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Changes to Know Your Blood Pressure Forms 

Hello to our staff, volunteers, Rotary Club members and anyone else who is running KYBP events 

on our behalf. 

Thank you for all your hard work, we greatly appreciate it. We very much value all the effort you 

put in to help us raise awareness and prevent strokes across the UK. 

We are making some crucial updates to our KYBP forms, and have outlined all of this in this 

document. 

Please take the time to read it through, and consider printing a copy to take to your KYBP event.  

 

Contents: 
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Contact us – Have any questions or concerns? 
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What is happening? 

You may be aware that the data protection law is changing on the 25th of May 2018. This involves 

something called the General Data Protection Regulation (GDPR), which is replacing the 

current Data Protection Directive.  

In order to ensure we are compliant with the new legislation, we have made some changes to the 

forms we use to collect data at KYBP events. 

This impacts the A4 data collection forms, also known as PIR (personal information record) forms. 

We have written this document to inform you about the changes that are going to be in place from 

the 25th of May.  

It is vital that the Stroke Association looks after KYBP attendee’s personal information as carefully 

as we can, and you are all a key part in this process. Therefore you will find that this document is 

written as a set of instructions, rather than requests, as we must ensure we have communicated 

these changes to you as formally and clearly as we can.  

The biggest change is that we are moving away from a single A4 form, and will instead have two 

forms that will instead capture the data and consent from each attendee. These are fully explained 

overleaf. 

 

Have a question or concern? 

Please do not hesitate to contact us if you have questions – we are here to support you through 

this process and will endeavour to answer your queries as soon as we can.  

You can reach our Prevention team on KYBP@stroke.org.uk or call 01527 908918. Our 

Prevention team, based in Bromsgrove, are: 

 Claire Shuttleworth, our Prevention Marketing Manager (full-time) 

 Karen Lethbridge, our Prevention Marketing Officer (28hrs/week)  

 Sarah Eagle, our Prevention Admin Assistant (10 hr/week)  

If you are a Stroke Association Volunteer, you can also talk to your Volunteer Manager for more 

support. 

 

 

 

 

mailto:KYBP@stroke.org.uk
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What should I do with the old forms? 

We know that many of you will have a small supply of our old A4 PIR forms, so that you can use 

these easily at events rather than always having to order more. 

From the 25th of May you must not use these forms at KYBP events. 

If you still have any of these pads on the 25th please recycle them. 

If you have any of these forms that have been completed at KYBP events on or before the 24th of 

May, please send these back to us as soon as you can. 

These are the A4 forms which look like this: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



v1.4                                                                                                                                    18.07.2018 

4 
 

 

 

What are the new forms? 

Our new forms are explained thoroughly below, and there is a quick guide here for you to refer 

back afterwards or at events. 

You can order new forms on our KYBP web pages. 

 

Quick Guide: 

1. Always get consent first on form 1. 

 

2. Ask if the event attendee would like us to email them with a maximum of two follow-up 

surveys after the event. If they say yes, make sure they tick the box and write down their 

email address. 

 

3. Once complete, put form 1 into an envelope marked ‘Private and Confidential’. Please note 

that there is not a copy of this form for the attendee.  

 

4. Fill in the health data on form 2. 

 

5. Take the attendees blood pressure and talk them through the relevant guidance, record this 

on form 2. 

 

6. Once complete, give the blue copy to the attendee and put the white copy in an envelope 

marked ‘Private and Confidential’. 

 

7. Return the forms to us by 2nd Class Signed for Delivery within two working days of the 

event. All forms can be returned together in a single envelope.  

 

 

 

 

 

 

 

 

https://www.stroke.org.uk/webform/know-your-blood-pressure-materials
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Form 1 – Blood Pressure Consent form 

This will be our new consent form and should always be filled in first (hence the big number one): 

 

Instructions: 

1. Ensure you fill in the date and event number on every form. 

 

2. Check that the attendee has read, understands and agrees to the Terms and Conditions.  

 

You could say: “Before we get started, can I ask you to read through the information at the 

top of this consent form. If you are happy to go ahead, please fill in your name, postcode 

and your signature.” 
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3. Consent - ask the attendee to complete their name, postcode and signature in the spaces 

on this form - this is consent to take their blood pressure and confirmation they agree to the 

T&Cs. 

Note: This consent must be completed first, in order to take the blood pressure and record 

information on form 2. 

4. Optional section – if they want to, attendees can agree to provide us their email address 

so that we can follow up and measure the long term impact of the KYBP campaign. If they 

tick the box and give their email, they will receive a maximum of two emails, which will 

contain follow up surveys. 

You could say: “This part is optional, and will not affect us taking your blood pressure. If you 

would like to, you can tick the box and provide your email address.  

This will let the Stroke Association send you a maximum of two emails after this event.  

These would contain follow-up surveys, which would let us ask you if you make any lifestyle 

changes after this event, if we give you advice to see your GP; whether you are able to 

make an appointment, and allow us to measure the longer-term impact of our work. 

We will not send you any marketing emails or fundraising requests; only the two surveys 

and information on how to fill them out.” 

5. Once a form is complete, store in an envelope marked ‘Private and Confidential’. There is 

not a copy of this form for the attendee as this is not necessary. 

Note: There is no longer a sign up option to receive marketing, fundraising or more information. If 

an attendee does agree to follow up, we will only ever send them the two follow up emails. This 

information is really useful to us, as it lets us see whether our KYBP events make a difference to 

attendee’s lives after they have their blood pressure checked, BUT it is completely optional for 

them to sign up to this. 

 

 

 

 

 

 

 

 

What does ‘follow-up survey’ mean? 

The survey, sent to attendees by email, will help us find out: 

 If attendees understand more about stroke risk and high blood pressure 

 If attendees have made any lifestyle changes after attending 

 If attendees were able to access healthcare for follow up, e.g. were they able to 

get an appointment in a week/month 

 If attendees were then formally diagnosed with high blood pressure 

 If attendees were given further lifestyle advice/medication and if they adhere to 

this 

 What attendees thought about the event and anything they would change 
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Form 2 – Anonymised data 

This will look like the top part of the old PIR form, and will collect the demographic and health 

information of attendees, as well as their blood pressure reading 

The main change is that by collecting consent separately, these forms will be completely 

anonymous, making the collection, return and storage of the data much more secure. 

These should always be filled in second, after the consent form (hence the big number two): 

 

Instructions: 

1. Please ensure you fill in the date and event number on every form. 
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2. Fill in all the demographics, health information, blood pressure and guidance (the table of 

guidance is given in the event guidelines – a pdf of which will have been emailed to you). 

 

3. Once a form is complete, store it in an envelope marked private and confidential. Return 

both these and completed form 1’s to us within 2 working days, by 2nd Class Signed for 

Delivery. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

You will notice there is a new question at the top of the form 

‘Have you had a mastectomy or lymph nodes removed?’ 

This is because: 

 Anyone who has had a mastectomy (operation to remove a breast) or their 
lymph nodes removed should NOT have their BP checked on the affected 
side. 

 The pressure of the cuff may trigger lymphoedema (collection of fluid causing 
swelling) which may be permanent. 

 The lymphatic system is a system of tubes and lymph nodes that run throughout 
the body and have an important role in fighting bacteria, infections and destroying 
old or abnormal cells, such as cancer cells. 

 Please note that men can also develop breast cancer and may have had a 
mastectomy. 

If an attendees says ‘Yes’ ensure you do not take a blood pressure on the affected limb. 
If both arms are affected, it may not be appropriate to take their blood pressure. 
However, you could still discuss stroke and personal risk factors. 

There is an A4 page about this at the end of this document – you may find this 
useful to print and display at your event, to aid you in asking and explaining this 
question. 
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How should I return the forms? 

Thank you for supporting us by running Know Your Blood Pressure events. 

 

We have recently updated our return procedure, so please read this carefully as, if you have run 

KYBP events before, this may have changed from what you are used to. 

 

Our updates are to make our data return process safer and more secure. We have outlined these 

changes below, and highlighted the key parts in a flow-chart on the next page: 

 

 

 

 

 

 

Update 1  
As soon as you complete a PIR form with an event attendee, you need to put the white copy of 
their form into an envelope marked ‘Private and Confidential’.  
 
This will mean you need to bring an envelope to the event, to store the forms as they are 
completed (you can put all the forms in the same envelope). 

 
Note: Make sure you keep the white copy, and give the blue copy to the attendee. 
 

Update 2 
You need to send the forms back to us by 2nd Class Signed for Delivery in an envelope marked 
‘Private and Confidential’. Not by Freepost (as it has been in the past). See flow-chart overleaf for 
address. 
 
Note: Stroke Association Staff and Stroke Association Volunteers can pay for this from the 
Prevention team’s budget (more details will be posted on our Intranet).  
 
Unfortunately we cannot reimburse postage costs for Rotary Clubs or external organisers, but fully 
understand if you wish to deduct this cost from any donation you choose to send for KYBP 
materials. 
 

Update 3  
Ensure you send the data back within two 
working days of your event (48 hours). 
 

Update 4  
If you have to store your data between the 
event and posting it, ensure this is in a 
secure and locked place e.g. in a locked 
filing cabinet. 
 

Update 5  
When you send the data (recorded delivery), email the tracking number to kybp@stroke.org.uk. 
This allows the Prevention team to know to expect it, and track it if needed. 
 

https://www.royalmail.com/personal/uk-delivery/signed-2nd-class
mailto:kybp@stroke.org.uk
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Recording who takes the blood pressures at your KYBP event 

We have received legal advice that we need to formalise the process of recording who takes blood 

pressures at KYBP events, and their qualification.  

 

This is necessary to ensure that our insurance policy, especially our Medical Malpractice 

insurance, is valid. 

 

We would therefore kindly request that you take a note of the name and qualification of the 
person/s taking the attendee’s blood pressures at your KYBP event. 
 
You can then return this either on paper, in the same envelope as your KYBP data collection 
forms, or by email to the KYBP@stroke.org.uk, quoting your event number. 
 
This information might look like: 

 Joseph Blogs, GP 

 Linda Jones, nurse 

 Mike Smith, KYBP trained Stroke Association Prevention Ambassador 

 Sue Walker, KYBP trained Stroke Association staff. 
 

Please note: This is essential for all KYBP events, regardless of whether they are run by our 

staff and volunteers, or external partners such as Rotary Clubs.  

This is because often an external medical professional may be taking blood pressures, or in the 

case of our staff and volunteers, often the person registering the event is not the same as the 

person/s taking blood pressures on the day. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

mailto:KYBP@stroke.org.uk
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KYBP Data Return Flow-Chart 
 

 

 

 

 

 

 

 

 

 

 

 

   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The Know Your Blood 
Pressure Team 
Stroke Association 
Life After Stroke Centre 
Church Lane 
Bromsgrove 
Worcestershire 
B61 8RA 

Email the tracking 

number to 

KYBP@stroke.org.uk 

If you have to 

keep the data 

overnight, 

ensure you 

store it 

securely. 

 

mailto:KYBP@stroke.org.uk
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FAQs 

 

 
Subject: Form return 

Q: My event is on a Friday afternoon/Saturday, how can I return my data within 48hours. 

 

A: Please keep your data stored securely and post your data back to us as soon as is feasible on 

the Monday. 

 

Subject: Local records 

Q: We hold the data locally first and compile a spreadsheet, then we send it on to you. What 

should we do? 

 

A: No one copying any data from the KYBP data collection forms to store locally. If you copy any 

data from the data collection forms this is against Data Protection procedures and it must stop 

immediately.  

If you have emailed the Prevention team to request some data from your event, this is separate as 

the team will have ensure it is appropriately anonymised, so as long as this is stored appropriately 

then this is ok to keep. 

If this will cause problems or you have any questions, please speak to Claire Shuttleworth 

(Claire.shuttleworth@stroke.org.uk) so we can find a solution together. 

 

Subject: AF in KYBP 

Q: Are we going to start including Atrial Fibrillation (AF) checks in our KYBP events? 

 

A: Some of you will be aware that we ran a pilot in 2017/18 where we trialled including AF checks, 

using a device called Kardia by Alivecor, in our KYBP events.  

We are now in the process of evaluating this and the results will be part of our Prevention review 

this summer.  

We will publicise whether we are going to include AF checks in all our KYBP events (optionally for 

Rotary events) going forward once we have made this decision.  

This communication will likely be shared in August/September 2018. 

 

Subject: AF in KYBP 

Q: Can I do my own AF checks in KYBP locally, either by myself or linked with another charity or 

local funding. 

 

A: The overall answer to this is no. 

We want to ensure we make a charity-wide decision on AF checks, so that we can have the same 

offer UK-wide.  

 

 

mailto:Claire.shuttleworth@stroke.org.uk
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At the moment we also have no approved medical guidance for our staff, volunteers or other event 

organisers to use in AF checks, we also have no way of processing any AF results taken (we had 

special arrangements for the pilot, which we do not have current capacity to continue).  

Most importantly, AF checks at KYBP events are not covered by our insurance, and it is vital for 

this insurance to be in place to protect you as an individual and the charity overall. 

 

Subject: Reminder on process to register and run an event 

 

We know many of you will have been running events for years, and over this time our process may 

have changed slightly, so we wanted to use this opportunity to give you a quick breakdown on how 

to register and run an event: 

 

1. Register your event on our online registration form on www.stroke.org.uk/KYBP. Please do 

this at least 4 weeks before your event wherever possible. Once registered, we will email 

you with your event number. 

 

2. Once you have your event number, you can order your materials on our online order form 

on our KYBP web pages. Please do this at least 3 weeks in advance of your event. 

 

3. Ensure you have people who can take blood pressures at your event. Individuals can take 

blood pressures if they are: 

 

  Stroke Association staff members who have had KYBP training 

 Stroke Association volunteers who have had KYBP training 

 Current or retired medical professionals who have had blood pressure training as 

part of their medical role 

4. Ensure the person taking blood pressures gives guidance in line with our blood pressure 

reading interpretations on pages 18 and 19 of our event guidelines. 

 

5. If you need our insurance certificates for your events, these are on our KYBP web pages 

 

6. After your event, please send your forms back to us using the form return protocol in this 

document. 

 

Finally – Thank you for running KYBP events!  

Your efforts are hugely appreciated and allow us to reach at-risk 

individuals all over the UK. 

We hope you continue your involvement with events going forward, 

and remember that, although small, the Stroke Association team are 

here to support you. 

http://www.stroke.org.uk/KYBP
https://www.stroke.org.uk/webform/know-your-blood-pressure-materials
https://www.stroke.org.uk/sites/default/files/kybp_event_guidelines_dec2014_v2_web.pdf
https://www.stroke.org.uk/get-involved/know-your-blood-pressure/organise-your-own-event


 

 
 

 

 

 

Have you had a mastectomy (operation to remove breast tissue) 

or lymph nodes removed? 
 

If you have, then you should not have your blood pressure taken on the affected limb. 

If this affects both of your arms, unfortunately we will not be able to take your blood pressure. 
 

Why are we asking you this? 

Lymph nodes are part of the lymphatic system, which is a system of tubes and lymph nodes that run 
throughout the body and have an important role in fighting bacteria, infections and destroying old or 
abnormal cells, such as cancer cells. 
 

If you have had a mastectomy or lymph nodes removed, the pressure of the cuff on the affected arm may 
trigger lymphoedema (collection of lymph fluid causing swelling) which may be permanent.  

 

Please note: Men can also develop breast cancer and may have had a mastectomy. 


