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INTRODUCTION

The Improving Data for Decision Making in Global Cervical Cancer
Programmes (IDCCP) project and the development of this toolkit were made
possible through a grant from the Bill and Melinda Gates Foundation to the
National Foundation for the US Centers for Disease Control and Prevention
(CDC Foundation). The IDCCP project sought to have a global catalytic
effect by improving and accelerating the availability of high-quality data for
planning, implementing, and improving global cervical cancer programmes.
To this end, the project assessed data systems in select countries in Africa
and Latin America, and developed this toolkit for cervical cancer programme
planning, surveys, monitoring, evaluation, and costing analysis. Invaluable
technical contributions were provided by organizations and ministries
worldwide. The project was implemented by a consortium of partners -

the CDC Foundation, the U.S. Centers for Disease Control and Prevention
(CDC), the George W. Bush Institute (Bush Institute), and the World Health
QOrganization (WHO) - with leadership, technical guidance, and coordination
provided by the members of the IDCCP project coordinating committee:
Kevin Brady, Denise Duran, Jeffrey Glenn, Rachel Joseph, Chad Martin,
Laura Porter (Project Principal Investigator and Project Coordinating
Committee Co-chair), Mona Saraiya, Virginia Senkomago and Drew
Voetsch, CDC; Jennifer Drummond (Lead Technical Advisor), Cho Yau

Ling (Senior Project Officer), Alyssa Lowe (Technical Advisor), Deborah
Magsaysay (Project Officer), Verla Neslund and Sekou Sidibe (Senior
Project Officer), CDC Foundation; Crystal Cazier, Matthew Crommett
(Project Coordinating Committee Co-chair), Adetoun Olateju, Doyin
Oluwole, Suraj Patel, Meera Sarathy, Sharif Sawires, Celina Schocken, Julie
Wieland and Bill Steiger, George W. Bush Institute (host of Pink Ribbon Red
Ribbon); Eric Bing and Radhika Rajgopal, Southern Methodist University;
Koukou Happy Agoudavi, Amelia Baker, Nathalie Broutet, Hebe Gouda,
Mary-Anne Land and Leanne Riley, WHO.

This toolkit is the result of the combined efforts of many people globally - all
of whom deserve special thanks for their contributions and commitment.

The IDCCP project partners first wish to acknowledge and thank the following
for their role in the technical development and drafting of toolkit content:
IDCCP Technical Advisors Jennifer Drummond and Alyssa Lowe, CDC
Foundation. Data Systems Assessment Aggrey Keny, AMPATH Kenya; Susan
Cu-Uvin, Brown University; Joel Lehmann, Consultant; William Monterrey,
Consultant; Mercy Ngungu, Consultant; Oscar Robles, Consultant; Rose
Nzoyka, Essar Telecom; Joshua Qiro, Futures Group; Aaron Ermel, Thomas
Inui, Yee Yee Kuhn, Martin Chieng Were (Lead), and Kara Wools-Kaloustian
(Lead), Indiana University; Steven Wanyee Macharia, ITECH; Jennell Coleman,
Johns Hopkins Hospital; Jonathan Monda, Kenyatta University; May Maloba,
KEMRI; Janet Aika Matemu, Medic Mobile; Thomas Mwogi, Violet Naanyu
and Orang’o Elkanah Omenge, Moi University; Michelle Cespedes, Mt.

Sinai Hospital; Rose Kosgei, University of Nairobi; Barry Rosen, University

of Toronto. Population-based Surveys Susan Hariri, Rachel Joseph, Lauri
Markowitz, Mona Saraiya (Lead), and Elizabeth Unger, CDC Atlanta; Youjie
Huang, CDC Foundation; Gary Clifford, International Agency for Research on
Cancer; Soumya Alva, Nino Berdzuli, Nicole Davis, Barbara Knittel and Nino
Lomia, John Snow International; Leanne Riley (Lead) and Hebe Gouda, WHO
Geneva. Patient and Programme Monitoring and Facility-based Surveys Karla
Alfaro and Mauricio Maza (Lead), Basic Health International; Leah Hart, Mary
Rose Giattas, Katherine Lilly, Ricky Lu, Scott Merritt, Maureen Reinsel, Sarah
Searle, John Varallo (Lead), and Megan Wysong (Lead), Jhpiego.

Special thanks are attributed to Raymond Hutubessy, WHO Geneva, for guiding
the initial development of the Screening and Treatment Costing and Planning
Tool beta version, and providing the foundation for further development by

the IDCCP costing team, composed of: Lisa O’Brien, Consultant; Ann Levin and
Winthrop Morgan, Levin & Morgan (Technical Developers); Eric Bing (Lead)
and Radhika Rajgopal, Southern Methodist University.

The IDCCP project partners also wish to extend their gratitude to the
following individuals and organizations who played a vital role in technical
development and in the achievement of the IDCCP project objectives: Janet
Burnett, Sara Forhan, Florence Tangka, Laura Viens, (CDC); Vittal Mogsale,
International Vaccine Institute, Korea; Gary Ginsberg, Israel Ministry of
Health; Ricky Lu, Jhpiego; Naheed Ahmed and Rupali Limaye, Johns Hopkins
University Center for Communications Programs; Kalina Duncan, Julia Gage,
Brenda Kostelecky, Douglas Puricelli Perin, Anita Das, Lisa Stevens, Amanda
Vogel, the National Cancer Institute, National Institutes of Health; Francesca
Holme, Jose Jeronimo, Mercy Mvundura, Vivien Tsu, PATH; Erica Asante,
Pink Ribbon Red Ribbon; Lisa Carty, Ani Shakrishivali, UNAIDS; Gina Ogilvie,
Heather Pedersen, (University of British Columbia); Prebo Barango, Jean
Marie Dangou, the WHO Regional Office for Africa; Silvana Luciani, the WHO
Regional Office for the Americas.

Throughout field development, a number of individuals, ministries, and
organizations dedicated their time to providing leadership, coordination,
and invaluable technical input. The IDCCP partners therefore wish

to extend very special thanks to the following, and to all those who
participated in field activities:

Rachel Masch, Basic Health International; Gracious Ditlhabang, Tlhomamo
Pheto, Sinah Phiri, Malebogo Pusoentsi, Mmakgomo Mimi Raesima,

Molly Kereng Rammipi, the Republic of Botswana Ministry of Health and
Wellness; Doreen Ramagolo-Masire, the Botswana-U Penn Partnership;
Akeem Ketlogetswe, Mpho Letebele, Nkidi Moritshane, Andy Pelletier,
CDC Botswana; Rosa Elena Siliezar Morales, Sanny Northbrook-Chen,
CDC Central American Regional Office; Thomas Heller and Teklu
Weldegebreal, CDC Ethiopia; Benjamin Elly Odongo, CDC Kenya; Deborah
Carpenter, CDC Tanzania; Fatma Soud, Martha Conkling, CDC Zambia;
Groesbeck Parham, CIDRZ; Mario Morales, El Salvador Ministry of Health;
Kunuz Abdella, Takelech Moges Asnake, Mahlet Kifle Habtemariam, the
Federal Democratic Republic of Ethiopia Ministry of Health; Lela Sturua,
Georgia Center for Disease Control; Nino Kvesitadze, Georgia National
Cancer Center; Kofi Nyarko and Dennis Ocansey, the Republic of Ghana
Ministry of Health; Gustavo Batres, Franciso Daniel Cerezo Marlar, Edwin
Morales, the Republic of Guatemala Ministry of Public Health and Social
Assistance; Claudia Camel, Instance for Health and Development; Bakgati
Ratshaa, Rosinah Dialwa, Tebogo Kenosi, Phelelo Marole, Tracey Shissler,
Jhpiego Botswana; Mary Rose Giattas, Yusuph Kulinda, Jhpiego Tanzania;
Joseph Banda, Jhpiego Zambia; Kigen Bartolil and Agnes Nakato Jumba,
the Republic of Kenya Ministry of Health; Nino Varazashvili, M.lashvili
Children’s Center Hospital; Salvador Lopez Mendoza, National League
Against Cancer; Maia Akhvlediani, New Hospital, Georgia; Mengistu
Asnake, Konjit Kassahun, Pathfinder Ethiopia; Lenganji Nanyangwe,
PEPFAR Zambia; Yvonne Mulenga, Project Concern International Zambia;
Grace Ernest Chuwa, Robert Kamala, Clement Kihinga, Safina Yuma,

the United Republic of Tanzania Ministry of Health and Social Welfare;
Miriam Kombe, USAID Tanzania; Lucy Maribe, WHO Botswana; Asmamaw
Bezebeh Workneh, WHO Ethiopia; Guadelupe Verdejo, WHO Guatemala;
Joyce Nata, WHO Kenya; Theopista John, WHO Tanzania; Sarai Bvulani-
Malumo, Jacob Mufunda, WHO Zambia; Nkandu Chikonde, Susan Chirwa,
Elizabeth Chizema, Henry Kansembe, Sharon Kapambwe, Jane Matambo,
Roberta Muchangwe, Rosemary Muliokela, Erasmus Mweene, Chipasha
Mwicha, Angel Mwiche, Richard Nsakanya, Susan Namuswa, Hilda
Shasulwe, Aaron Shibemba, Chabwela Shumba, the Republic of Zambia
Ministry of Health.
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all those who contributed their time and technical expertise to the
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Annualization

Application Programming Interface
(API)

Capital costs
Catchment area

Catchment population

Cervical cancer prevention and
control programme

Change management

Colposcopy

Cold knife conization

Cost-effectiveness analysis

Coverage

Cryotherapy

Cytotechnologist

Data accuracy

Data aggregation

Data completeness

Data conformity

Data consistency

Data duplication

Data element
Data integrity

Data timeliness

Decision support systems

Depreciation
Discounting
Economic costs

eHealth

Electronic system

Endocervical curettage (ECC)

Division of total costs by life expectancy of the good, used to estimate the cost of a capital good over its
lifetime.

A set of routines, protocols, and tools for building software applications which describes the way one piece
of software asks another programme to perform a service.

The cost of goods that last for longer than one year such as equipment, vehicles and buildings.
The geographic area from which a facility’s clients are drawn.
The population served by a particular facility.

A cervical cancer prevention and control programme comprises an organized set of activities aimed at
preventing and reducing morbidity and mortality from cervical cancer. The programme provides a plan of
action with details on what work is to be done, by whom and when, as well as information about what means
or resources will be used to implement the programme. The achievement of the programme is assessed
periodically using a set of measureable indicators. A comprehensive programme includes the principal
evidence-based interventions needed to reduce the high and unequal burden imposed on women and
health systems in less developed countries by cervical cancer.

A process-focused approach to the management of organizational change and the transition involved in a
re-directing of resources.

The examination of the cervix, vagina and vulva with an instrument that provides strong light and magnifies
a field, allowing specific patterns in the epithelial (surface) layer and surrounding blood vessels to be
examined.

The removal of a cone-shaped area from the cervix, including portions of the outer (ectocervix) and inner
cervix (endocervix), usually carried out in a hospital; the amount of tissue removed will depend on the size of
the lesion and the likelihood of finding invasive cancer.

Describes an activity or procedure that produces an adequate beneficial effect on a disease or condition in
relation to its cost (in money, equipment, or time).

The proportion of all targeted persons who attend a given service in a specified time.

By applying a highly cooled metal disc (cryoprobe) to the cervix and freezing the abnormal areas (along
with normal areas) covered by it, cryotherapy eliminates precancerous areas on the cervix by freezing (i.e. it
is an ablative method).

Cytopathologist/cytotechnician/cytologist: persons trained in the microscopic examination of smears for
the presence or absence of abnormal cells.

Data objects must accurately represent the real world values they are expected to model. Accuracy
problems may include: males reported as receiving cervical cancer screening; a test that is not for cervical
cancer included in cervical cancer test data; number of people reported as receiving screening is greater
than the eligible number, etc.

The process of combining data into useful information aligned with indicators.

All requisite cervical cancer data points must be available (i.e. not missing), and the available data must be
in a usable state.

The cervical cancer data must adhere to a predefined format. How to format relevant indicators and
monitoring and evaluation data must be determined first, then how well the data received from the facilities
and sites conform to the predefined format.

Data must be consistent across different datasets, systems, institutions, etc.

Multiple unnecessary representations of the same data objects within a dataset (i.e. double counting). It also
includes the inability to maintain a single representation for each entity across your systems (i.e. same data
being collected multiple times).

The smallest unit of a type of information that has a uniqgue meaning and distinct units or values.

Ability to link data records across the system so that data remain the same when stored, retrieved and
processed. The opposite of data integrity is data corruption.

Data must be collected and made accessible in a timely manner.

Provide intelligently filtered and presented knowledge and information at appropriate time to enhance
quality and performance of system and providers. Include client alerts or reminders, checklists, medical
guides, stock levels, deviations, etc.

Amount of capital used during one fiscal year.
Accounts for time preference through calculating the present value using the discount rate.

Estimates all costs of an intervention, regardless of the source of funding. The opportunity cost of all
resources is accounted for in the analysis, including in-kind and donor contributions.

Health-care practices supported by electronic and digital processes and communication.

A system with the ability to have information stored, searched, accessed, analysed, and reported
electronically. Not paper-based.

Some surface cells are gently scraped from the endocervical canal with a special thin instrument or spatula;
this is a simple procedure that takes just a few minutes.
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Epidemiology is the study of the distribution and determinants of health-related states or events (including
disease), and the application of this study to the control of diseases and other health problems.

The systematic and objective assessment of the relevance, adequacy, progress, efficiency, effectiveness and
impact of a course of actions, in relation to objectives and taking into account the resources and facilities
that have been deployed.

Estimate the actual monetary flows of the buyer, such as the Ministry of Health. Do not include the value of
resources already paid for such as personnel time and donated goods.

Information provided to stakeholders regarding how tools are intended to be used and how they may be
adapted to meet the needs of a given programme.

A recommended, standardized plan that provides direction to operationalize policy or strategy.

Systems in place that can mobilize health-care information electronically across organizations within a
region, community, or hospital system.

An electronic system that captures, compiles, and aggregates data on health care services; the data can be
used to create dashboards.

Decisions, plans, and actions undertaken to achieve specific health-care targets in a society.

Health Level-7, set of international standards for the transfer of clinical and administrative data between
hospital information systems.

The study of the microscopic structure of tissues; a histological examination uses thin slices of stained tissue
to determine the presence or absence of disease.

The study of changes in tissues caused by disease; a histopathological examination uses the same methods
as a histological examination, but is performed on biopsied samples of abnormal tissue.

Ability of systems at the same level to share or aggregate data easily between each other and give a
complete picture of the client. For example, the ability to share data between client level systems, such as
electronic health records, pharmacy dispensing, and laboratory systems.

Human papillomavirus (HPV) is the most common sexually-transmitted infection (STI). Cervical cancer is
caused by high-risk types of HPV; the two high-risk HPV types that most commonly cause cervical cancer
are types 16 and 18, which together are responsible for approximately 70% of cervical cancer cases in all
countries worldwide.

DNA or serology test to determine active HPV infection.

A variable that measures one aspect of a programme that is directly linked to the programme’s objectives;
markers that help measure change by showing progress toward objectives.

The items required to support provision of quality services in the designated cervical cancer screening
and treatment services at the facility (e.g. handwashing area, washroom, physical layout of the facility,
examination room, and communication equipment).

Follow-up guestions used as a technique in interviewing technique to prompt the respondent for more
information, or to provide the respondent with the context needed to accurately answer the survey
question.

One-time programmatic activities. These include microplanning, initial training activities, and initial
sensitization/IEC. These are treated as capital costs in economic costing.

Cancerous tumours that have broken out of the lobule where they began growing and have the potential to
invade other parts of the body.

Initial expenditures used in preparation for an intervention. These include introduction costs plus purchase
of capital goods, such as cryotherapy and LEEP machines and transport purchases.

The removal of abnormal areas from the cervix and the entire transformation zone, using a loop made of
thin wire powered by an electrosurgical unit; the loop tool cuts and coagulates at the same time; this is
followed by use of a ball electrode to complete the coagulation.

Historical data system that predates the current system.
lodine applied to the vagina and cervix to determine the presence of suspicious lesions.

Computer programmes that have the capacity to help plan, organize, and manage resources and develop
estimates.

Mobile-health, the practice of medical and public health supported by mobile devices.

The continuous oversight of an activity to assist in its supervision and to see that it proceeds according to
plan; it involves the specification of methods to measure activity, use of resources, and response to services
against agreed criteria.

A computer programme that allows the user to change and distribute it to anyone for any purpose.
Financial costs incurred from taking one action over another.

A multidisciplinary approach to specialized medical care for people with serious illnesses, focusing on
providing patients with relief from symptoms, pain, physical stress, and mental stress to improve quality of
life for both the patient and the patient’s family.

Papanicolaou test, carried out to evaluate the presence of abnormal cervical cells.
The study of disease and its effect on body tissue.

A systematic means of capturing client-level data, analysing it with appropriate aggregation and reporting
tools, and using the resulting information to make strategic choices regarding programme management.

A statement that defines, in the clearest, most objective terms, the agreed-upon level of performance
for a specific service, based on best evidence and best practices. It states what the health-care service is
expected to deliver.

X1
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Table continued

Point of care diagnostics
Policy

Post-treatment follow-up
screening

Precancerous lesion
Prerequisite infrastructure
Present value

Primary prevention of cervical
cancer

Proprietary information source
Quality assurance
Quality control

Quality improvement

Radiation physics

Radiation technologist

Radical hysterectomy
Real-time

Recurrent costs

Rescreening

Screening

Secondary prevention of cervical
cancer

Service availability

Service utilization

Simple hysterectomy

Standard

Straight-line depreciation

Supportive supervision

SWOT analysis

Target population

Telemedicine consultation

Time preference

Time-delayed

Treatment of invasive cervical
cancer

Treatment of precancerous lesions

Triage

Vertical integration of data

VIA
VILI

Medical testing at or near the site of patient care.
Decisions, plans, and actions undertaken to achieve specific health-care targets in a society.

A visit which uses a screening test to determine the success of a previous treatment for precancerous
lesions.

Non-invasive lesion with a predictable likelihood of becoming malignant.
Pre-existing equipment that does not need to be costed in an incremental analysis.
The current value of goods or services, usually applied to costs or outcomes expected in the future.

Actions to avoid exposure to the principal causes of a disease; in the case of cervical cancer, prevention of
HPV infection.

Software that is licensed with exclusive rights to the developer that can limit modification, analysis, access,
and sharing with others.

Overall management plan (the “system”) that guarantees the provision for high-quality service.

The application of a series of measurements (the “tools”) used to assess the quality of the services and
facilities.

The structured approach to analyse performance and apply systematic efforts for improvement.

Invisible rays (high-energy radiation) are beamed onto the cancerous cells and the surrounding affected
areas; the rays penetrate the tissue, destroying the cancerous cells, so that the cancer is fully or partially
eliminated; the destroyed cancer cells are eliminated from the body.

Non-medical, trained staff member who operates the radiation machines used to deliver radiation-based
cancer treatment.

Surgical removal of the entire uterus, cervix, tissue on the side of the uterus including the fallopian tubes and
ligaments; nodes and ovaries may also be removed.

Information that is obtained at the same time the inquiry is initiated.

The costs of goods used in the delivery of a service or intervention that last less than a year, e.g. personnel
salaries.

A screening visit attended by a woman after a previous negative result on a screening test. This visit is part
of routine preventive care and should be conducted within the recommend interval for screening.

A public health intervention provided to an asymptomatic target population; it is not undertaken to
diagnose a disease, but to identify individuals with increased probability of having either the disease itself or
a precursor of the disease.

A level of preventive medicine that focuses on early diagnosis, use of referral services, and rapid initiation of
treatment to stop the progress of disease processes or of a disability.

The physical presence of facilities or mobile clinics that are providing cervical cancer screening and
treatment services.

The key indicator benchmarks that the facility is tracking (e.g. the number of monthly screenings and
treatment rate of precancerous lesions identified).

Surgery to remove only the uterus and the cervix alone.

An agreed-upon level of performance desired for a specific service that is consistent with evidence-based
practice and national and international guidelines, against which performance can be measured to improve
and ensure quality.

This type of depreciation assumes that all benefit from a capital good depreciates evenly throughout its
lifetime. It involves annualizing the total costs but not discounting.

A process of supporting, strengthening, and encouraging health personnel to improve their performance
to provide quality services. It involves a structured approach to identifying gaps and applying systematic
efforts to improve service provision with tracking of results.

Structured framework for analysing the internal strengths and weaknesses of an organization, project or
programme, and its external opportunities and threats.

A group of people identified as intended clients for a particular health-care service; in this case, the
population of women targeted for cervical cancer prevention and control programmes.

Using electronic communication (e.g. phone, video conference, email) to obtain the expert medical opinion
or consensus necessary for diagnosis or decision making when in-person consultation is difficult to provide.

Preference for receiving goods and services at one time over another, usually expressed as wanting goods
and services now, rather than in the future.

Information that is obtained after the inquiry has been initiated, usually more than 24 hours after the inquiry.
Includes chemotherapy, radiation, and radical hysterectomy.

Includes cryotherapy, LEEP, conization, and in some situations, simple hysterectomy.

Step or procedure typically performed between the screening and diagnosis or treatment procedures to
further stratify individuals with positive primary screening results. [Solomon, 2003].

Whether information flows upwards and downwards through the systems (i.e. from facilities to subnational
levels to national levels, or vice versa).

Visual inspection of the cervix with the application of 3-5% acetic acid.

Visual inspection of the cervix with the application of Lugol's iodine.



Cervical cancer in low- and middle-income countries
(LMICs) accounted for approximately 85% of the

528 000 new cases diagnosed globally in 2012.

In the same year, approximately 87% of the 266 000
deaths from cervical cancer worldwide occurred

in LMICs [Globocan, 2012]. These statistics clearly
illustrate the disproportionately heavy burden of
cervical cancer faced by communities, families, and
women in less developed regions. Women living

in LMICs who are at highest risk are typically aged
between 30 and 49 years. The tragedy of death or
illness due to cervical cancer during what should be
some of the most productive years in a women’s life
is compounded by the knowledge that most cases are
both preventable and treatable when identified early
[WHO, 2014].

This toolkit aims to expand the support provided to
LMICs in current global normative guidance through
an aligned package of operational resources for
improving the availability and use of high-quality data
for decision-making in cervical cancer programmes.
The standardized tools and guiding information
provided are designed to be adapted to country and
programmatic context in order to assist ministries

of health and other stakeholders in generating the
information necessary to better plan, implement,
monitor, evaluate, and scale cervical cancer prevention
and control programmes.

In 2013, the World Health Assembly identified
cervical cancer as a priority intervention in its Global
Action Plan for the Prevention and Control of NCDs
2013-2020. In order to support implementation and
monitoring of the Global Action Plan, WHO Member
States agreed upon the Global Monitoring Framework
for Noncommunicable Diseases,’ which highlights

'See: http://www.who.int/nmh/global_monitoring_framework/en/

2 See: http://www.un.org/sustainabledevelopment/
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Key drivers of the disparate burden are the numerous
challenges encountered in the development and
implementation of effective and sustainable strategies
for cervical cancer prevention and control. Lack of
policies and programmes for cervical cancer; lack of
timely and reliable data; lack of resources; and lack of
coordination are all common barriers to comprehensive
cervical cancer prevention and control in LMICs. In
addition to the impact of these barriers on availability
and accessibility of preventive services, women in LMICs
frequently must contend with gender bias and cultural
and societal norms which further restrict their ability to
access services and make decisions about their health.
Projections warn that without urgent attention, incidence
of cervical cancer can be expected to rise by almost 25%
in the next 10 years [Globocan, 2012].

the importance of prevention and control of cervical
cancer through the inclusion of an indicator to monitor
screening on a global level. In addition, cervical

cancer also finds a place within several of the targets
of the United Nations Sustainable Development
Goals,? specifically those related to the reduction of
noncommunicable diseases worldwide (Goal 3) and
the health of women and girls (Goal 5) [UN, 2016].

In alignment with such global initiatives, a secondary
aim of this toolkit is to enable LMICs to more readily
contribute to the global body of evidence surrounding
noncommunicable diseases (NCDs), gender health
equality, sexual and reproductive health, vaccination
and other health areas where information on cervical
cancer is highly relevant. Enhanced availability

and quality of cervical cancer data from countries
with the highest burden - and the most difficult
challenges - provides global normative bodies, donor
organizations, and international stakeholders with
crucial opportunities for establishing and refining
priorities, developing timely evidence-based guidance,
and making critical funding decisions.
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HOW TO USE THE TOOLKIT

Cervical cancer burden, prevention and control
strategies and programme structure vary from
country to country; therefore each section in the
toolkit includes guiding information and suggestions
on how to make adaptations while maintaining
standardization over time and across countries.
Careful adaptation will allow for appropriate planning
and monitoring of national programmes, as well as
high-quality global reporting. This toolkit is offered as
a mechanism to strengthen data for decision making,
and as such should not be considered required in part
or as a whole.

TOOLKIT SCOPE

This toolkit was developed primarily for ministries
of health and their implementing partners, for the
prevention, screening, and treatment programmes
for cervical cancer. Key target audiences include

programme managers, monitoring and evaluation
staff, survey administrators, health administrators
and economists. However, private-sector providers,
civil society organizations, nongovernmental
organizations, academic research groups, and other
national and international stakeholders can all benefit
from aligning and coordinating data practices.

Cervical cancer prevention and control programmes
consist of a combination of activities that include
primary prevention through human papillomavirus
(HPV) vaccination; secondary prevention through
screening and the treatment of precancerous lesions;
tertiary prevention through treatment of invasive
cancer; and palliative care (Figure 0.1). While the
primary focus of this toolkit is secondary prevention,
primary and tertiary prevention are discussed

as needed to promote coordination across the
continuum.

FIGURE 0.1

Overview of WHO recommended programmatic interventions over the life course to prevent HPV

infection and cervical cancer [WHO, 2014]
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The toolkit includes components of comprehensive
cervical cancer surveillance and monitoring systems;
however it does not serve all strategic information
needs. Data generated using the tools should

be triangulated with data from cancer registries,
longitudinal cohort studies, and research conducted
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by academic institutions, consortia, cancer networks,
and others. As seen in Figure 0.2, the analysis and
comparison of data from multiple sources, supports
a strategic approach to strengthening policies,
improving programmes and service quality, and
maintaining high-quality information systems.

FIGURE 0.2
Cervical cancer strategic information continuum
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TOOLKIT STRUCTURE AND CONTENT
The toolkit comprises the following five sections:

« Section 1. Rapid situational assessment of data and
data systems

¢ Section 2: Population-based survey modules
¢ Section 3; Patient and programme monitoring

» Section 4: Facility-based surveys

« Section 5: Prevention and control costing - analysis and

planning module for screening and treatment

Each section includes information outlining its
purpose; instructions on how to administer all survey
modules and data collection tools; and suggestions
for adaptation when and where applicable. A package
of tools (e.g. survey questionnaires, checklists, sample
data collection forms, etc.), references and resources
for the implementation of the presented practices and
approaches are included at the end of each section.

While each section of the toolkit may be used

individually, the sections were designed to complement

each other. Throughout the toolkit, key points of

Reduction in
cervical cancer
incidence, late-

Decision-making
» Strategic planning
* Programme

improvement stage diagnosis,
* Policy and death
development
* Systems

strengthening

complementarity - or “intersections” - between
sections are highlighted. These intersections can be
explored in order to streamline and/or leverage data
collection efforts, inform programme planning, and
strengthen monitoring and evaluation and surveillance
systems by standardizing data across different
programme aspects.

SECTION 1: RAPID SITUATIONAL ASSESSMENT OF
DATA AND DATA SYSTEMS

Section 1 describes the situational assessment of data
systems and the goal to contribute to the available
evidence-base for planning and implementing national
cervical cancer monitoring and evaluation, surveillance,
and information systems. In support of this goal, the
assessment aims to achieve the following objectives:

1. To identify strengths, challenges and gaps in
programme implementation - as well as opportunities
and threats relevant to cervical cancer data systems
- through a survey documenting the country cervical
cancer landscape.

2.To identify the strengths, weaknesses, opportunities
and threats affecting cervical cancer data and
data systems, through in-depth interviews with key
personnel and desk review of key documents.
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3.To use the findings of the landscape survey, in-depth
interviews, and desk review to develop actionable
recommendations for improving cervical cancer data
and data systems.

The findings and recommendations can be used to
inform strategic planning, and as tools to advocate

for programme resources. Furthermore, the
recommendations can help determine the applicability of
the other sections in the toolkit and guide their use.

Information described within nine key domains is
gathered using a mixed methods approach and involves:
i) a structured survey guestionnaire which collects
information on country context and programme
landscape and is completed by key personnel and
supplemented by desk review as needed; and ii) semi-
structured field interviews, observations, and desk
review which collect further detailed information

on data and data systems. Ongoing gap and SWOT
(Strengths, Weaknesses, Opportunities, and Threats)
analyses provide the foundation for the development of
recommendations. It is important to note that this is a
systematic approach to documenting and describing the
existing situation in order to inform improvement, and not
a scored performance evaluation or assessment.

The steps and processes presented in Section 1 should
act as a core foundation and can be further adapted
and expanded into standard operating procedures
(SOPs), data collection tools, job aids and other practical
materials for assessment implementation.

QUICK REFERENCE: CONTENTS OF SECTION 1
* Description of assessment process and tools;

* Assessment checklists outlining the roles,
responsibilities, and steps for implementing each phase
of the assessment; and

e Survey tools and instructions for collecting and
analysing general information on cervical cancer
programme landscape and context, and in-depth
information on data systems relevant to cervical cancer.

Section 2 outlines the population-based survey modules
developed to provide stakeholders with standardized
guestions on cervical cancer screening and treatment
that can be incorporated into existing population-

based surveys. The use of standardized questions helps
to ensure that data collected are not only useful for
programme planning and evaluation, but are comparable
over time and across countries. The modules in this
section assist LMICs in the surveillance of key aspects of
cervical cancer prevention and control, including:

¢ Screening prevalence;

¢ Follow-up and treatment of precancer;
 Facilitators to screening; and,

* Barriers to screening and treatment.

QUICK REFERENCE: CONTENTS OF SECTION 2

* A core survey module including an introductory
statement and a set of basic (core) survey questions;

* An expanded survey module that includes the
introductory statement and core and core plus
questions;

* Instructions for calculating indicators and administering
the introductory statement, and all reference images
and questions;

* Methodological considerations for incorporating
cervical cancer questions into existing population-
based surveys; and

* Recommendations on the inclusion of HPV testing in
population-based surveys; and

e Example table shells to illustrate analyses.

Section 3 outlines a process for the routine collection,
aggregation, analysis, and reporting of data for
cervical cancer secondary prevention (screening and
precancerous lesion treatment) programmes. Guiding
information in this section supports the development
of standardized indicators and data practices, and the
use of data to improve programme responsiveness and
effectiveness.

This section provides resources to assist health care
providers, facility managers, subnational and national
Ministry staff and their partners to collect, systematically
analyse and use data to:

» Better plan, target, tailor, and scale interventions;

¢ Assess whether programmes are being implemented
with quality;

Respond effectively when they are not implemented as
planned; and,

* Report on standardized global indicators.

The tools and guiding information focus primarily on

the secondary prevention portion of the continuum
(screening and treatment of precancerous lesions) and do
not extend past monitoring mechanisms and feedback
processes related to invasive cervical cancer referrals.



QUICK REFERENCE: CONTENTS OF SECTION 3
¢ Roles and responsibilities for cervical cancer M&E;

« A set of core and optional indicators for global, national,
subnational, and facility levels;

¢ A set of minimum (and additional optional), data
elements for client level data collection;

¢ A set of minimum (and additional optional) data
elements for facility registers;

¢ Example forms for collecting and collating individual
client data, and summarizing and reporting monthly
and annual facility data; and

¢ Descriptions and examples of data visualization tools,
including a sample DHIS2 cervical cancer module
dashboard.

Section 4 provides Ministry decision-makers,
implementing partners, facility administrators, and
service providers with the tools to gather and evaluate
accurate, up-to-date information on the availability

of cervical cancer secondary prevention services, the
readiness and capacity to deliver services, and the quality
of the services being delivered.

The section is structured to be user-friendly and easy

to understand, with instructions for each tool. Guiding
information supports the purpose-driven use of individual
tools, as well as the use of the full package of resources
as part of a comprehensive approach to monitoring

and surveillance of cervical cancer service availability,
readiness, and quality.

QUICK REFERENCE: CONTENTS OF SECTION 4

¢ Instructions and materials for planning and conducting
supportive supervision for secondary prevention
service provision;

¢ Instructions and supplementary materials for
conducting a standalone facility readiness assessment
using a portion of the supportive supervision tool;

* Considerations and suggested methods and tools for
analysing and interpreting service availability, readiness
and performance information at the national (or other
aggregate) level.

Policy-makers and programme managers need
information on the projected costs of introducing cervical
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cancer interventions in order to make decisions on the
“when”, “where”, and “what” of service introduction and
scale-up. Through a facilitated process, an Excel-based
tool allows health programme planners and managers to
estimate, synthesize and analyse programme and service

costs, including:

» Early detection of cervical cancer;

* Diagnosis;

» Treatment of precancerous lesions and invasive cancer;
* Palliative care for advanced disease;

* Community outreach and sensitization;

* Programme planning, monitoring and evaluation; and
¢ Supportive supervision.

Section 5 is intended primarily as a reference manual
for trained facilitators. National Ministry programme
planners, managers and implementers can use it to
gain an understanding of the Excel-based C4P-ST tool
inputs and associated costing and planning process in
order to align existing processes or determine the need
for the facilitated C4P-ST process. This robust tool and

interactive process enables programmes to:

« Estimate service costs and service coverage based on
country-specific data and needs;

» Estimate financial and economic costs, and start up and
recurrent costs of cervical cancer programmes;

» Estimate service coverage rates based on cost,
distribution, population need and predicted scale-up; and

» Explore cost/service access trade-offs based on
different models of public service delivery.

QUICK REFERENCE: CONTENTS OF SECTION 5
* Guiding information directed at the trained facilitator:

- Instructions for tool use, including information on
software requirements

- Guiding information for conducting meetings with
the planning and costing team and other in-country

stakeholders

» Guiding information directed at the in-country planning
and costing team:

- Outline of the cost categories and the service outputs

- List of required data elements to guide data
collection

'The C4P-ST Excel-based tool and further information regarding facilitator support are available on request from: ncdsurveillance@who.int.



