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Abstract 

For women with a diminished oocyte reserve, for example due to premature ovarian insufficiency, 

oocyte donation (OD) is their only possibility to conceive. However, OD is related to a higher 

incidence of pregnancy complications and psychosocial challenges. Preconception counselling (PC) 

helps women who might opt for OD by explaining the risks of a pregnancy, guiding them in their 

decision making and focussing on the psychosocial wellbeing. This thesis aims to explore the 

perspectives on PC of women who conceived through OD. Furthermore, using a quantitative 

questionnaire design, this thesis aims to investigate the differences on psychosocial constructs (quality 

of life (QoL), contentment, anxiety, and distress) between women who did and did not receive PC. 

The perspectives of these women were investigated by conducting qualitative focus-group research. 

To summarize the perspectives of these women, analyses of the focus groups were done by both 

deductive and inductive coding. The questionnaire was based upon the validated FertiQoL 

questionnaire (measures QoL in people with fertility problems) and the GAD-7 questionnaire 

(measures anxiety and distress). Analyses of the quantitative outcomes were done with an independent 

samples t-test or a Mann-Whitney U test. The sample included 87 women who did receive PC, and 24 

women who did not receive PC before their OD treatment. Analyses of the focus groups indicated the 

need for more clarity on the process of OD (e.g., finding a donor, possible risks), possibly by the 

development of a guideline. Also, the participating women would have liked to receive more 

psychosocial support. Analyses of the questionnaire showed no significant differences between both 

groups on the psychosocial variables, except for one scale on contentment, U(NPC=no=21,  NPC=yes= 80) 

= 599.50, z = -2.02, p = .043. Women who did receive PC were more content with the quality and 

availability of treatment. In conclusion, this research could be implemented into a national guideline, 

offering a helpful document on OD care for health care providers, and thereby improving OD care for 

these women and their partners. 

 Keywords: preconception counselling, oocyte donation pregnancy, quality of life, anxiety/ 

distress, contentment.  

Layman’s Abstract 

Infertility is a worldwide problem. Some women are not able to get pregnant with their own eggs. In 

those instances, they are dependent on an egg donation (oocyte donation, OD). The process of OD 

comes with physical complications, such as high blood pressure. Next to that it can be an emotional 

rollercoaster, with feelings such as anxiety, sadness, but also hope. To support women in this process, 

a conversation with a doctor before they are pregnant could be helpful. This is called preconception 

counselling (PC). In these conversations, the doctor can inform women about the risks and help them 

making certain choices.  

In this thesis the women in the process were asked about their experiences with PC. This was 

done in a group conversation. Furthermore, it was studied if there were differences between women 

who had a conversation with a doctor, and who had not had this conversation. The women are 
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compared on quality of life, anxiety and if they were content with their treatment. This is done with a 

questionnaire.  

In the group conversations with women, it became clear that the care in the hospital and 

fertility clinics could be improved, especially the conversation with a doctor before pregnancy. 

Women highlighted that they would have liked to receive more support.  

No differences in QoL and anxiety were found between the women who had a conversation 

with a doctor and the women who had not had this conversation. However, a difference was found on 

contentment. Women who had the conversation with a doctor where more content about the received 

health care.   

This research could be used for the development of a national guideline, offering a helpful 

document on OD care for doctors, thereby improving OD care for women and their partners. 
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Introduction 

Infertility and subfertility are worldwide problems that occur to millions of women every year. 

Infertility is defined as “impairment of a person’s capacity to reproduce” (Vander Borght & Wyns, 

2018, p. 2). Subfertility is defined as “any form or grade of reduced fertility in couples unsuccessfully 

trying to conceive” (Gnoth et al., 2005, p. 1144). According to Fertility Europe (2021), more than 25 

million men and women in Europe experienced fertility issues in 2021, resulting in that one out of six 

couples struggles with reduced fertility or infertility. However, in the last decades new technologies 

make it possible for couples with reduced fertility to conceive. With assistant reproductive techniques 

(ART), such as in vitro fertilization (IVF), pregnancy can still be achieved (Carter et al., 2011). IVF is 

a procedure in which oocytes are retrieved after hormonal stimulation and are fertilized with sperm in 

a laboratory, after which the embryo is transferred into the uterus (NVOG, 2006). Due to rising 

infertility rates, in 2018 approximately one million ART cycles were reported by The European 

Society of Human Reproduction and Embryology (ESHRE) (2022), which is a rise of 7.1% in 

comparison to 2017. 

For women with a diminished ovarian reserve, for example because of premature ovarian 

insufficiency (POI), the chance to achieve pregnancy in a natural way or with ART treatments using 

autologous oocytes is just five to ten percent (Fenton, 2015). Therefore, most of them are dependent 

on oocyte donation (OD) to achieve pregnancy. The first successful OD pregnancy was reported in 

1984 (Lutjen et al., 1984). To achieve an OD pregnancy, the donor receives the IVF treatment to 

obtain oocytes, instead of the recipient (van Bentem et al., 2019). For the recipient it is necessary to 

prepare the uterus to receive the created embryo (Mackens et al., 2017). 

Where OD was originally applied to women with POI, it is nowadays also commonly used in 

numerous other instances, such as age-related infertility (menopause), failure of IVF treatment, and to 

avoid the inheritance of genetic disorders (Klein & Sauer, 2002). The development of OD brought 

new opportunities for infertile women, but also came with new challenges (Melnick & Rosenwaks, 

2018). Firstly, the increasing demand for OD is exceeding the supply. For women in the Netherlands, 

commercial and anonymous OD is forbidden (Rijksoverheid, 2021). Therefore, Dutch couples are 

dependent on a donor oocyte bank with poor supply, altruistic donation from for example their inner 

circle, or expensive treatments abroad (Janssens et al., 2006).  

Furthermore, OD could present numerous physical, mental, and social challenges. To help 

women or couples making a considered decision whether or not to opt for oocyte donation, it is 

important to offer them preconception counselling (PC). PC consists of giving education, support, 

evidence-based recommendations, and individualized pregnancy care by health care professionals 

before pregnancy (Williams et al., 2012). The lives of infertile women are affected biologically, 

psychologically and socially. Therefore, it is important to address these biological, psychological and 

social issues in PC. According to the biopsychosocial model the biological, psychological and social 

domains are interconnected. In other words: “a change in one domain, necessarily results in changes in 
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the other domains” (Boyer & Paharia, 2008, p.352). If in the biological domain, for example, the 

possible risks are reduced, this will lead to better psychological wellbeing (e.g., less worry about the 

risks) and better relationships (e.g., less irritation, more positivity and better communication). This 

model explains physical pain not as a biological process where sensory information is transmitted, but 

rather as a “dynamic and reciprocal relationship between the social, biological and psychological 

domains of physical health problems” (Boyer & Paharia, 2008, p. 352; Engel, 1977). Because of the 

interactive nature of these domains, it is necessary to address all these domains simultaneously in 

order to provide good health care and improve the wellbeing of these women.  

 Starting with the biological domain, it is important to discuss the possible risk factors since 

OD pregnancies are accompanied with a higher incidence of pregnancy complications compared to 

IVF and naturally conceived (NC) pregnancies. The most occurring complications during OD 

pregnancies are hypertensive pregnancy disorders, bleeding complications, preterm birth (before 37 

weeks of gestation), early preterm birth (before 32 weeks of gestation), children with low (<2500g) or 

very low (<1500g) birth weight and caesarean section (Berntsen et al., 2021; Keukens et al., 2022; 

Moreno-Sepulveda & Checa, 2019; van der Hoorn et al., 2010). The risks of preterm birth, a child 

with low birth weight, pre-eclampsia and caesarean section persisted in OD pregnancies, even after 

correcting for maternal age (Storgaard et al., 2017). OD pregnancies are unique since the foetal 

genome could be entirely allogeneic, meaning genetically different, to the recipient as the foetus 

inherits donor and paternal genes. The allogeneic nature of the foetus could possibly have an influence 

on the development of complications, such as hypertensive disorders (van Bentem et al., 2020).  

According to Moreno-Sepulveda & Checa (2019), the increased risk of complications of OD 

pregnancies is one of the most important subjects during PC. The reason for this is that some risks 

could be prevented or minimized before pregnancy. Yet most women are unaware of these pregnancy 

risks and preventative measures. In the review of Anderson and colleagues, (2010), research has been 

done on PC for women with reduced fertility. For these women, lifestyle factors, either environmental 

(e.g., weight and smoking) or psychological (e.g., stress) should be addressed during PC. Although 

this is not yet implemented by all health care professionals, providing education on possible lifestyle 

changes may increase the chances for women to conceive and deliver a healthy baby. The 

development of a guideline could be an advisable step to support health care professionals in 

providing PC. More research into the risk reducing effect of PC for women conceiving through OD is 

needed.  

Continuing with the psychological domain, it is important to understand the variety of 

emotions these women have to go through in order to provide mental support or a referral to a 

psychologist, since infertility could come with feelings of anxiety, depression, and a decreased quality 

of life (QoL) (Chachamovich et al., 2010; Faubion et al., 2015). Anxiety is defined as: “Autonomic 

hyperactivity short of panic, arousal and vigilance, tension, restlessness, worrying, and anticipation of 

misfortune to self and others” (Akiskal, 1998, p.67). QoL is defined as: “An individual’s perception of 
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their position in life in the context of the culture and value systems in which they live and in relation 

to their goals, expectations, standards and concerns” (World Health Organisation [WHO], 2012). QoL 

related to infertility is divided into the following core aspects: “physical, emotional, social, relational 

and sexual” (Donarelli et al., 2016, p. 2062). Domar et al. (1993), found that depression and anxiety 

levels in infertile women were similar to patients with other chronic diseases such as cancer and 

cardiac rehabilitation. More recent research supported these findings; both the scores of people with 

fertility problems and cancer patients on the Generalised Anxiety Disorder (GAD-7) scale are 

qualified as mild anxiety (Omani-Samani et al., 2018; Sarkar et al., 2015). These scores were higher 

than the anxiety scores for the general population on the GAD-7, which were qualified as minimal 

anxiety (Löwe et al., 2008).  

Additionally, factors associated with infertility or subfertility that have an impact on QoL are 

increased levels of sexual dysfunction and social isolation, the fact that women can feel worthless, or 

that women can have the feeling that they lost their identity as the urge to become a mother is part of 

their identity (Deka & Sarma, 2010; Greil et al., 2010; Stanhiser & Steiner, 2018). Therefore, to 

improve QoL and anxiety levels in these women, it would be valuable to integrate a conversation on 

mental wellbeing during PC. Research of Aarts et al., (2012), found that patient-centered care is 

related to QoL and anxiety. The patients who reported more patient-centered care had a better QoL 

and lower anxiety levels. As such, this study stresses the importance of paying attention to QoL and 

anxiety levels in health care for infertile people.  

Lastly, for the social domain it is valuable to stress the importance of a positive support 

system in PC, since research found a positive effect of social support on dealing with infertility 

(Martins et al., 2011). As mentioned above, infertility or subfertility are associated with increased 

levels of isolation. This can for example refer to women attending fewer social activities with children 

or pregnant women such as birthday parties or baby showers, as these activities remind them of their 

infertility. This can also refer to feelings of isolation as infertile women may feel alienated from 

friends and family (Raque-Bogdan & Hoffman, 2015). Next to that, there are mixed findings on the 

effect of infertility on the relationship of a couple. Deka & Sarma (2010) reported that marriage can 

suffer from social pressure and medical choices. Other studies, however, found a positive effect on 

relationships of infertile couples compared to the fertile control group, because of better 

communication, more emotional intimacy, and adjustment skills (Drosdzol & Skrzypulec, 2009; Onat 

& Kizilkaya Beji, 2012). Maintaining and improving the social interactions of these women with their 

partner, family, friends and acquaintances should be encouraged by health care professionals.  

Next to the psychosocial burden of infertility, OD treatment comes with more stressors. 

Bearing a baby that is genetically unrelated could cause distress. Not only because of losing the ability 

to pass on a genetic bloodline, but also because of the possibility of unforeseen genetic problems. 

Distress is defined as: “Discomfort related to signs and symptoms of infertility and pre- or post-

treatment anxiety” (p.536). Distress also includes psychological distress: “The general concept of 
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maladaptive psychological functioning in the face of stressful life events” (Ridner., 2004, p. 539). 

Next to that, women can feel insecure about their feelings towards the newborn, since there will be no 

genetic similarity. Other stressors could be the disclosure of genetics when the child is older, the role 

of the donor in the life of the child and the relationship with the donor. The presence and meaning of 

these factors are dependent on the donor type, anonymous or not anonymous (Klein & Sauer, 2002). 

Furthermore, Bauer (2022) found that the perspectives and motives of receiving parents in choosing a 

donor type (anonymous or not anonymous) are changing continuously before treatment. This pre-

treatment decision making is a stressful part of the process, which could come with satisfaction or 

regret retrospectively (Gartrell et al., 2015). In the literature it is emphasized that pre-treatment 

guidance in decision making is important. Information on the options and implications of donor 

anonymity could not only serve as an important factor in the decision-making process, but also help in 

understanding the concerns of the receiving parents (Bauer, 2022).  

However, little research has been done on the effectiveness of PC for women wanting to 

conceive through OD. Since these pregnancies are associated with a high frequency of complications, 

it would be of value to investigate if PC is effective for risk-awareness. It is also not yet clear if 

women who received PC are content with the given information, support, and guidance. Furthermore, 

little research has been done on the psychosocial consequences of OD. The effectiveness of PC as a 

protective factor for psychosocial problems due to infertility and the OD treatment has not been 

researched yet. Again, it would be of great value to investigate if it is helpful for these women to 

receive psychosocial support during PC and to investigate the possible influence of this support on 

their QoL and the amount of anxiety and distress they experience. More research into the psychosocial 

consequences of OD, and the need for and effectiveness of PC is necessary to gain answers, which 

will be addressed in this research. Potentially, this research can contribute to the development of a 

national guideline for PC before OD, as well as health care before and during OD pregnancy. 

Aims and Hypotheses 

Therefore, the overall aim of this study is to obtain more knowledge on the perspectives,  

opinions and feelings of women on PC as well as care before and during OD. By mapping these 

perspectives, it is possible to investigate if PC has added value for women obtaining OD. This overall 

aim is addressed via two sub-aims. Firstly, to explore the perspectives and opinions of women on PC 

with qualitative research. As the overall aim is explorative, there is no hypothesis (O’Brien et al., 

2014). Secondly, to investigate the psychosocial wellbeing of women conceiving through OD. This is 

done by comparing QoL (a), the contentment of health care (b) and anxiety and distress (c) during the 

OD process between women who did receive PC and women who did not receive PC. The second sub-

aim is answered via quantitative research.   

It is hypothesized that QoL is higher for women who did receive PC as compared to women 

who did not receive PC. Secondly, it is hypothesized that contentment of health care is higher for 

women who did receive PC as compared to women who did not receive PC. Lastly, it is hypothesized 
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that anxiety and distress during the OD treatment is lower for women who did receive PC as compared 

to women who did not receive PC. 

Methods 

Design 

To answer the research questions, a qualitative in-depth focus group research design and a 

quantitative, cross-sectional, questionnaire research design were used. By using in-dept focus groups a 

variety of topics regarding OD were discussed. To create an open space in which new topics or ideas 

could come-up due to the group dynamics, focus groups were used to collect data, instead of personal 

interviews. Secondly, people tend to be more likely to speak openly on sensitive topics when they are 

supported by a group of peers, which is the case in focus groups (Guest et al., 2017). Adding 

quantitative research to the focus group through a questionnaire contributed to exploring the 

perspectives of women on PC and OD pregnancy. This research complemented the questions that 

emerged from the focus groups. Additionally, quantitative variables on psychosocial wellbeing were 

measured with this questionnaire. This study is part of a larger qualitative in-depth focus group 

research, combined with questionnaires, which aims to identify the different perspectives of women, 

their partners, and health care professionals on PC, as well as health care before and during OD 

pregnancy. The medical ethics committee of the Leiden University Medical Center approved the 

conduct of this study (N22.024). A schematic overview of the qualitative and quantitative methods 

section of this research is shown in appendix A.  

Participants  

For both the qualitative and quantitative research, women aged 18 years or older who are 

either in the preliminary process of OD, pregnant through OD, or have a medical history with OD 

were included. The preliminary process of OD was everything between the orientating phase until the 

embryo transfer right before the possible pregnancy. Having a medical history with OD included 

women that tried to conceive through OD with (ongoing pregnancy) and without success (no 

pregnancy established or pregnancy loss). Women were excluded if they did not speak or understood 

the Dutch language. Also, women with the Turner Syndrome or women with a child that has a 

congenital abnormality were excluded, because they could have received different care before and 

during the pregnancy. Women who went abroad for OD were not excluded. 

Participants for the focus groups were recruited by Freya, the Dutch association for people 

with fertility problems, via an online advertisement. Drs. M. Vermeulen, health scientist, midwife, and 

external contacts officer at Freya, checked the eligibility and planned the focus groups with the 

participants.  

Recruitment for the quantitative research was done in three ways. Firstly, participants from the 

DONOR study (van Bentem, 2019), a clinical prospective cohort study in which biomaterial and data 

of OD pregnancies were collected to study the development of pregnancy complications in relation to 

the immunogenetic differences between mother and child, were asked for participation. Secondly, the 
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participants of the focus groups were approached to fill in the questionnaire for participation. Lastly, a 

link to the web-based questionnaire was published on a Facebook group of Freya for OD peers. The 

women who filled in the questionnaire via the Facebook group were not directly invited as this was an 

open survey link. In the introduction of the questionnaire, it was clearly stated that women could only 

participate if they were either in the preliminary phase of OD, pregnant through OD, or had a medical 

history with OD, in order to select only the targeted group.  

Measures  

Qualitative Research 

A phenomenological research approach is used as the qualitative method, based on the theory 

of social phenomenology of Schutz’s. This approach is useful for analysing unquantifiable 

experiences. Social phenomenology is “a descriptive and interpretive theory of social action that 

explores subjective experience within the taken-for-granted, ‘common-sense’ world of the daily life of 

individuals”. According to this methodology three postulates must be followed in the qualitative 

research process: logical consistency, subjective interpretation, and adequacy (Fereday & Muir-

Cochrane, 2006, p. 81). Figure 1 shows an overview of the phenomenological research methodology.  

Figure 1 

Schematic Overview of the Phenomenological Research Methodology.  

The first postulate, logical consistency, is reached by in-dept planning, working with attention, 

and increasing trustworthiness. To establish trustworthiness, the following three factors should be met: 

credibility, transferability, and reliability. For a researcher to meet the above-mentioned factors, the 

following criteria are of great importance: reflexivity, triangulation or double coding, and a dense 

description of the research methods. Reflexivity is “the assessment of the influence of the 

investigator’s own background, perceptions, and interests on the qualitative research process” 

(Krefting, 1991, p. 218). It was important to be aware of the role of the researchers and for them to 

examine their own feelings, past experiences, and assumptions during the process as qualitative 

research is interpretive (O’Brien et al., 2014). One of the researchers had experiences with OD from 

past research. The other one also had an affinity with OD as she will be dependent on OD herself in 

the future to conceive. Both researchers analysed the focus groups with no presuppositions, but their 

characteristics, motives, and history may have influenced their choices in analysing the qualitative 

data. In this research triangulation or double coding was reached by encoding the data by the two 
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researchers separately, without any deliberation. The analysis will be more reliable if there is 

consistency in coding between the two researchers. The program Atlas.ti (https://atlasti.com) was used 

for the coding and analysis of the qualitative data. A dense description of the research methods is done 

in the qualitative methods section of this thesis by describing thoroughly which methods were used, 

and how they were used for analysing the qualitative data.  

The second postulate, subjective interpretation, is reached by reporting the results with 

quotations of the participants of the focus groups to increase validity and credibility, and to secure that 

the interpretation of the researcher is in line with the personal perspective of the participant.  

Lastly the third postulate, adequacy, is reached by member checks during the focus groups 

(e.g., asking for understanding by M. Vermeulen). Also, adequacy is reached by direct application: 

“understand, apply, and evaluate the findings”, by presenting the research to groups of health care 

professionals (Fereday & Muir-Cochrane, 2006, p.82). By performing qualitative research with this 

approach, the experiences of participants on specific phenomena, in this case PC and health care 

before and during OD, can be described and interpreted in a valid way (Elkatawneh, 2016).  

Furthermore, an iterative method was performed during the collection of data to improve and 

learn from the process. After the first focus group the researchers planned a moment for reflection and 

feedback, which was implemented in the second focus group.  

Data was collected until saturation. Saturation was reached when no new information was 

mentioned anymore by the participants. This was the case after three focus groups, two with women 

who received OD treatment and one with partners of women who received OD treatment. Only the 

two focus groups with the women are discussed in this thesis. A total of 12 women participated in the 

two focus groups. These 12 women were randomly classified in focus group one or two.  

Quantitative Research 

To discover the perspectives of women on PC and health care during OD treatment and 

pregnancy, a web-based questionnaire was designed with the following aspects: open and multiple-

choice questions on sociodemographic, OD-specific variables, and psychosocial variables. This 

questionnaire was created in and managed by the online data capture system Castor 

(https://www.castoredc.com/).  

Sociodemographic and OD-specific variables were explored in the questionnaire with 

questions about background information, PC and preconception care, counselling and care during 

pregnancy, and postpartum care. Furthermore, to answer the research questions it was assessed if 

someone did or did not receive PC with a yes or no question in the second part of the questionnaire 

(“Did you receive, before the start of the treatment, information/education on the treatment and 

potential risks of oocyte donation pregnancy (preconception counselling)?”). See Appendix B for this 

part of the questionnaire. 

Outcomes Quality of Life and Contentment. In Appendix C an overview is given of the 

measurements, number of questions with explanation and scoring for the outcomes QoL, contentment, 

https://www.castoredc.com/
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and anxiety and distress. To secure the validity of the questionnaire, the outcome QoL was measured 

with the core questions of the FertiQoL validated questionnaire, which measures QoL in people with 

fertility problems (Boivin et al., 2011). The 24 original core questions of the FertiQoL can be divided 

in four subscales: Emotional, Mind/Body, Relational and Social. The Emotional subscale shows the 

impact of having negative emotions due to fertility problems, such as jealousy, depression, and 

sadness on QoL. The Mind/Body subscale shows the impact of fertility problems on the mind and 

body: behaviour (e.g., changes in life goals, not able to do daily activities), physical health (e.g., 

physical pain and fatigue), and cognition (e.g., mental blurriness and attention). The Relational 

subscale shows the impact of fertility problems on the quality of relationships or partnerships, 

specifically on the components commitment, communication, and sexuality. The Social subscale 

shows the impact of fertility problems on social occasions or interactions (e.g., stigma, expectations, 

and understanding). These questions were assessed using a five-point Likert-scale with a score range 

of 0-4, in which a higher score indicates a better QoL, except for the reverse items. Small adjustments 

were made to allow for better connection to this target group. See Appendix D for the questions on 

QoL in the questionnaire.  

The outcome contentment was measured with the ten treatment questions of the original 

FertiQoL. These ten treatment questions can be divided in two subscales: Environment and 

Tolerability. Whereas the Environment subscale shows the impact of the quality and availability of the 

treatment on QoL, the Tolerability subscale shows the impact of the fertility treatment on mental and 

physical health, and on daily activities. The higher the scores on these subscales the more content the 

participants were with the availability, quality, and impact of the fertility treatment. The scoring, 

measuring scale, and small adjustments were the same as for the core questions of the FertiQoL. Three 

new questions regarding the contentment of treatment and care were added to this part (indicated with 

‘+’ in results) in order to gain more insight into the contentment and quality of care during OD 

treatment. See Appendix E for the questions on contentment in the questionnaire. The outcomes QoL 

and contentment consisted of scaled scores, in the range of 0-100.  

For the variables of the Emotional, Mind/Body, Relational, Social, and Tolerability subscales 

and Total Core questions, the original scoring of the FertiQoL was used. Starting with recoding the 

reverse items, meaning recoding the responses on the items with the reverse response (e.g., 

transforming a 0 into 4 and vice-versa). To indicate the raw score the sum of the scores per subscale 

was calculated. To indicate the scaled scores the following formula was used: raw score * (25/k), 

where k is the number of items in the subscale. For the variables Environment subscale, Total 

Treatment questions, and Total FertiQoL, the scoring needed to be adjusted due to the three self-

created questions on contentment of treatment and care which were added to the treatment questions. 

These three questions were classified as reverse items in the Environment subscale. After reversing 

these three questions, the formula was adjusted by adding three to the number of items in the subscale 

(k). Meaning k = 9 instead of k = 6 in the formula for the Environment subscale, k = 13 instead of k = 
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10 for the Total Treatment questions and k= 37 instead of k = 34 for the Total FertiQoL. The ten 

women who were considering to conceive through OD, but have not yet started their treatment, did not 

receive questions regarding the contentment of treatment; N therefore differs in some domains. 

 Outcomes Anxiety and Distress. The outcomes anxiety and distress were measured with the 

validated 7-item GAD-7 scale (Spitzer et al., 2006). This scale consists of four-point scale questions 

with a score range of 0-3, in which a higher score indicates more anxiety. In the original GAD-7, the 

total raw scores are in the range of 0-21, where a score of 0-4 is associated with minimal anxiety, 5-9 

with mild anxiety, 10-15 with moderate anxiety, and 15-21 with severe anxiety (Kroenke et al., 2007). 

Five new questions regarding anxiety and distress were added to the GAD-7 (indicated with ‘+’ in 

results) in order to gain more insight into anxiety and distress specific for OD treatment. The 

sensitivity and specificity of the GAD-7 are 89% and 82% respectively for Generalised Anxiety 

Disorder (Kroenke et al., 2007). Since there were differences in the phase of treatment amongst the 

participants; 74 women (62 women who had delivered one or more children after OD pregnancy, and 

12 women who had a history with OD treatment which did not lead to a successful pregnancy) 

received the instruction to recall how they felt during the OD treatment. See Appendix F for the 

questions on anxiety and distress in the questionnaire. 

 For the variable Total score GAD-7, the original scoring of the GAD-7 was used. The sum of 

the scores of the original seven questions was calculated to indicate the total raw score. For the 

variable Total score GAD-7 + the original scoring was adjusted due to the five self-created questions 

on anxiety and distress which were added to the GAD-7. The sum of the original seven questions and 

the five new questions was calculated. As a result, the total score was in the range of 0-36. Here, a 

score of 0-8 is associated with minimal anxiety, 9-16 with mild anxiety, 17-25 with moderate anxiety, 

and 26-36 with severe anxiety. This interpretation is in line with the original interpretation of Total 

scores.  

Procedures  

Focus Groups 

The focus groups were performed online due to Covid-19 restrictions and recorded, for which 

written and spoken informed consent was obtained from the participants. The first focus group was 

organized in four sections with one main topic being discussed in each section. The main topics were: 

PC (e.g., did you receive information on the risks of OD pregnancy?), pregnancy (e.g., did you receive 

extra care such as additional ultrasounds due to OD?), childbirth (e.g., did you receive extra care such 

as induced labour due to OD?), and the need for a national guideline (e.g., what should be included in 

a national guideline on OD health care?). From the feedback process of the first focus group, it turned 

out that information on pregnancy and childbirth was overlapping. For that reason, in the second focus 

group, the parts on pregnancy and childbirth were merged. At the end of each topic, participants were 

able to report the main, or not yet discussed, points on an online jamboard. The focus groups lasted 

approximately two hours. M. Vermeulen chaired the focus groups without being too involved, and 
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only asked directing questions to introduce the above-mentioned topics. The participants were asked 

to tell something about the topics. They complemented each other, from which new questions arose, 

meaning only few guiding questions were necessary. Two members of the research team were also 

present. They had no medical treatment relationship with the participants, nor were they involved in 

the focus groups. Participants were able to withdraw from the study at any point for any reason, 

without consequences. During the focus groups Dutch was spoken. For this thesis all quotes were 

translated to English.  

Questionnaire 

After receiving the invitation from the researchers by e-mail or clicking on the open link via 

the Facebook group for OD peers, completing the questionnaire lasted approximately twenty minutes. 

This questionnaire was an online self-constructed questionnaire, which the participants could complete 

in their spare time. In the instructions the participants were asked to fill in the questionnaire with 

attention. Furthermore, it was emphasised that the questions were related to OD and not any other 

previous fertility treatment. Also, a clear description was given on the number of elements and themes. 

Participants were notified that some questions could evoke emotions.  

For the women who filled in the questionnaire via the open link on Facebook no informed 

consent was necessary since the questionnaire was anonymous, no personal data was asked, and the 

data was encoded while processing. The participants from the DONOR study were able to indicate on 

their informed consent form if they were willing to participate in future research. The women who had 

indicated that they wanted to be approached, were invited to fill in the online questionnaire by e-mail. 

Likewise, the women who participated in the focus groups could indicate on the informed consent 

form if they wanted to receive the questionnaire by e-mail as well.  

Statistical Analyses 

Qualitative Research 

Analysis of the focus groups was done to obtain more knowledge on the perspectives and 

opinions of women on PC and preconception care before and during OD. After transcribing the focus 

groups by one of the researchers, the data was encoded by two researchers independently in the first 

phase of the qualitative analysis. A hybrid method of deductive and inductive coding was used to 

derive specific quotes from the participants on their experiences of the phenomena. Themes were 

created deductively with topics originated from the focus groups (PC, pregnancy, childbirth, 

organization of health care, and the need for a national guideline). Deductive coding means that the 

codes were defined before coding the transcripts. Additionally, inductive coding was applied while 

analysing the transcripts. Inductive coding means that codes were created at the time of analysis. One 

researcher was working in a more structural way and created a couple more medical codes. The coding 

of the second researcher resulted in additional psychological codes. In the second phase, the 

researchers reached consensus on the codes by discussion and adjusting the codes together. This open 

coding resulted in 7 code groups and 69 codes. In the third phase, both researchers encoded the text of 
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the focus groups again, but this time together, to find consensus on all the separate encodings/quotes 

from the transcripts. This was done by discussion. In the last phase, a codebook and structure were 

created in which the overlapping codes were merged and the codes with low frequency were deleted. 

Consensus was again reached by discussion. This thematic analysis was submitted to and viewed by 

three more researchers to agree on the final codebook. All data were anonymized during the analysis, 

so only the researchers could know which data belonged to which participant.  

Quantitative Research 

Descriptive statistical analysis was performed using SPSS Statistics version 28 (IBM SPSS 

Software). To analyse the differences between the two groups (women who did and did not receive 

PC), the Mann-Whitney U test or the independent samples t-test were used for continuous data, and 

the Chi-square test or Fisher’s exact test for categorical data. The outcomes of the quantitative 

variables were numerical, meaning an independent samples t-test or a Mann-Whitney U test was used 

to analyse the hypotheses. The second sub-hypothesis was rejected if there was no statistically 

significant difference in QoL, contentment, and anxiety/distress between women who did receive and 

women who did not receive PC. Since earlier research indicated that social support could have a 

positive effect on dealing with infertility, the post-hoc decision was made to compare QoL, and 

anxiety and distress, between the women who had a low score on social QoL (< 74) and the women 

who had a high score on social QoL ( 74). A p-value < .05 was considered statistically significant. 

Results 

Qualitative Research  

 The qualitative research was mainly performed to answer the first sub-aim of the research: to 

obtain more knowledge on the perspectives and opinions of women on PC and care before and during 

OD pregnancy. Encoding the transcripts resulted in a codebook consisting of 57 codes divided into 

four code groups: PC, OD treatment, pregnancy and (post-)delivery. These four code groups 

originated from the focus groups. Four themes were recurring within these code groups: health care, 

counselling, emotions, and improvement. This thesis only elaborates on the results of the first code 

group (PC), as PC is the main topic of this thesis. An overview of the final code book, including code 

groups, themes, and codes that resulted from the focus group analysis is shown in Appendix G.  

An overview and summary is given of the qualitative data of code group 1 ‘Preconception 

Counselling’, supported by quotes from focus group one (FG1) and focus group two (FG2). Due to the 

number of quotations and relevance of the codes related to this, several codes from code group 1 

‘Preconception Counselling’ were not elaborated on. The relevant and highlighted codes are marked in 

bold and italics in Appendix G. The codes are highlighted in the following order: starting with the 

codes in the blue theme (Counselling), followed by the codes in the green theme (Emotions), and 

ending with the codes in the orange theme (Improvement). The yellow theme (Health Care) was not 

discussed, since there were no yellow codes in code group 1 ‘Preconception Counselling’.  

Blue Theme: Codes on Counselling 
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By Whom/Where and Content. The code ‘By Whom/Where’ entails information on by 

whom and where these women received or found their information before the OD treatment. The code 

‘Content’ entails information on the content of the received PC, for example on the possible risks of 

OD pregnancy or explanation of the OD process. These codes were taken together because they were 

often mentioned in one quotation. Women mentioned that they received information from coaches, 

social workers, and doctors. They also mentioned that they found information in Facebook groups for 

peers, on the internet, or in the Freya flyer. Most women were informed on possible complications. 

Some were told the very specific complications, such as hypertensive disorder or miscarriage. Others 

were only told that it would be a high-risk pregnancy. A minority did not receive any information on 

possible complications. Other subjects discussed were implications for the baby, disclosure and 

expectations of the donor and the receiving parents.  

Self-search for information/taking initiative. This code entails information on the need for 

women to take initiative in information seeking and in asking questions. All the women indicated that 

they did a lot of self-search for information, mostly due to the lack of information received from the 

health care professionals. Next to that, health care professionals are legally not allowed to support OD 

that is received abroad, which is why women were dependent on self-study for information in those 

instances. Furthermore, women indicated that they needed to take initiative themselves to receive 

answers to outstanding questions on different subjects (e.g., disclosure, donor contact), find peers, and 

seek mental help:  

“I had to show initiative myself to get in touch with peers.” (FG2), “I personally think that 

Freya's folder on oocyte donation is very good. I also sent it to our friend who was our donor, 

it contains everything. But at the same time, you really must look for it yourself. If not, you 

won’t find it and miss that information.” (FG1), “You are involved in medical stuff, but 

mentally it did a lot with me and I just got very little guidance in that. In any case, to get there, 

I had to do a lot by myself.” (FG2), “I did miss a proper explanation by the doctor about the 

different options for oocyte donation. Overall, she assisted me very well to ultimately be able 

to decide. But she could not tell me anything about the different options in the countries 

around us: in which countries around us it is possible to receive OD treatment, what kind of 

treatment these countries have, whether there are anonymous or non-anonymous donors? 

Those things are really just not spoken about at all. So, there is oocyte donation, but we 

cannot say anything about it, so you have to find it out for yourself.” (FG2) 

Green Theme: Codes on Emotion 

Difficult issues/questions around OD. This code entails information on difficult issues or 

feelings that come along with OD. The women talked about the difficulty of finding a donor, primarily 

due to the unsupplied donor banks in the Netherlands. They were open about their feelings of failure 

because they were not able to conceive with their own oocytes. From the conversations, it became 
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clear that there are different needs when it comes to PC and preconception care. Some quotes 

regarding these difficulties:  

“The stories of the Dutch egg donation banks, the long waiting times, and the four eggs you 

receive were so depressing to me. I could not handle going through that rollercoaster again.” (FG1), 

It is also important to acknowledge how many facets it entails. There is the medical part, but what I 

also found very hard is what it did to my mind. The fact that I could not provide the egg myself and the 

impact that has had on me, my body, my relationship. It has a huge impact.” (FG1) 

Emotions with OD. This code entails information on the range of emotions that comes with 

OD. From joy because it gives hope to still be able to become a mother, to grief because of the still 

unfulfilled wish to become a mother and also because of the inability to become pregnant with one’s 

own eggs. One example of a positive emotion with OD:  

“I think I had a slightly reversed reaction than most here, because of course we were already 

in the medical world for a long time, I mean everyone here in the focus group has been in the 

medical world for a long time, and therefore we already completely said goodbye to the 

chance that we would ever have a child at all. So, when you hear about such a thing as an egg 

donation, we both thought: okay really cool that this is even possible.” (FG1) 

Most of the women, however, described the whole process of infertility and OD treatment as a heavy 

burden:  

“It was a kind of assembly-line process or something like that, while we came out of a very 

emotional rollercoaster trajectory. I did miss someone who just occasionally said: ‘Jeez, pff, it 

is a lot.’ In that sense it felt like it didn't matter to the doctors whether I accidentally became 

pregnant for the 15th time or that we were already trying for so long, I missed that so to 

speak.” (FG1), “You're just emotionally shaky. At least, I was.” (FG1) 

One of the women also mentioned the feeling of bonding, in the sense that these may be different 

when the baby does not have your genes. It could be important to already discuss these feelings during 

PC in order to normalize these feelings or to offer mental support:  

“At one point they were talking to us about the possibility that it could be an emergency 

caesarean section. And I had already read in advance that it would be possible to need a 

caesarean section because so and so [read: because of complications], but at that moment I 

thought: okay, she will be born, and they immediately will take her away from us and I don't 

want that. Because indeed what you said Case 5, you already have a feeling that it would be 

scary if I would recognize her as my child and then she is also taken away from me. So, I 

really think that was kind of a horror scenario.” (FG1) 

 Sensitivity. This topic entails information on the sensitivity of the health care professionals.  

Most of the women find it very important that health care professionals know that it is an OD 

treatment process, so that they can be sensitive about this. Most women mentioned the lack of 

sensitivity and knowledge:  
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 “I think it is also important for the healthcare professional to see the patient sitting in front of 

you during the entire fertility process. For whatever reason she is sitting there. Everyone just 

likes to, well, be who they are and not be the next in line or number 100 of the day.” (FG1), 

“The word mother could be very heavy loaded. It is important to keep that in mind as a health 

care professional.” (FG2) 

Orange Theme: Codes on Improvement 

Positive opinions. The codes positive and negative opinions entail information on the 

opinions of the women on the received PC and the preconception care. The opinions on PC and care 

were divergent. Some of them received good care, with mental support and guidance:  

“Well, it was personal. They knew who we were, and they really thought along. There was 

room for emotion and we always had extra guidance. [… ] To occasionally spit and say what 

is bothering you, and also talk about the struggle you have in considering egg donation. What 

does this decision mean for us? Next to the fact that you yourself are actually infertile and the 

impact this has. They guided me very well in this.”(FG1) 

Negative Opinions. Others felt not heard or supported in their decisions on OD or received 

less PC or preconception care:  

“I also found it quite disappointing that they were not willing to advise us at all at the 

hospital. And I had the feeling, and they made it quite clear, that they were judgmental about 

receiving egg donation abroad. [… ] I thought they were a bit judgmental. I was also offered 

to talk to their social worker about this. As she was not a real psychologist, I also thought she 

had her own opinion about it. Because we initially wanted to go to Italy for an egg donation. I 

am Italian so for me it was easy to combine. And in Italy, you could only do an anonymous 

egg donation and I felt that she didn't think that was a good choice, the social worker that 

is.”(FG2) 

Some of the women would have liked more mental support:  

“It was actually that they said to me: hey nothing found, there are no eggs, so start thinking 

about egg donation and if you are ready, you can come back. That's how that conversation 

went. I was like, okay I'm still processing the information that no eggs have been found and 

I'm sad about that and you're going to tell me right now: just think about egg donation. They 

did not give me any information, but I could come back if I had a donor. What is happening 

and how does the future look like?”(FG1), “Well, in my ideal world, we would have had some 

sort of after-talk at the hospital. Something like: hey we discussed this with you, how did that 

news hit you, what do you think about it, have you already thought about it and where can we 

help you if necessary? And right now the news has been delivered and after that we had to 

figure it out ourselves. So, there was no follow-up at all.”(FG1) 

Improvement. The code improvement entails information on possible points of improvement 

of PC and preconception care. One frequently mentioned point of improvement was more clarity. 
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Since there was a lack of knowledge by health care professionals and no national guideline, 

information on certain topics remained vague and no clear answer could be found (e.g., is there a 

higher risk for premature birth).  

“I have only noticed, especially after the pregnancy, that so many things are said, especially 

in those Facebook groups. And nobody knows exactly what it really is or why certain things 

are said to one person and not to another. For example, premature birth, […] well I had never 

heard that one come along.” (FG1), “I also missed some pieces of information in advance. At 

a certain point I started to ask: okay if we are going to do this, how are we going to do this, 

what are the steps, what do I have to think about, what do I end up with? I have so many 

questions. There could be a little more information on that, just upfront. Even if you haven't 

quite made the decision yet and you're still in the middle of that process of: am I really going 

to do this? Do we dare to do this and how?” (FG2 

Improvement for Preconception Counselling 

 Based on the information retrieved from the focus groups, some recommendations on how to 

improve PC and preconception care could be given. One important recurring subject was the absence 

of a national guideline for PC. The absence of a guideline causes differences in preconception care 

between both hospitals and health care professionals. More clarity and scientific-based research on the 

possible complications, (preventative) medication, psychosocial wellbeing, and disclosure would 

provide more information for health care professionals. This would lead to better health care and less 

stress for those women that receive PC. Furthermore, it would be helpful for health care professionals 

if there were guidelines from which they could learn.  

The women in the focus groups confirmed the heavy burden of infertility. Next to that, most of 

the women already had a long medical history of fertility treatments before considering OD. To guide 

and support these women in the OD process, good preconception care is of great importance. 

Unfortunately, some women indicated that although OD was mentioned as a possible option to 

conceive, they did not receive a clear explanation of the OD process. Some women also mentioned 

that they had the feeling that there was a general lack of knowledge. On the other hand, others 

mentioned that they did not have this feeling, as they received PC from a specialized health care 

professional. To improve OD counseling and health care, health care professionals that may be 

involved in the OD process, such as general practitioners, midwives, fertility, and obstetric physicians, 

should be better educated. This entails ensuring more knowledge on OD, not only medically but also 

practically, including knowledge on where to find specialized care in the Netherlands (for referral) as 

well as abroad; knowledge and support in finding a donor and the decision making; knowledge on the 

possible complications resulting from OD pregnancies; and the skills to find possible resources when 

in doubt. The women were aware of the fact that health care professionals were legally not allowed to 

participate in anonymous OD. As an alternative it would be helpful if these health care professionals 

refer them to sources such as Freya, which can support women in making a considered decision.  
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Next to the above-mentioned aspects that could be improved by education, more knowledge 

could also help health care professionals in being more sensitive. The women mentioned that it is 

difficult if health care professionals are not supportive with their desire to receive OD treatment 

abroad. Even though these women were aware of the legal rules on participation of OD treatments 

taking place abroad, it would still help these women if the health care professionals accepted their 

decision and supported them in finding the required resources.   

Another aspect which could be improved by implementing a guideline, would be to introduce 

a referral for mental support. It became clear that not all health care professionals are aware of the 

difficult feelings and emotions that come along with OD. It would help these women if good mental 

care was offered. Ideally, they would receive this psychological help from a health care provider that 

is specialized in helping infertile women.   

Lastly, the women mentioned that peer support could be very helpful during the process, 

especially for questions and mental support. Some of the women found peers only after their 

pregnancy. It could be of value to mention this peer support during PC, by for example referring to the 

existing Facebook groups.  

Quantitative Research 

The questionnaire was sent to or viewed by a total of 292 participants. Only questionnaires 

with a progress of > 80% were included in the dataset, which resulted in 111 valid participants. From 

the 111 women, 10 were considering to conceive through OD but had not started their treatment yet, 

11 had already started and possibly already had an embryo transfer, 16 were pregnant through OD at 

the time of filling in the questionnaire, 62 had delivered at least one child after OD pregnancy, and 12 

women had a history with OD treatment which did not lead to a successful pregnancy.  

Preconception Counselling 

 A distinction was made between the women who did and those who did not receive PC. The 

participants who indicated that 1) they did receive PC, 2) were satisfied with the information and 3) 

indicated that they did not miss certain information were classified to the group who did receive PC 

(N=87). The women who indicated that they did not receive PC, and/or who were not satisfied with 

the information received during this counselling, and/or who indicated that they missed certain 

information were classified into the group of women who did not receive PC (N=24). It was a post-

hoc decision to classify the women who were not satisfied with the information received during the 

counselling and the women who indicated that they missed certain information, into the group “no 

PC”. This decision was made because the sample size would be too small if only the women who 

indicated that they did not receive PC were classified to this group. Information on the content of PC, 

the missed subjects during PC, and why there was insufficient attention for the mental wellbeing are 

shown in Appendix H. PC specific variables are shown in Table 3. Most of the woman that received 

PC indicated that they received information or education from a health care professional, yet still over 
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forty percent of the women indicated that they searched the information they needed and educated 

themselves.  

Table 3 

Characteristics of Women who did Receive Preconception Counselling, N=87. 

 percentage  number 

Mode of PC  

Received information/education from a health care professional   

 

88.5 

 

77 

Self-search for information/education  42.5 37 

Other 5.7 5 

Form of PC 

Conversation with professional 

 

95.4 

 

83 
Website 42.5 37 

Flyer 31.0 27 

Social media  25.3 22 

Other 10.3 9 

 

Note. PC = Preconception Counselling. 

Participant Characteristics  

The participant characteristics and OD specific variables are shown in Table 4. After 

observing the histograms and performing the Shapiro-Wilk Test to test for the normal distribution of 

the data for the variables that measure age at the start of the first OD treatment and the current age at 

filling in the questionnaire, the test showed that the data was normally distributed (W(101) = .99, p = 

.313), (W(101) = .99, p = .383). Therefore, an independent samples t-test was used to analyze these 

variables. No significant differences in these variables were found between the group who did receive 

PC and the group who did not receive PC. 

The variables education, indication for OD, donor type, country of OD treatment, embryo 

transfer, and pregnant through OD are categorical and have >20% expected count less than 5, 

therefore a Fisher’s Test is used for these variables. Most women were well-educated (higher 

professional education (HBO) or university education (WO)). Furthermore, POI was the most 

common indication in both groups, caused by either a cancer treatment or an unknown reason. Failed 

IVF treatment was the second most common indication in both groups. Also, there were more women 

with a non-anonymous donor than women with an anonymous donor. Looking at the source of the 

non-anonymous donors, there was a significant difference between the number of women who found a 

donor within their inner circle of friends or acquaintances when comparing the women who did (N = 

13, % =26.5) and did not receive PC (N = 8, % = 61.5), (1, N = 62) = 5.62, p = .025, Cramer’s V = 

.301, 95% CI [1.22,16.01]. In the group of women who did not receive PC, significant more women 

found a donor within their inner circle. Most women had their OD treatment in the Netherlands, 
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followed by Spain, Portugal, Belgium, and Finland. Furthermore, most women had an embryo transfer 

and had been pregnant through OD at least once.  

After observing the histograms and performing the Shapiro-Wilk Test to test for the normal 

distribution of the data for the variable measuring the number of pregnancies through OD, the test 

showed that the data was not normally distributed (W(82) = .65, p = <.001). Therefore, the Mann-

Whitney U test was used to analyze this variable. Furthermore, the variable measuring pregnancy 

complications is categorical and has >20% expected count less than 5, meaning a Fisher’s Test is used 

for this variable. In total, the 82 women conceived 145 times through OD. From these 145 

pregnancies, 117 pregnancies could be qualified as either complicated or uncomplicated; for the 

remaining 28 pregnancies, no clinical information was given. In more than half of these 117 

pregnancies, a complication had occurred as reported by the participants. The number of pregnancies 

through OD and the incidence of pregnancy complications did not significantly differ between women 

who did receive PC and women who did not receive PC.  The most reported pregnancy complication 

was pregnancy loss (death of the unborn fetus during pregnancy < 16 weeks and >16 weeks), followed 

by hypertensive complications (including pregnancy-induces hypertension and pre-eclampsia). 

Quality of Life and Contentment  

To answer the second sub-aim (a), comparing the QoL during the OD process, between 

women who did receive PC and women who did not receive PC, the data of the FertiQoL Core 

questions and Total FertiQoL were analysed. After observing the histograms and performing the 

Shapiro-Wilk Test to test for normal distribution of the data for the variables Total Core questions, 

Emotional subscale, Mind/Body subscale, Relational subscale, Social subscale, Total FertiQoL +, and 

Total FertiQoL the tests showed that the data was not normally distributed; (W(111) = .97, p = .018), 

(W(111) = .96, p = .002), (W(111) = .94, p < .001), (W(111) = .97, p = .029), (W(111) = .97, p = .006), 

(W(101) = .97, p = .019), (W(101) = .97, p = .019). Therefore, the Mann-Whitney U test was used to 

analyse these variables. No significant differences for the outcome variable QoL were found between 

the women who did and did not have PC (see Table 5). Since earlier research found that social support 

had a positive effect on dealing with infertility, the post-hoc decision was made to analyse if social 

support (Social QoL) could be an important factor for QoL. The total FertiQoL score between the 

women who had a low score on social QoL (< 74) and the women who had a high score on social QoL 

( 74), was compared. The Mann-Whiney U test showed a significant difference on the Total 

FertiQoL, U(Nsocial<74=55,  Nsocial74= 46) = 2375.50, z = 7.58, p = <.001. Women who had a higher 

score on the social QoL had a higher score on QoL compared to the women who had a lower score on 

the social QoL (M = 79.54 vs. M = 58.68). 

To answer the second sub-aim (b), comparing the contentment of health care during the OD 

process, between women who did receive PC and women who did not receive PC, the data of the 

FertiQoL Treatment questions was analysed. After observing the histograms and performing the 

Shapiro-Wilk Test to test for normal distribution of the data for the variables Total Treatment 
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questions + and Total Treatment questions, Environment subscale +, Environment subscale, and 

Tolerability subscale, the tests showed that the data was not normally distributed; (W(101) = .97, p = 

.017), (W(101) = .97, p = .038), (W(101) = .96, p = .003), (W(101) = .95, p < .001), (W(101) = .96, p = 

.004). No significant differences for the outcome variable contentment were found between the 

women who did and did not receive PC (see Table 5). However, when eliminating the three self-

created questions on contentment of treatment, there was a significant difference on the Environment 

subscale, U(NPC=no=21,  NPC=yes= 80) = 599.50, z = -2.02, p = .043. The women who did receive PC 

had a higher score on this subscale in comparison with the women who did not receive PC. The 

Environment scale is trustworthy with (9 questions; a = .845) and without (6 questions; a = .773) the 

three self-created questions.  

Anxiety and Distress 

To answer the second sub-aim (c), comparing anxiety and distress during the OD process, 

between women who did receive PC and women who did not receive PC, the data of the GAD-7 scale 

was analysed. After observing the histograms and performing the Shapiro-Wilk Test for Normality for 

the variables Total score GAD-7 +  and Total score GAD-7 the test showed that the data was not 

normally distributed (W(109) = .93, p <.001), (W(109) = .96, p = .002). Therefore, the Mann-Whitney 

U test was used to analyze these variables. No significant differences for the outcome variables 

anxiety and distress were found between the women who did and did not receive PC (see Table 6). 

Post-hoc analysis comparing the total GAD-7 score between the women who had a low score on social 

QoL (< 74) and the women who had a high score on social QoL ( 74), was conducted, based on the 

results of earlier research on social support. The Mann-Whiney U test showed a significant difference, 

U(Nsocial<74=61,  Nsocial74= 48) = 748.00, z = -4.39, p = <.001. Women who had a higher score on the 

social QoL had less anxiety and distress compared to the women who had a lower score on the social 

QoL (M = 9.10 vs. M = 4.85). 
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Table 4 

Comparison of OD Specific Characteristics of the Participants, Between the Women who did Receive PC and the Women who did not Receive PC. 

 

 PC = no, N=24 PC = yes, N=87    

 mean (SD) min-max mean (SD) min-max p-value& d CI 

Age at start of first OD treatment  37.24 (4.77) 26-46 36.34 (4.81) 25-50 .894 -.188 [-.67,.29] 

Age at filling in the questionnaire 38.46 (5.61) 27-50 38.95 (5.51) 26-52 .699 .090 [-.36,.54] 

Missing  12.5%  3(N) 8.0% 7(N)    

 percentage number percentage  number p-value# Cramer’s V 95% CI 

Education  

Lower secondary education 

 

0.0 

 

0 

 

1.1 

 

1 

.651 

1.000 

.190 

.050 

 

[.71,.86] 

General secondary education  0.0 0 3.4 3 1.000 .088 [.70,.86] 

Higher secondary education  0.0 0 2.3 2 1.000 .071 [.71,.86] 

MBO  8.3 2 19.5 17 .239 .122 [.08,1.75] 

HBO 54.2 13 47.1 41 .646 -.058 [.54,3.28] 

WO 37.5 9 26.4 23 .315 .101 [.64,4.33] 

Indication OD 

Wrong predisposition of genitals 

 

0.0 

 

0 

 

2.3 

 

2 

.871 

1.000 

.217 

.071 

 

[.70,.86] 

High age/menopause 0.0 0 6.9 6 .337 .126 [.70,.86] 

Carrier of hereditary disease 0.0 0 5.7 5 .583 .114 [.70,.86] 

Failed IVF treatment 25.0 6 21.8 19 .785 .031 [.42,3.43] 

Endometriosis 4.2 1 5.7 5 1.000 .029 [.08,6.41] 

High-tech surrogacy 0.0 0 1.1 1 1.000 .050 [.71,.86] 

POI 66.7 16 48.3 42 .167 .143 [.79,5.29] 

Reason unknown 4.2 1 4.6 4 1.000 .009 [.10,8.47] 

Other 0.0 0 1.1 1 1.000 .050 [.71,.86] 

Donor type  

Anonymous donor 

 

29.2 

 

7 

 

37.9 

 

33 

.252 

.480 

.171 

.075 

 

[.25,1.80] 

Non-anonymous donor 54.2 13 56.3 49 1.000 .018 [.37,2.27] 
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 percentage number percentage  number p-value# Cramer’s V 95% CI 

Source non-anonymous donor 

- Family or relative 

- Friends or acquaintances 

- OD bank 

- Advertisement 

- Other 

 

7.7 

61.5 

23.1 

0.0 

7.7 

 

1 

8 

3 

0 

1 

 

30.6 

26.5 

18.4 

18.4 

6.1 

 

15 

13 

9 

9 

3 

.062 

.154 

.025 

.703 

.184 

1.000 

 

.213 

.301 

.049 

.212 

.026 

 

[.02,1.59] 

[1.22,16.01] 

[.30,5.85] 

[.65,.88] 

[.12,13.41] 

Still searching for a donor 4.2 1 1.1 1 .387 .093 [.23,62.09] 

Other 12.5 3 4.6 4 .171 .134 [.62,14.72] 

Country of OD treatment 

The Netherlands 

 

41.7  

 

10 

 

47.7 

 

41 

.541 

.649 

.192 

.050 

 

[.31,1.96] 

Belgium 8.3 2 8.1 7 1.000 .003 [.20,5.29] 

Spain 16.7 4 25.6 22 .428 .087 [.18,1.89] 

Portugal 12.5 3 5.8 5 .369 .106 [.51,10.47] 

Finland 0.0 0 2.3 2 1.000 .072 [.70,.86] 

Multiple countries 20.8 5 10.5 9 .182 .128 [.68,7.50] 

Missing   .9 1    

Embryo transfer 

Yes 

 

83.3 

 

20 

 

86.2 

 

75 

1.000 

 

.026 [.08,6.79] 

No 4.2 1 5.7 5    

Missing 12.5 3 8.0 7    

Pregnant through OD 

Yes  

 

79.2 

 

19 

 

72.4 

 

63 

.348 

 

.122 [.08,1.84] 

No 8.3 2 19.5 17    

Missing  12.5 3 8.0  7    

 median min-max median  min-max  p-value$ IQR  

Number of pregnancies through OD 1 1-5 1 1-8 .465 1  

Missing 20.8% 5(N) 27.6% 24(N)    

 PC = no, N=27a PC = yes, N=90a    

 percentage number percentage  number p-value# Cramer’s V 95% CI 

Pregnancies  

Uncomplicated pregnancies  

 

33.3 

 

9 

 

34.4 

 

31 

 

1.000 

 

0.10 
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Note. PC = Preconception Counselling; PPROM = Preterm Premature Rupture Of Membranes; POI = Premature Ovarian Insufficiency  

&p-value calculated with an Independent Samples T-Test, two-sided; #p-value calculated with the Fisher’s Exact Test, two-sided; $p-value calculated with the 

Mann-Whitney U Test, two-sided; aN exceeds number of participants in the study because some women had multiple pregnancies.  

 percentage number percentage  number p-value# Cramer’s V 95% CI 

Complicated pregnancies 

- Hypertensive complications 

- Foetal growth restriction 

- Gestational diabetes 

- Threatened preterm birth/PPROM 

- Ectopic pregnancy 

- Pregnancy loss 

- Pregnancy termination 

- Placenta previa 

- Foetal death 

66.7 

22.2 

0.0 

3.7 

7.4 

7.4 

33.3 

3.7 

0.0 

0.0 

18 

6 

0 

1 

2 

2 

9 

1 

0 

0 

65.6 

16.7 

2.2 

5.6 

2.2 

0.0 

33.3 

2.2 

1.1 

1.1 

59 

15 

2 

5 

2 

0 

30 

2 

1 

1 

1.000 

.570 

1.000 

1.000 

.227 

.052 

1.000 

.548 

1.000 

1.000 

.010 

.061 

.072 

.035 

.120 

.241 

.000 

.039 

.051 

.051 

 

[.49,4.14] 

[.95,1.01] 

[.07,5.85] 

[.47,26.26] 

[.97,1.20] 

[.40,2.49] 

[.15,19.42] 

[.97,1.01] 

[.97,1.01] 
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Table 5 

Comparison of the FertiQoL Results Between the Women who did Receive PC and the Women who 

did not Receive PC, to Measure the Outcome QoL. 

 PC = no, N = 24 PC = yes, N = 87  

 median (IQR) min-max median (IQR) min-max p-value$ 

Total Core questions  70.31 (24.7) 42.7-92.7 68.75 (25.0) 22.9-92.7 .895 

Emotional subscale 66.67 (31.3) 16.7-95.8 66.67 (33.3) 16.7-100.0 .977 

Mind/Body subscale 72.92 (35.4) 25.0-100.0 70.83 (41.7) 8.3-100.0 .554 

Relational subscale 79.17 (27.1) 41.7-100.0 75.00 (25.0) 8.3-100.0 .787 

Social subscale 62.50 (28.1) 37.5-95.8 70.83 (29.2) 20.8-100.0 .628 

Total Treatment questions + 63.46 (15.4) 44.2-82.5 69.23 (16.8) 32.7-94.2 .254 

Total Treatment questions  67.50 (16.3) 42.5-87.5 71.25 (21.9) 32.5-92-5 .266 

Environment subscale + 66.67 (19.4) 41.7-88.9 70.83 (19.4) 19.4-100.0 .103 

Environment subscale 62.50 (16.7) 41.7 – 83.3 70.83 (19.8) 25.0-100.0 .043 

Tolerability subscale  68.75 (28.1) 31.3-100.0 68.75 (25.0) 25.0-100.0 .830 

Missing  12.5% 3(N) 8% 7(N)  

Total FertiQoL + 67.57 (24.0) 46.6-89.2 70.61 (21.8) 37.2-91.2 .887 

Total FertiQoL 68.38 (23.9) 46.3-90.4 70.96 (22.6) 32.4-91.9 .923 

Missing  12.5% 3(N) 8% 7(N)  

 

Note. PC = Preconception Counselling; + = Three self-created questions were added to the original 

FertiQoL scales and subscales. 

$p-value calculated with the Mann-Whitney U Test. 

Table 6 

Comparison of the GAD-7 Results Between the Women who did Receive PC and the Women who did 

not Receive PC, to Measure the Outcomes Anxiety and Distress. 

 PC = no, N = 22 PC = yes, N = 87  

 median (IQR) min-max median (IQR) min-max p-value$ 

Total score GAD-7 + 12.50 (9) 2-24 12.00 (13) 1-30 .958 

Total score GAD-7   

Missing 

6.50 (7) 

1.8% 

1-14 

2(N) 

7.00 (9) 1-21 .970 

 

Note. PC = Preconception Counselling; + = Five self-created questions were added to the original 

GAD- 7. 

$p-value calculated with the Mann-Whitney U Test.
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Discussion 

To improve health care and wellbeing for women undergoing an OD treatment, it is valuable 

to explore the experiences of these women. The perspectives of these women on PC and health care 

before and during an OD treatment were explored using qualitative focus group research. Furthermore, 

with quantitative questionnaire research the psychosocial wellbeing of women conceiving through OD 

was examined. The objective was to compare QoL, the contentment about health care, and the anxiety 

and distress during the OD procedure between women who did receive PC and women who did not 

receive PC. After analysing the qualitative research results, the main findings highlighted the need for 

more knowledge on OD among health care professionals. Next to that, the investigated women would 

have liked to receive more mental and peer support. The quantitative research showed no significant 

differences on QoL and anxiety/distress between women who did and those who did not receive PC. 

From the two tested scales on contentment, the scores on the Environment subscale (questions 

regarding the quality and availability of the treatment and its impact on QoL) differed significantly 

between women who did and women who did not receive PC. The scores on this subscale were higher 

for women who did receive PC. 

Regarding the results of the focus group research, it is important to acknowledge the differences in 

perspectives between the women. Like ‘normal’ pregnant women, they all had their own wishes and 

ideas about their process. Some were content with the received care and most of all thankful for the 

opportunity; others were less content and less positive about the process. However, they all mentioned 

that a guideline for health professionals on PC and OD treatment would be helpful to improve health 

care. Currently, there is a lack of knowledge by health care professionals on various OD subjects, such 

as possible pregnancy complications and health care policies. Policies and arguments from physicians 

differed between clinics and hospitals, sometimes without providing clear sources or evidence-based 

research. Therefore, it would be helpful for health care professionals to have a national guideline that 

summarises the evidence-based research and recommendations in OD health care. However, the 

production of a national guideline is a time-consuming process. Hence, it is important that health care 

professionals educate themselves in other ways, such as by following seminars and conferences and by 

reading articles. For the women undergoing OD, a guideline and more education could result in less 

distress as they have to worry less about figuring everything out by themselves. Improvement of the 

health care provision could cause better wellbeing for these women. They would have liked to be seen 

and heard, not only medically but also mentally. The focus group analyses confirmed the heavy 

burden of infertility and the OD process. Therefore, it is important that these women are supported by 

health care professionals and peers and are offered specialized mental care.  

In the questionnaire research, there were significantly more women in the group who did not 

receive PC who found their donor among friends and acquaintances compared to the group who did. 

No explanation was found for this difference. Hypothetically, this could be because they did not 

receive PC on the different options for finding an oocyte donor, meaning they had to search in their 
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inner circle. Also, it could be that these women already had a donor from their inner circle, even 

before PC. To be able to compare both groups on psychosocial wellbeing it is important to have 

comparable groups, which was the case in this research as all the other OD specific characteristics did 

not significantly differ between the groups.  

Furthermore, no significant differences were found in the outcome QoL between the groups, 

indicating that women who receive PC did not have a better QoL than the women who did not receive 

PC. Therefore, the first sub-hypothesis (a: it was hypothesized that QoL is higher in women who did 

receive PC as compared to women who did not receive PC) could be rejected. This finding is not in 

line with earlier research, in which patient-centered care for infertile women was associated with 

higher QoL (Aarts et al., 2012). Hypothetically, this could be explained by the content and quality of 

PC. If the content of PC was not focused on psychosocial wellbeing, this could explain why no 

differences were found. On the other hand, based on the biopsychosocial model it is expected that 

support in one domain, for example medical support, should cause improvements in another domains, 

for example QoL. Another possibility is that social support was a more decisive factor for QoL. Post-

hoc analysis showed that women whose social relationships were less affected by their fertility 

problems had a significantly higher QoL. This may indicate that the psychosocial wellbeing of women 

could be improved if there is more attention for maintaining and improving the social interactions of 

the patient with their support system. Another important finding is that the average scores on the 

FertiQoL of this sample were in line with the scores of people with fertility problems in other research 

studies, suggesting that the results of this study on QoL are representable for the population (Aarts et 

al, 2012). 

Also, the outcome contentment of health care (Total Treatment questions) did not significantly 

differ between the groups. This total scale indicates the quality, availability, and impact of the 

treatment on 1) QoL (Environment subscale), 2) mental and physical health, and 3) daily activities 

(Tolerability subscale). However, it is notable that the scores on the Environment subscale were 

significantly higher for women who did receive PC. This subscale did not significantly differ between 

the two groups when the three self-created questions were added. Cronbach’s alpha could not explain 

why there was no significant difference on the environment subscale with the three self-created 

questions added, meaning that these three questions were reliable for measuring the outcome. An 

explanation could be that the content of these three questions was less discussed during PC, which 

might have caused PC to have a lot less impact on these three questions. The results imply that both 

groups were equally content with the impact of the treatment on mental and physical health and daily 

activities. However, there was less contentment for women who did not receive PC on the availability 

and quality of the treatment. Also, the quality and availability of the treatment could have had more 

impact on their QoL, when compared to the women who did receive PC. An explanation could be that 

because these women did not receive PC, they experienced less availability and quality of care. Since 

a significant difference was found in the environment scale, the second sub-hypothesis (b: it was 
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hypothesized that contentment was higher in women who did receive PC compared to women who did 

not receive PC) could be retained.  

In contrast to the hypothesis that anxiety and distress were lower for women who did receive 

PC in comparison to women who did not receive PC, no significant differences were found in the 

outcome anxiety and distress between the groups. Therefore, the third sub-hypothesis (c: it was 

hypothesized that anxiety and distress during the OD treatment is lower for women who did receive 

PC as compared to women who did not receive PC) could be rejected. This is not in line with earlier 

research, in which patient-centered care was associated with less anxiety (Aarts et al., 2012). Again, 

this could hypothetically be explained by the lack of focus during PC on reducing anxiety. But 

similarly as with QoL this would not be in line with the biopsychosocial model. Possibly, social 

support is a more decisive factor for reducing anxiety, as it might be with QoL. As highlighted before, 

post-hoc analysis showed that women whose social relations were less affected by their fertility 

problems had significant less anxiety and distress. Again, this implies that the psychosocial wellbeing 

of women could be improved if there was more focus during PC on maintaining and improving the 

social interactions of the patient with their support system. No earlier research is available to compare 

these results. However, the scores on the GAD-7 of the total population of this research are in line 

with earlier research. Omani-Samani et al. (2018) found nearly the same results for people with 

infertility problems, since both anxiety levels were classified as mild anxiety. This would suggest that 

the results of this study on anxiety levels are representable for the population. 

Strengths and Limitations 

 The first strength of this research is its novelty. Little research has yet been done on PC for 

OD and the psychosocial wellbeing of women undergoing OD. Hopefully, this research will lead to 

more research into this subject. Secondly, the combination of focus groups and questionnaire research 

is a strength. Namely, the questionnaire was used to obtain a global view on PC and psychosocial 

wellbeing regarding OD treatment and was combined with more in-depth information that was 

collected using focus groups. Combining these two research designs resulted in a broad view of the 

perspectives and experiences of women undergoing OD. Another strength is the relatively high 

respondent rate on the questionnaire (111 participants) when compared to the number of women in the 

Netherlands that need OD to conceive. This makes the sample size representable for the Dutch OD 

population. In the Netherlands, from 2004 till 2020, 868 OD treatments were officially registered by 

Dutch clinics and hospitals (Fiom, n.d.). The exact number of OD treatments by Dutch women is not 

full clear as part of these women went abroad for OD treatment. Treatments abroad are not officially 

registered. Furthermore, analysing the data was done with accuracy to increase the reliability of the 

study. Especially with the qualitative research there was attention for using high-quality methods and 

reaching consensus within the research team through discussions. Lastly, to decrease the negativity 

bias (the tendency to focus more on the negative and less on the positive results), analysis of the focus 
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group results was done with a neutral view, meaning reporting both the positive and negative 

experiences if both occurred (Rozin & Royzman, 2001).  

 This research also has some limitations. Firstly, the expected number of women who did not 

receive PC was higher than the actual number. Therefore, the post-hoc decision was made to also 

include the women that were not content or missed certain information during PC into the group that 

did not receive PC. Even then, the number of women that did not receive PC remained low, which 

makes it more difficult to draw solid conclusions from this research. A possible improvement for 

future research would be to adjust the questionnaire as it was possibly not entirely clear for all 

participants what PC entails. The women were able to indicate what their PC was about in the 

questionnaire, but not all answers provided were clear or complete. A suggestion for future research 

would be to divide the question on PC in different parts. In that way it is possible to better interpret on 

what elements PC was given. For example, by adding ‘yes’ or ‘no’ questions on received information 

regarding possible complications, possible risk factors, donor information, disclosure, and medication. 

The higher expected number of women who did not receive PC in the questionnaire was based on the 

information gathered from the qualitative research. The actual small number is not in line with 

information received from the focus groups, in which a lot of statements were made on the low quality 

or absence of PC. However, the research sample of the qualitative research might not have been 

representative for the OD population due to a self-selection bias. The women who signed up for the 

focus groups may have been less content with the received care or may have had a negative 

experience, which made them to sign up. For future research it would be recommended to conduct 

more focus groups to prevent this bias. Another limitation is the recall bias. The difference between 

the age of OD treatment and the actual age when filling in the questionnaire was on average almost 

three years, with a minimum of 0 and a maximum of 17 years. It could be possible that not all women 

were able to exactly recall the different elements of the treatment, which could have lowered the 

reliability of this research. In future research, to avoid this bias, it is recommended to conduct 

prospective research, in which women who will receive PC and who will not receive PC are followed 

during their OD treatment. Data can then be collected while these women are in the midst of the 

process, limiting the recall bias.  

Implications 

  The results of this study could be used for future research on OD and PC. As this research is 

relatively new and little has been studied yet, the current study could serve as a first step to more 

research. Furthermore, this research could also be of value for health care professionals working with 

women undergoing OD treatment, in order to learn about the potential points for improvement and by 

implementing this. These health care professionals could gain more insight into how these women 

experienced their OD treatments and as such educate themselves on the difficult issues of OD. These 

professionals could for example learn that it is important to be clear on the possible risks of OD 

pregnancy, be sensitive in their communication, and also that their patients would like to receive 
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specialized psychological care when needed. This research could also be helpful in developing a 

national guideline due to the amount of valuable data. Especially the focus group research could give 

insights into what women find most important to be implemented in a guideline. Also, some data from 

the questionnaires could be relevant for developing a guideline, for example the data on the 

importance of social support for better QoL and less anxiety. Based on this research, a national 

guideline for health care professionals on PC should include information and advice on the medical 

part of OD (e.g., possible risks and complications, and medication) (van der Hoorn et al., 2022), 

different options for OD treatment (or references on where to find information to receive OD abroad), 

guidance in donor options and tips on how to find a donor, peer support, social support, and mental 

support. With this guideline health care for OD would be improved, which implies a better wellbeing 

for these women. Furthermore, by reading this research, women who need OD to conceive may gain 

helpful information on PC for OD. Not only might they feel heard and possible recognize themselves 

in specific quotes, but they could also learn more about the potential points of improvement within the 

treatment. By learning more about these points of improvement they could potentially prepare better 

for their own upcoming treatment, give better feedback to health care professionals, and possibly 

advise peers in a better way.  Since it could be a challenge for these women to extract concrete 

information out of this thesis, a suggestive intermediate step could be to create a written overview 

which can be found on an easy-to-find website.  

Conclusion 

 In conclusion, new insights have been gained through this research: undergoing OD treatment 

is a heavy burden, both physically and mentally. There are various points of improvement for PC and 

there is a need for more psychosocial support. At the same time, more research is needed to learn more 

about the effectiveness of PC and the possible protecting factor that PC could have for psychosocial 

problems. It can be concluded that receiving PC makes no difference on QoL, anxiety, and distress. 

Social support was possibly a more decisive factor for these outcomes and therefore should be a focus 

point in PC, as the women whose social relations were less affected by their fertility problems had 

significant better QoL as well as less anxiety and distress. Nonetheless, PC makes a significant 

difference in contentment of health care as the contentment on the availability and quality of the 

treatment was less for women who did not receive PC. Furthermore, the development of a national 

guideline with recommendations on PC would be a possible solution to address the points of 

improvement. For women who need OD to conceive, it would be helpful if this national guideline is 

developed for health care professionals encountering OD pregnancies. As a result, these women will 

be more likely to receive the required counselling, health care, and personal attention. By 

implementing a national guideline, women would be able to focus more on the positive side of this 

unique pregnancy, instead of having to worry about the health care system, especially after the period 

of grief and disappointments that most of these women had to go through. However, more research is 

needed to exactly determine how the health care for these women could be improved. 
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Appendix A 

Figure 2 

Schematic Overview of the Qualitative and Quantitative Method Section of This Research.  

Note. Dense description of this overview is found in the Methods. Colours represents parts of the 

Methods. 
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Appendix B 

Sociodemographic and OD Specific Questions in the Questionnaire 
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Appendix C 

Table 1 

Overview of the Measurements, Number of Questions With Explanation and Scoring for the Outcomes QoL, Contentment and Anxiety and Distress. 

 

Outcome Measurement and scales Number of questions (explanation)  Scoringa 

QoL FertiQoL 

Total Core questions: 

- Emotional subscale 

- Mind/body subscale 

- Relational subscale 

- Social subscale 

Total FertiQoL +  

Total FertiQoL 

 

24 (Emotional, Mind/Body, Relational, and Social subscale) 

6 

6 

6 

6 

37 (Total Core questions and Total Treatment questions +) 

34 (Total Core questions and Total Treatment questions) 

 

Original scoring FertiQoL 

Original scoring FertiQoL 

Original scoring FertiQoL 

Original scoring FertiQoL 

Original scoring FertiQoL 

Adjusted scoring FertiQoL 

Original scoring FertiQoL 

Contentment  FertiQoL 

Total treatment question + 

Total Treatment questions: 

- Environment subscale 

- Environment subscale + 

- Tolerability subscale  

 

13 (Environment subscale + and Tolerability subscale) 

10 (Environment and Tolerability subscale) 

6 

9 (Environment subscale and 3 self-created questions) 

4 

 

Adjusted scoring FertiQoL 

Original scoring FertiQoL 

Original scoring FertiQoL 

Adjusted scoring FertiQoL 

Original scoring FertiQoL 

Anxiety/Distress  GAD-7 

Total score GAD-7 + 

Total score GAD-7  

 

12 (Total score GAD-7 and 5 self-created questions) 

7 

 

Adjusted scoring GAD-7 

Original scoring GAD-7 

 

Note. + = Three self-created questions were added to the original FertiQoL scales and subscales. Five self-created questions were added to the original  

GAD-7 questionnaire.  

aOriginal and adjusted scoring is explained in the Methods of this thesis.  
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Appendix D 

Questions on Quality of Life in the Questionnaire 
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Appendix E 

Questions on Contentment in the Questionnaire 
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Appendix F 

Questions on Anxiety and Distress in the Questionnaire 
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Appendix G 

Figure 3 

Codebook Defined by the Researchers After Analysing the Focus Groups, With 4 Code Groups and 57 

Codes. 

 

 

 

 

Note. Main Themes: Yellow = health care, Blue = counselling, Green = emotions, Orange = 

improvement. Bold italics = codes discussed in this paper. OD = Oocyte Donation. 
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Appendix H 

Table 2 

Answers on the Questionnaire Given by the Participants on Content of PC, Missed Information 

During PC, and why There was Insufficient Attention for Mental Wellbeing.  

 

Note. OD = Oocyte Donation. PC = Preconception Counselling.  

Content of PC  Possible pregnancy risks  

Disclosure  

Wellbeing of OD children  

Social support  

Psychological support  
Laws and regulations  

Donor options  

The positive and negative points of OD treatment  

Difficult issues with OD  

Costs  

Changes of a successful pregnancy  

Information on the donation procedure  

Medication  

General information on the OD treatment 

Missed information 

during PC 

Success rate 

Quality of the different clinics 

Information on ultrasounds  

Practical and logistical information 

Information on the number of oocytes  

Shared decision making in primary and secondary care 

Information on the phases of emotional process  

Waiting time  

Requirements for the donor 

Psychological care 

Would have liked less self-search and taking initiative  

Possible risks  

Recognition for grief 

A clear overview on the OD options  

Information on communication with the donor  

More information on costs and compensation 

Insufficient attention 

for mental wellbeing, 

because 

There was no psychologist, but a social worker  

There was no attention for mental wellbeing  

No psychological support was offered  
No questions were asked about how I felt 

Only the technical part was spoken 

There was no support system 

I felt like a number 

There was no attention for my grief of the loss of passing my bloodline 

I had to search for mental support myself 

The social worker does not understand what I have gone through 

I had to pay for psychological help, which I could not 
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