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Keep Anemia on the Radar Screen
By Esther Trepal, MS, RD, CDN

cording to the Anemia in HIV Working 
Group, an estimated 63-95% of HIV-
infected persons have anemia (3). Risk 
factors include being male or African-
American, as well as having CD4 counts 
< 200 cells/uL and a high viral load. 

What is anemia? “Anemia is a 
condition in which a deficiency in the 
size or number of erythrocytes or the 
amount of hemoglobin they contain 
limits the exchange of oxygen and car-
bon dioxide between the blood and the 
tissue cells (4).” From a functional point 
of view, it is important to keep several 
facts in mind. Erythrocytes, or red blood 
cells (RBC), originate in bone marrow. 
Production of RBC involves iron, folate, 
and vitamin B12. The entire process is 
stimulated by a hormone called eryth-
ropoietin, which is produced in the 
kidneys. 

Because anemia is a condition or 
symptom and not a disease in and of 
itself, determining the cause of anemia is 
critical to effective treatment. There are 
four general causes of anemia (3). The 
following discussion elaborates on these
causes as they affect PLWA/HIV.

1. Blood loss: While not all that com-
mon, blood loss can be attributed to Kar-
posi’s sarcoma in the GI tract or possibly 
GI lesions induced by cytomegalovirus 
(CMV) infection.  

2. Ineffective RBC production: Nutrient 
deficiency of iron, folic acid or vitamin 
B12 can lead to ineffective RBC produc-
tion. Deficiencies can be caused by poor 
diet, poor absorption and, in the case of 
  (See Anemia, page 6)

Given the multiple challenges 
both physically and socially that 
many people living with AIDS/

HIV (PLWA/HIV) face, where does 
anemia rank in the individual’s life and 
in the treatment process? As members 
of the healthcare team, RDs can be ef-
fective in keeping anemia “up front and 
center.” The consequences of not doing 
so are life-threatening.

Consider the fact that shorter sur-
vival times are associated with anemia. 
The Spectrum of HIV Disease Surveil-
lance Project examined the medical re-
cords of 32,867 HIV-infected individuals 
and found shorter survival times in those 
with anemia (1). Likewise, the EuroSI-
DA study showed a step-wise increase in 
mortality rates as the severity of anemia 
increased (2). Those with no anemia had 
a 3.1% rate of death vs. 15.9% in those 
with mild anemia and 40.9% in those 
with severe anemia. In effect, anemia is 
associated with decreased survival and 
increased disease progression (3). While 
a cause-effect relationship is not clearly 
demonstrated, survival rates increase 
significantly when the anemia is cor-
rected.

This article reviews the prevalence 
of anemia in PLWA/HIV, the types that 
are most common to this population, 
general treatment options and the role 
of registered dietitians in the care of 
patients.  

While anemia is recognized as 
a common condition, its incidence is 
difficult to state with certainty. Reports 
vary because of differences in laboratory 
parameters, study design, target popula-
tion, geographical location, and severity 
of HIV infection.  Nevertheless, ac-
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Letter from the Chair
Changes, life is all about changes. Another FNCE session is behind us, with 
some remarkable presentations and sessions. The opening session with Chris 
Gardner and his amazing life story was remarkable and inspiring. What an 
amazing man, what a tribute to the American adage that you can achieve your 
dreams if you are willing to put in the work to get there. I hope you were able 
to attend our session with Cade Fields-Gardner, MS, RD who updated us on the 
challenges and recommendations for working with clients who are co-infected 
with HIV and Hepatitis C. Dr. Eric Strachan, PhD reviewed strategies of 
motivational interviewing techniques to help us move our patients along the 
continuum of change so that our clients may move toward a healthier lifestyle. 

Our Web site is also undergoing some changes. We are looking for member 
feedback on what they would like to see on the Web site so we can make it most 
beneficial to those who access it. We’ve changed our name and changed our 
focus and would like the Web site to best reflect this. 

Changes are also coming to the Ryan White Care Act. It will be ‘sun downing’ 
in October of 2009, which means that it will be up for re-authorization with this 
new administration. In light of our current economic crisis, I don’t think anyone 
can predict how this will play out. What I do know is that those involved in this 
process need all of us to do our part to help with this key piece of legislation.  
The Health Resources and Services Administration needs data and information
on what makes our programs successful and what creates challenges for us in 
providing care, in particular for the underserved population. Our political repre-
sentatives need to hear our voices on this, and how this funding source is 
allowing us to meet the needs of our clients.               

Considering that HIV has changed dramatically over the past 10 years, we need 
to show that our programs have changed to meet that need and have measurable 
outcomes. For example, at Madison Clinic in Seattle, we identified that quite 
a few of our clients needed more counseling in chronic disease conditions as 
opposed to acute issues directly related to HIV. We saw more and more clients 
needing to be managed for their hypertension, cardiovascular disease, diabetes, 
hepatitis and obesity. We began a multidisciplinary metabolic clinic to address 
these problems, along with measurable goals and outcomes for all the disci-
plines. We also created a new database and query system to assist with making 
reporting and monitoring the outcomes easier.  

I wish I could tell you the outcomes of that program, but due to some family 
issues, I have moved from Seattle and Madison Clinic to Portland where I am 
now learning critical care. Changes, life is all about changes, how we respond to 
them is the key.   

Joanne Maurice, MS, RD, CD
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The Infectious Diseases Nutrition DPG 
Goes to FNCE 2008
The IDN DPG had a great time in Chicago at the Food & Nutrition Conference & Expo (FNCE) 2008. Aside from the amazing 
architecture, restaurants and art we experienced in Chicago, there was business to be done. Our Executive Committee Meeting 
was Saturday, October 25th where we met our new Dietetic Practice Team Manager, Lisa Sands, MS. We spoke about how to 
prepare for uncertain economic times, the topic for next year’s priority session at FNCE and the Web site update.

As Joanne mentioned in her Chair Letter, on Sunday, October 26th we heard an informative lecture on the Nutritional Manage-
ment of HIV & Hepatitis C by Cade Fields-Gardener MS, RD and Motivational Interviewing by Eric Strachan, PhD. Expect to 
see coverage of these presentations in the next issue of Positive Communication, along with two poster sessions focusing on the 
HIV/AIDS population.        

  (From left to right, Eric Strachan, PhD, Cade Fields-Gardener MS, RD, Joanne Maurice, MS, RD, CD)

Monday October 27th was our member showcase at the conference center that Laura May, MEd, RD organized and that night we 
had our member reception at the Grand Lux Café, sponsored by Digestive Care.  

(From left to right, Lisa Ronco, MS, RD, CDN,      (From left to right, Laura Otolski MS, RD, LD, Lisa Zullig, 
Jenny Torino, MS, RD, Lisa Zullig, MS, RD, CDN, Joanne       MS, RD, CDN, Alan Lee, RD, CDE, CDN, CFT)
Maurice, MS, RD, CD, Shelly Scott, RD, LD/N)

If you weren’t there this year, don’t miss out on the next. 

* Photo Credits: Top Center, Jenny Torino, MS, RD; Bottom Left, Laura May, MEd, RD; Bottom Right,  
   Marcy Fenton, MS, RD) 
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By Patience N.B Lusamba

I am a graduate student in the 
Department of Health and 
Nutrition Sciences at Montclair 

State University (MSU) in Montclair, 
New Jersey. This past June, I had 
the opportunity to travel to Harare, 
Zimbabwe to complete my internship in 
nutrition education. I chose Zimbabwe 
because I was blessed with the gift 
of living in the country for a number 
of years. I became familiar with the 
environment, the people and the overall 
culture. Zimbabwe thus became a 
second home for me and knowing how 
people were affected by HIV and AIDS 
in the country, I decided that this was a 
great opportunity. 

I was not alone in the decision 
making process. I had the support of my 
family and my project advisor 
Dr. Kathleen Bauer, PhD, at MSU who 
also assisted in narrowing down my 
project to providing nutrition education 
for people living with HIV/AIDS and 
developing goals and objectives. While 
preparing to travel, I wanted to learn 
more about the link between nutrition 
and HIV/AIDS in order to design a 
lesson plan that would benefit my target 
audience. It was then that I was put in 
contact with Jenny Torino, MS, RD, 
a registered dietitian at Gay Men’s 
Health Crisis (GMHC) in New York 
City. Mrs. Torino provided me with an 
extensive amount of information on 
nutrition and HIV/AIDS, complications 
that result from infections, side effects 
of medications, and much more. It was 
after I received this information that I 
felt comfortable traveling to Zimbabwe 
to work with this population. 

When I arrived in Zimbabwe, I 
was amazed to see that some things had 
remained the same, while many had 
changed. Upon adjustment I contacted 
Dr. P.S Lusamba-Dikassa, director of 
program management at the World 
Health Organization (WHO) Regional 
Office for Africa, who put me in contact 
with Dr. Chakanuka, a colleague at the 
nutrition unit of the Ministry of Health 
and Child Welfare in Zimbabwe. I met 
and discussed my project with the head 
of the nutrition unit, who asked me to 
write and submit a letter of intent to the 

permanent secretary of the Ministry of 
Health. After approval from the ministry, 
I was appointed to Paryrenyatwa 
Hospital where I worked under the 
supervision of Ruvimbo Danda, RD. 
Parirenyatwa is a teaching hospital and 
is one of the oldest and largest hospitals 
in the country. Its population mainly 
included people of low-income status 
who understand English, but are more 
comfortable speaking Shona, one of the 
local languages in Zimbabwe. 

During the three week internship 
I learned to run group counseling 
sessions for people living with HIV/
AIDS (PLWHA), diabetes, and 
children suffering from marusmus or 
kwashiorkor. A typical day would start 
at 8:00 am and end at 4:00 pm. Some 
days would be very busy and diverse. 
I attended hospital rounds, observed 
the supervisor counseling mothers 
of children who were malnourished 
and facilitated group and individual 
counseling sessions. During slower days 
I would usually do feed distribution and 
assist in preparing naso-gastric feeding 
solutions for patients with severe burns 
and those in the intensive care unit. 

One major challenge was the 
language barrier. Although they 
understood English, Shona is the 
language spoken by the majority of 
patients. Since I didn’t speak Shona, 
I was concerned for my work at the 
hospital. Fortunately, another student 
from Zimbabwe volunteered to interpret 
for me, and this is how I managed 
to provide counseling to the clients. 
Another major adjustment was cultural. 
As a counselor and an educator, I had 
to make sure I abided by my clients’ 
culture. That meant that I had to take 
into consideration the age difference 
between clients and me and address 
them accordingly. For instance, elders 
were addressed as papa (men) and 
mama (women), while young ones 
were addressed as brother (men, boys) 
and sister (women, girls). Doing this 
gave clients more confidence to share 
their concerns with me and the rest of 
the group and allowed me to provide 
nutrition counseling to the 

(From left to right, Ruvimbo Danda 
Registered Dietician at Parirenyatwo 
Hospital and Patience Lusamba)

best of my knowledge, thus optimizing 
my experience.

Overall, my experience as nutrition 
counselor in Zimbabwe was not only 
enriching, but was also inspiring. I 
learned beyond what I had planned. I 
learned to be empathetic as a counselor, 
confident and supportive as an 
educator, and culturally competent as 
a nutritionist. This was an experience 
I would always cherish for the rest of 
my life. When it was all done, I was 
saddened to leave Zimbabwe. Despite its 
difficulties, Zimbabwe will always be in 
my heart. 

Q & A

Q: You mentioned that a lot of things 
have changed in Zimbabwe? What were 
those changes?
A: In my opinion, the major thing that 
changed was the economic situation 
- food shortages, electricity cuts, and 
goods became more expensive. Many of 
my friends and relatives had to leave as 
a result, so there was less of a support 
network for me.

Q: What exactly is feed distribution and 
how did you participate in this?
A: Each ward in the hospital would send 
a nurse to the diet kitchen to collect 
milk, sugar, oil, and Plumpy Nut (a 
therapeutic food for children suffering 
from severe malnutrition) for patients. 
It was done every day, at the same time. 
I would assist in doing calculations to 
determine the amount distributed.

Q: What kind of education or nutrition 
counseling did you give to the HIV 
                         (See Zimbabwe, page 5)

My Experience in Zimbabwe: Summer 2008
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(Zimbabwe, from page 4)
positive population? What were the 
main nutritional concerns?
A: The subjects explored were:

The link between nutrition and HIV • 
(why adequate nutrition is important 
and what happens if nutrition 
requirements are not met)
Preventing uncontrolled and • 
excessive weight loss
Increasing physical activity• 
Increasing food intake by • 
overcoming barriers including 
medication side effects, 
opportunistic infections, mouth 
soars and candida 

Q: Can you tell me more about the naso-
gastric solution that was formulated for 
people with severe burns and why there 
was no prepackaged solution available?
A: The naso-gastric solution for people 
with severe burns was composed of a 
combination of milk, concentrated fruit 
juice for taste enhancement, sugar, and 
oil. I did not ask my supervisor why 
there was no prepackaged solution. 
However, I would suspect that it was 
because of the price of ordering it and 
the availability.

Q: The children that you came across 
that suffered from kwashiorkor and 
marasmus - what was the major cause?
A: The main cause of severe malnutrion, 
as I understood it, was the very low-
income status of the patients. Another 
reason was also the food shortage. Many 
patients lived in remote places and had a 
hard time accessing food.

Q: What was the most memorable 
interaction you had with a patient?
A: There were three instances. The 
first was a two-month old baby that 
was so small that he could be mistaken 
for a newborn. My supervisor and I 
encouraged the mother to exclusively 
breastfeed for the following three 
months and only add formula after.

The next was meeting a mother of 
four who seemed well informed about 
what foods to give her four diabetic 
children. However, she was a widow 
on welfare and did not know where to 
get affordable foods for her children. 
She mentioned that the agency she was 
working with to get the food denied her. 
As a result, she was struggling to get 
the food for her child. This was a point 

where I, as a counselor, felt helpless and 
realized that there are certain situations  
that can go beyond your problem 
solving capacities. 

The last was an HIV-positive client 
that was very vocal about his problems 
with food intake. His main concern 
was how to increase his food intake if 
he could not keep anything down. He 
stood up in the middle of group and 
spoke with a lot of energy to indicate 
that increasing food intake was not as 
easy as it seemed. With the help of the 
interpreter, I spoke with him about the 
kinds of food he liked and gave him 
diet modifications to ease nausea and 
vomiting.

Q: Do you have an interest in continuing
to work in nutrition in Africa or other 
developing countries?  And if so, how?
A: Yes, I have an interest in working 

with nutrition in Africa and other 
developing countries because after 
this experience, I realized that there 
is a need for nutrition educators in 
developing countries. I would like to do 
so by working with non-profit or non-
governmental organizations such as the 
WHO, UNICEF, World Vision, and FAO 
to develop workshops and seminars that 
will be beneficial to target populations.

Q: Do you have an interest in working 
with the HIV-positive population in the 
future and if so, how?
A: Yes, I would like to do so by learning 
all there is to learn about HIV/AIDS and 
how it affects people. I would like to 
reach out to as many people as possible 
to provide the necessary information 
regarding living with HIV/AIDS.

Vote Online for 2009-2010 Infectious 
Diseases Nutrition DPG Officers

Online voting goes live February 1, 2009 (12 a.m. CT).

The last day to vote is March 3, 2009 (11:59 p.m. CT)

Paper ballots are available upon request only at 
practice@eatright.org or by calling ADA’s Practice 
Team Coordinator at 1-800-877-1600 ext.4815.

For paper ballot requests, please include the 
following information: Name, Member Number, DPG(s) 
or MIG(s) for which you would like to vote, and 
address.

Visit http://www.eatright.org and cast your vote!
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(Anemia, from page 1)
B12, achlorhydria, or lack of hydrochlo-
ric acid in gastric juice (5). Tables 1 and 
2 provide biochemical markers for nutri-
ent deficiency anemias. The National 
Anemia Action Council recommends an 
elemental iron dose of 200 mg/day when 
there is an iron-deficiency (6). This 
should be continued for six months after 
anemia is corrected. Vitamin B12 defi-
ciency is corrected with oral or inject-
able supplements, and folate deficiency 
is corrected by supplementation or diet.

3. Decreased RBC production: Neo-
plasm or infection involving bone mar-
row can also impact RBC production. 
So, it is important to monitor clients 
with Mycobacterium Avium Complex, 
CMV or lymphoma (5). In addition, 
several medications frequently used in 
the HIV community are myelosuppres-
sive (See Table 3). The HIV infection 
itself may reduce RBC production, with 
some theorizing that certain viral strains 
increase the risk (5). 

4. RBC hemolysis: It is also thought that 
the virus itself can lead to early RBC 
destruction.

As mentioned earlier, diagnosis is 
key to treatment. The Anemia in HIV 
Working Group recommends the follow-
ing (2):

If hemoglobin (Hb) <14 g/dL in • 
men and <12 g/dL in women, or if 
patient shows symptoms of anemia, 
rule out or correct possible causes.
Initiate HAART if warranted. In • 
at least one large study, this was 
shown to be an effective treatment 
option. 
If the correctable causes of anemia • 
have been ruled out and the Hb 
level is <13 g/dL in men and <12 g/
dL in women, initiate EPO therapy.
Target and maintain: Hb >13 g/dL • 
for men and >12 g/dL for women. 
May require iron supplementation 
(7).

In other words, once all identifi-
able causes of anemia in the HIV patient 
have been ruled out, anemia of chronic 
disease is the diagnosis. Inflammation is 
considered the underlying factor in this 
condition (7). Current thinking is that 
the inflammatory cytokines, including 

interleukin 1, interleukin 6 and tumor 
necrosis factor, may cause iron to be 
trapped in macrophages, which would 
prohibit hemoglobin synthesis. They 
may also disrupt the production of 
RBC in bone marrow or decrease EPO 
production. Treatment with recombinant 
human EPO (RhEPO) (Epogen and Pro-
crit) is most successful when baseline 
plasma EPO is < 500 IU/L.  

Determining the cause of anemia is 
not always a clear-cut process. Am-
biguous laboratory values and potential 
multiple causes confound the issue. 

Areas under study include the most 
effective dosage and delivery of RhEPO 
in different population groups, the 
impact of HAART on anemia (3), and 
the role of testosterone in treatment and 
prevention (8). 

Registered dietitians in clinical 
practice can keep anemia on their radar 
screen by: 

Screening labs regularly for indica-• 
tions of anemia
Screening clients for signs and • 
symptoms (see Table 4)
Obtaining diet history for possible • 
nutrient deficiencies
Reviewing anemia screening and • 
treatment protocols with healthcare 
team
Reviewing use of iron supplements • 
for appropriateness
Educating clients on different types • 
and causes of anemia
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Table 1. Iron deficiency markers (4)

Stage I (early) Stage IV (anemia)

TIBC Normal or mildly elevated Elevated

Plasma ferritin Low Low

Plasma iron Normal to low Low

Transferrin saturation Low Low

Erythrocytes Normal Hypochromic, microcytic

Table 2.  Folate or Vitamin B12 deficiency markers (4)

Plasma folate or B12 Low

MCV Elevated

Erythrocytes Megaloblastic, macrocytic

Hemoglobin < 12 g/dl

Table 3. Partial list of myelosuppressive drugs (3)

Antiretrovirals  Antifungal agents
 Zalcitabine    Flucytosine
 Zidovudine (AZT)   Amphotericin

Antiviral agents  Anti-PCP agents
 Ganciclovir    Sulfonamides
 Foscarnet    Trimethoprim
 Cidofovir

Antineoplastic agents
 Doxorubicin
 Methotrexate

Table 4. Signs and symptoms of anemia (6)

Fatigue   
Depression    
Pale skin 
Increased heartbeat
Trouble breathing
Numbness or coldness in hand/feet   
Loss of libido
Impaired immune system
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Member Spotlight: Janelle L’Heureux, MS, RD
By Marissa Ciorciari, RD

Janelle L’Heureux, MS, RD, has over 
ten years of experience providing 
nutrition services to people living 

with HIV/AIDS (PLWHA). Many of her 
experiences come from both volunteer 
and dedicated work as a dietitian in 
Los Angeles, CA. Janelle completed a 
coordinated bachelors of science and 
dietetic internship program at Loma 
Linda University in 1995 and in 1998 
received her MS from the University of 
New Haven. Her experience providing 
patient care includes inpatient and 
community opportunities, as well as 
serving as a consultant dietitian for a 
private company who provide treatments 
to PLWHA.  

During her time working as an 
inpatient RD for three years, she 
volunteered at AIDS Project Los 
Angeles (APLA) until she began 
working there in 1998. Currently, 
Janelle provides nutrition screening 
and education to HIV-positive clients 
in APLA’s food pantry program. She 
was a member of the expert panel for 
Los Angeles County Commission on 
HIV to develop Standards of Care 
for food distribution programs in 
Los Angeles. Additionally, Janelle 
continues to educate both nutrition 
and other healthcare professionals 
on the nutritional management of 
PLWHA through an annual conference 
in Los Angeles. Other projects she 
has undertaken include assisting in 
the update of the Medical Nutrition 
Therapy (MNT) HIV protocols, chairing 
a sub-committee of the HIV Education 
Committee, which brought attention 
to the role of the dietitian, and areas 
for referral in the American Academy 
of HIV Medicine’s study guide for 
2003-2007. She was chair of the IDN 
DPG Education Committee in 2005-
2007. Most recently, Janelle is on the 
committee for creating the ADA’s “HIV/
AIDS Evidence-based Nutrition Practice 
Guideline” for the Evidence Analysis 
Library.   

Q & A

Q: How/why did you start working in 
the field of HIV?

A: While doing my under graduate 
work, I learned about an organization 
that assisted people with their pets 
and through my volunteering with 
them learned about AIDS Project Los 
Angeles. There I met Marcy Fenton, a 
great mentor and advocator of nutrition 
and HIV who works endlessly for the 
inclusion of MNT and nutrition into HIV 
care and policy.

Q: What are some of the challenges you 
face?
A: Having time to do all that is needed, 
which usually involves administrative 
tasks/details and then having time left 
over to stay current with the literature, 
networking, as well as coming up with 
fun ways to educate our clients. 

Q: What missions, objectives, and/or 
activities have you been working on that 
address your patients’ needs?
A: All of our food pantry clients need 
to be screened by the dietitian as part of 
the eligibility requirements to receive 
food. This can be a source of irritation 
to clients. They just want food and 
having to see the dietitian is standing 
in their way of getting food. In our 
classes, we play games, which make 
the class much more fun for all of us. In 
addition, our food program follows a 
standard of care which means clients do 
not always receive the food they want, 
but nutritious foods instead. We do food 
demonstrations and samplings to give 
them meal ideas. I want clients to make 
a daily plan for their nutrition and I want 
to motivate them or challenge them to 
make changes in their lives. Get them 
to starting thinking about life beyond 
HIV, to think about attending school, 
finding a job that moves them back into 
mainstream America, to learn to cook to 
save money and eat better. 
 
Q: What do you think is unique about 
working with your patients?  
A: I do not know if there is anything 
unique, but I love the diversity; same 
gender loving or heterosexual, black, 
white, Hispanic, Native American, 
African American, Asian, male, female, 
transgender, young, older and older 
yet—it’s an amazing and a wonderful 
opportunity.

Q: What advice would you offer to other 
dietitians who are interested in your field 
of work?
A: Encourage, educate, and make the 
appropriate referrals to keep our clients 
moving forward in their lives.

Q: What inspires you to stay in the field?
A: Networking with colleagues in HIV 
care...they are the best. Also, the clients 
that recognize my desire to elevate 
their opinion on the role of nutrition 
in their lives so they can make better 
choices, not just fulfill their food pantry 
requirement. Today I am wearing a rose 
given to me by a client to say thanks, 
that I made a difference in his life. 
Right after that, while in the elevator, 
a client said he attended my class two 
weeks ago and that it was fun, that he 
learned a lot and has been sharing what 
he learned with his sister in another state 
(today has been GREAT already and it 
is still before noon!). Or yet still, that 
hand-written comment, describing my 
class as a place to learn in a loving and 
supportive environment.

Q: What changes have you seen over 
time in your work and who you work 
with?
A: The subject of nutrition and its role 
in HIV care is now being taken more 
seriously by the “non-nutrition” experts; 
policy makers and medical providers.  
I think the reason is twofold; nutrition 
advocacy efforts and that clients and 
physicians are not as eager to add 
more drugs for disease conditions 
where nutrition plays a role in disease 
management such as hyperlipidemia, 
high blood pressure, and diabetes. MNT 
is a core service of the Ryan White 
Treatment Authorization Act due to 
the efforts of The American Dietetic 
Association and members of the IDN 
DPG. On the local level, we now have 
Standards of Care for Nutrition Support 
(food distribution programs) as well as 
for MNT for Los Angeles County Ryan 
White funded medical facilities.
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By Matthew M. Kavanagh, MEd

HIV does not kill people. People 
living with HIV/AIDS die of 
opportunistic infections. This 

is a basic medical principle that anyone 
on anti-retroviral (ARV) therapy can tell 
you—but 25 years into the HIV/AIDS 
pandemic global leaders seem to not to 
have gotten the message.

In the Global South—Africa, Asia, 
and Latin America—tuberculosis (or 
TB) is the leading killer of people living 
with HIV and AIDS. Yet to look at the 
global response to HIV/AIDS, one could 
be excused for thinking scientists had 
just discovered that keeping people alive 
requires more than ARVs.

According to the best available data 
from the World Health Organization, 
as few as 1% of people living with 
HIV/AIDS around the world are even 
screened for tuberculosis (1). Of those 
who were screened for TB, more than 
one in four had active tuberculosis 
(Figure 2).

TB is killing hundreds of thousands 
of people living with HIV/AIDS every 
year worldwide, yet the response has 
been a near-complete failure. Where’s 
the outrage? Where’s the action?

Tuberculosis in the Early Days of the 
AIDS Pandemic

Tuberculosis has been around for 
thousands of years. Yet in an era in 
which we can clone sheep and send 
information across the earth in the blink 
of an eye, TB continues to kill millions. 
Over nine million people develop active 
TB each year and an overwhelming 
95% of these cases occur in the global 
South—yet we continue to use drugs 
and diagnostic tools developed over half 
a century ago and a vaccine we know is 
ineffective (2).

The TB and HIV link is far from 
a new story. Indeed, in the US doctors 
and activists were panicked in the late 
1980s and early 1990s as TB rates 
skyrocketed with the HIV pandemic and 
they struggled to get the twin diseases 
under control. New York City, for 
example, saw a four-fold increase in 
TB rates between 1985 and 1988 (3). 
AIDS groups filed lawsuits and ActUp 
NY staged a major demonstration at 

city hall—demanding that people living 
with HIV/AIDS (PLWHA) be given safe 
housing away from the TB wards and 
over-crowded shelters where they were 
placed at such risk. 

A New York Times piece from the 
time captured well the fear in its title, 
“AIDS Patients, Facing TB, Now Fear 
Even the Hospital.” And the advice 
was clear: “Doctors advise that anyone 
infected with H.I.V. be tested for 
tuberculosis and, if positive, start taking 
the drugs that would help them avoid 
developing active disease (4).” That 
advice has changed little in the last 15 
years. 

New York has improved 
dramatically since then, with one tenth 
the number of TB cases reported among 
PLWHA than in the early 1990s and 
few of these people dying compared to 
the hundreds of deaths at the height of 
the city’s TB-HIV co-epidemic (5). But 
those living in more impoverished cities 
across the world continue to face a high 
risk of getting TB.

A Global Crisis
In sub-Saharan Africa, which 

has the highest rates of both diseases, 
tuberculosis is the leading killer of 
people living with HIV/AIDS. HIV/
AIDS has caused TB incidence to triple 
since 1990 (6). Autopsy studies from 
across Africa have shown undiagnosed 
tuberculosis in 14-54% of people with 
HIV infection (7). 

In Southern Africa the estimates 
are even more overwhelming. In 
Swaziland, for example, almost 80% of 
those with TB tested for HIV are found 
to be positive. The Ministry of Health 
estimates that TB kills 50% of HIV 
infected patients and accounts for more 
than 25% of all hospital admissions (8).

The emergence of drug-resistant TB 
is a growing threat to people living with 
HIV/AIDS. In one now infamous case in 
Tugela Ferry, South Africa, extensively 
drug-resistant tuberculosis (XDR-TB) 
spread through an HIV support group—
killing 52 of the 53 people, most within 
weeks. 

Living with HIV, but Dying of TB: 
Where is the Global Action?

Ten years after the ActUp 
demonstrations, officials from World 
Health Organization’s (WHO) Stop 
TB Department moved to clarify the 
need for TB testing for PLWHA, 
stating that “…those found to be both 
HIV-positive and with active TB 
need referral for TB treatment; those 
without active TB should be offered TB 
preventive treatment with isoniazid (9).” 
The World Health Organization and 
UNAIDS unveiled plans in early 2004 to 
expand collaboration between national 
tuberculosis and HIV/AIDS programs, 
promising that “TB case-finding will 
be intensified in high HIV prevalence 
settings by introducing screening and 
testing for tuberculosis into HIV/AIDS 
service delivery points (10).” 

Nearly five years later, the evidence 
shows the response to be anemic at best.

A Failing Global Response
One of the most logical indicators 

of whether AIDS programs are, in 
fact, taking seriously the threat of TB 
to people living with HIV/AIDS is 
the extent to which PLWHA are being 
screened for TB. It is but one of the key 
interventions needed—in addition to 
providing preventive therapy and scaling 
up infection control. But it is perhaps the 
most measurable starting point.

[See Figure 1 on page 13]

According to the WHO 2008 Global 
Tuberculosis Control report, the most 
recent data show a total of 314,394 
HIV-positive people attending HIV care 
services were screened for TB. This is 
a total of 0.96% (less than 1%) of the 
total 33 million estimated PLWHA. This 
same rate plays out among the available 
data at the country level: in South 
Africa in 2006 only 1.83% of PLWHA 
were screened for TB; in Nigeria in 
2007 2.25% of the estimated number 
of people living with HIV had been 
screened for TB.  
                   (See Tuberculosis, page 10)

Living with HIV, Dying of Tuberculosis
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actually cracking the floor. It’s time for 
a 21st century response to this centuries-
old disease.

And finally, what is most needed 
is a global activist response. Amazing 
groups like ActUp in the US and the 
Treatment Action Campaign in South 
Africa having taken on TB-HIV in 
a serious way, but they cannot do it 
alone. Activism was key to pressuring 
companies and regulatory agencies to 
research and develop the drugs that are 
keeping so many alive and the push 
to ensure universal access to them.  
Likewise, it is through activism that we 
will see the end of the TB crisis. Write a 
letter, call a Congressman, get coverage 
in the media, plan a demonstration. 
Find out more at www.action.org. But 
whatever you do, action is needed. No 
more people living with HIV but dying 
of TB!

Matthew M. Kavanagh is the global 
campaigns director at the RESULTS 
Educational Fund and coordinates 
the seven-country ACTION project, 
where you can take action on TB at 
www.ACTION.org. RESULTS research 
coordinator Paul Jensen contributed to 
this article.

* This was reprinted with permission 
from Gay Men’s Health Crisis. It first 
appeared in GMHC Treatment Issues 
in the December 2008 issue of Poz 
magazine.
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(Tuberculosis, from page 9)
According to these same WHO 

figures as many as 1 in 4 of the 
PLWHA who were screened had 
active TB [Figure 2]. These findings 
are limited, but we know that without 
proper treatment approximately 90% 
of PLWHA die within months of 
developing TB (11). The standard of 
care is clearly to screen every person 
receiving HIV services for TB—so why 
are we so behind? 

[See Figure 2, page 13]

A second disturbing reality is that 
most countries and programs do not 
even know how many PLWHAs are 
being screened for TB—demonstrating 
the lack of any sort of global or 
program mandate. Researchers with the 
RESULTS Educational Fund and the 
ACTION Project spoke or corresponded 
with dozens of officials at WHO, 
UNAIDS, PEPFAR, the Global Fund, 
and the World Bank, as well as ministry 
or program officials in South Africa, 
Kenya, Botswana, Swaziland, and 
Lesotho. The answer across the board 
was the same: TB testing of PLWHAs 
is not currently being tracked and is 
universally understood to be quite low.

In Swaziland—whose TB-HIV 
rates are so striking—the health system 
was set to roll out a “pilot program” in 
August 2008. 

Over 25 years into the pandemic—
decades after knowledge of the TB-HIV 
link—how can we still be at the stage 
of pilot programs? How can we still be 
failing to even screen 99% PLWHAs for 
the disease most likely to kill them?

Where Do We Go From Here?
Civil society groups around the 

world are clear on what needs to happen.  
Much as we have pushed for universal 
access to AIDS treatment and care—a 
promise made but far from delivered—
we are demanding universal access to 
high quality TB-HIV care for all people 
in need.

This means beginning with 
screening. Every HIV program in a high 
co-infection region should be regularly 
screening every one of the PLWHA 
it serves for TB. It is important to 
recognize that TB screening is especially 
difficult for PLWHA—who often come 
up “negative” using the century-old 

TB diagnostic that involves technicians 
looking at sputum through a microscope.  
Nonetheless, a combination of 
laboratory and clinical screenings can be 
used to identify TB—and must be used 
to ensure PLWHA are not living with 
HIV and dying of TB.

From there, those with TB must 
have immediate access to treatment, and 
those who have not developed TB must 
be put on preventive therapy which has 
been shown to protect against it. All 
too often the TB programs and the HIV 
programs are simply not coordinated—
so people accessing free anti-retrovirals 
(ARVs) that may cost thousands of 
dollars are still dying because they 
cannot access the $20 course of TB 
treatment.  

And much like people in New York 
demanded hospitals and housing safe 
for people living with HIV/AIDS 15 
years ago, PLWHA in the global South 
deserve infection control measures that 
work. Increasingly, as ARV treatment 
has been scaled up across the world, 
reports are coming that these treatment 
centers are becoming breeding grounds 
for TB as people wait for hours in small, 
unventilated spaces. Simple measures 
like fans and windows can help stop TB 
from spreading.

Those of us in wealthy countries 
must hold the big AIDS donors 
accountable for providing good public 
health to people around the world. None 
of the three biggest—the Global Fund 
to Fight AIDS, TB, and Malaria, the 
Presidents Emergency Plan for AIDS 
Relief (PEPFAR), or the World Bank—
has a concrete plan to ensure that all the 
people being reached by advanced AIDS 
treatment are being screened for the 
disease that’s most likely to kill them. 

And we must also value 
impoverished people at least as much 
as we value male baldness, erectile 
dysfunction, and other conditions 
that can be solved by a little blue 
pill. Research and development are 
badly needed for a truly effective TB 
vaccine as well as new treatment and 
diagnostics. It is outrageous in our 
scientific era that the chief way people 
are diagnosed with TB is through 
a single person’s looking through a 
microscope hoping to spy bacilli. In 
southern Africa we hear of labs with 
backlogs so long that the weight of racks 
of petri dishes awaiting attention is 
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Figure 1. Percent of PLWHA screened for TB in select high TB burden countries and globally. 

(Sources: WHO. Global Tuberculosis Control: Surveillance, Planning, Financing. 2008; Data from 2007. 
Nigeria data from Nigeria Country TB-HIV Report, 2008; Data from 2007.)

Figure 2. Global outcomes of screening PLWHA for tuberculosis.

(Source: WHO Stop TB Department; 2008.)
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