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INTRODUCTIO

As one of the r+orld's forenpst epileptolcgist has said, "fhere is prac-
tically no epileptic pat.ient who is not confron'.ed with some tlr1)e of
psychosocial prohleiir""." {1, p.74) In one study (2), fewer than one of
four individuals with seizure disorders were free of intellectual. p:ob-
lems, neurological handicaps, and behaviora!. problems. The reasons for;
these concerns are not difficult to find a-r:d include brain darnage,
social stigrna, problems in accepting the seizure dj.sorder itself, dis-
crimination with respect to emplolmrent, etc. So irnportant are these
problems that it is almost certainly true that. the majority of us ai
this conference have been repeatedly struck by the great signi.ficance
of psychosociai. difficulties r,rith respect',o adlustment.in life and it
is Iikely also that many of us have ccncluEed -.Aat these difficulties
are aL least as significant as the effecis of seizures thernselves u_son
adjustment, and perhaps nore so.

Despite ttre importance that we might attributa t.o psychosocial. ccn-
cerns, it is remarkable to note that the e./alua--ion of these diffic.-:lt-
ies is usually done subjectir;eIy. Furthen:.ore, '"he objective tests anil
inventories, such as the I'linnesota lviulti,phasrc ?ersonaiity lrrve:rtor1
(ielPl) that have sometimes been employed i:: :he evaluation of gsychoso-
cial problems in epilepsy have routinelir been ie.,-eloped tr'ith other
patient populations and are therefore not gaared to identify the parti-
cular psychosocial difficulties often see:: ',;ith seizure disorders.
Equally important, sone of these tesu.ng de..'ices interpret certain :ani-
festations of seizures as psychiatric problens and therefore cat: be
quite misleading" Thus, despite the frequency and importance of psl..cho-
social problems, apparentiy no one has Cevelo-ceC, specifj"cally for
epilepsy, a complete test or inventory having a series of scalers rqhich
would permit a cornprehensive, objective, and systematic assessnent, of
psychcsocial proble:ns, The purpose of the paper toCay is to presen:
such an irrvento:ly and furthermore to shcw ho'* ic can be useful in a
elinical context and in a research context. The specific problem that
will be discussed is that of employment ani the potency of psychosocial
variables with ::espect to emplo\zment wil"i 5e ieaonstrated and will be
compared with the potency of other variables specifically including
seizure type, seizure frequencyr and extent of neuropsychological.
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inpairmtene.

TEE E"ASHINGTON PSYCHOSOCIAI' SEIZURE IN\I€NTORY (llPSI)

Our preliminary work in psychosocial problerrrs in epilepsy consumed sev-
eral years durinE ,arhich we identified the areas that ve wished to study
and during lrhich also we begin to constrllce ttre I{PSI. Details on the
developmene of Hle WPSI are presented elseq-"here (3). B=iefly, 132 itens
prirted on both sides of a single sheet of paper were constructedr each
of shieh is answered 'oYeg" or 'No'n aceording to self-pereeived usu".l
feelings and actions of the patiene. The 7 clinical aseas thatTe--
identif,ied will norr be descr:ibed, each of vrhich rras ultinately-evalua-
ted by a series of item-s whieh correlated well witlr professisnal judg-
sents of adequacy of functioning in ttre a-rea in question"

ree4L-EaqEgsgg!4

The ingention trere $ras to ideneify prgblems in.the hone in whieh one
Erew up whieh ruight have an impact on furrctioni.ng in Ia*-er lifel Th€
areas evaluated incl.uded re-1atir.:nships wi-th parents, e€achers, a!1d
peers" Sample items from the seale that \A'as ultinately CeveJ.oped in-
cluded, 'nDid you feel secure in the houe in Hhich you grew up?", "As a
ehild, did you have trouble naking friends?". and 'I{ere you well accept-
ed by your school teachers?"

Floeigll3f.: 4djuqtFeng

A general assessnenL of errntiona3. problems iJas very inriic:tant but an
overall" i.ndicator was desired since it rlas nof within -.he scope of the
IiPSI to proviCe detailed evaluations of a variety of enctiotlal difficul:
ties such as might be found vrith the l.8tPI. The latter i::r,entory could
te given wheR enotional concer.ns were in evidence on the 'rl'Psf . Our ex-
perience suggested ghat the problems of def:ression, tensioll, anxiety,
Horry, inability to ehink clearly, over-sensitivity, pocr seLf-irrrage,
general dissat.isfactiorr with l"ife, and non-spegifj,c sona'ui.c concerns
r*ere arrong those urost conmronly seen with people having seizures. These
problems are therefore most strongl.y represented althouga more serious
psychotic thought paeterns were also coverea to some deg:ree. Sample
itens includedo 'Are you general.ly free from depression?*, "Are you
often tense and anxious?", "A:re you usually able to think clearly?".
and "Do you oft.en wish you rvere dead?"

* 
a-

InselpgEE- e4e r _84il st T'g+g

We lrere c-onvineed of the irnportanee of interpersonal adjusenent in the
total" wellbeing of the person with seizures and felt it inportant to
el'allrate genera]' comfort Ln social situatiorrs. Abil,ity te meet others,
exeent of friendships, sufficiency in nundrer of Eocial contacts, and
abi}ity to deal wj"th the opposite sex rr,ere examined" Salple questions
included, 'Do you have trouble rneeting people?", 'Do you enjoy social
gatherings?d, "Do you have trorlbLe erq>ressing your opirlons to others?"
ana "Do you feel at ease around people of, the opposite sex?"
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Vocational Adjustment

This appears to be an especially inportant part of adjustment for the
adult with seizures" An evaluation of the interaction of the seizure
disorder itself in obtaining and maintaining employment appeared to be
central to assessment in this area sj.nce seizures are often cited as
the reason for unemployment" Samp1e of questions incJ-uded, "Have you
ever lose a job because of your seizures?", i'Are you satisfied with
your employment situation?", "Do you need vocational counseling?", and
'"Is transportation a problen?'r The guestions do not ask lf the person
is actually employed" The reLevance of such questions to actual eryloy-
ment status vril1 nevertheLess be derpnstrated Later in this paper" Fur-
thermore, tfley are relevant even when it is very difficult to relate
seizure tlpe or seizure frequency to degree of emplolmrent.

Financial" Stetgs

An eval"uation of financial. status and self-preceived firrancial seeurity
seerned especially important with individuals who are often dependent
upon others for basic support. A smal1 group of items ultj:nate'Iy pass-
ed al-1 criteria ancl included, "Do you have sufficient money for basic
needs?" , "Do you feel financiall.y secure?"" "Can you afford your Fre-
sent li.ving arrangement?", and 'tDo you have enough money to pay your
bills? "

Adjustment to Seizules

i4any people with epilepsy are resentfuJ. and ernbarrassed about tlreir
seizure disorder, find themselves j.ll at ease because of possible
seizu!'es, feel that they are less r,rcrthr*hile, and believe that they
are less accepted by others because of the seizr:res. Questions kere
therefore devised which tapped each of these areas and which incluCed,
"Do you feel resentfuL that you have seizures?", t'Are you confortable
going out despite possible seizures?", and "Do you have trouble aecopt.-
ing your seizure problem?'l

U-gdicine and Medical Manage

overall psychosocial adjustnent rnay be 
"igr'r:.f:."urrtly 

affected by a
person's percept.ion of the treating physician, acceptance of the
need to take medications, and belief in the adequacy of the treat-
roent- The guestions tapping this area included, "Do you like your
doctor?n" "Do you feeL you.r doctor really cares about you as a person?",
"Do you'iee1 your seizures are being controlled as well as they can
be?", and I'Do you frequently have trouble remembering to take your
medicatioas? "

Slerall Psychosocial FunctLoning

We felt it uor.ild be import,ant to obtain an index of the extent
overall which a person seemed able to adapt to demands of life.
The items that ultimately wsnt into this scale were those which
eorrelated best lrrith judgment of overall- functioning, regardless
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of the scale in wtrich they appeared and they included an especially
strong representation from the Elnotional l,djust$ene Scale.

Ie is iiprtant to st.ress that. all items vrere plaeed i;r tha
va.rious scales on a strictly empirieaL basis r^,i+-tr a ProceCt-rre
very similar to that rqhech was used in the development of i--he I'tlpf .
A total oE 127 epileptics. irere exteasively evaluated by a social,
.rprker or psycholog'ist and difficulties ltere sought out in each
psychosociaL area of interest" Ratings *ere ma.de during interviess
without any knowledge of the patient's resporrses to the I.J?SI . The
ratings for eaeh area lrere then eorrelated with. every iteE il the
H?sI and an .itera was placed iJl one and only one of the first seven
seales (excluding Overall Psyehosoci.al Adjustment) providi:rg that by
the poinE-biserial correlation teehnique the eorrelation ",:as

staeisticali-y signifieant at the .01 level or i:eeter" The iteru
*'as grlaced in the scale with v:hich it correlated: rrost, reEardless of
the content of the iteru" Interrater reliability r"'as established
as were reliabiiity and vaLidity of the 'riPSI seal.es t?remselves., &
eoaSlete description of this study ineludir:g the crossval-idationaL'a
phase is found elsewhere (3). 9.Iith the scales enU.rirically derived as
described above, each patienL couLd be score6 for Lhe nuarber of
ite=s on each scaie *'hich rrere in the direction suggestive of
diffieuLties" Al-though the scores Lhat resulted trere sufficient:
for research purposes, are Here"interested in preserrting lhe informa-
ticn in a lray that r+ou1d be meaninEful clinieally- He +-herefore devel-
oped. tire profile uhich i-s presented on the rext Fage- f should
rerark tlaE in developing this profile +re ?rere unable to use a normal
g:ro'rp as a eriterion since it is of course noE possible to ask a
nornal person, "How do you feel about your seizure problea?'r
Fi.tr',herriore, we found that standard scores such as p€rcentiles were
not an effeetive index of pre;blems within ou:r epil"eptic sa-.lple since
the extent of problems varies.greatly from ore a-rea to the next.
Fo= exarnpS.e, emotional and inierpersonal problems a-re extremely eommon
in o'.rr grouF, but feu aFp€ar wiE,h respect to medice.l rir.anagament
and in fact our patients usually report a for:drress foE their
phi'sie ians (those that do not have probably gon.e e.lsev.rhere), There-
fore, the profile rras constructed with the professional ratings use<l
as criterion and placement ol rar,, scores vas a',ade by si-xple li.:rear re-
gression Lechniques with higher professiorral rati.ngs and higher scaJ.e
scores corresponding to more .problems, Fina11y. it rsas possible te,
idertify areas_of profile elevaLion as follor.rs: Area I -- lio sigrrifi-
cant problemsi' Area"2 -- Pos_sible problems but of linited signifieance;
Area 3 -- Unquestioned difficuleies Hith definite edjustunenial signifi-
caRce; and Area 4 -- Severe probl"ems +rith striki-ng jnpacts" 'rrith
these facts in mind, the line plotted on the profile 6f figure !
(sririch reFresents the i.27 individuals used iri the oriqi-nal study!
deEonstrates that our patients have definite e*otionaL, i::terpersonal'
vocational, and finaneial problems as r,re}I as dj.fficulties in accept*
inq their seizure disorders" Tt should also be rsmrked that various
patterns of profile elevation have proved to be of j-mportance clinieal-
ly and that they have pointed both to different t)T)€s of diffieulties
ani to different suggestions with respeet to re$edfution'
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RESUARCH WITH Tffi WPSI

I wish noer to briefly refer to tero research studies thai L..e have done
with the [{PSI and then to present a.third one in a nore de--ailed
fashion as this has not appeared elsewhere in print. I:-. Ehe first
investigaEion (4), i,e were interested in relatj.ng the h=s: to vocatio:1-
al. siatus and in coinparing its abirity to identiiy peopie with chronie
unenpLoyment problems grith that of Ehe rnore standarC in.i:es of
u:ren-oloyr,rent incJ.uding extent of educatj.on, inieliigence" and
neuropsyehological impairment. fneelligence -*-as assessei, by ttre
l{echsler Adu1t Intelligence Scale and neu:ropsychological krpa.irment
sas evaLuated by the Neuropsyehological Eattery for Epile;sy (S) 

"I{e used a Eota} of 58 adult epileptics fron our facility .shs could
be clearly classified as ftnployed tat leasts 20 hours pe, E-eek in
eonPetiLive emPloymerrt for the last six Eonths). Under€rp:oyed
(sheltered roorkshop plaeement or campetitive vork less than 20 hours
per t'eek) " and Unemployect (1ess than 5 hc'urs per reek of e=plolnaent
of any type). The results demonstrated that the I.iFSf Vocational
Adjusbnent Scale and overall neuropsychological inpair:irer.t wer.e both
more retrated to eurplolmrene status than any of the other i;€icatof.s.
It sras also noted that these tlro sets of reasures were ij:e enly
ones v.*,ictr were devised epecifically for verk vritlr epile_:s1,' and the
possibility was considered that they night be more sensiii;e than
general indicators of intell.igenee and enotional status te cisabling
conditions.

In the second study (6), 100 adult epileptles were div{iec into four
levers of functioning according'to standarc indicators cf 1::telligence
{Hechsler Adult fntelligence Scale), lieuroFsychologica} ii-,;:airment
(Neuropsycholcgical Battery for Epilepsy), enotional aCjus-_nent
(MI4PI average Frofile elevationi, and psychosocj.al funetic;ing
{WPSI OveraLL ScaLe}. htten the patients were clivided acco:Cing to
inr-eli.igence and neuropsychologicaL ir,pair::ient, the exte::!- of
syst.er>tie fluctuaEion in enotional aCjustn,erri and Fsychcsccial
functioning rras assessed. and vice versa. Resul.ts shor"eC tha..
e,:roij.onal status and intelfigence s,ser€ unrelated, that tlere r"as only
a slight relat.ionship betteen intelLigence and psyehosociai function-
ing (decreased inteLligence lras associated v'ith greater _osirchosocial
problems). that errotionaL adjustment rras moCerately reLa-;ei to
neuropsychoiogical impairreent (greater probJ.enrs in each going to*
gether), that psychosocial functioning rA,as nrodera."ely rela:ed sith
inEelligenee. and thaE the most consistent relationships r^-e=e to be
found betveeri neuropsychological impairment and psychosociai function*
ing" Thus, iiqreased psychosocial problems uere assocj.at€d -*'ith
iacreased difficuieies in brain..funcLions and vice versa, b::t these
findings rnould noE have been apparent using only the mole general
indieatsrs.

Finally, we were -interested in extending the vocarional siuciies
surunarj.zed above co the question of rghich variables are nos-L inport-
ant in unemplo)rment and rre therefore examined in more detaii the
seizure information, neuropsyehological Cata, and l"t.psI seor€s on the
58 people in the ernplolanent study" The seizure-related var:_ables
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that appeared to have the Ereatest prornise uere seizure type a3d
seizure frequency" The neuxopsychological variable of greatest
promise 1'as the percentage of scores outside normal lisdts sn the
16 specialiaed ne,rropsychological tesLs which form the Neuropsycha-
logical Battery for Epilepsy. The psychosocial vasiable of greatest
promise was the HPsf Overall psychosocial" g'r$ctioaing Scale, for
a1l. analyses, individuals r,rere classified as er*ployed tundereruployed
or fuliy emp).oyed) or unemployed.

Using the internatisnal claesifications sche*e {7) ' the variable
of seizure t:rlle $as first considered and a table preseating freguencLes
of employment and unenrplotrrorent fo? eaeh seiz1rre tlG}e t€s prepared"
Esseneia).ly every seizure type had an es5rlplderrt rate of aFFror*aately
5O* except fcr elementary partial s*iautes *ere the rate tras aFProxi-
loately 25*" The srnall differencee acro$s the seizute t]?es srere
not sfatisticalLy signif.icant {x2 = 2.76}. thusr at least a$oDg thi$
Batient grouP, seizure tlFe i6 r:ot related to eulplo}rl.r€nt statua"

Evaluation r^ras then rude by relating ernployaent with the Presencs or
absence of seizures in the past 50 days- Groups lrere 5$t up which
had nc seizureso seiz'Jres (but no aajor rnotor attacks), aad seieures
lnclu.ding rnajor motor attacks- For each grouping of lhese seizures
approxitnatel"y 50t of the peopte were e&Ployed so that rro ctatistical-
ly significant differeace e*erged x2 = O.75). fhis is consiatena
with otlrer data from our Epilepsy genter which point to very few
seiaure-related losses of jobs and it is also consistettt t.lith
previous sork (8) "

Individuals were then classified as shor,ri:rg neuroBsychological
icrpairnent or not showing ixrpairnent by criteria Previously published
(5) - By these criteria" 0 to 40? of the tests ouLside nornal ]irdts
is in the norrnal" rarrge v,hereas 41 to 100t is ln the range of i:upaired
braj-n functions- A statist.ically significant difference emerged
1x2 = 8"29; L < "Oi) and it was noted that 69t of indirriduale cla*si-
fied as showi"ng no neuropsychological irpalrr*ent !,rere e$ployed
!'rhereas exactl"y the same Fercetltage 'rrho deroonstraeed such i:npairaent
were ulernployed. rhus, irq:airment ir: brain fuactions as denufistrated
by neuropsychological tests is reliably related to eaFlolment status
bu! thare are stil1 3Ot of the indlviduala for who$ tha test res':lts
are noB Ferfectly consistent.

!*he patients ltere then classified according to their scoxes on the
Vacational AdjBsta€nt Scale of the BFSI. Scores of 0 to 5 {areas
1 and 2 on the profj.le) r.rere taken to suggest $o Froble$s vheraas
seores of 6 anrl lroxe were suggestive of difficulties" Once agsial
a statisticaLLy significant difference was fouria across the patients
arith respect to ernplolzltreRt statue {x2 - 9.8t, P < -O1}. Sevetlty
percent of indiv.iduals with scotes in the no prol:lem range were
employed whereas some 71* of individr:als scori:rq in t}le problerr
area lrere u::employed. Thus, *,his vatia-ble uas also mueh relaEed to
.rocational status even though it is not possibtre tc telI f,rorn l"he
HPSI vocational scale erhether or not a tlersott is eaployed'
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Patients were finall:, classj.fied accori.j.ng to -*,.hethe: -J,e1. simultane-
ousLy demonstrated neuropsychologrical and. psychosocial ;:=cbieins usinc
the criteria already ident,ified. hllen one eonsiders ai.l three emplo.v-
trent leve1s, a hig::ly statistically siqnif,icant differe:-:e j.s found
and the data is presented in Table 1. To sunmarize, i.f -:robiens in
eicher the psychosocial nor the neuropsychological areas are identi-
fied, there is an anployment rate of 87* in this chronic epileptie
population whereas if there is problerns in one area bur =o.* the otirer
the empS"oyment rate is 48t and if there are problerns in botir area, the
esrplo)tment rate is 20t.

"ABLE 
1

FRE9UBICIES OF DIFFERTNG LSTELS OF EIIIPIOY:'TENE AS
REI.ATED TO NEUROPSYCHOTOGICAI AND TO PSYCHOSOCIA: PROBLEHS

h:EUROPSYCHOI,OGICA:,
}.liD FSYCHOSOCIAI,

PROBLE},IS

$EITHER' PRESEI*T

ONLY OME PRSSENT

BCAIJ PRESENT

FULI-
EMPLOYMS}IT

72
(80i)

"6
( 26r)

_2
( lct)

FREQUENCTES OF

UNDER.
EttPLOYMtltt

5
[R\I-

EYPLOYME}T

2
(13r)

l2
(52t)

L6
(8ot )

I
{?r}

5
i22z)

2
(10r)

x2 = 22---i (p, . ,ool)

The data fro:n this study clearly Ceno:lstrate that neuropeychological
and psychosocial uariables are impor'.ar:t eorrelates of e-cioiz=rent
siatus in adui"ts vieh epilepsy. ft seerrs 1ikeIy that et least in tl:is
patient group they are nore potent tlran any seizure-rel.a:ed variable.
It ray of course be that in other groups of epileptics k-xere seizures
cone rnuch less freq'uently than wi'.]r this group, they wo-.:ld have great*
er significance" This however has not yet been demonst:a-ued and it
is difficult ho bel.ieve that psychosocial problems !.roul-c .lrove to b€
j.nconsequential even shen seizures are less frequent. 'ri::en one con-
siders''the:data Ehat has been-preseDted, it is someuhat iisconcerting
eo note thaL. the vast majority of resou::ces dedicated to assist
pec;:le r+iLh difiicult seizure proble;ts are directed tor^'a=C seizule
cor:t-r'oL when it nray b€ that it is the psyehosoci.al and neuropsycho-
logica3" variables vhich need Ehe greatest portion of the attentj.L.x.
Adnittedly, neuropsychological and psychosocial proble!:s ean emerEe
secondary to det.erioration foll-owing aultiple attacks, a:,3 seizu,re
conerol" is therefore to be strongly encouraged. However, it nay also
be '"rue thab one nust go beyonil the gu3stion of seizure control to the
very imporEant psychosocial variabl.es before we can hope to deal- with
the ful1 range of problems which egilepsy presents" It is therefore
very grati.fying to me to be a I)art of this workshop ani it is my hope
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RESEARSI{ WIT?{ TfiE II?SI

I $ish noH to briefly refer to tero research studies that we have done
rith the iy?SI and then to present a third one in a more Cetailed
fasaion as this has not. appeared elsewhere i4 print. In the first
investigation (4), we were interested in relating the h?SI to vocati.on-
aI status and in comparing iLs ability to identiSy peop)-e with chronic
uneopioymenE problems with that of the more standard ind,ices of
unenployment including extenL of education. intelligence, and
neuropsychological irnpairment. InLelligence \das assessed by the
'de€hs1er edult lntelligence Scale and neuropsychological irapairment
i,as evaLuatd by the Neuropsychological Battery for Epiiepsy (5).
we r.rsed a total of 58 aduLt epileptics from our facility who could
be clearly classified as EnpLoyed (at least 20 houts pe! ueek in
coap,etitive cElrlolmrent for the last six months). UDdereipfoyed
(sheltered tdorkshop placements or eotrrpetitive erork less than 2O hours
per -*eek), and Unemployed (1ess tirarr 5 hours per ueek of emplolment
of any type) " The results demonstrated that the WPSI Vocational
Adjustraent Scale and overall neuropsycholoqical impairments uere both
nore related to enployment status thar any of the otlrer indicatGrs.
It r.:as aLso noted that these two sets of measures were +,he cDl-y..
oaes which were devised epeeifical1y for riork with epilepsy and-the{
possi.bili.ty lras considered thab they might be more sensitive than
g+neral. indicaLors of intelligence anol ernotional status 'Lo Cisabliig
conditions"

In tl:e second study (6), 1OO adult epi-leptics vere divideC into four
Ievels of functioning according-to st.andard indicators of intelligence
(l{echs3,er Adult Intelligence Scal.e), neuropsyeholoqical- inpairment"
(lieu.ropsychological Battery for Epileps),) r emotional adjustaent
(l,ll.l.Pf average profile elevation) , and psyctrosocial functiorring
(h?Sf overall Scale). lrlhen the patierts vrere divided according to
inteLli.gence and neuropsychological Jmpairmer:t, the extent of
systenat.ic fluctuation j.n emotional adjustment and psychcsocial
funcEioning vas assessed, and vice ver-sa. Results sho'*ed tiiat-
er,rotional status and intel.l"igeice were unrelated, that Lhere vas only
a slight. relationship betveen intelligerrce and psychosocial functicn-
ing {decreased intelligence }ras assoclated with greater psychosoeial
problems), that erptional adjustnent vras roderaeely related to
neuropsycheilogical impairmerrt (g:reater problenrs in each goirrg to-
gether), that psychosoeial functioning 1.,as moderately r.eleted lrith
inte1ligence, and that the most consistent relationships i^'ere to be.
four^d betrreeR neuropsychologieal- impairnrent and psychosocial function-
ing' Thus,increased Psychosocial problems L'ere associated rrith
increased difficullies in brain functions and vice versa, but these
findings-1,su1d not have been +pparent r:sing only the rnore general
indicators.

Finally, we were interested j.n extendi,rrg tne vocational studies
surwariaed above to the question of which variables are nost iraport-
ant, in unemployoent. and l{e therefore examined in more detail the
seizure infortratj.on, n€Llropsychological data, and WPSI sco:-es on the
58 people in the enployrlent study. The Seizur:e-related variables
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