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Welcome to the ITP Registry

Thank you for joining the UK ITP registry. The registry will help us investigate pathogenesis, clinical 
phenotype, treatment effectiveness and co-morbid conditions in patients with ITP.

We know that everyone that helps us collect data is incredibly busy, so thank you for taking the time 
to use this guide and enter your data onto the database.

If you are having trouble with the database and this guide has not answered your question, please 
contact us:

email: uk-itp.registryteam@nhs.net

Phone: 0203 246 0473 

Our office hours are 9am - 5pm, Monday to Friday

https://redcap.qmul.ac.uk/index.php?action=myprojects
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Terms and conditions

Before proceeding with the study, you will have been asked to confirm to the ITP Registry team, by email, that you 
have read, understood and accepted the full terms and conditions of using REDCap, the application which supports 
the ITP Registry database. Please let us know if you don’t have a record of this.

Data Collection

• Only data belonging to participants who have consented to participate in the Registry should be entered on the 
database (i.e. a signed consent form has been obtained)

• Please ensure that participants meet the eligibility criteria for the study before entering their data

Data Entry Database

• For issues related to data collection and data entry on the database please contact the Registry team uk-
itp.registryteam@nhs.net

Data Sharing

• Centres are able to use their own data for research purposes in line with the Registry’s protocol

*please note that all documents, databases and designs that the UKITP Registry uses are copyrighted
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Terms and conditions

In order to meet Data Protection regulations, local centres using the ITP registry database need to 
ensure the following:

• Only staff who are on a delegation log signed by the local Principal Investigator can have access to the 
database. In order to enter data, the ‘data entry’ role must be assigned to them on the delegation log.  

• The login details, including username and password, should not be shared with anyone who is not the 
assigned user.

• The database should only be accessed within the trust site where staff are employed.

• It is expected that the staff responsible for data entry have undertaken adequate GCP training before 
entering data on the database

https://redcap.qmul.ac.uk/index.php?action=myprojects


Database data collection forms visual 
guide 
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Logging into REDCap

Step 1: Log into REDCap with the log in 
details provided to you by its-research-
support@qmul.ac.uk.  

Link to the registry database is: 
https://redcap.qmul.ac.uk/

https://redcap.qmul.ac.uk/index.php?action=myprojects
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Entering the ITP Registry DATABASE

When you have successfully logged in, you will 
see the registry database under, ‘My Projects’ 
as, ‘The UK ITP Registry’.

Click on the project title to access the database. 

https://redcap.qmul.ac.uk/index.php?action=myprojects


You will see this next 
page. Click on Add / Edit 
Records

Entering the ITP Registry DATABASE
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Adding a new patient 
In order to register a participant in the registry database, you will need to use the unique Registry Identification 
Code (RIC) that is assigned to each patient after they consent to the study. The RIC’s are found in the participants 
log; each site has their own version of the participants log with a unique set of RICs that are pre-assigned by the 
Registry team. A new participant is assigned the next available RIC in the participants log. 

If you do not have access to a copy of your site Participant Log please email us at uk-itp.registryteam@nhs.net

The ITP reference number is assigned by the Registry team. Once you have updated the 
participants log after a participant has consented to the study, please send a copy of the 
updated participants log along with the consent form/forms to the ITP registry email. The
registry team will review the participants log and send the updated log back to the 
research team. 
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Type the 
participant’s RIC 
into the box, ‘Enter 
a new or existing 
Registry 
Identifiction Code 
(RIC)’ and press 
enter

Adding a new patient 
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Accessing an existing patient record 

2. Select the 
appropriate RIC from 
the drop down menu 
box

OR

2. Start to type in the 
appropriate RIC and 
click on it as it appears 
below your typing

NB. It is possible to search for 
records using other 
information. The field to be 
searched needs to be selected 
before entering the value to 
be searched.

1. click 
add/edit 
records
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Adding participant information

You should now be on the “Record 
Home Page”. Click on the status circle 
next to the section that you’d like to 
fill out first (should always be 
‘Participants Details’, instrument). 

Redcap uses a traffic light system to record 
whether each data collection category is 
complete. You control this system and can 
choose which colour to mark each section. 
This system is for you to track your own 
records. 
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Participant Details

The ‘PIN’ will appear here if this 
patient was on the ‘old’ database. 
Otherwise leave blank 

Please fill out the 
participants details.

The First Data Collection Date is 
usually around when the patient was 
consented.

Please check to see you 
have selected the correct 
ITP type. 
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State whether data entry for this page is 
complete, incomplete or unverified. What 
you choose here controls the traffic light 
system on the record home page, 
complete=green, unverified=yellow,
incomplete=red.

The Registry team will add the  “Sample 
Received Date” when the samples have 
been received. 

Please fill out the remaining 
information regarding the patients 
consent to take part in the registry
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Exiting a section of the database

Option 1: Click “Save and go to Next 
Form”.  This will take you to the next 
form to be filled out for this patient.

NB. the first time you do this the 
box will say “save &..”. You will have 
to click on the arrow on the right 
hand side of the box and set your 
option as “Save & Go To Next Form”. 
This will then set the preference as 
“Save & Go To Next Form”. 

Option 2: Click “Save & 
Exit Form”. This will take 
you back to the Record 
Home Page. From here, 
you can see which 
sections you have 
completed and can 
choose which section to 
fill out next

Option 3: Click “Save and Stay”. This will 
save your changes but not change the 
form. This allows you to review your 
changes
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Step 1: If this is the first time 
you are adding data to the 
registry for this participant, you 
do not have to complete this 
form.

Step 2: For subsequent follow up 
visits, enter the date of follow up 
first.

Date of Follow Ups

Step 3: Select the current status 
of the participant
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“Save & Go To Next Form” will 
save this form and go to the 
next form.

Date of Follow Ups

“Save & Exit Form” will save this 
form and go to the Record 
Home Page.

“Save & Stay” will save this form 
and remain on the same form.

“Save & Add New Instance” will 
same the form and create a new 
form for a further follow up. 
This is a repeating instrument 
and so the follow ups will be 
displayed in the Record Home 
Page as such next to the name 
of the data collection 
instrument. 

Or
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Step 1: Enter the participant’s 
Haematologist’s details

Step 2: Assign completion status and 
click on “Save & Go To The Next 
Form”

Haematologist’s and GP’s details
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Step 1: Input the appropriate values using the 
units specified underneath the white box.

Step 2: Input the month of the measurement.

Step 3: Input the year of the measurement. 

Anthropometric and lifestyle data

Step 4: Complete the rest of the form 
with the available information.

Step 5: Assign completion status and 
click on  “Save & Go To The Next 
Form”
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Bleeding Events
The Bleeding Events have now been divided into 3 
categories; Skin, mucosal and organ. 

If you are unable to find the bleed type, then you will 
be able to select the ‘other’ option at the bottom and 
enter the appropriate information relating to the bleed 
event.  

Step 1: Select the appropriate bleed type from the drop 
down boxes. 

Step 2: Once you’ve selected the bleed type, a new 
drop down box will appear requesting for the severity 
of the bleed. Select the severity relating to the bleed 
type.  
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Bleeding Events continued
Step 3: When completing the ‘date of bleed’ field, if 
you have the full date available, you can enter it into 
the field as it is but if you only have part of the date 
available (e.g. just the year), first select ‘Yes’ for ‘Is only 
part of the date available?’ and then enter ‘How much 
of the date is known’, before entering the partial date 
in the field, replacing any unknown entity with 01, e.g. 
01/01/2015 if only the year 2015 is known. 

Step 4: Complete the rest of the form and Assign 
completion status and click on  “Save & Go To The Next 
Form”.

If a new bleeding event needs to be entered, click on 
‘Save and Add New Instance’.
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Has the patient had a splenectomy?

Step 1: Click yes or no to specify 
whether the patient has had a 
splenectomy

Step 2: If you choose yes, the 
splenectomy type box will appear. 
Choose an option from the drop down 
menu

Step 3: Choose whether the date is 
available

Step 4: Enter the date

Step 5: Select the completion status, 
then click “Save & Go To The Next Form”

Splenectomy
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Step 1: Choose treatment from drop down box

Step 2: Select the unit of dose from the drop 
down box. The unit will differ for each drug.

Step 3: Enter the dose of the drug.

Step 4: Enter start date of treatment (if only part 
of the date is available, select ‘Yes’ and ‘How 
much of the date is known’ from the drop down 
box). 

Step 5: Confirm if participant is still taking this 
treatment or the end date for this treatment.

Step 6: Select the completion status, then click 
“Save & Go To The Next Form”,  or if you need to 
add another treatment, select “Save & Add New 
Instance”. 

Please enter all ITP treatments that are 
available in the patient’s notes

ITP Treatments
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Supportive Therapies

Step 1: Use the drop down box to select 
the supportive treatment. 

Step 2: Depending on the type of 
treatment selected, a further question 
may open up, e.g. requesting for 
dose/number of units information. 
Please complete accordingly. 

Step 3: Enter the start and end dates of 
this treatment. 

Step 4: Select the completion status, 
then click “Save & Go To The Next 
Form” or if you need to add another 
treatment, select “Save & Add New 
Instance”. 
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Co-morbidities
Step 1: Use the drop down box to select 
the co-morbidity.  

Step 2: Depending on co-morbidity 
selected, a further question may open 
up requesting for more information. 
Please complete accordingly. 

Step 3: Enter the diagnosis date for the 
co-morbidity. 

Step 4: If applicable, enter details of 
any malignancies for the participant. 

Step 5: Select the completion status, 
then click “Save & Go To The Next 
Form” or if you need to add another 
treatment, select “Save & Add New 
Instance”. 

Please enter all co-morbidities that are 
available in the patient’s notes
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Family History

Step 1: Select a disease type from the 
list provided. 

Step 2: Depending on the disease type 
selected, a further question may open 
up requesting for more information. 
Please complete accordingly. 

Step 3: Select the relationship to 
participant. 

Step 4: Select the completion status, 
then click “Save & Go To The Next 
Form” or if you need to add another 
treatment, select “Save & Add New 
Instance”. 
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Vaccination History

Step 1: Select the vaccine the patient 
received from the drop down box.

Step 2: Depending on the vaccine 
received, a further question may open 
up requesting for more information. 
Please complete accordingly (e.g. 
vaccine type if it is a COVID-19 vaccine). 

Step 3: Enter the date vaccine was 
given.

Step 4: For COVID-19 vaccines you will 
need to confirm if the patient received 
a second vaccine, a third/booster 
vaccine, the dates and the vaccine type. 
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Biochemical Tests At Diagnosis

Please enter ALT, AST, ALP and Bilirubin levels. 
These values should be obtained as close to the 
diagnosis date as possible. If you do not have 
results for these fields close to diagnosis, please 
use what you have, but be sure to specify the 
date. 

Step 1: Enter the blood result making sure it is in 
the same unit as that stated

Step 2: Enter the date

Step 3: Select the completion status, then click 
“Save & Go To The Next Form”
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Haematological Fields at ITP Diagnosis

Select the completion status, then click “Save & 
Go To The Next Form”.

As with “Biochemical Tests At ITP Diagnosis”, 
please use the results which are closest to the 
time of ITP diagnosis (on or before the ITP 
diagnosis date) and remember to specify the 
date the results were obtained. 
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Immunological Fields at ITP Diagnosis

Step 1: Enter the result making sure it is in the 
same unit as those stated

Step 2: Enter the date

Step 3: Select the completion status, then click 
“Save & Go To The Next Form”

Please give whichever set of results you have 
available that are closest in time to the ITP 
diagnosis date.
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Coagulation Field at ITP Diagnosis

Please give whichever set of results you have 
available that are closest in time to the ITP 
diagnosis date

Step 1: Enter the result making sure it is in the 
same unit as those stated

Step 2: Enter other values specified if available to 
you

Step 3: Enter the date

Step 4: Select the completion status, then click 
“Save & Go To The Next Form”
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Full Blood Counts (Hbs, Neutrophils, Plts)

Please provide the haemoglobin, neutrophil and 
platelet counts for the time-points indicated in the 
protocol. 

You can download the guide for the timing of the 
blood counts taken from the appendix of the 
protocol by clicking on the link.  

Step 1: Enter the result making sure it is in the 
same unit as those stated.

Step 2: Enter the date.

Step 3: Repeat for remaining fields.

Step 4: Select the completion status, then click 
“Save & Go To The Next Form” or if you need to 
add set of blood counts, select “Save & Add New 
Instance”. 
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Platelet Counts File Upload Function
This is an optional alternative to the manual 
platelet count entry if you want to add multiple
platelet counts for a record. 

Step 1: Download the template Excel document, 
which is required to enter the platelet count data. 

Step 2: Enter the data on the spreadsheet and 
save the template, ensuring the participants RIC is 
in the saved file name, e.g. 2018.09.10_ABC123.

Date the platelet count 
was measured. Please 
enter date as the same 
format shown.

RIC in every row. One 
participant per 
document only. 

Step 3: Once you have updated the spreadsheet, please email a 
copy to the UK Adult ITP Registry inbox: uk-
itp.registryteam@nhs.net. 

Step 4: We will import the platelet counts for you and the results 
will be displayed in the, ‘Full Blood Counts (Hbs, Neutrophils, Plts)’ 
form. 
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Bone Marrow Biopsy, DAT, Indium Scanning

Step 1: Click on ‘Yes/No/Uncertain’ to confirm if 
the participant had the test. More options will 
appear if you select ‘Yes’. 

Step 2: Enter the date and complete remaining 
fields. 

Step 3: Complete the rest of the form.

Step 3: Select the completion status, then click 
“Save & Go To The Next Form”

Please give whichever set of results you have 
available.
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Comments

This final page is for you to add anything 
extra that you think we should know about 
the participant. 

Select the completion status, then click “Save 
& Exit Form” or if you need to another 
comment, select “Save & Add New Instance”. 
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Finished record

At the end of adding patient data you 
should end up with “Record home 
page” which looks like this. This patient 
record is now complete. 

We ask that every patient is followed 
up at least annually, but it is up to you 
if you wish to do it more frequently. 
Clinic visits offer convenient times to 
add more data for the patient. With 
each subsequent addition of data, you 
only need to add the new information. 
Do not delete the data that is already 
there, simply add the extra events at 
the end of the form.

https://redcap.qmul.ac.uk/index.php?action=myprojects


Additional support
If the data is ‘unknown’, ‘missing’ or ‘unavailable’, you should enter ‘9999’ for fields in which a value is required (e.g. 
drug dosage, Height/weight, mean platelet volume, neutrophil count etc). Please do not use the comment icons.

If the date is unknown/missing/unavailable, please enter, 01/01/1000 (for partial dates, replace any unknown entity 
with 01, e.g. 01/01/2015 if only the year 2015 is known).

Some examples below:
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Additional support continued
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Additional support continued
For forms in which the data is not applicable or relevant (e.g. patient has no family history of any relevant diseases), 
please leave the forms blank and mark form as complete:
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Thank you
Thank you for taking the time to enter your patients data onto our online database. 

If you would like additional training on the general use of REDCap, please watch the video tutorial on how 
to enter data by copying and pasting the following link:

https://redcap.vanderbilt.edu/consortium/videoplayer.php?video=data_entry_overview_01.flv&title=An%
20Overview%20of%20Basic%20Data%20Entry%20in%20REDCap&referer=redcap.qmul.ac.uk

If you require further assistance with your data entry or have any general registry queries, please contact 
the team using the details below:

UKITP Registry

Barts Health NHS Trust

The Royal London Hospital

Pathology and Pharmacy Building  

80 Newark Street

London E1 2ES

Tel: 0203 246 0473

Email: uk-itp.registryteam@nhs.net
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