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A network of national networks of PLHIV
and community leaders

Emerged 2010 with the dissolution of
National Association of People with AIDS

Host AIDSWatch and other community
based PLHIV community work

The United States People Living with HIV
Caucus (the HIV Caucus) has taken on the

lead coordination of the Stigma Index as
of 2016
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Pre-Treatment Era Post-Treatment Era
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By starting HIV treatment,
1 went from living in shame to
standing up and taking control.

7 Hiv TREATMENT
IS POWER

ake th Xt step and go t
livtreatmentispower. call (877) Y-TREAT-HIV
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Discrimination or Stigma?

Stigma remains a considerable
barrier in healthcare access,
quality of life, and personal well-
being

Some parts of the HIV community
in the United States believe that
HIV-related stigma is either over or
that it is too complicated to
address

Discrimination refers to unfair and
unjust action toward an individual
or group on the basis of real or
perceived status or attributes

» “l don't want others to know my

HIV status. | pray to God that | am
cleansed of HIV. People look down
on me once they know | am HIV +. |
feel separated from others because
of HIV”

» -Louisiana Participant Quote




To start...

» HIV-related stigma still exists!

» Watch:

https://www.youtube.com/watc
h?v=t4KxkzcCyBc

HIV is Not a Crime Il will unite and
train advocates living with HIV and
allies from across the country on laws
criminalizing PLHIV and on strategies
and best practices for repealing such
laws.

Skills-building training, with an
emphasis on grassroots organizing,
advocacy, coalition-building and

campaign planning, will leave
IS N OT A CR I M participants with concrete tools and
NATIONAL TRAINING ACADEMY. resources to work on state-level

strategies when they return home.

May 13-206, 2016 s s il
o apply for a scholarship, submit an
“U”TS'WLLE, AL abstract for a workshop or to register
for the Training Academy, please visit

www.HIVIsNotACrime.com pelsadsly
#HIVIsNotACrime

SER®

'i /HIVIsNotACrimeConference




The Stigma Index
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» HIV stigma is a social phenomena G P +GI.OBAI. NETWORK OF

experienced personally PEOPLE LIVING WITH HIV

» Coordinated by Global Network of
People Living with HIV (GNP+) to
measure HIV stigma - conducted in

50 countries THEU.S.

» The Stigma Index data is collected OO \I:/)\/Elgf_ll'ﬁll\'/lv' NG
and analyzed by PLHIV, with PLHIV,
and for PLHIV STIGMA INDEX

J7e
» Stigma Index findings drive policy

and community organizing efforts

For more information on global projects using the questionnaire see hitp://www.stigmainde




“THE INDEX
PROVIDES
THE BEST
OPPORTUNITY
FOR PEOPLE
LIVING WITH HIV
TO TELL THEIR
SECRETS - SO WE
NEED TO DEVELOP
THE SKILLS TO
ASK THEM.”




Partnership

Capacity-building

Listening to the community
Data analysis and interpretation

Advocacy



The Stigma

Index Goals




“Being interviewed by another
person living with HIV does make a
difference - you feel they really
understand more about how you

feel.”




Terminology of Stigma

» Enacted stigma » Intersecting/Compounded sti
(discrimination) » Gender

» Anticipated stigma » Poverty/class/race/geograph

» Internalized stigma » Sexuality or sexual orientation

» Secondary stigma
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» The Index asks about the last 12 month
window particular to:

Healthcare services
Community support
Home and work
Family and friends
Intimate partners

Quality of life




In Estonia, data indicated three
primary areas that could be
impacted:

Divided PLHIV community
Fear of workplace discrimination

Belief that healthcare services
were not PLHIV-centered

Solutions:
Community building activity
Job employment initiative

Healthcare clinic whose Clinic

Manager is a woman living with HIV

HIV IS NOT SPREAD
BY WORKING!

FRIENDLY
TOWARDS

a
-POSITIVE PEOPLE

Ainus viis
sellest teada saada
ON TULLA TESTIMA!
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The Stigma Index has been conducted in three

sites:
Detroit
Louisiana
New Jersey

Over 750 people living with HIV participated
Anti-stigma work is being conducted in each

site

Data highlight results:
Poverty
Intersectional stigma
Value of resilience




PLHIV experience high rates of poverty

Leads to erratic housing

Poverty is a structural condition, fed by lack of
education, economic and expansive healthcare
opportunities

Poverty cannot be ameliorated by clinic-based HIV

services
“l had a job cleaning house for o

the house owner had a friend
decided to tell the owner |
my status for sure and



Mechanism
for

Addressing
Poverty




PLHIV experience stigma for a range of identities
and experiences, not just HIV

Gender, sexuality, disability, poverty,
homelessness, substance use, mental health,
country of origin, language - all play a part in
PLHIV stigmatizing experiences

Anti-stigma work cannot be SOLELY about HIV,
especially in interrupting stigmatizing values in
a community
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“In my community (community o
has been a lack of moral intelli
prevented a decrease of di

the stigma of t



Mechanisms
for Addressing

Intersectione
Stigma




People who had lived longer with HIV had more
tools to manage stigmatizing events

Resilience differs across racial lines

MEDICINES

Resilience can be grown through community v INCLINlcs

building

“I've educated others who were afraid of
contracting HIV from being intimate with
on their actual risk factors and h
suppression and PrEP can both@greatly re
risk, making serodiscordant relations
possible”



Activities of Resilience and Suppol

74%
o)
53% 51%

1

Supported other people Involved in any efforts to Confronted, challenged or Member of a PLHIV

living with HIV develop legislation, educated someone who network
policies or guidelines was stigmatizing and/or

related to HIV discriminating against you

34%

*Data from Detroit




Mechanis

for Building
Resilience




Contact Info:

Andrew Spieldenner, Ph.D.

@aspield on twitter
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