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Overview

Linked antenatal and newborn screening programme
for Sickle Cell & Thalassaemia (SCT) in England

SCT newborn screening is part of the NHS Newborn
Blood Spot Screening Programme, which screens for 9
conditions

Programme standards define what is required to deliver
a high quality, effective screening programme and
encourage continuous improvement

Key performance indicators (KPIs) focus on standards
that require closer monitoring and/or improvement

Information governance and data collection to support screening




Data & information governance

Data collection is important for:

e understanding prevalence and demand for services
* monitoring performance

e evaluating the programme

* identifying areas for development

e updating best practice to improve outcomes

Information governance systems support:

* robust referral processes
* the effectiveness of the screening programme
e equality of delivery

Information governance and data collection to support screening




Newborn Blood Spot Failsafe Solution

The failsafe system is used to ensure all children born in England are screened
and results are recorded for each of the 9 conditions

* Live birth information feeds into the system and records are matched with
maternity units

* Newborn blood spot results are uploaded to baby records. Repeat test
requirements are included

* Where no initial sample cards are recorded, baby records are flagged on amber
on day 12 and red day 17

* Where repeats are required and not recorded on the system, baby records are
flagged on day 35

* The failsafe system is used in addition to existing pathways; it acts to provide
assurance that screening is being delivered correctly

Information governance and data collection to support screening



System screenshot

Blood Spot - Baby Details

Gallup, Baby Date of Birth  20/08/2019 NHS Number 800 021 8462

_ Demographic Details Failsafe Status _
(EUTV ST Niother Details © Feilsate Status | ot Receved

-
Tracking Search
NHS 900 021 8462 Local Identifier
Hospilal Repeat Taken E
Birth Weight 2333 grams Date of Death
Robyn Hospital 1_RH1 GP Code GP Name Repeat Due Date E
Failsafe Status Gender Male Gestation Age 40 Wks 0 Days
9 Y Sample Taken Date E
Any State Birth Hospital m
! Not Received Discharge Address 5 The Street NICU Baby
| Repeal Required HGG 4YY Reset

Results
Status History m Enter Results
Last Name Y First N . nsfer View
Print Labels

smith Baby -» Q
Smithers Baby » Q
Test Results
Moulton Baby -» Q,
Mitchell Baby History » Q
Gabrals Baby Name Status Status Sub-Code / Repeat Reason Comment Taken Date Received Date Last Updated Date -» Q,
Jones Baby SICKLE | 04 - Not Suspected 1410812019 16/08/2019 21/08/2019 - Q
Thempson Baby CF 04 - Not Suspected 14/08/2019 16/08/2019 21/08/2019 - q
Clime Baby CHT 03 - Repeat Required 0315 - CHT - Pre-term CHT - Pra-term 14/08/2019 16/08/2019 21/08/2019 - q
PKU 04 - Not Suspected 14/08/2019 16/08/2019 21/08/2019 - Q
MCADD | 04 - Not Suspected 14/08/2019 16/08/2019 21/08/2019 L o
o 2) Fage 1 L MSUD 04 - Not Suspected 1410812019 16/08/2019 21/08/2019 1otritems &
VA 04 - Not Suspected 14/082019 | 16/08/2019 211082019 bouniozd all pages
GA1 04 - Not Suspected 14/08/2019 16/08/2019 21/08/2019
HCU 04 - Not Suspected 14/08/2019 16/08/2019 21/08/2019
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SCT newborn outcomes system

*The Sickle Cell and Thalassaemia newborn outcomes system is
currently being implemented in England

*The system aims to:

* support referral of screen positive infants from screening laboratories
Into treatment services

* improve patient safety by allowing users to view the status of patients
along the care pathway

* improve quality and completeness of data to evaluate the programme
* reduce duplication of data entry
(@ ° reduce manual chasing through automated alerts

Information governance and data collection to support screening
A RI'SE



Demonstration

Information governance and data collection to support screening



creen shots of system

Refer patient

* Refer to Haemaoglobinopath cal Centre
* Name of centre NHR Demo Centre
* Contact email address sysd mdsas.com

Name of nurse / counsellor / doctor
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Screenshots (NHR access)

End SCT pathway for this patient




Link to national registry

The National Haemoglobinopathy Registry (NHR) is a
database of patients with red cell disorders (mainly Sickle
Cell Disease and Thalassaemia Major) living in the UK.

It collects data required by the Department of Health and its
aim is to improve patient care.

The newborn outcomes system enables clinicians to ‘pull
through’ patient information and create records on the
National Haemoglobinopathy Registry (NHR)

There is a national drive to use it more comprehensively and

this process reminds clinicians to gain consent and use the
NHR

The link also reduces the need to create a new entry
manually

Information governance and data collection to support screening



Safety and evaluation

*Having systems like these in place:

improves patient safety
standardises processes nationally
makes the programme more robust

enables more effective evaluation and monitoring of
screening processes — locally and nationally

facilitates service design based on prevalence/
demand for services

provides an audit trail for tracing back issues or
investigating incidents

Information governance and data collection to support screening




Thank you

Information governance and data collection to support screening
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NATIONAL HAEMOGLOBINOPATHY REGISTRY

WELCOME TO THE NHR

The National Haemoglobinopathy Registry (NHR) is @ database of patients with red cell disorders (mainly Sickle Cell Disease and Thalassaemia
Major) living in the UK. This new database collects data,which is required by the Department of Health from Haemoglobinopathy centres. The

(ﬁ" central aim of the registry is to improve patient care.
Y=V




Established 2008

* Following commencement of National Antenatal and
Neonatal Screening Programme in 2004

What does it do?

e Data collection

All UK patients with major haemoglobinopathies/rare anaemias




The UK National Haemoglobinopathy Registry and Dashboard

What are the benefits of the NHR?

. Enhance monitoring of changing demographics

. Enhance service delivery — Funding staff and infrastructure
. Improves patient outcomes

. Resource for research

. Good practice — A template for limited resource countries

* National Haemoglobinopathy Registry =NHR
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Commissioned by NHS England via the
Haemoglobinopathies CRG

The NHR Steering Group

The NHE steering group oversee and guide all activities of the NHE. It has a broad membership
giving all stakeholders an input into the running of the registry. Stakeholders include clinicians,
commissioners, patient societies, patient representation and NHS England.

Alison Thomas Consultant Haematologist

Annette Wood Commissioner

Cathy Coppinger Screening Programme

Claire Foreman Commissioner

Elaine Miller UK Thalassaemia Society Representative
Farrukh Shah Consultant Haematologist and Interim Chair of
Jo Howard g:rlzurr.mt Haematologist

John James Sickle Cell Society

Marilyn Roberts Harewood Consultant Haematologist — Clinical Chair - On
Mary Petrou mvemumla Scciety Representative
Sara Trompeter Consultant Haematologist

Shivan Pancham Consultant Haematologist

Subarna Chakravorty Consultant Paediatric Haematologist

Wale Atoyebi Consultant Haematologist

Dr Robert Hollingsworth

MDSAS
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NHR Components

« Patient Registrations

« Serious Events

» Annual Review

« Patient Card

 National Information Service

* Public website and Annual Report
* Newborn Outcomes Project

* NHS Blood Transfusion
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Registration Status

Active Registrations
13,857

Increasing number of patients
Registered at more than 1 centre

Flag patients when no
longer active
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2018 /2019 Report

NHR Information Service

Total Diagnosis by Gender

Name Male Female Not Specified Total

Thalassaemia a73 942 0 1915
Sickle Cell 6353 7251 3 13607
Other 2 o 4

21 239 60
Total 7547 8432 3 15982
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IT Structure Overview

“ Newborn Outcomes ) )

siapjoysyels panoiddy

Treatment National
Centres | o 2 Haemoglobinopathy [ __ 3  Information Service )
Registry

(seqjuan Juswyeal] ‘JHd "6-9)

MHS Network Email Alerts MCARDRS Data Feed

Secure NHS Mail Dashboards Bulk data upload and data forms
Infarmation transfer SSL Encryption Subscription Reports Data quality and validation

AES 256 database PID Encryption Local Reports inc. data export Failsafe Reporting

E.g. In Kaduna State

Laboratory = Patrick Yakowa Hospital, Kafanchan

PHE = Primary Health Care Development Agency
Treatment Centre = Barau Dikko Teaching Hospital (BDTH)
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Service Reorganisation — NHR is a central part

Clinical
Service

Clinical
Service

Sickle Cell Clinical
& ‘ Service
Thalassaemia

Clinical

Clinical
Service

Service
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The NHR Dataset is broken down into three main data collection types:

Datasets

mdsas

3, Annual Review

Management Plan
Date Sat Date when managemant plan was set
Date Complated Date when managemant plan was completed
The action required to be undertaken within the managemaent
Todo Action plan
About the patient
Date of Annual Review The date when the annual review was dus for completion
Fatignt failed to attend Whather the patient attended or not
Height (cm) The patients haight in cm
Weight (kg) The patients weight in kg

Splesn Size (em)

The patients splaen size in cm

Centre change in this review
pariod

Yes / Mo

Fatient Status The patients status &.g. active, no longer seen etc
Date of no longer seen The date when the patient was no longer seen
Date of death The date of the patients death

Transfarred ta

Which cantre the patient was transferred to

Data transferred o

The date of whan the patient transfer took place

Cantra type

Spacialist Haemoglobinopathy Team (SHTC) or Secondary Care
Cantre - Local (LHT)

Number of hospital admissions in
this raviaw period

The number of times the patient has been admitted during the
raview period

Have thay had a transfusion in

this review period Yes / Mo

Has there been a pregnancy In

this review period Yas / Nao

Qutcome of pregnancy &.§. C section, live birth atc

Complications

Hepatitis C Status Whather the patient has Hepatitis C

Date of Hepatitis C status The date of when the status was diagnosed
HIY Status Whather the patient has HIV

Date of HIV status

The date of when the status was diagnosed

1. Patient Data
Consent Obtained Yes [ No
NHS number Unique patient identifier
Title Fatient title e.g. Mr, Mrs etc
Forename Patient Faranamea
Surnama Patient Surname
Gender Male / Fernale
Date of Birth Date of Birth of the Patient
Ethnicity MH3 standard list of ethnicities
Post code Patient post cade
GF practice code Code ta identify location of GP Practice
Year of diagnosis When patient was diagnosed
Diagnasis Patient diagnosis
Therapy Treatment method patient receiving e.g Iron Chelation
Therapy type Specific details of treatment method e.g Deferiprane
Transfusion frequency It applicable how many transfusions given e.g 0-20, >20-50 etc.
Yaar of first transfusion Year first transfusion given to patient
Bone marrow transplant Yes [ Mo
Receives regular penicillin usage | Yes / No
TCD manitaring Yes [ No
Regular Transfusion Yes [ No
Other Comments Other Comments
2. Adverse Events
NHF: Patient Consent Obtained | Yes / Na
MHS Mumber Unigque Patient Identifier
Gender Male | Female
Diagnosis Patient diagnosis
Event Type The type of event e.g. death
Date of event The date which the event took place
Age of patient The patients age in months (up to 1" year), or years

Othar Infarmation

Ary ather relevant infarmation

Therapy initiated or continued in

this review period

Therapy Treatment mathod patient receiving &.§ Iron Chelation
Therapy type Spacific detalls of traatmant method e.g Deferiprons
Transfusion fraquency If applicable how many transfusions given e.g 0-20, »20-50 etc.

Therapy start [ end date

When therapy was started and complated




Date of Vaccination

The date of when the vaccination took place

Expiry of waccination

Whemn the vaccination expires

Comments

Any comments related to the vaccination

Serious adverse events in this
review period

Serious Adverse Event

Additional adverse events during the review period not already
reported

Reason for ITU admission

‘Why the patient was admitted

Pulmonary Hypertension Proof

How pulmonary hypertension was proved

Date of serious adverse event

The date of when the serious event took place

Comments

Any further comments relating to the event

Other Complications

Bone Problems

Whether the patient has had any bone problems e g. fracture

Endocrinopathy Detail

Detail of endocrinopathy reported e.g. diabetes

Endocrinopathy start date

‘When the patient was diagnosed with the endacrinopathy

Endocrinopathy continued

‘Whether the endocrinopathy has still present

Comments

Any further comments relating to the endocrinopathy

Inwestigations in this Review
Period

Investigation details

What investigation have occurred during the review period e.g.
audiometry, blood pressure etc.

Results
Myacardial Myaocardial test score
Hepatic Hepatic test score

Liver Iron Concentration

Liver Iron Concentration test score

Medications in this review
period

Medication

Medication that the patient has use during the review period

Medication start date

‘When the medication was started

Medication end date

‘When the medication was finished

Medication continued

‘Whether any further medication is required

Comments

Any comments relating to medications taken
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Registration History

= Sickle Cell Thalassaemia

14000

12000

10000

80004

Mo. Patients

6000+

40004

2000+

2010 2012 2014 2016 2018
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NHR Information Service

Number of Patients by Diagnosis

Condition Diagnosis Patients

Sickle Cell 12,191
HEBSS 8,174
HbSC 3,192
SickleB+ thal 456
SickleB0Othal 202
HbS/HPFH 93
HbS /D Punjab 26
HbS/E 19
HbS beta + | 10

HbS betal thal 8
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NHR Information Service

Number of Patients by Diagnosis

Condition Diagnosis Patients

Sickle Cell 12,191
HEBSS 8,174
HbSC 3,192
SickleB+ thal 456
SickleB0Othal 202
HbS/HPFH 93
HbS /D Punjab 26
HbS/E 19
HbS beta + | 10

HbS betal thal 8
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Sickle Cell diagnosis type

Hb SHPFH
Hb SO Arab
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NHR Information Service

Number of Patients at Each Centre

Centre Sickle Thal Other Total

Guy's and St Thomas 1,081 25 26 1,132
Kings College Hospital 911 26 5 942
Royal London 730 109 29 868
Manchester University NHS Foundation Trust 617 149 41 807
North Middlesex 541 48 1 590
Birmingham - City Hospital 451 88 15 554
The Whittington Hospital NHS Trust 318 220 B 544
MNewham University Hospital 498 10 6 514
Queens Hospital (BHR) 438 36 15 489
University College London Hospitals 282 159 44 485

Imperial College Healthcare NHS Trust 410 59 14 483
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NHR information Service

NHR Patient Numbers Map

NHR Information Service

Area Patients
Greater London 9610
West Midiands 1615
Greater Manchester 1158
Essex 597
Leicestershire 296
South Yorkshire 27
Nottinghamshire 232
North Yorkshire 185
Buckinghamshire 1
Northamptonshire 164
Merseyside 156
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Sickle Cell patients by age group
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Age at Death

Thalassaemia [l Sickle Cell
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Sickle Cell serious events 17/18
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Sickle Cell patients by Commissioning Hub

Commissioning Hub
= Nigerian States
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Sickle Cell Patients by London Parliamentary Constituency

We can engage our
lawmakers as
advocates
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g
The Future




The UK National Haemoglobinopathy Registry and Dashboard

* Support commissioning and management of
specialist centres

* Development of hand held records
 Evolve into a patient management system
* Year of care funding

* Overall improving outcomes
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Involving Patients in their own care

Patient Home Diary System

1.5 Million Patient Entries
@ 20,000+ Patient Entries per Month

@ Multiple language support

@ Image capture support
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Conclusion
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UK Haemoglobinopathy Dashboard
* Commissioned by NHS England
* Quality surveillance reporting system

* |dentical standards across the UK

v

e Continuously monitored
* Data flow from NHR

* Poor performance — Investigations/sanctions

%
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Home News Publications Statistics Blogs Events Contact us

NHS =

England

About NHS England Our work Commissioning Get involved

Home » NHS commissioning » Specialised services »

MNational Programmes of Care and Clinical Reference Groups » Specialised services quality dashboards

Specialised services

National Programmes of Care

and Clinical Reference Groups Specialised services quality dashboards

Internal Medicine

Specialised Services Quality Dashboards (SSQD) are designed to provide assurance on the quality of care
by collecting information about outcomes from healthcare providers. SSQDs are a key tool in monitoring
the quality of services, enabling comparison between service providers and supporting improvements

Cancer

Mental Health

Trauma over time in the outcomes of services commissioned by NHS England.

Wemen and Children For each 5SQD, there is a list of agreed measures for which data is to be collected. These measures are

Blood and Infection included in a 'Metric Definition Set'.

Information downloaded from the National Haemoglobinopathy Register
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Shared commitment to quality

Our single shared definition of quality
which as national bodies we have
committed to embed at every level of our
work and in all our interactions.

o‘;«)\l e Qx P (-?n'e,7

High-quality,
person-centred
care for all
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Quality Surveillance Process
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TCD monitoring
Hb SS & Hb SC Patients aged between 2 and 17

TCD monitoring

2171 (60%)




SSQD Dashboard
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hitps. /v gst england_nhs ukfeams/1795/specialised_services_guality_dashbeardsizurveys/@0053

Diesoniption

Proportion of children (aged
between 2 and 1§ years old)
within at risk group (55 and

Proportion of patients given
pain reflief within half an
o of presentation with
sickde crizis, a5 per MICE
guidslines
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entered onto cane patheay
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children beginning penicillin
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a5 per sCresning programme
guidalines

Diata entry each year into
annual review system of
MNHR

Proportion of eligible
patients on long term
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cardiac MRI
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Progortion of aligible
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Quality Surveillance Programme
Mow incorporating SS00 E ngland

Specialised Services for Haemoglobinopathy Care (All Ages) at
Churchill Hospital

5500 description: 5500 Q4 2018/2019

Last A4 Outcome (20158/2019): Routine Last 50 Score (2018/2019): 100.0 Latest 55QD Alerts (Q4 2018/2019):
surveillance Positive Aleris: 2, Megative Alerts: 1,
Meutral Alerts: 5
Spine Charts SPC Sparklines
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Action plan to improve performance

Adult Haemoglobinopathy Service

INHS|

Thames Valley Haematology Network

The audit tool requires review, as not everyone presenting always requires analgesia within 30mins, but because
sssessment and prior analgesia is currently inadequately documented, thisis difficultto quantify.

What can we do to reduce delay in prescription and raise the profile of 5C0 management?

Action plan:
Adult Plan By whom by when Dane
1. Contact triage, email data and outline 2 plan: SH, 14/7/2019 Yas
*  Aszeszing nursestotake more detsiled assessment
of pain, analgesia use: drug, time, dose; length of
Crisis
*  Trizge to contact Heaem 5PR to request pre-
prescription of approprizte first dose analgesia
before patient arrives.
Plan meeting with trizgein Sept SH,14/7/19 Yes
* To review data and co-develop plan.
*  Review criteriz of ‘chest pain’ refemral to ED
* Review possibilityof haem 5pR prescribing first dose
when patients need to present to the ED and that this
ishanded over the ED staff
Promate further teaching for trizge re 53C0 management 5H, , July 189 Awaiting
triage
response
Advise 5pR's of pre-prescription plan MR, new and existing
SpR's9/19
Continue: ward case based teaching, at new starter SH/MR ongoing Ongoing
arientation, new SHO induction[h=zem), new Sph
induction(hzem)
2 Develop 5C0 specific assessment tool for joint use across SH/LM
Oct 19

adultsand pasdes?




