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INTRODUCTION 
Cancer is estimated to be the leading global cause of death rank, ranking above ischemic heart disease, stroke and 

lower respiratory infections (http://www.who.int/gho/). Most cancers occur in low and middle income countries, 

and, even in Africa, cancer is an increasing problem because of the aging and growth of the population, as well as 

increased prevalence of risk factors associated with economic transition. In 2012, cancer was responsible for 

600,000 deaths (compared with, for example, 550,000 deaths from malaria, mainly in children under 5).  

 

The importance of cancer as a health problem underlines the need for systematic 

cancer control programmes maximising scarce resources, as promoted by the World 

Health Organisation (WHO) and its Regional Office, and specialist Agency 

(International Agency for Research on Cancer (IARC)). Effective control programs 

require adequate information on the size, nature, and evolution of the health 

problem that they pose. Cancer registry data are essential components in planning 

and monitoring of such programmes. The data should be built upon results from 

population-based cancer registries. In Africa, data from cancer registries are 

particularly important, as there are no accurate mortality statistics available from 

civil registration systems on the continental mainland. 

 

Cancer registration in sub Saharan Africa had been ongoing for over 50 years, but in isolated sites with little 

interaction and guidance. The African Cancer Registry Network (AFCRN) was formally inaugurated on 1st March, 

2012, and succeeded and expanded the activities of the East African Cancer Registry Network (EARN), which had 

been established in January 2011. Since September 2012, the International Agency for Research on Cancer (IARC), 

in the framework of its Global Initiative for Cancer Registry Development in Low- and Middle-Income Countries 

(GICR), has partnered with AFCRN to provide a network Regional Hub for cancer registration in Sub-Saharan Africa 

(www.afcrn.org). AFCRN is a network of working population based cancer registries in sub Saharan Africa and is 

open only to those which commit to adhere to mutually agreed upon working modalities. The primary criterion 

for membership is a completeness of coverage of at least 70% of the target population, with an allowance for a 

probationary 3 years at 50%. At the time of the survey described in this report, there were 26 registered members 

from 19 countries, including the Nigerian National System of Cancer Registries, which is not a cancer registry per 

se, but whose mandate includes supervising and mentoring cancer registries in Nigeria. 

 

During the 2nd Annual Review Meeting of AFCRN which took place in Victoria Falls, Zimbabwe, 21st -23rd January 

2014, it was agreed to conduct a survey to determine some basic characteristics of member registries, to enquire 

into the nature of any links between registries and their respective Heath Authorities (national and/or local), and 

to review whether data from individual registries had been used in national or local cancer control planning.  

 

METHODS 
A questionnaire was developed (Appendix 1) to collect data about the registries. It covered five areas:  

 

 background,  

 funding situation,  

 data collection methods,  

 registry output and 

 use of data in cancer control.  

 

Data collection began in March 2014 and ended in July 2014. All the 25 member registries were contacted. After 

reminders, 23 returned the questionnaire. A number of participants did not answer all questions on their 

questionnaire; therefore the totals for some actions were less than 23. 

 

http://www.who.int/gho/
http://www.afcrn.org/
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BACKGROUND OF THE REGISTRIES 
 

History of the Registries 

The member registries were established at different times and are at various stages of development. The oldest 

registries are the ones in Kampala (est. 1954) and Ibadan (est. 1960). Both have over 50 year’s history while other 

15 member registries have been around for 10-30 years. Three newly established registries (less than 5 years) are 

the ones in Kumasi (est. 2012), Addis Ababa (est. 2011) and Tanzania (est. 2011). Figure 1 shows the age of 23 sub 

Saharan African population based cancer registries. 

 

 
Figure 1: African Cancer Registry Network (AFCRN) member registries by age. 

 

 

Registry Population 

The targeted population of the 23 registries ranged from the smallest at 87,000 (Seychelles) to the largest at 

48,235,000 (National Cancer Registry – South Africa). The majority ranged between half a million to 4.3 million. 

The summary of the targeted population as well as the number of cases registered in the most recent completed 

year for each respective registry are shown in Table 1. 
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Table 1: Target population and number of cases registered in the most recent year for which data collection 

was complete.  23 African Cancer Registry Network (AFCRN) Member Registries. 

Cancer 

Registry 
Country 

Area Covered by Population Based 

Cancer Registry 

Current/Most 

Recent 

Population 

(Nearest 

1,000) 

Cases Registered 

in the most 

Recent 

Completed Year 1 

Seychelles Seychelles Seychelles 87,000 164 

Beira Mozambique Beira City 453,000 430 

Calabar Nigeria 
Calabar Municipality, Calabar South 

(Cross-River State) 
647,000 170 

Abuja Nigeria 

Abuja Municipal, Kuje, Bwari, 

Gwagwalada, Abaji and Kwali area 

council 

776,000 647 

Eldoret Kenya Uasin Gishu Area 894,000 895 

Malawi Malawi 
Blantyre City (Urban) and Rural - 

228sq km 
952,000 1222 

Eastern Cape 

Province 
South Africa Rural Population 1,094,000 710 

Mauritius Mauritius 
Republic of Mauritius (Isls. of 

Mauritius and Rodrigues)  
1,253,000 1942 

Ibadan Nigeria Ibadan and Environs 1,343,000 1911 

Gambia Gambia Gambia (National population) 1,348,000 468 

Guinea Guinea Conakry and Environs 1,351,000 667 

Brazzaville Congo Brazzaville, Congo 1,380,000 657 

Zimbabwe Zimbabwe Harare city 1,409,000 2213 

Botswana Botswana Botswana 1,740,000 1254 

Kampala Uganda Kyadondo County 2,072,000 1275 

Namibia Namibia Namibia 2,097,000 1878 

Kumasi Ghana Kumasi City, Ashanti Region 2,173,000 231 

Addis Ababa Ethiopia 10 subcities of Addis Ababa 2,894,000 2211 

Nairobi Kenya Nairobi County 3,135,000 1569 

Abidjan Ivory Coast Abidjan and Environs 4,065,000 1580 

Tanzania Tanzania Dar es Salaam 4,300,000 - 

SACCSG2 South Africa South Africa (ages 0-14) 16,640,000 714 

NCR-SA3 South Africa South Africa_ Pathology Based 48,235,000 52706 

1. All registrations may include non-residents in the area covered 

2. South African Children’s Cancer Group – Data for children (0-14 years) 

3. National Cancer Registry of South Africa – Data from Pathology Laboratories only 
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FUNDING OF CANCER REGISTRATION 
 

Source of Funding 

There were 11 common sources of funding for AFCRN member registries in 2013. They were local governments, 

academic institutions, hospitals, health insurance companies, local non-governmental organizations, international 

non-governmental organizations, commercial companies, charities, research grants, International Agency for 

Research on Cancer (WHO) and private donors. Figure 2 shows the estimated amount that came from each of 

these sources for cancer registration activities in 2013. However, the total cost of operating the cancer registries 

is likely to be higher than the figures shown, which represent the level of direct financial support. The true 

economic costs of cancer registration include in-kind contributions (both labour and non-labour), as well as direct 

financial support (Tangka et al., 2010). These in-kind contributions include hospital staff input as they help 

retrieve files and other documents, office space and equipment provided by host institutions and volunteer staff 

time. 

 

Figure 2. Direct funding, by source of funding for African Cancer Registry Network Member Registries in 2013. 

 
 

Funding Situation 

Fifteen registries (65.2%) pointed out that the funding they received did not cover all their running costs for 2013 

compared with the other seven registries (30.4%) that had (adequate funding for the same year. One participant 

did not respond to this question. 

 

In the case of those who did not have adequate funding for 2013, various strategies were used to cover the costs 

including recruitment of volunteers by 4 registries, 3 registries ended up not carrying out some registry activities 

leading to a back log, two registry directors resolved to personally finance activities and 3 registries negotiated 

additional funding or in kind support from other sources – government/university.  
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Eighteen participating registries (78.3% of those responding) reported that the budget situation was similar to 

that in the previous years. One (4.3%) registry received much higher funding in 2013 and two (8.7%) registries 

received much lower funding in 2013. Two (8.7%) participants did not respond.     

 

The total funding for cancer registry activities of the 21 registries that responded was US $ 831,338, but 71% of 

this total went to just two registries – the South African National Cancer Registry (51% of the total), and the 

research-orientated Gambia cancer registry, financed by IARC. Most of the funding of AFCRN member registries is 

from local governments (48.3%). Health Insurance did not provide any funding. 

 

Figure 3 shows percentage distribution of expenditure headings (or budget lines) for different registry activities.  

Data processing and analysis involves case finding, abstraction, coding, data entry and reporting which are the 

basic operational activities of a registry, and these took up the highest percentage (47.8%) of the total funding.  

Management and administration activities accounted for more than a quarter of the total expenditure.   

 

 
Figure 3: Estimated Use of Funds on AFCRN Member Registries Activities (% total budget 2013) 

 

The larger registries should, in principle, be more generously funded. Figure 4a shows the relationship between 

direct funding (in US $) and the annual number of registrations (as shown in Table 1) for 17 respondents who 

provided information on their total budget1.  

 

The lack of relationship highlights the fact that direct funds received by registries do not reflect the total costs 

(Tangka et al, 2010). If the two outliers: Gambia2 and Kumasi3 in Table 4a are excluded, there is a weak correlation 

between registry size and budget. The regression line implies a marginal cost of about US $ 8-9 per case 

registered (Figure 4b). 

 

                                                           
1
 The National Cancer Registry of South Africa is excluded since it relies entirely on passive notification from laboratories  

2
 Gambia registry funded to act as part of the Gambia Hepatitis Intervention Study (GHIS) 

3
 Kumasi registry shows severe under-registration for the year in question (10.6 cases per 10,000 population (Table 1)) 
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Figure 4a (left): Seventeen AFCRN member registries’ budgets by number of cases registered in the most recent 

completed year. Figure 4b (right): Fourteen AFCRN member registries’ budgets by number of cases registered in 

the most recent completed year(excluding Gambia & Kumasi). 

 

 

Staffing  

A reasonably functioning cancer registry requires staff members with different skills and expertise, including 

cancer registrars, programmers, statisticians/epidemiologists, medical personnel, administrators, managers 

among others. Table 2 shows the Minimum, Maximum and Mean full time equivalent personnel (FTE) for all that 

AFCRN registries that participated. 

 

 Minimum Maximum Mean 

Average FTE Registrar (e.g. collection, registration, checking) 0.0 5.0 1.93 

Average FTE Medical (e.g. pathology, coding, communication) 0.0 8.5 0.85 

Average FTE Administration (eg. Secretarial support) 0.0 3.0 0.64 

Average FTE Management (e.g. Direction) 0.0 1.8 0.55 

Average FTE Programmer (e.g. database mgmt., automation 

and output) 

0.0 3.0 0.54 

Average FTE Statistician/Epidemiologist (e.g. methods, 

analysis, interpretation, communication) 

0.0 1.0 0.18 

Table 2: Average Full Time Equivalent Staff in AFCRN Member Registries by Job Category 

 

The number of staff should be related to the workload of the registry. The relationship between number of staff 

(all types, FTE) and the annual number of cases registered (as shown in Table 1) for 21 registries providing this 

information4 is shown in Figure 5. 

 

                                                           
4 The National Cancer Registry of South Africa is excluded since it relies entirely on passive notification from laboratories  
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Figure 5: Total staff (FTE) by annual number of cases registered for 21 AFCRN Member Registries 

*The National Cancer Registry of South Africa is excluded since it relies entirely on passive notification from laboratories 

 

There is a lot of scatter about the trend line (Figure 5), but , with its intercept set at zero (no staff for no 

registrations), it implies, very approximately, that about three staff members are present for every 1000 

registrations per year. 

 

 

THE DATA SOURCES OF AFCRN REGISTRIES 
 

Data Sources 

The journey of a cancer patient seeking medical care can be winding with many back and forth movements. A 

cancer registrar may be required to track this movement in order to get all the data they need to complete the 

case. A common feature of population based cancer registries is that they collect information on cancer cases 

from multiple sources within their target area and this feature may be used to evaluate the success of the cancer 

registry in case finding (Parkin and Bray, 2009). Depending on the level of infrastructure of the system and 

commitment to cancer data collection within the targeted healthcare providers, some may send any cancer data 

that they come across to the cancer registry (referred to as “passive” data collection). Active data collection 

requires the cancer registry staff to actively search for the data from any available sources for the target 

population.  

 

The majority of the data were received either as filled paper forms or as electronic records. The former requires 

more physical activities; for example travel between medical units, even to patient homes. Hence the costs, in 

terms of staffing and expenditure, for collection using paper forms are likely to be higher.  

 

The registries were asked about the use of 13 different data sources: Specialist Oncology Clinics, Radiotherapy 

Departments, Hospitals (Public/University), Private Hospitals and Clinics, Pathology Laboratories, Haematology 

Laboratories, Autopsy Reports, Outpatient Clinics, Hospices, Screening Programs, Health Insurance and Vital 

Statistics (Death Certificates). Figure 6 illustrates the number of these sources used by the 23 member registries. 

The average number of sources used per registry is nine (Median = 10). One registry (Tanzania) reported using 
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only one source (the oncology service), while the South African National Cancer Registry received notifications 

only from pathology and haematology departments.  

 

Health Insurance as a data source is not common. Only 3 in 23 registries collected data from a health insurance 

company. The main reason for this was that there was no health insurance available in the country. A study by 

Hernandez al. (2014) suggested that physician medical claims data capture for chemotherapy information that 

would not otherwise be reported by hospitals would be an efficient mechanism for cancer reporting. 

 

 
Figure 6: The number of 13 possible data sources used by 23 AFCRN Member Registries 

 

Although active or passive data collection methods and the use of paper or electronic methods at one source are 

usually mutually exclusive, a few registries reported that both active and passive data collection methods were 

used at the same source; or data from both paper and electronic forms were collected from the same source. 

 

Table 3 shows the different methods of data collection and the number of times the data collection method was 

used out of the total count that was reported (207 times for data sources – active and passive, and 191 times for 

data form – paper and electronic). It assumes mutual exclusivity. It shows that data collection among these 

registries was mainly an active and paper based process. 

 

Active Data Collection for all the Data Sources (N1=207) 176 (85%) 

Passive Data Collection for all the Data Sources (N1=207)  31 (15%) 

Data Collected in Paper Form (N2 = 191) 178 (93.2%) 

Data Collected in Electronic Form (N2 = 191) 13 (6.8%) 

Table 3: Data collection methods used by AFCRN registries 

(total count for data sources N1=207, Total count for data forms N2 = 191) 
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REGISTRY OUTPUT 
 

Efficiency  

Timeliness is one of the quality control measures of population based cancer registries. It depends on the rapidity 

with which the registry can collect, process, and report sufficiently complete and accurate data (Bray and Parkin, 

2009). AFCRN member registries are at different levels of timeliness.  Table 4 shows the most recent year for 

which a registry has completed the registration process (for cancer cases – i.e. available for calculating incidence 

rates) among 23 respondents. Questionnaires were completed in April - July 2014, so a completed database for 

2013 indicated that statistics were available only 6 months after the end of the year. 

 

Eleven registries (47.8%) reported that the year 2012 was the most recent year with completed cancer counts. 

Four registries reported that registration was complete for the year 2013 (the Abuja Cancer Registry, Beira Cancer 

Registry, Kumasi Cancer Registry and Registre Des Cancers De Brazzaville).  

 

Year Average “delay” (months) Number of registries 

2013 6 4 

2012 18 11 

2011 30 3 

2010 42 4 

earlier >= 54 1 

Table 4: The most recent year of complete registration in the 23 AFCRN Member Registries 

 

Reporting Results 

“We think that any registry--hospital, local, regional, or national-must devote at least as much resources, time, 

and talent to its use for research and control purposes as it does to data acquisition, computerization, and 

publication of annual reports. Otherwise, it is doubtful that the registry investment is being optimally used” 

(Greenwald et al. 1986). But do registries actually publish their results? According to Muir et al (1985) “It is 
unethical to collect and store data that cannot be used or are not used for the purpose for which they were 

collected. Such cancer registries or rather “data cemeteries” will be of low quality and useless”. 
 

The most basic type of publication is the report of the registry activities, published either annually, or for longer 

periods (e.g. for3 to 5 years).  AFCRN has developed a “model” report format, which members can use as a basis 
for such reporting (http://afcrn.org/resources/publications/115-model-registry-report). Of the 23 members 

responding to the survey, more than half (15, 65%) had published at least one such report. 

 

Cancer registries may publish their results in many other formats, through registry websites, research articles, 

press releases, and direct communication with data users (Bray et al, 2014). All the AFCRN registries are 

responsible for maintaining a web page hosted at the AFCRN website where they could present basic information 

of the registry and its findings.  

 

The Cancer Incidence in Five Continents (CI5) is a series of monographs published every 5 years by the 

collaboration of the International Agency for Research on Cancer (IARC) and International Association of Cancer 

Registries (IACR). It gives the incidence of cancer worldwide. It is selective about which registry’s data qualify to 
be included. Of the 23 registries surveyed seven (30.4%) had ever had their data included in the CI5. Of these, two 

qualified for volume I, one for Volumes II, III and VI respectively, two for volume VII, three for volume VIII, two for 

volume IX and four for volume X (Table 5).  

 

 

 

 

http://afcrn.org/resources/publications/115-model-registry-report
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Table 5: African Cancer Registry Network (AFCRN) Member Registries with Results 

included in Cancer in Five Continents (CI5) 

Volume I Nigeria, Ibadan 1960-1962 

Uganda, Kyadondo County 1954-1960 

Volume II Nigeria, Ibadan 1960-1965 

Volume III Nigeria, Ibadan 1960-1969 

Volume VI The Gambia 1987-1989 

Volume VII Uganda, Kyadondo County 1991-1993 

 Zimbabwe, Harare: African 1990-1992 

 

 

Volume VIII 

The Gambia 1997-1998 

Uganda, Kyadondo County 1993-1997 

Zimbabwe, Harare: African 1993-1997 

Volume IX Uganda, Kyadondo County 1998-2002 

Zimbabwe, Harare: African 1998-2002 

Volume X 

Malawi, Blantyre 2003-2007 

South Africa, PROMEC 2003-2007 

Uganda, Kyadondo County 2003-2007 

Zimbabwe, Harare: African 2003-2006 

Table 5: AFCRN Member Registries with results included in Cancer in Five Continents (CI5). 

 

Apart from being presented in CI5, results may be published as research articles in national, regional and 

international journals. These may also be considered as a good source of evidence based information for further 

research and planning by both internal and external researchers and policy makers. AFCRN registries have 

produced a number of research articles and published at varying levels (Table 6). In the past 60 years the two 

oldest registries (Ibadan and Kampala) lead with 65 and 29 publications, respectively, followed by Zimbabwe (12), 

Guinea (11) and Gambia (10). The 23 cancer registries have produced a total of 163 articles of which 69 are in 

national publications, 20 in regional publications, and 74 in international publications. The international level 

publications are considered the most prestigious.  
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Table 6: Publications (1954-2014) by African Cancer Registry Network (AFCRN) Member Registries 

Name of Cancer Registry Age of 

Registry 

(years) 

Number of Publications in academic journals 

National 

Journals 

Regional 

Journals 

Internationa

l Journals 

TOTAL 

 

Ibadan Cancer Registry 54 50 5 10 65 

Kampala Cancer Registry 60 0 0 29 29 

Zimbabwe National. Cancer Registry 29 3 0 9 12 

Registre de Cancer de Guinée 23 6 2 3 11 

Gambia National Cancer Registry 28 0 0 10 10 

Eldoret Cancer Registry 15 0 8 1 9 

Malawi Cancer Registry 25 4 0 5 9 

E. Cape Province Cancer Registry 18 3 1 4 8 

South African Childhood Cancer Registry 27 1 0 6 7 

Registre des Cancers de Brazzaville 18 0 3 3 6 

Calabar Cancer Registry 10 0 0 3 3 

Abuja Cancer Registry 5 0 0 2 2 

Beira Cancer Registry 9 0 0 2 2 

Nairobi Cancer Registry 13 0 1 1 2 

National Cancer Registry of Mauritius 25 1 0 1 2 

Kumasi Cancer Registry 2 1 0 0 1 

Registre des Cancers D'Abidjan 20 0 0 1 1 

Addis Ababa City Cancer Registry 3 0 0 0 0 

Botswana Cancer Registry 15 0 0 0 0 

Namibian National Cancer Registry 19 0 0 0 0 

Seychelles National. Cancer Registry 6 0 0 0 0 

South African National. Cancer Registry 28 0 0 0 0 

Tanzania Cancer Registry 3 0 0 0 0 

Total  69 20 74 163 

 

 

CANCER REGISTRIES IN CANCER CONTROL 
The World Health Organisation (WHO) stresses the importance of National Cancer Control Programs (NCCPs) 

within a comprehensive, systemic framework as the best way to effectively reduce cancer incidence and 

mortality, improve survival and quality of life, and reduce cancer risk factors by making the most efficient use of 

resources.  As part of this, it is recommended that all countries should establish core surveillance and information 

systems that allow them to monitor and evaluate epidemiological and programmatic data, and to use these data 

as a basis for appropriate decision making. Cancer surveillance is centred upon the population-based cancer 

registry as a core component of the cancer control strategy (WHO 2002). 

 

In cancer control, the most basic function of a population based cancer registry is to assess the current magnitude 

of the cancer burden and its likely future evolution. This is essential in setting priorities for different interventions, 

and for monitoring the effects of interventions (Parkin, 2008). All population based cancer registries should be 

able to calculate incidence rates (by cancer site, sex and age) and membership of AFCRN implies that the rates 

calculated are reasonably accurate (because of the minimum criteria of completeness (70%), required for 

membership).  
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Use of Data in Staging of the Disease and Calculating Survival  

Information on other types of data collected by AFCRN members was obtained by examining submissions to the 

AFCRN database in 2013 (hence the total number is 24). Figure 7 shows that over 60% (16) registries recorded not 

only the site and histological type of the primary tumour, but also the stage of tumour using the recommended 

TNM codes or the condensed version of it. A different group of 16 registries recorded the information related to 

treatment after diagnosis.  

 

 
Figure 7. Extra information recorded by AFCRN member registries 

 

While the mortality rate is an indispensable measure of the success (if any) of cancer control activities in different 

populations, the effect of cancer control activities on mortality will often be delayed, and data on cancer patient 

survival can give a more immediate insight into changes in outcome after diagnosis. The ability of cancer registries 

to calculate survival probability at different intervals post diagnosis requires that they collect information on 

follow up – usually as two variables: date of last follow up [contact], and ‘status’ at last follow up (alive or dead). 

As shown in Figure 7, 19 registries had “date at last contact” available, of which 17 specified whether the patient 

was alive of dead at the time. This illustrates the potential for calculating survival. 

 

However, for almost all of these registries, the data are missing for a variable proportion of registrations. In a 

recent AFCRN/ACS collaborative study of size and stage for breast cancer in a random sample of approximately 

143 cases from the databases of 8 registries (1143 cases), full follow up information was available for only 49% of 

all cases. One registry had 95% of cases stated as lost to follow-up at varying intervals post diagnosis. 

 

Use of Data through Linkages with Stakeholders 

In as much as cancer registries play a key role in cancer control, the stereotypical role of cancer registries 

proposed by Armstrong (1992) was a central role in basic research in primary prevention, evaluation of 

interventions, situation analysis, program planning, program monitoring and future planning. He also noted that 

cancer registries would provide to varying degrees a central and support role in program implementation, and a 

support role to raising awareness of the need for cancer control. 

 

We surveyed the nature of links between AFCRN member registries and their respective Heath Authorities 

(national and/or local), and incorporation of registry data into local cancer control plans in order to highlight the 

role of these registries in cancer control. The results are summarized in Table 8. 

 

 

 

0% 20% 40% 60% 80% 100% 

Stage 

TNM Full or condensed used 

Info on Treatment 

Status at last contact  

Date of last contact 

Yes 

No 
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 YES NO MISSING 

Formal contacts with Local Health Department 15 (62%) 7 (30%) 1 (4%) 

Formal contacts with Ministry of Health (national) 17 (74%) 6 (26%) - 

If the cancer registry consulted by other health authority on cancer situation 

in the country 

19 (83%) 3 (13%) 1 (4%) 

Table 8: Nature of links between registries and their respective Heath Authorities (national and/or local). 

 

For the local health department, 15 (65.2%) registries had formal contacts while seventeen registries (73.9%) had 

formal contacts at the national level, for instance with the Ministry of Health.  

 

19 out of 23 registries have been consulted by health authorities on issues relating to the cancer situation in their 

countries. Forms of consultations could be joint meetings, responses to requests on information on cancer and 

planning of cancer services including cancer surveillance and screening planning. 

 

 
Figure 8. Forms of consultations in which the AFCRN Member Registries were in involved. 

 

Figure 8 shows that twelve (52.2%) registries had joint meetings with their Health Authorities, 17 (73.9%) 

responded to requests for information on cancer and 13 (56.5%) were involved in planning of cancer services. 15 

cancer registries had a representative involved in other steering committees and/or advisory groups of the Health 

Authority. Three registries reported that they did not have any links with their respective Ministries of Health or 

their Local Health Departments. 

 

In a more public domain, 20 registries indicated that the registry or a representative from the registry had been 

mentioned in public media, for example in newspapers, radio programmes or TV news.  

 

National Cancer Control Planning 

The Union for International Cancer Control (UICC) highlights the importance of cancer control planning: “Planning 

integrated, evidence-based and cost-effective interventions throughout the cancer continuum is the most 

effective way of tackling the cancer problem and reduce the suffering caused to patients and their families” 

(http://www.uicc.org/national-cancer-control-planning-nccp).  Cancer control plans are designed around five key 

questions: what is our country's cancer picture? who can help us develop and implement a cancer plan? what will 

be in our plan?, how do we communicate and implement our plan?, and how will we know if we are successful? 

Cancer registries would be best placed to take the central role in the first and the last question. 15 out of 23 

registries have had at least one representative being assigned as a member of any other steering committee or 

advisory group of the Health Authority. 
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Of the participating registries, fourteen (60.9%) reported that National Cancer Control Plans existed in their 

countries, and twelve of them (52.2%) had participated in preparing the plan.  

 

National Cancer Control (or NCD Control) Plan in the country (or 

Province/Region)? 

14 (61%) 9 (39%) - 

Was a member of the Cancer Registry among the team preparing the plan? 12 (52%) 6 (26%) 5 (21%) 

Were data from the Cancer Registry included in the plan? 12 (52%) 7 (30%) 4 (17%) 

 

Globocan 

At the global level, the Globocan project coordinated by IARC aims to “provide contemporary estimates of the 
incidence of, mortality and prevalence from major types of cancer, at national level, for 184 countries of the 

world” (http://globocan.iarc.fr/Default.aspx). Excluding the Childhood Cancer Registry of South Africa, the data 

from only two AFCRN member registries5 had not been used to prepare national estimates. 

 

 

SUMMARY 
 

This survey on the use of cancer registry data by AFCRN member registries has provided a comprehensive 

description of the 23 registries that took part. Sources of direct funding and estimated amounts from each source 

have been established, and they suggest that it is about approximately US$ 8-9 per case registered. Percentage 

apportioning of this funding to registry activities has shown that most of the funds go into data processing and 

analysis (47.75%). Staffing for the registries varies greatly with some having 0 (zero) FTE for a job category while 

two had 5.0 and 8.5 FTE in the registrar and medical categories respectively. 

 

The registries have established many sources for data collection which takes place mainly actively (58.5%) using 

paper forms (60.2%). Timeliness in data collection and processing, publication and dissemination of results to 

health authorities and other stakeholders varies across the registries and it would be interesting to explore this 

further to establish the causes for this variation and how to bridge the gaps. 

 

  

                                                           
5
Seychelles not in Globocan; Tanzania (did not contribute data) 

 

http://globocan.iarc.fr/Pages/glossary.aspx#INCIDENCE
http://globocan.iarc.fr/Pages/glossary.aspx#MORTALITY
http://globocan.iarc.fr/Pages/glossary.aspx#PREVALENCE
http://globocan.iarc.fr/Pages/cancer.aspx
http://globocan.iarc.fr/Pages/population.aspx
http://globocan.iarc.fr/Default.aspx
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1. BACKGROUND     

1.1. Name of Registry:     

1.2. Area covered (free text):   

1.3. Please indicate the year that the registry started:    

1.4. Please enter the current or most recent estimation of the size of the population covered by the registry (in 

number of inhabitants):  

 

2. FUNDING OF CANCER REGISTRATION 

2.1. Please indicate the budget available to the cancer registry in 2013 for all activities (data collection, 

processing, analyses, research, dissemination etc.): please select currency 
--- please specify amount ---

 

 

2.2. Did these funds cover all your costs in 2013? 

 

If NO, how did you manage the deficit? 
 

 

2.3. Was the amount for 2013 significantly different from the average available in other years? 

  
 

2.4. Please estimate the percentage of the available budget coming from each of the different sources listed: 

  Local Government (e.g. Health Department) please specify 

  Academic Institution (e.g. University) please specify 

  Hospital  please specify 

  Health insurance companies please specify 

  Local NGO (e.g. Cancer society) please specify 

  International NGO  please specify 

  Commercial company (e.g. Pharmaceutical) please specify 

  Charities please specify 

  Research grant please specify 

  Private donor please specify 

  Other please specify 

100%    

Comment (optional)  
 

2.5. Please estimate the percentage of the available budget going into the different activities listed below: 

  Data processing and analysis 

  Management and administration 

  Research 

  Communication 

  Other, please specify 

100%   

Comment (optional)  
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2.6. Please indicate the average full-time equivalent (FTE) of staff working in the cancer registry. 

Examples: Two half-time registrars would count for 1 FTE.The registry chief might work as an 

epidemiologist for 0.3 FTE, 0.5 as a clinician and 0.2 as a manager. 

- number of FTE - Registrar (e.g. collection, registration, checking) 

- number of FTE - Programmer (e.g. database management, automation and output) 

- number of FTE - Statistician/epidemiologist (e.g. methods, analysis, interpretation, communication)  

- number of FTE - Medical (e.g. pathology, coding, communication)  

- number of FTE - Administration (e.g. secretarial support)  

- number of FTE - Management (e.g. direction)  

- number of FTE - Other (please specify)  

 

3. DATA SOURCES 

3.1. Which of the listed sources of data are used to capture the incident cancer cases in your registry?  

Active - registry personnel actively ascertain cancer records, possibly during visits to data providers 

Passive - data is received without any requests by the registry 

For each of the used data sources please indicate the type of inquiry best describing the current practice. Tick all 

applicable.  

 

Specialist oncology units 

Paper forms Electronic data
 

Radiotherapy departments 

Paper forms Electronic data
 

Other hospitals (public/University) 

Paper forms Electronic data
 

Private hospitals/clinics 

Paper forms Electronic data
 

Pathology laboratories 

Paper forms Electronic data
 

Haematology laboratories 

Paper forms Electronic data
 

Autopsy reports 

Paper forms Electronic data
 

Outpatient clinics 

Paper forms Electronic data
 

Hospices 

Paper forms Electronic data
 

Other laboratories 

Paper forms Electronic data
 

Screening programmes 

Paper forms Electronic data
 

Health insurance 

Paper forms Electronic data
 

Vital statistics (death certificates) 

Paper forms Electronic data
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Comment (optional)

 
 

4. REGISTRY OUTPUT 

4.1. Please indicate the most recent year which is currently considered complete for cancer counts: 

 Year 

 Total number of cases registered in the most recent complete year. 

 

4.2. Has the registry published a REPORT of its activities?  

    

If YES, most recent period included in such a Report     

 

4.3. Have the results of the registry been published in an academic JOURNAL 

National research journals       number of publication  

Regional research journals (e.g. East African, West African…) number of publication  

International research journals      number of publication  

*Please attach bibliography of list of published papers. 

 

4.4. Have the results of the registry been published in Cancer Incidence in Five Continents?  

 
If YES  

VOLUME Period covered
 

VOLUME Period covered
 

VOLUME Period covered
 

 

4.5. Does your registry have a web page? 

 

If YES, please give the address of the web page  

 

5. USE OF CANCER REGISTRY RESULTS IN CANCER CONTROL  

5.1 Does the registry have any formal contacts with Departments of Health? 

Local Health Department    

Ministry of Health (national)      

 

5.2 Please give details of such contacts 

 Joint meetings  

 Response to requests for information on cancer  

 Planning of cancer services (including cancer surveillance, screening planning) 

 

Please specify: 
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5.3. Is there a National Cancer Control (or NCD Control) Plan in place in your country (or Province/Region)? 

  
If YES 

a. When was it published?    
mm/yyyy

 

b. For which YEARS is the plan?     
mm/yyyy - mm/yyyy

 

c. Which Health Authority is responsible for the Plan?   

d. Was a member of the Cancer Registry among the team preparing the Plan?  

 

If YES, please give details: 

 
 

e. Were data from the cancer registry included in the Plan?  

 

If YES, please give details: 

 
 

5.4. Is a representative from your registry a member of any other steering committee / advisory group of the 

Health Authority?  

 

If YES, please give details: 

 
5.5. How often the registry is consulted by other health authority on cancer situation in the country? 

   

Comment (optional)

 
5.6. Were the results from the cancer registry used to make national estimates for Globocan2012? 

 

If NO, what was the reason: 

 
5.7. Has the registry ever been mentioned in public media? 

 

If YES, please give details: 

 



               

 

  

 

 

 



               

 

  

 

 

 




