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Welcome to the ITP Pregnancy Registry 

Thank you for supporting and being part of the UK ITP registry. The registry aims to better 
understand the causes, treatment responses and outcomes in patients with primary ITP.  

The ITP registry has now been extended to include ongoing, prospective data collection 
regarding the management and outcome of pregnancy in patients with ITP. This is to further 
our understanding of the epidemiology of ITP in pregnancy, pregnancy outcomes and provide 
a prospective tool to guide evidence based consistent practise.  

 

Dr Susan Robinson (Guy's & St Thomas' NHS Foundation Trust) is the Co-Investigator for the 
pregnancy section of the UKITP Registry.  

 

All data collected for the UK ITP adult registry and pregnancy registry will be entered onto 
our online database, the database we use is called REDCap (© 2022 Vanderbilt University) 
Version 7.4.20 - https://redcap.qmul.ac.uk/.  

 

The present user guide aims to help you understand how to enter participants data for the 
pregnancy section of the registry onto REDCap.  

 

2 Version 1.1   - 25th February 2022 

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


Terms and Conditions of Using REDCap 

Prior to providing your credentials for REDCap, you are required to accept the general terms 
and conditions of using REDCap, in addition to these, you must also be aware that:  

 

Data Collection 

 Only data belonging to participants who have consented and are eligible to participate in 
the pregnancy registry should be entered onto the database (i.e. a valid signed consent 
form has been obtained).  

 

NB: All documents and designs that the UKITP Registry uses are copyrighted.  
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In line with data protection regulations, sites using the ITP registry database must ensure the 
following: 

 

 Only staff who are on the delegation log and assigned the ‘data entry’ role (signed by the 
local Principal Investigator) can have access to the database.  

 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 onto REDCap.  

 

Terms and Conditions of Using REDCap 
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REDCap Self-Help Visual Guide for Data 
Entry 
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Logging into REDCap and Entering the UKITPR 

You can access the ITP registry database by logging into REDCap using the following link –  

https://redcap.qmul.ac.uk/  

 

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

Step 2: You should have two projects under ‘My Projects’: 
1. Research Management System_MITP: this is the staff 

details database for your site. 
2. The UK ITP Registry: this is where you can enter patient 

data, please select this project.  
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Step 3:  You have now entered the UKITPR 
project, please select ‘Add / Edit Records’ to 
add a new patient or edit the data of an 
existing patient.  
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Step 5: Then manually enter the Registry 
Identification Code (RIC) of the record you 
wish to view.  

Step 4:  You must select ‘Arm 2: 
Pregnancy Registry’ listed on both 
drop-down lists. 

What is an RIC? 
 

When a new patient joins the 
registry, their details must be 

recorded on the ‘Participants Log’, 
each patient entered on the log is 

assigned a unique RIC (e.g. ABC123). 
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Step 6: You should now be on the ‘Record Home 
Page’ which lists all the forms for pregnancy 
registry. Click on the relevant status circle of the 
form you would like to complete. If this is not 
the first pregnancy entered on the registry, 
please use the forms listed under ‘2nd and 
Subsequent Pregnancies’. If you would like to 
add a third pregnancy, select “Add New”.  

REDCap uses a traffic light system to record 
whether each form is complete. You control this 
system by marking forms as complete, incomplete 
or unverified at the end of each form - this system 
is for you to track your own progress.  

Data Collection Forms 
 

You may use the ‘UKITPR Pregnancy 
Registration Sheet 2.0’ and ‘UKITPR 

Pregnancy Status and Outcome Sheet 
2.0’ to aid your data entry. 
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Pregnancy Registration Details 
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Information Merged from Adult Registry:  
As all participants registering for the 
pregnancy registry will already be part of the 
adult registry, some basic details are merged 
over.  
 
To ensure that the adult registry record 
matches the pregnancy registry record, you 
are required to re-enter the participants 
DOB. You can enter this by clicking on the 
calendar icon or manually typing the 
numbers – this also applies for the following 
questions.  
 
 
 
 
 
To go to the next form, select ‘Save & Go To 
Next Form’, to exit select ‘Save & Exit Form’. 

This question allows you to control the traffic light system 
to record whether each form is complete, if you select 
complete the status icon will turn green - 
(complete=green, unverified=yellow, incomplete=red).   
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Clinician Information 
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Enter the participant’s Haematologist, 
Obstetrician and Maternity Unit details 
using the free-text boxes available.  

Assign completion status and click 
on “Save & Go To The Next Form” –
you must do this for ALL forms.  

Please do not lock forms as it will 
prevent you and any of your 
colleagues from editing the record.  
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Obstetric History 
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Please select the relevant option. 

Using the drop-down boxes 
available, select the number of 
previous pregnancies beyond 24 
weeks gestation and number of 
pregnancies less than 24 weeks 
gestation. 
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Problems in Previous Pregnancy 
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Using the drop-down box available, 
select any problems the patient has 
experienced during previous 
pregnancies.  

To add another problem, please click on 
'Save And Go To Next Instance' in the blue 
box on the bottom right of this page - click 
on the little arrow to find this option. This 
will present you  with a duplicate form to 
enter the additional data.  
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Morbid Events in Previous Pregnancies 
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Using the drop-down box available, 
select any morbid events the patient 
has experienced during previous 
pregnancies. As mentioned for the 
previous form, additional morbid 
events can be added by selecting the 
‘Save & Add New Instances’ option. 
 
 
 
 
 
 
 
 
 
Once a new instance has been added, a 
small tab will appear on your screen, 
this tab outlines the number of 
instances you have recorded for this 
specific form.  
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Current Pregnancy Information 
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Please select the relevant option. 
 
 
 
 
 
 
 
 
 
Please note that some questions 
contain branching logic – this 
means that a specific answer to a 
question triggers another question 
to gather more insight.   

You can enter the date by clicking 
on the calendar icon or manually 
typing the numbers – this also 
applies for the following questions.  
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Anthropometric and Lifestyle Information 
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Enter participants weight in kg 
using the free text box available.  

Using the drop-down boxes 
available, select the relevant 
answers to the questions regarding 
smoking and alcohol status.  

Reminder: Assign completion 
status and click on “Save & Go To 
The Next Form” – you must do this 
for ALL forms.  
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Bleeding Events During Pregnancy 
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Using the drop-down boxes available, 
select the bleeding events that have 
occurred and date of the bleeds. As 
mentioned for some of the previous 
forms, additional bleeding events can 
be added by selecting the ‘Save & Add 
New Instances’ option. 
 
 
 
 
 
 
 
 
 
Most of the questions regarding 
bleeding events contain branching logic  
to gather information on the severity of 
the bleed and to find out whether 
transfusion was required.  
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ITP Treatments During Pregnancy 
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Once a treatment has been selected, 
you will be prompted to answer 
questions about the indication to 
treat (answer via drop-down list), 
dose (free-text), dose unit (drop-
down list) and start/end dates.  

Select ‘Save & Add New 
Instances’ to enter another 
treatment. 
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Supportive Therapies During Pregnancy 
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Using the drop-down list, select a therapy 
then enter the units prescribed per day 
using the free text box that appears. The 
start/end dates are also required. 

Version 1.1   - 25th February 2022 

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


Anaesthesia Method at Delivery 

19 

You must record whether the patient 
received regional anaesthesia during 
delivery. If yes, you will need to 
record the date. 

Reminder: Assign completion 
status and click on “Save & Go To 
The Next Form” – you must do this 
for ALL forms.  
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Haematological Values During Pregnancy 

20 

Using the free-text boxes available under 
each sub-heading, please enter the Full 
Blood Count (FBC) available during 
pregnancy, FBC with lowest platelet count 
during pregnancy, FBC at delivery and FBC 3 
months post-partum (along with the 
corresponding dates).  
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Coagulation Results at Delivery 
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Following on from the previous form, please 
use this page to report the coagulation 
results at delivery using the free-text 
options available.  

Reminder: Assign completion 
status and click on “Save & Go To 
The Next Form” – you must do this 
for ALL forms.  
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Details of Delivery 
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Please select the relevant option for each section.  
 
 
 
 
 
 
 
 
 
 
Please note that some questions contain branching logic – this 
means that a specific answer to a question triggers another 
question to appear to gather more insight. When answering ‘Yes’ 
to any of these questions, you will be prompted to provide the 
date. The question on Caesarean section (as shown above), will 
ask for more information such as indication and grade for 
caesarean - these should be answered via the drop-down lists 
available.  
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Maternal Outcome 
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Please select the relevant option for each 
question and report the date using the 
calendar icon or manually typing the 
numbers. 
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Comorbid Conditions During Pregnancy or 3 
Months Post-Partum 
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Using the drop-down box 
available, select any 
comorbid conditions the 
participant has 
experienced during 
pregnancy or 3 months 
post-partum.  
 
You can add additional 
comorbid conditions by 
selecting the ‘Save & Add 
New Instances’ option. 
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Infant Details 
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Please specify if multiples babies 
were delivered. 

Select the number of babies (up 
to 4). 

Selecting the correct number of 
babies ensures that questions 
relating to each infant becomes 
automatically available on this 
form and all subsequent forms.  
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Infant Details Continued 
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Please enter infant details on this 
form.  

Enter weight in grams. 

Reminder: Assign completion 
status and click on “Save & Go To 
The Next Form” – you must do this 
for ALL forms.  
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Infant Morbidity 
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Using the drop-down box available, select any 
infant morbidities that have occurred. You can 
add additional morbidities by selecting the 
‘Save & Add New Instances’ option.  

Some of the questions listed contain branching logic – 
as mentioned previously, this means that a specific 
answer to a question (e.g. regarding infant death) 
triggers another question to appear to gather more 
insight.  
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Infant Platelet Counts 
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Please select the relevant option for each 
question. If you select ‘Yes’, please provide 
the platelet counts using the free-text box 
available followed by the date.  
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Infant Platelet Counts Continued 
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If the patient had multiple babies, 
please ensure the data for all are 
captured (questions relating to each 
infant will automatically appear on 
each form if you have specified that 
the patient gave birth to more than 1 
baby in the ‘Infant Details’ form 
(please see slide 25 for more details).   
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Infant Thrombocytopenia Treatments 
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If you select ‘Yes’ to the infant receiving 
platelets or immunoglobulins for treatment 
of their thrombocytopenia, you will be 
required to provide the date.  

If the infant received a different type of 
treatment for their thrombocytopenia, 
please specify using the free-text box 
available.  
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Breast Feeding 
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Please report whether the infant 
was breast-fed during the first 3 
months after birth.  

Using the free-text box available, 
enter the number of weeks the 
infant was breast-fed for if it was 
less than 3 months.  
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Once you have completed the breast feeding form and 
selected “Save and Exit Form”, you will have reached the 
end of entering data for this patient. You will then 
automatically be directed to the “Record Home Page” 
which should look like this. This patient record is now 
complete – as indicated by the green status icons beside 
each form.  
 
 
 
 
 
 
To alter any of the status icons, simply return to the 
relevant form and amend the form status (located at the 
bottom of the form) using the drop-down list available.  

Completion of Data Entry 
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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 Overview of Basic Data Entry in REDCap&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: +44 (0) 203 246 0473 

Email: uk-itp.registryteam@nhs.net  
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