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Summary:

We applaud CDC'’s apparent willingness to engage in a collaborative, solutions-oriented review of
PEMS. In response to requests from CDC and our coalition allies, CHAMP has developed this set of
recommendations through consultation with providers, health departments, advocacy organizations,
and people with HIV. Addressing the fundamental problems with PEMS, including the scope,
feasibility, programmatic impact, development and deployment process, and legal implications, will
require ongoing consultation that goes beyond cosmetic or technical repairs to the system.
Furthermore, clearly articulating the objectives for PEMS will be a crucial step in rebuilding trust
between CDC and providers. We also reiterate the need for a meeting between CBOs,
community advocates, people with HIV and senior CDC officials responsible for PEMS, as
CDC has already conducted for health departments and their representatives.

There is a shared interest in a uniform database and reporting system that will assist CBOs, health
departments, and CDC, along with additional tools for evaluating program effectiveness. However,
universal reporting requirements issued by CDC for HIV prevention programs should be restricted to
the minimum necessary for routine program and contract monitoring given the varying degrees of
capacity and resources to collect additional data that the current version of PEMS requires.

Process:

CHAMP sent out a call for community feedback regarding PEMS in November 2005 and the
responses informed two public briefing papers we released. During December 2005 and January
2006, CHAMP contacted CBOs and health departments in 27 states regarding their experiences with
PEMS. In January 2006, CHAMP sent a sign-on letter endorsed by over 40 leading national and local
organizations representing 20 states to Dr. Rob Janssen requesting a community meeting with senior
CDC officials responsible for PEMS. CHAMP also began convening regular weekly campaign calls
with people concerned about PEMS, out of which the outline and content for these recommendations
emerged.



Detailed Recommendations for Improving PEMS

General Principles:

Reducing HIV transmission rates in our communities is attainable with sufficient resources and
by employing the best interventions available.

Appropriate fiscal and programmatic monitoring is vital for ensuring the best investments in
HIV preventions are being made.

Providers and people living with HIV feel the greatest accountability to ensuring HIV prevention
programs are effective.

Active and ongoing collaboration among all stakeholders, including providers, people living
with HIV, and others who access prevention services, in the creation of a data collection
system is necessary for an appropriate design, effective implementation, and shared
ownership.

Objectives for data collection must be clearly articulated and linked to the specific structure
and content of the system.

Data collection must not create new barriers to accessing prevention services, divert resources
from programs or reduce the number of clients served, or alter the core elements of an
intervention.

Data collection should be independently beneficial for the CDC, as well as health departments
and CBOs.

Universal data collection should be restricted to routine program and contract monitoring.

In the absence of appropriate and enforceable privacy mechanisms, data that can put clients
at risk for criminal prosecution should not be recorded.

Recommendations:

Create mechanisms for ongoing consultation and transparency to improve PEMS.

O

Establish protections for providers to offer honest and frank feedback directly to CDC officials
in charge of PEMS without the threat of being penalized.

Form and maintain an ongoing advisory board of providers and independent people living with
HIV to provide sustained feedback for improving PEMS.

Publish PEMS documents, timelines for planned changes and improvements, and an
anonymous feedback center on a publicly accessible website.

Strengthen security and privacy protections.

O
o

Restrict the use of identifying data

Remove variables from the database that may put a client at risk for criminal prosecution, as
many prevention agencies do not have the capacity to provide adequate protections for client
data that the current version of PEMS requires.

Restrict CDC staff from viewing non-required variables that an agency may collect for their
own objectives and enter into PEMS.

While minimizing the collection of data or use of structures that require security mechanisms is
a first priority, CDC should ensure that agencies adhere to explicit guarantees of privacy, and
that consumers have recourse to enforcement mechanisms; recommendations developed in
collaboration with legal advocates are available in the appendix.



Simplify and improve the program monitoring variables.

O

O

Greatly reduce the number of required variables and the time PEMS adds to

each intervention, including making all variables in Table | in version 2.0 optional for each
intervention.

Ensure CBOs do not have a greater data collection burden than health departments.

Provide a clear explanation for how each required variable will be used and offer guidance on
the possible utility of collecting data for optional variables that CBOs may voluntarily collect.
Required variables and collection forms for CTR, PCRS, DEBIs, and other interventions should
be adequately piloted before being more widely deployed. Variables could be reintroduced
later after adequate piloting and evaluation of their specific value.

Create template data collection forms that more closely match each intervention and can be
adapted by CBOs.

Non-required variables should be clearly delineated.

Incorporate Quality Assurance measures that assist CBOs in reviewing their own data quality.
Issue a clear and unequivocal statement that CBOs will not be penalized if a client refuses to
answer a question or a provider believes it is inappropriate to probe for PEMS data during a
session. Many high-risk communities are wary of invasive questioning and any attempt to
penalize agencies based on high rates of “refuse to answer” risks shifting funding away from
some of the communities most in need.

Clarify whether CBOs that collect optional variables will receive preferential status for future
funding.

Do not require data collection for evaluation-oriented variables and limit attempts at outcomes
monitoring to representative and well-resourced sites with the capacity to generate quality

data.

O

Invest in higher quality data collection through sampling or special studies with sites that can
conduct proper research, include a range of interventions, and involve input from providers and
people with HIV.

Consult with providers about what research questions should be explored in evaluations of HIV
prevention programs.

Work with community representatives, Office of AIDS Research, and other relevant
departments in NIH for collaborative and adequately resourced outcomes research.

Support community-based research of HIV prevention programs.

Facilitate more collaboration between local researchers and HIV prevention agencies.
Expand research into interventions that address communities not served by current DEBI
models, as well as innovations in how DEBIs are being implemented.

Increase the set-aside for evaluation in grants by exploring non-programmatic offsets.
Ensure CBOs are able to efficiently and quickly access data directly through PEMS for other
reporting requirements and research efforts.

Allow CBOs to create locally defined variables in PEMS.



Improve trainings for PEMS deployment.

O

Train a minimum of two staff people from each agency in order to minimize the loss of
knowledge due to staff turnover, offer regularly scheduled re-training modules, and make
training modules available online.

Clearly explain which variables are required for each intervention, how CDC plans to use the
data, and any possible utility in providers choosing to collect data for optional variables.
Create templates of data collection forms for DEBIs that are client-centered, carefully
integrated with the layout of an intervention, and are adaptable by CBOs.

Provide one-time grants using non-programmatic offsets to assist CBOs with initial deployment
of PEMS.

Designate the first year of PEMS deployment as a transitional period where agencies will not
be penalized for mistakes or delays in data collection.

Improve communication between PEMS regional leads, Project Officers, contracted trainers,
and senior CDC officials.

Facilitate regional collaboration and horizontal exchange among providers to share lessons
learned about PEMS.

Adapt existing state data collection systems and examine what works best given a state’s
resources and unique circumstances.

O

Allow directly funded organizations in XPEMS jurisdictions to use the same PEMS compliant
database system that CBOs funded indirectly through the health department are able to use.
Examine how existing state database systems have evolved and what elements can be
transferred to a federal data collection system.

Consider the capacity constraints of CBOs in smaller states and whether lower data collection
requirements are appropriate.

For further information, contact Sean Barry, CHAMP Director of Prevention Policy:
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Appendix

Privacy and security recommendations for PEMS

1. Create enforcement mechanisms to ensure that consumers have the ability to remedy any
breaches of confidentiality. To be effective, privacy protections must include both criminal and civil
penalties for violations. PEMS relies exclusively on state law and unspecified agency policies to ensure
that privacy rules are enforced, but many state laws provide inadequate remedies. We request that the
CDC create enforcement mechanisms to protect consumers, such as requiring all agencies to adopt client
retainer agreements that include a specific provision allowing clients to file breach of contract suits for
any confidentiality violations.

2. Restrict the ability of agencies to release identifying data to OpartnerO agenci&e PEMS
Security Summary allows agencies to “share limited information about specific clients” with “other
agencies” to assist in “tracking referrals and other purposes.” However, the document places no
limitations on the type of information that may be shared, the purposes for which information may be
shared, or which types of “partner” agencies may receive information. We request that the CDC
narrowly constrain the parameters of this data sharing, and also require that agencies may not share
identifying information without specific, written client consent.

3. Adopt specific requirements for agency confidentiality policiesPEMS currently requires agencies
to develop written policies governing the disclosure of identifying data. To ensure uniformity and
strong privacy protections, the CDC should draft and distribute a privacy policy consistent with the most
stringent state and federal protections of personal information with which all PEMS agencies must
comply. Further, this privacy policy must provide expressly that PEMS agencies and their partners shall
not disclose any client information to federal or local law enforcement.

4. Ensure that security requirements are binding on PEMS agenciesAccording to a letter sent to
agencies with the PEMS Memorandum of Understanding, “CDC realizes that upon signing the MOU,
some agencies may not be fully compliant with the stated security policies and procedures.
Consequently, a signed MOU only acknowledges the intent to comply with the terms and procedures
stated in the agreement.” We urge the CDC to revise this letter and to adopt mandatory privacy policies
that will have binding effect on agencies.

5. Restrict the CDCOs use of identifying PEMS dataWe are deeply concerned that the CDC plans to
maintain a PEMS database containing identifying information about people with HIV together with
client behavior data. Because it is unnecessary for the CDC to have possession of private information
about identifiable clients, we request that the CDC clarify that it will not maintain possession of any
such information in any PEMS database. To the extent that the CDC is contemplating the collection of
such information from funded agencies, we request that the CDC: (1) explain the purpose behind
maintaining such data; (2) expressly and narrowly limit the CDC’s use and review of such data; and (3)
explain what specific measures the agency will implement to ensure the security of the data.



