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ILAE   International League against Epilepsy 

KEMRI Kenya Medical Research Institute 

NECC  National Epilepsy Coordination Committee  

NCDs  Non communicable Diseases 

NCDAK  Non-Communicable Diseases Alliance, Kenya 

WHO   World Health Organisation  

YotM   Youth on the Move  
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"Standing in front of people and speaking to them was a big dream for me. Never in my 21-year life 

had I been given such an opportunity. Joining YotM changed all of this. My first month of going to 

the Mathare Clinic, observing and listening to my guide and coach sharing knowledge about epilepsy 

from patients, I was immensely inspired. During the second month, my coach gave me the 

opportunity to talk about first aid and my own experience with epilepsy. I got up and stood in front of 

the group. The whole waiting room was silent. When I finished my first aid class, everyone clapped 

and my confidence and self-esteem rose instantly. By the time I was done sharing my experience, a 

majority of the audience was moved by my personal story. Yes, this is my life! " 

 

Benjamin, Mover 2020. 
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Introduction  

It needs courage to positively live with epilepsy in a world full of stigma and limited access 

to care and the right knowledge on epilepsy.  It is even more challenging when a society 

perceives epilepsy as spiritual or supernatural condition rather than a medical condition. It 

is for these reasons that Youth  on the Move engaged Kenyan youth with epilepsy in 

empowerment programs at the Nairobi centre in the year 2020. Achievements and follow up 

plans have been presented in this report. 

It is estimated that about 1,000,000 Kenyans have epilepsy, however only 30% make use of 

effective treatment. The main reason for this is that the condition is often beleieved to be 

witchcraft, demon possession or a punisment from God. In many cases, the consequence is a 

life i n social isolation and financial dependence.  Fortunately, there are many different ways 

to improve this challenging situation. Kenyan youth living with epilepsy initiated Youth on 

the Move to create opportunities for their own future.  Youth on the Move has a training 

centre  in Nairobi where youth with epilepsy are trained as peer educators, provide 

epilepsy trainings throughout the country and also connect them with researchers, 

policymakers and health providers. Through this the best possible approach to  controling 

their seizures and creating opportunities for a pro -active participation in society is achieved.  

 

Part of the expenses is covered by the income from YotMõs internet cafe in Nairobi. 

However, the demand for awareness and guidance is increasing rapidly, which the 

organisation cannot achieve without financial support from sponsors. That is why we are 

grateful for the support of various sponsors, such as the Bank of Africa in Kenya and 

Stitching YotM in the Netherlands for the support they have giv en this year. 

 

YotM updates the NGO -Board and its sponsors with regular reports, as well as certified 

audited financial report.  

We share a report of the efforts of 2020, the results and how we plan to follow up on  our 

activities in the year 2021. 
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If you have any questions or suggestions, please do not hesitate to contact us. As employees 

and board members, we are happy to share information with you about how we perform 

our services with the available resources 

With kind regards,  

     

 

Epillose Musimbi     Karijn Aussems     

    

Director Youth on the Move    Secretary Stichting YotM, NL    

Email: epillose@yahoo.com   Email: karijnaussems@gmail.com    

Tel: +254(0)712623681    Tel: +31(0)624160787 

       

 

 

Bank account  Details for Youth on the Move, Kenya  

Bank: Equity Bank, Nairobi West Branch 

Account number: 1280298855190 

SWIFT Code: EQBLKENA068128 

 

 

nnnnn   
 

Address of Secretary Stichting YotM:  M.A. de Ruyterstraat 1, 3601 TL Maarssen 

Account number: NL18RABO01477.34.126  

KvK -number:  53286618 

mailto:epillose@yahoo.com
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1. Relevance of the programme in Kenya  

The chance of getting epilepsy is three times higher in 

Kenya than in the developed countries like The USA. More 

than 700,000 Kenyans with epilepsy donõt make use of anti -

epileptic drugs as it is often considered to be a result of 

witchcraft, demon possession and a punishment of God. 

This hinders them from fully participating in society.  

Someof them are often denied at school, work, in religious 

institutions and other s ocial gatherings. This makes it even 

harder for them to utilise their rights and to prevent themselves from violence, unprotected 

sex and unplanned pregnancies. Researchers in Zambia state that 37% of persons with 

epilepsy have been victims of sexual violence. This information clearly reveals the dire need 

for social empowerment of youth with epilepsy, which is rather a necessity than a luxury 

addition to their medical care.  

 

In 2006, the young people with epilepsy gave several reasons why they wanted to set up 

Youth on the Move: among the reasons are:- 

1. Need to meet other people with epilepsy and exchange experiences 

2. Need to improve their own well -being 

3. Need to lead active social lives 

One of the young people said, "It helps me and others to grow healthy and accept ourselves for 

having epilepsy". 

In July 2020, YotM mapped 500 households of people living with epilepsy. 60% of the people 

with epilepsy were younger than 13 years, 15% were between the ages of 15 and 54 and 25% 

were older than 55 years. Economically, 60% lived below the poverty line without a steady 

income. 70% did not receive regular care due to a lack of accessibility and affordability of 

medicines. Of those surveyed, 30% said they received alternative treatment, while 10% did not 

receive any treatment. 

In addition, patients were also interviewed in the clinics where YotM provided guidance, 

coaching and information about epilepsy. A huge difference was noticed in the way they 

handled the attacks and understood the condition. More than 8 0% of the participants clearly 

understood the factors that negatively influence epilepsy and 60% freely shared their experience 

with epilepsy.  
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1 Vision and mission  
Vision:    An understanding and responsive society that ensures equal participation of 

persons with epilepsy in developing countries in all aspects of life.   

 

Mission:   To empower persons with epilepsy and ensure equal participation in society 

through lobby and awareness creation in partnership with stakeholders  

2. Venue 

Youth on the Move started as a small scale organisation 

for training youth with epilepsy in Nairobi, but we were 

soon encouraged to expand our services and to offer them 

countrywide in partnership with private organisations 

and County Governments.   

 

 

3. Strategies and activities  

 

To optimize the lives of young people with epilepsy in Kenya, YotM unites policymakers, 

researchers, welfare workers,  healthcare providers and persons with epilepsy . Together they 

realize the best possible approach to control epilepsy attacks and create opportunities for 

proactive participation in society. We employ four strategies for this:  

1. Research 

2. Lobby and advocacy 

3. Policy development 

4. Empowering young people with epilepsy through education and counseling.  

 

For each strategy we explain the activities that we carry out to achieve our goals.  
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Strategy 1: Research 

Objective:   To research, report and provide current insights for people with epilepsy in 

Kenya and the impact that the empowerment activities have on those 

involved.  

 

Over the past twelve years, Youth on the Move has been able to support people with 

epilepsy, including their caregivers, peers, community members and policy makers. This has 

given the organization a lot of insight into their situation. However, this knowledge has 

never been scientifically studied and recorded and is therefore not available for further use 

by other professionals. That is why the organization wants to include scientific research in 

the services of the organization. Participative action research (PAO) is chosen as the research 

method (Abma et al, 2019). This means that the people involved in the research are involved 

in its implementation, not only as respondents, but also as interviewers and also in the 

analysis. 

 

Results in 2020: Results in 2020: As a result of the Covid -19 in Kenya reported in March, the 

government halted all forms of social gatherings and this also forced YotM to review plans. 

Given that the income of the internet café decreased drastically (see 4.12), YotM decided to 

postpone the start of a PhD study for Epillose (Director). On the other hand, she has 

invested her time in reviewing the day -to-day activities that have continued through online 

education and guidance, among other things. YotM has also been invited to conduct a 

survey among 500 households (see page 6) to gain more insight into the lives of people with 

epilepsy. These results have been published and are therefore accessible to healthcare 

providers and policymakers.  Epillose also joined other stakeholders in Africa who 

researched and wrote a paper on òchallenges faced by people with epilepsy, their families 

and carers during corona virus dieses (COVID 19) pandemicó The paper is published in the 

African and Middle East Epilepsy Journal Volume 9, Number 2 March and Apri l 2020. She 

has also since written a paper on Epilepsy Public Engagement Strategies in Kenya. The 

paper is in the process of publication. 

 

Follow up 2021: While YotM still wants to invest in participatory action research with young 

people, it prioritizes  information and guidance for young people with epilepsy. As soon as 
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the situation in  Kenya regarding Covid 19 has stabilized, and revenues have recovered, this 

activity will be rescheduled.  

Strategy 2: Lobby & Advocacy  

Activity 2.1: NECC (National Epilepsy Coordination Committee)  

Objective:  Strengthen cooperation in Kenyan epilepsy care to improve and guarantee 

quality and efficiency.  

 

 

 

In 2008, at the start of YotM's activities, the participants noticed that there was little 

cooperation between the organizations that play a role in epilepsy care. That is why YotM, 

in collaboration with Prof. Kioy (neurologist) and the Ministry of Health took the initiative 

to set up the National Epilepsy Coordination Committee (NECC), which aims to establish a 

strong collaboration. Since 2016, Dr. Symon Muchiri Kariuki (KEMRI Wellcome Trust, Kilifi) 

chairman and YotM's director Musimbi Epillose the secret ary of the committee until 2019 

when Epillose delegated to Fred Beuchi.  NECC is composed of policy makers (Ministry of 

Health, WHO, ILAE, IBE), researchers, pharmaceutical companies, foundations and people 

with epilepsy. Members meet every other month to develop policies and organize joint 

events to educate healthcare professionals and the community about epilepsy. 

 

Results in 2020: The plan was to hold road shows and seminars in four Counties: Kilifi, 

Tharaka Nithi, Kiambu and Isiolo. The events in Kilifi took place as planned.  YotM 

successfully mobilized and trained 40 Community Health Volunteers (CHVs) (see activity 

4.7). Furthermore, the International Epilepsy Day was celebrated on February 10 in Kilifi 
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with the epilepsy roadshow and the training of medical staff. The medical seminar and the 

International day were supported by KEMRI Wellcome Trust Kilifi.  

Covid -19 outbreak came with restriction measures by the government that forced the Society 

to adjust its activities . In consultation with the Bank of Africa and Youth on the Move, the 

money that would be used for these activities was used for online education, making a 

documentary about the impact of the information campaign of the past 5 years and 

collecting and publishing stories from campaign participants. YotM took the lead in 

selecting participants and collecting the stories for the documentary and articles.    In August, 

when the pandemic eased up, YotM undertook to train more CHVs in Counties of the 

previous years and trained 40 CHVs in Kisii , and 80 in Homa Bay in different sub -counties. 

 

Follow up in 2021: With the results achieved and active participation of NECC -members, the 

Bank of Africa has committed to support the campaign in 2021 to continue the awareness 

campaing and trainings in Tharaka Nithi, Kiambu, Isiolo Counties and Busia County, with a 

range of educational activities. YotM continues to take the lead in informing and training 

Community Health Volunteers in the Counties (see activity 4.7).  

 

Activity 2.2 : Disability Consortium and Non Communicable Disease Alliance of Kenya  

 

Objective:  Strengthen cooperation among disability and non -communicable diseases 

  Stakeholders while empowering persons living with various disabilities.  

Youth on the Move strives to partner with many stakeholders as much as possible. This year  

YotM registered its membership with the Disability Consortium and the NCDAK. The aim 

was to lobby for persons with epilepsy through these bodies as in most cases epilepsy does 

not receive much recognition and support from both the public and private sector.  

 

Results in 2020:  Through NCDAK YotMôs director Epillose Musimbi was trained on media 

engagement.  She was also nominated to train the media staff from various media stations 

on the condition of epilepsy. YotMõs clinic coach Erik Kimathi (a person living with 

epilepsy) benefited from the training of our Views our Voices where various persons living 

with non -communicable diseases were trained on advocacy and  public engagement, 

planning and budgeting, elevatorõs pitch and public participation. The NCDAK also 

engaged YotM in mapping out households of persons living with epilepsy and interviewing 
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them on the various challenges experienced in terms of access to basic needs and medication 

especially during the covid 19 period.  

The Disability Consortium through the in novation to inclusion of persons with disabilities 

project, trained 15 youth living with epilepsy on employability skills which covered topics 

like  preparing for interview,  presentation at interviews, curriculum vitae writing, public 

speaking conflicts and conflict management in work environments among others. The 

consortium also trained directors and financial managers of its various organisations on 

financial management where YotMs Director and Financial Manager Jane Wahome attended 

a two day workshop. YotM has also been involved in creating a database of persons with 

disabilities where 300 persons living with epilepsy have been included. YotM has also 

participated in the launch of the Disability employment portal for persons living with 

diver se disabilities  in Kenya that took place on 9th December 2020. 

 

Activity 2.3 : Youth on the Move: Celebration of international and special days for 

Epilepsy  

Objective:  Generate publicity about the international days of epilepsy and use the day to 

educate people about fair and equal treatment for people with epilepsy  

 

 

International Epilepsy Day and Purple Day for Epilepsy are special days that advocate for 

greater understanding of epilepsy with the aim of encouraging all governments to provide 

good epilepsy care. Because St. Valentine was not only a saint of love, but also a patron saint 
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for people with epilepsy, this is also a day on which the young people with epilepsy at YotM 

ask extra attention for people with epilepsy.  

 

Results in 2020: During St. Valentine day, the youth gathered 

at YotM Center, discussed at length on the topic of love, they 

exchanged flowers and shared drinks and snacks in solidarity 

with those living with the 

condition. On 10th February, the 

International Epilepsy day,  the 

youth armed with placards made 

peaceful demonstrations in the 

Eastland area of Nairobi through 

the Mathare slums educating the 

community that epilepsy was 

treatable and not witchcraft as many locals perceived. The walk 

ended at Baraka Health Center where more than 300 patients 

were educated on facts on epilepsy and thereafter shared snacks with the patients. During 

the same day, YotM was also present in Kilifi County to contribute in celebrating 

International Epilepsy Day.  

 

To commemorate Purple day, celebrated on 26th March, YotM partnered with other 

epilepsy stakeholders and lit the tallest building in Nairobi City purple and engaged the 

media through various platforms on talking about epilepsy and purple day.  
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Follow up in 2021: The three days will still be celebrated as they have proved to make a 

huge impact on the understanding of epilepsy. Valentineõs Day is planned to be celebrated 

with Imani childrenõs home in Kayole slums in Nairobi. The home has children with various 

disabilities 5 of them living with epilepsy.  

Activity 2.3: Petition for the government  

Objective:  Young people influence the policy development of epilepsy care and 

have their voices heard and taken seriously by policy makers 

 

The National Hospital Insurance Fund aimed to suit even those in low income brackets; the 

unemployed and self employed now pay Kes. 500 per month which give them the 

opportunity to access outpatient medical services from one facility of their choice. For t hose 

with epilepsy it covers the MRI, CT Scan, EEG and Anti-Epileptic Drugs using the card 

without adding any extra money. However, during the survey of 500 Kenyan households 

with people with epilepsy, it emerged that a large number of households are still  unable to 

pay four 500 shillings a month for NHIF (health insurance) insurance. For those who do 

have the insurance, the drugs are not always available at the outpatient clinic. They have to 

purchase it from the pharmacy  shop at their own expense. The young people regularly 

indicate that they want epilepsy care to be offered to everyone or at least subsidized so that 

it becomes more affordable. To make this happen, they developed a petition asking the 
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government to make epilepsy care affordable and available. They started collecting 

signatures in the month of August 2009 with the aim of showing the broad support for the 

petition to policymakers.  

 

This activity not only stimulates the government to provide better care, at the sa me time we 

achieve two other goals: 

 

1. Young people are encouraged to speak about their own experience with epilepsy, 

which helps them overcome their shyness in public places. 

 

2. Through their petition, several people are reached in the free time of young peop le in 

busy public places (such as buses) and inform people about epilepsy before asking 

them for their signature.  

 

After handing over 93,377 signatures to the Ministry of Health, (Non -Communicable 

Diseases Division), in 2018 the NCDAK (Non-Communicable Disease Alliance in Kenya) 

suggested using this as an example for all other organizations for people with non -

communicable diseases. Dr. Kibachio said each signature shows awareness and commitment 

to people with epilepsy and therefore requires commitment t o seeing epilepsy as a serious 

non-communicable disease, such as cancer and hypertension. 

 

Result in 2020: The number of signatures collected in 2020 is 3,622. This is less than normal 

due to the lockdown due to Covid -19, which prevented the young people f rom collecting 

signatures in public. It was planned that all collected signatures would be presented to the 

Minister of Health during the NCDAK media briefing on March 24. However, this did not 

happen because of the lockdown. The NCDAK has communicated tha t this be done in 

March 2021. 

 

The young people still made their voices heard online about the challenges they were facing. 

Ann Mwangi, one of the trained young people with epilepsy, reported on the increased 

prices for anti -epileptic drugs (see page 12). Her personal message motivated one of our 

sponsors from the Netherlands to fund anti -epileptic drugs for 20 young people with 

epilepsy. 
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Furthermore, the Non -Communicable Disease Alliance in Kenya (NCDAK) invited YotM's 

employee Epillose for a three-day media campaign training in February and upon successful 

completion, Epillose was one of 8 selected media advocates of non-communicable diseases  

(NCDs) for the year 2020. Multiple virtual meetings of the committee followed, including 

sessions with various media houses. Epillose also got the opportunity 

to present on YotM approaches to epilepsy sensitization to 40 

member organisations of the Epilepsy Alliance Africa and another 

virtual meeting educating 25 counseling psychologists from one of 

the most renowned counseling institutions in Kenya called Amani 

counseling Center.  Through the presentations to  EAA and 

participation in writing papers on epilepsy that are to be published in 

the Africa and Middle East journal Epillose won an Award in the 

category of the best epilepsy awareness category.  
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Ann Mwangi shared her painful encounter about epilepsy care in Kenya during the Covid-19 

outbreak. 

 

Follow up in 2021: We see the need to continue our petition to keep the government 

proactive in making epilepsy care affordable, available and accessible to everyone. 

Continuing the petition process is also a good strategy to continue to reach more people and 

educate about epilepsy. 
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Strategy 3: Policy Development 

An indispensable part of improving the lives of young people with epilepsy is policy 

development so that the care offer can be constantly adapted to demand. Youth on the Move 

involves young people, parents, care providers and policymakers in this.   

         

Activity 3.1: Review of national epilepsy care guidelines  

 

Objective:   To keep national epilepsy care guidelines up to date so that doctors can 

consult them to make the correct diagnosis and prescribe correct medication. 

 

 

The NECC members at Upper Hill Medical Center during the January 2020 meeting 

 

Every other year, the members of the NECC review the content of the Epilepsy Guidelines 

for the Management of Epilepsy to determine whether changes need to be made due to new 

insights or changed circumstances. This ensures that healthcare providers have access to 

reliable information for the healthcare provision for people with epilepsy.  

 

Results in 2020: The guidelines have played a great role in the treatment of epilepsy. The 

guidelines review took place in 2019 by a team of epilepsy professionals as well as 

representatives of persons living with epilepsy. The chairman and the secretary of NECC 

then took over the duty of including the changes made and making edits  to the new 

guideline which was completed in January 2020. In February this year the revised guideline 

was submitted to the Ministry of Health for confirmation before they can be printed and 

distributed. Delay in confirmation is attributed to more focus di rected on the Covid 19 

outbreak. The ministry has committed to ensure the guidelines are confirmed and endorsed 

for printing and distribution by end of February 2021.  
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Follow up in 2021: We will further our request to potential sponsors to provide their 

contribution in printing more guidelines so that it can be shared with the health facilities 

countrywide to ensure consistency in provision of epilepsy care. Further on, the next 

revision is planned for 2022 instead of the earlier proposed 2021 since there has been delay 

in distribution and revision is dependent on feedback from professionals who use the 

guidelines. 

Strategy 4: Empowerment through education and guidance  

For the empowerment of young people with epilepsy, YotM  train s young people with and 

withou t epilepsy as peer educators, guides the parents/caregivers  and also train 

professional social and welfare workers to have the right knowledge and to provide 

guidance to people with epilepsy.  

 

 

Activity 4.1: Train the Trainer  

Objective:  To train twelve youth (six with epilepsy and gender balance) as peer 

educators and develop the skills to offer professional awareness creation and 

coaching 
 

Every year, Youth on the Move trains twelve young people with and without epilepsy, who 

are ambitious but have low self -confidence and lack the hope for a good future. In one year, 

they are trained as peer educators and they receive lessons in epilepsy, culture and identity, 

teamwork, youth participation, coaching, lifestyle and entrepreneurship. Every month a 

course is concluded with an exam. In addition, the young people do an internship two days 
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a week in Youth on the Move's center in Nairobi and at epilepsy clinics:-at the Baraka health 

center in Mathare, the MSF clinic in the slums of Kibera in Nairobi and at the Tei wa Ngai 

epilepsy clinic in Machakos. The young people also provide information to religious 

institutions, schools and various support grou ps 

 

The future of the trainees 

The young people who follow this training receive an internship fee of û 4.50 

per day. If they save û 0.50 of this, they receive a bonus of û 0.50. This means 

that they will have saved around û 150 at the end of the training. They receive 

this as a bank cheque so that they are encouraged to open their own bank 

account. With the business training they draw up a business plan on how 

they can invest this amount wisely in a business that will enable them to 

become financially independent. During the YotM training in 2018 I learned 

to accept my life with epilepsy. I realize that I am my own boss with a 

responsibility to make or break my own destiny. I am a Jah boy and reggae is my life. I started with 

beadwork, making beautiful necklaces and all kinds of beadwork and selling them. I generate my own 

income and am now self-employed. This is thanks to the savings that I have earned during my 

training at YotM. I love my job; I like my health and enjoy my life. Most of my customers are 

Rastafarians. The price of my products varies from 0.80 û to 8 û. - 

Jeremiah Nyundo, Mover (trainee) from 2018.  

 












































































