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We support and empower anyone affected by SMA. We are advocates 
for better services and access to new treatments, raise awareness 

and help fund and facilitate research related initiatives. 
 

 
 

Appendix 4.    Obtaining consent   

 

1. First contact via our website 

 
The majority of our first contacts come via our website forms. These require the person to 
tick the box to say that they consent to our processing their information before the form can 
be submitted. They are advised they can read more detail in the Privacy Notices – which are 
linked: 
 

I CONSENT TO SMA SUPPORT UK SAFELY STORING AND USING THIS CONTACT 
INFORMATION SO THAT YOU CAN RESPOND TO MY REQUEST. SMA SUPPORT UK WILL 
NOT SHARE MY INFORMATION WITH ANY THIRD PARTY UNLESS I GIVE PERMISSION OR 
THEY ARE REQUIRED TO DO SO BY LAW. I KNOW I CAN READ MORE ABOUT THIS IN 
THE PRIVACY NOTICES 

 
2. First contact by phone  

When people first contact our service, they are often in a state of emotional distress and 
shock at having been given difficult news about a diagnosis. They may be very tentative 
about making contact. The strength of our service is that it is open to anyone and responds 
at the pace the individual wishes. It is not unusual for first calls to be anonymous or for a 
person to only use their first name. Feedback from families suggests that the great strength 
of our service is that it is unbureaucratic, doesn’t involve lots of paperwork, and that staff 
are understanding and available as a listening ear and guide.  

We need to balance maintaining this ‘friendly’ service with ensuring people are aware of our 
data protection and confidentiality practices 

It’s not always easy or appropriate to interrupt a person and ask them for their consent to 
hold and process their information, but if it will not be detrimental to the ‘flow’ of the call, 
staff may be able to say, for example, 

 “I just wanted to mention that I have taken some notes of our discussion, in case you 
want to come back to us. Are you happy for me to store them confidentially on our 
computer database for now?.... reply… If you want to know more about how we look 
after your information there is a Privacy Notice link on the front page of our website.’ 
(or offer to send them the website link to our Privacy Notices. 

In such cases, we use the General Data Protection Regulation (GDPR) test of whether we have 
a ‘legitimate interest’ which allows us to do this. This test is ‘are we using the person’s 
personal data in a way that they would reasonably expect and which will have a minimal 
impact on their privacy?’ 

3. First contact via email / social media 

 

If possible, staff should reply, for example: 
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 ‘We would be very pleased to help you with your enquiry. (Maybe some initial 

information in response to their request). For us to help you further, I must ask for 

your consent to our storing and using the information you have given us about 

yourself. We are required to do this under Data Protection regulations. You can read 

how we store and use information here (link to privacy notices: 

http://smasupportuk.org.uk/privacy-cookies ). 

 

Please would you reply ‘yes’ if you give consent to SMA Support UK storing and using 

your information in the ways outlined in the Privacy Policy   and I may then continue 

to correspond with you.’ 

 

Staff email signatures should all say: 

 
General Data Protection Requirements (GDPR) 

If this email is in response to an information, support or fundraising enquiry, please 
note that if we have not been able to obtain your explicit consent to storing and 
processing your information, we will use the GDPR test of whether we have a 
‘legitimate interest’ to allow us to do this. This test is ‘are we using your personal data 
in a way that you would reasonably expect and which will have a minimal impact on 
your privacy?’ As we will only use your information to assist you and not for any other 
purposes we believe our storing the details of our contact and your related personal 
information meets this test. For further information please see our privacy notice: 
www.smasupportuk.org.uk/privacy-cookies  

 
4. Recording Consent 

All new individual database records should have the attribute ‘Consent’. Based on the above, 
this should be dated and either read: 
 

• Given 

• Legitimate Interest 

Members of the household will also have a consent attribute. If it is ‘given’ the comment box 
will state who by. 
 
Record set up prior to these new regulations have only ever been set up to: provide an 
information / support service; respond to an offer of help; process a donation / shop 
purchase. In our view, they pass the GDPR test that we are using the person’s personal data 
only in a way that they would reasonably expect and which will have a minimal impact on 
their privacy. They are therefore all marked as consent / legitimate interest. 
 
5. Making a Visit 

 
Staff making a visit should check what consent has been given. If it is ‘legitimate interest’, it 
is good practice to give the individual / family a copy of our Privacy Notice and obtain a 

http://smasupportuk.org.uk/privacy-cookies
http://www.smasupportuk.org.uk/privacy-cookies
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signature on our form ‘How SMA Support UK Support Services will manage your information’ 
This will need to be scanned on to R Edge and, the attribute changed accordingly. 
 
6. Consent to share information outside the organisation 

 
Staff should always obtain verbal agreement if they are going to contact anyone on behalf of 
the individual / family or if any other issues regarding consent to sharing of personal 
information arise. This verbal agreement should be recorded in the database actions.  
 


