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What are impacts of adult carer illness on: 
• children’s housework? 
• children doing healthcare tasks/intimate care? 
• children’s educational access? 
 
 
What are the mediators of these impacts? 
• poverty? 
• caregiving quality? 
• stigma?  
 
 
Mixed methods 
Qualitative and quantitative data 
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Questions: 
What tasks are children doing? 
How much time are they spending on care tasks? 
What education impacts do children identify? 
 
Sampling: 
N=850 age 6-20 
Urban (47%) Rural (53%) South Africa 
20 wards of highest deprivation (PIMD, Noble 2006) 
Modified Respondent-Driven Sampling 
 
Mixed methods: 
Qualitative open-ended questionnaires + quantitative sections 
 
Analyses 
Thematic content analysis to identify cluster themes 
Variables (generated by qualitative data) analysed in SPSS (16) 
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Defining Young Carers 

‘When she is in pain I call the ambulance. We go together to the 
hospital, then I don’t go to school until she comes back. I take care of 
my mother, always, when she needs me to help’ Girl, 8 years old                
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� Preliminary data - 1600 children: 
Children’s work in the home 

• AIDS-sickness 
highly correlated with 
greater activity 
limitation than other 
chronic illness 
(p<.001) 
 
• Higher adult activity 
limitation           more 
hours of child 
housework per day 
(p<.01) 
 
 
 

 



� Intimate care/healthcare by children 

• Higher adult activity limitation          children doing healthcare tasks (p<.001).  
 
• Adult AIDS-sickness          child healthcare tasks (p<.01) 
 
• Other chronic sickness does not predict child doing healthcare tasks 
 
• Higher adult activity limitation          more hours of child healthcare (p<.005) 
 

 

 

 



� Adult disability and child education access 

• Higher adult activity limitation                   
 children not attending 
school (p<.01) 

 
• Higher adult activity limitation 

 more days children have 
missed school in the past week 
(p<.004) 

 
• Higher adult activity limitation  

 more extended school 
absences (>1 week) in past year 
(p<.008) 

‘I don’t go to school. I go with him and queue for him in the day hospital 
because he cannot manage to stand’  

 

 

 



� Possible mediators: Poverty and Stigma 

• Higher adult activity limitation           household food insecurity (p<.004)  
 
• Higher adult activity limitation       number of nights child goes to bed 

hungry (p<.001) 
 
• Higher activity limitation             higher stigma, independent of HIV-status 

(p<.001) 
 
 
‘My friends laugh at me as my mother sick and they also gossip about me. I feel 

not right about that in my life’ 
 
‘At school when other scholars are eating I just fold my arms, or I ask them for 
food because we don’t have money to buy food now that my mother cannot 
work’                
‘ 
 

 

 

 



� Possible mediators: Caregiving quality 

             

Adult activity limitation did NOT have an 
impact on: 
 
• Positive parenting: NO IMPACT 
• Negative parenting: NO IMPACT 
• Physical abuse: NO IMPACT 
• Emotional abuse: NO IMPACT 
 
 
So, care quality does not act as a mediator 
 
Or 
 
Disabled carers are good carers! 
 
 



� Mediation models 
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� Positive impacts? 

             

 
 

‘I like to take care of my 
mother when she is sick and 
be there for her every time so 
that I will be able to give her 
everything she needs while 
she is in bed’ 
 
‘We (my mother and I) are 
more close since she got sick. 
I want to be with her all the 
time. I miss her if I am far from 
her’ 
 
‘When I’m with friends it feels 
like I’m with my parents at 
home because they give me 
good advice for my mom’s 
sickness’ 



�/(
�� ��	��(�	���
������(��'����-���)� �	
!�����K  

 
 

 
 
 

 
 

 
1. What additonal questions would be helpful for further analysis? 
2. How else can we improve this research? 
3. What format would feedback be most useful to the disability world? 
 
 
 
Lucie.cluver@socres.ox.ac.uk 
Oxford University 
Cape Town Child Welfare 
HEARD, University of Kwa-Zulu Natal 
www.youngcarers.org.za 
 
 
 
Resources: 
www.heard.org/za/african-leadership/disability 
 
 


