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Section 1—Background

This document presents guidelines for developing a comprehensive cancer control (CCC)
plan that can be both implemented and evaluated. The information contained in this document is
based on the experiences of several states that undertook a comprehensive cancer control
planning process in recent years. These states, called “model planning states,” included four that
had participated in comprehensive cancer control case studies in 1997 and 1998 (Arkansas,
Illinois, Maine, and Utah) and two additional states (Kansas and Kentucky). Each of the model
planning states worked with a Centers for Disease Prevention and Control (CDC) program
consultant and a Battelle Centers for Public Health Research and Evaluation (CPHRE) liaison to
go through a planning process to develop a comprehensive cancer control plan. These planning
efforts have resulted in the development of the Guidance for Comprehensive Cancer Control
Planning and the Toolkit for Comprehensive Cancer Control Planning. The planning states have
agreed to share their insights with other states, tribes, territories, agencies, and other
organizations (referred to in this document as states and other organizations) interested in

planning and implementing comprehensive cancer control.

1.1 How Is This Document Organized?

This document consists of three parts and a Toolkit. Part I serves as an introduction to
comprehensive cancer control planning. It consists of this background section (Section 1), and a
section that describes creating a vision that will guide the planning process through various
stages (Section 2).

Part II is devoted to describing the building blocks of comprehensive cancer control
planning. This model is based on the collective experiences of six model planning states—
Arkansas, Illinois, Kansas, Kentucky, Maine, and Utah. Part II provides considerable detail on
each of the building blocks and examples of the activities commonly undertaken. It consists of

six sections, one for each building block. Each section describes a series of activities for putting
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the building block in place. It also contains information taken specifically from the experience of
a state that has been engaged in comprehensive cancer control planning for two or more years.

Part I1I introduces a timeline for comprehensive cancer control planning and previews
both implementation of the plan and institutionalizing the process.

Most of the guidance document provides specific information to develop a
comprehensive cancer control plan and to evaluate it. The toolkit supplements the guidance
document and contains materials that planners can adapt or use for their own planning process.
Some of these tools were derived from tables, instruments, surveys, questionnaires, or other tools
that the model planning states developed as they undertook comprehensive cancer control
planning. Battelle CPHRE developed other tools in consultation with CDC’s Division of Cancer
Prevention and Control to answer a particular need identified by state-based planners. Within the
body of the guidance document, readers will see a reference in print—See Tool # — tool title—to
let them know where to find tools that may be helpful in supporting the activity being discussed
in the text.

Besides the toolkit, the document contains a glossary of terms. Some of these terms are
specific to comprehensive cancer control planning. A term that is included in the glossary is set
in bold type the first time it is introduced in the text of the document. Finally, each section
contains a list of references that expands on the materials presented in that section. These
references are not exhaustive, but they do represent an expanded body of work available to those

who wish to pursue the subjects in more detail.

1.2 What Is Comprehensive Cancer Control?

The CDC defines comprehensive cancer control as “an integrated and coordinated
approach to reducing cancer incidence, morbidity, and mortality through prevention (primary
prevention), early detection (secondary prevention), treatment, rehabilitation, and
palliation.”

In what ways is this approach comprehensive? The concept is built on the recognition
that effective cancer prevention and control planning and programming should address a
continuum of services that range from primary prevention and early detection through effective

treatment, quality care, and end-of-life issues, such as pain relief. Comprehensive cancer control
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also emphasizes integration of many disciplines including administration, basic and applied
research, evaluation, health education, program development, public policy, surveillance, clinical
services, and health communications. Comprehensiveness also signifies the inclusion of major
cancers, all population groups, and all geographic regions. A comprehensive approach to cancer
control is needed because gaps in service delivery and coverage exist. Thus the scope of
comprehensive cancer control involves a diverse group of stakeholders who must coordinate
their efforts to implement such a plan. For this reason, the partnership of stakeholders involved
in developing the comprehensive plan should also be broad and inclusive. These coordinated
efforts usually occur in the context of a formal collaboration across multiple disciplines and
organizations.

Comprehensive cancer control assesses and then addresses the cancer burden within a
given state, tribe, or territory. It builds on the achievements and the infrastructure created for
existing cancer programs. Many of these programs address individual cancer sites (breast,
prostate) or risk factors (tobacco use, sun exposure). These comprehensive cancer control
activities are accomplished through the partnership of stakeholders. The stakeholders carefully
review epidemiological data, including data collected by the state central cancer registry and
research evidence, and then jointly set priorities for action in a systematic way. The partnership
works together to mobilize support to implement the joint priorities that have been established.
Finally, the partnership puts in place an evaluation system to monitor implementation progress
and to reassess priorities periodically in the light of emerging developments in cancer and other
related fields.

Using the experiences of the six model planning states (section 1.5.2), comprehensive
cancer control planning can be categorized into the following six areas:

* Enhance infrastructure.

* Mobilize support.

* Use data and research.

* Build partnerships.

* Assess/address the cancer burden.

* Conduct evaluation

These categories represent the building blocks of comprehensive cancer control.
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1.3 Why Is Comprehensive Cancer Control Needed?

Although many dedicated people and organizations have made substantial contributions
toward reducing cancer incidence, morbidity, and mortality, much remains to be done. The
following list of issues, identified by the states, tribes, and territories with whom CDC has
worked to develop the comprehensive cancer control process, will no doubt be familiar to others

working in the cancer field.

Inadequate infrastructure. Adequate administrative and organizational systems for
cancer prevention and control are lacking in most states, tribes, and territories.

Limited resources for cancer control. Resources, including staff and funding, for
cancer prevention and control in states, tribes, and territories are limited. Challenges
include strong competition for available resources, a lack of flexibility among
categorical funding streams, and minimal support for cancer programming from state
and local governments.

Limited data use in decision making. Planning decisions are often made on an ad hoc
basis with little consideration of evidence. Data staff may not be integrated into
program planning, and cancer data systems or linkages with other surveillance
programs may be inadequate or ineffective. Cancer incidence and treatment data may
be underreported. Data analysis may be affected by minimal support, and some data
may include misclassification of individuals.

Lack of coordination among cancer control efforts. Focus, integration, and
coordination among cancer programs and services and those who provide them may
be lacking. Cancer may be a low priority among competing agendas. Practice
guidelines may conflict, and health care systems may be fragmented and inequitable.

Heavy and unequal cancer burden. Cancer morbidity and mortality rates are
unacceptable and persistently high. Disparities in knowledge, access, treatment, and
survival among subpopulations continue.

Insufficient information about effective programs and services. Implemented cancer
programs and services are not regularly evaluated. For those that are evaluated,
information on what does and does not work is either not disseminated or difficult to
assess and use.

To date, observations show that much can be accomplished by undertaking the

comprehensive cancer control planning process in a carefully planned manner, as outlined in this
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document. The process of initiating and then maintaining a comprehensive cancer control

planning effort—even with very limited resources—is what this guidance document addresses.

1.4 How Was the Comprehensive Approach to Cancer Prevention and
Control Developed?

The CDC has worked with numerous stakeholders to develop a comprehensive cancer
control planning and implementation process. The stakeholders involved in the CDC
comprehensive cancer control initiative have been representatives from federal, state, local, and
territorial agencies; tribal organizations; organizations serving racial and ethnic minorities;
national health organizations; universities and medical centers; private voluntary organizations;
professional associations; consumer groups; and other private sector organizations.

Comprehensive cancer control is an extension of CDC’s ongoing work with these
organizations to enhance the number and quality of cancer-related programs available to the U.S.
population. Until recently the cancer-related programs supported by CDC have been primarily
categorical in nature and built around specific cancer sites and risk factors. However, CDC staff,
state health agency staff, and other stakeholders involved in cancer activities increasingly have
noted that coordination among these programs is uncommon and have expressed concern
regarding duplication of effort and missed opportunities for cancer prevention and control at
national, state, and community levels. CDC recognized that further significant growth of cancer
prevention and control programs within state health agencies and elsewhere would require
coordination and integration of cancer activities to maximize resources and achieve desired
cancer prevention and control outcomes.

Enhanced cancer prevention and control programs and services at the national, state, and
community levels are ultimately reflected in improved health outcomes, yet CDC and its
constituents recognize that effective implementation of cancer and other public health programs
and services may be hampered by a variety of factors. Often before improvements in health
outcomes can occur, improvements in other areas are needed. These may include new
organizational structures, increased professional expertise, improved understanding of the
challenges of delivering community-based services, health education and health promotion

efforts, and increased ability to demonstrate program outcomes. Comprehensive cancer control




Part I, Section 1 Background

is a means to develop such critical infrastructure elements by coordinating and integrating cancer
prevention and control programs across categorical funding streams and by incorporating the
cancer care community. It also provides a means to collaborate across other organizational
boundaries, such as those erected by divisions within and among state, tribal, and territorial

health agencies; health care systems; and stakeholder organizations and agencies, to name a few.

1.5 What Does Comprehensive Cancer Control Look Like?

In 1994, CDC began formally exploring a comprehensive approach to cancer control.
Between 1995 and 1998, CDC conducted a series of meetings and conferences to gather input
from stakeholders on the feasibility of implementing comprehensive cancer control at the state
level and on potential barriers to and facilitators for the process. Initially, the stakeholders who
were involved in developing the concept of comprehensive cancer control had considerable
difficulty envisioning a comprehensive approach for their states, tribes, and territories, and they

had to find new ways to imagine such a process.

1.5.1 The framework

In 1997, CDC began to develop a framework, which included a graphical representation,
to depict the process through which a comprehensive cancer control plan might be created and
then implemented. Ideas and information from various sources, including the experiences of
participants in the CDC study, descriptions in the literature of comprehensive cancer planning in
the United States and abroad, and existing graphic models for cancer control planning and
programming were examined and incorporated into the framework as appropriate. In the
framework, data of various kinds are transformed into knowledge for decision making. This
decision-making process is undertaken by a group of stakeholders, or partners, and is
accomplished by a logical progression of activities that moves from identifying objectives
through implementing strategies to achieve the objectives. Using a systematic priority-setting
process, the partner group chooses objectives and strategies that will be implemented. This

framework has been published in the Journal of Public Health Management and Practice and
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can also be found on CDC’s comprehensive cancer control Web site (see Section 2—References,
page 24).

Figure 1-1 presents the key features of the framework. The framework focuses on four
key phases of planning: (1) setting objectives based on data, (2) using existing research to
determine a range of strategies for meeting objectives, (3) planning strategies that are feasible to
implement, and (4) implementing strategies that are effective and yield desired outcomes. The
framework emphasizes that comprehensive cancer control is a problem-oriented process that has
consecutive phases and is also cyclical in nature. The model clearly moves forward from
identifying problems to developing and implementing strategies to resolve those problems. Then,
the process begins anew in multiyear cycles of planning, implementation, and evaluation.
Although it is difficult to depict in a two-dimensional graphic, the framework may best be seen
as an ever-improving process. New data and information enter the system throughout the
planning process and lead to an increasingly precise and reliable body of knowledge upon which
to base planning and implementation decisions.

The process is an evolutionary one because the review of data and evidence is ongoing.
For example, planners may initially obtain epidemiological data that lead them to propose
particular objectives for addressing the cancer burden in their state, tribe, territory, or other
jurisdiction. Then, research data on effective preventive or treatment interventions help support
the development of feasible strategies to meet the objectives. Finally, as strategies are
implemented, additional data may be required to support effective implementation, such as data
on intervention efforts currently under way or data on particular subpopulations that require

tailored interventions.
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Figure 1.1: Framework for Comprehensive Cancer Control
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1.5.2 The building blocks for comprehensive cancer control planning

While a conceptual framework was being developed at the national level, a number of
states began the process of comprehensive cancer control planning, and some had begun the
implementation of existing plans. In 1998, CDC conducted a case study in six states to
document the cancer control planning process. Two of the states, Michigan and North Carolina,
had completed a comprehensive cancer control planning process and offered many lessons and
insights. Four states, Arkansas, Illinois, Maine, and Utah, were interested in developing a
comprehensive cancer control plan. The case studies in these four states focused on their
capacity to develop a plan and their efforts in strategic planning and coalition building. One of
the major lessons learned from the case studies was that effective comprehensive cancer control
planning generally requires considerable time (up to a year) for laying the groundwork before a
planning partnership can begin the process.

The states that developed plans and the CDC grantees that implemented comprehensive
cancer control plans helped to illustrate what it means to lay the groundwork for planning and to
keep this foundation strong. In 1998, CDC provided funding to five states and one tribal health
board that had existing comprehensive cancer control plans: Colorado, Massachusetts, Michigan,
North Carolina, Texas, and the Northwest Portland Area Indian Health Board. These
organizations were also involved, on an ad-hoc basis, in contributing to the guidelines and
affirming the guidance outlined in this document.

The framework was helpful in presenting a theoretical picture of what it means to engage
in comprehensive cancer control, but it did not provide much information on sow to develop a
comprehensive plan. For this reason, the Building Blocks for Comprehensive Cancer Control
Planning model was developed to explain how to develop a comprehensive control plan. The
model uses the collective experiences of six model planning states (Arkansas, Illinois, Kansas,
Kentucky, Maine, and Utah) and provides considerable detail on the activities a state or

organization might undertake in each of the building blocks.
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As seen in Table 1.1, each of the building blocks is directly related to one of the common

problem areas identified in Section 1.3

Table 1.1 Relationship Between Identified Problems and the Building Blocks for Planning

Problems Identified by
Practitioners of Comprehensive
Cancer Control
Inadequate infrastructure for cancer Enhance Develop and enhance the management and
prevention and control in most states, Infrastructure administration necessary to support comprehensive
tribes, and territories cancer prevention and control.
Limited resources for cancer control Mobilize Improve the use of existing resources for cancer
Support programming and increase the level of support
available overall.
Limited data use in decision making Use Data and Increase extent to which cancer planning and
Research programming decisions are made on the basis of
sound evidence, including feedback from routine
evaluation of existing and future programs and
services.
Lack of coordination among cancer Build Increase awareness and involvement of broad sectors
control efforts Partnerships of the citizenry in cancer programming and improve
coordination and collaboration among stakeholders.
Heavy and unequal cancer burden Assess and Reduce morbidity and mortality from cancer overall
Address Cancer | and reduce disparities in cancer burden among
Burden subpopulations.

Building How Problem is Addressed by the Building
Block Block

Insufficient information about effective Conduct Develop a strategy for assessing both process and
programs and services Evaluation outcomes associated with comprehensive cancer
control planning and implementation.

The Building Blocks of Comprehensive Cancer Control Planning Figure 1.2 can be used
as a model both for operationalizing the planning process and for evaluating it. The model
presents specific activities to be undertaken in a loosely defined order. These activities result in a
completed, comprehensive plan that can be implemented by a collaborative partnership. The
building blocks of the model are either shaded or not shaded. Shaded blocks represent evaluation
activities that take place throughout the planning process and throughout each of the building
blocks. The first four building blocks in Figure 1.2 (moving from top to bottom) lay the
groundwork for planning and provide a strong foundation for the entire process. These building
blocks—enhance infrastructure, mobilize support, use data and research, and build
partnerships—are set in place early and are strengthened throughout the process. The activities
for the sixth building block—conduct evaluation—may begin very early in the process and will
certainly continue throughout implementation of the plan. A sound evaluation approach enables

planners to determine whether they are staying on target, to provide information to those whose

10
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support will enhance the longevity and credibility of the process, and to write planning
objectives and strategies that can be measured for success.

The fifth building block in Figure 1.2—assess and address the cancer burden—provides
details on the cyclical activities associated with the framework model and describes the crux of
what must be done to write a plan that can be implemented and evaluated. However, if conducted
prematurely or without support from the other five building blocks, the activities of this building
block may well result in a plan that is neither implemented nor evaluated. Table 1.2 shows how

each of the building blocks contributes to a more effective process.

Table 1.2 Contributions of the Building Blocks to the Comprehensive Cancer Control
(CCC) Process

Building Block Contributions
Enhance infrastructure Developing or enhancing infrastructure for planning helps initiate CCC, keeps it on
track, and helps the process to progress.
Mobilize support Support must be mobilized both to permit initiation of the planning process and to
sustain implementation and institutionalization.
Use data and research Data and research must be used to set priorities and to develop strategies to ensure that
decisions are based on evidence and are defensible.

Build partnerships Partnerships must be built to ensure broad buy-in and support for both planning and
implementation.

Assess/address cancer burden This is the cornerstone of the CCC process supported by the other five building
blocks. The cancer burden is assessed and then addressed through a broad-based
partnership that enhances infrastructure, mobilizes support, uses data and research, and
conducts evaluation.

Conduct evaluation Evaluation must be conducted both to monitor outcomes and to ensure continuous
improvement of the

11
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Figure 1.2: Building Blocks of Comprehensive Cancer Control (CCC) Planning
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1.6 Conclusion

The guidance presented in this document is meant to be flexible. There can be no “one
size fits all approach” to something as complex as comprehensive cancer control planning. Five
years of research and technical assistance to states and organizations involved in comprehensive
cancer control has shown that certain basic elements, or building blocks, should be considered
when developing a strategy for comprehensive cancer control planning.

Although the information contained in this guidance document has been drawn primarily
from CDC’s work with state health agencies or other state-level programs, much of the
information can be applied to tribal organizations or territories, and with some adaptation, to
local jurisdictions, community-based agencies, and voluntary organizations. Rather than view
each activity as a required ingredient in a recipe, planners can feel free to make modifications as

appropriate for the environment in which the planning process will be conducted.
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Section 2—Creating a Vision and Strategies for Comprehensive
Cancer Control

In a comprehensive cancer control initiative, planning and evaluation go hand in hand.
Careful planning for comprehensive cancer control ensures that the initiative is effectively
launched and provides a framework for evaluating it. Evaluation activities, in turn, inform
planning, help keep the initiative on track, and help analyze its success.

This section is about planning and evaluation and how they interrelate. The concept of
creating a vision is used to explore the relationship between planning and evaluation in the
comprehensive cancer control context. In this section, creating a vision for the initiative, or
comprehensive cancer control planning process, is discussed, as well as using that vision to
develop goals, objectives, and strategies for the plan that can be evaluated.

Even before undertaking the goals of the comprehensive cancer control plan, partners
must come to an agreement about a number of important issues, such as whether there is a need
for pursuing comprehensive cancer control, why it is being undertaken, where it is headed, and

how best to get there.

2.1 Designing a Vision and Strategies for Comprehensive Cancer Control

Achieving consensus among partners through some process is a good way to begin a
comprehensive cancer control effort. In the next section, a broad process for creating a vision is
introduced that can be used to help guide a comprehensive cancer control initiative. The
following section describes how the process of creating a vision can be adapted to guide a
specific and detailed process that will lead to production of the comprehensive cancer control

plan.
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2.1.1 Creating a vision to guide the process as a whole

While mapping out the process to meet participants’ expectations about comprehensive
cancer control, planning staff and their partners should review together broad questions such as
why, where, by what route, and how (see Table 2.1)

Major changes, such as those needed to improve cancer prevention and control in the
United States, will not occur overnight, yet gradual changes can be expected over time. Thus,
having a clear idea of milestones likely to be encountered along the way is a means to track
progress over time. Describing milestones (or short-, medium-, and long-term results [or
outcomes] to be expected from a comprehensive cancer control initiative) is particularly critical.
Envisioning short- and long-term outcomes will help participants be specific about what they
would like to see change. Similarly, a timeline provides structure and accountability for the
desired changes. Once goals, objectives, activities, and outcomes have been established for the
initiative, evaluating the process becomes a matter of measuring what the partnership hoped for
and what actually occurred.

A vision statement can initially be drafted by the planning coordinator and the core
planning team. The results are then shared with partners for feedback. A similar process can be
undertaken with partners to create a vision statement. Some of the model planning states hired
trained meeting facilitators to assist in the creation of their vision with their partnership. This
worked well because the staff of the coordinating agency (although more than one agency may
be coordinating the effort, for ease of reference, throughout the document we will use “agency”)
participated in the exercise rather than directing it. Also, in some instances, it is useful for the
planning staff to maintain neutrality to encourage the entire partnershi