War on AIDS Hangs in Balance as US Curbs Help for Africa
By Michael Allen, Wall Street Journal

January 30, 2010

Background Statistics / Context:
The growth in U.S. funding, which underwrites nearly half the world's AIDS relief, has slowed dramatically. At the same time, the number of people requiring treatment has skyrocketed.

Some 33. 4 million people worldwide have HIV, and under new guidelines by the World Health Organization, the number eligible for treatment has grown to 14 million, dwarfing the 4 million in treatment currently. Another 2.7 million people become infected each year. Those who don't die first will eventually need to take antiretroviral drugs, a mixture of medications that helps the body suppress the disease and must be taken every day for life. The therapy, which doesn't cure AIDS but allows people with HIV to live normal lives, means the number of people who need drugs will continue to grow.

Patient Perspective:

KAMPALA, Uganda—Ninsiima Agatha, a 20-year-old mother of two, showed up at a medical clinic here last month, weak, coughing, and desperate to save herself and her two children. She had just discovered that her husband was infected with HIV—and now she had the virus too. If she didn't get access to life-saving drugs quickly, she could easily pass the disease to the baby she was breast-feeding.

But the staff at the Joint Clinical Research Centre had to tell her the bad news. Even though her husband, a clothes merchant with a girlfriend on the side, was already receiving the so-called AIDS cocktail of drugs elsewhere, there would be none for her. The clinic had enrolled its full quota of patients under its contract with the U.S. government. Ms. Agatha, sprawled on a hospital bed with a toddler and an infant, could barely move. "I feel desperate," she said.
In the case of Ninsiima Agatha, turned away last month by JCRC, no other clinic would take her on.
Back in Kampala, another drama was unfolding. Eve Nakitto, a 23-year-old woman with a 5-year-old daughter, had been diagnosed with HIV a month earlier and had sought treatment at Family Hope Centres, a facility run by the U.S.-based Children's AIDS Fund. The clinic didn't have any slots available and sent her to find treatment at one of a number of government facilities that theoretically had openings. But after seeking help for a month—including lining up for four straight days at one facility to no avail—she was back.

Physician Perspective: 
Dr. Peter Mugyenyi, JCRC's founder, says he just learned that Ms. Agatha's older child, an 18-month-old girl named Natero Mariam, died on Jan. 7 of AIDS, despite receiving drug treatment funded by the Clinton Foundation. Defying instructions from the U.S. not to add new enrollees, Dr. Mugyenyi says he's decided to begin dispensing drugs to the mother so that her remaining child, two-month-old Anisha Nabuuma, doesn't also catch HIV through breast milk. 

"The cheapest way to save the child is to treat the mother. In the process the mother's life will be saved too," he says. "Without doing this my conscience would be haunted." 

Meanwhile, he's still trying "desperately" to find spots at other facilities for 82 women he can't accept into treatment. What's more, clinic doctors have detected disturbing cases of patients who are already on medication who are sharing their supplies with partners who can't enroll, In those cases, each patient gets too little medicine, raising fears that the practice could spawn HIV strains that are resistant to ARVs. "What's going on is terrible," he says. 

At Catholic Relief Services, another big treatment provider, officials say they stopped taking all but a few new patients a year ago in Uganda. Jack Norman, country representative, says blocking new patients from drugs encourages the disease to spread. For one thing, people on ARVS are less contagious. "No drugs means no hope; people don't get tested and they run around and infect other people," he says. "It's a very dangerous cycle."

In Uganda, AIDS War is Falling Apart
By Donald McNeil Jr., The New York Times

May 9, 2010

Background / Context:

In Uganda, where fewer than 10,000 were on drugs a decade ago, nearly 200,000 now are, largely as a result of American generosity.  
Even as the number of people infected by AIDS grows by a million a year, money for treatment has stopped growing.
Donors give about $10 billion a year, while controlling the epidemic would cost $27 billion a year, he estimated.

Patient Perspective:
On the grounds of Uganda’s biggest AIDS clinic, Dinavance Kamukama sits under a tree and weeps. 

Her disease is probably quite advanced: her kidneys are failing and she is so weak she can barely walk. Leaving her young daughter with family, she rode a bus four hours to the hospital where her cousin Allen Bamurekye, born infected, both works and gets the drugs that keep her alive. 

But there are no drugs for Ms. Kamukama. As is happening in other clinics in Kampala, all new patients go on a waiting list. A slot opens when a patient dies. 
“So many people are being supported by America,” Ms. Kamukama, 28, says mournfully. “Can they not help me as well?” 

Karen Morgan, an American who runs a laboratory at the hospital where Ms. Kamukama was turned away, said: “Just today, a patient came up to me in the parking lot and said, ‘Thank you, American.’ I said, ‘For what?’ He said ‘For my medicine. You care if I live or die.’ ”
Physician Perspective:

He offers copies of e-mail messages he exchanged with American aid officials. One reminds him that he has been instructed to stop enrolling new patients and asks for an explanation of reports that he is treating 37,000 when only 32,000 are authorized. Another asks him not to announce publicly that his funds have been frozen.

He admits slipping pregnant women and young mothers like Ms. Kamukama into treatment slots “contrary to instructions.” 

“Morally, I can’t turn them away,” he said. 

“It makes me angry,” she (British AIDS Specialist in hospital) says. “It feels horrible. Sometimes you wonder if you’re doing people favors. You start them on drugs, you give them hope, and then you’re not sure you can keep it up. We all knew these drugs are for life.”
Fear:
“What I see is making me very scared,” agreed Michel Sidibé, executive director of Unaids. Without a change of heart among donors, Mr. Sidibé said, “the whole hope I’ve had for the last 10 years will disappear.”

No Time to Quit
Medicins Sans Frontieres

May 2010

Physician Perspective:

 “Up to then, we had really good funding through PEPFAR, through the umbrella organisation “Right to care”. But we were told at that stage that we couldn’t put more patients on ARVs because the funding was insufficient. So basically we had to turn patients away and refer them to the local government hospital or clinics. We all found it very difficult sending patients away. We don’t know how many of them died or what happened to them unfortunately.  I think the consequences of someone that has been tested HIV positive and that can’t get on treatment very quickly are really terrible. Those patients have plucked up the courage to have the test, they know that people who get ARVs got better. So, they are very disappointed. And because their CD4 counts were quite low, they will pick up TB, they will get sick with pneumonia, meningitis, many things. If we could have had them on ARVs quickly, this would have been prevented.”
Punishing Success
Medicins Sans Frontieres

November 2009

Hospital Provider Perspective:

“I can remember what the situation was like before we had ART in 2003. We could only offer people voluntary HIV testing and counselling. We could only promote the use of condoms and distribute them, we could treat other sexually transmitted diseases. We had a lot of patients in homes who were on palliative care due to terminally ill conditions.There were very few people that came forward to be tested for HIV, because there was not much we could do without ART. It was like a death sentence to test HIV positive,” Olesi says.

“Now people living with HIV/AIDS have courage, there is light at the end of the tunnel for them. There is hope among people in the villages. You can see the difference that you as healthcare worker make in someone’s life thanks to ART. We would see a patient that was bed-ridden earlier, and they would start ART. When you meet them again six or seven months later in the market or on the street, they are completely changed. They have joy.”

“It is important to continue with ART and increase it even more. How can you go back to rationing access to care? It is a right to life. If treatment is threatened it will mean we go back to a situation worse than before ART. It will also damage the relationship of trust that communities have built with healthcare workers over the years,” he says.
http://takeanumber.org/facts/documents/final_UGA.doc 

Health GAP
Provider Perspective:
The AIDS Support Organization TASO has been rationing care based on following prioritization criteria including: pregnant women, HIV/TB co-infected, and an attempt to ensure all families with HIV positive people receive treatment (rather than only one member).

Kyamokya Christian Caring Community (KCCC) is an implementer providing treatment, prevention and care to patients in the slum area of Kyamokya, a neighborhood of Kampala. They currently have 1,987 patients on ARV treatment—and can only accommodate 2,100 patients, a cap which they expect to reach by about June 2010. They are now only focused on enrolling the sickest patients. 

One program area that has had to be cut is patient follow up; the impact of this cut is a huge concern, as mobile patients might find themselves far from Kyamokya, fall sick, and go to a government facility, but do not find medicines there. The implications for quality of patient care are huge. 

KCCC estimates that 6,000 people are on their waiting lists—that’s the number of people in general care, who are not on treatment. They estimate that about 5,200 of those are below 350 CD4. With additional resources, they could double the number of people on treatment at least, to 4000 people. KCCC is worried that the confidence of the community in the program will decrease, as more people appear for treatment but are turned away. 

Mildmay is definitely facing the current cutbacks as a crisis. The providers there are not recruiting new patients on treatment. They do not know the precise size of the waiting list, but they have moved from enrolling 260 patients on ARVs per month to about 25 to 30—enough to accommodate slots opening up due to patients currently on treatment who are transferred out, die, default, or are lost to follow up. Mildmay staff report that women and children will suffer the most as a result of these restrictions, because they are least able to afford to pay out of pocket for treatment.

There have been massive efforts to gain efficiencies through budget cuts, including grounding half of the vehicle fleet, cutting back on follow up to remotely located patients, not raising the salaries of staff for two years despite inflation--everything that is not an essential lifesaving intervention. 

At its main site, Mildmay used to do testing four out of five weekdays, regularly testing about 80 people per day, with about 25-30% of patients testing positive. Now they have reduced testing days to two per day, testing no more than 60 people. This has been the case for the last 5 months. Turning away people from testing will have a huge effect on prevention—and then there is nothing to give patients when they test positive. 

Funding threat to Uganda's winning AIDS program
By David McKenzie and Brent Swails, CNN

June 22, 2010

Ahmed Bukenya told CNN he is growing ever weaker. Just 43, AIDS has turned him into an old man.

He said he's tried for more than a year to get free drugs that could give him a normal life, but they can only tell him "no." For now, all the treatment slots are filled.

"I am desperate," Bukenya told CNN. "I see the change that the drugs have made in people's lives. I saw how people got better. It's just unfortunate that I came too late. I wish it would be resumed -- maybe then I could get better."
