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Welcome to this Web cast: “A Brief History of Data Reporting and the move to
client level data. This is Part 1 of a 3-Part series designed to orient Ryan White
Grantees to the new Ryan White Services Report (RSR). Thank you so much
for joining us today!

My name is Danna Mauch and I am a member of the Sphere/Abt Team, one of
several groups engaged by HAB to provide training and technical assistance to
Ryan White Grantees during the implementation of the RDR. I will be
introducing our speakers and facilitating the question and answer period at the
end of the presentation. At any time during the presentation, you will be able to
send us questions using the “Chat” function. You will also be able to call in to
ask questions directly (“live”) at the end of the presentation.

Today’s Webcast is presented by Michael Costa and Julia Hidalgo of the
Sphere/Abt Team. Julia and Michael have been working with the HIV/AIDS
Bureau for many years in the area of data collection and review.

Before turning this over to Michael and Julia, I’d like to take a minute to explain
the 3-Part orientation series. The topics and dates are listed on the next slide.



As I mentioned a few minutes ago, today’s presentation is the first in a 3-Part
series designed to orient you, as Ryan White Grantees, to the new Ryan White
Services Report (RSR).

On December 15th, the Sphere/Abt Team will present Part 2. Part 2 focuses on
the data elements you will begin to collect in January of 2009. During the
presentation, the speakers address “Who” is required to report (based on the
services you provide) , “What” is covered in the report, “When” and for which
periods you will report, and “Why” the data elements are included in the report.
The presenters also explain to you how many of the RSR data elements you
already collect and report for the RDR, while highlighting “What’s New” in the
RSR.

On January 12th, the Sphere/Abt Team will present Part 3. Part 3 focuses on
using the new “Steps for Data Flow” to help you find sources of data you may
have overlooked. Our Team members believe these data sources will allow for
easier data collection in some cases.

Now, I’d like to turn the presentation over to Julia Hidalgo, who will, when she
completes her part of the presentation turn it over to Michael Costa. Julia…
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Thanks, Danna. Today, we are going to cover a lot of ground in a very short
amount of time.

The main purpose for today’s web cast is to put the RSR into the context of data
collection and reporting since the beginning of the Ryan White Program, or
CARE Act as it was originally known.

First, I review with you the data reporting requirements that were in place from
the beginning.

Second, I recount the story of data changes that were made in an attempt to
make data reporting easier. This began when the HIV/AIDS Bureau was
created.

Michael will then focus on how HAB began to consider the need for data at the
client level, and how HAB spent several years working with many partners to
prepare for a move to client level data reporting.

Finally, Michael reviews some of the concerns raised by HAB partners,
especially grantees, and how HAB has responded. He’ll show you how these
responses are designed to make the RSR process easier.



Under the original CARE Act, every grantee was required to submit data. The
different programs were, for the most part, in different parts of HRSA. The Part
A and B programs were in the Bureau of Health XXXXX. The Part C programs
were part of the Bureau of Primary Care (BPHC). The Part D program were in
the Maternal and Child Health Bureau (MCHB).

And each group had a different report.

Many of you were, and are, funded through several different funding streams.
At that time, you were required to produce several reports, one for each funding
stream. And the reports were not organized the same way, and did not ask the
same questions, or did not ask a question the same way. It was exasperating.

It did not help any of us see how the Ryan White Program was serving people in
greatest need. It did not provide Congress with a clear picture of the value and
impact of your programs.

When the HIV/AIDS Bureau was created, there was a strong desire to make data
collection as easy on the grantees as possible. So HAB created the CARE Act
Data Report, or CADR. The exercise taught us all that data was far more
complex than originally thought.



The creation of the CADR identified multiple areas where programs used the
same word for a very different thing. Early Intervention, for example, means
one thing in Part A programs, and another in Part C programs. Services that are
allowable under Part D were unheard of in other Parts. It also required
concordance on “reporting period.” Each of the previous reports had a different
start date, end date, and due date.

Everyone had to work together to bring these into concordance, and understand
the new concepts. Like who was allowed to be reported with an HIV status of
“indeterminate.”

And everyone had to work on relationships – in order to deal with the many
different funding streams that all of you weave together to provide the
continuum of care your clients need. A provider organization could be a Part C
grantee, a Part A provider, and a Part D provider. And each one of these groups
had to feel comfortable with the report.

It was also found that the level of duplicated clients was much greater in the new
system, and much more obvious. This duplication, along with challenges
created by OMB regulations on race and ethnicity, also limited the ability to
focus on specially targeted groups that all of us want to reach…the poor, racial
and ethnic minorities, and others.



In the face of this, HAB expanded the range of support for grantees and
providers. As you see on your screen, there were multiple ways to reach out for
help. And in addition, there was specific technical assistance available to
grantees through their Project Officer.

It is helpful to keep in mind that during the first reporting year of the CADR,
HAB was unable to produce data reports. (It helps explain why HAB wants
both the RDR and the RSR for 2009.) During this time, HAB had no data it
could provide to the Congress, the Secretary, or to you.

After three years, where grantees, providers, and HAB staff were on a steep
learning curve, the reports reached a much higher level of quality. HAB has
heard the concerns about how poor data might be punitively used. It can be
noted, however, that during that time, no grantee was defunded for poor data
reporting.



The current authorization (Title XXVI of the Public Health Service Act – The
Ryan White HIV/AIDS Treatment Modernization Act of 2006) was passed on
December 19, 2006. The general opinion was that the changes created in that
law were required to begin in Calendar Year 2007. This requirement eliminated
the possibility of phasing in the changes.

Many of the new concepts, such as core medical services, and limits to
supportive services, had to be reflected in a new (and renamed) data Report.
This would take time.

But the HAB reporting year was January 1 to December 31. Once again, the
grantees and providers rose to the occasion. The new data form was not
available until Spring of 2007. As reporting time neared, there were questions
about “lost” data, or “missing” data from the beginning of the year. The
Bureau’s response was simple…”Do the best you can.”

And once again, no grantee was defunded for poor data reporting.

I will now turn this presentation over to Michael Costa to discuss more of the
history of the RDR….



Thank you, Julia, I’d like to turn to a discussion of the history of the process…

Some of you have noticed that a HAB response to the challenges of duplicated
clients has not been mentioned. Nor has the issue of focused review of care to
eliminate health disparities.

As everyone became more comfortable with the CADR/RDR, there was the
realization that the response to these challenges was based in obtaining enough
information, like a client name, to match records. (As you all know, the RSR
will use a Unique Record Number for each client, and data will be sent to HAB
only after that has been encrypted. For more information about the Unique
Client Identifier [UCI], see the web cast of November 10, on the TARGET
Center.)

As early discussions were going on in this area, the language of the Ryan White
Treatment Modernization Act also was moving the program in that direction.
There are some citations from the law that are being posted on the Target Center
website.



As HAB began exploring the possibility of collecting data at the client level the
possibilities of benefit for patients, clients, providers, grantees and the entire
program mounted up.

HAB would be able to show how many people were served, with very little
duplication.

Grantees and providers would be able to show how well your services meet the
HAB performance measures. You would also be able to see, at a broad level, the
workings of your coordinated systems of care. And based on that, you would be
able to focus your resources for improvement.

Finally, both you and HAB would be able to provide sound answers to the kinds
of questions, both routine, such at GPRA and PART, and specific questions that
come from Congress.



HAB started looking at collecting data at the client level very early. In 2000,
several Part A grantees provided client level data for supportive services.

HAB also had an official grantee consultation with grantees in May of 2005 on
the issues and benefits of moving to collecting data at the client level.

The Part A data collection was replaced by a similar proof of concept activity
with grantees in the Division of Community Based Services. This allowed HAB
to work more closely with those providing medical care and other primary care
services. During this time, one third of the grantees were unable to provide all
three years of data.

After the Ryan White Treatment Modernization Act of December, 2006, HAB
expanded its efforts. This included a large sample of grantees asking their
ability to collect and report client level data. It also included a smaller request
of information on the issues of collecting data only for services funded by the
Ryan White Program.



HAB met with a wide range of groups in the process of evaluating a new data
system, that eventually became the RSR. These groups included National
Stakeholders, Federal Partners, and most of all, you, the grantees.

A full discussion of this process is also on the TARGET Center Web Site, as it
was presented it at the All Grantee Meeting last August. You can find it in those
All Grantee Meeting presentations.



As you see, many of you attended, and many of you commented.

Based on your feedback, one change was made very early – HAB would not use
any kind of named reporting. As was mentioned earlier, the eUCI is the
encrypted identifier.



During the vetting process, a large number of concerns were raised. Some were
more frequent than others, and HAB reviewed them all to attempt to respond to
them.


