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Further to your Freedom of Information Act request, please find the Trust’s response, 
in blue bold text below: 
 
 

Request and Royal Devon and Exeter NHS Foundation Trust 
Response 

 

Please can you send me examples of the following: 

• Letters sent to expectant women advising of screening tests following 
combined/quadruple screen testing for Down Syndrome. I understand the 
letter may be different depending on whether results are low or high chance 
so please send examples of each. 

Please find attached. 

• Letters/results from Non-Invasive Prenatal Testing (NIPT), again high and low 
chance examples if different. 

Please find attached. 

• Examples of information eg. letters, leaflets, signposting etc. shared with 
expectant women about these tests (combined/quadruple screening and 
NIPT). 

Any information shared with expectant women about Down Syndrome itself 
(including guidance on pregnancy/care when given an antenatal diagnosis 

Please find attached. 

 





Dear 
 
Following our conversation please find attached the leaflets we discussed on the telephone. 
  
Your screening test for Down’s syndrome has come back as 1 in ? or about ?% chance, which 
is considered raised.    
   
Your screening for Edwards’ & Patau's syndromes has come back as low chance at 1 in ?. 
  
Your options are: 
  
1.      To have no further investigations. 
 
 2.      To have the diagnostic test CVS up to 14 weeks, this has an approximate up to a 1% 
miscarriage risk. There is a small chance that CVS will not be possible, due to the position of 
the placenta. This will be ascertained during the scan at your appointment.  If your body 
mass index is raised this may influence whether we are able to perform this procedure. 
 
 3.      To have the diagnostic test Amniocentesis from 16 weeks of pregnancy. This has up to 
a 1% risk of miscarriage. 
 
 4.      To have non-invasive pre-natal testing (NIPT). Please note this is a further screening 
test, so reports the probability of your baby having the condition. The result normally takes 
a week to be reported. 
  
For independent support about your screening result I would suggest that you contact the 
charity Antenatal Results & Choices on 0207 631 0285 website: www.arc-
uk.org <http://www.arc-uk.org/> 

  
Please call us on the numbers below if you would like to come in to discuss further or you 
have any questions. 
 
Kind regards 

http://www.arc-uk.org/
http://www.arc-uk.org/
http://www.arc-uk.org/
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Dear  

Re: Your non-invasive prenatal testing (NIPT) screening results 

You recently had NIPT to screen for Down’s syndrome, Edwards’ syndrome 
and Patau’s syndrome. This has shown that your baby has a: 

• lower chance result for Down’s syndrome 

• lower chance result for Edwards’ syndrome 

• lower chance result for Patau’s syndrome 

A lower chance result does not mean that there is no chance at all that the 
baby has Down’s syndrome, Edwards’ syndrome or Patau’s syndrome, just 
that it is unlikely. We do not offer further testing following a lower 
chance NIPT result. 

NIPT is a more accurate screening test than the combined or quadruple test 
and will give a correct result for most women who choose to have it. 

If you have any questions about your NIPT results, you can contact me using 
the details below. 

You can find more information about antenatal screening for these conditions, 
including details of parent support organisations, 
at www.nhs.uk/depscreening. 

Yours faithfully, 

Screening Coordinator Midwives 

https://www.gov.uk/government/publications/screening-for-downs-syndrome-edwards-syndrome-and-pataus-syndrome-non-invasive-prenatal-testing-nipt/www.nhs.uk/depscreening
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Tel 01392 406540 
 
 
As part of our First Trimester screening programme we routinely measure a hormone 
in your blood called PAPP-A. This stands for Pregnancy Associated Plasma Protein A, 
and is a protein produced by the placenta (afterbirth). We have found this hormone to 
be at a lower level in your blood; this is found normally in 1 in 20 (5%) of pregnancies.  
 
Why is PAPP-A important? 
In most cases, PAPP-A does not have an impact on your pregnancy, but there is 
research to suggest that a lower level of PAPP-A (less than 0.41 MoM) may be 
associated with: 
 

 a lower birth-weight baby due to the placenta not working as well 

 an increased chance of developing pre-eclampsia 

 an early birth 

 

What does this mean for my pregnancy? 
To help try and prevent some of these problems developing, it is recommended that 
you take aspirin (150mg daily, with your evening meal) from 12 weeks (or as soon 
as possible, if result found after 12 weeks). 
 
From 26-28 weeks, at each visit your midwife will routinely measure the height of your 
uterus and record it on your customised growth chart. She will also check your blood 
pressure and your urine sample for signs of protein (this may indicate pre-eclampsia 
developing).  
 
You will also be offered extra scans to check on the growth of your baby. If the 
measurements by your midwife suggest your baby may be small, further scans may 
be arranged. 
 
If your baby is found to be smaller than expected, you will have an appointment in a 
consultant antenatal clinic to discuss the results and make a plan individualised to 
your needs. 
 



If the scan shows that your baby is growing well, you will be offered a ‘stretch & 
sweep’ at 39 weeks, and an induction of labour close to your due date. Your midwife 
will be able to explain these procedures to you later in your pregnancy. 
 
Is there anything I can do to help prevent problems? 
It is well known that smoking can negatively affect baby’s growth and placental 
function, and we encourage all women to stop smoking in pregnancy. We have a 
dedicated smoking cessation service available and your Community Midwife can refer 
you if you would like help to quit smoking. 
 
Maintaining a healthy weight and gentle exercise is encouraged in women who are 
found to have low PAPP-A, as it is in all pregnancies. 
 
Who can I speak to if I need further information? 
Receiving news that you have a low PAPP-A can cause anxiety, but please be 
reassured that in most cases, no problems develop. 
 
Please speak with your Community MW if you have further questions. You may also 
contact the Fetal Maternal Assessment Unit (FMAU) Midwives on 01392 406540, if 
you have further questions. 
 
The Royal College of Obstetricians & Gynaecologists has information available which 
can be found here: 
 
 
  Having a Small Baby 

 
 
 
 
 

 Pre-Eclampsia 
 
  

  Smoking in Pregnancy 
 
 
 

 

pi-having-a-small-baby.pdf 

(rcog.org.uk) 
pi-pre-eclampsia.pdf 

(rcog.org.uk) 
Smoking in Pregnancy - patient 

information for you 

(rcog.org.uk) 
 

 
Yours sincerely, 
 
 
 
Fetal Maternal Assessment Unit Midwife 

https://www.rcog.org.uk/globalassets/documents/patients/patient-information-leaflets/pregnancy/pi-having-a-small-baby.pdf
https://www.rcog.org.uk/globalassets/documents/patients/patient-information-leaflets/pregnancy/pi-having-a-small-baby.pdf
https://www.rcog.org.uk/globalassets/documents/patients/patient-information-leaflets/pregnancy/pi-pre-eclampsia.pdf
https://www.rcog.org.uk/globalassets/documents/patients/patient-information-leaflets/pregnancy/pi-pre-eclampsia.pdf
https://www.rcog.org.uk/globalassets/documents/patients/patient-information-leaflets/pregnancy/pi-smoking-in-pregnancy.pdf
https://www.rcog.org.uk/globalassets/documents/patients/patient-information-leaflets/pregnancy/pi-smoking-in-pregnancy.pdf
https://www.rcog.org.uk/globalassets/documents/patients/patient-information-leaflets/pregnancy/pi-smoking-in-pregnancy.pdf
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Aim
We have given you this leaflet because your baby’s nuchal translucency (NT) is 3.5 millimetres (mm) or more. 
We hope that this leaflet will answer some of your questions. We will offer you an appointment with a 
specialist doctor or midwife to discuss what this NT measurement might mean for your baby.

What is nuchal translucency (NT)?
Every unborn baby has some fluid under the skin at the back of their neck. This fluid is called nuchal 
translucency (NT). You can see this fluid on the ultrasound scan early on in your pregnancy.  It is part of a 
baby’s normal development in the womb.  If your baby has more fluid than usual, it can sometimes be a 
sign that they have a health problem. This may be a physical problem (for example, a heart problem) or 
chromosome condition (for example, Down’s syndrome).

It is important to remember that many babies who have more fluid than usual at the back of their neck at an 
early scan are born healthy and well.

Why do you measure NT? 
All pregnant women in England are offered a screening test to give them information on the chance of their 
baby having Down’s syndrome. We measure NT as part of the ‘combined’ screening test for Down’s syndrome. 
This test combines the results of a blood test taken from the mother with the measurement of the NT from 
the baby seen on the scan.   

You may have chosen not to have your baby screened for Down’s syndrome.  However, because an increased 
NT is also linked with physical problems and other chromosome conditions in your baby, the person doing the 
scan will tell you if they see more than 3.5mm of fluid at the back of your baby’s neck.

What is a normal NT measurement?
We cannot give you a normal figure, because the NT usually grows in proportion with your baby. This means 
that the measurement depends on how many weeks pregnant you are when you have your scan. However, 
we do know that if early in your pregnancy the NT is 3.5mm or more, there is more chance that your baby will 
have a physical problem or chromosome condition.

What happens now I know my baby has an 
increased NT measurement?
We will offer you an appointment with a specialist to discuss what this may mean for your baby. At this 
appointment your specialist will give you more information and you will have time to ask them questions. The 
specialist will probably offer you more tests.  It will be up to you whether or not to have any more tests. If the 
tests show there is a problem with your baby, you will be supported to make the choice that is right for you 
and your family.

Although this can be worrying, it is important to remember that many babies whose NT measurement is 
3.5mm or more are healthy. An increased NT does not mean there is definitely a problem.
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Where can I get more information?

If you have any questions while you are waiting for your appointment with a specialist,  please contact the 
screening midwife at your hospital or your own midwife or family doctor.

Screening co-ordinator stamp with contact details

You may also find it helpful to contact the following charities and support groups.

Antenatal Results and Choices 
(ARC)  

www.arc-uk.org

73 Charlotte Street
London
W1T 4PN
Helpline: 0207 631 0285 
Email: info@arc-uk.org

Antenatal Results and Choices (ARC) 
provides impartial information and 
individual support to parents while 
they are going through antenatal 
screening or when their unborn 
baby has been diagnosed with an 
abnormality.

Contact a Family (CAFAMILY)  

www.cafamily.org.uk

209 - 211 City Road
London
EC1V 1JN
Helpline: 0808 808 3555 
Email: info@cafamily.org.uk 

Contact a Family is a charity which 
provides support, advice and 
information for families with disabled 
children, no matter what their 
condition or disability.

At a time like this it is natural to want as much information as possible. Many people choose to look 
at information on the internet, but please remember that some websites contain information that is 
not accurate.
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Definitions

Nuchal translucency (NT) scan  You will have an NT scan when you are between 11 weeks and 2 days 
and 14 weeks and 1 day pregnant. The NT scan measures the thickness 
of the fluid at the back of your baby’s neck. An increased amount of 
fluid may show that your baby has a physical problem or chromosome 
problem. By combining your age and how many weeks pregnant you are 
with information from the scan, your midwife or doctor will know your 
chance of having a problem during your pregnancy. If you have a one 
in 150 chance or higher, you will be offered a diagnostic test, such as a 
chorionic villus sampling (CVS) test.

Chorionic villus sampling 
(CVS)  

CVS is a test carried out during pregnancy which involves removing tissue 
from the placenta. CVS is used to detect chromosomal abnormalities such 
as Down’s syndrome or conditions such as sickle-cell diseases. It can also 
detect certain other genetic conditions. CVS is also known as a diagnostic 
test because it gives you a diagnosis. For example, it tells you that your 
baby does or does not have Down’s syndrome.

Chromosome condition Chromosomes are structures which are found in the nucleus of a 
cell, and are made up of DNA and proteins. Normally humans have 
46 chromosomes in each cell, 23 from each parent. Of these, 22 are 
autosomes and one is a sex chromosome. A chromosome condition is 
when there is a change in the number or arrangement of the normal 23 
pairs of chromosomes which has an effect on the health of the baby.

Down’s syndrome (Trisomy 21 
or T21)

Down’s syndrome is a disorder caused by having an extra chromosome. 
People with Down’s syndrome have three copies of chromosome number 
21 instead of two. Down’s syndrome affects all population groups. People 
with the condition usually have:
 
• low muscle tone; 
• a flatter face;
• eyes which slant upward;
• small ears;
• an unusually wide neck; and 
• a deep crease across the palm of their hand. 

Some people may also have heart problems or sight problems or may 
develop Alzheimer’s disease. Although people with Down’s syndrome 
have learning problems, these vary in how severe they are.

Specialist A specialist could include an obstetrician, a fetal medicine nurse, an 
antenatal clinic midwife, or a specialist Sonographer
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Notes
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