
CATIE & AIDS Vancouver Island (AVI) with HCV+ Women in Victoria, BC 

 

Thanks, CATIE, for inviting me here to share my thoughts about “integration” (Public Health 
Agency of Canada’s [PHAC’s] directive to combine HIV, HCV, TB, and all other sexually 
transmitted infections and blood-borne diseases under one “STIBBI umbrella” – with regional 
AIDS service organizations [ASOs] serving as the interface between PHAC and local community 
health and service organizations) from my perspective, but I’m only one of 250,000 members 
of Canada’s HCV+ community.  

I gratefully acknowledge CATIE for devoting significant time, money, and staff to developing 
and distributing your great HCV resources and programs! Thank you so much! As HCV+ people 
and organizations develop our capacity and voices, I hope we will become stronger and better 
allies with you in the battle against HCV.  

 



I also want to congratulate everyone here, especially CATIE and all the other ASOs who have 
been working, and continue tirelessly, to prevent new cases of HIV, and to lower the death 
rate from HIV/AIDS in Canada to less than 700 per year! HAART therapy has meant that some 
of my friends can now look forward to playing with their grandchildren, when not so long ago 
they were preparing to say their goodbyes.  

 

Jade Hood, 1951 – 2012 

Before sharing my personal journey with you, I really need to get off my chest two glaring 
inequities which are often-sidestepped, but must be addressed to ensure a successful 
integration. 



  

 
4.4 hepatitis deaths  

to 1 HIV death 

Canada, 2010 
 

Source of image (left:) 
 
The Economist:  
www.economist.com/ 
blogs/graphicdetail/ 
2013/07/daily-chart-21 

 

 

 While not wishing to diminish in any way the crushing burden and heartbreak of HIV/AIDS, we 
must also acknowledge the burden of viral hepatitis, which the Economist1  magazine says is 
now killing over 4 times as many Canadians per year as is HIV/AIDS; with the majority of these 
deaths due to hepatitis C.  

 

The OBOIDS2 study backs this up, with HCV killing 369 in a year in Ontario, while 133 died of 
HIV/AIDS. 



PHAC BUDGET  
$ 23    million for HIV     vs     $   3.5 million for HCV 

This leads to the first inequity: the government of Canada spends $23 million annually for HIV 
compared to $3.5 million for HCV. Let's face it; positive people with either HIV/AIDS or HCV 
are stigmatized and marginalized by society in general. But when HCV+ people see these 
figures, they feel they are being marginalized a second time, this time by their own 
government. HCV+ people would want the amount budgeted for HIV/AIDS to stay the same, 
but the- amount spent on HCV increased to reflect the actual burden of the disease.  

FULL VOTING MEMBERSHIP REQUIREMENTS, Pacific AIDS Network Bylaws 2.3(1) & (2): 

• “…Have significant HIV/AIDS and/or HIV/HCV co-infection programming in British 
Columbia as part of their operations.” 

• “…Demonstrate significant and appropriate representation of people living with 
HIV/AIDS or who is HIV/HCV co-infected.” 

 

20% of HIV+ people are co-infected  
but only  
5% of HCV+ people are co-infected 

Source of image (left): www.cocostudy.ca 

 

 

The second inequity:  We know that regional ASOs will play a significant role in the federal 
integration processes unfolding over the next three years. Our regional ASO recently was 
forced to turn down an application for membership from my organization, HepCBC. We do not 
conform to its bylaws for membership because we don’t provide services for HIV+ or co-
infected people. Instead, HepCBC serves the 95% of HCV+ people who are mono-infected.   

In the “Spirit of MIPA and GIPA” (policies which ensure that HIV+ people are significantly 
involved in governance, staff, etc. in any organization which accepts funds, speaks, or acts on 
behalf of the HIV+ community), it is critical that mono-infected HCV+ people and their 
organizations be meaningfully involved in the integration process and that they have a much 
stronger voice in these regional organizations, adding their voices to those of HIV/HCV co-
infected people who are already represented in most regional ASOs.  

http://www.cocostudy.ca/


 

As for myself, I'm an ‘elder’ in Canada’s Baby Boomer generation, a group dying of hepatitis C-
related causes at an alarming rate.  The long-predicted HCV ‘Time Bomb’ has finally detonated. 
I’ve lost many friends to liver cancer or sudden liver failure. 

 

 

 

Rudy Lang, 1940 – 2004 

 

 

 

 

God knows, I wish one of the wonderful spokespeople whose photos I’ll be sharing with you 
could be up at this podium instead of me.  



 

I’ve been HCV+ for 38-55 years, and have been virus-free since finishing a clinical trial last 
December.  

 

However, I still have compensated cirrhosis, with Fibroscan stiffness of almost 50. 



 

So I will remain at high risk for liver cancer and failure for many years to come.  

 

I have a large supportive family, have worked and travelled in many parts of the world, and 
still enjoy a healthy lifestyle. I tell people “Living well with HCV” is a realistic goal. 



 

My organization, HepCBC, was originally formed in 1997 by a group of HCV+ people infected 
primarily through the medical system -- collectively seeking information, compensation, and a 
cure -- while trying to support one another and alert others about this insidious, little-known 
disease. 

 

 

 

Dave Fitzgerald, 1936-2006 

 

 

 

HepCBC is based in BC, but reaches out through its monthly hepc.bull newsletter, website, and 
support services to chronically-infected people throughout the world - primarily persons who 
were infected with HCV long ago, but not diagnosed until several decades after exposure. This 
could have been through a long-forgotten transfusion; one-time use of an IV drug or a shared 
cocaine straw; an unsafe tattoo or piercing; a substandard medical practice in a developing 
country; or during mass-immunization in the military.  



 

 

Neil Van Dusen, 1958-2006 

 

 

 

For our target population, hepatitis C is generally not a co-infection, and only very rarely is it 
sexually-transmitted. These people are worried about things like losing their job if their status 
is discovered, or whether they’ll be able to buy life insurance, or continue supporting loved 
ones while undergoing treatment. They generally don’t require harm reduction supplies or 
housing, and they only need to be tested once.  Many of our target population do not know 
they have HCV, and do not even realize they are at risk. And neither do their GPs.  

 

Therefore, in July this year, HepCBC put this ad into newspapers to encourage Baby Boomers, 
Newcomers, First Nations and northern residents to get one-time-only HCV testing, to inform 
them about new treatments, and to warn them about some lesser-known and less-stigmatized 
risk factors…And speaking of stigma… 



 

Recently, I was on a bus trip to northern BC and stopped in several small communities with a 
suitcase of pamphlets, to talk to people in nursing stations, ASOs, and Friendship Centres 
about their needs for HCV support.  I was continually struck by the disparities in awareness 
and visibility of HIV versus HCV.  

 

I was overwhelmed by the plenitude of HIV/AIDS promotional items and colourful brochures, 
while I had to search high and low for any HCV pamphlets. Many of the people I met were 
surprised at my openness about being HCV+. 



 

I was told that HCV was a huge problem in most remote communities, but people were 
suspicious about the confidentiality of local testing and afraid to be heard even talking about 
HCV.  

 

 

 

Together we represent over  
150 years of HCV! 

HCV+ “Baby Boomers”  
from Vancouver Island 

 

 

First Nations people in particular said that they really wished that openly HCV+ peers would 
visit their isolated communities to help people confront their fears about HCV and its stigma; 
to discuss the many ways to get HCV and why it’s smart to get tested; why having HCV does 
not mean a person is ‘dirty;’ and (BEST of all) that a cure is possible.  



 

 

 

Multicultural Health Fair in Victoria, BC 

 

 

 

 

HepCBC fights stigma through participating in parades and marathons; it also does outreach to 
Newcomer communities, focusing on stigma and using CATIE’s wonderful pamphlets in 
translation! We are now involved with a BC Cancer Agency liver cancer project and provide 
phone peer support during treatment as well. 

 

We recently got a letter from a prisoner stating, “Your newsletter has been very informative 
for me as well as many other inmates. It’s concise, updated, and factual; with (it) we can 
demand new treatments and talk informatively.” 

On the national level, HepCBC is a founding member of Action Hepatitis Canada; we provide 
patient group input for drug submissions, and are a long-time member of the World Hepatitis 
Alliance... 

In short, HepCBC does a LOT with very little. 



 

But HepCBC no longer has funding for an office or an executive director. For the last few years, 
our work has been entirely done from out of our homes by mostly HCV+ volunteers – most of 
us ill and several of us volunteering fulltime. Lacking a reliable source of operational funding, 
we also lack what it takes to research and write proposals, assess needs, or properly evaluate. 
We receive sporadic, project-based funding from pharma – but no government funding 
whatsoever.  

 

 

 

Ron Thiel, 1932 – 2001 

 

 

 

Keeping in mind this situation plus the inequities I referred to earlier, HepCBC has six ideas we 
hope those implementing integration will consider: 

FIRST:  Support all recent hepatitis C recommendations from the Canadian Liver Foundation3, 
Canadian Assn. for the Study of the Liver, and Canadian Assn. of Hepatology Nurses such as: 
“One-time testing for baby boomers;” abolish “significant liver damage” pre-requisites to 
treatment; re-assess patients who were previously assessed as either “too healthy - or too 
sick” to be treated; and make prison a place HCV is stopped and cured, not spread.  



 

 

 

 

Doreen Stalker, 1932 – 2010 

 

 

 

 

 

The initial up-front cost in finding and treating these additional patients - before liver failure or 
cancer strikes - would be more than justified by downstream health and cost savings. 

 

 

 

 

Bruce Devenne, 1946 – 2011 

 

 

 

 

SECOND:  Integrate diseases when it is practical. When screening for HIV, screen for Hep B and 
C with the same blood draw! Newcomer Outreach can cover both hepatitis B and C, while 
teaching critical similarities and differences in transmission and treatment. Consider that 
patients with HBV, HCV and those aging with HIV all experience the same cirrhosis, liver 
cancer, and transplant issues!  



 

THIRD: DON’T conflate HIV or HBV with HCV when it increases stigma, or confuses caregivers! 
This recently-run advertisement gives the misleading impression that HCV is commonly spread 
via semen; or from mother-to-child; or through sharing food or beverages cooked or served by 
a HCV+ person. 



 

FOURTH: Consider your target group's lifestyle!  

 

Be aware that referring mainstream, mono-infected HCV+ people to resources full of stories 
about HIV and MSM, or images of drug paraphernalia, can simply harden their pre-existing 
HCV stereotypes and lead to self-stigmatization.  



 

 

 

Gordon McClure, 1948(?) – 2012 

 

 

 

 

This can result in devastated people who just want to hide – they may avoid testing, treatment 
and support, or even disclosing to loved ones. 

 

 

 

 

 

Kelly O’Dell, 1965(?) – 2011 

 

 

 

 

 

 

 

FIFTH:  Establish equity in funding hepatitis C research, training, prevention, treatment, 
support, and organizational capacity-building.  



 

 

Ken Thomson, 1954 - 2013 

 

 

LAST:  Ensure the voices of HCV+ people are proportionately included in any organizations that 
speak for us or accept and distribute funds on our behalf.  

 

That’s it; I hope my perspective has contributed something of value to this important 
conversation. Thanks so much. 

 

1 http://www.economist.com/blogs/graphicdetail/2013/07/daily-chart-21 

2 Ontario Burden of Infectious Diseases Study (Dec. 2010 – an OAHPP/ICES Report.), Chapter 3, 
p. 28, Exhibit 3.6 

3Liver Disease in Canada, a Crisis in the Making (Canadian Liver Foundation, March 2013). 

http://www.economist.com/blogs/graphicdetail/2013/07/daily-chart-21

