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Understanding and Combating HBV-Related 
Stigma and Discrimination



Hep B United: A National Coalition

Dedicated to reducing the health disparities associated 
with hepatitis B by increasing awareness, screening, 
vaccination, and linkage to care for high-risk 
communities across the United States.

• 30+ local coalitions & national organizations that focus 
on the Asian American & Pacific Islander communities.

• Voices for local and national advocacy



Stigma

¨ We know that many populations impacted by HBV face stigma.
¨ Stigma is defined as a “mark of disgrace,” either real or perceived, that sets 

someone apart from others. 
¨ Those that feel stigma can feel shame, hopelessness, loneliness, social 

isolation, and much more.

¨ This can lead to being treated differently from others in one’s family and 
community, discrimination, etc. 
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Addressing	HBV	Stigma
At	Charles	B.	Wang	Community	Health	Center	(CBW)

A	Federally-Qualified	Health	Center	in	New	York	City

Janice	Lyu
Senior	Hepatitis	B	Program	Associate



• Federally	Qualified	Health	Center
• NCQA	level	3	Patient-Centered	Medical	Home
• Multidisciplinary	care- primary	care	(adult,	pediatric,	OB/	

GYN),	mental	health,	specialists,	optometry,	dental,	social	
work

• 4	clinical	sites	across	Chinatown,	Manhattan	and	Flushing,	
Queens

• Serve	more	than	50,000	patients	and	275,000	service	visits	
in	2015

• Focus	on	medically	underserved	and	Asian	Americans
– Staff	fluent	in	many	languages,	including	Mandarin,	

Cantonese,	Taishanese,	Shanghainese,	Fujianese,	
Vietnamese,	and	Korean

• Research	and	Evaluation	Department
• Health	Education,	Marketing	&	Communications	

Departments



How	many	chronic	hepatitis		B	(CHB)	patients	do	we	see?

8540
CHB Registry

4115
Active* patients

1,130 (27%)
Uninsured patients

550 patients in
HBCP**

*Active	CHB	patients	were	seen	for	an	annual	physical	or	follow-up	visit	from	9/1/15	to	9/1/2017
**HBCP	=	Hep B	Care	Program	for	high	risk	uninsured	CHB	patients	include	care	management	and	
subsidized	imaging	tests



Hepatitis	B	Programs
• Hepatitis	B	Care	Program	(HBCP)	est.	2009

– Case	management	for	high-risk	uninsured	adult	patients	with	HBV
– Over	550	patients	(Manhattan	and	Flushing)	enrolled
– Patients	are	referred	by	providers	and	found	using	internal	HBV	
registry	report

– High-risk	enrollment	criteria:
• On	treatment
• Have	family	or	personal	history	of	HCC	or	cirrhosis
• Meet	other	high	risk	HCC	screening	criteria	(Asian	M	>	40yo,	Asian	F	>	50yo,	
African/Black	>	20yo)



Hep B	Moms	Program
• Goal	to	prevent	perinatal	transmission	and	fill	the	gaps	between	
transitions	of	care	(OB/HBV	provider/Delivery	hospital/Pediatrician)	

• Tested	early	in	pregnancy	and	assessed	for	existing	care	and	if	not,	
referred	to	CBW	IM

• Patients	are	identified	from Women’s	Health	OBGyn Care	Management	
report	run	biweekly
• Care	Manager	provides	face-to-face	counseling
• Links	patients	to	hepatitis	B	care	during	and	after	pregnancy
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HBV	Stigma	at	CBW
Cause:	

• Lack	of	knowledge	and	misconception
• Having	no	visible	chronic	hepatitis	B	symptoms

Effect:	
• Neglecting	care
• Lack	of	communication	
• Making	assumptions	and	suspecting
• Fears



Protocols	and	Education	for	Providers

• Updated	Guidelines	and	Protocols	
Uploaded	on	Central	Medical	
Protocol	Portal	

• Monthly	Internal	Medicine/	
Provider	meetings

• Monthly	Hepatitis	B	Collaborative	
meetings

• CME	Providers	Education	Seminars/	
Training



Hep B	Education	Reminders	in	EMR



Care	Manager	Duties
• Create	a	safe	environment	for	patients	to	raise	questions/	fears/	concerns	about	HBV
• Assess	knowledge	about	HBV
• Phone	or	in-person	HBV	education	and	case	management
• Work	with	provider	for	optimal	treatment	plan
• Monitor	patient’s	HBV	visits	and	their	progress	using	database

– Track	patient’s	blood	work	and	follow	up	appointment	dates
• Re-engage	non-adherent	patients

– Call	if	did	not	show	up	or	canceled	appointment
– Provide	education	and	reschedule	appointment

• If	unable	to	reach	by	phone,	send	HBV	specific	reminder	letter	Track	HCC	U/S	screening referrals
– Assist	in	scheduling	appointment
– Assist	in	follow	up	imaging	if	needed	(CT	or	MRI)

• Track	staging	fibrosis	referrals	(Elastogram/Fibroscan)	
• Record	patient’s	treatment	status	in	database

– Assist	in	applying	for	medication	through	Patient	Assistance	Program
– Check	that	patient	is	adherent	to	medication



Household	Contact

• Weaved	into	care	manager’s	and	provider’s	HBV	education
• Ask	about	family	history/	status	of	household	contacts
• Encourage	communication	with	family	and	friends
• Encourage	households	to	get	screened

– Offer	1st time	screening	for	free	



Patient	HBV	Education	Tools/	Resources



Hep B	Mom	Roadmap



http://www.cbwchc.org/HepatitisB.asp



Thank	you!

Janice	Lyu
Senior	Hepatitis	B	Program	Associate

Charles	B	Wang	Community	Health	Center

jlyu@cbwchc.org



Understanding and Combating Stigma:
A Toolkit for Improving Care and
Support for People Affected by HBV
November 1, 2017

Beverly Quintana, Communications Manager, AAPCHO



About the Association of Asian Pacific Community Health 
Organizations (AAPCHO)
• National association of 33 community health organizations serving 

Asian Americans, Native Hawaiians and Pacific Islanders (AA&NHPIs)
– 28 of which are Federally Qualified Health Centers (FQHCs)

• Dedicated to improving the health status and access of these medically 
underserved communities
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AAPCHO Hepatitis B Activities Overview
1. Increase awareness about the impact of hepatitis B on AA&NHPIs and 

other at-risk populations, through thought leadership and advocacy 
work with: 
– Hep B United coalition
– AAPCHO member health centers and broader network

2. Develop and disseminate resources and tools to improve hepatitis B 
prevention, care and treatment 
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Hep B United and AAPCHO Network
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• Hep B United
– National coalition raising profile of hepatitis B 

and liver cancer as an urgent public health 
priority

– National Summit, coalition-building, mini-grant 
program, webinars

– Meetings with policymakers
– #justB Story campaign to combat stigma

• AAPCHO network
– Community health centers 
– National and local CBO partners



New Toolkit to Address HBV-Related Stigma
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Understanding and Combating Stigma:
A Toolkit for Improving Care and
Support for People Affected by HBV
http://bit.ly/HBVStigmaToolkit

• Curriculum to help community-based organizations and 
health facilities work with patients, staff and community 
members to combat and address stigma and 
discrimination experienced by people living with or 
most vulnerable to the hepatitis B virus (HBV) 

• Acknowledgements and thanks to contributing 
reviewers



What’s in toolkit and why was it developed?
• Collection of participatory educational exercises

– Learner-centered, participatory approach
– Built around discussion and small group activities

• The aim of these exercises is to facilitate open discussion on HBV-related 
stigma and what we can all do to promote a change in attitude and practice
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Who can use this toolkit?
• Anyone can use this toolkit.

You might be a:
– HBV health care provider or educator
– Community member or member of a community-based group
– Someone living with or who knows someone who is affected 

by HBV (partner, child, parent, or friend)
– Someone who can use the materials in this toolkit to adapt 

them for use to train other groups (media, policymakers, other 
community based organizations, etc.).

• Currently being pilot-tested by AAPCHO and Hep B United 
partners
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Excerpt: Short Intro à
Straight to Modules

|	27Understanding and Combating Stigma: HBV Toolkit



Excerpt: More Facts, Stats and Tools in Appendix
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Excerpt: “Combating Stigma in a Health Care Setting” Module 
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Excerpt: “Understanding Stigma in Your Family and Community” 
Module 
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Thank You
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http://bit.ly/HBVStigmaToolkit
HBVStigmaToolkit@aapcho.org - feedback for improvements appreciated!

Beverly Quintana, Communications Manager
bquintana@aapcho.org

Isha Weerasinghe, Director of Policy and Advocacy
iweerasinghe@aapcho.org

AAPCHO
www.aapcho.org

Understanding and Combating Stigma: HBV Toolkit



Thank You!
Connect with us! 

Hep B United
www.hepbunited.org

AAPCHO
www.aapcho.org

Hepatitis B Foundation
www.hepb.org


