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A NOTE ABOUT THE COVER ART 

Photo source: http://thescentedhound.com/2013/11/11/finisterre-noir-tropical-by-maria-candida-gentile/ 

Photo inspiration:  

Quote from a participant: “There is a need for the local groups…before moving forward with the deadline of 
2017, there is a need for everybody to put their clothes on the line. Everybody, hang out what you are doing and 
let’s see what’s on the line...this is our opportunity to hang it all out. Let’s see what we’ve got.” 

 

ACRONYMS AND ABBREVIATIONS 

ACB  African, Caribbean and Black people 

AIDS  Acquired Immune Deficiency Syndrome 

ART  Anti-Retroviral Therapy 

ASO  AIDS Service Organization 

CBO  Community-Based Organization 

ED  Executive Director 

LGBTQ  Lesbian, Gay, Bisexual, Transgender, Queer and/or Questioning 

GIPA/MIPA Greater/Meaningful Involvement of People with HIV/AIDS 

Hep C  Hepatitis C 

HIV  Human Immunodeficiency Virus 

IDU  Injection Drug User 

PHA  People living with HIV/AIDS 

PWID  People Who Inject Drugs 1 

  

                                                             

1 PWID – short for “people who inject drugs” – is a preferred term over IDU, as it is less labeling and focuses on the 
behaviour rather than characterizing people based on their behaviour.  However, when used in a quote by interview or 
focus group participants, “IDU” is left as originally used. IDU is also left as originally used in the epidemiological 
surveillance literature, including government reports. 

http://thescentedhound.com/2013/11/11/finisterre-noir-tropical-by-maria-candida-gentile/
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HOW TO USE THIS DOCUMENT 

The purpose of this document is to provide a comprehensive presentation and analysis of all of the data 
collected through the research project: “Exploring the Landscape of Communicable Diseases in Atlantic Canada.” 
As explained in the Methodology section, the sources of information include document review, 
epidemiological overview, key informant interviews and focus groups.  

The report is broken down into 7 main sections:  

1. Background – explains the intention of the “Exploring the Landscape of Communicable Diseases in Atlantic 
Canada” project 

2. Methodology – explains how we gathered information and analyzed the data, and who was involved in 
guiding the project and in the focus groups and interviews (details in Appendices A, D, E)  

3. Historical Context – explains the historical roots of how CBOs in Atlantic Canada responded to HIV/AIDS 
and Hep C, including our values, and shifts in epidemiology and funding 

4. Social Context – explains the social environment in which HIV/AIDS and harm reduction organizations 
evolved, including experiences of stigma and discrimination and responses in the form of principles such 
as GIPA/MIPA and Nothing About Us Without Us  

5. What is the Lay of the Land? – provides a comprehensive overview of the way programs and services are 
currently structured and delivered in the Atlantic region, including:   

 Various service delivery models 

 Activities around education and awareness raising for various audiences about HIV and Hep C 

 Existing referral relationships and partnerships between organizations 

 How organizations relate to key populations/communities 

 Their funding environment in terms of sources, priorities for additional funding, and how they’d like 
funding decisions made 

 How volunteers are engaged 

 How Boards of Directors are engaged and composed, and 

 The current gaps and challenges experienced by the HIV and Hep C organizations and programs 

6. Where are we with Respect to Integration? – covers the various ways in which organizations and service 
users understand and perceive integration, including:  

 Stage of readiness for integration, and the extent to which it is already taking place 

 Perceptions of integration, from the perspective of service providers and client groups 

 The ways that HIV and Hep C are unique, and the ways that they are similar  

 Issues relating to how integration will impact relationships and organizational structures  

7.  Moving forward – a summary of our analysis, interpretation, and next steps for moving towards 
integration 
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1 BACKGROUND 

The integration of communicable diseases services and service delivery is proposed and promoted as a way 
to provide better continuity of care, to create efficiencies in testing for communicable diseases, and to 
enhance collaboration across sectors. Tied to this conceptual shift is a proposed change in funding structures. 
Under the Federal Initiative to Address HIV/AIDS in Canada and the Hepatitis C Prevention, Support and 
Research Program, the Public Health Agency of Canada currently manages separate funding programs to 
support the community response to HIV and Hep C. The projects under these programs have been extended 
for three years, from April 1, 2014 - March 31, 2017. At the end of these three years, HIV/AIDS and Hep C Grants 
and Contributions funding, at both the regional and national levels, will be integrated into a proposed new 
HIV/AIDS and Hepatitis C Community Action Fund. This new funding structure has also been referred to as 
“integration.” There are fears that integration of HIV, Hep C, and other STBBIs is an inadequate solution on 
multiple fronts: that it downloads responsibility in response to a tightening public purse, that it neglects the 
impact of stigma on people at-risk of or living with HIV/AIDS (especially within the current context of the 
criminalization of HIV non-disclosure), and that it will weaken the response to HIV/AIDS, a disease that after 
over 30 years since its discovery is far from being eradicated. However, it is also recognized as an opportunity 
to consider novel ways to improve service provision in a changing environment. 

Exploring the Landscape of Communicable Diseases in Atlantic Canada was a collaborative and consultative 
investigation into the current state of HIV/AIDS, Hep C and other STBBIs, affected populations, and 
associated service delivery needs in Atlantic Canada from the perspective of community-based organizations 
and the people who access their programs, services and supports. We also undertook a thorough 
examination of surveillance data, prevention and support programming and research. This review has 
allowed us to capture the current state of HIV/AIDs, Hep C, and other STBBI support services, identify 
challenges and successes of this work and consider how we can collaboratively and strategically work 
together to improve the lives of those living with these communicable diseases in Atlantic Canada. 

The purpose of this document is to provide a comprehensive reporting of the results of the Exploring the 
Landscape of Communicable Diseases in Atlantic Canada project to serve as an on-going reference document 
and as a tool to aid future decision making in the context of integration in the Atlantic Region.  

The objectives of the project were:  

1. 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. 
 

2. To generate evidence to guide 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. 

2 METHODOLOGY  

This project was a collaborative, community-based initiative led by the Atlantic Interdisciplinary Research 
Network for Social and Behavioural Issues in Hepatitis C and HIV (AIRN) with ongoing input and feedback 
from all partners via a Community Advisory Committee (CAC), who were also members of the research team.  
Community partners were engaged to collaborate in all aspects of the project, from planning to 
implementation and analysis, and knowledge exchange.  
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To meet the identified objectives, we conducted a series of face-to-face interviews and focus groups with 
community based service organizations and their clients across the region. This was complemented by a 
review of relevant agency documents, a review of epidemiological surveillance information, and the 
compilation of an annotated bibliography. The project spanned from July 2013 to March 2014. 

2.1 Community Advisory Committee /Research Team 

The CAC was comprised of the project partners (see Appendix A for the complete list of members) and 
included Executive Directors of community-based organizations and Project Leads with operational and/or 
project funding from PHAC (or their designate). This work was also supported by a team of academic 
researchers from across the region. It is important to note that community members were involved in both 
directing the process and as contributors to the knowledge base. 

The CAC participated in all stages of the project as active members of the research team. Regular 
teleconferences were held to provide input into the study design, data collection, data analysis and report 
writing.  Subgroups were formed to provide intensive and directed feedback for qualitative and quantitative 
components, as well as to review drafts of the document. All CAC/research team members received a draft 
version of the final report for comment and review.  

2.2 Key Informant Interviews 

In total, there are 14 organizations and projects across Atlantic Canada which receive either operational or 
project funding from the Public Health Agency of Canada (PHAC; see Appendix B). The Executive 
Director/Project Lead or their designate for each of the relevant PHAC Atlantic funded organizations and 
projects were invited to participate in a key informant interview. We also invited interviews at each location 
with service/program users or project participants and with the Executive Director/Program Lead or their 
designate from an agency/organization referring to the relevant PHAC funded, Atlantic region organizations 
or projects.  

We conducted 33 in-person individual interviews with: 13 Executive Directors or Project Leads of PHAC funded 
organizations, 8 staff members of organizations which partner with PHAC funded organizations, and 12 
service users or project participants (i.e., clients) of the PHAC funded organizations. Details of the 
characteristics of the interview participants are included in Appendix D and the interview guides are included 
in Appendix E.  

It should be noted that for the client interviewees, we intentionally sought people who have accessed 
services and could provide a historical perspective. Thus, we did not hear from those who previously or have 
never accessed services, which limits our insight into the broader community perspective. As detailed in 
Appendix D, the organizational staff and clients who were interviewed brought many years of involvement 
from working in the field or by way of relevant lived experience. For example, clients had lived on average 
almost 12 years with Hep C, and an average of almost 20 years with HIV.  

2.3 Focus Groups 

We conducted four focus groups with service users and project participants. Each of these groups was 
composed of individuals who were current users of PHAC funded services and/or programs and had lived 
experience as members of most-affected communities:  

 Former and current sex workers (n=7) 

 People who inject drugs (n=6) 

 Aboriginal people living with Hep C (n=4) 
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 Gay men living with HIV (n=5).   

These groups were prioritized by the CAC/research team based on several factors: the HIV and Hep C 
epidemiology in the region, organizations that would be willing and had the capacity to organize and host a 
focus group, the practicalities of gathering enough people in a given region, and seeking the optimum mix 
and representativeness (based on PHAC priority populations and geographic representation). General 
characteristics of the focus group participants are included in Appendix D, and the focus group guides are 
included in Appendix E.  

2.4 Document Review  

The document review was undertaken to determine the current roles and assets devoted to HIV/AIDS and 
Hep C in the Atlantic region. The document review was comprised of two arms—a review of the PHAC funded 
organization or project required reporting tool (PERT – see below) and a review of publicly available 
surveillance reports-- both aimed at obtaining quantitative data to augment and complement the qualitative 
findings of this study.  
 
Infectious Disease PERT Questionnaire 2012-2013 
The Infectious Disease Project Evaluation and Reporting Tool (PERT) Questionnaire 2012-2013 was obtained 
from each of the PHAC funded organizations (operational and project funded). A data collection tool 
referencing sections of the PERT was designed to collate quantitative data reported on resources and 
personnel (sec. 1.1, 1.1.1, 1.2, 1.2.1, 1.3, 1.3.1, 2.2, 2.2.1, & 2.3.1), partnerships and linkages (sec. 3.1, 3.1.1, 6.3), 
education, awareness and outreach activities and services (sec. 5.1, 6.1, 6.2, 7.1 & 7.2), and training for paid 
staff and volunteers (sec. 8.1 & 8.2). One organization did not receive a full year of funding for its PHAC 
project(s) in 2012/2013 and instead the PERT Centre for Communicable Diseases and Infection Control End of 
Project Questionnaire 2012-13 (Reporting period: April 1, 2012 –  October 31, 2012) was reviewed for the same 
categories as named above. In certain cases the reporting criteria on this questionnaire were very similar but 
not identical to the other Infectious Disease PERT Questionnaire 2012-2013. In these cases, two people 
reviewed the results which were then were ratified by staff from the organization in question.  
 
The results of this arm of the quantitative data review were reported in tables and graphs and presented to 
the CAC. Their review determined that when responding to the PERT questions, their interpretation and thus, 
their subsequent reporting of information varied.  In turn, a questionnaire was designed and distributed to 
ask respondents to identify if the answers given for each section of the PERT were based their organization's 
PHAC-supportable activities only, or if the reported answers given were based the total activities of their 
organization. The responses to this questionnaire confirmed that their interpretation of the questions and 
the level of detail they were required to report differed across organizations. This inconsistency is thus a 
limitation of the data reported here.  
  
Epidemiological and Surveillance Data 
We obtained epidemiological surveillance data for HIV, Hep C and other relevant STBBIs related to the burden 
of disease, demographic factors within affected populations, populations at risk, risk factors across the 
general population, and factors affecting access to services for the Atlantic region. Almost all of the data 
obtained has been reported on a provincial basis with sometimes national comparisons. Almost all of this 
data has been obtained from sources made available through the PHAC or Statistics Canada. 
 

2.5 Annotated Bibliography 
 
After several consultations with the research team about the overall direction of this report, a list of potential 
secondary sources was generated, covering some of the major themes. The first list was generated using 
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various library databases to search for key themes (e.g., HIV Services and Atlantic Canada, stigma, prevention, 
etc.). AIRN’s resources were also included, as well as resources from its various partners across the Atlantic 
region. Pertinent resources from national level organizations (e.g., CATIE, CAS, PHAC, Canadian HIV/AIDS 
Legal Network, etc.) were also included.  
 
In order to increase the direct relevance to the project we then narrowed the focus to be on grey literature 
and community-based documents, with additional academic resources serving only to fill any potential gaps. 
The various sub-themes were then consolidated into five major themes that encompass the main purpose of 
this report. The annotated bibliography (see Appendix C) is not an exhaustive representation of all pertinent 
issues. It focuses on additional sources of related research to this report and relevant HIV/AIDS programming. 
The summaries were abstracted directly from the documents, either from the abstracts or introductions, 
with minimal alterations (i.e., for the purposes of formatting and syntax). The summaries provide a quick 
snap shot of each report’s purpose. 

3 HISTORICAL CONTEXT 

“In the beginning, it was such a powerful movement. Like it was 
started by PHAs, for PHAs, by PHAs. And it was such a powerful 
movement in a group of people that were shunned.   And it could have 
a lot to do with just the gay rights movement. It came on at the same 
time. A lot of it did cycle together.”  

“Things do change. If we are doing things the same way we 
were 25 years ago, then we haven’t moved forward and I think 
that we have changed immensely.”   

We are now into our fourth decade of living with HIV, and our third decade of living with Hep C – and the 
landscape has changed considerably over time. Whereas HIV was once characterized as a catastrophic illness 
afflicting gay men, it is now considered to be a chronic, treatable condition occurring at increased incidence 
rates in a range of population subgroups: bisexual, two spirit, queer, and men who have sex with men, people 
who inject drugs, youth at risk, sex workers, Aboriginal peoples, women, people in prison, transgender 
people, and people from countries where HIV is endemic. Hepatitis C first came to light among people 
infected through the blood supply, but now is increasingly prevalent among people who inject or smoke 

drugs or engage in high risk sexual activities such as sex 
with multiple partners.  

The history of responding to HIV, Hep C, and other STBBI’s 
in the Atlantic region is similar in many ways to the 
experience in other regions of the country, yet, has its own 
unique perspective, shaped by the geography, the socio-
economic climate, and the people. In the Atlantic region we 
are faced with unique challenges that require careful 
consideration and input from a wide range of groups across 
the region. We must consider not only the differences 
between all four provinces, but also work in two languages 
(French and English), with diverse ethno-cultural 
populations, and with populations that are widely 
geographically dispersed in the region including aboriginal 
communities, francophone communities, and rural 
communities. Socio-economic hardships such as high 
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unemployment (see Figure 1 above)2 and poverty are realities in the Atlantic region. An additional challenge is 
that resources for HIV and Hep C are generally based on funding formulas that reflect absolute numbers of 
those affected. Despite high levels of risk in the Atlantic region, the absolute numbers of people living with 
disease, especially HIV, remain low in contrast to other provinces which is confounded by the fact that 
surveillance data cannot capture when someone tests positive in one province but resides in another. The 
data only reflects where the test took place. However, similar to HIV, Hep C can go undetected for long 
periods of time, and it is estimated that both new and latent infections remain undetected in a large 
proportion of the population at risk. 

Our response to these epidemics has also changed over time, with varying levels of engagement from 
government and community based organizations. AIDS service organizations have traditionally been the 
backbone of the front line response in the Atlantic region, both in terms of influencing the government 
response, and in implementing it.  The early movement was led by the population most affected—gay men 
responding to the catastrophic illness of HIV/AIDS in the 1980’s.3 The response over time has been shaped by 
such positive forces as resilience, asset based strategies, and peer-based models of support. Guiding 
principles such as the Greater Involvement of People with HIV and AIDS (GIPA) have supported the 
involvement of those living with HIV in decision making and policy making. In contrast, the response to Hep 
C has not been as high profile, nor shared the same history of engagement. 

Several policy documents exist in Canada which lay the framework for a federal and provincial response (e.g., 
Leading Together, 4  Canada Takes Action on HIV/AIDS 2005-2010 and the Federal Initiative to Address 
HIV/AIDS in Canada5), however, coordination among various levels of government must be in place to achieve 
policy coherence. “AIDS exceptionalism”, a term originally used to express the idea that HIV requires a legal 
and policy response above and beyond other health interventions, reflected the lethal and stigmatized 
nature of HIV.6 Over time, exceptionalism, like integration, has been linked with resources allocated to the 
epidemic. Whereas HIV/AIDS remains a serious disease with unique ramifications such as widespread stigma 
and discrimination, including criminalization, exceptionalism has also been portrayed in a negative light by 
some, largely based on the claim that HIV/AIDS receives a disproportionate amount of funding.7 

The PHAC currently supports community-based organizations and projects through the AIDS Community 
Action Program (ACAP; operational and project funding) and the Hepatitis C Program (project funding only). 
The PHAC has protected community investments in HIV/AIDS and Hep C which is currently capped at 26 
million dollars annually. In 2012, the PHAC was directed by the Minister to align its role in the response to 
HIV/AIDS and Hep C within a broader communicable diseases framework and to explore innovative 
partnerships and links to chronic diseases, mental health, aging and other determinants of health, while 

                                                             

2 Statistics Canada. (2014). Labour Force, Employment and Unemployment, Levels and Rates, by Province. CANSIM, 
table 282-0002. Last modified: 2014-01-10. [On-line]. Available: http://www.statcan.gc.ca/tables-tableaux/sum-
som/l01/cst01/labor07a-eng.htm. Access date: 15 May 2014. 
3 Steele, D. G. (2000). The Evolution of the Canadian AIDS Society: a Social Movement Organization as Network, Coalition 
and Umbrella Organization. Unpublished Doctoral Dissertation. Montréal: McGill University. 
4 Canadian Response to HIV/AIDS. (2005). Leading Together: Canada Takes Action on HIV/AIDS (2005-2010). Canadian 
Public Health Association [On-line]. Available: http://www.leadingtogether.ca. Access date: 15 May 2014.  
5 PHAC. (2012). Strengthening Federal Action in the Canadian Response to Address HIV/AIDS in Canada: The Federal 
Initiative to Address HIV/AIDS in Canada. [On-line]. Available: http://www.phac-aspc.gc.ca/aids-sida/fi-if/fa-if/2-eng.php. 
Access date: 15 May 2014.  
6 Smith, J. H. & Whiteside, A. (2010). The History of AIDS Exceptionalism. Journal of the International Society, 13(47), 1-8. 
7 Smith, J. H. & Whiteside, A. (2010). The History of AIDS Exceptionalism. Journal of the International Society, 13(47), 1-8. 

http://www.statcan.gc.ca/tables-tableaux/sum-som/l01/cst01/labor07a-eng.htm
http://www.statcan.gc.ca/tables-tableaux/sum-som/l01/cst01/labor07a-eng.htm
http://www.statcan.gc.ca/tables-tableaux/sum-som/l01/cst01/labor07a-eng.htm
http://www.statcan.gc.ca/tables-tableaux/sum-som/l01/cst01/labor07a-eng.htm
http://www.leadingtogether.ca/
http://www.phac-aspc.gc.ca/aids-sida/fi-if/fa-if/2-eng.php
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3004826/pdf/1758-2652-13-47.pdf
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3004826/pdf/1758-2652-13-47.pdf
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working within the same funding envelope.8 

There are also a limited number of umbrella organizations that currently exist to enhance regional 
collaboration. The Regional Atlantic AIDS Network (RAAN) is supported by the Canadian AIDS Treatment and 
Information Exchange (CATIE) to enhance networking opportunities and knowledge sharing amongst ASOs 
in the region; the Atlantic Interdisciplinary Research Network (AIRN) for Social and Behavioural Issues in 
Hepatitis C and HIV serves as an umbrella organization to link HIV, Hep C and STBBI organizations across the 
region through collaborative research initiatives. Nova Scotia is the only Atlantic province to have a dedicated 
arm’s length governmental body to provide policy advice on HIV/AIDS (the Nova Scotia Advisory Commission 
on AIDS) and to have a provincial strategy on HIV/AIDS, though a similar body nor strategy exists for Hep C. 

3.1 Epidemiology and Population Health Surveillance 

Estimates of people living with HIV in Canada continue to rise. From 2008 to 2011 it was estimated by the 
Public Health Agency of Canada that there were 64,000 people living with HIV in Canada in 2008 and 71,300 
in 2011. This increase can largely be attributed to continued incidence of new infections at a rate greater than 
HIV-related deaths as advancements in HIV treatment (mainly highly active anti-retroviral treatment) are 
working to improve survival rates.9  

 

Since AIDS reporting began in Canada in 1979, a cumulative total of 642 cases have been reported as of 31 
December 2012 in the Atlantic region (NL: 91; PEI & NS: 371; NB: 180).10 From 1985-2012, a cumulative total of 
1509 positive HIV tests (all ages) were reported from the Atlantic region (NL: 273; PEI & NS: 817; NB: 419). 
Across all of the four Atlantic Provinces together, an annual total of 32 positive HIV tests (all ages) were 

                                                             

8 Arthur, J. & PHAC. (2013). Future Directions for HIV/AIDS and HCV Community Funding. 2013 Canadian AIDS Society: 
People Living with HIV/AIDS Forum and AGM. [On-line]. Available: 
http://www.cdnaids.ca/files.nsf/pages/phac_futuredirections_casforumagmjune2013/$file/PHAC_FutureDirections_CA
SForumAGMjune2013.pdf. Access date: 15 May 2014. 
9 PHAC. (2011). ARCHIVED – Summary: Estimates of HIV Prevalence and Incidence in Canada, 2011. [On-line]. Available: 
http://www.phac-aspc.gc.ca/aids-sida/publication/survreport/estimat2011-eng.php. Access date: 15 May 2014. 
10 PHAC. (2012). HIV and AIDS in Canada: Surveillance Report to December 31, 2012: Table 18B, p.51. [On-line]. Available 
at: http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf. Access date: 15 May 2014. 

2007 2008 2009 2010 2011 2012

NL** 14 14 1 8 10 4

PEI & NS† 20 22 13 16 16 19

NB 0 3 6 5 3 9

0

5

10

15

20

25

#
 o

f 
p

o
si

ti
v
e
 H

IV
 t

e
st

 r
e
p

o
rt

s

NL**

PEI & NS†

NB

Figure 2 Number of positive HIV test reports (all ages*) by province & by year, Atlantic region (2007-2012)11  

http://www.cdnaids.ca/files.nsf/pages/phac_futuredirections_casforumagmjune2013/$file/PHAC_FutureDirections_CASForumAGMjune2013.pdf
http://www.cdnaids.ca/files.nsf/pages/phac_futuredirections_casforumagmjune2013/$file/PHAC_FutureDirections_CASForumAGMjune2013.pdf
http://www.phac-aspc.gc.ca/aids-sida/publication/survreport/estimat2011-eng.php
http://www.phac-aspc.gc.ca/aids-sida/publication/survreport/estimat2011-eng.php
http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf
http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf
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reported during 2012, which is approximately a 10% increase from 2011 when an annual total of 29 positive HIV 
tests were reported in the region (see Figure 2 above).11 

For the reporting period 2004-2012, all the Atlantic Provinces' annual rates of positive HIV test reports (all 
ages) were the lowest of all the Canadian provinces.12 In 2012, positive HIV test reports among subjects of all 
ages demonstrate that the rate of infection is somewhat variable across the region, with the highest rate in 
NL (1.8), followed by PEI and NS (combined:1.7) and NB (0.5)—all well below the national average rate that 
year of 5.9 per 100,000 population.13 The ratio of male-to-female positive HIV tests reported (all ages) from 
1985-2012 was 6:1 for PEI and NS (combined) as well as for NB, and 4:1 for NL, while the national average for 
this time period was 5:1.14 

Using the Public Health Agency of Canada priority population classifications, people who have tested positive 
for HIV in the Atlantic region 
have predominantly identified as 
men who have sex with men 
(MSM; gay, bisexual, two spirit, 
transgender, queer), followed by 
people who have experience 
using injection drugs (PWID), and 
heterosexual sexual contact with 
a person from a country where 
HIV is endemic or sexual contact 
with a person at risk. Men who 
have sex with men (MSM: 79%) 
continues to be the dominant 
exposure risk category in the 
Atlantic provinces as reported in 
2012,15 though it is believed that 
cases identifying injection drug 
use as the primary exposure risk 
category have been under-

                                                             

11 PHAC. (2012). HIV and AIDS in Canada: Surveillance Report to December 31, 2012: Table 6B, p.24. [On-line]. Available 
at: http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf. Access date: 15 May 
2014. 
*"Positive HIV test reports from each province/territory vary for cases under 2 years of age" (p.24, nt.1). 
**"Prior to 2011, cases diagnosed with HIV outside of NL were not counted in NL surveillance data. Starting in 2011, these 
cases have been included in the NL data reported to PHAC" (p.24, nt.5). 
†"Because of small annual HIV case numbers, the data for Prince Edward Island and Nova Scotia are combined"(p.26, 
nt.4). 
12 PHAC. (2012). HIV and AIDS in Canada: Surveillance Report to December 31, 2012: Table 6D, p.26. [On-line]. Available 
at: http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf. Access date: 15 May 2014. 
13 PHAC. (2012). HIV and AIDS in Canada: Surveillance Report to December 31, 2012: Table 6D, p.26.  [On-line]. Available 
at: http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf. Access date: 15 May 2014. 
14 PHAC. (2012). HIV and AIDS in Canada: Surveillance Report to December 31, 2012: Table 6A, p.23. [On-line]. Available 
at: http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf. Access date: 15 May 2014. 
15 PHAC. (2012). HIV and AIDS in Canada: Surveillance Report to December 31, 2012: Table 7, p.27. [On-line]. Available: 
http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf. Access date: 15 
May 2014. 
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http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf
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http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf
http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf
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http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf
http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf
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reported in the literature.16 In terms of reported AIDS cases (all ages) through to 31 December 2012, all 
provinces in the Atlantic region show a significantly elevated proportion that are designated exposure 
category "Heterosexual contact with a person at risk": NL, 24.4%, PEI & NS, 8.4% and NB, 8.6% as compared 
with the national average of 5.4%.17 

There has been no clear regional trend (see Figure 3)18 in the number of HCV cases reported in 2005 and again 
in 2009 (NL:+ 7.1%; PEI: -18.6%; NS: + 12.0%; NB: - 27.9), with a cumulative total for the region of 648 cases 
reported in 2005 and 600 cases reported in 2009 (– 7.4% for the region). Though the HCV rates (per 100,000 
population) were below the national average both in 2005 and 2009 for all Atlantic provinces,19 the HCV rate 
change (%) from 2005-2009 was above the national rate change (-16.6%) for NL (8.6%) and NS (+12.0%), and 
below the national rate change (-16.6%) for PEI (-20.3%) and NB (-28.0%). 

Chlamydia rates (per 100,000 population) were below the national rate of 258.6 in 2009 and 277.6 in 2010 for 
all Atlantic provinces in 2009 (NL: 104.3; PEI: 143.2; NS: 212.3; NB: 209.4) and again in 2010 (NL: 126.3; PEI: 149.7; 
NS: 237.3; NB: 242.8).20 But while the Chlamydia rate changes (%) for all the Atlantic provinces (NL: 11.2%; PEI: 
36.4%; NS: 38.1%; NB: 51.4%) were well below the national rate change of 72.0% for the period 2001-2010, NL 
(21.1%), NS (11.8%) and NB (15.9%) were well above the national rate change of 7.3% for the period 2009-2010, 
with PEI reporting the lowest rate change of all the Atlantic provinces at 4.6%.21 Gonorrhea rates (per 100,000 
population) were significantly below the national rate of 33.1 in 2009 and 33.4 in 2010 for all Atlantic provinces 
in 2009 (NL: 1.8; PEI & NS: 11.8; NB: 6.9) and again in 2010 (NL: 2.4; PEI & NS: 9.2; NB: 8.1).22 For the period of 
2001-2010, however, the Gonorrhea rate change for PEI & NS (14.6%) was below the national rate change of 
53.4% while NB at 407% showed one of the highest rate changes in the country during this same time period. 
The radical unevenness of these rate changes across the region still persists.23 Reported infectious Syphilis 
rates (per 100,000 population) were below the national rate (5.0 in 2009; 5.2 in 2010) for all Atlantic provinces 
in 2009 (NL: 0.6; PEI & NS:  2.2; NB: 1.2) and again in 2010 (NL: 0.8; PEI & NS: 1.9; NB: 4.5). The national rate 
change from 2009-2010 was 2.7%. During this same time period, the rate changes across the Atlantic region 
were extremely variable: NL: +32.9%; PEI & NS: -12.9%; and NB: +276.6% as compared to the national average 
of +2.7%.24 

                                                             

16 Patten, S. (2006). Environmental Scan of Injection Drug Use, Related Infectious Diseases, High-Risk Behaviours, and 
Relevant Programming in Atlantic Canada. [On-line]. Available: http://www.phac-
aspc.gc.ca/canada/regions/atlantic/assets/pdf/es-Injection_Drug_Use_e.pdf. Access date: 15 May 2014. 
17 PHAC. (2012). HIV and AIDS in Canada: Surveillance Report to December 31, 2012: Table 19, p.54. [On-line]. Available: 
http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf. Access date: 15 May 2014.  
18  PHAC. (2011). Hepatitis C in Canada: 2005-2010 Surveillance Report: Table 2, p.7. [On-line]. Available: 
http://www.catie.ca/sites/default/files/1109-0139-Hep%20C%20Report-EN%20FINAL.pdf. Access date: 15 May 2014.  
19  PHAC. (2011). Hepatitis C in Canada: 2005-2010 Surveillance Report: Table 2, p.7. [On-line]. Available: 
http://www.catie.ca/sites/default/files/1109-0139-Hep%20C%20Report-EN%20FINAL.pdf. Access date: 15 May 2014. 
20  PHAC. (2010). Report on Sexually Transmitted Infections in Canada: Table 1, p.7. [On-line]. Available: 
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf. Access date: 15 May 2014. 
21  PHAC. (2010). Report on Sexually Transmitted Infections in Canada: Table 1, p.7. [On-line]. Available: 
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf. Access date: 15 May 2014. 
22  PHAC. (2010). Report on Sexually Transmitted Infections in Canada: Table 4, p.15. [On-line]. Available: 
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf. Access date: 15 May 2014. 
23  PHAC. (2010). Report on Sexually Transmitted Infections in Canada: Table 4, p.15. [On-line]. Available: 
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf. Access date: 15 May 2014. Rate 
changes are calculated using unrounded values (Table 4: p.15, nt.2). 
24  PHAC. (2010). Report on Sexually Transmitted Infections in Canada: Table 4, p.15. [On-line]. Available: 
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf. Access date: 15 May 2014. Rate 
changes are calculated using unrounded values (Table 6: p.15, nt.2). 

http://www.phac-aspc.gc.ca/canada/regions/atlantic/assets/pdf/es-Injection_Drug_Use_e.pdf
http://www.phac-aspc.gc.ca/canada/regions/atlantic/assets/pdf/es-Injection_Drug_Use_e.pdf
http://www.phac-aspc.gc.ca/canada/regions/atlantic/assets/pdf/es-Injection_Drug_Use_e.pdf
http://www.phac-aspc.gc.ca/canada/regions/atlantic/assets/pdf/es-Injection_Drug_Use_e.pdf
http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf
http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf
http://www.catie.ca/sites/default/files/1109-0139-Hep%20C%20Report-EN%20FINAL.pdf
http://www.catie.ca/sites/default/files/1109-0139-Hep%20C%20Report-EN%20FINAL.pdf
http://www.catie.ca/sites/default/files/1109-0139-Hep%20C%20Report-EN%20FINAL.pdf
http://www.catie.ca/sites/default/files/1109-0139-Hep%20C%20Report-EN%20FINAL.pdf
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf
http://publications.gc.ca/collections/collection_2013/aspc-phac/HP37-10-2010-eng.pdf
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4 SOCIAL CONTEXT 

The social context within which HIV and Hep C exist has been dominated by issues of stigma and 
discrimination, creating barriers to both HIV and Hep C prevention, treatment, care and support. Specifically, 
research has shown that stigma and discrimination undermine prevention efforts by making people fear the 
seeking of information, services and modalities to reduce their risk of infection and fear the adoption of safer 
behaviours, lest these actions raise suspicion about their HIV or Hep C status. Research has also shown that 
fear of stigma and discrimination discourages people living with HIV from disclosing their status, even to 
family members and sexual partners, and undermines their ability and willingness to access and adhere to 
treatment.25 Thus, stigma and discrimination weaken the ability of individuals and communities to protect 
themselves from HIV or Hep C and to stay healthy if they are living with HIV or Hep C. Stigma and 
discrimination have a disproportionately negative impact on the rights of people living with or at risk of HIV 
and Hep C, particularly those from criminalized and marginalized populations.  

As a response to the pervasive and ubiquitous stigma and discrimination experienced by people at risk of and 
living with HIV, clear principles grounded in human rights have been developed. GIPA stands for the Greater 
Involvement of People Living with HIV/AIDS and aims to realize the rights and responsibilities of people living 
with HIV, including their right to self-determination and participation in decision-making processes that affect 
their lives. In these efforts, GIPA also aims to enhance the quality and effectiveness of the HIV/AIDS response. 
The idea that personal experiences should shape the AIDS response was first voiced by people living with HIV 
in Denver in 1983. The GIPA Principle was formalized at the 1994 Paris AIDS Summit when 42 countries agreed 
to “support a greater involvement of people living with HIV at all…levels…and to…stimulate the creation 
of supportive political, legal and social environments”.  

Likewise, the principle of “Nothing About Us Without Us” calls for the greater, meaningful involvement of 
people who use illegal drugs as a public health, ethical, and human rights imperative. Like GIPA, this principle 
mandates that efforts be made to involve people who use drugs in the programs and services that affect 
their lives, as well as in broader policy and advocacy work on HIV/AIDS and Hep C. The stigma faced by people 
who use illegal drugs face, as well as the fact that illegal drug use is criminalized, rather than seen primarily 
as a health issue, create many barriers to involvement of people who use drugs and impede effective public 
health responses to problematic substance use. By enacting the principle of “Nothing About Us Without Us”, 
organizations work to reduce systemic barriers to greater involvement of people who use drugs.  

4.1 Stigma and Discrimination 

Although great gains have been made in reducing HIV-related stigma and discrimination, there is still lingering 
and entrenched social devaluing of people who are living with or vulnerable to HIV and Hep C. Indeed, 
throughout the interviews and focus groups, stigma and discrimination was a ubiquitous experience 
reported by people living with HIV and Hep C. The people from most-affected populations have experienced 
stigma and discrimination in various forms and from various sources not only for their risk-taking behaviours 
and identities, but also for their illnesses. The individuals with lived experience of this stigma and 
discrimination explain that they are judged and mistreated by society on the basis of being gay, transgender, 
working in the sex trade, living with addictions, living with HIV, living with Hep C, having involvement with 
the criminal justice system, living with poverty, and living with mental illness. Unfortunately, a common 

                                                             

25  WHO/UNAIDS (2011). Technical Guidance Note Reduction of HIV-related stigma and discrimination. [On-line]. 
Available: 
http://www.unaids.org/en/media/unaids/contentassets/documents/programmes/programmeeffectivenessandcountry
supportdepartment/gfresourcekit/20110831_Technical_Guidance_Stigma_Discrimination_en.pdf. Access date: 15 May 
2014. 

http://www.unaids.org/en/media/unaids/contentassets/documents/programmes/programmeeffectivenessandcountrysupportdepartment/gfresourcekit/20110831_Technical_Guidance_Stigma_Discrimination_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/programmes/programmeeffectivenessandcountrysupportdepartment/gfresourcekit/20110831_Technical_Guidance_Stigma_Discrimination_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/programmes/programmeeffectivenessandcountrysupportdepartment/gfresourcekit/20110831_Technical_Guidance_Stigma_Discrimination_en.pdf
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source of this stigma and discrimination is health care or social service providers, as well as individuals from 
other marginalized communities. For the purposes of this study, the emphasis on stigma and discrimination 
is as it relates directly to the impact of and consideration for the integration of HIV, HCV and STBBIs for PHAC 
funded organizations (see section 6.2).  

4.2 GIPA/MIPA; Nothing About Us Without Us 

Meaningful input and involvement of people living with HIV, 
with Hep C, or with addiction are core values of the CBOs 
involved in this project. One of the questions that is raised in the 
context of integration is how the sector maintains the strong 
community grounding of PHAs in ASOs when people living with 
Hep C or other STBBIs may not have that same opportunity, 
desire, interest or capacity to organize. Furthermore, even PHAs 
may not necessarily be as interested in organizing in the same 
way as they did historically. A provocative question posed to 
interviewees was: “Is GIPA still relevant?”  

Many of the ASO 
EDs cited 
principles of 
meaningful input 
in the design and 
operation of their 
HIV and harm 

reduction programs:  

“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.”   

One service provider noted that meaningful input from PWIDs is especially important given that they are a 
marginalized population, and that their perspectives are just as important to profile as that of cancer 
sufferers:  

“One thing that we are working towards, is that we need to have more of a direct 
communication from the client…with the person living with the disease coming to the decision-
making table about how services are delivered. I mean that goes with any service, right? But with 
this one, it is especially necessary. Because they are so marginalized. We really need them to tell 
us: ‘How do we make this work, and how do we make this better?’…and ongoing. You know, 
‘What’s it like? What are the services like? Are they meeting your needs? How do you feel when 
you go in there?’ We need real attention paid to this whole area. And give it the effort that we 

Nothing About Us Without Us 

We have the right to meaningfully 
participate in decision making on issues 
affecting us.  

We have the right to be able to make 
informed decisions about our health, 
including what we do or do not put into 
our bodies. 

We have unique expertise and 
experiences and have a vital role to 
play in defining the health, social, legal 
and research policies that affect us. 

(Excerpt from Nothing About Us Without Us: A 
manifesto by people who use illegal drugs) 

People living with HIV/AIDS 
MIPA: Meaningful Involvement of  

People living with HIV/AIDS 

GIPA/MIPA is a foundation for the 
HIV/AIDS movement. It was first 
declared in the Paris Declaration in 
1994 and then adopted in the NGO 
Code of Good Practice by the Global 
Network of People Living with 
HIV/AIDS: 

We advocate for the meaningful 
involvement of people with HIV/AIDS 
and affected communities in all aspects 
of the HIV response;  

We foster active and meaningful 
involvement of people with HIV/AIDS 
and affected communities in our work.  

http://aidslaw.ca/publications/interfaces/downloadFile.php?ref=1315
http://aidslaw.ca/publications/interfaces/downloadFile.php?ref=1315
http://www.aidsalliance.org/includes/Publication/GPG-GIPA-English.pdf
http://www.aidsalliance.org/includes/Publication/GPG-GIPA-English.pdf
http://www.aidsalliance.org/includes/Publication/GPG-GIPA-English.pdf
http://www.aidsalliance.org/includes/Publication/GPG-GIPA-English.pdf
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would give some other….like cancer care. They have big cancer care in Nova Scotia. Let’s raise 
the profile of people living with addiction who suffer too from diseases. Let’s raise the profile. 
Think about it. Let’s get some people with expertise. Let’s educate the public. Look at the 
services. We have done it with other things and made huge progress.”   

Some of the PHAs acknowledged and expressed appreciation for the efforts that ASOs make to engage them 
and to incorporate their input into program and service design and delivery. They also appreciated that ASOs 
are answerable to their PHA members, and felt that consistency, transparency and accountability were very 
important principles for the ASOs to abide by. One PHA noted that ASOs have improved in their accountability 
and are more open to client needs in the last five to six years. 

Several of the long-term survivors of HIV described their long histories of involvement in the HIV/AIDS sector, 
as peer support providers, fundraising and special event volunteers (e.g., gay Pride event), board members 
and advisors, as speakers for education outreach (e.g., Speakers Bureau), or outreach activities such as 
“handing out condoms and hot meals to male hustlers.” Some of the PHAs also eventually became paid 
employees of the ASOs. They saw all these forms of involvement as means of valuable engagement and 
active input. Some of the PHAs noted that in the early days of the HIV epidemic, there were very few PHAs 
who were willing to be open publicly about their HIV status, and those who were willing to be open 
sometimes felt pressured to play leadership roles in the ASOs (e.g., being newly engaged and feeling pressure 
to sit on the board of an ASO but not wanting to be identified as a PHA):  

These early PHA leaders were described by one ED as “incredible people living with HIV that really were movers 
and shakers.” Several of the PHAs described their involvement with ASOs as therapeutic, helping to cope 
with isolation and depression. One of the PHAs felt that his involvement in the ASO was a lifeline that helped 
give meaning to his HIV diagnosis, and allow him to focus on helping others: 

“I am an Aboriginal person living with HIV. I was diagnosed 3 years ago. For the first year, I went 
into denial. I didn’t handle anything and then, coming from an Aboriginal background, a friend 
of mine connected me with Healing Our Nations. Had that process not taken place, I probably 
wouldn’t be where I am today health-wise because I wasn’t taking treatment. And then I started 
doing some speaking engagements through Healing Our Nations as a guest speaker…just 
coming and telling my story and just trying to educate people in Atlantic Canada on HIV and AIDS 
because we have come a long way, but we still have a lot of work to do…..Healing Our Nations 
was essentially the one that really kinda brought me out of my shell and said to myself: ‘You 
know, you have HIV. You can live with this.’”  

One question that arises with integration is how GIPA/MIPA or Nothing About Us Without Us principles will 
apply as the member populations of the ASOs expand. “We need to look at those structures and those policies 
and what do those policies mean based on the fact that the mandate of each of these programs have expanded.” 
This ED noted that PWID and people living with Hep C have to be mobilized and learn about the principle of 
Nothing About Us Without Us, and how they can benefit. Another ED talked about the need to bring clients 
together with service providers via community consultation to discuss integration and what this means to 
stakeholders.   

“What would happen if we weren’t called [Organization name] anymore? How could we, in 
whatever we might be, hold a place for each of you? And what would that look like? And how 
can you share in that? What’s the process? How do we engage members? There is a lot happening 
without any community consultation and I think that will be really rough because I hear a lot of 
decisions that have already been made or people moving forward or already done this, and there 
is no membership consultation. We have a responsibility to our members.” 

Current Challenges to Enacting GIPA/MIPA 

One of the ASO EDs reflected on changes in the level of engagement of PHAs as the HIV/AIDS movement has 
evolved. While PHAs were instrumental in starting up and running ASOs in the early days of the HIV epidemic, 
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their involvement has dropped off as their ability to “get on with life” improved, and as HIV has come to be 
experienced more as a chronic manageable disease:  

“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 and in most cases, they were really quite ill when they came to the 
organization and there were family support groups and PHA support groups and they came to 
all of the occasions. 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 PHAs, their families, some 
PHAs who were gone whose families came. 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 were doing this for support, helping 
them. We were doing it in in public places, in church services, etc. but they weren’t there. We 
just stopped doing it over the last couple of years. They have moved on.”  

An ED summarized the challenge of engaging PHAs in the activities and governance of the ASOs, with PHAs 
either being independent and therefore not reliant on ASOs for support, or needing so much support that 
they don’t have the capacity to volunteer with the ASOs.  

Some interview informants felt that GIPA principles are outdated and belong to the old reality of HIV/AIDS as a 
catastrophic illness with common abuses of human rights, and that much of the struggle was linked to gay 
rights. One ED felt that GIPA principles are closely linked to gay rights, and that it is not as vehemently defended 
by or for other client populations of PHAs such as those who are street-involved or living with addictions. This 
ED also resisted tokenistic involvement of PHAs who may not necessarily have the required skills, and noted 
that a great deal of skills development is needed for some PHAs to be meaningfully involved:  

“If PHAs want to volunteer, that’s great but unfortunately we don’t have a lot of funds to just 
hire people and people need to have the skills to be able to do the jobs that are required. You 
can't just hire for the sake of hiring, or just because they are a PHA.”  

Another ED agreed that capacity building is key to enacting GIPA principles. This capacity building is necessary 
to restore the relevance of GIPA in ASOs and to avoid tokenistic involvement of PHAs:  

“What we have missed around the GIPA principle and I can speak nationally, as well as regionally 
on this…we have missed having a good educative process around the principles…around what 
GIPA means. If you ask an agency how they feel GIPA should be instituted that will be vastly 
different from if you ask a PHA. A lot of PHAs think that what GIPA means is that they should be 
able to be employed by the agency. My philosophy around GIPA is, yes, GIPA means that you as 
a PHA need to be part of the response, whatever that response is, but you also need to have the 
capacity to be part of that response. I often use this: ‘I have a brain but that doesn’t mean I can 
be a brain surgeon. I need to build capacity to become a brain surgeon. So, yes, I live with HIV. 
That doesn’t mean that I can sit at a table and input, unless I have the capacity to do so.’ 
Otherwise, it is just tokenism. What we have done as agencies is we have perpetuated that 
tokenism. We have put PHAs in a position of failure because we have brought them to the big 
table and alienated them to the point that they don’t want to come back to the big table. They 
don’t feel welcome. They don’t feel that they can input. If we had taken the time to build that 
capacity, and then brought them to the table, I think we would have had a lot more success.” 

Parallels can be drawn between the women’s feminist movement of the 60s and 70s that have created 
freedoms and rights for women today; much like these gains won by previous generations of women, PHAs 
today are beneficiaries of years of advocacy but no longer feel the desire or need to be engaged in the HIV 
movement. An additional challenge according to several PHAs, is the sense of entitlement that exists among 
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some of their peers because they expect the ASO to be focused on just HIV, and felt that it was a barrier to 
progress and change:   

Critique regarding the current relevance of GIPA/MIPA principles in ASOs also includes:  

 Lack of engagement of “new PHAs” (newly diagnosed PHAs, younger PHAs) 

 Those who were engaged early in the HIV epidemic have “moved on” 

 Lack of engagement of women 

 Lack of engagement of immigrants and ethnic minorities 

 Lack of meaningful volunteer opportunities 
 

4.2.1 Professionalization 

Related to the shifts in how GIPA is being enacted in ASOs, one of the ways that service delivery has changed 
within ASOs is personnel increasingly being comprised of paid employees, rather than mostly being 
comprised of PHA peers. This shift has been described as “professionalization” of the HIV sector, a fact that 
some long-term survivors of HIV/AIDS lament. It was expressed that ASOs, in the early days, were driven and 

run by people living with HIV in largely volunteer roles. A shift has been observed over the years whereby 
ASO staff are perceived to be professionals in paid positions. Participants noted that for some, this can 
create less opportunity for peer support and casual social interaction when you have to schedule an 
appointment to talk to someone. 

“…But not to undermine the fact that the people working in the AIDS groups…they are great 
people. They have wonderful hearts and they will go out of the way to be there, but there is 
always the sense from a PHA client like… When I go in there, there is a certain barrier that is 
being created now which there wasn’t in the past.” 

Organizations have changed from peer-based grassroots CBOs, to more business-like organizations run by 
professionals. In addition, ASO service EDs and clients noted that boards of directors are no longer made up 
primarily of peers, but now include professionals who are able to assist with fundraising.  

5 WHAT IS THE LAY OF THE LAND? CURRENT SERVICES BEING OFFERED  

5.1 Service Delivery Models 

The PHAC funded organizations and their partners described a wide variety of service delivery models that 
they have found to best meet the needs of their client populations. It should be noted that the information 
in this section does not constitute a comprehensive environmental scan of all programs/services in the region, 
nor does it constitute a needs assessment. In the interviews, when asked how they currently deliver their 
services, service providers from PHAC funded organizations and their partners provided a mix of data, 
including what they are currently doing, and what they aspire to be doing. The following descriptions of 
service delivery models are created as composites of the data from the interviews.  

Inherent in these service delivery models are two value based approaches: a client-centered orientation and 
providing culturally appropriate supports and programs. Client-centered service provision is designed so that 
the person is at the center of the network of services that are set up to meet their broad range of individual 
needs. According to some of the interview informants, this means: providing an open door approach; being 
consistent and reliable to clients; building rapport and learning from clients about their concerns; creating a 
safe space; providing education through workshops and having the flexibility for clients to bring their 
children to workshops to participate so that they don’t have to find childcare. From the client perspective, a 
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client centered approach is discreet and respects privacy; is easily accessible with appropriate hours; and 
provides a good support network of helpers.  

In the context of HIV and Hep C services, “culture” can include not only ethno-racial culture (e.g., Aboriginal 
people), but also sexual orientation (e.g., LGBTQ safe spaces), and drug addiction.  Some of the features of 
culturally appropriate services described by interview informants are: open door policy that doesn't 
discriminate “every door is the right door. No matter who you are, you come in”; ensuring that the 
organizational environment makes clients comfortable and safe; being culturally sensitive and incorporating 
cultural ceremony. For clients culturally appropriate services are provided in a non-judgmental environment 
by staff that have lived experience and the availability of culture specific supports and resources immediately 
following diagnosis. Clients see this type of space as being respectful, non-discriminatory and free of 
judgment. 

Service Providers also talked about the importance of knowing your audience and adjusting information 
delivery to each target population:  

“We would adjust our education sessions to each target population. If we are doing elders we 
wouldn’t speak street language. We wouldn’t play some of the games. When we work with 
youth, we like to talk street and do it the way they talk and we like to play games so we can 
engage them and have more interaction. They enjoy that.”  

5.1.1 Access to Treatment and Primary Health Care 

The service providers described a variety of ways that they work to improve access to treatment and Primary 
Health Care for PHAs and people living with Hep C. Some of these include: relationship and trust building so 
that PHAs feel comfortable talking about their lives and HIV; providing support after diagnosis and 
maintaining contact with clients with frequent follow up visits; using collaborative and multidisciplinary 
teams; providing access to treatment in the community by nurses (non-judgmental, flexible hours, 
welcoming) to help facilitate treatment adherence; helping clients navigate the system; providing education 
about treatments; peer support; crisis intervention and crisis counselling; referrals to other services to help 
meet their needs and peer support groups. 

A B C D E F G H I J K L M N O

Legal or advocacy services 0 1 3 21 24 12 1 1244

Medical treatment 310 4 35 14 187 33 60 16 1409

Personal support services 32 15 9 47 3 3 1

Social services 80 24 27 37 453 127 180 6 3023

Testing & related counseling 500 75 23 16 76 20 98 55 5 25 3
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Figure 4 Number of referrals (made by project) by category (of referral) & by organization/program, 
Atlantic region (2012/13)26 
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As Figure 426 above shows, PHAC funded organizations make referrals to a variety of services. Most notably 
referrals are made to social service (47%), medical treatment services (25%) and to legal and/or advocacy 
services (16%). 

From the perspective of clients, some of the issues that they face with respect to access to treatment are:  

 Drug coverage, navigating the system and getting adequate access to treatments;  

 Information regarding treatment and general health promotion – e.g., pamphlets and booklets on 
special diets, side effects of medications  

 Support and advice from peers with managing and understanding different side effects from 
medications – e.g., PHA retreats  

 Information about treatment options (e.g., what’s involved, how long it takes) 

 More empathy, support from doctors about side effects of medications, information/education 

 Better support, reassurance while being tested 

 Ambiguities towards treatment options, medications, dosage 

 For people living with addiction, feelings of depression and anxiety from having to administer Hep C 
treatment through needle injections  

 Lack of continuity of care  

Interview informants listed the following as the types of primary health services that they would like to be 
able to offer to their clients through collaborative partnerships: 

 Methadone program         Detox 

 Home care  Crisis intervention 

 Perinatal clinic  Obstetrics clinic 

 Mental health services  Occupational therapy 

 Physiotherapy  Testing (HIV, Hep C, STI) 

 Blood work  Vaccinations 

 Pre-natal/, baby exams  Pap test 

From a client perspective, access to an interdisciplinary team to address specific health issues provides an 
ideal model:  

 “Access to HIV care is quite good. We have a multi-faceted HIV team which includes an infectious 
disease specialist, a pharmacist, a social worker and a nurse practitioner who specializes in HIV. 
Anybody who goes to see a clinic, when they go, they will see all 4 people. Each of those would 
be available for a one-on-one if you needed a particular service. If you needed to discuss your 
adherence issues with your medication, then the pharmacist will arrange for a one-on-one with 
you. Or if you needed to speak with the doctor about a medical issue, then you have an 
opportunity to speak with him on a one-on-one. And likewise with the social worker or the nurse. 
There is that team approach with an option for one-on-one where needed…where it is 
beneficial.”  

Clients also wanted better availability and frequency of treatment-related testing for treatment (CD4 counts, 
viral load tests) and recounted that in the early days of the epidemic you were seen immediately even if you 
had a sniffle for fear that it was pneumonia: “We only see the HIV clinic, maybe, once every 6 months, even a 
year. That is just to redo your prescripts for your anti-virals.”  

                                                             

26 PERT Questionnaire 2012/13: sec.6.3. 
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5.1.1.1 Mental Health and Addiction Counselling  

Several of the PHAs recounted the time after their diagnosis as one of anxiety, depression and even suicidal 
ideation. For some, the mental health challenges extend for many years. Mental illness, addictions and 
homelessness go hand in hand, and become mutually reinforcing challenges. Individuals feel stigma around 
their mental illness and avoid accessing services, or have difficulty taking their medications as prescribed 
when struggling with homelessness. As noted by this client, mental illness is common among people with 
addictions and there is inadequate intervention to treat both of these related conditions:   

“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.”  

The time of new diagnosis of HIV or Hep C is a highly vulnerable period, and many newly diagnosed people 
fall into depression, with inadequate mental health supports. Service providers also noted that around the 
time of a new diagnosis, people need better access to mental health services:  

 “Plus there's a huge waitlist to get into Community Mental Health.  I couldn't imagine Hep C 
would be considered a crisis, even though it would be getting a diagnosis, right. Like I don't think 
that's under the crisis option. So you're waiting 2 years. And then you're going to hope for a 
good counsellor that's non-judgmental.  Because we've had some horror stories as well.” 

A similar assessment was provided by PWID. They noted that wait lists for entering detox can be as long as 
six weeks, but that with recent policy changes banning smoking (e.g., in PEI), the wait list has been reduced 
to less than 24 hours. The clients generally felt that this is a misguided policy (discussed below under Low 
Threshold Service Delivery Models), as they shouldn’t be expected to overcome all their addictions at the 
same time. This is consistent with the perspectives of service providers who critique an over-reliance on 
methadone, in that it only addresses addiction to opiates, while many of their clients have multiple addictions 
(cocaine, alcohol, smoking, etc.).   

Several informants also noted that methadone must be accompanied by mental health services such as 
therapy. In some jurisdictions, for example, individuals can no longer directly self-refer to detox and 
methadone programs. Instead, they are given a primary care therapist who discusses all the treatment 
options, including ongoing counseling for people enrolled in the methadone maintenance program. One 
promising model is the addictions therapist being assigned to visit methadone clients at AIDS Coalition of 
Cape Breton, rather than expecting clients to go to a therapy office.  Direction 180 also has a collaborative 
mental health program with a mental health nurse who visits clients once a week and provides a point of 
contact for linking individuals to a psychiatrist up to every 6 weeks.  

Clients noted that their participation in counselling was beneficial in the long run and included benefits such 
as stopping injection drug use and maintenance of mental wellness. Although here was very little discussion 
by interview or focus group participants about prevention of addiction and mental illness, partners working 
with youth (e.g., in the education system) see that they have a key upstream role to play in protecting mental 
health and avoiding drug use and addiction:  

“That’s where [ASO] has been very valuable…working with those kids as they develop into 
young adults. That is a social trend that 10 years ago, we weren’t prepared for. So now we’re 
working with post-secondary institutions on preparing kids for transition and mental health 
supports. And how do kids cope? Part of the message from [ASO] is about providing alternatives 
for kids with drugs. How do you de-stress? What do you need to do? What are some healthy 
choices?”  

In the focus group of PWIDs, the participants explained how addictions and mental illness are conflated by 
health care providers, and their feeling that their mental illness is dismissed as the effects of drug use. They 
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also expressed dismay that their anti-anxiety and anti-depression medications are cut off by some doctors 
when they are given methadone. This kind of decision was explained by a service provider as being driven by 
the physician’s concern about drug interactions between methadone and benzodiazepines, and possible 
overdoses when methadone is combined with other medications.   

5.1.2 Case Management 

Some of the service providers and clients described case management approaches, where the community 
response is focused on individual needs, through mechanisms such as multi-disciplinary case management 
teams, giving individuals access to holistic services and supports that promote their general health, including 
reducing their vulnerability to HIV. Case management approaches included:  

 Providing assessment services (e.g., housing, crisis intervention) 

 Case management plan with a two-tiered triage system (e.g., spending as much time with someone 
in person as we would on the phone) 

 One-on-one support sessions 

 Using a case by case model based on poverty, addiction, mental health; allow the client the freedom 
to decide the help they require 

 Providing support using case workers; helps to facilitate and improve a client’s access to services; 
staff build rapport with the clients that they serve 

 Using a non-confrontational interview style: “a conversation where we go through…there are 15 
different aspects that deal with all different parts of life. Some examples would be, mental health, 
physical health, daily activity, history of housing tenancy, evictions.”  

 Using SPDAT (Service Prioritization Decision Assistance Tool) to generate a score ranging from 
lowest risk to highest risk to access client’s instability in the past and issues to work on 

 Creating a case plan (e.g., goals, what to work on) to assist client with self-reliance, self-sufficiency; 
client need based 

 Collaboration with other organizations, to ensure easier access to services 

5.1.3 Drop-In 

Some of the organizations were proud that they provide a drop-in environment for clients to visit the agency 
whenever they want and for as long as they need to stay.  

Clients described drop-in organizations as having the following features:  

 Open-door concept, everyone is welcome; provide food, give advice and support, try to direct you to 
the right place 

 More than needle exchange; a place to come in out of the cold, to eat, to shower, to get support free 
from judgment; assistance with any problems you may have 

 Provides opportunity for program users to get clean in a safe environment 
 

5.1.4 General Health Promotion 

Many of the PHAC funded organizations and their partners provide a range of general health promotion 
services and supports. In this service delivery model, the focus is on meeting individual needs from a holistic 
perspective (addressing overall health and well-being), and assisting individuals with their needs across a 
range of determinants of health. Service providers described their organizations’ programs as collaborative 
and interdisciplinary teams, working to address prevention (HIV and Hep C) while at the same time building 
support for general health issues (e.g., sexual health and healthy sexuality), and building rapport with clients. 
From the client perspective, a general health promotion approach includes such features as: a variety of 
services offered; more comprehensive knowledge about medications (through an ASO or via a doctor); 
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better information about nutrition and diet; health and wellness, and general women’s health (physical and 
mental) education (e.g., breast self-exam, STIs, HIV etc.) 

 
One of the service providers provided an example of addressing a multitude of issues using one campaign: 

 “In the same way as the [Campaign name]…we addressed prostate cancer, we addressed 
syphilis, we addressed HIV, we addressed HCV, we addressed doctor-patient relationship, we 
went to doctors, we addressed all the things that gay men need… And that for me is what I see 
the structure of how we deliver programming work; identify who are our key priority 
population; what are the top 4 or 5 key risk areas, and address them in an effective way that 
meets their need.”  

5.1.5 One-Stop Shop 

Several of the PHAC funded organizations and partner organizations were proponents of the idea of a “one-
stop shop”. The goal is ideally for an individual to have access to “one-stop” services that meet all of their 
social and health needs, with a seamless referral process. Services are not HIV-specific, but focus on cross-
cutting issues of poverty, income generation, housing, and how they can alleviate HIV-negative individuals’ 
vulnerability to HIV and how they can help meet the support, care and treatment needs of people living with 
HIV.  

Service providers note some advantages to the one-stop model being related to the integration of services 
under one roof. Clearly, having many services available to clients reduces barriers to accessibility, provides 
more opportunity for services to collaborate and communicate, and the pooling of resources to potentially 
provide better and more comprehensive services to clients.   

Some of the services that would be included in a one-stop shop type of organization include: primary health 
care services; food bank; support, support groups and counseling; testing, rapid point of care testing; 
education outreach (AIDS 101's, Hep C 101's); nutrition management; massage therapy; pharmacy; clothing 
bank; job bank; laundry service; showers; needle exchange; housing support; methadone maintenance 
program. 

From a client perspective, a one-stop shop model would also provide space for clients to gather and socialize, 
feel supported, and be with other people who are experiencing similar issues. 

Drawbacks of One-Stop Model 

There were some service providers and clients who felt that there were drawbacks to the one-stop shop 
model, and that it was inappropriate for some client populations for a variety of reasons:  

 Not enough focus on what each individual organization is good at 

 Staff burn out 

 Doesn’t help with stigma and discrimination for HIV and Hep C 

 Location issues; potential for clients to fall back if one-stop shop is in a high-risk neighbourhood 

 Lack of support system; too much going on in one place; potential to fall through the cracks 

 Potential for encounters with individuals from the past (e.g., old drug-using peers) 

 Creates a potential for setbacks 

 Lack of confidentiality  

 Can become a trigger for individuals struggling with addiction 

5.1.6 Outreach 

Many of the PHAC funded organizations and their partners provide outreach services, which are seen as 
highly complementary to the one-stop shop model of services, particularly for clients who are vulnerable to 
triggers around addiction. Outreach, such as through home visits, is a way that many organizations would 
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like to expand their services to individuals who may not be comfortable visiting the agency. However, this is 
a resource-intensive form of service provision and more funding would be required to hire outreach staff.  

Some of the current outreach methods described by service providers included:   

 Needle distribution to people in remote parts of the province by shipping via Canada Post directly to 
users and to partner community-based organizations 

 Having medical staff visit ASO or harm reduction programs to improve access to health services  

 Providing weekly support sessions for youth addictions participants  

 Public health nursing team delivers contact tracing and test results in the community   

 Bailey Bus (mobile outreach) for expanding access to methadone treatment and providing Hep C 
support and information to clients  

 Having Hep C counselor assist people living with Hep C to understand and access treatment (e.g. 
surveillance, follow-up forms, contact tracing, teaching, testing) 

 Providing harm reduction service delivery (e.g., deliver needles, pick up dirty needles, bring food 
when possible 

5.1.7 Direct Services 

Direct services refers to services provided to persons living with HIV/AIDS or Hepatitis C, such as case 
management, counselling, supportive practical assistance, harm reduction supplies and services (e.g., 
purchasing condoms, needles, needle exchange), HIV/Hep C/STI testing or primary health care services.  

Despite the benefits for PHAs, PHAC funded organizations have reported27 that they have to find other 
sources of funding to provide services such as:  

 PHA retreats 

 PHA health funds 

 Nutritional programs 

 Transportation 

One of the EDs of an ASO explained that providing transportation to PHA clients to/from their doctor visits 
provides a time for the ASO staff to debrief about the appointment and answer any questions that the client 
may have about the treatments prescribed by the doctor.  

Another ED saw the provision of a health fund (with funds generated through fundraiser events) as an 
important way to link with PHA clients:  

“If we don’t have the health fund, we don’t have as much interaction with people. We know that 
people that are living complicated lives, have been living in poverty, are not in a position to 
prioritize coming in for the Positive Living Program to learn about… I can do X, Y and Z in the 
community. We don’t find out about all the other things when they don’t come through the 
door because they won’t access supports.”  

Clients noted that in lieu of direct services, PHAC funded organizations provide services in the form of 
information, daily living education, addressing self-esteem issues, advice for living healthy, practicing positive 
prevention, and referrals to organizations which do provide direct services.  

                                                             

27 However, PHA retreats, nutritional programs and transportation are not direct services that fall exclusively under 
provincial jurisdiction. PHAC does provide funding for these activities. 
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5.1.8 Internet-Based Services 

Given the geographic challenges of the Atlantic region, organizations are increasingly turning to internet-
based education outreach and support.  Some examples of how organizations are exploring internet-based 
services are:  

 Taking advantage of social networking websites to target prevention education (e.g., HIV prevention 
messages and pop-up ads for ASOs in online hookup or dating sites for MSM) 

 Developing an organizational Facebook page to promote the organization’s projects 

 Create a closed support group online in order to reduce the impacts of stigma for PHAs or people 
living with Hep C 

 Website with specific information on various conditions and diseases, where users can send in 
questions, post recipes for nutritious food, get input through polling questions  

 Phone,  email, and online support (e.g., web-based peer support forum) 

 “One of the things we are going to try is on-line peer support. It will give people an opportunity 
to connect with other PHAs. In some ways, there will be some advantages and disadvantages. 
The advantage is that, we are hoping and expecting that more people will access, you won’t have 
that face-to-face. It is a double-edged sword. Sometimes that face-to-face is more 
effective…more important, but for some people who are recently diagnosed, struggling with 
their diagnosis and looking just to make a connection…looking for some basic information from 
people, the online piece, we believe, will be very helpful to a lot of those people. There have been 
requests for it to both the [ASO] and our clinic team. Having the online piece is a way of 
continuing to support at a much-reduced cost, far less resources…we are using people like 
myself. I will be one of the peer supporters…... It is also a tool that will be accessible to people 
who are in rural areas who previously would not have that opportunity for that face-to-face 
anyway. We are actually able to access more people. Or more people are able to access us. 
Particularly people who are newly diagnosed.”  

Despite the ability of online support to provide benefits to some clients, other clients noted the need for 
alternatives to computer based communications (e.g., newspaper advertisements, postings at doctor’s 
offices and agencies) for those who are computer illiterate or lack access to a computer.  

5.1.9 Needle Exchange Programs   

There are needle exchange programs (NEPs) in all of the large cities in the Atlantic region, plus informal, 
unofficial or remote needle exchange services in several of the smaller communities or through partner 
organizations that act as extra service points for PWID clients. NEPs in the region have developed many 
creative ways to increase their reach and to meet the needs of PWID clients as much as possible. Methods to 
expand the reach of NEPs include:  

 Satellite needle exchange locations  

 Periodic (e.g., biweekly) mobile outreach by Mainline to outlying areas (except Cape Breton)  

 Community-based organizations running “informal” NEPs distributing small amounts of needles and 
collecting needles for disposal, and then passing on to the larger official needle exchange program  

 Distribution of needles and disposal buckets through natural helpers 

 Sending injection equipment through Canada Post to clients in remote areas  

 Distribution of injection equipment through local pharmacies  

In some jurisdictions, the needle exchange program is run by Public Health departments. However, these 
facilities tend to be less accessible and less culturally-appropriate for PWID clients who associate public 
health with testing which can act as a barrier for some to get clean supplies because they do not want to be 
tested.  
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Most of the needle exchange programs started slowly in terms of volume of needles and number of clients, 
but rapidly increased in demand as PWID community members become aware of the services offered, and 
gain trust that accessing the needle exchange won’t expose them to police investigation. In small 
communities, there are also barriers for clients such as feeling too exposed and having concerns about lack 
of privacy:  

“We've heard that nobody wants to go to the needle exchange because if you go there you're 
going to be seen. Everybody knows.  Like you walk into the place and you're going to be seen. 
And then people are going to talk. And you know, like automatically they assume you would 
have every disease under the sun, right? Because if you're not going to see the doctor then you're 
going to get clean needles or drop off used ones. And guaranteed you're going to see somebody 
you know.”  

As described above, these smaller organizations serve an important “stop-gap” role for clients who either 
don’t feel comfortable accessing the public health-run needle exchange program (e.g., in Charlottetown), or 
are in communities where needle exchange is provided only intermittently through mobile outreach by a 
larger organization (e.g., in Truro). Although mobile needle exchange services through an outreach van are 
highly valuable, some PWID clients, such as youth who live at home with their parents, don’t want the van to 
come to their home, and thus prefer to access needles through natural helpers or through a local community-
based organization.  

That being said, there are still geographic gaps in services due to resource limitations (human resources and 
supplies budgets).  Another key barrier is limited hours of operation; some needle exchange programs are 
only operational during daytime hours which may not be the peak time of need for PWID clients, or are only 
open two or three times a week. In Charlottetown, for example, the sole needle exchange program is only 
open on Mondays, Wednesdays and Fridays from 1:30 to 3:30pm.   

All of the organizations running needle exchange programs struggled with dramatically increasing demand 
for harm reduction supplies (both injection paraphernalia and condoms) while resources remained stagnant 
and/or unstable. They talked about how the District Health Authorities provide them with additional support 
at the end of the fiscal year but the amount is not guaranteed and they don’t commit to funding for more 
than a year at a time.  

An added benefit to needle exchange programs is that they can be a referral source to other needed services. 
Several of the clients living with Hep C noted that the needle exchange program was their first point of 
contact, and opened the door to other much-needed health and social services (e.g., housing, addiction 
treatment, etc.):  

“I was getting needles, and I was coming up faithfully every morning. Going in there. They were 
seeing me sick…terrible…withered away. I only weighed about 120 lbs. I was in bad shape. I was 
using every day. It took over my life. It did. I had a good 6 months I wish I could erase it. It was 
terrible. But thank god they got me onto methadone.”   

5.1.9.1 Natural Helpers  

Natural Helpers are people with a deep understanding and a keen sense of the social networks of those who 
use injection drugs. They are sometimes users themselves, or they might be someone who knows and loves 
an injection drug user and they want to be able to help. Volunteers are usually people who are in recovery 
and trusted among the community and already possess a knowledge of the social stigma surrounding 
injection drug use. They are trained in safety protocols and the principles of Harm Reduction. 28 

                                                             

28 The Natural Helper Model: A Rural Remedy. A Guide to Reaching Rural Injection Drug Users.  Sharp Advice Needle 
Exchange (SANE). A project of The AIDS Coalition of Cape Breton. 
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Cape Breton has a natural helper network that meets monthly, interacts with primary care providers, 
educates themselves, develops information materials to distribute to peers, and discusses emerging issues. 
One key issue, for example, is the role of natural helpers with young PWIDs:  

“They have concerns, just like we do. Because they are being asked to inject them first time, how 
much they should take and they are very uncomfortable, for the most part, but they know if 
they don’t help inject them, they are going to do it anyway. So it is interesting, they are in that 
similar moral dilemma that a primary care provider almost is in, in a different way. It’s like safe 
injection sites happening in these little pockets.”  

Several of the needle exchange programs in the region (e.g., ACNL, AIDS Saint John, Mainline) operate 
mobile outreach vans with natural helpers or networks of peer helpers who help to increase the reach for 
needle exchange.  The natural helpers essentially act as primary health care providers (although they don’t 
use that language to describe themselves). They are often the only link to services for PWIDs who are heavy 
users and very isolated. Often, dealers act as natural helpers providing PWIDs with health advice, wound care, 
conducting needle exchange, distributing condoms and information literature. In some jurisdictions, health 
departments recognize the value of natural helpers and make deliberate efforts to optimize their role, 
assessing and enhancing their knowledge base, correcting myths and misinformation, and providing skills 
building. 

5.1.10 Methadone Maintenance Programs  

There was significant variation in the accessibility of 
methadone maintenance programs in the Atlantic region. 
Some regions have lengthy waitlists (e.g., Cape Breton and 
Truro, NS and in NL), while others (e.g., Halifax, NS) have no 
significant wait time for people struggling with opiate 
addiction.  

In Cape Breton, the two opiate recovery programs have been 
over capacity for three years, and no new clients are able to 
access methadone through these programs. As a result, Cape 
Breton has a significant street-based drug trade for 
methadone that is diverted from the methadone program.   
In NL, there is a six-month waitlist for methadone access. In 
PEI, one Aboriginal woman recounted that she had been to 
detox 19 times and waited for access to methadone for 5.5 
years.  

Some pharmacists (e.g., Miramichi NB) and physicians (two 
in NL, two in the Annapolis Valley in NS, one in PEI, and 
several in NB) have become engaged in prescribing and 
administering methadone for “stable clients” but it has been 
challenging to find enough physicians willing to take on this role across the region:   

“It’s been hard to get physicians engaged and interested. And well, firstly, a lot of addicts don’t 
have a physician, and that’s the last person they want to take on as a new patient. And plus 
there’s a full two-day training course that physicians need to take to administer methadone.”   

Some ASOs have not only been instrumental in advocating for methadone maintenance programs in their 
respective regions, but have also been able to effectively integrate methadone programs into their 
operations, along with other supportive services such as supportive housing and food banks. Some 
organizations – such as the UNB Community Health Clinic (Fredericton) – provides weekly office space for a 
doctor to meet with methadone clients to provide prescriptions and to conduct urine drug screens. Other 

Profile: Direction 180 

The first low-threshold methadone 
maintenance treatment program in 
Atlantic Canada was Direction 180 in 
Halifax. Since it began as a pilot project 
in 2001, Direction 180 has treated or 
assessed over 700 people. Direction 180 
currently has about 400 people in 
treatment, 270 of whom access the 
fixed site, and 130 access the mobile 
service (the “Bailey Bus”) in four 
communities around HRM (Spryfield, 
Fairview, North End Halifax, and North 
End Dartmouth). While the average 
duration of methadone treatment is 
about 3-4 years, many clients have been 
accessing methadone since Direction 
180 opened in 2001.  
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organizations – such as AIDS Saint John – provide methadone dispensing programs on-site. There are, 
however, large areas of Atlantic Canada without good access to methadone programs, creating onerous 
travel requirements for people with addiction who are either on methadone or are waiting to get into a 
program which creates a treatment adherence challenge for clients. 

Despite recognizing methadone as “beautiful thing” in the harm reduction continuum, service providers also 
see the value of keeping abstinence as an ultimate goal. Several informants noted an over-reliance on 
methadone as a “cure-all” and scaling up access to methadone without adequate access to therapy to 
address underlying addiction and mental health problems. Service providers reported that it is common for 
methadone clients to end up being very dependent on methadone for many years, and don’t foresee that 
they will ever be able to go off methadone even though methadone is sometimes a long term treatment 
strategy.    

5.1.11 Overdose Prevention  

Naloxone (also known by its brand name, Narcan) is a safe, highly effective chemical compound that reverses 
the effects of opiates such as heroin, and therefore is a useful tool in the prevention of overdose. Naloxone 
has been approved for use in Canada for over 40 years and is on the World Health Organization List of 
Essential Medicines. Naloxone has no potential for abuse; in the absence of narcotics it exhibits essentially 
no pharmacologic activity. Naloxone will work only for drugs in the opiate/opioid family; it is not effective for 
overdoses of other drugs such as cocaine. 

Naloxone is not currently widely available in the Atlantic region. However, several of the harm reduction 
organizations have started to provide Naloxone through natural helpers (e.g., Mainline and Direction 180), 
or are working for policy change to allow them to do so (AIDS Coalition of Cape Breton).  All of the clients in 
the IDU and Hep C focus groups agreed that Naloxone availability was a high priority to improve harm 
reduction services.  

5.1.12 Safe Injection Site  

Several of the clients in the PWID and Hep C focus groups mentioned the benefits of a safe injection site and 
stated that they’d like to see one in their region:   

“We all win with a safe injection site. You are going to do it anyway. The government should tax 
it and give us our dope. I’m not trying to make a joke. If there was a safe injection site and you 
are addicted to morphine, here’s enough for your hit today, right. Watch the crime rate go 
down.”  

5.1.13 Housing  

A common life issue facing people with addictions and/or mental health issues is inadequate or unstable 
housing. Harm reduction service providers across the region noted that many people who inject drugs are 
street involved, are living in shelters, couch-surfing or are generally inadequately housed.  Thus, many service 
providers find that they must facilitate housing supports for their PWID clients as an integral part of harm 
reduction and addiction services. In alignment with the Housing First Model 29 , some ASOs see housing 

                                                             

29  ‘Housing First’ is a recovery-oriented approach to ending homelessness that centers on quickly moving people 
experiencing homelessness into independent and permanent housing and then providing additional supports and 
services as needed. The basic underlying principle of Housing First is that people are better able to move forward with 
their lives if they are first housed. Housing is provided first and then supports are provided including physical and mental 
health, education, employment, substance abuse and community connections. Housing is not contingent upon 
readiness, or on ‘compliance’ (for instance, sobriety). Rather, it is a rights-based intervention rooted in the philosophy 
that all people deserve housing, and that adequate housing is a precondition for recovery. The Homeless Hub. (2014). 
Housing First. [On-line]. Available: http://www.homelesshub.ca/housingfirst. Access date: 15 May 2014. 

http://www.homelesshub.ca/housingfirst
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stability as a key prerequisite for overcoming mental illness and addiction issues. However, without adequate 
funding for the wrap-around services that are innate to the Housing First Model, it cannot fully achieve its 
potential benefits. One service provider explained the challenges of keeping PWID clients in housing:  

“They are very hard to house because of all of the issues around addictions. It can be a freaking 
nightmare. In some of these housing complexes…because you have granny, with all due respect, 
but you have granny in the same building that we have people who have been using drugs for 
years, so that they have some cognitive problems. We have people who have been using for 
years who are prostituting and they bring some of their friends and/or their clients and do their 
drug deals in this seniors’ complex.”  

Some harm reduction programs work directly with housing services to set aside dedicated housing for their 
clients, liaise with landlords, provide trustee services, and help find stable and affordable housing wherever 
possible.  Most jurisdictions lack any kind of recovery housing for people who are on methadone, and respite 
or supportive housing for people living with addictions. Service providers also recognize that many clients 
living with addictions and mental illness will require long-term housing supports. 

Without adequate human resources, organizations working on supporting people in housing will not be able 
to provide the necessary intensive case management and weekly follow-up for high risk, chronically homeless 
people once they are housed. Ideally, these case management workers would be available at least 12 hours a 
day, 6 days a week, and be available through a phone on-call system in times of crisis. If there was good initial 
investment, the Housing First Model could also transition into a mentorship program that trains volunteers 
who could provide daily follow-up for clients. 

5.1.14 Low Threshold Services 

PHAC funded organizations and their partners described low-threshold programs as having the following 
features:  

 Providing clients with a no-barrier program 

 Having tolerance around behaviours that might be deemed disruptive in other settings 

 Accepting relapse as part of the process 

 Providing programming and counseling and assisting with uptake of other services 

 Allowing for clients to guide decisions for themselves   

From a client perspective, PWID described low-threshold services which not only provide harm reduction 
services such as needle exchange, but also provide a place to come in out of the cold, to eat, and to get 
support free from judgment: “No, they don’t judge you. They talk to you and help you with whatever problem 
you have.” In stark contrast, high-threshold services, such as detox centres, require clients to abstain not only 
from alcohol or drugs, but also to quit smoking cigarettes:  

“Well, yeah. Like they expect you to go in there and they just… I mean they give you the patches 
and stuff. But the way I look at it, you're not going in there to get help with quitting smoking. 
You want to go in there and get help like you know getting off pills or drinking or whatever. Like 
you shouldn't have to deal with all your addictions on top of everything.  But the way they look 
at it, they're an addiction centre so smoking is an addiction.” 

5.1.15 HIV and Rapid Point-of-Care Testing 

New and expanded testing options for STBBIs is an emerging priority in the Atlantic region. Several of the 
PHAC funded organizations and their partners see point-of-care testing as a priority for expanding uptake of 
testing, and are exploring ways to extend point-of-care testing into community partner organizations. 
Expanded testing options are especially important for individuals in small communities who may be 
uncomfortable going to their family doctors. For example, in PEI, there is no true anonymous testing (only 
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coded testing). Another promising approach is to provide a mobile testing unit that can go from one 
community to another for HIV and Hep C testing. A pilot Rapid Point of Care (POC) HIV testing project is 
currently underway in Halifax Nova Scotia. The project aims to determine the acceptability and testing uptake 
rates using POC and to determine the prevalence of HIV among vulnerable, hard-to-access populations in 
Halifax who may be street involved, currently using injection drugs and/or in methadone maintenance 
therapy. Similar acceptability and feasibility Rapid POC (for HIV and other STBBIs) projects are also being 
explored in Newfoundland.  

Clients in the sex worker focus group appreciated the easy access to testing that they can get through the 
public health nurse that visits the CBO:  

“You can get any test you want, you can get all that done here. Like anything. Like I said, she 
comes twice a month. And everybody knows when she comes. And you can go upstairs privately. 
It's easy to get testing now. It's everywhere. There are signs on the bus with numbers. There's 
advertising.  You open the newspaper, there's advertising there.  You can get HIV testing 
everywhere now.” 

5.1.16  Education and Awareness Raising 

A staple of all of the PHAC funded organizations is education outreach. As Figure 530 below illustrates, the 
target populations that are most reached by education, awareness and/or outreach activities by the 14 PHAC 
funded organizations are youth (57.3%), practitioners, professionals and/or other service providers (10.2%), 
PWID (9.7%), and prison inmates/ex-inmates (8.3%).  

For the general population, Hep C organizations or projects tend to do awareness- raising through venues 
that target a broad audience, such as through community health fairs, universities, and musical or cultural 
events. Many of the Hep C education outreach programs focused on issues of tattooing and piercing. In terms 
of the types of activities that PHAC funded organizations and projects used to deliver education, awareness 
and/or outreach activities, Figure 631 below shows that workshops/presentations were the most used method, 
followed by community programs (e.g., peer support, outreach) and community events (e.g., health fairs, 
walks to raise awareness), 

                                                             

30 PERT Questionnaire (2012/13): sec.6.2. These numbers include both "exact number of target population reached" 
(when available) as well as estimated "number of target population reached" through "education, awareness, and/or 
outreach activities" (sec.6.2). 
31 PERT Questionnaire (2012/13): sec.6.2. 
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Below is a summary of the focus of education for these various target audiences: 

 
5.1.17 Education Regarding HIV 

In relation to HIV education, interview informants emphasized the need to address misconceptions about 
HIV transmission as a key pathway to reducing HIV-related stigma and discrimination. They also noted the 
need for ongoing basic prevention education for the general public (e.g., through TV ads, health fair booths, 
awareness campaigns), and the need to include not only youth but also older adults. Below is a summary, 
drawn from the interview informants, about some promising practices, and some of the challenges, gaps and 
needs, in providing education about HIV.  

 

Promising Practices Challenges, Gaps, Needs 

 Include information in university orientation 
packages and seminars (e.g., during student 
orientation or when invited as guest speakers) 

 HIV education at seniors organizations for older 
adults re-entering the dating world 

 Public health nurses providing education in 
schools on HIV and STIs 

 Delivery of HIV education in pre-release programs 
in the provincial corrections system 

 Workshops for women in transitional housing 
shelters or women’s health centres 

 Use resources from organizations like CATIE to 
ensure HIV education materials are up-to-date 

 In workshops, include interactive and fun sessions 
(e.g., circle talks and games) 

 Info booths and kiosks at major events  (e.g., Pride 
Festivals, university health fairs) 

 Partnership and mutual support with education 
sector (e.g., good working relationship with 
school board) 

 Large geographic areas with isolated communities 
offer no face-to-face contact 

 More financial resources needed for information 
outreach to the broader community 

 Still stories of stigma and discrimination by health 
care workers based on ignorance    

 Feelings of apathy; HIV is falling off the radar 

 Need effective prevention campaigns to  sustain 
emphasis on HIV 

 Conservative communities that ignore the issues 
(e.g., “Bible Belt”) 

 Struggle to find political will and engage private 
sector  

 

 

5.1.18 Education Regarding Hep C 

The interview informants described their Hep C education work as including information about the existence 
of the many genotypes of Hep C, the different modes for contracting Hep C, testing and treatment options 
and their availability, and general awareness about Hep C and its effects. Below is a summary, drawn from 
the interview informants, about some promising practices, and some of the challenges, gaps and needs, in 
providing education about Hep C: 

Promising Practices Challenges, Gaps, Needs 

 Workshops for housing organizations and 
homeless shelters  

 Partnership with city council to install community 
bins for needle collection 

 Train the trainer modules  

 Need more education and support for people to 
move away from injection drug use 

 Hep C clinic understaffed and can’t spend 
adequate time to educate every client 

 Feelings of apathy because Hep C is so prevalent 
in PWID community 
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Promising Practices Challenges, Gaps, Needs 

 Delivery of Hep C education in pre-release 
programs in the provincial corrections system 

 Training new police cadets on harm reduction 

 Info booths and kiosks at major events  (e.g., 
university health fairs) 

 Drop-in sessions for people living with Hep C to 
ask about treatment, transmission and prevention 

 Placing posters in public areas where there is a 
captive audience (e.g., bathrooms stalls) 

 Delivering Hep C information through natural 
helpers 

 People not accessing available harm reduction 
services due to concerns about confidentiality – 
need to know more about how services operate 

 General public needs to know that Hep C is on the 
rise, and correct misconceptions about 
transmission 

 Challenge of conservative culture (“Bible belt”) 
that lead to stigma and misconceptions 

5.1.19 Education for Health and Social Service Professionals  

Many of the EDs, service providers and clients expressed the need for more education to be targeted to 
health and social service professionals. There were many stories of ongoing stigma and discrimination 
experienced in the context of health and social services (see Section 3.2.1). Informants felt that health and 
social service professionals need more training on the following topics:  

 Dispelling myths and misinformation regarding HIV and Hep C 

 Mental health and addiction issues training 

 Positive coping mechanisms 

 Sensitivity training; stigma and discrimination  

 Cultural competence training 

 HIV and Hep C treatment  

 Community-based services that are available for people living with HIV, Hep C, mental illness and 
addictions 

Below is a summary, drawn from the interview informants, about some promising practices, and some of the 
challenges, gaps and needs, in education for health and social service professionals: 

Promising Practices Challenges, Gaps, Needs 

 Coach and mentor nurses through practicums 

 Share specific stories of stigmatizing or 
discriminatory treatment by service providers 

 Engage PHAs in training professionals 

 Education not built into health professionals’ 
formal education and there is not enough ongoing 
professional development 

 Need to be more informed on how to help people 
cope with addiction 

 Need for more open and non-judgmental attitudes 

 Need to treat people with respect 

 Need for a general resource guide listing services 
available to clients within their community 

5.1.20 Education Delivered by Peers 

PHAs often are engaged in the important role of providing peer-based education and support to other PHAs 
(e.g., around the time of diagnosis), but also in delivering workshops and acting as guest speakers to educate 
members of the public or service providers. Peer education is also a useful model for PWID and people living 
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with Hep C. Below is a summary, drawn from the interview informants, about some promising practices and, 
and some of the challenges, gaps and needs, in education delivered by peers: 

Promising Practices Challenges, Gaps, Needs 

 PHA speakers help reduce stigma and 
discrimination, by bringing a human face and 
showing that PHAs can be healthy and happy 
people  

 Peer education training for Aboriginal prisoners to 
provide education within the prison 

 Need more PHAs (especially Aboriginal PHAs) who 
are willing to publicly disclose their HIV status, 
deliver education and provide their personal story 

 Need more variety of PHAs to be involved in peer 
education and peer mentoring – beyond gay men 
who are long-term survivors  

One client living with Hep C described the role that he plays as a peer facilitator for other people living with 
addictions and living with Hep C:  

“I do the group meetings and stuff and participate in almost every event that goes on 
here…BBQs that we put on, I do that. I help to lead the NA groups, that’s what I like doing, just 
kind of helping people. There are a lot of people that come here that call me afterwards at home 
and I have directed them to addictions services. I have been helping them out with housing, 
welfare…all the things that I had to go through when I got clean. I am familiar with the road 
now. All the people that come here with my group. It changes every week. Sometimes I have a 
dozen, sometimes I have one. Sometimes I have three. Every one of them usually there is 
feedback and they say that I helped them. Yeah, so every week, I try to get involved. I need to be 
around people that remind me of what I went through. I really have to because, I will forgot if I 
don’t. I got to be around people that I can help. People with addictions, because I fit in. I know 
what they are going through and I can relate very easily and I’m comfortable.”  

5.1.21 School-Based Education 

A very common target for ASO education outreach is school-aged youth. Some of the ASOs go directly into 
schools to provide education workshops to youth, while others partner with public health nurses or the 
education system to ensure that information around HIV, STIs and Hep C are included in the curriculum. All 
of the informants agreed that sexuality and STBBI prevention education should be started as early as possible, 
and that a common struggle was to combat the idea of “if you don’t talk about it, they won’t do it.” 

Below is a summary, drawn from the interview informants, about some promising practices, and some of the 
challenges, gaps and needs, in education for school-aged youth: 

Promising Practices Challenges, Gaps, Needs 

 Creating Safe Spaces Program (funded by the 
United Way): full-time staff person working in the 
schools and in the community to provide 
education around sexual orientation, gender 
identity and creating safe spaces 

 Comprehensive sexual health education includes: 
sexual orientation and gender identity; human 
rights and discrimination; transmission and 
prevention info on STIs, HIV, Hep C 

 Info booths and kiosks at major events  (e.g., 
university health fairs, frosh weeks) 

 The Youth Safer Tattooing project: youth trained 
as peer educators   

 No standard education package for all school 
presentations, or preferably, for integration in 
curriculum 

 Educators need skills development on how to 
effectively and quickly deliver education so that it 
has meaning and impact, is relevant and fun 

 Need more formal knowledge sharing about best 
practices in education methods, most up-to-date 
information 

 Need for more education re: drug use, addiction 
and harm reduction 

 Need for appropriate online and social media 
resources that the kids aren’t afraid to access, that 
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 Partnerships with school associations (e.g., Gay 
Student Associations)  

 Creating open and meaningful dialogue for 
students to discuss prevention, needle exchange, 
how to reach for help, tolerance  

 Public health nurses run workshops that are 
available for every student to attend 

they can access in the privacy of their own home, 
with information that is relevant and accurate 

 Need to start teaching at a younger age, both 
before and after students become sexually active  

 Need more formal support (funding and access) at 
the provincial curriculum level and at individual 
school board level 

 Communities with strong religious beliefs refusing 
to allow their children access to information on 
HIV/AIDS, harm reduction 

5.2 What are the existing relationships/partnerships between organizations within 
regions and provinces?  

The interview informants from PHAC funded organizations and their partner organizations described their 
partnerships and referrals with other allied professionals and CBOs. There are strong partnerships and 
referrals between community-based organizations and other agencies. The full listing of the organizations 
that were named as key partners within each province is provided in Appendix F. Below is a summary of the 
types of referrals and types of focus or activities for partnerships named by interview informants. There was 
strong consistency between provinces in the kinds/focus of partnerships and referrals, including: addiction 
services and treatment; counseling and support; education outreach; food security; fundraising; Hep C 
testing; HIV testing; housing and shelter; methadone maintenance programs; needle distribution and 
exchange; overdose prevention; prevention and awareness education; program development; program 
planning; research; STI testing support for PHAs; and treatment adherence. 

Figure 732 further illustrates this breadth in the types of partnerships and referrals. A common thread is in 
linkage with partners with a primary focus on education (39%), Health (37%) and Aboriginal populations (11%). 

                                                             

32 PERT Questionnaire (2012/13): sec.3.1.1. 

A B C D E F G H I J K L M N O

Aboriginal 2 2 1 2 4

Academic Research 1 1 1 1 1

Education 7 4 1 5 3 1 2 1 6 2 2 4

Health 2 1 1 3 4 6 2 4 5 1 7

Housing 1 1

Justice 1 2 1

Social services 1

Sport Recreation 1
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Figure 7 Number of partners, by primary area of focus (for partners) & by organization/program, Atlantic region 
(2012/13)32 
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In general, partnerships in PEI were strongest around linking PHAs and people living with Hep C to the health 
care system and primary health care. Referrals and partnerships in NB were strongest around issues of 
education outreach and housing. In NS, the strongest partnerships and referrals revolved around addictions 
and harm reduction services. And in NL, referrals and partnerships were strongest in relation to housing and 
treatment adherence supports for PHAs.  A common feature across all four provinces is a strong focus on 
community development, and helping to ensure that people who are both vulnerable to HIV and living with 
HIV get access to the information and supports that they need.  

When describing their partnerships, the interview participants highlighted features of their referral and 
partner relations that worked well and facilitated good working relationships. These included such things as 
frequent communication, being supportive of each other, sharing resources and knowledge, working 
together to streamline services and improve access to care 

One service provider noted the beneficial relationship between her harm reduction programs and a private 
pharmacy:  

“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 of the mobile bus. 
They help here by funding a second nurse so that the 2nd nurse can do all that 
coordination…and help with linking people up for their appointments and everything. So that 
is significant.”  

Interview informants also highlighted some of the challenges in their partnerships, and areas that need 
improvement, such as: limitations on what they can offer with their programs, feeling over extended without 
sufficient resources, communication between groups working in the field is not frequent enough (need more 
collaboration, sharing more knowledge and avoid duplication of efforts), needing more involvement and 
support from district health authorities, and primary care providers needing to be more aware of available 
community supports. 

5.3 How do organizations address the current and emerging needs of key 
populations/communities?  

The practical reach of the Atlantic region organizations is both extensive and diverse (see Figure 8).33 When 
asked which populations they worked most directly with, service providers listed the following:  

 PHAs 

 People living with Hep C 

 First Nations individuals 

                                                             

33 PERT Questionnaire (2012/13): sec.5.1. The "population(s) targeted by the project" are given in a drop down menu on 
the PERT form. For each population reporters are asked to "identify the number of individuals reached" and may "only 
count individuals once." PHAC acknowledges that "often individuals fall under more than one category" but still asks 
reporters to "choose the category that best fits" (sec.5.1). 
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 People experiencing or at risk of 
homelessness 

 People with addictions 

 PWID 

 Prisoners 

 People who are co-infected 

 LGBTQ 

 ACB  

 Women in crisis  

 General public 

 Youth  

One possible organizing framework for 
integration may be basing programs (or 
even organizations) around specific 
populations, rather than by type of service 
or by disease. For example, an emerging 
trend at a national level is to shift services 
for gay men out of ASOs and into gay men’s 
health organizations (e.g., Health Initiative 
for Men in Vancouver, and the Ontario Gay 
Men’s Sexual Health Alliance). By focusing 
on populations, we can target services to 
meet a variety of health promotion, social 
service and primary health care supports. 

However, in Atlantic Canada there is only 
one ASO that has a gay men’s health coordinator, so most organizations have not had the capacity or have 
intentionally decided not to organize their work by priority population. Part of the reasoning behind not 
organizing programs around populations is to avoid stigmatizing or “branding” certain groups as being 
associated with HIV. Many organizations have taken a more generalist approach in targeting “everyone” in 
order to avoid stigmatizing certain groups.  

In the 1990s, many HIV prevention programs were targeted at specific “high-risk populations” (e.g., gay men, 
PWID, sex workers, etc.). However, this approach became to be seen as discriminatory and labeling, so 
prevention messages shifted to focusing on risk behaviours and generalist messages of “everyone is at risk.” 
Integration may shift programming back to a population-specific approach, as explained in the paragraph 
above. But there are some caveats to a focus on key populations as the same challenge arises in branding all 
members of a subpopulation as being at high risk of HIV or Hep C. While an integrated approach would mean 
addressing a range of health issues and risk factors for any given subpopulation, the challenge is also in 
focusing health and prevention messages in ways that are meaningful, as noted by this ED:  

“When it comes to integration, we are probably going to have to focus on priority populations 
that we deem at risk. But risk is a nebulous concept, because women are not always at risk. 
Which is a belief…just because you are a woman at risk of HIV, you are this a sex worker…and 
sex workers are not always at risk. In working with that population, we need to address a 
multitude of issues.  And then once you identify who are our key priority populations, what are 
the priority factors of risk that influence their lives? Because you can’t give them 700 messages 
either. You have to choose. So what are the top 4 or 5 key risk areas, and address them in an 
effective way that meets their needs.”   
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2013)33 
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5.3.1 People Living with HIV 

PHAs have traditionally been the primary client population for ASOs, but the extent to which PHAs engage 
with ASOs, access support services and participate in peer events has changed over time. ASO programs have 
shifted over the last two-to-three decades from being primarily support-oriented with direct services to PHAs, 
helping PHAs and their families through the dying process, to being more prevention focused. And for those 
PHAs who do still need support, their needs for services vary based on whether they have recently 
seroconverted, have lived with HIV for many years, or have been newly diagnosed late after HIV infection. As 
described by one clinical partner:  

“We’ve seen a few new diagnoses that were recent seroconversions because they had been 
tested in the last year and were negative. But we also have seen a few patients who had no idea 
how long they had been positive, including one who was very sick in hospital with opportunistic 
infections. We mostly see MSM, as well as some heterosexual couples. Out of 140-150 patients, 
we have 40% women, about 60% MSM, about 10 refugee from African countries, only 3-4 IDUs.”  

Another one of the clinical partners described his case load of 20-25 patients living with HIV to be 
predominately made up of 25 to 55 year old MSM, with only two who acquired HIV through blood transfusion 
for hemophilia.  Two ASO EDs talked about the dwindling number of PHAs coming to the ASO for support 
(e.g., 21 registered members but 9-10 access services on a weekly basis).  

People living with HIV described their experiences with HIV, ranging from HIV as a constant preoccupation in 
their lives, to HIV as a manageable condition that does not play a central organizing role in their lives. 
Participants in the focus group of gay men living with HIV felt that they generally have high quality of life 
because of good access to effective ART, support from their peers and from their local ASOs. Although some 
early treatments had brutal side effects, the participants generally expressed gratitude for the improvements 
in treatments.  This is not to say that modern-day ART is without difficulty:  

“The side effects aren't easy either, for the pills. And they're like: ‘Oh, well, at least you're going 
to live.’ Sure, there's days where you can't leave the house or you have problems with your back 
or your hips, and it possibly could be because the medication's taking away something from your 
bones where you're getting arthritis early. Or I'm also wondering if I got diabetes earlier because 
the medication damages your liver or your kidneys or… So every little ache and pain, you’re 
wondering is this something bad? Is this something I need to see a doctor about real quick? And 
then you almost become hypochondriac.”  

One man explained that being diagnosed with HIV motivated him to pay more attention to his health than 
he may have otherwise. He felt empowered by it because he stopped worrying about all the little things and 
focused on his HIV treatment. He saw this as taking control of his health in a way that he never would have 
done if he hadn’t acquired HIV.  

All of the PHAs agreed that an HIV diagnosis pre-HAART (pre-1996) was interpreted as a “death sentence” 
and they were encouraged to get their personal affairs in order, write a will, ensure care for their children, 
etc. They also agreed that the message to a newly diagnosed PHA in the year 2014 would be a very different 
message. In the early 2000s, the work of ASOs changed from providing support to PHAs who were dying and 
their families, to supporting PHAs to live full and productive lives. Rather than helping people to prepare for 
death, the ASOs shifted to helping people prepare for life again. This PHA also felt that people newly 
diagnosed with HIV, particularly those who are young, have a very different perception of their prognosis 
living with HIV than they would have 20 years ago:  

“PHAs want to learn, not just about living wills and things like that, but about managing chronic 
illnesses and things like that…they want other things. They want capacity building so that they 
could be more involved. They want to re-enter the workforce, so the education component for 
PHAs evolved into getting some capacity building and some self-esteem type motivations for 
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people to live better. I think it has changed a lot. 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. I think it is still self-esteem issues that exist in the 
community. I think that for PHAs this whole thing about depending on [the ASO] to provide 
everything that they need is gone. It’s not the same kind of thing. 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. When I was first diagnosed, I thought that life without sex was a 
given. I don’t think that that is true anymore. The community has changed in that way. It is not 
a death sentence anymore. They expect to live a full long life. People are going back to 
college…to university and living a lot better than they used to.”  

It is important to note that along with these different lived experiences of HIV, PHAs need different kinds of 
supports. While some PHAs want to learn how to pursue full and productive lives with HIV, others struggle 
with meeting basic needs or with adhering to treatment. One of the EDs felt that long-term survivors of HIV 
need fewer supports from ASOs, as compared to other clients who are dealing with issues of mental illness, 
poverty and homelessness.  

5.3.2 Older Adults 

Many of the PHAC funded organizations and their clients noted that the cohort of PHAs is aging and that 
there are new challenges in providing them with support, particularly LGBTQ seniors. They also noted that 
seniors are an important target group for HIV prevention education and are too often overlooked as a 
sexually active and at-risk population. One ASO is greatly increasing its focus on LGBTQ seniors over the next 
three years and this ED explained the new challenges with respect to long-term care and prevention 
education:  

“One of my target groups for 2014-2017 is senior LGBT groups. Because most of our clients are 
now entering their senior years, 40%, what we have done, we have formed, an LGBT HIV Aging 
Working Group and it includes all kinds of partners. What we are going to be tackling over the 
next 3 years, is we are going to be working with the Department of Long-Term Care and we are 
going to be working with them to develop LGBT HIV policies for admission to long-term care 
institutions. We will be doing a Sex and Sexuality information for seniors, by seniors. So we are 
going to be working with the Seniors Resource Centre to do that. Once or twice a year we go in 
to seniors organizations and we do HIV for seniors re-entering the dating world. We are going to 
be developing a provincial caregiver’s network for LGBT HIV and we are going to be working with 
the Seniors Caregivers Network on that one. We are also going to be working with the 
Department of Health and CATIE. We are going to be delivering HIV and aging education for 
health care professionals over a 3-year period in long-term care institutes. And housing. We are 
going to be building 7 seniors housing units for housing. That’s the 3-year plan and that is the 
work we are going to be doing with LGBT. I didn’t come up with all this for LGBT and aging. That 
was myself and the psychologist with the help of some senior volunteers. We actually did a 
literature search. Seniors are one of the most neglected groups and because I am in my mid-50s, 
I am starting to think more about it. All of a sudden, the health care world has to change its view: 
‘Seniors should not have anything to worry about.’ It is almost as though, sex after 60 doesn’t 
happen. That is very frightening. I have some really good sessions with seniors, and they tell me 
that they have gotten back out there, and they go to their doctor for an HIV test and their doctor 
laughs at them.”    

Given the successes of ART, PHAs are living longer with HIV and there are an increasing number of PHAs 
entering the senior years, experiencing health issues not only from HIV, but also from long-term use of ART, 
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and from the aging process. As this PHA explains, thanks to the advances in HIV treatment, he has lived long 
enough to develop other illnesses, and in particular, he is in early stages of dementia:  

“Recently I found out that HIV has crossed the blood-brain barrier and I have developed 
dementia. I am seeing some early symptoms. They also, with some CAT scans and some other 
diagnostic testing determined that there was a spot on the brain. The effects of HIV are…they’re 
subtle, and they are not always immediately obvious, but they are there. And there is always 
that reminder that they are there. In terms of my functioning, there has been that subtle change. 
Sometimes I find that the effects of dementia is that I will have a thought and then before I can 
get the words out, it is gone.”  

5.3.3 Aboriginal Communities  

Several of the organizations noted that a significant (and growing) number of their clients are Aboriginal 
people. Despite Atlantic Canada having an Aboriginal-focused HIV organization (Healing Our Nations – HON), 
its catchment area is very large and it has difficulty providing education outreach and support to all on and 
off reserve populations in the Atlantic region.  

Several of the PHAC funded organizations noted that a significant portion of their client population is 
Aboriginal, and that they also refer Aboriginal clients to HON. One of the EDs expressed the desire to work 
more directly with Aboriginal organizations and communities and “take some of the pressure off HON” but 
recognized that his/her ASO would need training for greater cultural competence to work within various 
Aboriginal peoples’ views of wellness, medicine and illness.   

An Aboriginal PHA noted that it was very important to him to be able to access culturally-specific supports 
and information.  He also noted the importance of creating culturally safe space for Aboriginal people, and 
understanding cultural experiences of western medications:  

“A lot of people ask me that are involved in different organizations, what can we do? I say that, 
‘It can be as simple as just having sweet grass in your office.’ An Aboriginal will go and notice 
that. There are other concerns too…we can get in to medications and all that and how they play 
with your mind and cause bad dreams. As Aboriginals we take our dreams and learn from them 
so if they are being messed with…. It’s quite difficult at times.”  

It is partly because of challenges around confidentiality on-reserve and in small communities that some 
Aboriginal people prefer to access non-Aboriginal organizations: “Over the years, we didn’t have a large 
Aboriginal population…that has changed because of that whole trust issue and lack of confidentiality on 
reserves and that. A lot of Aboriginal clients felt at first that if they came in here that we may share that 
information with the [Aboriginal organization]. But we’ve built that trust over time.” 
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5.3.4 African, Caribbean and Black People  

While the proportion of 
immigrants to Canada who 
were born in a country where 
HIV is endemic and who end 
up in Atlantic Canada is very 
low compared to the rest of 
the country (see Figure 9)34 , 
some of the organizations 
have found that they are 
increasingly having to meet 
the needs of PHAs who have 
recently immigrated from 
sub-Saharan Africa, and in 
particular, women living with 
HIV. Issues of confidentiality 
are a deterrent for African 
PHAs to access supports 
from ASOs and some of the 
women are not allowed by 

their husbands to visit the ASO. Thus, as one ASO ED noted, organizations have learned to provide off-site 
services through home visits, rather than requiring the clients to visit the ASO office. In addition, the staff of 
PHAC funded organizations rely on immigrant-serving organizations (e.g., YMCA Settlement Services, Multi-
Cultural Association) to provide specialized supports for refugees and immigrants. Refugees have additional 
issues such as TB, vitamin deficiencies and mental health problems (e.g., traumas), and thus need additional 
medical services.  

5.3.5 People who are Co-Infected 

Some of the interview informants indicated that there are an increasing number of people who are co-
infected with both HIV and Hep C, which from a clinical perspective, presents some challenges for treatment 
coordination and timing but if working with specific populations (e.g., PWID) then organizations need to be 
focusing on both Hep C and HIV. One partner noted that about 70-80% of PWID are living with Hep C and that 
about 1/4 to 1/3 of people living with HIV are also living with Hep C. 

This ED recognizes that a PWID who is living with HIV is very likely to be co-infected with Hep C:  

“I think it is important to be aware of co-infection, and the issues, especially when you are 
dealing with a population that uses drugs or are in recovery because HIV and Hep C are both 
blood borne pathogens and if you are sharing drug gear, the likelihood of getting HIV and Hep C 
is high. Hep C is actually much easier to get than HIV when you are sharing drug gear. A lot of 
people who are co-infected actually got Hep C before they got HIV. Anybody working with that 
population, should be focusing on Hepatitis and HIV. It makes no sense to focus on one and not 
the other because they are both so easily transmitted through sharing drug gear.”  

                                                             

34 PHAC. (2012). HIV/AIDS Epi Updates - Chapter 13: HIV/AIDS in Canada Among People from Countries Where HIV is 
Endemic: pp.7-8. [Online]. Available: http://www.canac.org/NetworkNews/HIV-Aids_EpiUpdates_Chapter13_EN.pdf. 
Access date: 15 May 2014. 
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Figure 9  Percentage of population born in a country where HIV is endemic or has 
at least 1 parent born in a country where HIV is endemic by province vs. 
percentage for national population, Atlantic region (reported 2012)34 
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5.3.6 Gay Men and Other MSM 

Gay men and the broader LGBTQ community continue to be a main focus for many of the ASOs in their 
community development and information outreach activities, such as through Pride events and Gay Straight 
Alliance (GSA) groups. As several of the ASO EDs noted previously, the gay men that they are serving are an 
aging cohort.  

Another emerging PHA population is older MSM (50-60 years) who are married to women but seek out other 
MSM to be sexual partners through online dating or hook-up sites. A key challenge is providing education to 
men who do not identify as gay and thus are not likely to access LGBTQ services or information. 

On the other end of the age spectrum, some organizations are delivering targeted education outreach to 
LGBTQ youth, and working to create safe spaces in schools and the broader community through sensitivity 
training for teachers.   

Another emerging issue among gay men and other MSM is increasing incidence of STIs through oral sex:  

“And I'll tell you, one of the things that we've recognized new and sort of up and coming trend 
is sexually transmitted infections being transmitted through oral sex.  And it's amazing the 
people who don't know that can happen, right.  It's primarily with MSM, is where we're seeing 
that. They’re probably confounding the message that it's very difficult to get HIV through oral 
sex with all STIs. And they said that, you know, their focus for 30 years has been, you know, 
protection during anal sex, right.  So they've gone this other way, thinking they don't have to 
use protection. And now they're being made to realize that no, that's not the case. And for some 
of them it's been quite devastating, I must say, all this syphilis and gonorrhea. It's not something 
we are accustomed to seeing.”  

Several of the interview and focus group informants also noted that there is a significant number of gay men 
and MSM with addiction issues. This is important to note in the context of integration, as one of the perceived 
differences between PHAs and people living with Hep C is that the latter group is often associated with 
addictions and injection drug use. But several informants made a point of noting that addictions is also an 
issue for gay men living with HIV and shouldn’t be so quick to judge PWIDs: “What we are not emphasizing 
enough is that people have to realize that addictions does not necessarily just mean injection drugs. That there 
is addictions to cigarettes, addictions to gambling, alcohol, addictions that affect your life.”  

Experiences of homophobia were described as a key driver behind gay men MSM who are living with HIV and 
addictions, and they expressed hope that as LGBTQ people become more accepted in mainstream society, 
addictions would be less of an issue.  They also attributed HIV-related stigma as a driver of addiction, and 
wished that the gay community was less stigmatizing towards PHAs.  

5.3.7 Migrant Workers 

Conservative estimates are that approximately 7000 workers from Atlantic Canada commute to Alberta for 
employment in the oil sands35. This migrant population is a key concern for HIV and Hep C organizations, as 
the high incomes from the oil sands is associated with drug use and purchasing of sex:  

“I’m expecting a big wave of HCV infections. NL has been so prosperous in the last ten years – 
crime rates going up, drug use going up, particularly in youth and migrant workers. People going 
away to work to Alberta or off-shore, so lots of mobility. Very similar to Fort McMurray. Many 
of the migrant workers go away to Alberta and come back with three weeks off and a lot of 
money with nothing to do. ”  

                                                             

35 Ferguson, N. (2012). From Coal Pits to Tar Sands: Labour Migration Between an Atlantic Canadian Region and the 
Athabasca Oil Sands. Just Labour: A Canadian Journal of Work and Society, 17/18, 106-118. 

http://www.justlabour.yorku.ca/volume17/pdfs/08_ferguson_press.pdf
http://www.justlabour.yorku.ca/volume17/pdfs/08_ferguson_press.pdf
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One of the challenges for tracking the HIV incidence in Atlantic Canada is that many of the people most 
vulnerable to HIV who migrate for work are tested for HIV outside of Atlantic Canada.  

5.3.8 People with Addictions 

All of the PHAC funded organizations provide at least some services (direct or indirect) to PWID.  Various 
parts of the addiction services continuum are provided by PHAC funded organizations and their partners, 
from early intervention and prevention, to harm reduction, to day programs for addiction counseling, to in-
patient addiction treatment. Services in the Atlantic region for people with addictions include harm reduction 
education, addiction counseling, needle exchange, methadone maintenance programs, natural helper 
outreach, housing assistance, legal assistance with criminal or civil justice systems, overdose prevention, and 
referrals to detox programs. Even those organizations primarily focused on harm reduction (e.g., needle 
exchange or methadone programs) noted the wide variety of services that they provide to clients who are 
living with addiction to address various social determinants of health.   

The nature of addictions and illicit drug use means that people living with addiction are necessarily 
preoccupied with activities surrounding procuring their drug of choice. One of the interview informants 
explained the chaotic conditions that can often surround the lives of people with addictions:   

“People with HIV are more apt to come together and socialize and try to make a difference than 
the addict that is continually trying to find their next fix. That’s the nature of it. That’s what they 
want. Every day they wake up looking for that hit and getting well and fixing their pill sickness. 
So that’s the priority in their lives.”   

ASOs provide harm reduction education and services through detox programs, acknowledging that relapse 
rates are high, and that people in detox are an important audience for information about prevention of blood 
borne pathogens, and in particular Hep C. One of the ASOs explained that outreach services are essential for 
people who are in recovery from their addictions.  

To be effective, treatment of addiction requires a “full circle of care.” Several of the interview participants 
noted that prevention of drug use, treatment of mental illness and therapeutic counseling were essential to 
effective treatment of addiction, and emphasized that methadone replacement and harm reduction 
programming alone was inadequate:     

“We have reached 500,000 needles but I told the government I would seriously have to consider 
closing the [needle exchange program] because I didn’t think it was comprehensive. And I didn’t 
think that it was ethical to continue it when we have nothing at the beginning which is education, 
and we don’t have a good rehabilitation system at the end. We are just enabling. We’re not 
creating a full circle of care to address this disease. We have a band aid approach hoping that 
clean materials is going to decrease the disease. It’s not. If we don’t have education at the 
beginning, we have no prevention measures for people getting involved in that lifestyle and then 
when people want to get out of the lifestyle, we have nothing there to support them. The 
bottom line is that we have to create the full circle or let’s give up the band aids, because we are 
causing more problems for society than taking care of them.”   

All of the organizations running needle exchange programs noted that their volume of needles and number 
of clients has steadily increased year over year. The most commonly injected drug in the Atlantic provinces 
up until recently was OxyContin, but since the introduction of OxyNeo – a new version of the drug that was 
made to be more difficult to inject – PWID have been turning to other drugs, such as heroin and cocaine. 

Several of the informants noted that youth are experimenting with hard drugs, including injection drug use, 
and felt that youth need more education about needle safety and need to have a better understanding of 
the risks of Hep C and HIV when sharing injection equipment. Harm reduction messages need to come from 
the “street level”. They also noted that injection drug use can be an intergenerational experience with whole 
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families using drugs.  However, most of the needle exchange and methadone programs reported that their 
average client age was older. At one of the methadone maintenance programs, the ED reported that the 
average age of clients they see is either 38 or 40 years and have high rates of HIV infection (40%) and Hep C 
(80%).  An informant of a Hep C program/organization described the common characteristics of its population 
as being homeless or near homeless PWIDs.   

One client explained that overcoming the use of one drug does not mean that his addiction problems were 
eliminated:  

“I did stay clean after that for 9 months, and I became a really bad alcoholic though.  It's like 
they say, you trade one drug for another drug.  And from alcohol, one night, I got to using 
again.  And I'm still active in my addiction, I guess – alcohol and drugs and needles.  Seven long 
years fighting it.”    

5.3.9 Prisoners 

As Figure 1036 illustrates, the average number of adults in custody in the region (in 2010/11) ranges from 114 
people in PEI to 452 in New Brunswick. From a population perspective, PEI has the highest custody rate, at 
99.9/100,000 of the adult population (see Figure 11)37 which is higher than the national rate. 

 

 

 

 

 

 

 

 

                                                             

36 Statistics Canada (2011). Average Counts of Adults in Custody by Type of Custody Status and Jurisdiction, 2010/2011: 
Table 4. *Excludes federal institutions. [On-line]. Available: http://www.statcan.gc.ca/pub/85-002-
x/2012001/article/11715/tbl/tbl04-eng.htm. Access date: 15 May 2014. 
37 Statistics Canada. (2011). Average Counts of Adults in Custody, by Type of Custody Status and Jurisdiction, 2010/2011. 
[On – line]. Available: http://www.statcan.gc.ca/pub/85-002-x/2012001/article/11715/tbl/tbl04-eng.htm. Access date: 15 
May 2014.  
*"Rates are calculated per 100,000 adult population (18 years and over) using revised July 1st population estimates from 
Statistics Canada, Demography Division. Rates may not match those previously published in other reports" (Table 4). 
**The national rate given here pertains only to adults in the custody of provincial/territorial arrangements and 
institutions and excludes adults in custody at federal institutions.  
Note: Counts are based upon the average number of adults in custody on any given day. Figures may not add up due to 
rounding. Source: Statistics Canada, Canadian Centre for Justice Statistics, Corrections Key Indicator Report for Adults. 
 
 
 
 
 
 
 
 
 

http://www.statcan.gc.ca/pub/85-002-x/2012001/article/11715/tbl/tbl04-eng.htm
http://www.statcan.gc.ca/pub/85-002-x/2012001/article/11715/tbl/tbl04-eng.htm
http://www.statcan.gc.ca/pub/85-002-x/2012001/article/11715/tbl/tbl04-eng.htm
http://www.statcan.gc.ca/pub/85-002-x/2012001/article/11715/tbl/tbl04-eng.htm
http://www.statcan.gc.ca/pub/85-002-x/2012001/article/11715/tbl/tbl04-eng.htm
http://www.statcan.gc.ca/pub/85-002-x/2012001/article/11715/tbl/tbl04-eng.htm
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Many of the PHAC funded organizations work with prisoners, both while in prison as well as after release. 
Most of the work with prison populations is focused on education and support, including peer education 
training around HIV and Hep C prevention, and one-on-one support for prisoners living with HIV or Hep C.  
Many prisoners find out that they are Hep C-positive or HIV-positive in prison as they are given a round of 
blood tests upon entering prison.  

Some of the specific ways that the PHAC funded organizations and their partners have worked with prisoners 
include:  

 Working with prisoners to provide a World AIDS Day service and raise funds for the local ASO through 
an AIDS Walk 

 Pre-release preparation for HIV and/or Hep C treatment (e.g., setting up first doctor appointment 
upon release) 

 Getting convicted individuals on methadone before they enter prison for their sentence, and 
coordinating in-prison methadone treatment  

 Delivering methadone to jails while clients are awaiting trial or sentencing 

 Providing counseling and support for prisoners newly diagnosed with HIV or Hep C 

 Providing workshops about HIV and/or Hep C (including Aboriginal-specific sessions), covering 
HIV/AIDS 101, Hep C 101, piercing and tattooing, injection drug use 

Several of the service providers felt that more harm reduction and prevention measures need to be available 
in prison because: “injections, tattooing and unsafe sexual practices is all happening in prisons.” Harm 
reduction measures such as condom distribution, bleach kits and safe tattooing need to be made more widely 
available and with greater ease of access for prisoners.  

Although it is very apparent to service providers that injection drug use is happening inside the prisons, the 
CBOs that go into the prisons to provide prevention workshops have to address the issue indirectly:  

“We have to add the disclaimer that ‘we know that IDU doesn’t happen in the prisons but once 
you’re out in the world, you need to know the risks.’”  
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5.3.10 Sex Trade Workers and Women at Risk 

The CBOs interviewed provide prevention and support to sex workers in a variety of ways:  

 Assistance with finding and maintaining housing (e.g., designated apartment units for the ASO’s 
clients) 

 Street-based sex trade outreach worker 

 Maintaining and distributing “bad date report”   

 Advocacy on behalf of sex workers who are subjected to violence with the police  

 Education (e.g., role playing scenarios) for handling situations of violence, abuse or coercion 

 Drop-in for sex workers to get off the street for a break 

 Advocacy and awareness messages to improve public perceptions of sex workers and reduce stigma 

 HIV, STI and Hep C prevention education.  

One of the ASOs was able to secure funding for a sex trade outreach worker, and to provide one evening a 
week for peer-based drop-in sessions. The ED estimated that the 65 women street-based sex workers who 
access the services comprise about 10% of the total sex trade. The large majority of sex work operates 
through online or cell phone appointments, rather than on the street. Reaching out to sex workers to provide 
prevention information and harm reduction supports is challenging in the context of indoor sex trade, and 
this form of sex work is likely to increase as the Supreme Court ruling takes effect.38   

Another partner organization also noted that survival sex work no longer takes place only through the street-
based sex trade, and that gender inequity is a key driver (abusive partners who make them do it to bring in 
additional income). Another Aboriginal woman living with Hep C recounted how she acquired Hep C, 
highlighting the gender dynamics of injection drug use and sex that place women at risk:  

“I remember the first time… Like my boyfriend, I caught Hep C from my ex-boyfriend….. 
Anyways, he had shot me up with his needle.  And I had been talking to his mom 2 weeks after, 
and she was saying something, ‘Well, how is [boyfriend’s name] doing?" And asking if his skin 
was going yellow and stuff. And I was like, ‘No. Like why would you be asking if his skin is going 
yellow?’  Like I was totally oblivious. And then she was like, ‘Well, his Hep C, is it not acting up?’ 
And I went ballistic on him.  I was like, ‘You've been sleeping with me for how long?!’ And he was 
like, ‘Calm down, you can only catch it through sex like 3%.’ But I had no idea myself.  And then 
obviously we were sharing needles. So it was kind of too late.  Yeah, that's how I contracted the 
Hep.”  

The service providers most commonly reach women-at-risk through women’s shelters and through programs 
for vulnerable women such as Best Start. To be eligible for the Best Start program, women have at least one 
challenge within their lives (e.g., being a single mom, having active or previous drug use, depression, post-
partum depression, poverty, etc.).  

The interview informants provided some examples of issues faced by women:  

 ACB women living with HIV are often very reluctant to visit the ASO in person and are very concerned 
about confidentiality  

 Women who are victims of violence are vulnerable not only to HIV, STIs and Hep C, but also to issues 
of poverty 

 Child care and child custody issues 

                                                             

38 In December 2013, the Supreme Court of Canada struck down the country's anti-prostitution laws in a unanimous 
decision, and gave Parliament one year to come up with new legislation, should it choose to do so. The ruling struck 
down laws prohibiting brothels, living on the avails of prostitution and communicating in public with clients. 
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One woman living with HIV and Hep C explained that women aren’t inclined to attend the PHA retreats or 
support groups because they tend to be male-dominated. She explained the special needs and interests of 
women that are different from men living with HIV:  

“Our needs as women are totally different from men. The men, I find, have their own kind of 
way of doing things and dealing with things whereas women are more, of course, more of the 
nurturing type…more caregivers and all that stuff. I just find there is a big difference with what 
you can do with women as to the men. Women are more open to things like journaling or to sit 
and paint something or express themselves that way…which is something I am going to try to 
get to do here. I was kind of hoping maybe to get all of the PHAs to paint a little picture on a 
little canvas. I will bring the canvas and everything. I have all of the paints. Maybe we could do a 
little collage on one wall of our client’s work. It would be fun. Any kind of art therapy is great. I 
like to just grab a box of crayons and a colouring book and just sit here and colour just to relax.”  

Women in the focus group of PWID explained their struggles around custody of their children:  

“My daughter is the most important thing in my life. But I don’t have her. She’s in foster care. 
They took her at 15 months – she’s 20 months now. They took her because I screwed up because 
I was smoking weed and doing cocaine. Even though I don’t have her with me and she’s been 
taken away from me, she’s the most important thing.”  

“Yeah, same with me. I don’t have my kids either.”  

5.3.11 Transgender People  

The needs of transgender and transsexual people were discussed by only two interview informants, including 
one transgender individual and one ED of an ASO. The transgender client is living with HIV and explained the 
challenges of coordinating HIV treatment with hormone therapy:  

 “At 25, prior to my diagnosis, I had started sexual reassignment and I was on hormonal therapy 
for 7 months and then I found out that I was HIV positive. And I had to stop because the anti-
retrovirals as well as the estrogen and testosterone blockers were interfering and there were 
major contra-indications. Last year I found out that these, this can be done…with the various 
medications. And I have been seeing a psychiatrist ever since to start the sexual reassignment 
process again. There are issues and what not, but I think that I am going to win. I think they are 
going to start treatment on me in another 3 or 4 months.”  

This client’s ASO had a weekly transgender support group, with up to 23 individuals (15 female to male, and 
8 male to female). Another ASO ED noted that one of the education workers helps to deliver a workshop 
called “Bring Your Whole Self to Work” which includes a transgender youth to provide sensitivity training for 
teachers and to support local high schools in starting a gay-straight alliance.  

5.3.12 Youth  

Youth are at higher risk for STIs. For example, one partner in PEI noted that 75-80% of chlamydia cases are in 
people aged 19-27, particularly among young women, with many being college or university students.  Other 
provinces have also noted spikes in the number of new STI infections among youth, such as gonorrhea rates 
having tripled in youth aged 16 to 24 in western NL. Harm reduction service providers have also noted that 
Hep C rates among young people are going up (in the 19-30 age range).  

A variety of methods are used by the CBOs to reach youth:  

 Workshops in classrooms 

 Train the trainer peer education modules to teach youth the basics about HIV, Hepatitis C, STIs and 
life skills 

 STBBI awareness campaign (e.g., “Take Care Down There” Campaign in NL) 
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 GBLT inclusion programs (e.g., “Creating Safe Spaces Program” in NB) 

 Condom distribution in schools 

 Youth living with Hep C sharing their experiences in awareness events 

 HIV and Hep C tables set up at high school or teen health fairs 

One example of an awareness campaign targeting youth (aged 16-30) is the “Take Care Down There” 
campaign in in the Eastern Health Region of NL that includes information about HIV, HCV, and STIs. The 
campaign was rolled out in all high schools and post-secondary schools, and included social media methods 
(e.g., YouTube videos). Main messages are know your partner, get tested, and wear a condom.  

An example of a LGBTQ inclusion program is the “Creating Safe Spaces Program” in Moncton with funding 
from the United Way, for a full-time staff person who works in the schools and in the community to provide 
education around sexual orientation, gender identity and creating safe spaces. The program includes, in 
partnership with the YMCA, a weekly drop-in for LGBT youth aged 14-18, and social media such as Facebook.   

An example of a peer education initiative is a project called “Youth Hope” in NB, which is a peer mentoring 
training program for youth-at-risk in the youth provincial jail. Facilitators would visit these youth to provide 
information about Hep C risk and transmission, and identify four or five youth who were interested in being 
trained as peer mentors: “A lot of pre-research was done with this model and it suggested that youth were the 
best ones to spread the message to other youth because sending an adult in to an institution, the youth were 
not going to listen.”  

In terms of Hep C prevention with youth, most of the focus of prevention messages has been on tattooing 
and piercing.  One of the interview informants felt that more emphasis should be placed on injection drug 
use in Hep C prevention programs and messages, such as by providing harm reduction services in 
organizations serving at-risk and street-involved youth. Organizations across the region noted that youth are 
experimenting more with injection drug use.  

One of the partner organizations working in education noted that STBBI education for youth must begin 
earlier:   

“The stats will prove that the sexual activity of kids is progressing down to middle school. So 
some of the stuff that you are facing in Grade 10 or 11 for experimentation, is now down in Grade 
7 and 8. So by the time that the children arrive in high school, they have already kind of gone 
through that. That’s why with [the ASO] and a couple of other services that we use, it is critical 
for them to be in the school.”  

Being able to distribute condoms in high schools is a major accomplishment in some jurisdictions (as the 
result of long-term advocacy), although the availability of condoms (e.g., in guidance offices) varies school 
by school. One of the ASO EDs noted that our school system needs to make much more progress in providing 
meaningful information to youth:  

“It is really interesting that a young age we talk talking to our children about obesity, we start 
talking to them about tobacco usage, we start talking to them about alcohol use. We don’t do 
well talking to them about drug use and we don’t do well talking to them about sex. We’ve got 
to get our head out of that puritanical sand. If we don’t start at those early ages, we lose them. 
We have the stats in [our province] to prove that we have lost them…40% teen pregnancy 
rate…higher. Syphilis, gonorrhea AND chlamydia outbreak in 15 to 20 year olds. So, what is 
happening here?”  

http://www.easternhealth.ca/WebInWeb.aspx?d=1&id=1895&p=379
https://www.facebook.com/CreatingSafeSpaces
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5.4 Funding 

Overall, the PHAC funded organizations and their partners 
felt that funding for HIV/AIDS has dwindled over the years, 
and has not kept pace with increasing operational expenses 
(e.g., staff salaries, rents, utilities):  

“We’ve lost about 12% of the funding that we previously 
had, but we are expected to do perhaps in some way 
more work, with less staff, less money.”  

While some of the organizations rely almost exclusively on 
PHAC for funding, others have significantly diversified their 
funding with provincial and fundraised dollars. But there are 
also challenges with private foundations (such as 
pharmaceutical companies and the MAC AIDS Fund) cutting 
back their funding. Some of the EDs were apprehensive about their ability to sustain community fundraising 
interest with integration and a dilution of focus and messages.  

One of the frustrations for the CBOs is that project funding often is restricted to “innovative” projects and 
there is inadequate funding for simply continuing programs that are known to be effective or are responsive 
to client needs:  

“We are getting a lot of feedback from funders that they don’t want to fund the Health Fund. 
That is coming across the board. They are also communicating things like, we also want you to 
do something new…something innovative. Well, we are actually trying to do the stuff that we 
actually said that we wanted to do. We can’t go and create your AIDS circus, because it is 
something new that I have to go and manage. It is not what people said that they wanted. A lot 
of times we just won’t apply for that funding. It's the tyranny of innovation...because it looks 
sexy and new.”  

One PHA noted that programming in ASOs is too often driven by the funder and their requirements or 
interests, rather than being guided by the organizations’ own strategic directions, goals and mission.   

5.4.1 Funding for Direct Services  

As noted above in Section 4.1.11 – Direct Services, PHAC is not able 
to provide operational funding for provision of direct services. 

The purchase of harm reduction materials such as condoms and 
needles is considered direct service, and therefore not permitted 
and have to be purchased using other means (e.g., fundraising).  

Organizations which are able to diversify their funding (e.g., 
through fundraising or private foundations) are able to allocate 
their funds as they wish, and some allocate unrestricted funds to 
their PHA Health Funds, although this is an unpopular 
expenditure even for some private donors. One of the long-term 
survivors of HIV felt that PHA funds can create a sense of 
entitlement, as well as create animosity between PHAs who 
receive different amounts from their home ASOs. 

The direct services that are valued by 
CBOs and their clients, but are not 
eligible for PHAC funding include:  

 Harm reduction materials – 
condoms, needles, other injection 
equipment 

 PHA Health Funds (for medication, 
dietary supplements, gym 
membership, etc. ) 

 PHA retreat funds  

 Support counseling  

 Complementary and alternative 
therapies 

 Transportation allowances and 
assistance (e.g., driving clients 
to/from doctors’ appointments) 

Additional Sources of Funding 
Provincial Health Department  
District or Municipal Health Authority  
Faith-based organizations (e.g., Sisters 
of Charity)  
Fundraiser events 
MAC AIDS Fund 
Pharmaceutical companies  
First Nations and Inuit Health Branch 
(Health Canada)  
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As can be seen in Figure 1239 below, PHAC funded organizations are acquiring additional funds from a variety of 
sources in order to meet the needs of their clients. According to the 14 PHAC funded organizations, 34% of their 
additional funding for projects is from fundraising, 26% from provincial/territorial government programs, and 
25% from Non-profit and/or charitable foundations (e.g., United Way). 

 

One of the EDs felt that providing PHA funds can create more problems than benefits, and the ASO has 
deliberately changed its programming focus from “hand-outs” to education and prevention:  

“You can always give hand-outs and it changes nothing. It absolutely changes nothing. So we 
focus on education there, because education will last the children a lifetime and we know all the 
benefits education does around health and poverty and insecurity. What we have been able to 
do is to stop doing that direct immediate fill the need kind of service. Over the course we try to 
effect change that will last a much longer time for them and be much more beneficial.  What we 
have done differently is to stop filling that immediate need and always feeling guilty. It was not 
sustainable. We would have people here all the time. We could not sustain that. It was divisive 
because it was a small community and they would all talk to each other. I got this and I didn’t 
get this. And although it was based on assessment…it was awful. It was also creating issues with 
clients and staff. Once we were able to look at the longer term needs…we’ve stopped feeling 
like we have to fix it all. That was number one. And sometimes it was a sense of entitlement. It 
is about explaining things to people too. Between working with people to understand that we 
are here for the long term…changes that make their quality of life better. That is how it has 
changed.” 

One of the PHAs felt that one of the biggest losses with lack of funding for direct services is support for PHA 
retreats, which now are supported only if they include an education or capacity building component or 

                                                             

39 PERT Questionnaire (2012/13): sec.1.1. 
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Figure 12   Distribution of total amount of additional funding for projects by source, Atlantic region (2012/13)39 
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through fundraising. He felt that requiring workshops be included was discouraging for PHAs who just want 
the opportunity to provide mutual social support and socialize with other PHAs. 

Many of the long-term survivors of HIV remember the time when ASOs were largely focused on providing 
direct services to PHAs, and some have difficulty accepting the reorientation of ASOs more towards 
prevention education. PHAs feel disenfranchised because they have lost those direct supports and some feel 
a sense of entitlement despite the funding reality. One of the EDs expressed some frustration that PHAs want 
direct services, but are unwilling to participate in the necessary fundraising. Since direct service are not  
legitimate expenses under federal funding, provincial governments must do more to provide funding for  direct 
services, and one ED saw this as a key advocacy issue:  

“This is not all a federal responsibility. We need to start putting pressure on our provincial 
governments to respond to their own problems. This is not a bail out. The federal government 
only has a certain role and their role is not services. That is the responsibility of the provincial 
government and health and education. In some provinces, provincial governments are not 
putting in any money. Well then don’t expect the federal government to do it for you.” 

There are only a few organizations in the Atlantic region, however, which receive funding from their provincial 
governments to provide direct services to PHAs (e.g., ACNS), although several receive harm reduction funding 
to run harm reduction programs.  

One of the EDs noted that despite the funding restrictions from PHAC, the ASO staff still feel compelled to 
spend their time to drive clients to/from doctors’ appointments, the food bank or the bottle depot. The ED 
acknowledged that this one-on-one direct support is very time-consuming and prevents staff from working 
on other programs, and that since they’ve always provided this service, it can be difficult to withdraw it:  

“Once you have expectation from clients that that's what you're providing, it's tough to turn off 
that tap. In the next three years, with our PHAC funding, it's going to be a lot of discontinuing 
direct support services. So we kind of need a plan around that, how we're going to do that. So 
that's one of the big things for us.”  

5.4.2 Funding for Accessibility  

Due to limited (and dwindling) funds, organizations must make deliberate decisions about rationing their 
services and how best to serve the highest number of individuals in need. As noted by this ED, having to 
impose “structures” or limitations around the services/supports provided presents a barrier to individuals:  

“We have gotten more and more methodical in how we deliver services. Because we have just 
under 200 people on our roster, accessing our health van, living in poverty, our capacity to 
deliver services to them in an effective way, fairly across the board, is really challenged. Usually 
when we are developing programs, we have to stop and say,…'can we do this with 
everybody?….how do we do this with everybody? Do we want to direct our time to the 4 people 
that want to come in every day and do this?’ We have had to make some really hard decisions 
about how we manage our time and what services and what ways we offer them. It has been 
worse for those who can access you in person because they then see a barrier to what you can 
offer. Because you have to create structure with it and structure creates barrier regardless of 
the rationale.”  

Ways in which services could be made more accessible, should adequate resources be available:  

 Expanded office hours:  evenings, weekends, 7 days a week (especially for harm reduction services) 

 More space for clients to gather (e.g., drop-in centre) 

 Staff to assist clients on walk-in basis (rather than requiring appointments)  

 More staff for outreach  
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5.4.3 Funding for Organizational Development  
 
When funding is tight, one of the last priorities for organizations is to invest in their own organizational 
development. However, capacity building is going to need to be a more major focus for PHAC funded 
organizations as integration takes place. While organizations across the region have worked hard, with 
varying degrees of support and resources, to strengthen and build capacity in paid staff and volunteers (see 
Figure 1340, some of the areas of organizational development that informants feel will be needed include:  

 Training on all of the various STBBIs (risk, transmission, effects, clinical care) 

 Board development  

 Evidence-based program development for integrated programming 

 Non-profit management  

 Mentorship program for new EDs 

 Team building and knowledge sharing across PHAC funded organizations (e.g., ASO retreat)  

 Public relations, media relations and communication 

 Organizational branding and marketing 

 Navigating the health care system for HIV, for Hep C, for STIs 
 

One of the EDs recommended that PHAC funded organizations have their staff complete a standard training 
program on STBBIs and be certified so that they feel competent in addressing the various diseases.  

                                                             

40 PERT Questionnaire (2012/13): sec.8.2. 

A B C D E F G H I J K L M N O

Cultural sensitivity 1 6 8 8 1 1 2

Evaluation training 1 4 12

Facilitating access to services 2 1 5 3 2 3 4

Grief, crisis management 10

HIV/AIDS & HCV prevention 6 4 10 8 6 6 41 2 2 1 8 8

Stratetic planning & organizational
effectiveness/development

15 12 10 3 8 27 2 2 2 1
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Figure 13  Number of paid staff & volunteers provided with & attended professional training sessions by 
type of training & by organization/program, Atlantic region (2012/2013)40 
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5.4.4  Funding for Outreach  

As touched on above under Funding for Accessibility, many of the PHAC funded organizations wished that 
they had more resources to provide outreach services for purposes of education, harm reduction and 
support.  Some of the ways that outreach could be expanded if resources were available include:  

 Home visits  

 Mobile units visiting outlying communities/towns on a rotating, regular basis 

 More information sessions to schools, youth justice system, group homes, youth drop-in programs 

 More capacity building sessions for teachers, youth workers, health professionals 

 Being able to provide information sessions in both languages 

 Being able to provide prevention information online where MSM are hooking up (e.g., Grindr, 
Manhunt, Squirt, etc.) 

 Street-based outreach to provide harm reduction tools on foot  

 More information sessions to housing organizations, shelters, soup kitchens 

  
5.4.5 Funding for Harm Reduction Supplies  

A common funding challenge noted by many of the organizations which provide harm reduction services is 
the expense of purchasing needles and condoms, and the expense of disposing used injection equipment. 
All of the harm reduction programs reported marked increases in needle distribution over the years, some as 
high as ten-fold increases, without concomitant increases in funding. Several reported, for example, that they 
are operating on budgets that were established 7-8 years ago despite the spike in demand. The harm 
reduction programs get funding for their supplies and staff primarily from public health departments of the 
provincial governments. Some of the harm reduction programs report running out of funds towards the end 
of their fiscal year, which translates into no needles to distribute, the inability to ensure that PWID are doing 
so safely, and a threat of having to close program doors. Overall, a key need is stable and adequate funding 
for harm reduction programs that is commensurate with the demand for services.  

One harm reduction program’s budget far exceeds what is provided by the provincial health department: 
$90,000 for injection equipment plus $25,000 for travel to provide rural/remote needle exchange outreach 
services, with only $75,000 of funding provided by the province for needles. This service provider felt that a 
good model would be to have the provincial government supply as much harm reduction equipment as 
necessary, and then the organizations wouldn’t need actual funding to purchase supplies:  

“My point to government is, no one has to give us money. Keep the same amounts of money, we 
don’t need money, provide us with our needles. Our needles just as of last year…just our 
needles, our buckets and our disposal was about $75,000. If you just provided us with the 
needles and our disposal, and our buckets, you don’t have to give us money. If they could get 
this within their own budgets, within their districts hospital budgets and capital health 
budgets…so this is what we are working towards. My goal is just to even get that and keep our 
funding the way it is.”  

5.4.6 Provincial Role in Funding  

Many of the ASOs and harm reduction organizations noted the challenge of shrinking budgets and lack of 
healthy public policy from the federal government, particularly for what is perceived to be unpalatable issues 
(e.g., harm reduction, safe injection sites, decriminalization of drugs and sex work, social housing, etc.).  
Provincial governments were identified as a key sources of funding to support programming not supported 
by the PHAC, in particular for health care services such as harm reduction and enhanced testing:  
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“How do we take those federal dollars and do the best with that is in the scope of what we are 
able to do? When we are looking at a provincial response too…this is not all a federal 
responsibility. We need to start putting pressure on our provincial governments to respond to 
their own problems. This is not a bail out. The federal government only has a certain role and 
their role is not services. That is the responsibility of the provincial government and health and 
education. In some provinces, provincial governments are not putting in any money. Well then 
don’t expect the federal government to do it for you.”  

The four provincial governments do provide some funding support through public health for needle 
exchange programs (e.g., supplies, disposal and staffing). However, the level of provincial funding was 
almost universally seen to be unstable, inadequate and had stagnated at 2006 or 2008 levels of funding 
despite significant increases in demand for harm reduction services.  

Some ASOs noted that there needs to be some relationship building and better collaboration in program 
planning and delivery along with the provincial government. It was also noted that while the federal 
government is moving towards a model of integration, the provincial governments are not necessarily 
following suit, creating potential for inconsistencies in how programs are funded and provided. One service 
provider also wanted the provincial government to be more vocal and active in advocating for policy change 
and federal support. 

5.4.7 Regional Funding Allocations 

One of the questions that arose in the discussions of funding is the level at which funding allocations should 
be decided and distributed. Funding levels for each region are determined based on an evidence-based 
formula developed in 200641.  While PHAC treats the four Atlantic Provinces as one region for the purposes 
of administration and funding, some of the PHAC funded organizations would prefer that funding be 
allocated and administered at a provincial level, and allocated based on epidemiological burden of HIV and 
Hep C. Other interview informants were proponents of a “zero-based budgeting” model42 that would not 
allocate funding to organizations based on historical levels or historical programming. EDs also called on 
PHAC to provide more leadership: “And PHAC needs to be more direct in what they are really looking for and 
what they actually see.”   

“What I would like to see in Atlantic Canada, there is so much disparity that has never been 
addressed over the past 24 years... What we should be doing in Atlantic Canada is looking at 
what are the actual numbers of HIV and Hep C that we are dealing with within each province. 
We look at what is it that each provincial government is doing, or should be doing to address 
this and cut down on…let’s bring this to a zero model and then look at for example, in NB, do 
we need three AIDS organizations with three EDs and three sets of infrastructure or do we need 
one organization that looks after HIV, Hep C and have projects off-site? We really need to look at 
the structures. I think there are two things we need to do. We need to look at the numbers of 

                                                             

41 Patten, S. (2006). AIDS Community Action Program (ACAP) grants and contribution allocation project 2005 | Final 
report prepared for Public Health Agency of Canada Regional Offices. San Patten and Associates - Health Research and 
Evaluation Consulting [On-line]. Available:  http://www.sanpatten.com/ACAP%20Final%20Report.pdf 

42  Zero-based budgeting is an approach to planning and decision-making which reverses the working process of 
traditional budgeting. In traditional incremental budgeting (Historic Budgeting), departmental managers justify only 
variances versus past years, based on the assumption that the "baseline" is automatically approved. By contrast, in zero-
based budgeting, every line item of the budget must be approved, rather than only changes. During the review process, 
no reference is made to the previous level of expenditure. Zero-based budgeting requires the budget request be re-
evaluated thoroughly, starting from the zero-base. This process is independent of whether the total budget or specific 
line items are increasing or decreasing. Sarant, P. (1978). Zero-base Budgeting in the Public Sector, A Pragmatic Approach. 
Addison-Wesley. 
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the diseases that we have or in each disease category and then we need to look at the amount 
of the dollars that are in Atlantic Canada to deal with this. And then we need to rationally look 
at what kind of formula…it doesn’t make sense that we would put a $150,000 into PEI for 12 
cases, when $200,000 is put into NL for 200 HIV cases. And Nova Scotia has massive Hep C, but it 
should be coordinated out of HIV. We know what the best practices are. If we can get all of those 
numbers down, then look at the amount of dollars, adequately fund each province to adequately 
respond to the two epidemics, but do it under…the bottom line is, government, if you are 
funding it, lay out the best practices you want to see.”  

Many of the interview informants agreed that there needs to be better communication and coordination of 
programs and activities across the region:  

“There is a need for the local groups…before moving forward with the deadline of 2017, there 
is a need for everybody to put their clothes on the line. Everybody, hang out what you are doing 
and let’s see what’s on the line. Before I can say really, because its not for me to say that the AIDS 
organizations and the Hep organizations can be under one. I can think that and think that it 
would make sense in terms of where the federal government is going with these initiatives….in 
terms of downloading and realigning things. I think there is a need to have everybody come and 
show what they are doing and then take a look at if there is anything that we can be sharing 
more effectively. Is there anything that we are duplicating that we don’t need to be duplicating 
or we are not doing nearly enough of. Figuring out how the communities that we are serving can 
be better served. There is a need for that. And I know this is a part of what you are doing, but 
simultaneously as I am speaking and other people are speaking to have the opportunity to hang 
it all out. Let’s see what we’ve got.”  

Another common sentiment was that there needs to be less administration and infrastructure building, and 
more funding put towards program delivery and program staff:  

“I would like to see us plan Atlantic-wide. I think because of the population. Because of the lack 
of resources in the region to do anything. I don’t necessarily agree that each province is unique 
enough that we can’t coordinate what we are doing. That’s crazy talk. Not to be offensive about 
it. So yes, I would like to see Atlantic-based planning. There might likely be some provincial 
component of that, but that the biggest piece be Atlantic focused, like an umbrella structure 
that is regional. Especially from a funding perspective and that there be a way that everybody 
feeds in to that and coordinates together. There is no reason why there isn’t programs that are 
offered in Nfld if they right now have a skill in X, Y and Z…why can’t we roll them out across the 
region. If there is stuff that ACNS does well, let’s roll it out. If there is stuff that ACCB does, let’s 
have that conversation because we are doing stuff very siloed. We are also not sharing resources 
and expertise…we are not sharing our programs. There are things that people are doing that 
we are not even communicating about. That’s even happening in the province, let alone the 
Atlantic. If we start to go provincially-based, we are just going to create silos and more 
administration. There is no new money, so we need to find a way to free up money to do more 
and do it more effectively.”  

Another possibility would be to have regional planning and funding allocation, but with provincial hubs that 
provide oversight and structural organization to programs within each province. One partner expressed the 
need for better regional sharing of expertise:  

“We're going to have to reach out to others to help us with it because we're not going to be able 
to manage it with who we have, right.  You know, there may be a need to share services and 
expertise across the region. I'm not sure what that would look like but certainly I wouldn't be 
opposed to it.  I would think that would be a great idea.”  
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5.5 Volunteers 

One of the challenges facing understaffed 
CBOs is the meaningful engagement of 
volunteers. Although volunteers can 
provide valuable assistance and 
community development for 
organizations, many don’t have time for 
volunteer management. For example, 
recruiting, training and retaining 
volunteers is a challenge, and requires a 
level of trust that takes time to develop 
with clients. One of the EDs noted that the 
national trend of a decline in volunteerism 
is also being seen in the Atlantic region, 
although baby boomers entering 
retirement are a new pool of potential 
volunteers who have strong skills and 
social capital.  

Figure 1443  shows that volunteers within PHAC funded organizations are primarily supporting prevention 
efforts (48%) and are involved in administration-related tasks (17%), fundraising (15%), and governance (e.g., 
Board members; 11%). Volunteers are less engaged in the delivery of support services and public events. 

Another ED expressed reluctance to allow volunteers to provide direct services (e.g., transporting PHAs 
to/from appointments with the infectious disease specialist) but noted that this is becoming more of a 
necessity as staff time is so strained:   

“The only thing with having volunteers is some of the PHAs aren't as comfortable or trusting of 
other people. So building that rapport with people where they feel comfortable, that's kind of 
a challenge… Like the way we've kind of spun it or the way we put it in our funding proposal 
was that like on our way there and on our way back [to/from the doctor’s appointment], we're 
doing counselling the entire time……And with volunteers, I don't think that would be 
happening.  And whether or not the people that do access the drives to Moncton and Halifax, I 
don't think that they would feel comfortable going with other people that they may not know 
very well.”    

Some ASOs engage PHAs as community educators to provide workshops in schools and various community 
venues. Of course, this role requires a person to be thoroughly trained and have strong public speaking skills, 
and some of the smaller communities have challenges in finding the right volunteers for the role.  

One of the EDs noted that an especially fruitful source of volunteers is student placements (medical students, 
nursing students, co-op high school students, “Workability” placements, etc.) because it means you can 
inform their practice and they will take the information they learn with them no matter where they go.    

5.6 Board of Directors 

One ED noted that there have been significant changes over the years in the composition of the ASO’s board 
of directors, particularly in terms of level of PHA involvement. Whereas the board was mostly comprised of 

                                                             

43 PERT Questionnaire (2012/13); sec.2.2.1. 
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PHAs and affected family members in the early 1990s (“people with very big hearts who had been personally 
touched”), the board of directors is now mostly made up of community partners who “bring their wisdom to 
the board and reflect a broader community input.”  

One of the interview informants who had served on a Board of Directors also reflected on the diversity of 
perspectives and personalities on the board, sometimes with a clash of interests – ranging from individual self-
interest to global perspectives.  

It is increasingly difficult now to find PHAs who are willing to sit on Boards because they either lack the 
capacity (due to issues such as poverty or addiction), or because they are not interested in the governance 
of an ASO. One of the ASO EDs described the diversity of board composition, including: business 
representatives, people working in international development, faith-based community members, housing 
representatives, education representatives, accountants, former politicians, etc.  

 “Boards are no longer made up of peers… now you go looking for people who are doctors. 
Someone who has political clout out there for fundraising. In the past, the boards were the 
people who were involved in fighting. Not to say there aren’t people on the boards who are PHAs 
as well. But in general, it has shifted.”  

Board composition will be a key organizational issue with integration – PHA inclusion on Boards has been an 
important component of enacting GIPA/MIPA, and this will likely have to broaden to include people living 
with Hep C as integration unfolds.  

5.7 What are the current gaps and challenges? 

5.7.1 Burn-Out  

As described in Appendix C, many of the informants (both clients and service providers) have been involved 
in the Hep C or HIV field for many years, some for two or more decades. Some of the informants described 
how over-commitment to ASO work can result in exhaustion and diminished interest in the work, i.e., burnout. 
Interview informants noted that the sector is made up of very committed individuals who are passionate 
about their work, but are working with very limited resources. One ED noted that when people burnout and 
leave the sector, then historical memory, expertise and experience is lost. This ED also noted, however, that 
newer generations of service providers last 3-5 years and “don’t stick around for 18 years like some baby 
boomers do.”   

The loss of service providers and resulting turnover is difficult for clients, particularly for those receiving 
counseling, as explained by these PWID:  

“Yeah, when you go to addiction services you get used to a certain counsellor who has been 
counseling you for a few months and then the big switch-a-roo happens where they get laid off 
or they get burnt out and so you get a new counselor. It happens all the time. How can you get 
a stable life when you’re constantly starting from square one with a new counselor?”  

5.7.2 Duplication  

The problem of duplication was definitely emphasized less than was the problem of service gaps. Duplication 
of services only occurs when two agencies are providing the same services to the same constituency. But as 
integration becomes more of a reality and a funder expectation, the potential for duplication of services may 
increase. In some jurisdictions and types of services, there is a wealth of programs and organizations that 
overlap significantly.  

A PHAC funded organization noted the need for better coordination of services, both for the benefit of the 
organizations to make better use of resources, but also for better clarity for service users:  
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“I think we could communicate a bit more and be more on the same page because right now the 
government funding is all in separate pots. It just came about in a meeting on Monday, with 
Mental Health, Family Enrichment, Multicultural were all doing our own different things. But if 
we communicate more…I mean we are working towards the same goal. With us doing our own 
things, it makes it more difficult for people to access and also for us to figure out with what is 
going on with our patients. So if we could just…the organizations communicate more with each 
other to see where we stand, I guess that would be the biggest part.”  

One example of potential duplication of services is in the provision of education and support inside prisons. 
Several of the ASOs provide these services, but there are also organizations which specialize in serving 
prisoners (i.e., the John Howard Society). Some potential duplication also occurs in serving Aboriginal people, 
particularly those who are off-reserve. The regional organization – Healing Our Nations – has responsibility 
for Aboriginal HIV/AIDS education but sometimes ASOs are approached by Aboriginal groups for information 
sessions.  

5.7.3 Accessibility by Geography  

As indicated by the rurality statistics in Figure 1544 and Figure 1645, the Atlantic is a highly rural jurisdiction.  

 

On Prince Edward Island, some 54% of the population lives in rural areas (2011) and in New Brunswick rural 
areas account for nearly half the provincial population (48%). In Nova Scotia and Newfoundland and Labrador, 

                                                             

44 Beckstead, D. & Brown., W. M. (July 2005). Provincial income disparities through an urban-rural lens: Evidence from 
2001 Census. Ottawa: Statistics Canada, Micro-economic Analysis Division. Catalogue no. 11-624-MIE — No. 012. ISBN: 0-
662-41052-1 : Table 2: p.4. [On-line]. Available: http://www.publications.gc.ca/Collection/Statcan/11-624-M/11-624-
MIE2005012.pdf. Access date: 15 May 2014.  
*"Remote rural: Rural census subdivision with no commuting flows to a CMA [Census Metropolitan Areas] or CA [Census 
Agglomerations]" (Table 1: p.3). Source: Special Tabulation, Census (2001). 
45 Statistics Canada. (2011). 2011 Census of Population. Population, urban and rural, by province and territory (Canada). 
Last modified: 2011-02-04. [On-line]. Available: http://www.statcan.gc.ca/tables-tableaux/sum-som/l01/cst01/demo62a-
eng.htm. Access date: 15 May 2014. 
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the rural population accounts for more than 40% of the total population. Across Canada, less than 19% of the 
population lives in rural areas (as defined by Statistics Canada). 

This high level of rurality means that it is difficult for CBOs, all based in the larger urban centers of the region, 
to reach all of the populations in need of services. And likewise, it can be very difficult and costly for service 
users outside of these main urban centers to have adequate access to services (e.g., to counseling or support 
groups). 

Many of the PHAC funded organizations have large catchment areas, sometimes with 7-8 hour drives and 
ferry trips to reach the furthest parts of their constituencies. These distances mean that the organizations 
are only able to provide “piece-meal” services rather than consistent and regular contact with service users. 
For PHAs in NB and PEI, the only two cities with an infectious disease specialist are Moncton and Saint John. 
For clients in Campbellton, Edmundston, or PEI, visiting an infectious disease specialist requires an overnight 
trip, and this can be especially challenging for single mothers who have difficulties finding child care. ASOs 
try to assist with funds to help with travel and accommodation expenses. Even for those only an hour drive 
away, seeking specialized care in another city can be a major hurdle.  

Limited staff (3 in total), resources (e.g., travel expenses) and challenges with winter weather are major 
limitations for Healing Our Nations, which is based out of Dartmouth NS, but must reach all First Nation 
communities in the Atlantic Region (with the exception of Labrador). And even organizations with provincial 
mandates find that the majority of their focus is centered around their urban center, and that it is difficult to 
find the resources (human and financial) to reach the entire province, particularly the rural areas. Some 
common techniques to cope with geographical challenges is train-the-trainer interventions to help spread 
education outreach, and using natural helpers to help distribute harm reduction supplies.  

Service providers and some PWID talked about the challenges and frustrations in getting addictions 
treatment in remote areas and when on treatment, challenges in maintaining that treatment (e.g., having to 
travel to obtain methadone; abiding by the random urine tests that are required to be kept on methadone). 
Other challenges are access to support groups and needle exchange programs. Even if some of the smaller 
towns offer needle exchange services (e.g., through pharmacists), many PWID are reluctant to access the 
needle exchange in their home town for fear of “being seen”:  

Newfoundland only has one ASO and has found creative ways to increase its reach:  

“For our province, geography is our greatest enemy in some respects. Newfoundland and 
Labrador, the geographic area, is three times greater than all of the Atlantic provinces combined. 
With a sparse population, it is very difficult, well it is impossible for us to be able to provide the 
services that are required throughout the province. So we are shipping needles to some of the 
isolated communities…shipping them by Canada Post. In those areas, the education piece is 
missing because you are not connecting with people face-to-face. You are simply sending needles. 
It is the lesser of the evils. If you don’t send the needles then people are reusing what they have. 
You are contributing to a higher risk of transmission of HIV and other Hep C and whatever other 
illnesses can be transmitted through injection drug use. But sending just the needles without 
having the education piece, you are just feeding the lion.”  

 

 Lack of Infectious Disease Specialists or Sexual Health Clinic  

Many parts of the region lack infectious disease specialists or sexual health clinics, presenting barriers to 
people at risk of and living with HIV, Hep C and STIs. In Cape Breton, for example, there is only one infectious 
disease specialist with a very heavy caseload and stakeholders fear that he may leave Sydney. In 
Newfoundland, there are no infectious disease specialists outside the Avalon peninsula. In New Brunswick, 
the only infectious disease specialists are in Moncton or Saint John. PEI has no sexual health clinic or 
infectious disease specialists, so clients must travel to Moncton or Halifax for specialized care. This can create 

http://www12.statcan.gc.ca/census-recensement/2011/as-sa/98-310-x/2011003/fig/fig3_2-3-eng.cfm
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problems for patients, not only in terms of having to travel, but also in inconsistencies between coverage of 
certain ARVs under different provincial drug formularies. That being said, specialists in Moncton and Halifax 
have a good working relationship with general practitioners in PEI. 

As this service provider in PEI explains, the small but dispersed population base in PEI makes it difficult to 
find physicians who are comfortable providing care to PHAs or people living with Hep C:  

“It's hard because I think the issue is… I mean we're a province of 140,000 but we're really a 
small town I mean in terms of volume. But yet we're dispersed. And the care that someone gets 
in Charlottetown is very different than in, you know, the rural parts of the province. So their 
access and… And the other aspect, I guess, would be physicians who are comfortable with 
dealing with people who are HIV-positive or dealing with their ailments or dealing with the side 
effects of the meds.  That becomes an issue as well.”  

Many parts of the Atlantic region lack a sexual health clinic, limiting testing options for people at risk of HIV 
or STIs. For example, PEI lacks a sexual health clinic and has no availability of anonymous testing in the 
province:  

“Challenges? I'm going to have to say is accessing the at-risk population for testing and 
treatment. A sexual health clinic is a big…you know, would really benefit our young population 
who are here as students. They don't have family doctors.  They don't want to sit in the student 
health clinic at the university where everybody is looking at them, you know. Or there are young 
people here who have gone to the same family doctor. Maybe he delivered them.  And they 
probably go to church with them. You know, they don't want to go to that fellow to be tested 
for chlamydia or whatever.  You know? So it's… Anonymity is limited.  So an opportunity to 
expand on that would be a wonderful thing.”  

In terms of Hep C, treatment is also limited for some parts of the region. Many people who are living with 
Hep C face challenges with respect to poverty, and transportation to find specialized Hep C treatment is a 
challenge. People living with Hep C need a family physician to manage their Hep C treatment, but even this 
can be a challenge in some parts of Atlantic Canada.  

5.7.4 Lack of Evidence-Based Practice  

Several of the EDs of ASOs felt that the HIV and Hep C sector needs to be more closely guided by evidence-
based or informed practice so that programming is cost effective while still effectively targeted to the 
greatest need so as to have the greatest impact. This ED felt that Hep C programming, in particular, needs to 
be guided more closely by research-based evidence:  

“Nobody is overseeing these programs. I don’t think that anybody is looking at the research. I 
just walked out of there thinking, the federal government once again is not doing their job. One 
of the problems with communities in general being able to really address the issue and do it 
appropriately, has been, Hep C has been dumped on AIDS organizations, has been dumped on 
these newly formed Hep C organizations, but no one was trained on what does this epidemic 
mean. I don’t think that anybody went back and looked at the research. The federal government 
constantly says ‘evidence-based research for program development’ and nobody is forced to do 
it. We are slapping money at these issues, for community to build hierarchies and produce 
nothing.”  

Another ED expressed the desire to make better use of evaluation data. While organizations are required by 
funders to collect a wide variety of data, the link is often not made to how that data should inform 
programming as opposed to more “bean counting” measures. Another ED agreed that collection of 
meaningless stats should be replaced or at least supplemented by meaningful qualitative and anecdotal data, 
and that research needs to be applied to practice more effectively. One frustration, for example, is that the 
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PERT data is now being collected through an online survey tool and is very limiting in that it doesn’t allow 
organizations to supplement or explain their data.  

5.7.5 Missing Key Populations  

The interview informants provided their observations about what populations are not being adequately 
reached through current programs:  

 PWID are not adequately made a focus for PHAC funded Hep C programs46 

 People who smoke crack need more access to safe crack pipes 

 Women living with HIV are not linked to support programs 

 Since June 2011, people aged 20-24 can no longer access sexual health centres in NB 

 People living with Hep C are not accessing support programs or peer support groups 

 No prevention programs or messages for prisoners who are injecting drugs inside prisons  

 Heterosexual men not a target for HIV or STI prevention messages 

 Francophone populations not being adequately reached for prevention or support 

 People who are living with HIV but are not diagnosed47; People who are in acute HIV infection, do not 
know their HIV status but are highly infectious 

This PHA noted that HIV specialists need to be better informed about the community supports available to 
PHAs, and pass the information on to their patients: 

“Three years ago, we had a woman come to our PHA Forum and she never knew [the ASO] 
existed and she had been diagnosed for 15 years. And that is because she kept saying, my HIV 
specialist never mentioned that we had an AIDS service organization in [this province].”  

The PHA also noted the lack of attention to Francophone populations in northern NB:   

“We are doing a huge disservice to the French community of NB. There is nothing going on in the 
north that is noticeable. I don’t know how beneficial a speech is once a year in Edmundston. Our 
presence has to be felt throughout NB. It has been an ongoing problem to get that off the ground 
and feel as though they are connected to [an ASO]. In talking to people, half of the people in the 
north don’t even know about [the ASOs].”  

 

 

 

 

 

 

 

                                                             

46 PHAC’s Hepatitis C funding program is based on risk factors, rather than key populations. Injection drug use is included 
as a risk factor d solicitations in the past would have included this population as a focus.  

47 It is estimated that about 18,000 people, or 25% of prevalent cases, were unaware of their HIV infection (PHAC, 2011). 
PHAC. (2011). ARCHIVE – Summary: Estimates of HIV Prevalence and Incidence in Canada, 2011. [On-line]. Available: 
http://www.phac-aspc.gc.ca/aids-sida/publication/survreport/estimat2011-eng.php. Access date: 15 May 2014.  

http://www.phac-aspc.gc.ca/aids-sida/publication/survreport/estimat2011-eng.php
http://www.phac-aspc.gc.ca/aids-sida/publication/survreport/estimat2011-eng.php
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5.7.6 Project Funding  

One of the key challenges for HIV and Hep C service provision and programming is that operational funding 
(see Figure 17 above)48has been available only through year-to-year renewals (up until 2014-2017 contribution 
agreements) or through one-year project funding (see Figure 18 below).49 Some of the organizations are not 
eligible for operational funding and must seek project funding. Many of the CBOs feel frustrated by the 
instability and insecurity in funding, and this challenge did not escape notice by clients:  

“From one year to the next they don’t know if they can continue doing this and if they can't 
continue to do this. Then they're not sure what programs they can implement for our benefit. 
And you know what, if things were carved out in stone for a number of years in advance then 
that would give the agency something concrete that they can work with for a certain period of 
time.  Which would give us more of a sense of security with our agencies. And I mean it would 
give us that much more strength for bringing on new people.” 

                                                             

48 The data used to generate this table was volunteered by those organizations involved with this study who received 
funding from PHAC (almost only for) operations. 
49 The data used to generate this table was volunteered by those organizations involved with this study who received 
funding from PHAC for specific projects. The data set is limited insofar as one organization was unable to obtain their 
data in time for submission. 

A B C D E F G H

Total funding recevied from PHAC (for projects &/or
operations combined) as recived from PHAC, 2012/13

$223,150.00 $130,230.00 $217,855.00 $123,051.00 $124,225.00 $250,000.00 $157,789.00 $42,500.00

Overall total of revenues received towards total
operations of organization

$1,157,702.00 $150,000.00 $357,270.00 $252,259.00 $301,479.00 $481,838.00 $360,613.00 $94,541.80
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AIDS service organizations funded by PHAC, almost all of which is for operational expenditures

Figure 17  Amount of (operational) funding by source & by organization, Atlantic region (2012-2013)48 
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5.7.7 Protectionism  

Interview informants observed that a key challenge for the process of integration is attitudes of 
protectionism and territoriality among CBOs providing various HIV, Hep C and STI services. Participants spoke 
about the challenges they faced in collaborating with other organizations due to a number of factors 
including: perceived “empire” protecting; fear of sharing program models in case they make themselves 
obsolete; and needing the community to take a leadership role in defining the future as opposed to leaving 
it solely in the hands of the Government.    

“We are doing stuff very siloed. We are also not sharing resources and expertise…we are not 
sharing our programs. There are things that people are doing that we are not even 
communicating about. That’s even happening in the province, let alone the Atlantic.”   

As mentioned in relation to perceptions among client populations about integration, there is also territoriality 
among service users about the divided focus of ASOs. For example, an ASO that houses a needle exchange 
is hearing from people living with HIV that they fear that others will perceive them as someone who uses 
injection drugs if they access agency services, simply because the needle exchange is there as well.  It was 
also expressed that because there are so many more cases of Hep C than there is HIV, and the doors have 
been opened for both, there are territorial boundaries being crossed and a fear that HIV/AIDS is going to be 
a sideline in integrated organizations. 

One of the EDs noted that protectionism over organizations will be a major impediment to the process of 
amalgamation and integration:  

“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 

A B C D E F
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&/or operations combined) as recived from

PHAC, 2012/13
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The organizations are those funded by PHAC for projects.

Figure 18  Amount of (project) funding by source & by organization, Atlantic region (2012-2013)49 
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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.”   

Territoriality also has manifested in relation to which organization is responsible for serving certain target 
populations:  

“Yes, we have had a few squabbles or a few misinterpretations around what our expectations 
are. We have had certain ASOs going into our communities doing the work that we should be 
doing without asking. I am not saying that we own the communities, but we bring such a cultural 
aspect to all of our workshops that we should be involved. So we have had problems. Not just 
ASOs, but even other organizations going in to the communities, because we do it all. We don’t 
just do the HIV. We do it all. But eventually they get word from us. We let them know that this 
why we are here. We are the only Aboriginal HIV/AIDS organization, so our focus is Aboriginal 
people and we should be included in your work as well. We informed more partners, more letters 
of support…more stuff like that is going on, because they do want to include us. We are a loud 
voice and we want to be involved and we should be involved.”  

PHAs in the MSM focus group also expressed frustration with the geographic boundaries imposed by 
ASOs, and were proponents of having one provincial organization with chapters.  Some of the PHAs 
perceive that there are challenges with territoriality and struggles between ASOs given the current 
organizational structures in place.  

5.7.8 Supporting People Living with HIV or Hep C 

Another significant challenge expressed by some of the CBOs is achieving a balance between prevention 
programming and supporting people living with HIV or Hep C.  

This ED anticipated challenges in expanding support programs for PHAs to people living with Hep C:  

“Our biggest challenge in improving our programs and services is how we interconnect or link 
or work differently when it comes from a support perspective….working with people around 
their illnesses. It’s something that we need to invest more time in.  I think that is our biggest 
weakness and our biggest challenge right now. And those partnerships, the ones that we have 
now, are developed solely for people living with HIV, where they could be developed to meet 
other needs in partnership with other organizations. Those broader partnerships, for example, 
more sustainable partnership between a partner like [Hep C organization] around how they 
provide services and programs living with HCV, those kinds of things aren’t in place and they 
really need to be. We need to be thinking about that now….or yesterday.”  

Some of the gay men living with HIV noted the challenges in accessing support services:    

 “What I’ve been noticing is the education of the positive community on a whole not necessarily 
knowing what's available out there either by the doctors, social services, the ASOs, and through 
word of mouth getting these negative ideas. Like a prime example, someone will say ‘[name of 
ASO] doesn't do anything for its clients.’  When we have a client in this room that is, okay, being 
housed by… I mean his housing was helped put in place by the ASO in [city].  So I mean for 
someone on the outside saying: ‘well, they don't have anything to offer us,’ it's like, ‘well, sorry, 
no, that's not true.’”  

 Two service providers noted that people newly diagnosed with Hep C face a lot of uncertainty in how to 
access supports and treatment:  
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“To me the biggest thing is navigating the system. Where do you go?  Who's responsible for the 
testing?  If you don't have a family doctor then where do you get the information? Who do you 
go to for pre and post-test counselling?  Is that being done? Has that been done?  I don't know.”   

“I know with one of our clients, it's not.  So they found out, and there was no counselling 
whatsoever.  No supports. And they ended up using again because it was too traumatic. Because 
here [in our province], you know, there's some really good HIV medication out there.  But Hep C 
is the new death sentence.”    

5.7.9 Wait lists  

Waitlists for services is a sad reality in many parts of Atlantic Canada, especially for PWID to get access to 
methadone maintenance programs.  

In Newfoundland:    

“The whole methadone is another issue that has to be addressed provincially and there has to 
be a new system put in to it. The whole drug rehabilitation program needs to be reviewed. It is 
very unfortunate,…we have a number of occasions… we get folks through our needle exchange 
that are really tired…they want to give it up…they want help… and unfortunately we try to 
get them in on a 6-month waiting list and we lose them again. For these young men and women 
who have asked us to help them, when they can’t get in to the program, we’ll put in our own 
services…like you can come daily to us…we’ll give you support, we’ll give you the counseling, 
we’ll help you maintain…we’ll give you a life line until you can get in to…but none of them have 
made it. The life line that we’re offering is too short and it is not what’s needed.” 

In PEI:  

“Because of lack of resources, because the wait time to get onto methadone or Suboxone at our 
provincial facility is a year. So it's awful. So it's not helpful. Hopefully within the next 2 months, 
there's going to be a private free-standing clinic. But it's going to be no carries and just do your 
thing and take your meds and go on.”  

In New Brunswick:  

“There is, there is hundreds of people on a wait list here. It is crazy because it is so much cheaper 
to treat people with methadone than it is to have them in and out of jail. We have three clinics 
and a few doctors that are prescribing. We have probably gotten about 1,000 or more people 
on methadone in the area. However it is still hundreds on the wait list. It is as important as insulin. 
It is creating such havoc…people are getting sicker and sicker and they are losing their kids…so 
then we are paying for kids to be fostered. It is just crazy.”   

In Nova Scotia, the availability of methadone treatment varies drastically by jurisdiction.  

In Cape Breton:  

“It’s difficult. You know, we have two methadone programs that have been taxed now for three 
years. So nobody is getting methadone except for the ones who have been getting all along. And 
it has been a real, real challenge for people here. Buying methadone out of the street is such a 
common, common thing. You know it is being diverted regularly. Where it’s coming from, I don’t 
know.”  

The situation in Halifax has improved since the introduction of the mobile methadone bus:  

“The wait list is great now. If you and I had had this discussion last year, I would have said that 
there are over 300 people waiting and they are waiting anywhere from 6 months to years and 
there is no movement. Basically if someone passes away or someone leaves the program early, 
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then we can squeeze someone in. We were beyond capacity. Now we have reduced the wait list 
from 6 months, to years, to days…literally days. Because of the mobile Bailey Bus”  

   

6 WHERE ARE WE WITH RESPECT TO INTEGRATION?  

6.1 What’s the stage of readiness? 

6.1.1 Financial Support for Integration  

Most of the PHAC funded organizations were optimistic, or at least hopeful, that integration would bring 
more resources to expand services, or to better support services that are already integrated. Additional 
resources would allow organizations to enhance programs for both HIV and Hep C in ways that would be 
mutually beneficial.  

“Integrating the HIV and Hep C, I would hope would bring additional funding that can be used 
for both sides basically. The funding that is received from Hep C may be able to create programs 
that would be beneficial to people with HIV and vice versa. The funding that we are receiving for 
AIDS programs may be beneficial for people with Hep C. The whole is greater than the sum of 
the two halves, is how I see it.”  

Minimally, having funding integrated would mean that organizations have only one federal funder to write 
applications and reports for.  

Several of the ASO EDs were cynical about integration. They felt that integration was imposed upon them, 
and that it was being enforced in order to save money for PHAC, rather than for reasons of program 
effectiveness. This streamlining, on the other hand could be beneficial to the PHAC funded organizations:  

“It makes sense to me that PHAC doesn’t want to have 30 different proposals to go through. 
That if there was one funding stream with greater efficiency part, I am really hoping that there 
will be a quick turn around because in the past we have had funding for 2 years, 3 years and then 
March 31st comes around and we have to lay off our Hep C person because we don’t have another 
job for them. By the time we get new funding it can be a year later and then it is that starting 
over again because your person has probably gone on to something else. And then you are 
starting all over again and you are rebuilding and changing directions. So I hope and I am 
optimistic that this will lead to really streamlined work.”  

One of the PHA clients feared that integration wouldn’t necessarily be accompanied with additional funding, 
and was specifically concerned about how integration would impact support programming for PHAs:  

“It just means that the individuals in your offices are going to have to do more work for less 
money to start with and it is going to be less money to spread out to do specific things 
potentially. So, if funding is being cut, which it seems to be every year and they are now going 
to add a whole section of new things which has to be dealt with. Something has to go. You only 
have so many hours a day to do so much. So, something is going to give way. Does that mean 
that the dynamics within peer support meetings will change? Does it mean that peer support 
meeting with be, “you are a PHA, you are a PHA, you’re a TB, you’re syphilis” around the room. 
Does that mean that’s what the peer support meetings will change into?”     

6.1.2 Integration is Already Happening  

Many of the interview informants noted that integration of STBBIs has already begun in their organizations, 
some for many years already. Some of the partner organizations (community-based organizations which 
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focus on neither HIV nor Hep C) felt that they were equally comfortable and well-versed in issues around HIV 
and Hep C, and this is facilitated in part due to the availability of reliable information resources from CATIE 
(Canada’s source for HIV and Hepatitis C information).  

Generally speaking, integration has started with the most obvious program area first: integration of STBBIs 
in education and prevention services. Some of the ASOs have been delivering Hep C-focused services and 
projects for many years, with or without dedicated funding. Some examples of integration is including HIV, 
Hep C and STI information when delivering education workshops in schools, correctional institutions, detox 
programs, housing programs and homeless shelters, street youth organizations, or other allied organizations. 
And the reverse is also true – many of the Hep C organizations also reported that they have already been 
working from an integrated model, particularly with respect to education workshops:  

“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? That will lead to conversations about what are air borne 
viruses vs. a blood borne virus. 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.”  

Any organization that provides harm reduction services such as needle exchange, is already innately 
providing integrated services since promotion of safe injection prevents all blood-borne pathogens. These 
needle exchange programs ensure that volunteers, natural helpers and staff discuss Hep C and HIV 
prevention with all clients. In addition to ongoing harm reduction services, one ASO used PHAC Hep C project 
funding to develop a Hep C information resource centre.  One ASO actively partners with a Hep C organization 
to provide joint presentations, is comfortable responding to information requests regarding a variety of 
STBBIs, and is able to refer clients for Hep C and STI testing.  

“Although we are an ASO, we have never been an organization that was just HIV. Because as I 
said, the needle exchange was here when I got here. So they were obviously already integrating 
Hep C. In this area, if you had an organization that was solely existing to serve people living with 
HIV…for one, it wouldn’t be funded…but I don’t think there would be enough people anyway.”
  

One ASO described its long-term transition goal to become a “sexual health portal” and at least two other 
organizations have formal links with public health nurses who can provide STI testing on-site to clients.  

Many ASOs have already modified their mission statements and strategic directions to reflect integration 
where appropriate. However, only one organization explicitly mentioned that they are making deliberate 
attempts to consult with people living with Hep C to gather input on how they would like the organizations 
which are traditionally HIV-focused to expand their mandates and services to better meet the needs of 
people living with Hep C, and how people living with Hep C would like to be involved in that transition.   

One organization which had formally changed its mandate and mission statement explained that formally 
integrating STBBIs gives them the capacity to provide more specialized and targeted education messages:  

“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 that we have included all 
those things in the mandate, 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.”   
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6.1.3 Plans for Changing Organizations’ Names 

One of the manifestations of integration and broadening mandates for ASOs has been a national trend 
towards name changes.50  Many of the organizations feel that their names “AIDS Committee” or “AIDS 
[city/province]” don’t reflect the scope of their work, and they have already begun discussions at board level 
about the possibilities for revitalization through name and logo changes to reflect their expansion into Hep 
C and STIs. Name change is also a means for organizations to distance themselves from the stigma associated 
with HIV/AIDS that deters potential clients from accessing services.  

Some HIV/AIDS organizations are considering the dramatic transformation of removing the "AIDS" from their 
names, to reflect the fact that many of their clients are living with HIV, not AIDS, and indeed many clients are 
living with neither HIV nor AIDS. By removing 'AIDS Society' from their official name, organizations can be 
lifted from the historical weight of trauma and death associated with AIDS is lifted and better reflect their 
expanding mandates.  

“We have to really work to make sure that people don’t perceive us as just being HIV and AIDS 
organizations because people didn’t want to be seen walking through the door. It’s a lot of why 
are we taking the name “AIDS” out of our agency names now. Apart from the fact that there 
are far less deaths due to AIDS, but it is also that stigma that people don’t want to walk through 
a door that says AIDS. ”  

Some ideas that were mentioned for new names were:  

 Sexual Health Centre 

 Centre for Blood Borne Pathogens 

 Outreach Society 

 Positive Living Society  

 Positive Connection Society    

“I don’t know what we would call ourselves. I have no idea. I think the best thing often is to have 
a name that doesn’t identify any of the diseases. Something more generic. I don’t know what 
that could be, like out Outreach Centre. But you have got things like the Tommy Sexton Centre 
in St. John’s. It doesn’t tell you anything really. It might have a little tag line beneath that says 
Outreach Centre for ….blah, blah, blah. So that might be what it is. It might have some other 
kind of name that clients are involved in naming it.  It would be weird to call it a Bloodborne 
Pathogen Society… It’s strange identifying people by their disease. I know we say that it is a 
Diabetes Association, Arthritis Society, but with this, there is something weird about, 
identifying…because the people don’t need more of that. It’s kind of like another label up on 
the billboard.” 

One of the informants noted that there could be repercussions to changing organizations’ names to 
something broad and non-descript, especially in terms of brand identity and attracting fundraising support. 
Name change decisions must be carefully informed by a range of stakeholder perspectives: PHA community, 
general public, partner organizations, and funders. In relation to funders, some of the ASOs noted that they 
had contemplated name changes five or six years ago, but felt discouraged by PHAC funding restrictions to 

                                                             

50 AIDS Calgary changed its name to HIV Community Link; AIDS Committee of Toronto increasingly is going only by its 
acronym ACT; CATIE is also tending towards the use of its acronym rather than its full name – the Canadian AIDS 
Treatment Information Exchange; the British Columbia Persons with AIDS Association (BCPWA) has changed to Positive 
Living BC; and there is a trend in Canada’s big cities to develop gay men’s health organizations to expand beyond 
HIV/AIDS work in gay populations – such as Health Initiative for Men in Vancouver, REZO in Montreal, and the Gay Men’s 
Sexual Health Alliance in Toronto.  
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do so, for fear of losing their classification as HIV/AIDS-specific organizations (and therefore eligibility for 
ACAP operational funding).  

And regardless of the reasons for name changes, it is a sensitive issue, particularly for long-term survivors of 
HIV/AIDS who have a great deal of emotion invested in the ASOs that helped them through the HIV 
epidemic’s early years.  
   

6.1.4 Organizations Need More Expertise and Capacity before Integration can Succeed  
One ED was apprehensive about the level of expertise that would be necessary for organizations to integrate 
STBBIs into all their programs and messages:  

 “When I think about integration…do you need to have enough staff people that you have 
experts in different things in your organization? But then, how does that work when one person 
goes out to deliver a workshop on Hep and someone asks them about TB and they say: ‘Sorry, 
Sally is the expert on TB.’ Medical people have a lot of specialized information about a lot of 
different things, so it is possible for a person to have all this stuff in their brain. But when I think 
about hepatology nurses at the liver clinics, obviously they don’t know a lot about 
everything…they are specializing in Hepatitis.” 

Some service providers felt that capacity building and partnership building is a necessary interim step before 
integration will succeed. Organizations need to be sharing program successes and learning how to apply an 
STBBI framework to provide support and deliver effective programs on the frontlines.  

 “I do think that Hep is different enough from everything else, including HIV, that a person giving 
support or counselling needs to have expertise in that area. 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. With three staff people and all the professional development that we do and reading 
articles and sitting on advisory meetings and going to conferences, 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.”  

6.2 What are the various perspectives on integration? 

The overarching sentiment about integration among service providers is that “integration makes sense.” 
However, the advantages of integration are much easier to see from the perspective of prevention than from 
a care and support perspective. And service providers want adequate resources for the expansion of their 
mandates.  

Clients living with HIV and Hep C tended to be much more apprehensive about integration. In particular, the 
majority of PHAs expressed a strong desire to maintain HIV services and maintain ASOs as HIV-focused 
organizations, albeit with some notable exceptions. 

6.2.1.1 Considerations around stigma and discrimination 

Stigma and discrimination can be seen, on one hand, to be major impediments to integration, particularly in 
terms of one client population not wanting to be associated or blended with other client population(s). On 
the other hand, if integration meant combining several types of services and client groups within one 
organization, it could lend a sense of normalization, anonymity and make organizations more “generic” in 
the eyes of the public and their service users.  

The HIV movement in Canada has improved greatly in its HIV prevention messaging, relying much less on 
“finger wagging” and much more on sex-positive messages that acknowledge peoples’ lived realities. But 



65 
 

HIV-related stigma remains a stubborn factor that hampers our capacity to both prevent HIV and support 
people living with HIV:  

“People still get fired from jobs, people still get kicked out of their units, we have been to the 
tenancy boards, etc.”  

The stigma around HIV/AIDS is a key reason why many of the ASOs in the region are considering or are on 
their way to changing the name of their organizations, taking “HIV” and “AIDS” out of the name. Clients 
wanting to access Hep C supports through an ASO may be deterred because they don’t want people to think 
they have HIV. ASOs also must give careful attention to their physical location, avoiding storefront locations 
that are very open and thus make clients fear being seen entering the organization. One ASO ED explained, 
for example, that some PHAs – particularly people from ACB communities – don’t want to receive any written 
materials that could reveal their HIV status to others:  

“A great way that we found communicating with our PHAs is…we would put stuff from CATIE, 
us…just a little bit of what is going on. For example, one of the refugee females does not want 
anything in her basket. We got her placed in subsidized housing…but because she has other 
people coming to her home or at her home. And they don't even want offers of support from 
other Africans living with HIV. They say no, they just don't want it to be revealed in the 
community. It is a small community. So that is a challenge.”     

The stigma surrounding Hep C (and injection drug use as the source of infection) was found to be a major 
contributing factor in the difficulties experienced by one PHAC funded organization to offer and host a support 
group for people living with Hep C. While people living with Hep C would like to be able to get and give support, 
they did not want others knowing their Hep C status. Many of the clients did not want in any way to be identified 
as belonging to a Hep C support group or even be given any literature (e.g., pamphlets or flyers) that had “Hep 
C” written on it.  Another ED explained that people living with Hep C don’t have the same sense of community 
that PHAs have:  

“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. It is not a community. That is the main thing. 
People are out on their own and they are stigmatized and they are ashamed and afraid.”  

On the other hand, some individuals are more comfortable meeting with others to talk about living with Hep 
C. It could be that the high prevalence of Hep C within some communities (e.g., prisoners, PWID) helps to 
normalize the virus. Some of the organizations working with people living with HIV noted that a key way to 
engage people living with Hep C is to provide educational workshops around prevention and treatment of 
Hep C. Individuals are particularly in need of information and support around the time of diagnosis. While 
individuals may not necessarily want to come together in person to provide mutual support, they do tend to 
have a lot of unanswered questions around nutrition and treatment options for Hep C.  

A key barrier to integration is the mutual feelings of stigma that some people living with HIV, people living 
with Hep C, people living with addictions, or people belonging to the LGBTQ community feel for other client 
populations. Hep C and injection drug use are strongly associated, as are HIV and being gay. And all four 
conditions are each stigmatized on their own.  

“There’s a lot of homophobia, and addictaphobia or IDU-phobia, from both sides.”  
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6.2.2 Client Perspective:  People Living with HIV  

One PHA who has been involved in the HIV field for 25 years acknowledged the rationale for integration:  

“It should be a natural extension of what we are doing considering the rates of HCV infection 
and the fact that Hep C is 200 times more infectious than HIV. The rationale is certainly on the 
table and like I said it should be a logical and should be a natural merging. I think if we are going 
to look at decreasing HIV infections, we have to consider that Hep C infections… Where Hep C is 
being transmitted, there is a high risk that HIV is also being transmitted. You can’t look at…it 
seems like to me that you can’t look at them in isolation anymore. We have to look at them as a 
paired concern or a paired risk factor for infection or for disease. For that reason, they logically 
fit together.”  

He also reflected on the “power struggle” of incorporating Hep C into the work of an ASO, and that 
integration is a slow adjustment. His peers – other people living with HIV – are aware that integration is in 
progress, that it is an expectation of funders, and that it will likely involve some changes in the way that staff 
work and the programs that they must deliver.  Some PHAs are explicitly resistant to integration, and there 
is some backlash as they anticipate and lament the loss of HIV-specialized services (e.g., PHA retreats) and 
“the way things have always been done.” Like service providers, clients also expressed concern about the 
need for organizations to “do more with less” in terms of funding levels.   

“You only have so many hours a day to do so much. So, something is going to give way. Does 
that mean that the dynamics within peer support meetings will change? Does it mean that peer 
support meeting with be: ‘You are a PHA, you are a PHA, you’re a TB, you’re syphilis, you’re Hep.” 

Several of the clients living with HIV were overall resistant to the idea of integration, because they see HIV as 
a unique infectious disease that requires special attention as expressed by this gay man living with HIV: 

“It is such a complex disease. Somebody that is living with HIV, you need just someone to talk to 
about something. Another organization is not going to know what this person is going through. 
So the services will always still be needed until we have a cure. I think if we don’t get services, 
there will be a lot more people…you will see a lot more drug use, you’re going to see a lot more 
deaths. It is very frightening actually. HIV is a unique situation. Hep C is a very, very different 
situation. And amalgamating everything is the worst thing they can do. And the federal 
government has got to be the most stupidest government I have ever seen in my life.”  

Another client living with HIV described the introduction of a needle exchange program into the local ASO as 
making PHAs feel “discarded”, with feelings of jealousy and territoriality around the ASO’s expanded focus. 
This PHA also frankly admitted that PHAs feared being “projected as someone who is a drug user” when 
visiting the ASO that also housed a needle exchange program: 

“I don’t want to be seen with those kinds of things. I think that too that the strength of the 
messages for Hep C for example, thwarts the focus on HIV to a certain degree. Because there’s 
so much more Hep C. There is that jealousy or that territorial boundaries being stepped 
over…and I think there is fear that HIV and AIDS is just going to be a sideline to the AIDS 
organization. Don’t forget too that there is all of these rumours going around that some 
organizations want to take AIDS out of their name. It is upsetting to the PHA community that to 
think that, is that a good thing or is that further alienating HIV-poz from services or…how is it 
going to dilute what we can expect from [the ASO]?  

Gay men living with HIV placed a lot of value on the specialized services of ASOs that are specifically targeted 
to their needs, but they also recognized the logic in those ASOs incorporating other STIBBIs. Their caveat was 
that the ASO needs to find a way to separate the populations and services for people living with HIV versus 
those accessing needle exchange programs:   
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“But, you see, when the needle exchange first started, I was definitely against it. I was definitely 
not… I just didn't like the idea at all. It took away the comfort of the office. It took away I'm 
going into the office for whatever – to use the computer, to access services, and I'm going to a 
group of high, wasted people getting needles.  Right?  And for a long time, I was battling are we 
doing prevention work or are we enabling them? Because I had that conflict. But now I look at it 
as it is a prevention issue.  And I think it's a good program but it sort has got to be separate from 
everyday office areas where people want to come in and access services.  Like if a PHA wants to 
go in and speak to the executive director, he doesn't want to go through a whole line up of 
people waiting for needles, and arguing and fighting or whatever they do.  So as long as it's 
separated. And they have sort of done that.  Which makes it a whole lot easier.”  

One PHA was hopeful that with integration would come additional funding that would be beneficial for both 
people living with HIV and people living with Hep C: “The whole is greater than the sum of the two halves, is 
how I see it.”   

“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.” 

A client living with HIV noted that integration is already happening at his home ASO and that despite his 
original misgivings about merging populations, it has turned out to work very well:  

“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. And really, I can’t…if it does come to this across the country I think 
people should come down here. Because 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!”  

A long-term survivor of HIV/AIDS noted that ASOs in Nova Scotia have had to shift in focus significantly since 
their inception in the 1980s. ASOs originally focused primarily on preventive education and palliative support, 
as there were no medications. PHAs then organized to form a separate organization that advocated for 
treatment and provided peer support for PHAs. The government funders then required the two separate 
organizations to amalgamate to provide both treatment support and preventative education, but this PHA 
felt that the emphasis has fallen off PHA services. He didn’t accept lack of funding as an excuse for reduction 
of direct services and worried that integration would further erode the focus on PHAs:  

“The reality as time has gone on, is the primary focus for the [ASO] is preventative education. 
Things like to do retreats for PHAs...we had one. Which everybody loved and they kept asking 
for another. It has not happened again and the constant remark is because there is no funding 
which I think is the biggest lame excuse going because funding is what you go out and get. You 
don’t have to rely on government to give you, it is something that you have to supply. And of 
course now it’s all starting to be HIV/AIDS / TB/ other STDs/Hep C…that is all starting to now, it’s 
now not just one thing. We have to become experts on all this stuff within an ASO. And that’s 
what they are trying to do, they’re again, doing the squish. So what happens to the treatment 
factor for people having HIV and AIDS? Where does the PHA fit in? And that is slowly being 
eroded. To keep the door open, the staff employed are focusing their attention trying to get the 
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funding and money to do these things. So it ends up being a catch twenty-two. You want to do 
this, but you are over here trying to sort out how to do all this extra bit, because that’s where 
the money is.”  

6.2.3 Client Perspective: People Living with or at Risk for Hepatitis C 

Some of the clients in the PWID focus group expressed the barriers presented by an integrated model of 
service delivery. One key issue for them was having to access services from an organization/building with the 
word “AIDS” in its name, and in particular the stigma they feel from mainstream community members:  

“It puts a big stigma on things too. Because you walk in the door, it says ‘AIDS.’ I had a big 
problem, I have a whole different group of friends that have their life together, that have the 
white picket fence and everything else. And they’ll see me coming in here and they think, ‘Oh, 
did I see [participant] going in to the AIDS Coalition?’ and all this stuff. They just think that it’s 
everybody with AIDS going in. Next thing you know: ‘[Participant] has got AIDS and HIV’ and all 
that shit. And I always say that, I don’t think that the needle exchange should be in with the AIDS 
coalition. I really don’t. I know lots of people that don’t think that it should be with it. It’s two 
separate things.”   

In particular, people living with addictions and PWID feel reluctant to associate themselves with ASOs 
because of the stigma around HIV/AIDS and fears driven by ignorance around transmission:  

“We have folks that won’t access the building and services because of the name AIDS [name of 
ASO]. There is still that stigma that is stuck there…So there is still a lot of education that has to 
happen out there to reduce that stigma associated with HIV. Hep C is the norm here. Every 
second person here has Hep C, but HIV, it’s a long, long road ahead of us still with that disease 
to fight that discrimination. So I think, yeah, I think that was, to this day one of the hurdles that 
people have to overcome. To gain the knowledge that you are not going to be contracting HIV 
by sitting in here.”  

Another client living with Hep C felt that other PWIDs also agreed that having a needle exchange program 
housed in an ASO can create problems among peers:  

“IDUs don’t like to come to an AIDS service organization because: ‘I don’t want to be associated. 
I don’t want my crowd out there to think that I have AIDS, because nobody will do drugs with 
me anymore.’ That is a barrier to providing an effective harm reduction program.” 

On the other hand, some people accessing harm reduction programs are focused on getting the services that 
they need, and don’t pay much attention to the building or organization that it is housed within:  

“The way our reality is, the way reality is and the way life is supposed to be, yeah, there isn't a 
problem with it being in together in one place. If you go ask people on the streets, the people 
who come here, they might say: ‘I don’t give a shit, really, I couldn’t care less what people think 
about me.’” 

And this participant in the focus group of Aboriginal people living with Hep C had no difficulties seeing the 
common humanity that PHAs and people with Hep C could share:  

“Just because like he was saying, like people are human. And even people… Like I have friends 
that do have full-blown AIDS, and people that have HIV. And it's worse for them than it is for me. 
And I know how bad it is for me living with Hep C. So yeah, I think there should be one, like all 
one support group. Because even people dying with HIV and AIDS still need support. They still 
need friends. They don't need people to look at them like, you know, that they're any different 
than anyone else. That's just my opinion, sorry.”  
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6.2.4 Service Provider Perspective - Optimism 

There was almost universal agreement among service providers that integration makes logical sense from 
the perspectives of resource efficiency, common populations, common risk behaviours, and related 
education and prevention messages.  

From a clinical perspective, at the time of testing, it makes sense for service providers to offer “the whole 
gamut of STI and HCV testing” both on initial screening and with annual screening. One of the health system 
partners agreed that integration will be beneficial, particularly in shifting focus from disease-specific 
intervention to a focus on at-risk populations and behaviours:  

“I think it's a positive thing. Maybe now we can look at these at-risk populations. And if we're 
testing them for one thing, perhaps we should be testing for everything. If we're counselling 
them for one thing, we need to consider counselling for all infections.  If someone is coming in 
and they're habitually positive for chlamydia, okay, so obviously there's a problem there that 
we're not getting through to them about the risk. So maybe we should expand our testing and 
support to the other areas.”  

Several EDs expressed optimism about the improvements to services that were possible with integration:  

“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.”
   

One ED felt that it would be irresponsible and nonsensical to develop separate Hep C and HIV programs:  

“It doesn’t make any sense that these should be separated because from the beginning, when 
you went out there in the early 90s, you had to do Hep C and you had to do STIs. We’ve come full 
circle. They are the same damn thing and one was so heavily connected to the other. It would be 
unethical and immoral just to do HIV. You have to look at them all, so why are we developing all 
of these new programs. To me, it doesn’t make any sense whatsoever.”  

Since so many ASOs are already working from an integrated model without being directly funded to do so, 
there is the hope among some EDs that integration will translate into more resources for work that they are 
already doing.  These resources would go towards hiring more staff, providing training for staff, and more 
targeted outreach activities. 

Partner organizations (those who aren’t ASOs) see integration as making sense from financial, management 
and service perspectives. Harm reduction service providers and health care providers, in particular, noted 
that integration would have no impact on their work; STBBIs are already well-integrated at the level of public 
health, primary care and harm reduction. Some non-ASO service providers also noted that integration may 
provide greater educational opportunities for building frontline and primary care expertise across all STBBIs.  

This interview informant who works primarily with Hep C issues explained the value of integration in terms 
of protecting the privacy of clients when accessing services:  

“If there is a clinic in some hub, and someone walks in the door and they offer several different 
services, nobody knows why they are there. That is a big advantage of integration.”  

6.2.5 Service Provider Perspective - Apprehension    

Some organizations are embracing the change and are well on their way to integration, but one concern is 
that these changes are happening without adequate consultation and engagement of clients who will be 
most affected by these changes.  For other organizations, the shift to a truly integrated model will require 
significant change and they haven’t seriously started adapting yet:  
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“At this point, I can’t see how it is going to be. I will have to wait and see what directives we are 
given or what other people propose. I need to see the shape of it more because at this point I 
can’t really see how it is going to happen.”  

While links between HIV and Hep C are easily apparent on the prevention side of the service continuum, more 
contentious is the support side of programming for people living with HIV or Hep C. On this end of the service 
continuum, there is still some “empire building” and protectionism in holding on to specialized organizations 
for HIV and Hep C.  Some organizations which currently specialize in one or the other each firmly believe in 
their own indispensable niche, and each see themselves “surviving” integration (i.e., not being forced to 
amalgamate or shut down).  Others are much more pragmatic, and recognize that the process of integration 
will likely mean that some organizations will become “folded into” other organizations.  

Several service providers called on the Public Health Agency of Canada to take more of a leadership role and 
were cynical about the burden put upon community-based organizations:  

“I don’t know how it is all going to roll out and I don’t see how PHAC taking leadership and 
saying: ‘We don’t want all of this administration. You need to figure it out.’ Even thinking about 
Atlantic trying to work together…that leadership and direction is not there at a regional level.”  

“PHAC calls it integration. Sometimes we call it downloading.”  

A common source of apprehension with respect to integration was the question of resources, and the 
expectation of funders that organizations would be expected to “do more with less.” One ED wanted to 
ensure that the bottom line is effectiveness of programs for affected populations, rather than the bottom 
line of financial savings:  

“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?”  

For this ED of a small ASO, integration created a lot of anxiety in terms of how the organization would be 
able to preserve the same level of care and support for its small cohort of PHA clients:  

“Our focus really has to go from this group of 20 people, to this [whole province]. Which will 
make a huge difference for these 20 people. So it's a big change. But we know that it's what 
needs to happen and that it's going to be really helpful in the long term. But for those people 
right now…it's scary for them. And I'm a little… Yeah, I get a little bit worried about changes 
for people and how it's going to affect them. And so I tend to really focus on that situation rather 
than the greater picture. So this has kind of helped me to look at the bigger picture and say okay, 
we really need to do this. But I'm very empathetic towards the situation for them and I just feel 
bad.” [Informant breaks into tears] 

6.3 What makes HIV and Hep C similar? What makes them unique?  

In exploring the implications of integration, it is important to understand how the diseases that are to be 
integrated are alike and different, not only from each other but from other types of chronic and infectious 
diseases.  The following three sections are based on concepts of HIV and Hep C – and their similarities and 
uniqueness - that emerged from the focus group and interview data.  The ways in which stakeholders (service 
providers and service users) perceive these forms of uniqueness or similarity will inform integration, not only 
in terms of how they’d prefer funding to be administered, but also in terms of program design and delivery, 
and ideology and values which guide that programming.  
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Ideally, HIV, Hep C and STIs would receive the same public attention as other health and disease topics, 
thereby eliminating much of the taboo and stigma around these STBBIs. However, in part due to the cultural 
taboos surrounding the modes of transmission for STBBIs, these three disease groups remain to be treated 
differently than other infectious or chronic diseases. One of the clients living with HIV contrasted HIV/AIDS 
organizations with cancer organizations:  

“An HIV organization is more patient-driven than most of the other organizations.  Like most of 
the people who work in cancer, they don't have cancer.  So that community-based response is 
really prominent. Like, I have one sister who passed away, and another sister who had cancer 
but is in full recovery. And the Canadian Cancer Society basically gave no support.  Like my sisters 
went to see them and it was just: ‘Well, we're here. Here's some pamphlets.’  And I don't know 
what they expected but they just didn't feel that they were there for them.  And you know, like 
my experience with AIDS was entirely different.  It was they welcomed me with open arms.  
Whereas there, for cancer it was, ‘We're the office. We're here to raise money. And go home and 
be sick.’”  

One of the key concepts behind integration is that HIV, HCV and other STBBIs are similar in meaningful ways, 
and hence there is a rationale for merging them in funding, programming and organizations. This assumption 
was tested in the focus groups and interviews by asking service providers and clients about what – if 
anything- makes HIV and/or Hep C unique and different from each other, and from other infectious diseases.   

6.3.1 HIV and Hep C are Not That Different from Each Other 

Some of the interview and focus group participants felt that HIV and Hep C are not that different from each 
other, and therefore integration made good logical sense. Some of the similarities that they felt existed 
between HIV and Hep C included:  

 Both are preventable 

 Both are very costly to the health care system: HIV for lifelong medications, and Hep C for possible 
need for liver transplant  

 Both affect people who are socially marginalized and vulnerable 

 Shared mode of transmission for HIV and Hep C: injection drug use with contaminated needles  

 People living with HIV and people living with Hep C are subjected to discrimination and judgment in 
the medical system  

 Both are communicable infectious diseases, both through exchange of bodily fluids 

 Neither have any obvious symptoms at the time of infection 

 Both can take many years to manifest health problems  

 Both HIV and Hep C are stigmatized diseases 

6.3.2 HIV and Hep C are Not That Different from Other Diseases 

Some of the PHA clients felt that HIV is not that different from other chronic diseases. They felt that HIV is 
now considered a manageable chronic illness and is more socially accepted. And they said that HIV, as with 
many other chronic conditions, involves having to take daily medication indefinitely.  

“HIV is just like any other illness. It’s the same things you have to deal with. You take the right 
medication. If you look after yourself, the way you should be looked after, take the medication, 
it takes a lot of the stress away and that not to worry about it. My HIV is undetectable and I feel 
great.”  

6.3.3 HIV and Hep C are Very Different 

Some interview and focus group participants felt that HIV and Hep C are very different from each other, and 
should therefore be kept separate in terms of programs or even organizations. The following two lists 
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summarize the different ways that – according to informants – each disease is unique/different from the 
other.  

Features that Distinguish HIV 

 HIV (more commonly than Hep C) is transmitted sexually, and thus is embroiled in intimate sexual 
dynamics 

 Assumption that if you (as a man) have HIV, then you are gay, and that if you are a gay man, then you 
probably have HIV 

 Only disease subjected to so many criminal prosecutions for transmission  

 There is no cure for HIV 

 Powerful social movement in the early days of the epidemic to mobilize treatment research and 
prevention messages  

 HIV is known as a globally devastating disease  

One client living with HIV explained that HIV is unique in his eyes because of the emotional association with 
a previous romantic relationship:  

“I have had two relationships in my whole life. I didn’t ask for this. Sometimes things happen 
that are out of our control. Did I ever think that I would be sitting here talking about having HIV? 
Never. I think there is a lot of resentment…I am not trying to say that one disease is better than 
the other, but one carries more emotional distress than if you were diagnosed with cancer and 
you have never been a smoker your whole life and you never drank. And then one day you are 
HIV-positive because of somebody else. So there is a lot of emotional issues there. Like, my ex-
partner is a part of my life every day for the rest of my life.”  

Features that Distinguish Hep C 

 Many more people living with Hep C than with HIV 

 Assumption that if you have Hep C, then you are a PWID and if you are a PWID, then you probably 
have Hep C 

 People with Hep C can be infected with a second genotype of Hep C 

 Hep C can be cleared through treatment 

 Hep C is much more “contagious” or easy to transmit than HIV 

6.4 Relationships and Organizational Structures 

Community-based organizations serve an important role beyond the formal health care or social service 
system. This ED provided a useful description of the added value of CBOs:  

“Our organizations are important for a couple reasons. For one, they are separate from the main 
stream medical system, and two, there is the expertise that we all have in our specific fields. 
People will walk out of a doctor’s office appointment and not understand what the heck they 
were told and call us, talk to us about it. They will ask us things that they won’t ask their doctor. 
I had one guy come in the office and he had just come from an appointment. I could tell that he 
was emotional and there were questions that he didn’t get answered. We finally pinned him 
down: ‘What do you want to ask us? What is uppermost in your mind?’ He basically said, ‘Am I 
going to die from this?’ That is something that that guy could not ask his doctor. There is all kinds 
of reasons to have community-based organizations separate from your main stream medical 
system.”  
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6.4.1 Need for Stand-Alone Organizations  

While CBOs fill a vital niche in meeting the needs of vulnerable and marginalized individuals, there was mixed 
opinion on whether there should exist stand-alone organizations which are specialized and focused on HIV 
or Hep C. The table below summarizes some of the main arguments for/against specialized organizations that 
emerged from the focus groups and interviews:  

 

 

One ED who has been involved in the HIV movement for over 25 years felt strongly that organizations resist 
the reflex to protect their own self-interest and set up parallel organizations with their own infrastructures. 
This ED was resistant to the trend of organizations being set up specifically to address Hepatitis C when the 
funds could be given to an existing organization to hire one person to support the expanded mandate vs. 
setting up a completely new infrastructure with several staff. Other interview informants also felt quite 
strongly that the HIV/AIDS sector is too heavy on administrative infrastructures and needs to be streamlined 
for greater efficiencies. Rather than build and sustain infrastructures of small organizations across the region, 
they felt that large organizations should be supported to run satellite offices. 

At least five interview informants felt that infrastructures across the region could be streamlined, such as by 
having a single organization in each province that runs satellite projects in both HIV and Hep C, similar to the 
way that health authorities function. The local HIV and Hep C projects could then be embedded with allied 
partners, such as in sexual health clinics, harm reduction programs, housing organizations or public health 
authorities. Rather than set up another independent office in a satellite location, the satellite projects could 
be based in the local community-based organizations which are most respected and trusted as leaders in the 

Reasons for Specialized Organizations  Reasons for Integrated Organizations 

HIV and Hepatitis C; gay men and people who 
inject drugs are each stigmatized 

Modes of transmission very similar for HIV and 
HCV (needle sharing), and for HIV and STIs 
(condomless sex) 

HIV and Hepatitis C require targeted harm 
reduction and prevention messages unique from 
other infectious diseases 

Prevention methods similar for HIV and HCV 
(sterile injection equipment), and for HIV and STIs 
(condoms) 

Public attention and awareness is still deficient 
and ASOs serve an important role in education  

Combining services into a ‘one-stop shop’ is 
optimum for people who are vulnerable  

ASOs serve an important advocacy role (e.g., 
access to treatment, housing and income 
assistance policies) 

Efficiency: we don’t need to spend resources on 
new separate organizations with individual 
infrastructures. Build on existing infrastructures 

PHAs need social support, especially from peers, 
and especially around the time of diagnosis 

Catastrophic disease model (origins of HIV/AIDS 
organizations) is obsolete  

Partner organizations are better equipped to 
provide their own specialized services (rather 
than expecting ASOs to be able to do everything) 

People living with HIV have much better quality of 
life and no longer have lives that revolve around 
HIV/AIDS 

 There are a significant number of people co-
infected with HIV and Hep C 
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community. The large provincial organization could provide the training, develop the policies, and provide 
contracts to local community-based organizations. This would also have the benefit of spreading expertise 
out across the provinces.  

Rather than having HIV- and Hepatitis C-focused organizations, this ED of a partner organization described 
the ideal model as “having one umbrella, but having specialized support under that umbrella.”  This idea was 
also supported by one of the gay men living with HIV in New Brunswick who felt that there should be one 
umbrella organization, with chapters in the other two cities. He also felt that the work of the three 
organizations should be coordinated at a provincial level, with each specializing on their areas of strength to 
improve consistency of services across the province (e.g., PHA support by AIDS NB, housing and harm 
reduction by AIDS Saint John, and prevention education and housing supports by AIDS Moncton).  

This ED felt that reducing administrative costs would free up funds for more programming, but doing so 
requires organizations to be pragmatic and letting go of self-interest in order to make meaningful structural 
changes that would benefit the vulnerable populations and clients for whom the programs are intended:   

“I do think there needs to be less administration. We don’t need nine organizations in every 
province…that is foolish. People won’t like it, but what it will do is free up more program money 
and program people. So we don’t need nine boards. We don’t need nine Executive Directors, we 
don’t need nine accountants…there is so much resources that we are ultimately wasting. 
……But the question of who gets to maintain their infrastructure is challenging for the best of 
us. Because for whatever structure that comes out or whatever that might look like…all of that 
is up for grabs. So it is risky for people to say that, but we need to think broader, not about our 
own little box.” 

One ED has fielded questions from board members who work with the provincial health department, 
questioning the need for the ASO to exist, given that prevalence is very low in the province, and very few of 
the PHAs who are registered with public health are accessing the ASO for services (particularly women). A 
partner organization working in the same province also agreed that having a stand-alone HIV-focused 
organization is not necessary:  

“We don’t need an AIDS organization, not in this community. I mean we're low prevalence, right. 
And we know that there are many co-morbidities and co-addictions and co-problems. Just like 
Mental Health and Addictions are finally realizing that they need to be a married couple, I think 
our prevention and treatment services have to understand that too.” 

This view was corroborated by an ED in a different province who noted that many ASOs have a small and 
dwindling member base of people living with HIV. Even as one of the larger ASOs in the region, this 
organization only has about 10 active PHA clients and suggested they could be supported in a different way 
as the numbers make it hard to justify a dedicated organization.  As one partner organization noted, if 
anything, based on the incidence and prevalence rates, there should be more Hepatitis C-focused 
organizations than HIV-focused organizations. But the partner also encouraged linkage with the HIV sector.  

“Interviewer: Do we need Hep C organizations like we have HIV organizations? 

Partner: I don’t know. I think that there is a big enough demand for it really. I am sure there are 
a lot of people out there who have Hep C and they don’t know it and it is on the rise. Especially 
in the baby boomer population. I think there eventually will be a need. My wish is that there will 
be a link at a provincial level of HIV and Hep C organizations. Because we share the same 
population of people and there is a lot of co-infection happening between the two diseases.”  

One ED attributed the advancements in HIV treatment for rendering ASOs somewhat obsolete. Despite some 
PHAs strongly expressed desire for direct support, the realities of treatment advancements and funding 
policies have shifted that focus away. With the shift in focus to prevention, an ED of an ASO didn’t feel that 
prevention education would be enough to warrant HIV-focused organizations. And one ED noted that while 
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ASOs still play an important role in education and awareness raising, specialized organizations may actually 
reinforce rather than reduce stigma:  

“Yes. We need ASOs. Just because we need to focus on getting rid of the stigma and 
discrimination and the fear. So if we have ASOs that specifically relate to HIV and AIDS, then we 
can get out there and educate more on that and get people to be more comfortable about 
talking about it. If you could clump them in with other NGOs and just have programming, that 
might work, but with the stigma and discrimination being so large…but then I don’t know…the 
devil’s advocate in me always wonders…by having HIV-specific organizations, does that then set 
it apart and then propagate that stigma. So if it was more folded into other health services and 
other issues, would that help normalize it? If you took out the ASOs and combined it with other 
type of NGOs, I don’t know that the stigma would be there.”  

From the perspective of this referring partner, the local ASO does still have an important role to serve – 
support for people who are newly diagnosed, advocacy and prevention work:  

“The question I guess you get into is, so what value does it bring? And I guess from my point of 
view, it is an information spot or place where they can talk to someone one-on-one about a new 
diagnosis or about supports, get pointed in the right direction. Do you need that central 
clearinghouse to be an effective response? I don't know. You need some sort of service in that 
way, but does it need to be a big thing with, you know, an ED and half a dozen staff or does it 
not?  I don't think so.  And that's just from that treatment part. So the advocacy work that they 
do, the prevention work that they do, you know, that's another piece that adds to their value 
and their presence.” 

A client who has been living with HIV for close to 30 years felt that the AIDS organizations may no longer be 
necessary. Ironically, the more integrated ASO services become, the less apparent is the need for HIV-focused 
organizations:  

“The ASOs are too territorial. Everything we provide…we have a psychologist on hand, we have 
a nutritionist, we have a nurse…you don’t need to go to an AIDS service organization for these 
things. Again, it is the scramble for funding. The more services we provide here, the better our 
chances are here of getting funding. It all comes down to bucks.”  

A partner organization agreed that the nature of integration implies that any organization could house the 
integrated services, but also went on to say that the “home” for integrated services should be based upon 
the extent of trust and quality of the relationships between the service organization and the most affected 
populations:  

“That is a tough question. [The ASO] here does such a fantastic job and they don’t just do work 
around HIV/AIDS. They are also helping with housing…with the stigma that goes along with that, 
with employment, with food…they do so much more. Probably the same could be said about 
us. We have a presence. We have a relationship with the populations. Another agency that did 
everything, they could probably do the same thing. I don’t know.”  

This ED encouraged the sector to step back and take a global health system perspective:  

“We have an obligation as a total health unit to work on it together and find solutions. There is 
not enough money and there is too much disease. We are limited…the community, the 
government. The aging population has drained the health care system in so many ways and the 
increasing disease is draining. We have to stop looking at this empire building and needing an 
organization for every disease that comes up. Soon we are going to have an organization for 
pimples!”    
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6.4.2 Client Populations  

ASOs in North America were initially formed by gay men (and their loved ones) affected by or living with HIV. 
However, it is important to note that in some parts of Atlantic Canada, the majority of people living with HIV 
(or at least those accessing HIV-related services) are people who inject drugs and not necessarily gay men. 
Thus, integration in terms of client populations occurred long ago in many parts of the Atlantic region:  

“Well, the thing is, like in Sydney and in Newfoundland it was the same, in Saint John’s, the 
Tommy Sexton Centre….the population who were using the [ASO], who had HIV, most were 
injection drug users. There were gay men there of course too, but there was also an equal or 
actually greater population of people with HIV because of their injection drug use. So that was 
very interesting to have those diverse people coming in, quite an education in and of itself. And 
an interesting thing to watch evolve. Because this is an organization that is helping people who 
have HIV or AIDS. That is who was showing up…both populations. So there never really was any 
kind of transition. It was…but you would get initially the tough, I don’t want to stereotype, but 
the guy who just got out of the correctional centre or the IDU, he’s hanging out with the gay 
guys. Then you had some of the gay guys who were intimidated by the IDU, but actually it was 
pretty amazing to watch. It was very educational and they learned to be very accepting of each 
other. Well, we are all more alike than we are different. Lots of good friendships resulted out of 
that. Lots of education, you know, because the [ASO] office itself is very respectful and you had 
to be respectful people. So if you are going to be in here, we respect each other, we don’t use 
that kind of language. We don’t call each other those kinds of names. So, it was pretty good 
actually.”  

While integration is already well underway in many organizations, it has not been without challenges. When 
one ASO opened a needle exchange program, for example, there were tensions between population groups 
(i.e., gay men living with HIV and PWID clients). At least two ASOs have separate entrances – one leading to 
primarily HIV/AIDS services, and the other leading to needle exchange services.  

“We created a separate entrance for IDUs and they walk in over there and they can get their 
service. And make another separate entrance where the PHAs can come in and not have to 
associate directly with that. Other AIDS service organizations have done that as well. They have 
their IDUs in the back and PHA people who can access the front…so I think there is some 
movement to address some of these kinds of concerns so that we can serve everybody. What I 
haven’t heard, is what about the Hep C people. How comfortable are they to come to an AIDS 
service organization to access service when that time comes?”  

Any visitor to the ASOs with separate entrances sees a vivid, physical reminder of the tensions between 
population groups served by the ASO. One ED of an ASO with separate entrances expressed dismay with the 
physical set-up of the organization:   

“I hate it.  It’s about exclusion. It’s about prejudice. It’s about all the “isms”. It’s about certain 
divisions within the people that we serve that they don’t want to be reputed by association. And 
it goes both ways. Interestingly enough, the people that won’t go through the needle exchange 
door, are part and parcel of the same group that wouldn’t want to be in a room with positive 
women or wouldn’t want to be in a room with positive Aboriginals. Access to the organization 
is more personalized for a lot of folk. Whereas, for me, it is a door. Go through the door! But they 
don’t want people to think that I coming in to get needles…I think that we have to meet people 
where they are if we want to serve them well. If it means having two doors, we have no choice. 
I want to make sure we are all for whomever we need to be all for.  And now we have to look at 
supporting, not only PHAs, but supporting folk who are presenting with sexual transmitted 
infections and with Hep C and to be able to serve them, as we serve the PHA population.”   
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While a common reaction among PHA clients is to reject the concept of integration, one PHA client explained 
that he had initial reservations about his ASO introducing a needle exchange program, but has found that 
the PHA and PWID communities have actually gotten along fairly well under the same roof:  

“If you had asked me this 15 years ago, I would have probably said that it is a major issue because 
you are dealing with two different populations all together. Most people that are HIV positive 
are from a gay or homosexual background… as people that are Hep C positive and using, they 
are from an addicted population. A lot of homophobia, a lot of addictaphobia, or IDU-phobia 
from both sides…it was a real growing pain for us. But we are what Canada is going to become 
because we are a mix already. We have the needle exchange and the [AIDS] coalition housed in 
the same building since 1996…and we really thought it was going to be a real issue. And it was 
for a few years. But now, the addicts run into a gay person…and it’s all good. Because they have 
met in the middle and their phobias are gone. Two communities that would never have 
otherwise came together, came together and helped each other in a lot of ways.”  

He goes on to say that some people - both PHAs and PWID - may have been deterred from coming to the 
organization for services because of the blending of services populations, but that deterrence would be 
stronger for PHAs and gay men than for the PWID. He actually credits the PWID population for creating a 
safer shared space, and despite some early experiences of homophobia, now feels that he has made some 
friends among the PWID clients:   

“‘Cause I remember the beginning what happened, I mean, I was uncomfortable even though I 
had already been coming here for five years. I was called everything in the book from queer to 
fag or whatever, but I am planning to move in with a guy, and one of the addicted…one of the 
IDUs…looked at him today and said: “You better not hurt [Participant]…you’d better not hurt 
him, because we will kill you.” Ten or fifteen years ago that would never happen, but I have 
gained their trust, they’ve gained my trust and there is a mutual respect there too, to a certain 
extent.”   

On the other hand, one PHA was dismayed to hear the HIV-related stigma from a PWID who placed a moral 
hierarchy on modes of HIV infection:  

“I think there's so many people that have Hep C and HIV, there's so many co-infected.  So it is a 
good marriage, I think. But there needs to be a lot of education in Hep C brought into the AIDS. 
And an awful lot of Hep C people don't want to be associated with the AIDS office.  Because of 
the stigma. I actually heard someone say this – ‘I’m not a fag. I got infected with needles.’  Oh, 
that's so much better!  I couldn't believe it, I was like: ‘Did he just say that?’”  

A service provider who works with PWID has also noticed reluctance among PWIDs who are living with HIV 
to access the local ASO:  

“When I say to clients: ‘Why don’t you go down and talk to them at the [ASO]?’…the clients that 
I know that share with me that they are HIV-positive…They say: ‘Ah, no. That’s only for those 
gay guys. I’m not going down there, everybody will think I’m gay.’”  

An ED at an ASO explained the reservations felt about the two seemingly disparate populations coming 
together when the needle exchange program first opened in the late 90s:  

“I often wondered to myself back then, what if this needle exchange takes off and how are the 
two groups going to get along? You know, I thought of that. And I thought this might not be 
good and then it started taking off. And then we had the two worlds kind of come together, 
very nicely…surprisingly. People sitting at the table having their coffee together. And one is 
talking about scoring dilaudid and the other one is talking about the date he had last night. And 
that’s the conversation that’s happening and no one’s weirded out by it or you know what I 
mean. It just seemed to be a natural flow here. That people feel safe here, you know. And that’s 
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one of our main goals is …this is your safe space no matter what. And there has never been, to 
my recollection, in 15 years that I have been here, any discrimination, you know, under this roof. 
That’s kinda cool.” 

For the ED of a harm reduction program, their work is organized around street-involved PWID, rather than 
around HIV or Hep C. Likewise, inclusivity and appropriate targeting of multiple populations was seen by this 
ED as being more important than having organizations organized by disease. Under a model of integration, 
this ED envisioned an organization that was culturally appropriate and safe for all populations:    

“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 one just 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. If you are a man having sex with a man your needs can be 
appropriately addressed by members of your community. If you are Aboriginal, then again there 
are Aboriginal supports there that are culturally sensitive approaches.” 

Organizing services around specific population groups also made sense to these service providers and was a 
strong rationale in support of integration of STBBI programming:  

“It just makes sense to have those three disease groups integrated, because of the mode of 
transmission. Like you know, it's either sexually transmitted or injection drug use. So we have 
girls here who…15, 14 year old girls who are sleeping with people to get drugs.  So there you've 
got all 3 diseases.”  

In the focus group of gay men living with HIV, there was a discussion of how people living with Hep C could 
be included in the social support mechanisms offered by ASOs to PHAs. One of the participants felt that ASOs 
can learn from the approaches used by other disease-based organizations, but that integration must be 
accompanied by additional resources, more staff, and more stringent confidentiality policies. Another 
question was raised about how GIPA principles would be expanded to include people living with Hep C, when 
ASOs are currently struggling to remain relevant to and engage PHAs.   

Another client living with HIV agreed that integration brings a merging of populations, and by extension, a 
merging of labels and sources of stigma:  

“I don’t think that it is going to be a good thing. I think it is going to push people away. I think 
people are going to go into hiding. They are not going to disclose. I think people are going to be 
harder to attach to. Mainly because, people have a hard time just dealing with HIV, but if I have 
to sit there and say, “well, I am here talking about HIV, STDs and….” You now potentially have 
not just one label, but a whole thousand labels. How will that affect your social network or life? 
I think the dynamics are going to be devastating for people.” 

A couple of PHA clients talked about PWID and gay men having more in common than they may initially 
perceive when the two populations come together under the umbrella of an ASO. For example, addictions is 
a common concern of both gay men living with HIV and PWID clients accessing a needle exchange programs. 
When asked about the social support and peer support elements of PHAs gathering together, this 
transgender man living with HIV could foresee PHAs could find common ground with PWID living with Hep 
C, particularly around addictions:  

“Client: Maybe it would be a good idea to have support with both groups together on one night 
and see how that happens…takes place. You know, because there is a bunch that are close-knit 
enough that we could actually sit down and probably talk about issues together. I think anyway. 
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Interviewer: What do you think would be some of the common grounds that could be talked 
about in such a group? 

P: Addictions for sure because this side of the building [referring to HIV clients] is addicted as 
well to different stuff more or less. Like there is probably more alcohol usage and the socially 
accepted addictions especially alcohol, within in the gay populations. And it is not changing in 
the last few years either. So addictions would be one. Health…different health issues…how do 
you take care of this, how do you take care of that. I mean if we are Hep C or HIV positive whether 
you are an addict or you are gay, a lot of the complications and the symptomology and the illness 
will manifest itself in the same way. So we are going through a lot of the same stuff. So maybe 
that could…you know…we can always learn from each other. I have learned from the addicted 
community like you wouldn’t believe. I was so non-street smart before I came here, and now 
they can’t con me if they try.”  

6.4.3 Satellite Offices or Chapters 

Several of the service providers and clients suggested that CBOs be reorganized at provincial or even regional 
levels to work more efficiently, share resources and be better coordinated. One model that was suggested 
for integration was to have one umbrella organization in each province, or even one umbrella organization 
for the region, that would then have satellite offices, branches or chapters. They would be unified by a central 
organizing body that would take a lead on grant writing, capacity building, knowledge exchange, program 
development and program evaluation.  

One of the EDs felt that it would be much more efficient to pay program staff in more locations across the 
region rather than to maintain independent organizations in a few cities with hefty infrastructure costs, while 
another described the transition of their ASOs going from a stand-alone independent ASO, to being under 
the umbrella from a funding and administration perspective of another larger ASO, as one that has mutually 
beneficial but after years of growth, it makes sense for them to be independent. 

An ED of an ASO used the example of the Children’s Wish Foundation as a model of a regional hub 
organization to provincial chapter:  

“Everybody else is probably going to say no but I really think an AIDS service organization should 
be like the Children's Wish Foundation. They have chapters in provinces. Why wouldn't we do 
something like that as a group?  Have an overall identity, you know, this is who we are, and 
there's different chapters. That makes sense to me.  Even just from a money efficiency 
perspective, right. Because I mean how many EDs do we need?  And how many different versions 
of programs are out there? We keep reinventing the wheel. But if you had that overarching 
group, you could say:  ‘These are what the effective programs are’, and all the different chapters 
can pick, okay, yeah, we want to do this one, it works for here.  It doesn't mean you have to but 
at least it's there for you to select from and learn about.”  
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7 MOVING FORWARD 

This document is the culmination of an extensive amount of work and inquiry in the Atlantic region in a 
relatively short period of time. While it expresses a range of diverse viewpoints and perspectives, it also is a 
reflection of considerable collective thought and convergent ideas. ASO and CBO participants were very 
candid in their responses during the focus group and interviews, and took the time to answer hard questions 
and pose potentially controversial positions. The wealth of information and the richness of quotes provided 
in the report is reflective of the many years of experience in both the service providers and the service users. 
Throughout the process, CAC/research team members were responsive and provided meaningful input and 
advice. Those who reviewed various drafts of the report expressed that the content resonates with their 
experiences, presents diverse perspectives, and is a valuable project to inform future planning with respect 
to integration in the Atlantic region. The process of working together across the region to generate this 
report from community, by community, for community, creates a launching point for moving forward. 

There are many strengths and successes to be celebrated in the Atlantic region. Members of ASOs and CBOs 
have worked tirelessly over the last three decades to keep the epidemic at manageable levels in this region 
of the country.  The PHAC funded organizations, their partners and their most active clients all bring extensive 
capacity and commitment to the HIV/AIDS and Hep C sectors, and are strongly invested in seeing a reduction 
in the impact of HIV/AIDS and Hep C on Atlantic communities.  

It is also recognized that despite frequent changes and limited resources, community members have worked 
with steadfast dedication in order to meet the needs of those affected and infected by HIV/AIDS, Hep C and 
other STBBIs. This work has not been easy—the intersections of various social, political, economic and 
cultural issues are complex. However, ASOs and CBOs in this region have faced these challenges with high 
levels of commitment and creativity. Going forward, we need to remember our organizational strengths and 
our relationships with our communities, holding these central as we continue to build new programs, projects 
and networks of support.  

Building upon the results of this review, we make the following observations and provide directed questions 
left to be answered to inform future planning with respect to: the current state of communicable diseases 
and support services; challenges and successes of this work; and strategies to collaboratively work together 
to improve the lives of those living with communicable diseases in Atlantic Canada.  
 

1) Currently, demand and supply are not in sync. The demand for services and basic resources (i.e., 
condoms, clean needles, methadone, counselling services, etc.) as well as infrastructural support (i.e,. 
staff and training) steadily increases each year; however, available funds do not. Growing needs are 
the norm and include: expanded hours, more space, more staff client relations, and outreach 
activities. CBOs and ASOs need more resources going forward to meet these essential needs.  
 

2) The burden of integration or any other change cannot rest on CBOs and ASOs alone. Informants 
spoke honestly and openly about the challenges of their work and high levels of burn out. These real 
and important features of our work need to be recognized in order for any future changes and 
programs to be effectively implemented. We cannot simply download tasks to ASOs and CBOs 
without equipping them with the skills and resources needed to complete these tasks successfully.  
 

3) Stigma and discrimination (of both infected/affected populations and of the diseases themselves) 
are still prevalent, creating barriers to prevention and support for clients and challenges for CBO 
workers. How do we minimize the effects of such stigma going forward? Integration of services will 
bring together more affected populations creating potentials for even more conflict. How will we 
equip ourselves to deal with these challenges? 
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4) Historically there has been a strong sense of community amongst PHAs, creating a particular type of 
culture and political environment amongst ASOs that is not the same with other communicable 
diseases. How do we integrate services, diseases, and populations, without undermining the 
important foundations of our ASOs and CBOs? How do we ensure that going forward we are more 
effective at addressing the myriad needs of a variety of populations that we currently serve, without 
losing the sense of community identity that guided us (the HIV community in particular) until now?  
 

5) Identity politics and classism is a big part of the challenge around integration – it is not solely a 
matter of adequate funding resources. Part of the root cause of protectionism over ASOs (by gay 
men living with HIV) is due to the need for a home for queer health issues (this happens almost only 
in ASOs currently, with the exception of three gay men’s health organizations in Vancouver, 
Montreal, and Toronto). 

6) However, as the epidemic changes and the needs of those being served changes, how do we ensure 
that we do not hold onto antiquated views of community and relationships between CBOs and 
clients? In other words, how do CBOs/ASOs remain relevant and effective in a rapidly changing 
context? What resources and capacity building programs can be devised to helped CBO workers 
answer these questions in their everyday practices and with their longer term strategic planning? 
 

7) GIPA and MIPA have been guiding principles in the HIV/AIDS movement. What role will they play in 
the context of integration? How and why are they still valuable within the context of our work? If we 
do continue to use GIPA/MIPA as guiding philosophies, we must ensure that the commitment is 
genuine, tangible/measurable and sustained. We need to ensure adequate training, capacity building 
and integration of affected populations at various levels of our organizations. Best practices of 
GIPA/MIPA need to be examined and implemented going forward. It is not enough to simply use 
GIPA/MIPA as a rhetorical strategy—the specifics need to be examined using evidence based practice.  

 
8) We need to ensure that best practices are maintained and encouraged going forward. The 

organizations and their clients described service delivery models that will be conducive to an 
integrated model of programming. In particular, a combination of one-stop shop, plus drop-in, plus 
outreach services seems to be the optimum mix of service delivery that would meet a variety of client 
needs, including those who value the social contact of peers and support staff as well as those who 
would prefer not to have to show up in person to access services.  How do make sure that we 
maintain the integrity and support of these vital services? How do we share amongst ourselves which 
practices of ours are the most effective, and ensure that we reduce any duplication of efforts? 

 
9) CBOs and ASOs are already integrated in some capacity, whether via addressing multiple diseases 

(especially HIV/AIDS and HCV), multiple affected/infected populations (gay/queer, aboriginal, sex 
workers, PWIDs) and multiple social determinants of health (poverty, homelessness). In a certain 
sense, integration has been a necessary and pivotal component of effective work in the Atlantic 
region since day one. However, challenges arise when CBOs and ASOs are not adequately prepared 
to deal with all issues at once (e.g., personnel shortages, lacking of training or expertise in certain 
social or cultural issues). Lessons from trying to integrate Hep C work into ASOs tell us that while 
such integration is necessary and useful, it is only effective when staff of ASOs receive the adequate 
training and resources to do this additional work. Thus a key concern highlighted in this document is 
that further integration needs to come with further training and human resource support.  

 
10) Outreach capacities are a vital component of our work—getting clean needles and condoms out 

across the provinces is paramount to keeping infection rates down. This work is made complicated 
both by the geography of our region, the dispersal of affected populations and a lack of resources 
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available to fund basic supplies. Integration needs to build on the strengths of our current outreach 
work and improve upon it. Importantly, distributing supplies (needles and condoms) without 
education or addiction recovery supports, is a limited approach. We need to simultaneously think 
about how we can expand the scope of our education efforts as well.  

 
11) It is necessary that we build our cultural competencies across our organizations. For example, we 

need to be familiar with the nuances of and historical context of racism and/or marginalization among 
Aboriginal cultures, ACB cultures, gay culture, drug using cultures, sex worker networks, aging PHAs, 
etc., as we integrate service needs. We cannot assume that ASOs and CBOs are equipped to 
automatically handle new affected populations, or that new populations can be adequately serviced 
and supported by a one size fits all approach. 

 
12) As the Internet increasingly becomes the way for reach clients (especially youth) and affected 

populations across the region, training and support needs to be provided to ASOs and CBOs to help 
them effectively integrate such work into their organizations. How are our clients using the Internet 
to get their health information? Could we think of a collaborative integrated online presence for the 
region?  

 
13) We need a consistent effective form of needle exchange as well as methadone programs. As it 

currently stands, resources for needle exchange programs are inadequate and methadone programs 
are oversaturated with long waitlists (with the recent exception of methadone provided by the 
BAILEY bus). Due to limited resources and an overall unclear direction in the region for these key 
services we are failing to address client needs and creating precarious conditions for affected 
populations.  

 
14) Better testing systems, including point of care and awareness campaigns need to be devised 

regionally. These are foundations of all our work. Without effective (including increased access to 
anonymous) testing, we fail to reach individuals living with HIV who do not know their status, which 
is a key driver in this epidemic.  

 
15)  We need to have a consistent presence in the public and private school curriculum (up to and 

including high school), as reaching youth early on is important for keeping infection rates lower. 
Raising rates of STIs show that we are not doing enough here.  

 

16) ASOs and CBOs need support from federal and provincial levels of government as well as clear 
direction from each. Right now there is some confusion over who is responsible for which aspect of 
prevention and support, and what constitutes “direct services” and is thereby eligible for PHAC 
funding. The general impression is that there is an overall resource shortage.  

 
17) We need to ensure a full circle of support. This takes active and ongoing coordination between 

organizations and requires stronger relationships between ASOs and health services. Mental health 
services are a key component of our work. Without effective connections between ASOs/CBOs, and 
these services we will not meet client needs. For example, ASOs/CBOs need to be closely aligned and 
operate seamlessly with mental health services and homeless support. Going forward, can we 
consider innovative liaison systems that could quickly link various organizations together to?  

 
18) Harm reduction services are needed in prisons. Without them, we fail to reach a key population within 

our epidemic.   
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19)  There is a concern with fundraising if we lose the HIV/AIDS focus to ASO work, since this works as a 
clear branding strategy of sorts (i.e., general ‘sexual health’ does not work). Training in fundraising 
methods could be very helpful, especially for very resources strapped organizations.   
 

20) We need to focus on how to effectively implement evidence based practice. We know that new and 
innovative research is necessary to keep us effective, but putting evidence into daily practice is a 
challenge that needs to be addressed.   

 
21) Some populations are being ignored or under examined, for example francophone populations, 

people who use drugs inside prisons, trans women and men, sex workers and people who smoke 
crack. These groups need to be incorporated into our work in order for us to be effective.  

 
22) Clear direction and strong networks needs to be a priority going forward. Despite considerable 

goodwill, there is also a sense of protectionism in ASOs and CBOs across the region, with people 
working in silos. The most effective approach to addressing this epidemic will build upon all our 
strengths, and will have ASOs and CBOs working together in a strong clear direction. How can we 
work in the spirit of collaboration, transparency, and support going forward? How might defining and 
working toward agreed upon goals help to organize our work better and make us more effective? 

 

In conclusion, this report presents the current state of community-based communicable disease 
initiatives and resources in Atlantic Canada; it identifies emerging trends, needs and gaps in these 
initiatives and resources; and it provides a future forecast of what is needed and ways of working 
collaboratively to meet the needs of those living with and those most affected by communicable diseases 
in the region. It is a document generated by the community for use by the community as the planning for 
integration of communicable disease services in the Atlantic region unfolds. 

  

APPENDIX A:  COMMUNITY ADVISORY COMMITTEE AND RESEARCH TEAM 

Community-Based and PHAC Funded-Organizations: 

Christine Porter, AIDS Coalition of Cape Breton  
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Maria Mac Intosh, AIDS Coalition of Nova Scotia  

Gerard Yetman, AIDS Committee of Newfoundland & Labrador 

Debby Warren, AIDS Moncton  

Stephen Alexander, AIDS New Brunswick 

Alana Leard, AIDS PEI  

Julie Dingwell, AIDS Saint John 

Trina Khattar and Julie Thomas, Healing Our Nations 

Carla Densmore, Hepatitis Outreach Society of Nova Scotia 

Krista Leger and Joanne Murray, John Howard Society of Southeastern New Brunswick 

Diane Bailey, Mainline Needle Exchange  

Lynn Bradley, Native Council of Prince Edward Island 

Al McNutt and Janet MacPhee, Northern AIDS Connection Society 

Aisha Fahmy, University of New Brunswick, Community Health Clinic  

 

Policy: 

Michelle Proctor-Simms, Nova Scotia Advisory Commission on AIDS 

 

Academic Community-Based Researchers: 

Susan Kirkland, Dalhousie University 

Jacqueline Gahagan, Dalhousie University 

Margaret Dykeman, University of New Brunswick 

Jo-Ann MacDonald, University of Prince Edward Island 

Gregory Harris, Memorial University of Newfoundland & Labrador 
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APPENDIX B:  PHAC FUNDED ORGANIZATIONS 

Below is a listing of organizations, which, as of 2013-2014 fiscal year, were recipients of either operational 
funding (AIDS Community Action Program – ACAP) or project funding (Hepatitis C Prevention, Support and 
Research Program) from the Public Health Agency of Canada.  

 

Organization  Type of PHAC Funding PHAC Funding Program 

AIDS Coalition of Cape Breton Operational AIDS Community Action Program 

AIDS Coalition of Nova Scotia Operational AIDS Community Action Program 

AIDS Committee of Newfoundland & 
Labrador 

Operational AIDS Community Action Program 

AIDS New Brunswick Operational AIDS Community Action Program 

AIDS Prince Edward Island Operational AIDS Community Action Program 

AIDS Saint John Operational AIDS Community Action Program 

Healing Our Nations Project, HIV ACAP Project Funding 

HepNS, Safer Tattooing and Piercing 
project  

Project, HCV HCV Project Funding 

HepNS, Spread the Word Not the Virus 
project  

Project, HIV ACAP Project Funding 

John Howard Society of Southeastern 
New Brunswick Inc- Prevention through 
Knowledge And Partnerships (P.K.A.P.)  

Project, HCV HCV Project Funding 

Micmac Native Friendship Centre 
(Mainline Needle Exchange)- Hepatitis C 
and Me Project  

Project HCV HCV Project Funding 

Native Council of PEI, Hep'd Up on Life 
project  

Project, HCV HCV Project Funding 

Northern AIDS Connection Society, Hep C 
Aware 

Project, HCV HCV Project Funding 

SIDA-AIDS Moncton Operational AIDS Community Action Program 

University of New Brunswick, Community 
Health Clinic- Development of a 
Commnity-based Primary Health Care 
Program for Individuals Living with 
Hepatitis C  project 

Project, HCV HCV Project Funding 
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APPENDIX C:  ANNOTATED BIBLIOGRAPHY 

Annotated References 

The following reference list has been complied to serve as a guide for HIV/AIDS and Hepatitis C service 
providers, policy makers and researchers in the Atlantic region. It is by no means a complete representation 
of all available documents. Rather, it simply serves to highlight other sources of research and programming 
that could paint a more detailed picture of HIV/AIDS and Hepatitis C in the Atlantic region. 

The attached mini-summaries where abstracted directly from the documents with very minimal alterations 
(i.e. for the purposes of formatting and syntax).  

 

Categories 

1. Services 

2. Strategic Analysis: National and Atlantic Region 

3. Social Determinants of Health 

4. Funding Allocation and Integration 

5. Epidemiological Background 

 

Services 

Calhoun Research & Development (2013). Urban/rural outreach: sexual health services from the 20-29 age 
group in Albert, Westmorland and Kent counties, NB. AIDS/SIDA Moncton [On-line]. Available: 
http://www.sida-aidsmoncton.com/wp-content/uploads/2013/07/Urban-Rural-Outreach-Sexual-Health-20-

29-yr-old-Final-Report-March-2013.pdf  

The purpose of this project was: (1) to increase access; (2) better inform; (3) and strengthen and/or create 
community partnerships as it relates to sexual health services/education for Sexually Transmitted 
Infections for the 20 to 29-year-old age group in New Brunswick. The information gathered could inform 
future decisions and policies about education, prevention, and treatment of STIs, especially among young 
people. It would also serve to inform the work of AIDS Moncton around outreach education and 
prevention of HIV and STIs. 

Gahagan, J. C., Fuller, J. L., Delpech, V. C., Baxter, L. N., & Proctor-Simms, E. M. (2010). HIV counselling and 
testing in Nova Scotia: the provincial strategy in the context of an international debate. Can.J.Public Health, 

101, 300-302.  

Despite universal health care in Canada, barriers and challenges persist in relation to HIV counselling and 
testing programs and services in Nova Scotia. As the Public Health Agency of Canada revises the national 
HIV counselling and testing policies, it is imperative to address the unique characteristics of Nova Scotia's 
provision of services, and how divergent strategies have the potential to address or compound the 
barriers to access that exist in this province's communities. 

Gahagan, J. & Hatchette, T. (2010). HIV counselling and testing in Nova Scotia: implications for policy and 
practice. A research report prepared for the Nova Scotia Advisory Commission on AIDS by members of 
the HIV Counselling and Testing Community Advisory Committee [On-line]. Available: 

http://novascotia.ca/aids/documents/HIV-Counselling-Testing.pdf 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This report outlines the findings from the research study, "HIV Testing and Counselling in Nova Scotia: 
Implications for Policy and Practice." The primary purpose of this study was to examine HIV testing rates 
and behaviours in Nova Scotia, including who is and is not accessing HIV testing in the province and why 
or why not, with the aim of offering evidence-based recommendations for HIV counselling and testing 
approaches in Nova Scotia.  

Patten, S. (2006). Environmental scan of injection drug use, related infectious diseases, high-risk behaviours, 
and relevant programming in Atlantic Canada. Public Health Agency of Canada [On-line]. Available: 
http://www.phac-

aspc.gc.ca/canada/regions/atlantic/Publications/Scan_injection/Injection%20Drug%20Use_e.pdf  

It is anticipated that this document will be instrumental in strengthening the evidence base for harm-
reduction policies and programs in the Atlantic region by articulating the extent of, and problems 
associated with, injection drug use in the region; identifying trends and characteristics of injection drug 
use across sub-populations and provinces; and documenting programs, services, and policy responses 
targeted to people who inject drugs, including the strengths and gaps in these efforts. 

Patten, S. (2013). Spreading information, stopping infection: HIV and Hepatitis C prevention in Atlantic 
Canada - Workshop report and evaluation, 4-5 March 2013. Dalhousie University [On-line]. Available: 

http://www.dal.ca/content/dam/dalhousie/pdf/Diff/gahps/SpreadingInformatonStoppingInfection.pdf  

The Spreading Information, Stopping Infection workshop was held in Halifax, Nova Scotia from March 4 to 
5, 2013. The purpose of the workshop was to bring together researchers, health educators, policymakers, 
health care workers, and youth to share knowledge about HIV and Hepatitis C prevention and harm 
reduction across Atlantic Canada. The workshop was an extension of the Our Youth, Our Response (OYOR) 
research project, a three-year inter-provincial research study funded by the Nova Scotia Health Research 

Foundation (NSHRF).    

Patten, S. (2013). Local site report  ~ Halifax community consultations on determinants impacting vulnerability 
to HIV and other STBBIs Halifax, NS: AIDS Coalition of Nova Scotia and Nova Scotia Advisory Commission 
on AIDS. 

The consultation was jointly hosted and organized by Maria McIntosh from the AIDS Coalition of Nova 
Scotia (ACNS) and Michelle Proctor-Simms from the Nova Scotia Advisory Commission on AIDS (the 
Commission). The purpose of this consultation was to highlight determinants impacting HIV vulnerability 
in the Atlantic region, assess access to information and services, investigate best practices for frontline 
level work, and reflect upon areas in need of improvement. 

 

Strategic Analysis: National and Atlantic Region 

ACNL (2014). Strategic plan. AIDS Committee of Newfoundland and Labrador [On-line]. Available: 

http://www.acnl.net/strategic-plan  

ACNL is a provincial organization committed to preventing the spread of HIV and Hepatitis C.  We work to 
support people living with/or affected by HIV/AIDS and Hep C.  ACNL advocates for change while 
networking on a provincial, regional, national and international level regarding HIV/AIDS and Hep C issues. 
The ACNL Strategic Plan 2012-2015 will deliver effective and responsive programming built on the 
professional strengths of the organization and will acknowledge the roles and contributions of our 
partners to ensure improved and seamless integration and navigation of services for communities with 
whom we work.  

AIRN (2010). Moving evidence to action: developing a collaborative action plan to address HIV and HCV in 
Atlantic Canada. Report of the AIRN/REACH workshop, October 21 & 22, 2010 in Baddeck, NS. Atlantic 
Interdisciplinary Research Network for Social and Behavioural Issues in Hepatitis C and HIV/AIDS [On-line]. 
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Available: http://www.med.mun.ca/getdoc/144719af-d707-4dc8-8340-28720b083f84/AIRN-REACH-

Workshop-report-FINAL.aspx  

As a key step in solidifying our partnership with the CIHR Centre for REACH and moving forward with AIRN, 
a CIHR-sponsored workshop in Baddeck Nova Scotia was held that brought together community, 
academic, and government stakeholders in order to plan for the joint future directions of AIRN and REACH. 
The following report was prepared from the proceedings of this meeting. The hope is that this report will 
serve as a springboard to strengthen research activities and translate HIV and HCV research into action in 
the Atlantic Region and beyond. 

Canadian Response to HIV/AIDS (2005). Leading together: Canada takes action on HIV/AIDS (2005-2010). 

Canadian Public Health Association [On-line]. Available: http://www.leadingtogether.ca  

Leading Together is a blueprint for Canada's response to HIV/AIDS to 2010. It lays out the optimal, ideal 
response to HIV/AIDS in Canada in the third decade of the epidemic. Leading Together responds to calls 
from throughout Canada for a more strategic and coordinated approach to addressing HIV/AIDS in Canada. 
It encourages strategic thinking and planning and a sharing of responsibility. It provides an opportunity 
for increasing our partnerships, aligning our efforts and making more effective use of our collective 
knowledge, skills and resources. 

Canadian Response to HIV/AIDS (2006). Leading together: Canada takes action on HIV/AIDS (2005-2010). 
Condensed version. Canadian Public Health Association [On-line]. Available: 

http://www.leadingtogether.ca  

Leading Together: Canada Takes Action on HIV/AIDS (2005-2010) is a hopeful new phase in our collective 
response to AIDS. It sets out an ambitious coordinated nationwide approach to tackling not just HIV but 
the underlying health and social issues that contribute to new infections and that have devastating effects 
on people who are infected.  

CATIE (2010). HIV in Canada: trends and issues that affect HIV prevention, care, treatment and support. CATIE 
[On-line]. Available: http://www.catie.ca/en/programming/research 

This report was developed to help address the need for a more integrated approach to HIV knowledge 
exchange. It provides an overview of the HIV landscape in Canada, including: the epidemiology of HIV; 
trends in diseases related to HIV; and trends and issues in prevention, treatment, care and support for 
people with or at risk for HIV. The purpose of the report is to provide some starting points for dialogue 
among national, regional and local stakeholders in HIV in order to support strategic HIV/AIDS planning and 
decision-making in Canada.  

FPT AIDS (2013). Federal/Provincial/Territorial Advisory Committee on AIDS: 2006-2009 strategic plan. 
Federal/Provincial/Territorial Advisory Committee on AIDS [On-line]. Available: 

http://s3.amazonaws.com/zanran_storage/www.phac-aspc.gc.ca/ContentPages/4444837.pdf  

The Federal/Provincial/Territorial Committee on AIDS Strategic Plan describes the processes and strategic 
directions that will guide the activities of F/P/T AIDS and support its leadership role in addressing HIV/AIDS 
issues for the next three years. As in the 2003-2006 F/P/T AIDS Strategic Plan, given the nature of the 
HIV/AIDS epidemic and the intergovernmental context of the Committee, this plan is also a living 
document that will be reviewed and updated. 

Kirkland, S., Gahagan, J. C., Dykeman, M., Mugford, J. G., Jackson, L. A., Sketris, I. et al. (2006). HIV/AIDS and 
Hepatitis C: a scan of policies, programs, and research in Atlantic Canada. Atlantic Interdisciplinary 
Research Network for Social and Behavioural Issues in Hepatitis C and HIV/AIDS [On-line]. Available: 

http://www.med.mun.ca/getdoc/beb4b9c6-72e4-4e66-ac24-1eab92856229/AIRN_Scan.aspx  

This report outlines the background to AIRN and the scope of HIV/AIDS and Hepatitis C in Atlantic Canada. 
It examines Federal and Provincial government policy frameworks related to HIV/AIDS and Hepatitis C. It 
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provides a stakeholder inventory broken down by jurisdiction (i.e. by province, Atlantic-wide) and divided 
into sub-categories of HIV-specific, HCV-specific, and other allied initiatives. It highlights some of the 
research being undertaken in Atlantic Canada, including both published and unpublished literature, and 
government and community-based reports. It synthesizes the results of the scan providing an overview 
of the policy and program environment, the nature of services provided, the state of research in the field, 
and the development of partnerships and collaborative approaches in the region. Finally, it assesses the 
degree to which the region is well positioned to undertake further work, the gaps, and offers directions 
for the future. 

Kishchuk, N. (2013). Outcome of assessment of the AIDS Community Action Program (ACAP): final report. 
Appendix 1: detailed methodology Montréal, QC: Natalie Kishchuk Evaluation and Research Inc., Proactive 

Information Services Inc., Vector Research and Public Health Agency of Canada.  

The AIDS Community Action Program (ACAP) is part of the Federal Initiative to Address HIV/AIDS (FI) in 
Canada. It is intended to contribute to the achievement of the FI goals by funding community-based 
organizations that reach marginalized and hard-to-reach individuals who have or are at risk for contracting 
HIV. This outcome assessment collected data from members of the target FI populations who were 
participants in ACAP-funded activities in 2011/12. It tested the extent to which ACAP is achieving three 
expected outcomes: Change in knowledge and awareness of HIV/AIDS and the ways to address the 

disease among target populations; change in practice of higher risk behaviors for HIV transmission; 
access to more effective prevention, care, treatment and support. 

PHAC (2013). How the AIDS Community Action Program (ACAP) contributes to HIV/AIDS knowledge & behaviour 

change and improved access - result of an outcome assessment.  

The outcome assessment examined the extent to which ACAP-funded programs were achieving three 

outcomes: (1) Increased knowledge and awareness of HIV/AIDS and how to target key populations; (2) 

Decreased practice of high risk behaviours for HIV transmission; and (3) Improved access to prevention, 

care, treatment and support. Interventions led by community-based organizations  are reaching and 
positively influencing vulnerable and marginalized populations. Building trusting relationships is key to 
enabling behaviour change and improving access to prevention, treatment and support.  

 

Social Determinants of Health 

Canadian HIV/AIDS Legal Network/Theodore de Bruyn (2004). A Plan of Action for Canada to reduce 
HIV/AIDS-related stigma and discrimination. 

This plan of action assigns primary responsibility for taking action against stigma and discrimination to 
those agents (such as governments, service pro- viders, employers) that, according to human rights law, 
have an obligation to respect, protect, and/or fulfill the right to freedom from discrimination, as well as 
other human rights. The plan of action is meant to build on or strengthen actions that governments, 
service providers, employers, national and community-based organizations, people living with HIV/AIDS, 
and people vulnerable to HIV are already taking against stigma and discrimination. The report provides 
examples of such actions. 

Canadian HIV/AIDS Legal Network (2005). "Nothing about us without us" - Greater, meaningful involvement 
of people who use illegal drugs: a public health, ethical, and human rights imperative. Canadian HIV/AIDS 
Legal Network [On-line]. Available: 

http://www.aidslaw.ca/publications/interfaces/downloadFile.php?ref=67  

This booklet summarizes the main issues addressed in the Canadian HIV/AIDS Legal Network's paper on 
greater involvement of people who use illegal drugs. In particular, it explains why people who use illegal 
drugs must be meaningfully involved in Canada's response to HIV/AIDS, Hepatitis C (HCV), and injection 
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drug use, and the benefits of greater involvement. The booklet also contains a manifesto written by 
people who use drugs, and describes the achievements of two organizations of people who use drugs, 
the Vancouver Area Network of Drug Users and the Thai Drug Users' Network. 

Canadian HIV/AIDS Legal Network (2012). HIV non-disclosure and the criminal law: An analysis of two recent 
decisions of the Supreme Court of Canada. Available at: 
http://www.aidslaw.ca/publications/publicationsdocEN.php?ref=1326 

On October 5, 2012, the Supreme Court of Canada released its decisions in the cases of Mabior and D.C. 
The Court decided that people living with HIV have a legal duty, under the criminal law, to disclose their 
HIV-positive status to sexual partners before having sex that poses a "realistic possibility" of HIV 
transmission. Not disclosing in such circumstances means a person could be convicted of aggravated 
sexual assault. 

Canadian HIV/AIDS Legal Network & PASAN (2007). Hard time: promoting HIV and Hepatitis C prevention 
programming for prisoners in Canada. Canadian HIV/AIDS Legal Network, Prisoners' HIV/AIDS Support 
Action Network (PASAN) [On-line]. Available: 

http://www.aidslaw.ca/publications/interfaces/downloadFile.php?ref=1217  

The challenge of HIV and HCV prevention and treatment in prison is shared by the 14 Canadian jurisdictions 
responsible for administering prison systems. The goal of this report is to encourage and aid prison 
systems, other sectors of government, non-governmental and community organizations, and prisoners 
themselves in responding to the challenges of HIV and HCV, particularly with respect to prevention. This 
report describes prison polices that enable HIV and HCV prevention and harm reduction, and documents 
best and promising prison HIV and HCV prevention and harm reduction programs.  

Nova Scotia Ministry of Health and Wellness (2013). Together we can: the plan to improve mental health and 
addictions care for Nova Scotians. Government of Nova Scotia [On-line]. Available: 

http://novascotia.ca/dhw/mental-health/reports/MHS-Together-We-Can-One-Year-Update.pdf  

This plan outlines the far-reaching efforts required to meet the complex and broad range of needs of 
those living with mental illness and problematic substance use and gambling, and their families and 
support systems. New, innovative, and expanded programs are proposed where there is promising 
research-based evidence to show that they work. This is for and about all Nova Scotians, and we all have 
a part to play in making change and improving the lives of people affected by mental health and addictions 
in our province. 

 

Funding Allocation and Integration 

Arthur, J. & PHAC (2013). Future directions for HIV/AIDS and HCV community funding. 2013 Canadian AIDS 
Society People Living with HIV/AIDS Forum and AGM [On-line]. Available: 
http://www.cdnaids.ca/files.nsf/pages/phac_futuredirections_casforumagmjune2013/$file/PHAC_Future

Directions_CASForumAGMjune2013.pdf  

The purpose of this presentation is to discuss the future directions for HIV/AIDS and Hepatitis C 
community funding. Following the 2012 Budget, the Minister asked the Agency to align its role in the 
response to HIV/AIDS and hepatitis C within a broader communicable diseases perspective and to explore 
innovative partnerships and links to chronic diseases, mental health, aging and other determinants of 
health. The Public Health Agency will continue to invest over $26 million this year into community 
programs for HIV/AIDS and Hepatitis C. The overall agency funding will be reduced over next 3 years (by 
2014-15) but community-based investments in HIV/AIDS and Hepatitis C will be protected. 

Patten, S. (2006). AIDS Community Action Program (ACAP) grants and contribution allocation project 2005 | 
Final report prepared for Public Health Agency of Canada Regional Offices. San Patten and Associates - 
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Health Research and Evaluation Consulting [On-line]. Available:  
http://www.sanpatten.com/ACAP%20Final%20Report.pdf 

San Patten and Associates were contracted by the Public Health Agency of Canada, Regional Offices 
(PHAC RO). The goal of this consultancy was to prepare a discussion paper with evidence- informed 
options for allocating regional grants and contributions resources for ACAP, based on various sources of 
data and input from ACAP consultants, managers, Regional Directors (RDs) and other key stakeholders as 
determined through the HIV/AIDS Allocation Working Group.  

PHAC (2006). Funding - Atlantic region. Public Health Agency of Canada [On-line]. Available: 
http://www.phac-aspc.gc.ca/aids-sida/about/reg_atlantic-eng.php 

Archived document from website that details: (1) ACAP operational funding in Atlantic Region; and (2) 
ACAP project funding in Atlantic Region. 

WHO (2008). Integrated health services - what and why? World Health Organization, Technical Brief No.1, 

2008 [On-line]. Available: http://www.who.int/healthsystems/technical_brief_final.pdf  

This Technical Brief is intended as a practical aid for people involved in discussions about "integrated 
health services". Integration is not a new topic – in the past it has been the subject of a rather polarized 

debate.  The brief proposes one working definition, the focus of which is providing the 'right care' in the 
'right place'. Integrated service delivery is "the organization and management of health services so that 
people get the care they need, when they need it, in ways that are user-friendly, achieve the desired 
results and provide value for money." Many benefits are claimed for integrated health services. The 
evidence base is limited but there are five main messages from the literature that this report outlines. 

 

Epidemiological Background 

PHAC (2010). HIV/AIDS Epi updates - July 2010. The Surveillance and Risk Assessment Division of the Centre 
for Communicable Diseases and Infection Control, Public Health Agency of Canada [On-line]. Available: 

http://www.phac-aspc.gc.ca/aids-sida/publication/epi/2010/  

The primary objective of the PHAC Epi Updates publication is to provide up-to-date information on trends 
and developments in the epidemiology of HIV and associated risk behaviours in Canada.  

PHAC (2012). HIV and AIDS in Canada: surveillance report to December 31, 2012 [On-liine]. Available: 
http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf 

This report presents an overview of the HIV/AIDS situation in Canada based on case reports of HIV and 
AIDS submitted by all provinces and territories. This report is published on an annual basis as part of the 
Public Health Agency of Canada’s (PHAC) mandate to collect and analyze surveillance data at the national 
level. The report assesses the epidemiology of HIV and AIDS in Canada by identifying trends by sex, age 
group, race/ethnicity, exposure category and geographic location. 

The national rate for positive HIV test reports (all ages) in Canada for 2012 was 5.9 per 100,000 population; 
however, provincial and territorial rates reveal notable variation across the country. The rates in the 
Atlantic region are as follows: New Brunswick at 0.5, Nova Scotia and PEI at 1.7, and Newfoundland and 
Labrador at 1.8 per 100, 000 people. In 2012 172 AIDS cases were reported to PHAC, representing an 18.1% 
decrease from 2011 and a 90.6% decrease since 1993, when 1,833 AIDS cases were reported (the highest 
number ever in Canada in a single year). 

Population Health Assessment and Surveillance (2011). Surveillance report on HIV/AIDS in Nova Scotia: 1983-
2011. Nova Scotia Department of Health and Wellness [On-line]. Available: http://0-

fs01.cito.gov.ns.ca.legcat.gov.ns.ca/deposit/b10654859.pdf  

http://www.sanpatten.com/ACAP%20Final%20Report.pdf
http://www.catie.ca/sites/default/files/HIV-AIDS-Surveillence-in-Canada-2012-EN-FINAL.pdf
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The purpose of this report is to describe trends in HIV/AIDS diagnoses reported to public health in Nova 
Scotia since the first person was diagnosed with AIDS in the province in 1983. The report examines cases 
newly diagnosed in Nova Scotia, focusing on cases reported in the last ten years (2002 - 2011). As well, 
enhanced surveillance information on HIV-1 subtypes, transmitted drug resistance mutations, and HIV 
disease progression at diagnosis.  
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APPENDIX D:  CHARACTERISTICS OF FOCUS GROUP AND INTERVIEW 

PARTICIPANTS 

The table below summarizes the characteristics of the focus group participants (total number = 22):  

FOCUS GROUP PARTICIPANTS 

COMMUNITY REPRESENTED 
HOST 

ORGANIZATION 
FOCUS GROUP 

LOCATION 
NUMBER OF 

PARTICIPANTS 

Women who are former and current sex 
workers, three living with Hep C 

Stepping Stone Halifax, NS 7 

People who inject drugs, five living with Hep C 
AIDS Coalition of 
Cape Breton 

 Sydney, NS 6 

Aboriginal people, all living with Hep C 
Healing Our 
Nations  

Charlottetown, 
PEI 

4 

Gay men living with HIV 
AIDS New 
Brunswick 

Saint John, NB 5 

A total of 33 individuals were interviewed, and their characteristics are summarized in the following figures. 
The pie chart on the left indicates the number and percentage of each gender among the interview 
participants, and the pie chart on the right indicates the number and percentage of interview participants in 
each province:  

 

 

 

 

 

 

 

 

 

 

 

 

 

It should be noted that two of the individuals interviewed (one client and one PHAC funded ED) work at a 

regional level across all four provinces.  
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As shown in the pie chart on the right, of the 12 
clients interviewed, 8 were living with HIV, 3 
were living with Hep C, and 1 was co-infected.  

As shown in the pie chart on the left, we 
interviewed 13 Executive Directors or Program 
Coordinators of PHAC-funded organizations, 8 
staff members of organizations which partner 
with PHAC-funded organizations, and 12 
interviews with clients of the PHAC-funded 
organizations.   
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Main Focus Of Organizations (Partners and Staff)
The graph on the left shows the 
types of organizations 
represented among the PHAC-
funded organizations and their 
partner organizations.  
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The table below summarizes the number of years that the interview and focus group participants have 
been involved in either working in the STBBI sector, or have been living with either HIV or Hep C. As 
indicated, there is a great deal of experience embodied in the individuals who participated as informants:  

 

Duration of Involvement 
Average # 
of Years 

Total # of 
Years 

Clients living with HIV  19.3 289.0 

Clients living with Hep C 11.7 93.5 

Staff of Partner Organizations 7.7 23.0 

Staff of PHAC funded Organizations 12.3 98.0 

 

NB:  PHAs working in organizations, if interviewed as a staff person of an organization, were counted as a 
staff person and not as a PHA. 
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APPENDIX E:  FOCUS GROUP AND INTERVIEW GUIDES 

FOCUS GROUP QUESTIONS WITH SERVICE/PROGRAM-USERS 

Preamble 

Thank you for participating in this focus group. Before we get started, I’d like to tell you a bit about why 
you’re here. This focus group is part of a project funded by the Public Health Agency of Canada called: 
“Exploring the Current and Future Landscape of Communicable Diseases in Atlantic Canada.” The Atlantic 
Interdisciplinary Research Network for Social and Behavioural Issues in Hepatitis C and HIV/AIDS (known as 
AIRN) is running the project until March 2014.  

The purpose of this project is to work together with a range of stakeholders to identify the current and 
emerging needs, key issues, and gaps in the area of sexually transmitted and blood-borne infections in 
Atlantic Canada in order to position ourselves to provide effective and efficient services to those most 
affected by these diseases into the future.  

We hope to engage stakeholders in critically examining how sexually transmitted and blood-borne infections, 
service needs and community-based resources will evolve, and how we can be strategically prepared to meet 
the demands of these changes. Ultimately, this project will help us respond to the changing environment into 
the future.  

 

Review Consent Form  

Before we begin, we will review the consent form. This can be done individually as participants arrive. [Go 
through major content areas, then ask for signatures. Provide each participant with a copy to take with 
them.] 

The discussion today will probably last about two hours. We will be audiotaping our discussion as well as 
taking notes. We won’t use any information that identifies any particular person. If you don’t feel 
comfortable answering a question, you don’t have to. You can leave any time you like.  

Please respect people’s confidentiality and make sure that the specific information that people will share 
here isn’t discussed once we finish the focus group.  

• Indicate where the washrooms are located. 

• Invite people to get refreshments at any time. 

 

Are there any questions before we get started? 

1. EXPERIENCE WITH SERVICES 

1.1. Tell me a bit about your experience of living with ________ (e.g. HIV/AIDS, Hepatitis C, a sexually 
transmitted infection) and accessing the services or programs that you need? 

1.1.1. How long has it been since your diagnosis? 

1.1.2. How often do you access your services/programs? 

1.1.3. How did you become aware of these services/programs? 

1.2. What do you like about the services you access? What do you dislike? 

1.3. If you do not access services, please tell us why? 
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2. ACCESSIBLITY & MATCHING CURRENT NEEDS 

2.1. Availability & Access  

2.1.1. What services or programs are easily available to you? 

2.1.2. Where do you go to get these services or programs?  

2.1.3. Of these services or programs, are some difficult for you to get or to get to? 

2.1.4. Why do you think these services or programs are difficult for you to get or to get to? 

 

3. EXPERIENCE OF CHANGES  

3.1. For how many years have you been accessing services or programs relevant to your condition? 

3.2. What are the organizations from whom you receive these services/programs?  

3.2.1. Non-governmental organizations, Healthcare system, other Government agencies 

3.3. Have there been changes in how you get services?  

3.3.1.  Would you give me some examples? 

3.4. What are some of the changes you’ve seen in how those services or programs are delivered? 

3.4.1.  In this regard, has there been any improvement or decline in service delivery? Can you think of 
why? 

  

4. IDEALS & PROSPECTIVE IMPROVEMENTS TO THE SYSTEM 

4.1. Are there any programs or services you could really use that are not available? 

4.1.1. Probe: describe what they would look like to meet your needs? 

4.2. What for you would be the best system to meet your needs for supports and services? 

4.3. If you were in charge of setting up how services and programs are delivered for people with 
____________ (e.g. HIV/AIDS, Hepatitis C, sexually transmitted infections) in this town/city/province, 
what would you do the same or differently from how you see things being done now? 

 

5. PERCEPTION OF KEY ISSUES NOW & IN THE FUTURE 

5.1. In your opinion, what do you think are the key issues facing the organizations that you go to for 
services or programs? 

5.1.1. For today? 

5.1.2. For the future? 

5.2. How do these issues affect you? 

 

6. Organization 

6.1.  Do you think living with ________(HIV/AIDS, Hepatitis C, a sexually transmitted infection) is different 
from other illnesses? 
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6.2. If so, can you think of a way that organizations could be set up to meet these unique needs?” 

6.2.1. Probe: Should organizations be set up to solely deal with one disease? 

 

7. ANYTHING ELSE?  

7.1. Do you have any further comments or suggestions on how programming and services could be 
improved for yourself or for others? 

 

INTERVIEW QUESTIONS WITH SERVICE/PROGRAM-USERS 

Preamble 

Thank you for participating in this interview. Before we get started, I’d like to tell you a bit about why you’re 
here. This interview is part of a project funded by the Public Health Agency of Canada called: “Exploring the 
Current and Future Landscape of Communicable Diseases in Atlantic Canada.” The Atlantic Interdisciplinary 
Research Network for Social and Behavioural Issues in Hepatitis C and HIV/AIDS (known as AIRN) is running 
the project until March 2014.  

The purpose of this project is to work together with a range of stakeholders to identify the current and 
emerging needs, key issues, and gaps in the area of sexually transmitted and blood-borne infections in 
Atlantic Canada in order to position ourselves to provide effective and efficient services to those most 
affected by these diseases into the future.  

We hope to engage stakeholders in critically examining how sexually transmitted and blood-borne infections, 
service needs and community-based resources will evolve, and how we can be strategically prepared to meet 
the demands of these changes. Ultimately, this project will help us respond to the changing environment into 
the future.  

 

Review Consent Form  

Before we begin, we will review the consent form. [Go through major content areas, then ask for signatures. 
Provide each participant with a copy to take with them.] 

The interview will probably take about one hour – does that work for you? I will be audiotaping the interview 
as well as taking notes. We won’t use any information that identifies any particular person. If you don’t feel 
comfortable answering a question, you don’t have to. You can leave any time you like. 

Are there any questions before we get started? 

 

1. EXPERIENCE WITH SERVICES 

1.1. Tell me a bit about your experience of living with ________ (e.g. HIV/AIDS, Hepatitis C, a sexually 
transmitted infection) and accessing the services or programs that you need? 

1.1.1. How long has it been since your diagnosis? 

1.1.2. How often do you access your services/programs? 

1.1.3. How did you become aware of these services/programs? 

1.2. What do you like about the services you access? What do you dislike? 

1.3. If you do not access services, please tell us why? 
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2. ACCESSIBLITY & MATCHING CURRENT NEEDS 

2.1. Availability & Access  

2.1.1. What services or programs are easily available to you? 

2.1.2. Where do you go to get these services or programs?  

2.1.3. Of these services or programs, are some difficult for you to get or to get to? 

2.1.4. Why do you think these services or programs are difficult for you to get or to get to? 

 

3. EXPERIENCE OF CHANGES  

3.1. For how many years have you been accessing services or programs relevant to your condition? 

3.2. What are the organizations from whom you receive these services/programs?  

3.2.1. Non-governmental organizations, Healthcare system, other Government agencies 

3.3. Have there been changes in how you get services?  

3.3.1.  Would you give me some examples? 

3.4. What are some of the changes you’ve seen in how those services or programs are delivered? 

3.4.1.  In this regard, has there been any improvement or decline in service delivery? Can you think of 
why? 

 

4. IDEALS & PROSPECTIVE IMPROVEMENTS TO THE SYSTEM 

4.1. Are there any programs or services you could really use that are not available? 

4.1.1. Probe: describe what they would look like to meet your needs? 

4.2. What for you would be the best system to meet your needs for supports and services? 

4.3. If you were in charge of setting up how services and programs are delivered for people with 
____________ (e.g. HIV/AIDS, Hepatitis C, sexually transmitted infections) in this town/city/province, 
what would you do the same or differently from how you see things being done now? 

 

5. PERCEPTION OF KEY ISSUES NOW & IN THE FUTURE 

5.1. In your opinion, what do you think are the key issues facing the organizations that you go to for 
services or programs? 

5.1.1. For today? 

5.1.2. For the future? 

5.2. How do these issues affect you? 

 

6. Organization 

6.1. Do you think living with ________(HIV/AIDS, Hepatitis C, a sexually transmitted infection) is different 
from other illnesses? 

6.2. If so, can you think of a way that organizations could be set up to meet these unique needs? 
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6.2.1. Probe: Should organizations be set up to solely deal with one disease? 

 

7. ANYTHING ELSE?  

7.1. Do you have any further comments or suggestions on how programming and services could be 
improved for yourself or for others? 

 

INTERVIEW QUESTIONS WITH SERVICE/PROGRAM-PROVIDERS FROM ATLANTIC, PHAC FUNDED 
ORGANIZATIONS 

Preamble 

Thank you for agreeing to participate in this interview. Before we get started, I’d like to tell you a bit about 
the project. This interview is part of a project funded by the Public Health Agency of Canada called: “Exploring 
the Current and Future Landscape of Communicable Diseases in Atlantic Canada.” The Atlantic Interdisciplinary 
Research Network for Social and Behavioural Issues in Hepatitis C and HIV/AIDS (known as AIRN) is running 
the project until March 2014.  

The purpose of this project is to work together with a range of stakeholders to identify the current and 
emerging needs, key issues, and gaps in the area of sexually transmitted and blood-borne infections in 
Atlantic Canada in order to position ourselves to provide effective and efficient services to those most 
affected by these diseases into the future.  

We hope to engage stakeholders in critically examining how sexually transmitted and blood-borne infections, 
service needs and community-based resources will evolve, and how we can be strategically prepared to meet 
the demands of these changes. Ultimately, this project will help us respond to the changing environment into 
the future.  

 

Review Consent Form  

Before we begin, we will review the consent form. [Go through major content areas, then ask for signatures. 
Provide participant with a copy to take with them.]   

The interview will probably take about one hour – does that work for you? I will be audiotaping the interview 
as well as taking notes. We won’t use any information that identifies any particular person. If you don’t feel 
comfortable answering a question, you don’t have to. You can leave any time you like.  

Are there any questions before we get started? 

Perhaps we could begin by having you tell me about the position that you hold in your organization.  

 

1. CLIENTS’ NEEDS 

1.1. What are the broad categories of clients which your organization serves? 

1.2. Please tell me about the current programs and services your organization offers.   

1.3. What are some of the strengths in programming and services for your clients?  

1.4. What do you feel are some of the gaps in programming and services for your clients? 

1.5. How do you work with other organizations to meet your clients’ needs?  

1.6. What resources and/or changes would need to take place for you to address these gaps? 
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2. HISTORY & EXPERIENCE OF CHANGE 

2.1. How many years have you been involved in this work?  

2.2. What are some of the changes you’ve seen in how you deliver services or programs? 

2.3. Over time, what has or hasn’t improved with respect to: 

2.3.1. Service/program delivery 

2.3.2. Service/program funding 

2.3.3. Better or worse for whom? The clients? The organization? The employees? Everybody?  

2.4. What do you think are the causes for this? 

 

3. IDEALS & HOW WOULD YOU CHOOSE TO ORGANIZE THE SYSTEM 

3.1. In your opinion, what is the best way to deliver services to those at risk of or living with sexually 
transmitted and blood-borne infections including HIV/AIDS and Hepatitis C? 

3.1.1. What would this look like for your organization? 

3.1.2. What would have to change for this to come about? 

3.2. If you were in charge of setting up how services and programs are delivered for people with sexually 
transmitted and blood-borne infections (including HIV/AIDS and Hepatitis C) in this 
town/city/province/region, what would you do the same or differently from how you see things 
being done now? 

 

4. THE FUTURE  

4.1. What are the hopes of your organization for the future? 

4.2. What do you think is needed in terms of knowledge (and research) to realize those hopes? 

4.3. What do you think is needed in terms of resources to realize those hopes? 

4.4. What are your fears concerning the future of your organization? 

 

5. Organization 

7.2. Is there anything that makes living with _____ (HIV/AIDS, Hepatitis C, a sexually transmitted 
infection) different/unique from other health issues?  

7.3. If so, how do you think organizations should be set up to meet these unique needs? 

7.3.1. Probe: Should organizations be set up to solely deal with one disease? 

 

6. ANYTHING ELSE? 

6.1. Do you have any further comments or suggestions on how programming and services could be 
improved for your clients, for your organization, for your province? 

INTERVIEW QUESTIONS WITH SERVICE/PROGRAM-PROVIDERS FROM AGENCIES OR ORGANIZATIONS WHO 
MAKE CLIENT REFERRALS TO ATLANTIC, PHAC FUNDED ORGANIZATIONS 
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Preamble 

Thank you for agreeing to participate in this interview. Before we get started, I’d like to tell you a bit about 
the project. This interview is part of a project funded by the Public Health Agency of Canada called: “Exploring 
the Current and Future Landscape of Communicable Diseases in Atlantic Canada.” The Atlantic Interdisciplinary 
Research Network for Social and Behavioural Issues in Hepatitis C and HIV/AIDS (known as AIRN) is running 
the project until March 2014.  

The purpose of this project is to work together with a range of stakeholders to identify the current and 
emerging needs, key issues, and gaps in the area of sexually transmitted and blood-borne infections in 
Atlantic Canada in order to position ourselves to provide effective and efficient services to those most 
affected by these diseases into the future.  

We hope to engage stakeholders in critically examining how sexually transmitted and blood-borne infections, 
service needs and community-based resources will evolve, and how we can be strategically prepared to meet 
the demands of these changes. Ultimately, this project will help us respond to the changing environment into 
the future.  

 

Review Consent Form  

Before we begin, we will review the consent form. [Go through major content areas, then ask for signatures. 
Provide participant with a copy to take with them.]   

The interview will probably take about one hour – does that work for you? I will be audiotaping the interview 
as well as taking notes. We won’t use any information that identifies any particular person. If you don’t feel 
comfortable answering a question, you don’t have to. You can leave any time you like.  

Are there any questions before we get started? 

Perhaps we could begin by having you tell me about the position that you hold in your organization.  

 

1. CLIENTS’ NEEDS 

1.1. What are the broad categories of clients whom you refer to community based organizations for 
services and programs targeting populations with sexually transmitted and blood-borne infections 
(e.g. HIV/AIDS, Hepatitis C)? 

1.2. Please tell me about the current programs and services your agency/organization offers these clients. 

1.3. How do you work together with the relevant community based organizations to meet these clients’ 
needs?  

1.4. What are some of the current strengths of this referral system? 

1.5. Are there any gaps in how you link and coordinate programming/services with these community 
based organizations? 

1.5.1. What could be improved? 

1.6. What resources and/or changes would need to take place for you to address these gaps? 

1.6.1. Probe: what would consolidate linkages? 

 

2. HISTORY & EXPERIENCE OF CHANGE 

2.1. How many years have you been involved in this work?  
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2.2. What are some of the changes you’ve seen in how services and programs are delivered to clients 
with sexually transmitted and blood-borne infections (e.g. HIV/AIDS, Hepatitis C)? 

2.3. Over time, what has or hasn’t improved with respect to: 

2.3.1. Service/program delivery 

2.3.2. Service/program funding 

2.3.3. Better or worse for whom? The clients? The organization? The employees? Everybody?  

2.4. What do you think are the causes for this? 

 

3. IDEALS & HOW WOULD YOU CHOOSE TO ORGANIZE THE SYSTEM 

3.1. In your opinion, what is the best way to deliver services to those at risk of or living with sexually 
transmitted and blood-borne infections including HIV/AIDS and Hepatitis C? 

3.1.1. What would this look like for your organization? 

3.1.2. What would have to change for this to come about? 

3.2. If you were in charge of setting up how services and programs are delivered for people with sexually 
transmitted and blood-borne infections (e.g. HIV/AIDS and Hepatitis C) in this 
town/city/province/region, what would you do the same or differently from how you see things 
being done now? 

 

4. THE FUTURE  

4.1. What are the hopes of your organization for the future which are relevant for serving clients with 
sexually transmitted and blood-borne infections (e.g. HIV/AIDS, Hepatitis C)? 

4.2. What do you think is needed in terms of knowledge (and research) to realize those hopes relevant 
to clients with sexually transmitted and blood-borne infections (e.g. HIV/AIDS, Hepatitis C)? 

4.3. What do you think is needed in terms of resources to realize those hopes? 

4.4. What are your fears concerning the future of your organization with respect to clients with sexually 
transmitted and blood-borne infections (e.g. HIV/AIDS, Hepatitis C)? 

 

5. Organization 

5.1 Is there anything that makes living with _____ (HIV/AIDS, Hepatitis C, sexually transmitted infections) 
different/unique from other health issues?  

5.2 If so, how do you think organizations should be set up to meet these unique needs? 

5.2.1 Probe: Should organizations be set up to solely deal with one disease? 

 

6. ANYTHING ELSE? 

6.1 Do you have any further comments or suggestions on how programming and services could be 
improved for clients with sexually transmitted and blood-borne infections (e.g. HIV/AIDS, Hepatitis 
C), for your organization, for your province? 
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APPENDIX F:  PARTNERSHIPS 

During the interviews, PHAC funded organizations and their partners were asked which other organizations they worked with to provide services 
to their clients or to expand the reach of their programs. Their responses are listed below by province:  

PEI NB NS NL 

 Adventure Group 

 AIDS PEI 

 Anderson House 

 Best Start 

 Brain Injury Association 

 Churches 

 Family Violence Prevention 

 Food bank 

 Health PEI: Addiction Services 

 Health PEI: Methadone 
Maintenance Treatment 
program 

 Health PEI: Richmond Centre 

 Native Council of Prince 
Edward Island - Hep’d Up on 
Life 

 Infectious disease specialists in 
Moncton and Halifax 

 NNADAP (National Native 
Alcohol and Drug Abuse 
Program) 

 PEI Child and Family Services 

 PEI Social Assistance 

 Pharmacies 

 St. Paul's Church Justice 
program (?) 

 AIDS Moncton 

 AIDS New Brunswick 

 AIDS Saint John 

 Capital Regional Mental Health 
Association 

 Community Action Group 
Against Homelessness 

 Community Kitchen 

 Community Partners for Health 
Committee 

 Coverdale Centre for Women 

 Department of Social 
Development 

 Family and Sexual Health (?) 

 Grace House 

 Great Saint John Homelessness 
Steering Committee 

 Healing Our Nations 

 Housing Alternatives- 
Organized Departure Program 

 Live-in detox residency (?) 

 Mental Health and Addictions 

 Multi-cultural Association 

 NB Addiction and Mental 
Health Services 

 NB Association of Community 
Living  

 Access 808 (Youth Access 
Center, Sydney)  

 ACNS (AIDS Coalition of 
Nova Scotia) 

 Addiction Services 

 Addiction Services Cape 
Breton 

 Adsum House 

 African Diaspora 
Association of The 
Maritimes  

 AIDS Coalition of Cape 
Breton 

 Cape Breton Centre for 
Sexual Health 

 Cape Breton District 
Health Authority 

 Cape Breton University 

 Capital District Health 
Authority  

 CATIE 

 Churches, local to clients 

 Correctional Services (NS) 

 Crosby House 

 Department of 
Community Services 

 Direction 180 

 Elizabeth Fry Society 

 ACNL (AIDS Committee of 
Newfoundland and 
Labrador) 

 Choices for Youth 

 Department of 
Community Health and 
Services 

 Department of Long-Term 
Care 

 Humberwood 

 Kerby House 

 Planned Parenthood 

 Seniors Caregivers 
Network 

 Seniors Resource Centre 

 Sexual Health Clinic 

 Street Outreach 

 The Eastern Health 
Authority 

 The Women’s Centre 

 Thrive 

 YMCA 

 Youth Centres 

 YWCA 
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PEI NB NS NL 

 New Brunswick Association of 
Food Banks 

 NB Housing and Social 
Development 

 Outflow 

 Reconnect (YMCA) 

 Ridgewood 

 Saint John Non-Profit Housing 

 Salvation Army 

 Salvus Clinic 

 Sex Trade Action Committee 

 Sexual Assault Crisis 

 Sexual Health Coalition 

 Shelters 

 STAR Network 

 Sun Network 

 UNB Community Health Centre 

 Victoria Health Centre 

 Youth in Transition 

 Every Woman’s Centre 

 Feed Nova Scotia 

 GAHPS (Gender and 
Health Promotion Studies) 
Unit (Dalhousie) 

 Gisèle Belliveau-Gould 
(Correctional Service of 
Canada) 

 Halifax Housing Help 

 Halifax Sexual Health 
Centre 

 Health Association of 
African Canadians 

 Infectious Disease Clinic 

 Liver Clinic 

 Mainline Needle Exchange 

 Micmac Native Friendship 
Centre 

 MOSH (Mobile Outreach 
Street Health) 

 North End Community 
Health Centre 

 Northern AIDS 
Connection Society 

 Nova Scotia Advisory 
Commission on AIDS 

 Nova Scotia Advisory 
Council on the Status of 
Women 

 Nova Scotia Mental 
Health and Addiction 
Services 

 Nova Scotia Rainbow 
Action Project 
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PEI NB NS NL 

 Nova Scotia Advisory 
Council on the Status of 
Women 

 prideHealth (CDHA) 

 Public Health Services, 
Cape Breton DHA 

 Stepping Stone 

 The Youth Project 

 Transition House  

 VON (Victoria Order of 
Nurses) Cape Breton 
Metropolitan Area District 

 


