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A collaborative, community based initiative

• Project led by the Atlantic Interdisciplinary Research 

Network for Social and Behavioural Issues in Hepatitis C 

and HIV (AIRN)

• Community members engaged in all aspects of the 

project, from planning to implementation, analysis, and 

knowledge exchange

• Community Advisory Committee, who were also members 

of the research team

• Project spanned from July 2013 – March 2014

• Funded by the Public Health Agency of Canada (PHAC) 

Atlantic



Objectives

• To identify the current and emerging needs, key issues, 

and gaps in the area of services provided to populations 

living with communicable diseases—specifically, 

HIV/AIDs, Hepatitis C, and other sexually transmitted and 

blood borne infections (STBBIs)—in Atlantic Canada.

• To generate evidence to guide future decision-making 

concerning how organizations serving these populations 

might position themselves to provide effective and 

efficient services to those most affected in the region into 

the future.



Scope of the project

• Series of face to face interviews and focus groups with 

community based service organizations and their clients 

across the region *

• Review of relevant agency documents

• Infectious Disease PERT for PHAC funded organizations 2012-13

• Review of publicly available epidemiological surveillance 

reports

• Annotated bibliography

• National level policy documents

• Grey literature

• Community based documents

• Selected academic publications



Key Informant Interviews

• Sought the perspective of community-based organizations 

and the people who access their programs, services, and 

supports

• Identify successes and challenges for integration

• Total of 14 organizations and projects across Atlantic 

Canada that receive operational or project funding from 

PHAC

• Conducted 33 in-person individual interviews

• 13 Executive Directors or project leads

• 8 staff members from partner organizations 

• 12 service users or clients who have accessed services



Focus Groups

• Four focus groups were conducted with key affected 

communities:

• Former and current sex workers (Halifax, NS)

• People who inject drugs (Sydney, NS)

• Aboriginal people living with Hepatitis C (Charlottetown, PEI)

• Gay men living with HIV (Saint John, NB)



Interview Guide 

Clients

• Experience living with 
HIV/HCV

• Availability and access to 
services

• Experiences of changes to 
programs and services

• Unmet needs

• Potential improvements

• Key issues facing 
organizations now and into 
the future

Service Providers

• Client populations served

• Programs and services 

offered

• Strengths, gaps in services

• History, experience of change

• Partnerships with other 

organizations to meet client 

needs

• Opinion on best way to deliver 

services

• Direction of organization into 

future



Historical context

• Fourth decade of living with HIV; third decade of living with 
HCV

• HIV, once characterized as a catastrophic illness affecting 
gay men, is now considered to be a chronic, treatable 
condition

• Occurring at increased rates in a range of population 
subgroups: MSM, IDU, sex workers, Aboriginal peoples, 
people from countries where HIV is endemic

• Hepatitis C first came to light among people infected 
through the blood supply

• Now increasingly prevalent among people who engage in 
high risk behaviours such as injecting drugs or sharing 
needles



Response to HIV, HCV, other STBBIs in 

Atlantic Canada

• Shaped by geography, socio-economic climate, socio-
cultural environment

• Four provinces: NS, NB, PEI, NL

• Two official languages

• Aboriginal, francophone communities

• Wide geographic dispersion

• Rural communities (~50% compared to 20% Canada 
wide)

• Socio-economic hardships eg high unemployment, loss of 
resource based jobs, migration/commuting for 
employment



Response to HIV in the Atlantic region

• AIDS service organizations have been the backbone of 

the front line response

• Governed by Greater/Meaningful Involvement of People 

Living with HIV/AIDS (GIPA, MIPA) principles

• AIDS Exceptionalism –HIV requires a legal and policy 

response over and above other diseases due to its lethal 

and stigmatized nature – linked to resources

• NS only Atlantic province to have arms length government 

body to provide policy advice on HIV and a provincial 

strategy on HIV/AIDS



Response to HCV, STBBIs in the Atlantic 

region 

• Response to Hepatitis C has not been as high profile, nor 

shared the same history of engagement and funding

• “Nothing about us without us” movement calls for the 

greater meaningful involvement of people who use illegal 

drugs as a public health, ethical and human rights 

imperative

• Arms length government body does not exist for HCV

• NS has Standards for Blood Borne Pathogens

• Limited number of umbrella organizations: Regional 

Atlantic AIDS Network (RAAN) supported by CATIE; AIRN



Changing needs for PHAs

“The community has changed. They don’t need the same 

kind of support that they needed 20 or 15 years ago. I 

think that what they are looking for now, is more daily 

living type education… Living healthy, practicing 

prevention, positive prevention are what is needed now 

and what people want so that people can live a full life. 

The newly diagnosed…they think it’s just another pill I 

have to take once a day. The mentality is different now... 

People are going back to college…to university and living 

a lot better than they used to.” [C]



Differing realities for Hepatitis C

• “People with Hepatitis are not a community. They don’t 

have the historical context that they do with HIV. So, if 

most people with Hepatitis are people who use drugs, 

they are not a community and they are already 

marginalized for being drug users. So then they get a 

double whammy with…oh, you use drugs and you have 

Hepatitis. That is what makes Hepatitis quite a bit different 

from HIV and the way people experience it…People are 

out on their own and they are stigmatized and they are 

ashamed and afraid.” [SP]



Stigma and Discrimination

• Gains made, but lingering and entrenched social 

devaluing of people who are living with or vulnerable to 

HIV and HCV

• Individuals are judged and mistreated by society on the 

basis of identities: being gay, transgender, working in the 

sex trade, living with addictions, HIV, HCV, involvement 

with the criminal justice system, living with poverty, living 

with mental illness

• Common source of sigma and discrimination is 

mainstream health care or social service providers, 

individuals from other marginalized communities



MIPA as a core value 

• Meaningful engagement and involvement of people living with 
HIV, Hepatitis C, or addictions are core values of CBOs

“I think that having the populations that we serve as our main and 
central focus is what we do really, really well. They’re it. Without them, 
we wouldn’t be here. We know that, we recognize it every day. They’ve 
shared so much of their experiences. Anybody can go online and read 
about the things that happen to homeless and injection drug users and 
whatnot. These people are living it and they share those experience with 
us on a daily basis so we learn immensely from them. So I think that our 
open door client, service user approach works well for us. They’re 
‘nothing for us without us’. It’s the way we roll here.”  [SP]

• Identified challenge: How does the sector maintain the strong 
community grounding of PHAs in ASOs  when people living 
with Hep C or other STBBIs may not have the same 
opportunity, desire, interest or capacity to organize?



Is GIPA still relevant?

• Level of engagement of PHAs has changed as the HIV/AIDS 
movement has evolved

• “I am thinking back 17-18 years ago, PHAs were very involved. 
They were the voice. They were our presidents, our treasurers, 
our secretaries…they were our ever-present volunteers. They 
were here and they are not here now. Sadly, we have lost 
some. But on a happy note, they have moved on with their 
lives. For example, we stopped having the candlelight vigil and 
it was with a lot of talk and concern. Our vigil was a very 
personal candlelight vigil... It was a moving ceremony. But the 
families stopped coming. In the end, it was [Organization 
name] staff and board members going up and lighting candles. 
We thought…the families are not even here… We just stopped 
doing it over the last couple of years. They have moved on.” 
[SP]



Current Service Delivery Models

Inherent in service delivery models are two value-based 

approaches:

• Client-centred: 

• Open door approach, building rapport and learning from clients 

about their concerns, creating a safe space, being consistent and 

reliable with clients, respecting privacy, easily accessible with 

appropriate hours

• Culturally-appropriate 

• Open door policy that doesn’t discriminate, culturally sensitive, 

incorporating cultural ceremony, staff with lived experience, non-

judgemental



Primary health services that ASOs would 

like to offer via collaborative partnerships

• Assessment, case 
management

• Methadone

• Home care

• Pre and perinatal clinics

• Mental health services

• Addiction counselling

• Physiotherapy

• Blood work

• Detox

• Crisis intervention

• Sexual health clinic

• Food bank

• Rapid POC testing

• Vaccinations

• Pap tests

• Obstetrics

• Legal and advocacy services

• Social services

• Housing support

• Needle exchange

• Medical services

• Employment services

• Prevention services

• Education outreach



Challenges for service provision

• Large catchment areas, geographic gaps in services

• Only able to provide “piece-meal” services rather than consistent and 
regular contact with service users
• Many parts of the region lack infectious disease specialists or sexual health 

clinic

• Significant variation in access to Methadone Maintenance programs

• Key services lacking
• Naloxone for overdose prevention not widely available

• Lack of rapid point of care testing for HIV, other STBBIs

• Inadequate mental health services

• “If there was a mental health facility here with a trained psychologist 
or psychiatrist that knew what they were doing, they [IDU clients] may 
open up to them. And a lot of people that come here are never dealt 
with by mental health. They are dealt with by justice. Half the people 
in the prison system shouldn’t be taken care by justice, it should be 
mental health and addictions.”  [C]



Funding

• Sense that funding for HIV/AIDS has dwindled over the years, hasn’t kept 
pace with increasing operational expenses

• Funding from provincial governments highly variable

• Project funding is often restricted to “innovative” projects but there is 
inadequate funding for continuing programs that are known to be 
effective or responsive to client needs

• PHAC does not provide operational funding for provision of direct 
services

• Purchase of harm reduction materials such as condoms and needles 
must be purchased using other means

• Strategic partnerships

• “We’ve gotten more creative, like with our business relationship with the pharmacy…we 
get a lot of resources from the pharmacy. They make good money and they provide 
back and that has helped to expand what we do. Because of the number of 
prescriptions they fill and the revenue that generates, they provide funding for the 
mobile unit. They provide funding for the nursing staff and case manager and help to 
contribute to some of the operating costs… and help with linking people up for their 
appointments and everything. So that is significant.”  [SP]



Integration is already happening in some areas

• Many organizations note that the integration of STBBIs 
has already begun in their organizations

• “Even before integration was a buzz word, yes, we were 
talking about HIV when we were talking about Hep C…it 
just makes sense. When we are in the schools talking 
about: ‘What is Hepatitis? What is a virus? How is it 
transmitted?’ We are obviously going to say to the kids, 
what are some of the other viruses that you can get? 
…We will ask them what they know about HIV and then 
we will say…how is Hepatitis different form HIV? So, 
obviously when we are talking about Hep C, we are 
talking about HIV.” [SP]



Structural changes within organizations to 

reflect integration

• Modification of mission statements, mandates, strategic 
directions to reflect integration

• “What we had to do previously is we had to make sure that HIV 
was in every single workshop because we are an HIV 
organization. So we had to make sure we had HIV content, but 
now we don’t have to. Now that our mandate has changed, we 
changed it to include STIs, Hepatitis A, B and C, healthy 
relationships, healthy sexuality, substance use… now we can 
separate the workshops and focus on the main point of the 
workshop. Not that HIV took us away from the main focus of 
the workshop, but now we don’t have to put HIV into every 
workshop we do if it isn’t as applicable.” [SP]

• Name changes to reflect changing nature of scope of work



Capacity building and partnerships 

necessary for integration to succeed

• Factors that facilitate good working relationships:
• Frequent communication

• Being supportive of each other

• Sharing resources and knowledge

• Working together to streamline services, improve access to care

• “The difficulty with integration comes with…how can one 
person be an expert in everything? It is the difference at being 
the jack of all trades and knowing a little bit about a lot of 
different things, or being an expert in one or two things….it is 
hard enough for us to keep up to date on what is going on with 
Hepatitis. I struggle with how we will develop the expertise and 
how we will stay on top of everything if we are also throwing in 
HIV and all the STIs, TB and all the other things.” [SP]



Protectionism

• “I will give an analogy…a lot of churches are finding 
themselves in positions where they need to amalgamate 
because they just cannot sustain themselves. I have been 
part of these amalgamation discussions with these 
churches, and everything goes great until you are trying to 
decide on which building are we NOT using. Then it all 
falls apart. I think we can get ourselves, philosophically to 
an area where we are ready to do that, but then, who will 
we be? What name are we giving up? What does that 
giving up mean?  Are we giving up territory? Are we giving 
up control? Are we giving up resources? In philosophy, 
yes it makes sense, in practicality it is going to take some 
time.”  [SP]



Client perspectives on integration 

• “This organization runs really well. We are integrated. We 
have GBLT on the bottom floor. We have Planned 
Parenthood. We have a clinical nurse there. We have a 
Hep C needle exchange and the AIDS organization.…we 
have made it work. It’s got its flaws, but overall it works. I 
was a real skeptic. I never thought this would work. I was 
against it actually. I verbally sat on the committee and 
voiced my opinion: ‘Are you fucking nuts? You’re going to 
bring needle exchange in here?!’  Yeah, I was like: ‘It’s not 
going to happen. We are going to kill each other. There 
will be dead gay men flying through the glass!’ [laughs]. 
But, no! It works!” [C]



Service provider perspectives

• “In our last funding agreement that was one of the criteria 
was that we needed to expand our mandate to include 
Hep C and other STIs. We’ve tried to do that. It’s almost 
like building a piece on a house. It is an extension of what 
we are doing. We are trying to do it in a way that it’s not at 
the expense of AIDS service work.” [SP]

• “Integration is more than just broadening the mandate, but 
being able to take advantage of opportunities wherever 
they present themselves to lead people to the services 
that they need. For me integration is being able to have 
the service handy so that you are not putting extra 
barriers or hoops to jump through to be able to access 
those services. That for me is integration.” [SP]



Service Provider Perspectives

• “My fear is that we may be trying to be all to all and not 

being able to do it effectively. That integration perhaps is 

being looked at as a cost piece as opposed to a human 

piece. Is the integration of service being designed and 

implemented for the benefit of the human or the benefit of 

the purse strings? Maybe that sounds cynical, but after 22 

years of this fight I deserve to be a little cynical. Who is 

going to get left out? Who is going to fall through the 

cracks and how do we get them back?” [SP]

• “PHAC calls it integration. Sometimes we call it 

downloading.” [SP]



Every door is the right door

• “When I think about all the work that has been done to the 

AIDS movement, we don’t want to lose that. Specifically 

when we are focusing on women and HIV issues, and 

men, and gay men, and IDUs. I think there is a way that 

we can have a service that embodies supports designed 

to support the individual needs of each population. It can’t 

be just one blanket target. It will never be one blanket 

target in terms of prevention. It will never be one target for 

care treatment support. It never is for anything. But we 

need to find a way that every door is the right door. No 

matter who you are, you come in.”  [SP]



Next Steps

• Rethinking ASOs deliberative dialogue on Nov 24th, 2014

• PHAC Webinar Dec 4, 2014

• Planning phase/funding model development

• Full landscapes report to be posted on the AIRN website

• www.med.mun.ca/airn2012/home

• Executive summary to be available in English and French
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Thank you!

For further information please contact:

Susan.Kirkland@dal.ca

Sarah.Peddle@dal.ca
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