
Social Determinants of Health: Summary of Focus Group 22/11/2023 
 
 
This focus group brought together people living with sickle cell disease and parents 
of children with the condition to discuss social factors affecting their health 
outcomes. Key topics covered were education, employment, housing, social 
inclusion/discrimination, and finances.  
 
Regarding education, the group discussed barriers faced by children with sickle cell 
disease in school, including lack of teacher understanding of the condition leading to 
discrimination, frequent absences due to health issues, difficulty participating in 
physical activities, and high stress levels that can trigger crises. These barriers can 
negatively impact educational attainment.   
 
In terms of employment, participants shared experiences of workplace 
discrimination, lack of adaptations for their condition, and job insecurity leading to 
financial and mental health struggles. They emphasized the need for greater 
workplace education around sickle cell disease. 
 
On housing, stories were shared about poor housing conditions exacerbating health 
issues and difficulties getting appropriate accommodation from local councils. There 
is a lack of legal framework for ensuring suitable housing for people with sickle cell 
disease. 
 
The group explored ongoing discrimination in healthcare, including presumption of 
drug-seeking behaviour, lack of empathy from healthcare practitioners, and traumatic 
experiences with emergency services. This erodes trust in the medical system.  
 
Finally, participants touched on the financial challenges of affording proper housing, 
nutrition, medications, transportation, and other necessities while managing their 
condition, often without adequate income support. This compounds the health 
struggles they face. 
 
Overall, the group illuminated the intersecting social, systemic, and structural 
barriers that negatively impact health for people living with sickle cell disease in the 
UK. Their stories provide critical context for improving care and designing inclusive 
clinical trials. 


