
 

 

 

 

 

 

 

 

Minutes of the Annual Review Meeting 

AFRICAN CANCER REGISTRY NETWORK 

(AFCRN) 
Voyager Beach Resort, Mombasa, Kenya, 29-30

th
 January 2013 

 
The meeting was supported by  

GlaxoSmithKline Oncology Division, the Doris Duke Charitable Foundation, UICC, IARC and WHO/AFRO. 

 

In brief 

 

The meeting was attended by the directors or representatives 

of the 21 cancer registry members, AFCRN consultants and 

other key partners (see list of participants in appendix 1).  

Sixteen sub-Saharan countries (French and English speaking) 

were represented.    The purpose of the meeting was to 

present a report on the network’s achievements in 2012, to 

provide an update on the ongoing work in member registries, 

to discuss the expansion of the network, to review ongoing 

research projects and to plan future joint activities in training, 

advocacy and research in Africa in 2013.  The meeting format 

allowed for discussions and constant interaction between 

members and participants.  

 

 

 
 

The Advisory Committee of the Network (representing IARC, IARC, 

WHO, and UICC – see picture) met the following day, to consider the 

results of the ARM and advise the secretariat accordingly.  Minutes of 

this meeting are available separately. 

 

 

 

 

 



 

DAY 1 
 

Progress report on 2012 
 

After some welcoming remarks, Dr Parkin presented a progress report on 2012 (please refer to the presentation on 

the website and to the progress report).  When presenting the planned research activities, Dr Parkin indicated that 

the “model report” developed for use in African registries would probably be meant to be cover three years instead 

of one year as initially thought.  He also mentioned that the targets/objectives set up at the Arusha meeting in 

January 2012 were for a group of 7 cancer registries.  In 2012, the network has expanded and now includes 21 

members.  This explains that all targets could not be met.  When discussing the AFCRN role as a “regional hub”, DMP 

emphasized the specificity of the African Hub which is a “consortium hub” rather than one center of excellence (as 

opposed pt the Asian Hub – Tata Memorial Hospital).  When presenting the website, he took the opportunity to 

stress the need to showcase the work of the cancer registries and of the network and asked the members who still 

don’t have a webpage on the AFCRN website to put their own as soon as possible. This was made a membership 

criterion in a discussion that took place later on.   
 

 
 

Training activities in 2012 
 

The Advanced Training Courses held in 2012 were presented by Eric Chokunonga and Dumisile Huwa. The practical 

(registrars) courses were presented by Henri Wabinga and Anne Korir.  (Please refer to the presentations on the 

website). Information on CanReg5 training was provided by Dr Parkin. 
 

The presentations were followed by some general discussion.  Comments/questions/suggestions include: 

- More time should be allowed for CanReg5 training (this will be further discussed later – training content) 

- Some funding could be available from UICC to help with e-training.   

- Request for French versions of the courses and of the training material. 

- For the basic courses, one of the challenges is the turnover of the staff.  Training of the registrars is essential. 

- Who can attend the basic courses and who should be approached if people want to attend the course?  

Priority is given to network members.  A reasonable number of participants is a maximum of 8.  Other 

registrars may attend; however, a small fee is payable by participants who are not from AFCRN member 

registries.   

- Sam Mbulaiteye mentioned the NCI summer courses on cancer control that might be of interest to the 

members 

- Julie Torode reminded about the possibility to apply for reverse ICRETT grants to support some of the 

trainings 

 
Regional reports from 2012 
 

Reports were provided by the members on the ongoing work in the registries: 

i. The East African Group 

1. Update on Tanzania (Dar es Salaam) 



2. Update on Kilimanjaro 

3. Update on Rwanda 

4. Update on Kenya (Nairobi) incl. progress on MoU tasks 

5. Update on Kenya (Eldoret) incl. progress on MoU tasks 

6. Update on Addis Ababa registry 

ii. Nigeria (Dr Parkin, Emmanuel Oga) 

iii. Francophone Africa (Sabine Perrier-Bonnet, Dr Parkin). 

Comments from Registry Directors (Profs Gombe, Koulibaly, Nouhou) 

iv. South Africa 

Comments from Registry Directors (Drs Kistnasamy, Stefan, Ms Somdyala) 

v. Other new members (Ghana-Kumasi; Mauritius, Seychelles). 

vi. Other consultancies (non-Members) 

1. Zambia (DMP) 

2. Gabon  (DMP) 

                                            3.   Cameroon (S P-B) 

                                            4.   Mauritania (S P-B) 
 

Please refer to the presentations on the website. 
 

 

 

Completed projects (2012) 
 

Projects completed in 2012 were presented.  Please refer to the presentations on the website. 
 

i. The AFCRN Model Registry Report (H Wabinga) 

ii. AFCRN Consultant Guidelines (E.C.) 

iii. AFCRN Model Registration Form (E.C.) 

iv. 20-year time trends in Harare (E Chokunonga) 
 

Ongoing projects (2012) 
 

Please refer to the presentations on the website. 
 

v. Survival studies (C Okello and updates from PIs). 

vi. Oesophagus cancer in East Africa (K van Loon) 

vii. ACS study on size and stage of breast cancer in Africa (C Okello)  

viii. Costs of cancer registration: Kenya study (Robai Gakunga) 

 

 

Day 2 
 

Plans for 2013 
 

Expansion of the Network 
 

Criteria for membership of AFCRN 
 

The first four criteria were maintained.  New criteria were discussed and approved, as: 



• Membership is by invitation following a consultant visit of evaluation 

• Two existing members may propose new members for evaluation 

• Registries in the countries of Sub-Saharan Africa (the WHO-AFRO region, minus Algeria) are eligible for 

membership 

• The registry must be POPULATION BASED, and achieving at least 50% coverage of the target population* 

• Members must accept participation in joint AFCRN projects:  

o  as approved at the AFCRN Annual Meeting 

o and approved by the AFCRN Research Committee 

• Members must adhere to the policy (as agreed at the AFCRN Annual Meeting ) on International Collaborative 

Research  

• Members must maintain an up to date Web Page on the Network website; 

 * Membership will lapse for registries that fail to achieve ≥ 70% coverage within 3 years of joining AFCRN 

 

Planned consultancies  
 

Planned consultancies for 2013 are: 

- Ivory Coast (Dr Max Parkin – February 2013) 

- Benin  (imPACT mission - Dr Max Parkin – 8-12 April 2013 – Possible visit to Togo afterwards) 

- Mozambique (as part of the agreement with IARC/GAVI – Dr Max Parkin and & Elisabete Weiderpass Vainio) 

- Cameroon (imPACT mission – 10-14 June 2013 – Probably Marilys Corbex) 

- Botswana (imPACT mission – Dr Max Parkin -  26-30 August 2013) 
 

- Possibly: Sierra Leone and Addis Ababa in July-August 2013 (Eric Chokunonga) 
 

Dr Kathryn Anastos mentioned that her organization is also active in Cameroon (iDea is supporting the salary of 2 

registrars and has provided support for the purchase of equipment) and that there would be a possibility of working 

together and of identifying some funding for cancer registration in Cameroon.  Some discussions will be held with 

Sabine Perrier-Bonnet who conducted a site visit in Yaoundé in 2012. 
 

Dr Kathryn Anastos also indicated that they also have a project going on in Burundi and that, should the AFCRN 

envisage helping with cancer registration in that country, collaboration could be established. 

 

Priorities of donors & collaborators 
 

WHO/AFRO 
 

Four priorities based on their core mission: 
 

1- Advocacy at regional, sub-regional and national level, focusing on cancer control and the importance of cancer 

registries 

2- Technical support for capacity building 

WHO country offices may include provision for cancer registration in the Country cooperation Strategy, but it  is 

necessary to plan early in advance.  Health Ministers can apply for funding to WHO every two years.  Next budget 

would be for 2014-2015.  Cancer registry directors should liaise with their Health Minister so that a budget item 

for cancer registration could be included. 

3- Support to disseminate cancer registration data & research 

4- Strengthening partnerships: WHO is working in close collaboration with IARC, AIEA, ECOWAS, GAVI and is in 



discussion with CDC. The AFCRN could be considered as the “implementer” in the region and as such some 

funding could be provided by AFRO 
 

For presentations made by UICC, IARC and GSK, please refer to the website. 
 

Jose Diaz took the opportunity of this meeting to announce GSK’s decision to renew its support for 2013.   
 

Mary Basset expressed her appreciation of the work done by the network and congratulated all cancer registries for 

their achievements.  The DDCF had just confirmed its support for the third year and, although the present funding 

mechanism could probably not allow for support in 2014, she will explore other routes to continue DDCF support to 

the program. 

 

 
 

Training courses in 2012 (General Discussion) 
 

The content, format, language and duration of the training courses were actively discussed.  The objective being to 

provide the most appropriate trainings to answer the evolving needs of cancer registry members.   
 

Main comments and suggestions included: 

• The need for training in French was emphasized  

• The need for more training in CanReg5 was shared by most of the participants.  This could be achieved 

through: 

o e-learning/webinars  (proposal made by Ms Somdyala)  

o a series of small trainings – Trainees would be trained in their own environment (move the trainers, 

not the trainees).  Currently there are 3 AFCRN trainers (Cecile Ingabire, Emmanuel Oga and Gladys 

Chebet) 

• Coding and staging should get more emphasis in the advanced training  

• More exercises would also be needed.  This would be a method to evaluate the training 

• Those who have attended the basic courses should be given priority for the advanced course. 

• Need for a refresher course?  Could this be done through a modular approach? 
 

At the end of the discussion, the following decisions were made: 

• The duration of the basic course will remain unchanged (4 weeks).  The balance between the training in 

Uganda and in Nairobi would be modified.  2 weeks in Uganda and 2 weeks in Nairobi to allow for more field 

work in Nairobi and a longer training on CanReg5. 

• An advanced course of 2 weeks will be held in French.  The first week (refresher) will focus on the basic 

principles of oncology & coding.  The second week will focus on staging and CanReg5.  Proposed locations for 

the meeting are: Rwanda or Guinée. The need for a higher level course in English will be re-discussed later.  

In case it is organized, it would be at the end of the year. 

• For training needs in CanReg 5 specifically, AFCRN will go to “mini” training centers 
 

The importance of coordination with other trainings was also raised: 

• There is a need for a dialogue about the purpose of the summer courses in Lyon for African participants.  

There is a need for more advanced courses, and no necessity to duplicate the training being carried out by 

AFCRN. 

• The summer courses in cancer control organized by the NCI would be very valuable for registry members.  

Would it be possible to approach NCI with a “group” proposal? 
 

 

 

 

 

 

 



Participation in Scientific Meetings/symposia 
 

AORTIC (Durban 21-24
th

 November)  
 

There was great enthusiasm for a session presenting the work of the network, and the following topics and speakers 

were proposed for an AFCRN session:. 
 

1. History and development of AFCRN                                        TBA 

2. The costs of cancer registration in sub Saharan Africa        Robai Gakunga (Kenya) 

3. The cancer profile in West Africa                                             TBA 

4. Childhood Cancer in Africa              Cristina Stefan (RSA) 

5. Time trends in cancer incidence in Africa            Eric Chokunonga (Zimbabwe) 

6. Breast cancer incidence by size and stage of tumour           Ahmedin Jemal (American Cancer Society)  

7. Cervix cancer: incidence and survival                                      Anne Korir (Kenya) 

8. Oesophagus cancer in East Africa: incidence and survival   Katherine van Loon (USA) 
 

The secretariat agreed to approach the organizers of the AORTIC conference to request such a session. 

 

IACR (Buenos Aires 22-24 Oct) (A Korir) 
 

Anne Korir has been elected as the Africa representative on the IACR Executive Board .  She thanked all those who 

gave her this opportunity in voting for her.  The 35th IARC Conference will be held in Buenos Aires on October 21 to 

23, 2013 and it would be good if some African cancer registries could be represented and if the network could make 

a presentation.  The decision was to wait and see who would attend the meeting and could therefore present the 

AFCRN work. Possibly someone from South Africa as there are direct flights.  Anne will check whether it would be 

possible for IACR to sponsor someone.  If there are any issues to be raised at the time of the Executive Committee 

meeting, please let Anne Korir know.   
 

Other meetings 
 

- NCRI annual conference in Liverpool.  Last year INCTR was invited to host a symposium on “Cancer in the 

Developing World” that was well attended.  There might be a possibility to host a symposium in 2013 and 

the work of the AFCN could be presented 

- Presence at the AIDS International Meeting? 

- ASCO 2014 – Ask whether they want to highlight cancer registration in Africa 

- Meeting of the North American Association of Central Cancer Registries. It was noted that, in the past, there 

had been little interest in work taking place in LMICs 
 

 
 

Research 
 

AFCRN Research Policy:  

 

Review of current guidelines and amendments & AFCRN Research Committee 

 

Dr Parkin presented the existing  guidelines (formulated during the preceding meeting at Arusha) related to the 

AFCRN Joint Response to External requests for Cancer Registry data. 



 

After the general discussion, the members decided to maintain the general principles of the guidelines.  However, it 

should be clarified that they apply only to projects involving AFCRN members in more than one country -  “intra-

country” research projects would be excluded from  the scope.    Protocols including local capacity building would be 

most welcome.  The importance of ERB clearance was emphasized.  Letters addresses to the ERB and letters 

authorizing the study should be standardized.  Barry Kistnasamy will send templates of letters used at his institution. 

 

A new Research Committee was elected: 

- Eric Chokunonga (Zimbabwe) 

- Ima Obong Ekanem (Nigeria) 

- Charles Gombe (Congo) 

- Eugene Mutimura (Rwanda) 

 - Max Parkin (UK) 

 

On-going joint projects  
 

Breast cancer size and stage: new participants 

Rwanda agreed to be part of the study.  A 10
th

 participating center has to be identified. 
 

Breast cancer specimens - ER/PR & HER-2 (E Kantelhardt) 

For Dr Kantelhardt’s presentation, please refer to the website.  
 

The presentation arose a lot of interest among the participants.  It was suggested that the study be used to help to 

build local pathology capacity and help local staff to learn new techniques.  The participation in the study could also 

offer an opportunity to improve scientific writing.  The issue of ethical clearance was again emphasized and Dr 

Wabinga asked for a summary that could be presented to his ERB.  
 

It was agreed that the study would be submitted for review to the AFCRN Research Committee. 
 

Survival studies:  

Registries who haven’t done so so far might want to undertake some survival studies on the commonest cancers in 

their countries.    The studies should look at a minimum of 3 years survival but shouldn’t go too far back.  DMP will 

circulate a letter in the next few weeks and attach a copy of the protocol for those who haven’t seen it yet. 

 

Projects not executed in 2012: 

 

Develop a protocol, and test, methods for estimating completeness of registration 

The AFCRN needs some academic back up to do this. 

A cancer registry is only making a valuable contribution when its data are being used for surveillance, health care planning 

and evaluation and research into cancer cause, prevention, and care. Member registries welcome the opportunity to 

collaborate in programmes of evaluation and research. Currently, network members are engaged in a number of 

collaborative projects, involving researchers from institutes in the USA, Germany, and UK. 

 To facilitate such interactions, while safeguarding confidentiality of data and the interests of those involved in the data 

collection and processing, the Network has established a Research Committee. 

The role of the committee is to review external requests for cancer registry data with the Network members concerned, 

and to agree a joint response to such enquiries. 

Researchers wishing to pursue collaborative projects with AFCRN members should submit the following, to be reviewed by 

committee members: 

Research projects:  submit protocol (with aims, rationale, budget and timeline). Specify proposed budgetary provisions to 

participating registries and proposed  roles of registry investigators in data analysis and report writing  

Student research:  submit protocol, dean’s letter, ethical clearance from relevant authorities 

Articles for publication: submit title, aims, methods, inclusion of registry investigators in data analysis, manuscript writing 

and publication 

Reports from Government Ministries (Health, Education, etc): submit a letter of support from relevant Minister,  

Permanent Secretary’s office or authorized officer from relevant Minister, indicating title, aims, methods, inclusion of 

registry investigators in data analysis and report writing; 

 The committee will discuss the application request, consult with those members potentially involved, and give a response 

on terms of collaboration within 15 days of receipt of the application. 



One potential advantage of the CANREG-5 database structure is the ability to perform capture-recapture 

estimatation of completeness. IARC had already been asked to examine the feasibility of including a module within 

CANREG-5.  The request would be repeated. 
 

Develop guidelines on “Confidentiality” (based on those published by IARC/IACR), appropriate to the African context. 

It was agreed that it is important to work on this.  If cancer is to become a reportable disease, the issue of 

“confidentiality” will be crucial.  It would be helpful to have guidelines already in place.     Once finalized, they could 

be published by WHO or with the WHO imprimatur. 
 

Cancer as a Reportable disease 

Cancer is already, by legislation, a reportable medical condition in two African countries.  The participants felt that it 

would really be useful if WHO could push on this issue and would recommend Member States to include cancer in 

the list of reportable diseases. 
 

HIV/AIDS cancer registry linkage studies 

The Uganda Study was presented by Sam Mbulaiteye and studies in South Africa were presented by Mazvita Sengayi 

(Please refer to the presentations on the website). 
 

Collaboration with the AFCRN was discussed.  There are 3 levels of issues.  

1- How many of the iDea cohorts coincide with AFCRN cancer registry members?  

2- Issue of confidentiality and of ownership of the data 

3- Technical issue.  How complete is the cancer registry data?  What region does it actually 

cover? Ways of identification to make the linkage? 
 

Some cancer registry members expressed their interest in participating in the study. 
 

A feasibility group was formed to address these first issues and is comprised of Sengayi  Mazvita, Sam Mbulaiteye 

and Kathryn Anastos. 

 

Cancer in Africa, GLOBOCAN 2010 

IARC are committed to regional publications (including a publication on “Cancer in Africa” after work on CI5 volume 

X is complete. It is anticipated that data from all AFCRN member registries will be included. As in the previous 

volume, there will be an indication of the degree of (in)completeness of each dataset. 
 

Participants at the AFCRN annual review meeting had agreed in principle to the establishment of a central database 

to host a subset of the data (without personal identifiers) collected by AFCRN members.  This will be necessary for 

projects such as the “Cancer in Africa” publication. IARC seems to be the most appropriate place (neutral, UN 

agency, available infrastructure & expertise,).  This will require negotiation to reach agreement on the rules of 

access. 

 

Website 

It was reminded that the webpage creation demonstrates a commitment to become a member of the network, and 

those members who had not done so were requested to submit one as soon as possible. 

 

Other topics 

 

• The expense of purchasing the TNM manuals was raised. In addition, they are too detailed to be readily used 

by registry staff. Dr Torode was asked to investigate the availability of simplified materials that could be used 

in the setting of an African cancer registry. 

• AFCRN should investigate how it can help registries to evaluate the quality of their data (quality audits). This 

would follow from the work to develop appropriate methods for measuring completeness  
 

 

 

 

 

 



Annual meeting 2014 

Some general discussion was held about the location and the duration of the next AFCRN annual review meeting.  It 

was suggested that the meeting could be held on 2 days and a half with the last afternoon to ‘rest’.  Eric Chokunonga 

proposed to be the host and to organize the meeting at the Victoria Falls.  The issue of accessibility will be looked at.  

No final decision was made. 

 

 
 



 

APPENDIX 1 

List of participants in the AFCRN meeting – January 2013 – Mombasa, Kenya 

 
Ahmedin Jemal ACS USA 

Amos Mwakigonja Muhimbili University College Tanzania 

Anne Finesse Seychelles cancer Registry, Ministry of  Health Seychelles 

Anne Korir Nairobi Cancer Registry, KEMRI Kenya 

Awuah Baffour Kumasi Cancer Registry Ghana 

Barry Kristnasamy National Cancer Registry South Africa 

Catherine Okello AFCRN consultant UK 

Charles Gombe Registre des Cancers , CHU Brazzaville Congo Republic 

Emmanuel Oga NSCR, Institute of Human Virology  Abuja Nigeria 

Cristina Stefan 

Childhood cancer Registry of South Africa, 

Stellenbosch University South Africa 

Danuta Kielkowski National Cancer Registry South Africa 

Dr Timoteos 

Addis Ababa cancer Registry, Tikur Ambessa 

Hospital Ethiopia 

Dumisile Huwa Kandoje Malawi National Cancer Registry Malawi 

Eric Chokunonga Zimbabwe National Cancer Registry Zimbabwe 

Eugene Mutimura Rwanda Cancer Registry Rwanda 

Eva Kantelhardt Martin Luther-Universität, Halle Germany 

Femi Ogunbiyi Ibadan Cancer Registry,University College Hospital Nigeria 

Gerard Ibara Registre des Cancers , CHU Brazzaville Republic of Congo 

Giana Lamin National Cancer Registry Gambia 

Hassan Nouhou 

Cancer Registry of niger, Faculté des Sciences de 

la Santé Niger 

Henri Wabinga Makerere University Uganda 

Ima-Obong Ekanem 

Calabar Cancer Registry, University of Calabar 

Teaching Hospital Nigeria 

Jean-Marie Dangou WHO Afro Office Congo Republic 

Jose Diaz GSK UK 

Julie Torode UICC Switzerland 

Mary Basset DDCF USA 

Max Parkin AFCRN  UK 

Mazvita Sengayi National Health Laboratory Service South Africa 

Moussa Koulibaly Registre des Cancers de Conakry Guinea 

Nathan Gyab Buziba Eldoret Cancer Registry Kenya 

Ntuthu Somdyala PROMEC cancer registry South Africa 

Rob Newton MRC Uganda (representing IARC)  Uganda 

Robai Gakunga KEMRI Kenya 

Sabine Perrier-Bonnet AFCRN consultant France 

Sam Mbulateiye US NCI USA 

Shyam Manraj 

 
Cancer Registry of Mauritius, Mauritius Institute 

of Health 

Mauritius 

 

Solomon Bogale 

 
Addis Ababa cancer Registry, Tikur Ambessa 

Hospital 

Ethiopia 

 

 


