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ABSTRACT 
It’s estimated that Polycystic Ovary Syndrome (PCOS) 
affects up to 15% of all women. PCOS is a complex 
endocrine disorder that is still not completely understood by 
the medical community and patients are often left to research 
and experiment with treatments on their own. Although there 
is research examining information seeking and sense-making 
practices of people managing chronic conditions, no such 
research exists within the scope of PCOS.  A qualitative 
semi-structured interview study was performed with fifteen 
women from the U.S. and U.K. who were diagnosed with 
PCOS within the last five years. A thematic analysis of the 
data produced two main findings. The first was around 
women’s information needs and strategy for information 
seeking in order to make sense of how PCOS affected them, 
gain emotional support, and find a treatment. The second was 
around how women with PCOS compared themselves to 
women they viewed as “normal” and to other women with 
PCOS, and how this led them to find a sense of “normal for 
me.” The study particularly focused on how women use 
technology such as websites, apps, social media, and forums 
to aid these processes. A set of design recommendations was 
created using the findings to suggest considerations for       
(re-)design of any tools that women with PCOS may use 
currently or in the future. These recommendations centre 
around helping women with PCOS understand their bodies 
better, personalization, and providing factual, specific, and 
emotionally supportive information. 
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1. INTRODUCTION 
Polycystic ovary syndrome (PCOS) is a lifelong complex 
endocrine disorder that is present in nearly 15% of women, 
causing them to live with symptoms such as excess hair 
growth, acne, weight gain, hair loss, irregular periods, 
increased anxiety, depression, and stress [17], as well as 
psychosocial impacts such as feeling “different” than other 
women, struggling with notions of femininity, and wanting 
to be “normal” [31, 44, 48].  

Previous research has reported on how individuals gather 
information while managing a chronic health condition in 
order to make sense of how the condition affects their lives 
and find a “new normal,” but there is no research exploring 
how women diagnosed with PCOS engage in these 
information seeking and sense-making behaviours. PCOS is 
a good candidate for this type of study as there is a lack of 
high-quality and/or specific information from doctors and 
online sources of medical information, and women with 
PCOS often turn to peers and online communities for 
anecdotal advice and support [22, 27, 28, 48]. 

This paper reports on a study that analysed the data from 
fifteen semi-structured interviews conducted with women 
living in the U.K. and U.S. who were diagnosed with PCOS 
within the last five years. This method of interview was 
chosen as it grants participants the freedom to elaborate on 
what they view as important whilst retaining an overall 
structure of planned questions to guide the conversation and 
ensure that multiple topics related to PCOS and information 
seeking are touched upon.  

The study aims to understand the information journey of 
women who are diagnosed with PCOS. It’s concerned with 
how women with PCOS search for information and make 
sense of their symptoms and diagnosis, what digital tools 
they use to do so, how they interact with those digital tools, 
and how this differs before diagnosis, in the days and weeks 
immediately following diagnosis, and in the “present day,” 
whilst acknowledging that each participant will be at a 
different point in her PCOS journey. From these findings, the 
intention is to suggest implications for design for any digital 
tools that women with PCOS may use currently or in the 
future. 
2. LITERATURE REVIEW 
This section summarizes key literature about sense-making 
and finding normal and provides a brief overview of 
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polycystic ovary syndrome (PCOS) and the use of 
technology amongst women with PCOS. 

2.1 Information seeking, sense-making, and finding a 
new normal 

Information seeking behaviours are well studied in the 
Human-Computer Interaction (HCI), computer science, and 
information sciences domains. At the core of information 
seeking theory is the idea that information seeking behaviour 
results directly from a person recognizing that they have 
some need for information; that person then calls upon 
information systems (like libraries, online services, and 
information centres) or other people (participating in what 
Wilson calls an “information exchange”) as an information 
source [50]. Once a person accesses information from either 
source, they “use” that information by evaluating whether it 
satisfies their information need [50]. In some cases, a person 
can recognize that the information meets another person’s 
need and “transfer” the information to that person [50]. This 
suggests information seeking behaviour is fairly 
collaborative. 

The study of sense-making as a component of information 
seeking quite literally concerns itself with making sense of 
information, or “an active processing of information to 
achieve understanding” [38]. Dervin creates a metaphor for 
sense-making in which humans travel through time-space, 
“coming out of situations with history and partial instruction, 
arriving at new situations, facing gaps [in understanding], 
building bridges across those gaps, evaluating outcomes and 
moving on” [15]. According to Dervin, it is in exploring the 
gaps that researchers will find answers to what users of a 
technology think, feel, and want [15].  

Much of the work within HCI that studies information 
seeking behaviour within the context of health concerns 
focuses on sense-making. Literature outside of HCI that 
deals with experiences of illness has shown how those 
suffering from chronic conditions can be concerned with 
feeling “normal” and having a “normal” lifestyle [30, 41, 42] 
and tend to compare themselves to their peers in order to 
normalise their experiences [11].  

Genuis and Bronstein [19] connected the concepts of 
information seeking, sense-making, and normality within a 
health concern and technology frame by comparing the 
experiences of women going through menopause with those 
of people posting in online forums about their experiences 
with obsessive compulsive disorder (OCD). What Genius 
and Bronstein found was that the women with menopause 
they interviewed viewed it as an inevitable and natural 
transition, and sought information that would help them 
understand the common experience of menopause in order to 
make sense of their own experiences, whereas those posting 
in OCD forums viewed their OCD as highly disruptive, and 
struggled to “position their experiences within both the 
normal world of non-sufferers and the normal world of those 
with OCD.” 

Common to both studies was the idea that (1) normality is 
represented by a life free from symptoms and illness, (2) that 
health disruptions result in a breakdown of the understanding 
of normality, creating a gap between experiencing symptoms 
and perceptions of normal, and that that gap becomes a 
catalyst for information seeking, (3) that after information is 
gathered, shared, and interpreted, a new mental model of 
normal is created based on identifying with peers who are 
experiencing similar health disruptions, and finally, (4) that 
this leads to beginning to make sense of personal experiences 
(symptoms, treatments, etc.) within the context of this new 
concept of normal. In both studies, creating a new normal 
was not an end point to sense-making, but an iterative 
process, where participants continued to seek information 
and make sense of things. 

Comparing one’s personal experience of an illness to the 
experiences of peers with the same or similar illness is a 
theme that frequently appears in literature on living with 
chronic conditions. In a study by O’Kane et. al. [36] the 
information seeking practices of those self-managing 
diabetes were compared with the practices of those self-
managing chronic migraines. O’Kane et. al. found that there 
were three components for assessing what normal means. (1) 
The first involved gaining knowledge of the self, which 
participants did by experimenting with treatments to 
understand their unique symptoms and the variables that 
triggered those symptoms. (2) The second involved gaining 
knowledge from medical information sources, which was 
found unhelpful in validating normality, as participants 
struggled to obtain information from clinicians and/or were 
not satisfied with comparing their own knowledge of their 
unique symptoms and triggers to the information available 
on medical websites. (3) This led them to contextualize their 
personal experiences by turning to peers whom they could 
directly compare themselves to, via online forums and blogs, 
in search of “real life experiences,” which often led to 
validation of their own experiences and assessing them as 
normal. 

Outside of HCI literature, this type of contextualization was 
explored by Groven et. al. [25], but with a focus on 
comparing one’s experiences to internalized notions of 
“normal” masculinity. In order to investigate how men who 
had undergone gastric bypass surgery (a procedure offered to 
those struggling with obesity) made sense of long-term 
changes resulting from the surgery, Groven et. al.  
interviewed participants on their lives pre- and post-surgery 
and found that participants, who, as obese men were subject 
to feelings of social exclusion, viewed the surgery as a tool 
for “getting a ‘normal life’.” They also found that the concept 
of normality was strongly intertwined with participants’ 
masculine identity, which is associated with physical 
activity, something that their pre-surgery lives impeded. 
Post-surgery, physical activity became a central part of the 
participants’ new lives, with a fit physical appearance being 
a marker of “normal,” and with fear of regaining weight 
being a significant motivator for participants to exercise 
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regularly. In addition, complications from the surgery forced 
participants to learn to live with the tension of being 
simultaneously physically fit and feeling ill, while also 
challenging notions of masculinity norms related to body 
discipline and tolerating pain. 

Finally, the role time plays in sense-making and finding 
normal was explored by Burgess et. al. [8], who, while 
investigating the information journey of people managing 
chronic kidney disease, were concerned not only with the 
“how” of information seeking but also the “when.” Burgess 
et. al. divided the journey into two distinct sections: the 
learning phase and the living with phase. During the learning 
phase, participants recognized the need for information due 
to an “information work trigger” such as a diagnosis or a 
need to make a decision, sought information (mainly from 
people, like medical professionals, but also online), 
interpreted that information by making sense of it, attributing 
personal meaning to the information, all while overcoming 
emotional barriers, and finally, once all of this occurred, used 
the information to learn how to manage their condition, to 
work out the logistics of their self-care, and to make 
decisions regarding treatment. Once participants accepted 
their condition, they moved onto the living phase, in which 
looking for information became routine, though some began 
to take an avoidant approach at this stage, preferring to focus 
on the parts of life that their condition does not affect. Two 
additional findings were (1) that patients often collaborated 
(mostly with) health professionals to gain access to 
information that was personalized to their individual 
concerns and (2) patients conceptualized what their future 
normal would look like in order to make decisions about 
treatments. 

2.2 Polycystic Ovary Syndrome and technology use 
amongst women with PCOS 

Polycystic ovary syndrome (PCOS) is the most common 
endocrine disorder in women, with the estimated prevalence 
being as high as 15% of all women [17]. The criteria for 
diagnosis commonly include oligo-ovulation (irregular 
ovulation) or anovulation (lack of ovulation), 
hyperandrogenism (high levels of androgens), and/or the 
presence of polycystic ovaries (multiple cysts on one or both 
ovaries) [17]. Symptoms of PCOS include hirsutism 
(excessive, male-pattern hair growth), acne, hair loss, 
menstrual irregularity, reduced fertility, weight gain/obesity, 
and insulin resistance [17, 43]. Health complications 
associated with PCOS include higher rates of gestational 
diabetes and other complications during pregnancy, an 
increased risk of developing type 2 diabetes, cardiovascular 
disease, and endometrial cancer [17]. Women with PCOS are 
more likely to develop psychological difficulties such as 
depression and anxiety and may also have an increased risk 
for eating disorders and sexual dysfunction [3, 17].  

The cause of PCOS remains unknown and how it presents in 
women varies so greatly, that it makes clinical care and 
research challenging [17]. The clinical recommendations for 

managing PCOS focus on targeting specific symptoms, and 
include taking oral contraceptives to regulate cycles and 
decrease the severity of acne and hirsutism, taking 
medications (e.g. metformin to improve insulin sensitivity), 
and implementing lifestyle changes such as change in diet 
and increase in exercise in order to reduce circulating insulin 
and androgen levels [10, 13, 17, 43].  

The literature on PCOS focuses primarily on medical and 
clinical implications, though there has also been a significant 
focus on women’s experience of living with PCOS as well as 
on the information needs of and online sources available to 
women with PCOS. In an interview-based study on women’s 
experiences living with PCOS, Kitzinger and Willmott [31] 
found that nearly all participants viewed themselves as 
failing to conform to feminine norms, with a third going as 
far as to say they felt like “freaks.” Participants defined 
“normal women” as women free from facial and body hair, 
with regular periods, and the capacity to have a child, which 
conflicted with their symptoms and what their doctors told 
them about PCOS being associated with infertility, and they 
questioned whether they themselves could be defined as 
“normal women.” Other studies have found similar impacts 
of PCOS on notions of femininity and the desire to be 
“normal” [44, 48].  

Several studies on PCOS have found that most women 
experience some form of frustration surrounding diagnosis. 
For many, diagnosis is delayed for months and even years 
and can involve visits to multiple doctors and/or specialists 
[20, 21, 22, 44, 48]. This has a significant impact on 
women’s experiences with PCOS. For women who struggle 
with obtaining a diagnosis, being diagnosed with PCOS can 
even be a temporary relief, and typically, the longer it takes 
a woman to get diagnosed, the more negative the effect on 
her psychological well-being [21]. Studies have also 
overwhelmingly found that most women report receiving 
almost no information about PCOS from their doctors at the 
time of diagnosis, and those who do are likely to be 
unsatisfied with the quality and quantity of information [20, 
21, 22, 27, 44, 48]. To supplement this, women often turn to 
online sources of information [22, 27, 48]. 

Having access to information about PCOS is integral to 
successfully managing PCOS. Benson et. al. [4] studied 
coping styles in women diagnosed with PCOS and found that 
passive coping (avoidance, withdrawal, self-pitying) was 
correlated with a lower quality of life and increased anxiety 
and concluded that active coping (making an active effort to 
solve a problem, such as by seeking information or joining a 
support group) may help women with PCOS better deal with 
symptoms, resulting in a better quality of life. In a qualitative 
study on PCOS, Weiss and Bulmer [48] found that gaining 
information that was relevant to a woman’s individual 
symptoms and concerns was the first step in coming to terms 
with having PCOS. They also found that much of the online 
information participants sought was from other women with 
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PCOS. Participants used other women’s stories as a frame of 
reference for their own situations.  

Holbrey and Coulson [26] conducted an internet survey 
study to investigate the impact of online communities on 
women with PCOS. They found that online peer support 
helped participants connect with others who were going 
through similar situations and feel less isolated, access 
information and advice, build up confidence for future 
interactions with their doctors, facilitate treatment-related 
decisions, and gain optimism and improve management of 
PCOS. Although online communities were found to be 
mostly empowering, there were also disempowering effects. 
Reading about the negative experiences of others sometimes 
heightened participants’ anxiety and worry about their own 
situations. Some participants had become too focused on 
PCOS because of online support groups and chose to limit 
their exposure to them. Additionally, some participants 
reported feeling like outsiders due to already-established 
sub-groups and felt that communication could be 
unreciprocated.  

The quality of information that can be found about PCOS on 
the internet is another frequent concern in PCOS literature. 
The most popular websites for gaining access to information 
about PCOS (when accessed through a search engine) tend 
to be sites that have an institutional background (like the 
Mayo Clinic [33], WebMD [47], and NHS [35] websites), 
sites that are already popular amongst internet users (such as 
Wikipedia [49]) sites that are being advertised on search 
engines, or sites that provide such a high standard of 
information that they attract visitors [34]. The quality of the 
information provided by PCOS-related websites is highly 
variable [34], with professional society websites and 
websites targeting health care providers scoring highly on 
quality measures, and commercial websites and websites 
aimed at women with PCOS scoring poorly [12]. 
Unfortunately, most websites aimed at women with PCOS 
are commercially-oriented, rather than educational [12]. One 
major way in which PCOS-related websites are lacking is in 
providing comprehensive, specific, and accurate details on 
lifestyle changes that help manage PCOS symptoms [28] As 
a result, women with PCOS may have incomplete and 
ineffective health information when relying on PCOS 
websites, which may impact their ability to make impactful 
lifestyle changes [28].  

In addition to thousands of PCOS websites and blogs, there 
exist a few PCOS apps. At the time of writing this paper, 
there are 13 apps that specifically contain “PCOS” in their 
names available for download in the App Store [1]. Of these, 
8 are diet and recipe-related apps, two are symptom 
tracking/diary apps, one is a diet and exercise app that 
promises a more holistic approach, one is a social network 
for women with PCOS, and one is AskPCOS [2, 51], which 
describes itself as a “personal advisor on PCOS,” and claims 
to be “the most trustworthy and comprehensive PCOS App 
available that was developed by the leading PCOS experts 

from around the world and co-designed with women with 
PCOS.” However, there are zero reviews for AskPCOS 
within the App Store. In fact, none of the PCOS apps 
available in the App Store have more than 4 reviews, so it is 
difficult to gauge their popularity and user-perceived 
usefulness. When searching for “PCOS” in the App Store, 
apps that are included in the results that do not contain the 
acronym “PCOS” within their names all relate to 
menstruation, fertility, general gynaecology, nutrition, 
anxiety, fitness, and endometriosis.  

Boyle et. al. [6] evaluated apps available to women with 
PCOS in the App Store as well as in Google Play [23] and 
found 16 English-language apps relevant to PCOS. The 16 
apps were rated and were found to be of average quality 
overall. Of all of the categories evaluated, functionality 
received the highest mean score, while information quality 
as well as privacy, security, and confidentiality received the 
lowest mean scores. Boyle et. al. also surveyed 264 women 
with PCOS (living in Australia) on their technology use and 
found that 98% of those surveyed owned a smartphone, that 
91% would use an app specifically designed for PCOS, that 
76% already used a mobile health app, and that nearly half 
used an app to manage an aspect of PCOS. Building upon 
that survey, Xie et. al. [51] developed the AskPCOS app 
described above. However, it’s unknown how widely used 
the AskPCOS app is and how women with PCOS perceive 
it.  

Previous literature makes it clear that there exists an 
information gap for women diagnosed with PCOS. This 
study aims to discover how women with PCOS fill that gap 
in order to make sense of their symptoms and diagnoses, and 
how they use technology to do so.  
3. METHOD 
  

3.1 Overview 
Semi-structured interviews were conducted to explore the 
information needs, information seeking behaviours, and 
technology use of women who had been diagnosed with 
PCOS. This method was chosen so that questions could be 
planned ahead of time, but so that during the interview, the 
researcher would have the freedom to pursue lines of enquiry 
that were not foreseen prior to the interview and to follow up 
on topics of interest [5]. Additionally, interviews are the best 
qualitative research tool for uncovering people’s experiences 
and perceptions, which was the purpose of this study [5]. The 
semi-structured interview questions were inspired by 
Dervin’s sense-making methodology and incorporated 
elements of the Micro-Moment Time-Line Interview format, 
in which interviewees are  asked to consider a situation 
they’ve encountered, describe what happened, describe what 
questions they had, how they answered those questions, what 
helped or hindered them in the process, how they used those 
answers, and how that affected them [14]. Sense-making 
interviews and are associated with high interviewee and 
interviewer interest and involvement and tend to be longer 
than other types of interviews [14]. 
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Seventeen participants took part in the study, though only 
fifteen interviews were analysed. Interviews were carried out 
either face-to-face or via video chat using Zoom [52], which 
is compliant with the EU General Data Protection Regulation 
(GDPR) 2016/679 [18]. An interview plan was created (see 
appendix 1) to guide the conversation. Interviews were 
audio-recorded and transcribed. A thematic analysis of the 
data revealed themes that were then used to map an 
information journey for women with PCOS. 

3.2 Participants 
Seventeen participants were recruited. All were female and 
had been diagnosed with PCOS by a healthcare provider 
within the past five years. The five-year mark was chosen to 
increase the likelihood of participants remembering their 
experiences of receiving a diagnosis in as much detail as 
possible and to even the playing field of technologies 
available to participants at the time of diagnosis. The ages of 
the participants ranged from 20 to 34. Nine participants were 
living in the United States and eight participants were living 
in the United Kingdom. Of the eight living in the U.K., three 
were based in London, and of those three, two agreed to meet 
the researcher in a café in Central London as opposed to 
speaking over video chat.  
 

Participants were recruited online via posts that were made 
to the social media sites Facebook [16] and Reddit [40]. On 
Facebook, an invitation to the study was posted on the 
researcher’s personal profile and was shared by five other 
users of Facebook, as well as in a group called PCOS Diet 
Support [37] (see appendix 3) and as a comment under an 
article about PCOS posted by BuzzFeed UK [9]. On Reddit, 
an invitation to the study was posted on the r/PCOS [39] and 
r/PCOSloseit [32] subreddits (see appendix 2). Both 
invitations contained a link to a website created for the study 
under the URL pcosproject.org, in which potential 
participants were encouraged to fill out a brief contact form 
with their details (name, email address, checkbox indicating 
that potential participant is over the age of 18, checkbox 
indicating that the potential participant was diagnosed with 
PCOS within the last five years, checkbox indicating that the 
participant would be willing to participate in a one-hour 
interview in exchange for a £15 Amazon gift voucher; see 
appendices 4 and 5). Both the invitation and website 
disclosed that the researcher had also been diagnosed with 
PCOS. 
 

The study website attracted 507 unique visitors. Of these, 
156 filled out the contact form. Some were eliminated from 
the potential participant pool due to not residing in the U.S. 
or U.K. Others responded stating that they were diagnosed 
more than five years ago but would like to help with the study 
if possible and/or would like to receive a copy of this report. 
For those that met all of the inclusion criteria, selection was 
random and based on whomever was able to schedule a 
mutually convenient interview time first.  
 

The project was approved under departmental ethics under 
ethical clearance number UCLIC/1819/006/BlandfordProgr 

ammeEthics. Participants were sent an information sheet (see 
appendix 6) and consent form (see appendix 7) electronically 
and were asked to either print out the form, sign, scan/take a 
photo, and send it back to the researcher, or to sign the 
consent form electronically before the interview took place. 
For the two participants that the researcher interviewed in-
person, the consent form was signed in-person. None of the 
participants were known by the researcher before the study 
began. One participant was introduced to the researcher by a 
colleague, but due to a miscommunication, the participant 
did not meet the inclusion criteria in that she had been 
diagnosed more than five years ago. This was not discovered 
until after the interview had started. As a result, data for the 
interview was not analysed. Information about participants 
can be found in Table 1.  
 

ID Location Time since 
diagnosis Age 

P1 UK N/A N/A 

P2 US 3 years 28 
P3 US 2.5 years 27 

P4 US N/A N/A 

P5 US 4 years 20 

P6 UK 1 month 23 
P7 US 5 years 34 

P8 US 1 years 31 

P9 US 4 years 29 
P10 UK 2.5 years 31 

P11 UK 1 years 20 
P12 US 4 years 28 

P13 US 1.5 years 21 

P14 UK 1 years 27 
P15 UK 5 months 20s 

P16 UK 4 years 27 
P17 UK 1 years 24 

 

Table 1. The basic information of participants that took part 
in this study 

 

3.3 Materials 
Squarespace [45] was used to create a website for the study 
in order to better recruit participants. Reddit and Facebook 
were used to recruit participants. The researcher’s mobile 
phone was used to audio record face-to-face interviews. 
Video interviews conducted on Zoom were recorded within 
the Zoom software. Unfortunately, this failed in the case of 
one interview. Audio files were transcribed using in-browser 
Transcribe [46] software. Audio file and transcript document 
names did not reveal participants’ identities. All files were 
stored locally on a password-protected device as well as on 
a password-protected external hard drive.  
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3.4 Procedure 
Interviews began with the researcher explaining that all 
information shared in the reports would be anonymous, that 
transcripts and file names would not contain participants’ 
names, and that participants were free to decline to answer 
any question or stop the interview entirely at any time. In the 
first half of the interview, participants were asked about their 
age and when they were diagnosed with PCOS. They were 
asked to recall how much information they received from 
their doctors during their diagnosis, if they were satisfied 
with that information, if they looked for any information on 
their own, and what tools they used to do so. A conscious 
effort was made to avoid asking questions about personal 
medical information and it was not discussed unless the 
participants brought it up on their own. Participants were 
then asked to mentally place themselves into the time shortly 
following diagnosis, and to think about how they searched 
for information, what information they found, and how that 
information affected them. They were then asked a series of 
sub-questions that followed Dervin’s sense-making 
interview methodology about what questions they were 
facing, what thoughts they had, what helped or hindered 
them, and how the process affected their sense of self. 
Participants were also asked to provide a specific example of 
information seeking. The next series of questions examined 
why participants chose the tools they did and how effective 
they found those tools.  
 
In the second half of the interview, participants were 
reminded of how much time had passed since their diagnosis 
and were asked to evaluate how well they felt they 
understood PCOS and their symptoms in the present 
moment. They were then asked if and how their information 
seeking practices had changed over time and if they currently 
use any lifestyle management apps that could be related to 
managing a symptom of PCOS. The same series of sub-
questions (mentioned above) was asked about each of the 
apps the participants used. Participants were then asked to 
reflect on how their understanding of their bodies and 
expectations for the future had changed since before their 
diagnosis. Finally, participants were asked how they would 
change any of digital tools they discussed and what 
technology they wish existed for women with PCOS. 
Interviews lasted from 45 minutes to 90 minutes, with the 
average interview lasting about an hour (see appendix 8 for 
a sample interview transcript). 
 

3.5 Data Analysis 
Audio recordings of the interviews were transcribed nearly 
verbatim, with a careful elimination of filler words such as 
“like,” “umm,” “hmm,” etc. The beginnings and endings of 
interviews (greetings, explaining anonymity, thank yous and 
formalities at the end) were also not transcribed to save time 
and ease finger cramping. The transcription process resulted 
in 220 pages (size 12 font, single-spaced) of data. As one call 
was not recorded due to user error, and another participant 
did not meet the inclusion criteria, only 15 of the 17 calls 

were transcribed and analysed. In keeping with the thematic 
analysis process as described by Braun and Clarke [7], the 
researcher became familiar with the data, first while 
transcribing, and made notes of any ideas that came to mind. 
Then, the researcher read the data, generating initial codes 
and the codes were grouped in a way that gave rise to themes. 
The researcher stepped away from the data and re-examined 
theories explored within existing literature, allowing them to 
further inform the themes from the data. Afterwards, the 
themes were reviewed via a re-reading of the data. New 
themes were then named, grouped further, and refined. 
Finally, the overall narrative was created and was further 
refined during the production of the report to reduce 
lengthiness. 
4. RESULTS 
 

Two key themes emerged from a thematic analysis of the 
data. The first, “Information Needs and Strategy,” provides 
a detailed overview of how, why, and when women who are 
diagnosed with PCOS search for information, how 
information impacts them, how they share information with 
other women, what concerns they have surrounding 
information, and how they use information. The second, 
“Re-defining Normal,” describes how women with PCOS 
compare themselves to other women they consider “normal,” 
how they compare themselves to other women with PCOS, 
how that affects them, and finally, how they strive to find 
their own “normal.” 
 

4.1 Information Needs and Strategy 
Women who have been diagnosed with PCOS (or who 
suspect they have PCOS) have multi-faceted information 
needs that are typically not met by health practitioners. They 
use both medical (factual) information and personal 
(anecdotal) information that they mostly find online. When 
they consider information sources, they take into account 
reliability, and sometimes trade off on reliability for the 
emotional support and level of specificity that sources of 
personal information, like social media, forums, and blogs, 
provide. In order to compensate for the lack of reliability on 
these sites, they cross-reference personal anecdotes with 
factual information from sources they consider reliable. They 
then use this information to make decisions about treatments 
and lifestyle changes. 

4.1.1 Lack of information from health practitioners drives 
independent information seeking 
Of the fifteen women whose interviews were analysed, 
thirteen were unsatisfied with the information they received 
from health practitioners at the time of diagnosis. Some 
reported receiving no information from their doctors at all 
and were instead told to search for information on the 
internet. 

“As soon as we got the results and I asked her about it, she 
just said, "Look it up on the internet. There's a lot of 
information on there." My doctor was not helpful at all.” 
(P17) 
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Some women felt that their doctors offered them medications 
and oral contraceptives instead of presenting them with all 
options for treatment.  

“It felt like a dead end with the gynaecologist. I don't 
know, they didn't seem to inform, just to throw these 
medications at you and then, that's it.” (P3) 

Although women expressed feeling relieved that they could 
finally name what was causing their symptoms, many left 
their appointments not knowing what having PCOS meant. 

“I was happy because I finally had some sort of diagnosis, 
but at the same time, I walked out and after the initial, "Oh, 
yeah, you finally have a name to this whatever it is," it was 
like, "OK, but I don't know anything."” (P13) 

Some women were relieved by the diagnosis, but also found 
it upsetting, and lacked access to much-needed emotional 
support from health practitioners.    

“As soon as I was diagnosed, I was both relieved and very 
upset at the same time. […] I went home and called my 
mum in tears because I was just panicking about it. I think 
it didn't help that the doctor that I saw immediately was 
just like, "Yes, you've got to go speak to someone else." I 
was literally in and out in five minutes of that clinic 
room.” (P6) 

One woman decided to seek out an endocrinologist after her 
diagnosis, who offered a more emotionally supportive 
conversation and made her information journey less 
frightening.  

“She gave me all of the basic information I needed to do 
to start my research, then I really kind of got the ball 
rolling and was able to learn a lot more. Because when 
you look things up and you don't know the basic stuff, then 
it's like you don't really know what you're looking at and 
it can be very scary.” (P13) 

One woman received a sheet that contained information 
about her ovaries, but the information wasn’t presented in a 
way that was accessible.  

“I have my sheet where they gave me all of the 
information on my ovaries, their size and stuff, and it's 
still so confusing. There was no explanation on it or 
anything, so I had to figure it out on my own.” (P14) 

Some women expressed frustration at health practitioners 
telling them to return for treatment only when they were 
ready to have a child. 

“I've had them say, "Come back to me when you're 
pregnant." Well, there's also quality of life and I find it 
quite offensive, actually a bit misogynistic.” (P10) 

Many women felt unheard or like they weren’t being taken 
seriously by their doctors.  

“I think a lot of it just has to do with being unseen and 
unheard. I think a lot of that stops a lot of women from 

pursuing getting better or finding out what's wrong.” 
(P8) 

“I would bring the concerns about the rapid weight gain 
to my general practitioner at the time and they kind of just 
shrugged it off. Basically, I quit going to the doctor for a 
while.” (P2) 

For some, this delayed their diagnosis for months, even 
years.  

“I saw him for almost three years with my symptoms. 
They were getting worse, they were deteriorating, and he 
just sort of ignored it. He ignored it and told me it was all 
in my head, even though they're physical symptoms. He 
said it's not worth the NHS' time or money to 
investigate.” (P10) 

Some women would first research their symptoms online and 
then would arrive at PCOS as a potential answer before 
receiving an official diagnosis.  

“I was pretty sure, without a doubt about it and I had 
learned a lot about it up until that point. So, just being 
told, "Yeah, you have it," I was like, "OK, I kind of know 
everything, really, at this point," because it had been so 
long without any support or diagnosis up till that point.” 
(P16) 

“I went in thinking it was PCOS, had information myself, 
and then just went to a doctor to confirm it almost.” (P8) 

For one woman who did receive adequate information from 
her doctors, the information was overwhelming, and she still 
needed to do her own research to make PCOS seem more 
manageable. 

“In that initial diagnosis, they say, "You have PCOS. It 
can cause this, this, this, and this," it's really 
overwhelming, and it feels like it's world-ending. Once 
you do more research on it, it seems less intimidating. It 
seems more manageable. It's still a big deal without being 
a big deal, if that makes any sense at all.” (P2) 

Nearly all women attributed their understanding of PCOS to 
their own research as opposed to their doctors.  

“I feel like most of the information I've had to find is on 
my own from researching, from reading, pretty much all 
online. Doctors aren't very helpful.” (P3) 

“I think this knowledge seeking, like all of it together, is 
what really helped me understand my "diagnosis." It took 
a while to get there, all of it was a building process to 
where I am now, and I think it's necessary, especially 
because if someone doesn't have a doctor who's going to 
be very informed and give them all the resources, it has 
to be a self-discovery of all these little pieces that's going 
to make more sense to you. Because I wasn't satisfied with 
whatever the doctors were saying, so I had to go out and 
seek information myself.” (P12) 
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4.1.2 Online medical information is seen as too general and 
impersonal 
Many initial internet searches for PCOS led women to 
popular and established health information and PCOS-
specific websites, however while these were seen as a good 
start, women quickly found that they needed more specific 
information. 

“I felt like the NHS website was a good start, but they 
never really went into any good depth as to the who’s and 
the what's and the why's behind everything.” (P16) 

“All the med-related content was too bland for PCOS. 
They just were like, “This happens, this, this, and this”— 
it's like bullet points and I don't think that's enough for a 
person who has it.” (P12) 

Using Google Scholar [24] to search for peer-reviewed 
articles about PCOS was a common strategy for finding 
information that was considered medically reliable and 
specific.  

“A lot of them didn't go into depth as to what caused 
certain side effects or reactions, which is what I was 
looking for, so I primarily stuck with Google Scholar and 
Google.” (P2) 

One woman experienced a rare symptom that was not listed 
on the NHS website, but that was mentioned on Wikipedia 
and Reddit.  

“It's not really a symptom that is listed anywhere on the 
PCOS NHS website [...] I had to go ahead and think, 
"Right. What is this?" Go to Wikipedia, brilliant website, 
and saw that's what it is, "Oh, right. Insulin. Oh right, 
there you go. There's the link with PCOS and insulin," 
and again, on the Reddit, there were other people talking 
about it.” (P16) 

However, medical information can be specific once women 
learn how to target their searches.   

“Sometimes what I will do, on the more scientific side, is 
that I will use Google Scholar […] and I'll filter it by my 
phenotype and other potential treatment options.” (P10) 

“I think I'm more specific with my googling, whereas at 
the start, I was very much just like, "PCOS," and that was 
it. It's more specific questions, like a certain drug with 
PCOS or, "How do these things interact with PCOS?" Or 
"Can I eat strawberries with PCOS?" Things like that.” 
(P6) 

Medical information lacks a personal touch for many. When 
asked if she had ever used a PCOS app to look for 
information, one woman said she hadn’t, but that she would 
if it were “real,” by which she meant not strictly medical and 
a bit more personal. 

“I want it to be personal, not cold. Maybe medical facts 
and then related questions and then advice or others' 
experiences. Things like that, not just, "This is the 

definition of this." Or, "These are the side effects that you 
can find on the side of the box of this."” (P5) 

4.1.3 Personal information fills gaps and offers emotional 
support 
All women interviewed supplemented factual medical 
information with information sources that could be 
considered more anecdotal, such as blogs, social media, 
forums, podcasts, and self-help books.   

“I just did the medical scope and then I wanted more 
information, so I read all these blogs and people's own 
experiences.” (P12) 

“I thought, "Hey, I might as well use these people 
because they know what they're talking about better than 
Google."” (P5) 

Since participants were recruited on Reddit and Facebook, 
all used forums and/or social media to find information on 
PCOS.  

“I was happy that the platform was there, and I found all 
of these people talking about the topics that were on my 
mind.” (P9) 

“Just being able to kind of speak to a big room of 
people about how they manage their symptoms and 
individual experiences rather than broad strokes, "This 
might work for you." It's good to get a range of people 
and seeing what works for them.” (P6) 
 

“I'll type it into Google and check it out, but I want the 
advice of people that have already been through this or 
know what it means under the umbrella of PCOS, 
instead of under the umbrella of everybody in the world. 
Maybe the same side effects won't apply to different 
people.” (P5) 
 

Women valued social media, forums, and blogs because they 
made them feel like they weren’t alone in their suffering.  

“There is a lot of solidarity with women. It feels better if 
you're all struggling together as opposed to on your own 
and in the dark.” (P3) 

“I know it's a really common thing to have, but when 
you've been diagnosed with it, you kind of feel a bit alone, 
especially the weight loss side of it. Hearing other 
accounts from other people was just so nice and it was so 
nice not to be alone, not to feel alone, and to know that 
there were other people having the same experiences that 
I have. It made me so glad.” (P15) 

Forums and social media offered an emotional support 
system to women, especially when they had little support 
within their pre-existing social circle. 

“My primary support system was Reddit, just reading 
through posts that people did. I guess they basically just 
showed me that I wasn't the only one going through 
similar thought processes.” (P2) 
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“It was good to hear that other people were going 
through the same thing. Even if I wasn't talking with 
them directly, that helped me feel like I wasn't alone 
because as far as support from my family, it was my 
mom going, "Oh, she can't have children," and that was 
it.” (P16) 
 

A few women did have friends with PCOS whom they 
could talk to and exchange information with, but they still 
turned to online communities in order to hear even more 
stories about living with PCOS.  
 

“I just didn't feel like I knew what the general 
population's thoughts and experiences were with having 
polycystic ovaries. I'd only heard one person's account 
of it, which is obviously my friend. I just wanted to know 
what other people were going through and their 
symptoms and their stories behind it.” (P15) 

 

For some women who were overwhelmed by their 
diagnoses and subsequent internet searches, the support of 
other women with PCOS put things into perspective and 
made PCOS less all-consuming.   
 

“The ladies have also put the diagnosis into terms that 
make it seem not quite as bad as going on Google and 
then everything is like "rawr!" Everything is coming at 
you like, "This is going to eat you alive. You're going to 
be the hairiest woman they've ever seen." But these 
ladies have put it into terms where it's like, "OK, this is 
OK. It's going to hurt sometimes and it's not going to 
work sometimes, but it'll be OK." It's helped my sense of 
self, I guess, because I can recognize that I have PCOS 
without saying, "I am PCOS." (P5) 

 

For a few, having access to online communities helped them 
navigate their frustrating doctor-patient relationships. 

“A lot of women on there were saying how they weren't 
satisfied with whatever their gynaecologist told them, and 
a lot of them were saying, "Go to a reproductive 
endocrinologist." That's what tipped me off.” (P3) 

 “What I'll do is I just go to the internet, go to different 
forums and ask questions, just so I can condense my 
questions so when I go to the doctor if they can only 
answer one, at least I know what to ask.” (P14) 

Some women turned to Reddit because they appreciated the 
anonymity of the platform. 
 

“I prefer Reddit because that's a community I already 
was a part of and it's anonymous, so it's like no one I 
know knows me there and I can participate more freely, 
I think. If I was on Facebook, I'd be like, I don't know, 
it's Facebook. Everyone can see that.” (P13) 

 

Others enjoyed posting publicly, and even found that it 
helped them make friends who also had PCOS.  
 

“Being able to be anonymous at the beginning is 
something that I needed because I felt so ashamed of 

having this. Now, I've chosen Instagram and things like 
that, that are more open, because I want to see their 
faces, I want to know and maybe be friends with them 
and things like that, so we can be on this journey 
together.” (P14) 
 

“With the PCOS Diet Support Facebook group, it was 
more personal, and it was actually people talking and 
they would have messages that would be sent from other 
people and you could make friends and I actually made 
several friends on the group sites.” (P7) 

 

For many women, seeing others’ progress was motivating 
and uplifting: 

“I feel more empowered seeing it more, especially with 
social media, people who kind of "beat it" almost. If I 
see their lifestyle, I'm like, "Oh look, that's where I want 
to get to,” and that kind of gives a little guiding light." 
(P12) 
 

“Hearing their stories of their successes and stuff like 
that, and things that they've tried, that really made me 
think, "Well, actually, no, it is possible." That 
completely reassured me, because they were sharing 
their stories of their successes. That was the biggest 
thing for me because I went into my research thinking it 
was just all doom and gloom, but it ended up being OK 
from seeing their successes.” (P15) 
 

However, one woman did not find online communities 
hopeful at all and instead found that they made her feel 
worse. 

“It seemed like the people who were posting in the boards 
that I was reading, they were all in the same boat or 
worse off. I can't say that made me feel great. It seemed 
like what I was dealing with was mild compared to them. 
And none of them had even found a solution, really, so it 
kind of made me feel worse.” (P9) 

Finally, many women with PCOS felt the need to help other 
women who are going through the same thing they are, 
offering information and emotional support to a community 
that has helped them through their own journey with PCOS. 
Some did this through posting on PCOS forums. 

“I realized that I could relate so much to a lot of the 
women who struggled like me. They don't need to struggle 
for ten years like I did. I can at least explain to them, 
"Hey, I can relate to what you're doing. It's not easy. I 
also had to go through my own journey for weight loss 
and my diet, my exercise, and regulating my hormones. 
"” (P7) 

“I was also able to contribute to a lot of the conversations 
too and that made me feel nice. People have questions 
that I've been able to answer just because I read a lot 
about the studies and the papers. I'm able to understand 
things better, so I was happy to be able to contribute also 
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and give back to the community that has given me a lot 
too.” (P13) 

Others didn’t see the value to other women in posting, as they 
felt any information they’d share is already out there. 

“I don't think I posted in the PCOS community because I 
didn't really have anything to say that people haven't said 
already.” (P12) 

However, they feel that they can at least be supportive by 
liking other women’s posts. 

“With Reddit, it really felt like I had this community. 
After using it, after getting not necessarily involved, but 
even just liking stuff, I felt like it helped people.” (P12) 
 
“I want to be supportive. Even if it's just a like on their 
post, that they know that there's somebody else out there 
that understands and that doesn't get their periods.” 
(P8) 
 

Some let the need to help other women with PCOS motivate 
their information seeking.  

“I feel like I need to go for it and try to be pushy and try 
to get information and things like that so that I can share 
it online and then other people can get some help out of 
it.” (P14) 

Others used it as a way to organize their thoughts and reflect 
on having PCOS, especially since they may not have had 
anyone to speak to in person. 

“It's quite a positive thing to post. I suppose it helps me 
in a way because it sort of organizes my thoughts into 
words, whenever I never really have that opportunity to 
talk to anybody about it. So, I would frequently go back 
and read the comments that I've wrote and posts that I've 
made. I don't make many, but I do actually go back to 
them and reread them. In a way, it's really comforting. It 
sounds really strange, but it's almost like self-motivation, 
for want of a better word.” (P16) 

4.1.4. Information overload and perceived reliability of 
information 
Many women found that the volume of information available 
online could be overwhelming and time-consuming to look 
through. 

“I'm really wary of the fact that there's a lot of 
information on the internet and some of it might not 
necessarily be factual. So, I think it's just being careful 
about what you're reading and also, not letting what you 
read to overwhelm you because there's a lot on there that 
can be really scary and it's a minefield of information.” 
(P11) 

“There's so much research to do around this health issue. 
It's just trying to find time to sit down and pull out what 
you need from that research.” (P17) 

Most expressed some concern with whether information they 
found was reliable and trustworthy. As there is so much 
information about PCOS on the internet, and women are 
accessing many different sources, they’re finding that 
information can often be contradictory.  

“Mostly just the fact that there is so much information 
and some of it’s contradicting itself a little bit. You'll go 
on one website and it'll tell you everything that they claim 
like, "Oh, this is the holy grail, everything you'll need to 
know about birth control." You go on some other site and 
it's got two other points and you're like, "Well, that didn't 
match up with that, but I guess it's there too."” (P5) 

“There's so much in so many different places and there 
are a few bits that contradict […] There are some articles 
and studies that have quite in-depth things and tell you 
lots and then there's someone else that's done a blog 
saying, "Actually, none of that is really helpful." It's 
difficult to know exactly what you trust. That was 
frustrating.” (P6) 

Medical information on reputable websites was generally 
thought of as most trustworthy, as were peer-reviewed 
papers. 

 “The NHS website, of course, that's a reliable source. 
They can't lie on that one.” (P17) 

“I prefer going for academic articles and studies that I 
feel like I could put more trust in than a random person's 
opinion.” (P6) 

Although peer-reviewed articles were perceived as reliable 
by most women, one woman who had a background in 
academia saw flaws within many studies.  

“There's so much contradicting information. Or I'll read 
it and I'll think, "The methodology here's rubbish." […] 
You can see how well-reviewed the journal is or how it's 
ranked in its impact factor, but that's always something 
that I keep in mind.” (P10) 

Blogs, online forums, and social media tend to be seen as less 
reliable, as they contain subjective information that could be 
different for everyone. 

“Facebook, obviously, you kind of take with a pinch of 
salt, I guess. What one person is saying is kind of true for 
one person. One person might be having these 
experiences and symptoms, when everybody else is 
probably completely different.” (P15) 

“It's very hard to find good science, especially on the 
internet. I read this blog, supposedly for PCOS, and oh 
my god. It talks about absorbable forms of zinc, right? It 
goes on to say that perchlorate, which actually has been 
shown to be one of the most normal types of zinc. She goes 
on and says, "It's not the most absorbable type of zinc. 
You want to try another type of zinc," which, surprisingly, 
is not absorbable. And she's saying that as if it's a fact, 
spewing it out, and I'm like people are reading this 



 11 

thinking, "Yeah, I'm going to go for that." I read things 
and I fact checked it and that's not right. So, I'm just 
weary about blogs and things like that.” (P11) 

The emergence of women presenting themselves as “PCOS 
specialists” on social media like Instagram [29] has alarmed 
some women.   

“It’s almost like they were showcasing -- it's like they 
figured it out or they would get pregnant and they're like, 
"OK, it's because I drink chia seeds," or something, you 
know? Like whatever little thing they did, that would 
make them the "specialist," but there was other 
information that made them worthwhile, but always in the 
back of my head, I'm like, "This is not a medical-grade 
person. This is their experience. You can choose to listen 
to it or not."” (P12) 

“Everyone knows that what happens on Instagram in 
front of the camera doesn't reflect reality. "Is it all for 
money? Is it sponsored content? Are they getting 
sponsored by a company or is it actually real?"” (P17) 

Many women noted that they were distrustful of websites 
and social media posts that tried to commercialize PCOS 
advice. 

“Occasionally, you'll see people posting on there and 
they're clearly just trying to sell you something. One pill 
isn't going to magically make the whole thing disappear. 
You have people using language like, "I cured my PCOS." 
It's genetic.” (P10) 

“Reddit, not so much, because most of the stuff I see, they 
do say, "Hey, this is my story," so reading that line that 
it's their experience kind of helps. But with Instagram, 
they're like, “This is a solution.” Because I get Instagram 
is more like promoting. They all have to like make a living 
or whatever.” (P12) 

However, some were aware of a website’s commercial 
aspect, but still appreciated the free information that 
accompanied the products.  

“It's a Facebook group, it's a support forum for women, 
but also, it's a for-profit website. It's run by the person 
who owns the product PCOS Diet Support, all of her diets 
and food ingredients and stuff that she sells for people 
that get on her program. But other than that, she has free 
resources for everyone to educate themselves on PCOS 
and where to start.” (P7) 

Although there is so much information available online, it 
appears that some women have come to the conclusion that 
the amount of conclusive, scientifically-proven information 
about PCOS is still very limited and that this may contribute 
to misinformation. 

“The real issue, I suppose, is that the information is 
limited. It's hard for somebody to tell you what nobody 
knows.” (P9) 

“The only reason it's like that is because the medical 
profession hasn't really communicated things 
particularly well. […] They're not very good with chronic 
conditions, but they also actually just don't know. And 
you get all of this contradictory information, even from 
the medical profession, you get contradicting 
information. It's really hard to navigate yourself through 
that.” (P10) 

Women are generally aware that some of the information 
they’re receiving may be inaccurate, yet still feel informed 
enough to make decisions about their treatments. 

“I definitely feel more empowered with my diagnosis. 
Even though some of my knowledge may not be entirely 
accurate, I definitely know what works for me, even 
though it's a slow and steady process.” (P12) 

4.1.5 Cross-referencing personal and medical information to 
make decisions about treatment 
Participants rarely made decisions about medications and 
lifestyle changes without utilizing both medical and personal 
information. In the typical information seeking process, they 
would first seek general medical information, then find more 
specific information through personal information sources 
like blogs, forums, and social media, and finally, they would 
confirm the validity of others’ experiences against peer-
reviewed articles or medical websites through performing a 
highly specific internet search.  

“Google Scholar really helped my neurotic fact-finding 
information side. I would start off with whatever I found 
in Reddit and I would have a question, "Well, why does 
this work? How does this really affect different 
symptoms?" So, then I would go to Google Scholar and 
try to narrow it down.” (P2) 

“Just cross-referencing what people have to say with 
actual journals or articles, things like that, seeing if you 
have any foundation for it being valid. Because there's a 
lot of out-there stuff. There's just some laughable 
remedies that I've heard of and it's just like, "No."” (P3) 

“…to really do research, like to actually read multiple 
sources, not just take things at face value. If someone says 
something, it's not a fact. You have to research, you have 
to look at trials, look at whether a supplement actually 
works.” (P11) 

Forums, blogs, and social media often helped women seek 
information about things they normally would not have 
thought of. 

“It gave me the idea of looking up things that I hadn't 
thought of before. So, things like the supplements, I hadn't 
thought of that on my own. I'd only thought, "diet" 
because I've always been a bit sceptical about vitamins 
and taking things.” (P6) 

Of course, not everyone compares sources, and some women 
felt comfortable relying on one source of information.  
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“I was just googling specific questions, like, "What are 
the effects of birth control?" I wasn't really looking in 
respect to having PCOS. My questions were super broad 
and I guess I didn't really narrow it down enough to find 
PCOS websites and then once I found Reddit, there was 
no need for me to narrow it down in Google because I 
could narrow it down and get information that I actually 
needed just from that one source.” (P5) 

Others would like it if information could be easily found in 
one place but would prefer for a hypothetical PCOS app to 
collate multiple sources together.  

“It would be good if it was all in one place. I really like 
the idea of an app you could type questions into, and it 
would give you articles and things and collate things 
together. And yeah, a forum. […] I want to make things 
quick and easy and at my fingertips rather than having to 
scroll through.” (P6) 

4.2 Re-defining normal 
As women looked for information to make sense of their 
symptoms and diagnosis, they also questioned whether or not 
they were “normal.” This happened in two separate contexts: 
when they compared themselves to “normal” women and 
when they compared their symptoms and experiences to 
those of other women with PCOS. These comparisons 
mainly affected women negatively on an emotional level, but 
the latter also led the women to realize that PCOS was a 
“spectrum,” that every woman who had it was different, and 
that the only way to manage PCOS and return to feeling 
“normal” was to find treatments, medicines, or lifestyle 
changes that worked “for me,” usually through a process of 
trial and error, which was frequently aided by health apps.  

4.2.1 Comparing self to “normal” women 
All of the women who took part in the study made references 
to feeling abnormal, different, and other. Many of them 
expressed that having irregular periods, high androgen 
levels, hirsutism, and/or being overweight made them feel 
less feminine.  

 “PCOS is really complicated because it kind of 
diminishes a lot of the things that womanhood is about.” 
(P12) 

“With the PCOS, it's made me feel less feminine. I have 
four times the amount of testosterone of normal women 
and that concerns me.” (P6) 

Not feeling like a “normal” woman or a “real” woman 
greatly affected women’s self-esteem and identities. Some 
even questioned if they were worthy of love because of their 
perceived lack of femininity.  

“I felt really insecure. I still feel so insecure. I feel like 
I'm not really a woman in a way, because I don't ovulate, 
I don't have a period, I have facial hair, my hair falls out. 
It really takes a hit on my self-esteem.” (P14) 

“It made me start to question my level of femininity and I 
guess my worthiness of love, especially with such an 
aesthetic problem that I was having. It brought about 
some type of identity crisis about, "Is somebody ever 
going to love me? What if I can't get rid of this problem? 
What if I can't have kids one day? I'm not a normal 
woman, not having a period all of the time. Is there 
something wrong with me? Am I going to still be 
beautiful?" It definitely impacted me a lot. And even still, 
to this day, I have to fight that feeling.” (P9) 

Some women felt they weren’t “normal” because of their 
symptoms and it led them to seek a diagnosis. 

“You go on Google and you're like, "What's wrong with 
me?!" I'd already looked at a couple of things because I 
wasn't getting my period. I was getting it every six months 
and maybe not even that. [..] I knew that there was 
something wrong, because that's not normal.” (P5) 

“I knew there was something wrong. I'd look at my 
friends and I'd think, "Why don't they get super tired after 
a meal? Because I'm tired." I go into a little mini coma. 
Those kinds of things do play on your mind because it is 
othering.” (P10) 

Other women had cultural and family-imposed expectations 
that they had to battle with internally.  

“I come from a Mexican family, so they all have four kids. 
Each family member has had four kids or something. It 
would be so annoying if I can't.” (P14) 

Some women worried that they would never feel normal 
again after receiving their diagnosis. 

“I think I was facing, "Is this forever?" Kind of, "There's 
something wrong with me and I won't be able to have a 
normal life," and things like that. Things you worry about 
all of the time, like, "Oh my God, this is going to affect 
me so badly. Why can't I just be someone without any 
problems?"” (P11) 

Many women felt that PCOS makes life an uphill battle and 
that women with PCOS have to work harder than “normal” 
women do to attain the same results, whether that’s in trying 
to conceive a child, trying to lose weight, or removing 
unwanted hair.  

“That is very disheartening, knowing that you've got 
further to go. You have to do so much more work than the 
average woman.” (P6) 

“I suppose from an external perspective, most women 
don't have to deal with this and how people perceive you 
because you might not look the same or you might not be 
the slimmest and things like that or you might not be able 
to conceive as easily. And in a way, you feel a bit 
alienated because you're trying really hard, but it's like 
the cards are stacked against you in a way. So, it's very 
easy to get annoyed.” (P16) 
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For some women, the “normal” woman they’re comparing to 
are their own selves before their symptoms appeared. 

“There are other women, or there was me before my 
diagnosis, before my symptoms really took hold, I 
remember what I used to do then. I'm like, "Life is so 
much easier for those people, because they don't have 
this." And obviously, there are people who have way 
worse conditions and disabilities and sometimes I think, 
"Actually, you've just been quite ungrateful." At the same 
time, it is something that annoys me, that I have to spend 
extra time because my arms get hairy.” (P10) 

4.2.2 Comparing self to other women with PCOS  
All participants compared their experiences against those of 
other women with PCOS. Sometimes these women were 
friends that they had. Most times, they were women whose 
experiences they had read and heard about on forums, blogs, 
and social media. As discussed above, for the most part, 
online communities were helpful for women to find more 
specific information, to find emotional support, and to feel 
that they were not alone. They were also helpful in 
confirming what was “normal” in terms of PCOS. 

“It was most helpful to read about different people having 
the same experiences and it helped me to feel a little bit 
more normal and I think that was the most important 
thing I got out of that, just the feeling of normalcy when 
all I'm seeing about myself is irregularity.” (P13) 

“I was asking, "Is it normal for this to happen?" then you 
get a response saying, "Yeah, it's normal. It's completely 
fine." Just things you're worried about, you can post it on 
there and other women will be like, "Yeah, it's normal. 
I've had this." It's great.” (P11) 

However, some women have described online communities 
as a “double-edged sword” or a “two-sided coin,” in that they 
were both helpful and detrimental at the same time. They 
were capable both of inspiring action and damaging self-
esteem, of offering support and causing feelings of isolation, 
of spreading both positivity and negativity.  

“It was a two-sided coin though, because on one hand, I 
wasn't alone, there were other people experiencing it. On 
the other hand, it was a lot of kind of dragging me down. 
I know that wasn't the intention, but in retrospect...there 
wasn't a lot of hope there.” (P9) 

 “With the weight thing, it made me feel like other people 
had to deal with it as well, so that was reassuring, but 
then other people were managing it really well and I was 
feeling kind of ashamed that I wasn't. It's a double-edged 
sword.” (P6) 

“It's a double-edged sword because without this stuff, I 
wouldn't be where I am today, but at the same time, it 
made it more difficult at times. So, whilst I felt more like 
a community, I also felt quite isolated. There's a degree, 
with any diagnosis of any kind of chronic condition, I 
feel like there's a degree of isolation that comes with 

that anyway. No one has had your experience in life or 
your experience with your body.” (P10) 

 

Many women mentioned feeling a divide between women 
who had “lean PCOS” (in which weight gain is not an 
issue) as opposed to “normal” PCOS (which was associated 
with a higher weight).  
 

“There are differences between what they would call on 
the sub a "lean PCOS." I don't have the weight gain or 
some of the other symptoms. Then you see sometimes, on 
there, they'll be like, "Oh, you don't understand my 
struggle. No, you don't understand my struggle."” (P5) 
 

“There’s a lot of negativity there sometimes. People 
posting about, "Oh, lean PCOS isn't real PCOS." […] 
The only thing was people talking about the general 
PCOS vs. lean PCOS and whatever aggression people 
with PCOS might feel towards people with lean PCOS 
and vice versa. The lean PCOS community might feel 
like they're under-represented or ignored in that specific 
community. Just kind of reading about that was 
disheartening.” (P13) 
 

Some women whose symptoms were comparatively more 
manageable described having feelings of guilt… 
 

“I just felt really bad because I don't have it as badly as 
other women. I felt horrible because I know the pain 
that I've gone through. And then, to just know that there 
are other women who are actually type II diabetic 
because of it and all of these other things, it's just sad. It 
almost made me hate being a woman.” (P8)  

 

…but also felt lucky for not experiencing the worst-case 
scenario. 

 

“It sounds terrible, but it did help a little bit knowing 
that my case wasn't the worst case, that I don't have 
crazy, cystic acne, that I don't have crazy hair or hair 
loss, and I don't have many fibroids. Some women bleed 
for multiple months and that's just their norm. That is 
helpful and a little bit relieving for me, at least.” (P8) 

 

Women whose symptoms seemed less manageable 
described feeling jealous and unlucky. 
 

“I didn't realize that there was a thing with lean PCOS, 
so that made me feel quite jealous and annoyed that they 
don't have to deal with the side effects more.” (P6) 
 

“Sometimes I wish I had the PCOS where instead of 
gaining weight, you're thinner, but I don't know. I guess 
we can't all get lucky.” (P14) 
 

“You find yourself comparing yourself to everybody and 
you didn't come on there to do that […] I feel really 
jealous of people that can manage it and that are getting 
on really well with it and can sort of thrive because yeah 
-- you're kind of just stuck, I think, in, "I wish I was like 
them."” (P15) 
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Multiple women referred to PCOS as a spectrum, in which 
those on the lower end of the spectrum are less 
symptomatic and those on the higher end are more 
symptomatic.  
 

“Other people have different -- they have the general 
PCOS, but some of them might not have any physical 
symptoms but they don't have a period. Or sometimes, 
you might have a period, but you have facial hair and 
things like that. So, I feel like there's different variations 
of it. It's almost on a spectrum, I think.” (P14) 
 

“It's a spectrum, right? So, it can vary. Some women 
can have it really bad. […] For me, my symptoms 
weren't that bad. I've been able to handle it and I've had 
a very light version of it and for that I'm very thankful, 
but for some women, this is awful for them.” (P11) 

 

Placing oneself on the spectrum helped some women with 
making PCOS seem more manageable.  
 

“It just helped me make up a spectrum of the PCOS and 
kind of metaphorically place myself on the spectrum, 
which made me feel better. Like, "Oh, you know, I don't 
have to shave my face. I'm not growing a beard. I don't 
have horrible cystic acne. I don't have this hair loss. I 
don't have crazy hair everywhere." In that sense, it made 
me feel a little better, like “I can do this. I can possibly 
get pregnant if I wanted to.” I don't have to scare myself 
into this hole of, "I'm just this worthless human being."” 
(P8) 

 

Although many women stated that they found comparing 
themselves to other women unhelpful, it did ultimately help 
women realize that every woman with PCOS is different.  
 

“It's really hard to compare yourself to these women. I 
see a lot of women will message, "I'm on this amount of 
metformin. What are you taking? Do you think this drug 
works or not?" And none of that is helpful to anyone, I 
think, because every woman is different. Some have 
worse symptoms than others.” (P8) 

 

“Some of them I think, "That doesn't sound anything like 
me," if they've got more lean PCOS, but then they have 
the hirsutism or something, then I'm just like, "OK, that's 
not similar to my body at all," so we probably won't have 
the same reactions.” (P6) 

“One of my other friends, she had PCOS too and we were 
comparing notes and she was like, "Oh, I'm on that too." 
I'm like, "How did that work for you?" It's like, "Oh, 
maybe I should tell my doctor" and she's like, "No, don't 
do that." Because PCOS is, even though it's an umbrella 
kind of thing, I do believe it's very individualized and I 
learned that with my friend. It was, "That probably works 
for you, but that did not work for me" kind of scenarios.” 
(P12) 

Seeing that everyone who has PCOS, though going through 
a similar experience, is actually different and has different 

symptoms and needs and treatment options led women to 
figure out that they need to find what works for them 
personally, as unique individuals who have PCOS.  
 

“Your body dynamics are completely different to 
someone else's. You have to really find what works for 
you and essentially, that takes a lot of time to research, 
to try things.” (P11) 

“You know how when you hear about someone else's 
personal account, because it's personal to them, it kind of 
manipulates you in the sense that, "Oh my god, if I do the 
exact same thing as that person, I'm going to get the exact 
same good results as they do?" You know how you see the 
weight loss stories? They're quite popular on Reddit. And 
so, you read, "Oh what did they do to achieve that?" Some 
of them are like, "Oh, yeah I just kind of walked 20 
minutes a day and I suddenly lost 10 kilograms." It's a 
manipulative tool because someone else's success story 
might not fit with mine as well. […] You need to make it 
personalized to yourself. You can't really think, “Their 
changes will work exactly for me as well."” (P17) 
 

Types of health  
apps used 

Number of 
participants 

Period tracking 10 
Diet  6 
Exercise 4 
Fertility 2 
Mental health 2 
Medication reminder 1 

 

Table 2. Types of health apps used by participants 
 

4.2.3 Finding “normal for me” through trial and error 
Many women tested out medications and lifestyle changes in 
order to find a personalized treatment that would work to 
minimize their symptoms. 

 “Just me experimenting on myself, I noticed that I did a 
few long fasts and after I did that, my period came every 
month for six months. […] It only stopped after month six, 
which, I probably just need to fast again.” (P9) 

This made them feel hopeful for the future and comfortable 
in their bodies, though it did require a lot of research and 
effort, especially if women had little support from health 
practitioners. 

“I'm hopeful for the future because I understand how it 
works now. I've tried all of the diets and the exercises 
and things like that, and medications over the years. I 
know what works for me. I know that I just have to do it 
from here on out. So, I feel quite comfortable with 
myself at this point. I know what I need to do and it's 
through my own research. It's not through a doctor 
telling me. So, I can be proud and say, "Yup. I've done 
this myself," but it's been a lot of work.” (P16) 
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All 15 participants who were included in the data analysis, 
used health apps to manage their PCOS (see table 2). One 
way in which they did this was to track changes in their 
symptoms and menstrual cycles, and to help them pinpoint 
what was causing those changes.  

“I would use an app called Clue to track my cycles, 
which I just thought was quite helpful in the long term to 
keep an eye on how things were going, because I could 
see how my medications were affecting cycle lengths.” 
(P16) 
 

“When I started seeing results, it made me feel really 
good and I think on MyFitnessPal, you can track your 
weight, so I noticed the chart going down. It made me 
feel very confident about what I was eating.” (P14) 
 

“I think I correlate [my period] with maintaining my 
PCOS because the more normal I get, the less symptoms 
I face from PCOS, so I can clearly track that. […] I 
tried different diets and stuff, so I could see when things 
were working and when things weren't.” (P12) 
 

“I started off at 150g of carbs a day and then reduced it 
by 10g each week. [MyFitnessPal] helped me keep track 
of that to find my optimum carb range: the range at which 
I wouldn't gain weight and the range at which I would not 
turn into a cranky, neurotic angry person.” (P2) 

Using health apps helped women make sense of their 
symptoms… 

“They helped me just basically use data to find patterns 
with things, I guess, just to make sense of things.” (P3) 

…and gain an understanding of their body and what 
triggered their symptoms. 

“Basically, you score your symptoms every day […] and 
that's really useful because that's allowed me to see with 
my cycle […] how my symptoms fluctuate. It's given me a 
better understanding.” (P10) 

“I've been tracking my periods when I'm getting them, 
just being more -- I feel more comfortable with my body. 
But yeah, just noticing the smaller, the littler things […] 
just having a reason to what's going on and not just being 
like, "Hmm, I don't know."” (P8) 

“It helped me understand different aspects of my body a 
bit better. [...] It helped me -- I wouldn't say come to 
terms, but it helped me understand why [weight gain] 
happened. It still frustrates me to no end.” (P2) 

“I realize that my own actions do somewhat play in this. 
[…] I can help or hinder the process with the way that I 
eat or by lack of activity, so at least now, I know what my 
triggers are. So, I will do my part and hope for the best.” 
(P9) 

Some women expressed a desire for a tool that would save 
them the time and effort of having to do research and finding 
what works through trial and error. They wished for a 

technology that would make personalized recommendations 
on how to manage their PCOS.  

“In an ideal world, I would love to be able to put all of 
my symptoms into something and my body type and just 
things about me and then have it spit that back out and 
say, "Look, these are the best things. These are things 
that would work for you. These are the best diet things." 
That would be ideal, just not having to do all of the 
searching, all of the trial and error.” (P6) 
 

“If they had a magical scanner, that'd be great, that 
measures all of your hormones, measures all of your 
symptoms, and it takes all of your history chart into 
consideration about the symptoms.” (P7) 
 

Some women were frustrated with period tracking apps’ 
inability to account for irregular periods and wished for a 
technology that would be more tailored to them as 
individuals. 
 

“It would be so cool to have technology be able to 
account for the one by one and not just the average of 
all.” (P13) 
 

Women attributed their knowledge of PCOS and their 
knowledge about their own bodies to being able to manage 
PCOS successfully.  

“I've definitely changed as a person along the way, 
aside from just growing from teenager to adult, but from 
less knowledgeable into more knowledgeable about 
PCOS, and less knowledgeable about myself and the 
symptoms I'm going through vs. being more aware of 
those things and being able to apply what I know to my 
everyday life.” (P13) 

 

“Now, because I'm more informed, I can gradually add 
up, build up, and become more informed and change my 
life even more, so it's a permanent change, so I won't have 
any flare-ups, essentially.” (P11) 

Through the process of being diagnosed with PCOS, finding 
information, comparing themselves to others, and 
experimenting with what works for them, women were able 
to learn about themselves…  

“I'm the type of person that doesn't like to put labels on 
myself, but this was definitely a big label, like "I have 
this." But, as much as I don't like thinking, "I am just a 
patient with this," I'm more than that, but at the same 
time, I was able to learn more about myself and 
understand myself a lot better. […] I feel like this has 
made it easier for me to be more of myself. I'm able to 
strike head on what things I don't want in my life and 
being able to just participate better in life. To 
summarize, I know more about myself.” (P13) 
 

…and ultimately, were able to figure out their normal. 

“In the beginning, I didn't know what was happening. 
Now, I know what I have to do […] I know what my 
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sense of a cure is, so that makes me feel empowered, 
that makes me feel OK, because I have figured out my 
normal. […] I'm very empowered with what I need to do 
to get back to that sense of normal for me, which really 
just means I don't feel like I have an illness or a 
diagnosis. That sense is really like what I strive for and 
now I have all the tools, I've done all the trial and error, 
and found my sense of a cure, I would say.” (P12) 

5. DISCUSSION 
This study examined the information practices of women 
who had been diagnosed with PCOS. It was discovered that 
women with PCOS develop a strategy in which they use both 
medical and personal information to inform their decision-
making and that they strive to find “normal” through a three-
fold process: by comparing themselves to “normal” women, 
by comparing themselves to other women with PCOS, and 
by using trial and error practices to understand themselves 
better and find “normal for me.”   

Nearly half of women experienced a delayed diagnosis, 
which had a negative effect on psychological and physical 
well-being, as is consistent with previous research [20, 21, 
22, 44, 48]. Also consistent with existing research [20, 21, 
22, 27, 44, 48] was the finding that most women with PCOS 
received little to no information from their doctors at the time 
of diagnosis and instead, turned to online sources of 
information [22, 27, 48]. However, women found that 
PCOS-specific medical websites provided information that 
was too general, which is in line with research on the quality 
of information that can be found about PCOS online [12, 28, 
34]. Even though a PCOS information app was co-designed 
with women with PCOS by researchers in Australia [51], 
none of the participants in this study used it nor any other 
PCOS-specific app.  

The findings in this study were in line with existing literature 
on experiences of PCOS [26, 31, 44, 48], in that many 
women questioned their femininity and whether they were 
“normal” women because of their symptoms and turned to 
other women with PCOS to provide context for their own 
experiences. In keeping with research done by Holbrey and 
Coulson [26], online peer support helped women with PCOS 
feel less isolated, gain access to advice and information, 
learn to navigate their relationships with doctors, make 
decisions about treatment, but also hindered women in that it 
increased their anxiety about their own situations. 

5.1 Information seeking, sense-making, and finding 
normal 
The findings of this study support Wilson’s model of 
information behaviour [50]. Women experienced symptoms 
and/or received a diagnosis of PCOS, recognized their need 
for information, and called upon information systems (the 
internet) and other people (their peers with PCOS) to find 
information, which they then used by evaluating whether it 
applied to them. The findings also confirm Wilson’s 
implication that information seeking is collaborative, and 
that people participate in “information exchanges,” as the 

women in this study shared posts within online communities 
in order to help other women gain information that was 
relevant to them. It can be argued that even “liking” another 
woman’s post is a modern-day version of an “information 
exchange” as liked posts are promoted and gain more 
exposure on forums like Reddit.  

When these findings are examined using Dervin’s [15] 
metaphor around sense-making, the biggest gaps in 
understanding that women faced existed as a result of not 
understanding their own bodies. Women with PCOS didn’t 
understand why they were experiencing their symptoms. 
Searching for potential causes of their symptoms online and 
also being diagnosed with PCOS were the first steps in 
bridging those gaps. The more knowledge they gained about 
PCOS, first, generally, from medical sources, then through 
the experiences of other women with PCOS, then through 
more targeted searches online, and then through 
experimentation within their own bodies, the more 
understanding women gained, and the more able they were 
to move on to bridging other gaps, un-related to PCOS (as, 
according to Dervin, life is just a series of gaps in 
understanding). This idea of gaining knowledge of the self 
through experimentation with treatments is consistent with 
research done by O’Kane et. al. [36].  

Burgess et. al. [8] found that once patients accepted their 
condition, they moved from “the learning phase” to the 
“living with phase,” in which looking for information 
became routine or women began avoiding PCOS-related 
information. This is consistent with the findings of this study, 
as women who learned to manage their PCOS to their 
satisfaction would typically only engage with PCOS 
information if something new was discovered or if it 
appeared in their social media/online forum feeds. For some, 
using health apps to gain information about their bodies also 
became routine (though not for all).  

In keeping with literature on chronic conditions [11, 30, 41, 
42], this study also found that women with PCOS are 
concerned with feeling “normal” and that they compare 
themselves to their peers to normalise their experiences with 
illness. Genuis and Bronstein [19] connected information 
seeking, sense-making, and the idea that patients struggle 
with feeling normal, and this study aimed to do the same 
within the context of PCOS. Their findings regarding people 
with OCD suggest that people who are experiencing 
distressing symptoms try to understand their experiences 
both in the context of a general population (“the normal 
world of non-sufferers”) and in the context of their peers who 
are experiencing similar things (“the normal world of those 
with OCD.”)  
 

This lines up with the findings of this study. Women with 
PCOS compared themselves both to “normal” women and 
other women with PCOS. Interestingly, the women with 
menopause whom Genuis and Bronstein interviewed weren’t 
as concerned with “the normal world of non-sufferers,” and 
perhaps this can be attributed to the fact that women viewed 
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menopause as natural and inevitable. It’s something that 
every woman eventually experiences, and so, in a way, there 
was no “normal world of non-sufferers,” at least not within 
their gender and age group, and as this study and Groven et. 
al. [25] have found, people experiencing a disruption to their 
ideas of what is “normal” for their gender do end up 
comparing themselves directly with others of their gender. 
 

A few other findings from this study are in line with Genuis 
and Bronstein’s findings, such as normality being associated 
with a life free from symptoms and illness. To quote one 
participant from this study, “normal for me […] really just 
means I don't feel like I have an illness or a diagnosis.” Their 
findings were also consistent with Dervin’s sense-making 
model, and they connected the idea of seeking normal to gap-
bridging. They found that health disruptions resulted in a 
breakdown of understanding what was normal, and that this 
need to understand “normal” again drove information-
seeking. Information was then gathered, shared, used, and a 
new mental model for “normal” was created based on 
identifying with peers who experienced similar disruptions.  
 

This study too found that information-seeking, sense-
making, and finding normal are closely linked, that gaps in 
understanding what is normal do act as a catalyst for taking 
action and seeking information, and that there is something 
unique about turning to peers to understand “normal” that 
simply reading run-of-the-mill medical facts is lacking. This 
supports O’Kane et. al.’s [36] findings that medical 
information sources are insufficient in validating normality. 
Similarly to the women interviewed in this study, their 
participants were unsatisfied with information provided by 
doctors and found that comparing their symptoms to 
information available on medical websites was insufficient. 
Just as women with PCOS did, their participants also turned 
to forums and blogs to compare their experiences with their 
peers’ and validate them as “normal.” 
 

5.2 New findings 
This study builds on existing literature on sense-making and 
finding normal through a deeper exploration of the dynamics 
within online communities for PCOS. For while women did 
seek these communities to find a common experience for all 
women with PCOS, and to see if they were “normal” within 
the context of that experience, they instead found that women 
with PCOS are all different. Women with PCOS may be 
overweight or they may be “lean.” Some might have excess 
facial hair where others have acne. Some may have irregular 
periods or no period at all, while others find that their periods 
are regular.  
 

Multiple women described seeing PCOS as a spectrum, 
where those on the lower end have more manageable 
symptoms and those on the higher end have less manageable 
symptoms. Women then, at the same time as thinking along 
the lines of, “I’m no longer alone because she’s like me in 
that she has PCOS too and has some similar experiences” 
thought, “Everyone here is different,” and that led them to 
then think, “I need to find what works for me, specifically.” 

Women then, not having completely found their answer as to 
what is “normal” within an online community (because so 
many contradicting things are normal) sought to find what is 
normal for them, personally. They did this through more 
specific internet searches (perhaps focusing on the type of 
PCOS they had or a specific group of symptoms) and a trial 
and error process, in which they kept track of their menstrual 
cycles and symptoms so that they could figure out which 
lifestyle changes and/or medication impacted them in a 
positive way. In this process of getting to understand their 
bodies, women were able to find a “normal for me.”  

 
Figure 1. A visualization of how information seeking and 

making sense of “normal” influence one another 
 

Figure 1 illustrates the typical information journey of 
participants as they made sense of having PCOS.  As women 
started experiencing symptoms, they compared themselves 
to other women, whom they considered “normal,” to see if 
what they were experiencing was normal or a sign that 
something was wrong. At the same time, many were 
researching their symptoms online. If they came across 
PCOS in their research, they began to suspect that they had 
it and visited a doctor to confirm it. If they hadn’t, they 
learned that they had PCOS during diagnosis.  
 

Around this time is when women started to wonder what is 
“normal” to experience when you have PCOS. They either 
began or continued their general “PCOS” search, in which 
they accessed medical websites. After finding that they 
needed more specific information in order to figure out what 
was “normal,” women joined PCOS groups, followed PCOS 
accounts on social media, and read blog posts about other 
women’s experiences. They realized that PCOS is different 
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in every woman and that comparing yourself to other women 
with PCOS isn’t necessarily helpful in finding what works 
for you.  
 

Determined to find their own, personal, unique “normal,” 
women used information from other women with PCOS to 
target their internet searches in order to find lifestyle changes 
and medications that they could test on themselves. They 
tracked these changes and their results either mentally or 
using apps, which helped them gain a greater understanding 
of their bodies. By the time women found something that 
worked or gave them hope for the future, they had also found 
their sense of “normal for me.” 
 

Future work on sense-making and finding normal should be 
done in order to see how applicable the idea of a spectrum of 
“normal” is to experiences of other chronic illnesses. It’s 
entirely possible that how PCOS presents itself in women is 
so varied as to result in a unique finding that is an exception 
to the rule. However, it’s also possible that the wide spectrum 
of PCOS symptoms helped make obvious a trend that is 
otherwise more subtle in other disorders.   

5.3 Recommendations for Design 
Women use multiple websites and health apps to learn about 
PCOS and their bodies. None of the participants in this study 
used any of the PCOS apps currently available on the market. 
This suggests that there exists an unmet need for a 
comprehensive, trustworthy, and useful digital tool for 
women with PCOS. Designers should consider the following 
recommendations for design.   
 

5.3.1 Digital tools should prioritize helping women with 
PCOS understand themselves better 
 

Women with PCOS spend a great deal of time and effort 
learning about PCOS, their specific symptoms, the 
symptoms other women experience, the emotional 
experiences of other women with PCOS, and what makes 
their symptoms more or less severe. The goal of any tool 
for PCOS should be to make this process quicker and less 
stressful by providing women with enough resources and 
information so that they may quickly enter the “normal for 
me” stage of their journeys with PCOS.  
 

5.3.2 Digital tools should contain both medical (factual) 
and personal (emotionally supportive) information 
 

Women with PCOS often seek both medically reliable 
information and personal information that offers them 
specific details (some of which have yet to be confirmed by 
medical research) and emotional support. Any digital tool 
for women with PCOS should strive to offer both types of 
information to women but should mark clearly which 
information is medically sound and which information is 
still unproven (but has been shown to work for some 
women). 
 

5.3.3 Digital tools should demonstrate to users an 
understanding that everyone with PCOS is unique. 

Women with PCOS eventually learn that not all women 
with PCOS have the same or even similar experiences. A 
digital tool that doesn’t acknowledge this and assumes 
PCOS is the same for all women may alienate users. Digital 
tools should allow users to personalize what they see based 
on what they were concerned with and allow users to 
change this at any time as their concerns change. 
 

5.4 Limitations  
The external validity of this study may have been affected by 
recruiting participants through forums and social media 
groups that were associated with PCOS. It stands to reason 
that all participants recruited using these websites would also 
use these websites personally, thus skewing data on women 
with PCOS towards women who do use digital tools to 
research or manage PCOS. However, the purpose of this 
study was to examine how women use digital tools and 
communities to seek information on and manage PCOS, not 
to investigate the prevalence of technology use in women 
with PCOS. Also, efforts to increase external validity were 
made by including diverse participants from two countries.   
 

In addition, the language used to recruit participants may 
have discouraged individuals with PCOS who identify as 
men or trans men or as non-binary from participating. These 
individuals may not relate to the findings of this study, 
especially since some findings are so closely tied to notions 
of femininity. Future research on PCOS could be done to 
examine how this sub-population experiences PCOS.  
6. CONCLUSION 
This study set out to investigate women’s information 
seeking and sense-making practices when managing PCOS. 
The researcher wished to discover how women with PCOS 
use technology to seek information and make sense of what 
is “normal,” so that design recommendations could be made 
for existing and future technologies for PCOS. To achieve an 
understanding of these information practices, data from 
fifteen semi-structured interviews conducted with women 
from the U.K. and U.S. diagnosed with PCOS within the last 
five years was analysed.  

The results of this study suggest that women use both 
medical (factual) and personal (anecdotal) information when 
making decisions about potential treatments, and that both 
types of sources of information are necessary for women to 
feel that their knowledge about PCOS and their bodies is 
sufficiently reliable and detailed, and that they’re getting 
adequate emotional support. The study also found that 
women with PCOS seek a sense of “normal” by comparing 
themselves to other women whom they consider “normal,” 
as well as to other women with PCOS. However, when they 
do so, they discover that PCOS is a broad-spectrum disorder 
that affects each woman differently. This leads them to find 
what works for them as individuals, so that they can find their 
own “normal for me.” Any digital tools for women with 
PCOS should take both overlapping processes into 
consideration. 
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APPENDIX 8: SAMPLE INTERVIEW TRANSCRIPT 
 

When were you first diagnosed with PCOS? 
 
So, my first initial diagnosis was back in 2015. It was before I graduated college. I went to this new OB-GYN, and 
I was having a lot of trouble with acne, so I was like birth control’s the way, but then she noticed all my periods 
were irregular because I was trying to jot it down and things like that, and I was having some other symptoms. 
And she's like, “Oh, you know this sounds like PCOS.” I'm like, “What's that?” and she's like, “Well, this and this,” 
and she kind of gave a broad explanation of it, but she's like “We're going to put you on this birth control. It's like 
perfect for it.” I'm like, “Okay. Is it going to help with acne?” And she's like, “Yeah,” and I'm like, “That's all I 
wanted to hear.” 
 
And then I was on birth control for two years, and I thought that would help, and I didn't really have many other 
symptoms of PCOS then. But, after college, I was in the workforce and more stressed, and I think that triggered 
other symptoms to arise. So, then I went to a naturopath nearby, and he completely switched the script. He's like, 
“You shouldn't be on birth control. That's what's throwing off your hormones,” and I'm like, she [doctor] said I had 
PCOS, and he went on his own little spiel. So, I went off of birth control and then I think that kind stopped 
whatever hormone balance was happening. 
 
After the naturopath, symptoms started—I don't know—being crazier than before, so then I went an official—she 
calls herself a specialist, you can look her up later if you want—but her name was Felice Gersh, and she's like 
one of the top PCOS whatever in the U.S. right now. I looked up a lot of information about her before going to her 
because she was one of these doctors here in the U.S. who doesn't take insurance, which is kind of crazy. It was 
all out-of-pocket money to invest in going to see her, but when I went to see her, she did all of this blood work, 
which was really the only beneficial part of that. But other than that she was just like spewing her own—I don't 
know—jargon, which I already heard in all her other interviews and YouTube and stuff. But, from her blood work, 
it was pretty much confirmed that I was PCOS diagnosed and I was like, "OK, so this is what's happening. How 
do I fix it?" So that was the diagnosis part. It took a while, but I got there. 
 
How long did that take? 
 
I would say 2018 officially after the blood work… it was no choice other than I definitely have PCOS. But 2015 
was the initial—I started looking into it and learning more and more as my symptoms progressed. 
 
OK, got it. So, in 2015, you kind of were told you had it, but then you were put on the pill and you didn’t 
really experience that many symptoms.  
 
Mm-hmm.  
 
What made you go to the naturopath? 
 
Yeah, so my dad actually uses him, and he's an Indian doctor and whatever, but I don't know—I don't think he 
was a very, well, women-focused, and it was like, “No, you don't have all this stress in this.” I'm like, well, I'm 
feeling all these things and I was telling him the symptoms, but he's like “You’ll be fine if you do diet and exercise” 
and I was like, “OK.” 
 
Then you went to the specialist and she did blood work and kind of officially diagnosed you. 
 
Yeah. 
 
How old are you now if you don't mind me asking? 
 
Yeah, so I'm 28 right now. 
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Okay, so your initial diagnosis was when you were 23. 
 
Yep. 
 
Were you satisfied with how much information you got from each of those three doctors that you saw? 
 
From the doctors, not really. The initial one was a very bland overview. The second one that was -- he wanted me 
to go off the topic. And the third—she had really good information out there, she wrote a book and everything and 
she has a lot of blogs and whatever, and that's what drove me to go see her, but at the initial consultation, she 
was half an hour late and then she told me this very—I don't know—weird comment, which was like, “Yes, your 
body is in malfunction. You're not working,” and she was very condescending about it. And she's like, “but we're 
going to fix it with Gersh blah-blah-blah.” She was really selling her practice and whatever and she wanted me to 
go to her aroma therapist and her physical therapist and everything else, and I was like, "What is this? You're 
selling me so much stuff when you should be educating me." But yeah, I didn't go to her after the initial 
consultation and blood work because I was like, "I don't think it's a good investment," but her content online did 
help kind of identify what you should at least try to be taking, like low-carb and different things, and I've tried them 
out and they really helped, so her information’s good, her delivery is just not that great. 
 
That's really interesting. So, let's try to take you back into the mindset of 2015, right after you got your 
initial diagnosis. You received the diagnosis and you weren't satisfied with how much information you 
got. I'm guessing you started doing your own research? 
 
Yes, but also at that time I was in my junior year of college and I was really stressed out with that and not too 
worried because the birth control was keeping all the symptoms at bay. It was like a Band-Aid almost. So, I looked 
up PCOS and everything. It was all internet searches. Back then, I didn't really dive into actual literature and 
YouTube and things like that. It was just simple Google searches and if I found something that seemed informing, 
I was just satisfied with that and then I went on. Once the symptoms weren't being addressed with any pill or 
whatever supplements I was taking, then that's what really drove my knowledge seeking, I would say. 
 
So, that's when you came off the pill or while you were still on the pill? 
 
While I was on the pill, I just did really basic internet searches just to define what PCOS is. It's like, "OK, I'm taking 
this pill, but what is it for?" And everyone online says the pill is perfect for PCOS and da da da da, but then lately, 
especially now in this age, people are saying “No, that's not it,” and I've seen even on Reddit and stuff the specific 
birth control I was on was really bad apparently from other cases or stuff like that. It's interesting to see how 
information from a few years ago is vastly changing. 
 
Let's look at the first time that you started your PCOS journey as you called it. So, take a few seconds to 
think about how you looked for information, what information you found, and how that information 
affected you. What questions were you facing and what thoughts did you have? 
 
If I look back, I just wanted to know if there was a cure. I was like, “This is the problem, what's the solution?” And 
one thing I definitely felt was very discouraged that it was so up in the air. People didn't know what PCOS was 
and they tried to cross-diagnose you with other hormone functions, like thyroid issues and whatever, so that was 
a little discouraging, as well as almost angry because I was like, "People should know," or things like that. 
 
But, other than that, it wasn't like the information wasn't there. I just didn't know what to type or something like that 
or like who to go to because usually all the doctors I went to— they were like, “It will all get fixed, if you just eat 
healthier or work out more," but I'm like, “There has to be a reason that things are starting to go south.” So, I don't 
know if that answers it. 
 
Yeah, it does. What helped you or facilitated you at the time? 
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Especially in that beginning stage, just because I had that Band-Aid of birth control, I didn't really do much more 
after I searched and was like, "OK, this is an ongoing thing; you just have to live with it." I kind of just put it on the 
back end. I didn't really think too much after, but then once I got off of birth control, that's when I was really 
invested in figuring out what this is and I started to identify with it better. I started telling people. I started telling my 
friends. I'm like, "I think I have PCOS." It was almost like I was advocating it, and being able to speak about it, it 
re-confirmed the information I was finding.  
 
What hindered you or stood in your way? 
 
Just the lack thereof. I think there's also a tier of information—there's so many people on social media, as well as 
the internet. Anyone can create a blog, and, if I wanted to I can make a blog and be like "PCOS specialist," you 
know? Unless they have an MD or whatever title behind that. If I see information that's like—especially when 
you're in that vulnerable state and you're like, “Oh this might be the cure if I take cinnamon root” or something like 
that, they're going to go with any published information, especially because, I know we're getting to this later, but I 
didn't know what the official source was for my diagnosis, so I looked at everything. I looked at all these blogs. I 
looked at all these social media influencers who called themselves PCOS specialists, but then I'm like "I don't 
think they have a degree, they're just their own survivors in this and it's their story and it's okay to take their 
information, but definitely with a grain of salt." Because all the med-related content—it was too bland for PCOS. 
They just were like “this happens, this, this, and this”— it's like bullet points and I don't think that's enough for a 
person who has it. 
 
That's interesting. And how did this entire process of looking for information that you just discussed—
how did it relate to your sense of self? 
 
I was definitely in a transitionary period, because I was graduating college and in a new place, environment. I 
actually moved to California. It was a lot. But it also was, at the same time, something illuminating for me because 
it helped identify what exactly I would need or what my lifestyle is going to be like with this diagnosis. Like I said 
before, once I started talking about it, I was more accepting that I do have PCOS, I do need to kind of chill out if 
we go drinking or something or things like that. So that was beneficial. I'm cool with it now, but especially in the 
beginning I didn't want to be identified as someone with PCOS. 
 
Why do you think that is? 
 
I think because the general medical term was someone who's infertile and as a woman—especially growing up—
wasn't that like our main function? So, that word was very triggering for me and I almost didn't want to think about 
it. But, now it's just like, "OK, that might be something to think about later on when that's relevant,” but things like 
that, it's like PCOS is really complicated because it kind of diminishes a lot of the things that womanhood is about. 
Yeah, that definitely puts a hindrance on any mental capacity for diagnoses. 
 
Yeah, absolutely. That was really well-stated. I guess we'll kind of get to this later, but remind me to ask 
you later why you think you're okay with being called a woman with PCOS now. 
 
I'll remember. 
 
So, you mentioned just googling things and then finding blogs and social media "PCOS specialists" and 
also finding medical-related websites for PCOS or I guess it's something like WebMD or something like 
that --  
 
Yeah, WebMD and then actual doctors. You know, the fertility clinics or whatever? They always have a page on 
PCOS, but it's very generic information they pull from WebMD, but sometimes it's a little bit more. So, that's what I 
consider "medically approved" information. 
 
Did you mention Reddit earlier, as well? 
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Yeah, so social media was a big part of it after the naturopath. I was just very annoyed with his interpretation. I 
probably went to him in 2017. I was super into social media then. It's also part of my job. I'm always on Instagram, 
Twitter, and whatever. Reddit is a new thing. I think more people are honest on Reddit, whereas Instagram and 
stuff they kind of glamorize it a bit, but I guess it depends on who you find. 
 
Okay. And, do you use anything else, like Facebook or some other forum, for PCOS? 
 
No. Facebook, I don't. One of my friends, she actually has PCOS, and she did a major rant post on Facebook. 
But, that's one place I don't feel comfortable diagnosing myself. I can totally tell anyone face to face, but I don't 
like printing it, if that makes sense. 
 
Yeah, that makes sense. 
 
That was a part of the identity thing.  
 
So, all these things we talked about -- Google, Reddit, social media, fake PCOS specialists, the blogs you 
found, the medical-related websites from the fertility clinics and WebMD -- why did you turn to these 
things instead of -- I guess you already discussed why not Facebook -- but also things like PCOS-specific 
websites that are dedicated just to PCOS or a PCOS app or different online forums that aren't Reddit?  
 
So, I definitely looked for apps and stuff, but the only ones that kept on coming up were either fertility-based or 
just period trackers. There is one app that I really like. It's just a period tracker but it helps with PCOS, I think. But, 
beyond that, I didn't find anything in the marketplace for apps, the time being 2015 to 2017. I haven't looked 
recently because I really don't know if there is anything, and also, the reason why I just googled stuff and didn't go 
beyond that was that any source that I found, I didn't credit them because I didn't know if there was -- you know 
how with breast cancer there's a society or something, right? With PCOS, I really didn't know if there was some 
PCOS society that had resources where you can just click click click click click and go and read for yourself. I 
think I just did the medical scope and then I wanted more information, so I read all these blogs and people's own 
experiences, Throughout day to day, I just added people on social media to keep it in the back of my mind. I'm 
like, "If they found something then that was new knowledge to me." So, it went like that. It wasn't really a practiced 
study or anything. It was just slowly building my knowledge based on what this is.  
 
To what extent did all these tools that we mentioned -- and you can speak generally or discuss them one 
by one if anything stands out -- to what extent do they help you make sense of your symptoms and of 
PCOS? 
 
I think this knowledge seeking, all of it together, is what really helped me understand my quote unquote 
"diagnosis." It took a while to get there, all of it was a building process to where I am now, and I think it's 
necessary, especially because if someone doesn't have a doctor who's going to be very informed and give them 
all the resources, it has to be a self-discovery of all these little pieces that's going to make more sense to you. 
Because I wasn't satisfied with whatever the doctors were saying, so I had to go out and seek information myself. 
 
Let's talk about the pros and cons of—we already mentioned the medical-related content and it being kind 
of not enough and not specific enough for PCOS, and then the social media "PCOS specialists," you said 
they were just sharing their own specific story. They were presenting themselves differently.  
 
Yeah, it's almost like they were showcasing -- it's like they figured it out or they would get pregnant and they're 
like, "OK, it's because I drink chia seeds," or something, you know? Like whatever little thing they did, that would 
make them the "specialist," but there was other information that made them worthwhile, but always in the back of 
my head, I'm like, "This is not a medical-grade person. This is their experience you can choose to listen to it or 
not." So, that's definitely a con for it.  
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Can you think of a time when you felt like you didn't know something specific about PCOS or your 
symptoms and maybe had to make a decision or something was just nagging you in the back of your 
head? What did you do to inform yourself? What was the step-by-step process that you went through? 
 
I think later on, after I got off of birth control, one of the symptoms I started noticing was hirsutism. It's the facial 
hair thing. So, that was one of my most hated symptoms of PCOS and I was very focused on figuring out how to 
remedy that and quickly because it was very in your face. So, for that one, I specifically just scoured the internet, 
and that was probably where Reddit helped the most. I think Reddit is a place where people are -- because 
there's not your profile associated, it's just a random user name, I would say people were more honest about their 
experiences with this symptom. So, I would just listen to what they said and they were like, "This helped me, this 
helped me." So, if I heard two things or two solutions more than once I would be like, "OK, I should try that," and I 
kind of did in a way, but again, it's all pseudoscience because I'm basing it off of someone else's reaction. If I 
noticed a symptom, then I would seek information just for that sole symptom. It was never "how to cure PCOS as 
a whole." I obviously searched that in the beginning, but now it's very homed in on whatever my symptom is, 
okay.  
 
You emailed me about if there was some way that I could help ensure anonymity, right?  
 
Oh, yeah, because I didn't know if this study was getting published or anything and, I don't know, I have a unique 
name. So, that was the only reason. If my name was Jamie or something, I would be okay with it. That was the 
only reason. Beyond that, I'm fine talking to people. I like being on the Reddit community with that. It's mostly 
face-to-face because I can tell if people are being genuine about -- because this is something. This is like if you 
have diabetes or if you have any other illness, this is something to be kind of considered about, so that's why I like 
doing stuff face-to-face. I can kind of gauge their personality and tell my side of the story.  
 
Who do you speak to about this face-to-face?  
 
Mostly my friends. They're very cool with it. Like I mentioned before, one of my other friends, we moved away, but 
she had PCOS too and we were comparing notes and she was like, "Oh, I'm on that too." I'm like, "How did that 
work for you?" It's like, "Oh, maybe I should tell my doctor" and she's like, "No, don't do that." Because PCOS is, 
even though it's like an umbrella kind of thing, I do believe it's very individualized and I learned that with my friend. 
I was like, "That probably works for you, but that did not work for me" kind of scenarios. So. mostly just my friend 
circle. I don't tell anyone else, like right random people or anything.  
 
So, now that four years have passed since your first diagnosis, how well do you feel you understand 
PCOS and your symptoms? 
 
Much better than in 2015, definitely. I feel like I have more access and I almost feel like more people are talking 
about PCOS than in 2015, because in 2015, it's like it was a very placeholder diagnosis to something more 
serious, like you're going to get fertility problems because you have ovarian cancer or things like that. It was never 
its own single thing. It didn't have enough backing, I felt, in 2015, but now, I see it everywhere. People are talking 
about it and random people know. I went and visited my aunt last Christmas and I was like, "Yeah, I think I have 
this." She was like, "Oh, yeah -- " she's like the most random person to know about it. 
 
I think the visibility of PCOS has gained momentum. I'm not sure how, but it's all these small facets of more 
people are coming or feeling the need to speak out about it, because I know, like I said about the whole 
womanhood thing, it's been a hush-hush topic, but now it's very like, "Figure it out if you have it and learn to 
control it rather than let it control you."  
 
And has how you seek information changed since your 2015 diagnosis? You already went into how it 
changed for you since then a little bit, but I guess let's just recap that and then let's focus on the different 
other points that that could have changed how you sought information. So, in 2017, when you saw the 
naturopath and in 2018, when you saw the PCOS specialist. 
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So, I would say like 2015, it was just very throwing the net wide and whatever I could see with Google, that was 
my knowledge base. Now, I’m very interested in the person telling me the information. I really like to see when 
they reference themselves or if they have some kind of doctorate or things like that, because that kind of reaffirms 
that they have a knowledge base and something backing them up for whatever they're telling me. I shouldn't just 
divest all this information without someone somewhat knowledgeable. So, things like that.  
 
Other than that, I would just say the social media factor, it's just a daily reminder, or else it would just be on 
weekends. Back in 2015 there's just weekends when I would feel down or something, I would do these internet 
searches and be like, "I'm going to find the cure. The doctor's not going to tell me anything. I'm gonna figure it 
out." But now, I see it on my timeline, and it's kind of constant reminders to like, "Hey, you have this. Are you 
making sure that you're following all your routines and whatever?"  
 
Has the frequency changed?  
 
Yeah, the frequency definitely has changed, because social media makes everything "now, now, now." And I think 
that's helpful for me. I know that might be cumbersome for some, if they're seeing their diagnosis over and over 
again, but I feel more empowered seeing it more, especially with social media, people who kind of quote unquote 
"beat it" almost. If I see their lifestyle, I'm like, "Oh look, that's where I want to get to,” and that kind of gives a little 
guiding light, almost.  
 
What's the difference in how you value information that you get from a medical professional who doesn't 
have PCOS and then someone who has PCOS and is just sharing their side of what they're experiencing?  
 
I don't think I've ever met or read anything from a medical professional who has PCOS or they haven't disclosed 
it, but that would be very interesting. I would love my doctor to be a woman who has -- I mean obviously -- but a 
PCOS-diagnosed doctor, I would 100% go to someone like that, but I haven't encountered that, so I don't know. 
But definitely, information from people who have PCOS is always more of value to me because I'm like, "I can 
understand them." Especially if it's a guy on YouTube. I hate when I watch a video and it's defining PCOS and it's 
a guy that's starts talking. I immediately click off because I'm like, "No, you don't know." With my friends and 
things like that, I would 100% listen to what they're saying because one, they've been through it or are going 
through it, and that gives more credibility to it, obviously. 
 
What about for when you have specific questions, do you turn more towards people's experiences or 
towards studies or what medical professionals have to say? 
 
Usually, my questions are were always symptom-related, so I would just type that in first. If there wasn't anything 
there, that's when I would seek peer-reviewed stuff from my friends or these forums, but beyond that, I don't 
know, I would always find some kind of answer online. It's just if that topic came up somewhere else I'd be like, 
"Oh I was thinking about that" or "I wanted to know more." 
 
Do you ever post on Reddit? 
 
I don't think I posted in the PCOS community because I didn't really have anything to say that people haven't said 
already, but I always save any scientific stuff that people post. I'm like, "Oh, I should read that later when I have 
time."  
 
Did you find Reddit while you were looking for PCOS information or did you use it before? 
 
No, I used it -- I'm into /r/AnimalCrossing, so I was on it for that. And then, I noticed there was a PCOS 
community. I think the first post I read was a really moving one. So, I was like, "Well, I'm joining this." But 
sometimes I noticed that the community can be a little down compared to other social media. But it's cool. I still 
value it. 
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You mentioned a period tracking app. Do you use digital tools that help you live with PCOS or maintain 
your symptoms? 
 
Just that app. I don't use any other digital tool. It's called Clue, but it's a period tracker, initially, but it has all these 
extra features where you can kind of log your mood and stuff. One of my symptoms was obviously low mood and 
because I had low vitamin D. It kind of affected that as well. So, I always try to track it because it helps me take 
my vitamins, as well. But that tool is not PCOS related, it's a period tracker, but I implement it towards my 
diagnosis.  
 
Let's talk about it a little bit more because I do consider it close to PCOS. I'm going to ask you a sub-
group of questions and it might feel a little bit redundant, but a lot of good insights have been coming out 
of these. What concerns were you facing when you turned to Clue? 
 
What concerns? I don't know. I don't think I was facing anything because it's a super simple interface. It's just you 
log your days. Oh! One thing that it did always say, because I have PCOS my length between periods was 
abnormal, so I would always get that notification that said -- it was always on red, which is semi-alarming, but you 
can't change that. They had a "normal" which was 27 to 30 days but mine would always be over so it would send 
me a notification like "Did you log it in?" I'm like, "No, just keep counting." But yeah, that's something.  
 
And what thoughts did you have before using it and while using it? 
 
Before using the app and in general, you mean? 
 
Mm-hmm.  
 
Back in 2015 with my OBGYN, I would just have to recall when my period was and I would be like, "Oh, yeah, I 
think it was like a month ago or this time," because she would always ask. And then she was like, "Maybe you 
should start tracking it or writing it down?" and she was super nice about it, but I'm like, "Oh, it's okay. I'll 
remember," but I could never remember because they were abnormal length periods, but I didn't get the app until 
a few years ago. But with the app, I can go back to the very first time I started using it and see periods of when I 
was good with all my routines and supplements, and how my period would reflect that and then I can see when it 
got worse. It's interesting as a documentation tool, definitely.  
 
 
That's really interesting. Is there a way to document what your lifestyle is like? 
 
Yeah. So, the reason I say that is because when I went to see the naturopath, I was off birth control and it was 
just purely his supplements or whatever. So, during that time it was actually worse on my period scale and I think I 
correlate that with maintaining my PCOS because the more normal I get, the less symptoms I face from PCOS, 
so I can clearly track that. And it was during those six months before I moved and everything, it was so off, and 
then because I tried different diets and stuff, so I could see when things were working and when things weren't. 
 
So, you're kind of using your period as a way to measure the outcome from what you are doing to 
manage your PCOS?  
 
Yeah. I think I honestly just realized that now because I was just calling it my period tracker, but no, it definitely 
did help reconfirm whatever different supplements I was taking or different diet routine. It's definitely an ode to 
that.  
 
So, you mentioned one of the challenges that you faced with Clue was the alert that you would get --  
 
Oh, yeah. No, that's still on there. I don't think you can turn it off, but it's just a little circle with an "i" and it's like, 
"Information: periods last like whatever whatever period, have you logged in? Do you want reminders?" I'm like, 
"No, I don't need reminders. I'll just do it." It's just a thing in the back of my mind, but I remember the beginning. I 
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was like, "I'm in the red zone always and it's not in a good way." Oh, yeah. Because I think the people who make 
the app, I've seen them on a lot of social medias now, cross-promoting, but I don't know if they're medical-based 
or they're just using standard deviations of, "This is how long a period should be and whatever, whatever."  
 
Are there any other challenges you faced when you were using it? 
 
Nope. It's pretty useful in regard to logging everything in and then, you can create an account, so that's why I 
have that vast history. I can keep scrolling and see everything. It serves its purpose.  
 
And then how does using Clue relate to your sense of self? 
 
Hmm. I mean it's a monthly thing now. It's part of my routine. It's become a habit of me logging my periods. So, it's 
become habitual to my sense of self with PCOS.  
 
Do you use anything else, like a diet or exercise tracking app or note-taking/diary app to track your 
thoughts --  
 
I actually don't. I'm very into the aesthetic of an app and Clue really hits all the points for me except that one 
notification thing, but whatever. I did try downloading MyFitnessPal and you know all of those generic food 
tracking and exercise apps, but none of them really stuck with me. I always deleted them after, but Clue's been 
the one persistent one. I definitely have three years' worth of information on that.  
 
Why do you think that is? Why do you think Clue, you stuck with, but other things not so much? 
 
Because it really is just that one time in a month that I have to use it and it's so simple. It's just I log in whatever 
my period is like that day and then I don't have to think about it, but with these food tracking apps, I have a very -- 
I don't know -- it's too much after a while. You know that initial week of, "I'm going to be so good about it," but then 
I don't keep track, so then I just delete it. 
 
OK. Let's talk about Reddit. Is Reddit currently the only social media that you use for PCOS? I think you 
mentioned Instagram as well. 
 
I would say Reddit and Instagram. I don't see anything on Twitter. I don't think I follow anyone with PCOS on 
Twitter. No, Reddit and Instagram are the only two. Instagram is for more aesthetically pleasing -- that kind of 
information from quote-unquote "pseudo-science," stuff like that. Reddit is for the real information because people 
very clearly, very humanly tell their story sometimes, and I kind of need that. I don't need that filtered Instagram 
view of things sometimes. That's what I'm using social media wise.  
 
What thoughts did you have before and while using Reddit? 
 
I would say before using Reddit I really didn't know there was this online community of people conversing about 
the topic. It was really just either the medical professionals that I sought or the few friends I was open with at the 
time. With Reddit, it really felt like I had this community. After using it, after getting not necessarily involved, but 
even just liking stuff, I felt like it helped people. I don't know. Yeah, but it definitely opened my eyes to like, "OK, 
it's not just a me vs. the world kind of thing. Everyone's kind of dealing with it." It kind of reaffirmed stuff. 
 
How did Reddit help you?  
 
Reddit showcased that people around the world are facing PCOS. The community sense was really important for 
me. If someone posted a rant people would always back them up and be like, "Girl, I know." That's empowering in 
its own way. I don't like to read too many rants, but some of them are really nice to see that there's people 
supporting other people with the same cause and it's good. Especially if I didn't have my few friends with PCOS, 
that would be hard. I would feel outcasted almost. With a community like this, it's really nice. 
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Did you face any challenges while using it?  
 
No. I mean, like I said, I don't really post or anything, so it's just either me liking or saving stuff, so I wouldn't say 
it's anything difficult about it. 
 
And how did using Reddit relate to your sense of self? 
 
It definitely reaffirmed that I'm not alone in this. So, Reddit was basically my online community that kind of backed 
me up. If I ever felt something, I always knew that I could post it there if I wanted to, and I would have a 
community to foster their information along with it. So, currently I do have that support system, but it feels 
encouraging to know that, "Hey, if I don't have these people, there's someone who's going to help me or at least 
try."  
 
With Instagram, what thoughts did you have while using Instagram for PCOS-related information 
seeking? 
 
Instagram is really just a bow on PCOS. I like seeing these individuals who are kind of thriving with PCOS. That's 
really good for my mental side of it. I know there's a ton, but I only follow three specific people, and they're all 
really "natural." I don't know, you probably get it. But like natural folks/PCOS specialists or whatever. So, it's just a 
nice view. They kind of glamorize everything. They're like, "This meal will make you feel great." It's just nice to see 
in my timeline, like, "OK, that's good."  
 
How did Instagram help you? 
 
Instagram definitely helps keep it on top of my consciousness, because I don't use Reddit all the time. It's not my 
day to day kind of thing. It's like every other week I go on and whatever, but Instagram, I'm on it every day and I 
always see stories from these people, posts. Because if I like something, then in my discovery page, I'll see 
others. So, the more you like from them, the more resources will be accessible to me in the discovery page or 
something. So, it kind of helps me in that way.  
 
Was there anything challenging about using Instagram for PCOS related things? 
 
Yeah, at least the way I use Instagram. I don't think any of the people I follow have a medical background. So, 
everything I see and hear, I definitely do have to remind myself to take it with a grain of salt, and be like, "This is 
their truth. It doesn't necessarily mean it's going to work for me." 
 
Do you go through that with Reddit as well?  
 
Reddit, not so much, because most of the stuff I see, they do say it's like, "Hey, this is my story or whatever," so 
reading that line that it's their experience kind of helps. But with Instagram, they're like, this is a solution. Because 
I get Instagram is more like promoting. They all have to make a living or whatever, so it's kind of like that.  
 
Okay. Yeah, and how does using Instagram relate to your sense of self? 
 
Instagram is a little better just because it does show that people can thrive with PCOS. The ladies I follow, they 
seem really great, they seem really happy. I don't know if that's true, but it paints a cool picture for what I want to 
attain. I'm still struggling with a few symptoms right now, so it's kind of an end point that I can see. It's kind of 
uplifting, I would say. Instagram helps my mood a little bit better, but sometimes I know that the information is 
wrong. 
 
That's really interesting. So, if you think back to before your diagnosis and compare it to who you are 
today, how has your understanding of your body as well as your expectations for the future changed? 
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Definitely, since the beginning, I wasn't very inclined to believe everyone telling me that I had PCOS. I thought I 
had something else. I was determined I had a thyroid thing rather than PCOS, but no, blood tests reveal 
otherwise. From then to now, I definitely feel more empowered with my diagnosis. Even though some of my 
knowledge may not be entirely accurate, I definitely know what works for me, even though it's a slow and steady 
process. I definitely understand my PCOS journey a bit better. It's definitely going to be a learning process 
throughout, but I feel more well-informed. I feel more capable with my diagnosis and I'm definitely more open to 
telling people and being an advocate for it.  
 
Let's go back to that question that I said we'd take a rain check on. Why do you feel better about 
identifying as a woman with PCOS now? 
 
Mostly because I have somewhat control over my symptoms. Especially in the beginning, I didn't know what was 
happening. Now, I know what I have to do to go back to that stage. I found out what my results were and 
everything, so I know what my sense of a cure is, so that makes me feel empowered, that makes me feel OK, 
because I have figured out my normal. So that's probably why. 
 
Okay, that's really interesting. Can you elaborate a little bit on that feeling of figuring out your normal?  
 
Yeah, so, even though I do have more symptoms than when I first got diagnosed, it's very controllable. A lot of my 
symptoms result from me not taking certain supplements that I'm on or certain changes in my diet. So, I'm very 
empowered with what I need to do to get back to that sense of normal for me, which really just means I don't feel 
like I have an illness or a diagnosis. That sense is really what I strive for and now I have all the tools, I've done all 
the trial and error, and found my sense of a cure, I would say. So that's why I'm probably more enthusiastic about 
it then I was before. 
 
I have my last two questions. This one's kind of fun. If you could wave a magic wand and change any 
aspect of the digital tools you encountered in this whole process, what would you change? 
 
I would probably change all those bloggers who tried to sell me all those FitTeas and whatever and say that cured 
PCOS, because I definitely got scammed into a few of those. They're like, "If you take this tea or whatever, your 
PCOS is going to be like this. Trust me, I whatever whatever." I just want a red badge over anyone who's trying to 
scam you, especially when you're in that vulnerable state. You're going to read something and be like, "Oh, if I 
drink this, it's going to make me feel better," and I know they do that with every other illness there is, but, yeah, 
definitely a red tape measure if that was possible. 
 
Is there a technology you wish existed to either support who you are today or who you were at the time of 
your diagnosis, or both?  
 
Yeah, definitely an official -- I don't know how they would make it official -- but an official PCOS app. I think I 
mentioned this before, breast cancer has all of these tools and official resources. So, something like that. I don't 
know if there is a PCOS society or national accredited thing where it was a hub of information. So, rather than me 
scouring the internet -- and it literally took me hours sometimes -- or being on social media, that's time out of my 
day, so if there was a hub where everything or at least everything accredited could be found, I think that would be 
great, especially for newly diagnosed individuals. I know a lot of information might be redundant for me now, but 
definitely in the beginning you just need someone who's going to be not WebMD that will scare you, but will be 
real and be like, "This is what's happening. If you want to find more, look at this, look at that."  
 
So, what about a technology that would support who you are today? How do you think that would differ? 
 
I don't think it would really differ too much because I would always go back to that app as a reaffirming source. 
So, even though I feel great now, I should always look to see any new discoveries or any new studies or things 
like that. So, it would be a lifelong app, like the Clue app. I would go back every once in a while, and it would be 
updated to fit whatever is going on. 
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Sounds good. And what about an app that would have kind of everything in one place, so period tracking, 
with the information, an information hub, and kind of a lifestyle management hub all-in-one? Or do you 
think you would prefer to keep that separate?  
 
No, I think that would be great because I have too many apps on my phone, like random ones. I think that's ideally 
what I would want in something PCOS-related. I would want something that was very true to the community. I 
don't think it should be purely medical or very, you know, sterile in feeling. It should have some humanity behind 
it. But no, I think that would be great and it would definitely be like, "If I have PCOS, that would be what I use."  


