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POPULAR SCIENCE SUMMARY OF THE THESIS 
Involuntary childlessness, infertility, is defined as the inability to conceive after one year of 
sexual intercourse, or to produce a pregnancy resulting in a living child. It is estimated to 
affect 8-10 percent of couples in Sweden. Infertility is investigated and treated as a medical 
problem while couples experience it as psychologically stressful and a social problem, often 
with existential elements. The Internet enables people with infertility to seek information and 
support through various social media, such as blogs. The importance of the Internet is 
increasing and gives individuals the opportunity to be more prepared for various 
examinations, tests, and treatments than before, but can also be a source of misinformation. 
The aim of this thesis was to explore and describe communication, coping and social 
networking regarding infertility from a lifeworld perspective. 

Study I aimed to explore infertility-related communication and coping strategies among 
women affected by primary or secondary fertility problems. The participants consisted of two 
groups: women who were trying to have their first child (primary infertility) and those who 
already had a previous child and were trying to have an additional child (secondary 
infertility). Most of the women, in both groups, were able to discuss infertility-related topics 
with their spouse. However, inability to have a child, the reasons for childlessness and results 
of tests and examinations could not be discussed. Coping strategies used were avoiding being 
in the company of pregnant women or women who had children, or leaving exiting when 
people discussed pregnancies or children.  

In Study II the aim was to gain insight into which infertility-related issues are discussed on 
Swedish infertility blogs. The blogs were written by women and most were anonymous. The 
bloggers often discussed infertility with reference to emotions, relations, time and waiting, 
body, care and treatment, food and diet, and exercise. Several women reported that if they 
were not able to discuss infertility issues with their spouse or friends, blogging provided a 
place where they could express themselves. Spousal relationships could also be affected 
negatively by infertility, as the women experienced that their partner could not fully 
understand the affect fertility treatments have on the female body. 

The aim of Study III was to explore the roles of social media for persons affected by 
infertility. The majority of the participants were women. They reported that the key benefits 
of social media, focused on infertility, were solidarity, information, to get and give support, 
and understanding infertility. Some of the negative experiences were, becoming emotionally 
affected by treatment failures of the other forum members, and tips and advice not always 
being evidence based. The impact of infertility was described as being left fragmented, with 
feelings of disconnectedness. 

Study IV aimed to describe women’s experiences of using social media focusing on 
infertility. The main reasons for using social media were information seeking and fellowship. 
For example, information about how others have received help, which treatments have been 
used, if others have succeeded in getting pregnant and how they have felt during 
investigations and treatment, were valued. The majority of the participants that used 
Facebook were members in closed groups. Social media focusing on infertility were 
described as invaluable.  



POPULÄRVETENSKAPLIG SAMMANFATTNING 
(SUMMARY IN SWEDISH) 
Ofrivillig barnlöshet, infertilitet, definieras som oförmågan att bli gravid efter ett års sexuell 
relation eller oförmåga att frambringa en graviditet till ett levande barn. Infertilitet uppskattas 
påverka 8–10 procent av par i Sverige och utreds och behandlas som ett medicinskt problem. 
Däremot upplever individen infertilitet som psykiskt stressande och ett socialt problem. 
Spridning av Internet gör det möjligt för personer med infertilitet att söka information och 
stöd via olika sociala medier, såsom bloggar. Internets betydelse ökar och ger individer 
möjlighet att vara mer förberedda på olika undersökningar, tester och behandlingar än 
tidigare, men kan också vara en källa till felaktig information. Syftet med denna avhandling 
var att utforska och beskriva kommunikation, strategier för livshantering och socialt 
nätverkande bland kvinnor med infertilitet ur ett livsvärldsperspektiv. 

Studie I syftade till att utforska infertilitetsrelaterad kommunikation och strategier för 
livshantering bland kvinnor som drabbats av primära eller sekundära fertilitetsproblem. 
Deltagarna består av två grupper: kvinnor som försöker få sitt första barn (primär infertilitet) 
samt kvinnor som redan har ett barn och försöker få ett ytterligare barn (sekundär infertilitet). 
De flesta kvinnorna, i båda grupperna, kunde diskutera infertilitetsrelaterade ämnen med sin 
make. Oförmåga att få barn, orsakerna till barnlöshet samt resultat av test och undersökningar 
kunde dock inte diskuteras. De hanteringsstrategier som användes var att undvika att vara i 
sällskap med andra gravida kvinnor eller kvinnor som hade barn. Ytterligare strategi vara 
lämna platsen när det diskuterades graviditeter eller barn. 

I studie II var syftet att få inblick i vilka infertilitetsrelaterade frågor som diskuteras på 
svenska infertilitetsbloggar. Bloggarna var skrivna av kvinnor och de flesta av var anonyma. I 
bloggarna diskuterades det flitigt om infertilitet i relation till känslor, relationer, tid, väntan, 
kropp, vård, behandling, mat, kost och motion. Flera kvinnor rapporterade att om de inte 
kunde diskutera frågor relaterade till infertilitet med sin make eller vänner, var bloggning en 
plats där de kunde bearbeta dessa ämnen. Förhållandet med partners kunde också påverkas 
negativt av infertilitet, eftersom kvinnorna upplevde att deras partner inte förstod hur 
fertilitetsbehandlingar påverkar kroppen. 

Syftet med studie III var att utforska betydelsen av sociala medier för personer som drabbats 
av infertilitet. Majoriteten av deltagarna var kvinnor. De viktigaste fördelarna med sociala 
medier som fokuserade på infertilitet var solidaritet, information, att få och ge stöd samt 
förstå innebörden av infertilitet. Några av de negativa upplevelserna var att kvinnorna blev 
känslomässigt påverkade av de behandlingar som misslyckades hos övriga medlemmar i detta 
forum och tips och råd som mottogs var inte alltid evidensbaserade. Effekten av infertilitet 
beskrevs som att vara fragmenterad och med känslor av utanförskap. 

Studie IV syftade till att beskriva kvinnors erfarenheter av att använda sociala medier med 
fokus på infertilitet. De främsta anledningarna till att använda sociala medier med detta fokus 
var informationssökning och gemenskap. Till exempel uppskattades information om hur 
andra har fått hjälp, vilka behandlingar som har använts, om andra har lyckats bli gravida och 
hur de har haft det under utredning och behandling. Majoriteten av deltagarna som använde 
Facebook var medlemmar i slutna grupper. Sociala medier med fokus på infertilitet beskrevs 
som ovärderliga för dem. 



 

 

YHTEENVETO SUOMEKSI (SUMMARY IN FINNISH) 
Tahaton lapsettomuus, määritellään siten että raskaus ei ole alkanut 12 kuukauden 
suojaamattomien yhdyntöjen jälkeen tai nainen ei kykene kantamaan sikiötä täysiaikaiseksi. 
Ruotsissa lapsettomuudesta kärsii arviolta 8 – 10 prosenttia pariskunnista. Vaikkakin 
lapsettomuutta tutkitaan ja käsitellään lääketieteellisellä kentällä, on lapsettomuus sitä kokeville 
monisäikeinen ongelma, joka koskettaa kaikkia elämänalueita. Se on myös heille sosiaalinen 
ongelma, joka herättää ihmiselämään kuuluvia eksistentiaalisia peruskysymyksiä. Sosiaaliset 
mediat, kuten blogit internetissä mahdollistavat tietoa ja tukea kysymyksiin lapsettomuudesta. 
Sosiaalisen median merkitys on kasvussa, koska se antaa ihmisille mahdollisuuden varautua 
erilaisiin lapsettomuuteen liittyviin tutkimuksiin, testeihin ja hoitoihin. Erilaiset sosiaaliset 
mediat, kuten blogit voivat olla myös väärän tiedon lähteenä. Väitöskirjan tutkimuspäämääränä 
oli tutkia ja kuvata tahattomasti lapsettomien naisten viestintää, selviytymistä (coping) ja 
sosiaalista verkostoitumista elämismaailman näkökulmasta. 

Tutkimus I. Tarkoituksena oli tutkia hedelmättömyyteen liittyviä viestintä- ja 
selviytymisstrategioita primaari- ja sekundaarilapsettomien naisten keskuudessa. Tutkimukseen 
osallistui naisia, jotka yrittivät saada ensimmäistä lastaan (primaari lapsettomuus), sekä naisia, 
jotka yrittivät saada lisää lapsia (sekundaari lapsettomuus). Suurin osa naisista molemmissa 
ryhmissä pystyi keskustelemaan lapsettomuuteen liittyvistä aiheista puolisonsa kanssa yleisellä 
tasolla. Puolison kanssa ei kuitenkaan voitu lähemmin keskustella omasta kyvyttömyydestä saada 
lasta. Naiset kuvasivat tilannettaan niin että keskusteluja lapsettomuuden syistä tai testien ja 
tutkimusten tuloksista kotona välteltiin. Yksi selviytymisstrategioista oli raskaana olevien naisten 
tai lasten saaneiden naisten seuran välttäminen. 

Tutkimuksessa II tavoitteena oli saada käsitys siitä, mistä hedelmättömyyteen liittyvistä asioista 
keskustellaan ruotsalaisissa lapsettomuusblogeissa. Blogit olivat naisten kirjoittamia, ja suurin osa 
anonyymejä. Blogien keskustelut liittyivät lapsettomuuden tunteisiin, ihmissuhteisiin, aikaan ja 
odottamiseen, kehoon, hoitoihin, ruoan, ruokavalioon sekä liikuntaan. Useat blogien aiheet 
käsittelivät lapsettomuuteen liittyviä asioita, joista ei ollut kyetty keskustelemaan ystävien tai 
puolison kanssa. Naisten mukaan kumppaneiden ymmärrys hedelmällisyyshoitojen mukanaan 
tuomista vaikutuksista on puutteellista. 

Tutkimuksen III tavoitteena oli tutkia sosiaalisen median merkitystä tahattomasti lapsettomien 
naisten keskuudessa. He kertoivat, että näiden sosiaalisten medioiden tärkeimmät edut olivat 
solidaarisuus ja tiedon ylläpito. Sosiaalisen median avulla saadaan tukea, annetaan tukea sekä ne 
auttavat lapsettomuuden ymmärtämisessä. Sosiaalisen median emotionaalinen vaikutus voi olla 
myös kielteistä, esimerkiksi silloin kun toisten foorumin jäsenten hoidot epäonnistuvat. 
Sosiaalisessa mediassa jaetut vinkit eivät aina myöskään perustu faktatietoon. Naisten mukaan 
blogeissa voidaan käsitellä niitä hajanaisuuden sekä syrjäytymisen tunteita ja kokemuksia, jotka 
liittyvät tahattoman lapsettomuuden elämismaailmaan. 

Tutkimuksen IV tarkoituksena oli kuvata naisten kokemuksia lapsettomuuteen keskittyvän 
sosiaalisen median käytöstä. Suurin osa Facebookia käyttäneistä osallistujista oli suljettujen 
ryhmien jäseniä. Lapsettomuuteen keskittyvän sosiaalisen median käytön pääasiallisina 
motiiveina olivat tiedonhaku ja yhteenkuuluvuus. Tietoa haetaan siitä, miten muut ovat saaneet 
apua ja mitä hoitoja on käytetty, sekä kuinka niissä on onnistuttu. Kokemuksia ja tunteita 
tutkimuksista ja hoidoista sekä raskaaksi tulosta ovat tärkeitä näkökulmia lapsettomuuteen 
keskittyvän sosiaalisen median käyttäjille. Lapsettomuuteen keskittyvää sosiaalista mediaa 
kuvattiin korvaamattomaksi. 
  



ABSTRACT 
Infertility is a worldwide problem and is experienced as psychologically stressful. 
Communication about infertility varies depending on clinical aspects, personal 
relationships, and culture. The aim of this thesis was to explore and describe 
communication, coping and social networking among infertile women from a lifeworld 
perspective. 

Study I explored infertility-related communication and coping strategies among women 
affected by primary or secondary fertility problems. Structured self-administered 
questionnaires, administered between January and May 2012, yielded 199 responses. The 
questionnaire consisted of Likert scale items which were analysed with descriptive statistics 
and by using the Chi-square test for independence. Twice as many women with secondary 
infertility acknowledged that they never talked about the causes or results of tests and 
examinations with other persons, compared to women with primary infertility.  

In Study II the aim was to gain insight into which infertility-related issues are discussed on 
Swedish infertility blogs. A total of 4,508 postings from 25 infertility blogs were retrieved, 
from May to September 2017. An interactive quantitative-qualitative content analysis was 
performed using the automated text analysis tool, Gavagai Explorer, developed for analysis 
of large sets of textual data. A sentiment analysis was performed as the tool provides 
sentiment scores of the data indicating whether the bloggers were writing positively or 
negatively about a topic. All blogs were written by women and the analysis crystallized into 
the following topics: Emotions, Relations, Time and waiting, Body, Care and treatment, 
Food and diet and Exercise. The Body topic stood out by having more negative than 
positive sentiment. 

Study III explored infertile individuals’ experiences regarding the use and role of online 
social media, experiences from participating in online social media and experiences of 
infertility. A web-based questionnaire, linked to the bulletin boards of six closed online 
social media groups, during the fall of 2017, yielded 132 responses. A majority of the 
participants were female, and the questionnaire was answered mostly through Facebook. Of 
the participants, 60 percent participated in online social media focussed on infertility once a 
day or more, and 50 percent devoted from one to three hours weekly to these forums, with 
40 percent making no postings. 

Study IV was a qualitative study based on seven telephone interviews describing women’s 
experiences of using social media focusing on infertility. The interviews were conducted 
between June 2020 and November 2020 and were analysed with thematic analysis. Two 
themes were devolved: Invaluable venue and Opportunity of choice. Different forums were 
used depending where in the treatment process the women were. Further, decisions about 
the choices of groups were also based on the targeted age groups and geographical 
locations of the participants. 
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1 INTRODUCTION 
Infertility is defined as the inability of heterosexual couples of reproductive age to conceive, 

or to bring a pregnancy to term, after 12 months of unprotected intercourse. Infertility is 

estimated to affect between 8 and 12 percent of reproductive age couples globally, also in 

Sweden.  

This thesis is delimited to women who are affected by infertility and are living in Sweden. 

Other subjects unrelated to infertility will not be considered since the focus was to explore 

and describe communication, coping and social networking among infertile persons from a 

lifeworld perspective, and not to investigate and describe medical investigations and 

different  treatments options that are used in infertility treatments. There are various family 

constellations in society, such as one parent households and same sex- couples. However, in 

this thesis the studies are framed from the perspective of infertile women living in a 

heterosexual relationship.   

This thesis comprises four empirical studies; Infertility-related communication and coping 

were measured on a Likert-type scale with an instrument designed specifically for Study I. 

By utilizing the text analysis tool Gavagai Explorer, in Study II, the topics of discussion on 

the multitude of infertility blogs were identified. The roles of social media for persons 

affected by infertility were studied with an instrument specially designed for Study III, on 

matrix, multiple choice and open-ended essays or free-text questions. In Study IV the 

infertile women’s experiences of using social media focusing on infertility were studied using 

semi-structured telephone interviews.  

This doctoral thesis contributes to the understanding and knowledge of communication, 

coping and social networking among infertile women. Understanding experiences of those 

suffering from infertility is a precondition for providing high quality care. The introductory 

section is followed by a presentation of central concepts and research connected to the topic 

under discussion.  
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2 LITERATURE REVIEW 
INFERTILITY 

 

Fertility is a significant aspect of reproductive health, and infertility is recognized as a global 

public health concern by the World Health Organization [WHO] (1). Couples going through 

infertility treatments are repeatedly exposed to long-term, time-consuming and distressing 

treatment schedules, living with frustration, fear and hope (2). The clinical definition of 

infertility, according to WHO, is “the inability of a sexually active, non-contracepting couple 

to achieve pregnancy in one year”. A woman who is never able to bear a child, either due to 

the inability to become pregnant or the inability to carry a pregnancy to a live birth is 

classified as suffering from primary infertility. Hence, a woman whose pregnancy 

spontaneously miscarries, or whose pregnancy results in a still born baby, without ever 

having had a live birth would present with primarily infertility. Secondary infertility is 

defined as, infertility in a woman who has had one or more previous pregnancies (3). The 

American Society for Reproductive Medicine [ASRM] defines infertility as the result of a 

disease (a cessation, an interruption, or disorder of body functions, organs or systems) of the 

female or male reproductive tract which hinders the conception of a child or inhibits the 

capacity to carry a gestation to delivery. The period of unprotected sex with failure to 

conceive should be approximately 12 months before an infertility assessment is commenced, 

unless age, medical history or physical findings dictate earlier assessment and treatment (4). 

Globally, secondary infertility is the most common form of female infertility (5). 

In Sweden, infertility affects approximately 8 to10 percent of couples of reproductive age. 

Two-thirds of those who wish to get pregnant, can have a child after investigation and 

treatment. About 20,000 in vitro fertilisation [IVF] treatments, with own or donated gametes, 

are performed annually in Sweden and approximately 5,000 children are born due to the 

treatments, which accounts for four percent of all children born annually in Sweden (6). 

Currently, no national register exists on pregnancies or deliveries following treatments like 

ovarian stimulation or intrauterine insemination within the couple, performed at gynaecology 

clinics. Surrogates and donations abroad are also not represented in this data (6). Infertility is 

estimated to affect between 8 and 10 percent of reproductive-aged couples (7), equalling 

approximately 48.5 million couples worldwide (8). In Sweden, assisted reproduction, with 

donated eggs and/or sperm from a donor and treatment with a donated fertilized egg, are 

permitted for heterosexual couples, women in same-sex relationships and single women. 
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Surrogacy is not allowed (9,10). A maximum of three full IVF cycles leading to the couple’s 

first child is reimbursed by the Swedish General Healthcare system (11). The European 

Society of Human Reproduction and Embryology [ESHRE] is a main stakeholder for the 

Council of Europe and the EU in the field of medically assisted reproduction (12).   

Risk factors and reasons   

Ageing is the predominant factor with the strongest association with infertility. Ageing 

decreases females’ chances to become pregnant, increases the risk of miscarriage and of 

having a child with genetic deviation (13). It is generally agreed that female fertility declines 

with age, starting in the mid-thirties, due, for example, to decreasing oocyte numbers (14). 

Reproductive ageing is a normal process of falling fecundability as the women ages. 

However, the rate at which women pass through these stages is individual (15). Loss of 

ovarian function is not pathological but rather an unavoidable consequence of ageing and 

ultimately inevitable (16). Increasing paternal age over 40 years is also associated with 

reduced fertility, due to decreasing semen quality, genetic factors and endocrinological 

changes, such as falling androgen levels (17). 

Potential behavioural and environmental risk factors for reduced fertility consist of: tobacco 

and alcohol use, poor nutrition, sexually transmitted infections (STI) caused by unsafe sex, 

weight gain or loss and environmental hazards. Sexually transmitted infections, such as 

chlamydia, impact fertility in both women and men (13). Cancer treatments, such as 

chemotherapy and radiation may interfere with the reproductive process (18,19). Modifiable 

factors, for example, smoking and weight have a negative effect on fertility and assisted 

reproductive technologies (20). Tobacco smoking may contribute to several aspects of 

menstrual dysfunction, such as menstrual irregularity, dysmenorrhea (painful periods), 

intermenstrual bleeding and secondary amenorrhea (absence of menstruation) (21). Further, 

smoking affects ovarian follicle maturation, embryo transport, uterine blood circulation and 

endometrial receptivity (22). Smoking has harmful effects on male fertility, by causing a 

lower sperm count and an increase in the number of morphological defects in sperm (23).  

Overweight may affect female fertility by a number of aspects, such as weakening of ovarian 

follicles’ development, qualitative and quantitative defects of oocyte development, altered 

fertilization, disrupted meiosis and mitochondrial dynamics imbalances leading to atypical 

embryo preimplantation (24). The hormonal changes in obese men, including elevated 

oestrogen and lower testosterone levels, may cause changes in sperm parameters such as 

abnormal morphology (20).  
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There is evidence that certain environmental chemicals, such as, heavy metals including lead, 

organic solvents, for instance, toluene and endocrine disrupting chemicals such as ethane, can 

impact fertility adversely (25). Alarming reports have been presented claiming a decrease in 

sperm concentration, for instance, for European men, of 32,5 percent during the past 50 years 

(26). High levels of stress in women can lead to decreased fecundability (27), and stress in 

men may impair testicular function (28). The circadian rhythm is regulated by the 

endogenous biological environment and melatonin modulates the sleep-wake cycle (29). 

Melatonin may also be important for both development of sperm cells and maturation of the 

follicles (30). Use of illicit drugs can negatively impact fertility by acting on the body 

systems responsible for reproduction (31). Environmental and lifestyle risk factors are 

illustrated in figure 1. 

 

Figure 1. Various environmental and lifestyle aspects that may affect fertility 

 

Female factors 

According to WHO, ovulation disorders, such as polycystic ovarian syndrome [PCOS] and 

amenorrhea, are the cause of infertility in approximately 25 percent of couples who have 

difficulty conceiving. These disorders are characterized by ovulation disorders and irregular 

menstrual patterns (32). Endometriosis is a common condition which may cause infertility.  
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Endometriosis tissue like the uterine endometrium is located outside the uterine cavity. 

According to the ASRM, 30 to 50 percent of women with endometriosis may experience 

infertility (18). Both ovulatory dysfunction and endometriosis may have a familial 

predisposition, and likely a genetic basis (33). Further, congenital abnormalities of the female 

genital system (34) and acquired defects in the uterine cavity and fallopian tubes may lead to 

infertility (35). Additionally, cancer therapy may have a negative impact (36).  

Male factors 

Infertility in men can be caused by low number- and poor functioning of sperm, such as 

shape and mobility. Hormonal disorders may lead to low production of sperms, which 

contributes to difficulty in fertilization. Additionally, genetic disorders can be the reason for 

male infertility (13). Ejaculatory disorders, impotence and immunological disorders, 

including diabetes mellitus are other contributors to male infertility (37). Use of anabolic 

steroids is associated with declined fertility in men (38). Loss of genetic material or mutations 

may be one of the major factors (39).  

Unexplained and multiple factors 

Infertility in couples, where the infertility work-up is normal, is diagnosed with unexplained 

infertility (40). To receive a multiple factor infertility diagnosis, one or more female/male 

reasons for infertility are diagnosed together (41). 

TREATMENT OF INFERTILITY  

Diagnosis 

In Sweden, infertility investigations are provided by both private and public healthcare. 

Clinics’ evaluations of both physiological and psychological conditions are included in the 

infertility investigation (11). Identifying the cause of infertility can be a long and sensitive 

process and may be time consuming. Initially, an infertile couple must undergo a diagnostic 

interview, including both partners’ health and medical history (42). Couples will also undergo 

a physical examination to evaluate physical disorders that may cause infertility (43). Further, 

diagnostic procedures, both laboratory tests and ultrasound investigations, are normally 

performed in order to reveal the cause (44).  

Treatment options  

Treatments for infertility are chosen based on the contributing infertility factor, the duration 

of infertility and the age of the female partner.  
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Infertility can be treated with drugs, or in combination with intrauterine insemination [IUI] 

and assisted reproductive technologies [ART]. Fertility medication can be used, for instance, 

to stimulate or regulate ovulation (45).  

IUI entails placing sperm inside the woman’s uterus to enable fertilization. By increasing the 

number of sperm that reaches the fallopian tubes the chance of fertilisation increases. IUI 

requires a sperm to reach and fertilise the egg on its own. The most common reasons for IUI 

are decreased sperm mobility and low sperm count. In the laboratory the semen sample is 

washed to separate the semen from the seminal fluid and, using a catheter, the sperm is 

inserted directly into the uterus (46). IVF is a technique where ovarian hyperstimulation leads 

to the development of several follicles containing oocytes. The oocyte retrieval follows a 

pretreatment with drugs leading to maturation of the follicles. Oocytes are retrieved by 

ultrasound-guided aspiration of the follicles, and then fertilized and incubated in specialized 

laboratories prior to embryo transfer (47).  

THE EXPERIENCE OF INFERTILITY 

Infertility is a medical condition with psychological consequences (48). The experience of 

infertility can be unforeseen, traumatic, and regarded as a life changing experience. It can 

result in feelings of loss and grief (49) that may affect the relationship with the partner (50). 

The sense of shame and loss can develop into depression (51,52) and even suicidal thoughts 

(53). Both infertility and infertility treatment cause stress for those affected (48) and make 

them vulnerable to stress (54). 

Infertility is not just a medical condition but also an emotional and social condition, in which 

a shift in emphasis has occurred from coping with infertility through social means (e.g. 

participating in bringing up the children of others) to reliance on medical interventions, even 

if accessing them can be difficult. This process is called “medicalization of infertility”, where 

childless persons become patients, undergoing medical treatments, and undertaking an often 

passive role as a patient, in physician - patient interactions (55). During fertility treatment, the 

couple’s sexual life can turn into the execution of a reproduction plan, rather than one 

characterised by intimacy and desire (56). Fertility treatment invades the most private 

domains of a couple’s relationship (57). 

Infertility is similar to other major life stressors such as bereavement, chronic disease and 

divorce (58). Yet, successful treatment can come at high emotional cost.  
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Compared to infertile men, women affected by infertility experience greater psychological 

distress (59), score lower on self-esteem, are more depressed (60), and report lower life 

satisfaction (61). Furthermore, women affected by infertility are more likely to blame 

themselves for their infertility (62) and to regard childlessness as unacceptable (63). 

However, results from a Danish study show that women and men undergoing infertility 

treatment experience equally high distress levels, related to personal and social expectations 

(64) and social norms (65). An inability to have children may cause not only difficulties in 

the individuals´ lifeworld, but also affect their ability achieving a potential social role as a 

parent (48). Infertility can affect how a person communicates in social fields, such as within 

their family and workplace (66). 

COMMUNICATION 

Communication is the process by which information or messages are sent from person or 

place to another (67), for example, by speaking, writing or gesturing (68). The term 

communication is derived from the Latin word, communis, which means common. This 

definition underlines the fact that unless a common understanding results from the exchange 

of information, there is no communication (69). Communication is crucial to human life, 

concerns all human beings and plays an important role in our daily lives (70). Non-verbal 

communication, such as facial expressions and gestures, is one component in communication 

that we control directly. A book is a medium of communication and consists of words, 

drawings, and pictures. Communication is something which makes connections and is 

experienced as an activity. Communicating is something we learn to do (71). We 

communicate in order to survive, co-operate and to satisfy our personal needs (72). 

Communication is intertwined with all human life. Communication is an integral part of 

everyday actions engaged in while coping with life (73).  

In order to communicate with each other in a meaningful way, there must be access to 

common code. Language is the most important code. When spoken or written language is not 

enough, body language is needed. This too is a code, albeit a less formal one. Various kinds 

of media are used to communicate. With the help of media, the conditions for communication 

have changed throughout history. It has become easier to send messages over large distances. 

The media have also created an abundance of information that can be difficult to handle. All 

communication takes place between people and often reflects the individual’s position in 

society. Material and cultural assets and status govern the extent to which the individual can 

control her/his own communication (74). 
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A new mode of communication has been created by the internet (75) and has unique 

characteristics including anonymity, text-based communication and the ability to transcend 

geographical and temporal barriers (76). Kozinets (77) explains that on-line communication 

is a part of modern life. Online communication encourages the expressions of emotions and 

the input of emotional messages, thereupon strengthening and promoting social ties between 

users, forming a structure of relationships very much alike to ties between friends and family, 

all happening without participants being physically present (78). Written communication 

includes any form of interaction that makes use of the written word. Writing enables the 

person to discover and give voice to existing emotions (79) and generates new meanings and 

new emotions that are formed through writing itself (80).  

COPING  

Coping means to manage a challenging situation successfully (81). Cohen and Lazarus define 

coping as,” the special mobilization of effort and the drawing upon unused resources or 

potentials, and always involves some type of stress” (82). There are two key functions for 

coping skills. First, they are used to change the demanding circumstances for the better, either 

by adjusting the threatening environment or by changing one’s own inappropriate actions. 

Secondly, coping skills are used to deal with the physiological and psychological outcome of  

stress-related emotions themselves, so that individuals are able to function or maintain morale 

(83). The success of the coping effort depends on the individual, on the type of stress, and the 

circumstances (84).  

Chronic illness takes place in an interpersonal context. The illness affects both the person and 

their social environment. A partner is a significant member of the person’s social world (85) 

and is also affected by the illness. This, in turn, has the potential to affect the patient’s ability 

to adapt. The coping of the patient and partners is inseparable (86).   

In health care, coping and coping strategies are well-known concepts. When a person suffers 

from severe illness or other life changes, they need to have strategies to cope with the 

situation. There are several different coping strategies and these change over time (87) i.e. 

age-related changes (88). Some examples are to: seek the facts, talk, try to forget, help others, 

outdoor activities, exercise, practice yoga or mindfulness, drink alcohol, or accept the 

situation (87). Therapies, such as psychological counselling (89), cognitive behavioral 

therapy (90) can be used to cope with the effects of infertility.   
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Coping skills in women with infertility  

Infertility is experienced as one of the most stressful life events (91) and causes increased 

distress (92). It is therefore crucial to acknowledge how women manage this experience. 

Benyamini et al. (93) point out that there are three major strategies regarding the infertility 

experience. Firstly, in the relationship coping consists of seeking spousal support. Secondly, 

the avoidance dimension of coping includes, for instance aspects of denial, self-blame, social 

isolation, and acceptance. Thirdly, practical management, for example, seeking social 

support, faith, and information-seeking. A Danish study revealed that infertile women who 

used meaning-based coping, such as finding marriage more valuable and identifying other 

life goals, predicted low fertility-problem stress in the marital and personal domain (66).  

Coping is not only individual process, namely, how one partner copes with the impact of 

infertility on her or his own level of  distress, but also a couple process, that is, how one 

partner copes affects the other partner’s level of distress and also the functioning of the 

relationship (94). There is evidence that heterosexual women and men may differ in their 

response to infertility, partly stemming from the fact that most fertility treatments are directed 

at the woman (91,93). It is the woman who becomes pregnant, and women bear the burden of 

physical pain, the lifestyle interruption and side effects of drugs (95,96). This places a male 

partner in a secondary role (97). Gender differences in coping become differentiated in the 

context of infertility-related stress, as women may feel the need to share emotional reactions, 

while men try to distance themselves from the problem (98).   

Coping and social support 

Social support plays an imperative part in the process of managing illness (99). Computer- 

mediated support contexts, like blogs, are significant in many ways, by providing information 

and solidarity (100). Blogs can offer an alternative forum when family and friends, generally 

regarded as critical support sources, are unable to provide satisfactory support (101).  

 A blog or Facebook group run by the individual who is ill is an active and problem-focused 

form of coping. In such a forum, the writer can share their feelings, grief, and joy, worry and 

anxiety. He or she can help others in the same situation. The writer receives confirmation, 

support, encouragement, and advice. There are several examples of support blogs and 

Facebook activity which provide support for persons who are sick; often this support cannot 

be replaced by anything else. A blog can be regarded as good for both the individual and for 

the national economy. It can be viewed as one hundred percent self-care (87). 
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Blogs are associated with several benefits for the individual, for instance, social support, 

empowerment, and better health (102).  

SOCIAL NETWORKING 

According to the Oxford Dictionary (103), social networking is defined as,” the use of 

dedicated websites and applications to interact with other users or to find people with 

similar interest to one’s own”. Gunawardena et al. define social networking as the practice 

of expanding knowledge (104). Research indicates that the use of Internet communication 

can be effective at building high-quality friendships and has a positive effect on health 

(105). Previous studies have revealed that communication over the Internet supplements 

other forms of communication (106). Social networking is linked to technological software 

and services that allow individuals to communicate with each other at any time and from 

anywhere in the world (104). The Internet, from its initial stages, has been a platform where 

human beings can communicate with each other (107).  

The Internet  

During the past two decades, the Internet has developed into the most complete electronic 

archive of written material and has entirely transformed the way people live their lives, 

communicate and access information. The daily flow of new information accessible online 

represents a large spectrum of present opinions, viewpoints, events, and online communities 

that allow anyone to have an active voice. Social networking sites like Instagram, Twitter, 

Facebook and illness blogs have developed as popular media for patients (108).  

In January 2020, nearly 59 percent (4.574 millions) of the world’s population were using the 

Internet (109), and in 2019 there were a total of 2.5 billion active users of Facebook (110). In 

2019, 98 percent of the population in Sweden had access to the Internet and 74 percent had a 

Facebook account. In Sweden, Internet users are spending an average of 13.8 hours per week 

online at home (111). In Europe, 70 percent of the Internet users use the Internet for health 

purposes (112).  

SOCIAL MEDIA  

Social media are Internet-based tools that allow communities and persons to meet and share 

personal messages, images, ideas and to collaborate in real time with other users (113).  
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The evolution of social media from 1969 and onwards reveals that the early social platforms 

competed. However, at the beginning of 21st century, forums competed more for audience 

attention and time, and less with each other (114).  

Using social media is also referred to as social networking or Web 2.0 (115). There has been 

a rapid and steep rise in the number of social networks online. Individuals with mutual 

interests gather digitally to share experiences or to provide self-help and support. Cyber 

communities are used in health care, where they generally gather around health-related 

conditions such as coping with disease (116). Social media can help patients become well 

informed and active, and health outcomes can be improved by Internet support processes 

(117). In 2018, 71 percent of the population in Sweden (age 9 to 79 years) used various social 

media daily (118).  

Social media can be used by health care and health care professionals to reach patients and 

the general population as part of patient education, public health programs, patient care or 

organizational promotion (119). For patients to be able to be involved in decision-making 

regarding their healthcare they need to acquire knowledge and build up confidence (120). 

Social media can contribute to such involvement by connecting patients to healthcare 

through, e.g., enabling access to information quickly and by answering questions of various 

topics. The emerging utilization of social media in healthcare may affect the relationship 

between the patient and healthcare professional both positively and negatively – one positive 

effect is that it may lead to more equal communication between the patient and healthcare 

professional (121). But patients may also have other motives for using social media and they 

may use other social network sites than health professionals do (122). 

Social media sites offer a mixture of features that serve different purposes for the user (123). 

These may include social networks (for example Facebook and LinkedIn), blogs (such as 

Twitter), information/knowledge aggregation (for instance Wikipedia) and virtual reality and 

gaming environments (such as Second Life) (124). Flashback Forum is the biggest Internet 

forum in Sweden, with more than one million members (https://www.flashback.org/). The 

Snapchat forum differs from other networks in that it has a characteristically transient, 

whereby any message is automatically deleted shortly after the receiver has viewed it, 

allowing an increased experience of perceived privacy and safety online (125). User 

generated content [UGC] can be counted as the sum of all ways in which people make use of 

social media.  
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UGC must meet the following requirements; first, it must be available on a publicly 

accessible website or a social networking site; second, it must show a certain amount of 

creative capability; and third, it must have been established outside of professional practices 

and routines (126). Electronic mail (e-mail) and text messages are not included under the 

category of  social media because they are private and addressed to one person, and standard 

websites are not regarded as social as the viewers do not create, or add to, the content (127).    

Social media can be further defined as a framework which consists of seven building blocks: 

conversations, identity, presence, sharing, groups, relationships, and reputation (128). The 

conversation element of the framework features the extent to which users interact with other 

users in a social media setting. Many of the social media sites are constructed to facilitate 

conversations among groups and individuals. The goals of these conversations are varied and 

are used to meet like-minded individuals. In addition to this, others use social media to make 

their message heard (129). 

The identity segment outlines the extent to which users reveal their identities. This can consist 

of revealing information, such as gender, age, location, occupation and even information that 

describes users in specific ways (128). Uncovering of a user’s identity can occur through the 

unconscious or conscious “self-disclosure” of personal information such as emotions and 

opinions (130). The presence part of the framework represents the extent to which users can 

know if the other users are accessible. It covers knowing where the other users are in the real 

or/and in the virtual world and whether they are accessible (128).  

Sharing features, the extent to which users exchange, obtain and distribute information. The 

word “social” implies that exchanges among individuals are necessary. In the majority of 

cases, sociality is about the objects that mediate the ties between individuals (131). The 

groups aspect of the framework refers to the extent to which users can build communities. 

The more social a network turns out to be, the larger the group of contacts, followers and 

friends become. Groups in social media are more than a registering of users. Focus lies on 

specific permissions for different group membership contents and activities. There is no 

consensus on how groups accept members and how they share authentic information within 

the group and possible sub-groups (128). 

The relationships section of the framework outlines the extent to which users can relate to 

each other; users have some form of association that motivates them to communicate, meet, 

share objects of sociality or list each other as fan or friend. Reputation refers to the extent to 

which users can identify the standing of others and themselves in a social media setting.  



 

 14 

In social media, reputation refers both to individuals and content, which is evaluated using 

content voting systems (128). According to Ritzer and Jurgenson (2012) social media is 

considered a key characteristic of the cybernetic revolution (132). There are more than 1.6 

billion social network users globally (133). According to Quinn (134) there is a gulf between 

self-reported privacy attitudes and concrete privacy behaviours among social media users, a 

willingness to trade privacy for social goals.  

Blogs  

According to the Merriam-Webster online dictionary, a blog is defined as a, “website that 

contains online personal reflections, comments, and often hyperlinks, videos, and 

photographs provided by the writer”, and - “a regular feature appearing as part of an online 

publication that typically relates to a particular topic and consists of articles and personal 

commentary by one or more authors” (135). In January 2020, approximately 600 million 

blogs existed globally (136). Blogs represent the earliest form of social media and are unique 

types of websites that usually display date-stamped entries in reverse chronological order 

(126). Blogs have become popular as they are considered easy to start and maintain. 

Additionally, they facilitate generous, usually long conversations that can be followed 

retroactively on the blog (128).  

Blogs can reach large audiences, if the content is of significant interest (137), and are mostly 

managed by one individual, but enable interaction with others through the addition of 

comments. Postings are mainly textual, but some have photos and other multimedia formats 

and provide hypertext links to other internet webpages (130). Bloggers usually write about a 

single topic, forming niche communities (138). The two common types of blogs are 

informative and diary-like blogs. Informative blogs are written by authors who are dedicated 

to knowledge sharing by providing information. Blogs written by authors who are focused on 

interaction and towards self-disclosure are called diary-like blogs (139). 

The diary-like personal blogs are sites of self-disclosure where persons share observations 

and thoughts about their offline and online lives (140). Self-disclosure in blogs can be 

beneficial to users in obtaining support and establishing and maintaining friendships via 

positive interactions (141). Writing about private experiences can help the individual to 

understand themselves more deeply and reduce the impact of serious problems (107). 

Bloggers are, in real time, describing life during illness and treatment for illness, as they live 

it (142). Blogs can give marginalized groups a place to be heard (143). 
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Blogs about a chronic illness or health condition, such as infertility, give realistic knowledge 

about the blogger’s illness-related behaviours (144). The illness blogs can be a specific form 

of self-expression, where feelings, thoughts, creativity and information are shared (142). 

Illness narratives can help to reduce psychosocial consequences (121). Kim’s findings show 

that persons with cancer increasingly use blogs to support one another, to learn about health 

and to share information (145). 

Use of blogs in Sweden  

A public recognition of blogs in Sweden came first after the tsunami in the Indian Ocean 

December 26, 2004. In 2019, 49 percent of Internet users in Sweden read blogs and seven 

percent wrote their own. It is more common for women to read blogs than men. In terms of 

age, blogs are more popular among 26 - 45 years olds. Social networking has become a 

natural part of our everyday lives. Of Swedish Internet users, 63 percent used social networks 

daily and 83 percent report occasional use (111).  

Infertility blogs 

In infertility blogs, women write openly about their experiences of undergoing fertility 

treatments, trying to conceive, pregnancy and adoption. Blogs offers a space in which private 

narratives are made public. For this reason, infertility blogs have come to play a powerful role 

in public and official discussions of fertility issues and a space for private dialogues about 

changing body image (146). Self-expression through blogging can help the blogger to gain a 

deeper understanding of themselves while disclosing and describing personal information 

(147). Intimate thoughts and feelings can be expressed (140) and personal crises can be 

processed (148). Miller emphasizes that blogs have given infertility, even referred to as, “the 

silent disorder”, a voice (149). 

Blog services provide consumers with a range of options in terms of anonymity; identifiable, 

pseudonymous, or totally anonymous. In a cyber environment, individuals feel unidentified 

when their private information such as gender, name or location is withheld. The most private 

blogs are password-protected and anonymous. The public blogs can be recognized and easily 

found via search engines because they are listed by the blog service. Anonymity plays a 

significant role for those individuals who are seeking support on the Internet (150) and is 

likely to be of help for those suffering from a stigmatized condition (151). Kahlor and 

Mackert’s findings showed that women who were infertile used the Internet as a source of: 

information, social support, access to information and as support groups (152).  
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Laws and rules for social media 

The General Data Protection Regulation [GDPR], which applies to all European Union 

countries, governs the use of social media in Sweden (153). According to the Act on 

Copyright in Literary and Artistic works (SFS 1960:729), all material published on social 

media is ruled by this law. Self-produced material, such as text and photos, can be published. 

If another person’s work is quoted, the original reference must be given (154). The Swedish 

Penal Code (SFS 1962:700) prescribes that the publisher must ensure that the released 

material is not racist, sexist, or discriminatory (155).  

Guidelines from the Association of Internet Researchers (AoIR) provide support and advice 

regarding ethical concerns in Internet research (156). Ethical decision-making in Internet 

research demands adopting a new view on subjects’ contributions to research data when the 

latter are collected without their knowledge. Even if material is published on the Internet, it 

should be used in accordance with the ethical guidelines provided by AoIR regarding 

researchers, subjects, and culture.  

LIFEWORLD PERSPECTIVE   

How we human beings commit to something depends on our experiences and our 

understanding, as well as our perceptions of what we should attend to or learn. This means 

that the lifeworld is the basis for acquiring knowledge. Our world is textured, experienced, 

and embodied through and by us, a world of colours, memories, happiness, sadness, joy, 

anger, and twinkling stars. It includes family life, culture, and informal social interactions. In 

brief, it is the sphere within which we lead much of our social and personal life (157). 

Lifeworld theory is about our living space, how we live, experience and act in a world with 

other people and it seems obvious and taken for granted. The aim of lifeworld theory is to 

detect, analyse, clarify, understand, and describe the meaning of everyday life as experienced 

by individuals (158). 

Everyday life, comprises the ways in which people naturally think, act, and feel daily and it is 

intersubjective in nature, because it is a world shared with others. Various phenomena both 

influence and are influenced by us. The changes in terms of social interaction has led to the 

transformation of the ways in which persons construct their lifeworld (75). Daily living 

consists of two parts; demands of daily life and internal resources such as motivation, and 

external recourses like friends, available to meet the requirements. Further, day-to-day actions 

that we perform in the lifeworld are generally communicative in nature.  
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The lifeworld is based on a tacit fund of shared understandings and meanings that enables us 

to perform actions that we know others will understand (159). The spread of the Internet, for 

example, through social media such as blogs, Facebook, and Instagram, has changed the 

conditions of interpersonal contact and even the scenes of the lifeworld in which we live (75). 

The Internet is integrated into rhythms of daily life, with life offline linked with life online 

(160). The use of the Internet transforms people’s daily activity patterns and social life with 

consequences for welfare, society, and the environment (161). 

The lifeworld perspective is essential for the caring sciences (162), and care is the core 

concept of nursing (163). The free dictionary defines caring as “feeling and exhibiting 

concern and empathy for others, showing care and having compassion” (156, paragraph 1). 

The definition of nursing according to The International Council of Nursing [ICN] is: 

“Nursing encompasses autonomous and collaborative care of individuals in all ages, families, 

groups and communities, sick or well and in all settings. Nursing includes the promotion of 

health, prevention of illness and the care of illness, disabled and dying people. Advocacy, 

promotion of a safe environment, research, participation in shaping health policy and in 

patient and health systems management and education, are also key nursing roles” (165). A 

lifeworld perspective emphasizes persons’ experiences and expects health-care personnel to 

acknowledge the world as the person does, especially regarding wellbeing and suffering. It is 

a matter of getting close to the patient’s lifeworld and what it is like to suffer from a disorder 

and live with illness (162). 

EPISTEMOLOGICAL POSITIONING 

When approaching this research, I identified with holding a constructivist position. For the 

constructivist researcher, reality is created by individuals partaking in the research and occurs 

within a context and several constructions are possible (166). Therefore, when considering 

the research regarding infertility, I have tried to keep in mind that, how infertility is 

conceptualised cannot be taken for granted, but instead is part of our existing culture. When 

trying to understand infertility- related communication, coping and social networking, one 

must consider that the social discourses in the current culture influences how women feel, 

think, and describe their experiences.  

There are various ways to see the world and diverse perspectives. This thesis tries to give a 

realistic description of a specific group of women, at a specific point in time, and through the 

lens of a lifeworld perspective.  
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The results are a co-creation between myself and the participants of the four studies and the 

description is unavoidably influenced by my ways of seeing the world and individual points 

of views. My understanding of the role I have in the construction has underlined the necessity 

for self-reflection during the research project. Self-reflection has also been a vital element in 

the research group, with my supervisors, and is further acknowledged through my 

interpretations when presenting the results. 
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3 RATIONALE 
 

Throughout history, infertility has always been a preoccupation of human being. The 

problems which arise in connection with infertility on social-, medical-, ethical-, religious-, 

and political levels bear witness to this emphasis and even to how difficult infertility is to 

understand and deal with. In medical practice, infertility has always been a subject in focus. 

This reflects human beings’ thoughts about their origin and future. Today, persons with a 

history of infertility constitute complex areas of care. 

Technological developments are changing human interactions, behaviour and means of 

gaining knowledge. The Internet has become an increasingly expanding source of 

information regarding both physical and mental illnesses. People go online to access 

information about symptoms, prevention, and treatment of diseases and, furthermore, share 

their private stories about their experiences. This tendency has included blogs for individuals 

affected by infertility, since they feel secure and are within a context where other persons 

understand what they are going though. Also, using social media is safe way to communicate 

during the Covid-19 pandemic. The technology itself has made infertile women’s thoughts 

and experiences available to me as researcher.  

Individuals affected by infertility may have difficulties in discussing infertility-related 

subjects offline, due to the sensitive nature of the matter. For this reason, they may turn to 

social media to discuss with other persons who have previous experiences of infertility. The 

literature on blogs focussing on infertility is limited in Sweden. Further empirical studies are 

required to understand various aspects of infertility blogs.  
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4 RESEARCH AIMS 
The overall aim was to explore and describe communication, coping and social networking 

regarding infertility from a lifeworld perspective. 

THE SPECIFIC AIMS OF THE STUDIES  

I. To explore infertility-related communication and coping strategies among women 

affected by primary or secondary fertility problems. 

 

II. To gain insight into which infertility-related issues are discussed on Swedish 

infertility blogs.  

 

III. To explore the roles of social media for persons affected by infertility. 

 

IV. To describe women’s experiences of using social media focusing on infertility. 
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5 MATERIALS AND METHODS 
Quantitative research is grounded in the positivist position, which assumes that scientific 

truths exist and can be studied objectively. Data are collected in a numerical form and 

analysed statistically. The role of the scientist is restricted to data collection and 

understanding in an objective way (166). 

Qualitative research uses non-quantitative methods to provide new perspectives in health care 

(167). Phenomena are investigated in a holistic and in-depth manner, through the collection 

of narrative data using, for instance, interviews. Qualitative analysis is used to organize and 

interpret narrative data for the purpose of discovering important underlying categories, 

themes and patterns of relationships (166). 

This doctoral thesis uses both quantitative (Studies I and III) and qualitative (Studies II and 

IV) research methods. An overview of the four studies included in the thesis is presented in 

Table 1. 

Table 1. Presentation of aims, design, participants, and analysis of the studies. 

Study Aim Design Participants Analysis 

I To explore infertility-related 
communication and coping 
strategies among women 
affected by primary or 
secondary fertility problems. 

Cross-sectional 
study. Data were 
collected by 
questionnaires. 

n =199 women 
affected by 
infertility. 

Descriptive 
statistics and Chi-
square test for 
independence. 

II To gain insight into which 
infertility-related issues are 
discussed on Swedish 
infertility blogs. 

Qualitative-
quantitative 
study. 

A total of 4,508 
postings from 25 
Swedish 
infertility blogs. 

Content analysis 
using a text 
analysis program, 
Gavagai 
Explorer. 

III To explore infertile persons’ 
experiences regarding 
participation in, and the 
function of, online social 
media with focus on 
infertility and to describe 
experiences of infertility. 

Cross-sectional 
study. Data were 
collected by 
online 
questionnaire. 

n=132 persons 
taking part in 
social media. 

Descriptive 
statistics and 
content analysis. 

IV To describe women’s 
experiences of using social 
media focusing on infertility 

Qualitative 
descriptive study. 
Interviews were 
used to collect the 
data. 

Seven women 
participated. 

Thematic 
analysis.  
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DESIGN AND DATA COLLECTION  

Study I 

Study I was designed as a cross-sectional study, using a structured questionnaire. The aim 

was to explore infertility-related communication and coping strategies among women 

affected by primary or secondary fertility problems. Cross-sectional studies are carried out 

over a short period or at fixed point in time (166,168). They can be conducted to estimate the 

incidence of interest for a given population, and data on various variables can be collected at 

the same time (168). A questionnaire, based on the Copenhagen Multi-centre Psychosocial 

Infertility research programme [COMPI] (66), was created for the study by M. Westerbotn. 

The questionnaire was translated into Swedish and pilot-tested with a group of women 

affected by infertility. Data were collected between January and May 2012 at a clinic 

providing infertility investigation and treatment. Female partners in couples going through an 

infertility investigation were approached. Inclusion criteria for the participants were, women 

under the age of 44 years, with a history of infertility for a minimum of one year in the 

current relationship. After obtaining informed consent from the participants, a questionnaire 

was sent, by post, including information about the study and a prepaid reply envelope. A total 

of 300 questionnaires was sent and two reminders. One hundred and ninety-nine (66.3%) 

questionnaires were returned. 

Study II  

The aim was to gain insight into which infertility-related issues are discussed on Swedish 

infertility blogs. The practice of using Internet information or Internet-based resources like 

blogs is classified as Internet research (166). Netnography is the branch of ethnography that 

studies the behaviour of individuals on the Internet (77). A qualitative-quantitative design 

was used. The text analysis tool, Gavagai Explorer, enables the analysis of a large amount of 

text and combines a quantitative and qualitative approach. The results from the quantitative 

analysis of the text become an inspiration and support for a qualitative analysis, which forms 

a bases for a new quantitative analysis, and so forth. Swedish infertility blogs were identified 

through a website for the Swedish infertility interest group Vill ha barn (`I want a child`). 

Inclusion criteria for the blogs were: open access blogs focusing on infertility, written in 

Swedish by a person affected by infertility, the blog had been maintained for at least for three 

years and the postings were accessible from the blog archives. Twenty-five blogs that met the 

criteria were included in the study.  
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The blog owners’ postings were retrieved three years retroactively 2014-2017 by  

T. Sormunen. The total amount of postings included was 4,508 equalling 33,020 sentences. 

Data collection took place from May to September 2017. 

Study III 

A cross-sectional study design was used. A computer-assisted, self-administered online 

questionnaire, containing both open and closed questions was created using Google Forms to 

collect data. Ten closed forums were contacted and asked for permission to spread the 

questionnaire. The latter was linked to the bulletin board of six closed infertility forums. An 

Internet questionnaire is a favourable approach for accessing groups of people interested in 

certain topics (166). A total of 132 participants completed the questionnaire containing 

questions about their use of social media dealing with infertility. The data were collected 

during the autumn of 2017.  

Study IV 

Study IV is a qualitative study, based on semi-structured telephone interviews with seven 

women with history of infertility. The aim was to describe women’s experiences of using 

social media focusing on infertility. The women who agreed to participate in our previous 

online survey study (Study III) were simultaneously asked whether they were willing to take 

part. Thirty-eight women indicated their willingness to be interviewed and five participated. 

Two additional participants were recruited by using snowballing as recommended by Polit 

and Beck (166). The telephone interviews were carried out in Swedish, audio recorded and 

transcribed verbatim by T. Sormunen. The data were collected between May 2020 to 

November 2020. The original project design called for face-to-face interviews. Due to the 

COVID-19 pandemic it became necessary to conduct interviews by telephone. 

DATA ANALYSIS 

Study I 

In Study I, descriptive statistics were used to summarise the demographics (age, education, 

profession, marital status and duration and type of residence) of the study sample. Descriptive 

statistics quantitatively summarises and describes features from a collection of information 

(166). The association between frequencies in questions regarding infertility-related 

communication with spouse and other people, and coping strategies, was tested using the 

Chi-square test for independence.   
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The Chi-square statistic is a non-parametric tool intended to analyse group differences when 

the dependent variable is measured at a nominal level (166). 

Study II 

To analyse the data, interactive quantitative-qualitative content analysis and a sentiment 

analysis were performed using the Gavagai Explorer analysis program. The latter was 

developed to analyse large sets of text data (169). Use of this software facilitates the analysis 

of large texts but requires a high degree of interactivity from the operators. It also makes it 

possible to group together responses referring to the same subject. The tool analyses texts and 

helps the analysts by suggesting a list of topics based on meaning. The system uses measures 

of term specificity in language to assess how specific or general a topic is, and it also ranks 

the topics according to how frequently they occur in the data, i.e. how often the topics are 

mentioned by the respondents. Further, the tool lists the related terms found in the data and 

which build up the topics. Terms or topics be ignored or merged to dig deeper into the data 

set (170). For example, the tool would suggest the topic Healthcare personnel built on 

associated terms such as nurse, doctor, midwife, physician, dentist etc. While all these 

associated terms could be argued to belong to the topic of healthcare personnel, some of these 

(e.g. dentist) might be considered unconnected with the aim of the study and therefore 

discarded in the next iteration. Additionally, if a term appeared to be missing in a topic (e.g. 

gynaecologist) it could easily be added to make the topic more precise. A sentiment analysis 

was performed as the tool provides sentiment scores (an emotional analysis) of the data 

indicating whether the bloggers were writing about a topic, positively (e.g. being hopeful or 

confident) or negatively (e.g. being sad, unable to cope) (170) (Figure 2).  
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Figure 2. The Gavagai Explorer analysis program. 

 

The analysis was performed according to the following steps: 

1. After collecting the postings, T. Sormunen read and re-read the blog texts several times, to 

gain an understanding of, and familiarity with, the content. 

2. To prepare the analysis for the tool, all blog texts were saved in a comma-separated values 

[CSV] file, containing a total of 33,020 sentences. 

3. The research team analysed the texts using Gavagai Explorer with an iterative approach on 

multiple occasions. After each iteration, the topics suggested by the tool and their associated 

terms were scrutinized. The clustering was further refined, and closely related topics were 

either merged into one or moved into groups containing subtopics. Topics irrelevant to the 

aim were discarded. Subsequent to the team’s decision to keep, or reject or refine topics by 

adding specifying terms, the tool recalculated frequencies of the topics and suggested new 

ones. 

4. After each iteration, the tool re-calculated the frequencies of the topics and suggested new 

associated terms for the revised topics. Step 3 and 4 continued until a consensus was reached 

and until no further new topics related to the aim were discovered. 

 

 



 

 28 

Study III 

Descriptive statistics were used for the analysis of the close-ended responses. Open-ended 

responses were analysed qualitatively in an iterative process, using conventional inductive 

content analysis to develop sub-categories, categories, and themes. This was inspired by how 

Hsieh and Shannon (171) describe conventional content analysis. The open-ended responses 

were read and re-read to gain a general understanding of what the participants were 

describing. The text was then broken down into meaning units, containing recognizable 

pieces of information, and answering the research question. Codes, describing the meaning 

units were created. Closely related codes were assimilated to sub-categories, and sub-

categories related to each other through their content were grouped into categories. A 

category answers question about what, when, who or where and is an expression of manifest 

content, what is obvious and visible in the data (171). A theme expressing the underlying 

meaning, latent level, was formed from the categories (Table 2). A theme answers questions 

such as how, why, by what means and in what way (171). The text responses were reviewed 

and the content was discussed and re-sorted until agreement was reached in the research 

team, as recommended by Sandelowski (172).  

Table 2. Example of the content analysis process. (Inspired by Erlingsson and Brysiewicz, 

2017), (173)). 

Reflects the interpreted, latent 
meaning of the text. Higher 
levels of abstraction. 

 

 

 

 

 

 

 

Close to the text and manifest 
content. Lower levels of 
abstraction.   

Overarching theme  The experience of being 
fragmented and feelings of 
disconnectedness  

Theme  Feelings of disconnectedness  

Category  Alienation from social life 

Subcategory   Social isolation  

 

Code Social isolation  

Meaning unit I have closed off the outside 
world and processed feelings of 
failure and sadness in my home, 
which has always been my 
secure place 
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Study IV 

Thematic analysis [TA] with an inductive approach (174,175), was used to analyse the data. 

TA is a method for identifying, analysing and reporting themes (patterns) within data. It 

consists of six phases: familiarising oneself with the data, generating initial codes, searching 

for themes, reviewing themes, defining, and naming themes and producing the report (174). 

The data were read multiple times by T. Sormunen for familiarisation. They were then 

systematically coded by using phrases and words to label parts that matched with the study 

aim and moving codes back and forth. The codes and their relationship with each other were 

then analysed inductively to generate meaningful subthemes and themes. Themes were 

mapped, reviewed, and refined to confirm relevance and meaning. T. Sormunen led the 

analysis process with M. Westerbotn reviewing each stage of the analysis process and both 

researchers participated in the fifth stage of defining and naming the final themes (Table 3). 

The content was discussed in the research team and agreement was reached regarding the 

analysis, as suggested by Sandelowski (172). 

 Table 3. Example of the thematic analysis process. 

Data Research notes/coding Subtheme Theme 

I have used Facebook 
and been in groups, to 
find others who have 
been in the same 
situation as myself. 
We have been able to 
discuss feelings and 
thoughts there. And 
the advantage of that is 
that you do not feel so 
alone. (Interview 1). 

Others in same situation 

 

 

To not feel so alone 

Fellowship and 
solidarity 

 

 

 

 

 

 

 

 

Invaluable venue 

I would have gone 
crazy if I did not have 
the people online who 
supported me. It gave 
hope that if someone 
else has succeeded so 
can we. (Interview 5). 

Support and hope 

 

 

 

Support and hope 
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Ethical considerations  

The foundation of research ethics in healthcare originates from social, medical, and biological 

science disciplines, and from the ethical codes directing professional practices. The ethical 

principles associated with participants’ well-being come mainly from biomedical research, 

whereas concerns related to human rights derive from the social sciences (176).  

The studies in this doctoral thesis received ethical approval from the Regional Ethical Review 

Board [EPN] in Stockholm, Sweden. Study I (EPN 2006/1025-3; EPN 2009/5:9). Study II 

(EPN 2016/5:1), Studies III and IV (EPN 2016/5:1). The research has been conducted 

according to ethical principles of research and good research practice concerning humans, in 

accordance with the Helsinki Declaration (177) and the ICN Code of Ethics (178).  

The ethical principles are privacy, autonomy, beneficence, non-maleficence, and justice. The 

researcher has an obligation to recognize that a person has the right to agree or not to agree to 

take part in a research study. Respect of this right forms the foundation of attempting to 

ensure that informed consent is attained. The beneficence principle involves the obligation to 

help others and that knowledge gained through research will be of wider benefit to society. 

The principle of non-maleficence obligates the researcher not to cause or expose people to 

unnecessary risks. The justice principle addresses the right to resources and that people 

should be treated equally (179). 

In Study I, participants received oral and written information regarding the study from the 

healthcare personnel at the clinic. Prior to signing the informed consent form, the participants 

were given detailed information; the purpose of the study, that participation was voluntary, 

procedures involved, benefits, risks, compensation, and confidentiality. Only T. Sormunen 

and the main supervisor M. Westerbotn had access to the whole dataset during the analysis. 

M. Westerbotn had the code key that was stored locked in a fireproof cabinet separated from 

other data.  

Informed consent is generally expected in ethically sound research. In Study II this was 

methodologically problematic. Informing bloggers that their blogposts would be part of a 

research project could undermine the research intentions to gain insight into which infertility-

related issues are discussed, on Swedish infertility blogs, thus preventing a valid answer to 

the research question.  

Reactivity to researcher presence can be problematical for a study which seeks to observe 

natural behaviours, as the presence of the researcher is a social stimulus which may change 
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participants’ behaviours (166). The AoIR recommends ethical reflection in the light of the 

following: respect, harm, and vulnerability (156). The research questions aimed to reveal the 

variety of infertility-related issues discussed in these blogs. Nothing in the research question 

and data collection would cause the participants harm psychologically or physically. The 

intention was to give voice to yet unheard viewpoints and the research was of potential 

benefit to those whose words were collected. Using blog content for research led to questions 

about whether blogs are public or private. These blogs used in this study allowed open access 

and reading the posts was completely unrestricted.  

In Study III, answering the online questionnaire was considered as giving informed consent 

to participate. In line with the Helsinki declaration, the participants were provided written 

research information when using the web-questionnaire link. The questionnaire was 

anonymous. However, it consisted of questions that concerned a sensitive topic. The 

participants were asked to enter their name and e-mail address voluntarily for any follow-up 

questions or if they would consider participating in an upcoming study.  

The women who agreed to participate in Study III were asked simultaneously to take part in 

Study IV. The participants were provided with both written and oral research information 

prior to the interviews. Ethical aspects were discussed in the research team at the planning 

stage of the study. The risk of distressing participants with previous trauma related to an 

infertility investigation and treatment were cautiously balanced with the benefits, which could 

be gained through extended knowledge about the participants’ experiences about the research 

topic.  
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6 RESULTS 
Study I aimed to explore infertility-related communication and coping strategies among 

women affected by primary or secondary fertility problems. One hundred and ninety-nine 

women participated. The sample was divided into two groups: women with primary infertility 

(n=156, 78%) and women with secondary infertility (n=43, 22%). The mean age was 36.3 

years and nearly 82 percent (n=163) had a postgraduate education. Most of the women were 

able to discuss infertility-related issues with their partners. However, the inability to have a 

child (5,3%), the reasons for childlessness (8%), and results of test and examinations (6%) 

could not be addressed. No significant difference was found between the groups.  

Approximately 20 percent of the women did not discuss the results of tests and examinations 

with persons outside the family, nor did they talk about how examinations and treatments 

affected them emotionally. There were significant differences between the two groups 

regarding the subjects of “reasons for infertility” and “results of tests and examinations”. 

Twice the number of women with secondary infertility reported that they never talked about 

the causes or results of tests and examinations with persons outside the family (30%), 

compared to women with primary infertility (14%).  

Approximately 16 percent (n=31) of the women avoided being in the company of pregnant 

women or women who had children. Twelve percent (n=23) reported that they made an exit 

when people were discussing pregnancies or children. Twenty-five percent (n=48) of the 

women hoped for a miracle. Nearly 15 percent (n=29) indicated that they had grown as a 

person in a positive way during this period, whilst over half did not think about infertility in a 

positive light. 

Study II aimed to gain insight into which infertility-related issues are discussed on Swedish 

infertility blogs. The blogs (n=25) were written by women and allowed two-way 

communication. The total amount of postings included was 4 508 (three-year period), 

equalling 33 020 sentences, and the length of the postings varied from a few sentences up to 

four pages. The blogger was anonymous in 80 percent (n=20) of the 25 blogs. However, all 

the bloggers could be contacted either via email (n=14, 56%) or via the blog (n=11, 44%). 

The blogs covered a large variety of issues and 49 percent (n=16 807) of sentences were 

related to infertility.  The bloggers frequently discussed infertility with reference to emotions, 

relations, time and waiting, body, care and treatment, food and diet, and exercise. The most 

commonly occurring topic was emotions and consisted of both positive (grateful, enjoy) and 

negative (scared, stressed) ones.  
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The bloggers described their feelings, ranging from extreme optimism to petrifying 

pessimism; “It’s hard to explain, but the feelings are like riding a roller coaster and I have no 

control”. The relations topic included the relationship with a spouse, family members and 

friends. Several women reported that, if they were not able to discuss infertility issues with 

their spouse or friends, blogging provided a place where they could express themselves. A 

spousal relationship could also be affected negatively by infertility, as the women 

experienced that their partner could not fully understand the affect fertility treatments have on 

female body. The topic time and waiting consisted of terms such as hope, weeks, anticipation 

and looking forward to. Trying to conceive was a phase of great worry, anxiety, frustration, 

and the experience was a strain. The body topic was associated with terms like failing body, 

pain, and uterus. The women reported that infertility had led to negative feelings about their 

body and they felt betrayed by it; ”If you, yourself are the cause of childlessness, it is 

sometimes hard to accept oneself, one’s own body”. The care and treatment topic included 

descriptions about how the pursuit of fertility dominated their daily life and that making 

phone calls regarding the treatment was time-consuming. The topic food and diet consisted of 

terms like eating habits, weight nourishment and unhealthy food. Food was described as 

reducing anxiety. The exercise topic involved descriptions of different physical activities used 

to take their mind off fertility treatment and to get a break. Results of the sentiment analysis 

revealed that the distribution of positive (28% to 60%) and negative (40% to 72%) sentiments 

varied. The body topic was described most negatively (72%) of all topics.  

The aim of Study III was to explore the roles of social media for persons affected by 

infertility. In total, 132 participated in this study and 97.7 percent (n=129) were women. The 

online survey was answered mostly via Facebook (n=115, 87.1%) and over 60 percent (n=60) 

of the participants had read or participated in discussion forums focussing on infertility, from 

1- 3 years. Over 39 percent (n=52) took part in infertility forums more than once a day and 

half of the participants (n=66) devoted between 1 – 3 hours weekly to the forums. 

Approximately 40 percent (n=53) did not write any postings and nearly 13 percent (n=17) 

preferred to use a pseudonym while participating in the forums. The participants stated that 

the main benefits of social media focused on infertility were solidarity, information, to get 

and give support, and understanding infertility. Some of the negative experiences were 

becoming emotionally affected by treatment failures of the other forum members, and tips 

and advice not always being evidence based. The impact of infertility was described as 

resulting in feeling fragmented and disconnected (Table 4). 
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Table 4. The theme with corresponding categories and subcategories.  

 

The experience of being fragmented and feelings of disconnectedness 

 

 

Influence on 
psychological health 

 

Lacking meaning in 
life  

 

Not completed as a 
woman  

 

Alienation from 
social life 

 

 

Depression and 
anxiety 

Life´s sadness 

 

Life is on hold 

Loss of joy in life 

 

Female identity 

Partner relationship 

 

Social isolation 

Envy of others  

 

The aim of Study IV was to describe women’s experiences of using social media focusing on 

infertility. In total, seven women participated. Two themes were constructed from the data: 

Invaluable venue and Opportunity of choice (Table 5). The key reasons for using social 

media were information seeking and fellowship. For instance, information about how others 

have received help, which treatments have been used, if others have succeeded to get 

pregnant and how they have felt during investigation and treatment, were valued. Most of the 

participants using Facebook were members of closed groups. To access the group's posts, 

membership must be granted from the administrator of each group. The participants had been 

in the Facebook groups from six months up to six years. Most of them joined the Facebook 

groups in search for information on difficulties conceiving. The theme Invaluable venue 

consists of various features, such as finding respite, being incognito, source of information, 

conveying hope and providing fellowship and solidarity. The theme Opportunity of choice is 

about the user’s possibility to select, for instance, which social media forum they want to get 

involved in, when to participate and whether to be an active participant or a lurker. 
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Table 5. Themes and corresponding subthemes. 

Theme Invaluable venue  Opportunity of choice 

Subtheme Breathing space and 
incognito  

Source of vital information  

Support and hope 

Fellowship and solidarity 

Part of everyday life 

Diversity of practice  

Awareness of the credibility 
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7 DISCUSSION 
REFLECTIONS ON MAIN FINDINGS 

One of the many challenges faced by women affected by infertility is to decide how to deal 

with the stressful situation it causes, how to process infertility in the lifeworld. The latter is 

the sphere within which we lead much of our social and personal life (158). Everyday actions 

that persons perform in the lifeworld are largely communicative in nature. The Internet, for 

instance, through social media has changed the conditions of interpersonal contact and also 

the scenes of the lifeworld (75). The Internet is integrated into daily life, with life offline 

linked with life online (160).  

The results from the included articles show that women affected by infertility communicate 

and process infertility-related issues in different arenas, in the physical world as shown in 

Study I and online as revealed in Studies II, III and VI. The findings in Study I show that 

the majority of the women were able to discuss issues related to infertility with their spouse 

and family. Nevertheless, seven percent were unable to discuss these subjects with their 

spouse. Results in Study II indicate that spouses may have difficulties in fully understanding 

the situation women are going through and therefore the women do not always choose to 

discuss infertility related issues with them. This self-imposed silence may serve as a coping 

strategy (180). According to the findings in Study II the high demands of fertility treatment 

could not be fully understood by the partner. Further, it was also difficult to find time and 

energy for deeper discussions, due to stressful everyday life. Van den Broeck et al. (98) point 

out that there are gender differences in coping with infertility, as women more often have the 

need to share emotional reactions while men try to distance themselves from the problem.  

In Study I, a comparison was made between two groups, i.e. women with primary and 

women with secondary infertility. Women with primary infertility discussed the reasons for 

infertility and results of tests and examinations with persons outside the family to a greater 

extent than women with secondary infertility. Couples with secondary infertility may receive 

less support than couples with primary infertility because they already have a child. They 

may therefore be more reluctant to reach out to others. Raque-Bogdan and Hoffman (181) 

state that the experience of secondary infertility presents its own unique challenges, and 

therefore the need for support should not be ignored. Women affected by secondary infertility 

describe a sense of isolation from the fertile world, due to lack of understanding of their 

desire for an additional child.  
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Kahlor and Mackert (152) suggest that there may be a large number of women with 

secondary infertility that do not seek medical treatment. An increasing number of individuals 

are turning to the Internet to connect with others also experiencing infertility. There are 

online social media groups targeting those affected by secondary infertility, for example, on 

Facebook.   

Active-confronting coping, such as discussing the emotional effects of tests and treatments 

with someone, was most frequently used compared to other forms of coping, as revealed in 

Study I. Even though the women were able to discuss emotions with family members, the 

results of Studies III and IV show that the they much appreciated being able to process their 

emotions with other persons with similar experiences on social media. The forums were 

described as a breathing space. Results from Stenström’s study (182) are in line with our 

findings, indicating that social media may be a lifeline for women affected by infertility. In 

Sweden, 98 percent of the population have access to the Internet and 85 percent own a 

smartphone (109). This allows the use of the Internet and social media regardless of time and 

place. The use of social media focused on infertility, in Study IV, was described as part of 

everyday life and construction of the lifeworld. The women were most active during evenings 

and weekends, although other times, such as travel time on the bus or during a lunch break 

gave other opportunities. Over 60 percent of the women in Study III took part in social 

media focusing on infertility once a day or more. 

According to the participants in Study III, infertility influenced psychological health, led to 

losing a purpose in life, feelings of incompleteness and social isolation. Symptoms of 

depression among infertile women and men have been reported previously by Volgsten et al. 

(52), Hoff et al. (183), and Ting-Hsiu et al. (184). Further, the women reported that they had 

lost the meaning in their life due to infertility and that their lives were on hold. In Study I, 

regarding finding other life goals, over 40 percent of the women had only one goal, that of 

having a child. Both in Studies II and III the results show that the women viewed their body 

as defective, and infertility had led to negative feelings about the body. Disappointment in the 

body not working as expected and the feelings of being betrayed by it were evident. Words 

such as hate, and disgust were used to describe the failing body. This could lead to feelings of 

incompleteness as a woman. Additionally, women are reminded on a monthly basis of their 

fertility and bombarded with images of women as mothers (185). 

The results in Study II revealed that emotions, both positive and negative, were the most 

frequently occurring topic in the blogs. The women in Study IV reported that questions 

concerning emotions could not be answered satisfactorily by health professionals. 



 

 
 

39 

Consequently, the women searched for postings about emotions, which helped them to 

maintain a hopeful belief in the future. To find answers to questions about infertility, is one 

way to cope with a stressful situation (87). The results of Study IV reveal further that 

healthcare personnel deliberately delayed delivery of important information. This was 

experienced negatively by the women. In general, the doctor’s appointments are short and 

therefore it is not always possible to discuss issues at length and receive exhaustive answers 

or information. Findings of Machin’s study show that patients may be uncomfortable asking 

for support (186). It may be too much to ask of clinical personnel that they give such support 

as, they have other demands associated with their roles (187). 

Findings in Study IV show that the women were aware of misinformation occurring online. 

As for the authenticity of the personal stories, the women believed them to be true. They 

turned to healthcare for reliable medical information. The forum members gave 

recommendations regarding various fertility clinics, either positive or negative. In Sweden, a 

maximum of three full IVF cycles is reimbursed by the Swedish General Healthcare System 

(11). If these treatments fail, it is a possible to get further treatments, which the person/couple 

must finance themselves. The strongest predominant factor associated with infertility is 

ageing, as it decreases female chances to become pregnant (13). The results from Study IV 

revealed that forums were chosen based on which age group it was targeted to. The stress 

caused by age was not always understood by younger forum members. Therefore, women 

chose forums where members were the same age. The women, in Study IV, reported, further, 

that the public has insufficient knowledge about infertility and its consequences and wished 

that the topic would generally be highlighted more often. The WHO Regional Office for 

Europe state in the action plan for sexual and reproductive health, towards achieving the 2030 

Agenda for Sustainable Development in Europe, that one of the objectives is to prevent, 

diagnose, and treat infertility. This includes informing public about the adverse effect of 

advancing age on fertility (188).  

METHODOLOGICAL REFLECTIONS 

The overall aim of this thesis was to explore and describe communication, coping and social 

networking regarding infertility from a lifeworld perspective. Various research methods were 

used i.e. quantitative method for Study I, quantitative-qualitative method in Studies II and 

III and qualitative method in Study IV, to answer the specific aims. Blending different 

research methods offers different perspectives on the topics under scrutiny. Nevertheless, 

some methodological limits in each study must be addressed. 
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Bias may produce a misrepresentation or error and can jeopardize a study’s validity and 

trustworthiness. In both quantitative and qualitative studies, biases can impact the quality of 

evidence (166). Bias can take place at any stage of research, during study design, data 

collection, data analysis and publication (189).  

Sample selection 

In research, samples are used rather than whole populations, due to deficient resources to 

study all members of the population. Results from a sample may provide realistic truthful 

information, but data from samples can be inaccurate. Sampling bias refers to the methodical 

over- or underrepresentation of a population section on a characteristic relevant to the 

research aim (166). In Study I the participants were recruited from one fertility clinic and the 

majority had a higher education. Further, the sample size of women with secondary infertility 

was small, which is a limitation. It can be assumed that if the questionnaire had also been 

available in English, more potential informants may have been able to participate. The 

questionnaire was aimed at both partners in the couple, however, only women responded. 

When conducting research on social media, there are ethical problems to consider as well as 

the fact that the blogs were not written for research purposes. In Study II, only open blogs 

were included, all of which were maintained by women. To access the material on closed 

blogs, it would have been necessary to contact the blogger and apply for a membership. This 

could have affected the blogger’s content and thereby manipulated the research process (190).  

The informants in Study III were women (98%). In a perfect online questionnaire, all target 

informants should have equal chance of receiving an invitation to participate in the study. 

Conducting an online questionnaire restricts its availability to informants who are more active 

online. However, six different social media forums were used to distribute the questionnaire 

to improve its visibility among the target informants. Even if the online questionnaire did not 

have any gender restrictions it was not completed by men, which may indicate that mostly 

women were active in these forums.  

In Study IV the results are based on a small sample size (n=7). However, a qualitative study 

does not seek to be representative in sampling, but to understand the meaning of every 

individual’s experience, and to discover various realities (166).  
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Data collection and instruments  

In Study I, the data were collected using a structured questionnaire. The questionnaire was 

created based on The COMPI research programme (66), with the permission of the authors. 

The questionnaire has been tested from a validity and reliability point of view in the COMPI 

research project. During data collection the researchers had no physical contact with the 

participants and thus could not influence the responses to the questions. Further, the 

participants could choose when to respond to the questionnaire.  

In Study II, the data were collected from 25 blogs focusing on infertility. Regardless of the 

quality of the blogposts, the length of the post or spelling mistakes, all blogs fulfilling the 

criteria were retrieved and included in the analysis. Weerkamp et al. (191) state that posts 

from blogs with a recurring interest in the topic are more credible than posts from blogs 

mentioning the topic occasionally. The blogs included in this study all had a focus on 

infertility, infertility treatment and how the bloggers experienced infertility. The blogposts are 

therefore relevant to the aim of the study. The Gavagai Explorer analysis programme, 

developed for analysing large sets of data (169), was used to analyse the postings. This 

instrument is used frequently in various research areas, such as marketing. In the research 

group, there was previous experience of using Gavagai Explorer, and further multiple 

iterations were made when analysing the data, which increased the accuracy of the analysis. 

The tool provided support especially in analysing large amounts of data, as after each 

iteration it provided new suggestions for topics to be explored. By proposing new topics, the 

tool thereby ensured that important issues were not overlooked, which would have been an 

imminent risk if trying to analyse such data amounts manually. 

In Study III, data were collected using online survey. In standard survey research, 

information, such as dropouts and response rate should be reported. However, when using 

online surveys, it is impossible to track how many persons view the survey and choose not to 

participate and, therefore it is not possible to calculate overall response rate, or to evaluate 

how participants differ from non-participants (192). To increase the number of participants 

several social media forums could have been contacted. Further, persons with insufficient 

data skills, are less likely to participate.  

The questionnaire was piloted by ten persons with a known history of infertility, who 

answered, reviewed, and offered qualitative assessment. This allowed for improvements of 

the questions, such as addressing issues of Swedish language proficiency as well as item 

precision and applicability. 
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In Study IV seven semi-structured telephone interviews were conducted. The original project 

design called for face-to-face interviews. Due to the COVID-19 pandemic, it became 

necessary to conduct interviews by telephone. Creswell and Poth (193) suggest that using 

telephone interviews is appropriate when the respondents cannot be accessed otherwise. 

Some methodological strengths of qualitative telephone interviews are, for example, 

increased privacy for respondents, perceived anonymity, and reduced distraction (194). 

However, one of the disadvantages is that body language and behaviour cannot be observed 

(195). Telephone interviews were suitable to study this vulnerable group and make their 

voices heard. The interviews were scheduled to meet the participants’ wishes; three were 

conducted in the evening and four daytime. The settings of the participants varied. Three 

were at work during the interview and four in their own homes. Polit and Beck (166) point 

out that in different settings informants assume different roles, such as employee, spouse, 

parent, and their answers to questions may be influenced by these roles. In qualitative 

research, the term credibility is used as a criterion for evaluating trustworthiness of the 

findings and the extent to which the results reflect the reality of the phenomenon studied. The 

participants were from different parts of Sweden. To achieve credibility, the results should 

signify evidence in accordance with the original views of the participants (166).  

The emic and etic perspectives 

The terms emic and etic have a variety of meanings, definitions, and applications in 

ethnographic and anthropological research, and are also used in qualitative research. The 

emic perspective means the insider’s perception (Studies II, III and IV), and the etic 

perspective (Study I) is the scientific framework of the outsider and the researcher. Emic 

knowledge resulting from interviews and observations while etic knowledge is rooted in the 

analysis (196). The emic perspective is the concepts, local language or means of expressions 

used by members of the group to illustrate their experiences. The etic perspective is the 

researchers’ explanation of the experiences of that culture, the language used by the 

researchers to refer to similar phenomena (166).  

My own understanding in the present thesis, regarding individuals affected by infertility, was 

from an etic perspective when working with and analysing data.    
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8 CONCLUSIONS 

Infertility is experienced as one of the most stressful life events and causes increased distress. 

Ageing is the factor with the strongest association with infertility. The findings of this thesis 

reveal that infertility left the person feeling disconnected from society. There are infertile 

women who are unable to discuss infertility-related issues with their spouses, and some have 

difficulties in discussing the topic with persons outside the family. Various coping strategies 

are used to manage the situation. Several women turn to their close relatives or friends for 

help. Social support plays an important part in the process of managing distress caused by 

infertility. Since access to the Internet, and thereby social media, is widespread there are 

various social media forums aimed at persons with various health problems. Social media 

may be a vital channel for women with infertility and a valuable source for processing issues 

related to infertility, such as emotions, relations, care, and treatment.  

Participation in social media was mostly experienced as positive. Key benefits were 

solidarity, to receive and to give support, and to obtain information about fertility treatments. 

Becoming emotionally affected by the experiences of other forum members was reported as 

one of the adverse aspects. The forums could be used for finding persons in a similar 

situation, who could understand what infertility involves, and for instant information seeking. 

The age of the forum members and for whom the forum was targeted geographically, may be 

central criteria when selecting a forum focusing on infertility.   

Counselling and psychological support for the infertile women must be designed to suit the 

social setting and culture. Increased mobility across borders and cultures will be challenging 

for future healthcare professionals working with infertility. As communication and 

demographic patterns change, our knowledge must meet new demands. This thesis 

contributes to the understanding of which infertility-related aspects women affected by 

infertility have a need to discuss and reflect on beyond their contacts with health care 

personnel. 
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9 POINTS OF PERSPECTIVE 

This thesis focused on communication, coping and social networking regarding infertility 
from a lifeworld perspective. The results have raised new questions for future research, which 
could focus on the following: 

• To describe experiences of health care personnel such as physicians, midwives, and nurses, 
working with this patient group. 

• To describe how men, experience social media focused on infertility. 

• To investigate the support needs of men with a history of infertility.  

• To explore family members and friends’ experiences when loved one suffers from 
infertility. 

• To describe infertility issues experienced by lesbian, gay, bisexual, and transgender [LGBT] 
subgroups.  

• To follow the development of new social media in the context of infertility and coping. 
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12 APPENDIX  
 
Appendix I  Questionnaire Study I 
 
1. Frågor kring bakgrund: 
 
Fråga 1, a-i, berör frågor kring ålder, civilstatus, utbildning m.m. som sammantaget beskriver 
din sociala bakgrund. 
 
a) Ålder: ………… år 
 
b) Kön:  
     Sätt en ring kring siffran framför det alternativ som är korrekt 
 

1. man   
2. kvinna 

c) Civilstånd:  
Sätt en ring kring siffran framför det alternativ som är korrekt samt skriv med siffror på 
den prickade linjen antal år 

 
1. gift:  antal år …….. 
2. sammanboende: antal år …….. 

 
d) Hade du barn före besök vid Sophiahemmets fertilitetsmottagning?:  

Sätt en ring kring siffran framför det alternativ som är korrekt samt skriv med siffror på    
den prickade linjen antal barn 

 
1. nej    
2. ja, i denna relation  antal …….. 
3. ja, från tidigare relation antal …….. 
 

e) Vilken typ av bostad bor ni i?:  
    Sätt en ring kring siffran framför det alternativ som är korrekt 
 

1. lägenhet (borätt)   
2. lägenhet (hyresrätt)   
3. villa 
4. annan boendeform, nämligen …….. 

    
f) Vilken är din högsta utbildningsnivå?:  
   Sätt en ring kring siffran framför det alternativ som är korrekt 
 

1. nioårig grundskola   
2. gymnasieutbildning  
3. högskole-/universitetsutbildning 

 
g) Vilket är ditt yrke eller huvudsakliga sysselsättning?: 
    Ange så noga som möjligt, även eventuell yrkestitel 
 
…………………………………………………………………………… 
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h) Vilket är din frus/mans/partners yrke eller huvudsakliga sysselsättning?: 
    Ange så noga som möjligt, även eventuell yrkestitel 
 
…………………………………………………………………………… 
 
 
i) Vad är ditt första språk?  

Sätt en ring kring siffran framför det alternativ som är korrekt. Vid svar ”annat” skriv 
vilket ditt första språk är på den prickade linjen  

 
1. Svenska  
2. annat ………………………… 

 
 
 2. Frågor kring kommunikation: 
 
Fråga 2, a-c, berör frågor som sammantaget beskriver vem du vänder dig till då du vill prata 
om barnlöshet. 
 
a) Finner du det svårt att prata med din fru/man/partner om dina fertilitetsproblem? 

Sätt en ring kring siffran framför det alternativ som stämmer bäst  
 

1. Ja, alltid  
2. Ja, ibland   
3. Nej, aldrig  

 
Egna kommentarer: …………………………………………………………………………. 
………………………………………………………………………………………………. 
 
b) Kan du prata med din fru/man/partner om… 

Skriv med siffror på den prickade linjen det svarsalternativ (1-3) som stämmer bäst 
överens med följande påståenden: 

 
Svarsalternativ: (1) ofta 

(2) ibland 

(3) aldrig 

1. att du inte kan få barn?   …….. 
2. orsaken till varför du är barnlös?   …….. 
3. dina provresultat och undersökningsresultat?  …….. 
4. vilken typ av behandling du prövar?  …….. 
5. dina känslor kring barnlöshet?   ……..  
6. hur utredning och behandling påverkar dina känslor? …….. 
7. vad du i framtiden vill göra för att få ett barn?  …….. 

 

Egna kommentarer: ………………………………………………………………………… 

………………………………………………………………………………………………. 
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c) Pratar du med andra personer om … 

Skriv med siffror på den prickade linjen det svarsalternativ (1-3) som stämmer bäst överens 
med följande påståenden: 

Svarsalternativ: (1) aldrig med utomstående personer 
(2) bara med närstående personer 
(3) med alla jag känner 

 
1. att du inte kan få barn?   …….. 
2. orsaken till varför du är barnlös?   …….. 
3. dina provresultat och undersökningar?  …….. 
4. vilken typ av behandling du prövar?  …….. 
5. dina känslor kring barnlöshet?   …….. 
6. hur utredning och behandling påverkar dina känslor? …….. 

Egna kommentarer: ………………………………………………………………………… 
………………………………………………………………………………………………. 
3. Frågor kring hantering av problem: 
Fråga 3, a-d, berör frågor som sammantaget beskriver hur du hanterar situationen kring 
barnlöshet.  
 

Människor hanterar problem med fertilitet på olika sätt. Hur hanterar du detta? 
Skriv med siffror på den prickade linjen det svarsalternativ (1-4) som stämmer bäst 
överens med följande påståenden: 

a) Jag … 
 
Svarsalternativ: (1) har inte gjort det 

(2) gör det ibland 
(3) gör det ofta 
(4) gör det alltid 
 

1. undviker att vara med kvinnor som är gravida eller med kvinnor som har barn  …….            
2. går då människor börjar prata om graviditet eller barn            ……. 
3. försöker att hålla mina känslor för mig själv           ……. 
4. försöker skingra mina tankar genom att arbeta eller utöva någon annan aktivitet mera    …….  

 
Egna kommentarer: …………………………………………………………………………. 
………………………………………………………………………………………………. 
b) Jag … 

Skriv med siffror på den prickade linjen det svarsalternativ (1-4) som stämmer bäst 
överens med följande påståenden: 

 
Svarsalternativ: 1) har inte gjort det 

(2) gör det ibland 
(3) gör det ofta 
(4) gör det alltid 

1. låter mina känslor komma ut på något sätt             …….. 
2. accepterar förståelse och sympati från andra              …….. 
3. frågar om råd från någon annan som inte heller har/kan få barn            ……..  
4. frågar en släkting eller en nära vän om råd               …….. 
5. läser eller tittar på tv om barnlöshet               …….. 
6. pratar med någon om mina känslor kring barnlöshet               …….. 
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7. pratar med någon om hur prover och undersökningar påverkar mig känslomässigt  …….. 
c) Jag … 

Skriv med siffror på den prickade linjen det svarsalternativ (1-4) som stämmer bäst 
överens med följande påståenden: 

 
Svarsalternativ: 1) har inte gjort det 

(2) gör det ibland 
(3) gör det ofta 
(4) gör det alltid 

 
1. hoppas på att ett mirakel ska ske    …….. 
2. känner att det enda jag kan göra är att sitta och vänta  …….. 
3. har drömmar och fantasier    …….. 
 

Egna kommentarer: ………………………………………………………………………… 
………………………………………………………………………………………………. 

d) Jag … 

Skriv med siffror på den prickade linjen det svarsalternativ (1-4) som stämmer bäst 
överens med följande påståenden: 

 

Svarsalternativ: (1) har inte gjort det 

(2) gör det ibland 

(3) gör det ofta 

(4) gör det alltid 

1. har vuxit som person på ett positivt sätt   …….. 
2. tänker på våra svårigheter i att få barn på ett positivt sätt  …….. 
3. upplever mitt äktenskap/partnerskap som mer värdefullt nu  …….. 
4. har funnit andra värden i livet    ……..  
5. tror att det finns en mening med våra svårigheter i att få barn …….. 

 
Egna kommentarer: ………………………………………………………………………… 
………………………………………………………………………………………………. 
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Appendix II   Questionnaire Study III 
 

1. Genom vilken blogg/social media om ofrivillig barnlöshet besvarar du enkäten? 
2. Hur många år har du läst och/eller deltagit i bloggar/Facebook 

grupper/diskussionsforum om ofrivillig barnlöshet? 
3. I genomsnitt hur ofta tar du del av bloggar/Facebook-grupper/diskussionsforum om 

ofrivillig barnlöshet? 
4. I genomsnitt, hur mycket tid per vecka lägger du på bloggar/Facebook-

grupper/diskussionsforum om ofrivillig barnlöshet? (Uppskatta antal timmar per 
vecka) 

5. I genomsnitt, hur många gånger i veckan gör du inlägg på bloggar/Facebook-
grupper/diskussionsforum som handlar om ofrivillig barnlöshet? 

6. Vilken funktion fyller bloggar/Facebook-grupper/diskussionsforum om ofrivillig 
barnlöshet för dig? 

7. Vilka i din omgivning vet om att du läser och skriver på bloggar/Facebook-
grupper/diskussionsforum  om ofrivillig barnlöshet? 

8. Skriver du under pseudonym (påhittat namn)? 
9. Hur uppfattar du innehållet i den här bloggen/Facebook-gruppen/diskussionsforum? 
10. Vilka upplevelser har du av deltagandet i bloggar/Facebook-

grupper/diskussionsforum om ofrivillig barnlöshet? 
11. Hur många år har du försökt att få barn? 
12. Har du, eller du tillsammans med din partner, genomgått fertilitetsbehandling? 
13. Har du fått barn genom fertilitetsbehandling? 
14. Har ofrivillig barnlöshet påverkat ditt liv? 
15. Beskriv på vilket sätt ofrivillig barnlöshet kan ha påverkat ditt liv? 
16. Kön 
17. Vilken slags relation lever du i? 
18. Vilket är ditt födelseland? 
19. Vilken är din högsta utbildningsnivå? 
20. Vilken är din huvudsakliga sysselsättning? 
21. Har du några kommentarer till enkäten får du gärna skriva dem här. 
22. Skulle du vara intresserad av att bli intervjuad om ditt användande av Sociala medier 

vid  ofrivillig barnlöshet. I så fall vänligen fyll i din e-post adress på raden här under. 
Det är enbart Taina Sormunen som kommer att se din kontakt uppgift och som  
kommer kontakta dig för intervju. 

 




