NHS SCT Screening Programme Publications Launch — Questions and responses

haemoglobinopathies?

Theme Question Programme advisor/speaker response
COVID-19 and Do we have any evidence of the effect of Covid Dr Paul Telfer (Consultant Haematologist, St Barts and the Royal London NHS
carriers 19 on the carriers of these Trust) has commented that, in his view "there may be increased risk of a worse

outcome with severe hypoxaemia etc leading to sickling”.

Dr Telfer plans to look at outcomes associated with COVID at St Barts with
haemoglobinopathy carriers.

Dr Telfer has highlighted the ongoing GenOMICC study, which is looking at
genome-wide associations with COVID outcomes and may help to answer the
guestion.

Carriers and
crisis symptoms

| have some sickle cell carrier women who
report to feel symptoms of a crisis, is there any
information or research available around this?

Dr Moira Dick has responded: Although experiencing symptoms is unlikely in the
normal course of events, we know there is increase in UTI, and danger if the
person flies, have anaesthetic or get severely dehydrated.

The person should see clinician as there are reports of carriers with symptoms.

Genomics Hubs

Genomic hubs - Oxford not doing HBO DNA for
Newcastle from Mon 1.2.21 - No information yet
about where to send Newcastle samples from
next week - SQAS are looking into this for us in
Newcastle urgently.

Can you provide contacts for the Genomic
hubs? Oxford is the Lab for many Trusts will
the information go out for everyone?

The Programme has looked into this, and can confirm that more information will be
available shortly via the PHE screening blog.

IVE

Is there any progression in fertility services
providing universal screening for
haemoglobinopathy screen of donor?

The programme guidance related to fertility is on Page 9 of the programme's
Laboratory Handbook

There is a national funding policy for PGD for
sickle and standard criteria?

Yes. Any carrier couple considering PGD can be seen by clinical genetics to
discuss this and could begin by speaking with their GP to see if funding is
appropriate for them.

What advice do we give to couples where both
partners are positive? R they eligible for fertility
treatment from the GP? How do known at risk
couples access IVF

GPs can refer carrier couples to genetic services who can then refer on to HbO
centres to discuss pre-implantation genetic testing.



https://baillielab.net/
https://phescreening.blog.gov.uk/2020/01/21/a-handy-guide-to-saving-shortcuts-on-smartphone-home-screens/
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656094/Antenatal_Laboratory_Handbook.pdf
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With the increasing numbers of pregnancies
arising from both egg and sperm donation or
embryo donation are there plans to work with
IVF units to screen their donors so the recipients
can be given this information?

The programme guidance related to fertility is on Page 9 of the programme's
Laboratory Handbook.

The programme recommends that the woman contacts the fertility clinic to obtain
HbO results/

Although there are no immediate plans to look at this, we will review as necessary.

Laboratory Screening a confirmed carrier partner is gene NHS England is currently recommending that laboratories carry out full gene
practice sequencing offered identifying P/LP and VUS? sequencing and MLPA to check for large deletions/insertions when DNA is required.
or a panel of confirmed common mutation Not all laboratories have fully transitioned to this.
screening offered?
If a couple are both documented as possible Dr Yvonne Daniel commented: Couples are only offered molecular testing to
Alpha thalassaemia carriers from booking confirm the number of deletions in alpha thalassaemia in the screening pathway if
bloods- do they need genetic counselling and they meet certain criteria. (high risk family origins as defined in the Laboratory
testing to confirm how many genes are missing Handbook, and an MCH of less than 25 pg).
or non-functional?
Programme Have you a template of a letter to send to The programme does not currently provide a template, but we are currently working
materials women when they are possible Alpha on a leaflet for pregnant women that are alpha zero carriers and will be published in

Thalassaemia carriers?

March 2021.

Where can we access the Newborn leaflets
whilst they are being worked on?

All antenatal screening leaflets are available here.

Are we able to download leaflets to send to
clients via email?

You can send the URL address to the client; they would just need to click the link
which will take them to the online leaflet.

Really like the idea of digital leaflets (and
contributes to the climate change agenda).
Interested to know how this tested among users
in terms of accessibility but also for patients
experiencing digital poverty.

Please see the PHE Screening blog for more information on this.

Some clients from the high prevalence are not IT
savvy with little English. Are we still able to get
paper copies of leaflets?

HTML formatted leaflets are accessible, available in several languages and can be
printed



https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/656094/Antenatal_Laboratory_Handbook.pdf
https://www.gov.uk/government/collections/screening-in-pregnancy-information-leaflets
https://phescreening.blog.gov.uk/2021/01/08/guidance-on-transitioning-to-digital-screening-information-now-on-gov-uk/
https://www.gov.uk/government/publications/screening-tests-for-you-and-your-baby
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We need information in Tetum as we have a
large population from East Timor

The programme currently provides leaflets in several languages and is conducting
a review of user needs for translated leaflets and will include Tetum in the review.

where would we send details of which
languages we would like to see ?

The programme currently provides leaflets in several languages and is conducting a
review of user needs for translated leaflets. Please email jessamy.willson-
pepper@phe.gov.uk to let us know what languages you would like included in the
review.

will these leaflets be available using QR code?

The programme is looking at this , with work due to start in 2022. More information
on existing links is available here.

Screening
pathway issues

| have concerns as | find often women from high
prevalence groups book late for pregnancy-how
this can be improved ?

The programme is very much aware that some women book late.

The aim of the programme is to perform PND by 12+6 weeks gestation, we
therefore have standards which maternity services must meet. Regular reviews of
both KPIs and Standards are conducted.

The issue of late booking was captured in the Patients' Stories document
(published here).

You can download the document and find lessons learnt and recommendations on
page 14.

Is it likely that Covid 19 has impacted on
women's informed choice considering changes
in first antenatal contact from face to face to
virtual and delays this will have added to
timeline?

Dr Lola Oni responded to this query: (At Brent Sickle Cell service )Appointments are
often quicker due to virtual processing of counselling service as opposed to women
waiting perhaps several days for the next clinic appointment time.

My colleagues in adult care find it difficult to
access counselling for non-pregnant couples at
risk especially in areas who do not have specific
haemoglobinopathy counsellors. What services
are available?

GPs can refer clients to their local regional genetics centre.
For preconceptual SCT counselling, please contact the HTC.

| have understood that in the digital e
Redbook/parent held record, if any abnormalities
are detected that the ANNB screening
committee has advised NBBS results will not be
loaded and shared if abnormal.

There is work ongoing by the NBS and SCT programmes to make sure that positive
results are not put into the e red book before parents are informed.

The pathway for reporting positive results to digital red book has not been finalised,
however ideally families should initially receive the positive results from a clinical



mailto:jessamy.willson-pepper@phe.gov.uk
mailto:jessamy.willson-pepper@phe.gov.uk
https://phescreening.blog.gov.uk/2020/01/21/a-handy-guide-to-saving-shortcuts-on-smartphone-home-screens/
https://www.gov.uk/government/publications/sickle-cell-and-thalassaemia-screening-programme-standards
https://www.sicklecellsociety.org/resource/parents-stories/

How will parents who have chosen these
records receive the results and identified status
if positive to any of the conditions tested for?
Can the results be released to the digital record
after informing and discussion with the parents?
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professional who understands the condition and can answer any questions the
family may have.

This will help the family prepare for the results letter or seeing the results when they
appear on the digital red book.

When the eRedbook is underway do you
anticipate that there will be system in place that
ensures that this information isn't loaded to the
book until there is confirmation that the parents
have already been provided this information by a
clinician?

There is work ongoing by the NBS and SCT programmes to make sure that positive
results are not put into the eRed book before parents are informed.

Do you have information for women/couples
who have previously had a test showing they are
carriers? Do we still have to test the couple in
every subsequent pregnancy?

We do have leaflets for couples at risk of having a baby with sickle cell and
thalassaemia. The programme recommends testing in every pregnancy.

How do fathers know they might be a carrier?
are they tested as part of the programme if not
known?

If the mother 's antenatal test is a carrier, then the father will be offered a test as
soon as possible.

How do we refer for genetics counselling for
carriers?

Each Trust should have a pathway in place - please enquire at your Trust who is
identified locally.

Are all patients in the UK with SCD and BT
under the care of specialist SCD and BT
centres?

Dr Lola Oni has responded: “The question is very relevant since the identification of
Local Haemoglobinopathy Teams (LHT) and designation of Specialist
Haemoglobinopathy Teams (SHT) all patients in England must be seen at least
once a year by an SHT and the specialist elements of their care will be managed by
the SHT.”

Is it true that the NBBS doesn't test for
Thalassaemia?

Screening newborns for Thalassaemia is not formally part of the SCT screening
programme. We do however recommend reporting a positive result if it found.

During the antenatal stage of laboratory testing, a thalassaemia carrier result is not
distinguishable from "normal”. Those with thalassaemia major are picked up, as
only have HbO. They will be followed up as for SCD although formally not part of
the programme.

Screening for beta thalassaemia is currently a by -product of sickle cell screening.
The techniques in use will detect most cases of potentially clinically significant beta
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thalassaemia. The most severe form of alpha thalassaemia is usually detected due
to the fetus being hydropic.

What will give a positive test? Or is it a specific
test when the baby/child becomes symptomatic?

In terms of the screening programme, we would be talking about a positive result
which showed up on the heel prick/blood spot test rather than a baby presenting
with symptoms.

Sickle Cell Will the Parents Guide and (Paediatric) The Parents Handbook will be available shortly on the Sickle Cell Society website,
Society Standards be available to order as a hard copy where you can also find the new Paediatric Standards.
materials or do we have to download ourselves?
They will be available to order as hard copy from the Society.
We are currently investigating whether these can be disseminated via the new
Haemoglobinopathy Coordinating Centres.
Training When will the 4 days Kings College counselling The 4-day Genetic Risk Assessment and Counselling module back on this year,

course resume?
Could we do some online counselling training
etc?

provided by Kings College London and taught online due to COVID restrictions.
Course dates are : May 6th and 7th, and June 10th and 11th 2021.

At the moment places are very limited, as bursary awardees from last year's
cancelled course are being offered first refusal.

Also coming up this year, also taught by KCL and online, are the Specialist
Counsellor Update Days on 29th April and 14th September.

We are very much aware of the outstanding training need and will be making every
effort to meet it over the coming year.

PHE Screening will be blogging about the courses and the application routes for
them very shortly.

In the meantime, please contact Jessamy.willson-pepper@phe.gov.uk with any
enquiries.



https://www.sicklecellsociety.org/resource/parents-stories/
https://phescreening.blog.gov.uk/2020/01/21/a-handy-guide-to-saving-shortcuts-on-smartphone-home-screens/
mailto:Jessamy.willson-pepper@phe.gov.uk
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With the competency pack who should be
signing these documents off .

Are these packs for professionals who have
completed the genetic counselling course?
Thank you We have two members of staff who
have completed their genetic counselling
training. Would they be expected to complete
these compentcies and if so, who should be
signing these off?

The Counselling Skills and Knowledge document can be used as part of an update
every 1-3 years by way of keeping up abreast and evidence of keeping up to date
(the Genetic Risk Assessment and Counselling module is a 1-off).

Also available from the programme:
- Specialist nurse counsellor update days a year (see above) for those who
have already taken the larger module.
- There are also 10 eLearning modules on eLearning for Health at the
moment. Later in 2021 we will be releasing a new and, we hope, even more
comprehensive and helpful version of these modules.



https://www.e-lfh.org.uk/programmes/nhs-screening-programmes/

