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By email – for response

March 2024

Dear Colleagues,
ADDENDUM TO DATA SHARING AGREEMENT (DSA) FOR THE NEWBORN NATIONAL IT SYSTEM (SMaRT4NIPE, S4N)
We are writing to ask you to agree to this addendum to the DSA in relation to the provision by NHS England of the SMaRT4NIPE (S4N) clinical management IT system to your Trust. 
The S4N system has been enhanced to provide the functionality to collect additional data items. This functionality is being rolled out to Trusts individually, and with your agreement will be switched on for your Trust. 
The DSA that is currently in place between NHS England and your Trust for S4N specifies the individual data fields that support the screening pathway in Schedule 1 (ii). With your agreement, the definitions in Schedule 1 (ii) will include the addition to the dataset, as embedded below. 
The types of Data / data field types that will be transferred from NHSE to the Local Screening Provider and from the Local Screening Provider to NHSE in the DSA between NHS England and [Local Screening Provider Organisation] are: 


This agreement will be in place in the first instance for participating trusts for a period of one year, from April 1st 2024 ending on March 31st 2025, and may be subject to review as required.
Please indicate your agreement to the enhancement of the S4N functionality for your Trust by responding to: jillwalker1@nhs.net and copy to Richard Kirk Richard.Kirk@liverpool.ac.uk 
Jill Walker, Lead for Newborn & Infant Physical Examination (NIPE) Screening Programme, NHS England 
Richard Kirk, Senior Research Coordinator for Children’s Orthopaedic and Trauma Trials, University of Liverpool
Background
As a result of the 2021 hip expert working group review of hip outcomes, and development of NIPE standard 4, the existing hip pathway was extended to include the assessment of the timeliness of orthopaedic episodes, and post-screen positive referral outcomes. This led to a more recent review in 2023 via an expert sub-working group, with this standard now being designated as a key performance indicator (KPI).

These additional data will offer additional granularity regarding hip risk factors and post-screen positive referral outcomes. This will inform the efficacy of the NIPE hip screening end-to-end pathway, and further inform development of the screening pathway in relation to hip risk factors.
There is a recognised lack of evidence to support the robust assessment of the current screening pathway, and these data will support the further understanding and impact of individual newborn hip screening risk factors and associated outcomes. 
To support audit or research in this area, NHS England may release data from the S4N system subject to approval by the Research Innovation and Development Advisory Committee (RIDAC). Such approval will depend on assurance of appropriate ethics approval, legal basis for disclosure and other information governance requirements. 
An example of such audit work is being led by Professor Dan Perry (National Institute of Health & Care Research (NIHR) Professor and Professor of Children’s Surgery). This work is part of a project funded by NIHR to support the development of a programme to overcome Unplanned Variation in Children’s Health – the OUCH study programme. The first step of this (for participating sites) is known as the SMARTIE audit.
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1. Hip risk Factors

				Pop Up Name		Type		Values

		1		Risk Factor Information Pop-up – When ‘Yes’ is selected in the National Hip Risk Factor Dropdown



				Risk Factor Information		Multiple Selection checkbox

								1.    First degree family history of hip problems in early life. This includes baby’s parents or siblings who have had a hip problem that started as a baby or young child that needed treatment with a splint, harness or operation.

								2.    Breech presentation at or after 36 completed weeks of pregnancy, irrespective of presentation at birth or mode of delivery including breech babies who have had a successful external cephalic version (ECV).

								3.    Breech presentation at birth between 28 weeks' gestation and term.

								4.    Multiple pregnancy: where any of the NIPE hip risk factors is present, all babies from that pregnancy should receive a hip ultrasound.





2. Extended Hips Pathway Data

				Field Label		Field Type		Length/Format		Values		Validations on Front End

		1.    New Tab –  Appointment Questionnaire
        Baseline Ultrasound Appointment Section



				Date of visit 		Date Picker		DD/MM/YYYY				Mandatory Field



												By default, Date of Appointment' date from the mapped Outcome appointment, will be populated in the date field in read only mode. 

												Future date will not be permitted. System will display below error message

												For a deceased baby record, if date of appointment is after the date of death entered, below error message will be displayed: “Date of visit cannot be after date of death”

												If the entered date is before the date of birth, below error message will be displayed: “Date of visit cannot be before the date of birth”  



				Age of child		System Calculated Field		Weeks and Days				Current age value in the system will be displayed, in the read only mode



				Was ultrasound examination performed?		Radio Button				·         Yes		Mandatory Field

										·         No





				Ultrasound findings		Label				Below three questionnaires 		If ‘Yes’ is selected in above question only then these fields will be displayed. 

												‘Ultrasound Findings’ will be a common data set and will be populated in this new tab if filled in referral outcome section and vice versa. This is applicable to the deletion of data as well.



				Is hip centered?		Radio Buttons				Right Hip-		Mandatory Field 
– either right hip and/or left hip value must be entered.

										·         Yes

										·         No



										Left Hip-

										·         Yes

										·         No

				What is the alpha angle?		Single line text box		Numeric (4)		Range: 30-90 with one decimal point		If ‘Yes’ is selected in the above question, this field will be a mandatory field (either right hip and/or left hip values must be entered).

												If ‘No’ is selected in the above question, this field will be an optional field.

												Textbox will be followed with a ‘degrees’ label. Refer user interface above.

				Is the hip unstable on dynamic ultrasound?		Dropdown				Right Hip-		Mandatory Field– either right hip and/or left hip value must be entered.

										1.    Select

										2.    No 

										3.    Not done 

										4.    Yes

										Left Hip-

										1.    Select

										2.    No 

										3.    Not done 

										4.    Yes

				Was clinical examination performed?		Radio Button				·         Yes		Mandatory Field

										·         No

				Details: If ‘Yes’ is selected in above question only then this field will be displayed. 		Dropdown				Right Hip-

										1.    Dislocated (Irreducible)

										2.    Dislocated (Reducible)		Mandatory Field

										3.    Dislocatable		either right hip and/or left hip value must be entered.

										4.    Normal

										5.    Click

										Left Hip-

										1.    Dislocated (Irreducible)

										2.    Dislocated (Reducible)

										3.    Dislocatable

										4.    Normal

										5.    Click

				Was pelvic/hip XR performed?		Radio Button				·         Yes		Mandatory Field

										·         No

				Details		Label				Below two questionnaires 		If ‘Yes’ is selected in above question only then these fields will be displayed. 

				Is hip dislocated?		Radio Button				Right Hip-		Mandatory Field – either right hip and/or left hip value must be entered.

										·         Yes

										·         No

										Left Hip-

										·         Yes

										·         No

				What is the acetabular index?		Single line text box		Numeric (4)		Range: 5-50 with one decimal point		Mandatory Field – either right hip and/or left hip value must be entered.

												Textbox will be followed with a ‘degrees’ label. Refer user interface above.

				Plan		Dropdown				Values-		Mandatory Field

										1.    Follow-up Imaging

										2.    No Further Imaging

										3.    Surgery

				1. Below questions will be displayed if Follow-up Imaging is selected in the Plan dropdown

				When is the scan?		Single line text box		Numeric (1)		Range: 1-8		Mandatory Field

												Textbox will be followed with a ‘weeks’ label. Refer user interface above.

				Have you started treatment today? 		Radio Button				·         Yes		Mandatory Field

										·         No

				What is the treatment? 		Dropdown				Values-		If ‘Yes’ is selected in above question only then this field will be displayed.

										1.    Double Nappies

										2.    Dynamic Splinting - Frejka Pillow		Mandatory Field

										3.    Dynamic Splinting -Pavlik Harness

										4.    Static Splinting- Denis Browne Bar

										5.    Static Splinting- Rhino Brace

										6.    Static Splinting- Tubingen Hip Flexion Splint

										7.    Static Splinting- Van Rosen

										8.    Other

				Below questions will be displayed only if Splinting options (Dynamic/Static) is selected in the treatment question above

				What is the splinting regimen?		Radio button				·         Full time (>23 hours per day)		Mandatory Field

										·         Weaning regimen

				Details		Radio button				·         Night time only		If ‘Weaning regimen’ is selected in the question above only then this field will be displayed.

										·         Other

												Mandatory Field

				Describe weaning regimen		Text box		Alphanumeric (50)		Any alpha, numeric and special characters		If ‘Other’ is selected in the above question only then this field will be displayed.

												Mandatory Field

				Below question will be displayed only if ’Other’ is selected in the treatment question above

				Details		Text box		Alphanumeric (50)		Any alpha, numeric and special characters		If ‘Other’ is selected in “What is the treatment?”  question only then this field will be displayed.



												Mandatory Field

				Below questions will be displayed if ‘No Further Imaging’ is selected in the Plan dropdown

				Please select		Dropdown				Values-		Mandatory Field

										1.    Discharge -Normal Hip

										2.    Other

				Details		Text box		Alphanumeric (50)		Any alpha, numeric and special characters		If ‘Other’ is selected in the above question only then this field will be displayed.

												Mandatory Field

				Below questions will be displayed if ‘Surgery’ is selected in the Plan dropdown

				Please select		Multi-select Checkbox				Right Hip-		Mandatory Field

										1.    Closed Reduction

										2.    Open Reduction		User can select either open OR closed reduction. If user selects 'Closed Reduction' option, 

										3.    Pelvic Osteotomy		'Open Reduction' option will be disabled and vice versa. 

										4.    Femoral Osteotomy

										5.    Psoas Release		Users will have to de-select the selected option to choose other option amongst open and closed reduction.

										6.    Adductor Release

												Users can choose more than one remaining options.

										Left Hip-

										1.    Closed Reduction		Refer user interface above.

										2.    Open Reduction

										3.    Pelvic Osteotomy

										4.    Femoral Osteotomy

										5.    Psoas Release

										6.    Adductor Release



		3.      Follow-up Visit Appointments Additional Question – NewAppointments Tab

				Were there any complications related to the harness since the last visit?		Radio Button				·         Yes		-Mandatory Field

										·         No



				Please select		Multiple Checkbox				Right Hip-		-Mandatory Field

										1.    Avascular Necrosis		either right hip and/or left hip value must be entered.

										2.    Femoral Nerve Palsy

										3.    Skin Problems

										4.    Other



										Left Hip-

										1.    Avascular Necrosis

										2.    Femoral Nerve Palsy

										3.    Skin Problems

										4.    Other



						Text box		Alphanumeric (50)		Any alpha, numeric and special characters		If ‘Other’ is selected in the above question only then this field will be displayed.



												Mandatory Field
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