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Thalassaemia syndromes and pregnancy

A patient’s guide

This information is for you if you want to know more about your thalassaemia and pregnancy.
This factsheet covers pre-pregnancy planning, management during pregnancy and the time
after delivery in women who either have thalassaemia major or thalassaemia intermedia.

If you have thalassaemia trait (carrier) this information does not apply to you. Please refer to
our information leaflet for carriers of thalassaemia.

Thalassaemia syndromes

Thalassaemia is disorder of the body’s red blood cells that is genetically inherited and lifelong.
It is caused by an abnormality in the genes that control haemoglobin, the part of red blood cells
that carries oxygen around the body. This results in less haemoglobin being produced.
Patients who need regular transfusions have transfusion-dependent thalassaemia (TDT),
previously known as thalassaemia major.

Some people may not need transfusions until much later in life, or perhaps never. These
people have non-transfusion-dependent thalassaemia (NTDT), previously known as
thalassaemia intermedia.

For more information, please see our leaflet, Thalassaemia (transfusion- dependent and
non-transfusion-dependent).

This factsheet is for patients with either transfusion dependent thalassaemia or non-transfusion
dependent thalassaemia.

The syndromes are a complex and broad spectrum of genetic disorders.

If you are planning to have a family, please discuss this with your Haematologist so they can
talk to you about how thalassaemia is inherited.

They can provide clear advice about the possible risk of thalassaemia affecting a future child,
with special reference to your and your partner’s blood results.

They will also talk to you about how to prepare for a planned pregnancy with reference to your
thalassaemia and complications that you may have.

It is very important that your partner is tested for a haemoglobin disorder before stopping any
contraception so that any concerns are addressed.

Will my baby be affected?

If you have a thalassaemia syndrome, you should find out whether your partner is also affected

or is a carrier before getting pregnant. )



If your partner does not have thalassaemia and is not a carrier for sickle cell,
thalassaemia or an abnormal haemoglobin, your baby will not have thalassaemia, but will
be a carrier of one of your two abnormal haemoglobin genes. Although your child will be
healthy, you will need to explain this to them when they are older and want to start a family.

If your partner has thalassaemia, sickle cell or is a carrier of an abnormal haemoglobin
or you are unsure what his haemoglobinopathy status is, we can arrange an appointment at
short notice for testing and specialist counselling.

This will help you decide whether to have tests when you become pregnant, to find out whether
your baby has the condition

We will help you explore the option of pre-implantation genetic diagnosis (PGD).

PGD involves the removal of one or two cells from an embryo to test for genetic diseases.

Only unaffected embryos are transferred into the woman’s womb for pregnancy.

This can be a difficult decision for many couples and further information is available from the
NHS Sickle Cell and Thalassaemia Screening Programme at:
https://www.gov.uk/government/collections/nhs-sickle-cell-and-thalassaemia-sct-screening-

programme

What should | think about before becoming pregnant?

It is important that you let your thalassaemia team know that you are planning to have a baby.
They will be able to help you be in the best possible health before you become pregnant.
Until that time, they can advise you on which contraception is best for you. We have a leaflet
about contraception that goes into more detail.

You should see your thalassaemia team regularly for review, whether you are planning a
pregnancy or not. The checks may include:

A detailed scan of your heart (echocardiogram)
Blood pressure, urine and blood tests

MRI scans for measurement of iron

Bone density scans

Diabetes tests (oral glucose tolerance test)
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Will | need to change my normal treatment before | become pregnant?

We would advise that you are in the best possible health before getting pregnant.

One of the most important things is to make sure that the iron in both your liver and heart is at
safe levels before pregnancy and, if you have diabetes, it should be very well controlled.

The aim of all this preparation is to ensure both mother and baby remain well during the
pregnancy and delivery.

All cardiac and antihypertensive medicines need to be reviewed before you get pregnant to
ensure that they are safe to take in pregnancy.

All women with thalassaemia should start on folic acid three months before pregnancy.
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For women who are on regular transfusions and iron chelation

It may take several years to become physically fit, enough to have a successful pregnancy.
Often iron chelation, hormone therapy and diabetes management need to all be modified to
ensure that you are as good as you can be for a safe outcome.

It is important to remember that iron chelation is normally stopped during pregnancy and the
iron must be well controlled to avoid dangerous complications developing when you are
pregnant.

Poor diabetes control and poor control of other hormone treatments such as thyroid
replacement can result in bad outcomes for the baby as well as for the mother. It can also
affect the success of treatment that may be needed to help you conceive.

Also drugs like bisphosphonates are not safe in pregnancy and need to be stopped several
months beforehand.

For these reasons we have the following targets:

» A low liver iron (generally less than 5 mg/g/dw)

» Minimal to no cardiac iron loading (T2* above 20ms, if below 20ms needs cardiac review
prior to pregnancy.)

» A fructosamine lower than 330 nmol/l in women with diabetes

» Normal thyroid function tests

Chelation treatment with Deferasirox and Deferiprone should be stopped for three months
before you try to conceive or before the treatment for conception.

You should at this time change over to desferrioxamine infusions as these are known to be
safe in the very early stages of a pregnancy.

Desferrioxamine should stop on the day the fertility hormone injection Pregnyl® is administered
if you are having treatment to help you have a baby.

If you are naturally fertile you must stop the desferrioxamine as soon as you miss your period
and have a positive pregnancy test.

For women who have non transfusion dependant thalassaemia

Most women with this type of thalassaemia are naturally fertile and often are not on any
treatment for the thalassaemia.

Before planning a pregnancy all your medications should be reviewed and any drugs that may
be harmful to the baby stopped.

Hydroxycarbamide is often used to help improve the haemoglobin values in some types of
thalassaemia and this should be stopped three months before trying to conceive.

Your thalassaemia team will also review any other medicines you are taking and check your
blood for antibodies that may have arisen after blood transfusions.

You should make sure all your vaccinations are up to date.

There is a separate leaflet about medications, vaccinations and travel in thalassaemia — please
ask staff for a copy.
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What if | am finding it difficult to get pregnant?

Some people with thalassaemia would find it difficult to get pregnant particularly if they had
high iron levels as a child.

Sometimes people find it difficult to get pregnant for reasons unrelated to thalassaemia.

If you have any concerns regarding your fertility, please discuss it with your thalassaemia
specialist. We have a lot of experience in this area and are well connected to the teams that
can help you.

What are the risks to me and my baby in pregnancy?

Being pregnant is physically demanding and may require an increased frequency of blood
transfusions.

You will be seen by many healthcare professionals and have more frequent visits and scans
during the pregnancy.

This is to ensure that you and your baby thrive, and problems are identified early and managed
properly.

All pregnant women are at an increased risk of developing blood clots in the legs (venous
thrombosis). Thalassaemia further raises this risk.

For more information, please read the patient information leaflet developed by the Royal
College of Obstetricians and Gynaecologists, Reducing the risk of venous thrombosis in
pregnancy and after birth: information for you. It is available at: https://www.rcog.org.uk/for-
the-public/browse-our-patient-information/reducing-the-risk-of-venous-thrombosis-in-
pregnancy-and-after-birth/

Women with transfusion dependent thalassaemia

Most women with thalassaemia major will have a straightforward pregnancy without serious
problems.

However, if you have diabetes, hypothyroidism or cardiac iron loading you will need even more
specialist support and monitoring.

If the level of iron was less optimal at the start of pregnancy (cardiac iron loading with a T2*
less than 10ms or severe hepatic iron loading), chelation with desferrioxamine may be
restarted.

This will take place sometime during the second trimester of pregnancy by your thalassaemia
specialist in conjunction with the Cardiology team.

They may also recommend an MRI of your heart during the pregnancy.

All women with thalassaemia major will start intravenous desferrioxamine when they arrive in
hospital for the delivery.

We would expect the delivery to be a natural delivery unless there are maternal or obstetric
reasons to recommend a caesarean delivery.

There is however a slightly higher incidence of caesarean deliveries in women with
thalassaemia.
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Women who have non transfusion dependent thalassaemia

Most women have straightforward pregnancies and no serious problems.

In some women the haemoglobin can drop down to significantly lower levels than before
pregnancy and they may need to go onto regular transfusions for the duration of the
pregnancy.

Sometimes the anaemia may not be problematic for the mother, but the baby may be growing
poorly.

The mother should then start regular transfusions to help ensure that the baby gets a good
supply of oxygen and nutrients.

Transfusion during pregnancy is not harmful to the mother or the baby and although some iron
overload may develop, this can be managed after the delivery of the baby.

Other treatments may also be recommended during the pregnancy by the Obstetricians,
Haematologists, Endocrinologists or Cardiologists, and these will be discussed with you in
detail. For example, you may need to take:

» low molecular weight heparin (LMWH) if you have had a splenectomy
» low molecular weight heparin (LMWH) and aspirin if the baby is not growing well
» insulin if diabetes develops.

If you have any other concerns, please contact your maternity unit and haematology team as
soon as possible.

Additional treatments that may be offered during pregnancy

As you have a medical problem you will have Consultant-led care, though often you will be
seeing the Midwife too.

You will be seeing specialist teams throughout the pregnancy.

If you have not had the recommended tests in the previous year, they should be carried out.
Your vaccinations for hepatitis B, flu and pneumonia should be updated if necessary.

These vaccinations are safe in pregnancy.

Other treatments may also be recommended during the pregnancy by Obstetricians,
Haematologists, Endocrinologists or Cardiologists and these will be discussed with you in
detail. These treatments are specific to each person and dependent on their health both before
and during the pregnancy.

Pregnant women have a higher risk of developing blood clots in the legs (venous thrombosis)
compared with women who are not pregnant. Thalassaemia increases the risk of developing a
venous thrombosis as well.

A risk assessment will be done during your pregnancy to help decide if we need to give you
any treatment to prevent venous thrombosis.

Women who have had a splenectomy (surgical removal of the spleen) and have a high platelet
count may need to use Heparin during pregnancy.

We may also recommend the use of heparin and aspirin if the baby is not growing well, in

addition to the use of insulin if diabetes develops. )
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If you have any other concerns, contact your maternity unit and thalassaemia team as soon as
possible.

You should be seen at the joint Haematology/Obstetric clinic at least every four weeks until
your 24th week, and then at the Antenatal clinic every one to two weeks until you have had
your baby.

At each visit you will have your blood pressure checked and your urine tested.

As well as the routine scans, you should have extra scans to check that your baby is growing
normally.

Your blood transfusions will be routinely given, though you may find that you have symptoms of
higher haemoglobin more than usual and therefore you need more blood or need to be
transfused more often than you are used to.

What medicines or treatment should | take in pregnancy?

You will be advised to continue your folic acid (5 mg) once daily and if your spleen has been
removed, penicillin V or amoxicillin 250mg twice daily.

You should also continue your vitamin D and calcium supplementation.

If you are on thyroxine or insulins these should be continued but will need frequent monitoring
and appropriate dose adjustments to make sure the control is good.

If you are on oral diabetes medication the diabetes Doctors or Nurse specialist should review
this urgently and you may need to go onto insulin. Some oral diabetes drugs cannot be used
during pregnancy.

All cardiac and antihypertensive medication need to be reviewed before pregnancy to ensure
they are safe for use in pregnancy.

What medicines or treatment will be stopped in pregnancy?

If you became pregnant unexpectedly and had not stopped your hydroxyurea, this should be
stopped.

Chelation is stopped in pregnancy, although desferrioxamine may be started during the second
trimester if iron levels are not safe.

Deferiprone and deferasirox should not be used during pregnancy.

Bisphosphonates such as pamidronate and alendronic acid should be stopped before
pregnancy.

You can take painkillers such as paracetamol and codeine. However, like all pregnant women,
you should not take painkillers such as ibuprofen before 12 weeks or after 28 weeks of
pregnancy without talking to your doctor, as this could cause problems for your baby.

What if | become unwell during pregnancy?

If you become unwell, contact the Whittington Health Haematology team (see contacts below).
You will have been given other contact numbers at your “booking” appointment (first visit to the
antenatal clinic) that you should also call, especially if the issue is preghancy related.

You will be checked for other causes of your symptoms, and you may be given antibiotics.
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You should also be given heparin injections to reduce the risk of blood clots.
You will be monitored closely — often in a high-dependency area of the hospital.
Your baby’s wellbeing will be checked.

What happens in labour?

When you arrive in the hospital to have your baby, you will be started on a drip which gives you
desferrioxamine over 24 hours at a low dose.

The reason for this is to control the free iron in the blood during the stress of labour (which puts
a lot of stress on the heart). Desferrioxamine infusions given to you will not cause any
problems for the baby.

Your baby’s heartbeat will be closely monitored in labour.

You should be able to have a vaginal birth if there are no complications and you are in good
health.

What about pain relief?

You should see an Anaesthetist before you go into labour to discuss pain relief: this is often
possible in the high-risk Obstetric clinic.
All the usual methods should be suitable for you.

What happens after my baby is born?

You will be encouraged to get up and about to help stop blood clots forming in your legs.

You should be offered special stockings and daily heparin injections (to help thin the blood) for
at least a week to reduce the risks further.

You may be advised to continue heparin for six weeks if you have any other risk factors, for
example caesarean section.

Chelation will start soon after delivery if it has not been started already. If you are going to
breastfeed, it will need to be desferrioxamine (Desferal).

Breastfeeding is recommended, and you will be given the support you need.

You will be able to go on to the oral chelation drugs once you stop breastfeeding.

It is very important after delivery that you take your chelation medication regularly as you may
need higher doses to bring the iron burden back into control.

You must be seen by the Haematology Doctors at around six weeks after delivery to check that
you are back to normal after the delivery and taking iron chelation treatment at the right doses.
If there is a chance the baby could have sickle cell disease or thalassaemia major the
Haematology team can organise for the baby to have an in-hospital blood test so you can have
the results back the same working day (or day after).
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What about contraception?

Progesterone-only pills, injections (Depo-Provera®), implants (Nexplanon®), the Mirena® coil
and barrier methods (sheaths and caps) are safe and effective.

The combined oestrogen/progesterone oral contraceptive (‘the pill’) and the copper coil can be
used too.

You can talk to your GP or family planning specialist.

Key points

Thalassaemia is one of the most common inherited single gene disorders in the world.

Most women with thalassaemia will have a relatively straightforward pregnancy and a healthy
baby.

Chelation is usually stopped in pregnancy

Transfusions may need to happen more frequently.

If you are planning a pregnancy, let your thalassaemia team know so that they can review your
medicines and vaccinations and make sure your checks are up to date.

Contact details

Your Haematology consultant team that will see you during pregnancy is:

Dr Emma Drasar

Dr Ryan Mullally

Dr Ana Ortuno-Cabrero
Dr Zara Sayar

Your Obstetrics team is:
Dr Harry Gibson
Dr Charlotte Depoers

Peace Musabi

Adult departmental contacts:
whh-tr.haematologyteam@nhs.net Haematology Administration Team

whh-tr.adultsicklecns@nhs.net Adult Sickle Cell Clinical Nurse Specialist (CNS) team

ncl.redcellteam@nhs.net Community link (Sickle cell, Thalassaemia and Rare Anaemia)
0203 316 8853 Community phone number

emma.prescott@nhs.net Whittington Thalassaemia CNS

niamh.malone-cooke@nhs.net Whittington Thalassaemia CNS

Network website:
https://www.uclh.nhs.uk/theredcellnetwork/subscribe
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Further information
NHS Sickle Cell and Thalassaemia Screening Programme:

https://www.gov.uk/government/collections/nhs-sickle-cell-and-thalassaemia-sct-screening-
programme

Patient advice and liaison service (PALS)
If you have a compliment, complaint or concern please contact our PALS team on 020 7288 5551
or whh-tr.PALS@nhs.net

If you need a large print, audio or translated copy of this leaflet please email
whh-tr.patient-information@nhs.net. We will try our best to meet your needs.

Twitter.com/WhitHealth
Facebook.com/WhittingtonHealth

Whittington Health NHS Trust
Magdala Avenue

London

N19 5NF

Phone: 020 7272 3070
www.whittington.nhs.uk
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