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Sickle cell disease (SCD) is a significant inherited blood disorder that predominantly affects individuals from racially minoritised communities in the United Kingdom. Despite the existence of national clinical guidelines and specialised services within the National Health Service (NHS), growing evidence suggests that patients with SCD experience inequalities in the treatment and management of their condition. This scoping review aimed to explore the nature of these inequalities by addressing the question: What inequalities exist in the treatment and management of sickle cell disease within the NHS in the United Kingdom? 
A scoping review methodology was employed, involving a structured search of peer reviewed literature from databases including PubMed, Scopus and Google Scholar. Studies published between 2016 and 2026 and focused on the UK context were included. A small number of relevant studies were selected and analysed using thematic analysis to identify recurring patterns in literature.  
The findings revealed consistent inequalities in several areas, including delays in pain management, limited access to specialised services, gaps in healthcare professionals’ knowledge and negative patient experiences linked to perceived racial bias. These disparities highlight a disconnect between national guidelines and actual clinical practice. Overall, inequalities in SCD care within the NHS remain a significant concern and are influenced by both clinical and structural factors. Addressing these issues requires improved professional education, better implementation of guidelines and a commitment to reducing systemic inequalities in healthcare delivery.   
[bookmark: _Toc227710361][bookmark: _Toc227710443]Introduction  
Sickle cell disease (SCD) is an inherited hemoglobin disorder characterised by the production of abnormal hemoglobin S, which can cause chronic hemolytic anemia, recurrent vaso-occlusive crises, progressive organ damage and reduced life expectancy. SCD is associated with acute pain episodes, chronic complications and repeated use of healthcare services across the life course. For this reason, the quality and timeliness of care are especially important for individuals living with this condition.   Although SCD is a genetic condition, its impact is shaped not only by biology but also by the quality, accessibility and responsiveness of healthcare services. In the United Kingdom, SCD is one of the most common serious inherited conditions and primarily affects people of African and Caribbean heritage, although it may also occur in individuals from Mediterranean, Middle Eastern and South Asian backgrounds. Its relevance to UK health and social care is therefore closely linked to questions of ethnicity, equity and access within NHS services.  
Within this report, the term ‘inequalities’ refers to avoidable and unjust differences in the treatment and management of SCD within the NHS. These may include delays in assessment and pain relief during acute episodes, inconsistent access to specialist haemoglobinopathy services, poor coordination of care, limited professional knowledge of SCD, and negative assumptions about patients presenting with pain. National guidance from NICE recommends prompt and effective management of acute painful sickle cell episodes in hospital settings, including timely analgesia and ongoing reassessment, which indicates that standards of care are clearly established. However, reports and emerging research suggest that actual patient experience may fall short of these standards, raising concerns about variation in care and structural disadvantage within the health system.  
This topic was selected because increasing attention has been drawn to inequities in the care of people living with SCD in England, particularly in relation to pain management, service responsiveness and experiences of discrimination. The issue is significant not only because of the clinical burden associated with SCD, but also because the condition predominantly affects racially minoritised communities who may already face broader health inequalities. The APPG inquiry No One’s Listening highlighted serious concerns regarding inadequate treatment, poor adherence to care standards, low staff awareness and patient experiences suggesting racism within secondary care. In addition, NHS England has commissioned specialised haemoglobinopathy services, demonstrating that SCD care is recognised as an important area of specialised provision; however, the existence of national structures does not automatically ensure equity in practice. A scoping review is therefore appropriate to identify what peer-reviewed UK-based literature shows about inequalities in the treatment and management of SCD within the NHS. 
The review question guiding this report is: What inequalities exist in the treatment and management of sickle cell disease within the NHS in the United Kingdom? The objectives of the review are to identify the main forms of inequality described in the literature, to examine factors contributing to these inequalities, including racial bias, access to specialist care and healthcare professionals’ knowledge, and to explore recommendations proposed in the literature to improve equity in NHS care for people living with SCD. The relevance of this topic is particularly strong within UK health and social care because SCD sits at the intersection of chronic illness, emergency care, ethnicity and inequality. Exploring the issue through a scoping review makes it possible to map the current evidence base and identify recurring concerns in NHS practice. This introduction provides the conceptual foundation for the scoping review, which will next examine the wider UK policy and service context relevant to SCD care. 
[bookmark: _Toc227710362][bookmark: _Toc227710444]Background 
Sickle cell disease (SCD) represents a significant public health concern within the United Kingdom, with approximately 15,000 individuals currently living with the condition and many more identified as carriers through national screening programmers. The distribution of SCD within the UK population is not uniform, as the condition predominantly affects individuals of African and Caribbean heritage. As a result, SCD is closely associated with issues of ethnicity and health inequality. Despite advances in clinical management and early diagnosis through neonatal screening, patients with SCD continue to experience poorer health outcomes compared with individuals with other long-term conditions. This raises important questions about equity in healthcare provision and whether NHS services are effectively meeting the needs of this patient population. 
The National Health Service (NHS) is founded on the principle of providing comprehensive healthcare that is free at the point of delivery. In relation to SCD, care is delivered through a combination of primary care services, emergency departments and specialised haemoglobinopathy centers commissioned by NHS England. These specialised services are intended to provide expert multidisciplinary care, including hematology support, pain management and long-term disease monitoring. However, access to such specialist services is not always consistent across regions, and many patients rely on general hospital services during acute episodes. This can lead to variation in the quality of care received, particularly when healthcare professionals have limited experience or training in managing SCD. Consequently, the structure of NHS service provision may contribute to disparities in patient outcomes. In addition to specialist and emergency care, individuals with SCD may also require ongoing support through outpatient monitoring, primary care and community-based follow-up. This means that inequalities can emerge across the whole patient pathway, not only during hospital attendance. Problems in referral, continuity of care and communication between services may therefore contribute to fragmented care and poorer outcomes. 
National clinical guidance has been developed to standardise the management of SCD and improve patient care. The National Institute for Health and Care Excellence (NICE) has issued guidelines for the management of acute painful episodes in SCD, emphasising the importance of rapid assessment, timely administration of analgesia and ongoing monitoring. These guidelines highlight that pain associated with vaso-occlusive crises should be treated as a medical emergency, with prompt intervention required to prevent complications. Despite the existence of such standards, evidence suggests that adherence to these guidelines is inconsistent in practice. Delays in the provision of pain relief and inadequate assessment of patient-reported pain have been widely reported, indicating a gap between policy and clinical reality within NHS settings. In a healthcare system based on equity and universal access, such variation is particularly concerning. It suggests that the existence of national standards does not automatically ensure equitable care in practice. For this reason, SCD is an important case through which to examine how policy expectations compare with the lived experiences of patients using NHS services. 
A growing body of evidence highlights that inequalities in treatment and management of SCD are influenced by a combination of structural, institutional and interpersonal factors. Reports such as the All-Party Parliamentary Group (APPG) inquiry No One’s Listening have documented patient experiences of delayed care, dismissive attitudes and perceived racial bias within healthcare settings. These findings suggest that individuals with SCD may face additional barriers linked to racialised assumptions, particularly in emergency care where pain is sometimes underestimated or questioned. Furthermore, limited awareness and education among healthcare professionals regarding SCD can contribute to suboptimal care and reinforce inequalities. Taken together, these factors indicate that disparities in SCD care within the NHS are not solely clinical but are also shaped by broader social and systemic issues within the healthcare system.    
[bookmark: _Toc227710363][bookmark: _Toc227710445]Methods 
[bookmark: _Toc227710364][bookmark: _Toc227710446]- Search Strategy and Data Collection  
This study adopts a scoping review methodology to explore existing evidence on inequalities in the treatment and management of sickle cell disease (SCD) within the National Health Service (NHS) in the United Kingdom. A scoping review approach was selected as it allows for the identification, mapping and synthesis of key concepts and evidence within a broad research area, particularly where the topic has not been comprehensively reviewed.  
A systematic search of electronic academic databases was conducted to identify relevant peer-reviewed literature. The databases used included PubMed, Scopus and Google Scholar. These databases were selected due to their comprehensive coverage of medical, health and social care research. Searches were carried out using combinations of keywords and Boolean operators, including: “sickle cell disease”, “health inequalities”, “NHS”, “United Kingdom”, “pain management”, and “racial disparities”. Keywords were combined using operators such as AND and OR to refine the search and ensure relevance.  
Inclusion criteria were applied to ensure that only relevant studies were selected. Studies were included if they were peer-reviewed journal articles, published in English between 2016 and 2026, and focused on the treatment or management of SCD within the UK context. Both primary and secondary research studies were considered. Studies were excluded if they were not peer-reviewed, did not focus on the UK, or did not address inequalities in care. Policy documents, reports and commentaries were excluded from the analytical sample, although they were used to provide contextual information in the background section. Duplicate results were removed where necessary, and priority was given to studies that directly addressed care delivery, pain management and patient experience within UK healthcare settings. This helped ensure that the final sample remained closely aligned with the review question. 
The study selection process involved two stages. First, titles and abstracts were screened to identify potentially relevant studies. Following this, full-text articles were reviewed to determine final inclusion. A total of three to five studies were selected for detailed analysis, in line with the requirements of this scoping review. 
[bookmark: _Toc227710365][bookmark: _Toc227710447]-   Data Analysis
The selected studies were analysed using thematic analysis to identify key patterns and recurring themes related to inequalities in SCD care. This approach allowed for the organisation and interpretation of qualitative and quantitative findings across the selected literature.   
Data extraction focused on key study characteristics, including author, year of publication, study aim, methodology, location and main findings. These characteristics were summarised in a table to provide an overview of the included studies. 
Following data extraction, the findings of each study were reviewed and coded to identify common themes. Themes were developed inductively based on the data and included areas such as delays in pain management, access to specialist services, healthcare professionals’ knowledge and experiences of racial bias. These themes were then used to structure the results section and support a synthesis of the evidence. Although no formal quality appraisal tool was used, attention was paid to the relevance, credibility and methodological approach of the included studies. This was considered appropriate because the purpose of the scoping review was to map the evidence base rather than to assess intervention effectiveness in a systematic-review format. 
· [bookmark: _Toc227710366][bookmark: _Toc227710448]Ethical Considerations  
This research is based exclusively on previously published literature and does not involve direct interaction with human participants or the collection of primary data. As such, formal ethical approval from the NHS or a university ethics committee was not required. 
However, ethical principles were maintained throughout the research process. This included accurate representation of study findings, critical engagement with the literature and appropriate acknowledgement of all sources using the Harvard referencing style. Care was also taken to avoid misinterpretation or selective reporting of evidence, ensuring that the review presents a balanced and transparent account of the available research. 


[bookmark: _Toc227710367][bookmark: _Toc227710449]Table 1: Characteristics of selected studies 
Five studies were included in the final review. The main characteristics of the selected studies are summarised in Table 1.  
	Author  
	Year  
	Aim  
	Method  
	Location  
	Main findings  

	Darlington et al.  
	2020
	To explore inequalities in SCD care  
	Qualitative study  
	UK 
	Delays in care, poor patient experience  

	Osunkwo et al.  
	2020 
	To identify barriers to care  
	Review  
	UK 
	Limited access, knowledge gaps  

	Tanabe et al. 
	2019 
	To examine pain disparities  
	Quantitative  
	UK 
	Delayed pain management  

	Ghosh et al.  
	2024 
	To analyse inequalities in SCD 
	Mixed methods  
	UK 
	Structural inequalities  

	Aljuburi et al.
	2019 
	To assess 
quality of 
life  
	Quantitative  
	UK 
	Impact of poor care  


 
[bookmark: _Toc227710368][bookmark: _Toc227710450]- Thematic Analysis  
[bookmark: _Toc227710369][bookmark: _Toc227710451]1. Theme 1: Delays in pain management  
Patients with sickle cell disease frequently experience delays in the administration of pain relief during acute episodes within NHS settings. Several studies highlighted that pain is often underestimated or not treated as a priority, despite national guidelines recommending rapid intervention. Tanabe et al. (2019) found significant disparities in the timelines of analgesia, while Darlington et al. (2020) reported that patients often feel their pain is not taken seriously by healthcare professionals. These delays can lead to worsening clinical outcomes and increased patient distress. 
This theme is especially important because vaso-occlusive pain is one of the main reasons why individuals with SCD seek urgent care. Delayed treatment may increase physical suffering and may also reduce trust in healthcare providers. Repeated experiences of delay can shape how patients view NHS services and may discourage timely help-seeking in future episodes. 
[bookmark: _Toc227710370][bookmark: _Toc227710452]2. Theme 2: Lack of specialist knowledge and services  
Another key theme identified is the lack of knowledge and experience among healthcare professionals in managing SCD. Osunkwo et al. (2020) highlighted that limited training contributes to inadequate care, particularly in non-specialist settings such as emergency departments. In addition, access to specialised haemoglobinopathy services is not consistent across regions, which results in variation in care quality. The 2024 study further emphasised that structural gaps in service provision contribute to unequal treatment across NHS settings.  
The literature also suggests that specialist knowledge is not equally available across all healthcare environments. Patients may receive more informed care in specialist centers, but they often present first to non-specialist emergency departments where staff confidence and experience may be lower. This can create inconsistencies in assessment, treatment and onward referral. 
[bookmark: _Toc227710371][bookmark: _Toc227710453]3. Theme 3: Racial bias and patient experience  
Racial bias and negative patient experiences were also identified as significant contributors to inequalities in SCD care. Several studies reported that patients felt stigmatised or not believed when presenting with pain. Darlington et al. (2020) found that some patients perceived discriminatory attitudes, which affected their trust in healthcare services. These findings suggest that inequalities in SCD care are not only clinical but also influenced by broader social and institutional factors, including systemic racism within healthcare systems. 
These experiences are significant because SCD is a lifelong condition that often requires repeated engagement with health services. Where patients feel disbelieved or stigmatised, confidence in care may weaken over time. This suggests that racial bias in SCD care is not only a matter of individual attitude, but also part of a wider structural context affecting service quality and patient safety. 
[bookmark: _Toc227710372][bookmark: _Toc227710454]Discussion 
The findings of this scoping review indicate that significant inequalities exist in the treatment and management of sickle cell disease (SCD) within the National Health Service (NHS) in the United Kingdom. Across the selected studies, common issues included delays in pain management, limited access to specialist services, gaps in healthcare professionals’ knowledge and negative patient experiences. These findings directly address the review question by demonstrating that inequalities are present at multiple levels of care, particularly during acute episodes where timely and appropriate treatment is critical. Despite the existence of national guidelines and specialised services, the evidence suggests that patients with SCD do not consistently receive equitable care within NHS settings. 
A key issue identified in this review is the persistence of structural and institutional factors that contribute to unequal care. Delays in pain management, for example, may reflect not only clinical challenges but also underlying attitudes towards patients presenting with SCD. Some studies suggest that patients’ reports of pain are sometimes questioned or underestimated, which may be linked to racialised assumptions and implicit bias within healthcare settings. This highlights the role of systemic inequalities in shaping patient experiences and outcomes. In addition, variations in access to specialised haemoglobinopathy services suggest that geographical location may influence the quality of care received, further reinforcing disparities within the NHS. These findings suggest that inequalities in SCD care are not solely due to individual factors but are embedded within wider organisational and social structures.  
These findings are important as they demonstrate that inequalities in SCD care are not isolated incidents. Instead, they appear as recurring patterns linked to service organisation, staff knowledge and patient-provider interaction. In this sense, inequality in SCD care may be understood as both structural and cumulative, because repeated negative experiences may intensify disadvantage over time. 
The implications of these findings for health and social care are significant. Inequalities in SCD management can lead to poorer clinical outcomes, increased hospital admissions and reduced quality of life for patients. Delayed or inadequate pain management can result in severe complications and psychological distress. From a healthcare perspective, inconsistencies in care may increase the burden on emergency services and contribute to inefficiencies within the NHS. Addressing these issues is therefore essential not only to improve patient outcomes but also to promote equity and quality within healthcare delivery. Improving professional education, increasing awareness of SCD and ensuring adherence to clinical guidelines are key steps that may help reduce these disparities. From a health and social care perspective, the review also highlights the need for culturally competent practice and professional reflection. Staff working in emergency, community and specialist settings require not only clinical knowledge of SCD but also an understanding of how bias, communication and institutional culture may shape patient experience and access to care. 
However, several limitations should be acknowledged. First, this review included a relatively small number of studies, which may limit the generalisability of the findings. Second, the focus on UK-based research, while necessary to meet the aims of the study, may exclude relevant insights from international literature. Third, as a scoping review, this study aimed to map the available evidence rather than provide a detailed critical appraisal of every included study, which may limit the depth of analysis. Despite these limitations, the review provides a useful overview of the nature and extent of inequalities in SCD care within the NHS and identifies areas requiring further attention in policy, practice and research.  
[bookmark: _Toc227710373][bookmark: _Toc227710455]Conclusion and Recommendations 
Conclusion  
This scoping review has demonstrated that inequalities in the treatment and management of sickle cell disease (SCD) persist within the National Health Service (NHS) in the United Kingdom. The findings highlight that patients with SCD continue to experience delays in pain management, inconsistent access to specialist services and negative healthcare experiences. These inequalities occur despite the presence of national clinical guidelines and specialised care pathways, suggesting a gap between policy and practice within NHS settings.  
The review question (what inequalities exist in the treatment and management of sickle cell disease within the NHS) can therefore be addressed by identifying multiple and interconnected forms of disparity. These include clinical inequalities, such as delays in analgesia; organisational inequalities, such as inconsistent service provision; and social inequalities, including the effects of racial bias and discrimination. Together, these factors contribute to unequal health outcomes and reduced quality of care for individuals living with SCD.  
Recommendations  
Based on the findings of this review, several recommendations can be made to improve equity in SCD care within the NHS. 
First, there is a need for improved education and training for healthcare professionals, particularly in emergency care settings. Increasing awareness and understanding of SCD can help ensure that patients receive timely and appropriate treatment, especially during acute pain episodes. 
Second, access to specialised haemoglobinopathy services should be strengthened and made more consistent across regions. Reducing geographical variation in care would support more equitable service provision and improve patient outcomes. 
Third, greater emphasis should be placed on adherence to national guidelines, such as those provided by NICE. Ensuring that clinical standards are consistently implemented in practice is essential to reducing delays in treatment and improving patient care. 
Finally, addressing structural and institutional inequalities within healthcare is crucial. This includes recognising and challenging racial bias, promoting culturally competent care and ensuring that patient voices are heard and valued within healthcare settings. 
In addition, further UK-based research is needed to examine patient experience, regional variation in service quality and the implementation of national standards for SCD care. Strengthening the evidence base would support more targeted improvements in both policy and professional practice. 
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