
Welcome to your Karumah Update for April 2022 - It’s been a wet and windy
few weeks but Karumah is as busy as ever!

General Manager Update
Hello Everyone!

The last month has flown past, with some very crazy weather.  I hope you have not been
impacted by the recent torrential rain.

As an Office Update – we have had some office refurbishment. Aly has put up some
insulation panels in the meeting room at the Islington office, which has stopped the sound
from bouncing off the walls, and our helpful board members installed new carpeting, so it is
now more comfortable to sit and have a meeting in the room. Previously it was all bare walls
and sound bouncing off the hard surfaces.

We have had a few social events. The Peer Catch Up BBQs have been a great success.
Our wonderful Treasurer, Lorraine bought and organised a great spread, with salads, a
range of meat for BBQ, and even some dessert. The first combined Karumah/Positive Life
Men’s Group, Peer2Peer was held last week. Thanks to everyone who was able to brave the
poor weather to attend. It was very windy with torrential rain. The group had lunch in the
restaurant and discussed a wide range of topics. If you want to find out more one of the
Board members can give you more details.

If you are interested in finding out more information about the group let me, Aly or Jess
know, and we will ask a Board member to contact you. The group events are mentioned on
the Karumah website and on the events calendar page of this Karumah Update, and the joint
Positive Life group is also mentioned in the Positive Life e-newsletters.

The Annual High Tea for National Day of Women Living with HIV was also held last month.
This is hosted by Positive Life in Sydney. Our Board Member, Frances, presented a speech
on the CEO’s behalf on the day and everyone enjoyed the day’s adventure with a train ride
to Sydney.
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The staff are working on revised Policy and Procedures for Karumah, in readiness for the
ASES accreditation at the end of the year.

The Karumah Board have established a Social Committee. They have been keen to get this
going and will be meeting next week. More information will be provided, with the group
sending out information to all Karumah service users.

One of the roles of the committee is to organise the Karumah Getaway in December 2022.
You should have received information about the Getaway and registered your interest if you
want to attend. If you have not received any information as yet send me an email at
admin@karumah.org.au, give me a ring at 0411060154, or contact Aly at
peersupport@karumah.org.au or on 0411060492.

Hope to see you soon,

Marette Gale

General Manager
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AFAO welcomes budget commitment to
National HIV Strategy
By OIP Staff - March 29, 2022 - Out In Perth

The Australian Federation of AIDS Organisations (AFAO) has welcomed a commitment to
continue funding Australian’s National HIV Strategy.

The Morrison Government has tonight announced continued funding to implement
Australia’s National HIV Strategy. The Budget papers reveal a further $8.6 million will be
allocated to combat blood-borne viruses and sexually transmitted infections, including $5
million to implement the fifth National Aboriginal and Torres Strait Islander BBV and STI
Strategy.

Darryl O’Donnell, Executive Director of AFAO welcomed the increase in funding.
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“Our progress against HIV is impressive, but delicate,” Mr O’Donnell said. “The investments
announced tonight are important in allowing us to continue our work to end HIV
transmission.

“However with greater resources we can achieve much more. Australia is one of the few
countries in the world that can hope to end HIV transmission in coming years. Doing so will
require new resolve, policy reform and investment.”

Last June, AFAO released Agenda 2025, which modeled how a $53 million annual
investment could end Australia’s HIV epidemic, averting six thousand new infections by 2030
and freeing up $1.4 billion in health resources.

In December 2021, AFAO welcomed the Government’s announcement of funding to make
HIV treatment available to all people with HIV, including those without access to Medicare.
This $11m per annum commitment delivers one of the pillars of Agenda 2025.

Agenda 2025 provides a path to 95% of people at risk of HIV infection using one or more
forms of effective HIV prevention; 95% of people living with HIV diagnosed and treated; and
98% achieving undetectable viral load.

“The HIV response is powered by compassion, evidence and co-operation,” O’Donnell said.
“We are committed to our mission because we know bravery, science and passion can
overcome fear and prejudice.

“We are ready to partner with the Government to go the last mile. As COVID has reminded
us, when elimination is within sight we need to grasp the opportunity.”

As the federal election approaches AFAO has pledged to continue to advocate for the
investment required to end HIV transmission in Australia.

Source:
https://www.outinperth.com/afao-welcomes-budget-commitment-to-national-hiv-strategy/
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Hello everyone, I hope you
are well and staying safe.

This year is off to a flying start,
we have had our new
constitution approved and it is
now in place. A getaway is in
the planning, we are starting
our drop-in days, our policies
and procedures are being
reviewed and rewritten and
our Men’s Group is starting up
in conjunction with Positive
Life NSW.

I would like to thank our staff and the board for their ongoing commitment to Karumah and all
of their hard work.

Thank you to the gay and bisexual men that came along to the first of our meetings with
Positive Life NSW, it was a good start and I hope we can keep going and make the most of
this opportunity.

I would like to thank all those involved with the planning and organization of our getaway and
hope everyone can come along.

I hope to see anyone who can make it to our first drop-in day, if you have a question or
would like to use the computers or just have a cuppa and a chat it will be great to see you.

Michael Hopkins
Chairperson
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April 2022

Tuesday 5th April Positive Life Conversations: Disclosure - Zoom 6 pm

Saturday 9th April Rocky Horror Picture Show: Interactive Outdoor
Movie Experience - Maitland Gaol 6 pm

Tuesday 12th April Positive Life NSW: Women’s Room - Zoom 6:30 pm

Wednesday 13th April Karumah Drop-In - Karumah Office 11 am

Thursday 21st April Peer Catch Up - Carrington Bowling Club 12 pm

Wednesday 27th April Karumah Drop-In - Karumah Office 11 am

Thursday 28th April Women’s Picnic Lunch - Blackbutt Reserve 12:30 pm

May 2022

Friday 10th May Positive Life NSW: For Women (over 45 years of age)
- Zoom 6:30 pm

Wednesday 11th May Karumah Drop-In - Karumah Office 11 am

Tuesday 17th May Positive Life Conversations: Disclosure and Self
Esteem – Zoom 6pm

Thursday 19th May Peer Catch Up - Carrington Bowling Club 12 pm

Wednesday 25th May Karumah Drop-In - Karumah Office 11 am

June 2022

Wednesday 1st June Positive Life NSW: ‘In The Know’ - Rydges Sydney
Central 7 pm

Wednesday 8th June Karumah Drop-In - Karumah Office 11 am

Thursday 9th June Karumah Peer2Peer Men’s Group - Carrington
Bowling Club 12:30 pm

Thursday 16th June Peer Catch Up - Carrington Bowling Club 12 pm

Wednesday 22nd June Karumah Drop-In - Karumah Office 11 am
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Why Including Women in HIV Research Matters
By Elizabeth Glaser, Pediatric AIDS Foundation
March 28, 2022 - POZ.com

“We should contribute to the decisions that are made about us.”

In 2012, Elizabeth Glaser Pediatric AIDS Foundation (EGPAF) Ambassador Martha
Sichone-Cameron walked into a conference room as a member of the Consumer Advisory
Board for an HIV cure research initiative. She very quickly noticed that she was the only
woman and woman of color in the room. As she learned more, she discovered that it was not
just this one room— women were under-represented at every level of the research initiative,
including clinical trials.

“Everybody else [on the board] was gay and
white, which was okay, but not okay if the
cure is going to be for everybody,” Cameron
says. “I became concerned, and frustrated
because the investigators were not invested
in including women.”

Image: Martha Cameron, Courtesy of
EGPAF

Cameron was born and raised in Zambia. In
2003, after losing family, friends, and
community members to AIDS-related
illnesses in the early years of the epidemic,
she discovered that she, too, was living with
HIV. Beyond her decades of years of lived

experience, Cameron had an extensive career serving communities of women and children
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living with HIV in Zambia. After moving to the United States, she’d obtained a master’s
degree in public health and was the Director of Prevention at an AIDS service organization in
Washington, D.C. She was beyond qualified to serve on this advisory board—but where
were the other women at the table, and why were there no women in the clinical trials?

Cameron recalls approaching the lead investigator of the research initiative later and asking
why the clinical trials were so lacking in women when there are such unique gendered
biological and social factors in developing a successful cure for HIV. The answer she got:
“It’s just too hard.”

It would not be the last time that Cameron found she was the only woman living with HIV at
the table, nor would it be the last time she heard that it was ‘just too hard’ to include women
in advisory boards or in HIV research altogether. Despite accounting for 51% of persons
living with HIV8, women represent only 19.2% of participants in HIV antiretroviral drug
studies, and just 11.1% in HIV cure research.5

“It [engaging women] has been a battle for the HIV community,” Cameron says.

Why Is It Important to Engage Women Living with HIV in Research?

Resource-rich countries conducted initial HIV treatment research with a focus on gay men,
the predominant HIV risk group in those countries. However, the greatest burden of the HIV
pandemic has been borne by resource-limited countries, where HIV manifested primarily
among heterosexual people, over half them women.

Image: Lynne Mofeson, Courtesy of EGPAF

“Globally, if one focuses on young women
aged 15-24 years, the risk of acquiring HIV
infection is twice that of young men of
similar age,” says Lynne Mofenson, MD,
senior HIV technical advisor to EGPAF.
“This is most pronounced in sub-Saharan
Africa, where young women, despite
representing just 10% of the population,
accounted for 25% of new HIV infections in
2020 compared to 8% in young men8.”

Yet women still only represent a fraction of
HIV research participants. This means
existing treatment guidelines for HIV-related

medications and interventions lack sufficient data on drug dose and safety for more than half
of people living with HIV globally, simply because those treatment guidelines were
developed for and researched in men.
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“It is evident that gender has to be a crucial consideration in medical research for prevention,
treatment, and a possible cure for HIV,” Cameron says, “and yet, women continue to be
under-represented without a real investment or capacity building for research.”

Pregnant Women Must Be Included in Research

“A large barrier is concern by pharmaceutical companies that women of childbearing age
may become pregnant, and the perception that studies in pregnancy are too high risk to
conduct until drug licensure is secured,” Mofenson explains. Because of this risk, all women
between puberty and menopause were considered too high-risk for research during the first
decade of the HIV pandemic and were, therefore, generally excluded from enrolling in
clinical trials unless reliable contraception (often requiring dual contraception such as
condom plus hormonal contraception) was used.

“It was only in 1993 that the U.S. Department of Health and Human Services determined that
women of childbearing potential be included in trials, provided they took precautions against
pregnancy and received information about drug risks7,” Cameron says. “The National
Institutes of Health (NIH) Revitalization Act mandated that studies receiving NIH funding
include women … and stated that ‘women of childbearing potential should not be routinely
excluded from participation in clinical research4.’”

Mofenson explains that although excluding pregnant women in clinical trials intends to
protect women and their unborn children from harm during pregnancy, this approach “fails to
consider the risk of withholding optimal therapies from pregnant women because of lack of
data. Additionally, general exclusion of pregnant women from clinical trials shifts the risk
from the clinical trials setting, where there is intensive safety monitoring, to the clinical care
setting, where monitoring is usually minimal.”

“The danger of this approach of exclusion are illustrated by the new ARV [antiretroviral]
drugs, including the agent cobicistat, which were approved in 2012,” Mofenson says.
Post-marketing studies conducted in pregnant women living with HIV in 2019, seven years
after the licensing of those drugs, show that ARV drug regimens including cobicistat have
significantly lower concentrations of the ARVs compared to non-pregnant women2. With
insufficient dosage, the ARVs may no longer be effective in treating HIV, and in these
conditions, called virologic failure, the HIV can replicate and damage the immune system,
making the person both more vulnerable to opportunistic infection and more infectious,
potentially leading to HIV transmission to the baby. In light of these findings, ARVs boosted
by cobicistat are no longer recommended during pregnancy.

This means that for seven years, pregnant were on sub-optimal treatment regimens that
could have led to worse health outcomes for both the mother and the baby.

While involving women, including pregnant women, in clinical trials as risks and must be
done cautiously, the cumulative effect of researcher after researcher determining that it is
just too hard to include women leads to many situations like that of cobicistat. In fact, it
generally takes six years after registration of a new antiretroviral drug before the first studies
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on safety and dosing in pregnancy are conducted2. That is a tremendous gap, during which
pregnant women living with HIV and their care providers simply do not have the data to
make informed health decisions.

Poverty, Social Inequities, and Health Disparities Must Be Bridged

Even beyond pregnancy considerations, sizeable barriers stand in the way of equitable
representation in HIV research for women. Social determinants of health—such as stigma,
poverty, medical mistrust, and fear of discrimination—often stand in the way of women who
need to access HIV testing and treatment.

“Poverty, social inequities, and health disparities perpetuated by social determinants of
health and rooted in structural racism lie at the heart of risk & acquisition of HIV infection
among women,” Cameron says, “and these same structural barriers and health disparities
form the basis of barriers to inclusion and involvement in research.”

Poverty, for example, can be a huge limiting factor for the participation of women in clinical
research. “Women living with and at risk for HIV are disproportionately poor, both globally
and in the United States,” Cameron explains. “64% of HIV positive women in care in the U.S.
have annual incomes below $10,000 compared to 41% of HIV-positive men.7”

Women living with HIV report experiencing livelihood insecurity as a result of abandonment,
widowhood, loss of work or income as a result of workplace stigma and discrimination,
mentally or physically ill health, intimate partner violence, and negative treatment
side-effects. Economic dependence can force women to remain in violent relationships and
deter them from accessing treatment and can thus have a negative impact on the wellbeing
of women living with HIV. Competing priorities for women, which include childcare, home
responsibilities, and shift work, often make enrollment in trials difficult.

Treatment access barriers facing women in fragile and conflict situations are also severely
under-researched. Ending AIDS involves listening to all women’s experiences and
translating this knowledge into solutions that leave no woman behind. To overcome the
barriers to the participation of women living with HIV in clinical research, healthcare
professionals and researchers should increase women’s research literacy by involving them
in the study design and by tailoring clinical trials to their social and health considerations.
Trust in professionals is a facilitator of enrolment of women living with HIV that is critical.6

“I think it’s really important that if we’re going to bring this epidemic to an end, to
meaningfully engage people living with HIV in all aspects of HIV research, policymaking as
well as programs,” Cameroon says. “We are the experts in our own care. We are the experts
in our HIV, and I think we should contribute to the decisions that are made about us.”

How to Move Forward

13



“A number of national and global groups have come together in the last [decade] to advocate
for inclusion of pregnant women in clinical trials,” Mofenson says. For example, recently the
World Health Organization (WHO) and International Maternal Pediatric Adolescent AIDS
Trials (IMPAACT) group convened stakeholders to develop specific approaches to
accelerate and enhance the ability to more efficiently conduct ethical and timely research
during pregnancy on new HIV treatment and prevention agents. EGPAF is a member of this
working group, along with other groups that advocate for studies in women.

Despite the tremendous efforts and progress over the past 30 years, we are still a long way
from having sufficient evidence around many HIV interventions for women, given their
unique and diverse biological and social contexts.

“We need to continue to advocate for women being included and involved in research,”
Cameron says. “Researchers have to remember that they may be interacting with
communities that have [harmful] historical and social context with academic institutions and
people."

“To that end here are the three key terms I have for researchers looking to engage people
living with HIV and Women in research: cultural competency, cultural humility, and
reflexivity.”

Martha Cameron is not giving up.

“We just have got to be the sounding gong for those of us that can’t speak, because there
are so many people out there that are afraid to speak,” Martha says. “So, we have a
responsibility go out there, be the Black HIV positive woman that talks, you know, on behalf
of others. And it’s an honor—but it’s a big responsibility.”

More Information:

● A number of national and global groups have come together in the last few years to
advocate for inclusion of pregnant women in clinical trials

● In 2018, the United States established a Task Force on Research Specific to
Pregnant Women and Lactating Women (PRGLAC) to advise the Secretary of Health
and Human Services on gaps in knowledge and research on safe and effective
therapies for pregnant and lactating women and a number of recommendations have
been made to increase enrollment of pregnant women into clinical trials
(nichd.nih.gov/about/advisory/PRGLAC).

● An international, interdisciplinary group funded by NIH, the Pregnancy and HIV/AIDS:
Seeking Equitable Study (PHASES) Working Group, was formed in 2013. PHASES
has developed the ethical foundations, recommendations, and applications of
guidance for advancing responsible inclusion of pregnant women in HIV research.

● In 2013, the World Health Organization (WHO) and International Maternal Pediatric
Adolescent AIDS Trials (IMPAACT) group convened relevant stakeholders to develop
specific approaches to study design and/or study implementation that may accelerate
and enhance the ability to more efficiently conduct ethical and timely research during
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pregnancy on new HIV treatment and prevention agents, enable early engagement of
the community of people living with HIV in pregnancy research, and define strategies
to collaborate with regulators and industry to change current practices.

EGPAF has been a member of all these working groups to advocate for studies in
pregnancy.

Source: https://www.poz.com/article/including-women-hiv-research-matters
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Hello Everyone!

I can’t believe how fast this year is going! It has been wonderful to catch up with everyone,
including new and existing service users.

Here are some little reminders and helpful resources:

Booster Vaccination – NSW Health recommends that people who are severely
immunocompromised due to certain treatments or conditions are recommended to have a
third dose 2 - 6 months after the second dose to achieve a high level of protection against
COVID-19. A booster (fourth) dose is then recommended 3 months after the third primary
dose.

Head to Health:  Digital mental health resources including apps, online programs, online
forums, and phone/chat and email services - https://www.headtohealth.gov.au/

Office Drop-In: Looking forward to beginning our office drop-in, beginning on the 13th of
April (11 - 1 pm)  Be sure to pop in for a cuppa and chat.
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Smile with Pride Clinic: Do not forget to book your free dental assessments with the clinic.
Phone Jess if wanting a referral.

Survivors R Us: Charity that offers Domestic Violence counselling, an op-shop and a food
warehouse. In addition, they also have OzHarvest food hampers free on Fridays and free
bread from Bakers Delight on a Thursday. Hot food available tues/wed/thurs afternoons
3:15pm-3:45pm. Free breakfast Mon/thurs morning 8am-10am.

Seniors Rights Service: Aged care advocate team support and assist older people who
receive Commonwealth-funded aged care services at home or in residential care, as well as
their carers or family members. Non-legal education sessions are regularly scheduled to
listen, clarify your issues, provide information, inform you of your rights, identify possible
outcomes, help you advocate for yourself and, if requested, speak up for you.
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Seniors Rights Service legal team provides legal advice to older people, addressing issues
of discrimination, abuse (physical, financial, psychological), wills, power of attorney,
guardianship, consumer rights, debt management, unfair contracts, tenancy matters,
accommodation and residential facilities, family law, domestic violence, and administrative
law. If you’re over 50 years of age and need some free and confidential telephone advice or
support to advocate for your legal rights, call Seniors Rights Service on (02) 9281 3600 or
1800 424 079 or email info@seniorsrightsservice.org.au.

Jess Flett
Case Manager
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First case of HIV cure in a woman after stem
cell transplantation reported at CROI-2022
By Trish Greenhalgh, Jose-Luis Jimenez, Shelly Miller, and Zhe Peng
March 24, 2022 - Medical News Today

The International Maternal Pediatric Adolescent AIDS Clinical Trial Network (IMPAACT)
P1107 reported the first case of HIV cure in a woman living with HIV submitted to a dual
stem cell transplant (i.e., an umbilical cord blood transplant combined with a half-matched
bone marrow transplant) for treatment of an acute myelogenous leukemia. The IMPAACT
P1107 researchers presented the case details during the oral abstract session held at the
29th Conference on Retroviruses and Opportunistic Infections (CROI 2022). The study
participant is a woman from New York (USA) who stopped antiretroviral therapy (ART) at 37
months post-transplant and has had no HIV detected for 14 months. The dual stem cell
therapy also led to remission from leukemia that she developed in 2017.

The IMPAACT P1107 is an observational study that aims to describe the outcomes in people
living with HIV who undergo a transplantation with cord blood stem cells with a CCR5
genetic mutation for treatment of cancer, hematopoietic disease, or other underlying disease.
This genetic mutation results in T cells without CCR5 co-receptors. As HIV needs to use
these co-receptors to infect T cells, the rationale of the study is that chemotherapy given to
people with cancers or other illness, followed by a transplant using stem cells that carry this
CCR5 mutation, can change the immune system to make it genetically resistant to HIV.

HIV remission, or cure, resulting from stem cell transplants had been previously reported in 2
cases. The first case, known as the Berlin patient (a man with acute myelogenous leukemia),
was reported in 2009. He was submitted to a bone marrow stem cell transplant and
experienced HIV remission for 12 years. He died of recurrent leukemia in September 2020.
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The second case, known as the London patient (a man with Hodgkin lymphoma), was
reported more recently and has been in HIV remission for more than 30 months after a bone
marrow stem cell transplant. This third case of HIV remission, now documented in a woman,
suggests that a dual stem cell transplantation strategy could also be considered as an option
to achieve HIV remission and cure for people living with HIV who require a stem cell
transplant for other diseases.

This case further supports the proof of concept for an HIV cure using stem cell transplants,
but it is important to highlight that this approach is an invasive, complex and risky medical
procedure and still not viewed as a feasible strategy to scale up to the millions of people
living with HIV globally. Furthermore, as this CCR5 mutation is very rare (around 1% of
general population), the chances of finding a suitable stem cell donor are very low.

"Despite of feasibility challenges, this new HIV remission case is very exciting news and will
continue to energize the HIV cure research agenda, reminding us of its potential to beat
HIV," says Dr Meg Doherty, Director of WHO’s Global HIV, Hepatitis and STI Programmes.

More details about the case

The HIV cure case described at the CROI 2022 involves a middle-aged woman of
mixed-race ancestry who had developed high-risk acute myeloid leukemia while on ART, 4
years after a diagnosis of acute HIV infection. She achieved the leukemia remission after
conventional leukemia chemotherapy and her HIV disease was also well controlled but with
detectable virus. In 2017, she received a transplant of umbilical cord blood stem cells with a
CCR5 mutation, supplemented with donor’s stem cells from the bone marrow of an adult
relative. After receiving this dual stem cell transplant, she was engrafted with 100% cord
blood cells at day 100 and had no detectable HIV. At 37 months post-transplant, the patient
stopped ART. According to study team, no HIV was detected in the patient for 14 months
except for a short transient detection of trace levels of HIV DNA in the patient’s blood cells at
14 weeks after stopping ART.

About the dual stem cell transplant approach

The dual stem cell (or haplo-cord) transplant is a new transplant strategy that involves the
transfusion of stem cells from an umbilical cord of neonates, complemented with stem cells
from the bone marrow of an adult donor. This dual transplant process has been used in
some individuals with high-risk cancers and requires less restrictive human leucocyte
antigen (HLA) sample matching than adult- stem cells-only transplants, and it also makes
the transplant procedure faster and safer. In this case, the cells of the umbilical cord had the
CCR5 mutation and the adult stem cells also didn’t require an identical HLA matching, which
is especially difficult to get for patients of African or mixed-race ancestry.

Source:
https://www.who.int/news/item/24-03-2022-first-case-of-hiv-cure-in-a-woman-after-stem-cell-t
ransplantation-reported-at-croi-2022
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See KARUMAH.ORG.AU/EVENTS for further details:
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What to know about HIV neuropathy
By Maté Jarai - March 29, 2022 - Medical News Today

HIV neuropathy occurs when the virus damages the nerves of the body. When these nerves
do not function properly, they are unable to send sensory signals or messages to the central
nervous system, brain, or spinal cord. This can cause pain, tingling, and weakness.

Neuropathy is another word for nerve damage. When the nerves experience damage or
function incorrectly, numbness, tingling, weakness, or pain can develop.

Sometimes the condition is also called peripheral neuropathy. It has several causes:

● an underlying condition, such as diabetes
● physical damage or injury to the nerves
● a viral infection, such as HIV or shingles
● a side effect of medication
● a result of drinking too much alcohol

Advances in treatment for HIV mean that people can live longer with the disease than ever
before. However, this also means they are more likely to develop certain complications over
their lifetime, including HIV neuropathy.
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Around 1 in 3 people with HIV or AIDS experience some HIV peripheral neuropathy.

Keep reading to learn more about HIV neuropathy, including the causes, risk factors,
symptoms, and more.

What causes HIV neuropathy?

HIV is a viral infection. It attacks the body’s immune system, weakening the body’s ability to
fight off everyday infections and diseases. It also increases the risk of complications from
those infections and diseases.

As it attacks the immune system, HIV damages the central nervous system, affecting how
nerve cells (neurons) function. This can affect the peripheral sensory nerves and cause
inflammation in the brain and spinal cord.

Neuropathy tends to appear or become worse as HIV progresses. It is most common in
people with advanced HIV or AIDS.

A study in 2021 used machine learning to predict factors that could increase the likelihood of
neuropathy in people with HIV. Researchers found 28 different factors that could increase
the risk, but some of the most significant factors included:

● being older
● living with HIV for more than 15 years
● exposure to certain antiretroviral medications
● having another chronic condition, such as diabetes

Researchers also found that factors changed depending on how long a person with HIV had
their diagnosis. For example, poor mental health and smoking were stronger risk factors in
people who had their diagnosis fewer than 15 years ago.

As a result, researchers have called for a better understanding of factors that can contribute
to HIV neuropathy and urged doctors to look for patterns in risk factors that may help predict
and treat neuropathy earlier.

Symptoms

Neuropathy can cause a range of symptoms, depending on the location of the nerve
damage and the type of nerves affected. Symptoms may appear suddenly or slowly over
time. They may also get worse at night. Common signs include:

● numbness, tingling, or a burning sensation in the hands and feet
● sharp or throbbing pain
● heightened sensitivity to pain or touch
● difficulty walking or using the hands
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● ‘symmetrical’ symptoms on both sides of the body
● dizziness or confusion
● Diarrhea
● erectile dysfunction

Diagnosis

A doctor will ask a person about their medical history and perform a physical examination.
They will also conduct a thorough neurological examination of the following:

● motor and sensory skills\
● nerve function
● hearing and speech
● Vision
● coordination and balance
● mental status
● changes in mood or behavior

A doctor will also use several screen tests to help diagnose neuropathy, which may include
the following:

● Blood, urine, or other bodily fluid sample tests: To check for specific health concerns,
monitor current medications, and diagnose any hereditary disorders.

● Brain imaging tests: To look for signs of brain inflammation, tumors, nerve damage,
and other abnormalities. They may use a CT scan, an MRI, or another imaging scan
to look at the brain.

● Electromyography (EMG): To look for nerve and muscle dysfunction, damage, or
disease, by examining muscle activity.

● Biopsy: A doctor may take a small tissue sample from the brain, muscles, or nerves
and examine it for signs of a tumor, inflammation, or other abnormality. This requires
hospitalization and carries some risk to the person undergoing the procedure.

● Cerebrospinal fluid analysis: To check for bleeding in the brain, infections of the brain
or spinal cord, and a buildup of fluid.

Treatment

According to the National Institute of Neurological Disorders and StrokeTrusted Source, no
single treatment can cure neuropathy caused by HIV or AIDS. The complication is difficult to
manage and will depend on how symptoms arise and how severe they are.

Some symptoms may need aggressive treatment, while a doctor may recommend
over-the-counter (OTC) pain relief for milder symptoms.

However, treatment may include one or more of the following options:
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● OTC or prescription pain relief
● anti-seizure medications
● Antidepressants
● analgesics, such as opiates
● corticosteroids to reduce inflammation
● plasma exchange to clear the blood of substances that cause inflammation

Some people with HIV neuropathy may need to have a range of treatments in a pain clinic or
hospital.

Outlook

New research is emerging all the time in HIV neuropathy. Researchers are increasingly
investigating how HIV affects the nervous system, causing neuropathy, and scientists are
developing new treatments for neuropathic pain.

Crucial to this research is examining brain tissues collected from people who died from an
AIDS-related illness and sharing samples of this tissue with research laboratories worldwide
to use in new studies.

Summary

Neuropathy is common in people living with HIV and AIDS, as the infection attacks the
body’s nervous system, causing damage and dysfunction in the nerves.

Symptoms include pain, numbness, or tingling in the hands and feet and may progress to
cause severe pain and disability.

The risk of neuropathy increases with age and how long a person has lived with a diagnosis
of HIV. There is no one treatment for HIV neuropathy because it can affect different parts of
the nervous system. Instead, doctors will usually recommend treatment based on the
severity of symptoms.

Source: https://www.medicalnewstoday.com/articles/hiv-neuropathy
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Low Testosterone at Middle Age May Persist
Despite HIV Treatment
By Heather Boerner - March 28, 2022 - POZ.com

Aging, weight gain and efavirenz use were all associated with lower free testosterone
levels in men living with HIV.

A study of middle-aged men living with HIV found rates of hypogonadism (low testosterone)
more commonly seen in older men, and effective HIV treatment didn’t change that,
according to a paper published in the journal AIDS.

The good news is that lower rates of free testosterone were not associated with physical
problems such as erectile dysfunction or osteoporosis (bone loss). The bad news is that it
was associated with use of efavirenz (Sustiva, also in the Atripla and Symfi combination
pills).

Between 2013 and 2016, Marie Lachâtre, MD, of the Cocin-Pasteur Center for Clinical
Investigation in Paris, and colleagues recruited 240 men living with HIV who had been on
effective antiretroviral treatment for six months or more and had an undetectable viral load
(defined here as fewer than 50 copies). The men donated blood samples to be tested for
hormonal, metabolic and virological markers and agreed to undergo bone density testing on
the first and eighth day of the study. In addition, they answered questions about erectile
dysfunction, depression and quality of life.

The men were mostly gay or bisexual (78%) and were a median of 43 years old at the start
of the study. Overall, they had been living with HIV for a median of eight years, had been on
antiretroviral treatment for a median of four years and had maintained an undetectable viral
load for three of those years. Almost everyone (95%) had received nucleoside reverse
transcriptase inhibitors (NRTIs). Less than half (47%) had experience with non-nucleotide
reverse transcriptase inhibitors (NNRTIs), like efavirenz; 38% had used a protease inhibitor,
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and 22% had used an integrase inhibitor. At the time of the study, the newer integrase
inhibitor dolutegravir (Tivicay and coformulations) was seldom used.

Of the 231 men for whom researchers had enough data, less than 1 in 10 had clinically
defined low free testosterone levels. That’s double the rate of HIV-negative middle-aged men
and more in line with the levels seen in older men, according to the researchers.

Those 9% of participants were slightly older—a median of 46 years old versus 43 for the
study population as a whole. They were more treatment experienced, having taken
medications for a median of seven years compared with four and had longer exposure to
NRTIs, protease inhibitors and integrase inhibitors than their higher-testosterone peers.
They also had longer viral suppression, at a median of nearly five years. What’s more, they’d
had a lower nadir (lowest-ever) CD4 count level than their peers, at 256 versus 302 cells.

But there was no difference in rates of erectile dysfunction, depression or deterioration in
quality of life between the men with and without low testosterone. Regardless of hormone
levels, 55% of participants reported erectile dysfunction or a drop in quality of life, and one
third reported symptoms of depression.

When the researchers looked at what factors were associated with lower testosterone levels,
they found that men who had used efavirenz were nearly four times more likely to
experience low testosterone. Men who were older and those who had a body fat percentage
of 19% or more were also more likely to have low testosterone. But having a higher nadir
CD4 count was associated with a 78% reduction in the odds of low testosterone.

While lower nadir CD4 counts and HIV itself have long been associated with hypogonadism
among men living with HIV, the mechanism by which efavirenz is associated isn’t clear,
wrote Lachâtre and colleagues.

It could be that the association between efavirenz and lipodystrophy (especially
gynecomastia, or male breast enlargement) drives hormonal changes. Weight gain
associated with certain antiretrovirals may change the hormone mix in men’s bodies, which
the authors said warrants vigilance in monitoring weight gain and hypogonadism as
integrase inhibitors become first-line treatment. On the other hand, premature physiological
aging associated with HIV could be to blame.

“The correlation between age and [male hypogonadism] is well established, but our findings
(based on a reliable [free testosterone] assay) show for the first time that this correlation is
independent of viral control and of total body fat percentage,” the team wrote.

Source:
https://www.poz.com/article/low-testosterone-middle-age-may-persist-despite-hiv-treatment
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Ukraine war: Tens of thousands of people with
HIV 'at risk' as medicine delivery disrupted by
Russian attacks, charity says
By Scott Beasley - April 3, 2022 - Sky News

Andriy Klepikov, from the Alliance for Public Health, told Sophy Ridge on Sunday that the
Ukraine war has disrupted supplies of lifesaving treatments, adding that one of its vans had
been shelled and two volunteers died.

Image: Andriy Klepikov, executive director of Alliance for Public Health in Ukraine

The lives of tens of thousands of people with HIV in Ukraine are now at risk as the war has
stopped lifesaving drugs reaching those who need them, an expert on the ground has told
Sky News.

Andriy Klepikov, from the Alliance for Public Health, told Sophy Ridge on Sunday that
"59,000 people are on antiretroviral therapy in areas affected by the war, and less than 40%
managed to move outside of the war zones so we are talking about tens of thousands of
people at risk".

More than 260,000 people in Ukraine have HIV, and some estimates are as high as 1% of
the entire population carry the virus, one of the highest prevalence rates in the world outside
Africa.
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While taking highly effective modern drugs known as antiretroviral therapy, people with HIV
will typically live full, healthy lives and cannot pass on the virus - but the war has disrupted
supplies of these crucial medicines.

Ukraine also has a very large number of people with tuberculosis (TB) that is often drug
resistant and TB is the leading cause of death for those with HIV in the country.

Mr Klepikov, speaking from Lviv after being forced to leave the capital Kyiv, said: "People
with HIV and TB were already vulnerable in normal life but during the war their vulnerability
increased many times, and most of the people living with HIV are actually located in the
eastern and southern part of Ukraine, affected by war the most."

He told Sky News of the deaths of two volunteers trying to continue delivering treatment
during the Russian invasion.

He said: "It is a very challenging task because in the areas directly affected by the war over
100,000 people with HIV are living, 59,000 out of them are receiving antiretroviral treatment,
so it's not only governmental agencies and medical facilities but NGOs like mine delivering
ART drugs to the patients, it's difficult and very challenging as we are continuing to do this
even in occupied territories.

"Unfortunately it is dangerous, just a couple of days ago our partner organisation faced a
situation where a van with volunteers delivering medicine and humanitarian aid was shelled
and two people unfortunately died."

Ukraine has the second largest HIV epidemic in Eastern Europe and health services were
already struggling before the war but in many places have now collapsed completely.

The Russian defence ministry said missile strikes by its military destroyed an oil refinery and
three fuel storage facilities in Odesa.

Professor Nana Poku, chair of Frontline AIDS, said: "The conflict in Ukraine is already
disrupting access to HIV treatment in the here and now. People living with HIV may have
only a few weeks remaining of the medication they need to stay healthy during this period of
intense turmoil and danger."

The besieged coastal city of Mariupol is a particular concern, where almost 5,000 people
were believed to be living with HIV in Ukraine's tenth biggest city. Healthcare facilities
including HIV treatment and testing centres have been destroyed as part of Russia's
relentless bombardment of the city.

The Alliance for Public Health used to provide HIV testing and access to drugs, helping more
than 700 people with HIV services in the city before the war. It has now had to leave the
devastated area and lost contact with everyone it had been working with.
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Andriy Klepikov, the organisation's executive director, said "unfortunately Russian forces
don't allow us to go in".

Kyrylo, a project co-ordinator from an HIV testing centre, said: "In the first days of the war
the only blood bank in the city was destroyed.

"I used my car to evacuate AIDS-related treatment drugs from the AIDS centre, and we
organised a dispensing site at a doctor's home. The next day, the hospital was bombed to
dust."

The Red Cross is currently trying again to reach Mariupol with aid supplies and told Sky
News: "The ICRC team departed Zaporizhzhia this morning. They are spending the night en
route to Mariupol and are yet to reach the city."

Source:
https://news.sky.com/story/ukraine-war-lives-of-hiv-patients-at-risk-as-medicine-delivery-disr
upted-by-russian-attacks-that-killed-two-volunteers-charity-says-12581312
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Gamechanger HIV injection rolls out in South
Africa and Brazil
By Danielle Pereira - April 3, 2022 UN News

The first injection to offer long-lasting protection against HIV is being rolled out in South
Africa and Brazil, as an alternative to daily medication, according to the UN agency
UNITAID.

Moisés Maciel da Silva, 19, from São Paulo, Brazil, found out he was living with HIV when
he turned 18 years old.

Hosted by the World Health Organization (WHO), UNITAID announced the groundbreaking
development on Friday, which it is hoped will boost HIV prevention worldwide.

Developed by ViiV Healthcare and approved by the US health authority, the injection, whose
active ingredient is cabotegravir,  offers two months of protection against HIV.

“But we need urgent action to ensure people everywhere can benefit,” said UNITAID
Executive Director Philippe Duneton.

More viable option

Like other HIV treatments, the anti-retroviral medication works by stopping the virus from
replicating in the body, effectively reducing the viral load.

Although existing oral medication – known as “oral pre-exposure prophylaxis,” or oral PrEP –
can prevent HIV in 99 per cent of cases, uptake has been slow and targets to reduce new
infections have been missed.
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This is often because people with HIV fear stigma, discrimination or intimate partner violence
if they take the pill every day, said UNITAID spokesperson Herve Verhoosel.

“Long-acting PrEP could have a game-changing impact, improving choice and making HIV
prevention a more viable option for more people,” he told journalists in Geneva.

However, cautioned Mr. Verhoosel, the high cost of the injection – believed to be around
$20,000 a year for wealthy nations – would be prohibitive elsewhere, so “adequate and
affordable supply must be ensured so people everywhere can benefit without delay.”

Piloting countries

In Brazil, UNITAID is supporting long-acting cabotegravir injections among transgender
communities – 30 per cent of whom live with HIV – and men who have sex with men (18 per
cent).

In South Africa, the target population is adolescent girls and young women, who are infected
“at a disproportionately high rate,” the UN agency said.

“In sub-Saharan Africa, six in seven new HIV infections in adolescents occur among girls,
and young women are twice as likely to be living with HIV as their male peers,” UNITAID
added.

HIV decriminalization

In a related development on Friday, UNAIDS congratulated Zimbabwe for decriminalizing
HIV transmission.

“Public health goals are not served by denying people their individual rights and I commend
Zimbabwe for taking this hugely important step,” said UNAIDS Executive Director, Winnie
Byanyima.

“This decision strengthens the HIV response in Zimbabwe by reducing the stigma and
discrimination that too often prevents vulnerable groups of people from receiving HIV
prevention, care and treatment services.”

Ms. Byanyima’s comments followed the Zimbabwean Parliament’s decision to repeal section
79 of the Criminal Law Code on HIV transmission.

In its place President Emmerson Mnangagwa is expected to sign into law a new marriage bill
adopted by Parliament.
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A HIV-positive woman sits at home with her granddaughter in Mangwe, Zimbabwe.

Making strides

According to UNAIDS, over the past decade Zimbabwe has made great progress in its
response to HIV.

It is estimated that 1.2 million of the 1.3 million people living with HIV in the country are now
on life-saving medicines.

Moreover, AIDS-related deaths have decreased by 63 per cent since 2010, with new HIV
infections down by 66 per cent over the same period.

Source: https://news.un.org/en/story/2022/03/1114192
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