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Abstract
Genetics play a significant role in women’s health, with family
members often experiencing shared symptoms or hereditary risks.
HCI has explored how digital tools like medical records, track-
ing apps, and online communities can support documenting and
sharing of health information and management of health condi-
tions. However, little is known about what and how these health
experiences are communicated within families, especially when
influenced by genetic factors. We therefore conducted a survey
with 249 adult women in the U.S. to understand how they share
genetic factors relating to women’s health with family members.
Our findings show that participants value health history and lived
experiences, but gaps in time and space, stigma, and family tensions
hinder the sharing of details and sensitive topics across generations
and larger families. We discuss opportunities for designing tools
that promote genetic health sharing, address stigma, and enable
intergenerational sharing and tracking.

CCS Concepts
• Human-centered computing → Empirical studies in HCI; •
Applied computing→ Health informatics.
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1 Introduction
Genetics contribute significantly to people’s health through ge-
netic inheritance from parents to child, covering health aspects
from illnesses to everyday wellbeing [54, 124]. Therefore, biological
family members across multiple generations often share similar
health experiences. Women’s health experiences, including both
health conditions specific to women and those impacting men and
women differently [50], are deeply influenced by genetic factors.
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For instance, genetic resemblance results in similar timing of menar-
che and menopause, as well as menstrual symptoms, between sis-
ters [36, 67, 73]. Breast cancer or cardiovascular diseases are also as-
sociated with specific genes that are passed down families [41, 106].
Thus, information about these genetic health experiences from fam-
ilies could greatly support women in understanding and managing
their own health.

HCI has long focused on how technology can be designed to
support understanding and sharing health information. However,
these design approaches have largely ignored the influence of ge-
netics. For example, self-tracking tools have supported women in
understanding and managing their personal health information
around menstruation, pregnancy, or menopause [30, 39, 43, 77, 78].
Online communities have focused on generalized peer support or
crowdsourced advice, including sensitive topics such as reproduc-
tive health or miscarriage [3, 4, 34]. While some HCI research has
studied how family members collaborate in using health technology,
the communication has centered around one member’s condition
(e.g., a member with an acute condition)[20, 80, 98], overlooking
potentially similar experiences of other members. A few recent
studies have examined how technology and design artifacts can
support people passing down women’s health experiences across
generations [24, 93], yet they have primarily focused on general
health education and information. There is therefore a gap in under-
standing how technology can support people, especially women, in
developing an understanding of their family health history, where
genetics plays a significant role.

Thus, we aim to examine families’ sharing of women’s health
experiences impacted by genetic factors to understand the underly-
ing needs and challenges. Rather than treating genetics as a purely
biomedical construct, we focus on how genetic influences are inter-
preted and acted upon in everyday family contexts when making
sense of and managing personal health. Unpacking the practices,
challenges, and opportunities enables us to offer suggestions to fu-
ture technologies to better support families in sharing and passing
down genetic health information. Through this study, we answer
the research questions:

• RQ1: What do families currently learn and share about their
genetic health experiences related to women’s health, and
what information would they like to learn and share more?

• RQ2: When and how do families learn about and share their
genetic health experiences related to women’s health, and
how do those differ from other regular family communica-
tion?
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• RQ3: What challenges do families encounter when sharing
and passing down their genetic health experiences related
to women’s health?

We conducted a mixed-method survey with 249 adult women in
the United States, stratifying age based on the US population dis-
tribution. After offering some background on women’s health and
genetics, we asked participants to describe their past experiences
sharing and the challenges they encountered. Our results identified
that families shared everyday experiences including symptoms and
practices, and clinical health conditions including diagnosis and
treatments (RQ1), typically through conversations during family
gatherings and events, occasionally with the support of documen-
tation (RQ2). We found that many shared limited details due to a
lack of awareness of genetic health, while gaps in time and space,
tensions in family relationships, and cultural, generational, and gen-
dered stigma impacted sharing opportunities (RQ3). These insights
reveal the opportunities for health technologies to highlight genetic
health during health documentation, address stigma to facilitate
conversations, and support families in collaboratively tracking their
health conditions to be shared and passed down generations. We
also discuss sociotechnical considerations and risks in designing
such technologies for genetic health.

This paper makes the following contributions: First, it offers an
empirical account of what and how families share genetic health
experiences related to women’s health. In doing so, this work shows
how a genetic focus reframes health information as a shared and
intergenerational resource, rather than solely personal data, with
implications for how HCI understands and designs for health in-
formation. We highlight topics, details, and types of genetic health
information people would like to learn more about, and factors
influencing the information needs. Second, it summarizes the needs
and challenges for designing health technologies to be used across
generations, and how such technologies can be used to support
family health. Third, it highlights opportunities for future technol-
ogy to support families’ collaborative sharing, documentation, and
preservation of genetic health experiences to pass down genera-
tions.

2 Background: Health, Family, and Genetics
Genetics, the inheritance of biological traits through DNA, is a
key factor shaping people’s health [54]. Genetic factors contribute
not only to complex diseases such as diabetes and cardiovascular
disease, but also to everyday aspects of health such as aging or
weight [49, 54, 124]. Research revealed that family communication
is a crucial source of information for people to learn about genetic
health and promote health literacy [29, 109, 134]. In clinical practice,
family health history is often collected as a proxy for genetic risk
to support clinical diagnosis and decision-making [88, 99]; Recent
technology has also leveraged computational and biomedical meth-
ods to assess people’s health risks impacted by genetics [49, 133].
Direct-to-consumer genetic testing services offer increasingly pre-
cise assessments to highlight genetic health risks [8, 32, 56]. A few
HCI studies have examined public perceptions of polygenic risk
scores, and people’s practices looking for genetic testing resources,
revealing both interest and concerns about genetic health [115, 132].
While biomedical and computational approaches emphasize risk

prediction and diagnosis based on genetic factors, much less is
known about how technology may support families to understand,
communicate, and pass down information related to genetic health
in their everyday social contexts.

In this paper, we focus on women’s health as a domain where
genetics strongly shapes health experiences. Women’s health en-
compasses both conditions specific to women (e.g., menstruation,
pregnancy, menopause) and conditions that affect women differ-
ently than men (e.g., breast cancer, cardiovascular disease) [50].
These experiences vary widely across individuals, but often recur
within families, creating intergenerational patterns shaped in part
by genetics. Research shows that genetic factors account for up to
50% of variation in the timing of menarche and menopause[36, 73],
and 35–40% for premenstrual and menstrual symptoms [67], while
genes like BRCA1 and BRCA2 have been linked to elevated risks of
breast and ovarian cancer [41, 132]. These findings highlight how
women’s health is not only individual but also genetic and familial,
making family communication particularly valuable.

3 Related Work
Our study builds on past HCI work related to documenting and
preserving health data, family communication around health, and
women’s health.

3.1 Documenting, Sharing, and Preserving
Health Data

Technology has supported the documentation of people’s health
data in a wide range of forms, from formal clinical records to in-
formal personal journals and tracking tools. On one end of this
spectrum, clinical documentation such as Electronic Health Records
(EHRs) provides a reliable record for communication, diagnosis, and
treatment [23]. Emerging technologies, such as digital scribes and
natural language processing methods for extracting family history
from clinical notes, have further enhanced the efficiency and scope
of such records [2]. However, clinical documents typically prioritize
medical details over lived experiences, and their highly technical
language can be difficult for non-professionals to interpret [12, 127].

On the other end of the spectrum, personal health informatics
tools enable individuals to document and reflect on their personal
health data in everyday contexts [43, 69, 107, 120], such as men-
strual and fertility tracking apps [31, 40]. These systems capture
more contextual and experiential detail than clinical records, help-
ing people understand their own health patterns and track changes
over time, yet are typically designed for individual use rather than
sharing with other stakeholders such as families [57]. Together,
these two forms of documentation illustrate the trade-off between
technical precision and contextual richness. Although health doc-
umentation could be helpful for patient-provider communication
or boundary negotiation [26, 27, 112, 131], they typically focus on
short-term decision-making and needs of a single primary patient,
rather than preserving information for broader family use or future
generations.

Beyond immediate clinical or personal use, a growing thread of
research explores how digital information can be preserved and
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revisited over the long term. Work on digital legacies has exam-
ined how artifacts, such as memorial social media pages or writ-
ten stories, gain meaning across years or generations [35, 117],
while slow technology emphasizes designing for much later use
or infrequent interaction [51, 91]. Recent work in health explores
how long-term tracking of women’s health (e.g., polycystic ovary
syndrome (PCOS)), yield deeper insights [65]; other studies have
proposed creating digital legacies to pass on health experiences
across generations [24, 94] and self-tracking to navigate memory
loss [105] However, this work has largely focused on legacies that
pass down general experiences to broad audiences, leaving a gap
in understanding how technologies might support sharing genetic
experiences within families.

3.2 Family Communication and Health
Management

As communication between family members helps families sup-
port each other in daily life, HCI has aimed to design technol-
ogy that facilitates family communication. For family members at
a distance, technologies from phone calls to telepresence robots
can support their communication and make them feel more con-
nected [104]. Family storytelling can help illustrate a family’s cul-
tural background to the next generations [6, 63], enhances the
children’s learning or physical activity [102, 136], and promotes
family closeness across generations [22, 75, 123]. Health and well-
being are among the crucial topics of conversation [92, 125], with
shared journaling apps promoting in-depth discussion [64]. While
prior studies address challenges of distance, generational gaps, and
cultural context in family communication, they largely focus on
emotional or cultural goals. Studies have revealed that families may
share genetic health information with younger generations, partic-
ularly in the contexts of family health history or populations with
limited health literacy populations [29, 109, 134]; however, how
technology may support families’ communication about long-term
health management, especially genetically shaped risks, remains
understudied.

Family informatics has examined collaborative health tracking
and management among family members [55, 71, 98], such as mul-
tiple caregivers [130]. These technologies typically center on the
needs of one family member, often someone managing a chronic
or genetic condition, such as children with long-term health needs
[20], pregnant family members [79], or older adults [22], while
other members act as supporters. In other cases, end-user apps en-
able one key member to review multiple family health records [53].
Such health technologies support collaborative care practices, but
they remain centered on a single primary user and offer limited
support for making sense of genetic risks that span multiple fam-
ily members. Our study, thus, focuses on shared genetic health
experiences among families through an understanding of family
communication practices.

3.3 Women’s Health in HCI
HCI has regularly focused on challenges in navigating women’s
health experiences and how technology can help women under-
stand and manage these experiences across the life course. Apps

and devices such as menstrual tracking tools [39, 76, 77] and preg-
nancy and fertility tracking tools [30, 79] can collect and leverage
women’s health data towards self-understanding. These systems
often emphasize the plurality of women’s lived experiences, sup-
porting personalized tracking and reflection on cycles, symptoms,
and bodily changes [7]. In this study, we use the term “women’s
health” to align with prior work, while we acknowledge that indi-
viduals affected by these health experiences may not all identify
as women, and that the term has limitations in fully representing
these experiences.

Research has uncovered that social stigma has been a significant
challenge in navigating women’s health. Topics such as menstrua-
tion, sexual and reproductive health, or menopause are often seen
as private and a cultural taboo [81, 85, 87]. Sharing unexpected
outcomes such as pregnancy loss in need of support is often hin-
dered by social norms [3, 4]. Compared to other health topics,
conversations around women’s health are often more challenging,
particularly in patriarchal societies, where stigma intersects with
gendered expectations, family power dynamics, and the deprioriti-
zation of women’s needs [89, 114]. Policy changes, cultural norms,
and religious beliefs further contribute to women’s concerns around
societal stigma [34, 58, 77], resulting in informational, emotional,
and mental struggles [4, 80, 116]. Recent HCI work has explored
how technologies can help address stigma towards women’s health,
and thus support the sharing of those individual experiences, such
as tangible materials, chatbots, and design artifacts [17, 47, 93].
However, these studies focused on sharing personal experiences
with the public or the community, instead of genetic, familial ex-
periences or with families. Therefore, in this study, we examine
how families communicate women’s health experiences shaped by
genetics, and the challenges that arise with family dynamics and
sociocultural norms.

4 Methodology
To examine the current practices, needs, and challenges around the
sharing of women’s health experiences among family members, we
conducted a mixed-method online survey with 249 female partic-
ipants from Prolific1. Since genetics influences various women’s
experiences, and prior studies have surfaced that factors like so-
cial stigma impact sharing disproportionally, we chose to conduct
a survey and stratified recruitment by age, aiming to develop an
understanding of the breadth of experiences sharing and learning
about genetic factors related to family health across ages. The study
was approved by our institution’s Institutional Review Board (IRB).

4.1 Survey Structure
The survey had three sections: an introduction to genetic factors
and women’s health, questions about knowing and sharing, and
inquiries about use and experiences of health technology. We iter-
atively designed the survey with input from the study team, and
finalized it after a few rounds of pilot testing and revision.

4.1.1 Introduction and Participant Background. The survey began
with informed consent and a brief introduction explaining its fo-
cus on genetic factors related to women’s health in families. In

1https://www.prolific.com/
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designing the survey, we reviewed prior medical literature for ge-
netic factors in women’s health to determine the types of health
topics to be included, such as population-based and genetic test-
ing studies [36, 41, 49, 73, 128, 129], and social science studies re-
garding typical family size and structure in the US [33, 100]. We
collected information about demographics, reproductive history,
family size, and genetic family members whose health they knew
about, through multiple-choice questions. We specified “biological
(genetic) family members” in these questions, while participants
might mention additional family members in later free-text an-
swers.

Aiming to explain the impact of genetics on women’s health, we
presented term definitions and Fig. 1. Our definition of “women’s
health” included both (1) health issues that only affect women,
and (2) health conditions that affect both men and women, may
impact women differently2 [50] ; we define genetic factors as how
inherited genes from family members can affect one’s health,3 [54].
Then, we asked participants to rate on 5-point Likert scales their
knowledge of how genetic factors influence women’s health, and
their perceptions of their importance and impact.

4.1.2 Knowing and Sharing Families’ Women’s Health Experiences.
In the second section, we focused on what and how participants
learn about and share women’s health information within their fam-
ilies. We first asked participants to select which topics they learned
about or shared with their family among menstruation, pregnancy
and fertility, menopause, chronic conditions, and body/hormonal
changes, and which family members were involved in this sharing
process. We asked follow-up, open-ended questions to encourage
participants to describe details around those moments and stories
of learning and sharing. For example, we asked, “What do you
know about your family’s experiences related to women’s health,
and how did you find out?”, then added short prompting questions
for (a) when, (b) what, and (c) how, they learned about them, such
as “a. When: Was there a specific occasion or situation?” 4. Lastly,
aiming to unpack the needs and challenges, we invited participants
to share “what you would like to learn more about” (one ques-
tion), and potential reasons why they do not currently have that
information (one question). We designed this section in two paral-
lel parts: “knowing”, focused on what participants know or have
learned about their genetic health history, and “sharing”, focused on
what participants have shared with other family members. The two
sections followed the same structure, and both sections together
aimed to better cover the experiences of both younger and older
age groups.

2Complete text provided to participants: “Women’s health includes (1) health issues
that only affect women, like periods, pregnancy, and fertility conditions, and (2) health
conditions that affect both men and women but may impact women differently, like
heart disease and diabetes.” (Link to reference in footnote.)
3Complete text provided to participants: “Genetic factors in women’s health refer
to how inherited genes from family members can affect a woman’s health. This can
include things like the chances of getting certain illnesses or how the body handles
changes like pregnancy or menopause.” (Link to reference in footnote.).
4One example question provided to participants in 2A: “What do you know about
your family’s experiences related to women’s health, and how did you find
out? You can share examples like stories, including: a. When: Was there a specific
occasion or situation? b. What: Whose experience was it? What was the topic, and
how did it relate to your experiences? Could you share some details? c. How: Who did
you know it from? Did you learn through conversations, observation, or technology
(e.g., notes, health records)?” (Texts are formatted for readability.)

4.1.3 Use and Interests for Health Technology. We designed the last
section to understand participants’ use of health technology and
thoughts around future technology for genetic health. We asked
participants to share their current use of technologies for learning
about and managing health, especially women’s health, as well
as open-ended questions for describing how technology might
better support family communication about women’s health, either
through improving existing systems or imagining new tools.

4.2 Recruitment
We recruited participants through the online survey platform Pro-
lific. To ensure the survey reached all age groups, we collected
data in five-year age intervals starting. The number of participants
recruited in each five-year age interval was proportionally aligned
with the age distribution of the U.S. population [16]. We imple-
mented 80+ as a group with no maximum, with the oldest partici-
pant reporting an age of 84. Eligibility criteria included: (1) being
18 years or older, (2) currently living in the United States, and (3)
reporting “female” as their sex at registration. Participants were
compensated $4 for completing the survey, which takes around
20 minutes on average, per platform guidelines (Prolific requires
reward rates at $ 8 per hour minimum) 5.

We collected 256 responses in total. The research team manually
reviewed all submissions and excluded incomplete or invalid re-
sponses, resulting in a final sample of 249 valid responses (see Table
1 for demographic information on race and education level). Three
participants identified as non-binary, one identified as a transgender
man, and all others identified themselves as women in the survey.
Participants’ reported annual household income ranged from be-
low $10,000 to over $150,000, with a median of $60,000–$69,999.
Participants reported being in contact with a median of 7-10 family
members, with 100 (40.2%) reported having 1-6, 109 (43.8%) having
7-20, and 37 (14.8%) having over 20. All of the participants reported
having menstruated. 176 (70.7%) reported having given birth to a
child, 97 (39.0%) have a child who has menstruated, and 123 (49.4%)
are going through menopause (44, 17.7%) or have gone through
menopause (79, 31.7%). The survey was implemented using Ques-
tionPro, which enabled participants to complete it on their preferred
device, and optimized the survey interface for mobile compatibility.
A majority of respondents (85.9%) completed the survey on a laptop,
while 13.5% used a mobile device.

4.3 Data Analysis
We present descriptive analyses on the quantitative data, and quali-
tatively analyzed responses to the open-ended questions using an
inductive and reflexive thematic analysis approach [13, 14]. We
treated coding as an interpretive, collaborative process, refining
the codebook and themes through rounds of team discussion and
analytic memos [13, 14, 83]. First, we selected a stratified sample of
25 participant responses, proportionally drawn from all age groups,
and organized the responses to each question into separate files.
The first author open-coded these responses and wrote notes. The
three authors then met to review the sample together, discuss the
emerging codebook, and preliminary themes. We then coded addi-
tional responses in stratified batches, refining codes and candidate
5https://researcher-help.prolific.com/en/article/56b197

https://www.nichd.nih.gov/health/topics/womenshealth
https://www.ncbi.nlm.nih.gov/books/NBK19932/
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Figure 1: We showed participants a theoretical family tree annotated with how genetic health conditions might surface in
a family, informed by population-level studies [33, 61, 67]. The annotations show that one may inherit women’s health
conditions from the parents and grandparents of both sides, and pass on those conditions to the next generations through
genetic inheritance.

Age Group Count (%) Race & Ethnicity Count (%) Education Level Count (%)
18-19 9 (3.61%) White 172 (69.1%) Secondary or below 5 (2.0%)
20-29 44 (17.67%) Black / African American 55 (22.1%) High school 38 (15.3%)
30-39 45 (18.07%) Asian 13 (5.2%) College / Technical 35 (14.1%)
40-49 42 (16.87%) Hispanic / Latino 12 (4.8%) Undergraduate 92 (36.9%)
50-59 38 (15.26%) American Indian /Alaska Native 7 (2.8%) Graduate 60 (24.1%)
60-69 37 (14.86%) Native Hawaiian / Pacific Islander 1 (0.4%) Doctorate 18 (7.2%)
70-79 27 (10.84%) Prefer not to answer/Other 3 (1.1%) Prefer not to answer/other 1 (0.4%)
80-84 7 (2.81%)

Table 1: Distribution of Age Groups and Race & Ethnicity

themes through team discussion until no substantially new pat-
terns appeared. For example, in the first version of the codebook, we
coded “menstrual cramps” and “irregular periods” separately, but
later merged them into a broader code of “menstrual experience”.
Next, as many questions in the “sharing women’s health experi-
ences” section were parallel to the “knowing” section or future

expectation questions, we compared and reconciled the codebooks
across those questions to create a consolidated codebook. For ex-
ample, experience-related codes, such as “menstrual experience”,
were used for questions about knowing and sharing, and formed
two themes for RQ1. The first author then reviewed the remain-
ing responses. The research team reviewed the codebook, notes,
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and memos together to identify five final themes. These qualitative
findings deepen the interpretation of quantitative results on cur-
rent practices and highlight information needs and communication
challenges within families regarding women’s health experiences.

4.4 Limitations
Given the importance of age in understanding how people across
generations communicate with their family around genetics, we
recruited participants proportional to the U.S. age distribution. How-
ever, the platform limitations of Prolific prevented us from further
controlling for other demographic factors. While our sample re-
flected a broad range of demographic backgrounds, some groups
were disproportionately represented. For example, although the
overall ethnicity distribution was generally aligned with the U.S.
population, participants who identified as white made up the ma-
jority. Educational attainment was also higher than the national
average, with over 68% holding an undergraduate degree or above
compared to about 37% in the U.S. population [15]. In addition, most
participants were cisgender women, with only four identifying as
gender minorities. As a result, our findings may underrepresent
the communication of genetic health information and related chal-
lenges faced by minority ethnic groups, those with lower educa-
tional backgrounds, or gender minorities. Lastly, we conducted the
study on the US population and primarily referred to US-based lit-
erature when surveying participants’ backgrounds, while families
in other countries may have different patterns of family structures,
sizes, and norms in sharing health experiences. Thus, future work
could address the gaps in our study by specifically recruiting from
these populations, who may experience additional disparities in
understanding genetic health and unique cultural barriers in family
health communication.

5 Findings
We find that participants learned and shared various women’s
health experiences related to genetic factors with their families,
spanning multiple life stages and types of information, from per-
sonal experiences and struggles to diagnosis and treatments. Partici-
pants overall perceived sharing genetic women’s health experiences
as a helpful practice, understanding their own health conditions,
and supporting other members of the family. These conversations
often took place around the time when a member reached a new life
stage or event, or during family gatherings. The information was
primarily communicated through in-person conversations, though
women sometimes resorted to remote communication or showing
documentation when they could not meet in person.

5.1 RQ1: What do People Share about Genetic
Women’s Health Experiences

Our participants described learning and sharing both everyday
health experiences and clinical health conditions influenced by ge-
netic factors with their families (see Fig. 2). Everyday experiences in-
cluded menstruation, pregnancy, childbirth, and menopause, while
clinical conditions involved illnesses and chronic diseases that re-
quired diagnosis or treatment.

5.1.1 Everyday Experiences of Women’s Health. Participants most
commonly described talking about personal experiences of men-
struation patterns and symptoms (75.9% learned and 75.5% shared).
Many participants mentioned that they know some detailed symp-
toms of their families, including severe menstrual cramps or irreg-
ular periods, and how those changed throughout life. A recurring
scenario was when a woman reached menarche and learned about
menstruation from her mother, sometimes also from her sister or
her grandmother. The senior female members frequently shared
how menstrual cramps are a normal symptom to expect, or a fam-
ily history of severe cramps or heavy flows: “I learned from my
mother and grandmother that heavy menstrual pain runs in our fam-
ily. My mother talked about her cramps when I first got my period...
These conversations helped me understand that my symptoms are not
unusual.” (P133, 36 yrs) The family member, usually the mother,
also shared examples of these symptoms, the impact on their daily
life, and how the symptoms might change over the life course. For
example, P15 (32 yrs) learned how menstrual cramps improved
for her mother: “My experience was menstrual cramps when I first
encountered it, and I learnt that my mother would also experience
the same, but after giving birth the cramps would not be as severe
as before giving birth.” Similarly, P179 (32 yrs) learned about the
impact of heavy menstrual bleeding on daily life from her mother:
“She explained to me that she missed school sometimes because of
the pain... I came to know all this mainly through having one-to-one
conversations with my mum, especially when I was off school because
of my symptoms.”

Beyond cases where one close family member shared her per-
sonal experiences, participants also described scenarios where ge-
netic health experiences were shared indirectly through another
family member.

I shared my mom’s story about endometriosis with my
younger cousin... It happened last year when she told
me she was having really painful periods and didn’t
know if it was normal... I told her about how my mom
went through something similar and wasn’t diagnosed
for years. I shared details about the symptoms my mom
had and how important it is to speak up and see a doctor
who listens. I wanted her to feel supported and not alone.
She said it helped her feel better and more confident to
ask questions. (P188, 32 yrs)

P203 (61 yrs) described a similar case when she passed down others’
health experiences to younger members during a family gathering:
“I shared my mother’s and sister’s experiences with pregnancy compli-
cations and menstrual health with my nieces and children during a
family gathering when one of them started her first period.... I shared
all this through honest conversations to help them feel supported and
informed.” Participants frequently mentioned similar cases during
family gatherings, where they could pass along what they learned
to a different family member during conversations. Some indicated
that these conversations made them feel comfortable having similar
discussions around genetic health in the future and contributed to
stronger connections within the family.

Participants also shared their health experiences around spe-
cific health stages and events, such as pregnancy, childbirth, or
menopause. 62.7% of participants reported having learned from
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Figure 2: Distribution of women’s health topics that participants learned about (left) and shared with family members (right).
Participants most commonly reported learning and sharing information about menstruation, followed by pregnancy and
fertility, and menopause and aging. For some topics, such as menopause and aging, the percentage of participants shared is less
than those learned.

their family about pregnancy and fertility topics, including diffi-
culty conceiving, miscarriages, and complications. For example,
P242 (45 yrs) described, “I learned about my mother’s difficult preg-
nancies. . . She told me she had high blood pressure during pregnancy
and had to be on bed rest for weeks.” In particular, many valued fam-
ilies’ experiences related to childbirth, particularly about childbirth
deliveries and postpartum mental health issues. For example, P212
(43 yrs) described, “I learned about my grandmother’s challenges with
childbirth from my mother during a family gathering. She shared
how my grandmother gave birth at home without access to proper
medical care, which led to complications.”

Compared to knowing details of menstruation, pregnancy, and
childbirth experiences, participants only mentioned knowing about
menopause briefly, such as hot flashes and mood swings. Beyond
general symptoms, some indicated that their family’s time-related
menopause information, such as the age at which the senior mem-
bers started menopause, and the time that the stages took, could be
helpful for them as a reference. For example, P199 (53 yrs) referred
to her mother’s menopause to understand her current stage, “I know
she [my mother] entered menopause at age 51 and I am 53 and have
gone about 10 months without a cycle, so I am transitioning from per-
imenopause to menopause and so she also understands the hot flashes,
though mine are a lot more severe than hers were.” P199 compared
her symptoms and time points with her mother’s, and recognized
similarities that might be due to genetic factors. In addition to time
points and symptoms, some highlighted learning about families’
struggles during menopause, covering their emotions, reflections,
and experienced stigma. P183 (34 yrs) said, “One story that stood
out was my mother discussing her struggles with menopause and how
it affected her mood and sleep.... These stories helped me understand
the emotional and physical challenges women face, and how health
concerns were often kept private in the past.” Sharing these strug-
gles could promote understanding of the genetic influence on their
health; however, such details for menopause were rarely shared.

Along with sharing typical symptoms and major events, partic-
ipants also described more casually sharing bodily or hormonal
changes that ran in the family. Many did not relate these experi-
ences to a specific stage, such as having more body hair, “I know
that my family is pretty hirsute, and my mother and all of my aunts

got thick, black hairs growing on their faces and other parts of the
body.”(P154, 40 yrs). Similarly, P229 (53 yrs) described her family’s
resemblance in thinning hair and appearance as they age, “My
grandmother and mom both had severely thinning hair and now mine
is doing the same thing, which is freaking me out a bit.... As I’ve aged
I’ve began looking more and more like her. I see the facial features
she was bothered by happening to me.”

5.1.2 Clinical Health Conditions. Besides sharing everyday health
experiences impacted by genetics, 55% of participants indicated
learning about their family’s genetic illness and chronic conditions
related to women’s health. These topics cover both women-specific
illnesses, such as tumors or fibroids in the reproductive system,
endometriosis, or PCOS, as well as chronic illnesses that are not
specific to women but might have specific impacts on women that
are different from men, such as diabetes or cardiovascular diseases.

Participants frequently mentioned knowing about a family mem-
ber’s health history of a women-specific genetic illness. In such
cases, they usually knew about the diagnosis together with daily
symptoms, impacts, treatments, or health outcomes. For example,
P50 learned about her sisters’ endometriosis and osteopenia and
their impact: “My oldest sister had endometriosis and never suc-
cessfully carried a pregnancy to term. Another sister also has severe
osteopenia, and delivered her only child three months prematurely.”
Similarly, many participants mentioned their family’s history of
breast cancer, cervical cancer, or fibroids, and related surgery ex-
periences. For example, P239 recalled, “When I was a teenager, my
mom told me that my grandmother had breast cancer and had to
have one breast removed. My dad told me about his grandmother
having breast cancer which she ignored for a long time until it was
obvious.” Sometimes, participants were only able to learn indirectly
through other family members, as the disease progress prevented
direct sharing in family: “My mother died from ovarian cancer at the
age of 36, when I was 2 years old. I remember things about her and
her passing, and have learned more through my aunts and grandma.
(P248, 63 yrs)

When people learn about a family woman’s health history that
is potentially genetic, the family may have further discussion about
the self-care practices and implications, so younger members can
becomemore aware. For example, when a familymember had breast
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cancer, the younger members paid more attention to regular health
check-ups, diets, and treatments since they carried higher risks.

My mother had breast cancer and a mastectomy in her
fifties. Our family was very open about her experience,
and instilled in my sisters and me a sensitivity to breast
changes, conducting breast self exams, and generally
being aware of breast health (for example, how diet
may impact health). Finally, both of my sisters were
very supportive of me when I had a biopsy of a mass
discovered in my breast. (P208, 52 yrs)

People also share with their families about chronic conditions
that are not women-specific, but impact women differently than
men. For example, P177 mentioned,“I got gestational diabetes and
my mum told me that our family has a history of diabetes.” Families
shared tips tomanage this genetic chronic condition, which could be
a set of tips passed from multiple members with a similar condition.

P212(43): During a family dinner when my younger
cousin announced her pregnancy, I shared our aunt’s
experience with gestational diabetes and how she man-
aged it through diet and regular checkups. I also men-
tioned how my mother faced severe morning sickness
and what remedies helped her. I shared this through a
warm, supportive conversation, hoping it would help
my cousin feel more prepared.

Other family histories of chronic illnesses, such as cardiovascular
diseases, are also sometimes shared among family members. Even
when it was not discussed or directly shared, some people learned
about the related daily health management practices through their
own daily observation. P76 (61yrs): “As a child we were familiar with
their condition as well as what medication that they took, and other
steps they took to try to control their blood pressure such as quitting
smoking and reducing their salt intake. I remember the ‘fake salt’ my
mother used, and hoped that I would never need to avoid salt.” This
information, gathered through observation, also prepared them for
future genetic health risks.

5.2 RQ2: How do People Share Genetic
Women’s Health Experiences

Through participants’ descriptions, we identified two major circum-
stances where their communication took place, and three categories
of technology and artifacts involved in their communication. We
elaborate on the recurring scenarios to unpack factors that en-
couraged family members to share and features in technology that
supported their sharing.

5.2.1 Sharing through Spontaneous Conversations. Participants de-
scribed two major circumstances that led to conversations about ge-
netic information related to women’s health conditions. First, many
participants mentioned having those health-related conversations
during family gatherings. This often included their extended family
or multiple generations together, such as aunts, uncles, grandpar-
ents, children, and cousins (see Fig. 3). Some also learn about the
family’s women’s health experiences from their fathers, but much
less than other female members of the family. Usually, the conver-
sation starts with the sharing of one family member, and then more
members share their similar experiences. For example, P10 (18 yrs)

described her family dinner where her grandmother and her mother
discussed menopause with the family: “My grandmother shared with
the family at our dinner table about her menopausal experience... My
mother added that her experience of learning doctor advocacy skills
came from supporting her mother during her menopausal challenges.
Family discussions about women’s health events transmitted through
normal conversation across gatherings taught me to understand both
the necessity of speaking openly about healthcare needs and find-
ing proper treatment.” During family gatherings, younger family
members also raised casual questions about their family’s past ex-
periences, which led to discussions about family health history. For
example, P242 (40 yrs) mentioned, “I learned about my mother’s
difficult pregnancies through conversations with her during a family
gathering when I asked her about my birth story. She told me she
had high blood pressure during pregnancy and had to be on bed rest
for weeks.” Either initiated by the one who shared or the one who
asked, the sharing could develop into a family health discussion
containing meaningful information to the younger generation.

Secondly, participants started conversations about a genetically-
related health experience when a family member is at or around
the onset of a major life stage or health event. The most frequently-
mentioned example is when a girl reaches menarche, and the se-
nior female family member, usually the mother, shares information
about menstruation. We see this practice quantitatively as well,
where 90.8% of participants learned family health information from
their mother (see Fig.3). For many participants, this is because their
mother (or siblings) is the closest member to them, “Just in general
I hear family health issues via my Mother.... I’m only close to my
Mother when it comes to family.” (P112, 68 yrs)

Families were also often open to sharing their experiences and
tips around pregnancy and childbirth when a member first got
pregnant. Participants frequently mentioned having conversations
about pregnancy with their sisters, which was a common case
among 51.4% of the participants sharing their women’s health ex-
periences with their siblings. For instance, P65 (52 yrs) mentioned,
“I shared stories about my pregnancy with my sister when she was
expecting, including challenges during labor and recovery. We talked
over the phone.” Compared to these celebratorymoments where fam-
ily members proactively offer past experiences, people sometimes
also actively seek information and advice from their family mem-
bers when they come across new health stages, like menopause:
“When I was having hot flashes and night sweats, I spoke to mymother
about it. She was able to recall in detail what age she was [when] she
first started experiencing the same symptoms. I wanted to know if she
used any type of hormone replacement therapy, but she said she did
not. With all the risk associated it helped me to decide not to....” (P93,
61 yrs). Similarly, some also described families discussing a health
issue when one member was diagnosed with a chronic condition or
was hospitalized: “When I was diagnosed with skin cancer I shared it
with my Mother. We shared through conversations and she was with
me when I had surgery.” (P112, 68 yrs) When the conversation is
initiated after a health event, the family communication usually
centered around the specific family member and one specific topic,
so family members with similar experiences could provide help.

While most conversations took place in person, many partic-
ipants leveraged remote communication tools as an alternative
when they could not meet offline, such as phone calls, messaging
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Figure 3: Distribution of family members from whom participants learned (left) and shared (right) their family women’s health
experiences. Participants mostly reported learning and sharing about their family’s women’s health experiences from their
mothers, some learned and shared from their siblings or extended family, but much fewer from their fathers.

apps, and video chats. For example, P54 (70 yrs) talked with her
family remotely due to distance: “This was in the 80’s when my mom
was diagnosed with breast cancer. We talked about it and she told
me her experiences with treatment. I lived far away, so we did this
by phone calls and letters.” Similar conditions took place when one
member was hospitalized: “My endometrial cancer diagnosis and
subsequent surgery and radiation is the condition that I have shared
the most with two family members and four very close friends. I spoke
to them frequently during the six months where this was front and
center in my life. We spoke on the phone, in person, and through texts
and emails.” (P106, 73 yrs) . Participants also shared resources and
useful apps during the remote exchange. P10 (18 yrs) described,
after chatting about her cousin’s menarche, “I provided my cousin
with some useful articles after the conversation and sent her a period
tracking application.” Such remote communication served as an
addition to the in-person sharing.

5.2.2 Sharing Asynchronously through Technology. When asked
about information beyond verbal exchanges, our participants re-
ported various uses of technologies for their personal health infor-
mation, with many using health websites (28.8%) and health apps
(20.6%) (see Fig. 4). Specifically for their personal women’s health, a
fair percentage use manual tracking (20.6%), but we also see fairly
extensive use of formal health records (29.6%) and technologies
designed specifically for health settings, like dedicated apps (27.9%)
(see Fig. 5). Despite these personal uses, only a small number of
participants reported sharing such data with their families, and
no participant mentioned a systematic way of documentation or
sharing.

Participants mentioned seeing daily personal records and doc-
uments as meaningful media carrying health-related information.
For example, photos, especially pieces of daily life like birthday
photos, may reflect people’s health conditions through their ap-
pearance:“My maternal aunt had B cell lymphoma... My aunt was
telling me how her legs were swollen from her treatment... but I didn’t
realize how terrible it had gotten until I saw her birthday picture.”
(P48, 71yrs) People also shared with family members photos of their

symptoms and treatments as part of daily life. For example, P163
(54 yrs) shared pictures of her treatment, “I have chronic anemia and
have had to receive iron infusions. I’ve shared this by word of mouth,
text, and sent pictures of the infusion in action.” Some participants
also mentioned writing out their family’s experiences through a
blog, which made sharing more convenient: “I shared my grand-
mother’s breast cancer story with my cousin by texting her a link to
a blog I wrote about it. We later talked more about it over a video
call.” (P60, 44 yrs) Although these remote communications deliv-
ered health information, the main sharing process still happened
during synchronous conversations.

In a few cases, formal documents or resources, such as medical
records and death certificates, were used to share the family’s ge-
netic health condition. Some participants valued sharing medical
records since they contain an accurate description of one’s health
condition: “My aunt actually showed me her blood clot one time. I
asked her so many questions because I was young around 10 years
old...” (P36, 35 yrs) Meanwhile, information from death certificates
was found with a time delay: “Most of my conversations came from
my mother or sister, but sadly, how I discovered women’s health issues
in my family came through reading death certificates while I was
working on my family tree.” (P32, 65 yrs) One participant mentioned
sharing genetic testing results of a family member with cancer, “I
shared her genetic testing results with my female cousins via a group
chat, urging them to get screened early” (P153, 25 yrs). However,
only a few participants mentioned proactively sharing these records
with family members, instead mostly sharing them upon request.

None of our participants mentioned any practice of maintain-
ing family-centered health documentation, like collecting genetic
records, diagnoses, or test results across members. However, some
participants described benefiting from collaboratively learning and
managing their women’s health with technology. P130 (38 yrs)
mentioned that she and her cousin had the same autoimmune dis-
order, and that “we continue to compare notes.” A few participants
described looking for health information resources together. For
example, P124’s family discussed her mother’s genetic women’s
health issues, and then “We also watched a few videos together that
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Figure 4: Types of technologies that participants used to learn and
manage health information. Search engines and health websites
were the most commonly used resources, followed by communica-
tion with healthcare providers and health apps.
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Figure 5: Types of technologies that participants used
to manage their women’s health information. Partici-
pants most commonly relied on medical records and
health apps, followed by manual tracking and wear-
ables.

explained what fibroids were and what a hysterectomy involved. That
blend of lived experience and accessible information really stuck with
me.” Similarly, P137 (29 yrs) and her sister discussed their mother’s
menopause experience, and “It helped my sister feel less alone, and
we even looked up some articles together afterward.” These collabora-
tive practices supported participants in learning about their genetic
health.

5.2.3 Expectations and Concerns for Future Technologies. When
asked about their visions of the future technologies, participants
showed strong interest in technologies for sharing genetic women’s
health experiences with families. Many participants suggested en-
abling sharing features in current technology for women’s health,
such as period trackers and health records. For instance, partici-
pants imagined “having a centralized electronic family record” (P24),
“biological family members could share diagnosis on it that could be
genetic” (P37), or ‘‘period trackers like Clue could add family-sharing
features to discuss menstrual patterns across generations” (P109).
Some participants were also interested in long-term preservation
of such records: “Just keeping track of the history for an extended
time. [That] way we can have a good tracking history. ” (P36, 35
yrs) In addition to sharing and keeping health data, participants
also felt they would benefit from more emphasis on genetic health
to raise awareness. P42 (36 yrs) thought “finding patterns can be
beneficial for my biological family”, and P75 (55 yrs) mentioned
“create a separate app that integrates with the other genealogy apps.”
Regarding family communication, several participants also imag-
ined creative interactions to address stigma around talking about
women’s health, such as “an app that shares comforting and funny
memes about your period... and you can all chat and laugh” (P21, 28
yrs), or “virtual reality provides personal experiences of menstrual
pain through virtual experiences to young males” P130 (38 yrs).

Still, some participants raised concerns about sharing personal
women’s health data or using technologies for sharing. Multiple
participants, especially senior ones, felt unwilling to share informa-
tion online due to privacy concerns, and thus, still prefer limited
in-person sharing. For example, P45 (68yrs) mentioned, “I really
don’t like putting my information or that of my family online any-
where and would like to keep it private.” While many participants felt
that AI could help “show whether something is passed down” (P40,

38 yrs), a few raised concerns towards AI, mentioning “medical info
should not be used to train an AI” (P206).

5.3 RQ3: Challenges in Sharing Genetic
Women’s Health Experiences with Family
Members

Although our participants were often able to discuss genetic factors
related to women’s health with their families, they also reflected on
the various challenges they faced. Participants often described not
having a good understanding of how genetics impacts aspects of
women’s health. After reading the background section of our survey,
although participants generally agreed that health history was
important for understanding women’s health (92.0% rated “agree”
or “strongly agree” on a 5-item Likert scale) and genetics had a
major impact (79.5%), they were less likely to agree that they had
knowledge about how genetics impacts women’s health (44.2%) and
therefore did not have a chance to talk about it with their family
members. Many participants mentioned that they or their family
“know little about genetics” (P12, 28 yrs) or “they don’t consider
the way their private information about their health can help their
biological family members to be better informed of what could be
genetic.” (P158, 27 yrs).

Beyond these factors, participants described how family dynam-
ics, physical and temporal distance, and forms of stigma introduce
barriers to sharing women’s health experiences and, therefore, un-
derstanding genetic health.

5.3.1 Challenges in Sharing Women’s Genetic Health Information
and Experiences. Participants often described not communicating
with different family members, and as a result, lacking information
about what their experiences might say about their own genet-
ics. As mentioned, participants responded that they communicate
women’s health experiences with their mother most, followed by
siblings, while their extended family or relatives are comparably
less involved.

Primarily, participants described not knowing about their fam-
ily’s women’s health experiences because they do not have a close
relationship with them. For P197 (60 yrs), the reason is “Simply not
having the closest relationships.” The lack of closeness is especially a
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barrier to discussing health conditions with extended family mem-
bers or relatives. For example, P113 (36 yrs) described: “My mom
has passed away, and I am not close with many other members of my
biological family.... I don’t have a relationship with any female rela-
tives who are younger than me.” Some participants explained that
“not knowing the relative well [enough] to establish rapport [could]
be a reason” (P21, 28 yrs). Even when they try to establish a close
relationship, the attempt may fail, such as for P159 (46 yrs): I am
just not as close to the women in my family as I once was. I have
tried to have a connection since reaching adulthood, but no one else
seems interested in any kind of relationship. Therefore, no one to share
experiences with. Participants described more often lacking informa-
tion about extended family members due to a lack of closeness, but
desired to learn more about them. Extended family members, such
as grandmothers, aunts and cousins, are frequently mentioned: “my
aunt’s menopause journey, and my cousin’s life with PCOS” (P140,
23 yrs), or “I’d want to learn more about the reproductive health
experiences of women across different generations in my family—like
my great-grandmothers, aunts, and cousins.” (P144, 22 yrs). The lack
of closeness further made it difficult for participants to learn about
genetic health conditions in the family. For example, P40 (38 yrs),
knowing about her mother’s cancer diagnosis, wanted to learn
more about her family’s genetics, but was struggling because “I am
not that close to other family members to discuss them.”

Communicating around genetic factors became even more com-
plicated when family relationships were strained or tense. For ex-
ample, P51 (66 yrs) described not wanting to discuss her or her
family’s childbirth experiences with her sister: “With my sister, we
didn’t have a great relationship, so she would be the last person I
would have gone to to ask her about or tell her about my experience.
She wouldn’t have cared to have that kind of feedback... so it wouldn’t
have related first hand to her either. ”

Participants further described how changes in family structure,
such as adoption or divorce, left them less connected to their biolog-
ical relatives and thus made genetic health information unavailable.
Four participants mentioned that they or their family member was
adopted, and therefore did not know much about their biological
family’s genetic history: “I’m adopted and don’t know much about
my biological family... I’d want to know what autoimmune diseases
run in the family. Also, what did my recent relatives die from.”.P171
(81yrs). P70 (56), on the other hand, met her biological mother in
her 30s, and highlights that they were able to discuss shared expe-
riences, “We discussed menopause at length because at the time she
was going through menopause. On several occasions, we discussed
our pregnancies and [deliveries]. We both had thinning hair after
menopause.” Similarly, some participants whose parents were di-
vorced indicated that they had less information about one side of
the family: P34 (70 yrs) said about her father, “he wasn’t in my life
once my parents were divorced.” These participants highlight how
family structure can influence how readily a person can understand
genetic factors related to their well-being.

5.3.2 Gaps in Time and Space. While some participants recognized
the role of genetics in health and were open to sharing related
experiences, many shared little with family members because of
time and space. Here, we unpack how physical separation and time

gaps led to missed opportunities and loss of details in family sharing
of genetic health.

Physical Separation. Beyond challenges with family relation-
ships, participants frequently mentioned the physical separation
between family members, impacting their ability to communicate
about family genetics. Participants described that when they live in
the same household as other family members, they have more op-
portunities to both observe family members’ health conditions and
discuss them, and thus know more details of those experiences. For
P89, sharing a space with her grandmother as a teenager allowed
her to better understand her health condition: “When I was in high
school, my grandmother was living with us, I shared the bedroom with
her. I watched her health decline and tried my best to help her. ” (P89,
63) However, when people grow up, they may no longer live with
those family members and “live far apart” (P122, 36 yrs), reducing
their regular communication. Or, even when families live in the
same household, they may not share a physical space long enough
to have meaningful conversations: “Everyone in our household has
a busy schedule” (P46, 26 yrs) Furthermore, given the limited gath-
ering opportunities, families prioritize important life updates over
health discussions during conversations: “The fact that I live hours
away from them means that when we are together and visiting with
one another, we aren’t typically talking about personal health issues,
but instead catching up with the events of our lives. ” (P215, 45 yrs) As
a result, health topics have a lower priority in their conversations,
and thus are not frequently discussed during family meetings.

Although participants mentioned remote communication when
there was physical distance, many still preferred in-person con-
versations, perceiving the topics to be more intimate. For example,
P240 (40 yrs) describes “some of my family live far away from me
and that has led to lack of enough time to bond and share some women
health experiences... I had gone for a family gathering and I met my
sister in the event, I shared my experience with her when I was giving
birth to my first born. We had a meaningful conversation about child
birth...” Similarly, people may feel more relaxed about sharing dif-
ficult experiences when in person. “I would like to be fully upfront
with my family members about the genetic risk factors whenever
possible; especially those struggling. I believe it’s best discussed in
person after dinner, dessert, and one and half glasses of wine” (P139,
26 yrs) Participants also prefer in-person conversations as they
may allow more interaction and depth of conversation. “I could see
myself sharing some of my experiences with my grand daughters. I
would do it in person when they are a little bit older. I would love to
answer any questions they might have.” (P54, 70 yrs)

Time Gaps. In general, participants primarily described sharing
or discussing women’s health experiences related to their current
or next life stage. Comparably, they may not talk as much about
their past experiences. For example, P75 (55 yrs) highlights how her
desired information changed as she aged: During my childbearing
years, I would have wanted to know if any family members had fer-
tility issues. Now, I would want to know if any family members had
or have any gynecological cancers, or breast cancer... I’d also want to
know how their bodies reacted during menopause and what symp-
toms they experienced. Fig. 6 highlights participants’ differences
in what they know about women’s health topics by age. Younger
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participants are generally more familiar with topics related to men-
struation, fertility, and pregnancy, which may be more relevant
to their current age, while participants in their 40s and 50s know
more about topics like menopause, aging changes, and chronic
conditions.

15% of participants mentioned that they may be interested in
genetic information relating to a life stage further in their future,
such as pregnancy, childbirth, or menopause. For example, P147 (29
yrs) described:“I’d want to learn more about my grandmother’s and
mother’s reproductive health experiences like pregnancy, menopause
or any genetic conditions they faced. Knowing what they went through
could help me prepare for the future.” Participants felt that learning
about health topics related to later life stages may prepare them
for future experiences. For example, P17 (19 yrs) indicated that
about her older relatives, she wanted to know: “how their health
changed as they got older, especially during menopause” (P17, 19 yrs).
P8 similarly described wanting to know “sooner rather than later”.

Despite the participants’ interest in learning about health factors
that might impact them in the future, responses revealed that there
was often a gap in time betweenwhen a family member had a health
experience that might have a genetic component and when they
considered sharing that experience. This time difference greatly
limited the family’s ability to learn personal information about their
genetic health. For example, participants said that even though they
are interested in the experience of their mother, or other senior
female family members, they did not learn enough about the genetic
health experiences, such as cancer, chronic disease, menopause, and
aging, before the member passed away (P25, P48, P113, P160). For
P160 (69), her mother passed away long before P160’s menopause
stage: “I lost my mother early on in life, I think I would have learnt a
lot about menopause from her if she were to be alive before I experience
that stage”. P23 (26 yrs), similarly described knowing little about
her grandmother’s cervical cancer: “I would like to know more about
my maternal grandmother’s health experiences since I only know
shallowly about everything that happened to her before she passed
away.” In other cases, the older generations could not remember
details due to memory loss or had difficulty communicating. For
instance, for P79 (46 yrs): “I would love to know more about my
mom’s fertility issues. By the time I could talk with her about them
she had dementia.” When these participants sought genetic health
information for their ongoing health needs, it was too late for the
older generation to share.

In addition, generation gaps also prevent family members from
sharing genetic health information: the younger member would be
too young to understand the experiences, and it would be difficult
for the older generation to remember the details when decades post
their health experiences: “I do have one granddaughter, but she just
turned 8 in March. Too young now to talk about miscarriages and
periods right now. She has a mother who will talk to her. I probably
will some day tell her about my miscarriages.” (P191, 76 yrs) Simi-
larly, P231 chooses to postpone sharing to the future: “I’d like to
share my menstrual health and fertility journey with younger family
members, like nieces or daughters, when they reach adolescence or
adulthood.” These sorts of choices often led the younger generation
to feel like they did not receive a full picture of their genetic health.
For example, P82 (55 yrs) was not told about her grandmother’s
hysterectomy: “I may not have heard the whole story, because it was

told to me later on, by my aunt and mother, so I didn’t hear it direct
from my maternal grandmother. I was young (pre-puberty) when she
passed away so it wouldn’t have been brought up.” In other cases,
participants described being told about her mother’s menstruation
experiences when they were young, but now cannot remember: “I
was too young to know or remember when it was being talked about...
I assumed they would share if it was important. I was shy talking
about things like menstruation or the menopause.” (P179, 32 yrs).

Participants described how physical distance can further impact
their sharing behaviors when family members are not co-located
and have fewer opportunities to meet in person. As P220 (57 yrs)
mentioned, “unless you are in the same household, you may not find
out about diagnoses, hospitalizations, and chronic illnesses of other
family members until months or even years later... memories fade
because so much happens in our lives. I’ve even forgotten some of the
diagnoses I’ve received over the years (mymom too), and didn’t realize
then until I went through old paperwork from doctors, specialists, and
ER visits!” In general, unless families communicate regularly in a
shared household, people gradually forget details about their health
conditions before the opportunity to share, even with frequent
family conversations.

Participants often brought up documentation, such as clinical
records, as a mechanism to help with preserving these details over
time. However, participants commonly described not having that
information: P54 (70 yrs) wrote, “I would definitely like to know
more about my mom’s experience, type of cancer, grade etc. I was
diagnosed with breast cancer a few years ago, and I wish I had more
information about my mom’s. I have none of her medical records.”
For P214 (55 yrs), she wished to have the family’s clinical records,
such as treatment history, “in the case of my grandmother, records
were lost... I know that my paternal grandmother and paternal aunt
died of breast cancer, but I would like more details such as whether or
not they had regular mammograms. ” Yet, having clinical records
may still not be enough, since they may only include basic facts but
not lived experiences. As P88 (45 yrs) mentioned, only knowing
about diagnosis is limited: “My family doesn’t share stories, just
statements and facts. My aunt says my mother had breast cancer, but
she doesn’t know anything more.” Participants were interested in
documentation to add rich details of experiences to their knowledge
of family health history beyond major diagnoses or events.

5.3.3 Stigma in Family Communication. Many participants men-
tioned they or their family consider women’s health as a stigmatized
topic, similar to discussions in prior work [17, 85, 94]. Here, we
extend these conversations to unpack how cultural, generational,
and gendered stigma all impact how families communicate around
genetic health.

Cultural Stigma. Aligning with prior work on the topic [3, 7,
94, 110], participants often highlighted how societal perspectives
on women’s health topics often caused reluctance to discuss ge-
netic factors. P83 (49 yrs) highlighted: “Cultural Taboos – Matters
(e.g. menopause, miscarriage) have been thought not okay to focus
on. ” P52 (35 yrs) similarly pointed out “topics like menstruation,
menopause and fertility struggles were often considered too private to
discuss openly.” This broader stigma around the topics influenced
participants’ willingness to share. For example, about her menstrual
pain, P118 (32yrs) recalled, “I felt shy, embarrassed, and unsure how
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Figure 6: Topics learned and shared grouped by age. We see trends related to the life stage of the age group. Most age groups
reported learning and sharing about menstruation, while a higher percentage in older age groups reported knowing and sharing
about menopause and aging, or illness and chronic conditions. For most topics, older age groups (60+) reported learning less
about the topic. For most topics, participants who reported sharing with families were fewer than those who learned.

they’d react.” P228 (48 yrs) similarly said, “Sometimes I was embar-
rassed or didn’t dare to share or ask.”

Participants often brought up how their cultural backgrounds,
such as their ethnicity or religion, further limited how willing
family members would be to discuss genetic factors relating to
women’s health. For example, P117, 36 yrs: “I feel like its a cultural
thing. We are a very close family and see most of my family that
live in state every Sunday... I feel like it’s not a common thing for
Hispanics to discuss... I thought it was normal for us not to talk about
these things.” Participants sometimes avoided discussing specific
health conditions which may be informed by genetics, but cultural
practices may make it uncomfortable to discuss. For example, P127
initially avoided sharing her pregnancy with her father, because he
is “very strict catholic, so I knew it would be hard to accept, since I
wasn’t married.”

Participants also noted that fear of judgment from family mem-
bers might affect their willingness to discuss topics aroundwomen’s
health. For example, P62 was uncomfortable with the idea of sharing
her miscarriage with her family because she thought they would

think less of her: “Sharing would result in my mother wanting to
‘fix’ me.” Similarly, P24 described how she did not have frequent
discussions with her mother about aging symptoms, due to the
possibility of leading to emotional conversations about aging: “I
think health can also be difficult to discuss, especially emotionally.
My cultural upbringing includes avoiding emotional conversations,
so we do not frequently discuss these topics.”

Generational Stigma. Participants often surfaced how genera-
tional differences in what was appropriate to discuss impacted elder
family members’ willingness to share their experiences, or younger
members’ concern that the conversation not being welcomed. Par-
ticipants frequently mentioned a cross-generational “lack of open
communication” with their family members, using terms like “gen-
eration silence” (7 participants) and “generational gap” (19 partici-
pants) to indicate how older family members tended not to discuss
these topics. For example, P10 (18 yrs) experienced that “Many
older family members concealed women’s health matters because
they considered such discussions to be forbidden or intensely private.
”. P223 (60) highlighted that her mother and sister avoided sharing



CHI ’26, April 13–17, 2026, Barcelona, Spain Yang et al.

menopause experiences until she experienced menopause in order
to protect her: “They didn’t [want] to scare me with their experience.”

Furthermore, participants experienced generational stigma re-
garding how they approached women’s health topics. Participants
often did not discuss genetic health topics because elder generations
“neglected or trivialized” (P137) the concern, or considered potential
genetic factors as “normal” since the older generation also had the
same experience (mother of P153, 25 yrs). P30 (70 yrs) described,
“For 3-1/2 years I told my mother I was having terrible cramps, and she
just brushed it off with a standard set of replies: ‘they’re just growing
pains,’ ‘stop imitating your sister,’ ‘stop exaggerating,’ etc.” P144 had
irregular periods, explained that she did not tell her family because
she “worried they would assume I was overreacting or make it into a
bigger issue than it was.”

P191 (76 yrs) unpacked how these generational differences shift
over time: “When I was growing up, no one talked about health
problem as much as they do today... when my mother was diagnosed
with breast cancer, she did not want to tell anyone. She stated that
people were still afraid of cancer, more like that it might somehow
be contagious.” P130 (38 yrs) further highlighted how, “I watched
my sister dilate with nervousness so I explained how our mother
endured postpartum depression in silence during those first months
while crying in private and believing she was failing because ’good
mothers shouldn’t complain.’ ” She went on to describe evolving
challenges despite topics being less stigmatized: She [my sister]
endured silently until my mother stepped in after seeing her withdraw
and insisted that she seek help. ”

Gendered Stigma. Although genetic risk factors can be carried
by both parents, participants frequently described stigma around
discussing genetic factors with the male members of their families.
P56 (62 yrs) stated, “I don’t think that male members of a family
want to hear a lot about female health experiences”. Some partici-
pants indicated they thought men’s health concerns were different
from women’s, making it unhelpful to share experiences with the
different gender, “The men in our family have different concerns and
not as prevalent, though theirs can be serious, too.” P217 (61 yrs)
similarly said, “The only reason or barrier that prevented me from
sharing some of my women’s health would be with my brothers, or
males in the family that I didn’t feel comfortable talking with them
about.” Only 21 (8.43%) participants indicated that they had learned
about their family’s women’s health experiences from their father,
and 22 (8.84%) have shared with their father, much less than the
communication with their mother, aunts, siblings, and cousins (Fig.
3).

Participants often saw the lack of communication with the male
side of their family as a gap in understanding their genetic health,
and sought to learn more about the health experiences of the pa-
ternal side of their family. P244, 47, wrote, “I would want to learn
more about my dad’s side of the family. I think I take more after my
father, but wasn’t very close with that side of the family. Therefore, I
would be curious to know what illness or diseases the women in his
family suffered from, if any. That information would be helpful for
me to know what to be vigilant or screened for. ”. Many participants
specifically mentioned learning about paternal grandmothers’ ex-
periences, such as details of menstrual cramps and cancer (P88, P27,
P5, P215, P131).

6 Discussion
Here, we discuss how our observations suggest directions for tech-
nology to better support genetic health, including how frequently
and how much people share, address stigma, and support intergen-
erational tracking and sharing.

6.1 Encouraging Genetic Health Experiences
Sharing in Families

We find that sharing genetic health information can help fami-
lies better understand and manage their health, but it is limited in
several ways. Many people do not share enough about genetic con-
ditions due to limited awareness. Further, compared to other forms
of family communication, conversations around genetic health do
not happen as frequently in everyday interactions, but are often
initiated by opportunities and events. Thus, the opportunistic pro-
cess limits the range of information being discussed. Meanwhile,
older generations focus on facts rather than details for genetic
illnesses, and younger members’ experiences rather than older
members. There is a need for families to share more about their
genetic health.

6.1.1 Promoting awareness of genetic health to encourage conver-
sations. Given that people often undervalue the importance of ge-
netics, a first step towards increasing conversations is to promote
awareness of how genetics impacts health. In particular, the exist-
ing health technologies people use can be adapted to highlight the
genetic influence.

One approach is to include more information about genetic
influence in the health tracking apps that people have been us-
ing [39, 76]. People commonly use these apps to track symptoms and
severity in many women’s health domains, including menstruation,
menopause [78], and pregnancy [80], to better understand their
health conditions. These technologies could more deeply incorpo-
rate educational resources, such as highlighting types of symptoms
that might have a genetic cause. These resources could either be
framed generally, such as in informational widgets about genetic
causes for particular symptoms, or in response to tracked data that
a person includes, such as highlighting that the frequent occurrence
of a symptom might be indicative of a genetic predisposition.

Beyond self-tracking, clinical technology and genetic testing
could further enable communication around confirmed genetic
impacts. For example, although the rise of consumer-facing DNA
testing kits has enabled people to become more aware of their
risk levels for certain health conditions [70, 90], these tools are
often framed in terms of larger ancestry, e.g., cultural lineage and
ethnicity. These technologies could prompt more conversation by
highlighting that having elevated risk levels for a condition can
mean that other family members may as well. Beyond consumer-
facing technology, patient portals to EHRs often include details
about formal diagnoses, such as care strategies [44, 119]. These
technologies could further highlight genetic factors where relevant,
or even encourage conversation with family members. That said,
regulation and validation of scientific evidence are critical in these
technologies, and may impact what guidance or encouragement
can be included.
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6.1.2 Promoting the depth of information being shared. Our study
surfaces that there is often a lack of depth in people’s sharing of
conditions, such as diagnoses or lived experiences, leaving families
feeling like they have not learned enough. To increase depth in
sharing, one approach could be to blend the rich information that
exists in medical records about a person’s condition with the ways
they often go about sharing around health. People often turn to
technology to document life experiences related to their health
journeys, such as through diaries, photos, or videos, typically for
social support [37] or part of leaving a digital legacy [35]. Tools
could promote these logs being useful for having deeper genetic
health conversations by encouraging people to place emphasis on
the specific care decisions and narrative rationales. For example,
rather than supporting sharing cancer journeys in general [59, 60],
tools could encourage individuals to document and share specific
aspects of their diagnosis. Because this sort of documentation is
often expressly for sharing, it can be a useful space for incorporating
information that may assist family members in understanding their
genetics.

6.2 Addressing Stigma in Family
Communication about Women’s Health

Prior HCI research has documented societal stigma towardswomen’s
health experiences, where women often regard these experiences as
private and sensitive topics to share [25, 81, 94]. Our findings extend
this work in two ways: First, we identified that such societal stigma
prevented sharing in family communication, even within close-tie
members. Second, we found cultural stigma, generational stigma,
and gendered stigma further prevented family health communica-
tion. The stigma led to participants’ fear of judgment and conflicts
from family members, which echoes with the concept of anticipated
stigma in mental health research [45]. Compared to general health
conversations, families may experience ideological misalignments
due to various cultural norms towards women’s bodies, privacy,
and health decisions. While family informatics research has em-
phasized privacy and data-sharing boundaries [11, 98], our study
reveals how these boundaries are actively negotiated in everyday
conversations, complicating decisions about what to disclose and
to whom. We find that family sharing of women’s health is also
imbalanced in the family structure, as rare involvement of male
members limits family engagement and results in loss of paternal
information. These cultural, gendered, and intergenerational dy-
namics illustrate sociotechnical barriers unique to women’s health,
making conversations more selective and fragmented than in other
health domains.

Existing family-based health applications like FemGenix, Waffle,
and Healow enabled sharing of health-related information [42, 53,
64], but rarely aim for privacy or access control. To account for
existing stigma, tools could support privacy needs through indirect
sharing, such as private journaling features or anonymous contri-
butions in such family health applications, which could reduce the
pressure of face-to-face disclosure. The tools with sharing features
may also be sensitive to boundaries with privacy control. Systems
can allow individuals to control what information is shared, with
whom, during what timeframe, and at what level of detail. Designs
could also consider anonymizing some health data or for family

members to collaboratively manage access, depending on the owner
or the types of experiences.

Technological approaches could further help destigmatize the
topic to enable family conversations around genetics. Design ar-
tifacts can help overcome stigma by making women feel more
comfortable sharing and promoting their understanding of stigma-
tized experiences. For example, prior work has suggested drawing,
materials, physical objects, and digital storytelling to describe per-
sonal experiences and ideas around menstruation, abortion, and
menopause [5, 81, 86, 94, 110]. Family communication tools could
integrate these sorts of artifacts carrying educational values, such
as digital stories or illustrations explaining women’s health experi-
ences.

We also note that in the case of women’s health, gendered stigma
is particularly interfering with a family’s ability to have conversa-
tions around genetic health. Male members contribute significantly
to a person’s genetic tree, but their general lack of participation in-
creases the likelihood that a person does not learn about conditions
that run on their father’s side. Thus, there is a need for technology
to address gendered stigma by engaging male members in the con-
versation, so that health information from the paternal side gets
communicated. Prior work has suggested or engaged male mem-
bers as partners in health practices such as collaborative pregnancy
tracking or intimate technologies, yet they mostly only engage as
a supporter [20, 72]. Future family tracking tools could design user
profiles for men in the family, and actively encourage these users to
input and reflect on their own health or the health of their relatives.

6.3 Supporting Intergenerational Long-term
Collaborative Health Tracking

Beyond synchronous exchanges, we found that misalignments in
time, space, interests, and family relationships made passing down
health experiences more challenging. The time gaps introduce great
uncertainty about whether the information could be accessible
when needed, while physical distance reduces opportunities for
in-person exchanges. Misalignments in interests result in conversa-
tions leaning towards common conditions and celebratory events
rather than stigmatized topics or negative outcomes. For some,
discussions only stay within their nuclear families, but not with
older generations or the larger genetic family. To overcome these
challenges, we suggest that technology aim to support long-term
tracking of factors related to genetics, ideally intergenerationally.

6.3.1 Documenting and preserving health data for long-term use.
Prior research explored how health documentation, like tracking
data or medication schedules, can support collaborative practices
in family communication, such as coordinating wellbeing activities
or managing clinical diagnoses [101, 102, 108]. However, these
practices are often centered around a specific period of time, such as
family communication when someone is hospitalized. Our findings
suggest that once the immediate health need is resolved, people
tend to lose track of the documentation.

We suggest that tracking tools could adopt ideas of existing
long-term technologies. For example, borrowing from slow technol-
ogy [51, 91], health documentation tools, and tracking apps could
resurface health observations or records every few years, in case
it was forgotten but became relevant in light of the more recent
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experiences of a family member. For example, an EHR could be
designed to email an individual or their next-of-kin a record of
their diagnoses every five years. In the meantime, a combination
of various forms of health data, especially preservation of mul-
timedia records, might be useful, since some may value records
of late family members, such as videos or voice recordings. Fur-
ther, this technology could probe whether genetic information was
up-to-date and accurate to people’s own self-understanding. For
example, PCOS often evolves as a condition, with many people
regularly self-tracking to understand how the condition manifests
for them [25, 65]. Long-term technologies could support individuals
in updating their documented experiences, in order to help other
family members who might have similar conditions or symptoms.

There are substantial challenges and tensions associated with
this sort of digital preservation. First, many of the experiences
that would need to be preserved are emotionally-laden, potentially
on topics such as the death of family members or struggles with
infertility. People often avoid using technology to revisit these mem-
ories [74], and unprovoked reminders could resurface the negative
feelings. Second, further work is needed to identify exactly what
would be beneficial to surface and how to do so. Perhaps specific
diagnoses are most relevant, or what treatment strategies were
effective, or simply the day-to-day experiences of a loved one. Fam-
ilies and individuals within families may vary greatly in what to
preserve, so designing with flexibility is a challenge. Third, digital
preservation is a well-known and difficult design problem, given
factors like software and format obsolescence, digital hoarding to
lack of motivation or management resources [38, 122, 137]. Examin-
ing genetic health experiences through the perspective of Personal
Information Management (PIM) [126] could help mitigate some of
these challenges.

6.3.2 Building a shared understanding of genetic health among fam-
ily members. For documenting health experiences, current personal
informatics literature often emphasizes tracking for one’s personal
benefit [21, 102]. When sharing does occur, it is primarily with the
intent of receiving social support, rather than informing others of
something which might affect them [3, 62, 68]. Research on family
informatics has examined how tracking can help support collective
understanding [96, 98]. However, these practices nearly all focus
on a nuclear family or single household, and primarily center on
understanding one member’s health or how the one’s practices im-
pact the collective [20, 98, 113]. As we view a large genetic family
as a social unit in health communication, we identified technologies
involved and see family health sharing as a sociotechnical system.
Personal health tools and records, such as menstrual trackers, pho-
tos, genetic testing results, and EHRs, can be viewed as individual,
fragmented information sources.

We thus extend this discussion to highlight genetic health as a
case where family members, both nuclear and extended, can col-
lectively contribute to a more specialized understanding of how
they experience different health conditions. This concept extends
from ideas like data donation [10], scientific crowdsourcing [95],
and collective sensemaking [82, 97], which seek to build up an
understanding of how complex health conditions manifest at a pop-
ulation level. For example, families could maintain a collaborative
online document and have members update their knowledge of

their or their families’ health conditions regularly. Further, with re-
cent computational advancements in extracting or analyzing health
data based on text or medical imaging [46, 135], technology could
help analyze the collective health knowledge and recognize poten-
tial patterns or insights. We see an opportunity for family members
to each contribute understanding of how a condition manifests for
them, with technology assisting with organizing, aggregating, and
disseminating takeaways back to the genetic tree.

Given the challenges around lack of contact and remote engage-
ment, further work is needed to understand how to best scaffold
participation in such collective sensemaking around genetic health.
We suspect that the families that may benefit most from leveraging
technology to collaboratively build up an understanding of genetic
health are those who may have a harder time adopting the practice.
Our findings suggest that individuals who are in regular, in-person
contact with family members may discuss genetic health more of-
ten, and therefore may develop a shared understanding without
shared tracking. Further, forms of stigma may prevent family mem-
bers from engaging with the practice. We therefore see value in
further exploring barriers to contribution.

6.4 Technology Boundaries and Sociotechnical
Challenges

Although we suggest that there are some opportunities for tech-
nologies to support families’ genetic health communication, we
recognize that technological solutions alone are not sufficient to
address these deeply sociotechnical challenges. For example, while
technological improvements may increase people’s awareness of
genetic health, how individuals interpret and act on this awareness
is shaped by social factors such as education, beliefs, ethnicity, and
personal or family health history [52, 103, 115, 118]. Thus, tech-
nologies providing specific informational augmentation may not
fundamentally address these challenges. Instead, educational pro-
grams [19, 66], easily accessible resources, or community-based
interventions about genetic health [121], may be better resources
for promoting public understanding of genetic health and support-
ing underserved populations in the long term.

Similarly, we also recognize that technologies alone will struggle
to fully address societal stigma, since they are often rooted in gen-
dered and cultural structures. In more patriarchal cultures, women
often have limited agency in families, and their health needs and
experiences get more downplayed and stigmatized [1, 103, 114].
These forms of stigma extend beyond misunderstanding or lack of
information, and thus, the design could be more challenging or re-
quire being more culturally responsive. There are also limits to the
extent to which we can expect technology alone to overcome social
barriers. Technology can help connect family members who do
not frequently communicate, but the communication breakdowns
may be embedded in more complicated dynamics, such as tense
family relationships, past conflicts, or perceptual gaps, and thus
need to be approached more sociotechnically, with considerations
for existing dynamics. Overall, we suggest considering how tech-
nologies can support women by addressing more informational,
interactive, or technical issues, while carefully navigating contexts
where discussing women’s health may expose individuals to social
risks or conflicts.



Sharing Women’s Health Experiences Influenced by Genetic Factors: Practices, Challenges, and Opportunities CHI ’26, April 13–17, 2026, Barcelona, Spain

As we propose technologies to support people’s long-term docu-
mentation and sharing of genetic health information, the digitaliza-
tion of sensitive and familial data also introduces critical privacy
risks. Both HCI literature and our participants have discussed re-
luctance to share personal data and experiences around abortion,
miscarriage, or reproductive health, citing privacy concerns related
to this health data being used by governments or law enforcement
as part of legal proceedings or insurance policies by third parties
using it to raise costs or market products [18, 48, 111]. Research
has also discussed potential legal issues when sharing genetic test-
ing results or health concerns, including genetic discrimination by
employers or insurers, unclear obligations to warn at-risk relatives,
and inadequate protections for familial data sharing[9, 28, 84]. Such
risks could be more prominent if health data is shared across large
families and generations, since one may not be able to manage indi-
rect and future sharing of their data. Some technical approaches to
genetic health sharing might address the privacy risks partly, such
as providing local deployments or data anonymization, or keeping
physical copies. Still, we emphasize that if we incorporate genetic
data more deeply into our self-tracking apps or health records, we
are simultaneously introducing these privacy, legal, and governance
risks and vulnerabilities.

In summary, we envision future technologies for family genetic
health as integrations and improvements to tools people already use,
rather than entirely new or radical systems. Meanwhile, because
many challenges in this space are deeply sociotechnical, design-
ers must pair technical innovation with sensitivity to the cultural,
relational, and structural dynamics that shape how families com-
municate about genetic health.

7 Conclusion
Through our survey on their families’ sharing of women’s health ex-
periences impacted by genetic factors, we find that families shared
various genetic experiences related to women’s health, which helps
members better understand and manage their genetic health. How-
ever, challenges such as the lack of awareness of genetic health,
remote family relationships, time and space gaps, and types of
stigma, prevented families from passing down sufficient genetic
health information. To promote family exchanges of genetic health
experiences, we make recommendations for health documentation
tools to integrate information around genetics, emphasize narra-
tives, and conversational mediators to integrate design artifacts and
educational resources to navigate stigma. We picture future inter-
generational collaborative long-term tracking systems for families
to collectively share, document, and preserve their genetic health
information.
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