
WAKE UP
BRIEFING.



Despite being preventable, AIDS-related illnesses are still among the leading causes of infant mortality.
In 2016, 120,000 children died due to AIDS-related illnesses.
 
DFID’s historic leadership and funding for the HIV response has helped bring incredible progress in access to
prevention, treatment and care. The UK’s pledge at the Global Fund to Fight AIDS, TB and Malaria sixth
replenishment will help save a further 2 million lives over the next 3 years. However, progress is stalling and
global funding for HIV continues to stagnate despite increasing financial need. 
 
The Kigali Declaration, launched at the 2019 International Conference on AIDS and STIs in Africa should serve as a
‘Wake Up’ call to all leading donors to the HIV response and the international community as a whole.
 
The UK's Department for International Development (DFID) should play a leading role in stopping children
needlessly dying without access to timely HIV diagnosis and affordable treatments.
 
This briefing, prepared by the below civil society organisations and networks led by people living with HIV, seeks
to advise and provide practical recommendations on how DFID can show leadership on this issue.
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HIV AND CHILDREN

AIDS-related illnesses are still among the leading causes of infant mortality.  In 2016, 120,000 children died due
to AIDS-related illnesses; this equates to 328 deaths every day. Children aged 0–4 years living with HIV are more
likely to die than any people living with HIV of any other age. There are 2.1 million children living with HIV globally
of whom only 52% have access to life saving treatment and the treatment that is available is most often sub-
optimal.
 
The number of children becoming newly infected with HIV remains very high. In 2016, 24% of pregnant women
living with HIV did not have access to anti-retrovirals (ARVs) to prevent transmission to their infants. In the same
year, around 160,000 children became infected with HIV; this equates to 438 children a day.
 
MANY FACTORS CONTRIBUTE TO PREVENTABLE HIV ACQUISITION AND HIV RELATED DEATHS AMONG CHILDREN,

INCLUDING:

 

AIDS-RELATED DEATHS ARE PREVENTABLE SO IT IS SHOCKING THAT NEARLY ONE MILLION
PEOPLE STILL DIE FROM AIDS-RELATED ILLNESSES EACH YEAR  WITH CHILDREN BEING
DISPROPORTIONATELY AFFECTED.

The current profit-driven research and development (R&D) model for health innovation 

The current system provides little or no incentive for pharmaceutical companies to invest in diseases that affect
the poorest, such as ARV therapy for children. Given the declining cases of HIV acquisition from mother-to-child
transmission, the market for ARV therapy for children has also become less appealing for pharmaceutical
companies. This results in treatment being inappropriate or simply non-existent for children.
 
Gaps in coverage of prevention of mother-to-child transmission across the world 

This results in harm to the health of mothers as well as avoidable perinatal transmission of HIV during pregnancy
and breastfeeding. In 2019, coverage of ARV therapy among pregnant women was only 18% in the Eastern
Mediterranean Region. In several countries such as Uganda, Kenya, and Tanzania new data shows troubling
indications of increased numbers of perinatal HIV acquisitions.
 
The need for simpler and cheaper diagnostics tools  

The most commonly available virological HIV tests for infants require complex laboratory instruments and highly
specialized personnel, making it difficult for caregivers in rural areas to provide consistent and timely results.
 
Increasing HIV drug resistance (HIVDR) to the few medications that are currently viable for children

More children are developing treatment resistant strains of HIV as a result of the scale up of prevention of
mother-to-child transmission (PMTCT) programmes. For infants involved in PMTCT programmes, the WHO has
also estimated that there is a HIVDR prevalence of 21.6%, compared to just 8.3% among those with no treatment
exposure.
 
Loss to follow up and retention of care

A systematic review of children living with HIV under the age of 10 showed that nearly 17% of patients were lost
to follow up or had died within 12 months of starting their treatment.
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WHAT THE UK
GOVERNMENT CAN
DO

£



‘SPEAK OUT, DON’T BE SILENT’: 
SHOW POLITICAL LEADERSHIP IN 2020

 
Later this year leaders of major pharmaceutical companies, multilateral
organisations, donors, governments and other key stakeholders will
participate at the High-Level Dialogue on Scaling Up Early Diagnosis and
Treatment of Children and Adolescents, convened by the Vatican. This annual
meeting has the goal of determining the most effective ways to improve
access to both diagnostics and optimal therapy for children living with HIV
and / or Tuberculosis, with the ultimate objective of reducing morbidity and
mortality.
 
DFID has not sent representation to any of the past four Dialogue Meetings.
This year's meeting provides a critical opportunity to prioritise children in an
accelerated HIV response which cannot be missed. 
 
We urge DFID to send representation and advocate for delegates to

agree to an ambitious strategy that increases support for children

living with HIV.

 

The recent All-Party Parliamentary Group on Global Health report highlighted that
the UK is at risk of relegating its leadership role in global health because of a
perceived retreat of the UK government (especially at ministerial level) from
global co-operation and multilateral forums. 2020 presents two key opportunities
for the UK to show its public commitment to ending AIDS by 2030 and preventable
AIDS-related child deaths.
 
In July the International AIDS Conference (AIDS2020) will be held in San Francisco.
This crucial biannual forum brings together key stakeholders, providing a key
opportunity to determine collective priorities and shape the future of the HIV
response.
 
DFID showed strong leadership by ensuring ministerial representation to the last
AIDS Conference in 2018. Through a series of bilateral meetings with key partners
and various high level speaking slots, Rt Hon Alistair Burt’s engagement promoted
DFID’s work and achievements, advanced DFID’s policy positions on priority areas
and mobilised leadership from other donors.
 
DFID also championed the role of young people and helped operationalise its ‘Youth
Agenda’ through supporting a young woman living with HIV to be an official Youth
Advocate. Supporting young people to meaningfully engage in this space is
important as it helps make sure the views young people are better represented.
 
Ministerial attendance at AIDS2020 will give DFID a critical opportunity to
demonstrate its continued leadership and commitment to the global HIV response,
especially for children living with HIV, and encourage other stakeholders to follow
suit. 
 
We are therefore urging the UK Government to ensure that a Minister

attends AIDS2020, along with a Youth Delegate.

Former DFID Minister Rt Hon Alistair Burt  with Becky
Kroger,AIDS2018 Youth Delegate
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The current profit-driven research and development (R&D) model has led to a lack of innovation for issues that do not offer a
sufficient incentive for pharmaceutical companies to invest. This includes ARV therapy for children, which has contributed
to a treatment gap in paediatrics access across the world. The crisis in access to treatment is worsened by increasing drug
resistance to the few medications that are currently available for children. 
 
The overall investment for global health and HIV R&D, as well as the type of R&D models supported and the safeguards put in
place to protect access, are critical to address this issue. We therefore welcome that the UK government’s funding for
global health R&D has now exceeded 0.01% of GNI as advised by the WHO Consultative Expert Working Group on R&D. It is
very welcome that in 2018, the UK government provided $230 million for R&D into neglected diseases, its largest ever
contribution.
 
DFID’s support for alternative R&D models, which are needed for R&D of pediatric HIV treatment, are also welcome; in
particular, the model employed by the Drugs For Neglected Diseases initiative (DNDi), a Product Development Partnership.
Paediatrics is one of the focus areas for DNDi and, in partnership with Cipla, submitted a new formulation for regulatory
approval in December 2019, Quadrimune. Quadrimune is designed to make it easy for children to take and adhere to HIV
treatment. If approved, as hoped, by April 2020 the formulation will be affordably priced at $1 a day. This demonstrates the
success of ‘de-linkage’ models, which replace the idea of using monopolies and high prices as a reward for innovation, and
build in access and affordability from the very start of the R&D process. 
 
However we are concerned that most government health R&D funding in the UK  - which comes from the Department of
Health; and the Department for Business, Energy and Industrial Strategy - have conditions attached to grants that are not
sufficient to guarantee that patients will be able to access the final medicines at an affordable price. The below traffic light
summary provides an overview of the conditions attached to UK R&D.
 
In addition, public research funding continues to be wasted because existing safeguard mechanisms fail to prevent non-
reporting of clinical trial results.
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‘INVEST DON’T NEGLECT': 
ENSURE A THRIVING ENVIRONMENT FOR HIV R&D
THAT PRIORITISES ACCESS
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Demand, monitor and enforce public interest conditions in all contracts and agreements conducted with public

and private sector stakeholders for health research. These should be based on the principles of affordability,

accessibility, availability and equity. 

Develop guidelines for departments that fund R&D on prioritising public health over commercial interests.

To ensure a thriving environment for HIV and global health R&D that ensures access, the UK government should

safeguard public return on public R&D investments by building in robust public interest conditions for every point of

engagement in the R&D process. 

 
To do so, the UK government should:

 

 
Further, increased knowledge and evidence of the true costs of R&D, including the involvement of public funds, would allow
informed national and international discussions on what constitutes a fair price and how new models of R&D financing can
be designed. 
 

DFID should outline how the UK government intends to   ‘Improve availability, affordability and efficiency of health

products by increasing transparency of prices of medicines, vaccines, medical devices, diagnostics, assistive

products, cell- and gene-based therapies, and other health technologies across the value chain’ as outlined in the

Political Declaration of the High Level Meeting on Universal Health Coverage.

 
In addition, STOPAIDS has long been calling for an increase to DFID’s bilateral HIV spending which has fallen

significantly over the past decade. 

 
DFID’s bilateral funding for HIV and AIDS specific programmes declined from a peak of £221 million in 2009 to just £24 million
in 2017. Reduced bilateral funding means standalone HIV programmes will continue to close.
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ACTIONS SPEAK LOUDER THAN WORDS:
DFID STRATEGIES AND PROGRAMMES PRIORITISE
AND DELIVER FOR CHILDREN LIVING WITH HIV

We understand that the soon to be launched Ending Preventable Deaths (EPD) Action Plan will focus on ending the preventable
deaths of new-borns, children and mothers. As set out above, HIV acquisition is preventable and so are AIDS-related deaths. 
Therefore the EPD Action plan is an opportunity for scaling up the HIV response for children which is in DFID’s mandate.
 
We therefore call on DFID to prioritise children and young people living with HIV in Government strategies, including

the EPD Action Plan. 

 
An important step to achieving this is to explicitly reference in the internal EPD delivery strategy how the plan will help
prioritise children in an accelerated HIV response. This should include how it will scale up prevention efforts, close the
treatment gap and effectively monitor efforts towards the plan’s delivery.
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