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ABSTRACT

Background

Cancers are becoming increasingly common in Nigeria and other developing countries. The most
common cancers in the country are those affecting the breast, cervix, and prostate. Beyond the
National Cancer Control Plan, most States in Nigeria do not have State cancer control policies
which is unlike the situation in Canada and other developed countries. Using the multiple
perspective analysis framework, this research sought to explore the perspectives of patients
diagnosed with cancer, healthcare providers and health policymakers regarding cancer policy in
Abia State.

Methods

A concurrent mixed methods action research design was used. Sampling included individuals aged
>18 years who were diagnosed with breast or cervical cancer, provided cancer treatment or made
health policy in the State. This study was conducted in collaboration with the Abia Cancer Control
Group (ACCG), a community-based coalition of non-governmental organizations, clinicians, and
government parastatals. Survey data were collected at the same time as the interviews which
occurred following ethical approvals from the University of Saskatchewan’s Behavioural Research

Ethics Board and Abia State’s Ministry of Health Human Research Ethics Committee.

Results/Findings

Survey participants were 29 patients who had been diagnosed with cancer, 50 health care providers
and 33 policymakers (n=112), with an average age of 45 (+11) years. Challenges identified by
>60% of participants were: lack of local data regarding cancers (95.2%, 79/83); lack of treatment
pathways (92.8%, 77/83); absence of support groups for patients (88.0%, 73/83); low public
awareness (75.9%, 63/83); and limited availability of treatment options (62.6%, 52/83). Some
themes that evolved from the qualitative data were: low cancer awareness; delays in cancer
treatment; and, financial burden on patients. The top three priority areas for a new cancer control
policy were: cancer prevention (83%, 93/112); State cancer legislation (80%, 86/112); and multi-
agency partnerships (79%, 88/112). Most participants (80%, 90/112) recommended that health

insurance should fund >16% of cancer control activities, although policymakers were more likely



to make quarterly insurance contributions than patients (7 out of 10 vs. 5 out of 10). Data from
participants that agreed to be interviewed (n=24) were grouped into the following themes:
Experiences (e.g. challenges regarding cancer prevention, awareness of early detection, delays in
cancer service, and cost of services) and Expectations (e.g. priority rating for cancer control,
funding structure, and framework for a future cancer control policy). ACCG provided contextual
evidence of the usefulness of these findings by organizing community-driven cancer control
projects locally linked to advocacy, training of clinicians, patient navigation and support, as well

as developing a centralized cancer reporting system.

Conclusion

Cancer control was an important issue for all populations. Inadequate early detection services with
a background of >3-month diagnostic delay characterized cancer control in Abia State. Future
cancer control policy should emphasize: cancer prevention; the creation of local clinical pathways;
and, a blended model for financing cancer control activities. Collaboration with community groups
such as ACCG will be critical to the successful development and implementation of a cancer
control policy in Abia State.
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CHAPTER 1: GENERAL INTRODUCTION
According to the Global Cancer Incidence, Mortality and Prevalence (GLOBOCAN) 2020 report,
there were about 19 million new cancer cases and almost 10 million cancer-related deaths,
excluding non-melanoma skin cancers.! Countries in Sub-Saharan Africa, including Nigeria, have
witnessed the highest rise in cancer incidence and mortality. More than 77% of Nigerian women
diagnosed with breast cancer presented with advanced disease (i.e. >Stage 3).2 This scenario

reflects the weak health system in the low and middle-income countries (LMIC).% 2

The rise in the incidence and prevalence of cancer in developing countries is largely attributed to
the epidemiologic transition from communicable diseases to chronic diseases due to increased life
expectancy and the prevalence of risk factors.? 2 Up to one-third of cancers in the LMIC can be
prevented by reducing risk factors including tobacco use, alcohol consumption, infectious agents,
and environmental pollution, as well as by the implementation of resource-stratified early detection
guidelines.k “® In 2008, it was estimated that 50% of all new cancer cases and 66% of all cancer-
related deaths occurred in LMIC.” By 2040, these figures were projected to reach 64% and 95%,
respectively. 7 The ineffectiveness of the health system to deal with the worsening burden of
cancer is further compounded by long wait times to access treatment,® as well as the high cost of

both diagnostics and treatment services.®

Despite the rising burden of cancer, many countries in sub-Saharan Africa, including Nigeria, do
not have organized national cancer control systems.>* © Amid other competing health priorities,
especially malnutrition and infectious diseases (e.g. HIV and Tuberculosis), most LMIC are unable
to allocate adequate resources to cancer control.® The United Nations estimates that LMIC which
bear over 80% of the global burden related to cancer have less than 5% of global health spending
on cancer control. Such health inequity is complicated by lack of political will, the stigma
associated with cancers, and poverty; thus, resulting in limited access to the continuum of cancer
control.® As in other countries, common cancers in Nigeria are breast, cervical, prostate, and

colorectal .1t 12

Just as Nigeria does not have an operational National Cancer Control Program, most states in

Nigeria (including Abia State) lack state-level cancer control programs that are supported by



policy.®® Considering the growing public health importance of cancer amidst other issues (such as
infectious diseases), it is important to understand the local context in the Nigerian States and to
use such understanding to propose policy frameworks as well as to develop local programs for
cancer control, especially as it affects population health. Many stakeholders (cancer patients,
healthcare providers, and policymakers) in Abia State have anecdotally expressed their frustration
with the current system, which is characterized by low public awareness, a disorganized approach
to cancer control, and poor patient outcomes. There is local interest in developing a new approach
to cancer control in Abia State. Love et al. 1* suggested that practitioner-led, community-engaged
research would use local knowledge to build effective, cancer control strategies within specific
nations/health systems. This research strived to do three things:

1. Understand the nuanced perspectives of different stakeholders (patients, healthcare
providers, and policymakers) who are impacted by cancer on how to improve cancer
control locally,

2. Describe the impact of pilot community-driven cancer control initiatives that were
based on the findings from this research and implemented by local stakeholders, and

3. Propose an organized, government-backed policy framework that would lead to an
overall improvement in cancer control in Abia State with emphasis on early detection
and treatment.

These three aims of this research as outlined above are similar to the community-driven approach
used in the evolution of cancer control in Europe, where groups of healthcare providers (i.e.
stakeholders) created the momentum that led to organized cancer care in European countries % It
also mirrors the approach to addressing maternal mortality in Nigeria, where local communities

and individual states create contextual initiatives to address the issue.®

1.1. Motivation for Research

The Researcher has practiced medicine in Abia State and different parts of Nigeria since 2007, as
a family physician and general practitioner in oncology (GPO). This has given the Researcher a
significant understanding of the challenges of cancer control locally. One has shared the anguish
of patients whose cancers could have been better managed if detected early; the Researcher has
experienced the frustration of physicians who are unable to provide adequate care because of the

lack of a framework for early detection and treatment of cancer. The Researcher has also interacted



widely with health policymakers who bemoan the absence of organized cancer control programs
that are supported by a policy. This inspired the Researcher’s interest to work with local
stakeholders to further understand the issues related to cancer control and to propose improvements
to the local system for cancer control based on the perspectives of stakeholders in the State.

This study was innovative as it used a mixed methods action research methodology to explore
multiple perspectives and collaboratively applied those perspectives in implementing several
community-driven projects to improve cancer control in a setting that lacked policy or organized
programs. Previous research studies had either focused on describing cancer epidemiology or
highlighting challenges affecting cancer control; none have attempted to collaboratively explore
the nuanced perspectives of local stakeholders to develop functional, community-funded/driven
cancer control initiatives, and to propose a state-level cancer control policy framework in Nigeria.
This is the first research project in Nigeria or West Africa that has used this approach, like how
the European cancer control initiatives evolved.'® The methods, findings, and local impact created
through this research could be a model for other jurisdictions that are dealing with less-than-
optimal cancer control systems. The model could potentially be used for other health-related
issues, as it would provide avenues through which international partnerships could be developed

to improve cancer care in Nigeria.®

1.2. Research Objectives
Primary objective
o Toexplore and elucidate the perspectives of multiple stakeholders (i.e. patients, healthcare
providers, and policymakers) regarding cancer control in Abia State, Nigeria.
Secondary objective
e To propose a framework for improving cancer control in Abia State, especially related to

prevention and early detection

1.3. Research Questions

The questions to be answered by this research are:

1. What are the perspectives (experiences and expectations) of cancer patients, health care
providers (HCP), and health policymakers (HPM) in Abia State as it relates to the continuum
of cancer control, especially on early detection?



2. In what ways can the perspectives explored be used to inform the development of a patient-
centered cancer control framework for Abia State?

1.4. Overview of Cancer Control Policy

The World Health Organization indicates that a National Cancer Control Program is a public health
program designed to reduce the number of cancer cases and deaths and improve the quality of life
of individuals/patients diagnosed with cancer. This is done by implementing systematic, equitable,
and evidence-informed policy on the continuum of cancer control (prevention, early detection,
diagnosis, treatment, and palliation) using available resources.!” These cancer control activities
should be based on the best scientific evidence available.!® Figure 1-1 shows the Cancer Control

Continuum.*®

Prevention Early Detection [D120M0SIS Treatment Survivorship

Treatment
with curative
and

Timely
diagnosis

palliative
intent
Symptoms
management

Shared
decision
making

Figure 1- 1 The cancer control continuum

Cancer control is often supported by policy, also known as a Cancer Control Plan. These policies
can be made at national or sub-national levels (e.g. States), and their implementation results in
Cancer Control Programs. When policies are based on frameworks that are informed by best
available evidence, in consideration of the local resources and with the participation of relevant
stakeholders, they have a stronger chance of being successfully and sustainably implemented.?% 2!
Policymaking is a role that is undertaken by government at different levels, while community
members can participate in the process by proposing and advocating for policies that might be
relevant to their society, based on their perspectives. No matter what resource constraints are faced
by the country or state, a well-conceived and well-implemented cancer control program reduces
the burden from cancer and improves services for individuals/patients diagnosed with cancer and
their families.!” The process of collaborating with local stakeholders to develop this research,



collate local perspectives about cancer control, implement small-scale interventions, and propose
a local cancer control policy framework based on the local perspectives are described in the
following Chapters.

1.5. Dissertation Structure

This is a manuscript-style dissertation with one published peer-reviewed journal article and two
manuscripts (that have been published as abstracts) included. It is divided into seven chapters.
The General Introduction (Chapter 1) described the need for the research. It also positioned the
researcher/author within the research, as a member of the community affected by cancer control
in Abia State. Chapter 2 is a literature review that has been published in a peer-reviewed journal
and reflects the current situation regarding cancer control in Nigeria. It also compared the
processes of developing cancer control policy in Nigeria with those of three other African
countries. Figure 1- 2 provides an overview of the dissertation structure.

« General introduction

« Overview of dissertation structure )

~
« Review of cancer control policy in Nigeria and comparison with selected African

countries: implications for future policy making (Manuscript 1) )

~
Methods and materials
J

 Multiple perspective analysis on Cancer Control Policy in Abia State — Nigeria: A1

eimeed  Mixed-Methods Action Research Project (Manuscript 2) )

N
 Knowledge-to action: Collaborative community-driven cancer control initiatives
in Abia State

J

K€K

N
« Co-createing cancer control policy recommendations (Manuscript 3)

« Discussion and Conclusions

Figure 1- 2 Dissertation Structure



Chapter 3 describes the research methodology. It begins with an introduction to mixed methods
action research methodology and its use in cancer control research. This overview was critical as
different aspects of the Dissertation (especially the manuscripts) have smaller ‘Methods’ sections.
It also describes the study setting and the process of developing the materials used in this research
through the Abia Cancer Control Group (ACCG). It also includes the results/findings from the
pilot study that was conducted in Akwa Ibom State, Nigeria.

Chapter 4 is a manuscript that focuses on the results/findings from the mixed methods action
research data collection undertaken in Abia State, Nigeria. Chapter 5 describes efforts by the
community based ACCG to collaboratively implement pilot cancer control initiatives based on the
findings from this research project and utilizing community resources. Chapter 6 is a manuscript
that includes ACCG’s recommendations on how to structure the Abia Cancer Control Framework,
based on the results/findings from this research, reflections from the community-driven pilot
cancer control initiatives, and global resource-stratified guidelines. Chapter 7 is a general
discussion on the implications of this research. This chapter offers a critical analysis of the entire
research project and a conclusion to the work.

There are six Appendices attached at the end. Appendix A is a copy of the surveys that were sent
to the different groups of participants (patients, providers, and policymakers). Appendices B — D
are copies of the letters received from journals, permitting the use of the copyrighted article and
abstracts in this dissertation. Appendices E and F show copies of the Application for Approval of
Research Protocol submitted to and subsequently approved by the University of Saskatchewan’s
Behavioral Research Ethics Board, Abia State Human Research Ethics Committee, and operational
approval from the Medial Women’s Association of Nigeria (Akwa Ibom State Chapter)

respectively. Copies of the Certificates of Approval are also included.
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CHAPTER 2: LITERATURE REVIEW (Peer -Reviewed Journal Article)

Review of Cancer Control Policy in Nigeria: Implications for Future Research *Manuscript

Information
Prior to exploring multiple perspectives on cancer control policy in Abia State, it was necessary to
explore the literature on cancer control policy in Nigeria and other African countries. This review
was undertaken in 2019, and the manuscript was submitted to Ibom Medical Journal on July 3,
2019. This journal is a peer-reviewed, open-access, online journal and the manuscript was accepted
on August 29, 2019, with minor revisions after the first review. The article was published online
on January 2, 2020.

As the first author, the Researcher planned, created, reviewed, edited, and submitted the article.
The co-authors were the members of the Research Advisory Committee (RAC), as per the Faculty-
Student Agreement of the College of Graduate and Postdoctoral Studies at the University of
Saskatchewan. The entire Research Advisory Committee reviewed drafts of the manuscript and
provided feedback for consideration and approved the final version. The journal has provided a
copyright release for the article to be included in this thesis (see Appendix I).2

2.1 Abstract

Background: A cancer control program is a public health initiative designed to reduce the number
of cancer cases and deaths, as well as improve the quality of life of individuals/patients diagnosed
with cancer. Despite the rising burden of cancer in Nigeria and the launch of the most recent
national cancer control policy in 2018, many Nigerian states do not have robust state cancer control
policies and programs. This article reviews policies regarding cancers in Nigeria, with an emphasis
on breast and cervical cancers. It focuses on the availability of policy, the process of policy
development, its scope, and the implementation of the cancer policy. It uses a comparison of cancer
control policy in Nigeria with those of other sub-Saharan African countries to make a case for a
new community-engaged approach for developing a framework for cancer control policy in Abia
State.

a. The full citation for this chapter is: Eguzo K, Ramsden VR, Ekanem U, Olatunbosun O, Muller
A, Walker V, Mpofu C. Review of cancer control policy in Nigeria and comparison with selected
African countries: implications for future policy making. Ibom Med J. 2020;13(1)1-11.



Methods: A structured literature search was done using relevant subject headings and keywords
search. Boolean operators 'and'/'or' were used to refine the search. Databases used for the search
were Pubmed/Medline, Embase, Psychinfo, Cinahl, Global Health and ERIC. The search included
articles published between 2008 and 2018. Data was also collected from the International Cancer

Control Plan portal as well as focused Google searches.

Results and Discussion: The literature search yielded 306 abstracts, with 112 of them excluded
as duplicates. Of the 194 abstracts retrieved, twenty-nine were included in this review. The 2018
Nigerian national cancer control policy showed significant improvement over the 2008 version, in
terms of scope and policy development process. The Nigerian policy lacked specific guidelines for
breast cancer compared with the Ghanaian policy. Ghana allocated 12% of its total cancer control
budget to research compared to 0.4% in Nigeria. The South African Breast Cancer policy was
developed using more findings from local research and had the most encompassing, multiple
perspectives approach. There was no previous research on the use of multiple perspectives analysis
approach to propose cancer policy in Nigeria. Also, there had been no published community-led

effort to organize cancer control at the state level.

Conclusion: The review shows the content, process, pearls, and pitfalls of cancer control policy
in Nigeria and three other African countries. As more Nigerian states are working towards
developing state cancer control policies, it is important to address the shortfalls identified in the
current national cancer control policy, especially regarding the use of multiple perspectives
analysis. There is a need for involving multiple stakeholders to develop a more sustainable cancer
control policy that will be grounded in the experiences and expectations of the local community.

Keywords: cancer; health policy; Nigeria; public health; global health

2.2 Introduction
Cancer control, which refers to actions taken with the intent of reducing the burden of cancers in
a community or nation, is often supported by policies that are often known as cancer control plans.
Cancer control policies, like any other health policy, can be made at national or sub-national levels

(e.g. states). The implementation of such plans at any level results in cancer control programs.
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When policies developed around frameworks that are informed by best evidence, in consideration
of the local context and with the participation of all relevant stakeholders, such policies have
stronger chance of being successfully and sustainably implemented.* Common cancer control
activities often involve different areas of the continuum of cancer care including advocacy,

prevention and early detection, as well as treatment and palliative care.

Despite the well-documented increase in cancer-related morbidity and mortality in Nigeria > the
country does not have a robust national cancer control program, beyond the cancer control policy
document. Similarly, most states in Nigeria, including Abia State, do not have state cancer control
policies nor programs.?* The absence of an effective cancer control program that is supported by
arobust policy adversely affects patient outcomes.>” This paper reviews the policymaking process
and scope of cancer policies in Nigeria, with emphasis on breast and cervical cancers. It focuses
on the availability of policy, process of policy development (e.g. stakeholders involved), its scope
and the implementation of the cancer policy. The paper compares cancer control policy in Nigeria
with those of other sub-Saharan African countries. It is expected that the findings from this review
will form the background for research that is aimed at developing an evidence-informed cancer
control framework for Abia State in Nigeria. Such findings will also be useful in developing a pilot

cancer control program in resource-limited settings such as Abia State.

In order to understand the challenges regarding cancer control policy in Nigeria, specifically
related to breast and cervical cancers, it is important to explore the historical approach to this
policy issue and to ascertain the extent of the problem.

2.3 Methods

A structured search of the literature was undertaken using the following strategy: subject headings
and keywords search using “[Nigeria.mp. or NIGERIA/; breast cancer.mp. or breast neoplasms/;
cervical cancer.mp. or uterine cervical neoplasms/; cancer/neoplasms; (control or policy or
framework or plan).mp. [mp=title, abstract, original title, name of substance word, subject heading
word, keyword heading word, protocol supplementary concept word, rare disease supplementary

concept word, unique identifier, synonyms].
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Boolean operators 'and'/'or' were used to refine the search. Databases used for the search were
Pubmed/Medline, Embase, Psychinfo, Cinahl, Global Health and ERIC. The search included
articles published between 2008 and 2018. Data was also collected from the International Cancer
Control Plan portal, a web-based repository of national cancer control plans. In addition, an
internet (Google) search was conducted to find evidence of state cancer control plans. Sources
within professional networks were also consulted for updates on cancer control plans in various

Nigerian states.

2.3.1 Eligibility Criteria

The eligibility criteria for studies in this review were (1) studies that focused on cancer policy in
Nigeria; and, (2) studies that focused on policy regarding breast and cervical cancers. Studies were
excluded from this review if they were focused on: epidemiology; clinical medicine (e.g. case
reports/case  series), laboratory medicine (e.g. molecular/biochemistry/metabolism/drug
development/drug evaluation or bio-receptors); and, public awareness programs about various

cancers.

2.4 Results

The literature search yielded 306 abstracts, with 112 of them excluded as duplicates. Of the 194
abstracts retrieved, only 29 were included in this review. The remaining were excluded for the
following reasons: no full text (15); epidemiology (20); clinical medicine (62); awareness
programs (40); extraneous to the cancers of interest (15); and, not focused on Nigeria (13). None
of the full text articles reviewed were empirical research conducted regarding cancer policy in
Nigeria (i.e. qualitative or quantitative studies that involved data collection). Most of them were

review articles or commentaries. Figure 2-1 shows the prism chart for the review.
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Database search hits
(306)

Abstracts retrieved based
on titles (194)

112 Duplicates
excluded

[Full Text articles retrieved }

No full texts (15)

Full Text included in
review (29)

Excluded Based on Criteria
Epidemiology (20)
Clinical medicine (62)
Awareness programs (40)
Extraneous to cancers of interest (15)
Not focused on Nigeria (13)

Figure 2- 1 Prism chart for literature review

2.5 Discussion

2.5.1 Overview of cancer control policy in Nigeria

In 2008, Nigeria launched its first National Cancer Control Plan (NCCP). The overall goal of this
policy document was to collaboratively reduce cancer-related mortality and morbidity in the
country.8 It recognized the challenges of cancer control in Nigeria to include ‘underreporting, lack
of appropriate diagnosis, limited access to care, deficiencies in technology, manpower, and
physical infrastructure, as well as the quality of cancer data systems’. With ten key goals ranging

from improving public awareness to better palliative care, this plan outlined basic steps the nation
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must take to improve cancer control. It also sought to address key gaps, namely, material resources,

financial resources, services, and manpower.

The plan emphasized the following cancers: breast; cervical; colorectal; lung; prostate; skin, as
well as leukemia. Some of the strategies outlined to address the gaps were: Increasing public
awareness about cancers (e.g. dangers of cigarette smoking); integrating cancer prevention into
primary health care (e.g. HPV vaccination); and developing training programs on multidisciplinary
cancer management. The plan was not specific on approaches for early detection of any of the

common cancers, including breast and cervical cancers.

Although this policy document was developed under the leadership of the Federal Ministry of
Health with support from academics and clinicians, there was no evidence of the involvement of
individuals/patients that had been diagnosed with cancer, their families, or policymakers at other
levels of government in developing this plan.® It also did not address the key issues of funding for
cancer control; access to cancer care; the surveillance of cancer survivors; and, integration into
other health programs. Previous research on this issue showed that effective cancer control policy
in Nigeria should be horizontally integrated with other services, make robust provisions for
funding, and be multi-sectoral.®>° The 2008 National Cancer Control Plan, unfortunately, did not

receive much publicity as it was largely not implemented.!?

In 2018, the Federal Ministry of Health developed a new National Cancer Control Plan (NCCP).
This time there was input from a wider variety of stakeholders at the national level, including
federal policymakers, academics, clinicians, patient advocates, cancer survivors, and international
agencies. The new plan recognized some shortfalls in the implementation of the 2008 plan, such
as the integration of vaccination against human papillomavirus (HPV) into primary health care and
better mobilization of palliative care resources.®> The goal of this policy document was to reduce
the incidence and prevalence of cancers in Nigeria at the national level. This is a more
encompassing vision when compared to the focus on morbidity and mortality in the 2008 Policy.
It also focused on the continuum of cancer control, from prevention to palliation with an additional

section on data management.
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Although this plan involved more stakeholders at the Federal level, it did not receive any input
from the State Governments, which provide the bulk of healthcare in Nigeria. The plan also
provided a picture of the financial costs related to cancer control in Nigeria, with 75% of the budget
expected to come from governments. It did not address the specific role of health insurance in
funding cancer control. Although this national document recognized the role of various
stakeholders, it did not speak to the role of some traditional institutions (e.g. town unions, churches,
and market organizations) in improving cancer control. The 2018 NCCP also mentioned traditional
rulers but did not elaborate on their potential role as community leaders. Thus, new research was
needed to explore approaches to engage these important stakeholders, especially in their
communities. This document could prove to be the major steppingstone that will mobilize political
will for cancer control in Nigeria, something that has dogged similar proposals in the past.® 20 1!
The plan would have cost more than three-hundred million ($300,000,000) United States dollars
to implement between 2018 and 2022, with 62% of the funds allocated to prevention and 0.4%
budgeted for data management/research. Seventy-five percent of the funds were expected to come

from the Federal and State government.

Meanwhile, the 2018 NCCP recognized the roles of states in implementing the plan and for
developing their state-level cancer control plans.® This made it imperative for each state to propose
its policy framework that would enable each state to meet the goals outlined in the 2018 NCCP.
The state implementation framework should therefore be tailored to the realities of the state and
should be built upon the perspectives of local stakeholders. Considering the aforementioned, it is
important to review the current scenario regarding the efforts of various state governments in

developing local cancer control implementation frameworks.

There are thirty-six states in Nigeria, and each has been requested to develop a state-specific cancer
control policy.®> In May 2017, the Lagos State government approved the law establishing the
Institute for Cancer and Disease Control.!? This was initiated as a Private Member’s Bill which
passed through the House Committee on Health. Ondo State is working on a comprehensive cancer
control bill that will include a state cancer center, while Enugu State is exploring ways to adapt
the current national cancer control plan into their local context. In Enugu, the effort is led by the

State Ministry of Health, supported by academics and patient advocates. Oyo State also adapted
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the national cancer control policy, using almost the same content. The momentum to create cancer
control policies at the state level, where they exist, is driven by governments, although none of
these efforts have resulted in organized, sustainable cancer control programs in those states. There
is no current effort to create a government-led cancer control policy in Abia State. It is
hypothesized that community-driven efforts at cancer control will lead to the creation of
sustainable cancer control programs and a State Cancer Control Framework. The first step in
creating a community-driven approach to cancer control would involve exploring the perspectives
of local stakeholders and working with them to develop a program and policy that best suits the

community. None of the current initiatives for cancer control in Nigeria have used this approach.

Apart from formal cancer control plans, other policy thrusts that impact cancer control in Nigeria
include the national tobacco control policy. The first national tobacco control policy was
introduced in 1951, with the policy focused on licensing and regulation, but not limiting exposure
to this known carcinogen. In 1990, the national tobacco control decree was passed by a military
government but converted to an Act in 2000 by a democratic government.*® The most recent
tobacco control policy (National Tobacco Control Act, 2015) in Nigeria was passed and signed
into law in May 2015. This evolved from concerted actions from civil society organizations, the

Federal Ministry of Health, the National Assembly, and the Federal Executive Council.

2.5.2 Comparison of the context and content of Nigeria cancer control plan with other
African countries
1. Ghana

The National Strategy for Cancer Control in Ghana was launched in 2011, with projections for the
years 2012-2016.1 It was developed by a technical team comprised of Expert Clinicians. This is
different from the process of developing the 2018 cancer control plan in Nigeria, which had greater
involvement of patient advocates and non-clinicians. Under the leadership of the National Cancer
Control Steering Committee, nine technical working groups (TWG) developed the specific aspects
of the plan. Each of the TWGs focused on specific cancers, while one TWG was responsible for
the final format of the policy document (editorial). Thus, in comparison with the Nigerian plan,
the Ghana NCCP provided more detailed information about strategies and objectives for specific

diseases, such as breast and cervical cancers. It also has a clearer description of the guidelines
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related to the prevention for each cancer type, unlike the Nigeria 2018 Plan. For instance, the
Ghana Plan promoted the use of breast self-examination and clinical breast examination for the

early diagnosis of breast cancer.

Unlike the Nigerian 2018 NCCP, the Ghana National Cancer Control Plan did not outline the roles
for different stakeholders (e.g. traditional rulers). However, it outlined implementation strategies
at different levels of the healthcare system (e.g. national cancer treatment centers and district
hospitals). It also emphasized surveillance by making cancer a notifiable disease. Forty-six million
US dollars was required to implement the Ghana plan, with about 23% allocated to early detection,
17% earmarked for prevention, and 12% budgeted for cancer registry/research. Most of the funds
were expected to be raised from government allocations. The plan also advocated for the inclusion

of cancer medicines in the national health insurance coverage.

2. Kenya

In June 2017, the Kenya Ministry of Health published its National Cancer Control Plan.*® It was
built on the gains of the previous version of their cancer control plan (2011-2016). It also included
findings from the imPACT study, which sought to assess the status of Kenya’s capacities for the
implementation and delivery of cancer control plans and activities.'® The overarching goal of the
2017 NCCP was to reduce cancer incidence, morbidity, mortality as well as improve the survival
rate from cancer in Kenya. It sought to accomplish these objectives/goals through access to
population-based primary prevention, early detection, quality diagnostics, treatment, and palliative
care. Kenya has made tremendous progress in the implementation of its national cancer control

plan in the last several years.®

Unlike the Ghanaian NCCP but like the Nigerian NCCP,5 the Kenyan NCCP did not contain a
specific framework for various cancers. Rather, it had a more detailed action plan for different
stakeholders. Although the policy described committee consultation meetings, it was not clear
what each committee contributed to the final policy document. This was unlike the approach that
was used in the Nigerian NCCP.5
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3. South Africa

Cancer control policy documents in South Africa date back to 1999 with the publication of the
National cancer control program baseline document.!” Since then, the country has published a
series of guidelines for different cancers for use by healthcare providers. The Strategic Plan for the
Prevention and Control of Non-Communicable Diseases is a key document that outlined its overall
strategy to manage non-communicable diseases.'’ Regarding cancers, this policy document
recognized the importance of controlling risk factors such as tobacco, alcohol, and human
papillomavirus.” It also targeted screening every woman with a history of sexually transmitted

diseases for cervical cancer at five-yearly intervals.

Although South Africa did not have a current national cancer control plan, it published the Breast
Cancer Control Policy in 2017. This sought to “(i) reduce breast cancer morbidity and mortality
by promoting breast healthcare awareness and access to early breast cancer detection and,
diagnosis, appropriate treatment and palliative care; and (ii) serve to streamline the overall breast
care service outlines”.X® The breast cancer control policy outlined eight key policy areas with
actions aligned to them. The areas include 1.) Prevention and early detection, screening, and
genetic assessment; 2.) Timely access to care; 3.) Assessment, diagnosis, and staging; 4.)
Treatment of breast cancer; 5.) Palliative care in breast cancer; 6.) Follow-up and surveillance in

breast cancer; 7.) Data, monitoring, and research; and, 8.) Community outreach and engagement.

The process of policy development in South Africa was slightly different from those of the other
countries reviewed. Matsoso, et. AI'” described the collaborative, multisectoral approach involved
in developing the Strategic Plan for the Prevention and Control of Non-Communicable Diseases.
A summit was hosted in 2011 by the Minister of Health where cancer healthcare providers,
survivors, government representatives, non-profit organizations, academics, and other experts
made contributions to the document. The policy document also included findings from relevant
research done within the country.!” The South African policy, however, was not community-
driven, and it has not led to a sustainable cancer control program in South Africa. The development
of the breast cancer control policy in South Africa also followed a similar approach. That policy
document acknowledges the importance of multiple perspectives in policy development, although

it did not describe the procedure for analyzing and merging those perspectives.*® Currently, efforts
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are being made to develop a robust national cancer prevention and control plan. As part of the
policy development process, the Cancer Association of South Africa (CANSA) submitted its
contribution to the draft policy document.!® Their contribution echoes the need to include multiple
perspectives in policy development, as each perspective adds unique pieces to the final policy
document. The South African approach, when applied in Nigerian State could lead to a sustainable
cancer control framework locally, although there has been no research done to explore how this

might work.

2.6 Analysis of the process of policymaking for cancer control in Nigeria
It is important to consider the process through which cancer policies have been developed and

implemented in Nigeria. Both cancer control plans (2008 and 2018) were developed through sub-
committees that focused on different aspects of the policy.® For instance, the team of experts which
drafted the 2018 NCCP was broken down into seven priority areas of action: (1) prevention; (2)
diagnosis and treatment; (3) supply chain management (logistics); (4) hospice and palliative care;
(5) advocacy and social mobilization; (6) data management and research; and, (7) governance and
finance.® The members of each of the sub-groups were drawn from health-related disciplines.% 1,
There is no evidence that either of these cancer control plans (2008 and 2018) received input from
other sectors of the economy which may be impacted by the activities proposed in the policy such

as the Ministries of Finance, Education, or Women’s Affairs.

Effective health policy making often requires multidisciplinary and multi-sectoral collaboration.*
20 The lack of such collaboration had disastrous effects on previous attempts to pass the Tobacco
Control Act in Nigeria'® as some ministries felt ‘left out’ of the process of policy development.
However, the input from other relevant Ministries in the government was not evident in the 2018
NCCP. In addition, there was no evidence that stakeholders such as traditional rulers, state
governments, and religious organizations had been engaged in the development of the policy. This
lack of engagement often leads to difficulties in policy implementation. Future efforts to build on
the national cancer control plan must therefore be more inclusive. For instance, states seeking to
develop local cancer control plans should involve more stakeholders, such as individuals/patients
that had been diagnosed with cancer, traditional rulers, religious leaders, and the leadership of

other government ministries. This would make the policy more locally relevant. Community-led
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approaches to policy development are also known to be more sustainable as the people feel a

greater sense of ownership.?

Meanwhile, the evidence for some of the projections of the 2018 NCCP was not clear. For instance,
Goal 1B in the Plan, (i.e. make screening services and early detection of cancer available for all
Nigerians), aimed at achieving 50% coverage of screening for the eligible population by 2022 but
does not provide any current data on the trends of cancer screening in Nigeria. Although it
proposed to conduct a baseline survey to effectively monitor this policy target, the projection could
have been better contextualized if more individual/patients’ perspectives had been included. This
would have given a more realistic statistical picture of the pattern of utilization of screening
services for those diagnosed with cancer. Thus, states seeking to develop local cancer control
frameworks would make their policy more context-specific by including local data related to

cancer screening.

2.7 The pattern of cancer diagnosis in Nigeria and policy implications
One key improvement of the 2018 NCCP over the previous policy was the emphasis on data

management and research. Although the plan recognized the absence of comprehensive local data
on cancer incidence and prevalence, it placed emphasis on strengthening cancer registration for
improved policymaking.® The most common cancers in Nigeria include breast, cervical, prostate,
liver and colorectal 2?2 The 2018 NCCP promotes screening for common cancers whereas not all
of them would yield mortality reductions with screening programs, e.g. liver cancer. It will be
important for state cancer control plans to be more specific about pathways for screening, based
on local evidence, perhaps like the Ghana Plan.* While the science around early cancer detection
is evolving, most established screening programs globally focus on breast, cervical and colorectal.
Among the cancers that can be detected early through screening, breast cancer has however been
reported to cause the greatest mortality in Nigeria followed by cervical cancer.?® Most people
diagnosed with cancer in Nigeria generally present late and as a result have advanced disease.?+2
The high incidence of breast and cervical cancers makes them diseases of public health importance,
and thus deserve more attention.?” 28 It is also important to recognize the aggressive screening for
slow-growing cancers (e.g. prostate) can result in greater morbidity and poorer patient outcomes
in some populations.?®
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The 2018 NCCP set a target of having 90% HPV vaccination coverage by 2022; that would be
achieved through integration into the current national immunization schedule.> However,
immunization has become a divisive issue in Nigerian society based on religious and cultural
beliefs. Ophori et al® described regional variations in immunization coverage in Nigeria, with the
northern region reporting lower vaccine acceptance. Any future cancer control policy by the states
should engage the community leaders more effectively so that the targets (e.g. HPV vaccination
coverage) can be co-created and be made more locally relevant. This is one area where multiple
stakeholders could help improve the co-creating, co-implementation, and co-evaluation of the

cancer control policy.

2.8 Experience of cancer control in Nigeria and policy implications
Cancer places an enormous financial burden on patients and their families due to the cost of

treatment and loss of income.?” 3! The economic burden of cancer treatment affects adherence with
therapy. Up to 66% of cancer patients do not complete their chemotherapy due to poverty.*?
According to Nuhu et al,?® up to 33% of cancer patients in Nigeria reported having a poor quality
of life, with males faring worse than females. Although the 2018 NCCP proposed increased
funding by the government for cancer services, it did not sufficiently address the issue of cost.®
The role of health insurance and other financial actors in improving access to screening, treatment,
and survivorship services was not clear. Perhaps this is due to the lack of representation by the
National Health Insurance Scheme on the team of experts who developed the plan. There is limited
data on the cost of cancer services in Nigeria and how this might be improved. Such information
will provide better situational analysis. Such could be achieved by involving more
individuals/patients, families, and frontline health care providers in the development of cancer
control policy. States looking to adopt the present NCCP need to further explore the role of health
insurance organizations and how to mobilize financial resources for sustainable state-wide cancer
control.

Nigerian health care professionals (HCPs) have limited knowledge about cancer care,®® 3 and the
need to improve cancer-related education among HCP in Nigeria is recognized.®® The national
cancer control plan also acknowledged the dearth of clinicians who provide cancer services.® It

proposed to increase the number of skilled providers by 15% annually. This target would be most
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applicable at the health institutions which are funded by the federal government (e.g. Federal
Medical Centers), due to the structure of the Nigerian health system where different levels of
government fund different health institutions. Thus, States that seek to create a cancer control
policy would need to make provisions for improving the competence of their local health
workforce. Eguzo et al 3 3* have demonstrated that continuing professional development courses

are effective means of creating a community of HCPs with added competence in cancer control.

2.9 The case for a new approach to cancer policy development in Nigeria
From the foregoing, it is evident that more work needs to be done on developing cancer control

policies in Nigeria, especially at the State level. The 2018 NCCP provided a good first step and
identified some challenges to its implementation. Some of these include but are not limited to low
political will among policy makers; public awareness; engagement of stakeholders; availability of
suitably-trained healthcare providers; and, others. However, the NCCP did not sufficiently address
how state governments might address these, as the plan focused largely on the role of the Federal
Government. Evidence also suggests that practitioner-led, community-engaged research which
uses local knowledge to build effective cancer control strategies within specific health systems
would be most effective.’® This community-driven approach was pivotal to improving cancer

control in Europe.¥

In order to sufficiently address the policy issue of cancer control at the state level, further research
needs to be done to include the perspectives of multiple stakeholders. Multiple perspective analysis
(MPA) is a method of gaining a deeper understanding of policy issues and their potential solutions
by systematically exploring multiple perspectives (personal, organizational, and technical) to the
issue being addressed.® The technical perspective focuses on functional aspects of the system
being analyzed (e.g. what screening methods to use); the organizational perspective dwells on the
structural and procedural aspects (e.g. who will be responsible for the policy implementation);
while the personal perspective focuses on outcomes (e.g. ease of access to treatment by patients).*
Linstone® specifically developed this approach “to help the systems practitioner bridge the gap
between analysis and action, between model and real-world”. Each perspective has separate
underlying assumptions and is essential to understanding complex technical systems that are meant

to interact with a group of people. Originally proposed by Linstone,*® multiple perspectives
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analysis approach has been used to develop sustainable water policy in Australia** as well as in
describing physicians and patients’ roles in point-of-care health decisions.*’ In Uganda, the
multiple perspectives approach was used by Ssengooba et al*® to inform HIV policy.

Key perspectives required to build on the proposals outlined in the 2018 NCCP must include
individuals/patients  (personal), healthcare providers (technical) and policymakers
(organizational), at the State level. These perspectives represent different interests regarding the
issue of cancer control policy and need to be considered jointly in order to find a balance.
Concerning the development of a cancer control policy, analysis of these three perspectives will
provide local knowledge, understanding, and evidence on local realities related to the issue (cancer
control). This will potentially lead to the development of more nuanced adaptations of the national
cancer control plan in Nigeria, which would then be re-framed and co-created with communities
to meet the needs of the people being served before implementation at the state level.

None of the cancer control plans reviewed adopted the MPA approach, and there has been no
previous research conducted in Nigeria on how to use an MPA to propose a state cancer control
framework or create pilot cancer control programs based on data generated by local MPA research.
By using this approach, future research might successfully mobilize local political will as
policymakers would be engaged in the process. Low political will had been identified as a
challenge to effective cancer control in Nigeria by the 2018 NCCP.5 Using the community-driven
MPA could potentially develop a more patient-centered policy as the individuals/patients
diagnosed with cancer would be involved in co-creating the framework. This approach would also
better engage other relevant stakeholders (e.g. health insurance, community leaders, relevant
government ministries) in policymaking. The engagement of several stakeholders in formulating
local health policy through research has been shown to lead to more local ownership and
subsequently to more sustainable implementation. A multiple perspective analysis could improve

the scenario of cancer control policy in Abia State and other resource-limited settings sustainably.

2.10 Conclusion
This review analyzed the process and outcome of cancer control policies in Nigeria between 2008

and 2018. The government-led efforts at policymaking have not resulted in robust cancer control

programs, especially at The State level. There is a need to adopt a community-driven multiple
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perspectives approach in exploring the perspectives of community stakeholders, proposing local
cancer control frameworks, and in developing cancer control programs. If this approach is used to
organize cancer control in states without cancer control programs, such as Abia State, it could lead
to more sustainable improvements in cancer advocacy, early detection, treatment, and patient
outcomes. There is a need to generate evidence that would potentially demonstrate the benefits
and impact of community-driven action to improve cancer control in resource-limited settings,
such as Abia State.
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CHAPTER 3: IMETHODS AND MATERIALS‘

3.1 Study Design

This study was undertaken using a mixed methods action research (MMAR) design. MMAR
involves collecting both quantitative and qualitative data in the same research study.! This is a
form of inclusive inquiry where research is done by or with the insiders of an organization or
community, and not to or on them.* Macdonald et al? defined it as “a participatory and consensual
approach towards investigating problems and developing plans to deal with them”. It is a cyclical
process of reflection, inquiry, and informed action which generates knowledge and enables

problem-solving by direct engagement of stakeholders in the research.?

According to lvankova?, pragmatism is the philosophical foundation of mixed methods research,
as this justifies the combination of both qualitative and quantitative approaches within one study.
This emphasizes that what has practical and functional value is ultimately important and valid. It
takes the epistemological position that there are many ways of knowing, which include both
qualitative and quantitative ways. This (pragmatic) approach transcends the either/or argument
between qualitative and quantitative methods and posits that truth is ‘what works best for
understanding a particular problem/research question.®* Thus, pragmatism presents a very
practical and applied research philosophy, which is what the questions asked in this study sought
to accomplish (see Section 1.3). This worldview aligns perfectly with the multiple perspectives

analysis approach to structuring policy problems, such as the one used in this project.

Several researchers have used this methodology to study cancer control issues in other parts of the
world. Randall et al ° reported a partnership between CrossWorks, a faith-based community
organization with academics from North Carolina Breast Cancer Screening Program to plan and
implement a program to promote breast cancer screening in North Carolina, USA. In 2006, Sinding
et al ® studied the experience of lesbians (n=26) diagnosed with cancer, to demonstrate the support
they received from lesbian communities in Ontario, Canada. They used mixed methods (surveys
followed by focus group discussions [FGD]). Ma et al” described a community project involving
interviews with leaders of Asian communities in the Delaware Valley region of the USA (n=52),
which formed a coalition to improve tobacco and cancer control. They further sampled 1,374

individual members of these communities through a facilitator-administered survey. Kangawa-
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Singer et al® also conducted a mixed-methods study to explore breast and cervical cancer control
among Southeast Asian women, living in California — USA. The successes reported by other
investigators in using this methodology to address cancer control in various locations support the

use of MMAR in the proposed research in Abia State, Nigeria.®*!

The low scientific rigor of mixed methods action research has been identified as a limitation.
Several studies have highlighted concerns with the precision of estimates from MMAR (e.g sample
size?®) and generalizability and comparability of findings from MMAR with other studies
conducted using the positivist paradigm which tends to dominate science.®2 Mitchell et al'?
identified the challenge of obtaining ethics approval from different communities, that have

different structures for conducting research.

Meanwhile, evidence suggests that practitioner-led, community-engaged research, which uses
local knowledge to build cancer control strategies within specific health systems, is most effective,
especially in terms of achieving sustainable impacts.}* The literature on community-engaged
research regarding cervical cancer in Sub-Saharan Africa (SSA) shows that working with
community groups, including members of the community in research efforts, and creating an
enabling environment for collaborative implementation of projects, improves cancer control.!®
However, there are no studies that have addressed the optimal approach for using community-
engaged research to structure cancer control policies at the State level, or to pilot a community-
driven cancer control program based on the perspectives of multiple stakeholders in Sub-Saharan
Africa.

Multiple perspective analysis (MPA) is a method of gaining a deeper understanding of policy
issues and their potential solutions by systematically exploring multiple perspectives (personal,
organizational, and technical) to the issue being addressed.'® The technical perspectives focus on
functional aspects of the system being analyzed (e.g. what screening methods to use); the
organizational perspectives dwell on the structural and procedural aspects (e.g. who will be
responsible for what on the policy); while the personal perspectives focus on outcomes (e.g. ease
of access to treatment by patients).” Linstone®® specifically developed this approach “to help the
systems practitioner bridge the gap between analysis and action, between model and real-world”.
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Each perspective has separate underlying assumptions and is essential to understanding the
complex technical systems that are meant to interact with a group of people. The MPA approach
has been used to develop sustainable water policy in Australial®; as well as in describing
physicians’ and patients’ roles in point-of-care health decision-making regarding HIV policy in
Uganda.?°

By using mixed methods action research methodology with multiple perspectives analysis, it was
expected that this research would effectively explore the perspectives of all relevant stakeholders
and propose a cancer control framework that can be implemented and sustained over time. The
quantitative strand would provide data regarding the breadth of perspectives (e.g. access to early
detection) while the qualitative would help explain the qualitative findings (e.g. how access to
early detection affects cancer diagnosis). The engagement of several stakeholders in formulating
local health policy through research has been shown to lead to more local ownership and
subsequently to more sustainable implementation.?* For instance, this research would make it
easier to mobilize political will locally as policymakers would be engaged in the process. Low
political will was identified as a challenge to effective cancer control in Nigeria by the 2018
National Cancer Control Plan.??2 Working collaboratively with the Abia Cancer Control Group, a
community-based coalition of governmental and non-governmental organizations, this research
could develop an innovative, patient-centered cancer control framework for Abia State based on
the lived experiences and expectations of local stakeholders. Thus, mixed methods action research
methodology was well suited for this research which was to explore how the multiple perspectives
of local stakeholders could be analyzed and applied in the development of a cancer control

framework in the setting of Abia State.

In choosing this approach for this research project, considerations were given for timing (temporal
relationship between the quantitative and qualitative), the priority to be given to each strand, and
how they would be ‘mixed’. Onwegbuzie et al >* outlined various approaches to conducting mixed
methods research. In summary, data for both strands could be collected concurrently or
sequentially; findings from one strand could have more priority; data analyses could be combined
or separated. For this study, a concurrent data collection approach was used with both strands given
equal priority and findings were combined during the interpretation of both quantitative and
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qualitative results/findings. It was anticipated that the results from the quantitative strand would
provide the breadth of perspectives while the qualitative strand would provide depth to those
perspectives. Combining both results and findings would provide triangulation (correspondence
of results from each method) while increasing the credibility and applicability of the outcomes of

the study.

3.2 Study Setting and Sampling

3.2.1 Population

The study population was drawn from Abia State in Nigeria. As shown in Figure Abia State is
located in southeastern Nigeria (5°25'0.01" N 7°30'0.00" E), with an estimated population of four
million spread across 17 Local Government Areas (LGAs).?*

5 Kaduna
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‘\(‘} fL Bauchi

Figure 3- 1 Political map showing the states in Nigeria®*

Like most Nigerian states, Abia lacks a state-level cancer control policy; this is unlike the scenario
for maternal health where the state drives policy development and implementation.?® This project
undertook data collection using questionnaires and in-depth key informant interviews. Follow-up
focus group discussions were used by the ACCG to facilitate the interpretation of the findings and
the development of local cancer control initiatives before the development of a set of

recommendations for cancer control policy.
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The populations of interest (research participants) were as follows:

e Patients: individuals diagnosed with breast or cervical cancers within the last 5 years and
patients currently receiving cancer treatment at various health institutions in Abia State. Key
informants for this group were selected from cancer survivors because they would have
experienced various aspects of cancer care in the state.

e Providers: Physicians and nurses currently serving in Abia State. Key informants for this
group were selected from those who worked in facilities known to provide cancer services
(especially breast and cervical cancers) because they would have the most experience
regarding cancer control in the state.

e Health Policymakers in Abia State, including senior personnel in the Ministry of Health,
legislators, and local government primary health care directors. Key informants for this group
were selected from senior personnel at the Ministry of Health since they were expected to be

most conversant with existing policies.

Some potential participants were already known to the Researcher, who practiced as a Family
Physician/General Practitioner in Oncology in Abia State. The community-based Abia Cancer
Control Group (ACCG) was set up, with participants drawn from known members of each category
of participants (patients, providers, policymakers, and academic researchers). Led by a local
nongovernmental organization and working collaboratively with the researcher, the ACCG was
involved in the research design co-creation; participant recruitment; data interpretation; knowledge
translation; design and implementation of the pilot cancer control initiatives; development of the

proposed cancer control framework; and report writing.

3.3 Sample Size

There were no data about access to cancer screening in Abia State. However, previous studies have
shown that 75% to 92% of Nigerian women have not accessed cervical cancer screening.?3? This
rate of utilization for cervical cancer screening could also apply to breast cancer screening as both
services are provided during the same clinical visit in Nigeria and other developing countries.?®?
For the quantitative arm of this project, a minimum sample size of 73 participants was required to
understand the lived experiences of cancer screening at a 95% confidence level and a 10% error

margin, with the assumption that 75% of the participants would report no access to cancer
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screening. This value was estimated using an online calculator (https://bit.ly/3jZ55br) that

employed Cochrane’s formula,
_Z2((A -p)
n= 6—2
Where: Z = value from standard normal distribution corresponding to desired confidence level
(Z2=1.96 for 95% CI); P is the expected true proportion (75%); and e is the desired precision (half
desired Cl width; 5%).

Considering the three subgroups in the study (i.e. patients, providers, and policymakers) about 30
participants would be required in each group to ensure normal distribution (i.e. access to early
detection) according to the central limits theorem.?® For the qualitative component, previous
research?3° recommended that a minimum sample size of 12-20 interviews (i.e. four participants
from each of the three groups) would be required to reach data saturation, the point at which new
data no longer contributes new findings due to the repetition of themes and comments by

participants.

3.3.1 Participant Recruitment Strategy

A purposive sampling method was used for participant recruitment. Working collaboratively with
the Abia Cancer Control Group, participants were recruited from health institutions, community
events, and government offices within Abia State of Nigeria. This research study was advertised
at locations where potential participants could be invited to participate. Social media posts, email,
and bulk text messaging were adopted and used by the institutions in Abia State to reach their
clients, staff, and associates, to advertise the research. The researcher did not have direct contact
with the potential participants as their email addresses or phone numbers were not made public.
Interested individuals were required to contact the researcher using the information provided in
the advertisements. The multi-modal advertisements outlined the purpose of the study as well as
details on what participation would involve.

Participants were also recruited in hospitals/clinics providing cancer services, with the cooperation

of the leadership of such facilities. Physicians and nurses were also recruited in the manner

described above. Policymakers were recruited directly from the Ministry of Health, Ministry of
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Education, and other agencies involved in health policy making (e.g. Abia State House of
Assembly). Providers and policymakers were also recruited at community events, such as
Continuing Medical Education. All potential participants had an opportunity to read and/or listen
to a description of the study, including the informed consent. Only people who provided written
consent were included in the data collection. Individuals who did not provide consent were

excluded from the study.

The concurrent mixed methods approach was used for data collection, where quantitative and
qualitative data were collected at the same time before data analysis. This meant that a subset of
the survey participants also participated in the interviews. Quantitative data were collected using

questionnaires, while semi-structured key informant interviews yielded the qualitative data.

3.3.2 Study Instrument

A literature search involving the databases Medline, EBSCOhost, ERIC, Global Health, and
CINAHL, did not reveal any validated survey that had been used to explore multiple stakeholder
perspectives on cancer control in a developing country. Thus, a new instrument was developed for
this study through a review of closely related studies. Some of the questions in the survey and the
in-depth interview were adapted from a previously validated questionnaire developed by
Jedrzejewski et al.,*! which was used to compare expectations on cancer control between people
in the United Kingdom and Poland. Questions were also adapted from the WHQO cancer control
self-assessment questionnaire.®? The questions evaluate the experiences of each individual
regarding cancer awareness, prevention, and treatment, as well as their expectations on a new
cancer control plan. The interview questions were adapted from the questionnaires. Research
partners in Abia State and Akwa Ibom State helped review and revise the study instrument. The
draft instruments were pilot tested in Akwa Ibom State, Nigeria, as described in the following

section.

3.4 Ethical Considerations

Before commencing this research, a Certificate of Approval for the pilot project was obtained from
the University of Saskatchewan’s Behavioral Research Ethics Board (BEH 16-44; February 11,
2016; Appendix 1); as well as operational approval from the Akwa lbom State Chapter of Medical
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Women’s Association (May 5, 2016; Appendix 2). The University of Saskatchewan’s Certificate
of Approval was amended through an addendum (September 19, 2017) to include a new study site
(Abia State). The Abia State Human Research Ethics Committee approved the study on April 19,
2018. A second amendment was submitted and approved by the University of Saskatchewan’s
Behavioural REB to include several new categories of participants who would be involved in
knowledge translation/dissemination. At the University of Saskatchewan, the ethics approval was

renewed annually, per university protocol.

The privacy of participants was ensured as data was stored in a secure, electronic cabinet that was
provided by the University of Saskatchewan. Only participants who provided informed consent
were recruited into the study. Their identity was protected through the use of alternate identifiers
(pseudonyms) for qualitative data and the use of aggregated data for reporting quantitative data.
Participants were informed of their right to withdraw from the study at any point without

consequences until all the data were aggregated and de-identified for analysis.

3.5 Pilot Study
3.5.1 Pilot Study Design
The researcher conducted a pilot study to test the research method in partnership with the Medical
Women’s Association of Nigeria, Akwa Ibom State Branch. Akwa Ibom State was chosen for this
pilot study because it is similar to Abia State culturally, economically, and socially.
The objectives of the pilot study were as follows:
1. To test the utility of the research design in obtaining reliable data on the perspectives of
the proposed stakeholders regarding cancer control.
2. To evaluate the utility of the research design in proposing a cancer control framework and
to inform the development of an evidence-informed cancer control program.

3. To gain insights into the issue of cancer control from local stakeholders

3.5.2 Pilot Study Sampling
At least three (3) individuals from each category of participants were required for the pilot study;
this represented 10% of the estimated sample size per group for the larger study (n=73) to be

conducted in Abia State. A purposive sample of participants were recruited at the Cancer Control
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in Primary Care (CCPC) course and institutions in Akwa Ibom State. The CCPC course attracted
individuals from the population of interest; making it a great opportunity to test the research
instruments/design. Participants in the pilot study included cancer survivors, healthcare providers,
and health policymakers who attended the three-day event. The pilot study was advertised to the
audience through posters and oral announcements. Interested participants were requested to
provide their opinion on the study instrument using in-depth interviews and by completing the
relevant interviewer-administered questionnaires. In partnership with the conference organizers,
potential participants for this pilot study were identified. These individuals were approached by
members of the research team and invited to participate in the study. Interested persons were
provided a summary of the study (see Appendix A) and a Consent Form (hand-delivered). Data

were collected only from individuals who provided written consent.

The design of the pilot study followed the mixed methods action research methodology, as
described earlier. The interviews were conducted by nursing students and were all audio-recorded.
An orientation was provided to the students regarding the ethical conduct of research, especially
confidentiality. At the end of each day of interviews, the researcher conducted a debrief with the

students to better understand the perspectives of each participant.

3.5.3 Pilot Study Instrument

An amended version of the previously validated questionnaire developed by Jedrzejewski et al.®*
was used to evaluate the patients’ perspectives. An amended version of the WHO Cancer Control
Self-Assessment Questionnaire was used to evaluate the perspectives of providers and health
policymakers.® Thus separate, but similar questionnaires were developed to explore the
perspectives of patients, providers, and policymakers. Qualitative data was collected using key
informant interviews. The open-ended interview questions were framed around the themes in the
questionnaires, which included experiences (e.g. cancer awareness) and expectations (e.g.

expectations (e.g. prevention).

3.5.4 Pilot Study Data Analysis
Quantitative data were analyzed using descriptive statistics, and categorical data were analyzed
using Chi-square. The main outcome variables were perspectives on the challenges to cancer

prevention, training of clinicians, and ranking of cancer as a disease of public health importance.
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Quantitative data analysis was conducted using SPSS V.25, while qualitative data were analyzed
using NVivo V.11. For the qualitative component, the recorded interviews were transcribed
verbatim, and the content was deductively coded into themes that were developed a priori to match
the structure of the questionnaire. Data analysis intended to understand if the questions were clear,
the duration of time it took to complete the surveys, general feedback on the research design, and

some insight into the perspectives of local stakeholders regarding cancer control.

3.5.5 Pilot Study Results

As seen below, a total of twenty-eight individuals completed the surveys (each survey had the
same content but were targeted for each specific group). Three patients, eleven healthcare
providers and three policymakers participated in the interviews. All patients had been diagnosed
with breast cancer. The demographics of the participants in the Pilot Study are summarized in
Table 3- 1.

Table 3- 1 Demographics of participants in the Pilot Study

Attribute Patients n=3 (%) | Providers n=14 (%) | Policymakers n=11 (%)

Sex
Female 3 (100) 7 (50.0) 4 (36.4)
Male 0(0) 7 (50.0) 7 (63.6)

Age (Years)
Mean=48 (+10)

30-39 0 (0) 4 (28.6) 0(0)

40-49 1(33.3) 2(14.3) 2(18.2)

>50 2 (67.7) 8 (57.7) 9(81.8)
Profession

Physician 11 (78.6) 5 (45.5)

Nurse 3(21.4) 6 (54.5)

Other 3(100) 0(0) 0(0)
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Seventy-three percent (16/22) of participants ranked cancer as a very important public health
priority, with a median ranking of 9 (1QR: 7-10, on an 11-point scale). Belief systems (especially
regarding witchcraft) and low political will were identified as barriers to cancer control. Most
participants expected a new policy to focus on: creating awareness, integrating screening with
other services, and improved access to treatment. Seventy-nine percent (22/28) agreed that
patients, providers, and policymakers, should be involved in developing the policy. About 90% of
providers (12/14) recommended the training of healthcare providers on cancer early detection and
management, while 79% of all participants suggested that the State Assembly should pass
legislation related to cancer control.

Themes from the qualitative analysis undertaken with all groups of participants (i.e. patients,

providers, and policymakers) were grouped into experiences and expectations. Figure 3- 2 shows
the concept map for the qualitative analysis.

Figure 3- 2 Concept map from qualitative analysis

Policy

Some comments from the qualitative analysis: “It's a public health problem because it has caused
a lot of mortality which affects families” (provider); “Patients should be involved in developing

policy... since they know what they passed through during the sickness” (patient).
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Feedback from the Pilot Study was as follows:

A.

3.5.6

The number of questions: Most participants (75%, 21/28) thought there were too many
questions on the survey, and that research could get the same feedback with fewer but
focused questions. This survey instrument had 47 survey questions. There were no
concerns regarding the number of Key Informant Interview questions.

Appreciation for time spent: Although people were willing to participate in the research,
many felt that they should be given some compensation/appreciation for the time invested.
Some of the interviews lasted over 20 minutes. Patients diagnosed with cancer were
interested in receiving compensation in the form of a treatment subsidy/drugs. Some
providers suggested that telephone airtime (pre-paid cards) would be an acceptable
appreciation.

Clarity of questions: Concerns were raised regarding the clarity of questions. For instance,
‘what is the sex of the individual answering this survey’, was considered confusing. They

suggested replacing the sentence with the single word ‘sex’.

. Data collection strategy: Participants felt comfortable completing the survey and were

interested in helping to recruit other potential participants. Working with local partners,
such as the organizers of the CCPC course was viewed as a good approach to participant

recruitment.

Pilot Study Discussion

The pilot study was conducted with a sample size (n=28) that was sufficient to provide useful

insight into the proposed research, as this was more than 10% of the estimated sample size for

the larger study (n=73). The pilot study demonstrated that mixed methods action research

methodology was an appropriate design to effectively research cancer control policy in Abia

State. It was observed that combining both quantitative and qualitative data provided good

insight into the various perspectives regarding cancer control. The insights provided by the small

sample of patients, providers, and policymakers highlighted the importance of the issue to the

participants.

Working collaboratively, members of the Abia Cancer Control Group (ACCG) and the

Researcher reviewed the data from the pilot study and considered its implications for the larger
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study. The reflective feedback was used to revise the study instruments. The questionnaires and
interview instruments were honed until the group leadership (n=5) were satisfied with the
revisions. Data from the pilot study showed a strong interest from providers regarding education
on cancer control. This prompted ACCG to explore avenues for improving the cancer-related
competence of providers in Abia State. Details of the implementation of such innovative actions
are described in Chapter 5. Research partners in Akwa Ibom State also used the data from the
pilot study to inform local action regarding cancer advocacy, early detection, coordination of the
care of cancer patients, and the training of healthcare providers locally. This illustrates the
completion of one of the cycles of mixed methods action research, which included planning,

acting, developing, and reflecting.®*

3.6 Limitations of Mixed Methods Action Research Methodology

Mixed methods action research methodology has some limitations. Time constraint is one of such
limitations. The process of stakeholder and participants engagement, as well as relationship
building, is time-consuming.3* 3 The time involvement also includes the management of group
dynamics, such as interpersonal tensions.®® The methodology thrives on strong collaboration
among different groups, such as the researchers, funders, participants, etc. This need for
collaboration can be a limitation in terms of differences around role definition, research outcomes
expectations, and the research process.®* 3 The participatory process might lead to the creation of

other research questions or interests, which might distract from the original question.®*

3.7 Conclusions

It became clear through the pilot study that the research questions were important to the different
groups of community stakeholders, and that some revisions to the research instruments used for
each of the groups were necessary. The pilot study provided evidence that the use of a mixed
methods action research methodology would be appropriate to answer the research questions in
Abia State. The results/findings have been used to initiate community-driven action that were
aimed at improving cancer control locally. Chapter Four describes how the expanded MMAR

study was conducted in Abia State, as well as its results/findings.
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CHAPTER 4:[MULTIPLE PERSPECTIVES ANALYSIS ON CANCER CONTROL
POLICY IN ABIA STATE — NIGERIA: A MIXED-METHODS ACTION RESEARCH
PROJECT (Manuscript 2)b

4.1 Manuscript Information

Following the pilot study described in Chapter 3, the Researcher conducted research in Abia State
to explore the perspectives of cancer patients, healthcare providers, and health policymakers
regarding cancer control in the state. This chapter describes the process and results/findings from
that study. The abstract from this manuscript was presented at the 2020 Annual Meeting of the
American Society of Clinical Oncology (ASCO) on March 27, 2020, and was published in the
Journal of Clinical Oncology.

The Researcher was the lead author of the article. The co-authors were the Supervisor, members
of the Research Advisory Committee (RAC), as well as members of the Abia Cancer Control
Group (ACCG). All members of the Research Advisory Committee reviewed draft versions of the

manuscript and provided feedback for consideration and approved the final version.

4.2 Abstract

Background: Despite the rising burden of cancers in Nigeria and beyond the National Cancer
Control Plan, most States in the country do not have State cancer control policies. Using the
multiple perspectives analysis framework, this research sought to explore the perspectives of
patients diagnosed with cancer, healthcare providers and, health policymakers regarding cancer
policy in Abia State. Its focus was to understand the utilization of early detection services and to
identify potential components of a future state cancer control framework.

Methods: The project used a concurrent mixed methods action research (MMAR) design. The
sample included individuals aged above 18 years who were diagnosed with cancer, provided
cancer treatment, or made health policy in Abia State, Nigeria. Data were collected using

® The full citation for the abstract from this chapter is: Eguzo K, Ekanem U, Oluoha C, Nnah K,
Olatunbosun O, Muller A, Walker V, Mpofu C, Ramsden VVR. Using multiple perspective
analysis to propose state cancer control policy in Abia State, Nigeria. J Clin

Oncol 2020 38:15_suppl, €14132-e14132.
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questionnaires and key informant interviews. Data analysis involved descriptive statistics, chi-
square tests, non-parametric tests, and deductive thematic analysis. The study was approved by the
Human Research Ethics Committee at Abia State Ministry of Health and the Behavioral Research
Ethics Board at the University of Saskatchewan.

Results: Twenty-nine patients, 50 providers and 33 policymakers (n=112) participated in the
research. Participants were mostly females (71.4%, 80/112) with an average age of 45 (+11) years.
Most participants (75.0%, 84/112) acknowledged the absence of early detection programs in Abia
State. The interval between presentation and diagnosis was three months or longer. Common
themes from the qualitative analysis showed low cancer awareness, delays in cancer treatment, the
financial burden of cancer on patients, as well as priority areas for the cancer control framework.
The top three areas of emphasis for a new cancer control policy were public awareness of cancer
and early detection (83%, 93/112), State cancer legislation (80%, 86/112), and multiagency
partnerships (79%, 88/112).

Conclusion: Cancer control was an important issue for all populations. There was poor access to
and utilization of early detection services, where they existed. Future cancer control policy should
emphasize cancer awareness, early detection, innovative funding, and the creation of local Cancer
Management Pathways. A state-level, patient-centered cancer control framework is needed in Abia
State, which builds upon the perspectives of local stakeholders. These perspectives could be useful

in developing local cancer control programs.

4.3 Introduction

Nigeria is experiencing an increase in cancer incidence, prevalence, morbidity, and mortality.r As
has been described in the preceding sections, this change in cancer statistics is attributed to several
factors including a rise in cigarette smoking, alcohol abuse, physical inactivity, obesity, and
changing dietary patterns.!® The absence of state cancer control policies beyond the 2018 National
Cancer Control Plan* has been reported. The adverse effects of the lack of organized cancer control
on patient outcomes have also been documented.>® Health policies made at the state level for
maternal health and HIV/AIDS have often led to greater local ownership in Nigeria.”® When
policies are informed by best evidence, in consideration of the local context and with the
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participation of all relevant stakeholders, including patients, there is a greater chance of successful
implementation and sustainability.*° Patient engagement is an important strategy in developing
policies that reflect the insights, needs, and priorities of those most affected.** It is recommended
that patients and communities should be included as collaborators in research that influences health

policy.tt 12

This research sought to evaluate the cancer-related perspectives of local stakeholders (patients,
healthcare providers, and policymakers) with emphasis on early detection, as a springboard for co-
creating a community-driven cancer control initiative. It also sought to propose an organized,
government-backed policy framework that would lead to an overall improvement in cancer control
in Abia State, considering the scenario that was identified in Chapters 1 and 2. The research
questions were as follows:
1. What are the perspectives (experiences and expectations) of cancer patients, health care
providers (HCP), and health policymakers (HPM) in Abia State as it relates to the

continuum of cancer control, especially on early detection?

2. Inwhat ways can the perspectives explored be used to inform the development of a patient-

centered, cancer control framework for Abia State?

4.4 Methods

4.4.1 Study Design
This concurrent mixed methods action research (MMAR) design used a multiple perspectives

analysis approach by collecting quantitative and qualitative data simultaneously.’®** MMAR
involves collaboratively conducting research with those affected by the issue being studied and
often leads to informed action which generates knowledge and thus enables problem-solving
through the authentic engagement of stakeholders.'>16 The rationale for choosing a mixed-methods
design has been described in Section 3.1. This methodology has been successfully used for
studying cancer care disparities in other parts of the world, characterized by health inequity and

poorer cancer-related outcomes (similar to Abia State).*”"1
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4.4.2 Study Setting and Sampling

4.4.3 Study Population
As described in Section 3.2, the participants were comprised of patients, healthcare providers, and

health policymakers from Abia State in Nigeria. Abia State is in southeastern Nigeria (5°25'0.01"
N 7°30'0.00" E), with an estimated population of four million spread across 17 Local Government
Areas (LGAs).2° Patients eligible for this project were individuals aged 18 years of age or older,
who had been diagnosed with breast or cervical cancer within the preceding five years from 2018.
Eligible health care providers were physicians and nurses providing direct healthcare to patients
diagnosed with cancer. Eligible policymakers were Directors of Health and Traditional Rulers
from all the 17 Local Government Areas, as well as people working with various Government
Ministries, Departments, and Agencies whose services and/or policies had an impact on health.
Members of Abia Cancer Control Group (ACCG), comprised of representatives from the study
population, were involved in drafting/reviewing the research proposal, developing/reviewing the

adapted research instruments, and facilitating knowledge translation.

4.4.4 Sample Size
Previous studies have shown that the between 75% and 92% of women in Nigeria have not

accessed cervical cancer screening.?>?2 For the quantitative component of this project, a minimum
sample size of 73 participants was required to understand lived experiences regarding uptake of
cancer screening at a 95% confidence level and a 10% margin of error, with the assumption that
75% of the participants would report no access to cancer screening. For the qualitative component,
previous research?®?* recommended a minimum sample size of 12 interviews (i.e. four participants
from each of the three groups) to reach data saturation, the point at which new data no longer

contributed new findings due to the repetition of themes and comments by participants.

4.4.5 Data Collection

Quantitative data was collected using questionnaires adapted from those reported in the literature,
2526 gs there had been no similar study conducted in Africa before this research. The questionnaires
were tested for validation in a pilot study in Akwa lbom State, Nigeria (see Section 3.4) and were
organized into three themes: experience of cancer prevention and early detection, challenges
regarding cancer control, and expectations on cancer control policy. Three separate but similar

questionnaires were developed for the patients, providers, and policymakers to explore their
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perspectives. Qualitative data was collected using key informant interviews. The open-ended
interview questions were structured to align with the themes of the questionnaires. See Appendices
F, G, and H.

The study was advertised through relevant institutions (e.g. hospitals and government ministries).
A purposive sample of interested individuals completed an online/paper questionnaire, using the
information provided on the advertisements. Consecutive consenting individuals were enrolled in
the study until no new participants expressed interest in each of the three groups. After completing
the self-administered questionnaire, and before data analysis, some interested participants
volunteered to provide more data through in-depth key informant interviews. The interviews were
discontinued after data saturation was reached, the point at which new data appears not to
contribute new findings due to the repetition of themes and comments by participants. Pre-paid
telephone cards were provided to participants who completed the interviews as appreciation for
their time.

4.4.6 Ethical Consideration
Prior to commencing this research, a Certificate of Approval was obtained from the University of

Saskatchewan’s Behavioral Research Ethics Board (BEH 16-44) and Abia State Human Research
Ethics Board (April 19, 2018). Although study participants were not anonymous due to the nature
of the interviews, their data was kept confidential using alternate identifiers. Details of the ethical

considerations for this project were provided in Section 3.3.

4.4.7 Data Analysis
Descriptive statistics were used to summarize frequencies, as well as to show the similarities and

differences among the three groups of participants. T-tests, Chi-square tests, and non-parametric
tests were used to analyze relevant data types. For the qualitative component, the recorded
interviews were transcribed verbatim. Coding of interview text was done using a codebook that
was developed to mirror the themes of the questionnaires. Related codes were further categorized
into themes using a deductive analysis approach. The qualitative themes were predetermined using
the structure of the survey, which were broadly categorized into Experiences and Expectations.
The experiences were sub-categorized into challenges regarding cancer prevention, awareness of

early detection, delays in cancer services, and cost of services. The expectations were sub-
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categorized into priority rating for cancer control, funding structure, and a framework for a future
cancer control policy. Data analysis occurred concurrently, such that data collected through one
arm (quantitative) was not completely analyzed and published prior to analyzing the other
(qualitative) arm. Coding and data analysis were done by the lead author alone (as this was part of
a doctoral thesis), while other authors reviewed the results. This level of analysis (descriptive
statistics with thematic analysis) was appropriate to answer the research questions and to achieve
the goal of this study, that is, to propose an evidence-informed cancer control policy.?” Member-
checking was employed to increase the level of scientific rigor. This was achieved by sharing the
de-identified data analysis with some of the study participants and members of the ACCG to ensure
accuracy.

4.5 Results/Findings

45.1 Quantitative Data
A total of 112 individuals (29 patients, 50 providers, and 33 policymakers) participated in the

research project. The participants were mostly females (71.4%, 80/112) with an average age of 45
(x11) years, and the healthcare providers saw an average of 41 patients per week. Most of the
patients (55%, 16/29) earned less than 36,000 Naira (equivalent to USD 100) monthly and had
breast cancer (69%, 20/29). The demographics of the participants are outlined in Table 4- 1
Demographic characteristics of survey participants.

Table 4- 1 Demographic characteristics of survey participants

Attribute All Patients, Providers, Policymakers,
N=112 (%) n=29 (%) n=50 (%) n=33 (%)

Proportion of total 25.9% 55.4% 29.5%

Average age (SD) 44.9 (11.4) 49.4 43 44

Average no. of years in 145 (2.1) 7.9(7.9)

service or practice (SD)

Sex

Female 80 (71.4) 29 (100) 34 (68.0) 18 (54.5)

Male 32 (28.6) 16 (28.0) 15 (45.5)

Profession or Designation Doctors=16 Commissioner=2
Nurses=31 Director= 11
Others=3 Traditional Ruler=1

Others=19
Location of practice or
treatment
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Public Hospital 8 (27.6) 23 (46.0)

Missionary Hospital 14 (48.3) 13 (26.0)

Private Hospital 7(24.1) 14 (28.0)

Previous training on Yes: 30 (60) | Yes: 13 (39.4)
cancer management No: 20 (40) No: 20 (60.6)
or policy

4.5.2 Cancer Prevention and Early Detection
Most participants (75.0%, 84/112) reported that cancer prevention and early detection services

were not available locally. Where such services existed, they were provided through churches
(7.1%, 8/112), non-governmental organizations (6.3%, 7/112), and community groups such as
women’s organizations (6.3%, 7/112). Participants indicated that 5.3% (6/112) of all prevention
services were provided by healthcare institutions. Providers and policymakers (n=83) were asked
to share further insights regarding challenges with providing cancer services in Abia State. Issues
identified as challenges by at least 60% of participants from both groups (i.e. n>50) were: lack of
funds for early detection (62.6%); limited availability of treatment options (62.6%); low public
awareness (75.9%); absence of support groups for patients (88.0%); lack of treatment
guidelines/pathways (92.8%); and lack of local data regarding cancers (95.2%). More
policymakers than providers considered the lack of local data to be a challenge (63.6% vs 38.0%,
p=0.03).

Only 20.5% of participants (15/73) agreed that the time interval between the first presentation to
a health facility and definitive diagnosis (i.e. diagnostic interval) was within one month, while
79.5% thought that the interval was longer than one month (patients — 90.9%; providers — 65.2%;
policymakers — 56.6%). Perspectives varied regarding the causes of the delay, although lack of
funds was the most common (Table 4-2). Fewer patients (7%) than providers (68%) or

policymakers (76%) attributed the diagnostic delays to distance from treatment facilities.

Table 4- 2 Pattern of diagnostic delay

Attribute All Patients Providers | Policymakers
N=112 (%) | n=29 (%) | n=50 (%) n=33 (%)
Diagnostic interval
<1 month 10 (8.9) 1(3.4) 8 (16.0) 1(3)
1 -3 months 22 (19.6) |10 (34.5) 7 (14.0) 5(15.1)

>3 months 38(33.9) |13(44.9) | 16(32.0) 9(27.3)
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Not sure 42 (37.5) 5(17.2) 19 (38.0) 18 (54.6)
Causes of the diagnostic delays

Lack of funds 82 (96.5) 10 (34.5) 43 (82.7) 29 (87.9)

Diagnostic tests 57 (95.0) 9 (31.0) 27 (51.9) 21 (63.6)

Patients seeking other solutions 73 (96.1) 10 (34.5) 39 (78.0) 25 (75.6)

Distance to a treatment facility 61 (95.3) 2 (6.9) 34 (68.0) 25 (75.6)

Non-functioning hospitals 60 (95.2) 5(17.2) 31 (62.0) 24 (72.7)

4.5.3 Cost of Cancer Treatment and Perspectives on Future Funding
Typically, a breast cancer patient who requires all three treatment modalities (six cycles of

chemotherapy, radical surgery, curative radiation) would spend about N652,000 (USD 1,449) -
N231,000 (USD 513) on chemotherapy, N164,000 (USD 365) on radiation therapy, and N257,000
(USD 572) on surgery. Out-of-pocket expenses accounted for most of the costs for cancer
treatment (66%-94%), and only policymakers (24.2%, 8/33) thought that health insurance

contributed to payment for cancer treatment. Perspectives on the average contributions from

different sources of funding for cancer treatment are shown in Figure 4- 1.

Current sources of funds for cancer treatment in Abia State
100
S
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5 § I 2l
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M Patients M Providers Policymakers

Figure 4- 1 Perspectives on contributions of different sources of funds for cancer treatment

Participants recommend the following as median proportion of contributions by potential
funding sources, including government (50%, IQR 28-80%), health insurance (50%, IQR 28-
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80%), patients (40% IQR 20-100%), and ‘other sources’ (10% IQR 1-20%). A Likert scale that
ranked likelihood to contribute to health insurance showed that the typical participant was
moderately willing (6 out of 10) to contribute N5, 000 (i.e. USD 13.9) to health insurance every
quarter. Policymakers were most likely (7 out of 10, Average = N6,600), while patients were
least likely (5 out of 10, Average = N1,700) to make quarterly contributions. Most policymakers
thought that patients should bear at least 80% of the cost of cancer services, while patients
preferred to contribute about 10% of the cost. The differences in perspectives on what proportion
of cost should be borne by each stakeholder (e.g. patients and health insurance) regarding
funding cancer control are shown in Figure 4- 2.

Error! Reference source not found.

Framework for Future Cancer Control Policy

Overall, misinformation or incorrect beliefs about cancer (aggregated 55%; patients 26.2%,
providers 50.8%, policymakers 23.0%), lack of local data (aggregated 61%; patients 17.6%,
providers 52.9%, policymakers 29.4%), lack of funds to finance a policy (aggregated 63%;
patients 25.4%, providers 52.1%, policymakers 22.5%), and the government’s unwillingness to
make cancer a public health priority (aggregated 64%; patients 20.8%, providers 56.9%,
policymakers 22.2%) were identified as common reasons for the lack of a Cancer Control Policy
in Abia State. All the participants agreed that Abia State needed a Cancer Control Policy, with

each group of participants rating cancer 9 out of 10 as a public health priority.

The top three areas of emphasis for the proposed Abia State Cancer Control Policy were cancer
prevention/early detection (83%, 93/112), (Abia State or The State-national) State cancer
legislation (80%, 86/112) and multiagency partnerships (79%, 88/112). The distribution of the
perspectives of different groups regarding focus areas for the proposed Cancer Control Policy are
shown in Table 4- 3.

Table 4- 3 Distribution of participants' perspective regarding focus areas for future cancer
control policy.

Attribute All Patients Providers | Policymakers

N=112 (%) | n=29 (%) | n=50 (%) | n=33 (%)
Focus on local cancer 83 (74.1) 18 (62.1) |35(70.0) |30(90.9)
data/research
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Create local cancer fund 83 (74.1) 19 (65.5) |38(76.0) |26(78.8)
Build cancer center 84 (75.0) 17 (58.6) |36(72.0) |31(93.9
Build capacity of providers 86 (76.8) 16 (55.2) |39 (78.0) |31(93.9)
Create multi-agency partnerships | 88 (78.6) 19 (65.5) |38 (76.0) |31(93.9)
Pass Abia Cancer legislation 89 (79.5) 21 (72.4) [39(78.0) [29(87.8)
Emphasize prevention 93 (83.0) 19 (65.5) |43(86.0) |31(93.9)

4.5.4 Qualitative Data

A total of 24 individuals (patients=9, providers=6, and policymakers=9) participated in the key

informant interviews. Most of the patients (33.3%, 3/9) had been diagnosed with breast cancer.

The demographic characteristics of the interview participants were as outlined in Table 4- 4.

Table 4- 4 Demographic characteristics of interview participants.

Attribute All Patients Providers Policymakers
N=24 (%) n=9 (%) n=6 (%) n=9 (%)

Proportion of total 36.0% 24.0% 36.0%

Age group (years)

30-40 3(12.5) 1(11.1) 1(16.7) 1(11.2)

40-50 14 (58.3) 8(88.9) 2 (33.3) 4 (44.4)

50-60 4 (16.7) 2 (33.3) 2 (22.2)

>60 3(12.5) 1(16.7) 2 (22.2)

Sex

Female 16 (66.7) 9 (100) 4 (66.7) 3(33.3)

Male 8(33.3) 2(33.3) 6 (66.7)
Profession or Doctors=2 Commissioner=2
Designation Nurses=4 Director= 2

Traditional Ruler=1
Others=4

As described on Page 48, the themes were broadly categorized into Experiences and

Expectations, and the Sub-themes were categorized as follows:

Experiences

e Low awareness of prevention

e Delays in cancer treatment

e Challenges in providing cancer control services

e The high financial burden of cancer treatment

Expectations
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e Funding structure

e Prioritizing cancer control

o Framework for Abia Cancer Control Policy
a. Guidelines and pathways
b. Leadership
c. Stakeholder roles

d. Focus on cancer prevention

For each theme, representative verbatim quotes were used to share the perspectives of participants.
The interviews continued until saturation was reached. For instance, after interviewing eight (8)
patients, the data collected from the ninth patient did not yield any new information. This
confirmed that there was no need to interview additional patients, and hence, saturation was
achieved. A concept map showing the relationship between the themes is shown in Figure 4- 3.

Cancer control in
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Figure 4- 3 Distribution of participants' perspective regarding focus areas for future cancer
control policy.

Main Theme: Experiences
This broad theme describes the current scenario of cancer control in Abia State.
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Sub-theme: Low awareness of preventive services
The following quotes are regarding the availability of early detection services, and awareness

about them.

“I heard about screening previously. But | did not know that this thing will happen to
me...” Patient
“This is largely influenced by their religious beliefs. They will say let me go to the

church; my pastor will 'preach me out of it'... They should also be made to know that
early treatment is the best way to go after detection.” Provider

>

“...But they may not know ifit is cancer, because not everyone knows about cancer.’

Policymaker

Sub-theme: Delays in cancer treatment
Participants shared experiences that characterized delays related to cancer treatment in Abia State.

Some of those delays are captured by these quotes:

“The hospital hid the diagnosis. They did not tell us what the diagnosis was... Six
months later, the problem started.” Patient

“Some of our clinicians do not understand the need for timely action regarding
cancers. And would delay patients unnecessarily.” Policymaker

Sub-theme: Other challenges in providing cancer control services
“Also, the secretive aspect of our culture. Again, fear. Some of them say ‘instead of going

there and they discover something that will cost me my sleep, let me keep quiet’.” Provider

“People often prefer to seek spiritual and traditional help first.” Policymaker

Sub-theme: High financial burden of cancer treatment
The issue of financial cost featured prominently among participants, as shown in these quotes:

“My disease developed to that extent because there was no money to take me to the
hospital for zest. ” Patient

“The greatest challenge is that patients do not have the funds to complete their
treatment.” Provider
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Main theme: Expectations
Participants shared perspectives regarding a future cancer control policy. The following quotes

describe this theme and its sub-themes.

Sub-theme: Funding structure
The following quotes illustrate participants’ perspectives on how to fund a future cancer control

policy.
“If you tell them the importance of health insurance, some people will buy the idea.
That way we can reduce the costs ... Patient

“...But let it just be a free-will donation. Like special Sunday offering in church.”
Patient

“We have community 'meetings’ where people make periodic contributions in order
to save money. The cancer control policy might be able to leverage such contributory
mechanisms to raise money to finance the plan.” Policymaker

Sub-theme: Prioritizing Cancer Control
Participants reported their desire to have a State which prioritizes cancer control backed by

legislation and local data.

“...And if it is passed into law, the state will have a reason to fund cancer control.
That way it is more likely for the cancer control policy to be successfully
implemented.” Policymaker

“Abia should have a law setting up the cancer control program. This law will help
people know that the govermment backs the project on cancer screening.”
Policymaker

“One thing 1'd like to include in the policy is to make cancer a reportable disease in the
State.” Policymaker

Sub-theme: Framework of cancer control policy
Participants shared insights regarding the framework for a potential State cancer control policy.

The comments were summarized using the nodes (headings) below.
Guidelines/pathway:
“It will also create opportunity for early 2-way referrals.” Provider

“Many communities do not know about the services available in the local medical
facilities.” Policymaker
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Leadership

“It will be better for the government to organize it. Because coming together with the
private will bring in discrimination that might lead to delay of treatment and lives will

be at stake” Patient

“In order to ensure sustainability, this plan should be led by the non-governmental
organizations, with government as partners. This will help us move faster and

farther” Policymaker

Stakeholder roles
Comments coded as ‘Stakeholder roles’ describe the potential contributions from each stakeholder.

“They [providers] should assist the government in educating the general public ...”
Patient
“By involving Cancer survivors will make people believe that cancer is real.” Patient

“Church leaders; they are really believed in this country.” Provider

“Ndi-Eze have the powers to control those things in different ways. We can use our
vigilante groups to enforce laws.” Policymaker
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Focus on Prevention
“The plan should start with education, to enlighten people about it.” Patient

“I think the policy should focus more on prevention, including immunization against
HPYV and cigarette smoking.” Policymaker

4.6 Discussion

This research sought to explore the perspectives of patients diagnosed with cancer, healthcare
providers, and health policymakers regarding a Cancer Control Policy in Abia State. In this study,
more patients (93%) and policymakers (81%) than providers (64%) reported the lack of early
detection programs as a challenge in providing cancer control services in the State. The differences
in perception of the utilization of early detection services among the groups of participants could
mean that although such services were available in the State, they were not promoted adequately
within the community. The proportion of patients who did not access cancer screening before their
diagnosis in Abia State was comparable to the 75-92% that was reported in previous Nigerian
studies.?+?2282% |n places where advocacy or early detection services were available, these were
largely provided through churches (7.1%) and community organizations (6.3%). This scenario
underscores the need to include these stakeholders (churches and community organizations) in the
development and implementation of an Abia Cancer Control Framework. The role of the churches

in cancer advocacy within Abia State has also been documented.*

Unfortunately, cancer treatment in Abia State was characterized by significant delays. At least
34% of patients had to wait longer than three months between their initial presentation and
definitive diagnosis (i.e. diagnostic interval). The fact that up to 38% of research participants were
‘not sure’ about the diagnostic interval underscores the need for an organized cancer data system
in Abia State. Lack of funds and patients seeking other solutions (e.g. spiritual) were among the
most common reasons for the delay. This might be the reason why 83% of participants (93/112)
suggested that the proposed cancer control policy should emphasize advocacy and early detection.
The story from a patient highlights the reality of the challenge of awareness:

“First, | consulted one of my sisters who runs a chemist shop. She was treating me but
there was no improvement. Then | asked other people, they said it was a disease that
can be cured only through traditional medicine.”
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Funding for cancer control was addressed by the 2018 National Cancer Control Plan (NCCP), with
suggestions that the government should pay up to 75% of the cost.* However, this study showed
that out-of-pocket expenses by the patients contributed to 60-94% of the funding for cancer
treatment, although patients would like to pay no more than 10% of the costs. Considering that
55% of the patients sampled made N36, 000 (about USD 100) or less monthly, it would take at
least 18 months’ income for such patients to complete all three cancer treatment modalities, namely
chemotherapy, surgery, and radiotherapy. Policymakers would like the government’s share of the
cost to be about 24%, and not the 75% in the 2018 NCCP.* A major task for a future cancer control
framework should be to explore different methods of funding cancer control activities in the State.
This paper is the first to report on the cancer-related financial burden in a Nigerian state from
multiple perspectives. Previous research focused on a single facility.3* This research could help
provide a better context for the roles of health insurance and other funding sources, beyond what
was suggested in the 2018 NCCP.* Organized crowdfunding was also suggested as a way of
funding cancer control in the State, and 74% of participants (83/112) agree on the need to establish
an Abia Cancer Fund. Such will be a novelty in Nigeria, where a statewide fund is designated for
cancer control. At least 79% of participants would like the State House of Assembly to pass a law
regarding cancer control.

“Abia should have a law setting up the Cancer Control Program. This law will help
people know that the government backs the project on cancer screening. Consider
immunization, people feel free to come for immunization because they know that the law
requires it.” Policymaker

This research was innovative in many ways. Its use of the MMAR design provided a unique
structure from which to collect rich data from various perspectives (patients, health care providers
and policymakers) as previous research on cancer control in Nigeria had been largely quantitative.
Also, to our knowledge, this was the first empirical study that explored the context for feasible
cancer control in a Nigerian state before the development of a local policy framework. Although
many researchers have highlighted the importance of organized cancer control in developing
countries, none of them have studied the local context through which such a system could be
deployed in Nigeria.> >34 Similarly, by seeking the perspectives of local stakeholders who were
directly impacted by cancers (i.e. patients, providers, and policymakers) this study created a strong

example of a bottom-top-approach in public policy development. Policies that were developed
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with strong input from the frontline (i.e. bottom-top approach) have been reported to have stronger
potential for sustainable implementation, even though this approach is not commonly applied in
Nigeria.’® Also, this project underscored the need for greater engagement of policymakers by
providers, especially considering the divergent views regarding the reality of cancer prevention in

Abia State. This need has also been reported in the literature.3>3®

Meanwhile, this project has limitations due to its design, which was context-specific. The use of
community engaged mixed methods action research makes it difficult to translate the findings
beyond the setting of Abia State (i.e. areas with cancer disparities and having poorly organized
cancer control systems) but the approach could be used elsewhere. However, the study met the
elements of rigor required for mixed methods studies, including transferability, confirmability,
credibility, etc. Although this paper focused on the experience of patients diagnosed with cancer,
it did not consider other objective outcomes such as quality of life or patient satisfaction. Those
are important metrics that could be used to monitor the quality of cancer services that are delivered
in and by the State.

4.7 Conclusion

Cancer control is an important issue for the people of Abia State. Most patients, providers, and
policymakers confirmed poor access and utilization of early detection services as obstacles.
Treatment services are inadequate with a background of more than a three-month diagnostic delay.
Future cancer control policies should emphasize cancer awareness, early detection, and the
creation of a local Cancer Management Pathway. Such a policy should harness the influence of
churches and community organizations as such institutions are presently leading efforts to improve
cancer control locally. A state-level, patient-centered Cancer Control Framework is needed in Abia
State, one that builds upon the perspectives of local stakeholders.®” Future research might evaluate

the implementation of community-driven cancer control initiatives in a resource-limited setting.
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CHAPTER 5: IKNOWLEDGE-TO-ACTION: USING THE INTEGRATED
KNOWLEDGE TRANSLATION APPROACH FOR COMMUNITY-DRIVEN CANCER
CONTROL INITIATIVES IN ABIA STATE (BRIDGING CHAPTER)‘

5.1 Introduction

Improving disparities in cancer control, including inadequate access to early detection, suboptimal
approaches to treatment, or limited competence of healthcare providers requires the collaborative
use of government-led and community-driven interventions.! Engaging community stakeholders
such as community-based organizations (CBOs), healthcare providers, community leaders, or
policymakers in developing and implementing interventions aimed at improving cancer control
are successful in different parts of the world.»> Community-based organizations with interests in
developing policies and initiatives to reduce cancer burden and improve cancer control are crucial
for identifying community needs, creating interventions, evaluating outcomes, and advocating for
more government involvement.»® The dearth of government-driven efforts to improve cancer
control in Abia State and other parts of Nigeria has been documented,* and there is limited
evidence on the use of integrated knowledge translation approach to promote community-driven

efforts on cancer control.

Having worked closely with community partners (i.e. Abia Cancer Control Group) in the design
and implementation of this research, it became important to apply the findings from this study to
improve detection and treatment locally. This chapter addresses the research objective: “to
propose a framework for improving cancer control in Abia State, especially related to prevention
and early diagnosis” It describes how integrated knowledge translation strategies were applied
throughout this research and demonstrates the impact of such strategies. This chapter might be
useful for other researchers who might be seeking guidance on how to bridge the knowledge to

action gaps when working with multiple stakeholders.

5.2 Overview of Integrated knowledge translation (iKT)
According to the Canadian Institutes of Health Research (CIHR), knowledge translation (KT) is
“a dynamic and iterative process that includes synthesis, dissemination, exchange and ethically

sound application of knowledge to improve the health of Canadians, provide more effective health
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services and products and strengthen the health care system.”® Integrated knowledge translation
(iKT) is an approach to research whereby academics collaborate with knowledge users from study
conception (e.g. research design) through interpreting results to applying the findings in the users’
context and disseminating the findings.%” Typically, knowledge users include individuals or
organizations that can apply research findings toward their practice or to inform policy decisions.
They have the familiarity of the local context which is critical in adapting research evidence to the
local setting. Effective KT needs the strong involvement of knowledge users throughout the
research process, including research design, data collection, knowledge creation, implementation
of findings, dissemination of results, as well as outcome evaluation.” This approach has been
recognized to increase the relevance, applicability, and impact of research results, as it reduced the

gap between research and its application in real life (i.e. ‘know-do’ gap).?

Although no previous study has used the iKT approach in cancer control in Nigeria, it was thought
that the approach would be useful in addressing the low political will that had been identified as a
major limitation toward improving cancer control in the country.* This approach will also bridge
the research-to-policy gap that has resulted in the limited use of evidence-informed-policies in

Nigeria.®

In developing effective knowledge translation®, academics need to consider the following aspects:

e The goal of KT: what is the target for knowledge translation? For instance, the goal might
be to inform/change practices

e The audience of KT: to whom should the knowledge be translated? The sample audience
would be policymakers, legislators, or clinicians.

o Strategies for KT, speak to the mix of approaches that will be used for knowledge diffusion
(e.g. conference presentations), dissemination (e.g. briefing notes), and application (e.g.
create interventions).

e Team expertise for KT ensures that effective KT would require a diverse group of experts
such as researchers, community leaders, and web developers.

o Resources for KT, including financial costs for workshops or interventions.
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The next section provides a detailed description regarding the use of iKT related to this study as
well as their impact.

5.3 Approach to Integrated Knowledge Translation

In this study, the Researcher collaborated with the Abia Cancer Control Group (ACCG) in
formulating the research questions and designing the study. The strong engagement of a diverse
group of stakeholders from the beginning, including policymakers, was thought to be critical for
ensuring the use of the research results/findings. The stakeholders within the ACCG included the
Nigerian Medical Association (Abia State Branch), National Association of Nigerian Nurses and
Midwives (Abia State Chapter), Abia State Primary Health Care Development Agency, Health
Development Initiative, Nigerian Christian Hospital, Initiative for Pubic Health Advancement and

Research, as well as several higher education institutions in Abia State.

Throughout this study, the researcher used diverse methods to engage with ACCG in the process
of knowledge translation. The goals of the sustained knowledge translation were to inform/change
attitudes, practices, technology, and behaviors among the stakeholders and within the larger
community. The audience of the knowledge translation were largely members of ACCG, which
comprised clinicians, nongovernmental organizations, policymakers, and media practitioners.
Some of the clinicians had also been cancer patients at different times, and so provided useful
feedback from a patients’ perspective. The iKT strategies used in the knowledge translation
included the following.

e Periodic virtual meetings, especially using WhatsApp®: this social media platform was
integral in sharing ideas and designing projects with the ACCG. The use of WhatsApp was
affected by unpredictable internet connectivity.

e Phone conversations: the Researcher maintained robust phone contact with key members
of the ACCG. This strategy helped to address some of the challenges of using WhatsApp.
Phone conversations also facilitated in-depth discussions, often beyond the scope of group
conversations on WhatsApp.

e Briefing notes were used to keep top policymakers abreast of the research, its findings,

and potential implications. Considering that this research spanned two administrations in

67



Abia State, briefing notes were helpful to bring new policymakers (e.g. Commissioners of
Health) up to speed regarding the study.

Workshops: ACCG made presentations to groups of stakeholders (e.g. Association of
General Private Nursing Practitioners and Pharmacists Society of Nigeria) regarding the
research, its findings, and implications for practice locally. The workshops provided
opportunities for more stakeholders to make inputs on the future direction of cancer control
in Abia State.

In-person meetings: the Researcher made frequent trips to Nigeria to hold in-person
meetings with key stakeholders in ACCG and senior policymakers, including the Executive
Governor of Abia State. Such meetings increased the buy-ins of stakeholders, especially to
ensure the engagement of new government personnel.

Conference presentations: The leadership of ACCG made several presentations about the
ongoing efforts to improve cancer control in Abia State. Through the presentations at
National and international cancer conferences, ACCG generated interest in its approach to
community-driven cancer control. In recognition of the pivotal role of the Researcher on
cancer control in Abia State, he was presented the Young Leader Award by the Union for
International Cancer Control (2017).1° The Researcher was also invited as a Keynote
Speaker during the 2018 Uppsala Health Summit to share perspectives on cancer control

in Nigeria.

The various knowledge translation strategies resulted in different interventions that were informed

by the results from both the pilot study and the main study. These interventions focused on

different aspects of the cancer control continuum that was described in Section 1.4 (i.e. Figure 1-

1). The next section describes those interventions and their impact.

5.4 Impact of Knowledge Translation on Cancer Control in Abia State

After the completion of the pilot study, the Researcher reviewed its findings with ACCG to develop

the final research instrument for the main study. Some of the findings from the pilot study, as

described in Section 3.4.5, highlighted the need to raise public awareness about cancers and to

train clinicians on cancer prevention, including early detection. Similarly, the findings from the

main study (Section 4.11) revealed the need to emphasize cancer advocacy, provision of early
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detection services, development of local treatment guidelines, education of clinicians, exploring
of blended model for funding cancer control programs, as well as the use of multi-agency

partnerships.

5.5 Cancer Prevention/Advocacy

5.,5.1 We Can, | Can Conquer Cervical Cancer
ACCG used funding from the International Papillomavirus Society to promote cervical cancer

awareness among community women and secondary schools in Abia State (2018). The Researcher
facilitated the project design and its implementation. ACCG used a combination of essay
competitions, radio shows, Facebook Live®, and in-person presentations to reach more than 4,300
individuals. The essay competition entries from secondary school students showed their interest in
knowing more about cervical cancer.** This project also provided further insights into the breadth
of interventions that could improve cancer prevention as it led to increased awareness about risk

factors.

5.5.2 Cancer Control in My Community Project
In the lead-up to the 2021 Breast Cancer Awareness Month, ACCG collaborated with partners to

host the Cancer Control in My Community project. This featured essay competitions and art
contests from secondary schools in Abia and Akwa Ibom States. Cancer awareness events were
also hosted in churches and community events in both states. More than 65 essay entries were
received from ten (10) schools in both states. This project had strong leadership of cancer survivors
as they sought to reduce misinformation about cancers in the community and to combat stigma.
Feedback from participants showed increasing interest in the public regarding cancer advocacy.
Using funds raised within the communities, the project organizers awarded prizes to students and

schools that participated in the project.

5.6 Cancer Early Detection
Based on evidence that about 75% of cancer patients in Abia State did not access early detection

services,’? ACCG implemented several early detection programs.
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5.6.1 Community-Driven Cancer Early Detection Initiatives

Since the onset of knowledge translation from this project, ACCG had created programs that
expanded access to early detection services in Abia State through collaboration with churches,*®
community organizations,* and health institutions in the State. Working with the Methodist
Hospital (Uzuakoli), Nigerian Christian Hospital (Nlagu), Marjorie Bash College of Health
Sciences and Technology (Aba), and several private hospitals, ACCG has initiated regular clinical
screening for breast and cervical cancers in the state. The researcher worked with ACCG and the
Nigerian Medical Association to develop a unified requisition form that is being used to report

cancer screening.

Also, Project Screen 1,000 had provided cancer screening to more than 1,300 women who were
clinically examined for breast and cervical cancers. This project used social media marketing,
including Facebook adverts, while screening services were provided mostly by nurses. It provided
access to people in 76% (13/17) of the Local Government Areas in Abia State. To date, this was
the most robust cancer early detection project in the State, and it was ongoing at the time of this

report.

5.7 Diagnosis and Treatment

ACCG determined that it was important to introduce a cancer clinical pathway and patient
navigation program to facilitate access to diagnosis and treatment. A patient navigation program
(PNP) is a systematic approach to guiding patients through the complexities of health care systems
and removing the barriers to access to health care services.!* The use of clinical pathways to
streamline the diagnosis and management of cancers based on resource-stratified clinical
guidelines was one of the recommendations from local research in Abia State.!? Since 2020, the
Abia Clinical Pathway and Patient Navigation Project created pathways for breast and cervical
cancers. The pathways were supported by a robust online electronic medical record that was
developed by ACCG, with support from the Researcher.!® They have helped navigate the 1,300
people who had undergone cancer early detection in the State.
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5.8 Survivorship

Providing ongoing support to people diagnosed with cancers was identified by ACCG as a priority
service. This stemmed from the fact that many cancer management guidelines recognized
survivorship as an important piece in the cancer control continuum. As part of the Clinical Pathway
and Patient Navigation Project,'> ACCG worked with the Researcher to develop a support group
for cancer patients in Abia State. Led by nurses, the Abia Cancer Support Group provided
customized Get-well-soon greeting cards to patients, alongside a cash token. Through their
monthly meetings, the support group has helped to improve the experience of people who had
recently completed cancer treatment or were undergoing treatment. Due to the COVID-19
pandemic, ACCG adopted a hybrid meeting format for the support group, using Google Meet®.
This innovation enabled cancer survivors to access the services of volunteer patient counselors
locally and internationally, while making it possible for patients who were admitted to different

hospitals to join the meetings.

5.9 Cross-cutting Issues

5.9.1 Funding

Low funding was identified as one of the challenges for detection and treatment through this
research. ACCG explored different sources to finance the initiatives that were described above.
They secured funding from non-governmental sources to provide advocacy and the clinical
pathway project.'® Community members have also contributed funds to support early detection.
Some of the funding for Project Screen 1000t were provided by people with Nigerian heritage
(i.e. Nigeria Diaspora) living in the United States. With the donation of a cryotherapy machine by
a Canadian physician, ACCG partnered with local hospitals to reduce the out-of-pocket cost of
early treatment of precancerous lesions in the cervix using the screen-and-treat model.}” Through
this initiative, patients in Abia State paid only N1,500 (equivalent to USD 4) for the early detection

(and possible treatment) of cervical cancer.

5.9.2 Online Cancer Reporting System
The Abia cancer reporting system that was developed to support screening and patient navigation

is a strong example of the impact of knowledge translation that strengthens local capacity. Working
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with a local university and the Researcher, ACCG customized an open-source electronic medical
record that was hosted online to facilitate reporting of suspected cancer cases that were identified
during community early detection programs. This system sends email alerts to Patient Navigators
to follow-up patients with suspicious screening results. It also helps Navigators to identify and
reduce barriers that would impact patients” early diagnosis and treatment. The design of the system
was based on evidence found in the literature that 53.5% of people in Abia State waited longer
than one month between their initial presentation and final cancer diagnosis and that there was a
need to develop a system for collecting data regarding cancers in Abia State.!? Since this system

was launched in late 2019, other states in Nigeria have expressed interest in adopting it.

5.9.3 Training of Healthcare Providers

Based on the findings from the pilot study (Section 3.4.5) which highlighted the need to train
clinicians, ACCG used the traditional, in-person model of continuing medical education to deploy
the cancer control in primary care course with support from the American Society of Clinical
Oncology.*® This resulted in the training of 120 physicians and nurses from different parts of the
state. Using an innovative blended learning approach, with technical guidance from the
Researcher, ACCG has also trained more than 400 individuals, especially physicians, nurses, and
students in healthcare professions on breast cancer management and the development of clinical
pathways. A peer-reviewed publication on the feedback from participants in one of these
educational interventions*® confirmed the importance of locally driven continuing education on
the sustainability of an organized, state-wide approach to cancer control. To promote ongoing
learning, ACCG has provided periodic hospital-based training mostly at missionary hospitals with
large numbers of cancer patients. These short courses have created a pool of clinicians that provide

cancer-related services within the State.

5.10 Conclusion and Policy Implications

These innovative activities that were developed based on evidence from the pilot and main studies,
illustrate the ‘reflecting’” phase of the ‘Planning-Acting-Observing-Reflecting cycle in mixed-
methods action research methodology.?° They have demonstrated the feasibility of improving
cancer control in Abia State using different strategies, thus validating the perspectives of local

stakeholders, as reported in Chapters 3 and 4. Through the initiatives, ACCG has harnessed the
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influence of local institutions such as town unions and religious organizations in the effort to
improve cancer control locally. Evidence shows that religious institutions have powerful
influences in Nigeria?!, but such influences were not harnessed in the 2018 National Cancer
Control Plan.* Such community linkages would be important in the implementation and
sustainability of future state cancer control framework. Also, funding of cancer control was one of
the major challenges that were identified in Chapter 4. The innovative funding approach adopted
by ACCG in these initiatives, including community donations and support from Nigerian citizens
in the diaspora, provide insights on the feasibility of funding a future cancer control program using
support from a variety of sources. Although the 2018 National Cancer Control Plan largely
considered funding from patients and government sources, ACCG through its community-driven
initiatives has demonstrated the feasibility of mobilizing funds from non-traditional sources,

including the diaspora community.

Meanwhile, ACCG has increased the interest of the public and the clinical community regarding
cancer control through these initiatives. This may have prepared the ground for the acceptability
of a future cancer control policy framework in the state. The use of iKT in this project may lead to
a more sustainable cancer control initiative in Abia State, as previous researchers in Nigeria who
used the approach reported greater sustainability for a health insurance policy.® Thus, it became
necessary to propose a policy framework upon which the Government of Abia State can build a
future cancer control plan. The description of iKT in this chapter hopefully provided some insights
to future researchers on how to use this approach to promote evidence-informed policy
development, especially within resource-limited settings such as Abia State. The next chapter
highlights the policy recommendations that were based on the findings from this research,
reflections from implementing the community-driven initiatives, and context-relevant guidelines

from international organizations.
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CHAPTER 6: CO-CREATING CANCER CONTROL POLICY IN ABIA STATE: A
POLICY BRIEF (Manuscript 3)¢

6.1. Manuscript Information
Based on the findings of the study and practical experience from the community-driven cancer

control initiatives, a Policy Brief was developed to summarize the research findings and to propose
a cancer control policy framework. The brief also considered current practices in the developing
world, which emphasize breast health awareness (e.g. breast self-examination), periodic clinical
breast examination as well as breast imaging (e.g. mammography and breast ultrasound). It is

targeted at policymakers in Abia State.

The lead author on the Brief was the Researcher, the co-authors were the Supervisor, members of
the Research Advisory Committee (RAC), as well as members of the Abia Cancer Control Group
(ACCG). All members of the entire Research Advisory Committee reviewed draft versions of the
Brief and provided feedback for consideration and approved the final version, which was

developed using the IDRC Framework for policy briefs.!

6.2. Executive Summary
The burden of cancer in Nigeria is rising but most states in the country do not have a State Cancer

Control Plan, beyond the National Cancer Control Plan/Frameworks. This lack of a State-level
Plan contributes to a scenario where most patients present at hospitals with advanced disease,
which results in poorer outcomes and a greater financial burden.

Using the multiple perspectives analysis framework, this research sought to explore the
perspectives of patients diagnosed with cancer, healthcare providers and health policymakers
about how to co-create a State-level Cancer Control Policy Framework in Abia State. Data from
112 participants (29 cancer patients, 50 providers and 33 policymakers) demonstrated that there
were local gaps in advocacy, early detection, timely access to treatment, use of clinical guidelines,

as well as the financial aspects of management and treatment of cancers in the State. Practical

¢ The suggested citation for this chapter is: Eguzo K, Ramsden VR, Ekanem U, Olatunbosun O, Muller A, Walker V,
Mpofu C, Nnah K, Oluoha C, Mbogu F, Ekwenye C. Improving cancer control in Abia State: A Policy Brief.
Forthcoming in 2022.
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experience from the Abia Cancer Control Group (ACCG) which developed several cancer control
initiatives in the State based on the findings from this research demonstrated the feasibility for
creating and sustaining cancer advocacy, early detection, patient navigation, and training of
healthcare providers using a community-engagement approach.

It was recommended that Abia State Government should develop a State-level Cancer Control
Policy Framework that would focus on public awareness about prevention, create early detection
programs that were supported by patient navigation, and leverage multi-agency partnerships for
sustainability. Such a policy would build on these evidence-informed initiatives which were
developed with ACCG based on results/findings from this research.

6.3. Introduction
Mitigating cancer refers to actions taken with the intent of reducing the burden of cancer in a

community or nation which in this case are most commonly related to early detection and
treatment. However, it can be broadened to involve implementing systematic, equitable, and
evidence-informed policy about the continuum of cancer control (prevention, early detection,
diagnosis, treatment, and palliation) using available resources.>® All cancer control activities need
to be based on the best scientific evidence while considering available resources and other
competing public health priorities.* Cancer control is often supported by policy, also known as a
Cancer Control Plan which outlines details of how activities would be implemented in a particular
jurisdiction. These policies, like any other health policy, can be made at National or sub-national
levels (e.g. States and Local Government Areas). The implementation of such a plan results in a

cancer control program.

A cancer control program is a public health program designed to reduce the number of cases and
deaths from cancer, and improve the quality of life for individuals/patients diagnosed with cancer.?
When policies are informed by best evidence, grounded in the local context and with the
participation of all relevant stakeholders, such policies have a stronger chance of being
successfully implemented and sustained.>® Taking into account the resource constraints faced by
the country or state, a well-conceived and well-implemented cancer control program has the

potential to reduce the burden from cancer and improves services for individuals/patients
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diagnosed with cancer and their families.® This policy brief was created to provide a framework
that would be used to develop a Cancer Control Policy in Abia State, Nigeria. It was built upon
the results/findings of this research project which explored the perspectives of cancer patients,
healthcare providers, and health policymakers regarding cancer control in the state.” The research
was conducted by a team involving Nigerian and Canadian researchers. The recommendations are
also grounded in the experiences of the Abia Cancer Control Group (ACCG) which created several

small-scale initiatives to demonstrate the feasibility of implementing the research findings.®°

6.4. Approach and Results
A total of 112 participants (29 patients, 50 providers, and 33 policymakers) participated in the

research project. Data were collected using a combination of surveys and interviews. Most
participants (75.0%, 84/112) reported that cancer prevention and early detection services were not
locally available. Where such services existed, they were provided through churches (7.1%,
8/112), non-governmental organizations (6.3%, 7/112), community groups e.g. women’s
organizations; (6.3%, 7/112), and hospitals (5.3%, 6/112). Issues that were identified as challenges
by at least 60% of participants were: lack of local data regarding cancers (95.2%, 79/83); lack of
treatment pathways (92.8%, 77/83); absence of support groups for patients (88.0%, 73/83); low
public awareness (75.9%, 63/83); and limited availability of treatment options (62.6%, 52/83).

Funding was a great concern. Typically, a breast cancer patient who required all three treatment
modalities (six cycles of chemotherapy, radical surgery, curative radiation) would spend about
N231,000 - N652,000 ($513-1,449 USD) on chemotherapy, N164,000 ($365 USD) on radiation
therapy, and N257,000 ($572 USD) on surgery. About 60 - 94% of all costs had to be paid ‘out-
of-pocket’ by the patients. Figure 6- 1 shows the current situation of funding for cancer services,

as perceived by different stakeholders. A Likert scale which ranked likelihood to contribute to
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health insurance showed that the typical participant was moderately willing (6 out of 10) to
contribute N5,000 (i.e. $13.9 USD) to health insurance every quarter.

Current sources of funds for cancer treatment in Abia State
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Figure 6- 1 Situation of funding for cancer treatment in Abia State

The participants were asked to rank their perspectives on how to improve cancer control in Abia
State. Implementation of early detection programs was top priority to most (83.0%, 93/112) of the

participants. Table 6-1 summarizes these perspectives by participant groups.

Table 6- 1 Perspectives of research participants on cancer control policy in Abia State

Attribute All Patients, Providers, | Policymakers,
N=112 (%) | n=29 (%) |n=50 (%) | n=33 (%)
Emphasize prevention/early 93 (83.0) 19 (65.5) |43(86.0) |31(93.9)
detection
Pass Abia Cancer legislation 89 (79.5) 21 (72.4) [39(78.0) [29(87.8)
Create multi-agency partnerships | 88 (78.6) 19 (65.5) |38(76.0) |31(93.9
Build capacity of providers 86 (76.8) 16 (55.2) |39 (78.0) |31(93.9)
Build a Cancer Center 84 (75.0) 17 (58.6) |36(72.0) |31(93.9
Focus on local cancer 83 (74.1) 18 (62.1) |35(70.0) |30(90.9)
data/research
Create a Local Cancer Fund 83 (74.1) 19 (65.5) |38(76.0) |26(78.8)
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6.5. Summary
The research showed that there was a strong need for an organized cancer control plan in Abia

State. Many people who were diagnosed with cancer started treatment very late and were often
limited by funding. The absence of local cancer control guidelines in Abia State affected the ability
of healthcare providers to provide early detection, timely diagnosis, and appropriate treatment. All
the participants agreed on the importance of having a Cancer Control Policy (CCP) in the State,
and 83% of them suggested that the Policy should emphasize cancer prevention and early

detection.

6.6. Policy Implications and Recommendations
The results/findings from this study identified that there was a need to develop and implement a

CCP in Abia State. It would help to improve patient outcomes and make the local health system
more efficient and effective. Such a policy would be effective if it addressed all the domains of

cancer control e.g., prevention, early detection, etc.

The following recommendations have been proposed as a framework that would guide the
development of Abia State Cancer Control Policy. They were based on the data from this research,®
contextual experience from ACCG,2° as well as best practices from a review of resource-stratified

global guidelines on cancer control planning.1%?

6.6.1 Prevention

o Increased physical activity and obesity reduction through monthly voluntary jogging
(just like monthly environmental sanitation). Use of the media (e.g. Facebook and
Radio) to promote physical activity would help. This could reduce one of the risk
factors for breast and other cancers.

e Encourage HPV vaccination using at least one dose for children above nine years
following National Guidelines. Vaccination would greatly reduce the chances that a
woman would have cervical cancer. It would also reduce the cases of other HPV-linked
head and neck cancers.

e Encourage immunization against Hepatitis B virus (HBV) following National
Guidelines. Hepatitis B virus causes liver cancers, which can be prevented through

immunization.
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6.6.2

6.6.3

Ban smoking indoors and in public spaces, including restaurants. Cigarette smoking
has been linked to many cancers. The government would save lives and money through
this ban. It would also be necessary to ban the advertisement of cigarettes in Abia State
with fines levied on broadcasters and to empower traditional rulers to encourage
compliance with regulations on cigarette smoking within their jurisdictions.

Reward organizations and communities that promote smoke-free spaces as a way of
preventing cancers that are linked to cigarette smoking locally.

Early Detection & Screening

Promote periodic breast health awareness (e.g., breast self-examination) using
traditional, electronic, and social media. This could increase public awareness about
breast and other cancers. Although a mammogram is the global gold standard for breast
cancer screening, this recommendation considered the resource constraints that are
prevalent in Abia State, including limited access to mammography.

Promote annual clinical breast examination by a trained health provider for women
aged 30 years or older, based on existing guidelines. This could improve the early
detection of cancers.

Collaboration with churches and community groups should be used to increase the
uptake of early detection services.

Consider an annual mammogram and/or breast ultrasound as an adjunct to clinical
breast examination, beginning at age 40 or sooner in women with a family history of
breast cancer.

Promote cervical cancer screening using HPV testing, visual inspection methods, as
well as cryotherapy for treatment of early lesions for women aged 25 to 65 years.
Encourage timeliness in diagnosis using patient navigation services, such as the one
initiated by the ACCG.

Treatment and Survivorship

Expand the adoption of the evidence-based clinical pathways that were developed by
ACCG using widely accepted guidelines for the management of common cancers
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(especially breast and cervical cancers) to enhance resource optimization. This would
ensure that patients always get the best care possible within the available resources.
Encourage the establishment of treatment services (including radiotherapy), especially
through partnerships involving private and public providers. Such would improve
access and save on the foreign exchange that is used for treatment abroad.

Enhance access to medicines required for the control of pain and other symptoms (e.g.
morphine), because pain management is an essential aspect of cancer treatment.

Scale up the current Cancer Patients Navigation Program to cover the entire State, and
set up additional support groups as needed. These will help to prevent patients from

being lost to follow-up.

6.6.4 Governance and Finance

Pass an Executive Bill/Law that sets up a Cancer Agency in Abia State, as a
collaboration between government and non-governmental organizations, such as the
ACCG. The Cancer Agency would require competent leadership with a focus on the
patients. Such an organization would provide oversight for cancer control activities in
the State.

Set up a mechanism for the monitoring and evaluation of cancer control activities in
Abia State, as a tool for guiding the implementation of the policy.

Provide funds for the early detection and treatment of cancers, using a blend of public,
insurance schemes and private financing. This would require the establishment of an
Abia Cancer Fund, administered by the proposed Cancer Agency, to assist with
reducing the financial burden on patients/individuals and families. This would help to

sustain cancer control activities in the State.

6.6.5 Health Workforce, Research and Health Information

Expand the availability of training opportunities for healthcare professions to improve
their cancer management-related skills. Such training could be delivered through the
blended learning approach to include specialized/short courses, using a collaboration

that would involve local and international educational institutions.
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e Make cancer diagnosis a reportable disease such that healthcare professionals would
provide ongoing data regarding all cancer screening and diagnoses in Abia state. The
electronic medical record (EMR) system that was developed by ACCG could be adopted
and expanded for this purpose. This would ensure care coordination, patient monitoring,
and evaluation. In addition, it would be necessary to establish a statewide cancer registry
to be managed by the State Cancer Agency. These would greatly enhance the work of
patient navigators who would follow up cancer patients.

e Promote and coordinate local cancer research through the Agency, using funds from
governmental, non-governmental, the diaspora, and private organizations. This would
have the potential to establish Abia State as a hub for research regarding cancer control
in resource-limited settings.

6.7. Next Steps
Although there are ongoing efforts by a local consortium involving governmental agencies and

non-governmental organizations in Abia State to improve cancer control, the next step would be
to consolidate these efforts through an Executive Bill. Such a Bill when passed by the State
House of Assembly and supported by budgetary allocations would facilitate and support cancer
control in Abia State. Periodic stakeholder meetings to review progress and develop short-term
targets would help to ensure that the recommendations that were made in the Policy Brief were
implemented and subsequently evaluated. It would also be important to use the data which would
be generated to explore cancer patient outcomes, as a measure of the success of the Cancer

Control Policy after its implementation.
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CHAPTER 7: DISCUSSION AND CONCLUSIONS

7.1 Introduction

A literature review revealed that there was a paucity of studies about Cancer Control Policy in
Nigeria.* The 2018 Nigerian National Cancer Control Plans (NCCP)? was not developed through
community engagement. Similarly, many of the cancer control policies reviewed from other
countries did not use the multiple perspective analysis approach.?® This gap could explain the
limited adoption and implementation of the Nigerian NCCP by the 36 Nigerian states. Considering
the diversity of Nigerian society and differences in the experiences of people who may have been
impacted by cancer (i.e. patients, providers, and policymakers), it became imperative to consider
the nuanced perspectives of stakeholders regarding cancer control. Hence, this research sought to
explore the perspectives of relevant stakeholders and how perspectives from all of the stakeholders
could be used to propose a sustainable, community-oriented Cancer Control Policy in Abia, one

of the 36 states in Nigeria.

7.2 Methodology and findings
The mixed-methods action research methodology (MMAR) has been demonstrated to be

appropriate for research questions such as those explored in this research. By collecting data using
surveys and key informant interviews, the data collected allowed for robust exploration of the
breadth and depth of issues regarding Cancer Control Policy in Abia State, Nigeria. Various
elements of scientific rigor in MMAR for the qualitative arm (i.e. credibility reliability,
trustworthiness, and transferability) and the quantitative arm (i.e. validity, reliability, replicability,
and generalizability)*® were espoused within the study. Confirmability was ensured through the
linking of the results/findings to the research context, its data, as well as the analysis of the data.
The qualitative data achieved saturation, i.e. the point at which new data no longer contributed
new findings due to the repetition of themes and comments by participants. Data were presented
in a credible way using direct quotes from the participants; as well as a concept map of themes that
is linked to the data. Sufficient description was provided regarding the research design and conduct
such that subsequent researchers could utilize the processes undertaken in the study (i.e.
transferability and replicability). Validity and reliability were ensured through the pilot testing of
questionnaires in a setting like Abia State. Generalizability may be possible given that the sample
(n=112) was 50% higher than the minimum size required (n=73) to answer the research question.
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This research also demonstrated the value of action research methodology.*® It was designed by
individuals who were directly impacted by the issue, e.g. clinicians and community members.
Although the study was researcher-led, community members through the ACCG contributed to the
implementation of the project. The engagement of the community in this research was evident
through the integrated knowledge translation approach which led to the implementation of several
community-driven initiatives to improve cancer control at the local level.”® The transformation
that resulted from the results/findings of this study included the implementation of early detection
programs in collaboration with community-based organizations, the development of local clinical
pathways, as well as the set up of the first statewide electronic medical record system for reporting
cancers in Nigeria. Such effective implementation of research findings by community partners
demonstrated the uniqueness of the project in proffering feasible and sustainable solutions to health
and health policy considerations such as a Cancer Control Policy. This study demonstrated the

cycles of an action research project, which involved planning, acting, observing, and reflecting.*®

7.3 Implications for Cancer Control in Abia State and Nigeria in General
From the pilot study to the research project, this thesis demonstrated that developing a locally

relevant cancer control policy was important to people in Nigeria. Despite the rising number of
cancer cases, there was a gap in access and utilization of early detection services, as shown by the
results/findings of this study. This might explain the high proportion of patients that presented with
advanced cancers in different parts of Nigeria, including Abia State.! Previous research, however,
did not explore the contextual factors that contributed to the negative experience of cancer patients
in accessing care, such as the impact of strike action that resulted in closure of hospitals or the
financial burden that cancer placed on patients in Nigeria. This study was the first to explore the
breadth and depth of issues surrounding CCP in Abia State, Nigeria with the goal of proposing a

sustainable framework for addressing cancer across the continuum.

The use of multiple perspectives analysis with strong engagement by community members has
proven to be innovative in extending the impact of the study. The ACCG has applied the
results/findings from this study in the co-creation of several community-driven initiatives’™® that

have significantly changed the scenario of cancer control in different parts of the State. These
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initiatives have prepared the ground for potential public acceptance and ongoing engagement with
any CCP that may be implemented by the State government. It is safe to say that this study has
had an impact in Abia State. It is clear, from this study that a multiple perspectives analysis was
an effective approach to studying issues around CCP and to propose local policy frameworks due
to the embedded engagement of stakeholders such as patients/individuals diagnosed with cancer,

healthcare providers, and policymakers.

7.4 Proposed Cancer Control Framework
Health policy frameworks can become more sustainable if they are informed by local data and

experiences within the context where they will be implemented.%!! The CCP framework that was
proposed in this study was grounded on the experiences and expectations of local stakeholders.
The framework was also informed by experiences that evolved from implementing some of the
research results/findings from this study in the community as well as recommendations from
resource-stratified international guidelines on cancer control.>!# This addressed the research
objective of ‘how to propose a cancer policy framework using the perspectives of local
stakeholders.” No previous health policy developed in Abia State or Nigeria adopted this
innovative approach which has led to a robust framework which addresses all elements of the
continuum of cancer control. By implementing some aspects of this proposed framework through
community-driven initiatives!>!, it has been shown that larger-scale implementation by the
government would have the potential to yield a remarkable transformation of cancer control in
Abia State.

7.5 Strengths and Limitations
A key strength of this project is the high level of community engagement. The strong participation

of ACCG from the design of this study to implementation of findings was very critical in achieving
the ongoing impact that was created through the study. As with any research project, there were
limitations to this project. The use of a mixed-methods action research design in this project was
highly contextualized to Abia State, where participants were recruited from a diverse background
(e.g. public and private healthcare institutions as well as government agencies). This might limit
the generalizability of the research findings beyond Abia to other settings in the developing world,

where the delivery of healthcare or the process of making health policies might be different.
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However, the methods and findings are transferable to states or communities that are similar to
Abia State, Nigeria; areas that were characterized as having cancer disparities, but with a strong
local network of people who might be interested in improving the local system. For instance, other
Nigerian States looking to apply this approach might need to identify and build on an existing
network of stakeholders (like ACCG), to successfully apply it. The findings from the study could
have been different if a sequential mixed-methods approach was used (instead of concurrent),
where the findings from one approach (e.g. qualitative) would be used to design the other approach
(e.g. quantitative). For instance, if in-depth interviews were conducted and analyzed before the
development of a survey, the focus of the research might have been narrower. It would also have
added value if focus group discussions were used to gain wide-ranging input from a larger number
of patients, providers, and policymakers. This study did not include patient outcomes, in terms of
mortality or quality of life. Such data/tools would help to support the case for an improved Cancer

Control Policy.

7.6 Future Directions
In addition to the recommendations contained in the Policy Brief, it will be important for

significant investment to be made in the training of healthcare providers (e.g. primary care doctors
and nurses) to provide essential cancer-related services, especially where there are no
oncologists.* There is increasing evidence that such investments would lead to better access and
improved patient outcomes.**® New research could evaluate the impact of increased training on
different healthcare professionals related to the uptake of early detection services, as well as the

diagnostic interval.

Similarly, future research would need to evaluate the implementation of the policy
recommendations that evolved from the results/findings from this study. It will also be important
to use the data which would be generated from the proposed Abia Cancer Agency to explore patient
outcomes, as a measure of the success of the CCP after its implementation. An economic analysis

would also be necessary to shed more light on the financial aspects of cancer control in Abia State.
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7.7 Conclusions and Recommendations
This research sought to understand the perspectives of core stakeholders regarding cancer control

in Abia State and how such perspectives might be used to propose a state cancer control policy
framework. It has shown that although participants had nuanced experiences regarding cancer
control, they had common expectations of having a state cancer control policy which emphasized
early detection, the use of clinical pathways, and one that reduced the financial burden on patients.
Through integrated knowledge translation, the study also demonstrated the feasibility and potential
sustainability of developing a state cancer control policy based on the lived experiences and

expectations of local patients, providers, and policymakers.

It is recommended that the Government of Abia State partner with stakeholders, including the
ACCG to develop a broad policy that would be built around the proposed cancer control
framework. Such a policy would strengthen the work that is ongoing in Abia State. According to
a research participant:

“...And if it is passed into law, the state will have a reason to fund cancer control. That way it is

more likely for the cancer control policy to be successfully implemented.” Policymaker.

These statements highlighted the importance of having a CCP in Abia State. The time has come to
dispel the prevailing notion that cancer control is not feasible in the developing world.*” This
research has demonstrated that when patients/individuals diagnosed with cancer, healthcare
providers, and health policymakers work together, it is possible to develop a cancer policy that can

meet the needs of the community, when implemented.
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calegony in the populations of interest wil be identified on a first-come baals or if & large number of indvideals are infereated in
participating then they will be randomly selected so that everyone has an equal opportunity 1o participate. The populations of
Interest are: patientalpationt advocates; health cane professionals - physicians; health care professionals - nurses; as well as,
health policy makers (Directors/Deputy Directors in the Ministry of Health, Department of Primary Health Care, Public Health
and Legisiators in the State House of Assambly].

All potential partcipants (Registered Delegates of the CCPC Conference) will be invited to participate in this pllot project via an
Letter of Invitation (see Appendlx 1.). The Letter of Invitation will contain an ovendsw of the atudy, the names and contact
Informiation for the research ieam: and, the elements of a Consant Fom (see Appendix 2.). Using a semi-siructured
questionnaire and & demographic sunsey (see Appendices 3. and 4.), members of the research tzam will collect data that will
explore the experences and expectations of the participants regarding cancer controd in Alwa Ibom State. Each interview and
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Provide detaits regarding the duration and location of data collechon eventis): G 3.3
Individual interviews and the group discussions will involve no more than 60 minutes of the partdcipant's time. All data collection
will be conducted at the venue of the CCPC conference onganized by MWAM in Uy and held February 17- 18, 2016.
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[#] Individual Interdaws [ Focus Groups
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[ Other:
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4.2

4.2.1 Will your research invohwe Aboriginal Peoples including First Matlons, Inuit and Métis peoples? GN 4.2

[ Yes [¥] Mo

43

4.3.1 Wil the project Involve community-based participatory research? GH 4.3
] Yes [#] Mo

a4

Will deception of any Kind be necessary in this project? GHN 4.4

[ es [¥] Mo

45

Indicate how the participants will be debriefed following their participation {If applicable), and describe how the
Information on the results of the research will be made avallable to participants once the study has ended. Debriefing
I8 particularly important if deception has been used. GM 4.5
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[] other:

PART 5: ESTIMATION OF RISKS AND BENEFITS
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5.1.1 Do you consider this project to be: GN 5.1
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Mone known.
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5.1.3 Describe how the risk will be managed (including an explanation as te why an alternative approached could not
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514 I above minimal rsk, what are the likely benefits of the research to the researcher, participant, the research)
community and soclety that would justify asking participants to participate? GN 5.1.4
Y
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PART 6: PARTICIPANT RECRUITMENT

6.1

Describe the participants and the eriterla for thelr inclusien or exclusion. Indicate the number of participants and &
brief rationale for the intended number of participants: GH 6.1

The populations: of interest are: patient=/patient advocates: health care professionals - physiclans; health care professionals -
nurses; &8 well as, heslth policy makers (Directors/Deputy Directors in the Mintstry of Health, Depariment of Primary Health
Care, Public Health and Legislators in the State House of Assembly ). Individusts who are participants at the CCPC Conference
will be invited to participate and at kast sbx individusls from each category in the populations of interest will be identified on a
first-come basis or If & large numiber of individuals are interested in participating then they will be randomily setected so that
everyone has an equal opporunity to parbcipats.

6.2

621 Provide a detalled description of the method of recrultment. G 6.2
Individuals who are participants at the CCPC Conference will be invited to participate and at least sbx individusats from
each catagory in the populations of interest will be identfied on a first-come basis or f a lange number of individuats
are interested in participating then they will be randomly selected so that everyone has an equal opporunity bo
participate. All potential participants (Registered Delegates of the CCPC Conference) will be invited to participate in

this pllot pregect via an Letter of Invitation (see Appendix 1.). The Letter of Invitation will contain an overview of the
studly, the names and contact information for the research team; and. the elements of 8 Consent Form {see Appendix
2.} Using a semi-structured guestionnaire and a demographic survey (see Appendices 3. and 4.), members of the
ressaarch team will colect data that will explors the espeniences and expectations of the participanis regarding cancer
control in Akwa lbom State. Each interview and group discussion will be audio recorded on & digital device.

6.22 How will prospective participants be Identified?

Individuals who ane participants at the CCPC Conference will be invited to participate and at least six individests from
each catagory in the populations of interest will be identfied on a first-come basis or f a lange number of individuats
are interested in participating then they will be randomly selected so that everyone has an equal opporiunity o
participate. All polential participants (Registered Delegates of the CCPC Conference) will be invited to participate in
this pllot pregect via an Letter of Invitation (see Appendix 1.). The Letter of Invitation will contain an overview of the
studly, the names and contact information for the research tearn; and, the elements of 8 Consent Form (see Append:
2)

623  Who will contact prospective participants? Describe the source of the contact information, how they will be
contacted and as applicable, who orlginally collected the contact information. Ensure any letters of initial
cantact or other reerultment materials are attached, e.g. advertisements. fiyers, telephane Mﬂpl ete.
Prospecive participants will be contacted by Dr. Eguzo through the organizers of the CCPC conference:

6.3

In cases where the research involves special or vulnerable populations, distinet cultural groups, of in cases whene the
research is above minimal risk, the researcher should deseribe their experience or training In werking with the
population. f none of these criteria apply, this section may be omitted. GN 6.3

6.4

‘Where relevant, please explain any relationship (pre-existing, current or expected to have) between the researchen(s)
and the researched (e.g. Instruclor-student, manager-employee, co-workers, family members/intimate relationships,
etc). Please pay special attention to relationships in which there may be a power differential. Describe any
safeguards and procedures to prevent possible undue influence, coerclon or Inducemeant. GN 6.4

Some of the particpants may be former colleagues of Dr. Eguzo. Mo power differentials or conflicts of interest are expacied.

PART 7: CONSENT PROCESS

FA

Describe the process that will be used to obtain informed consent.  Please note that It s the content of the consent,
not the format that ks Important W the research involves collection of personally identiflable information from a
research participant or extraction of perasnally identifiable Infarmation from an existing database, please describe
how consent frem the individuals or authorization from the data eustodian will be abtalned. If there will be no written
consent, please provide a rationale for oral or implied consent (e.g., cultural appropriateness, aaline gquestionnalre,
etc.) and explain how consent will be recorded.

744  Describe the consent process. GN 7.1
Individuals who are participants at the CCPC Conference will be invited to participate and at least sbx individusats from
each catagory in the populations of interest will be identfied on a first-come basis or f a lange number of individuats
are interested in participating then they will be randomly selected so that everyone has an equal opporunity bo
participate. All potential participants (Registered Delegates of the CCPC Conference) will be invited o parﬂnpnla in
this pllot progect via an Letter of Invitation (see Appendix 1.). The Letter of Invitation will contain an overview of
study, the names and contact information for the research team; and. the elemenis of 8 Consent Form (see Appanm:
2.} All questions will be answered and a Conseant Form signed pror to the In-depth inferview being commenced.

742  Who will ask for consent?

REB Application for Behavioural Research Ethics Review (lasl updale 18-May-2012)
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Primary Contact Person for Commeapondence (If different than Section 1.2) GN 1.6

Full Mame:
18 |Mailing Address:
Email: Fhone:
Reszearch Site(s) where project will be cames out-  Uvd, Akwa Tbom State - Nigeria during the Cancer Control in Primary
17 Care [CCPC) Program onganized by Medical Womer's Association of
Migera, Akwa Ibom State Branch, February 17-19, 2016
18 [1.8.1 Proposed Project Period: GN 1.8 From (MMIDDVYY)  PoRb To (MMODRYY) DSS0NE

1.9.1 Has this project applied for andior recelved athical approval from any other Research Ethics Board? Wil
you be seeking REB approval through the Sask. ethics harmonization process? GH 1.8

[[] Yes [¥] Mo
1.9.2 Please be advised that approvals may need to be sought If you are collecting data from schoals, within health

14 |reglons and may be required from other organizations, agencies, or m'.!rmmunll'yI groupa Wil you be contacting
petentlal participants or collecting data from any such organizations? GH 1.9.2

[¥] Yes mL
If yes selected then open: Specify where, provide details and submit 8 copy of the certfficate or letter of approval (when
obtaned). Please provide justfication if you do not plan 10 seek approvel.

Medical Women's Association of Migena - Akwa Ibom State Branch
1.10 |1.10.1 Statws of Funds: GN 1.10 [[] Awardad [] Pending [#] Unfunded

PART 2: CONFLICT OF INTEREST

2.1.1 |s there any real, potential or percelved conflict of interest (any personal or financlal Interest in the conduct or
outcome of this project)? GN 2.1
None
2.1. 2 Wil any of the researcher({s), members of the research leam andior thelr immediate family members:
Recaive personal benefits in connecton with this project over and above the direct costs of conducting the project.
auch &3 remuneration or employment?
Recaive significant payments of other sorts from the sponsor such as granta, compenastion n the form of equipment
21 or supplies or retainers for ongoing consultation and honorara?
Have a non-financial relabionship with & sponsor (swech as unpakd consultant, board membership, advisor of other non-
financial interest?
Have any direct invelvement with the sponsor such as stock ownership, stock options or board membership.
Hold patents, trademarks, copyrights, licensing agreements or intellectual property rights linked in any way to this.
project or the sponsor?
Hawve any other retationship, financal or non-financial, that if not dsdosed, could be construed as a conflict of interest?

[ es [¥] Mo

PART 3: BRIEF OVERVIEW OF RESEARCH PROJECT

Briefly describe the project, (18 ebjectives and potential significance (250-500 words): GN 3.1

(Cancar & an emenging giobal health problem in low- and middie-income countries. including Migena.| 1) Despite this rising
[burden, Migera does not have an organized national cancer controd system.(2) The absence of an organized cancer control
[program has adversely affected patient cutcomes in Nigenia (2,3) Evidence suggests that practiioner-faciitatad, cormmunity-
engaged resesrch would wse locsl knowledge 1o bulld effective, horizontal cancer control strategies within specific nations!
neaith systems.(d) Action research has been successfully used to improve cancer disparities in ather pans of the world.(5,6)
We are planning a mixed-methods, action research study to assist with Improving cancer disparities in Abla State of Migeria_

This progact will bagin by conducting a piot project of the research instruments that will be used for the research study
described above. Akwa lbom State was chosen for this pllot progect because it i similar to Abla State culturally, economacally
and socislly. The CCPC Course will bring together & number of indhiduals from the three populations of imerest who will be at
thie Ciowrse talking about cancer control; thus, providing a wonderful ervironment for the pilot progect. The objectives for the pllot
[project ans:

REE Application for Betavioural Research Ethics Review (last updale 16-May-2012)
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743 Where, and under what circumstances will consent be obtained?
Consent will be obtained in person immedistely prior to the commencement of the in-depth interview.

714  Describe any sihuation in which the renewal of consent for this research might be appropslate and how this
would take place (e.g. longltudinal studies, multiple data collection events, ete.).
A

72

If any or all of the participants are children andior are not competent to consent, describe the process by which
capacitylcompelency will be assessed, the proposed alternate source of consent - including any permisaion!
Information letter to be provided to the personis) providing the altemate consent - as well a5 the assent process for
participants. GN 7.2

Wi

73

Describe your plans for providing project results to the participant? GN 7.3
Findings from this research will be made avallable to the participants by Dr. Eguzo, and will also be shared through the
netwarks of MWAN-AKS.

74

How and when are participants informed of the right to withdraw? What procedures will be followed for participants|
who wish o withdraw at any point during the study? GN 7.4

Participants weould be informed about the right 1o withdraw from the research in both the Letter of Invitation and the Consent
Form. Participents will be able to withdraw from the in-depth intervesw at any time until the dats hes been sggregated after
which who said what can not be dentified. Individuals wishing to withdraw should contact Dr. Eguzo via e-mallphone or
through the organizers of the CCPC Conference.

PART 8: DATA SECURITY AND STORAGE

Indicate the procedures you plan to implement to safeguard and store the data. Identify the person who will be assuming
responsibility for data storage (University regulations require the researcher or the supervisor, in the case of student
research, to securely store the data at the University of Saskatchewan for a minimum of five years upon the completion
of the study - (Procedures for Stewardship of Research Records at the University of Saskatchewan 20140.)

Who will eonduct the data eollection? GHN 8.1

ai Dr. Bguzo and members of the ressarch team engaged In data collection.
a2 Who will have access to the original data of the study? GN 8.2
AN members of the reseanch team will have access 1o the original data.
How will confidentiality of original data be maintained as well 85 presarving of Gestroying data after he ressarch is
completed. For all data (e.g. paper records, audio of visual recordings, electronic recordings), Indlcate the: GN 8.3
B.3.1 Person responsible for data storage:
Dr. Wivian R Rarmaden will be responsible for storng the data in an appropristaly securs location within the Depantment of
(Academic Famdy Medicing, University of Saskatchewan.
B.32 Data security during transpartation from collection site:
Audio recordings will be electronically stored on & pasaword-protected digital device and uploaded 1o PAWS &3 soon as
[possible. De-identified paper surseys will copied and scanned Inta PAWS &5 300N 88 possibés; and, the onginal data will be
83 |transported in & locked bag.
8.3.3 Means and location of storage (e.g. a lacked filing cabinet, password protected computer files, ancryption):
Data will be stored in an appropriately secure kecation in the Department of Academic Farmily Medicing, University of
Saskatchewan and the de-identified data backed up in Cabinet on PAWS.
B.3.4 Tirme duration of storage (Must be =5 Years):
The data will be appropriately stored for & minimum of 5 years.
8.3.5 Final disposition (archive, shredding, electronlc file deletion):
When the data & no longer required, it will be appropriately destroyed and/or destroyed beyond recovery.
Indicate how the data collected |s intended to be used (thesis, journal articles, conference presentation, medla, ete).
GH B4
a4 The resultzfindings from this Pot Project will be used to further develop the PhD Research Project being undertaken by

Dr. Kedechi Eguzo and &3 such may be included in the Disseation. The resultafindings will be shared with the leadership of
MWAM and Akwa lbom State Ministry of Health. Findings may also be presented at appropriate conferences or published in

approprigte peer-reviswed joumals.

PART 9: Declaration by Principal Investigator
(or Supervisor for student projects)
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Project Tite

Exphoring the expenences and expectations related to
cancer control with patients, health care providens
{physicians and nurses), and policy makears in Alwa Ibom
State — Nigeria

| confirm that the infarmation provided in this applcation s complets and correct.

| Becapt responsdbility for the ethical conduct of this project and for the protection of the nights and welfare of the
hwman participants who are directly or indirectly involved in this progect.
| will comply with all policies and guidelnes of the University and Health Reglon/affiliated instiutions where this progsct

will be conducted, as well &5 with all applcable federal and provinclal laws regarding the protection of human
participants in research.

| willl nsune that progect personned are qualified, appropratety trained and will adhera 10 the provisions of the REB-
approved spplication.

| certify that any significant changes to the project, including the proposed method, consent process or recruitment
jprocedures, will be reported to the Ressarch Ethics Board for consideration in advance of its implementation.

| certify that & status report will be submitted to the Research Ethica Board for consideration within one month of the
current expiry date each year the project remains open, and upon progect completion.

If personal health information is reguested, | &ssure that it s the minimum necessany o mesat the research objactive
and will not be reused or disclosed 1o any parties other than those descnbed In the REB-approved application, except
a8 required by law.

| corfirm that adequate resowrces 1o protect particpants (e, personnel, funding, time. equipment and space) are in
place.

| wndarstand that (f the contract of grant retated 1o this ressarch propect s being reviewead by the University or Health
Region, & copy of the ethics applcaton inclusive of the consent document(s), may be forwarded to the person
responsible for the review of the contract or grant.

| understand that if the progect invaolves Health Region resowrces or facilities, a copy of the ethics application may be
forwarded to the Health Region research coordinator 1o fadlitate operational approval_

‘Eignature of Principal Investigaior andor Prinied Mame of Principal invesbgaior andor Date TMRIODTY Y
Supervisar Superdsor
ignature of Student Investigator Printed Mame of Student Investigator Date (MWMDODTTT)

Department Head (UofS and RQHR only) : The signaturelapproval of the Depariment/Administrative Unit acknowledpes that hef
she i3 aware of and supports the research activity described in the proposal.

ignature of Department Head Printed Mame of Department Head Date (MWMDODTTT)

REE Applicaton for Behavioural Research Ethics Renew (last updale 168-May.2012)
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Project Tite

Exphoring the expenences and expectations related to
cancer control with patients, health care providens
{physicians and nurses), and policy makers in Alwa Ibom
State — Nigeria

| corfirn that the information provided in this application s completa and correct.

| sccept responsdoility for the ethical conduct of this project and for the protection of the nights and welfare of the
human participants who are directly or indirectly involved in this progect.

1 will comply with all policies and guidelnes of the University and Health Reglon/affiliated instiutions where this progct
will be conducted. as well 23 with &l applicable federal and provinclal laws regarding the protection of human
participants in research.

1 will ensure that progect personnel are qualified, appropratety trained and will adhera to the provisions of the REB-
approved application.

| certify that any significant changes to the project, including the proposed method, consent process or recruitment
procedures, will be reported to the Ressarch Ethics Board for consideration in advance of its implementation.

| certify that & status report will be submitted to the Research Ethica Board for conalderstion within one rmonth of the
current expiry date each year the project remains open, and upon progct completion.

If personal health information is regeested, | &ssure that it i the minimum necessany to meet the research objective
and will not be reused or disclosed 1o any parties othaer than those desciibed in the REB-approved application, except
a8 required by law.

| corfirm that adequate resowrces 1o protect participants (Le.. personnel, funding, time. equipment and space) are in
place.

| undarstand that If the contract of grant related to this resaanch progect is being reviewed by the University or Health
Region, a copy of the ethics appleaton inclusive of the consent document{s), may be forwarded to the person
reaponsible for the review of the contract or grant.

| understand that if the progect invaolves Health Region resowrces or facilities, a copy of the ethics application may be
forwarded to the Health Region research coordinator to facilitate operational approval_

‘Eionature of Principal Investgaior andor Frinted Mame of Principal invesbgaior and/or Diate TMODTY Y
Supervisar Superdsor
ipnature of Student Investigator Printed Mame of Student Investigator Date (MWDODTTT)

Department Head (UofS and ROHR only) @ The signature/spprovel of the Depanment/Administrative Unit acknowledpes that he/
she i3 aware of and supports the research activity described in the proposal.

ignature of Department Head Printed Mame of Department Head Date (MWDODTTT)

REE Applicaton for Behavioural Reseanch Ethics Renview (last updale 18-May-2012)
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Docurment Included? Description
Recruit Materiai(s) [] ves |
[#] WA
[¥] Ves |'|'Ha
Letter () of Inital Contact A iz the cowver latter that will introduce e study.L
Consent Formis) (<] Yes |
[ wia
Assent Formis) [] Yes |
[#] A

[Fiesearch Todls) (e.g Luesiionnares, %] Yes
focus group guides, inferview scripls. ete.) |

[ A
[] Yes |

Transcript Releasa Formis)
%] WA

|RGHR CperatonaliDeparimental ] Yes

Approval Fomm |
[F] MA

Other (please specilyr [#] Yes ng

Bpproval Letier from MWAN ] research study to be conducted during the CCPC
[ wa konferance

REB Applicaion far Behaviaural Research Ethics Rewiew (last updale 16-May-2012)
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APPENDIX B Ethics Addendum

PROTOCOL AMENDMENT/ADDENDUM I

NAME OF THE STUDY: Exploring the experiences and expectations related to cancer control

with patients, health care providers and policy makers in Alewa Thom State — Nigeria

STUDY NUMBER: BEH16-44
DATE OF THE AMENDMENT:  September 18, 2017
FUNDING SOURCE: Unfimd=d

INVESTIGATORS: Dr:. Eelechi Eguzo, Vivian B Eamasden

L

Purpoza

The purpoze of this Protocel Amendment’Addendm 1= to pelude; 2 new study site; new study
pariners; and, amendments of the study protocol and data collection tools.

Amended Protocol Revizionz
Additional Stody Site
*  Abia State of Nigaria

. Additional Study Partners

*  Abia Stats Primary Health Care Development Arency; Abia State - Ministry of Health; and,
mdraduzls'community partners whe comprize the Commumity Advisery Group (CAG)

. Application - Amendment of Study Protocol

Section 1.9.2
Wa have obtamed letters of support from Abia State Minizstry of Hzalth. (Sae attached)

Section 3.2: Provide a descriphion of research desizn and methods to hepgad: G 3.2

Thiz concurrent mixed-methods and acton research project will undertakes data collection
through surveys, m-dapth, key mformant mterviews, and 2 follow-up dizcussion group to
facilitate the interpretation of the findings prior to the development of 2 framework/plan for
caneer control. The populations of interast (potential ressarch participants) includa: 1) individoals
wha have completed active cancer treatment within the last five vears (cancer survivors); patisnts
who are currently recaiving cancer treatment at various health mstitutions in Abia State. Key
mfiormants gl be selertsd fom this group until saturation i= reached because they will have
experienced vanious aspects of cancer control in the state. ). Physicians and nurses who arz
currently servmg in Abia State. Key mformants {equal mumbers of physicians and nurses) pallhe..
selected from facilities kmown to provide cancer sarvices until saturation is reached because they
would have the most expenence providmng cancer control in the state. 3). Health policymakears in
Akia State, meludmg but not imited to senior parsonnel n the Mimstry of Health, lagislators and
directors of primary health care in the various local govemment arsas. Koy informants will be
salected from senior personmnel at the Ministry of Haalth and other relsvant institutions (e.z. state
legizlators) until saturztion i= reached becanse they would be mest conversant with existing
policies.

A miminoom of s mdividuals meeh.ugﬁle r.nbana. for key mi'orman.ts in each of the ﬂ:u'ee
categories Listed above yll ke B .
a largs nurmber nfmdlu.duah ars mtera’.‘tad J.upartﬂpatmg m\ﬁle mtarviews thmﬁle}, mll he
randomly selected so that evaryvone has an equal opporfunity to participate. Some potential kay
mformants are alveady kpang to D, Kelechi Ezuzo, whe kas practiced as a General Practitioner
in Oneology in Abiz Stata. Intervisws will continue unfil data saturation hag heen attained, (le.
when thers is anough information to replicate the study or when ne new information i= obtained
from the niterviews).

Page |
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In addition, O, Eguzo will imdertzke survays of individuals within sach catazory. to achisve the
desired sample size. According to Qnwmesknzie of al (1), 2 sample size of at l2ast 31 individuals
pex group 1s sufficient to answear the research questions, where a nested sample of at least six
participants per group will be mvolved in imferviews. Thiz sample sizs repressats those neadad o
detact a medum, one-tailed statistically sipmficant relationship or differance with 080 power at
3% level of significance. The quantitative arm of this study will help m data triangulation and be
complamentary; thus, enhancing the quality of the study. (2) This design will ensure the
cradibility, transfarability and dependability of the findmzs from this research.(2) Pleasa note that
indrviduals selected to be invited for a key informant interview will be nested within sach of the
populations identified () 2, patients, providers er policymakers).

All potential participants pill he bwiated to participate in this rezsarch via a Letter of Invitation
(zee Appendix A) and recroitment advertisement (Appendix B). The Letter of Invitation will
contain an overview of the study, the names and contact information for the research tezm; and,
elemants of tha Conzent Form (see Appandix C). Koy mnformant interviews will follow a sami-
stmctared format (See respective data collection tools for each population). Each mterview will
be audic racordad on 2 digital device. Interviews pgizht be candncted M parsen or via telephons
baszed on what is convenient for the participant Surveys with intervisw questions for 2ach group
ara included m Appendix. The survay pill be disseramated using both paper and electronic
formats. Thas is to enhance the response from the targeted participants, as some individuals might
prefer one format gyary the other.

munersansnata iRl 11 2, Qualitative data analyzis
software, such as v 11, wall beead for qualitative data analysiz. Survey data mallbe..
entered mto SPEE v 24 and analysed using dezcriptrve statisties, T-tasts and Chi-square, as fits
the data. Resulfs from the quantitative data will desenibe the most commeon experiences and
expectations of the study sample, while the nch gualitative findings will ilhominate thase
expeniences and expectations idantifisd by sach zroup.

The mterviews and group dizeussion g

Following the analysis of both qualitative and quantitative datz, findings/results pill be retumed
to the Community Advisory Group (CAG) for interpretation. The CAG will be comprised of
mdrviduals from each of the populations of inferast and who have expreassed interest m this
research project. Diseussions at the mastings of this group will sugzest how to uzs the
fimdings/results from this research project to develop a cancer control framework. Consensus on
the final framework will follow the Delphic approach. These dizcuszions will be audio recordad.

Section 4.1
4.1.1 Will vou have any mitermet-based mteraction with parficmants?
Yes

4.1.2 If vou are wsmz a third party research tool. website survey seftware, how will vou ensure
the security of data zatherad at that site?

Thiz il be drpe through Fluid Survey on-line soffwars zvailzble through the University of
Baskatchewan. Should Fluid Survey not be available at the tims, another secure, online survey
website willbeyaed, De-identified data will ba bamsad in Cabmet on PAWE at the University of
SBaskatchewan.

4.1.3 Diaseribe how 1zs10m to 1se any third s owmed sitel=) yill be obtained if s
The Fluid Swrvey on-lne softwars 1= available to Graduate Students of the Unmversity of

Epuzm-Famsden EBEH# 16-44 Proscal Amendm o’ 4 ddendom I September 8, 2017 Page 1

104



Saskatchewan.

4.1.4 How will vou protact the povacy and confidentiality of participants who may]
by emzil addresses. IP addresses and other identifivine inforrmation that may ba l:.wtuled by 1lle
system during vour interactions with these parficipants?
The online survey will be open fo potential participants whe are associated with the partner
organizations (e.g. Abia State Primary Health Care Davelopment Agency, Nigerian Christian
Hospital, Marjoris Bash Foundation, gg); however, 2-mail and [P addresses willnetbesapturad.,
g;;g(amgd, The pariner organizations may send out the mvitation with the Imk to the survey a
maxmmum three Himes. Dy, Eguzo will not have dirsct contact with the poteatial participants (in
terms of their emnail addressas or phone nombers). After the survey iz completed, the CAG will
develop 2 Summary that will ba civeulated to the partner orzanizations who will in fum distribute
it through their networks.

4.1.5 Will the project imvolve deception?
Ko

.
peoples?
This ressarch project will not imvolve Aboriginal peoplas.

Section 4.3 Will the project imvelve commumitv-based participatory research?
Tes. This project will involve community-bazed participatory research.

55, outline the plans to obtain commmnity ement for this project
Thiz= progect will be undartaken by D, Eguzo (suparvizad by D, Rameden) supported by the
Abia State Miistry of Health (ABMOH), Abiz State Primary Health Care Development Agency
(ABSPHCDA), and other crzanizations in Abia State (2.2, Migerian Christian Hespital and the
MMarjorie Bash Foundztion). The aganciss wers engazed in the conceptualization and desizn of
this study. D, Eguzo has been mvolved in various face-to-face, phone and email comversations
with the leadership of ABPHCDA and other crgamzations regarding this project. Representatives
of the study pepulation baszed in Abia (patient advocatas, health providers and policymakers)
have also provided input into the desizn. ABSPHCDA 3= well as, the Abia State Ministry of
Health have provided letters of suppert for the project.

As part of their commutment fo this project, Abia State Primary Health Care Development
Agancy and other community partners (s.g. Marjorie Bazh Foundation) may provide rescurces to
facilitate data collaction and knowledze franslation. Thi= could inchide, but not limitad to, office
=pace and a vehicle.

4.3.3 Dascribe the orsanizational structure and commumity procsszes requited to obtam approval
ABPHCDA i= overszen by a Board ome emnr:, but led by an Executive Sscratary (I};[,,
Chukwuemeaka Olooha) while the o tha
Comomissienar for Health, Letters cfﬂupport for tbe mactmﬁum ABP‘HCD:L and
ABMOH after the projact was conceptualized.

4.3.4 Will a ressarch asteement betwean the researcher and commumity be preparad?
A research agreement 1= not required, as the letters of support are sufficient.

4.3.5 Will community representatives have the opporhmity to parficipate n the imterpratation of
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ABMOH, ABPHCDA and other community partners have been involved in the
conceptualization and desizn of this study. They have also provided mput into the revisions of
the study instroments following the Pilet Project in Akwa Thomn State in 2016. The parmer
organizations and members of the Conmmuity & dvizory Group (CAG) will also be ivolved m
the mtarpretation of findmgsrasults. At the completion of data analyziz, Dr Fzuze will convens
a meeting of the group whera the finding=‘results will he disenzssed, prior to the Final Report
being written. The final results will shared with the populations of mterest in Abia State throuzh
ABSPHCDA, ABMOH, members of the CAG; as well as, hospitals where patients and providers
where invited to participate and professional crzanizations.

Section 4.5 Indicare how the
Debriefing 15 not naceszary for this project. Fmdingz/results from this rezearch endeavowr mailbe.
made available to the participants following analvsis and reflection. When complated, D, Ezuzo
will circulate the findings to the parficipants a= deseribad in 4.3.3 above.

Section 4.6 1]
Participants m the rassarch, espa:lalh m.dnlduals who parficipate in key mformant intervisws,
wmarhesnmnensated for their transportation cost to the intervisw vanue. If the mierviews gre,
conduntad over lunch hour, they will be providad with lonch Individuals whe contact Dy, Ezuza
by phonz and had to travel to join the study will have their sxpenses (fravel and communication)
reimbursed, usms pre-paid phone cards, ar other locally acceptable methods (such as maobile
moneay).

Individuals who complete the survey will be compansated with 500 Maira pre-paid (32 CDN)
phone cards (popularly called Recharge Cards or Virtual Top-Ups in Migena) to pay for data
costs of completing the survey, especially the online version. Indraduals whe would like to
recaive this recharze card \\nllberequ:md to provide their phone numbers and or emzil addrass
on a saparate piece of paper (or pallbe redizerted to a separate website where this information
will be collectad). This is to ensure that thare wall be ne link between their survey response and
their contact information (phone numbers and smail address).

Section 6.1 Descrina the participants and the criteria for their inclision or exchision.

The populations of interazt will include: 1) mdividuals who have complated zetive cancer
ftreatment withm the last five yvears {cancer survivers); as well as, patients who are currently
recalving cancer freatment at various health mstifutions in Abia State. Key mfonmants pallha,
salected from this group until saturation is reached because they will have sxperienced varions
azpects of cancer control m the state. 2). Physicians and nurzes who are currently serving in Abia
State. Key mformants (equal mumbers of plvsicians and nurses) wll ba selected from faeilities
knovwm to provide caneer sanvices until saturation 13 reached becausa they would have the most
experience providing cancer confrol in the state. 3). Health policymakers m Abia State, including
bt not limitad to senior personnel in the Ministry of Health, lagizlators and directors of primary
health care m the various local government areas, and other relevant government institutions.
Eev mfommants yill ba selected from senior personnel at the Ministry of Health and other
relevant institntions wtil saturation is reached becanse they would be most comversant with
existing policiss.

Section 6.2

6.3.1 Provide a detziled description of the method of recmitment

Participants wll be secrmifed from health mstitutions, community events and offices withm Abia
State, Migena. This ressarch study will be advertisad at locations where potantial participants
could be recnuted using a recruitment adverizement (Appendix B). In addition, other
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communication channals used by these mstitutions n Abiz State to reach their clients, staff and
asgociates (2.2, secial media posts, email and bulk taxt messaging) pall b adepted to share
information zhout the research project. D, Ezuzo will not have direct contzet with the potential
participants (n terms of their email addreszes or phone mumbers). Interested mdrviduals il be,.
wited to contact D, Eguzo nsmg the information provided on the advertizement.

Participants will alzo be recruited directly (in person) from hospital/clinics that are known to
offer cancer services, or at other locations within the state. D, Ezuzo will approach the patients
directly at the facilities whera thay recaive cars, with the permission from the leadarship of thasze
facilities. Phyvsicians and nurse= yall bhe tesmwied i 2 simular manner. Policymakears pall ha,
tecpited directly fom the Ministry of Health and other agencias and institufions that are
involved in hezlth policy making (2 2. Abia Stats House of Aszambly). In addition, D, Ezuzo
will recrurt providers and policymakers at community events, such as a venue for Contmumg
Mfedical Education events.

Al potantial participants will he fmdted to participate in this rezsarch via a Leter of Invitation
(zee Appendix A) and recruitment advertisemeant (Appendix B). The Letter of Invitation will
contain an overview of the study, the names and contact information for the research team; and,
elements of tha Conzant Form (see Appendix C). Key informant interviews will follow a sami-
struetured format (See Appendre D). Each interview will be andio recorded on 2 digital devica.
Interviews gught.be conducted m person or via telephone based on what 1= convenient for the
participant. Data collection fools for each group are includad in the appendic. The survey willbs,
dizsemunatad usmz both paper and elactromic formats. This 1= fo enhance the responsa from the
targeted participants, as some individuals might prefer one format gygep the other. For mstance,
some individuals may find i mors convenient to zcesss the survey on their mobile device.

6.2.2 How 3 :

Participants ons, community events and offices within Abia
State of Wigeria. Thiz rezsarch study will be advertizad at locations where potaatial parhicipants
could be recrurted nsing 2 recruibment advertizament (Appendix B). In addition, other
commumication chammals used by thess mstitutions in Abia State to reach their clients, staff and
zszociates (2 2. social madia posts, email and bulk text messaging) will share inforration about
the research project. D, Ezuze will not have divact contact with the potantial participants (in
terms of their email addresses or phone numbers). Interested individuals will be required to
contact D, Ezuzo using the information provided on the advertizemant.

Participants will alzo be recruitad directly (in person) from hospital/clinies that are known to
offer cancer servicas, or at other locations withm the state. Dy, Ezuzo will approach the patients
directly at the facilities where they recelve cars, with the permussion from the leadership of these
facilities. Physicians and nurses gl he tecmuted in 2 similar manner. Policymakars will ha,
reomited directly fom the Ministry of Health and other zgencias that are mvolvad in health
policy making (e.z. Abia State House of Aszembly). In additton, D, Eguze will recnut providers
and policymakars at commumity events, such as a vanue for Contmumg Medical Education
evants. Providers and policymakers may also volunteer thamselves by contacting [, Eguzo in
response to the advertiserent {Appendix B) about the research.

6 23 ‘il'hc will muiact mD!DectL\ e 1:-.'-JII:||’.'|.gil.xﬁl.ts1

pcmzped:m'e parh::lp:ms (Le cLme da'\'s athozpuals nrzanog;r ufl\'ﬁmstq of Haalth;

data’vanmes qunnt.uumg \-Iedlcal Educatlm ew_uts) is larzely public knowladee. D Eenzobas.
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(1.a Abia State Ministry of Hezlth and Abia State Primary Health Care Development A zancy)
marheapnsaached to provide updated information rezarding the clinics/officas whare potential
participants nmught be recruited. The leadership of profezzional associations (zuch as Abia State
Chapter of Nigerian Madical Association, where Dt Ezuzo 15 3 member) may he anprnached to
chare the advertisemnent zhout the research with their ruambers through their nmal
communication charmeals. Dr, Ezuzo will not have direct contact with the potentizl parficipants
{m terms of their email addresses or phone mumbers). Interested indrviduals may contact D,
Eguzo about participating in the research study in response to the advertizement (Appendix B).

Section 7.1

1.1.1 Diascribe the consant procsss,

The consent process will begm at recruitment. All potential participants pall be ovied to
participate in this research via a Latter of Imitation (22e Appendix A) and Recruitment
advertizament (Appendix B), as previoushy described. The Letter of Invitation will contain an
overview of the study, the names and contact information for the research team; and, the
elemants of 2 Conzent Form (ze2 Appendix C). Key mformants interviaw will follow a semi-
stmctured format. Each inferview will be audic recorded on a dizital device. The survey mllbe.
diszerminatad vsing both paper and elactronic formats. This iz fo enhance the responza from the
tarzeted participants, as some individuals might prefer one format gyey the othar. For metance,
somis mdividuals may find i more convenient to zcesss the survey on their mobile device.

Every potential participant sl beigigted to sign the Consent Form pricr to the commencement
of data collection. The Cowver Letter for the survay will also provide the contact information for
Dir, Ezuzo and the Research Ethics Office at the Unrversity of Sazkatchewan should the
participants have any guestions or concams.

7.1.2 Who will ask for consent?
D, Eguzo will ask for conzent.

7.1.3 Where, and undsr what circumstances 3

commencament of data collection.

Conzent pill he shtaned in person immadiately

]

Individuals who participate in the survey alecl:romc:a]}l will be required to provide implied
consent prior to commencmg the survey. Individuals whe parbicipate in a key informant
mitarview will be required to provide consent that includss the opportumity for the intervisw to be
andis-recordsd. Inferviews may ba conductad in person or by telephons (oral conzent will ba
obtzined) based on the praferance of the participant.

-th the c:cmpletl.ou ufda‘lz ana.h sis, Q;. Eguzn will comvene amraetmg cfthe Cammumt_',
Advisory Group (CAG) where tha findingsresults pzll hedissnssed and mtsrpreted pricr fo the
Final Raport being written. The final findings/resnlts will shared with the community in Abiz
State through: ABSPHCDA; mambers of the CAG; hospitals where patients and providers pgge,
teermied; as well as, professional organizations.

In ordar to angags the community m Abia State. Dir, Ezuzo znd the commumity parmers mvolved
mn this research will ereate a socizl media (e g Facebook) paze fo publicize the research protocol,
provide updates and share findmgsresults. This will foster further interaction batween D,
Eguzo, the community pariners and the wider community regarding the cancer control.

Section 7.4 How and when are of the neht to withdraw?
Participants ppmld e nfommed, about the rizht to withdraw from the research n both the Latter

Page §
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of Invitation and the Consent Form. Participants will be able to withdraw from the research at
any time until the data has been azgregated after which who zaid what carmot be 1dentified.
Individuals wishmg to withdraw should contact D, Ezuze v1a e-mail'phone until funa 30, 2018
after which it will not be pozsible to withdrawe.

Section 5.1 Who will conduct the data collection?
D Ezuzo will conduct the data eollection.

Section 5.2 Who will have access to the orizmal data of the stmdv?
Dirs. Eguzo and Ramsden will have access to the criginal data.

Updated references

1. Ouameshuzie Al Collms KM, A typology of mixed metheds sampling designs in social science
research. Qual Fep. 2007;12(2):281-316. Available from
hitp -/ neweorks nova ede'esivieweontent e Tarticla=1 63 8&context=tar

2. EpechPL Ness LR.AIE\»eLhemjet" Data saturation in gualitative research. Qual Rep. 201520
(9):1408-16. Available from hitp:/tor nova edu’ loads 201509/ fiuschl .
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Behavioural Amendment For Internal Use Only
UninRS invtermal 10-

Key Information

YniyRs Internal Project 1I0# or old Ethics 1D% (Bgh xw-xee).* BEH 16— 44

Pl Mama: * Vivian R Ramsden

Title: * Exploring the experiences and expectations related to cancer control with patients, health
care providers and policy makers in Alowa Thom State — Nigeria

Current status of this project: * Recruitment is open; o

Summarize and provide rationale for propaosed revision(s): *

Religious leaders (e.g. pastors)
Community leaders (e.g. leaders of market organizations, autonomous communities)
Patient advocates (e.g. leadership of non-profits working on cancer awareness)

Members of the media (e.g. journalists working in Abia State)

The leadership of such organizations will be identified through public records and will be
invited to review the final framework that will be developed from this research. They might
also be requested to help share the findings from this project with their members or within
their networks, to help increase the chances of implementing the outcome of the research.
Indicate how participants will be netified of proposed revisions: * Mo current part
If other, specify:

Change to Sponsor(s) and Agency(ies)

Sponsor|s)

Add / Remowe: | Sponsor:

agency(ies)
Add / Remove: | Agency:
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fy the Lni¥RS Int=mal ID# {for pending grants or cont

Projectis) Directly Associsted with the Fund(s) Supporting this Project

iy the UpigRS Internal ID# {for awarded grants or contracts):

Change to Location(s) Where Research Activities are Conducted

Add [ Remiowve: ilding or Organization: country:
Change to Project Personnel
Principal Investigator
New Pl Mame: NSID: | Email: Phone: ‘Organization (Department):
sub-Investigator(s)
add Name: NSID: Email: Phone: ‘Organization
Remove: (Department):
student{s)
Add Name: NSID: Email: Phone: ‘Organization
Remove: (Department):
Primary Contact
Add Name: NSID: Email: Phone: ‘Organization
Remove: (Department):
Secondary Contact
Add Name: N5ID: Email: Fhone: ‘Organization
Remove: (Dapartment):

Declaration by Principal Investigator

By submitting this amendment form, the Principal Investigator confirms that he,/she is responsible
for the scientific and ethical conduct of this project and agrees to conduct this project in compliance
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| UNIVERSITY OF
SASKATCHEWAN

with the Tri-Council Policy Statement: Ethical Conduct for Research Involving Humans [TCPS2
2014), the Personal Health Information Protection Act (HIPA) and other relevant laws, regulations
or guidelines.

Date the form was completed: 2018-07-30
Mame of person who completed the form: Dr. Kelechi Eguzo

If form submitted on behalf of the P12

Dr. Kelechi Eguzo is autherized to prepare and submit this form on behalf of the Principal
Investigatar

authorized person contact information:

Email: Kelechi.eguzo@usash.c Fhone: 306-715-4428

DOCUMENT(S)

Provide 3 list of documents that are being submitted along with this amendment: None
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APPENDIX C Ethics Certificate (University of Saskatchewan)

UNIVERSITY OF  Behavioural Ressarch Ethics
SASKATCHEWAN Certificate of Approval

PRINCIPAL INVESTIGATOR DEPARTMENT BEH#
Wivian Ramsden Family Medicine 1644

INSTITUTION(S) WHERE RESEARCH WILL BE CONDUCTED
Nigeria

STUDENT RESEARCHER(S)
Kelechi Eguzo

FUNDER(S) SPONSOR(S)
UNFUNDED UNFUNDED

TITLE
Exploring the Experiences and Expectations Related to Cancer Control with Patients, Health Care Providers (Physicians and Nurses),
and Folicy Makers in Akwa Ibom State - Migeria

ORIGINAL REVIEW DATE  APPROVAL ON APPROVAL OF: EXPIRY DATE
4-Feb-2016 08-Feb-2016 Application for Behavioural Research 07-Feb. 2017

Erhies Review

Recriitment Poster

Participant Consent Form

Surveys [3]

- Patients

- Health Care Providers

- Policy Makers

Full Board Meeting [ Drelegated Review [

CERTIFICATION

The University of Saskaichewan Behavioural Research Ethics Board has reviewed the above-named research project. The proposal
was found (o be accepiable on ethical grounds. The principal investigator has the responsibility for any other administrative or
regulatory approvals that may pertain to this rescarch project. and for ensuring that the authonized research is carried out according o
the conditions outlined in the original protocol submited for ethics review. This Certificate of Approval is valid for the above time
period provided there is no change in experimental protocol or consent process or documents.

Any significant changes to your proposed method, or your consent and recruitment procedures should be reported 1o the Chair for
Research Ethics Board consideration in advance of its implementation,

OHGOING REVIEW REQUIREMENTS
In order to receive annual renewal, a stius report must be submitted to the REB Chair for Board consideration
within one month prior tw the current expiry date each year the study remains open, and upon study completion.
Please refer 1o the following website for further instructions: huip:dresearch urask caffor.

i phe

¥,

Patricia Simonson, Designate
University of Saskatchewan
Behavioural Research Ethics Board

Fiaase sand all comespondencs o Aessarch Ethios Office
Saskaichawan
Bax 8000 RPO Linivarsity, 1602110 Gymnasium Place
Saskatoon 5K 57N 418
Telephona: (306] 966-2975 Fax: (306] D66-2069
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& 4 UNWERSITY OF Behavioural Research Ethics Board (Beh-REB)
¥ SASKATCHEWAN Certificate of Approval

Study Amendment
PRINCIPAL INVESTIGATOR DEPARTMENT Beh #
Wivian Ramsden Family Medicine 16-44

[MSTITUTION(S) WHERE RESEARCH WILL BE CARRIED OUT: Nigeria
STUDENT RESEARCHER(S): Kelechi Eguzo

FUNDER(S): UNFUNDED SPONSOR(S): UNFUNDED

TITLE: Exploring the Experiences and Expectations Related 10 Cancer Coatrol with Patients, Health Care Providers (Physicians and
Nurses), and Policy Makers in Akwa Thom Siate - Nigena

AFFROVAL OF APPROVED ON CURRENT EXPIRY DATE
Protocol Amendment/Addendum 1 05-De-2017 1 B-Jan-2018%
Recruitment Posier

Consent Form - Survey

Participant Consent Form - Interview/Discussion Group

Key Informant in-depth imerview guestions

Providers Key Informant in-depth interview questions

Providers Survey Chiestions

Health Policymakers Survey

Acknowledgement of:

Leuer of Support - Abia Siate Government of Nigeria Ministiry of Health

Letter of Support - Government of Abia State of Nigeria

Full Board Meeting [ Delegated Review  [5]

CERTIFICATION

The University of Saskaichewan Behavioural Research Ethics Board (Beh-RER) is constituted and operates in accordance with the
current version of the Tei-Council Policy Statement: Ethical Conduct for Research Involving Humans (TCPS 2 2014). The
University of Saskatchewan Behavioural Research Ethics Board has reviewed the above-named research project, The proposal was
lound to be acceptable on ethical grourds. The principal investigater has the responsibility for any other administrative or regulatory
approvals thai may pertain to this research projest, and lor ensuring that the awthorized research is carried out according 1o the
conditions outlined in the original protocol submitted For ethics review. This Certificate of Approval is valid for the above lime period
provided there is no change in experimental protocel of consent process o documents,

Any significant changes 1o your proposed method, or your consent and recruiiment procedures should be reporied 1o the Chair for
Research Ethics Boasd consideration in advance of its implemeniation.

ONGOING REVIEW REQUIREMENTS

In order to receive annual renewal, o status report must be submitied to the REB Chair for Board consideration
within ene month prior 1o the current expiry date each vear the study remains open, and upon study completion,
Flease refer 1o the following website for further inswructions: furpadiveseareh wock cafor.
researchersferhicsindecphp

Patricia Simonson, Ethicist
University of Saskatchewan
Behavioural Research Ethics Board

—
Please send all cormesponence 1o Research Services snd Ethics Officn
Uktiiversily ol Saskscheaom
Roum 223 Thorvaldson Building
110 Seienee Flace
Saskaloon 5K Camada 57N 418
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APPENDIX D Operational Approval (Akwa Ibom State/Medical Women’s Association)

PRESIDENT

Dr. Mandu C. lkpe

Dept. of Radiology

UUTH, Uyo

Tel: 080533] 0127

Email: mandikpe@yahoo.com
PRESIDENT-ELECT

Dr. Emem Abraham
Dagi of Ophﬂnqlmology

Ul

Tel: 08033497769
Email: ememabraham@yahoo.com

SECRETARY

Dr. Bet-ini Bassey

Health Centre

University of Uy

Tel: 070 90553 8

Email: bettyny 1800@yahoo.com

ASSISTANT SECRETARY
Dr. Ema Etuknwa

Dept. of Anaesthesia
UUTH, Uyo

Tel: 08061685795

Email: emychokor@yahoo.com

TREASURER

Dr. Ukeme Eshiet
Health Centre
University of Uyo

Tel: 080 4348363
Email: adorablekemsi@yahoo.com|

FINANCIAL SECRETARY
Dr. Imo Isobara

Dept. of Anaesthesia
UUTH, Uyo

Tel: 08037276672

Email: imovera@yahoo.com

PUBLICITY SECRETARY
Dr. Rosemary Umoh
De 1 of Paediatrics

uu
108038757222
Email: rosesussy 1 @yahoo.com
CANCER SCREENING
(:D()gllI)bINA'I’?‘|
r. Enobon:
Dept. of Ob!stempr.? 4
& naecology

Tel: nio§9426405
Email: encymkpang@yahoo.com

YOUTH FORUM
COORDINATOR
Dr Nse V. Isang

t. Lukes Hosglfol Anua, Uyo
Telx 080987

Email: |scngnse@ynhoo com

EX-OFFICIO |
Dr. Uwemedimbuk S. Ekanem
Dept. of Community Health

u 3
Tel: 08033792263

Email: uwemedimbuk@yahoo.com

EX-OFFICIO Il
Dr. Alaba Udoka
De; ' of Radiology

UUTH,
Tel: 06030349208

MEDICAL WOMEN’S ASSOCIATION OF NIGERIA

AKWA IBOM STATE BRANCH
MOTTO: MATRIS AMINO CURANT
“Heal with the Love of a Mother”

c/o Medical Women's Association of Nigeria Secretariat, 172 Atiku Abubakar Way
(Same Building with Christian Pilgrims Board), Ground Floor, Uyo, Akwa lbom State
E-Mail: mwanaks@ychoo.com

17th January, 2016.

Dr. Kelechi Eguzo
Department of Academic Family Medicine
University of Saskatchewan

Regina, SK, Canada

Dear Dr. Eguzo,

LETTER OF APPROVAL TO CONDUCT RESEARCH ON CANCER
CONTROL IN AKWA IBOM STATE

On behalf of the leadership of the Medical Women's Association of
Nigeria (MWAN), Akwa Ibom State branch, I write to express our
approval for the proposed research on cancer control in Akwa Ibom'State
during our Cancer Control in Primary Care Course.

It is our understanding that you will be working with some members of
our organization to explore the perspectives of health care professionals,
policy makers and patients' advocates who will be attending the CCPC
workshop on February 17 - 19, 2016 in Uyo. Your research plans are in line
with the vision of MWAN to improve the lives of people living in Nigeria.

Please keep us informed about the progress of your research. Good luck!

Regards,

Dr. Emem Abraham
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APPENDIX E Ethics Certificate (Abia State Ministry of Health)

Re:Exploring Multiple Perspectives on Abia State Cancer Control
Framework: a Mixed Methods Study

Name of Principal Researcher: Kelechi Eguzo

Address: Marjorie Bash Foundation,
c/o Nigerian Christian Hospital, Niagu,
Km 18 IkotEkpene Road, Aba, Nigeria.
Date Application received: 5™ April, 2018.
Date Approval given: 19" April, 2018.

NOTIFICATION OF FULL APPROVAL FOR RESEARCH
This is to inform you that the research described in the submitted protocol has
been reviewed and given full approval by the Health Research Ethics
Committee domiciled in the Abia State Ministry of Health.The approved time
span of the research is from 1/5/2018 to 30/11/2019 and any other
adjustn ent will be on approval of the committee.
at committee may pay compliance visits without prior notice and
the completed research are to be deposited in our library.
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APPENDIX F Data Collection Tool (Patients)

Exploring patients’ experiences and expectations regarding cancer control in Abia State

Key Informant in-depth interview questions

1. PFlease tell me about yourssit [sn:!pe: nEme, aEe, ooounstion, e‘b\'_]

2. Tell me s bit asout your hish:rlr and your P-en:zpﬁon of the diszase? [scope: beietf I'||'s'|3\:lr\:|.I of the diseazs their
FH\CEPﬁOﬂ mboaut nri;in. el:r_|

3. How did you find out that it was cancer?

4. After you found that that you had cancer, what happened next?

3. Whet were the difficulties you faced in receiving trestment?

£ What wers you expecting to happen regarding your trestment (scope: did you have agequate information about the
disenase, time taken before trestment started, ost associated with the treatment, etc)

7. Inmany parts of the world, sovernments have mncer control plans. This describes how the government /state would
Creats SAArENESS, DrEVEnL Cancers, provides reatmient and generally handle the issums wrn:ll.mlins :unc!r.:ju.'.'t ke we
have for HI ','.!.II:IS]. If we had such a system in Abin Stat=, how do you thimk it would have helped your cancer
Experisnce?

2. Ithasbeen recommencded that muttiple stakehoiders whea are impacted oy cancer [cancer patients, heslth cars
pm-ﬁd:rs. Fe=aith :ulicy"nnk:r:. et:.| should come together to dewelop cancer contral plans for thair areas. 45 & patient,

how do you think that we should go about this in Abia State?

o

What is mest important to you that should oe in any cancer control pan?

10, Whet do you think is preventing us from heving an effective cancer control pian in Abis State?

11, How do you think we [an overcome the protilems, challanzes, barmiers you hae ig=ntified &boee™

12, Eiuzn'lmur EXDEriEncE with this cisease, would jyou De interested in pmmcm'n; CHRCEr BWErErEss in -lluur-co"nrnurl't'll?

13. Do you think thers would b amy value in hu-.linsu support group for cancer ostiEntsfsurvisors in the siate, ]ust k= the
crse with HIWV/AIDST

14, How do you thinks :urm-ership between the government .:puhlic| mnd nun-ﬁ\oﬁmmentul.‘prfvut! urEunl'zuh'an: would
help improve ancer control in Abi State?

13. From you uperienne_. how would you ke cancer s:nic:s[sn'\e:nins_. diugpus's,tﬂeutmenﬂtu be funded? [#ho showld
pay for it]

15, Whet is your opinion on cresting an insurance scheme where the public and government contribwte to help pay for
canoer and other health serces?

17. |5 thers M:.'Il'lirIE else you would ke o tell e boat yaur vuperienr.\e or what you expect res'-m:lh; ancer control, 25

pa.ﬁerrt.-'sunrimr?

bl Carper Cortrol Framessork Ressarch - Patierss” Survey Page 1
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Survey questions perticipant 0 &

Thinking back to the tims BEFORE you were diagrosed with cancer...

1. Were you aware of any programs in fourcom '11I.I1i1.'\:|' tonelp raise awareness about cancer?
ves () Ho () Nt sure™

W ¥R, Fleuz ‘tell us more about the program

3. For how long did you notics the symptams you descrioed above before you went to ses & heslth provider [doctorfnurse |
Less thani monthi(} About 3 — & manths ) Gremter than § manths) Cant rememaer [

4. What did not allow you to seek medical care adout this sooner?

3. Were ¥ou mware -u-furrrpm;m'nsl'n your com '11Ll1i1.'\:|' ihat would h-:lp ‘to detect ancers :ﬂrrr‘!
Yes () Hz () Hit sure(”)
5. Ifyes, plaase what is the name of the prasram

7. Did your heafth provider [doctor or nurse] ever recommiend that you should be screered for cancer before the disease

developea?
Yes () Ne () Mot sure("y

& ‘Were YU EEr soreEred for Cancer bafors the disease developsd?

Yes ) N2 () Mot sureD)

Thimking back to the time AFTER you were diasnosed with cancer....
9. How long did it take from the time you were informed that you had mncer until the ime treatment was starbed

10. ¥What was hehim:ltl'-:d:ln'r n :tnrth;‘h"\:utm-ent!' [pleuse tick =i that spply l:o'lr\cul
| didn‘t have money () Tests were being done{") Hospitals were not functioning )
Treatment was not availabie dose to my home ) | was s=eking other solutions |2 spiritual/trecitions|| ()

Some other reasons [:I:usn: state]

Anis State, does ot have & Cancer Controd Fisn. This pisn usually descrives how the govemn ment/state would oreate
MAANENAZS, PREVENT CANOATS, Proviss trestment and senamily handie the issues surrounding cancer [just like we hisve for
HIY fAIDS].

11. D you think it isimportant for the state to gewalop a State Cancer Control Plan? v () ) Mo W) sure

12. Ifyas, why is this important to you? [please tick all thet =ppdy to you]

Wil promiote canoer awaranass pravention Will Enhance earty getaction

Will help comtral things that ciuse cancers Will puige the doctors/nurss on how to care for patients
‘Will help provide cats on canoers in the state Will prowide supoort for ancer patients

Will guide the public on where to go for canoer Some other reazon [pleass state|

SEMVICES

13. On & scale of O — 10, with 10 ::inE tha I'l'shz:t, wihere would you rank cancer among the dizeases which deserve urgent

attention from the govemmeant and the g=neral public? plaase droie ane number only)

o 1 z 3 ] |:| |s T z B 10
Urimportant | Somehow important Imporiant:
Mbia Carcer Control Framework Reseanch - Patients” Survey Fage 2
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14. What aspects 6o you expect 3 future cancer controd plan for Abis State to focus on, espedally reganding breast and czrvical
cancers? [please tick as many as apply to you

Fromote public awareness/sdvoocy Comtrol ancer risk factors {e.F. smoking, alcohaol)

Early detection of cancers nkroduce canCEr manazement Fuideines

Organize data collection/ancer registration Create support group for cancer patients/survivors

mprove aCccess o treatment senices Train people to provide CaNOeST SEnices

Some other aspect [please state) Mprove SCCESS 10 iMMmURizEtion BpEinst the viruses that
cause cancers (e HFV and HEV)

13. Why do you think there is no cancer plan in the state® |please tick 25 many as spply to youl

Dur people do et believe that cancer is rea Policymiakers had have litte/no interest in cancers

Lack of furds to imalemient & plar: Lsck of data about people affected by canosr

Zome other reazon [please state]

16. How do you think we can overcome the bamiers in d:uzlnpiﬁ; and implementng & cancer control plan for the state?
[please tick 2z many as apply to you]

Edwcate our peopls R CENCErS Make cancera public bealfth priority

Develop the manpower to provide CANCET SENACES [0 more research about cancers in Abis State

Persuade polioymakers to create & plan Create s specisl fund for cancer contral

Some other reason (please siate) Suild partnership betwesn government and other groups

o promote/fund cancer comtrol

Towhat extent do you sgree oF disazr=e with the following statements regarding involvement of patients, heslth cans
provigers (HCPs), heah policymakers [HPM| and non-gowernmental organizations [MG0s) in developing cancer controd plan,
e!F-bCiHII\' for brenst and cervical canpars?

Stakeholder Invovement strongly | Disagree Ko agres | Strangly
disagres Cpinicn gree

17. Camcer patients/aerivors should be imeohved in
deweloping a canper contral plsn.

12. HCPs showid be invohed in developing a cancer
conkrol plan.

1%, Health policy mskers, inchuding prmary health
care, should b involved in geveloping & cancer
conkrol plan.

20. NE0s should be inveoived in developing 8 cancer
control plan.

21, A multi-disciplinany and muRi-sectorsl commitbes
should oe sef up 1o develod & cancer control plan
for the Siate

22. The House of Assemaly should pass s Bil
estabdishing an Abia Cancer Agency, just like the
State HIV/AIDS Control Azency.

23. Abia State Health Insurance Scheme should pay far
the cost of mrne‘p'e‘mnti\:r_.;uee ﬁinE snd
bremtment services in the stabs

24, The gowernment should develop partnership
between sovernment and non-
sovermmentalprivate organizations ass way of
imolementing tha canoer control plan
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6.

7.

28.

8.

20,

31.

3I.

EER

23. Pleass commient on stakeholder imeolvemsent [especially cancer patients/survivars] in developing and
implementing palicy relsted to cancer contral.

Cancer services [screening, disgnosis and traatment) can often D expensive. How o0 you think we should pay for them?
FatientsFamity (%] Savernment %] Insurance =) Otheers

|80 ingurEnce schamie was oreated to haio :u:."l‘-:\rd:um::r mnad othar keslth services, how |ik!|:|'ﬂ'r‘1'.u to FeRy My inta

t7 [Please circle ones number only)

o 1 |z |a a |5 |5 7 ) )

Wocomment | Mt likely Likety

10

I#&n insurance schemie was creat=d to helo :lrf.'forcnn-c:r and other health services, how much can you contribute per

quurt:r |e‘.n=r'|l1:hr:e I'Flﬂl'lﬂ“:l.' H

I N insurance schame was crested to help pay for cancer and other heafth, how ikely are you to encourage your frisnds

and family to pay money into it?

o 1 2 | 3 4 | 5 | ] 7 ) 3
Nocomment | Mot likely Lozl

(Flease circie one rumaer cnly|

10

If's cancer center [rmdiotherapy and chematherpy] is estabished in the stats, how Kehy sre you to refer paoplie thera?

[ 1 |z | 3 4 | ] | 3 7 2 E]
Nocomment | Mot likely Likzyy

Hiow much didfdoes the tragtment cost par month, aspedally the chemotheraoy?

10

How much did/does the trastment cost par month, espedally the raciotherapy?
How much did the surgery cost?
. How did/do you pay for your trestment? | pleass select a5 many as apply)
Personal funds Dorations from family/friends HEgRth insurance
Loan from others Support from NGD Free treatment
| Support friem NSO Support from sovemment,‘oolitician Crtheer scurces
Mikia Carrser vt Framssetrk Resssancts - Pabirda” S Poaries 2
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Demographics

35.
36.

37.

38.

33,

0.
41.

4z
43,

43,

What is your age?

Which of the following best describes your marital status? (please select one)
1. Marries [] 2 Sepmrated/dicorced] ] 3. widowed ]

4. single/never marries [

Fizase indicate the highest level of education you have attained
1. Mo formail Education [ 2- primary Schooi [ 3. seconcary school (]

4. Past-secondary [un"-'\ersi‘t'll, Ful'r‘h!ml'l-c, el:u:.| |:|

What is your present sooupation? | |

Which of these best describes the place where you received most of your cancer care in Nigeria®

O Privats saspital/cClinie O Missionary Haspital (7) State General Hospital
{}  Tesching Hospital () Other [Please Specify)
What is your sex? Maie ) Female ) Prefer not to say ()

In what year wers you first disgnozed with cancer?

What form of cancer wans you diagrased with?  Bresst [ Cervicst []  Otner [pizase state)
How long didfhas your trestmest ist]ed|T

. Hiow much doyou think is your family tokal monthly income? [Fieese tick one|

1. ase20, poa[] 2420, 000 — 35, 000 3. 435,000 —8539,000_]
4, 453,000 —w223,000_] 3. a3, ooo[_]

GiWen your experience with cancer, would you like to be involed in raising cancer swarsness/advocacy in the commuRitgT

Oives  Owe Ooortenow

4E. |5 there anything =ise you would like to b2l me about your axperience or what you eapect rezanding canoer contral, 858

Puﬁu‘rl;.':l.r.riuur’!

If you wiould like to participate in a short {10-15 minute) intenview to further discuss your expenence and
expectations, please provide your name and phone number below. We will provide NS00 recharge card to
appreciate youwr tme.

Thank you

121



APPENDIX G Data Collection Tool (Providers)

Exploring providers” experiences and expectations negarding cancer control in Abia State

Providers Key Informant in-depth interview questions

Fizase tail me about yourset and pour pruch'-c! [seope: name, age, years ] prm:h'n:!. scope of oractics, E'bCl
Whiat i your experience with provicing ancer awaren=ss and prevention in your regulsr practica?
Tell me about your -:q:-:r'r:m:: mn ma.nu;inE p-u.ﬁent.s who present with cancers. [soope: rinun:iul.fa.mit:.' support,
urcertsinky among heakhcare teams, traved ko other states, etc]

4. Whatare the mn;ms."sunu aspects of the osment system of munaﬁinﬁ CENCErs in the state”

3. What challengss do you Tace in Fn:u.idinﬁ CanCsT awAreness, orevention snd treatment in your praa:t.ine.'

£ Inwhat ways would you want the current system of managing cancers to change®

7. Inmany parts of the world, governments have cancer cantrol plans. This describes how the govarnment state would
rEAtE BWBrERess, prevent cancers, F-n:!-.riue trestment and generslly handis the (LT :l.rn:undinﬁ cancar |'_iu=t likz
we have for HN.-'#.II:IS|. Ifwe had such & system im Abis State, how would it help i jour cancer ru:pen'enne.'

E. It has be=n recommended that multiple stakehpisers who are impacted by cancers [cancer patients, health care

prm'il:lers. health p-uli:r'muh:r:. ebc.| shiowld come I:-:bsﬂ:ﬂ'.-:r to develoo amcer contred plans for their areas. How do

you sugzest that we should go about khis in Abis Siate, as & healthcars orovider?

What iz most important to you that should be in any cancer control pian?

What g you think could prewvent us from hawing an effective cancer control plan in Abia State?

How 60 you think we can cwencome the bamiers you hawe icentified abowe?

B BB "

Eivan you :rcp:ri:m:: with this dizs=ase, would you be intzrested in pm"n-:ﬂinE; cancer control in your -:-:h"nmun't'f and

Bmong your colleaguses?

L

Whiat sort of training do you think healthcare provicers in Abia State would need regarding mancer controd?

S

How o you thinik & purtn:r:h':l Detween the sovernment |::|u:|Ii-::|al1|1 mrrEn'mmmurtul.-'priwt: ur;nnimﬁms

waould help improws cancer control in Abia State?

13. From you snnarizmoe, how would you lik® apoar sarvices [s:reenirlﬂ, n'aﬁnusis,ﬂatn!nt]'h:! be funded? [who
should pay for it)

1E. What is your opinion on oraating an insurance scheme where the public and government contrioute to help pay for
mancer and other heslth services?

17. Iz there anything sise you would ke to tell me anout your experience or what you expect regarding mncer controd,

Bz 8 healthcare proviger?

Abla Cancer Corftral Framework Resaarch - Heakh Providers Suney Page 1
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i

5

7.

Providers Survey Questions Farticipantio &

Thinkine back to your practice with r:ﬂlurg_'nn-n-unn:rg'.ewt‘...

Are you aware of any progrms in your com '11L'1i‘t|rc|r nosaital that help to raise awareness about canosrs?

Yes O Hz ()

|I"r"‘_1. pleuz'.e LIS Misre about the progrEm

Not sure )

Are you ware of any prosramME in yoUr COmMmunity or hospitsl thet provide sary datection [soresning] of cancers?

Yes () o) Mot sure ()
It e, please tedl us more about the program

How could your practice be mare involved in promoting cancer swareness and prevention? (pleass select all that appiy)

Create cancer SwBAMENEss in
hospitalfcinic

Counse| patents on RCer
risk factors [e=. smoking)

Frovide new screening services Collabarate with other providers
and creanizations

Other approaches (please state|

"rbe:-.—-r..e CENCEr SErvices into cther
serdces (e, family planning)

Thirkine Dack to your practice with cancer patients..

How long [months] does it take, on sversge, from the time patients are disgnosed with cancer until the time treatmient
is startac

What do you think causes this relstive time iag betassn diagrosis and trestment? |péease tick &l that apoly to you)

Patizntz dont often have many Tasts results ke time

Frafarred treatmant is mot often svaileo)s
close to their home
Some other reason [plesse siake)

Hospitals ot functioning sometimes (= £, strike)

Patients seek other solutions prior to s=tting for
medical care [== spiritual/traciticnal|

Wt proportion of your patiznts would pou say receive their trestment as prescrioed? (i.e. having surgery ontime,
2% | | 23-30% | | 10-71% | | *T7% | | ora

completing chemotherapy when due, etc | (pleass tick

What chalienges do you face in providing the treatment for patients diagnosed with cancer?

nfisence of culftural and
refigious beliefs

ETIOFANCE BMORE patients
{thiey just con't know]

Non-mmilability of trastment
modalities je.=. drses, radistion, etc.]

Lack of an oz nized looal
approach to guide me |unlike
HINV/BIDE)

nability of patients to
afford existing traatment

| do not have adequate training to
manaze nCer patients

Dtherissues [oleaze state)

. What chanzes would pou expect in the :rucc::-n"p'urdinﬁ canper treatment in the siate® [:!I:ux tick all that "FP-I"]

mprove training for
heslthoars providers

Integrate cancer controd actiities
with other seriices [2 5 family
planming|

mprove svailabiity of trestment
modalites |c5 druE:-_. radiaton,
oA

Create an organized looal
approach |liks HNAIDE)

Improve sooess to 1'\e-eu'1:r1|':.5.
throush subisidy or heslth insurance]

Other izsues (pleaze state]

#bla Cances Contral Framework, Ressanch - Healkh Providers Sureey
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Abes State does not hewe & cancer conktrol pe"u.111i5p-e'1 u:-JaIrlr-c::n_— oes how the powernme nitskabe would create
SWArENESS, DrEVENT CANCETS, Drovide treatment snd penerally handie the isnues surounding cencer (just ke we have for
HIV, AN

11. Do you think it is important for the State to develop a state cancer comtrol plan® l':}'f::- I':_'IHD f_‘l:ur“'. Eniow

12, Ifyas, why is this important to you?

W p'\:lrr'-clt: cancer awarere s orevention Wil enhance :nrl,ld:t:l.-. on

Wil Feelp controd things that muse canoers Will puie the doctors/nurses on how to
care for patients

Wil h2lp provide data on cancers inthe state Will prowide support for canoer pertierts

Wil puide the public on where to go for mncer senices Some okher reason please stebe|

13, Om & scabe of 0— 10, with 10 being the highest, where would you rank cancer smong the diseasas which deserse urgent

attention from the governmant and the penersl public? (please drode one numoer oniy)

o 1 z 3 3 | 5 | & 7 = ] 10

I..rirrpunnrlt Somenos IMDortant |m‘t

14. Whet aspects do you expect & future cancer control pian for Abéa Stete to fonus on, especially razarding breast and
ceriical cancers? [please tick as many as apply to you

Fromots public swareness/acvoracy Controd cancer risk factors [eie. smolking, alcohol]

Early detection of mancers Introduce canoer manamement puidelines

Organize data collection/cancer registration Creste support zrowp for cancer patients) sunivors

Imiprowe acoess bo trestment servces Train people o Drovide CANCET Services

Some obher aspect |please stete) Imiprofe access to immuniztion agsinst the vinses
that cause cancers [e= HPY and HBY|

1%. Wiy do 'lan'.":inh: there is mo CARCer plan in the state? [please tick as mEmy s up:!l»."..n'qu:lu]

Owur peo:!l: do not belewe that cancer s real Pulil:'llnult': had kewe Bitle/ro interest in cancers

Lack of funds to implement & plan Lack of data about people affected by cancer

Some other reason |pleass state|

15. How do you think we an gvercoms e barriers in geveloping and implementing 8 cancer control plan for the state?
(please tick as many as apply to you)

Edwcate cur Deoole On CARCErS Make CANCErE U alic hesalth priority

Develop the MANpowEr to Drovics CARCEr services Do maore research about cancers in Abis State
Create & special fund for cancer control Build partnership between government and
[prewention, soresning, diagnosis, treatment] other =rowps to promote/furd mmoer condrod
Persunade p-ulil:r'r"mlccrs to oreste a plan Some other reason [pleases simke]

Tao what extent do you agres or disagres with the following statements regarding imvolvement of petiznts, health mre
providers (HOPz), health policymiskers [HPM) and non-governmental organizstions |[NG0s) in sevaloping cancer control plan,
especislly for breast and cervical cancers?
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dE'\lEHI:;irIH 8 mncer condrod plan.

18

HCPs should be involved in developing & ancer
coartrol plan.

15,

Heslth policy makers, induding primary health
care, should be imvolved in developing 8 cancer
coatral plan.

20.

NGOs should e involed in developing a cancer
coatral plan.

21

A multi-di:d:linnr'r,'multi-sc:tml committee
should be set up to develop & cancer control plan
Tor the Sinte.

22

. The House of Assemaly should pass & bill
establishing an Abia Cancer Agenoy, just like the
State HIVIAIDS Controd AFency.

23.

Anis State Heafth Insurance Schamie shauid De
imvohved in paying for the cost of cancer services
iin the state.

4.

The povernment should develop partnership
Defween Eovemment and non-
governmental/private organizations as & way of
implementing the canosr contral plan.

23

coavtral.

Plense commaent on stakenploer invalve ment in develo pingimpiemeanting policy raisted to ancar

&, Cancer ser.n'cz:[suneenins, :iaﬁnun's anl:ltrzutment| can often be mxoensive What Pn:lpn:ﬂim of the cost do you ‘think
each categary should conkribube® .::.E. Fa.ti-erﬂ;.'Fuml'l'r 100%)

Fatients/Family 2]

Government

[l

Insuanc

)

Others

S—

7. If'an insurance scheme was oeated to help pry for canoer and other health services, how likely are you to pay maney
into it? [Please drcle one number only)

o 1 |z |3

.qlsls

Mo Comment Hat ety Lile=hy

7

9

10

g

3. Fan insurance scheme was :r\eatedtohelp :u:f‘l'nr cancer and other health sarices, how much can you conkribute per
guarter (every three manths|? M

5. Ifan insurance schemse was oTeated to help pry for cancer and other health, kow likehy are you to encourage your

friends and family to pay money inta itT

o 1 |2 |3

qlsls

Mo comment Hat ikehy Lileehy

30. It = cancer center (radiotherapy and chematherapy) is established in the state, how likely are you to refer people there?

[Please circle one numaer ondy)

o 1 |2 |3

qlsls

M comment Haot ety Lilezhy

Abia Cancer Cortral Framework Resaanch - Heakh Providers Sunesy
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31. How much does cancer chemaotherapy treatment cost per month in your facility®
32. How much do you think patients ey for radiation therapy [wikhin the D\:!urrr]."

33. How much do you think oamtients paiy for surgery -:u.--—..[:.;. mastacto '11'|l:?

5. Demographics
34. Wt iz your age? [years

35 wmstizyoursed?  Ceie | [ Female | | Frefernctiozasy ||

35. ‘Whnat 5 fpeear arofesmaon?

D’h-ll:ic-:"u OiNurse ) other |please state|
I7. Flamse :p-bc'rl‘lr mcditional soecalization [=g- surgeon, oncology nurse, eners p'ectil:n:lne‘, miidwifis,
et

3E. In whet year gid you tinish Jnceg?duute,":msi: traim: ng?

39, Winich of these oortions Dest gaseribas the piaice where you practice Frir"mr T |:Flzuu salErt c-".z]

Private Hospital/Clinic Missionary Hospital
TeschingSpecislist Hosoital/Federal medicsl center State Gemeral Hospits
Other [please state]

40. During a typical week, appradmately how many patients would you see in your primary practice keoation?

41, Flease estimate the number of patients ever diagnosed with breast or cervical cancer you hewve cared for in the kst
fix months®  Breast Carvical

42, Hawve you received any training or instruction on cancer management and control? [wes T Jmo] Juorow=] ]

43, If pas, how did you receive thiz :ruinirs.' :pleu:-e smlect mll that "FF'T:'

Formal cowrse [& = ResigencyFallowshio) | | Semiinar/contiruing ecucation "Workshop
Mentorship by colleapues | | Self-girected learning (== onlire]

Some other method |please state)

44, If no [orif you would k= additional training), how would you like this to be delivered? [please salact all thet apply)

Formal cowrse [e = Resicency, Fallowshin| Seminar/contiruing ecucation Workshop
Mentorzhip by colleapues Self-girected learning [e= online]
Some other miethod |please state)

43, I:-tl':'en:rt'\inﬁ ez o WL i liks o b2l me about your expe'i-e noe -:hr'h"'unt'lruu e:-:pe-:t 'ge'dinﬁ cancer condrol, asa

Feeaitheare provider?

If you would Fke to participate in a short {10-15 minute]) intenview to further discuss your expenence and
expectations, please provide your name and phone number below. We will provide NS00 rechange card
0 appreciate your time

Thank you

Abla Cancer Corttrol Framework Research - Health Providers Sumey Page 5
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APPENDIX H Data Collection Tool (Policymakers)

Exploring policymakers experiences and expectations regarding cancer control in Abis State

Key Informant in-depth interview questions

1. Flease tell me about yourself and your :rul:l:ioe.:scu pe: name, age, 'lleursin SErVicE, F-urtfofu. etc)

2. What is your experience relsted to the development of policies relsted to mncer awareness and prevention in your
reguiar job?

Tell me about your experience with people in the community who have been disgnosed with cancers

What are the strengths/good aspects of the cument system of controdiing cancers in the state?

Wihat chalienges do you face m ma:ins oolicies for CANCEr SWArEness, pr\euenﬁon mnd treatmient®

In wihat wys wiould you want the current system of cancer control to change?

Homoaoaow

In many parts of the world,. Eo’mmmu kave cano=r combral Fluns.'l'his desoribes how the Eu\lem'nent-':tu‘be would
Creste Bwareness, prevent cancers, Pm-ufd: trestment and gereraiy handie the Issues surr\wm:l'n; mncerf_iust like
we heve for HIVSAIDS]. If we had such s system im Abis Stake, how would it b2l in your cancer EopEriznoe?

. T has besn recommiended that mult.iple simkehalders who are impuctﬁ:l by mn:ers.:m.nr.\:r oatiznts, health care
pm'\.ri:ler:, hEslth pn:-l'v:'fmaler:., e'bc| should come together to develop cancer control plans far their areas, How do
you sugEest that we shoul go mbsout this in Abis State, as & p-c-l'v:'llma:er.'

3. What is most important to you thet should be in any ancer control plan?

i0.

What do you think could prevent us from having an effective cancer control plan in Abia State?

11. How do you think we can overcome the barmiers you have identified above?

12. Given you p-asitinnua. b} icymuk:r. would you be intErested in pmmo‘h’n; canrcEr cantrol in your mmmuni‘t‘r’ ard
among your colleagues?

i3,

Wihat sort of training S0 you think heslth pocymakers in Abis State would Reed regarding cancer control?

14. How do you think a pqrtnership betaieen the govemment |:|u|:-l'c| mnd non-;uu:mmenﬁ.l.":rinte o@ani:utiuns
would help improve cancer contral in Abia State?

13. From you experience, how would you like cancer services [screening, dingrosis, treatment] to be funded? [who
showld payy for it]

iE.

What is your opinion on creating an insurance scheme where the public and government contrioute to kelp pay for
cancer and othar hesith serdices?

17.

=l

Is there anything sise you would like to tell me about your experience or what you sxpect regarding cancer control,

az & health policymaker?

L]
Abia Cancer Conmtrol Framework Ressardh - Hasith Pallcymakers Survey Page 1
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Policymakers Survey questions participant 1D &

1. Areyousware of BNy programs in your oommunity that heip to raise swarensss sbout cancers?
s ) Ma ()

2. r-re:-, please tell us about the Jrogram

Mak sure ()

3. .ﬂl.‘t'r'OIJ Fware of BNy progrEms i ffaur Cﬁ'ﬂl"lur.ﬁ'll that proce =nrly detection |mcreen: "|5: of canoers?

ez () Ma i) Mat sure (7}

4. If yes, please tell uz more 2bout the program

3. How could your office be more involved in F-n:!rr'-:tinE cancer mwareness and preventonT |please select nll'..fmt-::!pllll:

Create cancer awareness in
the community

Fromote Hestyle changes for
cancer nsk fectors :e.E.
smiokings, aicohal

Provide new soresning serdices in
hospitals/cinics

ntegrate mancer sarvices into
other services (2.5, family
olennins)

Collaborate with other providers
and organEatons
Ctner approaches olease state

6. How long [months) do you think it takes, on average, from the time patients in the state are diagnosed with cancer unt
the time treatment is started?

Whiy G0 you think patiznts delyy starting cancer treatmentin the state? [please tick 2 that spply to you)

Tests results take ime
Preferred treatment is not often avmilable closs o their

They don™t hawe money
Patients sezk other solutions prior to setting for
medical care [e £ spiritual/ftraditional]

Hospitals pot functioning sometimes (.. strike]

home
Some other neasons |plesse state]

8. What -:hull:rsu ﬂl\:"r’“:lJ think kaaithoars F-'\:!-r-:l:r;ir thez state face Fl'ﬂﬂl\: nig e trastmeant for p-r.e-'.t'. ﬂih;l‘ll\:'!ll:

wwith camcer?

Influence of culkural and

!E'n-:hrnn-:t mmong patients | they
just don't know|

religious belefs

Horn-zwailabifty of reatment
modalities [=.r. drges, rdistion, =t

Lack of an organized local
spproach to guids them |uniks
HI¥faIDS)

Inzaility of patients to afford
exisking trestment

Prowicers do not have agegquate
s ninE to manage cancer pabents

Dther isswes [please state]

3. What churs-:: waLld you EIFEC’: in thie process of prn:r.ric nig CERIEF trestment in the state?

Imprn’.r\ed raring for
hizafthcare providers

ntesrate cancer control activities
with other services (2.2 family
olanrine)

Improse amilabality of reatment
mindalitias :E.E. drugs, radiation, =tcj

Create an organized local
spproach (ke HIV/AIDS)

MprOVE BCCESS to freatment (2.5
thirowh subsidy or keslth insurance]

Othher cnanges |.F|IEH:¢ state|

Abia State doss not kave s cancer coetral plur Thiis PER sl pasonines hio the Fu:mm:r:,":lz'.e‘mulc creste

BWBPE M2 55, P-'Emt CAMCETS, P-n:l-fiﬂ-: treatment and ger :rnlrlr hiandis the issues 5w 'r-cur-dinE CRnDET :ju:-—.lilc: we have for

HI'-'."AIDE].

10 Do you think it is miportant for the Smte to cevelop @ state cancer control plan?

[DOves  (JNo (JDon't Know

ikl S Careel Frarsesarrk Radsarch - Maaith Prllrarsksrs Sy Papes 7
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14 i yes, why is this important to you?

Wil promote cancer awareness/prevention Will enhance earty detection

'Will help comtral things that cause cangers Wil guide the doctors/nurses on haow to care for
pabients

Will help provide dats on cancers in the state 'Will provide support for cancer patients

Wil 5'Ji|1-e the= pubbc on where to ] for no=r Some other reason [please mte]

SEMVICES

12 On = soale of 0— 10, with 10 being the highest, where would you rank cancer among the diseases which deserve urgent

attention from the government ard the general pubic? [please orcle one '1l.'11b-='-:|nll|l:
a 1 | z

Unimportant | Somshow important Important

13. Why o you think there iz no cancer plan in the state? [plaaze tick as many as apply bo you|

Our people 4o not kelieve that cancer iz real Policymakers had hawe littie/no interest in canoers

Lack of funds to mpemerte Fh!"l

Lack of deta about JEDPE‘!*EE.IEG :|'|| mAmRCEr

Some other reason (please stabe|

14 '‘What aspecis do you =xpect a future cancer control plan for &bia State to focus on, e::!ecinl'r' regarding oreast and
cervical cancers? [olease tick as many as apply to you)
Promote public amareness/sdvocacy
Earty cetection of cancers
Organize data collection/cancer remistration
MOrove SCCEss To treatmient services
Some other aspect [pleas= state)

Control cancer risk factors ez smoking, akoohol)

Introduce Cancer management puidelines

Create support Frowp for cancer patients, sunvivors
Train peopés to provide cancer services

Imiprove access to immunization agsinst the vinses that
cause cancers [= = HPY snd HEV]

13. Why o yau think thers is no cancer plamin the state? [pleaze tick a5 many as apply te '|l-:u:

Ouwr people do Rot believe that cancer is rea Policymakers had have little o interest in cancers
Lack of furls to implement s plan Lack of dets about people sffectsd by cancer
Some other reazon [pleass state|

1E. How @0 :.'C". thimik ws Can owarcome the DErmers in deve !:l:liHE ared im :||EI'I"EI1'tiHE 8 canper control plan for the state?

|piease tick as many as appdy bo you)

Educate our people on cancers Make mnoer 8 public health priority

Develop the manpower to provide mnoer services Do more res=arch about cancers in Abia State

Prassure policymmiakers to oraste a plan Build partnership between povermment and other
groups to promoteffund cancer contro

Some cther reason (pleace state)

To what sxtent do you agres or disagree with the following statements regarding imvo wement of patients, health care
prowviders |:- l:F::, he=slth policy maker |-=‘M:|e'|u Ran-governmentsl orge nizations |"-.IGD.:: i developing mncer controd plan,
expecally for breast and o rvical cancers?
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129



ZE.

27

28

25.

0.

Stakehodder Imeobsement Strongly | Disagree No agree | Strongly
disagres Dpinion BETEE

17. Cancer patienks/survivors should oe involved in
geveloping cancer conkrol plan

18. HCPs should be involved in developing & cancer
controd olan.

18, He=alkh :uicymnl-::rs, inclu:l'l':; primnrr'h:nrl:h cane,
showld be irsoheed in developing 2 cancer costrol
plan.

0. ME0s should be imvolved in developing a cancer
contred olen.

A murl:i-:i'sdpfnar\:.l,-'mul‘li—:ecbarnl ooem mittee
showld be 5=t up to dewelop 8 cancer contral plan
fortha Seate.

2. The= House ufﬂ.uembrf should pass a Eill
estanlishing an Azis Cancer Azency, just like the
State HIV/AIDS Combrol AzEncy.

23. Abia Hemith Insurance Scheme should pay for the
cost of canCer prevention, scresning and treatment
sargices i the shate

24. The sovemment should develog partnership
betarean Ecr.nern'nuﬂ and ron-
gowermmental/private organizations as & way of
implementing the cancer contred plan.

23, Flease comment on stakeholder involvement in developing implementing policy related to cancer conkrol.

Cancer services [screening, diagnosis and trestment] can often be eupensive. How do you think we should pay for them?
Patients/Family ) Sovernmant (e IrsursncE ] Others )

If an insurance scheme was created to help pay for cancer and gther hesltth services, how ey are youto pay money
into it? (Flease orole one number only)
] 1 | z | 3 4 | 5 | &

Nocomment | Mok likety Likmpy

If an insurance scheme was created to help pay for cancer and ather hestth sarvicas, how musch C8n you contrbute par
ql.m't-er[werlr thre= months|? N

If an insurance scheme was created to help pay for cancer and other health, how liksly are you to encoursge your
friemds and family to pay money into it?
[ 1 | F1 | 3 4 | 5 | 3 7 B 5 T

Mo comment Mot likety Likety

If 8 cancer center (radictherspy and chemotherspy) is estalished in the state, how likehy ane you to refer people there?

|Fiease dincle one numiber gniy)

o 1 |1 |3 2 |:| |e

Mo comment Mot likety Likety
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31 How much o you think patients pay for chemotherapy trestment every month in the state?
32. How much G0 you think petients pay for radistion theragy [within the country|?

33. How much dao you Ehink puﬁent: pay for surgery (e, mastectomy to remave the hr\eust]?

Demographics

i

- What is your age? [years)

pr)

wratizyoursex’ [ paaie | | remaie [ Jereterncttozsy | |
36. In what year did you finish undergracuste,tasic training?

]

. Whatis 'rquFrufes:iun .:e.s. doctor, nurse, sccouwntank, poli‘h'cinrl. traditional ruler, etc]?
32. What iz your official designation [e = Director, Deputy Director, Legisiator, etc.|?

35. Which ministry/flocal sovernment area/Community do you work in?

40 How long have your worked in your current position |years)?

41 Please estimate how many patients ever diagnosed with breast or cerdical cancer you are aware of in the last & months?
Bramst Carvical
42 Hawe you received any rorrna.l‘lrniri'rﬁ or instrsction r\eEun:l'nE canCEr n:lnt'nl.-':oiq'!'

[ vas | [ms || reot e | ]

43. i yes, how did you receive this training? [please saiect all thet appiy)

Formial course e.p. Residency/Fellowship] Seminar/continuing eduotion Waorkshoo
Mentorshio by colleazues Self-directed leaming |e.g. online]
50me other method [pleass stats]

44, it peo [or it you would like additional training), how would you like this to be delivered? [please select all that appdy]

Formial course |e.p. Residency, Felowship] Seminar/continuing edumtionWarkshoo
Mentorshio by colieazues Self-directed leaming [e.g. online]
Some othier method [pleass stabs]

43, Isthere nrrrth'ngcls: you wiould like to tell me abouwt yoeur =xoerience or what you ch.::l:tr\esan:l'n; mrcer condrol, as &
health palicymaker?

If you would like to participate in a short [10-15 minute] interview to further discuss your experience and

expeciations, please provide youwr name and phone number bebow. We will provide M500 recharge card

to appreciate your time.

Thank you

. ________________________________________________________________________________________________________|]
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