supported Cooperative Work & Social Computing. ACM, 1176-1190.
Sandra G Harding. 2004. The feminist standpoint theory reader: Intel-
lectual and political controversies. Psychology Press.

Steve Harrison and Paul Dourish. 1996. Re-place-ing space: the roles
of place and space in collaborative systems. In Proceedings of the
1996 ACM conference on Computer supported cooperative work. ACM,

Paper 480

(46

[47

[48

[49

(50

(51

[52

(53

[54
[55

(56

(57

(58

(59

(60

[61

=

]

]

-

[t

—

—

=

= O

]

]

[t

—

=

—

CHI 2019, May 4-9, 2019, Glasgow, Scotland, UK

67-176.

Nancy CM Hartsock. 1983. The feminist standpoint: Developing the
ground for a specifically feminist historical materialism. In Discover-
ing reality. Springer, 283-310.

Susan Herring, Kirk Job-Sluder, Rebecca Scheckler, and Sasha Barab.
2002. Searching for safety online: Managing" trolling" in a feminist
forum. The information society 18, 5 (2002), 371-384.

Sarah Homewood. 2018. Designing for the Changing Body: A Fem-
inist Exploration of Self-Tracking Technologies. In Extended Ab-
stracts of the 2018 CHI Conference on Human Factors in Computing
Systems (CHI EA ’18). ACM, New York, NY, USA, DC11:1-DC11:4.
https://doi.org/10.1145/3170427.3173031

Kristina Ho6k. 2010. Transferring qualities from horseback riding
to design. In Proceedings of the 6th Nordic Conference on Human-
Computer Interaction: Extending Boundaries. ACM, 226-235.

Kristina H66k, Anna Stahl, Martin Jonsson, Johanna Mercurio, Anna
Karlsson, and Eva-Carin Banka Johnson. 2015. Somaesthetic Design.
interactions 22, 4 (2015), 26-33.

bell hooks. 2000. Feminism Is for Everybody: Passionate Politics. South
End Press, Cambridge, MA.

Jina Huh and Mark S Ackerman. 2012. Collaborative help in chronic
disease management: supporting individualized problems. In Proceed-
ings of the ACM 2012 conference on Computer Supported Cooperative
Work. ACM, 853-862.

Germaine Irwin. 2017. Hot Under the Collar?: Building a Percep-
tive Home Energy Interface for Chemotherapy Recipients. In Pro-
ceedings of the 2017 ACM Workshop on Interacting with Smart Ob-
Jjects (SmartObject '17). ACM, New York, NY, USA, 31-36. https:
//doi.org/10.1145/3038450.3038454

Franz Kafka. 2013. The metamorphosis. Random House Publishing
Group.

Tarja Laine. 2007. Shame and desire: Emotion, intersubjectivity, cinema.
Number 3. Peter Lang.

Amanda Lazar, Mark Diaz, Robin Brewer, Chelsea Kim, and
Anne Marie Piper. 2017. Going gray, failure to hire, and the ick
factor: Analyzing how older bloggers talk about ageism. In Proceed-
ings of the 2017 ACM Conference on Computer Supported Cooperative
Work and Social Computing. ACM, 655-668.

Mirim Lee, Bon-chang Koo, Hee-seok Jeong, Joongsing Park, Juhee
Cho, and Jundong Cho. 2015. Designing mHealth Intervention for
Women in Menopausal Period. In Proceedings of the 9th Interna-
tional Conference on Pervasive Computing Technologies for Health-
care (PervasiveHealth ’15). ICST (Institute for Computer Sciences,
Social-Informatics and Telecommunications Engineering), ICST, Brus-
sels, Belgium, Belgium, 257-260. http://dl.acm.org/citation.cfm?id=
2826165.2826208

Wonjun Lee, Youn-kyung Lim, and Richard Shusterman. 2014. Practic-
ing somaesthetics: exploring its impact on interactive product design
ideation. In Proceedings of the 2014 conference on Designing interactive
systems. ACM, 1055-1064.

Becca R Levy, Ori Ashman, and Martin D Slade. 2009. Age attributions
and aging health: Contrast between the United States and Japan.
Journals of Gerontology: Series B 64, 3 (2009), 335-338.

Catherine Lim, Andrew BL Berry, Tad Hirsch, Andrea L Hartzler,
Edward H Wagner, Evette Ludman, and James D Ralston. 2016. It Just
Seems Outside My Health: How Patients with Chronic Conditions
Perceive Communication Boundaries with Providers. In Proceedings
of the 2016 ACM Conference on Designing Interactive Systems. ACM,
1172-1184.

Leslie S Liu, Kori M Inkpen, and Wanda Pratt. 2015. I'm not like
my friends: understanding how children with a chronic illness use

Page 14


https://doi.org/10.1145/3134671
https://doi.org/10.1145/3134671
https://doi.org/10.1145/3025453.3025635
https://doi.org/10.1145/3025453.3025635
https://doi.org/10.1145/1649475.1649494
https://doi.org/10.1145/1649475.1649494
https://doi.org/10.1145/3134685
https://doi.org/10.1145/3170427.3173031
https://doi.org/10.1145/3038450.3038454
https://doi.org/10.1145/3038450.3038454
http://dl.acm.org/citation.cfm?id=2826165.2826208
http://dl.acm.org/citation.cfm?id=2826165.2826208

CHI 2019 Paper

technology to maintain normalcy. In Proceedings of the 18th ACM Con-
ference on Computer Supported Cooperative Work & Social Computing.
ACM, 1527-1539.

Haley MacLeod, Kim Oakes, Danika Geisler, Kay Connelly, and Katie
Siek. 2015. Rare world: Towards technology for rare diseases. In
Proceedings of the 33rd Annual ACM Conference on human factors in
computing systems. ACM, 1145-1154.

Juan F Maestre, Haley MacLeod, Ciabhan L Connelly, Julia C Dun-
bar, Jordan Beck, Katie A Siek, and Patrick C Shih. 2018. Defining
through expansion: conducting asynchronous remote communities
(arc) research with stigmatized groups. In Proceedings of the 2018 CHI
Conference on Human Factors in Computing Systems. ACM, 557.
JoAnn E Manson, Jeffrey M Ames, Marla Shapiro, Margery LS Gass,
Jan L Shifren, Cynthia A Stuenkel, JoAnn V Pinkerton, Andrew M Kau-
nitz, Diane T Pace, Risa Kagan, et al. 2015. Algorithm and mobile app
for menopausal symptom management and hormonal/non-hormonal
therapy decision making: a clinical decision-support tool from The
North American Menopause Society. Menopause 22, 3 (2015), 247—
253.

Emily Martin. 1988. Medical metaphors of women’s bodies: Menstru-
ation and menopause. International Journal of Health Services 18, 2
(1988), 237-254.

Carole McCann and Seung-Kyung Kim. 2013. Feminist theory reader:
Local and global perspectives. Routledge.

Frances B McCrea. 1983. The politics of menopause: The “discovery”
of a deficiency disease. Social Problems 31, 1 (1983), 111-123.
Melissa K Melby and Michelle Lampl. 2011. Menopause, a biocultural
perspective. Annual review of anthropology 40 (2011), 53-70.
Jochen Meyer, Daniel Epstein, Parisa Eslambolchilar, Judy Kay, and
Lie Ming Tang. 2018. A Short Workshop on Next Steps Towards Long
Term Self Tracking. In Extended Abstracts of the 2018 CHI Conference
on Human Factors in Computing Systems. ACM, W05.

Lydia Michie, Madeline Balaam, John McCarthy, Timur Osadchiy,
and Kellie Morrissey. 2018. From Her Story, to Our Story: Digital
Storytelling As Public Engagement Around Abortion Rights Advo-
cacy in Ireland. In Proceedings of the 2018 CHI Conference on Human
Factors in Computing Systems (CHI ’18). ACM, New York, NY, USA,
357:1-357:15. https://doi.org/10.1145/3173574.3173931

Janet Morahan-Martin. 2000. Women and the Internet: Promise and
Perils. CyberPsychology & Behavior (2000).

Francisco Nunes, Nervo Verdezoto, Geraldine Fitzpatrick, Morten
Kyng, Erik Gronvall, and Cristiano Storni. 2015. Self-Care Tech-
nologies in HCI: Trends, Tensions, and Opportunities. ACM Trans.
Comput.-Hum. Interact. 22, 6 (Dec. 2015), 33:1-33:45. https://doi.org/
10.1145/2803173

William Odom, James Pierce, Erik Stolterman, and Eli Blevis. 2009.
Understanding why we preserve some things and discard others in the
context of interaction design. In Proceedings of the SIGCHI Conference
on Human Factors in Computing Systems. ACM, 1053-1062.

Tyler Pace, Shaowen Bardzell, and Jeffrey Bardzell. 2010. The rogue
in the lovely black dress: intimacy in world of warcraft. In Proceedings
of the SIGCHI Conference on Human Factors in Computing Systems.
ACM, 233-242.

S Palacios, VW Henderson, N Siseles, D Tan, and P Villaseca. 2010.
Age of menopause and impact of climacteric symptoms by geograph-
ical region. Climacteric 13, 5 (2010), 419-428.

Albert Park, Andrea L Hartzler, Jina Huh, David W McDonald, and
Wanda Pratt. 2015. Automatically detecting failures in natural lan-
guage processing tools for online community text. Journal of medical
Internet research 17, 8 (2015).

Andrea Grimes Parker. 2013. Designing for Health Activism. interac-
tions 20, 2 (Jan. 2013), 22-25. https://doi.org/10.1145/2427076.2427082

Paper 480

=

—

—

[lan R s

=

[}

[

— =

—

=

CHI 2019, May 4-9, 2019, Glasgow, Scotland, UK

[78] Rupa A Patel, Andrea Hartzler, Wanda Pratt, Anthony Back, Mary

Czerwinski, and Asta Roseway. 2013. Visual feedback on nonverbal
communication: a design exploration with healthcare professionals.
In Proceedings of the 7th International Conference on Pervasive Comput-
ing Technologies for Healthcare. ICST (Institute for Computer Sciences,
Social-Informatics and ..., 105-112.

[79] Janette Perz and Jane M Ussher. 2008. “The horror of this living

decay”: Women’s negotiation and resistance of medical discourses
around menopause and midlife. In Women’s Studies International
Forum, Vol. 31. Elsevier, 293-299.

Marianne Graves Petersen, Ole Sejer Iversen, Peter Gall Krogh, and
Martin Ludvigsen. 2004. Aesthetic interaction: a pragmatist’s aes-
thetics of interactive systems. In Proceedings of the 5th conference
on Designing interactive systems: processes, practices, methods, and
techniques. ACM, 269-276.

Linda L Putnam and Jaime Bochantin. 2009. Gendered bodies: Nego-
tiating normalcy and support. Negotiation and Conflict Management
Research 2, 1 (2009), 57-73.

Caroline Ramazanoglu and Janet Holland. 2002. Feminist methodology:
Challenges and choices. Sage.

Catherine Kohler Riessman. 1983. Women and medicalization: a new
perspective. Social policy 14, 1 (1983), 3.

Marilyn M Schapira, Mary Ann Gilligan, Timothy McAuliffe, Gwenn
Garmon, Molly Carnes, and Ann B Nattinger. 2007. Decision-making
at menopause: a randomized controlled trial of a computer-based
hormone therapy decision-aid. Patient education and counseling 67,
1-2 (2007), 100-107.

Thecla Schiphorst. 2009. soft (n): Toward a Somaesthetics of Touch.
In CHI'09 Extended Abstracts on Human Factors in Computing Systems.
ACM, 2427-2438.

Bryan Semaan, Lauren M Britton, and Bryan Dosono. 2017. Military
masculinity and the travails of transitioning: Disclosure in social me-
dia. In Proceedings of the 2017 ACM Conference on computer supported
cooperative work and social computing. ACM, 387-403.

V Simon. 2005. Wanted: women in clinical trials. Science (New York,
NY) 308, 5728 (2005), 1517.

Marie Louise Juul Sendergaard and Lone Koefoed Hansen. 2016. Pe-
riodShare: A Bloody Design Fiction. In Proceedings of the 9th Nordic
Conference on Human-Computer Interaction (NordiCHI °16). ACM, New
York, NY, USA, 113:1-113:6. https://doi.org/10.1145/2971485.2996748
Elizabeth Stowell, Mercedes C Lyson, Herman Saksono, Reneé C
Waurth, Holly Jimison, Misha Pavel, and Andrea G Parker. 2018. De-
signing and Evaluating mHealth Interventions for Vulnerable Popula-
tions: A Systematic Review. In Proceedings of the 2018 CHI Conference
on Human Factors in Computing Systems. ACM, 15.

the Boston Women’s Health Book Collective. 1973. Our bodies, our-
selves: A book by and for women. Simon and Schuster.

Amaury Trujillo and Maria Claudia Buzzi. 2016. Participatory User
Requirements Elicitation for Personal Menopause App. In Proceed-
ings of the 9th Nordic Conference on Human-Computer Interaction
(NordiCHI °16). ACM, New York, NY, USA, 102:1-102:6. https:
//doi.org/10.1145/2971485.2996737

Rebecca L Utz. 2011. Like mother,(not) like daughter: The social
construction of menopause and aging. Journal of Aging Studies 25, 2
(2011), 143-154.

Emily Van der Nagel and Jordan Frith. 2015.  Anonymity,
pseudonymity, and the agency of online identity: Examining the
social practices of r/Gonewild. First Monday 20, 3 (2015).

Tiffany C Veinot, Hannah Mitchell, and Jessica S Ancker. 2018. Good
intentions are not enough: how informatics interventions can worsen
inequality. Journal of the American Medical Informatics Association
(2018).

Page 15


https://doi.org/10.1145/3173574.3173931
https://doi.org/10.1145/2803173
https://doi.org/10.1145/2803173
https://doi.org/10.1145/2427076.2427082
https://doi.org/10.1145/2971485.2996748
https://doi.org/10.1145/2971485.2996737
https://doi.org/10.1145/2971485.2996737

CHI 2019 Paper

[95]

[96]

[97]

Jayne Wallace, Peter C Wright, John McCarthy, David Philip Green,
James Thomas, and Patrick Olivier. 2013. A design-led inquiry into
personhood in dementia. In Proceedings of the SIGCHI Conference on
Human Factors in Computing Systems. ACM, 2617-2626.

Daniel Weisz, Michael K Gusmano, and Victor G Rodwin. 2004. Gen-
der and the treatment of heart disease in older persons in the United
States, France, and England: a comparative, population-based view
of a clinical phenomenon. Gender medicine 1, 1 (2004), 29-40.

Julie A Winterich. 2003. Sex, menopause, and culture: Sexual orienta-
tion and the meaning of menopause for women’s sex lives. Gender &
Society 17, 4 (2003), 627-642.

Paper 480

CHI 2019, May 4-9, 2019, Glasgow, Scotland, UK

[98] Julie A Winterich and Debra Umberson. 1999. How women experi-

[99]

[100

-

[101]

ence menopause: the importance of social context. Journal of Women
& Aging 11, 4 (1999), 57-73.

Nancy Fugate Woods, Rita Ismail, Lauri A Linder, and Catherine Fiona
Macpherson. 2015. Midlife women’s symptom cluster heuristics:
evaluation of an iPad application for data collection. Menopause (New
York, NY) 22, 10 (2015), 1058.

Peter Wright and John McCarthy. 2004. Technology as experience.
MIT Press Cambridge, MA.

Iris Marion Young. 2005. On female body experience:" Throwing like a
girl" and other essays. Oxford University Press.

Page 16



	Abstract
	1 Introduction
	2 Background and Related Work
	Sociocultural Perspectives on Menopause
	Women's Health in HCI
	Women's Lived Experience

	3 Methodology
	Approach
	Ethical Concerns and Limitations

	4 Findings
	Figurative Descriptions of Experiences
	Marginalization
	Generations, Time, Other Women

	5 Discussion
	Reimagining Menopause Research in HCI
	The Intersection of Health and Menopause

	6 Conclusion
	Acknowledgments
	References



