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Summary
Psychosocial aspecs of epilepsy have been subject of increasing

intcrest. Limitarions on thc snrdy of this subjcct are, frequcntly.
related to the mertrodology applied Methods and measures nceded

o bc universally adaptcd to differcntculrures. The WPSI has bcen
applied o epileptics from different corutries wi0r psychosocial

problems. The effors from differcntgroups, applying these tech.

niques, translating tests and adapting them to different culurcs
may be the best way to define the mehodology and to Frnd ourthe
best srrategy to prcven! or treat the psychosocial problcrns.
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Reqrmo
Os prob,lcrnes pdeor$aciais tEm runa grudc importincia crn

cpilepis mas t&u rcccbido pouca alGogeo. Uma das raz6et para

estsf.alhs- !€m sido ar dinsuUadcs ds 8dc$ads taxononrir. Na
nossq o,pini.Eo tsstcr oubatcrias dc tostcs dcvcnr scrrsadot pare

deryistrras altcngdcs cpcrnritirunrmracfcctivecompcagSo dos

problemaspsicossociais arravds das diferentcs guluas. O WPSI
6un testc quc tsm sirlo ntiliz',lo c quc rcvela a irportfucia das

rclagdespsicasaiair ctcra sidousadocor csurdoe dosproblcrnas
psicossociais dacpilc,peienoa diferantcs psfs6. Espcs8-sc qrE oll

csfq4lqs para o &scnvolvimeno dc um modo dc classificaglo
ints1acionrl doc problemrs psicossociais & cpilepsia permitam

melhrrroc m€todos & tratarncntp c dc prctrcrrySo.
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lntroduction

Psychosocial problems in epilepsy are oftcn as

important as the crises or seizures themselves. However, in
contrastto t}re very significantamountof time thathas b,een

spent on reducing t}e frequency of seizures in people with
epilepsy, relatively little effort hx been expended on

dcaling with the practical consequences of- psychosocial

concems including difficulties in relating w-ith others,
vocationel problems, financial limiarions, difficulties
accepting seizures, the needs for taking medicadon consis-
tently., related emotional concems, etc. The intent of this
chaptcr is emphasize the importance of such problems' !o
summarize what is kilown in several imporunt areas/ and

to make su ggestions about what can be done in the future'tb
improve psychosocial adjustement in epilepsy.
- One major reason for the lack of scicnti{ic advancg'

ment in psychosocial adjustment in epilepsy is thc fact that
thcre is no univcrsally accepted list of areas appropriately

I Thepreparationof this chapterwas supported by MH grants NS
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included as "psychosocial". That is, there is no classifica-
tion system of psychosocial problerns in epilepsy. The im-
portance of this omission may not be readily ap,parent until
it is recalled ttrat if ttrero.were no classification system of
epibptc seiarles, it is tmlikely that medical reament for
epilcpsy would bc systematic and cffrciently dirccted.

Drugswould rcndtobe givcn at random, andlinleprogress
wouldbc made towards stmping seizures Thus, in review-
irtg psychosocial aspecs of epilepsy, we need at least some

type of tentative framewo,rt o gurde us, even if that
framewort has limitations.

Lcvin et al. (1988), in a fairly r€cent review of the

literaturc on pcychosocial problems in epilepsy, faced the

same problcfil, asd thcy chcs !o t€solve this difftculty by
rsing the franrcurort for psychosochl difficulties set up by
the WashingonPsychosocial Seizure Inventory (WPSD r.

There arc advantages to this approach, esp€cially since the

WPSI was designed to cover a full ienge of pcychosocial

problerns in epilepqy. I{oweva, we have not ehosen tri'
iollow exactly tncsamcoutline bccause thcpurpixeof this
chapter are somewhatdifferent than that of a geneml review
papcr. In particular, in tttis paper we wish to emptusize a

comparisotr of psychdsocial adjustement acrgss gleups ef .

people wi& epilepsy, and cspecially cross+ulturally. In so
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doing, we will focus upon ttrose studies which utilized ttre
WPSI because it permits a comparison between groups
both within a country and between countries.

We will begin with adiscussion of several important
issues in the assessment of psychosocial problems in epi-
lepsy and will go on !o review what is known in several
imporunt psychosocial areas.

M eth ods of Psychosocial Assessment

There are two general procedures which profession-
als have used to evaluate psychosocial problems in epi-
lepsy. The l-ust of these is rarine. The rating systems which
have been accomplished vary remarkably in approach and
sophistication. Typically, they arc rather informal with no
attemps at all towards exrcmal validation and wittr few
effors towards the establishment of reliabiliry or consis-
tency of measuremcnt, eitheracross raters orover time. [n
addition, ratings are mutinely accomplished for purposes
which may be specific for rtre particular srudies in which
they arc used. In the uncommon circunstancc that therating
procedures used appear similar in more than one study, it
appcars that the ways in which the ratings were made
probably varied significantly. Thus, it is unlikely rhat they
are truly comparable. This is especialty true for investiga-
tions completed in different countries. Given all of these
factors, we have chosen not [o cover studies based upon
ratrngs in our review.

The second general merhod of assessment of psy-
chosocial problems in epilepsy is to utilize tests or inye[:
tories. Properly used, these assessment procedures meet a
number of tie objections just mendoned wirh respect to
ratings. They are, of course, not without problcms, espe-
cially when used cross-culturally. This is truc for linguistic
rcasons, sampling differences, and otrer factors discussed
bclow. One of the greatest problems wirh tess and invcn-
torics is that until the publication of ttre WPS I in I 9 80, none
existcd which were explicitly directed towards rhe evalu-
ation of psychosocial problems in epilepsy. Perhaps the
most commonly used measure of adjusunent in epilepsy
prior to he WPSI has been the Minnesora Multiphasic
Pcrsonality Inventory 2. Whilethevalueof rhis invcnoryin
evaluating psychiaricand cmodonal difficulties wirh many
paticnt groups has been esLablished, there is norhing in this
invcntory which dealsdircctlywith 0re social implications
of epilcpsy. Furthermore, the MMPI was dcvelopcd in a
psychiatric hospiul siuration and norms do not cxist for
pcople with epilepsy.

Fsrreasons such as thoseindicated above, thc WPSI
was developed specifically to evaluate psychosocial con-
cerns in adults with epilepsy. While space will not bc taken
to detail the procedures used in &e developmcnl of this
inventory since the), are elsewhere presented r, it should be

noted that a premium was placed upon objectivity and upon
establishing a firm empirical basis for the use o[cach ilem
in every scale. In particular. fte placement of itcms on
scales based.upon subjective perceptions of item contcnt
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was rejected. Litewise, a factor analytic appro&h was
rejected becauseof the sublrtivity involved in establistt-
ing ttre statistical criteria for facor determination and be-
cause of he srbjectivity involved in naming the facors
which isroutinely dbne based upon an armchairreview of
item content Instea( iterns were placed on scales only
when each itern had demonstrated is ability o replicate he
judgments of trained professionals with respect to ade-
quacy ofpsychosocial functioning in the area in question.
The results was an invenory which o a considerable
degree replicates the judgemens of p,rofessionals in iden-
tifying the absolute ud relative psychosocial problems in
the patiens to whom it is given. Using this technique,
problems in each of the following areas arc evaluated:

Family Background- Protlenrsare identified in one s

family of origin which may result in laterpsychosocial dif-
ficulties.

Emotional Adjustmenr General emotional concems
(depression, anxiety, personal insecurity, etc.) arc evalu-
ated withoutany effortbeing made trl sudivide thearea

Interpersonal Problems. A person's ability to effec-
tively relate o other in a variety of contexls is assessed-

Vocational A4ilstmenl An Aparisal of the effecs
of the sianre disorderon this importantareais urderuken
here.

Financial Satus. This is an especially important
area since many pennns with epilepsy are unemployed-

Adjustment to Seizrnes. The response of the person

to their seizues is sought out including feelings of embar-
rassment, rcsentmenq eE.

Medicine and Medical Management Assessed here
are reaqions o the anending physician urd accepEnce of
the need to take medication chronically.

Overall Psychosocial Functioninc Thisprrovides an
index of the person's overall adjusUnent psychosocially.

In addition to the above eight clinical scales, three
validity scales (Lie,Rare Items, NumberBlanck) arepartof
the WPSL The adult invenory has been translated ino 14

languages beyond Englistr (Poruguese, Spanish, French
(continenul and Candian), Itali4n, German, Durch, Finn-
ish, Danish, Czech, hlish, Hungarian, Tamil, Chinese,
Japanese) and about40 papers have been published.on is
applicuion to various psychosocial problems in epilepsy.
An adolescentform of tttis testhasbeen developedas well3.

S/ith the same ernpirical emphasis, the WPSI pro-
file which was developed o convey the results of ttre WPSI
was also based upon empirical considerarions. [tilizing
multiplc rcgression, scales werc placed upon the profile
directly dependut upon their reluionship with profes-
sional ratings of adequacy of adjustmenl Higher scorcs
indicate poorcr adjusgnent, with four areas of profile
elsvaUon idcntitied to aid in inte4rcarion- fiese arc
indicated on the right of the profile, and have the following
approximate meanings: Aled- No problems: ArB.2 -Possible/slight difficulties; Area 3 - Definite problems;
Area 4 - Severe/major ptoblems.

Theapproach used in ttre developmentof the WPSI
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and WPS I profile is by no means perfecl but it has been the
bestthatwe have been able o findin evaluaring psychoso-

cial problems in epilepsy. We will now utilize this method
in comparing psychosocial ooncerns in epilepsy acrcss
gIoups.

Type and Extent of Psychosocial Problems in the USA

Before utemping o undenake a comparison ofpsy-
chosocial problems in epilepsy on an international basis, it
is worthwhile o compararively srmmarize 0te findings
from a number of places wittrin a single country in which
psychosocial ev{natisn }6s been conducted. As the WPSI
was deyeloped in fre United Sutes, it is not surprising that
there are more studies published from this country thar
from any other singleconntry. The fusteffort o do a multi-
site c omparison study witlr r,he WPS I was published in I 984
a. The study summarized WPSI resuls on 315 adults with
epilepsy which were tested at five different places asoss
the United States. Samples from Denver, Miami,Seatleand
Spokane raged from 45 o 100 persons and all consisted of
individuals who were seeking assistance eitherpsychoso-
cially or medically from specialized epilepsy centets or
epilepsy societies. Alyhough they differed from one an-
other in geographical location, biodaa variable, and seizure
history variables, their average WPSI scores were com-
pletely indistinguishable from one another. Their average
profile is well represented by rhe Seatle sample of 100
persons which is shown in Figure l. Since much of the
profile is in dpaf , it is clear that the 6pe of person in these
four samples had a number of psychosocial concerns in-
cluding those which are emotional, interpersonal, voca-
tional, and hnancial in nature as well as som e difficul ties in
dealing with their seizures.

Washington Psychosocial Seizure lnventory

s Comparison ol Three USA Samples
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Fig. I . Averago WPSI profilcs for samplcs of patients from thrcc
places in the Unircd Sutes (Scattle. Mississipi. [-os Aage-
Ics).
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Only thc fifhtsample differcd inany signficantway
from theuherfour. Collectedin Mississippi,itwas ruully
a multi-sar samph which consised of 69 persons who
were patiens of privarc neumlogise and had notnecessar-

ilyrequesedassistance beyondroutinemedical carc (CI95),

cwho werp membcrs of vuiots epilepsy soci*ies (40%),

u who had responded to an article in thc National SDokes'

naU the national newspryer of the Epilcpsy Formdation of
America Thcscpatiens had complex partial sciarc& This

sample as a wholere,ported few€r financial problans and

fewer vocational dificculties than ttre other four samples,

and ttrey r€ectd a few less problems in their family
backgrounds Gigutc l). Thesa dilferences appearrclated
o thc fact ttut a signifrcant portion of these persons werc
patiens werpeitheremployed (or tudclose relatives who
were eurployed) so tbat they could pay fuprivate medical
care. Oearly, commturity-based samples arc needed which
would appropriately represent the many persons with e,pi-

lepsy who arc presumably functioning rcasonably well
within the community.

Onc sep in this direction is the wo* of Helges)n et
at (1990) who sampled patiens with epilepsy at a health
maintcnance oganization in thels Angeles ueat. While
intercstedprinrily in theeffects of an epilepsy education

Fogram upon psychosocial change, when the prc-mar-
ment scores EE combined for their conrol and experimen-
tal groups, anaverageprofile is obained which ispresented
in Figure f . This gpup is in many respects similar o the
Mississippi group with overall adjustmentaboutthc same,
even though anotional and interpersonal adjurnentwer€
pertups slightly berer. It was clear, howeyer, that the Los
Angeles group was berer adjusted than the Searle group,
and the avcragc profiles in frt do not overlap (Figurc l).
This tnderscorps thc imporunce of different sampling
procraures.

One p4er has been published which does attempt a
ruly commrmity-basedsample with the WPSI. This inves-
frg"don tbegan wfth 235 iniividuals who had rctive seizurcs
5 years previonsly. This was an unbiased sample from the
community ofRocheser, Minnesota, USA even ttrough it
is a rather srioly Caucasian, sesri-aflluent community
with above average education for the USA as a whole
(average of l3ll years of formal education). AIso, all
pcrsons with intelligcn'ce estimates less than 70 were elimi-
natcd from thc sample. Thus, while a community-based
samplc was obaine4 it is not clear tlru this sample is
representativc of 0rc USA as a wholc" Ttuec subsamples
were indentified: Group A-personswho had nothad any
seizures in the last 12 months and who had not been on
medication during this period of time (n = af; Group B:
persons who wcrc on medication during thc las 12 months
but who tul no seizures (n = 49); and Gloun C - persons
who borh were oo medications duing the last 12 months
and had at lcast ono soizro duing ttru time (n = 37). fie
average WPSI profiles for-the ttuec groups arc presented in
Figurc 2.
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Comparison of Three Rochester USA Samples
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sarctred orn owa data basc and found 5 1 I aduls (agpd 16

and older) withconfirmed epilepsy (primary seizure diag'
noses: complex pmzl" Lffi: generalizcd onic+lonic' 82;

simple padal 51i absencc,45; aronic, onic, ctonic, 14;

combinations of these' 5G unclassiEe4 3). Avuage age u
onset of seizures was 1428 yers (SD = 10.78), and an

average of I89 antiepiteptic dnrgs (SD = .83) were taken
at the timc of testing. Probable etiology of the seizures

disorder was unt nown h 2U cases and Inown fuU
(raumuic, 93; infectious, 48; birth-relate4 24; neo,plastic,

16; vascuhr, 9; combinations of these, 37). All but25 werc
Caucasian Oteh I l; nativeAmerican, 7; Asian, 6; Iatino,
1). Thesc 265 females and 246 males averaged 29.09 years

ofage (SD= 9.8O and I l.7l years of formal education (SD

= 2.68). We found that 176 persons had less than 12 years

of edrcation, 189 had exactly 12 (equivalento conrpletion
of high schml or a secondary schml diploma in the USA),
91 hadcompletedatleastone full yearofcollege buthadnot
completed uleastabachelo/s degree anrl afew completing
more advanced university wort (162O years).

The average WPSI profilas for each of the four
education groups is presented in Figure 3. It is clear that
persons with tess education had more psychosocial p,rob-

lems, and thatthe rurivenity educated group had the fcwest

difficulties This was especially apparent with respect to
Vocational Adjrsunent and Ffurancial Stams with scatisti-

cally signilicant dilfercnces demonstated at the p < .001
level using one way analysis of variance. Other differences
were also evidcngand itos clerthateducational level isa
variable which needs to beconsidered when surdiessuch as

that ofTrostle et al. (1989) are interpreted 6.

Washington Psychosocial Seizure lnventory

, Comgarison of Educational Groups
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Fig. 2. Average WPSI prof,rlles fmtluec samples of patients from
Rochesrcr, Minnesote USA ($rSgp3-no seizurrs or
antiepileptic dnrgs in the last year; Grouo B - no seizurcs

in the last year, but antiepileptic drugs were taken; Grouo

Q-bothseizures and antiepileptic drugs in rhe lastycar).

The study Trostle et al. (1989) provides us with
valuable information 6. It is clear that degree of psychoso-

cial problems increases asonegoes from GmupA toGroup
C. However, is it obvious ttrat the greatest difference is be-

tween Group B and Group C. That is, having an active
seizure disorder rather than merely taking medications is

associated with increased psychosocial difficulties, p€t-
haps for a numberof different reasons. The people in Group
A had typically not had seizures for a number of years and
it is questionable as to whether ttrey should have been
included in Ore study at alt Likewise, the people in Group
B did not have active seizures and some of them probably
had not had attacks in several years. Indeed, an average of
6.2 years had elapsed since the last seizure for q[ patients

in this sardy (all three groups taken together). Nevenhe less,

because the patiens in Group B continued to take medica-
tions for seizrues, one could reasonably argue ttrat they
were appropriately diagnosed as suffering from epilepsy.
When Croup C is compared with the Mississippi and Los
Angeles samples in Figure l, it appears that it is slightly
bener adjusted. This is probably due to differences in
sampling, in educational level, in the elimination of re-
tarcied subjects, employment status (it is not clear that any
of the Rochester sample was unemployed), and perhaps to
ot}er factors as well.

We became interested in how much difference in
psychosocial adjustment might be associated with a vari-
able such as years of education, but our perusal of li terature

in the area revealed no direct information. Therefore, we

Figurc 3. AveragclllPSlprofiles fopaticnts ft,om Seatle dividcd
acc-ssdin6 tonurnbcr of yc*s of forrrraleducsriou

Overall, the degree ofpsychosocial problerns found
within a giveu culEre is no doubt rela:ted to a numbe_r gf
facton and among these are type of sarnpling procedures
utilizedn socioeconomic staurs, educational level, severity
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of seizue disorder, and underlying impairment of brain
funcdons. At the present time, worL isneeded which would
help to identify persons in advance who are susceptible to
the development of psychosocial problems so that pro-
grams of prevention can be set up. This would be a far more
desirable circumstance than the curent all too common
procedure of attempting to resolve difficulties after they
have become chronic ud resisant r change.

In ternational Evaluation of Psychosocial Problems

An internarional comparison of psychosocial prob
lems in epilepsy would faciliaE communication among
professionals in various countries urd would promote he
exchange of information on psychosocial assessment and
intcrvention. It would also help to pave the way for tbe
esublishment of an international classification systcm of
psychosocial problems in epilepsy. Difliculties in making
cross-culnral comparisons are immediately evident, how-
ever. A metiod of common a$essment of psychosocial
problems in requted, but the best way o do this is not
necessarily clear. The lack ofsuch a method has unques-

tionably contributed to limited investigation in 0te area,

and in fact very few cross-cultural comparisons were made
prior to the development of the WPSI. Evcn with the
international use os ttris inventory, however, difficulties in
translation are ineviuble, and there is no guarantee that
exactly the same meaning is conveyed, even with careful
attention to linguistic matte$. Furthermore, although the
same meaning may be conveyed, there is no ccrtainty that
patiens in various cultures will interpret the items in an
identical manner, the various psychosocial areas evaluated
may have differential importance, and even test-laking
auitudes such as the degree ofopeness or honeslness also

vary across cultures. While these factors and othcrs arc

def-rnite problems, a number of efforts have now bccn

reportcd to compare psychosocial adjustment cross-cultur-
ally, a few of which will be summarized here. In order to
faciliute international communication, we will once again

focus on studies utilizing the WPSI.
In the largetest multi-cultural study reportcd to

date6, patients were administered the WPSI in Canada (n =
100), Finland (n = 84), derman Democratic Republic (n =
100), and the United Sutes (n = lTl). The samples from
Canada, Finland, and the Unircd Sgtes were all from
epilcpsy centers whereas that from the German Dcmocratic
Rcpublic was from a clinic of neuropsychiatry. All four
groups appeared to have received specializcd medical
assistance for their seizrue disorders. In other respects hey
also appeared o be rcasonably similar, although equiva-
lence could notbeestablished because od known orpoten-
tial differenees across the cultures. ,{nalysis of the data on
ttre WPSI revealed tfuee different rypes of tindings of
intercst.

Firsr" while the profiles were parallel to one another
in many respecBr it was clear Orat the more similar the

culture to the United States where the WPSI was dcvel-

CA. Dodrill Dd L W. BdzcL fucbmcil Problernr ia Epil+sy

Aed" ttle higta thc average profile Geates numbers of
psychosocial poblems rcported). Most similarin elcvation
to the Unitcd StatesprotilewasthatofCanadawith Flnland
being nextand the Gennan Democratic Republic strowing
the least similadty. Ttre interp,retation of 0rese findings is
ucertain since it could not bc determined if people wittt
e,pilepsy in some culuresmerely had fewerproblems, if the

WPSI became less atrd less effective in measuring prob''

lems as culnral dissimilarity increased, or if there was

another sourca of responsc bias (such as a tcndency o
minimize problans) which may have been rcsponsible.

Secon4 certain feaures of ttre WPSI profiles could
be related to particularctraractcristics of 0re culures For
example, socialized medicine and wort supportwere per-

haps bestdevelopedinFinlandand the German Democratic
Republic, and leas wdl in the United Sates. This may be

related o the fact tlrat most vocational and frnancial prob-
lems were reported in the United States, and the fewest in
Finland and the German Democratic Republic.

Third, it is clear that willingness !o admit tJo various
tlaes of psychosocial problems varies martely across

cultures. If patiens admit o few problems agl have high
scores on ascale such as thcLie Scale of thc WPS[, then are

they merely attempting to cover up difficulties or might
they in fact have fcwer problems? A discussion of this
prrobtun has already been pnesented 6'', but in some cul-
tures, this is an especially difficult for which clear answen
are lacking.

Invesigations in a number of other counries have

been completed in the last few years, and the resuls from
foru of these will bc briefly summarized here. Bere and
Ftanagan (1987) surdied 9a aduls with epilepsy in Augm
lh drarvn from a rehabiliadon cent€r and from the mem-
bership of an epilepsy association t. Of these, 50 had

idiopattric e,pilepsy, and 44 had post-trarmatic epilepsy and

the average WPSI scores of bottr goups were considered
ogether. Prcisq ct al. (1989)' randomly selected 100

ambulaory aduls withepilepsy from a clinic forparoxys-
mal diseases in Pragug Czechoslovakia and administered
the Czech version of the WPSI. There were 55 men and 45
women in this sample. Iaiseau et at ( 1988) r0 administered
the French version of the WPSI o I I adults with difficult
to manage seizures in Bordeaux, &[gg.These patiens
were urrcring an experimental dnrg fial with stiripenol,
and the daarepctedhercwere obtained on the pre-cxisting
dnrg regimur pnor to the adminisration of stiripenol.
Curral (1989) administered the portrguese version of the

WPSI to a mixed EFoup of 40 adults with partial andor
generalized epilepsy in u near Porto, Portugal rr. The
groups was a mixunc of urban and nrral persons, of whom
26 werc on antiepileptic monotherapy and 14 on polythe-
rapy.

The average WPSI pmfiles for the four groups just

describedarc prcsentodinFigutc 4. The profilo passrr aIE

remartably similar. fic only scor€ which is gpauy differ-
ont on any scale from the othcn is bener adjusfnent with
respect o Medicine and Medical ldanagement for the
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French sample. These werc very carefully selectedptients
who werc o undergo an imporant dmg rial, and itis tikely
that they were selected in part because of excellent rapport
with their psysicians, and also because of demonstrated
ability to take medication faittrfully. These are the areas

evaluated by this scale. It is also noted that the geographi'
cally c lose French and Portuguese patiens reported similar
and increased problems in Adjrsunents o Seizures. The

orher scores were quite similar, and the possibility is raised
commonalties around the world-
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National Instiulc of Nenological Disord€rs and Suoke'

PHS/DHHS, USA. Tbe WPSI was developed wi6 assis-

Ence of a grant from thc Epilepsy Forurdation of America'
Adrcss rcprint rcqucst to Carl B. Dodrill, PH. D., Regional
Epilepsy Centsr CZA-50), Ila6orvicw Medical Cen trr,325
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Figure 4. Averagc WPSI profilcs for samples of parients from
Australia. Czcchoslovakia. Francc and Pom.rgal

Conclusions

Psychosocial problems are of great imporunce in
epilepsy, but they have received less atrcnrion by the
professionals than they deserve. At leastone reason for this
is the lack of an adequate taxonomy for these difficulties. In
our opinion, tests or invenlories have broader uses than
ratin gs, and despite their limitations, they are m ore likely to
permit an effective comparison of psychosocial problems
within and across cultures. The WPSI is one such inven-
tory, and it has been rclied upon in this chaprcr ro illusrate
important psychosocial issues and to provide cgmparative
information aboutpsychosocial problems in epilepsy from
several countries.Itis hoped thatcurentefforts will lead o
additional foundational knowledge which will permit the
development of an international classification system of
psychosocial problems in epilepsy, and which will also
result in improved methods of both treatment and preven-
tion.
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