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Learning Objectives  
1. Understand the new New York State DOH AIDS Institute’s HIV 

Quality of Care Program organizational assessment domain 
for  development and use of facility level HIV care cascades. 
 

2. Learn from community health centers and a large 
metropolitan hospital about how to develop and use facility 
level cascades. 
 

3. Learn from a rural ASO in Alabama how to use quality 
management practices to enhance and track retention in 
care,  monitor viral suppression, and assess these indicators 
across at-risk populations. 
 
 
 



Defining the “End of AIDS” 
A 3-Point plan announced by the 
Governor on June 29, 2014 

1. Identify all persons with HIV who remain 
undiagnosed and link them to health 
care. 

2. Link and retain those with HIV in health 
care, to treat them with anti-HIV therapy 
to maximize virus suppression so they 
remain healthy and prevent further 
transmission. 

3. Provide Pre-Exposure Prophylaxis (PrEP) 
for persons who engage in high-risk 
behaviors to keep them HIV negative 

 

Reduce the number of new HIV 
infections to just 750 [from an 

estimated 3,000]  
by 2020  

 

Ending the Epidemic 



Public Release of the Blueprint 
 April 29, 2015 

We must add AIDS to the list of diseases conquered by our society, and 
today we are saying we can, we must and we will end this epidemic.         
~Governor Cuomo 
 



 Use of data for QI   
 





Facility Level Improvement: 
Using Robust Quality Improvement 
• Reliably measuring the magnitude of a problem 

• Identifying the root causes of the problem and measuring 

the importance of each cause 

• Finding solutions for the most important causes 

• Proving the effectiveness of those solutions 

• Deploying programs to ensure sustained improvements 

over time 

 

Chassin & Loeb.  Health Affairs April 2011 30 
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Quality of Care Organizational Assessment: 
Ending the Epidemic (ETE) Domain 

Background 
 2014 NYSDOH HIV Quality of Care Program Clinical and 

Consumer Advisory form joint ETE Quality of Care Sub-
committee 

2015  Development of new ETE domain to New York State’s 
 Organizational Assessment to assess how healthcare 
 agencies generate and use facility level cascades. 

2016 January – Official Launch of ETE domain, included in 
 assessments at all HIV medical facilities in New York State 
 performed by NYSDOH - Office of the Medical Director 
 staff 



Quality of Care Organizational Assessment 

• Who is it for?  
• Any clinic that provides HIV medical care 

 
• Purpose:  

• To improve organizational infrastructure for QI activities 
 

• Who implements the Organizational Assessment?  
• Expert QI coaches from NYSDOH AI staff and internal key 

stakeholders are involved in the assessment process 
• Self evaluation  

 
• How is it scored?  

• There are 8 domains, receiving a score of 0-5  



Quality of Care Organizational Assessment 

•8 Domains: 
• Quality Management 
• Workforce Engagement in HIV quality program 
• Measurement, Analysis, and Use of Data to Improve Program 

Performance 
• Quality Improvement Initiatives 
• Consumer Involvement 
• Quality Program Evaluation 
• Achievement of Outcomes 
• Ending the Epidemic Initiative (NEW) 

•How are the results used? 
• To develop a workplan with specific action steps to improve the 

facility’s Quality Management Program 



Ending the Epidemic Assessment Domain 
Why construct a facility-level cascade?? 

Aligned with NYS Ending the Epidemic Initiative, facilities assess how 
all PLWH who touch their institution are linked to ongoing care that 
results in achieving viral load suppression. 

 
The facility-level cascade then is a driver to identify areas of focus to 

reach those patients not connected to care sparking improvement 
activities to achieve these goals.  

 
The facility-level cascade visibly portrays the success of the agency in 

achieving both patient and public health goals related to ending the 
epidemic.    

Presenter
Presentation Notes
To assess how the program selects, gathers, analyzes and uses data based on the cascade of care to improve performance. This includes how cascade data are collected and used by leaders, staff and the quality program to improve outcomes along the cascade throughout the entire healthcare agency and to achieve program goals.




Domain H: Ending the 
Epidemic Initiative 

H. Ending the Epidemic Initiative:  (A New Domain From the NYSDOH – AIDS Institute Organizational Assessment) 

GOAL: To assess how the HIV program generates and uses facility level cascades to identify opportunities for 
improvement and develop data-driven improvement plans, to align initiatives, and to ensure that accurate and timely   
information about the care engagement and viral load suppression status of patients is available to all members of 
the facility so that they can effectively achieve both patient and public health outcomes as New York State 
accelerates its work to end the HIV epidemic.   

The Ending the Epidemic section assesses how the program selects, gathers, analyzes and uses data based on the 
cascade of care to improve performance. This includes how cascade data are collected and used by leaders, staff and the 
quality program to improve outcomes along the cascade throughout the entire healthcare agency and to achieve 
program goals. 
H.1. To what extent does the HIV program routinely generate and use facility level cascades to drive improvement and 
address gaps in care?  

Each score requires completion of all items in that level and all lower levels (except any items in level 0) 
Getting Started 0  Facility does not report required rates of retention, treatment and viral load suppression. 

Planning and 
initiation  1 

Facility: 
 Reports required rates of treatment, retention, and viral load suppression. 

Beginning 
Implementation 2 

Facility: 
 Can annually construct a cascade that reports rates of retention, prescribed ART, and viral 

load suppression. 

Implementation 

3 

Facility: 
 Can conduct an analysis, based on its facility level cascade, to understand why patients do 

not meet expected outcomes and develop an intervention plan based on its analysis. 
 Facility leaders, quality committee members, including providers and consumers, and 

facility staff use facility level cascade to develop and implement a quality improvement 
plan.  

 Implements quality improvement plan, tracks the impact of interventions on facility level 
cascade rates, and responds to the results of QI projects. 

 Involves community service agencies, including health homes, in process analysis and 
improvement plans to address linkage, engagement, re-engagement, and viral 
suppression. 

 Makes its cascade visible to its internal stakeholders, and discusses it with its community 
advisory board. 

Progress toward 
systematic 

approach to 
quality 

4 

Facility: 
 Can measure whether or not HIV+ patients are linked to medical care when they engage 

with any unit of the facility (including, but not limited to emergency room and supportive 
services) and can identify the status of every HIV+ patient ever seen at the facility 

 Can stratify data to identify potential disparities in care provided to sub-populations. 
 Identifies patients who are lost to follow up and reaches out to its local health department 

or the State or other source to determine whether or not each patient has been engaged 
in care elsewhere.  

Full systematic 
approach to 

quality 
management in 

place 

5 

Facility:  
 Produces, at least annually, a full cascade that includes facility wide testing and linkage 

rates within the institution, including, but not limited to emergency departments, 
inpatient units and appropriate ambulatory care clinics 

 Follows longitudinal cohorts of patients enrolled in care at the facility over a 24 month 
period to assess retention, treatment, and suppression. 



H.1. To what extent does the HIV program routinely generate and use facility level cascades to drive improvement and 
address gaps in care?   

Each score requires completion of all items in that level and all lower levels (except any items in level 0)  
Getting Started  0   Facility does not report required rates of retention, treatment and viral load suppression.  

Planning and 
initiation   1  

Facility:  
 Reports required rates of treatment, retention, and viral load suppression.  

Beginning 
Implementation  2  

Facility:  
 Can annually construct a cascade that reports rates of retention, prescribed ART, and viral load 

suppression.  

Implementation  

3  

Facility:  
 Can conduct an analysis, based on its facility level cascade, to understand why patients do not 

meet expected outcomes and develop an intervention plan based on its analysis.  
 Facility leaders, quality committee members, including providers and consumers, and facility 

staff use facility level cascade to develop and implement a quality improvement plan.   
 Implements quality improvement plan, tracks the impact of interventions on facility level 

cascade rates, and responds to the results of QI projects.  
 Involves community service agencies, including health homes, in process analysis and 

improvement plans to address linkage, engagement, re-engagement, and viral suppression.  
 Makes its cascade visible to its internal stakeholders, and discusses it with its community 

advisory board.  
 

Presenter
Presentation Notes
More challenging aspects of implementation are – the analysis/drilling down the data to understand why patients are not meeting the outcome; & working with community service agencies (including health homes) to address linkage, engagement and VLS.



Progress toward 
systematic  

approach to 
quality  4  

Facility:  
 Can measure whether or not HIV+ patients are linked to medical care when they engage with 

any unit of the facility (including, but not limited to emergency room and supportive services) 
and can identify the status of every HIV+ patient ever seen at the facility  

 Can stratify data to identify potential disparities in care provided to sub-populations.  
 Identifies patients who are lost to follow up and reaches out to its local health department or the 

State or other source to determine whether or not each patient has been engaged in care 
elsewhere.   

 

H.1. To what extent does the HIV program routinely generate and use facility level cascades to drive improvement and 
address gaps in care?   

 

Full systematic 
approach to 

quality  
management in 

place  

5  

Facility:   
 Produces, at least annually, a full cascade that includes facility wide testing and linkage rates 

within the institution, including, but not limited to emergency departments, inpatient units and 
appropriate ambulatory care clinics  

 Follows longitudinal cohorts of patients enrolled in care at the facility over a 24 month period 
to assess retention, treatment, and suppression.  

Comments:   

 

Presenter
Presentation Notes
Minimal number have yet to progress toward a systematic approach (score 4) to using the cascade for quality.  We will hear from one early adopter today – NYP – a large Urban Hospital that is looking across the hospital system “institution” regardless of “where” they enter the system.  We are seeing instances of greater partnership with local and state health Depts. and/or CBOs to determine engagement in care/outreach for those not linked or suppressed.

Score of 5- we see some programs who follow cohorts of patients over 24 months to assess retention but not as part of a cascade.



Guidance Example: Community Health Care Network 
HIV Testing and Linkage to Care- 2013 

₁ 

₁  Linked to Care =  # of newly diagnosed HIV + patients with 1st visit to PCP within 4-6 weeks of confirmatory HIV+ 
test.   

₁  



Guidance Example: Community Health Care Network 
HIV Treatment Cascade - 2013 

₁ 

₁ 
   Retained in Care = % of patients with 1 visit per quarter  within 2013 
₂ 
  Virally Suppressed =  % of patients with VL <200 cps/ml at last VL test in 2013 

₂ 



Guidance Example: Community Health Care Network 
HIV Treatment Cascade - 2013 





Challenges and Unresolved Issues 
• Testing: 

• Who should be tested?  How often? Is there a standard for 
facility-based testing? 

• Linkage: 
• What’s the right timeframe for linkage within the facility? 
• What about linkage to an outside clinic? 
• Who’s eligible for linkage:  how long is a case open?  

• Retention: 
• What’s the right measure?  Is there one? How do different 

needs translate into measurement? 
• Data Source: 

• How will you identify the eligible patients? 
• Resistance?  
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• Helps 
• Supportive facility leadership 
• AIDS Institute and NYCDOHMH 

sponsorship & TA:  Ending the 
Epidemic!! 

• Designated data staff, esp for 
larger programs 

• Strong quality management 
program 

• Early engagement of IT 
department 

• Transparency across institution of 
the visual display 

• Ability to analyze by key 
populations and then focus on 
them 

• Hinders 
• Lack of clarity about the 

denominator 
• Access to larger data sets and RHIO 

data 
• Staff turnover 
• Weak QI program 
• Time commitment  

Facility-level Enablers and Challenges 



Linking to Improvement 

 
 
 



Next Steps: 
 

• Finalize facility level cascade data collection tool and guidance 
 

• Provide webinars, technical assistance and learning 
communities to strengthen capacity at agencies across the 
state. 



2016 NATIONAL RYAN WHITE CONFERENCE ON HIV CARE & TREATMENT 

Acknowledgements 

Susan Weigl 
Jacob Lowy 
Steve Sawicki 
Stephen Crowe 
Dan Belanger 
Dan Ikeda 
Demetre Daskalakis, Bisrat Abraham & NYCDOHMH HIV CSU 
Quality of Care Advisory Committee 
Consumer Advisory Committee 



2016 NATIONAL RYAN WHITE CONFERENCE ON HIV CARE & TREATMENT 

NY Presbyterian Hospital’s Facility 
Level Care Cascade: Development, 
Presentation, QI Use, and Next Steps 

Randi Scott, MA  
Data Coordinator, NY Presbyterian Hospital 

Presenter
Presentation Notes
As described earlier, Governor Cuomo  recently unveiled his End the Epidemic initiative, with the goal of reducing the number of new HIV infections in NY state from 3000 a year to 750 a year by 2020. We are making progress towards this goal, with rates of new infection in NY state falling over the past few years.

However, it is important to track progress over the entire continuum of HIV care, not just reduction of new infection rates. Steps on this continuum include screening, linkage to care, retention in care, and ultimately, viral suppression.

The care cascade is an important tool that can be leveraged to track progress along this continuum, improve treatment and outcomes, and ultimately end the epidemic in NY state.
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Why Build a Care Cascade? 
• Assess progress in HIV care, identify gaps in care, and 

drive efforts to improve care in a variety of 
populations1 

• Address institutional gaps in real-time as opposed to 
using claims data 

• Coordinate cross-institutional and regional response 
to gaps in care 
 
 

 

1NYS DOH AIDS Institute 

 

Presenter
Presentation Notes
Why build a care cascade? 

As the NY State Department of Health emphasizes, a care cascade can help us assess progress in HIV care, identify gaps in care, and help improve care in a variety of populations, including facility-wide, regional, and even national populations.

An important advantage of the care cascade is that enables us to address gaps at the institutional level in real-time. The New York Presbyterian care cascade will have data refreshed every 24 hours.  Previously,  NYP was relying on claims data, which limits actions to 6 months after the medical encounter.

Finally, if  multiple organizations develop cascades using similar definitions, we will be able to coordinate cross-institutional and regional responses to gaps in care. As an example, a joint cascade could help institutions de-duplicate the HIV patients seen in multiple institutions throughout the region.
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Cascade Design 
• NYP HIV screening rate: 19% (105,772 patients ever screened 

out of 569,165 total patients seen in prior 24 months) 
• Institutional cascade universe of patients: seen at NYP in past 

24 months and ever diagnosed HIV+ (N=5,377) 
• Housed in Tableau, with capability to view data graphically and 

create individualized visualizations  
• Ability to click to drill down to table data for individual patients, 

with fields including: 
• Demographics 
• Location/date and provider at last NYP visit 
• Primary care data (if applicable) 
• Recent ED & Inpatient Utilization 
• Viral load and CD4 Data 

 

 

Presenter
Presentation Notes
Before going into detail about the cascade design, I would like to point out that NYP’s HIV screening rate is 19% (around 106,000 patients ever screened out of  around 569,000 total patients seen at NYP in the prior 24 months).

For the purposes of the cascade I will present today, the cascade universe of patients in anyone seen at NYP in the past 24 months  and ever diagnosed HIV+ (5,377 people). This includes patients seen in any capacity – ED, inpatient, or ambulatory clinics.

The cascade will be housed in Tableau, a data visualization software. This will give us the capability to view data graphically and create individualized visualizations, which I will demonstrate later. 

We will also have the ability to click down to table data for individual patients, with fields including demographics, information about  last NYP visit, primary care data if applicable, any recent ED or inpatient utilization, and viral load and CD4 data.
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Measure Definitions 
Measure Time Period Definition 

HIV+ Caseload* Prior 24 months 
Any HIV confirmatory test positive or  
ICD9 & ICD10 codes c/w HIV infection in either 
billing or EMR 

Engaged in Care† Prior 12 months HIV+ with primary care visit 

Retained in Care† Prior 12 months HIV+ with primary visit in each 6 month period 

Retained in Care† Prior 24 months HIV+ with primary visit in each 6 month period 

Prescribed ART† Prior 12 months HIV+ with any record of ARV in EMR  

Virally Suppressed† Prior 12 months HIV+ and most recent viral load test drawn in 
the past year <200 copies/ml 

Universe of patients = seen at NYP in past 24 months and ever diagnosed HIV+  
All lab and visit data is NYP only 
       

*NYP  
†NYS DOH 

Presenter
Presentation Notes
Here are the measures used on our cascade. The  base population is our HIV+ caseload over the prior 24 months, identified using confirmatory test results or ICD codes in the billing or EMR.
Next, we have engagement in care over the prior 12 months, which is defined as being HIV+ with a primary care visit during this period. We defined primary care visits as visits to any of our primary care medical home ambulatory clinics.
For retention in care over the prior 12 months, HIV+ patients needed to have a primary visit in each 6 month period of the year. 
For retention over the past 24 months, HIV+ patients needed to have visits in each 6 month period of the past 2 years.
A patient was considered prescribed ART in the last 12 months if they had any record of an ARV in their EMR.
Finally, they were considered virally suppressed if they were HIV+ and their most recent viral load in the last year was <200. 
Most of the measures and definitions were taken from the NYS DOH care cascade for consistency. Once again, it is important to note that all lab and visit data is NYP only, which is a limitation of the cascade.
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NYP Institutional Care Cascade 
Inclusion Criteria: seen at NYP from 7/19/2014-7/19/2016 (24 months), 
ever diagnosed HIV+  

Click to Filter: 
Last NYP Contact 

Primary Care Site 

Presenter
Presentation Notes
Here we can see a cascade of patients seen in the past 24 months at NYP who were ever diagnosed HIV+.  The first 4 measures follow the expected cascade fall-off pattern, followed by an increase between 24-month retention and viral suppression. 

Although all the gaps are important to examine, it is clear that the largest gap is between our original caseload and the number of patients engaged in care in the last 12 months. This could be partly due to missing data, since at this point we don’t know if some of the original caseload is engaged in care elsewhere. Still, it is clear that work needs to be done on shrinking this gap. 

Finally, I will note that there is a 44% viral suppression rate in this population, which is below the state # of 52% for persons diagnosed with HIV in the 2013 NYS Care Cascade. Again, this could be partly due to missing data, because we don’t know if patients in our base population are engaged or suppressed elsewhere.  Still, this shows  there is considerable room for improvement.

On the left, you can view some filters that can be used to filter the cascade visualization to certain populations. For example, a user may want to view just patients engaged in primary care at an NYP HIV clinic. If so, they would just click on that checkbox, and then….
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NYP HIV Clinic Care Cascade 
Inclusion Criteria: seen at NYP from 7/19/2014-7/19/2016 (24 months), 
ever diagnosed HIV+, most recent ambulatory visit at an NYP HIV clinic 

Click to Filter: 
Last NYP Contact 

Primary Care Site 

Presenter
Presentation Notes
… we can see this population. This cascade contains the same measures as the graph on the previous slide, but this time filtered down to patients whose most recent ambulatory visit was at an NYP HIV clinic – our indicator that a patient was engaged in HIV primary at NYP at some point.

We can see immediately that the rates are significantly higher for all measures along the cascade. There may be several reasons for this: this population consists of patients who by definition have been linked to care at some point, as they have been seen at an HIV clinic at some point. Thus, it makes sense that they would have a higher pattern of engagement throughout the cascade then the general NYP HIV+ population. Additionally, this speaks to the benefits of having HIV patients seen at a Center of Excellence dedicated to comprehensive HIV care. However, the 71% viral suppression rate is below the NYS 2013 # of 82% viral suppression among patients with any care. 

Looking at the graph, it is clear the data at this point is not perfect. For example, the number of HIV patients at our 2 clinics should be much higher. 
Furthermore, ARV use is lower than the viral suppression rate, which does not make clinical sense. This is an iterative process, and the useful part about graphing out the data is that it allows us to see things that don’t make sense and continually make improvements. 
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Data Drilldown 

Presenter
Presentation Notes
This slide shows a mockup of the table of individual patient level data that will be shown when a user clicks on one of the cascade bars. Again, these fields include demographic information, information about last NYP visit, any primary care, ED, and inpatient utilization, and clinical data including viral load and CD4. Having the patient level information will allow users to drill down from a population view and facilitate individual-level interventions.
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Notes and Tips on Cascade Development: 

• Development of measure definitions – from group consensus based on 
examining state and city cascades and other state measure definitions (e.g. 
eHIVQUAL; HRSA) 

• Working with IT department 
o Include IT in development discussions from the very beginning – important 

to know what is possible from a data perspective before getting too far 
into the process 

o Importance of checking in regularly after examining each iteration of the 
data, as sometimes there is miscommunication about what data is needed 
and how to extract it 

• Start graphing rough versions of the data early in the process – this makes it 
easier to see patterns as well as data errors  

• Need tight collaboration from many roles in the institution in order to develop 
accurate cascade and generate interest – e.g. data coordinator, program 
coordinator, analytics, medical providers, etc. 

 

Presenter
Presentation Notes
Here are some notes and tips on cascade development that we have experienced building the NYP cascade.
First, as noted earlier, we came to a group consensus on our measure definitions from other state and federal definitions.
We included IT in discussions from the very beginning, and checked in with them regularly to determine what was possible and ensure that data requests were communicated accurately.
I would suggest starting to graph rough versions of the data early in the process, making it easier to see patterns as well as data errors.
Finally, it’s important to have tight collaboration between many roles in the institution. This enables the development of “champions” among the way and allows for early input from a variety of sources before getting too far in the development process.
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Lessons Learned 
• Interventions will be difficult without integration of institutional 

cascades through health exchange (e.g. Healthix) 
• Data incomplete and inaccurate unless proven otherwise: 

• Fragmented IT systems 
• Extraction from multiple data sources 
• Field types 
• Maintaining updated data dictionary and lab/diagnostic codes 

• DON’T WAIT FOR PERFECTION – act on the patients you know 
about right away 

 

Presenter
Presentation Notes
One of the ultimate goals of this initiative is to use cascades from multiple institutions  to gain a better understanding of where patients are located on a regional level. As I stated earlier, the NYP facility-level cascade suffers from a lack of data, as it cannot tell us which patients are linked elsewhere and where they are receiving care. Integrating multiple institutional cascades through a RHIO such as Healthix would give more accurate insight into the cascade numbers.

As I mentioned earlier, we still have significant issues with our data. Thus, it is important to assume the data is incomplete and inaccurate unless proven otherwise. Some of the reasons for these issues include fragmented IT systems and the need to extract from multiple data sources. For example, the NYP Columbia campus uses Allscripts, while the Cornell campus uses Epic. Integrating these has been a continuing challenge. There is also the difficulty of extracting information from free-text fields, and keeping updated and detailed data dictionaries.

Despite these issues, don’t wait  for the cascade data to be totally complete and accurate before performing interventions. It is important to act on the patients you know about right away to in order to make an immediate difference in patient care.
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Next Steps before Facility Wide 
Implementation 
• Refine measure parameters and extraction process to 

improve data accuracy  
• Determine best ways of presenting cascade 

information, both graphically and in table form 
• Consult key stakeholders, such as patients, providers, 

care coordinators, and administrators 
• Ensure use of the cascade is in line with institutional 

and legal guidelines 
• Develop workflows based on identified gaps in care 

 
 

 

Presenter
Presentation Notes
As I previously noted, our data is currently inaccurate and incomplete, so the first step is to continue refining our parameter definitions and extraction processes to address this problem. Furthermore, we will continue to work on ways to improve our presentation of the data to make it more intuitive for the end user.

As in any project, stakeholder engagement is important during the process. This includes providers, care coordinators, administrators, and of course patients.

We must also ensure that our use of the cascade is in line with legal and institutional guidelines, especially since we are working from population health data to individual interventions.

Finally, we will begin to develop workflow based on the gaps of care identified in the cascade.
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Closing the Gaps 
• Pilot interventions to close gaps in HIV Clinic first 

• Notification of all positive HIV test results at NYP to facilitate 
linkage of newly diagnosed patients  

• Working with navigators in ED and inpatient for real time 
linkage of PLWH not engaged in care 

• Development of care plans for virally unsuppressed patients 
in multidisciplinary care teams 

• Take lessons learned from pilot to help inform institution 
wide interventions to close gaps 
 
 

 

Presenter
Presentation Notes
There are already workflows developed in our HIV clinics aimed at closing the gaps in HIV care. One example listed above is notification of all positive HIV test results at NYP to facilitate linkage of newly diagnosed patients. Other workflows involve the use of ED and inpatient navigators and multidisciplinary care teams. We plan to take the lessons already learned from these pilot interventions to help inform institution wide interventions. This includes what works, what doesn’t work, and what may need to be changed when scaling up from the clinic to institution level. 
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Facility Level Cascades for 
Quality Improvement 
 
 



TREATMENT CASCADE FOR  
THE FAMILY HEALTH CENTER OF HARLEM   

100% 

90% 91% 

73% 

0%

20%

40%

60%

80%

100%

Ever Linked to HIV Care at
IFH Harlem

Retained in HIV Care in
2014

Started ART Suppressed Viral Load in
2014

IFH Harlem HIV Care Cascade 2014  

Presenter
Presentation Notes
Care coordination, access, patient self management support



Inclusion/exclusion criteria  

• Universe of patients: Patients receiving HIV primary 
care at the Family Health Center of Harlem  

• Linked to care: Any patient with at least 1 HIV primary 
care visit in 2014, without documentation of outside 
provider 384  

• HIV Primary Care Visit: Discussion/treatment of HIV; HIV 
related labs; ART prescription   

• Retained in care: Patients with at least 1 HIV primary 
care visit in the first 6 months of the year and in the 
second 6 months of the year 346  

• Started on ART: Patients with at least 1 ART 
prescription in 2014 324 

• Suppressed Viral load: Patients with a viral load ≤200 at 
last lab in 2014 280  

 
 

Presenter
Presentation Notes
Care coordination, access, patient self management support





How have we used the treatment  
cascade? 

• Identify areas for CQI improvements  
• Retention  
• Viral load suppression  

• Publicize work  
• Motivate/engage front line staff  
• Motivate/engage patients  
• Next steps: Institute wide cascade  
 
 

Presenter
Presentation Notes
Care coordination, access, patient self management support
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NY Presbyterian Hospital’s Facility 
Level Care Cascade: Development, 
Presentation, QI Use, and Next Steps 

Randi Scott, MA  
Data Coordinator, NY Presbyterian Hospital 

Presenter
Presentation Notes
In 2014, Governor Cuomo unveiled his End the Epidemic initiative, with the goal of reducing the number of new HIV infections in NY state from 3000 a year to 750 a year by 2020. We are making progress towards this goal, with rates of new infection in NY state falling over the past few years.

However, it is important to track progress over the entire continuum of HIV care, not just reduction new infection rates. Steps on this continuum include screening, linkage to care, retention in care, and ultimately, viral suppression.

The care cascade is an important tool that can be leveraged to track progress along this continuum, improve treatment and outcomes, and ultimately end the epidemic in NY state.
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Why Build a Care Cascade? 
• Assess progress in HIV care, identify gaps in care, and 

drive efforts to improve care in a variety of 
populations1 

• Address institutional gaps in real-time as opposed to 
using claims data 

• Coordinate cross-institutional and regional response 
to gaps in care 
 
 

 

1NYS DOH AIDS Institute 

 

Presenter
Presentation Notes
Why build a care cascade? 

As the NY State Department of Health emphasizes, a care cascade can help us assess progress in HIV care, identify gaps in care, and help improve care in a variety of populations, including facility-wide, regional, and even national populations.

An important advantage of the care cascade is that enables us to address gaps at the institutional level in real-time. The NYP care cascade will have data refreshed ever 24. hours.  Previously,  NYP was relying on claims data, which limits actions to 6 months after the fact.

Finally, if  multiple organizations develop cascades using similar definitions, we will be able to coordinate cross-institutional and regional responses to gaps in care. As an example, a joint cascade could help institutions de-duplicate the HIV patients seen in multiple institutions throughout the region.
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Cascade Design 
• NYP HIV screening rate: 19% (105,772 patients ever screened 

out of 569,165 total patients seen in prior 24 months) 
• Institutional cascade universe of patients: seen at NYP in past 

24 months and ever diagnosed HIV+ (N=5,984) 
• Housed in Tableau, with capability to view data graphically and 

create individualized visualizations  
• Ability to click to drill down to table data for individual patients, 

with fields including: 
• Demographics 
• Location/date and provider at last NYP visit 
• Primary care data (if applicable) 
• Recent ED & Inpatient Utilization 
• Viral load and CD4 Data 

 

 

Presenter
Presentation Notes
Before going into detail about the cascade design, I would like to point out that NYP’s HIV screening rate is 19% (around 106,000 patients ever screened out of  around 569,000 total patients seen at NYP in the prior 24 months).

For the purposes of the cascade I will present today, the cascade universe of patients in anyone seen at NYP in the past 24 months  and ever diagnosed HIV+ (5,984 people). This includes patients seen in any capacity – ED, inpatient, or ambulatory clinics.

The cascade will be housed in Tableau, a data visualization software. This will give us the capability to view data graphically and create individualized visualizations, which I will demonstrate later. 

We will also have the ability to click down to table data for individual patients, with fields including demographics, information about  last NYP visit, primary care data if applicable, any recent ED or inpatient utilization, and viral load and CD4 data.
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Measure Definitions 
Measure Time Period Definition 

HIV+ Caseload* Prior 24 months 
Any HIV confirmatory test positive or  
ICD9 & ICD10 codes c/w HIV infection in either 
billing or EMR 

Engaged in Care† Prior 12 months HIV+ with primary care visit 

Retained in Care† Prior 12 months HIV+ with primary visit in each 6 month period 

Retained in Care† Prior 24 months HIV+ with primary visit in each 6 month period 

Prescribed ART† Prior 12 months HIV+ with any record of ARV in EMR  

Virally Suppressed† Prior 12 months HIV+ and most recent viral load test drawn in 
the past year <200 copies/ml 

Universe of patients = seen at NYP in past 24 months and ever diagnosed HIV+  
All lab and visit data is NYP only 
       

*NYP  
†NYS DOH 
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NYP Institutional Care Cascade 
Inclusion Criteria: seen at NYP from 7/19/2014-7/19/2016 (24 months), 
ever diagnosed HIV+  

Click to Filter: 
Last NYP Contact 

Primary Care Site 

Presenter
Presentation Notes
Lab data versus primary care data – primary care more stringent measure, expected pattern of fall off at each point at cascade

Largest gap between diagnosis and linkage, could be missing data since we don’t know if they were linked elsewhere

STATE BENCHMARK FOR VIRAL LOAD SUPPRESSION!!! 44% viral suppression rate, could also be due to missing data because again, don’t know if engaged and suppressed elsewhere

Filter… 
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NYP HIV Clinic Care Cascade 
Inclusion Criteria: seen at NYP from 7/19/2014-7/19/2016 (24 months), 
ever diagnosed HIV+, most recent ambulatory visit at an NYP HIV clinic 

Click to Filter: 
Last NYP Contact 

Primary Care Site 

Presenter
Presentation Notes
Drilldown to  ambulatory HIV clinic data – inclusion criteria

Can see immediately that the numbers are significantly higher for all categories. There may be several reasons for this: this population consists of patients who by definition have been linked to care at some point, as they have been seen at an HIV clinic at some point. Thus, it makes sense that they would have a higher pattern of engagement throughout the cascade. Additionally, this speaks to the benefits of having HIV patients seen at a Center of Excellence dedicated to comprehensive HIV care.

Looking at the graph, it is important to see that the data at this point is not perfect:
Number of patients, the primary care linkage bar should be 100%, and ARV use is lower than viral suppression rate. This is an iterative process, and the good part about graphing out the data is that it allows us to see things that don’t make sense and continually make improvements. 
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Data Drilldown 

Presenter
Presentation Notes
This slide shows a mockup of the table of individual patient level data that will be shown when a user clicks on one of the cascade bars. Again, these fields include demographic information, information about last NYP visit, any primary care, ED, and inpatient utilization, and clinical da ta including viral load and CD4.
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Notes and Tips on Cascade Development: 

• Development of measure definitions – from group consensus based 
on examining state and city cascades and other state measure 
definitions (e.g. eHIVQUAL; HRSA) 

• Working with IT department 
o Include IT in development discussions from the very beginning – important to know 

what is possible from a data perspective before getting too far into the process 
o Importance of checking in regularly after examining each iteration of the data, as 

sometimes there is miscommunication about what data is needed and how to 
extract it 

• Start graphing rough versions of the data early in the process – this 
makes it easier to see patterns as well as data errors  

• Need tight collaboration from many roles in the institution in order 
to develop accurate cascade – e.g. data coordinator, program 
coordinator, analytics, medical providers, etc. 
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Lessons Learned 
• Interventions will be difficult without integration of institutional 

cascades through health exchange (e.g. Healthix) 
• Data incomplete and inaccurate unless proven otherwise: 

• Fragmented IT systems 
• Extraction from multiple data sources 
• Field types 
• Maintaining updated data dictionary and lab/diagnostic codes 

• DON’T WAIT FOR PERFECTION – act on the patients you know 
about right away 

 

Presenter
Presentation Notes
One of the ultimate goals  of this initiative is to use cascades from multiple institutions  to gain a better understanding of where patients are located on a regional level. As I stated earlier, the NYP facility-level cascade suffers from a lack of data, as it cannot tell us which patients are linked elsewhere and where they are receiving care. Integrating multiple institutional cascades through a RHIO such as Healthix would give more accurate insight into the cascade numbers.

Data issues

Despite these issues, don’t wait  for the cascade data to be totally complete and accurate before performing interventions. It is important to act on the patients you know about right away to in order to make an immediate difference in patient care.
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Next Steps before Facility Wide 
Implementation 
• Refine measure parameters and extraction process to 

improve data accuracy  
• Determine best ways of presenting cascade 

information, both graphically and in table form 
• Consult key stakeholders, such as patients, providers, 

care coordinators, and administrators 
• Ensure use of the cascade is in line with institutional 

and legal guidelines 
• Develop workflows based on identified gaps in care 

 
 

 

Presenter
Presentation Notes
As I previously noted, our data is currently inaccurate and incomplete, so the first step is to continue refining our parameter definitions and extraction processes to address this problem. Furthermore, we will continue to work on ways to improve our presentation of the data to make it more intuitive for the end user.

As in any project, stakeholder engagement is important during the process. This includes providers, care coordinators, administrators, and of course patients.

We must also ensure that our use of the cascade is in line with legal and institutional guidelines, especially since we are working from population health data to individual interventions.

Finally, we will begin to develop workflow based on the gaps of care identified in the cascade.
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Closing the Gaps 
• Pilot interventions to close gaps in HIV Clinic first 

• Notification of all positive HIV test results at NYP to facilitate 
linkage of newly diagnosed patients  

• Working with navigators in ED and inpatient for real time 
linkage of PLWH not engaged in care 

• Development of care plans for virally unsuppressed patients 
in multidisciplinary care teams 

• Take lessons learned from pilot to help inform institution 
wide interventions to close gaps 
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Hudson River Healthcare Institutional Cascade of HIV Care 2015: 
Eleven Community Health Centers in Hudson Valley and Suffolk County 
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Hudson Valley Cascade 2015 
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Suffolk County Cascade 2015 
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Viral load <200 at last Viral Load - 2015 
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HRHCare VLS Project 

• Standardized lab review process 
• Adherence education script 
• Referral to intensive Retention and Adherence 

Program (RAP) 
• 82% suppressed in 9 months 

• Case manager present in medical visit 
• Replicate RAP in other sites 

59 



Use of the Treatment Cascade 
• Quality Improvement 

• Viral load suppression 
• Retention in care 

• Program Development 
• Adherence strategies 
• Evidence based approaches: 

• Peer Support Intervention 

• Site specific Cascades  
• Educate staff and patients on QI 
• Celebrating success 

 
 

60 
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Thanks! 

Q & A 
 

Contact Us: 
Bruce Agins, MD, MPH (bruce.agins@health.ny.gov) 
Randi Scott, MA (ras7027@nyp.org) 
Rebecca Green, LCSW (rgreen@institute.org) 
Lisa Reid, LCSW (lreid@hrhcare.org) 
Christine Kerr, MD (ckerr@hrhcare.org) 
 

 

mailto:bruce.agins@health.ny.gov
mailto:ras7027@nyp.org
mailto:rgreen@institute.org
mailto:lreid@hrhcare.org
mailto:ckerr@hrhcare.org
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Providing Quality HIV/AIDS 
Care with Limited Resources 

Sonia Preston, CRNP  
Clinical Director at Health Services Center, Inc. 

Presenter
Presentation Notes
Welcome + Intro
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HSC History 

HSC began in 1987 as a grassroots CBO 

Medical clinic added in 1990 
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Hobson City is the oldest incorporated 
African-American township in Alabama and 
the second oldest in the United States. 

In 1991, the population was 902 
and was 95% communities of 
color.  By 2014, the population 
had declined to 756.  The annual 
per capita income is $8,892. 
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HSC SERVICE AREA 
 
 A 14 county area in northeast 

Alabama covering 9001 sq. mi. 
(18% of the state) 
 

 This area is larger than D.C., 
Connecticut, and Rhode Island 
combined 
 

 Part D services are also provided 
in Marshall County 
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HSC HISTORY 
HSC began in 1987 as a CBO 

A medical clinic was added in 1990. 

Ryan White Title III (Part C) funding - 1991. 

Original clinic was burned in 1995 – rebuilt 1998. 

Substance abuse and mental health – 2000 (SAMHSA) 

Prevention services -2001 (CDC) 

Housing – 2005 (HUD) 

Ryan White Part D - 2009 
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WHERE ARE WE TODAY? 
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HSC TODAY 

 Provide HIV care to more than 500 patients annually 
utilizing a “one-stop-shop” approach for HIV services with 
the exception of oral health care. 
 >98% of patients on ARV therapy  
 >85% have a viral load < 200 copies/ml. 
 >65% of patients have a CD4 count > 500, with only 9% 
< 200. 
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Healthcare in the United States 
 In the 1950s, United States healthcare was among the 
best in the world. In 1990, the WHO ranked it 27th and in 
2000 37th. The Commonwealth Fund has ranked the U.S. 
healthcare system last compared to Australia, Canada, 
and most European countries in their reports from 2004-
2014.1 

 These rankings are based on responsiveness, health, 
equity, and cost. 1 

 U.S. spends more than 17.5% of the GDP on 
healthcare; other developed nations with better health 
outcomes spend around 10%2 
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Healthcare Equity 

 In the US being poor removes approximately 14.6 
years from your life expectancy.3 
 
 Early deaths are attributable to poor diet, tobacco, 
obesity, lack of exercise, alcohol, and drug use. 
 
 A WHO study suggests that only controlling blood 
pressure may have a significant long term survival impact. 
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LIFE IN ALABAMA 
 Alabamians live in poverty:  Income = 48th; GDP and 

taxes paid per capita = 47th.  Unemployment = 6.2%4 

 
 Alabama ranks 50/51 on Quality of Life measures such 

as access to services, health, education, and safety.4 

 
 Educational levels are relatively low. In persons over 

age 25, high school diploma rates are 70-80% and 
bachelor’s degrees are 22% (24% for whites and 14% 
for blacks)4 
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Alabama Population 

In 2014, population declined in 40/67 counties – most 
declines in rural areas4 

40% of Alabama youth are from communities of color4 

44.4% of the population resides in rural communities 
where:4 

Cervical cancer deaths are 56% higher than U.S.5 

Prostate cancer deaths are 40% higher than U.S.5 

MVA deaths are 128% higher than U.S.5 
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Alabama did not expand Medicaid.  Only 74,778 
Alabamians have gained Medicaid since the beginning 
of Marketplace availability as opposed to the 
estimated 235,000 who would have with the Medicaid 
expansion.5 

There were 3 Marketplace issuers in 2015 and 16 but only 
one in our service area.  Blue Cross has functionally 
increased rates by 28% in 2016 and a new state law 
protects insurance company executives from reporting 
their income.5 

Alabama Health Insurance by source:  Employer 
(46%), Non-Group (6%), Medicaid (19%), Medicare 
(15%), Other Public (3%), Uninsured (11%).5 

ACA in ALABAMA 
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ALABAMA BUDGET CRISIS 

85 million dollar shortfall in Medicaid6 

Legislature overrode Governor’s veto – they are 
considering impeachment proceedings and are 
searching for a special counsel. 
Governor wants to eliminate prescription drug 

benefits, dialysis benefits, prosthetics, and cut MD 
payments for Medicaid.6 

Already impacting pediatricians 
Will likely impact rural hospitals 
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HOW DOES THIS IMPACT HSC? 
 

WHAT PROBLEMS DO WE FACE 
NOW? 

 
HOW CAN WE BEST PREPARE FOR 

THE FUTURE? 



2016 NATIONAL RYAN WHITE CONFERENCE ON HIV CARE & TREATMENT 

ELECTRONIC HEALTH RECORD 
WHAT NOT TO DO 

Purchased first system in 1998, second in 2000.   
Forced to purchase a third system in 2011. 
Results with SuccessEHS: 

oTripled wait times 
o Increased cost – Technology staff and equipment, time 
oConstant changes 
oFailed to realize benefits – Meaningful Use, ADPH lab interface, 

specifying information for our patient portal, RSR 
oForced other providers into retirement 
oHas increased billing revenues and slowly improved accuracy and 

information value of data collection but likely could have been achieved 
more efficiently 

 

 



2016 NATIONAL RYAN WHITE CONFERENCE ON HIV CARE & TREATMENT 

HEALTHCARE SYSTEM IN FLUX 

 For this clinic, it is impossible to reliably predict the 
future direction of healthcare. 
 Possible new opportunities will create new markets 

in the future 
 We can only continue to do what we do well and be 

prepared to change when change is required of us.  
We have demonstrated a quarter century of ability to 
do just that. 
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