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Epilepsy, stigma and quality of life

Graham Scambler

Research Department of Infection and Population Health, University College London, London, UK

Abstract 

Epilepsy is a psychological and social as well as a biological phenomenon. Just why and how this is 
the case is discussed in the opening section of this contribution. The rest of the paper is committed 
to the social in general, and to the stigma often associated with epilepsy in particular. The concluding 
paragraphs commend a future social research programme, and discuss its salience for stigma reduction 
programmes.
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INTRODUCTION

That epilepsy is at one and the same time a 
biological, psychological and social intrusion 
into people’s lives may not be entirely apparent. 
Its anchorage in biological mechanisms, from 
epilepsy genetics to the pharmacology and surgery 
of antiepileptic therapies, is evident enough. It 
is recognized too that biological mechanisms 
can ‘travel upstream’ to occasion cognitive 
impairment, depression or lowered self-esteem. 
Further upstream, as it were, they may lead to 
discrimination, reduced job opportunities. Less 
obvious is the way social mechanisms can ‘travel 
downstream’. The medical diagnosis of epilepsy 
is itself a social product, as are those biological 
mechanisms implicated in its aetiology; and 
they are historically malleable products at that. 
A misdiagnosis of epilepsy – that is, a diagnosis 
erroneously made in the absence of any requisite 
biological mechanisms – nevertheless brings 
psychological and social costs in its wake: 
in such circumstances there is a clear sense 
in which one “has epilepsy” / “is epileptic”. 
Non-diagnosis, for whatever reason, may be 
accompanied by psychological and/or social gains 
as well as therapeutic losses. It follows from 
these few observations that epilepsy’s impact on 
an individual’s quality of life is a complex and 
dynamic issue.            

A “HIDDEN DISTRESS MODEL” OF 
EPILEPSY

In the 1980s, Scambler2 developed a ‘hidden 
distress model’ of epilepsy that has survived a 
subsequent generation of social scientifi c research. 
This hinges on (1) the concept of stigma, and (2) 
a distinction between enacted and felt stigma. 

Following Goffman3, stigma is understood to 
denote an “ontological defi cit”: the infringement 
is against social norms of identity or being. The 
person with epilepsy is “imperfect” rather than 
morally culpable. Enacted stigma refers to actual 
instances of negative discrimination against people 
with epilepsy on the grounds of their unacceptable 
ontological difference, while felt stigma refers to 
an internalized feeling of shame and, crucially, a 
fear of encountering enacted stigma. 
 The hidden distress model can be summarized 
in three propositions. Firstly, when diagnosed with 
epilepsy, people develop a “special view of the 
world” that is predispositional and characterized 
by felt stigma. While adults often acquire this 
“mind-set” on or shortly after receipt of the 
diagnosis, children do so as a result of what 
Schneider and Conrad4 insightfully call “stigma 
coaching” on the part of  “(over-)protective” 
adults (like parents, doctors, teachers).  Secondly, 
their special view of the world leads people 
with epilepsy to a fi rst-choice strategy of non-
disclosure and concealment. And thirdly, the 
net effect of this strategy is that felt stigma is 
typically more disruptive of the lives of people 
with epilepsy than enacted stigma.
 Accumulated studies suggest that while 
not everybody with epilepsy fi ts this model, a 
surprising proportion do, even those with low 
seizure frequency or in remission. It should be 
added, however, that studies generally identify 
a small but neglected minority of people with 
epilepsy who resist or actively combat what they 
see and experience as personally unacceptable 
norms of social unacceptability. Scambler1 uses 
the term project stigma to catch this generally 
personal but occasionally social or political 
resistance.5   
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FUTURE RESEARCH AND STIGMA 
REDUCTION PROGRAMMES

There is a need for epilepsy research that is 
unapologetically interdisciplinary. This is not 
simply a matter of conducting investigations that 
incorporate biological, psychological and social 
variables. Variable-oriented, or ‘positivistic’, 
methodologies are flawed and outmoded. 
Mechanisms at these various ‘levels’ interact: 
they travel upstream and downstream. This has 
implications for stigma reduction programmes.  
 Almost all current (Western) stigma reduction 
programmes for epilepsy are predicated on 
the salience of education, variously directed 
at lay populaces, physicians and allied health 
professionals, employers, policy-makers or people 
with epilepsy themselves. In truth, however, 
the quality of life of individuals with epilepsy 
can be determined by the underlying pathology 
(in other words, biological mechanisms); by 
psychological mechanisms involving personality, 
locus of control and so on; or by socially-induced 
contextual happenstance. Moreover the causal 
contribution of biological, psychological and 
social mechanisms can vary over time within the 
individual life-course.     
 The suggestion in this paper is twofold.  Firstly, 
interventions oriented to stigma reduction might 
most effectively focus on what in the hidden 
distress model was termed the “special view of 
the world”, and what hereafter I shall call, with 
due acknowledgement to Bourdieu6, the epilepsy 
habitus. Bourdieu’s notion of habitus was created 
in recognition that ‘objective’ mechanisms can 
play a vital and frequently covert or unrecognized 
role in our ‘subjective’ sense of what is happening 
and why. It is in some ways a logical corollary 
of the hidden distress model that people with 
epilepsy may be (objectively-induced) to defi ne 
their situations (subjectively) as to further 
disadvantage themselves (objectively). Those 
who fi nd their way/commit to project stigma are 
a small, under-researched and critical grouping. 
Interventions might optimally target the epilepsy 
habitus or mind-set. 
 Secondly, it should not be forgotten, just 
because it is not so readily addressed, that 
enacted stigma, or stigmatization, is rooted in the 
wider society: its anchorage is in “deep” social 
structures as well as culture. Stigmatization in 
general tends to the pre-existing “fault-lines” of 
society. As theorists and researchers on disability 
have insisted, the ostracism, exclusion, rejection 
or “othering” of people with long-term illnesses 

or disabilities is not just, or even primarily, a 
personal matter; but a form of social oppression. 
In a very real sense, the problem lies with the 
oppressors not the oppressed; and oppression 
cannot be properly understood in the absence 
of a grasp of society as a whole. “Othering” is 
omnipresent across societies and serves multiple 
functions.     

REFERENCES

 1.  Scambler G, Afentouli P, Selai,C. Discerning 
biological, psychological and social mechanisms in 
the impact of epilepsy on the individual. In: Scambler 
G, Scambler S, eds: New directions in the sociology 
of chronic and disabling conditions: Assaults on the 
lifeworld. London: Palgrave Macmillan, 2010.

 2.  Scambler G. Epilepsy. London: Routledge, 1989.
 3.  Goffman E. Stigma: the management of spoiled 

identity. Harmondsworth: Penguin, 1968.
 4.  Schneider J, Conrad P. Medical and sociological 

typologies: the case of epilepsy.  Social Science and 
Medicine 1981; 15A:211-9. 

 5.  Lewis W. Out of the shadows: a champion’s return 
to the spotlight. Sydney; Harper Collins Publishers, 
2009.

 6.  Bourdieu P. Outline of a Theory of Practice.  
Cambridge; Cambridge University Press, 1977. 



<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /CMYK
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments true
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<

    /BGR <>
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e9ad88d2891cf76845370524d53705237300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc9ad854c18cea76845370524d5370523786557406300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /CZE <>
    /DAN <>
    /DEU <>
    /ESP <>
    /ETI <>
    /FRA <>
    /GRE <>

    /HRV (Za stvaranje Adobe PDF dokumenata najpogodnijih za visokokvalitetni ispis prije tiskanja koristite ove postavke.  Stvoreni PDF dokumenti mogu se otvoriti Acrobat i Adobe Reader 5.0 i kasnijim verzijama.)
    /HUN <>
    /ITA <>
    /JPN <FEFF9ad854c18cea306a30d730ea30d730ec30b951fa529b7528002000410064006f0062006500200050004400460020658766f8306e4f5c6210306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103055308c305f0020005000440046002030d530a130a430eb306f3001004100630072006f0062006100740020304a30883073002000410064006f00620065002000520065006100640065007200200035002e003000204ee5964d3067958b304f30533068304c3067304d307e305930023053306e8a2d5b9a306b306f30d530a930f330c8306e57cb30818fbc307f304c5fc59808306730593002>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020ace0d488c9c80020c2dcd5d80020c778c1c4c5d00020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /LTH <>
    /LVI <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken die zijn geoptimaliseerd voor prepress-afdrukken van hoge kwaliteit. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /POL <>
    /PTB <>
    /RUM <>
    /RUS <>
    /SKY <>
    /SLV <>
    /SUO <>
    /SVE <>
    /TUR <>
    /UKR <>
    /ENU (Use these settings to create Adobe PDF documents best suited for high-quality prepress printing.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /ConvertColors /ConvertToCMYK
      /DestinationProfileName ()
      /DestinationProfileSelector /DocumentCMYK
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


