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Learning Objectives 
At the conclusion of this activity, the participant will be able to: 

 

1. Review the background data and impact of linkage and 
retention in care on the HIV/AIDS care continuum and client 
outcomes.   
2. Analyze the process of building a linkage and retention 
collaborative learning network, tools developed, and its impact 
on linkage rates.   
3. Generate a plan on how you would like to develop a linkage 
and retention learning collaborative and/or apply the strategies 
shared.    
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2016 NATIONAL RYAN WHITE CONFERENCE ON HIV CARE & TREATMENT 

Obtaining CME/CE Credit 
If you would like to receive continuing 
education credit for this activity, please 
visit: 
 

http://ryanwhite.cds.pesgce.com  
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“It’s the personal touch…” 
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Linkage and Retention Objectives 

coordinate 
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What is… 
Who is… 

Getting to Zero? 



 
 

 
   



  
 

  
 

 
  



 
  

  
 

 
  
   
  

 
  

 
 
  

 
 

 

ZERO new infections 
ZERO AIDS-related deaths 
ZERO discrimination 



Participating with Poll Everywhere 
…use text messaging, data or WiFi: 
 

Network: [enter wifi info] 
 



Pollev.com/aetc 

From any browser 

AETC 

Join the poll on your browser or text app 
 

22333 

Pollev.com/aetc Or text “AETC” to 22333: 
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Does your community have a Getting to Zero campaign?

http://www.polleverywhere.com/app
http://www.polleverywhere.com/app/help
https://www.polleverywhere.com/multiple_choice_polls/JfOcsKaEoX61LTk?preview=true


Presenter
Presentation Notes
Which is most important to you in a Getting to Zero campaign in your community?


http://www.polleverywhere.com/app
http://www.polleverywhere.com/app/help
https://www.polleverywhere.com/multiple_choice_polls/bWvmtrHt1MSV4RB?preview=true


East Bay 
Getting to 
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??? 

PrEP 
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retention 

HIV 
testing 
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HIV testing programs: universal testing in 3 EDs, 6 FQHCs, Planned Parenthood, Roots, jail; high-risk testing programs in CBOs
PrEP network, CHRP and navigator projects 
Linkage and retention network
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Why does linkage & 
retention matter? 



US HIV care continuum 86% 
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How much is baseline CD4<50 
associated with dying? 
 

2.4x 
2014 CID, Mugavero et. al.  
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Clin Infect Dis. 2014 Nov 15;59(10):1471-9. doi: 10.1093/cid/ciu603. Epub 2014 Aug 4.
Beyond core indicators of retention in HIV care: missed clinic visits are independently associated with all-cause mortality.
Mugavero MJ1, Westfall AO1, Cole SR2, Geng EH3, Crane HM4, Kitahata MM4, Mathews WC5, Napravnik S3, Eron JJ3, Moore RD6, Keruly JC6, Mayer KH7, Giordano TP8, Raper JL1; Centers for AIDS Research Network of Integrated Clinical Systems (CNICS).
Author information
Abstract
BACKGROUND: 
The continuum of care is at the forefront of the domestic human immunodeficiency virus (HIV) agenda, with the Institute of Medicine (IOM) and Department of Health and Human Services (DHHS) recently releasing clinical core indicators. Core indicators for retention in care are calculated based on attended HIV care clinic visits. Beyond these retention core indicators, we evaluated the additional prognostic value of missed clinic visits for all-cause mortality.
METHODS: 
We conducted a multisite cohort study of 3672 antiretroviral-naive patients initiating antiretroviral therapy (ART) during 2000-2010. Retention in care was measured by the IOM and DHHS core indicators (2 attended visits at defined intervals per 12-month period), and also as a count of missed primary HIV care visits (no show) during a 24-month measurement period following ART initiation. All-cause mortality was ascertained by query of the Social Security Death Index and/or National Death Index, with adjusted survival analyses starting at 24 months after ART initiation.
RESULTS: 
Among participants, 64% and 59% met the IOM and DHHS retention core indicators, respectively, at 24 months. Subsequently, 332 patients died during 16 102 person-years of follow-up. Failure to achieve the IOM and DHHS indicators through 24 months following ART initiation increased mortality (hazard ratio [HR] = 2.23; 95% confidence interval [CI], 1.79-2.80 and HR = 2.36; 95% CI, 1.89-2.96, respectively). Among patients classified as retained by the IOM or DHHS clinical core indicators, >2 missed visits further increased mortality risk (HR = 3.61; 95% CI, 2.35-5.55 and HR = 3.62; 95% CI, 2.30-5.68, respectively).
CONCLUSIONS: 
Beyond HIV retention core indicators, missed clinic visits were independently associated with all-cause mortality. Caution is warranted in relying solely upon retention in care core indicators for policy, clinical, and programmatic purposes.
© The Author 2014. Published by Oxford University Press on behalf of the Infectious Diseases Society of America. All rights reserved. For Permissions, please e-mail: journals.permissions@oup.com.




Is lack of retention associated with 
dying? 
 

2.4x 
2014 CID, Mugavero et. al.  
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Clin Infect Dis. 2014 Nov 15;59(10):1471-9. doi: 10.1093/cid/ciu603. Epub 2014 Aug 4.
Beyond core indicators of retention in HIV care: missed clinic visits are independently associated with all-cause mortality.
Mugavero MJ1, Westfall AO1, Cole SR2, Geng EH3, Crane HM4, Kitahata MM4, Mathews WC5, Napravnik S3, Eron JJ3, Moore RD6, Keruly JC6, Mayer KH7, Giordano TP8, Raper JL1; Centers for AIDS Research Network of Integrated Clinical Systems (CNICS).
Author information
Abstract
BACKGROUND: 
The continuum of care is at the forefront of the domestic human immunodeficiency virus (HIV) agenda, with the Institute of Medicine (IOM) and Department of Health and Human Services (DHHS) recently releasing clinical core indicators. Core indicators for retention in care are calculated based on attended HIV care clinic visits. Beyond these retention core indicators, we evaluated the additional prognostic value of missed clinic visits for all-cause mortality.
METHODS: 
We conducted a multisite cohort study of 3672 antiretroviral-naive patients initiating antiretroviral therapy (ART) during 2000-2010. Retention in care was measured by the IOM and DHHS core indicators (2 attended visits at defined intervals per 12-month period), and also as a count of missed primary HIV care visits (no show) during a 24-month measurement period following ART initiation. All-cause mortality was ascertained by query of the Social Security Death Index and/or National Death Index, with adjusted survival analyses starting at 24 months after ART initiation.
RESULTS: 
Among participants, 64% and 59% met the IOM and DHHS retention core indicators, respectively, at 24 months. Subsequently, 332 patients died during 16 102 person-years of follow-up. Failure to achieve the IOM and DHHS indicators through 24 months following ART initiation increased mortality (hazard ratio [HR] = 2.23; 95% confidence interval [CI], 1.79-2.80 and HR = 2.36; 95% CI, 1.89-2.96, respectively). Among patients classified as retained by the IOM or DHHS clinical core indicators, >2 missed visits further increased mortality risk (HR = 3.61; 95% CI, 2.35-5.55 and HR = 3.62; 95% CI, 2.30-5.68, respectively).
CONCLUSIONS: 
Beyond HIV retention core indicators, missed clinic visits were independently associated with all-cause mortality. Caution is warranted in relying solely upon retention in care core indicators for policy, clinical, and programmatic purposes.
© The Author 2014. Published by Oxford University Press on behalf of the Infectious Diseases Society of America. All rights reserved. For Permissions, please e-mail: journals.permissions@oup.com.



Are >2 missed visits associated with 
dying? 
 

3.2x 
2014 CID, Mugavero et. al.  
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Clin Infect Dis. 2014 Nov 15;59(10):1471-9. doi: 10.1093/cid/ciu603. Epub 2014 Aug 4.
Beyond core indicators of retention in HIV care: missed clinic visits are independently associated with all-cause mortality.
Mugavero MJ1, Westfall AO1, Cole SR2, Geng EH3, Crane HM4, Kitahata MM4, Mathews WC5, Napravnik S3, Eron JJ3, Moore RD6, Keruly JC6, Mayer KH7, Giordano TP8, Raper JL1; Centers for AIDS Research Network of Integrated Clinical Systems (CNICS).
Author information
Abstract
BACKGROUND: 
The continuum of care is at the forefront of the domestic human immunodeficiency virus (HIV) agenda, with the Institute of Medicine (IOM) and Department of Health and Human Services (DHHS) recently releasing clinical core indicators. Core indicators for retention in care are calculated based on attended HIV care clinic visits. Beyond these retention core indicators, we evaluated the additional prognostic value of missed clinic visits for all-cause mortality.
METHODS: 
We conducted a multisite cohort study of 3672 antiretroviral-naive patients initiating antiretroviral therapy (ART) during 2000-2010. Retention in care was measured by the IOM and DHHS core indicators (2 attended visits at defined intervals per 12-month period), and also as a count of missed primary HIV care visits (no show) during a 24-month measurement period following ART initiation. All-cause mortality was ascertained by query of the Social Security Death Index and/or National Death Index, with adjusted survival analyses starting at 24 months after ART initiation.
RESULTS: 
Among participants, 64% and 59% met the IOM and DHHS retention core indicators, respectively, at 24 months. Subsequently, 332 patients died during 16 102 person-years of follow-up. Failure to achieve the IOM and DHHS indicators through 24 months following ART initiation increased mortality (hazard ratio [HR] = 2.23; 95% confidence interval [CI], 1.79-2.80 and HR = 2.36; 95% CI, 1.89-2.96, respectively). Among patients classified as retained by the IOM or DHHS clinical core indicators, >2 missed visits further increased mortality risk (HR = 3.61; 95% CI, 2.35-5.55 and HR = 3.62; 95% CI, 2.30-5.68, respectively).
CONCLUSIONS: 
Beyond HIV retention core indicators, missed clinic visits were independently associated with all-cause mortality. Caution is warranted in relying solely upon retention in care core indicators for policy, clinical, and programmatic purposes.
© The Author 2014. Published by Oxford University Press on behalf of the Infectious Diseases Society of America. All rights reserved. For Permissions, please e-mail: journals.permissions@oup.com.



Among people retained in care, are >2 
missed visits associated with dying? 
 

3.6x 
2014 CID, Mugavero et. al.  
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Clin Infect Dis. 2014 Nov 15;59(10):1471-9. doi: 10.1093/cid/ciu603. Epub 2014 Aug 4.
Beyond core indicators of retention in HIV care: missed clinic visits are independently associated with all-cause mortality.
Mugavero MJ1, Westfall AO1, Cole SR2, Geng EH3, Crane HM4, Kitahata MM4, Mathews WC5, Napravnik S3, Eron JJ3, Moore RD6, Keruly JC6, Mayer KH7, Giordano TP8, Raper JL1; Centers for AIDS Research Network of Integrated Clinical Systems (CNICS).
Author information
Abstract
BACKGROUND: 
The continuum of care is at the forefront of the domestic human immunodeficiency virus (HIV) agenda, with the Institute of Medicine (IOM) and Department of Health and Human Services (DHHS) recently releasing clinical core indicators. Core indicators for retention in care are calculated based on attended HIV care clinic visits. Beyond these retention core indicators, we evaluated the additional prognostic value of missed clinic visits for all-cause mortality.
METHODS: 
We conducted a multisite cohort study of 3672 antiretroviral-naive patients initiating antiretroviral therapy (ART) during 2000-2010. Retention in care was measured by the IOM and DHHS core indicators (2 attended visits at defined intervals per 12-month period), and also as a count of missed primary HIV care visits (no show) during a 24-month measurement period following ART initiation. All-cause mortality was ascertained by query of the Social Security Death Index and/or National Death Index, with adjusted survival analyses starting at 24 months after ART initiation.
RESULTS: 
Among participants, 64% and 59% met the IOM and DHHS retention core indicators, respectively, at 24 months. Subsequently, 332 patients died during 16 102 person-years of follow-up. Failure to achieve the IOM and DHHS indicators through 24 months following ART initiation increased mortality (hazard ratio [HR] = 2.23; 95% confidence interval [CI], 1.79-2.80 and HR = 2.36; 95% CI, 1.89-2.96, respectively). Among patients classified as retained by the IOM or DHHS clinical core indicators, >2 missed visits further increased mortality risk (HR = 3.61; 95% CI, 2.35-5.55 and HR = 3.62; 95% CI, 2.30-5.68, respectively).
CONCLUSIONS: 
Beyond HIV retention core indicators, missed clinic visits were independently associated with all-cause mortality. Caution is warranted in relying solely upon retention in care core indicators for policy, clinical, and programmatic purposes.
© The Author 2014. Published by Oxford University Press on behalf of the Infectious Diseases Society of America. All rights reserved. For Permissions, please e-mail: journals.permissions@oup.com.



PLWHA not in care are responsible for 
what % of HIV transmissions? 
 

92% 
2015 JAMA, Skarbinski et. al.  
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Human Immunodeficiency Virus Transmission at Each Step
of the Care Continuum in the United States
Jacek Skarbinski, MD; Eli Rosenberg, PhD; Gabriela Paz-Bailey, MD, MSc, PhD; H. Irene Hall, PhD;
Charles E. Rose, PhD; Abigail H. Viall, MA; Jennifer L. Fagan, MA; Amy Lansky, PhD; Jonathan H. Mermin, MD, MPH
RESULTS Of the estimated 1 148 200 persons living with HIV in 2009, there were 207 600
(18.1%) who were undiagnosed, 519 414 (45.2%) were aware of their infection but not
retained in care, 47 453 (4.1%) were retained in care but not prescribed ART, 82 809 (7.2%)
were prescribed ART but not virally suppressed, and 290 924 (25.3%) were virally
suppressed. Persons who are HIV infected but undiagnosed (18.1%of the total HIV-infected
population) and persons who are HIV diagnosed but not retained in medical care (45.2%of
the population) were responsible for 91.5%(30.2%and 61.3%, respectively) of the estimated
45 000 HIV transmissions in 2009. Compared with persons who are HIV infected but
undiagnosed (6.6 transmissions per 100 person-years), persons who were HIV diagnosed and
not retained in medical care were 19.0%(5.3 transmissions per 100 person-years) less likely
to transmit HIV, and persons who were virally suppressed were 94.0%(0.4 transmissions per
100 person-years) less likely to transmit HIV. Men, those who acquired HIV via male-to-male
sexual contact, and persons 35 to 44 years old were responsible for the most HIV



Where are new infections 
coming from? 
 

 
diagnosed 
& not 
retained 
 

2015 JAMA, Skarbinski et. al.  



Treatment reduces 
transmission by 
 

93-96% 
 

HPTN 052 study: Cohen MS et al, NEJM 2011: 365 and CROI 2015 



What is a collaborative 
learning network? 
How does it help improve 
linkage and retention? 



What is a collaborative learning 
network? 

A group of key stakeholders 
working together to generate 
ideas and take actions to 
address a shared problem.  



What is a collaborative learning 
network? 

Leverages collective experience 
and skills of the group to 
generate better solutions to 
shared challenges. 



What is a collaborative learning 
network? 

• Can meet in person or virtually 
• Can be short-term or ongoing 
• Can be broad or focused 



How do we improve 
linkage & retention? 



East Bay linkage & retention network 



How do we improve linkage & retention 
with a collaborative learning network? 

1. Identify common challenges: 
• Inconsistent processes 
• Poor communication 
• Lack of follow-up 

 

2. Identify solutions at the group- and individual agency-level 
• Group agreements 
• Develop shared systems 
• Develop and disseminate resources for staff and agencies 
 

3. Continue meeting to conduct CQI and address new or ongoing 
issues 
 



Collaborative learning in action! 

3 steps to improving 
retention: 
① Track patients 
② Follow-up  
③ Connect  
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The “Connect” aspect is the focus of this workshop
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3 steps & 3 levels: 
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Walk through the handout with the group:
Top bullet points: data
Table: 
find where you are in your linkage/retention systems process… just starting out, building it up, mastering it… 
then see if you can find action items in each of the categories of track, follow-up, connect
Spend some time working with your team to develop a work plan, timeline and goals for implementing these action steps
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Start with low-hanging fruit 
1. Track 
2. Follow-up 
3. Connect 
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Level-up! 
1. Track: missed refills 
2. Follow-up: team protocols 
3. Connect: strengths-based counseling 

 



2016 NATIONAL RYAN WHITE CONFERENCE ON HIV CARE & TREATMENT 

Master it. 
1. Track: surveillance data 
2. Follow-up: targeted interventions 
3. Connect: coordinated coalition 

teamwork 
 



East Bay linkage & retention network 



Linkage & retention protocol 



Alameda County  
Linkage-to-care 

2012 

70% 
before warm  

hand-off protocol 
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Natl: 80% (CDC cascade data)
Contra Costa and Alameda County eHARS lab data from June 2014 EB Update OAA presentation
GEBT: 1.       LifeLong – Caucasian male. Multiple mental health and substance use issues. No previous HIV test. Self-referred to another facility, but clinic was unable to confirm whether he attended appointments. No labs.
2.       La Clinica – African American female. Severe mental health issues. New patient. Disappeared from clinic on date of diagnosis (I believe it was while waiting for labs). Testing history unknown. No labs.
3.       La Clinica – African American female. Severe mental health issues. Most likely previous positive, as she mumbled something about HIV when clinic called to bring her in for disclosure. No labs.
4.       LifeLong – African American female. Homeless, new patient. Testing history unknown. No labs.
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73% 
mid-2013: launched  

 warm hand-off protocol 
 

Alameda County  
Linkage-to-care 

2013 
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Natl: 80% (CDC cascade data)
Contra Costa and Alameda County eHARS lab data from June 2014 EB Update OAA presentation
GEBT: 1.       LifeLong – Caucasian male. Multiple mental health and substance use issues. No previous HIV test. Self-referred to another facility, but clinic was unable to confirm whether he attended appointments. No labs.
2.       La Clinica – African American female. Severe mental health issues. New patient. Disappeared from clinic on date of diagnosis (I believe it was while waiting for labs). Testing history unknown. No labs.
3.       La Clinica – African American female. Severe mental health issues. Most likely previous positive, as she mumbled something about HIV when clinic called to bring her in for disclosure. No labs.
4.       LifeLong – African American female. Homeless, new patient. Testing history unknown. No labs.




83% 
after warm hand-off and 
& QI project launch 

  

Alameda County  
HIV ACCESS 

2014 
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Natl: 80% (CDC cascade data)
Contra Costa and Alameda County eHARS lab data from June 2014 EB Update OAA presentation
GEBT: 1.       LifeLong – Caucasian male. Multiple mental health and substance use issues. No previous HIV test. Self-referred to another facility, but clinic was unable to confirm whether he attended appointments. No labs.
2.       La Clinica – African American female. Severe mental health issues. New patient. Disappeared from clinic on date of diagnosis (I believe it was while waiting for labs). Testing history unknown. No labs.
3.       La Clinica – African American female. Severe mental health issues. Most likely previous positive, as she mumbled something about HIV when clinic called to bring her in for disclosure. No labs.
4.       LifeLong – African American female. Homeless, new patient. Testing history unknown. No labs.




94% 
after linkage  

system strengthening 
  

Alameda County  
HIV ACCESS 

2015 
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Natl: 80% (CDC cascade data)
Contra Costa and Alameda County eHARS lab data from June 2014 EB Update OAA presentation
GEBT: 1.       LifeLong – Caucasian male. Multiple mental health and substance use issues. No previous HIV test. Self-referred to another facility, but clinic was unable to confirm whether he attended appointments. No labs.
2.       La Clinica – African American female. Severe mental health issues. New patient. Disappeared from clinic on date of diagnosis (I believe it was while waiting for labs). Testing history unknown. No labs.
3.       La Clinica – African American female. Severe mental health issues. Most likely previous positive, as she mumbled something about HIV when clinic called to bring her in for disclosure. No labs.
4.       LifeLong – African American female. Homeless, new patient. Testing history unknown. No labs.
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What linkage & retention 
projects is your region 
working on? 
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What will you do when you 
get home? 

Presenter
Presentation Notes
Divide into small groups (teams together)
Walk through the handout with the group:
Top bullet points: data
Table: 
find where you are in your linkage/retention systems process… just starting out, building it up, mastering it… 
then see if you can find action items in each of the categories of track, follow-up, connect
Spend some time working with your team to develop a work plan, timeline and goals for implementing these action steps
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Return to large group:
What linkage and retention strategies will you try out?

http://www.polleverywhere.com/app
http://www.polleverywhere.com/app/help
https://www.polleverywhere.com/free_text_polls/6BJhBvC56IeVj9E?preview=true
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http://www.polleverywhere.com/app/help
https://www.polleverywhere.com/free_text_polls/6BJhBvC56IeVj9E?preview=true


Bring these strategies home!   



Thank you! 
Questions? 



 

 
 
 

Contact us: 
 

Sophy S. Wong, MD 
sophy.wong@ucsf.org 

 
Megan Crowley, MPH 

mcrowley@alamedahealthconsortium.org 

mailto:sophy.wong@ucsf.org
mailto:mcrowley@alamedahealthconsortium.org
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