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EXECUTIVE SUMMARY
The Alberta Community HIV Fund (ACHF) engaged PRA Inc. to conduct a study to determine Aboriginal preferences for accessing and receiving HIV/AIDS information and services off-reserve. The target population for the consultations included, but was not limited to, Aboriginals living off-reserve who are intravenous drug users, two-spirited, sex trade workers, or HIV positive.

Methodology
In recognition and respect of the culture and traditions of Aboriginal people, the project began with a pipe ceremony in Edmonton. The methodology for the study comprised the following tasks: a group consultation with and an email survey of ACCH members; a document and literature review to summarize what is known about HIV/AIDS in the Aboriginal community; key informant interviews with community-based organizations; and group discussions with Aboriginal people in High Level, Grande Prairie, Edmonton, Red Deer, and Calgary. In total, the group discussions involved 87 participants and an additional group was held with approximately 40 participants. The final report was submitted to the project Advisory Committee and presented to the ACHF Provincial Population Health Consortium. The project concluded with a smudge.

Findings

AIDS Service Organizations (ASOs) provide a wide range of HIV/AIDS information and services to their clients including education and awareness, professional support and counselling, harm reduction services, and referrals. Most, if not all, of these organizations have Aboriginal clients. Some of them provide information and services specifically for Aboriginal people such as posters, brochures, and flyers with pictures of Aboriginal people; brochures referencing Aboriginal culture and traditions; access to Aboriginal units and/or Aboriginal staff members; and access to Elders and cultural facilitators.
Some ASOs have well-established, long standing relationships with Aboriginal organizations and can therefore refer their clients to Aboriginal resources. Other organizations, however, have yet to begin, are in the early stages of, or have had difficulty forming relationships with Aboriginal organizations. Some of the ASOs who have not attempted to form these relationships stated that it is not part of their mandate. Others who are finding it difficult to form relationships either said they do not have an “in” with the reserves, their funding does not allow them to go on-reserve, or they do not have the resources to devote to building the relationship. 

It is important for those providing HIV/AIDS information and services to Aboriginal people to recognize that not all Aboriginal people share the same connection with their culture or follow the same teachings and traditions. Some Aboriginal people may actively participate in their culture and others have limited or no knowledge of their culture and are not interested in pursing traditional teachings or practices. Additionally, the teachings and traditions of Aboriginal people vary by nation, both within Alberta and across North America. The implication for service organizations is that they cannot generalize about Aboriginal people; the desire for and definition of “culturally appropriate” information and services can vary for each Aboriginal person the service organization encounters.
In most of the group discussions with Aboriginal people, the first comments that participants had about HIV/AIDS are related to the stigma attached to the disease. They said that HIV/AIDS is “not something that is talked about.” Participants explained that because of the stigma attached to HIV/AIDS, many people who are living with HIV/AIDS will not tell their family members or friends they are infected and will isolate themselves. 

It is important to note that the stigma associated with HIV/AIDS is not only present within Aboriginal communities, it is also present within cities and the medical community. Several participants experienced discrimination at health-care facilities. They indicated that the discrimination stemmed from several fronts, including being someone who was living with HIV/AIDS, being an Aboriginal person, and being economically disadvantaged. 

A lack of awareness and knowledge of HIV/AIDS among Aboriginal people is present in all age groups. Based on the participants in the groups and their comments, elders appear to have the least awareness about what HIV/AIDS is, how you get it, and how it is treated. However, there is also a serious lack of knowledge and awareness among youth. Most of the youth who engage in at-risk activities said the best source of information on HIV/AIDS is correctional facilities. 
Participants indicated that it can be difficult for Aboriginal people who communicate in traditional languages to discuss HIV/AIDS. There are hundreds of Aboriginal languages spoken across Canada and few of them, if any, have a word for HIV/AIDS. Many people admitted that they first heard about HIV/AIDS when either they became infected or someone they knew became infected. For them, this was the first time it became important to learn about the disease. 

Participants asserted that organizations involved in helping people who are living on the streets, disadvantaged, or dealing with addictions have opportunities to educate individuals about HIV/AIDS. One of the groups involved in the study included people enrolled in a residential addictions treatment facility; few of the participants recalled receiving or seeing any information about HIV/AIDS at the centre. Examples of other organizations that participants believe could be more active in providing information on HIV/AIDS are food banks, needle exchanges, etc.

Individuals who are living with HIV/AIDS said that their disadvantaged socio-economic status complicates their efforts to deal with the disease. People said that once they are identified as infected, it becomes even more difficult to meet their daily needs. Many of the participants who are living with HIV/AIDS spoke of being evicted from their apartments or losing their jobs once it became apparent that they were positive. 
For many participants, meeting their daily needs is their first priority, and protecting themselves from contracting HIV/AIDS is not something they regularly think about. In addition, many of the people who are at risk of contracting HIV/AIDS are involved in mind-altering activities, such as intravenous drug use or alcohol abuse. These activities place them at greater risk of becoming infected because they are not always aware of their actions. Others may knowingly engage in risky behaviour, such as those in the sex trade.

Participants believe that raising awareness of and educating people about HIV/AIDS is important. They offered several general comments about how organizations should provide information and services: facilities should be welcoming and located in areas where the at-risk population is present; clients should be treated respectfully regardless of their race, socio-economic status, and health status; information should be provided in writing and verbally; information should be easily understandable and relatable; and someone with first-hand experience should provide the information, for example, someone who has lived an at-risk lifestyle or someone who is living with HIV/AIDS. 
Several participants expressed interest in becoming an advocate for people living with HIV/AIDS and educating people about the disease and prevention and treatment options. Although they believe this is beneficial work and that it is one of the best ways of reaching people, they did not know how to become involved in this type of work. Another barrier to becoming involved in awareness and education building activities is the health of the individual. Many people who are living with HIV/AIDS are also living with other diseases, such as Hepatitis C, and may find it difficult to have the physical strength and intellectual capacity to give presentations. 

Participants discussed what makes information and services culturally appropriate. Those who desire culturally-appropriate information and services spoke of the importance of ties to Aboriginal people. This may involve several different approaches such as including pictures of Aboriginal people in brochures, commercials, and other media; providing information and services in Aboriginal languages; and relating information and services to Aboriginal teachings. Many participants indicated that they would prefer to receive information and services from another Aboriginal person. 

Recommendations
The following are recommendations for consideration in the development of future initiatives and programs aimed at providing HIV/AIDS information and services to Aboriginal people.
1. Any future activity relating to HIV/AIDS awareness and education should be evidence-based and aimed at all segments of the Aboriginal population. 

2. Consultations should be held and an ongoing relationship should be developed with high profile and influential provincial Aboriginal organizations (e.g., the Alberta Native Friendship Centres Association and the Métis Nation of Alberta) and provincial representatives of national Aboriginal organizations (e.g., the Canadian Aboriginal AIDS Network).

3. Aboriginal organizations should receive some guidance on how to meet the funding eligibility requirements. 

4. Cultural awareness training should be provided to non-Aboriginal organizations who serve a large number of Aboriginal clients.

5. Non-Aboriginal organizations should continue to use Aboriginal units and/or engage Aboriginal people to deliver information and services to other Aboriginal people where possible.
1.0 Introduction
The Alberta Community HIV Fund (ACHF) is “a joint community/provincial/federal fund disbursement model developed through consultation with representatives from Alberta community-based HIV organizations, persons living with HIV/AIDS, the regional health authorities, and provincial and federal health departments”
 that merged the Public Health Agency of Canada’s guidelines for the AIDS Community Action Program (ACAP) and Alberta Health and Wellness’ guidelines for community organization grants for HIV Community Care and Support and for the Prevention and Control of HIV.
 

The ACHF’s objectives are to:

· simplify and increase the transparency of the funding allocation process in accordance with community needs
· improve coordination among HIV programs and services
· increase community involvement and improve use of community resources

· limit program and service duplication

· increase opportunities to access additional funds.
 

The ACHF engaged PRA Inc. to conduct a study to determine Aboriginal preferences for accessing and receiving HIV/AIDS information and services off-reserve.

1.1 Outline of the report

Section 2 describes the methodology used to conduct the study. Section 3 provides the context for the study by providing a brief overview of Aboriginal people in Canada, providing an overview of impact of the HIV/AIDS epidemic on Aboriginal people, and describing Alberta’s Aboriginal population. Section 4 details the findings of the study. Section 5 summarizes and concludes the report. Finally, Section 6 offers recommendations for consideration. 

2.0 Methodology

A six-member Advisory Committee oversaw this work. Its responsibilities included reviewing and approving the methodology for the study and the reports on its findings. The Advisory Committee comprised representatives of the following organizations:

· ACHF Provincial Consortium

· Alberta First Nations and Inuit Health Branch

· Alberta Community Council on HIV (ACCH)

· Alberta Health & Wellness (ex-officio)
· Public Health Agency of Canada (ex-officio)
To begin the project, the Advisory Committee and the consultant attended a pipe ceremony in Edmonton. In recognition and respect of culture and traditions of Aboriginal people, the ceremony offered prayers in support of the research objectives and process, for the individuals conducting the research, and for the people whom the research is to support and benefit. The ceremony also set the stage for completing the research in a manner that is respectful, culturally-sensitive, and inclusive of the community and its people. An Aboriginal member of the Advisory Committee who is a pipe carrier and an Aboriginal member of the consulting team conducted the ceremony. 

The methodology for the study comprised five tasks, which Table 1 lists and describes. 

	Table 1: Methodology tasks

	Task
	Description

	Group consultation with ACCH members
	The consultant attended a meeting in Red Deer, Alberta on October 17, 2007 to meet the ACCH membership. At the meeting, the consultant provided the ACCH membership with an overview of the planned research. The consultant conducted a group consultation with the members to learn about their organization’s services and clients, and to determine whether their organization could help organize group discussions with Aboriginal people.

	Document and literature review
	The document and literature review summarized what is known about HIV/AIDS in the Aboriginal community, provided a description of the ACHF and its guiding principles, reviewed the results of a 2005 evaluation of the funding model, and described some of the projects targeting Aboriginal people/communities that have been funded through the ACHF.

	Consultations with organizations
	Consultations with organizations included two data collection methods:

· Survey of ACCH members. Following the group consultation with the ACCH members, the members expressed interest in providing additional information about their programs and services to the research team; therefore, the consultant emailed the organizations a written questionnaire.

· Interviews with organizations. The consultant conducted telephone interviews with AIDS, Aboriginal, and other service organizations. (Where possible, the interviews were completed in-person during visits to five cities.)

	Group discussions
	The consultant conducted group discussions with Aboriginal people from the following groups: Aboriginals living off-reserve who are intravenous drug users, two-spirited, sex trade workers, or HIV positive. A total of twelve group discussions were held across the following five sites: High Level, Grande Prairie, Edmonton, Red Deer, and Calgary. Each discussion was about one hour in length and each participant received a $25 honorarium for their contribution. In total, the discussions involved 87 participants and an additional group was held with approximately 40 participants.

	Reporting presentation and closing ceremony
	The consultant prepared a final report on the findings of the study. A draft report, including recommendations, was submitted to the Advisory Committee for review and comment. Based on the Committee’s feedback, the report was revised.

The final report was presented to the ACHF Provincial Population Health Consortium in Edmonton on February 29, 2008. The project concluded with a ceremony.


The data collection instruments appear in Appendix B. 
3.0 Context

This section provides a brief history of Aboriginal people in Canada, discusses the HIV/AIDS epidemic and its impact on Aboriginal people, and describes Alberta’s Aboriginal population.
3.1 Brief overview of Aboriginal people in Canada
To fully comprehend the situation of Aboriginal people in Canada, it is important to understand the colonial relationship between Aboriginal people and the larger Canadian society.
 Colonialism defines society through its institutions, history, and discourse and through the development of policies designed to address how individuals should absorb themselves into the fabric of society. Policies of assimilation materialized first, in the form of Indian residential schools and later in the removal of Aboriginal children from their homes by the Child Welfare System, in what is commonly referred to in Canada as “The Sixties Scoop.”
The goal of the Indian residential schools was to expedite the assimilation process; over 100,000 Aboriginal children attended residential schools throughout Canada. The goal of the residential school policy developed by the Federal government was to “protect” and “save” Aboriginal children from their own families/communities/beliefs and indoctrinate them with Christian religion, ultimately transforming them into “employable citizens.”
 If family members were unemployed, did not attend a local church, or chose to engage in traditional Aboriginal life (i.e. the use of local language and culture), then their children were at risk of being sent to a residential school. As the traditional Aboriginal economy was the primary method of survival, the risk of children having to attend Residential school was great.

Residential schools were contracted to various organized religious groups throughout Canada.  Through the thousands of stories shared by Aboriginal people who attended these institutions, the stories of the unhealthy school environment have been unearthed. In the residential schools, children were overworked and hungry, and abused emotionally, spiritually, physically, and sexually.

One of the major features of the schools was the rigidity of the structure. This rigidity created institutionalized people who could not cope with parenting or often could not transition back to their own communities. These experiences created a forced separation that has destroyed the relationships between generations and has contributed to community and family conflict.
 In the 1960s, residential schools began to close but the residual effect of their presence continues to the present day for survivors and families.

In the 1960s, Aboriginal children were again removed from their traditional Aboriginal homes, but this time the removal was carried out by the Child Welfare System. The shift was made from mass warehousing of Aboriginal children in institutional placements (i.e., the Residential schools), to a more individualistic approach to child apprehension. Aboriginal children were removed from their communities by government workers and placed for adoption with non-Aboriginal families in communities, sometimes outside of Canada, as a means of “protecting” children. The child welfare workers drew their knowledge from a different class structure, and did not know that poverty, not necessarily unsafe living conditions, served as the pivotal point of entry into the system. This situation, coupled with the residential school experience, led to the loss of parenting skills and, for many children, the further loss of their language, culture, and connection to extended family members and community. This situation has also limited the ability of parents to teach their children about Aboriginal healing and how to engage in their own health care. Health from an Aboriginal perspective is a balance of the mind body and spirit with interconnect to nature community and extended family. The social supports and interpersonal sharing is necessary in the development of Aboriginal expression. As a result of a shift to a western approach, these opportunities for healthy development have become arrested. The legacy of their experience has, in a large part, contributed to such consequences as Aboriginal people being over-represented in many areas, including the criminal justice system, the child welfare system, and the health system. 
Increasingly, unique contextual factors surrounding Aboriginal HIV/AIDS have been recognized. A Canadian HIV/AIDS Legal Network and the Canadian Aboriginal AIDS Network discussion paper on discrimination, HIV/AIDS, and Aboriginal people notes that Aboriginal people who have or are affected by HIV/AIDS are often discriminated against, based not only on their HIV/AIDS status, but also on the basis of their sexuality, their gender, their drug use, and their cultural background. This discrimination is rooted in a history of oppression and racism, which have in turn been factors in the disproportionate impact that HIV/AIDS has had on the Aboriginal community. In order to address the discrimination Aboriginal people living with HIV/AIDS face, it was concluded that there is a need to provide education to combat misinformation about HIV/AIDS; to engage Aboriginal leaders in HIV/AIDS issues in order to overcome homophobia, AIDS phobia, and stigma associated with issues of sexuality and lifestyle; and to ensure Aboriginal control and participation in HIV/AIDS prevention and awareness measures.

Overall, what the National Aboriginal Council on HIV/AIDS (NACHA) terms the “Aboriginal reality” includes not only high rates of disease (including HIV/AIDS), homophobia, and internalized racism, but also loss of language and land base; lack of economic opportunities; lower educational attainment and employment; sub-standard living conditions; poor nutrition, high rates of abuse among Aboriginal women and children; lower life expectancy; high rates of suicide, substance abuse, homelessness, mental illness, incarceration, and Fetal Alcohol Spectrum Disorder; a disproportionate participation in the sex trade; disparities in access to health care, post secondary education, and housing; and a lower life expectancy compared to Canadians generally. In addressing HIV/AIDS among Aboriginal people, it is important to be aware of these contextual factors and to recognize that HIV/AIDS cannot be viewed in isolation, while also ensuring the Aboriginal worldview, with its focus on kinship, family, and the interconnectedness of all life, is respected.

3.2 HIV/AIDS epidemic and Aboriginal people

Data about the HIV/AIDS epidemic among Aboriginal people in Canada is incomplete as many Aboriginal people do not get tested, and not all of those who are tested identify themselves as Aboriginal people. The data that are available, however, demonstrate that the HIV/AIDS epidemic among Aboriginal Canadians is unique and complex. The National Aboriginal Health Organization (NAHO) notes that Aboriginal people are more vulnerable to HIV infection than the general Canadian population.
 More specifically, the statistics indicate the following:

· Aboriginal people are overrepresented in the HIV epidemic. From 1998 to 2003, Aboriginal people comprised 23.4% of positive HIV test reports, whereas they made up only 6.0% of the population in the provinces and territories that report ethnic information along with positive HIV tests.
 

· Aboriginal people comprise a growing proportion of positive HIV reports and reported AIDS cases. In 1998, 18.8% of positive HIV test reports for which ethnicity data were available were among Aboriginal people; in 2003, this had increased to 25.3%. Before 1993, 1.2% of reported AIDS cases for which ethnicity data were available were among Aboriginal people; in 2003, this had increased to 13.4%.

· Injected drug use is the main mode of HIV transmission in the Aboriginal community. Of the HIV reports on Aboriginal peoples for whom the exposure category was known, 
 60.1% were users of injected drugs, indicating that this was the most common means through which HIV was transmitted among Aboriginal peoples (from 1998 to 2003). In contrast, among non-Aboriginal people, use of injected drugs accounted for about 30% of positive HIV test reports, and the most common exposure category was men who have sex with men (about 35%, compared to less than 10% among Aboriginal people).

· Aboriginal females are significantly impacted by HIV/AIDS. From 1998 to 2003, 44.6% of positive HIV test reports among Aboriginal people (where gender was known) were for females, compared to only 20% among non-Aboriginal people. Before 1993, females comprised 11.9% of reported AIDS cases among Aboriginal people (where gender was known); in 2003, this had increased to 44.0%.

· Aboriginal people are diagnosed with HIV at a younger age than non-Aboriginal people. Among Aboriginal people, youth (those under 30) accounted for 31.4% of positive HIV test reports from 1998 to 2003, compared to 21.5% among non-Aboriginal people. 

3.3 Alberta’s Aboriginal population

Alberta’s Aboriginal population, the third largest of all Canada’s  provinces and territories, was 156,225 in 2001 and comprised 84,995 North American Indian people, 66,060 Métis people, and 1,090 Inuit. Alberta’s Aboriginal population grew by 27% from 1996 to 2001. The vast majority of Aboriginal people (76%) live off-reserve, and this population is relatively young, with half (51%) under the age of 25. In 2001, almost half (47%) of the off-reserve Aboriginal population were living in large urban centres of over 100,000 people. The Edmonton Census Metropolitan Area (CMA), where Aboriginal people constitute 4.4% of the total population, has the largest Aboriginal population at 40,930 (2001), and Calgary has an Aboriginal population of 21,910. From 1981 to 2001, the Aboriginal populations of Edmonton and Calgary increased by 205% and 213% respectively. It should be noted, however, that the off-reserve Aboriginal population is highly mobile, with 63% having moved at least once between 1996 and 2001.

There are 44 First Nations in three treaty areas in Alberta. Treaty 6 covers central Alberta (and Saskatchewan), Treaty 7 covers southern Alberta, and Treaty 8 covers portions of northern Alberta (as well as parts of BC, Saskatchewan, and NWT). The most commonly spoken First Nations’ languages are Blackfoot, Cree, Chiweyan, Dene, Sarcee, and Stoney (Nakoda Sioux).
 Over half of Alberta’s North American Indian population live off-reserve, however, and the vast majority of this population live in large urban areas. The majority of Métis and Inuit live in urban settings (census metropolitan areas or urban settings); only 27% and 11% respectively live in rural areas (2001).

As in Canada overall, Aboriginal people are over-represented in the HIV epidemic in Alberta. In 2001, the Aboriginal population (First Nations, Métis, and Inuit) made up 5.3% of Alberta’s total population.
 That same year, they made up 34.5% of newly reported HIV cases. In 2006, the percentage of newly reported HIV cases in Alberta among Aboriginal people fell to 22.9%.
 However, for reasons mentioned in Section 3.2, these figures may not accurately reflect the prevalence of HIV/AIDS in Aboriginal people in Alberta.
4.0 Findings

This section provides the results of consultations with AIDS and other service organizations and group discussions with Aboriginal people living off-reserve.
4.1 Efforts to provide information and services to Aboriginal people

Organizations in Alberta have made various attempts to provide HIV/AIDS information and services to residents, including Aboriginal people. In some cases, the organizations have made a concerted effort to reach Aboriginal people, and in other cases Aboriginal people simply happen to form part of their client base. This section identifies the efforts of AIDS and other service organizations to reach Aboriginal people and describes some of the projects for Aboriginal people living off-reserve that the ACHF has funded.
4.1.1 AIDS and other service organizations

Numerous organizations in Alberta provide residents with HIV/AIDS information and services. This includes AIDS service organizations (ASOs), Aboriginal AIDS service organizations (AASOs), other service organizations, and other Aboriginal organizations. Some of these organizations explicitly include the provision of HIV/AIDS information and services in their mandate whereas other organizations may only provide HIV/AIDS information and services to their clients as the need arises.

Available information and services

ASOs provide a wide range of HIV/AIDS information and services to their clients. Some ASOs may be more active and provide more resources than others. They also serve varying sizes of populations. Examples of information and services that ASOs may provide to their clients include: 
· Education and awareness, such as general information about the disease, its prevention, and its treatment. (ASOs may make this information available via printed brochures, the Internet, one-on-one counselling, group discussions, oral presentations, etc.)
· Professional support and counselling and access to peer support
· Limited access to financial resources for issues directly related to HIV or Hepatitis C virus (HCV) status (especially access to medical treatment), when no other avenue is available.
· Harm reduction services such as needle exchanges and condom distribution
· Referrals to HIV clinics, other social service agencies, and Aboriginal organizations.

Information and services for Aboriginal people

Most, if not all, of these organizations have Aboriginal clients. Some organizations, especially those where a large percentage of their client base is Aboriginal, provide information and services specifically for Aboriginal people. Examples include:
· Posters, brochures, and flyers with pictures of Aboriginal people

· Brochures referencing Aboriginal culture and traditions

· Aboriginal units and/or Aboriginal staff members

· Access to Elders and cultural facilitators
· Organizing feasts, round dances, etc.

· Transportation to cultural events such as sweats

· Referrals to Aboriginal organizations such as Native Friendship Centres

· Setting up booths or conducting presentations at Aboriginal conferences

Some organizations worked with Aboriginal people to develop the Aboriginal-specific information and services offered, and a few organizations have provided their staff with Aboriginal awareness training. While some organizations do not provide information and services specifically for Aboriginal people, they may work in partnership with Aboriginal agencies to obtain the required information or provide the required service. 

Relationships with other service organizations

Many HIV/AIDS organizations work together and make cross-referrals to other health or social services. Nevertheless, tension exists among some of the organizations. This results, in part, from differences in philosophical beliefs and approaches to assisting clients. It also results from competitiveness for clients and non-ACHF sources of funding.

Some organizations also believe that a separation exists between mainstream and Aboriginal organizations; this has created resentment among some of the latter group. One key informant went so far as to note that no Aboriginal HIV/AIDS organizations are members of the ACCH. Although the ACCH does not exclude Aboriginal organizations from membership, in 2007, the Aboriginal organizations that applied for membership did not meet the eligibility criteria.


Relationships with Aboriginal organizations and communities

Some ASOs have well-established, long standing relationships with Aboriginal organizations and therefore can refer their clients to Aboriginal resources. Examples of Aboriginal organizations that ASOs have relationships with include the Métis Local and the Regional Council, Native Friendship Centres, and various on-reserve service providers (such as health services and youth services).

Other organizations, however, have yet to begin, are in the early stages of, or have had difficulty forming relationships with Aboriginal organizations. Some of the ASOs who have not attempted to form these relationships stated that it is not part of their mandate. Others who are finding it difficult to form relationships either said they do not have an “in” with the reserves, their funding does not allow them to go on-reserve, or they do not have the resources to devote to building the relationship. 
Several of the ASOs seem to equate providing information and services to Aboriginal people with going on-reserve and do not consciously recognize that many Aboriginal people live off-reserve or use off-reserve resources. Although the ACHF-funding that ASOs receive is for off-reserve work, some ASOs have been invited onto the reserves to conduct presentations to and workshops with Elders, agency staff, and residents; this on-reserve work focuses on community awareness and education rather than the individual.


Gaps in information and services for Aboriginal people

ASOs identified several gaps in HIV/AIDS information and services for Aboriginal people. One of the key gaps relates to the accessibility of information and services. ASOs noted that their clients have said that HIV/AIDS information and services are not readily available on-reserve and in rural areas; it is only available in the cities, so that is where they go. As mentioned above, ASOs acknowledge the need for information and service provision on-reserve; however, they are not always in a position to provide the required information and services, either because it is not in their mandate, they do not have the resources, or they are not welcome. ASOs believe that links with FNIHB and off-reserve Aboriginal organizations may help bridge this gap.

ASOs also noted the opportunity to incorporate traditional teachings such as the medicine wheel in the HIV/AIDS information they provide to Aboriginal clients. Other agencies indicated that they offer information and services in a holistic way, and are not able to meet all individuals’ cultural needs, whether they are Aboriginal or not. Some mentioned that despite these gaps, they have not received negative feedback on cultural issues through their client satisfaction surveys. 
4.1.2 ACHF projects

Previously, in addition to providing funding to mainstream organizations with a primary mandate to provide HIV/AIDS services to the general population or to a variety of target groups, including Aboriginal people, the ACHF funded several time-limited projects that target Aboriginal people and communities exclusively. However, effective April 1, 2007, the ACHF moved funds allocated to the project stream to the operational stream. It considered the following factors in making this decision:

“It has been determined that provincial and federal funding to ACHF will not increase until 2008 ... This recommendation is congruent with the Voluntary Sector Initiative, Code of Good Practice in Funding which notes: 

· issues of longer-term nature (e.g., racism, climate change, HIV/AIDS) require longer term funding commitments;

· funding should include allowable infrastructure costs (e.g., facilities, human resources) which enable the voluntary sector to develop and maintain their expertise.”

Appendix C provides an overview of the Aboriginal-related projects previously funded.
4.2 Aboriginal preferences for accessing information and services

This section reports on the findings of the group discussions with Aboriginal people.

Cultural connection
In reviewing the findings in this section, readers should bear in mind that not all Aboriginal people share the same connection with their culture. Aboriginal people’s connection to their culture can be viewed along a continuum, as illustrated below.
	
	
	

	Traditional
	
	Non-traditional


Some Aboriginal people may actively participate in their culture and others have limited or no knowledge of their culture and are not interested in pursing traditional teachings or practices. Additionally, Aboriginal people who are at the same point along the continuum do not necessary follow the same teachings and traditions. The teachings and traditions of Aboriginal people vary by nation, both within Alberta and across North America. The implication for service organizations is that they cannot generalize about Aboriginal people; the desire for and definition of ‘culturally appropriate’ information and services can vary for each Aboriginal person the service organization encounters.

Stigma attached to HIV/AIDS

In most of the group discussions, the first comments that participants had about HIV/AIDS are related to the stigma attached to the disease. They said that HIV/AIDS is “not something that is talked about.” Many respondents indicated that the stigma is so great in some communities that just by talking about HIV/AIDS or being seen reading a brochure about HIV/AIDS, community members will believe you are infected and will shun you from the community. 
Many of the participants knew someone who was living with HIV/AIDS or were living with the disease themselves. Several of these people told stories of their family and friends discriminating against them. Some of them said they were no longer welcome at home or if they were accepted into the house, their families would make comments such as “burn the sheets” or “break the dishes.” They spoke of their family and friends becoming afraid to be near them, touch them, or breathe the same air as them. They said that HIV/AIDS is a very lonely disease.

Participants explained that because of the stigma attached to HIV/AIDS, many people who are living with HIV/AIDS will not tell their family members or friends they are infected and will isolate themselves. Those who leave their communities tend to go to the city, because that is where they can access HIV/AIDS information and services and find other people who are going through the same experience.

It is important to note that the stigma associated with HIV/AIDS is not only present within Aboriginal communities, it is also present within cities and the medical community. As on reserves, people spoke of not wanting to be seen reading brochures for fear of being labeled as someone who is living with HIV/AIDS. They also told of not wanting to be seen going into ASOs or participating in AIDS awareness activities or events. For example, a group of youth participated in a project to develop a music video on HIV/AIDS; some of the youth approached to participate in the video declined because their involvement in the video might lead others to label them as someone who has HIV/AIDS.

Several participants experienced discrimination at health care facilities. They indicated that the discrimination stemmed from several fronts, including being someone who was living with HIV/AIDS, being an Aboriginal person, and being economically disadvantaged. Participants spoke of being made to feel worthless and being humiliated. Some examples that people provided were not being allowed to sit in the waiting room, and instead being placed in isolation; being made to wear a mask and gown themselves and having the medical staff and any visitors also fully gowned and masked; and medical staff acting afraid to touch and interact with the them. In addition to suffering this emotional abuse, participants said that it can be difficult to access doctors that specialize in HIV/AIDS and that they are sometimes refused medical procedures they require. One participant also spoke of being unnecessarily surgically sterilized because of her HIV-positive status. Participants said that the poor treatment they receive from medical facilities make them embarrassed and reluctant to seek any medical attention they may require. 


Awareness and knowledge of HIV/AIDS

A lack of awareness and knowledge of HIV/AIDS among Aboriginal people is present in all age groups. The participants in the groups represented various ages, from youth to elders. Based on the participants in the groups and their comments, elders appear to be the least aware of HIV/AIDS, including what it is, how you get it, and how it is treated. However, there is also a serious lack of knowledge and awareness among youth. 
Many youth recalled learning about HIV/AIDS in school, but said it was something they may have talked about in one class. Most of the youth who engage in at-risk activities said the best source of information on HIV/AIDS is correctional facilities. 
Participants asserted that organizations involved in helping people who are living on the streets, disadvantaged, or dealing with addictions have opportunities to educate individuals about HIV/AIDS. One of the groups involved in the study included people enrolled in a residential addictions treatment facility; few of the participants recalled receiving or seeing any information about HIV/AIDS at the centre. While one participant found several brochures at the centre, the vast majority of the participants were not aware that these brochures were available. The residents indicated that the centre has a captive audience that would be receptive to hearing from guest speakers on topics such as HIV/AIDS. Examples of other organizations that participants believe could be more active in providing information on HIV/AIDS are food banks, needle exchanges, etc.

Ability to discuss HIV/AIDS

Participants indicated that it can be difficult for Aboriginal people who communicate in traditional languages to discuss HIV/AIDS. There are hundreds of Aboriginal languages spoken across Canada and few of them, if any, have a word for HIV/AIDS. Those who speak traditional languages often refer to HIV/AIDS as “the death” or “a sickness in the blood.”

Many people admitted first hearing about HIV/AIDS when either they became infected or someone they knew became infected. For them, this was the first time it became important to learn about the disease. Their delay in becoming aware of HIV/AIDS may be linked to the lack of ability and reluctance to talk about HIV/AIDS.


Linkages between socioeconomic status and HIV/AIDS

Individuals who are living with HIV/AIDS said that their disadvantaged socio-economic status complicates their efforts to deal with the disease. People said that once they are identified as infected, it becomes even more difficult to meet their daily needs. Many of the participants who are living with HIV/AIDS spoke of being evicted from their apartments or losing their jobs once it became apparent that they were positive. They also told of having difficulty finding new places to live or jobs to work at, even temporary jobs, because of their health status. Participants said that these situations add to the stress of dealing with the disease. They also spoke of the need for access to good food when taking AIDS medication and a safe place to rest and heal from medical procedures. Participants also identified a shortage of shelter for people who are living with HIV/AIDS. They could only identify one existing facility and indicated that it requires residents to be addiction-free, but even if this requirement is met, admittance is limited.
Many of the participants, whether infected or not, indicated that it is difficult to access shelter and food in Alberta. For many participants, meeting their daily needs is their first priority, and protecting themselves from contracting HIV/AIDS is not something they regularly think about. In addition, many of the people who are at risk of contracting HIV/AIDS are involved in mind-altering activities, such as intravenous drug use or alcohol abuse. These activities place them at greater risk of becoming infected because they are not always aware of their actions. Others may knowingly engage in risky behaviour such as those in the sex trade.

Factors influencing the effectiveness and accessibility of HIV/AIDS information and services

Participants believe that raising awareness of and educating people about HIV/AIDS is important. They identified several factors that influence the effectiveness and accessibility of the HIV/AIDS information and services.
One of the main factors influencing the accessibility of HIV/AIDS information and services is the physical location. Participants noted that they need to be located where the at-risk population is. Respondents said that transportation is a significant barrier for many people; they will not visit a facility that requires them to walk a long distance or take a bus. Many of the at-risk population cannot afford bus tickets, and some who are eligible for free bus passes will not obtain one because it is something valuable that may be forcibly taken from them. Participants expressed disappointment that some of the ASOs in large cities have recently relocated from the downtown core to areas outside of their comfort zone. They also said that the facilities and services need to be present in sufficient quantity. One example provided was needle exchanges; the respondent said that an addict will use a needle exchange if it is available when needed, otherwise a dirty needle would be used in spite of the risk. 
Some respondents noted that the availability of services has recently declined or is limited. They speculated that this was due to funding cutbacks. As mentioned above, respondents suggested that HIV/AIDS information could be incorporated with other service providers such as addictions treatment facilities. 

To summarize, participants offered several general comments about how organizations should provide information and services. 

· Facilities should be welcoming and located in areas where the at-risk population is present.

· Clients should be treated respectfully regardless of their race, socio-economic status, and health status.

· Information should be provided in writing and verbally. Participants said that in addition to pamphlets, they would like to receive information through casual discussions, either on a one-on-one basis or in small groups. Respondents also noted that it can be difficult for marginalized people to access the Internet.

· Information should be easily understandable and relatable. Participants said the information needs to be presented in such a way that it keeps your attention.

· Someone with first-hand experience should provide the information such as someone who has lived an at-risk lifestyle or someone who is living with HIV/AIDS. Many participants had enjoyed presentations that a high profile Aboriginal person living with HIV/AIDS had given.


HIV/AIDS advocacy

Several participants expressed interest in becoming an advocate for people living with HIV/AIDS, educating people about the disease and prevention and treatment options. While they believe this is beneficial work and that it is one of the best ways of reaching people, they did not know how to become involved in this type of work. Some of the skills they may be deficient in are proposal writing, fund raising, public speaking, presenting, etc. They may also require assistance building the courage and confidence to publicly acknowledge that they are living with HIV/AIDS. 
Another barrier to becoming involved in awareness and education building activities is the health of the individual. Many people who are living with HIV/AIDS are also living with other diseases, such as Hepatitis C, and may find it difficult to have the physical strength and intellectual capacity to give presentations. One participant who was interested in becoming involved in this work said, “My brain just doesn’t operate the way it used to because of the Hep-C.”
In addition to individuals, several organizations also expressed interest in providing HIV/AIDS information and/or services. Due to the assistance provided in organizing group discussions with Aboriginal people as part of this study, organizations began to think about how they could become involved in responding to the epidemic. The organizations expressed interest in receiving information on how they could access funding for HIV/AIDS-related initiatives. Not being aware of or able to access funding sources, or not having the capacity to prepare proposals for funding, poses a barrier for some organizations to become involved in HIV/AIDS projects. 


Culturally appropriate information and services

Participants discussed what makes information and services culturally appropriate. As mentioned above, organizations must not generalize about the Aboriginal population, as “culturally-appropriate” services can have different meanings to different individuals. In addition, not all Aboriginal people may desire “culturally-appropriate” services; some individuals may be satisfied with mainstream information and services.
Those who desire culturally-appropriate information and services spoke of the importance of ties to Aboriginal people. This may involve several different approaches such as:

· Including pictures of Aboriginal people in brochures, commercials, and other media
· Providing information and services in Aboriginal languages

· Relating information and services to Aboriginal teachings

Many participants indicated that they would prefer to receive information and services from another Aboriginal person. However, they also mentioned that although having an Aboriginal people provide information and services to Aboriginal clients is positive, it needs to be “more that just a colour change.” It needs to be a change in how the organizations deliver the information and services. Currently, organizations tailor the information and services toward individuals and do not consider the extended family and community, which are important aspects of Aboriginal cultures and healing of the mind, body, and spirit. Participants said that in most cases, Aboriginal people who are interested in traditional healing have to seek it out on their own. They indicated that they would appreciate receiving referrals from ASOs to Aboriginal organizations, cultural facilitators, sweats, etc.

5.0 Summary and conclusion
This study involved consultations with Aboriginal people living off-reserve, including those who are at-risk for contracting HIV/AIDS such as intravenous drug users, two-spirited people, and sex trade workers as well as those who are living with HIV/AIDS. This section summarizes and concludes the report. 

Cultural diversity

Aboriginal people are culturally diverse and therefore their definition of and desire for “culturally appropriate” information and services will vary. The implication for ASOs is that, in developing information and services for Aboriginal people, a “one-size fits all” approach is not appropriate. While some Aboriginal people have a strong connection to Aboriginal teachings and culture and will want to receive information and services in a way that reflects their heritage and traditions, not all tribes share the same teachings and beliefs or speak the same languages. Therefore, they may have different interpretations of what constitutes “culturally appropriate” information and services. Other Aboriginal people, such as the descendents of people who went to Residential Schools or those who were subject to the Sixties Scoop, may not have a connection to their culture. Some of these individuals may be searching for a path to healing and others may have no desire to connect or reconnect with their culture. These individuals may be satisfied with existing “mainstream” information and services, whereas others may want “culturally appropriate” information and services.

Marginalization

The study confirmed that much of the at-risk population is marginalized. The priority concerns for marginalized people are finding shelter, food, employment, etc. For these individuals, ensuring their daily survival outweighs the importance of learning about and protecting themselves from HIV/AIDS. In addition, for people living with HIV/AIDS, the stress of findings ways to meet their daily needs negatively impacts their health and healing.

In addition, many marginalized individuals struggle with drug and alcohol abuse, which places them at greater risk of becoming infected; some knowingly engage in risky behaviour such as those in the sex trade. Helping these individuals meet their daily needs can better position them to protect themselves from becoming infected.


Continued need for awareness and education

The study highlighted a continued need for HIV/AIDS awareness and education in all segments and age cohorts in Canadian society, including Aboriginal and non-Aboriginal populations. Participants in the group discussions spoke at great length of the stigma attached to HIV/AIDS. They indicated that people who are infected face discrimination from their families, service providers, and health care professionals. This suggests that awareness building and information-sharing activities need to target not only at-risk populations, but also communities, families of infected individuals, and service providers, including those involved in the health field.


Inclusion of Aboriginal people in the response to HIV/AIDS

Given the prevalence of HIV/AIDS in Aboriginal people, it is important for them to form part of the response to the disease. While some ASOs include Aboriginal units and employ Aboriginal staff, no Aboriginal organizations are part of the ACCH, whose mission is to support community-based responses to HIV and provide leadership provincially via “collective action and a unified voice.”
 The limited involvement of Aboriginal organizations in responding to the disease is a significant barrier to addressing the epidemic.
6.0 Recommendations

This section provides recommendations for consideration in the development of future initiatives and programs aimed at providing HIV/AIDS information and services to Aboriginal people.
All segments and age cohorts in Canadian society – including Aboriginal and non-Aboriginal populations – require additional awareness of and information about HIV/AIDS. Awareness building and information-sharing activities should target not only at-risk populations, but also mainstream populations and service providers, including those involved in the health field.

Many of the Aboriginal people accessing ACCH member organizations and other organizations offering HIV/AIDS information and services used to live on-reserve, but were forced from their communities because of the stigma associated with HIV/AIDS. This suggests that the HIV/AIDS information and services need to be directed at and made available to all segments of the Aboriginal population, including those who live off-reserve and those who live on-reserve. However, a barrier to community members receiving information is the attitudes of Chiefs, Elders, and other community leaders.

Where possible, awareness and education efforts should be evidence-based and efforts should be undertaken to monitor performance. The strategies employed should have proven to be effective in reducing the prevalence of HIV/AIDS in Aboriginal people. Models used in other provinces or internationally may be adaptable to the Alberta situation. 

Recommendation       1. Any future activity relating to HIV/AIDS awareness and education should be evidence-based and aimed at all segments of the Aboriginal population. 

Inclusion of Aboriginal organizations in the response to the epidemic will help ensure that HIV/AIDS information and services are provided to Aboriginal people in a way that meets their individual needs, as well as the needs of their extended families and communities. As participants in the group discussions indicated, Aboriginal organizations are better able to reflect the history, culture, and traditions of Aboriginal people.

The goals of this relationship should be to: (1) build awareness of the HIV/AIDS epidemic among Aboriginal people and (2) determine how to best reach and engage with local Aboriginal organizations to address the epidemic. Representatives of one or more of the organizations identified above should have an active role in the ACCH.

Recommendation       2. Consultations should be held, and an ongoing relationship should be developed, with high profile and influential provincial Aboriginal organizations (e.g., the Alberta Native Friendship Centres Association and the Métis Nation of Alberta) and provincial representatives of national Aboriginal organizations (e.g., the Canadian Aboriginal AIDS Network).
The ACHF should acknowledge that Aboriginal organizations applying for funding may not have the provision of HIV/AIDS information as their primary mandate; however, they are in the best position to reach Aboriginal people. The ACHF must also recognize that the Aboriginal organization’s approach to information and service delivery may not reflect western traditions and practices. Some Aboriginal organizations may require assistance to determine how they meet the eligibility requirements or how they can expand their mandate to meet the requirements.

Additionally, an Aboriginal organization needs to be engaged (or created) to lead the Aboriginal response to the HIV/AIDS epidemic. The selected organization should receive support to (1) develop and maintain a knowledge and resource bank of HIV/AIDS information for Aboriginal people, and (2) engage and fund Aboriginal organizations to carry out HIV/AIDS projects for Aboriginal people at the community level.

Recommendation       3. Aboriginal organizations should receive some guidance on how to meet the funding eligibility requirements. 

It is important for ASOs to understand the diversity of cultural beliefs and traditions of Aboriginal people and recognize that not all Aboriginal people share the same connection to their culture. Knowledge of the history and current issues affecting Aboriginal people would better position ASOs to meet the varied needs of their Aboriginal clients. Further, a list of organizations offering cultural practices and events (e.g., Elder counselling, cultural facilitators, feasts, round dances, sweat lodge ceremonies, sun dance ceremonies, etc.) should be developed, maintained, and made available to both non-Aboriginal organizations and Aboriginal organizations for client referrals.

Recommendation       4. Cultural awareness training should be provided to non-Aboriginal organizations who serve a large number of Aboriginal clients.

Some ASOs have well-developed relationships with Aboriginal organizations or service providers and have effectively used these resources to meet the needs of their clients. Readily available access to Aboriginal resources enables ASOs to offer their clients the option of receiving information and services in a culturally appropriate fashion.
Recommendation       5. Non-Aboriginal organizations should continue to use Aboriginal units and/or engage Aboriginal people to deliver information and services to other Aboriginal people, where possible.
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Overview of the Alberta Community HIV Fund

The Alberta Community HIV Fund (ACHF) is “a joint community/provincial/federal fund disbursement model developed through consultation with representatives from Alberta community-based HIV organizations, persons living with HIV/AIDS, the regional health authorities, and provincial and federal health departments”
 that merged the Public Health Agency of Canada’s guidelines for the AIDS Community Action Program (ACAP) and Alberta Health and Wellness’ guidelines for community organization grants for HIV Community Care and Support and for the Prevention and Control of HIV.
 

The ACHF’s objectives are to simplify and increase the transparency of the funding allocation process in accordance with community needs, improve coordination among HIV programs and services, increase community involvement and improve use of community resources, limit program and service duplication, and increase opportunities to access additional funds via health and other sectors.

The ACHF provides funding to “voluntary, non-profit, non-governmental organizations whose principle mandate is community-based HIV and/or Harm Reduction programming”
 and whose activities fall under at least one of the following funding approaches:

· Creating supportive environments – reducing barriers that prevent those living with, at risk for, and affected by HIV/AIDS from accessing health and social services;

· Prevention – preventing HIV within vulnerable populations;
· Harm reduction – reducing the negative consequences of high-risk drug-related behaviour (e.g., needle debris) in the community;
· Health promotion for people with HIV – improving the capacity of those living with HIV/AIDS to manage their condition; and

· Strengthening community-based organizations – increasing the skills/abilities of those working at all levels of the community-based HIV movement (e.g., Board, staff, and volunteers).
 
Operational funding, which can be approved for up to three years, can be applied to a variety of program delivery costs, including personnel, materials, overhead and administrative costs, and costs associated with program evaluation. 

In 2006, four different types of ACHF funding criteria were created to help guide the allocation of operational funding: 

· Provincial Organizations – the criteria for provincial organizations stipulates that membership, governance, and programming must be province-wide; more specifically, at least 70% of membership and board of directors must be from outside the organization’s main health region and programming must be provided within at least 70% of the health regions;

· Harm Reduction Organizations – harm reduction organizations must meet eight criteria, including demonstrated community buy-in and involvement from members of key target populations, a sustainability plan, an outreach component, needle exchange services, care and support for the at-risk population, including referral services, a mandate that clearly endorses a harm reduction philosophy, and preliminary and ongoing consultation with the Alberta Non-Prescription Needle Use Consortium Harm Reduction Programmers;
· Assisted Living Organizations – assisted living organizations must meet eleven criteria, including programs that extend beyond one single Health Region, a mandate that clearly endorses the continuum of care philosophy, incorporation of the Greater Involvement of People Living with HIV/AIDS (GIPA) principles, a sustainability plan, ongoing consultation and partnerships, and stipulations as to the types of services provided (e.g., they must provide support to those with HIV/AIDS that cannot live independently,  engage clients in their own health, help those with HIV develop coping skills, and help people with HIV to die with dignity);

· Regional Organizations – regional organizations provide a range of services to those within one or more health regions; a quantitative funding criteria based on population health principles is applied to these organizations, including, the percentage of the Alberta population (15% weight), the percentage of the Alberta geographic area (15% weight), the percentage of HIV diagnosis in Alberta (10% weight), the HIV prevalence rate (10% weight), and considerations like the Aboriginal population, STI incidence, prisons, youth, Hepatitis C incidence, visible minorities, and low income people (50% weight combined).

For 2006-07, of the over $3.2 million in ACHF operational funding that was awarded, over half (59%) was to regional organizations, whereas nearly one quarter (23%) was awarded to harm reduction organizations; provincial organizations and assisted living organizations accounted for 13% and 5% of funding respectively. 

The Alberta Community HIV Fund (ACHF) Provincial Population Health Consortium’s purpose is “to provide a coordinated and collaborative population health approach to the allocation of Alberta Health and Wellness and Public Health Agency of Canada funds and other sources of funds that may become available for community agencies to support HIV prevention and management in Alberta.”

The ACHF is stewarded by the Alberta Community Council on HIV (ACCH), whose mission is to support community-based responses to HIV and provide leadership provincially via “collective action and a unified voice.”
 In addition to stewardship of the ACHF, the ACCH has responsibilities in the areas of community action and governance, information and training, and community-based research. The ACCH includes representation from the following 13 community-based HIV organizations:

· Lethbridge HIV Connection (Lethbridge and Area, Chinook Health Region);

· HIV Society of Southeastern Alberta ( Medicine Hat and Area, Palliser Health Region);

· AIDS Calgary Awareness Association (Calgary and Area, Calgary Health Region);

· Safeworks (Calgary and Area, Calgary Health Region);

· AIDS Bow Valley (Banff and Area, Calgary Health Region);

· Central Alberta AIDS Network Society (Central Alberta, David Thompson Health Region);

· HIV Edmonton (Edmonton and Area, Capital Health Regions);

· Streetworks (Edmonton and Area, Capital Health Region);

· HIV West Yellowhead (Jasper and Area, Aspen Health Region);

· HIV North Society (Grande Prairie and Area, Peace Country Health Region);

· Wood Buffalo HIV & AIDS Society (Fort McMurray and Area, Northern Lights Health Region);

· Society Housing AIDS Restricted Persons (SHARP) Foundation (Southern Alberta); and

· Kairos House (Catholic Social Services) (Northern Alberta).

Other stakeholders involved in the ACHF process include the Community Planning Committees who are responsible for ensuring HIV project and program activities are delivered in a collaborative and coordinated manner and are aligned with the population health approach.
Guiding principles

Activities funded under the ACHF must be undertaken in accordance with the following principles:

· Community development. Under this approach, communities identify their own problems and develop and implement their own solutions in order to gain control over circumstances affecting their lives and their health.

· Health promotion. Health promotion enhances people’s control over and ability to improve their health by fostering the knowledge, skills, and confidence people need to understand and address their own health issues and be active participants in improving their own health.

· Partnerships and collaboration. Though they can take time to establish, partnerships and collaboration help to ensure the sustainability of community-based initiatives; therefore, organizations that apply for ACHF funding must identify existing partnerships, as well as a plan for establishing partnerships and involving partners in program planning, delivery, and evaluation.

· Population health. To optimize effectiveness, community-based HIV programming must work in a broad social context and must address the determinants of health (factors and conditions that influence individuals’ and communities’ health); therefore, organizations applying for ACHF funding must indicate which determinants of health their programming addresses.

· Evaluation. All organizations that receive ACHF funding are required to develop and implement evaluation plans, which enable learning based on the experiences of community-based initiatives. The ACHF recognizes that not all organizations have evaluation capacity in-house; therefore, they can provide support in hiring an outside evaluator, if necessary.

APPENDIX B

Data Collection Instruments
CONSULTATIONS ON ABORIGINAL PREFERNCES FOR ACCESSING HIV/AIDS SERVICES

Focus Group with ACCH
Organization background

1. What services does your organization provide?

2. Where do your clients come from? (e.g., area of city/town, off-reserve/on-reserve, etc.)

3. How do your clients become aware of the services you provide? 

4. What barriers may prevent potential clients from accessing your services?

Aboriginal clients

5. What proportion of your clients are Aboriginal? What successes and challenges have you had in reaching Aboriginal clients?

6. Do you provide services specifically designed for/targeted to Aboriginals? What makes these services culturally appropriate?

7. In your experience, how do Aboriginals prefer to access services?

Availability of other services

8. To which other non-AIDS/HIV services do you refer your clients? 

9. Do other organizations refer potential clients to you? If yes, which ones?

Consultations

As part of this project, we are planning to hold group discussions with Aboriginal people who are at risk for contracting HIV/AIDS. Some of the specific groups we are targeting include intravenous drug users, two-spirited people, and sex trade workers. The discussions will last about one hour and participants will receive honoraria of $25 for their time. The groups will be confidential, and we will only ask participants for their first name.

10. We would like to discuss with you the possibility of holding a group discussion with your clients.  

a. How willing would your clients be to participate in a group discussion?

b. Is there space at your facility that we could use to hold a group?

c. Would you be able to help us identify participants for a group discussion?

d. When would be the best time to hold the discussion (i.e., afternoon/evening, day of week)?

11. Do you have any other comments?

CONSULTATIONS ON ABORIGINAL PREFERENCES FOR ACCESSING HIV/AIDS SERVICES

Questionnaire for ACCH Members
Organization background

1. Who are your target clients (e.g., youth, intravenous drug users, sex-trade workers, two-spirited people, people living with HIV/AIDS, etc.)?

2. Where do your clients come from (e.g., city/town, on-reserve/off-reserve, etc.)?

3. What HIV/AIDS information does your organization provide to its clients? 

4. What HIV/AIDS services does your organization provide to its clients?

5. What Aboriginal organizations, if any, does your organization have linkages with?

Aboriginal clients

6. Do you provide information and services specifically designed for/targeted to Aboriginal people? If yes, what makes the information and services different from what is provided to the mainstream population?

7. What challenges has your organization had in reaching Aboriginal clients?

8. What gaps in HIV/AIDS-related information for Aboriginal people exist? 

9. What gaps in HIV/AIDS-related services for Aboriginal people exist?

Thank you for completing this questionnaire. 

Please email your responses to Carrie Bibik of PRA at bibik@pra.ca.

CONSULTATIONS ON ABORIGINAL PREFERENCES FOR ACCESSING HIV/AIDS SERVICES

Interviews with Organizations
Organization background

1. What information or services does your organization provide to its clients? 

2. Who are your target clients? How many clients does your organization have? Where do your clients come from? (E.g., area of city/town, off-reserve/on-reserve, etc.) Do your clients tend to be one-time or repeat users of the services you provide?

3. What HIV/AIDS information, if any, does your organization provide its clients? What HIV/AIDS services, if any, does your organization provide its clients?

4. In your experience, when clients first come to your organization, how knowledgeable are they about HIV/AIDS?

Information and service delivery

5. How does your organization make information and services available to its clients? 

6. (FOR ABORIGINAL ORGANIZATIONS) Do the information and services your organization provides differ from what is available through non-Aboriginal organizations? If yes, how?

7. (FOR NON-ABORIGINAL ORGANIZATIONS) Do you provide information and services specifically designed for/targeted to Aboriginal people? If yes, what makes the information and services different from what is provided to the mainstream population?

8. In your experience, how do people in your community prefer to receive information? How do they prefer to receive services? What barriers may prevent people in your community from obtaining information or services?

9. Do you refer your clients to other organizations? If yes, which organizations? 

10. Do other organizations refer clients to you? If yes, which organizations?

HIV/AIDS information and services

11. What AIDS/HIV information is available in <LOCATION>? What AIDS/HIV services are available in <LOCATION>? How likely are people in your community to access the available information and services?

12. What relationships, if any, does your organization have with AIDS Service Organizations/Aboriginal organizations? How successful have these relationships been? What challenges, if any, has your organization faced in forming these relationships?

13. What gaps in HIV/AIDS-related information for Aboriginal people exist? What gaps in HIV/AIDS-related services for Aboriginal people exist? 

Conclusion
14. Do you have any other comments?

Thank you for your participation in this interview.

CONSULTATIONS ON ABORIGINAL PREFERENCES FOR ACCESSING HIV/AIDS SERVICES

Group Discussions
We are meeting with Aboriginal people in Alberta to discuss how they have received health information and services in the past and how they would like to get information and services in the future. We have several questions we would like to ask you over the next hour. There are no right or wrong answers to these questions; we are interested in your opinions. Your participation in this group is voluntary and confidential.

1. Please tell us about yourself. Where are you from? What are you doing in <LOCATION>?

We would like to talk about how you have received health information and services. 

2. In the past, where did you go if you required health information? How did you receive the information?

3. In the past, where did you go if you required health services? How did you receive the services?

We would like to talk a bit about HIV/AIDS. 

4. What do you know about HIV/AIDS? Where did you get this information?

5. What problems, if any, have you had in finding information about HIV/AIDS?

6. Where in your community do you think HIV/AIDS information and services should be available? (Prompt: AIDS service organization, Aboriginal organization, community health centre, other service provider, etc.)
7. What is the best way for an Aboriginal person to receive HIV/AIDS information? Who should provide the information?

8. What is the best way for an Aboriginal person to receive HIV/AIDS services? Who should provide the services?

9. What are the most important things to offer people who are HIV/AIDS infected?

Thank you for participating in this talking circle.

APPENDIX C

Summary of ACHF-funded Aboriginal Projects

	Table 2: Projects to provide information and services to Aboriginal people

	Title
	Objective
	Outcome

	Astawinitan (Let’s Put It Out) HIV/AIDS Awareness Campaign
	The funding was used to undertake an HIV/AIDS awareness campaign that included awareness workshops and a poster contest at Calling Lake School, visits to sixty-seven homes in order to present HIV/AIDS information, and the establishment and resource centres at the Athabasca Native Friendship Centre Society, Calling Lake Community Complex, Calling Lake Jaybird Memorial Arena, and the Athabasca Community Centre, where condoms are supplied. Trained mentors are now available at these locations to provide information and assistance.
	In all, 67 homes were visited and 164 Aboriginals received information about HIV/AIDS this way, including 29 children under 14, 29 youth 14-24, 73 adults, and 33 Elders/seniors. The pre-questionnaire administered in these homes indicates that about 40% did not know what HIV and AIDS was, and over half did not know the difference between HIV and AIDS, though most knew how HIV is transmitted. The post-questionnaire shows that following the provision of information, nearly all respondents knew what HIV and AIDS was, knew the difference between HIV and AIDS, and knew how HIV was transmitted. In the Calling Lake School, 139 Aboriginal students and 9 non-Aboriginal students in grades 3 through 12 attended workshops. Four students participated in a poster competition, and the youth seemed receptive to celebrating AIDS Awareness Day

	Wabasca Community Needs Assessment
	The Pee Kis Kwe Tan “Let’s Talk” Society’s Ribbon of Hope Committee in Wabasca received funding to undertake a community needs assessment project entitled “HIV: Are We Reaching the Needs of the Wabasca Community.” A community needs assessment survey was undertaken with three target groups: those living with HIV/AIDS in the Wabasca/Desmarais/Sandy Lake area (10 participants), those providing services in the community (50 participants), and the general public (81 participants). In addition, two focus groups were conducted, one of which included service providers and youth (13 participants), and one of which included educators and elders (5 participants).
	Based upon the findings from these data collection activities, a needs assessment report was drafted that identified gaps in service delivery, discussed what those living with or affected by HIV indicated was needed in the community, identified prospective partnerships, and provided recommendations. The following recommendations were made:

· explore respite care for spouses/caregivers of those living with HIV/AIDS; 

· investigate transportation services available to those with HIV/AIDS;

· prioritize long term and multifaceted awareness campaigns for service providers in the community;

· integrate all services aimed at decreasing barriers for those with HIV/AIDS;

· Wabasca/Desmarais service providers should network to develop strategies to integrate services in order to maximize their efficiency, convenience, and effectiveness;

· decrease service duplication and promote more effective use of program/service delivery funds;

· continue prevention education for youth and expand educational services for those 18-35;

· offer culturally relevant awareness campaigns with community-based content that clearly dispel the myths of transmission and promote acceptance;

· use people living with HIV/AIDS to provide education about HIV/AIDS;

· use existing programs and projects to promote HIV education and support, thereby enhancing partnerships and service integration; and

· share the needs assessment report with funders, educators, health practitioners, research participants, the public, community stakeholders, and other Aboriginal communities.

	Grande Prairie Youth Wellness Project
	The overall goal of the Youth Wellness Project was to provide culturally sensitive HIV/AIDS and Hepatitis C prevention education to youth. With the funding, a project facilitator was hired to work with youth and to liaise with community partners, such as Sunrise Youth Shelter, the Youth Offenders Centre, the SOS Emergency Street Outreach Project, and HIV North. The project involved sessions for youth that combined Aboriginal cultural teachings, health information about HIV/AIDS and Hepatitis C, and art (painting sessions). These sessions included guest speakers and elders.
	In all, 38 youth participated in the project (including 6 non-Aboriginal youth); of these, 26 completed the pretest project evaluation and 14 completed the post-test evaluation. In terms of HIV/AIDS awareness, the average pre-test score was 8.7 and the average post-test score was 10.8, which suggests knowledge increased, though only a minority of participants completed the post-test. Fifteen youth completed a project evaluation form and the results were positive, with most respondents rating the project as excellent and indicating that it had included important information that will help them make healthy choices. Project partners also completed questionnaires and indicated that the program was valuable for the youth, that the feedback about the murals has been positive, and that they would participate in such a project again.
 The ACHF project report form indicates that outcomes of the project include the lasting presence of the murals, increased awareness among the participants as to where they can access condoms and information, and enhanced working relationships and ongoing referrals among partners. It was noted that the youth that participated in the project continue to visit the centre to pick up condoms and to access other activities and that they seem to talk more openly about HIV/AIDS and Hepatitis C since participating in the project.

	Eastern Métis Settlements HIV Cultural Camp
	A conference for youth and elders was funded with speakers that presented on HIV/AIDS, Hepatitis C, sexually transmitted infections, and crystal methamphetamine. Seventeen displays that presented information on various health-related topics and careers were set up at the conference, including one on HIV/AIDS that highlighted the cultural camps that were held. The conference included a presentation by a speaker from the Aboriginal HIV/AIDS group, who presented to 100 youth, elders, community members, and conference organizers, as well as a testimonial by an HIV-infected woman from one of the settlements. Through this conference, over 250 youth and 75 elders received factual information about HIV/AIDS and had the opportunity to share information and discuss harm reduction, prevention, and education.
	The conference included a presentation by a speaker from the Aboriginal HIV/AIDS group, who presented to 100 youth, elders, community members, and conference organizers, as well as a testimonial by an HIV-infected woman from one of the settlements. Through this conference, over 250 youth and 75 elders received factual information about HIV/AIDS and had the opportunity to share information and discuss harm reduction, prevention, and education. An analysis of pre- and post-survey data suggests that participants gained new knowledge about HIV/AIDS, and verbal feedback provided by elders was positive, with many indicating that the information is greatly needed in these communities.

	Two Spirit Safe Communities (TSSC) Project
	The goal of the project was to reduce HIV/AIDS transmission among Two Spirit youth in the Edmonton area and to increase the social supports for this group. The objectives of the project were to establish collaborative relationships with organizations and elders working with Two Spirit youth ages 15 to 24 at risk of contracting HIV/AIDS; to design and facilitate a gathering for Two spirit youth, Elders, and service providers aimed at building capacity and reducing stigma; and to develop and implement a health promotion campaign aimed at Two Spirit youth to promote non-risk behaviours.
	During an Elder and Two Spirit youth gathering, participants were consulted for their input into who should be targeted with health promotion messages, as well as how they should be targeted and what messages should be used. As noted in the focus group summary report, the level of detail and specificity in participants’ responses varied quite a bit, making it somewhat difficult to identify patterns and trends in the responses. Overall, participants seemed to indicate that at-risk Two Spirit youth, their families, their peers, Aboriginal communities (including Chief and Council), the general public, and service providers in the Edmonton area should be targeted with information aimed at preventing HIV/AIDS and other illnesses through positive and supportive messaging. A variety of distribution methods were suggested, including pamphlets and newsletters, posters, special events, websites, and mentoring programs. Specific messages suggested generally seemed to involve raising awareness about means of protecting oneself against HIV/AIDS and preventing the spread of HIV/AIDS. Condom use, as well as promoting awareness and acceptance of Two Spirit people to combat fear and shame were suggested with many participants specifying that traditional culture teachings should be incorporated. Participants also suggested a variety of specific places where information could be provided, such as at schools; at BINGOs; in the parking lots during pow wows; at youth clubs; on condom dispensers; at movie theaters; in health centres and hospitals; in shopping malls, arcades, and bars; and in hotels/motels and apartment buildings.

	The Tipi of Courage Phase II
	The project involved developing and delivering an HIV/AIDS prevention module to raise awareness in Calgary’s and rural Southern Alberta’s Aboriginal community and purchasing a tipi to be used at various community gatherings as a place to share information on HIV/AIDS.
	Aboriginal trainers were responsible for facilitating workshops about HIV/AIDS and the Tipi of Courage, and recruiting and overseeing numerous “warriors” who were responsible for conducting outreach at community events; both trainers and warriors participated in a two-week training session prior to undertaking this work. During this training, participants were not only provided with information about HIV/AIDS, but they were also introduced to the warrior teachings, and the warrior’s role in taking care of and protecting the tribe. The seven sacred teachings – love, courage, honour, respect, humility, truth, and wisdom – were also emphasized as a means of ensuring traditional knowledge is transmitted respectfully. The overall structure of the project is based on the Blood tribe’s clan system.

One year into the project, an evaluation was undertaken to look at three components of the project (the trainers, the warriors, and community partners) and to determine what was working well and what required improvement. The evaluation concluded that the project was successfully meeting its objectives and confirmed that the input of the Elders and Aboriginal people living with HIV/AIDS had been integral to the success of the project. Recommendations included that trainers have more opportunities to network with other trainers and more support and training in recruiting and managing warriors, and that the role of Aboriginal people living with HIV/AIDS be expanded.

	Peavine Métis Settlement Community Needs Assessment
	In 2005-2006, Peavine Métis Settlement Community Services was granted $12,600
 in ACHF funding to complete an HIV/AIDS community needs assessment. The specific target group originally identified for this project was needle and cocaine users.  However, the project evaluation report suggests that the scope of the project and the level of funding were changed from what was originally outlined in the proposal, upon the recommendation of the Provincial Consortium, though the details of the changes are unclear.
	The project evaluation report does not document the project’s development, nor is the methodology explicitly described. Rather, the report describes “the challenges, impact and recommendations for continued HIV and related awareness activities.”
 The report indicates that during workshops, community members indicated that it is important that HIV resources be accessible; identified needs included “improved access to health care services for special medical treatment and mental health services.

The evaluation indicates that the project successfully increased awareness of HIV among both community members and service providers and also enhanced the involvement of Métis people in HIV program planning and implementation through the workshops on HIV undertaken both within the community and in nearby cities. In addition, the number of people accessing resources such as pamphlets, condoms, fridge stickers, and key chains seems to have increased steadily (from 10 per month until Christmas, to 20 in January, 25 in February, and 40 in March).

The recommendations for the community provided in the evaluation report are as follows:

·  to improve the methods of communicating sensitive information to community members via methods such as newsletters and home delivered resources;

· to emphasize teaching children about healthy choices and decision making by expanding lesson plans to include age-appropriate information on sexual health and STIs, which will require specialized support for teachers;

· to encourage training and personal development opportunities for youth so that they can learn and share coping skills in order to reduce use of substances for this purpose; it is important to recognize the connection between drug use/abuse and HIV, Hepatitis C, and other social health issues;

· that political leaders and service providers engage in continuous learning about HIV and its impacts on the community, which will require the necessary human and financial resources; at a minimum, information and harm reduction supplies should be available and easily accessible to those who need it.

	Knowing Our First Nation Two Spirited Youth
	The goal of the project was “to develop a culturally appropriate connection between the ‘Two-Spirited’ youth and service providers while addressing the needs of HIV/AIDS prevention in the Lethbridge region.” The project objectives were to establish relationships with existing agencies and Elders, to create a Project Advisory Committee, to establish support groups for Two Spirited youth, to hold community workshops, and to host a conference for service providers, parents, and the community. The key target group for the project was Aboriginal (First Nation, Métis, and Inuit), Two Spirited (homosexual, lesbian, bisexual, transgendered and inter-sexed) youth ages 10-21.
	As part of the project, preventive posters were developed with the assistance of the advisory group and community workshops were held; the key activity, however, was a two-day Two Spirited conference held in January 2006, which was attended by 120 people (though only 38 people had pre-registered).

An evaluation of the project was undertaken using a 360-degree feedback approach, which involved gathering feedback from the program coordinator, a member of the Opokaa’sin board of directors, a representative from the advisory group, and a representative from the Elders Circle. This feedback indicated that the conference was seen as a great success and the highlight of the conference was a Family Panel at which families and caregivers of Two Spirited people shared their stories.

On the whole, however, the project evaluation concluded that the project had been very successful in fostering connections and building a solid foundation for future initiatives. In addition to meeting its stated goal, the project increased organizational learning around the traditional role of Two Spirited people in Aboriginal culture, fostered strong partnerships among service providers and with the surrounding reserves, and raised awareness of the Opokaa’sin Early Intervention Society. In terms of lessons learned, however, it was noted in the ACHF narrative report that the concept of being Two Spirited was poorly understood in both Aboriginal and non-Aboriginal communities and introducing this concept while at the same time trying to raise awareness of HIV/AIDS created confusion, with some people equating being Two Spirited with having HIV/AIDS.

	Buffalo Lake Métis Settlement Community Needs Assessment
	The objective of this project was to undertake a community needs assessment for the Eastern Métis Settlements, which includes Kikino, Buffalo Lake, Fishing Lake, and Elizabeth Métis Settlements. The key research question was “Are the Eastern Métis Settlement members ready to move from HIV/AIDS awareness and prevention to care and support services? The methodology included focus groups and individual interviews. Ten interviews per settlement and one focus group were conducted.
	The overall conclusion of the needs assessment is that the eastern Métis settlements are not currently prepared to move to care and support services and should continue to focus on prevention and education needs. In so doing, it is important to recognize the role of stigma in HIV prevention, as stigma enables people to falsely believe they are not at risk for HIV. The Buffalo Lake Community Needs Assessment garnered the following recommendations:

· there is a need to develop a greater understanding of the relationship between stigma and homophobia;

· stigma should be addressed within an appropriate cultural framework that includes culturally appropriate HIV prevention messages;

· prevention services should be delivered to targeted audiences within the communities (including youth) by individuals to whom the audience can relate;

· it is important to recognize that successful HIV prevention outreach need not mention AIDS initially, but rather, the focus can first be upon building trust and providing an appropriate community venue for discussing meaningful issues;

· HIV testing must be normalized in order to help increase the number of individuals living with HIV who are aware of their status;

· prevention messages should be targeted to both those who are HIV positive and those who are HIV negative; though these messages can be delivered in a number of ways, they should be ongoing and consistent and should address stigma while promoting non-stigmatizing images of people with HIV/AIDS;

· in order to combat stigma and enhance awareness of HIV/AIDS, it is crucial that coordination among community-based organizations, funders, and HIV prevention providers be enhanced.
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