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Purpose 
To Learn From the Voices and Experiences of Long Term Survivors of 

HIV/AIDS

• An estimated 7,519 individuals are living with HIV in 
Oregon as of the end of 2017. The population of people 
living with HIV long-term is growing. 

• Long Term Survivors are a diverse group with a wide range 
of needs and experiences 



Background 

Who Is A Long Term Survivor? 

• Someone who has been living with or impacted 
by HIV/AIDS for at least fifteen years. 

• HIV-Negative Long Term Survivors are people 
who have experienced tremendous loss and are 
still deeply impacted by HIV/AIDS in their daily 
life.

• Many long term survivors have been living with 
HIV since before the advent of antiretroviral 
therapy. Others are in their 20’s or 30’s and 
some have been living with HIV since birth. 



Stigma  

Discrimination has been part of the experience 
of HIV since the beginning of the epidemic. 

• How did you relationships with friends and 
family change?

• Why would someone say no to HIV testing?

• What new barriers did you experience as a 
result of your diagnosis?

• Is stigma still present in your life?



Medication

For Generations People Living with HIV Have 
Faced Challenges Accessing and Tolerating HIV 

Treatment 

• Did you have a choice of treatment at the 
time you were diagnosed?

• What was your experience with side effects?

• Did therapy or counseling play a role in your 
care?

• Did you feel a part of the decision making 
process with your doctor? 



Care At The End of Life 

Long Term Survivors have to face the reality of death 
every day

• What was your experience being a caregiver?

• What impacted you the most about your 
experiences with death?

• What do you want providers to understand 
about caring for people living with HIV in the 
last stages of life?
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