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Vice

Greetings to all; As the Vice
President of IBE Africa we want to
thank you all for your continued
support that you give our team

as the African Regional Executive
Committee as well as persons with
epilepsy. Although in 2020 we were
threatened by COVID-19, work
continued, and we managed to
reach more people together and
form new partnerships. We really
work so hard indeed to adapt new
ways of doing work.

A special mention and vote of
thanks to our team of Mr. Youssouf
Noormamode C.S K, and Madam
Betty Barbara Nsachilwa who
devoted all they could to ensure we

remain afloat, despite the challenges

and all our chapters who have been

loyal to raise the flag of persons with

epilepsy in Africa.
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President STAI

AREC has been working from
home at times and working with

members online. We are extremely

proud of all our loyal members
who have been learning new
skills to join in. We endeavored
to ensure that no person with
epilepsy was left out. We

are incredibly grateful for the
continued support that we are
receiving from Band Foundation
and now we have three streams
of funding to our chapters. New
additional chapters than the
traditional ones have started to
access funding to support their
work.

IBE-Africa has been doing lots of
advocacy in the last year about
Making Epilepsy a Health Priority
and we will continue to do so in
this coming year. We listened

to people with epilepsy on what
ought to be our focus and we
will deliver more in this new
operational year.

COVID-19 had impacted all
chapter countries with 16 known
deaths of persons with epilepsy. It
is with sadness that we recorded
deaths of some pillars in our work,
notably among them Anthony
Zimba (a man who supported and
worked hard to establish many
chapters in Africa.) He will be
sadly missed by all in the epilepsy
movement.

-MENT

We wanted to thank you all for
making sure that we stayed afloat
despite all the challenges including
economic challenges that the
region faced.

Despite all this we scored
remarkable achievements such as:-

e Expansion on Chapters
(Mozambique, Gambia, Kenya)
and discussion already at
advanced stage with Botswana,
Burundi, South Sudan and
Madagascar.

o A special call for the
endorsement of the WHA
Resolution 68.20

e Youth Petition on WHA
Resolution 73.11

¢ Participation on Global
Initiatives including key WHO
forums.

e Launching of Making Epilepsy
a Health Priority in Africa +
Promising Strategies projects.

e Development of Advocacy
Toolkit.

e Partnerships: ILAE, WHO,
African Union, Pan African
Parliament.

We salute you all for unwavering
support and we will continue to
deliver despite the challenging
environment that we all find
ourselves in.




Message from Vice Chair

| am honored as Vice Chair of
IBE Africa Regional Executive
Committee to write down this
short message as it is indeed

a privilege to serve both the IBE
Africa as a region and the people
living in Africa impacted by
epilepsy.

2020 has been another
challenging year following the
Covid-19 pandemic outbreak.
The efforts of our highly
committed team who constantly

put out that extra effort to ensure
our programs are of real value

to our affiliated chapters in
Africa. Despite the numerous
challenges we had to face,

we keep struggling to regain
momentum of our work on going
for Africa and among the major
key achievements remained the
IBE Promising Strategies and the
Making Epilepsy a Health Priority
in Africa, under the generous
support and funding from Band
Foundation.

Mozambique joined the IBE
movement and therefore
expanded the epilepsy
community organizations in
Africa. The death of our beloved
and most respected brother, Dr
Anthony Mulenga Zimba was

a huge loss for Africa, and |
remembered the good memories
of his visit to Mauritius and
EDYCS Epilepsy Group.

Our Chair, Amos Action,
Secretary Betty Nsachilwa, and

| take great pride in what has
been accomplished in 2020 even
when the whole World, including
Africa, was in lockdown. We look
to more successes in the future
as we leverage new and evolving
social media to strengthen our
members’ communication and
connection with one another.

| thank you for your support

over the past year and invite

you to take stock of our
achievements in this Annual
Report designed to shed light on
our works, challenges, and future
undertakings.

To end, let me congratulate both
the Chair, Amos Action, and our
Secretary, Betty Nsachilwa, for
their relentless efforts in making
things happen as regards to
epilepsy matters in Africa.

Youssouf Noormamode
C.S.K

IBE Africa Regional
Executive Committee
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The year 2020, though full of
anxiety, saw many strides in
improving the stance of the IBE
Chapters in Africa.

An opportunity to participate in
two projects was opened to all,
namely the Promising Strategies
Grant (PSG) and Making
Epilepsy a Health Priority in Africa
(MEHPRI) programs, supported
by Band Foundation. The PSG
program started in April 2020
and five Chapters were awarded
funds to carry out innovative
projects that ranged from
inclusive education, capacity
building using technology and
awareness projects. The MEHPRI
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project commenced in May 2020,
and the uniqueness of the 2020
projects was that even smaller
organizations and Associate
Chapters were privileged to
receive funding if they met the
set criteria.

Membership was increased with
Mozambique added as a Chapter
of the IBE, with discussions still
in progress for Botswana and
Angola.

The beginning of 2020 saw
a gloomy beginning with the
advent of the Corona Virus.
Most of the activities planned by
the IBE Africa Region Chapters
needed some readjustment

to suit the new normal. The
outdoor activities came to a

halt and a number of deaths
owing to the disease were
experienced in the region. The
death of the one outstanding
advisor and self-motivated
leader, Late Mr. Anthony Mulenga
Zimba, negatively affected

the operations of the Epilepsy
Association of Zambia and the
epilepsy fraternity at large, as he
was also the Treasurer of IBE.

Remarks by the Secretary

This report gives an overview

of what some of the Chapters

in Africa did during the year
under review. The Chapters were
provided with a chance to give

a summarized report on their
activities and future endeavours.

| also take this opportunity to
thank the 2017-2021 AREC

team i.e. Vice Chairperson —

Mr. Youssouf Noormamode,
Mauritius; other members Dr.
Lisk Durodomi, Sierra Leone; Mr.
Kenneth Nsom, Cameroon and
Ms. Grace N. Moyo, Zimbabwe
for their tireless effort to unite the
IBE Africa Region Chapters.

Ms. Betty Barbara Nsachilwa,
Zambia



1.0
ACHIEVEMENTS

1.1
Advocacy

1.1.1

Petition from African
Youths with Epilepsy, their
friends and Political Will

On 20th October 2020, youths
with epilepsy petitioned Ministers
of Health and Parliamentary
Committees of Health across
Africa to support and endorse

the World Health Assembly
Resolution 68.20 on Global Action
on Epilepsy and Its Synergies
with Other Neurological Disorders
during the 73rd WHA Assembly.
The petition was signed by twenty-
seven members with the hope of
achieving at National Level the
following:

1. Involvement of persons
with epilepsy in the initial
planning of programmes
which affect our lives.

2. Creation and
implementation of plans
and programs which are
tangible and can change

in our lives.

3. As Governments,
ensure that epilepsy is
mainstreamed across all
health and development
initiatives and ensure
implementation of policies
that protect our rights.

To amplify the petition, AREC
through the Vice President for
IBE Africa region, Mr. Action
Amos, engaged political figures
to add to the voices calling

on Ministers of Health and
Parliamentary Committees on
Health to act on WHA 68.20.
Dr. Joyce Banda, former
President of Malawi, issued a
pre-recorded Statement urging
all Governments in Africa to
seriously consider the plight

of people with epilepsy, as
without their support the efforts
of epilepsy advocates would
amount to nothing.

1.1.2.
Advocacy Toolkit

The drafting of an Advocacy
Toolkit was commenced in
2020 with the assistance of
a Consultant in South Africa
and the Communications
Committee.

2.0
COMMUNICATION

Improvement was shown in the
longstanding issue of lack of
feedback from the Chapters.

In the past, it was observed

that only a few members
responded to calls for action,
proposal writing or reporting on
activities, mainly the southern
and eastern sub-regions. The
AREC team discussed ways

to involve all Chapters by way

of translating the information,
which was usually transmitted in
English, when there were several
Francophone countries and one
using Portuguese as the office
language. The Vice Chairperson,
Mr. Youssouf Noormamode
offered to translate important
information into French for the
sake of Chapters in the French
speaking countries. A special
meeting was called inviting
Chapters in the western and
central sub-region.

Virtual Meetings, which included
two Webinars, were held. The two
Webinars were specifically held
for Making Epilepsy a Priority in
Africa Programme and included
speakers from WHO, PAN Africa,
African Union, and the Disability
Organizations.
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A Communications Assistant
was engaged to continually
improve networking in the
African region. There were

three applicants shortlisted;
however, a youth by the name of
Mbutfo Masuku of Eswatini, was
selected to take up the position.
The Communications Assistant
would most importantly maintain
the Africa region Website and
organize the virtual meetings.

3.0
CAPACITY
BUILDING

The AREC has always been
interested in seeing continuity of
the Epilepsy Program in Africa,
and two areas identified as a
need were skills in advocacy and
proposal writing.

The AREC announced the
intended training session to

be held virtually in 2021. The
Chapters were requested to
send two names of its members
to participate and a little funding

would be given to those Chapters

to assist with payments for
internet connection, venue, or
refreshments.
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4.0

2020
INTERNATIONAL
EPILEPSY DAY

It was reported that fifteen
African Countries participated in
the year under review. The Day
was commemorated in various
ways, such as workshops,
media interviews or awareness
walks.

5.0
CHALLENGES

The challenges faced by the
Chapters in the region are
summarized as follows:

5.1
The COVID 19 effects:-
e Restrictions limited the
activities of the AREC
and the epilepsy society
in Africa just like in other
parts of the world.

e Most employees’
services were terminated
due to lack of business,
thus leading to poverty
and dependence.

e Reduced demand for
services from Chapters
owing to fear of
contracting the corona
virus at the facilities.

e Some countries
experienced inflation.

5.2

Ministries of Health lack
of interest in handling
epilepsy issues.

5.3

Lack of steady funding
to engage full time staff
to run the Epilepsy
Organization.




Parents Organization for Children
with Epilepsy Tanzania (POCET)

Our Organization

The Parents Organization

of Children with Epilepsy
Tanzania (POCET) is also
known in Swahili as “Umoja
wa Wazazi wa Watoto Wenye
Kifafa Tanzania” (UWAKITA).
POCET is a non-governmental
non-profit organization (NGO),
developed based on self-
help principles, which seeks
to engage interested parties
in providing for the needs

of children with epilepsy.

It was officially locally
registered under the Ministry
of Home Affairs on 15" of
June 1992 and in the year

of 2001, membership stood
at 850. It was registered as
a full member of IBE on 15"
December 2005. POCET
draws its members from

all over Tanzania mainland
and Zanzibar, is open to any
parents, guardian, or care
providers of a child with
epilepsy and/or any person
above 18years.

Approach
What we did in 2020

In 2020 we managed to achieve
the following: -

e Acquisition of a 56-acre
farm in Kisemvule for
vocational skills building for
adolescents with related
mental disabilities.

e Managed to increase
community awareness on
epilepsy through television
programs, magazines,
distribution of health
learning booklets and
drama programs.

e Success in advocating for
the needs of children with
epilepsy through sensitizing
key political figures.

Our Organizational
Challenges

Our organization is facing the
following challenges: -

e Delayed decisions to
do with the fear, anxiety
and hopelessness that

exist among our society
regarding epilepsy.

Lack of sufficient funds
to run the organization
and complete the legal
registration for the fully
acquisition of our 56-acre
farm.

Our Ambition for 2021-22

In 2021-22 we have the following
ambition: -

e Complete all the legal
acquisition procedures
of our 56-acre farm in
Kisemvule.

e Complete the Architectural
and construction
mobilization process of the
vocational skills building to
be built in Kisemvule.

e Joincrease mass media
awareness to the public
regarding epilepsy in
children.

e (Create links with other

support groups which can
support our organization.
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Our Organization

Epilepsy Lesotho is a Non-
Governmental Organization
registered in 2017. It has

10 Board Members and

was founded with the aim

of advocating on behalf of
people with epilepsy. The
Association is now run by 2
full-time employees (Board
Members) and 2 pensioners;
one is a volunteer and the
other, is a member of the
board.

Epilepsy Lesotho is currently
operating from one district
which is the capital city,
Maseru, and we plan to
expand to other districts

as the organization grows

by opening branches. The
Association is not officially
known as it has been dormant
since its inception.

The Association does not,
therefore, have a strategic
plan. It has no clear direction
as to where its heading,
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except relying on what comes
to its operators’ mind at the
time. It is our wish to have a
direction and monitoring plan
to measure how far we are
towards achieving our goal.

Approach

We use a bottom-up approach
that allows us to engage
persons with epilepsy to
inform how we work. Our
plans are: -

e To reach out to the media
and the community
to raise epilepsy
awareness to eliminate
stigma, as people with
epilepsy are being
stigmatized against in
their communities. We
will approach the local
radio stations, television,
and newspapers for
free health slots. We will

also go to the villages

and schools to raise

awareness as pupils
with epilepsy are being
stigmatized and end up
leaving school.

Community engagement
- The Association will
organize community
forums through the
village chief to address
the community about
the issues surrounding

epilepsy.

Fundraising - Epilepsy
Lesotho will look for
sponsorships to print
epilepsy awareness
materials which will

be distributed during
outreach programs.

We will also provide
trainings to epilepsy
patients and their care
givers. One other
crucial approach

which we should take
as an Association is
get the ‘buy in’ from
our government by
approaching the
department of health so
that they can consider
epilepsy a health priority.



Our Organizational
Challenges:

Our challenges are those related
to infancy stage organizations as
follows: -

The Association does not have
a strategic plan. This can lead
to doing things haphazardly
as and when they come to the
minds of its members.

As the Association, we have
been faced with human
resources challenges since the
Association cannot employ its
own full-time employees to do
the work.

The other main challenge is
lack of funding. Due to this,
the Association has not been
able to do anything as it relies
on donations.

No financial assistance from
the Government, i.e., our
government does not seem to
have any interest in epilepsy
even after the Association
approached them about the
existence and the intention of
the organization.

We are therefore relying on
support to build capacity and put
in structures for the organization.
It is our hope that IBE and other

stakeholders will assist with these
so that we identify sustainable
partners to support our work
towards persons with epilepsy.

Our Ambition for 2021-22

Due to lack of resources, the
Association has not been able to
undertake a lot of activities. The
following were done in 2020: -

e Executive Strategic
Planning meeting.

Proposal Writing.

Setting Governance
Structure and opening
bank account in progress.

e Mobilizing persons with
epilepsy in Maseru to join
the Association.

e |BE Africa webinar
participation.
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Edycs Group, Mauritius

Our Organization

EDYCS Epilepsy Group is the
leading unique Non-Governmental
Organisation founded on 24
December 1997 by a group

of volunteers comprising of
professionals, health specialists and
persons with epilepsy whose aims
are to assist people with epilepsy
through advocacy, access to quality
health care, training, campaigning,
and research while also addressing
the needs of Persons with Epilepsy
and their families in the Republic

of Mauritius. The prevalence of
epilepsy is estimated at 1.5% of

the population in Mauritius (which

is an island country in the Indian
Ocean, located off the eastern
coast of Africa.) Physio-graphically,
it is part of the Mascarene Islands.
The capital is Port Louis. Our
organization works to support
both people with epilepsy and
their families. The organization
through the establishment of its
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operating Centers is fully staffed

and equipped to meet the needs

of People with epilepsy in Mauritius
and Rodrigues islands. (Rodrigues
is an autonomous outer island of the
Republic of Mauritius located 650
km east of Mauritius):-

e EDYCS Epilepsy Health Ser-
vice Center (located 442 Bou-
levard Rivaltz Port Louis Mau-
ritius)

e EDYCS Help to Grow SEN
School (located 4 Boulevard
Rivaltz Port Louis Mauritius)

e EDYCS Rodrigues Epilepsy
Health Service Center (located
la Ferme, Rodrigues)

e EDYCS Rodrigues Help to
Grow SEN School (located
Manick, la Ferme, Rodrigues)

The organization works cross sec-
tors with partnership with key relevant
authorities and ministries to advance
the epilepsy agenda.

Our Approach

EDYCS Epilepsy Group sees
continued opportunity in its strategic
positioning as the leading NGO
epilepsy professional organization.
At the same time, the role of EDYCS
Epilepsy Group is evolving with
changes in health care, social
programmes, pressures from the

decline in our sources of funding,
covid-19 impact and changing
expectations around professional
development and education. To be
well-positioned for these changes,
EDYCS Epilepsy Group is proposing
achievable plan to guide its work
for the next four years. The revised
Strategic approach is focused on: -

e WHO Resolution on the Global
burden of epilepsy.

e WHO/ILAE/IBE Global
Campaign against epilepsy.

e |BE Africa ‘Making Epilepsy a
Health Priority in Africa’.

e Inclusive  Education and
Employment Rights of PWE.

e Building new coalition and
alliance with Regional and
International Organisations to
advance epilepsy.

What we did in 2020

Due to the Covid-19 pandemic
and lockdown, the programs and
services of EDYCS Epilepsy Group
were heavily impacted. However,
EDYCS Epilepsy Group managed
to keep momentum of its work. The
following key programs and services
were organized and delivered: -

e Capacity Building Workshop
for Government Officials and


https://www.britannica.com/place/Indian-Ocean
https://www.britannica.com/place/Indian-Ocean
https://www.britannica.com/place/Africa
https://www.britannica.com/place/Mascarene-Islands
https://www.britannica.com/place/Port-Louis

DPOs in Alliance for Rights
Africa  towards  Disability
Inclusion under the financing
EU/CBM/ADA.

International  Epilepsy Day
Celebration ‘Public Campaign’
at Bambous Social Welfare
Centre in collaboration with
Lions Club Riviere Noire.

Annual  General  Meeting
EDYCS Epilepsy Group.
Empowerment Program

in Pastry and Small home
businesses, targeting
10 Women with epilepsy
supported by the SMEDA and
Crans Co Ltd.

Epilepsy Care, Psychological
and Therapeutic  services
provided to PWE via EDYCS
Epilepsy  Health  Center
Mauritius and Rodrigues.

Inclusive Education for children
and young adolescents with
learning disorders via EDYCS
Help to Grow SEN Schools
Mauritius and Rodrigues.

Training of ECCEA Pre-Primary
Schools Zone 1 & 2 Teachers
in early childhood epilepsy
under the financing of the IBE
Promising Strategies /Band
Foundation.

Official signature of
Memorandum of Agreement
between EDYCS Epilepsy
Group and Foodwise.

Distribution of food packs
and non-food packs to 150
needy families in vulnerable
situation following Covid-19
lockdown.

Collaborate with the
Business Mauritius Covid-19
Solidarity Committee in a
National Survey to identify
the Covid-19 pandemic on
our beneficiaries.

Under the IBE/Band
Foundation Utetezi Project
financing, two Advocacy
Seminars were organized
namely for People with
epilepsy and their families
and the other one targeting
Women  federations and
organizations registered
under the Ministry of Gender
Equality and the National
Women Council.

Two travel missions were held
in Rodrigues (September &
November) with key activities
training  of  pre-primary
schoolteachers, workshops
with the RRA Commissions
on the WHO Resolution,
Capacity building of staff in
organizational management
and delivery of services).

Our Organizational
Challenges

Cut in CSR funding following
Covid-19 outbreak.

Identification of adequate
venues for implementation of
planned workshops and train-
ings.

Climatic change (sudden
storm and torrential rain im-
pacting on project and pro-
grams timeframe).

Delay in the setting up of the
Epilepsy Joint Working Com-
mittee as proposed by the
Hon. Minister of Health & Well-
ness.

Our Ambition for 2021-22

The Epilepsy Joint Working
Committee (Ministry of Health
& Wellness Mauritius & EDYCS
Epilepsy Group) duly estab-
lished and in operation.

WHO Resolution in Epilepsy
adopted and integrated into
the Ministries of Health of the
SADC countries health plans
and working agendas.

Raise additional funds to meet
with planned programs and
services.

Become the Leading Cham-
pion organization in Epilepsy
in Africa.
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Epilepsy Association of Zambia
Our Organization

The Epilepsy Association of
Zambia was formed on 22
September 2001 and registered
with the Registrar of Societies as
a non-profit making organization.
It has a paid-up membership

of 650 but attends to all people
with epilepsy country wide. The
Association was founded by the
Late Mr. Anthony Mulenga Zimba
with seven (7) co-founders.

The last nineteen years has
seen the Association grow in its
quest to improve the livelihood
of people with epilepsy. It mainly
offers health care services
which include EEG recording
and dispensing of anti-seizure
medication. The Association also
supports school going children
and adolescents with epilepsy. It
partners with other organizations
with similar objectives and

epilepsy, like the Mental Health
Association of Zambia, Cheshire
Homes, Epilepsy Care Team of
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interest in the care of people with

Mazabuka, Neurological and
Psychiatry Society of Zambia,
Bauleni Special Needs School
and the Zambia League Against

Epilepsy.
Our Approach

Using the high to low approach,
the Association advocated for
improved policy, healthcare,
capacity building and social
welfare of people with epilepsy
while persuading the Health
Authority to support the
implementation of the
68.20 Resolution of 2015.

WHA

We worked closely with
governmental or private health
care authorities and used the
already existing government
established institutions to
accomplish the objects of the
Association. Continued support
to the health authority to make
public awareness on epilepsy

is @ must and to educate on
updated healthcare. Conducting
special health care sessions
helps to update other health
providers on the latest treatment
or diagnosis.

Training of youths in
administrative and various
avenues of care for people with
epilepsy, to foster continuity of
the Association’s activities and
existence.

What we did in 2020

In 2020, the Epilepsy
Association of Zambia

was able to improve on
diagnosis using an EEG as
part of the investigations.
Six health workers were
trained in EEG Recording
and a male nurse, Mr. Saidi
Mbewe, has continued
with EEG Recording for
the Association clinic.
Several patients, especially
children and adolescents,
were privileged to receive
free medication through
the Levetiracetam
medication grant from Row
Foundation.

The Association
commenced the Epilepsy
and Education Survey
aimed to assist children
with epilepsy who are out
of school to be enrolled
into school. We were one
of the beneficiaries of
the Promising Strategies
Projects funding from the
Band Foundation through
IBE.

In December 2020, the
Association held the
seizure free day, a day




initiated by the Association
in 2008, with the aim

of encouraging people
with epilepsy to take the
prescription of anti-seizure
medication seriously.

The commemoration
included a presentation on
Management of Epilepsy.

e The Association also
participated in the
preparation and launch
of the Zambia Non-
communicable Diseases
Alliance Strategic Plan for
2021-25.

Our Organizational
Challenges

e Lack of permanent
premises for day-to-day
operations.

e COVID 19 restrictions
reduced the activities of the
Association to provision of
health care only, as public
events could not be held,
and the Ministry of Health
exclusively concentrated on
communicable diseases.

e Inadequate resources
to expand the activities
countrywide or employ

permanent staff.

The demise of our leader
had a negative impact

on the operations of the
Association, as most of the
clients took long to come
to terms with the fact that
Mr. Zimba was not the

only health care provider
working with Association.

Our Ambition for 2021-22

e Ensure quality health
care by improving
accessibility to treatment
by encouraging all district
health offices to engage
health personnel that
can attend to people with
epilepsy and improve
supply of anti-seizure
medication.

e To participate fully in
the Non-Communicable
Diseases activities as set
out by the Zambia Non-
Communicable Diseases
Alliance.

To partner with other
Disability Organizations.

e Find a funder for full
time operations of the
Association and engage
permanent staff.

e Advocacy training for both
executive and general
membership.

To consider registering for
Health Insurance Scheme
for Association members,
thus making it easier

for members who are
unable to buy expensive
medication like sodium
valproate.

To work closely with
Ministry of Health and
participate in the drafting
of the Epilepsy and other
Neurological Disorders
Action Plan in line with the
WHA 73.11 resolution.
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Our Organization

GLOBAL EPLEPTIC

CONNECTION “GECQO” is

an NGO created in Rwanda, .
Western Province/ Rubavu
District on 29th, October 2010
by different people of goodwill
and willingness with the aim

of fighting against stigma and
discrimination perpetrated
against people with epilepsy.
GECO exists to promote, protect
and improve the wellbeing

and the rights of people with
epilepsy, their families and/or
their caretakers. In addition to
this GECO ensures awareness
and management of epilepsy
across the Rwandan Society

as well as advocacy in areas

of health, psycho-social and
legislative services, all in
partnership with local and
national entities involved in these
domains.

Our Approach

For us to achieve on our goal,
GECO has adapted several
approaches such as:

* Being composed of people

with epilepsy and/or their
family members facilitates
and helps to make
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pertinent and convenient
decisions both in all
organizational organs.

Working closely with
Community Health

Agents in mobilization,
sensitization, identification
and follow-ups of people
with epilepsy

Reach out to the
communities by involving
religious leaders,
businesses, policy makers,
media personalities, and
others who have significant
influence in the community.

Ensure a constant flow of
information by adopting
formal communication
strategies that allow for
frequent, deliberate, and
productive exchanges
between partners.

Designing both process
and outcome evaluations
and decide on the intervals
at which each will be
conducted

Evaluate the partnership
by looking at the quality

of the strategic plan, level
of member participation,
total number of actions
implemented, and
satisfaction of members
and beneficiaries.

What we did in 2020

1. Reinforcement of the Groups
of People with Epilepsy from
Local Health Centers

As it is prescribed in the mission
of Global Epileptic Connection
GECOQ), which is to fight against
Epilepsy in various domains
including health, psychosocial
and legislative services, did
several activities including
regular visits and monitoring

of 17 groups of people with
epilepsy (GPE) composed of 336
persons from their respective
health centers. The visits aimed
at finding out the status of their
health and social condition,

and discussing together their
challenges. One of the result for
this activity is that advocacy was
made to 29 patients who could
not have access to drugs due




to not having health insurances.
As for now their regularly taking
medicines like others on due
time.

GECO would also regularly
visit GPE’s income generating
initiatives with aim to see their
progression and impact both
to members and their families
as well. Most of these groups
are involved in farming and
agriculture in order to sustain
themselves and their family
members as well as telling the
community people with epilepsy
are as able as others.

2. Integration of children with
epilepsy in the ECD program

For that reason, GECO with in
partnership with Humanity &
Inclusion (HI) organized training
on integration of children with
epilepsy in the ECD Program.
These events took place at Byahi
- Rubavu Sector and involved 21
participants comprised of ECD/
Rubavu District Officer, 2 Rubavu
andGisenyi Sectors’ Social
Affairs

As is often the case in the
Rwandan Society, people
with epilepsy are many times
rejected, mistreated and

often denied of their rights.
This is evident in different
areas and even in schools.
Therefore, in order to prevent
this barrier, sensitization should
be extended to ECD Centers

so that caregivers can also

have adequate and accurate
information on epilepsy and

how to provide basiccare for
someone in crisis, especially for
children they usually take care
of on adaily basis. In this
workshop participants were
shown how a child with
epilepsy is anormal and
capable child like anyone else
and that epilepsy is a curable
disease.

3. Distributing meals to people
with epilepsy during COVID-19
lockdown

As a result of negative effects of
the COVID-19 epidemic, GECO
did advocacy and was able to
provided food to 64 families of
people with epilepsy composed
of 336 persons.

This food was distributed on the
basis of most vulnerable families.
At least all groups of people with
epilepsy within Rubavu District
benefited from this assistance.

In order to ensure its suitable
servicedelivery, operation and
sustainability, GECO from

the very support of Handicap
International / Humanity and
Inclusion, has established a
small maize flour factory. The
project is designed that a certain
amount of flour will directly go to
the beneficiaries, organizational
running coast as well as meeting
other needs such 