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“epilepsy is derived 
from the Greek word 
epilambanein and 
means to be seized.” 

Both the nouns 
epilepsy and seizures 
can result in stigma



SOCIAL PROBLEMS OF LIVING WITH 
EPILEPSY
1. Chronic, life condition – epilepsy is not curable, not all 

epilepsies can be treated medically or it takes time to 
get treated

2. It is expensive to get medical treatment – resulting in 
large treatment gap

3. Different understandings of the condition – resulting in 
huge information gap

4. It is difficult to learn with uncontrolled epilepsy –
resulting in poor educational, training and employment 

5. There is limited welfare and development support –
resulting in poor lifestyles



SOCIAL PROBLEMS FROM SOCIETY
Problem Examples

Labeling You are not human, you are unworthy 
You are evil, evil condition
You or family are responsible for your condition 
You are seized

Exclusion You will not get services
You will get less
You will get last

Stereotyping You spoil us
You have a contagious condition
You will never succeed

Discrimination You don’t go to school
You don’t marry
You will not have children

Neglect You will not be cared for
You are not my child or wife or husband 



PROCESS OF SOCIAL MANAGEMENT

1. 
Engagement

2. 
Assessment 

3. 
Intervention

4. 
Review



ENGAGEMENT
• Build a helping or professional relationship with the 

person so that they trust you
• They are the expert of their life, you are only a catalyst that 

helps them
• Show them that you care about their condition and you 

want them to do better
• Do not judge them for what they think
• Focus on the person’s strengths not weaknesses
• Agree when to meet for the first meeting to assess social 

problems



SOCIAL ASSESSMENT

• You assess by asking questions and observing the 
person. Basic questions are:
• Tell me about yourself?
• Tell me about your family and community?
• Tell me how you understand epilepsy?
• Tell me how you are managing epilepsy?
• What social problems is epilepsy causing you and your 

family?



SOCIAL ASSESSMENT TOOL
Questions

Response

Yes No
Does your family know that you experience seizures?
Are you getting support from the government?
Are you getting support from the community, including
organisations and helping groups?
Are you getting support from your family?
Are you getting support from your school, college or
university?
Are you getting support from your employer or co-
workers, if employed or self-employed?
Do you know enough about your condition?

Total points Yes responses

0-3 - Immediate support is required, refer for assistance

4 - Optimum level, support may be required
5-7 - Adequate, no support required
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INTERVENTION
• Create a plan of action working with the person and their 

family
• Record the plan of action and file it for future use
• Implement the plan
• The plan may include:

• Family or community visit for epilepsy awareness
• Referring to a support group or income making group 
• Referring to a counsellor or for mental health support
• Referring to a social worker or to social services unit
• Referring to epilepsy association or organisation 



REVIEW
• After about two weeks, read the plan and notes and 

review it
• Check progress, discuss with the person and record it
• Determine if any changes are needed
• You can do a review over the phone, family visit, case 

conference or a meeting with the person 
• Also check how they are doing with their medical 

management 
• Review is a continuous process



UBUNTU SOCIAL CARE VALUES AND 
ETHICS

• Relationships (ukama)
• Family (mhuri)
• Respect (girmamawa)
• Justice
• Community/collective (ujamaa)
• Wholism/holistic 

(mzima/phelele)
• A person is a person through 

others – accepting people with 
epilepsy
• It takes a village to raise a 

child – the whole village is 
responsible for managing 
epilepsy not just the family




