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Proposed Research (this section must be no longer than 2,500 words)

	Current Proposed Title (20 / 30 words):

	A Qualitative Study Exploring How Sickle Cell Trait Carrier Individuals Experience And Understand Their Carrier Status And Its Influence On Reproductive Intentions And Romantic Partner Choices.

	Background & Context 
(to include rationale and theoretical framework, leading to a clear research question)

	Sickle cell trait is a hereditary condition from one or both parents who are sickle cell carriers or have sickle cell disease. Sickle cell trait individuals are typically asymptomatic as they carry one copy of the gene responsible for sickle cell disease. When two carriers conceive, there is a 25% probability that their child will inherit sickle cell disease which is a serious, life-limiting condition associated with significant physical, psychological and social burdens (Ashorobi et al., 2024). This condition affects individuals globally particularly those from African, Caribbean, Middle Eastern, and South Asian heritage (World Health Organisation, 2025). As screening continues to expand globally, understanding the psychological consequences of carrier identification becomes increasingly important for existing and future carriers when applied to real life personal decision making (Peil at al., 2023).

Once an individual becomes aware of their carrier status, awareness of reproductive risk can generate psychological and social implications. Existing research shows how carrier status can cause psychological burden such as anxiety, stigma and fear of rejection, perceived reproductive responsibility and relationship strain, as similarly experienced by individuals with sickle cell disease (Bowen et al.,2025). Studies such as Naik and Haywood (2015) highlight fears surrounding disclosing status to a partner, internalised stigma and experiences of being misunderstood. Although majority of existing literature focuses on experiences of individuals living with sickle cell disease rather than sickle cell trait, both may experience similarities in psychosocial concerns when navigating relationships and future reproductive planning. However, sickle cell trait still remains underexplored in psychological research.

Carrier status may not only affect reproductive intentions but may influence the selection of romantic relationships. Individuals may have certain considerations including a preference of partners who have been previously screened, avoiding relationships with carrier or experience fear of disclosure to potential partners. Such behaviours can affect relationship formulation or maintenance; however it is underexplored within sickle cell carrier research. Furthermore, carriers may experience concerns regarding passing the gene to future children which highlights how reproductive intentions are not solely based on biological risk, but are strongly influenced by social, relational and emotional factors (Harancher, 2025). Although basic understanding of reproductive intentions and romantic partner choice is available, there is little research which has explored how sickle cell trait carrier themselves understand and navigate these issues.

The Health Belief Model (Rosenstock, 1974) and the Theory of Planned Behaviour (Ajzen, 1991) provide useful frameworks for understanding how carrier status may influence reproductive intentions and partner romantic choice. The Health Belief Model suggests that reproductive intentions are influenced by perceived susceptibility to having children with sickle cell disease and perceived severity of the condition itself. Meanwhile, the Theory of Planned Behaviour highlights the role of attitudes, perceived subjective norms, and perceived behavioural control in shaping intentions. Together, the frameworks highlight that reproductive intentions within sickle cell trait community are influenced by knowledge of genetic risk as well as additional factors including psychological, cultural and social pressures.

Previous research studies have used the Sickle Cell Reproductive Knowledge, Parenting Intent and Behaviour Questionnaire (SCKnowIQ) developed by Gallo et al (2014). The studies used the validated measure scale to assess basic knowledge of sickle cell disease and sickle cell trait and related genetic and reproductive issues (Aldossary et al., 2022; Stevens et al., 2019). This approach provides limited insight into how individuals understand and cope with this knowledge in the context of their relationships and reproductive choices.

Although previous research has explored awareness of sickle cell trait and general attitudes towards genetic risk, there is a lack of quantitative research focusing on how levels of knowledge influence reproductive intentions. Existing literature primarily focuses on clinical management for those with sickle cell disease or quantitative studies exploring knowledge awareness and perceptions. A gap remains in qualitative research exploring how sickle cell carriers interpret and experience their status and the affect of this on reproductive decisions.







	Aims and Objectives 

	Aim- To explore how individuals with sickle cell trait experience and understand their status and how this influences reproductive intentions and romantic partner choices.
Objectives 
1. To explore how awareness of SCT carrier status influences reproductive intentions and the likelihood of parenthood 
2. To examine whether participants feel that SCT affects romantic relations and disclosure experiences
3. To explore psychological impact linked with SCT carrier status.
4. To identify potential barriers within healthcare, educational and genetic counselling support.

	Methodology 

	Qualitative data will be analysed using the six-step framework by Braun and Clarkes (2006) in thematic analysis. This is suitable as it allows explorations of patterns across participants experience and provides an opportunity for participants to describe personal experiences. 
Smith and Aguirre (2012) justify the use of qualitative methodology to capture the underlying attitudes, beliefs and decision-making process regarding reproductive intentions and genetic risk. The paper argues that this approach provides deep, contextual insights which are essential for addressing existing gaps in genetic risk awareness and developing effective healthcare education. Similarly, Grismore et al (2025) employ a qualitative study design to capture the experiences of individuals navigating the healthcare system. In this paper, this methodology is justified as essential for uncovering complex structural and interpersonal barriers that quantitative data often fails to articulate.

While quantitative research may quantify the percentage of sickle cell trait carriers who select certain reproductive options and carefully consider partner choice, it fails to explain the reasoning. For this study, a quantitative design minimised opportunities for participants to elaborate on their individual and subjective lived experiences.

Participants will be adults aged 18 years and over who self-identify as having sickle cell trait. Participants must be aware of their SCT carrier status, be able to provide informed consent, and be fluent in English to facilitate participation. The study will aim to recruit approximately 8-12 participants through social media platforms such as Facebook sickle cell trait support groups, Centre for African Entrepreneurship/ African Community Centre both based in Swansea and Cianna’s Smile charity based in Reading.

Data will be collected using Qualtrics. The online survey will include demographic information and open-ended qualitative questions. The survey is expected to last approximately 10 to 15 minutes.

Example qualitative questions:
1. Provide a short description on how you felt when you learned about your sickle cell trait status?
2. Briefly describe how your sickle cell trait status has affected your views on reproductive intentions.
3. Shortly summarise experienced barriers or challenges when discussing your sickle cell trait status with romantic partners.
4. Summarise your thoughts and feelings about the support provided to you throughout your sickle cell trait journey.

An ethics form will be completed following the Ethics Committee policy prior to recruitment of participants. Due to the nature of the study involving sensitive topics regarding genetics, relationships and reproduction, the researcher will carefully consider these factors for participants wellbeing. The participants will receive an information sheet, stating the purpose of the study, right to withdraw at any time during the study without penalty and confidentiality. Responses from the survey will be anonymised and most likely be saved as ‘participant 1, participant 2’. Data will be securely stored on a password protected computer in a locked online file only accessible to the researcher, and research supervisor if required. Participants may experience emotional discomfort when discussing this sensitive topic – the researcher will provide support services information such as sickle cell charities, counselling services and NHS support information at the end of the study using a debrief sheet. The researcher will provide their contact details as well as their research supervisors details for participants to get in touch and be directed to the most appropriate support services, if distressed. Due to the researchers’ personal connection to sickle cell trait, reflexivity will be considered. Regular supervision meetings and check ins will be utilised throughout the process of this study to minimise potential bias and support with emotional load.


	Proposed plan of work including timetable or Gannt Chart

	Phase 1- Systematic literature review and research proposal- May 2026
Phase 2 – Submission of Ethics application to Ethics Panel and finalise methodology– June 2026
Phase 3 – Survey design on Qualtrics (potential pilot testing) – June 2026
Phase 4- Participant recruitment and data collection – June - July 2026
Phase 5- Quantitative and Qualitative data analysis and dissertation writing– August 2026
Phase 6– Visual showcase and Final Project report submission – September 2026

	Anticipated Outcomes and Real World Impact 

	The study is expected to provide an insight into individual with SCT psychologically and socially experience their carrier status. It is anticipated that findings will demonstrate varying levels of understanding regarding genetics and reproductive risk, alongside emotional and relational challenges associated with disclosure and future family planning.
The qualitative findings may identify themes relating to stigma, anxiety, responsibility, cultural differences, disclosure barriers and relationship decision making. The study may show how knowledge of SCT influences partner preferences and reproductive planning decisions. By combining quantitative and qualitative findings, the research aims to provide a more comprehensive understanding of SCT experiences than previous research focused solely on medical treatments or knowledge-based perspectives.

The study has potential to positively impact healthcare professionals, genetic counsellors and the public health services. Findings of this study can potentially contribute towards increasing awareness of psychosocial challenges faced by SCT carriers, improving genetic practice support systems and supporting patient-centred reproductive guidance. By highlighting lived experiences, the study may help to reduce stigma surrounding individuals with SCT. The research will contribute to the existing limited psychological literature regarding SCT, particularly within the UK and Welsh context. 
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