
ILAE: International League against Epilepsy; PWE: Person 
with epilepsy.

Epilepsy is an age-old condition characterized by largely 

unpredictable, unprovoked, and recurrent seizures. While 

seizure burden can be life-threatening and limiting for those 

severely affected, epilepsy-associated stigma impacts 

virtually everyone with the condition to some degree and, for 

many, can be far more life-limited and burdensome than the 

actual seizure events. Stigmatized individuals suffer from a 

damaged identity, which is mediated by other persons’ 

attitudes and behaviors towards persons with epilepsy. 

Individuals with epilepsy may also experience negative self-

perception and place constraints on their life trajectories 

because of this and/or fear of stigma and discrimination. 

Stigma has tangible, negative consequences on individuals 

and their families. Stigma also contributes to the development 

and perpetuation of macro-level, systems factors that further 

add to the financial, social, and medical burden of the 

disease. Recognition of the burden of epilepsy-associated 

stigma, the factors driving stigmatizing attitudes, behaviors, 

and systems, and interventions to reduce stigma and stigma 

burden are needed to optimize the lives of individuals living 

with epilepsy.
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Epilepsy is a long-recognized condition 
described in some of the oldest written works 
dating back to Mesopotamia in 2000 BC.1 With 
the notable exception of Hippocrates, most 
early descriptions of epilepsy ascribed the 
disorder to supernatural causes, including 
biblical descriptions of demonic possession.i In 
this context, it is not surprising that a person 
with epilepsy (PWE) was considered a 
threatening entity. But fear, rejection, and 
“othering”ii of people living with epilepsy 
continues to be a major additional burden, a 
burden beyond seizures, for many people 
globally. Because of the substantial negative 
impact epilepsy-associated stigma can have 
upon persons with epilepsy and their loved 
ones, recognizing this social phenomenon, 
with its myriads of manifestations, is important 
for clinicians, medical educators, policy 
makers, and community leaders.

(i) Matthew 17:14-18, Mark 9:17-27, 
Luke 9:37-43

(ii) Othering: A social process 
through which individuals and 
groups are marginalized by being 
defined as different and inferior to 
a perceived dominant social 
norm.2

Definitions and Measures

Felt stigma entails anticipating negative 
perceptions of oneself from others due to a 
‘spoiled identity’.iii Self-stigma occurs when 
those negative perceptions are internalized. 
Enacted stigma is when actual discrimination 
occurs as a result of stigmatizing beliefs and 
attitudes.

(iii) When some is reduced from a 
whole or usual person to a tainted 
or discounted one because of a 
negative attribute, this results in a 
spoiled identify, reducing them 
from a whole and usual person to a 
tainted and discounted one. This 
spoiled identity affects how others 
perceive and interact with the 
Individual, impacting their social 
acceptance and opportunities.3

Quantifying stigma is important for 
understanding the relative burden of epilepsy-
associated stigma and risk factors for stigma. 
One can quantify the experience of being 
stigmatized and/or the extent or degree of the 
potential stigmatizer’s negative attitudes, 
beliefs, or practices, where stigmatizing 
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practices are essentially acts of discrimination. 
The table below provides a framework to 
consider how stigma is usually quantified. A 
few example instruments are listed, but there 
are many more. These instruments or similar 
ones were used in research that informed the 
identification of factors that increase (or 
decrease) the risk or burden of epilepsy-
associated stigma. 

Stigma can also be perpetrated at the macro 
level through structural stigma by society 

through its laws, policies, organizational 
norms, and physical infrastructure. Structural 
stigma can disadvantage people with epilepsy 
limiting their opportunities and resources. 
Healthcare is fraught with examples of 
structural stigma.9

Risk Factors

Risk factors for experiencing stigma

A 2022 International League against Epilepsy 

To evaluate potential stigmatizers

Instruments Sample items

Epilepsy stigma scale (10 items)4

Stigma scale of epilepsy (24 items)

Knowledge, attitude, belief and practices 
instruments5

• Do you think that people with epilepsy 
feel able to control their own epilepsy?

• How would you feel when you see an 
epileptic seizure?

To evaluate potential stigmatizers

Instruments Sample items

Jacoby’s 3-item stigma scale6

Stigma scale of epilepsy (24 items)7

Kilifi stigma scale for epilepsy8

Designed to quantify felt stigma

• Have you felt that, because of your 
epilepsy, other people were 
uncomfortable with you?

• Have you felt that, because of your 
epilepsy, others considered you 
inferior?

• Have you felt that, because of your 
epilepsy, other people preferred to 
avoid you?

Table 1: Framework for Measuring Stigma

This table provides examples of instruments appropriate for measuring stigma based upon who the 
instrument would be delivered to (a PWE vs a possible stigmatizer) as well as sample items included 
in the instrument. Note that the list is not exhaustive but these are validated instruments.
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(ILAE) systematic review identified several risk 
factors for experiencing epilepsy-associated 
stigma, including higher seizure frequency, 
younger age at seizure onset, longer duration 
of epilepsy, lower educational levels, and poor 
epilepsy-specific knowledge.10 In the African 
setting where untreated seizures often result in 
visible scars, particularly burn scars, epilepsy 
stigmata are also associated with more felt 
stigma.11 This simplified view of stigma omits 
consideration of the reality that people live in 
complex situations in which they can have 
more than one health condition that is 
associated with stigma. For example, someone 
who has cerebral palsy and epilepsy might also 
have mobility constraints that subject them to 
stigma. Furthermore, beyond health-related 
stigma, there are other aspects of an individual 
than can subject them to stigma such as 
belonging to an ethnic minority or being poor. 
Intersectional stigma arises when multiple 
marginalized identities converge.12 Stigma 
burden also flows along power gradients such 
that individuals who are less powerful socially, 
economically, etc. are likely to be differentially 
burdened. For example, when given identical 
clinical case vignettes of a person living with 
epilepsy that differed only by gender and 
wealth, Zambian traditional healers attributed 
epilepsy in a poor woman as being a 
punishment for bad behavior while in a wealthy 
man epilepsy was ascribed to someone jealous 
bewitching the man.

For example, someone who 
has cerebral palsy and 
epilepsy might also have 
mobility constraints that 
subject them to stigma. 
Furthermore, beyond 

health-related stigma, there 
are other aspects of an 
individual than can subject 
them to stigma such as 
belonging to an ethnic 
minority or being poor.

Risk factors for stigmatizing

In studies of the general population, individuals 
who are older and less educated  are more 
likely to stigmatize people with epilepsy.10

Interestingly, even the use of the term 
“epilepsy” instead of something more 
descriptive, such as ‘seizure disorder’ may be a 
contributor to stigmatizing attitudes among the 
general public.10 In Zambia, we undertook a 
series of stigma surveys among groups we 
identified as entities that hold some significant 
role in the lives of people with epilepsy. These 
included healthcare workers, teachers, clerics, 
and police officers. Using Knowledge, Attitude, 
Belief, and Practice Surveys, we found different 
predictors of stigmatizing attitudes within each 
group. Among healthcare workers, self-
perceived competency to care for epilepsy was 
a strong predictor of stigmatizing suggesting 
that simply improving epilepsy care training 
may reduce epilepsy-associated stigma 
emanating from healthcare professionals.13 For 
clerics, most of whom had very limited 
education, stigmatizing attitudes were driven 
by whether or not the cleric understood 
epilepsy to be a medical condition rather than 
a spiritual problem.5 Among the police, 
stigmatizing attitudes and practices were 
associated with contagion beliefs such that 
persons with epilepsy, particularly those with a 
public seizure, were thought to represent a 
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threat to public health.14 Finally, among 
teachers, almost all of whom understood the 
medical nature of epilepsy, less stigmatizing 
attitudes and practices were reported among 
those who had some person proximity to a 
person with epilepsy who was not a relative.15

Consequences

In the United Kingdom and Europe, epilepsy-
associated stigma is associated with negative 
self-perceptions, anxiety, depression, poor 
quality of life, social isolation, and lower 
socioeconomic status.16-18 In less developed 
regions, epilepsy associated stigma is 

associated with less education, poorer 
socioeconomic status, being unmarried or 
separated, anxiety, and depression, including 
severe manifestations involving suicidal 
ideation.19 However, these analyses are 
confounded by being cross-sectional reports. 
Is someone poor because they are stigmatized, 
or stigmatized because they have epilepsy and 
are also poor? This analytic approach also fails 
to capture the complexity of co-occurring 
individual and structural stigmas. Figure 1
considers the potential accumulated social, 
economic, and medical burden of epilepsy-
associated stigma.

Figure 2: Sequental Treatment Optimization Scheme for Major Depressive Disorder

The macro and micro level aspects of epilepsy-associated stigma may impact on all aspects of a 
person’s life, and the burden is cumulative. This figure provides an overview of some of these factors 
and the destructive, cumulative burden they place on the PWE medically, socially, and economically.
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Is someone poor because 
they are stigmatized, or 
stigmatized because they 
have epilepsy and are also 
poor?

Stigma Reduction Interventions

Despite the great need, very few intervention 
studies aimed at stigma reduction in epilepsy 
have been undertaken and most of these are of 
poor quality.4 The ILAE first launched the “Out 
of the shadows” campaign in 199720 and early 
stigma reduction efforts were through mass 
social marketing campaigns, which are neither 
effective nor sustainable. The social constructs 
that contribute to health-related stigma and its 
structural barriers transcend any one 
condition. The best hope for meaningful, 
sustainable stigma reduction interventions in 
epilepsy may be collaborative efforts with 
stakeholders across a range of stigmatized 
conditions to develop, implement and evaluate 
interventions that can potentially improve the 
social and medical environments for multiple, 
marginalized conditions and identities.21

The social constructs that 
contribute to health-related 
stigma and its structural 
barriers transcend any one 
condition.

References
1. Magiorkinis E, Sidiropoulou K, Diamantis A. Hallmarks in 
the history of epilepsy: epilepsy in antiquity. Epilepsy 
Behav. Jan 2010;17(1):103-8. doi:10.1016/j.yebeh.2009.10.023

2. Griffin G. A Dictionary of Gender Studies. Oxford 
University Press; 2017.

3. Goffman E. Stigma; notes on the management of spoiled 
identity. A Spectrum book. Prentice-Hall; 1963:147 p.

4. Austin JK, Birbeck G, Parko K, et al. Epilepsy-related 
stigma and attitudes: Systematic review of screening 
instruments and interventions - Report by the International 
League Against Epilepsy Task Force on Stigma in Epilepsy. 
Epilepsia. Mar 2022;63(3):598-628. doi:10.1111/epi.17133

5. Atadzhanov M, Chomba E, Haworth A, Mbewe E, 
Birbeck GL. Knowledge, attitudes, behaviors, and 
practices regarding epilepsy among Zambian clerics. 
Epilepsy Behav. Aug 2006;9(1):83-8. doi:10.1016/j.
yebeh.2006.03.012

6. Jacoby A. Felt versus enacted stigma: a concept 
revisited. Evidence from a study of people with epilepsy in 
remission. Soc Sci Med. Jan 1994;38(2):269-74. 
doi:10.1016/0277-9536(94)90396-4

7. Elafros MA, Bowles RP, Atadzhanov M, et al. 
Reexamining epilepsy-associated stigma: validation of the 
Stigma Scale of Epilepsy in Zambia. Qual Life Res. Jun 
2015;24(6):1483-9. doi:10.1007/s11136-014-0868-4

8. Mbuba CK, Abubakar A, Odermatt P, Newton CR, 
Carter JA. Development and validation of the Kilifi Stigma 
Scale for Epilepsy in Kenya. Epilepsy Behav. May 
2012;24(1):81-5. doi:10.1016/j.yebeh.2012.02.019

9. Clark KD, Lunn MR, Sevelius JM, et al. Relationships 
between structural stigma, societal stigma, and minority 
stress among gender minority people. Sci Rep. Jan 23 
2025;15(1):2996. doi:10.1038/s41598-024-85013-8

10. Kwon CS, Jacoby A, Ali A, et al. Systematic review of 
frequency of felt and enacted stigma in epilepsy and 
determining factors and attitudes toward persons living 
with epilepsy-Report from the International League 
Against Epilepsy Task Force on Stigma in Epilepsy. 
Epilepsia. Mar 2022;63(3):573-597. doi:10.1111/epi.17135

11. Atadzhanov M, Haworth A, Chomba EN, Mbewe EK, 
Birbeck GL. Epilepsy-associated stigma in Zambia: what 
factors predict greater felt stigma in a highly stigmatized 
population? Epilepsy Behav. Nov 2010;19(3):414-8. 
doi:10.1016/j.yebeh.2010.08.017

12. Wang L, Trang K, Hall CX, et al. Identifying Subgroups 
of Intersectional Stigma, Discrimination, and the 
Association with Mental Health Outcomes Among HIV-
Positive Men Who Have Sex with Men: A Latent Class 
Analysis. AIDS Behav. Mar 2025;29(3):1011-1027. 
doi:10.1007/s10461-024-04583-w

13. Birbeck GL, Munsat T. Neurologic services in sub-
Saharan Africa: a case study among Zambian primary 
healthcare workers. J Neurol Sci. Aug 15 2002;200(1-2):75-
8. doi:10.1016/s0022-510x(02)00132-6

14. Mbewe E, Haworth A, Atadzhanov M, Chomba E, 
Birbeck GL. Epilepsy-related knowledge, attitudes, and 
practices among Zambian police officers. Epilepsy Behav. 
May 2007;10(3):456-62. doi:10.1016/j.yebeh.2006.12.010

15. Birbeck GL, Chomba E, Atadzhanov M, Mbewe E, 
Haworth A. Zambian teachers: what do they know about 

https://pubmed.ncbi.nlm.nih.gov/19963440/
https://pubmed.ncbi.nlm.nih.gov/19963440/
https://pubmed.ncbi.nlm.nih.gov/19963440/
https://www.oxfordreference.com/display/10.1093/acref/9780191834837.001.0001/acref-9780191834837
https://www.oxfordreference.com/display/10.1093/acref/9780191834837.001.0001/acref-9780191834837
https://academic.oup.com/sf/article-abstract/43/1/127/2227971?login=false
https://academic.oup.com/sf/article-abstract/43/1/127/2227971?login=false
https://pubmed.ncbi.nlm.nih.gov/34985766/
https://pubmed.ncbi.nlm.nih.gov/34985766/
https://pubmed.ncbi.nlm.nih.gov/34985766/
https://pubmed.ncbi.nlm.nih.gov/34985766/
https://pubmed.ncbi.nlm.nih.gov/34985766/
https://pubmed.ncbi.nlm.nih.gov/16713361/
https://pubmed.ncbi.nlm.nih.gov/16713361/
https://pubmed.ncbi.nlm.nih.gov/16713361/
https://pubmed.ncbi.nlm.nih.gov/16713361/
https://pubmed.ncbi.nlm.nih.gov/16713361/
https://pubmed.ncbi.nlm.nih.gov/8140453/
https://pubmed.ncbi.nlm.nih.gov/8140453/
https://pubmed.ncbi.nlm.nih.gov/8140453/
https://pubmed.ncbi.nlm.nih.gov/8140453/
https://pubmed.ncbi.nlm.nih.gov/25416086/
https://pubmed.ncbi.nlm.nih.gov/25416086/
https://pubmed.ncbi.nlm.nih.gov/25416086/
https://pubmed.ncbi.nlm.nih.gov/25416086/
https://pubmed.ncbi.nlm.nih.gov/22481043/
https://pubmed.ncbi.nlm.nih.gov/22481043/
https://pubmed.ncbi.nlm.nih.gov/22481043/
https://pubmed.ncbi.nlm.nih.gov/22481043/
https://pubmed.ncbi.nlm.nih.gov/39848993/
https://pubmed.ncbi.nlm.nih.gov/39848993/
https://pubmed.ncbi.nlm.nih.gov/39848993/
https://pubmed.ncbi.nlm.nih.gov/39848993/
https://pubmed.ncbi.nlm.nih.gov/34985782/
https://pubmed.ncbi.nlm.nih.gov/34985782/
https://pubmed.ncbi.nlm.nih.gov/34985782/
https://pubmed.ncbi.nlm.nih.gov/34985782/
https://pubmed.ncbi.nlm.nih.gov/34985782/
https://pubmed.ncbi.nlm.nih.gov/34985782/
https://pubmed.ncbi.nlm.nih.gov/20851056/
https://pubmed.ncbi.nlm.nih.gov/20851056/
https://pubmed.ncbi.nlm.nih.gov/20851056/
https://pubmed.ncbi.nlm.nih.gov/20851056/
https://pubmed.ncbi.nlm.nih.gov/20851056/
https://pubmed.ncbi.nlm.nih.gov/39903349/
https://pubmed.ncbi.nlm.nih.gov/39903349/
https://pubmed.ncbi.nlm.nih.gov/39903349/
https://pubmed.ncbi.nlm.nih.gov/39903349/
https://pubmed.ncbi.nlm.nih.gov/39903349/
https://pubmed.ncbi.nlm.nih.gov/39903349/
https://pubmed.ncbi.nlm.nih.gov/12127680/
https://pubmed.ncbi.nlm.nih.gov/12127680/
https://pubmed.ncbi.nlm.nih.gov/12127680/
https://pubmed.ncbi.nlm.nih.gov/12127680/
https://pubmed.ncbi.nlm.nih.gov/17363333/
https://pubmed.ncbi.nlm.nih.gov/17363333/
https://pubmed.ncbi.nlm.nih.gov/17363333/
https://pubmed.ncbi.nlm.nih.gov/17363333/
https://pubmed.ncbi.nlm.nih.gov/16877045/
https://pubmed.ncbi.nlm.nih.gov/16877045/


6

Epilepsy-Associated Stigma: The Burden Beyond Seizures

https://neurotorium.org/article/epilepsy-associated-stigma/

epilepsy and how can we work with them to decrease 
stigma? Epilepsy Behav. Sep 2006;9(2):275-80. doi:10.1016/
j.yebeh.2006.06.005

16. Baker GA, Brooks J, Buck D, Jacoby A. The stigma of 
epilepsy: a European perspective. Epilepsia. Jan 
2000;41(1):98-104. doi:10.1111/j.1528-1157.2000.tb01512.x

17. Jacoby A. Stigma, epilepsy, and quality of life. Epilepsy 
Behav. Dec 2002;3(6S2):10-20. doi:10.1016/s1525-
5050(02)00545-0

18. Jacoby A, Gorry J, Gamble C, Baker GA. Public 
knowledge, private grief: a study of public attitudes to 
epilepsy in the United Kingdom and implications for 
stigma. Epilepsia. Nov 2004;45(11):1405-15. doi:10.1111/
j.0013-9580.2004.02904.x

19. Birbeck G, Chomba E, Atadzhanov M, Mbewe E, 
Haworth A. The social and economic impact of epilepsy in 
Zambia: a cross-sectional study. Lancet Neurol. Jan 
2007;6(1):39-44. doi:10.1016/S1474-4422(06)70629-9

20. Kale R. Bringing epilepsy out of the shadows. BMJ. Jul 
5 1997;315(7099):2-3. doi:10.1136/bmj.315.7099.2

21. Birbeck GL, Bond V, Earnshaw V, El-Nasoor ML. 
Advancing health equity through cross-cutting approaches 
to health-related stigma. BMC Med. Feb 15 2019;17(1):40. 
doi:10.1186/s12916-019-1282-0

https://pubmed.ncbi.nlm.nih.gov/16877045/
https://pubmed.ncbi.nlm.nih.gov/16877045/
https://pubmed.ncbi.nlm.nih.gov/16877045/
https://pubmed.ncbi.nlm.nih.gov/16877045/
https://pubmed.ncbi.nlm.nih.gov/10643931/
https://pubmed.ncbi.nlm.nih.gov/10643931/
https://pubmed.ncbi.nlm.nih.gov/10643931/
https://pubmed.ncbi.nlm.nih.gov/12609301/
https://pubmed.ncbi.nlm.nih.gov/12609301/
https://pubmed.ncbi.nlm.nih.gov/12609301/
https://pubmed.ncbi.nlm.nih.gov/15509242/
https://pubmed.ncbi.nlm.nih.gov/15509242/
https://pubmed.ncbi.nlm.nih.gov/15509242/
https://pubmed.ncbi.nlm.nih.gov/15509242/
https://pubmed.ncbi.nlm.nih.gov/15509242/
https://pubmed.ncbi.nlm.nih.gov/17166800/
https://pubmed.ncbi.nlm.nih.gov/17166800/
https://pubmed.ncbi.nlm.nih.gov/17166800/
https://pubmed.ncbi.nlm.nih.gov/17166800/
https://www.bmj.com/content/315/7099/2
https://www.bmj.com/content/315/7099/2
https://pubmed.ncbi.nlm.nih.gov/30767765/
https://pubmed.ncbi.nlm.nih.gov/30767765/
https://pubmed.ncbi.nlm.nih.gov/30767765/
https://pubmed.ncbi.nlm.nih.gov/30767765/

	References

