

SMA newborn blood spot screening: first contact call (SMA suspected)

Please use this prompt sheet during the call. 
The call should be made by a clinician (medical or nursing).
Sign and date the sheet at the bottom and keep as a record. 

1. Introduce yourself
2. Give your name, hospital name and role title/description
3. I am calling about results from your baby’s blood spot screening test
4. Are both parents present? 
5. Do you need an interpreter to help with this call? (reschedule call ASAP if so)
									
	Points to cover
	ü

	Confirm baby’s name and date of birth
	

	Ask how baby is doing generally (advise on action if any medical concerns)
	

	Your baby had a heel prick blood test at 5 days old.
The test result means we suspect your baby has a condition called spinal muscular atrophy (known as SMA).
· The condition causes muscle weakness and wasting (the muscles get smaller and don’t work properly)
· SMA is an inherited genetic condition – it’s not caused by anything you did or did not do before or during pregnancy
· There are different types of SMA. Some cause more serious problems than others
· We are urgently testing your baby’s blood spot sample again to find out which type they have
· There are treatments that can make a lot of difference – the sooner treatment is started, the better the outcome
	

	We need to see you (both) and your baby as soon as possible to discuss the results. 
· We will talk through everything at your appointment, including what happens next
· We will examine your baby and take a blood sample to confirm the screening test results 
· If you want to look for information about SMA online, please see www.gov.uk/government/publications/spinal-muscular-atrophy-sma-information-for-parents or use the following websites as these provide the most up to date information about screening and treatment: www.nhs.uk/sma and www.smauk.org.uk 
	

	Here are the appointment details. Please write them down.
· Date
· Time
· Location (include helpful information like where to park)

	

	Can you (both) attend this appointment? (You can bring a family member or friend if your partner is not available)
· Discuss alternative arrangements, if necessary, e.g. including a partner by phone/video call during the appointment, or arranging a separate call with them shortly afterwards.
· Mention travel schemes to help cover travel costs:
· NHS Healthcare Travel Costs Scheme (HTCS)
· SMA UK charity grant scheme for travel costs
	

	Can we have your email and/or mobile number to send confirmation of your appointment?
· We will also send a summary of what we’ve spoken about just now
· If needed we can send a letter from the specialist team for you or your partner to show an employer, to explain how important it is you attend the appointment

	

	Provide your name and a contact number for yourself or another member of the clinical team with the days/times someone will be available to speak to.
· Our team is here to support you and provide you with information and advice

	





Signed___________________________________________       Date__________________
