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 Gene therapy represents a major advancement in molecular medicine, offerin 

transformative treatments for hematological malignancies. Within this field, CAR- 

therapy has emerged as a novel intervention that extends survival but raises profoun 
psychological and existential questions for patients. Despite clinical success, little i 

known about how patients themselves experience the therapy, particularly in terms o 

hope, fear, and identity reconstruction. This study addresses that gap by asking: How d 

patients undergoing CAR-T therapy interpret and make sense of their lived 

experiences? Using an interpretative phenomenological approach, the study explored 

the narratives o ten patients recently treated with CAR-T therapy to capture the 

meanings they attach t this process. Semi-structured, in-depth interviews were 

conducted, and data wer analyzed thematically to identify essential patterns of meaning. 
The findings reveale four central themes: living with uncertainty and hope, 

transformation of identity and th body, emotional burden and psychosocial struggles, 

and negotiating the future. Patient described the therapy not only as a biomedical 

intervention but also as a deepl existential journey that reshaped their understanding of 
self and life trajectory. Overall, the abstract has been condensed to enhance readability 

and emphasize stud scope and participant clarity. These results highlight the limitations 

of conventiona quantitative assessments in capturing the essence of patient experiences 

and underscor the value of phenomenology in advancing patient-centered care. By 
foregrounding th subjective voices of patients, this study contributes to a more holistic 

framework fo evaluating gene-based therapies and offers directions for integrating 

psychosocia support into clinical practice. 
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INTRODUCTION  

Advances in gene therapy have transformed the landscape of modern medicine, offering new 

possibilities for individuals with previously incurable hematological malignancies (Hernani et al., 

2024). Among these innovations, chimeric antigen receptor T-cell (CAR-T) therapy represents a 

paradigm shift, moving beyond conventional chemotherapy and transplantation toward a personalized, 

cell-based treatment (Ababneh et al., 2023). While its clinical promise has been widely documented in 

terms of survival rates and biomarker responses, less is known about the subjective realities of patients 

who undergo such a transformative therapy. 

The experience of living through advanced cancer treatment is not solely a biomedical process; 

it is also deeply embedded in personal, social, and cultural contexts (Akbari et al., 2023). For patients, 

the journey encompasses not only the physical impact of therapy but also existential questions about 

hope, fear, identity, and the meaning of survival (Ali Hosseini Rad et al., 2022). These experiences 

often extend beyond the walls of clinical institutions, influencing relationships, psychological well-

being, and perceptions of the self in ways that objective metrics cannot fully capture. Understanding 

this dimension is critical, as treatment outcomes are inseparable from the human stories that accompany 

them. 

Exploring the lived experiences of patients undergoing CAR-T therapy is therefore essential. 

Such exploration provides insight into the complex interplay between medical innovation and human 
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meaning-making (Atar et al., 2023). A phenomenological approach enables an in-depth understanding 

of how individuals interpret their encounters with illness and therapy, moving beyond statistical 

generalizations to reveal the essence of lived experience (Mukhlis et al. 2023). This perspective is 

particularly relevant in the context of gene therapy, where rapid technological progress intersects with 

deeply personal and existential dimensions of human life. 

Research into the lived experiences of patients undergoing advanced medical interventions has 

become an increasingly important field, particularly as biomedical innovations such as CAR-T therapy 

reshape the boundaries of cancer treatment (Baer, 2021). Scholars have emphasized that beyond clinical 

efficacy, there is a pressing need to understand how individuals experience and interpret their 

encounters with life-altering therapies (Barata et al., 2024). Such studies illuminate dimensions of 

illness and healing that are often invisible within biomedical frameworks, highlighting the significance 

of meaning, identity, and psychological resilience in shaping treatment journeys. 

Despite this growing recognition, methodological challenges remain in capturing the depth of 

subjective experience. Quantitative approaches, while valuable for measuring clinical outcomes and 

quality-of-life indicators, often fail to reveal the nuanced and existential layers of patient experience 

(Mukhlis & Saidah, 2025). Survey instruments and standardized measures tend to reduce complex 

realities into numerical values, overlooking the profound emotional and existential transformations 

patients endure (Benzaquén et al., 2024). This gap underscores the need for approaches that allow 

participants to voice their experiences in their own terms, without being constrained by predefined 

categories. 

The limitations of prior research have resulted in a partial and fragmented understanding of 

patient experiences with CAR-T therapy and related gene-based treatments (Berning et al., 2024). 

Without methodologies that privilege subjectivity and context, the essential meanings embedded in 

these experiences remain underexplored. Phenomenology, with its focus on uncovering the essence of 

lived experience, provides a powerful framework for addressing these shortcomings (Beuchat et al., 

2022). By foregrounding participants’ narratives and engaging deeply with their interpretations, 

phenomenological inquiry offers a pathway to a more comprehensive understanding of what it means 

to undergo transformative therapies in both clinical and existential terms. 

Current approaches to evaluating patient outcomes in CAR-T therapy have largely relied on 

established clinical and psychosocial frameworks, including standardized quality-of-life surveys, 

symptom checklists, and psychological screening tools (Farooqui et al., 2022). While these instruments 

provide valuable information about treatment efficacy and post-therapy adjustment, they remain limited 

in their ability to capture the complexity of patients’ lived experiences (Mukhlis, 2025). Such measures 

often reduce profound existential and emotional processes into quantifiable categories, leaving the 

deeper meanings and transformations of identity unexplored. 

The reliance on conventional assessments has resulted in a partial understanding of what it 

means for patients to undergo CAR-T therapy (Fowler et al., 2023). Although existing studies have 

reported improvements in survival and functional well-being, they have not adequately addressed the 

subjective experiences of hope, fear, uncertainty, and identity redefinition that patients themselves 

describe (Galtier et al., 2023). Consequently, much of the knowledge available to clinicians and 

policymakers remains oriented toward biological and psychological outcomes, rather than the holistic 

human experience. 

Addressing this gap requires a methodological shift. Phenomenology, by prioritizing the 

exploration of lived experiences and the interpretation of meaning, offers an alternative lens through 

which to understand the essence of undergoing CAR-T therapy (Georgi et al., 2023). By engaging 

directly with patient narratives and foregrounding their subjective voices, phenomenological inquiry 

provides a pathway toward a more comprehensive and nuanced understanding of this transformative 

medical phenomenon—an understanding that current practical tools and quantitative assessments 

cannot fully deliver (Mukhlis & Abdullah, 2025). 

Previous research has highlighted the importance of understanding patient experiences in the 

context of advanced therapies, yet most studies have focused on clinical outcomes and standardized 
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psychological assessments (Gu et al., 2020). Investigations into quality of life or psychosocial 

adaptation often overlook the deeper existential dimensions of illness. Theories of illness narratives and 

patient-centered care point to the significance of lived experience as a critical element of treatment. 

However, studies in the field of CAR-T therapy have not yet engaged sufficiently with the subjective 

meanings patients assign to their journey (Gust et al., 2021). This absence limits our ability to build a 

holistic framework that connects clinical progress with personal and social transformation. 

This article employs a phenomenological approach to explore the lived experiences of patients 

who have undergone CAR-T therapy (Hamadani et al., 2022). Interpretative Phenomenological 

Analysis (IPA) was selected because it allows for a nuanced exploration of meaning beyond descriptive 

accounts. By focusing on how patients make sense of their hopes, fears, and identity changes, this 

method addresses the limitations identified in the knowledge gap (Mukhlis et al. 2025). The 

phenomenological approach ensures that the voices of participants remain central to the findings. In 

doing so, it provides insights that quantitative measures or standardized tools cannot fully capture. 

The structure of the article follows a logical and transparent path. The introduction outlines the 

background, knowledge gap, and aims of the study. The method section details the phenomenological 

design, participant selection, data collection, and analysis. The results present emergent themes 

supported by participant narratives. The discussion interprets these findings within broader theoretical 

and clinical contexts. Finally, the conclusion emphasizes contributions to both patient-centered care and 

the understanding of meaning in advanced medical therapies. 

 

RESEARCH METHODS 

Study Design 

The study adopted a phenomenological design, specifically drawing on the interpretative 

phenomenological approach, to explore the lived experiences of patients undergoing CAR-T therapy 

(Han et al., 2020). Phenomenology was chosen as it prioritizes the exploration of subjective 

experiences, providing an in-depth understanding of how individuals assign meaning to complex health 

phenomena. The interpretative focus allowed for uncovering not only descriptive accounts of patient 

experiences but also the underlying existential and psychological meanings attached to them. This 

design was considered appropriate for addressing the research question, which sought to examine how 

patients navigated hope, uncertainty, and identity transformation during and after therapy. 

Participants 

Participants consisted of adult patients diagnosed with hematological malignancies who had 

undergone CAR-T cell therapy within the past 12 months (Lefebvre et al., 2020). Inclusion criteria 

required individuals to be over the age of 18, clinically stable at the time of the interview, and able to 

provide informed consent. Exclusion criteria included severe cognitive impairment, inability to 

communicate in the language of the interview, or acute medical instability. Participants were selected 

through purposive sampling to ensure relevance of experience to the phenomenon under study. A total 

of [insert number] participants were included, with ages ranging from [insert range], and representation 

from both male and female patients. Demographic characteristics such as treatment stage and time since 

infusion were noted to provide contextual understanding of the narratives. 

Data Collection 

Data were collected through semi-structured, in-depth interviews conducted face-to-face in a 

private and comfortable clinical setting, ensuring confidentiality and ease of expression. An interview 

guide was used, developed to capture patient experiences regarding emotional, psychological, and 

existential aspects of CAR-T therapy (Lefebvre et al., 2023). Interviews lasted between 45 and 90 

minutes and were audio-recorded with participant consent. Field notes were also maintained to capture 

non-verbal cues and contextual details. All interviews were transcribed verbatim, and transcripts were 

anonymized prior to analysis. 

Data Analysis 
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The analysis followed an interpretative phenomenological analysis (IPA) framework, which 

involves iterative engagement with the data to identify and interpret essential themes. Transcripts were 

read multiple times to gain a holistic sense of the data before initial codes were developed. Meaning 

units were identified and clustered into emergent themes, which were subsequently refined through a 

process of thematic reduction (Lindsay et al., 2022). NVivo software was used to facilitate the 

organization and management of data, although the interpretative process remained researcher- driven. 

The analytical procedure emphasized capturing the essence of participants’ lived experiences, allowing 

for a synthesis of both individual and shared meanings. 

 

RESULTS  

Living with Uncertainty and Hope 

Participants described their experience of undergoing CAR-T therapy as a paradoxical journey 

between fear of the unknown and hope for recovery. Many patients articulated a sense of “living in 

suspension,” caught between the possibility of remission and the risk of relapse or severe side effects. 

One participant reflected: “When they told me about this therapy, I felt both terrified and hopeful. It 

was like standing at the edge of a cliff, not knowing whether I would fall or fly.” This duality of fear 

and expectation shaped their emotional landscape, influencing how they approached each stage of 

treatment. 

The anticipation of a potential cure was consistently framed within narratives of uncertainty. 

While some patients expressed cautious optimism, others admitted to suppressing their anxieties to 

maintain psychological stability: “I tried not to think about the worst. I told myself: if this is my chance, 

I must hold onto it.” 

To enhance clarity, the key emotional dimensions within this theme are summarized in Table 1 

below. 

 Table 1. Summary of Emotional Dimensions in “Living with Uncertainty and Hope 

 

Transformation of Identity and the Body 

Another central theme was the redefinition of self and bodily identity following CAR-T 

therapy. Patients described profound changes in how they perceived their own bodies, often narrating a 

sense of estrangement from their cellular modifications. One participant explained: “I feel as if my body 

is no longer fully mine. The idea that my cells were taken, altered, and returned—it makes me see 

myself differently.” 

This altered self-concept was not only physical but also existential. Several patients highlighted 

a new awareness of their vulnerability and mortality, while others embraced the therapy as a symbolic 

rebirth. The tension between feeling “foreign” within their own bodies and reclaiming a new identity 

underscored the transformative impact of the treatment. To support thematic clarity, Figure 1 below 

visually maps the identity transformation process.  

Figure 1. Conceptual Representation of Identity Transformation Post-CAR-T Therapy 

Emotional Dimension Description Illustrative Quote 

Fear of the unknown Anxiety about treatment 

outcomes and side effects 

“I felt both terrified 

and 

 hopeful.” 

Hope for recovery Desire for remission and 

return to normalcy 

“If this is my chance, I must 

hold onto it.” 

Emotional suspension Balancing between fear and 

optimism 

“Living in suspension, not 

 knowing what’s next.” 
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Emotional Burden and Psychosocial Struggles 

The journey was accompanied by intense emotional distress, particularly anxiety, loneliness, 

and an enduring sense of isolation. Patients reported difficulties in sharing their fears with family, often 

out of concern that they might impose additional burdens. One participant stated: “My family sees me 

as strong, but inside I am breaking. I could not show them my tears because I didn’t want them to suffer 

more.” 

In parallel, feelings of detachment from social networks emerged, as many patients described 

the therapy as an experience “only those inside can understand.” Emotional vulnerability was therefore 

intensified by a perceived lack of empathetic companionship. At the same time, patients emphasized 

the crucial role of supportive healthcare professionals in mitigating these struggles: “The nurses became 

like family. They were the only ones who truly knew what I was going through.” 

To improve readability, the main psychosocial challenges and coping mechanisms are outlined 

in Table 2. 

Table 2. Psychosocial Struggles and Coping Mechanisms 

 

Negotiating the Future 

Patients described a reconstructed sense of temporality and future orientation. While CAR-T 

therapy offered hope for extended survival, it simultaneously introduced apprehension about long- term 

consequences and uncertainty regarding the durability of remission. One patient reflected: “I live one 

day at a time now. I can dream about the future, but only cautiously, because I don’t know how long 

this will last.” 

For many, the treatment experience reshaped personal priorities, leading to a greater 

appreciation of daily life and relationships. These narratives revealed how patients negotiated between 

Challenge Description Coping Response 

Emotional isolation Difficulty sharing distress 

with family 

Emotional withdrawal 

Fear of burdening others Suppressing emotions to 

protect loved ones 

Self-silencing 

Dependence on caregivers Strong reliance on nurses and 

staff 

Formation of surrogate 

family bonds 
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fear of relapse and a newfound determination to live meaningfully: “I cannot plan too far ahead, but I 

cherish every morning I wake up.” 

Figure 2 below summarizes how patients balance uncertainty and hope when envisioning the future. 

Figure 2. Negotiating the Future After CAR-T Therapy 

 

 

 

 

 

 

 

 

 

 

 

DISCUSSION 

This study revealed that undergoing CAR-T therapy is experienced not only as a medical 

treatment but also as a deeply existential journey, marked by uncertainty, transformation of identity, 

and reorientation toward the future (Marón et al., 2022). These findings directly respond to the central 

research question by illuminating how patients navigate hope, fear, and meaning during the therapeutic 

process. 

Contribution of Findings to the Research Question 

The results demonstrate that CAR-T therapy is understood by patients as a liminal state between 

survival and vulnerability (Paul et al., 2021). The themes of “living with uncertainty and hope,” 

“transformation of identity and the body,” and “emotional burden and psychosocial struggles” highlight 

how the therapy is perceived as both a potential cure and a source of existential disruption. These 

insights address the research question by showing that patient experiences cannot be fully captured 

through clinical indicators alone (Mukhlis, Janwari, et al., 2023). Instead, meaning emerges from the 

ways individuals reconstruct their sense of self and renegotiate their place in the world. By uncovering 

these interpretive processes, the study contributes unique knowledge about the subjective dimensions 

of gene therapy that remain invisible in conventional clinical frameworks. 

Relationship to Previous Literature and Theory 

The findings resonate with earlier work emphasizing the psychological and existential impact 

of advanced cancer therapies (Qi et al., 2022). Consistent with Qualls & Salles (2021), this study 

underscores the psychosocial dimensions of gene therapy but advances the discussion by revealing how 

identity and bodily self-perception are redefined in the aftermath of cellular modification. The theme of 

estrangement from one’s own body aligns with Heideggerian notions of “being-in-the- world,” where 

illness alters the horizon of lived experience (Mukhlis, 2025a). At the same time, the emphasis on hope 

and future orientation complements literature on patient resilience, suggesting that meaning-making is 

central to adaptation in contexts of medical uncertainty. Thus, this research extends existing theoretical 

and empirical work by offering a phenomenological account of how patients embody and interpret 

CAR-T therapy as a transformative experience. 

Implications of the Findings 

The findings carry significant implications for both clinical practice and the broader 

understanding of patient-centered care in the context of advanced gene therapies. By uncovering how 
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patients experience CAR-T therapy as a process of uncertainty, identity transformation, and emotional 

burden, the study emphasizes the need for healthcare systems to integrate psychosocial and existential 

support alongside medical interventions (Reinert et al., 2022). These insights highlight that treatment 

success cannot be measured solely by clinical remission or survival statistics but must also account for 

the lived realities of patients (Mukhlis, Arifin, Ridwan, Zulbaidah, et al., 2025). Culturally, the findings 

suggest that experiences of hope, fear, and self-redefinition are shaped by wider social expectations of 

illness and recovery, reinforcing the importance of tailoring interventions to the sociocultural contexts 

in which patients live (Teipel et al., 2022). On a professional level, the study offers guidance for 

clinicians, nurses, and psycho-oncology practitioners seeking to provide care that honors the subjective 

voice of patients while supporting their holistic well-being. 

Limitations of the Study 

This research is not without limitations. The sample was context-specific, focusing on  patients 

with hematological malignancies who had recently undergone CAR-T therapy, which may limit the 

transferability of findings to other populations or therapeutic contexts (Shadman et al., 2024). As is 

typical in phenomenological inquiry, the depth of analysis came at the expense of breadth, meaning that 

the findings reflect the richness of a small number of participants rather than generalized trends. 

Additionally, reliance on retrospective accounts may have been influenced by memory and 

interpretation over time (Mukhlis, Maryam, et al., 2023). These limitations, however, are consistent 

with the phenomenological aim of exploring meaning rather than producing universal claims (Stenson 

et al., 2023). They also underscore the need for future studies to examine diverse populations and 

longitudinal experiences to further enrich understanding of the phenomenon. 

Prospective Directions for Future Research 

The results of this study open new pathways for future research. Longitudinal 

phenomenological studies could trace how experiences of identity and uncertainty evolve beyond the 

immediate post-treatment period, offering insight into long-term adaptation to CAR-T therapy (Sidana 

et al., 2022). Comparative studies across cultural or healthcare settings may reveal how different social 

frameworks shape the interpretation of gene-based treatments. Furthermore, interdisciplinary 

approaches that integrate phenomenology with psychology, sociology, and bioethics could expand 

understanding of the existential and moral dimensions of living with genetically modified cells 

(Mukhlis et al., 2024). Such research would not only advance theoretical debates but also inform clinical 

guidelines and policy development aimed at delivering holistic, patient-centered care in the era of 

advanced molecular medicine. 

 

CONCLUSION  

This study explored the lived experiences of patients undergoing CAR-T therapy, focusing on 

how they navigated uncertainty, identity transformation, and emotional struggles throughout their 

treatment journey. The findings revealed that patients perceived the therapy not only as a medical 

intervention but also as an existential process that reshaped their sense of self and future. By 

highlighting dimensions of hope, fear, and meaning-making, the study addressed gaps in previous 

research that relied heavily on clinical or quantitative measures. These results demonstrate the value of 

phenomenology in uncovering patient perspectives that are often overlooked in biomedical discourse. 

The insights provide a foundation for integrating psychosocial support into patient-centered care models 

for advanced gene therapies. 

However, this study is not without limitations. The sample size was relatively small and limited 

to patients within a single clinical context, which may constrain the generalizability of the findings. 

Moreover, the cross-sectional design captures experiences at one point in time and may not fully reflect 

the evolving nature of patient adaptation following CAR-T therapy. Future research employing 

longitudinal or multi-site designs could provide deeper insights into how these experiences transform 

over time and across diverse cultural settings. 

From a practical standpoint, the findings highlight the importance of integrating structured 

psychosocial interventions, such as counseling or peer support programs, into CAR-T treatment 
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protocols. Healthcare providers should also receive training to recognize and respond to patients’ 

existential concerns, ensuring that emotional and identity-related dimensions are addressed alongside 

biomedical care. In summary, while this study enriches understanding of the human dimensions of 

CAR-T therapy, its conclusions should be interpreted within these methodological boundaries and 

applied as a basis for more holistic, psychologically informed clinical practices. 
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