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Reference: 1521
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Subject: Palliative Care Co-ordination: Core content (Formerly End of Life Care)
Effective Date: Immediate
Reason for Change: Change to Data Standards
Publication Date: 22 September 2015

Background:

End of Life Care Core Content (SCCI 1580) was approved by Information Standards Board for Health and Social 
Care to support communication and co-ordination of End of Life Care in locally recorded electronic systems.

Following the national review and the phasing out of the Liverpool Care Pathway, changes are required to the 
standard to ensure it continues to meet user needs and remains fit for purpose. In order to support these 
changes definitions for Carer, Care Worker and Key Worker have been provided for inclusion into the NHS Data 
Model and Dictionary. The standard has also been renamed to the Palliative Care Co-ordination: Core content 
(Formerly End of Life Care).

This Change Request adds the supporting definitions to the NHS Data Model and Dictionary to support the 
Information Standard.

To view a demonstration on "How to Read an NHS Data Model and Dictionary Change Request", visit the NHS 
Data Model and Dictionary help pages at: http://www.datadictionary.nhs.uk/Flash_Files/changerequest.htm.

Note: if the web page does not open, please copy the link and paste into the web browser.

Summary of changes:

Supporting Information
CARER New Supporting Information
CARE WORKER New Supporting Information
HOLISTIC NEEDS ASSESSMENT Changed Description
KEY WORKER New Supporting Information
NEONATAL CRITICAL CARE MINIMUM DATA SET OVERVIEW Changed Description

Attribute Definitions
ACTIVITY LOCATION TYPE CODE Changed Description
CARE PROFESSIONAL STAFF GROUP FOR COMMUNITY CARE Changed Description
CARER RESIDENT INDICATION CODE FOR NATIONAL NEONATAL DATA 
SET

Changed Description

CARER SUPPORT INDICATOR Changed Description
CRITICAL CARE ACTIVITY CODE Changed Description
DEATH LOCATION TYPE CODE Changed Description
GROUP SESSION TYPE CODE FOR COMMUNITY CARE Changed Description
KEY WORKER SEEN INDICATOR Changed Description
PERSON ACCOMPANYING TRANSPORTED PATIENT Changed Description
RELATIONSHIP TO PERSON FOR CHILDREN AND YOUNG PEOPLE Changed Description
SOURCE OF REFERRAL FOR COMMUNITY Changed Description
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SOURCE OF REFERRAL FOR MENTAL HEALTH Changed Description
YOUNG CARER INDICATOR Changed Description

Data Elements
DEATH LOCATION TYPE CODE (PREFERRED) Changed Description
LANGUAGE CODE (PREFERRED) Changed Description
YOUNG CARER INDICATOR Changed Description

Date: 22 September 2015
Sponsor: Jane Allberry, Deputy Director - NHS Clinical Services, Department of Health

Note: New text is shown with a blue background. Deleted text is crossed out. Retired text is shown in grey. 
Within the Diagrams deleted classes and relationships are red, changed items are blue and new items are green.

CARER

Change to Supporting Information: New Supporting Information

A Carer is a PERSON.

A Carer is a PERSON who is either providing or intending to provide a substantial amount of unpaid care on a 
regular basis for someone who is disabled, ill or frail.

A Carer is usually a family member, friend or neighbour and does not include Care Workers (Carers (Recognition 
and Services) Act 1995.)

This supporting information is also known by these names: 

Context Alias

plural Carers

CARE WORKER

Change to Supporting Information: New Supporting Information

A Care Worker is a PERSON.

A Care Worker is employed to support and supervise vulnerable, infirm or disadvantaged people, or those under 
the care of the state. They can be volunteers who provide care as part of their work for the voluntary 
organisation or paid workers who are providing care by virtue of a contract of employment or any other contract.

This supporting information is also known by these names: 

Context Alias

plural Care Workers

HOLISTIC NEEDS ASSESSMENT

Change to Supporting Information: Changed Description

A Holistic Needs Assessment (HNA) is a CARE CONTACT. 
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For the Cancer Outcomes and Services Data Set, a Holistic Needs Assessment is the process of gathering and 
discussing information with the PATIENT and/or carer/supporter in order to develop an understanding of what 
the person living with and beyond cancer knows, understands and needs.For the Cancer Outcomes and Services 
Data Set, a Holistic Needs Assessment is the process of gathering and discussing information with the PATIENT
and/or Carer/supporter in order to develop an understanding of what the person living with and beyond cancer 
knows, understands and needs.

The Holistic Needs Assessment:

• Identifies people who need help
• Provides an opportunity for the person to think through their needs and, together with their healthcare 

professional, to make a plan about how to best meet these
• Helps people to self manage their condition
• Helps teams to target support and care efforts and work more efficiently by making appropriate and 

informed decisions.

For further information on Holistic Needs Assessments, see the National Cancer Survivorship Initiative website.

KEY WORKER

Change to Supporting Information: New Supporting Information

A Key Worker is a CARE PROFESSIONAL.

A Key Worker is a CARE PROFESSIONAL who takes a key role in co-ordinating the care of the PATIENT and 
promoting continuity, ensuring the PATIENT knows who to access for information and advice.

This supporting information is also known by these names: 

Context Alias

plural Key Workers

NEONATAL CRITICAL CARE MINIMUM DATA SET OVERVIEW

Change to Supporting Information: Changed Description

The definition of the Neonatal Critical Care is linked to the definition of Neonatal Critical Care Healthcare 
Resource Groups. These closely follow the definitions contained in the 2003 Department of Health report 'Report 
of the Neonatal Intensive Care Services Review Group'.

This takes account of related definitions which have been developed for the Maternity and Child Health data sets 
by the Health and Social Care Information Centre.

The scope of the Neonatal Critical Care Minimum Data Set is:

a) All PATIENTS on a WARD with a CRITICAL CARE UNIT FUNCTION Neonatal Intensive Care Unit
regardless of care being delivered.

b) All PATIENTS (excluding Mothers) on a WARD with a CRITICAL CARE UNIT FUNCTION Facility for 
Babies on a Neonatal Transitional Care Ward or Facility for Babies on a Maternity Ward to whom one 
or more of the following CRITICAL CARE ACTIVITIES applies for a period greater than 4 hours:

01 Respiratory support via a tracheal tube
02 Nasal Continuous Positive Airway Pressure (nCPAP)
04 Exchange Transfusion
05 Peritoneal Dialysis
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06 Continuous infusion of inotrope, pulmonary vasodilator or prostaglandin
07 Parentral Nutrition
08 Convulsions
09 Oxygen Therapy
10 Neonatal abstinence syndrome
11 Care of an intra-arterial catheter or chest drain
12 Dilution Exchange Transfusion
13 Tracheostomy cared for by nursing staff
14 Tracheostomy cared for by external carer
14 Tracheostomy cared for by external Carer
15 Recurrent apnoea
16 Haemofiltration
22 Continuous monitoring
23 Intravenous glucose and electrolyte solutions
24 Tube-fed
25 Barrier nursed
26 Phototherapy
27 Special monitoring
28 Observations at regular intervals
29 Intravenous medication

If one or more of these CRITICAL CARE ACTIVITIES apply to a PATIENT, then the PATIENT would be counted as 
receiving Neonatal Critical Care at the level of Intensive Care, High Dependency Care or Special Care depending 
on the CRITICAL CARE ACTIVITIES which apply.

Except in very exceptional circumstances, CRITICAL CARE ACTIVITIES 01 to 16 will only occur in a Neonatal 
Intensive Care Unit environment where all PATIENTS are covered by Neonatal Critical Care Minimum Data Set
regardless of treatment. Care on WARDS with a CRITICAL CARE UNIT FUNCTION of 'Facility for Babies on a 
Neonatal Transitional Care Ward' or 'Facility for Babies on a Maternity Ward' will only be in respect of CRITICAL 
CARE ACTIVITIES 22 to 29 unless very exceptional circumstances apply. This does not prevent these WARDS
recording CRITICAL CARE ACTIVITIES 01 to 16 on the Neonatal Critical Care Minimum Data Set if they occur. 
However, it does mean that such settings will in practice be dealing with a much shorter list of CRITICAL CARE 
ACTIVITIES which would determine whether the Neonatal Critical Care Minimum Data Set applied or not.

ACTIVITY LOCATION TYPE CODE

Change to Attribute: Changed Description

The type of LOCATION for an ACTIVITY:

• where PATIENTS are seen
• where SERVICES are provided or
• from which requests for SERVICES are sent.

LOCATION TYPE CODE will be replaced with ACTIVITY LOCATION TYPE CODE, which is the most 
recent approved national information standard to describe the required definition.

National Codes:

CODE VALUE NOTES

PATIENT Main Residence or Related Location

A01 PATIENT's Home

A02 Carer's Home
A02 Carer's Home

A03 PATIENT's Workplace

A04 Other PATIENT Related Location e.g. temporary address

Health Centre Premises
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B01 Primary Care Health Centre Primary Care Health Centre with or without GP Practice
(s) based in it, providing community-based healthcare 
services such as podiatry, community dentistry, 
ophthalmology, minor injuries nursing etc, Sexual and 
Reproductive Health Service, health promotion etc, 
and sometimes hosting outreach services from NHS 
Trusts and NHS Foundation Trusts

B02 Polyclinic Provide similar services to Primary Care Health Centre 
but also additional services such as diagnostics, minor 
procedures, Out-Patient Appointments, urgent care 
etc. and also co-located services with Local Authority
Social Care.  May also provide extended/out of hours 
services.

GENERAL PRACTITIONER and OPHTHALMIC MEDICAL PRACTITIONER

C01 General Medical Practitioner Practice Stand-alone GP Practice premises, not part of a 
Primary Care Health Centre

C02 Dental Practice Stand-alone GP Practice premises, not part of a 
Primary Care Health Centre

C03 OPHTHALMIC MEDICAL PRACTITIONER
Premises

Walk In Centres, Out of Hours Premises and Emergency Community Dental Services

D01 Walk In Centre May be NHS GENERAL PRACTITIONER Led, NURSE-led, 
or provided by private company.  May be sited in 
different areas - health care premises, in retail 
premises etc

D02 Out of Hours Centre May be NHS GENERAL PRACTITIONER-Led, 
NURSE-led, or provided by private company.  May be 
sited in different areas - health care premises, in retail 
premises etc

D03 Emergency Community Dental Service Run by Community Dental Services not GENERAL 
DENTAL PRACTITIONERS

Locations on Hospital Premises

E01 Out-Patient Clinic

E02 WARD

E03 Day Hospital

E04 Accident and Emergency or Minor Injuries 
Department

E99 Other Departments e.g. Pathology Laboratories, physiotherapy, diagnostic 
imaging, Occupational Therapy, Pharmacy Premises
etc

Hospice Premises

F01 Hospice

Nursing and Residential Homes

G01 Care Home Without Nursing

G02 Care Home With Nursing

G03 Children's Home

G04 Integrated Care Home Without Nursing and 
Care Home With Nursing *

Day Centre Premises

H01 Day Centre Facilities operated by the NHS, Social Services or 
private or voluntary bodies, providing day care and 
respite care for elderly or disabled people

Resource Centre Premises

J01 Resource Centre Premises where information and support for PATIENTS
and their families/carers is provided.

J01 Resource Centre Premises where information and support for PATIENTS
and their families/Carers is provided.

Dedicated Facilities for Children and Families
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K01 Sure Start Children’s Centre Children’s centres are service hubs where children 
under five years old and their families can receive 
seamless integrated services and information. Services 
vary according to centre but may include:

• Integrated early education and childcare
• Support for parents including advice on 

parenting, local childcare options and access to 
specialist services for families

• Child and family health services
• Helping parents into work

K02 Child Development Centre

Educational, Childcare  and Training Establishments

L01 School Including Extended Services, where provided on 
School premises (where provided off School premises, 
use other appropriate location)

L02 Further Education College
L03 University

L04 Nursery Premises Pre-school Nurseries attached to Schools would be 
classed as Schools in their own right

L05 Other Childcare Premises e.g. Childminder

L06 Training Establishments

L99 Other Educational Premises Such as Teenage Pregnancy Units, School Preparation 
Units (for toddlers), Pupil Referral Units (excluded 
older children and young people), units providing 
specialist education e.g. deaf children, autistic children 
etc

Justice and Home Office Premises

M01 Prison

M02 Probation Service Premises

M03 Police Station / Police Custody Suite

M04 Young Offenders Institute

M05 Immigration Removal Centre

Public Locations
N01 Street or other public open space Public areas such as streets, parks, outdoor sports 

facilities etc

N02 Other publicly accessible area or building Publicly accessible premises such as Youth Centres, 
supermarkets, shops and other retail locations such as 
shopping centres, community facilities such as 
libraries, church halls, community centres etc

N03 Voluntary or charitable agency premises

N04 Dispensing Optician Premises

N05 Dispensing Pharmacy Premises Where it is not on a Hospital Site

Other Locations

X01 Other locations not elsewhere classified

Note: * National Code G04 is for use in the Children and Young People's Health Services Data Set, Community 
Information Data Set and Mental Health and Learning Disabilities Data Set. The values are not currently 
permitted to flow in other data sets. Users of these other data sets must map National Code G04 locally to other 
appropriate ACTIVITY LOCATION TYPE CODES for the purposes of flowing data. 

CARE PROFESSIONAL STAFF GROUP FOR COMMUNITY CARE

Change to Attribute: Changed Description

The staff group of a CARE PROFESSIONAL working in a Community Health Service.
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National Codes:

Allied Health Professionals
A01 Art Therapist
A02 Clinical Psychologist
A03 Dietitian
A04 Drama Therapist
A05 Music Therapist
A06 Occupational Therapist
A07 Orthotist
A08 Physiotherapist
A09 Podiatrist
A10 Prosthetist
A11 Psychotherapist
A12 Radiographer
A13 Speech and Language Therapist
A14 Orthoptist

Medical/Dental
M01 Community Dentist
M02 CONSULTANT
M03 GENERAL MEDICAL PRACTITIONER
M04 GENERAL MEDICAL PRACTITIONER with Special Interest

Nursing, Health Visiting and Midwifery
N01 MIDWIFE
N02 District NURSE
N03 Health Visitor
N04 Macmillan NURSE
N05 School Nurse
N06 Specialist Nursing - Active Case Management (Community Matrons)
N07 Specialist Nursing - Arthritis Nursing/Liaison
N08 Specialist Nursing - Asthma and Respiratory Nursing/Liaison
N09 Specialist Nursing - Breast Care Nursing/Liaison
N10 Specialist Nursing - Cancer Related
N11 Specialist Nursing - Cardiac Nursing/Liaison
N12 Specialist Nursing - Children's Services
N13 Specialist Nursing - Community Cystic Fibrosis
N14 Specialist Nursing - Continence Services
N15 Specialist Nursing - Diabetic Nursing/Liaison
N16 Specialist Nursing - Enteral Feeding Nursing Services
N17 Specialist Nursing - Haemophilia Nursing Services
N18 Specialist Nursing - HIV/AIDS Nursing Services (Retired 01 September 2015)
N19 Specialist Nursing - Infectious Diseases
N20 Specialist Nursing - Intensive Care Nursing
N21 Specialist Nursing - Palliative/Respite Care
N22 Specialist Nursing - Parkinson's and Alzheimers Nursing/Liaison
N23 Specialist Nursing - Rehabilitation Nursing
N24 Specialist Nursing - Stoma Care Services
N25 Specialist Nursing - Tissue Viability Nursing/Liaison
N26 Specialist Nursing - Transplantation Patients Nursing Service
N27 Specialist Nursing - Treatment Room Nursing Services
N28 Specialist Nursing - Tuberculosis Specialist Nursing
N29 Specialist Nursing - Other Specialist Nursing
N30 Specialist Nursing - Safeguarding
N31 Practice Nursing
N32 Staff NURSE
N33 Other Registered NURSE
N34 Public Health NURSE

Other Care Professionals
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C01 Appliances Technician
C02 Audiologist
C03 Counsellor
C04 Nursery Nurse
C06 Play Therapist
C07 Social Worker
C08 Voluntary Care Worker
C08 Voluntary Care Worker
C09 Screener (in a National Screening Programme)
C10 Health Trainer (Non Clinical)
C11 Health Trainer (Clinical)
C12 Health Care Assistant
C13 Health Care Support Worker
C99 Other CARE PROFESSIONAL

CARER RESIDENT INDICATION CODE FOR NATIONAL NEONATAL DATA SET

Change to Attribute: Changed Description

An indication of whether the parent/carer of a PATIENT is staying with the PATIENT during a Neonatal Critical 
Care Spell; and if so, whether they are delivering any of the care that the  PATIENT requires.An indication of 
whether the parent/Carer of a PATIENT is staying with the PATIENT during a Neonatal Critical Care Spell; and if 
so, whether they are delivering any of the care that the  PATIENT requires.

National Codes:

1 Parent/carer not resident
2 Parent/carer resident but not caring for PATIENT
3 Parent/carer resident and caring for PATIENT
1 Parent/Carer not resident
2 Parent/Carer resident but not caring for PATIENT
3 Parent/Carer resident and caring for PATIENT

CARER SUPPORT INDICATOR

Change to Attribute: Changed Description

An indication of whether carer support is available to the PATIENT at their normal residence.An indication of 
whether Carer support is available to the PATIENT at their normal residence.

This does not include any paid support or support from a voluntary organisation, unless the PATIENT is normally 
resident in a Care Home.This does not include any paid support or support from a voluntary organisation, unless 
the PATIENT is normally resident in a Care Home and care is provided by a Care Worker.

National Codes:

01 Yes
02 No
01 Yes - Carer support is available
02 No - Carer support is not available

CRITICAL CARE ACTIVITY CODE

Change to Attribute: Changed Description
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A type of CRITICAL CARE ACTIVITY provided to a PATIENT during a CRITICAL CARE PERIOD.

National Codes:

01 Respiratory support via a tracheal tube (Respiratory support via a tracheal tube provided)
02 Nasal Continuous Positive Airway Pressure (nCPAP) (PATIENT receiving nCPAP for any part of the 

day)
03 Surgery (PATIENT received surgery)
04 Exchange Transfusion (PATIENT received exchange transfusion)
05 Peritoneal Dialysis (PATIENT received Peritoneal Dialysis)
06 Continuous infusion of inotrope, pulmonary vasodilator or prostaglandin (PATIENT received a 

continuous infusion of an inotrope, vasodilator (includes pulmonary vasodilators) or prostaglandin)
07 Parentral Nutrition (PATIENT receiving Parentral Nutrition (amino acids +/- lipids))
08 Convulsions (PATIENT having convulsions requiring treatment)
09 Oxygen Therapy (PATIENT receiving additional oxygen)
10 Neonatal abstinence syndrome (PATIENT receiving drug treatment for neonatal abstinence 

(withdrawal) syndrome)
11 Care of an intra-arterial catheter or chest drain (PATIENT receiving care of an intra-arterial catheter 

or chest drain)
12 Dilution Exchange Transfusion (PATIENT received Dilution Exchange Transfusion)
13 Tracheostomy cared for by nursing staff (PATIENT receiving care of tracheostomy cared for by 

nursing staff not by an external carer (e.g. parent))
14 Tracheostomy cared for by external carer (PATIENT receiving care of tracheostomy cared for by an 

external carer (e.g. parent) not by a nurse)
13 Tracheostomy cared for by nursing staff (PATIENT receiving care of tracheostomy cared for by 

nursing staff not by an external Carer (e.g. parent))
14 Tracheostomy cared for by external Carer (PATIENT receiving care of tracheostomy cared for by an 

external Carer (e.g. parent) not by a NURSE)
15 Recurrent apnoea (PATIENT has recurrent apnoea needing frequent intervention, i.e. over 5 

stimulations in 8 hours, or resuscitation with IPPV two or more times in 24 hours)
16 Haemofiltration (PATIENT received Haemofiltration)
21 Carer Resident - Caring for Baby (External carer (for example, parent) resident with the baby and 

reducing nursing required by caring for the baby)
21 Carer Resident - Caring for Baby (External Carer (for example, parent) resident with the baby and 

reducing nursing required by caring for the baby)
22 Continuous monitoring (PATIENT requiring continuous monitoring (by mechanical monitoring 

equipment) of respiration or heart rate, or by transcutaneous transducers or by Saturation Monitors. 
Note: apnoea alarms and monitors are excluded as forms of continuous monitoring)

23 Intravenous glucose and electrolyte solutions (PATIENT being given intravenous glucose and 
electrolyte solutions)

24 Tube-fed (PATIENT being tube-fed)
25 Barrier nursed (PATIENT being barrier nursed)
26 Phototherapy (PATIENT receiving phototherapy)
27 Special monitoring (PATIENT receiving special monitoring of blood glucose or serum bilirubin 

measurement at a minimum frequency of more than one per calendar day)
28 Observations at regular intervals (PATIENT requiring recorded observations for temperature, heart 

rate, respiratory rate, blood pressure or scoring for neonatal abstinence syndrome. Recorded 
observations must be at a minimum frequency of 4 hourly)

29 Intravenous medication (PATIENT receiving intravenous medication)
50 Continuous electrocardiogram monitoring
51 Invasive ventilation via endotracheal tube
52 Invasive ventilation via tracheostomy tube
53 Non-invasive ventilatory support
55 Nasopharyngeal airway
56 Advanced ventilatory support (Jet or Oscillatory ventilation)
57 Upper airway obstruction requiring nebulised Epinepherine/ Adrenaline
58 Apnoea requiring intervention
59 Acute severe asthma requiring intravenous bronchodilator therapy or continuous nebuliser
60 Arterial line monitoring
61 Cardiac pacing via an external box (pacing wires or external pads or oesophageal pacing)
62 Central venous pressure monitoring
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63 Bolus intravenous fluids (> 80 ml/kg/day) in addition to maintenance intravenous fluids
64 Cardio-pulmonary resuscitation (CPR)
65 Extracorporeal membrane oxygenation (ECMO) or Ventricular Assist Device (VAD) or aortic balloon 

pump
66 Haemodialysis (acute patients only i.e. excluding chronic)
67 Plasma filtration or Plasma exchange
68 ICP-intracranial pressure monitoring
69 Intraventricular catheter or external ventricular drain
70 Diabetic ketoacidosis (DKA) requiring continuous infusion of insulin
71 Intravenous infusion of thrombolytic agent (limited to tissue plasminogen activator [tPA] and 

streptokinase)
72 Extracorporeal liver support using Molecular Absorbent Liver Recirculating System (MARS)
73 Continuous pulse oximetry
74 Patient nursed in single occupancy cubicle
99 No Defined Critical Care Activity (PATIENT is not receiving any of the critical care interventions listed 

above (Excluding code 21). For example, PATIENT is on the Intensive Care Unit ready for discharge 
and is receiving normal care. This is the default code.

DEATH LOCATION TYPE CODE

Change to Attribute: Changed Description

The type of LOCATION:

• At which a PERSON died or
• The preferred LOCATION of death of the PATIENT, as stated by the PATIENT, Patient Proxy or carer.
• The preferred LOCATION of death of the PATIENT, as stated by the PATIENT, Patient Proxy or Carer.

National Codes:

10 Hospital
20 Private Residence
21 PATIENT's own home
22 Other private residence (e.g. relatives home, carers home)
22 Other private residence (e.g. relative's home, Carer's home)
30 Hospice
40 Care Home
41 Care Home With Nursing
42 Care Home Without Nursing
50 Other

GROUP SESSION TYPE CODE FOR COMMUNITY CARE

Change to Attribute: Changed Description

The type of Group Session provided by a Community Health Service.

National Codes:

01 Antenatal Session
02 Parent/carer and Child Session
02 Parent/Carer and Child Session
03 General Health Promotion Session
04 Screening Programme
05 Stop Smoking Education Programme
06 Substance Misuse
07 Weight Management
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08 Contraception and Sexual Health
98 Other

KEY WORKER SEEN INDICATOR

Change to Attribute: Changed Description

An indication of whether the PATIENT was seen by a key worker.An indication of whether the PATIENT was seen 
by a Key Worker.

During a Cancer Care Spell, this is whether the PATIENT was seen by a key worker (other than a Clinical Nurse 
Specialist (CNS) or Palliative Care Specialist).During a Cancer Care Spell, this is whether the PATIENT was seen 
by a Key Worker (other than a Clinical Nurse Specialist (CNS) or Palliative Care Specialist).

National Codes:

Y Yes - PATIENT was seen by a key worker
N No - PATIENT was not seen by a key worker
Y Yes - PATIENT was seen by a Key Worker
N No - PATIENT was not seen by a Key Worker

PERSON ACCOMPANYING TRANSPORTED PATIENT

Change to Attribute: Changed Description

The PERSON accompanying a PATIENT on a PATIENT TRANSPORT JOURNEY.

National Codes:

1 NURSE - not Advanced Neonatal Nurse Practitioner
2 NURSE - Advanced Neonatal Nurse Practitioner
3 Doctor
4 Paramedic
5 Parent/carer
5 Parent/Carer

RELATIONSHIP TO PERSON FOR CHILDREN AND YOUNG PEOPLE

Change to Attribute: Changed Description

The relationship of the second PERSON to the first PERSON (the PATIENT) as used in the Child and Adolescent 
Mental Health Services Secondary Uses Data Set and Children and Young People's Health Services Data Set.

This is used to identify, for example, with whom the child or young person is living in a permanent context or the 
relationship with the main carer etc.This is used to identify, for example, with whom the child or young person is 
living in a permanent context or the relationship with the main Carer etc.

Note that ORGANISATIONS may choose to collect the RELATIONSHIP TO PERSON FOR CHILDREN AND YOUNG 
PEOPLE codes at the high level (shown in bold) or at the more detailed level below each high-level code.

National Codes:

BPX Biological Parent
BPM Biological mother
BPF Biological father
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SPX Step-Parent
SPM Stepmother
SPF Stepfather

GPX Grandparent
GPM Grandmother
GPF Grandfather

ORX Other Relative
ORA Aunt
ORU Uncle
ORS Sister
ORB Brother
ORO Other
APX Adoptive Parent
APM Adoptive mother
APF Adoptive father
FPX Foster Parent
FPM Foster mother
FPF Foster father

RCX Residential Carer
RCX Residential Carer
OTX Other
NOX None - Lives Alone

SOURCE OF REFERRAL FOR COMMUNITY

Change to Attribute: Changed Description

The source of a SERVICE REQUEST to a Community Health Service.

National Codes:

01 General Medical Practitioner Practice
02 Self referral
03 Carer/Relative
03 Carer/Relative
04 Employer
05 Accident and Emergency Department (including Minor Injuries Units and Walk In Centres)
06 Acute Hospital Inpatient/Outpatient Department
07 Community Health Service (same or other Health Care Provider)
08 Dental Practice
09 National Screening Programme
10 Educational Establishment
11 Local Authority Social Services
12 Hospice
13 Care Home
14 Police
15 Courts
16 Probation Service
17 Prison Health Service
18 Asylum Service
19 Telephone or Electronic Access Service
20 Voluntary Sector
21 Independent Sector
22 Ambulance Service
23 Mental Health Service
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SOURCE OF REFERRAL FOR MENTAL HEALTH

Change to Attribute: Changed Description

The source of referral of a Mental Health Care Spell.

National Codes:

Primary Health Care
A1 GENERAL MEDICAL PRACTITIONER
A2 Health Visitor
A3 Other Primary Health Care

Self Referral
B1 Self
B2 Carer
B2 Carer

Local Authority Services
C1 Social Services
C2 Education Service

Employer
D1 Employer

Justice System
E1 Police
E2 Courts
E3 Probation Service
E4 Prison
E5 Court Liaison and Diversion Service

Child Health
F1 School Nurse
F2 Hospital-based Paediatrics
F3 Community-based Paediatrics

Independent/Voluntary Sector
G1 Independent sector - Medium Secure Inpatients
G2 Independent Sector - Low Secure Inpatients
G3 Other Independent Sector Mental Health Services
G4 Voluntary Sector

Acute Secondary Care
H1 Accident and Emergency Department
H2 Other secondary care specialty

Other Mental Health NHS Trust
I1 Temporary transfer from another Mental Health NHS Trust
I2 Permanent transfer from another Mental Health NHS Trust

Internal referrals  from Community Mental Health Team (within own NHS Trust)
J1 Community Mental Health Team (Adult Mental Health)
J2 Community Mental Health Team (Older People)
J3 Community Mental Health Team (Learning Disabilities)
J4 Community Mental Health Team (Child and Adolescent Mental Health)

Internal referrals from Inpatient Service (within own NHS Trust)
K1 Inpatient Service (Adult Mental Health)
K2 Inpatient Service (Older People)
K3 Inpatient Service (Forensics)
K4 Inpatient Service (Child and Adolescent Mental Health)
K5 Inpatient Service (Learning Disabilities)

Transfer by graduation (within own NHS Trust)
L1 Transfer by graduation from Child and Adolescent Mental Health Services to Adult Mental Health 

Services
L2 Transfer by graduation from Adult Mental Health Services to Older Peoples Mental Health Services

Other
M1 Asylum Services
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M2 Telephone or Electronic Access Service
M3 Out of Area Agency
M4 Drug Action Team / Drug Misuse Agency
M5 Jobcentre Plus **
M6 Other service or agency

Improving Access to Psychological Therapies
N1 Stepped up from low intensity Improving Access to Psychological Therapies Service *
N2 Stepped down from high intensity Improving Access to Psychological Therapies Service *

Notes:

• * National Codes N1 and N2 are for use in the Improving Access to Psychological Therapies Data 
Set only.

• ** National Code M5 can only be used for the Mental Health and Learning Disabilities Data Set and Child 
and Adolescent Mental Health Services Secondary Uses Data Set, if referrals from Jobcentre Plus are 
accepted.

YOUNG CARER INDICATOR

Change to Attribute: Changed Description

An indication of whether a child or young PERSON has a caring role for an ill or disabled parent, carer or 
sibling.An indication of whether a child or young PERSON has a caring role for an ill or disabled parent, Carer or 
sibling.

National Codes:

Y Yes
N No
Z Not Stated (PERSON asked but declined to provide a response)

DEATH LOCATION TYPE CODE (PREFERRED)

Change to Data Element: Changed Description

Format/Length: an1
National Codes: See DEATH LOCATION TYPE CODE
Default Codes: 99 - The CARE PROFESSIONAL did not discuss the preferred LOCATION of 

death prior to the death of the PATIENT

Notes:
DEATH LOCATION TYPE CODE (PREFERRED) is the same as attribute DEATH LOCATION TYPE CODE.

DEATH LOCATION TYPE CODE (PREFERRED) is the preferred LOCATION of death as specified by the PATIENT, 
Patient Proxy or carer.DEATH LOCATION TYPE CODE (PREFERRED) is the preferred LOCATION of death as 
specified by the PATIENT, Patient Proxy or Carer.

LANGUAGE CODE (PREFERRED)

Change to Data Element: Changed Description

Format/Length: an2
National Codes: See LANGUAGE CODE
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Default Codes:

Notes:
LANGUAGE CODE (PREFERRED) is the same as the attribute LANGUAGE CODE.

LANGUAGE CODE (PREFERRED) is the language the PATIENT, Patient Proxy or carer prefers to use for 
communication with a Health Care Provider.LANGUAGE CODE (PREFERRED) is the language the PATIENT, Patient 
Proxy or Carer prefers to use for communication with a Health Care Provider.

YOUNG CARER INDICATOR

Change to Data Element: Changed Description

Format/Length: an1
National Codes: See YOUNG CARER INDICATOR
Default Codes: X - Not known - Not known whether the PERSON is a young carer
Default Codes: X - Not known - Not known whether the PERSON is a young Carer

Notes:
YOUNG CARER INDICATOR is the same as attribute YOUNG CARER INDICATOR. 

For enquiries about this Change Request, please email information.standards@hscic.gov.uk
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