


Surviving HIV Over the Long Term: The Past, 
Present, and Future - Part 1

www.thewellproject.org

Together, we can change the course of the HIV epidemic…one woman at a time.

#onewomanatatime #thewellproject



About The Well Project

• Non-profit organization with a mission to change the 
course of the HIV/AIDS pandemic through a unique and 
comprehensive focus on women and girls

• Leverages technology to improve health outcomes and 
increase quality of life for women and girls living with HIV

• Provides accessible and comprehensive #information, 
#community support, and #advocacy building

• Access our resources and join our community at 
www.thewellproject.org

http://www.thewellproject.org/


About WATCH!

• WATCH! Women’s Advocacy and Treatment Coalition 
on HIV is an ongoing HIV treatment advocacy and 
capacity-building webinar series

• The 2016 WATCH! series will take place throughout 
the year, and will include 5 webinars

• For certification, participants must participate in live 
webinar or view recording, take a pre- and post-test, 
and final evaluation survey (end of series)

• Webinars will be recorded and can be accessed up to 
one month after they take place



Webinar Details

• Webinar will last approximately 90 minutes with Q&A 
at end 

• Use live chat box on left side to enter questions while 
someone is talking; questions will be put in queue 

• If you are listening to webinar via your phone, please 
enter second audio pin to connect your phone to 
computer * (3-digit number)#

• Participants’ lines will be muted until the Q&A
– To unmute your phone, press *6, or click on microphone icon at the top 

of your screen (if using computer microphone) 
– To mute, use your phone “mute” button 



Speakers

Kimberly Y. Smith, MD, MPH, Vice President for Global 
Medical Strategy and Head of Research and 
Development, ViiV Healthcare

Maria Mejia, Global Ambassador, Community Advisory 
Board, A Girl Like Me Blogger, The Well Project

Tranisha Arzah, BABES Network; A Girl Like Me Blogger, 
The Well Project

Krista Martel, Executive Director, The Well Project 
(moderator)

Presenter
Presentation Notes
Krista to introduce each speaker



Agenda  

• Defining Long-term Survivors
• Perinatal Acquisition
• Concerns of Long-Term Survivors

– Physical health — Co-Morbidities
– Treatment Challenges — Menopause
– Aging — Sexual health
– Inflammation

• AIDS Survivor Syndrome – Intro to Part II 
• Q&A

www.thewellproject.org



Who Are Long-Term 
Survivors of HIV?

"We were a group of people who were willing to 
stand up for ourselves and for others and face 

what the world had to offer.… Those living with 
HIV today can never [imagine] the horrors many 

of us had to endure in the early days of this 
epidemic. I wish I didn't remember – I wish I could 

forget."
– Vickie Lynn, Drawing Lines in the Sand, A Girl 

Like Me

www.thewellproject.org

Presenter
Presentation Notes
"We were a group of people who were willing to stand up for ourselves and for others and face what the world had to offer. … Those living with HIV today can never image the horrors many of us had to endure in the early days of this epidemic. I wish I didn't remember – I wish I could forget."- Vickie Lynn, on A Girl Like Me http://www.thewellproject.org/a-girl-like-me/aglm-blogs/drawing-lines-sand 

http://www.thewellproject.org/a-girl-like-me/aglm-blogs/drawing-lines-sand


Defining Long-term 
Survivors

• Powerful drugs now make it possible for people with HIV to live 
far longer than we could have imagined in the epidemic’s earliest 
days

• Pre-HAART LTS: Living with HIV since before 1996 – start of the 
modern era of "highly active antiretroviral therapy" (HAART)
– Acquired HIV when it was usually a death sentence
– Often spent early adult lives believing they would die young, 

watching many friends die
• Post-HAART LTS: Living with HIV for more than 10 years

– Anyone diagnosed after 1996
– A very different experience than being diagnosed earlier in 

the epidemic www.thewellproject.org

Presenter
Presentation Notes
There are a few definitions describing HIV LTS . One definition of LTS refers to those who have been living with HIV since before the modern era of effective HIV drugs, or "highly active antiretroviral therapy" (HAART). They are sometimes known as pre-HAART LTS or "longest-term survivors." They acquired HIV when the condition was, in most cases, a death sentence. They often spent their early adult lives believing they would die young - and watching scores of their friends die of the health condition with which they themselves were living. This kind of traumatic experience  can leave an indelible mark on people's lives, and affect mental and physical health, as well as financial stability and overall quality of life. Another definition of LTS refers to people who have been living with HIV for more than ten years, and who were diagnosed after 1996. This group is sometimes known as post-HAART LTS. This is considered a very different experience than being diagnosed earlier in the epidemic.



Other Definitions

• Perinatal acquisition: People who were born with HIV, 
or acquired it as young children
– Now in their 20s and 30s, having lived with HIV for decades
– May have experienced loss of many loved ones

• HIV-negative LTS: Partners, companions, activists, 
healthcare providers, etc., directly supporting people 
living with HIV in the epidemic’s earliest days
– Many experienced tremendous losses, had their lives deeply 

affected by the epidemic

www.thewellproject.org

Presenter
Presentation Notes
Due to longer survival with HIV, the percentage of older adults living with HIV  is increasing in all regions of the world. More than one in ten adults living with HIV in low- and middle-income countries are 50 or over; and in high-income countries, that number rises to about three in ten adults. However, not all HIV LTS are older adults. People now in their twenties and thirties who acquired HIV at birth or while very young have also lived with HIV for decades - and may have experienced the loss of many loved ones due to the virus .    Another group of long-term survivors that tends to be left out of conversations about long lives with HIV are the HIV-negative partners, companions, caretakers, community members, activists, and frontline professional care providers who directly supported people living with HIV in the earliest days of the epidemic. While this fact sheet will focus on people who have lived many years with the virus in their bodies, many HIV-negative LTS also experienced tremendous losses and had their lives deeply affected by the epidemic.



www.thewellproject.org

Poll Question



Perinatal Acquisition

Studies of people who acquired HIV at birth (perinatally) 
found younger LTS more likely to have unsuccessful HIV 
treatment than adults, in part because:
• They may have been exposed to HIV treatment in the womb

– Increased chances of HIV drug resistance
• Treatment histories tend to be just as complex as those of older-

adult LTS (including pre-HAART LTS)
• Young people may find adherence more challenging than adults

www.thewellproject.org

Presenter
Presentation Notes
A review of numerous studies of people who acquired HIV at birth (perinatally) found that these younger long-term survivors were more likely to have their HIV treatment be unsuccessful than adults, for a number of reasons:They may have been exposed to HIV treatment in the womb that increased their chances of HIV drug resistanceTheir treatment histories tend to be just as complex as those described above for older-adult LTSYoung people may find it more challenging than adults to take their HIV drugs consistently  enough for them to be effective.It is very important for LTS of all ages to have trusting relationships with their health care providers, so that they can work together to find effective, tolerable treatment options. This is a key step not only to improved long-term health outcomes, but also to improved quality of life.  



Physical Health 
Concerns of LTS

Some relate to common effects of aging; others to the 
unique realities of surviving with HIV
• Important for LTS of all ages to have trusting relationships with 

healthcare providers
– Can work together to find effective, tolerable treatment options

HIV Treatment Challenges
• Many LTS deal with consequences of decades of HIV treatment
• Toxicity of many early HIV drug regimens caused life-altering side 

effects; include but are not limited to:
– Lipodystrophy (body fat changes) and resulting scars from surgeries, 

implants, and injections
– Peripheral neuropathy

www.thewellproject.org

Presenter
Presentation Notes
Some health concerns faced by LTS relate to common effects of aging, while others have to do with the unique realities of surviving with HIV. HIV treatment challengesOur current long list of effective, tolerable HIV treatment options  would not have been possible without the HIV long-term survivors whose bodies were testing grounds for numerous HIV medications over the years. "[A]s I move into late middle age, I have come to accept that HIV and I will be in this together for the long haul. 'The long haul' is an American idiom which describes a long-term, ongoing commitment. The term 'long haul' also refers to a long distance trip, long period of time or even a long run. Something like a marathon. … Martha Lang, on A Girl Like Me http://www.thewellproject.org/a-girl-like-me/aglm-blogs/we-will-have-you-running-marathonsMany LTS deal with the consequences of decades of HIV treatment. The toxicity of many early HIV treatment regimens caused life-altering side effects , including lipodystrophy  and peripheral neuropathy . 



Treatment Fatigue and 
Tolerability

• Treatment fatigue: physical or emotional weariness with taking 
HIV drugs 
– May cause LTS to have difficulties taking their HIV treatment 

regularly (adherence)
• Can eventually cause HIV drugs to stop working (HIV drug 

resistance)
• Multidrug-resistant HIV (MDR-HIV) is reality for many LTS

– Makes effective treatment options difficult to find
• LTS may take several pills each day for HIV and other health 

conditions (comorbidities), plus vitamins, supplements, birth 
control methods, pain relievers, etc.
– More pills increases likelihood of drug interactions

www.thewellproject.org

Presenter
Presentation Notes
Treatment fatigue and tolerabilityTreatment fatigue (physical or emotional weariness with taking HIV drugs) may lead many LTS to have difficulties adhering to their HIV treatment  , which can eventually cause HIV drug resistance  . However, multidrug-resistant HIV (MDR-HIV)  is already a reality for a number of LTS, for whom effective treatment options are difficult to find.  Many long-term survivors take a dizzying array of pills each day, for HIV and for other health conditions they're managing (comorbidities). They may also take vitamins, supplements, birth control methods, and pain relievers, all of which can increase the likelihood of drug interactions . This resource from ACRIA provides useful tips  for managing complicated medication schedules.  



www.thewellproject.org

Poll Question



Inflammation

• Human body's natural response to threat or damage
• Immune system of a person living with HIV is always 

struggling to get rid of the virus
– This means the immune system is always activated, or "turned 

on" 

• After many years of being constantly activated, may 
produce inflammation

• Ongoing inflammation appears to be related to many 
health conditions (heart disease, cancers, etc.)

www.thewellproject.org

Presenter
Presentation Notes
InflammationInflammation is the human body's natural response to threat or damage. Because the immune system of a person living with HIV is always struggling to get rid of the virus, the immune system of people living with HIV is always activated, or "turned on." After many years of being constantly activated, the immune system of people living with HIV may produce inflammation. Some research suggests that the body's response to complex trauma, as with ASS, may also increase levels of inflammation.Ongoing inflammation appears to be related to many conditions, including heart disease  and cancers .



Accelerated Aging?

• Scientists exploring whether inflammation causes people 
living with HIV to experience signs of aging earlier 
(accelerated aging)

• Some professionals believe that signs of 'accelerated aging' 
may be less about HIV, more about higher rates of 
traditional risk factors
– Smoking and stress are examples of traditional risk factors for heart 

disease that are more common among people living with HIV

• Eating well, exercising, managing other health conditions, 
and taking HIV drugs can all help reduce levels of 
inflammation

www.thewellproject.org

Presenter
Presentation Notes
Scientists are still exploring whether people living with HIV experience 'accelerated aging' due in part to inflammation. Some professionals attest that what gets called 'accelerated aging' may have less to do with the virus than with the fact that people with HIV also have higher rates of traditional risk factors (risks that are seen in the general population overall) for these conditions, like smoking  or stress , which can be managed.Eating well, exercising, managing other health conditions like high blood pressure and diabetes , and taking HIV drugs can help reduce levels of inflammation in HIV long-term survivors and other people living with HIV. 
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Poll Question



Comorbidities 

Many non-AIDS-related health conditions are more 
common among LTS and other aging people with HIV, 
including: 

• Heart disease: LTS more likely to have taken older HIV drug 
regimens associated with body shape changes and increased 
blood fats

• Hepatitis C (HCV): Many LTS are baby boomers (born 
between 1945 and 1965); CDC recommends they be tested for 
HCV

• Other liver disease: Long-term use of medications can 
overwork the liver; certain HIV drugs also linked to liver 
damage

www.thewellproject.org

Presenter
Presentation Notes
ComorbiditiesA number of health conditions that do not mean an AIDS diagnosis  are still more common among people growing older with HIV. Long-term survivors born with HIV are also vulnerable to many of these comorbidities, such as heart and kidney diseases and anemia . Key health concerns for HIV long-term survivors to be aware of include: Heart disease : LTS are more likely to have taken older HIV drug regimens associated with body shape changes  and increased blood fats , which are linked to heart disease.Hepatitis C  (HCV) Many LTS are “baby boomers,” or those born between 1945 and 1965, whom the US Centers for Disease and Control and Prevention (CDC) recommends get tested for HCV. Other kinds of liver disease  Long-term use of medications can overwork the liver, and there are certain HIV meds that have been directly linked to liver damage. 



Comorbidities 

• Brain problems: HIV-associated neurocognitive 
disorder (HAND) may be more common among older 
people and LTS

• Cancers: Vital that LTS be regularly screened for 
AIDS-related cancers as well as others not associated 
with HIV (e.g., breast or lung cancer) 

• Bone disease: Some older HIV medications have 
been linked to bone loss

www.thewellproject.org

Presenter
Presentation Notes
Brain problems  Research suggests that HIV-associated neurocognitive disorder or HAND (a group of conditions that includes some combination of thinking, movement, mood, and/or behavior problems) is more common among older people, as well as those who have been living with HIV for a long time. Cancers  It is vital that LTS be regularly screened for cancers - not only those known to be AIDS related (e.g., cervical cancer ), but others not associated with HIV (e.g., breast or lung cancer). Bone disease  Some older HIV medications have been linked to bone loss (e.g., tenofovir disoproxil fumarate, or TDF; brand name Viread). Newer HIV drugs containing a different form of tenofovir (tenofovir alafenamide, or TAF) produce less bone loss.  



Menopause 

• Often called the "change of life" 
• Point in time when a woman's menstrual periods stop
• Milestone that many women LTS may have thought they 

would not live to reach
• Effects of menopause can be treated with: 

– Hormone replacement therapy
– Complementary treatments
– Taking steps to stay healthy

www.thewellproject.org

Presenter
Presentation Notes
Menopause Often called the "change of life," menopause   is the point in time when a woman's menstrual periods stop. It is also a milestone that many women long-term survivors may have once assumed they would not live to reach. Effects of menopause can be treated with hormone replacement  therapy, complementary treatments , and by taking steps to stay healthy.    



Sexual Health

• Older women remain sexually active
– May date and become sexually active after ending a long 

relationship or partner’s death
– Sexual risk-taking can be an effect of past trauma; can be a 

symptom of AIDS Survivor Syndrome

• Providers must talk about sexual health with their LTS clients
– Important for women growing older with HIV to continue to visit 

gynecologist
– For younger LTS and those of childbearing age, sexual healthcare 

should include: 
• Respectful safer conception resources
• Conversations that affirm women's sexual expression

www.thewellproject.org

Presenter
Presentation Notes
Sexual healthDespite the myth that older people do not have sex, many older women are sexually active . Women over 50, including long-term survivors, may be thinking about dating and becoming sexually active after the end of a long-term relationship or the death of a partner. Further, sexual risk-taking can be an effect of past trauma , and can be a symptom of ASS. It's important for health care providers to talk about sexual health with their older clients, and for women growing older with HIV to continue to have visits with a gynecologist.For younger long-term survivors and those of childbearing age, sexual health care ought to include respectful safer conception resources, in addition to conversations that affirm women's sexual expression. "Doctors need to ask about young women’s sexual practices without making assumptions," writes Grissel Granados , a Los Angeles-based activist and service provider who has lived with HIV all her life. "I have met young women born with HIV who have grown up in such fear of themselves as sexual beings that they cannot even fathom dating, much less having healthy children someday."   



AIDS Survivor Syndrome 
(ASS)

• Refers to the psychological 
results of living through the 
most brutal years of the HIV 
pandemic

• Pre-HAART LTS especially 
vulnerable

• Sometimes compared to post-
traumatic stress disorder 
(PTSD)

• Not many published studies

• Symptoms include, but are 
not limited to: 
– Anxiety
– Nervousness, or sense of feeling 

constantly ‘on guard’
– Depression 
– Irritability or flashes of anger 
– Lack of future orientation 
– Low self-esteem & self-worth 
– Substance abuse 
– Social withdrawal & isolation 
– Survivor’s guilt

www.thewellproject.org

Presenter
Presentation Notes
 AIDS Survivor Syndrome (ASS)  is a term describing the psychological results of living through the most brutal, unjust years of the HIV pandemic. Pre-HAART LTS are especially vulnerable to ASS.  ASS is sometimes compared to post-traumatic stress disorder, or PTSD , which is often associated with soldiers returning from war. However, ASS may have more in common with what is called complex PTSD, which results from enduring multiple traumas over a long period of time.There are few published studies looking into AIDS Survivor Syndrome. However, in recent years, LTS themselves have begun to come together and share about their lives in the aftermath of the epidemic's darkest years. The evidence that a particular condition has been affecting them is too overwhelming to ignore. Unfortunately, few published studies means few health care providers or therapists are aware of the signs that an individual is experiencing ASS.



Long-Term Survivors: 
Taking Care, Kicking Ass

If you are a LTS, you can stay resilient and not only survive, 
but thrive throughout a long life with HIV:
• Take charge of your health: Learn about your medications, have a 

good relationship with healthcare providers, keep on top of 
diet and exercise

• Get support: A healthcare provider, mental health counselor, 
peer mentor, or support group can provide support, help with 
connections to activities and community

• Tell your stories: Speaking your truth is part of healing!

www.thewellproject.org

Presenter
Presentation Notes
There are many ways for LTS to stay resilient and not only survive, but thrive throughout a long life with HIV. If you are a LTS, you can:  Take charge of your health. Learning about your HIV drugs, having a good relationship with your health care providers, and keeping on top of your diet  and exercise  are all key parts of coping with the stresses of long-term survival.Get support. The importance of social support for HIV long-term survivors cannot be measured. A health care provider can be a source of support. So can a mental health counselor, peer mentor, or support group. They can also help you connect with activities, family and friends, and even groups of other long-term survivors. You can also find community and support by browsing the resources in AIDSmap's e-atlas .Tell your stories. Speaking your truth is part of healing, and makes important contributions to our community's history. You can share your story in a support group, with friends or family, at events and speaking engagements, online, and more. The Well Project's A Girl Like Me online blog community  is one place where women living with HIV, including many long-term survivors, share their journeys with HIV. Join us! Positive Women's Network-USA also welcomes and posts blog submissions from women living with HIV .Find your purpose. Committing to an activity that excites you, working or volunteering on something you believe in, and rediscovering your talents are just a few ways to experience pleasure and be productive, which can help you gain a sense of purpose in your life.Take your rightful seat at the table. Long-term survivors are experts in living a long life with HIV, and must be part of organizational and policy decisions that impact the lives of LTS. You can help make sure LTS voices are heard by becoming a community advocate . Learn more about organizations to get involved with in The Well Project's Partners section . Commemorate June 5, HIV Long-Term Survivors Awareness Day  (NHLTSAD). Acknowledged for the first time in 2014, NHLTSAD is not just an awareness day, but a call to action to keep the needs, issues and journeys of HIV LTS front and center in our work in the HIV community.  I inserted this because 2nd person is used in paragraph above, then again in all bullet points.  Good idea! Apologies for the use of 2nd person above - that was not intentional. I believe 2nd person works for this list, though, and this insertion is what makes it work. Thanks! http://www.thewellproject.org/hiv-information/nutrition-and-hiv http://www.thewellproject.org/hiv-information/physical-activity-exercise-and-hiv http://mobile.aidsmap.com/e-atlas http://www.thewellproject.org/a-girl-like-me/aglm-blogs/ https://pwnusa.wordpress.com/pwnspeaks-blog/ http://www.thewellproject.org/hiv-information/how-be-advocate-yourself-and-others http://www.thewellproject.org/partners http://hltsad.org/



Long-Term Survivors: 
Taking Care, Kicking Ass

• Find your purpose: Commit to an activity that excites you, 
work or volunteer on something you believe in, rediscover 
your talents

• Take your rightful seat at the table: LTS are experts in living 
a long life with HIV, and should be part of the organizational 
and policy decisions that impact their lives

• Commemorate June 5, National HIV Long-Term Survivors 
Awareness Day (NHLTSAD): It’s a call to action to keep the 
needs and demands of LTS front and center in the HIV 
community

www.thewellproject.org

Presenter
Presentation Notes
There are many ways for LTS to stay resilient and not only survive, but thrive throughout a long life with HIV. If you are a LTS, you can:  Take charge of your health. Learning about your medications, having a good relationship with your health care providers, and keeping on top of your diet  and exercise  are all key parts of coping with the stresses of long-term survival.Get support. The importance of social support for HIV long-term survivors cannot be measured. A health care provider can be a source of support. So can a mental health counselor, peer mentor, or support group. They can also help you connect with activities, family and friends, and even groups of other long-term survivors. You can also find community and support by browsing the resources in AIDSmap's e-atlas .Tell your stories. Speaking your truth is part of healing, and makes important contributions to our community's history. You can share your story in a support group, with friends or family, at events and speaking engagements, online, and more. The Well Project's A Girl Like Me online blog community  is one place where women living with HIV, including many long-term survivors, share their journeys with HIV. Join us! Positive Women's Network-USA also welcomes and posts blog submissions from women living with HIV .Find your purpose. Committing to an activity that excites you, working or volunteering on something you believe in, and rediscovering your talents are just a few ways to experience pleasure and be productive, which can help you gain a sense of purpose in your life.Take your rightful seat at the table. Long-term survivors are experts in living a long life with HIV, and must be part of organizational and policy decisions that impact the lives of LTS. You can help make sure LTS voices are heard by becoming a community advocate . Learn more about organizations to get involved with in The Well Project's Partners section . Commemorate June 5, HIV Long-Term Survivors Awareness Day  (NHLTSAD). Acknowledged for the first time in 2014, NHLTSAD is not just an awareness day, but a call to action to keep the needs, issues and journeys of HIV LTS front and center in our work in the HIV community. 



• Please read the full fact 
sheets on these topics:
– Long-Term Survivors of HIV
– Menopause
– Older Women’s Sexual Health
– Mental Health

• Additional Resources
– Let's Kick ASS
– The Reunion Project ACRIA
– Graying of AIDS 
– "We're Still Here" 

• For more information, 
please visit:
– www.thewellproject.org
– www.facebook.com/thewellproject
– www.twitter.com/thewellproject

www.thewellproject.org

Learn More! 

http://www.thewellproject.org/hiv-information/long-term-survivors-hiv
http://www.thewellproject.org/hiv-information/menopause-and-hiv
http://www.thewellproject.org/hiv-information/older-women-risk-hiv
http://www.thewellproject.org/hiv-information/depression-women-and-hiv
http://letskickass.org/
http://www.tpan.com/reunion-project
http://www.acria.org/
http://www.grayingofaids.org/
https://werestillherefilm.com/
http://www.thewellproject.org/
http://www.facebook.com/thewellProject
http://www.twitter.com/thewellproject


LTS A Girl Like Me 
Bloggers

• Angel S.
• Tranisha Arzah
• Dawn Averitt
• Maria T. Mejia
• Robin Barkins
• BornHIVPoz89
• Angelena Cortello
• Nancy Duncan
• LovingLife101

• Sara Thapa Magar
• Wanda Brendle Moss
• MumbaiyyaGal
• Neen
• Sandra
• Ieshia Scott
• Stigma Warrior Princess

www.thewellproject.org

http://www.thewellproject.org/users/angel-s
http://www.thewellproject.org/users/tranishaa
http://www.thewellproject.org/users/dawnaveritt
http://www.thewellproject.org/users/mariatmejia
http://www.thewellproject.org/users/girlpozitive
http://www.thewellproject.org/users/bornhivpoz89
http://www.thewellproject.org/users/angelenacortello
http://www.thewellproject.org/users/nancy-duncan
http://www.thewellproject.org/users/lovinglife101
http://www.thewellproject.org/users/sara-thapa-magar
http://www.thewellproject.org/users/wanda-brendle-moss
http://www.thewellproject.org/users/mumbaiyyagal
http://www.thewellproject.org/users/neen
http://www.thewellproject.org/users/honeysplace2
http://www.thewellproject.org/users/ieshiadkscott
http://www.thewellproject.org/users/stigma-warrior-princess
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The Q & A will come from the questions 
submitted to the presenters through the 
chat box during the webinar session. 
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Thank you!

Please go to 
https://www.surveymonkey.com/r/WATCH2016_Posttest4 to 

take today’s webinar Post-Assessment Test

An email message will be sent out on in the coming days, with 
the link to the webpage for today’s webinar that has links to 
pre- and post-assessment tests, the webinar recording, and 

additional resources on this topic. 

Thank you for your participation! 

Register now for Part 2 of this webinar series!

https://www.surveymonkey.com/r/WATCH2016_Posttest4
http://www.anymeeting.com/PIID=EC57D684884D31
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