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Abstract

Cancer continues to be a prominent cause of morbidity and
mortality in low- and middle-income countries (LMICs). Many
LMICs, however, lack adequate data to better understand and
respond to trends in cancer incidence. This article highlights
crucial roles that government and public-private coalitions can
play in cancer surveillance in LMICs. In particular, local and
global investment in LMICs can build essential structures for
cancer prevention and early detection, including public health
surveillance systems and cancer control coalitions. Using
examples from LMICs that show the promises and pitfalls of
these approaches, this article argues that comprehensive
cancer control can motivate health equity.

7o claim one AMA PRA Category 1 Credit™ for the CME activity associated with this
article, you must do the following: (1) read this article in its entirety, (2) answer at
least 80 percent of the quiz questions correctly, and (3) complete an evaluation. The
quiz, evaluation, and form for claiming AMA PRA Category 1 Credit™ are available
through the AMA Ed Hub™.

Global Cancer Burden

Low- and middle-income countries (LMICs) bear a larger burden of cancer
mortality than high-income countries (HICs)," with as many as 70% of cancer
deaths occurring in LMICs.? Fewer resources to allocate to cancer,? a rising
rate of cancer incidence due to improvements in life expectancy from reduced
infectious disease mortality,“ and exposure to other risk factors common in
HICs, such as smoking tobacco, physical inactivity, and changes in dietary
patterns, account for some of these trends and inequities.*

Effective cancer prevention and control require multilevel policy interventions

to reduce cancer inequities, defined as disparities in multiple measures of
cancer control, including cancer screening, incidence, morbidity, mortality.®
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Using lessons from HICs and LMICs, we focus on 2 key levers in public health
for improving cancer prevention and control and thereby reducing cancer
inequities in LMICs: public health surveillance systems and cancer control
coalitions.

Public Health Surveillance for Inequity

The World Health Organization (WHO) defines public health surveillance as
“the continuous, systematic collection, analysis and interpretation of health-
related data needed for the planning, implementation, and evaluation of
public health practice.”® Toward this end, 3 types of cancer registries provide
different levels of cancer-related data: population-based cancer registries
(PBCR), hospital-based cancer registries, and pathology-based cancer
registries.” A PBCR collects all reportable cancer occurrences from multiple
sources in a defined area and is best suited to capture population-level
disease burden and inform approaches for cancer control.

An effective cancer registry supports a core set of functions related to data:
collection, dissemination, analysis, and application.? In the United States, the
Surveillance, Epidemiology, and End Results (SEER) Program serves as a
robust and well-coordinated system of local and national cancer registries
containing data on cancer screening, incidence, treatment, and outcomes.®
The SEER registry is an example of a registry that helps streamline the
dissemination, analysis, and application of data by making data readily
available to researchers, providing statistical software for data analysis, and
publishing reports for the public in order to increase awareness and
understanding of cancer surveillance.

Cancer registries at the local and regional levels can provide particularly useful
information for tailoring prevention and awareness strategies when local
trends differ from national and regional trends. For example, a recent study
using data for New York City (NYC) found racial and ethnic differences
between NYC and national trends in the incidence of early adult-onset
colorectal cancer.™ In another example, regional data from an Egyptian PBCR
suggested that breast cancer incidence was higher among urban-dwelling
women than women in rural areas, even when controlling for known risk
factors.” Researchers and health officials are now considering environmental
and other risk factors to understand these differences.

Although these examples at the local and national level illustrate the
importance of accurate data collection as the foundation of effective public
health surveillance, publicly available data suggest that current PBCRs cover
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just 2% of Africa, 6% of Asia, and 8% of Central and South America.'*"? Lack of
accurate population-level data and of systems to collect and organize it puts
LMICs at a severe disadvantage when setting priorities for nascent cancer
control initiatives.

What are the best ways for LMICs to build and run PBCRs? The International
Agency for Research on Cancer (IARC) categorizes the core components
necessary to build and run PBCRs into 2 domains: political/administrative and
institutional/professional.” The political/administrative domain includes local
and national health department involvement and a cancer registry as part of a
health information system for planning and managing services for cancer
prevention and treatment. The institutional/professional domain includes key
leaders needed to oversee a registry, cancer specialists, hospital directors
within the geographic catchment area, and death registry departments.

Resource constraints cannot be overstated as a barrier to building PBCRs. For
example, PBCRs incur not only fixed costs but also labor costs, as cancer
registrars, who collect and process cancer data, play a crucial but often
overlooked role in the organization and operation of cancer registries.? In
some LMICs, cancer is not defined as reportable per national legislation,™
making it even more difficult for stakeholders to make the case for
government funding for registries. In contrast, all 50 US states now have
programs that report incident cases of cancer to registries.’ The first study
estimating resources used for total costs of cancer registries in select
countries found that fixed and variable costs of maintaining registries were
borne mostly by nongovernmental host institutions, such as local universities,
and supported financially by multiple sectors.™ Governments can play a key
role in encouraging development of registries through legislation, but it is
often critical for governments in LMICs to develop partnerships with
nongovernmental institutions to operate them.

A paucity of cost data for operating registries can limit how robustly
stakeholders can support staff, labor, and technology resources. For the
purposes of sustainability, LMICs and their global partners should estimate
fixed and variable costs as early as possible, given the diversity of public-
private partnerships (PPPs) for PBCRs found throughout LMICs. Although
tools such as the IARC's Global Initiative for Cancer Registry Development
support crucial capacity building across LMICs," LMICs need further
investment from and coordination with other stakeholders to expand PBCRs
as a tool for identifying cancer disparities.
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Cancer Control Coalitions

In addition to cancer registries, cancer control coalitions offer a potentially
wide-reaching opportunity for informing population-level cancer prevention
activities, which include raising awareness about cancer, supporting PBCRs,
and generating multisector approaches for outreach to populations. Cancer
control coalitions often bring together individuals from health departments,
academic institutions, community-based organizations, advocacy groups, and
health care systems in order to set agendas for increasing awareness and for
prevention, early detection, and access to care.

In the United States, Centers for Disease Control and Prevention (CDC)
funding and strategic planning advanced the growth of these coalitions in the
late 1990s through the development of cancer control programming.’ In San
Francisco, a broad, community-based cancer coalition—San Francisco Cancer
Coalition—was launched in 2016 to address 5 of the most common cancers
according to PBCR data, and the coalition prides itself on raising awareness of
the physical and social environments and other social determinants of health
that impact cancer outcomes and health equity.' Indeed, the emergence of
coalitions has tracked with steady gains in cancer prevention and control. For
example, the NYC Citywide Colorectal Cancer Control Coalition, convened by
the NYC Department of Health and Mental Hygiene, set clear goals to increase
screening colonoscopy rates and eliminate racial and ethnic screening
disparities in the early 2000s."” Engaging diverse partners in the coalition, it
focused on public awareness and physician education, easing the referral
process for colonoscopies, promoting colonoscopy quality, supporting patient
navigation in screening, and promoting public health messaging in
communities known to have low screening rates. By 2013, gaps reflecting
racial and ethnic inequities had closed and the colonoscopy screening rate had
risen from 42% to 69% in NYC."

Although fewer in number compared with high-income countries, examples of
coalition building exist in LMICs. In one case, better defined as a PPP, the
Rwandan Ministry of Health worked closely with a pharmaceutical company,
medical device company, the American Society of Clinical Pathology, and the
CDC, among others, to devise a comprehensive plan for cervical cancer
prevention, screening, and treatment.” The plan included a national human
papillomavirus (HPV) vaccination campaign, expanded cervical HPV infection
screening and treatment, and pathology education.’ Often noted as an
example of a highly successful PPP because of its population health results,™
this unique constellation of partners helped create roadmaps for PPPs in
other LMIC settings.
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Despite the potential for success that coalitions and PPPs hold, many
challenges must be addressed throughout the lifespan of a coalition or PPP in
order to achieve or sustain improvements. Partnership members’ funding and
organizational priorities can change or even conflict with a coalition’s or PPP’'s
mission and framework. And power differentials among stakeholders in the
coalition or PPP can stall progress on stated shared goals. In LMICs, in
particular, one risk is that coalitions or PPPs will draw resources away from
an already fragile health infrastructure—for example, by diverting local health
worker labor from essential core health care functions to report writing for
funders.™

The participation of corporations and other private sector or nongovernmental
organization members can present additional conflicts of interest within a
coalition or PPP. Corporate participation can give companies unfair market
advantages or negatively impact governmental and public health priorities,
and, in some cases, products of a particular corporation (eg, tobacco and food
industry corporate partners) can be at odds with or thwart public health
goals.”® For example, one foundation'’s holdings in a corporation presented
potential conflicts of interest on multiple levels,™ at least in part because
some products, such as soda, promote obesity,?" which is a risk factor for
certain cancers.?

Given this context, how might LMICs chart an ethical way forward? One way is
for governments and public health agencies to follow a coalition governance
framework that enforces evidence-based public health priority setting to keep
policy design at arm’s length from private sector partners and evaluate effects
on health and the health care system of potential partners’ products in order
to mitigate risk and vet the appropriateness of potential partners.?® As a result
of careful consideration, some potential partners might be excluded from
coalitions and others might be given clearly defined participatory guardrails.

Successful cancer coalitions also foster accountability and shared decision
making among coalition members, diversified funding, and flexible structure
and prioritize evidence-based work plans.”*?*> Engaging a convening entity,
such as an academic institution or health department; revising goals based on
emerging data; reviewing local assets and challenges; and periodically re-
evaluating stakeholder representation can further strengthen coalitions."’
Effective communication, both within a coalition and between a coalition and
its audiences, requires understanding the media landscape, crafting
messages

AMA Journal of Ethics, February 2020 151



that resonate with intended recipients, and purposeful coordination among
coalition stakeholders and external partners.?® Lessons learned from places
such as NYC, San Francisco, and Rwanda provide guideposts for HICs and
LMICs trying to reduce cancer inequities.

Conclusion

Public health surveillance systems and cancer control coalitions are necessary
but not sufficient for ending cancer inequities between HICs and LMICs, and,
in the case of coalitions, how a coalition's membership and governance are
structured affect progress toward achieving equity in cancer prevention and
control. Of course, ending cancer inequity requires more policy interventions
than we have discussed, including those aimed at (1) collecting population-
based behavioral risk and environmental data and establishing cancer
screening registries, (2) maintaining an adequate health care workforce,?’ (3)
providing health education concerning prevention and early detection, (&)
increasing access to preventive services, (5) controlling tobacco use, and (6)
establishing programs to address the social determinants of health. In
addition, advancing knowledge about and solutions to cancer inequity is a
process that is most effective when it is bidirectional—that is, with relevant
experiences in LMICs informing policies in HICs and vice versa. In the end, the
degree to which we improve cancer outcomes in LMICs and eradicate global
inequities in cancer control is dependent in part upon the degree to which
people and societies make a commitment to focus on cancer surveillance in
LMICs.

References

1. Torre LA, Siegel RL, Ward EM, Jemal A. Global cancer incidence and
mortality rates and trends—an update. Cancer Epiderniol Biornarkers
Prev. 2016;25(1):16-27.

2. World Health Organization. Cancer. https://www.who.int/news-
room/fact-sheets/detail/cancer. Published September 2018.
Accessed May 19, 2019.

3. ParsiK, Bhattacharya D, List J. The dread disease: cancer in the
developing world. Hastings Cent Rep. 2011;41(3):13-14.

4. BrayF, Jemal A, Grey N, Ferlay J, Forman D. Global cancer incidence
according to the Human Development Index (2008-2030): a
population-based study. Lancet Oncol. 2012;13(8):790-801.

5. National Cancer Institute. Cancer disparities.
https://www.cancer.gov/about-cancer/understanding/disparities.
Published March 2019. Accessed May 19, 2019.

152 www.amajournalofethics.org


https://www.who.int/news-room/fact-sheets/detail/cancer
https://www.who.int/news-room/fact-sheets/detail/cancer
https://www.cancer.gov/about-cancer/understanding/disparities

6. World Health Organization. Public health surveillance.
https://www.who.int/topics/public_health_surveillance/en/.
Published September 2017. Accessed May 19, 2019.

7. BrayF, Znaor A, Cueva P, et al. Planning and Developing Population-
Based Cancer Registration in Low- and Middle-Income Settings. Lyon,
France: International Agency for Research on Cancer; 2014.

8. National Cancer Institute Surveillance, Epidemiology, and End Results
Program. What is a cancer registry?
https://seer.cancer.gov/registries/cancer_registry/cancer_registry.ht
ml. Accessed May 26, 2019.

9. National Cancer Institute Surveillance, Epidemiology, and End Results
Program. Overview of the SEER Program.
https://seer.cancer.gov/about/overview.html. Accessed May 26,
2019.

10. Van Beck KC, Jasek J, Roods K, et al. Colorectal cancer incidence and
mortality rates among New York City adults ages 20-54 years during
1976-2015. JNC/ Cancer Spectr. 2018;2(4):pky048.

11. Dey S, Soliman AS, Hablas A, et al. Urban-rural differences in breast
cancer incidence in Egypt (1999-2006). Breast. 2010;19(5):417-423.

12. American Cancer Society. Global cancer facts & figures. 3rd ed.
https://documentcloud.adobe.com/link/track?uri=urn%3Aaaid%3Ascd
s%3AUS%3A4dcd11b8-b10c-46d2-b3ee-a938da3747f5. Published
2015.

13. Forman D, Bray F, Brewster DH, et al, eds. Cancer Incidence in Five
Continents. \lol 10. Lyon, France: International Agency for Research on
Cancer; 2014. http://ci5.iarc.fr/ClI51-X/old/vol10/CI5vol 10.pdf.
Accessed May 19, 2019.

14. Tangka FK, Subramanian S, Edwards P, et al. Resource requirements
for cancer registration in areas with limited resources: analysis of cost
data from four low- and middle-income countries. Cancer Epidemiol.
2016;45(suppl 1):550-558.

15. Centers for Disease Control and Prevention. About the National
Comprehensive Cancer Control Program.
https://www.cdc.gov/cancer/ncccp/about.htm. Published November
2018. Accessed May 19, 2019.

16. Hiatt RA, Sibley A, Fejerman L, et al. The San Francisco Cancer
Initiative: a community effort to reduce the population burden of
cancer. Health Aff (Millwood). 2018;37(1):54-61.

17. Itzkowitz SH, Winawer SJ, Krauskopf M, et al. New York Citywide
Colon Cancer Control Coalition: a public health effort to increase colon

AMA Journal of Ethics, February 2020 153


https://www.who.int/topics/public_health_surveillance/en/
https://seer.cancer.gov/registries/cancer_registry/cancer_registry.html
https://seer.cancer.gov/registries/cancer_registry/cancer_registry.html
https://seer.cancer.gov/about/overview.html
https://documentcloud.adobe.com/link/track?uri=urn%3Aaaid%3Ascds%3AUS%3A4dcd11b8-b10c-46d2-b3ee-a938da3747f5
https://documentcloud.adobe.com/link/track?uri=urn%3Aaaid%3Ascds%3AUS%3A4dcd11b8-b10c-46d2-b3ee-a938da3747f5
http://ci5.iarc.fr/CI5I-X/old/vol10/CI5vol10.pdf
https://www.cdc.gov/cancer/ncccp/about.htm

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

cancer screening and address health disparities. Cancer.
2016;122(2):269-277.

Binagwaho A, Ngabo F, Wagner CM, et al. Integration of
comprehensive women's health programmes into health systems:
cervical cancer prevention, care and control in Rwanda. Bu/l/ World
Health Organ. 2013;91(9):697-703.

Ruckert A, Labonte R. Public-private partnerships (PPPS) in global
health: the good, the bad and the ugly. 7hird World Q.
2014;35(9):1598-1614.

Hernandez-Aguado |, Zaragoza G. Support of public-private
partnerships in health promotion and conflicts of interest. BM/ Open.
2016;6(4):e009342.

Malik VS, Schulze MB, Hu FB. Intake of sugar-sweetened beverages
and weight gain: a systematic review. Am / Clin Nutr. 2006;84(2):274-
288.

Lauby-Secretan B, Scoccianti C, Loomis D, et al. Body fatness and
cancer—viewpoint of the IARC working group. N Engl/ /] Med.
2016;375(8):794-798.

Galea G, McKee M. Public-private partnerships with large
corporations: setting the ground rules for better health. Health Policy.
2014;115(2-3):138-140.

Hohman K, Given L, Farrell M, et al. The Nine Habits of Successful
Comprehensive Cancer Control Coalitions. Cancer Causes Control.
2018;29(12):1195-1203.

Vinson CA, Staples C, Shafir S, et al. Collaborating to conquer cancer:
the role of partnerships in comprehensive cancer control. Cancer
Causes Control. 2018;29(12):1173-1180.

Love B, Benedict C, Van Kirk Villalobos A, Cone JN. Communication and
comprehensive cancer control coalitions: lessons from two decades of
campaigns, outreach, and training. Cancer Causes Control.
2018;29(12):1239-1247.

List JM. Justice and the reversal of the healthcare worker “brain-
drain.” Am J/ Bioeth. 2009;9(3):10-12.

Justin M. List, MD, MAR, MSc is a practicing primary care internist, the
assistant vice president in the NYC Health + Hospitals Office of Ambulatory
Care in New York City, and a clinical instructor at the Yale School of Medicine
in New Haven, Connecticut. He previously directed the New York City
Department of Health and Mental Hygiene Bureau of Chronic Disease
Prevention and Tobacco Control’s Clinical and Scientific Affairs unit, including
the Cancer Prevention and Control Program. Through training and service

154

www.amajournalofethics.org



experiences, including the National Institutes of Health Fogarty International
Clinical Research Scholars and Fellows Program, he has been part of research,
clinical, and community-based empowerment projects throughout East and
West Africa.

Jeremy M. O’'Connor, MD, MHS is a primary care physician and the director of
innovation in clinic efficiency and cancer control at NYC Health + Hospitals in
New York City. He completed his residency training in internal medicine at the
University of Chicago and completed a fellowship in health services research
at the Yale School of Medicine as a member of the National Clinician Scholars
Program. He is interested in health care transformation and quality
improvement that is focused on improving cancer care and primary care in
low-income communities.

Citation
AMA | Ethics. 2020;22(2):E147-155.

DOI
10.1001/amajethics.2020.147.

Conflict of Interest Disclosure
The author(s) had no conflicts of interest to disclose.

The viewpoints expressed in this article are those of the author(s) and
do not necessarily reflect the views and policies of the AMA.

Copyright 2020 American Medical Association. All rights reserved.
ISSN 2376-6980

AMA Journal of Ethics, February 2020 155



