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HEAL Guide no. 5

HiV/Aids & stigma: Keys to HEALing

the HEAL Guides series
The HEAL (Health Education, Advocacy and Leadership) framework is a cross-
disability, self-advocacy approach developed by the BC Coalition of People 
with Disabilities (BCCPD).

Through education, advocacy and personal leadership (recognizing and shar-
ing skills, experience and encouragement) people with disabilities discover 
new strengths, passions and possibilities. This creates a ripple effect into the 
relationships and communities around us.

HEAL is a path to empowerment and our Guides are intended to “help, edu-
cate and inspire” readers to explore their unique HEALing path. For informa-
tion about HEAL and other HEAL Guides, visit the BC Coalition of People with 
Disabilities website at http://www.bccpd.bc.ca or contact us (please see page 4 
for contact details).

How to use this HEAL Guide
HEAL Guides provide information from experts and researchers, as well as 
people living with chronic health issues and disabilities. They offer a selection 
of “keys:” facts, research findings, experiences, perspectives and insights 
about living with a disability or a combination of disabilities or health condi-
tions.

Most keys are one paragraph or two at most. You can begin with any key that 
interests you or read the Guide from beginning to end.

The source for most keys can be found in parentheses at the end of the para-
graph. To read more about each key, find the source in the Resources section 
at the end of this Guide. Additional helpful articles, books and websites are 
included.  If you are reading this Guide on your computer, the links provided 
throughout are live and can be used to jump to listed resources. 

http://www.bccpd.bc.ca
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disclaimer
While considerable care and effort have been taken in gathering and sum-
marizing the information included in this HEAL Guide, it may have become 
outdated since publication. HEAL Guides offer a brief and selected overview 
of research and perspectives on health topics to encourage discussion and 
participation in your health care, in consultation with your professional care 
provider. A recurring theme in HEAL Guides is the complex and personal bal-
ance that creates wellness. Your health care providers play an essential role 
and should always be consulted before making changes that may alter the 
balance for you.
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Things We Know
Stigma is not just about hurting someone’s feelings. Stigma is about prejudice, 
discrimination and the violation of a person’s human rights. Each of us has a role 
in supporting people as they work to make changes in their lives. What simple 
act of kindness or good deed could you do to make a difference in someone’s 
life?
 –Centre for Addiction and Mental Health (CAMH). Mental Health & 
 Addiction 101 Online Tutorials: Stigma

Stigma Is…³³
prejudice + discrimination = stigma
“Negative attitudes (prejudice) and negative responses (discrimination) can 
make a person feel unwanted and shamed (stigmatized).” (Centre for Addic-
tion and Mental Health (CAMH). Mental Health & Addiction 101 Online Tutorials: 
Stigma)

Prejudice Is …³³
Prejudice is judgment and harsh or aggressive attitudes toward people, based 
on assumptions about their gender, sexual orientation, culture, race, religion, 
age or health status. (Centre for Addiction and Mental Health (CAMH). Mental 
Health & Addiction 101 Online Tutorials: Stigma)

Discrimination Is …³³
“Discrimination is an act of prejudice, such as denying someone employment, 
housing or services” because of their race, citizenship, ethnicity, disability, 
economic status or health status. Discrimination can be obvious or concealed, 
deliberate or unintended.  (Centre for Addiction and Mental Health (CAMH). 
Mental Health & Addiction 101 Online Tutorials: Stigma)
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Four Areas of HIV Stigma ³³
A research study of men and women living with HIV in the US identified four ma-
jor areas of HIV stigma: 1) blame and stereotypes of HIV; 2) fear of infection; 
3) disclosure; and 4) renegotiating social contracts (building or re-building rela-
tionships after HIV disclosure).  (Sayles et al.)

Blame and stereotypes
Blame and stereotyping refers to the common behaviour of blaming the person 
with HIV for their infection. “In the context of blame, friends, family, medical 
professionals and even total strangers assume the right to ask participants what 
they have done to become infected, no matter how painful or personal such a 
question may be. In other words, it becomes important for those in an HIV posi-
tive person’s social network to differentiate how someone is infected with HIV.” 
For women, stereotypical causes of infection are promiscuity and drug use, while 
stereotypes of men with HIV focus on homosexuality. (Sayles et al.)

Fear of infection through casual contact
People living with HIV describe irrational fears of transmission through casual 
contact as a common and painful reminder of the stigma of the disease. Family 
members, friends and co-workers express this fear frequently. (Sayles et al.)

the decision to disclose
Experiences range from keeping HIV status a secret from everyone to “full disclo-
sure to almost anyone.” Fear of rejection and being labeled are common and, for 
some people, result in extreme isolation. Disclosure in the workplace is extremely 
difficult and, while some people found their co-workers to be supportive, others 
experienced discrimination and were forced to resign or file for disability benefits. 
(Sayles et al.)

renegotiating social contracts: relationships
Rebuilding relationships with family and friends following disclosure can be dif-
ficult, but, when successful, “is immediately recognized as a very meaningful and 
powerful experience. The support of loved ones is no longer ‘taken for granted’ 
the way that it might have been in the past, but is instead met with gratitude and 
appreciation.” (Sayles et al.)
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Consequences of Stigma³³
Stigma can prevent access to health care, housing, employment, social activi-
ties and relationships. Restricted social support networks are common, lead-
ing to isolation, loneliness, depression, hopelessness and self-medication with 
alcohol or drugs. The energy and effort that is devoted to protecting the se-
cret of HIV status can be exhausting and can negatively impact health. (Centre 
for Addiction and Mental Health (CAMH). Mental Health & Addiction 101 Online 
Tutorials: Stigma)

Multiple Layers of Stigma³³
Often people must cope with more than one layer of stigma. They may face 
stigma related to HIV status, mental health issues, substance use, ethnic or 
cultural background, race, sexual orientation, religion or poverty. (Centre for 
Addiction and Mental Health (CAMH). Mental Health & Addiction 101 Online 
Tutorials: Stigma) Service providers working with people with HIV are advised 
that culturally competent mental health services must address all aspects of 
clients’ identity, knowing that they may be linked to multiple layers of stigma. 
(Werkmeister Rozas and Smith)

Disclosure and Health³³
When people discover they are HIV-positive, they may want to keep their sta-
tus secret. Because of their experience of stigma and rejection, they are afraid 
of disclosing their illness–even though disclosure may improve both mental 
and physical health. “In fact, it is generally thought that keeping a secret may 
stress one’s body.” Fear of being discovered and possibly being mistreated by 
health care workers affects willingness to consult care providers. Anticipating 
stigma and fearing rejection limits social networks, lowers self-esteem and 
leads to “strained conversations with potential stigmatizers,” impacting rela-
tionships, support and self-advocacy. (Smith et al.) 
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Dilemma of Disclosure and Support³³
“Social support” can include “perceptions of, or experience with, other 
people providing emotional support, material or tangible support …health-re-
lated support … and may also include validation or acceptance.” While people 
may fear disclosing their HIV status, this may be the only way to “justify their 
need for support.” Also, people living with HIV may want to protect their 
families and social networks from the burden of supporting them, given the 
stigma associated with their illness. For others who disclose and seek support, 
their family and friends may not be able to comply due to the “uncertainty 
and stigma surrounding the condition.” (Smith et al.) 

Impact of Stigma on Health³³
Stigma and discrimination are linked with health problems for people living 
with HIV, including “poor antiretroviral therapy adherence, engagement in 
unsafe sexual behaviours, increased levels of depression, higher levels of 
posttraumatic stress symptoms, greater severity of AIDS-related symptoms, 
lower perceived general health and less health care satisfaction.” (Zukoski 
and Thorburn)

Stigma and Depression³³
Stigma has been found to lead to depression (Vanable et al.), contributing to 
the high incidence of depression among people living with HIV. Some research 
shows that serious depression affects six out of ten people living with HIV. 
(HRSA CareAction) A study of people living with HIV/AIDS in Ontario found 
that 57 percent had a major depressive disorder. (HIV & Depression FAQ) 
Stigma and the fear of being labeled prevent people from seeking treatment 
for their depression. 
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Stigma, Depression and Risk³³
A recent US study of stigma among HIV-positive young women found evi-
dence to suggest that depression is a “significant mediator between HIV-relat-
ed stigma and risk behaviour.” Researchers propose that focusing on depres-
sion among high HIV-stigma individuals may help in reducing risk behaviour. 
(Clum et al.) 

Stigma and Depression in Caregivers³³
A US research study on stigma among informal caregivers of people living 
with HIV showed that stigma was associated with higher levels of depression. 
However, those who more frequently disclosed their role as an HIV caregiver 
experienced fewer symptoms of depression. Support groups for family and 
friends of people living with HIV were proposed as a way to facilitate disclo-
sure. (Mitchell and Knowlton)

Stigma in Rural Areas³³
Research shows that for those living with HIV in a rural environment, stigma 
is intensified due to a generally lower level of tolerance for “diverse lifestyles, 
greater fear of HIV and less anonymity.” In addition, rural communities typi-
cally have fewer HIV specialists, AIDS service organizations and social support 
groups. Economic challenges and lack of transportation make it difficult to 
access services farther afield. (Zukoski and Thorburn)

Lower Satisfaction and More Fear³³
Studies show that HIV-positive people in rural areas experience lower life 
satisfaction, lower perceived social support from family and friends, as well 
as higher levels of loneliness, community stigma and personal fear. Another 
study indicated that people sometimes missed doses of their antiretroviral 
medications rather than potentially reveal their HIV status by taking medica-
tions in a public environment. (Zukoski and Thorburn)
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Rural Life and Depression³³
People living with HIV in a small town or rural area are more likely to experi-
ence depression, especially if on antiretroviral therapy. Researchers believe 
this is because of increased social and physical isolation. Limited social and 
emotional support may also be related to unstable or intermittent employ-
ment. Not only do we gain social support and a sense of community in our 
workplaces, but insurance benefits and access to community resources may 
be interrupted during periods when people are unable to work. (Martin)

Stress and Stigma³³
Stigma causes extreme stress. For people living with HIV, stress has been 
linked to faster progression of the disease. (Cohen et al.) Research in the US 
found that, among women living with HIV/AIDS, “mastery over stress” was 
linked to social support, spiritual perspective and the intensity of symptoms at 
the time. Coping with illness-related stress was more difficult when interper-
sonal conflict was also an issue. (Gray and Cason)

Stress Management³³
A study published in 2008 reviewed 35 stress management programs for 
people living with HIV/AIDS, including training in guided imagery, progressive 
muscle relaxation, interpersonal skills, managing medication and other as-
pects of living with HIV, and coping skills. Researchers found that these strate-
gies improved mental health and quality of life, and reduced fatigue. (Scott-
Sheldon et al.) 
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Stigma and Self-medicating³³
The stress that comes with chronic health problems, stigma, low self-esteem 
and other challenges in life can lead many people to “self-medicate”–use alco-
hol, nicotine or recreational drugs for temporary relief. Substance misuse can 
trigger or worsen depression and seriously affect a person’s HIV/AIDS treat-
ment regimen. The BC Partners for Mental Health and Addictions Information 
website, Here to Help, is an excellent starting point for information and sup-
port. Information is available in multiple languages (http://www.heretohelp.
bc.ca). See also HEAL Guide 3, HIV/AIDS and Substance Misuse.  

Stigma and HIV Fatigue ³³
The stress caused by stigma adds to the overwhelming fatigue that comes 
with the illness. Fatigue is one of the most common and debilitating symptoms 
of HIV, occurring in up to 98 percent of people with the diagnosis. Researchers 
report that fatigue causes people to stop working, restrict activities with fam-
ily and friends, and often requires “an entire day to get through the simplest 
of household chores.” Employment and daily activities are even more difficult 
because of the “lowered motivation, difficulty concentrating and increased 
drowsiness” that accompany HIV-related fatigue.” (Harmon et al.) 

Fatigue Increases with Chronic Illness³³
Researchers note that people who live with a combination of HIV and other 
chronic illnesses are even more fatigued. The relationship between HIV and ad-
ditional (comorbid) illnesses is becoming an important issue as those with HIV 
now live longer. (Harmon et al.) 

http://www.heretohelp.bc.ca
http://www.heretohelp.bc.ca
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Additional Stress of Uncertainty³³
“Illness uncertainty,” or the unpredictability and episodic nature of an illness, 
has been studied among people living with diabetes, Parkinson’s, multiple 
sclerosis, lupus and fibromyalgia. Illness uncertainty is described by research-
ers as encompassing four components: ambiguity, uncertainty, lack of infor-
mation and unpredictability. Experiencing illness uncertainty leads to feeling 
less hope, as well as greater feelings of distress, anxiety, tension, anger and 
depression. Ultimately, illness uncertainty makes us feel less able to cope with 
our illness. (Johnson et al.) Resisting HIV-related stigma is difficult even when 
energy and self-esteem are high; it can be overpowering for those struggling 
with the uncertainty of HIV.

Support in Managing Uncertainty³³
There is a “clear link between social support and efforts to manage high levels 
of uncertainty over issues such as unpredictable disease progression, experi-
mental medications, and ambiguous symptoms.” Social support networks 
help by providing information, emotional support, a safe place to vent feel-
ings, and acceptance and validation; assisting in skill development; and, en-
couraging shifts in perspective. (Brashers et al.) 

Stigma in Rural Care³³
Researchers found that stigma and discrimination are commonly encountered 
when HIV-positive people seek care from rural doctors, dentists, nurses and 
pharmacists. In some cases, care providers acted as though they were afraid 
of the person or treated them differently–asking intrusive questions or being 
rude. In other cases, people living with HIV were refused treatment or re-
ferred elsewhere. (Zukoski and Thorburn)
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Reactions to Stigma in Rural Areas³³
Study participants have reported a range of feelings and responses to stigma 
and discrimination, including anger, rejection of stigmatizing thoughts, shame, 
internal struggling with decisions to disclose HIV status, rationalizing hurtful 
acts, isolation, seeking support from other sources such as non-HIV support 
groups, music, writing, prayer, meditation, etc., and, in some cases, people 
became stronger self-advocates and advocates. 

Researchers note the importance of stigma/discrimination interventions that 
can develop individual skills. Examples include one-on-one counseling, cogni-
tive behavioural therapy, social support, empowerment and group counseling. 
Training in effective communication and advocacy skills to use in community 
and health care environments is important. (Zukoski and Thorburn)  

Stigma and Ageism³³
For older people, the burden of stigma may be made even greater by ageism–
judgment and discrimination based on age. A study of HIV/AIDS in people over 
50 found that 68 percent of participants experienced both ageism and HIV-
associated stigma. Researchers describe a “concept of double jeopardy” for 
this population. (Emlet)
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Things That Help

Education Can Limit Impact³³
Researchers propose the negative consequences of HIV-related stigma may 
be reduced through education programs addressing the impact of stigma on 
health, decision-making and strategies for building/rebuilding relationships. 
(Sayles et al.)

Benefit Finding³³
Looking for positive aspects of a challenging situation is a way of coping with 
difficult life events and is called “benefit finding” by psychologists. Research-
ers have found that people who look for and recognize some of the positive 
effects or benefits of living with HIV/AIDS feel more optimistic and able to 
manage challenges they face. Examples of some of the benefits identified 
include access to medical care and disability benefits following HIV diagnosis, 
better relationships with family and friends, improved coping skills, and im-
proved eating habits and nutrition. (Littlewood et al.) 

Meditation as Self Care³³
Meditation is also commonly used to treat depression, anger, anxiety, stress, 
hypertension, addiction, insomnia and chronic pain. “Meditation is a practice 
of concentration. As the ability to concentrate improves, patients may be-
come more productive at tasks that require concentration, especially when 
fatigued or in pain.” Typically, those who meditate enjoy three immediate 
results: “increased discipline, regularization of one’s lifestyle and increased 
commitment to one’s own self care.” (McGee)
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Mindfulness Eases Uncertainty³³
Mindfulness-based meditation, which focuses on acceptance and living in the 
moment, has been found to be helpful in coping with illness uncertainty and 
the perceived loss of control. “Mindfulness interventions develop the ability 
to recognize negative thoughts, feelings and sensations . . .  as momentary 
aspects of awareness … [and] …also promote greater emotional clarity.” 
(Johnson et al.) 

Neuroplasticity³³
Neuroplasticity is the brain’s ability to rewire itself–“to grow new neural con-
nections” as Elisha Goldstein describes it. Neuroplasticity enables us to create 
new connections and pathways in our thinking. Unfortunately, repeatedly 
responding to life events in negative ways is also reinforced each time we do 
it. Goldstein points out that bad news is more difficult to balance because “our 
brains are wired to look for danger and pay more attention to the unpleasant 
than the pleasant. If I were to pay you 10 compliments and then say some-
thing judgmental or critical, you are more likely to remember and ruminate 
about the judgment than the compliments.” This makes “mindfulness” even 
more important in maintaining some control over the new neural pathways 
we create. Read Goldstein’s fascinating blog, Mindfulness & Psychotherapy, for 
more information. (Goldstein)

Massage Therapy³³
Massage therapy has been found to improve overall quality of life and ability 
to cope with stress for people with HIV/AIDS, especially when combined with 
meditation or relaxation training. Researchers believe that massage therapy 
may also increase the body’s ability to fight HIV/AIDS. (Hillier et al.)
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Building Self-esteem³³
It can be very difficult to feel good about yourself when you are under the 
stress of having symptoms that are hard to manage, when you are dealing 
with a disability or when others are treating you badly. At times like these, it 
is easy to be drawn into a downward spiral of lower and lower self-esteem. 
Low self-esteem may also be a symptom of depression. One thing you can do 
to help you feel good about yourself is to make a list of at least five of your 
strengths, for example, courage, friendliness or creativity. Next make a list of 
ten ways you could reward yourself that are free and not related to food or 
drink. Examples might include taking a walk in your favourite part of town or 
in the woods, enjoying a conversation with a good friend and browsing at the 
library. When you feel that you need a lift, do one of the activities on your list. 
(Copeland. Building Self-esteem)

Friendships and Support³³
Maintaining friendships or making new friends can be extremely difficult when 
you are living with a chronic illness and stigma. Forming new relationships may 
be even more important for people needing to avoid old patterns and social 
connections linked with substance use. Making and Keeping Friends: A Self-help 
Guide by Mary Ellen Copeland offers excellent practical tips to get started find-
ing new friends and maintaining friendships. 

Volunteering³³
Volunteering is an important means of connecting with other people and 
gaining perspective. As one study participant said, “[W]hat I’ve noticed is that 
when I have a bit more outward kind of motivation and movement, and being 
involved in the world, in helping other people or even just giving things away 
or giving of my time and energy, that’s really helpful in terms of keeping bal-
anced in my own life.” (Suto et al.) The affirmative value in giving of ourselves 
is central to the HEAL philosophy. 
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Self-advocacy³³
Living with one or more chronic health conditions means that there are times 
when you need to advocate for yourself. Becoming a good self-advocate will 
also help you when you need to advocate for others. Self-advocacy–protect-
ing your rights and getting the information, care or changes you need–can be 
especially difficult when stigma, depression and low self-esteem are involved. 
Effective self-advocacy involves organizational skills to focus and identify what 
you need, get the facts, plan a strategy and set goals. Good communication 
skills are needed to explain your situation and gather support from others, to 
ask for what you want and to assert yourself calmly. Learning self-advocacy 
strategies is well worth the effort and will help bolster your self-esteem and 
nurture patience–two essential ingredients for success. For practical step-by-
step suggestions, see Mary Ellen Copeland’s Speaking Out for Yourself: A Self-
help Guide.

Skills for Coping with Stigma³³
In examining stigma/discrimination in rural environments, researchers note 
the value of interventions to develop skills. Training could include one-on-one 
counseling, cognitive behavioural therapy, social support, empowerment and 
group counseling. Training in effective communication and advocacy skills to 
use in community and health care environments is important. (Zukoski and 
Thorburn)  
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Your Role in Minimizing Stigma³³
Every person can make a difference in the fight against stigma. 

Recognize that stigma exists on many levels and has a profound im-• 
pact on people. 
Consider how a person facing stigma feels–“walk in their shoes.”• 
Think about your choice of words and labels–ask yourself if you are • 
perpetuating stigma.
Monitor the media for stigmatizing writing, ads, portrayals, etc. and • 
speak out.
Talk about stigma in your social circles–family, friends, neighbours, co-• 
workers, etc. and speak out when you hear or see stigmatizing com-
ments and attitudes.
Become aware of your own attitudes, judgments and assumptions.• 
Support anti-stigma organizations and movements.• 

(Centre for Addiction and Mental Health (CAMH). Mental Health & Addic-
tion 101 Online Tutorials: Stigma)
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Resources
For the source and additional information about the keys above, look for the 
author’s name or article title (which appears in parentheses in the keys) in the 
resource list below. 

The links in this Guide are live, so you can jump to the reference or website 
directly from the PDF on your computer.

You can learn more about HEAL (Health Education, Advocacy, and Leadership) 
in BCCPD’s Transition magazine (Summer 2009) at: http://www.bccpd.bc.ca/
transsummer09.htm. 

 
BC NurseLine. 

Telephone Anywhere in BC: 8-1-1.
TTY (Deaf and hearing-impaired): 7-1-1.
Call 8-1-1 to speak to a registered nurse 24 hours/ day 7 days/ week about non-
emergency health concerns. 
To speak to a pharmacist: call 8-1-1 for medication information between 5 pm to 9 am 
7 days/ week when your pharmacist may be unavailable.
For nutrition advice, call 8-1-1 to speak with a dietitian.
Translation services are available in over 130 languages on request. Say the name of 
your preferred language in English to be connected with an interpreter.

BC Partners for Mental Health and Addictions Information. HeretoHelp. http://www.
heretohelp.bc.ca  (accessed March 7, 2010).
A partnership of: 
Anxiety Disorders Association of BC; BC Schizophrenia Association; Canadian Mental 
Health Association, BC Division; Centre for Addictions Research of BC; FORCE Society 
for Kids’ Mental Health; Mood Disorders Association of BC.
Access information in multiple languages. Publications include:
BC School Resource Guide; Brochures; Fact Sheets; State of the Knowledge Papers; 
Toolkits; and Visions Journal.

———. Visions: BC’s Mental Health and Addictions Journal, Summer 2005. http://heretohelp.
bc.ca/sites/default/files/images/6.pdf  (accessed March 15, 2010).
Theme: Stigma and Discrimination

BC Persons with AIDS Society (BCPWA). http://www.bcpwa.org (accessed March 7, 2010).
Resources, support, events/ news, advocacy, and more.
Healthy Living Manual and Living+ Magazine.

http://www.bccpd.bc.ca/transsummer09.htm
http://www.bccpd.bc.ca/transsummer09.htm
http://www.heretohelp.bc.ca
http://www.heretohelp.bc.ca
http://heretohelp.bc.ca/sites/default/files/images/6.pdf
http://heretohelp.bc.ca/sites/default/files/images/6.pdf
http://www.bcpwa.org
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Brashers, D E, J L Neidig, and D J Goldsmith. “Social Support and the Management of 
Uncertainty for People Living with HIV or AIDS.” Abstract, Health Communication 16, 
no. 3 (2004): 305-331. http://tinyurl.com/ycapzk5 (accessed February 11, 2010).

Canadian AIDS Society and Canadian Working Group on HIV and Rehabilitation. HIV as 
an Episodic Illness: Revising the CPP(D) Program: A Brief Prepared for the Sub-
Committee on the Status of Persons with Disabilities. 2003. http://tinyurl.com/ yfawzjs 
(accessed February 8, 2010).

Canadian Mental Health Association. BC Division. http://www.cmha.bc.ca/  (accessed March 7, 
2010).
Source of information throughout BC on mental illness; mental wellness; support; 
advocacy; education; Visions Journal; Mind Matters E-news and more.
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