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[bookmark: _Toc238028844]Abstract 

Predictive genetic testing for Huntington's disease (HD) provides individuals with certainty regarding their genetic status before the onset of symptoms; however, the psychological consequences of this knowledge often extend far beyond the testing process. Whilst genetic counselling plays a vital role in supporting informed decision-making and communicating genetic risk, comparatively little is known about individuals' longer-term psychological adjustment and therapeutic support needs within the UK. This study explored the lived experiences of six Huntington's Disease Association ambassadors who had undergone predictive genetic testing for HD using Interpretative Phenomenological Analysis (IPA). Five interconnected experiential themes were identified: Living with Lifelong Uncertainty; Making Sense of Knowing; The Relational Experience of Huntington's Disease; Experiences of Therapeutic Support; and Living Beyond Predictive Testing. The findings demonstrate that predictive testing is not experienced as a discrete clinical event but as an ongoing process of negotiating identity, relationships, uncertainty, and future meaning. Participants described enduring emotional challenges that frequently persisted beyond the genetic counselling pathway, highlighting unmet psychological needs and the value of sustained therapeutic support. The study contributes to counselling knowledge by demonstrating the importance of longitudinal, relational, and person-centred approaches that support psychological adaptation to predictive genetic knowledge beyond the point of testing.
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[bookmark: _Toc238028849] Chapter 1: Introduction

P Predictive genetic testing for Huntington’s Disease (HD) enables individuals to determine whether they have inherited the pathogenic HTT gene before symptoms emerge. While this knowledge may provide certainty and facilitate informed decision-making, it can also have profound psychological implications extending beyond testing (Chisholm et al., 2013; Stopford et al., 2019). Research demonstrates that predictive testing can influence identity, relationships, future planning, and psychological wellbeing, with individuals reporting ongoing experiences of uncertainty, anticipatory grief, identity reconstruction, and changing family dynamics (Klitzman et al., 2007; Zarotti et al., 2020; Gunn et al., 2023). Consequently, the psychological impact of predictive testing cannot be understood solely through genetic outcome, but through how individuals integrate genetic knowledge into everyday life.
Although genetic counselling plays a vital role in informed decision-making, communicating genetic risk, and preparing individuals for possible outcomes (Arning et al., 2015; Goldman, 2020), psychological adjustment often continues beyond the testing pathway (Pierron et al., 2021). Comparatively little is known about individuals’ longer-term therapeutic needs or how counselling professionals can support psychological adaptation following predictive testing, particularly within the UK context (Dimond et al., 2022; Schiger et al., 2025).
This study addresses this gap by exploring the lived experiences of individuals who have undergone predictive genetic testing for HD using Interpretative Phenomenological Analysis (IPA). By examining experiences of psychological adjustment and therapeutic support, the study seeks to inform counselling practice and consider how counselling professionals may complement existing genetic counselling pathways in supporting longer-term adaptation to living with predictive genetic knowledge.
The dissertation begins with a critical review of the literature before outlining the methodology. Findings are then presented and discussed in relation to existing evidence, followed by consideration of implications for counselling practice, study limitations, and recommendations for future research.

[bookmark: _Toc238028850]Chapter 1: Literature Review
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This literature review explores the psychological experiences of individuals undergoing predictive genetic testing for Huntington’s disease (HD), with particular attention to how genetic knowledge influence's identity, relationships, future planning, and psychological wellbeing. Existing research has demonstrated that predictive testing can produce complex and sometimes contradictory psychological responses, extending beyond the immediate disclosure of a genetic result (Chisholm et al., 2013; Stopford et al., 2019).

[bookmark: _Toc238028852]
The review considers the psychological experiences of individuals living at risk of HD, the impact of receiving gene-positive and gene-negative results, and the relational and therapeutic implications of predictive testing. Particular attention is given to the distinction between genetic counselling and longer-term psychological support, as well as the extent to which current testing pathways address the ongoing emotional needs of individuals and their families.

Research Questions
The review seeks to address two central questions: how individuals experience and make sense of predictive genetic testing for HD, and what forms of therapeutic support may be helpful in navigating its psychological consequences.
[bookmark: _Toc238028853]An Overview of Huntington’s Disease

Huntington’s Disease (HD) is a progressive, inherited neurodegenerative disorder characterised by motor, cognitive and psychiatric symptoms (Walker, 2007). It is caused by an autosomal dominant mutation in the HTT gene, meaning that each child of an affected parent has a 50% chance of inheriting the altered gene (Walker, 2007). Although the condition is ultimately fatal, the age and progression of onset vary considerably, contributing to prolonged uncertainty for individuals living at risk (Wieringa et al., 2022; Gavgani & García-Domínguez, 2025c).

This uncertainty is particularly relevant to predictive genetic testing, which enables individuals to establish whether they have inherited the altered gene before symptoms emerge. Whilst genetic counselling supports informed decision-making, it does not necessarily address the longer-term emotional and psychological consequences of genetic knowledge.

[bookmark: _Toc238028854]To Know or Not to Know

Consequences of HD on psychological well-being can begin with decision making around diagnostic testing. According to Oosterloo et al. (2024), deciding whether or not to pursue genetic testing is intrinsically psychologically demanding. Individuals must weigh up the benefits of certainty and foreseeing the emotional strain of knowing one’s gene status (McCusker and Loy, 2017).

Due to the psychological implications of genetic testing, international guidelines recommend that predictive testing for HD follows a structured, multi-session protocol which is developed to safeguard individuals’ psychological well-being (Migliore et al., 2019). According to Goldman (2020), this includes three or more pre-test genetic counselling sessions that involve navigating complex questions surrounding one’s identity, relationships, reproductive decision-making, and anticipatory grief, followed by in-person result disclosure. This model reflects recognition that genetic information about HD is not merely biomedical data but life-altering knowledge with implications for identity, family, relationships, employability, and reproductive decision-making (Dimond et al., 2022).

Although psychological support forms part of the genetic counselling process, the primary purpose of genetic counselling remains facilitating informed decision-making and adaptation to genetic information (Arning et al., 2015). Whilst this support is widely regarded as valuable, questions remain regarding whether the structure and duration of genetic counselling are sufficient to address the longer-term emotional and existential challenges that may emerge following testing (Goldman, 2020). Consequently, questions remain regarding how individuals experience and manage the longer-term emotional consequences of predictive testing and what additional therapeutic support may be required beyond the testing pathway.

Research suggests that having certainty over one’s gene status can allow individuals to make practical and psychological preparations (White, 2022). For example, Viau (2023) suggests that individuals who test negative for HD may feel relief and freedom from their perceived inevitability of developing symptoms, whereas those who test positive may look to plan medically, psychologically, and personally for future illness (Osawa et al., 2025). However, the literature also argues that having certainty over one’s gene status does not necessarily represent psychological comfort (Rivera-Navarro et al., 2015).

[bookmark: _Toc238028855]Psychosocial Impact of Living at Risk of HD

For individuals living with the 50% genetic risk of HD, without knowledge of their gene status, this uncertainty can trigger a multitude of psychological difficulties, including chronic uncertainty, depression, anxiety, and anticipatory grief (Coocro). Previous research has suggested that living at risk for such a significant genetic condition becomes psychologically embodied, eliciting many years of prolonged uncertainty (et al., 2025). This ongoing ambiguity extends beyond whether they will one day develop symptoms of HD and includes when these symptoms will develop and how severe they may be (Wieringa et al., 2022).
It is argued that this represents a fundamental psychological stressor for at-risk individuals. This also fits with Michel’s (1988) Uncertainty in Illness Theory, where existing in a state of probabilistic uncertainty in HD is conceptualised as a continuing existential condition rather than a temporary phase. The most robust findings in qualitative research are that individuals express pervasive and intrusive feelings of transitioning between a world of HD and a world without it, continually stuck in “limbo” (Wieringa et al., 2022).
These findings suggest that uncertainty may represent an ongoing therapeutic concern rather than simply a consequence of genetic risk. Counselling and psychotherapy may therefore provide an important space for individuals to explore future-orientated fears, ambiguity and anticipatory loss.

[bookmark: _Toc238028856]Living Gene Positive: The Emotional Burden of Knowledge

The concept of emotional burden has frequently been used within Huntington’s disease (HD) literature to describe the psychological impact of receiving a predictive genetic test result (Ballard et al., 2025; Codori et al.,1994). Importantly, research consistently demonstrates that the binary nature of testing outcomes does not translate into straightforward emotional consequences, as both gene-positive and gene-negative individuals often experience significant psychological distress (Oliveri et al., 2018). However, for those who receive a gene-positive result, the certainty of future disease onset introduces a uniquely complex emotional and existential landscape characterised by chronic uncertainty, anticipatory loss, and identity disruption (Lee and Bongiovanni, 2023).

Qualitative studies describe a transition from being merely “at risk” to perceiving oneself as “already affected,” despite remaining asymptomatic (Sztankay et al., 2025). Individuals may begin to internalise an illness identity long before clinical symptoms emerge, reflecting what some scholars conceptualise as a latent illness identity or “patient in waiting” status (Timmermans and Buchbinder, 2010). At the same time, individuals must continually negotiate decisions surrounding disclosure of their genetic status, including how, when, and to whom such information is communicated (Kjoelaas et al., 2022). Concerns surrounding stigma, discrimination, altered social perception, and reproductive judgement have been widely documented within the literature, further complicating the psychosocial experience of living gene positive (Oliveira et al., 2025). Frredman (2024) suggests that the process of integrating predictive knowledge into one's identity highlights a potential area in which counselling and psychotherapy may support adjustment through facilitating reflection, meaning making, and adaptation to anticipated change.

Narrative theory provides a particularly useful framework for understanding these experiences, as it highlights the disruption of previously imagined life narratives following predictive testing (Lindo et al., 2026). Gene-positive individuals are often required to “reauthor” their biographies in order to accommodate a future characterised by inevitable decline (Ferluga, 2024). However, while much of the literature emphasises disruption, loss, and psychological distress, some scholars argue that this focus may inadvertently overlook experiences of resilience, adaptation, and meaning-making amongst gene-positive individuals (Crozier et al., 2015). This suggests a need for more nuanced understandings of identity reconstruction that move beyond exclusively pathological frameworks.

Beyond identity disruption, anticipatory grief has increasingly been recognised as a central, yet comparatively underexplored, dimension of the gene-positive experience (Mason et al., 2024). Within the context of HD, these anticipated losses may include cognitive functioning, independence, relational roles, future aspirations, and one’s existing sense of identity (Varela et al., 2022). In many cases, individuals may simultaneously grieve for affected relatives whilst also anticipating their own future decline, creating a uniquely layered and enduring form of emotional suffering (Van Baar et al., 2025).
Collectively, the literature suggests that living gene positive for HD involves far more than knowledge of future disease onset. Rather, it represents an ongoing psychological negotiation between present identity, anticipated loss, relational uncertainty, and future decline (IHA, 2026). While existing research has significantly advanced understanding of distress, liminality, and anticipatory grief within the gene-positive experience, comparatively less attention has been given to processes of resilience, adaptation, and identity continuity (Tindall, 2026). Consequently, further research is needed to explore how individuals construct meaning and maintain psychological coherence whilst living with the certainty of future illness (Banaszkiewicz et al., 2012).
[bookmark: _Toc238028857]

 The Paradox of Certainty and Control

Individuals are empowered by the certainty that enables planning, yet the confirmation of a gene-positive status introduces a profound psychological paradox surrounding certainty and control (Timman, 2005). Although individuals lose control over the biological trajectory of their future health, they simultaneously gain epistemic certainty regarding the likelihood of disease onset (Rensink et al., 2026). According to Spargo et al. (2025), this certainty creates opportunities for proactive decision-making and future-oriented planning. Research suggests that predictive genetic knowledge influences multiple domains of life, including financial preparation, career trajectories, interpersonal relationships, and reproductive decision-making (Ballard et al., 2024). Qualitative studies further indicate that engaging in anticipatory planning can foster a sense of agency, preparedness, and psychological containment by enabling individuals to exert influence over aspects of the future that remain manageable despite uncertainty surrounding disease progression (Zarotti et al., 2020).

However, the psychological impact of future planning is inherently ambivalent. Although planning may function as a coping strategy that restores a perceived sense of control, it is neither emotionally neutral nor an innate psychological response (Lee and Bongiovanni, 2023). Instead, each act of planning may reinforce the inevitability of decline, repeatedly confronting individuals with the permanence of their genetic status (Quiad 2017). Consequently, planning can become emotionally burdensome, requiring individuals to continuously negotiate between adaptation and anticipatory grief (Unal, 2019; Bricano 2025). Predictive testing therefore creates a persistent state of psychological tension: individuals are empowered by the certainty that enables planning, yet simultaneously constrained by the emotional weight of that same knowledge (Broadstock et al., 2000). Collectively, these findings suggest that therapeutic support may help individuals navigate the tension between empowerment through knowledge and the emotional burden that such knowledge entails.

[bookmark: _Toc238028858]1.6 Relational Dynamic and Ethical Responsibility

According to Gong et al. (2016) the psychological impact of receiving a gene-positive result for HD extends far beyond the individual, permeating family systems, intimate relationships, and broader social dynamics. Existing literature suggests that predictive testing often generates an intensified sense of responsibility towards others, particularly concerning genetic transmission, disclosure decisions, and future caregiving responsibilities (Etchegary and Fowler, 2008; Theed et al., 2017). Consequently, reproductive decision-making becomes ethically complex, as individuals must negotiate personal desires for parenthood alongside perceived moral responsibilities associated with the risk of passing on the HD mutation (Lindo et al., 2026). Mendes and Clarke et al. (2021) argue these decisions are frequently shaped not only by medical knowledge but also by feelings of guilt, accountability, and anticipated judgement from others.

Furthermore, awareness of gene-positive status can fundamentally alter relational identities long before the onset of any physical symptoms. Individuals commonly report fears of becoming a future burden to partners or family members, leading to anticipatory shifts in intimacy, dependency, and patterns of communication (Ferluga, 2024). Also argued by Exuzides et al. (2022), this “anticipatory reconfiguration” of relationships reflects how genetic knowledge restructures interpersonal dynamics in advance of disease manifestation. The relational nature of predictive genetic knowledge suggests that counselling approaches which consider family systems, interpersonal relationships, and ethical concerns may be particularly valuable when supporting individuals following testing (Macleod et al., 2014).

[bookmark: _Toc238028859]Gene-Negative Experience: Relief, Disruption, and the Reconstruction of an Unexpected Future 
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A gene-negative test result is often framed in a clinical context as a positive or relieving outcome (Mocanu et al., 2025). However, qualitative research suggests that the emotional reality is considerably more complex (Gunn et al., 2023; Ballard et al., 2025). Although relief is frequently present, it is often accompanied by a range of other emotional responses that complicate adjustment (Osawa et al., 2025). This ambivalence reflects the difficulty of rapidly re-calibrating long-held expectations about the future. According to Wiggins et al. (1992), when individuals have spent years anticipating and expecting the development of HD, the sudden removal of these expectations can be psychologically disorienting rather than purely liberating.

[bookmark: _Toc238028861]Survivors’ Guilt and the Ethics of Unequal Outcomes

One of the most consistently documented experiences among gene-negative individuals is survivors’ guilt (Viau, 2022). This arises within the context of familial inheritance, where genetic outcomes are distributed unevenly among relatives (Meissen et al., 1988). It is suggested that individuals may struggle to reconcile their own negative result with the knowledge that siblings, parents, or other family members are gene positive or at risk. Furthermore, according to Butchmaltby (2025), survivors’ guilt can manifest in multiple ways, including the minimisation of one’s own relief, reluctance to discuss test results, and a sense of obligation to support affected relatives. This introduces a dimension of ethical and moral distress that is largely absent from biomedical models of testing outcomes (Thomason, 2019).
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For individuals raised within families affected by HD, the identity of being “at risk” often becomes deeply embedded within their sense of self (Tillererås et al., 2020). Therefore, Gibbons et al. (2024) argue that a gene-negative result disrupts this narrative, requiring individuals to construct a new identity that is no longer organised around risk. Osawa et al. (2025) suggest that individuals may experience a sense of loss—not of health, but of a familiar narrative framework through which they understood their lives. This highlights a significant conceptual point: the removal of risk does not simply restore a prior identity, yet necessitates the creation of a new one (Viau, 2023).

[bookmark: _Toc238028863]Sub Psychological Residue and the Persistence of Fear

Leite et al. (2017) and Lêdo et al. (2016) found that some individuals undergoing presymptomatic testing for HD experienced psychological difficulties, including anxiety, in the years following testing, particularly among those who were symptomatic or approaching the expected age of disease onset This may include hypervigilance to bodily sensations, fear of misdiagnosis, or difficulty fully trusting the genetic test result (Mocanu et al., 2025). Howard et al. (2025) argue that such responses can be understood as the psychological residue of prolonged exposure to the possibility of illness. This suggests that risk is not solely a biological construct but also a psychological and experiential one. Even when genetic risk is removed, the emotional imprint of living with uncertainty may persist, challenging assumptions that testing provides definitive psychological closure (Fymat, 2024).

[bookmark: _Toc238028864]Sub Relational Repositioning

While a gene-negative result for HD removes the individual’s personal risk of developing the disease, it does not disentangle them from the familial context in which the condition persists (Fahy et al., 2023). As noted by Viau (2023), this can produce a form of relational displacement, whereby individuals must renegotiate their position within a family system still structured around genetic risk and illness. This displacement is often characterised by an ambiguous status of individuals navigating the tension between difference and belonging (Stuttgen et al., 2020).

One participant in Osawa et al. (2025) described feeling “like an outsider looking in” during family discussions about disease progression, despite being expected to take on caregiving responsibilities for an affected parent. This illustrates a tension between exclusion and obligation: gene-negative individuals may be distanced from the shared identity of risk, while still being implicitly positioned as sources of stability, support, or even relief for other family members (Gibbons et al., 2024).
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 A significant concern identified within the literature is the tendency for healthcare systems to discharge gene-negative individuals from counselling services shortly after result disclosure (Gunn et al., 2023; Mocanu et al. 2025). This reflects an implicit assumption that the absence of genetic risk equates to the absence of psychological need (Lindo et al., 2026). However, such an assumption is increasingly challenged by empirical findings demonstrating that gene-negative individuals frequently experience complex and enduring emotional responses, including survivor guilt, identity disruption, and persistent anxiety about familial risk, extending beyond the testing period (Viau, 2023; Osawa et al., 2025).

Despite these well-documented challenges, clinical pathways often involve little to no structured follow-up for gene-negative patients, in contrast to the ongoing surveillance and support typically offered to gene-positive individuals (Stopford et al., 2020). This disparity highlights a systemic gap in care provision; whereby psychological needs are narrowly interpreted through a risk-status lens. As a result, the discontinuation of counselling support may inadvertently invalidate the lived experiences of gene-negative individuals and leave them without appropriate resources to process their results (Mocanu et al., 2025).

Therefore, Stopford et al. (2019) argue that the current model of predictive genetic counselling is insufficiently attuned to the longitudinal and relational dimensions of psychological adjustment. The lack of continued support not only reflects a gap in service provision but also reinforces the broader critique that predictive testing frameworks remain predominantly biomedical, rather than biopsychosocial, in orientation (Hensman et al., 2026). This gap in service provision is particularly relevant to the present study, which seeks to understand the therapeutic needs of individuals following predictive testing for HD and explore how counselling professionals may complement existing genetic counselling pathways. Furthermore, little attention has been given to the type of therapeutic support individuals may find most beneficial following testing, including whether specialist knowledge of HD is required or whether broader counselling qualities such as empathy, acceptance, and the therapeutic relationship are of greater significance (Schriger et al., 2025).

[bookmark: _Toc238028866]Integrative Analysis: Moving Beyond the Binary Framework 

clinical synthesis of the literature demonstrates that the psychological consequences of predictive genetic testing for HD cannot be meaningfully reduced to a binary distinction between “positive” and “negative” test outcomes (Tillerås et al., 2020; Ballard et al., 2024). Although the manifestation of distress differs across groups, both gene-positive and gene-negative individuals frequently experience profound disruptions to identity, temporality, relational positioning, and assumptions about their future (Oliveri et al., 2018). Existing research therefore challenges the implicit hierarchy often present within the literature, whereby gene-positive results are positioned as inherently more psychologically burdensome than gene-negative outcomes (Gong et al., 2016).

Instead, Tilleras et al. (2020) argue that each result produces distinct, yet equally complex, forms of psychological loss and adaptation. According to Crozier et al. (2015) for gene-positive individuals, testing may precipitate the loss of an “open future,” requiring confrontation with anticipated decline, altered life trajectories, and the incorporation of genetic risk into one’s self-concept. Conversely, Viau (2023) states that gene-negative individuals may experience the destabilisation or loss of an identity organised around anticipated illness. It is therefore argued that relief following a negative result is often accompanied by disorientation, survivors’ guilt, or difficulties renegotiating familial and social relationships (Osawa et al., 2025).

In both cases, predictive testing initiates an ongoing process of meaning-making rather than a singular moment of psychological resolution. Consequently, the literature increasingly conceptualises adaptation to genetic knowledge as a dynamic and longitudinal process of identity reconstruction, rather than a short-term emotional reaction to test disclosure (Smedley and Coulson, 2019).

Furthermore, a consistent finding across the literature is that pre-test psychological functioning is one of the strongest predictors of post-test adjustment (Decruyenaere et al., 1999). Therefore, predictive testing should not be understood as the sole origin of psychological distress; rather, it functions as a catalyst that intensifies existing vulnerabilities, coping patterns, and relational dynamics (Macleod et al., 2013). This has important clinical implications, suggesting that psychological outcomes are shaped not only by genetic status, but also by the broader emotional, familial, and sociocultural contexts in which testing occurs (Ballard et al., 2024).

Whilst a substantial body of research has explored psychological responses to predictive testing, comparatively less attention has been given to how individuals themselves understand their therapeutic needs following testing, particularly within the UK context. Furthermore, limited research has explored how counselling and psychotherapy practitioners may best support individuals beyond the point of genetic counselling and result disclosure. Overall, the evidence indicates that the central psychological challenge of predictive genetic testing is not simply whether an individual receives a favourable or unfavourable result, but how genetic knowledge is integrated into identity, relationships, and future orientation over time (Macleod et al., 2014).

[bookmark: _Toc238028867] Implications for Counselling Practice 

Importantly, genetic counselling and counselling/psychotherapy fulfil distinct yet complementary functions. Whereas genetic counselling primarily focuses on informed decision-making, risk communication, and preparation for testing outcomes, (Shiloh, 1996; Mcallister et al., 2011) counselling and psychotherapy may provide opportunities for longer-term emotional adjustment, identity reconstruction, grief processing, and exploration of relational and existential concerns (Austin et al., 2014).

The complexity and variability of both gene-positive and gene-negative experiences highlight the need for a more nuanced and psychologically informed approach to counselling practice (Zarotti et al., 2020). Existing literature suggests that traditional models of genetic counselling, which are often organised around the testing event itself or the binary outcome of results, may inadequately capture the ongoing and evolving nature of psychological adaptation following predictive testing (Ballard et al., 2025). Rather than conceptualising counselling as a time-limited intervention centred on decision-making and disclosure, scholars argue for a longitudinal, process-orientated framework that acknowledges adjustment as dynamic, recursive, and deeply embedded within broader personal, relational, and existential contexts (Pierron et al., 2021).

Furthermore, the literature increasingly emphasises the importance of addressing processes of identity reconstruction and meaning making within counselling interventions (Stopford et al., 2019). Counsellors therefore need to be equipped to engage therapeutically with existential concerns, uncertainty, loss, and changing relational dynamics, rather than focusing exclusively on psychoeducation or risk communication (Goldman, 2020). However, the literature remains unclear regarding the extent to which effective therapeutic support depends upon specialist knowledge of HD and predictive genetics, as opposed to the provision of core therapeutic conditions such as empathy, acceptance, authenticity, and a strong therapeutic alliance (Stubbe, 2018).

Such integrative approaches arguably provide a more holistic and ethically responsive framework for supporting individuals navigating the multifaceted psychological implications of predictive genetic testing (Banaszkiewicz et al., 2012). Overall, the literature suggests that counselling practice should move beyond predominantly informational and decision-focused models towards approaches that recognise predictive genetic testing as an ongoing psychosocial process rather than a singular medical event. This shift has significant implications for counsellor training, service provision, and long-term psychological support pathways within genetic healthcare settings (Theed et al., 2018).


[bookmark: _Toc238028868] Conclusion 

Predictive testing for HD carries psychological consequences that cannot be understood solely through the binary distinction of gene-positive or gene-negative outcomes (Tillerås et al., 2020). Rather, its impact lies in the profound and often enduring processes through which individuals renegotiate their sense of identity, temporality, embodiment, and interpersonal relationships (Lindo et al., 2026). Both outcomes can generate complex forms of emotional adjustment, uncertainty, and existential reorientation that extend far beyond the moment of result disclosure (Crozier et al., 2015).

Recognising this complexity challenges reductive biomedical frameworks and underscores the importance of counselling practices that are longitudinal, relational, and psychologically nuanced (Hedtke, 2014). Although genetic counselling remains a vital component of predictive testing pathways, many psychological challenges associated with HD extend beyond decision-making and result disclosure (Dimond et al.,2022f). Greater understanding is therefore needed regarding how individuals experience their therapeutic needs following testing and how counselling professionals may best support ongoing psychological adjustment. Furthermore, the existing literature provides limited insight into whether individuals require specialist HD-focused therapeutic support or whether the benefits of counselling are primarily derived from broader relational and humanistic therapeutic processes.
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Introduction
This chapter outlines and justifies the methodological approach and research methods adopted in this study. It details participant recruitment and sampling, data collection and analysis, ethical considerations, and researcher positionality.

2.1 Research Design
This study employed a qualitative methodology using Interpretative Phenomenological Analysis (IPA) (Smith et al., 2022). Qualitative research seeks to understand people, experiences, and social phenomena within their contexts (Cypress, 2015). It explores how individuals make sense of and assign meaning to their experiences, prioritising participants’ perspectives while recognising the researcher’s reflexive role in knowledge production and interpretation (Aspers and Corte, 2021; Cypress, 2015). As this study explored the lived experiences of HDA ambassadors who had undergone genetic testing for HD, a qualitative approach was appropriate. It enabled exploration of the subjective meanings participants attributed to their genetic testing journeys and provided insight into their therapeutic support needs (Smith et al., 2022).

2.1.2 Phenomenology and Interpretive Analysis
Phenomenology was adopted as the methodological framework because it seeks to understand how individuals experience and attribute meaning to phenomena within their lives (Smith et al., 2022). Meaning is understood as constructed through personal and social experience, with reality subjectively experienced and shaped by context (Johnson, 2024; McLeod, 2024). Rather than establishing objective facts, phenomenological research explores how individuals perceive, interpret, and make sense of their experiences.
A central aim is therefore to understand the meaning of an experience while recognising that the same phenomenon may be experienced differently. This was particularly relevant to the present study, which explored lived experiences and therapeutic needs following genetic testing for HD. Phenomenological inquiry prioritises depth and meaning over findings readily generalisable to wider populations (Olaka, 2025).
IPA was selected because the study sought to develop a deeper understanding of the psychological impact of genetic testing, participants’ therapeutic support needs, and how counselling practitioners may respond to these needs. IPA identifies patterns of meaning across accounts while maintaining attention to individual experience (Smith et al., 2022). As an interpretive methodology, it also requires ongoing reflexivity regarding how the researcher’s position and experiences may influence the research process (Engward and Goldspink, 2020).
Genetic testing for Huntington’s Disease may fundamentally alter perceptions of the future, identity, relationships, and life choices (Hensman Moss et al., 2026), making experiences complex and deeply personal (Craufurd and Snowdenl, 2014). Understanding these experiences therefore requires more than identifying common responses; it requires consideration of how individuals interpret genetic knowledge within their own lives. IPA was particularly suited to this aim because it explores how people construct meaning from significant and potentially life-changing experiences.
According to Smith et al. (2022), IPA is grounded in phenomenology, hermeneutics, and ideography. Phenomenology focuses on lived experience, enabling participants to describe the psychological, emotional, and relational impact of genetic testing in their own terms. This allowed the study to foreground participants’ voices and the meanings they attached to genetic knowledge and risk.
Hermeneutics, the theory of interpretation, recognises that understanding develops through interaction between participant and researcher (McLeod et al., 2023). Within IPA, participants make sense of their experiences while the researcher interprets this sense-making process (Smith & Osborn, 2015). This double hermeneutic was relevant to exploring the psychological consequences of Huntington’s Disease and genetic testing, where experiences may include uncertainty, anticipatory grief, fear, relief, resilience, and changes in self-identity (Tillerås et al., 2023). Analysis was therefore informed by the hermeneutic circle, moving between individual accounts and the wider dataset to develop nuanced interpretations.
IPA’s ideographic commitment further supports in-depth exploration of individual experience. Experiences of genetic testing are unlikely to be uniform, as personal circumstances, family history, coping strategies, and test outcomes may influence responses to genetic risk. Each participant’s account was therefore analysed individually before similarities and differences across cases were considered. This preserved the distinctiveness of individual narratives while enabling shared themes concerning psychological support and therapeutic needs to emerge.
Alternative qualitative methodologies were considered but were less closely aligned with the study aims. The purpose was to understand lived experience and meaning-making rather than develop a theoretical model. Although thematic analysis can identify patterns within qualitative data, it does not offer the same idiographic depth of engagement with individual meaning-making that is central to IPA (Spiemacrs & Riley, 2019). IPA therefore supported the study’s intention to examine the relationship between advances in genetic knowledge and the psychological experience of living with genetic knowledge. By foregrounding personal accounts, it enabled exploration of the emotional and therapeutic challenges associated with genetic testing and their relevance to counselling practice.

2.2 Participants
Consistent with IPA’s phenomenological and ideographic foundations, purposive homogeneous sampling was used to recruit six participants. The emphasis was on rich and detailed accounts rather than sample size. IPA is suited to smaller samples because this permits individual cases to be examined in depth while enabling patterns across participants to be considered (Smith et al., 2022). A sample of six was therefore considered appropriate for developing a nuanced understanding of predictive genetic testing for HD.
Participants were recruited through the Huntington’s Disease Association (HDA) in the UK. Study information was shared with HDA ambassadors meeting the inclusion criteria, and interested individuals contacted the researcher directly. Participants were given an opportunity to ask questions before providing informed consent. All had direct experience of predictive genetic testing for HD and could therefore provide first-hand accounts of the phenomenon under investigation. Their ambassador roles also involved advocacy and community engagement, providing opportunities to reflect on HD within both their own lives and the wider HD community.
Although this engagement did not diminish the personal nature of their experiences, ambassadors were anticipated to be able to articulate the psychological, relational, and practical dimensions of genetic testing. Their position as individuals with lived experience and advocates offered insight relevant to the research aims. While participants shared the experience of predictive genetic testing, their accounts reflected differing circumstances, family experiences, and responses to genetic risk, allowing both convergence and divergence to be explored.
Inclusion criteria required participants to be aged 18 years or over, be an HDA ambassador, and have undergone predictive genetic testing for HD. Participants were also required to provide informed consent and complete an in-depth semi-structured interview.

2.3 Data Collection
2.3.1 Semi-Structured Interviews
Data were collected through semi-structured interviews, consistent with IPA’s focus on how individuals understand significant life experiences (Smith & Osborn, 2008). This flexible approach enabled participants to describe their experiences of genetic counselling and predictive testing in their own words while allowing the researcher to explore issues they considered meaningful. Unlike structured approaches, semi-structured interviews support collaborative and participant-led discussion (Smith & Osborn, 2008).
An interview schedule of open-ended questions was developed in accordance with the study aims. Questions explored experiences of genetic testing, perceptions of genetic counselling, emotional responses to test results, and psychological support following testing. Consistent with IPA interviewing, questions followed a funnelled structure, moving from broad to more focused areas. This allowed participants to establish what was important to them before addressing specific research areas and reduced the likelihood of imposing researcher assumptions.
Participants received an information sheet (Appendix A) and an overview of interview topics before providing informed consent (Appendix B). The interview schedule (Appendix C) was piloted with one ambassador and reviewed by the researcher’s supervisor for clarity, relevance, and sensitivity.
Data collection took place over three months. Participants were interviewed once via Microsoft Teams for approximately 60 minutes. Online interviewing enabled participation from ambassadors across different UK regions and provided a convenient setting for discussing personal experiences. Consent was revisited at the beginning of each interview, and participants were reminded of their right to withdraw without consequence.
Interviews were audio recorded using Microsoft Teams and transcribed verbatim. In keeping with IPA, transcripts focused primarily on content and meaning rather than detailed linguistic or prosodic features. Participants were assigned pseudonyms and identifying information was removed from transcripts and reported extracts. However, given their public-facing roles as HDA ambassadors, it was acknowledged that some information might remain recognisable.
Given the sensitive nature of HD and predictive testing, particular attention was given to rapport and participant wellbeing. Rapport was supported through clear communication, informed consent, flexibility in arranging interviews, active listening, empathetic engagement, and appropriate probing. The researcher also had established rapport with participants through her own HDA ambassador role. Following each interview, participants were debriefed and provided with information about available support services (Appendix D) should participation evoke distress.
2.4 Data Analysis
Interview transcripts were analysed using IPA (Smith et al., 2022), consistent with the aim of exploring how individuals made sense of genetic counselling, predictive genetic testing, and psychological support.
Analysis began with repeated reading of each transcript alongside the original audio recordings to promote immersion and familiarity with each participant’s account. Initial reflections documented significant experiences, emotions, and meanings, with attention to participants’ experiences of genetic risk information and the psychological impact of testing.
Detailed exploratory noting then examined both the content of participants’ accounts and how meaning was communicated. Descriptive, linguistic, and conceptual comments were recorded before being developed into concise experiential statements capturing the psychological significance of participants’ accounts.
Connections between experiential statements were explored within each transcript, leading to preliminary themes. Consistent with IPA’s ideographic focus, each participant was analysed independently before similarities and differences across cases were considered. Reflexive notes were maintained throughout to encourage critical awareness of the researcher’s assumptions and experiences as someone personally impacted by HD and to consider their potential influence on interpretation.
Following individual case analysis, themes were compared across participants to identify shared patterns concerning genetic counselling, test-result disclosure, emotional adjustment, and therapeutic support. Related themes were clustered into overarching themes and sub-themes reflecting convergence and divergence. Themes were repeatedly reviewed against the original transcripts to ensure interpretations remained grounded in participants’ accounts.
The final stage involved constructing a narrative account of the findings. Themes were presented and interpreted in relation to the research aims, supported by participant quotations illustrating the meanings attributed to their experiences. Pseudonyms were used throughout to protect confidentiality.
2.5 Ethical Considerations
The study adhered to relevant UK ethical guidance, including that of the British Association for Counselling and Psychotherapy (BACP) and the Health Research Authority (HRA), with particular attention to the sensitivities associated with HD. HD research can involve uncertainty, anticipatory grief, identity disruption, and familial responsibility, making ethical rigour particularly important.
2.6 Pilot Interview
A pilot interview was conducted before the main data collection to assess the clarity, relevance, and sensitivity of the semi-structured interview schedule and interview process. The pilot involved an additional HDA ambassador and enabled the researcher to reflect critically on the questions and consider amendments that might improve data quality and participant wellbeing. The schedule was considered appropriate and no substantive modifications were required.
2.7 Informed Consent
Informed consent was treated as an ongoing process rather than a single event. Participants received clear information regarding the study aims, voluntary participation, and their right to withdraw. Given the hereditary nature of HD, consent discussions also recognised the relational implications of sharing experiences that might indirectly disclose information about family members.
2.8 Managing Emotional Risk
Because HD narratives can involve distressing themes, interviews were conducted sensitively, with attention to emotional cues and participant pacing. A distress protocol included pausing interviews, offering breaks, and signposting appropriate support services. Given evidence that psychological support following predictive testing may be limited, ethical containment was an important responsibility of the researcher.
2.9 Confidentiality and Anonymity
Confidentiality was prioritised through anonymisation of personal and familial details. Participants were informed that, although efforts would be made to protect their identities, complete anonymity of family members could not be guaranteed. Data handling followed GDPR principles and institutional ethical requirements.
2.10 Power, Representation, and Voice
The study sought to represent participants’ experiences with nuance and respect, avoiding deterministic or pathologising interpretations. As HD literature identifies both distress and resilience, analysis aimed to reflect the complexity of participants’ experiences rather than reduce them to predetermined categories.
2.11 Researcher Positionality
The researcher occupies an insider position as an HD-impacted individual and ambassador. This offers potential strengths, including enhanced rapport, experiential understanding, and cultural familiarity, but also creates methodological and ethical complexities. Participants may disclose sensitive material more readily or assume shared understanding, making boundary clarity important.
Reflexive practice was embedded throughout the research through a reflexive journal, supervisory dialogue, and monitoring of emotional responses during interviews. These practices supported critical awareness of the researcher’s influence and helped prevent personal experience from overshadowing participants’ voices or shaping interpretation without consideration.
The dual role of ambassador and researcher required explicit boundary management. Participants were reminded that the researcher was acting in an academic capacity rather than providing advocacy or therapeutic support. Maintaining this distinction supported ethical integrity while allowing experiential knowledge to contribute to the depth and sensitivity of the study.


[bookmark: _Toc238028884][bookmark: _Toc238028885][image: ]Findings 

Introduction 
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This chapter presents the findings from the Interpretative Phenomenological Analysis (IPA) of six semi-structured interviews conducted with HDA ambassadors who had undergone predictive genetic testing for HD.

Five group experiential themes were identified from the analysis, each comprising several interconnected personal experiential themes that capture different aspects of participants' lived experiences. Although participants differed in their personal histories, family circumstances, and genetic outcomes, there was considerable overlap in how they described the emotional and relational impact of predictive testing. Equally, important areas of divergence reflected the unique ways in which individuals interpreted and made sense of their experiences.

Each theme is presented in turn. Due to the word limit of this dissertation, a summary of the first theme, which reflects the lived experience prior to genetic testing, is presented, with the full interpretation available in Appendix E. The remaining four themes, which reflect lived experience following genetic testing, are discussed fully and supported by verbatim extracts from participants' interviews. Pseudonyms have been used throughout to protect confidentiality, while quotations have been selected to illustrate both shared experiences and individual variations within the data. Interpretations are grounded in participants' accounts and remain faithful to the phenomenological commitment of IPA, with wider connections to existing literature reserved for the subsequent discussion chapter.

[image: ]Table 4.1: Participant Characteristics







Table 4.2 Summary of Group Experiential Themes (GETs) and Sub-Themes
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Living with lifelong uncertainty was a shared experience across all six participants. Participants entered predictive testing with years of experience of HD through family histories, affected relatives and an awareness of inherited risk. This history shaped how they understood themselves, their bodies and their futures before testing had taken place.

Readiness emerged gradually as participants negotiated between the protective functions of uncertainty and the increasing burden of not knowing. Although uncertainty could preserve hope, postpone difficult decisions or allow participants to maintain distance from HD, it eventually became restrictive for many. Testing was therefore experienced as a deeply personal decision to confront a future that had often been anticipated for years.

Importantly, receiving a genetic result did not necessarily resolve the psychological impact of HD. Instead, certainty initiated a further process of adjustment, requiring participants to integrate the result into their identities, relationships and expectations for the future. 

[bookmark: _Toc238028887]Theme One Summary
The findings therefore suggest that predictive testing should be understood not as a single event, but as a transition from living with genetic uncertainty to learning how to live with certainty. This summary has been retained as it provides important context for the remaining findings.

[bookmark: _Toc238028888]Theme Two: Making Sense of Knowing

Receiving a predictive genetic test result marked a new period of psychological adjustment. Having lived with the possibility of HD for many years, participants had already developed assumptions about themselves and their futures. The result therefore required them to reconsider what knowing meant for their identities, relationships and futures. Whilst some results confirmed prior expectations, others disrupted long-held assumptions, with meaning developing gradually as participants integrated genetic knowledge into everyday life.

[bookmark: _Toc238028889]When the Result Became Real

Participants rarely described receiving their genetic result as a single moment in which its full emotional meaning became immediately apparent. Instead, the significance of knowing appeared to unfold gradually. For some, the testing process itself made HD increasingly tangible, while for others the result confirmed an experience they had already begun to live. This suggests that the emotional impact of predictive testing was shaped not simply by the information received, but by how that information interacted with what participants already believed about themselves.

Ashley described this transition during the testing process:

“The reality had kicked in... there is no escaping... a result at the end of the day.”

The phrase “the reality had kicked in” suggests a movement from an anticipated possibility towards something increasingly concrete. His reference to “no escaping” conveys a sense of inevitability, with the testing process itself narrowing the distance between himself and the possibility of a genetic result. Importantly, the result had not yet been disclosed when HD became psychologically real. Attending appointments, completing assessments and waiting for an outcome appeared to transform inherited risk from something that could be held at a distance into something that had to be confronted.

This indicates that adjustment may begin before genetic status is formally known. For Ashley, the psychological transition was already underway during testing, meaning that the disclosure itself represented one point within a longer process rather than an isolated event.
Jessica experienced knowing differently. Rather than describing the result primarily through shock or fear, she repeatedly characterised her diagnosis as:

“Validation.”

The brevity of this response is striking. Whereas Ashley's account conveys an increasing confrontation with an uncertain future, Jessica's single word suggests that the result provided coherence to experiences that had already been present. She had been living with neurological symptoms and attempting to understand them before receiving genetic confirmation. Consequently, the result did not introduce an entirely unfamiliar reality; it gave an explanation to something she had already begun to experience.
“Validation” therefore appears to capture more than confirmation of a genetic fact. It reflects the emotional significance of having previous experiences recognised and made intelligible. The result allowed Jessica to locate her symptoms within an explanation that made sense of her lived experience, reducing some of the ambiguity surrounding what had previously been difficult to understand.

Isaac similarly approached testing with an expectation of the likely outcome:
“Personally, I sort of thought I knew.”

The tentative phrasing of “sort of” is important. Although Isaac appeared to have anticipated a positive result, his language retains a degree of uncertainty. He did not claim complete knowledge but suggested that he had already constructed an expectation based upon his experiences of HD and his understanding of his own future. The eventual result therefore entered an already developing narrative about who he believed himself to be.

For both Jessica and Isaac, genetic confirmation therefore had a different meaning from the abstract possibility of testing. Their accounts suggest that participants did not approach predictive testing as psychologically neutral individuals awaiting information. Instead, they brought existing interpretations, expectations and embodied experiences to the result.

Negative results generated another form of adjustment. Rachel knew intellectually that she had tested negative, yet continued to interpret experiences such as forgetfulness and clumsiness as possible indicators of HD. Her experience illustrates a distinction between knowing a genetic result and experiencing oneself in accordance with that knowledge. Although the genetic uncertainty had been resolved, the meanings previously attached to everyday bodily experiences did not immediately disappear.

Nathan's reaction was particularly revealing:
“Can we retest?”

Initially, this response could appear to represent disbelief. However, within the wider context of his account, it suggested something more complex. Nathan explained:
“I'd lived 20 years of my life convinced I was gene positive.”

The significance of his response lies in the extent to which his expectation of developing HD had become embedded within his identity. A negative result did not simply remove a feared possibility; it challenged a future that he had spent much of his life assuming was inevitable. His request to retest can therefore be understood as an expression of the difficulty of reconciling genetic certainty with an identity organised around anticipated illness.

Across these accounts, the result became “real” in different ways. For Ashley, reality emerged through the testing process; for Jessica, the result validated an already embodied experience; for Isaac, it confirmed an anticipated future; while Rachel and Nathan demonstrated that negative results could require participants to reconsider meanings that had developed over many years. Knowing genetic status was therefore not synonymous with immediately knowing how to live with it.

[bookmark: _Toc238028890]Reconstructing Identity

The significance of predictive testing extended beyond participants' immediate responses to receiving their results. For individuals who had spent years living with the possibility of HD, genetic risk could become woven into expectations about relationships, work, family and the future. Receiving a result therefore required participants to reconsider aspects of an identity that had developed under conditions of uncertainty.

Nathan's experience provides the clearest illustration of this process. Reflecting on his negative result, he described:

“My whole life was a corridor, it was just one door at the end... getting that result of gene negative, every possible outcome and door opened at the same time.”

The metaphor of the “corridor” conveys a future experienced as narrow and predetermined. A corridor implies movement in a particular direction, while the “one door” suggests a single anticipated endpoint. Nathan's description therefore captures the extent to which HD had structured his imagination of the future, even before he knew his genetic status.
The significance of the negative result was consequently not simply that he was free from the genetic mutation. Rather, it transformed the structure of the future itself. The opening of “every possible outcome and door” conveys possibility, but also suggests disorientation. A future that had previously appeared restricted suddenly became open-ended.
This helps contextualise his earlier response:
“Can we retest?”

The apparent contradiction between receiving a result that removed a feared outcome and questioning whether the result could be correct becomes more understandable when considered as an identity transition. Nathan was not simply having difficulty believing a laboratory result; he was confronting the loss of a future around which much of his identity had been organised.

Rachel experienced identity reconstruction more gradually. Following her negative result, she continued to monitor herself for signs of HD. This suggests that genetic information did not immediately override the assumptions through which she had previously understood her body. Her adjustment occurred through repeated everyday experiences in which ordinary forgetfulness or clumsiness could gradually be separated from the expectation of HD.

Her experience highlights the embodied dimension of identity reconstruction. The genetic result changed what Rachel knew, but it took longer to change how she interpreted herself. Certainty therefore had to become lived rather than simply understood.
Positive results generated a different form of identity adjustment. Ashley continued to discuss work, friendships and future aspirations alongside HD. His account did not suggest that receiving a positive result erased his previous identity. Instead, HD appeared to become one part of a broader sense of self.

This is significant because it suggests that adaptation did not necessarily involve rejecting or overcoming the diagnosis. For Ashley, continuing to locate work, relationships and aspirations alongside HD appeared to preserve aspects of identity that existed independently of his genetic status. The diagnosis could therefore be incorporated without becoming the organising principle of his entire life.

Clara described another form of identity change:
“My anxiety went away... knowledge is power.”

The movement from anxiety to “knowledge” suggests a shift in her relationship with uncertainty. Before testing, uncertainty required her to continually anticipate what might happen. After testing, the result provided a fixed point from which she could begin to act.

Her statement that “knowledge is power” therefore appears to express more than satisfaction at having information. Knowledge altered her position from someone waiting for an unknown future to someone able to respond to a known reality. The result consequently contributed to a renewed sense of agency.
Jessica's experience again differed. Her repeated use of “validation” suggests that her diagnosis did not require the construction of an entirely new identity. Instead, the result appeared to provide a framework through which an existing sense of self could be understood. Her previous experiences were not invalidated by the diagnosis; they were reinterpreted within it.

Across participants, identity reconstruction therefore took multiple forms. Nathan had to open himself to a future he had never expected to inhabit; Rachel had to relearn how to interpret her body; Ashley incorporated HD without allowing it to replace existing aspects of identity; Clara experienced greater agency through certainty; and Jessica found an explanatory framework for experiences that had previously lacked one.

These differences demonstrate that the psychological consequences of knowing were closely connected to the identity participants had constructed before testing. Genetic status did not simply change who participants were; it altered the meaning of who they had believed themselves to be.

[bookmark: _Toc238028891]Making Meaning Over Time

Although the result could produce an immediate emotional response, participants' accounts suggested that its deeper meaning developed through subsequent experiences. Genetic testing resolved one question—whether the altered gene had been inherited—but it did not resolve how participants should understand their lives in light of that knowledge.

Nathan's metaphor of the corridor again illustrates this transition:
“My whole life was a corridor, it was just one door at the end... getting that result of gene negative, every possible outcome and door opened at the same time.”

The metaphor captures a paradox within his experience. Genetic certainty created greater freedom while simultaneously requiring him to navigate possibilities that had previously been excluded from consideration. His future was no longer defined by an anticipated progression towards HD, but this did not mean that the future immediately became straightforward.

Meaning therefore developed through learning how to inhabit possibilities that had previously seemed unavailable. The negative result changed not only what Nathan expected to happen, but what he believed he could reasonably plan for.

Rachel's process was quieter. Her negative result did not immediately transform the way she experienced her body. Instead, everyday experiences gradually acquired different meanings. Forgetfulness or clumsiness, which might previously have triggered concern about HD, could increasingly be interpreted without the same threat.

This gradual change is important because it demonstrates that psychological adjustment occurred through lived experience rather than through the delivery of information alone. Rachel had already known that she was negative; what changed over time was her ability to trust that knowledge in everyday life.

For Clara, meaning was closely associated with agency:
“Knowledge is power.”

The statement suggests that certainty enabled her to move from anticipation towards action. Rather than continually asking whether HD might shape her future, she could begin making decisions with greater confidence. Meaning therefore emerged through the practical consequences of knowing.

Ashley similarly demonstrated an ability to integrate genetic knowledge within an existing life. His continued emphasis on work, friendships and future ambitions suggests that the meaning of a positive result was not necessarily to reorganise life around HD. Instead, HD could be acknowledged while other aspects of life retained their importance.

This integration appears particularly significant in understanding adaptation. Ashley did not describe a return to a life unaffected by HD, but neither did he present his diagnosis as the entirety of his future. Meaning was created through maintaining continuity between the person he had been before testing and the person he was becoming afterwards.
For Jessica, meaning emerged through understanding and connection. Her repeated description of the result as:
“Validation.”

Indicates the importance of having previous experiences confirmed and made intelligible. However, her wider account also suggested that this understanding extended beyond herself through raising awareness and supporting others affected by HD. Her experience therefore demonstrates how personal meaning could develop into a sense of purpose within the wider HD community.

Isaac appeared to demonstrate a quieter form of meaning-making. Having anticipated HD for many years, certainty provided a basis from which he could consider practical decisions and future support. Rather than suggesting that the diagnosis could simply be accepted and left behind, his account reflected an emerging capacity to live alongside difficult knowledge.

Across these accounts, meaning was therefore not fixed at the point of disclosure. Participants continually reinterpreted their results as they encountered new experiences, made decisions and renegotiated their understanding of the future. Positive and negative results produced different forms of psychological work, but neither provided a complete answer to what life would mean afterwards.

Predictive testing consequently changed the nature of uncertainty rather than eliminating uncertainty altogether. Participants no longer had to ask whether they had inherited the altered gene, but they were required to confront new questions about identity, relationships, possibilities and how they wanted to live. The result therefore became meaningful through experience: by being incorporated into everyday life rather than simply remembered as a moment of disclosure.

[bookmark: _Toc238028892]Theme Two  Summary

Making sense of knowing was an ongoing process rather than an immediate response to receiving a genetic result. Participants gradually integrated genetic knowledge into their identities and future expectations, with adjustment shaped by whether the result confirmed or disrupted what they had anticipated. Genetic certainty therefore did not necessarily produce psychological certainty, as participants continued to make meaning of their results through everyday life.

[bookmark: _Toc238028893]Theme Three: The Relational Experience of Predictive Genetic Testing

Participants' accounts demonstrated that predictive testing was experienced within a wider relational context. Decisions surrounding testing, disclosure and future planning were shaped by concerns for partners, children, parents and siblings, with HD experienced as something with emotional and practical consequences across family relationships.

[bookmark: _Toc238028894]Protecting Loved Ones

A prominent aspect of participants' accounts was the extent to which predictive testing was embedded within close relationships. Participants frequently described prioritising the wellbeing of partners, children, parents and siblings above their own emotional needs. Testing was therefore shaped not only by a desire for personal certainty, but by a desire to protect loved ones from uncertainty, future burden or emotional distress.

For several participants, this protective position developed long before predictive testing. Growing up alongside HD meant many had witnessed family members experience the condition and, at times, assumed caring responsibilities from an early age. These experiences appeared to cultivate an enduring sense of responsibility towards others.

Rachel, for example, described becoming responsible for seeking information, supporting relatives through diagnosis and coordinating access to services. Her account centred less on her own uncertainty than on ensuring her father, brother and later her nephew were supported. Her own emotional needs consequently appeared secondary, suggesting that living at risk involved carrying responsibility not only for oneself, but also for the wellbeing of others.

Similarly, Jessica's reflections demonstrated how a positive result quickly shifted her focus towards her family. Although the result provided an explanation for symptoms she had experienced for years, much of its emotional significance concerned her daughters and grandchildren. Knowledge of carrying the HD gene appeared to bring an ongoing responsibility to support, prepare and protect family members navigating their own potential futures.

For Nathan, protecting loved ones was closely intertwined with family planning. Having initially pursued non-disclosure preimplantation genetic diagnosis, he delayed predictive testing until he felt psychologically prepared. His account reflected an attempt to balance his own emotional readiness with a desire to minimise future harm for those closest to him. Testing was therefore experienced not simply as obtaining genetic information, but as part of fulfilling perceived responsibilities towards future family life.

Protective behaviours also became evident within established relationships. Isaac and Laura's interview illustrated how both partners attempted to shield one another from emotional distress whilst navigating a positive result together. Laura described trying to remain strong for Isaac whilst acknowledging the diagnosis' impact on her own wellbeing. Equally, Isaac appeared concerned about the effect of his diagnosis on Laura, often minimising his own struggles. Their accounts suggest that emotional protection may inadvertently limit opportunities for both partners to acknowledge and process their own psychological needs.

[bookmark: _Toc238028895]Communication, Parenting and Future Generations


Participants' accounts demonstrated that communication surrounding HD was rarely straightforward. Decisions about whether, when and how to disclose information required participants to negotiate competing responsibilities. Whilst open communication could help prepare family members for the future, disclosure also carried the potential to create fear, uncertainty or guilt.

Rachel reflected on growing up when little information about the condition was available and conversations were limited. Much of her understanding therefore developed through witnessing changes in family members rather than through explicit discussion. As she assumed greater responsibility within her family, she actively sought information and encouraged more open conversations. This appeared to represent an attempt to protect future generations from the confusion she had experienced herself.

Similarly, Jessica's account illustrated how communication evolved following her positive result. She reflected on conversations with her daughters and how knowledge of the condition should be shared across the wider family. Rather than viewing disclosure as simply informing relatives of her diagnosis, she appeared to understand communication as an ongoing responsibility requiring sensitivity to individual readiness and emotional needs. Predictive testing therefore altered her role within the family, positioning her as a source of information, reassurance and guidance.

Parenting further extended these responsibilities across generations. Following her positive result, Jessica repeatedly reflected on the implications of her diagnosis for her daughters and grandchildren. Rather than understanding herself as the sole recipient of the diagnosis, Jessica appeared to experience the result as something that reverberated across generations, bringing responsibilities to support, inform and prepare her family. Predictive testing therefore reshaped her identity not only as an individual living with HD, but as a parent whose experience carried implications beyond herself.

Rachel similarly described concerns for her children as significant in her decision to pursue testing. Although she had lived with uncertainty for many years, the possibility that her children and future grandchildren could be affected appeared to intensify her need for certainty. Her negative result brought relief for her immediate family, yet this was tempered by awareness that her brother and nephew continued to live with HD. Parenthood was therefore not experienced simply as relief from transmitting risk, but alongside an awareness of the unequal consequences experienced within the wider family.

For Nathan, parenthood was central to his experience of testing. He and his partner initially pursued non-disclosure preimplantation genetic diagnosis, reducing the risk of passing on HD without immediately confronting his own genetic status. He later underwent testing when he felt psychologically ready. His account highlights that readiness for parenthood and readiness for predictive testing were not synonymous. Delaying testing appeared less an act of avoidance than a careful negotiation between emotional capacity and responsibility towards his future family.

[bookmark: _Toc238028896]The Impact on Partners and Relatives

Participants' accounts also revealed the significant emotional impact of predictive testing on partners and wider family members. HD was rarely experienced as affecting only the individual undergoing testing, with emotional consequences extending across relationships before and after genetic results were received.

This was most evident within Isaac and Laura's joint interview. Although Isaac underwent predictive testing, Laura repeatedly described experiencing the diagnosis alongside him. Both reflected on the distress associated with receiving the result and the absence of immediate emotional support.

 Laura described professionals as having:
 "let a grenade off and then just left us to deal with it"

 This captured  their sense of abandonment following disclosure. Rather than being included within the care pathway, Laura appeared expected to provide emotional support whilst simultaneously processing the diagnosis herself. Her account suggests that partners may assume substantial psychological responsibility despite remaining outside the formal focus of clinical care.

Rachel's account similarly demonstrated that the emotional impact of HD continued despite her negative result. Although she no longer faced personal genetic risk, supporting her father, brother and nephew meant that HD remained central to family life. She described continuing concern, responsibility and survivor guilt as relatives remained affected. Her experience suggests that adjustment cannot be understood solely through genetic status; relationships with affected relatives continued to shape her psychological experience.

Jessica likewise returned to the implications of her diagnosis for her daughters and grandchildren, whilst Nathan reflected on the experiences of his parents following his negative result. In both accounts, the emotional responses of significant others became intertwined with their own meaning-making. Predictive testing therefore had consequences that extended beyond the person receiving the result.

Participants also described monitoring the emotional wellbeing of those around them. Protecting loved ones could involve concealing personal distress, remaining optimistic for family members or assuming caregiving responsibilities despite experiencing uncertainty or grief themselves. Whilst these behaviours could strengthen relationships, they also created additional emotional burdens. Emotional adjustment therefore emerged as a shared process in which individual needs could remain unspoken.

[bookmark: _Toc238028897]Theme Three Summary 

Taken together, participants' accounts demonstrate that predictive testing for HD was fundamentally relational. Decisions surrounding testing, disclosure and future planning were negotiated within family relationships, whilst coping involved balancing personal emotional needs against perceived responsibilities towards others. Family relationships provided important sources of strength but also placed considerable psychological demands on partners and relatives, many of whom experienced the consequences of HD without being direct recipients of clinical support.

[bookmark: _Toc238028898]Theme 4: Experiences of Therapeutic Support

Therapeutic support emerged as a significant aspect of participants' experiences of predictive testing, extending beyond the provision of genetic information or the practicalities of the testing pathway. Across the interviews, participants reflected on whether they felt emotionally recognised throughout a process that many described as psychologically complex and continually evolving.

[bookmark: _Toc238028899]Feeling heard and Understood

One of the clearest features of participants' accounts was the importance of feeling genuinely heard. Whilst genetic counselling was consistently valued for providing information and supporting informed decision-making, participants repeatedly suggested that information alone could not address the emotional complexity of predictive testing. Instead, therapeutic encounters became meaningful when professionals created space for participants to explore uncertainty, fear and the personal significance of living with HD.

This was particularly evident in the experiences of Clara and Jessica, both of whom reflected positively on long-standing relationships with their genetic counsellors. Rather than describing appointments as isolated events centred on genetic testing, they portrayed these relationships as places they could return to as their lives and emotional needs changed. Being supported by professionals who already understood their family histories and previous experiences appeared to reduce the burden of repeatedly explaining themselves, allowing conversations to develop naturally over time. For both participants, feeling heard was closely connected to feeling recognised as individuals rather than simply as people at genetic risk.

Jessica described gradually coming to terms with what her positive result meant, not only for herself but for her wider family, whilst Clara reflected on continuing to draw upon established professional relationships as different stages of life brought new questions and concerns. This suggests that the need for emotional support did not diminish once clinical decisions had been made. Instead, participants appeared to benefit from knowing that trusted professionals remained available as the implications of predictive testing unfolded throughout everyday life.

Nathan's interview offered a different but equally important perspective. Having spent much of his life preparing himself psychologically to develop HD, receiving confirmation that he had not inherited the altered gene disrupted the future he had imagined for himself. What appeared particularly significant was that these difficulties only became fully understandable through working with a clinical psychologist, who helped him make sense of emotions that he had initially believed were difficult to justify. His account illustrates how psychological support may become most valuable after testing, when participants begin reconstructing their identities in light of new knowledge.

[bookmark: _Toc238028900]Continuity and Unmet Psychological Needs

Across participants, continuity appeared to provide a sense of stability within an otherwise uncertain future. Trust developed through relationships in which participants felt confident that emotional responses would be acknowledged without judgement, regardless of whether they reflected fear, relief, guilt or uncertainty. Clara and Jessica described maintaining contact with familiar genetic counsellors over a number of years, allowing them to return to trusted professionals when life events prompted them to reconsider the implications of knowing.

In contrast, not all participants experienced the same opportunities to explore the emotional consequences of predictive testing. Isaac and Laura's interview illustrated how receiving accurate clinical information did not necessarily translate into feeling emotionally supported. Laura's description of professionals having "let a grenade off and then just left us to deal with it" reflected more than dissatisfaction with services; it captured the abrupt transition from structured clinical care to managing the emotional realities of HD within everyday life. Rather than feeling included within the care pathway, Laura appeared to occupy an uncertain position whereby she was expected to provide emotional support whilst simultaneously attempting to process the diagnosis herself.

Rachel's reflections further reinforced the distinction between information and emotional support. Although she valued the knowledge and guidance provided by genetics services, she described years of supporting multiple family members through HD before recognising the cumulative emotional impact this had on her own wellbeing. Her experience suggests that participants were often expected to recognise when they needed psychological support and actively pursue it themselves, despite already carrying considerable emotional responsibilities within their families.

Nathan's account demonstrated how experiences could vary depending on the availability of specialist psychological services. Whilst he described receiving comprehensive support throughout predictive testing, working with a clinical psychologist became essential after receiving his negative result, helping him understand emotions that had not been anticipated during the testing process. His experience challenged assumptions that support is only necessary for individuals receiving a positive result, instead demonstrating that psychological adjustment may continue regardless of genetic outcome.

[bookmark: _Toc238028901]Theme 4 Summary 

Across the interviews, participants rarely suggested that psychological support was unnecessary. Instead, they described needing different forms of emotional support at different stages of their journeys, with these needs often changing as family relationships evolved, symptoms developed or future plans were reconsidered. Whilst some participants benefited from enduring therapeutic relationships or access to specialist services, others described reaching points where emotional support became difficult to access, leaving them to rely on family members, voluntary organisations or their own determination to find help.
[bookmark: _Toc238028902]Theme Five: Living Beyond Predictive Testing
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One of the strongest features across participants' accounts was the desire to regain a sense of control over lives that had often been shaped by uncertainty for many years. Receiving a predictive test result did not remove every uncertainty associated with HD; however, participants repeatedly described it as providing a greater sense of agency over decisions that had previously felt beyond their control.

Participants who received negative predictive test results described reclaiming control in different but equally complex ways. For Nathan, learning that he had not inherited the altered HD gene initially disrupted rather than restored his sense of direction. Having expected much of his future to be shaped by HD, he found himself confronting possibilities that had previously seemed inaccessible. Over time, however, his account reflected a gradual movement towards embracing opportunities that had once felt unrealistic. Similarly, Rachel described how receiving a negative result enabled her to make decisions about her own life with greater confidence, despite continuing to live alongside HD through the experiences of close family members.

Across the interviews, rebuilding life after predictive testing involved putting this renewed sense of agency into practice. Participants described gradually returning to everyday life, although this was rarely experienced as a return to life as it had been before testing. Instead, they spoke about establishing a "new normal", in which HD remained part of their lives but no longer dominated every decision or thought.

Clara and Jessica both described this movement towards a life that felt increasingly their own. Although living with a positive predictive test result continued to influence future planning, neither participant portrayed their lives as being defined solely by their diagnosis. Instead, they reflected on continuing with careers, maintaining relationships and making plans that remained important to them despite recognising the uncertainty that still lay ahead.

A similar process was evident within Nathan's account, although his journey reflected the unique challenges associated with rebuilding life after a negative predictive test result. Rather than simply resuming the future he had imagined before learning about HD, he described needing to construct an entirely different future from the one he had expected for much of his life. This involved reconsidering ambitions, relationships and possibilities that had previously seemed unattainable because he had assumed he would eventually develop the condition. His experience illustrates that adapting to predictive testing may involve significant psychological adjustment regardless of genetic outcome.

For Rachel, Isaac and Laura, rebuilding life appeared closely connected to adapting to changing family roles. Rachel spoke about balancing concern for affected relatives with maintaining her own future, whilst Isaac and Laura described making conscious efforts to focus on the life they continued to share rather than allowing the diagnosis to define every interaction. Their accounts suggest that rebuilding life was not characterised by distancing oneself from HD, but by creating space for experiences of connection, enjoyment and normality alongside the realities of the condition.

[bookmark: _Toc238028904]Finding Purpose and Hope


Although participants acknowledged that HD continued to shape their lives, their accounts also reflected a gradual movement towards finding purpose beyond their genetic status. Hope was rarely described as believing that difficulties would disappear or that the future had become certain. Instead, participants appeared to redefine hope as the ability to continue investing in meaningful aspects of life despite ongoing uncertainty. Across the interviews, purpose emerged through relationships, family, personal achievements and supporting others, suggesting that living beyond predictive testing involved recognising that HD remained only one part of a much broader life experience.

For several participants, this shift was reflected in a growing appreciation of the present. Rather than allowing concerns about the future to dominate everyday life, they described becoming increasingly intentional about valuing experiences that remained within their control. Participants appeared to develop a different relationship with uncertainty, acknowledging its presence whilst chstoping not to allow it to overshadow opportunities for enjoyment, connection and personal fulfilment.

Clara and Jessica both reflected this gradual change in perspective. Although they remained aware of the challenges associated with living with a positive predictive test result, they described continuing to invest in careers, relationships and future plans that reflected their personal values rather than their diagnosis alone. Rather than describing themselves as being defined by HD, both participants appeared to position it as one aspect of their lives amongst many others.

Purpose also emerged through participants' relationships with others affected by HD. Rachel described drawing meaning from supporting family members whilst becoming involved in raising awareness of the condition. Although she openly acknowledged the emotional burden associated with caring for loved ones, she reflected on the importance of using her experiences to help others navigating similar situations. Similarly, Nathan reflected on sharing his own experiences with others considering predictive testing, recognising that openly discussing the unexpected psychological impact of receiving a negative result might help others feel less isolated in their own adjustment. These accounts illustrate that participants increasingly viewed their lived experiences as something that could benefit others.

For Isaac and Laura, hope appeared less closely connected to long-term expectations and more closely associated with preserving the quality of everyday life together. Rather than focusing exclusively on disease progression, they described making conscious efforts to enjoy shared experiences, maintain family relationships and continue creating memories despite the uncertainties that remained. Their interview suggested that meaningful experiences continued to exist alongside the realities of HD.

Collectively, participants' accounts suggest that living beyond predictive testing was characterised by an ongoing search for purpose rather than the resolution of uncertainty. Although HD remained an enduring part of participants' lives, it did not define the totality of their experiences. Instead, participants described continuing to build meaningful relationships, pursue personal goals and support others whilst acknowledging the realities of living with genetic knowledge. Hope therefore emerged not through certainty, but through participants' growing ability to recognise that meaningful lives could continue alongside the enduring presence of HD.


[bookmark: _Toc238028905]Theme 5 Summary 

These accounts suggest that psychological support is not solely required to prepare individuals for predictive testing but remains an important aspect of adjustment long after a genetic result has been received. Psychological adjustment rarely followed the structured timeframe of predictive testing; instead, participants described emotional responses that continued to evolve as family circumstances changed, identities shifted and the realities of living with certainty became more established. This suggests that therapeutic support may be most helpful when it is accessible beyond the immediate testing encounter, allowing individuals to return to psychological needs as they emerge and change over time.
Discussion

4.1 Introduction
This chapter discusses the findings of the present study in relation to the existing literature, the research aims, and the implications for counselling practice. Using an Interpretative Phenomenological Analysis (IPA) approach, the discussion explores how participants made sense of their experiences of predictive genetic counselling and testing for HD and considers what these experiences reveal about their longer-term psychological and therapeutic needs. Rather than repeating the findings, the chapter interprets participants' accounts within the context of the existing evidence.
The discussion is organised around the five superordinate themes identified through the analysis. Each theme is examined in relation to the literature, highlighting areas of convergence and divergence whilst considering the contribution of the present study. Overall, the findings suggest that predictive testing is not experienced as a single clinical event but as an ongoing psychological process that continues to influence identity, relationships and future orientation beyond the point of result disclosure. This is significant for counselling practice because it challenges an assumption that psychological adjustment occurs alongside, or immediately following, the receipt of a genetic result. Instead, the findings suggest that the meaning of genetic knowledge may change as individuals encounter different stages of life, relationships and future decisions. Finally, the chapter considers the implications of these findings for counselling practice, with particular attention to the role of counselling and psychotherapy in supporting longer-term psychological adjustment following predictive genetic testing.
4.1 Theme One: Living with Lifelong Uncertainty
The findings suggest that uncertainty formed a central feature of participants' experiences of Huntington's disease (HD), extending from growing up alongside affected relatives to living with their own inherited risk (Cooper et al., 2025; Wieringa et al., 2022; Gracey, 2026). Participants described uncertainty not only in relation to whether they had inherited the altered gene, but also regarding symptom onset, future planning and the impact of HD on their lives. Rachel's vigilance towards ordinary bodily changes and Clara's description of living in the "precipice of knowing and not knowing" illustrate how genetic risk became embedded within everyday experiences.
Importantly, uncertainty was not experienced solely as psychologically harmful. Nathan's decision to delay testing and Clara's avoidance of predictive testing suggest that not knowing could also provide psychological protection, allowing participants to maintain distance from HD until they felt ready to know. This supports Taylor's (1983) argument that uncertainty can preserve hope and psychological equilibrium when individuals are confronted with threatening life events. Participants therefore appeared to negotiate uncertainty according to their emotional readiness and circumstances rather than viewing certainty as inherently preferable.
For some participants, however, the burden of continued uncertainty eventually outweighed its protective function. Predictive testing consequently represented an opportunity to regain agency, although receiving a result did not eliminate uncertainty but transformed its nature. This suggests that predictive testing may be better understood as a transition between different forms of uncertainty rather than its resolution, with psychological adjustment continuing beyond the point of receiving a genetic result. This distinction is important therapeutically, as it indicates that supporting someone to obtain certainty about genetic status does not necessarily mean that the psychological uncertainty surrounding their future has been resolved.
4.2 Theme Two: Making Sense of Knowing
The second theme highlights that receiving a predictive genetic test result represented the beginning of psychological adjustment rather than its conclusion. Although predictive testing resolved uncertainty surrounding participants' genetic status, it also required them to integrate this knowledge into their understanding of themselves and their futures. This supports previous literature suggesting that predictive testing for HD constitutes a process of biographical disruption, whereby individuals must renegotiate previously held assumptions about identity, relationships and future life trajectories (Sharma et al., 2024; Hensman Moss et al., 2025). However, the present findings suggest that this process is gradual and continues beyond result disclosure.
Consistent with previous research, participants described identity as continually reconstructed following predictive testing rather than fundamentally replaced (Lindo et al., 2026; Ferluga, 2024). Gene-positive participants reflected upon incorporating certainty of future illness into an existing sense of self, whilst gene-negative participants described adapting to futures they had never expected to experience. Nathan's account illustrates this particularly clearly, as receiving a negative result challenged an identity that had been organised around anticipated illness for many years. Similarly, Rachel's continuing difficulty trusting her negative result suggests that identity does not change immediately following genetic information but develops through ongoing lived experience. These findings support narrative perspectives, which propose that individuals reconstruct personal narratives following significant life events in order to restore coherence and meaning (Frank, 1995; Lindo et al., 2025).
Participants' accounts also demonstrate that certainty did not remove psychological complexity. Whilst previous literature suggests that predictive testing can facilitate future planning and restore a sense of control (Pearce, 2025; Zarotti et al., 2020), the present findings indicate that certainty simultaneously introduced new emotional and existential challenges. Jessica's description of her result as “Validation” illustrates how knowing could provide coherence to previously unexplained experiences, whilst Nathan's experience demonstrates that a negative result could instead disrupt an identity organised around anticipated illness. Rather than representing an endpoint, certainty therefore appeared to initiate an ongoing process of meaning-making in which participants continually interpreted what their result meant for their identities, relationships and future aspirations. This reflects Lee and Bongiovanni's (2023) argument that adjustment following predictive testing is dynamic rather than static and supports previous suggestions that adaptation involves integrating genetic knowledge into everyday life rather than achieving complete psychological resolution (Smedley and Coulson, 2019).
The findings therefore complicate a simple understanding of predictive testing as providing either reassurance or distress. The psychological meaning of the result appeared dependent upon the life narrative into which it was incorporated. A negative result could represent freedom for one person while creating a need to reconstruct identity for another. Similarly, a positive result did not necessarily prevent participants from developing meaningful futures. This reinforces the importance of counselling approaches that remain curious about the individual's meaning of genetic knowledge rather than assuming that the emotional response can be predicted from the test outcome alone.
4.3 Theme Three: The Relational Experience of Predictive Genetic Testing
The findings reinforce that predictive genetic testing for Huntington's disease (HD) is fundamentally relational rather than solely an individual experience. Although testing was experienced as a personal decision, its psychological impact extended across partners, parents, children and wider family networks. This supports previous literature suggesting that genetic knowledge is embedded within family systems and reshapes interpersonal relationships, responsibilities and future decision-making (Gong et al., 2016; Macleod et al., 2014).
A prominent finding was participants' perceived responsibility to protect loved ones. Participants described navigating reproductive decisions, future planning and disclosure with awareness of how their choices might affect others (Theed et al., 2017; Maltby et al., 2021). Communication therefore involved balancing openness with protection, suggesting that disclosure could itself become a form of emotional care. This reflects family systems perspectives, which understand adjustment to illness as a shared rather than individual process (Rolland, 1994).
The findings also demonstrate that partners and relatives could experience significant psychological consequences despite not being the focus of clinical care. Laura's description of professionals having "let a grenade off and then just left us to deal with it" illustrates the emotional burden experienced by partners alongside limited recognition or support. This is consistent with Theed et al. (2018), who highlight the predominantly individual focus of predictive testing despite the familial nature of HD.
Overall, adjustment following predictive testing cannot be understood independently of participants' relational contexts. The findings therefore support counselling approaches that recognise partners and family members as integral to psychological adjustment rather than peripheral to it. They also suggest that the consequences of genetic knowledge may extend beyond the individual who receives the result, creating a wider relational need for psychological support.
4.4 Theme Four: Experiences of Therapeutic Support
The findings highlight a distinction between genetic counselling and longer-term psychological support. Whilst participants valued genetic counselling for providing information and supporting informed decision-making, their accounts suggested that information alone did not address the emotional consequences of predictive testing. Feeling heard and understood, alongside continuity with trusted professionals, appeared particularly important as participants continued to negotiate uncertainty, identity and changing family circumstances. However, access to emotional support was inconsistent. Laura's description of professionals having "let a grenade off and then just left us to deal with it" illustrates the gap between receiving genetic information and being supported to manage its consequences. Nathan's experience further demonstrates that psychological need was not dependent upon receiving a positive result; his negative result disrupted an anticipated future and required specialist psychological support to reconstruct his sense of direction.
These findings suggest that psychological adjustment to predictive testing is longitudinal rather than confined to the testing encounter. Therapeutic support therefore needs to extend beyond genetic information provision, with genetic counsellors playing an important role in recognising ongoing psychological needs and facilitating appropriate support. This is particularly important where partners and family members may also experience significant emotional consequences despite remaining outside the formal focus of genetic testing.
For counselling practice, the findings indicate that the therapeutic task may be less about helping individuals to achieve a fixed state of adjustment and more about providing a space in which meanings can be revisited as circumstances change. Participants' experiences suggest that psychological needs may emerge at different points rather than being identifiable solely at the time of testing. Continuity, empathy and psychological safety may therefore be particularly valuable in enabling individuals to explore difficult emotions without reducing their experiences to the genetic outcome.
4.5 Theme Five: Living Beyond Predictive Testing
The final theme suggests that psychological adjustment following predictive genetic testing does not conclude once a result has been disclosed. Participants described adjustment as an ongoing process shaped by changing circumstances, relationships and future expectations. Although certainty enabled future planning for some participants (Spargo et al, 2025), it did not eliminate uncertainty, supporting Lee and Bongiovanni's (2023) suggestion that adaptation following predictive testing is dynamic rather than linear.
Participants described gradually rebuilding life beyond the genetic result, establishing a "new normal" whilst continuing to pursue relationships, aspirations and meaningful experiences without allowing HD to define every aspect of identity. This was evident across both positive and negative outcomes, suggesting that rebuilding involved adapting to the meaning of the result rather than simply accepting it. For Nathan, a negative result disrupted a future organised around anticipated illness, whilst participants living with positive results continued to invest in relationships, careers and future plans.
Hope emerged not through certainty that difficulties would disappear, but through continued investment in relationships, personal goals and supporting others. Meaningful lives could therefore continue alongside the enduring presence of HD, with purpose developing through connection, family, achievement and helping others. Predictive testing may consequently be understood as a transition within a broader life journey rather than its endpoint. This offers an important counterpoint to deficit-focused understandings of genetic risk, as participants' accounts demonstrate that living with genetic knowledge can involve both vulnerability and agency. Psychological adaptation was therefore not synonymous with the absence of distress, but appeared to involve developing ways of living meaningfully alongside an enduring genetic reality.
4.6 Methodological Limitations, Considerations and Reflection
This study's interpretative phenomenological approach enabled detailed exploration of participants' lived experiences of predictive genetic testing; however, several methodological considerations constrain interpretation. The small, purposive sample is consistent with IPA's idiographic focus but limits transferability beyond the participants and contexts represented. Participants also reflected retrospectively on experiences that had unfolded over considerable periods, meaning accounts were shaped by memory, subsequent experiences and present interpretations. This is particularly relevant given that psychological adjustment appeared to evolve beyond the point of testing.
The interview context also warrants consideration. Participants' willingness and ability to articulate emotionally complex experiences may have varied, meaning some experiences may have remained unspoken. The researcher was therefore not a neutral recipient of participants' accounts; interpretation was shaped through the researcher–participant interaction and analytic process. Reflexive awareness was consequently important in recognising how pre-existing understandings of HD and expectations regarding psychological impact could influence interpretation, whilst remaining attentive to interpretations grounded in participants' accounts.
The findings should therefore be understood as interpretations of participants' experiences rather than objective representations of predictive testing. Nevertheless, convergence and divergence across accounts strengthen the credibility of the analysis, particularly where participants experienced genetic outcomes differently. Importantly, the findings highlight a gap between the provision of genetic information and the longer-term psychological support required to navigate its consequences. Participants' accounts suggest a need for more accessible and sustained therapeutic support beyond the immediate testing pathway. Genetic counsellors therefore have an important role in recognising ongoing psychological needs, facilitating appropriate therapeutic support and ensuring individuals and their families are not left to manage the emotional consequences of genetic knowledge alone.
4.7 Conclusion
This study explored the lived experiences of individuals who had undergone predictive genetic testing for Huntington's disease (HD) and considered the implications of these experiences for counselling practice. Collectively, the findings suggest that the psychological impact of predictive genetic testing cannot be understood solely through the binary distinction of gene-positive and gene-negative outcomes. Rather, participants' accounts indicate that adapting to predictive genetic knowledge is an ongoing process through which individuals negotiate identity, uncertainty, relationships, grief, and future planning long after testing has concluded.
Whilst these findings support existing literature describing the enduring psychological impact of predictive testing (Crozier et al., 2015; Zarotti et al., 2020), they also suggest that therapeutic needs frequently extend beyond the genetic counselling pathway. Although genetic counselling remains fundamental in facilitating informed decision-making and communicating genetic risk (Arning et al., 2015), counselling and psychotherapy may complement this process by supporting individuals as they make sense of the emotional, relational, and existential consequences of living with genetic knowledge. The findings further suggest that therapeutic support is shaped not only by knowledge of HD, but by a collaborative therapeutic relationship characterised by empathy, acceptance, authenticity, and psychological safety.
As an Interpretative Phenomenological Analysis, this study offers an in-depth understanding of an area that remains underexplored within counselling research. Further research is needed to examine longer-term therapeutic support following predictive testing and how counselling services can work alongside genetic counselling to better meet individuals' evolving psychological needs. Overall, this study contributes to a more nuanced understanding of predictive genetic testing and its implications for counselling practice by recognising psychological adjustment as an ongoing process rather than a single response to genetic knowledge.
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Theme One: Living with Lifelong Uncertainty
For all participants, predictive genetic testing did not mark the beginning of their experience with HD. Instead, testing followed years of living alongside inherited risk, during which uncertainty became woven into everyday life, relationships and participants' understanding of themselves. Although each person's story was unique, they all described carrying HD long before receiving a genetic result. Childhood memories, observations of affected relatives and an awareness of familial inheritance meant that uncertainty was rarely experienced as a single event. Rather, it formed a persistent backdrop against which participants navigated education, relationships, parenthood and future planning.
Participants' accounts also demonstrated that uncertainty changed over time. Childhood experiences of watching parents or relatives become unwell gradually developed into an awareness of what being "at risk" might mean for their own futures. For some, uncertainty became so familiar that it shaped expectations of adulthood, while others attempted to keep it at a distance for as long as possible. Despite these differences, participants consistently described uncertainty as emotionally demanding, eventually reaching a point where continuing not to know became more difficult than seeking certainty through predictive testing.

Subtheme 1.1 Growing Up in the Shadow of HD
Participants' narratives revealed that HD was present long before predictive testing became possible. Rather than entering their lives through diagnosis, it formed part of their childhood experiences, influencing how they understood themselves and imagined the future. Living at risk was therefore experienced not only as a genetic possibility but also as something inherited psychologically through family experience.
For Isaac, awareness of HD began when he was ten years old after his mother explained the family's history. From that point onwards, childhood became closely tied to watching her health deteriorate until she died at the age of forty-four. Isaac's account suggests that HD was understood through lived experience rather than medical knowledge alone. Watching his mum's decline meant that the condition became intertwined with how he imagined his own future, with adulthood viewed through memories of her illness.
Rachel similarly described HD as an enduring family story rather than an isolated diagnosis. Reflecting on her family history, she explained:
"It was my great grandmother... then my grandfather... then my dad..."
The repetition within Rachel's account conveys a powerful sense of inevitability. Rather than recalling separate relatives, she described HD as moving through generations almost as an expected part of family life. Her narrative suggests that she inherited not only genetic risk but also a family identity in which HD had become deeply embedded. Long before predictive testing, awareness of this history had already shaped how she understood herself.
Jessica described growing up believing there was "no connection" between affected family members because this explanation had been repeatedly given within her family. Only later did she realise these were "family-wise myths." Her account illustrates that uncertainty extended beyond questions of inheritance to include uncertainty about family narratives themselves. Rather than protecting family members, silence appeared to prolong confusion, leaving Jessica to reconstruct her family's history retrospectively.
Nathan echoed this complexity. Although he described his immediate family as relatively open about HD, he contrasted this with relatives who had "buried their head in the sand", creating "a lot of grey areas" around previous diagnoses and family history. These "grey areas" suggest that participants were often navigating fragmented family stories alongside uncertainty about their own futures. Nathan appeared to position openness as a deliberate response to this inherited silence, suggesting that discussing HD became a way of reducing uncertainty rather than increasing it.
Many participants described becoming increasingly aware during adolescence that HD might eventually affect them. Clara recalled learning about the condition when she was "12, 13 years of age", but throughout much of early adulthood she explained that she "didn't want to know anything" about either HD or her own genetic status. Rather than simply reflecting denial, her account suggests that maintaining distance from the condition allowed her to continue developing her adult identity without immediately confronting inherited risk. Yet this distance remained fragile, as the knowledge of being at risk never completely disappeared.
Ashley similarly described learning about his father's diagnosis while he was in Year 8. Although HD did not dominate his adolescence, awareness of inherited risk quietly accompanied his transition into adulthood. His account portrays the condition not as a series of dramatic crises but as something that gradually settled into the background of everyday life, subtly shaping how the future was imagined.
Across participants, growing up with HD appeared to create a different relationship with time. Rather than viewing adulthood as open-ended, many described organising their futures around anticipated illness. This was particularly evident in Nathan's account:
"I'd lived 20 years of my life convinced I was gene positive... I remember thinking, if I have a kid now, they'll be 20 when I'm 50... everything was 50."
This extract demonstrates how deeply inherited risk had become integrated into Nathan's understanding of adulthood. Parenthood, ageing and future planning were all organised around an age at which he expected symptoms to appear. Although he had never received confirmation that he carried the HD gene, uncertainty had gradually become experienced as expectation. His future no longer felt open but organised around an illness that had not yet occurred.
Taken together, these accounts demonstrate that participants entered predictive testing carrying decades of lived experience rather than simply questions about their genetic status. Childhood memories, caregiving experiences, family narratives and observations of affected relatives had already shaped how participants understood themselves and imagined their futures, providing the psychological context from which later decisions about predictive testing emerged.

Subtheme 1.2: Becoming Ready to Know
Although participants had lived with the possibility of HD for many years, none described predictive testing as an immediate or inevitable decision. Instead, deciding to undergo testing emerged as a gradual psychological process in which they continually negotiated between maintaining uncertainty and confronting it. Readiness was rarely determined by age alone. Rather, participants described reaching a point where continuing not to know became more psychologically demanding than receiving a result.
For several participants, this readiness developed gradually through adulthood. Ashley had known about his father's diagnosis since adolescence but deliberately delayed testing until he had completed university and established stability within his personal life. Looking back, he explained that he wanted to have "finished my university degrees and be in a stable place with my friends and family" before receiving a result.
Although Ashley framed these decisions in practical terms, they also appear psychologically significant. Completing his education and establishing adult relationships allowed him to develop a sense of self that was not defined solely by HD. Rather than allowing inherited risk to dictate early adulthood, he first established an identity that could better withstand whatever testing revealed.
Clara similarly described readiness as something that evolved internally rather than through external events. Reflecting on her twenties, she explained:
"I didn't want to know anything about HD... I didn't want to know anything about myself."
Rather than simply reflecting avoidance, Clara's account suggests that uncertainty initially served a protective function. Keeping HD at a distance allowed her to continue building her adult life without directly confronting inherited risk. However, this position became increasingly difficult to maintain. As she approached thirty, she described a clear turning point:
"When I turned 30... I do now need to know."
The shift from not wanting to know to needing to know suggests that prolonged uncertainty had become increasingly difficult to sustain. Testing no longer appeared to be a choice between knowing and not knowing, but a way of moving forwards after years of psychological suspension.
Rachel's account reflected a similar sense of inevitability. Having witnessed HD affect several generations of her family, she recalled eventually thinking:
"I've got to do it."
Although brief, this statement conveys years of accumulated experience. Rachel did not describe carefully weighing the advantages and disadvantages of testing. Instead, the decision appeared to emerge gradually through repeated exposure to HD until remaining uncertain no longer felt emotionally manageable.
For Nathan, becoming ready was closely connected to fatherhood. Initially, he chose non-disclosure IVF so that he could have his first daughter without learning his own gene status. This allowed him to protect his child while preserving uncertainty for himself. However, when he and his wife wanted to expand their family, this balance became increasingly difficult to maintain. Reflecting on this point, he explained:
"I kind of got to a point where... it's now or never."
Despite identifying family planning as an important influence, Nathan repeatedly resisted the idea that readiness could be determined by external circumstances alone:
"I don't think anyone could tell you go for the test apart from yourself. It's such a personal journey."
His account highlights that whilst life events influenced the timing of testing, psychological readiness remained deeply personal. External circumstances could create the opportunity to test, but only the individual could decide when they were emotionally prepared.
Isaac's experience differed because his decision was prompted by changes within his own body. Having watched his mum's illness progress, he had long decided that if symptoms appeared, he would pursue testing immediately:
"As soon as I seen any symptoms, I'll go and get myself tested."
When changes in his balance began to concern him, the decision had effectively already been made. Unlike participants whose readiness developed gradually over many years, Isaac's readiness remained dormant until he believed the moment he had anticipated had arrived.
Jessica's experience similarly reflected a search for explanation rather than anticipation. As neurological symptoms became increasingly difficult to ignore, uncertainty no longer centred on whether HD might affect her in the future, but whether it already had. Rather than avoiding this possibility, she described herself as "not one to run away from things", emphasising her desire for certainty.
Across all six accounts, becoming ready involved a gradual shift in the balance between uncertainty and certainty. For many years, uncertainty had preserved hope, delayed difficult decisions or protected established identities. Over time, however, uncertainty itself became increasingly restrictive. Participants reached an internal point where continuing not to know felt more burdensome than discovering the truth. Undergoing predictive testing therefore represented far more than consenting to a medical procedure. It reflected an acknowledgement that they were finally prepared to confront a future they had spent years imagining but had never truly known.

Subtheme 1.3: Living Between Knowing and Not Knowing
1.3 Living Between Uncertainty and Certainty
For participants, the period before predictive testing was characterised by more than waiting for a genetic result. Instead, they described living in a prolonged state where inherited risk shaped everyday thoughts, relationships and future planning. Rather than remaining in the background, uncertainty increasingly influenced how participants understood themselves and imagined their futures.
Rachel's account illustrates how uncertainty gradually became embodied. Reflecting on the years before testing, she explained:
"Every time I forgot something, every time I'd trip over... I thought, 'That's it.' I thought I had it. I was driving myself crazy."
Ordinary experiences became difficult to separate from the possibility of HD. Forgetfulness and minor accidents were no longer interpreted as everyday occurrences but as potential evidence that symptoms had begun. Rachel's relationship with her body became dominated by vigilance, leaving little opportunity for psychological rest. Living at risk had altered not only how she thought about HD but how she experienced her own body. Ordinary lapses were no longer ordinary; they became potential evidence that the future she feared had already begun.
Perhaps most strikingly, Rachel explained that this pattern continued even after receiving a negative result. Although genetic uncertainty had been resolved, the habit of monitoring herself remained. Years of living at risk had become deeply embedded, suggesting that emotional adjustment continued beyond the moment of testing.
Clara described this experience through one of the most powerful metaphors across the interviews, explaining that she had been living in:
"this precipice of knowing and not knowing."
Her description evokes standing at the edge of two equally difficult possibilities. Remaining where she was meant continuing to live with uncertainty, whilst moving forwards meant confronting the possibility of HD. Neither position offered relief. Instead, uncertainty became a place in which life continued to move forwards whilst she remained unable to imagine her own future with confidence.
Clara later reflected that before testing she had been signed off work because of anxiety. Looking back after receiving her result, she simply stated:
"My anxiety went away."
Her account suggests that prolonged uncertainty had become more psychologically distressing than certainty itself. Although testing did not remove every emotional challenge, it released her from the continual anticipation that had shaped much of her adult life.
Ashley similarly described how uncertainty changed once he entered the predictive testing pathway. Before beginning the process, HD remained something he had largely kept in the background. Once appointments began, however, he reflected:
"The reality had kicked in... there is no escaping... a result at the end of the day."
Beginning testing transformed inherited risk into something immediate. The future he had previously managed to compartmentalise now had a definite endpoint, intensifying the emotional weight of uncertainty rather than relieving it.
For Isaac, uncertainty was intensified by circumstances beyond his control. After deciding to pursue testing because of changes in his balance, the COVID-19 pandemic delayed the process. Reflecting on this period, he explained:
"I sat there twiddling my thumbs."
Although understated, this phrase conveys a profound sense of helplessness. Isaac had already reached the point where he wanted certainty, yet the opportunity to obtain it remained beyond his control. Waiting therefore became something imposed upon him rather than chosen.
Jessica also described uncertainty as something that extended beyond conscious thought into everyday life. Before receiving her diagnosis, she explained:
"I would wake up at night extremely anxious."
Later adding that HD was:
"on your mind a lot of the time."
Her account illustrates how uncertainty accompanied ordinary moments, interrupting sleep and occupying her thoughts long before testing was complete.
Nathan perhaps demonstrated most clearly how uncertainty could shape identity itself. Reflecting on the years before testing, he explained:
"I'd lived 20 years of my life convinced I was gene positive."
Although he had never received confirmation, he had already organised much of his life around the expectation that HD would eventually define it. Over time, uncertainty had become psychologically transformed into expectation. Rather than imagining multiple possible futures, Nathan had already incorporated HD into the future he expected for himself.
As uncertainty became increasingly difficult to sustain, participants described reaching a point where certainty became necessary. Importantly, certainty was not sought because participants believed it would remove emotional pain, but because living with unanswered questions had begun to shape too many areas of their lives. Predictive testing therefore represented an attempt to move forwards rather than remain suspended by uncertainty.
For many participants, certainty was closely connected to future planning. Nathan's account illustrates this particularly clearly. Receiving a negative result fundamentally disrupted the future he had long expected:
"My whole life was a corridor, it was just one door at the end... getting that result of gene negative, every possible outcome and door opened at the same time."
Rather than describing simple relief, Nathan's metaphor captures the disorientation that accompanied certainty. Before testing, his future had felt predictable because he believed he already knew how it would end. The negative result removed that certainty, replacing a single expected future with possibilities he had never allowed himself to imagine. Certainty therefore required him to reconstruct a future that had previously seemed unavailable.
This disruption was reflected in his immediate response after receiving the result:
"My first thing I said after I got my results was, 'Can we retest?'"
Having spent decades preparing himself for a positive result, the certainty he received conflicted with the identity and future he had already constructed. Rather than immediately feeling liberated, he first questioned the result itself. His account highlights that certainty does not always bring immediate acceptance; it can require individuals to let go of assumptions that have shaped their lives for many years.
Jessica experienced certainty differently, repeatedly describing receiving her diagnosis as:
"Validation."
Rather than introducing a new reality, certainty confirmed years of unexplained symptoms and family experiences that had never fully made sense. The result therefore gave meaning to an experience she had already been living.
Isaac similarly explained that before testing he had already reached the point where he believed he knew what the outcome would be:
"Personally, I sort of thought I knew."
Rather than searching for reassurance, certainty confirmed something he had gradually begun to accept psychologically.
Clara described certainty differently again, explaining:
"Knowledge is power."
Earlier in her interview, Clara had described living in the "precipice of knowing and not knowing," where uncertainty had dominated her emotional wellbeing. By describing knowledge as power, she appeared to redefine certainty as something that restored agency. Whilst she could not influence the result itself, certainty enabled her to make decisions based on knowledge rather than possibility.
Rachel's experience also demonstrates that certainty was not an endpoint. Despite receiving a negative result, she described continuing to look for signs of HD before gradually recognising that she no longer needed to. Years of living at risk had fundamentally shaped how she interpreted her body, and those patterns of vigilance did not disappear immediately. Her account suggests that whilst predictive testing resolved genetic uncertainty, emotional adjustment continued well beyond the moment the result was received.
Across participants, uncertainty was far more than the absence of genetic knowledge. It shaped how participants interpreted their bodies, imagined the future and understood themselves. As uncertainty became increasingly restrictive, participants reached a point where certainty represented an opportunity to move forwards. However, certainty rarely provided closure. Whether participants received a positive or negative result, predictive testing marked the beginning of a new period of psychological adjustment in which they reconsidered their identities, relationships and expectations for the future. Predictive testing therefore did not bring an end to participants' journeys with HD, but marked the point at which uncertainty about genetic status gave way to the equally complex task of learning how to live with certainty.
Theme Smmary 
Living with lifelong uncertainty emerged as a shared experience across all six participants, although each understood and managed it differently. Long before entering the predictive testing pathway, participants had grown up alongside Huntington's disease through family histories, observations of affected relatives and an enduring awareness of inherited risk. Predictive testing therefore represented the culmination of years of psychological adaptation rather than the beginning of participants' experiences with HD.
Across the interviews, readiness for predictive testing developed gradually as participants negotiated the balance between uncertainty and certainty. Whilst uncertainty initially preserved hope, protected established identities or delayed difficult decisions, it became increasingly restrictive over time. Participants ultimately described reaching an internal point at which continuing not to know felt more psychologically burdensome than receiving a genetic result.
Importantly, receiving a result did not provide immediate emotional resolution. Instead, predictive testing marked the beginning of a new phase of psychological adjustment, as participants began integrating certainty into their sense of self, relationships and future expectations. Collectively, these findings suggest that the psychological significance of predictive testing lies not only in learning one's genetic status, but in navigating the ongoing transition from living with uncertainty to learning how to live with certainty. The following theme explores how participants made sense of this knowledge as they began adjusting to life after receiving their predictive test result.





I
image2.emf
Participant  Age  (years)  Gender  Year of  G enetic  T esting  Time since genetic  testing*  

Ashley  27  Male  2024  2 years  

Clara  37  Female  2019  7 years  

Rachel  49  Female  2023  3 years  

Jessica  64  Female  2023  3 years  

Isaac  37  Male  2022  4 years  

Nathan  33  Male  2023  3 years  
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Table 4. 2   Summary of Group Experiential Themes (GETs) and Sub - Themes  

Group Experiential Themes Personal Experiential Themes  

1. Living with Lifelong Uncertainty 1.1 Growing Up in the Shadow of  Huntington's Disease  

 1.2 Becoming Ready to Know  

 1.3 Living Between Knowing and Not  Knowing  

2. Making Sense of Knowing 2.1 Emotional Responses to Testing  

 2.2 Reconstructing Identity  

 2.3 Validation, Loss and Acceptance  

3. The Relational Experience of Huntington's Disease 3.1 Protecting Loved Ones  

 3.2 Communication, Parenting and Future  Generations  

 3.3 The Impact on Partners and Relatives  

4. Experiences of Therapeutic Support 4.1 Feeling Heard and Understood  

 4.2 Continuity and Unmet Psychological  Needs  

5. Living Beyond Predictive Testing 5.1 Rebuilding Life After Testing  

 5.2 Finding Purpose and Hope  

 


image5.png
Age Year of Genetic Time since gen etic

Partcipant oy Gender Testing testing®
Ashley 27 Male 2024 2 years
Clara 37 Female 2019 7 years
Rachel 49 Female 2023 3 years
Jessica 64 Female 2023 3 years
Isaac 37 Male 2022 4 years

Nathan 33 Male 2023 3 years




image4.png
Prifysgol Cym ru Centre for Psychology and Counselling

Y Drindod Dewi Sant BSc Applied Psychology
. . BSc Psychology
Uanel"SIty of Wales BSc Psychology and Counselling

Trinity Saint David

Study Information Sheet

An Interperative Phenomenological Analysis of the lived experience of life following
genetic testing for Huntington’s Disease

This document provides key information regarding the study and provides details about what
will be expected of you as a participant. Please read this information carefully before making
the decision to take part.

Summary

This research study is part of a post graduate dissertation for the MA Psychotherapeutic
practice programme at The University of Wales Trinity Saint David (UWTSD).

| am seeking individuals (18+) from families impacted by Huntington’s Disease who have
been through the genetic testing process a minimum of one year ago. In addition to this,
those who are active ambassadors for the Huntington’s Disease Association. | would like to
invite you to take part in an online interview through Microsoft Teams to talk about your
personal lived experiences of the genetic testing process land the support that has been
made available afterwards. Please read through the following information and if you would
like to take part, please sign and return the consent form. If you do have any questions,
please get in touch with me using the contact details at the bottom of the page.

What is the purpose of the study?

The purpose of this study is to gain a personal perspective and exploration into the lived
experiences of individuals following genetic testing for Huntington;s Disease within the UK. |
would like to gain an insight itno the need for psychological support following the genetic
testing process. This study will primarily involve talking about your experience of the genetic
counselling process prior to receiving your genetic test result, receiving your genetic test
result, and the psychological support that is available afterwards. Please note that if you do
not feel comfortable discussing this or feel it could be triggering to you in any way,
involvement in this study is voluntary and there is no pressure for you to sign up for this
study.

What will taking part in the study involve?

You will be asked to take part in a one-to-one online interview via Microsoft teams, that
should take no longer than 60 minutes. During the interview | will ask you to talk about three
main topics: the genetic counselling experience, the experience of genetic testing and the
psychological support that is made available when you receive your result. If there are any
moments during the interview that become triggering or you need a moment to pause, take a
breah or even leave the interview, please do let the researcher know so they can do this and
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An interparitive phenomenological analysis of the lived experience of life
following genetic testing for Huntington’s Disease

Thank you for considering taking part in this study. Please read through the statements below
and then sign/date the bottom to indicate your agreement and that you would like to proceed
with the interview. Please then return this form to the researcher. If you have any questions

before taking part, please get in touch with the researcher (1301958 @student.uwtsd.ac.uk).

| understand that this research is being carried out by a third year MA
Psychotherapeutic Practice student for their dissertation.

| give my consent to participate in the interview that will take a maximum of 60
minutes.

| understand that | am participating in the interview on a voluntary basis, and | am
free to decline to answer any question, or to leave the interview at any time without
giving a reason. | also undestand that | can withdraw from the research at any time.

| understand that all information provided is confidential and will be anonymised
through the use of pseudonyms. However, some information might be identifiable to
those who actively follow my Huntington’s Disease story. Other names mentioned
during the interview will also be anonymised. The interview data will be stored in
accordance with the Data Protection Act.

| understand that the interview will be audio-recorded and transcribed by the
researcher. Only the researcher will hear the audio recording of the interview in full.

| am aware that if | have concerns about the study, | can discuss these concerns with
the researcher at any time during or after the study, and that | will be provided with the
contact details of the research supervisor at the end of the study, should | have any
concerns.

| also understand that at the end of the study | will be provided with a debrief form
and the opportunity to discuss any issues with the researchers
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Interview Schedule     [Consent to record]   [Start recording]   [Confirm consent and remind participants of information sheet, we can stop at any time  etc]      [Introduction]      So, thank you for agreeing and taking the time to speak with  me today, could you please start off by sharing a little bit of  background about yourself, whatever feels comfortable before  we start talking about genetic counselling and genetic testing  for Hun tington’s Disease?     [transition]        Can you tell me about what your main reasons and motivations  were that brought you to the decision of getting tested for  Huntington’s Disease?   o   How long ago was this?     [Key] [motivations and preparation for testing]      Can you please tell me a little about how you found the overall  process and experience of going through genetic counselling  and testing for Huntington’s Disease?   o   Do you feel your experience of genetic counselling helped  prepare you to receive your test result?     [Key] [Impact of genetic test result]      Thinking about your [negative/positive] result  –   was this what  you expected?  
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An interpretive phenomenological analysis of the lived experience of lifw following
enetic testing for Huntington’s Disease

Thank you for taking part in this research study.

The aim of this study was to understand the lived experiences and therapeutic needs
of individuals following the genetic testing process for Huntington’s Disease within
the UK. We specifically wanted to explore and identify how the counselling
profession can best support individuals who have been through the genetic testing
process.

If you wish to withdraw any of your information from the study, please let the
researcher know within one month following the interview. After this point, all of
your data will be anonymised as far as possible and will be identified through your
unique pseudonym.

If taking part in this study has raised any questions, please contact the researcher
Carly Evans on 1301958 @uwtsd.ac.uk or the academic supervisor Dr Ceri Phelps
on ceri.phelps@uwtsd.ac.uk Further to this, if you feel you require any further
support as a result of what has been discussed during this study, please contact
Jordan Barbrooke from the Huntington’s Disease Association on
Jordan.Barbrooke@hda.org

Thank you once again for taking time to participate in this study.

Carly Evans
MA Psychotherapeutic Practice

University of Wales Trinity Saint David
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