AIDS Education and Prevention, 26(5), 429-444, 2014
© 2014 The Guilford Press

THE DEVELOPMENT AND
IMPLEMENTATION OF THE NATIONAL
EVALUATION STRATEGY OF ACCESS TO
CARE, A MULTI-SITE LINKAGE TO CARE
INITTIATIVE IN THE UNITED STATES

Jeeyon Janet Kim, Cathy Maulsby, Suzanne Kinsky, Maura Riordan,
Vignetta Charles, The Positive Charge Intervention Team, Kriti Jain,
and David R. Holtgrave

The Access to Care (A2C) is a multi-site initiative that seeks to increase the
access to and retention in effective HIV healthcare and support services by
people living with HIV across the United States. As the initiative imple-
mented evidence-based programs in new settings with diverse populations,
it was important to document these innovative efforts to contribute to the
evidence base for best practices. In a partnership between Johns Hopkins
University, AIDS United, and the A2C sites, a national evaluation strategy
was developed and implemented to build knowledge about how linkage to
care interventions could be most effectively implemented within the context
of local, real-world settings. This article provides an overview of the efforts
to develop and implement a national monitoring and evaluation strategy for
a multi-site initiative. The findings may be of utility for other HIV interven-
tions that are seeking to incorporate a monitoring and evaluation compo-
nent into their efforts.
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HIV IN THE UNITED STATES

The Centers for Disease Control and Prevention ([CDC], 2011) estimates that there
are more than one million people living with HIV (PLWH) in the United States. The
epidemic has had varying impact on the different populations. At the end of 2004,
those living with a diagnosis of HIV were primarily between ages of 40 and 49
(37%), Blacks/African Americans (48%), and male (72%). However, nearly 21%
of these individuals are estimated to be unaware of their infection and among those
who are aware, many are not adequately engaged in “HIV care” (Gardner, McLees,
Steiner, Del Rio, & Burman, 2011).

There are also disparities in access to HIV care, treatment and services by gen-
der, race, and sexual orientation. Women enter care with higher CD4 cell counts
compared to men and men who have sex with men (MSM) enter HIV care with
higher CD4 cell counts when compared to other HIV risk groups (heterosexual,
IDU, and other; Althoff et al., 2010). Furthermore, when compared to MSM of oth-
er race/ethnicities, African American MSM who were HIV positive were less likely
to be on antiretroviral therapy (ART) and more likely to express distrust of the U.S.
medical system (Halkitis, Parsons, Wolitski, & Remien, 2003). Hall and colleagues
(2013) also describe significant age disparities at each step of the continuum of care;
those younger than 435 years of age were less likely to know their status or to have a
suppressed viral load.

In order for individuals with HIV infection to benefit from ART, they have to be
aware of their infection, “be engaged in regular HIV care, and receive and adhere to
an effective antiretroviral therapy” (p. 793). Gardner and colleagues (2011) describe
this continuous nature of care as a continuum of engagement in HIV care. Nearly
60% of PLWH in the U.S. are not receiving regular HIV care because of shortfalls
at each stage of the continuum, including diagnosis of HIV infection, linkage to care
and retention in care and only 19% to 25% of PLWH in the U.S. are virally sup-
pressed (CDC, 2012; Gardner et al., 2011).

There have been a variety of intervention strategies that seek to link and retain
PLWH in care. Some examples include motivational or strengths-based counseling,
patient navigation, and use of peers as part of the health care team. However, little
is known about such interventions’ effectiveness in promoting retention in care.
With this gap in mind, Higa, Marks, Crepaz, Liau, and Lyles (2012) and Liau et al.
(2013) sought to systematically review published studies and conference presenta-
tions to identify evidence-informed strategies. Despite the multi-dimensional na-
ture of access to HIV care, the reviews found that most available strategies focused
at the individual-level. The authors noted the need to cast a wider focus—moving
beyond the individual-level strategies to also include the interpersonal, environ-
mental, and structural barriers to engagement in HIV care (Higa et al., 2012; Liau
et al., 2013).

OVERVIEW OF ACCESS TO CARE

AIDS United (AU) developed its multi-sponsored, public-private partnership Access
to Care (A2C) initiative to increase the access to and retention in effective HIV
healthcare and support services for PLWH. In particular, A2C sought to reach those
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living in poverty who know their HIV status but are not receiving HIV-specific care
or support. The initiative casted its focus on the hard-to-reach populations and had
a mandate to: identify the systemic and/or personal barriers to care PLWH may
experience; and support the development of systems and interventions to alleviate
those barriers and implement innovative approaches to ensuring access to and con-
sistent engagement in care. The initiative was designed to reach the most difficult
populations with refined outreach strategies and with appropriate resources that
otherwise would not be available.

A2C is a multi-site initiative. Sites were selected by an external review commit-
tee consisting of experts in the fields of HIV/AIDS, public health, program evalua-
tion and strategic philanthropy. Selection criteria included factors such as burden
of need, geographic location, strength of program design, and rigor of proposed
evaluation activities. Based on individual community and local needs, A2C was in-
tended to allow for varied program models and as a result, the structure, model, and
employed strategies of each site’s program differ according to the identified needs
of its community’s systems of care. However, all sites were required to base their
program designs based on strategies that had at least preliminary levels of evidence.
The mostly commonly used approaches across the cohort include: peer/patient navi-
gation, community health workers, care coordination, and motivational interview-
ing. Appendix 1 includes a table which briefly outlines these approaches and their
relevant references.

All funded projects within the A2C also developed organizational networks
that are collaborating to reduce barriers to care, provide innovative solutions to
long-standing access problems, and to change the way that systems operate in their
community. It was one of the goals of the A2C that projects not only focus on in-
dividual level solutions to barriers to care, but also systemic change which can be
sustained following the termination of AU support.

The work of A2C cuts across all three of the goals outlined in the National HIV/
AIDS Strategy (NHAS): to reduce the number of people who become infected with
HIV; to increase access to HIV Care and to improve health outcomes for PLWH;
and to reduce HIV-related health disparities (White House Office of National AIDS
Policy, 2010). It is the second goal that is particularly applicable to the A2C efforts.
Echoing the policy recommendations outlined in the NHAS, A2C projects work
with PLWH at various points along the continuum of care; they help to secure link-
ages to care by strengthening linkages to HIV care for individuals who are newly di-
agnosed with HIV, engaging PLWH in HIV care who have previously never received
care, and re-engaging those who have dropped out of care.

This article discusses the collaborative effort between Johns Hopkins University
(JHU), AU, and the A2C sites to develop and implement a national evaluation plan
for the A2C initiative. It first describes the iterative process of developing the three-
pronged national evaluation strategy and discusses these mixed methods in more
detail. The article then outlines the challenges and limitations of undergoing such a
process and elaborates on why it is important to establish the national evaluation
strategy in a collaborative and iterative manner. In conclusion, the article shares
some lessons learned and discusses the potential applicability of the national evalu-
ation strategy to other programs. The findings of the national evaluation plan are
expected to follow in future publications.
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METHODS

THE NATIONAL EVALUATION STRATEGY

As the A2C initiative is implementing evidence-based programs in new settings
with diverse populations, it was important to document these innovative efforts
to build best practices and to also demonstrate program effectiveness. Each A2C
program site conducted a local-level evaluation to answer evaluation questions per-
tinent to the local context. In addition, AU contracted JHU to develop an across-site
national evaluation strategy. The national evaluation was not designed to stand-
alone; rather, it was developed to complement local-level evaluations at each grantee
site by capturing cross-cutting progress made by the A2C cohort. It is this national
evaluation strategy that will be outlined in detail throughout this manuscript.

The development of the national evaluation research questions was a three-
step process that was guided by a set of overarching evaluation questions that were
developed collaboratively by AU, JHU, and the program sites. First, JHU and AU
developed a list of potential research questions. Second, research questions listed in
grantee proposals were abstracted, grouped by theme, and merged with the list of
research questions created by AU and JHU. This expanded list of potential research
questions was narrowed down and refined based on further feedback from the sites,
donors, and experts. This process resulted in a list of guiding research questions for
the A2C evaluation; some of the overarching questions are listed below:

. How many participants were served by this initiative?
. What do we know about the participants and their service delivery needs?

1
2
3. In detail, what types of services were provided, and at what cost?
4

. What is the trend in suppressed viral load from baseline to 12 months among
A2C participants?

N

. What barriers are participants encountering in accessing medical care?

7. (How) does the collaborative design of grantee projects strengthen the com-
munity networks of HIV/AIDS providers? What organizational and network
changes take place as a function of A2C?

8. What is the continuum of care for A2C participants?

9. Can an argument be made that the investment in services provided has resulted
in sufficient health gains that the services could be labeled as “cost-saving” or
“cost-effective” either to clinical providers or to society at large?

With these questions on hand, the national evaluation used a three-pronged mixed-
methods approach to answer these evaluation questions. The approach includes, (1)
monitoring of participant-level data, (2) case studies, and (3) cost analysis. Table
1 outlines the relationship between the questions and the three-pronged approach.

(1) Monitoring of Participant-Level Data. In collaboration, JHU, AU, and the A2C
sites selected a set of twelve core indicators that are collected across all sites. These
indicators are used to quantitatively monitor and evaluate the national evaluation.
The national evaluation constructs include measures of: demographics, linkage to
care, case management, participant needs and barriers, perceived stigma, general
health, retention in care, viral load, CD4, and HAART. National indicators are col-
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lected at baseline, six months, 12 months, and 18 months with differences over time
assessed using paired t-test, ANOVA for repeat measures and McNemar test.

The development of the twelve national constructs was a lengthy process. JHU
first proposed twenty-one potential constructs and two to three measures for each
construct based on the scientific literature and discussions experts. The list of twen-
ty-one potential constructs was also guided by lessons learned from PEPFAR, Ulett’s
blueprint for HIV treatment, and clinical guidelines (Ulett et al., 2009). For these
constructs, sites were each asked to rate (1) how feasible it was that they could col-
lect data on the construct over time and (2) the importance of the construct to their
initiative. Based on this feasibility assessment, JHU reduced the list of twenty-one
constructs down to twelve. The final list of constructs and measures represented
evaluation constructs that each site felt they could collect and which each site felt
were relevant to their program as part of a larger overall national effort. Where pos-
sible, efforts were made to select constructs that were already being collected by the
site or that could easily be adapted into existing data collection mechanisms. It was
important to ensure that sites and participants, many of whom represent vulnerable
and marginalized populations, were not over burdened with data collection but also
ensure that the initiative collected the necessary data to monitor the program and
contribute to the evidence-base.

To facilitate systematic and accurate reporting across sites, a set of tables was
developed that sites populate locally to send aggregated data to JHU (Appendix 2).
The tables were developed in Excel and include embedded formulas to minimize site-
level burden. They also include instructions for each cell, conditional formatting,
and built-in data checks to reduce data errors. Grantees were trained in how to use
the tables, and were asked to provide feedback on how to further improve and refine
the tables. Based on site suggestions, the tables were revised and the final draft of the
tables represents a collaborative and iterative design that was a comprehensive and
easy to use tool.

(2) Case Studies. The case study exercise is a mixed-method approach to capture
each site’s network of community collaborators and any organizational and network
changes that may have taken place under the purview of the A2C initiative. The
exercise also gathers data on implementation issues, barriers and facilitators to pro-
gram implementation, and lessons learned from both administrative and service-de-
livery perspectives. The case studies include three components: in-depth interviews,
an on-line survey, and graphical outputs. Approximately, one year from the start
of program implementation, JHU conducts semistructured in-depth interviews at
each A2C location. Under the guidance of the lead agency, JHU seeks to interview
at least two staff members at each collaborating agency—one staff member at a
managerial or supervisory position and another staff member who works in a more
direct service-delivery capacity (Appendix 3). After verbatim transcription of each
interview, the data is analyzed using Atlas.ti and a codebook developed from the list
of research questions.

After completing the interviews, each respondent is also asked to complete an
on-line survey to gather data on the characteristics of the organizations involved in
the network, the linkages between the organizations, and the strength and nature of
those linkages. JHU, in collaboration with the individual sites, then produces a case
study report. The report includes the findings from the qualitative interviews as well
as two major graphical outputs: a network diagram and sociograms. The network
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diagram provides a graphic overview of how service organizations identify, recruit,
link, and retain participants. Sociograms depict connectivity between partner orga-
nizations before and after program implementation.

(3) Cost Analysis. In order to determine what the cost of program delivery was at
each site and whether or not the program could be deemed cost-effective or cost-sav-
ing, JHU developed an evaluation instrument to conduct the cost analysis employing
standard methods of cost, threshold, and cost-effectiveness analyses as recommend-
ed by the U.S. Panel on Cost-effectiveness in Health and Medicine, and as adapted
to HIV/AIDS programs by Holtgrave (1998). All sites were oriented to the use of
the cost analysis spreadsheet during the national evaluation meeting. Beyond the ini-
tial overview session, JHU continued to work with each site to provide site-specific
technical assistance and to help establish the data collection systems necessary at
the local level to conduct the cost analysis. The cost analysis spreadsheet is color
coded and easy to use. It includes detailed instructions and embedded formulas. The
spreadsheet is broken into five sections or steps: the time frame for the analysis; a
description of the A2C services for each site; the cost to the participant; the cost to
the organization; and overhead costs. A copy of the cost analysis spreadsheet can be
made available upon request to the corresponding author.

DISCUSSION

There are several lessons learned from the development and implementation of the
A2C evaluation strategy; there are lessons learned at the national level by JHU as
well as lessons learned at the site level by the A2C lead agencies. These lessons
learned are based on observations made by the national evaluation team, input from
AU, and presentations made by A2C sites. The authors believe that these lessons
could be informative for other evaluation efforts that involve diverse stakeholders
such as research staff, funders, community groups, and marginalized populations.

A. NATIONAL LEVEL

(1) Importance of collaboration. The development of the evaluation questions, the
selection of constructs, and the development of data collection tools for the national
evaluation involved a high degree of collaboration between AU, JHU, and A2C sites.
This level of collaboration was essential to ensure that the evaluation met the needs

of all stakeholders.

(2) Conduct feasibility assessments of potential indicators. Asking the sites to com-
plete a quick feasibility assessment for the national evaluation constructs allowed
JHU to gauge the initial capacity of the sites to participate in the national evaluation.
This step also allowed JHU to understand and address potential barriers to national
data collection at the on-set during the planning phase for A2C. It also ensured that
sites were asked to collect measures for which they had the capacity to collect and
that the data being collected complemented the objectives site-specific evaluation
activities that were not part of the national evaluation.

(3) Strike a balance between evaluation and program efforts. As A2C is first and
foremost an initiative to link PLWH in care, the projects’ first primary focus is at
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the service-level. Evaluation, while an important endeavor to build best practices
and monitor the projects, could not take priority over the service-delivery aspect of
the A2C initiative. JHU originally proposed a list of twenty-one different outcome
measures for the national evaluation. However, initial feedback from sites, and AU
indicated that collecting that many constructs would be challenging due to a variety
of constraints, including availability of data, budget issues, site burden and pro-
grammatic relevance. With this in mind and in an effort to maintain the prioritiza-
tion of service delivery over evaluation, the sites, AU, and JHU selected a smaller set
of twelve core measures that were both feasible and rigorous.

(4) Develop spreadsheets for aggregate data collection. Initial feedback from the
sites indicated that the tables for the national evaluation constructs and the cost
analysis spreadsheet will be extremely helpful in promoting data consistency and
accuracy, as well as timely reporting.

(5) Consider triangulation. The overall national evaluation strategy is a three-
pronged approach. This approach will allow us to measure the success of the na-
tional evaluation using the national evaluation constructs, case studies, and cost
analysis. Taken together, these three approaches will give us a better understanding
of the challenges and successes of A2C and will provide a more complete picture of
A2C than any one strategy could on its own.

(6) Consider mixed methods. While the national evaluation constructs and the cost
analysis are quantitative, the case studies are primarily qualitative. Research meth-
ods have different limitations, and using a mixed methods approach helps to ensure
an even balance of the strengths and challenges inherent in these different method-
ologies. Additionally, using a mix of methods should result in a richer understanding
and interpretation of our research findings.

B. SITE LEVEL

(1) Allow sufficient time for IRB submission and approval. The distinction between

public health practice and public health research is not always clear. Public health
practice includes activities where data are collected to assess a program, service,
or the health of participants; knowledge gained is often not generalizable beyond
the scope of the project being assessed and only standard methodologies or proven
interventions are used. As many A2C programs are implementing evidence-based
interventions in new settings with diverse populations and are collecting sensitive
participant-level data with an intention to share their findings through peer reviewed
literature, it was recommended that sites submit to their local institutional review
board (IRB). It was suspected that some sites’ projects would be determined to be
nonhuman subjects research, but it was prudent to have this determination made
by the IRB rather than by the sites. Each site submitted an IRB application and
some experienced significant delays in IRB approval, which in turn delayed program
implementation. With this in mind, it is strongly recommend that sites begin the IRB
process early, reviewing a draft of proposal with the IRB prior to submission to help
ensure a smooth submission, and draw clear distinctions between evaluation activi-
ties and research activities.
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(2) Importance of regular dialogue between sites. At the local level, lead agencies
stressed the importance of having regular dialogue with their collaborating agencies
about the national evaluation, whether through regular conference calls, meetings,
or frequent site visits. Regular contact with the sites about the national evaluation
helped to ensure site-level buy-in and that the sites understood the expectations of
the national level evaluation; it also facilitated cross-site learning and coordination.

(3) Train data collectors early and often. Lead agencies stressed the importance of
providing continual training of data collectors on the national evaluation data col-
lection tools. In particular, they noted the need to train data collectors on the goals
of the national evaluation, survey administration (specifically how to prompt and
how to improve recall for dates), and on the use of handheld devices.

(4) Know your collaborating agencies. Lead agencies shared the importance of hav-
ing detailed knowledge of partner organizations, in particular their organizational
structure and patient tracking systems. Collaborating agencies play a key role in the
national evaluation because many lead agencies depend on the collaborating agen-
cies for data collection. Some collaborating agencies have existing data systems and
are tracking routinely-gathered data for A2C. Other agencies are adding additional
data elements to their existing systems or are introducing entirely new systems for
data collection for A2C. Therefore, having a good understanding of the capabilities
of partner agencies and an open collaborative relationship with partner agencies is
essential for navigating potential challenges and harnessing strengths.

(5) Use established data collection systems and handbeld devices. Lead agencies in-
dicated the importance of utilizing established data collection systems to reduce site
burden. Sites that are using electronic handheld devices for outreach data collection
have found them to be extremely successful. One A2C site has had great success
in using the iTouch to collect interviewer-administered survey data and has found
that the automatic sync functions negate the need for data entry and facilitate data
monitoring.

The national evaluation faces several limitations. It was not designed to in-
clude a control or comparison group so we will not be able to attribute changes
in outcomes to A2C. The sites were not expected to implement identical interven-
tions and while each program has similar overarching goals, there is considerable
variability between sites in the settings, target populations, and interventions being
implemented. For example, the A2C cohort included grantees working in urban as
well as rural settings and in locations along the East Coast, Midwest, South, and
West Coast. Target populations’ needs varied according to program location and
thus varied considerably across grantees. For example, the Chicago program served
MSM while portions of the San Francisco/Bay Area program served day laborers.
The interventions themselves were designed to serve the community and context and
therefore were not uniform. For example, while all programs had a patient naviga-
tion component some programs utilized a peer navigation model while others did
not. This has implications for the design and implementation of the national evalua-
tion. The design of the national evaluation needed to be broad enough to be relevant
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for each site while the implementation of the nation evaluation had to be flexible
enough to accommodate the differences across sites. For example, one site’s program
is an outreach-only model that is primarily street-based. As a result, national evalua-
tion is comprised of self-report data collected at enrollment and follow-up data that
is limited to health outcome measures captured by the health department as part
of routine surveillance. In contrast, another site’s program is working with medical
claims data and has comprehensive data on patient visit histories for the duration
of the project.

There are many limitations to evaluation programs in ‘real life’ settings. They
include but are not limited to competing priorities of staff, limits on time allotted for
planning and start up activities, reliance on partner agencies for data elements, and
working with highly marginalized and stigmatized populations. One of the challeng-
es of evaluating programs in a real-world setting is striking an appropriate balance
between the primary goal of serving participants and conducting an evaluation to
make meaningful statements about program effectiveness. The development of the
final list of twelve constructs is an example of researchers and communities working
together to strike this balance. While at times arduous, this process was vital for site
buy-in, data quality, and sustainability of on-going evaluation efforts.

CONCLUSION

Monitoring and evaluation is essential for public health practice and is a critical
component of the A2C initiative. In implementing evidence-based programs in new
settings with diverse populations, it was important to document these innovative ef-
forts to contribute to the evidence base for best practices. In this article, the authors
discussed the process of developing and implementing a three-pronged national
evaluation strategy: monitoring participant-level data, case studies, and cost analy-
sis. Following health outcomes over time will demonstrate if program participants
experience expected trends in health outcomes while enrolled in the A2C initiative.
Case studies will assess the strength of ties between organizations and will answer
important implementation research questions. Cost analyses will allow programs to
track the cost of services per participant and to calculate if A2C participants have
sufficient health gains that these interventions are cost-saving or cost-effective.

Sites have shared that they are using the data and experience from the national
evaluation efforts to leverage other funds and program support. They also noted
the utility of sharing the findings of national evaluation findings with collaborating
agencies and other funders, bringing together the traditionally separated program
implementation and program monitoring and evaluation efforts.

The A2C initiative’s evaluation activities seek to build knowledge about how
linkage to care interventions can be most effectively implemented within the context
of local, real world settings. Internally, findings of the evaluation can be used for
program management and improvement. Externally, the information can foster ac-
countability to funders, participants, and other stakeholders. With the efforts of the
initiative cutting across all three goals of the NHAS, these findings may also shed
light on current and future recommendations and efforts. In sharing the experience
of developing and implementing the national evaluation strategy may be useful for
those seeking to do similar scope of work.
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APPENDIX 3: SEMISTRUCTURED CASE STUDY INTERVIEW GUIDE
1. Describe your organization and the type of services you provide to PLWH (ice
breaker).
2. Please tell me about [your organization].

3. How is your organization involved with [your project]?

Work with clients:
4. How does your organization identify PLWH who are out of care? Probe on
strategies (e.g., peer navigators or CHWs).

5. Could you take me through how your project links out-of-care individuals to
care? Probe on strategies.

6. Once an individual is linked to care, how does your organization ensure these
individuals stay in care? Probe on strategies (e.g., motivational interviewing).

7. How did your organization determine ways of finding, linking, and retaining
individuals in care?

8. (If peer navigators are mentioned) From your work, can you tell me what makes
a successful peer/health navigator?

Within organization:

9. What has changed since [your project] began at your organization?

10. Are there changes that you wish had been implemented, but were not? Can you
tell me about those? (If changes are mentioned, probe: how would such a change
have helped you?)

11. How did your organization identify clients out of care before [your project]?
Probe for changes.

12. How did your organization link clients into care before [your project]|? Probe
for changes.

13. How did your organization retain clients into care before [your project]? Probe
for changes.

14. Overall, is [your project| going as it was planned? How so? [If no] Why not?
Probe for changes and reasons why.

Partner organizations:
15. What outside organizations or agencies do you work with most for [your proj-
ect]?
16. What does each organization do for [the project]?

17. Could you tell me about your experience working with each organization?
Probe for formal contracts vs. informal connections; sharing of client informa-
tion.
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Project facilitators and barriers:
18. What have been your biggest barriers to doing this work? Probe for program
or strategy-specific barriers.

19. What successful strategies has [your organization| used to overcome these bar-
riers?

20. Can you describe any unsuccessful strategies [your organization] tried?

21. Could you describe factors that have helped [your organization] in doing this
work?

22. (If applicable) As your program works with [specific hard-to-reach popula-
tion], what has been [your organization]’s experience been in reaching these
individuals?

Project context:

23. In your opinion, how has [your project] affected your organization? Probe for
internal structural changes.

24. Have there been any unexpected or unintended outcomes of [your project]?

25. Could you tell us about services you would like to offer or refer PLWH to that
are not easily available, if any?

26. Could you tell us about anything you’d like to have that could help you do
your job better?

27. How do you feel that specific policies in your organization have affected your
work? If respondent is knowledgeable about policy, probe on provider, local,
and national policies.

28. If you could change three policies to enhance your work, what changes would
you make?

Recent legislation:

29. How do you foresee the new healthcare law affecting your work? Probe on
services offered.

30. Do you see new LGBT-friendly policies affecting your work? Probe: If yes,
please describe how.

Closing:

31. Is there anything else you would like to share with me about your experiences
with [your project]?
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