SMA newborn blood spot screening: SMA suspected - follow up email before appointment

The text below should be copy/pasted into an email. It should be sent to parents or carers immediately following the phone call from the clinician informing them that the newborn blood spot screening result indicates their baby has SMA. 

Email subject line: SMA screening results: your baby’s specialist team appointment

Dear parent or guardian

This information follows our phone call with you about your baby’s newborn blood spot screening result. The result means we suspect your baby has a condition called Spinal Muscular Atrophy (known as ‘SMA’). 

We appreciate that this news will have been unexpected. We will be able to discuss what it means in more detail when we see your baby. Here is some more information.

Appointment details for you and your baby

· Date: [Day/Month/year]
· Time:
· Location: [full address including postcode, with details of any building name and/or location in the building – include a map if possible]
· Travelling here: [details of car parks, nearest train station, nearest bus stop, plus any other relevant public transport details]
· Assistance schemes:
· NHS Healthcare Travel Costs Scheme (HTCS)
· SMA UK charity grant scheme for travel costs
· Our contact details: [team name and telephone number]
· Who you will be seeing: [include relevant team member names]

This is an urgent appointment, but please call us on [insert number] if you need to change it. We will need to make another appointment for you as soon as possible.

We ask that both parents come to the appointment if possible, or you can bring a friend or relative with you.  

Please call us on [insert number] if you need an interpreter at your appointment.

As you may be in the clinic for a while, please make sure you have enough nappies and feeds for your baby and everything you need for yourself. 

At your appointment
The specialist team will assess your baby. This is to check on their general health, and to look for any symptoms of SMA. We will also take another blood sample to confirm the screening test result. 

We will answer your questions and provide you with more information and support. 

Please take the time to read through the information for parents which is available at www.gov.uk/government/publications/spinal-muscular-atrophy-sma-information-for-parents before your appointment.

Support for you

We understand this is upsetting and worrying for you and your family. 

Our specialist team is here to support you and provide you with information and advice. We will also tell you about other sources of support you may find helpful. 


If you decide to look up SMA online before your appointment, please use the following websites as others may provide out of date information about treatment and screening:

-   NHS information about SMA: www.nhs.uk/sma 
-   SMA UK – a charity supporting families affected by SMA: www.smauk.org.uk 




