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The National Health Service Commissioning Board hereby gives the following Directions to
the Health and Social Care Information Centre in exercise of the powers conferred by
sections 254(1), (3) and (6), 260 (4)(a), 262(1), (3)(a), (5),(7)and 304(9), (10) and (13) of the
Health and Social Care Act 2012.

In accordance with section 254(5) of the Health and Social Care Act 2012, the National
Health Service Commissioning Board has consulted the Health and Social Care Information
Centre before giving these Directions.

Citation and commencement

1. (1) These Directions may be cited as The Health and Social Care Information Centre
(Establishment of Information Systems for NHS Services: Collection and Analysis of
Primary Care Data) Directions 2013 and shall come into force on 23 December 2013.

(2) These Directions are given to the Health and Social Care Information Centre by
the National Health Service Commissioning Board.

Interpretation

2. In these Directions:-
“the Act” means the Health and Social Care Act 2012;
“the Board” means the National Health Service Commissioning Board established by
section 1H(1) of the National Health Service Act 2006;
“the Health and Social Care Information Centre” means the body corporate
established by section 252 of the Act;
“the HSCIC” means the Health and Social Care Information Centre;
“HES” means the Hospital Episodes Statistics database held by the HSCIC;



"identifiable data" means information which is in a form which identifies any
individual to whom the information relates or enables the identity of such an
individual to be ascertained;

“primary care data” means data collected or generated by systems operated in support
of general medical services, personal medical services or alternative provider medical
services;

“pseudonymised” has the meaning given in Appendix C of Care Episode Statistics:
Technical Specification of the GP Extract published by the Board on 29th May 2013
and attached at Annex 1 of these Directions; and

"re-identification" has the meaning given in Appendix C of Care Episode Statistics:
Technical Specification of the GP Extract published by the Board on 29th May 2013
and attached at Annex 1 of these Directions and "re-identify" shall be interpreted
accordingly.

Establishment of Information Systems: primary care data

3. (1) In exercise of its powers in section 254(1) and Section 254(6) of the Act the Board
hereby directs the HSCIC to establish and operate systems for the collection and
analysis of information as further described and specified in sub-paragraph 3(2) and
paragraph 4.

(2) The HSCIC is directed to establish and operate systems pursuant to sub-paragraph
3(1) to collect primary care data and to analyse that data, including analysis through
linking that data to HES data held by the HSCIC, to enable the activities described in
paragraph 3(4). The detailed description of the primary care data to be collected and
of the actions to be taken by HSCIC to analyse the data is further specified in
paragraph 4.

(3) In accordance with section 254(3) of the Act, the Board confirms that it is
necessary and expedient for it to have the information which will be obtained through
the HSCIC complying with these Directions in relation to the exercise of functions in
connection with the provision of NHS services, and in particular to enable the
effective and appropriate commissioning of NHS services by the Board and other
NHS commissioners as further described in sub-paragraph 3(4).

(4) The collection and analysis of primary care data by the HSCIC pursuant to these
Directions, including the linking of primary care data to the HES, will enable the
Board and other NHS commissioning organisations or others acting on their behalf to
identify and evaluate the overall NHS care pathway, across primary and secondary
care, in relation to particular categories of patient or condition, resulting in the
following benefits in relation to the exercise of commissioning and other health
service functions:



For communities

(a) enabling the design of health services according to comprehensive
needs assessment;

(b) enabling communities to become more active in the planning, redesign
and prioritisation of local care services through the provision of
information that reflects the end-to-end process of care;

(c) enabling the provision of integrated care through the use of linked data;

For patients

(d) accommodating patients’ right to know that unexplained variations in
how care is provided will be identified and addressed swiftly;

(e) providing confidence that services are planned in a coordinated way,
and that planning is centred on patient pathways;

(f) ensuring that clinical outcomes are measured in transparent ways, based
on an appropriate set of data;

For GPs and other primary care clinicians

(g) improved monitoring of outcomes through linkage between primary and
secondary care;

(h) improved monitoring of performance through linkage between primary
and secondary care;

(1) earlier diagnosis of illness;

(j) improving the contribution of primary care to wider Clinical
Commissioning Group outcomes;

(k) improved data quality;

(I) monitoring and understanding trends;

(m)predictive modelling;

(n) evaluation of preventive services and interventions;

(o) exploring patient pathways;

(p) detecting unwarranted variation.

Data to be collected and analysed

4. (1) The HSCIC is directed by the Board pursuant to paragraph 3 of these Directions to
collect from General Practitioner practices the data items listed in Appendix A of
Care Episode Statistics: Technical Specification of the GP Extract published by the
Board on 29" May 2013 attached at Annex 1 of these Directions.

(2) However the HSCIC is directed to de-select at the point of collection, those
clinical data entries that contain any of the “sensitive” codes listed in Appendix B of
Care Episode Statistics: Technical Specification of the GP Extract published by the
Board on 29" May 2013 attached at Annex 1 of these Directions.

(3) The HSCIC is further directed by the Board pursuant to paragraph 3 of these
Directions to analyse the primary care data collected in accordance with sub-
paragraphs 4(1) and 4(2) through:



(a) linking it to data held in HES in accordance with Care Episode Statistics:
Technical Specification of the GP Extract published by the Board on 29"
May 2013 attached at Annex 1 of these Directions; and

(b) carrying out such other forms of data analysis in relation to the data,
including data manipulation and report-generation, as the HSCIC
determines to be reasonable or as are reasonably requested by the Board or
other NHS commissioning organisations.

Publication and dissemination

5.

In exercise of its powers under section 260(4)(a) the Board hereby directs the HSCIC
that publication of any information which was obtained by complying with these
Directions shall only be made in a form which complies with:

(1) the guidance published by the Information Commissioner’s Office:
Anonymisation: managing data protection risk code of practice attached at Annex 2 of
these Directions (or as the same may be updated from time to time) ; and

(2) the Anonymisation Standard for Publishing Health and Social Care Data
Specification published by the Information Standards Board dated 21 February 2013
attached at Annex 3 of these Directions (or as the same may be updated from time to
time),

including the approach to small number suppression set out in those documents.

In exercise of its powers under section 262(1) and 262(3)(a) and 262(7) of the Act, the
Board makes the following directions to the HSCIC:

(1) The Board directs the HSCIC to disseminate information obtained by complying
with these Directions (including the primary care data, any information obtained
through analysis of that data as required by these Directions and any sub-set of that
data or information) pursuant to section 262(1) of the Act and by exercising its power
under sections 261 (4) of the Act to the NHS Commissioning Board, other NHS
commissioning organisations and other bodies to the extent that the HSCIC considers
such a request to be reasonable, where the conditions set out in sub-paragraph (2) are
met;

(2) The HSCIC may only disseminate the data under paragraph 6(1) if:

(a) The recipient is a health service body, a provider of NHS-funded services
or a local authority engaged in joint commissioning with an NHS
organisation, or a person acting on behalf of any such body, and the



information is to be used by that person or body for purposes relating to
the exercise of public functions;

(b) The data are pseudonymised and the HSCIC is appropriately assured that
the recipient would not be able to re-identify individuals from the
information to be provided when linked to other information held by or
likely to come into the possession of the recipient; and

(c) The recipient has signed a written agreement with the HSCIC which
specifies the data to be made available, the purpose for which the recipient
will use the data and the terms on which that data may be shared and re-
used.

7. In exercise of its powers under section 262(5) of the Act the Board hereby directs the
HSCIC not to exercise its power under section 261(1) or (4) in relation to information
that it obtains by complying with these Directions to disseminate:

(1) identifiable data; or

(2) pseudonymised data to the extent that the HSCIC reasonably considers that the
proposed recipient of the data would be able to re-identify individuals from the
information to be provided when linked to other information held by or likely to come
into the possession of the recipient.

Managing patient objections

8. The HSCIC is directed by the Board pursuant to paragraph 3 of these Directions to
put measures in place as part of the establishment and operation of the information
systems which are the subject of these Directions to ensure that where any primary
care data are coded to indicate a patient's objection to disclosure of their identifiable
primary care data to the HSCIC or any third party, to the extent that the HSCIC is
acting in pursuance of these Directions in relation to that patient the HSCIC will only
collect non-identifiable primary care data and those data items necessary to enable the
HSCIC to record the fact of the patient's objection and that the data items necessary to
record the fact of the patient's objection shall be collected and stored separately from
other information to be collected in order to prevent any possibility of identification
or re-identification of the patient within the HSCIC.

Review of these Directions

9. These directions will be reviewed and updated as required, including where new
collections are agreed, or annually if this is earlier. This review will include
consultation with the HSCIC as required by section 254(5) of the Act (powers to
direction Information Centre to establish information systems).
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Signed by authority of the NHS Commissioning Board NHS England

B

Sir Bruce Keogh
Caldicott Guardian

19 December 2013

Annex 1
Care Episode Statistics: Technical Specification of the GP Extract

ces-tech-spec-gp-ex
tract. pdf

Annex 2
Anonymisation: managing data protection risk code of practice

anonymisation_code.
pdf

Annex 3
Anonymisation Standard for Publishing Health and Social Care Data Specification
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1523202010spec. pdf



EXPLANATORY NOTE
(This note is not part of the Directions)

These Directions are published by the NHS Commissioning Board (which operates as NHS
England) in exercise of its powers under section 254 of the Health and Social Care Act 2012
to direct the Health and Social Care Information Centre (the Information Centre) to establish
information systems.

The rationale behind the Directions is to facilitate the information system defined in the Care
Episodes Statistics: Technical Specification of the GP Extract published in May 2013 by
NHS Englandl. This defines release 1 of the care.data system, which includes linkage of
primary care data to data on hospital activity. Analysis of the resulting data will provide NHS
Commissioners and the public with information better to understand the overall NHS care
pathway, and to facilitate commissioning of services and improvement of services.

The key components of the Directions are:

e direction to the Information Centre to collect primary care data and link this to
Hospital Episodes Statistics as the first stage of analysis (sub-paragraphs 3(1)-3(3)
and sub-paragraph 4(3)(a));

e direction to the Information Centre to carry out further analysis including data
manipulation and report generation as may be requested by commissioners (sub-
paragraph 3(4) and sub-paragraph 4(3)(b);

e explanation of benefits for communities, patients, GPs and other clinicians (sub-
paragraph 3(4));

e specification of the data items to be collected — with reference to the Technical
Specification (sub-paragraph 4(1));

e specification of “sensitive” data items to be excluded — also with reference to the
Technical Specification (sub-paragraph 4(2));

e direction to the Information Centre to comply with the guidance published by the
Information Commissioner’s Office: Anonymisation: managing data protection risk
code of practice®, and the Anonymisation Standard for Publishing Health and Social
Care Data Specification published by the HSCIC? (paragraph (5));

e direction to the Information Centre is to disseminate record level data to NHS
Commissioners — with specified controls in place to ensure confidentiality is
maintained (paragraph (6));

e direction to the Information centre not to disseminate identifiable data (paragraph
(7);

e management of patient objections (paragraph (8)).

! http://www.england.nhs.uk/ourwork/tsd/data-info/
2 http://www.ico.org.uk/for organisations/data_protection/topic_guides/anonymisation
3 http://www.isb.nhs.uk/library/standard/128



http://www.england.nhs.uk/ourwork/tsd/data-info/
http://www.ico.org.uk/for_organisations/data_protection/topic_guides/anonymisation
http://www.isb.nhs.uk/library/standard/128

Patients are able to record an objection either to the collection of identifiable data from their
GP records by the Information Centre, or to onward disclosure of any identifiable data held
by the Information Centre, or both. They can do this by telling their GP, who will record the
objection(s) in the practice information system using pre-determined codes. The Information
Centre will respect a recorded objection to the collection of identifiable data from the practice
system by collecting only the items necessary to record the fact of this objection, which will
be held for statistical purposes. This will be held separately to non-identifiable data from the
same records.

Objection to the onward disclosure of primary care data by the Information Centre is not
covered, as it is directed not to disseminate identifiable data collected under these Directions
anyway. Onward disclosure of data originating from other organisations is beyond the scope
of these Directions.

Further Directions will be issued for further data to be collected and where the methodology
is to be changed.



