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Abstract

Partnership is a much-venerated concept and is regularly applied to a broad range of human 

endeavors, as both a means to an end and the desired end itself. For example, to promote the 

public’s health many programs often rely on partnerships between institutions and communities to 

implement interventions. Yet despite their generally positive value, partnerships are not without 

challenges. Unfortunately there are times when a given partnership does not advance a common 

good, as illustrated by the U.S Public Health Service Syphilis Study at Tuskegee, Alabama (the 

Syphilis Study), which lasted forty years. However, despite this tragic history, by employing the 

principles of authentic partnership, the relationships between the federal government, Tuskegee 

University, and the affected communities are experiencing transformation. By collaboratively 

working together these partners are able to effectively promote and support ethical public health 

research and practice.
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Introduction

Partnership is a much-venerated concept and is regularly applied to a broad range of human 

endeavors, as both a means to an end and the desired end itself. Partnerships are established 

for a variety of missions and objectives based on the needs or circumstances of individuals 

or organizations. In the field of public health, for example, partnerships are frequently 

formed to effectively address challenges to population health.1,2,3,4 Indeed when addressing 

many issues of social justice and equity, partnerships between institutions and communities 

are often seen as essential.5,6 To create partnerships, distinct parties who may posit different 

objectives, and even different methods, come together to work together to achieve common 

aims.7 However despite their positive value, partnerships are not without challenges.8 There 

are times when a given partnership does not advance a common good. The U.S Public 
Health Service Syphilis Study at Tuskegee, Alabama (the Syphilis Study), which would 
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eventually be deemed “ethically unjustified” by a federal investigatory panel,9 was in many 

respects an example of a kind of partnership. The study that involved the U.S Public Health 

Service (USPHS), Tuskegee Institute (now, Tuskegee University (TU), and even prominent 

members of the local community, exploited African American men, who were the unwitting 

subjects of the study, to further the partners own scientific inquiry. The study began in 1932 

and ended in 1972, lasting 40 years. Based on sheer sustainability, the Syphilis Study 

arguably can be counted among the most remarkable of partnerships.

In 1974 the Syphilis Study’s subjects and their survivors won an out-of-court settlement 

from the federal government that included lifetime medical benefits and burial services.10 In 

1975 the wives, widows, and offspring were added as beneficiaries to the settlement, and the 

program came to be known as the Tuskegee Health Benefits Program. In 1997, the federal 

government offered an official apology for the Syphilis Study to the study subjects and their 

families.11,12 This occasion ultimately led to the founding of the National Center for 

Bioethics in Research and Health Care at Tuskegee University (NBC), which seeks to 

actively address and prevent unethical treatment of persons in research and healthcare 

settings. Established in 1999, NBC is currently the only center dedicated to the study of 

public health ethics at a historically black college or university. The goals of the center are 

to: 1) conduct research, scholarship, and training in public health ethics and bioethics for 

under-served populations; 2) educate students, faculty, scholars, and the general public about 

public health ethics issues to improve public health services to under-served populations; 3) 

promote racial/ethnic and geographic diversity in the field of public health ethics and 

bioethics; and 4) facilitate effective, respectful, and mutually beneficial community 

partnerships to address inequities in health and health care and support health promotion for 

all Americans. Although the Tuskegee Health Benefits Program and the bioethics center are 

closely associated, it is important to note that the two programs are separate. The Centers for 

Disease Control and Prevention (CDC) through the Division of STD Prevention maintains 

ongoing support for both efforts.

The Partnership Continuum

Partnerships can be multi-sectorial and inter-sectorial,13,14 as is the case between the NBC 

and CDC. Partnerships can be equitable and self-governing, and at times they can be 

asymmetrical and bound by rules set by those completely external to the partnership itself, 

such as the federal laws and regulations that prescribe the use of federal funds. Although 

such characteristics can influence the reality of any given partnership, they do not 

necessarily need to fully determine it. The World Health Organization has defined 

partnership as a “voluntary agreement between two or more partners to work collaboratively 

toward a set of shared outcomes.”15 This is a straight-forward definition, and perhaps one 

that somewhat conceals the more complex and complicating aspects of partnership. 

Authentic partnership has been defined as a respectful alliance among all parties that values 

relationship-building, dialogue, and power-sharing.16 This understanding better gets at some 

of the challenging intricacies of partnership. For it is indeed the parties who enter into a 

partnership, how they interact with each other, how they work together towards a common 

aim, and how they share a vision that determines the nature and consequence of the 

partnership. It is what can make a partnership effort transformative.17,18

Valentine Page 2

J Healthc Sci Humanit. Author manuscript; available in PMC 2020 January 07.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Partnerships are not static—they are dynamic, usually moving in one direction or another, 

growing in depth and efficacy or dying in stagnation and frustration, or worse. The Syphilis 

Study, for example, may have begun as well-intentioned but the study lost its way, moving 

from an outcome of searching for ways to save lives to studying the path to the end of life at 

the expense of the African American subjects.19 As the continuum developed by Riggs et al. 

(Table One) illustrates, the interactions among partners can change based on such things as 

commitment, the amount and type of change required, the levels of interdependence, power, 

trust and willingness to share a claimed topic area, territory or turf.20 Authentic partnerships 

often require extra infusions of resources, beyond money, such as time, and patience, and 

perhaps the most valuable resource of all—trust. The degree to which the partners are 

willing to collaborate with each other is fundamentally a function of how much the partners 

are willing to invest resources in a common enterprise. To be sure, sufficient funds to 

support a partnership’s activities are necessary; however, money alone cannot ensure 

success. Despite the ongoing investment of funds and labor as the Syphilis Study continued, 

it became less and less clear what the common enterprise was. If elements such as 

commitment, trust, power-sharing, including shared decision-making, are in limited supply 

so too may be the lasting success of a partnership. However, if these elements are abundant 

among the partners, they can in effect compensate for funding shortages.

In the current partnership between NBC and CDC, the Division of STD Prevention provides 

funds to the university through a cooperative agreement. The U.S. federal government 

generally funds external partners through three methods: a grant, a cooperative agreement, 

or a contract. A cooperative agreement is like a grant but with a very important difference: 

the significant involvement of the government in the execution of the funded project.21 In 

effect, the cooperative agreement mechanism mandates partnership by requiring that the 

funded recipient and the federal government work together, each with a substantial role in 

and responsibility for accomplishing the stated goals of the funded project. However, a 

funding mandate alone is not likely to guarantee an authentic partnership. Such an outcome 

is dependent upon the collaboration of the partners. In 2011, CDC and NBC entered into a 

new cooperative agreement and thus a new partnership. The shared vision and mission of the 

two entities were—and remains—the advancement of public health ethics in scholarship and 

practice, thereby building infrastructure that will prevent future exploitation of communities.

Levels of Collaboration in Partnerships

To be effective, partnerships must develop and support collaboration among the partners. In 

much the same way that a partnership itself can move along a continuum, so too can its 

levels of collaboration (Table 2).22 As a partnership grows—or dies—the vitality and utility 

of collaboration among its members can increase or decrease. Member capacity refers to 

individuals bringing their skills and knowledge to a collaborative effort. The initial 

collaboration seeds relationships among the partners. These relationships can be influenced 

by historical and societal context. From the more effective collaborations leaders can 

emerge. When these leaders are successful they can transform individual interests into a 

collective force. It is this collective force that ultimately leads to expanded and improved 

programmatic capacity, which then leads to positive outcomes for all involved.
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The Tuskegee Public Health Ethics Program

By 2008 federal programs had entered an era of increased accountability. The federal dollars 

that were at the time supporting Tuskegee University’s commemoration activities were at 

risk of being withdrawn. The center appeared to be drifting away from the original intent of 

addressing and preventing unethical treatment of persons in research and healthcare settings; 

and oversight, monitoring, and guidance was not sufficient to keep the project on track. By 

2009 it was clear that a significant reformation of the partnership between CDC and NBC 

was needed, but there was resistance. As often happens, there was mutual doubt and 

suspicion. Allocation of resources were affected. Staff were threatened and concerned about 

their jobs. In the early days of the transition, the partnership, such that it was, was without a 

common vision or purpose. However, CDC and NBC were able to rebuild the program by 

adhering to the principles of authentic partnership.23

The Tuskegee Public Health Ethics Program (TPHP) is the result of this programmatic 

restructuring. The new partnership between NBC and CDC, demonstrates both the 

components of the partnership continuum as well as the process of developing effective 

collaborations. Public Health Ethics has been defined as “a systematic process to clarify, 

prioritize, and justify possible courses of public health action based on ethical principles, 

values and beliefs of stakeholders, and scientific and other information.”24 Public Health 

Ethics is a relatively new field as academic disciplines go, although it combines public 

health and ethics many of the core principles of Public Health Ethics are long-standing.25 

Working collaboratively with CDC, NBC developed new goals for the project which now 

include: 1) providing public health ethics training and practice; 2) promoting partnerships 

with academic, government, and non-governmental institutions, private sector organizations, 

and community stakeholders to enhance and advance ethical public health practice; 3) 

engaging with under-served communities to develop public health services; and 4) 

advancing public health ethics scholarship in the scientific literature.

In 2010, in conjunction with the Syphilis Study subjects’ commemoration event, NBC began 

conducting an annual Public Health Ethics Intensive,26 an initiative funded by CDC. The 

intensive course focuses on ethical issues across a broad range of public health policies. The 

following year, NBC partnered closely with CDC’s Division of STD Prevention and the 

agency’s Office of Scientific Integrity to launch a Public Health Ethics training program for 

graduate and undergraduate students with the aim of better preparing these fellows and 

interns for future ethical professional public health practice. In April 2018, the Tuskegee 
Public Health Ethics Program will mark the 21st anniversary of the study subjects’ 

commemoration and the 7th anniversary of the Public Health Ethics Intensive.

June of 2018 will mark the seventh year of the Public Health Ethics fellowships and 

internships program. To date seventeen Tuskegee University students have participated in the 

internship component of the program, working with a variety of CDC mentors at the agency 

in Atlanta, Georgia to complete projects that allow the interns to put the principles of Public 

Health Ethics into practice. Twelve graduate fellows have successfully completed Public 

Health projects in some of the most underserved communities in the United States, giving 
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them important opportunities to ethically perform public health work and improve health 

equity.

Moreover, the thriving partnership between CDC and NBC has expanded to include CDC’s 

Office of Minority Health and Health Equity, leading to stronger collaboration capacities at 

both the organizational and programmatic levels. Beginning with the centennial anniversary 

of National Negro Health Week, CDC and NBC launched a Public Health Ethics Forum 
series. The forums have focused on minority health and women’s health; and in 2018 the 

annual forum will focus on healthy aging. Both the Public Health Ethics Intensive and the 

Public Health Ethics Forum series have been featured in the double-blind, peer-reviewed 

journal, The Journal of HealthCare, Science and The Humanities.

Yet among the most important and transformative expansions of the NBC-CDC partnership 

has been the committed inclusion of the Syphilis Study subjects’ family members in the 

partnership. No longer limited to merely audience participation, subjects’ family members 

now have an active planning and implementation role in the commemoration activities. 

Additionally, with technical assistance and support from NBC and CDC, in 2014 the family 

members organized under the name Voices for Our Fathers Legacy Foundation. Their unique 

mission is “to uplift the legacy of the USPHS Study in Macon County by honoring the men 

in the study and convening their families as a means to preserve history and enrich education 

in clinical and public health research.”27 The foundation recently began awarding academic 

scholarships and the family members are currently publishing a newsletter entitled, Voices 
for Our Fathers.

Conclusion

Through the years the U.S. Public Health Service Syphilis Study at Tuskegee has been used 

to explain everything from community distrust to intervention ineffectiveness. African 

American communities, in particular, have frequently been described, sometimes unfairly 

and inaccurately, as unaccepting and even afraid of various health and social service 

programs because of what happened to the men who were the subjects of the Syphilis Study.
28 In some instances one has but to say the word Tuskegee and public health practitioners 

cringe, perhaps even retreat. Yet there are valuable lessons to be learned from the now 

infamous and ethically unjustified study, but those lessons are only accessible to us if 

individuals are willing to study them and apply them.29 To enshrine the Syphilis Study in the 

dusty tombs of shame and regret, or of betrayal and anger, denies the opportunity to use the 

lessons for transformation.

The successful implementation of the Tuskegee Public Health Ethics Program has required 

committed collaboration among partners who share the mission of advancing ethical public 

health practice. The past relationships between the parties: Tuskegee University (and NBC), 

CDC, and the study subjects, their families and their communities, have undoubtedly had 

their challenges. Terrible mistakes have been made. Grave injustices have been done. 

Nevertheless, there can be positive change. There can be healing and progress. By “joining-

up”30 the Tuskegee University National Center for Bioethics in Research and Health Care, 

the CDC, and the families and affected communities have been able to forge an authentic 
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partnership; and together they continue to learn from the instructive lessons of the past and 

move forward. Working together these partners have been able to more effectively promote 

Public Health Ethics in research and practice, thereby building a lasting and transformative 

tribute to the men who were the subjects of the notorious U.S Public Health Service Syphilis 
Study at Tuskegee, Alabama.
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Table 1.

Partnership Continuum (as developed by Riggs et al.)
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Table 2.

Levels of Collaborative Capacity (as developed by Kendall et al.)

Member Capacity Individuals employ a range of skills and knowledge during collaboration

Relational Capacity Relationships are influenced by the history of interaction and broader social context

Organizational Capacity Strong effective leadership with facilitation skills transforms individual interests into dynamic collective force

Programmatic Capacity The ability to guide the design and implementation of program that have impact within the community
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