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▪ The primary aim of this registry is to determine whether or not patients in one area of the country are getting 
the same level of care as in other areas.  This will be determined by capturing the care given to the patients 
over their lifetime, and reporting on that data. 

Benefits of the Registry
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Place holder

Data collection
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▪ holding

ORP Data Collection Forms 
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▪ The URL for the IFR Platform is https://www.outcome-registries-platform.nhs.uk/IFR/ifr/SignIn 

▪ Anyone who has a requirement to submit data can be registered to access the IFR Platform. 

▪ You can check if you have access to the IFR Platform already by using the Forgotten Password function on 
the IFR Platform login page.  Users with pre-registered accounts will receive an email to their hospital 
email address with a temporary password. 
New access requests should be sent to england.support.outcomeregistries@nhs.net .

▪ IMPORTANT – If a member of staff leaves your organisation, you must ensure the Support team are 
notified so that their account can be deactivated.

Access
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Organisations

▪ Within the IFR Platform the users will find separate locations for Paediatric and Adult IF Centres, even if the 
location provides both Paediatric and Adult care these will display as separate locations within the Platform.

▪ Users should select the relevant location for Paediatric or Adult care from the location's dropdown upon logging 
into the Platform.

▪ For example; 
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University Hospital Southampton 
provides both Paed and Adult care, 
the user should select the relevant 
location for the Patient.

Select location from the 
dropdown – User's will only see 
the locations which are 
associated with their accounts.



Home Locations

▪ The term Home Locations refers to the IF Centre which holds responsibility for the Patient's care.

▪ The Home Location can edit patient details, add Paediatric/Adult Records and Events.

▪ Other Locations can find and view the Patient details but would not be able to add Paediatric/Adult Records or 
Events unless the Patient has been shared with that location.
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Home Location



Types of user account

Account Type Account Permissions

Data Entry 

account

A data entry account can submit data via the Platform these include all users that would enter 

data into the IFR, including clinicians, dietitians, data entry clerks etc.

A Data Entry account can be associated with multiple hospitals.

IFR Working 
Group Centre 
Contacts

These are considered the “super users” of the IF Centre. These users have more permissions 

than standard data entry users, including the ability to mark patients as deceased, share and 
transfer patients etc
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User Access Rights
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Functions/Roles

IFR Data Entry (Clinicians, Dietitians 

etc.) IFR Working Group Centre Contact

Add/Edit patients and paediatric record at

paediatric home location Yes Yes

Add/Edit patients and adult record at

adult home location Yes Yes

Add, Edit and Delete (unsubmitted) events for paediatric record under care of home location Yes Yes

Add, Edit and Delete (unsubmitted) for adult record under care of home location Yes Yes

Add, Edit and Delete (unsubmitted) events for paediatric record at a shared paediatric location Yes Yes

Add, Edit and Delete (unsubmitted) events for adult record at a shared adult location Yes Yes

Unsubmit a submitted event No Yes

Stop Patient No Yes

Restart Patient No Yes

Transfer/Share No Yes

End Share No Yes

Mark patient as deceased No Yes

Transition from paediatric to adult No Yes

View assigned users & roles at current IF centre No Yes



▪ The following URL can be used in order to log into the 
registry:

https://www.outcome-registries-
platform.nhs.uk/IFR/ifr/SignIn 

▪ The username is the user’s email address. Only 
nhs.net, nhs.uk or independent group hospital email 
addresses can be used to register for the IFR Platform.

▪ To set the user’s password (for first time login) click 
the Forgotten Password button.

Logging In
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▪ If a user cannot remember their password, there is a 
Forgotten Password function.

▪ Passwords must meet the password validation criteria, 
which must be at least eight characters in length and 
comprise:

▪ At least 8 characters 

▪ At least 1 uppercase character

▪ At least 1 lowercase character

▪ At least 1 other character (e.g. 0-9, ? ! £ @)

▪ The password must not be one of your last 10 previously 
used passwords.

Forgotten Password 
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Add a patient who does not 
exist on the system

View and edit the user’s 

personal details (for 

example, update an 

email address or name)

View and

download

user guides,

training videos

etc.

Dashboard icons – depend on your role and permissions

Find a patient or 
patient record
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Patient Records
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▪ The term Patient in IFR refers to the record that holds the primary details of the patient e.g first 
name, last name, date of birth etc. 

▪ The term Patient Record in IFR refers to the Paediatric or Adult Records associated with the Patient. 

Over the lifetime of the patient, their care is recorded in their record.  The only separation is when a 
patient transitions from paediatric to adult, when a new record is created for them and the old paediatric 
record is effectively marked as historic and read-only.

Patient

Patient

Patient

Paediatric Record

Adult Record

Paediatric Record Paediatric RecordTransition



Record Access Rights
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Patient has been 

entered into the 

registry as an Adult, 

and is only receiving 

treatment at the Adult 

home location

Paediatric patient has 

been entered into the 

registry as an 

Paediatric, and is only 

receiving treatment at 

the Paediatric home 

location

Patient's (adult or 

paediatric) shared 

location (active or 

historical) OR Ex-home 

location

Non-Home and Never Shared 

Record with locations 

(Paediatric/Adult)

Paediatric patient is 

receiving treatment at 

a paediatric location 

and their transition to 

an Adult has started 

(share is active)

Paediatric patient is 

receiving treatment at 

a paediatric location 

and their transition to 

an Adult has 

completed (share is 

active) i.e. the patient 

has completed 

transfer from a 

paediatric to an Adult 

location

Can Edit Patient 

Demographics

Yes Yes No No No No

View-Only Patient 

Demographic 

Details

No No Yes No Yes Yes

Transfer/Share Yes Yes No No No No

End Share Yes Yes No No No No

Transition from 

Paediatric to Adult

No Yes No No No No



Categories & Events
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When the patient record is created by the system, the following categories will also be created for the 
patient’s record. 

▪ Referrals 

▪ Outpatient Visits 

▪ Inpatient Admissions 

▪ GLP2 Analogue Review 

▪ Vascular Access Records 

Note: A category is simply a ‘type’ that will capture and display events (forms) per type for a patient 
over the course of their treatment. 



Categories & Events

Intestinal Failure Registry
User Guide V1.0

Each Adult Record category can have the 
following respective events; 

Adult Category Adult Events

Referral Adult Referral Details

Outpatient Visits Adult Outpatients

Inpatient Admissions Adult Inpatients

GLP2 Analogue 
Review

GLP2 Analogues

Vascular Access 
Records

Adult Vascular Access 
Record

Each Paediatric Record category can have the 
following respective events; 
Paediatric Category Paediatric Events

Referral Paediatric Referral Details

Paediatric Intestinal Failure Associated Liver Disease

Outpatient Visits Paediatric Outpatients

Paediatric Transition Event

IMP note:
The ‘Paediatric Transition Event’ event will ONLY be available if following 
conditions are met:
Location is a Paediatric IF Centre
AND
Location is Paediatric patient’s ‘home’ location
AND
‘Date of starting service transition’ is entered
AND
‘Date service transition completed’ is NOT entered

Inpatient 
Admissions

Paediatric Inpatients

GLP2 Analogue 
Review

GLP2 Analogues

Vascular Access 
Records

Paediatric Vascular Access Record



▪ On signing in the user is first asked to identify the IF Centre which holds responsibility for the Patient.

Adding a Patient
*Where the patient does not already exist on the IFR Platform
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▪ To add a new patient to the IFR, select the Add Patient tile from the dashboard.

Adding a Patient
*Where the patient does not already exist on the IFR Platform
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▪ The user will then be prompted to 
complete the patient demographic details. 

▪ Those fields marked with a * are 
mandatory and must be completed to 
create the Patient.

▪ Once the patient details have been 
completed the user will be able to click 
Save, this will create the Patient. 
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Adding a Patient
*Where the patient does not already exist on the IFR Platform



▪ Once the patient details have been saved 
the Platform will display the details as 
shown, the user can also see which IF 
centre the patient’s care is under. 

▪ Those fields marked with a * are not 
mandatory but required for data 
completeness. 

▪ The user will now see an additional button 
‘Adult Record’, clicking this will begin an 
adult record for this patient.
Note: if the patient is a child this button will display as 
Paedatric Record to begin a paediatric record for the 
patient.
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Adding a Patient
*Where the patient does not already exist on the IFR Platform



▪ To locate an existing patient or confirm 
if a patient has already been added to 
the IFR platform, select the Find tile 
from the dashboard. 

▪ Use the search fields to search and 
locate the required patient. 

▪ Once the patient has been located, use 
the Edit/View Patient details icon under 
actions to view the patient details and 
add a Paediatric/Adult Record. 

Finding an Existing Patient
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NOTE: The user must select an [Adult] IF Centre 
to add an Adult Record

▪ Select the Find tile from the dashboard, locate 
the required patient. If the patient does not 
exist, the user will first need to add the patient 
using the Add Patient tile. 

▪ Select the Edit/View Patient Details icon under 
actions. 

▪ The Patient details will display; the user can 
amend data on this screen if required. 

▪ Click Adult Record to create a record for the 
patient. 

Adding an Adult Record
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▪ The Adult Record will be displayed 
on the screen. 

▪ To add a new event to the Adult 
Record, select the Add Event icon 
against the relevant event. 

If the patient already has events 
added to the Adult Record a summary 
of these will be displayed under each 
event. 

Adding an Adult Record - continued
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▪ Once the user has selected the Add 
Event icon against the relevant event 
the form will be displayed to 
complete. 

▪ The Platform has a traffic light system 
against the sub-forms; 
Red – Mandatory fields not complete
Amber – Mandatory fields complete, 
required fields incomplete
Green – All fields complete.

▪ Once the form has been completed 
the user can submit the event by 
clicking the Submit button. 

Adding an Adult Record - continued

Intestinal Failure Registry User Guide V1.0



▪ Now the Event has been submitted, the form is 
displayed in a read only state. 

▪ The user can select View Adult Record from 
this screen to add further events to the Adult 
Record. 

▪ To add a further event to the Adult Record, 
select the Add Event icon against the relevant 
event. 

Adding an Adult Record - continued
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Add Event

View Event

Edit Event – only available for Events in an unsubmitted 

state

Delete Event – only available for Events in 

an unsubmitted state



NOTE: The user must select an [Paeds] IF Centre 
to add a Paediatric Record

▪ Select the Find tile from the dashboard, locate 
the required patient. If the patient does not 
exist, the user will first need to add the patient 
using the Add Patient tile. 

▪ Select the Edit/View Patient Details icon under 
actions. 

▪ The Patient details will display; the user can 
amend data on this screen if required. 

▪ Click Paediatric Record to create a record for 
the patient. 

Adding a Paediatric Record
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▪ The Paediatric Record will be 
displayed on the screen. 

▪ To add a new event to the 
Paediatric Record, select the Add 
Event icon against the relevant 
event. 

If the patient already has had events 
added to the Paediatric Record a 
summary of these will be displayed 
under each event. 

Adding a Paediatric Record - continued
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▪ Once the user has selected the Add Event icon 
against the relevant event the form will be 
displayed to complete. 

▪ The Platform has a traffic light system against 
the sub-forms; 
Red – Mandatory fields not complete
Amber – Mandatory fields complete, required 
fields incomplete
Green – All fields complete.

▪ Once the form has been completed the user 
can submit the event by clicking the Submit 
button. 

Adding a Paediatric Record - continued
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▪ Now the Event has been submitted, the form is 
displayed in a read only state. 

▪ The user can select View Paediatric Record 
from this screen to add further events to the 
Paediatric Record. 

▪ To add a further event to the Paediatric 
Record, select the Add Event icon against the 
relevant event. 

Adding a Paediatric Record - continued

Intestinal Failure Registry User Guide V1.0

Add Event

View Event

Edit Event – only available for Events in an unsubmitted 

state

Delete Event – only available for Events in an unsubmitted 

state



• Submitted – Mandatory fields complete 
and record is submitted

• Complete – Mandatory fields complete but 
some required may not be, record is in a 
saved state but not yet submitted

• Incomplete – Mandatory fields not 
complete, record is in a saved state only

Record Statuses 



NOTE: Only a IFR Working Group Centre 
Contact User has the ability to Share a 
Record. 
 
▪ Find the Patient using the Find tile, 

select the Edit/View Patient Details 
icon under actions to display the 
Patient details. 

▪ Click the Transfer/Share button 
▪ Select the IF Centre to share the 

Record with and click Share. 
▪ A confirmation message will be 

displayed, click Yes to share. 

Sharing a Patient Record
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▪ The selected IF Centre will now be 
able to view the Patient Record from 
their location. 

▪ To End the share, select the 
Transfer/Share button and click End 
Share. 

NOTE: A Patient Record can only be 
shared with one IF Centre at any one 
time. 

Sharing a Patient Record
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▪ Fields marked with a * are mandatory.
Mandatory fields must be completed to move forward. 

▪ Fields marked with a * are required.
Required fields do not need to be completed to move forward but can be completed if the 
information is available.

▪ If the mandatory field has not been completed this symbol        will appear next to the box.

▪ This symbol means a value must be specified.

Mandatory/Required fields
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▪  This symbol indicates that the form has been completed (the symbol does not mean 
the    form has been saved).

▪    This symbol indicates that some non-mandatory fields are incomplete on the form.

▪  This symbol indicates that some mandatory fields are incomplete on the form.

Other symbols used
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England.support.outcomeregistries@nhs.net

▪ If you have any queries or issues accessing your account, you should contact the Support team 
using the below details:

Contact for Support

Outcomes Registries Programme


	Slide 1: Intestinal Failure Registry(IFR)
	Slide 2: Table of Contents
	Slide 3: Benefits of the Registry
	Slide 4: Data collection
	Slide 5: ORP Data Collection Forms 
	Slide 6: Access
	Slide 7: Organisations
	Slide 8: Home Locations
	Slide 9: Types of user account
	Slide 10: User Access Rights
	Slide 11: Logging In
	Slide 12: Forgotten Password 
	Slide 13: Dashboard icons – depend on your role and permissions
	Slide 14: Patient Records
	Slide 15: Record Access Rights
	Slide 16: Categories & Events
	Slide 17: Categories & Events
	Slide 18: Adding a Patient *Where the patient does not already exist on the IFR Platform
	Slide 19: Adding a Patient *Where the patient does not already exist on the IFR Platform
	Slide 20
	Slide 21
	Slide 22: Finding an Existing Patient
	Slide 23: Adding an Adult Record
	Slide 24: Adding an Adult Record - continued
	Slide 25: Adding an Adult Record - continued
	Slide 26: Adding an Adult Record - continued
	Slide 27: Adding a Paediatric Record
	Slide 28: Adding a Paediatric Record - continued
	Slide 29: Adding a Paediatric Record - continued
	Slide 30: Adding a Paediatric Record - continued
	Slide 31: Record Statuses 
	Slide 32: Sharing a Patient Record
	Slide 33: Sharing a Patient Record
	Slide 34: Mandatory/Required fields
	Slide 35: Other symbols used
	Slide 36: Contact for Support

