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[START RECORDING]

JULIO MONTANER:  —scientists who are working in other 

disciplines to a field of HIV research.  This initiative will 

foster cross disciplinary research, promote novel ideas and aid 

in the success of investigators at an early career stage.  

Researchers who are not actively engaged in HIV AIDS 

research and have never been involved in AIDS as part of their 

career qualify for this program.  Following a competitive and 

rigorous application process, 10 outstanding early stage 

researchers from a wide rage of disciplines are awarded 

research grants totally $3.4 million USA to pursue 

groundbreaking research in the field.  Research projects will 

be supported in collaboration with a [inaudible] institution 

with expertise in the candidate’s area of research.  

The grants that are awarded – and we’re going to show 

you the pictures of the awards – to Joseph Brown, lecturer at 

London School of Hygiene and Tropical Medicine for a project in 

Environmental Health on HIV/AIDS in rural South Africa working 

with Charlie van der Horst at the UNC Chapel Hill.  

Denise Evans, medical doctor, clinical HIV research 

unit in medicine at the University of Witwatersrand in 

Johannesburg for the project Low Cost Money to HIV in Resource 

Limited Settings.  Working with Christopher Mathews from UCSD, 

CFAR Clinical/Core Director UCSD for the Owen Clinic.  
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Kelly Lee, Assistant Professor, University of 

Washington for a project entitled Resolving the Core Protein 

Skeleton of the HIV Env glycoprotein, working with Shiu-lok Hu,

University of Washington.  The Washington National Primate 

Research Center.  

Justine Mintern Career Development Award Fellow, The 

Walter and Eliza Hall Institute of Medical Research in 

Melbourne for the project Combating Virus Infection with BST-2.  

Working with Bali Pulendren at Emory University.  

Also Bradley Nilsson, Assistant Professor of Chemistry 

at the University of Rochester for the project Probing the 

Structure and Function of Semen enhancer of HIV Infection.  

Working with Steven Dewhurst at the University of Rochester.  

Clovis Palmer, Post Doctoral Fellow at the Institute of 

Melbourne Australia for the project Novel Approaches to study 

T-cell metabolic dysfunction and immune response during HIV 

infection.  Working with Joseph McCune at UCSF.

And Manu Plott, Assistant Professor Georgia Institute 

of Technology, for the project Cardiovascular Disease and HIV

I: Vascular Biomechanics and Remodeling; working with Roy 

Sutliff at Emory University.  

Isabelle Sada-Ovalle a medical researcher at the 

Instituto Nacional de Enfermedades Respiratorias for a project, 

A novel pathway to induce killing of Mycobacterium tuberculosis 
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in HIV Patients.  Working with Marylyn Martina Addo from Rangon 

Institute of MGH, MIT and Harvard.  

Amit Singh, DBT Wellcome intermediate fellow from the 

International Center for Genetic Engineer and Biotechnology in 

New Delhi for the project measuring intercellular redox

potential of HIV-1 infected Microphages.  Working with Dr. Rafi 

Ahmed, Emory Vaccine Center at the Joint Vaccine Center in New 

Delhi.

And Kim Wooddrow, Assistant Professor at the University 

of Washington for the project, Multifunctional nanoparticles as 

a combination microbicide to prevent mucosal transmission of 

HIV Working with M. J. McElrath, Florian Hladik, Patrick Stayto 

at the University of Washington, Fred Hutchinson Cancer Center 

CFAR.  

May I ask the awardees to stand up and face the 

audience so we can acknowledge them?  [Applause].  Thank you 

very much and we’ll move on now to the plenary session.  

Thanks.  

CHRISTOPHER KENNEDY LAWFORD:  Good morning.  My name is 

Christopher Kennedy Lawford and I’m here today as an example of 

what is possible when access to treatment, care and drugs are 

available to those living with drug addiction and Hepatitis C.  

As an advocate for the close to 200 million people worldwide 

with HCV who are neglected and underserved.  
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I’m here to introduce Dmytro Sherembey.  Dmytro 

Sherembey is Director of the Department of Communications 

Policy and Advocacy at the All Ukrainian Network of PLHA.  Mr.  

Sherembey has been HIV positive for 14 years and was 

incarcerated from 1992 to 2001.  While in prison, he studied 

philosophy and taught himself English.  In 2005 he was elected 

to the Coordination Council of the All Ukrainian Network of 

PLWH.  He became Deputy Chair and has represented the network’s 

interest on regional, national and international levels ever 

since.  

Our second speaker, Manfred Nowak.  Manfred Nowak is 

professor of International Human Rights Protection at 

University of Vienna and Director of the Ludwig Boltzmann 

Institute of Human Rights.  He received the UNESCO Prize for 

the teaching of human rights and was head of the European 

Masters Degree in Human Rights and Democratization in Venice 

from 2000 to 2007.  He has performed a range of different tasks 

for the United Nations including service as the UN’s special 

reporter on torture, since December 2004.   

DMYTRO SHEREMBEY:  [Interpreter] Good morning 

everybody.  I want to tell you a small story which 

characterizes a big epidemic in my country.  Two hundred 

thousand people are locked in Ukrainian prisons with no 

protection from HIV, TB and Hepatitis, left here in prisons 

with no right for life protection.  Forty persons in close 



Friday Plenary
Kaiser Family Foundation
7/23/2010

1
The Kaiser Family Foundation makes every effort to ensure the accuracy of written transcripts, but due to the nature of transcribing 

recorded material and the deadlines involved, they may contain errors or incomplete content.  We apologize for any inaccuracies.

6

premises without fresh air and ventilation, cigarette smoke and 

damp walls, getting used to existence under conditions not fit 

for life.  No imprisoned drug addict was automatically free 

from substance dependence.  Only they access was limited but we 

always managed to find a way to get drugs.  

When we bought them, we would shoot it from one syringe 

as they were extremely hard to get.  One can’t even imagine the 

ways and things we would inject drugs with.  Syringes were made 

out of pens and pen refills.  The needles would be used so many 

times; they would get dull so there would be only one way out 

to use it longer; to sharpen them with stone again and again 

until nothing was left.  

Prison is not free from drug addition and I would like 

to tell everyone that addiction must be treated using medical 

approaches but not with punishment, humiliation and violence.  

Once you are in prison, especially under conditions I found 

myself in, you don’t have even elementary protection from HIV, 

hepatitis or tuberculosis.  It feels like it’s made on purpose 

for you not to be able to survive.  I find it hard to explain 

why some people intentionally keep other people in such dire 

conditions for many years.  

In jail everybody has to [inaudible] whether of boredom 

or fashion doesn’t matter now.  Everyone uses the same 

instrument.  We were not concerned with the lack of 

disinfectants for a needle that we made the tools with.  We 
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just didn’t have the possibility.  Even the most elementary 

things like razors were used in turn.  Certainly no one 

abandons sex in prisons but no one provided any protection.  

Simply guards who decided they can treat drug addiction with 

imprisonment could also eradicate sex by a prison system.  As 

part of this foolishness and thoughtlessness of this approach 

to incarceration, the situation in Ukraine hasn’t changed.  A 

friend of mine dead at the age of 21, three months short of 

release; only after his death we learned that he was HIV 

infected.  He didn’t know about it himself and didn’t 

understand why he was then.  He was one of thousands of similar 

fates bearing witness to this horrible foolishness or rather 

crime against people.  

When you are deprived of freedom, you are automatically 

deprived of everything; treatment, care, diagnostics, 

prevention, education and respect.  Instead, you are provided 

with horrible living conditions and constant hunger.  These are 

the conditions the prisoners in Ukraine are held in.  

Conditions I lived in for nine years for being a drug user.  I 

lost many friends; they didn’t survive.  Overdose, HIV, 

tuberculosis, hepatitis because a reason for death in prisons.  

I was diagnosed with all three immediately after 

release; TB, HIV, Hepatitis.  Only then the doctor told me at 

the time there is no chance.  I survived.  I received 

education, got married, we have two wonderful children; 
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hundreds of friends and favorite job.  But the most terrible 

thing is that it is an exception.  I survived despite all, not 

because someone wanted to help me.  I survived because I fought 

but I wasn’t receiving any help.  I wanted to prove that we are 

humans who have a right for life, respect, understanding, a 

right for health and protection.  People in prisons have a 

right for all preventive measures.  They have a right for 

diagnostic treatment, care and support.  They have a right for 

life, qualified medical help and must be protected from 

HIV/AIDS epidemic in prison.  They have the right because they 

are human.  Thank you very much [applause].

MANFRED NOWAK:  Good morning.  First I would like to 

thank the International Aids Society not only for the human 

rights approach to this conference, but also for devoting a 

plenary, for the first time, to incarceration, prisons and 

detention.  It’s a very important issue and has been forgotten 

often.  

I also would like to thank my coauthors, [inaudible] 

and many others who helped pose for the paper accompanying this 

presentation and also the presentation itself.  Unfortunately, 

the story we just heard of Dmytro and the situation in the 

Ukraine is not unique at all.  It is similar in most countries 

of the world.  As United Nations special operator on torture 

and other forms of cruel inhuman and degrading treatment or 

punishment, I am visiting many countries in the world and I not 
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only look at torture, because this takes place behind closed 

doors, I spend most of my time in prisons, remand centers, 

police custody, psychiatric institutions and many other places 

of detention.  

After six years in this function, my conclusions are 

alarming.  There is a global prison crisis.  I found torture, 

with the only exception of Denmark and Greenland, in all 

countries I visited often in a routine way, widespread, 

sometimes even systematic as in Equatorial Guinea and Nepal.  

What was much more alarming was that many of the detainees whom 

I interviewed in private told me, it’s terrible to be tortured 

at the beginning.  The first days in police custody in order to 

extract a confession or information; but it is nothing compared 

to the many years of continuing deprivation of any human rights 

in detention facilities around the world.  

My findings of the global prison crisis are supported 

by statistical evidence.  For instance the world prison 

population reports by Kings College in London, shows already on 

the one hand there is a high discrepancy of the prison 

population per country in relation to 100,000 inhabitants, 

United States is 756 on the one hand; Russia the second.  

Certain countries in the Caribbean, in Southern Africa, in 

general the Soviet countries are in the lead, but then on the 

other side, having countries with a very low rate, clearly 

below the average, particularly in West Africa such as Burkina 
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Faso and others in Western and Northern Europe; but also 

countries like India or Nepal.

The average is about 145.  There are around 10 million 

persons in prisons every day, but at the same time there are 

about 30 million people who enter and leave prisons per year.  

That means also if they are infected with HIV during their 

prison stay it becomes a public health problem.

About 60-percent of all countries have more prisoners 

then their prisons provide capacity for.  That means 

overcrowding and this is a national average.  It means that in 

many prisons, it’s double or three times as many and we have 

countries in particular in Africa, also Latin America; Benin, 

Bangladesh and others that have even three times the capacity.  

That means three prisoners have to fight for one place to sleep 

or have to share the beds or mattresses, or at least the space 

on the concrete floor.  

What are the reasons for the overcrowding?  There are 

many reasons.  Of course, there are too many people in prison 

because of communalization of certain behavior; very often it’s 

drug use.  In many countries like the United States, but 

others, a very high percentage of prisoners are actually 

convicted of drug-related offenses or other similar offenses.  

Secondly, and most importantly it’s that the criminal 

justice system is not functioning.  The best indicator is the 

percentage of pretrial detention in relation to all detainees 
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and if you have countries like Liberia with 97-percent or Mali 

with almost 90-percent, it means that the administration of 

justice is not functioning.  I would say in general, whenever 

there is a country where more than 40-percent of the detainees 

are on pretrial detention, then something is wrong.  The 

criminal justice system is corrupt, too slow et cetera.  Just 

to give you one example, Nigeria, and there are quite a number 

of countries that have more than 60-percent, in Nigeria I agree 

that the [inaudible] that there were between 20,000 and 25,000 

individuals who would have to be immediately released and many 

of them have been released.  Why?  Because they have spent more 

time in pretrial detention than the maximum sentence was which 

they could receive in case they would be sentenced.  That is 

similar in many countries; also those recently visited like 

Papua New Guinea.  

These are a few images.  What does it mean to have 

overcrowding, lack of bedding.  This is in Malawi.  These are 

the Leftist Remand Detention Facility in Columbia and Sri Lanka 

or Anamondonka [misspelled?] Police Station, the main police 

station in Katmandu.  But those are just a few examples; you 

will find the same in most countries of the world.  This is the 

infamously, but that prison in Uruguay, Los Latos [misspelled?] 

which were only built in 2003 but are totally run down.  They 

were built for one person per cell.  Now there are at least 

three persons in there to have and you see the little bit they 
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have to stand in shifts in order to get enough air because 

everything is broken down; the sewage system the water, 

etcetera.  They have to use plastic bags for defecation and 

plastic bottles they receive for urinating and then throwing it 

out; the smell.  The noise is just unbearable even for prison 

stuff.  

This is the so-called torture room in the main police 

station in Largos in Nigeria, about 120 people including 

children, including women together for many weeks many of them 

heavily tortured.  The lack of sanitary facilities, these 

recent photos from Montagan Police Station [misspelled?] in the 

highlands of Papua New Guinea.  Again you’ll see there the 

plastic bottles used and plastic bags similar in Equatorial 

Guinea and Jamaica in many countries that are visited.  

In general we can say that HIV prevalence is much 

higher in prisons than in the general population.  Although 

it’s very difficult to have reliable figures but many 

scientific studies have been carried out to show, for instance, 

to start with the Ukraine, the prevalence in prison is at least 

10 times if not more that of the overall population; Russia.  

Of course in countries like South Africa where you have a high 

wait in general, but even we have a study where up to 41-

percent of the detainees were HIV positive; in Latin America 

plus in Argentina.  In Indonesia there are certain studies that 
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might even be 100 times as much and the same we find also in 

relation to tuberculosis and hepatitis.  

What is the main reason?  Of course like outside using 

nonsteroidal drug injection treatment and of course it depends 

those other countries, that is the main reason in Eastern 

Europe, Southeast Asia and other areas, but of course sexual 

contacts, whether they are consensual or nonconsensual, in 

prison settings you can’t often distinguish.  There are other 

factors such as tattooing, sharing of razors, piercing, etc.  

Now what is it that we have to do to effectively 

prevent HIV transmissions in prisons?  Science tells us exactly 

what we have to do.  It’s just a question of political will to 

implement it.  [Inaudible] has said, if you are imprisoned, you 

are deprived of your human right to personal liberty but you 

should enjoy all the other human rights on an equal footing 

with others.  In reality you’re deprived of all human rights:

access to food, access to water, access to healthcare, access 

to privacy, et cetera.  That is the reality.  You are there 

without any kind of human rights and liberties.  

What should be done is similar to outset prison; 

information, education – whenever you come into a prison you 

should be informed about the risk of HIV transmission.  You 

should be subjected to HIV testing and counseling, but of 

course on the basis of the three C’s – free and informed 

consent and confidentiality and of course counseling.  



Friday Plenary
Kaiser Family Foundation
7/23/2010

1
The Kaiser Family Foundation makes every effort to ensure the accuracy of written transcripts, but due to the nature of transcribing 

recorded material and the deadlines involved, they may contain errors or incomplete content.  We apologize for any inaccuracies.

14

If you are HIV positive, you should have the same right 

to treatment like anybody else has.  You should not be 

segregated.  Condoms should be provided.  As again Dmytro has 

said, there is no prison without sex but there is also no 

prisons [inaudible 00:29:28].  So the easiest is to provide 

condoms free of charge, anonymously and of course prisons have 

an obligation to prevent rape, sexual violence, and other forms 

of coercion.   

Needle and syringe programs are very, very effective 

but only used in 11 countries.  The first one was Switzerland 

in 1992.  Moldova is another recent example; Spain and others 

but primarily in Europe and Centra Asia.  These programs are 

only a second alternative if and if not enough space available, 

but of course, very important is any form of opiate 

substitution therapy, methadone and other drug dependence 

treatments, which we have in about 40 countries, in particular 

North America, Australia, Europe.  But also countries like 

[inaudible] or Indonesia have started to implement it and as I 

have said one of the most important measures to prevent HIV 

transmission would be the reduction of overcrowding.  Of 

course, overcrowding leads to violence.  It leads to conditions 

that are conducive to transmission of HIV and other similar 

diseases.  

One best practice example is Spain.  In 1988, about 50-

percent of the prisoners in Madrid who are HIV positive, at 
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that time for instance, in New York about 20-percent.  And then 

there are various methods introduced, from condom distribution

to needle and syringe programs already 1997.  And you see here 

the number of needles and also prisons participating of the 

needles that have been distributed.  

You also have at the same time a methadone maintenance 

program.  And you see the number of prisoners who benefitted 

from this program and if you compare that to the reduction of 

HIV prevalence in Spanish prisons, from 32-percent in 1989 to 

7-percent in 2009, there is clear evidence that these HIV 

prevention methods are working.

And what is always used as an argument that they might 

be dangerous, they encourage more drug use has not been 

verified by scientific studies.  Also needles are not used as a 

weapon, etcetera.  So they are functioning and effective 

methods.  

As I have said, if you are HIV positive, you are 

entitled, as everybody else, to antiretroviral therapy and 

other forms of treatment, care, and support.  As we know from 

outside prisons, there are millions of human beings who have no 

access to this kind of treatment.  In prisons, it's a very, 

very small minority.  

One of my main recommendations to all countries in the 

world is move the responsibility for the prison health system 

from the Ministry of Justice or Interior or Security to the 
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Ministry of Health.  It would be very, very, important.  In 

general, health services in prisons throughout the world are 

appalling.

And of course, special attention should be given to 

female prisoners that have specific needs, also they are in 

danger of being raped by male prison guards and others and have 

certain needs and of course, juveniles and children in 

detention.  

I'm coming to the conclusions.  The most important one 

is evidence based intervention needs to be implemented 

[inaudible].  Every form of criminalization of sex and drugs, 

compulsory testing, et cetera has proven to be 

counterproductive.  

As I said, prison health is public health.  If there 

are 30 million people entering and leaving prisons and have a 

much higher risk of HIV transmission in prisons, then it is a 

public health system and should be taken seriously.  

Prevention’s better than cure; provide methadone, provide

needle and syringe programs, and provide condoms.  

Of course, prisoners with HIV or AIDS have the same 

human rights to medical care, treatment, and support.  And 

finally, but certainly not least importantly, an urgent need 

for a comprehensive criminal justice in prison reform means 

decreasing the number, not building more prisons, decreasing 

the number of prisoners.  There are far too many persons in 
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detention because of non-use for criminalization, but in 

particular non-functioning of criminal justice systems.  In 

particular, with using pre-trial detention, using non custodial 

measure, fighting corruption, and providing more funds for a 

well-functioning criminal justice system in all countries of 

the world.  

Thank you very much.  [Applause]

ELLY KATABIRA:  Good morning.  My name is Elly Katabira 

from Kampala, Uganda and I have the honor to introduce our next 

speaker, who is going to talk about care and support, integral 

to comprehensive care.  She's Elizabeth Gwyther, who is the CEO 

of the Hospice Palliative Care Association of South Africa.  

And she's also Senior Director at the University of Cape Town, 

where she heads the palliative care unit within the School of 

Public Health and Family Medicine.  

She received her medical degree from the University of 

Cape Town in 1979 and has worked as a general practitioner in 

Zimbabwe and South Africa until 1993.  She began working in 

hospice care on a voluntary basis in 1993 and obtained her 

master's in science and political medicine from the University 

of Wales College of Medicine in Cardiff 2003.  Liz.  [Applause]

ELIZABETH GWYTHER: Good morning ladies and gentlemen.  

I would like to thank the International AIDS Society and 

conference organizers for the invitation to speak on the topic 

of care and support, and my co-authors, Bongai Mundeta from VSO 
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RAISA, David Lohman from Human Rights Watch, Shannon Hayes from 

Huairou [misspelled?] and Richard Harding from Kings College of 

London.  For their assistance in developing this plenary, which 

emphasizes that care and support are integral to comprehensive 

HIV care.  

The question may be asked, do we need care and support 

in the era of antiretroviral treatment?  Or the fact that 

antiretrovirals change HIV from a terminal illness into a 

chronic illness is enough and people just need to attend the 

clinic regularly and they will be fine.  

Is there sufficient care and support provided at the 

antiretroviral treatment centers?  We believe that care and 

support are key factors in successful treatment adherence and 

in prevention programs, as well as responding to the needs of 

people living with HIV.  

So what is the experience of a person who is HIV 

positive?  He attends the antiretroviral clinic if he or she is 

fortunate enough to be on an antiretroviral program.  He 

receives support from the treatment counselor, care from the 

HIV clinicians and care and support from the ARV clinic nurse.  

He receives advice from the pharmacist and then he goes home to 

the family and community for care and support.  

Is there sufficient attention to care and support at 

the HIV clinics?  There are a large number of patients, doctors 

are busy, and must focus on how the disease is being 
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controlled, o the CD4 count, on the viral load, are patients

adhering to the medication, do they have side effects from 

their treatment?  Is the person who is HIV positive empowered 

to discuss other problems?  

Is he asked about pain?  Do the doctor and the patient 

accept pain as part of the illness?  Does the doctor anticipate 

that pain will improve on antiretroviral treatment alone?  I 

ask how long does the patient continue to suffer pain waiting 

for antiretroviral to take effect in treating pain, knowing 

that they are not analgesics.

And think about this, what happens when you wake up 

worrying in the middle of the night, maybe I'm dying, I'm HIV 

positive, could I die from this?  Could I be dying now?  Do you 

have the courage to bring this up with your doctor?  Is the 

fear of dying discussed or dismissed?  No, you are on 

antiretrovirals, you are not going to die.  Or is this worry 

discussed and are you asked for further information?  

Antiretrovirals will improve a person's condition so 

yes, reassurance is appropriate, but what is really worrying 

you at the moment?  What is it that's waking you up in the 

middle of the insight?  When we look at the care needs of 

people who are HIV positive, they are very complex and they are 

many, even for those on antiretroviral treatment.  

In a study done by Richard Harding and his colleagues, 

they found that there was a significant symptom burden in 
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patients on HAART attending outpatient HIV clinics in London.  

63-percent of them complained of tiredness, 55-percent of 

worry, 51-percent still had diarrhea, and 50-percent complained 

of pain that was untreated.  47-percent had various skin 

problems, 46-percent numbness and tingling in hands and feet, a 

sign of peripheral neuropathy, and 32-percent said yes, they 

have suicidal ideation.  

Here again, is a slide that indicates that there are a 

large number of problems requiring care and support.  Kim 

Greene put this together collating published evidence that 

shows the palliative care needs for people from stage one to 

stage four HIV for those on antiretroviral treatment.  

There is a significant symptom burden that requires an 

attentive palliative care approach.  So it's clear that people 

living with HIV don't just have problems when they attend the 

antiretroviral clinic.  They are living with HIV as a daily, 

hourly, reality.  

And what about the middle of the night?  Who do we ask 

about our worries?  Can our family help?  Do they know how to 

help?  Do they know our worries?  Are they themselves also 

worried?  And are they tried or hearing my concerns again and 

again?  If they bring up the fact that I still have pain, are 

they concerned and sympathetic or irritated?  Did you ask the 

doctor?  No, we spoke about the medication.  Well, I can't help 

you if you don't tell the doctor.  
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Does the family have enough information and knowledge, 

enough confidence to provide care?  What about my financial 

concerns?  What about transport?  How do I get to the clinic to 

get my monthly antiretrovirals?  Who will care for the 

children?  How can I make sure that they still get to school?  

How do I put food on the table for the family?  

There are many more worries than just the attention to 

the illness itself.  So we suggest that people who are HIV 

positive are referred to home-based care.  There they will 

receive adherence support and referral for treatment for the 

antiretrovirals and for opportunistic infections, advice and 

symptom control, nursing care.  

The caregiver also explains prevention messages to 

family and provides counseling to address their anxieties and 

fears.  She can advise in planning future care of the person 

who's ill and care of the family.  And if necessary, refers to 

a professional nurse supervisor, to social services, to legal 

services.  

This next slide is very busy and I think like the 

Vienna U-Bahn a little bit complicated until you know how it 

works and then it's very efficient.  It explains the continuum 

of care.  The community caregiver is in the same block as the 

patient and the family; the person who's HIV positive and her 

family.  The community caregiver becomes very close to the 
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people they care for and care is provided in that individual's 

own home.  

If the community caregiver is worried, she refers to 

the professional nurse.  The professional nurse will also visit 

at home and the counselor may visit at home, and behind this 

team is an interdisciplinary team at the clinic or the hospice.  

And the doctor may be consulted to assist and treat

pain or other distressing symptoms.  The professional counselor

may be required to manage more complex psychosocial or 

spiritual problems.  And if necessary, the HIV positive person 

will be admitted to the hospice inpatient unit or to the 

hospital.  And there, they get the attention to more 

significant problems.  

The foundation to this program is education and support 

at every level.  The doctor requiring training in palliative 

care and pain management, the community caregiver and home-

based palliative care, and there's a strong inter-referral 

system and support of services between the hospital, clinic, 

hospice, home-based care program.  And this support enhances 

that continuum of care.  And there are many effective models of 

community based care that promote this continuum.

Because I think it is clear that a once a month visit 

to the clinic is not sufficient to provide ongoing care and 

support.  Home-based palliative care and in every home-based 

care program, carers should be trained in palliative care,
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because in any service there will be people who have 

distressing symptoms or severe psychosocial or spiritual 

problems.  

Home-based palliative care provides comprehensive care.  

The community caregivers are trained to screen for clinical 

problems and to refer to a professional nurse if necessary.  

They are trained in basic nursing skills, pressure care, mouth 

care, care of the bowels, and providing nutritional advice.  

They are trained in treatment support for 

antiretroviral treatment, for TB treatment, for analgesic 

medication.  They have basic counseling skills, including 

bereavement counseling and they themselves may need, as some of 

their clients may die and the community caregivers have become 

very close to the person that they have cared for.  

And enhancing this care that the community caregivers 

provide is the supervision and support provided by the 

professional nurse.  

What about access to medication, as this is one of the 

barriers to effective home-based care?  There are legal 

barriers to be addressed; who is licensed to prescribe

medications?  Is there access to opioid medication in your

country?  Medication that is essential for good pain control.  

Care organizations worldwide state unequivocally that 

palliative care and pain management is a basic human right.  So 
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are palliative care medicines on the essential medicines list 

in your country?  

And how do homebound patients actually access 

medication that may be held in the clinic or hospital?  What 

are the regulations and the logistics of getting medication 

from the clinic or hospital pharmacy to the person at home?  

If we turn now and ask who is currently providing care 

and support services, is it provided at the HIV clinic on a 

once a month basis?  Yes, hospices are steeped in care and 

support principles, but many clinicians and patients view 

hospices as providing only terminal care.  And the role of 

hospices in the restoration to health to people who are HIV 

positive is not well-known. 

We can empower hospitals to provide care and support, 

but an actual fact, most of the care and support is provided in 

the community.  In South Africa, 98-percent of the care 

provided by hospices is provided in the individual's own home.  

Home-based care is provided informally by family members or by 

neighbors or may be provided by trained community caregivers 

working with a home-based care organization.  

However, NGOs are outside of the formal healthcare 

system and there's not strong recognition of the value of home-

based care.  The carers themselves are usually women, often 

children or older persons and there is not sufficient 

acknowledgment and recognition of the importance of their work 
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and the contribution towards strengthening a country's health 

system.  

The family and community caregivers and here we have 

photographs of a child caring for a family member at home and a 

granny who is now looking after these orphaned grandchildren.  

So the caregivers are usually women, often very young, often 

old, and they are anchoring a critical response to HIV.  And 

the cooperation between the formal healthcare system and 

community support is crucial.  

I'd also like to speak a little bit about the program 

that in South Africa we have initiated in the prisons, having

this very emotive talk earlier, that we have a memorandum of 

understanding with our Department of Correctional Services and 

are training the health staff in the prisons to provide care 

and support to offenders who may be ill.  And it is proving to 

improve the access to treatment of offenders who may be ill and 

it is proving to improve the access to treatment of offenders 

and compassionate care for people who are ill and who are in 

the prisons.  

Why is there neglect of care and support issues?  Is it 

because of competing priorities?  Yes there is an urgency of 

prevention and the fact that prevention is essential to control 

this epidemic.  There's a strong focus on treatment and 

advocacy for antiretroviral treatment and access to treatment 

itself is a strong component of care and support programs.  
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However, there is a problem that there's a lack of 

integration of services.  And while this lack of integration of 

prevention, treatment, care, and support, there are 

misconceptions regarding care.  Some of which I have discussed, 

but basically care is undervalued.  And people who are ill do 

not have the energy or the means to be powerful advocates for 

the care and support that they need.  

There are gender issues and that care is seen as 

women's work, something women do as part of their daily lives, 

their work is taken for granted, undervalued, and usually 

unpaid.  And the caregivers are disempowered and not able to 

take their place in decision making about the care they receive 

and the work circumstances.  

There are also misconceptions regarding palliative 

care, a lot of people think that palliative care is only care 

of the dying, and I re-emphasize the role of palliative care 

and the restoration to health of a person who is HIV positive.  

In fact, palliative care is applicable early in the 

course of the illness, in conjunction with treatments such as 

antiretroviral treatment that is intended to prolong life.  

Palliative care affirms live and focuses on quality of life.  

Palliative care addresses each person's individual needs, 

whether those are physical, psychological, social, or spiritual 

needs.  And palliative care provides holistic, personal

centered care.  
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If we look now at a report that came from the WHO and 

VSO Regional AIDS Initiative in Southern Africa, this report on 

scaling-up HIV prevention, treatment, care and support and 

community and home-based care programs and in reducing the 

burden of HIV and AIDS care on carers in the Southern African 

development community, you can see that the report demonstrates 

that the services provided by home-based carers are varied and 

skilled, and cross the spectrum of prevention, treatment, care, 

and support.  

There is strong evidence that shows many positive 

outcomes of care and support for people who are HIV positive 

and for their families.  These include enhanced understanding 

of HIV, improved health and well-being, fewer distressing 

symptoms, more rapid response to current infections and other 

problems and there's better adherence when support is provided 

in the home.  Looking at this photograph of a community carer 

and her client and you can see how strong that supportive 

relationship is in this photograph.  

Also, better support to the family, a reduction in 

loss-to follow up cases, fewer deaths, a reduction in reported 

depression, and a number of programs provide skills building 

programs and income generating activities resulting in economic 

empowerment.  There's a reduction in stigma and discrimination 

and improved self-esteem for the person living with HIV.  
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This photograph needs little explanation.  You can see 

how desperately ill this young girl is.  She's eight years old.  

She's orphaned.  She's HIV positive, now with TB meningitis and 

she has been referred to a children's home from the hospital 

for terminal care.  

It's clear that she's dying.  So can you believe that 

this simply six months after admission where she was seen by a 

palliative care pediatrician, her TB meningitis was treated, 

she is now on HAART.  She has now been placed in her 

grandmother's home with a child-care grant [applause].  So a 

child care grant to help her with some financial assistance, 

she's been referred to a home-based care organization and she's 

actually gained 20 kg in six months.  

So let us turn now to the community caregiver.  What 

are his or her needs?  They include pre-service and end-service 

training, support and supervision from the professional staff, 

and acknowledgement of the value of her work and her status in 

the community.  

She also needs social protection mechanisms and

deployment benefits in place.  And it's very important that she 

has a strong care for caregiver program because of community 

caregivers need to deal with strong responsibilities and 

experience emotional distress that may be part of their work.  

Most community caregivers report that they find their 

work fulfilling and that they do have a recognized status in 
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the community.  We need to encourage men's involvement of 

carers and to empower the women as decision makers in the work 

that they do and in home-based care policies.  

How do we ensure caregiver's support and recognition?  

We ask that governments, healthcare planners and donors 

recognize the committed and compassionate community response to 

providing integrated care and support to people living with 

HIV.  

We ask that this community based care and support is 

acknowledged as an integral part of HIV care, that it is 

valued, and funded.  So the recommendations promoted by the 

caregiver's action network home-based care and palliative care 

organizations worldwide are that they should be comprehensive 

national policies on HIV care and support.  

Good standards of care for people who are HIV positive, 

recognition of the role of community caregivers and appropriate 

standards of support for those caregivers, provision of the 

necessary equipment, including home-based care kits and 

medicines, fair financial support for the work that they are 

doing, ongoing training, support, and supervision, and 

inclusion of the caregivers as decision makers.  

During this conference, integration of services has 

been a recurring theme and this must include integration of 

care and support services, which do we need to be reminded is 

one of the three pillars of universal access?  So in conclusion 



Friday Plenary
Kaiser Family Foundation
7/23/2010

1
The Kaiser Family Foundation makes every effort to ensure the accuracy of written transcripts, but due to the nature of transcribing 

recorded material and the deadlines involved, they may contain errors or incomplete content.  We apologize for any inaccuracies.

30

we would like to emphasize that people living with and affected 

by HIV have a right to quality, integrated care and support.  

Right here.  Right now.  [Applause]  

RICARDO SOBHIE DIAZ:  Good morning everybody.  My name 

is Ricardo Diaz from Sao Paulo Brazil.  I am here to introduce 

the next speaker, David Thomas.  David Thomas is Chief of 

Infectious Disease and the Professor of Medicine at John 

Hopkins School of Medicine.  Dr. Thomas's training in internal 

medicine and infectious disease in care for patients with 

infectious disease including chronic viral hepatitis.

He also oversees clinical research projects focused on 

understanding the natural history and pathogens of HCV 

infection.  He is the PI of numerous NIH grants, and author or 

coauthor of over 150 peer-reviewed publications and holds a 

U.S.  patent.  Dr. Thomas serves on numerous editorial and 

advisory boards.  For the next presentation entitled Hepatitis 

C:  Cure and Control, Right Now, please welcome David Thomas.  

[Applause]

DAVID THOMAS:  Thank you.  Thank you very much.  On 

behalf of my coauthors Dr. Kumar, Dr. Zabransky and Dr. 

Leoutsakas I would like to thank you for the privilege of 

speaking to you this morning about hepatitis C.  

Hepatitis C is the right topic for a meeting focused on 

persons living with HIV because hepatitis C has emerged as one 

of the leading causes of death.  Right now is the right time to 
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talk about hepatitis C because we are literally on the 

principes of a new era of hepatitis C treatment that is going 

to transform our ability to cure infected patients.  

In this meeting with its emphasis on human rights, it 

is interestingly the exact right venue to give this 

presentation because these new treatments are projected to 

create vast inequities in hepatitis C outcomes because of 

differences in their distribution.  

Hepatitis C is the right topic, this is the right time, 

and I think this is the right meeting to discuss hepatitis C.  

Of all of the things that I could say about hepatitis C, I am 

going to show you evidence to defend a very simple message.  

For persons living with HIV, hepatitis C is a major public 

health challenge that can and should be controlled.  On the one 

hand, we have a serious condition that on the other hand there 

is clear evidence can be controlled.  Let us begin with the 

challenge.

Hepatitis C is a challenge for two major reasons.  One, 

it is common and secondly it is medically severe.  You're 

already familiar with these WHO projections of persons living 

with HIV.  Interestingly in North America, here in Europe and 

throughout Asia, about one out of three of these HIV infected 

persons also has hepatitis C, is hepatitis C coinfected.  

This summary statistic masks the real reality of 

hepatitis C coinfection that differs markedly according to how 
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HIV was acquired.  Whether you are in Baltimore, in Australia, 

or here in Europe, hepatitis C, infection occurs in 70 to up to 

100-percent of persons who acquired HIV from injection drug 

use.

Likewise, throughout Asia there is clear evidence that 

hepatitis C infection is the rule in HIV infected injection 

drug users.  There are not as many data from some places in 

Eastern Europe and I wish I could share them with you, pointing 

actually to the lack of effective screening and testing in 

those regions.

In contrast to this enormous burden of hepatitis C that 

is evident in injection drug users with HIV, fewer than 15-

percent of persons who have acquired HIV from intercourse will 

have hepatitis C coinfection.  This linkage between injection 

drug use and hepatitis C of course explains what you have 

already seen.  The burden of hepatitis C in HIV infected 

persons in prisons.  It also explains the linkage between 

hepatitis C and HIV among persons with hemophilia and it 

explains why for every one coinfected person with injected drug 

user with hepatitis C and HIV, there are several others with 

just hepatitis C but not HIV.

An important exception to these trends is that recently 

there have been very well described outbreaks of hepatitis C 

among HIV infected MSM populations linked to recreational drug 

use and very high risk sexual practices.  
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Hepatitis C is common in HIV infected individuals and 

hepatitis C is medically important because HIV makes all the 

stages in the course of hepatitis C worse beginning with the 

likelihood of developing persistent infection.  Roughly 60-

percent of persons who acquire hepatitis C go on and have 

chronic hepatitis.  If you consider HIV infected individuals 

such as in this cohort of Baltimore injection drug users, look 

at the risk of having persistent infection after testing.  More 

than 1,000 antibody positive injection drug users for evidence 

of the virus in their blood, you see that the risk compared to 

HIV negative persons with hepatitis C antibodies, the risk of 

persistent infection is markedly elevated.  At least two fold 

higher in persons coinfected with HIV.  

Among those who develop persistent infection, the 

abundance of the virus in the blood that is the hepatitis C 

viral load is also higher if the person is coinfected with HIV.  

In the same cohort, the viral loads shown here on the X-axis 

being higher on the right, and lower on the left.  Notice that 

the HIV coinfected subset shown in the red tends to have higher 

hepatitis C viral loads compared to the HIV negative group that 

has a greater proportion of low viral loads.

More viral persistence among those with persistent 

infection, a higher abundance of the virus in their blood and 

liver and among those that are fortunate enough to get into 

treatment, a lower treatment response.  Coinfected persons with 
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the same hepatitis C genotype or clade if you will show 

received hepatitis C treatment for the same length of time with 

the same medicines have half the treatment outcome as HIV 

negative controls.  More viral persistence, higher viral load, 

less likely to respond to treatment.  Those that don't respond 

to treatment or don't get treatment have an increased risk of 

developing cirrhosis or the clinical manifestation of 

cirrhosis, end stage liver failure or liver cancer.

These are data from the multi-center hemophilia cohort 

study in which 1,816 individuals were followed.  You can see 

that the risk of liver failure, clinical liver failure was 

higher in HIV positive individuals than individuals who were 

similar with regard to hepatitis C but HIV negative.  You also 

see from these data by the dominance of nonhepatic deaths, that 

these data chiefly were accumulated before antiretroviral 

therapy was available.  

They raised the question, the very important question 

of if on the one hand HIV makes all of this worse, increasing 

viral persistence, increase in the viral load, increase in the 

risk of cirrhosis and liver failure, then what about HAART.  

Does HAART change that risk.

There are some data that remain controversial that 

suggests that antiretroviral therapy might in fact reduce the 

risk of liver failure, reduce the risk of progression of liver 

disease.  This remains controversial and the effect of HAART on 
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this outcome cannot be very significant based on available 

data.  

What is clear from all of the data that have been 

published is that antiretroviral therapy is not enough.  

Antiretroviral therapy is not sufficient to reduce the Hep C 

viral load, in fact, it increases it.  It's not sufficient to 

restore normal interferon treatment responses, and it’s not 

sufficient to prevent cirrhosis or liver failure.

In fact we followed individuals that were duly infected 

and done serial liver biopsies on those individuals, 24-percent 

of 171 individuals had significant progression over just 2.9 

years.  Even though half of them had full and effective viral 

suppression during the entire time, and more importantly, there 

was no difference in significant liver progression among those 

with suppression of viremia compared to those who were not even 

taking antiretroviral therapy.  

Antiretroviral therapy is not sufficient to decrease 

and to take away these important coinfection outcomes.  Of 

course, what antiretroviral therapy does, I do not need to 

explain to this audience is it markedly improves mortality.  In 

these data following almost 4,000 individuals in Denmark, 

marked improvements, marked reductions in mortality were seen 

in both men and women in association with the use of 

antiretroviral therapy.  Of course, this is not news to any of 

you here.
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What's interesting from these data is that even if you 

look among persons who have been taking antiretroviral therapy 

and followed in the era of HAART, whereas you can see that 

their mortality expectations are beginning to approximate the 

general population shown in blue, these are the HIV infected, 

these are those in blue. Mortality expectations beginning to 

look like persons without HIV, a very different story immerges 

if you include those who are coinfected with hepatitis C.  I am 

only showing you those with HIV along.  

If you look at mortality rates in the same study 

conducted the same way in persons who are coinfected, you see 

markedly different outcomes and essentially no effect of HAART.  

Here we have probably one of the most remarkable breakthroughs 

in the history of medicine, at least in my time that is 

markedly reducing mortality in HIV infected individuals, and 

yet having almost no effect in a subset that is duly infected 

creating gross inequities in medical outcomes in HIV infected 

individuals.

So far, I am only talking about statistics and Dmytro, 

my coauthor Dennis and Christopher would of course tell you 

that there is much more to the story than the statistics.  

Often medical providers underestimate the importance of stigma.  

Some of the neuropsychiatric patients and the compounding 

issues of dealing with psychologically and economically with 

yet another chronic condition.  
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No mater how you look at it, coinfection is an 

extraordinarily important aspect of HIV and an important public 

health challenge.  

Fortunately, there is also very good evidence that this 

challenge can be controlled.  The first step in controlling any 

infectious disease of course is preventing it.  There is 

evidence that you can prevent hepatitis C infection.  Of course 

hepatitis C infection can be eliminated from transfusions 

simply be screening the donations.  Hepatitis C transmission in 

healthcare setting can be eliminated by observance of universal 

precautions.

Likewise, hepatitis C can be prevented among injection 

drug users.  That same injection drug user cohort from 

Baltimore there have been serial reductions in the incidents of 

hepatitis C and HIV in each of the enrolments in the last 

decade in association with the harm reeducation measures such 

as needle exchange that are taking place.  Hepatitis C 

infection can clearly be prevented.  

There are 170 million people that already have 

hepatitis C, so it is also important that hepatitis C can be 

controlled once you have infection.  The first step here of 

course is recognizing infection by testing and then counseling 

individuals to reduce further harm to themselves or spread to 

other individuals.  
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Probably the most potent form of control is eradication 

of treatment, eradication of infection by treatment.  When 

hepatitis C treatment is given, the virus can be eliminated 

from the blood and the liver.  When you stop treatment, it does 

not come back.  That is considered a sustained virologic 

response, or quite simply a cure.  There is clear evidence that 

sustained virologic responses can be achieved, even in persons 

coinfected with HIV, albeit at a lower rate then if the didn't 

have HIV.  There is also clear evidence that coinfected 

individuals sustain their sustained virologic responses.  

Soriano and coworkers followed 77 individuals after a 

sustained virologic response for more than 4,000 months and 

there were no relapses.  There have been many other studies 

showing similar outcomes.

Sustained virologic response is possible.  Sustained 

virologic response is sustained, and sustained virologic 

response matters.  These data from Spain examine the long-term 

clinical outcome who here are actual mortality rates in 493 

individuals who received treatment but did not get a sustained 

virologic response compared to 218 with a sustained virologic 

response.  

As you can see, sustained virologic response lowers the 

likelihood of liver failure and lowers the likelihood of dying.  

It can be achieved, it can be sustained, and it matters.  

Fortunately, sustained virologic responses are going to become 
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more likely.  There is a new era of hepatitis C treatment at 

hand.  Drugs that interfere with all the different steps of the 

hepatitis C life cycle are being developed just as with HIV.  

Hepatitis C HAART if you will is at hand.

If you look at how one of these compounds of protease 

inhibitor called Telaprevir affects the sustained virologic 

response rates, you can see that when you treat someone for 48 

weeks with pegylated interferon and RBV.  This is the standard 

of care.  If you compare this outcome to an individual 

receiving pegylated interferon and RBV now for only 24 weeks, 

half as long but for the fist 12 weeks, taking this protease 

inhibitor, you have had a 20-percent improvement in these 

published phase 2B outcomes.  

These same two arms in data that have been released but 

not published, the sustained virologic response rate went from 

44-percent up to 75-percent.  75-percent of individuals cured, 

with 24-weeks of treatment.  Of course, these are in HIV 

uninfected individuals, but studies are under way in coinfected 

individuals and there is no reason we won't see similar 

improvements and outcomes.  

This of course is just the beginning.  This is the 

protease inhibitor class.  This is one candidate.  There are 

drugs being developed that are potent inhibitors of hepatitis C 

in all of the classes.  There are even studies ongoing right 

now to test the hypothesis that you can get rid of the 
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interferon, get rid of the injection, get rid of many of the 

side effects and treat hepatitis C for a short period of time 

with orally active medications.  

Nobody knows the outcome of these individual studies, 

but there is clear evidence right now that we are moving into a 

new time for the treatment of hepatitis C.  We are moving into 

an exciting period where a cure is going to be possible with 

much less treatment, with much less side effects, and with much 

less time.  

Interestingly the theme of this topic is not some day 

for some people, but for all people right now.  I have to 

finish by coming back to the present.  I have said that 

hepatitis C infection can be prevented, but the other of that 

is that in many places in the world, there aren't resources to 

screen blood donations and there aren't resources or even the 

right educational systems in place to have universal 

precautions.  Interestingly hepatitis C continues to be spread 

by medical exposures and that is the dominate form of hepatitis 

C transmission worldwide.  Despite the fact that it is 

completely preventable.

Hepatitis C transmission can be prevented by harm 

reduction measures, but even in places where harm reduction 

measures are in place, and there are few, hepatitis C infection 

continues.  Hepatitis C is an order of magnitude, more 

transmissible than HIV.  The measures that you use to control 
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HIV are not going to be enough to stop hepatitis C 

transmission.  It needs to be intensified.

I have said that hepatitis C can be cured, but today's 

present reality is much more sobering.  This is the reality 

from my own institution.  Between 1999 and 2003 a treatment 

clinic was set up for hepatitis C, 845 coinfected people walked 

through the HIV treatment door, 277 came for evaluation of 

hepatitis C.  185 kept their appointment, 125 had a 

pretreatment evaluation consisting of a biopsy and a viral load 

and genotype, 69 did not have a treatment and were eligible for 

treatment, 29 received treatment and six were cured.

We are doing better than that fortunately right now.  

Still, in most places the overall cure rates among coinfected 

individuals is less than 10-percent.  I am talking about places 

where HIV testing and hepatitis C testing is occurring.  These 

are people coming into care.  You just heard from Dmytro that 

this is the exception.  Most places in the world, there isn't 

even access to treatment.  A simple diagnostic test that is 

very accurate is not available.  

Even in the United States, we actually estimate that 

70-percent of the individuals of hepatitis C do not even know 

they have it.  They have not been tested yet.  They are in 

prisons, they are in methadone treatment or not and they don't 

know they have hepatitis C.  
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Of course, what are these data, what is this exciting 

news have to say when it cost 20,000 Euro to be treated?  What 

does that have to do with a coinfected drug user in Karachi, or 

in a Ukrainian prison?  

To be clear, I am saying that there is something very 

exciting at hand.  I am saying that we have treatments coming 

that are going to make it increasingly possible to cure 

hepatitis C infection.  I think there will come a day when we 

can cure nearly everyone that we are able to get into care.  

I am also saying something different.  I am also saying 

that right now with the way things are going worldwide, if you 

take a global perspective, and you consider that fewer than 10-

percent of the 170 million hepatitis C infected individuals are 

actually engaged in care, and you project this out to a 

situation where you are curing everyone in care.  You are 

curing everyone in care, but you are only treating 10-percent 

at a population level you have achieved very little.  

Unfortunately, this is the most likely outcome given 

the realities that we have today.  Our ability to cure nearly 

everyone in care, but very few people receiving testing, very 

few people receiving treatment.  

The way forward, at least the objectives are clear.  

Obviously, we need to make it possible to observe universal 

precautions and screen blood donations around the world.  We 

need to intensify harm reduction efforts.  We need to expand 
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access to testing.  That becomes especially important when it's 

coupled with treatment.  Being able to do something about the 

outcome of the test.

The way forward is clear.  How we get there is very 

challenging.  This meeting began with recognition that with HIV 

we have exciting medications that can save people that can take 

a child like we just saw literally back from the grave.  That 

is something that we should all applaud for and something 

that's actually an astonishing event in medicine.  

Just as with HIV, we need to be able to get those 

treatments out to everyone who needs them.  So it is with 

hepatitis C and I would like to end at least the plenary 

sessions on that same note.  We need to figure out a way to 

take hepatitis C care and bring it to the people who need it 

and to integrate hepatitis C treatment into what we are doing 

for HIV beginning here, and yes beginning right now.

I would like to thank my coauthors for their 

contributions to my lecture and to the ALIVE cohort and its 

leadership and funding from the National Institutes of Health 

for the slides that I showed.  Especially I would like to thank 

all of you for staying for my lecture.  Thank you very much.  

[Applause].

CHRISTOPHER LAWFORD KENNEDY:  I think we are done.  

Thank you for coming.  [Applause]

[END RECORDING]


