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Introduction

People with HIV/AIDS (PHAs) face special challenges if they live in rural parts of Canada. The presence of the
disease is often unrecognized by members of rural communities and, given the preponderance of conservative
values in some areas, PHAs may be reluctant to reveal their health status to avoid being stigmatized. Rural
communities may also have limited capacity to provide HIV-related health care, services and support. Rural women
with HIV/AIDS face particular challenges due to invisibility of women in the epidemic and their roles as caregivers of
their family members, often regardless of their own health status (1, 2). As a result, rural-dwelling women with
HIV/AIDS and women caregivers may have unique needs with respect to locating and receiving relevant
information and help, particularly since women are often key intermediaries for health information on behalf of other
members in their family/social networks.

HIV/AIDS treatment information is a critical resource for people living with HIV/AIDS and their caregivers (3-5). It is
used for health decision-making, providing care, support and treatment to PHAs, patient education, treatment
advocacy, and other community-based activities. (3-6) Additionally, information about HIV transmission is an
important factor in decision-making with respect to potential risk behaviours. (7, 8) The purpose of the research
described in this paper is to explore how information related to HIV/AIDS is exchanged in, and affects, rural
communities in Ontario. Central to this is consideration of the role of women with respect to health information
exchange within rural community networks. The results of the study will be discussed with respect to the roles that
libraries could play in facilitating HIV/AIDS information exchange, particularly with respect to IT and other potential
intermediary functions that would improve the capacity of rural communities to support PHAs and their caregivers.
Supporting community HIV/AIDS information exchange will be important in mobilizing effective responses to the
HIV/AIDS epidemic.

Literature Review

HIV/AIDS in Canada

In 2002, there were an estimated 56,000 people living with HIV/AIDS (PHAs) in Canada (9). HIV/AIDS primarily
affects men who have sex with men, injection drug users, and, increasingly, women, Black Canadians and
Aboriginal people (9). New drug therapies have revolutionized the treatment of HIV/AIDS and reduced AIDS-



associated morbidity and mortality (10-13). (4) However, these drug therapies are not a cure, and PHAs face
increasingly complexities in managing HIV/AIDS, such as side effects of medications and co-morbidities such as
Hepatitis C, addictions and mental health issues (14). In addition, the epidemic shows no signs of abating, with
approximately 2,800-5,200 new infections per year in Canada (15).

Health Issues in Canadian Rural Communities

Understanding and responding to the health concerns of rural residents is a pressing issue. Indeed, there is
considerable evidence to suggest that the smaller the size of a community, the lower its health status (16). In
comparison with their urban counterparts, people who live in rural areas have shorter life expectancies and higher
disability rates (16). Rural communities also face special challenges with regard to health care, including
geographic isolation, lack of services, lack of anonymity, and a necessity to travel for health care. In Canada’s most
populous province, Ontario, there are 142 communities, most of which are rural and/or northern, that are
designated to be “under-serviced” with respect to general/family physicians. (17) Furthermore, rural residents are
less likely than those living in urban centres to use other types of health services, such as advice nurses who staff
telephone hotlines (18, 19).

HIV/AIDS in Rural Areas

To date, there has been very limited study of HIV/AIDS issues in rural areas of Canada and the presence of the

disease in these areas remains largely invisible. In contrast, in the United States, the high burden of HIV/AIDS in
the rural Southeast — particularly amongst African American women (20, 21) and amongst migrant farm workers
(22) has garnered more attention. As a result, this review of the literature relies heavily on American data.

Migration to rural areas is an important factor in the rural HIV/AIDS epidemic. In Canada, the high mobility of
Aboriginal persons between inner cities and rural areas increase the risk of HIV in “even the most remote Aboriginal
community” (23). Consultations in Ontario also indicate that early in the epidemic, many PHAs “came home” to rural
areas for health reasons. Similar trends were noted early in the epidemic in the rural United States (24-28),
particularly among men who have sex with men (25). Currently in the United States, migration to rural areas by
PHAs is still common (29), and is particularly noted amongst PHAs with a history of injection drug use (28, 30, 31).
However, while they comprise a smaller proportion of the total population of infected individuals in rural
communities, some rural-dwelling PHAs in the US report that they were infected locally (27, 28, 30).

Initial consultations in rural communities in Ontario reveal important challenges in responding to HIV/AIDS-related
concerns. For instance, community representatives highlight both the invisibility and stigma associated with
HIV/AIDS. Similarly, American researchers report high levels of stigma experienced by PHAs in rural areas (32-37),
with some studies suggesting that this is a more significant problem in rural than in urban areas (33, 35, 36).
Conservatism in some rural communities in both Canada and the United States isolates people with HIV (38, 39)
and at-risk populations, such as gay men (40-42) and injection drug users. HIV-related stigma has been associated
with personal stress (32) and heightened fear that others will learn about PHAs HIV status (36). Stigma also affects
parental caregivers of adult children in rural areas (43, 44).

Consultations leading up to the present study also revealed that confidentiality is a major concern for PHAs in rural
Ontario, especially in small communities where it is difficult for PHAs to obtain confidential services. American
research also suggests that tightly woven social networks (45) and familiarity with health and service personnel
make it difficult for rural-based PHAs to use local services (45-47). In order to avoid these problems, rural women
may travel elsewhere for services, or not seek services at all (45).

Community consultations also suggest that members of rural communities in Ontario may deny that HIV/AIDS is a

local issue. A number of American studies reveal significant risk behaviour in rural areas, suggesting that this denial
may result in people putting themselves at risk for HIV infection. For instance, several studies of rural women in the
US found that many did not perceive themselves to be at risk for HIV (48-50), and did not use condoms (48, 50-52).



At the same time, high rates of concurrent sexual partnerships have been documented in rural communities in the
Southern US (53). High rates of risky sexual behaviour have also been documented among rural-dwelling HIV-
positive men and women in the US (54). Injection drug use is also a problem in rural areas. In the US, injection drug
use has been found to be a significant contributor to HIV in rural areas (31, 55, 56).

Ready access to anonymous HIV testing is particularly important to people living in rural areas. In Ontario, however,
most small communities do not provide anonymous testing. Because young people and those with low income may
have little opportunity to travel to anonymous testing sites in larger cities, they may not be tested for HIV despite
known risks, such as co-infection with other sexually transmitted infections. In the United States, rural residence
has been significantly negatively associated with HIV testing (57) and, in one study it was reported that 21% of
rural PHAs who participated in a survey traveled from rural areas to urban areas for their initial diagnosis of HIV
(29), suggesting that rural residents may travel elsewhere for HIV testing when they do seek it.

Access to HIV/AIDS information may also be limited in rural areas. In Canada, significant barriers to information
include lack of access to a health care provider and reluctance on the part of rural residents to use local AIDS
Service Organization (ASO) services (3). As a result, there may be few local routes to HIV/AIDS information (3) for
rural-dwellers. Furthermore, proportionately fewer people who live in rural areas have Internet access at home and
public Internet access sites located in settings such as small public libraries seldom afford the privacy necessary
when community members are in search of sensitive health information.

Lack of locally-accessible information can also affect health care providers. For instance, in rural settings,
physicians may have so few PHA patients that their knowledge of HIV treatment is limited. A number of American
studies suggest that rural physicians may lack HIV training or experience (33, 35, 45), notably in care for rural
women PHAs (47). There may also be limited uptake of universal HIV screening of pregnant women among rural
physicians (58). Physicians from rural areas in the U.S. identify challenges in providing care for PHAs, such as
having low HIV patient loads and a lack of specialty back-up support (59), as well as a lack of knowledge about
when to refer HIV/AIDS cases to specialists (59).

Rural-dwelling PHAs may have to travel to urban centers for specialty medical care. , According to one American
study, almost three-quarters of rural PHAs received their care in urban areas (60). As a result, rural PHAs had
substantially longer travel times for health care than their urban counterparts (60). In one study, the average time it
took rural PHAs to travel for health care was nearly 2 hours. The distance to obtain care may result in delays in
obtaining services. In one American study, more than 25% of rural PHAs had delayed obtaining care in the past 6
months because they did not have a way to get to their care provider (60). Indeed, the requirement to travel for
treatment may pose such great challenges that PHAs may be forced relocate to urban areas (61).

Having to travel for health services can be a considerable barrier to care for individuals without access to
transportation (47). For instance, an American study suggests that as many as one-third of PHAs living in rural
areas do not have access to personal or public transportation (62). . This can be a particular issue for rural women
who might rely on others for transportation, particularly if they have an abusive partner (25).

Living with HIV in rural areas can also be an isolating experience. Compared with urban residents, rural PHAs
report a significantly lower satisfaction with life, lower perceptions of social support from family members and
friends and higher levels of loneliness (36). Social isolation has been associated with perceptions of poor perceived
health status amongst rural PHAs (63).

Understanding Information Seeking
Understanding how people look for information is crucial to delivering relevant health and social services, yet this
process is rarely understood in the design of these services. Research in the field of library and information science



yields some useful insights in this regard. For instance, it is well-documented that: (1) information needs arise from
personal contexts; (2) information seekers rely on sources that are readily accessible (often regardless of quality),
especially interpersonal sources; and (3) information seekers expect emotional support to be wrapped into the
delivery of information, regardless of the type of problem for which help is sought. (64) Common barriers or
obstacles to successful information searches have also been identified. For instance, the information necessary to
resolve a problem may not exist. Those in search of help may be unsure about what information is needed to solve
a problem or they may not know where to locate the information they need. They may also be unaware that
information relevant to the problem actually exists. Literacy and language barriers pose additional barriers,
especially when information relevant to the searcher’s problem is particularly complex or technical in nature. (64)
When it comes to facilitating information seeking, there are two critical factors: (1) there must be a common
understanding between the information-seeker and provider about the problem situation and the type of information
being sought and (2) ‘helpers’ must be perceived by the information-seeker to be concerned, respectful and
supportive (64).

Many of these general observations about information searching are relevant to the experience of PHAs. For
instance, it has been reported that PHAs prefer personalized treatment information relevant to their particular
circumstances (6) and that patients, including PHAs, prefer to receive health information from someone with whom
they have a personal relationship, particularly their physician. (3, 65-69) PHAs also regard their peers as an
important source of treatment information (6) and express a desire for emotional and spiritual support when making
decisions about the course of their treatment. (3) With respect to obstacles that interfere with successful information
searches, PHAs and staff members in community-based AIDS organizations may be unaware of many of the
sources of information that are available or may be concerned about bias on the part of some sources of
information, especially drug companies (3). PHAs have also expressed a desire for help in understanding what they
should know in order to make treatment decisions (3). Some PHAs may find it difficult to obtain treatment
information in an accessible format or an appropriate literacy level. (3) Additionally, PHAs, workers in AIDS service
organizations, and health care providers may experience significant problems with information overload (3, 4, 6)
resulting in concerns about whether the best or most current sources are being used or if all information relevant to
a particular concern has been located.

As well as information that is purposefully sought to cope with challenging situations, information acquired on an
incidental basis, through conversation, reading or media exposure, can play a significant role in decision-making.
(70, 71) In addition, the “passive” monitoring of everyday life helps to orient us to our environments and keeps our
mental models of the world around us up to date. For PHAs, informal learning and peer observation in day-to-day
living are important avenues for obtaining HIV/AIDS treatment information (6). This process, which takes place
through extended networks of PHAs, friends, and AIDS Service Organizations, may occur through conversation,
word-of-mouth, or observing the physical appearance of other PHAs (72).

Given the importance of context, whether for the active search of information, or the passive absorbing of
information that might, at some time, be relevant, it seems likely that living in a rural community has a considerable
impact on the information worlds of PHAs. If communities are silent, conservative and/or possess limited or
incorrect information about issues related to HIV/AIDS, PHAs and their caregivers will be affected both in the active
search for information and in the passive acquisition of information that might, at some time be relevant.

Research conducted in minority communities reveals a significant role for gatekeepers who act as community links
and filters for information gathering and dissemination. (73-75) In Canada, HIV/AIDS treatment information is
exchanged by diverse individuals and groups, including AIDS Service Organizations, PHAs and their networks,
physicians, nurses and other health care providers, HIV clinics, community health centers, informal caregivers,
support workers and volunteers. (3, 4, 6) The degree of access PHAs have to these sources is likely a strong
determinant of their level of access to HIV/AIDS treatment information. It has also been reported that, in some



communities, volunteer treatment information experts, often PHAs themselves, are an important source of
treatment information for other PHAs (3). These volunteers are critical to AIDS Service Organizations in Canada (3)
but little is known about how such gatekeepers operate in rural areas.

To understand more about how information exchange systems work in rural communities, social network analysis
provides an excellent framework (76-81). For instance, Haythornwaite argues that social networks can either
facilitate or constrain information exchange by affecting who actors can make contact with, what information their
contacts can provide, and the contacts that the actor has to whom they can forward information (80). Positions in a
social network reveal who controls, inhibits or facilitates information flow, and who has similar needs and uses.
Network structures can expose how information flows through the whole environment (80). This approach is a
promising way of studying HIV/AIDS information exchange in communities.

Rural HIV/AIDS Information Networks Study

In order to increase understanding of HIV/AIDS in rural Canada, the Rural HIV/AIDS Information Networks study
received funding from the Canadian Institutes for Health Research’s HIV/AIDS Community Based Research
program. This funding supports a two-year study of HIV/AIDS information exchange in three rural areas of Canada,
including Ontario. Interviews began in Summer 2005, and will continue until Spring 2006. This research is guided by
the following questions.

Research Questions

1. How do rural-dwelling people with HIV/AIDS (PHAs) and their caregivers locate and use HIV/AIDS
information?
What networks exist in rural communities for HIV/AIDS information exchange and how do they work?
What features of these information networks enhance or inhibit access to useful HIV/AIDS information?
What strengths and barriers exist in rural communities with respect to HIV/AIDS information exchange?
How can information technology (IT) be used to support HIV/AIDS information exchange in rural areas?
. What is the impact of IT on social isolation experienced by rural-dwelling PHAs and their caregivers?

o oA W

Methodology
The Ontario portion of this study will be centered in two sparsely populated, rural, agricultural counties in Ontario,
Canada. The overall study will take place in two phases. The phases of the project are as follows:

Phase One. Interviews with PHAs and caregivers: 35-50 individual, in-depth, semi-structured interviews will be
conducted with members of rural communities in Ontario. Participants will be recruited through health and social
services, and using snowball methods. Particular efforts will be made to recruit women participants. Interviews are
expected to last from 1-3 hours. Interviewees will include: PHAs, their friends and family members, health care
providers, as well as staff and volunteers in community agencies. Interviews will address: people’s experiences with
HIV/AIDS, how they locate and use HIV/AIDS information, networks for HIV/AIDS information exchange, and how
information technology affects exchange of HIV/AIDS information and interviewees’ sense of social isolation.
Interviews will be audio-taped (with permission) and the tapes will be transcribed to facilitate analysis.

Phase Two. Population survey: A telephone survey will be conducted with a representative, random sample drawn
from the wider population. Questions posed in the survey will assess general knowledge about HIV/AIDS, its
causes and treatment, specific knowledge about the presence of HIV/AIDS in the local community, and awareness
of sources of help and support available in the community. The goal of the survey is to identify community strengths
and assets, as well as barriers to HIV/AIDS information exchange and support. These data will provide a
community context for the analysis of interview data from Phase One.




Of particular interest in the analysis of data from the two phases of the study will be common themes that emerge
about the experience of living with HIV/AIDS in rural areas, women’s roles in information exchange, the role of
communities in facilitating HIV/AIDS information exchange, and the role or potential role of information technology.
The findings will provide a base from which to pursue further investigations of approaches to building community
capacity, especially through e-health, library or IT-based strategies.

Preliminary Results

To date, three interviews have been conducted with rural women as a part of this study, including two service
providers and one PHA. The service providers who were interviewed explained that the HIV/AIDS landscape in the
community was challenging; one described it as “very low key”. As she states it, “people are not really too worried
about it because they don't think it's a threat here”. Another service provider identified that from the vantage point of
a rural AIDS-service organization (ASO), they struggle with communication issues, geographical isolation and
confidentiality issues. All of these issues act as barriers to connecting with the HIV community. In contrast, a rural
woman PHA who has chosen to be public about her diagnosis identified considerable support within the community:

"Actually, the community came to [me], and they were truly amazing. There were a few boneheads around,
but [1] found out after the fact about a lot of it, because people would say something, and then somebody in
the community would challenge it...and they would take the initiative to get the information to those
people...these weren't necessarily even friends that were doing this...they were just people that knew
[me]...”

However, in another region, a service provider noted that loneliness and isolation were pronounced among rural
PHA clients who are unlikely to attend local support groups for fear of loss of confidentiality.

Consistent with what has been reported in other studies of women'’s roles in health information exchange, the rural
women interviewed to date in this study have acted as intermediaries for HIV/AIDS information in their communities.
One woman PHA speaks regularly about HIV/AIDS in schools, service clubs, religious organizations and other
groups in the area. She has also made many referrals to other PHAs in the area and provides emotional support for
newly diagnosed individuals. One of the service providers interviewed provides information about disease
transmission, as well as treatment information. She also assists clients to understand their lab results, and provides
legal information, as well as referrals to mental health, health care, palliative care, and a range of other services. In
addition, she provides her clients with publications from AIDS Service Organizations. Another service provider
provides referrals to support and health care services for newly diagnosed PHAs and educates clients about
various testing options.

In their intermediary roles, the study participants rely extensively on information sources that are not located in their
own communities. Service providers are linked to networks of similar providers, including those outside of the
region. They rely on known individuals in these professional networks when they had questions about HIV/AIDS,
and use print resources provided by the networks when they are available. In addition, specialist medical care in a
nearby urban area was a very popular information source for medical information, or, in the case of a rural PHA
participant, for personalized treatment information. Provincial and national HIV/AIDS information providers were
also mentioned frequently as sources of information for various matters including treatment, prevention and
psychosocial issues. Services providers mentioned using the Internet, but most relied on known sources of
information in order to manage concerns about information quality.

For some issues, such as mental health and support services, local resources were perceived as adequate and
were used as needed. And, where needed, local referrals were easy to provide, “because we’re small, we really do
know what exists in this community and what doesn’t, so it's not like we have to struggle to find out whether a



service is available or not”. However, one provider remarked that she does not refer to local general practitioners
(GPs), as she is not aware of HIV-knowledgeable GPs in the region.

Conclusion

HIV/AIDS in rural Canada remains a largely unstudied phenomenon. Little is known about the role of rural
communities in Canada in limiting, or enabling access to HIV/AIDS information. In particular, the dynamics of health
information seeking in rural settings are not well understood nor do we have much information about the role of the
community environment in facilitating incidental information acquisition. Findings from this study should therefore
prove useful to other rural regions in Canada, and to other developed countries, such as Australia and the United
States.

Although social network analysis has proven to be a fruitful strategy for study of information exchange and of
HIV/AIDS issues, little is known about the role of social networks in facilitating or enhancing access to HIV/AIDS
information. As such, our findings should yield some useful insights into the dynamics of community-based health
information exchange in general, and HIV/AIDS information exchange in particular.

To a large extent, decision-making about preventing, managing or treating HIV/AIDS is social in nature, that is, it is
influenced by people’s relationships, such as those with health care and other service providers, peers, friends and
family members, and by the information that is exchanged in these relationships. Information is also shared and
used in a community context. Since specific challenges face rural communities, such as geographic isolation, lack
of services and lack of anonymity, understanding this social context may suggest a rethinking of some of the ways
that HIV/AIDS information provision has been approached in the past. Of interest will be consideration of the roles
that rural women can play in HIV/AIDS information provision in rural communities. Initial research results show that
rural women act as intermediaries for HIV/AIDS information in their communities, accessing resources from outside
of the community in order to do this.

The results of the study will be discussed with respect to the roles that libraries could play in facilitating HIV/AIDS
information exchange, particularly with respect to IT and other potential intermediary functions that would improve
the capacity of rural communities, especially to women intermediaries who may be informational ‘hubs’ in local
community network, to improve support to PHAs and their caregivers. Enabling community HIV/AIDS information
exchange will be important in mobilizing effective responses to the HIV/AIDS epidemic
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