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Opening and Welcome

The Chair:

1. Welcomed all those atendi g and indi ated that the minisues to l® d cussed wre

(0]

(0]

(0]

(0]

Form Membership of the Asian Oceanian Global Campaign Task Force;
Establish the role of the Task Force;

Report on actii t&s alredy urderway intle regon(lth GAE armd nom -GCAE) or
planned for the future;

Suggestins far fu ur e ativities;

2. Outlined that the fist isue ws to fam the Task force axd t o then consider which actii tés
would be undertaken;

3. Suggested that membership of the Task Force could begin with a representatie fran ech
ILAE chapter and IBE member associatin in the regi m;

Introductions and Reports

The Chair reported that:

1. Afist step was to identfy atiitis al realy undrway intheregon; the WHO Atlas of
Epilepsy Care in the region had been published a few years prior and this report
demonstrated what was available;



There was a need to complement the epilepsy Atlas by reporth g on what was being done to
address the issues highlighted in the document. The initd gal ws to onp i le a regi ser d
what was available in order to avoid ‘reinventig the W eel ’. Thi s shoul d pl y to mt h @AE
and non-GCAE actii tis

Dr HV Srinivas (India) reported that:

1.

An important actiity in the Bingal o e regi m @verig th sm -urban and rural areas, was
the street plays or ‘skits’ that had been used as an educatinal twl fao mre tan D \ears;

On one Sunday each month, a group from the Indian Epilepsy Society travelled to outlying
villages to show, through the use of street theatre, the correct facts about epilepsy. The play
used a demonstratin d§ a =i ar e , the common misunderstandings of the conditmm and its
treatment;

An important element of the actiity w s to expl d n that ei lepsy w s a treatabl e d swase lut
that diagnosis and treatment by medical professionals was the correct path to follow;

The actiity, irtl Wi rg a hort qiestin ard aswer priadtak nono e tln 150r 20
minutes and the group then moved to another village. An average of four or fie sows wre
arranged each month;

In a country where there was stil aery h gh level d illiteracy, @rtcdad yi nrual aeas, ths
was a very important and successful way of educatn g people about epilepsy.

Dr WU Jianzong (China), representig D U $i duo, reported that:

1.

3.

The WHO Demonstratmm R g &t in Gia had een trene |y successfu and had ot keen
extended further;

Government support to people with epilepsy in rural areas, through the provision of free
medicatin had begun in six areas. In 2005, the project had been extended to 10 regions and
by 2007 this had increased to 13 provinces. The project was now a natmal in titve

covering 15 provinces/132 countis, representing  a populatin fgre of 17 nil ligy

The inititive torelice the trestnent gp, il uckd traningintam hoepitds ad the
provision of free Phenobarbital. It had been established that the project contiued to
decrease the prevalence of epilepsy in rural areas.

Dr Hubert Barennes (Laos) reported that:

1.

He had begun working in Laos in 2008. Laos was a multi-ethnic country with a populatm d
6.5 million. Most of the populatm wrked intre dtis ad i tvs edimate d thd thee vere
52 thousand people with epilepsy;

In Laos, epilepsy was known as mad pig disease and even medical staffw re igior ant dout
epilepsy and were afraid of making contact with people with epilepsy, believing the
conditim to k& ©nt agi ws;

Patnts bn’ t Ik foo radi @l @re & the y have litte el id in lg term treatme nt fa a
disease;

Phenobarbital was a fist lie treatre nt lut ws ot wlllkown ly dctas axd ws aly
available in citis. Ritiets cae thowgh Ot Pdiens but thee vas | es thn one patent
per month.



5.

A program focusing on advocacy, awareness, training, follow-up of patints and research
had begun in 2008. This program received a small amount of support from Sanofiad tvo
other NGOs — BasicNeeds and Handicap Internatmmal .

Dr Tatsuya Tanaka (Japan) reported that:

1.
2.

3.

Five students from Japan are receiving scholarships valued at USS5,000 each year;

Japan Epilepsy Society also had an internatimal jarral “Epi lgpsy axd Si ar e’ w th free
access, which was peer reviewed and an important communicatim tool w th n th e region;

Partiants to the rmetigwer e ini tel tosbmt ppers totle pbl i con

Dr Zarine Mogal (Pakistan) reported that:

The treatment gap in Pakistan was 80%;
The fist i lgosy dinclad ken etabl ised in Rki ¢an in B85.

Public health awareness through diferent @ ans. The ra ssage kei g rtrayed ws th at
‘epilepsy is treatable’. Means of driving home this message included the media, stikers m
ambulances, published materials, school workshops for teachers and senior students;

Awareness posters for schools and public places were being used and free camps, providing
arange of actii tis wr e alsoamarged i ndiffeent regons

GPs were also being trained in epilepsy care with 1-week intensive learning courses. Other
actii t&s id uckd ep lepsy day, walk for awareness campaigns;

A natinal i lepsy @ntre ws etal ished in Aril D07 and the mntHy st fo AD spply
was less than one dollar;

Awareness had been improved in 40% of the populatmm and th sws onsidred a god
achievement. A prominent personality, a social worker of internatmal repute had one
‘out of the shadows’ and this had helped.

Dr Jagdish P Agrawal (Nepal) reported that:

There was an epilepsy clinic in Kathmandu as well as two others in the Himalaya foothills;

The Nepal Epilepsy Society had a monthly programme for doctors, not only in Kathmandu
but also outside the capital. The programme provided updates on epilepsy care and
management;

The mountainous terrain of Nepal made it diffilt foo popl e toaacess cae. Unlike Pakistan,
there was no organised system for raising awareness. However, AEDs were available and
were subsidized.

Dr Mamta Bhushan Singh (India) reported that:

1.

An unusual method of providing epilepsy care was arranged through an outreach project,
the Lifeline Express Train. Dr Singh worked two to three days a month on the train, which
travelled to rural India.

The train, which also provided care for other medical problems, such as cataracts, had been
working for 20 years. The train visited a new village every month and remained in the village
for about three weeks;



3.

4.

She travelled to the train once a month and spent the weekend working there. On average
between 150 and 200 people with epilepsy would present at each venue and would not
have had any other treatment. Where possible, a diagnosis was made and treatment
started;

Travelling to villages also gave the opportunity to raise awareness locally and to meet local
neurologists, who also helped out. In the evenings talks were given to schools and local GPs.
People were stil abi ig srange th gs el ievig these wul d are i lesy.

Dr Kavita Shanbhag (India) reported that:

1.

4.

She was atbched to the M nb ai dapter d tre Indi 0 Bpi lepsy Asocidin Te asoci aton
provided counselling, AED support, and used drama as a means of educatm. The
associatim w nt to xhool sto al iver tals;

A special interest of the chapter was rural camps, which were held every eight weeks at a
distance of 80 km from Mumbai. The camps had a doctor and provided informatmm m
epilepsy as well as basic low cost AEDs for children. The camps were supported by the Indian
Trust;

A follow up to the camps showed that they had improved compliance; a signifant nunb er
of patint s lad dota red agod lvel § =i are ontrd , ad sone tad undergone surgery.
Most importantly, the camps had introduced a shiftin @r ception of g | g8y i nrual aeas ;

The treatment gap of 11 years was due to non-aftr cabi lity & &ADs .

Dr Leonor Cabral Lim (Philippines) reported that:

1.

The Global Campaign had been launched in the Philippines in September 2001 and there
were ongoing campaign actii tis Tere hal been attrpts toinw ve thegowernnent , ht
without success. Actii tés id usdkd provi sio n of informatim, ana reness rai s 1g, eal trcare
delivery and advocacy;

An epilepsy week, recognised by the government, was fist lainched in D01 ad the 9 th
Epilepsy Week had been celebrated in September. The event attacted a god level § ra di a
coverage;

In September 2009 a schools caravan was introduced, which went from school to school.
Children were encouraged to learn about epilepsy through song and dance and already 100
schools had been covered;

An epilepsy camp was started in 2008, and epilepsy exemplar awards had been introduced;

A healthcare delivery epilepsy manager program had been created. The program ran over
the course of 10 months, with intensive tutorials running for 1.5 days each month, followed
by an oral exam. Each course was run in a diffrent regim and the i lipi re league AZairst
Epilepsy was now looking for two new locatims fa the rext aur ses.

Dr Shaheen Akhter (Bangladesh) reported that:

1.

The associatm in Bingl aesh ran atealth @anp fa dilden every Fidy. Thi s lad keen
ongoing for about 17 years and provided a free epilepsy clinic. The camps were very
crowded and it was diftilt toge afdl @l icd hstory. @ tle 10 5@ chl den wo hal
been examined, 77 had been diagnosed with epilepsy. The mean age was 6.4 years. In 24
cases the parents had never heard of epilepsy and were mostly underprivileged people.
Usually there were other medical problems and epilepsy was not seen as a major problem;



2.

4.

The associatim ws paducimg, wth support fram the IE Ram srg Srategies Fund, adort
fimtat wile sown o V,

As a result of some community work, it had been established that informatm and
educatm o isues rd 2aed to i | epsy and pregnancy was required. Most people diagnosed
with epilepsy had been born at home;

The associatn el ived that the goverme nt soul dle ommi t&d t o providing minimum
healthcare to everyone.

Dr Man Mohan Mehndirata (Irdi § repor ted that:

1.

4.

A drama documentary, which ran for 15 minutes, had been created. The drama could be
shortened to 15 — 30 seconds for us on TV;

A bookmark that contained informatin  on epilepsy had been created,;

Guidelines on Epilepsy Management in India had been published and was a valuable
reference tool for family doctors and local physicians;

The Delhi branch arranged educatinal ourses intvo o ttree p xes every mnth

Dr Byung In Lee (South Korea) reported that:

1.

The 2003 Disability Act in Korea had established epilepsy as a separate disease. As a result,
people with epilepsy cannot be discriminated against and must be recognised as persons
with a disability who are entlel t o support;

A major success was the name change for epilepsy, which was now labelled as ‘cerebro
electric disorders’;

New driving legislatm, d 20 irtraduced in D10, d lme d p ersons with epilepsy who were
two years seizure free to obtain a licence to drive. In the case of a single unprovoked seizure,
this was reduced to a one-year ban;

A new Korean Epilepsy Associatm, el p rg ®opl e W th @i lepsy to sand p fa theirrgts,
had also been founded in 2010.

General Discussion

It was discussed that:

The reports had shown a lot of good ideas that could be used in other countries and it would
be benefiid to lave the PwerPoin pesentatios, down duirg tle ne ting udoadd to
the Global Campaign website;

Parti@nts wo lad sed PwerPoin pesentatias intheir reportig wul d 2 sked to
provide their presentatin to An litte ibedublin@eircom.net, who maintained the site.
Any prior permission from people shown in the presentatims soul d ke sought efae
submittg present atbrs

While all of the projects reported on were very impressive, there was concern that some
lacked sustainability. Effrts soul d ke  de Izallyto e low dort tem pg ets oul d ke
made sustainable and this could be added to the presentatn;

In Pakistan, the involvement of young doctors in programs helped to ensure sustainability;

In the Philippines, projects had been ongoing for 10 years. A new government had recently
assumed offeard i tves hped that it would be more sympathett tona r s i lepsy;



6. There were two issues to focus on for the Global Campaign: the fist w s d gnosis and
treatment and the second was educatim. Teatma nt o its own ws ot affiet Ininda
sustainability was an issue with regard to AED compliance. People with epilepsy had to leave
their jobs to travel to health centres to obtain medicatm. Thisentad lel les d itonme &
well as the expense of travelling to a health centre and, as a result, patint d d ot dten
adhere to their medicatm. © o ercome this, primary care workers were provided with
AEDs and travelled to patint s louses to el iver the ra di atio

7. While sustainability is important, short-term actii t&s can be beneficid. for exapl e, as
diagnosis and initiion of trestmen t reed hg  pen only once, a short term intensive effrt to
diagnose and initite treatme nt ray & dfetive . However, ongoing treatment must be
sustainable. A mix of short-term and sustainable long-term approaches may be the best
approach;

8. It was important to identf y people with epilepsy so that they could be provided with
appropriate medicatm. tbwever itws d 0 wrse to keginsone one m ADs ad for the
medicatin to then sop.

Developing a New Message
It was reported that:

1. The Global Campaign Secretariat was looking to create a new message for the campaign and
invited partii @nt s to subm t thei rickas. for xanp | ¢ W at ome -line message would you
like to give to your government - i.e. what was the one thing you would like your
government to do for people with epilepsy;

It was discussed that:

1. In many countries it was an uphill batte to excour age gverme nts to recogni &£ @i lesy &
an important health issue. This was understandable where there were other important
health issues such as life-threatening dehydration. In developing countries infectus
diseases were usually the focus of governments;

2. InPakistan nutritm ws apdl an lwever, s wlla povidmg Vtam nA dctas oul d
also show how important it was to treat epilepsy. Parents could be shown that, unless they
received AEDs, children with epilepsy would have diffil t yi ncatinung t hér elcation and
ultia td y fid ng wor k tosypport tle fanl y Tese we e alsoi qo rtat isues topresent to
governments;

3. Epilepsy had a lot of flw o @nsequenc es in additin to «i ares, sch 3 ep | yne nt,
burns, drowning, etc. Epilepsy was not just seizures;

4. Untrecently the Japanese gverme nt tel ived the Highl irgs Jackson ckfiritionof
epilepsy. The Japan Epilepsy Society held meetigs to srow that i le psy caused serious
problems and could be diftiit totreat. Te im rtace of hwing frequent ne tings
between health ministries and epilepsy organisatmms soul d ot @ wderestid ed

5. In Laos, the situatim fao @opl e w th ei lepsy ws terribe D% d persons with epilepsy
died within two years of developing the conditm and the gverme nt reeded to & ra de
aware of these statitics

6. Diffrent d@ans mgt k& reeded fo dfret reg os add fo dffeent audenes. Fo
example, the slogan in a developed country might not translate to a developing region.
Likewise a message for government that epilepsy was dangerous might not be suitable for
public use. Slogans should be adapted for each audience;



7. The meetig lad ot d <ussed the aj o isue that wop le with epilepsy faced, which was
stga . InGim p to 3% d wrsons wth i lesy wre sigatisedandi t ws cosi dered
that more suffrirg ws @used ly sgm thn by tle disese i tdf;

8. There was a need to be aggressive in sending out messages about epilepsy. Cancer was not a
benign condittmn and woplewre ot fra dto sy that @ncer klls kbwe ver mny gopl e
had diffilityinsaing ttat el gy kills A lest intle USA, itsened tlhat the wo st cze
outcome had to be used in order to raise awareness.

Plans for Future Activities
It was discussed that:

1. There was alot of actiitis ggngoninthe reg onard i tvaul d be beneficid tohawe
informatim ©ord rated o that itoul d ke dared;

2. It was likely that the Task Force would not be able to meet on a regular basis — possibly only
atthetima d the MEC avery tvo \ears. It gt ke pssibeto met & the It e ratiaal
Epilepsy Congress, but this would stil lirn t face to face ra eting toome ayear. Hai | sad
the website were optins fa ongoing communicatims and ay d her suggestas vl d be
welcomed;

3. Itwas notieabl e ttat te WO had ot keen ra ntioed duing the ne ting Yd, vith at
the WHO the China project would not have happened. The WHO was a partner in the Global
Campaign and it would be important to use them in applying pressure to governments. IBE
and ILAE had worked very hard in the Lath Are ri@n region and thi swrk ws dout to kear
fruit with a meetig w th RAHO;

4. Governments must be made aware that epilepsy can kill. How to reduce the treatment gap
was important and governments needed to be informed of the benefts inthi s Ald d
people with epilepsy were stll ot treated ;

It was agreed that:

1. Parti@nts to the rmetigwal dfowar d ary idas fo fuure cdl doraton  and future
directm. Inthe ma antire Dr Emest Sower vil lewau | d keep i ncot act vit htle groyp, o
were thanked for their atendance.

There being no further issues to be discussed, the meetig alj air red.



