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Using and Presenting Data 
for HIV Care and Prevention 

Planning
Michelle Dawson - Precious Illonah

Presenter
Presentation Notes
Michelle:
Hi Everyone, Welcome to today’s ELEVATE webinar on How to Build a Sustainable QM Infrastructure! We are delighted that you have joined us today!
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Presenter
Presentation Notes
Michelle:
We would like to acknowledge that the ELEVATE Program is supported 100% by HRSA. The contents of this presentation represent the views of the authors and do not necessarily represent the official views of, nor are they endorsed by HRSA/HHS, or the U.S. Government. 
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Partners

Presenter
Presentation Notes
Michelle:
We want to take time to also acknowledge and thank our partners for the ELEVATE Program. NMAC is leading ELEVATE in partnership with JSI Research & Training Institute, Inc., the Association of Nurses in AIDS Care, the Latino Commission on AIDS and ICF.
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Presenters

Lauren Miller   
(She/Her/Ella)

Michelle Dawson
(She/Her)

Precious Illonah
(She/Her)

Presenter
Presentation Notes
Michelle:
We are going to start off with a few introductions.
My name is Michelle Dawson, my pronouns are she/her, and I am with JSI and am JSI’s webinar lead. I’m joined here today by my colleagues Lauren Miller from NMAC and Precious Illonah, also from JSI. Precious and Lauren, would you like to say hello?
Precious:
Hello everyone, My name is Precious Illonah, my pronouns are she/her, and as Michelle mentioned I am also with JSI as a webinar developer. Thank you so much for joining us today.
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Objectives
By the end of this webinar, you will be able to:

Define three data -related terms 

commonly included in HIV care 

and prevention planning 

presentations 

Understand how data are used 

to inform HIV care and 

prevention planning efforts 

Articulate the benefits of using 

data for HIV planning and 

decision making 

Identify three strategies to 

build capacity of PWH to 

understand and use data for 

HIV care and prevention 

planning efforts 

Presenter
Presentation Notes
Precious:
Let’s start with an overview of what we’ll cover in today’s 60 minute webinar. By the end of today’s webinar, you will be able to:
Define three data-related terms commonly included in HIV care and prevention planning presentations 
Understand how data are used to inform HIV care and prevention planning efforts 
Articulate the benefits of using data for HIV planning and decision making  
Identify three strategies to build capacity of PWH to understand and use data for HIV care and prevention planning efforts 
We’ll leave time at the end of today’s presentation for you to ask questions. 
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Zoom Keeping
Recording will be available on 
targethiv.com/elevate

Audio:
Please mute when not 
speaking

Participation:
Please use Zoom Reaction 
Features including Raise 
Hand 

Presenter
Presentation Notes
Precious: 
A few House or Zoom Keeping consideration to have in mind during our session: 

Please note that this webinar will be recorded and will be available to you after the webinar on TargetHIV.org
Please engage non-verbally in the webinar using the reactions as displayed. We will take questions at the end of the presentation and at that time we ask that you raise your hand using the zoom feature and we will call on participants to ask their questions
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Introduction to Data

Presenter
Presentation Notes
Precious:
Everyone uses and generates data in daily life – we ask around to our friends when we want to know whether that new restaurant is good or not. We make sure that the things we want to buy on the internet have good ratings and reviews from previous purchasers. We try to figure out whether the rent on that new apartment is “high or low” for the area. And even though we’re familiar with 

But many people have limited experience in using data to make decisions around HIV community planning.

And data can feel intimidating. It might remind us of math class and how we didn’t like math class, or how we’d have liked to be in math class, but couldn’t because we had to work. 

The term “data” might also cause people to be anxious, especially when they might be a “data point”. What do “they” know about me, and who are “they,” anyway?

In today’s webinar, we’ll try to demystify data. We’ll go over some basic data concepts, we’ll work through some examples, and we’ll do a bit of a “case study” and walk through some real HIV data.  We’ll also give some tips for presenting data at the end. 

And of course, if you have questions as we go through the presentation, please chat them in. We’ll do our best to respond as soon as we can in the chat, and of course we’ll leave some time to answer questions at the end. 
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Data

▪ Data: facts and statistics collected together for reference or 
analysis

Presenter
Presentation Notes
Precious:
Let’s start at the beginning – what is data?

Data are facts and statistics collected together for reference or analysis. So it’s just information from a lot of sources that all come together for us to look at and make decisions with. All those 5-star ratings you give your rideshare drivers? Data. The evaluations you fill out at the end of ELEVATE webinars – data!

What other ways do we use data in our daily life?

Can those of you who might already be involved in the HIV system of prevention give some examples of data that you encounter?
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Why We Use Data for HIV 
Care and Prevention Planning

Presenter
Presentation Notes
Michelle: 

Why do we need to know about data? Well, in order to have the most impact, we want to make sure that HIV care and prevention planning decisions are data-based. Data-based decision making is a way of making decisions that is guided and supported by documented information – data – rather than based primarily or solely on personal experience, observation, anecdotes, or intuition/insight. Some people prefer the term “data-informed” decision making, since decisions are based on multiple factors. 

HIV service organizations and HIV community planning groups such as Planning Councils and Planning Bodies all use data to help ensure that good quality services are reaching the right people in a timely manner. To do that, we want to use both quantitative and qualitative information obtained and reviewed systematically, using sound methods. The information and data we use to make the decisions should come from multiple sources and gathered in different ways. Each type of data provides important information about some aspect of service needs, barriers, gaps, system of care, and service quality and outcomes.

But why me, right? Why is it important that everyone have a good understanding of what to do with data. I know sometimes I’m guilty of saying, “But don’t we have someone else who can think about that?” I hear that. But the reason it’s so important is because data on it’s own is just information. It’s how we analyze and interpret the data, and what we do with that analysis and interpretation that is important. People with lived experience have a unique ability to contextualize data in a way that those without it may not be able to. 

Just think about a non-HIV example. You finished work for the day and you’re ready to sit on the couch and turn on your favorite streaming service. So many movies and TV shows to choose from. So how do you choose? You think back to the other day when a group of your friends were all talking about how much they loved the new movie that just came out. Well, there were eight people on that group chat, and all of them liked and identified with the movie, so decide to watch it. Their lived experience of having seen the movie provided the context that you needed to make a decision about what movie to watch. 
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How Do We Use Data?

▪ Understanding service needs and barriers
▪ Making sound decisions about use of available funds
▪ Targeting funds to particular service models, geographic areas, 

and PLWH subpopulations
▪ Improving care for disproportionately affected groups

Presenter
Presentation Notes
Michelle: 
So what do we use data for in HIV Care and Prevention Planning? We use it to get an understanding service needs and barriers. We draw on the data to help us make sound decisions about use of available funds – such as the dollars that come from the federal government through the Ryan White HIV/AIDS Program or the Minority AIDS Initiative, or the Ending the Epidemic funds. We may want to put those funds towards particular service models, geographic areas, or subpopulations that need additional resources to achieve our prevention and treatment goals. And of course, we want to ensure that we’re building equity by using data to improve care for groups disproportionally affected by HIV. 
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Example: Using 
Data for HIV 
Planning: RWHAP 
Part A Planning 
Councils/Planning 
Bodies (PC/PB)

PC/PB Task Role of Data in Implementing PC/PB Tasks

Needs Assessment
Collection and analysis of information about PWH 
service needs, barriers, and gaps –
a major source of data for decision making

Integrated/ 
Comprehensive 
Planning

Development of plan goals, objectives & strategies 
all based on data of many types and sources 

Priority Setting and 
Resource Allocation, 
including Directives

Decisions about priorities, resource allocation, 
directives, and reallocations all expected to be data-
based

System of Care
Many types of data needed to identify and address 
system of care weaknesses/gaps and improve 
services

Assessment of the  
Administrative 
Mechanism

Data from recipient & subrecipients used to assess 
whether funds are getting to the community on a 
timely basis to support services 

Planning CHATT RWHAP Part A Training Guide, Module 10. https://targethiv.org/planning-
chatt/training-guidehttps://targethiv.org/planning-chatt/training-guide

Presenter
Presentation Notes
Michelle: 
The chart on this page shows some examples of how members of Ryan White HIV AIDS Program Part A Planning Councils and Planning Bodies use data. Data are an important part of the needs assessment, through which the Planning Council learns about the service needs, barriers, and gaps in the jurisdiction and then uses that data for decision-making in the priority-setting and resource allocation process.

Data are also a part of the Integrated/Comprehensive planning, helping to develop goal and objectives, and the strategies that will be used to achieve them. 

The Planning councils also use data to identify and address weakness and gaps in the service system and then find ways to improve the services. 

Lastly, the planning council is responsible for reviewing data from the recipient and subrecipeint to determine whether the funds are getting to the community in a timely manner that supports access to services. We call this the “assessment of the administrative mechanism”. 

https://targethiv.org/planning-chatt/training-guide
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Introduction to Data: Key 
Terms

Presenter
Presentation Notes
Precious: 
Now that we know why data are important, and why it’s important that everyone involved in HIV prevention and care planning have a basic understanding of data, let’s get into it. We’ll start by defining some key terms related to data. 
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Qualitative and Quantitative Data

▪ Quantitative data: Information 
that can be counted or measured 
and given a numeric value

▪ Qualitative data: Describes the 
quantitative data

Presenter
Presentation Notes
Precious: 
There are two overall types of data – quantitative data and qualitative data. 

Quantitative data are data that represent how much of something we have, meaning you are counting things. Quantitative will always have a number associated with it. So if we use the image on the screen as an example, a piece of quantitative data would be to say there are fifteen pieces of fruit. Five of the fruit are yellow. There are numbers associated with it. 

Qualitative data: Describes the quantitative data. We might say, «Peaches are the most delicious fruit on the screen.» or «Mangoes are hard to eat because of the big pit.»

OK so now let’s practice generative quantitative and qualitative data. 

In the chat, tell me something quantitative about the fruit you see on the screen.

Wait

Now, tell me something qualitative about the fruit (you can pretend to have tasted it, if that helps). 

Great data! 

But of course, quantitative and qualitative data related to HIV might be more complex, but really, it comes down to the same thing. Quantitative data is numeric – it’s information that can be counted or measured. Examples from the HIV field might be the number of Ryan White HIV/AIDS Program clients who received services. We could also count how many medical visits those people had or how many times they were prescribed antiretroviral therapy or how people of each race received the services. Quantitative data is great, because it’s straightforward, and you can make comparisons. This year, all of the people who received an HIV diagnosis were linked to care within 30 days; last year, only half of our patients were linked to care within 30 days. The downside of quantitative data is that it can’t tell us anything about quality or how one feels about it.

That’s where qualitative data is valuable. Qualitative data describe the quantitative data. So in our example just a moment ago where we talked about the number of people linked to care – the qualitative data might be about the person’s experience of that care. For example, “the nurse practitioner I met with was respectful and helpful.” Or, “The wait time was too long.” 

Both provide important information. 

It’s also worth noting that qualitative data can sometimes be made into quantitative data through a process called “coding”. Think of product reviews online. You can read through them and say, Oh this person liked this product, that person did not. That’s a quick, informal way of coding. We do it all the time without thinking about it. When we do data analysis, we can sometimes code our qualitative data – looking for similarities or themes – so that we can count them up. 
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In the chat, tell us:
If you wanted to know whether two clinics were providing equitable 
services, would it be more important to have qualitative data or 
quantitative data about those services? Why?

Presenter
Presentation Notes
Precious: 
OK so let’s hear from you a bit about quantitative and qualitative data. 

In the chat, tell us, if you want to know whether two clinics were providing equitable services, would it be more important to have qualitative data or quantitative data about those services? Why?

Give a few seconds to respond

Thanks for those thoughts. Ideally, you’d want both qualitative and quantitative data. As leaders, you should advocate for equitable and high quality services – only a mix of quantitative and qualitative data can give you the big picture. You’d want to know about the number and types of services provided and to whom they’re provided – things you can count. But you’d also want to know about the quality of those services – are all groups of people having the same, high-quality experience, or are some groups having a high-quality experience and meeting their health goals, while others are not.
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Manipulating Quantitative 
Data

Presenter
Presentation Notes
Precious: 
OK so now that we have our two buckets of data – qualitative and quantitative data, let’s take the next step, which is to manipulate the data.

Using numbers and manipulating data can be intimidating for most people; many people prefer not to engage with things they consider to be “math-related”, such as data. While some people may have an aptitude for math, math is a skill which anyone can learn and build competency. Perhaps if we approached how we did math, we could not only get more answers correct, but we will also enjoy doing it more. Math is something we can get better at by doing it more in a different way.
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Percentages: One part in every hundred.

Numerator = The number to be divided
Denominator = The total number of objects in the group × 100

Presenter
Presentation Notes
Precious: 
We’ll start at the beginning, which is with percentages. To calculate a percent we need to know two numbers – the numerator and the denominator. The denominator is the number below the line in a fraction – the total number of objects you’re looking at the numerator is the number above the line in a fraction – it is the number of person in a subpopulation or the number of actual services delivered. The line that separates them represents division. 

And then, because a percentage is a part of a whole (or 100%), we multiply by 100 to get the percentage. 
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Practice: Percentages

Numerator = The number to be divided
Denominator = The total number of objects in the group

× 100

Presenter
Presentation Notes
Precious:
So we’ve brought back the fruit to walk through an example. 

Let’s figure out what percent of the fruit you see on your screen are yellow.

Take a moment to figure out what the denominator and numerator are, and then divide them and multiply by 100. Feel free to use a calculator if you’d like. We’ll walk through the answer together in a moment. 

Wait a moment. 



18

Practice: Percentages

4
11 × 100 = 36.36%

Presenter
Presentation Notes
Precious: 
OK! So we’ll start by figuring out the denominator, which is the total number of fruit on the screen. There are eleven fruit on the screen. So 11 is our denominator. The numerator is the number we’re looking at – the number we’re going to divide by the total number of fruit. We’re looking for yellow fruit; I see four. So we divide four by eleven and get .3636. To make a percent, we multiply by 100, so our percentage is 36.36%...you could round down to 36%. 
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Examples of Percentages in HIV Prevention 
and Care

Presenter
Presentation Notes
Precious: 
We use percentages all of the time in the field of HIV. We see some examples on this slide here. The Ending the HIV Epidemic initiative has a goal to reduce new HIV infections by 75% by 2025, and by at least 90% by 2030. 

The map on the right shows the jurisdictions prioritized under the Ending the HIV Epidemic initiative. These jurisdictions were prioritized because the analysis showed that more than 50% of HIV diagnoses occurred in 48 counties (and seven states). So resources focused in those areas might have an outsized impact on the epidemic overall. 
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In the chat, tell us:
When else might you use percentages to describe an aspect of HIV 
prevention or care service delivery?

Example: 15 of 60 new cases of HIV were among women
15 ÷ 60 = 0.25 
0.25 x 100 = 25%

Presenter
Presentation Notes
Precious: 
So let’s take a moment and brainstorm together. In the chat, tell us, when else might you use percentages to describe an aspect of HIV prevention or care service delivery?

I put an example on the slide just in case it’s helpful. 

Wait. 

Great, thank you for those. 
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Measures of Central Tendency: Describe 
the Data
▪ Dataset: a collection of data (data presented together)

▪ Mean (Average): a number expressing the central or typical value 
in a set of data, which is calculated by dividing the sum of the 
values in the set by their number.

▪ Median: Middle value when a data set is ordered from least to 
greatest

▪ Mode: The number that occurs most often in a data set.

Presenter
Presentation Notes
Michelle: 
Let’s now move into a discussion of what we call “measures of central tendency”. Measures of central tendency are used to describe the data. The measures of central tendency include the mean – which we also call the average, the median, and the mode. Let’s discuss. We’ll talk through what each are, and then we’ll go through some examples. 

The mean or average is a number expressing the central or typical value in a dataset (which is just a bunch of data presented together). We calculate the average by dividing the sum of the values in the set by the total number of values in the set. 

The median is the middle value when a set is ordered from least to greatest. 

The mode is the number that occurs the most often in a data set. 
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Practice: Mean (Average)

Mean (average): (1+1+2+2+3+4+4+4+4+4+5) ÷ 11 = 3.09

Presenter
Presentation Notes
Michelle: 
Let’s look at an example - we’ll think about star ratings for experiences. Let’s say there were eleven reviews. Two people rated their experience 1 star, 2 people rated their experience 2 stars, one person rated it three stars, five people rated it four stars, and one person rated their experience five stars. To figure out the average, we add 1+1+2+2+3+4+4+4+4+4+5 and then divide by 11. We get an average rating of 3.09 stars. Not bad. 

The average is great. But sometimes it can hide things from us. It can also hide information from us. For example, if there are 10  reviews and 5 people rate it 5 stars and 5 people rate it 1 star, the average is 3 stars, but no one really had a 3 star review. 

If we want to know the average number of bananas in the bunch, Mean (Average): a number expressing the central or typical value in a set of data, in particular the mode, median, or (most commonly) the mean, which is calculated by dividing the sum of the values in the set by their number.
Can tell us information, but only broadly
It can also hide information from us (if there are 10  reviews and 5 people rate it 5 stars and 5 people rate it 1 star, the average is 3 stars, but no one really had a 3 star review. The average can also be “pulled” by an “outlier”. If there are 9 5-star reviews, and 1 1-star review, the “average is 4.6)
Example data set:(1, 1, 2, 2, 3, 3, 4, 4, 4, 4, 5) Mean: 3
Median: Middle value when a data set is ordered from least to greatest
(1, 1, 2, 2, 3, 3, 4, 4, 4, 4, 5) Median: 3
Mode: The number that occurs most often in a data set. 
Mode: 4
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Practice: Mean (Average) with “Outlier”

Mean: (5+5+5+5+5+5+5+5+5+0) ÷ 10 = 4.5

Presenter
Presentation Notes
Michelle:
The average can also be “pulled” by an “outlier”. If there are 9 5-star reviews, and 1 1-star review, the “average is 4.5). That one 0-star rating pulled the average all the way down to 4.5, when all the other ratings were 5-stars. 

When you see an outlier, you have two options. One is to throw it out, and the other is to investigate. If you experience something like this when looking at, say, experiences in HIV care, you might want to look into it. You could try to determine if a person just made a mistake – their finger slipped, or they didn’t understand the rating scale. But they also might genuinely have had a bad experience. And that is important to know. 


Example data set:(1, 1, 2, 2, 3, 3, 4, 4, 4, 4, 5) Mean: 3
Median: Middle value when a data set is ordered from least to greatest
(1, 1, 2, 2, 3, 3, 4, 4, 4, 4, 5) Median: 3
Mode: The number that occurs most often in a data set. 
Mode: 4
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Practice: Median

1 1 2 2 3 4

4 4 4 4 5

Median: 1, 1, 2, 2, 3, 4, 4, 4, 4, 4, 5

Presenter
Presentation Notes
Michelle:
Because the mean can be so easily influenced, it can also be helpful to look at the median and the mode. The median is the middle value when a data set is ordered from least to greatest.

What do you see as the median in this dataset?

The median is 4, because it’s the star rating right in the middle of the ordered dataset. The numbers on this slide were already in order from least to greatest, but if they weren’t, you would reorder them. 

The number that occurs most often in a data set. 
Mode: 4
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Practice: Mode

1 1 2 2 3 4

4 4 4 4 5

Mode: 4

Presenter
Presentation Notes
Michelle:
Lastly, mode, which is the number that occurs most often in a data set. 

What is the mode here? Tell me in the chat.

Right, 4.

So we can see how together, the mean, median, and mode, paint a good picture of the quality of the service. 
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Epidemiologic Terms:
Prevalence (Total Cases)
▪ Prevalence: The total number of people in a defined population diagnosed 

with a specific disease or condition at a given time
▪ Can refer to all cases diagnosed from the beginning of the epidemic
▪ More often “total living cases”: the number of people diagnosed and living with the 

disease

▪ Prevalence rate: The total or cumulative number of cases of a disease per 
unit of population as of a defined date

Presenter
Presentation Notes
Michelle:
Let’s now move into a conversation about epidemiological data. We often call this “epi data” for short. 

Epidemiological data discuss the distribution of HIV in various populations in an area in terms of sociodemographic, geographic, behavioral, and clinical characteristics; including characteristics of the general population, persons newly diagnosed with HIV infection, persons living with HIV disease, persons at risk for HIV and trends in the epidemic. Epidemiological data helps us understand the epidemic and the implications for service needs and priorities. 

The first type of epidemiological data we’ll discuss is prevalence. Prevalence is the total number of people in a defined population diagnosed with a specific disease or condition at a given time—such as the total number of people diagnosed with HIV in your jurisdiction as of December 31, 2021. Sometimes this refers to all cases diagnosed from the beginning of the epidemic, but typically, prevalence is looking at “total living cases” that is, the number of people diagnosed and living with currently living with the disease.

But numbers need context, which is why we sometimes talk about rates. Rates enables us to compare things that are different, by making them “the same” size. A rate you might see every day is miles per hour – which is the rate at which you’re driving the car. We use “miles you’d drive in an hour if you were still going this fast” no matter how many miles we’re driving.

We often do the same with prevalence. Three people with the flu is a lot when you’re talking about 3 of the 4 members of a household. But it isn’t a lot if there were only 3 cases of flu in all of New York City. That’s why we like to create a rate. 
The prevalence rate is the total or cumulative number of cases of a disease per unit of population as of a defined date—such as the rate of HIV cases per 100,000 population diagnosed in your jurisdiction as of December 31, 2021.
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Epidemiologic Terms: 
Incidence (New Cases)
▪ Incidence: The number of new cases of a disease in a population during a 

defined period of time 
▪ Incidence rate: The frequency of new cases of a disease that occur per unit of 

population during a defined period of time

Presenter
Presentation Notes
Michelle:
Another term you’ll hear a lot is incidence, which is the number of new cases of a disease in a population during a defined period of time – such as the number of new HIV cases in your jurisdiction in 2021.

And just like with prevalence, we often see prevalence data expressed as a rate. The incidence rate is the frequency of new cases of a disease that occur per unit of population during a defined period of time – such as the rate of new HIV cases per 100,000 population in your jurisdiction in 2021.
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In the chat, tell us…

In your opinion, is prevalence or incidence data is more important for 
addressing the HIV epidemic in your jurisdiction?

Presenter
Presentation Notes
Michelle:
Let’s hear from you, is prevalence or incidence data more important for addressing the HIV epidemic in your jurisdiction? 

I’ll give you a few moments to chat in. 

There really isn’t a wrong answer here - they’re both important for different reasons. It’s important to know the prevalence of HIV in your community so that we can ensure that there are enough quality services to meet the need. But it’s also important to know about incidence or new cases – because that can tell us whether and where the epidemic is growing so that we can plan prevention activities. 
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Other Common Epidemiological Terms
▪ Sample: A group of people selected from a total population with the 

expectation that studying this group will provide important information 
about the total population

▪ Trends: Long-term movement of change in frequency

▪ E.g. five-year trends in HIV incidence among youth

Presenter
Presentation Notes
Precious: 
We can’t always get data from everyone we might need to. For example, it would be difficult to get everyone with HIV in a big city to fill out a survey. So what we usually try to do is to get a sample, which is a group of people selected from the total population, to give us information. We try to make our sample as representative of the affected population as we can. The idea is that the experiences of the sample group would be similar enough to the overall population to make informed decisions based on their experience. 

It’s important to be sure that the sample is as representative as possible and to avoid what we call a “skewed sample”, which is when the group is biased in some way. For example, if you ask 100 people at a rap concert if they like rap music, you would probably get a different answer than if you asked a group of 100 people at the grocery store. 

We also often talk about trends, which is really just looking at change over time. Is there a general movement in one direction or another over time. For example, if we look across five years, does incidence in youth go up, go down, or stay the same? That would show the trend. 
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HIV Prevalence

Data available on AIDSVu

Presenter
Presentation Notes
Precious:
Let’s apply some of what we’ve learned here. AIDSVu is a put together by Emory University’s Rollins School of Public Health in partnership with Gilead Sciences, Inc. and the Center for AIDS Research at Emory University (CFAR). It shows data about the HIV epidemic in the United States at the national, state, and certain cities. All the data you see here are real data pulled right from the AIDSVu website, and we’ll use data from a mid-size city in the South as an example. 

So right off the bat, we see that the data are from 2019. One of the important things to remember about data is that it takes a while to collect, clean (which means make sure everything is accurate), analyze, and report out in a nice format like we see here. So by the time we see it, even the best, newest data might be a little “old”. Certainly, things now might be different from 2019, which was pre-COVID-19 pandemic. 

But let’s look into the data a bit. On this screen, we see prevalence data - the total number of people in this city living with HIV in 2019. We see that there were 3,976 people living with HIV. But what does that really mean? A number is just a number. Numbers need context. Is this a city of a few million people, or is it a city of a few hundred thousand? So to provide this context, AIDSVue shows us the rate of people living with HIV per 100,000 population - 1,091. So what that means is that in every 100,000 people in this city, we could expect there to be 1,091 people with HIV. 

And if we scroll down a bit, we see that the rate allows us to compare the rate of HIV in the city to much larger jurisdictions – like the state the city is in, the region, and the country overall. 

So in the chat, tell me, does this city have a higher or lower rate of HIV than the state overall?

Wait

Right – higher.

Because the rate allows us to compare the prevalence of HIV as if there were equal numbers of people in each race/ethnic group, we can also use prevalence rates to compare groups of people to identify any disparities – which is a difference in health outcomes based on a specific characteristic.


https://aidsvu.org/local-data/united-states/south/louisiana/baton-rouge/
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HIV Incidence

Data available on AIDSVu

Presenter
Presentation Notes
Precious:
Now let’s look at incidence in this city. Remember, incidence is the number of new cases in a certain period of time. So here, there were 159 new HIV infections in 2019, and again, they show the breakdown by sex, race/ethnicity, and age. 

Let’s practice our skills again. In your own words, tell me what it means that the incidence rate is 42.

Wait 

Right. If we found 100,000 people in Baton Rouge, we could expect 42 of them to have HIV.

Now if we scroll down, we see a line graph showing the change in incidence – that is, new cases – from year to year. When you look at this graph, tell me, what direction overall would you say that HIV incidence is “trending” in this city?

Down. Right. Though there are some years – like the change from 2017 to 2018 where incidence increased, we can see that overall, since 2015, HIV incidence has been going down. Now, would you say that currently this city is “trending” in the right direction?

[wait] 

Yes. Incidence is going down. Yes, from 2018-2019, incidence decreased. We’d hope that next year, this trend continues. So if we were going to use this data to make decisions, we’d want to be sure to check back each year as new data become available.



https://aidsvu.org/local-data/united-states/south/louisiana/baton-rouge/
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Examples of Data Types and Sources

▪ Epidemiologic profile
▪ HIV care continuum data
▪ Needs assessment data
▪ Service expenditure and cost 

data
▪ Client characteristics and 

service utilization data

▪ HIV tests and diagnosis
▪ Unmet need data (estimate 

and assessment)
▪ Clinical Quality Management 

(CQM) data
▪ Recipient monitoring data
▪ Performance measures and 

clinical outcomes data
▪ Data from other programs

Presenter
Presentation Notes
Precious:
There are lots of places where we get, find, and use data. 

Individual organizations may keep their own records to track their outcomes. For example, the number of people at their organization who have reached viral suppression. 

Planning councils will conduct needs assessments to help them understand the epidemic in their area. These often include quantitative data and qualitative data – often collected through focus groups. You can learn more about needs assessments in our next webinar – we hope you’ll join us. 

Jurisdictions track HIV tests and the number of people diagnosed with HIV. 

And so on. 

What other examples of data sources can you think of? Tell us in the chat. 
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Analyzing Data

Presenter
Presentation Notes
Michelle:
Data are just that – a set of numbers. And we can play with and manipulate the data – making percentages, calculating averages, and determining incidence and prevalence. But those are just numbers until we analyze the data. 

Data analysis really means looking at the information and thinking about how it was collected and what it means, with the goal of 
discovering useful information, reaching conclusions, and informing decision-making.

And this is where community expertise is so valuable. 
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What Do You Notice?

25%

9%

49%

5%

12%

Mode of Transmission, 2018
Heterosexual Contact
Injection Drug use
Male-to-Male sexual contact
Male-to-Male Sexual Contact & Injection Drug Use
Other

25%

0%

60%

0%

15%

Mode of Transmission, 2019
Heterosexual Contact
Injection Drug use
Male-to-Male sexual contact
Male-to-Male Sexual Contact & Injection Drug Use
Other

Presenter
Presentation Notes
Michelle: 
On this slide, you see some pie charts, showing the modes of transmission reported for a fictitious jurisdiction in 2018 and then 2019. Each wedge of the pie represents a different transmission category – which is the way that a person acquired HIV. Each transmission category is a different color.

All the colors are the same – so for example, yellow indicates heterosexual sexual contact. Marigold represents injection drug use. Orange represents male to male sexual contact.

What do you notice about the two charts – the change from year to year?

Wait. 

Yes, there are far fewer colors – fewer modes of transmission noted both for males and females.

In the chat, If you were presented with this data in a data presentation, what questions might this raise? Go ahed and type into the chat. 

You might ask questions like: I notice that in 2019, no one reported HIV transmission through injection drug use – why might that be? 

That’s thinking critically about data – wondering what the methods of data collection and reporting are. 

So if we go a little further with that – why did no one report injection drug use (or injection drug use and sexual contact) as their likely mode of transmission? It might be because there really wasn’t any injection drug use resulting in transmission that year. Perhaps a syringe exchange program started up and it’s been well-used and has led to a substantial reduction in transmission. Or alternately, perhaps a new law was passed around criminalization of substance use that resulted in people not feeling comfortable sharing their substance use. Or perhaps there was an error on a form and checking injection drug use wasn’t an option. Or perhaps the jurisdiction didn’t do any testing events in places where people who use substances are known to hang out. We don’t know just from looking at this graph. But the data that we see here just generated a whole bunch of ideas as to where we might take action next. We might review the data to see if we made a typo. We might review our forms. We might decide to set up a testing event or conduct outreach. We might do any number of things. But it all starts with us looking at the data.
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Analysis Practice

People diagnosed with HIV and 
linked to HIV care, 2019

128 (83.7%)

People living with HIV who 
received HIV care, 2019

3,221 (87.8%)

People living with HIV who were 
virally suppressed, 2019

2,767 (69.6%)

Presenter
Presentation Notes
Michelle: 
Take a look at the data on the screen here. Here we see some data around linkage to care, receipt of care, and viral suppression. You’ll notice that there’s a number with a percent in parentheses – I just wanted to show that often, data are presented this way – with the actual number shown and the percent of the whole group in parentheses (or vice versa). 

So looking at this, what do you say? Do you think that there’s room for improvement here? 

Wait.

Yes, we’d want to see all of these numbers higher if we could. 

In what area would you focus? How would you determine that?

Right – you might want to see some more data to learn more about why or why not people are engaging in care once they’re linked to care. Is it too far from their house for them to go regularly? Are they worried about being seen at the clinic? Are they having a hard time affording their medication? This is where some qualitative data might be really helpful. Or even a little more granular – that is, specific – data could be helpful.

We might want to know whether these percentages are consistent across groups. Let’s take a deeper look at viral suppression. 
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Analysis Practice

Presenter
Presentation Notes
Michelle: 
So here, we see the data broken out (or “stratified”) in a number of different ways. We see the viral suppression data broken out by sex, by race/ethnicity, and by age. 

Let’s focus in on viral suppression by age. Which group has the smallest percentage of people that are virally suppressed? Tell me in the chat. 

Wait. 

Right, only 48.9% of people age 13-24 are virally suppressed. There’s a pretty big difference between that and people age 60+, right?

This is potentially a place we’d want to dig in a little more. What barriers are keeping young people from reaching viral suppression? What support do they need to be able to be as healthy as they can be.

Take a minute to look over the rest of the data. Is there anything that else jumps out at you? What else would you want to explore further? How would you go about doing that? Go ahead and share in the chat. 
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Presenting Data for HIV Care 
and Prevention Planning

Presenter
Presentation Notes
MIchelle: 
Meaningful review of data requires time and effort on the part of those reviewing and using data, but also by those putting the data presentations together. In this next section, we’ll talk through some tips to present data in a way that makes it easy for people to engage with it and make informed, data-driven decisions. 
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In the chat, tell us…

What do you find most challenging about understanding and using 
data for HIV care and prevention planning – or what was most 
challenging when you first became involved?

Presenter
Presentation Notes
Michelle:
But before we do, let’s hear from you all about what you find most challenging about understanding and using data for HIV care and prevention planning – or what was most challenging when you first became involved?

Take a moment to read through each other’s answers; the data here about what is most challenging might inspire you to find new and improved ways to share your data. 

Thanks for sharing.
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Consider How People Will Review Data

Presenter
Presentation Notes
Michelle:
When you’re developing a data presentation (or any presentation), think about how the user will view your data. Will they be looking at it printed on paper? Will they be looking at it on their laptop? Their phone or an iPad? Or will they be in-person, sitting together and looking at a screen? 

If a person is viewing the data on a screen, they will probably be able to adjust the resolution or size to enable them to see it well. That means you can use smaller size text – but still, be reasonable. Nothing less than 12pt font. But if you’re expecting people to review the data on paper, you’ll want to make sure that your font size in charts and tables is readable (again, nothing less than 12pt font). 

If people will be seeing the data projected on a screen from a distance, say, in a meeting room or auditorium, you’re going to need to make sure that the text on the screen and the data being presented are readable. Raise your hand or tell me in the chat if you’ve ever been in a meeting or at a conference where the presenter put a chart or a graph on the screen and said, “yeah, I know you can’t read this, but this chart shows….” If your audience can’t see the data to understand it, they can’t make informed decisions about it. They’ll be depending on you and your analysis, and that’s not the point of the presentation. 

Additionally, if you’re expecting that people will be reviewing the data on screens their own time, you might be able to include links to additional information. But if the person is viewing the presentation in a large group setting, or on a webinar like this one, they won’t be able to click on links (at least not right away) ), so you’ll need to provide all of the information that the person will need. 

If you expect that people will be reviewing the data on their own time, create opportunities to discuss the data with others or to ask questions. If people will be reviewing together, take questions, but also allow time to work or ask questions in small groups to support people who may feel uncomfortable speaking up in a large group. 
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Formatting Data

▪ Write a slide title that reinforces the data’s point
▪ Immediately appealing
▪ Make sure your data can be seen and is easy to read
▪ Use bolding or highlighting to emphasize important points
▪ Focus most on the points your data illustrates
▪ Leave white space

40

Presenter
Presentation Notes
Michelle:
Think about how your data will be viewed. 

Start by including slide title that makes clear the point of the data on the slide in order to focus the audience. 

The material should draw the eye and be immediately appealing. If you’re creating the material, try to include someone with experience in graphic and material design on your development team. The layout should create a clear and obvious path for the eye to follow, and the information should have a consistent style and structure. It's important that the font be common and easy to read, such as Times New Roman, Arial, or Calibri. Fun fonts may be exciting, but people with limited health literacy find them difficult to read because they deviate from the familiar character shape. Also, make sure the size is easy to read and appropriate for the way in which the data will be presented – you’ll need a larger font if you’ll be projecting onto a screen to a large group. Any text and supporting charts or graphs should be close together so readers can easily tell that the paragraph is related to that chart. 

Bolding or highlighting can also help to emphasize important points, and can help to direct the audience to the aspects of the data that are the most important. 

Make sure that there is enough white space – too much text or data can be overwhelming.
�Citation: Indian Health Service, and Centers for Disease Control and Prevention, 2009
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Use Images, Graphics, and Charts

Presenter
Presentation Notes
Michelle:
Effective materials also contain simple images, graphics, or charts that supplement the text. Infographics (information conveyed through imagery) and pictographs (graphs where pictures or symbols are used to represent the various points and data) are particularly effective. 

Let’s look at this example here. These pictographs depict prevalence rates, and do a great job of highlighting some apparent disparities in HIV prevalence in this city. For example, the prevalence rate of HIV among Black females is 22.4 times the prevalence rate of White females in this jurisdiction. 
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Chart Options
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Presenter
Presentation Notes
Michelle:
The way you choose to display your data visually can really have an impact on a person’s ability to understand what you are trying to relay. There are so many options. I’ve included a few on this slide as an example. 

There are bar charts, which are good for showing numbers that are independent of each other. 
What might be good to show on a bar chart?
[Seed chat with favorite snack of everyone on the Planning Council]

Pie charts to show you how a whole is divided into different parts. 
What might be good to show on a pie chart?
[Budget expenditures]

Line Graphs show how numbers have changed over time, and are used when the data are connected, to show trends.
When in HIV planning or care delivery might a line graph be helpful?
[Seed chat with incidence of new HIV infections each year]

Bubble charts can be fun and show values using different size circles. Bigger bubbles indicate greater amounts, and the smaller circles represent smaller values. 
When in HIV planning or care delivery might a bubble chart be useful?
[Seed chat with resource allocation]

You could also use an area heat map, like we see here. Different colors represent different values. For example, in this map, the darker areas indicate places where there are higher rates of people living with HIV. 
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Data Presentation Tips

▪ Hold a training before the data presentation to help orient people 
to what data will be covered and how it will be presented

▪ Give the audience opportunity to review data ahead of time or 
after the presentation before asking them to make decisions 

▪ Use simple words and short sentences
▪ Present to your audience, not to your data
▪ Allow for and encourage questions throughout the presentation 

Presenter
Presentation Notes
Michelle:
We’ve talked a lot about the visual style of the data presentation, but of course, data presentation also involves the delivery of data. 

One thing that we hear from jurisdictions that is really helpful is to hold a training before data presentations to help orient people who might be new to using data for community planning or service delivery improvement. During these trainings, jurisdictions often go over the type of data that will be presented, common data-related terms that will be used in the presentation (like we went through today), and things to look for during the presentation. Offering a training ahead of time can help people feel more comfortable with the data and give them the confidence to engage more fully in the data presentation event. It also provides a safe space of sorts for people to ask question about data. 

It can also be really helpful to provide the data to people in advance of the presentation. Ryan White Part A Planning Councils receive data presentations that inform their priority setting and resource allocation decisions. What we heard from a number of jurisdictions was that during COVID, as these presentations switched to virtual formats, the jurisdiction started sending the materials ahead of time and offering a little support understanding the data before the big virtual data presentation (that is typically done in-person). But they found that given this little “sneak peek” at the data, Planning Council members were more engaged than they had been in-person, and many jurisdictions plan to continue to offer these trainings and “sneak peeks” ahead of time to help members prepare. Some people just like a little extra time and space to process data before being in a large group setting that can be pretty intimidating!

During data presentations, use simple, short sentences and use common words where possible. Even though we sometimes need to use big or complicated words like “antiretroviral” or “viral load”, we can and should use plain language to explain what they mean. 

Be sure to always face your audience, not your data presentation. By making eye contact with your audience, you’ll be able to get a feel for whether they understand the data or whether you need to explain it again or differently.

And last but certainly not least, allow time for and encourage questions throughout the presentation. I know that data presentations often have a lot of content to get through and a very short amount of time to do it. But the point is to give information to your audience so that they can make informed, data-driven decisions. Fostering an environment where questions are encouraged helps to ensure that everyone is able to participate and ensure that their voice is heard. 
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In the chat, tell us…

▪ If you prepare or present 
data, what tips do you have 
for the group? What has 
worked in your jurisdiction/at 
your organization?

▪ If you don’t typically prepare 
or present data, how would 
you like to engage with 
data?

Presenter
Presentation Notes
Michelle:
So now, let’s hear from you. In the chat, tell us: If you prepare or present data, what tips do you have for the group? What has worked in your jurisdiction/at your organization?

And if you don’t typically prepare or present data, how would you like to engage with data?

I’ll give you a few moments to respond.

Wait. 

Thanks for that.
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Avoid

▪ ALL CAPITAL LETTERS
▪ Italicized text
▪ Underlined text
▪ Acronyms and contractions
▪ Technical words or jargon

45

Presenter
Presentation Notes
Precious:
OK – now that we’ve talked about best practices in presenting data, let’s briefly touch on a few things to avoid. 

Avoid using ALL CAPITAL LETTERS, even in the title of the document. It can be difficult to read words or phrases in all caps because the letters are all the same size. Many people also believe that all caps mean that someone is yelling or angry.  Avoid using italicized or underlined text, too. These styles can disrupt the reader’s flow and presents additional challenges for people with limited health literacy or vision.

Also try to avoid acronyms, highly technical words, and jargon where you can. While the general rule is that acronyms can be used in written materials following the first full reference, acronyms can still be difficult for people with limited health literacy because they need to go back and redefine them, interrupting their flow and causing them to lose their place. 

What have your jurisdictions done to help people understand some of the technical words or jargon we often use when we talk about HIV?
�
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Resources to Learn More

▪ Planning CHATT Training Guide
▪ NMAC Building Leaders of Color (BLOC)

Presenter
Presentation Notes
Precious:
The Planning CHATT Training Guide is designed to help planning councils/planning bodies (PC/PB) conduct orientation and ongoing training to prepare members to participate fully in RWHAP Part A planning and decision making. Composed of ten modules, the Training Guide makes easy to develop engaging, effective and interactive training sessions for PC/PB members. Trainers can select and customize training materials from the Training Guide to meet their jurisdiction’s needs. Module 10 focuses on Data-based Decision Making: Understanding, Assessing, and Using Data.

The Building Leaders of Color Living with HIV (BLOC) project trains people of color with HIV to be full, active, and engaged participants on planning bodies, medical and support care teams, boards of directors, and other efforts to address the goals of the National HIV/AIDS Strategy. The BLOC training includes a module on data. 

https://targethiv.org/planning-chatt/training-guide
https://www.nmac.org/programs/thecenter/bloc/
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The Next Webinar

Conducting Community Needs Assessments to Inform Priority Setting and 
Resource Allocation (PSRA) for HIV Prevention and Service Delivery Efforts
April 26, 2022
Register today!
See you there!

Presenter
Presentation Notes
Precious:
Our next webinar will be on an overview of how to conducting community needs assessments to inform priority setting and resource allocation (PSRA) for HIV Prevention and Service Delivery Efforts. This webinar will help support and mentor People With HIV (PWH) participate in the HIV Workforce and Planning Council/Planning Body Activities. It will also define community needs assessment processes utilized by planning councils and other organizations to guide priority setting and resource allocation for HIV Prevention efforts. You can register for this webinar on the ELEVATE Webinar Page on TargetHIV.org/elevate. We hope to see you there! 


https://targethiv.org/calendar/elevate-conducting-community-needs-assessments-inform-priority-setting-and-resource
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Thank You!

Presenter
Presentation Notes
Michelle:
 Thank you very much for joining us today. We have some time for questions and answers, so go ahead and think about and chat those in now while we make some announcements. 
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Get in
Touch

Charles Shazor Jr.
(Pronouns: he, him, his)
Manager
The Center to End the Epidemics
cshazor@nmac.org

Lauren Miller
(Pronouns: she, her, hers)
Health Equity Program Coordinator
The Center to End the Epidemics
lmiller@nmac.org

Presenter
Presentation Notes
Michelle: 
If you have any questions about the ELEVATE program, you should contact Charles Shazor or Lauren Miller at NMAC. 
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Please complete the 
evaluation!
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Q&A

Presenter
Presentation Notes
Michelle: 
And now, we have time for some questions and answers. 
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