Addressing Organizational
Barriers to HIV Care
Lessons Learned from AIDS United’s
Positive Charge Initiative
Introduction
Anyone who works in an AIDS service organization (ASO) knows the
importance of linking people living with HIV (PLWH) to care—and
helping them stay in care. HIV care is essential to helping PLWH improve
and maintain their own health. In addition, PLWH who are on consistent
antiretroviral therapy and whose viral load is undetectable are 96% less
likely to transmit HIV to a sexual partner.1
In addition, the relationships ASO staff build with clients provide a great
opportunity to connect clients with other services and address needs
that, if left unmet, can be barriers to HIV care. Some of the most common
barriers to care among ASO clients include:

•
•
•
•
•
•

Unstable housing
Lack of transportation
Substance use
Mental health issues
Limited health literacy
Distrust of medical system, distress, fear, and stigma 2

“We were naive enough to
think that just putting up some
posters around the agencies,
sending out flyers around
to other agencies was really
gonna bring people in. And I
think two to three months into
the project we still didn’t have
an enrollment and everyone
else did.”
Staff member at a Positive Charge
grantee organization
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All of the barriers listed above are individual- and/or societal-level issues. For example, unstable housing can be an
individual concern for a client, as well as a bigger problem in an ASO’s service area. Likewise, HIV-related stigma is a
widespread societal issue that can affect individual clients, making them less likely to seek care. Many ASOs have found
creative, innovative, and effective strategies for helping address these types of barriers.

AIDS United’s Positive Charge Initiative
In 2010, AIDS United launched Positive Charge, a five-city initiative to develop and implement comprehensive
programs to link to care people living with HIV who were not currently in care. Specifically, Positive Charge
grantees targeted the hardest-to-reach individuals, people experiencing other challenges such as homelessness,
substance abuse, and/or other chronic illnesses. Positive Charge grantees were:

»»
»»
»»
»»
»»

AIDS Foundation of Chicago
Health Equity Institute at San Francisco State University
Louisiana Public Health Institute
New York City Community Trust
North Carolina AIDS Fund at Duke University

Funding for Positive Charge was provided by Bristol-Myers Squibb.

“Now we’re getting calls from the sites themselves, be it a nurse or the [primary
care provider] and they say, ‘Hey, I just want to put this person on your radar. They
haven’t seen me in like six or seven months,’ …now we’re kind of getting these
referrals directly from the sites.”
Staff member at a Positive Charge grantee organization

Organizational Barriers to Care
Unlike many other access-to-care programs, AIDS United’s Positive Charge initiative examined organizational barriers to
client engagement in care and strategies to address those barriers. Some common barriers included the following:3
Environmental factors within the organization
• Not being geographically located near the target population
• Using passive outreach strategies such as posting flyers
• Expecting outreach workers to spend a lot of time in the office
Collaboration
• Geographical distances from medical providers
• Difficulties accessing client-level data due to communication challenges with medical providers and issues
related to HIPAA and client confidentiality
• Weak collaborations with other community social service providers
Staffing
• Not enough funding to cover staff
• Confusion about peers’* role
• Insufficient training for peers
*Peers may include community health workers, patient navigators, and others from the community served who work directly with clients to engage them in HIV care.
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Addressing Organizational Barriers
These are the successful organizational strategies identified through the Positive Charge initiative.

THEME

STRATEGY

Environmental Factors
Within the
organization

•
•
•
•
•

With partners

•
•

Using creative outreach strategies and allowing outreach staff to be out in the community
Having existing relationships with the target population
Devoting resources to train and support staff to handle administrative tasks related to data
and evaluation
Budgeting for client transportation costs
Becoming familiar with the quality of care delivered by different providers in
the community
Educating and developing relationships with medical staff
Collaborating with agencies that serve the target population

Collaboration
Within the
organization

With partners

Confidentiality

•
•

Co-locating services (e.g., medical and social) to allow for smooth patient hand-offs
Co-locating staff to facilitate communication and establish the care coordinator as a
member of the care team

•
•
•
•

Creating a defined network of organizations with concrete partnerships
Making early connections with medical providers
Partnering with health departments that have access to surveillance and vital records data
Starting relationship-building early, and continuing to nurture relationships throughout
the project

•

Obtaining written releases of information from patients

•

Using data (to describe the problem or preliminary program success) to encourage
leadership buy-in

•
•

Hiring care coordinators who are familiar with the local care system
Hiring care coordinators who are peers—people living with HIV who are part of the
community being served
Selecting a team of care coordinators that was diverse in terms of experiences, connections,
and skill sets

Staffing
Leadership support

Special qualities of
care coordinators

Care coordinator
training

•
•
•
•

Role confusion

•
•
•

Providing training to care coordinators in word processing and other basic
administrative skills
Keeping the care coordinator job description narrow and manageable to avoid burnout
Where possible, promoting peers from within the organization so that case managers and
other staff are familiar with them
Making peer positions integrated staff position with salaries (rather than stipends)
Using evaluation data to demonstrate the utility of the peer position
Conducting continual education with staff about the role of the peer

Adapted and reprinted with permission of Guilford Press from Kinsky, S, Maulsby, C, Jain, K, Charles, V, Riordan, M & Holtgrave DR (2015). Barriers
and Facilitators to Implementing Access to HIV Care Interventions: A Qualitative Analysis of the Positive Charge Initiative. AIDS Education and
Prevention, 27(5), 391–404.
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Summary
While there’s no “magic formula” for successfully engaging clients in HIV care, thanks to the hard work of staff at the five
Positive Charge sites, these recommendations provide a general framework for ASOs doing the critical work of engaging
PLWH in care:5

•
•
•
•
•

Recognize and plan for clients’ multiple needs.
Establish and maintain relationships with partner organizations by initiating contact early on and then connecting
with them on a regular basis—instead of relying on one contact (or a memorandum of understanding).
Establish procedures for sharing client information.
Create strong relationships with medical providers by co-locating and/or early and continual contact.
Involve peers or other health navigators to support clients.
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