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Abstract 

Epilepsy is a neurologic disorder that results in recurrent, unprovoked seizures. The biomedical 

burden of epilepsy can be substantial, but for many the social consequences may be just as extreme 

with epilepsy victims suffering from social abandonment and economic and physical vulnerabilities. 

For more than 10 years, the Chikankata Epilepsy Care Team, a collaborative project between 

Michigan State University and the rural Zambian community of Chikankata, has worked to improve 

the lives of people with epilepsy. What began as a local nurse-medical student partnership in one 

small rural Zambian hospital has grown into a program that supports and enriches clinical services 

and advocacy programs throughout Zambia. The scholarly contributions from this work are regularly 

utilized by the World Health Organization in the development of more optimal programs of epilepsy 

care and care delivery in Africa. In March 2010, this MSU-Zambia collaboration was declared to be “a 

global success story” by the US National Institute of Health’s Fogarty International Center. 

 

Epilepsy Care Team members serve as expert advisors on community-based epilepsy care for the 

Zambian Ministry of Health, the World Bank and the US Institute of Medicine. Through research and 

advocacy, they have identified global problems in drug access for people with epilepsy in low income 

countries, famine-related drug toxicity and the lack of appropriate treatment for co-morbid HIV and 

epilepsy in most of Africa. Recognizing the imperative for knowledge to impact policy, they work 

tirelessly to bring their findings to the attention of key stakeholders and policy makers.  

 

In 2007, Dr. Birbeck, an Associate Professor at Michigan State University and Director of the 

Chikankata Epilepsy Care Team, was selected as an Ambassador for Global Research by the Paul 

Rogers Society. She has been featured in the Lancet Neurology and has over 60 publications related 

to her research in sub-Saharan Africa. Since joining MSU in 2000, she has been awarded over 2 

million dollars in funds for research and capacity building in sub-Saharan Africa.  

  



Narrative Response  

Relationship and Reciprocity between the University and Community  

As a medical student, I undertook an elective rotation at Chikankata Hospital in rural Zambia, curious 

to see how medicine was practiced without the advanced technologies and extensive resources 

available in the US. Among the many devastating conditions I observed, I found the realities of 

epilepsy the most disturbing. Epilepsy, a condition characterized be recurrent, unprovoked and 

usually unpredictable seizures, is a treatable condition. My experience in the US had led me to 

believe that most people with epilepsy could live full and active lives, but the social and medical 

realities of the lives of people with epilepsy in the Chikankata community were soul crushing.  

 

No one with epilepsy was receiving treatment for their seizure disorder and I found myself caring for 

children and adults with fatal and/or seriously disabling burn that occurred during a seizure often 

while the family stood by too paralyzed by contagion fears to pull them from the fire. Children with 

epilepsy were routinely ejected from schools and often prevented from playing with other children—

dooming them to social isolation and long term economic vulnerability. In moments of confidence, 

women with epilepsy offered details of spousal and familial abandonment with subsequent social 

vulnerability, physical violence and sexual assault. Epilepsy wasn’t formally recognized as a common 

chronic condition in the community and yet the consequences of untreated seizures filled the hospital. 

This paradox deserved formal investigation. After completing my training in neurology, I returned to 

Zambia and with other concerned healthcare workers at the hospital undertook a formal study 

hospital-based study of epilepsy at Chikankata. 

 

The hospital-based study confirmed several disturbing facts. People with epilepsy were presenting to 

the hospital with their seizure-related injuries but not with their seizures. Most of the inpatients we 

identified with epilepsy were admitted with severe burns or fractures experienced during a seizure, 

but they had failed to mention the seizure or their epileptic condition to the admitting healthcare 



provider. Less than 10% of the people with epilepsy we saw as inpatients had ever been treated for 

the disorder and even among those who had been identified and treated, the prescribing healthcare 

worker, usually a clinical officer or nurse, had provided doses of antiepileptic drugs (AEDs) for seizure 

prevention in doses so low as to be essentially useless. Clearly, the healthcare workers required 

additional training in epilepsy care. At this time we also noted that the hospital, which routinely 

registered patients with chronic conditions to assure sufficient medications were kept in stock, had 

only 32 people with epilepsy in their registry. This was a very low number given the catchment area of 

65,000 and led us to conclude that there were many cases of epilepsy in the community which are 

unrecognized and untreated. Indeed, our subsequent population based prevalence study identified 

almost 2,000 people with epilepsy in the catchment area.  

 

Our findings are congruent with what has subsequently become evident globally. Approximately 80% 

of the 50 million people with epilepsy worldwide live in resource poor regions1. Epilepsy represents 

0.49% of the global burden of disease and among neurologic disorders it ranks third after dementia 

and cerebrovascular disease in terms of its contribution to global disease and disability1. Epilepsy is 

the most common chronic neurologic disorder in sub-Saharan Africa (SSA)2,3. The WHO estimates 

that a years supply of phenobarbitone could cost as little as $5 per person4 yet the treatment gap, 

meaning the proportion of people with active epilepsy who warrant treatment but who are not 

receiving it, remains >90% in most SSA countries5. The avertable burden of death and disability due 

to epilepsy in SSA is particularly disturbing. WHO estimates indicate that 41% of all lives lost and 

disabilities due to epilepsy could be regained if drug availability could be scaled up. 

 

The early initial hospital-based studies of seizures and epilepsy at Chikankata involved collaboration 

with several clinical officers and nurses who shared my concerns that we were missing something 

when it came to epilepsy in the community. When our investigations began to provide insights into the 

local burden of disease, hospital administrators gained an interest. The busy (and expensive to run) 



burns unit was filled mostly with people with epilepsy and seizures accounted for a substantial 

proportion of the ICU admissions. In 2000, with support from hospital administration and seed money 

from Michigan State University, the Chikankata Epilepsy Care Team (ECT) was founded. The initial 

Chikankata ECT Coordinator was, Mrs. Ellie Kalichi. Prior to accepting the position of ECT 

coordinator, Mrs. Kalichi was Head of Nursing at Chikankata Hospital. Having completed additional 

training in leprosy diagnosis and control in Tanzania, she also served as the hospital’s Leprosy 

Control Officer. Her work with leprosy had given her great social insights into the burden of 

stigmatized conditions in the community. These insights proved critical for guiding the direction of the 

ECT teams work and the development of additional partnerships within the broader community.  

 

The Chikankata ECT provides clinical services, conducts research and supports local capacity 

building and medical education in Zambia. I spend 4-6 months a year on site annually and when I am 

absent the ECT team remains in weekly contact with me by email and Skype. Specific activities 

related to our work are detailed in Table 1. Over the past 11 years, the Community partners involved 

in ECT activities has expanded to include collaborative partners from other Zambian healthcare 

institutions, faculty from the University of Zambia and Chainama Hills College, and officials from the 

Zambian Ministry of Health. The ECT work is predicated upon its grassroots partners from the 

community including teachers, clerics and traditional healers. As Director of the ECT, I work with my 

Zambian academic colleagues on grant preparation and research dissemination. As a healthcare 

worker at Chikankata, I provide inpatient, outpatient and community-based care.  

 

The agenda for the ECT, is guided by the priorities determined within the community of grassroots 

stakeholders and as well as the Zambian academic community. All activities (teaching, community 

education, healthcare service delivery) are undertaken in such a way to allow an academic evaluation 

of the circumstances in the community and impact of the activity. As such, the academic productivity 

associated with the various activities has been substantial. Importantly, findings from these scholarly 



activities are relayed back to the community for their interpretation and feedback. The process of 

developing by consensus the agenda for the ECT activities includes ongoing, regular informal 

communications as well as formal meetings with community representatives and ~ biannual retreats 

with academic and professional partners.  

 

Numerous MSU students, staff and faculty are closely involved in the partnership. Graduate and 

medical students have participated in clinical and research rotations including six students whose 

thesis dissertations have been based upon work in Zambia. Two Fulbright scholarships and two 

Fogarty Student Fellowships have been awarded. Senior MSU grants administrators have traveled to 

Zambia and led training courses for Zambian grants administrators.  US neurology residents who 

have worked with me in Zambia have gone on to develop similar projects in other African countries.  

 

The Chikankata ECT is an entity jointly supported by Chikankata Mission and Michigan State 

University (MSU). The Epilepsy Care Team obtained its initial funding from MSU and is supported 

further through my leadership role and the regular stream of MSU visiting scholars and students. This 

unique partnership is fully congruent with MSU’s mission to advance knowledge and transform lives 

by (mission statement in italics); (1) Providing outstanding undergraduate, graduate, and professional 

education to promising, qualified students in order to prepare them to contribute fully to society as 

globally engaged citizen leaders. The Epilepsy Care Team’s work has offered numerous MSU 

students opportunities for direct global engagement in a community-based, international 

academic endeavor, (2) Conducting research of the highest caliber that seeks to answer questions 

and create solutions in order to expand human understanding and make a positive difference, both 

locally and globally. The Epilepsy Care Team’s work has resulted in more than 40, full-length, 

peer reviewed publications. Individuals involved in this partnership now regularly serve as 

advisors to the World Health Organization, the US National Institute of Health, and the World 

Bank. Healthcare policy at the local, national and international level has been directly 



impacted by the Epilepsy Care Team’s work, (3) Advancing outreach, engagement, and economic 

development activities that are innovative, research-driven, and lead to a better quality of life for 

individuals and communities, at home and around the world. More than 2 million dollars in 

extramural research funding has been obtained for activities that include direct service 

delivery and outcomes assessments related to services. The number of people with epilepsy 

in the Chikankata catchment area receiving regular care has improved substantially—the 

burns unit closed in 2005!  

The Impact on the Community Partners 

As noted above, the initial funding for the Epilepsy Care Team’s work was seed money from Michigan 

State University. Subsequently, funding has been acquired from the Lancet International Fellowship, 

the Rockefeller Brothers Fund, Doris Duke Charitable Foundation, the US National Institute of Health, 

the World Federation of Neurology, and several private donors. In kind contributions have been made 

(staff, space, etc.) by Chikankata Mission Hospital, the Zambian Ministry of Health, and the University 

of Zambia. These resources as well as the healthcare policy and clinical care guidelines 

improvements made possible through the work have substantially impacted the community and 

specifically the lives of people with epilepsy and those affected by epilepsy.  

 

The Impact on the University Partner 

The positive impact of this work on the University is evident through the activities the directly concur 

with the University’s mission statement and those detailed in Table 1. MSU has long valued global 

partnerships and recognized itself as a “world grant” university. In 2005, MSU’s commitment to the 

Epilepsy Care Team’s work was further demonstrated when it committed over $900,000 to the 

establishment of the International Neurologic & Psychiatric Epidemiology Program (INPEP). I serve 

as Director for this relatively new academic unit. Two additional full-time faculty members have been 

recruited and an INPEP fellowship is sponsored. INPEP’s mission is to undertake research on 

neurologic or psychiatric conditions that impact public health in developing regions of the world. 



Multidisciplinary training and collaborations involving MSU experts in neurology, psychiatry, 

epidemiology, and radiology are central to this effort. Additional expertise includes those found in the 

social sciences, anthropology, political science, health services research, and the basic biomedical 

sciences. The research undertaken by INPEP strives to place the diseases under study in the 

appropriate social and geopolitical context. 

 

Lessons Learned and Best Practices 

The most critical challenges faced initially in this collaboration related to the inclusion of research 

endeavors within the structure of service delivery. Challenges primarily related to issues of trust. Most 

of our Zambian partners had witnessed “research mercenaries” in action—US academics who 

parachute in, collect their data and fly away never to be heard from again. Our long-term commitment 

to the project has been an essential part of developing trust. As our Zambian grassroots partners 

came to appreciate their central role in determining research priorities, their concerns have 

dissipated. Findings and best practices from epilepsy Care Team work are being incorporated into 

programs in other regions of Zambia and several other African countries. 

 

Future 

The Chikankata Epilepsy Care Team activities continue in full force. We are presently in the 3rd year 

of a 5 year NIH-funded project to evaluate the impact of a series of multifaceted community-based 

interventions aimed at improving healthcare services and decreasing epilepsy associated stigma. In 

February 2011, we were awarded an NIH grant to conduct a cohort study of HIV-associated seizures 

and epilepsy. We continue our community-based outreach activities with school-based interventions 

planned for 2011 and work with traditional healers planned for 2012. If awarded, funds would be used 

to support ongoing, community-based activities that are unassociated with an active research project. 

This includes Epilepsy Care Team visits to Rural Health Centers to provide direct patient services and 

assure the medication supply chain remains intact. 



Table 1: Examples of Activities of the Chikankata Epilepsy Care Team 

Improving Healthcare Services 

Improved clinical service provision to people with epilepsy in the community. In addition to epilepsy 

care provision at the Epilepsy Care Team office adjacent to the hospital, the Epilepsy Care Team 

mobile clinic makes weekly visits to the rural health centers serving our district to assure drugs are 

available and provide more advanced services to people with epilepsy closer to their own homes. 

Training of primary healthcare workers through a grant from the Lancet. Healthcare workers who 

underwent this training lobbied for its incorporation into the basic curriculum for clinical officers in 

Zambia. With funding from the World Federation of Neurology formal training materials were 

developed and an ongoing visiting professorship was funded to assure that experts return annual to 

train and re-train the trainers. 

With faculty from the University of Zambia, we co-founded the Neurologic & Psychiatric Society of 

Zambia (NPSZ), which is a professional organization of healthcare workers who focus upon 

neurologic and psychiatric disorders. NPSZ has been an important organization for providing expert 

advice to the Ministry of Health and for offering continuing medical education opportunities for 

physicians in Zambia. NPSZ was awarded funds from the World Federation of Neurology to begin 

development of a Center of Excellence which will focus on epilepsy care 

Advocacy 

Co-founders of the Epilepsy Associate of Zambia led by a past graduate of the Lancet-funded training 

program. This is a grassroots organization affiliated with the World Health Organizations International 

League against Epilepsy and is focused upon the “Out of the Shadow Campaign” aimed at bringing 

epilepsy out of the shadows.  

Ongoing peer support group activities are supported by the Chikankata epilepsy Care Team. As 

research endeavors have expanded to include other Provinces, such opportunities for people with 

epilepsy have also expanded. We are aware of at least 20 such groups now meeting in 3 provinces. 



First to notify the World Health Organization and then publish reports describing  

• Antiepileptic drug toxicity related to extreme weight loss in famine (8) 

• The lack of appropriate medications for treatment of co-morbid HIV and epilepsy(9). As a result of 

our work, the World Health Organization and the American Academy of Neurology has developed a 

joint committee to develop formal guidelines and recommendations for the treatment of co-morbid 

epilepsy and HIV. I serve as the Chair of the committee. 

•Unintended consequences of World Health Organization programs to improve pharmaceutical 

regulations that have resulted in a global decrease in treatment availability (publication pending in the 

American Journal of Tropical Medicine & Hygiene). A World Health Organization Task Force has 

been formed to evaluate and address this new problem. 

Teaching/Capacity Building 

• Neurologic rotations are available to Zambian medical students. No other neurology rotations are 

available in country. MSU medical students have also taken advantage of this opportunity.  

•Several Master’s level students in Zambia have worked with the Epilepsy Care Team as part of their 

training. I  have served as the primary advisor for 2 such students and am presently the primary 

advisor and mentor for Zambian PhD and one Masters students studying issues related to epilepsy, 

stigma and co-morbid social and medical problems in Zambia.  

•Additional training for grants administrators in Zambia has been provided in Zambia by MSU 

administrators funded through my NIH R01 award. 

Research  

Over 2 million dollars in research funds, mostly through NIH, have been awarded to support the 

research related to this work and over 40 peer-reviewed publications have resulted from the research 

findings. 

  

  



Appendix  
I. Excerpts from letters of support from community partners 
The following are direct excerpts from letters of support from Zambian partners, which were often 
quite lengthy. Full letters are available for review. 
 
Richard Bradbury-previously Chikankata Hospital Manager Administration. Presently Director of 
Research and Development for the Salvation Army. 
“Through its research, education and outreach programme, coupled with the dedication and commitment of Dr. 
Birbeck, the Chikankata ECT has broken down barriers and made seeking advice and treatment more 
accessible and acceptable for those who require it. The results speak for themselves. This has been achieved by 
working through the existing community groups and the local health care system, led by Chieftainess Mwenda. 
The effective partnership and innovative ways of working has attracted great interest across Africa and as a 
result this good practice has been transferred to other areas of Zambia. 
 
Central to the success of this programme is that Dr. Birbeck and staff that the Chikankata ECT have worked 
extremely closely with local community leaders and developed an excellent relationship with local tribal leader, 
Chieftainess Mwenda. Without the support and partnership, if is difficult to see how this programme would have 
succeeded. The staff and students, under the guidance of Dr. Birbeck, have worked with a cultural sensitivity 
not often seen by partners from outside of Zambia. They became accepted as trustworthy and respected medical 
practitioners and researchers, and people were prepared to listen to their advice. This privilege has to be 
earned in rural Zambia. 
 
Finally, I want to add that there have been a number of additional indirect benefits to the hospital and wider 
Chikankata community due to this partnership. The hospital, College of Nursing, and College of Biomedical 
Sciences were often able to draw on the expertise of the visiting staff and students. The research and data of the 
Chikankata ECT also assisted in the wider health planning of the Hospital and particularly its primary health 
care wing. The outreach activities also helped to reduce the expensive inpatient care within the struggling 
hospital. 
 
I cannot speak highly enough of the collaboration between Michigan State University and the local Chikankata 
community through the work of Dr. Birbeck and Chieftainess Mwenda. It has been a partnership in the true 
sense of the word and an outstanding success in many different ways” 
 
Professor Elwyn Chomba, MD-Consultant Pediatrician for the University of Zambia 
“Gretchen Birbeck works tirelessly to raise funds from donors and with support from the hospital they continue 
to provide not only health care to the community but also help to alleviate the suffering arising from acute 
disasters. The best example was in 2003 when famine hit the community; she spearheaded a plan to have food 
donated to people with epilepsy who were hit most hard by lack of food.” 
 
Edward K. Mbewe-Principal Lecturer, Chainama hills College Hospital 
“What is outstanding about Dr. Birbeck is the ability to work not only with fellow professionals but with the 
community as well. For instance, she managed to train a team of Clinical Officers and nurses specifically on 
neurological conditions and built a formidable team that has since been conducting community support visits, 
taking antiepileptic drugs into the villages, visiting families of people with epilepsy and continuously engaging 
the team in research activities.  
 
To this effect, Dr. Birbeck‘s Chikankata work has not only become something to talk about, but the only 
example in Zambia demonstrating what a community can do when given the right direction and support by 
expertise from the outside with no ulterior objectives. While many outsiders have some to initiate projects in 
Zambia, the issue of sustainability has always eluded them as soon as they left the country. This is not the care 
with Chikankata Epilepsy Car Team. 
 



I would be failing myself if I do not mention the special qualities of Dr. Birbeck, especially in the area of 
identification of negative or positive potential in people, and the ability to form lasting formidable teams at both 
the professional and community levels. Another quality is her ability not to easily lose friends whether highly or 
lowly educated something that makes it very easy to work with her. Because of this, Dr. Birbeck has contributed 
a great deal in supporting the policy of the ‘Girl Child’ in rural and urban settings, as seen in her balanced 
engagement of female colleagues in every community activity she undertakes. It is clear that on her contribution 
to the country’s development, Dr. Birbeck‘s role cannot be overlooks as her services go beyond the borders of 
Chikankata when it come to teams she has built and research works she has conducted in Zambia. For instance, 
she has been identified with work in HIV and AIDS, febrile convulsions, and population study of epilepsy…” 
 
Fridah Kabwenda-Epilepsy Care Team Coordinator 
With Dr. Birbeck’s knowledge, experience and ideas management of this once feared disease has been eased as 
many patients come to receive medical attention, reducing the risk of complications which result from receiving 
treatment from traditional healers. Dr. Birbeck has made sure that epileptic drugs are always available and are 
accessible by providing them to all Rural Health Centers in the catchment area. This has allowed epilepsy care 
delivery closer to patients and patients are testifying how these drugs have managed to reduce seizures 
considerably giving young epileptic patients a chance to attend school and hope for a better life which without 
Dr. Birbeck’s efforts these children would have been condemned to a life time of poverty and marginalization 
because of luck of education and stigma. 
 
Medical staffs of Chikankata Mission Hospital including clinical officers, nurses and pharmacists have 
benefited from the interaction with Dr. Birbeck such that even in her absence they continue providing primary 
health care to epileptic patients and their acquired knowledge has earned the confidence of patients and their 
families alike such that they are adhering to treatment which has helped most of these patients live a normal 
life.” 
 
Roy Baskind, MD FRCP ABPN—North York General Hospital, University of Toronto (Previous 
neurology fellow serving Chikankata) 
“Finally, Dr. Birbeck’s scholarship and research arising out of this partnership has been phenomenal. Dr. 
Birbeck has become a world leader and expert in international and tropical neurology and this particular 
partnership has served as a model for effective collaborative healthcare in underserved areas of the world. 
Indeed, this has been included in a publication of the Institute of Medicine of the National Academy of 
Sciences—Mental, Neurological, and Substance Use Disoders in Sub-Saharan: Reducing the Treatment Gap, 
Increasing Quality of Care. 
 
I cannot emphasize enough the incredible healthcare, education, research and community building value of this 
project and Dr. Birbeck’s involvement in it.” 
 
II. Key Publications 
Books 

Eds. J Engel, GL Birbeck, AG Diop, S Jain & A Palimini. Epilepsy: Global issues for the 
practicing neurologist. 2005 Demos, New York.  

GL Birbeck. Where There is No Neurologist. 2002 World Federation of Neurology 
http://neurology.msu.edu/downloads/where%20there%20is%20no%20neurologist_whole%20book.pdf 
Peer-Reviewed Full Length Original Research: 

EK Mbewe, LR Uys, GL Birbeck. Detection and Management of Depression and Anxiety as 
Comorbidities of Epilepsy in Primary Health Care Settings in Zambia. (Submitted to Curationis 5 
March 2011). 

GL Birbeck, D Clifford, H Fraimow, JA French, H Hachad, JM George, RH Levy, JF Okulicz, E 
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drug interactions. (Submitted to Neurology 25 January 2010) 
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AC Meyer, T Dua, J Ma, S Saxena, and G Birbeck. Global Disparities in Care for Epilepsy: A 
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HIV-D Screening Instruments for Non-Physician Healthcare Workers 2009;80(6):1054-1059.  PMID 
19478275.  

GL Birbeck, E Chomba, MP Kvalsund, R Bradbury, C Mang’ombe, K Malama, T Kaile, PA 
Byers, N Organek for the RAAZ study team. Antiretroviral adherence in rural Zambia—The first year 
of treatment availability. AJTMH 2009;80 669-674. PMID: 19346397. 

E Chomba, TE Taylor; WA Hauser, C Wasterlain, N Organek, GL Birbeck. Seizure recurrence 
in rural Zambian children admitted with febrile seizures. Open Journal of Tropical Medicine 
2008;1:101-107. 

GL Birbeck, EN Chomba, M Atadzhanov, E Mbewe, A Haworth. “If someone is bewitching you, 
better he should just kill you”: Women’s Experiences Living with Epilepsy in Zambia. AJTMH 
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with epilepsy in Zambia: Implications for long-term health and well-being. Epilepsy & Behavior 
2008;13:620-623. PMID: 18602496. 
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E Chomba, A Haworth, M Atadzhanov, E Mbewe, G Birbeck. Zambian healthcare workers’ 
knowledge, attitudes, beliefs and practices regarding epilepsy. Epilepsy & Behavior 2007;10(1):111-
119. PMID: 17055341. 

GL Birbeck, E Chomba, M Atadzhanov, E Mbewe, A Haworth. Zambian teachers-What do they 
know about epilepsy and how can we work with them to decrease stigma? Epilepsy & Behavior 
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M Atadzhanov, E Chomba, A Haworth, E Mbewe, GL Birbeck. Knowledge, Attitudes, 
Behaviors and Practices (KABP) regarding Epilepsy among Zambian Clerics Epilepsy & Behavior 
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