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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: 020 7377 7000 ext 61114

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

mailto:uk-itp.registryteam@nhs.net


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

mailto:uk-itp.registryteam@nhs.net


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 Principle 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



Database data collection forms 
visual guide 



Logging into REDCap

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



Entering the ITP Registry DATABASE

You should have two projects under My Projects:

1. Multinational Immune Thrombocytopenia 
Registry_MITP . This is where to enter patient 
data. 

(It will have a number next to MITP which is for 
registry team use only)

2. Research Management System_MITP. This is the 
staff details database for your site. Please keep 
this up-to-date so we can easily contact you. 



Click on the project titled 
Multinational Immune 
Thrombocytopenia Registry_MITP

Entering the ITP Registry DATABASE



Adding a new patient 

1. Add the new patient to your Participant’s Log. 

This will automatically assign them the next available Registry Identification Code (RIC).

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



3.    Type the participant’s 
RIC into box “Enter a new or 
existing Registry Identifiction
Code (RIC)” and press enter

2.   click 
add/edit 
records
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Adding a new patient 



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.
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1. click 
add/edit 
records



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. 

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 will be demonstrated in the 
next section). This system is for you to track your 
own records. 



Participant Details

Retype the RIC here

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

Please fill out the participants 
details.

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

The “last ITP-related clinic date” will need 
updating as the patient attends clinic. It 
should be the date of the most recent clinic 
the patient has attended.



The Registry will add the  “Sample Received 
Date”

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.

Please fill out the remaining information 
regarding the patients consent to take part 
in the registry



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



Step 1: If this is not the first time 
you are adding data to the registry 
for this patient, click yes and more 
boxes will appear below. 

Step 2: Select the current status of the participant

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

Follow Up Data Collection Status Update



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

Step 2: Select the relevant options.
Note that some will require further 
information

Step 3: Assign completion status and 
click on “Save & Go To The Next Form”

Haematologist’s and GP’s details



Step 1: Input the appropriate values using the units 
specified underneath the white box

Step 2: Select whether the date is available. There are 
different options according to how specific the date 
available is. We’d always prefer a full date, but if you 
only have part of the date then please provide us with 
what you have. This may be a month and year or just a 
year.

Step 3: Input the date of the measurement. 

Anthropometric and lifestyle data

Step 4: Assign completion status and 
click on  “Save & Go To The Next Form”



Can’t find the appropriate bleed event or site?

There is an “other option” if you scroll to the 
bottom of the drop down list. This will allow you to 
manually enter your own option. We ask you to 
please check all options before using this. We have 
tried to include as any possibilities as possible to 
avoid users choosing this option. 

Bleeding Events Step 1: Select the appropriate bleed type from the drop 
down box. 

Step 2: Select whether the date is available

Step 3: Enter the date

Step 4: Enter a description of the severity of bleed if 
available

Step 5: Choose a bleed site from drop down box

Please enter all bleeding events available in the patient’s 
notes

Step 6: Select the completion status, then click “Save & Go 
To The Next Form”



Has the patient had a splenectomy?

Step 1: Click yes or no to specifcy 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”

ITP Treatments- Part I: Splenectomy 



ITP Treatments
Step 1: Choose drug from drop down menu

Step 2: Note the unit written below the box 
and enter the correct dose. The unit will differ 
for each drug.

Step 3: Enter whether the date is available

Step 4: Add the date

Step 5: Note the unit of the course length 
which is written the box and enter how long 
the patient received the drug for. The unit will 
differ for each drug

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

Step 6: Select the completion status, then click 
“Save & Go To The Next Form”

ITP Treatments- Part II: Other treatments



Blood product transfusions

Step 1: Use the drop down box to 
select the type of blood product 
received

Step 2: Enter number of units

Step 3: Enter whether the date is 
available 

Step 4: Enter for how many 
consecutive days they received the 
transfusion. 

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



Step 1: Select the appropriate treatment 
from the drop down box

Step 2: Enter the dose of the treatment

Step 3: Enter whether the date is 
available 

Step 4: Enter for how long the patient 
received the treatment

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

Other ITP Treatments- i.e. Protein A Immunoadsorption, H.pylori treatment, 

Vitamin C Supplements, Plasmapheresis and other



Trial ITP Treatments

Step 1: Select the trial the patient is part of

Step 2: Enter the dose of the trial treatment

Step 3: Enter whether the date is available 

Step 4: Enter for how many days the patient 
received the trial treatment. 

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



Co-therapies - anti-lipids, anti-hypertensives, anti-coagulants, thrombolysis 

and anti-fibrinolytics

Step 1: Select the type of co-therapy the patient 
received

Step 2: Select the name of the specific co-therapy 
the patient received

Step 3: Enter whether the course was continuous, a 
one-off or whether it is unknown which of these it 
was. 

Step 4: Enter how much of the start date is 
available and then enter the start date

Step 5: Enter how much of the end date is available 
and then enter the end date

Step 6: Select the completion status, then click 
“Save & Go To The Next Form”



Co-morbidities

Step 1: Select the co-morbidity from 
the drop down box

Step 2: Select whether the diagnosis 
date is available

Step 3: Enter as much of the date as is 
available

Please enter all co-morbidities 
available in both hospital and GP 

notes.

Step 4: Select the completion status, 
then click “Save & Go To The Next 
Form”



Family History- cancer, ischaemic heart disease, stroke, ITP, autoimmune disease and 

other 

There are six questions to complete

If you answer ‘yes’  to any question additional 
drop down boxes appear

Step 1: Answer have they had a family history 
of this type of condition

Step 2: Add specific form of disease e.g. acute 
myeloid leukaemia for cancer

Step 3: Specify which relation had the disease

Step 4: Repeat for all incidences in the family

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



Biochemical Fields at ITP 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: Select whether the date is available

Step 3: Enter the date

Step 4: Select the completion status, then click 
“Save & Go To The Next Form”

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

Step 2: Select whether the date is available

Step 3: Enter the date

Step 4: Select the completion status, then click 
“Save & Go To The Next Form”



Haematological Fields at ITP Diagnosis

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

Step 2: Select whether the date is available

Step 3: Enter the date

Step 4: Select the completion status, then click 
“Save & Go To The Next Form”

As with “Biochemical Fields at ITP Diagnosis”, 
please use the results which are closest to the 
time of ITP diagnosis and remember to specify 
the date the results were obtained. 



Platelet Counts Manual Entry
Step 1: Enter the platelet count (unit= x109/l)

Step 2: Select whether the date is available

Step 3: Enter the date

If there are too many platelet counts to enter 
manually, please use the excel spreadsheet 
which you can upload (shown on the next 
page). 

Step 4: Select the completion status, then 
click “Save & Go To The Next Form”



Platelet Counts File Upload Function: downloading template

Step 1: Click on “File 
Repository” under 
the “Applications” 
bar on the left hand 
side

Step 2: Click on the 
download symbol next to 
“PlateletCount_Template_
for_upload”



Platelet Counts File Upload Function: filling out template

Step 3: Fill out the 
template as this example 
has been 

RIC in every row

Date the platelet count 
was measured as short 
date format Step 4: Save the 

template. Make sure the 
name includes the RIC of 
the patient



Platelet Counts File Upload Function: uploading template

Step 5: Click on 
“Platelet Counts File 
Upload Function”

Step 6: Click on 
“Upload Document”

Step 7: This box will 
appear. Click choose file, 
find the file and click 
open

Step 8: Click on “Upload 
Document”



Platelet Counts File Upload Function: uploading template

Step 9: Make sure you can see the 
uploaded document here

Step 10: Select the completion status, 
then click “Save & Go To The Next 
Form”



Immunological Fields at ITP Diagnosis

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

Step 2: Select whether the date is available

Step 3: Enter the date

Step 4: 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



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: Select whether the date is available

Step 4: Enter the date

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



BM Aspirate, Trephine Biopsy & DAT

Step 1: Click Yes/NO/ Uncertain to show 
whether they have had the procedure. More 
options will appear if you click yes.

Step 2: Select whether the date is available

Step 3: Enter the date

Step 4: Choose the conclusion from the drop 
down box

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



Comments

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

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



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.



Thank you for taking the time to add your patient data to our database.

For any queries with regards to data entry not addressed in this set of 
slides please contact the registry team at uk-itp.registryteam@nhs.net

or call 02073 777 000 ext 61114 9am-5pm, Mon-Fri

mailto:uk-itp.registryteam@nhs.net

