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Abstract

Background: Social media have slotted firmly into the mechanics of daily life,
affecting people’s everyday interactions, and working life. Access to the Inter-
net has changed the way people search for information, manage health and
illness, and how they relate to each other. Persons affected by infertility are
likely to search the Internet to obtain infertility-related information and social
support. However, evidence is needed regarding the way in which the target
group uses the Internet in infertility-related issues. The aim of the study is to
describe infertile women’s experiences of using social media focusing on in-
fertility. Methods: This study is based on qualitative semi-structured tele-
phone interviews with seven women. The interviews were conducted between
May 2020 and November 2020 and were audio recorded and transcribed ver-
batim. Collected data were analyzed using thematic analysis. Results: Two
themes were constructed from the data: Invaluable venue and Opportunity o1
choice. The women used social media focusing on infertility to support each
other, to find infertility-related information and for fellowship and solidarity.
Usage of social media forums was a part of everyday life and different forums
were used, depending upon where the women were in the treatment process.
Further, decisions about choice of group were based on which age groups
were targeted and geographical location. Conclusion: Infertility is one of the
most stressful events in life and is associated with a rollercoaster of emotions.
The use of social media focusing on infertility was experienced as positive,
providing valuable information, support, eliminating loneliness and being a
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breathing space. Different forums were used depending on where the women
were in the treatment process.
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1. Background

Infertility is a chronic health disorder associated with a rollercoaster of emotions
(Cousineau & Domar, 2007). Worldwide, infertility is estimated to affect be-
tween 8 and 12 percent of reproductive-aged couples (Ombelet et al., 2008). The
experience of infertility can be unforeseen, traumatic, may be considered as a life
changing experience (Bell, 2013; Hinton et al., 2010). It may be comparable to
other major life stressors, such as, grief, chronic disease and divorce (Benyamini
et al., 2009).

Social media have permeated daily life, affecting people’s everyday interac-
tions and working life (van Dijck & Poell, 2013). Use of the Internet has trans-
formed the way that people collect information and attempt to deal with suffer-
ing from disease and relate to each other (Pew Research Center, n.d.-a). Social
media focused on infertility may offer solidarity, infertility-related information
(Kahlor & Mackert, 2009; Malik & Coulson, 2010a), provide support (Slau-
son-Blevins et al., 2013) and reduce social isolation (Sormunen et al., 2020).

Facebook and Instagram are currently the major social networking sites (Nambi-
san, 2011). Globally, the highest engagement on Facebook and Instagram is on
Wednesdays, which also is the best time to obtain impact (Pew Research Center,
n.d.-b). Engagement on Facebook can be assessed by the rate of participation,
from being a lurker, who does not partake at all, to a creator whose virtual pres-
ence is extremely noticeable (Malik & Coulson, 2011; Sprout Social, 2020).
Members of online groups can gain social capital by reading the content (Ehsan
et al,, 2019; Lev-On & Steinfeld, 2015). Both lurkers and active members need
familiarity, so that they can engage in a virtual discussion. It may take members
some time before they establish a sense of belonging to the group and are com-
fortable enough to engage and contribute to conversations (Kate Merry & Si-
mon, 2012; Malik & Coulson, 2010b). Regardless of the recognized extensive use
of the Internet, relatively little is known about how social media focusing on in-
fertility is used. Greater insight and depth through listening to women is, there-

fore, relevant to further our understanding of this important topic.

2. Aim

To describe infertile women’s experiences of using social media focusing on in-

fertility.
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3. Methods
3.1. Design

A qualitative approach utilizing telephone interviews.

3.2. Sample Size and Participants

Seven women participated in the study. They were recruited via various social
media focusing on infertility (Sormunen et al., 2020). All participants were from

different parts of Sweden.

3.3. Data Collection

Interviews

Seven semi-structured telephone interviews were conducted between June
2020 and November 2020 by the first author (TS). Due to the COVID-19 pan-
demic, it became necessary to conduct interviews by telephone. The original
project design called for face-to-face interviews. Prior to the interviews, the par-
ticipants were informed about the research goals and methods, their rights as
informants, and that the interviews would be audio recorded. The voluntary na-
ture of their participation was emphasized. Verbal informed consent was ob-
tained from all the participants. The duration of the interviews was approx-
imately 30 minutes. The first interview was regarded as a pilot interview (Polit &
Beck, 2016) and was included in the study since no subsequent changes were
made in the interview protocol.

Interview schedule

The interview schedule included questions that were in line with the aim of
the study and began by asking participants to describe their experiences of using
social media focusing on infertility. Further, the open-ended questions covered
various aspects of usage, such as, motivation for involvement, what advantages
and disadvantages the women experienced, how they chose forums to be active
in and their views about the trustworthiness of online information. Care was

taken to ensure that all research questions were addressed in each interview.

3.4. Data Analysis

The telephone interviews were transcribed verbatim by the first author (TS).
Thematic analysis (TA) with an inductive approach, described by Braun and
Clarke (2006) and The University of Auckland (n.d.) was used. TA is a method
for identifying, analyzing and reporting themes (patterns) within data and con-
sists of six phases: familiarizing with data, generating initial codes, searching for
themes, reviewing themes, defining and naming themes and producing the re-
port (Braun & Clarke, 2006). The data were read multiple times by the first au-
thor for familiarization. The data were systematically coded by using phrases
and words to label parts that corresponded to the study aim. Codes were moved
back and forth. Then the codes were inductively analyzed and their relationships

to each other checked to create meaningful subthemes and themes. Themes were
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mapped, reviewed, and refined to confirm relevance and meaning. The first au-
thor (TS) led the analysis process, with the last author (MW) reviewing each
stage, as well as defining and naming the final themes. The content was dis-
cussed in the research team and agreement was reached regarding the analysis,
as suggested by Sandelowski (2000). Quotations were chosen to characterize the

themes.

3.5. Ethical Considerations

Ethical aspects were discussed in the research team at the planning stage of the
study. Risks of distressing participants with previous trauma related to infertility
investigation and treatment were cautiously balanced with the benefits which
could be gained through extended knowledge about the participants’ expe-
riences. The Swedish Research Council’s Guidelines for ethical assessment of
medical research on humans were followed during the entire research process
(CODEX, n.d.). Approval from the Ethical Review Board, Stockholm (EPN Di-
ar.nr.: 2015/2290-31/5) was obtained.

4. Results

Two overlapping themes were constructed from the data that represent the par-
ticipants’ experiences of using social media focusing on infertility: Invaluable
venue and Opportunity of choice. Each theme includes the differing aspects
from the data of the idea it signifies and is made up of several related subthemes
illustrating the depth and complexity of the semantic data (Table 1).

The main reasons for using social media that deal with infertility were infor-
mation seeking and fellowship. For example, information regarding how others
have received help, which treatments have been used, if they have succeeded in
becoming pregnant and how they have felt during investigations and treatment,
were appreciated. Most of the participants that used Facebook were members in
closed groups. To get access to the group's posts, you had to apply for member-
ship from the administrator of each group. The participants had been in the Fa-
cebook groups from six months up to six years. Most of them joined the Face-

book groups in search of information about difficulties conceiving.

4.1. Invaluable Venue

The women expressed what they valued the most regarding social media focused

Table 1. Themes and corresponding subthemes.

Theme Subtheme

Breathing space and incognito
Source of vital information
Invaluable venue
Support and hope

Fellowship and solidarity

Part of everyday life
Opportunity of choice Diversity of practice
Awareness of the credibility
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on infertility, such as, finding respite, being able to remain incognito, source of
information, conveying hope and providing fellowship and solidarity. Social
media focusing on infertility were described as a breathing space and incognito
where the participants were able to find respite.

“If one has not experienced this, it is impossible to understand. I would have
gone crazy if I did not have the people online to discuss it with. I used Facebook
and Instagram as a breathing space” (Participant 5)

Also, a place to be incognito when participating in the social media forums.
This was expressed as important by the participants. Too large and open forums
were described as involving a greater risk of having one’s identity revealed.

“This Is a sensitive topic anyway. It may be that you know people who are
members of the forum and read their posts. This can be a disadvantage” (Par-
ticipant 1)

For some participants, the search for information about infertility started be-
cause they wanted to know other people’s feelings about it. Personal stories were
a significant source of vital information providing a more human perspective
and helped to find others who mirrored their own situation.

The participants were desperate for answers about infertility-related ques-
tions. Online social media focusing on infertility were experienced as being able
to offer valuable information; about how to get started with fertility treatments,
about medication, side effects and different treatment options. To be able to ask
questions and get answers 24/7 made the women less worried about their situa-
tion.

“There was always somebody on the forum who could explain in simple lan-
guage what different terms meant.” (Participant 2)

Information sought varied, depending on participants’ progress through their
journey to different infertility treatments.

“I searched for information on different forums and read a lot about it...not
to have your own egg cells. How is if? Which clinics can you go to and so on? I
would never have tried egg donation if I had not read about it on social media.
All the decisions I made were based on that information, from books, TV and
social media... not information from a doctor. I did not take any medical facts
from the forums, but only the descriptions of experiences.” (Participant 6)

Some of the participants had experienced that healthcare professionals at the
fertility clinic had delayed the delivery of important information intentionally.
The personnel were able to provide answers regarding medical questions. How-
ever, questions about emotions, how something feels or is experienced, those
answers were felt to be deficient.

“When you are in the middle of this carousel of investigations and treatments
you want to be well-informed. Our doctor said we would go through it (infor-
mation) later as he did not want to make me sadder. But when you are already so
exposed and so depressed, it does not matter. They can just as easily tell you; you
still feel bad... it is better that they do not withhold it but say straight out.” (Par-
ticipant 4)
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Some participants reported that they had hidden their “problem” of having a
child from their family and friends and therefore turned to social media where
they could meet other individuals in a similar situation to get support and hope.

“We kept a low profile externally, but then of course we turned to social me-
dia. We sought support there and realized that we are not as lonely as we
thought we were in this.” (Participant 4)

Participants described that postings written by other members conveying
hope and comfort were most appealing. To be able to read about other people’s
successful fertility treatments gave hope that you would also succeed in getting
pregnant.

“Above all, you want to hear stories about people who have succeeded. To feel
hope. One could find solace and that everything will go well.” (Participant 4)

Postings in which the participants could recognize problems of infertility,
treatment methods and emotions were often searched for. These postings
enabled the participants to maintain an optimistic belief in a successful future.

“If someone writes how they feel and what they have done or what their prob-
lem was. If you recognize yourself in the post, if s most pleasing.” (Participant 3)

All participants described that social media focused on infertility impart fe/-
lowship and solidarity. Being able to make connections with others in the same
situation and with similar experiences was described as an advantage. Sharing
experiences of the complex trauma of infertility with others can help the one
sharing, as well as others in the same situation.

Some of the women made connections with other forum members even in the
physical world.

“I sent messages to some forum members and actually got to know some
couples there. So, we also have contact outside of social media.” (Participant 3)

4.2. Opportunity of Choice

In terms of choice, social media give the users the possibility to choose, for ex-
ample, which forum they want to get involved in, when to participate, which
posting to read/comment on and whether to be active or a lurker.

The women described how they used social media focused on infertility as
part of everyday life and the usage followed where they were in the treatment
process. Evenings and weekends were the times when participants were most ac-
tive on social media and some women took the opportunity to use travel time on
the bus or subway. Even lunch breaks were opportunities for engagement.

“During the lunch break at workl When I want to have some peace and quiet,
I crawl away and scroll. When I get home, I am busy with other things. At work
1 sit quite a lot at the computer and talk on the phone, so when I get home it is
nice to put everything aside. I devote myself to other things.” (Participant 4)

The use of social media focused on infertility changes over time, depending on
where the women were in the treatment process.

“When you are active during an IVF period... we have done IVF twice and

two egg blocks, you are more active in the groups when you are in the process.
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Later you can... put it on ice.” (Participant 2)

The women chose groups on social media based on which kinds of treatment
they were going through and the progress of the treatment. It was also important
to delimit one’s participation in order to handle different forums.

“I joined the Facebook group because its members also underwent IVF treat-
ment, which my husband and I were going to do. I felt that this was a group
where I could get information and meet others who were in the same situation. I
then joined a pregnant group, for us who had become pregnant via IVF... only
women could be members in that group. And it was a criterion that I thought
was nice.” (Participant 1)

Additional selection criteria for the social media were participants’ geograph-
ical location and age group.

“There is also a Facebook group for IVF, for those living in Stockholm. I
Joined a Facebook group for those over 40. Too often, many members are quite
young. We who are a little older... we are older. We have a different kind of an-
xiety. Then it can be quite nice to talk to those who are the same age. If s a dif-
ferent kind of psychological stress. To be in this situation than when you are 29
and maybe doing treatment, then you have a few years on your side. We do not
have that!”(Participant 7)

Social media were also used as diaries to process experiences of infertility. The
women shared their feelings with others and received mutual support. Social
media were described as “a journal that talks back to you”.

“On Instagram I started a new account for my IFV journey, where I described
my story. It was like a diary. So, I got a lot of followers, who liked and com-
mented my postings. And then I found new accounts, which were like mine.”
(Participant 5)

Information that the participants shared through their postings dealt with
feelings, meetings with healthcare, symptoms, collection of eggs and where the
women were in the process.

“Treatment process and how the treatment felt. How I felt afterwards and... it
can be a long process before succeeding with the treatment. It is a roller coaster
back and forth... as you have that anxiety all the time as well. Will the treatment
be successtul or not... and how will it be then? That is the kind of information
I'm sharing.” (Participant 1)

Various forums were used as a diversity of practice in different ways depend-
ing on current need. Social media groups focused on infertility could be found
by listening to Pods or by searching the Internet. Some women who were on the
Facebook groups switched to Instagram and moved their discussions to private
Instagram accounts instead. Leaving the Facebook groups were sometimes per-
ceived as betrayal by remaining members. Large Facebook groups could be per-
ceived as more superficial than smaller groups; in smaller groups, participants
were able to share more about their personal information. Most participants
were, or had been, active in different groups focused on infertility on Facebook.

One of the participants had her own blog, but several of them read and followed
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blogs run by others.

“I was in these larger Facebook groups, both closed and open ones. However, I
follow some accounts on Instagram, especially people I have come in contact
with. So, we follow each other. Then there are some American Instagram pages
that I am following. But they are not the same thing as the Swedish Facebook
groups.” (Participant 4)

Social media were also used as channels to inform friends and acquaintances
about their problems having a child.

“I see Instagram a bit like a diary, a kind of filter, like having a conversation
partner, which may not be visible, but you can share your thoughts in a different
way than you do on Facebook. My Instagram account can be seen only by few
persons, close friends, colleagues and my family. I am more open there and I am
straighter and do not have to explain.” (Participant 7)

On social media, the women could choose which posts they read or did not
read. One participant did not read posts containing other persons’ treatment
successes.

“If you are in a group and you have not become pregnant and read about
someone who has become pregnant or had a child, you do not want to read that!
In any case, I do not want to read thatl And even if your friends... or colleagues
are pregnant, I delete their posts. I remove them from my social medja... I do
not want to read that.” (Participant 3)

Participants wished there were alternatives to social media, such as, forums
connected to the clinic where the patients could get help quickly. Further, orga-
nized groups in the physical world, where you could meet others in the same
situation.

“I was told by the healthcare services that infertility is not a disease... no
life-threatening disease. You do not die from it was the reply when I asked for
conversational support. Somewhere to go and ventilate with others and permis-
sion to scream and cry and laugh. It is one thing to talk on the Internet, but I
think it is important to exchange experiences with others. Sit around a table,
have a cup of coffee and talk.” (Participant 4)

The women expressed that they were cautious when looking for reliable in-
formation on the Internet; they had awareness of the credibility of the content.

“You should not simply trust what is written on social media...it is ordinary
people who write. They have similar experiences as I have. It is me who... must
be a little careful... you must be. And you should consult healthcare and not just
ask and get answers in a Facebook group. People can interpret and experience
things differently.” (Participant 1)

When it comes to the authenticity of the personal stories, the participants
trusted the experiences of infertility that were described by other forum mem-
bers on social media.

“I wanted to seek experiences on the forums, people who had gone through

the same treatment as me. And I do not think that those who write about expe-
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riences are bluffing. I pretty much trusted that their experiences were true and
not fake” (Participant 6)

As there are different treatment procedures, participants reported that the in-
formation that appears on social media does not apply to everyone. For example,
medicines that are prescribed for an individual and involve different doses and
times. The women reported that they always consulted the physician at the fer-

tility clinic for reliable information.

5. Discussion

The purpose of this study was to describe infertile women’s experiences of using
social media focusing on infertility. Data analysis revealed that the women con-
sidered there to be a range of significant benefits from their online experiences,
which appeared to aid their ability to cope with challenges surrounding the di-
agnosis and treatment of infertility. Online social media focusing on infertility
were described by the women as a breathing space, in which they could receive
support and gain access to vital information regarding infertility evaluation and
treatment, as has been evidenced earlier by Malik and Coulson (2008). In addi-
tion, social media focused on infertility conveyed information about the feelings
and experiences of other people in the same situation, which was highly valued
by the women. Our findings are in line with Stenstrom’s (2020) research results,
indicating that social media might be a lifeline for women struggling with infer-
tility. It also may be easier to write down thoughts and emotions than to talk
about them (Rains, 2014).

Being able to participate incognito in the online forums was described as one
of the best features. As several of the women expressed that they did not want to
reach out to those around them, they were able to ventilate and find resources to
promote their psychological well-being on the forums while still feeling a sense
of human contact. These findings have been evidenced previously, for instance,
by Kahlor and Mackert (2009), Malik and Coulson (2010b), Slauson-Blevins et
al. (2013), Sormunen et al. (2020) and Nambisan (2011).

While the social media forums offer possibilities of sharing valuable informa-
tion and support, they also risk spreading misinformation (Chou et al., 2018).
The participants in our study were aware that social media writers are ordinary
people and that they themselves had to be careful about what information to
trust. For medical issues, it is best to consult a caregiver at the clinic. According
to the participants, the desirable forums would be those connected to the fertility
clinic, with the expertise from expert health professionals.

Von Thiele Schwarz (von Thiele Schwarz, 2016) states that access to social
media can change the relationship between patients and caregivers. Patients may
be given more responsibility as they use other sources of information. Co-care
means that care providers’ resources must be combined with the resources that
patients use. Swan (Swan, 2009) points out that medical doctors may not have

the time to keep up with all aspects of new research in the fields they cover. Pa-
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tients may therefore have greater knowledge about their condition than health
care professionals (Snow et al., 2013).

In Sweden, 98 percent of households have access to the Internet and 95 per-
cent of Internet users access it via a mobile phone (Svenskarna och internet,
2019). Therefore, it is possible for the women to use infertility social media
whenever they have a need of it, regardless of time and place. The results in the
present study show that the women were more passive in the beginning when
joining forums, in order to examine the terrain.

The new perspective from the results of this study is that the choice of forum
may be also influenced by the age of the forum members and their geographical
location. The reason for this may be that their problem with infertility may be
the same as that of others. However, the experiences of stress may differ de-
pending on age. One reason may be the women’s awareness that the older they
get the quicker fertility decreases (Committee Opinion No. 589, 2014) and that
there is a time limit when it comes to fertility treatment. The younger women
have more time to get treatment. The age of the forum members, and to whom
the forum is aimed geographically, may therefore be important criteria when

choosing a forum.

Methodological Considerations

There are several potential methodological limitations to the present study to
consider. Firstly, the results represent only those women who chose to contri-
bute to this study, therefore the sample might not satisfactorily represent a wider
population. The extent to which the women who chose to participate are repre-
sentative of females affected by infertility remains unclear. The sampling strategy
utilized social media focused on infertility as a key forum for recruitment. This
may have led to those early on in their pursuit of infertility information being
less likely to participate. Besides, sampling purposively focused on people with
specific experiences of using social media focused on infertility. To recruit addi-
tional participants, snowballing was used. Polit and Beck (Polit & Beck, 2016)
point out that snowball sampling may have distinct advantages, such as, it is
practical and the researcher may have an easier time creating a trusting rela-
tionship with new participants (Polit & Beck, 2016). Another limitation of this
study is its geographical focus. As this study included only Swedish women, we
suggest that to gain an international perspective, similar studies should be con-
ducted in other countries.

Seven women participated in this study, which might be a weakness of the
study. Their mail addresses were collected in 2017, when we carried out our pre-
vious study (Sormunen et al., 2020). Several of the mail addresses were not func-
tioning when contacting them again in 2020. Malterud et al. (Malterud et al,
2016), propose the concept of information power to guide satisfactory sample
size in qualitative studies. Information power depends on the aim of the study,

sample specificity, use of established theory, quality of dialogue and analysis

DOI: 10.4236/jss.2021.95020

391 Open Journal of Social Sciences


https://doi.org/10.4236/jss.2021.95020

T. Sormunen et al.

strategy. The aim of this study was to describe infertile women’s experiences of
using social media focusing on infertility. This aim can be considered as quite
narrow and therefore seven participants were enough to address it. Regarding
sample specificity, the participants had characteristics that are highly specific for
the study aim. The quality of interview dialogue depends on interaction between
researcher and participant (Malterud et al., 2016), and in the present study the
communication was clear and strong. Thematic analysis was used to analyze the
data and the ambition was not to cover the whole range of phenomena, but to
present patterns appropriate to the study aim.

Due to the COVID-19 pandemic, the data were collected utilizing telephone
interviews. Creswell & Poth (2016) point out that using telephone interviews is
suitable when the respondents cannot be accessed otherwise. Some methodolog-
ical strengths of qualitative telephone interviews are, e.g. increased privacy for
respondents, perceived anonymity and reduced distraction (Lechuga, 2012).
Consequently, telephone interviews were appropriate to study this vulnerable
group and make their voices heard. Guest et al. (2006) advocate the view that
from one interview upwards is satisfactory for a qualitative study, depending on
the target audience characteristics, expertise of the participants and research

scope.

6. Conclusion

The use of social media focusing on infertility was experienced as positive and
supportive. Also, the forums could be used for instant information seeking and
finding persons in similar situations. The age of the forum members and for
whom the forum is intended geographically, may be central criteria when se-

lecting a forum focusing on infertility.

Relevance to the Clinical Practice

It is essential for personnel at clinics to assess whether persons with infertility
are adequately supported.
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