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SCREENING RESULTS

INTRODUCTION
2016 marks the 10th anniversary of the full roll-out of newborn screening for sickle cell disease (SCD) in
England. The programme commenced in 2002.

Results by region 2005-2016
Data is collected annually from the 13
newborn screening laboratories in England via
spreadsheet-based data return templates, and
in the future will also be collected from the
laboratories in Scotland, Wales, and Northern
Ireland.

We’ve screened more than 7 million newborn babies for SCD between April 2006 and March 2016.
Babies are screened for SCD as part of the
newborn blood spot screening test. Of the 7
million screened, just over 3,600 (approximately
1 in 2,000) have SCD screen positive results.
SCD is the name for a group of genetically
inherited conditions that affect the quality of
haemoglobin and the capacity to carry oxygen
around the body. The most serious form of the
disease is sickle cell anaemia.
Screening for sickle cell disease in newborn
babies identifies infants affected by the condition,
with the aim of minimising childhood morbidity.
Children with the condition are at risk of severe
illness or even death from infections.
Early identification of the condition allows for
preventive management and treatment to begin
promptly.

Rates by region 2005-2016
Current data collection templates are available at
https://www.gov.uk/government/collections/sickle-cell-and-thalassaemi
a-screening-data-collection .
We would like to thank the newborn screening laboratories for all their
efforts in providing screening data over the last ten years. We would also
like to thank the Specialist Nurses, Midwives, Centres and those involved
in antenatal and newborn screening in England.

Despite detection of thalassaemia not being part of the programme, we expect beta thalassaemia major to be
detected and reported. In the past 10 years, nearly 270 cases of beta thalassaemia major have been identified
(approximately 1 in 27,000).

SCREENING RESULTS BY ETHNIC CATEGORY
Rates by ethnic category 2005-2016

SERVICE USERS’ FEEDBACK

Results by ethnic category 2005-2016

ANTENATAL WOMAN
It is important to do the antenatal test so you know it
prepares you, you know...
We had the baby tested (prenatal diagnosis), if I had
not had that and had to wait until the baby was born I
would have been a nervous wreck mentally and
emotionally right through my pregnancy, I could not
(have) coped with that.

MOTHER OF A NEWBORN
If we did not test we would not know and may miss
something when she is sick…
by testing you know what to expect, you are better
prepared. If you don’t know well… how will you know
your child needs special care? I am glad I knew so I
can care for her properly?

SCD is most common in people of
African, Caribbean, Middle Eastern,
Mediterranean and Asian ancestry
BUT can affect anyone from any
population.

5.2

4.8

1.2

Percentage of all affected babies
Black
Other ethnic groups
Mixed/multiple ethnic groups

10.8

MOTHER OF A CHILD WITH SCD

Asian

I think people need to know we must not be ignorant, it
helps you prepare for the child, you can prevent
complications if you know, if you don’t, if child is sick,
you will not know how to look after him properly,
otherwise when your child is sick you get a shock to
find he has sickle cell disease later, it’s dangerous,
really dangerous.

White

77.9

IMPROVING AWARENESS

IMPROVING QUALITY OF CARE

Research in 2004 showed awareness of SCD and thalassaemia was low. The national screening programme
established relationships with patient organisations including the Sickle Cell Society (SCS) and the UK Thalassaemia
Society (UKTS). These relationships allowed the programme to understand the user perspective and raise awareness
through successful outreach work in communities most affected by the conditions.

IYAMIDE THOMAS, OF THE
SICKLE CELL SOCIETY...
By investing in a public outreach programme for sickle
cell and thalassaemia, the NHS Sickle Cell and
Thalassaemia Programme showed its commitment to
the communities most affected by the 2 debilitating
conditions and to the voluntary sector organisations
that represented them.

In September 2010 we started a project to
evaluate the outcomes of the linked
antenatal and newborn screening
programme; we collect data to assess
* the health of babies or children affected
with sickle cell disorders or
thalassaemia
* timeliness of entry into care and start of
treatment for affected babies or children
* antenatal screening history
The programme currently has approval to
collect named data without consent and
the SCS and UKTS play an important role in
the governance of the project and working
with parents to share the lessons learned
from the project, for example the
importance of taking antibiotics.

The NHS newborn sickle cell and
thalassaemia screening (SCT)
programme aims to achieve the lowest
possible childhood death rate and to
minimise childhood morbidity from
sickle cell diseases. Standards aim to
reduce early mortality from invasive
pneumococcal sepsis by ensuring that
all affected babies with sickle cell
disease are in clinical care and receiving
the standard treatment.

The introduction of the Antenatal and
Newborn NHS Sickle Cell and
Thalassaemia (SCT) Screening
Programme in England has also been
the major driving force for
improvements in the quality of care for
children and families with sickle cell
and other disease states.
This includes:

KATE RYAN, CONSULTANT
HAEMATOLOGIST...
There is always room for improvement but I think we
can confidently say that the outlook for
a child born in 2016 with sickle cell disease is so much
better than for a child born before the
introduction of newborn screening.

* the introduction of geographical
networks and specialist treatment
centres to ensure all individuals
affected by sickle cell disease or
thalassemia disorders have access
to the best available care regardless
of where they live – this is a key
component of specialist
commissioning

Age at referral/ﬁrst visit (2014/15 - 2015/16)

* standards for clinical care for
children and adults
Since implementation of the screening
programme the national clinical
standard that babies identified with a
disease should be referred to a
designated local healthcare
professional by 8 weeks of age is
being met in 99% of cases and 85% are
seen in a specialist treatment centre
by 3 months.

IYAMIDE THOMAS, OF THE
SICKLE CELL SOCIETY...
Gone are the days when a new mother would give
birth to a child with sickle cell and ask ‘what’s that’?
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