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Unexpected challenges faced by people living long term
with HIV: I thought I was a survivor but it turns outI am a
pioneer.

Ron Rosenes, Vice Chair, Canadian Treatment Action Council

Thank you for the opportunity to paint a picture for you of how things are turning
out - unexpectedly - for people like me who have been living long term with HIV.

It is now well over 30 years, since the earliest days of the epidemic, that I have been
living with HIV. Yes, there are a number of long term survivors, I am not alone, not
the world record holder though probably close to setting a record for living with a
disease that was only identified 30 years ago.

[ am a survivor, a witness and now, it turns out, a pioneer.

Survival can be attributed to a number of factors (good genes, a wimpy virus,
devotion to a vigorous yoga practice, lots of sleep and a healthy diet).

[ have been a survivor and | have been a witness. Over the years working in this
community, | have made many wonderful friends. In the 1980s and 90s I lost many
of these wonderful friends who, in retrospect, didn’t live long enough to benefit
from the incredible advances in treatment we now call HAART. [ was at the Intl
AIDS Conference in Vancouver in 1996 when many of us thought we had been
saved, that HIV could in fact be eradicated using these powerful medications. |
remember being interviewed by the CBC and being photographed walking off into
the sunset along English Bay. (I thought at the time that if [ had a wheel chair, I
would fling it into English Bay). As we now know, Dr. David Ho’s dream of
eradication was not to be. It was built on a faulty mathematical model that had not
taken into consideration that HIV continues to hide in reservoirs and sanctuaries
such as the lymph nodes and that to this day we are still not able to flush HIV out of
those reservoirs, although it is interesting to me that there is a renewed push to
search for a cure today that seems to many to be within our grasp. A functional
cure, not a sterilizing cure but that is another talk.

Why do [ say I am now a pioneer?

Itis 2011 and the meds we take in combination therapy to suppress the replication
of HIV are more effective, have a lower pill burden and generally have fewer
unwanted side effects. Treatment is less toxic and the number of patients who are
able to reach and sustain today’s holy grail of an undetectable viral load and regain a
relatively normal number of CD4 cells is high, particularly for people like me for
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whom the social determinants of health are not so much of an issue. Of course,
adherence to therapy can look a lot different for a young person who is street and
drug involved or an individual dealing with mental health or addiction issues. For
many people with HIV today, the virus can be the least of their concerns. Food and
income security, stable housing, the next fix — can all be viewed as more urgent
issues.

But, while many of us are doing well on our meds, there is something ominous and
troubling going on. We are starting to see signals that all is not well with those of us
who were thinking we might in fact have had the good fortune to reach our golden
years despite many years on treatment for HIV. So I feel like a pioneer, standing
once again on the edge of a precipice although it is far from clear if and when [ might
fall and how far the drop.

So what exactly is going on?

This past year we lost the amazing James Kreppner, a well-known lawyer and
advocate for the haemophiliac community, co-infected with HIV and hepatitis C. We
might not have lost James so soon had he been able to receive a liver transplant. On
the west coast, we learned of the sudden death of a colleague working in the HIV
community, barely 40 years old, from a massive heart attack. The Secretary of our
Board at CTAC, a man still in his 40s, who lives in St. John’s where, for a time, they
were without an ID specialist, is dealing with anal cancer. In Montreal, we recently
lost another CTAC Board member in his early 50s, a giant of a man both physically
and metaphorically, after a short sharp battle with lung and brain cancer.

Less serious, but of equal concern, is the complaint of another friend who tells me he
increasingly goes in search of words he knows well and seems to have misplaced.

He is in his 50s, is a chartered accountant and investment adviser and he recently
decided to stop giving advice to private clients because of mild but increasing
cognitive impairment.

[ have been pretty fortunate so far though as I approach my mid 60s, [ can feel the
winds gathering. Diagnosed with Osteoporosis almost 10 years ago, | am fortunate
that it was discovered and [ remain on treatment that manages it. In addition to a
bisphosphonate, my own holistic osteo program includes physiological amounts of
testosterone (under my doctor’s supervision) and a vigorous yoga practice.
Sometimes the yoga and the testosterone make me feel like the “belligerent
Buddhist” but that’s another talk. Fortunate to be living in Toronto, I have also
undergone baseline screening for cognitive function as well as a follow up 4 years
later, which, knock on wood, seems to be holding its own. But how many of us are
being screened for bone density or HAND (HIV Related Neurocognitive Disorder)
especially those who are living with HIV and other co-morbidities outside of a major
urban centre?
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[ keep putting off the day long CV stress test | know I need despite having been able
to maintain decent lipid numbers. You never can tell what'’s really going on inside
those arteries.

Those of us living long term with HIV and on HAART have recognized this for some
time and have begun to talk about it, to write about it, and more importantly to start
asking questions of our health care providers, our epidemiologists, the research
community, and ourselves. In the USA, Error! Reference source not found. of
NATAP (North American Treatment Advocacy Project) has been pushing the issue
daily on his listserv. The NATAP listserv coughs up at least 20 research reports each
day and those reports can sound somewhat grim. They are confirming what we
have suspected for some time now: that the population with HIV is aging at an
accelerated rate with more frailty, non-AIDS related cancers, bone, heart, metabolic
disease (including high rates of Type II diabetes) and cognitive impairment (as well
as depression) when compared to the general population. The retrospective data
being gathered from large cohorts around the world are compelling in terms of the
picture that is now emerging BUT it is a picture of ASSOCIATIONS, one which leaves
us in pretty much in the dark when it comes to understanding etiology or the
CAUSAL relationships.

We recently formed CHARPA, the Coalition for HIV-related Aging Research, Policy
and Advocacy. This is mainly a US based coalition but it provides an opportunity for
people living with HIV to promote and advocate for increased funding for all of our
research funding bodies to study the issue. (In the US, it’s largely the OAR within
NIH, in Canada, the CIHR, OHTN, CANFAR and CTN). No question, the problem has
now been recognized and much work has been begun to better characterize it and to
seek interventions.

Meanwhile, the statistics are compelling.

From 2000 to 2004, the Centers for Disease Control reported that the proportion of
AIDS patients who are 250 years of age rose from 19% to 27% and that the number
of adults 250 years of age living with HIV infection and/or AIDS more than doubled.
Importantly, for that surveillance period, persons 40 to 49 years of age had the
highest prevalence of HIV/AIDS and the steepest rise in prevalence. The number of
older people with HIV/AIDS is expected to increase even further during the next
decade. It is projected that by 2015, more than half of all HIV-infected individuals in
the United States will be over the age of 50 [1].

An important point to remember here: age isn’t everything. The increasing
incidence rates among people over 50 confirms that people unfortunately continue
to seroconvert in their later years. We must also bear in mind the number of babies,
children and youth who are on treatment from an early age. Therefore, length of
time on treatment will be a very important factor for researchers to consider along
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with HIV disease process and not just an individual’s chronological age. Modifiable
behaviours such as smoking, poor diet, and sedentary lifestyle, along with
depression - all of which are disproportionately high in my community - play a role.

Time was we were succumbing to Opportunistic Infections (OIs) that we don’t hear
a lot about today in the age of HAART (since 1996). We are no longer dying of
toxoplasmosis, disseminated cytomegalovirus, PCP pneumonia, MAC
(Mycobacterium Avium Complex) or KS (Kaposi Sarcoma). Today, we are more
likely to die from a cancer that is unrelated to HIV, (anal, colorectal, melanoma, liver,
lung, Hodgkins lymphoma) from cardiovascular disease, bone disease or organ
failure - end stage kidney or liver disease. There is a growing epidemic of Type II
diabetes and co-infection with hepatitis C that only complicates matters further.
These are the new Ols, or co-morbidities as we prefer to call them today, and many
of us wonder if cause of death is being correctly or comprehensively reported on
death certificates. One wonders if HIV is getting lost in the process. Clearly this is a
challenge that must be taken up by epi surveillance and all who track the mutating
course of the epidemic in our various cohorts across North America and
internationally.

We know what happens when HIV is left untreated. We know that treatment can do
much to restore immune function but its ability to restore immune function is
imperfect. Virus bounces back when treatment is stopped and the gains of many
years can be lost within weeks. Even with perfect adherence, we are now beginning
to understand there is underlying disease progression that is only now beginning to
be understood as the result of low-level viraemia, virus that may for example be
escaping from latent reservoirs, causing inflammation and immune activation.
There is the early senescence of immune system cells which lead to activation of the
immune system (think of a machine that is constantly left on and running, never
turned off and generating heat in the process) and a state of ongoing inflammation
(aye there’s the heat and the rub!) which appears to lie at the heart of the
acceleration of the aging process when compared to the general population.

The three big questions with regard to the accelerated aging we are seeing in HIV
are:

1. How much is due to the HI Virus itself and other ongoing disease processes?
2. How much is due to chronological aging?
3. How much is due to the toxicities of long-term treatment?

(I remember in the 1980s when I started seeing a practitioner of Traditional
Chinese Medicine (TCM). He told me that in the TCM paradigm, HIV is considered to
be a disease of “deep-seated heat” and that he would work with me to cool me down,
using herbs, acupuncture and diet. Please remember this was at a time when we
had absolutely no treatments in the pipeline.)
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The development of HV associated co-morbidities has meant that we need to
develop a better understanding of frailty in HIV. Frailty is defined as having 3 of the
following: exhaustion, slowed walking speed, low activity, weakness, and weight
loss. There are many similarities between the biology that underlies frailty and
chronic HIV infection. Some HIV treatments appear to accelerate that biology.

It would therefore be useful to screen for biomarkers associated with frailty as a
useful construct to identify HIV+ older patients who are most at risk for future study
and for interventions. We know from the data that we are at increased risk of
fracture, and while the data is still unclear about the level of that risk, I think we
need to plan based on the expectation we will see more frailty, at an earlier age
depending on length of time on treatment. We need not just to screen for frailty but
also to learn from those working in the field of anti-aging medicine, which
interventions will be useful in treating early frailty in HIV.

We need high quality research to begin to answer the following questions:

1. Itremains unclear just how much or how many of these co-morbidities we
are likely to see going forward. In other words, what is the real burden of
disease going to look like?

2. Will we see higher rates of incidence and prevalence? Is this the tip of the
iceberg?

3. Itremains unclear to what degree predisposition and modifiable behaviours
such as smoking, diet and exercise may play a role

4. Itremains unclear to what degree HIV disease progression and / or toxicities
of HAART play a role

5. Along with the collection and analysis of COHORT DATA, we need
PROSPECTIVE trials designed quickly and soon in order to get a better
understanding of accelerated aging in HIV

6. These trials must be designed taking into account gender and ethno-racial
considerations (and be well controlled for genetic predisposition, diet,
smoking, exercise)

7. We need to be able as community (meaning consumers/patients like me) to
both influence the research agenda as well as advocate for access to early
screening, diagnosis and therapeutic interventions where none yet exist.

8. Anti-aging doctors, specializing in geriatrics should be brought into the fold
of HIV specialists to help screen, diagnose and treat age and HIV-related
health conditions

9. We can and should start early screening for many of the age related problems
we can now anticipate

Here is a short list of examples of screening for which we should probably develop
guidelines that would help both doctors and patients:
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e Dexa scan for bone density

e Anoscopy for anal cancer

e Baseline cognitive function testing

e Better assessment tools for CV risk (Framingham plus?)
e Regular glucose tolerance tests

e 24 hour urine tests

e Improved assessment tools for kidney disease

e Same for liver disease

e Screening for non AIDS related malignancies

e The SENIEUR Protocol to screen for underlying illness

To name a few. And it’s not just a question of having the right set of diagnostic tools,
it'’s a question of making them available across the country and to people who live in
rural or remote settings.

Beyond the purely biomedical concerns about premature or accelerated aging in
people living long term on treatment for HIV, we will also have to address the
special care needs for this diverse population as we age. Like other chronic complex
illnesses, the challenges to provide seamless and integrated care multiply in direct
proportion to one’s geographical proximity to specialists and clinic settings that can
address multiple issues.

Further down the road, we must ensure that long term care is there for people who
may need various degrees and levels of care sooner than in the general population
and delivered in settings where people will feel safe and less likely to be judged.

We have yet to have a real debate in this country about the degree to which we
continue to invest in nursing homes and other long term care facilities versus our
investment in home care and respecting the wishes of many people to be able to
stay in community. When my partner of 15 years died at our home in 1991, I felt it
was the greatest gift [ could give him at the time. So I guess you can figure out
where I stand on this issue. That being said, it should always be about choice and
ensuring we are able to offer a wide and comprehensive set of services to support us
at the end of our lives.

We have pushed the envelope over the very recent history of HIV infection and
made incredible progress. I expect that this new set of later in life challenges will
again be useful in pushing the boundaries of research. My fervent hope is that there
are among you in the room a number of experts in gerontology who will become
interested in learning more about HIV. The benefits that may accrue will not just be
for people with HIV but may extend to the general population as well.
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Thank you for joining us today to learn more about this issue.




<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /CMYK
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments true
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<

    /BGR <>
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e9ad88d2891cf76845370524d53705237300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc9ad854c18cea76845370524d5370523786557406300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /CZE <>
    /DAN <>
    /DEU <>
    /ESP <>
    /ETI <>
    /FRA <>
    /GRE <>

    /HRV (Za stvaranje Adobe PDF dokumenata najpogodnijih za visokokvalitetni ispis prije tiskanja koristite ove postavke.  Stvoreni PDF dokumenti mogu se otvoriti Acrobat i Adobe Reader 5.0 i kasnijim verzijama.)
    /HUN <>
    /ITA <>
    /JPN <FEFF9ad854c18cea306a30d730ea30d730ec30b951fa529b7528002000410064006f0062006500200050004400460020658766f8306e4f5c6210306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103055308c305f0020005000440046002030d530a130a430eb306f3001004100630072006f0062006100740020304a30883073002000410064006f00620065002000520065006100640065007200200035002e003000204ee5964d3067958b304f30533068304c3067304d307e305930023053306e8a2d5b9a306b306f30d530a930f330c8306e57cb30818fbc307f304c5fc59808306730593002>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020ace0d488c9c80020c2dcd5d80020c778c1c4c5d00020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /LTH <>
    /LVI <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken die zijn geoptimaliseerd voor prepress-afdrukken van hoge kwaliteit. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /POL <>
    /PTB <>
    /RUM <>
    /RUS <>
    /SKY <>
    /SLV <>
    /SUO <>
    /SVE <>
    /TUR <>
    /UKR <>
    /ENU (Use these settings to create Adobe PDF documents best suited for high-quality prepress printing.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /ConvertColors /ConvertToCMYK
      /DestinationProfileName ()
      /DestinationProfileSelector /DocumentCMYK
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


