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SRIHENNOrWegian Epllepsy Association (NEA) nas
tjaiain) e 3cussmg the variation and quality of the
ireaument people with epilepsy are receiving,

It foth politicians and the health department
= over the last years.

"'1"—'

= f-Dlscussmn with the several ministers of health
~ about the needs to design some National
~ guidelines for epilepsy in Norway.
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2 Orie J]J’]J]L‘ ould'the gwdelmes be ready by Apr|I
/OJJ, it it was prolonged first to June 2006,
elrieligls after to September/October 2006.

J [l S W I_TI malnly affect the part regarding the
= -e mmendations, not the data collection and
' ofhe “living with epilepsy” report.
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2 T Work with the Norwegian guidelines has
rr\rj e concentrated on the need for
omr iehensive care and the epilepsy: service.

f \r rOX|mater 80% of the costs related to
S ﬂepsy IS caused by psychosocial problems.

= -Even if'a lot of people with epilepsy (PWE) gain
= sejzure freedom, some will thus have learning

~ trouble, severe psychosocial problems, isolation
and lack of employment.
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PIERing the report —

PESTRGE It 1S the association that has taken the
JJ’]JFL.LJ\]“ ‘10 the guidelines was it vital that PWE
Jno,J d'be able to give their comments to the
‘-‘,)I SpPSY. SErvice.

"-_; SO\ JA — Norwegian Social Research was
_ éngaged to describe the life situation of people
~ with epilepsy. In cooperation with the NEA was
~ a guestionnaire written and mailed to our
members.
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ESIIICErantiEPIEpLiC drugs (AEDs) is more and
ererised ini psychiatric care, migraine a.0. was
j& clifile it to isolate the use for epilepsy only.

2 _Jg_ ‘the rural part of northern Norway was the

~daily use (dosage pr. day) of AEDs significant

-“':" owest, and the use of “old” AEDs was the
_hlghest with a share of 71%

rf- A high share of old AEDs can mean that to few
people are offered tailor made treatment with
fewer side effects.
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SMANBWErS fiiom GPS showed us that they
WelS nc= - satisfied with the period of
el g before their patients could see a
-~ spe tiallst

he diagnosing of epilepsy should be done

— —

,_; By a specialist, and not in the primary care
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2 [rje prehenswe care varies a Iot Only half
Of i'na spondents have a epilepsy nurse.

2 fnJJv uals with epilepsy and their families need
uc llinformation and often a great deal of
f‘f;-;_ -ssurance support and understanding in

= -acceptlng the condition. It is therefore important
-~ for hospitals to give information about the

~ _condition to PWE and their families.
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SiIIE raﬁ' “Iliving with epilepsy”
SHANGIEStIONNaire were mailed to members of the
N” ‘(Ehildren/youths as well as adults). With a

J€s ponse rate of 44% (946). It was not possible
= ~send a reminder, due to lack of time.

':"‘ =5 J?_e_ople with severe epilepsy as well as people
~  who experience only trivial consequences of
their epilepsy are most likely overrepresented
among non-responders.
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S5t all respondents used medication to
(“oruuf Eir epilepsy.

SESIUEET ects oft medication were frequently
rer Tted like fatigue, concentration and
= memory problems

-~':-- _oiE_plIepsy has consequences for social life and for
— employment. A considerable proportion of
people with epilepsy is outside the labour force.
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PRIIEhSportation can constitute a particular

PIOIEMI or many, being without a driving
hmnm' 5

AL § e'é one In six is in need of transportation
;;:;; 5sistance or more such assistance.

—
1"'

= ?Only one in five has been offered
- habilitation/rehabilitation.
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SMIIIIErE IS CO 1siderable variation in reported
r]J.Jler J|fe On the whole, quality of life was
rer)Jrr“ d/to be better at the time the

L Jestionnaire was filled in, than it was five years
=ado -and It was expected to be even better five
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Ddldcollection, -!an_d results’

IIHETENS No: partlcular epllepsy services” at the
m.JnLr:Jr services office. Therefore, we
expgf‘ that it was difficult to find the right
pErson to give information about services for
s : e mle with epilepsy.

= -SOClaI services could be organized differently in
- different municipalities, they were under city or
municipal council control and economic
restrictions.
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SRIRESPONSES in the questlonna|res from PWE and
[RLIE I terwews with employees at the various
Pealfagencies differed in terms of judgement of
rnv** dequacy of benefits and services.

’_; '\A." ‘users expressed dissatisfaction with their

= f{{)ntact with pedagogical/psychological services

= (PPS), social security offices and labour market
- _authorities.
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2 Alle PEOPIE ia mlght ave epllepsy must be
UJ‘WJI‘F d “firom GP: to specialist care/hospital
for el e gnose within 30 days.

AN FPAVE = must be secured a follow up on their
—  epi epsy

—3 ’Habll|tat|on/rehab|I|tat|on must be a extended

i

~ part of the treatment.

-® A epilepsy nurse in every neurological or
paediatric ward.
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Er)ll:‘ Zeducationrand information as a part of
e e,sr" ded treatment. Given at one of the 37
‘el Ig and mastering” centres.

J L.Jl) rmarked authorities and social service
= f; “improve their knowledge of epilepsy.

| S| F'ﬂaent transportation to avoid isolation and
nemployment
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fl (“0),) on with other chronic diseases,
&coordlnator to help individuals in
orur*rv |th local services and municipal social

*“.' —

8% ofﬂces
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