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Abstract:

Aim: To explore parent experiences of early screening for cerebral palsy (CP) in an Australian context. 
Method: Qualitative description study using semi-structured interviews. Participants were parents of children who either had CP (n=5), high risk for CP (n=10), or no CP (n=11) at 2 years, and had completed early screening for CP. Data were analysed using reflexive thematic analysis. 
Results: Three themes describe parents’ early screening journeys. 1) A new, destabilised, world explores how parents are thrown into an unexpected parenting pathway with the birth of an unwell infant.  2) Early is best…but not easy explores parent desire for information, screening and developmental support, to be delivered as early as possible, even when this was experienced as emotionally challenging. The final theme 3) Trying to reach stable ground describes the resources and actions parents use to move forward and reach a place of stability and control. These included access to knowledge, proactive ‘next steps’ and supportive relationships with healthcare professionals. 
Interpretation: Parents valued and desired early information and support for their child regardless of a CP diagnosis. Early screening was most valued when it was clearly associated with practical supports, such as early intervention and access to funding.   

Shortened title: Parent experiences; early screening for CP. 
Word count: 6763

What this paper adds
· Parents’ experiences and preferences were similar irrespective of their child’s diagnosis. 
· Parents want to know about their child’s development as early as possible. 
· Delays in information, support and diagnosis were experienced as destabilizing. 
· Early screening is perceived positively when it leads to intervention or diagnostic information.
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Parent experiences of early screening for CP in an Australian context: a reflexive thematic analysis 

Cerebral palsy (CP) is a term describing a group of disorders affecting the development of movement and posture, attributed to non-progressive injury to the foetal or infant brain. 1 It is the most common physical childhood disability, affecting approximately 1 in 700 children in Australia or 1.6 per 1000 live births globally for higher income countries, with greater prevalence in lower-middle income countries. 2, 3 Evidence-based guidelines are available to support early diagnosis of CP before 6 months corrected age. 4 Three assessment tools have high predictive validity for detecting CP prior to 5 months corrected age; the General Movements (GMs) Assessment, brain Magnetic Resonance Imaging (MRI) and the Hammersmith Infant Neurological Examination (HINE). 4, 5 It is recommended that a combination of these assessment tools, along with clinical history, are used to make a clinical diagnosis, with at least one assessment indicating motor dysfunction (GMs or HINE). 4 Early detection and diagnosis of CP, or an interim diagnosis of high risk of CP, is recommended to facilitate CP-specific early intervention, which has been shown to improve physical and intellectual outcomes for children, and is protective of parents’ mental health. 6-8 Intervention is most likely to be effective when delivered early due to the rapid nervous system development during the first two years of life; development which is highly dependent on activity and environmental factors. 8, 9 
As the guidelines for early screening and detection of CP are implemented more widely, there has been an emerging body of literature exploring parent experiences of early screening, 10-12 building on previous research considering parent experiences of CP diagnosis more broadly. 13-16 Previous studies exploring early screening have focused on the experiences of parents whose child received a CP diagnosis, or were identified as high risk of CP, with experiences of early screening and diagnosis explored alongside early intervention programs. 10, 12 Only two studies examined parent experiences of early screening alone; one study prospectively (asking parents how they would hypothetically feel about an early CP screening tool), 17 another interviewing parents pre- and post- a General Movements assessment at 12 weeks’ corrected age. 11 
The Knowledge Translation of Early Cerebral Palsy (KiTE CP) study aimed to implement the evidence-based guidelines on the early detection and diagnosis of CP in an Australian context using a multifaceted knowledge translation strategy. 18 The overall objective of KiTE CP was to reduce the age of identification of high risk of CP or a confirmed diagnosis of CP, compared with current Australian practice at the time (median age of 19 months). 19This paper aims to explore parent experiences of early screening and diagnosis of CP, as implemented as part of the KiTE CP project. This is an important component of successful knowledge translation, as understanding parent experiences of early screening for CP may provide practical insight into how to improve the process and make it more acceptable for families. While previous papers have explored parent perspectives of diagnosis of CP and early CP-specific intervention, 10, 12, 15, 16, 20 this paper provides important insight into the experiences of parents of children who completed early screening for CP in an Australian context, uniquely including parents of children who were not given a CP or high risk of CP diagnosis. Moreover, our study uniquely explores parent experiences retrospectively, enabling parents to reflect on the longer-term impacts of early screening.

Methods:
Study design: This qualitative description21 study used semi-structured interviews to explore parent experiences of early screening for CP, underpinned by a critical realist paradigm. Critical realism is a philosophical paradigm which recognises that individuals experience the world from their own standpoint, and that individual standpoints are influenced by cultural and social factors, previous experiences, values and beliefs. 22, 23 This study is reported according to the standards for reporting qualitative research (SRQR) (Supplementary material 1) 24 and was granted ethics approval (detail in Table 1). 
Participants: Participants in this interview study are parents of children enrolled in the KiTE CP study, described in detail in Supplementary materials 2 and elsewhere. 18 As part of the KiTE CP study, all parents of enrolled children were invited to complete a 2-year follow-up, which consisted of a survey conducted over the phone. As part of this phone survey, parents were given the option to express their interest in participating in a semi-structured interview (this study), exploring their experiences of the early screening process. From parents who expressed interest in this study, participants were then recruited using purposive maximum variation sampling. 25 This sampling strategy was used to recruit parents from diverse backgrounds and with varied experiences of early screening. In particular, we sought to recruit for variation across 1) geographical locations (i.e. KiTE CP sites; 14 hospitals across 3 states in Australia) 2) socio-economic backgrounds (maternal education and income, collected during the neonatal period), 3) reported satisfaction with screening process, including both negative and positive experiences (collected at 2 year follow-up phone survey), and 4) their child’s diagnosis at 2 years including  children with CP, children high risk for CP and children who did not have CP. A sample of size of 20-30 was chosen for pragmatic purposes, and to facilitate a diversity of perspectives. 26 Interpreters were available for parents if they preferred to be interviewed in a language other than English but were not requested by any participants.
Semi-structured interviews: The semi-structured interview schedule (supplementary material 3) was developed collaboratively with a multidisciplinary team of experts on early CP detection, diagnosis and intervention, including physiotherapists, occupational therapists, and a psychologist, as well as a parent of a child with CP (HS). The interview schedule was piloted with 2 parents with lived experience of caring for a child born high risk for developmental disability to improve content and delivery of the interview schedule. All study interviews were completed between April and October 2023 and were conducted by KLC who is experienced in qualitative interviewing. Time was taken before each interview to develop rapport, as well as at the conclusion of the interview to debrief, recognising that the interview was asking parents to speak about a time that is challenging for many families. The interview schedule consisted of open-ended questions to facilitate the collection of in-depth data on parent experiences of early screening. 27 A number of strategies were employed to reduce the likelihood of misleading data, including encouraging parents to be as open and honest as they felt comfortable to do so, openly and explicitly inviting opinions that were positive and negative, prompting for clarification around use of language, and avoiding leading questions. 27 Although the interview schedules had a list of topics to discuss, there was no time limit set for interviews, and parents were given space to tell their story and share what was important to them. 
Reflexivity and research quality
Reflexivity was undertaken throughout the design, conduct and analysis of this study to enhance the quality of the analysis and trustworthiness of the results. 28, 29 KLC and FC are both physiotherapists who have previous experience working with children with CP and their families (FC in a research capacity only), although neither have been involved in early screening and diagnosis of CP in a clinical capacity. Both KLC and FC are passionate about healthcare that is responsive to the needs and preferences of individual families and have conducted qualitative studies exploring parents’ experiences and perspectives together previously. Throughout the process, KLC and FC were aware of their own subjectivities on the topics of early detection and early intervention for CP. While reflexive thematic analysis does not require multiple analysts, 22 a second analyst  was included to enable peer-to-peer reflexivity and critical discussion throughout the analysis process. Research practices and methods used to enhance research quality were guided by the Eight “Big-Tent” Criteria for Excellent Qualitative Research, 28 and are outlined in Table 1. 
Data analysis: Data were analysed using Braun and Clarke’s reflexive thematic analysis, chosen as it enables the generation of themes that go beyond reducing data into subject lists, and instead facilitates the development of a nuanced and interpretive understanding of the data. 22, 30-32 As this approach is theoretically flexible, we were able to analyse within a critical realist paradigm, 23 and thus choose to code and interpret data in line with our aligned paradigm and research question. First, we familiarised ourselves with the data set by repeatedly listening to audio recordings and reading transcripts. Data were coded inductively (coding from the data, rather than using pre-determined codes) at both semantic and latent levels, although largely semantic codes were developed into the final themes. Language was interpreted empathically, with a focus on seeking to understand the experiences of participants. Initial candidate themes were developed with the aid of repeated visual mapping. Candidate themes were then further revised and refined by comparing to codes and across the dataset before the final themes were defined and named. This process was iterative and recursive, codes and themes were questioned and revised throughout, and critiqued against measures of quality in reflexive thematic analysis (e.g. themes are internally coherent, distinctive, have a central organising construct). 30, 33, 34 Writing occurred across all stages. KLC completed reflexive thematic analysis across the complete dataset. A second qualitative researcher, FC, participated in the analysis process to facilitate reflexivity and critical discussion of theme development; completing all stages of analysis with a subset of the data, and met with KLC during theme development, revision, and naming phases. KLC completed the analysis using NVivo 14 (QRS International) and paper. FC completed the analysis using a combination of paper, Microsoft Word and Padlet. 
Results
Participant characteristics
Interviews were completed with 24 parents (Table 2) of 26 infants who were enrolled in KiTE CP (Table 3). Participants were mostly mothers (92%), lived in major cities (66%) and had completed a university degree (58%). Children were mostly born preterm (73%); 19% were diagnosed with CP at the time of the interview, 23% at risk of CP and 50% did not have CP. Interviews ranged from 28 to 90 minutes in duration (median of 47.5 minutes). All interviews were conducted via teleconference at a time convenient to parents. Pseudonyms have been used to protect families’ anonymity.
Themes
Three themes were developed relating to parent experiences of early screening for CP; A new destabilised world, relating to the unexpected new trajectory that came with parenting an unwell infant; Early is best…but not easy, exploring parents’ sense of urgency to support children’s development early, but that this was often stressful; and Trying to reach stable ground, exploring the parent experience of working toward stability and control (Figure 1). Each theme and subtheme is described below, with additional supporting quotations provided in supplementary material 4. 
Together these three themes create a journey arc, from destabilisation as parenthood doesn’t begin as expected, followed by the process of trying to regain a sense of stability. This journey is not linear, and for many parents the process of building a pathway forward is ongoing. Underlying this process is the strong belief that early is best when it comes to supporting their child’s development. 
Theme 1: A new, destabilised world. 
The birth of a child who is high risk for developmental challenges, including those born early or requiring a stay in a NICU, shifts parents into a new, unexpected situation. This new context is often experienced as destabilising, fragmented, and/or a marked change of their parenting trajectory. For many parents, this new reality was experienced as deeply challenging and overwhelming. Parents spoke of being in survival mode while their infant was in NICU, and of having poor recall of what was happening at the time;
“you’re literally chucked into the deep water, especially when you have a prem baby; it’s not like anything that you’ve ever experienced unless you go through it” Emma, parent of child without CP, however initially ‘high risk of CP’ 
Central to this new reality were concepts of instability and loss of control. Parents spoke of being “chucked”, “flipped”, “thrown”’ into this new world. It was something unexpected, not chosen, and rarely imagined; “having a baby… you wonder what colour eyes it’s going to have; you don’t think about what issues it could have” (Melissa, parent of child without CP. ). Part of this experience was finding out early, sometimes during pregnancy, sometimes during their infant’s hospital admission, that their baby was eligible for early screening for CP. For some families, hearing about the risk of CP was central to their experience of this new world, for others it was one of many concerns. For many parents, the healthcare system that cared for their child in this new world was fragmented and difficult to navigate, further reinforcing this sense of instability.  
Three subthemes describe this unstable start to parenthood; a) diverging paths of parenting, and b) watching through a deficit lens which capture the parenting role, as well as how their child is perceived by themselves and others, in opposition to how these experiences would be in an expected ‘normal’ parenting journey and c) being left in limbo, which captures the salient role uncertainty plays in this sense of instability.      
Subtheme 1.1: Diverging paths of parenting 
This subtheme explores the experience of the parenting path as diverging from what was expected, either based on their prior parenting experiences, or in contrast to other parent’s journeys. Parents often explicitly articulated that during this time their minds jumped to worst case scenarios, introducing a new possible future in contrast to the expected journey of parenthood;
“You think of the kids that you see on the news that are not mobile, that don’t speak.  That’s what you go to and that’s what automatically goes running through your mind” Elliot, parent of child without CP, however initially ‘high risk of CP’ 
This new reality was sometimes even articulated by healthcare professionals, who presented what was perceived as very negative or harsh views of their child’s possible future, which served to reinforce this perception of a different and altered parenting pathway. In addition, the experience of parenting an unwell infant was perceived in contrast to the expected role, or previously experienced parenting roles; 
“Whilst I appreciated everybody was trying to be realistic with me and we were grateful for an early diagnosis and we were grateful for all the intervention and all the rest of it ... there was no time of having any kind of normality” Marnie, parent of child with CP. 
[bookmark: _Hlk157603234]Parents often articulated their experiences in comparison with other parents, as having a role with higher stakes and more stress. Parents spoke of supporting their child, such as through early intervention, becoming a job or preoccupation for them, feeling a heavy responsibility to do the best possible for their child. Parents also spoke of their role being perceived differently by others - of feeling as if their role as ‘mum’ or ‘dad’ was often sidelined, and healthcare professionals and others seemed to see them primarily as providers of therapy. This new ‘different’ type of parenting was often described as lonely, with parents feeling that they couldn’t access the usual support systems. Many parents felt that they didn’t connect or belong to community support systems, such as mothers’ groups, because of their child’s challenges and their different parenting experience. For some parents, this sense of ‘different’ was twofold; their child had challenges, but no definitive diagnoses, and their parenting experience meant they didn’t feel part of either mainstream or disability communities. For parents living in areas affected by COVID related lockdowns, this sense of isolation and stress was exacerbated, as usual forms of support, such as family and friends, weren’t available. This sense of a different parenting journey continued for many parents, whose experiences have included ongoing early intervention and structured ongoing surveillance. For other parents, this divergence to a different sort of parenting was temporary.

Subtheme 1.2: Watching through a deficit lens
[bookmark: _Hlk157603244]Similar to parents’ experience of their parenting role as a contrast to what was expected, this subtheme explores how parents perceived a difference in the way their child was observed, both by parents themselves, as well as others, including healthcare professionals. Parents found themselves watching their child’s movements carefully, even obsessively, and through a lens of looking for possible problems. For some parents this was perceived as a loss of enjoyment and was contrasted to how children are usually watched - with a sense of joy and celebration for each new movement, rather than a trepidation that new movement wouldn’t come;
“I guess I think when you have your first baby that isn’t a premature baby, you kind of get excited when they do things on their own. Whereas, I feel like with Hector I was watching to make sure he was able to do those things, and if they were a different movement. For a long time I would always watch his hands because he was always quite tight fisted. […] whereas I don’t think you do that with a baby that doesn’t appear at risk of CP.” Sara, parent of child without CP
Importantly, parents identified their observation behaviour as different, or particular to having an unwell infant. Often, there was fear involved in watching their child - a sense of waiting to see something wrong. Similarly, parents felt that healthcare professionals also watched their child in a negative lens, with a focus always on what the child couldn’t do, rather than what they could;  
“I just felt, "God, I don't want to go to this appointment," or, "I don't want Julia to go to this appointment because we're going to... she's going to come back feeling flat about everything" Will, parent of child high risk of CP
These experiences of their child being viewed through a negative or deficit lens contributed to parents’ sense of a new and unknown reality. 
Subtheme 1.3: Being left in limbo
This sub-theme captures how disruptive and destabilising uncertainty can be for parents. Uncertainty, or not knowing, was explicitly associated with feelings of stress, lack of control and of frustration - contributing to overall impressions of a destabilised world. Parents experienced uncertainty in relation to their child’s development, how the system worked, who was responsible for their child's care, and of not knowing who or where to turn to for support. Waiting for the outcome of the early screening was one such period of uncertainty;
“And so I was like, “I need to know this answer. I need to know this answer,” …[]….And then the results came back inconclusive….[]…. And I … it broke me! It literally, that was like, “So, is she going to have …?” You know? …..I don’t know why that was the thing that just broke me, because … I just wanted something that was going to free me, you know? Like free me from the constant uncertainty around her” Zu, parent of child without CP. 
The levels of stress and discomfort were experienced as amplified if parents perceived the uncertainty as either unnecessary (“[CP] should have just been diagnosed [at 18 months]” Isabella, parent of child high risk of CP. ) or unfairly prolonged (“we still don’t know what the future holds” Alex, parent of child high risk for CP.), as illustrated in the quotation above. For parents whose child was given a high risk for CP or CP diagnosis, uncertainty around their child’s prognosis often became a focus. 

Information or knowledge was frequently spoken of in the context of uncertainty, and how not knowing or not having enough information, often felt stressful, and made parents feel worried about uncertain futures;
“I’m a person who is very open and wanting to know everything up front; I don’t like surprises.  I would rather hit it face-on rather than get it slowly, because if you have the information in front of you, and what they’re screening for, at least you know what to expect.  But being kept in the dark, I didn’t find out that she was getting screened for CP up until she was about five to six months….. It’s one of those things that, “Oh crap, why didn’t you tell me sooner?  I could have been prepared, and I could have been doing more for her.”  Steph, parent of child with CP
In this context, screening for CP was viewed by some parents as a positive because it facilitated an answer to an uncertainty sooner;
“But that [CP] was one of the big ones that you worry about. Yeah, you’re nervous and worried but also I think, for me, uncertainty is the most uncomfortable. So…being part of the screening meant that we got a bit more certainty probably a bit earlier than we might have otherwise.” Rosie, parent of child without CP. 
The end of uncertainty was often associated with a sense of relief, or as an emotional release, including when the end of uncertainty was a diagnosis of CP. This sense of uncertainty wasn’t resolved for all parents however, and for those left with uncertainty, there was a sense that maybe the process hadn’t been worth it - because there were still no answers, no pathway forwards. For others, the ongoing uncertainty was underpinned by an inevitability, often based on the belief (often communicated by healthcare professionals) that they would need to wait to find out if their child had CP. 

Theme 2: Early is best…but not easy
This theme captures the overall belief articulated by parents that children’s development needs to be supported as early as possible. There is a real sense of urgency when it comes to supporting their child; urgency to have intervention or other processes started quickly, and to do what parents believed was ‘the best’ for their child. This was underpinned by beliefs around mechanisms of early development, that it was possible to support their child’s development through intervention, and that getting in as early as possible was key; 
“If I went through the same journey again 10 years ago before these screening things, I don’t think we would have picked up all of the things that we’ve picked up.  I really am a really strong believer in early intervention and without the early screening and making me well aware of the side effects and the things that could potentially happen from having preemies ….without those processes in place, things wouldn’t have been picked up and then we couldn’t have put things in place. If that was missed, we would be in a really different position right now.” Lori, parent of child without CP, however initially ‘high risk of CP’. 
Early screening was something about which many parents felt a sense of gratitude. Early screening for CP was viewed favourably by parents who associated screening as a facilitator or starting point for continued developmental monitoring, early intervention and access to funding. While valued, screening was viewed broadly as a tool or a pathway to enable developmental support (“the earlier you catch something earlier you can interfere” Deema, parent of child without CP. ). Not all parents considered early screening for CP a necessary or accurate process, particularly if they felt screening was stressful but did not associate or connect early screening with early intervention access. These parents, likewise, held strong beliefs that early intervention and support facilitated the best outcomes for children, but didn’t see early screening as a central component of this process;
“What I thought would have been better, which is what we did anyway, was just get people into early intervention regardless, because you can change the outcome. The assessment part, no good; the help getting into early intervention, that’s the part that I appreciate.” Melissa, parent of child without CP. 
For some parents, screening was reported as uncomplicated and not negative in any way (“it was really easy; it wasn’t stressful in any way, shape or form”, Emma, parent of child without CP, however initially ‘high risk of CP’). For other families, screening was highly stressful, but desired - a tension explored in the subtheme; wanting to know, but knowing is hard.  

Subtheme 2.1: Wanting to know, but knowing is hard
This subtheme encapsulates the tension that exists between the need and value for early knowledge about, and support for, their child’s development and the stress and emotional challenges of this process. Although this tension did not exist for all families, it was commonly experienced;
“Personally, I think there’s a risk in not knowing more because it means you can’t act with fuller judgements and understanding of the scenario you’re in. But I can see that that means there’s a potential for more stress because you’re taking in more possibilities and there’s the risks attached to those….[]… so I think more information can mean more worry, but it also means more preparation and more ability to deal with those potential paths once they come to pass.” Michael, parent of child without CP. 
Parents articulated the belief that knowledge and support about their child's health and development was something they wanted early, as they believed it enabled the best outcomes. However, even as they held and valued the belief, the process itself was often highly stressful. This tension, between wanting to know and finding the experience emotionally difficult, was one weighed up and questioned by parents explicitly: would it have been better not to know? However, despite the difficulty and the stress, parents overwhelmingly felt that they still wanted to know, and to know early. This included information from the early screening process, as well as other health or developmental information.  

Theme 3: Trying to reach stable ground
The final theme captures the actions and resources parents employed to try to reach a sense of stability and control in their new environment, moving forward from the experiences described in the first theme; a new destabilised world. A diagnosis (or no longer high risk of CP) and access to intervention came across as strongly associated with a sense of stability and control for parents. For parents still seeking a diagnosis or intervention for their child, there was a sense of feeling unsupported, or not in control. This was often expressed as frustration, and of feelings of powerlessness and not knowing what to do. For parents whose child didn’t have a CP diagnosis, a sense of stability came from knowing they’d done the best for their child in screening, and in ruling out CP and/or the need for early intervention, so they felt confident their child wasn’t missing intervention that could benefit them;
“I followed everything that was told to me, every screening or test or process or anything they wanted to engage him in I was happy to do because I wanted to feel that I've done everything” Mariam, parent of child without CP. 
 This theme has three subthemes which describe how parents moved towards stable ground through acquiring knowledge and information, through action, and how relationships with healthcare professionals played a scaffolding (or a damaging) role.  

Subtheme 3.1: Trusted relationships as scaffolding
This subtheme explores how trusted relationships provided a scaffolding structure for parents in building stable ground throughout their journey. Parents who perceived clinicians to be supportive, respectful, skilled and competent in their role, felt secure in the information and the support they were given - and therefore felt more in control. Parents described how trusted relationships facilitated feeling more comfortable with uncertainty, or feeling secure that they were well-informed about their child. The sense of trust came not only from one-on-one relationships between healthcare professionals and parents, but also through continuity and consistency in care, communication, and expectations. Communication in particular played an integral role in facilitating trusted relationships;
“I think the conversations and the relationships that I’d built with the team… I call it the team because there were so many people involved…and being able to have a conversation with someone that understood and that had been a part of that journey. It was a really important aspect to me to have people that I trusted, people that understood, people I could have a conversation with that it wasn’t “Oh you poor thing”. They actually had honest conversations and it was factual.” Lori, parent of child without CP, however initially ‘high risk of CP’. 

Parents spoke of valuing healthcare professionals who communicated in a way that suited their family, as communication preferences were varied. Parents particularly spoke of the benefits of empathetic communication, and of feeling as if there was enough time for asking questions or for having detailed discussions. For some parents, relationships with healthcare professionals were reciprocal and the result of effort of both parents and healthcare professionals working to build a trusted relationship. Other parents spoke of their role in less active terms, commenting on the skill (or lack thereof) of healthcare professionals in gaining parent trust:
“The first [physio], I was kind of like okay I’ve agreed to do this thing…  Like I’m sure there’s a benefit somewhere but it just really wasn’t explained in a way that felt to me that I had any type of information to make an informed decision about whether it was a good decision or a bad decision…..After that explanation [from a second physio] she very much changed my opinion about the screening and the benefits of the screening and whether it was worthwhile[…] So definitely the explanation, the second explanation that I got very much improved my whole outlook on why the screening was beneficial” Rachel, parent of child without CP. 
Importantly, a sense of stability or control wasn’t simply the result of a trusted parent-healthcare professional relationship, but rather having trusted relationships provided a support structure for parents doing the work to seek out stability in their new world - to move forward with their new path of parenting in a way that felt more stable and in their control. In contrast, loss of trust, or a poor relationship with clinicians, affected how parents perceived information and advice, and was often destabilising, and could lead to mistrust; 
“But because [the prognosis] was from people I don’t know, and who don’t know my children and who don’t know our family circumstances, and just felt a bit removed, it felt difficult” Tricia, parent of child with CP.  
For example, parents who had their relationships with professionals interrupted (such as through transferring to a different hospital or care team) spoke of being re-destabilised, and of needing to find their feet again in a new environment.  

Subtheme 3.2: Seeking control to pave the way forward.
This subtheme explores the ways in which parents actively sought control and stability, including the actions taken to support their child’s development, support their own wellbeing, and to prepare for the future. Parents spoke of actively working to put together the pieces of the puzzle - to turn a situation that felt unstable (as described in the first theme) into something more within their control. Seeking control and stability was an ongoing and active process, and sometimes involved considerable effort. Some parents spoke of needing to chase a diagnosis, or of having to push to access the interventions needed to support their child and themselves. Parents often recognised the resources that facilitated or informed these actions, including family support, higher health literacy, or previous experience or knowledge of disability and disability support.

For many parents, a sense of stability came in the form of ‘doing’ to feel prepared for the future - whether that was learning as much as possible about CP or prematurity, for example, through peer-support groups (closely connected to the hunger for knowledge subtheme) or making changes to their occupation or housing. Likewise, knowing the next steps to support their child felt empowering for parents. Having a practical role came across as incredibly important in creating stability, for example, having a role within the NICU environment, participating in early intervention, or advocating for their child; 
“when I was …finding out that she could have cerebral palsy, all I wanted was the tools to help.  And just having activities I could do with her every day really helped me feel like I was helping her….it was beneficial for her as well, absolutely. But I think it's also beneficial for the parents during that wait and see process just to feel like you're doing something to help” Nikki, parent of child without CP. 

Subtheme 3.3: Hunger for knowledge. 

This subtheme describes parents strong desire and need for knowledge about their child; 
“We were probably quite hungry for information, to be honest.  So, there was probably nothing we didn't want to know” Taylor, parent of child with CP.  

Information was gold, and parents sought information that was medical as well as experiential. Hunger for knowledge was specific; parents expressed a strong desire for information that was important to them, often using language such as ‘obsessed’ when referring to their search for knowledge. The timing of knowledge and information was also specific to families. For many families, parents wanted information early, or expressed a wish that they’d been given certain information sooner, aligning closely with the theme, early is best…but not easy. Knowledge was connected closely with a sense of control and stability. This subtheme provides one pathway out of the subtheme being left in limbo, with many parents identifying knowledge as an antidote for uncertainty. In particular, knowing whether or not their child had CP was an important bridge toward a sense of stability and of creating a pathway forward;
“I'm always a big believer in the more information, the better.  That's just my personality…and then I was even really happy when we got a diagnosis, only because I know, which a lot of people aren’t, but I was like, no, it can help because now I can get the right funding support for her, you know, it is known as a lifelong disability. Like, it's not just a short-term thing so she is going to need support for the rest of her life. Yeah. So, I was actually happy to have Serena diagnosed and to finally tick a box because it's really hard when you're in that grey zone and you don’t fit in a box.” Natalie, parent of child with CP.
Many parents felt that more information was associated with less worry, or believed that knowledge enabled them to act, for example to seek appropriate intervention and support for their child. Knowledge didn’t need to be definite or ‘black and white’ for all families. Some families valued information that expanded their knowledge of their child’s development or experiential knowledge through connecting with other families like theirs. For other families, information that wasn’t concrete felt closer to more uncertainty, and was not associated with a sense of improved stability. 
Discussion
This study explores parent experiences of early screening for CP in the context of the implementation of the early screening and detection guidelines. Three themes were developed through reflexive thematic analysis describing a journey, from a destabilising and unexpected start to parenting, the strong belief that early is best for providing support for unwell infants, and finally the process of seeking a sense of stability and control. Our results strongly emphasise the value parents place on having access to early intervention and support for their children. In the context of the implementation of the early screening guidelines, for most parents, early screening was a facilitator or first step towards appropriate intervention and support. Communication that was targeted and specific for families, alongside adequate information and proactive next steps, supported parents to feel more in control in a destabilising environment. Conversely, loss of trust with healthcare professionals, lack of a pathway forward and uncertainty that was perceived as prolonged and unnecessary were all associated with poor experiences of early screening. Importantly, our themes reflect the experiences of parents of children who did and did not have CP.  
 The literature suggests that overall, parents prefer early screening and diagnosis of CP. Parents who did not have access to early screening and detection, as now recommended by the guidelines, reported greater rates of parental stress, 20 depression and poor adaptive coping13 when diagnosis was later than desired. Of particular concern, delayed diagnosis was associated with greater mistrust of healthcare professionals. 35 In studies where families did access early screening, receiving a diagnosis was reported as difficult and stressful, 10, 12 although overall, was perceived as beneficial as it was associated with receiving intervention and support. 12 These findings align with our theme ‘early is best…but not easy’ recognising the strong parent desire for children to receive support early, but that it can be very emotionally difficult to complete the screening and diagnostic process that facilitates this support. Importantly, preference for early support was evident across participants in our study, irrespective of their child’s diagnosis or whether they received developmental diagnosis early (as recommended) or not. Similarly, a study of parents of infants yet to receive early screening, reported that parents felt they would prioritise their child's best interests, such as access to early intervention, even if they found the screening process stressful. 17 Interestingly, when asked prospectively, parents indicated that early screening should be a choice, with some parents indicating that they would choose not to screen. 17 This concept is unique to Dorner et al’s study, possibly as other studies either included only parents of children with CP, 10, 12 or, like our study, parents who had consented to early screening. 11 It is worth reiterating that early screening for CP was not experienced as universally stressful; many parents in our study experienced early screening positively. However, as described in the theme ‘a new, destabilised world’, parenting a child born early or unwell (see supplementary 2 for criteria for early screening) was experienced as destabilising and difficult, of which early screening was sometimes a part of this stress. It is important to continue to provide parents choices around early screening, but essential that we recognise that screening is not the only possible emotionally challenging aspect parents may experience after the birth of a child born preterm or requiring a stay in NICU, and that many parents want early screening despite these challenges (subtheme 2.1). 
Knowledge and communication were consistent across many of our developed themes. Being left in limbo highlights the discomfort and stress associated with not knowing enough, whether about the screening process, their child’s prognosis, or the healthcare system. Wanting to know, but knowing is hard outlines that information around child development should be provided early, while seeking control to pave the way forward shows how the right information, at the right time, delivered by healthcare professionals who are trusted by the family, can support parents to feel a sense of control in their situation. These findings have direct clinical applications, highlighting the need for healthcare professionals to work closely with families to provide the information wanted by families in a timely manner. Guidelines, such as Novak’s ‘Best practice guidelines for communicating to parents the diagnosis of disability’, provide practical guidance for clinicians around delivering information that may be difficult or stressful to hear. 36 This guideline, in line with our results, emphasises the necessity for information to be delivered well, and in a way that promotes trust between healthcare professionals and families. 36 For example, the recommendation to involve families in their child’s treatment plan is reflective of our findings in our subtheme Seeking control to pave the way forward, which explores how parents find a sense of control in having practical actions to support their child. Furthermore, the importance of information was a common theme throughout the literature, with studies finding that parents desired information sooner, 15, 17 that more information was associated with feelings of empowerment 16 and lessened feelings of uncertainty. 11, 17 
The theme Trying to reach stable ground, explores the ways in which parents worked towards a sense of stability after the experience of having an unwell infant. Components of this theme, in particular, relationships with health professionals, the positive impact of knowledge, and providing parents with skills to support their child, have been described in other studies. 11, 12, 15, 16 While our results focused on how these factors supported parents’ sense of stability and control, others found they had a positive impact on parent wellbeing16 and confidence, 12, 15 and decreased feelings of uncertainty. 11 From a clinical perspective, our final theme highlights the importance of developing strong, respectful relationships with families, responding to families’ communication and information preferences, and supporting families to find a sense of stability through providing positive and proactive ‘next steps’. Likewise, our results highlight the importance of wellbeing support for parents, in particular, support from healthcare professionals who are aware of the unique challenges of parenting children who are being screened for CP. 
Strengths and limitations:
A strength of this study was the use of a qualitative approach (reflexive thematic analysis from a critical realist lens) that enabled the exploration of diverse perspectives and opinions. This approach does not emphasise the most common or average experience, but allows for a nuanced interpretation of the data, which encompasses a variety of experiences. This is particularly relevant in a healthcare context where it is important that all families are able to access healthcare that suits their individual needs and preferences. Furthermore, our approach uses a number of strategies to facilitate high quality analysis, 28, 34 including engaging in reflexivity, outlined in detail in Table 1. In particular, we have aimed to provide detailed contextual information on our study participants as well as the process of early screening to enhance transferability to broader contexts. 22, 28 Related to transferability of our results, another key strength was interviewing families whose children completed early screening, but were not diagnosed with CP, or who were initially high-risk for CP, but then reclassified as no longer high risk of CP- a novel aspect of our study. There are a number of studies exploring experiences of early screening for parents of children with CP, 10, 12, 15, 16, 20  but less is known about the experiences of parents whose children are screened and do not go on to be diagnosed. As many more children are screened than will receive a diagnosis, this is an important gap in the literature.
Our qualitative sample does not purport to be representative of all families whose children undergo early screening for CP. Although we used a maximum variation sampling technique, our participant group consists of parents who were participating in KiTE-CP, expressed an interest in an interview, and were able to be successfully contacted to organise a time. Furthermore, we are not able to report on the cultural diversity of participants, as this information was not collected.  As this study sits within a larger knowledge translation study (KiTE-CP), the context of the study was primarily to understand parent experiences of early screening as per the evidence-based guidelines. 4 As such, our study does not include the perspectives of parents who declined early screening or did not wish to complete an interview. Acknowledging our study context, it is worth noting that it would never be possible to capture a ‘representative’ experience of early screening, as all individual experiences are subjective and situated within unique individual cultural, social and experiential contexts. 23 Instead, our approach to generalisability was focused on transferability of results. 28 Further research is therefore needed to better understand the experiences of all parents, for example, those who did not consent to early screening in an Australian context. In particular, and considering the Australian context, further work is needed to explore experiences of Aboriginal and Torres Strait Islander peoples, including the acceptability of early screening which has been culturally adapted for Australian First Nations families. 37 It is also worth noting that most participants in this study were mothers, and although the experiences reported by both mothers and fathers in our study were similar, further research may gain insight into any differences in perspectives between mothers and fathers. 
This paper provides insight into the experiences of Australian parents of infants accessing early screening for CP. Future research should continue to take parent perspectives and experiences into account as approaches to early screening for CP evolve and become more universally embedded within healthcare systems, to ensure that screening continues to be responsive to parent and family needs and preferences. 
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Tables:

	TABLE 1: STRATEGIES FOR QUALITATIVE QUALITY AND RIGOUR (TRACY, 2010) 28 

	Criteria
	Details of means, practices and methods used in this study. 

	Worthy Topic
	The topic is relevant, timely and of significant interest: understanding parent experiences of early screening and diagnosis of CP has implications for further translation of the guidelines as well as for healthcare professionals working with this groups more broadly. 

	Rich Rigour
	Semi-structured interview schedule developed by experts in diagnosis of CP, including a parent of a child with CP. Interviews piloted and adapted prior to study. Interview schedule aligned closely with the aims of the study. 
Interviews were audio recorded, transcribed verbatim and checked against interview recording. 
Rigorous analysis method33, 34 situated within a clearly described theoretical paradigm (critical realism), undertaken with adequate time dedicated to analysis process.  
Rich data from detailed semi-structured interviews of appropriate length to discuss the topic (no limit placed on interview time, participants given opportunity to add to their data through review of their transcript, or via written addition).  
Maximum variation sampling technique and sample size align with overall goal to understand parent experiences within context of KiTE CP study.  

	Sincerity
	Reflexivity: positionality reflected on by all researchers involved in the study. 
Written reflexivity memos completed throughout by KLC, including during the study design process, at the conclusion of each interview, and daily throughout the data analysis period. FC as co-analyst also made reflective notes after each session of analysis. 
Peer-to-peer reflexivity discussion throughout the data analysis process between KLC and FC.
Transparency of research process including detailed outline of analysis process (methods) and discussion of study strengths and limitations. 

	Credibility
	Two analysists completed reflexive thematic analysis to facilitate discussion and critical engagement with the data from different perspectives. 
Quotations used to illustrate and elucidate developed themes. 

	Resonance
	The use of detailed demographic and context descriptions will enable readers to decide if results are transferable to their own situations or settings.
Generated themes are developed through rigorous recursive analysis, thus generalisable across the dataset. 33, 34  

	Significant contribution
	This study extends knowledge on parent experiences of early screening, specifically a) within an Australian context and b) including parents whose children are not diagnosed with CP. 
Results have practical clinical applications for implementation of early screening for CP. 

	Ethical
	Participants reminded of their rights at the beginning of the interview, including choice regarding questions they do or do not wish to answer, and right to withdraw at any time. 
Participant quotes use pseudonyms. Quotes have been edited transparently (e.g. using [square brackets]) or when identifying information has been removed. 
Analysis process conducted with due time and care in order to do justice to the experiences generously shared by participants. 
Study design aligned with overall goal of improving early screening and diagnosis process for parents and families. 
Individuals with lived experience of parenting a child with CP involved in the overall KiTE CP study, including the aims of this qualitative study. 
Ethical approval for study granted by all KiTE CP study sites. Site Specific Governance has been approved for the QEDIN Network at Cairns: SSA/2018/QCAIRNS/35464; Child Health Queensland: SSA/18/QRCH/52; Metro North: SSA/18/QRBW/361; Sunshine Coast University Hospital: SSA/2019/QSC/35464 and the Townsville University Hospital: SSA/2019/QTHS/35464; Royal Brisbane Women’s Hospital SSA/2020/QRBW/44201; The Children’s Hospital at Westmead (2018/STE00569); Liverpool Hospital (2019/STE16260); John Hunter Children’s Hospital (2019/STE16259); Royal Hospital for Women (2019/STE18222); Royal Prince Alfred Hospital (X19-0474); Sydney Children’s Hospital (2019/STE16262); Royal Women’s Hospital (19/05, SSA19/01); Monash Children’s Hospital (RES-19-0000-078X); Royal Children’s Hospital (SSA/44201/RCHM-2018).   

	Meaningful coherence
	Coherent study design, analysis methods and philosophical paradigm. 





	TABLE 2: INTERVIEW PARTICIPANT CHARACTERISTICS
	n=24

	State of residency at time of child’s birth, n (%)
	

	
	New South Wales (6 sites)
	11 (46%)

	
	Queensland (2 sites, covering 5 hospitals)*
	6 (25%)

	
	Victoria (3 sites)
	7 (29%)

	Australian Standard Geographical Classification (based on postcode at birth)
	

	
	RA1 - Major Cities
	16 (66%)

	
	RA2- Inner Regional
	5 (21%)

	
	RA3- Outer Regional
	3 (13%)

	Highest level of education of parent interviewed:
	

	
	Finished school 13-16 years
	1 (4%)

	
	Finished school in year 11
	0 (0%)

	
	Finished high school (year 12)
	5 (21%)

	
	University undergraduate degree
	7 (29%)

	
	University postgraduate degree
	7 (29%)

	
	Unknown/not reported
	4 (17%)

	Gender of parent interviewed
	

	
	Female
	22 (92%)

	
	Male
	2 (8%)

	Annual household income at birth, before tax
	

	
	$52-$15599
	1/21 (5%)

	
	 $52000-$103999 
	6/21 (29%)

	
	$104000-$155999
	6/21 (29%)

	
	 $156000-$259999
	6/21 (29%)

	
	$260000 or more
	1/21 (5%)

	
	Don’t know or do not wish to disclose
	1/21 (5%)

	Satisfaction with screening**
	

	
	In favour of screening & didn’t find it stressful
In favour of screening & found it stressful
Not in favour of screening & found it stressful
In favour of screening & mixed emotional response
	9 (38%)
8 (33%)
4 (17%)
3 (13%)


* Royal Brisbane Women’s Hospital, Queensland Early Detection and Early Intervention Network [QEDIN] including Queensland Children’s Hospital, Sunshine Coast University Hospital, Townsville University Hospital and the Cairns Hinterland Hospital and Health Service **Categories used for maximum variation sampling and based on a series of Likert scale questions administered at 2-year follow-up phone survey.    


	TABLE 3: CHARACTERISTICS OF THE KITE CP ENROLLED CHILDREN OF INTERVIEW PARTICIPANTS

	
	n=26
(unless otherwise specified)

	Gestational age in mean weeks, decimal days
	30.6 (6.1)

	Child born preterm
	19 (73%)

	Birthweight, mean grams (SD)
	1706.5 (1202.3)

	Multiple birtha
	6 (23%)

	Parent-report diagnosis at 2-year follow-up phone survey

	CP
	5 (19%)

	Remains high risk of CP
	10 (38%)

	No CP
	11 (42%)

	Parent-report diagnosis at time of interview

	CP
	5 (19%)

	Remains high risk of CP/Unsure
	6 (23%)

	No CP
	13 (50%)

	Age of CP Diagnosis, months (SD)
	13.6 (7.4) (n=5)

	Grade 3 or 4 IVH, any side
	4 (15%)

	Moderate-severe HIE 
	3 (12%)

	Received early intervention in the past 2 years
	24 (92%)

	Neuroimaging 
	

	low risk dev prob
	17 (65%)

	abnormal neuroimaging
	9 (35%)

	GMA classification
	

	Absent fidgety
	5 (19%)

	Normal fidgety
	21 (81%)

	HINE score under 57 
	8/9 (89%)

	Age of child in years at parent interview, mean (SD)
	2.6 (0.3)


aFrom 4 sets of twins 


Figures
Figure 1: Visualisation of the three themes developed through reflexive thematic analysis describing the parent journey experience through early screening for CP. 
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