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By participating in today’s webinar participants will be able to:

1. Discuss how providing cross cultural responsive care can positively 
impact the lives of individuals living with HIV.

2. Discuss some of the psychosocial factors that influence antiretroviral 
(ARV) adherence and engagement in care during and following 
childbirth.

3. Identify some of the potential psychosocial outcomes of HIV stigma 
for women across the lifespan.

4. Discuss the risks and benefits of HIV disclosure for women during  
the childbearing years.

5. List two screening instruments that assist in the identification of 
women living with HIV who may have experienced interpersonal 
violence (IPV) and other traumatizing events.

Behavioral Health and Retention in HIV Care
Mother and Child



The HIV Care Cascade in the US (2014)

Biggest drop-offs 
in the care 
continuum result 
from inadequate 
supports to link, 
retain, re-engage, 
and support 
people to remain 
engaged in care —
functions the 
health system 
historically has not 
been good at 
performing.  

ART = 
antiretroviral 
therapy.
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Source: Adapted from CDC “HIV Care Saves Lives—Viral Suppression in Key,” November 2014.



HIV Care Cascade 2020- United States

http://www.cdc.gov/nchhstp/newsroom/2012/continuum-of-care-
graphics.html

Diagnosed Virally 
Suppressed



Evidence AIDS CARE Study 2014
What Drives Antiretroviral Therapy Adherence and Viral Suppression? 

Key Finding

Contact with Providers
Improved engagement in care   

Munene, E. & Ekman, B. (2015). AIDS Care, 27(3):378-86. E pub 2014, Oct 8. 
Crawford et al (2014). J. Int Assoc Provid AIDS Care, May/June:  13(3): 242-9.



Engagement in Care

§are more likely to have a prescription for 
antiretroviral treatment (ART)

§are more likely to be taking ART
§↑ Quality of Life with reduced co-

morbidities        

ALL Persons in HIV Care:



Health Resources and Services Administration (HRSA) 
continuum of HIV care, describing the spectrum of 

engagement in HIV care. 

Edward M. Gardner et al. Clin Infect Dis. 2011;52:793-800

© The Author 2011. 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.



Patient Empowerment & 
Engagement in Care

“Actions individuals must 
take to obtain the greatest 
benefit from the healthcare 
services available to them.”

(AHRQ, 2010)

Empowerment

Engagement

Activation

Self 
Management

“A process through 
which people gain 
control over decisions 
and actions affecting 
their health.”

(WHO, 1998) 



Activation and Self-management
“An individual’s 

knowledge, skill and 
confidence for 
managing their 

health/healthcare.”
(Hibbard, 2004)

Empowerment

Engagement

Activation

Self 
Management

“Tasks individuals must 
undertake to live well 
with illness & includes 

having the confidence to 
deal with medical, role 

and emotional 
management of illness.”

(IOM, 2003)



Who is NOT Engaged in HIV Care?

Four Key HIV Subpopulations

§ MSM of Color

§ African American and 
Latina Women

§ Youth (under age 24)

§ Transgender People

Who Else?

Post-partum women
Living with HIV



I am a pregnant 
woman living with 

HIV.

I face many issues.

http://www.unaids.org/



Pregnancy and the HIV Care Continuum

Diagnosis

Screening

Target Testing

Linkage to 
Care

Primary Care 

Case 
Management

Retention

Medical
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Adherence 
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ART

Medical

Pharmacy

Case 
Management

Adherence 
Counseling

Viral 
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Maintenance

Prevent 
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Psychosocial 
Treatment and Care

Substance 
Use Disorders 

Depression
Anxiety
Distress



PATIENT ENGAGEMENT AND TEAM-
BASED HEALTHCARE



Real people with 
different health 

journeys make up 
the HIV Care 

Cascade



Health Journey:  J’s Story
• 21 year old Black African American
• Perinatally infectedDiagnosis

• Raised by maternal grandmother because mother died 
from HIV complications when J was two years old

• Many childhood losses including house burning down 
resulting in temporary homelessness

• Biological father died when she was 13
• Grandmother died when she was 14

Linkage
Retention

• Started ART at birth; some adherence challenges 
at age 14

• First pregnancy at age 16 (Child HIV-negative)
• Second pregnancy at age 19 (Child HIV-negative)
• Viral load hovers between 200 and 9000
• Lost to care for 1-2 years after each pregnancy
• Heavy alcohol use; works at fast food restaurant; 

positive screen for depression
• Healthcare team describes her as being “ slightly 

obese, sweet-natured, but stubborn, and 
moderately adherent”

Antiretroviral 
Treatment



“MOTIVATION TO ENGAGE IN CARE IS 
NOT PUSHING.”



What is the Healthcare Professional’s Role in Guiding 
Patients to Change their Health Behaviors?

Ulett et al. The therapeutic implications of timely linkage 
and early retention in HIV care. AIDS Patient Care STDS. 
2009 Jan;23(1):41-49.

The HIV Care Continuum 
GOAL



Close Loops on Gaps in Care



Think Tank:  Short Response 
Group Question

What happens after childbirth that interferes 
with a woman’s ability to stay engaged in 
HIV Care?



I don’t have 
child care

I’m too tired

Postpartum 
Disengagement

Taking care of my 
baby takes all my time

I don’t have 
anyone to help 

me

I don’t have any time to go anywhere

I couldn’t reschedule

I feel fine

I had to go back to work

My baby’s 
health is 

more important



Research on Postpartum Engagement in 
Women Living with HIV (WLWH)
Collaborative effort between Drexel University College of 
Medicine and the Philadelphia Department of Public 
Heath

§ Retrospective study:  HIV-infected women delivering 
babies in Philadelphia between 2005 and 2013

§ Engagement in HIV care was defined as a recorded 
CD4/Viral Load within 90 days of delivery and at 12 and 24 
months post delivery

§ At 90 days postpartum 38% of the women were 
engaged in care

Adams, J. et al.(2015) Postpartum Engagement in HIV Care: An Important Predictor of Long 
Term Retention in Care and Viral Suppression. Clinical Infectious Diseases; civ678 DOI: 
10.1093/cid/civ678



Philadelphia Study (2015) Findings

§ Women who engaged in HIV care within 90 days 
of delivery were more likely to be retained at 1 
year postpartum. 

§ This  pattern persisted in the second year 
postpartum for both retention and viral load (VL) 
suppression.

Adams, J. et al.(2015) Postpartum Engagement in HIV Care: An Important Predictor of Long 
Term Retention in Care and Viral Suppression. Clinical Infectious Diseases; civ678 DOI: 
10.1093/cid/civ678



Research on Postpartum Engagement in 
Women Living with HIV (WLWH)
Repeat Pregnancies and HIV Care Engagement among Postpartum 
HIV-infected Women in Atlanta, Georgia, 2011-2015

§ Retrospective Study
§ Findings: 33% attended HIV care visit within 90 days of 

pregnancy; 64% experienced ART treatment interruption;
Women without repeat pregnancy=147; Women with repeat 
pregnancy=40 

§ Definitions:  
§ Postpartum HIV care engagement = first HIV care visit after delivery
§ Retention in HV care= 2 HIV care visits or Viral Load (VL) measures > 90 days 

apart at 12 and 24 months postpartum
§ VL Suppression= last HIV-1 RNA level within the time interval <200 copies/mL
§ Repeat Pregnancy= Any pregnancy after the “index” delivery over a 2-year 

period

Sheth, AN et al. (2015) Repeat Pregnancies and HIV Care Engagement among Postpartum HIV-infected Women in 
Atlanta, Georgia, 2011-2015, Emory University School of Medicine,CFAR Presentation; Accessed at 
https://www.uab.edu/medicine/cfar/images/Women-Symposium-PDFslides/Anandi-Sheth--Continuum-of-Care.pdf



Sheth, AN et al. (2015) Repeat Pregnancies and HIV Care Engagement among Postpartum HIV-infected Women 
in Atlanta, Georgia, 2011-2015, Emory University School of Medicine,CFAR Presentation; Accessed at 
https://www.uab.edu/medicine/cfar/images/Women-Symposium-PDFslides/Anandi-Sheth--Continuum-of-Care.pdf

Atlanta Study 2015 Findings



Sheth, AN et al. (2015) Repeat Pregnancies and HIV Care Engagement among Postpartum HIV-infected Women 
in Atlanta, Georgia, 2011-2015, Emory University School of Medicine,CFAR Presentation; Accessed at 
https://www.uab.edu/medicine/cfar/images/Women-Symposium-PDFslides/Anandi-Sheth--Continuum-of-Care.pdf

Atlanta Study 2015  Findings



Conclusions from Retrospective Studies on 
Postpartum Care for WLWH

§ Long-term postpartum HIV care retention and viral 
suppression was low in both studies

§ Second study (Atlanta population) discovered that repeat 
pregnancy was not associated with worse long-term health 
outcomes AND repeat pregnancy may have had a beneficial 
impact on health outcomes related to the intensity of the HIV 
treatment and care received during the subsequent pregnancy

§ Prompt transition to postpartum HIV care can optimize HIV 
health outcomes and should be continuously integrated with 
reproductive health care throughout the reproductive years

Adams, J. et al.(2015) Postpartum Engagement in HIV Care: An Important Predictor of Long Term Retention in Care and 
Viral Suppression. Clinical Infectious Diseases; Sheth, AN et al. (2015) Repeat Pregnancies and HIV Care Engagement 
among Postpartum HIV-infected Women in Atlanta, Georgia, 2011-2015, Emory University School of Medicine & Grady 
Health System; CFAR Presentation



What are the Key Issues that Need to be 
Addressed During and After Pregnancy for WLWH?

Infant Care 
& ARV 

Prevention

Perceived Health 
HIV Stigma

Culture

Physical Recovery
From Childbirth 

Fatigue 

HIV, ART 
& Self Care 

Relationships, 
Sexuality, & 
Social Supports



providing care that is respectful of and 
responsive to individual patient 

preferences, needs and values, and 
ensures that patient values guide all clinical 

decisions

Person-Centered Care

§ Institute of Medicine Crossing the Quality Chasm:  A New 
Health system for the 21sr Century (2001)



Person-Centered Team Care

§ Patient care clinic visits are 
organized to address both 
acute and planned care 
needs, such as postpartum

§ Protocols/alerts exist for when 
a patient comes to clinic and is 
overdue for screenings and/or 
assessments, including 
behavioral health screenings

§ Individualized Healthcare Plan 
updated at each visit



Healthcare Teams are in the Business of 
Empowering Patients 



Models of Care that 
Address 

§ Patient Activation
§ Patient Engagement

Process

Tools

Interventions

Practice 
Transformation



Engagement in Care:  Critical 90-Day Window for 
Postpartum WLWH

ASSESS 
Engagement, Unmet Needs, 
Fatigue, Health Literacy, 
Behavioral Health, IPV

BUILD Partnership 
FACILITATE Self Care & 
HIV Self Management

REASSESS
Level of Engagement/Unmet 
Needs/Health Outcomes
EVALUATE

30 
Days

↓

60 
Days

↓

90 
Days



Working Together to Identify Optimal 
Practices to Improve Health Outcomes



Patient Activation
Judith Hibbard, Health Policy Professor,
University of Oregon 

Patient Activation Measure (PAM)
§ Instrument designed to identify how actively patients will 

participate in their care
§ Premise:   patients will not follow treatment goals that 

they do not believe they can follow or that compromise 
other priorities

§ Tool has been used to tailor information and intervention to 
patients’ needs

§ Patients with little to no understanding of their disease and 
little to no confidence receive more support/education

§ Short Form 22 items(2005)

Hibbard, J. et al.(2005) Development and testing of a short form of the patient activation 
measure. Health Services Research, 40(6 Pt 1), 1918-1930.



Engagement in Care Components
1. Clinic structure
2. Provider 

approaches
3. Ancillary services
4. Personal/cultural
5. Financial
6. Medical
7. Co-existing 

conditions
8. Engagement 

Measurement

Reference:  RRIT (Retention Readiness Indicator Tool) CIS at 866-CBA-2580 cis@etr.org or 

www.etr.org/cis



O’Neill Center: Interactive Care Model (ICM)

Five Key Encounters

1. Assessing patient’s capacity for engagement
2. Exchanging information and communicating 

choices
3. Planning between the person and the care 

team
4. Determining mutually agreed upon 

interventions
5. Evaluating effectiveness of the interventions in 

managing healthDrenkard, K et al. (2015) Interactive Care Model a framework for  more fully engaging  people in 
their healthcare, Journal of Nursing Administration, Vol 26(1), 503-510);  
http://www.getwellnetwork.com/oneil-center



O’Neill Center: Interactive Care Model (ICM)

Person Engagement Index (PEI)

§Currently being used in a multisite study to 
determine the instrument’s ability to measure a 
person’s capacity to engage in their care

§Next step will be to incorporate the tool into 
practice (Practice Transformation Project)

Drenkard, K et al. (2015) Interactive Care Model a framework for  more fully engaging  people in their 
healthcare, Journal of Nursing Administration, Vol 26(1), 503-510); 
http://www.getwellnetwork.com/oneil-center



CULTURE
CULTURAL 
CONSIDERATIONS

CULTURAL 
LEVERAGING



Transcultural Healthcare

§Healthcare that 
incorporates 

individual and 
family cultural 

values and 
practices 

§ Patient adherence to 
treatment is better when 
patients’ cultural values 
and beliefs are 
incorporated into their 
care

§ Conflict often results 
when treatment and 
regimens clash with 
patients’ belief systems

Cater & Spence (1996)
Leininger & McFarland (2006)



Culture Can Influence…

Understanding 
of and 

priorities 
about health 
and illness

The way 
people 

interact with a 
health care 

system

Decisions 
about seeking 
medical help 

and 
adherence to 

treatment

Individual 
participation in 

prevention 
and health 
promotion 
programs



Culture, Families & Healthcare
Family Constellations 

Are Different in 
Different Cultures

§ Nuclear family
§ Extended family
§ Extended family 

plus friends

Culture May Determine Who 
Makes Important Health 

Decisions in a Family

§ Individual
§ Head of household
§ Medically trained 

family member
§ Healer



Cultural Terms

Cultural Relevancy
§ improve patient engagement in care 

by modifying care to 
accommodate the patient’s needs

1. Does the care fulfill the person’s needs?
2. Does the care bring the person closer to their 

goals?
3. Does the care resonate with them?
4. Does the care help to simplify peoples’ lives?
5. Does the care give people hope?



Questions: What Happens When 
you are Sick? Giving birth?



Cultural Leverage 

§ Improving individual access to care using 
culturally relevant initiatives

§ Improving the delivery of culturally 
tailored health information to individuals

Definition:  A system of shared values and attitudes that creates a 
commitment within an organization to boost performance by shaping 
and coordinating the actions and behaviors of health care professionals     

Fisher TL et al. (2007) Cultural leverage: interventions using culture to narrow racial 
disparities in health care, Med Care Res Rev. 64(5 Suppl):243S-82S; Chatman, JA & Cha 
SE ( 2003 ) Leading by leveraging culture, CA Manag Rev. 45(4): 20-34.



Mental Health
Behavioral 
Health 



Depression is not ”Fine”



Is this Person Depressed?



This Doesn’t Work



Screening for Behavioral Health 
During Pregnancy

§Depression
§Anxiety
§Alcohol Use
§Drug Use

§ PHQ 4
§ PHQ 9
§ Edinburgh Postnatal 

Depression Scale (EPDS)
§ Quick Inventory of 

Depressive Symptomatology 
QIDS-SR-16

§ Hamilton Depression 
Rating Scale (HAM-D)

§ CAGE 
Couto T, et al. What is the best tool for screening antenatal depression? J Affect Disord. 2015 
Feb 26. [Epub ahead of print]; Kozinszky Z, Dudas RB. Validation studies of the Edinburgh Postnatal 
Depression Scale for the antenatal period. J Affect Disord. 2015 Jan 24; 176C:95-105



Health 
Literacy



Heath Literacy

Expanding the definition

A patient's ability to obtain, understand and 
act on health information

A provider’s capacity to communicate 
clearly, educate about health and 
empower their patients

Reference:  Minnesota Health Literacy Partnership healthliteracymn.org



Communication

Building 
Partnerships 
with Patients 



Use understandable language being aware of the 
patient’s cultural needs and try to share analogies that 

will help the patient better understand what is 
happening to their body.

What do you think the HIV virus does to 
your body?

What matters to you most moving forward?

Communication is Key



Swapping for Simpler Words and 
Phrases



“Patient’s as Partners”

Coulter A. (2012) Patient engagement—what works? J Ambul Care Manage 2012, 35(2):80–89. doi: 10.1097/JAC.0b013e318249e0fd 
[PubMed]
Pomey, M.-P., Ghadiri, D. P., Karazivan, P., Fernandez, N., & Clavel, N. (2015). Patients as Partners: A Qualitative Study of Patients’ 
Engagement in Their Health Care. PLoS ONE, 10(4), e0122499. http://doi.org/10.1371/journal.pone.0122499



Use “People First” Language

§ “People first” language puts the person before the 
disability or condition and describes what a person has, 
not who a person is

§ A person is not their illness or their lifestyle

§ Using a diagnosis or a lifestyle choice as a defining 
characteristic reflects prejudice and also deprives the 
person of the opportunity to define him/herself

Source: http://www.thearc.org/who-we-are/media-center/people-first-language Accessed 
on October 2, 2016



Recommendations to Increase 
Engagement in Care

§ Incorporate 
engagement in care 
into the clinic 
culture using brief 
messages from all 
staff

§Contact patients who 
miss appointments

§ Improve patients’ 
healthcare experience

Ulett et al. The therapeutic implications of timely linkage and early retention in 
HIV care. AIDS Patient Care STDS. 2009 Jan;23(1):41-49.



Pearls of Motivational Interviewing:  
Active Listening



How to Address Individuals’ Unmet 
Healthcare Needs

§Create opportunities for meaningful personal 
encounters to increase patient engagement  

§ Focus on two essential questions to guide all 
encounters

1. What do you need know?
2. How do you live with HIV and maintain your wellness?



Create Conversations and Experiences 
Helping Individuals Tackle Limiting Thoughts

§Examples of Limited Thinking
§ “My mother is an alcoholic.”
§ “My family has always been poor.”
§ “My friends are all getting pregnant or going to jail.”
§ “All my friends use drugs.”
§ “My mother had me when she was 15.”
§ “What’s the point; HIV is going to kill me no matter 

what I do or don’t do.  Same end.”



Innovative Interventions to Support 
Self-motivation and Self-efficacy

§ Values work
§ Personal importance
§ Meditation
§ Trauma-informed care
§ Goddess hour (self-care)
§ Clinic learning studio
§ Mobile phone clinic reach-out
§ Dysfunction is not normal 

Individual Interventions



Innovative Interventions to Support 
Self-motivation and Self-efficacy in PLWH

Reflection & Expression
Group Interventions

§ Lock-in’s & lock downs
§ Mom’s cafe
§ Life skills
§ Meditation 
§ Obstacle course/treasure hunt
§ Sista’s curriculum (empowerment)
§ DNA-V Walk of Life Curriculum
§ Beach walking group
§ Spa day
§ Camps (adolescent, new moms, 

post-partum moms)



Postpartum 
Fatigue

Pense, BW et al. (2008) Measuring fatigue in people living with HIV/AIDS: psychometric 
characteristics of the HIV-Related Fatigue Scale. AIDS Care, 20(7), 829–837. 
http://doi.org/10.1080/09540120701694063)



Nursing Diagnosis:  Fatigue

Fatigue related to:

§ Difficulty resting and sleeping associated with fear 
anxiety and/or discomfort

§ Overwhelming emotional demands associated with 
infant/child care and HIV prevention and HIV self-care

§ Nutritional deficiencies
§ Increased energy expenditure caused by infection(s)
§ Effects of ART
§ High Viral Load
§ Potential metabolic conditions



Fatigue 
Assessment

Screening Tools
§ Multidimensional 

Assessment of 
Fatigue (MAF)

§ Global Fatigue 
Index (GFI)

§ HIV-Related 
Fatigue Scale 
(HRFS)

MAF Item #1 

§ On a scale of 1-10 to 
what degree to you 
experience fatigue? 

qNot at all (1)
qA great deal (10)



Fatigue: Desired Outcomes

The patient will experience a reduction in fatigue as 
evidenced by:

1. Verbalization of feelings of increased energy
2. Ability to perform usual activities of daily living, including 

infant care and HIV preventative care
3. Increased interest in surroundings and ability to 

concentrate
4. Ability to engage in HIV self-management and care 

activities



Stress, 
Trauma &
Distress



Trauma
§ Trauma is one of the most avoided, ignored, belittled, 

denied, misunderstood and untreated causes of 
suffering

§ Efforts to address trauma and PTSD should be a 
priority in HIV prevention and care

§ Screening and referrals for recent and past trauma and 
PTSD should be a core component of HIV treatment 

The focus of recovery is not 
“What’s wrong with you?” but 

rather,  “What happened to you?”

Machtinger EL et al. (2012) Psychological trauma and PTSD in HIV-positive women:  A 
Meta-analysis, AIDS Behav. Online edition, DOI 10.1007/s10461-011-0127-2



The Potential Effects of HIV Stigma and 
Feelings of Shame on Engagement in HIV 
Care

Stress/Isolation Inadequacy/Self-
Rejection

Depression/Anxiety/ 
Self-medicating



Stress 
Trauma
Distress

Screening Tools

§ Life Events Checklist 
(LEC-5)

§ Primary Care PTSD 
Screen (PC-PTSD)

§ RADAR for women
§ The Relationship 

Chart (IPV Screen)
§ The Distress 

Thermometer



IPV Screening: The Relationship Chart

https://www.cdc.gov/violence prevention/pdf/ipv/ipvandsvscreening.pdf (pg. 60)



Distress Assessment



Providing Trauma-Informed Care 

§Create a safe and sensitive environment
§Communicate sensitivity to individuals who have 

experienced traumatizing events
§Provide brief empathic responses to individuals 

who do report experiencing trauma
§Provide services in a trauma-informed manner



Summary
§ Engagement in HIV care is increasingly recognized as a 

critical step in maximizing health outcomes for 
postpartum WLWH

§ There is a 90-day window for engagement in care that 
predicts short and long term health outcomes for 
postpartum WLWH

§ WLWH have the capacity to live long healthy lives and 
when they partner with their reproductive and HIV 
healthcare team they are more likely to develop the 
motivation and skills to have undetectable viral loads



Postpartum WLWH:  
What Will You Do?

Group Question (Short Answer)

What will you do by next Wednesday to 
address engagement in HIV care 
challenges presented by postpartum
WLWH?



Postpartum WLWH:  
What Will You Do?

Reminders:
1. Nothing changes until you do.
2. Know who your patients are.
3. What can you do by next Wednesday?
4. What is the most you can do?
5. Recognize that we get stuck in practice 

patterns and that it takes energy to change.
6. Practice makes permanence.



Question, Comments and 
“Aha Moments”



Additional Resources on Trauma-
Informed Care
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