AIDS Education &
AETC:c' @ Jefferson Health.
HOME OF SIDNEY KIMMEL MEDICAL COLLEGE

HIV-related Stigma in
Health Care Settings

Adam Thompson, Regional Partner Director
South Jersey Regional Partner, NE/CAAETC

This project is supported by the Health Resources and Services Administration (HRSA) of the U.S. Department of Health and Human Services (HHS) under
grant number U28HA30791 and the HRSA Ryan White HIV/AIDS Program Implementation Center for HIV Quality Improvement and Innovation for $1.5
M. This information or content and conclusions are those of the author and should not be construed as the official position or policy of, nor should any
endorsements be inferred by HRSA, HHS or the U.S. Government.

(1)



Learning Objectives

= Overview of HIV in the United States
= Introduction to Stigma

= HIV-Related Stigma

= Addressing Stigma and Discrimination




Audience Poll

| believe there are measurable
ways to decrease HIV-related
stigma In health care settings?




Steps to Achieve Optimal Outcomes
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Mugavero MJ, Norton WE, Saag MS. Health care system and policy factors influencing engagement in HIV ( 4 }

medical care: piecing together the fragments of a fractured health care delivery system. Clin Infect Dis.
2011;52:5238-S246



National HIV/AIDS Stragegy

= There is still an HIV epidemic and it remains a major health
Issue for the United States.

= Most people can live long, healthy lives with HIV if they are
diagnosed and get treatment.

= For a variety of reasons, certain populations bear a
disproportionate burden of HIV.

= People across the nation deserve access to tools and
education to prevent HIV transmission.

= Every person diagnosed with HIV deserves immediate access

to treatment and care that is non-stigmatizing, competent,
and responsive to the needs of the diverse populations
Impacted by HIV

w  Office of National AIDS Policy . National HIV/AIDS Strategy for the United States: [ 5 }

Updated to 2020. White House; Washington, DC: 2015.



National HIV/AIDS Stragegy

= Stigma and discrimination must be eliminated Iin
order to diminish barriers to HIV prevention,
testing, and care.

= HIV-related stigma can be confounded by or
complicated with stigma related to substance
use, mental health, sexual orientation, gender
identity, race/ethnicity, or sex work.

= Stigma can lead to many negative
consequences for people living with HIV.

mmen Office of National AIDS Policy . National HIV/AIDS Strategy for the United States:

Updated to 2020. White House; Washington, DC: 2015.



Stigma as a Barrier to Care and
Engagement

= Fear of HIV testing

= Avoidance of facilities for HIV and other health-related
services

= Non-disclosure of important health information

= Travel outside of community to access medications and
treatment

= May not access needed HIV prevention services or
Information

= Avoidance of disclosure to sexual partners

Kidd R., S. Clay, M. Stockton, L. Nyblade. 2015. Facilitator’s Training Guide For A

Stigma-Free Health Facility. Washington, DC: Futures Group, Health Policy Project.



United States HIV Care Continuum
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Mend the Mind

INTRODUCTION TO STIGMA




Othering

YOUR KInD

SToP :
"OTHERING” e couD NEVER
ME ! ! E ' UNDERSTAND.

mim

www.mimiandeunice.com



STIGMA:

Notes on the Management of Spoiled |dentity

= Erving Goffman,
Sociologist who
wrote about
= Types of stigma

= How individuals deal
with stigma

= How persons with
stigma relate to
others

Goffman E. Stigma: notes on the management of spoiled identity. New York: Simon and Schuster; 1963. ( 11 )




Stigma

“[Stigma is] an attribute that links a person
to an undesirable stereotype, leading other
people to reduce the bearer from a whole
and usual person to a tainted, discounted

one.

ion &
e Goffman E. Stigma: notes on the management of spoiled identity. New York: Simon and Schuster; 1963. [ 12 }




Types of Stigma

* Discredited Stigma

= Discreditable Stigma

w  Goffman E. Stigma: note on the management of spoiled identity. Prentice-Hall: Englewood,

NJ. 1963



The Stage Theory

AETC waae’
ProgrumT * Goffman E. Stigma: notes on the management of spoiled identity. New York: Simon and Schuster; 1963. 14



Goffman’s Theatre

=Backstage
= The “Own’
* The "“Wise”

= Audience
= The “Normals”

Goffman E. Stigma: notes on the management of spoiled identity. New York: Simon and Schuster; 1963.




Goffman's Coping Mechanisms

Some stigmatized people can physically remove their stigma
People can master those areas that stigmatize them

Stigmatized people can use their stigma for secondary gain
Stigmatized persons can come to view their stigma as a blessing
A stigma can cause people to reassess the limits of normals
Stigmatized persons can avoid contact with normals

Stigmatized people seek out sympathetic others

AETC #IDSVEdu(r::ullun&
Program : Goffman E. Stigma: notes on the management of spoiled identity. New York: Simon and Schuster; 1963. 16
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HIV-RELATED STIGMAAND
DISCRIMINATION




HIV-related Stigma

HIV/AIDS-related stigma is a complex concept that refers to
prejudice, discounting, discrediting and discrimination
directed at persons perceived to have AIDS or HIV, as well
as their partners, friends, families and communities.
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Fact Sheet #60E. Center for AIDS Prevention Studies, University of California-San
Francisco. May 2006




Common at its Core

= Published in 2005 fe1crw

= Authors Jessica
Ogden, Laura Nyblade

Common at lts Core:

= Synthesis report of HIV-RELATED
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several different
researchers

= |dentifies
commonalities in HIV-
related stigma globally




Common at its Core

= “... evidence suggests that HIV and AIDS-related stigma
Is far less varied and context specific than many have
been imagined.”

= “H|V and AIDS have all the characteristics associated
with heavily stigmatized medical conditions.”

Ogden, J., & Nyblade, L. (2005). Common at its core: HIV-related stigma across contexts.



Root Causes of Stigma

= Knowledge
= Lack of knowledge leads to fear
* Fear-based messaging complicates prevention and care
= Morality
* The "karma” effect
= Good things happen to good people ...
* Innocence-Guilt Continuum

Ogden, J., & Nyblade, L. (2005). Common at its core: HIV-related stigma across contexts.




Innocence to Guilt Continuum

Box 3: Schematic of “Innocence-to-Guilt” Continuum
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#0%.!}% '''''' B Ogden, J., & Nyblade, L. (2005). Common at its core: HIV-related stigma across contexts.



How do people stigmatize?

= |solation and Rejection
= Shaming and Blaming
= Discrimination (Enacted Stigma)
= Self-Stigma

= Stigma by Association
= Layered Stigma

Kidd R., S. Clay, M. Stockton, L. Nyblade. 2015. Facilitator’s Training Guide For A

Stigma-Free Health Facility. Washington, DC: Futures Group, Health Policy Project.



Forms of Stigma in Health Facilities

= Refusing to provide treatment
= Gossip or verbal abuse

= Differential treatment

= Marking files or clothing of patients or isolating them
= Forcing diagnostic testing on people
= Disclosing someone’s HIV status

= Excessive use of barrier precautions
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Kidd R., S. Clay, M. Stockton, L. Nyblade. 2015. Facilitator’s Training Guide For A
Stigma-Free Health Facility. Washington, DC: Futures Group, Health Policy Project.



MEASURING STIGMA TO END IT




Health Policy Project

March 2013

MEASURING HIV
STIGMA AND
DISCRIMINATION
AMONG HEALTH
FACILITY STAFF

STANDARDIZED
BRIEF
QUESTIONNAIRE

This tool was prepared by the Health Policy Project.

June 2015

ACHIEVING A
STIGMA-FREE
HEALTH FACILITY
AND HIV SERVICES

Resources for
Administrators

2
Malizsa Sicckion and Losra Mybloda

June 2015

FACILITATOR'S
TRAINING GUIDE
FOR A STIGMA-FREE
HEALTH FACILITY

Training Menus,
Facilitation Tips,
and Participatory
Training Modules

AETC =uet Carr, D., R. Kidd, M. Fitzgerald, and L. Nyblade. 2015. Acheiving a Stigma-free Health Facility and HIV

Program

Services: Resources for Administrators. Washington, DC: Futures Group, Health Policy Project.




Change Components

1. Assess
2. Train
3.Sustain

AETC =uet Carr, D., R. Kidd, M. Fitzgerald, and L. Nyblade. 2015. Acheiving a Stigma-free Health Facility and HIV 27
Program Services: Resources for Administrators. Washington, DC: Futures Group, Health Policy Project.



Health Policy Project

CHANGE COMPONENT | T00ls AVAILABILITY

ASSESS = Checklist for a Stigma-free Facility = Checklist is in this guide
Measure and understand HIV stigma Environment and Policies for HIV = Siaff questionnaire is in Annex A
and discrimination in the facility stigma and discrimination and on the HPP website

" Questionnaire for facility staff -

User’s guide for implementing the
questionnaire is on the HPP website

TRAIN " Menu of training programs for " Menu of fraining programs is in

Conduct participatory rrclining to raise different types of staff Annex B and on the HPP website

Ewhure_ness and change aftifudes and " Modules with instructions and " Full collection of modules is on the
enaviors exercises HPP website

SUSTAIN = Code of Conduct = Code of Conduct tool in this guide

Develop and mainsiream action items m  Action Plan = Action Plan tool in this guide

and policies to sustain a stigma-free
tacility and HIV services

Services: Resources for Administrators. Washington, DC: Futures Group, Health Policy Project.

F/’\ETC wamens Carr, D., R. Kidd, M. Fitzgerald, and L. Nyblade. 2015. Acheiving a Stigma-free Health Facility and HIV ( 28 }
rogram



Steps for Responding to Stigma and
Discrimination

1.

2.
3.
A4

o i

Set up or identify a stigma action group
Assess your faclility
Review current policies and practices

Get ideas from community members or local
organizations

Develop and launch a Code of Conduct
Mainstream stigma-free norms and practices
Monitor progress

ot Carr, D., R. Kidd, M. Fitzgerald, and L. Nyblade. 2015. Acheiving a Stigma-free Health Facility and HIV
Services: Resources for Administrators. Washington, DC: Futures Group, Health Policy Project.
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Audience Polling

Have you ever stigmatized or
discriminated against another
person while delivering health care

services?




Audience Polling

Do you believe that People Living
with HIV experience stigma and
discrimination in the healthcare
system?




ASSess

= Checklist

= Assessment of the ability to support and deliver stigma-free
HIV services

= Six domains: Equal Access, Confidentiality, Safety, Training,
Quality Assurance, Policy

= Comprehensive Brief Staff Survey
= Validated survey, available in multiple languages
= Measures health care and provider stigma

ot Carr, D., R. Kidd, M. Fitzgerald, and L. Nyblade. 2015. Acheiving a Stigma-free Health Facility and HIV [ 32 }

Services: Resources for Administrators. Washington, DC: Futures Group, Health Policy Project.



Five Domains of the Comprehensive Tool

Infection -
Opinions about
control PHLIV and Key Health facility
(fear of HIV Populations environment
transmission & (willingness to (supplies,
avoidance treat) training, policies)
behaviors)

N

Enacted stigma
(self-reported

avoidance Special Module:
behaviors, pregnant women
observed and living with HIV
secondary
stigma)

Nyblade, Laura. Development, field-testing and finalization of a standardized tool for measuring stigma

among health facility staff service. National Quality Center Webinar. November 19, 2015




Train

* HUGE training

program
= Multiple modules ACHEING A
appropriate to all * AND HY SERVICES
levels of staff and
volunteers

* Suggested agenda,
handouts, and clear
Instructions

ot Carr, D., R. Kidd, M. Fitzgerald, and L. Nyblade. 2015. Acheiving a Stigma-free Health Facility and HIV [ 34 J

Services: Resources for Administrators. Washington, DC: Futures Group, Health Policy Project.



Sustain

= Code of Conduct

= Set of agreed upon policies and procedures that guide
staff behavior

= Most effective when developed collaboratively

= Development instructions available at the Health Policy
Project

= Action Plan
= The implementation of the Code of Conduct

ot Carr, D., R. Kidd, M. Fitzgerald, and L. Nyblade. 2015. Acheiving a Stigma-free Health Facility and [ 35 }

HIV Services: Resources for Administrators. Washington, DC: Futures Group, Health Policy Project.



Sample Action Plan Item

WHERE WE ARE

NOW (CHALLENGES) | CODE OF CONDUCT | CURRENT SITUATION
ITEM/S)

Sex workers

are viewed as
troublemakers and are
often made to wait
longer than

other clients

WHERE WE WANT

TO BE (RELEVANT | ROOT CAUSE(s) FOR| ,RECOMMENDED STAFF LEAD/S

ACTIONS/QUALITY AND TARGET
ASSURANCE COMPLETION DATE

Train health facility staff on Name/Date
the needs of sex workers—

and how to provide

Belief that other clients appropriate services and

are more important information

All clients receive the ~ Moral judgments and
same high-quality care  blame
without discrimination

Assess training through Name/Date
pre- and post-surveys of
participants

After training, gather Name/Date
feedback from clients or

client representatives about

experiences in the facility

Carr, D., R. Kidd, M. Fitzgerald, and L. Nyblade. 2015. Acheiving a Stigma-free Health Facility and HIV 36
Services: Resources for Administrators. Washington, DC: Futures Group, Health Policy Project.

AET #le Edur:ulmn &
rainin, g Center
Program



Change Components

1. Assess
2. Train
3.Sustain

AETC =uet Carr, D., R. Kidd, M. Fitzgerald, and L. Nyblade. 2015. Acheiving a Stigma-free Health Facility and HIV 37
Program Services: Resources for Administrators. Washington, DC: Futures Group, Health Policy Project.



Review: Primary Drivers of Stigma and
Discrimination
= Limited recognition of stigma and discrimination

= Fear of acquiring HIV through casual contact
= Moral judgements and values

Kidd R., S. Clay, M. Stockton, L. Nyblade. 2015. Facilitator’s Training Guide For A
Stigma-Free Health Facility. Washington, DC: Futures Group, Health Policy Project.




Where to start?

AET #le Euuccauun&
raining Center
Program 39
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Contact Information

AETC ncm®  Adam Thompson
Progmm Regional Partner Director

AIDS Education and Training Center
South Jersey Regional Partner

’Q Jefferson Health. Jefferson Health New Jersey

HOME OF SIDNEY KIMMEL MEDICAL COLLEGE

Email
Adam.Thompson@jefferson.edu
Phone

856.805.0002

aidsetc.org




To access the webinar recording, clicl
on this link:
https://meetny.webex.com/meetny/Istr.

php?RCID=64f98c940d0847799c228
75f456fdbad



https://meetny.webex.com/meetny/lsr.php?RCID=64f98c940d0847799c22875f456fdbad

