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G rowing discussions on the benefits of research are gaining importance in the 
field of research ethics. The theme of the 2003 Global Forum for Bioethics in   
Research held in Paris bears ample evidence to this (1). Most of the discussions 
focused on benefits sharing, particularly on direct benefits attained from the      
research effort. 
 
Earlier work emphasized the need for proper definition of benefits, which are    
divided into three main categories: direct, collateral and inspirational (2). This      
attempt seemed to assist researchers in fulfilling the Council for International  
Organizations of Medical Sciences (CIOMS) guidelines (Guidelines 8&11) (4), 
which require making benefits reasonably available to the participants of research. 
In defining the benefits that researchers could make reasonably available to    
communities, not only are direct or tangible benefits mentioned, but also more 
indirect benefits. This might include the benefits to a community of being part of a 
long-term collaboration, capacity building, employment to participating          
community members and the like (3).  
 

A criticism of defining benefits that had 
been leveled against the CIOMS guidelines 
was that the perception and calculation of 
benefits were always based on those of   
researchers, usually from developed     
countries, and applicable only to Phase III 
trials (3). We sought, in our study, to find 
what subjects understood to be the benefits 

of participating in an on-going genetic epidemiology study that was examining 
what genetic factors contributed to or protected individuals from the contraction 
of TB among equally exposed populations. A semi-structured questionnaire was 
used to interview 50 study subjects, and a theme elicitation technique was used in 
the data analysis to identify common themes. 
 
Of all the views that emerged, the most common benefit of research was perceived 
to be the generation of new knowledge. 17 of 25 sick patients and 18 of 25 non-
sick relatives of patients thought research was beneficial because it generated new 
knowledge. Of the total study sample of 50, 60%  had only basic education; 24% 
had secondary education and the rest some kind of post secondary training or   
tertiary education. It could be argued that no matter the educational background of 
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G reetings! This inaugural issue of Bioethics       
Exchange- the newsletter of the Johns Hopkins-
Fogarty African Bioethics Training Program- heralds 
an important milestone for our community. A clear 
priority for this training program is dissemination - 
of materials, of ideas, of experiences, and of        
opportunities - and this newsletter is a piece of our 
strategy to achieve that. It is an open, inclusive, and  
informative means of exchanging information, news, 
and publications among current and alumni trainees, 
program faculty, and others interested in research 
ethics in Africa and elsewhere. It is also a significant 
milestone for the research ethics training programs 
and community at large, to add a new source for  
information and materials, with a particular focus on 
Africa. I am pleased to announce that the Bioethics 
Exchange will be a quarterly newsletter and a regular 
feature in the coming years.  
 
Bioethics Exchange will present a number of features 
in each issue. Each issue will feature original work 
by a trainee, a short article on projects done by    
faculty, greater information on trainees, and news of 
publications, grants and meetings from around the 
world. In addition, we hope to have an interactive 
format. As such, each issue will have a set of       
challenge questions for discussion. Responses will 
be emailed back and will be summarized in a        
subsequent issue. We hope that this newsletter will 
be an exciting addition to the resources currently 
available to the research ethics community.  
 
It is important to point out that the success of       
Bioethics Exchange will depend on the quality and 
intensity of news and views submitted to it. As a 
result, in addition to the JHU-FIC program faculty 
and trainees, other programs and those interested in 
research ethics in Africa, are welcome to send us 
materials or announcements for inclusion in the 
newsletter. With your contributions, we hope to have 
a substantive and yet innovative means of engaging 
all of us for promoting research ethics capacity    
development in Africa.  
 
Best wishes to all! 
 
Adnan A. Hyder, MD MPH PhD 
Co-Director, JHU-FIC   
Assistant Professor & Leon Robertson Chair  
Johns Hopkins University Bloomberg School of Public Health 
ahyder@jhsph.edu 
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A n issue that we in the international field of public health are often 
confronted with is an opportunity to address a fresh public health  
challenge that at first seems similar to what we have done before, but 
the new reality brings on new and different complexities, some of 
them immensely challenging. Let me explain. 
 
The background – developing equity-oriented Primary Health Care 
(PHC) systems in the poverty-burdened squatter settlements of      
Karachi, Pakistan. The resultant system – a community-based, rights-
oriented PHC system -- was quite effective, with Infant Mortality Rate 
(IMR) diminishing, and equity achieved by ensuring that every house-
hold was visited, no one was left out.  Here, we see ethics at work. 
 
The new challenge – being asked by UN Habitat, Nairobi, Kenya, to 
assist in the development of care systems for Orphans due to Aids and 
other vulnerable children in the urban slums of Africa. The necessary 
steps: 
• Develop a Strategic Alliance of organizations involved in the care 

of orphans and vulnerable children (OVC) so we have a common 
cause and shared approaches. 

• Develop an Orphan Care Support System (OCSS) that can reach to 
every household with concern for OVC and their care givers. 

• Integrate the OCSS with PHC so that all, not only the OVC, have 
access to health care, with an outreach to every household. 

• Include a Management Information System (MIS) so that all  
households and their occupants are being monitored. 

• Include the community in all aspects of planning, programming and 
monitoring, including selection and training of Community Health 
Workers (CHWs) who will be the key personnel in the OCSS/PHC. 

 
So far ok – different place, different culture, different labels, some 
apparent differences in mortality/morbidity, but generally similar.  
Ethics still at work? NOW – we see a problem with additional        
dimensions that are strikingly different. What are the consequences for 
orphans when they are neglected, stigmatized, chased out of school, 
socially excluded, abused? Are these passing events that can be     
ignored if there are no visible signs of injury? Or, might they have the 
effect of damaging the child’s sense of self worth, with life-long    
consequences: ... I don’t belong here, or anywhere. I have no future. 
Learning is for others, not me.  I need to protect myself now, today. 
This house is no home. Nobody sees me cry. Nobody cares. Except 
maybe the man next door who wants me for sex. I will be better off on 
the streets of Nairobi where at least there are others like me ...The 
costs of social exclusion are immense and long lasting, possibly life 
long. What happened to equity? The socio-economic stability of    
Africa is at stake. 
 
BACK TO OCSS AND PHC.  
• Can there be equity and effectiveness in dealing with problems/

needs of OVC? 
• Can the communities and care givers accept that OVC have human 

rights to health and social care? 
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• Can CHWs become effective Community Orphan Workers 
(COWs), including bringing love and a sense of belonging to 
the OVC? 

• Can the MIS measure the extent of these problems and     
provide evidence of progress in seeking solutions? 

 
Might this be considered a new paradigm for Primary Health 
Care? 
 
John H. Bryant, MD, MPH 
Advisory Board member  
JHU-Fogarty Bioethics Training Program,  
jbryant@wcbr.us 

the subjects the idea of new knowledge was recognized as a 
benefit of research. Views such as the following gave evidence 
to the above perception: “I will advise my child to go into 
higher learning and do research because he will gain new 
knowledge…I also gain new knowledge about the disease and 
that is the good thing about this research they are doing”. “It is 
beneficial because they gain something, they get more ideas and 
knowledge about the illness and that brings  progress”.  
 
Our results are corroborated by the findings of a consensus 
group of researchers, bioethicists, IRB chairs, and members in 
their work on reasonably available benefits. They state that            
communities benefited from knowledge generated in research 
and other non-tangibles resulting from research (3). It could be 
argued that efforts to describe research benefits need to consider 
and factor new knowledge generated as an important benefit, 
and communities within which such knowledge is generated 
should participate in such benefits when it comes to benefits 
sharing. This becomes increasingly important since patenting 
research findings has caught the attention of ethicists in the 
global community and emphasis is being placed on equity in the 
sharing of benefits.  
 
International guidelines such as the CIOMS (4) and the              
Declarations of Helsinki (5) maintain that communities must 
have access to the products of research carried out within them. 
Such being the case, more work will be needed to devise ways 
of ensuring that communities gain from the new knowledge that 
is generated within them by their participation, since they     
perceive new knowledge to be among the benefits of research. 
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John Appiah-Poku, STM, STB  
2002 JHU-Fogarty Bioethics Trainee 
jappiahpoku@yahoo.com  
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M s. Nalwadda is 
working as an Assistant 
L e c t u r e r  w i t h  t h e 
Department of Nursing, 
Faculty of Medicine, at the 
Makerere University in 
Kampala, Uganda, where 
she completed both her   
B.Sc. in Nursing and her 
M.Sc. in Population and Reproductive 
Health. Ms. Nalwadda is a member of the 
research and ethics committee in the Faculty 
of Medicine, she supervises undergraduate 
proposal development and dissertations, and 
she co-teaches courses in Research 
Methodology and Professional Ethics in 
Nursing.  
 
Ms. Nalwadda’s interest in bioethics comes 
from her recognition of gaps currently 
existing in operationalizing the principles of 
informed consent, confidentiality, and 
privacy. She has concerns about the extent 
to which they are actually followed in 
developing countries such as Uganda, and 
recognizes the need for particular           
safeguards when marginalized groups are 
included in research.  
 
Ms. Nalwadda’s main areas of research 
interest are in reproductive health, fertility 
regulation, continuing medical education, 
information availability on HIV/AIDS and 
its application, and perceptions of           
adolescent reproductive health. 
 
Ms. Nalwadda intends to use the JHU-
Fogarty African Bioethics Training Program 
to gain sound scientific background in    
bioethics, to enhance her personal capacity 
to conduct quality research, to provide   
ethics training of trainers’ workshops for 
colleagues, and to advocate for the          
establishment of short-term courses in    
bioethics at the Makerere University. 
 

Email: nagorrette@hotmail.com 

Gorrette Nalwadda 
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M s. Bruce is currently working as a 
Research Assistant for the Malaria      
Project, at the School of Public Health 
(SPH), University of Ghana, where she 
completed her B.Sc. studies in Nutrition 
and Biochemistry. Ms. Bruce has        
research experience in the measurement 
and analysis of data on nutrition and 
health, diagnosis of Malaria infection, 
and monitoring anti-malaria treatments. 
She has also held key positions of trust 
with Church organizations.  
 
Ms. Bruce's interest in research ethics 
stems from her experiences with the   
malaria project she is currently working 
on. She realized that when dealing with          
communities, individuals, and their    
blood samples, many 
ethical concerns arise 
that do not necessarily 
have direct and easy 
solutions. She also 
a t tends meet ings 
where MPH students 
present their project 
proposals. At one such meeting, she 
found herself dissatisfied with how     
conclusions were drawn over critical   
ethical dilemmas.  
 
Ms. Bruce's future goals in research     
ethics include being a public health         
researcher, lecturer, and coordinator of      
activities in health based institutions in a    
morally upright manner.  
 
Ms. Bruce hopes that the JHU-Fogarty 
African Bioethics training program will 
give her the necessary skills to provide 
expert advice on bioethical issues arising 
from projects implemented by the SPH, 
and to serve as a peer trainer in the field 
of ethics for her colleagues and students 
at the university.  
 
Email: jbruce@noguchi.mimcom.net 

Joseline Bruce 

D r. Dzinjalamala is a research scientist 
working with the Blantyre Malaria Project, at 
the College of Medicine in Blantyre, Malawi. 
Dr. Dzinjalamala earned his B.Sc. in    
Chemistry, with honors, from the Chancellor 
College, at the University of Malawi. After 
receiving certificates in Molecular Epidemi-
ology and Clinical Research Design and 
Analysis at the University of Maryland and 
the Johns Hopkins University, respectively, 
he went on to the University of Cape Town, 
South Africa, where he completed his Ph.D. 
studies in Pharmacology.  
 
Dr. Dzinjalamala’s interest in research ethics 
arises mainly from being faced with the  
challenge of making prospective study     
subjects understand the nature, risks, and 
benefits of research studies. This challenge 
became particularly poignant to Dr         
Dzinjalamala, when at a meeting on Good 
Clinical Practices, participants (nurses,      
clinicians and scientists) failed to raise their 
hands when asked, “How many of you would 
allow your child to participate in the drug 
trials that we are conducting?” For Dr.   
Dzinjalamala, this incidence raised the    
question of whether biomedical scientists are 
operating within the realms of justice and 
beneficence towards the patients participating 
in studies, based on the controversial claim 
that the patients have had access to an      
informed consent process.  
 
Dr. Dzinjalamala’s particular area of interest 
in research ethics is in studying the long-term 
impact of making Anti     
Retroviral Drugs (ARV’s) 
available in developing  
countries such as Malawi, 
without having appropriate 
ARV therapeutic manage-
ment practices in place.  
 
Dr. Dzinjalamala hopes to gain professional 
insights into research ethics by attending the 
JHU-Fogarty African Bioethics Training  
Program. 
 
Email: fdzinjalamala@bmp.medcol.mw  

Fraction Dzinjalamala 

For information about the JHU-Fogarty African Bioethics Training Program please visit 
http://www.hopkinsmedicine.org/bioethics/research/ire/international_training.html  
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I n light of the questions posed by Dr. Bryant on page 3, the challenge for 
our next issue is to explore the ethics of doing research with orphans in 
Africa. Does this require special protections over and above those          
described in international guidelines?  
 

Send your comments on Dr. Bryant's questions and the challenge to 
btadesse@jhsph.edu for publication in our 2nd issue of the Bioethics       
Exchange by February 15, 2005.   

THE CHALLENGE 

Your comments about the current issue, and ideas for 
the next issue are what will keep the Bioethics Ex-

change an interesting and lively newsletter!! 
 

Please send contributions and suggestions to 
btadesse@jhsph.edu  

Hampton House 348, 624 N. Broadway  
 Baltimore, MD 21205 

 

Phone: 410-502-0389  Fax: 410-614-9567 
 

© 2004 Johns Hopkins University 
 

ANNOUNCEMENTS 

Trainees 

Ademola Adjuwon (2003) received a £5000.00 grant from the Wellcome 
Trust of England for the purpose of training 30 additional scientists, and 
for conducting a thorough evaluation of the training program for his    
practicum research in Nigeria. 

Paulina Tindana (2002) has completed her MHSc studies in Bioethics at 
the Joint Centre for Bioethics, University of Toronto  

Paul Ndebele (2001) has started his PhD studies in South Africa at the 
University of Natal through the SARETI program. He will be studying the 
level of understanding of microbicide trial participants about randomiza-
tion, double blinding and placebo. Paul has recently been appointed as the 
Managing Director for the Developing World Bioethics Journal. 

Program Staff  

Rachel Harrison has left her position as Program Coordinator to join the 
University of Virginia for her MA in Bioethics. Belien Tadesse joins us 
from the School for International Training,  Vermont, where she is an MA 
candidate in Intercultural Services Leadership and Management. 

Program  

We are pleased to announce that the JHU-Fogarty African Bioethics 
Training Program has been funded for another four years, from 2004-
2008. We are grateful to the Fogarty International Centre for its continued 
commitment to international bioethics training.  

Recent Publications of Interest 

Kass, N. Dawson, L., and Loyo-Berrios, N. “Ethical oversight of         
developing country research: Results of a survey of US investigators”. 
IRB,     Ethics, and Human Research. 2003; 119C(1):51-59. 

Hyder, A., Wali, S., Teoh, N., Khan, A., and Kass, N. “Ethics of human 
subjects research: A perspective from developing country researchers”. 
Journal of Medical Ethics. 2004; 30:68-72. 

Tangwa, G B. “Between universalism and relativism: a conceptual       
exploration of problems in formulating and applying international        
biomedical ethical guidelines”. Journal of Medical Ethics. 2004 30: 63-67  

International Conferences  

The Global Forum on Bioethics in Research will be held in Malawi on 16-
18 March 2005.  http://www.gfbronline.com/  

Executive Committee 
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Adnan A. Hyder, M.D., M.PH., Ph.D., Co-Director 
 Assistant Professor & Leon Robertson Chair, Bloomberg 
 School of Public Health  
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Jack Bryant, M.D., M.PH.  
Ezekiel Emanuel, M.D., Ph.D.  
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Paulina Tindana,  M.H.Sc.  
 
Affiliated Faculty  

Ruth  Faden, Ph.D., M.P.H. Hilary Bok, Ph.D.  
Donald  Burke, M.D., Ph.D.  Andrea Ruff, M.D.  
Holly Taylor , Ph.D.,  M.P.H.  Michael Sweat, Ph.D., M.A. 
 

Trainees  
2001 2003 
Duncan Ngare, Ph.D, M.P.H.   Ademola Ajuwon, Ph.D. 
Godwin Ndossi, Ph.D. Bavon Mupenda, M.A.  
Paul Ndebele, Ph.D. Candidate,  Nicola Barsdorf, M.H.S. 
M.Sc.     
 
2002 2004 
GodfreyTangwa, Ph.D., M.A.  Dya Elsayed,  M.D. 
John Appiah, S.T.M, S.T.B.  Bornwell Sikateyo, M.Sc.   
Paulina Tindana, M.H.Sc.  Mantoa Mokhachane, M.D.  
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