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Abstract 

 

 

Prenatal diagnosis testing, whether a woman chooses to terminate her pregnancy 

or carry to term after an adverse prenatal diagnosis, comes with long term, 

complex implications which include psychiatric, emotional and social problems 

(Black & Sandelowski, 2010; Fonseca, Nazare & Canavarro, 2012; Howard, 2006, 

Korenromp, Christiaens, Bout, Mulder, Hunfeld & Bilardo, 2005; Lathrop & 

VandeVuss, 2011a; Taylor, 1998). 

 

A variety of strategies are utilised by professionals to support women prior 

to the decision-making process, at the point of decision-making and after the 

termination or birth following an adverse prenatal diagnosis. Understanding the 

impact of specific types of support has been limited. Additionally, it appears that 

attempts to develop regulatory standards and models for adequate psychosocial 

support have failed to date (Abramsky, 2003; Howard, 2006; Shiloh, 1996). This 

study focused on the impacts of particular types of support (counselling, case 

management, support groups, friends/family and/or written resources) on the 

anxiety, guilt and decisional conflict of women after a prenatal diagnosis. An 

adverse prenatal diagnosis, for the purpose of this study, required women to be 

faced with the decision as to whether they wished to terminate or carry their 

pregnancy to term. Decisional conflict relates to the uncertainty about which course 

of action to take when available choices involve risk, loss, regret, or challenge to 
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personal life values (Howard, 2008). Decisional conflict is often accompanied by 

emotional distress, however is dependent on variables such as personal traits, 

existing mental health or physical health issues and access to support (Howard, 

2008).   

One hundred and six women participated in the study via questionnaires 

exploring the relationship between women’s anxiety, guilt and decisional conflict 

and the type of support they received. In addition twelve women participated in 

qualitative in-depth interviews. The findings of the study revealed that no particular 

type of support emerged as the “best” type for women. Interestingly however, the 

significant finding of this study was in relation to women’s perception of support; 

their social construction of support and associated subjective perception impacted 

on their wellbeing significantly regardless of the support type. Additionally, another 

finding of this study confirmed that women developed substantial post-traumatic 

growth (PTG) symptoms after a prenatal diagnosis with a strong emphasis on and 

involvement with self-help support groups. The study’s findings provide 

recommendations for practice in the field of prenatal testing and social work 

practice in the field of women’s health. 
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Chapter 1: Introduction 

 

An adverse prenatal diagnosis can occur as the result of prenatal screening of a 

woman at any stage of pregnancy. However most routine screenings happen 

during routine ultrasounds and between ten and twenty weeks’ gestation 

(Abeywardana & Sullivan, 2008; Hogan, 2016; McKechnie & Pridham, 2012). The 

goal of this process is to detect genetic and congenital anomalies.  There are 

different screening tests available that include non-invasive procedures 

(ultrasounds, external examinations, foetal heartbeats); less invasive procedures 

(maternal serum screening and other blood tests) and invasive procedures 

(amniocentesis and chorionic villus sampling). These prenatal screening 

procedures are designed to provide families with knowledge, to assist them in 

making informed choices in terms of pregnancy outcomes in cases of prenatal 

abnormalities. These choices may include birth, termination or adoption (American 

College of Obstetricians and Gynaecologists, 2010). 

 

Between two and four percent of pregnant women worldwide will receive a 

prenatal diagnosis that requires them to make a decision about a potential 

termination because of an adverse prenatal diagnosis (Abeywardana & Sullivan, 

2008). Increasing routine care and technology have contributed to the rising 

number of women faced with this difficult dilemma (Black & Sandelowski, 2010; 

Guon, Wilfond, Farlow, Brazg & Janvier, 2014; Hardisty & Vora, 2014; Hawthorne 

& Ahern, 2009; Hodgson, Pitt, Metcalfe, Halliday, Menezes, Fisher, Hickerton, 
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Petersen & McClaren, 2016; Hogan, 2016; Hilton-Kamm, Chang & Slansky, 2012; 

Lafarge, Mitchell, & Fox, 2013; Lathrop, 2009; Milligan, 2004). Such tests are now 

routinely available for all women, including those who do not appear at risk (Hogan, 

2016; Pergament, 2014). As a result more women face the difficulty of receiving a 

poor or fatal diagnosis and consequently more women experience a sense of 

pressure to choose their pregnancy option; termination or carrying to term (Bui, 

Raymond & Van den Veyver, 2013; Bromberg, 2003; Hawthorne & Ahern, 2009; 

Hogan, 2016; Lafarge, Mitchell, & Fox, 2013). 

 

Research has explored the notion that psychosocial support may benefit 

women who have received a prenatal diagnosis, to reduce the risk and prevalence 

of psychiatric symptoms and assist with their decision-making process of 

terminating or continuing their pregnancy (Geerinck-Vercammen & Kanhai 2003; 

Gordon, Thornton, Lewis, Wake, & Sahhar, 2007; Leithner et al. 2002; Lilford et al. 

1994; Lloyd & Laurence 1985; Pitt, McClaren & Hodgson, 2016). However, the 

psychological and social research centred upon prenatal diagnosis has not 

advanced in a way that aligns with current developments in technologies and there 

is no consensus about the need for, or the types of support that may be beneficial 

to the wellbeing of the woman (Hilton-Kamm, Chang  & Slansky,  2012; Hardisty & 

Vora, 2014; Hodgson, Pitt, Metcalfe, Halliday, Menezes, Fisher, Hickerton, 

Petersen, & McClaren, 2016; Hogan, 2016; Taylor, 1998). Subsequently it appears 

that women, families and professionals alike are ill equipped to deal with the 

psychosocial issues raised after a poor or fatal prognosis (Abramsky & Chapple 
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2003; Bui, Raymond & Van den Veyver, 2013; Chescheir & Cefalo 1992; Elder & 

Laurence 1991; Garrett & Carlton 1994; Green & Statham 1996; Leithner, Maar & 

Maritsch., 2006, Lloyd & Laurence, 1985). There is a need for women and the 

professionals caring for them to become aware of the contemporary issues 

surrounding prenatal testing as well as the support required for women following an 

adverse prenatal diagnosis (Pisnoli, O’Connor, Goldsmith, Jackson & Skirton, 

2016).  

 

 This study reviewed the historical context of prenatal testing and 

experiences of women following a prenatal diagnosis. It discussed some of the 

complex issues surrounding the support offered to women and their families and 

outlines key variables associated with decision-making; such as the context in 

which decisions are made and the consequences of having to choose between a 

termination of pregnancy and carrying to term. It highlighted the quantitative and 

qualitative findings extracted from one hundred and six questionnaires and twelve 

in-depth interviews that primarily focused on women’s perception of support as the 

greatest predictor of impact on their anxiety, guilt and decisional conflict. Women’s 

interpretation of meaning led to Post Traumatic Growth (PTG). Although no 

questions were originally intended to assess PTG, ten of the twelve participants 

shared PTG narratives during their interviews. This highlighted that participants 

experienced ‘a new possibility in purpose’ most often identified as self-help roles or 

tasks to support other women receiving prenatal diagnoses, such as the creation of 

or involvement in support groups. The participants perceived that many resources 
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available at the time of their diagnosis were not suitable for their type of loss and 

that availability of accessible support groups and resources specific to prenatal 

diagnoses issues could have alleviated their anxiety, guilt or decisional conflict. 

 

Finally, the study provides recommendations for future research which focus 

on gaining an understanding of the impact of prenatal diagnoses on women’s 

wellbeing, encouraging professionals to focus on women’s individual needs and 

perceptions of what may be helpful to them rather than apply a prescriptive method 

of care, and advocating for the “SARF” (Skills, Assessment, Referral and Follow 

up) model (a model developed from this study which suggests recommended 

practices) for women and their families following a poor or fatal prenatal diagnosis. 
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Chapter 2: Literature Review 

 

The international context of prenatal diagnosis  

 

Prenatal testing is a medical practice undertaken in most developed countries in 

the world (Australian Medical Association, 2002; Nguyen, & Knoppers, 2015; World 

Health Organization, 1998). However, policy and legal approaches surrounding 

prenatal diagnoses vary differently from one country to another, based on factors 

such as culture, religion, medical costs as well as the significance of women’s own 

choices and values within that country (Ekelin, Persson, Välimäki & Svalenius, 

2016; Fletcher & Wertz, 1999; Nguyen & Knoppers, 2015). In 2005, the European 

society of human reproduction and embryology (ESHRE) noted a lack of guiding 

principles for prenatal testing, resulting in consensus concerning the international 

development of guidelines offering the minimum standard for the care of women 

(Nguyen & Knoppers, 2015).  

 

The international practice of prenatal testing provides inconsistent 

interpretations of the processes to be adopted before testing and following an 

adverse prenatal diagnosis, both culturally and professionally (Nguyen & 

Knoppers, 2015; World Health Organization, 1998). This is due to the lack of 

international and universal healthcare recommendations based on the 

demographic, cultural and social factors that guide policy creation and their 

regulations.  A minority of countries (such as China, France, India, Israel and 
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Switzerland) provide prenatal testing under law, while most other countries (such 

as Australia, Belgium, Canada, Germany, Japan, the Netherlands, New Zealand, 

Singapore, South Africa, UK and USA) offer testing as part of agreed professional 

guidelines (Fletcher & Wertz ,1999; Nguyen & Knoppers, 2015).  Additionally, most 

of these countries offer terminations of pregnancy legally following an adverse 

prenatal diagnosis, while other countries, such as Australia, require ethical 

clearances to do so. The International federation of gynaecology and obstetrics 

(FIGO) provides further direction on the need to be clear that prenatal testing 

should not be used as a screening tool to meet parents’ wish for a ‘perfect baby’ 

(Nguyen & Knoppers; 2015, p. 1082). The unrealistic nature of such a wish has 

been recognised, and consequently FIGO advises professionals to counsel 

families “accordingly”, gate-keeping the ethical and legal parameters of decision-

making following a prenatal diagnosis, while being mindful of the emotional impact 

of receiving an adverse prenatal diagnosis. 

 

There are additional factors which impact on the access to, and regulations 

for, prenatal testing internationally. These include costs (not all countries provide 

access to free health care), the impact of possible genetic diagnoses on 

employment and medical/life insurances, as well as accessibility (Fletcher & Wertz, 

1999; Nguyen & Knoppers, 2015).  As highlighted, there are multiple differences in 

the guidelines and policies surrounding prenatal testing internationally, however 

there are also similarities. These include the inclusion of prenatal testing into 

routine prenatal care, the notion that prenatal testing requires ethical processes 
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and appropriate regulatory policies in place, the prohibition of some aspect of 

testing (such as gender selection) and the recognition that prenatal testing is an 

acceptable routine to support families in making pregnancy choices consistent with 

their individual and socio-cultural choices (Fletcher & Wertz, 1999; Nguyen & 

Knoppers, 2015; World Health Organization,1998).  Despite conceded differences, 

it is clear that prenatal testing has become part of a minimum standard of care for 

all routine pregnancies. It is also accepted as a crucial part of pregnancy care and 

is actively promoted by the health sector internationally (Australian Medical 

Association, 2002; Fletcher & Wertz, 1999; Nguyen & Knoppers, 2015; World 

Health Organization, 1998). 

 

The context for prenatal diagnosis in Australia 

 

In addition to identified disparities in processes and policies across countries, there 

are known variances in the availability of medical terminations for women following 

an adverse prenatal diagnosis across Australian states (Abeywardana & Sullivan, 

2008). While some states do not allow terminations “on demand” (terminations 

performed without having a medical practitioner deem it necessary for the women’s 

mental or physical health), most states allow a termination for medical reasons to 

occur following a poor prenatal prognosis with the approval of an ethics committee. 

Though those processes are different from one state to another, they can also 

fluctuate from one service to another within that state (i.e.: public VS private sector) 

(Abeywardana & Sullivan, 2008). Additionally, as laws and their associated 
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regulations evolve over time, it is sometimes challenging to understand the context 

of decision-making subsequent to an adverse prenatal diagnosis as women’s 

journeys are guided by the sanctioned laws and informal practices of their state at 

a specific point in time (Petersen, 2010). The following table (Table 1) provides 

information on current laws associated with pregnancy terminations in Australia. 
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Table 1 Termination laws across Australian States 

State  Legal Status Exemptions 

 

ACT Legal on demand No conditions  

 

NSW Criminal offence Authorised if one medical staff is satisfied that pregnancy would impact on a woman’s 

mental, social or physical health. 

NT Criminal offence Authorised if two doctors are satisfied that pregnancy would impact on a woman’s 

mental, social or physical health or for serious abnormality.  

QLD Criminal offence Authorised if two doctors (following an ethics assessment) are satisfied that 

pregnancy would impact on a woman’s mental, social or physical health or for serious 

abnormality. 

SA Criminal offence Authorised up to 28 weeks if two doctors are satisfied that pregnancy would impact 

on a woman’s mental, social or physical health or for serious abnormality. 

TAS Legal on demand up to 16 weeks Authorised beyond 16 weeks if two doctors are satisfied that pregnancy would impact 

on a woman’s mental, social or physical health or for serious abnormality. 

VIC Legal on demand up to 24 weeks Authorised beyond 24 weeks if two doctors are satisfied that pregnancy would impact 

on a woman’s mental, social or physical health or for serious abnormality. 

WA Legal on demand up to 20 weeks Authorised beyond 20 weeks under strict assessment only, requiring approval by a 

panel appointed by the Minister for Health. 
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From a statistical perspective, the birth of children with prenatal diagnoses 

declined between 1970 and 2014 both nationally and internationally (Abeywardana 

& Sullivan, 2008). Abeywardana and Sullivan (2008), authors of the most recent 

Australian perinatal statistics data report, suggest the falling rates pertain to the 

technological advancements that allow for the earlier detection of conditions 

including Down syndrome, Spina Bifida, Potter’s syndrome, Anencephaly, 

neurological tube defects and other genetic and congenital conditions as well as 

the availability of terminations following a prenatal diagnosis. Based on their report, 

the authors state that there is a difficulty in accessing accurate pregnancy data on 

the reporting of genetic and congenital anomalies. Considering that only two states 

in Australia (Western Australia and South Australia) have mandatory obligations to 

report data on terminations performed within their borders, it is impossible to 

accurately estimate how many pregnancies actually received a poor or fatal 

prenatal diagnosis in that same period. Nonetheless it is suspected that those 

numbers would be higher than the 15,251 births reported in Australia in 2002-2003 

as having received a poor or fatal prognosis, considering that between 60% and 

90% of women will terminate their pregnancy following a poor prenatal diagnosis 

(Abeywardana & Sullivan, 2008). Additionally, the complexity in accessing accurate 

and recent data has created additional barriers for researchers in this area.  It 

should be noted that Australia is in the process of developing a national data 

system to ensure that a minimum standard of data collection is established 

nationally to improve the availability of national statistics and information on 

perinatal outcomes (Abeywardana & Sullivan, 2008). 
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In the evolution of the practice, prenatal testing was expected to serve only 

one rationale by the obstetricians agreeing to facilitate such tests. This was to 

allow women to terminate a pregnancy if abnormalities were detected. This 

process was enforced in the 1970s where women would only undertake prenatal 

diagnosis tests if they agreed in advance to terminate the ’defective’ child 

(Abeywardana & Sullivan, 2008; Hogan, 2016; Sandelowski & Jones, 1996; 

Statham, 2002). In 1980, 75% of obstetricians continued to have the same view 

and despite the feminist and anti-discriminatory movements of more recent 

decades, 34% of doctors, including general practitioners (GPs) and obstetricians, 

continue to expect a woman to terminate if she receives a poor prognosis of her 

unborn baby after prenatal testing (Guon et al., 2014; Statham, 2002). No current 

statistics are available on the expectations of obstetricians prescribing or facilitating 

these tests. However, between 60-90% of women who receive a prenatal 

diagnosis of significance (poor or long-term prognosis) will terminate the pregnancy 

based on the information available and the severity of diagnosis (Garrett & Carlton, 

1994; Guon etal., 2014; Pitt, McClaren & Hodgson, 2016; Sandelowski & Jones 

1996).  

 

Impact of receiving a prenatal diagnosis 
 

It is currently accepted that prenatal testing has three purposes. The first purpose 

is to inform and prepare women for the birth of a child with a disability. The second 

is to allow treatment or delivery of the child in a tertiary maternity hospital and the 
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third purpose is to allow the potential termination of the pregnancy (Bewley, 2003; 

Hilton-Kamm et al, 2012; Schmitz, 2012). This testing process focuses on the 

physical state of the foetus. As a consequence of testing, the physical wellbeing of 

the woman is investigated but little regard is attributed to her psychosocial 

wellbeing (Bewley, 2003; Howard, 2006; White-Van Mourik, 1994).  While there 

has been some research about the short and long-term experiences of Australian 

women who have received a poor or fatal prenatal diagnosis, little is known about 

the impact of psychosocial support and other supportive interventions (Hodgson et 

al., 2016). Knowledge of the effects of the availability of prenatal testing is still 

emerging. However it is undeniable that as early as it was discovered and 

implemented, the practice of prenatal diagnosis testing became one of the greatest 

and most controversial medical discoveries (Hall, 2011; Hogan, 2016). As health 

professionals facilitated the first prenatal diagnosis testing via X-ray for bone 

malformation, it emerged that deciding on whether to continue or terminate a 

wanted pregnancy after a prenatal diagnosis was a very difficult and traumatic 

choice for those involved in making the decision (Brondino, Colombini, Moroti, 

Podavini & Formica, 2013; Gregg 1993; Hogan, 2016) creating the need for 

professionals to consider women’s psychosocial needs following such diagnosis. 

 

Prenatal diagnosis testing, whether a woman chooses to terminate her 

pregnancy or carry to term after a poor or long-term prognosis, comes with long-

term implications which may affect women in the psychiatric, emotional or social 

domain (Black & Sandelowski, 2010; Brondino, et al., 2013; Fonsecaet al., 2012; 
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Howard, 2008; Lathrop & VandeVuss, 2011a; Korenromp,Christiaens, Bout, 

Mulder, Hunfeld & Bilardo, 2005; Nguyen, Roman, Dommergues & Verspyck, 

2013; Staats, Nelson Goff, Springer & Monk, 2015; Statham, 2003; Taylor, 1998; 

White-Van Mourik, 2003). The social and emotional issues for women responding 

to poor or fatal prenatal diagnoses are complex. These women may potentially 

experience feelings of grief, trauma, and loss of biological and sexual esteem 

(Brondino et al., 2013; Fonseca et al., 2012; Howard, 2008; Lathrop & VandeVuss, 

2011a; Korenromp et al., 2005; Pisnoli, O’Connor, Goldsmith, Jackson & Skirton, 

2016). They may also suffer parenting and relationship issues (Brondino et al., 

2013; Fonseca et al., 2012; Howard, 2008; Lathrop & VandeVuss, 2011a; 

Korenromp et al,. 2005). The grief process is influenced by the culture and beliefs 

of the woman, including psychological, social and religious determinants (Pisnoli et 

al., 2016). Additionally, the in-utero diagnosis received, and whether termination 

occurred and in which circumstances, also influence this process. The mourning 

process experienced by women after an infant loss can take from one to three 

years (O’Leary & Warland, 2012) with additional life-long consequences including 

the development of alternate worldviews (Hutti, 2005). Inherent within the 

framework of common grief therapies (Worden, 2008) is the process of accepting 

the reality of the loss, to experience the pain of the grief, to adjust to an 

environment in which the person is missing and to reinvest energy in another 

relationship (O’Leary & Warland, 2012; Worden, 2008). Such steps are considered 

vital and are unlikely to occur before a year has passed following the loss 

experienced after a prenatal diagnosis. 
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Since the mid-1990s, various research has indicated that women who 

received a prenatal diagnosis and who lost a child either through a termination of 

pregnancy (TOP) or whose child died at or after birth, exhibited signs of extreme 

grief and trauma (Coleman, 2016; Fonda, Allen & Mulhauser 1995; Howard, 2008; 

Korenromp et al. 2005; Iles & Gath, 1993; Lafarge, 2013; Leithner et al., 2004; 

Statham, 2002). The impact of receiving a prenatal diagnosis has been compared 

with other pregnancy losses and pregnancy trauma. In a German study (Kersting, 

Kroker, Steinhard, Hoernig-Franz, Wesselmann, & Luedorff; 2009), women who 

undertook a TOP for foetal anomalies were compared with women who gave birth 

to an infant with low birth weight fourteen days, six months and fourteen months 

after the event. The researchers found that scores documenting the impact of the 

experience on their mental health varied in the short term, however, fourteen 

months after the event, post traumatic signs and clinical depression were higher in 

women who had experienced a TOP.  Korenromp et al. (2005) studied 254 women 

after a TOP and found that whilst women carried substantial amounts of grief 

following termination, the post-traumatic stress symptoms were substantially more 

significant than the immediate grief. In addition, women often described feeling 

judged and stigmatised for choosing a TOP (Carlsson, Bergman, Wadensten, & 

Mattsson, 2016).  

 

The findings of Korenromp et al. (2005) confirm earlier studies by Leithner et 

al. (2004) and Iles and Gath (1993) in which women who received a prenatal 

diagnosis experienced trauma rather than loss. Other findings reveal that women 
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who received a prenatal diagnosis did worse in terms of anxiety and guilt than 

women who received the same diagnosis post-natally (Staats, Nelson Goff, 

Springer & Monk, 2015). Finally, women who receive a prenatal diagnosis may 

develop long-term psychological issues that include depression and social 

withdrawal (Black & Sandelowski, 2010; Brondino et al., 2013; Fonseca et al., 

2012; Howard, 2008; Lathrop & VandeVuss, 2011a; Korenromp et al,. 2005; 

Nguyen, et al., 2013; Statham, 2003; Taylor, 1998; White-Van Mourik, 2003).  

 

 It is widely accepted that an adverse prenatal diagnosis presents a 

considerable legal, ethical and emotional dilemma for those involved (Hawthorne & 

Ahern, 2009; Lafarge, Mitchell & Fox, 2013; Pergament, 2014; Turner, 2003). It 

challenges the women and their partners’ views on moral questions such as 

abortion, disability and the influence of religious belief as well as views on life, 

goals and coping abilities (Hawthorne & Ahern, 2009; Lafarge, Mitchell & Fox, 

2013; Pergament, 2014; Statham, 2003; Turner, 2003). Rothman (1987) states that 

significant pressure is placed on women and their families after a prenatal 

diagnosis to consider the impact of birthing a disabled child in terms of the financial 

and social costs (Hardisty & Vora, 2014; Pergament, 2014; Sierawska, 2014).  

 

Both qualitative and quantitative studies have investigated grief and trauma 

reactions of women who received a prenatal diagnosis with other types of grief or 

trauma. The incidences of morbidity post termination were 41% higher in women 

who had terminated a wanted pregnancy due to prenatal diagnosis than those of 
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the general population (Fonseca, Nazaré, & Canavarro, 2012). The psychiatric 

symptoms of women who had received a poor prenatal diagnosis and decided to 

terminate were worse than women who experienced a stillbirth or neonatal death 

on measures of adjustment (Brondino, Colombini, Morandotti, Podavini, De 

Vidovich, & Formica, 2013). 

 

As indicated in the previous section, the impact of poor or fatal prenatal 

diagnoses, both in women who carry to term, and those who terminate, is 

significant and has long term ramifications. Self-esteem and positive self-views of 

women and their partners are impacted; social, familial and couple relationships 

may become vulnerable; and parenting abilities and behaviours can be adversely 

affected (Howard 2006; Pisnoli et al., 2016; White-Van Mourik, 2003). Individuals 

and/or families may express a change in worldview and struggle to engage in the 

world without apprehension (Howard 2006; White-Van Mourik, 2003). Feelings of 

guilt following a termination, birth of a disabled child, or the neonatal death of a 

baby are often highlighted by women to be excruciating and psychologically 

damaging (Howard 2006; White-Van Mourik, 2003).  One aspect that has been 

discussed in various studies is the loss of self-esteem and the loss of one’s 

‘biological identity’, meaning that men and women may experience a loss of social 

competence as a result of the perceived inability to produce a healthy child which 

burdens their relationship and parenting of other children (Howard 2006; Pisnoli et 

al., 2016; White-Van Mourik, 2003).  
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Routine care and informed consent of women 

 

Prenatal testing is routinely administered to women in most western countries as 

part of regular antenatal check-ups.  Whilst women appear to consent to the care 

they receive, it has been argued that women do not always make an informed 

choice (Abramsky & Chapple, 2003; Ekelinwt al., 2016; Milligan, 2004; Pergament, 

2014; Sierawska, 2014; Statham, 2003) and may even be “backed into prenatal 

testing” (Sandelowski & Jones, 1996, p. 355).  Western society has established 

universal norms for prenatal care from non-invasive examinations such as routine 

ultrasounds and blood tests to substantial investigations such as amniocentesis 

and chorionic villus sampling, even before the woman may understand the impacts 

such procedures may have on them. Rarely does a woman receive appropriate 

guidance prior to having an ultrasound, reinforcing the dominant assumption that, 

in attending an examination, they are offering full-consent (Sierawska, 2014). As 

stated above, women engage with a range of processes during their pregnancy, 

including but not limited to glucose testing, ultrasounds and 36 week obstetric 

visits. Depending on the context, women who do engage with these processes will 

generally be sent a reminder letter from their local hospital, and asked at the next 

visit whether they undertook routine tests. If they failed to do so, they may receive 

a reminder or be asked to explain the reason behind their failure to comply with 

medical advice and routine services. Overall, emerging discussions around 

“responsible parenthood” (Sandelowski & Jones, 1996; Sierawska; 2014) and 

women’s responsibility to undertake testing as part of their pregnancy illustrates 
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the complexity around informed consent in prenatal care (Ekelin, et al., 2016; 

Pisnoli et al., 2016; Sierawska; 2014).  

 

The way in which routine prenatal testing has been practiced and described 

is directive, so whilst it is assumed that women who undergo prenatal testing agree 

to do so, a large majority do not realise that refusing the test is a viable option 

(Abramsky & Chapple, 2003; Ekelin, et al., 2016; Hardisty & Vora, 2014). When 

women have been routinely acculturated to accept and trust the judgement and 

directions of doctors, they are not easily accepting of, or able to make a decision 

about, their child’s health, life and death without experiencing high levels of stress 

(Abramsky & Chapple, 2003). Furthermore, most women are unfamiliar with 

prenatal diagnosis testing, and the abnormalities and conditions that may be 

diagnosed after a routine test (Abramsky & Chapple, 2003). As a consequence, in 

a formal interview process for example, the family may not have developed 

awareness of specific questions to ask based on the presenting circumstance. 

Women who have had tests or diagnoses explained to them, either do not receive 

counselling or receive a counselling session that lasts between five and fifteen 

minutes (Abramsky & Chapple, 2003). Overall, it is assumed that women are 

content with this practice; as it appears that prior to undertaking the test and 

receiving the diagnosis most women presume that their child is healthy (Abramsky 

& Chapple, 2003). Women describe feelings of extreme shock and lack of 

preparedness as a result of experiencing a prenatal diagnosis, particularly when 

they engaged in the testing without understanding the possibility of a positive result 
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(Carlsson, Bergman, Wadensten, & Mattsson; 2016; Glasner, 2008; Hawthorne & 

Ahern, 2009; Lathrop, 2009; Milligan, 2004; Statham, 2003; Turner, 2003). 

 

Whilst some forms of interviewing following a poor prenatal diagnosis is 

often offered, it is argued that non-directive counselling may not support women in 

an efficient way, as many do not know what questions to pose (Abramsky & 

Chapple, 2003; Bromberg, 2003; Milligan, 2004).  Abramsky and Chapple (2003) 

suggests this may be because women historically have placed confidence in the 

‘directive’ nature of the medical profession, as a result of experiencing unfamiliarity 

with diagnosis, treatment or long-term outcomes of a condition.  Bromberg (2003) 

adds that the formulation of vague questions by women who do not understand the 

diagnosis and its implications lead to vague ‘professional’ assertions that can be 

misunderstood. This suggests an unfair possibility that only women who ask the 

‘right’ questions will get the ‘right’ answer. Such circumstances further challenge 

the notion of informed consent. Consequently, there are debatable perceptions 

associated with the routine care of women and the concept of informed consent.  

 

 

Women’s needs and experiences of care 

 

Research indicates that the manner in which clinicians communicate and support 

women makes a difference to women’s satisfaction with care and emotional 

wellbeing (Guon et al., 2014; Hodgson, Gillam, Sahhar, & Metcalfe, 2010; Hodgson 
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et al., 2016; Hunfeld, Leurs, Jong, Oberstein, Tibben & Wladimiroff, 1999; Leithner, 

2006; Hilton-Kamm et al., 2012; Pitt, McClaren & Hodgson, 2016).  Many women 

may feel psychologically isolated from their medical doctor because of the decision 

they make regarding termination or continuation of pregnancy. When referred to a 

different hospital for choosing a termination, some women sense detachment from 

their clinician (Leithner et al., 2006). This perception may impact on their 

satisfaction and anxiety and on the decision to carry a pregnancy to term or to 

terminate (Hunfeld, Leurs, Jong, Oberstein, Tibben & Wladimiroff, 1999; Leithner, 

2006; Hilton-Kamm et al., 2012). It is recommended that family members be 

counselled collectively after a prenatal diagnosis and in a private and unhurried 

manner (Abramsky & Chapple, 2003; Staats, Nelson Goff, Springer & Monk, 2015; 

Shiloh, 2006). In various studies, women reported feeling pressured to make a 

choice within a short time frame (Hogan, 2016). This exacerbated their sense of 

distress and many experienced anger about not being able to enjoy a last night of 

pregnancy or to reflect on the consequence of their choice for a length of time prior 

to termination. Additionally, the timing of the information sharing is important. 

Women may not want to organise a funeral until after the termination or death of 

the child. Further, they may not want to know their statistical chances of having 

another child with the same condition until after the cessation of pregnancy and 

they may not fully comprehend the information regarding the prenatal diagnosis 

until they have recovered from the initial shock of their experience (Carlsson et al., 

2016; Guon et al.,2014; Hodgson, Gillam, Sahhar, & Metcalfe, 2009; Hodgson et 

al., 2016; Hunfeld, Leurs, Jong, Oberstein, Tibben & Wladimiroff, 1999; Leithner, 
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2006; Hilton-Kamm et al., 2012; Sierawska, 2014). Professionals need to give 

emphasis to these considerations when dealing with women who have received a 

prenatal diagnosis (Guon, et al., 2014; Hodgson et al., 2016; Lafarge et al., 2013; 

Lathrop & VandeVuss, 2011b; Nguyen, Roman, Dommergues, & Verspyck, 2013; 

Pitt, McClaren & Hodgson, 2016) 

 

In a study undertaken by Chescheir and Cefalo (1992), women expressed a 

need to keep a sense of “normality” in their pregnancies following a prenatal 

diagnosis. They appreciated continued contact with paediatricians and midwives 

and an ongoing social network. Such experiences increased their psychosocial 

adjustment to the prenatal diagnosis and suggested if women are able to continue 

antenatal care in their local hospital or with their previous doctor, they should be 

encouraged to do so. If a tertiary referral has to be made, women should be 

encouraged to maintain links with local medical and social support systems 

(Chescheir & Cefalo, 1992). 

 

Some women experience as a burden of responsibility, stemming from 

overwhelming and non-directive information giving (Hodgson & Spriggs 2005). This 

in turn results in confusion and anxiety. The literature agrees that prenatal 

counselling and genetic counselling for women who are informed that their child 

has a life threatening or long-term disability should remain non-directive so as to 

facilitate choices that are self-determined, in contrast to decisions that reflect the 

values of the professional (Chescheir & Cefalo, 1992; Cope, Garrett, Gregory & 
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Ashley-Koch, 2015; Guon et al., 2014; Statham 2002). However, it has been 

discussed that in practice, women appreciate a degree of directiveness at least in 

the initial period of shock (Hodgson & Spriggs, 2005, Redlinger-Grosse, Bernhardt, 

Berg, Muenke, & Biesecker, 2002). 

 

Shiloh (1996) explores this phenomenon and emphasises that denying the 

women their request for advice, through a non-directive approach, may actually 

compromise the counselling relationship and be interpreted by the woman as a 

lack of care and professional concern. It is further argued that many people, in 

reality, do not want to control what happens to them (Sierawska, 2014; Shiloh, 

1996).  Whilst women may wish to maintain a sense of choice, they may choose to 

surrender the decision-making - the ’having to choose’ - to someone else in whom 

they trust, therefore utilising the choice not to choose (Ekelin, Persson, Välimäki & 

Svalenius, 2016; Sierawska, 2014). 

 

There is little evidence demonstrating that non-directive counselling is 

effective in meeting clients’ needs. Hodgson and Spriggs (2005) assert that strict 

adherence to this approach can lead to issues such as: 

 

 depriving clients of the benefits of the counsellor’s knowledge and skills in 

such experiences; 

 distancing counsellors from clients both emotionally and legally which may 

impact on clients’ satisfaction and their feelings of isolation; 
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 fostering an inability to challenge clients’ beliefs which would fail to 

determine client understanding in terms of diagnosis and treatment options; 

 preventing a counsellor from making clinical and ethical recommendations, 

and; 

 failing to recognize moral and ethical standpoints vital to prenatal diagnosis 

decision-making. 

 

Shiloh (1996) asserts that counselling in the area of prenatal diagnosis must 

adapt to the needs of women. Consequently, it appears that non-directive 

counselling is both ineffective and unrealistic as counsellors and professionals 

approach therapeutic engagement with their own set of beliefs, values and 

assumptions. It also appears that women require greater support than the support 

offered (Connor & Ferguson-Smith, 1990; Hodgson & Spriggs, 2005; White-Van 

Mourik, 1990). Women also express a need to receive information beyond the 

medical viewpoint such as information about the future of the child and the ability of 

the social environment to provide care for the baby (Huyard, 2012; Glasner, 2008). 

Such factors emphasise the need for professionals to consider the psychosocial 

dynamics and issues surrounding prenatal diagnoses and their potential impact on 

decision-making. 

 

Parental needs were described by women after a prenatal diagnosis in 

multiple studies (Carlsson et al., 2016; Redlinger-Grosse et al., 2002). These 

included informational, emotional and supportive needs. Some of the informational 
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needs included women’s needs to understand the condition of their unborn child in 

an accessible and objective manner (Carlsson et al., 2016; Hodgson et al., 2016; 

Redlinger-Grosse et al., 2002). Some women cautioned the use of overtly scientific 

language and ‘hopeless’ descriptors of outcomes that resulted in a lack of 

understanding associated with technical language used by professionals as well as 

a substantial bias towards discontinuation of pregnancy. Emotional needs of 

women after a poor prenatal diagnosis revolved around making contact with 

women dealing with prenatal diagnosis issues or support groups for women with 

children with the same condition. The benefits of such involvement included a 

sense of belonging and the development of a shared understanding. Finally, 

women’s needs around support relied on their ability to build support networks. 

Women at times experienced a lack of support from friends and family. Particular 

individuals were reported to challenge the woman’s choice from a moral and 

practical perspective (“how will they cope with a disabled child?” and “is it 

religiously acceptable to terminate?”). However, despite an acknowledgement of 

those specific needs, overall, it appears that women are dissatisfied with the care 

they receive after a prenatal diagnosis (Leithner, 2006; Lloyd & Laurence, 1985; 

Nguyen, et al., 2013).  

 

There are key issues surrounding the current care of women who receive 

prenatal diagnoses. Six areas of perceived deficiency require examination. These 

include a lack of: 
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1. professional preparation (professionals may not be adequately trained to 

give “bad” news / or to “listen” to the emotions of the woman); 

2. timing of information given to the women (this may include giving the news 

when a woman is in shock or alone, preventing information from being 

retained); 

3. understanding (of the psychological implications of prenatal diagnoses for 

the woman); 

4. communication (between the family and health care professionals or the 

lack of referral to community organizations/support groups); 

5. auditing of the quality of the care given; and  

6. literature and research in this area (studies are costly, ethically sensitive and 

difficult to facilitate) (Leithner, 2006; Lloyd & Laurence, 1985; Nguyen, et al., 

2013). 

 

The needs and experiences of care of women after receiving a prenatal 

diagnosis are emerging as important themes as research in this field increases. 

Women’s testimonies in various case studies (Azri, 2015; Black & Sandelowski, 

2010; Bromberg, 2003; Hodgson et al., 2016; Lafarge, Mitchell & Fox, 2013; 

Leithner et al,. 2002; Sandelowski & Jones, 1996; Staats, Nelson Goff, Springer & 

Monk, 2015; Statham, 2003) highlight their subjective descriptions of care and 

emphasise the need for professionals to explore the services and support women 

find useful after a prenatal diagnosis. 
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Contexts in which decision-making is made by women 

 

Research findings focusing on contexts in which decisions are made after a 

prenatal diagnosis appear to be consistent internationally (Abramsky, 2003; Bijma, 

Van der Heide, & Wildschut, 2007; Drugan, Greb, Johnson, Krivchenia, Uhlmann & 

Moghissi, 1996; Evans, Sobiecki, Krivchenia, Duquette & Drugan, 1996; Howard, 

2008; Redlinger-Grosse et al. 2002; Statham, 2002). The decision-making 

processes that women experience after receiving a prenatal diagnosis are 

complex. Following diagnosis, many individuals experience this period as a time of 

uncertainty, crisis, shock, denial and extreme grief which may include emotional 

responses such as anger and/or sadness (Bijma et al. 2007; Carlsson et al., 2016; 

Coleman, 2015; Drugan, Greb, Johnson, Krivchenia, Uhlmann, & Moghissi, 1996; 

McKechnie & Pridham, 2012; Redlinger-Grosse et al., 2002).  

 

Women may also choose to terminate or to give birth based on the 

information available at the time of their antenatal results and the severity of the 

diagnosis (Bijma, et al., 2007; Drugan, et al., 1996; Evans et al., 1996). The more 

severe the diagnosis of the foetus, the more likely a woman is to terminate. 

Variables influencing parental decisions to terminate a wanted pregnancy include 

maternal levels of education and maternal age (Choi, Van Riper, & Thoyre, 2012; 

Drugan, Greb, Johnson, Krivchenia, Uhlmann & Moghissi, 1996; Evans etal., 

1996). Additionally, value systems, family support and women’s ability to care 

practically, emotionally and economically for a disabled child also play a significant 
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role in the decision-making process (Choi, Van Riper, & Thoyre, 2012; Drugan, 

Greb, Johnson, Krivchenia, Uhlmann & Moghissi, 1996; Evans et al., 1996). It has 

been noted that advanced maternal age is associated with higher rates of 

termination (Schechtman, Gray, Baty, & Rothman, 2002). Similarly, the higher 

levels of education are associated with a higher incidence of termination 

(Schechtman, 2002). Factors including religious beliefs, religious affiliation, spiritual 

beliefs and positive views on disability are connected with more frequent full term 

deliveries (Choi, Van Riper & Thoyre, 2012; Cope, Garrett, Gregory & Ashley-

Koch, 2015; Guon et al., 2014). Women and their families describe an inability or 

unwillingness to terminate a pregnancy based on spiritual beliefs (Cope, et al., 

2015).  Women and their partners may not be confident that they could cope with 

carrying a child to term only to lose it shortly after birth, or to raise a child with a 

life-long disability (Huyard, 2012). However, they may feel condemned by relatives 

or ecclesiastic leaders for terminating the pregnancy (Choi, Van Riper & Thoyre, 

2012). Accordingly, for some women, religious beliefs may appear to complicate 

the decision-making process (Choi, Van Riper & Thoyre, 2012).  

 

Finally, the gestational age of the pregnancy is an indicator of termination as 

women either believe or are pressured to believe by their families and communities 

that a second or third trimester termination is not as acceptable as a termination 

prior to 20 weeks gestation (Drugan, Greb, Johnson, Krivchenia, Uhlmann & 

Moghissi, 1996; Korenromp, Christiaens, Bout, Mulder, Hunfeld, & Bilardo, 2005; 

Nguyen, Roman, Dommergues & Verspyck, 2013). 
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It is clear that the decision-making process is difficult and unique to each 

woman and her family, and women manage the choices presented to them after 

receiving a prenatal diagnosis in a way that often appears consistent with their 

values, beliefs and coping abilities. Some of the theories and frameworks around 

decision-making are useful in understanding how women deal with the difficult 

choice of terminating or continuing a pregnancy with a poor prognosis. Moral 

agency and its role in women’s construction of choice is one of those important 

factors in understanding the decision-making process (Sandelowski & Jones, 

1996). 

 

Construction of choice and moral agency 

 

Historically, decision-making in health was primarily the responsibility of the 

treating doctor (Abramsky & Chapple, 2003). In more recent years and specifically 

concerning prenatal diagnoses, it has been widely accepted that women should 

exercise responsibility in choosing the outcome of their pregnancy (Abramsky & 

Chapple, 2003). This shift in mindset has been challenging for some women who 

are not accustomed to making important medical decisions on their own (Abramsky 

& Chapple, 2003; Statham 2002). The methods medical practitioners employ to 

engage women in decision-making range from complete delegation of decisions to 

the individual to complete direction by the professional, with women preferring 

more of a collaborative role (Abramsky & Chapple, 2003; Hodgson & Spriggs, 

2005). 
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According to Sandelowski and Jones (1996), women’s choice following a 

prenatal diagnosis falls into one of five categories of moral agency. The identified 

categories serve to promote order, meaning and psycho-emotional comfort. The 

way in which women construct their choice in relation to these five categories 

influences how they view and accept their decision-making experience. Twenty-

seven women involved in Sandelowski and Jones’ (1996) study classified their 

choice according to one of the five identified categories. These categories 

included: a) nature’s choice, b) disowned choice, c) choice lost, d) close choice 

and e) choice found.  

 

a) Nature’s choice 

Women whose babies had either died in-utero or had a lethal condition 

perceived that their choice had been determined by nature. Because there were no 

possible outcomes other than death of the baby, they considered that a choice did 

not exist for them. Death was the only possibility and as a result they often 

terminated their pregnancy. 

b) Disowned choice 

A number of couples indicated that the choice to terminate was not an option 

for them due to personal/religious convictions. They believed that terminating a 

pregnancy was morally wrong. They accepted the pregnancy and the associated 

diagnosis and let ‘nature’ and ‘God’ decide on the outcome. They often refused 

termination or delivered early after going into premature labour or as a result of the 

baby dying in utero. 
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c) Choice lost 

The ’choice lost‘ was experienced by women whose ability to choose between 

termination or carrying to term after a prenatal diagnosis was denied as their 

baby’s diagnosis only became apparent in their third trimester after the legal 

deadline for a termination. 

d) Close choice 

Most women fall into this category as a result of the ambivalence they 

experienced about the potential direction of the two outcomes (carrying to term or 

terminating). For instance, most women were unsure which option they would 

choose until reaching their legal deadline.  This was amplified in cases of poor but 

not fatal prognosis. Specifically, different women had different views on the same 

prognosis in this study. One couple for example may have perceived a disability to 

be a ‘blessing’ in contrast to another couple conceptualising the same disability as 

stigmatising and incompatible with their family situation. Termination may have 

been as viable an option as giving birth to a special needs child. 

e) Choice found 

This category was used to describe the choice of women who conceptualised 

themselves as making a choice despite having limited options. For example, a 

woman who did not have the legal right to terminate her pregnancy chose to carry 

her child to a particular chosen time, in some form of negotiation with her treating 

team. Despite the limited options available to them, these women were able to 

create a choice for themselves. 

 

Women, from Sandelowski and Jones’ study (1996), who were able to base 

their choice or some of their choice on external factors (religion, severity of 
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prognosis, legal option to terminate) were also able to disassociate from some of 

the pain experienced by their decision. The women who were not able to attribute 

responsibility to external factors expressed more regrets about their experience. 

‘Choice’ in this study became crucial in the woman’s constructed narrative, which 

consequently influenced adaptive experiences including processing of grief, trauma 

and guilt. Table 1 describes the external/internal nature of the choices.  

 

Table 2 Construction of choice after a prenatal diagnosis (Sandelowski & Jones, 1996) 

 

Bewley (2003) proposes three moral frameworks (see Table 2) to discuss 

termination and how both professionals and women see their choice in regard to 

decision-making after a prenatal diagnosis: 

 Moral agency within 

themselves or external 

(Tentative theory) Better 

coping outcomes 

 

Nature’s choice 

 

Mostly external 

 

Yes 

 

Disowned choice 

 

Mostly external 

 

Yes 

 

Close choice 

 

Mostly within 

 

No 

 

Choice lost 

 

Choice mostly denied 

 

No 

 

Choice found 

 

Limited 

 

No 
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1. The duty-based framework is more broadly understood as a religious 

framework that views TOP as an immoral act and where decisions are 

informed by categorical imperatives. 

2. The goal-based framework is a consequentialist approach that implies that 

terminations may be obligatory if foetal abnormalities are present. 

3. The rights-based framework locates the individual with inherent rights 

including a woman’s right to terminate their pregnancy. 

 

Table 3 Moral frameworks (Bewley, 2003) 

 Duty-based 

framework 

Goal-based 

framework 

Right-based 

framework 

Views on abortion after a 

prenatal diagnosis 

Unacceptable  Obligatory  Woman’s choice 

Views of religious hospitals, 

organizations and individuals 

 

Yes   

Views of the medical field in early 

prenatal testing 

 

 Yes  

International standards in 

genetics  

 

  Yes 

 

The woman’s moral framework informs her views, and subsequent choices. 

Such frameworks also apply to professionals and medical services administering 

care to women. Whilst it is recognised that professionals should strive to provide a 
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non-directive and value-neutral view of options, it is well documented that, in 

practice, some professionals and hospitals will either oppose the option of 

termination or strongly discourage carrying to term (Cope, Garrett, Gregory & 

Ashley-Koch, 2015; Guon et al., 2014). The moral frameworks of Bewley (2003) 

exist on a continuum; termination after a prenatal diagnosis being a responsible 

option at one extreme and termination as a ‘sinful’ choice at the other. 

 

Despite the emerging trend towards greater ‘choice’ after a prenatal 

diagnosis, around 80% of medical professionals still assume that women will 

terminate after a prenatal diagnosis (Guon et al, 2014; Statham, 2002). However, 

the ‘rights based’ framework is a framework that most professional bodies, 

including the Australian Health Ethics Committee and the National Health and 

Medical Research Council, would align with, despite the need for parental 

autonomy to be moderated by medical bodies given the economic and ethical 

aspects of prenatal testing (Pergament, 2014). Accordingly, women should be 

guided into making the ’best choice for them’ not the ’right choice’ and the purpose 

of counselling should be to learn, understand and choose for oneself (Howard, 

2008).  

 

‘Burden of choice’ 

 

Sandelowski and Jones’ (1996) study focused on the impact of having to choose a 

termination or to continue the affected pregnancy after a prenatal diagnosis. The 
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term ‘burden of choice’ is referred to by the authors as the symptoms and 

consequences of having to choose between continuing or terminating the 

pregnancy. Women have described the ‘burden of choice’ as traumatic during the 

time of decision-making between a termination for medical reasons and carrying to 

term a pregnancy with a poor prognosis. The difficulty for women is that their 

decision does not always correspond with their values, beliefs, and knowledge as 

well as coping abilities (Sierawska, 2014; Statham, 2002). In many cases, in the 

midst of the preliminary shock and distress of a poor prenatal diagnosis, women 

appear to have conflicting or unclear values that contribute to their burden of 

choice. Case studies of women who had to make a choice to terminate or continue 

to full-term following a poor prenatal diagnosis emphasised the woman’s complex 

and conflicting thought processes influencing the decision (Azri & Ilse, 2015; 

Carlsson et al., 2016; Redlinger-Grosse et al., 2002). Sierawska, 2014; Statham, 

2002). For example, women may perceive that carrying to term a baby with a poor 

prognosis may be the most appropriate action from a moral perspective. However, 

they may question that choice when they ponder how remaining members of the 

family would be affected by the birth of a severely disabled child. 

 

It is believed that the symptoms experienced by women after a prenatal 

diagnosis are not solely psychiatric (neurovegetative symptoms, thought 

processing, mood and affect as well as insight)  but also social and emotional 

(suck . Many women and their partners’ ability to cope with life and the ways they 

view the world are changed forever (Fonda Allen & Mulhauser, 1995). For 
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instance, they may change in ways such as women becoming overprotective or 

engaging in negative/fearful thinking, partly as a result of the fear of losing their 

child (Fonda Allen & Mulhauser, 1995). This is also observed with women who 

have experienced the loss of a baby for any other reason (O’Leary & Warland, 

2012). They may stop believing in the notion of a benevolent world where ‘good 

people’ reap ‘good consequences’ as they develop the realisation that ‘bad’ things 

can happen to good people. Their perception of the future for themselves and their 

families may be negatively affected as they continue to question the nature of the 

world and how generous and safe it appears (Fonda Allen & Mulhauser, 1995; 

O’Leary & Warland, 2012). 

 

Some of the factors also identified in the ‘burden of choice’ notion include 

the impact of uncertainty and the end of normalcy for those families. This was 

confirmed in research by Fonda, Allen and Mulhauser (1995) that identified a deep 

effect in future parent-child bonding, the women’s loss of faith in a benevolent 

world and new assessment of their future risks in life as well as in their own 

relationships. The guilt associated with having a termination or of having produced 

an ‘abnormal’ child was described as painful and traumatic and often affected the 

women’s worldview for a significant period of time. The symptoms women 

experience after a termination as a result of decision-making following an adverse 

prenatal diagnosis, have been associated with depression, anxiety, obsessive 

compulsive disorders, suicide attempts, marital and sexual conflict, post-traumatic 

stress syndrome (PTSD), self-accusation and guilt, anger, loneliness, 
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hopelessness, eating and sleeping disorders and other extreme reactions (Hutti, 

2005; Kersting, Kroker, Steinhard, Hoernig-Franz, Wesselmann, & Luedorff, 2009; 

Koremromp, Christiaens, Bout, Mulder, Hunfeld, & Bilardo, 2005).  

The inevitable need to make such an important and difficult decision, which 

carries the ‘burden of choice’, creates a high level of stress for families and can be 

a determinant of the parent’s failure to make a decision that is consistent with their 

values. Heredia , Arocena, & Garate (2004) explain that the stress can stem from 

two factors. One is the initial loss (which may be the loss of the pregnancy, or the 

loss of a healthy baby) and the second; the subsequent subjective losses as a 

result of initial loss, which may include reduced self-esteem, positive identity, and 

social role. The theme of decision-making and associate  stress is also highlighted 

by Becker, Hewison, & Thornton (2004) who explain that individuals find making 

important decisions difficult when they are emotionally charged and the decision 

involves a degree of risk.  

 

The main coping strategies used by women after receiving a prenatal 

diagnosis and addressing their ‘burden of choice’ differ significantly (Redlinger-

Grosse, Bernhardt, Berg, Muenke, & Biesecker, 2002). Spirituality and faith may 

give comfort to, or induce stress in women who hold religious convictions (Choi, 

Van Riper & Thoyre, 2012; Cope, Garrett, Gregory & Ashley-Koch, 2015; 

Sandelowski & Jones, 1996). Further, non-religious families may develop an 

interest in church support as a result of the experience of a poor prenatal diagnosis 

(Lathrop & VandeVusse, 2011a). Maintenance of hope is another common coping 
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strategy that influences a woman’s decision to continue a pregnancy, potentially 

offering a ‘constructive’ wish that the diagnosis is wrong. Contrary to the previous 

coping strategies, some women find it helpful to imagine the worst, so as to avoid 

the disappointment of negative outcomes (Choi, Van Riper & Thoyre, 2012; Cope, 

Garrett, Gregory & Ashley-Koch, 2015).  

 

Preparation of women for prenatal screening to alleviate the ‘burden of 

choice’ is also beneficial (Carlsson et al., 2016; Hodgson et al., 2016; Redlinger-

Grosse et al., 2002; Koremromp et al., 2009). Some women have prepared for 

their child’s death through the organisation of a funeral; others renovated their 

home for the arrival of a special needs child (Redlinger-Grosse et al, 2002). Some 

women and their partners have a need to normalise their pregnancy so as to enjoy 

the remainder of it and to overcome the grief experienced by a prenatal condition 

(Redlinger-Grosse et al., 2002). Finally, some women have described a feeling of 

ambivalence between what they were actively doing (such as carrying to term a 

child with a long-term condition) and their thoughts around what they were doing 

(i.e.: secretly hoping that the child would die at birth) (Redlinger-Grosse et al., 

2002). These mixed feelings add to the complexity and multifaceted aspects of the 

decision-making, or ‘burden of choice’ reality after a prenatal diagnosis.  
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Psychosocial support issues and approaches 

 

In the last fifteen years prenatal testing has received significant attention in the 

area of maternal health and as a result general information has become available 

to women in places such as general practitioners’ surgeries, imaging and 

radiography departments both in community and hospital settings. The published 

content found in public literature including brochures and posters has evolved over 

time. The information offered to families varies from state to state in Australia and 

whilst it focuses substantially on information giving and counselling, other 

psychosocial support options are slowly being introduced. 

 

A two year national inquiry led by the Australian Law Reform Commission 

(ALRC), Australian Health Ethics Committee (AHEC) and National Health and 

Medical Research Council (NHMRC) in 2003 declared that the Human Genetics 

Commission of Australia (HGCA) should develop prenatal testing and counselling 

guidelines in consultation with the Human Genetics Society of Australasia, State-

based clinical genetics services, and other relevant organisations. An automatic 

counselling referral process was proposed for implementation after each positive 

prenatal test (Richards & Taylor, 1997). This demonstrates that whilst in theory the 

field of counselling and psychosocial support in the area of prenatal diagnosis is 

progressing, in practice it has been slow to respond to the increasing needs 

resulting from technological advancements and rates of diagnoses (Hardisty and 
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Vora, 2014; Sierawska, 2014) and many of the steps proposed still need to be 

implemented. 

 

While technological advances are enabling families to make choices about 

terminating a pregnancy or prepare for the arrival of a child with a disability, little 

attention appears to be attributed to its complexity or the resulting ‘burden of 

choice’ (Sierawska, 2014). The decision-making process leading to this choice has 

been described as excruciating, anxiety provoking, traumatic and inhuman 

(Brondino et al., 2013; Howard, 2006; Kersting et al. 2009; Korenromp et al. 2005; 

Leithner et al. 2004; Statham 2002). There are a variety of strategies used by 

professionals to inform and guide a woman prior to the decision-making process, at 

the point of decision and after the termination or birth. As stated earlier, 

understanding about the impact of specific types of support strategies has been 

limited. Additionally, it appears that all attempts to develop models for adequate 

professional support have failed to date.  

 

There are few studies that have been undertaken in the area of prenatal 

diagnosis and the effect of support after a poor or fatal prognosis. This trend has 

been influenced in part, by the sensitive and ethical issues surrounding the 

phenomenon, as well as the difficulties associated with the facilitation of costly 

post-intervention studies (Lilford, Stratton, Godsil, & Prasad, 1994). One 

intervention trial (Lilford, Stratton, Godsil & Prasad, 1994) studied the correlation 

between improved wellbeing after a prenatal diagnosis and counselling. The 
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researchers offered specific counselling by a trained psychotherapist to all women 

who the researchers perceived would find such intervention beneficial. The 

remaining population who agreed to participate in the study were assigned to 

another group; they either received no counselling or engaged in counselling 

sessions for as long as both the counsellor and the client deemed necessary. The 

women who received counselling sessions showed better emotional outcomes 

after 18 months compared with those who did not undergo counselling. However, it 

is worthwhile noting that the reasons for those results remained unclear and the 

research recommended further trials to support such findings (Lilford, Stratton, 

Godsil & Prasad, 1994). 

 

There are a range of recommended strategies for counselling interventions 

for women after a prenatal diagnosis, based on Parad and Parad’s (1990) initial 

crisis intervention framework. It is recommended that during sessions counsellors 

should make some of the following assessments: 

1. Identify the woman’s support system 

2. Identify how previous crises were handled 

3. Identify previously unresolved events 

4. Determine religious, cultural, educational, intellectual and linguistic 

frameworks 

5. Identify beliefs about disability, termination, and coping 

6. Identify the reasons behind choices made 
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7. Determine how the woman and her family process the information 

received  

8. Determine if relevant mental health issues are present 

 

Psychosocial support intervention sessions should be adapted to each woman’s 

needs and may include: 

 Sharing or explaining medical information; 

 Translating medical information into a simple context; 

 Providing objective non-directive support; 

 Providing practical assistance;  

 Facilitating decision-making by exploring all options and the consequences 

of those choices both in the short and long term; 

 Normalising parental thoughts and emotions during the process; 

 Organising referrals to support groups or external organisations (Carlsson et 

al., 2016; Leithner et al., 2002; Parad & Parad, 1990; Fonda Allen & 

Mulhauser, 1995; Bijma et al., 2007; Hutti, 2005; Kersting et al.,2009; 

Korenromp et al., 2007; Lilford et al., 1994; Statham, 2002). 

 

Another study (Leithner et al, 2002) recommended that the following three 

psychological interventions be offered after a woman receives a poor prenatal 

diagnosis and particularly during the decision-making stage: 

1. Crisis intervention (providing emotional support and reducing the stress 

and anxiety of the woman whilst respecting their autonomy); 
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2. Non-directive counselling (to provide information to the woman and her 

partner on the condition, the options, procedures and psychosocial 

systems); 

3. Short term psychotherapy (focusing on addressing the trauma and grief 

following a prenatal diagnosis, termination, birth of a disabled baby or a 

death) (Leithner et al, 2002). 

 

Whilst Leithner’s model is limited to three stages, it has been suggested that 

long-term counselling would be highly beneficial to women to address the wider 

issues of self-esteem, biological identity, parenting and general adjustment to the 

poor prenatal diagnosis and its associated trauma and loss (Leithner et al., 2002; 

Parad and Parad, 1990; Fonda Allen & Mulhauser, 1995; Bijma et al., 2007; Hutti, 

2005; Kersting et al.,2009; Korenromp et al., 2007; Lilford et al., 1994; Statham, 

2002; Westerfield, Darilek, Ignatia, & Van den Veyver 2014). 

 

There are issues in the counselling approaches offered to women despite a 

range of recommended interventions. Defining what is viewed as adequate 

psychosocial support after a prenatal diagnosis, and identifying needs from the 

lived experiences of the women receiving antenatal prognoses, still needs to be 

refined.  The next section will describe the role of professionals involved in the 

care of women in the field of prenatal diagnosis. 
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 The professional’s role 

 

The background of professionals providing support to women following an adverse 

prenatal diagnosis may influence women’s decision-making and satisfaction with 

care (Korenromp et al, 2005; Marteau, 2002). Health and allied health 

professionals working in these roles come from broad backgrounds, including 

medical officers, nurses, counsellors, social workers, psychologists and 

bereavement staff. It appears that maternal perception of trustworthiness and 

expertise of the professional is influenced by the professional’s ability to be task 

oriented and his or her expressions of warmth and acceptance during prenatal 

consultations (Chitty, Barnes, & Berry, 1996; Hunfeld, Leurs, Jong, Oberstein, 

Tibben & Wladimiroff, 1999; Nguyen et al., 2013). Additionally, a professional’s 

ability to validate a woman’s experience and feelings was found to be highly 

beneficial to a woman’s grief recovery (Hodgson et al., 2016; Lafarge et al., 2013; 

Lathrop & VandeVuss, 2011b; Nguyen et al., 2013). Further, Hunfeld et al. (1999) 

linked women’s satisfaction about the approach of professionals and concluded 

that women appeared more satisfied with a professional they perceived to be 

trustworthy and knowledgeable. Additionally, further research in the link between 

attitudes of professionals and outcomes following a poor prenatal diagnosis found 

that women are more likely to terminate a pregnancy after receiving counselling by 

an obstetrician or medical professional than they are after receiving counselling by 

a genetic counsellor or a social worker (Marteau et al., 2002). 
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The involvement of a multi-disciplinary team in the counselling of women 

after a prenatal diagnosis is also beneficial. This multidisciplinary practice, common 

for allied health professionals working in health settings, allows professionals to 

work collaboratively to engage with women following an adverse prenatal 

diagnosis, including obstetricians, sonographers, pediatricians, social workers and 

related community support organisations (Fonda Allen & Mulhauser, 1995; Lorenz 

& Kuhn, 1989; Mealer, Singh, & Murray, 1981). The Centre for Genetics Education 

in Australia advocates that genetic counselling should be facilitated by a 

multidisciplinary team of professionals including social workers, counsellors, and 

psychologists with a special interest in genetics and prenatal testing (Barlow-

Stewart, 2007). This is also reinforced by Pergament (2014) who emphasises that, 

given the increase in prenatal testing, the field will not have enough suitably 

qualified genetic counsellors to support families, making the need to expand this 

workforce essential. It is clear that psychosocial counselling should be a process 

offered in the provision of comprehensive services for families following a prenatal 

diagnosis. Further, there is a significant need for allied health professionals to 

receive specialised training in supporting women who undertake prenatal testing, 

given the rapid developments in the field of genetics where prenatal testing is 

becoming more routinely administered and diagnoses are identified earlier in 

pregnancy (Abeywardana & Sullivan, 2008; Hodgson et al., 2016; Staats, Nelson 

Goff, Springer & Monk, 2015; Westerfield et al, 2014). 
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To assist a woman in making a well informed decision, health professionals 

need to understand what the implications of the prenatal diagnosis are for the 

woman and her partner as well as what is needed for the woman to adjust to the 

decision-making process and the consequences of their choice (Carlsson et al., 

2016; Redlinger-Grosse et al., 2002; Guon, et al., 2014). 

 

Gadamer’s four-openness model of interpretation (2004) adapted by Toth 

and Szeverenyi (2007) delineates the four elements necessary for constructive and 

helpful counselling of women after prenatal diagnosis, including: 

 

1. Openness to self (requires the acknowledgement of the counsellor of 

his or her own prejudices and values. The professional has to accept 

the patient’s goals and needs and his or her professional role in this 

process). 

2. Openness to the other person (involves the ability of the counsellor to 

listen to the woman and appreciate her differences. The counsellor 

needs to adopt a language and information that is suitable to the 

needs of the woman, understand her value system and identify her 

anxiety and issues). 

3. Openness to the subject matter (entails a need for the counsellor to 

become focused on the themes and topics discussed in the session 

and emphasises the use of questions to understand and express 

views and opinions. In this case, counsellors need to understand the 
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issues around prenatal diagnoses and their impact on women and 

their families). 

4. Openness to tradition (the notion that one is affected by their past

and that in the course of interpretation in a therapeutic session,

counsellors may project meaning based on their own traditions and

experiences. There are complex issues relating to prenatal diagnoses

including themes of disability and termination. The counsellor is

expected to explore wider social and cultural issues with the woman).

Counsellors should explore all dimensions including the social, religious, 

medical, practical and emotional factors in the woman’s decision-making process. 

Toth and Szeverenyi’s (2007) adaptation of Gadamer’s model (2004), 

emphasising the need for genuine understanding of the women’s circumstances, 

allows for flexibility in meeting the woman’s personal needs. The framework also 

recognises the need to include psychosocial support in addition to the 

communication of medical facts after a prenatal diagnosis. Although some 

studies have questioned the benefits of preventative grief counselling, 

counselling interventions that foster a sense of self capability and hope, that 

decrease parental isolation and that increase social support should be provided 

on a routine basis (Elder & Laurence, 1991; Gordon et al., 2007).  This is 

especially relevant for women who may be at risk of social and emotional decline 

after receiving a prenatal diagnosis (Redlinger-Grosse, Bernhardt, Berg, Muenke 

& Biesecker, 2002; Staats, Nelson Goff, Springer & Monk, 2015). 
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 Allied health workers (including social workers, psychologists and genetic 

counsellors) can bring a valuable dimension to the support offered to women after 

prenatal diagnosis, including enhanced psychosocial support and understanding of 

cultural, familial, and societal systems in the context of prenatal diagnoses and 

decision-making processes (Elder & Laurence, 1991; Gordon et al., 2007). In a 

study of women’s emotional responses following a termination after a prenatal 

diagnosis, the authors found that the social worker had a central role in counselling 

and psychosocial support as part of the multi-disciplinary team (Beresford, Croft & 

Adshead, 2008).  Further, women appeared to have less psychological distress 

when a social worker was involved and it was recommended that a psychologist or 

social worker routinely be involved in obstetric teams with families who have 

received a prenatal diagnosis. The advocacy role of social workers in genetic and 

prenatal testing is vital and affirmed by families located within this traumatic and 

unknown situation (Taylor, 1998; Richards & Taylor, 1997). In a large study of 

palliative services, it was found that service users perceived the social worker’s 

role as crucial and referred to them as friends rather than clinicians (Beresford et 

al., 2008), highlighting the value of social work clinicians in difficult crisis situations. 

This is relevant as receiving a prenatal diagnosis is also considered a crisis 

situation.  Based on the data analysis, service users appeared to use the word 

“friend” to best reflect reciprocity, flexible professional relationship, warmth, 

compassion and the continuity of care provided (Beresford et al., 2008). This 

demonstrates that in practice social workers display a set of professional skills 
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which include warmth, genuineness and advocacy which individuals find highly 

beneficial when dealing with difficult and traumatic events, such as dealing with the 

burden of choice of decision-making after a poor prenatal diagnosis or the loss of a 

baby. 

 

 Until recently, little attention has been given to the psychological and social 

aspects of prenatal testing. Psychosocial adjustment, counselling, education and 

liaison services, as well as preparing the “heart and mind” (McKechnie & Pridham, 

2012, p.5) after a prenatal diagnosis, are areas which are emerging as vital to 

improving outcomes for women following trauma and bereavement. Counselling in 

the area of prenatal diagnosis encompasses medical, psychological and social 

factors. This holistic combination allows all aspects of a woman’s circumstances to 

be considered and needs to clearly guide the model of care provided to women. 

However, there is a concern that some professionals providing support to women 

who receive a prenatal diagnosis are experts in medical information-giving and 

treatment options but lack adequate understanding of human behaviour and family 

systems inherent in constructive prenatal counselling practice (Howard, 2006; 

McCoyd, 2010; Mealer et al., 1981; Schilds & Beck, 1984). Women have confirmed 

this notion, through Beresford et al’s evaluation (2008) where they perceived the 

power and anxiety as shared when working with their social worker or psychologist, 

in contrast to their experiences with medical consultants, in which power was 

perceived to be solely in the hands of the medical officer. The genuine rapport 

experienced with the social worker or psychologist was perceived as central to the 
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establishment of a therapeutic relationship that allowed for decision-making and 

grief to occur in a supportive manner (Beresford et al., 2008). Unfortunately, the 

practical and medical support commonly offered to women after a prenatal 

diagnosis is often prioritised over their emotional needs (McCoyd, 2010). Although 

this practice continues, utilising genetically trained allied health professionals would 

provide expert support for dealing with individuals and families in crisis both in the 

short and long term (Barlow-Stewart, 2007; Westerfield et al., 2014; ). 

 

 The role of the professional support worker is evolving and receiving 

sanction as an essential component of health care practice after a prenatal 

diagnosis (Elder & Laurence, 1991; Gordon et al., 2007). This role includes the 

following aspects: 

 Educator-counsellor to the women and their families on the diagnosis 

received and any options available and their consequences. 

 Therapist to the women and their families to deal with the aftermath of the 

decision-making trauma and subsequent bereavement or adaptation of a 

special needs child. 

 Liaison specialist between the women, the medical team and the community 

to translate the medical terminology into accessible terms and link the 

women with support groups and support systems (Elder & Laurence, 1991; 

Gordon et al., 2007). 
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Psychosocial support by social workers is unique and well suited for crisis 

care and crisis therapy (National Association of Social Workers [NASW], 2003; 

Schilds & Beck, 1984; Taylor-Brown & Johnson, 1998). One of the core values of 

the profession is social justice and unconditional acceptance of clients, their 

values, beliefs and decisions (Australian Association of Social Workers, 2002; 

National Association of Social Workers, 2003). The counsellor-client relationship 

can be beneficial to clients adapting to a new situation and dealing with the grief 

and trauma resulting from a prenatal diagnosis (NASW, 2003; Schilds & Beck, 

1984; Taylor-Brown & Johnson, 1998).  Further, the relationship between the 

counsellor and a woman can be long term, in contrast to the short-term medical 

relationship with an obstetrician (Richards & Taylor, 1997; Nguyen et al., 2013). 

The psycho-educational support required for women to adjust to the short and 

long-term trauma of their prenatal diagnoses requires revision over time and only a 

long-term relationship can cater to this need (Richards & Taylor, 1997; Nguyen et 

al., 2013). This is illustrated in case studies where women reported their social 

worker’s availability and accessibility made them feel safe and supported (Azri, 

Larmar & Cartmel, 2014; Beresford et al., 2008).  Inherent also in these cases was 

that continuity of care had been a paramount factor in their recovery, in contrast to 

the short term relationships the individuals had received from the medical staff in 

an acute setting (Beresford et al., 2008).  Longer term support by professionals 

needs to be considered as a more effective model of care for families following an 

adverse prenatal diagnosis.  
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As delineated above, a prenatal diagnosis brings many psychosocial 

changes to women and their families. The nature of those changes may be better 

suited to allied health clinicians than medical officers due to the pervasive nature of 

such changes. These may include: 

 

 financial issues (health conditions of the baby or the pregnant woman may 

involve treatment costs or time off work due to physical or psychological 

reasons); 

 marital issues (partners may struggle supporting each other or focus on their 

parenting and not their relationship); 

 sibling issues (other children may grieve if the baby dies or the pregnancy is 

terminated or develop resentment towards the new sister or brother who 

needs special care and attention); 

 social issues (women may withdraw from friends and family due to feeling 

judged for terminating their pregnancy or having a child with special needs) 

(Green & Statham, 1996; Korenromp et al., 2005). 

 

Social workers have a specialised knowledge about the impact of ethnicity, 

culture, religion, beliefs, and socioeconomic status on the individual and can obtain 

relevant information through holistic psychosocial assessments of women that 

account for the complexities associated with prenatal diagnosis (NASW, 2003; 

Schilds & Beck, 1984; Taylor-Brown & Johnson, 1998). Further, social workers 

who engage with processes of empowerment to address socio-cultural challenges 
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for individual women, including language and literacy barriers, emotional 

difficulties, mental health issues, psychosocial circumstances and differing levels of 

cognition — will provide a more comprehensive experience for women, facilitating 

holistic assessment opportunities not limited to medical appraisal (NASW, 2003; 

Schilds & Beck, 1984; Taylor- Brown & Johnson, 1998). 

 

Social workers and other allied health workers have worked as members of 

multi-disciplinary teams for decades and consequently are well equipped to work 

with obstetricians, sonographers, paediatricians and community organisations that 

are required when working with women who receive a high risk or prenatal 

diagnosis. The Centre for Genetics Education in Australia states that genetic 

counselling should be provided by a multi-disciplinary team of professionals which 

includes social workers, counsellors and psychologists with a special interest in 

genetics and the impact of prenatal diagnosis on families (Barlow-Stewart, 2007). 

Therefore in principle, psychosocial counselling has been included in the provision 

of high quality services for families after a prenatal diagnosis (Barlow-Stewart, 

2007). There is a significant need for allied health clinicians to receive specialised 

training prior to supporting women with genetic issues given the rapid 

developments in the field of genetics where prenatal testing is becoming more 

routinely offered and diagnoses are identified earlier in pregnancy (Azri, Larmar & 

Cartmel, 2014; Elder & Laurence, 1991; Gordon et al., 2007; Westerfield et al, 

2014). 
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In summary, while research has allowed for the rapid development of more 

accurate technologies to diagnose conditions in utero, it appears that attention still 

needs to be given to the emotional, social and psychological variables associated 

with receiving a poor or fatal prenatal diagnosis. Research is necessary to focus on 

the practices and methods of interventions, which enable women to lessen their 

guilt and anxiety and increase positive feelings towards their choice of termination 

or birth. This will allow for opportunities to close the knowledge gap in the area of 

prenatal diagnosis support and to expand upon the services and care offered to 

women and their families after a poor prenatal diagnosis. The following 

investigation serves to contribute to and extend the existing body of knowledge 

surrounding women’s experiences of support after a prenatal diagnosis. The next 

chapter will describe the framework for the methodology used in this study as a 

means of providing an original and significant contribution to knowledge about the 

impact of support following an adverse prenatal diagnosis. 
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Chapter 3: Theoretical Framework 

 

Introduction 

 

Multiple frameworks were considered for this study. The first, institutional 

ethnography (Smith, 1987) is a social method exploring social relationships 

between people and social institutions such as marriage, work or school. It 

explores how individuals are institutionalised by those structures and argues the 

relationships between these. While institutional ethnography had the potential to 

frame the study in a way that acknowledged women’s pregnancy options as bound 

by political, legal and social factors, it failed to emphasise women’s subjective 

views as vital in understanding their unique experiences.  

 

The second theoretical framework that was considered in this study centred 

upon stress appraisal theory (Lazarus, 1991). Stress appraisal theories state that 

emotions result from individuals’ interpretation of events in particular given 

circumstances.  It focuses on the cognitive aspect of interpretation to explain 

reactions to triggers. It has been said to infer that personality, resilience and to an 

extent mental health could be main factors in people’s responses to stress 

(Lazarus, 1991). This theory appeared to overlook the traumatic nature of a 

prenatal diagnosis and to put the onus on women to address their “interpretation” 

of events, rather than acknowledge their subjective and entitled perspectives.  
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Based on the above, a third framework was explored to guide this research 

study. Social constructionism (Berger & Luckmann, 1966) is a framework that 

reflects on individuals’ perspectives, experiences, culture and social responses in 

any given situation. The research undertaken in this study emphasised individual 

experiences as central to the phenomenon of interest. In order to explore the 

unique lived experiences of women who receive poor or fatal prognoses in 

pregnancy, a theoretical framework that conceptualises the subjective nature of 

truth was essential. Consequently, this research study is framed by social 

constructionism.  

 

Social constructionism may be defined as a theory of knowledge that 

examines the construction of meaning through social and interpersonal influences 

(Gergen, 2009; Katzo, 2002). Social constructionism attempts to understand the 

social influences on community and individual life. Primarily, social constructionism 

focuses on the social dimensions associated with the psychology of individuals and 

communities (Gergen, 2009). 

 

In this study, which focuses on the experience of women following an 

adverse prenatal diagnosis, the key themes of interest are underpinned by a 

socially constructed framework. Terms such as ‘mother’, ‘disability’, ‘baby’, ‘right or 

wrong’, ‘life’, ‘death’, ‘quality of life’, ‘wellbeing’, ‘support’, ‘grief and loss’ and 

‘growth’ are examples of socially constructed terms and phrases used by 

participants/individuals in this study. Investigating the circumstances for women 
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following an adverse prenatal diagnosis required a theoretical framework that 

acknowledged identified themes as socially constructed phenomena.  

 

 This chapter will examine the definition of social constructionism. It will 

provide a history of the development of the theory, as well as outline a discussion 

on the benefits and limitations of this theoretical framework with particular 

relevance to research in relation to prenatal diagnosis. Finally, it will conclude with 

a rationale as to why this framework was chosen as an appropriate theoretical 

framework to underpin this investigation. 

 

A Historical Background to Social Constructionism 

 

Social constructionism as a theoretical perspective emerged in 1966 with the 

publication of Berger and Luckmann’s text “The Social Construction of Reality”. 

This publication followed critique of both realist and positivist theories that viewed 

reality as objective (Gergen, 2011; Katzko, 2002; Turner, 2009). With an origin in 

sociology and association with post-modernism, social constructionism theory has 

been labelled an anti-realist movement (Andrews, 2012). According to positivism 

and realism, logical and mathematical facts and observations are the exclusive 

source of all authoritative knowledge and more specifically, only scientific 

knowledge can serve as evidence of truth (Andrews, 2012; Gergen, 2011; Katzko, 

2002; Turner, 2009). Positivist theories assert that reality should be independent 

from language, beliefs, culture and experiences. Accordingly, positivists have 
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critiqued social constructionism as being an intuitive paradigm and consequently 

rejected the validity of the theory (Burr, 2003).  However, despite such criticism, 

social construction as a theoretical framework continued to gain momentum during 

the mid-twentieth century. 

 

 Social constructionism has continued to evolve since its introduction and 

has been associated with many contemporary theories such as the developmental 

theories of Vygotsky and Bruner and Bandura’s social cognitive theory (Turner, 

2009; Witkin, 2011). Through this developmental period, Berger and Luckmann 

(1991) argued that reality was socially, historically and culturally constructed 

through an individual’s experiences. Furthermore, they emphasised that knowledge 

and language should be observed through the lenses of history and culture before 

it could be understood. Sociological influences of Kant, Nietzsche and Marx 

emphasised that knowledge was, in part, a product of human thought rather than 

an objective and external reality (Turner, 2009; Witkin, 2011).  Inherent in the 

underpinning philosophy of social constructionism is the importance of people’s 

thoughts, actions, feelings and behaviours within social interactions (Burr, 2003).  

The theory of social constructionism is based on undergirding principles that seek 

to make sense of the world in a way that is inquisitive and critical. Consequently, 

individuals’ experiences are created and impacted upon by social interactions and 

subsequent perceptions about such interactions. Social constructionism is an 

important modern theoretical framework for studies which are concerned with the 

way individuals respond to particular events. 
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Definition 

 

Social constructionism, as a concept where constructs are deemed to be products 

of perceptions, beliefs and influences, is a theoretical framework which involves 

exploring the ways social experiences are created, institutionalised and 

acknowledged as ‘fact’ or ‘traditions’ by individuals.  Fundamentally, social 

constructionism is concerned with the construction of knowledge, how it is created 

and its significance for individuals and society (Andrews, 2012; Witkin, 2011).  

Social constructionism developed as an attempt to define and explore the nature of 

reality over thirty years ago (Andrews, 2012). Since its early development, social 

constructionism has predominantly been used as a framework to understand and 

appropriately respond to social problems; however, it is now applied in most areas 

of sociology (Maines, 2000).  Social constructionism is based on the assumption 

that reality is constructed through human activities and based on reality, knowledge 

and learning (Bredenlöw, 2001; Katzko, 2002; Maines, 2000; O'Connor, 1998; 

Turner, 2009; Witkin, 2011).  For example, social situations may appear positive, 

negative or neutral based on an individual’s interpretative processes.  Based on a 

range of definitions, social constructionism is conceptualised as a theory where 

singular reality is not deemed as ‘truth’ and where the meaning of such reality is 

dependent on factors including personal history, values, experiences, culture and 

context (Bredenlöw, 2001; Katzko, 2002; Maines, 2000; O'Connor, 1998; Turner, 

2009; Witkin, 2011). According to constructionists, knowledge and truth are 

‘created’ in contrast to being ‘discovered’ (Andrews, 2012). Indeed, the process of 
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socially defining one’s life experiences is a subjective and interpretative process 

rather than one that leads to ‘objective truth’.  

 

Burr (2003) acknowledges that because social constructionism draws its 

definition from multiple sources and disciplines, it has been difficult to 

conceptualise. However, he delineates some key assumptions that may assist in 

conceptualising this construct. These include: 

1- Assuming a critical perspective towards ‘taken for granted’ 

knowledge; social constructionism challenges the notion that knowledge is static 

and highlights the changing nature of truth and knowledge based on various social 

factors (Burr, 2003); 

2- Historically and culturally specific; social constructionism highlights 

the importance of history, culture and other external influences on individuals and 

the meaning they derive from their experiences (Burr, 2003); 

3- Affected and influenced by social processes; social constructionism 

recognises the impact of social values, beliefs, norms, actions, and experiences 

(Burr, 2003). 

 

According to Berger and Luckmann (1991), the lived experiences of 

individuals are ordered. For example, people do not perceive disorganized sounds 

and visions but experience them as specific events relating to specific contexts.  

Further, language creates a platform in which individuals make sense of the world. 

Words and language provide individuals with methods to classify information, 
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which is vital to the creation and interpretation of meaning (Berger & Luckmann, 

1991). Delamater and Hyde (1998) explain that for many individuals, the reality of 

daily life is shared, meaning that individuals perceive shared events in a similar 

fashion. Consequently, by using language, researchers are able to engage in 

discussions focused on shared experiences, building ‘reality’ as a result of social 

exchanges.  However, despite a shared understanding of human experiences, 

certain experiences can become institutionalised and/or labelled. Berger and 

Luckmann (1991) as stated in DeLamater & Hyde (1998, p. 291) stated that "while 

in theory there may be a hundred ways to go about the project of building a canoe 

out of matchsticks; habitualization narrows these down to one". In other words, 

they hypothesise that once an experience has become an institutional practice, 

society’s expectations of how this experience will occur will reinforce this practice.  

Finally, as experiences and knowledge become expected and normalised, sub-

groups with differing experiences and knowledge may evolve. Conflict arising from 

differing perceptions regarding how particular experiences are lived and perceived 

by individuals may occur between such groups. Social constructionism rests on the 

philosophical assumptions that multiple versions of the world are legitimate; that 

texts are open to multiple readings; and that language is non-representational 

(Gergen & Gergen, 2003;  Katzko, 2002), confirming that there is no one 

perception or truth that exists at the expense of others.  

 

In order to further understand social constructionism, Andrews (2012) 

explains that one’s identity is not consolidated through internal influences in 
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isolation, but through the reciprocal interplay of internal influences and social 

interactions embedded within cultural, political and historical contexts 

Consequently, individuals are shaped by the events and circumstances around 

them rather than through prescribed internal attributes such as genetic influences 

(Andrews, 2012; Berger & Luckmann, 1991; Witkin, 2011).  

 

Key Features of Social Constructionism 

 

The relationship of social constructionism with meaning and language and the 

reciprocal interaction of these will be discussed to assist in examining strengths 

underlying social constructionism and its relevance to this study. According to Hall 

(2011), social constructionism can be broken down into four key assumptions 

which include that: meaning is not inherent to objects or events; individuals bring 

meaning to objects or events; meaning is controlled by language; and language 

and meaning need to be negotiated. These key assumptions are critical to the use 

of this framework in the research process. 

 

First, social constructionism challenges the researcher to inquire about the 

assumptions that permeate culture that serve to make sense of information; 

reinforcing the notion that meaning is not inherent to objects, events or relations 

(Andrews, 2012; Gergen, 2011; Hall, 2011; Katzko, 2002; Turner, 2009). Words 

and actions are interpreted by individuals based on the meaning they derive from 

such words and actions. Second, an individual’s understanding of the world is 



63 

 

dependent on their personal experiences that are located within a particular 

historical and cultural context (Andrews, 2012; Gergen, 2011; Hall, 2011; Katzko, 

2002; Turner, 2009). Third, language precedes concepts and serves to facilitate 

conceptualisations of the world based on the individual’s lived experience. Burr 

(1995) asserts that language is paramount in negotiating meaning and formulating 

constructs. According to the theory of social constructionism, language is integral 

to the construction and reinforcement of subjective reality; a reality that includes 

concepts commonly shared by others without the need to redefine them over time 

(Berger & Luckmann, 1991). Finally, different words are ascribed a negotiated 

definition. Such definitions can be renegotiation over time emphasising the 

evolving creation of meaning central to social constructionism (Andrews, 2012; 

Gergen, 2011; Hall, 2011; Katzko, 2002; Turner, 2009).  

 

In considering research that draws on qualitative data derived from 

processes such as in-depth interviewing, it is important to understand how 

language and its interpretation can influence the researcher’s synthesis of findings. 

The process of interpreting experiences through research can be complex. Further, 

an understanding of the influences of language and perceptions of events are 

critical for the researcher to derive meaning from research participants’ unique 

experiences associated with a phenomenon of interest (Berger & Luckmann, 1991; 

Bredenlöw, 2001; Burr, 2003; Gergen, 2009) therefore, social constructionism was 

deemed a suitable framework to undergird the investigation.   
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Strengths of Social Constructionism 

 

The strengths of social constructionism rendered it a coherent theoretical 

framework to adopt for this study. The emphasis of social constructionism in 

observing individuals, exploring their values and perceptions within specific 

historical, cultural and political contexts in order to create meaning is central to the 

aims of the investigation.  

 

A significant strength of social constructionism can be found in its person-in-

environment and ecosystem perspectives (Witkin, 1991). Inherent in this approach 

is the inter-relationship between individuals, events, environments, historical and 

cultural influences, language and experience (Witkin, 1991). The adoption of a 

social constructionist framework allows the researcher to consider the values and 

beliefs embedded in their practice and to function within a framework that is 

morally and socially fair (Witkin, 1991). Finally, social constructionism highlights the 

need for individuals to understand themselves and their environments, and 

emphasises the need for researchers to be conscious of their role when 

undertaking research (Witkin, 1991). 

 

Another strength of social constructionism relevant to this study is its 

emphasis on the exploration of perceived social realities within communities. Social 

constructionism observes how events, traditions and social norms evolve and may 

become institutionalised as a continual and active process. Individuals cannot 
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escape the value systems that influence them and social constructionism 

acknowledges that individuals’ experiences are subjective and dictated by multiple 

social contexts (Andrews, 2012; Gergen, 2011; Hall, 2011; Katzko, 2002; Turner, 

2009). Such a framework validates the subjective accounts of individuals. It further 

adds value to the notion that social contexts are fluid (Andrews, 2012; Gergen, 

2011; Hall, 2011; Katzko, 2002; Turner, 2009). 

 

 There are additional advantages to utilising a social constructionist 

framework in this particular study.  First, it gives recognition to the influences of 

historical developments that may serve to initiate social changes. For the purposes 

of this study, prenatal diagnosis and its impact on women’s wellbeing is an issue 

which concerns moral and ethical debates; two subjective arguments. The moral 

and ethical viewpoints of terminations of pregnancy and of disability have changed 

over time (Bewley, 2003) and may vary based on the political, social and religious 

contexts of women (Sandelowski & Jones, 1996; Statham, 2002). Further, the 

institutionalisation of support movements, support groups and health care 

organisations also appear to be important socially constructed activities which play 

a significant role in influencing individual experiences and shaping perceived 

‘realities’. For example, a woman’s wellbeing is impacted by the type and 

availability of health care and support. As stated earlier, Catholic hospitals will not 

offer a therapeutic Termination of Pregnancy (TOP) regardless of the foetus or 

mother’s prognosis (Tobin, 2014). Consequently, the social construction of religion, 
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values and legal options can significantly impact a woman’s choices after poor or 

lethal prenatal diagnosis.  

 

 Cultural events and social trends impact upon expectations of individuals 

following particular events. For example, the creation of rituals surrounding 

pregnancy, death, grief ceremonies following an infant loss, disability, bi rth and the 

celebration of life are grounded in cultural and social trends (Andrews, 2012; 

Katzko, 2002; Witkin, 2011). Further, the stigmatisations of particular social 

constructs such as medical diagnoses, disabilities, single parenting or 

socioeconomic classes are socially constructed factors subjectively impacting upon 

individuals’ lives and experiences. Consequently, the person-environment 

considerations; the acknowledgment of people’s rights to experiences; opinions 

and values; as well as the fact that social constructionism recognises the 

influences of historical, cultural and political contexts surrounding events, make this 

theoretical framework the most cogent framework for the investigation. 

 

Limitations of Social Constructionism 

 

There are a number of identified limitations of social constructionism. Social 

constructionism has generated debate from a range of critics who do not accept 

this theory as valid (Turner, 2009; Witkin, 2011). Social constructionism has been 

viewed by some as a framework that lacks a scientific foundation, although others 

have later acknowledged the approach as one that has contributed to the 
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understanding of suffering (Witkin, 2011). A common critique of social 

constructionism is the limited recognition of objective facts and the underlying 

premise that objective and subjective realities can co-exist (Andrews, 2012; 

Katzko, 2002; Witkin, 2011).  For instance, social constructionism has been 

indicted as being anti-realist, given that knowledge is deemed generated through 

direct perception of reality. Andrews (2012) asserts social constructionism 

challenges realities stemming from medical and scientific inquiry. As an example, 

some discoveries of diseases and their treatments have occurred through social 

constructionist research approaches that are located within the contexts of social 

events. Such an approach is criticised by realists who assert that social contexts 

have no bearing on specific factual information, such as medical discoveries. 

 

There are also concerns about the legitimacy of findings of socially 

constructed research given the chief premise of social constructionism concerning 

the socially constructed and subjective nature of reality (Andrews, 2012; Katzko, 

2002; Witkin, 2011).  Andrews (2012) extrapolates on the concerns of realists 

regarding a level of subjectivity they deem unreliable, in contrast to the social 

constructionist approaches that acknowledge the validity of every account as 

unique, real and perceived as truth.  However, social constructionists argue that 

because all accounts are significant, they should be considered valuable truths to 

be told.  
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Finally, social constructionism challenges mainstream psychology by 

questioning the feasibility of studying individuals scientifically. As a consequence, 

psychology has fought to maintain its credibility at the expense of the legitimacy of 

social constructionism (Andrews, 2012). The absence of the ‘self’ in social 

constructionist approaches has been identified as a flawed framework in explaining 

personality traits, attitude, personal motivation and many traits and behaviours 

linked to the ‘nature’ debate (Burr, 2003). Some studies of twins for example, defy 

social constructionism approaches as studies have shown that despite different 

environments or social influences, twins develop similarly towards a genetic or 

‘inbuilt’ predisposition. The lack of recognition of objective facts as ‘truth’ has been 

identified as a major criticism of the theory (Andrews, 2012; Burr, 2003; Katzko, 

2002; Witkin, 2011). However, this criticism is challenged by social constructionists 

who assert that while scientific discoveries are important, social constructionist 

approaches can further support scientific evidence by acknowledging the 

influences of social interactions within a given context.  

 

Social Construction of the Birth Experience 

 

Whilst a prenatal diagnosis is an individual experience, the individual’s perception 

of moral obligations and ethical limitations, as well as the views of the community 

at large, and those of professionals, friends and family relating to ethics and 

morality have influenced women’s choices and their ability to respond to options 

(Bewley, 2003; Gregg, 1993; Howard, 2006). For example, women often make 
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decisions about their pregnancy based on personal moral frameworks that are 

socially constructed (Bewley, 2003). Decisions are further influenced by pressures 

exerted from the community or as a result of legal implications associated with a 

late termination (Nguyen et al., 2013). Furthermore, changes in health care 

systems associated with the care of women following a prenatal diagnosis have 

been guided by beliefs concerning what ‘appropriate’ health care services should 

offer.  

 

Strong socially constructed notions of pregnancy and birthing were apparent 

in the first hospital based births when women’s voices were suppressed and 

ignored during the pre-feminist era (Anderson, Armitage, Jack & Wittner, 1987). 

Antenatal practices for women during this period were significantly influenced by a 

socially constructed predominating patriarchal paradigm that influenced procedures 

such as forced birthing in stirrups and consenting to a termination through the 

coercive influences of male obstetricians (Anderson et al., 1987; Kennedy, Grant, 

Walton, Shaw-Battista, & Sandall, 2010). Today antenatal care continues to be 

socially constructed.  For example, health care providers express concern about 

Indigenous women’s resistance to attend hospitals and antenatal appointments 

(Brown, 2015; Panaretto, Lee, Mitchell, Larkins, Manessis, & Buettner, 2005).   

Whilst the birth outcomes of Indigenous women may justify health care providers’ 

desire for them to present in clinics, it would appear that socially constructed 

antenatal options such as monthly hospital appointments and regular blood tests 

imposed by the non-Indigenous Australian middle class, are not well received by 
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the majority of Indigenous women (Brown, 2015; Panaretto, Lee, Mitchell, Larkins, 

Manessis & Buettner, 2005). It is also worth noting that programs such as 

midwifery group practices and Indigenous clinics created by the public system as a 

socially and culturally acceptable health care practice, have been better received 

than mainstream hospital schedules for Indigenous women (Brown, 2015; 

Panaretto et al., 2005).  These groups emphasise the need to consider socially 

constructed notions surrounding prenatal care that are in the best interests of 

women. 

 

The influence of socially constructed perceptions regarding acceptable 

reasons to terminate a pregnancy after an adverse prenatal diagnosis is worth 

consideration.   According to Baker (2013), if one reason to terminate a pregnancy 

lies in the financial burden the impending child may have on society, one may 

challenge the reasons gender selection in China is deemed unethical by Western 

societies. From a social constructionist point of view, this discussion emphasises 

how attitudes towards abortion are constructed as a result of influences including 

culture, religion and societal needs.  Inconsistencies also occur in Australia 

concerning whether a medical termination is an ethical procedure to perform. For 

example, on the grounds of conscientious judgment, Catholic hospitals refuse 

terminations to women on religious grounds (Tobin, 2014). The statements 

provided to women in religious institutions declare: “we don’t do terminations here” 

and “terminations are against the hospital’s values”. Such statements are socially 
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constructed and are perceived by the women who hear them as morally absolute. 

(Tobin, 2014) 

 

A woman’s socially constructed notions of illness, diagnosis, prognosis and 

options are subjectively influenced by a range of factors. These include religious 

beliefs, personal values, relationship status, number of previous children, difficulty 

with fertility issues, health, societal pressure, familial input, vocational and financial 

needs, age, gestation at time of diagnosis, culture, nature of diagnosis and nature 

of the proposed treatment options available to the woman (DeLamater, & Hyde, 

1998). Additionally, the support or lack of support from medical and allied health 

staff at the time of decision-making also impact upon women’s constructions of 

their perceived realities. 

 

Women’s responses to adverse prenatal diagnoses are shaped by their 

values including views of abortion and disability. According to social 

constructionism, the unique experiences of a prenatal diagnosis allow for the 

possibility of multiple interpretations of such experiences (Witkin, 2011).  An 

important consideration in developing a comprehensive understanding of the 

experiences of prenatal diagnosis, based on a social constructionist framework, is 

the place of language in the development of meaning (Bredenlöw, 2001; Katzko, 

2002; Maines, 2000; Witkin, 2011). Some of the concepts of relevance that 

influence understandings of the impact of receiving a prenatal diagnosis, include 

motherhood, women’s rights, foetal rights, disability, abortion, moral values, 
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religion and ethics (DeLamater & Hyde,1998). Each term is socially constructed 

and consequently impacts on the construction of meaning derived from receiving a 

poor or fatal prenatal diagnosis. 

 

The increase in assisted contraception and genetic testing and its impact on 

families and communities has resulted in less delineated boundaries between 

medical advances and social responses (Hardisty & Vora, 2014; Kromberg, 

Parkes, & Taylor, 2006; Turner, 2009) with motherhood becoming a socially re-

constructed concept. The definition of ‘mother’ according to the Oxford Dictionary 

(2015) is someone who has given birth to a child and is bringing them up with care 

and affection. Consequently, the options available to women after receiving a 

prenatal diagnosis such as terminating an advanced pregnancy would not align 

with the socially constructed definition ascribed to the word ‘mother’. The historical 

construction of the word ‘mother’ has changed over time. For example, mothers in 

the 17th Century within Western contexts would conform to social expectations 

including using physically punitive measures to discipline children and following 

strict religious guidance in all aspects of parenting (Cooksey, Vespa & Keck, 2009; 

Sanson & Wise, 2001). However in the 21st Century, Western women are 

encouraged to consider their educational and vocational goals before having a 

child and the physical discipline of a child is discouraged (Cooksey, Vespa & Keck, 

2009; Sanson & Wise, 2001). 
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Women’s responses after receiving a prenatal diagnosis are governed by: 

the legal options available to them; the pressures imposed on them by friends and 

family; whether terminations are performed by their hospital and/or obstetrician; the 

ecclesiastic advice women receive; and the ideologies women have formed about 

abortion, disability, pregnancy and motherhood (Howard, 2006; Lafarge, Mitchell & 

Fox, 2013; Mc Coyd, 2010).  Social constructionism can be applied to a woman’s 

constructions of personal values, cultural understanding, religious views and 

individual choices. There are other social constructs worth considering in relation to 

a woman’s experiences after a prenatal diagnosis that are not confined to the 

individual’s perception. For example, social constructions that affect legal and 

ethical matters may also impact upon the experiences of women facing a prenatal 

diagnosis. Following a woman’s choice to terminate a pregnancy, from around 21 

weeks for most states in Australia, an individual is still required to attend an ethics 

committee in order to have her request for termination granted, based on socially 

constructed societal laws (Queensland Maternity and Neonatal Clinical Guidelines 

Program, 2013). 

 

 The social construction of laws, institutions, community expectations and 

larger constructions at a systemic level influence a woman’s unique social 

constructions at the individual level. The need to consider the vast array of 

perspectives and experiences reflective of the views and assumptions of women, 

against a range of socially constructed public and systemic sets of ‘rules’ and 

‘beliefs’ is relevant and vital in considering the impact of a prenatal diagnosis on 
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women’s wellbeing. It is also important to understand the many factors which may 

influence the woman’s decision and experience. Those may include her own 

values, her family’s values, her social network, her community and the surrounding 

medical system.  Figure 1 (factors influencing a women’s social construction 

following a prenatal diagnosis) demonstrates how various factors can impact on 

the experience of women following an adverse prenatal diagnosis by influencing 

their social construction of support, termination, birth or parenting.  

 

  The framework of social constructionism is of relevance in developing 

understanding about the impacts of socially constructed societal attitudes, 

principles and practices upon women who receive poor or fatal prognoses in 

pregnancy (Witkin, 2011). For instance, women who conceptualise a termination 

as something shameful may choose not to seek one-to-one support or 

acknowledge their loss to friends and family (Leithner et al., 2004; Iles & Garth, 

1993; Kersting et al., 2009; Redlinger-Grosse et al,. 2002).  A circumstance that is 

understood to be more socially acceptable is the loss of a child at birth, or during 

the neonatal period of natural causes. There is a higher correlation reported for 

women seeking social support following such a circumstance in contrast to women 

who choose to terminate (Leithner et al., 2006; Redlinger- Grosse et al,. 2002). 

This highlights how the social construction of loss, medical termination and shame 

impacts on women accessing support. 
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Rationale for the Choice of Social Constructionism to Guide the Investigation 

 

Social constructionism is a framework that gives consideration to individual 

viewpoints, experiences, culture and social responses in any given situation. The 

nature of the research undertaken in this study is such that individual experiences 

are considered central to the phenomenon of interest. In order to explore the 

unique lived experiences of women who receive poor or fatal prognoses in 

pregnancy, a theoretical framework that conceptualises the subjective nature of 

truth was essential. As stated earlier, social constructionism is underpinned by the 

premise that social processes should be studied in social and cultural contexts and 

focus on individual experiences and the subjective meaning of such experiences 

(MacKinnon, 2008). Social constructionism emphasises a view of reality where 

social processes influence an individual’s perceptions of the world, creating 

meaning that is negotiated through relationships (Kennedy, Grant, Walton, Shaw-

Battista & Sandall, 2010). Social constructionism deems one’s reality as socially 

constructed and subsequently allows information to be accepted and 

acknowledged as true, accurate and ‘real’ to one person despite its subjective 

nature. For example, results in some studies, particularly when comparing 

qualitative and quantitative data, can appear inconsistent. Individuals may have 

lived experiences that highlight a particular issue that may or may not have 

impacted on other factors being tested in the same research study. However, in 

respecting individuals’ perceived realities through the exploration of personal 

experiences, social constructionism allows for the in-depth investigation of unique 
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phenomena which occur in social contexts as well as the facilitation of opportunity 

for participants to give voice to their experiences through in-depth investigation of 

unique phenomena that are located within social contexts.   

 

One of the dedicated aims of this study was to facilitate the opportunity for 

women to share their story in a way that was consistent with their lived 

experiences. Perceptions and narratives of support were sought and valued in this 

study through a qualitative inquiry that gave voice to the participants’ experiences 

of support after a prenatal diagnosis.  
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Figure 1: Factors influencing a woman's social construction after an adverse prenatal diagnosis
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Summary 

 

The theoretical framework of social constructionism served to illuminate and 

validate the subjective findings in this study. This study gave consideration to 

individual participants’ experiences and acknowledged that such experiences were 

dependent on factors including individual perceptions and personal history as well 

as the influences of cultural, historical and political contexts. A social 

constructionist framework served to acknowledge participants’ stories as valid and 

valuable. By using a social constructionist framework to investigate a range of 

unique perspectives and experiences, the inclusion of rich qualitative data with 

quantitative findings of the research could be warranted. Social constructionism as 

a theoretical framework acknowledges women’s perceptions as genuine and 

valuable, and provides a theoretical scaffold that permits all points of view to be 

respected as sources of unique ‘truth’ that may guide the support offered to women 

in the future. Additionally, social constructionism acknowledges the core belief that 

meaning is not inherent to receiving a prenatal diagnosis, based on the type of 

diagnosis received or the decision made by the woman.  The true meanings of 

these experiences lie in women’s interpretations of them. 

 

This theoretical framework was deemed a coherent one to study women’s 

personal and unique experiences of receiving a prenatal diagnosis as well as the 

support they received. Furthermore, the many advantages of a social 

constructionist approach as delineated above were considered of value and 

relevance to the nature of the study undertaken. The limitations of social 
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constructionism were considered, particularly in relation to the way the framework 

addresses how individuals may process their experiences from a psychological 

and cognitive point of view, without adequately addressing issues of a biophysical 

or behavioural nature (Lathrop, 2009). However, given that the dynamics 

associated with prenatal testing and women’s decision-making processes are 

deeply embedded within a social and cultural experience, the importance of 

socially constructed meaning has been prioritised in this study. In exploring 

women’s unique experiences of receiving a prenatal diagnosis and by focusing on 

factors that concern psychosocial and cognitive aspects, social constructionism 

was confirmed as a cogent theoretical framework to guide the investigation.  
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Chapter 4: Methodology 

 

This study focused on the impact of particular types of support (counselling, case 

management, support groups, friends/family support and/or access to resources) 

on the anxiety, guilt and decisional conflict of women after a poor prenatal 

diagnosis that led to women being offered a termination of pregnancy. There were 

two research questions in this study: 

 

1. What is the relationship between psychosocial support and women’s 

wellbeing? 

2. What are women’s socially constructed perceptions of support and care 

following a poor prenatal diagnosis? 

                                                                                                                                                                                                                                                   

The hypothesis was that psychosocial support impacts on women’s anxiety, guilt 

and decisional conflict levels and that there is a correlation between support and 

wellbeing following a poor prenatal diagnosis. 

 

A mixed methodology was used to examine the impact of psychosocial 

support on women’s wellbeing after a prenatal diagnosis that required them to 

make a decision regarding the pregnancy (offer of a termination). There were no 

time limits as to when women had received their prenatal diagnosis as the focus of 

this study was on the women’s experiences, rather than on the type of 

diagnosis/testing.  A total of 106 participants were recruited for the study. Utilising 
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both quantitative and qualitative methodologies, all participants (n=106) completed 

a series of quantitative surveys and 12 engaged in in-depth interviews. The data 

derived from the study provides a comprehensive account of experiences of 

support received following a prenatal diagnosis. As a means of examining the 

impact of psychosocial support on this population of interest, levels of anxiety, guilt 

and decisional conflict associated with the decision-making process were 

investigated. Whilst many studies concur that counselling should be provided to 

women during the period of prenatal diagnosis (Brondino et al., 2013; Chescheir & 

Cefalo, 1992; Elder & Laurence 1991; Geerinck-Vercammen & Kanhai 2003; 

Gordon et al. 2007; Leithner et al. 2006), few studies have explored the efficacy of 

specific support approaches for this population.  

 

Mixed methodology 

 

As stated earlier, this research has used a mixed methodology of quantitative and 

qualitative data collection to allow the inclusion of the participants’ social 

construction and unique viewpoints to be considered. The quantitative component 

was undertaken independently while the qualitative enquiry was completed six to 

twelve months later. The analyses of the quantitative and qualitative research 

study components were undertaken sequentially. Inherent to the social 

construction framework underpinning this study, interviews were originally 

designed to highlight women’s experiences of care following an adverse prenatal 

diagnosis. However, the rationale for further specific questions on women’s 

perceptions of psychosocial support occurred after the surveys’ results highlighted 
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inconsistent statistical findings based on women’s subjective and unique 

experiences.     

 

As discussed, this approach was chosen to generate findings that would 

extend beyond the quantitative data by facilitating in-depth interviews to develop a 

broader understanding of women’s experiences of anxiety, guilt and decisional 

conflict following a poor or fatal diagnosis. Furthermore, the mixed methods 

approach was chosen to enable a more robust account of women’s experiences 

through the confirmation of both qualitative and quantitative findings.   

 

There were specific aims for the quantitative and qualitative research 

components respectively. The quantitative dimensions of the research focused on 

statistical analysis of the impact of psychosocial support (e.g. counselling, support 

groups, case management, social and familial support and educational 

literature/resources) on women’s wellbeing. The qualitative component focused on 

the exploration of women’s subjective narratives. Quantitative self-administered 

questionnaires and qualitative in-depth interviews were utilised to highlight the 

perspectives of women’s experiences following an adverse prenatal diagnosis.  

 

 Based on the assumption that both types of research are complementary, 

both qualitative and quantitative techniques are employed in a mixed methods 

design (Creswell, 2009). There has been rigorous contemporary debate about the 

advantages of quantitative methodologies in contrast to qualitative approaches. 

However, arguments against quantitative research include that the approach fails 
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to translate individuals’ personal accounts and experiences, while qualitative 

research may be considered biased and difficult to generalise to target populations 

(Crabtree & Miller, 2004; Moffat et al., 2006). A mix of research methods allows the 

researcher to investigate and further explain particular trends and behaviours in a 

given population (Creswell, 2003; Crabtree & Miller, 2004; Moffat et al., 2006).  

Mixed methods research also enables the researcher to be creative in the 

utilisation of both quantitative and qualitative tools.  

 

Further, mixed methods research facilitates investigative processes that 

extend beyond singular methods of inquiry.  The use of a mixed methods design 

for this study facilitated the gathering of data that provided both quantitative and 

qualitative findings of relevance. Additionally, the approach provided a foundation 

that allowed for the clarification of unanswered questions that emerged following 

the synthesis of quantitative data.  In order to obtain a holistic understanding of the 

circumstances for women experiencing an adverse prenatal prognosis, both 

quantitative and qualitative information was critical.  

 

Design of the study 

 

This study was designed as a mixed methodology and framed within a social 

constructionist perspective to investigate women’s experiences of psychosocial 

support following a poor or fatal prenatal prognosis. In particular, the study 

examined the impact of a range of supportive mechanisms including counselling, 

support groups, case management, social and familial support and the use of 
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educational literature/resources to address women’s anxiety, guilt and decisional 

conflict. As mentioned earlier, the study utilised self-administered questionnaires 

and in depth interview processes as data collection mechanisms.   

 

Participants 

 

The study intended to focus on women drawn from a broad range of demographic 

backgrounds who had experienced an adverse prenatal diagnosis. It was intended 

that participants would be recruited from maternal foetal centres, social media groups 

and registered pregnancy and child loss organisations. As a means of facilitating the 

recruitment process, the use of specific newsletters and online support groups was 

deemed the most effective method for advertising the study to prospective 

participants.  The target sample size was 100 participants. Of this larger sample, it 

was intended that 10 to 12 in-depth interviews would be conducted with willing 

participants. 

 

 There was a need to utilise an exclusion criterion as a means of screening 

participants for suitability for the study. Participants required a level of English 

comprehension sufficient to participate in the study and complete the self-

administered questionnaire. The rationale for the exclusion criterion was that 

participants were required to fully comprehend the questions utilised in the various 

measures included in the investigation as well as to understand the conditions 

associated with their consent to participate. It was predicted that women from a broad 

range of backgrounds would participate in the investigation with the intention of 
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exploring a wide range of experiences.  Initial consideration had been given to 

exclude women from access to the study who presented with previous or current 

mental health histories; however the researcher eliminated this criterion given that 

psychiatric issues (depression, anxiety or post-traumatic stress) are common in 

women as a result of a poor prenatal diagnosis. As part of the study design, 

appropriate mechanisms and processes were established for women who required 

psychological assistance at any stage of the study.  Women were advised that they 

could access their General Practitioner to seek referral for relevant counselling 

services. Under the Medicare “Better access for Mental Health” program and “Access 

to Psychological Services” (ATAPS) perinatal counselling initiative, women were 

eligible for sessions with a mental health clinician. Information was provided about 

pathways to allow this process to occur should a woman become distressed at any 

stage during the study via emails from the researcher. 

 

 The process for recruitment commenced in July 2011. The study was 

advertised through online support groups (such as Prenatal Diagnosis Support 

Australia, Angel Baby, Harrison’s Little Wings, Potter’s Syndrome Forum  and 

Anencephaly Angels), newsletters (including SIDS & Kids and local pregnancy loss 

support groups), email lists as well as through participant word of mouth.  A large 

percentage of respondents who contacted the researcher indicated a willingness to 

alert other women who they knew had experienced a prenatal diagnosis about the 

study. It was also intended that participants would be recruited through hospitals 

following their prenatal diagnosis via imaging departments and maternal foetal 

centres. However, the target sample was reached in August 2012, prior to the 
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National Ethics Application Form (NEAF) being completed, hence no participants 

were recruited through hospitals.  

 

 A total of 165 women expressed an interest in participating in the study. These 

women contacted the researcher by email to indicate their willingness to participate.  

Subsequently, the women were invited to supply their mailing address to progress to 

the next stage of the recruitment. Postal forms were used, as at the time of the 

dissemination of these surveys (five years ago), electronic survey 

programs/applications were not available to the researcher. Additionally, women were 

offered access to resources and articles produced as a result of this study. Identifying 

details were voluntary and the women who wished to receive research findings 

provided additional details for this purpose. The next stage included the 

dissemination to prospective participants of more detailed information about the 

study. One hundred and forty-nine women sent through their mailing address. A 

participant’s pack outlining the details of the proposed study was sent to the 149 

women, and included: information about the study; a letter of consent; the study 

questionnaires; and a reply paid envelope (see Appendix one – information letter).  

Participants were invited to contact the researcher if they had any questions prior to 

participating in the study.   

  

Participation was voluntary and did not impact upon participants’ 

membership in self-help groups or the care offered by their doctor.  Out of the 149 

women who were sent the participants’ packs, 106 questionnaires were completed 

and returned to the researcher, resulting in a final sample of 106 women (n=106). 
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Overview of data collection  

 

As previously mentioned, participants were sent information packs via mail which 

included a letter outlining information about the study, a consent letter, the study 

questionnaires and a reply paid envelope.  Following this process, 106 women 

returned their documentation and all of them consented to participate in an in-

depth interview. The in-depth interviews were conducted with 12 women, selected 

based on the timing of the return of the questionnaires. The first six women who 

returned their questionnaires and who had terminated their pregnancy and the first 

six women who returned their questionnaire after carrying their baby to term 

comprised this sub-sample. The study initially started out with 165 women 

expressing an interest in participating in the study. Out of this initial sample, 106 

women returned their consent letter and completed surveys. Twelve of those 

women were interviewed.  For an overview of the data collection process see 

Figure 2 and Figure 3 displaying the stages of the quantitative and qualitative data 

collection processes. 
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Figure 2: Data collection methods 

 

Data collection and data analysis

The first 6 women who terminated their pregnancy and the first 6 who carried to term 
were interviewed after returning consent form for interview

Upon return of the consent form, participant pack (intake form, demographics summary 
and questionnaires) sent to women

Upon expression of interest received from the participants , women sent information 
letter and consent form

Recruitment of women through support groups,  newsletters, 

magazines and other available means
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Figure 3: Quantitative data collection stages 

 

Data collection methods 

 

A mixed methods approach drawing upon both quantitative and qualitative 

research tools was utilised for the study and included self-administered 

questionnaires (Appendix four) and in-depth interviews (Appendix six).  The mix of 

research methods allowed for further exploration of the results which assisted the 

researcher in explaining particular trends and behaviours in the participants’ 
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experiences by cross referencing different sets of findings. Using these two 

methodological approaches allowed the researcher to gather statistical information 

as well as unique and individual perspectives not generated through the self-

administered questionnaires.  

 

Self-administered Questionnaire 

 

Questionnaires are used in research to obtain quantitative information about a 

particular target population (Mukherji & Albon, 2004). This method is a process 

designed to elicit responses to pre-designed questions relevant to the research 

undertaken. Generally, the use of a quantitative survey serves to explore findings 

that may be generalisable to larger populations beyond the research sample. 

 

 Questionnaires have been utilised across a range of disciplines. They 

provide a systematic and efficient means of collecting large amounts of 

demographic information (Mukherji & Albon, 2004).  The impartiality of this method 

renders the questionnaire an effective scientific tool as it assists in eliminating or 

reducing bias.  Once a questionnaire has been developed, researchers are not 

able to manipulate the questionnaires or corresponding results. This structured 

format restricts partial variations in any research project (Creswell, 2009). By 

recruiting a representative sample, questionnaires allow findings to be applied to a 

wider population (Creswell, 2009).  This method is consequently ideal for research 

which is time limited, specific to a particular context or for research which may 

need to be replicated. Questionnaires should be underpinned by a strong 
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theoretical framework. Such a framework informs the questionnaire’s purpose and 

design in a way that is consistent with the overall goal of a study. In this study, 

social constructionism served to inform the design of the questionnaires through 

the inclusion of scaling questions and sections that generated qualitative 

comments.  Additionally, the use of a theoretical framework ensures that 

questionnaires are ethically sound, purposeful and objective (Golafshani, 2003; 

Moffat et al., 2006). Consequently, the use of questionnaires for this study was 

deemed the most ethical and time efficient data collection tool given the wide range 

of women who participated in the investigation.  

 

 Participants completed a self-administered questionnaire that tested the 

hypothesis that psychosocial support impacted on women’s wellbeing following a 

prenatal diagnosis. The questionnaire gathered demographic data including age, 

religious affiliation, obstetric history, socio-economic status and geographical 

location. The second part of the questionnaire included three scales (discussed 

further below) to assess women’s wellbeing.  Participants also completed a 

questionnaire exploring the details of the psychosocial support they received at the 

time of the decision-making process.  The questionnaires included a section to be 

completed if the participants indicated a willingness to participate in a follow up 

interview to obtain qualitative information.  

 

 The demographic information in the questionnaire included personal 

information such as: the age of participants; relationship status; number of 

pregnancies; number of living children; and geographical data. Further, the 
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questionnaire gathered relevant information including the type of support received 

by participants to date, the perception of support offered and any further 

information of relevance to their experience of receiving a prenatal diagnosis. The 

questionnaire was intended to remain simple and concise. Given the nature of the 

research questions and in view of ethical concerns around women’s emotional 

health during and following the completion of the questionnaires, questions were 

intentionally phrased in a sensitive and respectful manner in logical, non-emotive 

language. 

 

 As mentioned in an earlier section, questionnaires were disseminated to 

participants via Australia Post. The questionnaires were sent with the letter of 

consent, the participant information pack, a reply paid envelope and a letter 

expressing appreciation for each participant’s involvement (See appendices). The 

return of the questionnaire generally occurred using Australia Post and university 

mail, with an insignificant number of questionnaires being returned via facsimile 

and email.  The data collection phase concluded with the receipt of the last 

questionnaire in August 2012. All women (n=106) who returned their questionnaire 

agreed to participate in a follow up interview. Due to the large sample population, it 

was not practicable for all women to participate in an interview. Twelve 

interviewees were selected based on the timing of the returned surveys. The 

remaining participants were sent a letter of thanks, acknowledging their 

contribution to the study.  
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Quantitative Instruments 

 

The quantitative instruments selected for use in this study measured women’s 

wellbeing with a focus on levels of anxiety, guilt and decisional conflict after a 

prenatal diagnosis. The rationale for choosing the instruments was based on their 

validity and utility in the prenatal diagnosis research field. These instruments have 

been used in other international research focusing on prenatal diagnosis (Hvidman, 

Jørgensen & Kesmodelm, 2011; Leithner et al., 2006; Marteau, Nippert, Hall,  

Limbert, Reid, & Bobrow 2002; O'Connor, Jacobsen, & Stacey, 2002; Dahl,  

Hvidman, Jørgensen, & Kesmodel, 2011). The following provides a brief 

description of each scales’ measures. 

 

1. Decisional Conflict Scale (O’Connor & Jacobsen, 1995) 

The Decisional Conflict Scale developed by O’ Connor and Jacobsen (1995) is 

designed as a decisional aid tool to assess a patient’s degree of decisional conflict. 

The measure has been used widely since its development with reported reliability 

and validity. According to O’Connor and Jacobsen (1995) the test-retest reliability 

coefficient was 0.81. The internal consistency coefficients ranged from 0.78 to 

0.92. In testing its utility the Decisional Conflict Scale discriminated significantly (p 

< 0.0002) between the two groups studied (patients who chose to accept a health 

intervention and those who were unsure). There was a weak inverse correlation (r 

= - 0.16, p < 0.05) between the Decisional Conflict Scale and knowledge test 

scores. The authors (O’Connor & Jacobsen, 1995) state the psychometric 
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properties of the scale are acceptable. The wide use of this tool reinforced the 

appropriateness of its inclusion in this study. 

 

2. Six item short form of the Spielberger State Trait Anxiety Inventory (Marteau 

& Becker, 1992) 

The Spielberger State Trait Anxiety Inventory (STAI) has been used widely in a 

range of studies including studies in the prenatal diagnosis field (Becker, Hewison 

& Thornton, 2004; Marteau et al., 2002). Whilst the instrument has proven to be 

reliable and valid, some concerns have been identified regarding its utility; that is, 

users have reported that it is lengthy and repetitive to administer. A six item 

condensed version of STAI was standardised by Marteau and Becker (1992) in two 

studies of 200 women awaiting prenatal results. The findings produced similar 

results to the full-length scale. The reliability coefficient for the 20 item scale was 

x= .91 and x=. 82 for the six-item measure. After testing women who received an 

abnormal test result, the mean test for the full length STAI was 46.4 and 47.7 for 

the six-item scale. This confirmed validity of the condensed measure.  The authors 

reported that the six item form of the STAI remains sensitive to the degrees of 

anxiety and is advantageous to use when maximising the response rate of subjects 

and minimising the amount of errors and unanswered questions. It was appropriate 

to use the shortened version for this study as participants were already responding 

to two other scales on the self-administered questionnaire. For the purposes of this 

study, the excessive length of the original questionnaire could have compromised 

data collection. Therefore the STAI (short) version was chosen. 
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3. State Guilt Scale (Kugler & Jones 1992) 

The Guilt Inventory was developed by Kugler and Jones (1992) to measure guilt 

levels in individuals after a particular event.  The Guilt Inventory measures trait 

guilt, moral standards and state guilt.  In terms of a delineation between the three 

types of guilt, trait guilt is pervasive over long periods of time, state guilt scores are 

related to interpersonal measures such as anxiety, shyness, loneliness and 

depression while moral standards are unrelated to these variables and focus on 

socially constructed responses following one’s thoughts or actions (i .e. shame) 

(Kugler and Jones, 1992).  For the purposes of this investigation, the researcher 

has only utilised the State Guilt Scale as it is the most relevant to the investigation, 

since only state guilt has been reported in psychiatric evaluations of women after a 

prenatal diagnosis. The State Guilt Scale was designed to assess transient 

emotions of guilt and remorse that may change over time.  In a study aimed at 

assessing the scales’ psychometric properties, Kugler and Jones (1992) found that 

for combined samples, Cronbach's alpha ranged from .81 to .89, and the mean 

correlations ranged from .22 to .29. The outcomes of the study found that the scale 

appeared to meet acceptable standards of internal consistency. The Guilt Inventory 

Scales had been previously assessed over time by test-retest and shown to be 

reliable and valid (Kugler & Jones, 1992). Additionally, considering the vulnerability 

of the participants recruited for this study, this tool was selected as it was short, 

simple and reliable.  
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Qualitative tool – In-depth interviews 

 

In-depth interviews were chosen as the preferred mode of interviewing for 

qualitative data collection in this study. Due to the specific focus and limited time 

frame for the investigation, this method was deemed an appropriate and coherent 

choice. Overall, interviews are generally used to generate narratives that focus on 

specific research questions and to preserve the subjective voices of participants’ 

lived experiences (Creswell, 2009; Crabtree & Miller, 2004; Silvermann, 2010). The 

natural interactions stemming from in-depth interviews allowed the sensitive topic 

of prenatal diagnoses and terminations to be discussed in a safe and non-

threatening environment. It is worthwhile to note that the researcher who undertook 

the interviews is a Medicare accredited provider of psychological services and a 

manager of mental health services for QLD health; therefore, experienced in 

clinical therapy and the management of difficult and sensitive conversations. 

Through the provision of a safe and supportive setting during the interview 

process, the researcher was able to explore some of the finer nuances of the 

participant’s sensitive experiences. Paired with a social constructionist framework, 

the interviews allowed individual perspectives to emerge and receive validation. 

 

 In-depth interviews follow a specific process and sequence of steps. 

Crabtree and Miller (2004, p.92) have conceptualised interviews as “partnerships 

on a conversational journey”.  For instance, the researcher is required to follow 

specific steps to ensure the participant feels safe and comfortable, that relevant 
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meaning and lived experiences are discussed and common meaning is 

understood. 

 

 

                         Figure 4: The steps to the interview process (Crabtree & Miller, 2004) 

 

As indicated in Figure 4, the interviews in this study commenced with 

rapport building and included general conversation about the lives of the women, 

their children, work and interests. This initial step facilitated a process of 

‘naturalising’, where the researcher and participant were able to familiarise 

themselves with the setting and the participants were able to orientate themselves 

to the interview process and content. The second step of ‘assigning competence’ 

occurred when the researcher began to discuss psychosocial information relevant 

to the interview. This included general biographical details such as the age of the 

participant at the time of diagnosis, gestation of pregnancy and relationship status. 
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The third step was the final step in rapport building. This was achieved through 

‘activating the narrative’ by discussing the aims of the research and what the study 

entailed (Crabtree & Miller, 2004). Throughout the interviews, the researcher was 

required to ensure the content shared by the participant was accurate and well 

reflected. By using a social constructionist framework, the researcher allowed the 

questioning sequence to be flexibly executed in order to explore issues identified 

by the participants throughout the interaction. 

 

 To ensure depth of discussion the researcher focused on offering open-

ended questions that enabled her to ‘get down to details’ (Crabtree & Miller, 2004). 

This allowed participants to answer the questions based on their own views of the 

topic and without pressure from the researcher. Additionally, leading questions 

were avoided. ‘Getting deep’ occurred with the researcher using probes and other 

prompts which allowed the expansion of the participants’ narratives. Given the 

highly emotive nature of the topic, it was vital that the ‘toning down’ and ‘closing’ 

steps occurred appropriately and positively to ensure the participants left the 

interview feeling safe and without the experience of potentially being re-

traumatised by the study and the interview (Geldard & Geldard, 2011). In order to 

do this, the researcher allowed the participants time to debrief, to ask questions 

about the study and close positively by permitting an informal conversation to occur 

prior to termination. This may have included a conversation around planned 

activities for the evening or following day. Additionally, the researcher followed up 

the next day with women via email to further ensure that the interviews did not 

cause any emotional trauma.  
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As indicated in an earlier section, all women (n=106) who returned the 

quantitative questionnaires, agreed to participate in a follow up interview. Twelve 

women were selected based on the timing of return of the survey. The first six who 

had chosen a medical termination and the first six who had carried to term were 

invited to be interviewed.  This was designed to allow women an equal opportunity 

to have their voices heard regardless of their pregnancy option. Two women were 

not able to complete an interview. One appointment was not able to be made at a 

mutually convenient time and the other participant failed to attend her phone 

interview. Consequently, two other women were selected to replace them in order 

of receipt of surveys.  Prior to each interview the researcher contacted the women 

to ensure they were still willing to participate. The researcher provided opportunity 

for each participant to ask questions about the interview process and the broader 

study. Additionally, written consent had been gained prior to the interview taking 

place. Due to the researcher working full time and women working or parenting 

during business hours, interviews were scheduled either on weekends or after 

business hours at a time convenient for the participants. Due to geographical 

constraints the interviews were conducted by phone from the researcher’s private 

office. Using a phone with a loudspeaker, interviews were recorded using a voice 

recorder and later transcribed into Word documents.  Interviews lasted between 45 

minutes to two hours, with the average interview duration being 90 minutes. 

 

 The information gathered from the in-depth interviews served to extend upon 

the quantitative data extracted from the self-administered questionnaires. As an 

example, some women identified as having other children, providing opportunity to 
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enquire about their parenting before and after their prenatal diagnosis.  The interview 

reviewed women’s responses to the questionnaire and discussed anxiety and guilt 

levels as well as decisional conflict following the prenatal diagnosis.  As part of the 

interview, participants were asked about the psychosocial support they received and 

experienced during the decision-making period as well as their experiences of 

support after the birth and/or termination. All interviews were successfully completed 

with the exception of one, which was terminated after forty-five minutes due to the 

researcher perceiving that the participant was becoming significantly distressed 

during the interview process. The participant was not informed that the interview was 

terminated earlier than planned to avoid disappointment - she had perceived that 

participation in the interview was a way to honour her baby.  The interview was 

discreetly concluded at the earlier time-frame with the remainder of the session 

focusing on returning the participant to an emotionally acceptable state. Furthermore, 

debriefing of the process was offered as well as a recommendation to access her 

General Practitioner to organise clinical support under the ‘Better Access for Mental 

Health’ program. However, the participant declined the referral, stating she was glad 

she was able to talk about the birth and subsequent death of her child and would 

seek support if required. This interview was discussed with the researcher’s principal 

supervisor. One outcome from this professional debriefing session was that it was 

agreed that a follow up email would be sent to the participant to ensure her emotional 

safety. Upon receipt of the email the participant responded the following day, 

indicating that she was no longer distressed and there was no further action required 

from the researcher. 
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Scoring and data analysis 

 

The purpose of data analysis is to test a research hypothesis and to understand 

phenomena (Mukherji & Albon, 2004).   It is also defined as a search for common 

patterns or themes through a ‘messy’ journey (Mukherji & Albon, 2004).  Given the 

mixed methods approach to the investigation, data analysis occurred in two ways.  

The quantitative component involved entering data into appropriate data analysis 

software and the qualitative component recording relevant notes, transcribing 

interviews and coding results.  

 

Quantitative analysis 

 

The correlation between the types of support offered to women after a prenatal 

diagnosis (as outlined in the demographics summary) (Appendix four), and levels 

of anxiety, guilt and decisional conflict, was examined.  The data analysis of the 

quantitative dimension of the research was facilitated through the use of the 

statistical analysis program SPSS (IBM, 2007). To avoid loss of data, all files were 

backed up throughout the data collection phase on an external hard drive locked 

with a password. The quantitative data derived from the self-administered 

questionnaires were scored using the respective score sheets for the three 

selected measures. The multivariate relationships among the groups of 

psychosocial support and length of support and anxiety, guilt levels and decisional 

conflict were explored using multiple regression analysis. All statistical findings 
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were checked and confirmed by Griffith University’s statistical advisor/research 

methodologist for accuracy.  

 

Qualitative analysis 

 

As mentioned in an earlier section, the qualitative information retrieved from the in-

depth interviews (see Appendix six) was recorded (using a loudspeaker phone and 

voice recorder) and transcribed. The qualitative data extracted from the interviews 

was analysed using thematic analysis involving the clustering of specific themes.  

Additionally, manual analysis using colour coding and specific filing of information 

on the printed transcribed interviews occurred. Colour coding, specific filing of text 

samples and marking of recurrent themes provided a vast array of data for 

analysis. The process for the thematic analysis that occurred as part of this study 

included a ‘familiarisation of the data’ through multiple reads of the transcripts as 

well as discussions about the transcripts with the researcher’s principal supervisor 

(Braun & Clark, 2006). The second stage of the thematic analysis comprised of 

‘coding’ the transcripts, a process by which the researcher identified features in the 

data that were relevant to the research questions (Braun & Clark, 2006).  The third 

process focused on ‘searching for themes’; allowing for codes and data to be 

explored for significant patterns while the fourth process included the ‘reviewing of 

those themes’ against the dataset to determine consistency (Braun & Clark, 2006).  

Some themes were refined while others were deemed irrelevant to the research 

study and discarded. The fifth stage of the thematic analysis involved the ‘defining 

and naming of themes’, while working out the scope and focus of individual topics 
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(Braun & Clark, 2006). Finally, the final stage of this analysis consisted of ‘writing 

up’ the findings and contextualising them in relation to the rest of the study and 

existing literature (Braun & Clark, 2006).  All transcripts and their initial coding were 

emailed to participants to clarify accuracy of their intended meaning and to confirm 

whether the researcher had captured objective information. Once this had 

occurred, the researcher and her principal supervisor also checked and discussed 

the themes extracted from the analysis for confirmation. Once the analysis was 

complete, Leximancer (Uniquest, 2007) was used to confirm the themes that 

emerged. 

 

Credibility 

 

This study has attempted to demonstrate a suitable level of credibility and 

reliability. As stated by Mukherji and Albon (2004), validity of a project concerns 

whether the researcher’s methods, approaches and techniques are able to address 

the research questions posed. Golafshani (2003) further describes credibility as 

determined by whether a method genuinely measures what it sought to.  This study 

used a mixed methodology that was designed to explore both quantitative and 

qualitative information through questionnaires and in-depth interviews. It targeted 

both statistical information and qualitative feedback of women, which served to 

increase the credibility of the research findings. Further, as stated earlier, a mixed 

methodology allowed for the investigation of multiple sources of reality (Golafshani, 

2003). Combined with the theoretical framework of social constructionism adopted 
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for this study, a mixed methodology provided multiple lenses through which to 

explore the research questions and to strengthen the credibility of findings. 

 

Quantitative validity 

 

Validity, also known as ‘construct validity’ in quantitative research, relates to the 

concepts, notions and hypotheses that guide the collection of data. Essentially, it 

refers to how well a test measures what it is set out to measure (Golafshani, 2003). 

It most often involves one or multiple tools to assess and quantify results 

(Golafshani, 2003). With the view to ensuring the validity of the study, the 

researcher used established instruments, namely the Decisional Conflict Scale, the 

Spielberger State Trait Anxiety Inventory (short form) and the State Guilt Scales, all 

of which had previously been individually tested for validity and reliability.  

 

Qualitative credibility 

 

In contrast to quantitative research that requires valid ‘instruments’ to be used, the 

researcher becomes the ‘instrument’ in qualitative research (Golafshani, 2003). 

The term ‘credibility’ is more commonly applied in qualitative inquiries and refers to 

results of a research appearing believable (Golafshani, 2003). A successful 

qualitative research design is one that serves to provide comprehensive 

understandings about an identified research question (Golafshani, 2003; Mukherji 

& Albon, 2010).  Additionally, in qualitative research the purpose is to engage in 
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reflection that facilitates rich exploration of a phenomenon (Mukherji & Albon, 

2010).   

 

Ethics 

 

Given the study involved vulnerable women who had experienced trauma, ethical 

considerations in the study were paramount. In order to meet basic ethical 

standards, the researcher applied for ethical approval from the Griffith University 

Human Research Ethics Committee. A number of conditions were required for 

approval to be granted. Under the NHMRC National Statement on Ethical Conduct 

(2007), these included: understanding any risks of the study, Griffith University’s 

institutional responsibilities, the responsibilities of the research team, highlighting 

conflicts of interests, and monitoring the research and its potential complaints.  

 

In order to meet those requirements, the researcher provided the ethics 

committee with detailed information on the nature of the study, the research 

questions and the hypothesis; gained the informed consent of women prior to them 

participating in the study; gave women the right to make an informed choice as to 

whether they chose to participate or not; gave women the right to withdraw at any 

time during the investigation; ensured women were not exposed to physical or 

emotional harm as a result of their involvement in the study; ensured women’s 

privacy was upheld with names, contact details and personal information not 

shared with or identifiable by third parties; and treated participants with respect 

regardless of their story, pregnancy choice or other personal information after their 
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prenatal diagnosis. Due to the medical information collected in the questionnaire as 

well as the nature of the study, women had the opportunity to contact their medical 

specialist, the principal investigators or relevant personnel within Griffith University 

should they have any concerns or questions throughout their participation in the 

research.  The contact details of key stakeholders involved in the study were listed 

on the participant information pack. Finally, information about the storing of the 

data over time, the sharing of the research findings and follow up publications from 

the research were also listed in the ethics approval protocols. 

 

Informed consent was sought by explaining the nature of the study, its 

benefits and potential risks as outlined in the participant information letter 

(Appendix one). It was assumed that by signing the letter of consent both to 

participate in the questionnaire and the in-depth interviews, women had given 

informed consent. To ensure this process was strictly adhered to, during the 

screening process for the study, women rated with a level of English below the 

rating of ‘good’ through self-identified rating scales were excluded from the 

investigation.  Verbal consent was further sought prior to the commencement of the 

phone interviews.  The researcher was committed to ensuring the ongoing 

informed consent of participants throughout the investigation, including during the 

qualitative interview process (Mukherji & Albon, 2004). For example, the 

researcher remained sensitive to non-verbal signs that may have given an 

indication of resistance to answering questions, such as abnormal silences, 

obvious distress and a sudden change in attitude.  The researcher, trained in 

clinical counselling, committed to using clinical skills such as genuine active 
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listening, reflecting on the content and feelings of participants, and offering the 

opportunity to terminate the interview if she perceived the participant was 

experiencing discomfort during the interview process.   

 

 As mentioned in an earlier section, participation was completely voluntary 

and consent could be withdrawn at any stage as outlined in the information letter 

for participants.  All data continues to remain strictly confidential and is stored in a 

locked filing cabinet, with only the researcher and her principal supervisor able to 

access the data.  Data has been encrypted to protect the participants’ identities. It 

is intended that the results of the investigation will be disseminated in a confidential 

manner ensuring that none of the participants are identifiable. 
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Chapter 5: Findings  
 

The findings of the study, from both the quantitative and qualitative data, are 

presented in this chapter. The first section will present the descriptive statistics 

including the demographics of participants and introduce the various correlations of 

inferential statistics (the relationship between guilt, decisional conflict and anxiety 

with the demographic components). The second section will analyse the impact of 

receiving specific types of support on women’s anxiety, guilt and decisional conflict. 

The final section will link the quantitative and qualitative findings in presenting 

women’s perception of care.  A summary of findings will conclude this chapter. 

 

 As presented in chapter four, there were two guiding research questions for this 

study. The first one focused on the relationship between psychosocial support 

(counselling, self-help groups, friends and family, obstetric case management and 

literature/resources) and women’s anxiety, guilt and decisional conflict after a 

prenatal diagnosis. The second research question focused on women’s experience 

of support and care following a poor prenatal diagnosis.  

 

Demographics 

 

The demographics gathered for the study included participants’ ages at time of 

diagnosis, their location, gestational dates, prenatal diagnosis and birth outcomes.  

Women classified themselves into one of three age groups at the time of the 

diagnosis; those less than 26 years of age, those 26-34 years of age, and those 35-
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44 years of age respectively. Sixty-eight percent of women were in the 26-44 year 

old category at the time of their prenatal diagnosis, eighteen percent were under 26 

years of age while 14 percent were in the 35-45 year old age bracket. Forty-one 

percent of women resided in Queensland, twenty-eight percent in New South 

Wales, twenty-four percent in Victoria and a small minority (under seven percent) 

were residents of Tasmania, ACT or Western Australia (see Figure 5). The majority 

of women (54%) reported receiving a poor or fatal prenatal diagnosis between 16-

20 weeks of gestation, with 23% receiving a diagnosis before 16 weeks, 17% 

reported receiving a diagnosis between 21 and 28 weeks and finally less than 6% 

received their diagnosis after 28 weeks of gestation (see Figure 5).  Out of the 106 

women, 94% of women experienced their loss in the last five years and the 

remaining 6% experienced a loss between 5 and 15 years ago. Of the 106 

participants, 64% opted to terminate and 36% chose to carry the baby to term. 

None of the participants chose adoption as a birth outcome. 

 

 

       

  

Geographical location   

Queensland 41% 

New South Wales 28% 

Victoria 24% 

Others (Vic, ACT,WA) 7% 

 

  

        Figure 5: Geographical location of participants 
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       Figure 6: Gestation at time of diagnosis 

 

Birth Outcomes 

 

The most common birth outcomes reported were ‘stillbirths’ (meaning the birth of a 

deceased child from a particular prenatal gestation or above a set weight as per 

the laws of that State in Australia) with 42% of women experiencing the death of 

their infant during or prior to delivery. This may have included terminations after 20 

weeks of gestation given that all births post 20 weeks gestation are legally 

considered stillbirths regardless of whether the woman chose to terminate or went 

into spontaneous labour. Thirty-two percent of participants delivered their infant 

before 20 weeks gestation (most likely induced terminations), 11% experienced a 

neonatal death (death of the infant within 28 days of life), 11% of children remained 

alive at the time the women completed the questionnaires and finally a minority of 

babies (4%) died after the neonatal period (after 28 days of life) (see Figure 7 

below). 

 

 

 

 

Gestation at time of diagnosis  

Before 16 weeks 23% 

Between 16-20 weeks 54% 

Between 21-28 weeks 17% 

After 28 weeks 6% 
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Pregnancy outcomes  

Terminations/deliveries before 20 weeks 32% 

Stillbirths 42% 

Neonatal deaths 11% 

Death after neonatal period 4% 

Alive 11% 

Birth outcomes  

Terminated pregnancy 64% 

Carried to term 36% 

Adopted baby out 0% 

                                    

      Figure 7: Pregnancy and birth outcomes 

 

Support received 

 

Over 90% of the participants reported that they received some level of support at 

the time of the prenatal diagnosis. These participants reported that they had 

received support through counselling (31%), self-help groups (16%), friends and 

family (81%), obstetric case management (55%) or through related literature and 

other resources (34%) (see Figure 8). It should be noted that women may have 

experienced support from more than one source. 

 

When asked to rate the level of support received the participants were most 

likely to rate support as somewhat helpful (61%). They were least likely to rate it as 

not helpful (11%), while 28% of participants rated their support as helpful. 
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Types of support received  

Counselling 31% 

Self-help 16% 

Friends and family 81% 

Obstetric case management 55% 

Literature and resources 34% 

Rating of helpfulness of support  

Somewhat helpful 61% 

Helpful 28% 

Not helpful 11% 

       

     Figure 8: Types of support received and rating of helpfulness 

         

Impact of individual support on wellbeing 

 

The following section will explore whether support impacted on women’s scores on 

the three scales of anxiety, guilt and decisional conflict and more specifically 

whether particular types of support impacted on participants’ anxiety, guilt and 

decisional conflict. Due to the statistical insignificance of the participants who 

ticked ‘no’ in the support received question (less than 11% of participants), ‘no’ and 

‘somewhat’ received support were combined.  

 

 

 

Relationship between counselling and anxiety, decisional conflict and guilt 
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Anxiety levels were somewhat equal for the ratings of ‘not received counselling’ or 

‘somewhat received counselling’ (labelled as somewhat) as opposed to those who 

‘received counselling’ (labelled as yes) in relation to anxiety levels, lower in relation 

to decisional conflict levels and higher in relation to guilt levels (Figure 9). Women 

who received counselling presented with the same amount of anxiety as women 

who did not receive any counselling, or received some counselling. Participants 

who received counselling displayed less decisional conflict about their pregnancy 

decision than women who had no sessions or participated in some sessions. 

However, women who received counselling appeared to express more guilt than 

women who did not seek or receive counselling. 

 

 
Figure 9: Relationships between counselling received and scores 
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Analysis outcomes for a between-group MANOVA with anxiety, decision-making 

and guilt as dependent variables (DV) and with counselling received as the 

independent variable (IV), obtained a non-significant multivariate effect for 

counselling received (Roy’s Largest Root, p>.05).   

Relationship between ‘self-help’ groups and anxiety, decisional conflict and guilt 

 

Anxiety and decision-making levels were somewhat equivalent for the ratings of 

‘not received support’ or ‘received some support’ through self-help means (labelled 

as somewhat) vs. received self-help support (labelled as yes) in relation to anxiety 

levels, and slightly lower in relation to guilt levels (Figure 10). Self-help support 

groups assisted women in feeling slightly less guilt than women who did not 

receive any self-help support. However, this did not appear to impact on their 

anxiety or decisional conflict levels. 

 
                        Figure 10: Relationship between self-help and scores 
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Analysis outcomes for a between-group MANOVA with anxiety, decision-making 

and guilt as DVs and with counselling received as the IV obtained a non-significant 

multivariate effect for counselling received (Roy’s Largest Root, p>.05). 

Relationship between obstetric case management, anxiety, decisional conflict and guilt 

 

In regards to the impact of receiving obstetric case management, as illustrated in 

Figure 11, women who received that type of support (55%) experienced 

substantially less decisional conflict than women who did not receive case 

management. Anxiety and guilt scores were approximately the same regardless of 

whether the participants received obstetric case management. 

 
Figure 11: Relationship between obstetric case management and scores 

 

Analysis outcomes for a between-group MANOVA with anxiety, decision-making 

and guilt as DVs and with support received via obstetric case management as the 
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IV obtained a significant multivariate effect for support received (Roy’s Largest 

Root, p<.05) and a significant univariate main effect for support in relation to 

decisional conflict (F=6.318 (1,97), p<.05) such that participants reported 

significantly lower scores where they had rated the support as helpful rather than 

somewhat helpful. 

Relationship between social support and anxiety, decisional conflict and guilt 

 

Women who experienced the support of their friends and family felt less anxious 

and substantially less conflicted about their decision as shown in Figure 12. Yet, 

women who received support from family and friends displayed slightly higher 

levels of guilt than women who did not. 

 

 

Figure 12: Relationship between social support and scores 
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Analysis outcomes for a between-group MANOVA with anxiety, decision-making 

and guilt as DVs and with counselling received as the IV obtained a non-significant 

multivariate effect for counselling received (Roy’s Largest Root, p>.05). 

Relationship between support via resources and anxiety, decisional conflict and guilt 

 

Anxiety and guilt scores were approximately the same regardless of whether 

women received support through literature and/or resources (Figure 13). However, 

decisional conflict scores were lower for those that reported receiving support 

through literature or resources in comparison to those who did not. 

 
Figure 13: Relationship between access to resources and scores 

 

Analysis outcomes for a between-group MANOVA with anxiety, decision-making 

and guilt as DVs and with support received via literature as the IV obtained a 

marginally significant multivariate effect for support received (Roy’s Largest Root, 

p=.05). There was a significant univariate main effect for support in relation to 
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decisional conflict (F=4.559 (1,98), p<.05) such that participants reported 

significantly lower scores if they had rated the support as helpful rather than as 

somewhat helpful. 

Relationship between length of support and anxiety, decisional conflict and guilt 

 

Finally, women who received longer periods of emotional support also reported 

significantly lower guilt state scores than others as well as lower scores on their 

anxiety, decision-making and guilt scores if they had received any support 

compared to those that received ‘no’ or ‘some’ support. 

 

 

Figure 14: Significance of support over time 
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Overall, individual support types (counselling, self-help, friends and family, 

obstetric case management and supportive literature) did not appear to impact, at 

least not in a statistically significant way, on women’s anxiety and guilt. However, 

decisional conflict was an exception and seemed to be positively impacted by most 

types of psychosocial support.  

 

Qualitative perception of support and its impact on anxiety, guilt and 

decisional conflict 

  

As discussed, the initial quantitative findings demonstrated that support had an 

insignificant impact on women’s anxiety and guilt and some impact on decisional 

conflict. However, the narratives of the participants, gathered through in-depth 

semi-structured interviews, provided an alternative view. Indeed, a majority of 

women explained that they selected the “somewhat” received support, as many 

factors impacted on whether they found that support helpful or not.  These included 

whether the support received was appropriate and specialised in prenatal 

diagnoses issues; the professionals’ approaches towards them during and after the 

decision-making following their prenatal diagnosis, particularly around time 

pressure and the use of terminology; and how prepared and informed women had 

been prior to prenatal testing. Further exploration on the factors impacting on the 

helpfulness of support is presented below as a result of the study’s qualitative 

enquiry. This is followed by further statistical results of the correlation between 

perception of support and its impact on anxiety, guilt and decisional conflict.   
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The next table (Table 3) highlights information about the twelve participants 

who were interviewed in terms of their prenatal diagnosis and their pregnancy 

choice. 

 

Table 4 : Information about the twelve women interviewed 

Participant code Diagnosis Pregnancy choice 

10 Trisomy 18 Carried to term 

12 Heart anomaly Carried to term 

16 Hypoplastic left heart syndrome Carried to term 

18 Cleft palate and Down syndrome  Carried to term 

33 Trisomy 21 TOP 

43 Heart anomaly Carried to term 

44 Brain cysts  TOP 

56 Multiple anomalies TOP 

58 Brain &heart anomalies  TOP 

59 Spina Bifida & hydrocephaly TOP 

60 Trisomy 21 Carried to term 

88 Trisomy 13 TOP 

 

 

Impact of preparation for prenatal testing 

 

All women who participated in the in-depth interviews described feeling unprepared 

at the news they received at the time of their prenatal diagnosis. While participants 
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acknowledged their understanding concerning the role of prenatal screening in 

terms of assessing the health of the foetus, women also verbalised their lack of 

preparation for the screening process in view of the results they subsequently 

received. One woman described walking into the ultrasound appointment feeling 

excited about finding out her baby’s gender, to leave the room feeling completely 

devastated: 

 

“I think professionals should tell people that scans are medical procedures. I 

think that is an important thing. I was this 28-year-old naive person going into 

it, thinking ‘oh I get to see my baby’ and I walk out of there being told my 

baby could die. My naivety had been ripped away from me. I remember 

walking out of there in tears” (Participant #43). 

 

Overall, women in the study had no perceived prior history of genetic 

abnormality and did not knowingly fall within a high risk pregnancy category. 

Consequently, many described an affective shock response upon receiving an 

adverse prenatal diagnosis: 

 

“We had received an abnormal result and wondered what on earth is 

happening” (Participant #10). 

 

The women, having received an adverse prenatal diagnosis, generally 

agreed that they had misinterpreted the ‘real’ purpose of ‘routine’ prenatal 
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screening. In hindsight, based on their experiences, they now strongly advocate for 

better education and preparation prior to the testing taking place: 

 

“It does say this scan is to look for the health of your baby and identify 

abnormalities blah blah blah but I would say most people just skip over that” 

(Participants #43). 

Impact of psycho-education  

 

The psycho-education provided to women at the time of their prenatal 

diagnosis was described as limited. As stated above, because the participants 

often experienced a state of shock, they explained that they were not able to retain 

information or ask relevant questions at the time of diagnosis: 

 

“With [name of hospital], they needed to have more information for you to 

take home. They need to understand these sorts of diagnosis come as quite 

a shock and a lot of information they tell you at the time just doesn’t sink in. 

You are just in a complete state of shock. They needed to either have a 

follow up appointment in a few days and go through it again or give you a lot 

of material that you could take home and read at your leisure. A follow up 

appointment would have been really good to talk about it again and go over 

it again” (Participant #59). 

 

The women interviewed also commented about the support offered between 

the diagnosis and decision-making. While support was most often offered after a 
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pregnancy choice had been made, a large number of women stated that they 

experienced a sense of isolation during this transitional period. One woman 

explained that she would have appreciated being asked by her treating team if she 

was coping, while another woman described a social worker offering practical 

assistance at the expense of desired emotional support; 

 

“I mean I suppose there are things they could have said to me like how are 

you going, have you been to a support group, do you want me to give you 

details of that, anything like that. I’ve had to chase up everything that I 

needed myself” (Participant #10). 

 

“A social worker did come to me at [name of hospital]. She sort of just helped 

me fill out a form to get a payment but I was offered no type of counselling. I 

just felt very alone that’s how it affected us. It felt alone, like just at a loss 

like... confused... and alone and that no one was in the same situation as us, 

that’s how we felt” (Participant #12). 

 

Impact of referrals following diagnosis 

 

Another theme in this area was the perceived lack of appropriate linkage to 

psychosocial support. Ten out of the twelve women interviewed stated that they did 

not receive a referral to counselling, support groups or other services. Two other 

women stated that they only received support because they were very proactive in 

seeking it: 
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“I had nothing...I didn’t get so much as a pamphlet to read or anything... 

nothing. I got given nothing...” (Participant #33). 

 

“Nothing and I’m still bitter about it… I think I needed someone to actually 

physically come up to me” (Participant #12). 

 

“I think someone who’s coping well will make contact with organisations and 

support groups on their own. Someone who’s actually in the most need will 

have the hardest time doing that” (Participant #18). 

 

Whilst women appreciated the responses of empathetic professionals, they 

did report some gaps in the usefulness of their assistance. Such gaps included a 

lack of guidance in sourcing resources and support options as well as a lack of 

community referrals by health staff who appeared to experience challenges in the 

provision of up to date information and support options. This may have been 

influenced in part by the unregulated nature of particular support groups and the 

resulting decision of some staff to avoid referral to such groups. One participant 

explained that she provided her doctor with a list of support options because of her 

frustration that medical staff had provided none or only inappropriate options to 

her: 

 

“I couldn’t find anything in Brisbane. I got to the stage where I gave my GP a 

list of resources, because she couldn’t” (Participant #33). 
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Women interviewed identified the need for hospital staff to become more 

familiar with memory creation options (such as photos, hand moulds etc..), local 

support groups, resources and services able to offer practical and emotional 

services specifically for women who were facing an adverse prenatal diagnosis. 

The interviewees perceived that this type of information was limited and impacted 

on the care they received. One woman said she had to be very proactive in finding 

the right support while another woman also agreed she had to seek support to get 

it: 

 

“Referral to resources didn’t happen but we found out that stuff ourse lves 

anyway because we were a bit proactive with it, but had you not, you 

probably would have just missed out” (Participant #44). 

 

“No I didn’t have enough support. I had to go and seek it for a start!” 

(Participant #58). 

 

Other participants indicated that supportive literature and resources should 

be provided to women and their families for future access once the shock of the 

news of diagnosis had subsided: 

 

“I didn’t get as much as a pamphlet to read or anything at the hospital…I 

would have known how to feel afterwards, like you’re going to feel a lot of 

guilt and that…”  (Participant #33). 
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“I think it would be good for the hospitals or social workers to give you the 

links to the groups for what’s wrong with your baby” (Participant #43). 

 

Overall, the women interviewed in the study consistently recommended that 

support linkages should occur while women are still in contact with their treating 

team as women experienced difficulty in seeking support once a pregnancy has 

been terminated or after a baby has been born. Additionally, women explained that 

for the most part, being given a phone number or a brochure was insufficient. 

Women indicated that they would have benefited from support services contacting 

them through a clear referral pathway, in contrast to having to follow up support 

opportunities while in a state of distress. According to the women interviewed, the 

preparation they had received before a poor or fatal prenatal diagnosis; the amount 

of psychosocial education provided to them by staff; as well as the provision of, or 

referral to, suitable support; made a significant difference in their coping ability and 

recovery.  

 

Impact of time pressure 

 

Interviewed participants were consistent in highlighting the experience of time 

pressure following an adverse diagnosis. Upon finding out about their child’s 

condition, women stated feeling pressure from the consulting professional to 

terminate the pregnancy soon after receiving the diagnosis. While it is understood 

that this pressure relates to respective states’ statutory limitations around 

terminations, this was described by participants as a distressing factor in their 
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experience.  One participant, who had just found out about her child’s fatal 

diagnosis was explained the prognosis and asked to make a decision about the 

pregnancy in the same interview on the day of her screening. She was asked to 

decide the outcome of her pregnancy within 48 hours: 

 

“My obstetrician was... she was... I think she was putting pressure.  I had to 

decide, she said. ‘You need to decide in the next two days, because it takes 

a week or so to organise. So you need to decide…’ I felt like … I wish I had 

more time” (Participant #33). 

 

Another woman said the professional she saw following the prenatal 

diagnosis offered her a termination with the understanding that a decision would 

need to be made that day. 

 

“They were sort of saying that I could have a termination but I needed to let 

them know today” (Participant #18). 

 

Based on hospitals’ procedures and limitations, women received a rigid 

‘deadline’. In particular, hospitals which required full ethics committee approval 

were described as ‘less understanding’ of the emotional implications of such a 

decision as the support provided was overshadowed by the treating team’s need to 

have the administrative and legal documentation processed to proceed with a 

termination within a restricted time frame. 
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“It was pretty horrible and even a week later, I still felt rushed” (Participant # 

33). 

 

“Probably I would try, maybe, slow the whole thing down a bit. I didn’t feel 

like I had enough time. I wish I had maybe found out, got some more 

information… I felt it was very rushed and out of control” (Participant #56). 

 

Women interviewed were acutely aware of the reasons behind the time 

pressure given by their doctor. One participant described feeling offended by the 

treating team’s attempt to pressure her to choose a termination prior to 20 weeks 

gestation. This woman indicated that it was important for her and her family to 

acknowledge her baby’s life by birthing her after 20 weeks so as to be eligible for a 

birth and death certificate. However, she perceived that this was not the treating 

team’s priority. 

 

“We went to the hospital that afternoon after the MRI. We went back to the 

hospital and talked about what we wanted to do. They wanted to admit us 

straight away but we asked them to give us a few days. They did not want to 

wait. We made them delay the termination until the 20-week mark so we 

would get a birth certificate. We were so close... They were trying to push us 

into doing it at 19 weeks six days or something and we said no we know we 

can do it after 20 weeks so we are going to wait so she gets a birth 

certificate” (Participant #59). 
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Another participant discussed the guilt and trauma experienced following 

her decision to terminate her pregnancy. She said that she perceived a ‘negative 

undertone’ expressed by the doctor who communicated that if she delayed the 20-

week deadline she would need to see a “psychiatrist”.  Such a response is due to a 

range of state sanctioned factors including the requirement for multiple 

stakeholders’ input to authorise women to terminate a pregnancy following an 

adverse prenatal diagnosis. It is important to acknowledge that for the women 

interviewed in this study, they all experienced pressure to terminate before 20 

weeks despite their own personal preference, in order to avoid the ensuing 

potentially traumatic and judgemental psychiatric process.  

 

“There was a big fuss around how we’d been told to terminate and what 

happened when we turned up for the appointment. There was a big 

difference in timing. I was 19 weeks and six days on that Monday and they 

told me under 20 weeks I should do it, cause I wouldn’t need to have a 

psychiatric assessment” (Participant #58). 

 

Overall, women identified time pressure as a factor that amplified their 

difficulty in making a pregnancy decision and increased their experience of guilt. 

Some struggled to articulate why the pressure existed but could easily recognise it: 

 

“And then there was a lot of pressure to have it happening as soon as 

possible” (Participant #56). 
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Women interviewed advised that alleviating the time pressure as much as 

possible would have made a difference in their guilt levels, their decision-making 

and in their ability to process the events. However, it is important to note that the 

impacts of time pressure in the decision-making process will not be adequately 

addressed unless legislative issues associated with abortion are given further 

consideration. 

 

Impact of support groups 

 

The women who participated in the study described the traumatic journey they 

experienced after receiving a prenatal diagnosis. For some it included the guilt of 

terminating a wanted pregnancy or the loss of a newborn shortly after birth. For 

others the diagnosis itself presented as a traumatic event along with the difficulties 

of raising a sick child or a child with a disability. The majority of the women 

following diagnosis drew on personal, social, cultural, and spiritual resources to 

give meaning to their loss or to the birth of a disabled child. Their experience of 

mourning was shaped by the interpretations they gave to the prenatal diagnosis, 

through the influences of worldview, cultural traditions, spiritual practices and 

interpersonal interactions with others. Most women who attended a support group 

described it as a positive and helpful experience. Those women however, were 

quite specific in explaining what kind of support group they had found helpful. As 

discussed in the previous section, the quantitative findings of the research inferred 

that support groups in isolation did not impact significantly on women’s wellbeing. 

Consequently, it was of great interest to explore how support groups were 
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significant sources of helpful information and support in the interviews. One 

participant communicated that a self-help group was more helpful than counselling 

because of the mutually shared experiences: 

 

“I had a few counselling sessions but I found [name of support group] more 

helpful, a lot. Just because of the shared experience and knowing you are not 

alone. They understood you have crap days out of the blue” (Participant #59). 

 

Participants explained they needed to speak to others who had ‘walked the walk’ 

before they could process their pregnancy news. This is illustrated in the following 

two comments: 

 

“The first thing I wanted to do was to talk to other parents who’d been through 

it” (Participant #58). 

 

“I did my own research and contacted [name of support group]. They put me 

in touch with another family with a little girl who had the same thing. It was 

positive to receive that support” (Participant #16). 

 

Another woman explained that she benefited from her support group because it 

offered both emotional and practical types of support and she required them both: 

 

“I made contact with [name of organisation] and they gave me all the practical 

information I needed as well as equipment” (Participant #18). 
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The women interviewed talked about the benefit of developing new 

possibilities such as becoming actively involved in supporting others or advocacy. 

They highlighted their experience of developing compassion and empathy. This 

symptom of Post Traumatic Growth, which will be discussed in the next section, 

allowed participants to feel a connection with other women involved in support 

groups. Furthermore, women described taking on alternate roles — the supporter 

as well as the supported — which became a source of strength and purpose. The 

findings drawn from the in-depth interviews highlighted that peer support groups 

were valued and beneficial to women after a prenatal diagnosis. Some further 

comments included: 

 

“A friend of mine had to go through the same thing. I told her all the different 

support things they could get. I helped them…They helped me…” (Participant 

#59). 

 

“You just can’t talk to someone who hasn’t lost a baby the same way you can 

to someone who has” (Participant #60). 

 

“It’s more the other way around now. It’s me helping others. Every month, it’s 

my thing to have to remember her” (Participant #16). 

 

Ten of the twelve participants in the study explained that the social support 

elicited through self-help groups compensated to some degree for some of the 

perceived deficits they experienced within their personal environments. In relation 
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to the issue of prenatal diagnosis, women described a lack of understanding from 

friends and family for either choosing to birth a child with a disability or for 

terminating a wanted pregnancy. Women described that they experienced 

moments where they were discouraged from talking about their decision-making or 

were misunderstood by individuals within their immediate networks for grieving a 

loss they appeared to have ‘chosen’.  For example, a participant explained that her 

mother could not understand how terminating could be a reasonable choice: 

 

“My mum wasn’t supportive. She didn’t understand that we could be doing 

this.., choose this… and she was very not supportive about any thoughts of 

terminating” (Participant #44).  

 

Another participant highlighted that she believed her termination was so shameful 

and misconstrued by society that she needed to keep it a secret, even from her 

relatives and friends: 

 

“We never told anyone. My husband’s parents still don’t know. Nobody knew. 

I don’t want to keep it from people but people are so judgmental and assume 

it was a choice, so my husband said ‘careful who you mention this to” 

(Participant #33). 

 

Finally, another participant described that it was easier to label her termination as a 

miscarriage to avoid people associating her loss with choice: 
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“We only had told a handful of people what had actually happened...For most, 

we told them I had a miscarriage. Because people don’t understand that our 

termination wasn’t really a choice” (Participant #88). 

 

All participants acknowledged that a loss following a prenatal diagnosis was 

different from other perinatal losses. Many perceived that there was a sense of 

judgement aimed at women for ‘choosing’ the outcome of their pregnancy. For 

example, women perceived that, regardless of the choice they made, they were 

judged by others. Such judgements included being judged for terminating a child 

with a disability or for letting a baby suffer through living with a poor or fatal 

condition. Participants recommended self-help support groups for others 

experiencing a similar loss as one of the most consistent and safest types of 

support, at least during the decision-making and/or termination phase.   

 

Nine of the  twelve women expressed having suffered from the potential 

negative reactions of friends and family as indicated in the comments below: 

 

“I told my friend and she was really supportive in the diagnostic phase, but 

she is religious and so I haven’t heard from her since the termination” 

(Participant #59). 

 

“I told my friend about the diagnosis [Down Syndrome] and she said, ‘Well 

what’s wrong with it?’ I thought, what do you mean what’s wrong with it?” 

(Participant #33). 
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“We lost of lot of friends and stopped talking to a lot of people. It was the 

worst part of our lives and if people weren’t there for us, they weren’t good 

enough friends” (Participant #44). 

 

Women explained that the reasons behind their involvement in support 

groups were influenced by the need to compensate for the lack of support and 

understanding from friends and family. They described feeling judged and 

misunderstood within their community particularly if they chose a TOP, leading to a 

sense of shame. This sense of shame was described as stemming from a conflict 

of internal values as well as from responses from friends and family members. To 

compensate for their sense of shame, guilt and inadequacy, women in the study 

gravitated towards accessing online support groups with an anonymous format to 

protect their identities.  Additionally, the twenty-four hour a day/seven days a week 

access permitted a reliable and constant self-help supportive presence.  

 

Online support appeared to have facilitated the bridging of location 

boundaries as well as the access to very specialised support groups, as there were 

geographical constraints particularly for women who lived in rural areas. The 

following comments lend support to this: 

 

“To be honest, accessing support was inconvenient. Being where I am, the 

closest place would have been in Brisbane, which is 40 minutes away” 

(Participant #88). 
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“I had to travel from Nambour to Brisbane to have tertiary scans done and talk 

to someone” (Participant #58). 

 

“We ended up coming back the next day and the doctor said we don’t do CVS 

[chorionic villus sampling] in Cairns, nor did they have support available. We 

had to travel a couple of hours every time.” (Participant #60). 

 

Furthermore, women who experienced stillbirths or other pregnancy loss 

consistently stated that they struggled at times in their engagement in support 

groups due to their perception that their loss has not been chosen. These women 

often refrained from sharing their thoughts and feelings despite enjoying their 

involvement in the groups and appreciating the interaction with other participants. 

The following participants verbalised their thoughts in regards to joining support 

groups that serviced all pregnancy losses: 

 

“Hospitals should not give you only one option of support as that might not be 

good for you. For example, [a support group for stillbirths] didn’t work for me, 

so that support might not work for each family. They should give you a few 

choices” (Participant #16). 

 

“It’s sometimes hard to share in those support groups, because you’ve 

chosen whereas they haven’t, there is that guilty feeling and judgement and 

that and a brochure or some information we could take home and read would 

have been good” (Participant #56). 
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“This group was all about having stillborn babies and I thought I can’t relate to 

a lot of these because it’s not the same” (Participant #33). 

 

Overall women explained that support groups had been highly beneficial 

when they included a sense of shared experience with specifically targeted 

prenatal diagnosis issues such as decision-making, the termination of a pregnancy 

for medical reasons or the palliative care of a newborn. Further, the women 

expressed positive value when the support groups were either accessible locally or 

online. Women’s perception of the support groups impacted on their wellbeing.  

Women who felt validated, accepted and supported expressed better experiences 

than those who felt unsafe, judged or did not have access to adequate support 

groups. 

 

Impact of staff approaches and accessibility 

 

The predominant context in which women received the news that their baby had a 

poor or fatal diagnosis was a medical one. The environment described by six of the 

women interviewed was unfamiliar, clinical and sometimes ‘inappropriate’. Two 

women described receiving news in hallways, shared rooms or public halls, adding 

to their distress and confusion. The following participant described how difficult it 

was to hear and comprehend the news she received about her newborn baby, born 

with a heart condition, when the doctor attempted to speak to her adjacent to 

another patient and her visitors: 
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“The cardiologist and the head paediatrician came to speak to me. I was in a 

shared room with another woman and they were all just chatty among 

themselves as this guy was trying to give me news on my child. And we 

couldn’t hear, couldn’t understand we were so damned confused and he was 

coming to say to me, ‘This is the condition, this is what is going on, do you 

still want us to treat him?’” (Participant #12). 

 

The following participant became distressed when recalling the surgeon 

speaking to her following her baby’s surgery. At this time she was also spoken to in 

a hallway, which she experienced as distressing due to the complications following 

the operation: 

 

“We waited for about an hour. Then they said the surgeon would come and 

speak to us...and sure enough, he did. And they didn’t take us to an interview 

room or anything…Just told us in front of all the other people in there…like in 

front of all the people we didn’t know…He didn’t sugar coat it… he said,’ Her 

heart was pretty shocking’ and if she survived 24 hours he’d be pretty 

shocked…I was horrified…I was just bawling and couldn’t believe it…We 

were holding on to this hope, this positive…how can someone, he didn’t care 

at all, sounded like he really didn’t care…And then to be told in front of 

everyone…” (Participant #16). 
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The follow up procedures from hospital staff and referral processes to allied 

health staff were deemed insufficient by eleven out of the twelve women 

interviewed in this study. One woman explained that she was referred to a social 

worker who provided good support for one session only.  According to the 

participant, an agreement was made that the social worker would follow up with the 

woman a number of weeks after the initial contact. However the social worker 

failed to do so.  The woman described her experience of this lack of timely follow 

up: 

 

“Actually, we felt abandoned. She said she would touch base but she didn’t 

touch base for about three months. And I was very surprised when she rang 

three months later…I didn’t even take the call, as I didn’t think it was right and 

good enough” (Participant #60). 

 

Another participant stated that the support of a psychosocial counsellor had 

been positive, however because this referral had been made later in the 

pregnancy, she perceived that time had been ‘wasted’. She mentioned that she 

would have benefited from an earlier referral: 

 

“I just think it would have made a massive difference if I had been referred to 

a counsellor straight away” (Participant #58). 

 

Another woman also concurred that the referrals and support she received 

from her hospital staff were insufficient. She further explained that she received a 
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short obstetric consultation and a referral to a social worker. However, it is 

interesting to note that the participant declined the social work referral because 

neither she nor her partner understood the social worker’s function. Further, she 

lacked confidence that the social worker would have the capacity to support her 

and her partner during the time of difficulty. It also became evident in the 

responses of a number of participants that some did not understand their level of 

agency in accepting or declining the referrals made on their behalf. 

“I wasn’t given any contact numbers; the only thing the hospital offered me 

was a 10-minute talk with a social worker. We didn’t know what a social 

worker could offer. The doctor said to me after I mentioned we were not 

offered any help at all, she said but you were offered a social worker and we 

answered that we didn’t know what a social worker did” (Participant #58). 

Further, women identified comments and attitudes displayed by some hospital 

staff. While the majority of staff were outstanding in their support, women expressed 

that they were at times impacted by staff’s biases and judgements.  For example, 

one woman was told by her midwife that she should request an epidural during her 

labour because the pain wasn’t “worth it” as the baby would not live. 

“After 28 hours, the labour had built up and I was actually taking the pain 

really well but it was one of the midwives who was a bit upset and she said 

‘Please, please, consider having an epidural because it’s not worth you doing 
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this for this one, it’s not worth it, this baby is not gonna survive, it’s not gonna 

make it’” (Participant #58). 

 

Another participant described a traumatic termination where she perceived 

that her midwife disapproved of her decision to terminate her pregnancy. Women 

said they preferred dealing with staff who were experienced, non-judgemental and 

who didn’t impact upon their experiences of guilt: 

 

“She was an older lady and I got the feeling she wasn’t approving, not happy 

to be dealing with my situation.  She came back with a student there and 

didn’t ask me if I was happy to have a student there, and the student was a 

very young girl and quite inexperienced and you could just see the shock on 

her face through the whole process.  The older midwife wouldn’t look me in 

the eye the whole time she didn’t look at me once.  I pushed and the baby 

came out and I said to her, ‘Is she alive?’, but she didn’t answer me” 

(Participant #58). 

 

Finally, some of the participants indicated that certain options were strongly 

‘suggested’ by medical staff even if they had already made a different decision. 

This frustrated and confused some of the participants: 

 

“After the ultrasound doctors offered me a termination and I think they 

offered it to me about two or three times at each ultrasound appointment 

after that” (Participant #12). 
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Overall, it appears that participants in the study benefited from staff who 

were adequately prepared to work with women who had received difficult 

pregnancy news. This included having a private area to relay health outcomes, a 

referral to allied health staff only after explanation of the referred role, delivering on 

the promise to contact them and a warm and non-judgemental approach regarding 

their pregnancy choice. 

 

Impact of terminology 

 

The use of terminology was often identified by the participants as a factor that had 

the potential to significantly improve or worsen their experience following a prenatal 

diagnosis. For example, eleven of the participants described a sense of 

unfamiliarity with prenatal diagnosis tests and the types of abnormality that may be 

diagnosed after a routine test. In some of the interviews, women reported that they 

had never heard of the condition their child was diagnosed with or struggled to 

understand the technical language used by the professionals communicating the 

challenging prognosis.  Additionally, none of the participants had even realised the 

diagnosis could happen to them. 

 

“The doctor came back in about five minutes later and I will never forget his 

words… ‘This is not good news; there is something wrong with your baby.’ He 

told me my baby had likely Trisomy 21 and to consider my options…But I 
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didn’t even know what Trisomy 21 was, nor did I think to ask” (Participant 

#60). 

 

Four of the women interviewed did not understand the medical terminology 

used during their interaction with medical staff, however they did not perceive that 

they had the confidence to interrupt the medical officer to seek clarification. 

 

“We were getting a biology lesson really, telling us how the heart works and 

it just went over my head. My husband thankfully understood it and he would 

reword it for me so that I understood. That’s not really the doctor’s fault, they 

are talking what they know, they did draw a few diagrams but they can be a 

bit frustrating when you are not really understanding what they are trying to 

say” (Participant #12). 

 

Women perceived that they needed to understand the condition of their 

unborn child in a way that was accessible and clear. Five of the women cautioned 

about the use of overly scientific language and ‘hopeless’ descriptions of 

conditions.  

 

“I don’t think that she was hopeful. I think that she had assumed that with 

any of those diagnoses, I think she’d assumed I would have wanted to 

terminate the pregnancy. I just left there thinking, you know, am I wrong to 

have some hope that everything is okay? She was assuming that I was 
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going to do something [TOP] that I had no intention or ideas that I would do 

at that stage” (Participants # 60). 

 

Some of the medical terms were described as ‘cold’ and ‘confronting’ and the 

technical terms ‘biased’ and ‘negatively tainted’.  The term ‘termination’ often used 

by professionals to describe the pregnancy option after a poor or fatal prognosis 

caused emotional difficulties for some women. They preferred the term ‘inducing 

early’ rather than ‘terminating’ their pregnancy. For example, one participant in the 

study refused to tick the ‘termination’ check box on the research questionnaire and 

added at the relevant box ‘induced at 14 weeks’. Other participants illustrated their 

discomfort of some of the terminology used by professionals with the following 

examples; 

 

“The medical staff all called it abortion, which I hated.  My support group 

used ‘interruption of pregnancy’ which is gentler. It’s in my view something 

that is more accurate, it’s a much loved baby; you are not getting rid of a 

baby you don’t want, you are getting rid of a baby that is extremely sick and 

you are making the best choice for your family at that time and I think 

abortion doesn’t sit right for me. I got grumpy when they did call it an 

abortion.  I know technically that’s what it is but ...” (Participant # 59). 

 

While confusing or problematically perceived terminology was not helpful, 

alternative expressions were important. The notion of ‘saying goodbye to their 
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baby’ rather than discussing the disposing of a ‘foetus’ permitted women to feel 

validated as mothers, lessened their guilt and assisted with recovery. 

 

“We had good support from our consultant. One of the really nice things she 

did was she actually referred to the baby as baby, didn’t say it was a foetus 

or you know, a lot of other doctors I know do.  She always referred to baby 

as baby so he had an identity and he was a person and all that which was 

comforting” (Participant # 10). 

 

Overall, it appeared that the use of specific terminology had the potential to 

impact on women’s experiences of receiving a prenatal diagnosis, particularly 

throughout the decision-making phase. Some of the impacts included: 

corresponding feelings of guilt and shame; decisional conflict; issues associated 

with the rapport building process with medical professionals; as well the effects on 

the grief and loss recovery process.  
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     Table 5 Summary of secondary themes impacting on women's perception of care and support 

 

Factors impacting on perception  Features 

Time pressure  Increase in women feeling overwhelmed 

 Increase in women’s decisional conflict 

 Increase in women feeling pressured, judged and alone or abandoned from their professional 
 Increase in psychosocial and psychiatric symptoms 
 

Lack of psycho-education  Limited psycho-education before testing, during as decision-making and pregnancy 

 Increase in women feeling alone and unprepared 

 Increase in psychosocial and psychiatric symptoms 
 

Lack of adequate referrals  Increase in women not accessing support 
 Increase in women accessing unhelpful support 

 Increase in women being discharged without linkages occurring or feeling too overwhelmed to seek them 

 Increase in psychosocial and psychiatric symptoms 
 

Inadequate Staff approach/staff 

readiness 

 Attitude of professional impacting on women’s experiences/wellbeing 

 Professional’s ability to cope with news and women’s emotions and/or choice impacting on women’s 
experiences/wellbeing 

 Increase in psychosocial and psychiatric symptoms 
 

Impact and use of terminology  Terminology subjectively impacting on women’s decision-making, feeling of support or judgement, guilt 
and shame. 

 Increase in psychosocial and psychiatric symptoms 
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As seen in the preceding table (Table 5), there were multiple factors that 

impacted on women perceiving a particular type of support as helpful, and the 

narratives extracted from this study demonstrated that receiving support in itself 

was not a predictor of wellness for women after a poor prenatal diagnosis. Further, 

the factors appeared to highlight negative and difficult experiences which were 

worthy of further investigation. Given that the predictor appeared to be whether that 

support was deemed helpful for women, a statistical exploration of the correlation 

between perception of helpfulness and the anxiety, guilt and decisional conflict 

scales results are found in the following section.  

 

Quantitative impact of women’s perceptions  
 

Decisional conflict and perception of support 

Participants who did not find their support helpful, regardless of which support they 

had received, felt significantly higher levels of decisional conflict as illustrated in 

Figure 15.  In contrast, participants who found their support helpful reported the 

lowest levels of decisional conflict. 
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Figure 15: Perceived helpfulness of support and decisional conflict 

 

Anxiety and perception of support 

 

As illustrated in Figure 16, women who had received support they found helpful 

scored substantially lower on levels of anxiety than women who found their support 

unhelpful. 

 

Figure 16: Perceived helpfulness of support and anxiety 
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Guilt and perception of support 

 

Women who found their support unhelpful had higher guilt levels as demonstrated 

by Figure 17. 

 
Figure 17: Perceived helpfulness of support and guilt 

 

Associations between the positive perception of support and three outcome scores  

 

Women’s perceptions of support appeared to be significant in impacting on their 

levels of anxiety, guilt and decisional conflict. As illustrated in Figure 18, the 

perceived helpfulness of support significantly predicted women’s anxiety levels, 

decisional conflict and guilt levels, particularly with anxiety and decisional conflict.  



150 

 

 
Figure 18: Perceived helpfulness and the three scales 

 

Analysis outcomes for a between-group MANOVA with anxiety, decision-making 

and guilt as DVs and with support received as the IV obtained a significant 

multivariate effect for support received (Roy’s Largest Root, p<.05). It also 

highlighted a significant univariate main effect for support in relation to decisional 

conflict (F=3.150 (2.96, p<.05) such that participants reported significantly lower 

scores if they had rated the support as helpful vs. somewhat helpful. 
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Table 6 Impact of psychosocial support on women's anxiety, guilt and decisional conflict 

 Anxiety Decisional Conflict Guilt 

Counselling    

Self-help    

Friends    

Case management    

Literature    

    

Positive perception of support    

 

 

Legend:  Positively impacted 

 

As stated earlier, it appears that individual support resulted in inconsistent 

correlation with women’s wellbeing following a prenatal diagnosis, particularly 

around anxiety and guilt. However, the impact of positive view of support, 

regardless of what type of support was received, had a substantive impact on the 

women’s levels of anxiety, guilt and decisional conflict (Table 6). This is supported 

by the women’s narratives and their own perception of support as explored in this 

section. 
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Post traumatic growth after a prenatal diagnosis 

 

In addition to the themes discussed above, another major finding in this study 

revolved around women developing Post Traumatic Growth (PTG) following a poor 

prenatal diagnosis. The twelve interviews undertaken provided data relating to 

women’s grief following prenatal diagnosis. Women were interviewed and 

encouraged to discuss their own experiences of receiving a prenatal diagnosis and 

subsequent process of grief management and healing. Though the majority of 

women had experienced their loss within the first two years and 96% of those 

women had received an adverse prenatal diagnosis without five year, the analysis 

of the transcripts revealed that the majority of women presented with PTG 

narratives. Even though no questions were originally intended to assess PTG, ten 

of the twelve participants shared post-traumatic narratives during their interviews 

despite their lack of awareness or understanding of PTG. Table 6 (Summary of 

PTG symptoms), highlights some of the PTG narratives shared by participants 

during the in-depth interviews.  The evidence of PTG within the narratives included: 

an increased gratitude toward their situation; a change in relationships with others; 

a positive change in themselves; a spiritual evolution; and finally, the development 

of new purpose in their lives. It was noted that, of all PTG possibilities, a change in 

relationships (see label 2 found in Table 6) and sense of purpose (see label 4 in 

Table 6) were the most common. Whilst women experienced PTG in different 

ways, they all described how the growth they experienced following the traumatic 

event, affected their lives in a positive way. 



153 

 

 

 

 

LEGEND:  
 
 1= An increased gratitude in life    
 2= More meaningful relationships with others    
 3= Personal strengthened qualities 
4= New possibilities in women’s lives or purpose 
5= A religious or spiritual regrowth                  
   

    Table 7 Summary of participants' post traumatic growth experiences 

 

Participant code Post traumatic growth experiences 

10 
God gave me a purpose (5) 
I now have opportunities to help others (2 & 4) 
I write regular blogs on grief (2 & 4) 

12 It’s brought us closer. We’re now a real team (2)  

16 

I now am a contact parent for SIDS (2 & 4) 
I make blankets for other babies (2 & 4) 
She wasn’t meant to be (5) 
She changed me and how I see things (1) 

18 
I now support other mums through Cleft Pal. (2 & 4) 
 I am the chair of the advisory group at XXX hospital (2 & 4)  
Compared to other things, it could be worse (1)  

43 
I am more sensitive, more compassionate with others (2) 
It’s helped me to look at the positive now (1)  

56 

I am a better person (3) 
I want to help others through it (2) 
I make baby blankets for the hospitals (4) 
 I am involved with an online support group (2 & 4)  

58 I would like to set up my own support group (4) 

59 
I now help others by talking to them online (2 & 4) 
It’s changed our focus in life...What we worry about (1)  

94 We are so blessed to have our living son (1)  

44 
I am actively involved with Sids and Kids (2 & 4) 
I am a changed person (3) 
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Despite the recent theoretical development of PTG’s, an adverse prenatal 

diagnosis is now considered a major life trauma that has the potential to precipitate 

PTG (Jackson, 2007).  PTG in this study typically occurred in the following five 

areas: 

 

1. Increased gratitude 

Participants discussed a sense of increased gratitude in life that generated a new 

sense of what was relevant and ‘worthy’. Five women out of the twelve described 

how they now saw the world in a new light and had an appreciation for small daily 

“blessings”. They explained how they had learnt to overlook the small issues in 

their routines. One participant talked about how her prenatal diagnosis made her 

and her partner realise it was important to differentiate between the important and 

irrelevant things in life: 

 

“Our daughter definitely brought focus to our lives and made us realise what 

was significant and insignificant and we have changed our lives quite a bit 

since she was born and what we focus on” (Participant #59). 

 

Another woman commented that she appreciated things differently now, while two 

other participants commented on the enjoyment of small daily privileges, such as 

their living children; 

 

“She [my daughter] changed me and how I see things” (Participant #16). 
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 “We are so blessed to have our living son” (Participant #12). 

 

“We try to remind ourselves that we can always try again and that we were 

blessed with our son” (Participant #88). 

 

2. Meaningful relationships 

More meaningful relationships with others, with both the recognition of their value 

and the intention to cherish those relationships, were also noted in the interviews. 

Eight women out of the twelve interviewed talked about the worth of friendships, 

partners or community members through the receipt of kind gestures, support or 

through the expression of empathetic responses. For example, one woman in the 

study commented on the strengthening of her marital relationship: 

 

“I think my husband and I probably became closer, we became a real team. 

And we never fought over it or anything like that, we would discuss it, and 

as I said I’m quite negative so he would be, the poor guy was holding me 

up” (Participant #12). 

 

Another participant referred to an increase in compassion in relationships with 

others; 

 “I am more sensitive, more compassionate with others now” (Participant 

#43). 
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3. Strengthened personal qualities  

One’s ability to ‘cope’ with trials or willingness to undertake those challenges in the 

future were described as strengthened through the process. Two women out of the 

twelve interviewed described personal growth in qualities such as the development 

of parenting skills, tolerance, love or patience. 

 

“I try to think it’s made me a better person and hopefully I can help other 

people through it” (Participant #56). 

 

One of the participants that demonstrated an element of strength and resilience, 

said of her prenatal diagnosis, “There are worse things than death” (Participant 

#12). Other participants concurred and emphasised that they had also developed 

resilience and personal strength since their prenatal diagnosis. 

 

“I find I am a lot more empathetic for sure. We are a lot more sensitive to 

those things. I’ve learnt and the other thing I do is look at positives out of 

things. Sometimes it’s really, really hard but especially with my baby, we’ve 

tried to look at the positives that she’s brought to us” (Participant #43). 

“I’ve changed; I’m definitely not the person I used to be” (Participant #44). 

 

4. The discovery of new possibilities  

As a result of their experiences, six out of the twelve women interviewed, explored 

the possibility of what they could do with their knowledge for the ‘good’ of others. 
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These women perceived the call to develop various support groups or undertake 

compassionate work in hospitals or community organisations for the benefit of 

other families receiving a prenatal diagnosis. Some of this work included sitting on 

hospital boards, participating in peer support or providing bereaved parents with 

scrapbooks and craft items. The participants stated that they were glad to have the 

opportunity to contribute to others’ recovery; 

 

 “I am a contact parent for [name of support group] as well as the chair of 

the advisory committee of [name of hospital]. My experience has really 

motivated me to try and make whatever positive changes can be made for 

families because I think it gets lost in the clinical” (Participant #18). 

 

 “I wasn’t the same person...To see another mother go through this and I 

feel drawn to helping her...I just one day maybe would like to try to become 

a counsellor...So I can really help other families” (Participant #16). 

 

“We’re back into contact with [name of support group] and now I am a 

contact parent” (Participant #18). 

 

The participants also shared about newly developed practical purposes such as 

creating craft items, assisting with memory creation, or facilitating emotional 

support or support groups. This is highlighted in the following; 
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“I’m gonna start my own support group cause there isn’t one locally” 

(Participant #58). 

 

“I usually make baby blankets for the hospital in boy colours. I’ve got a little 

tag that I put on them now and it says in memory of …” (Participant #56). 

 

“It’s an ongoing thing now where I help people online that are just going 

through it now or friends of friends. You know recently a friend’s family 

member had to go through the same thing and I was telling her all the 

different support things they can get after the fact or before the fact and 

things they can do to remember their baby, I help them, they help me” 

(Participant #59). 

 

5. Spiritual development 

A religious or spiritual development also occurred for two of the twelve women 

interviewed with the existential questioning of the origins and future direction of 

humanity and the experience of a sense of ‘pre-ordained’ purpose derived from a 

higher being. Three women out of the twelve women interviewed discussed God’s 

will. This included themes such as their child’s purpose after death and teaching 

others about kindness, life or hope. These women made comments about their 

faith guiding their understanding that their child ‘wasn’t meant to be’ as reflected in 

the following testimony; 
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“It wasn’t meant to be...She was obviously taken for a reason...She fought 

so hard to stay, but in the end of it, she changed me...I am not the same 

person” (Participant #16). 

 

One participant explained at length how God would use her to support other 

women following an adverse prenatal diagnosis and how she understood there 

was a higher purpose for her life now; 

 

“When I was pregnant with my son, I really felt God was gonna use me to 

support other woman and help them. Being able to support someone else 

means that what I have been through is worth it. If I can help other ladies 

through their own grief it makes it worth what I have been through. It’s not 

just in vain. Like with my friend whose baby died shortly after my son, I was 

able to support her and it’s healing for me to know that there is a purpose 

for this, to help other women…” (Participant #10). 

 

As stated above, one of the main findings in the qualitative research 

undertaken was that of women’s PTG, involving the development of new 

possibilities for individuals including a new sense of purpose following a prenatal 

diagnosis. This often included the adoption of self-help roles or tasks to support 

other women receiving prenatal diagnoses, including the creation of and/or 

involvement in, grief and loss support groups.  Moreover, the narratives shared 

describe how women wanted to start new support groups to address theirs and 
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other women’s unmet needs. Multiple participants had since become volunteers in 

hospices and hospitals providing various memory creation services or held highly 

committed peer support roles in various self-help groups to replicate the support 

they positively received. As previously mentioned, in addition to positive changes, 

new possibilities in purpose were the highest for the women interviewed in this 

study.  Women rationalised this trend by stating that it made them feel closer to 

their infant, made their loss feel ‘worthwhile’ or filled a gap they felt had been 

lacking in their own experience. This was an interesting finding given that self-help 

groups as a supportive intervention in isolation did not score significantly in the 

quantitative component of the study in terms of effectiveness. However, as stated 

in the section above, women’s positive perceptions of support impacted greatly on 

their scores on measures of anxiety, decisional conflict and guilt compared to 

negative perceptions of support regardless of support type. 

 

Overall, PTG symptoms were noted in the women’s narrative accounts.  

Additionally, PTG had positively affected women and the people around them 

including partners, children and other relatives, friends and community members. 

The development of meaningful relationships as well as the woman’s increase in 

sense of purpose and possibilities, particularly relating to self-help, were the most 

common responses to grief after a prenatal diagnosis. Table 6 highlights the PTG 

findings as extracted from the data analysis and discussed above.  
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Summary of findings 

 

This chapter provided an overview of findings extracted from the data collected 

from questionnaires completed by 106 women as well as from in-depth interviews 

undertaken with 12 women. The 106 participants were most likely to be 26-44 

years of age and based in Queensland, New South Wales or Victoria. The majority 

of women in this study reported receiving a prenatal diagnosis in the first 16 to 20 

weeks of gestation, with stillbirths as the most common outcome. 

 

Participants who decided to terminate their pregnancies reported higher 

levels of guilt than women who carried to term. Additionally, women who 

terminated their pregnancy experienced more decisional conflict than women who 

carried their pregnancy to term. Women who received longer periods of emotional 

support also reported significantly lower guilt state scores than others as well as 

lower scores on their anxiety, decision-making and guilt scores if they had received 

any support compared to those that received ‘no’ or ‘some’ support. 

 

Overall, individual support types (counselling, self-help, friends and family, 

obstetric case management and supportive literature) did not appear to impact 

statistically on women significantly. However decisional conflict was an exception 

and seemed to be positively impacted by most types of psychosocial support. 

Further, women who described their support as positive, regardless of which 

support they received, had significantly lower scores on all three of the scales 

(anxiety, guilt and decisional conflict). The impact of women’s perception of support 
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appeared to have a greater effect on their wellbeing than the support in its own 

right. The qualitative results emphasised women’s perceptions as significant in the 

construction of support and in the development of their wellbeing. For example, 

women who received inadequate or poor support experienced increased isolation, 

judgement and anxiety, guilt and decisional conflict. Women who experienced 

support they deemed appropriate or positive, described better adjustment in terms 

of their wellbeing. The major points highlighted in the qualitative component of this 

study included: women’s perception of why support had been 

adequate/inadequate; the emphasis on professionals/communities requiring further 

education about the experience of prenatal diagnosis; the need for a wider range of 

support options available for women who have experienced a prenatal diagnosis; 

and the impact of PTG for such populations.  

 

This convergence of findings of quantitative and qualitative nature lends 

support to the significance of increasing access to prenatal diagnosis specific 

support groups, as well as other means of support for women and families.  

Additionally, all support offered to women should be deemed appropriate to women 

based on their own perception of need. 
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Chapter 6: Discussion 
 

The aim of this study was to evaluate the impact of psychosocial support on 

women’s anxiety, guilt and decisional conflict following an adverse prenatal 

diagnosis.  The first hypothesis centred on the correlation between each support 

type (counselling, obstetric case management, self-help support groups, resources 

and friends and family) and anxiety, guilt and decisional conflict respectively.  The 

second hypothesis sought to determine whether women’s perceptions of support in 

the context of perceived helpfulness also impacted on their levels of anxiety, guilt 

and decisional conflict. The final research aim was to examine women’s socially 

constructed experiences of support following a prenatal diagnosis. 

 

 It was noted that women who participated in this study had demonstrated an 

acute need to talk about their experience of prenatal diagnosis (Azri, Larmar & 

Cartmel, 2014). The need to share their story influenced their involvement with 

third parties (such as family, friends, co-workers, neighbours etc.), support groups 

(such as online and face to face support groups) and general grief recovery such 

as their ability to cope with their loss. Second, it was observed that the quantitative 

and qualitative findings from the study, whilst on initial analysis appeared 

conflicting, were in fact necessary to view interconnectedly in order to make sense 

of the women’s narratives. In synthesising the participants’ personal reflections 

from the qualitative interviews with the responses to the quantitative questionnaire 

items, a number of significant converging themes became apparent. Third, through 

the utilisation of the social constructionist framework for the study, the women’s 
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interviews were structured and interpreted in a way that gave voices to their 

perceived realities, in a way that acknowledged the value of women’s experiences, 

despite their uniquely subjective nature. The findings associated with women’s 

perceptions of psychosocial support and its impact after an adverse prenatal 

diagnosis highlighted the trend towards post-traumatic growth and the utility of self-

help support groups for women’s wellbeing. 

 

Women’s needs to be heard 

 

Word of mouth became the study’s greatest recruitment tool; a powerful 

indication in itself for women’s needs to articulate their stories. Women shared their 

experiences of involvement in the study with fellow bereaved mothers. They 

described the benefits derived from ‘finally telling their side of the story’, ‘getting a 

chance at changing things’, ‘doing something in memory of their baby’ or ‘helping 

others in the same situation’. This opportunity to define their own realities and 

exploring their experiences through telling their story was consistent with features 

of social constructionist approaches (Andrews, 2012). It became clear that the 

women had constructed their loss in their own unique ways and this in turn 

provided explanation for their need as women to narrate their story as a means to 

give voice to their unique experience (Lathrop & VandeVusse, 2011a; Lathrop & 

VandeVusse, 2011b).  

 

Despite the sensitive nature of the study, women stated that they 

conceptualised their participation in the research as a therapeutic process. Further, 
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it became apparent through the recruitment process that women had lacked 

opportunities to share their experiences, to process their decision-making with 

others or to publicly acknowledge their loss.  In the eyes of the participants, the 

loss of a baby through a prenatal diagnosis appeared to be a loss which was 

associated with stigmatisation, and which engendered a sense of guilt and shame 

for many. Further, such an experience was one that many women had been 

advised to “forget and move on from” by their social networks (Azri, 2006; Azri, 

2015; Lafarge et al., 2013). 

 

The significance of ‘validation of experience’ is of particular importance for 

women who have experienced pregnancy loss (Hodgson et al., 2016 ;O’Leary and 

Warland, 2012; Swartwood, McCarthy, Kuhne, Lee & Ji, 2011; Van der Houwen, 

Stroebe, Schut, Stroebe & Van den Bout., 2010) and adverse prenatal diagnosis 

(Guon et al., 2014; Lathrop & VandeVusse, 2011b). The need for such validation 

was exemplified in this study as women described the means by which they sought 

avenues to be heard. Women also longed for the opportunity to talk about their 

child and additionally, they searched for the chance to feel respected and allowed 

to grieve for their baby who was diagnosed with a disability or induced for an early 

delivery. Studies by Lathrop and VandeVusse (2011a) and O’Leary and Warland 

(2012) described how women experienced the emotional need to have family and 

friends acknowledge their baby. This validation allowed women to feel recognised 

as mothers and provided the initiation for the healing journey associated with their 

experience of loss. 
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In interviews with the participants in this investigation, ten of the women, 

described a lack of validation and support from professionals, friends and family 

that subsequently impacted on their wellbeing.  They described supportive 

practices when professionals validated their experiences, a finding supported in 

other studies, such as Guon et al’s study (2014) and Hodgson et al., (2016). Based 

on this knowledge concerning a woman’s need for validation after an adverse 

prenatal diagnosis, this study confirmed that women who do not receive a sense of 

validation of their experience from friends, family or professionals often seek 

support from alternative sources, further confirming the significant need among 

women to share their experience and seek validation. For example, despite the fact 

that maternal perception of trustworthiness and expertise during prenatal 

consultations was deemed vital (Chitty, Barnes & Berry 1996; Hunfeld, Leurs, 

Jong, Oberstein, Tibben & Wladimiroff, 1999), the professionals’ ability to validate 

a woman’s experience and feelings was found to be more beneficial than expertise 

for a woman’s grief recovery (Lafarge et al., 2013; Lathrop & VandeVuss, 2011b; 

Nguyen et al., 2013), leading women in this study to label their experience as 

‘positive’ based on their feeling genuinely validated. 

 

The need for validation of women following a poor prenatal diagnosis has 

been highlighted previously by Lathrop and VandeVusse (2011a). According to 

Lathrop (2009), the reason that women express a need to share their story 

following a poor prenatal diagnosis stems from a psychosocial transition that 

occurs from the early stages of pregnancy in a woman as she transforms into a 

mother.  This notion of maternal identity becomes part of the ‘self’ in a woman in a 
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way that is almost always associated with feelings of attachment, affection and 

future orientated dreams and goals.  Poor prenatal diagnoses and their associated 

trauma are known to affect this transition to motherhood Lathrop and VandeVusse; 

2011a). According to Lathrop’s study (2009), receiving validation affirms women’s 

identities as mothers despite the loss of their baby. It allows them to develop 

biological self-esteem, allows them to feel validated by others as valued individuals 

and to mother their baby in an emotional, spiritual and practical way regardless of 

their pregnancy outcome.  

 

It is interesting to note that the full sample of participants for the study 

expressed a willingness to engage in a follow up interview. Many participants 

provided additional handwritten comments on completed surveys indicating their 

enthusiasm for partaking in the follow-up interview as they perceived the benefit of 

telling their story. Twenty six women also wrote to the researcher directly via email.  

Some of the women wrote a brief story while others shared their thoughts about 

the practical issues they encountered throughout their experience emphasising that 

the need for women to tell their story was significant. In addition to the desire to 

articulate their story, the majority of women also advocated for opportunities to 

improve the experience of other women who had received adverse prenatal 

diagnosis.  This is consistent with Lathrop’s findings (2009) that highlight the need 

for women to finalise their transitions as mothers by speaking about their 

experience and honouring their babies’ lives.  
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Making sense of the relationship between qualitative and quantitative 

findings 

 

The study examined both qualitative and quantitative data that focused on the 

psychosocial support that was most beneficial to women after an adverse prenatal 

diagnosis. The findings of the study will contribute significantly in the provision of 

recommendations for optimal follow up and referral processes for women who 

have experienced an adverse prenatal diagnosis both during treatment and upon 

discharge. However, based solely on statistical findings from the one hundred and 

six questionnaire responses, no particular type of support appeared to be more 

significantly beneficial to the women surveyed. No statistical differences of a 

significant nature were recorded in terms of improvement in anxiety, guilt or 

decisional conflict. However statistical impact was noted between support that was 

rated ‘helpful’ by women (as opposed to support which was deemed neutral or 

unhelpful) and their wellbeing. Perception of helpfulness was specifically linked 

with the suitability and relevance of the support offered, the approach and 

communication skills of the professionals working with the women at the time of 

their prenatal diagnosis, having their loss validated and access to support and 

follow up after their birth or termination of pregnancy. The qualitative findings from 

the interviews emphasized how useful self-help support groups had been for 

women after an adverse prenatal diagnosis.  Despite some inconsistency between 

the quantitative and qualitative findings (e.g. support groups were not statistically 

significant to women’s anxiety, guilt and decisional conflict, yet, were identified as 

one of the primary sources of psychosocial support in the interviews), an overall 
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synthesis of quantitative and qualitative findings lends support to a range of factors 

that serve to support women experiencing an adverse prenatal diagnosis.  

 

The statistical findings regarding the impact of psychosocial support 

concurred with the qualitative results that self-help groups, when perceived as 

‘helpful’, had a significant impact on women’s wellbeing. Helpfulness was 

associated for women with the attitude professionals and group members showed 

towards them, feeling validated with their experience and pregnancy choice, and 

consistency in values between theirs and the support group referred to them. 

Participants described the groups as a source of connection and a context to 

experience empowerment. They also confirmed that the experiences within the 

group validated their pregnancy decision and provided a platform for mutual 

understanding. Supportive interventions such as self-help support groups served to 

improve women’s anxiety, guilt and decisional conflict as indicated by the 

quantitative findings. This data was supported through the women’s narratives thus 

giving weight to the quantitative component of the study.  The relationship 

observed between the quantitative and qualitative findings can be explained 

through the social constructionist lens adopted for the study. The person-in-

environment and systems perspective inherent in this approach provided a 

rationale for the need and value of both the quantitative and qualitative findings 

and on the inter-relationship between the two. It has been highlighted that there are 

multiple factors that impact on individuals’ ability to perceive events in a particular 

way (Witkin, 1991). In this study, it also became apparent that women’s stories, 

psychosocial experiences and their experiences of care after a prenatal diagnosis, 
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environments, historical and cultural influences, language and values impacted on 

the way women perceived the support received and the impact it had on their 

wellbeing.  

 

Second, through the interviews, participants were provided the opportunity 

to describe what support they found helpful or unhelpful. This data revealed how 

some women found particular support groups lacking in benefit. As stated in the 

previous chapter, some women found it unhelpful to be referred to a support group 

for women who experienced a miscarriage while they were still pregnant with a 

living child. Other women found it unhelpful to be referred to a support group for 

women who had experienced stillbirths when they had made the choice to 

terminate a pregnancy for medical reasons. These women scored such support as 

‘unhelpful’ in the questionnaires. It is relevant to note that those findings were 

consistent with Coleman’s study (2015) highlighting from his own study that the 

needs of women following an adverse prenatal diagnosis were different from the 

need of women following a miscarriage or a stillbirth.  Many participants indicated 

that the support groups they had been referred to were ‘somewhat helpful’ or 

‘unhelpful’ at the time of engagement because they did not meet their specific 

needs. Such experiences of support groups as reported in the quantitative results 

revealed that support groups were not helpful overall. It should be noted that the 

response to this question was dependent on whether the woman’s baby had a fatal 

or non-fatal condition. Women whose baby had a non-lethal condition were most 

often referred to tailored support groups that addressed this presentation 

compared to women who received a fatal prenatal prognosis.   
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Mixed responses to the efficacy of support groups were also reported in a 

study by Helgeson (2000) focusing on women with breast cancer. Helgeson (2000) 

concluded that breast cancer support groups showed unclear benefits. 

Participants’ rating of support groups depended on existing and available support 

networks. Likewise, Moffatt et al. (2006), in a study designed to evaluate mixed 

methods studies with apparent discrepancies between qualitative and quantitative 

research data, explored what appeared to be discrepant findings in their study 

measuring the correlation between a financial program and improvement in 

participants’ psychosocial life. The quantitative findings showed no improvement, 

while the qualitative findings showed improvements in the participants’ wellbeing.  

The study’s conclusions indicated that data extracted from one source in isolation 

would not have gathered relevant information on the participants’ perceptions. The 

authors also concluded that the collection of mixed methods in trials of complex 

interventions was likely to enhance the overall quality of the research (Moffatt, 

White, Mackintosh & Howel, 2006). Moffatt’s study reinforces the significance of 

the utilisation of statistical data in conjunction with qualitative evaluative methods to 

further validate research outcomes.  For this study, the quantitative findings 

required further scrutiny through the use of qualitative information to enhance the 

understanding of participant’s perceptions of their experience of psychosocial 

support. 

 

Given that this study served to validate women’s personal social 

constructions, including their unique needs and narrative accounts following a 

prenatal diagnosis, a focus on the participant’s perceived levels of support was 
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paramount.  The analysis of both the quantitative and qualitative findings of the 

investigation highlighted that up to twenty five per cent of women in the study were 

referred to support groups that did not meet their perceived needs at the time of 

prenatal diagnosis and this was strongly confirmed in the findings of the statistical 

analysis. However, both the quantitative and qualitative findings of the study 

suggest that specific self-help support groups, when perceived as ‘helpful’ by 

women, significantly improve women’s anxiety, guilt and decisional conflict. This is 

highlighted in studies which showcase that interventions that decrease parental 

isolation and increase social support foster a sense of self capability and hope and 

should be provided on a routine basis (Elder & Laurence, 1991; Gordon et al., 

2007).  This is especially relevant for women who may be at risk of social and 

emotional decline after receiving a prenatal diagnosis (Redlinger-Grosse, 

Bernhardt, Berg, Muenke & Biesecker, 2002; Staats, Nelson Goff, Springer & 

Monk, 2015). Studies have shown that couples who are well supported following a 

prenatal diagnosis are better able to cope with their loss over time (Geerinck- 

Vercammen and Kanhai, 2003). 

 

Exploring women’s perception of support 

 

Women who participated in this study were able to describe what they perceived 

helpful and unhelpful care during their prenatal diagnosis experience through the 

quantitative questionnaires and qualitative interviews. According to the interview 

transcripts, the term ‘helpful’ was associated with non-judgmental attitudes of 

professionals, family and friends, regardless of the women’s pregnancy choice and 
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outcome. Additionally, the term ‘helpful’ was associated with the validation of 

women’s losses and of their experience of empathy and support.  Women stated 

that their motivation for participating in the study was specifically focused on telling 

their story. Participants were particularly motivated to highlight their experiences of 

inappropriate care or referral services as well as identify some of the perceived 

benefits of particular support and support services throughout their personal 

journeys. 

 

 Women described a range of negative experiences. These included a sense 

of feeling ‘lost’ and ‘abandoned’ by professionals who did not provide adequate 

links to resources (books, brochures, literature) or referrals to support (clinical and 

self-help). Many of the women discussed being discharged with little or no follow 

up, with an emphasis on a lack of emotional support.  Women in the study were 

particularly interested in exploring alternative support approaches to decrease the 

likelihood of other women experiencing judgement or being dealt with ‘coldly’ in the 

future. They recommended considered responses from health practitioners, in 

contrast to situations such as the facilitation of short and abrupt interviews in 

hallways and the use of other inappropriate contexts when interfacing with health 

professionals. However, despite the consistent and united voice of women in this 

study concerning the support issues highlighted above, existing policies and 

practices associated with this discipline area would suggest that, in the main, 

health professionals and related services working with women within this 

population are committed to quality service provision. This is reinforced through 

other studies that generally highlight the supportive role of professionals in 
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assisting women (Beresford et al., 2008; Hodgson et al., 2016; Lafarge et al., 2013; 

Lathrop & VandeVuss, 2011b; Pisnoli et al., 2016; Nguyen et al., 2013).  Such 

studies not only reinforce the findings of this research project, but also identify that 

women’s negative experiences do not primarily stem from the unwillingness of 

professionals in providing adequate services.  Such experiences are often the 

result of a lack of knowledge about the range of supportive interventions in 

navigating the challenges of a prenatal diagnosis.  Additionally, the support, 

referrals and follow up offered to women appear to differ based on whether an 

infant dies or survives. According to the women interviewed, those whose babies 

received treatment, were offered more adequate services than those whose babies 

died or received a fatal diagnosis. This was a consistent message received from 

the participants, however the researcher was not able to identify any published 

literature to expand on those statements. 

 

 In the many accounts of women in the study, both negative and positive 

experiences were highlighted. Participants emphasised that positive experiences 

made a significant difference to their wellbeing and the healing process. These 

positive experiences included: warm interactions with professionals; the allocation 

of sufficient time to discuss their situation; adequate and appropriate interview 

spaces to facilitate necessary conversations; and active referrals to tailored 

support groups or counselling.  Many of these positive experiences appeared to 

have been achieved through obstetric case management, access to appropriate 

and specific support groups, provision of appropriate literature, resources and 

ongoing emotional and practical support after discharge. The following 
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recommended interventions, when offered to them, appeared to be beneficial for 

women in the study.  Those included the translation of medical information in 

simple language, objective and non-judgemental support and referrals to practical 

assistance and support groups and external organisations (Carlsson et al., 2016; 

Leithner et al., 2002; Parad & Parad, 1990; Fonda Allen & Mulhauser, 1995; Bijma 

et al., 2007; Hutti, 2005; Kersting et al.,2009; Korenromp et al., 2007; Lilford et al., 

1994; Statham, 2002).  

 

The study’s emphasis was to establish what would be most helpful to 

women following an adverse prenatal diagnosis, in contrast to delineating specific 

types of support available.  Such an approach presented challenges within the 

study design given the highly subjective and individual experiences of the women 

who participated. While the study’s findings identified a range of common factors 

that were conducive to appropriate support for women with a prenatal diagnosis, 

other factors may have been less evident as a result of the finer nuances 

associated with an individual’s unique experience. For example, some women 

found written information helpful in increasing their sense of support, while others 

found it overwhelming. Some women benefited from online support while others 

preferred face-to-face interactions to share their experience with others. The 

support needs of women varied depending on context as well as personal 

attributes including coping strategies. The type of prenatal diagnosis received was 

also a significant factor in the delivery of supportive interventions, with non-fatal 

prognoses approaches differing from those associated with fatal diagnoses. This is 

an important consideration when researching the impact of support for women and 
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highlights the need to better understand women’s perceptions of support before 

offering a referral to a particular kind of service.  

 

The findings of this study demonstrate the critical nature of professional 

involvement, including the need to clearly establish what will be of greatest benefit 

to the woman when responding to an adverse prenatal diagnosis. Issues such as 

previous trauma, levels of social support, personal vulnerabilities and preferences, 

values and perceptions about pregnancy and pregnancy choice, as well as the 

severity of the diagnosis will impact upon the degree and type of support offered.  

Additionally, the timing of the assessment and the environment in which the 

assessment is made is of significance. Women must be supported in processing 

the impacts of receiving an adverse prenatal diagnosis. They must also be 

supported in undertaking complex decision-making processes associated with 

pregnancy options and medical needs (such as testing or early induction) before a 

practitioner can adequately assess the woman’s psychosocial needs and the type 

of support that may be of benefit. The notion that womens’ needs are unique and 

require individualised care plans has been raised through this study’s findings as 

well as in the literature (Carlsson, et al., 2016; Pitt, McClaren & Hodgson, 2016). 

Factors such as psychosocial histories, experiences, opinion, values, rights, legal 

options, family support, spiritual beliefs as well as cultural and political influences 

need to be considered when offering support options to women. In particular, 

women may face conflicting thoughts as their decision following a poor prenatal 

diagnosis does not always correspond with their values, family wishes or coping 

abilities. The women interviewed in the study clearly articulated that a supportive 
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intervention was one that considered their set of unique circumstances in a 

genuine way as opposed to offering a standardised service.  

 

Post traumatic growth 
 

Grief and loss theories have informed the way professionals support women after a 

prenatal diagnosis. Grief is a journey human beings have undertaken since the 

beginning of time; it is understood as a journey that carries much pain for those 

going through it (Neimeyer, Prigerson, & Davies, 2002). There have been some 

recent developments in the theoretical frameworks guiding the understanding of 

bereavement after a pregnancy loss and prenatal diagnosis. Such frameworks 

challenge the need for women to ‘overcome’ their loss, ‘cease bonds’ with their 

infant and to focus on a ‘new’ future (Hutti, 2005; Neimeyer, Prigerson, & Davies, 

2002). Post Traumatic Growth (PTG) is one such development relevant to this 

field. PTG is an emerging theory that highlights women’s potential for personal 

growth after a significant loss. Inherent to this concept, is the psychological change 

experienced as a result of this loss. In order to facilitate PTG, women must 

experience substantial challenges to the way they previously understood the world 

and their relationship with it. For example, women generally attend prenatal testing, 

assuming that no anomaly will be discovered. However, when an individual 

experiences a prenatal diagnosis, they must re-adjust to this new ‘reality’ and its 

meaning. Tedeschi and Calhoun (2004) stress that PTG is more than recovery 

after a loss; it is an improvement in the women’s behaviour, relationships, 

spirituality or purpose that is life changing.  
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Interestingly, both the social constructionist framework and PTG theory 

utilised in this study are concerned with the construction of experiences and their 

significance for individuals and society (Andrews, 2012; Witkin, 2011). Many 

studies have highlighted the significance of personal meaning for women following 

a prenatal diagnosis and other perinatal losses (Black & Sandelowski, 2010; 

Lathrop, 2009; Lathrop & VandeVusse, 2011a). Furthermore, meaning creation 

and post-traumatic growth were not only identified as common responses, but 

conceptualised as positive responses for women (Black & Sandelowski, 2010; 

Lathrop, 2009; Neimeyer, et al., 2002).  The women interviewed in this study also 

presented with narratives consistent with PTG, with the majority having generated 

meaning from their prenatal diagnosis. This highlighted the relevance of the study’s 

focus on individuals’ perceptions and experiences.   

 

The major benefits of PTG include positive changes in relationships, the 

development of personal strengths, spiritual changes and a heightened 

appreciation of life. Some examples of these changes include improved 

communication with others, strengthened empathic engagement, an increase in 

the ability to cope with challenges/trauma, new found or improved spiri tuality, an 

attitude of gratefulness and other changes in life that are considered constructive 

(Tedeschi & Calhoun, 2004).  Although PTG is conceptualised as a positive life 

change, Tedeschi and Calhoun (2004) assert that traumatic events are not to be 

viewed as precursors to growth but recognised as difficult circumstances that may 

engender psychosocial trauma and distress. Although a prenatal diagnosis would 

never be purposefully hoped for, distress and growth that may occur as a result of 
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such a traumatic event are understood to interact reciprocally; substantial pain 

offers the potential for significant positive growth (Tedeschi & Calhoun, 2004). 

Whilst previous understandings have conceived PTG and resilience as 

synonymous, current conceptualisations of these terms are vastly different. 

Personal resilience is dependent on existing skills, personality traits, interactions 

with friends and family members, environments, access to resources and skills as 

well as protective factors and is understood as one’s ability to overcome negative 

events (Leadbeater, Dodgen, & Solarz, 2005; Rutter, 2013). Alternatively, PTG 

refers to new, transformative changes that move beyond one’s pre-traumatic state 

(Tedeschi & Calhoun, 2004).  Through the individual’s experience, assumptions 

about the world may be challenged, and as part of this process new 

understandings may emerge, engendering growth through alternative constructions 

of meaning (Black & Sandelowski, 2010; Tedeschi & Calhoun, 2004).   

 

One common factor in women’s description of their PTG revolved around 

time. For most of these women, some time occurred between their acute grief 

symptoms and their development of PTG. This is also reinforced in previous 

research that confirms that the intensity of women’s grief decreases over time 

(Lathrop, 2009; O’Leary & Warland, 2012; Worden, 2008). While the acuity of 

women’s grief may be said to decrease over time, it became obvious through the 

interviews in this study that women’s needs to speak about their baby, honour their 

memory and validate their experience following a poor prenatal diagnosis did not 

reduce over time and remained an important part of their ‘recovery’.  The narratives 

explored from the interviews highlighted that for those women, it was common to 
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seek an emotional connection with their baby while ‘growing’ from the experience. 

However, it is important to note PTG does not preclude women from feeling acute 

pain, or diminish the real impact of trauma on women’s wellbeing (Tedeschi & 

Calhoun, 2004).  

 

 As stated above, the PTG experienced by women following a poor prenatal 

diagnosis occurred over a long period of time, with women still experiencing PTG 

20 years following their loss.  This suggests that while acute grief symptoms have 

been said to last between one to three years (O’Leary & Warland, 2012), 

bereavement changes still occur longitudinally. Lathrop (2009) suggested that 

assessments of transformative developments such as the PTG inventory (Tedeschi 

& Calhoun, 2004) could be utilised to highlight a wider range of outcomes in grief 

studies following an adverse prenatal diagnosis. The findings related to women’s 

PTG in this study reinforced the notion that health professionals need to be aware 

that while a prenatal diagnosis is a traumatic experience, when well supported, 

women will also develop signs of growth, feelings of gratitude and empowerment 

as a result of this experience.   

 

Self-help groups 

 

Previous studies have indicated that personal, social, cultural, and spiritual 

resources are drawn on to give meaning to a woman’s loss or disabled child 

(Lathrop, 2009; Neimeyer et al., 2002). Worldviews, cultural traditions, spiritual 

practices and interpersonal interactions with others also shape the interpretations 
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women give to their prenatal diagnosis. Part of the discussion on the need and 

benefit of support groups revolve around the notion that moral and ethical 

viewpoints, in relation to terminations of pregnancy and of disability, have changed 

over time (Bewley, 2003). Views of ‘right’ and ‘wrong’, leading to women providing 

and receiving support, is based on political, social and religious contexts 

(Sandelowski & Jones, 1996; Statham, 2002). Women and their partners, who 

decide on a termination for foetal abnormality, may be influenced by the generally 

negative attitudes toward abortion in society (Gordon et al., 2007). This may 

increase guilt, discourage open discussion of feelings and complicate the grieving 

process. Consistently, when participating in support groups which held different 

political and social agendas, women in this study described feeling judged and 

inadequate, while those who belonged to support groups sharing their values, felt 

validated and supported.  

 

As identified in this study, interaction with others, particularly with other 

bereaved women, was highly valued after a prenatal diagnosis (Gordon et al., 

2007).  Women have previously described support groups as settings where they 

received the most helpful information and they felt validated by others who had 

‘walked the walk’, in contrast to the information gained through educational or 

clinical avenues (Hodgson et al., 2016; Swartwood et al., 2011; Van der Houwen, 

Stroebe, Schut, Stroebe & Van den Bout, 2010). In the study by Gordon et al. 

(2007), a clear link was identified between support groups and positive wellbeing. 

Women who participated in support groups described benefiting from taking on 

alternate roles of supporter and supported, providing them with feelings of mutual 



   182  

respect, feelings of worth and the opportunity to regain a sense of purpose. This is 

also confirmed with results from Van der Houwen et al’s study (2010) where the 

participants reported the experience of rich emotional support through engagement 

in support groups. The exchange of roles between supporter and supported, 

allowed women to feel connected and valued, and permitted them to freely express 

a range of expected emotions associated with their experience.  Various studies 

have supported the hypothesis that social support, in comparison to other support 

types, positively influence women in multiple ways (Gordon et al., 2007; Hutti, 

2005).  Consequently, social support has the potential to increase women’s 

wellbeing and enhance healing processes through the facilitation of mutually 

supportive opportunities including the sharing of one’s experiences, the challenging 

of individual beliefs and the emotional connection forged between individuals 

sharing a common bond (Swartwood et al., 2011; Tedeschi & Calhoun, 2004). 

 

 While research indicates that not all support groups are suitable for every 

woman and for every type of loss/diagnosis (Coleman, 2015; Hutti, 2005), women 

in this study advocated for an early referral to specific and appropriate support 

groups. Through an exploration of the factors contributing to the effectiveness of 

support groups as a preferred intervention, it appears that the need for validation 

found amongst others who have ‘walked the walk’, as experienced through a 

tailored support group context, is stronger than the need for clinical support. Leung 

(2010) reinforces this finding in stating “the development of self-help groups 

worldwide is fuelled by the growing acknowledgement that professional expertise is 

no substitute for the direct experience of those doing the coping” (p. 475). 
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Participants interviewed in this study confirmed that the validation of their loss by 

other bereaved mothers, and the feeling of mutual understanding from their peers, 

had further assisted them with their grief than professional support. The findings 

and discussion from this study confirmed that women required targeted and 

individualised support, both from professionals willing to validate women’s 

thoughts, values and needs as well as from social support suitable to women’s 

circumstances at the time of their prenatal diagnosis. 

 

  



   184  

Chapter 7 The SARF model - A model for practice 
 

Implementation research, which explores the notion that new findings require 

specific steps and factors to be considered before being implemented by 

professionals, is increasing in importance in the health care sector (Damschroder, 

Aron, Keith & Kirsh, 2009; Harvey & Kitson, 2016; Kitson, Harvey & McCormack, 

1998). In the last decade, there has been a shift from the traditional belief that 

research implementation is a straight forward process to a growing awareness that 

there are reasons research findings might be implemented successfully or not, 

beyond the research quality itself (Damschroder et al., 2009; Harvey & Kitson, 

2016; Kitson, Harvey & McCormack, 1998).  Further, another argument has 

highlighted that the lack of research implementation may stem from limited 

understanding about the complexities and factors required to support such 

implementation (Kitson et al., 1998). To increase the likelihood of clinicians’ ability 

to apply research at the front end as well as to allow health organisations a “buy in” 

into new research recommendations, systematic reviews of the practice of 

knowledge translation need to occur. A “buy in” from staff is important as it 

inherently allows stakeholders to give support to a decision after participating in its 

development, ensuring their commitment. Finally, research implementation needs 

to focus on the development of frameworks to assist with narrowing key factors 

that would facilitate research to be successfully implemented by professionals.  

       

Multiple models of research implementation have been used in the health 

field. These include frameworks such as the Ottawa Model for Research Use 
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(Logan & Graham, 1998), the Knowledge to Action Process (Graham et al., 2006) 

and the Promoting Action on Research Implementation in Health Services 

Framework (PARiHS) (Kitson et al., 1998). While there are others in the health 

field, these three are common frameworks utilised to translate research into clinical 

practice. The PARiHS Framework is commonly utilised in public health in Australia.  

 

The PARiHS Framework, relabelled the i-PARiHS Framework in 2016 

(Harvey & Kitson, 2016) is a multidimensional model which emerged as the result 

of studies which highlighted factors contributing to the successful implementation 

of research. Those factors include:  

 

 Evidence, as described by the combination of clinical findings, 

research and patients’ qualitative experience; 

 Context, presented as the setting and environment in which the 

research recommendations are to be proposed;  

 Recipients, which refer to the individuals, or groups of individuals, 

involved in implementing the proposed recommendations; 

 Facilitation, a means by which individuals may transition processes in 

an easier way for others. (Harvey & Kitson, 2016; Kitson et al., 1998). 

 

In 1998, Kitson et al. undertook studies to test those factors which were said 

to be contributing to research uptake by professionals. The authors assessed the 

correlation between evidence, context and facilitation in research implementation. 

As a result of those studies, the authors established that research evidence, the 
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context in which the research is presented and the way those proposals were ‘sold’ 

as well as how those were facilitated were equally important and impacted on the 

effectiveness of research recommendations in the field. In 2016 a recipient factor 

was introduced to the framework following further evaluation. It highlighted that 

clinicians had the power to support or resist change and/or research innovations. 

Consequently, all four factors are now accepted as equal contributors impacting on 

whether research recommendations are well implemented on the ground.  

 

It is the intention of this research study to translate the research findings into 

recommendations for practice. The following section describes a model for 

practice. The model aims to translate identified gaps into sound clinical 

recommendations that recognise the need for research to consider the context in 

which it is applied, in order to be successfully implemented. 

 

A working model 
 

This research study focused on the experience of women following a poor prenatal 

diagnosis. The findings highlight that women’s perception of care and services 

impacted on their wellbeing more than the care received itself. The factors 

influencing those perceptions included time pressure, validation of loss, warmth of 

the professional as well as their communication skills, adequate follow up and the 

referral to appropriate services that were consistent with a woman’s values and 

unique needs.  
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There were five key elements extracted from the qualitative data that 

emphasised the significant points impacting on women’s perception of care which 

included the pressure felt by women (terminology and time), lack or provision of 

psycho-education, lack of provision of appropriate referrals, and staff preparation. 

These five elements are summarized in Table 7 (Key factors impacting on 

women’s positive perception of care), along with the categorised descriptions as 

noted by participants.  

 

Table 8  Key factors impacting on women’s positive perception of care 

Key gaps described by women Factors impacting on perception of care as described by 

participants in those areas 

Time pressure  Professional’s awareness of policies/procedures/law/Ethics 

 Professional’s empathy of women’s decisional conflict 
 Adequate time offered to women to discuss options 

  Referral to prenatal diagnosis specific services 

Receipt of psycho-education  Gathering of information and resources 

 Assist women in accessing resources/support 

  Enquire about women’s psychosocial needs and unique 

circumstances, previous trauma etc.. 

Provision of adequate referrals  Education of staff on available specific support  

 Education of staff on available memory creation services 

 Availability of staff providing follow up until relevant support 
has been accessed by women 

 Supportive referral provision which encourage access to 

support, resolution of decisional conflict and guilt, parenting 

and relationship interventions (as required)  

Staff approach/staff readiness  Privacy and awareness of surroundings when giving 
women news 

 Attitude, empathy and skills of the professional 

 Generous time offered to women by professionals 

 Non-judgemental approach from professional when dealing 
with women who terminate (or carry to term) 

 Adequate specific training of the professional on relevant 
issues specific to prenatal diagnosis and decisional conflict 

 Professionals need to undertake full psychosocial 
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assessments of women’s needs after prenatal diagnosis 

Impact and use of terminology  Terminology which highlights non-judgemental 
options/choice 

  Terminology which fosters guilt alleviation, supportive 

interventions, and recovery from trauma 

 

 

When synthesised, it was noted that those key elements could be grouped 

into four themes; issues related to the approach of the professionals providing care 

to women; issues related to the accurate assessment of women’s psychosocial 

needs; those related to the need for appropriate referral provision; and those 

related to the adequate follow-ups of women following discharge after a poor 

prenatal diagnosis. This synthesis allowed for clear delineation of clinical areas that 

could address gaps identified by women in this study.  The four critical clinical 

areas of impact for women’s wellbeing following an adverse prenatal diagnosis 

include:  

 The care of women prior to receiving a prenatal diagnosis (such as 

the lack of preparation for testing, the manner in which a woman may 

receive the news; the approach of the professional towards her at 

that time; options provided to her; knowledge of the professional 

about the process available as well as information provided about the 

diagnosis);  

 Experiences during the decision-making phase following a prenatal 

diagnosis (such as the time pressure which may be imposed on a 
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woman; the options available and offered to her regardless of her 

pregnancy choice);  

 Focus on the care provided to women after receiving a prenatal 

diagnosis (such as identifying adequate resources which are 

consistent with women’s needs and values, providing appropriate 

linkages with support and ensuring those supports are in place before 

discharging women completely from a health service).   

 Whether a woman has been assessed for psychosocial needs as well 

as the exploration of her values and beliefs prior to offering options 

and support to her. 

 

Each of these areas can be expanded to include strategies that would 

address the gaps in support for women as identified in the data from this study. 

These strategies have been summarised in Table 8 (Key strategies to address 

gaps in support). 
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Table 9 Key strategies to address gaps in support 

Factors impacting on 

perception of care 

Key developments noted to address gaps from 

the study 

Skills of the professional  Attitude, empathy and skills of the professional including 
issues related to women’s decisional conflict and 
validation of loss 

 Adequate time offered to women to discuss options 

 Privacy and awareness of surroundings when giving 
women news 

 Professional’s awareness of 
policies/procedures/law/ethics  

 Adequate specific training of the professional on relevant 
issues specific to prenatal diagnosis  

 
Assessment of unique needs and 

values of women 

 Requirement to undertake a full psychosocial 
assessment of women’s needs after prenatal diagnosis 

 Exploration of women’s psychosocial needs and unique 
circumstances, previous trauma etc. 

 Exploration of values, beliefs and subjective ideologies 
that may impact on the experience and/or care of the 
woman 

 Identification of potential needs and support discussed 
with women to establish cohesion between service and 
women’s needs/values 

 
Referrals and support  Education of staff on available specific support  

 Education of staff on available memory creation services 
 Exploration of women’s unique needs and values prior to 

referring her to a service 

 Gathering of suitable information and resources 

 Referral to prenatal diagnosis specific services 

 Support women in accessing resources/support (initial 
contact or organising linkages) 

 
Follow up and linkages following 

discharge 

 Offer follow up contact with women following discharge 

 Facilitation of support until linkages have occurred and 
are secure 

 Facilitation of clinical support (social work, psychology) 
for women who appear to require interventions 

 

 

These areas of focus were further condensed to present a model for best 

practice following adverse prenatal diagnosis. The ‘SARF’ model delineates the 
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features of an intervention framework that has been conceptualised through the 

findings of this research.  

 

 

Figure 19: “SARF” model 

 

Each dimension of the SARF model includes features essential to the needs 

of women who have received an adverse prenatal diagnosis and is informed by the 

findings of the investigation. The components of the model are linked to each other 

and are reliant on the first component, the skills of the professional, to ensure the 

depth and quality of service delivery in components two, three and four. The first 

component of the model (S: SKILLS AND KNOWLEDGE) relates to the skills and 

knowledge of the professionals interfacing with women and their families. For 

example, women in the study often described doctors who interacted warmly with 

them, but who had limited knowledge about the range of psychosocial support 

"SARF" model

S: Skills and 
knowledge of 

the 
professional

A: Assessment 
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options available (e.g. staff who always referred women to the same well known 

and common support group), focused on the medical aspect of the interview rather 

than the emotional aspect, or who failed to undertake non-medical assessments 

which considered holistic psychosocial needs. Other women articulated their 

experiences of interventions with professionals which were perceived as too 

clinically delivered, describing uncaring and/or rushed approaches, particularly for 

those women who elected to terminate their pregnancy. The skills and knowledge 

of the professionals were described as vital, with perceived improvements in 

women’s adjustment when the professional was well informed and professionally 

skilled at supporting women through such a traumatic experience.  

 

The second component of the model relates to the individual assessment of 

the women’s needs (A: ASSESSMENT). This includes the staff’s ability to identify 

appropriate and individualised support as assessed through a full psychosocial 

assessment process. Such support may include access to support groups, the 

accessing of supportive literature and experiences that generate memory creation. 

As indicated through the findings of this study, for some women, access to memory 

creation was of significance, while for others the input of peers through support 

groups was an integral dimension of the process of coping. The assessment of the 

subjective needs of women allows them to experience validation and increases the 

professional’s access to knowledge that better informs subsequent referral to 

suitable support services. 
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The third component of the SARF model focuses on the referral processes 

following a prenatal diagnosis (R: REFERRAL). Referrals should include the 

provision of adequate referral to services that comprise individually tailored support 

plans, liaison visits and further referrals until the woman has been appropriately 

connected to necessary supportive processes. For example, women in the study 

who were referred to psychosocial support were often provided with routine 

referrals that were not tailored to their circumstances.  Further, some participants 

described traumatic responses resulting from referral to an inappropriate support 

group. For example, some women who were referred to a general pregnancy loss 

group after a termination felt judged and shamed by mothers who had had 

stillbirths, impacting greatly on their recovery. The study’s findings support the 

need for the facilitation of appropriate referrals based on individual circumstances 

and needs. 

 

Finally, the last dimension of the proposed model concerns follow up (F: 

FOLLOW UP). The findings of this study highlighted that a majority of women were 

referred to support. This included support groups, counselling or access to written 

literature. However, most of these women were expected to contact the 

organisations themselves, in contrast to a health practitioner coordinating contact. 

Many women described being overwhelmed and anxious about making contact, or 

simply being too distraught that they required the organisation to contact them. 

This highlighted the need for ongoing follow-up to ensure that linkages between the 

woman and the referred service are activated (with the woman’s consent) to 

ensure that further access to support is guaranteed.   
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The SARF model has been designed to provide a clinical platform for 

professionals working at the front end to address the gaps in service delivery and 

support identified by women in this study. Each component of the model is of equal 

importance, with individual steps serving as a guide or checklist to initiate a 

process that provides women with a scaffolded, supportive care plan following an 

adverse prenatal diagnosis.  The features of this model are further summarised in 

Figure 20 (The “SARF” Model stages and Features).  



   195  

 

SARF model

A: Assessment 
of a woman's 

needs 
following a 

prenatal 
diagnosis

Non-medical psycho-
education/debriefing of 

diagnosis, treatment options and 
pregnancy options. Assessment 

of previous trauma and 
responses to them.

Exploration of values, beliefs 
and external pressure towards 

diagnosis and pregnancy 
options. 

Assessment of current support 
systems.

Discussion around availability 
of supportive interventions and 
assessment of preferences for 

types of support

S: Skills and 
knowledge of 

the professional

Warm and non-judgmental 
attitude and acknowledging   

the trauma and guilt following 
a prenatal diagnosis and 

decision making.

Aware of 
surroundings/environmental 

factors when interviewing 
women. 

Aware of legal issues and 
hospital procedures 

regarding terminations. 

Multidisciplinary involvement 
and team liaising. 

Sensitive and genuine active 
listening and generative 

listening.

R: Referral 
processing

Gathering of 
resources/information on 

appropriate support 
group/counselling/books/

brochures.

Discussion on referral options 
including types, purposes and 

details of supportive 
interventions available. 

Assist woman in contacting 
groups/counsellor or to access 

literature/resources. 

Discussion on memory creation 
available including photos, hand 

and feet prints, clothes, birth 
plan etc…and referrals to those 
services with woman’s consent.

F: Follow up

Follow-up after support needs 
assessment has occurred to 

ensure linkages between patient 
and the support(s) chosen have 
occurred and are meeting needs. 

Provide further support if 
required. Further follow up 

should occur until appropriate 
referrals are in place or patient 
declines further input from the 

practitioner.

Figure 20 The SARF model and features 
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The need for adequate research implementation 

 

Whilst it is believed that the SARF model has the potential to provide a 

framework to inform women’s unique needs following an adverse prenatal 

diagnosis, the limited positive experiences described by the women interviewed, as 

well as the investigation of care in the health setting by the researcher highlighted 

the fact that health professionals appear dedicated to provide women with a 

supportive experience. It would seem that when this fails, it is because 

professionals have failed to translate knowledge into practice. This may occur due 

to competing work priorities, inconsistent information provided between 

researchers, policy makers and clinical staff and/or poor understanding of the 

recommendation itself by the professionals supposed to implement the new 

findings (Graham etal., 2006).  Knowledge translation, as defined by the Canadian 

institute of Health (2000), the Knowledge Translation Program (2004) and the 

World Health Organisation (2005), refers to the application of knowledge (most 

often acquired through research) to the practice of health care for the purpose of 

improving the wellbeing of people. While in theory it is agreed that knowledge 

translation is vital, in practice, it is a complex process that requires commitment 

from multiple levels of staff such as clinicians, their managers and the non-clinical 

staff involved in implementing new knowledge and processes. In order to provide 

constructive recommendations from this study, staff involved in a health service 

should be well equipped and supported with the training, resources and support 

required to implement change.   
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Using the i-PARiHS Framework to implement the SARF model 

 

Recommendations in this study focus on linking the research findings with 

appropriate and supportive clinical processes to ensure women receive unique and 

individualised care by the health professionals working with them. It is 

acknowledged that without including frameworks that facilitate knowledge 

translation into practice, those recommendations may fail. According to the i -

PARIHS Framework (2016), there are four factors important to the implementation 

of the SARF model, namely the findings, the response of the staff involved in 

implementing the model, the context and setting in which the implementation is 

proposed to be undertaken as well as the manner in which the recommendations 

are facilitated. The next section will look at how the SARF model could effectively 

implement these factors to maximise its successful application. 

 

 

 

Figure 21: The SARF model using the i-PARiHS Framework 
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Applying the i-PARiHS evidence factor to SARF 

 

The i-PARIHS framework evolved from its original conceptualisation (1998) to its 

current one (2016). Originally, the authors used the term ‘evidence’ as a key factor, 

which referred to qualitative or quantitative research. However, the term was later 

changed to ‘evidence and innovation’ to include information and evidence 

extracted from academic research, clinical trials, patient audits, local experiences, 

feedbacks as well as other forms of ‘evidence’ which would justify implementation.  

Evidence and innovation in the context of health can be generated from multiple 

sources, including internal and external sources. The authors (Harvey & Kitson, 

2016) state that in processing evidence and the ways to implement it, rarely do 

clinicians and organisations apply it without systematic reviews, or without 

generating clinical guidelines to ensure this evidence is appropriately applied within 

a given context. Consequently, evidence is often adapted to settings in an 

innovative way. Further, it is routine for health services to implement change 

following patients’ feedbacks or outcomes audits that are not academically 

focused.  

 

 In view of implementing the SARF model, the underlying evidence should be 

clear to those implementing it. This includes understanding the theoretical 

framework underpinning it, having knowledge of the quantitative and qualitative 

findings of this study and the rationale for the development of the model. It would 

also be beneficial for professionals to be aware of women’s unique stories and 

experiences as shared by them, as a way of gaining a clear perspective associated 
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with the recommendations.  A degree of compatibility between the evidence and 

the service implementing the model is important. For example, a service that 

refuses to discuss termination of pregnancy with women or provide referrals to 

such services, would not be able to meet the criteria of “non-judgemental attitude” 

(found in the “Skills and knowledge of the professional” criteria) or “referral to 

adequate services” (found in the “Referral” criteria) within the SARF model. 

Consequently, the SARF model could not be implemented to its full potential in 

such a setting. Alternatively, a group of professionals sharing similar ideas about 

the issue of prenatal diagnosis support in a cohesive support health service would 

allow for the model to be successfully implemented. 

 

Applying the i-PARiHS recipient factor to SARF 

 

The term “recipients” refer to the staff key players involved in implementing the 

research on the ground both on an individual and organisational level. It considers 

individuals’ power to resist or support change and acknowledges that individuals 

hold an important position in determining whether research recommendations are 

employed in clinical settings (Harvey & Kitson, 2016; Kitson et al., 1998). 

Recipients may respond to new recommendations based on their mindsets, their 

experience of the workplace culture and the ease with which those 

recommendations could be implemented through the provision of support and 

resources. Further, practitioners’ understanding of the issues and risks versus 

benefits, their own motivation, skills and knowledge provided to them to undertake 

those research recommendations also impact on its success. 
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Recipients implementing the SARF model should be aware of the research that 

accompanied its development. Additionally, it is important for the recipients to 

perceive a sense of ownership and willingness to implement practice guidelines. 

For instance, the sharing of patients’ stories can provide a human aspect to clinical 

guidelines and is often followed by a “buy in” from clinicians (Harvey & Kitson, 

2016; Kitson et al., 1998). However, resistance from clinicians may also be 

experienced, due to multiple factors that may include work pressure, time 

limitations, misunderstanding of the benefits of the research or poor support from 

organisations. Resistance should be explored and staff should be supported 

through the process. Finally, local processes should be developed for staff to allow 

for a fluid transition. Such processes may include audits, chart reviews, the use of 

checklists and implementation journals as well as communication platforms to 

provide ongoing information to staff. 

  

It has been well documented that gaps in communication are the primary 

causes for errors and these errors may impact on the quality of care received by 

patients and/or their real or perceived recovery (Lingard, 2008). As a means of 

avoiding common errors and in order to improve patient outcomes following 

research implementation, checklists have been found to be cost effective and time 

efficient tools to ensure communication and interventions are consistent in health 

care (Lee, Allen & Daly, 2012; Lingard, 2008). While it is presumed that health 

professionals undertake their duties professionally, a study undertaken by 

Queensland Health found that medical errors were reduced by over 60% and 

patient recovery was greatly improved through the use of a simple checklist (Lee, 
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Allen & Daly, 2012). This is particularly important during the establishment of new 

recommendations where staff confusion may be greater. Table 10 outlines a 

clinical checklist that can be used by health professionals when working with 

women after a prenatal diagnosis. It is designed to serve as a tool to assist with the 

integration and application of the ‘SARF’ model. Additionally, it is assumed that 

answering “no” to any of the checklist questions would initiate the clinician to 

access support to meet the criteria.  

 

Table 10 “SARF” clinical checklist 

Clinical SARF Checklist 

Has the professional undertaken specific training in prenatal diagnosis support? (i.e. 

interpersonal skills, awareness of the impact of terminology used, aware of issues 

and impact of prenatal diagnosis on women’s wellbeing, up to date with current 

issues/trends/research, counselling and assessment skills) 

Y  N  

Is the professional aware of his/her hospital policies and procedures regarding 

terminations of pregnancy, the birth of babies with prenatal diagnoses or stillbirths?  

Y  N  

Is the professional aware of his/her State laws and ethics board requirements 

regarding terminations of pregnancy? 

Y  N  

Has the professional liaised with relevant stakeholders (multidisciplinary input)?  Y  N  

Has at least one session regarding the diagnosis occurred with the woman during the 

decision-making phase including the sharing of psychoeducation, medical and non-

medical information, treatment and pregnancy options? 

Y  N  

Has a full assessment of the woman’s psychosocial needs been undertaken by a 

social worker to establish existing networks, unique needs, coping mechanisms, 

referral preferences, exploration of values, beliefs, external pressure and personal 

circumstances? 

Y  N  
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Have memory creation options been discussed and/or organised prior to delivery?  Y  N  

Have referral options been discussed with the woman including availability of 

support services, benefits of support, types of services, access to services as well as 

the provision of brochures, contact details…  

Y  N  

Has follow up been organised prior to the woman’s discharge? Y  N  

Has follow up from the professional occurred until the woman has been linked up 

with community support or services? 

Y  N  

 

 

Applying the i-PARiHS context factor to SARF 

 

The i-PARiHS framework holds a broad view of “contexts”. In defining context, all 

levels of contexts in the health sector are considered, including the micro, meso 

and macro levels (Harvey & Kitson, 2016; Kitson et al., 1998). Examples of those 

include; 

 Micro level; including workplace culture, leadership styles, workload 

demands, formal and informal supervision and training opportunities;  

 Meso level; relates to organisational culture, structure, systems, leadership 

styles and support as well as the change capability and motivation of the 

organisation; 

 Macro level; comprised of factors relating to external health influences such 

as policies, incentive and practice priorities, regulatory and statutory 

frameworks, workplace stability and legal requirements. 
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Adequate contexts to implement the SARF model would require the local 

health service to be well informed on issues related to prenatal diagnosis. In view 

of the fact that the SARF model advocates for professionals’ knowledge of services 

available to women, a contextual limitation may be observed in a service that does 

not have the resources to investigate those services.   Additionally, legal options 

may impact on a service’s ability to engage in research implementation. For 

example, the right to offer terminations of pregnancy would impact on research 

related to support options offered to women after an adverse prenatal diagnosis. 

Positive networks and relationships between the health service, its employees, 

patients and the wider community support a positive context, leading to sustainable 

implementation of the SARF model. 

 

Applying the i-PARiHS facilitation factor to SARF 

 

Facilitators were introduced to health services as early as 1980 for the purpose of 

implementing change through quality improvement processes (Grahamet al., 

2006).  Systematic evaluations determined that the use of facilitators improved the 

chances of a service adopting new research (Harvey & Kitson, 2016). Facilitation is 

a core construct of the i-PARiHS model (Harvey & Kitson, 2016; Kitson et al., 

1998).  It serves to activate other constructs of the framework, namely evidence 

and innovation, context and recipient. The role of the facilitation construct in the 

framework is to assess and respond to the other features of the model such as 

problem solving resource issues, supervising of staff around unclear practices, 

disseminating information and policies relevant to the work being implemented.  It 
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requires a set of actions and plans to enable the implementation of research, which 

leads to its success or failure.  While facilitators generally adopt their own methods 

(supervision, audits, reminders or workplace rewards), those key players require a 

level of flexibility, ownership of the change being implemented as well as 

leadership skills in their work areas. For example, facilitators may need to assess 

barriers to change and act as change agents for clinicians implementing the 

research on the ground. 

 

 In view of the implementation of the SARF model in a health service, 

facilitators require an understanding of their service and its culture. The 

relationship between the evidence, the context and the recipients can be fluid and 

unpredictable (Harvey & Kitson, 2016) and experienced facilitation skills are 

required to manage the conflict, power and relations between the three constructs. 

Further, the SARF model requires facilitators to work with multiple layers of staff 

across disciplines (clinicians and managers, allied health and medical staff). As 

noted in the narratives of the women in the study there are many individuals who 

have a role in supporting women with a prenatal diagnosis. Subsequently the 

coordination of support networks and ongoing evaluations would be important to 

ensure a smooth implementation of the model at all levels of professional activity 

involved in the support of women. The role of the facilitator goes beyond 

implementing the SARF model. It requires an understanding of the health service 

culture, an awareness of its strengths and weaknesses as well as acting as a link 

between the organisation and the research.  A positive facilitation of the SARF 
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model would increase its chances of a positive implementation and effective 

uptake.  

 

 

The SARF model serves to apply the findings of this study, locating them within 

a clinical framework available for adoption by clinicians and professionals working 

with women after an adverse prenatal diagnosis. The key features of the model 

facilitate its ability to provide a coherent framework to support women in a way that 

acknowledges their unique psychosocial needs. This study established that women 

required specific support that was of a warm and non-judgemental nature, provided 

by professionals aware of a wide range of support services available. It was 

emphasised that referral to services should occur following a thorough 

psychosocial assessment to allow women’s unique values and circumstances to 

direct the referral process. The study advocated the need for women to receive 

follow-up care until appropriate community support services have been accessed. 

However, without acknowledging the complexities of research implementation in 

practice, knowledge translation often fails. The i-PARiHS Framework has been 

utilised to further inform the SARF model as a cohesive potential model of practice 

that recognises the feedback and needs of women engaged in this study, while 

also recognising the need to consider the context in which the model could be 

implemented. 
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Chapter 8 Conclusion and Recommendations 

 

Prenatal testing has become a twenty-first century routine activity for the majority 

of pregnant women in Australia.  Currently, between two and four percent of 

women in Australia will receive a prenatal diagnosis that requires them to make a 

decision about a potential termination because of a poor or long-term prenatal 

prognosis (Abeywardana & Sullivan, 2008). Routine care and advancements in 

technology have contributed to an increasing number of women receiving an 

adverse prenatal diagnosis and this trend will continue to increase over time 

(Bijma, van der Heide, & Wildschut, 2007; Gregg, 1993; Guon et al., 2014; Hogan, 

2016; Hodgson et al., 2016; Lafarge, Mitchell, & Fox, 2013).  Within the complex 

psychosocial context in which adverse prenatal diagnoses are reported, difficult 

and ethically challenging decision-making processes are experienced by both 

women and health practitioners.  Ongoing psychosocial supportive interventions for 

women who have experienced prenatal diagnosis have been limited to highly 

medicalised approaches that fail to give consideration to the broader complexities 

of individuals’ lived experiences of loss and grief following a poor or fatal prenatal 

diagnosis (Carlsson et al., 2016; Hall, 2011). This has resulted in many families 

feeling unsupported in their decision-making and subsequent loss (Leithner et al., 

2006; Lloyd & Laurence, 1985; Nguyen, et al., 2013). 

 

While not all women will undertake an invasive test such as Amniocentesis 

or a Chorionic Villus Sampling in their pregnancy, all women will at least be offered 

an ultrasound and/or a blood test by their treating doctor. Among the women who 
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receive a poor or fatal prenatal diagnosis each year, most of the prenatal 

anomalies will be diagnosed in a routine scan without any preparation for the 

possibility of such news (Abeywardana & Sullivan, 2008; Black & Sandelowski, 

2010; Carlsson, 2016 et al.,; Hodgson et al., 2016; Lafarge, Mitchell, & Fox, 2013; 

Lathrop, 2009; Hilton-Kamm et al., 2012). Women are most often unprepared for 

the decision-making that follows such diagnosis. Anxiety, guilt, shame, loss of 

biological self-esteem, parenting and relationship difficulties, depression and post-

traumatic stress symptoms are some of the psychiatric and social consequences of 

experiencing an adverse prenatal diagnosis and of having to choose between 

carrying a pregnancy to term or terminating an unborn child for medical reasons 

(Black & Sandelowski, 2010; Brondino et al., 2013; Fonseca et al., 2012; Howard, 

2008; Lathrop & VandeVuss, 2011a; Korenromp et al,. 2005; Nguyen et al.,2013; 

Statham, 2003, White-Van Mourik, 2003). 

 

 Based on the findings of this study and other investigations, it is clear that 

there are significant gaps in the resources and support provided to women after an 

adverse prenatal diagnosis, particularly in relation to the ways that information is 

communicated to women and the discharge planning and/or follow up from 

professionals working with this population (Hodgson et al., 2016; Leithner et al., 

2006; Lloyd & Laurence, 1985; Nguyen et al., 2013; Staats, Nelson Goff, Springer 

& Monk, 2015). Women who participated in this research described positive 

support and the impact it had on their wellbeing. They also described traumatic 

deliveries/terminations with poor follow-up services, limited or no access to 

information/resources, and inappropriate or no referral to psychosocial support.  
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Further findings of this study highlighted that independent types of support 

(counselling, self-help, friends and family, obstetric case management and 

supportive literature) did not appear to impact statistically on women significantly 

without women finding those support services ‘helpful’. For the women who 

participated in the in-depth interviews, ‘helpfulness’ was associated with the 

attitudes shown towards them while receiving support, the validation of their 

experience and the consistency in values between the support offered to them and 

their own. The participants who described their support as positive, regardless of 

what support they received, had significantly lower scores on all three of the scales  

that measured anxiety, guilt and decisional conflict. The impact of women’s 

perception of support appeared to have a greater effect on their wellbeing than the 

support in its own right. The major points highlighted in the qualitative component 

of this study included: women’s perception of why support had been 

adequate/inadequate; the emphasis on professionals/communities requiring further 

education about the experience of prenatal diagnosis and the need for a wider 

range of support options available for women who have experienced a prenatal 

diagnosis.  

 

Women’s perception of helpfulness of various psychosocial interventions 

such as counselling, obstetric case management, friendships and familial support, 

literature and other resources as well as self-help support groups predicted their 

level of wellbeing based on a number of indicators. Further, this study established 

that women benefited from support services that were tailored to their individual 

circumstances, values and needs, and that such support influenced better 
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outcomes for these women. Consequently, one of the key findings of this study is 

that individual assessment of needs should be administered to women before 

referring them to psychosocial support due to the significance of their agency in 

making decisions about future supportive interventions. Additionally, the research 

proposed the utilisation of a clinical model (SARF) as a means of addressing 

significant psychosocial support gaps highlighted by women, including: the need 

for the development of discipline specific skills for professionals working in this 

area; the facilitation of individual assessments which give consideration to 

women’s values, beliefs, personal strengths and vulnerabilities; the need for 

appropriate and timely referrals for woman engaged in a service; and ongoing 

follow up to ensure support is appropriately operationalised.  

 

Women’s case studies, including those from this study, clearly 

demonstrated that narratives expressed by women who faced decision-making 

after an adverse prenatal diagnosis were unique to this population (Azri, 2006; 

Azri, 2015; Carlsson et al., 2016; Howard, 2008; Lathrop, 2009; Pitt, McClaren & 

Hodgson et al., 2016) and required an individualised assessment of needs and a 

flexible referral to support services, adequate to women’s values, needs and 

situation. The findings of this study have identified a number of recommendations 

to enhance existing practice in the integration of supportive interventions and in the 

referral process to support women after an adverse prenatal diagnosis. 
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Recommendations for practice 

 

Specific training should be developed for staff working in the area of prenatal 

testing (Staats, Nelson Goff, Springer & Monk, 2015; Westerfield et al, 2014).  

While clinical and medical staff are capable of treating women after a prenatal 

diagnosis, gaps have been identified in practice in terms of tailored support 

approaches to better assist women; particularly in reference to support offered 

prior to and upon discharge. Based on the findings of this study, mandatory staff 

training should include: 

 

 communication and personal skills development with a focus on 

comprehensive methods for appropriately communicating the news about a 

prenatal diagnosis, and assisting during the decision-making process, after 

the birth or termination and during follow up. 

 training focused on understanding hospital policies and practices associated 

with prenatal diagnosis and routine care. This would include information about 

the appropriate conduct of meetings, including contextual factors such as 

patient privacy and suitability of room allocation when interviewing and talking 

to patients; policies associated with terminations of pregnancy; care following 

termination and/or birth; referral to social work services following 

diagnosis/TOP/birth as well as memory creation and referrals to services post 

discharge. 

 counselling skills development for the staff involved in supporting women, 

which would allow for the comprehensive assessment of women’s 
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psychosocial needs and perception of diagnosis, treatment, pregnancy 

choices and supportive interventions. 

 education about specific resources available, referral pathways, specific 

support groups/services and memory creation options that staff can share with 

women on a routine basis after an adverse prenatal diagnosis. 

 

Second, there is an identified need for an increase in specifically trained allied 

health staff such as social workers, counsellors and/or psychologists to provide 

psychosocial support needs assessments to women after an adverse prenatal 

diagnosis. This would facilitate the exploration of the individual’s socially 

constructed values and perceptions, and support options available to address the 

impacts of an adverse diagnosis and the subsequent decision-making processes. 

Screenings and assessments should be offered to women to allow them the 

opportunity to discuss their preferences, needs, and perceptions of helpful support 

after an adverse prenatal diagnosis, which would be separate to medical interviews 

dealing with prenatal diagnosis and physical health related interventions. 

 

 Third, based upon this study’s findings of women’s perceptions about the 

inappropriateness of some types of referral as well as the benefits of well received 

support groups, the consideration of prenatal diagnosis specific support groups is 

recommended. Undeniably, prenatal diagnosis support groups can provide the 

necessary support specific to prenatal diagnoses. Such supportive approaches 

include: preparing for future treatments or organising the funeral of an unborn baby 

or young infant; memory creation planning; navigating interactions with others 
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during pregnancy including processing the complexities associated with guilt 

responses; the development of biological self-esteem; and processing post-

traumatic stress and anxiety that follow poor or fatal prenatal diagnoses. This 

applies to both women who choose to carry their pregnancy to term and those who 

choose to terminate for medical reasons. 

 

An increase in the number of allied health staff trained in prenatal diagnosis 

support, an emphasis on ways to increase referrals to specific support, memory 

creation services and general community follow up for women upon discharge from 

their hospital is critical to the provision of care for women following a poor prenatal 

diagnosis. Further, it is of significant importance that professionals working in the 

area of prenatal testing and care are trained and equipped to support women in a 

compassionate, non-judgmental, and objective manner following a termination, a 

neonatal death, or the birth of a child with a disability. The findings of this study 

have been utilised to formulate a model of practice, the ‘SARF’ model. The model 

proposes structured steps to more adequately support women, bridging the gaps 

described by the participants of this study and focusing on the development of 

skills of consulting professionals, including assessment of individual needs, and the 

process of referral to adequate support and services following diagnosis. Further, 

the model highlights the importance of staff follow-up services to ensure that 

women have accessed appropriate support.  

 

The factors mentioned above highlight the requirements for future 

development in the areas of skills acquisition, comprehensive assessment, suitable 
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referral processes and follow up for women following a prenatal diagnosis. Specific 

interventions for women are required and the findings of this study suggest that the 

implementation of the SARF model, introduced earlier, would address current gaps 

in service provision.  The model emphasises the requirement for: warm and non-

judgmental approaches from treating professionals; full psychosocial assessments 

that facilitate the exploration of personal needs and perceptions of support 

grounded in the unique experiences of women; and timely referrals to provide 

support as necessary following psychosocial assessment. Additionally, the model 

includes a follow up component until appropriate referrals have been activated, 

particularly given that it is at this stage that women feel particularly vulnerable and 

‘abandoned’, as shown in the findings of this study.  
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Future research 

 

As indicated in the literature review chapter of this thesis, the research and support 

offered to women in this area has not advanced at the same rate as the 

technological developments in prenatal diagnosis (Hogan, 2016). It is critical that 

future research is undertaken to develop greater comprehension about the impacts 

of prenatal diagnosis on women’s well-being as well as the guidelines for support 

following diagnosis. Based on the findings of the study, a number of 

recommendations can be made that will serve to direct future research in the area 

of prenatal diagnosis support for women following an adverse diagnosis of their 

unborn baby. 

 

First, research in this area should give consideration to the use of theoretical 

frameworks such as social constructionism as well as mixed method designs in 

order to more comprehensively investigate the individuals’  lived experience. As 

discussed in an earlier section, it was noted that the quantitative findings of the 

study required qualitative data to give further explanation to some of the finer 

nuances associated with women’s perceptions of support. It is important that future 

research agendas focusing on prenatal diagnosis apply qualitative data collection 

processes in order to generate understanding of the unique perspectives of women 

that extend beyond the limitations of quantitative methodologies. 
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Second, given the ethical complexity in researching this area, including the 

recruitment of participants for the study, consideration should be given to 

supporting research in hospitals and community health centres facilitated by 

individuals outside of such organisations. As discussed earlier, the process of 

recruiting participants in the public sector was not possible, due to administrative 

barriers and the researcher’s limited contacts in hospitals. While it is 

understandable that hospitals and universities would give priority to staff and 

students in undertaking research in their respective organisations, given the dearth 

of studies and the need for further investigation about prenatal testing, it is 

recommended that further support be extended to researchers in the field who 

have the capacity to facilitate research projects in clinical settings. 

 

Finally, as delineated above, utilisation of the SARF model is expected to 

facilitate pathways to better support for women following an adverse prenatal 

diagnosis. However, it is recommended that the model be tested to further 

ascertain its value. Major objectives of the model are the clearer identification of 

women’s perceptions of support and the improvement of referral appropriateness, 

timeliness and sustained supportive processes, with the aim of improved outcomes 

for women.  Future research on the effectiveness of the SARF model should also 

be considered to determine its utility for this population. 
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Limitations of the study 
 

There were a number of limitations of the study that are examined below. First, as 

discussed in previous sections, the researcher was unable to formalise the 

required administrative documentations to allow recruitment from hospitals before 

the required number of participants was reached in the community.  This lack of 

contact did not inhibit the recruitment process, however, the ensuing focus on 

recruitment through the private or community sector, may have created a potential 

bias concerning the specific demographic of the population who participated in the 

study. All participants were recruited via un-moderated support groups, word of 

mouth as well as via online forums for women who felt unsupported to varying 

degrees following an adverse prenatal diagnosis.  The findings of this study could 

have over-represented women’s distress. Future research could include a mix of 

populations including recruitment within major tertiary hospitals in Australia.  

 

Second, the timing of the participants’ prenatal diagnoses may have 

impacted on the study’s findings.  Participants were required to answer questions 

based on their recollection of events, lived experiences and interpretation of 

outcomes after a prenatal diagnosis in pregnancy. Some of the participants had 

experienced this phenomenon up to fifteen years ago (A small 4% of the 

participants had experienced their pregnancy between five years and fifteen years 

ago with 96% of them experiencing their loss within five years). Conversely, 

women who had experienced a loss within a 12 month period prior to their 

recruitment for the investigation, may have been more emotionally vulnerable, 
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impacting on their perceptions of support. Consequently, one of the limitations of 

the study remains in the objective recollection of events. However due to ethical 

and practical constraints, including the need for a substantial sample size, the 

research design did not allow for the study to be limited only to women who had 

received a recent prenatal diagnosis.  It must also be acknowledged that the recall 

of the lived experiences of individuals is a subjective process regardless of time; 

therefore this limitation exists in any qualitative study and is consistent with the 

chosen theoretical framework of social constructionism.  

 

Third, the analysis of the qualitative interviews occurred through a process 

of clustering of themes identified in the transcripts. Some of the clusters may not 

have been exhaustive and therefore may have limited the focus of thematic content 

and interpretation to themes with the most saturation levels. Further, a number of 

additional less dominant themes were identified in the analysis. Due to limitations 

of time and resources, they were not able to be included as part of the study’s 

findings.  

 

Finally, a further limitation to the study concerned the number of variables 

associated with participant’s lived experiences that may not have been identified 

through the quantitative data collection methods.  Extraneous variables such as 

non-identified forms of psychosocial support, frequency and length of access to 

supportive interventions and the relationship between variables were not 

considered within the quantitative measures utilised for the investigation. Other 

variables linked to pregnancy outcomes and the specific support received by 
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women are significant, however, they were not addressed through the study’s test 

instruments. Further, the statistical analysis would have been strengthened through 

an exploration of the correlation between split variables. This limitation 

acknowledges that only some correlations were examined at the expense of 

others, which limited the breadth of findings available for the investigation. 

Examples of findings chosen not to be explored in this particular study included the 

correlation between levels of education, correlation between relationship status, 

parenting status and types of prenatal diagnosis with the three scales and 

perceptions of helpfulness.  

 

Despite the identification of a number of limitations, the strengths of the 

study were significant. For example, the utilisation of a mixed methods approach 

allowed for a breadth of inquiry that gave weight to the study’s conclusions. The 

emphasis placed on women’s individual social constructions, including their 

perceptions of care following an adverse prenatal diagnosis, reinforced the 

significance of their stories in contributing to the field of women’s health. 

 

Summary 
 

As examined in this thesis, women have expressed consistent concerns about the 

follow up they were offered and/or received from their treating hospital following an 

adverse prenatal prognosis. Likewise, the women who received positive support 

expressed significant gratitude for it and highlighted better outcomes in terms of 

their wellbeing, in contrast to women who had not received referrals to supportive 
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and ‘helpful’ interventions or adequate follow-up services. Consequently, the SARF 

model has been developed based on the data collection and analysis of this study, 

and has the potential to facilitate enhanced allied health professional involvement 

with women after an adverse prenatal diagnosis, requiring individual assessment of 

support needs, referral to appropriate support services and follow-up to ensure 

women are linked to adequate support before discharge.  

 

The utility of the SARF model is grounded in the implementation of its four 

steps including: ensuring that support (S) options are discussed, assessment (A) of 

psychosocial needs are undertaken by a social worker, referrals (R) are made on 

behalf of or with the women, based on their expressed needs, as well as that 

follow-up (F) continues until referrals have been activated. As indicated by the 

women’s narratives in this study, many of the participants described feeling too 

overwhelmed to follow up on referrals, research options or talk to unfamiliar third 

parties. It is therefore important to not underestimate the importance of stages 

three and four of the model, with staff taking responsibility for linking families with 

appropriate support prior to discharge from services. This is crucial to the wellbeing 

of women in terms of their access to psychosocial support, including referral to 

supportive interventions tailored to their unique needs. Prenatal diagnosis testing 

and the impact of an adverse prognosis on women’s wellbeing will continue to be 

an area which requires further investigation. This research advocates for future 

research, support services and training to reduce gaps in research and practice in 

the area of prenatal diagnosis. 
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Publications/Outputs 

 

The following journal articles and books were produced as publications during this 

research study: 

 

 Azri,S (2011). “Supporting women after a prenatal diagnosis”. Soundeffects. 

4(1),10-12 

 

 Azri, S, Larmar, S and Cartmel, J. (2013). "Social Work’s role in prenatal 

diagnosis and genetic services: current practice and future potential". 

Australian Social Work. 67(3), 348-362 

 

 Azri, S., and Ilse, S. (2015). “The prenatal Bombshell”. NY: USA. Rowman 

and Littlefield.  
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Appendices 

Appendix 1: Information Letter 

 

          School of Human Services and Social 
Work 

Griffith University, Logan campus 
s.azri@griffith.edu.au 

Ph: 07 33821236 
 

Prenatal diagnosis and psychosocial support:  

A study on the effects of psychosocial support on women’s wellbeing after a n adverse 

prenatal diagnosis. 

 

Some women will receive the news that their baby has a poor or fatal condition in utero. The 

psycho-social support women receive in the decision-making process phase and during 

their pregnancy is believed to affect their wellbeing. 

You are invited to participate in a research study called “Prenatal Diagnosis and 

psychosocial support; the effects of psychosoc ial support on women’s well being”. This 

study is aimed at identifying the effects of psychosocial support on women’s wellbeing after 

receiving an adverse prenatal diagnosis. It is expected that the study will serve to increase 

the support offered to women who receive prenatal diagnoses. 

Participants will have to opportunity to complete a questionnaire and participate in a follow 

up interview. The interview will take place face to face or on the phone as per the preference 

of each participant. 

mailto:s.azri@griffith.edu.au
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The risks associated with this research are equivalent to those associated with emotional 

debriefing in other circumstances. Emotional debriefing will also be available. Should you 

require emotional support, a referral to a GP or allied health practitioner will be activated. 

Participation is completely voluntary and consent may be withdrawn at any time. 

 

The conduct of this research involves the collection of personal information. The 

information collected is confidential and will not be disclosed to third parties without your 

consent. A de-identified copy of this data will be used for the research. However, your 

anonymity will at all times be safeguarded. For further information consult the University’s 

Privacy Plan at www.griffith.edu.au/about-griffith/plans-publications/griffith-university-

privacy-plan or telephone 07 3735 5585. 

What will the information be used for? 

 

All the information that you give to me will be confidential and anonymous. Your name, 

questionnaires or data will not be used or shared with a third party. The information I 

collect will be kept safe and private. 

The information will be used and collated to help us consider the circumstances of prenatal 

diagnosis and women’s wellbeing. You are more than welcome to read the report when it 

is complete. This study forms a component of the research student’s academic program.  

Please take time to consider whether you are happy to take part. Please ask any 

questions you may have. Telephone or email us on the numbers above. If you have any 

concerns about the ethical conduct of this research please contact the Manager, Research 

Ethics, Office for Research, Bray Centre, Nathan campus, Griffith University (Ph 07 3735 

5585 or research-ethics@griffith.edu.au). 

 

 

 

 
Jennifer Cartmel (Chief investigator)   Stephanie Azri (Research Student) 
School of Human Services & Social Work  School of Human Services & Social 
3382 1236      3382 1236 
j.cartmel@griffith.edu.au    s.azri@griffith.edu.au 
  

http://www.griffith.edu.au/about-griffith/plans-publications/griffith-university-privacy-plan
http://www.griffith.edu.au/about-griffith/plans-publications/griffith-university-privacy-plan
mailto:research-ethics@griffith.edu.au
mailto:j.cartmel@griffith.edu.au
mailto:s.azri@griffith.edu.au
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 Appendix 2: Consent Letter 

 

 

 

Prenatal diagnosis and psychosocial support:  

A study on the effects of psychosocial support on women’s wellbeing after receiving an adverse 

prenatal diagnosis. 

 
 
 

Thank you for agreeing to participate in this research project. Attached you will find the following 

documents: 

1. Consent form 

2. Questionnaires 
3. Reply paid envelope 
 

Thank you for returning them to me at your earliest convenience to the following address in the 

supplied reply paid envelope. This consent form must be returned to the research team before 

study can take place. 

 

 

Jennifer Cartmel (Chief investigator)   Stephanie Azri (Research Student) 
School of Human Services and Social Work  School of Human Services and Social 
Work 
3382 1236      3382 1236 
j.cartmel@griffith.edu.au    s.azri@griffith.edu.au 
 

 

If you have agreed to participate in an interview and selected to take part, it will be scheduled to 
take place either face to face or by phone within three months of the return of the 

questionnaires. 

School of Human Services and Social Work  

Telephone +61 (7) 3382 1201  
Facsimile +61 (7) 3382 1210  
www.griffith.edu.au 
Logan Campus, GriffithUniversity 
University Drive, Meadowbrook 
Queensland 4131, Australia 

mailto:s.azri@griffith.edu.au
mailto:s.azri@griffith.edu.au
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Prenatal diagnosis and psychosocial support:  

 

A study on the effects of psychosocial support on women’s wellbeing after receiving an adverse 

prenatal diagnosis. 

Jennifer Cartmel (Chief investigator)   Stephanie Azri (Research Student) 

School of Human Services & Social Work  School of Human Services & Social 
Work 
3382 1236      3382 1236 
j.cartmel@griffith.edu.au    s.azri@griffith.edu.au 

 

Statement of Consent  

By signing below, you are indicating that you: 

 

 Have read and understood the information sheet about this project; 

 Willing to participate in the study 
 Understand that if you have any further questions you can ask or contact the researchers; 

 Understand you are free to withdraw at any time  

 Agree to participate in the project 
 

Name ________________________ 

 

Signature_____________________________________________ 

 

Date ____/____/____ 

  

School of Human Services and Social Work  

Telephone +61 (7) 3382 1201  
Facsimile +61 (7) 3382 1210  
www.griffith.edu.au 
Logan Campus, GriffithUniversity 
University Drive, Meadowbrook 
Queensland 4131, Australia 

Logan Campus, GriffithUniversity 

University Drive, Meadowbrook 

Queensland 4131, Australia 

mailto:s.azri@griffith.edu.au
mailto:s.azri@griffith.edu.au
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Appendix 3: Demographic questionnaire 

Prenatal diagnosis and psychosocial support: 

 

Name of Participant: ____________________________ Participant allocated Code: _________________ 

Address: _____________________________________________________________________________ 

Phone number:________________________  Email:__________________________________________ 

Age at time of diagnosis: ------------------------ 

Relationship status: Married   Single   Divorced   Separated  De Facto 

Name of Hospital: ______________________________________________________________________ 

Which number pregnancy is/was this? ______________________________________________________ 

Number of living children at the time: _______________________________________________________ 

How many weeks gestation are/were you at time of diagnosis? ___________________________________ 

Diagnosis received: _____________________________________________________________________ 

Are you currently experiencing clinically diagnosed moderate to severe anxiety:           YES    NO  

Are you currently experiencing clinically diagnosed moderate to severe depression:       YES    NO  

Level of English:              Restricted          Adequate      Fluent  

Do you consent to participate in an interview discussing your experience of support at the time of your 

prenatal diagnosis?                     YES    NO  

If consenting, would you prefer to be contacted by email, phone or mail?  

____________________________ 

Do you have a preference for: 

 Face to face interview in Brisbane, QLD       YES    NO  

 Phone interview           YES    NO  

 No Preference            YES    NO  
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Appendix 4: Psychosocial Summary 

 

Participant code: ______________ 

Psychosocial support summary  

Thinking of the support you received at the time of the prenatal diagnosis, please answer 

the following questions: 

1. Did you receive any support at the time of the prenatal diagnosis?  

YES        NO SOMEWHAT   

 

2. What kind of support did you receive: 

 Counselling       YES    NO  

 Self help group      YES    NO  

 Very Supportive friends/family    YES    NO  

 Obstetric case management    YES    NO  

 Helpful literature/resources    YES    NO  

 Other: ________________________________________  

 N/A. I did not receive support    

 

3. How would you rate the support you received? 

Very helpful Somewhat helpful      Not helpful N/A - I did not receive support  

 

4. How long did you receive the support for? 
 

 A once off      YES    NO  

 A week      YES    NO  

 A month      YES    NO  

 A year       YES    NO  

 More than a year     YES    NO  
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Appendix 5: Questionnaires 

Participant code: ______________ 

Part A: 

Thinking of your prenatal diagnosis and the decision-making process around termination or 

carrying to term, read each statement and then circle the most appropriate number to indicate 

how you feel at this moment. There are no right or wrong answers. Do not spend too much time 

on any one statement but give the answer that seems to describe your present feelings best. 

Please answer each question. 

Not at all Somewhat Moderately Very much 

a) I feel calm     1 2 3 4 

b) I feel tense     1 2 3 4 

c) I feel upset     1 2 3 4 

d) I feel relaxed     1 2 3 4 

e) I feel content     1 2 3 4 

f) I feel worried     1 2 3 4 
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Part B:  My difficulty in making this choice: 

Insert which pregnancy option you elected: please check one 

 Termination of pregnancy/Early induction
 Carrying to term

 Adoption 
Considering the option you elected, please answer the following questions: 
 

 Strongly 

Agree 

(0) 

Agree 

(1) 

Neither agree or 

disagree 

(2) 

Disagree 

(3) 

Strongly disagree 

(4) 

1.I knew which options were available to me      

2. I knew the benefits of each options      

3. I knew the risks of each options      

4. I was clear about which benefits mattered 

most to me
     

5. I was clear about which risks mattered 

most to me
     

6. I was clear about which was most 

important to me (benefits or risks)
     

7. I had enough support from others to make 

a choice
     

8. I choose without pressure from others      

9. I had enough advice to make a choice      

10. I was clear about the best choice for me      

11. I felt sure about what to choose      

12. This decision was easy for me to make      

13. I feel I have made an informed choice      

14. My decision showed what was important 

to me
     

15. I expected to stick with my decision      

16. I was satisfied with my decision      
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Participant code: ______________ 

Part C:  

Thinking of your pregnancy option, please answer the following questions: 

 Strongly Agree 

(0) 

Agree 

 

(1) 

Undecided 

(2) 

Disagree 

 

(3) 

Strongly disagree 

(4) 

1. I feel good about myself and 
what I had done

     

2. I did something that I deeply 
regret.

     

3. Lately, it hasn't been easy being 
me.

     

4. Lately, I have been calm and 
worry-free

     

5. If I could relive that time, there 
is absolutely nothing I have done 
that I would change

     

6. At the moment, I don't feel 

particularly guilty about anything I 
have done.

     

7. I would give anything if, 

somehow, I could go back and 
rectify some things I did wrong.

     

8. There is at least one thing in my 
past that I would like to change.

     

9. Recently, my life would have 
been much better if only I hadn't 

done what I did

     

10. I have been worried and 

distressed lately

     

Thank you! 
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Thank you for returning the questionnaires to me at your earliest convenience to the following 

address in the supplied reply paid envelope: 

Jennifer Cartmel (Chief Investigator)   Stephanie Azri (PhD candidate) 
School of Human Services and Social Work   School of Human Services and Social 
Work 
Logan Campus, GriffithUniversity    Logan Campus, GriffithUniversity 
University Drive      University Drive 
Meadowbrook, QLD, 4131     Meadowbrook, QLD, 4131 
j.cartmel@griffith.edu.au     s.azri@myoffice.net.au 
 

The second part of the data collection for the study will involve an interview either face to face or 

over the phone. The information collected during the interview will be analysed to explore some 

of the specific aspects of women’s experiences after a prenatal diagnosis.  Contact will be made 

within three months of the return of the questionnaires. Consent form is required to be returned 

to research team before interview can take place. 

 

The conduct of this research involves the collection of personal information. The information collected is 

confidential and will not be disclosed to third parties without your consent. A de -identified copy of this 

data will be used for the research. However, your privacy will at all times be safeguarded. For further 

information consult the University’s Privacy Plan at www.griffith.edu.au/about-griffith/plans-

publications/griffith-university-privacy-planor telephone 07 3735 5585 

What will the information be used for? 

All the information that you give to me will be confidential. Your name, questionnaires or data will not be 

used or shared with a third party. The information I collect will be kept safe and private.  

The information will be used and collated to help us consider the circumstances around Prenatal Diagnosis 

and women’s wellbeing. You are more than welcome to read the report when it is complete. This study 

forms a component of the research student’s academic program.  

Choosing whether to take part 

Please take time to consider whether you are happy to take part. Please ask any questions you may have. 

Telephone or email us on the numbers above. If you have any concerns about the ethical conduct of this 

research please contact the Manager, Research Ethics, Office for Research, Bray Centre, Nathan campus, 

Griffith University (Ph 07 3735 5585) or research-ethics@griffith.edu.au).  

 

  

mailto:j.cartmel@griffith.edu.au
mailto:s.azri@myoffice.net.au
http://www.griffith.edu.au/about-griffith/plans-publications/griffith-university-privacy-plan
http://www.griffith.edu.au/about-griffith/plans-publications/griffith-university-privacy-plan
mailto:research-ethics@griffith.edu.au
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Appendix 6: Letter of Consent for Interview 

 

 

 

 

 

Prenatal diagnosis and supportive interventions:  

 

A study on the effects of psychosocial support on women’s wellbeing after receiving an 

adverse prenatal diagnosis. 

Jennifer Cartmel (Chief investigator)   Stephanie Azri (PhD Candidate) 

School of Human Services & Social Work  School of Human Services & Social 
Work 

3382 1236      3382 1236 
j.cartmel@griffith.edu.au    s.azri@griffith.edu.au 

 

Statement of Consent  

By signing below, you are indicating that you: 

 

o Have read and understood the information sheet about this project; 
o Willing to participate in the interview 
o Understand that if you have any further questions you can ask or contact 

the researchers; 
o Understand you are free to withdraw at any time,  

o Agree to participate in the interview 
 

Name ________________________    

Signature_____________________________________________ 

Date ____/____/____ 

School of Human Services and Social Work 

Telephone +61 (7) 3382 1201  
Facsimile +61 (7) 3382 1210  
www.griffith.edu.au 
Logan Campus, GriffithUniversity 
University Drive, Meadowbrook 
Queensland 4131, Australia 

 

mailto:s.azri@griffith.edu.au
mailto:s.azri@griffith.edu.au
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Appendix 7: Interview questions 

Interview Questions 

 Would you like to share your story of receiving an adverse prenatal diagnosis?

 How would you describe your experience of support (received at the time)?

 How would you say the support you received helped you (or not) during and after

receiving the diagnosis?

 How would you say the lack of support affected you (or not) during and after

receiving the diagnosis?

 How would you describe the way the support you received (or not) impacted on

you in the short term? What about longer term?

 According to you and based on your personal experience, how do you feel

psychosocial support such as counselling, support groups, case management or

friends/family have provided or would have provided you with a different

psychosocial outcome? How would things have been different (or not)?

 Is there anything you feel professionals need to consider when working with women

who have received a prenatal diagnosis? Things that should continue as they work

well? Things that could be improved?


