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Sickle cell disease – a silent killer
Johannesburg, June 19, 2019 – Sickle cell disease (SCD) is one of the major silent killers of
infants and children in the developing world, particularly in sub-Saharan Africa, where an
estimated 50 – 90 percent of infants born with SCD will die before their fifth birthday.
While simple public health measures such as newborn screening, vaccinations, and early
interventions have been proven to greatly improve childhood survival in several countries,
SCD continues to be a major global public health issue with the United Nations designating it
as global health problem requiring urgent action by member countries and other relevant
stakeholders 1.
Novartis spokesperson, Dr. Gary Sopher, says: “Sickle cell disease is a chronic, lifelong,
genetic blood disorder that impacts millions of people globally and can take an extreme
emotional, physical, and financial toll on patients and their families— but, no one really talks
about it.”
“Persistent stigmas can cause sickle cell patients to experience feelings of depression and
anxiety. Every day, people can endure the painful and life-threatening symptoms of sickle cell
disease in the shadows of fear, stigma and isolation.”

Medical research literature defines SCD as one of the most common genetic blood disorders
in the world; a chronic, lifelong, debilitating disease that can range in clinical severity. It affects
the shape of red blood cells and can make blood cells stickier than usual. When blood cells
stick to one another they can form clusters in the bloodstream. These clusters can block the
flow of blood and oxygen and cause damage to the blood vessels and organs. When blood
cell clusters get big enough, they can block the blood flow and lead to a painful crisis. Sickle
cell pain crises disrupt patients’ lives physically, socially, and emotionally—and can worsen
long-term health.
SCD symptoms include chronic pain, recurrent acute pain episodes, severe anemia, enlarged
spleen and increased risk of recurrent infections, acute chest syndrome, stroke (clinical and
silent), headache, dizziness and seizures, eye problems, including blindness; heart disease;
kidney and liver problems, priapism, pale skin and jaundice (yellowing of the skin or eyes).
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Importantly, education about the disease has been identified as one of the key interventions.
To remove the stigma and improve understanding of SCD, Novartis has partnered with Dr.
Alexander Kumar, a world-renowned documentarian and storyteller, to help tell the story of
SCD in a relatable and visually powerful way – with a major focus in sub-Saharan Africa
where the stigma is rife, and the disease is most prevalent.
In a series of photos, essays, and videos that showcase the faces of SCD and how it impacts
their surrounding communities – from their caregivers to their physicians – Novartis hopes to
capture the reality of living with sickle cell disease to not only inspire support and companion,
but to also help empower those living with the disease beyond the stigma.
Too often, patients with SCD experience shortened lifespans, living only to their 40s.
However, early diagnosis, ongoing patient education and awareness and simple medical care,
including access to blood transfusions and hospital treatment, can all improve patients’ life
expectancy.

Latest estimates indicate that millions of patients worldwide live with the SCD and
approximately 300,000 babies are born annually with SCD and approximately 300 million
people worldwide have the sickle cell trait. The disease impacts many different populations
around the world, but disproportionately affects people from Sub-Saharan Africa. It also is
common among people with ancestry from South America, Central America, and India, as
well as several Mediterranean countries, such as Italy and Turkey, and other populations.
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Disclaimer
This press release contains forward-looking statements within the meaning of the United
States Private Securities Litigation Reform Act of 1995. Forward-looking statements can
generally be identified by words such as “potential,” “can,” “will,” “plan,” “expect,” “anticipate,”
“look forward,” “believe,” “committed,” “investigational,” “pipeline,” “launch,” or similar terms, or
by express or implied discussions regarding potential marketing approvals, new indications or
labeling for the investigational or approved products described in this press release, or
regarding potential future revenues from such products. You should not place undue reliance
on these statements. Such forward-looking statements are based on our current beliefs and
expectations regarding future events, and are subject to significant known and unknown risks
and uncertainties. Should one or more of these risks or uncertainties materialize, or should
underlying assumptions prove incorrect, actual results may vary materially from those set forth
in the forward-looking statements. There can be no guarantee that the investigational or
approved products described in this press release will be submitted or approved for sale or for
any additional indications or labeling in any market, or at any particular time. Nor can there be
any guarantee that such products will be commercially successful in the future. In particular,
our expectations regarding such products could be affected by, among other things, the
uncertainties inherent in research and development, including clinical trial results and
additional analysis of existing clinical data; regulatory actions or delays or government
regulation generally; global trends toward health care cost containment, including
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government, payor and general public pricing and reimbursement pressures; our ability to
obtain or maintain proprietary intellectual property protection; the particular prescribing
preferences of physicians and patients; general political and economic conditions; safety,
quality or manufacturing issues; potential or actual data security and data privacy breaches, or
disruptions of our information technology systems, and other risks and factors referred to in
Novartis AG’s current Form 20-F on file with the US Securities and Exchange Commission.
Novartis is providing the information in this press release as of this date and does not
undertake any obligation to update any forward-looking statements contained in this press
release as a result of new information, future events or otherwise.
About Novartis
Novartis is reimagining medicine to improve and extend people’s lives. As a leading global
medicines company, we use innovative science and digital technologies to create
transformative treatments in areas of great medical need. In our quest to find new medicines,
we consistently rank among the world’s top companies investing in research and
development. Novartis products reach more than 750 million people globally and we are
finding innovative ways to expand access to our latest treatments. About 105 000 people of
more than 140 nationalities work at Novartis around the world. Find out more at
www.novartis.com.
Novartis is on Twitter. Sign up to follow @Novartis at http://twitter.com/novartis
For Novartis multimedia content, please visit www.novartis.com/news/media-library
For questions about the site or required registration, please contact media.relations@novartis.com
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