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Abstract

Due to medical advancement and innovation, AIDS is gradually becoming a chronic disease.
The infected people are now more concerned about the patient rights. Nonetheless, because AIDS
is in some ways a unique disease due to its being concerned with the most intimate and private part
of a patient’s life, those with AIDS prefer to search for information online because this affords them
privacy and confidentiality. Therefore, this study aims to explore an anonymous online AIDS question
and answer (Q&A) service from the social support perspective. The purpose of this study is to find
out whether the AIDS information provided by the website’s Q&A service in Taiwan satisfy the needs
of the patients and to discover whether the needs of patients match the information provided from the
comments on websites. This study provides insights into and understanding of the information needs
of patients with HIV infection or AIDS from the perspective of social support.
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Extended Abstract

1. Introduction

Due to medical advancement and innovation,
AIDS is gradually becoming a chronic disease
like other diseases such as diabetes mellitus and
arterial hypertension. Individuals with AIDS are
increasingly concerned about their rights and
responsibilities. Nonetheless, because AIDS is
in some ways a unique disease due to its being
concerned with the most intimate and private
part of a patient’s life, those with AIDS prefer to
search for information online because this affords
them privacy and confidentiality. Therefore, this
study aims to explore an anonymous online AIDS
question and answer (Q&A) service from the
social support perspective. The objectives of this
research are to investigate whether the information
provided by a Taiwanese AIDS-related website
satisfies the needs of patients and to discover
whether the patients’ needs match the information
provided through the Q&A consultation. Two
research questions were formulated to achieve
these objectives: “What themes can be identified
in the questions asked on anonymous online
AIDS Q&A services, and what roles do those
questions play in relation to an individual with
HIV infection or AIDS?” (RQI) and “Does
the information provided by the answers on
the anonymous online Q&A service satisfy the

askers’ needs for social support?” (RQ2). Content

analysis was used to identify the patterns and
trends in the questions and answers. Descriptive
statistical analysis was then employed to explain
the relationship between the question themes and
the askers’ roles. This study provides insights
into and understanding of the information needs
of patients with HIV infection or AIDS from the

perspective of social support.

2. Literature Review

The review of the literature is divided into
three parts. The first part reports the status of
AIDS and patient support groups and their websites
in Taiwan. The second part organizes the related
theories of social support and surveys the related
social support literature within the medical context.
The final part constructs a conceptual framework
based on the HIV/AIDS social support literature.

3. Methods

After examining websites that provide HIV-
and AIDS-related social Q&A services in Taiwan,
especially those publically accessible web services
that operate in Traditional Chinese and are
moderated by HIV and AIDS service providers
funded by government or nonprofit organizations,
the website of the Lourdes Foundation was
selected as the primary data collection site. The

question and answer entries posted on the website

Note. To cite this article in APA format: Wen, Y.-L., & Chiu, M.-H. P. (2018). Exploring anonymous
online AIDS Q&A services: A social support perspective. Journal of Library and Information
Studies, 16(2), 135-164. doi: 10.6182/j1is.201812_16(2).135 [Text in Chinese].
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were collected for data analysis. A total of 2,240
Q&A entries were collected from November 1 to
December 1, 2017. The social Q&A service was
terminated on March 5, 2018, and replaced with one-
on-one consultation using the Line messaging app.

The analysis framework was inspired by and
developed on the basis of the literature review.
Eight themes identified based on literature review
were pertinent to the posted questions: medical,
drugs and medications, health care, service
provider, insurance, legal rights and entitlements,
and public health, as well as other types of
information. Social support was divided into
four types: emotional, functional, information,
and other types of support. The question askers
were divided into individuals with HIV infection
or AIDS, caregivers, those whose role could not
be identified, and others. The identities of those
answering questions were divided into foundation
volunteers, individuals with HIV infection or
AIDS, those whose role could not be identified,
and others.

Each collected entry was coded and numbered
and then recorded in an Excel spreadsheet. Four
separate worksheets were created for analyzing
the four types of entries: question entries and
answer entries posted to the discussion board for
those with HIV infection or AIDS, and question
entries and answer entries posted to the discussion
board for those without HIV infection or AIDS. The
sentences of each question and answer were broken
into meaningful units, and each unit was coded into

the categories outlined in the analysis framework.

4. Findings
The findings suggested that the anonymous
online Q&A services for discussing HIV and AIDS

Extended Abstract

were essential for communicating information on
AIDS-related issues. Traditional websites provided
organized information and some interactivity, but
users could not receive immediate answers. An
average of 10 questions were posted to the Q&A
service per month, and the themes of the questions
were diverse. Therefore, the anonymous Q&A
service has a critical role in supporting the AIDS
community of people with AIDS or HIV infection
and their families and caregivers.

This study also discovered that due to advances
in medical technology and pharmaceutical
innovation, people with HIV infection tended to
seek information on rights and entitlements rather
than the treatment and care of their illness and
condition. By contrast, for the users who did not
have HIV infection or AIDS but still cared about
AIDS and HIV, information on infection risk,
infection transmission, and treatment and care
was the top priority. The stereotypes and beliefs
associated with AIDS contributed to an increased
sense of fear and anxiety, leading to repetitive
questions and voiced concerns on the anonymous
Q&A service.

The self-disclosure of identity on the
anonymous online AIDS Q&A services was
common practice in the data collected in this
study. More than 80% of the question askers on
the discussion board for those with HIV infection
or AIDS self-disclosed their HIV/AIDS status
publicly. They hoped that by self-disclosing more
of their health status when seeking help, they
would receive more tailored and personal advice
and information.

By investigating the themes of the questions,
this study discovered that the type of social support

that question askers needed most was information
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support. A closer examination of the differences
between those asking questions who did and did
not have HIV infection or AIDS confirmed that
the askers with one of the conditions most needed
information on rights and entitlements whereas
those without one of the conditions most needed
information on health care and medical treatment.
In addition to understanding the information needs
of question askers, this study took the further step
of determining whether the information needs
were satisfied. The majority of answers were
found to provide information support, matching
exactly the priority needs implied by the questions.
Answerers who had HIV infection or AIDS could
also provide emotional support through sharing
their personal experiences and advice. Although
the askers may not have been directly seeking
functional support, some answerers still provided
contact information or other useful information
in the hope that they could give the questioner

substantial support.

5. Conclusion

Implications for practice can be concluded
on the basis of the study findings: (1) Traditional
and social media websites or social Q&A
services should collocate and collaborate to
ensure that information dissemination is effective
and reliable. (2) Needs exist for reliable and
authoritative legal information regarding patients’
rights and entitlements and medical information
regarding treatment and psychological support.
As HIV/AIDS is becoming a manageable chronic
disease, infection with HIV leads to AIDS and a
progressive weakening of the immune system, the
right to life and the right to work are becoming the
most critical elements affecting how individuals

with HIV infection or AIDS can live with their
illness. (3) There is also need to enhance the
public awareness of HIV and AIDS and to design
education campaigns that cut through prejudice and
promote healthy lifestyles.

Three directions of future research are
indicated. First, an investigation of all possible
organization websites, including those of
government and profit and nonprofit AIDS
service organizations, is required to construct
a complete picture of AIDS service provision.
Second, an understanding of AIDS support groups
in European and North American countries
is necessary to enable comparison of service
provision among different cultures and countries.
Third, a survey study on users of anonymous
online AIDS Q&A services is worth conducting so
that whether users’ information needs are satisfied

can be determined.
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