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OUTLINE

• Context

• Study

• Results

• Recommendations 

• Resources

• Next steps



HISTORICAL CONTEXT

Adverse or side effects (deadly)

Symptoms
(chronicity and aging)
Limitations (disability)

Deadly disease

Chronic illness
Episodic disability

Life-saving and toxic treatment

Life-long and «manegeable » treatment

Treatment as prevention
« Same-day treatment »

Preventable illness



STATE OF KNOWLEDGE

• Sources

• Pharmaceutical companies

• Researchers and clinicians

• People who take medications

Pharma

Research

Clinical

Lived experience of PLWH



STATE OF KNOWLEDGE

• Sources : unpublished versus published side effects (Golder et al. 2016)



STATE OF KNOWLEDGE

• Sources : clinical trials vs « real life » (HIV Drug Therapy Congress, Glasgow 2016)

Neuro effects more frequent 

Women (2.64)

Older adults (> 60 years) (2.86)

Disappear after treatment cessation
Dizziness

Nervousness

Depression

Headaches 

Insomnia

Difficulties concentrating

Pain



STATE OF KNOWLEDGE

• No data on prevalence (ATLIS, 2010)

• 40% did not like how medications made them feel

• 50% said medications had negative impact on quality of life

• 25% had never talked to their provider about side effects

• Homogeneous population

• Little data on women and older adults 

• Controlled environment

• Little data in « real life » context 

• Classification of side effects by:

• Medication / Class (family) / Types / Body systems

• What about the experience of PLWH?



STUDY

• Qualitative study (grounded theory)

• Funded by the Canadian Institutes of Health Research

• National capital region (Gatineau and Ottawa)

• Recruitment (posters and e-mails via community-based organizations)

• Sociodemographic questionnaire and information on side effects

• Individual interviews

• Experience with medications and side effects

• What does it mean to live with side effects?

• 50 participants



PARTICIPANTS



PARTICIPANTS



PARTICIPANTS



PARTICIPANTS



RESULTS



THE SIDE EFFECTS | Context

• Epidemic

• What was happening at the time?

• Where were we at with the medications? 

• How did we talk about side effects? What about today?

• Treatment 

• In what context did they start the treatment (especially first treatment)?

• During a pregnancy

• During a clinical trial

• After changing the treatment

• After starting a new treatment (new medications available)

• At the time of diagnosis



THE SIDE EFFECTS | Types

Immediate

Progressive

Temporary
Permanent

Minor

Severe

Invisible 
Visible



THE SIDE EFFECTS | Types

• Type 1

• Immediate

• Variable (from nausea to hepatoxicity) and easy to recognize 

• Progressive

• Subtle (loss of energy) and harder to recognize

• Type 2 

• Temporary / disappear eventually with time

• « Body adjusting » to the medications

• Permanent / persist in time

• Same treatment (diarrhea)

• Despite changes in treatment (lipodystrophy)



THE SIDE EFFECTS | Types

• Type 3 

• Invisible

• Easier to live with, more control, less impact

• Diabetes and MI easier than lipodystrophy

• Visible

• Harder to live with, less control, more impact

• Lipodystrophy : body image, disclosure, stigma

• Diarrhea : shame, judgment of others, isolation (family) 

• Pasty mouth: isolation (intimacy), self-esteem, rejection

 Impact on self, self-image, body, and interactions with others



THE SIDE EFFECTS | Types

• Type 4

• Minor – Severe based on the impact on:

• Activities of daily living

• Social interactions

• Self-esteem

• Global health (physical, mental, sexual health)

• Based on the ability to manage and lessen side effects

when “something that could easily be managed, turns into something 
where you want to throw yourself off the balcony”  



THE SIDE EFFECTS | Nature

• Three characteristics

• Unpredictable

• You never know how you are going to react and you never know when 
side effects will appear (day, week, month)

• Unstable

• Things change from one day to the next

• Individual

• Every person is unique 

• Differences between men and women

• Importance of knowing yourself

• Importance of finding what works for you



THE EXPERIENCE | Becoming with

• Becoming sick (being reminded about HIV) and « healthy »

• Becoming a new version of yourself (a lesser version)

• Becoming your new « normal » : normal life, normal day, normal body

Living with the effect of medication … It basically means that I’m sick. It 
means, well, here’s the result of this virus that must be controlled. We 
have to control it to stay healthy and at the same time, it causes side 

effects. So for me, that’s what it means. For me it’s like, “yes, you’re really 
sick” and “yes, your capacities are diminished”. Because of the 

medications, I have this, I have that. It never ends.



THE EXPERIENCE | Living with

• Learning to « live with »

• Adapt, endure, accept, get used to, adjust, etc.

• Living based on the rhythm of the medications

• Living with uncertainties

• How you will feel from one day to another 

• « Live day by day » (like a rollercoaster)

• Impact on social life, activities of daily living and possibilities 
(employment  and volunteering) 

• If it’s really a side effect

• What the future holds 



THE EXPERIENCE | Living with

• Living with limitations 

• Physical (pain, limits, fatigue)

• Mental (concentration and memory) 

• Fonctional

• Activities and movements (space, distance, locations)

• Impact on freedom and isolation

Well I don’t go out that much unless there’s a bathroom nearby. Um, the 
heart palpitations, I, I walk a lot. Uh, but it’s always close to home. It has a 

big impact on my life. Uh, I can’t do what I used to do.



THE EXPERIENCE | Dealing with

• Management of side effects – « never completely managed »

• Take charge, make a plan, find strategies



THE EXPERIENCE | Dealing with

• Management of the treatment

 Continue – Stop – Change

 What are reasons and objectives?

 What are the fears and risks?

• Management of the physician (main issue)

 Importance and recognition

 Listening and management

 Types of responses 

 The problem is you (life habits, attitudes, age)

 The problem is in your head

 « If it’s not broken, don’t fix it »

 Treatment optimism (viral load)

 A question of life and death



THE EXPERIENCE | Dealing with

• Management of the physician (main issue)

 Enquête Ève (2015) (n=315 women living with HIV in France)



THE CONNECTIONS

People

• Medical specialists and specialized health care providers

• Peers (sources of information, support, and advice)

Things 

• Medications (pill poppers) and substance (cannabis)

• Devices (glucometer), food, liquids and objects (toilet) 

Systems

• Knowledge systems – dominant and alternative

• Health care system

• Welfare



RECOMMENDATIONS



RECOMMENDATIONS

• Rethink side effects

• Pay closer attention to context

• Ask more question →

• Listen to PLWH

• Recognize the impact of side effects

• Find alternative solutions (cannabis)

• Develop new resources

• Change the model of care

• Include side effects in the conversation

• Create a new system for collecting and reporting



QUESTIONS



RESOURCES

• CATIE 

• Practical guide to HIV drug side effects



RESOURCES

• ICW

• Body mapping project 

• Project report

• Recommendations

• Inclusion of women in research

• More research on « real life » side effects

• Greater access to plasma concentration analysis

• Improved care and support for women who report side effects

• Increased support to access to healthy food, affordable housing, social 
assistance, and programs that covers the costs of supplements, etc. 

• Opportunities to support each other and share their experiences with others 
– AND their knowledge of side effects (and ways of dealing with them)



NEXT STEPS

• Treatment simplification (Journée québécoises du VIH 2016)



NEXT STEPS

• Treatment simplification (International Workshop on AE 2016)



FOR MORE INFO
Twitter: mlgagnon_XVII
Instagram: ml_gagnon
marilou.gagnon@uottawa.ca



Questions?

If you have a question, type it into the chat box.



Thank you!

Please evaluate this webinar! 


