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Executive summary

P/annbg for cancer contro/

national cancer control programme is the total of all cancer control activities taken by a

whole country to address the cancer issue in that country. It should result from a nation-

al cancer control plan (NCCP) that is developed as an achievable strategic plan to control
cancer, based on the country’s cancer risk factor burden, cancer burden and the resources avail-
able to implement the plan in the context of the culture and health-care system in that country.
In order to develop a NCCP the following information should be collected:

P The cancer burden — The minimum data needed is a realistic estimate of the number of new
cases each year, and a reliable estimate of the proportion that is curable, as opposed to incur-
able at diagnosis. These data should provide a rank order of the common cancers, which will
indicate those cancers for which eftective prevention is possible, and those for which early
diagnosis and screening are important. Cancer mortality, prevalence and five-year survival from
diagnosis are helpful additional datasets, but most countries do not have them.

P The cancer risk factor burden — Some countries will not have a significant cancer burden
but will have a significant prevalence of cancer risk factors. The common cancers can give clues
to the risks, e.g., lung cancer and smoking. However, a population-based random survey will

be necessary to measure these and indicate priorities for action.
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P The resources of skills and infrastructure available for cancer control — A realistic
inventory that will enable planners to decide the country’s resource level must be taken. This
will determine what cancer control actions are possible. For many countries that are ranked by
the World Bank as having a very low level of resources, only cancer prevention and palliative
care are possible for the whole population, although segments of the population may be able
to obtain more.

With this knowledge, planning authorities can decide whether or not to proceed with the devel-
opment of a NCCP. This will require political will and appropriate resources. A NCCP that does
not have the support of the government is most unlikely to be implemented. If planning is to pro-
ceed, then a planning framework that covers the spectrum of cancer control is strongly recom-
mended, even if the final plan must recommend a restricted range of actions, for example, only
prevention.

UICC's National Cancer Control Planning Resources takes you step by step through the dif-
ferent phases needed to achieve a national cancer control programme:

the basics: ~ What's in our country's cancer picture?
collaboration: Who can help us develop and implement a cancer plan?

content: What will be in our plan?
action: How do we communicate and implement our plan?

evaluation: How will we know if we are successful?

A checklist covering the whole content of this material precedes the five sections and is intended
to help you decide which parts of this material will be most useful to you.

A/ sections cortan:

® an introduction

® guiding principles (e.g., lessons learned and considerations based on the experiences of
other countries)

® critical questions to be addressed as the planning process evolves

® practical tools (e.g., diagrams, checklists, worksheets)

® samples and examples from other countries

® 4 list of references for additional details

As you embark on the formidable task of national cancer control planning or implementing your
national cancer control plan, UICC hopes that this material will be a helpful tool in your work.

We welcome your comments and suggestions to improve these resources for the benefit of all who
will use them after you (please write to nep@uicc.org).
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Introduction

National cancer controf p/a/m//g:
reSpondbg Zo the C’,/Ia//e/ge of cancer burden

Current cancer patterns reflect the way we live, and global trends for cancer burden are on the
rise, in both developed and developing countries.

Today, cancer causes 7 million deaths every year, corresponding to 12.5% of deaths worldwide.
Over 11 million people are diagnosed with cancer every year, a figure estimated to rise to a stag-
gering 16 million by 2020.

Cancer risk factors, such as tobacco smoking, unhealthy diet and physical inactivity, exposure to
infections and carcinogens, and longer life expectancy, all contribute to these rising trends. And
yet we know from research that through appropriate lifestyle choices, up to one-third of all can-
cers could be prevented; through early detection and eftective treatment, lethal consequences
could be avoided in another third; and pain relief and palliative care would increase the quality of
life of cancer patients even in low-resource settings.

Cancer control is a public health approach aimed at reducing the burden of cancer in a popula-
tion. Planning integrated, evidence-based and cost-eftective interventions across the cancer con-
tinuum (research, prevention, early detection, treatment, and palliative care) is the most effective
way to tackle the cancer problem and reduce the suffering of patients and their families.
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In response to the enormous burden of cancer, some countries have already developed national
cancer plans and others are currently developing them. These plans are based on a systematic
review of the national cancer burden and scientific knowledge of what has proven eftective in
decreasing the burden. The plans identify the priorities a country should set and specific actions it
should take to reduce its cancer burden.

Most countries, however, have yet to begin a systematic national cancer planning effort and many
are just becoming aware of the opportunity to do so. Where governments are concentrating on
other immediate health priorities, NGOs can play a critically important role in increasing public
and leadership awareness of the cancer problem and in developing eftective partnerships that can
take on the responsibility of cancer planning.

Nadiona/ Cancer Contro/ P/ann//g Resources:
a contribition to cvil society

UICC is committed to support civil society worldwide in its efforts towards cancer control,
including its participation in planning the most effective cancer control activities for their coun-
try. To this end, UICC has developed practical guidance material aimed at non-governmental
bodies and other civil society organizations, and showing how to prioritize and implement can-
cer planning actions for maximum impact.

National Cancer Control Planning Resources draws on existing literature and on feedback both from
countries that developed and implemented population cancer control plans and from countries
that are developing them. It provides practical suggestions that can be applied in a country, what-
ever the cancer and risk factor burdens, health system and care infrastructure, access to care, cul-
ture, political support and level of monetary and human resources available. The material is organ-
ized by key planning steps with guiding principles, questions to consider and tools to help cancer
agencies work towards a cancer plan. It is published initially in English and Spanish and is intend-
ed as an evolving tool: as new material becomes available, it will complement the core material
posted on the UICC website (www.uicc.org).

The main message in cancer control is that it is always possible to take population-based cancer
control actions that will reduce the burden of cancer or cancer risk factors, no matter what the
situation in the country. Every action, however limited, is a piece of a bigger picture that should
at least be mapped out, so actions planned can be considered in the overall country approach to
cancer control.

Planning frameworks that take account of all strategies to reverse the burden of cancer (preven-
tion, early detection and screening, diagnosis and treatment, and palliative care) can help with this.
This applies even when the country’s resources may limit the population-based cancer control
actions that can be taken.

National Cancer Control Planning Resources for Non-Governmental Organizations
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Collaboration cith 30Vernmenz‘ and other bodies

UICC operates in a spirit of transparency and collaboration, and believes that NGOs should do
the same. NGOs should cooperate to the greatest extent possible with provincial, state or nation-
al authorities, even when cancer is not a priority for governments and people with cancer are best
— or only — served by civil society.

The World Health Organization (WHO) is a natural partner of UICC; the adoption in 2005 by
the World Health Assembly of the resolution on cancer prevention control shows the commit-
ment of this international body, and its member states, to the issue.

Other national or international bodies are also undertaking international activities contributing to
cancer control, e.g., the US Centres for Diseases Control and Prevention (CDC), the US National
Cancer Institute (NCI), and the International Atomic Energy Agency (IAEA).

UICC is a partner in a number of the activities carried out by them.

There are also natural alliances with bodies tackling other diseases: lifestyle risks that are common
to cancer, cardiovascular disease (stroke, heart attack etc.), chronic lung disease and diabetes are
involved in causing more than half of all cancers. As at least 20% of all cancer is attributable to
infection, appropriate alliances with organizations working on chronic communicable diseases
such as HIV/AIDS, as well as advocacy and support of immunization programmes against infec-
tious cancer (e.g., HBV for liver cancer, HPV for cervical cancer) are important strategies for can-
cer NGO:s.

Cancer prevention activities for a population — a city, region, state or country — will thus be much
more eftective if the government departments and NGOs responsible for these lifestyle diseases
plan together, define common goals and pool resources and skills as needed.

UICC is determined to contribute to real progress in international cancer control through coor-
dinated and synergistic actions undertaken with its members, WHO and its member states, and
other partners by planning together, defining common goals and pooling skills and resources. The
challenge is a global one, as is the ultimate goal: reducing suftering for cancer patients and their
families worldwide.
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How to use this guide

This guide has been put together to help NGOs that are considering or developing a national can-
cer control plan. The ideas and tools it contains are based on the experiences of those who have
already developed cancer plans and are now implementing them.

It was developed to provide you with an overview of cancer planning, some points to consider
and tools to help you get started or enhance your existing efforts, and selected references, should

you want to find more detailed information.

After you complete the Before You Begin checklist, there is a separate section of the guide for
each of the key questions above.
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These sections have a common format:
D  Didrodwction: A brief overview of the section and its content.

2 6&(/4/15 principles: Major lessons learned and considerations based on the
experiences of countries that have developed cancer plans. As you read through
these you will find that you begin asking yourself how these principles apply to
your country. Some may apply directly, some might be adaptable to your country,
and some may not apply at all. You will need to decide which ones are important
for you and your cancer control colleagues to follow up on. Guiding principles are
numbered for easy reference.

b Critical geestions that you should answer after reading through the section.
These questions will help you focus your attention on things you will want to con-
sider as your cancer planning moves forward. We suggest you answer these questions
with a group of your cancer control colleagues, if possible, so as to benefit from the
difterent ideas that are offered.

D Practica/ Zoo/s are included to help you get started working on specific things
related to your cancer plan. These tools are generally simple and include outlines,
checklists, and worksheets, tipsheets with more detailed information on points in the
basic guide, and diagrams to illustrate important ideas. These tools may be used as they
are, or you may adapt them to reflect your local circumstances.

P Samples and exarmples: ldeas and materials contributed by other countries
during their cancer control planning that show how they approached issues you may
be tackling.

2 Keferences where you can find additional details on the major ideas covered in
this guide in case you and your colleagues want to follow up on a particular topic.

This guide provides an overview of real-world issues, ideas and tools that are important for devel-
oping a good national cancer control plan. Every country will develop its own unique plan
because the cancer problems and the systems to deal with these problems are difterent in each
country. You may find that some of the ideas and tools in this guide can be used exactly as they
are, but you may also change any ideas, tools, or words to reflect the needs and circumstances of
your country. We hope you will also come up with new tools, samples and examples that you
can then share with other countries.

We hope you will find this guide useful and we wish you every success in completing and imple-
menting a national cancer control plan for your country! For questions and feedback about this
guide, as well as questions on national cancer control planning, please contact UICC’s Cancer
Prevention and Control department (ncep@uicc.org).
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We strongly urge you, before you begin using the guide, to take a few moments to fill out the
checklist in the section below (Before you begin). This checklist provides a quick overview of the
entire content of the guide and your answers will help you decide which parts of the guide will
be most useful to you.

Before you begin — a checklist

You will find below a simple checklist that contains statements about your cancer planning process
or the plan itself. Before you move to the individual sections of this guide take a few moments to
go through this list and place a checkmark (?) beside all the statements that you agree with. Then
go back and look at the statements for which you did not place a checkmark. These statements
will point out areas where you may need to focus your attention as you work through this guide.

In countries that are just getting started with their cancer planning effort, you may find that most
of the statements below are not checked. You should not be discouraged if that happens. It shows
merely that you are just getting started and may need to use the entire guide

1. What is our coanz‘ry‘s cancer picture?

We already know what cancer data are available in the country and how good they are.
The major cancer data experts in the country are involved in our planning group.

We have decided on additional data we will need to collect for our cancer plan and how
to get them.

Our whole cancer control planning group has reviewed the cancer data together.

Using the data, we have already decided what the major cancer control needs or gaps are
in our country.

O OO Ooog

We know how we want to assemble the cancer data and report them to the public and
decision-makers.
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2. ho can help us develop and implement a cancer plan?

] We have already invited the major cancer experts in our country to be involved in our
planning process.

We have a strategy for engaging cancer control and other experts who have not yet
committed to participating.

We know what commitments we are asking from participants while working on the plan
and we have communicated this to them.

We have clear decision-making rules to guide our planning process.

We have identified leaders for the planning process or we know how we are going to
select them.

We have identified people to speak on behalf of the cancer plan.

We have a process to recognize the contributions of the cancer control group members
to the planning effort.

We know how we are going to divide the cancer control planning group into work-
groups and what we expect these workgroups to bring back to the whole group.

O O OO oo o o

We have administrative personnel to maintain mailing lists, organize meetings, record
minutes, keep planning group files up to date, etc.

3. What will be in our plan?

We know which cancer issues will be a part of our plan and which will not.

We know who the plan is intended for — that is, who we expect to implement it or sup-
port it.

We have a mission and vision statement for the plan or know how we will develop one.
We have defined the broad goals of the cancer plan.

We have clear instructions on how to make our objectives specific, measurable, and
linked to the goals of the plan.

We have defined the process for identifying cancer control strategies that have a high
likelihood of being successful.

We know how we will set priorities for the plan and what criteria we will use to select
them.

We have an approach for identifying resource needs to implement the plan.

OO0 O 0O ooo ogd

We know who will write the plan.
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4. How do we communicate and implement our plan?

[ ] We have defined a process for reviewing and approving the plan, including a process for
public input, if appropriate.

We have a communications strategy to make the nation aware of the cancer plan.

We know with whom we need to communicate about the plan, how to reach them, and
what we want them to do to support it.

We have a specific strategy to inform our national leaders about the plan.

We have an approach for preparing our cancer control leaders and group members to
speak publicly about the plan.

We know who else we need to invite to join us in implementing the plan and how we
are going to recruit them.

We know what resources we will need to implement our plan and have a collaborative
approach to getting them.

O 0O 0O oo oo

We have defined the process and timeline for formally and regularly reviewing progress
in our cancer plan.

5. Yo ewill we know if we are swuccessful/?

[] We have skilled evaluators who committed to helping design and carry out an evalua-
tion.

We have defined a process to determine the questions that will be included in the evalu-
ation.

]
[] We have defined the resources needed for the evaluation and know where we will find
them.

]

We have a strategy to summarize the results of the evaluation and report them to deci-
sion-makers and the public.
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Section 1

What is our country's cancer picture?

Review the Before you begin checklist before starting this section!

Content

Introduction

very country should use available or easily collectable data to develop a picture of the
Enational cancer burden and the factors that either increase the burden or help reduce it.

This picture should be used during the cancer control planning to identify the country’s
major cancer control needs, set priorities for action, and serve as a baseline for evaluating progress
when the plan is implemented.

Some countries have cancer-related data that are readily available. Others may need to get data
from a credible source outside the country to use in their country cancer picture. The
International Agency for Research on Cancer’s GLOBOCAN database has data online on every
country, and UICC may also have a profile for your country.

Two types of data may be useful for building a picture of cancer in your country: quantitative data
and qualitative data.

National Cancer Control Planning Resources for Non-Governmental Organizations
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P Quantitative data consists of specific numbers that have been obtained through some method
of counting (e.g., registry data, survey results, census records, or laboratory test results).
Quantitative data assist in making decisions that are often precise and reliable. However, some
quantitative data are estimated. Existing data may not include reliable community or regional
information.

On the other hand, new data collection can be expensive and time consuming. You should find
out how the data were derived to determine their accuracy.

P Qualitative data are more subjective sources of information based on obtaining ideas and opin-
ions in a less precise and reliable manner than quantitative methods. Qualitative methods
include focus group interviews and interviews with key experts or decision-makers.

Qualitative data can be less expensive and quicker to gather than quantitative data. Qualitative
methods provide insights into issues — not definitive results about specific questions. They rely on
fewer individuals who are not usually selected randomly, thus the results are not considered rep-
resentative of views on the needs of populations.

Quantitative data and qualitative data address different questions and are not a substitute for each
other. Despite this, in the absence of either, you may decide to use the data available until more
reliable information sources can be developed.

éé(;o/;/g princip/ es

Ll The cancer burden should be described in the context of the chronic disease burden of
the country and its overall disease burden.
1.2  Itis a good idea to have one or more people who are knowledgeable about data and
understand the available data.
1.3 The cancer burden assessment should include:
a. Demographic information on the population
b. Data on cancer incidence and mortality in the population
c. Behavioural data related to cancer risks
d. Health and social system data
e. Existing cancer resources, including major cancer facilities, cancer workforce infor-
mation, professional education, and current funding resources allocated to cancer
control
f. Political and cancer control leadership

g. Capacity to support enhanced cancer control eftorts
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l.s
.6

1.7

LS

110

112

113

The availability of cancer data varies from country to country. At the start of the assess-
ment, countries should identify:
a. Cancer-related data that are readily available
b. Cancer-related data that could be reliably obtained during the cancer control planning
c. Cancer-related data that are needed but will not be available during the cancer con-
trol planning
Data used in developing the cancer picture should be for the most recent years available.
Where historical data are available, trends in data should be described in the cancer pic-
ture, especially trends that illustrate whether the cancer burden is rising or the preva-
lence of risk factors (such as tobacco use) is changing.
Some countries have a national cancer registry, which is very important in gathering the
data on cancer incidence that are needed
Where possible, variations in the data should be noted. Important variations may include:
a. Age differences
b. Gender differences
c. Geographic variations (e.g., by province)
d. Rural/urban differences
e. Ethnic variations
If you do not have a cancer picture already, look at examples of what other countries
have done before you start developing your own picture.
It is best to assemble the cancer burden information before beginning the planning
process. Where that is not possible, data should be assembled during the early stages of
planning. Examples from some countries that have completed burden assessments indi-
cate that it generally takes about nine months to complete a good assessment.
The quality of cancer data varies widely, even within a country. For example, some
countries may have mortality data but no incidence data or vice versa. Others may have
good data about cancer, but no data on the prevalence of risk factors, e.g., tobacco use,
human papilloma virus (HPV) infection rates, or health services data, e.g., cancer screen-
ing rates. In some cases the reliability of the data may be good. Whatever the data avail-
able, a decision will need to be made about whether they can be used for planning pur-
poses. In general, using what data you have is better than using no data; but you should
be aware of how reliable the data are, as well as their limitations.
Needs for new or improved cancer-related data should be included in the cancer control
plan.
To be most useful, the analysis of the country cancer data should include:
a. Cancer and risk factor trend information
i. things that are getting worse
ii. things that are getting better
iii. things that are not changing
b. Gaps in cancer service delivery

¢}

. Population and health disparities
d. Identification of specific targeted needs and population groups to be addressed by the plan

National Cancer Control Planning Resources for Non-Governmental Organizations
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.14  If possible, the cancer picture should depict the economic impact of cancer on the
country as well as its burden in terms of human suffering.

I.l1s  The cancer picture should also tell the story of what will happen to the cancer burden if
nothing new is done to tackle it — that is, what is the cost of doing nothing.

1.l The cancer picture should note which major cancer control problems or needs can be
addressed by existing cancer control interventions and which cannot. You must also
decide which interventions are feasible in your country. For example, tobacco-caused
cancers can be addressed through known smoking cessation or tobacco control policy
interventions; at the same time, there are no effective mass screening interventions for
detecting pancreatic cancer early. Pap tests may be feasible in some countries while in
others, visual inspection of the cervix may be more feasible.

I.IZ# Data should be collected during the burden assessment only if they are useful to the
planning process. Data that are interesting but do not help make decisions about what
to include in the plan should not be collected immediately.

I.Ig  The cancer assessment should also include an assessment of the readiness for the country
to undertake national cancer control planning.
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Critica/ ?desz‘ions for p/a/mi/g

The following questions should help identify things that need to be done to complete a cancer
burden assessment and a picture of cancer in your country.

CALCCC <KL«

What existing documents and data sources do we already have that should be included in
the assessment? Who has them? What do we need to do to access them?

Who are the major experts on cancer data in our country? Are they involved in assembling
our cancer picture? If not, how can we invite them to become involved?

What other data do we need in order to have a complete picture of the cancer burden in
our country? Do we have the capacity and resources to collect that information before or
during the cancer planning process?

Have all of our cancer control partners reviewed the cancer data together? If not, how will
we get our partners’ input on interpreting the data?

What conclusions should be made about the major cancer needs in our country based on
the picture we have created?

How should we report the cancer burden data to our national decision-makers? To the
public?

What are our needs for new or better cancer-related data in future years?

Have we completed an assessment that indicates we are ready to develop a national cancer
control plan? If not, what else do we need to do to get ready?

Planning Zools Ffor creating a cowntry cancer piclure

Gudle  [deswouiipaes Wdnaseaad
ouilys ORI BN GRS R e
Tipsheet  Potential data elements for inclusion in a cancer burden assessment
Tipsheet __ Potental data cements forinclusion in a cancer burden assessment. .
e

NCCP tools can be accessed through www.uicc.org

National Cancer Control Planning Resources for Non-Governmental Organizations
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Samples and examples

Keferences

Australia: Priorities for Action in Cancer Control 2001-2003
hitp:/ /www.health.gov.au /internet /wems /publishing.nsf/ Content /pq-cancer-pubs-priorities

Cancer Incidence in Five Continents, DM Parkin, SL Whelan, ] Ferlay et al, JARC, Lyon 2005

Comprehensive Cancer Control Jurisdiction Guidebook for United States Associated Pacific Island
Nations, National Partners for Comprehensive Cancer Control, 2005, pages 11-15

Dutch National Comprehensive Cancer Control Programme, Part 1, Vision and Summary 2005-
2010. English text: http://www.ikcnet.nl/bibliotheek /index.php?id=1494&start=15

Evidence-Based Cancer Prevention: Strategies for NGOs: A UICC Handbook for Europe,
UICC, 2004, pages 15-33. http:/ /www.uicc.org/fileadmin/manual/ 5burden.pdf

France: Cancer — A nationwide mobilization plan — http://www.plancancer.fr
Text in English: http://www.plancancer.fr/Documents/ CANCERPLAN.pdf

GLOBOCAN 2002, Cancer Incidence, Mortality and Prevalence Worldwide, IARC CancerBase
No. 5 version 2.0, IARC Press Lyon, 2004. http://www-dep.iarc.fr

Guidance for Comprehensive Cancer Control Planning — Volume 1: Guidelines and Volume 2:
Tools, US Centres for Disease Control and Prevention, 2002
http:/ /www.cde.gov/ CANCER /ncccp /guidelines /index. htm

National Cancer Control Programmes: Policies and Managerial Guidelines, 2nd edition, World
Health Organization, 2002, pages 119-123. http://www.who.int/cancer/media/en/412.pdf

State Cancer Profiles. See Step 1 of the Cancer Control PLANET
http:/ /cancercontrolplanet /cancer.gov

WHO Self-Assessment Tool for National Cancer Planning, to be released on www.who.int

Samples and examples can be accessed through www.uicc.org
-_i-
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Section 2

tho can help us develop ard implement a cancer plan?

Review the Before you begin checklist before starting this section!

e Introduction

e Guiding principles

e Critical questions

e Practical tools

e Samples and examples
* References

Inz‘roa/acz‘ Jon

Agood comprehensive cancer plan will include a group of knowledgeable, interested people in

its development. The reasons for this are simple;

P The more people who are involved in writing a plan, the more likely they are to be engaged in
implementing it.

P With different stakeholders involved, a country has multiple perspectives about the cancer prob-
lems it faces, and multiple ideas about how best to tackle them that should be sorted through.

D Having a group involved in planning helps share the work so that no one person or organization
is overwhelmed while contributing to the effort.

This group should represent diftferent parts of society — NGOs, government, and the private sector

(e.g., business leaders). The number of people involved may depend to some extent on the popu-

lation of the country.

Recruiting people to participate in cancer planning can be challenging. The process needs to keep
people interested and involved so they complete the plan. Once a plan is finished, it will be neces-

sary to recruit other people to help with implementing it.

You may also wish to consider interacting with experts and organizations outside your country that
have had experiences similar to yours.

National Cancer Control Planning Resources for Non-Governmental Organizations 21



Ga}a/}ng principles

Who to imvolve

2.1

2.2

2.3

2.4

2.5

2.6

The number of people developing a cancer plan will vary from place to place. In Israel, approxi-
mately 35 people were involved, in the Netherlands, some 150-180, and in France, nearly 200.
The key question to ask is not “How many people should be included?” but rather “Do we have
all the right people here, so when the plan is done no one can criticize or dismiss it because the
‘right’ people weren’t involved?”

You may also involve experts or representatives of organizations outside the country. These may
be may be experts in planning or in cancer or individuals who have been directly involved in devel-
oping their own country plans.

Determine early in the process what is the right mix of people for developing your cancer plan. In
most cases, there is a mix of government and NGO involvement. In some cases, the government
may develop the cancer plan and then promote it in the population. In other cases, NGOs may
develop the cancer plan and try to “sell” it to government. The key is to involve people who will
take on the responsibility for developing the plan.

Cancer patients, survivors and their families should be included in the cancer planning process.
Their experiences are important benchmarks of what is and what is not working in the country’s
cancer programume.

The cancer planning group should include the major cancer experts in the country. It should also
include other key figures who may be helpful in implementing the plan and who represent impor-
tant stakeholder groups (e.g., the mass media, major employers, elected officials, educators, and reli-
gious leaders).

In deciding who to invite to participate, consider people with the following characteristics:

They care very much about the cancer problem

. They are capable of contributing to the planning process

They want to participate and can work well with others

. They can influence others to participate

They may be able to access resources to help with the plan

They are persistent and work hard for what they believe in

. They can advocate with others to gain support for the plan

SwR M e oo oo

. They are realistic

-
.

They communicate clearly
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Leadership

2.7 A cancer planning effort must have champions and leaders. Champions are often well-
known people who can speak on behalf of the cancer plan and inspire others to partici-
pate. Leaders are those who will take on extra work to help organize the planning effort
and make sure it is moving forward; they are often more recognized inside the planning
group than outside. In some cases, champions and leaders can be the same people.

2.% Leaders are often chosen by the planning group or the organization leading the planning
effort. Leaders need to be seen by others as expert in some area of cancer. More impor-
tantly, they must be able to think more broadly than their own area of expertise and help
manage the planning discussion across all the major goals for the programme. For exam-
ple, well-known clinical experts (physicians) are often asked to lead the planning. These
clinicians need also to be able to lead discussions of non-clinical cancer needs in the coun-
try (e.g., prevention programmes).

2.9 Many cancer planning groups choose to have two or three co-leaders to ensure a wide
range of expertise in leadership and help retain continuity in case a leader has to leave the
process before it is complete.

Stractare, involvement and Sappori for /arfl‘cfpaf;on

2.0 Some countries set up steering committees to help plan the process for completing a can-
cer plan and to make sure the process is working. For example, Australia, France and
Serbia had such committees. China did not. People who are on a steering committee
make a special commitment to meet more often than other participants.

2.1 Cancer planning groups often divide into smaller groups to discuss specific cancer topics
and bring recommendations back to the full group. For example, there might be smaller
groups on prevention strategies, early detection strategies, or treatment strategies. Or there
might be smaller groups on specific cancers, such as cervical cancer, breast cancer, or col-
orectal cancer. When smaller groups are formed they must be given clear instructions on
what is expected of them, when their work will be completed, and what support they will
have to get it done.

2.12  When recruiting people to participate in a cancer planning process, it is important to share
with them the following:

a. Why a cancer plan is important to the country.

b. Why they specifically are being invited (e.g., because of special expertise, or because
they represent an important group of people in the fight against cancer).

c. How much time they are expected to contribute until the plan is done (e.g., over the
next year they will attend five one-day meetings, participate in six one-hour confer-
ence calls, and spend approximately 20 hours reviewing and commenting on drafts of
the plan).

d. What benefits they will get from participating (e.g., public visibility for themselves or
their organizations, new working relationships with cancer experts, ideas to help them
manage their own cancer programmes better)

National Cancer Control Planning Resources for Non-Governmental Organizations
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2.3 It is important for the planning group to know who will decide on the final content of
the plan. In some cases, the key health leaders in the country decide what the final plan
will include. In others, everyone who participates in the planning effort has a vote on
whether to accept the plan or not. In general, the more people who have a say in deci-
sion-making, the more likely they will be to help implement the plan when it is done.
Whatever approach you choose, participants in the planning process need to know at the
beginning how decisions will be made.

2.4 It is important to publicly recognize and honour those who take time to help develop a
cancer plan. This can be accomplished in a number of ways (e.g., giving “awards” for par-
ticipating, or putting the names of all the participants at the front of the plan).

2.5 Some countries have resources for completing the planning process and are able to devote
staff to help get the work done. Others rely solely on volunteer resources to get the plan
done. In either case, it is important that someone be designated to coordinate the overall
process and to be the person to whom all questions about the cancer plan and the plan-
ning process should be directed.

T imefranrte

2.6  Developing a cancer plan is a long process, taking an average of one to two years. It is
important during that period to have established lines of communication with all the par-
ticipants about the progress being made and the issues that arise so that people stay well
informed and feel engaged in the process.

2.7 Itis very useful to ask participants regularly (e.g., every six months) how well they feel the
cancer planning effort is working and whether they think their ideas are being heard.

National Cancer Control Planning Resources for Non-Governmental Organizations



Critica/ ?aesz‘ions for p/a/mi/g

The following questions should help identify factors that need to be considered in assembling a
group of people and keeping them engaged and committed to the cancer plan's development and
implementation.

<

W CKC LKL

Who are the cancer experts in our country? Are they already committed to working on our
cancer plan, or do we need to recruit them?

For our cancer plan to be seen as credible, who else needs to be involved in the cancer
planning process?

Who is responsible for recruiting people to participate in the planning process?

Have we defined what we expect of each person in the planning process? Have we com-
municated that to them?

What are the decision-making rules and structure for our planning group?

How, and how often, will we ask our partners if they think the planning process is working
well?

How will we choose leaders for the planning effort?

Who are our champions that will speak for us in public? What are we doing to prepare
them for this role?

How will we publicly recognize and thank the people who helped develop our cancer plan?

Will we have smaller strategy groups working on parts of the plan? How will they be sup-
ported? Have we clearly defined what is expected of them and when their work is to be
completed?

Diagram Levels of involvement of government al cancer planning process:

s
é

i
~ T """ T Advantages and disadvantages of governmeént-leéd, NGO-Ied, and jointlyied” %

" Advantages and disadvantages of government-|

inf)i}left____Ee&n_cgr_glannin_g_effort_s_____________________________________:
Worksheet” ~~ Build and enhance the comprehensive cancer control partnership” ~~ *
Chedit " Desiabe leadesip chaacteics o cancer plarming """
Diagram ~ " Sample organizational charts for cancer planning """ """ " 77" T :
Tipsheet " Sample charge to a small work group """ """ " " ]
gipsheet | __ LSt of resources needed for @ cancer planning effor_ " _ 1 _ 1 3
Tipsheet ~ Tips for starting a cancer planning group " TTTTTh

NCCP tools can be accessed through www.uicc.org
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Samples and examples

Samples and examples can be accessed through wwiv.uicc.org

( eferences

Guidance _for Comprehensive Cancer Control Planning — Volume 1: Guidelines and Volume 2:
Tools, US Centres for Disease Control and Prevention, 2002
http:/ /www.cdc.gov/ CANCER /nccep /guidelines /index. htm

Find Programme Partners in Cancer Control and Find Research Partners in Cancer Control. See
Step 2 of the Cancer Control PLANET.
http: / /cancercontrolplanet.cancer.gov

I
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Section 3

wWhdat will be in owur plan?

Review the Before you begin checklist before starting this section!

Content

Iﬂf roduwction

he cancer picture in your country (see Section 1) is the foundation for building your plan.

I The cancer planning group you have recruited (see Section 2) will use the burden statement

to begin identifying which cancer problems should be dealt with in the plan and what should

be done about them. It is useful to think through how to organize the discussion of these topics and

then how to assemble the ideas generated into a proper plan that will get a high level of attention
from the country’s decision-makers and the public.

Every cancer plan looks different from others, and yours will too. Your plan must reflect the needs
of your people, their culture, and the resources of your nation. It is useful, however, to look at
examples of cancer plans that have been developed elsewhere to get ideas about ways to organize

your plan.

There are several early decisions your group will have to make:
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> Whdat will be 2he SCcope o the p/an?

Some plans are truly comprehensive — they cover many cancers and deal with everything from
prevention to early detection, diagnosis and treatment, and also issues facing people who sur-
vive cancer. Other plans start with a more limited scope. They may deal with only a few can-
cers or focus on a particular aspect of cancer control, such as prevention or treatment. In either
case, it is important that the framework of the plan include the whole country.

P ho is the plan For?

The primary audience for the plan must be clear. Plans are usually made public (that is, everyone
can see them), but sometimes the audience for the strategies is more limited. Some plans are
intended for all cancer-focused organizations in a country; some may be for only one or a few
NGOs; some may be only for government. The question to ask is, “Who do we expect to act
on this plan when it is done?”

B Will 2he plan be implemented arowund the courntry?
Some plans are developed and implemented at the national level only (as was done in Israel).
Some countries develop cancer plans that are implemented by states or provinces (as was done
in the United States). Other countries develop plans that are implemented at both the nation-
al and at the state or province levels (as was done in China and the Netherlands).

éé(;o/f/g pr/'hc;p/es
Components of a plan

3. Cancer plans often have a vision statement that describes very briefly the intent of the plan.
For example, a vision statement might be, “No more cancer.” Another example is, “To
eliminate cancer as a major public health problem.” Vision statements describe what the
world would look like if you were to be successful.

3.2  Some cancer plans also have a mission statement that describes very briefly what your plan-
ning group is going to do, and how. For example, a mission statement might read,
“Working together to develop and implement a national cancer plan.”

3.3  Most plans include a brief summary of the cancer picture that is developed for the coun-
try.

3.4  Some cancer plans include a listing of cancer control assets and liabilities. Assets are things
that can help us achieve a cancer control outcome (e.g., strong public support for a can-
cer programme, or a great cancer hospital). Liabilities are things that may keep us from
achieving a cancer control goal (e.g., no national budget for cancer programmes, or polit-
ical opposition to a particular cancer control strategy, such as banning tobacco use in pub-
lic places). As the plan develops, the group should be sure that it takes advantage of the
assets and considers how to overcome or lessen the impact of the liabilities that it lists.
Through a SWOT analysis, you can also assess the strengths, weaknesses, opportunities
and threats of your plan.
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3.5

3.6

3.7

3.5

Good cancer plans most often include:
a.Goals
b. Objectives that help achieve the goals
c.Strategies that impact on the objective
i. A rationale for the strategy
ii. Outcomes that are expected if the strategy is implemented
iii. Action steps to implement the strategy
Most cancer plans have broad goals. Examples include:
a.To prevent cancer whenever we can
b. To find cancer as early as possible when it does occur
c.To treat any cancer found with the highest quality cancer treatment available at the time
d. To assure the best quality of life possible for a cancer patient
For each goal, a plan may have multiple objectives for achieving it. Objectives differ from
goals in that they define what should be done to reach the goal. Good objectives are spe-
cific, measurable, attainable, reasonable, and time-phased (SMART). An example of a
good objective might be, “To increase the percentage of women screened for cervical
cancer from 40% to 75% within three years.”
There may be several strategies for achieving a particular objective. Take the cervical can-
cer objective used above. Here are several strategies that may help achieve that objective:
a.Every woman who enters a hospital is informed of the importance of having a Pap test
b. The government pays for all VIA (visual inspection after the application of acetic acid)
for women who cannot afford them
c.Every primary care doctor in the country is trained in the latest techniques for doing
VILI (visual inspection after the application of Lugol’s iodine).
d. Religious leaders educate their followers on the need to obtain cervical cancer screen-
ing tests

Cancer controf strategies

3.9

3.10

Many strategies may be included in a national cancer plan. Usually there is a need to estab-

lish priorities among these many strategies because no nation can usually do everything

that is needed. Instead, the cancer planning group decides which strategies are most

important to start with. Some cancer plans set priorities among objectives as well as strate-

gies.

Strategies for intervening on cancer problems fall into three broad categories for action. A

good cancer plan will likely have a mix of these:

a. Strategies that focus on individual behaviour change (e.g., strategies that change smok-
ing behaviour)

b. Strategies to enhance the practices of health professionals (e.g., strategies that educate
clinical staff in new or better cancer detection techniques)

c. Strategies that involve changing the policies and actions of systems that impact on can-
cer control (e.g., mandating that hospitals provide certain cancer care services for all
patients who require them)

National Cancer Control Planning Resources for Non-Governmental Organizations
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3.  Whenever possible, strategies suggested in the plan should be based on some evidence,
usually derived from scientific studies, that they are eftective. UICC and others have put
together summaries of the evidence that exists for many cancer control strategies (e.g.,
Matrix of Evidence Reviews across the Cancer Control Continuum,
http://deeps.nci.nih.gov/d4d /info_er.html)

3.12 Sometimes there is no evidence about what strategies may work best, or strategies that have
worked elsewhere aren’t working in your country. When that happens, plans need to allow
for creativity and innovation in developing new approaches relevant to your country’s con-
text.

3.13 Be aware of other chronic disease efforts or plans in your country. Some cancer strategies
connect very well to programmes for other chronic diseases that are already working. For
example, you may want to reach women of a certain age group for cancer testing. It may
be that a national diabetes programme is already reaching the same women. Your cancer
plan may then have a strategy to join forces with the diabetes programme, in order to
reach these women with both tests.

Sez‘z‘irg priorities

3.14 Before you start, it is important for the cancer planning group to agree on what the crite-
ria for setting priorities will be. For example, in France the criteria included which cancer
problems caused the greatest burden and which strategies dealt with issues raised and con-
sidered most important by cancer patients and survivors. In Australia, emphasis was placed
on strategies that tackled cancer disparities as well as those with the most population
impact. Other countries have chosen to emphasize those cancer problems where no new
resources are needed, because there is an existing capacity to cope with them.
3.1s Once criteria have been agreed on, there are several methods for setting priorities. Your
cancer planning group should decide on the method it will use well in advance.
a.Consensus — everyone on the planning group comes to agreement about what the pri-
orities should be. This is ideal but rarely occurs.

b. Vote — everyone has the opportunity to vote on which strategies should be priorities.
Those strategies with the most votes become priorities.

c.Commitment — members of the planning group are asked to commit themselves to
working on one or more strategies. Those strategies that have several people or organ-
izations willing to work on them become priorities.

3.¢  For each priority strategy, an action plan should be developed, with the major action steps
that are required. The action plan should include the expected outcomes of implement-
ing a strategy. To illustrate, using the cervical test example above, if every woman who
came into a hospital were informed of the importance of getting a Pap test, how far could
we move from the current 40% of women screened for cervical cancer to the 75% we
would like to see? By identifying the expected outcomes, the planning group may decide
that a strategy really won’t impact on the problem and choose other strategies instead. The
action plan also needs to identify additional resources needed to fully implement the strat-
egy and the action steps to obtain them. Finally, the action plan needs to identify who has
the responsibility to carry it out and establish a timeline for taking the action.
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Fis nd/;g resources

3.7

3.8
3.9

A discussion of what resources are needed to implement the plan and how to obtain them

should be included in the plan. This means developing an overall budget for the plan,

including the resources needed for the priority strategies. Approaches to finding resources

include:

a.Reallocating or optimizing existing resources

b. Obtaining grants to implement specific strategies in the plan

c.Creative means of financing the whole plan (e.g., increasing taxes on the sale of tobac-
co products and dedicating all or some of the revenue to implementing the cancer con-
trol plan)

The plan should include a section on how the plan will be implemented (see Section 4).

There is a need early in the planning process to identify responsibilities for actually writ-

ing the plan. Some plans have been written by a single author, others by a special writing

committee. In other cases, individuals have written sections of the plan and an editor has

finalized the whole plan.
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Crdical ?&(&52‘/0/76 £or c/e\/e/opi/zg Zhe /9/62/7

The following questions should help identify the major topics that should be included in a country
cancer plan and how to address and organize them.

<

What will be the scope of our plan?
What parts of the cancer problem will we address in it?
What parts will be left for future plans?

Who is the plan for?
Who will implement it?

Do we have a vision statement and mission statement?
Do all the members of the planning group know what these are?

Should we develop a list of cancer assets and liabilities for our country?
Do we have goals?
How will we assure that our objectives are specific, measurable, and tied to the goals?

What is our process for identifying strategies to achieve our objectives and goals and assur-
ing they will really impact on the cancer problem?

What criteria will we use to establish priorities?
What method will we use for setting priorities?

How will we identify the resources needed to implement the plan and strategies for getting
those resources?

CACC KKK KL

Who is going to write our plan?
How will they be involved from the beginning of the planning process?

Tipsheet  Selecting an organizing framework for the plan 7T
Tipsheet” "~~~ Sample timeline for developing a cancerplan T TTTTTT

p p p p i
fipsheet ~~ Sample outline of a national cancer plan ~ """ T T TTTTTITTTNA

P p 2 '
Tipsheet Selecting goals, objectives, strategies and outcomes
o LR R
Tipsheet ~ Developing action plans for our priorities %

P P P P :
Toahont ™ Ao plan vl A
e T IS,

NCCP tools can be accessed through www.uicc.org
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Samples and examples

Samples and examples can be accessed through wwiv.uicc.org

( eferences

Comprehensive Cancer Control Jurisdiction Guidebook for United States Associated Pacific Island
Nations, National Partners for Comprehensive Cancer Control, 2005

Evidence-Based Cancer Prevention: Strategies for NGOs A UICC Handbook for Europe, UICC,
2004. http:/ /www.nicc.org/index.php?id=1143

Guidance for Comprehensive Cancer Control Planning — Volume 1: Guidelines and Volume 2:
Tools, US Centres for Disease Control and Prevention, 2002
http:/ /www.cde.gov/ CANCER /necep /guidelines /index. htm

Matrix of Evidence Reviews across the Cancer Control Continuum
http:/ /decps.nci.nih.gov/d4d /info_er.html

The Cancer Control PLANET. http:/ /www.cancercontrolplanet.gov

The Cancer Plan. http://wuww.cancerplan.org
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Section 4

YWow do we communcate ard implement oy plan?

Review the Before you begin checklist before starting this section!

e Introduction

e Guiding principles

e Critical questions

* Practical tools

e Samples and examples
* References

Ihfroddc’f Jon

ancer plans are excellent guides for what a country should do to reduce the burden of
C cancer. Having a plan implies that you intend to take action — to implement the priority

strategies in the plan. Sadly, there are cases when a lot of effort is put into making a plan
but the plan is never implemented. Even as your cancer group is planning, therefore, it needs to
be thinking about how the plan will be implemented. Discussing implementation in the plan itself
is an important first step.

Implementing a cancer plan requires two types of action. The first is to communicate the plan to

cancer-interested organizations, decision-makers and the public. The second is to reorganize the
planning group into an action group.
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Gaia/ing princip/es
Commam‘caz‘irg Zhe plan

4.1 Even before the plan is finished there may be an opportunity to share a draft of it with
people outside the cancer planning group and invite them to comment. This begins a
process of engaging others who may be important to the implementation process. For
example, there may be some cancer experts or leaders who were unable to participate in
the planning process — inviting their comments on a draft of the plan may keep them inter-
ested in what you are doing. Similarly, asking key leaders in the country (e.g., the Minister
of Health) to comment on the plan begins to get them interested in the plan. With mod-
ern technology such as the internet, some cancer planners are posting their draft cancer
plans online and inviting comments from the broader public.

4.2 Once the plan is finished, it is important to communicate that the plan exists and your
planning group intends to see it implemented. Here are some ways to communicate about
your cancer plan:

a. Hold a major public event to announce the plan to the public. Invite national leaders
and the mass media. Plan an event that is exciting, reminds people of the major burden
that cancer places on the citizens, and invites people to get involved in implementing
the plan.

b. Deliver copies of the plan to the major political leaders in the country.

c. Ask the national legislature to hold a special hearing on cancer in your country and to
discuss the strategies you are recommending.

d. Ask each member of your cancer planning group to communicate the plan to the mem-
bers of their own organizations.

e. Hold community meetings around the country to present the cancer plan and discuss
how communities can implement parts of it.

f. Post the cancer plan on a website and ask the media to make its availability known.

g. Send copies of the plan to libraries and ask them to let the public know about it.

h. Arrange for the leaders of your cancer planning group to give interviews to key mass
media.

4.3 The leaders of your cancer planning effort need to be well prepared to speak about the
plan. They should know the contents of the plan thoroughly, particularly the facts about
the cancer burden in the country and the priority strategies you want the country to adopt.
Anticipate the difficult questions that might be asked, prepare short, eftfective answers, and
practice them with your leaders.

4.4  Every opportunity your group gets to present the plan should end with a call to action. A
call to action asks the audience to do something to support the plan and may be difterent
depending on the audience. If your audience is the public, for example, you may ask them
to adopt certain kinds of behaviour (“eat more vegetables”, or “get a breast cancer test”,
or “take your parents to get a cancer check-up”). If the audience is members of the health
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professions, you may ask them to work with your cancer group on a particular strategy. If
the audience is national political leaders, you may ask them to support a specific policy.
The key point is asking people at every opportunity to do something that supports one or
more of the strategies in your plan.

4).5  Prepare some specific stories about people with cancer in your country. Some of these sto-
ries should speak to the challenge that a cancer diagnosis presents. Others should speak to
the good things that can happen as a result of cancer control. The stories should be real,
not made up. The stories should relate to the priority strategies in your plan. For exam-
ple, if one strategy is to increase the percentage of eligible women getting cervical cancer
tests, a story of a woman who got such a test and what happened to her could be a pow-
erful statement. Some cancer plans include such stories as part of the plan. Organizations
that work directly with cancer patients can often help you find people who have good sto-
ries to tell.

4. Implementation creates an ongoing need to communicate with the cancer group mem-
bers to keep them informed on progress and issues that arise. The group should decide
how often they want communicate with each other, about what and how, and who will
be responsible for initiating the communication.

4. Leaders come and go as professional lives change or new politicians come into power.
Often, especially where government plays an active role, there is a need to brief new lead-
ers who should be involved in implementing the plan. As soon as possible after a new
leader takes office, the cancer control group should request an opportunity to briefly pres-
ent the plan and its significance for the cancer problem in the country. As with all com-
munications, the presentation should end with a call to action, usually asking for the sup-
port of the new leader. In preparing for this briefing, it is important to gather information
about the new leader, including any known previous experience with cancer or in cancer
control efforts.

prgﬂar/rg for implementation

4.8  The group that worked on the cancer plan will often need to expand and reorganize itself
to implement the plan.

4.9  Some people who worked on the cancer plan may also work on implementing it. Others
may delegate someone else from their organization to work on implementation. For
example, the president of an NGO may have participated in the planning, but once the
plan is done, he or she may ask others in the NGO to work on specific strategies. Keep
in mind that some people and organizations that were not involved in developing the plan
may want to be active in implementing it and should be given the opportunity to do so.

410 The individuals who were leaders of the cancer planning group may wish to step aside
once the plan is done and let others lead the implementation eftort. There should be clear-
ly defined rules for how long leaders serve and how new ones are chosen.

4.0l A most effective strategy for implementation is to form a team of volunteers to oversee the
implementation of each strategy. If your cancer plan has six priority strategies, then your
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4.2

4.3

414

group forms six action teams to work on implementation. Each action team is asked to

work on the specific action steps identified in the plan and report back from time to time

to the full cancer group on progress and problems with the implementation. These action

teams will need leaders, either chosen or assigned to them. They will also need logistical

support for their work (e.g., conference calls, or grant writing).

A major part of implementation has to do with resource needs and acquisition. The indi-

vidual action teams will identify their own resource needs. It is good also to look at the

resource needs of all the priority strategies and make a coordinated eftort to obtain them.

For example, it is better to make one request to a foundation, for funds for several strate-

gies, than to have a different and competing funding request for each strategy.

Accountability is an essential part of implementing the cancer plan. Some cancer groups

respond to this need by conducting an annual review of progress in the plan. A progress

report is prepared for the members of the group and often made available to the public as

well.

Progress reviews typically cover a number of questions, including:

a. What progress has been made in implementing the key strategies over the past year?

b. What is working well in implementation?

c. What is not working well in implementation? What can be done to make it work bet-
ter?

d. What will the priority strategies be for the coming year? What strategies will we con-
tinue with? What new ones will be added, if any?
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The following questions should help identify the important actions that will be required to imple-
ment the national cancer plan properly.

Vv

AL CC KKK

Will we ask for comments on our draft plan from people outside the cancer planning
group? Who will we ask?
How will they make their comments?

How will we tell the country about our plan?
Who is responsible for leading this communications effort?

Who are the people and organizations we most want to tell about our plan?
What is our call to action for each one of them?

How will we prepare our leaders to talk publicly about the plan?

What changes do we need to make in the way we are organized for planning to become
implementation?

Who outside the cancer planning group needs to be involved in implementation?
How will we recruit them?

How will we select leaders for the implementation phase?
How long will we ask people to serve as leaders?

How can we increase active support for the plan from our national and community leaders?
How will we coordinate the effort to obtain the resources needed to implement our plan?

How often will we formally review progress and what will the review include?

Worksheet Communicating the cancer plan .
Worksheet ~ " Expanding the group for implementation "~~~ """ """ Tt TN
B e e e e

NVorksheet _ Id-entlfylng resources for implementation

‘l’lpsheet Sample outline for a progress review '

NCCP tools can be accessed through www.uicc.org
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Samples and Examples

Samples and examples can be accessed through www.nicc.org

( eferences

Comprehensive Cancer Control Jurisdiction Guidebook for United States Associated Pacific Island
Nations, National Partners for Comprehensive Cancer Control, 2005

Guidance for Comprehensive Cancer Control Planning — Volume 1: Guidelines and Volume 2:
Tools, US Centres for Disease Control and Prevention, 2002
http:/ /www.cde.gov/ CANCER /ncccp /guidelines /index. htm

Steps 3 and 4 of The Cancer Control PLANET. http://cancercontrolplanet.cancer.gov
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Section 5

Yo wwill we knoew if we are Swuccesstud?

Review the Before you begin checklist before starting this section!

* Introduction

* Guiding principles

e Critical questions

* Practical tools

® Samples and examples
* References

Ihfroc/élc’f 'on

o know if the plan is achieving what it was intended to do, an evaluation must be carried

I out. Evaluation uses many of the same methods as research (e.g., surveys, or cancer reg-

istries) but has a simpler purpose. Where research is designed to provide new information

about cancer control or replicate previous research results, evaluation tells us how well we are

doing in reaching the goals and objectives we have set. Using our previous cervical cancer exam-

ple, if our goal is to increase the percentage of women getting a test from 40% to 75%, the eval-

uation should be designed to let us know how far that objective has been achieved since we began
implementing the plan.

Evaluation is more a management tool than a scientific tool. Using the same example, let us say
after two years of implementation, cervical cancer testing has risen from 40% to 55%. Clearly,
implementing the strategy is having an eftect, but we are still well short of the 75% objective that
has been set.

Cancer control programme leaders must now look at the evaluation results and determine what
they mean for the programme. Here are some possible conclusions they may reach:
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The programme is going well and achieving good results. We need to continue using the strat-
egy and see whether the use of the cancer test continues to rise over the next year.

The programme is going well and achieving good results. To meet our objective over the next
two years, we need to double the resources we are spending on the strategy.

The programme is going well and achieving good results, but the strategy we have been using
has achieved all it can. We need to shift to another strategy to meet the objective.

The programme is going well and achieving good results, but it may be that our original objec-
tive was too ambitious. We may need to scale back our expectation.

vV VvV Vv W©wv

In evaluation, programme leaders, with the input of scientists and evaluators, make a judgment
about how the results of the evaluation affect the direction of the programme. They make a man-
agement decision about what direction the programme will take in the future and how much
resources should be allocated to it. The evaluation provides the data on which to make the most
informed decision possible.

To be effective, an evaluation needs to be well planned and properly carried out, and the results
need to be analysed and used by decision-makers.

Gaia//ng princ',z}a/es
\Decfdl‘hg who el do the evaluation

s.l Good evaluation begins with good objectives that specific, measurable, attainable, reason-
able, and time-phased (SMART). That is why it is so important when developing the plan
to write objectives that are SMART and aligned with strategies that have well-defined
outcomes.

5.2 Evaluation should be designed and carried out by professionals with the appropriate
knowledge, training and experience.

5.3 Engage key stakeholders (e.g., programme staff, administrators, leaders, programme recip-
ients) in developing the evaluation. In this way evaluators get a better understanding of
the programme and buy-in and participation by stakeholders. There is an opportunity to
resolve any issues at the outset.

5.4  Evaluators should be involved in planning as early as possible. If they are involved from
the very beginning, evaluators can often help the cancer planning group to write more
specific objectives into the plan.

5.5 Evaluation requires resources. These need to be identified and budgeted as part of the
planning process.
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ﬁ/pes of evaluation

5.6

A decision should be made about what type of evaluation will be done. There are three

general approaches: process, impact, and outcome.

a. Process evaluation measures whether the programme is operating as expected. For
example, if the plan calls for 100 women a day to be given a cervical cancer test the
evaluation would determine whether the facility doing the tests is capable of handling
that many tests. Or it might measure the number of women who are reached with
information about the cancer test. Process evaluation can also measure how well the
cancer group is functioning as a team and the extent to which members of the group
are actively involved in implementing the plan.

&

Impact evaluation measures the extent to which expected outcomes are being met over

time and measures changes in knowledge, attitude and behaviours (KAB). For exam-

ple:

i. A short-term outcome would be the proportion of women who believe they need
to have the cancer test and know where to get it

ii. A mid-term outcome might be the number of women who actually get the test

c. Outcome evaluation measures more long-term eftects such as changes in morbidity and

mortality. For example, a long-term outcome would be a decrease in the number of

women diagnosed with late-stage cervical cancer.

.Dec/dflg whd o evaluale

5.7

5.5

5.9

Early in designing an evaluation, evaluators will develop questions that will guide the
selection of data collection techniques to answer them. For example, an evaluation ques-
tion might be, “What proportion of women getting a cervical cancer test have never had
one before?” The answer to this question will tell managers and health educators whether
the women being tested are those who already know about the importance of testing and
are getting repeat tests, or whether women who have never been tested before are being
reached by the programme. If the objective is to increase the percentage of women get-
ting a test, then the programme must reach not only the women who have had previous
tests but also those who have never had them.

Evaluators and stakeholders must agree on which questions are to be included in the eval-
uation. Therefore, while evaluators must safeguard their independence and objectivity,
and be free from the influence of programme leaders in reporting their results, they need
to work together to determine the focus of the evaluation.

Past cancer plan evaluations have included questions for:

a. Evaluating the cancer group

b. Evaluating the planning process

c. Evaluating the cancer plan itself

d. Evaluating the implementation process

e. Evaluating shorter-term outcomes
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5.0 The evaluation should ask questions not because people may find them interesting, but
because they can be used to monitor progress. A good rule is to ask, “If I have the answer
to this question, how will T use it to change the programme?” If there is no clear idea of
how to use the data, don’t ask the question.

5.0 Once the evaluation questions are agreed on, we can determine the data we need, collec-
tion methods, analysis, and reporting. Using the familiar example, if we need to know
whether women being tested for cervical cancer have had the test before, we will need
to:

a. Develop a simple survey with a standard set of questions to ask the women if they have
ever had this test before.

b. Create a database with the answers we get. For that we will need to assign someone to
enter the results into a computer programme or a spreadsheet.

c. Analyse the results. To do that we will need to display the data in a way that helps deci-
sion-makers understand them. For example, we might display the results by day so that
we can see if the proportion of previously untested women is going up or down over
time. This requires expertise in data analysis and reporting.

d. Report the results. This means we need expertise in writing reports that are under-
standable and presenting results in a clear manner.

4(51}5 evaludation results

5.1 Reports of evaluation results need to be complete and objective. They should note the
things that are going well, the things that are not going well, what we know about why
things are going well or not (if the data can tell us that), and conclusions the evaluators
suggest the decision-makers consider when reviewing the results.

( eSouUrces

5.2 Evaluation requires resources. These need to be identified and budgeted as part of the can-
cer planning process.
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Critica/ ?aesz‘/‘ons for eva/aaz‘bg Success

The following questions should help clarify the scope of the evaluation to be included in the cancer
control plan and how it will be conducted.

Are our cancer plan objectives and strategies stated in such a way that they can be evaluat-
ed? Are they SMART?

Do we have people involved in the cancer planning process who have the skills needed to
design and carry out an evaluation?

Are we going to evaluate the cancer planning process as we go through it?

Have we set up a process for the cancer group leaders and evaluators to agree on the eval-
uation questions that will be included in the plan?

Will we include a budget for doing the evaluation as part of the resource needs for cancer
control?

Who will be responsible for reviewing the evaluation results?
How often will they be reviewed?

CACCCCKL

How will we communicate the evaluation results to our cancer group and to the public?

Diagram "~ " " An overview of evaluation'steps " """ """ """
Worksheet " Evaluation skill sets ~ """ """ """""""""""""
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NCCP tools can be accessed through www.uicc.org

Samples and Examples

Samples and examples can be accessed through www.uicc.org

National Cancer Control Planning Resources for Non-Governmental Organizations 45



46

( eferencias

Evaluation Resources, US Centres for Disease Control and Prevention

http:/ /www.cde.gov/eval /resources. htm

Manuals. http://www.cdc.gov/eval/resources. htm#FHmanuals

Framework for Programme Evaluation. http://www.cdc.gov/eval/framework.htm

Evaluation Toolkit, WK Kellogg Foundation

http:/ /www.wkkf.org/Default.aspx?tabid=90&CID=281&1temID=28 10003 &ENID=2820003
&LanguageID=0

Guidance for Comprehensive Cancer Control Planning — Volume 1: Guidelines and Volume 2:
Tools, US Centres for Disease Control and Prevention, 2002

http:/ /www.cdc.gov/ CANCER /ncccp /guidelines /index. htm

National Cancer Control Programmes: Policies and Managerial Guidelines, 2nd edition, World
Health Organization, 2002. http:/ /www.who.int/cancer/publications/en/Hguidelines

Planning a Programme Evaluation, University of Wisconsin Extension Service, 1996
http://s142412519.onlinehome.us /uw/pdfs/ G3658_1.PDF

VN

National Cancer Control Planning Resources for Non-Governmental Organizations



Overa// ( eferences

Australia: Priorities for Action in Cancer Control 2001-2003
http:/ /www.health.gov.au /internet /wems /publishing. nsf/ Content /pq-cancer-pubs-priorities

Cancer Control PLANET (Plan, link, act, network with evidence-based tools)
http:/ /cancercontrolplanet /cancer.gov

Cancer Incidence in Five Continents, DM Parkin, SL Whelan, ] Ferlay et al, [ARC, Lyon 2005
CancerPlan. http://www.cancerplan.org

Comprehensive Cancer Control Jurisdiction Guidebook for United States Associated Pacific Island
Nations, National Partners for Comprehensive Cancer Control, 2005

Dutch National Comprehensive Cancer Control Programme, Part 1, Vision and Summary 2005-
2010. English text http://wwiw.ikcenet.nl/bibliotheek /index.php?id=1494&start=15

Evaluation Resources, US Centres for Disease Control and Prevention

http:/ /www.cdc.gov/eval /resources. htm

Manuals. http:/ /www.cdc.gov/eval /resources. htm#Hmanuals

Framework for Programme Evaluation. http://www.cdc.gov/eval/framework.htm

Evaluation Toolkit, WK Kellogg Foundation
http: / /www.wkkf.org/Default.aspx 2tabid=90& CID=28 1 &1temID=2810003&ENID=2820003
&Languagel D=0

France: Cancer — A nationwide mobilization plan http:/ /www.plancancer.fr/
Text in English: http://www.plancancer.fr/Documents/ CANCERPLAN. pdf

GLOBOCAN 2002, Cancer Incidence, Morality and Prevalence Worldwide, IARC CancerBase
No. 5 version 2.0, IARC Press, Lyon, 2004

Guidance for Comprehensive Cancer Control Planning — Volume 1: Guidelines and Volume 2:
Tools, US Centres for Disease Control and Prevention, 2002
http:/ /www.cde.gov/ CANCER /ncccp /guidelines /index. htm

Matrix of Evidence Reviews across the Cancer Control Continuum
http:/ /decps.nci.nih.gov/d4d /info_er.html

National Cancer Control Programmes: Policies and Managerial Guidelines, 2nd edition, World
Health Organization, 2002. http://www.who.int/cancer/publications /en/#Hguidelines

Planning a Programme Evaluation, University of Wisconsin Extension Service, 1996
http://s142412519.onlinehome.us /uw/pdfs/G3658_1.PDF

WHO Self-Assessment Tool for National Cancer Planning, to be released on
http:/ /www.who.int

World Health Assembly Resolution on Cancer Prevention and Control, World Health
Organization, 2005. http://www.who.int/gb/ebwha/pdf_files/WHA58/WHA58_22-en.pdf

National Cancer Control Planning Resources for Non-Governmental Organizations

47



About UICC

he International Union Against Cancer (UICC) is devoted exclusively to all aspects of the

worldwide fight against cancer. Its objectives are to advance scientific and medical knowl-

edge in research, diagnosis, treatment and prevention of cancer, and to promote all other
aspects of the campaign against cancer throughout the world. Particular emphasis is placed on pro-
fessional and public education.

Founded in 1933, UICC is a non-governmental, independent association of more than 270 mem-
ber organizations in over 80 countries. Members are voluntary cancer leagues and societies, can-
cer research and treatment centres and, in some countries, Ministries of Health. UICC is non-
profit, non-political and non-sectarian. It creates and carries out programmes around the world in
collaboration with hundreds of volunteer experts. It works in four strategic directions: prevention
and early detection, tobacco control, knowledge transfer, and capacity building.

UICC is governed by its members through a General Assembly, which meets every two years.
Responsibility for programme structure and implementation rests with an elected Board of
Directors. UICC organizes a World Cancer Congress every two years, as well as annual symposia,
workshops and training courses. It publishes the International Journal of Cancer (30 issues per year),
UICC eNews (every second month), bloom, the newsletter of Reach to Recovery International
(twice yearly), a Calendar of International Cancer Conferences (twice yearly), and technical reports,
textbooks, and manuals.

Its headquarters are in Geneva, Switzerland.

For detailed information please visit wuwiw.uicc.org
or contact UICC:

62 route de Frontenex

CH-1207 Geneva

Switzerland

Telephone: + 41 22 809 18 11

Fax: + 41 22 809 18 10

E-mail: info@uicc.org
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Cancer control is a public health approach aimed at reducing the burden of cancer in a population. Planning integrat-
ed, evidence-based and cost-effective interventions across the cancer continuum (research, prevention, early detec-

tion, treatment, and palliative care) is the most effective way to tackle the cancer problem and reduce the suffering
of patients and their families.

Most countries have yet to begin a systematic national cancer planning effort. Where governments are concentrat-
ing on other immediate health priorities, non-governmental organizations (NGOs) can play a critically important role
in increasing public and leadership awareness of the cancer problem and in developing effective partnerships to take
on the responsibility of cancer planning.

UICC's National Cancer Control Planning Resources shows how to prioritise cancer planning actions and implement
them for maximum impact when working towards a national cancer control programme. It is designed around five
key questions:

P What is our country's cancer picture?

P Who can help us develop and implement a cancer plan?

» What will be in our plan?

p How do we communicate and implement our plan?

P How will we know if we are successful?

AN 1i
global cancer control

UNION INTERNATIONALE CONTRE LE CANCER

resource for action e voice for change

INTERNATIONAL UNION AGAINST CANCER
62 route de Frontenex e 1207 Geneva ¢ Switzerland
Tel +41 (0)22 809 1811 ® Fax + (0)22 809 1810 www.uicc.org
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