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    Abstract

Background Sickle cell disease (SCD) is an inherited blood disorder which affects 1 in every 2000 children born in the UK. Specialist clinics for children with SCD have identified that attending children live in areas of high deprivation, with many experiencing child protection issues.




Aims This study aims to examine the burden of social issues on this population of children with SCD, and investigate the impact of these factors on adherence to medication, clinic attendance, and inpatient admissions.




Method A retrospective notes audit of 360 children from two tertiary sickle cell referral centres was carried out and information on patient and family characteristics, social background and child protection issues, compliance with penicillin and immunisations was collated in line with national guidelines.





Results Housing problems were present in 25.8% of patients, immigration in 10% and child protection issues in 9.2%. 22.7% of patients were from single-parent families. The hospitals had good records for immunisations, (93.3% up-to-date), but poor clinic attendance, (mean attendance rate 71.87%). Attendance was higher with a more severe phenotype but not significantly different with social issues. Poor compliance was identified in 15% of patients. Strong associations exist between poor compliance and poor clinic attendance, not being fully immunised and the presence of parental SCD. There was a significantly higher incidence of inpatient admissions in patients with housing issues as compared to those without at both hospitals (Unit 1: p ≤ 0.017; Unit 2 p ≤ 0.027; combined in multivariate model p ≤ 0.04). There was also a higher incidence of inpatient admissions in patients with immigration issues than those without, however this was not statistically significant (p ≤ 0.28). There was no difference in inpatient admissions between single-parent and two-parent households.





Conclusion The significant burden of social problems and child protection issues in the paediatric sickle cell population studied must be recognised due to the impact on patients’ health, admissions to hospital, ability to attend clinic, and maintain compliance. Further research on causation of poor clinic attendance and poor compliance would reduce waste and improve health service efficiency, as well as being of considerable benefit to patient health and wellbeing.
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