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Executive Summary  

Introduction 

The Adira Foundation is a new independent national public foundation with a mission to invest 

in better lives for people dealing with neurodegenerative diseases, focused on Alzheimer’s 

disease, ALS (amyotrophic lateral sclerosis), Huntington’s disease, multiple sclerosis, and 

Parkinson’s disease. Adira’s goal is to create a new multilateral framework for transforming the 

systems and communities that care for people living with neurodegenerative diseases.  

To inform its efforts, Adira asked researchers at George Washington University to conduct a 

targeted case study of three programs that have successfully transformed care and services for 

people living with HIV: the Ryan White HIV/AIDS Program (“the Ryan White program”); the 

Global Fund to Fight AIDS, Tuberculosis, and Malaria (“the Global Fund”); and the President’s 

Emergency Plan for AIDS Response (PEPFAR). Like neurodegenerative diseases, HIV is a 

complex, chronic condition, and navigating HIV care and associated support services can present 

significant challenges for patients and their caretakers. This report describes the findings from a 

detailed investigation of the development and implementation of these three programs and 

identifies specific lessons for Adira as its response to neurodegenerative disease continues to 

evolve.  

Methodology  

The GW Team conducted literature reviews of peer-reviewed and grey literature regarding the 

Ryan White program, PEPFAR, and the Global Fund, respectively. Researchers then identified 

and interviewed experts with knowledge about the development and implementation of each of 

the programs, as well as experts and stakeholders in the neurodegenerative disease community.  

Key Findings 

At this early stage in Adira’s development, the foundation is still considering two fundamental 

questions: how to best identify and meet unmet needs across the neurodegenerative disease 

community, and how to bring together a set of funders across sectors to join forces in 

contributing towards meeting those needs. The key findings from the literature and interviews 

are summarized below; throughout the report we provide examples from the Ryan White 

program, PEPFAR, and the Global Fund, as well as specific considerations for Adira.  

Identifying and Addressing Unmet Needs 

Collect data regarding disease prevalence and associated needs, as well as economic and social 

costs. More information regarding unmet need among the neurodegenerative disease community 

could provide Adira with critical information with which to drive improvements in care and 

wellbeing for people with neurodegenerative diseases and their families. Adira might consider 

data generation itself as a core funding focus.  
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Create specific opportunities for robust community engagement. Adira should encourage or 

require grantees to have processes for involving impacted communities in program design and 

execution. Partners should also have significant experience with data collection, storage and 

security, analysis, and dissemination, in order to contribute to Adira’s forward-thinking approach 

to transforming the health care system. 

Amplify the voices of marginalized groups within the neurodegenerative disease community. 

Adira can amplify the voices of marginalized communities by convening advocates and 

providing them with technical assistance and funding to advance their advocacy work.  

Amplify attention to the social determinants of health. Leveraging support for investments in the 

nonmedical factors of health may help to motivate Adira’s donors to contribute to these issues 

and maximize the impact that Adira can have on the overall wellbeing of people with 

neurodegenerative diseases. Adira could also work to amplify attention around the particular 

nonmedical needs affecting neurodegenerative disease patients and caregivers in order to drive 

greater support for addressing these needs from the wider public health and healthcare systems.  

Avoid high-cost needs with other potential payers. Adira may be able to maximize the impact of 

its funding by targeting the lower-cost needs that improve quality of life among patients and 

caregivers, and by helping patients identify and meet those needs early in the disease course so 

they can provide maximum support to patients and their families. In addition, Adira could 

consider a version of a “payer of last resort” policy, which would allow the Foundation to focus 

expenditures on areas for which insurance and other payers are unavailable.  

Start strategically with demonstration projects. Smaller demonstration projects could enable 

Adira to develop and refine approaches while providing ongoing support to people with 

neurodegenerative diseases. Adira could continue to provide grants to existing neurodegenerative 

disease service provision and advocacy, while also working with other organizations to develop 

and implement new and transformative models for care delivery and financing.  

Plan to evolve when facing changes in research, treatment, testing, and systems. Adira can plan 

for major changes in research, treatment, testing, and systems by building programmatic 

flexibility into its funding model. The relationships that Adira maintains may help to provide a 

lens into future opportunities to address current challenges as well as a broad view of needs 

within the neurodegenerative disease community. 

Consider advocating for policy changes in existing programs. Adira might consider advocating, 

directly or in coalitions, for expanding access to health insurance, improving insurance benefits, 

decreasing out-of-pocket costs, and/or reducing health inequities. Alternatively, Adira could act 

as a convening platform for existing stakeholders to form new coalitions or campaigns focused 

on shared unmet needs among people with neurodegenerative diseases.  

Engaging Other Funders 

Identify significant, discrete unmet need(s) to create a shared vision of a problem. Adira has 

already adopted an approach that frames a small set of clear, defined needs to drive its work. 
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Adira may endeavor to further this work by conducting or funding its own research and data 

collection. This data, as discussed earlier in the report, could serve the neurodegenerative disease 

community broadly. Identifying unmet needs that are shared across the five neurodegenerative 

disease communities can help shape a clear message to donors. 

Set clear targets and track results. Adira should consider creating a multi-year plan that 

incorporates clear, measurable goals. Neurodegenerative disease patients and caregivers should 

ideally be involved in identifying programmatic goals.  

Create clear mechanisms for fiscal accountability. Should Adira’s initiatives expand 

considerably, the organization may consider additional mechanisms such as independent audits 

and/or anonymous reporting channels. All accountability mechanisms should be communicated 

to Adira’s funders to build trust. 

Build on personal connections to at least one of the diseases. Adira may initially want to reach 

out to funders with a history of supporting projects related to neurodegenerative diseases, but 

intensive stakeholder mapping efforts may be useful in building a broader funding base.  

Involve donors in programmatic development and implementation. Adira may benefit from 

engaging donors early as it develops its programming, and from facilitating ongoing and 

substantive conversations with its own grant recipients. Adira could engage donors, as well as 

patients and other stakeholders, on boards or on ad hoc planning committees for specific 

initiatives.  

Clearly delineate roles among funders and coalition partners. To find its place in the landscape 

of existing nonprofits working on neurodegenerative diseases, Adira should consider which of its 

activities could be better coordinated across groups and which aspects of Adira’s structure or 

financing make it uniquely positioned to address particular needs.  

Recognize the limits of altruism and make other cases for investment. To make a strong case to 

funders, Adira should consider developing fiscal and other arguments to support its work.  

Be aware of the role of assumptions and stigma. Adira could work to address the stigma 

experienced by people with neurodegenerative diseases to help others understand 

neurodegenerative diseases and their impact, as well as to debunk myths or misconceptions that 

may negatively impact efforts to support the wellbeing of members of the neurodegenerative 

disease communities. 

Conclusion 

This report's findings reflect some of the key lessons for Adira from the Ryan White HIV/AIDS 

Program, PEPFAR, and the Global Fund, both for its current work and for potential future 

expansion to global efforts. Overall, an iterative process - seeking insights from other programs 

and models, while learning from early grantmaking and ongoing conversations with the 

neurodegenerative disease community - should allow Adira to optimize its identification of 

unmet needs, help address those needs effectively, and marshal a robust and sustainable set of 

donors. 
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Identifying and Addressing Needs and Engaging Funders:  

A Case Study of Three Successful HIV Programs 

Introduction 

The Adira Foundation has a mission to invest in better lives for people dealing with 

neurodegenerative diseases. It is an independent national 501(c)(3) public foundation focused on 

five neurodegenerative diseases: Alzheimer’s disease, ALS (amyotrophic lateral sclerosis), 

Huntington’s disease, multiple sclerosis, and Parkinson’s disease. These five diseases are similar 

in that they impact every part of a person—body, mind, personality—and as such, are unusually 

costly and complex to treat. As a result, people with these diseases need care in a variety of 

areas, including cognition, mental health, physical therapy, occupational therapy, legal support, 

financial planning, long-term care, caregiving, and others.  

As the 76 million older Americans born between 1946 and 1964 age, the number of people with 

neurodegenerative diseases is predicted to grow. Currently, eight million people live with these 

diseases. Diagnoses are projected to increase to 11 million by 2030 and may even double by 

2050. These people and their caregivers would benefit from significant changes in how 

neurodegenerative diseases are understood, how care is delivered, and how caregivers are 

supported. 

Adira’s goal is to create a new framework for transforming the systems and communities that 

care for people living with neurodegenerative diseases. The intent is to develop a multilateral 

approach, similar to existing large-scale integrated programs, in which funders across multiple 

sectors combine forces to address needs for the neurodegenerative disease community. By 

assembling a formidable community of stakeholders, including patients, caretakers, providers, 

advocates, funders, and decisionmakers, Adira aims to help transform the healthcare system by 

advocating for change and urging governmental leadership without waiting for government 

action (See Appendix 1).  

 

*** 

In order to inform its efforts, Adira asked researchers at George Washington University to 

conduct a targeted case study of three programs that have successfully transformed care and 

services for HIV: the Ryan White HIV/AIDS Program (“the Ryan White program”); the Global 

Fund to Fight AIDS, Tuberculosis, and Malaria (“the Global Fund”); and the President’s 

Emergency Plan for AIDS Response (PEPFAR). This report describes the findings from a 

detailed investigation of the development and implementation of these three programs and 

identifies specific lessons for Adira as its response to neurodegenerative disease continues to 

evolve.  

Many of the themes presented in this report are relevant to both local and global responses to 

neurodegenerative diseases. In addition to illuminating a path towards a transformation of the 

U.S. healthcare system for people with neurodegenerative diseases, the report also provides 



 

5 

 

context for how the Adira Foundation may grow beyond the U.S. context, if and when it 

becomes prudent. 

 

Why Look to HIV?  

There are several notable differences between HIV and neurodegenerative diseases. HIV is a 

communicable disease that can spread among people, while neurodegenerative diseases are non-

communicable diseases that develop due to environmental or genetic factors. Though there is no 

cure for HIV, it can be effectively treated and prevented, and the advent of new treatments and 

prevention strategies have been major catalysts for new initiatives to address HIV. In contrast, 

there are no highly effective therapies to prevent or cure neurodegenerative diseases, nor to stop 

their progression. Stigma also affects each disease community differently: while people with 

neurodegenerative disease may grapple with social exclusion and daily challenges related to 

disability, people living with and at risk of HIV encounter distinct stigma and discrimination due 

to fears surrounding the disease, as well as homophobia, transphobia, and other intersecting 

biases.  

However, there are several compelling reasons to look to HIV-focused programs as models. 

HIV, like neurodegenerative diseases, is a complex, chronic condition. HIV presents multiple 

clinical challenges, including high rates of co-morbidities. Just as the neurodegenerative diseases 

on which Adira is focusing lack a cure or highly effective treatments, when HIV first emerged it 

too lacked any treatments to help patients maintain their health or recover and was, in this way, 

“degenerative.” As researchers sought treatments and a cure, public health focused on the 

disease’s nonmedical factors and social effects to help people living with HIV maintain their 

quality of life. Navigating care and associated support services can still present significant 

challenges to both communities, and leave patients with feelings of helplessness. Because of 

these similarities, the programs which have been established to combat HIV domestically and 

globally present models for how Adira may catalyze comparable progress for the 

neurodegenerative disease community.  

The three programs considered in this report have each, in different ways, fundamentally shifted 

models of funding and engagement to improve care and outcomes for people living with HIV. As 

discussed throughout the report’s findings, these programs illustrate different features that are 

highly relevant to Adira’s goals. The Ryan White program is domestic and, through various 

elements of its funding model, creates both local and state control of funding priorities. PEPFAR 

similarly prioritizes local team control and, as a bilateral program (with funds flowing from the 

United States to partner countries), must coordinate with other actors working within the partner 

country to maximize effectiveness. Meanwhile, the Global Fund offers a successful model of 

multilateral funding and addresses multiple diseases, highlighting ways in which a group of 

funders can be coordinated, and needs prioritized, across disease groups. 
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Methodology  

In order to establish a baseline understanding of the programs of focus, the GW Team conducted 

literature reviews of peer-reviewed and grey literature regarding the Ryan White program, 

PEPFAR, and the Global Fund, respectively.  

Researchers then identified experts with knowledge about the motivation for the development, 

structure, and implementation of each of the three programs, as well as experts and stakeholders 

in the neurodegenerative disease community. These experts were interviewed to provide further 

details relevant to Adira’s mission.  

 

Table 1: Experts Interviewed 

Maureen Byrnes 

Lead Research Scientist and Lecturer 

George Washington University Milken 

Institute School of Public Health  

Former Executive Director, National 

Commission on AIDS  

 

Danielle Carnival 

Chief Executive Officer 

I AM ALS 

 

Paul De Lay 

Global Health Consultant 

Former Deputy Executive Director—

Program 

UNAIDS  

 

Emily Gibbons 

Director—Global Public Policy and 

Infectious Diseases 

Merck 

Former Director of Congressional Relations 

and Senior Advisor for PEPFAR 

U.S. Department of State  

 

Ernest Hopkins 

Senior Strategist and Advisor 

San Francisco AIDS Foundation; and 

Member  

CDC/HRSA Advisory Committee on 

HIV/AIDS, STIs, and Hepatitis (CHAC) 

 

Emily Hughes 

CCM Hub Manager 

The Global Fund 

Former Malawi Country Coordinator, 

PEPFAR 

 

Karen Mariner 

Vice-President, Services 

National MS Society 

 

Karen Stanecki 

HIV Expert Technical Review Panel  

The Global Fund to Fight AIDS, 

Tuberculosis and Malaria 

 

Todd Summers 

Independent Consultant 

Senior Adviser at the Center for Strategic 

and International Studies 

 

Tim Westmoreland 

Research Professor, Georgetown Law 

Former Counsel to the Subcommittee on 

Health and the Environment, Committee on 

Energy and Commerce, U.S. House of 

Representatives 
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Background: History and Structure of the Ryan White HIV/AIDS 

Program, PEPFAR, and the Global Fund  

The following sections present high-level overviews of the programs on which this report 

focuses, focused on the features most relevant to the Adira Foundation’s goals (see Appendix 2 

for a summary and links to further information on specific elements of each program).  

 

The Ryan White HIV/AIDS Program  

The Ryan White program was enacted in 1990 following nearly a decade of activism to advance 

care for people living with HIV. At that time, few therapies existed to treat or prevent 

HIV/AIDS. The structure and financing of the Ryan White program has evolved as society learns 

more about HIV/AIDS, new treatments are developed, and specific unmet needs affecting people 

living with HIV are identified. It is now the largest federal domestic program specifically 

designed to address HIV and serves over half of all people diagnosed with HIV in the United 

States.1  

The Ryan White program is administered by the Health Resources and Services Administration’s 

(HRSA) HIV/AIDS Bureau (HAB) and serves people living with HIV by granting funds to state 

and local health departments and service providers.2 While the Ryan White program has a 

number of components, called “parts,” grantees are given broad discretion to design key aspects 

of their programs, including client eligibility and how to meet the needs of different communities 

and populations affected by HIV.3 Different types of institutions are eligible to receive funding 

from each Ryan White program part:  

- Part A recipients are highly impacted metropolitan areas;4  

- Part B recipients are state and territorial governments;5 and  

- Parts C, D, and F recipients are non-governmental organizations, including 

outpatient health care facilities, and community- and faith-based organizations.6  

Funding recipients are required to maintain a certain level of coordination with impacted 

communities and local stakeholders. For example, large cities that receive Part A funding must 

establish HIV Health Services Planning Councils that establish priorities and allocate funds 

across permitted service categories. At least a third of Council members must be people living 

with HIV, and the Council must also include members with expertise in certain areas including 

health care planning, incarcerated populations, and substance abuse and mental health treatment.7 

All highly-impacted metropolitan areas, as well as all U.S. states and territories, receive some 

Ryan White program funds based on a funding formula. The program also allows for the 

allocation of additional supplemental funding based on both geographic and demographic need. 

The Ryan White program is a payer of last resort, meaning that funds can only be used to cover 

the costs of care when no other source of payment for services is available.8,9 Funds awarded to 

cities and states support a mix of “core medical services” and support services, such as childcare, 
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food, and transportation to doctor appointments, that help people living with HIV remain 

healthy. 

 

The President’s Emergency Plan for AIDS Relief 

 

The President’s Emergency Plan for AIDS Relief (PEPFAR), launched in 2003, remains the 

largest commitment by any single nation to address a single disease and represents the vast 

majority of the U.S. overall global health budget.10 It was conceived in response to the 

development of effective drug therapies to treat HIV, as well as greater knowledge about how to 

meaningfully prevent its spread, in order to more rapidly bring these interventions into the global 

AIDS response. Housed in the Office of the Global AIDS Coordinator (OGAC) at the State 

Department, PEPFAR leads the work of federal agencies involved in global HIV/AIDS work.11 

The program has retained bipartisan support across three U.S. presidencies and nine 

congresses.12 

In initially designing PEPFAR, U.S. government officials met with experts from a variety of 

nations and backgrounds with firsthand knowledge about HIV/AIDS service delivery.13 Because 

the program came after HIV testing and treatment had begun to develop, its model reflected their 

availability, while taking into account the potential need to evolve based on factors such as 

changing drug prices, the availability of new combination pills, and the price impact of generics, 

as well as shifts in prevention and in healthcare workforce. The initial blueprint for the program 

Current PEPFAR Engagement. Source: U.S. Department of State. Where We Work – PEPFAR. 

https://www.state.gov/where-we-work-pepfar/. Accessed September 2020. 
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(see Appendix 3 for excerpt) included cost projections; taking into account generic drug price 

differences, healthcare workforce training, and other infrastructural investments, as well as 

pricing out the costs of prevention, patient care, and education efforts.14 Over time, PEPFAR 

convened government, nonprofit, and industry stakeholders in public-private partnerships, and 

also brought in community- and faith-based non-governmental organizations in order to help 

spur local involvement and control over PEPFAR activities.15,16 

Within partner countries, PEPFAR is housed in U.S. diplomatic missions and overseen by the 

U.S. Ambassador to each country. Mission teams based out of the U.S. embassy to each country 

coordinate all program activities and typically participate in joint planning committees organized 

by the partner country or multilateral organizations.17 Where necessary, PEPFAR may work to 

influence a country’s adoption of HIV-related policies and changing of the legal environment to 

support relevant vulnerabilities that affect at-risk populations, such as the criminalization of 

homosexuality common in many nations.18  

PEPFAR relies upon its Sustainability Index and Dashboard (SID) tool to inform its planning 

and investment decisions. Sustainability is defined as “the ability of a country to domestically 

fund, manage, and monitor its HIV response.”19 Considering the sustainability of countries’ 

sociopolitical status and ongoing efforts equips PEPFAR to work towards ultimately shifting the 

management of HIV response from PEPFAR to partner governments. A SID is completed 

annually for each partner country in order to provide new data and facilitate dialogue with local 

stakeholders around the goal of achieving sustainable progress.20 

 

The Global Fund to Fight HIV, Malaria and TB 

Formally endorsed at the 2001 G8 Summit in Genoa, Italy,21 the Global Fund began operations 

out of Geneva in January 2002 with the purpose of facilitating programs to defeat HIV/AIDS, 

tuberculosis (TB), and malaria.22 It now funds locally-administered programs in over 100 low 

and lower-middle income countries that facilitate the administration of new and promising 

treatments to communities in need. High-quality care delivery is ensured in part through 

performance-based financing.23 

Though it has a large staff and board, the Global Fund maintains no presence in the countries it 

funds.24 Civil society and community organizations work directly with local governments to 

submit funding requests, oversee program implementation and raise awareness around the 

disease[s] of focus.25 These groups collectively form Country Coordinating Mechanisms 

(CCMs), which are also responsible for choosing which principal recipient organizations should 

receive funding. 26 Because they include experts and community members who have knowledge 

of effective interventions and of a community’s readiness to accept them, CCMs motivate 

evolution in HIV response strategies, such as funding for pre-exposure prophylaxis (PrEP) when 

communities are ready for them .27 Their proposals are submitted through the Global Fund chain 

of command, and funds that are awarded are distributed back through CCMs to the principal 

recipients.  
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The Global Fund requires the countries 

that receive funds to contribute a minimum 

15% of the total funding amount toward 

each grant awarded.28 Prior to funding, 

local governments are encouraged to 

identify, through dialogue with its CCM, 

priority community needs including 

opportunities to improve local health 

systems.29 All low- and middle-income 

countries are eligible for grant funding 

regardless of disease burden. Overall, as of 

June 2019, 46.3% of funds have gone to 

HIV/AIDS programs, 29.1% to malaria, 

and 15.8% to TB.30 

Source: Global Fund Operational Policy Manual, July 2020 
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Key Findings 

At this early stage in Adira’s development, the foundation is still considering two fundamental 

questions: how to best identify and meet unmet needs across the neurodegenerative disease 

community, and how to bring together a set of funders across sectors to join forces in 

contributing towards meeting those needs. The key findings from the literature and interviews 

are therefore presented below in two sections, the first focused on identifying and addressing 

unmet need, and the second on engaging funders. Unless otherwise cited, all insights from 

interviewees have been integrated anonymously into the discussion.  

 

Identifying and Addressing Unmet Needs  

Collect data regarding disease prevalence and associated needs, as well as economic and social 

costs 

Reliable data is essential to identifying and effectively targeting areas of unmet needs. Effective 

programs utilize data not only to drive action but to guarantee that these data will remain 

generally available and current. Yet, data on the prevalence of neurodegenerative disease, 

including disparities by race, age, sex, and other factors, is limited. There is also very limited 

data regarding either the direct medical cost or the overall economic burdens of Alzheimer’s 

disease, ALS, Huntington’s disease, multiple sclerosis, and Parkinson’s disease.  

In addition to demographic and economic data, it is also necessary to understand the structural 

factors surrounding patients’ and caretakers’ wellbeing. Data regarding the adequacy and 

availability of insurance coverage, local resources, and/or other factors affecting access to health 

care, social services, and a healthy lifestyle, requires collection, analysis, and dissemination.  

PEPFAR focuses on using data to target interventions to the people and places with the highest 

potential impact as well as to measure progress. For example, PEPFAR uses large household 

surveys, called population-based HIV/AIDS Impact Assessments (PHIAs), to collect information 

about progress and to identify gaps among current interventions that could hinder epidemic 

control. Additionally, PEPFAR’s sustainability index and dashboard (SID), which is used to 

assess the sustainability of current efforts, assesses indicators related to nations’ governance and 

accountability; national health care service delivery; strategic investments; and strategic 

information; and scores nations for each indicator on a zero to ten-point scale. Higher scores 

reflect greater sustainability and lesser need for investment; lower scores indicate vulnerabilities 

that may require additional investment.  
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One country’s SID. Source: Christopher A. Hart, et. al. PEPFAR’s Sustainability Index and Dashboard: Results from SID 3.0. 

U.S. Dept of State. July 25, 2018. 

Recommendation 

Information collected from similar surveys and utilized in tools designed to assess progress 

towards key goals may provide Adira with critical information with which to drive 

improvements in care and wellbeing for people with neurodegenerative diseases and their 

families. An emerging source of data is currently under development at the CDC. The National 

Neurological Conditions Surveillance System (NNCSS) was authorized in 2016 to improve 

estimates of the prevalence and mortality of Parkinson’s disease and MS, and improve overall 

understanding of neurodegenerative disease.31 The NNCSS may collect data from a range of 

sources: traditional, such as health insurance claims, surveys, and vital records; newer sources 

including electronic medical records; as well as nontraditional data derived using technologies 

such as machine learning.32 Though only a year into its work, the NNCSS promises to create a 

more robust source of information about MS and Parkinson’s Disease that may not only provide 

Adira with useful data, but also serve as a model or foundation for further data collection, 

analysis, and dissemination about neurodegenerative disease. 

Additional qualitative data may help round out this medical and epidemiological data collection 

with information regarding the effect of these diseases on patients and caretakers. Qualitative 

data could potentially be collected through national surveys fielded to advocacy group members, 

while quantitative data on health care access and utilization could be generated through Medicare 

claims analyses. Given the lack of data as a common problem across neurodegenerative disease 

communities, Adira might consider data generation itself as a core funding focus. Adira could 

use that data to help illustrate the commonalities across each supported neurodegenerative 

disease communities, identify underserved areas of need, and target collaborative efforts among 

those sharing opportunities for improvement, as well as potentially incorporating it into scoring 

indices for grantmaking.  
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Create specific opportunities for robust community engagement  

In recognition of the large role that policies and programs play in shaping lifestyles and 

promoting health and wellbeing, it is essential to engage the communities served in program and 

policy planning in order to conduct successful public health efforts.33 Community engagement is 

defined by the Centers for Disease Control and Prevention (CDC) as “the process of working 

collaboratively with and through groups of people affiliated by …special interest, or similar 

situations to address issues affecting the well-being of those people,” with the goal of building 

trust, enlisting resources and allies, facilitating communication, and improving health 

outcomes.34 Community engagement is a complex undertaking, informed by a breadth of 

scholarship and a variety of viewpoints, that requires attention to the particular circumstances, 

needs, and cultures of the community served. 

Community partnerships also serve to foster bidirectional communication with grantees, patient 

communities, and other affected groups. This communication may be initiated directly or 

through a liaison.  

Putting “boots on the ground” to work directly with communities, local governments, and other 

actors to identify and understand needs and facilitate necessary changes is core to the theory of 

change embodied in PEPFAR, the U.S. Agency for International Development (USAID), and 

numerous local organizations and entities. A physical presence within the community served 

dissolves some practical barriers to engagement and enables an organization to form meaningful 

partnerships. For example, PEPFAR creates partnerships with community and faith based 

nongovernmental organizations through its mission teams, which help the program to strengthen 

local relationships and build capacity to deliver necessary medical care and services.  

Rather than putting “boots on the ground,” the Global Fund relies upon civic and community 

organizations to participate in Country Coordinating Mechanisms (CCMs), which choose which 

in-country organizations, called principal recipients, should receive funding and work with 

communities and governments. In this way, involving civil society and community organizations 

in the granting and oversight processes encourages accountability and institutional support while 

empowering local entities to implement solutions themselves. One interviewee noted that CCMs 

are “a formal structure and seen as a formal structure,” with enough perceived legitimacy to 

further meaningful changes. This interviewer also cautioned that the implementation of CCMs 

was, initially, “extremely naïve” in assessing the readiness of various governments and 

nongovernmental entities to begin treating patients and implementing structural changes. 

Without a realistic understanding of the landscape of the targeted diseases and related systems, 

entities like CCMs can become administratively bloated by the complexity of implementing ill-

fitted approaches. 

In administering the Ryan White program, HRSA by statute and in practice works to ensure that 

community voices are considered in how funding recipients spend their Ryan White program 

dollars. Because the communities served by the program are often stigmatized and marginalized, 

the program adopts local control as a “defensive mechanism,” as one interviewee described it, 

enabling these communities to direct federal funding in ways that may be less “conservative” 
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than federal or state appropriators may envision, and in ways that better reflect the needs and 

experiences of those served. Part A recipients must establish Planning Councils that reflect the 

demographics of the local epidemic and include members with specific expertise in certain 

fields, such as housing, correctional health care, and substance use and mental health treatment. 

In addition, at least 33% of Planning Council members must be individuals who receive Ryan 

White services and do not serve as staff, paid consultants, or Board members of Part A-funded 

agencies.35  Part A Planning Councils have specific authority to allocate funds across Ryan 

White program service areas. Part B recipients, which serve smaller populations, may choose to 

establish “consortia” comprised of public and nonprofit healthcare and support service providers 

and community-based organizations to administer the grants. In both cases, the Ryan White 

program encourages fund recipients to include community members among their leadership.  

Recommendation 

In determining the level of community engagement that may be most appropriate to its model 

and purpose,  

The level and type of community engagement may vary significantly based on whether Adira 

maintains centralized grantmaking or develops a different governance approach, divided based 

on geography, focus population, or another factor.  With governance distributed across multiple 

regions or issue areas, Adira’s engagement with the community would be mediated through the 

staff person or body charged with identifying priorities and/or making grants within each 

geographical or topical area.   Adira might need to reach a certain scale of funding and programs 

for an investment in decentralized governance to be cost effective.  The decision about the 

benefits and drawbacks of a “boots on the ground” approach will likely have particular relevance 

should Adira decide to expand its operations globally. Regardless, Adira should encourage or 

require grantees to have processes for involving impacted communities in program design and 

execution.  

In addition to considering regional grantmaking, Adira is working on identifying regional 

neurodegenerative disease partner organizations to help identify and maintain relationships with 

local neurodegenerative disease resources and organizations.   

Amplify the voices of marginalized groups within the neurodegenerative disease community 

In addition to a broad plan for community engagement, it is also necessary to ensure that 

community voices include people from communities that are underserved and/or marginalized.  

PEPFAR and the Global Fund generally cover costs of travel and time for participants in 

meetings, to ensure that cost is not prohibitive for affected community members and for 

nonprofits.  As one interviewee noted of Global Fund meetings,  

It’s very groundbreaking in some ways…not groundbreaking anymore, but in CCM you 

can have a minister of health sitting next to someone who has in many ways been quite 

marginalized.  And in some cases their activity has been deemed illegal. So it's been a 

fascinating space. 
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One interviewee noted that UNAIDS (the United Nation’s program focused on HIV) also funds 

convening efforts specifically among advocates. The program “gives voice to the voiceless” by 

facilitating meetings among stakeholders (in the case of HIV, this includes nongovernmental 

organizations (NGOs), the LGBT community, sex worker communities, and people who inject 

drugs) and organizing them to influence and participate in decision making activities. UNAIDS 

funding may be used to help members attend meetings; conduct, publish, and present research; 

and to provide these actors with enough credibility and organization to be effective.  

 

Recommendation 

In general, Adira can amplify the voices of marginalized communities by convening advocates 

and providing them with technical assistance and funding to advance their advocacy work. 

Interviewees shared the following observations for Adira with regard to representation:  

- Seek out and elevate voices that are not already heard. Champions from marginalized 

communities may serve as particularly effective amplifiers of their communities’ 

experience and needs.  

- Support community members’ participation in convenings by directly funding travel 

expenses; research and policy position development; and collaborative trainings and 

resource-sharing that prepares patients and stakeholders to act as effective advocates.  

- Direct funding toward entities beyond those that may already excel at securing funding, 

identifying new partners such as smaller community-based organizations or community 

health care providers. 

- Make meetings and trainings brief to enable people to attend without sacrificing other 

responsibilities, such as work or childcare. As one interviewee noted, even events 

intended to be inclusive can ultimately disadvantage “the organizations and the 

community groups that are not well funded and not well organized,” if they “demand that 

people spend a lot of time during planning meetings,” whether over many hours over a 

few days or many days over a longer convening period. 

- Utilize phone- and web-based meeting platforms in order to include people who may be 

unable to travel. These systems may also support lobbying efforts, as Hill staff and others 

have become used to virtual meetings with constituent groups during the current COVID-

19 pandemic period.  

Some existing neurodegenerative disease advocacy organizations already run well-established 

programs to elevate patient voices. Like in other disease organizations, patients and caregivers 

can serve on advisory committees or in other advisory roles. One interviewee representing a 

neurodegenerative disease advocacy organization offered that the patients who participate in 

these committees are often referred to the group by their physicians or are recruited through 

word of mouth. Adira may consider directing some funding towards similar efforts to convene 

stakeholders and elevate the voices of those who might otherwise go unheard.  

 

By funding convening efforts among advocates from marginalized and 

underserved populations, UNAIDS “gives voice to the voiceless.” 
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Amplify attention to the social determinants of health 

An impetus for Adira, PEPFAR, the Global Fund, and the Ryan White program alike was the 

inadequacy of the existing healthcare system to handle the needs of the programs’ target 

populations. Attention to the particular structural and social factors facing neurodegenerative 

disease patients may be essential to the goal of improving their wellbeing. 

The social (also called nonmedical) determinants 

of health refer to the places and circumstances in 

which people live, work, and play, and how these 

factors influence health. These factors can be 

closely tied to the medical field, such as whether a 

person has access to a health care provider, but 

also encompasses a more holistic view of health 

that includes nutrition, physical activity, 

relationships, environmental quality, and wealth, 

among other factors.36 Factors beyond the 

traditional concerns of healthcare can have 

significant health impacts, and our understanding 

of these relationships has increased substantially 

in recent years37  

Acknowledging the central role that the social 

determinants of health play in influencing a 

person’s wellbeing, the Ryan White program, 

PEPFAR, and the Global Fund all contribute some efforts and funding to address nonmedical 

needs. The particular challenge lies in identifying those needs that are understandable and 

compelling to the programs’ authorizers or funders. One interviewee noted that the COVID-19 

pandemic has highlighted how issues related to housing and economic security, such as evictions 

or loss of income, impact health. Over the past decade, greater understanding of the role that 

healthy food access plays in one’s overall health has spurred action among civic organizations, 

cities, and healthcare providers and insurers alike.  

 

Recommendation 

Leveraging support for investments in the nonmedical factors of health may help to motivate 

Adira’s donors to contribute to these issues and maximize the impact that Adira can have on the 

overall health and wellbeing of people with neurodegenerative diseases. Examples of these needs 

identified by neurodegenerative disease stakeholders include: 

- Patient education, including information about the progression of the diseases; symptoms 

and how they can be addressed. 

“People will often call in needing financial support, or rent or mortgage or 

utility assistance, and a lot of times, what’s driving that is [an inability to] 

afford their MS medications.” 

The social determinants of health. Source: NEJM Catalyst 

(catalyst.nejm.com) 
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- Social contact and emotional support to help patients avoid and cope with common 

mental health comorbidities such as depression. 

- Financial counselling and support to acquire sources of financial support for nonmedical 

needs. While much work is needed to bring down the costs of disease modifying 

therapies, one interviewee noted that “people will often call in needing financial support, 

or rent or mortgage or utility assistance, and a lot of times, what’s driving that is [an 

inability to] afford their MS medications.”  

- Health literacy and help navigating insurance enrollment to ensure that patients are 

enrolled in a plan that covers the disease modifying therapies they need without 

restrictive utilization management techniques. Most people “don’t know how to navigate 

the health insurance [system]” and coupled with disease related “cognitive issues or 

depression…it becomes especially challenging to try and navigate the health insurance 

appeals process or even the decision-making process.” 

- Caregiver support that addresses the causes of caregiver burnout, including the physical 

and emotional labor, as well as the financial contributions, that caregivers put into caring 

for those with neurodegenerative diseases. One interviewee noted research that identified 

“education and training” as well as “respite” for paid and family caregivers. 

- Transportation, particularly for those in rural areas. 

There are likely numerous other needs affecting the overall wellbeing of neurodegenerative 

disease patients and caregivers. As the public health community at large comes to better 

understand the social determinants of health, funding to address these needs is becoming more 

available, and special attention is being given to certain needs as they gain priority. Adira may 

work to amplify attention around the particular nonmedical needs affecting neurodegenerative 

disease patients and caregivers in order to drive greater attention to and support for addressing 

these needs from the wider public health and healthcare systems.  

 

Avoid high-cost needs with other potential payers 

The total costs of neurodegenerative diseases are staggering, totaling over $282 billion annually 

for Alzheimer’s, MS, and Parkinson’s Diseases alone.38 Costs increase as these diseases progress 

and patients’ pharmaceutical and care needs increase. For example, Huntington’s Disease is 

characterized by a progression of five stages, and the costs of care and treatment for 

Huntington’s progresses similarly as patients’ needs increase. One study, published in 2013 

using 2002-2009 data, estimated that costs increased by approximately 50% among patients with 

private insurance and tripled among those with Medicaid between the early and late stages of the 

disease, driven predominantly by outpatient care.39 At the same time, caregivers must not only 

navigate issues related to affording care, but also provide a great deal of this care themselves.  

In paying for antiretroviral treatment and other needs related to the development or provision of 

solutions to systems and social needs, the Ryan White program, PEPFAR, and the Global Fund 

all prioritize funding towards solutions that can drive down the overall cost of HIV. PEPFAR 

and the Global Fund prioritize early intervention that addresses the causes and early stages of the 

disease, with the understanding that HIV prevention and treatment are ultimately less costly and 
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more effective in the long-term than intervening at later stages of HIV/AIDS. Advocacy efforts 

funded by all three programs aim to reduce the costs of care in the long-term by making health 

care delivery and financing systems more efficient. Maximizing the impact of funding helps to 

ensure that these programs remain sustainable as well as effective. 

One interviewee noted that while PEPFAR and the Global Fund are often the largest external 

donors in a country, the Gates Foundation and other organizations often play the role of 

“catalyzer,” taking on more experimental or higher-risk projects to stimulate progress.  A similar 

approach would be to fund start-up costs for certain initiatives but not operational costs.   

As a payer of last resort, Ryan White program funds are often directed away from the highest-

cost medical care, such as drug treatments covered by insurance. Multiple interviewees noted 

that when the Ryan White program was established, inpatient care was not included as an 

allowable service; a policy that remains in place. At the time, hospitalization of people in late 

stages of AIDS was the costliest part of HIV care, and, interviewees noted, paying for it could 

have absorbed all of the program’s resources. This policy enables Ryan White funding to instead 

flow to lower-cost needs, such as some insurance premiums, deductibles, and copays, which can 

enhance the benefits of medical care and address other aspects of patients’ overall wellbeing.  

Recommendation 

One of the major ways that programs reduce the overall cost of HIV is to prevent transmission, 

and unfortunately, prevention modalities are generally not available for neurodegenerative 

diseases. However, Adira may be able to maximize the impact of its funding by targeting the 

lower-cost needs that improve quality of life among patients and caregivers, and by helping 

patients identify and meet those needs early in the disease course so they can provide maximum 

support to patients and their families.  

Adira could consider acting as a “catalyzer,” funding pilots or other projects to create knowledge 

and evolution; and funding start-up costs for initiatives that would be expected to identify other 

sources of long-term funding.  In addition, Adira could consider a version of a “payer of last 

resort” policy, which would allow the Foundation to focus expenditures on areas for which 

insurance and other payers are unavailable.  

 

Start strategically with demonstration projects 

Both the Ryan White Program and the Global Fund devote specific funds and staff to 

demonstration projects, which can help prove the effectiveness of new strategies and models by 

testing them at a small scale. The Ryan White program’s Special Projects of National 

Significance (SNPS) program supports the development of innovative models of HIV care and 

treatment in order to quickly respond to emerging needs of Ryan White program clients. Current 

projects support advances in capacity building, integrated care delivery, data sharing practices, 

and behavioral science.40 Similarly, the Global Fund operates strategic initiatives, developed by 

the Board, to further systematic changes that would advance the Global Fund’s overall mission, 

such as scientific discovery and social change.41  
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Recommendation 

Adira’s ambition of establishing a novel funding mechanism or programmatic superstructure to 

streamline efforts to support people with neurodegenerative diseases will likely take time to 

realize. As such, some interviewees suggested that smaller demonstration projects could enable 

Adira to develop, test, and refine new approaches while providing ongoing support to people 

with neurodegenerative diseases. Adira could continue to provide grants to support existing 

neurodegenerative disease service provision and advocacy, while also working with other 

organizations to develop and implement new and transformative models for care delivery and 

financing. For example, Adira’s emerging Life Beyond Work initiative focuses on the often 

stressful transition towards an uncertain future for many people living with neurodegenerative 

diseases.  Leaving work, retiring early, and /or applying for Social Security Disability Insurance 

is frightening to navigate for many people.  Adira prioritizes issues that people with these 

diseases consistently report as urgent yet often under-addressed.  Results from demonstration 

projects in the Life Beyond Work initiative and other areas could then be used to inform Adira’s 

future investments and make the case for larger-scale change. 

 

Plan to evolve when facing changes in research, treatment, testing, and systems 

With greater attention to neurodegenerative diseases and advancements in research, treatment, 

testing, as well as changes to healthcare and related systems, the landscape of these diseases is 

likely to change over time. Even as this report was drafted, news broke about a promising new 

treatment for ALS.42 It will be important for Adira to anticipate how such developments may 

affect its operations, both challenging and facilitating the Foundation’s work.  

As several interviewees discussed, the Ryan White program offers an example of a program’s 

evolution in the face of major change. The program was created when only one antiretroviral 

drug was available, lengthening life somewhat for only a subset of patients. When highly-

effective “cocktails” of multiple drugs became available several years later, the program had to 

adapt to the introduction of these drugs. This tremendous advancement complicated the 

program’s formula for resource allocation, which had to be reset – with major controversy in 

Congress - to remain effective and solvent.  

In contrast, both PEPFAR and the Global Fund were launched after the advent of effective 

antiretroviral therapy. Interviewees described how the structure of each program takes into 

account the possibility of changing circumstances and provides some flexibility in how their 

funding may be spent in light of those changes. Because its national strategic plans change 

annually, PEPFAR’s approaches are adaptable to changes in research, treatment, testing, and 

systems (e.g., insurance models, healthcare delivery, etc.) as they develop. The Global Fund’s 

CCM structure similarly promotes adaptability by engaging experts together with local actors in 

determining how the needs of its target population may be best served through any given award 

and throughout that award period. 

Recommendation 
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Adira can plan for major changes in research, treatment, testing, and systems by building 

programmatic flexibility into its funding model, for example, by working on grant cycles that 

balance stability with the possibility of allowing priority shifts, at both Adira’s and the grantees’ 

levels. It will be important for the foundation to acknowledge and assess its assumptions 

regarding the timing of scientific advancement, and to think through how potential programming 

might be affected by the advent of new therapies. Although Adira does not currently plan to fund 

medical research directly, it could act as a neutral convening platform for researchers and 

funders to establish common goals and share resources or functions. 

Changes may not affect all neurodegenerative disease patient communities in the same ways. 

Regarding the importance of coalition-building, one interviewee noted that collective efforts to 

advance certain policy goals are often driven by the commonalities across disability and disease 

groups, which may not be affected by the same medical advancements. This need to advocate 

internally for prioritization makes it important that Adira maintain strong knowledge about the 

needs and options for neurodegenerative disease testing and treatment as well as an up-to-date 

strategy regarding advancing the wellbeing of neurodegenerative disease patients and caregivers. 

The relationships that Adira maintains may help to provide a lens into future opportunities to 

address current challenges as well as a broad view of needs within the neurodegenerative disease 

community. 

 

Consider advocating for policy changes in existing programs 

A key question that arose in interviews was whether Adira would advocate, or fund advocacy, in 

support of health and social service system reforms that would help meet the needs of patients 

across the neurodegenerative disease community.  

For example, interviewees noted that before the Ryan White program was created, HIV 

advocates initially wanted to reform Medicaid eligibility to include people living with HIV. 

Changing Medicaid eligibility would have resulted in a systemic response, with more resources 

available for HIV care and, arguably, better integration into the broader healthcare system. 

However, the political makeup of Congress at the time made Medicaid reform a non-starter, 

resulting in a push for a grants-based program that supplemented existing insurance programs 

rather than reforming them.  

Interviewees also noted that expanding and strengthening existing federal programs could be the 

most efficient way to improve access to care. As one interviewee stated:  

If you're an umbrella [organization] and you're committed to supporting everybody, you 

need some policies that everybody can take advantage of in the way that they need to, 

and you need them to be available to people wherever they live. And so, Medicare or 

Medicaid expansions to do whatever it is that needs to be done or to pay for whatever 

“If you're an umbrella [organization] and you're committed to supporting 

everybody, you need some policies that everybody can take advantage of in the 

way that they need to, and you need them to be available to people wherever they 

live.” 
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needs to be provided seem to make sense. And getting some language in the ACA that 

also requires health insurance companies to have similar language in their plans would 

seem to me to be the big things that would have the broadest impact.”  

Finally, the same interviewee noted that the COVID-19 pandemic has exposed gaps in the US 

health care system and made many Americans more open to systemic reforms aimed at achieving 

universal, affordable health insurance coverage and addressing health disparities:  

COVID is actually opening people's eyes to the dysfunction that we always argued was 

there - all of the lack of coordination, the big gaps with the ways in which the systems 

don't talk to each other, and this severe lack of coordination that undermines people's 

ability to get what they need. More and more people are experiencing that and are seeing 

that...in many ways I see the opportunity to actually fix a number of the outstanding gaps 

that we continue to see persisting in states that have the highest number of [COVID-19] 

cases.  

Recommendation 

Adira should consider whether an investment in advocacy to expand and strengthen existing 

federal programs such as Medicare and Medicaid could be an important component of its work. 

Arguably, this advocacy would expand the reach of Adira’s activities and ensure that people 

affected by each of the five neurodegenerative diseases receive improved access to services. 

Adira might consider joining existing coalitions or campaigns aimed at expanding access to 

health insurance, improving insurance benefits, decreasing out-of-pocket costs, and/or reducing 

health inequities. Alternatively, Adira could act as a convening platform for existing stakeholder 

to form new coalitions or campaigns focused on one of the shared unmet needs among people 

with neurodegenerative diseases (e.g. caregiver support). Policy reforms championed by Adira 

could then help individuals and families facing other diseases and conditions, expanding Adira’s 

goal of supporting patient navigation beyond the initial neurodegenerative disease community. 

 

Engaging Other Funders 

Having clarity around your purpose and the ability to demonstrate to funders what 

they're getting for their money in a fairly straightforward way has been a big advantage 

for both [PEPFAR and the Global Fund]. 

Identify significant, discrete unmet need(s) to create a shared vision of a problem  

As noted previously in this report, there is a need for foundational information about people with 

neurodegenerative diseases – who they are, where they live, what challenges they face, and what 

assets they draw upon. This information can not only help with program development, as 

discussed above, but can also be used to communicate with potential funding partners. 

Identifying and clearly articulating a focused set of common challenges across the five 

neurodegenerative diseases can also help bring in a variety of funders and advocacy groups that 

represent different conditions. 
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One interviewee stressed that donor-focused materials should ideally be limited to one page and 

no more than five key points. Interviewees also note that having a discrete, clearly defined 

problem and solution can be more effective in demonstrating value to funders than a broad, 

catch-all approach: 

I think it's important to land on one or two things rather than be spread so thin that it's 

hard for people to understand what your value proposition is. 

Donor messaging about goals and focus should remain as targeted as possible even – or 

especially - when multiple diseases are addressed. For the Global Fund in particular, part of the 

message to funders is why and how the program addresses multiple diseases. Interviewees 

expressed that programs that address needs across multiple diseases would likely be more 

attractive to donors and to Congress than single-disease programs. Two interviewees noted that a 

multi-disease platform also has the potential to direct needed services and attention to rarer or 

less well-known conditions by pairing them with better-known conditions. In the case of the 

Global Fund, the decision to focus on HIV, malaria, and tuberculosis – three leading causes of 

premature mortality in developing countries – helped raise the profile of tuberculosis and 

malaria. 

Recommendation 

Adira has already adopted an approach that frames a small set of clear, defined needs to drive its 

work. These needs present opportunities to collaborate with other organizations and utilize 

existing data sources to capture epidemiological, demographic, and qualitative data about people 

with neurodegenerative diseases. Adira may endeavor to further this work by conducting or 

funding its own research and data collection – which, as discussed earlier in the report, could 

serve the neurodegenerative disease community broadly.  

Similarly, Adira may wish to begin its operations by targeting a few, high-need areas or 

communities and aim to build on those programs once they have become well established. 

Identifying unmet needs that are shared across the five neurodegenerative diseases can also help 

convey a clear message to donors about what is needed and why a coordinated response is 

necessary. Potential examples of shared needs include care coordination, caregiver support, 

patient navigation, and long-term services and supports. 

 

Set clear targets and track results 

Setting clear, achievable program goals is essential to delineating the role of a new organization 

and assuring funders that their investments will make a difference.  

PEPFAR was established – despite broad skepticism that a project of such scale could be viably 

constructed, scaled, and sustained – with the help of a compelling blueprint informed by experts 

and initiatives already underway to solve problems that affected a variety of areas. These 

included cost projections related to direct patient care as well as workforce and infrastructural 

needs. Within a month of its initiation, PEPFAR released a five-year strategy, including short-
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and long-term objectives for each funded country, which later became country-specific strategies 

that each reflect the program’s overarching priorities.  

Clear programmatic targets also make it easier to measure results, demonstrate progress, and 

inform future initiatives. Per one interviewee:  

[At PEPFAR], we were using data to analyze programs and making sure that data was 

driving decision making. We were really able to demonstrate how we make decisions 

about the program and the countries that we were investing in, what were the key barriers 

or facilitators, who we were engaging, how we were using the interagency process to 

ensure that USAID and CDC and our other implementing agencies were not being 

duplicative, how we are working with local implementing partners on the ground, and 

how we are working with countries to increase their financial and thought leadership 

engagement in the program.  

Data collection at the Global Fund ultimately informed a transformation of one of its key 

programmatic elements – the CCM. Despite 15 years of investment in CCMs, evaluations in 

2016 identified significant opportunities for improvement.43 One analysis stated that most CCMs 

exhibited a lack of coordination, limited stakeholder engagement, limited oversight, and a lack of 

integration with national health systems, among other issues.44 In 2018, the Global Fund 

introduced an initiative to improve gaps in CCM performance – dubbed CCM Evolution – which 

was piloted in 18 countries. Results were presented to the Global Fund Board and informed the 

global implementation of the CCM Evolution model, but are not yet public.45,46 As one 

interviewee described, the new model seeks to create more sustainable operational knowledge at 

the country level. 

Recommendation 

Adira should consider creating a multi-year plan that incorporates clear, measurable goals. 

Existing planning frameworks, such as logic models,47 may be useful in thinking through and 

describing resource allocation, intermediary metrics, and desired long-term metrics. The plan 

should note how often progress toward these goals will be assessed (e.g. on a quarterly or annual 

basis). Adira should prioritize resolving any issues identified through these assessments, even 

those that challenge the operations of longstanding programs. As noted previously, 

neurodegenerative disease patients and caregivers should ideally be involved in identifying 

programmatic goals. 

 

Create clear mechanisms for fiscal accountability 

The Ryan White Program, PEPFAR, and the Global Fund have robust accountability 

mechanisms to ensure that government and donor funds are invested wisely. These 

accountability mechanisms provide a source of program data, foster transparency, prevent fraud, 

and provide avenues for whistleblowers, which may in turn build trust with funders. 

For example, at the Global Fund, CCMs are responsible for choosing which principal recipients 

should receive funding. CCMs submit their program proposals for review by the Technical 
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Review Panel (TRP), which is comprised of 26 global health and development experts and rate 

proposals on technical merits.48 Once recommended by the TRP and approved by the Board, 

funds are disbursed to the principal recipients. Principal recipients are then responsible for 

submitting financial results with the help of local fund agents, which are auditing firms that help 

ensure financial accountability and transparency.49 The Office of the Inspector General, located 

in Geneva, is also charged with ensuring that all programs and records are conducted 

transparently and without fraud or abuse.50 The Global Fund has also set up multiple secure 

channels that whistleblowers can use to report fraud, abuse, and human rights violations to the 

Office of the Inspector General.51 

Recommendation 

Initially, Adira may be able to sufficiently verify that its grants are being used responsibly 

through a standardized grant reporting form and/or routine site visits. However, should Adira’s 

initiatives expand considerably, the organization may wish to consider additional mechanisms 

such as independent audits and/or anonymous reporting channels. All accountability mechanisms 

should be communicated to Adira’s funders to build trust. 

 

Build on personal connections to at least one of the diseases 

Interviewees noted that in the early days of the AIDS epidemic, decisionmakers’ personal 

connections to people living with HIV helped spur their support of the Ryan White program. One 

interviewee noted that as the epidemic progressed, many congressional staffers came to realize 

that they knew people living with HIV and could sympathize with the toll of the disease. These 

personal connections may have helped sway the opinions of some decisionmakers who initially 

opposed providing support to people living with HIV on either fiscal or moral grounds. Some 

speculate that the death of Rock Hudson, an actor and close friend of President Reagan’s, may 

have moved the president to finally confront the AIDS epidemic.52 

Similarly, another interviewee mentioned the importance of “grasstops” engagement. As 

opposed to grassroots advocacy, which typically mobilizes the general public, a grasstops 

approach involves identifying high-profile individuals with personal connections to funders or 

decisionmakers.  

Recommendation 

While Adira may initially want to reach out to funders with a history of supporting projects 

related to neurodegenerative diseases, intensive grasstops stakeholder mapping efforts may be 

useful in building a broader funding base for the future. This process could start by identifying 

key donors or Members of Congress who have not yet engaged with initiatives related to 

neurodegenerative diseases but have supported initiatives related to aging, health reform, or 

women’s labor issues (given that nearly two-thirds of family caregivers are women), or who 

have a personal connection to someone with a neurodegenerative disease.53 Adira could then 

assess its existing connections with political thought leaders and ask appropriate persons to make 

introductions. 
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Involve donors in programmatic development and implementation 

Involving stakeholders in the planning and dissemination process has proven to be an effective 

way for the Ryan White Program, PEPFAR, and the Global Fund to ensure that their funding is 

addressing the actual needs of the day. 

In 2013, in response to concerns about mismanagement of funds, the Global Fund overhauled its 

grant application and management process to ensure closer collaboration with funding recipients. 

As part of the new funding model, the Global Fund Secretariat works with countries as they 

develop their proposals and throughout the grant application and implementation process.54  

Convening a board that includes a broad range of stakeholders, including patients and 

community advocates, is one approach to help ensure that initiatives are responsive to both 

patient needs and donor concerns. For example, the Global Fund Board consists of 22 

representatives of donor and recipient countries, NGOs, private sector organizations, and 

communities affected by the disease. Specifically, the Board comprises one representative for 

each of the six WHO regions from implementing countries, with an additional second member 

from Africa; three are members from civil societies, and eight are from donor governments, 

including a permanent representative from the United States, the Global Fund’s largest donor.55 

The other half of the Board is made up of community and civil society representatives.  

PEPFAR constitutes a similar broad-spectrum leadership structure by including representatives 

from the implementing agencies and others within the Office of the Global AIDS Coordinator.  

 

Recommendation 

Adira may similarly benefit from engaging donors early as it develops its programming and from 

facilitating ongoing, substantive conversations with its own grant recipients. One way to ensure 

participation from both donors and affected communities is to designate a particular number or 

percent of Board positions for donors – potentially including industry stakeholders – as well as 

for patient representatives. Adira should also consider federal or state government representation 

or participation, to the extent permitted by law. The overall size of the Board may depend on 

representation needs as well as the imperative to have an easily functioning body. Alternatively, 

Adira could engage donors, patients, and other stakeholders in an advisory board, or on ad hoc 

planning committees for specific initiatives. In addition, Adira should considering designating a 

staff member or team of staff to regularly engage with funders and recipients on a one-on-on 

basis throughout program development, planning, implementation, and evaluation. 

 

Clearly delineate roles among funders and coalition partners 

Upfront, clear, and routine communication with funders and coalition partners is necessary in 

order to avoid duplicative or contradictory programming.  
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Clear delineation of responsibility and accountability across multiple agencies has been 

particularly important for PEPFAR and the Global Fund, as well as other multinational 

organizations such as UNAIDS and the WHO. Some of the division of responsibilities occurs as 

a result of the organizations’ distinct missions, structures, and areas of influence. For example, 

PEPFAR’s in-country presence makes it better suited to handle activities like training health care 

workers and collecting epidemiological data, while the Global Fund’s focus on program 

financing makes it well-positioned to facilitate procurement of medications and medical 

equipment.56  

Other deliberate features of both programs help ensure consistent collaboration and information-

sharing. Representatives from the United States sit on almost all of the Global Fund CCMs in 

PEPFAR focus countries to ensure efficient collaboration between the two major programs, 

particularly in the area of antiretroviral drug procurement.57 Meanwhile, PEPFAR has posted an 

attaché to the US Embassy in Geneva to consult regularly with the Global Fund Secretariat.58 

PEPFAR and the Global Fund also collaborate on discrete projects, such as the construction of 

drug storage facilities in Tanzania. For this project, the Global Fund invested funds to construct 

the new facilities while PEPFAR’s in-country staff acted as project managers.59  

Recommendation 

Existing advocacy groups for neurodegenerative diseases play a range of roles, including funding 

scientific and medical research, referring patients and caregivers to local resources, fielding 

surveys, publishing information about day-to-day life with a neurodegenerative disease, 

advocating for policy change, and facilitating peer networks of people with neurodegenerative 

diseases and their caregivers. In order to find its place in this ecosystem of nonprofits, Adira 

should consider which of these activities could be better coordinated across groups and which 

aspects of Adira’s structure or financing make it uniquely positioned to address particular needs. 

Once a programmatic area is identified, Adira should ensure that structures for ongoing 

communication – such as regular calls, regular project updates, or cross-organizational liaisons – 

are built into each initiative.  

 

Recognize the limits of altruism and make other cases for investment  

Interviewees offered multiple examples of how investments in the Ryan White program, 

PEPFAR, and the Global Fund were motivated not by sheer altruism but by a mix of concerns 

that were compelling to funders. 

For example, because HIV predominantly impacts working-age adults, HIV-related morbidity 

and mortality can impact economic productivity, particularly in countries with very high 

prevalence. As an interviewee noted, in the early days of the epidemic, there were fears that 

highly impacted countries would lose their productive worker populations without immediate 

and substantial intervention. Moreover, global HIV hotspots in sub-Saharan Africa raised 

concerns about potential regional destabilization. These concerns about economic and 

geopolitical stability helped build support for HIV funding through initiatives like PEPFAR and 

the Global Fund.  
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Domestically, interviewees noted that a major impetus for the Ryan White program was to 

diminish the spillover effects of hospitals that were providing uncompensated care for AIDS 

patients. In the early days of the AIDS epidemic, hospitals (particularly those in urban areas) 

were faced with bankruptcy because many AIDS patients were uninsured.60 In addition, 

according to one interviewee, people with other health care needs were unable to access timely 

inpatient care because there were so many AIDS patients in hospitals:  

People with AIDS had no place to go except to emergency rooms. And so if you were in 

a car crash you would be waiting in line behind people with AIDS who were lined up on 

stretchers. So part of the motivation for doing an out of hospital treatment program was to 

open up hospitals for general use by the general population, not to try to assist those 

hospitals with paying for AIDS [patients], but to try to free up the space that the AIDS 

patients were taking. 

While clearing hospitals of AIDS patients may have been a goal motivated by stigma, it was 

important to recognize and harness that sentiment in the interest of gaining support for creation 

of the program.  

Recommendation 

In order to make a strong case to funders, Adira should consider developing fiscal or economic 

arguments to support its programming. One idea could be identifying or conducting a scan of 

Medicare and/or Medicaid spending for people with neurodegenerative diseases and their 

caregivers. This information could then be used to design programs to address the unmet needs 

of people with NDs that would complement or, ideally, alleviate public spending on these 

conditions. Another idea might involve estimating the cost of lost productivity among 

neurodegenerative disease caregivers to inform more robust support for both family members 

and paid aides. 

 

Be aware of the role of assumptions and stigma 

 

In the early 1980s, AIDS was perceived as a condition that only affected gay men and injection 

drug users, and the slow response to the epidemic was in large part because of stigma directed 

toward these groups.61 Although neurodegenerative diseases carry far less stigma than 

HIV/AIDS did in the ‘80s and ‘90s, funders may have pre-conceived ideas about these 

conditions that prime them to believe that neurodegenerative diseases are not worth their 

investment. For example, some may believe that neurodegenerative diseases primarily affect 

older adults and are an unfortunate but normal part of aging, while in fact many 

neurodegenerative diseases impact adults at a range of ages, and have impacts that can and 

should be mitigated to improve quality of life.62 Others may believe people with 

“We were always wanting to learn, but honestly, sometimes we were also 

trying to debunk the myths that people sort of had; this preconceived notion of 

who was affected.” 
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neurodegenerative diseases to be helpless or without agency, or believe that their quality of life is 

so limited that it is not worth investing limited resources to extend patients’ lifespans. In 

addition, people may underestimate the physical, financial, and emotional tolls of caring for a 

person with a neurodegenerative disease, and therefore not perceive caregiving as “real work.”  

Interviewees noted that identifying and addressing stigma around neurodegenerative diseases 

will likely be key to garnering support from funders and the general public. One interviewee 

brought up the example of the National Commission on AIDS, which published over a dozen 

reports that characterized the many communities across the country that were impacted by the 

epidemic: “We were always wanting to learn, but honestly, sometimes we were also trying to 

debunk the myths that people sort of had; this preconceived notion of who was affected.” Public 

figures such as Ryan White – the 13-year-old boy with hemophilia for whom the Ryan White 

CARE Act was named – also helped combat the public’s assumptions about people living with 

HIV.  

Recommendation 

Adira could take a similar approach by first characterizing the stigma experienced by people with 

neurodegenerative diseases and their loved ones and highlighting their diverse stories on its 

website, in the media, or in a separate report. The aim of these profiles would be to help others 

understand neurodegenerative diseases and their impact, as well as to debunk any prevalent 

myths or misconceptions. 

 

Building a Global Initiative 

Neurodegenerative diseases affect people in every corner of the world, and the time may come 

that Adira expands its focus to include patients, caregivers, and systems outside of the United 

States. A global focus would raise new challenges and necessitate different strategies, varying 

based on nation and region.  

Both PEPFAR and the Global Fund emerged in response to the fact that many of the areas of 

highest need lacked the wealth and infrastructure to facilitate widespread HIV testing and 

treatment. PEPFAR and the Global Fund were designed to address those gaps. Adira may 

similarly consider global expansion in the context of new opportunities to improve care and 

treatment for patients in countries which may not be set up to implement these innovations.  

- Which countries are in need of external funding and efforts to address the needs of 

neurodegenerative disease patients and caregivers? 

- Which countries have systems that are amenable to contributions from external forces? 

- Which needs are shared among the global neurodegenerative community, and which 

needs are Adira suited to address? 

- What is already being done in other countries and regions to address the needs of 

neurodegenerative disease patients and their caregivers, and how can Adira collaborate 

with and complement those efforts? 
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At the center of these global efforts is a defined concern and explicit set of goals. As the HIV 

crisis has evolved, so too have the efforts funded by PEPFAR and the Global Fund. The 

structures of these programs, including how they are funded as well as how they administer 

funding, are amenable to changes that the individual nations and communities funded may 

experience over time. However, a well-defined mission ensures that even as the approaches 

change, they remain accountable for the outcomes they produce. Should Adira decides to 

expand, the way in which it expands should encompass the inevitability of change while 

retaining a strong focus on its mission. As described earlier in the paper, Adira should consider: 

- How its mission is already appropriate in an international context, or how an alternative 

focused mission may be necessary to remain actionable and further positive change at a 

global scale.  

- Whether and how to involve host governments in decision making, including resource 

allocation. Would it make sense to expand first to one specific country or region? 

- What additional donors – including other countries – could Adira involve if it expands 

globally? 

- How to incorporate community voices in countries with and without existing 

neurodegenerative disease advocacy movements and/or organizations. 

 

Conclusion  

This report's findings reflect some of the key lessons for Adira from the Ryan White HIV/AIDS 

Program, PEPFAR, and the Global Fund. As discussed at the outset, while these three models 

and the experts who participated in this project hold key information for Adira's evolution, there 

are also significant differences that point toward potential avenues for further exploration. 

As an entity that is, at least initially, focused on the domestic United States, Adira differs in 

geographic and funding scale from PEPFAR and the Global Fund. As a foundation, it differs in 

revenue streams, structures, and decision-making processes from the Ryan White program. 

Identification of “lessons learned” from U.S. domestic foundations could yield further helpful 

information for Adira to consider. Consideration of the development of foundations that focus on 

multiple related diseases, as well as those that solicit funding from a multisector range of 

funders, would be particularly suited to Adira's structure and goals.  

Overall, an iterative process – seeking insights from other programs and models, while learning 

from early grantmaking and ongoing conversations with the neurodegenerative disease 

community – should allow Adira to optimize its identification of unmet needs, help address those 

needs effectively, and marshal a robust and sustainable set of donors. 

 

 

Appendix



THE IMPACT O
F

Working from both 
directions to impact both 

people and systems

OUR
RESOURCES

OUR APPROACH TO CHANGE

VERTICAL IMPACT

Our foundation believes in a diagonal approach that addresses both the system-level efforts that can 
effect large scale change as well as valuable person-level efforts through specific NGOs.

02. CONVENING

Convening providers, 
influencers and 
supporters across the 
health ecosystem, 
with people affected 
by neurodegenerative 
diseases leading a 
conversation to tackle 
the biggest needs 
of some of the most 
complex, high-cost 
diagnoses.

04. GRANTING

Granting money to 
nonprofit providers 
working on inventive 
solutions and creating 
connections where 
useful.

06. REPORTING

Reporting publicly on 
learnings from providers 
and influencers who 
represent patients and 
caregivers.

05. EVALUATING

Monitoring and 
evaluating projects 
to generate 
actionable data.

01. ASSEMBLING

Assembling five 
disease communities 
to create a new, larger 
community:
8 million strong.

07. EVOLVING

Evolving based on 
what is learned to 
inform the next cycle.

03. PRIORITIZING

Setting priorities 
and developing 
strong partnerships 
with supporters to 
cofund results.

Typical vertical approach: 
Person-level efforts through 
specific NGOs, often for one 
population.

HORIZONTAL IMPACT
Typical horizontal approach: 
System-level efforts to effect 
large scale change.

E.g. Habitat for Humanity
or Meals on Wheels
address single issue.

 E.g. Accountable care 
organizations (ACOs).
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Appendix 2 – Summary chart of sample key elements of programs:  different contexts, 

different approaches 

 

 Ryan White PEPFAR The Global Fund 

Identifying and Addressing Unmet Needs 

Data Collection 

and Usage 

Topic not addressed in 

expert interviews. For 

more, see: Ryan 

White HIV/AIDS 

Program Services 

Report (RSR) 

 Utilizes large household 

surveys (PHIAs) to 

collect data regarding 

progress and 

gaps/unmet needs 

 Sustainability Index 

Dashboard (SID) 

utilizes data to score 

efforts’ sustainability 

and direct future work  

Topic not addressed in 

expert interviews. For 

more, see: Monitoring 

& Evaluation 

 

Community 

Engagement 

 Requires levels of 

community 

involvement in 

decision making 

among grant 

recipients 

 Encourages 

grantees to include 

community 

members among 

leadership 

 Works to combat 

stigmatization to 

facilitate access to 

services among 

marginalized 

communities 

 Puts “boots on the 

ground” 

 Partners with 

community and faith-

based organizations to 

build local capacity to 

deliver care and 

services 

 

 Relies on Country 

Coordinating 

Commissions 

(CCMs) of civic and 

community 

representatives (etc.) 

to drive 

grantmaking 

 May become 

“bloated” without a 

robust 

understanding of the 

targeted community  

Amplify 

Marginalized 

Voices  

 One-third of Ryan 

White Part A 

Planning Councils 

must be of the 

population served 

 The Councils must 

experts in health 

care planning, 

incarcerated 

populations, and 

substance abuse 

and mental health 

treatment, etc. 

Topic not addressed in 

expert interviews. 

However, it is notable 

that PEPFR is the largest 

single contributor to the 

Robert Carr Fund, which  

promotes the wellbeing 

and civic inclusion of 

underserved 

communities. For more, 

see: About RCF 

Topic not addressed in 

expert interviews. For 

more, see: Community 

Responses & Systems 

https://hab.hrsa.gov/program-grants-management/ryan-white-hivaids-program-services-report-rsr
https://hab.hrsa.gov/program-grants-management/ryan-white-hivaids-program-services-report-rsr
https://hab.hrsa.gov/program-grants-management/ryan-white-hivaids-program-services-report-rsr
https://hab.hrsa.gov/program-grants-management/ryan-white-hivaids-program-services-report-rsr
https://phia.icap.columbia.edu/
https://ug.usembassy.gov/wp-content/uploads/sites/42/SID-2019-Final-ReportPEPFAR.pdf
https://www.theglobalfund.org/en/monitoring-evaluation/
https://www.theglobalfund.org/en/monitoring-evaluation/
https://robertcarrfund.org/about-rcf
https://www.theglobalfund.org/en/community-responses-systems/
https://www.theglobalfund.org/en/community-responses-systems/
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 The Minority AIDS 

Initiative works to 

improve access to 

care and outcomes 

for 

disproportionately 

affected minority 

populations 

Identifying Needs 

and Actionable 

Solutions 

 Payer of last resort; 

this provision helps 

avoid paying for 

costliest parts of 

care 

 Advocates to lower 

costs of care and 

improve healthcare 

system efficiency 

 Prioritizes early 

intervention 

 Advocates to lower 

costs of care and 

improve healthcare 

system efficiency 

 

 

 

 Catalytic 

Investments support 

strategic initiatives 

to advance aims that 

are not disease-

specific, e.g. 

scientific discovery, 

social change, etc. 

 Prioritizes early 

intervention 

 Advocates to lower 

costs of care and 

improve healthcare 

system efficiency 

Level of Initial 

Implementation 

 Devotes funding 

and staff to 

demonstration 

projects: Special 

Projects of National 

Significance 

(SNPS) 

Due to differences in focus 

and scope, PEPFAR’s 

authorizing bills are not 

considered relevant to 

Adira’s mission. For more, 

see: PEPFAR 

Reauthorization: Side-by-

Side of Legislation Over 

Time 

 Devotes funding and 

staff to 

demonstration 

projects: Catalytic 

Investments  

Evolution and 

Adaptation 

 

 

   

 Initiated prior to 

and without 

anticipation of 

future life-

prolonging 

treatments  

 Forces to rewrite its 

formula for 

resource allocation 

following the 

introduction of 

drug therapies 

 National strategic plans 

updated annually to 

reflect current 

challenges/opportunities 

 

 Country 

Coordinating 

Committees 

(MMCs) facilitate 

responsiveness to 

changing local 

needs and 

opportunities 

Advocacy  HIV advocates in 

the U.S. picked a 

solution that was 

Topic not addressed in 

expert interviews. For 

more, see: PEPFAR2020 

Topic not addressed in 

expert interviews. For 

https://hab.hrsa.gov/about-ryan-white-hivaids-program/part-f-minority-aids-initiative
https://hab.hrsa.gov/about-ryan-white-hivaids-program/part-f-minority-aids-initiative
https://www.theglobalfund.org/en/funding-model/before-applying/catalytic-investments/#strategic-initiatives
https://www.kff.org/global-health-policy/issue-brief/pepfar-reauthorization-side-by-side-of-existing-and-proposed-legislation/
https://www.kff.org/global-health-policy/issue-brief/pepfar-reauthorization-side-by-side-of-existing-and-proposed-legislation/
https://www.kff.org/global-health-policy/issue-brief/pepfar-reauthorization-side-by-side-of-existing-and-proposed-legislation/
https://www.kff.org/global-health-policy/issue-brief/pepfar-reauthorization-side-by-side-of-existing-and-proposed-legislation/
https://www.theglobalfund.org/en/funding-model/before-applying/catalytic-investments/
https://www.theglobalfund.org/en/funding-model/before-applying/catalytic-investments/
https://www.state.gov/wp-content/uploads/2020/09/PEPFAR2020ARC.pdf
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politically feasible 

at the time, which 

became the Ryan 

White program 

 

Annual Report to 

Congress 

 

more, see: Civil 

Society 

 

Engaging Other Funders 

Create Shared 

Vision 

 Utilized 

storytelling that 

emphasized 

personal 

connections to the 

HIV/AIDS 

epidemic 

 Create clear purpose 

and straightforward 

ROI 

 Focus on few key 

problem/solutions 

 

 Create clear purpose 

and straightforward 

ROI 

 Focus on few key 

problem/solutions 

 Explains why and 

how the program 

addresses multiple 

diseases: Major 

disease (HIV) raised 

profile of malaria 

and TB 

 

Set Clear Targets Topic not addressed in 

expert interviews. For 

more, see: National 

HIV/AIDS strategy 

 Developed blueprint, 

including 5-year 

strategy with short- and 

long-term objectives for 

each country 

 Used data to illustrate 

how and why decisions 

were made and work 

was implemented at 

various levels 

 Collected and 

analyzed data to 

direct key 

programmatic 

elements 

 Data about 

operations used to 

improve 

performance gaps 

Ensure Fiscal 

Accountability 

 Payer of last resort Topic not addressed in 

expert interviews. For 

more, see:  The U.S. 

President’s Emergency 

Plan for AIDS Relief 

(PEPFAR) -- Funding 

 

 CCMs choose 

principle funding 

recipients 

 TRPs of 26 global 

health and 

development experts 

review proposals  

 Local funding 

agents audit funding 

recipients’ financial 

records 

 Whistleblower 

system 

Motivate and 

Involve Diverse 

Potential Donors 

 Personal 

connections to 

people with HIV 

 Involve donors in 

program development 

and implementation: 

-  Leadership includes 

  Involve donors in 

program 

development and 

implementation: 

https://www.state.gov/wp-content/uploads/2020/09/PEPFAR2020ARC.pdf
https://www.state.gov/wp-content/uploads/2020/09/PEPFAR2020ARC.pdf
https://www.theglobalfund.org/en/civil-society/
https://www.theglobalfund.org/en/civil-society/
https://hab.hrsa.gov/about-ryan-white-hivaids-program/national-hivaids-strategy-updated-2020
https://hab.hrsa.gov/about-ryan-white-hivaids-program/national-hivaids-strategy-updated-2020
https://www.kff.org/global-health-policy/fact-sheet/the-u-s-presidents-emergency-plan-for-aids-relief-pepfar/
https://www.kff.org/global-health-policy/fact-sheet/the-u-s-presidents-emergency-plan-for-aids-relief-pepfar/
https://www.kff.org/global-health-policy/fact-sheet/the-u-s-presidents-emergency-plan-for-aids-relief-pepfar/
https://www.kff.org/global-health-policy/fact-sheet/the-u-s-presidents-emergency-plan-for-aids-relief-pepfar/
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 “Grasstops” 

advocates—high-

profile individuals 

affected by HIV 

 Involve donors in 

program 

development and 

implementation 

(??)—See note in 

draft report. What 

does RW do to 

maintain 

Congressional 

support and 

involvement (if 

anything?) 

representative from 

implementing agencies 

 

-  Supports funded 

countries throughout 

grant application 

and implementation 

processes 

 Convene diverse 

stakeholders within 

Board of Directors, 

including donors, 

civil society, regions 

served, and 

community 

members 

 Source: KFF 

Delineate Partner 

Roles 

For more, see: 

HRSA's Ryan White 

HIV/AIDS Program -- 

Program 

Administration 

 Organization’s own role 

in direct services 

informed by its 

structure, processes 

 Leaders are often 

involved in both 

PEPFAR and Global 

Fund to ensure effective 

collaboration 

-  PEPFAR attaché 

consults with Global 

Fund Secretariat 

-  Organizations may 

collaborate on discrete 

projects 

 Organization’s own 

role in direct 

services informed 

by its structure, 

processes 

 Leaders are often 

involved in both 

PEPFAR and Global 

Fund to ensure 

effective 

collaboration 

-  Global Fund 

Secretariat consults 

with PEPFAR 

attaché 

-  Organizations 

may collaborate on 

discrete projects 

Balance Altruism 

with Other 

Concerns, 

including Stigma 

 Responded to 

concerns about the 

uncompensated 

care provided by 

hospitals to AIDS 

patients, and 

hospital capacity 

 Important to 

identify and work 

to address stigmas 

related to 

HIV/AIDS and 

 Responded to concerns 

regarding the economic 

impact of HIV’s effects 

on working-age people, 

and the risk of regional 

destabilization 

 Important to identify 

and work to address 

stigmas related to 

HIV/AIDS and stigma’s 

role in driving or 

hindering support 

 Responded to 

concerns regarding 

the economic impact 

of HIV’s effects on 

working-age people, 

and the risk of 

regional 

destabilization 

 Important to identify 

and work to address 

stigmas related to 

HIV/AIDS and 

https://www.kff.org/global-health-policy/fact-sheet/the-u-s-the-global-fund-to-fight-aids-tuberculosis-and-malaria/
https://hab.hrsa.gov/sites/default/files/hab/Publications/factsheets/program-factsheet-prgram-admin.pdf
https://hab.hrsa.gov/sites/default/files/hab/Publications/factsheets/program-factsheet-prgram-admin.pdf
https://hab.hrsa.gov/sites/default/files/hab/Publications/factsheets/program-factsheet-prgram-admin.pdf
https://hab.hrsa.gov/sites/default/files/hab/Publications/factsheets/program-factsheet-prgram-admin.pdf
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stigma’s role in 

driving or 

hindering support 

stigma’s role in 

driving or hindering 

support 

Expand Reach 

Building a “global” 

initiative 

 Exclusively 

domestic 

 

 Exclusively global 

 Addressed the lack of 

capacity to deliver care 

in many areas of high 

need 

 Structure remains 

amenable to changes 

among the funded 

entities and related 

circumstances 

 Exclusively global 

 Addressed the lack 

of capacity to 

deliver care in many 

areas of high need 

 Structure remains 

amenable to changes 

among the funded 

entities and related 

circumstances 
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Appendix 3 – PEPFAR 5-Year Plan 

PEPFAR Five Year Global HIV/AIDS Strategy – Excerpt from Executive Summary63 

 “Human dignity has been a part of our history for a long time. We fed the hungry after World 

War I. This country carried out the Marshall Plan and the Berlin airlift . . . It’s nothing new for 

our country. But there’s a pandemic which we must address now, before it is too late.” – 

President George W . Bush, January 31, 2003 

1. Strategic Guidance 

The President’s Vision Statement describes our aspiration for the future. Our Mission Statement 

describes our overarching approach to achieve the vision. Our Goals identify the actions we will 

take, then measuring the results to determine our progress toward achieving our mission. Our 

Strategic Principles describe many, but certainly not all, of the principles that have driven our 

deeper thinking.  

Our Vision: 

President Bush’s Emergency Plan for AIDS Relief will turn the tide of this global pandemic. 

Our Mission: 

To work with leaders throughout the world to combat HIV/AIDS, promoting integrated 

prevention, treatment, and care interventions, with an urgent focus on countries that are among 

the most afflicted nations of the world. 

Our Goals: 

Across the world, we will: 

 Encourage bold leadership at every level to fight HIV/AIDS; 

 Apply best practices within our bilateral HIV/AIDS prevention, treatment, and care 

programs, in concert with the objectives and policies of host governments’ national 

HIV/AIDS strategies; and 

 Encourage partners, including multilateral organizations and other host governments, to 

coordinate at all levels to strengthen response efforts, to embrace best practices, to adhere 

to principles of sound management, and to harmonize monitoring and evaluation efforts 

to ensure the most effective and efficient use of resources. 

In the Emergency Plan’s 15 focus countries, we will: 

 Provide treatment to 2 million HIV-infected people; 

 Prevent 7 million new HIV infections; and 

 Provide care to 10 million people infected and affected by HIV/AIDS, including orphans 

and vulnerable children 

Our Strategic Principles: 

We will respond with urgency to the global HIV/AIDS crisis. 

Recognizing that HIV/AIDS is a global emergency, we will rapidly mobilize resources. We do 

not underestimate the implementation challenges the Emergency Plan will face. The task is 

daunting. Nonetheless, we are determined to reverse the momentum of increasing HIV/AIDS 
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infections and stem suffering through prevention, treatment, and care. Our strategic plan lays the 

cornerstone of our approach. At the same time, we must maintain flexibility and remain 

responsive to the ever-changing nature of the HIV/AIDS pandemic. Our strategy will evolve as 

we seek new partners and respond to innovation, input, experience, and outcomes. 

We will fight HIV/AIDS worldwide. 

The United States has been and will continue to be a world leader in combating HIV/AIDS. The 

President’s Emergency Plan reinforces U.S. global leadership in three key areas: 

 Focusing significant new resources in 15 of the most afflicted countries in the world; 

 Consolidating our leadership, renewing our commitment, and harmonizing our policy in 

the more than 100 countries where we currently have bilateral programs; and 

 Amplifying the worldwide response to HIV/AIDS through international partners, 

including the Global Fund To Fight AIDS, Tuberculosis, and Malaria. 

We will actively seek new approaches. 

Global HIV/AIDS is an unprecedented crisis requiring an unprecedented response. The 

President’s Emergency Plan for AIDS Relief is the boldest international health initiative ever 

undertaken by a single country. It not only brings hope through the commitment of extraordinary 

resources, but, as important, the opportunity to find new and more effective ways to fight the 

HIV/AIDS pandemic. Our approach will not be “business as usual.” 

We will use a new leadership model. 

The United States Global AIDS Coordinator will oversee and direct all U.S. Government (USG) 

international HIV/AIDS activities in all departments and all agencies of the Federal Government. 

This new approach for the coordination and deployment of resources from across the U.S. 

Government will result in more effective and efficient programs that capitalize on the skills and 

expertise of staff from across the U.S. Government. 

We will make policy decisions that are evidence-based. 

We will build on the best practices established in the fight against HIV/AIDS and bring the 

resources of sound science to bear in selecting and developing interventions that achieve real 

results. 

We will demand accountability for results. 

The President’s Emergency Plan will establish measurable goals for which we will hold 

ourselves and our partners accountable. In the focus countries and throughout the world, 

effective monitoring and evaluation systems will identify successful models for scaleup and 

poorly performing programs for revision or termination. 

We will implement programs suited to local needs and host government policies and 

strategies. 

We will implement programs that are coordinated with the policies and strategies of host 

governments and are responsive to local needs. Countries and communities are at different stages 

of HIV/AIDS response and have unique drivers of HIV, distinctive social and cultural patterns 

(particularly with regard to the status of women), and different political and economic 

conditions. Effective interventions must be informed by local circumstances and coordinated 
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with local efforts. The U.S. Global AIDS Coordinator will provide the strategic direction, the 

“what” for USG programs. Each U.S. Chief of Mission will lead a coordinated U.S. Government 

country team to identify the “how,” through program implementation that is directed by a USG 

country plan, responsive to local needs and circumstances, and coordinated with the host 

government’s national HIV/AIDS strategy. 

We will develop and strengthen integrated HIV/AIDS prevention, treatment, and care 

services. 

The President’s Emergency Plan is unmatched in its commitment to provide prevention and 

treatment and care services, with the knowledge that these efforts are enhanced through their 

integration. In the absence of treatment and care, HIV infection is perceived as a death sentence, 

hindering prevention efforts as fear inhibits people from seeking testing services and 

internalizing prevention messages. The availability of treatment and care, in addition to 

prolonging life and easing the suffering of the infected and affected, amplifies prevention efforts 

by offering incentives to seek HIV/AIDS information, get tested, and declare HIV status. 

We will develop sustainable HIV/AIDS health care networks. 

We recognize the limits of health resources and capacity in many, particularly rural, 

communities. To more effectively address that shortfall, we will build on and strengthen systems 

of HIV/AIDS health care based on the “network” model. Prevention, treatment, and care 

protocols will be developed, enhanced, and promoted in concert with local governments and 

ministries of health. With interventions emphasizing technical 8 THE PRESIDENT’S 

EMERGENCY PLAN FOR AIDS RELIEF assistance and training of health care professionals, 

health care workers, community-based groups, and faith-based organizations, we will build local 

capacity to provide long-term, widespread, essential HIV/AIDS services to the maximum 

number of those in need. 

We will employ the prevention lessons learned from the “ABC” model. 

Uganda’s success has identified the “ABC” model (Abstinence, Be faithful, and, as appropriate, 

correctly and consistently use Condoms) as an effective HIV/AIDS prevention tool. We will 

promote the proper application of the ABC approach, through population-specific interventions 

that emphasize abstinence for youth, including the delay of sexual debut and abstinence until 

marriage; HIV/AIDS testing and fidelity in marriage and monogamous relationships; and correct 

and consistent use of condoms for those who practice high-risk behaviors. 

We will combat stigma and denial. 

Stigma remains a primary barrier to combating HIV/AIDS. Fear of disease and discrimination 

inhibits people from seeking and offering information, testing, treatment, and care. HIV travels 

swiftly and surely under cover of silence and denial. We will take leadership, and encourage 

leadership, in promoting the message that HIV is a virus that knows no borders, discriminates 

against no race, no gender, and no class. We will encourage people to fight the disease, not the 

people who live with it, and to treat people infected and affected by AIDS not with cruelty and 

discrimination but with dignity and compassion. 

We will seek new strategies to encourage HIV/AIDS testing. 

The war against HIV/AIDS begins with prevention. The disease cannot be conquered unless new 
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infections are eliminated. Forty million people worldwide are already infected with HIV, and 

each day 14,000 more are added to their ranks. Alarmingly, the vast majority do not know they 

are infected and unknowingly pass the virus to others. People have not wanted to be tested, in 

part because a positive result was a death sentence. Knowledge about the President’s 

commitment to antiretroviral treatment and care will encourage testing. Knowledge of HIV 

status is a vital tool for helping individuals avoid behaviors that place them at risk of HIV 

infection, leading people to protect themselves and others from HIV infection. We will seek and 

promote new strategies to dramatically increase HIV testing. 

We will encourage bold national leadership. 

Where national leaders have taken early and effective action to publicly acknowledge HIV/AIDS 

as a problem in their country, raised and devoted appropriate resources, and demanded broad 

involvement, the battle against HIV/AIDS is meeting success. Through effective diplomacy and 

communication, we will engender new leadership at every level – from national statesmen to 

village elders – in the fight against HIV/AIDS. 

We will seek the involvement of people infected with and affected by HIV/AIDS. 

People infected with and affected by HIV/AIDS have unique contributions to make in 

identifying their needs, testifying to program effectiveness, advocating for an improved response, 

and combating stigma and discrimination. We will encourage the input of these individuals so 

that we respond more effectively to the needs of these people, who are among those the 

Emergency Plan seeks to serve. 

We will encourage and strengthen faith-based and community-based nongovernmental 

organizations. 

Faith-based and community-based organizations were among the first responders to HIV/AIDS, 

caring for fellow human beings in need. Their reach, authority, and legitimacy identify them as 

crucial partners in the fight against HIV/AIDS. We will encourage their involvement, and, in 

particular, we will welcome new partners with innovative ideas. 

We will maintain our own focus while coordinating with other partners. 

Our focus, worldwide, is on achieving targeted goals within HIV/AIDS prevention, treatment, 

and care. Other entities contribute vital efforts to these goals and to combating the drivers and 

consequences of HIV/AIDS. This pandemic is one of the most complex crises the world has 

encountered, and all of these efforts are necessary and important. Each of our efforts is amplified 

when we work in concert toward the overarching shared goal of eradicating HIV/AIDS and the 

devastation it wreaks.  
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