
The Outreach Service 
Are there any times when you might not be able to make a visit you have 

planned? 

SMA UK has a very strict policy that if staff are ill, they shouldn’t make visits to 

anyone who has SMA and is vulnerable to the possibility of infection. This is 

especially important if the outreach worker is coming down with a cold or flu or 

has a stomach virus. 

If this does happen, we will ring you as soon as possible to let you know and do our 

best to make an alternative arrangement with you. 

What if I can’t keep the appointment? 

We do understand that you may need to cancel a visit. If this does happen, please 

contact your outreach worker as soon as possible to let them know and to make an 

alternative time if you wish. 

What else do I need to know before you visit? 

This is a UK-wide service, free to all regardless of where you live. 

We make our own travel and accommodation arrangements which are funded by 

SMA UK. 

Though we are always delighted to hear about them, due to our limited availability 

our Support Services team is not able to become involved in family fundraising 

activities or celebrations, however our Fundraising Team would be pleased to 

support you. 

We’re not able to accept any personal gifts. If you wish to support our work you 

are welcome to make a donation to SMA UK and / or contact our Fundraising Team 

for ideas on how to raise funds and awareness of the condition. 

Contact us at: supportservices@smauk.org.uk 

Phone 01789 267520. Lines are open: Mon—Thurs (9am—3.30pm) and Friday 

(9am—1pm). Closed on public holidays. You can ask us to call you back. 
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About Outreach 

We are a very small team of staff who have been working with families and adults 

affected by SMA for many years. We can provide emotional support, practical 

advice and guidance by phone, email and text. We can also visit you at your home 

if either you or your child are newly diagnosed or if it is too difficult to cover all you 

want to discuss by phone or email. We cover the whole of the UK.  

During visits, you may wish to talk about: 

• The emotional impact of the diagnosis or other issues you are facing 

• The daily care and management of SMA 

• Getting the best from professionals involved with you or your child 

• How to access the services, adaptations and equipment you need 

• What benefits and financial support are available 

• Accessing education / work 

We don’t provide a medical service or medical advice which must come from your 

medical team. 

 

Frequently Asked Questions 

If I need a visit, how soon can you do this? 

We’ll arrange with you to visit as soon as we can, at a date and time that suits you. 

We work Monday—Friday, and we all work part-time so we may not be able to get 

to you straight away. As we travel extensively and need to keep safe, we prefer to 

make our visits during the day, especially in winter with shorter daylight hours. If 

we can’t get to you as soon as you had hoped, we can always talk on the phone in 

the meantime. 

I’m worried that I might be upset and I won’t know what to ask. 

Don’t worry, that’s quite understandable and we are there to provide emotional 

support. Our visits are very informal and we will always go at your pace and take 

the time you need. 

My child has been diagnosed with SMA, do they have to be present? 

No, but it can be helpful if having them home when we visit fits with your routine.  

My baby has been diagnosed with SMA and is still in hospital, can you visit me? 

In our experience, your medical team are the best people to help you at this time 

and it’s better to arrange a visit from us once you are home. You are though 

welcome to phone us or have email contact, at this or any other time. 

Can you contact other people on my behalf? 

If you wish us to, we can. We commonly have contact with professionals including 

doctors, nurses, health visitors, occupational therapists, physiotherapists, speech 

and language therapists, dietitians, play and nursery staff, teachers and other 

educationalists, hospice staff, social workers, charities and voluntary organisations. 

Will what I talk to you about be kept confidential? 

Your personal information will never be disclosed to anyone unless it is necessary 

as part of our support service. You will always be asked if you agree to this. The 

only exception is if we are ever concerned that someone is a danger to themselves 

or others, or we believe a child is at risk of harm. We also keep in touch with the 

UK SMA Patient Registry. We don’t share your personal information with the 

Registry Curator but we do let them know if you tell us of a significant change in 

your circumstances that will affect your participation in the Registry. 

What information do you record and how safe is it? 

If you have a lot of contact with our services, we will need to gather and record 

relevant personal information so that we can provide you with the most effective 

support. We may need information from other health and social care professionals 

supporting you. Your information is kept on our secure database. It may be shared 

within our Support Services Team. Any of your information used  in our statistical 

returns and reports about our services is always anonymous. You may ask at any 

time to see copies of any information we hold about you. If you no longer wish to 

receive our service, we normally keep your records for seven years in case you 

decide to come back. Please see: www.smauk.org.uk/your-privacy   


