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Chairman’s foreword
(YHU\�FLWL]HQ�VKRXOG�IHHO�FRQÀGHQW�WKDW�LQIRUPDWLRQ�DERXW�WKHLU�KHDOWK�LV�VHFXUHO\�
VDIHJXDUGHG�DQG�VKDUHG�DSSURSULDWHO\�ZKHQ�WKDW�LV�LQ�WKHLU�LQWHUHVW��(YHU\RQH�ZRUNLQJ� 
in the health and social care system should see information governance as part of  
their responsibility.

Unfortunately that is not currently the case, as the Future Forum so clearly described in  
its report in January 2012. This strongly recommended to Government that a review of 
information governance should be commissioned, to include the current rules and their 
application. The Secretary of State for Health in England accepted the recommendation 
DQG�DVNHG�PH�WR�FRQGXFW�VXFK�D�UHYLHZ�LQGHSHQGHQWO\�

I had gained some familiarity with the issues when I chaired a Review in 1996—97 on the 
XVH�RI�SDWLHQW�LGHQWLÀDEOH�GDWD��:H�UHFRPPHQGHG�VL[�SULQFLSOHV�IRU�WKH�SURWHFWLRQ�RI�
SHRSOH·V�FRQÀGHQWLDOLW\��ZKLFK�EHFDPH�NQRZQ�DV�WKH�¶&DOGLFRWW�SULQFLSOHV·��7KH\�LQFOXGHG�
D�UHFRPPHQGDWLRQ�WKDW�RUJDQLVDWLRQV�VKRXOG�DSSRLQW�VRPHRQH�WR�WDNH�UHVSRQVLELOLW\�IRU�
HQVXULQJ�WKH�DSSURSULDWH�VHFXULW\�RI�FRQÀGHQWLDO�LQIRUPDWLRQ��7KH�SHRSOH�XQGHUWDNLQJ�
WKHVH�UHVSRQVLELOLWLHV�EHFDPH�NQRZQ�DV�¶&DOGLFRWW�*XDUGLDQV·�

My association with the subject developed in June 2011 when I became chairman of the 
1DWLRQDO�,QIRUPDWLRQ�*RYHUQDQFH�%RDUG�GXULQJ�WKH�ÀQDO�SHULRG�RI�LWV�H[LVWHQFH�EHIRUH�
GLVHVWDEOLVKPHQW�LQ�0DUFK�������7KHUH�,�KHDUG�ÀUVW�KDQG�DERXW�FRQFHUQV�UHODWLQJ�WR�
information governance that arose during the passage through Parliament of the Health 
and Social Care Bill.

7KH�RSSRUWXQLW\�WR�XQGHUWDNH�D�IXUWKHU�XVHIXO�SLHFH�RI�ZRUN��DIIHFWLQJ�WKH�GHOLYHU\�RI�WKH�
best care possible to our population and reassuring citizens that their information is in safe 
hands, was for me irresistible.

In accepting the invitation, and having learned in 1996—97 how best to approach such a 
WDVN�WR�DFKLHYH�D�XVHIXO�RXWFRPH��,�GHFLGHG�WR�DVN�NH\�RUJDQLVDWLRQV�WR�VXJJHVW�VXLWDEOH�
individuals who would constitute a small panel of relatively expert members, individually 
independent too.
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Our overarching aim has been to ensure that there is an appropriate balance between the 
protection of the patient or user’s information, and the use and sharing of such information 
to improve care.

,�KRSH�WKDW�WKH�UHDGHU�RI�WKLV�UHSRUW�ZLOO�WKLQN�WKDW�ZH�KDYH�DFKLHYHG�VRPH�VXFFHVV�WR�WKDW�HQG�

It has been gratifying to learn, in the course of the Review, that the Caldicott principles 
FRQWLQXH�WR�EH�YDOXDEOH��EXW�ZRXOG�EHQHÀW�IURP�PLQRU�DPHQGPHQWV��7KH�RULJLQDO�UHSRUW�
was written in 1997 when the service was more paternalistic and much less patient 
centred. Now citizens are a lot more concerned about what happens to their information; 
who has access to it, for what purposes is it used, and why isn’t it shared more frequently 
when common sense tells them that it should be.

7KH�)XWXUH�)RUXP·V�NH\�UHFRPPHQGDWLRQ�UHODWLQJ�WR�LQIRUPDWLRQ�JRYHUQDQFH�VWDWHG�WKDW�
GDWD�VKDULQJ�LV�YLWDO�IRU�SDWLHQW�VDIHW\��TXDOLW\�DQG�LQWHJUDWHG�FDUH��:H�HQGRUVH�WKLV�
ZKROHKHDUWHGO\�DQG�KDYH�EHHQ�VWUXFN�E\�WKH�ORVV�RI�FRQÀGHQFH�RI�PDQ\�FOLQLFLDQV�ZLWK�
ZKRP�ZH�VSRNH��DERXW�ZKHQ�LW�LV�VDIH�WR�VKDUH�LQIRUPDWLRQ�DQG�WKH�VDIHJXDUGV�WKDW�DUH�
required for sharing.

,W�ZRQ·W�FRPH�DV�D�VXUSULVH�WKDW��ZULWLQJ�ZLWKLQ�D�IHZ�ZHHNV�RI�WKH�SXEOLFDWLRQ�RI�WKH�
VHFRQG�)UDQFLV�UHSRUW�RQ�0LG�6WDIIRUGVKLUH�1+6�)RXQGDWLRQ�7UXVW��ZH�ZHUH�VWUXFN�E\�WKH�
need for cultural change in the NHS. A re-balancing of sharing and protecting information 
is urgently needed in the patients’ and service users’ interests, which is supported by 
those citizens with whom we discussed these issues.

There is clearly an urgent and ongoing need for education and training in this area for 
staff, and also for patients and service users. Given the imperative to meet the needs of 
an ageing population, particularly at the boundary between health and social care, it is 
crucial that systems for principled sharing of information are well understood. As the 
+HDOWK�DQG�6RFLDO�&DUH�$FW������WDNHV�HIIHFW�SXEOLF�KHDOWK��ZLWKLQ�LWV�QHZ�PDQDJHULDO�
structure, must also be involved.

7KHUH�LV�LPEDODQFH�LQ�RWKHU�SDUWV�RI�WKH�V\VWHP�WRR��:KLOH�WKH�UHVHDUFK�FRPPXQLW\�KDV�
protested in the past at perceived impediments to their endeavours deriving from 
LQIRUPDWLRQ�JRYHUQDQFH��WKH\�KDYH�ZRUNHG�KDUG�WR�UHVROYH�WKHVH��3DWLHQWV�DUH�JHQHUDOO\�
NHHQ�WR�FRQWULEXWH�WR�UHVHDUFK�EXW�GR�ZDQW�WKHLU�FRQVHQW�REWDLQHG�DSSURSULDWHO\�
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7KH�QHZ�FRPPLVVLRQLQJ�DUUDQJHPHQWV�KDYH�KLJKOLJKWHG�FRQFHUQV�DERXW�LGHQWLÀDEOH�
information being sought excessively and used inappropriately.

In all these situations the Panel has attempted to clarify, simplify where possible, and remind 
WKH�UHDGHU�RI�WKH�ODZ�DQG�WKH�UXOHV�SHUWDLQLQJ�WR�FRQÀGHQWLDO�LQIRUPDWLRQ�DQG�LWV�XVHV�

,W�KDV�EHHQ�D�SULYLOHJH�WR�ZRUN�ZLWK�PHPEHUV�RI�WKH�3DQHO�DQG�WKH�RIÀFHUV�VXSSRUWLQJ�RXU�
ZRUN��:H�DOO�KRSH�WKDW�WKLV�UHSRUW�ZLOO�SURYH�XVHIXO�DQG�WKH�6HFUHWDU\�RI�6WDWH�IRU�+HDOWK�
will ensure that it is considered carefully, that our recommendations are implemented and 
PRQLWRUHG�IRU�WKH�ZHOOEHLQJ�RI�WKH�SRSXODWLRQ��DQG�IRU�WKH�EHQHÀWV�LQ�FDUH�WKDW�ZLOO�EH�
derived from research, appropriate commissioning of services, and policies in relation to 
the public’s health.

:KLOH�ZH�ZHUH�DVNHG�WR�FRQVLGHU�WKH�LVVXHV�LQ�(QJODQG��WKHUH�LV�PXFK�LQ�RXU�UHSRUW�ZKLFK�
should prove useful in all the jurisdictions of the United Kingdom.

Fiona Caldicott 
March 2013
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Chapter 1: Introduction
People using health and social care services are entitled to expect that their personal 
LQIRUPDWLRQ�ZLOO�UHPDLQ�FRQÀGHQWLDO��7KH\�PXVW�IHHO�DEOH�WR�GLVFXVV�VHQVLWLYH�PDWWHUV�ZLWK�
D�GRFWRU��QXUVH�RU�VRFLDO�ZRUNHU�ZLWKRXW�IHDU�WKDW�WKH�LQIRUPDWLRQ�PD\�EH�LPSURSHUO\�
GLVFORVHG��7KHVH�VHUYLFHV�FDQQRW�ZRUN�HIIHFWLYHO\�ZLWKRXW�WUXVW�DQG�WUXVW�GHSHQGV�RQ�
FRQÀGHQWLDOLW\�

However, people also expect professionals to share information with other members of the 
care team, who need to co-operate to provide a seamless, integrated service. So good 
sharing of information, when sharing is appropriate, is as important as maintaining 
FRQÀGHQWLDOLW\��$OO�RUJDQLVDWLRQV�SURYLGLQJ�KHDOWK�RU�VRFLDO�FDUH�VHUYLFHV�PXVW�VXFFHHG�LQ�
both respects if they are not to fail the people that they exist to serve.

The term used to describe how organisations and individuals manage the way information 
LV�KDQGOHG�ZLWKLQ�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�LQ�(QJODQG�LV�¶LQIRUPDWLRQ�JRYHUQDQFH·��
In 1997 the 5HYLHZ�RI�WKH�8VHV�RI�3DWLHQW�,GHQWLÀDEOH�,QIRUPDWLRQ, chaired by Dame Fiona 
Caldicott, devised six general principles of information governance that could be used by 
all NHS organisations with access to patient information. The chapter sets out those 
principles, which have stood the test of time. It explains why the 1997 review gave priority 
to discouraging the uploading of personal information on to information technology systems 
outside clinical control. The issue of whether professionals shared information effectively 
and safely was not regarded as a problem at the time.

1+6�RUJDQLVDWLRQV�UHVSRQGHG�E\�DSSRLQWLQJ�¶&DOGLFRWW�*XDUGLDQV·�WR�HQVXUH�WKDW�LQIRUPDWLRQ�
governance was effective. The practice spread to other public bodies, including local 
authorities and social care services, and the remit of the guardians was extended to provide 
oversight of information sharing among clinicians.

Over recent years, there has been a growing perception that information governance was 
being cited as an impediment to sharing information, even when sharing would have been 
in the patient’s best interests. In January 2012 the 1+6�)XWXUH�)RUXP�ZRUN�VWUHDP�RQ�
LQIRUPDWLRQ�LGHQWLÀHG�WKLV�DV�DQ�LVVXH�DQG�UHFRPPHQGHG�D�UHYLHZ�´WR�HQVXUH�WKDW�WKHUH�LV�
DQ�DSSURSULDWH�EDODQFH�EHWZHHQ�WKH�SURWHFWLRQ�RI�SDWLHQW�LQIRUPDWLRQ�DQG�WKH�XVH�DQG�
VKDULQJ�RI�LQIRUPDWLRQ�WR�LPSURYH�SDWLHQW�FDUHµ� The Government accepted this 
UHFRPPHQGDWLRQ�DQG�DVNHG�'DPH�)LRQD�WR�OHDG�WKH�ZRUN��ZKLFK�EHFDPH�NQRZQ�DV�WKH�
Caldicott2 review.

The introduction sets out how the review has been conducted and puts it in the context 
of the Government’s Information Strategy, the Health and Social Care Act 2012, the Open  
'DWD�:KLWH�3DSHU��WKH�UHYLHZ�RI�WKH�1+6�&RQVWLWXWLRQ�DQG�RWKHU�UHOHYDQW�LQLWLDWLYHV�
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Chapter 2: People’s right to access information about themselves
7KH�5HYLHZ�3DQHO�KHDUG�HYLGHQFH�WKDW�SHRSOH·V�ODFN�RI�DFFHVV�WR�WKHLU�RZQ�UHFRUGV�FDXVHV�
JUHDW�IUXVWUDWLRQ��:H�ZHUH�WROG�WKDW�SDWLHQWV�ZKR�DWWHPSW�WR�EHFRPH�LQYROYHG�LQ�GHFLVLRQV�
DERXW�WKHLU�FDUH�DUH�RIWHQ�WKZDUWHG�E\�¶LQIRUPDWLRQ�JRYHUQDQFH�UXOHV·�WKDW�LJQRUH�WKHLU�
express wishes. Examples included patients being charged a fee for access and patients 
being denied the opportunity to receive information in a form that suits them, such as by 
email, or in an audio format that can be accessed by blind people.

Problems mainly originated from local information governance policies, which vary 
between organisations. The chapter gives examples of good practice. It recommends that 
all communications between different health and social care teams should be copied to 
WKH�SDWLHQW�RU�VHUYLFH�XVHU��7KHUH�VKRXOG�EH�¶QR�VXUSULVHV·�IRU�WKH�SDWLHQW�DERXW�ZKR�KDV�
had access.

Chapter 2 notes that the 7KH�3RZHU�RI�,QIRUPDWLRQ, the Department of Health’s 
Information Strategy, said people’s access to their care records should be improved, with 
individuals gaining electronic access to their own care records where they request it, 
starting with GP records by 2015 and social care records as soon as IT systems allow.

7KH�5HYLHZ�3DQHO�WKLQNV�WKLV�ULJKW�RI�DFFHVV�VKRXOG�FRYHU�KRVSLWDO�UHFRUGV��FRPPXQLW\�
UHFRUGV�DQG�SHUVRQDO�FRQÀGHQWLDO�GDWD�KHOG�E\�DOO�RUJDQLVDWLRQV�ZLWKLQ�WKH�KHDOWK�DQG�
social care system. It believes that access should become available within the next decade. 
This will not automatically happen unless there is a clear plan for implementation.

The chapter further recommends that an audit trail of everyone who has accessed a 
SDWLHQW·V�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�EH�PDGH�DYDLODEOH�LQ�D�VXLWDEOH�IRUP�WR�SDWLHQWV�
via their health and social care records.

Chapter 3: Direct care of individuals
:KHQ�LW�FRPHV�WR�VKDULQJ�LQIRUPDWLRQ��D�FXOWXUH�RI�DQ[LHW\�SHUPHDWHV�WKH�KHDOWK�DQG�VRFLDO�
FDUH�VHFWRU��0DQDJHUV��ZKR�DUH�IHDUIXO�WKDW�WKHLU�RUJDQLVDWLRQV�PD\�EH�ÀQHG�IRU�EUHDFKLQJ�
data protection laws, are inclined to set unduly restrictive rules for information 
JRYHUQDQFH��)URQW�OLQH�SURIHVVLRQDOV��ZKR�DUH�IHDUIXO�RI�EUHDNLQJ�WKRVH�UXOHV��GR�QRW�
FR�RSHUDWH�ZLWK�HDFK�RWKHU�DV�PXFK�DV�WKH\�ZRXOG�OLNH�E\�VKDULQJ�LQIRUPDWLRQ�LQ�WKH�
LQWHUHVWV�RI�SDWLHQWV�DQG�VHUYLFH�XVHUV��7KHUH�LV�DOVR�D�ODFN�RI�WUXVW�EHWZHHQ�WKH�1+6�DQG�
local authorities and between public and private providers due to perceived and actual 
differences in information governance practice. This state of affairs is profoundly 
unsatisfactory and needs to change.

The Review Panel found a strong consensus of support among professionals and the public 
that safe and appropriate sharing in the interests of the individual’s direct care should be 
the rule, not the exception.
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'LUHFW�FDUH�LV�SURYLGHG�E\�KHDOWK�DQG�VRFLDO�FDUH�VWDII�ZRUNLQJ�LQ�¶FDUH�WHDPV·��ZKLFK�PD\�
include doctors, nurses and a wide range of staff on regulated professional registers, 
LQFOXGLQJ�VRFLDO�ZRUNHUV��5HOHYDQW�LQIRUPDWLRQ�VKRXOG�EH�VKDUHG�ZLWK�WKHP��ZKHQ�WKH\�
have a legitimate relationship with the patient or service user.

Care teams may also contain members of staff, who are not registered with a regulatory 
authority, but who may need access to a proportion of someone’s personal data to provide 
care safely. Conditions and safeguards are discussed.

The chapter considers the principles underpinning a professional’s right to receive personal 
FRQÀGHQWLDO�LQIRUPDWLRQ�DERXW�D�SDWLHQW�DQG�VKDUH�LW�ZLWK�RWKHU�SURIHVVLRQDOV�WR�RSWLPLVH�
WKH�SDWLHQW·V�GLUHFW�FDUH��,W�ÀQGV�WKH�V\VWHP�ZRUNV�IRU�WKH�PRVW�SDUW�RQ�WKH�SULQFLSOH�RI�
¶LPSOLHG�FRQVHQW·��([DPSOHV�RI�WKH�XVH�RI�LPSOLHG�FRQVHQW�LQFOXGH�GRFWRUV�DQG�QXUVHV�
VKDULQJ�SHUVRQDO��FRQÀGHQWLDO�GDWD�GXULQJ�PHGLFDO�DQG�QXUVLQJ�KDQGRYHUV�ZLWKRXW�KDYLQJ�WR�
DVN�IRU�WKH�SDWLHQW·V�H[SOLFLW�FRQVHQW��$�IXOOHU�GLVFXVVLRQ�RI�WKH�ODZ�RI�FRQVHQW�LV�SURYLGHG�
in chapter 5.

Chapter 3 goes on to discuss the sharing of information with care homes, carers, friends 
and family. It suggests that organisations should pay closer attention to the appropriate 
transfer of information when people move across institutional boundaries, such as leaving 
hospital, coming out of the army or prison, or changing their GP.

7KH�5HYLHZ�3DQHO�ORRNHG�DW�WKH�SUREOHP�FRQIURQWLQJ�VWDII�ZKR�KDYH�WR�GLVWLQJXLVK�EHWZHHQ�
DQ�LQGLYLGXDO�VXFK�DV�D�UHODWLYH�OHJLWLPDWHO\�VHHNLQJ�LQIRUPDWLRQ�DERXW�D�SDWLHQW·V�SURJUHVV�
DQG�D�¶EODJJHU·��D�SHUVRQ�PDNLQJ�LPSURSHU�LQTXLULHV��,W�UHFRPPHQGV�SURWRFROV�WR�DVVLVW�LQ�
JRRG�GHFLVLRQ�PDNLQJ�DQG�SURFHGXUHV�IRU�LQIRUPLQJ�DQG�KHOSLQJ�SHRSOH�LI�PLVWDNHV�DUH�PDGH�

7KLV�FKDSWHU�DOVR�H[SODLQV�KRZ�WKH�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�IRU�FOLQLFDO�DXGLW�FDQ�
be managed within the law. It discusses arrangements for sharing information with 
geneticists to facilitate the direct care of patients with genetic problems.

Chapter 4: Personal data breaches
,Q�WKH����PRQWKV�WR�WKH�HQG�RI�-XQH�����������VHULRXV�GDWD�EUHDFKHV�ZHUH�QRWLÀHG�WR�WKH�
Department of Health. Most involved the loss or theft of data, but almost one-third 
concerned unauthorised disclosures.

Many of the breaches were reported through strategic health authorities and not through 
WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH��,&2���ZKLFK�KDV�WKH�SRZHU�WR�LPSRVH�ÀQDQFLDO�
SHQDOWLHV�RI�XS�WR�����������:KHQ�VWUDWHJLF�KHDOWK�DXWKRULWLHV�JR�RXW�RI�H[LVWHQFH��WKHUH�
will be a need for a new, consistent reporting channel to ensure that breaches of patients’ 
FRQÀGHQWLDOLW\�GR�QRW�HVFDSH�WKH�DWWHQWLRQ�RI�VHQLRU�PDQDJHUV��PLQLVWHUV�DQG�UHJXODWRUV�RI�
health and social care.
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The ICO told the Review Panel that no civil monetary penalties have been served for a 
breach of the Data Protection Act due to formal data sharing between data controllers in 
any organisation for any purpose. It says breaches of the Data Protection Act are usually 
WKH�UHVXOW�RI�ODFN�RI�GXH�FRQVLGHUDWLRQ��<HW�LW�ÀQGV�WKDW�RUJDQLVDWLRQV�IUHTXHQWO\�VK\�DZD\�
from data sharing and cite data protection as a reason. The data sharing code produced by 
the ICO in May 2011 helps organisations to share data in a secure and proper way. They 
should use it.

There should be a standard severity scale for breaches agreed across the whole of the 
health and social care system. The board or equivalent body of every organisation in the 
health and social care system should publish all such data breaches, as part of the quality 
report in NHS organisations or as part of the annual report or performance report in non-
NHS organisations.

The chapter also considers the implication for data security of people’s increasing use of 
VRFLDO�PHGLD��7KLV�KDV�QRW�FKDQJHG�DQ\�SULQFLSOHV�RI�FRQÀGHQWLDOLW\��+RZHYHU��WKHUH�PD\�EH�
a need for greater vigilance among health and social care professionals as they switch from 
the personal side of their lives to the professional side.

Chapter 5: Information governance and the law
(YHU\�PLQXWH�RI�HYHU\�GD\��VWDII�HPSOR\HG�DFURVV�KHDOWK�DQG�VRFLDO�FDUH�VHUYLFHV�PDNH�
ODZIXO�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�DERXW�SDWLHQWV�DQG�VHUYLFH�XVHUV��)RU�WKH�PRVW�
SDUW��WKH\�GR�VR�RQ�WKH�OHJDO�EDVLV�RI�FRQVHQW��7KH\�PD\�KDYH�DVNHG�IRU�WKH�LQGLYLGXDO·V�
explicit consent for a particular treatment or course of action. Or they may rely on implied 
consent. For example, when a patient agrees to the GP referring her to a hospital 
consultant, she can expect the GP to pass on details of the medical condition that requires 
the consultant’s attention. The GP may legally assume she has given implied consent to the 
VKDULQJ�RI�WKLV�LQIRUPDWLRQ�ZLWKRXW�KDYLQJ�WR�DVN�KHU�

These assumptions should only be made if it is reasonable to expect the patient 
understands how the information will be used. The Review Panel did not consider it 
QHFHVVDU\�WR�FKDOOHQJH�WKLV�ORQJ�HVWDEOLVKHG�DSSURDFK��DOWKRXJK�ZH�WKLQN�IXUWKHU�HIIRUW�LV�
QHHGHG�WR�LQFUHDVH�SDWLHQWV·�XQGHUVWDQGLQJ�RI�KRZ�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�XVHG�

&KDSWHU���VHWV�RXW�WKH�IRXU�OHJDO�EDVHV�WKDW�PD\�SURYLGH�DQ�RUJDQLVDWLRQ�ZLWK�D�MXVWLÀFDWLRQ�
IRU�KROGLQJ�DQG�XVLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD��,W�UHFRPPHQGV�WKDW�WKH�XVH�RI�GDWD�ZLWKRXW�
a legal basis, when one is required, should be reported and dealt with as a data breach. 
&KDSWHU���DOVR�PDNHV�D�UHFRPPHQGDWLRQ�XUJLQJ�DOO�RUJDQLVDWLRQV�LQ�WKH�KHDOWK�DQG�VRFLDO�
care system to explain to patients and the public how the personal information they collect 
FRXOG�EH�XVHG�LQ�GH�LGHQWLÀHG�IRUP�IRU�UHVHDUFK�DQG�RWKHU�SXUSRVHV��6XFK�H[SODQDWLRQV�
should mention what rights the individual may have to refuse to give their consent.
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:KHQ�SHRSOH�JLYH��UHIXVH�RU�ZLWKGUDZ�H[SOLFLW�FRQVHQW��WKHVH�GHFLVLRQV�VKRXOG�EH�WUDFHDEOH�
and communicated to others involved in the individual’s direct care. Patients can change 
their consent at any time.

New rights and pledges were set out in the Government’s consultation on revisions to the 
NHS Constitution. The Review Panel proposes that these rights and pledges should be 
extended to cover the whole health and social care system. Our proposal is set out below:
�� You have the right of access to your own personal records within the health and social 

care system.
�� You have the right�WR�SULYDF\�DQG�FRQÀGHQWLDOLW\�DQG�WR�H[SHFW�WKH�KHDOWK�DQG�VRFLDO�

FDUH�V\VWHP�WR�NHHS�\RXU�FRQÀGHQWLDO�LQIRUPDWLRQ�VDIH�DQG�VHFXUH�
�� You have the right to be informed about how your information is used.
�� You have the right�WR�UHTXHVW�WKDW�\RXU�FRQÀGHQWLDO�GDWD�LV�QRW�XVHG�EH\RQG�\RXU�RZQ�

care and treatment and to have your objections considered, and where your wishes 
cannot be followed, to be told the reasons including the legal basis.

The NHS and adult social services also commit:
�� to ensure those involved in your care and treatment have access to your health and 

VRFLDO�FDUH�GDWD�VR�WKH\�FDQ�FDUH�IRU�\RX�VDIHO\�DQG�HIIHFWLYHO\��SOHGJH��
�� to anonymise the data collected during the course of your care and treatment and use it 

WR�VXSSRUW�UHVHDUFK�DQG�LPSURYH�FDUH�IRU�RWKHUV��SOHGJH��
�� ZKHUH�LGHQWLÀDEOH�GDWD�KDV�WR�EH�XVHG��WR�JLYH�\RX�WKH�FKDQFH�WR�REMHFW�ZKHUHYHU�

SRVVLEOH��SOHGJH��
�� WR�LQIRUP�\RX�RI�UHVHDUFK�VWXGLHV�LQ�ZKLFK�\RX�PD\�EH�HOLJLEOH�WR�SDUWLFLSDWH��SOHGJH���

and
�� WR�VKDUH�ZLWK�\RX�DQ\�FRUUHVSRQGHQFH�VHQW�EHWZHHQ�VWDII�DERXW�\RXU�FDUH��SOHGJH��

7KLV�VHFWLRQ�DOVR�VHWV�RXW�WKH�GXWLHV�RI�VWDII�WR�SURWHFW�WKH�FRQÀGHQWLDOLW\�RI�SHUVRQDO�
information and to provide access to a patient’s data to other relevant professionals, 
always doing so securely.

Chapter 6: Research
The existence of the NHS gives a big advantage to medical researchers in Britain. As a 
universal service free at the point of use, the NHS has a deep well of data covering almost 
all of the population, across the full spectrum of medical conditions. There is also 
enormous untapped potential in the information captured in social care records to support 
better research.

7KH�5HYLHZ�3DQHO�H[DPLQHG�KRZ�WKHVH�RSSRUWXQLWLHV�PLJKW�EH�UHDOLVHG�ZLWKRXW�ZHDNHQLQJ�
FRQÀGHQWLDOLW\�DQG�WUXVW��5HVHDUFKHUV�WROG�XV�RI�WKHLU�FRQFHUQ�DERXW�WKH�FRPSOH[LW\��
FRQIXVLRQ�DQG�ODFN�RI�FRQVLVWHQF\�LQ�WKH�LQWHUSUHWDWLRQ�RI�WKH�UHTXLUHPHQWV�WKH\�KDYH�WR�
satisfy before research projects can proceed. However, we found there can be robust 
solutions to these problems that permit access to detailed patient information without 
FRPSURPLVLQJ�WKH�FRQÀGHQWLDOLW\�RI�LQGLYLGXDOV�
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,I�GDWD�FOHDUO\�LGHQWLÀHV�LQGLYLGXDOV��LW�PXVW�QRW�EH�SURFHVVHG�ZLWKRXW�D�FOHDU�OHJDO�EDVLV��,I�
data is anonymised in line with the ICO’s anonymisation code, it can be freely processed 
and publicly disclosed. However, there is a third class of data, which is of great interest to 
researchers, that on its own does not identify individuals, but could do so if it were to be 
OLQNHG�WR�RWKHU�LQIRUPDWLRQ��7KLV�¶JUH\�DUHD·�LQFOXGHV�GDWD�WKDW�KDV�EHHQ�GH�LGHQWLÀHG�E\�
WKH�XVH�RI�SVHXGRQ\PV�RU�FRGHG�UHIHUHQFHV��EXW�FRXOG�EH�UH�LGHQWLÀHG�ZKHQ�FRPELQHG�
with other data.

7KH�5HYLHZ�3DQHO�ORRNHG�DW�VROXWLRQV�WKDW�DOORZ�VXFK�OLQNDJHV�WR�WDNH�SODFH�IRU�WKH�EHQHÀW�
RI�VFLHQFH�ZLWKRXW�SXWWLQJ�LQGLYLGXDOV·�FRQÀGHQWLDOLW\�DW�ULVN�

:H�UHFRPPHQG�WKDW�WKH�OLQNDJH�RI�GH�LGHQWLÀHG�EXW�VWLOO�SRWHQWLDOO\�LGHQWLÀDEOH�
information from more than one organisation should be done in specialist, well-governed, 
LQGHSHQGHQWO\�VFUXWLQLVHG�HQYLURQPHQWV�NQRZQ�DV�¶DFFUHGLWHG�VDIH�KDYHQV·��&KDSWHU���
proposes national minimum standards for safe havens, supported by a system of external 
LQGHSHQGHQW�DXGLW�DQG�RWKHU�UHTXLUHPHQWV�WR�JLYH�WKH�SXEOLF�FRQÀGHQFH�

The Health and Social Care Act 2012 provides for the Information Centre for Health and 
6RFLDO�&DUH��WKH�,QIRUPDWLRQ�&HQWUH��WR�EHFRPH�D�VDIH�KDYHQ��&KDSWHU���FRQVLGHUV�ZKHWKHU�
LW�ZLOO�KDYH�FDSDFLW\�WR�GHDO�ZLWK�WKH�DPRXQW�RI�GDWD�OLQNDJH�WKDW�ZLOO�EH�QHHGHG�LQ�WKH�
new health and social care system, or whether other safe havens should be established.

7KH�FKDSWHU�DOVR�ORRNV�DW�KRZ�UHVHDUFKHUV�FDQ�VHW�DERXW�LGHQWLI\LQJ�SHRSOH�ZLWK�SDUWLFXODU�
FKDUDFWHULVWLFV�WR�LQYLWH�WKHP�WR�WDNH�SDUW�LQ�FOLQLFDO�WULDOV�

Chapter 7: Commissioning
&RPPLVVLRQHUV�FDQQRW�RUJDQLVH�WKH�LPSURYHPHQW�RI�VHUYLFHV�XQOHVV�WKH\�NQRZ�TXLWH�D�ORW�
about the people using them. For example, they may want to build new care pathways 
WKDW�DUH�EHWWHU�VXLWHG�WR�SHRSOH·V�QHHGV��+RZHYHU��NQRZLQJ�DERXW�VHUYLFH�XVHUV�QHHG�QRW�
QHFHVVDULO\�UHTXLUH�FRPPLVVLRQHUV�WR�NQRZ�WKHLU�LGHQWLWLHV��7KH�DUUDQJHPHQWV�IRU�1+6�DQG�
local authority commissioners to extract information were in a state of rapid, comprehensive 
change during the period of this Review, as the NHS Commissioning Board, clinical 
FRPPLVVLRQLQJ�JURXSV��3XEOLF�+HDOWK�(QJODQG�DQG�ORFDO�DXWKRULWLHV�SUHSDUHG�WR�WDNH�RQ�WKH�
responsibilities set out for them in the Health and Social Care Act 2012. The chapter 
focuses primarily on the challenge facing NHS commissioners, however the Review Panel 
conclude that commissioners in local authorities and Public Health England must adhere to 
the same standards, guidance and good practice and be subject to the same penalties for 
poor practice as the NHS when commissioning services.

7KH�5HYLHZ�3DQHO�IRXQG�D�ODFN�RI�FRQVHQVXV�RQ�WKH�QHHG�IRU�LGHQWLÀDEOH�GDWD�WR�EH�XVHG�
IRU�FRPPLVVLRQLQJ�SXUSRVHV��+RZHYHU��DIWHU�GRLQJ�GHWDLOHG�ZRUN�ZLWK�SULPDU\�FDUH�WUXVWV��
clusters and the NHS Commissioning Board, the Review Panel concluded that all the 
objectives set for commissioning over the years ahead can be achieved without compromising 
SDWLHQWV·�FRQÀGHQWLDOLW\�RU�WKH�SXEOLF·V�WUXVW�LQ�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�
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7KH�1+6�&RPPLVVLRQLQJ�%RDUG�VXJJHVWHG�WKDW�WKH�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�IRU�
FRPPLVVLRQLQJ�SXUSRVHV�ZRXOG�EH�OHJLWLPDWH�EHFDXVH�LW�ZRXOG�IRUP�SDUW�RI�D�¶FRQVHQW�GHDO·�
between the NHS and service users. The Review Panel does not support such a proposition. 
7KHUH�LV�QR�HYLGHQFH�WKDW�WKH�SXEOLF�LV�PRUH�OLNHO\�WR�WUXVW�FRPPLVVLRQHUV�WR�KDQGOH�
SHUVRQDO�FRQÀGHQWLDO�GDWD�WKDQ�RWKHU�JURXSV�RI�SURIHVVLRQDOV�ZKR�KDYH�OHDUQHG�KRZ�WR�
ZRUN�ZLWKLQ�WKH�H[LVWLQJ�ODZ�

7KH�5HYLHZ�3DQHO�IRXQG�WKDW�FRPPLVVLRQHUV�GR�QRW�QHHG�GLVSHQVDWLRQ�IURP�FRQÀGHQWLDOLW\��
human rights and data protection law since, with little effort, they can operate perfectly 
well within it. For example, there are situations in which the commissioner will need 
SHUVRQDO�FRQÀGHQWLDO�GDWD�WR�KHOS�SHRSOH�GHDO�ZLWK�LQGLYLGXDO�FDUH�SUREOHPV��,W�PLJKW�EH�WR�
KHOS�VRPHRQH�ZKR�LV�UHTXHVWLQJ�1+6�IXQGLQJ�IRU�¶FRQWLQXLQJ�FDUH·�DIWHU�OHDYLQJ�KRVSLWDO��RU�
DQ�¶LQGLYLGXDO�IXQGLQJ�UHTXHVW·�IRU�GUXJV�WKDW�DUH�QRW�JHQHUDOO\�DYDLODEOH�RQ�WKH�1+6�LQ�WKDW�
DUHD��,Q�VXFK�FDVHV�LW�LV�HQWLUHO\�UHDVRQDEOH�IRU�WKH�1+6�WR�DVN�IRU�WKH�SDWLHQW·V�H[SOLFLW�
FRQVHQW�IRU�1+6�VWDII�KDQGOLQJ�WKH�FDVH�WR�EH�DEOH�WR�ORRN�DW�WKH�SDWLHQW·V�SHUVRQDO�
FRQÀGHQWLDO�GDWD�

In other situations, local commissioners may be able to use safe havens, within which the 
SHUVRQDO�LQIRUPDWLRQ�WKH\�ZDQW�WR�DVVHVV�PD\�EH�DQRQ\PLVHG�ZLWKRXW�ULVN�RI�DQ\RQH·V�
sensitive data being disclosed. For example a clinical commissioning group might want to 
consider individual cases in order to monitor health inequalities, but it can do this using 
anonymised information.

The Review Panel deliberated with the NHS Commissioning Board and other organisations 
DERXW�D�SURSRVDO�IRU�XS�WR����'DWD�0DQDJHPHQW�,QIRUPDWLRQ�&HQWUHV��'0,&V��WR�DFW�DV�VDIH�
KDYHQV�ZKHUH�FRQÀGHQWLDO�SULYDWH�GDWD�ZRXOG�EH�DQRQ\PLVHG�VR�WKDW�LW�FRXOG�VDIHO\�EH�
made available to local commissioners.

This chapter considers how staff in the DMICs might process data lawfully through 
integration with the Information Centre to ensure that their activities are sanctioned by 
statute and to maintain public trust in the security of personal information.

The Review Panel recommends that members of the NHS Commissioning Board, Clinical 
&RPPLVVLRQLQJ�*URXSV�DQG�PHPEHUV�DQG�RIÀFHUV�LQ�ORFDO�DXWKRULWLHV��VKRXOG�HQVXUH�WKHLU�
RUJDQLVDWLRQ�FRPSOLHV�ZLWK�WKH�OHJDO�DQG�VWDWXWRU\�IUDPHZRUN�IRU�LQIRUPDWLRQ�JRYHUQDQFH��
with boards, or equivalent bodies being formally responsible for their organisation’s 
standards and practice on information governance.

Chapter 8: Public health
+HDOWKFDUH�SURIHVVLRQDOV�ZKR�DUH�UHVSRQVLEOH�IRU�KHDOWK�SURWHFWLRQ�VRPHWLPHV�QHHG�WR�NQRZ�
SHUVRQDO�FRQÀGHQWLDO�GDWD�DERXW�VSHFLÀF�LQGLYLGXDOV��)RU�H[DPSOH�GXULQJ�DQ�RXWEUHDN�RI�DQ�
LQIHFWLRXV�GLVHDVH��SXEOLF�KHDOWK�VWDII�PD\�QHHG�WR�LGHQWLI\�LQGLYLGXDOV�ZKR�DUH�DW�ULVN�

This side of public health resembles the direct care of patients and service users that was 
FRQVLGHUHG�LQ�FKDSWHU����:KLOH�HQJDJHG�LQ�WKLV�ZRUN��KHDOWKFDUH�SURIHVVLRQDOV�FDQ�EH�
considered to have a legitimate relationship with people in the communities they serve. It 



16

Information: To share or not to share? The Information Governance Review

ZRXOG�EH�LPSUDFWLFDO�IRU�WKHP�WR�DVN�HYHU\RQH�DW�ULVN�IURP�DQ�LQIHFWLRXV�GLVHDVH�WR�JLYH�
VSHFLÀF�FRQVHQW�IRU�VWDII�WR�SURYLGH�DSSURSULDWH�LQIRUPDWLRQ�DQG�FDUH��3UHYHQWLQJ�WKH�
VSUHDG�RI�LQIHFWLRQ�LV�LQ�WKH�SXEOLF�LQWHUHVW�DQG�WKHUHIRUH�WKH�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�
data for this purpose has been provided with statutory support.

7KLV�MXVWLÀFDWLRQ�IRU�DFFHVVLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�GRHV�QRW�DSSO\�WR�RWKHU�DVSHFWV�RI�
SXEOLF�KHDOWK�ZRUN��+HDOWK�LPSURYHPHQW�SURJUDPPHV�FDQ�SURYLGH�YDOXH�WR�WKH�FRPPXQLW\�
by contributing to longer life expectancy, healthier lifestyles and reduced inequalities in 
health, but they cannot be considered equivalent to the direct care of patients.

0RVW�KHDOWK�LPSURYHPHQW�DFWLYLWLHV�LQ�SXEOLF�KHDOWK�GR�QRW�UHTXLUH�SHUVRQDO�FRQÀGHQWLDO�
data about individuals. However, understanding the complex relationships that exist 
between the environment, personal behaviours and disease requires information that can 
RQO\�EH�GHULYHG�E\�OLQNLQJ�GDWD�IURP�VHYHUDO�GLIIHUHQW�VRXUFHV��7KLV�VLGH�RI�SXEOLF�KHDOWK�
resembles research and the Review Panel considers that the rules and procedures that have 
developed to provide the information governance for research can usefully be applied to 
public health intelligence.

A third dimension of public health is to assist people planning healthcare services to 
understand the health needs of the local population. This activity resembles 
commissioning. Although some patient level detail is needed, patients themselves do not 
QHHG�WR�EH�LGHQWLÀHG�

7KHUH�LV�D�ODFN�RI�UHJXODWRU\�FRKHUHQFH�DFURVV�WKH�SXEOLF�KHDOWK�DUHQD��6RPH�UHJLVWULHV��
including cancer registries, have statutory regulatory powers; others operate on a basis of 
consent. The Review Panel suggests detailed and consistent remedies.

Chapter 9: Education and training
$FURVV�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP��PRVW�VWDII�DUH�UHTXLUHG�WR�XQGHUWDNH�DQQXDO�
training in information governance. The commitment to training is important and the 
associated training budget is a welcome enabler. However, the Review Panel discovered that 
WKH�PDQGDWRU\�WUDLQLQJ�LV�RIWHQ�D�¶WLFN�ER[�H[HUFLVH·��2QH�QXUVH�WROG�XV�WKH�H[SHULHQFH�ZDV�
HTXLYDOHQW�WR�DQ�DQQXDO�¶VKHHS�GLS·��ZKLFK�VWDII�FRXOG�JR�WKURXJK�ZLWKRXW�WKLQNLQJ�

There needs to be a fundamental cultural shift in the approach to learning about 
information governance. Health and social care professionals should be educated and not 
simply trained in effective policies and processes for sharing of information.

They should have formal information governance education focused on their roles, and this 
should be at both undergraduate and postgraduate level. This education should include a 
professional component explaining why there may be a duty to share information in the 
LQWHUHVWV�RI�WKH�SDWLHQW��DV�ZHOO�DV�WKH�OHJDO�DVSHFWV�RI�WKH�FRPPRQ�ODZ�RI�FRQÀGHQWLDOLW\��
the Data Protection Act and Human Rights Act.
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1HWZRUNV�RI�LQIRUPDWLRQ�JRYHUQDQFH�OHDGV�VKRXOG�EH�VWUHQJWKHQHG�DQG�H[WHQGHG�WR�IRVWHU�
greater mutual learning from experience across the health and social care system. In 
addition to the standard training and education, Caldicott Guardians need to demonstrate 
continuous professional development in information governance on an annual basis.

The chapter proposes education and training for non-registered staff and continuous 
professional development for senior managers to ensure they understand the practical 
information governance challenges their staff face.

It notes that information governance is often the responsibility of one person within an 
RUJDQLVDWLRQ��ZKR�PD\�IHHO�LVRODWHG��,Q�PDQ\�FDVHV��WKH�UROH�LV�ÀOOHG�E\�LQH[SHULHQFHG�RU�
relatively junior staff, or is one role among many that an individual must perform. The 
5HYLHZ�3DQHO�FRQFOXGHG�WKDW�LQIRUPDWLRQ�JRYHUQDQFH�VSHFLDOLVWV�VKRXOG�ZRUN�WRJHWKHU�WR�
HVWDEOLVK�D�FRPPXQLW\�RI�SUDFWLFH�WKDW�FRXOG�LPSURYH�NQRZOHGJH�WR�VROYH�SUDFWLFDO�
challenges, develop trust in the information governance function and remove isolation.

Chapter 10: Children and families
The safeguarding of children is a well-established system, underpinned by legislation, 
which requires professionals to share information about a child whenever there is cause 
for concern.

Arrangements for sharing require constant vigilance by the relevant professionals. It has 
become clear, however, that professionals dealing with children and families encounter 
particular issues of information governance that are not covered elsewhere in this report. 
This chapter deals with a series of dilemmas involving children.

,W�UHIHUHQFHV�ZRUN�GRQH�E\�WKH�5R\DO�&ROOHJH�RI�*HQHUDO�3UDFWLWLRQHUV�WR�DGGUHVV�WKH�YH[HG�
issue of when automatic parental access to the child’s medical record should be turned off 
DQG�ZKHQ�WKH�FKLOG·V�DXWRPDWLF�DFFHVV�VKRXOG�EH�DFWLYDWHG�XSRQ�WKHLU�UHDFKLQJ�VXIÀFLHQW�
maturity.

Other dilemmas include the extent to which individual members of a family should have 
DFFHVV�WR�WKH�¶IDPLO\�UHFRUGV·��7KHVH�UHFRUGV�KDYH�EHFRPH�DQ�LPSRUWDQW�GLPHQVLRQ�RI�
children’s social care following the Munro Review. The question is how to provide 
LQIRUPDWLRQ�WR�HDFK�LQGLYLGXDO�IDPLO\�PHPEHU�ZLWKRXW�FRPSURPLVLQJ�WKH�FRQÀGHQWLDOLW\�
of other family members.

In order to provide effective care for children, information often needs to be shared 
EH\RQG�WKH�QRUPDO�ERXQGDULHV�RI�KHDOWK�DQG�VRFLDO�FDUH�VHUYLFHV��LQ�SDUWLFXODU�WDNLQJ�LQ�
organisations such as schools. The Review Panel concludes that there would be clear 
EHQHÀWV�LI�D�VLQJOH��FRPPRQ�DSSURDFK�WR�VKDULQJ�LQIRUPDWLRQ�IRU�FKLOGUHQ�DQG�\RXQJ�SHRSOH�
FRXOG�EH�DGRSWHG��7KH�'HSDUWPHQW�RI�+HDOWK�VKRXOG�ZRUN�ZLWK�WKH�'HSDUWPHQW�IRU�
Education to investigate jointly ways to improve the safe sharing of information between 
health and social care services and schools and other services relevant to children and 
young people, through the adoption of common standards and procedures for sharing 
LQIRUPDWLRQ��7KH�GHSDUWPHQWV�VKRXOG�LQYROYH�H[WHUQDO�UHJXODWRUV�LQ�WKLV�ZRUN�LQFOXGLQJ�WKH�
Care Quality Commission and Ofsted.
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*RYHUQPHQW�SROLF\�LV�LQFUHDVLQJO\�VHHNLQJ�WR�XVH�LQIRUPDWLRQ�WR�LGHQWLI\�LQGLYLGXDOV�RU�
JURXSV�RI�SHRSOH��VXFK�DV�IDPLOLHV��ZKR�PD\�EHQHÀW�IURP�VSHFLÀF�KHOS�RU�HDUO\�
intervention. Generally, the aim of these interventions is to address problems these 
individuals and groups may be facing before they can escalate, potentially causing harm to 
themselves, their communities, or wider society. Identifying these people often requires 
H[WHQVLYH�VKDULQJ��OLQNDJH�DQG�DQDO\VLV�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW�VLJQLÀFDQW�OHVVRQV�UHJDUGLQJ�GDWD�VKDULQJ�PLJKW�EH�
OHDUQHG�IURP�SXEOLF�KHDOWK�DQG�UHVHDUFK�FRPPXQLWLHV��,W�VXJJHVWV�WKDW�WKH�GHÀQLWLRQV�RI�
¶SUHYHQWLRQ·�DGRSWHG�LQ�WKH�LQÁXHQWLDO�VWXG\�RI�SXEOLF�KHDOWK�E\�WKH�&RPPLVVLRQ�RQ�&KURQLF�
Illness could be adapted to cover social welfare interventions.

Chapter 11: New and emerging technologies
,QFUHDVLQJ�QXPEHUV�RI�SDWLHQWV�DUH�EHQHÀWLQJ�IURP�QHZ�WHFKQRORJLHV�WKDW�SHUPLW�¶YLUWXDO�
FRQVXOWDWLRQV·�ZLWK�D�FOLQLFLDQ��XVLQJ�WKH�WHOHSKRQH��HPDLOV�RU�YLGHR�OLQNV��7KHUH�LV�DOVR�D�
rapidly expanding range of medical devices that use software or other technologies to 
record data about a patient when a clinician or other professional is not present. These 
GHYLFHV�WKHQ�PDNH�WKH�LQIRUPDWLRQ�DYDLODEOH�WR�WKH�SURIHVVLRQDO�

7KH�5HYLHZ�3DQHO�IRXQG�D�ODFN�RI�FODULW\�DERXW�D�SDWLHQW·V�ULJKW�WR�DFFHVV�WKH�UHFRUG�RI�
YLUWXDO�FRQVXOWDWLRQV�DQG�XQFHUWDLQW\�DERXW�KRZ�ORQJ�UHFRUGV�ZRXOG�EH�NHSW��,W�SURSRVHV�
ground rules for ensuring patients have access to information about themselves. Providers 
offering virtual consultation services should be able to share, when appropriate, relevant 
digital information from the patient, with registered and regulated health or social care 
professionals responsible for the patient’s care.

Medical devices permitting the monitoring of a patient’s condition from a remote location 
present challenges, but do not raise new issues of information governance. The personal 
FRQÀGHQWLDO�GDWD�JDWKHUHG�WKURXJK�WKHVH�QHZ�SURFHVVHV�DQG�WHFKQRORJLHV�PXVW�EH�WUHDWHG�
LQ�H[DFWO\�WKH�VDPH�ZD\�DV�DQ\�RWKHU�SHUVRQDO�FRQÀGHQWLDO�GDWD��DQG�SURYLGHUV�RI�WKHVH�
services must adhere to the existing legislation and best practice.

The NHS Commissioning Board and clinical commissioning groups and local authorities 
should ensure that services using these new technologies are conforming to best practice 
with regard to information governance and will do so in the future.

Chapter 12: Data management
There are many good reasons why organisations in health and social care need good quality 
GDWD��3DWLHQWV�DUH�DW�ULVN�LI�FOLQLFLDQV�EDVH�WKHLU�GHFLVLRQV�RQ�LQDGHTXDWH�GDWD��'DQJHUV�
PXOWLSO\�LI�WKHUH�LV�SRRU�KDQGRYHU�RI�LQIRUPDWLRQ�EHWZHHQ�FDUH�WHDPV�RU�FRQÁLFWLQJ�DGYLFH�
to patients from professionals. The Review Panel welcomes the focus that professional 
bodies for health and social care are placing on data quality.

The issue is particularly relevant to this review because poor data is so often cited as the 
UHDVRQ�ZK\�SHRSOH�UXQQLQJ�VHUYLFHV�ZDQW�WR�UHDFK�IRU�WKH�ÀOHV�RI�LQGLYLGXDOV��7R�ÀQG�RXW�WKH�
WUXWK��WKH\�ZDQW�LQIRUPDWLRQ�DERXW�UHDO�SHRSOH�WKDW�LQFOXGHV�SHUVRQDO�FRQÀGHQWLDO�GDWD�
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The best solution is not to give them dispensation to ignore or circumvent legal 
requirements. It is to improve data quality standards. If data quality is sound, a pseudonym 
PD\�EH�XVHG�WR�OLQN�GDWD�DQG�WKXV�SURWHFW�WKH�LGHQWLW\�RI�DQ�LQGLYLGXDO�

The Review Panel endorses the First National Data Quality Report of the Quality 
,QIRUPDWLRQ�&RPPLWWHH�RI�WKH�1DWLRQDO�4XDOLW\�%RDUG��ZKLFK�VHHNV�LPSURYHPHQWV�LQ�GDWD�
quality in the health and social care system. 

7KH�FKDSWHU�VXPPDULVHV�VRPH�LPSRUWDQW�DVSHFWV�RI�WKH�$GPLQLVWUDWLYH�'DWD�7DVNIRUFH�UHSRUW�
on LPSURYLQJ�DFFHVV�IRU�UHVHDUFK�DQG�SROLF\ published in 2012, with the Review Panel 
endorsing a number of that report’s conclusions. It also examines the sharing of data to 
VDIHJXDUG�FKLOGUHQ�DQG�DGXOWV�DQG�VSHFLDO�FRQVLGHUDWLRQV�DIIHFWLQJ�GDWD�DERXW�¶WKH�XQERUQ·�

The Review Panel calls for consistency in the information governance requirements for 
providers. It recommends that every health and social care organisation should be required 
to publish a declaration signed by the board or equivalent body, describing what personal 
FRQÀGHQWLDO�GDWD�LW�GLVFORVHV�DQG�WR�ZKRP�DQG�IRU�ZKDW�SXUSRVH�

7KH�FKDSWHU�VHHNV�WR�FODULI\�WKH�OHJDO�IUDPHZRUN�IRU�VKDULQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD��
The Review Panel concludes that individuals should have the same level of protection 
XQGHU�WKH�ODZ�ZKHWKHU�SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�VKDUHG�EHWZHHQ�KHDOWK�VHUYLFH�ERGLHV��
or whether the sharing is between a health service body and a non-health service body. 
The Review Panel also recommends that the Department of Health commission a standard 
template common across the health and social care system for setting up data sharing 
agreements, to prevent unnecessary duplication of effort.

The chapter also suggests practical arrangements to secure the safety of records when a 
provider’s contract comes to an end and sets out the protections and safeguards which 
exist to prevent inappropriate sharing of patient’s information with organisations such 
as insurers.

Chapter 13: System regulation and leadership
From an information governance perspective, there is currently no method of regulating 
the health and social care system as a whole. The Review Panel saw an opportunity for the 
,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�DQG�WKH�&DUH�4XDOLW\�&RPPLVVLRQ�WR�ZRUN�WRJHWKHU�LQ�
ensuring the health and social care system is properly monitored and regulated in this 
regard. The process should be balanced, proportionate and utilise the existing and 
proposed duties within the health and social care system in England. This chapter sets out 
three minimum components.

The Review Panel calls on professional regulators to be involved more often in dealing with 
cases of poor information sharing that disadvantage patients.
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The Information Centre is to become responsible for producing and maintaining a code of 
SUDFWLFH�RQ�FROOHFWLQJ��DQDO\VLQJ��SXEOLVKLQJ�RU�GLVFORVLQJ�FRQÀGHQWLDO�LQIRUPDWLRQ��,W�
should adopt the standards and good practice guidance contained within the green-boxed 
sections of this report.

7KH�,QIRUPDWLFV�6HUYLFHV�&RPPLVVLRQLQJ�*URXS��,6&*��LV�UHVSRQVLEOH�IRU�SURYLGLQJ�DGYLFH�RQ�
commissioning informatics services across the health and social care system. It is proposed 
that a sub-group of the ISCG is established to provide specialist expertise, advice and 
support on information governance. The Review Panel welcomes this proposal.

7KH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�VKRXOG�DGRSW�DQ�DJUHHG�VHW�RI�WHUPV�DQG�GHÀQLWLRQV�IRU�
information sharing that everyone, including the public, should be able to use and 
understand.

Chapter 14: Conclusions and recommendations
,Q�DGGLWLRQ�WR�WKH�ÀQGLQJV�RI�LQGLYLGXDO�FKDSWHUV��WKH�5HYLHZ�3DQHO�UHDFKHV�VRPH�
overarching conclusions. After consideration of what safeguards exist to protect people’s 
FRQÀGHQWLDO�LQIRUPDWLRQ�DQG�ZKDW�PHDQV�RI�UHGUHVV�DUH�DYDLODEOH�LI�PLVWDNHV�DUH�PDGH��WKH�
ÀQDO�FKDSWHU�VHWV�RXW�KRZ�UHGUHVV�VKRXOG�EH�PDQDJHG�E\�HYHU\�RUJDQLVDWLRQ�LQ�WKH�KHDOWK�
and social care system in England.

There was widespread support for the original Caldicott principles, which are as relevant 
and appropriate for the health and social care system today as they were for the NHS in 
1997. However, evidence received during the Review persuaded the Panel of the need for 
some updating, and inclusion of an additional principle. The revised list of Caldicott 
principles therefore reads:

1. Justify the purpose(s)
(YHU\�SURSRVHG�XVH�RU�WUDQVIHU�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�ZLWKLQ�RU�IURP�DQ�RUJDQLVDWLRQ�
VKRXOG�EH�FOHDUO\�GHÀQHG��VFUXWLQLVHG�DQG�GRFXPHQWHG��ZLWK�FRQWLQXLQJ�XVHV�UHJXODUO\�
reviewed, by an appropriate guardian.

���'RQ·W�XVH�SHUVRQDO�FRQÀGHQWLDO�GDWD�XQOHVV�LW�LV�DEVROXWHO\�QHFHVVDU\
3HUVRQDO�FRQÀGHQWLDO�GDWD�LWHPV�VKRXOG�QRW�EH�LQFOXGHG�XQOHVV�LW�LV�HVVHQWLDO�IRU�WKH�
VSHFLÀHG�SXUSRVH�V��RI�WKDW�ÁRZ��7KH�QHHG�IRU�SDWLHQWV�WR�EH�LGHQWLÀHG�VKRXOG�EH�
FRQVLGHUHG�DW�HDFK�VWDJH�RI�VDWLVI\LQJ�WKH�SXUSRVH�V��

���8VH�WKH�PLQLPXP�QHFHVVDU\�SHUVRQDO�FRQÀGHQWLDO�GDWD
:KHUH�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�FRQVLGHUHG�WR�EH�HVVHQWLDO��WKH�LQFOXVLRQ�RI�HDFK�
LQGLYLGXDO�LWHP�RI�GDWD�VKRXOG�EH�FRQVLGHUHG�DQG�MXVWLÀHG�VR�WKDW�WKH�PLQLPXP�DPRXQW�RI�
SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�WUDQVIHUUHG�RU�DFFHVVLEOH�DV�LV�QHFHVVDU\�IRU�D�JLYHQ�IXQFWLRQ�
to be carried out.
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Executive summary

���$FFHVV�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�EH�RQ�D�VWULFW�QHHG�WR�NQRZ�EDVLV
2QO\�WKRVH�LQGLYLGXDOV�ZKR�QHHG�DFFHVV�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�KDYH�DFFHVV�WR�
it, and they should only have access to the data items that they need to see. This may 
PHDQ�LQWURGXFLQJ�DFFHVV�FRQWUROV�RU�VSOLWWLQJ�GDWD�ÁRZV�ZKHUH�RQH�GDWD�ÁRZ�LV�XVHG�IRU�
several purposes.

���(YHU\RQH�ZLWK�DFFHVV�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�EH�DZDUH�RI�WKHLU�
UHVSRQVLELOLWLHV
$FWLRQ�VKRXOG�EH�WDNHQ�WR�HQVXUH�WKDW�WKRVH�KDQGOLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�³�ERWK�
clinical and non-clinical staff — are made fully aware of their responsibilities and 
REOLJDWLRQV�WR�UHVSHFW�SDWLHQW�FRQÀGHQWLDOLW\�

6. Comply with the law
(YHU\�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�PXVW�EH�ODZIXO��6RPHRQH�LQ�HDFK�RUJDQLVDWLRQ�
KDQGOLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�EH�UHVSRQVLEOH�IRU�HQVXULQJ�WKDW�WKH�RUJDQLVDWLRQ�
complies with legal requirements.

���7KH�GXW\�WR�VKDUH�LQIRUPDWLRQ�FDQ�EH�DV�LPSRUWDQW�DV�WKH�GXW\�WR�SURWHFW�
SDWLHQW�FRQÀGHQWLDOLW\�
+HDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDOV�VKRXOG�KDYH�WKH�FRQÀGHQFH�WR�VKDUH�LQIRUPDWLRQ�LQ�WKH�
EHVW�LQWHUHVWV�RI�WKHLU�SDWLHQWV�ZLWKLQ�WKH�IUDPHZRUN�VHW�RXW�E\�WKHVH�SULQFLSOHV��7KH\�
should be supported by the policies of their employers, regulators and professional bodies.

These principles should underpin information governance across the health and social care 
services.

The Review Panel also concludes that the Secretary of State and the Department of Health 
should oversee the implementation of the recommendations of this review, and report on 
the progress made.

7KLV�VHFWLRQ�ÀQLVKHV�E\�OLVWLQJ�WKH�IXOO�VHW�RI�UHFRPPHQGDWLRQV�IURP�WKH�,QIRUPDWLRQ�
Governance Review.
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A guide on using this report

This report is best read in sequence, as the principles, conclusions and information 
governance concepts established in earlier chapters are relevant to later ones.

The recommendations from the Review Panel are embedded within each chapter to 
provide context. A complete list is also contained in chapter 14, at the end of the 
UHSRUW�IRU�UHIHUHQFH��:LWKLQ�HDFK�FKDSWHU��WKH�NH\�FRQFOXVLRQV�WKDW�WKH�5HYLHZ�3DQHO�
arrived at are highlighted in bold text.

Finally, there are a number of sections of text within green boxes throughout this 
report. These contain suggested professional standards or good practice for 
information governance endorsed by the Review Panel.

The guidance in this report is intended to help health and social care professionals 
and staff in sharing information appropriately in their day-to-day activities. There 
ZLOO�KRZHYHU��DOZD\V�EH�H[FHSWLRQDO�DQG�GLIÀFXOW�FLUFXPVWDQFHV�ZKHUH�VROXWLRQV�DUH�
QRW�REYLRXV��,Q�WKHVH�VLWXDWLRQV��SURIHVVLRQDOV�DQG�VWDII�VKRXOG�VHHN�DGYLFH�IURP�
Caldicott Guardians or their professional bodies, and use their judgement to act in 
the best interests of their patients and clients.
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����&RQÀGHQWLDOLW\�DQG�WUXVW
+HDOWK�DQG�VRFLDO�FDUH�VHUYLFHV�FDQQRW�ZRUN�HIIHFWLYHO\�ZLWKRXW�WUXVW��3DWLHQWV�DQG�VHUYLFH�
XVHUV�QHHG�WR�EH�DEOH�WR�WDON�IUHHO\�WR�WKH�SURIHVVLRQDOV�ZKR�FDUH�IRU�WKHP��7KH\�VKRXOG�
IHHO�FRQÀGHQW�DERXW�GLVFORVLQJ�WKH�PRVW�LQWLPDWH�GHWDLOV�RI�WKHLU�OLYHV�WR�WKH�GRFWRU��QXUVH�
RU�VRFLDO�ZRUNHU�ZLWKRXW�IHDU�WKDW�WKH�LQIRUPDWLRQ�PD\�EH�LPSURSHUO\�GLVFORVHG�³�ZKHWKHU�
by malice, poor practice or simple carelessness.

This obligation to prevent information seeping outside the health and social care system 
should not stop it being shared appropriately within it. People expect the various 
professionals in the care team to communicate with each other and to share the 
information that is needed to provide a safe and courteous service.

There is no contradiction between demanding that services are rigorous in safeguarding 
WKH�FRQÀGHQWLDOLW\�RI�SHUVRQDO�LQIRUPDWLRQ�DQG�HQWKXVLDVWLF�DERXW�VKDULQJ�LQIRUPDWLRQ�
among members of staff who need to co-operate to optimise the individual’s care. All 
health and social care organisations must succeed in both respects if they are not to fail 
the people they exist to serve.

Other types of information sharing are also coming to be recognised as equally important. 
3HRSOH�QHHG�WR�EH�DEOH�WR�VHH�WKHLU�RZQ�SHUVRQDO�FRQÀGHQWLDO�GDWD�E\�JDLQLQJ�DFFHVV�WR�
WKHLU�ÀOHV��DOORZLQJ�WKHP�WR�PDNH�FKRLFHV�DQG�SDUWLFLSDWH�DFWLYHO\�LQ�WKHLU�RZQ�FDUH��
Additionally, anonymised patient data needs to be shared to enable the health and social 
care system to plan, develop, innovate, conduct research and be publicly accountable for 
the services it delivers to the people it serves.

These objectives are straightforward and, for the most part, uncontroversial. However, the 
practical arrangements for delivering them in health and social care organisations are 
FRPSOH[�DQG�RIWHQ�XQVDWLVIDFWRU\��7KLV�UHSRUW�VHHNV�WR�KHOS�DOO�VWDII�LQ�WKH�KHDOWK�DQG�VRFLDO�
FDUH�V\VWHP��LQFOXGLQJ�KRQRUDU\�VWDII��WR�PDNH�VRXQG�GHFLVLRQV�DERXW�ZKHQ�WR�VKDUH�DQG�
ZKHQ�QRW�WR�VKDUH�VR�WKDW�WKH�LQWHUHVWV�RI�WKH�SDWLHQW�RU�VHUYLFH�XVHU�DOZD\V�FRPH�ÀUVW�

1.2 General principles of information governance
The term used to describe how organisations manage the way information is handled 
ZLWKLQ�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�LQ�(QJODQG�LV�¶LQIRUPDWLRQ�JRYHUQDQFH·��,W�FRYHUV�
the requirements and standards that the organisations and their suppliers need to achieve 
WR�IXOÀO�WKH�REOLJDWLRQV�WKDW�LQIRUPDWLRQ�LV�KDQGOHG�OHJDOO\��VHFXUHO\��HIÀFLHQWO\��HIIHFWLYHO\�
and in a manner which maintains public trust.

Information governance applies to the balance between privacy and sharing of personal 
FRQÀGHQWLDO�GDWD�DQG�LV�WKHUHIRUH�IXQGDPHQWDO�WR�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP��
providing both the necessary safeguards to protect patient information, and an effective 
IUDPHZRUN�WR�JXLGH�WKRVH�ZRUNLQJ�LQ�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�WR�GHFLGH�ZKHQ�WR�
share, or not to share.
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.H\�GHÀQLWLRQV

3HRSOH�RIWHQ�WDON�DERXW�¶GDWD·�DQG�¶LQIRUPDWLRQ·�DV�LI�WKH\�PHDQ�PXFK�WKH�VDPH�
thing. However the terms have a precise meaning and the words are not 
interchangeable. Readers may understand this report more easily by grasping the 
distinction from the outset:
�� Data�LV�XVHG�WR�GHVFULEH�¶TXDOLWDWLYH�RU�TXDQWLWDWLYH�VWDWHPHQWV�RU�QXPEHUV�WKDW�

are assumed to be factual, and not the product of analysis or interpretation.’
�� Information�LV�WKH�¶RXWSXW�RI�VRPH�SURFHVV�WKDW�VXPPDULVHV�LQWHUSUHWV�RU�

otherwise represents data to convey meaning.’1

7KLV�UHSRUW�DOVR�XVHV�WKH�SKUDVH�¶SHUVRQDO�FRQÀGHQWLDO�GDWD’ throughout.

7KLV�WHUP�GHVFULEHV�SHUVRQDO�LQIRUPDWLRQ�DERXW�LGHQWLÀHG�RU�LGHQWLÀDEOH�LQGLYLGXDOV��
ZKLFK�VKRXOG�EH�NHSW�SULYDWH�RU�VHFUHW��)RU�WKH�SXUSRVHV�RI�WKLV�UHYLHZ�¶SHUVRQDO·�
LQFOXGHV�WKH�'DWD�3URWHFWLRQ�$FW�GHÀQLWLRQ�RI�SHUVRQDO�GDWD��EXW�LW�LV�DGDSWHG�WR�
LQFOXGH�GHDG�DV�ZHOO�DV�OLYLQJ�SHRSOH�DQG�¶FRQÀGHQWLDO·�LQFOXGHV�ERWK�LQIRUPDWLRQ�
¶JLYHQ�LQ�FRQÀGHQFH·�DQG�¶WKDW�ZKLFK�LV�RZHG�D�GXW\�RI�FRQÀGHQFH·�DQG�LV�DGDSWHG�WR�
LQFOXGH�¶VHQVLWLYH·�DV�GHÀQHG�LQ�WKH�'DWD�3URWHFWLRQ�$FW�

1.3 The six principles1 
In 1997, the 5HYLHZ�RI�WKH�8VHV�RI�3DWLHQW�,GHQWLÀDEOH�,QIRUPDWLRQ, chaired by Dame Fiona 
Caldicott, devised six general principles for information governance that could be used by 
all organisations with access to patient information:

1. Justify the purpose(s) 
(YHU\�SURSRVHG�XVH�RU�WUDQVIHU�RI�SDWLHQW�LGHQWLÀDEOH�LQIRUPDWLRQ�ZLWKLQ�RU�IURP�DQ�
RUJDQLVDWLRQ�VKRXOG�EH�FOHDUO\�GHÀQHG�DQG�VFUXWLQLVHG��ZLWK�FRQWLQXLQJ�XVHV�UHJXODUO\�
reviewed, by an appropriate guardian.

2. 'RQ·W�XVH�SDWLHQW�LGHQWLÀDEOH�LQIRUPDWLRQ�XQOHVV�LW�LV�DEVROXWHO\�QHFHVVDU\ 
3DWLHQW�LGHQWLÀDEOH�LQIRUPDWLRQ�LWHPV�VKRXOG�QRW�EH�LQFOXGHG�XQOHVV�LW�LV�HVVHQWLDO�IRU�
WKH�VSHFLÀHG�SXUSRVH�V��RI�WKDW�ÁRZ��7KH�QHHG�IRU�SDWLHQWV�WR�EH�LGHQWLÀHG�VKRXOG�EH�
FRQVLGHUHG�DW�HDFK�VWDJH�RI�VDWLVI\LQJ�WKH�SXUSRVH�V��

3. 8VH�WKH�PLQLPXP�QHFHVVDU\�SDWLHQW�LGHQWLÀDEOH�LQIRUPDWLRQ 
:KHUH�XVH�RI�SDWLHQW�LGHQWLÀDEOH�LQIRUPDWLRQ�LV�FRQVLGHUHG�WR�EH�HVVHQWLDO��WKH�
LQFOXVLRQ�RI�HDFK�LQGLYLGXDO�LWHP�RI�LQIRUPDWLRQ�VKRXOG�EH�FRQVLGHUHG�DQG�MXVWLÀHG�VR�
WKDW�WKH�PLQLPXP�DPRXQW�RI�LGHQWLÀDEOH�LQIRUPDWLRQ�LV�WUDQVIHUUHG�RU�DFFHVVLEOH�DV�LV�
necessary for a given function to be carried out.

4. $FFHVV�WR�SDWLHQW�LGHQWLÀDEOH�LQIRUPDWLRQ�VKRXOG�EH�RQ�D�VWULFW�QHHG�WR�NQRZ�EDVLV 
2QO\�WKRVH�LQGLYLGXDOV�ZKR�QHHG�DFFHVV�WR�SDWLHQW�LGHQWLÀDEOH�LQIRUPDWLRQ�VKRXOG�KDYH�
access to it, and they should only have access to the information items that they need 
WR�VHH��7KLV�PD\�PHDQ�LQWURGXFLQJ�DFFHVV�FRQWUROV�RU�VSOLWWLQJ�LQIRUPDWLRQ�ÁRZV�ZKHUH�
RQH�LQIRUPDWLRQ�ÁRZ�LV�XVHG�IRU�VHYHUDO�SXUSRVHV�

1� 7KH�,QIRUPDWLRQ�*RYHUQDQFH�5HYLHZ�KDV�DGDSWHG�WKH�GHÀQLWLRQV�XVHG�E\�WKH�&DELQHW�2IÀFH�DQG�SXEOLVKHG�LQ�WKH�*RYHUQPHQW·V�:KLWH�3DSHU�
on Open Data.
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5. (YHU\RQH�ZLWK�DFFHVV�WR�SDWLHQW�LGHQWLÀDEOH�LQIRUPDWLRQ�VKRXOG�EH�DZDUH�RI�WKHLU�
UHVSRQVLELOLWLHV 
$FWLRQ�VKRXOG�EH�WDNHQ�WR�HQVXUH�WKDW�WKRVH�KDQGOLQJ�SDWLHQW�LGHQWLÀDEOH�LQIRUPDWLRQ�
— both clinical and non-clinical staff – are made fully aware of their responsibilities 
DQG�REOLJDWLRQV�WR�UHVSHFW�SDWLHQW�FRQÀGHQWLDOLW\�

6. Understand and comply with the law 
(YHU\�XVH�RI�SDWLHQW�LGHQWLÀDEOH�LQIRUPDWLRQ�PXVW�EH�ODZIXO��6RPHRQH�LQ�HDFK�
organisation handling patient information should be responsible for ensuring that the 
organisation complies with legal requirements.

An assessment of the 1997 Caldicott principles and their relevance to the modern health 
DQG�VRFLDO�FDUH�V\VWHP�LV�FRQWDLQHG�LQ�FKDSWHU�����¶&RQFOXVLRQ�DQG�UHFRPPHQGDWLRQV·�

1.4 Caldicott Guardians
7KH������UHSRUW�GHDOW�VSHFLÀFDOO\�ZLWK�WKH�QRQ�FOLQLFDO�XVHV�RI�SDWLHQW�LQIRUPDWLRQ��$W�WKH�
time, there was widespread concern among NHS doctors that their relationship of trust 
ZLWK�SDWLHQWV�ZDV�EHLQJ�SXW�DW�ULVN�E\�PDQDJHUV�VHHNLQJ�WR�XSORDG�SHUVRQDO�LQIRUPDWLRQ�
into information technology systems outside clinical control. Those concerns were allayed 
as NHS organisations adopted the six principles. In particular, they complied with the sixth 
SULQFLSOH�E\�DSSRLQWLQJ�¶&DOGLFRWW�*XDUGLDQV·�WR�PDLQWDLQ�OHJDO�DQG�HWKLFDO�SURSULHW\��2YHU�
WLPH��WKH�JXDUGLDQV·�UHPLW�H[WHQGHG�WR�SURYLGH�RYHUVLJKW�RI�WKH�ÁRZV�RI�LQIRUPDWLRQ�DPRQJ�
FOLQLFLDQV�LQYROYHG�LQ�GLUHFW�SDWLHQW�FDUH��7KH�LQIRUPDWLRQ�JRYHUQDQFH�ZRUNORDG�LQFUHDVHG�
and was usually delegated from board members to managers of varying seniority. Similar 
arrangements were also established in other public bodies, including social care.

The 1997 report did not consider the issue of whether professionals shared information 
well, in the interests of patients, because that was not regarded as a problem at the time. 
Furthermore, its remit did not extend beyond the NHS and so it could not consider 
information sharing between health and social care organisations and individuals.

That omission became increasingly noticeable as the need for closer integration between 
health and social care became ever more apparent, creating a need to extend common 
principles of information governance across the NHS and local government.

1.5 Perceptions of information governance
Over recent years, there has been a growing perception that information governance is 
often cited as a reason not to share information, even when this is in the best interests of 
the patient or service user. This perception is associated with three common criticisms:
�� 7KHUH�LV�D�ODFN�RI�XQGHUVWDQGLQJ�RI�LQIRUPDWLRQ�JRYHUQDQFH�GXH�DW�OHDVW�LQ�SDUW�WR�LWV�

complexity.
�� 7KHUH�LV�D�ODFN�RI�FRPPLWPHQW�WR�LQIRUPDWLRQ�JRYHUQDQFH�DQG�SHRSOH�FDQQRW�EH�

bothered with it.
�� There is a marginalisation of information governance professionally or at least in the 

minds of health and social care professionals.
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Paradoxically, criticism that the bureaucracy of information governance is standing in the 
way of sensible information sharing among professionals has gone hand in hand with 
equally vociferous criticism that the system is not doing enough to combat laxity in the 
SURWHFWLRQ�RI�FRQÀGHQWLDO�GDWD�DQG�LQIRUPDWLRQ��7KHUH�LV�D�SHUFHSWLRQ�WKDW�WRR�PXFK�
information is being disclosed inadvertently as well as too little being shared deliberately. 
Furthermore there is uncertainty among many patients and users of services, who are 
XQDZDUH�RI�KRZ�SHUVRQDO�FRQÀGHQWLDO�GDWD�DERXW�WKHP�LV�FROOHFWHG�DQG�VKDUHG��,I�SHRSOH�
GR�QRW�NQRZ�KRZ�WKHLU�GDWD�ZLOO�EH�XVHG��LW�LV�ZURQJ�WR�DVVXPH�WKH\�KDYH�JLYHQ�WKHLU�
implied consent to sharing.

1.6 The Future Forum and the Information Governance Review
The 1+6�)XWXUH�)RUXP�ZRUN�VWUHDP�RQ�LQIRUPDWLRQ�QRWHG�WKHVH�LVVXHV��DQG�LQ�LWV�UHSRUW��
recommended that:

´7KH�*RYHUQPHQW�VKRXOG�FRPPLVVLRQ�D�UHYLHZ�RI�WKH�FXUUHQW�LQIRUPDWLRQ�JRYHUQDQFH�
UXOHV�DQG�RI�WKHLU�DSSOLFDWLRQ��WR�UHSRUW�GXULQJ�������7KH�DLP�RI�WKH�UHYLHZ�VKRXOG�
EH�WR�HQVXUH�WKDW�WKHUH�LV�DQ�DSSURSULDWH�EDODQFH�EHWZHHQ�WKH�SURWHFWLRQ�RI�SDWLHQW�
LQIRUPDWLRQ�DQG�WKH�XVH�DQG�VKDULQJ�RI�LQIRUPDWLRQ�WR�LPSURYH�SDWLHQW�FDUH��µ

In January 2012, the Government accepted this recommendation, and the then Secretary 
RI�6WDWH�IRU�+HDOWK�DVNHG�'DPH�)LRQD�&DOGLFRWW�WR�OHDG�D�QHZ�LQGHSHQGHQW�UHYLHZ�RI�
information governance across the whole health and social care system in England. Dame 
Fiona agreed and in order to distinguish this review from Dame Fiona’s report in 1997, it 
DOVR�EHFDPH�NQRZQ�DV�WKH�&DOGLFRWW��5HYLHZ�

In May 2012, Dame Fiona convened a Panel of 15 experts to conduct the review. The names 
of the Panel members are set out in appendix 1. Between May to October 2012, the Panel 
WRRN�HYLGHQFH�IURP�D�ZLGH�UDQJH�RI�VWDNHKROGHUV��KROGLQJ����LQGLYLGXDO�HYLGHQFH�VHVVLRQV��
WDNLQJ�HYLGHQFH�IURP�RYHU�����SHRSOH�DQG�UHFHLYLQJ�PRUH�WKDQ�����SLHFHV�RI�ZULWWHQ�
evidence.

7KH�,QIRUPDWLRQ�*RYHUQDQFH�5HYLHZ�WRRN�SODFH�LQ�WKH�FRQWH[W�RI�D�VHULHV�RI�RWKHU�
LQLWLDWLYHV�WKDW�DUH�UHOHYDQW�WR�LQIRUPDWLRQ�JRYHUQDQFH�DQG�KDYH�LQÁXHQFHG�WKH�3DQHO·V�
deliberations.

1.7 The Information Strategy
The views of the public were heavily canvassed in the production of the Government’s 
,QIRUPDWLRQ�6WUDWHJ\��¶7KH�3RZHU�RI�,QIRUPDWLRQ��3XWWLQJ�DOO�RI�XV�LQ�FRQWURO�RI�WKH�KHDOWK�
and social care information we need’, published in May 20123. It set out the need for a 
cultural and operational shift to enable patient access to records. It explained how the 
health and social care system should be better integrated by allowing data to pass from 
one information technology system to another, and for quality of care to be the driver for 
the system.

2 Information: A report from the NHS Future Forum, January 2012,  
KWWS���ZZZ�GK�JRY�XN�SURGBFRQVXPBGK�JURXSV�GKBGLJLWDODVVHWV�GRFXPHQWV�GLJLWDODVVHW�GKB�������SGI

 3 The Power of Information: Putting all of us in control of the health and care information we need, Department of Health, 21st May 2012
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1.8 Health and Social Care Act 2012
The Health and Social Care Act 20124�GLG�QRW�PDNH�VXEVWDQWLYH�FKDQJHV�WR�WKH�RYHUDUFKLQJ�
OHJDO�IUDPHZRUN�IRU�GDWD�SURWHFWLRQ��WKH�FRPPRQ�ODZ�GXW\�RI�FRQÀGHQWLDOLW\��RU�KXPDQ�
rights requirements, all of which are relevant to information governance. However, it 
LQWURGXFHG�DQ�LPSRUWDQW�OHJDO�EDVLV�IRU�WKH�+HDOWK�DQG�6RFLDO�&DUH�,QIRUPDWLRQ�&HQWUH��WKH�
,QIRUPDWLRQ�&HQWUH��WR�DFFHVV�SHUVRQDO�FRQÀGHQWLDO�GDWD5:
�� )URP��VW�$SULO�������WKH�,QIRUPDWLRQ�&HQWUH�ZLOO�EH�DEOH�WR�REWDLQ�FRQÀGHQWLDO�

information6 that it has been directed to collect by the Secretary of State and NHS 
&RPPLVVLRQLQJ�%RDUG��VHFWLRQ�����RI�WKH�$FW��

�� 7KH�,QIRUPDWLRQ�&HQWUH�ZLOO�DOVR�FROOHFW�FRQÀGHQWLDO�LQIRUPDWLRQ�IROORZLQJ�D�PDQGDWRU\�
UHTXHVW�IURP�D�¶SULQFLSDO�ERG\·��L�H��&4&��0RQLWRU�RU�1,&(��VHFWLRQ������

The Information Centre will be responsible for producing a code of practice on collecting, 
DQDO\VLQJ��SXEOLVKLQJ�RU�GLVFORVLQJ�FRQÀGHQWLDO�LQIRUPDWLRQ7. The Information Centre code 
will be iterative and all health or social care bodies will need to have regard to the code 
when providing health services or adult social care in England.

In addition, the Act gives rise to a number of changes in public health arrangements that 
come into force in April 2013. This includes the creation of Public Health England that 
EULQJV�WRJHWKHU�VHYHUDO�ERGLHV�ZLWK�VLJQLÀFDQW�LQIRUPDWLRQ�JDWKHULQJ�DQG�DQDO\VLV�IXQFWLRQV�
such as the Health Protection Agency and cancer registries. As part of the changes in the 
Act, local Directors of Public Health and their teams will move from the NHS to local 
authorities, where they will continue to require access to health data in order to discharge 
their functions.

1.9 The Government’s Open Data White Paper: ‘Unleashing the 
Potential’
,Q�-XQH�������WKH�*RYHUQPHQW�SXEOLVKHG�¶8QOHDVKLQJ�WKH�3RWHQWLDO·��WKH�2SHQ�*RYHUQPHQW�
:KLWH�3DSHU8. It states:

´'DWD�LV�WKH���VW�&HQWXU\·V�QHZ�UDZ�PDWHULDO��,WV�YDOXH�LV�LQ�KROGLQJ�JRYHUQPHQWV�WR�
DFFRXQW��LQ�GULYLQJ�FKRLFH�DQG�LPSURYHPHQWV�LQ�SXEOLF�VHUYLFHV��DQG�LQ�LQVSLULQJ�
LQQRYDWLRQ�DQG�HQWHUSULVH�WKDW�VSXUV�VRFLDO�DQG�HFRQRPLF�JURZWK�µ

7KH�:KLWH�3DSHU�SURSRVHG�D�WZLQ�WUDFN�DSSURDFK�WR�GDWD��,W�FDOOHG�IRU�JUHDWHU�RSHQQHVV�
and transparency of data based on a belief that “GDWD�WKDW�FDQ�EH�SXEOLVKHG�VKRXOG�EH�
SXEOLVKHG”, coupled with a commitment to uphold public trust by promising to “VDIHJXDUG�
SHRSOH·V�GDWD�IURP�PLVXVH�DQG�ULJRURXVO\�SURWHFW�WKH�SXEOLF·V�ULJKW�WR�SULYDF\�”

4 Although the Act states the Information Centre may disclose information to other organisations “when necessary or expedient to their 
VWDWXWRU\�IXQFWLRQµ��WKH�5HYLHZ�3DQHO�KDV�FRQÀUPHG�WKDW�WKLV�GRHV�QRW�LQWURGXFH�D�ORZHU�WKUHVKROG�IRU�GLVFORVXUH�WKDQ�WKDW�VWDWHG�LQ�WKH�
'DWD�3URWHFWLRQ�DQG�+XPDQ�5LJKWV�$FWV�ZKLFK�VHWV�WKH�WKUHVKROG�DW�¶QHFHVVDU\·��QRW�¶QHFHVVDU\�RU�H[SHGLHQW·�� 
KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNSJD��������FRQWHQWV�HQDFWHG

5� 7KH�,QIRUPDWLRQ�&HQWUH�JHQHUDOO\�FDQQRW�GLVFORVH�RU�GLVVHPLQDWH�WKH�FRQÀGHQWLDO�LQIRUPDWLRQ�LW�KROGV�WR�RWKHUV��+RZHYHU��WKHUH�DUH�
exceptions set out in section 261:2 of the Health and Social Care Act 2012.

6� 7KH�+HDOWK�DQG�6RFLDO�&DUH�$FW������GHÀQHV�¶FRQÀGHQWLDO�LQIRUPDWLRQ·�DV��D�LQIRUPDWLRQ�ZKLFK�LV�LQ�D�IRUP�ZKLFK�LGHQWLÀHV�DQ\�LQGLYLGXDO�WR�
ZKRP�WKH�LQIRUPDWLRQ�UHODWHV�RU�HQDEOHV�WKH�LGHQWLW\�RI�VXFK�DQ�LQGLYLGXDO�WR�EH�DVFHUWDLQHG��RU��E�DQ\�RWKHU�LQIRUPDWLRQ�LQ�UHVSHFW�RI�ZKLFK�
WKH�SHUVRQ�ZKR�KROGV�LW�RZHV�DQ�REOLJDWLRQ�RI�FRQÀGHQFH�

7� +HDOWK�DQG�6RFLDO�&DUH�$FW�������SDUW����FKDSWHU����VHFWLRQ�����³�)XQFWLRQV��LQIRUPDWLRQ�V\VWHPV�³�&RGH�RI�SUDFWLFH�RQ�FRQÀGHQWLDO�
LQIRUPDWLRQ��KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNSJD��������VHFWLRQ�����HQDFWHG

8� KWWS���ZZZ�FDELQHWRIÀFH�JRY�XN�UHVRXUFH�OLEUDU\�RSHQ�GDWD�ZKLWH�SDSHU�XQOHDVKLQJ�SRWHQWLDO
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7KH�*RYHUQPHQW�VHW�RXW�WKH�GHVLUH�WR�PDNH�SHUVRQDO�GDWD�UHFRUGV�DYDLODEOH�WR�WKRVH�WR�
whom they relate through a secure online portal. Details of how and when record access to 
central data sets will be done in the health and social care system is still in discussion at 
WKLV�VWDJH��DSDUW�IURP�WKH�VKDULQJ�DVVRFLDWHG�ZLWK�*3�UHFRUGV��VHH�VHFWLRQ������

The Government committed to “HQVXUH�WKDW�SULYDF\�LV�QRW�FRQVLGHUHG�DV�DQ�DIWHUWKRXJKW�
EXW�DW�WKH�EHJLQQLQJ�RI�DOO�GLVFXVVLRQV�FRQFHUQLQJ�WKH�UHOHDVH�RI�D�QHZ�GDWDVHW��:H�ZLOO�
HQVXUH�ZH�NHHS�SDFH�ZLWK�WKH�ODWHVW�WHFKQRORJ\�VR�DQRQ\PLVHG�GDWDVHWV�UHPDLQ�
DQRQ\PLVHG�DQG�SHUVRQDO�GDWD�UHPDLQV�SHUVRQDO.”

7KH�:KLWH�3DSHU�UHIHUHQFHV�WKH�,QIRUPDWLRQ�*RYHUQDQFH�5HYLHZ�DV�SDUW�RI�LWV�FRPPLWPHQW�
to getting the balance right between transparency and privacy.

1.10 The NHS Constitution
The NHS Constitution sets out in one place the principles and values of the NHS in England, 
DQG�WKH�NH\�ULJKWV�DQG�UHVSRQVLELOLWLHV�RI�ERWK�SDWLHQWV�DQG�VWDII�

In November 2012, the Department of Health launched a consultation on strengthening the 
NHS Constitution9. This included proposed changes to the Constitution, intended to explain 
more fully how patient information is both protected and used by the NHS. The Review 
Panel assisted the Department and the NHS Future Forum in the development of these 
proposed amendments.

The Review Panel is proposing the rights, responsibilities and commitments on patient 
data, contained in the NHS Constitution, are extended to cover the whole health and social 
FDUH�V\VWHP��VHH�VHFWLRQ������

�����,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�DQRQ\PLVDWLRQ�FRGH
,Q�1RYHPEHU�������WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH��,&2��SXEOLVKHG�¶$QRQ\PLVDWLRQ��
PDQDJLQJ�GDWD�SURWHFWLRQ�ULVN�FRGH�RI�SUDFWLFH’10��WKH�,&2�DQRQ\PLVDWLRQ�FRGH���7KH�
5HYLHZ�3DQHO�KDV�ZRUNHG�WR�HQVXUH�DOLJQPHQW�ZLWK�WKH�,&2�DQRQ\PLVDWLRQ�FRGH��ZKLFK�LV�
particularly relevant to section 6.3 of this report, which discusses the different states of 
DQRQ\PRXV�DQG�LGHQWLÀHG�GDWD�

1.12 Law Commission project on data sharing
The Law Commission intends to start a project on data sharing between public bodies in 
VSULQJ�������7KH�UDWLRQDOH�EHKLQG�WKH�ZRUN�LV�WKDW�WKHUH�DUH�SHUVLVWHQW�UHSRUWV�WKDW�SXEOLF�
ERGLHV�KDYH�GLIÀFXOW\�LQ�VKDULQJ�GDWD�EHFDXVH�RI�OHJDO�EDUULHUV�WKDW�SUHYHQW�WKHP�IURP�
IXOÀOOLQJ�WKHLU�GXWLHV�WR�FLWL]HQV�

9� KWWSV���ZZZ�ZS�GK�JRY�XN�SXEOLFDWLRQV�ÀOHV���������&RQVXOWDWLRQ�RQ�VWUHQJWKHQLQJ�WKH�1+6�&RQVWLWXWLRQ�SGI
10� KWWS���ZZZ�LFR�JRY�XN�IRUBRUJDQLVDWLRQV�GDWDBSURWHFWLRQ�WRSLFBJXLGHV�DQRQ\PLVDWLRQ�DVS[
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2 People’s right to access information 
DERXW�WKHPVHOYHV

����2XU�ULJKW�WR�NQRZ
$Q�LPSRUWDQW�FRPPLWPHQW�LQ�WKH�¶7KH�3RZHU�RI�,QIRUPDWLRQ·��WKH�'HSDUWPHQW�RI�+HDOWK·V�
Information strategy, was to give people better access to their care records. The reasoning 
ZDV�WKDW�SHRSOH�ZKR�DUH�DOORZHG�WR�VKDUH�WKHLU�RZQ�UHFRUGV�FDQ�EH�HPSRZHUHG�WR�WDNH�
part in decisions about their own care in a genuine partnership with professionals. The 
Strategy said:

´(OHFWURQLF�DFFHVV�WR�RXU�RZQ�FDUH�UHFRUGV�ZKHUH�ZH�UHTXHVW�LW�ZLOO�VWDUW�ZLWK�*3�
UHFRUGV�E\������DQG�RXU�VRFLDO�FDUH�UHFRUGV�DV�VRRQ�DV�,7�V\VWHPV�DOORZ��:RUN�ZLWK�
SDWLHQW��VHUYLFH�XVHU�DQG�SURIHVVLRQDO�ERGLHV�DQG�ZLWK�LQGXVWU\�ZLOO�HQDEOH�WKLV�
DFFHVV�WR�H[SDQG�SURJUHVVLYHO\�WR�RXU�UHFRUGV�DFURVV�KHDOWK�DQG�FDUH�µ

7KH�5HYLHZ�3DQHO�KHDUG�HYLGHQFH�WKDW�SHRSOH·V�ODFN�RI�DFFHVV�WR�WKHLU�UHFRUGV�XQGHU�WKH�
present system is causing great frustration. People are being told they have a choice of 
services, but their choice is constrained if they do not have the facts about themselves.

2.2 Barriers to sharing
Repeatedly the Review Panel heard that patients’ attempts to become involved in decision 
PDNLQJ�ZHUH�WKZDUWHG�E\�´LQIRUPDWLRQ�JRYHUQDQFH�UXOHVµ�WKDW�LJQRUHG�WKHLU�H[SUHVV�
wishes. Examples included:
�� patients and carers being denied information via email even if they explicitly consented 

WR�WKLV�DQG�NQHZ�WKH�ULVNV��EHFDXVH�RI�¶GDWD�SURWHFWLRQ�SROLFLHV·�
�� SDWLHQWV�VLJQLQJ�FRQVHQW�IRUPV�WR�DOORZ�KHDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDOV�WR�ZRUN�

WRJHWKHU�EXW�ÀQGLQJ�WKDW�WKH�VKDULQJ�LV�EORFNHG�E\�HLWKHU�KHDOWK�RU�ORFDO�DXWKRULW\�
information governance leads;

�� blind patients not being offered communications in an audio format, or other suitable 
media, so they are not discriminated against; and

�� patients being charged a fee in exchange for access to their records.

These examples appear in the main to originate from local information governance 
policies, which vary between organisations. For example, the NHS Cambridgeshire and 
Peterborough Email Acceptable Use Policy 2012—1311 does allow emailing to the patient 
and has a suitable explicit consent form included. The email policy for NHS Leeds12 allows 
email communication to occur if consent is documented in the patient notes. The email 
policy for North East London13 does not deal with the subject directly but suggests secure 
HPDLO�DQG�HQFU\SWLRQ�IRU�HPDLOV�FRQWDLQLQJ�SDWLHQW�LGHQWLÀDEOH�GDWD��,W�DOVR�DOOXGHV�WR�
disciplinary action as a consequence of poor compliance.

11� KWWS���ZZZ�FDPEULGJHVKLUH�QKV�XN�GRZQORDGV�SROLFLHV�,QIRUPDWLRQ���*RYHUQDQFH�(PDLO���$FFHSWDEOH���8VH���3ROLF\�SGI
12� KWWS���ZZZ�OHHGV�QKV�XN�'RZQORDGV�&RUSRUDWH�)2,�(PDLO���3ROLF\�SGI
13� �KWWS���ZZZ�QHOIW�QKV�XN�BGRFXPHQWEDQN�,7���B(PDLOB3ROLF\BUHYLVHGB,7���BBB)HEB���SGI
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Case study

A 72–year–old who is totally blind is the full-time carer for his wife, who has 
GHPHQWLD�DQG�3DUNLQVRQ·V�GLVHDVH��+H�DVNHG�KHU�KRVSLWDO�FRQVXOWDQW�WR�VHQG�OHWWHUV�E\�
email. That way he could use a screen reader to convert the words into speech. His 
wife can no longer understand letters in any format.

The consultant refused because his NHS trust considered email to be insecure. “To 
SUHVHUYH�KHU�FRQÀGHQWLDOLW\�µ�KH�LQVLVWHG�RQ�VHQGLQJ�KDUG�FRSLHV�RI�OHWWHUV�VR�KHU�
husband had to get someone else to read them out to him. So much for 
FRQÀGHQWLDOLW\�

The Review Panel was surprised local policy was viewed as a higher authority than 
patient consent, which has a legal basis.

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW�SHUVRQDO�FRQÀGHQWLDO�GDWD�FDQ�EH�VKDUHG�ZLWK�
LQGLYLGXDOV�YLD�HPDLO�ZKHQ�WKH�LQGLYLGXDO�KDV�H[SOLFLWO\�FRQVHQWHG�DQG�WKH\�KDYH�EHHQ�
LQIRUPHG�RI�DQ\�SRWHQWLDO�ULVN�

In addition to giving people access to their electronic care records, the Review Panel 
concludes that patients who request personal on site access to the paper notes of a 
SDUWLFXODU�HSLVRGH��RU�FRSLHV�RI�SDUWLFXODU�WHVW�UHVXOWV�VKRXOG�QRW�EH�XQUHDVRQDEO\�
refused or charged a fee. However, copies of full paper records should follow 
WKHVWDQGDUG�¶6XEMHFW�$FFHVV�5HTXHVW·�SURFHVV14. The Review Panel endorses the 
%ULWLVK�&RPSXWHU�6RFLHW\�SXEOLFDWLRQ�¶.HHSLQJ�\RXU�KHDOWK�DQG�VRFLDO�FDUH�UHFRUGV�VDIH�
and secure’15.

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�WKH�NH\�WHVW�IRU�KHDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDOV��
LQIRUPDWLRQ�JRYHUQDQFH�H[SHUWV�DQG�WKH�SURYLGHU�VKRXOG�EH��¶+DYH�,�SODFHG�JRRG�
SDWLHQW�FDUH�DQG�SDWLHQW�VDWLVIDFWLRQ�DW�WKH�FHQWUH�RI�P\�GHFLVLRQ�PDNLQJ"·

2.3 Scale of sharing
$OO�FRPPXQLFDWLRQV�EHWZHHQ�GLIIHUHQW�KHDOWK�DQG�VRFLDO�FDUH�WHDPV�VKRXOG�EH�FRSLHG�WR�
WKH�SDWLHQW�RU�VHUYLFH�XVHU�³�WKHUH�VKRXOG�EH�¶QR�VXUSULVHV·�IRU�WKH�SDWLHQW�DV�WR�ZKR�D�
UHFRUG�KDV�EHHQ�VKDUHG�ZLWK�

As a rule of thumb, the stimulus or trigger for communications of this type should be when 
care of an individual moves between providers and settings. There are broadly two types of 
electronic record sharing with the patient, which are explained below.

14 $�¶6XEMHFW�$FFHVV�5HTXHVW·�LV�D�ZULWWHQ�UHTXHVW�PDGH�E\�DQ�LQGLYLGXDO�WR�D�GDWD�FRQWUROOHU�WR�ÀQG�RXW�ZKHWKHU�SHUVRQDO�GDWD�LV�KHOG�DERXW�
WKHP�DQG��LI�VR��ZKDW�SHUVRQDO�GDWD�LV�KHOG��KWWS���ZZZ�LFR�JRY�XN�IRUBRUJDQLVDWLRQV�GDWDBSURWHFWLRQ�a�PHGLD�GRFXPHQWV�OLEUDU\�'DWDB
3URWHFWLRQ�'HWDLOHGBVSHFLDOLVWBJXLGHV�VXEMHFWBDFFHVVBUHTXHVWVBIRUBKHDOWKBUHFRUGV�DVK[

15 http://www.bcs.org/upload/pdf/social-care-records.pdf
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'HÀQLWLRQ��WZR�W\SHV�RI�UHFRUGV

Personal health and wellbeing records broadly consist of two main types. People may 
have both.

�� Health and social care records 
These are the commonest type and are supported by the information strategy. 
A professional creates an electronic patient record, which is then shared with the 
patient and their relevant care teams. The health or social care professional is 
responsible and accountable for that record when it is for the purpose of direct 
care. Patients may get right of access, the ability to see, interact and request 
corrections but not the right to change the content because that might be 
FOLQLFDOO\�XQVDIH��7KLV�DFFHVV�LV�VRPHWLPHV�UHIHUUHG�WR�DV�¶SDWLHQW�RQOLQH�DFFHVV·�RU�
¶UHFRUG�DFFHVV·�

�� 3DWLHQW�RZQHG�UHFRUGV 
These are less common forms of record that individuals create and manage 
WKHPVHOYHV��7KH\�DUH�NHSW�VHSDUDWH�IURP�DQ\�HOHFWURQLF�SDWLHQW�UHFRUG�DQG�WKH�
individual has total control and responsibility for the content. Patient-owned 
records may include extracts from electronic patient records, but may also 
contain information added by the individual such as exercise monitoring data, 
weight etc; commercial contributions e.g. from over the counter drug purchases 
RU�IURP�VXSHUPDUNHW�DOFRKRO�SXUFKDVHV��DQG�FRQWULEXWLRQV�IURP�SHUVRQDOO\�
DFTXLUHG�¶PHGLFDO�GHYLFHV·�

The Royal College of General Practitioners, in concert with the Department of Health and 
RWKHU�VWDNHKROGHUV�KDV�EHHQ�OHDGLQJ�ZRUN�RQ�SURYLGLQJ�SDWLHQWV�ZLWK�RQOLQH�DFFHVV�WR�WKHLU�
care records. In March 2013, the RCGP published 3DWLHQW�2QOLQH��7KH�5RDG�0DS16, which 
includes guidance for GP’s on information governance and safeguarding for GPs in relation 
to online access. The Review Panel concludes that wider-scale record access needs to build 
RQ�WKLV�ZRUN�

The aim for records access should be that people will be able freely to access their 
electronic records, such as electronic hospital records, community records and personal 
FRQÀGHQWLDO�GDWD�KHOG�E\�DOO�RUJDQLVDWLRQV�LQ�KHDOWK�DQG�VRFLDO�FDUH��ZLWKLQ�D�UHDVRQDEOH�
time frame after the implementation of GP record access. The Review Panel believes this 
should be complete within the next decade. This will not automatically happen unless 
there is a clear plan for implementation. See recommendation 1 below.

This approach enables variable speeds of progress, allowing GP practices and patients to 
forge ahead and, through this model, test and develop new possibilities. Other aspects of 
WKH�5&*3·V�LPSRUWDQW�ZRUN�DUH�FRQVLGHUHG�LQ�VHFWLRQ������

16� �KWWS���ZZZ�UFJS�RUJ�XN�FOLQLFDO�DQG�UHVHDUFK�SUDFWLFH�PDQDJHPHQW�UHVRXUFHV�KHDOWK�LQIRUPDWLFV�JURXS�SDWLHQW�RQOLQH�DVS[
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2QH�SDUWLFXODU�FKDOOHQJH��ZKLFK�DURVH�RXW�RI�WKLV�ZRUN�RQ�JLYLQJ�SDWLHQWV�DFFHVV�WR�UHFRUGV�
and letters, concerned the subject of health literacy and language. Records are designed 
WR�VXSSRUW�WKH�SURIHVVLRQDO�FDUH�IRU�WKH�SDWLHQW�DQG�VR�LQWHUSUHWDWLRQ�PD\�EH�YHU\�GLIÀFXOW�
IRU�SDWLHQWV��7KLV�GLIÀFXOW\�LV�PDJQLÀHG�ZKHQ�(QJOLVK�LV�QRW�WKH�SHUVRQ·V�ÀUVW�ODQJXDJH��7KH�
Review Panel discussed this issue at length and noted that different activities, with 
different responsible owners, could improve the situation. These are:
�� Over time the health and social care system should adopt international record content 

data standards, which have an automated capability of representing faithfully the same 
concept in the patient’s record in their own language as represented by the English 
language in the record used by the professional.

�� Health literacy should be promoted through education in schools and universities 
and supplemented, if necessary, with services to help patients’ understanding of 
their records.

�� Patients and service users should be able to go to independent facilitators for 
FRQÀGHQWLDO�KHOS�ZLWK�WUDQVODWLQJ�WKHLU�UHFRUG��LI�WKH\�FKRRVH�QRW�WR�XVH�IDPLO\�
and friends.

2.4 Identity management
Assuring that only persons with a legitimate reason can access information about a patient 
LV�IXQGDPHQWDO�WR�PDLQWDLQLQJ�FRQÀGHQWLDOLW\��)RU�VWDII�ZLWK�DFFHVV�WR�SHUVRQDO�FRQÀGHQWLDO�
GDWD��WKLV�LV�UHODWLYHO\�VWUDLJKWIRUZDUG��WKHLU�LGHQWLW\�LV�FKHFNHG�RQ�UHFUXLWPHQW�DQG�
SURFHVVHV�VXFK�DV�SDVVZRUGV��VPDUW�FDUGV�DQG�VHFXULW\�ORFNV�FRQWURO�WKHLU�DFFHVV�WR�V\VWHPV�
DQG�UHFRUGV�VWRUHV��&DUH�VKRXOG�EH�WDNHQ�WR�HQVXUH�WKDW�WKHVH�SURFHVVHV�GR�QRW�PDNH�WKH�
V\VWHPV�XQZRUNDEOH��)RU�´FRPSXWHULVHGµ�V\VWHPV��LW�LV�DFKLHYHG�WKURXJK�WKH�SUHVHQFH�RI�D�
sound and effective audit trail.

Case study

Community matrons were issued with handy laptops with Internet access.

They were expected to arrive in the patient’s home and call up medical notes, 
including the latest test results. Before leaving, they were meant to update the care 
plan online.

However, limitations of the IT system combined with restrictions of information 
governance to frustrate the plan. A matron told the Review:

´:H�KDG�WR�HQWHU�WKUHH�SDVVZRUGV�EHIRUH�ZH�FRXOG�HYHQ�JHW�WR�WKH�VWDJH�RI�
XVLQJ�RXU�H�FDUGV�WR�DFFHVV�>WKH�SDWLHQW·V�GDWD�@�7KDW�ZRXOG�WDNH�������PLQXWHV�
DQG�WKHQ��OLNHO\�DV�QRW��WKH�V\VWHP�ZRXOG�FUDVK�µ

The matrons stopped using the laptops.
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Case study

Nurses in Derbyshire have pioneered the use of digital pen technology to record visits 
WR�SDWLHQWV�ZLWKRXW�ULVN�WR�GDWD�VHFXULW\�

Derbyshire Healthcare NHS Foundation Trust provided the equipment to 800 staff 
GRLQJ�PHQWDO�KHDOWK�ZRUN�LQ�WKH�FRPPXQLW\��,W�HQDEOHG�WKHP�WR�FRQYHUW�KDQGZULWWHQ�
notes into data that could be fed through a mobile phone to reach the trust’s 
database almost instantly.

7KH�WUXVW�LV�FRQÀGHQW�WKDW�LQIRUPDWLRQ�FDQQRW�EH�LQWHUFHSWHG��'LJLWDO�SHQV�KDYH�
saved community psychiatric nurses about 15 minutes for each patient visit, without 
reducing face-to-face time. They contributed to savings in excess of £800,000 over 
two years.

The objective of increasing patients’ access to their own records requires that there is a 
secure but straightforward means to identify and authenticate anyone who has had access. 
This includes patients or service users and their carers or nominees for whom they have 
given explicit consent to access their record or receive information, and a way of seeing 
that this access has been used appropriately. Health and social care organisations should 
HQVXUH�WKH\�DOLJQ�ZLWK�LQLWLDWLYHV�RQ�LGHQWLW\�DVVXUDQFH��VXFK�DV�WKH�¶,GHQWLW\�$VVXUDQFH��
(QDEOLQJ�7UXVWHG�7UDQVDFWLRQV·�SURJUDPPH�EHLQJ�OHG�E\�WKH�&DELQHW�2IÀFH17. These 
solutions should apply not only to electronic records, but also medical devices, as set  
out in chapter 11.

The Review Panel concludes that in addition, there is a need for an information governance 
standard on identity management by 2015, common across health and social care, that is 
DSSURSULDWH�WR�WKH�KLJKO\�VHQVLWLYH�QDWXUH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�

The Review Panel concludes that a full and meaningful audit trail, which details 
DQ\RQH�DQG�HYHU\RQH�ZKR�KDV�DFFHVVHG�DQ�LQGLYLGXDO·V�HOHFWURQLF�SHUVRQDO�FRQÀGHQWLDO�
GDWD��VKRXOG�EH�PDGH�DYDLODEOH�LQ�D�VXLWDEOH�IRUP�WR�SDWLHQWV�YLD�WKHLU�KHDOWK�DQG�VRFLDO�
care records.

Patients themselves (and any other people they have given access to their record) 
VKRXOG�EH�WUHDWHG�LQ�H[DFWO\�WKH�VDPH�ZD\�DV�VWDII�DQG�EH�FDSWXUHG�RQ�WKH�DXGLW�WUDLO�

17� �KWWS���ZZZ�FDELQHWRIÀFH�JRY�XN�UHVRXUFH�OLEUDU\�LGHQWLW\�DVVXUDQFH�HQDEOLQJ�WUXVWHG�WUDQVDFWLRQV
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Recommendation 1

People must have the fullest possible access to all the electronic care records about 
them, across the whole health and social care system, without charge.

An audit trail that details anyone and everyone who has accessed a patient’s record 
should be made available in a suitable form to patients via their personal health and 
social care records. The Department of Health and NHS Commissioning Board should 
drive a clear plan for implementation to ensure this happens as soon as possible.
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3 Direct care of individuals
3.1 A culture of anxiety
:KHQ�LW�FRPHV�WR�VKDULQJ�LQIRUPDWLRQ��D�FXOWXUH�RI�DQ[LHW\�SHUPHDWHV�PDQ\�KHDOWK�DQG�
social care organisations from the boardroom to front line staff. The Review Panel found 
the anxiety results from instructions issued by managers in an attempt to protect their 
RUJDQLVDWLRQV�IURP�ÀQHV�IRU�EUHDFKLQJ�GDWD�SURWHFWLRQ�ODZV��7KLV�OHDGV�WR�D�¶ULVN�DYHUVH·�
approach to information sharing, which prevents professional staff at the front line co-
RSHUDWLQJ�DV�WKH\�ZRXOG�OLNH�

This anxiety must be changed to trust, in order to facilitate sharing on the front line. The 
constant message from caring and committed staff was that there should be a presumption 
in favour of sharing for an individual’s direct care and that the exceptions should be 
WKRURXJKO\�H[SODLQHG��QRW�YLFH�YHUVD��7KH�PRWWR�IRU�EHWWHU�FDUH�VHUYLFHV�VKRXOG�EH��¶7R�
care appropriately, you must share appropriately’.

7KHUH�LV�DOVR�D�ODFN�RI�WUXVW�EHWZHHQ�WKH�1+6�DQG�ORFDO�DXWKRULWLHV�DQG�EHWZHHQ�SXEOLF�DQG�
private providers due to perceived and actual differences in information governance 
practice, which manifests in tension among health and social care professionals and further 
limits sharing.

,W�LV�FOHDU�WKDW�LQIRUPDWLRQ�JRYHUQDQFH�LV�ERWK�SDUW�RI�WKH�FXOWXUDO�LPSHGLPHQW�WR�
sharing for the care of patients and clients and is used as an excuse for other 
impediments to sharing.

3.2 Implied consent
Most people who use health and social care services accept and expect that doctors, nurses 
DQG�RWKHU�SURIHVVLRQDOV�ZLOO�QHHG�WR�VKDUH�SHUVRQDO�FRQÀGHQWLDO�GDWD�LI�WKH\�DUH�JRLQJ�WR�
provide optimum care. People get frustrated if they have to answer the same questions 
repeatedly as they move along a care pathway. It may be good professional practice for a 
FOLQLFLDQ�WR�FKHFN�DQ�LWHP�LQ�D�PHGLFDO�UHFRUG�E\�DVNLQJ�WKH�SDWLHQW�WR�H[SDQG�RQ�D�SUHYLRXV�
answer. However, it is not good practice for important information to be missing from the 
record. Patients and service users want the professionals to act responsibly as a team.

There is in effect an unwritten agreement between the individual and the professionals 
ZKR�SURYLGH�WKH�FDUH�WKDW�DOORZV�WKLV�VKDULQJ�WR�WDNH�SODFH��7KLV�UHTXLUHV�WKH�KHDOWK�DQG�
VRFLDO�FDUH�SURIHVVLRQDO�WR�WUHDW�WKH�SDWLHQW�RQ�WKH�EDVLV�RI�WKHLU�QHHGV�DQG�NHHS�WKH�
SDWLHQW·V�LQIRUPDWLRQ�FRQÀGHQWLDO��,Q�UHWXUQ��WKH�KHDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDO�LV�DEOH�
WR�UHO\�RQ�¶LPSOLHG�FRQVHQW·18�ZKHQ�VKDULQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�LQ�WKH�LQWHUHVWV�RI�
direct care, as long as the patient does not object, or has not already done so. Patients 
WKHUHIRUH�WUXVW�SURIHVVLRQDOV�WR�ERWK�SURWHFW�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD��DQG�VKDUH�
information safely in the interests of their care and imply they consent to their information 
being shared in these settings.

18� *0&�JXLGDQFH�RQ�FRQÀGHQWLDOLW\��KWWS���ZZZ�JPF�XN�RUJ�JXLGDQFH�HWKLFDOBJXLGDQFH�FRQÀGHQWLDOLW\B��B��BGLVFORVLQJBLQIRUPDWLRQBZLWKB
consent.asp
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7KH�5HYLHZ�3DQHO�IRXQG�WKHUH�ZDV�OLPLWHG�DZDUHQHVV�RI�WKH�ERXQGDULHV�RI�LPSOLHG�
FRQVHQW�ERWK�DPRQJ�KHDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDOV�ZKR�UHO\�RQ�LW�DQG�RWKHU�VWDII�
who feel it may apply to their practices. The Review Panel also found that patients and 
SXEOLF�JHQHUDOO\�DVVXPHG�WKHUH�ZDV�D�JUHDWHU�OHYHO�RI�VKDULQJ�WR�VXSSRUW�GLUHFW�FDUH�
than was actually happening19.

The Review Panel has sought to clarify when implied consent can be used to share 
LGHQWLÀDEOH�SDWLHQW�LQIRUPDWLRQ�DQG�WR�LGHQWLI\�WKH�FLUFXPVWDQFHV�ZKHQ�DQRWKHU�OHJDO�EDVLV�
for sharing is required. 20 

'HÀQLWLRQV�RI�FRQVHQW

Consent is the approval or agreement for something to happen after consideration. For 
consent to be legally valid, the individual must be informed, must have the capacity to 
PDNH�WKH�GHFLVLRQ�LQ�TXHVWLRQ�DQG�PXVW�JLYH�FRQVHQW�YROXQWDULO\��7KLV�PHDQV�LQGLYLGXDOV�
VKRXOG�NQRZ�DQG�XQGHUVWDQG�KRZ�WKHLU�LQIRUPDWLRQ�LV�WR�EH�XVHG�DQG�VKDUHG��WKHUH�
VKRXOG�EH�¶QR�VXUSULVHV·��DQG�WKH\�VKRXOG�XQGHUVWDQG�WKH�LPSOLFDWLRQV�RI�WKHLU�GHFLVLRQ��
SDUWLFXODUO\�ZKHUH�UHIXVLQJ�WR�DOORZ�LQIRUPDWLRQ�WR�EH�VKDUHG�LV�OLNHO\�WR�DIIHFW�WKH�
care they receive. This applies to both explicit and implied consent.

Explicit consent

([SOLFLW�FRQVHQW�LV�XQPLVWDNHDEOH��,W�FDQ�EH�JLYHQ�LQ�ZULWLQJ�RU�YHUEDOO\��RU�FRQYH\HG�
through another form of communication such as signing. A patient may have capacity 
WR�JLYH�FRQVHQW��EXW�PD\�QRW�EH�DEOH�WR�ZULWH�RU�VSHDN��([SOLFLW�FRQVHQW�LV�UHTXLUHG�
when sharing information with staff who are not part of the team caring for the 
individual20. It may also be required for a use other than that for which the 
information was originally collected, or when sharing is not related to an individual’s 
direct health and social care.

Implied consent

Implied consent is applicable only within the context of direct care of individuals. 
It refers to instances where the consent of the individual patient can be implied 
ZLWKRXW�KDYLQJ�WR�PDNH�DQ\�SRVLWLYH�DFWLRQ��VXFK�DV�JLYLQJ�WKHLU�YHUEDO�DJUHHPHQW�IRU�
D�VSHFLÀF�DVSHFW�RI�VKDULQJ�LQIRUPDWLRQ�WR�SURFHHG��([DPSOHV�RI�WKH�XVH�RI�LPSOLHG�
FRQVHQW�LQFOXGH�GRFWRUV�DQG�QXUVHV�VKDULQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�GXULQJ�
KDQGRYHUV�ZLWKRXW�DVNLQJ�IRU�WKH�SDWLHQW·V�FRQVHQW��$OWHUQDWLYHO\��D�SK\VLRWKHUDSLVW�
may access the record of a patient who has already accepted a referral before a 
face-to-face consultation on the basis of implied consent. 

19� *HQWOH�3��6HYHUV�03��:DVKEURRN�0��)ODQDJDQ�3��3DWLHQWV·�DQG�3URIHVVLRQDOV·�9LHZV�RQ�WKH�&RPPXQLFDWLRQ�RI�&OLQLFDO�,QIRUPDWLRQ�EHWZHHQ�
Professionals in Improving Clinical Communications. Clinical Systems Group. Department of Health, February 1998

20� 1RWH��XQOHVV�WKHUH�LV�D�VWDWXWRU\�EDVLV�RU�WKH�SXEOLF�LQWHUHVW�WHVW�FDQ�EH�VDWLVÀHG�
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The Review Panel concluded that across the health and social care system, implied 
FRQVHQW�LV�RQO\�DSSOLFDEOH�LQ�LQVWDQFHV�RI�GLUHFW�FDUH21.

3.3 The limits of sharing for direct care 

The Review Panel found a strong consensus of support among professionals and the 
SXEOLF�WKDW�VDIH�DQG�DSSURSULDWH�VKDULQJ�LQ�WKH�LQWHUHVWV�RI�WKH�LQGLYLGXDO·V�GLUHFW�FDUH�
VKRXOG�EH�WKH�UXOH��DQG�QRW�WKH�H[FHSWLRQ�

However, the need to share some information does not entail the sharing of everything, for 
example, a patient may tell a GP she is pregnant, but not by her husband, and she does 
not consent to this information being shared with any other doctor. Or a professional in a 
SDUWLFXODU�ÀHOG��VXFK�DV�D�SK\VLRWKHUDSLVW�WUHDWLQJ�D�SDWLHQW·V�NQHH��PD\�QRW�QHHG�WR�NQRZ�
about his impotence.

The Review Panel concluded that in line with the original Caldicott review principles, 
only relevant22�LQIRUPDWLRQ�DERXW�D�SDWLHQW�VKRXOG�EH�VKDUHG�EHWZHHQ�SURIHVVLRQDOV�LQ�
support of their care.

3.4 Improving sharing of information for direct care
7KH�5HYLHZ�3DQHO�KDV�IRXQG�WKDW�JHQHUDOO\��WKH�SUDFWLFH�RI�VKDULQJ�SHUVRQDO�FRQÀGHQWLDO�
data between those directly caring for individuals could be better. For example, The 
5HYLHZ�3DQHO�KHDUG�HYLGHQFH�IURP�D�FKDULW\�ZRUNHU�ZKR�IRXQG�KHUVHOI�LQ�D�GDQJHURXV�
position with a man possessing a Samurai sword that could have been avoided, but the 
local authority did not share personal information with voluntary groups. 

The Review Panel concludes that providers in the health and social care system may 
EHQHÀW�IURP�UHYLHZLQJ�DQG�LPSURYLQJ�WKHLU�SROLFLHV�IRU�VKDULQJ�WR�HQVXUH�WKH\�DUH�IRFXVHG�
RQ�WKH�SDWLHQW�RU�VHUYLFH�XVHU·V�EHVW�LQWHUHVW��WDNLQJ�DFFRXQW�RI�WKH�VDIHW\�RI�SHRSOH�
SURYLGLQJ�FDUH��,Q�GRLQJ�VR��RUJDQLVDWLRQV�VKRXOG�VHHN�WKH�DGYLFH�DQG�LQSXW�RI�WKH�FOLQLFLDQV�
and professionals who are required to implement these policies.

The recommendations within the NICE Guideline: 3DWLHQW�H[SHULHQFH�LQ�DGXOW�1+6�VHUYLFHV��
LPSURYLQJ�WKH�H[SHULHQFH�RI�FDUH�IRU�SHRSOH�XVLQJ�DGXOW�1+6�VHUYLFHV��&OLQLFDO�
*XLGHOLQH����23�HPSKDVLVH�WKH�LPSRUWDQFH�RI�DSSURSULDWH�VKDULQJ��VHH�DSSHQGL[����

The Review Panel endorses this guideline and concludes that all provider organisations 
in the health and social care system should apply the guideline to audit their 
procedures and performance, addressing any procedures that may impede effective 
sharing.

21� 7KLV�LV�LQ�OLQH�ZLWK�¶&RQÀGHQWLDOLW\��7KH�1+6�&RGH�RI�3UDFWLFH·��������KWWS���ZZZ�GK�JRY�XN�HQ�3XEOLFDWLRQVDQGVWDWLVWLFV�3XEOLFDWLRQV�
3XEOLFDWLRQV3ROLF\$QG*XLGDQFH�'+B�������

22� ,Q�WKLV�UHSRUW��¶UHOHYDQW·�LQIRUPDWLRQ�LV�GHÀQHG�DV�LQIRUPDWLRQ�WKDW�PD\�GLUHFWO\�LQÁXHQFH�WKH�GHFLVLRQ�RYHU�ZKDW�FDUH�LV�JLYHQ�WR�D�SDWLHQW�
or service user, and how that care should be given.

23� KWWS���ZZZ�QLFH�RUJ�XN�QLFHPHGLD�OLYH�������������������SGI
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Recommendation 2

)RU�WKH�SXUSRVHV�RI�GLUHFW�FDUH��UHOHYDQW�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�EH�VKDUHG�
among the registered and regulated health and social care professionals who have a 
legitimate relationship with the individual.

Health and social care providers should audit their services against NICE Clinical 
*XLGHOLQH������VSHFLÀFDOO\�DJDLQVW�WKRVH�TXDOLW\�VWDWHPHQWV�FRQFHUQHG�ZLWK�VKDULQJ�
information for direct care.

3.5 Professional regulation
Direct care is generally led by registered and regulated professionals with a duty of 
FRQÀGHQWLDOLW\�DQG�DQ�REOLJDWLRQ�WR�XVH�LQIRUPDWLRQ�ERWK�OHJDOO\�DQG�HIIHFWLYHO\��7KH\�DUH�
answerable to regulatory bodies such as the General Medical Council, Nursing and 
Midwifery Council and Health and Care Professions Council, which have the authority to 
VWULNH�SHRSOH�RII�WKH�SURIHVVLRQDO�UHJLVWHU�IRU�VHULRXV�GHUHOLFWLRQ�RI�GXW\��7KHVH�UHJXODWRU\�
bodies each use different language to describe the conditions when implied consent can be 
relied upon. Additionally, the scope of implied consent may be interpreted differently by 
different professionals.

There is universal agreement that implied consent may be used as the legal basis for 
VKDULQJ�UHOHYDQW�SHUVRQDO�FRQÀGHQWLDO�GDWD�LQ�FRPPXQLFDWLRQV�VXFK�DV�OHWWHUV�DQG�GLVFKDUJH�
summaries. However, there is less consensus with regard to the legal basis for sharing of 
whole records.

7KH�UHDVRQ�LV�WKDW�ZKHQ�ZKROH�UHFRUGV�DUH�VKDUHG��SDWLHQWV�GR�QRW�KDYH�WKH�DELOLW\�WR�EORFN�
access to individual pieces of information about their care, and this does not align with the 
principle of sharing only relevant information. However, in some instances e.g. tertiary 
centre paediatric services, the relevant information may be the whole record, or more 
commonly, when a patient transfers to a new GP, their whole GP record will need to be 
transferred with them.

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�FRQVHQW�VKRXOG�EH�REWDLQHG�EHIRUH�VKDULQJ�D�SDWLHQW·V�
whole care record with other registered and regulated health and social care 
SURIHVVLRQDOV�IRU�WKH�SXUSRVHV�RI�GLUHFW�FDUH��$Q\�H[FHSWLRQV�WR�WKLV�JXLGDQFH�VKRXOG�EH�
EDVHG�RQ�SURIHVVLRQDO�MXGJHPHQW�LQ�LQGLYLGXDO�FDVHV�

To allow safe and effective inter professional and organisational sharing it is imperative 
WKDW�UHJXODWRUV�DJUHH�D�FRQVLVWHQW�ODQJXDJH�WR�GHVFULEH�WKH�FRPPRQ�VHW�RI�FRQGLWLRQV�
ZKHQ�LPSOLHG�FRQVHQW�FDQ�EH�UHOLHG�XSRQ�E\�DOO�SDUWV�RI�WKH�KHDOWK�DQG�VRFLDO�FDUH�
system, including professionals, commissioners and providers.
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Recommendation 3

The health and social care professional regulators must agree upon and publish the 
conditions under which regulated and registered professionals can rely on implied 
FRQVHQW�WR�VKDUH�SHUVRQDO�FRQÀGHQWLDO�GDWD�IRU�GLUHFW�FDUH��:KHUH�DSSURSULDWH��WKLV�
should be done in consultation with the relevant Royal College. This process should 
be commissioned from the Professional Standards Authority.

3.6 Registered and regulated professionals

Professional standards and good practice

3HUVRQDO�FRQÀGHQWLDO�GDWD�QHHGV�WR�EH�VKDUHG�EHWZHHQ�UHJLVWHUHG�DQG�UHJXODWHG�
health and social care professionals who have a legitimate relationship with the 
individual for the purposes of the individual’s direct care. A registered and regulated 
health or social care professional has a legitimate relationship with the patient or 
client when any or all of the following criteria are met:
�� The patient or client presents themselves to the professional for the purpose of 

their care.
�� The patient or client agrees to a referral from one registered and regulated health 

or social care professional to another.
�� 7KH�SDWLHQW�RU�FOLHQW�LV�LQYLWHG�E\�D�SURIHVVLRQDO�WR�WDNH�SDUW�LQ�D�VFUHHQLQJ�RU�

immunisation programme for which they are eligible and they accept.
�� The patient or client presents to a health or social care professional in an 

emergency situation where consent is not possible.
�� The relationship is part of a legal duty e.g. contact tracing in public health.
�� The patient is told of a proposed communication and does not object e.g. the 

consultant in the ambulatory clinic says she will communicate with the patient’s 
VRFLDO�ZRUNHU�WR�OHW�WKHP�NQRZ�RI�HYHQWV�LQ�WKH�FOLQLF�DQG�WKH�SDWLHQW�GRHV�
not object.

6KDULQJ�IRU�GLUHFW�FDUH�FDQ�WDNH�SODFH�DFURVV�GHSDUWPHQWDO�DQG�RUJDQLVDWLRQDO�ERXQGDULHV�
for example, the direct care team may include physiotherapists, nurses, midwives, 
occupational therapists and others on regulated professional registers.

The Review Panel found some uncertainty among professionals as to whether social 
ZRUNHUV�VKRXOG�EH�FRQVLGHUHG�SDUW�RI�WKH�FDUH�WHDP�LQ�D�KHDOWK�FRQWH[W�

The Review Panel concluded that for direct care of an individual, registered and 
UHJXODWHG�VRFLDO�ZRUNHUV�PXVW�DOVR�EH�FRQVLGHUHG�SDUW�RI�WKH�FDUH�WHDP�DQG�FRYHUHG�E\�
LPSOLHG�FRQVHQW�ZKHQ�WKH�VRFLDO�ZRUNHU�KDV�D�OHJLWLPDWH�UHODWLRQVKLS�WR�WKH�LQGLYLGXDO�
concerned.
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The Review Panel found that patients and the public may not fully appreciate the extent to 
ZKLFK�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�FRXOG�EH�VKDUHG�ZLWKLQ�DQ�RUJDQLVDWLRQ��DIWHU�WKH\�
have given it to a registered and regulated professional. For example, members of the 
public giving evidence to the Review Panel considered that sharing information with an 
LQGLYLGXDO�VRFLDO�ZRUNHU�ZRXOG�EH�DFFHSWDEOH��EXW�VKDULQJ�ZLWK�WKH�ZKROH�ORFDO�DXWKRULW\�
HPSOR\LQJ�WKH�VRFLDO�ZRUNHU�ZRXOG�QRW�

There is also a concern among some health and social care professionals that they are 
VRPHWLPHV�DVNHG�WR�VHQG�FRQÀGHQWLDO�LQIRUPDWLRQ�WR�JHQHULF�HOHFWURQLF�HPDLO�DFFRXQWV�RU�
electronic mailboxes, rather than to a named individual. Generic accounts mean there is 
no clarity as to who is receiving the correspondence or whether they are a registered and 
regulated health and social care professional.

The Review Panel concluded that where it is necessary for services to receive referrals 
WKURXJK�D�JHQHULF�V\VWHP��WKLV�PXVW�EH�XQGHU�WKH�GLUHFW�RU�LQGLUHFW�FRQWURO�RI�D�
registered and regulated health and social care professional. This is necessary in order 
WR�FRPSO\�ZLWK�WKH�LQGLYLGXDO�SDWLHQW·V�FRQVHQW�WR�EH�UHIHUUHG�WR�D�SURIHVVLRQDO�

:KHQ�D�SDWLHQW�GRHV�127�ZDQW�WR�VKDUH�VRPH�RU�DOO�RI�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�ZLWK�
a health and social care professional this should be noted in the person’s direct care 
UHFRUG��7KH�ULVN�RI�QRW�VKDULQJ�WKH�LQIRUPDWLRQ�VKRXOG�EH�H[SODLQHG�WR�WKHP��EXW�LQ�
general, their wishes should be respected24��VHH�VHFWLRQ������

����1RQ�UHJXODWHG�VWDII�SURYLGLQJ�GLUHFW�FDUH
Some components of direct care may be delivered by non-registered and non-regulated 
KHDOWK�DQG�VRFLDO�FDUH�VWDII��([DPSOHV�LQFOXGH�D�KHDOWKFDUH�VXSSRUW�ZRUNHU�JRLQJ�WR�WKH�
KRPH�RI�D�SDWLHQW�WR�FKDQJH�D�FDWKHWHU�EDJ��D�¶V\VWHP�DGPLQLVWUDWRU·�LQSXWWLQJ�LQIRUPDWLRQ�
IURP�D�KRVSLWDO�GLVFKDUJH�VXPPDU\�LQWR�DQ�HOHFWURQLF�*3�UHFRUG�RU�SRUWHUV�WDNLQJ�UHTXHVW�
forms and samples to the laboratory. The Review Panel found evidence that patients and 
the public did not always appreciate how many non-registered staff could be part of a 
person’s healthcare team.

Professional standards and good practice

The Review Panel concluded that when providing direct care, a non-regulated 
individual should be able to access a proportion of a patient or service user’s 
SHUVRQDO�FRQÀGHQWLDO�GDWD�ZKHQ�DQ\�RU�DOO�RI�WKH�IROORZLQJ�FULWHULD�DUH�PHW�
�� The patient presents themselves to those individuals for the purposes of care e.g. 

NHS 111.
�� They are professionally supervised by a registered and regulated health or social 

care professional.
�� They are managerially directly responsible to a registered and regulated 

SURIHVVLRQDO�IRU�WKH�ODZIXO�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�
�� They have only necessary and very limited access to patient and client data.

24� 5HDVRQV�IRU�QRW�UHVSHFWLQJ�WKH�SDWLHQW·V�ZLVKHV�LQFOXGH�LI�WKH�GDWD�ÁRZ�LV�PDQGDWHG�WKURXJK�VWDWXWH�RU�LI�WKH�SXEOLF�LQWHUHVW�WHVW�FDQ�EH�PHW�
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Professional standards and good practice (continued)

�� The patient or client has given explicit consent that this individual should access 
DOO�RU�SDUW�RI�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�

�� The staff member is registered on a voluntary register approved by the 
Professional Standards Authority. 
$QG�LQ�DOO�FDVHV�

�� The terms and contractual obligations of employment within an organisation have 
DQ�H[SOLFLW�GXW\�RI�FRQÀGHQWLDOLW\�DV�SDUW�RI�WKH�FRQWUDFW�ZLWK�VDQFWLRQV�

�� 7KH�QRQ�UHJXODWHG�LQGLYLGXDO�LV�D�SDUW�RI�WKH�GLUHFW�FDUH�WHDP�ZLWK�D�¶OHJLWLPDWH�
relationship’ to the patient or client.

Recommendation 4

'LUHFW�FDUH�LV�SURYLGHG�E\�KHDOWK�DQG�VRFLDO�FDUH�VWDII�ZRUNLQJ�LQ�PXOWL�GLVFLSOLQDU\�
¶FDUH�WHDPV·��7KH�5HYLHZ�3DQHO�UHFRPPHQGV�WKDW�UHJLVWHUHG�DQG�UHJXODWHG�VRFLDO�
ZRUNHUV�EH�FRQVLGHUHG�D�SDUW�RI�WKH�FDUH�WHDP��5HOHYDQW�LQIRUPDWLRQ�VKRXOG�EH�
shared with members of the care team, when they have a legitimate relationship 
with the patient or service user. Providers must ensure that sharing is effective and 
safe. Commissioners must assure themselves on providers’ performance.

Care teams may also contain staff that are not registered with a regulatory authority 
DQG�\HW�XQGHUWDNH�GLUHFW�FDUH��+HDOWK�DQG�VRFLDO�FDUH�SURYLGHU�RUJDQLVDWLRQV�PXVW�
ensure that robust combinations of safeguards are put in for these staff with regard 
WR�WKH�SURFHVVLQJ�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�

3.8 Care homes and home care
For patients who reside in care homes, relevant clinical and social care information should 
be shared with a registered and regulated professional at the care home, unless the 
patient objects. This can be done on the basis of implied consent.

For example, in order to ensure continuity of care is maintained after a patient is 
discharged from hospital, the care home may require relevant information about the 
patient’s mobility, medication, nutritional needs and general condition.

)RU�SDWLHQWV�ZKR�UHVLGH�LQ�WKHLU�RZQ�KRPH�ZLWK�D�SDFNDJH�RI�FDUH��UHOHYDQW�FOLQLFDO�DQG�
social care information should be shared with the registered and regulated professionals 
providing that care, unless the patient objects. This can also be done on the basis of 
implied consent.

However, in residential care homes and for people living at home, a considerable 
proportion of care is provided by staff who are not regulated by statute. It is not 
reasonable to assume that patients being discharged from hospital have given implied 
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FRQVHQW�IRU�FRQÀGHQWLDO�SHUVRQDO�GDWD�WR�EH�SDVVHG�WR�WKHVH�XQUHJLVWHUHG�DQG�XQUHJXODWHG�
VWDII��<HW�LW�PD\�QRW�EH�VDIH�IRU�SHRSOH�WR�EH�GLVFKDUJHG�LQ�WKHVH�FLUFXPVWDQFHV�ZLWKRXW�
VRPH�NH\�LQIRUPDWLRQ�DERXW�WKHLU�FRQGLWLRQ�DQG�PHGLFDWLRQ�DFFRPSDQ\LQJ�WKHP��7KH�
VLWXDWLRQ�LV�IXUWKHU�FRPSOLFDWHG�E\�WKH�IDFW�WKDW�LQGLYLGXDOV�QHHGLQJ�FRPSOH[�FDUH�SDFNDJHV�
DUH�PRUH�OLNHO\�WR�ODFN�FDSDFLW\�WR�JLYH�FRQVHQW�

An increasing number of these staff are expected to be registered on a voluntary basis by 
the Professional Standards Authority. This will give the public a greater assurance because 
staff registered in this way who seriously breach specialist group rules can be dismissed for 
serious malpractice.

Professional standards and good practice

The Review Panel concluded that appropriate communication from a regulated and 
registered professional to non-regulated staff should be the norm and occur through 
one of the following routes:
�� 7KH�SDWLHQW�JLYHV�H[SOLFLW�FRQVHQW�WR�WKH�VKDULQJ�RI�WKHLU�SHUVRQDO�FRQÀGHQWLDO�

data.
�� The contact point of the service is a registered and regulated health and social 

care professional and communication is through implied consent.
�� 7KH�FRPPXQLFDWLRQ�LV�WKURXJK�WKH�VRFLDO�ZRUNHU�RU�HTXLYDOHQW�SURIHVVLRQDO�ZLWKLQ�

WKH�ORFDO�DXWKRULW\�ZKR�KDV�RUJDQLVHG�WKH�SDFNDJH�RI�FDUH��¶FDUH�DQG�VXSSRUW�
SODQ·��LQ�OLQH�ZLWK�WKH�SURSRVHG�GXWLHV�LQ�WKH�+HDOWK�DQG�6XSSRUW�%LOO�

�� The communication is given to the patient, with or without a carer being present, 
DQG�WKH�SDWLHQW�PDNHV�WKH�GHFLVLRQ�WR�VKDUH�WKHLU�FRS\�RI�WKH�FRPPXQLFDWLRQ�

�� 7KHUH�LV�D�VSHFLÀF�VDIHW\�FRQFHUQ�UHJDUGLQJ�WKH�SDWLHQW��ZKLFK�LV�EHVW�UHVROYHG�RU�
PLWLJDWHG�E\�VKDULQJ�VRPH�RI�WKH�SDWLHQW·V�SHUVRQDO�FRQÀGHQWLDO�GDWD�LQ�VLWXDWLRQV�
where consent is not possible. In these situations, professional judgement and the 
patient’s best interests need to apply.

3.9 Sharing information with and from friends and family
,I�SDWLHQWV�DQG�FOLHQWV�ZDQW�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKDUHG�ZLWK�IULHQGV�RU�IDPLO\��
WKH\�DUH�HQWLUHO\�IUHH�WR�DVN�WKH�KHDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDO�WR�GR�WKLV�DQG�WKH�
request should not reasonably be refused. If this request is ongoing, consent for sharing 
should be documented and capable of being shared between health and social care 
professionals as part of their normal communications.

Health and social care professionals sometimes receive important information about a 
patient from a third party, such as a partner or family member, a friend or a carer. This 
information can often be relevant to a patient’s care, but may also be highly sensitive and 
PD\�KDYH�EHHQ�JLYHQ�LQ�FRQÀGHQFH�
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Case study

A daughter was very concerned about her father’s symptoms and the impact on her 
mother who was caring for him unsupported. She suspected that her father had 
dementia, but this was undiagnosed because her father had not seen the GP in a long 
time. The daughter wrote to the GP and received a curt reply that she must never 
DSSURDFK�KLP�DJDLQ��E\�OHWWHU�RU�SKRQH��EHFDXVH�RI�SDWLHQW�FRQÀGHQWLDOLW\�

7KLV�FRXOG�KDYH�JRQH�RQ�IRU�\HDUV��EXW�DQ�XQUHODWHG�HYHQW�ÀQDOO\�UHYHDOHG�WKH�IDPLO\·V�
situation to Social Services and he was diagnosed with Alzheimer’s. Because of too 
ULJLG�DQ�DSSOLFDWLRQ�RI�¶SDWLHQW�FRQÀGHQWLDOLW\·�WKH�IDPLO\�ORVW�DOO�WKDW�WLPH�ZKHQ�WKH\�
could have helped the patient to live well with his dementia and been planning for 
the future. None of this is in the best interests of father, mother or daughter.

([DPSOHV��WZR�NLQGV�RI�WKLUG�SDUW\�GDWD

Third party data means both data IURP�third parties and data DERXW third parties.

An example of data IURP a third party would be Mrs X ringing about her husband’s 
headaches, personality change and refusal to visit the doctor.

An example of data DERXW�D�WKLUG�SDUW\�LQFOXGHV�D�IDPLO\�KLVWRU\�RI�SUHPDWXUH�VWURNH�
in the patient’s siblings and other family members all listed in the patient record.

In terms of data from a third party, there is a need to consider what information can be 
GLVFORVHG�WR�WKH�SDWLHQW��ZLWKRXW�EUHDFKLQJ�DQ\�REOLJDWLRQ�RI�FRQÀGHQWLDOLW\�RZHG�WR�WKH�
third party. In some instances, it may be possible to separate the identity of the third party 
giving evidence to the doctor from the information they give. This is made clear in the ICO 
guidance on subject access requests, which states:

´)RU�WKH�DYRLGDQFH�RI�GRXEW��\RX�FDQQRW�UHIXVH�WR�SURYLGH�VXEMHFW�DFFHVV�WR�
SHUVRQDO�GDWD�DERXW�DQ�LQGLYLGXDO�VLPSO\�EHFDXVH�\RX�REWDLQHG�WKDW�GDWD�IURP�
D�WKLUG�SDUW\���µ

However, it is perfectly feasible that, for example, a patient may be able to identify that 
the third party who provided data for his record was his wife, even if her identity was 
ZLWKKHOG��7KH�TXHVWLRQ�LV�VKRXOG�D�SURIHVVLRQDO�H[SODLQ�WKLV�ULVN�WR�WKH�WKLUG�SDUW\�ZKHQ�
receiving this information?

25� 6HH�,&2�JXLGDQFH�DW��KWWS���ZZZ�LFR�JRY�XN�IRUBRUJDQLVDWLRQV�GDWDBSURWHFWLRQ�a�PHGLD�GRFXPHQWV�OLEUDU\�'DWDB3URWHFWLRQ�'HWDLOHGB
VSHFLDOLVWBJXLGHV�6$5B$1'B7+,5'B3$57<B,1)250$7,21B�������DVK[�



44

Information: To share or not to share? The Information Governance Review

Professional standards and good practice

There are occasions when a third party, such as a family member, may offer information 
to a registered and regulated professional who is part of an individual’s care team when 
the patient is absent. The Review Panel concluded the professional should explain to the 
third party that either at the time or sometime in the future the patient may be able to 
identify the source of the information even if the identity of the third party is withheld. 
7KLV�VKRXOG�EH�XQGHUWDNHQ�%()25(�WKH�WKLUG�SDUW\�KDV�GLVFORVHG�WKH�LQIRUPDWLRQ�WKH\�
wish to share. This means the third party has the following options:
�� 7KH�WKLUG�SDUW\�FRQVHQWV�WR�WKH�SDWLHQW�ÀQGLQJ�RXW�WKHLU�LGHQWLW\�
�� The third party wants the information recorded and understands there is a 

UHVLGXDO�ULVN�RI�WKHP�EHLQJ�LGHQWLÀHG�DV�WKH�VRXUFH�RI�WKH�LQIRUPDWLRQ�HYHQ�LI�LW�LV�
QRW�UHDGLO\�LGHQWLÀHG�WR�WKH�SDWLHQW�E\�3DWLHQW�RQOLQH�$FFHVV�

�� The third party decides NOT to tell the professional the things they were planning 
WR�WHOO���&OHDUO\�WKLV�RSWLRQ�LV�RQO\�YLDEOH�LI�WKH�LQIRUPDWLRQ�DERXW�WKH�SDWLHQW�KDV�
QRW�DOUHDG\�EHHQ�GLVFORVHG��

7KLV�QHZ�SLHFH�RI�SURIHVVLRQDO�SUDFWLFH�LV�QRW�FRQÀQHG�WR�*3V��EXW�LPSDFWV�RQ�DOO�KHDOWK�
and social care professionals as they communicate with one another and therefore share 
data which may have arisen from a third party. 

:LWK�LQFUHDVLQJ�SDWLHQW�DFFHVV�WR�UHFRUGV��LW�LV�WKHUHIRUH�LPSRUWDQW�WKDW�LQIRUPDWLRQ�IURP�D�
third party is not put into a patient’s record unless the provider of the information 
understands that the patient may become aware of this information and its source. For 
information that has already been obtained, professionals will need to use judgement and 
evaluate what information can be disclosed to a patient when it was originally provided in 
FRQÀGHQFH�E\�D�WKLUG�SDUW\26.

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�WKH�NQRZOHGJH�DQG�VNLOOV�WR�XQGHUWDNH�VXFK�D�GLDORJXH�
LV�FXUUHQWO\�QRW�WDXJKW�QRU�ZLGHO\�XQGHUVWRRG�E\�SURIHVVLRQDO�VWDII��7KLV�VLWXDWLRQ�PXVW�
EH�UHPHGLHG�WKURXJK�SURIHVVLRQDO�HGXFDWLRQ�

26� 1RWH��:KLOH�WKH�,&2�KDV�VDLG�WKDW�LQGLYLGXDOV�VKRXOG�QRW�EH�SUHYHQWHG�IURP�DFFHVV�WR�LQIRUPDWLRQ�DERXW�WKHP�SURYLGHG�E\�D�WKLUG�SDUW\��
LQIRUPDWLRQ�FDQ�EH�ZLWKKHOG�LI�D�SURIHVVLRQDO�EHOLHYHV�WKHUH�LV�D�ULVN�RI�KDUP�WR�WKH�WKLUG�SDUW\�LI�WKH�LQIRUPDWLRQ�LV�VKDUHG��
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Professional standards and good practice

Some friends and/or family have a special relationship with the patient in that they 
act as a carer27��3HUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�EH�VKDUHG�ZLWK�WKH�FDUHU��ZKHQ�WKH�
patient has given explicit, informed consent. In circumstances where the patient 
FDQQRW�JLYH�YDOLG�FRQVHQW��FRQÀGHQWLDO�LQIRUPDWLRQ�VKRXOG�EH�VKDUHG�ZLWK�WKH�FDUHU�
subject to open dialogue with the patient, when ALL the following criteria are met:
�� WKH�SDWLHQW�VHUYLFH�XVHU�ODFNV�FDSDFLW\�
�� WKH�FDUHU�¶FDUHV�IRU·�WKH�SDWLHQW�VHUYLFH�XVHU�
�� there is no legal documentation in place to prevent sharing;
�� there are no contra-indications to sharing in the patient’s record; and
�� there are no safeguarding issues apparent.

3.10 ‘Blagging’ 
+HDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDOV�DQG�VWDII�PD\�VRPHWLPHV�EH�DVNHG�IRU�VHQVLWLYH�
LQIRUPDWLRQ�DERXW�D�SDWLHQW��IRU�H[DPSOH��ZKHQ�DQ�LQGLYLGXDO�FDOOV�DQ�RUJDQLVDWLRQ�VHHNLQJ�
LQIRUPDWLRQ�DERXW�D�SDWLHQW�WKH\�FODLP�LV�D�UHODWLYH��&DUH�PXVW�EH�WDNHQ�WR�HQVXUH�DQ\�
FDOOHU�LV�OHJLWLPDWH��DQG�WKDW�LW�LV�DSSURSULDWH�IRU�SHUVRQDO�FRQÀGHQWLDO�LQIRUPDWLRQ�WR�EH�
shared with them. For example, the Leveson inquiry heard from one witness that:

´LI�DQ�LQYHVWLJDWRU�VHQW�D�ID[�WR�D�*3�RU�D�KRVSLWDO�VD\LQJ��¶,·P�KLV�VSHFLDOLVW��,�QHHG�
WKHVH�GHWDLOV·��LW�ZDV�LQFUHGLEOH�KRZ�PDQ\�WLPHV�WKDW�>WKH�LQIRUPDWLRQ�UHTXHVWHG@�
ZRXOG�MXVW�JHW�VHQW�VWUDLJKW�EDFN���µ

7KHVH�FDQ�EH�GLIÀFXOW�MXGJHPHQWV��HVSHFLDOO\�LQ�UHODWLRQ�WR�GLUHFW�FDUH��7R�VXSSRUW�GHFLVLRQ�
PDNLQJ��HPSOR\LQJ�RUJDQLVDWLRQV�VKRXOG�KDYH�FOHDU�SURWRFROV�DQG�SURFHGXUHV�IRU�
professionals and staff. These policies should align with the guidance from professional 
regulators and national information governance standards and statements.

&RQÀGHQWLDOLW\��1+6�&RGH�RI�3UDFWLFH29�SURYLGHV�DGYLFH�RQ�SDWLHQW�FRQÀGHQWLDOLW\�LVVXHV��
and states:

´6WDII�VKRXOG�FKHFN�WKDW�DQ\�FDOOHUV��E\�WHOHSKRQH�RU�LQ�SHUVRQ��DUH�ZKR�WKH\�VD\�
WKH\�DUH��7KHUH�FDQ�EH�D�VLJQLÀFDQW�ULVN�RI�KDUP�WR�D�SDWLHQW�WKURXJK�LPSHUVRQDWLRQ�
E\�WKRVH�VHHNLQJ�LQIRUPDWLRQ�LPSURSHUO\��6HHN�RIÀFLDO�LGHQWLÀFDWLRQ�RU�FKHFN�
LGHQWLW\�E\�FDOOLQJ�WKHP�EDFN��XVLQJ�DQ�LQGHSHQGHQW�VRXUFH�IRU�WKH�SKRQH�QXPEHU���
&KHFN�DOVR�WKDW�WKH\�KDYH�D�OHJLWLPDWH�ULJKW�WR�KDYH�DFFHVV�WR�WKDW�LQIRUPDWLRQ�µ

,QHYLWDEO\��WKHUH�DUH�RFFDVLRQV�ZKHQ�SURIHVVLRQDOV�DQG�VWDII�GLVFORVH�SHUVRQDO�FRQÀGHQWLDO�
LQIRUPDWLRQ�E\�PLVWDNH��6XFK�PLVWDNHV�FDQ�UHVXOW�LQ�VHULRXV�FRQVHTXHQFHV�

27� 7KLV�UHSRUW�DGRSWV�WKH�GHÀQLWLRQ�RI�¶FDUHU·�XVHG�LQ�WKH�+HDOWK�DQG�6XSSRUW�%LOO�VHFWLRQ����VXEVHFWLRQV���DQG����7KHUH�LV�HYLGHQFH�RI�KXJH�
variation in the access carers can have to information about those they care for. For example, study of the unmet needs of partners and 
FDUHJLYHUV�RI�DGXOWV�ZLWK�FDQFHU�IRXQG�XQPHW�QHHGV�FRQFHUQLQJ�LQIRUPDWLRQ�UDQJLQJ�IURP������WR������ 
see http://spcare.bmj.com/content/early/2012/07/06/bmjspcare-2012-000226.

28� KWWS���ZZZ�OHYHVRQLQTXLU\�RUJ�XN�ZS�FRQWHQW�XSORDGV���������7UDQVFULSW�RI�$IWHUQRRQ�+HDULQJ����'HFHPEHU������SGI
29� 1+6�&RQÀGHQWLDOLW\�&RGH�RI�3UDFWLFH��1RYHPEHU�������KWWS���ZZZ�GK�JRY�XN�HQ�3XEOLFDWLRQVDQGVWDWLVWLFV�3XEOLFDWLRQV�

3XEOLFDWLRQV3ROLF\$QG*XLGDQFH�'+B�������
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In addition to reporting any such breach to managers, it is imperative that the safety of the 
SDWLHQW�ZKRVH�FRQÀGHQFH�KDV�EHHQ�EUHDFKHG�LV�XSSHUPRVW�LQ�HYHU\RQH·V�PLQG�DQG�DSSURSULDWH�
advice is sought as soon as the error has been detected. Expert advice can be sought from:
�� professional regulators;
�� national standards and statements;
�� organisational policies;
�� Caldicott Guardians and information governance specialists;
�� professional insurers; and
�� line managers.

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW�LQ�RUGHU�WR�VXSSRUW�SURIHVVLRQDOV�DQG�VWDII�LQ�PDNLQJ�
GDWD�VKDULQJ�GHFLVLRQV��DQG�WR�UHVSRQG�WR�PLVWDNHV�ZKHQ�WKH\�RFFXU��FOHDU�JRRG�
practice guidance and local policies are a vital resource along with national statements, 
JXLGDQFH�DQG�VWDQGDUGV��7KHVH�UHVRXUFHV�VKRXOG�EH�DYDLODEOH�DQG�XVHG�LQ�DOO�VLWXDWLRQV�
of uncertainty to support professional judgement.

7KH�5HYLHZ�3DQHO�DOVR�FRQFOXGHG�WKDW�LQGLYLGXDOV�PXVW�EH�LQIRUPHG�RI�DQ\�EUHDFK�
RI�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�DV�SDUW�RI�PDLQWDLQLQJ�SXEOLF�WUXVW�DQG�
supporting transparency.

Recommendation 5

,Q�FDVHV�ZKHQ�WKHUH�LV�D�EUHDFK�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD��WKH�GDWD�FRQWUROOHU��
the individual or organisation legally responsible for the data, must give a full 
H[SODQDWLRQ�RI�WKH�FDXVH�RI�WKH�EUHDFK�ZLWK�WKH�UHPHGLDO�DFWLRQ�EHLQJ�XQGHUWDNHQ�
DQG�DQ�DSRORJ\�WR�WKH�SHUVRQ�ZKRVH�FRQÀGHQWLDOLW\�KDV�EHHQ�EUHDFKHG�

3.11 Barriers to sharing
The Review Panel heard that in some cases of direct care, the transfer of necessary and 
relevant information between organisations was poor. This often caused frustration and 
distress for patients, and could potentially affect the quality of care they receive. 

)LYH�VSHFLÀF�H[DPSOHV�RI�GDWD�WUDQVIHU�LVVXHV�DFURVV�RUJDQLVDWLRQDO�ERXQGDULHV�ZHUH�LGHQWLÀHG�
�� Defence Medical Services to the NHS. A pilot project aimed at improving transfer between 

the Defence Medical Services and NHS showed positive results, but beyond this, information 
transfer is often late and partial.

�� GP/NHS to Prison Health to GP/NHS. The NHS and prison health transfers were sometimes 
more challenging due to consent issues.

�� *3�WR�*3��6RPH�*3�WR�*3�WUDQVIHUV�WDNH�PDQ\�PRQWKV�DQG�VXIIHU�IURP�TXDOLW\�LVVXHV�UHODWLQJ�
to moves from paper to electronic records. However the Review Panel notes that the 
HOHFWURQLF�*3�WR�*3�UHFRUG�WUDQVIHU�V\VWHP�DSSHDUV�WLPHO\�DQG�HIÀFLHQW�ZKHQ�DYDLODEOH�

�� Communications between consultants when patients with complex illnesses are under more 
than one specialist.

�� Transfers between hospitals and care homes.

The Review Panel concludes that organisations should pay closer attention to the 
DSSURSULDWH�WUDQVIHU�RI�LQIRUPDWLRQ�ZKHQ�SHRSOH�FURVV�RUJDQLVDWLRQDO�ERXQGDULHV�
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�����3URIHVVLRQDO�UHVSRQVLELOLWLHV�ZKHQ�VKDULQJ
The Review Panel heard that there is considerable uncertainty in the minds of some health 
and social care professionals regarding who is responsible for the protection of personal 
FRQÀGHQWLDO�GDWD�ZKHQ�LW�KDV�EHHQ�VKDUHG��6RPH�SURIHVVLRQDOV�DUH�FRQFHUQHG�WKDW�DIWHU�
they have shared information about a patient, they may still be held accountable for any 
onward sharing of that information and the decisions that ensue, when in reality it had 
passed beyond their control.

The Review Panel concludes that a registered and regulated professional’s primary 
FRQFHUQ�PXVW�EH�IRU�WKH�KHDOWK�DQG�ZHOOEHLQJ�RI�WKH�LQGLYLGXDO�WR�ZKRP�WKH\�DUH�
providing direct care and, as set out in sections 3.1 and 3.3, the presumption should 
EH�LQ�IDYRXU�RI�VKDULQJ�IRU�DQ�LQGLYLGXDO·V�GLUHFW�FDUH�

As part of this, professionals have a responsibility for accurately communicating 
information, ensuring that the recipient understands any particular issues or conditions 
that apply, such as safeguarding issues, or whether individuals have expressed particular 
wishes in relation to onward disclosure that should be respected.

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW�IRU�GLUHFW�FDUH��ZKHQ�D�SURIHVVLRQDO�LV�VDWLVÀHG�WKH�
recipient has a legitimate relationship with the patient, and that the recipient 
XQGHUVWDQGV�DQ\�SDUWLFXODU�LVVXHV�RU�FRQGLWLRQV�WKDW�DSSO\��WKH�LQIRUPDWLRQ�FDQ�EH�
VKDUHG�ZLWK�WKH�LQGLYLGXDO·V�LPSOLHG�FRQVHQW��7KH�UHFLSLHQW�WKHQ�EHFRPHV�UHVSRQVLEOH�
DQG�DFFRXQWDEOH�IRU�WKDW�LQIRUPDWLRQ�LQ�D�SURIHVVLRQDO�FDSDFLW\�

The Review Panel also concludes that organisations employing health and social care 
SURIHVVLRQDOV�PXVW�VXSSRUW�WKH�VDIH�DQG�HIIHFWLYH�VKDULQJ�RI�SHUVRQDO�FRQÀGHQWLDO�
GDWD�IRU�GLUHFW�FDUH�EHWZHHQ�SURIHVVLRQDOV�DQG�VWDII�ZLWK�D�OHJLWLPDWH�UHODWLRQVKLS�WR�
an individual.

:KLOH�VWDII�KDYH�D�JHQHUDO�GXW\�WR�IROORZ�RUJDQLVDWLRQDO�SROLFLHV��WKLV�VKRXOG�QRW�EH�WR�WKH�
GHWULPHQW�RI�VDIH�DQG�HIIHFWLYH�FDUH��:KHQ�SHUVRQDO�FRQÀGHQWLDO�GDWD�QHHGV�WR�EH�VKDUHG�
between professionals in different organisations, both the disclosing and receiving 
organisations concerned are responsible for ensuring information governance measures are 
LQ�SODFH�WKDW�SURWHFW�WKH�SHUVRQDO�FRQÀGHQWLDO�GDWD�WKH\�KROG��EXW�ZKLFK�GR�QRW�LQKLELW�
appropriate sharing for direct care. Professional bodies and regulators of health and social 
care organisations and people have a role supporting organisations to accomplish this.

3.13 Clinical and social care audit
Another aspect of direct care is the auditing process that is used by health and social care 
SURIHVVLRQDOV�WR�LPSURYH�WKH�TXDOLW\�DQG�HIIHFWLYHQHVV�RI�WKHLU�ZRUN�WKURXJK�V\VWHPDWLF�
review. It requires aspects of care to be selected and systematically evaluated against 
explicit criteria30. To that end, the people conducting an audit sometimes require access to 
LQIRUPDWLRQ�DERXW�LQGLYLGXDOV�DW�YDULRXV�VWDJHV�RI�FDUH��7KH\�PD\�QHHG�WR�OLQN�SHUVRQDO�
FRQÀGHQWLDO�GDWD�IURP�GLIIHUHQW�VRXUFHV�WR�HQVXUH�WKH\�DUH�WUDFNLQJ�WKH�H[SHULHQFH�RI�WKH�
same individual while ensuring the accuracy of the data.

30� $Q�,QIRUPDWLRQ�*RYHUQDQFH�*XLGH�IRU�&OLQLFDO�$XGLW��+HDOWKFDUH�4XDOLW\�,PSURYHPHQW�3DUWQHUVKLS��D�FRQVRUWLXP�RI�WKH�$FDGHP\�RI�0HGLFDO�
5R\DO�&ROOHJHV��WKH�5R\DO�&ROOHJH�RI�1XUVLQJ�DQG�1DWLRQDO�9RLFHV��� 
KWWS���ZZZ�KTLS�RUJ�XN�DVVHWV�'RZQORDGV�,QIRUPDWLRQ�*RYHUQDQFH�DQG�$XGLW�*XLGH�SGI
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7KH�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�IRU�ORFDO�FOLQLFDO�DXGLW�LV�SHUPLVVLEOH�ZLWKLQ�DQ�
organisation with the participation of a health and social care professional with a 
legitimate relationship to the patient through implied consent. For audit across 
RUJDQLVDWLRQV��WKH�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�SHUPLVVLEOH�WKURXJK�VXSSRUW�XQGHU�
WKH�VHFWLRQ�����UHJXODWLRQV�ZKHUH�DSSURYHG���VHH�VHFWLRQ�����

7KH�SXEOLF�ZRXOG�H[SHFW�FRPPLVVLRQHUV�WR�UHTXLUH�VSHFLÀF�DXGLW�DFWLYLWLHV�DFURVV�
organisational boundaries in their area, for example auditing thrombolysis treatment in 
DFXWH�VWURNH��7KLV�HQDEOHV�WKH�DXGLW�WR�EH�OHG�E\�KHDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDOV� 
with a legitimate relationship to the patient. Aggregate audit data should be made 
publicly available.

1DWLRQDO�DXGLW�DSSHDUV�WR�EH�ZRUNLQJ�ZHOO�XVLQJ�GH�LGHQWLÀHG�GDWD�RU�WKURXJK�OHJDO�VXSSRUW�
provided under the health service regulations31.

3.14 Direct care and genetics

Professional standards and good practice

The information governance principles for providing direct care for patients with 
genetic conditions are exactly the same as the direct care of any patients. However, 
there is a particular challenge with regard to the creation of a legitimate relationship 
between a geneticist and a family member. This often involves complex practices, 
including consent forms, which do not arise in other areas of health and social care. 
The Review Panel concludes that either of the following solutions are appropriate in 
creating a legitimate relationship:
�� The geneticist gives the patient a letter of explanation for their family members 

RQ�ZK\�WKH\�VKRXOG�VHHN�WKH�DWWHQWLRQ�RI�D�JHQHWLFLVW�HLWKHU�GLUHFWO\�RU�WKURXJK�
their general practitioner which the patient then shares with his or her family 
members.

�� 7KH�SDWLHQW�DJUHHV�WR�WKH�GLVFORVXUH�RI�VRPH�RI�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�WR�
their family, and after getting the agreement of family members discloses to the 
geneticist the contact details of those family members. The geneticist contacts 
the family members disclosing the issues agreed with the patient and advises the 
family member on contacting the genetics service and/or their GP for advice.

In some rare cases the patient’s consent may be overruled if disclosure of data is in 
the public interest.

,Q�ERWK�LQVWDQFHV�LI�WKH�IDPLO\�PHPEHU�PDNHV�FRQWDFW�ZLWK�WKH�SURSRVHG�JHQHWLFV�VHUYLFH�
i.e. creates a new legitimate relationship, the information can be shared by the patient’s 
original geneticist with the geneticist of the family member, unless the patient has objected.

31� +HDOWK�6HUYLFH��&RQWURO�RI�3DWLHQW�,QIRUPDWLRQ��5HJXODWLRQV�������VHH�VHFWLRQ������



49

4� 3HUVRQDO�GDWD�EUHDFKHV
4.1 Evidence of continuing laxity
The last chapter explained how health and social care organisations have become 
H[FHVVLYHO\�ULVN�DYHUVH�GXH�WR�D�IHDU�RI�EUHDFKLQJ�FRQÀGHQWLDOLW\�DQG�GDWD�SURWHFWLRQ�ODZV��
7KLV�FKDSWHU�ORRNV�DW�WKH�EUHDFKHV�WKDW�QHYHUWKHOHVV�FRQWLQXH�WR�RFFXU�DQG�ZKDW�FDQ�EH�
done to prevent them.

,Q�WKH����PRQWKV�WR�WKH�HQG�RI�-XQH�����������VHULRXV�GDWD�ORVVHV�LQ�(QJODQG�ZHUH�QRWLÀHG�
to the Department of Health. Most of those cases involved the loss or theft of data, but 
almost one third concerned unauthorised disclosures.

:KLOH�FRPSLOLQJ�QDWLRQDO�ÀJXUHV�IRU�GDWD�ORVVHV��WKH�'HSDUWPHQW�RI�+HDOWK�IRXQG�
LQFRQVLVWHQFLHV�LQ�WKH�QXPEHUV�RI�LQFLGHQWV�UHSRUWHG�WR�VWUDWHJLF�KHDOWK�DXWKRULWLHV��6+$V���
ZKLFK�PDQDJHG�WKH�SHUIRUPDQFH�RI�1+6�WUXVWV��DQG�WKRVH�QRWLÀHG�WR�WKH�,QIRUPDWLRQ�
&RPPLVVLRQHU·V�2IÀFH��ZKLFK�ZDV�UHVSRQVLEOH�IRU�RYHUVHHLQJ�RUJDQLVDWLRQV·�FRPSOLDQFH�
ZLWK�WKH�'DWD�3URWHFWLRQ�$FW�DQG�KDG�WKH�SRZHU�WR�LPSRVH�ÀQDQFLDO�SHQDOWLHV�IRU�VHULRXV�
breaches. Perhaps unsurprisingly, the SHA totals were higher than the ICO’s.

Currently SHAs publish details of data losses affecting organisations for which they are 
UHVSRQVLEOH��:KHQ�6+$V�JR�RXW�RI�H[LVWHQFH��WKHUH�ZLOO�EH�D�QHHG�IRU�D�QHZ��FRQVLVWHQW�
UHSRUWLQJ�FKDQQHO�WR�HQVXUH�WKDW�EUHDFKHV�RI�SDWLHQWV·�FRQÀGHQWLDOLW\�GR�QRW�HVFDSH�WKH�
attention of senior managers, ministers, and regulators of health and social care.

The Review Panel heard evidence of laxity in relation to breaches that is often not covered 
in the national reporting of serious data breaches. Inappropriate conversations or loss of 
paper records were the cause of most of the reported incidents. It is accepted that human 
error cannot be eradicated completely, but that where misconduct does occur it should be 
publicised and personnel should expect to be disciplined.

,W�ZDV�DOVR�QRWHG�WKDW�EUHDFKHV�DQG�OHDNV�LQYROYLQJ�WHFKQRORJ\��ZLWK�RU�ZLWKRXW�PDQDJHULDO�
IDLOLQJV��ZHUH�RIWHQ�PXFK�PRUH�VLJQLÀFDQW�LQYROYLQJ�PDQ\�UHFRUGV�DQG�ZLWK�JUHDW�SRWHQWLDO�
WR�GR�KDUP��)RU�H[DPSOH��%ULJKWRQ�DQG�6XVVH[�8QLYHUVLW\�+RVSLWDOV�1+6�7UXVW�ZDV�ÀQHG�
���������ZKHQ�LW�HPHUJHG�WKDW�LW�IDLOHG�WR�UHPRYH�FRQÀGHQWLDO�UHFRUGV�IURP�WKH�KDUG�
drives of old computers and failed to dispose of the computers properly32.

����,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�DFWLRQV
7KH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�FDQ�HQJDJH�D�QXPEHU�RI�DFWLRQV�DJDLQVW�
organisations involved in data breaches. These range from requiring an organisation to sign 
DQ�XQGHUWDNLQJ�WR�LPSURYH�SURFHVVHV�LQ�FRPSOLDQFH�ZLWK�WKH�'DWD�3URWHFWLRQ�$FW��WR�
imposing a civil monetary penalty of up to £500,000, or ultimately prosecution.

32� KWWS���ZZZ�LFR�JRY�XN�QHZV�ODWHVWBQHZV������QKV�WUXVW�ÀQHG��������IROORZLQJ�GDWD�EUHDFK�DIIHFWLQJ�WKRXVDQGV�RI�SDWLHQWV�DQG�
staff-01062012.aspx
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Between August 2011 and August 2012, the ICO enforcement team investigated 23 cases in 
which the NHS had potentially breached section 55 of the Data Protection Act33.Of these:
�� one was closed with the successful prosecution of an individual;
�� LQ����FDVHV��LW�ZDV�GHHPHG�OLNHO\�WKDW�WKH�GDWD�FRQWUROOHU�ZDV�FRPSOLDQW�ZLWK�WKH�'DWD�

Protection Act, so the investigations were closed without prosecution;
�� one investigation was closed without a prosecution after it was deemed there may have 

EHHQ�D�GDWD�EUHDFK��EXW�WKHUH�ZDV�LQVXIÀFLHQW�LQIRUPDWLRQ�WR�SURFHHG��DQG
�� ÀYH�LQYHVWLJDWLRQV�UHPDLQHG�RSHQ�

Appendix 4 contains some examples of ICO actions up to August 2012.

����'HOLEHUDWH�VKDULQJ�RI�LQIRUPDWLRQ�RU�GDWD�LV�QRW�WR�EODPH�
IRU�EUHDFKHV
The ICO told the Review Panel that no civil monetary penalties have been served for a 
breach of the Data Protection Act due to data sharing which had been appropriately 
considered and which had a legitimate data sharing agreement. Problems had occurred 
ZKHQ�VKDULQJ�KDG�WDNHQ�SODFH�ZLWKRXW�GXH�FRQVLGHUDWLRQ��ZLWK�GDWD�VXEVHTXHQWO\�ORVW�

,Q�WKH�H[SHULHQFH�RI�WKH�,&2��EUHDFKHV�RI�WKH�'3$�DUH�XVXDOO\�WKH�UHVXOW�RI�D�ODFN�RI�FDUH��
UDWKHU�WKDQ�EHFDXVH�RI�DQ�LVVXH�LQ�D�ZHOO�GHVLJQHG�GDWD�VKDULQJ�DJUHHPHQW��<HW�WKH�,&2�
ÀQGV�RUJDQLVDWLRQV�IUHTXHQWO\�VK\�DZD\�IURP�GDWD�VKDULQJ�DJUHHPHQWV�DQG�FLWH�GDWD�
protection as a reason.

2UJDQLVDWLRQV�VKRXOG�PDNH�WKH�EHVW�XVH�RI�WKH�GDWD�WKH\�KROG��LQFOXGLQJ�VKDULQJ�ZKHUH�
appropriate and lawful.

Professional standards and good practice

$Q\�RUJDQLVDWLRQ�GHFLGLQJ�ZKHWKHU�WR�VKDUH�GDWD�RU�QRW�VKRXOG�ÀUVW�FRQVLGHU�WKUHH�NH\�
questions:
�� :KDW�LV�WKH�SXUSRVH�RI�WKH�GDWD�VKDULQJ�³�LV�WKHUH�D�FOHDU�REMHFWLYH�WKDW�FDQ�EHVW�

be achieved by sharing the data?
�� :KDW�LV�WKH�ULVN�WR�LQGLYLGXDOV��ERWK�WKH�VXEMHFW�RI�WKH�GDWD�RU�DQ\�WKLUG�SDUWLHV��RI�

VKDULQJ�WKH�GDWD�DQG�LV�WKLV�ULVN�SURSRUWLRQDWH�WR�WKH�EHQHÀWV�WR�WKH�LQGLYLGXDO�WKDW�
ZLOO�EH�DFKLHYHG"�7KLV�LQFOXGHV�FRQVLGHULQJ�LI�WKHUH�LV�D�ULVN�WR�LQGLYLGXDOV�LI�WKH�
data is not shared.

�� How will the information be shared?

,I�WKHUH�LV�D�FOHDU�REMHFWLYH�IRU�VKDULQJ�GDWD�DQG�DQ\�ULVN�RI�VKDULQJ�LV�SURSRUWLRQDWH�WR�WKLV�
objective there will then be other matters to consider. This includes whether there is a 
legal basis for using the data and whether the conditions for processing, fair processing 
LQIRUPDWLRQ��GDWD�SURWHFWLRQ�SULQFLSOHV��FRPPRQ�ODZ�GXW\�RI�FRQÀGHQFH�DQG�WKH�+XPDQ�
Rights Act requirements can all be met.

33� KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNSJD���������SDUW�9,�FURVVKHDGLQJ�XQODZIXO�REWDLQLQJ�HWF�RI�SHUVRQDO�GDWD
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$W�ÀUVW�JODQFH�WKHVH�PD\�VHHP�RQHURXV��EXW�WKH�,&2·V�GDWD�VKDULQJ�FRGH�RI�SUDFWLFH�
�0D\������34�SURYLGHV�SUDFWLFDO�JXLGDQFH�WR�KHOS�RUJDQLVDWLRQV�ZRUN�WKURXJK�PDQ\�RI�
these considerations.

In the foreword to the ICO data sharing code of practice, the Information Commissioner said:

´2UJDQLVDWLRQV�WKDW�GRQ·W�XQGHUVWDQG�ZKDW�FDQ�DQG�FDQQRW�EH�GRQH�OHJDOO\�DUH�DV�OLNHO\�
WR�GLVDGYDQWDJH�WKHLU�FOLHQWV�WKURXJK�H[FHVVLYH�FDXWLRQ�DV�WKH\�DUH�E\�FDUHOHVVQHVV�µ

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW�LQGLYLGXDOV�VKRXOG�QRW�EH�GLVFRXUDJHG�IURP�VKDULQJ�
simply through fear of doing this incorrectly. With the help of the ICO’s data sharing 
code, and tools such as privacy impact assessments35��GDWD�VKDULQJ�FDQ�EH�DFKLHYHG��
where appropriate, in a secure and proper way.

4.4 Sharing information on social media
The Review Panel found no evidence to suggest that people’s desire to protect their 
SHUVRQDO�FRQÀGHQWLDO�GDWD�IURP�XQDXWKRULVHG�GLVFORVXUH�LV�ZHDNHU�DPRQJ�WKH�¶)DFHERRN�
generation’. Increasing use of social media has encouraged people of all ages to share 
online pictures and information of a personal nature that might once have been regarded 
as deeply private. But a decision by an individual to share some of their personal 
information with other people on social media does not mean that those in the health and 
VRFLDO�FDUH�V\VWHP�VKRXOG�EH�DQ\�OHVV�YLJLODQW�LQ�SUHVHUYLQJ�FRQÀGHQWLDOLW\��,W�ZRXOG�EH�
patronising in the extreme to suggest that a more lax approach to protecting 
FRQÀGHQWLDOLW\�FRXOG�EH�WDNHQ��RU�WKDW�SHRSOH�¶KDG�LW�FRPLQJ�WR�WKHP·�IRU�FKRRVLQJ�WR�XVH�
)DFHERRN��7ZLWWHU��/LQNHG,Q��<RX7XEH�DQG�DVVRUWHG�RQOLQH�EORJV�

Research for the Royal Academy of Engineering investigated attitudes among around 2,900 
\RXQJ�SHRSOH��PRVWO\�DJHG���³����WR�KDYLQJ�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�VWRUHG�LQ�DQ�
electronic patient record. It found:

´*URZLQJ�XS�LQ�DQ�HUD�RI�WKH�%LJ�%URWKHU�WHOHYLVLRQ�VHULHV�DQG�WKH�H[SDQVLRQ�RI�VRFLDO�
QHWZRUNLQJ�VLWHV�VXFK�DV�)DFHERRN�GRHV�QRW�PHDQ�WKDW�\RXQJ�SHRSOH�GR�QRW�FDUH�
DERXW�SULYDF\�RU�ZKDW�KDSSHQV�WR�WKHLU�SHUVRQDO�LQIRUPDWLRQ��3ULYDF\�LV�LQGHHG�
H[WUHPHO\�LPSRUWDQW�WR�\RXQJ�SHRSOH�«�)DFHERRN�ZDV�QRW�GHHPHG�WR�EH�DQ�LQYDVLRQ�
RI�SULYDF\�EHFDXVH�WKH�\RXQJ�SHRSOH�IHOW�LQ�FRQWURO�RI�ZKDW�LQIRUPDWLRQ�ZDV�SRVWHG�
DQG�ZKR�FRXOG�JHW�DFFHVV�WR�WKDW�LQIRUPDWLRQ36�µ

34� ,&2�'DWD�3URWHFWLRQ�&RGH�RI�3UDFWLFH��0D\��������KWWSV���ZZZ�LFR�JRY�XN�WRROVBDQGBUHVRXUFHV�a�PHGLD�GRFXPHQWV�OLEUDU\�'DWDB
3URWHFWLRQ�'HWDLOHGBVSHFLDOLVWBJXLGHV�GDWDBVKDULQJBFRGHBRIBSUDFWLFH�DVK[

35� KWWS���ZZZ�LFR�JRY�XN�IRUBRUJDQLVDWLRQV�GDWDBSURWHFWLRQ�WRSLFBJXLGHV�SULYDF\BLPSDFWBDVVHVVPHQW�DVS[
36� 7KH�5R\DO�$FDGHP\�RI�(QJLQHHULQJ��¶3ULYDF\�DQG�SUHMXGLFH��<RXQJ�SHRSOH·V�YLHZV�RQ�WKH�GHYHORSPHQW�DQG�XVH�RI�(OHFWURQLF�3DWLHQW�5HFRUGV·��

October 2010, pp4—5.
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It added:

´-XVW�EHFDXVH�VRPHWKLQJ�LV�SULYDWH��GRHV�QRW�PHDQ�\RXQJ�SHRSOH�DUH�QRW�ZLOOLQJ�WR�
VKDUH�WKH�LQIRUPDWLRQ�ZLWK�SDUWLFXODU�JURXSV��SURYLGHG�WKH�LQIRUPDWLRQ�LV�QRW�
GLVVHPLQDWHG�PRUH�ZLGHO\ 

37�µ

This attitude was corroborated in evidence to the Review Panel from young people and 
those providing services aimed at this age group. For example organisations running family 
SODQQLQJ�FOLQLFV�FRQVLGHUHG�FRQÀGHQWLDOLW\�WR�EH�DQ�DEVROXWH�UHTXLUHPHQW�WR�PDLQWDLQ�D�
relationship of trust with clients.

)LJXUHV�UHOHDVHG�E\�WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�WR�WKH�SULYDF\�FDPSDLJQ�%LJ�
%URWKHU�:DWFK�LQ�2FWREHU������VKRZHG�WKHUH�ZHUH����LQFLGHQWV�RI�SDWLHQW�LQIRUPDWLRQ�
EHLQJ�SRVWHG�RQ�VRFLDO�QHWZRUNLQJ�VLWHV�E\�1+6�VWDII��LQYROYLQJ����PHGLFDO�SHUVRQQHO�
at 11 trusts across the UK38. In one incident at Nottingham University Hospital Trust, 
D�GRFWRU�ZDV�GLVPLVVHG�DIWHU�SRVWLQJ�D�SLFWXUH�RI�D�SDWLHQW�RQ�)DFHERRN39.

This suggests that the advent of social media has not changed any principles of 
FRQÀGHQWLDOLW\��+RZHYHU��LW�PD\�FDOO�IRU�JUHDWHU�YLJLODQFH�DPRQJ�KHDOWK�DQG�VRFLDO�FDUH�
professionals as they switch from the personal part of their lives to the professional part.

In draft guidance for doctors using social media, the General Medical Council has said:

´7KH�VWDQGDUGV�H[SHFWHG�RI�GRFWRUV�GR�QRW�FKDQJH�EHFDXVH�WKH\�DUH�FRPPXQLFDWLQJ�
WKURXJK�VRFLDO�PHGLD�UDWKHU�WKDQ�IDFH�WR�IDFH�RU�WKURXJK�RWKHU�WUDGLWLRQDO�PHGLD��
+RZHYHU��VRFLDO�PHGLD�GRHV�UDLVH�QHZ�FLUFXPVWDQFHV�WR�ZKLFK�WKH�HVWDEOLVKHG�
SULQFLSOHV�DSSO\ 

���µ

The GMC’s suggested guidelines were supplemented by the Royal College of General 
3UDFWLWLRQHUV��ZKLFK�SURGXFHG�D�¶6RFLDO�0HGLD�+LJKZD\�&RGH·�WR�KHOS�GRFWRUV�JDLQ�WKH�
SRWHQWLDO�SURIHVVLRQDO�EHQHÀWV�RI�XVLQJ�VRFLDO�PHGLD�ZLWKRXW�H[SHULHQFLQJ�WKH�SLWIDOOV�41

����'HÀQLQJ�¶GDWD�EUHDFKHV·
&XUUHQWO\�LQ�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�LQ�(QJODQG�WKH�WHUPV�¶GDWD�ORVVHV·��¶SHUVRQDO�
GDWD�EUHDFKHV·�DQG�¶LQIRUPDWLRQ�JRYHUQDQFH�VHULRXV�LQFLGHQWV·�DUH�XVHG��+RZHYHU��GDWD�
breaches include data losses, so it is therefore unclear why the term data losses should 
FRQWLQXH��,Q�DGGLWLRQ��WKH�5HYLHZ�3DQHO�QRWHG�WKDW�WKH�GHÀQLWLRQ�RI�D�GDWD�EUHDFK�XVHG�E\�
the ICO is more comprehensive than that used by the NHS and includes data losses as well 
as other forms of data breach.

37 Ibid p17
38 The *XDUGLDQ, 28 October 2011
39 +HDOWK�6HUYLFH�-RXUQDO, 20 October 2011
40� *0&��¶'RFWRUV·�XVH�RI�VRFLDO�PHGLD��D�GUDIW�IRU�FRQVXOWDWLRQ·
41� 5&*3��¶'UDIW�6RFLDO�0HGLD�+LJKZD\�&RGH·������
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7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW�WKHUH�VKRXOG�EH�D�VLQJOH�GHÀQLWLRQ�RI�D�¶SHUVRQDO�GDWD�
EUHDFK·�XVHG�E\�WKH�ZKROH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP��DQG�HQGRUVHV�WKH�DGRSWLRQ�RI�
WKH�GHÀQLWLRQ�EHORZ��7KLV�JRHV�EH\RQG�WKH�GHÀQLWLRQ�XVHG�E\�WKH�,&242 to include paper 
EUHDFKHV�VXFK�DV�OHWWHUV�WR�WKH�ZURQJ�DGGUHVV��DV�ZHOO�DV�HOHFWURQLF�UHFRUGV��7KH�
DPHQGHG�GHÀQLWLRQ�ZRXOG�UHDG�

'HÀQLWLRQ�RI�D�GDWD�EUHDFK

A data breach is any failure to meet the requirements of the Data Protection Act. 
7KLV�LQFOXGHV�XQODZIXO�GLVFORVXUH�RU�PLVXVH�RI�FRQÀGHQWLDO�GDWD��UHFRUGLQJ�RU�VKDULQJ�
of inaccurate data and inappropriate invasion of people’s privacy43.

4.6 Reporting arrangements 
Reporting and management of information governance issues and related serious incidents 
LQ�WKH�1+6�ZDV�LQFOXGHG�ZLWKLQ�WKH�¶1DWLRQDO�)UDPHZRUN�IRU�5HSRUWLQJ�DQG�/HDUQLQJ�IURP�
Serious Incidents Requiring Investigation’44 issued by the National Patient Safety Agency in 
2010. Under the guidance, primary care trusts and SHAs were responsible for monitoring 
and reviewing the case with their providers.

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW�WKHVH�UHSRUWLQJ�DUUDQJHPHQWV�PXVW�EH�FODULÀHG��
following the implementation of the Health and Social Care Act 2012, particularly for 
the major processors of data such as clinical commissioning groups, the Health and 
Social Care Information Centre, the Data Management Integration Centres, providers 
and local authorities.

It should be noted, however, that discussion of serious incidents has hitherto focused 
exclusively on things that should not happen, and does not encompass those that should, 
for example the appropriate sharing for patient care.

Under current arrangements, the focus of reporting has been on the scale of data losses, 
determined by the number of people affected and the potential for reputational damage 
and media attention. During the course of this review, the Department of Health was 
LQYHVWLJDWLQJ�PRUH�VRSKLVWLFDWHG�PHWKRGV�RI�FDWHJRULVDWLRQ�WKDW�WDNH�DFFRXQW�RI�WKH�
potential for clinical harm, damage or distress to patients. This will be introduced as an 
RQ�OLQH�UHSRUWLQJ�WRRO�DVVRFLDWHG�ZLWK�WKH�,QIRUPDWLRQ�*RYHUQDQFH�7RRONLW�LQ�0D\������DQG�
ZLOO�EH�IXUWKHU�UHÀQHG�GXULQJ�D�UHYLHZ�RI�WRRONLW�FRQWHQW�ODWHU�LQ�WKH�\HDU�

Hitherto, there has been no requirement on local authorities to provide similar reports on 
data breaches in relation to their social care activity, as per NHS organisations, other than 
UHSRUWLQJ�WR�WKH�,&2��)URP�$SULO�������ZKHQ�ORFDO�DXWKRULWLHV�WDNH�RQ�WKH�UHVSRQVLELOLW\�IRU�
public health, local authorities will be responsible for the data management previously 
carried out by the NHS. This opportunity should be used to enhance and strengthen the 

42� KWWS���ZZZ�LFR�JRY�XN�IRUBRUJDQLVDWLRQV�SULYDF\BDQGBHOHFWURQLFBFRPPXQLFDWLRQV�VHFXULW\BEUHDFKHV�DVS[
43 Privacy applies to public bodies, but would also apply to private sector through contract or court decision.
44� KWWS���ZZZ�QUOV�QSVD�QKV�XN�UHSRUW�D�SDWLHQW�VDIHW\�LQFLGHQW�VHULRXV�LQFLGHQW�UHSRUWLQJ�DQG�OHDUQLQJ�IUDPHZRUN�VLUO�
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reporting of breaches not just in public health, but also adult social care, to the same 
standard as that proposed for the NHS. Although a high proportion of direct adult social 
care is provided outside the local authority’s direct control, the Review Panel concludes 
that the commissioned services should be subject to the same requirements of any 
TXDOLÀHG�SURYLGHU�LQ�KHDOWK��WR�UHSRUW�GDWD�EUHDFKHV�WR�WKH�FRPPLVVLRQHU�RI�WKH�VHUYLFH�

The Review Panel concludes that organisations within the health and social care system 
LQ�(QJODQG�VKRXOG�UHSRUW�DOO�GDWD�EUHDFKHV�WR�WKHLU�ERDUGV�RU�HTXLYDOHQW�ERGLHV��7KHVH�
GDWD�EUHDFKHV�VKRXOG�LQ�WXUQ�EH�LQFOXGHG�LQ�HDFK�RUJDQLVDWLRQ·V�TXDOLW\�UHSRUW�LQ�1+6�
RUJDQLVDWLRQV�RU�DV�SDUW�RI�WKH�DQQXDO�UHSRUW�RU�SHUIRUPDQFH�UHSRUW�LQ�QRQ�1+6�
organisations.

:KLOH�RUJDQLVDWLRQV�ZLWK�D�QDWLRQDO�IRFXV��VXFK�DV�WKH�'HSDUWPHQW�RI�+HDOWK��1+6�
&RPPLVVLRQLQJ�%RDUG�DQG�&DUH�4XDOLW\�&RPPLVVLRQ��&4&���PD\�UHTXLUH�FHQWUDO�UHSRUWLQJ�RI�
personal data breaches above a certain level of severity, all personal data breaches must 
be managed locally.

Recommendation 6

The processing of data without a legal basis, where one is required, must be reported 
to the board, or equivalent body of the health or social care organisation involved 
and dealt with as a data breach.

There should be a standard severity scale for breaches agreed across the whole of 
the health and social care system. The board or equivalent body of each organisation 
in the health and social care system must publish all such data breaches. This should 
be in the quality report of NHS organisations, or as part of the annual report or 
performance report for non-NHS organisations.
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����7KH�OHJDO�EDVLV�IRU�XVLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD
6WDII�PDNLQJ�GHFLVLRQV�DERXW�VKDULQJ�KHDOWK�DQG�VRFLDO�FDUH�LQIRUPDWLRQ�FDQQRW�UHO\�RQO\�RQ�
compassion and common sense. They must also act within the law. Every minute of every 
GD\��VWDII�HPSOR\HG�DFURVV�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�PDNH�ODZIXO�XVH�RI�SHUVRQDO�
FRQÀGHQWLDO�GDWD�DERXW�SDWLHQWV�DQG�VHUYLFH�XVHUV��$OO�XVHV�RI�VXFK�GDWD�DUH�NQRZQ�DV�
¶SURFHVVLQJ·��LQFOXGLQJ�KROGLQJ��REWDLQLQJ��UHFRUGLQJ��XVLQJ�DQG�VKDULQJ�

Professional standards and good practice

All processing of such data must be lawful. There are four legal bases for processing 
SHUVRQDO�FRQÀGHQWLDO�GDWD�ZKLFK�PHHW�WKH�FRPPRQ�ODZ�GXW\�RI�FRQÀGHQWLDOLW\��
These are:
�� with the consent of the individual concerned. Details concerning consent for 

direct care are fully explored in chapter 3;
�� through statute��VXFK�DV�WKH�SRZHUV�WR�FROOHFW�FRQÀGHQWLDO�GDWD�LQ�VHFWLRQ�����RI�

WKH�1+6�$FW�������VHH�VHFWLRQ������DQG�WKH�SRZHUV�JLYHQ�WR�WKH�,QIRUPDWLRQ�&HQWUH�
LQ�WKH�+HDOWK�DQG�6RFLDO�&DUH�$FW�������VHH�VHFWLRQV����������DQG��������

�� through a court order��ZKHUH�D�MXGJH�KDV�RUGHUHG�WKDW�VSHFLÀF�DQG�UHOHYDQW�
information should be disclosed and to whom; and

�� ZKHQ�WKH�SURFHVVLQJ�FDQ�EH�VKRZQ�WR�PHHW�WKH�¶SXEOLF�LQWHUHVW�WHVW·, meaning the 
EHQHÀW�WR�WKH�SXEOLF�RI�SURFHVVLQJ�WKH�LQIRUPDWLRQ�RXWZHLJKV�WKH�SXEOLF�JRRG�RI�
PDLQWDLQLQJ�WUXVW�LQ�WKH�FRQÀGHQWLDOLW\�RI�VHUYLFHV�DQG�WKH�ULJKWV�WR�SULYDF\�IRU�WKH�
individual concerned.

In addition to having one of these legal bases the processing must also meet the 
requirements of the Data Protection Act and pass the additional tests in the Human 
Rights Act.

$Q\�SURFHVVLQJ�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�WKDW�LV�QRW�FRPSOLDQW�ZLWK�WKHVH�ODZV��
even if otherwise compliant with the Data Protection Act, is a data breach, and must 
be dealt with as such.

)DLOXUH�WR�FRPSO\�ZLWK�WKH�ODZ�ZKHQ�GHDOLQJ�ZLWK�SHRSOH·V�SHUVRQDO�FRQÀGHQWLDO�GDWD�
erodes trust, which can seriously damage the view of the public about the trustworthiness 
of the NHS or social services.

5.2 Anonymisation
'DWD�FHDVHV�WR�EH�SHUVRQDO�DQG�FRQÀGHQWLDO�ZKHQ�LW�KDV�EHHQ�DQRQ\PLVHG��DV�H[SODLQHG�LQ�
chapter 6. In those circumstances, publication is lawful. Data, which has been anonymised 
EXW�VWLOO�FDUULHV�D�VLJQLÀFDQW�ULVN�RI�UH�LGHQWLÀFDWLRQ�RU�GH�DQRQ\PLVDWLRQ��PD\�EH�WUHDWHG�
HLWKHU�DV�SHUVRQDO�DQG�FRQÀGHQWLDO�RU�DV�DQRQ\PLVHG�GHSHQGLQJ�RQ�KRZ�HIIHFWLYHO\�WKH�ULVN�
RI�UH�LGHQWLÀFDWLRQ�KDV�EHHQ�PLWLJDWHG�DQG�ZKDW�VDIHJXDUGV�KDYH�EHHQ�SXW�LQ�SODFH��7KLV�LV�
fully explained in the ICO Anonymisation: Code of Practice and in chapter 6 of this report.
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5.3 Legal aspects of sharing in direct care
$V�H[SODLQHG�LQ�FKDSWHU����FRQVHQW�PD\�EH�REWDLQHG�E\�H[SOLFLWO\�DVNLQJ�IRU�LW��RU�LW�PD\�EH�
implied during direct care. For example, when a patient agrees to the GP referring her to a 
hospital consultant, she can expect the GP to pass on details of the medical condition that 
requires the consultant’s opinion.

Professional standards and good practice

There are three tests for establishing the conditions under which consent can be 
LPSOLHG��DOO�RI�ZKLFK�PXVW�EH�PHW�DIÀUPDWLYHO\�
�� Is the person sharing the information a registered and regulated professional or 

one of their direct care team?
�� ,V�WKH�DFWLYLW\�D�W\SH�RI�GLUHFW�FDUH�ZLWKLQ�WKH�VFRSH�VSHFLÀHG�E\�WKH�SURIHVVLRQDO·V�

regulatory body?
�� Does the professional have a legitimate relationship with the person or persons 

FRQFHUQHG"��VHH�VHFWLRQ������

7KHVH�VLW�DORQJVLGH�WKH�OHJDO�UHTXLUHPHQWV�IRU�YDOLG�FRQVHQW��6HH�VHFWLRQ������

The GP may legally assume the patient has given implied consent to the sharing of this 
LQIRUPDWLRQ�ZLWKRXW�KDYLQJ�WR�DVN�KHU�DERXW�HDFK�LQGLYLGXDO�LWHP��+RZHYHU�WKH�SDWLHQW�
may explicitly decide she does not want some or all of her information shared and can 
PDNH�DQ�H[SOLFLW�GHFLVLRQ�WR�WKLV�HIIHFW��7KH�*3�PXVW�WKHQ�H[SODLQ�WKH�FRQVHTXHQFHV�RI�
such a decision and the patient must be fully informed about the outcome of the sharing 
WKDW�WDNHV�SODFH�

Direct care is largely consent based. It relies on implied consent for much data sharing. 
+RZHYHU��LI�D�SDWLHQW�PDNHV�DQ�H[SOLFLW�FRQVHQW�GHFLVLRQ��IRU�H[DPSOH�UHTXHVWLQJ�WKDW�WKHLU�
SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�QRW�VKDUHG��RU�¶DFWLYHO\�GLVVHQWLQJ·�WR�VKDUH���WKLV�GHFLVLRQ�
replaces any implied consent and their decision should be respected. In some instances, 
KRZHYHU��LW�LV�QHFHVVDU\�WR�XVH�RU�VKDUH�WKH�SHUVRQDO�FRQÀGHQWLDO�GDWD�WR�FRPSO\�ZLWK�OHJDO�
obligations e.g. where a court order has been issued or on public interest grounds such if 
WKH�SDWLHQW�SRVHV�D�VLJQLÀFDQW�ULVN�WR�RWKHUV�

5.4 Legal aspects of indirect care
$�ORW�RI�WKH�ZRUN�ZLWKLQ�KHDOWK�DQG�VRFLDO�FDUH�GRHV�QRW�LQYROYH�WKH�GLUHFW�WUHDWPHQW�RU�
support of individuals, and as a result, does not amount to direct care. Research, 
FRPPLVVLRQLQJ�DQG�PXFK�RI�WKH�ZRUN�GRQH�LQ�SXEOLF�KHDOWK�DUH�FODVVLÀHG�DV�¶LQGLUHFW�FDUH·��
They are more fully explored in chapters 6, 7 and 8.

Some aspects of indirect care need the explicit consent of the patient or service user 
EHIRUH�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�PD\�EH�DFFHVVHG�DQG�XVHG��)RU�H[DPSOH��SDWLHQWV�
need to give explicit consent before they can be included in some medical research trials, 
or patients must explicitly consent for commissioning staff to have access to personal 
FRQÀGHQWLDO�GDWD�DERXW�WKHLU�FRQGLWLRQ�LQ�RUGHU�WR�VHFXUH�IXQGLQJ�IRU�1+6�FRQWLQXLQJ�FDUH�
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+RZHYHU��PXFK�ODUJHU�YROXPHV�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�DUH�VKDUHG�IRU�WKH�SXUSRVHV�RI�
LQGLUHFW�FDUH�XVLQJ�VSHFLÀF�VWDWXWRU\�DXWKRULW\��SDUWLFXODUO\�VHFWLRQ�����RI�WKH�1+6�$FW������
�VHH�VHFWLRQ������DQG�SRZHUV�LQ�WKH�+HDOWK�DQG�6RFLDO�&DUH�$FW������WKDW�HQDEOH�WKH�+HDOWK�
DQG�6RFLDO�&DUH�,QIRUPDWLRQ�&HQWUH�WR�FROOHFW�DQG�LQWHUQDOO\�SURFHVV�SHUVRQDO�FRQÀGHQWLDO�
data under certain conditions. These powers giving legislative authority for sharing are 
NQRZQ�DV�¶VWDWXWRU\�JDWHZD\V·�

5.5 The ‘data sharing model’
The Future Forum report stated that the NHS must move to using information technology 
systems to share data about individual patients and service users electronically — and 
develop consent arrangements that facilitate this — in the interests of high quality care.

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKH�ZD\�WKDW�SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�VKDUHG�OHJDOO\�
ZLWKLQ�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�LV�QRW�GHÀFLHQW�LQ�LWVHOI��EXW�WKH�ZD\�WKHVH�
DUUDQJHPHQWV�DUH�FRPPXQLFDWHG�WR�WKH�SXEOLF�DQG�VWDII�VKRXOG�EH�LPSURYHG�

The Review Panel therefore does not consider it necessary to redesign the existing 
FRQVHQW�DUUDQJHPHQWV��+RZHYHU��WKH�5HYLHZ�3DQHO�FRQFOXGHV�ZD\V�VKRXOG�EH�IRXQG�
WR�HQKDQFH�SDWLHQWV·�DZDUHQHVV�RI�KRZ�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�XVHG�DQG�
strengthen staff understanding of the scope and limitations of implied consent 
(see section 3.2).

Recommendation 7

All organisations in the health and social care system should clearly explain to 
patients and the public how the personal information they collect could be used in 
GH�LGHQWLÀHG�IRUP�IRU�UHVHDUFK��DXGLW��SXEOLF�KHDOWK�DQG�RWKHU�SXUSRVHV��$OO�
RUJDQLVDWLRQV�PXVW�DOVR�PDNH�FOHDU�ZKDW�ULJKWV�WKH�LQGLYLGXDO�KDV�RSHQ�WR�WKHP��
LQFOXGLQJ�DQ\�DELOLW\�WR�DFWLYHO\�GLVVHQW��L�H��ZLWKKROG�WKHLU�FRQVHQW��

$�UHFRUG�PXVW�EH�NHSW�RI�DQ\�H[SOLFLW�GHFLVLRQ�RI�FRQVHQW��LQFOXGLQJ�ZLWKGUDZDO�RI�FRQVHQW�
previously given. If another registered and regulated professional in the patient’s care 
team needs to be made aware of this decision, it should be communicated through the 
normal process for sharing in direct care.

6RPH�RUJDQLVDWLRQV�VHHN�SDWLHQWV·�FRQVHQW�IRU�WKH�SURFHVVLQJ�RI�WKHLU�SHUVRQDO�FRQÀGHQWLDO�
data at the point of registration. This practice is particularly prevalent in the independent 
VHFWRU��&RQVHQW�IRU�VKDULQJ�GDWD�IRU�VSHFLÀF�SXUSRVHV�LV�GHVFULEHG�ZLWKLQ�WKH�DSSURSULDWH�
themes in future chapters.
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Recommendation 8

&RQVHQW�LV�RQH�ZD\�LQ�ZKLFK�SHUVRQDO�FRQÀGHQWLDO�GDWD�FDQ�EH�OHJDOO\�VKDUHG��,Q�VXFK�
situations people are entitled to have their consent decisions reliably recorded and 
available to be shared whenever appropriate, so their wishes can be respected. In 
this context, the Informatics Services Commissioning Group must develop or 
commission:
�� guidance for the reliable recording in the care record of any consent decision an 
LQGLYLGXDO�PDNHV�LQ�UHODWLRQ�WR�VKDULQJ�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD��DQG

�� a strategy to ensure these consent decisions can be shared and provide assurance 
that the individual’s wishes are respected.

5.6 Duration of consent

Professional standards and good practice

Patients can change their consent at any time. Consent is not an open-ended 
decision. The Review Panel has concluded that consent pertaining to the care of a 
person should be reviewed when any of the following criteria apply:
�� The person using the service decides to remove their consent.
�� 7KHUH�LV�D�VLJQLÀFDQW�FKDQJH�LQ�WKH�SHUVRQ·V�VLWXDWLRQ�H�J��D�QHZ�GLDJQRVLV�DQG�RU�

a referral.
�� After an agreed timescale, which organisations should consider and include as part 

of their local policies through dialogue with their patients.

:LWKGUDZDO�RI�FRQVHQW�FDQQRW�EH�UHOLDEO\�PDGH�UHWURVSHFWLYHO\��DV�LQIRUPDWLRQ�PD\�DOUHDG\�
KDYH�EHHQ�VKDUHG�DQG�DFWHG�XSRQ��1DWLRQDO�,QIRUPDWLRQ�*RYHUQDQFH�%RDUG��1,*%��JXLGDQFH�
explains why deleting records or information from records is not advisable and that in the 
case of electronic records, even if a record is removed the audit trail relating to that 
record must remain complete45.

5.7 The deceased
7KHUH�LV�D�ODFN�RI�FRQVLVWHQF\�LQ�WKH�DSSURDFK�WR�WKH�GDWD�RI�GHFHDVHG�SHRSOH�ZLWKLQ�WKH�
KHDOWK�DQG�VRFLDO�FDUH�V\VWHP��7KH�FRPPRQ�ODZ�GXW\�RI�FRQÀGHQFH�LV�JHQHUDOO\�UHJDUGHG�DV�
extending to the deceased but the Data Protection Act only relates to the living. Legal 
representatives or those with a claim on the estate of a deceased person are able to access 
the health records of the deceased person through the Access to Health Records Act 1990, 
EXW�WKHUH�LV�QR�HTXLYDOHQW�OHJDO�URXWH�IRU�DFFHVV�WR�VRFLDO�FDUH�UHFRUGV��6RPH�¶ZRUN�D�
rounds’ are used but these are increasingly untenable46.

45� ¶5HTXHVWLQJ�DPHQGPHQWV�WR�KHDOWK�DQG�VRFLDO�FDUH�UHFRUGV·��1,*%��������KWWS���ZZZ�QLJE�QKV�XN�SXEV�DPHQGUHFRUGV�SGI�
46� �,QIRUPDWLRQ�5LJKWV�7ULEXQDO��*HQHUDO�5HJXODWRU\�&KDPEHU��&DVH�1R��($������������-XOLD�0DUW\UHV�Y�,QIRUPDWLRQ�&RPPLVVLRQHU�DQG�1+6�

Cambridgeshire, 11 January 2012. 
KWWS���ZZZ�LQIRUPDWLRQWULEXQDO�JRY�XN�'%)LOHV�'HFLVLRQ�L���������������'HFLVLRQ���DQG���5XOLQJ���($���������SGI
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As people gain more control of their information, it should be possible for a person to give 
FXVWRGLDQVKLS�RI�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�DIWHU�WKHLU�GHDWK�WR�VRPHRQH��RU�WR�D�
UHVHDUFK�GDWD�EDQN��VR�WKDW�IXWXUH�JHQHUDWLRQV�FDQ�XVH�LW�WR�OHDUQ�DQG�LPSURYH�WKH�KHDOWK�
and wellbeing of society.

The review panel concluded that the Law Commission, in their review of the legal 
DVSHFWV�RI�GDWD�VKDULQJ�VKRXOG�FRQVLGHU�ORRNLQJ�DW�KRZ�WKH�ODZ�VXUURXQGLQJ�GHFHDVHG�
SHUVRQV�PLJKW�EH�EHWWHU�KDUPRQLVHG��,Q�SDUWLFXODU��WKH�3DQHO�ZRXOG�OLNH�WKH�/DZ�
Commission to consider ensuring there are no legal impediments to giving 
custodianship of their health and social care data within their last will and testament.

5.8 Genetics and consent
Genetic information should not be treated any differently from other forms of information, 
DQG�JHQHWLF�LQIRUPDWLRQ�LQ�LWVHOI�LV�QRW�DOZD\V�LGHQWLÀDEOH��7KH�+XPDQ�*HQHWLFV�
Commission47�SULQFLSOHV�RQ�SULYDF\�DQG�FRQÀGHQWLDOLW\��������VKRXOG�EH�IROORZHG��
These state:
�� 3ULYDF\��(YHU\�SHUVRQ�LV�HQWLWOHG�WR�SULYDF\��,Q�WKH�DEVHQFH�RI�MXVWLÀFDWLRQ�EDVHG�RQ�

overwhelming moral considerations, a person should generally not be obliged to disclose 
information about his or her genetic characteristics.

�� Consent: Private genetic information about a person should generally not be obtained, 
held or communicated without that person’s free and informed consent.

�� &RQÀGHQWLDOLW\��3ULYDWH�SHUVRQDO�JHQHWLF�LQIRUPDWLRQ�VKRXOG�JHQHUDOO\�EH�WUHDWHG�DV�
EHLQJ�RI�D�FRQÀGHQWLDO�QDWXUH�DQG�VKRXOG�QRW�EH�FRPPXQLFDWHG�WR�RWKHUV�ZLWKRXW�
consent except for the weightiest of reasons.

�� Non-discrimination: No person shall be unfairly discriminated against on the basis of his 
or her genetic characteristics.

5.9 The NHS Constitution
The Review Panel proposes that alongside giving due regard to consent, professionals and 
staff within health and social care should adhere to the rights, pledges and duties set out 
in the NHS Constitution.

The Review Panel recommends that these rights, pledges and duties be extended to 
include the whole health and social care system, which includes but is not limited to the 
NHS, public health, researchers and local authorities. If it was extended in that way, it 
would read as follows:
�� You have the right of access to your own records and to have any factual inaccuracies 

corrected.
�� You have the right�WR�SULYDF\�DQG�FRQÀGHQWLDOLW\�DQG�WR�H[SHFW�WKH�KHDOWK�DQG�VRFLDO�

FDUH�V\VWHP�WR�NHHS�\RXU�FRQÀGHQWLDO�LQIRUPDWLRQ�VDIH�DQG�VHFXUH�
�� You have the right to be informed about how your information is used.
�� You have the right�WR�UHTXHVW�WKDW�\RXU�FRQÀGHQWLDO�LQIRUPDWLRQ�LV�QRW�XVHG�EH\RQG�

your own care and treatment and to have your objections considered, and where your 
wishes cannot be followed, to be told the reasons including the legal basis.

47� �¶,QVLGH�,QIRUPDWLRQ��%DODQFLQJ�LQWHUHVWV�LQ�WKH�XVH�RI�SHUVRQDO�JHQHWLF�GDWD��$�VXPPDU\�UHSRUW�E\�WKH�+XPDQ�*HQHWLFV�&RPPLVVLRQ·��0D\����� 
KWWS���JHQRPH�ZHOOFRPH�DF�XN�GRFB:7'�������KWPO
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The NHS and adult social services also commit:
�� to ensure those involved in your care and treatment have access to your health and 

VRFLDO�FDUH�LQIRUPDWLRQ�VR�WKH\�FDQ�FDUH�IRU�\RX�VDIHO\�DQG�HIIHFWLYHO\��SOHGJH��
�� to anonymise the information collected during the course of your care and treatment 

DQG�XVH�LW�WR�VXSSRUW�UHVHDUFK�DQG�LPSURYH�FDUH�IRU�RWKHUV��SOHGJH��
�� ZKHUH�LGHQWLÀDEOH�LQIRUPDWLRQ�KDV�WR�EH�XVHG��WR�JLYH�\RX�WKH�FKDQFH�WR�REMHFW�

ZKHUHYHU�SRVVLEOH��SOHGJH��
�� WR�LQIRUP�\RX�RI�UHVHDUFK�VWXGLHV�LQ�ZKLFK�\RX�PD\�EH�HOLJLEOH�WR�SDUWLFLSDWH��SOHGJH���

and
�� WR�VKDUH�ZLWK�\RX�DQ\�FRUUHVSRQGHQFH�VHQW�EHWZHHQ�VWDII�DERXW�\RXU�FDUH��SOHGJH��

Staff duties:
You have a duty�WR�SURWHFW�WKH�FRQÀGHQWLDOLW\�RI�SHUVRQDO�LQIRUPDWLRQ�WKDW�\RX�KROG�

<RX�VKRXOG�DLP�
�� WR�LQIRUP�SDWLHQWV�DERXW�WKH�XVH�RI�WKHLU�FRQÀGHQWLDO�GDWD�DQG�WR�UHFRUG�WKHLU�

objections, consent or dissent; and
�� to provide access to a patient’s data to other relevant professionals, always doing so 

securely, and only where there is a legal and appropriate basis to do so.

Recommendation 9

The rights, pledges and duties relating to patient information set out in the 
NHS Constitution should be extended to cover the whole health and social 
care system.
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6.1 Why researchers need patient information
Patient information is an exceptionally valuable resource for researchers, with great 
potential to improve healthcare, both for individuals and populations. For example 
researchers use data to understand more about the causes of disease, assessing new 
clinical tests, treatments and interventions, and test the safety and effectiveness of drugs 
and medical devices.

The existence of the NHS provides a huge advantage to medical researchers in the UK. As a 
universal service free at the point of use, the NHS has a deep well of data covering almost 
all of the population, across the full spectrum of medical conditions. In December 2012 the 
Government announced a £100m programme aimed at sequencing the whole genome, the 
personal DNA sequence, of up to 100,000 cancer patients and patients with rare inherited 
diseases being treated by the NHS. The aim is to both offer clinicians a better 
understanding of how genetic information can be used to improve diagnosis and to develop 
new treatments. The size of the NHS population is also invaluable for research into 
infectious diseases.

There is also enormous untapped potential in the information captured in social care 
records to support better research. Social care record information is traditionally 
XQGHUH[SORLWHG��LQ�ODUJH�SDUW�GXH�WR�WKH�GLIÀFXOWLHV�LQ�SRROLQJ�VRFLDO�FDUH�LQIRUPDWLRQ�
across providers and commissioners.

8VLQJ�WKLV�GDWD��UHVHDUFKHUV�FDQ�SURYLGH�GLUHFW�EHQHÀW�WR�LQGLYLGXDOV�ZKR�WDNH�SDUW�LQ�
PHGLFDO�WULDOV�DQG�LQGLUHFW�EHQHÀW�WR�WKH�SRSXODWLRQ�DV�D�ZKROH��7KH�*RYHUQPHQW�LV�ZHOO�
aware of this contribution and the Prime Minister wants expansion of healthcare research 
to boost the life sciences industry, which is already worth £50bn in turnover a year and 
employs 160,000 people48.

The increasing use of electronic records opens up possibilities to conduct whole population 
observational studies and to address new research49�TXHVWLRQV�E\�OLQNLQJ�GLIIHUHQW�GDWD�VHWV�
WRJHWKHU��3DWLHQW�UHFRUGV�FDQ�DOVR�EH�XVHG�WR�LGHQWLI\�SHRSOH�WR�LQYLWH�WKHP�WR�WDNH�SDUW�LQ�
FOLQLFDO�WULDOV�DQG�RWKHU�LQWHUYHQWLRQDO�VWXGLHV��7KH�5HYLHZ�3DQHO�ORRNHG�LQWR�KRZ�WKHVH�
RSSRUWXQLWLHV�PLJKW�EH�UHDOLVHG�ZLWKRXW�ZHDNHQLQJ�FRQÀGHQWLDOLW\�DQG�WUXVW�

48� 6WUDWHJ\�IRU�/LIH�6FLHQFHV��%,6��KWWS���ZZZ�ELV�JRY�XN�DVVHWV�ELVFRUH�LQQRYDWLRQ�GRFV�V���������VWUDWHJ\�IRU�XN�OLIH�VFLHQFHV
49� $V�GHÀQHG�LQ�¶5HVHDUFK�)UDPHZRUN�IRU�+HDOWK�DQG�6RFLDO�&DUH·��'HSDUWPHQW�RI�+HDOWK�������
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����0DLQWDLQLQJ�FRQÀGHQWLDOLW\�DQG�WUXVW
The balance of evidence suggests that the majority of patients and the public support 
research in health and social care50, and the use of anonymised patient data to support 
UHVHDUFK��:KHUH�LGHQWLÀDEOH�GDWD�LV�QHHGHG�IRU�UHVHDUFK��SDWLHQWV�DUH�FRQWHQW�WR�EH�
approached to participate in research studies by their clinicians, but patients and public do 
ZDQW�WR�EH�DVNHG�IRU�WKHLU�FRQVHQW�EHIRUH�WKHLU�LGHQWLÀDEOH�LQIRUPDWLRQ�LV�GLVFORVHG�IRU�D�
given piece of research51.

However, the Review Panel has heard that more could be done to increase awareness of 
WKH�EHQHÀWV�RI�UHVHDUFK��ZKDW�LW�HQWDLOV��DQG�KRZ�KHDOWK�DQG�VRFLDO�FDUH�LQIRUPDWLRQ�PD\�
be used to support it52. It is therefore vital that in order to improve and maintain public 
trust, researchers and the health and social care system more generally, must inform 
SDWLHQWV�DQG�WKH�SXEOLF�RI�WKH�EHQHÀWV�WKDW�WKH�XVH�RI�WKHLU�LQIRUPDWLRQ�FDQ�EULQJ�WR�WKHP��
their families and the nation’s health.

This should include raising awareness and understanding of how information about 
DSSDUHQWO\�¶ZHOO·�LQGLYLGXDOV�LV�MXVW�DV�LPSRUWDQW�DV�LQIRUPDWLRQ�DERXW�SDWLHQWV�ZLWK�
SDUWLFXODU�FRQGLWLRQV�H�J��IRU�WKH�FRPSDULVRQ�RI�KHDOWK�RXWFRPHV�DQG�WKH�LGHQWLÀFDWLRQ�RI�
ULVN�IDFWRUV�

It is also important to inform people how they can become involved in different types of 
research, about the rights they have in relation to the use of their information for research 
DQG�KRZ�WR�H[HUFLVH�WKHP��LQFOXGLQJ�ZKHQ�WKH\�FDQ�DFWLYHO\�GLVVHQW��L�H��ZLWKKROG�WKHLU�
FRQVHQW��

6HFWLRQ�����RI�WKLV�UHSRUW��¶7KH�´GDWD�VKDULQJ�PRGHO·· ’, discusses the need to inform 
patients and the public of how their information is used in health and social care and sets 
out the Review Panel’s conclusions and recommendations on this issue.

7KH�5HYLHZ�3DQHO�KHDUG�IURP�UHVHDUFKHUV�WKDW�WKH�FRPSOH[LW\��FRQIXVLRQ�DQG�ODFN�RI�
consistency in the interpretation of legal and governance requirements can sometimes 
KDPSHU�UHVHDUFK��7KH�WHQGHQF\�LV�IRU�GDWD�FRQWUROOHUV�WR�EH�ULVN�DYHUVH��HUULQJ�RQ�WKH�VLGH�
RI�FDXWLRQ�UDWKHU�WKDQ�RI�SXEOLF�EHQHÀW��5HVHDUFKHUV�FDOOHG�IRU�D�PRUH�SURSRUWLRQDWH�DQG�
VWUHDPOLQHG�IUDPHZRUN�WR�HQDEOH�HDVLHU�DFFHVV�WR�GDWD�

Researchers have devised a number of robust solutions to enable access to detailed patient 
LQIRUPDWLRQ��ZKLOH�HQVXULQJ�FRQÀGHQWLDOLW\�LV�SURWHFWHG��7KHVH�VROXWLRQV�KDYH�EHHQ�
developed over many years and are still evolving. The remainder of this section discusses 
the approaches.

50  Public attitudes to research governance: A qualitative study in a deliberative context, 
KWWS���ZZZ�ZHOOFRPH�DF�XN�VWHOOHQW�JURXSV�FRUSRUDWHVLWH�#SROLF\BFRPPXQLFDWLRQV�GRFXPHQWV�ZHEBGRFXPHQW�ZW[�������SGI

51� �6SHFLDO�(XUREDURPHWHU��(%�������'DWD�3URWHFWLRQ�DQG�(OHFWURQLF�,GHQWLW\�LQ�WKH�(8���������SDJH����� 
KWWS���HF�HXURSD�HX�SXEOLFBRSLQLRQ�DUFKLYHV�HEV�HEVB���BHQ�SGI

52� ,SVRV�025,�05&�7KH�8VH�RI�3HUVRQDO�+HDOWK�,QIRUPDWLRQ�LQ�0HGLFDO�5HVHDUFK�*HQHUDO�3XEOLF�&RQVXOWDWLRQ��-XQH�������� 
ZZZ�PUF�DF�XN�XWLOLWLHV�'RFXPHQWUHFRUG�LQGH[�KWP"G 05&������
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6.3 Protecting the identity of individuals
Using information that does not identify individual patients is the surest way to protect 
FRQÀGHQWLDOLW\��:KHQHYHU�SRVVLEOH��DQRQ\PLVHG�GDWD�VKRXOG�EH�XVHG�IRU�DOO�SXUSRVHV�RWKHU�
than direct care, including research. However, the Review Panel has found that while from 
a legal perspective, patient data exists in one of two forms – with patients either 
LGHQWLÀHG53 or anonymous, in reality, the situation is more complex. In particular, there is a 
¶JUH\�DUHD·�RI�GDWD�WKDW�RQ�LWV�RZQ��GRHV�QRW�LGHQWLI\�LQGLYLGXDOV��EXW�FRXOG�SRWHQWLDOO\�GR�
VR�LI�LW�ZHUH�WR�EH�OLQNHG�WR�RWKHU�LQIRUPDWLRQ�

Clearly, it is inappropriate to publish information that could lead to individuals being 
LGHQWLÀHG��7KHUHIRUH��WKH�SURFHVVLQJ�DQG�GLVFORVXUH�RI�LQIRUPDWLRQ�ZLWK�D�KLJK�ULVN�RI�
UH�LGHQWLÀFDWLRQ�UHTXLUHV�UREXVW�SURWHFWLRQ�DQG�JRYHUQDQFH��$V�ZLWK�RWKHU�DUHDV�RI�
information governance, the Review Panel found that there is great variation and 
LQFRQVLVWHQF\�LQ�WKH�ODQJXDJH�XVHG�WR�GHVFULEH�GLIIHUHQW�NLQGV�RI�LQIRUPDWLRQ��IRU�H[DPSOH�
XVLQJ�WHUPV�OLNH�¶SHUVRQDO·�RU�¶LGHQWLÀDEOH·�LQWHUFKDQJHDEO\�WR�GHVFULEH�WKH�VDPH�WKLQJ��RU�
using the same term to mean slightly different things.

7KH�5HYLHZ�3DQHO�SURSRVHV�D�VLPSOH�IUDPHZRUN�WKDW�GHVFULEHV�WKUHH�GLIIHUHQW�IRUPV�RI�
GDWD�DQG�FODULÀHV�WKH�FRQGLWLRQV�XQGHU�ZKLFK�GDWD�FDQ�EH�SURFHVVHG�DQG�GLVFORVHG��VHH�
ÀJXUH���RYHU�WKH�SDJH���7KLV�IUDPHZRUN�GUDZV�RQ�WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�
Anonymisation Code of Practice, published on 20th November 2012. In summary, the three 
VWDWHV�RI�GDWD�LQ�WKH�IUDPHZRUN�DUH�

¶'DWD�IRU�SXEOLFDWLRQ·
This is data that has been anonymised in line with the ICO anonymisation code to the point 
ZKHUH�GHWHUPLQLQJ�LQGLYLGXDO�LGHQWLWLHV�IURP�WKH�GDWD�LV�XQOLNHO\��UHTXLULQJ�XQUHDVRQDEOH�
effort. The data does not require a legal or contractual basis for processing and can be 
SXEOLFDOO\�GLVFORVHG��7KLV�GDWD�LV�FDOOHG�GH�LGHQWLÀHG�GDWD�IRU�SXEOLFDWLRQ�

¶3HUVRQDO�FRQÀGHQWLDO�GDWD·
7KLV�LV�GDWD�LQ�ZKLFK�LQGLYLGXDOV�DUH�FOHDUO\�LGHQWLÀHG��RU�DUH�HDVLO\�LGHQWLÀDEOH��7KLV�GDWD�
should not be processed without a clear legal basis54.

3HUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�RQO\�EH�GLVFORVHG�ZLWK�FRQVHQW�RU�XQGHU�VWDWXWH55 and any 
disclosure must always be limited and accompanied by a contractual agreement that 
PLWLJDWHV�WKH�ULVN�RI�PLVXVH�DQG�LQDSSURSULDWH�GLVFORVXUH��7KH�FRQWUDFWXDO�DJUHHPHQW�QHHGV�
WR�VHW�RXW��DV�D�PLQLPXP��WKH�OHJDO�EDVLV�IRU�WKH�GDWD�ÁRZ��WKH�SXUSRVHV�WR�ZKLFK�WKH�GDWD�
can be put, the safeguards that should be in place to protect data and how the public are 
informed about these.

7KH�OLQNDJH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�IURP�PRUH�WKDQ�RQH�RUJDQLVDWLRQ�IRU�DQ\�SXUSRVH�
RWKHU�WKDQ�GLUHFW�FDUH��VKRXOG�RQO\�WDNH�SODFH�LQ�VSHFLDOLVW��ZHOO�JRYHUQHG��LQGHSHQGHQWO\�
VFUXWLQLVHG�DFFUHGLWHG�HQYLURQPHQWV�FDOOHG�¶DFFUHGLWHG�VDIH�KDYHQV·��VHH�VHFWLRQ������

53� L�H��¶3HUVRQDO�GDWD·�DV�GHÀQHG�LQ�WKH�'DWD�3URWHFWLRQ�$FW������
54� 7KH�OHJDO�EDVLV�IRU�SHUVRQDO�FRQÀGHQWLDO�GDWD�PXVW�FRQIRUP�ZLWK�WKH�'DWD�3URWHFWLRQ�$FW������DQG�FRPPRQ�ODZ�GXW\�RI�FRQÀGHQWLDOLW\�
55� :KLOH�WKH�SXEOLF�LQWHUHVW�FDQ�DOVR�SURYLGH�D�OHJDO�EDVLV�IRU�GLVFORVXUH�LW�VKRXOG�QRW�EH�UHOLHG�XSRQ�IRU�URXWLQH�GDWD�ÁRZV��VHH�DOVR�VHFWLRQ�����

DQG�UHFRPPHQGDWLRQ�����
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‘Data for limited disclosure’
This data is called GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�GLVFORVXUH�RU�DFFHVV. This is data that 
KDV�EHHQ�WKURXJK�D�SURFHVV�RI�DQRQ\PLVDWLRQ�VXFK�DV�UHPRYLQJ�IRUPDO�SHUVRQDO�LGHQWLÀHUV��
or using coded references or pseudonyms in their place, or by aggregating data together so 
it is not possible to identify individuals. However, it would be relatively straightforward for 
a third party to re-identify individuals or de-anonymise the data, especially if combined 
ZLWK�RWKHU�GDWD��7KLV�UHSUHVHQWV�WKH�¶JUH\�DUHD·�RI�GDWD�

This data should only be disclosed in accordance with the ICO Anonymisation code of 
practice. The disclosing and processing of this data must always have safeguards for 
limited access that have two components, a contractual agreement and a set of data 
stewardship functions.

7KH�FRQWUDFWXDO�DJUHHPHQW�PLWLJDWHV�WKH�ULVN�RI�UH�LGHQWLÀFDWLRQ�DQG�VHWV�RXW�DV�D�
PLQLPXP�WKH�MXVWLÀFDWLRQ�IRU�WKH�GDWD�ÁRZ��WKH�SXUSRVHV�WR�ZKLFK�WKH�GDWD�FDQ�EH�SXW��
the penalties and liabilities and how the public are informed.

The data stewardship functions should include, but not be limited to, the technical 
and organisational security arrangements for security, human resource policies such as 
FRQWUDFWXDO�REOLJDWLRQV��DQ\�WUDLQLQJ�UHTXLUHPHQWV�DQG�GDWD�UHWHQWLRQ�SROLFLHV��$�NH\�
challenge is establishing conformance to the data stewardship functions, while 
enhancing a vital research and innovations community.

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�ZKHUH�GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�DFFHVV�LV�
SURFHVVHG��DVVXUDQFH�RI�WKH�GDWD�VWHZDUGVKLS�FRPSRQHQW�FRXOG�EH�DFKLHYHG�LQ�D�
QXPEHU�RI�ZD\V��LQFOXGLQJ�EXW�QRW�QHFHVVDULO\�OLPLWHG�WR�
�� HVWDEOLVKLQJ�WKH�UHFHLYLQJ�RUJDQLVDWLRQ�DV�DQ�DFFUHGLWHG�VDIH�KDYHQ��VHH�VHFWLRQ������
�� XVLQJ�WKH�IDFLOLWLHV�RI�DQ�DFFUHGLWHG�VDIH�KDYHQ��DQG
�� volunteering for an audit from the ICO.

)XUWKHUPRUH�DQ\�GDWD�EUHDFK�FRXOG�UHVXOW�LQ�D�IRUPDO�,&2�LQYHVWLJDWLRQ�

$V�ZLWK�SHUVRQDO�FRQÀGHQWLDO�GDWD��WKH�OLQNLQJ�RI�GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�
disclosure or access from more than one organisation for any purpose other than direct 
FDUH�PXVW�RQO\�EH�GRQH�LQ�¶DFFUHGLWHG�VDIH�KDYHQV·��VHH�VHFWLRQ������

,I�LW�LV�QRW�SRVVLEOH�WR�PHHW�ERWK�WKH�FRQWUDFWXDO�DQG�GDWD�DVVXUDQFH�FULWHULD��WKHQ�
GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�GLVFORVXUH�RU�DFFHVV�PXVW�EH�WUHDWHG�LQ�WKH�VDPH�ZD\�DV�
SHUVRQDO�FRQÀGHQWLDO�GDWD��RQO\�EHLQJ�GLVFORVHG�ZLWK�HLWKHU�FRQVHQW�RU�XQGHU�VWDWXWH�
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)LJXUH����6LPSOLÀHG�IUDPHZRUN�RI�GDWD�SURFHVVLQJ�IURP�D�OHJDO�SHUVSHFWLYH

Class of data 
according to 
ICO code

Status of data Description* /HJDO�EDVLV�UHTXLUHG�IRU�
processing?

Need to 
inform 
3XEOLF"

Conditions  
for onward 
disclosure

Anonymised 'H�LGHQWLÀHG�
data for 
publication

3HUVRQDO�FRQÀGHQWLDO�
data which has been 
anonymised with a low 
UHVLGXDO�ULVN�RI�UH�
LGHQWLÀFDWLRQ��7KLV�
means third parties can 
only re-identify the 
persons with 
unreasonable effort.

Not applicable Desirable No conditions 
for disclosure. 
Data may be 
published.

'H�LGHQWLÀHG�
data for 
limited 
disclosure  
or limited 
access

3HUVRQDO�FRQÀGHQWLDO�
data that has been 
anonymised but with a 
UHVLGXDO�KLJK�ULVN�RI�
UH�LGHQWLÀFDWLRQ�

This means that the data 
does not identify 
persons on its own, but 
WKHUH�LV�D�VLJQLÀFDQW�ULVN�
that third parties could 
re-identify the persons 
with reasonable effort. A 
GHÀQLQJ�FKDUDFWHULVWLF�LV�
a data set containing a 
VLQJOH�LGHQWLÀHU�VXFK�DV�
NHS number or 
postcode**.

Legal basis requires 
safeguards that maintain 
anonymity. This means:
�� �D�FRQWUDFW�WKDW�

prevents re-
LGHQWLÀFDWLRQ��DQG

�� �DVVXUHG�GDWD�
stewardship 
arrangements***.

/LQNDJH�RI�WKLV�GDWD�IURP�
more than one 
organisation for any 
purpose other than 
direct care must only be 
done in the Health and 
Social Care Information 
Centre OR an accredited 
safe haven.

Recom-
mended

Either as 
GH�LGHQWLÀHG�
data for 
publication
OR
to an 
environment 
covered by the 
same 
contractual 
arrangements 
as the 
disclosing 
party and 
FRQÀUPHG�GDWD�
stewardship 
arrangements.

,GHQWLÀDEOH Personal 
FRQÀGHQWLDO�
data

3HUVRQDO�FRQÀGHQWLDO�
data that has not been 
through anonymisation 
and that may or may not 
have been redacted. 
Examples include:
�� �DQ\�GDWD�VHW�ZLWK�

greater than one 
GLUHFW�LGHQWLÀHU�25

�� �SVHXGRQ\PLVHG�GDWD�
ZLWK�DFFHVV�WR�NH\�IRU�
reversibility OR

�� �SVHXGRQ\PLVHG�GDWD�
and holding one or 
more of source data 
VHWV�LQ�LGHQWLÀHG�
form.

Legal basis for processing 
is required that meets 
the common law duty of 
FRQÀGHQWLDOLW\��+XPDQ�
Rights Act 1998 and Data 
Protection Act 1998. This 
means:
�� �FRQVHQW�25
�� �VWDWXWH�25
�� �H[FHSWLRQDOO\�RQ�SXEOLF�

interest grounds.

/LQNDJH�RI�WKLV�GDWD�IURP�
more than one 
organisation for any 
purpose other than 
direct care must only be 
done in an accredited 
safe haven.

Required 
unless 
exempt

:LWK�FRQVHQW�
for direct care 
OR
under statute 
OR anonymised
AND with 
appropriate 
contract or
agreement***.

� 3OHDVH�UHIHU�WR�,&2�$QRQ\PLVDWLRQ��&RGH�RI�3UDFWLFH�ZLWK�DQ\�DVVRFLDWHG�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�VSHFLÀF�LQIRUPDWLRQ�JRYHUQDQFH�VWDWHPHQWV�RU�
standards for detailed documentation support. 

� $SSHQGL[���FRQWDLQV�D�OLVW�RI�GLUHFW�LGHQWLÀHUV��1DPHG�GDWD�VKRXOG�EH�UHJDUGHG�DV�SHUVRQDO�FRQÀGHQWLDO�GDWD�

*** Appendix 6 provides further detail on contracts.
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6.4 Pseudonymising data at source
3VHXGRQ\PLVDWLRQ�DW�VRXUFH�LV�D�SURFHVV�WKDW�UHSODFHV�LGHQWLÀHUV�LQ�D�GDWD�VHW�ZLWK�D�FRGHG�
reference or pseudonym so information about an individual can be distinguished without 
WKHLU�¶UHDO�OLIH·�LGHQWLW\�EHLQJ�UHYHDOHG��,I�WKH�SURFHVV�RI�SVHXGRQ\PLVDWLRQ�LV�¶HQWHUSULVH�
wide’, meaning it is standard across the whole health and social care system, it is then 
SRVVLEOH�IRU�LW�WR�EH�VDIHO\�OLQNHG�ZLWK�DQRWKHU�GDWD�VHW�DQG�WKH�LGHQWLW\�RI�WKH�LQGLYLGXDO�
protected. The Review Panel heard evidence that the health and social care system should 
adopt a single mechanism to pseudonymise data at the source it is collected and consider 
seriously an enterprise-wide pseudonymisation at source, in theory allowing improvements 
LQ�OLQNDJH��SURWHFWLRQ�RI�GDWD�DQG�WKH�XVH�RI�LQIRUPDWLRQ�IRU�DFWLYLWLHV�VXFK�DV�
service improvement.

7KH�5HYLHZ�3DQHO�KHDUG�HYLGHQFH�WKDW�WKH�EDQNLQJ�DQG�FDUG�SD\PHQW�LQGXVWU\�KDYH�D�GXW\�
RI�FDUH�WR�SURWHFW�WKH�LGHQWLW\�DQG�VHQVLWLYH�GDWD�RI�FOLHQWV��)ROORZLQJ�VLJQLÀFDQW�
LQYHVWPHQW�D�%DQNLQJ�DQG�3D\PHQW�&DUG�,QGXVWU\�'DWD�6HFXULW\�VWDQGDUG56 was adopted in 
2010. The health and social care system has a similar duty of care and could consider 
adopting a similar single standard.

+RZHYHU��WKHUH�LV�D�ODFN�RI�FODULW\�DV�WR�WKH�FRVWV��ULVNV�DQG�EHQHÀWV�LQYROYHG�LQ�DGRSWLQJ�
such a system for the whole of health and social care. The Review Panel concluded that 
WKHUH�VKRXOG�EH�DQ�HYDOXDWLRQ�RI�EHQHÀWV��FRVWV��ULVNV�DQG�PDQDJHPHQW�LVVXHV�RI�DGRSWLQJ�
VXFK�D�V\VWHP��RU�V\VWHPV��

6.5 Accredited safe havens
7KHUH�LV�RQH�SDUWLFXODUO\�FKDOOHQJLQJ�DUHD�IURP�D�SULYDF\�SHUVSHFWLYH��ZKLFK�LV�OLQNLQJ�GDWD�
VHWV��(IIHFWLYH�OLQNDJH�PXVW�HQVXUH�WKDW�GDWD�IRU�WKH�VDPH�LQGLYLGXDO�LV�EURXJKW�WRJHWKHU�
from two or more data sets. This usually requires personal data.

The 'DWD�6KDULQJ�5HYLHZ57��7KRPDV�DQG�:DOSRUW��VWDWHG�WKDW�¶VDIH�KDYHQV·�´VKRXOG�EH�
developed as an environment for population based research and statistical analysisµ.

7KH�5HYLHZ�3DQHO�UHFRPPHQGV�WKDW�GDWD�VHWV�FRQWDLQLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD��RU�
GDWD�WKDW�FDQ�SRWHQWLDOO\�LGHQWLI\�LQGLYLGXDOV��GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�GLVFORVXUH�
RU�OLPLWHG�DFFHVV���DUH�RQO\�GLVFORVHG�IRU�OLQNDJH�LQ�VHFXUH�HQYLURQPHQWV��NQRZQ�DV�
¶DFFUHGLWHG�VDIH�KDYHQV·��7KH�SXUSRVHV�IRU�VXFK�OLQNDJH�VKRXOG�EH�H[SDQGHG�WR�FRYHU�
audit, surveillance and service improvement.

:LWKLQ�WKH�DFFUHGLWHG�VDIH�KDYHQ��GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�GLVFORVXUH�RU�DFFHVV�
PXVW�QRW�EH�OLQNHG�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD�XQOHVV�WKHUH�LV�D�FOHDU�OHJDO�EDVLV�WR�GR�
VR��DQG�FRQWUDFWV�PXVW�IRUELG�WKLV��7KLV�ZRXOG�UH�LGHQWLI\�WKH�GH�LGHQWLÀHG�GDWD�IRU�
OLPLWHG�DFFHVV��DQG�EH�D�GDWD�EUHDFK�

56� KWWSV���ZZZ�SFLVHFXULW\VWDQGDUGV�RUJ�VHFXULW\BVWDQGDUGV�LQGH[�SKS
57� 'DWD�6KDULQJ�5HYLHZ��7KRPDV�DQG�:DOSRUW��-XO\������ 

KWWS���ZZZ�FRQQHFWLQJIRUKHDOWK�QKV�XN�V\VWHPVDQGVHUYLFHV�LQIRJRY�OLQNV�GDWDVKDULQJUHYLHZ�SGI
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The Health and Social Care Act 2012 provides primary legislation for the creation of an 
DFFUHGLWHG�VDIH�KDYHQ��FDOOHG�WKH�+HDOWK�DQG�6RFLDO�&DUH�,QIRUPDWLRQ�&HQWUH��,QIRUPDWLRQ�
&HQWUH��VHH�VHFWLRQ������

7KH�DPRXQW�RI�GDWD�OLQNDJH�UHTXLUHG�E\�WKH�QHZ�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�PD\�EH�
beyond the resources of the Information Centre as currently envisaged. Additionally, much 
RI�WKLV�OLQNDJH�PD\�EH�UHTXLUHG�DW�D�ORFDO�OHYHO��ZKLFK�LV�DW�RGGV�ZLWK�WKH�,QIRUPDWLRQ�
Centre’s national focus. This gives rise to the question of whether further accredited safe 
havens will be required to support the health and social care system.

The Review Panel has found there are plans for at least 20 accredited safe havens. These 
include safe havens within Royal Colleges, National Clinical Audit contract holders, 
DSSUR[LPDWHO\����'DWD�0DQDJHPHQW�,QWHJUDWLRQ�&HQWUHV��GLVFXVVHG�LQ�PRUH�GHWDLO�LQ�WKH�
&RPPLVVLRQLQJ�FKDSWHU���3XEOLF�+HDOWK�(QJODQG58 and the Clinical Practice Research 
'DWDOLQN�VHUYLFH�RI�WKH�0+5$��7KHVH�DFFUHGLWHG�VDIH�KDYHQV�ZLOO�QHHG�D�FOHDU�OHJDO�EDVLV�WR�
OLQN�GDWD59. Being an accredited safe haven does not necessarily mean that the organisation 
LV�UHFHLYLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD��EXW�GRHV�PHDQ�LW�FDQ�UHFHLYH�GH�LGHQWLÀHG�GDWD�IRU�
limited disclosure or limited access. 

Recommendation 10

7KH�OLQNDJH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD��ZKLFK�UHTXLUHV�D�OHJDO�EDVLV��RU�GDWD�
WKDW�KDV�EHHQ�GH�LGHQWLÀHG��EXW�VWLOO�FDUULHV�D�KLJK�ULVN�WKDW�LW�FRXOG�EH�UH�
LGHQWLÀHG�ZLWK�UHDVRQDEOH�HIIRUW��IURP�PRUH�WKDQ�RQH�RUJDQLVDWLRQ�IRU�DQ\�
SXUSRVH�RWKHU�WKDQ�GLUHFW�FDUH�VKRXOG�RQO\�EH�GRQH�LQ�VSHFLDOLVW��ZHOO�JRYHUQHG��
independently scrutinised and accredited environments called ‘accredited 
safe havens’.

7KH�+HDOWK�DQG�6RFLDO�&DUH�,QIRUPDWLRQ�&HQWUH�PXVW�GHWDLO�WKH�DWWULEXWHV�RI�DQ�
DFFUHGLWHG�VDIH�KDYHQ�LQ�WKHLU�FRGH�IRU�SURFHVVLQJ�FRQÀGHQWLDO�LQIRUPDWLRQ��WR�
ZKLFK�DOO�SXEOLF�ERGLHV�PXVW�KDYH�UHJDUG�

The Informatics Services Commissioning Group60 should advise the Secretary of 
6WDWH�RQ�JUDQWLQJ�DFFUHGLWHG�VWDWXV��EDVHG�RQ�WKH�GDWD�VWHZDUGVKLS�UHTXLUHPHQWV�
LQ�WKH�,QIRUPDWLRQ�&HQWUH�FRGH��DQG�VXEMHFW�WR�WKH�SXEOLFDWLRQ�RI�DQ�LQGHSHQGHQW�
external audit.

58� )URP��VW�$SULO�������D�QXPEHU�RI�RUJDQLVDWLRQV�ZLOO�H[LVW�ZLWKLQ�3XEOLF�+HDOWK�(QJODQG�WKDW�ZLOO�OLQN�GDWD�XVLQJ�VHFWLRQ�����DV�WKH�OHJDO�EDVLV��
7KHVH�LQFOXGH�FDQFHU�UHJLVWULHV��UHJLVWULHV�IRU�RWKHU�GLVHDVHV�VXFK�DV�FRQJHQLWDO�DQRPDOLHV��DQG�KHDOWK�SURWHFWLRQ��VHH�DOVR�VHFWLRQ�����DQG�
UHFRPPHQGDWLRQ�����

59 The Health and Social Care Act 2012 provides the legal basis for the Health and Social Care Information Centre.
60 The Informatics Services Commissioning Group is responsible for providing advice on commissioning informatics services across the health 

DQG�VRFLDO�FDUH�V\VWHP��,QIRUPDWLRQ�JRYHUQDQFH�LV�RQH�RI�WKH�NH\�LQIRUPDWLFV�VHUYLFHV�
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6.6 Governance and data stewardship of accredited safe havens
Data stewardship refers to the principles and recommended practices for the handling 
of data. 

The Review Panel concludes that there is a need for a consistent national minimum 
VWDQGDUG�RI�GDWD�VWHZDUGVKLS��ZLWK�WKH�OHDGHUVKLS��%RDUGV�RU�HTXLYDOHQW�ERG\��RI�
RUJDQLVDWLRQV�ZLWK�DFFUHGLWHG�VDIH�KDYHQV�KHOG�DFFRXQWDEOH�IRU�DQ\�IDLOLQJV��7KLV�VKRXOG�
EH�VXSSRUWHG�E\�D�V\VWHP�RI�H[WHUQDO�LQGHSHQGHQW�DXGLW��ZKLFK�LV�SXEOLVKHG��DQG�DQ�
accreditation process for all organisations that act as an accredited safe haven.

Professional standards and good practice

Data stewardship requirements for accredited safe havens

The Review Panel concludes that accredited safe havens should be required to meet 
the following requirements for data stewardship:
�� Attributing explicit responsibility for authorising and overseeing the anonymisation 

SURFHVV�H�J��WKURXJK�D�6HQLRU�,QIRUPDWLRQ�5LVN�2IÀFHU�
�� $SSURSULDWH�WHFKQLTXHV�IRU�GH�LGHQWLÀFDWLRQ�RI�GDWD��WKH�XVH�RI�¶SULYDF\�HQKDQFLQJ�

WHFKQRORJLHV·�DQG�UH�LGHQWLÀFDWLRQ�ULVN�PDQDJHPHQW�
�� 7KH�XVH�RI�¶IDLU�SURFHVVLQJ�QRWLFHV·�
�� $�SXEOLVKHG�UHJLVWHU�RI�GDWD�ÁRZLQJ�LQWR�RU�RXW�RI�WKH�VDIH�KDYHQ�LQFOXGLQJ�D�

register of all data sets held.
�� Robust governance arrangements that include, but are not limited to, policies on 

ethics, technical competence, publication, limited disclosure/access, regular 
review process and a business continuity plan including disaster recovery.

�� Clear conditions for hosting researchers and other investigators who wish to use 
the safe haven.

�� Clear operational control including human resources procedures for information 
JRYHUQDQFH��XVH�RI�UROH�EDVHG�DFFHVV�FRQWUROV��FRQÀGHQWLDOLW\�FODXVHV�LQ�MRE�
descriptions, effective education and training and contracts.

�� Achieving a standard for information security commensurate with ISO2700161 and 
WKH�,QIRUPDWLRQ�*RYHUQDQFH�7RRONLW��VHH�VHFWLRQ�������

�� Clear policies for the proportionate use of data including competency at 
XQGHUWDNLQJ�SULYDF\�LPSDFW�DVVHVVPHQWV�DQG�ULVN�DQG�EHQHÀW�DQDO\VLV�

�� Standards that are auditable.
�� A standard template for data sharing agreements and other contracts that 

conforms to legal and statutory processes.
�� $SSURSULDWH�NQRZOHGJH�PDQDJHPHQW�LQFOXGLQJ�DZDUHQHVV�RI�DQ\�FKDQJHV�LQ�WKH�

ODZ�DQG�D�MRLQHG�XS�DSSURDFK�ZLWK�RWKHUV�ZRUNLQJ�LQ�WKH�VDPH�GRPDLQ�
�� ([SOLFLW�VWDQGDUG�WLPHVFDOHV�IRU�NHHSLQJ�GDWD�VHWV�LQFOXGLQJ�WKRVH�WKDW�KDYH�EHHQ�

OLQNHG��ZKLFK�VKRXOG�EH�DEOH�WR�VXSSRUW�ERWK�FRKRUW�VWXGLHV�DQG�VLPSOH�¶RQH�RII·�
UHTXHVWV�IRU�OLQNDJH�

61 ISO27001 is the international best practice standard for an Information Security Management System. See: http://www.27000.org/index.htm
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����([FHSWLRQDO�GLVFORVXUH�LQ�WKH�SXEOLF�LQWHUHVW��VHFWLRQ�����RI�WKH�
NHS Act 2006) 
6RPHWLPHV�UHVHDUFKHUV�UHTXLUH�VSHFLÀF�LQIRUPDWLRQ�DERXW�LQGLYLGXDOV�WKDW�FDQQRW�EH�
anonymised or pseudonymised in a safe haven, and gaining explicit consent may be highly 
LPSUDFWLFDO��/HJLVODWLRQ�LV�LQ�SODFH�WKDW�DOORZV�SHUVRQDO�FRQÀGHQWLDO�GDWD�WR�EH�SURFHVVHG�
for medical purposes such as research.

Regulations under section 251 of the NHS Act62��RIWHQ�UHIHUUHG�WR�VLPSO\�DV�¶VHFWLRQ����·��
DOORZV�WKH�FRPPRQ�ODZ�GXW\�RI�FRQÀGHQFH�WR�EH�VHW�DVLGH�XQGHU�VSHFLÀF�FLUFXPVWDQFHV��
Applicants must demonstrate that the aim of the processing is in the public interest, that 
anonymised information could not be used to achieve the required results, and that it 
ZRXOG�EH�LPSUDFWLFDO��ERWK�LQ�WHUPV�RI�IHDVLELOLW\�DQG�DSSURSULDWHQHVV��WR�VHHN�VSHFLÀF�
consent from each individual affected. For research the approval of a Research Ethics 
&RPPLWWHH�LV�DOVR�QHHGHG��7KH�NH\�WHVW�LV�RQH�RI�QHFHVVLW\��QRW�FRQYHQLHQFH�

The powers under the section 251 regulations only provide relief from the common law 
GXW\�RI�FRQÀGHQFH��$Q\�DFWLYLW\�WDNLQJ�SODFH�ZLWK�WKH�VXSSRUW�RI�VHFWLRQ�����PXVW�VWLOO�
comply in full with the Data Protection Act. 

([DPSOH��GLIÀFXOWLHV�REWDLQLQJ�H[SOLFLW�FRQVHQW

7KH�$FDGHP\�RI�0HGLFDO�6FLHQFHV�UHSRUW��¶3HUVRQDO�GDWD�IRU�SXEOLF�JRRG��XVLQJ�KHDOWK�
information in medical research’63��LGHQWLÀHG�D�QXPEHU�RI�FLUFXPVWDQFHV�ZKHUH�LW�
PD\�QRW�EH�SUDFWLFDEOH�WR�VHHN�FRQVHQW�IRU�WKH�XVH�RI�LGHQWLÀDEOH�SDWLHQW�UHFRUGV�LQ�
research:
�� WKH�ULVN�RI�LQWURGXFLQJ�ELDV�WKDW�ZLOO�HQGDQJHU�WKH�YDOLGLW\�RI�WKH�UHVXOWV��FHUWDLQ�

VHJPHQWV�RI�WKH�VWXG\�SRSXODWLRQ�PD\�EH�SDUWLFXODUO\�GLIÀFXOW�WR�JHW�LQ�WRXFK�ZLWK�
for consent, but excluding these people could bias the sample population, causing 
the study to produce misleading results which may not be applicable to 
underrepresented groups;

�� VHHNLQJ�FRQVHQW�PD\�FRPSURPLVH�HIIHFWLYH�SRSXODWLRQ�FRYHUDJH�
�� WKH�VL]H�RI�WKH�VWXG\�SRSXODWLRQ�DQG�WKH�SURSRUWLRQ�OLNHO\�WR�EH�XQWUDFHDEOH�ZKLFK�

PLJKW�PDNH�FRQWDFW�LPSUDFWLFDEOH�
�� WKH�RYHUDOO�ÀQDQFLDO�DQG�WLPH�EXUGHQV�LPSRVHG��DQG
�� WKH�ULVN�RI�LQÁLFWLQJ�KDUP�RU�GLVWUHVV�E\�FRQWDFWLQJ�SHRSOH��)RU�H[DPSOH��WKH�

0HGLFDO�5HVHDUFK�&RXQFLO��05&��JLYHV�WKH�H[DPSOH�WKDW�FRQWDFWLQJ�SHRSOH�DERXW�D�
study examining correlations between parents’ mental health and unexplained 
child deaths might cause serious distress64.

62 Originally enacted under section 60 of the Health and Social Care Act 2001.
63� ¶3HUVRQDO�GDWD�IRU�SXEOLF�JRRG��XVLQJ�KHDOWK�LQIRUPDWLRQ�LQ�PHGLFDO�UHVHDUFK·��������KWWS���ZZZ�DFPHGVFL�DF�XN�S��SULG��KWPO�GHVFULSWLRQ
64 See MRC Personal Information in Medical Research, p19.
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7KH�+HDOWK�5HVHDUFK�$XWKRULW\�DQG�WKH�&RQÀGHQWLDOLW\�$GYLVRU\�*URXS

7KH�+HDOWK�5HVHDUFK�$XWKRULW\��+5$��ZDV�HVWDEOLVKHG�LQ������ZLWK�WKH�SXUSRVH�RI�
protecting and promoting the interests of patients and the public in health research. 
)URP�$SULO�������WKH�+5$�ZLOO�WDNH�RYHU�WKH�DGYLVRU\�IXQFWLRQV�RQ�XVH�RI�GDWD�IURP�
WKH�(WKLFV�DQG�&RQÀGHQWLDOLW\�&RPPLWWHH��LQFOXGLQJ�DSSOLFDWLRQV�XQGHU�VHFWLRQ�����

$V�SDUW�RI�WKLV��WKH�+5$�KDV�FRQYHQHG�WKH�&RQÀGHQWLDOLW\�$GYLVRU\�*URXS�WR�UHYLHZ�
applications to access patient information without consent and provide expert, 
independent advice on whether the applications should be approved. In the case of 
UHVHDUFK�DSSOLFDWLRQV��WKH�&RQÀGHQWLDOLW\�$GYLVRU\�*URXS�ZLOO�SURYLGH�DGYLFH�WR�WKH�
HRA, for non-research applications the advice will be provided to the Secretary of 
State for Health.

$V�WKH�&RQÀGHQWLDOLW\�$GYLVRU\�*URXS�IRUPDOO\�UHSODFHV�WKH�(WKLFV�DQG�&RQÀGHQWLDOLW\�
Committee of the National Information Governance Board on 1st April 2013, it is too 
early for this review to have a view on how successfully it manages the balance of 
ULVNV�DQG�EHQHÀWV�IURP�VKDULQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�

6.8 Consent for consent
In some cases, researchers may need to access personal records to identify people with 
SDUWLFXODU�FKDUDFWHULVWLFV�WR�LQYLWH�WKHP�WR�WDNH�SDUW�LQ�FOLQLFDO�WULDOV�DQG�RWKHU�
LQWHUYHQWLRQDO�VWXGLHV��7KH�UHVHDUFKHU�PXVW�ÀUVW�HVWDEOLVK�D�FOHDU�OHJDO�EDVLV�EHIRUH�WKH\�
FDQ�DFFHVV�WKH�GDWD��7KLV�SURFHVV�LV�RIWHQ�UHIHUUHG�WR�DV�¶FRQVHQW�IRU�FRQVHQW·�DQG�FDQ�
present a barrier for researchers although section 251 will provide a way forward in 
some instances.

Professional standards and good practice

The searching of patient records for potential research subjects can be done legally 
E\�IXOÀOOLQJ�DQ\�RI�WKH�IROORZLQJ�FULWHULD�
�� The researcher gains the explicit consent of every patient with a record in the 

population pool being assessed.
�� The search is conducted by a health or social care professional who has a 

¶OHJLWLPDWH�UHODWLRQVKLS·�ZLWK�WKH�SDWLHQW��VXFK�DV�D�FOLQLFLDQ�RU�VRFLDO�ZRUNHU�
�VHH�VHFWLRQ������

�� The search is conducted by a researcher who is part of the clinical team65. 
�� 7KH�VHDUFK�PDNHV�XVH�RI�¶SULYDF\�HQKDQFLQJ�WHFKQRORJLHV·��VHH�EHORZ��
�� Support under section 251 regulations is granted for the research.

 

65� *0&·V�JXLGDQFH�RQ�FRQÀGHQWLDOLW\��������� 
KWWS���ZZZ�JPF�XN�RUJ�PRELOH�FRQÀGHQWLDOLW\B��B��BUHVHDUFKBDQGBVHFRQGDU\BLVVXHV��SRLQWV����DQG����
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Case study

7DNHQ�IURP��¶7KH�UHJXODWLRQ�DQG�JRYHUQDQFH�RI�KHDOWK�UHVHDUFK’, Academy of Medical 
6FLHQFHV�������66

5HFUXLWPHQW�WR�VZLQH�ÁX�VWXG\

,Q�DXWXPQ������WKH�&OLQLFDO�5HVHDUFK�1HWZRUN�IDVW�WUDFNHG�VWXGLHV�LQWR�SDQGHPLF�ÁX�
in response to the high national priority given to rapid research into the disease.

In one NIHR-funded study conducted across several sites there was a need to send 
RXW�TXHVWLRQQDLUHV�WR�SDWLHQWV�ZKR�KDG�EHHQ�LGHQWLÀHG�WKURXJK�DQRQ\PRXV�GDWD�VHWV�
DV�HOLJLEOH�IRU�LQFOXVLRQ�LQ�WKH�VWXG\��WR�DVN�WKHP�ZKHWKHU�WKH\�ZRXOG�OLNH�WR�FRQVHQW�
to be involved. The involvement of the research team was required to print out 
address labels to send out the questionnaires. At one site the local Research Ethics 
Committee and university governance teams would not approve the research team 
KDYLQJ�DFFHVV�WR�SDWLHQW·V�QDPHV�DQG�DGGUHVVHV�EHIRUH�WKH\�KDG�FRQVHQWHG�WR�WDNH�
part in the study, and therefore a member of the clinical care team was required to 
WDNH�RQ�WKLV�UROH��$OWKRXJK�D�PHPEHU�RI�WKH�FOLQLFDO�FDUH�WHDP�DJUHHG�WR�XQGHUWDNH�
WKLV�DFWLYLW\��WKH\�ZHUH�XQDEOH�WR�FRPSOHWH�LW�GXH�WR�RWKHU��XQGHUVWDQGDEOH��
priorities. Consequently, for that site, instead of 200 questionnaires only 30 were 
sent out.

¶3ULYDF\�HQKDQFLQJ�WHFKQRORJLHV·�LQ�WKLV�FDVH�PHDQV�DQDO\WLFDO�FRPSXWHU�VRIWZDUH�WKDW�FDQ�
WUDZO�FOLQLFDO�GDWDEDVHV��VHOHFWLQJ�RQO\�WKRVH�SDWLHQWV�ZKR�DUH�HOLJLEOH�IRU�D�VSHFLÀF�VWXG\��
and only reveal the identities of potential participants to someone with a legitimate 
UHODWLRQVKLS�WR�WKH�SDWLHQW��VXFK�DV�WKHLU�FOLQLFLDQ�RU�VRFLDO�ZRUNHU��:KHUH�VRPHRQH�LQ�WKH�
KHDOWK�DQG�VRFLDO�FDUH�WHDP�LV�WR�XQGHUWDNH�WKH�VHDUFK��WKH�UHVHDUFKHU��DQG�IXQGHU��VKRXOG�
provide adequate resource to facilitate this if necessary.

In most cases, once selected as a potential research subject patients should be contacted 
E\�DQ�HVWDEOLVKHG�PHPEHU�RI�WKHLU�FDUH�WHDP�LQYLWLQJ�WKHP�WR�WDNH�SDUW�LQ�D�VWXG\�DQG�
notifying them a researcher may be in touch.

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW��ZKHUHYHU�SRVVLEOH��SULYDF\�HQKDQFLQJ�WHFKQRORJLHV�
VKRXOG�EH�XVHG�WR�PLQLPLVH�WKH�QHHG�IRU�DFFHVV�WR�LGHQWLÀDEOH�LQIRUPDWLRQ�

7KH�DSSURDFK�WDNHQ�E\�WKH�&OLQLFDO�3UDFWLFH�5HVHDUFK�'DWDOLQN�6HUYLFH�DQG�WKH�6RXWK�
London and Maudsley Trust provide examples of an approach that allows appropriate 
LQGLYLGXDOV�WR�EH�VHOHFWHG�DQG�DSSURDFKHG�WR�WDNH�SDUW��ZLWKRXW�JLYLQJ�UHVHDUFKHUV�GLUHFW�
DFFHVV�WR�LGHQWLÀDEOH�LQIRUPDWLRQ�EHIRUH�FRQVHQW�LV�REWDLQHG�

66� KWWS���ZZZ�DFPHGVFL�DF�XN�S��SULG���KWPO
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Example: South London and Maudsley Trust safe haven

7KH�6RXWK�/RQGRQ�DQG�0DXGVOH\�7UXVW�KDV�D�¶VDIH�KDYHQ·�HQYLURQPHQW�WKDW�JLYHV�
UHVHDUFKHUV�DFFHVV�WR�GH�LGHQWLÀHG�GDWD�WR�VHOHFW�UHOHYDQW�LQGLYLGXDOV��2QFH�WKH�
researcher has made their selections, the administrator of the patient electronic 
KHDOWK�UHFRUG�V\VWHP�WKHQ�FKHFNV�ZKHWKHU�RU�QRW�WKRVH�LQGLYLGXDOV�KDYH�SURYLGHG�
consent to be approached about relevant research. The list of those who have given 
consent is then released to the researcher at one of the King’s Health Partners 
organisations to approach the individual with details of the relevant study and obtain 
their consent to participate.
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7.1 Context
The previous chapter explained how researchers have devised robust solutions to aspects 
of information governance so they can extract the information that they need without 
EUHDFKLQJ�LQGLYLGXDOV·�FRQÀGHQWLDOLW\��7KRVH�DUUDQJHPHQWV�WRRN�PDQ\�\HDUV�WR�HYROYH�DQG�
are still in the process of development. By contrast, the arrangements for NHS and local 
authority commissioners to extract information on the health and social care service in 
England were in a state of rapid, comprehensive change during the period of this review.

The NHS Commissioning Board, clinical commissioning groups, Public Health England and 
local authorities in England were preparing to assume the responsibilities laid out for them 
by the Health and Social Care Act 2012 to achieve a smooth administrative transfer in April 
2013. In such circumstances, it was perhaps not surprising that the Review Panel found a 
ODFN�RI�FRQVHQVXV�FRQFHUQLQJ�WKH�H[WHQW�RI�WKH�QHHG�IRU�LGHQWLÀDEOH�GDWD�WR�EH�XVHG�IRU�
commissioning purposes.

This chapter is primarily focused on the issues facing NHS commissioners and offers 
potential solutions for the NHS Commissioning Board and clinical commissioning groups.  
However, the Review Panel concludes that commissioning arrangements in local 
DXWKRULWLHV�DQG�LQ�3XEOLF�+HDOWK�(QJODQG�PXVW�DGKHUH�WR�WKH�VDPH�VWDQGDUGV��JXLGDQFH�
DQG�JRRG�SUDFWLFH�DQG�EH�VXEMHFW�WR�WKH�VDPH�VDQFWLRQV�IRU�SRRU�SUDFWLFH�DV�WKH�1+6�
when commissioning services.

Clearly, commissioners cannot plan and implement the improvement of services unless they 
NQRZ�D�FHUWDLQ�DPRXQW�DERXW�WKH�SHRSOH�XVLQJ�WKHP��)RU�H[DPSOH��WKH\�PD\�ZDQW�WR�
establish new care pathways that are better suited to people’s needs. Or they may need to 
FKHFN�ZKHWKHU�D�KRVSLWDO�RU�FDUH�KRPH�KDV�SURYLGHG�WKH�VHUYLFHV�IRU�ZKLFK�LW�LV�VHHNLQJ�
SD\PHQW��+RZHYHU��NQRZOHGJH�RI�VHUYLFH�XVHUV�QHHG�QRW�QHFHVVDULO\�UHTXLUH�WKDW�
FRPPLVVLRQHUV�NQRZ�WKHLU�LGHQWLWLHV��7KH�TXHVWLRQ�IRU�WKLV�5HYLHZ�3DQHO�KDV�EHHQ�KRZ�IDU�
FRPPLVVLRQHUV�FDQ�IXOÀO�WKHLU�UHVSRQVLELOLWLHV�ZLWKRXW�QHHGLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�
about individuals.

,Q�1RYHPEHU�������GXULQJ�WKH�FRXUVH�RI�WKH�5HYLHZ�3DQHO·V�ZRUN��WKH�*RYHUQPHQW�
published its mandate to the NHS Commissioning Board for the period April 2013 to March 
201567��$OWKRXJK�LW�LQFOXGHG�QR�VSHFLÀF�UHIHUHQFHV�WR�FRQÀGHQWLDOLW\��LQIRUPDWLRQ�
governance or privacy, the mandate did contain strong references to better use of 
technology. In particular, it covered technology for sharing information to help people 
PDQDJH�WKHLU�RZQ�KHDOWKFDUH��VHFWLRQ�����RI�WKH�PDQGDWH���EHWWHU�LQWHJUDWH�VHUYLFHV�
�VHFWLRQ�����RI�WKH�PDQGDWH���UHGXFH�YLROHQFH��SDUWLFXODUO\�GRPHVWLF�YLROHQFH��VHFWLRQ�����
RI�WKH�PDQGDWH���DQG�VXSSRUW�EHWWHU�RXWFRPHV��VHFWLRQ����RI�WKH�PDQGDWH��

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�DOO�WKHVH�REMHFWLYHV�FRXOG�EH�DFKLHYHG�ZLWKRXW�
FKDOOHQJLQJ�WKH�FRQÀGHQWLDO�QDWXUH�RI�1+6�VHUYLFHV�DQG�ZLWKRXW�FRPSURPLVLQJ�SXEOLF�
trust in them.

67� 0DQGDWH�WR�WKH�1+6�&RPPLVVLRQLQJ�%RDUG��������KWWS���PDQGDWH�GK�JRY�XN������������QKV�PDQGDWH�SXEOLVKHG��
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7.2 What sort of information will commissioners need to collect?
&RPPLVVLRQHUV�ZLOO�QHHG�LQIRUPDWLRQ�WR�IXOÀO�WKHLU�UHVSRQVLELOLWLHV�IRU�RUJDQLVLQJ�D�ZLGH�
range of activities, including:
�� procurement of services;
�� ÀQDQFLDO�DQG�FRQWUDFW�PDQDJHPHQW�
�� performance management of services;
�� performance reporting;
�� outcomes monitoring;
�� patient satisfaction assessment;
�� promotion of integration; and
�� assurance that providers have robust processes for dealing with untoward issues, 

including but not limited to serious incidents, never events and data breaches.

In evidence to the Information Governance Review, representatives of the NHS 
&RPPLVVLRQLQJ�%RDUG�DQG�FOLQLFDO�FRPPLVVLRQLQJ�JURXSV��&&*V��VDLG�WKHUH�ZRXOG�EH�
RFFDVLRQV�ZKHQ�WKHUH�ZRXOG�EH�QR�DOWHUQDWLYH�WR�XVLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD��IRU�
example to hold the system to account or innovate to improve services.

They suggested that anonymised data would sometimes be of such poor quality that it 
could not be relied upon. In such circumstances, commissioners might need the data about 
LQGLYLGXDOV�WR�ÀQG�RXW�WKH�WUXWK�RI�WKH�PDWWHU��)XUWKHU�UHDVRQV�JLYHQ�IRU�XVLQJ�SHUVRQDO�
FRQÀGHQWLDO�GDWD�ZHUH�WR�DOORZ�WKH�OLQNDJH�RI�GDWD�IURP�PXOWLSOH�VRXUFHV�DQG�WKH�QHHG�IRU�
access to more extensive data than is currently possible from the Information Centre, and 
much more rapidly than at present.

The Review Panel heard that the use of such data for commissioning purposes would be 
legitimate because it would be part of a proposed “consent deal” between the NHS and its 
service users. In return for receiving treatment, the patient would be agreeing to allow 
data to be used by the health and social care system for a variety of purposes including 
those under the umbrella of commissioning.

7KH�5HYLHZ�3DQHO�GRHV�QRW�VXSSRUW�VXFK�D�SURSRVLWLRQ��,I�LGHQWLÀDEOH�GDWD�LV�WR�EH�
XVHG��D�FOHDU�MXVWLÀFDWLRQ�DQG�D�OHJDO�EDVLV�IRU�GRLQJ�VR�PXVW�EH�HVWDEOLVKHG�DQG�PDGH�
NQRZQ�WR�SDWLHQWV�

In theory, the Government could change the law to give commissioners a special 
GLVSHQVDWLRQ�WR�DFFHVV�DQG�XVH�SHUVRQDO�FRQÀGHQWLDO�GDWD��+RZHYHU�DQ\�VXFK�JHQHUDO�
dispensation would not align with the rights and commitments proposed in the NHS 
Constitution consultation, or in section 5.9 of this report.

In order to understand the current commissioning landscape, a team from the Information 
*RYHUQDQFH�5HYLHZ�ZRUNHG�ZLWK�D�JURXS�RI�SULPDU\�FDUH�WUXVWV�DQG�WKHLU�FOXVWHU�DQG�DOVR�
co-operated with a team from the NHS Commissioning Board to identify the types of 
FRPPLVVLRQLQJ�DFWLYLW\�IRU�ZKLFK�DFFHVV�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD�PD\�EH�UHTXLUHG��7KH�
team then investigated whether the desired outcomes could be achieved without giving 
such access. The results were encouraging.
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7.3 Analysis of commissioning requirements for personal 
FRQÀGHQWLDO�GDWD
7KH�1+6�&RPPLVVLRQLQJ�%RDUG�LGHQWLÀHG�VHYHQ�PDMRU�FRPPLVVLRQLQJ�FKDOOHQJHV��ZKLFK�
PLJKW�UHTXLUH�DFFHVV�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD��7KHVH�ZHUH�DV�IROORZV�
�� &RPPLVVLRQLQJ�VSHFLÀF�VHUYLFHV�IRU�LQGLYLGXDOV�PLJKW�UHTXLUH�UHYLHZ�RI�WKHLU�LQGLYLGXDO�

needs and validation to establish that those patients belong to a particular clinical 
commissioning group and are receiving the correct treatments.

�� Aspects of service planning and monitoring on geographic criteria might require 
postcodes for certain types of analysis.

�� Understanding populations and inequalities in outcomes might require consideration and 
monitoring of individual cases.

�� Specialist commissioning is organised beyond local areas and might require discussions 
about individual patients and their associated costs.

�� Ensuring appropriate clinical service delivery and process might require access to records.
�� Integrated care monitoring services including outcomes and experience might require 

OLQNDJHV�DFURVV�VRXUFHV�
�� 7DUJHWHG�VXSSRUW�IRU�SDWLHQWV�DW�KLJKHVW�ULVN�PLJKW�UHTXLUH�GDWD�IURP�VHYHUDO�VRXUFHV�

OLQNHG�WRJHWKHU�

After thorough analysis, the Review Panel gained assurance from the NHS Commissioning 
Board and primary care trust colleagues that most of these challenges could be overcome 
ZLWKRXW�OHJDO�GLIÀFXOW\�E\�XVLQJ�D�QXPEHU�RI�WHFKQLTXHV�
�� E\�DVNLQJ�IRU�WKH�FRQVHQW�RI�LQGLYLGXDO�SDWLHQWV�
�� by ensuring that commissioners, when assessing performance across whole care 

pathways, should require the analysis to be provided by the providers as part of the 
FRQWUDFW��VHH�ÀJXUH���LQ�VHFWLRQ��������

�� by improving data quality; and
�� by anonymising data so that commissioners can get the information they need without 

being able to identify individuals.

2QO\�D�VPDOO�SHUFHQWDJH�RI�VLWXDWLRQV�UHTXLULQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�UHPDLQHG�
ZLWKRXW�DQ�LPPHGLDWHO\�REYLRXV�OHJDO�EDVLV�DQG�WKHVH�ZHUH�FRQÀQHG�WR�D�VPDOO�SURSRUWLRQ�
of situations. Possible solutions to these residual problems are included in sections 7.3.4 
and 7.4 below.

������6LWXDWLRQV�ZKHUH�FRPPLVVLRQHUV�FDQ�DVN�IRU�SDWLHQWV·�FRQVHQW
7KHUH�DUH�D�QXPEHU�RI�VLWXDWLRQV�ZKHQ�FRPPLVVLRQHUV�PD\�QHHG�SHUVRQDO�FRQÀGHQWLDO�GDWD�
WR�KHOS�SHRSOH�GHDO�ZLWK�VSHFLÀF�SUREOHPV��)RU�H[DPSOH�SDWLHQWV�PD\�ZDQW�WR�DVN�WKH�1+6�
to provide “continuing care” so they do not have to pay themselves for care in their own 
KRPHV�DIWHU�OHDYLQJ�KRVSLWDO��7KH\�PD\�PDNH�´LQGLYLGXDO�IXQGLQJ�UHTXHVWVµ�IRU�GUXJV�
that are not generally available on the NHS in that area. They may have specialist 
commissioning needs or other reasons why the local clinical commissioning group 
QHHGV�WR�ORRN�LQ�GHWDLO�DW�WKHLU�LQGLYLGXDO�FLUFXPVWDQFHV�
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,Q�HDFK�FDVH��WKH�LQGLYLGXDO�LV�DVNLQJ�IRU�VSHFLÀF�DVVLVWDQFH�DQG�LW�LV�HQWLUHO\�UHDVRQDEOH�IRU�
WKH�1+6�WR�DVN�IRU�WKH�SDWLHQW·V�FRQVHQW�IRU�1+6�VWDII�LQYROYHG�LQ�KDQGOLQJ�WKH�FDVH�WR�ORRN�
DW�WKH�SDWLHQW·V�SHUVRQDO�FRQÀGHQWLDO�GDWD��ZLWKRXW�ZKLFK�KHOS�FDQQRW�EH�IRUWKFRPLQJ�

7.3.2 Commissioning whole care pathways
&RPPLVVLRQHUV�WROG�WKH�5HYLHZ�3DQHO�WKDW�WKH\�ZDQW�DFFHVV�WR�FRQÀGHQWLDO�SHUVRQDO�GDWD�
VR�WKH\�FDQ�FKHFN�WKH�TXDOLW\�RI�FDUH�DW�HYHU\�VWDJH�RI�D�SDWLHQW�SDWKZD\��DV�WKH�LQGLYLGXDO�
moves among a series of health and social care providers. They suggested that the surest 
ZD\�RI�GRLQJ�WKLV�ZDV�WR�ORRN�DW�D�VDPSOH�RI�SHUVRQDO�ÀOHV��7KH\�VDLG�WKLV�DSSURDFK�ZRXOG�
be particularly helpful in specialist commissioning, which has an additional degree of 
VRSKLVWLFDWLRQ��7KH�5HYLHZ�3DQHO�GLG�QRW�XQGHUVWDQG�ZK\�WKH�XVH�RI�LGHQWLÀDEOH�
information was necessary.

An alternative would be to commission the whole care pathway from a consortium of 
SURYLGHUV�OHG�E\�D�SULPH�SURYLGHU�DQG�DVN�IRU�WKH�GDWD�WKDW�GHPRQVWUDWHV�HIIHFWLYHQHVV��
Another alternative, if different providers were commissioned across the care pathway, 
would be for the commissioner to commission audit reports on the whole care pathway 
from the local health and social care professionals who have a legitimate relationship to 
the patient. In general, it would appear that many commissioners have had little exposure 
WR�WKLV�W\SH�RI�SHUIRUPDQFH�UHYLHZ��ZKLFK�LV�ZK\�WKH\�DVN�IRU�WKLV�GDWD�WKHPVHOYHV�

The Review Panel concluded there did not appear to be a robust case for commissioners 
KROGLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�IRU�WKH�FRPPLVVLRQLQJ�RI�ZKROH�FDUH�SDWKZD\V�DQG�DQ\�
exceptions should be argued on an individual case-by-case basis.

7.3.3 Poor data quality
Commissioners also told the Review Panel that because the quality of local demographic or 
DGPLQLVWUDWLYH�GDWD�LV�VRPHWLPHV�SRRU��WKH\�RIWHQ�UHTXLUH�WKUHH�LGHQWLÀHUV68 to ensure they 
DUH�GLVWLQJXLVKLQJ�WKH�FRUUHFW�LQGLYLGXDO��7KLV�PHDQV�WKDW�LQVWHDG�RI�XVLQJ�GH�LGHQWLÀHG�
data for limited disclosure or limited access, for which Commissioning Support Units could 
KDYH�D�OHJDO�EDVLV��FRPPLVVLRQHUV�DUH�UHOLDQW�RQ�SHUVRQDO�FRQÀGHQWLDO�GDWD�IRU�ZKLFK�WKH\�
may have no legal basis.

$OO�SURYLGHUV�QHHG�WR�HQVXUH�WKDW�WKHLU�SDWLHQWV�DUH�FRUUHFWO\�LGHQWLÀHG�E\�FKHFNLQJ�WKHLU�
GDWD�DJDLQVW�WKH�3HUVRQDO�'HPRJUDSKLFV�6HUYLFHV�LQ�WKH�¶6SLQH·69 to improve data quality 
DQG�KHQFH�UHPRYH�WKH�UHTXLUHPHQW�IRU�FRPPLVVLRQHUV�WR�KDYH�SHUVRQDO�FRQÀGHQWLDO�GDWD�

������8VLQJ�GH�LGHQWLÀHG�GDWD
,Q�RUGHU�WR�XVH�SHUVRQDO�FRQÀGHQWLDO�GDWD��FRPPLVVLRQHUV�UHTXLUH�OHJDO�EDVHV�IRU�
both collecting and for disclosing the data to the various parties involved in the 
commissioning process.

68 See appendix 5.
69� )RU�LQIRUPDWLRQ�RQ�WKH�1+6�¶6SLQH·�VHH��KWWS���ZZZ�FRQQHFWLQJIRUKHDOWK�QKV�XN�V\VWHPVDQGVHUYLFHV�VSLQH�
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The 2012 Health and Social Care Act 2012 established that the Information Centre will 
EHFRPH�D�VDIH�KDYHQ�ZLWKLQ�ZKLFK�SHUVRQDO�FRQÀGHQWLDO�GDWD�FDQ�EH�FROOHFWHG�DQG�
GH�LGHQWLÀHG�ZLWKRXW�WKH�ULVN�RI�DQ\�LQGLYLGXDO·V�SHUVRQDO�FRQÀGHQWLDO�GDWD�EHLQJ�
disclosed. It is accepted, however, that the Information Centre will not have the 
capacity and capability in the foreseeable future to collect and de-identify all the 
LQIRUPDWLRQ�WKDW�FRPPLVVLRQHUV�ZLOO�ZDQW�WR�XVH��,Q�SDUWLFXODU��LW�LV�XQOLNHO\�WKDW�WKH�
Information Centre will have the capacity to de-identify information that local 
commissioners want to extract from local providers.

The NHS Commissioning Board has set out its views on some of the information governance 
issues that will need to be addressed by 1st April 2013. Its vision was to streamline data 
FROOHFWLRQ��VWRUDJH�DQG�OLQNDJH�ZLWK�D�YLHZ�WR�´FROOHFW�RQFH�DQG�XVH�PDQ\�WLPHVµ��7KH�SODQ�
LQFOXGHG�SURSRVDOV�IRU�XS�WR����&RPPLVVLRQLQJ�6XSSRUW�8QLWV��&68V���RI�ZKLFK��XS�WR����
ZRXOG�KRVW�'DWD�0DQDJHPHQW�,QWHJUDWLRQ�&HQWUHV��'0,&V��

7KH�NH\�UROH�SURSRVHG�ZDV�IRU�WKH�'0,&�WR�SURFHVV�SHUVRQDO�FRQÀGHQWLDO�GDWD�RQ�EHKDOI�RI�
WKH�FOLQLFDO�FRPPLVVLRQLQJ�JURXSV�WKURXJK�GDWD�FROOHFWLRQ��FOHDQLQJ��OLQNLQJ��GH�LGHQWLI\LQJ�
DQG�PDNLQJ�GH�LGHQWLÀHG�GDWD�DYDLODEOH�WR�WKHLU�FXVWRPHUV��7KH�NH\�UROH�IRU�&68V�ZRXOG�EH�
analysis of data particularly for innovation and improvement.

7KH�1+6�&RPPLVVLRQLQJ�%RDUG�KDV�EHHQ�ZRUNLQJ�ZLWK�WKH�,QIRUPDWLRQ�&HQWUH��3XEOLF�
Health England, Local Authorities and others to ensure that the DMICs would also 
VXSSRUW�WKH�SXUHO\�ORFDO�ZRUN�RI�3XEOLF�+HDOWK�(QJODQG�DQG�/RFDO�$XWKRULWLHV�LQ�UHODWLRQ�
to data collection.

7R�HQVXUH�WKDW�WKH�'0,&V�KDYH�D�VRXQG�OHJDO�EDVLV�IRU�SURFHVVLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD��
representatives of the NHS organisations concerned put forward a proposal to integrate the 
SDUW�RI�WKH�'0,&V�WKDW�ZLOO�GR�WKLV�ZRUN�LQWR�WKH�,QIRUPDWLRQ�&HQWUH��7KH�SDUW�RI�WKH�'0,&�
function that moves to the Information Centre should be distinct from the DMICs and be a 
clearly separate service offered by the Information Centre. It is unclear, at present, 
whether this will fully address legal requirements.

The Review Panel have to present this report to the Secretary of State before a legally 
robust solution reaches maturity, and before being made aware to its satisfaction of the 
safeguards that will be required to give the Information Centre adequate control of 
information governance in their part of the DMICs. This important issue constitutes crucial 
XQÀQLVKHG�EXVLQHVV�

7KH�5HYLHZ�3DQHO�XUJHV�WKH�1+6�&RPPLVVLRQLQJ�%RDUG�DQG�RWKHU�FRPPLVVLRQLQJ�ERGLHV�
to adopt the following principles when the commissioning architecture as set out in the 
Health and Social Care Act is implemented from April 2013:
�� $OO�SHUVRQDO�FRQÀGHQWLDO�GDWD�XVHG�IRU�FRPPLVVLRQLQJ�SXUSRVHV�PXVW�EH�SURFHVVHG�

OHJDOO\��NHSW�WR�D�PLQLPXP�DQG�DQRQ\PLVHG�GDWD�PXVW�EH�XVHG�ZKHQHYHU�SRVVLEOH�
�� 5REXVW�VDIHJXDUGV�PXVW�EH�FUHDWHG�WR�HQVXUH�WKDW�FRPPLVVLRQLQJ�ERGLHV��LQFOXGLQJ�WKHLU�

VWUXFWXUDO�FRPSRQHQWV�H�J��&68V�DQG�'0,&V��DUH�SURFHVVLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�
OHJDOO\��6XFK�VDIHJXDUGV�LQFOXGH�WKDW�VWDII�IURP�'0,&V�ZKR�DUH�ZRUNLQJ�LQ�WKH�
,QIRUPDWLRQ�&HQWUH·V�'DWD�6HUYLFH�IRU�&RPPLVVLRQHUV�PXVW�EH�DFFRXQWDEOH�WR�DQG�
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RYHUVHHQ�E\�WKH�,QIRUPDWLRQ�&HQWUH��7KH\�PXVW�ZRUN�DFFRUGLQJ�WR�WKH�UXOHV�VHW�RXW�IRU�
the Information Centre in the Health and Social Care Act 2012. Any necessary 
GLVFLSOLQDU\�DFWLRQ�VKRXOG�EH�VROHO\�GHWHUPLQHG�E\�WKH�,QIRUPDWLRQ�&HQWUH�

�� The Information Centre’s Data Service for Commissioners will process personal 
FRQÀGHQWLDO�GDWD�IRU�'0,&V�DQG�&68V��$Q\�RWKHU�SURFHVVLQJ�RI�SHUVRQDO�FRQÀGHQWLDO�
GDWD�E\�D�'0,&�RU�&68�PXVW�EH�MXVWLÀHG�DFFRUGLQJ�WR�LWV�RZQ�GHÀQLWLYH�OHJDO�EDVLV�
DQG�LV�QRW�FRYHUHG�E\�WKH�JHQHUDO�OHJDO�SRZHUV�DYDLODEOH�WR�WKH�,QIRUPDWLRQ�&HQWUH�

�� 7KHUH�QHHGV�WR�EH�FODULW\�DERXW�GDWD�FRQWUROOHUVKLS�DQG�FOHDU�OLQHV�RI�DFFRXQWDELOLW\�
ERWK�EHWZHHQ�GDWD�FRQWUROOHUV��DQG�EHWZHHQ�GDWD�FRQWUROOHUV�DQG�WKH�ERGLHV�WKH\�
contract as data processors.

�� 7KH�ULVN�RI�XQODZIXOQHVV�PXVW�EH�UHGXFHG��LI�QHFHVVDU\�E\�XVH�RI�VHFWLRQ�����
H[FHSWLRQV��EXW�WKHVH�PXVW�EH�NHSW�WR�WKH�DEVROXWH�PLQLPXP�DQG�VXEMHFW�WR�H[SOLFLW�
À[HG�WLPH�OLPLWV�

There was one area of some confusion among commissioners. Some members of clinical 
FRPPLVVLRQLQJ�JURXSV�EHOLHYHG�LW�ZDV�DSSURSULDWH�IRU�WKHP�WR�DFFHVV�SHUVRQDO�FRQÀGHQWLDO�
data because they were providing a form of direct care. The Review Panel does not believe 
that this is the function of clinical commissioning groups, as set out in the Health and 
Social Care Act 2012.

(YHQ�LI�FRPPLVVLRQHUV�FRXOG�XQGHUWDNH�VRPH�GLUHFW�FDUH�WKH\�ZRXOG�QHHG�WR�HVWDEOLVK�D�
legitimate relationship with the patients concerned and would not be able to use 
VHFWLRQ�����RI�WKH�1+6�$FW�������VHH�VHFWLRQ�����RI�WKLV�UHSRUW��WR�XWLOLVH�SHUVRQDO�
FRQÀGHQWLDO�GDWD�RQ�WKH�EDVLV�RI�H[FHSWLRQDO�GLVFORVXUH��7KH�5HYLHZ�3DQHO�QRWHG�WKDW�
VHFWLRQ��������RI�WKH�1+6�$FW������SURKLELWV�WKH�+HDOWK�6HUYLFH��&RQWURO�RI�3DWLHQW�
,QIRUPDWLRQ��5HJXODWLRQV�IURP�EHLQJ�XVHG�WR�UHTXLUH�SURFHVVLQJ�RI�FRQÀGHQWLDO�SDWLHQW�
information “solely or principally for the purpose of determining the care and 
treatment to be given to particular individuals”.

Should individual data controllers, such as GP practices, wish to use a commissioning 
support unit or data management integration centre as a data processor, then a robust 
OHJDO�IUDPHZRUN�DQG�FRQWUDFWXDO�DUUDQJHPHQW�PXVW�EH�LQ�SODFH��VHH�VHFWLRQ���������$W�WKH�
time of writing, this would require a contract between the GP practices and NHS 
Commissioning Board, as CSUs and DMICs are part of the NHS CB. Similarly, GP practices 
wishing to use other services such as health informatics services as data processors would 
DOVR�QHHG�D�UREXVW�OHJDO�IUDPHZRUN�DQG�FRQWUDFWXDO�DUUDQJHPHQW�WR�EH�LQ�SODFH�ZLWK�WKH�
acute trust or other legal entity hosting such services.

����7KH�LQGLYLGXDO·V�ULJKW�WR�REMHFW
Both Article 8 of the European Convention on Human Rights and the European Data 
Protection Directive70 require reasonable objections to the disclosure of personal 
FRQÀGHQWLDO�GDWD�WR�EH�UHVSHFWHG71. Indeed the Review Panel noted that the Health and 
Social Care Act 2012 would not be adequately protected from legal challenge if it failed to 
be compatible with Article 8.

70� %RWK�$UWLFOH���RI�WKH�(XURSHDQ�&RQYHQWLRQ�RQ�+XPDQ�5LJKWV��(&+5��DQG�WKH�(XURSHDQ�'DWD�3URWHFWLRQ�'LUHFWLYH�ZHUH�HQDFWHG�LQ�8.�ODZ�
through the Human Rights Act 1998 and Data Protection Act 1998.

71� :KHUH�WKHUH�DUH�´FRPSHOOLQJ�OHJLWLPDWH�JURXQGVµ�
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,Q�DGGLWLRQ��WKH�1+6�&RQVWLWXWLRQ�UHÁHFWV�WKH�SDWLHQW·V�OHJDO�ULJKW�WR�UHTXHVW�WKDW�SHUVRQDO�
FRQÀGHQWLDO�GDWD�LV�QRW�XVHG�IRU�SXUSRVHV�EH\RQG�KLV�RU�KHU�FDUH�DQG�WUHDWPHQW�DQG�WR�
have any objections considered. This report proposes extending this right to cover adult 
VRFLDO�FDUH��VHH�VHFWLRQ�������7KH�5HYLHZ�3DQHO�QRWHG�ZLWK�LQWHUHVW�WKH�DUJXPHQW�WKDW�WKH�
law requires DQ\�UHDVRQDEOH�REMHFWLRQ�WR�WKH�GLVFORVXUH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�WR�
be respected72.

During the course of the review, the Review Panel heard that many people are content for 
their information to be used in order to help medical advances and to improve the health 
V\VWHP��+RZHYHU��WKH�3DQHO�DOVR�KHDUG�IURP�D�VPDOO�EXW�VLJQLÀFDQW�PLQRULW\�ZKR�REMHFWHG�
to this and who, for a variety of well-articulated personal reasons, did not want their 
SHUVRQDO�FRQÀGHQWLDO�GDWD�XVHG�IRU�SXUSRVHV�RWKHU�WKDQ�WKHLU�GLUHFW�FDUH�

7R�WDNH�DFFRXQW�RI�WKH�LPSOLFDWLRQV�RI�WKH�(XURSHDQ�&RQYHQWLRQ�RQ�+XPDQ�5LJKWV��WKH�1+6�
Constitution and the views of people, the Review Panel concluded that reasonable 
REMHFWLRQV�IURP�LQGLYLGXDOV�PXVW�EH�FRQVLGHUHG��7R�KHOS�SHRSOH�WR�PDNH�LQIRUPHG�GHFLVLRQV�
over whether or not to object, they must be given as much information, in an accessible 
form, as is practicable about how their data will be used for purposes other than their 
GLUHFW�FDUH��VHH�VHFWLRQ������

The Review Panel considered the practicalities of how objections may be raised, 
considered and acted upon. Two illustrative examples are set out below:73 

Example 1

Mr S has a mental health disorder. A result of which means he believes the 
*RYHUQPHQW�LV�VHHNLQJ�WR�KDUP�KLP��+H�LV�DWWHQGLQJ�KLV�SV\FKLDWULVW�LQ�D�FRPPXQLW\�
FOLQLF�DQG�UHDGV�WKH�SXEOLF�LQIRUPDWLRQ�DERXW�GDWD�FROOHFWLRQV�DQG�H[WUDFWLRQV�ÁRZLQJ�
from providers to the Health and Social Care Information Centre. He gets very 
agitated but then reads in bold large type that he can object and have his objections 
considered. In the dialogue with his psychiatrist it becomes apparent that if his data 
is sent to the Information Centre he will not attend further outpatient sessions. 
:KHQ�FKDOOHQJHG�ZKDW�KH�ZLOO�GR�ZKHQ�KH�LV�YHU\�LOO��KH�UHSOLHV�WKDW�KH�PD\�KDYH�WR�
VHHN�WKH�¶XOWLPDWH�VROXWLRQ·�

7KH�SV\FKLDWULVW�FRQFOXGHV�WKDW�WKHUH�LV�D�GHPRQVWUDEOH�ULVN�WR�WKH�SDWLHQW�XQOHVV�KLV�
objection is upheld.

,Q�WKLV�FDVH�WKH�ULVN�LV�VXIÀFLHQW�WR�VDWLVI\�WKH�FRQGLWLRQV�LQ�VHFWLRQ����RI�WKH�'DWD�
Protection Act, which states that objections should be upheld:
�� LI�WKH�SURFHVVLQJ�LV�OLNHO\�WR�FDXVH�VXEVWDQWLDO�GDPDJH�RU�GLVWUHVV��DQG
�� if that damage or distress is or would be unwarranted73.

72� -DPLH�*UDFH��0DUN�-.�7D\ORU�¶'LVFORVXUH�RI�&RQÀGHQWLDO�3DWLHQW�,QIRUPDWLRQ�DQG�WKH�'XW\�WR�&RQVXOW��WKH�5ROH�RI�WKH�KHDOWK�DQG�6RFLDO�&DUH�
,QIRUPDWLRQ�&HQWUH·��������0HGLFDO�/DZ�5HYLHZ��)RUWKFRPLQJ��

73� 6HFWLRQ����RI�WKH�'DWD�3URWHFWLRQ�$FW�������KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNSJD���������VHFWLRQ���
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In the case of example 1, the effect of the patient’s objection is to stop his personal 
FRQÀGHQWLDO�GDWD�ÁRZLQJ�72�WKH�,QIRUPDWLRQ�&HQWUH�

Example 2

0U�:�DVNV�KLV�*3�DERXW�WKH�SDPSKOHW�GHVFULELQJ�WKH�UROH�RI�WKH�,QIRUPDWLRQ�&HQWUH��
+H�H[SODLQV�WKDW�KH�LV�¶SULYDF\�DZDUH·�DQG�DOZD\V�FKHFNV�WKH�¶SOHDVH�GRQ·W�VKDUH�P\�
data with third parties’ option when registering on websites. He feels inclined to 
object to his information being shared with the Information Centre. The GP explains 
WKDW�0U�:·V�GDWD�ZRXOG�EH�XVHG�IRU�UHVHDUFK�WR�LPSURYH�PHGLFLQH�DQG�WR�LPSURYH�WKH�
KHDOWK�DQG�FDUH�V\VWHP�DQG�WKDW�KLV�GDWD�ZLOO�EH�GH�LGHQWLÀHG�WR�SURWHFW�KLV�LGHQWLW\��
7KH�*3�DGGV�WKDW�RFFDVLRQDOO\�GDWD�FRXOG�EH�UHTXHVWHG�LQ�LGHQWLÀDEOH�IRUP�WR�KHOS�D�
VSHFLÀF�VWXG\�RU�DQDO\VLV��XQOHVV�LQGLYLGXDOV�KDYH�D�SDUWLFXODU�REMHFWLRQ�WR�WKDW��
0U�:�FRQFOXGHV�WKDW�KH�LV�KDSS\�IRU�GDWD�WKDW�GRHV�QRW�LGHQWLI\�KLP�WR�EH�XVHG��EXW�
he remains concerned about his identity being revealed to anyone. The GP agrees 
WKDW�0U�:�KDV�PDGH�D�UHDVRQDEOH�REMHFWLRQ�DQG�PDUNV�0U�:·V�UHFRUG�WR�VKRZ�WKDW�
GDWD�PD\�ÁRZ�WR�WKH�,QIRUPDWLRQ�&HQWUH��EXW�PD\�QRW�OHDYH�WKH�,QIRUPDWLRQ�&HQWUH�
in a form that could identify him74.

:KHWKHU�RU�QRW�WKH�GLVFORVXUH�RI�0U�:·V�LGHQWLW\�ZRXOG�KDYH�FDXVHG�KLP�¶VXEVWDQWLDO�
damage and distress’ within the meaning of section 10 of the Data Protection Act, 
0U�:·V�ULJKWV�XQGHU�$UWLFOH���RI�WKH�(XURSHDQ�&RQYHQWLRQ�RQ�+XPDQ�5LJKWV�PLJKW�
have been infringed without this attention to his objections.

 
In the case of example 2, the effect of the patient’s objection is to stop his patient 
LGHQWLÀDEOH�GDWD�ÁRZLQJ�)520�WKH�,QIRUPDWLRQ�&HQWUH�

Standards and good practice

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�WKH�SURFHVV�IRU�FRQVLGHULQJ�REMHFWLRQV�VKRXOG�
�� explicitly include the most senior registered and regulated health and social 
FDUH�SURIHVVLRQDO�FDULQJ�IRU�WKDW�LQGLYLGXDO�

�� H[SOLFLWO\�LQFOXGH�LQ�WKH�FRQVLGHUDWLRQ�ZKHWKHU�QRW�VXSSRUWLQJ�WKH�REMHFWLRQ�
ZLOO�GDPDJH�WKH�HIIHFWLYHQHVV�RI�FDUH�

�� H[SOLFLWO\�LQFOXGH�ZKHWKHU�WKHUH�LV�D�GHPRQVWUDEOH�ULVN�WKDW�WKH�VDIHW\�RI�WKH�
SDWLHQW�ZLOO�EH�UHGXFHG�E\�QRW�XSKROGLQJ�WKH�REMHFWLRQ��DQG

�� explicitly include whether there are compelling legitimate grounds relating to 
the individual’s situation. 

74 There are exceptions to this where it is in the public interest to do so.



81

7 Commissioning

If after due consideration the objection is upheld, there are two courses of action:
�� ,I�DQ�LQGLYLGXDO�KDV�REMHFWHG�WR�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�ÁRZLQJ�72�WKH�

,QIRUPDWLRQ�&HQWUH��DV�LQ�H[DPSOH���DERYH���WKH�SURYLGHU�PXVW�127�SDVV�RQ�WKH�
LQGLYLGXDO·V�SHUVRQDO�FRQÀGHQWLDO�GDWD�WR�WKH�,QIRUPDWLRQ�&HQWUH�

�� ,I�DQ�LQGLYLGXDO�LV�FRQWHQW�IRU�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�WR�ÁRZ�72�WKH�,QIRUPDWLRQ�
&HQWUH��EXW�QRW�FRQWHQW�IRU�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�WR�ÁRZ�)520�WKH�
,QIRUPDWLRQ�&HQWUH��L�H��EH�GLVFORVHG�DV�LQ�H[DPSOH���DERYH���WKH�*3�RU�RWKHU�VHUYLFH�
provider must ensure the objection is noted in the individual’s record. In addition, an 
REMHFWLRQ�¶ÁDJ·�PXVW�EH�WUDQVPLWWHG�WR�WKH�,QIRUPDWLRQ�&HQWUH�LQ�DQ\�
subsequent collections.

7KH�REMHFWLRQ�¶ÁDJ·�ZLOO�EH�XVHG�E\�WKH�,QIRUPDWLRQ�&HQWUH�WR�GHWHUPLQH�ZKHWKHU�WKDW�
individual’s data may be disclosed from the information centre using statutory gateways.

The Review Panel concluded that whenever new permissive statutory gateways are 
enacted, or whenever new support under section 251 regulations is granted, an 
H[SOLFLW�GHFLVLRQ�PXVW�EH�WDNHQ�RQ�KRZ�SDWLHQWV�ZKR�KDYH�KDG�DQ�REMHFWLRQ�XSKHOG�ZLOO�
have their concerns addressed.

,Q�JHQHUDO��WKHVH�W\SHV�RI�GLVFORVXUHV�VKRXOG�UHVSHFW�WKH�LQGLYLGXDO·V�REMHFWLRQ�¶ÁDJ·��
+RZHYHU��WKHUH�PD\�EH�RFFDVLRQV�ZKHQ�LW�LV�LQDSSURSULDWH�WR�GR�VR��EDVHG�RQ�¶DQ�
alternative necessity’75��,I�WKH�,QIRUPDWLRQ�&HQWUH�GHFLGHV�WR�RYHUUXOH�REMHFWLRQV�DQG�
SHUPLW�D�GLVFORVXUH��LW�PXVW�SXEOLVK�WKH�GHFLVLRQ�DQG�WKH�UHDVRQ�IRU�LW�LQ�D�IRUP�WKDW�LV�
HDVLO\�DFFHVVLEOH�E\�WKH�SXEOLF�EXW�ZLWKRXW�LGHQWLI\LQJ�WKH�LQGLYLGXDO��7KH�GHWDLO�RI�WKLV�
SURFHVV�VKRXOG�EH�GHVFULEHG�DQG�SXEOLVKHG�DV�SDUW�RI�WKH�,QIRUPDWLRQ�&HQWUH·V�FRGH�RI�
SUDFWLFH�LQ�SURFHVVLQJ�FRQÀGHQWLDO�LQIRUPDWLRQ�

,Q�RUGHU�WR�HVWDEOLVK�D�IDLU�DQG�FRQVLVWHQW�REMHFWLRQ�SURFHVV��WKH�5HYLHZ�3DQHO�
FRQFOXGHG�WKDW�WKH�QXPEHU�RI�REMHFWLRQV�DW�SURYLGHU�DQG�SUDFWLWLRQHU�OHYHO�VKRXOG�
EH�NHSW�XQGHU�UHYLHZ�

7KH�5HYLHZ�3DQHO�DOVR�FRQFOXGHG�WKDW�WKH�,QIRUPDWLRQ�&HQWUH��LQ�FRQMXQFWLRQ�ZLWK�NH\�
VWDNHKROGHUV��VKRXOG�UHJXODUO\�UHYLHZ�REMHFWLRQ�VWDWLVWLFV�DQG�RWKHU�HYLGHQFH�DV�SDUW�RI�
D�FRQWLQXLQJ�SURFHVV�IRU�HQVXULQJ�IDLUQHVV�DQG�FRQVLVWHQF\��&ULWHULD�E\�ZKLFK�WR�DVVHVV�
UHDVRQDEOH�REMHFWLRQV�VKRXOG�EH�LQGHSHQGHQWO\�UHYLHZHG�RQ�DQ�RQJRLQJ�EDVLV�

75 The word necessity is used as there may be valid exceptions, e.g. emergencies under the Civil Contingencies Act 2004, health protection and 
even sometimes potentially under 251, e.g. for research into child abuse.
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Recommendation 11

The Information Centre’s code of practice should establish that an individual’s 
H[LVWLQJ�ULJKW�WR�REMHFW�WR�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�EHLQJ�VKDUHG��DQG�WR�KDYH�
that objection considered, applies to both current and future disclosures irrespective 
of whether they are mandated or permitted by statute.

Both the criteria used to assess reasonable objections and the consistent application 
of those criteria should be reviewed on an ongoing basis.

7.5 Disclosure of data from the Information Centre to commissioners
7KH�UHPDLQLQJ�VHFWLRQV�RI�WKLV�FKDSWHU�DUH�ZULWWHQ�RQ�WZR�DVVXPSWLRQV��7KH�ÀUVW�LV�WKDW�
WKH�'DWD�6HUYLFHV�IRU�&RPPLVVLRQHUV�IXQFWLRQV�UHODWLQJ�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD�DUH�
integrated into the Information Centre, and are therefore not a function of the DMICs 
�VHH�VHFWLRQ���������7KH�VHFRQG�LV�WKDW�ZKHQ�DQ�LQGLYLGXDO�KDV�REMHFWHG�WR�WKHLU�SHUVRQDO�
FRQÀGHQWLDO�GDWD�EHLQJ�UHOHDVHG�IURP�WKH�,QIRUPDWLRQ�&HQWUH��DQG�WKLV�REMHFWLRQ�KDV�EHHQ�
upheld, then their wishes will be respected as set out in out in section 7.4.

The Information Centre needs to process data in line with the Health and Social Care Act 
�SDUDJUDSKV����³������WKH�'DWD�3URWHFWLRQ�$FW��WKH�+XPDQ�5LJKWV�$FW�DQG�DV�VHW�RXW�LQ�
ÀJXUH���LQ�VHFWLRQ�����RI�WKLV�UHSRUW�

Although the Health and Social Care Act provides statutory authority for the Information 
&HQWUH�WR�FROOHFW�GDWD��LW�RQO\�SURYLGHV�DXWKRULW\�IRU�VRPH�VSHFLÀF�GLVFORVXUHV�RI�SHUVRQDO�
FRQÀGHQWLDO�GDWD76.

*HQHUDOO\�VSHDNLQJ��WKH�,QIRUPDWLRQ�&HQWUH�ZLOO�RQO\�GLVFORVH�DQRQ\PLVHG�DQG�DJJUHJDWHG�
GDWD�VHWV��:LWKRXW�H[SOLFLW�SDWLHQW�FRQVHQW��DQ\�RWKHU�GLVFORVXUH�FDQ�RQO\�KDSSHQ�WKURXJK�D�
VWDWXWRU\�JDWHZD\�RU�ZLWK�VSHFLÀF�VHFWLRQ�����DSSURYDO77.

7KH�,QIRUPDWLRQ�&HQWUH�FDQ�DOVR�GLVFORVH�GDWD�VHWV�ZLWK�D�VLQJOH�LGHQWLÀHU�WR�DFFUHGLWHG�
VDIH�KDYHQV�ZKHUH�LW�LV�FRYHUHG�E\�DQ�HIIHFWLYH�FRQWUDFW�ZLWK�OLDELOLWLHV�DQG�SHQDOWLHV��VHH�
¶'H�LGHQWLÀHG�GDWD�IRU�OLPLWHG�GLVFORVXUH�RU�OLPLWHG�DFFHVV·�LQ�ÀJXUH���LQ�VHFWLRQ�������7KLV�
LV�WR�VDIHJXDUG�DJDLQVW�UH�LGHQWLÀFDWLRQ�DQG�RQZDUG�GLVFORVXUH��:KHUH�WKH�FRQWH[W�SRVHV�
XQXVXDOO\�KLJK�ULVNV�RI�UH�LGHQWLÀFDWLRQ��WKH�GDWD�VKRXOG�EH�WUHDWHG�DV�LI�LW�ZHUH�SHUVRQDO�
FRQÀGHQWLDO�GDWD�DQG�VXSSRUW�XQGHU�VHFWLRQ�����UHJXODWLRQV�PD\�EH�FRQVLGHUHG�WR�SURYLGH�
the appropriate legal basis.

76 Under section 261 of the Health and Social Care Act 2012.
77� 2U�H[FHSWLRQDOO\�RQ�SXEOLF�LQWHUHVW�JURXQGV�LQ�OLQH�ZLWK�VHFWLRQ��������DQG�����DV�WKH�FRPPRQ�ODZ�GXW\�RI�FRQÀGHQFH�FRQWLQXHV�WR�DSSO\�LQ�

these circumstances.
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7KHUH�LV�D�SRWHQWLDO�LVVXH�LQ�WKDW�ZKHQ�¶KHDOWK�VHUYLFH�ERGLHV·�FRQWUDFW�ZLWK�RQH�DQRWKHU��
the contracts are not legally enforceable78. Consequently, there is no effective deterrent 
SUHYHQWLQJ�RUJDQLVDWLRQV�OLQNLQJ�DQG�UH�LGHQWLI\LQJ�GH�LGHQWLÀHG�GDWD�DQG�WKHUHE\�UH�
FUHDWLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD��,Q�RUGHU�WR�RYHUFRPH�WKLV�SUREOHP��WKH�UHYLHZ�SDQHO�
concludes that new regulations under section 251 of the NHS Act 2006 are considered to 
SURYLGH�PRUH�WDUJHWHG�VXSSRUW�IRU�WKH�GLVFORVXUH�RI�GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�DFFHVV��
The purpose of such regulations would be to ensure that if the contract was not adhered 
WR��LW�ZRXOG�EUHDN�WKH�WHUPV�RI�WKH�UHJXODWLRQV��DQG�FRQVHTXHQWO\�ZRXOG�EH�D�EUHDFK�
UHSRUWDEOH�WR�WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�

)RU�WKH�UDUH�RFFDVLRQV�ZKHUH�FRPPLVVLRQHUV�MXVWLÀDEO\�UHTXLUH�SHUVRQDO�FRQÀGHQWLDO�GDWD�
�VHH�SULQFLSOHV�LQ��������DQG�QR�RWKHU�RSWLRQV�DUH�DYDLODEOH��WKHQ�WKH�H[LVWLQJ�VHFWLRQ�����
regulations could be used to support the disclosure provided approval is granted79.

If implemented effectively, the breaching of any the safeguards highlighted in this section 
ZLOO�EH�XQODZIXO�DQG�DQ�DXWRPDWLF�EUHDFK�RI�WKH�ÀUVW�SULQFLSOH�RI�WKH�'DWD�3URWHFWLRQ�$FW�
�����WKDW�ZRXOG�QHHG�WR�EH�UHSRUWHG�WR�WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH��VHH�
VHFWLRQ��������

7.6 Competence of commissioning with regard to information 
governance
7KH�¶6WDQGDUGV�IRU�PHPEHUV�RI�1+6�ERDUGV�DQG�FOLQLFDO�FRPPLVVLRQLQJ�JURXS�JRYHUQLQJ�
bodies in England’ produced by the Professional Standards Authority during the period of 
the review includes a technical competence section relevant to information governance. 
This states that members should:

´>UHVSHFW@�«�SDWLHQWV·�ULJKWV�WR�FRQVHQW��SULYDF\�DQG�FRQÀGHQWLDOLW\��DQG�DFFHVV�WR�
LQIRUPDWLRQ��DV�HQVKULQHG�LQ�GDWD�SURWHFWLRQ�DQG�IUHHGRP�RI�LQIRUPDWLRQ�ODZ�
DQG�JXLGDQFH80.µ

The Review Panel concludes it is vital that the leadership of the Department of Health, 
NHS Commissioning Board (including leadership within the Commissioning Support Units 
DQG�'DWD�0DQDJHPHQW�,QWHJUDWLRQ�&HQWUHV���FOLQLFDO�FRPPLVVLRQLQJ�JURXSV��3XEOLF�
Health England and local authorities ensure their organisations have due regard for the 
OHJDO�DQG�VWDWXWRU\�IUDPHZRUN�RI�LQIRUPDWLRQ�JRYHUQDQFH81.

78� +HDOWK�6HUYLFH�%RG\�FRQWUDFWV�DUH�GHÀQHG�XQGHU�V��RI�WKH�1DWLRQDO�+HDOWK�6HUYLFH�$FW������>ZKLFK�UH�HQDFWV�6��RI�WKH�1+6�+HDOWK�6HUYLFH�
DQG�&RPPXQLW\�&DUH�$FW�������¶WKH�1+6&&$·���7KH�H[SUHVVLRQ�¶1+6�&RQWUDFW·�PHDQV�DQ�DUUDQJHPHQW�XQGHU�ZKLFK�RQH�KHDOWK�VHUYLFH�ERG\�
arranges for the provision to it, by another health service body, of goods or services which it reasonably requires for the purposes of its 
functions. In addition, subsection 5 states: “it must not be regarded for any purpose as giving rise to contractual rights or liabilities.” The 
means that a breach in the contract is a painless event for the NHS as the contract is not enforceable. This raises the issue of whether NHS 
FRQWUDFWV�DUH�DGHTXDWH�WR�VDWLVI\�WKH��WK�'DWD�3URWHFWLRQ�SULQFLSOH��7KH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�KDV�DGYLVHG�WKDW�WKH\�DUH�QRW�
adequate, at least in relation to contracts with data processors. Additionally, because health service bodies have access to data and services 
ZKLFK�FDQ�EH�XVHG�WR�UH�LGHQWLI\�LQGLYLGXDOV�IURP�WKH�GH�LGHQWLÀHG�GDWD�WKHUH�LV�D�QHHG�IRU�OHJDO�VDIHJXDUGV�WR�SUHYHQW�UH�LGHQWLÀFDWLRQ�LQ�
order to satisfy both common law and data protection requirements.

79� 9LD�DSSOLFDWLRQ�WR�XVH�WKH�FODVV�VXSSRUW�PHFKDQLVP�XQGHU�UHJXODWLRQ���ZKLFK�ZLOO�EH�FRQVLGHUHG�LQ�WKH�ÀUVW�LQVWDQFH�E\�WKH�&RQÀGHQWLDOLW\�
$GYLVRU\�*URXS�RI�WKH�+HDOWK�5HVHDUFK�$XWKRULW\��ZKLFK�ZLOO�PDNH�D�UHFRPPHQGDWLRQ�WR�WKH�6HFUHWDU\�RI�6WDWH�IRU�+HDOWK�

80� KWWS���ZZZ�SURIHVVLRQDOVWDQGDUGV�RUJ�XN�OLEUDU\�GRFXPHQW�GHWDLO"LG �����������H����GI�E�D���G����E��E�H
81 Should Commissioning Support Units become legal entities in their own right, they too should have regard to the legal and statutory 

IUDPHZRUN�IRU�LQIRUPDWLRQ�JRYHUQDQFH�
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7KH�ERDUGV�RU�HTXLYDOHQW�ERGLHV�RI�WKHVH�RUJDQLVDWLRQV�PXVW�WDNH�UHVSRQVLELOLW\�IRU�
HQVXULQJ�WKDW�WKH�RUJDQLVDWLRQ�FRQWDLQV�WKH�UHTXLUHG�FRPSHWHQFH�DQG�FDSDELOLW\�LQ�
information governance practice, and that information governance is a part of 
RUJDQLVDWLRQ�ULVN�PDQDJHPHQW�

Recommendation 12

The boards or equivalent bodies in the NHS Commissioning Board, clinical 
commissioning groups, Public Health England and local authorities must ensure that 
their organisation has due regard for information governance and adherence to its 
OHJDO�DQG�VWDWXWRU\�IUDPHZRUN�

An executive director at board level should be formally responsible for the 
organisation’s standards of practice in information governance, and its performance 
should be described in the annual report or equivalent document.

Boards should ensure that the organisation is competent in information governance 
SUDFWLFH��DQG�DVVXUHG�RI�WKDW�WKURXJK�LWV�ULVN�PDQDJHPHQW��7KLV�PLUURUV�WKH�
arrangements required of provider trusts for some years.
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����$�K\EULG�V\VWHP
Protection and improvement of the nation’s health are prime objectives of health policy. 
Public health has been left to a later chapter of this report not because of its relative 
importance, but because of its overarching spread and complexity. In information 
governance terms, it is a hybrid of the various systems covered in previous chapters.

7KHUH�DUH�WKUHH�¶GRPDLQV·�RI�SXEOLF�KHDOWK��DQG�WKH�OHJDO�EDVLV�IRU�VWDII�WR�KDQGOH�
information about people differs across the domain boundaries. They are:
�� health protection, including prevention, control, communication and surveillance from 

infectious diseases, environmental hazards and emergency preparedness;
�� health improvement, including contributing to increased life expectancy and healthier 

lifestyles as well as reducing inequalities in health and addressing the wider social 
determinants of health; and

�� health services, including assisting those who plan healthcare to understand the health 
SURÀOH�DQG�KHDOWK�QHHGV�RI�WKH�ORFDO�SRSXODWLRQ��DQG�SODQ�VHUYLFHV�WR�PHHW�WKRVH�QHHGV��
as well as evaluating how successful services are in meeting needs.

8.2 Sharing information for health protection
Healthcare professionals who are responsible for health protection sometimes need to 
NQRZ�SHUVRQDO�FRQÀGHQWLDO�GDWD�DERXW�VSHFLÀF�LQGLYLGXDOV��)RU�H[DPSOH�GXULQJ�DQ�RXWEUHDN�
RI�DQ�LQIHFWLRXV�GLVHDVH��SXEOLF�KHDOWK�VWDII�PD\�QHHG�WR�LGHQWLI\�SHRSOH�ZKR�DUH�DW�ULVN��
perhaps because they have not been vaccinated, or because they have been exposed to an 
infectious disease or environmental hazard.

7KLV�VLGH�RI�SXEOLF�KHDOWK�ZRUN�UHVHPEOHV�WKH�GLUHFW�FDUH�RI�SDWLHQWV�DQG�VHUYLFH�XVHUV�WKDW�
ZDV�FRQVLGHUHG�LQ�FKDSWHU����:KLOH�HQJDJHG�RQ�WKLV�ZRUN��KHDOWKFDUH�SURIHVVLRQDOV�FDQ�EH�
considered to have a legitimate relationship with people in the communities they serve. It 
ZRXOG�EH�LPSUDFWLFDO�IRU�WKHP�WR�DVN�HYHU\RQH�DW�ULVN�IURP�DQ�LQIHFWLRXV�GLVHDVH�WR�JLYH�
VSHFLÀF�FRQVHQW�IRU�VWDII�WR�SURYLGH�DSSURSULDWH�LQIRUPDWLRQ�DQG�FDUH��)XUWKHUPRUH��LW�
would not be the most effective way of bringing the infection under control. This is not a 
problem. They have statutory support for these activities through the Health Protection 
�QRWLÀFDWLRQ���DQG�UHODWHG��UHJXODWLRQV�����82�DQG�WKH�+HDOWK�6HUYLFH��FRQWURO�RI�SDWLHQW�
LQIRUPDWLRQ��UHJXODWLRQV�����83.

Section 8.7 below considers the implications for members of the public health staff who 
are not registered and regulated healthcare professionals.

82� KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNVL����������FRQWHQWV�PDGH��KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNVL����������FRQWHQWV�PDGH� 
KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNVL����������FRQWHQWV�PDGH

83� KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNVL�����������PDGH"YLHZ SODLQ
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8.3 Sharing information for health improvement and research
:LWK�WKH�H[FHSWLRQ�RI�VFUHHQLQJ�SURJUDPPHV84, most health improvement activities in 
SXEOLF�KHDOWK�GR�QRW�UHTXLUH�SHUVRQDO�FRQÀGHQWLDO�GDWD�DERXW�LQGLYLGXDOV��+RZHYHU��
understanding the complex relationships that exist between environment, personal 
behaviours and disease occurrence and outcome requires information that can only be 
GHULYHG�E\�OLQNLQJ�GDWD�IURP�VHYHUDO�GLIIHUHQW�VRXUFHV��IRU�H[DPSOH�GLHWDU\�GDWD�EHLQJ�
OLQNHG�WR�GDWD�RQ�KHDUW�GLVHDVH��6XIÀFLHQW�GDWD�LV�UHTXLUHG�WR�GLVWLQJXLVK�RQH�SHUVRQ�IURP�
another and avoid double counting. However, this does not mean the person must 
EH�LGHQWLÀDEOH�

'H�LGHQWLÀHG�LQIRUPDWLRQ��VHH�VHFWLRQ�������ZKLFK�FDQ�DOORZ�DQ�LQGLYLGXDO�WR�EH�
GLVWLQJXLVKHG��EXW�QRW�LGHQWLÀHG��PD\�VRPHWLPHV�EH�QHFHVVDU\�IRU�VRPH�SXEOLF�KHDOWK�
intelligence analyses, or to enable standardisation in statistical terms, so that biases 
and spurious results/conclusions are avoided.

There is general recognition that research that uses patient information is in general 
VXEMHFW�WR�ULJRURXV�JRYHUQDQFH�SURFHVVHV��VXFK�DV�VFUXWLQ\�E\�HWKLFV�FRPPLWWHHV��WKDW�
provide important reassurance to the public and to professionals. There is no reason why 
WKH�SXEOLF�VKRXOG�QRW�EH�JLYHQ�VLPLODU�FRQÀGHQFH�LQ�WKH�XVH�RI�WKHLU�LQIRUPDWLRQ�IRU�WKHVH�
public health purposes.

There are other areas of commonality in a rigorous approach between research and aspects 
of public health. For example:
�� (SLGHPLRORJ\��ZKLFK�UHTXLUHV�VFLHQWLÀF�ULJRXU��XQGHUSLQV�ERWK�VXUYHLOODQFH�DQG�

health review.
�� Although research tends to be time-limited and surveillance continuous, a continual test 

of utility could be applied.
�� Both of these utilise peer review and funding is usually obtained through business 

cases which are subject to rigorous review including the information governance and 
security arrangements.

+RZHYHU��D�NH\�GLIIHUHQFH�LV�WKDW�SXEOLF�KHDOWK�LQWHOOLJHQFH�LV�LQ�JHQHUDO�EDVHG�RQ�ZKDW�LV�
DOUHDG\�NQRZQ��DQG�LV�LQWHQGHG�WR�LPSURYH�KHDOWK�GLUHFWO\�

7KH�3DQHO�FRQFOXGHG�WKDW�3XEOLF�+HDOWK�,QWHOOLJHQFH�VKRXOG�VHHN�WR�XVH�DQRQ\PLVHG�
GDWD��VHH�VHFWLRQ������ZKHUHYHU�SRVVLEOH��DQG�VKRXOG�EH�WUHDWHG�OLNH�UHVHDUFK�IURP�DQ�
LQIRUPDWLRQ�JRYHUQDQFH�VWDQGSRLQW�ZKHQ�LW�LV�QRW�XVLQJ�GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�
disclosure or limited access.

84� ,Q�WKLV�UHSRUW��¶VFUHHQLQJ·�LV�GHÀQHG�DV�D�VSHFLDO�SXEOLF�KHDOWK�DFWLYLW\�WKDW�UHTXLUHV�DFFHVV�WR�ERWK�GHPRJUDSKLF�DQG�WR�FOLQLFDO�RU�RWKHU�
forms of personal information to ensure the correct individuals are included. Examples include programmes to screen groups of people for 
VSHFLÀF�GLVHDVHV�VXFK�DV�EUHDVW�FDQFHU�RU�H\H�GLVHDVH�FDXVHG�E\�GLDEHWHV��GLDEHWLF�UHWLQRSDWK\���6FUHHQLQJ�SURJUDPPHV�VKRXOG�KDYH�
XQHTXLYRFDO�VXSSRUW�IURP�1,&(��LGHDOO\�WKURXJK�WKH�1DWLRQDO�6FUHHQLQJ�&RPPLWWHH�WR�HQVXUH�WKDW�WKH�EHQHÀW�RI�VFUHHQLQJ�WKH�LQGLYLGXDOV�
concerned outweighs any potential harm due to loss of autonomy in relation to their data.
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8.4 Sharing information for commissioning
The public health function that exists within local authorities must support commissioning 
activity for the local authority itself, and for the clinical commissioning groups within the 
DUHD��7R�VXSSRUW�WKH�¶DVVHVV��SODQ��GR��UHYLHZ·�F\FOH��VRPH�SDWLHQW�OHYHO�GHWDLO�LV�QHHGHG��
EXW�SDWLHQWV�WKHPVHOYHV�WR�QRW�QHFHVVDULO\�QHHG�WR�EH�LGHQWLÀHG�

Epidemiology, planning and analysis of socio-economic factors such as gender, ethnicity 
DQG�GHSULYDWLRQ�WR�HQVXUH�HTXDOLW\�RI�VHUYLFH�GHOLYHU\�DUH�NH\�SDUWV�RI�FRPPLVVLRQLQJ�DQG�
public health. In addition, the information that supports both public health in practice and 
commissioning is derived from the same patient data, This aspect of commissioning can 
WKHUHIRUH�EH�VHHQ�DV�D�SURFHVV�WKDW��OLNH�SXEOLF�KHDOWK��VHHNV�WR�LPSURYH�SRSXODWLRQ�
level health.

The Review Panel concluded that there is a need for greater clarity as to how the analysis 
of data for public health relates to the analysis of data for commissioning; in order to 
prevent overlap and duplication.

8.5 Emergency planning and response
Public Health England will be a lead organisation in planning for and responding to 
emergency situations. This activity requires information to be shared across boundaries 
and between different organisations85.

7KH�&DELQHW�2IÀFH�SXEOLFDWLRQ�¶'DWD�3URWHFWLRQ�DQG�6KDULQJ�³�*XLGDQFH�IRU�(PHUJHQF\�
3ODQQHUV�DQG�5HVSRQGHUV’ provides guidance on protecting personal information in these 
emergency circumstances. This document has been endorsed by the Ministry of Justice, the 
,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH��WKH�'HSDUWPHQW�RI�+HDOWK��WKH�/RFDO�*RYHUQPHQW�
$VVRFLDWLRQ�DQG�WKH�$VVRFLDWLRQ�RI�&KLHI�3ROLFH�2IÀFHUV�DPRQJ�RWKHUV86.

8.6 Legal and regulatory issues
7KH�5HYLHZ�3DQHO�DOVR�IRXQG�D�ODFN�RI�FRKHUHQFH�LQ�UHJXODWLRQV�DFURVV�WKH�SXEOLF�KHDOWK�
arena. Some registries, including cancer registries, have a regulatory basis and are covered 
E\�WKH�+HDOWK�6HUYLFH��&RQWURO�RI�SDWLHQW�LQIRUPDWLRQ��5HJXODWLRQV�������2WKHU�UHJLVWULHV�
operate on a basis of consent. Health Protection functions are also largely covered by 
WKHVH�UHJXODWLRQV�EXW�QRW�ZLGHU�SXEOLF�KHDOWK�IXQFWLRQV��DV�WKHUH�LV�QR�LPPHGLDWH�ULVN�
to others’ health. There are also the Sexual Health Directions 2000 prohibiting the 
disclosure of information relating to sexually transmitted diseases, other than for 
treatment and prevention.

The Review Panel recognises the need for a better balance in these regulations across 
public health or at least across surveillance, tempered with the need to minimise the use 
RI�SHUVRQDO�FRQÀGHQWLDO�GDWD��7KRVH�DVSHFWV�RI�SXEOLF�KHDOWK�WKDW�UHODWH�WR�KHDOWK�RI�
populations should be reviewed for potential inclusion in Regulation 3 of the Health Service 
�&RQWURO�RI�SDWLHQW�LQIRUPDWLRQ��5HJXODWLRQV�����87. 

85 There is statutory support, both mandatory and permitted for such sharing under the Civil Contingencies Act 2004.
86� KWWSV���ZZZ�JRY�XN�JRYHUQPHQW�SXEOLFDWLRQV�GDWD�SURWHFWLRQ�DQG�VKDULQJ�JXLGDQFH�IRU�HPHUJHQF\�SODQQHUV�DQG�UHVSRQGHUV
87� KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNVL�����������PDGH"YLHZ SODLQ
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Recommendation 13

7KH�6HFUHWDU\�RI�6WDWH�IRU�+HDOWK�VKRXOG�FRPPLVVLRQ�D�WDVN�DQG�ÀQLVK�JURXS�LQFOXGLQJ�
but not limited to the Department of Health, Public Health England, Healthwatch 
England, providers and the Information Centre to determine whether the information 
governance issues in registries and public health functions outside health protection 
DQG�FDQFHU�VKRXOG�EH�FRYHUHG�E\�VSHFLÀF�KHDOWK�VHUYLFH�UHJXODWLRQV�

����1RQ�UHJXODWHG�VWDII
There are a number of ways in which public health staff may require access to personal 
FRQÀGHQWLDO�GDWD��6HFWLRQ�����H[SODLQV�KRZ�KHDOWKFDUH�SURIHVVLRQDOV�DQG�VWDII�ZRUNLQJ�LQ�
KHDOWK�SURWHFWLRQ�FRXOG�EH�FRQVLGHUHG�WR�KDYH�D�ORQJ�WHUP�¶OHJLWLPDWH�UHODWLRQVKLS·�ZLWK�
SDWLHQWV�DQG��E\�GHÀQLWLRQ��D�ULJKW�WR�DFFHVV�DQG�XVH�WKHLU�FOLQLFDO�LQIRUPDWLRQ�

+RZHYHU��QRW�DOO�VWDII�ZRUNLQJ�LQ�KHDOWK�SURWHFWLRQ�DUH�UHJXODWHG�SURIHVVLRQDOV��7KHVH�
VWDII�VKRXOG�EH�GHDOW�ZLWK�DV�VHW�RXW�LQ�VHFWLRQ�����

6RPH�SXEOLF�KHDOWK�VWDII�SURYLGH�GLUHFW�FDUH�IRU�H[DPSOH�XQGHUWDNH�VFUHHQLQJ�RU�
immunisation as providers, they too should be dealt with as set out in section 3.7.

2FFDVLRQDOO\�SXEOLF�KHDOWK�VWDII�ZRUNLQJ�LQ�RWKHU�DUHDV�RI�SXEOLF�KHDOWK�ZLOO�QHHG�DFFHVV�WR�
SHUVRQDO�FRQÀGHQWLDO�GDWD��,Q�WKHVH�VLWXDWLRQV�WKHLU�RUJDQLVDWLRQ�QHHGV�WR�KDYH�D�OHJDO�EDVLV�
IRU�KROGLQJ�WKH�GDWD�DQG�LI�WKH\�DUH�OLQNLQJ�GDWD�WKH\�VKRXOG�EH�HPSOR\HG�LQ�DQ�DFFUHGLWHG�
safe haven.
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9 Education and training
9.1 The current situation
$FURVV�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP��PRVW�VWDII�DUH�UHTXLUHG�WR�XQGHUWDNH�DQQXDO�
training in information governance. The commitment to this training is important and the 
associated training budget is a welcome enabler in organisations facing pressures on costs.

However, evidence to the Review Panel showed that rather than being a process of 
HGXFDWLRQ�WR�HQDEOH�VWDII�WR�ERWK�SURWHFW�GDWD��DQG�PDNH�LQIRUPHG�GHFLVLRQV�DERXW�VKDULQJ�
information appropriately in the interests of patient care, the mandatory training is often 
D�¶WLFN�ER[�H[HUFLVH·��$OWKRXJK�PDQGDWRU\�WUDLQLQJ�VXFK�DV�WKH�RQOLQH�1+6�,QIRUPDWLRQ�
Governance Training Tool88 may provide an introduction to some information governance 
LVVXHV��WKLV�¶RQH�VL]H�ÀWV�DOO·�DSSURDFK�LV�WRR�RIWHQ�IRFXVHG�RQ�SURFHVVHV�DQG�SROLFLHV�LQ�
organisations, especially around data security. One nurse described the experience as 
HTXLYDOHQW�WR�DQ�DQQXDO�¶VKHHS�GLS·��ZKLFK�VWDII�FRXOG�JR�WKURXJK�ZLWKRXW�WKLQNLQJ��,Q�IDFW�
it is possible to pass the training tool by answering the questions at the end without 
bothering to read the text.

In addition to the basic, mandatory training on information governance, some staff such as 
information governance leads and Caldicott Guardians receive much more advanced 
education and training. However, the Review Panel found there is often nothing in between 
WKHVH�WR�DOORZ�VWDII�WR�GHYHORS�D�OHYHO�RI�XQGHUVWDQGLQJ�DSSURSULDWH�WR�WKHLU�UROH��7KLV�ODFN�
RI�XQGHUVWDQGLQJ�RIWHQ�PHDQV�VWDII�GR�QRW�KDYH�WKH�DELOLW\�RU�FRQÀGHQFH�WR�DSSURSULDWHO\�
share information with others, especially with staff in other organisations. The Review 
3DQHO�DOVR�KHDUG�WKDW�ZKHQ�VWDII�VXFK�DV�FOLQLFLDQV�RU�VRFLDO�ZRUNHUV�VHHN�DGYLFH�IURP�WKHLU�
managers or even information governance leads, they are often told not to share as the 
¶VDIH�RSWLRQ·��HYHQ�LQ�FDVHV�ZKHUH�VKDULQJ�LV�DSSURSULDWH�

7R�DGGUHVV�WKHVH�FRQFHUQV��WKH�5HYLHZ�3DQHO�FRQFOXGHV�WKHUH�QHHGV�WR�EH�D�
IXQGDPHQWDO�FXOWXUDO�VKLIW�LQ�WKH�DSSURDFK�WR�OHDUQLQJ�DERXW�LQIRUPDWLRQ�JRYHUQDQFH�
across health and social care, to ensure appropriate sharing of information is seen as 
DQ�HQDEOHU�RI�EHWWHU�SDWLHQW�FDUH�

9.2 Education and training for health and social care professionals
The Review Panel concludes that there needs to be a greater emphasis on ensuring health 
DQG�VRFLDO�FDUH�SURIHVVLRQDOV�WDNH�RZQHUVKLS�RI�WKH�XQGHUO\LQJ�SULQFLSOHV�RI�LQIRUPDWLRQ�
governance, rather than simply receive training in processes for sharing of information. As 
SDUW�RI�WKLV��HGXFDWLRQ�RI�SURIHVVLRQDOV�QHHGV�D�SURSHUO\�EDODQFHG�IRFXV�RQ�WKH�EHQHÀWV�RI�
VDIH�VKDULQJ��QRW�MXVW�RQ�WKH�ULVNV�RI�LQDSSURSULDWH�VKDULQJ�DQG�VKRXOG�EH�D�FRQWLQXRXV�
process throughout the professional’s career.

The Review Panel concludes that health and social care professionals should have 
IRUPDO�LQIRUPDWLRQ�JRYHUQDQFH�HGXFDWLRQ�IRFXVHG�RQ�WKHLU�UROHV��DQG�WKLV�VKRXOG�EH�
DW�ERWK�XQGHUJUDGXDWH�DQG�SRVWJUDGXDWH�OHYHO��7KLV�HGXFDWLRQ�VKRXOG�LQFOXGH�D�

88� KWWSV���ZZZ�LJWH�OHDUQLQJ�FRQQHFWLQJIRUKHDOWK�QKV�XN�LJWH�LQGH[�FIP
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SURIHVVLRQDO�FRPSRQHQW�H[SODLQLQJ�ZK\�WKHUH�PD\�EH�D�GXW\�WR�VKDUH�LQIRUPDWLRQ�LQ�
the interests of the patient, as well as the legal aspects around common law of 
FRQÀGHQWLDOLW\�WKH�'DWD�3URWHFWLRQ�$FW�DQG�+XPDQ�5LJKWV�$FW�

8QGHUJUDGXDWH�OHYHO�HGXFDWLRQ�VKRXOG�FRYHU�FRQÀGHQWLDOLW\�UHTXLUHPHQWV��UHFRUG�NHHSLQJ��
information technology and systems, and the application of informatics principles to 
practice. The postgraduate level would cover aspects of law, professional standards and 
how to anonymise data. Employers should provide continuous professional development of 
LQIRUPDWLRQ�JRYHUQDQFH�NQRZOHGJH�ZLWKLQ�HDFK�RUJDQLVDWLRQ��3URIHVVLRQDO�ERGLHV��WUDGH�
DVVRFLDWLRQV�DQG�VSHFLDOLVW�VRFLHWLHV�PXVW�DOVR�WDNH�JUHDWHU�RZQHUVKLS�RI�WKLV�DJHQGD��VR�
LQIRUPDWLRQ�JRYHUQDQFH�LV�QRW�VHHQ�DV�D�PDQDJHPHQW�WDVN�

Health and social care professionals and their professional bodies should be adapting their 
learning for modern situations. For example, one of the most important step changes in 
learning will be that associated with record access across all sectors of health and social 
care in the next 10 years. If possible, professional guidance should be consistent across all 
professions so that patients and the public have one standard of excellence. In addition, 
the use of multi-disciplinary and multi-agency training could help improve professionals’ 
understanding of information governance issues faced by their peers.

Recommendation 14

Regulatory, professional and educational bodies should ensure that:
�� information governance, and especially best practice on appropriate sharing, is a 

core competency of undergraduate training; and
�� LQIRUPDWLRQ�JRYHUQDQFH��DSSURSULDWH�VKDULQJ��VRXQG�UHFRUG�NHHSLQJ�DQG�WKH�

importance of data quality are part of continuous professional development and 
are assessed as part of any professional revalidation process.

����(GXFDWLRQ�DQG�WUDLQLQJ�IRU�QRQ�UHJLVWHUHG�VWDII
7KH�5HYLHZ�3DQHO�KDV�IRXQG�WKDW�LQ�PDQ\�FDVHV��VWDII�DUH�QRW�SURYLGHG�ZLWK�VXIÀFLHQW�
HGXFDWLRQ�DQG�VNLOOV�LQ�LQIRUPDWLRQ�JRYHUQDQFH�WR�HQDEOH�WKHP�WR�PDNH�LQIRUPHG�GHFLVLRQV�
DQG�MXGJHPHQWV�LQ�WKHLU�GD\�WR�GD\�ZRUN��7KH�5HYLHZ�3DQHO�FRQFOXGHV�LQIRUPDWLRQ�
governance needs to be embedded into organisational culture and not seen as a peripheral 
role carried out by specialist staff. To support this, information governance should be 
integrated into core education and training, and not seen as a stand-alone topic. A greater 
GHJUHH�RI�YDULHW\�LQ�WKH�GHOLYHU\�RI�HGXFDWLRQ�ZRXOG�EH�EHQHÀFLDO�DQG��DV�ZLWK�UHJXODWHG�
and registered professionals, education and training should be role based and 
contextualised with real-life examples relevant to staff roles.

,QIRUPDWLRQ�JRYHUQDQFH�WUDLQLQJ�VKRXOG�EH�IRFXVHG�RQ�LPSURYLQJ�NQRZOHGJH�DQG�
understanding and help instil the ethos that in some cases, especially for direct care, 
sharing information can be as important as protecting privacy.



91

9 Education and training

There should be a mandatory minimum standard of information governance training, but staff 
VKRXOG�QRW�EH�FRPSHOOHG�WR�WDNH�WKH�PDQGDWRU\�WUDLQLQJ�LI�WKH\�FDQ�GHPRQVWUDWH�WKH\�KDYH�
completed suitable alternative training and education at an equivalent or higher level.

All health and social care staff should be competent in sharing information in cases of 
concern around vulnerable adults. The Review Panel strongly supports the ICO’s ambitions 
to have information rights and the handling of personal data included within the national 
YRFDWLRQDO�TXDOLÀFDWLRQ�FXUULFXOXP�

The Review Panel concludes it is vital that senior managers understand the practical 
information governance challenges staff face. They should demonstrate continuous 
SURIHVVLRQDO�GHYHORSPHQW�LQ�LQIRUPDWLRQ�JRYHUQDQFH�LQ�DW�OHDVW���\HDU�F\FOHV��
Development of senior managers should have a high minimum standard, and senior 
managers should participate in education with regulated professionals, information 
governance specialists and Caldicott Guardians.

9.4 Information governance staff
(YHU\�LQGLYLGXDO�ZKR�ZRUNV�LQ�D�KHDOWK�DQG�VRFLDO�FDUH�RUJDQLVDWLRQ�VKRXOG�KDYH�DQ�
appropriate level of competence in the sharing of information. However, some staff are 
required to have a greater level of competence in order to help others, develop policy and 
SUDFWLFH�ZLWKLQ�WKH�RUJDQLVDWLRQ�DQG�PRVW�LPSRUWDQWO\�KHOS�UHVROYH�LVVXHV�DQG�PDQDJH�ULVNV�
RI�GDWD�VKDULQJ��%URDGO\�VSHDNLQJ�WKHUH�DUH�WKUHH�W\SHV�RI�VSHFLDOLVW�VWDII��&DOGLFRWW�
*XDUGLDQV��6HQLRU�,QIRUPDWLRQ�5LVN�2ZQHUV�DQG�,QIRUPDWLRQ�*RYHUQDQFH�/HDGV�

������&DOGLFRWW�*XDUGLDQV�DQG�6HQLRU�,QIRUPDWLRQ�5LVN�2ZQHUV
Caldicott Guardians were recommended by the 5HYLHZ�RI�WKH�8VHV�RI�3DWLHQW�,GHQWLÀDEOH�
,QIRUPDWLRQ�FKDLUHG�E\�'DPH�)LRQD�&DOGLFRWW�LQ�������7KH\�ZHUH�GHÀQHG�DV�

´$�VHQLRU�SHUVRQ��SUHIHUDEO\�D�KHDOWK�SURIHVVLRQDO��VKRXOG�EH�QRPLQDWHG�LQ�HDFK�
KHDOWK�RUJDQLVDWLRQ�WR�DFW�DV�D�JXDUGLDQ��UHVSRQVLEOH�IRU�VDIHJXDUGLQJ�WKH�
FRQÀGHQWLDOLW\�RI�SDWLHQW�LQIRUPDWLRQ�µ

The Review Panel heard that Caldicott Guardians held important roles, which when done 
well, provided much value to their organisations and to patients. However the picture was 
mixed and the variation was most often related to the competencies and time available to 
WKH�LQGLYLGXDOV�XQGHUWDNLQJ�WKHVH�UROHV��7KH�SLFWXUH�ZDV�IXUWKHU�FRPSOLFDWHG�E\�WKH�IDFW�
that the Caldicott Guardians were dealing with increasingly complex challenges, in which 
there was no obvious correct answer. Finding a solution to these problems requires 
MXGJHPHQW��RIWHQ�EDVHG�RQ�GLVFXVVLRQ�DQG�UHÁHFWLRQ��6LPLODUO\��WKHUH�ZDV�FRQFHUQ�DERXW�
WKH�HGXFDWLRQ�DQG�XQGHUVWDQGLQJ�RI�6HQLRU�,QIRUPDWLRQ�5LVN�2ZQHUV�DERXW�WKHLU�UROHV�

The Review Panel concludes that in addition to the standard training and education, 
Caldicott Guardians should demonstrate continuous professional development in 
information governance on an annual basis. Furthermore, they should be encouraged not 
RQO\�WR�ZRUN�ZLWK�WKHLU�LQIRUPDWLRQ�JRYHUQDQFH�OHDGV�EXW�DOVR�ZLWK�&DOGLFRWW�*XDUGLDQV�DQG�
6HQLRU�,QIRUPDWLRQ�5LVN�2ZQHUV�LQ�RWKHU�RUJDQLVDWLRQV��IRU�H[DPSOH�WR�KHOS�PDQDJH�
FRQÁLFWV�RI�LQWHUHVW�
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9.4.2 Leadership on information governance within organisations
The Review Panel heard that information governance is often the responsibility of one 
person within organisations, and specialist information governance staff often felt isolated 
from other functions. The role of the information governance lead is often perceived to be 
WR�NHHS�WKH�RUJDQLVDWLRQ�RXW�RI�WURXEOH�E\�SUHYHQWLQJ�DQ\�EUHDFKHV�UDWKHU�WKDQ�EHLQJ�D�
VRXUFH�RI�NQRZOHGJH�DQG�JXLGDQFH�IRU�VWDII��7KLV�FDQ�VRPHWLPHV�EH�WR�WKH�H[WHQW�RI�FOLQLFDO�
GHFLVLRQV�EHLQJ�RYHUUXOHG�RQ�¶LQIRUPDWLRQ�JRYHUQDQFH�JURXQGV·�

7KH�5HYLHZ�3DQHO�IRXQG�LQIRUPDWLRQ�JRYHUQDQFH�VWDII�WHQGHG�WR�KDYH�EDFNJURXQGV�DV�
health and social care professionals, information specialists or management or legal 
services staff. However, there is little consistency in the competence and experience of 
information governance staff across the health and social care system. In many cases, the 
UROH�LV�ÀOOHG�E\�LQH[SHULHQFHG�RU�UHODWLYHO\�MXQLRU�VWDII��,Q�RWKHUV�LW�LV�RQH�UROH�DPRQJ�PDQ\�
WKDW�DQ�LQGLYLGXDO�PXVW�SHUIRUP�RU�LV�ÀOOHG�E\�VWDII�ZKR�GR�QRW�DSSUHFLDWH�RU�XQGHUVWDQG�
WKH�FOLQLFDO�FRQWH[W��:KHUH�VSHFLÀF�FRPSHWHQFLHV�H[LVW��WKH\�XVXDOO\�IRFXV�RQ�WKH�'DWD�
Protection Act with few people understanding the professional regulatory or legal 
IUDPHZRUN�RU�RWKHU�OHJLVODWLRQ�VXFK�DV�WKH�FRPPRQ�ODZ�GXW\�RI�FRQÀGHQWLDOLW\�DQG�
Human Rights Act.

7KH�ERDUGV�RU�HTXLYDOHQW�ERGLHV�LQ�KHDOWK�DQG�VRFLDO�FDUH�RUJDQLVDWLRQV�VKRXOG�HQVXUH�
that information governance staff understand the need to support the safe sharing of 
SHUVRQDO�FRQÀGHQWLDO�GDWD�IRU�GLUHFW�FDUH�DV�ZHOO�DV�WKH�QHHG�WR�SURWHFW�LQGLYLGXDO·V�
FRQÀGHQWLDOLW\��+HDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDOV�DQG�VWDII�DOVR�KDYH�D�UHVSRQVLELOLW\�
WR�NQRZ�WKH�LQIRUPDWLRQ�JRYHUQDQFH�SROLFLHV�RI�WKH�RUJDQLVDWLRQV�WKH\�DUH�HPSOR\HG�
E\��DQG�VKRXOG�EH�SUHSDUHG�WR�FKDOOHQJH�SROLFLHV�DQG�JXLGDQFH�WKDW�LQKLELW�WKH�
DSSURSULDWH�VKDULQJ�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�IRU�VDIH�DQG�HIIHFWLYH�GLUHFW�FDUH�

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�LQIRUPDWLRQ�JRYHUQDQFH�VSHFLDOLVWV�VKRXOG�ZRUN�
WRJHWKHU�DFURVV�RUJDQLVDWLRQDO�ERXQGDULHV�WR�HQKDQFH�WKH�FRPPXQLW\�RI�SUDFWLFH�WR�
LPSURYH�NQRZOHGJH�DQG�EHVW�SUDFWLFH��VROYH�SUDFWLFDO�FKDOOHQJHV��GHYHORS�WUXVW�LQ�WKH�
information governance function and remove isolation. This report does not exclude 
WKH�SRVVLELOLW\�RI�VPDOO�RUJDQLVDWLRQV�VKDULQJ�&DOGLFRWW�*XDUGLDQV�RU�LQIRUPDWLRQ�
governance staff to develop expertise and ensure consistency.

Recommendation 15

The Department of Health should recommend that all organisations within the health 
DQG�VRFLDO�FDUH�V\VWHP�ZKLFK�SURFHVV�SHUVRQDO�FRQÀGHQWLDO�GDWD��LQFOXGLQJ�EXW�QRW�
limited to local authorities and social care providers as well as telephony and other 
virtual service providers, appoint a Caldicott Guardian and any information 
governance leaders required, and assure themselves of their continuous 
professional development.
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10 Children and families
10.1 Context
Children are no less entitled than adults to protection from unauthorised disclosure of 
SHUVRQDO�FRQÀGHQWLDO�GDWD��)RU�D�FKLOG��WR�EH�ODXJKHG�DW�LQ�WKH�FODVVURRP�RYHU�D�VHQVLWLYH�
PHGLFDO�FRQGLWLRQ�RU�IDPLO\�FLUFXPVWDQFH�WKDW�LV�NQRZQ�WR�VRFLDO�ZRUNHUV�ZRXOG�EH�MXVW�DV�
embarrassing as for an adult who is confronted with a similar disclosure – possibly even 
more so. Guidelines on good professional practice recognise the importance of 
FRQÀGHQWLDOLW\��)RU�H[DPSOH�WKH�*HQHUDO�0HGLFDO�&RXQFLO�DGYLVHV��´:LWKRXW�WKH�WUXVW�WKDW�
FRQÀGHQWLDOLW\�EULQJV��FKLOGUHQ�DQG�\RXQJ�SHRSOH�PLJKW�QRW�VHHN�PHGLFDO�FDUH�DQG�DGYLFH��
or they might not tell you all the facts needed to provide good care.89”

+RZHYHU��SURIHVVLRQDOV�LQ�KHDOWK�DQG�VRFLDO�FDUH�NQRZ�WKDW�LW�LV�QRW�RQO\�WKH�FRQÀGHQWLDOLW\�
of children and young people that needs to be protected, but also their safety. The 
VDIHJXDUGLQJ�RI�FKLOGUHQ�LV�D�ZHOO�HVWDEOLVKHG�V\VWHP�ZKLFK�ZRUNV�ZHOO�ZKHQ�
followed properly.

The mechanisms for sharing have changed from time to time, often in response to child 
DEXVH�WUDJHGLHV�LQFOXGLQJ�WKH�GHDWKV�RI�9LFWRULD�&OLPELp�DQG�3HWHU�&RQQHOO\��%DE\�3���
During the period of this review, the Government announced a further change, involving 
SODQV�WR�OLQN�1+6�UHFRUGV�RI�FKLOGUHQ�DWWHQGLQJ�$FFLGHQW�DQG�(PHUJHQF\�ZLWK�UHJLVWHUV�KHOG�
by local authority children’s services departments, in an attempt to identify cases 
of abuse90.

Arrangements for sharing require constant vigilance by the relevant professionals, but the 
V\VWHP�JHQHUDOO\�ZRUNV�SURYLGHG�WKH�JXLGDQFH�WR�SHRSOH�ZRUNLQJ�ZLWK�FKLOGUHQ�DQG�\RXQJ�
SHRSOH�LV�FOHDU�DQG�ZHOO�XQGHUVWRRG��7KHUH�LV�QR�NQRZOHGJH�RI�VKDULQJ�LQIRUPDWLRQ�LQ�WKLV�
context causing harm and the Review Panel has found no reason to disturb the fundamental 
principles of this approach.

It has become clear, however, that professionals dealing with children and families 
encounter particular issues of information governance that are not covered elsewhere in 
this report:
�� &KLOGUHQ�EHFRPH�FRPSHWHQW�DQG�DEOH�WR�PDNH�WKHLU�RZQ�GHFLVLRQV�DW�GLIIHUHQW�DJHV��

This raises questions about when they should have the right to access their personal 
electronic records and when parents’ access should be curtailed.

�� 7KHUH�LV�DPELJXLW\�DURXQG�GHÀQLWLRQV��)RU�H[DPSOH��ZKDW�LV�WKH�GHÀQLWLRQ�RI�D�¶IDPLO\·�
DQG�GRHV�LW�LQFOXGH�FORVHO\�NQLW�JURXSV�RI�SHRSOH�ZKR�DUH�QRW�LQ�D�WUDGLWLRQDO�IDPLOLDO�
relationship? This becomes important when deciding how to share family records. Doing 
VR�PD\�UHTXLUH�GLIÀFXOW�MXGJHPHQWV�DERXW�KRZ�WR�GLVFORVH�LQIRUPDWLRQ�WR�LQGLYLGXDO�
PHPEHUV�RI�WKH�IDPLO\�ZLWKRXW�FRPSURPLVLQJ�WKH�FRQÀGHQWLDOLW\�RI�RWKHUV�

�� The Health and Social Care Information Centre does not have the statutory right to 
FROOHFW�FKLOGUHQ·V�VRFLDO�FDUH�FRQÀGHQWLDO�GDWD�

89� KWWS���ZZZ�JPF�XN�RUJ�JXLGDQFH�HWKLFDOBJXLGDQFH�FKLOGUHQBJXLGDQFHB��B��BSULQFLSOHVBRIBFRQÀGHQWLDOLW\�DVS
90� '+�SUHVV�UHOHDVH�����������KWWS���ZZZ�GK�JRY�XN�KHDOWK���������DEXVH�DOHUW�V\VWHP�
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�� 7KH�FDUH�WHDP�ORRNLQJ�DIWHU�WKH�LQWHUHVWV�RI�D�FKLOG�RU�D�IDPLO\�RIWHQ�LQFOXGHV�DJHQFLHV�
from outside the normal boundaries of health and social care, from both public and 
LQGHSHQGHQW�VHFWRUV��:RUNLQJ�LQ�VXFK�WHDPV�PD\�UHTXLUH�KHDOWK�DQG�VRFLDO�FDUH�
professionals to share information with people who are not on a professional register 
and may not follow the same information governance rules and procedures.

�� Children comprise the only aspect of health and social care policy with two lead 
government departments — the Department of Health for children’s health and 
Department for Education for children’s social care. The terms of reference for this 
review cover children, but our report is to the Secretary of State for Health.

�� &URVV�JRYHUQPHQW�SROLF\�LV�LQFUHDVLQJO\�IRFXVLQJ�RQ�HDUO\�LQWHUYHQWLRQ�WR�LPSURYH�¶SXEOLF�
ZHOIDUH·��7KHVH�LQLWLDWLYHV�XVH�GDWD�WR�LGHQWLI\�¶DW�ULVN·�LQGLYLGXDOV�DQG�JURXSV�LQ�RUGHU�
to offer support e.g. to help troubled families or to combat domestic violence, 
WUDIÀFNLQJ�DQG�JURRPLQJ�

10.2 Parents, children and young people: access to electronic 
records
In general, parents or people with parental responsibility should have access to their 
child’s health and social care records. However, children should also be involved in 
decisions about their care, subject to their capacity to understand and have a view.

$V�FKLOGUHQ�GHYHORS�DQG�JDLQ�WKH�DELOLW\�WR�PDNH�WKHLU�RZQ�GHFLVLRQV��WKHUH�FRPHV�D�WLPH�
when parents should not automatically be able to access the child’s record. The point at 
ZKLFK�WKLV�WUDQVLWLRQ�RFFXUV�LV�GLIIHUHQW�IRU�HYHU\�FKLOG��DQG�LV�LQÁXHQFHG�E\�FLUFXPVWDQFH��
WKH�SDUHQWV�DQG�WKH�FKLOG��+HDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDOV�DUH�DFFXVWRPHG�WR�PDNLQJ�D�
MXGJHPHQW�DERXW�ZKHQ�WKLV�WUDQVLWLRQ�VKRXOG�WDNH�SODFH��7KHVH�SURIHVVLRQDO�MXGJHPHQWV�
FDQ�EH�IXUWKHU�FRPSOLFDWHG�LQ�GLIÀFXOW�FLUFXPVWDQFHV��IRU�H[DPSOH�LI�WKH�FKLOG�LV�OLYLQJ�LQ�
an abusive environment. It is not the intention of this review to reduce the discretion 
DYDLODEOH�WR�SURIHVVLRQDOV�WR�PDNH�WKHVH�VXEMHFWLYH�GHFLVLRQV�RQ�D�FDVH�E\�FDVH�EDVLV�

However, we have to consider the implications for children and parents of our 
recommendation in chapter 2 that people should have access to all the personal electronic 
UHFRUGV�DERXW�WKHP��DFURVV�WKH�ZKROH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP��:KHQ�VKRXOG�WKH�
parent’s automatic right of electronic access to the child’s record be turned off and at 
what stage of maturity should the child’s automatic access be turned on?

7KH�5R\DO�&ROOHJH�RI�*HQHUDO�3UDFWLWLRQHUV�H[SORUHG�WKLV�GLIÀFXOW�SUREOHP�DV�SDUW�RI�LWV�
recommendations on patient online access. Although clearly each individual case will 
require professional judgement, the college’s standard assumption was that, initially, both 
WKH�FKLOG�DQG�WKH�SDUHQW�V��VKRXOG�KDYH�IXOO�RQOLQH�DFFHVV��¶)XOO·�DFFHVV�VKRXOG�
automatically be switched off when the child reaches the age of 12, although transactional 
RQOLQH�VHUYLFHV��VXFK�DV�PDNLQJ�DSSRLQWPHQWV�ZLWK�D�SURIHVVLRQDO��ZRXOG�VWLOO�EH�SRVVLEOH��
¶)XOO·�SDWLHQW�RQOLQH�DFFHVV�ZRXOG�EH�UHLQVWDWHG�WR�WKH�FKLOG�ZKHQ�WKH\�UHDFK����\HDUV�ROG�
if they have capacity, or earlier if the health or social care professional judges, after 
discussions with the child, that they are competent.
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10.3 Family records
Following the Munro Review91�WKHUH�KDV�EHHQ�D�WUHQG�LQ�FKLOGUHQ·V�VRFLDO�FDUH�WR�PRYH�EDFN�
WR�PDLQWDLQLQJ�¶IDPLO\�UHFRUGV·��7KLV�LV�QRW�LQVWHDG�RI�LQGLYLGXDO�FDVH�UHFRUGV��EXW�UDWKHU�
using technology more effectively to maintain both individual and family views of the data.

The challenge in such systems is two-fold:
�� To be able to present a meaningful record to each individual family member without 

FRPSURPLVLQJ�WKH�SULYDF\�FRQÀGHQWLDOLW\�RI�RWKHU�IDPLO\�PHPEHUV��EXW�UHFRJQLVLQJ�
ZKDW�WKH\�GR�RU�DUH�OLNHO\�WR�NQRZ�DERXW�HDFK�RWKHU��

�� The ability to deal differentially with information provided by third parties which may 
be shared with some agencies and not others; or some family members and not others.

,Q�WKLV�FRQWH[W�LW�LV�OLNHO\�WKDW��DV�D�PLQLPXP��WKH�FKLOG�RU�\RXQJ�SHUVRQ·V�UHFRUG�ZRXOG�
KROG�D�IDPLO\�¶WUHH·�H[WHQGLQJ�EH\RQG�WKH�KRXVHKROG��EXW�LQFOXGLQJ�DQ\�QRQ�UHODWLYHV�
VKDULQJ�RU�VLJQLÀFDQWO\�LQÁXHQFLQJ�WKH�KRXVHKROG�

The increasing creation and use of family records is a contentious issue, the ICO 
Anonymisation code of practice states92:

´,QIRUPDWLRQ�DERXW�D�ODUJH�IDPLO\�JURXS�PLJKW�QRW�EH�SHUVRQDO��EXW�LWV�GLVFORVXUH�
PD\�ZHOO�EUHDFK�WKH�SULYDF\�ULJKWV�RI�WKH�IDPLO\�

,W�LV�DGYLVDEOH�WR�VHHN�VSHFLDOLVW�DGYLFH�LI�\RX�EHOLHYH�D�GLVFORVXUH�KDV�QRYHO�RU�
SRWHQWLDOO\�FRQWHQWLRXV�$UWLFOH���LPSOLFDWLRQV�µ

Recommendation 16

Given the number of social welfare initiatives involving the creation or use of family 
records, the Review Panel recommends that such initiatives should be examined in 
detail from the perspective of Article 8 of the Human Rights Act. The Law 
Commission should consider including this in its forthcoming review of the data 
sharing between public bodies.

10.4 Consent relating to children and families
Health and social care professionals may be confronted with extremely complex scenarios 
involving the care of children and families, and the obtaining of consent, which require 
professionals to exercise judgement of the highest order. Examples are given below:
�� <RXQJ�FDUHUV��WKHVH�FDQ�EH�FKLOGUHQ�DV�\RXQJ�DV�ÀYH�RU�VL[��7KLV�UDLVHV�FDSDFLW\�DQG�

sharing challenges.
�� 7KHUH�DUH�FLUFXPVWDQFHV�ZKHUH�WZR�RU�PRUH�SHRSOH�ZKR�KDYH�VSHFLÀF�QHHGV��DUH�FDULQJ�

for each other. Examples are married couples or an ageing parent and an adult child 
ZLWK�QHHGV��,W�PD\�ZHOO�EH�WKDW�RQH�KDOI�RI�WKH�¶SDUWQHUVKLS·�PD\�FKRRVH�WR�VKDUH�

91� 7KH�0XQUR�5HYLHZ�RI�&KLOG�3URWHFWLRQ��)LQDO�5HSRUW�³�$�FKLOG�FHQWUHG�V\VWHP��'I(��������KWWSV���ZZZ�HGXFDWLRQ�JRY�XN�SXEOLFDWLRQV�
VWDQGDUG�SXEOLFDWLRQ'HWDLO�3DJH��&0�������

92� $QRQ\PLVDWLRQ��PDQDJLQJ�GDWD�SURWHFWLRQ�ULVN�FRGH�RI�SUDFWLFH��,&2�������SDJH����
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everything while the other may choose to be exceptionally selective. This creates many 
challenges for people involved in their care.

�� 2Q�EHFRPLQJ�DQ�DGXOW��FKLOGUHQ�ZKR�ODFN�FDSDFLW\�SUHVHQW�D�SDUWLFXODU�LVVXH�DV�WKHLU�
parents lose the right of intervention unless they have attained a power of attorney, or 
are appointed as deputies of the Court of Protection.

�� (YLGHQFH�IURP�WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�LV�FOHDU�WKDW�LI�FRQVHQW�LV�VRXJKW�LW�
should not normally be over-ridden. However for young people and those with parental 
UHVSRQVLELOLW\��WKHUH�LV�VLJQLÀFDQW�VFRSH�IRU�RSSRVLQJ�YLHZV�RQ�FRQVHQW�WR�EH�SUHVHQWHG�

)RU�LQGLYLGXDO�FDVH�ZRUN�RU�GLUHFW�FDUH�RI�FKLOGUHQ�RU�\RXQJ�SHRSOH��WKH�JHQHUDO�SULQFLSOHV�
relating to consent are no different to caring for adults. The differences are related to the 
overall process. In all cases where consent to share is the appropriate route the process 
should be as follows:
�� &KHFN�WKH�FDSDFLW\�RI�WKH�FKLOG�RU�\RXQJ�SHUVRQ�WR�PDNH�WKH�GHFLVLRQ�
�� ,I�WKH�FKLOG�\RXQJ�SHUVRQ�KDV�FDSDFLW\��VHHN�WKHLU�FRQVHQW�LQFOXGLQJ�FRQVHQW�WR�VKDUH�

with those with parental responsibilities and act on the decision.
�� ,I�WKH�FKLOG�\RXQJ�SHUVRQ�GRHV�QRW�KDYH�FDSDFLW\��LW�PD\�VWLOO�EH�DSSURSULDWH�WR�VHHN�

WKHLU�YLHZV�DQG�LI�QR�FRQFHUQV�VHHN�FRQVHQW�RI�WKRVH�ZLWK�SDUHQWDO�UHVSRQVLELOLW\�
�� If there are concerns, professional judgement needs to be carefully exercised in 

accordance with appropriate ethical and process guidance.

�����&URVV�DJHQF\�VKDULQJ
In order to provide effective care for children, information often needs to be shared 
EH\RQG�WKH�QRUPDO�ERXQGDULHV�RI�KHDOWK�DQG�VRFLDO�FDUH��LQ�SDUWLFXODU�WDNLQJ�LQ�
organisations such as schools.

The Review Panel found there is some good practice around information sharing between 
health and social care services and organisations such as schools, particularly where there 
is a lead professional co-ordinating the care of an individual child. However, there is a 
great deal of variation in the processes and standards used for sharing information. For 
example, the Review Panel heard that poor information sharing was almost always often a 
NH\�FKDUDFWHULVWLF�ZKHQ�FKLOGUHQ·V�VRFLDO�FDUH�V\VWHPV�ZHUH�IRXQG�WR�EH�XQVDIH�

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW�WKHUH�ZRXOG�EH�FOHDU�EHQHÀWV�LI�D�VLQJOH��FRPPRQ�
approach to sharing information for children and young people could be adopted, that 
aligns with the standards set out in this report.

However, there is an added complexity in that children comprise the only aspect of health 
and social care policy with two lead government departments — the Department of Health 
for children’s health and Department for Education for children’s social care, and a number 
of external regulators, including Ofsted and the Care Quality Commission.

The Review Panel concludes that the Department of Health and the Department for 
Education should jointly investigate ways to improve the safe sharing of information 
EHWZHHQ�KHDOWK�DQG�VRFLDO�FDUH�VHUYLFHV�DQG�VFKRROV�DQG�RWKHU�VHUYLFHV�UHOHYDQW�WR�
Children and young people through the adoption of common standards and procedures 
for sharing information.
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Local authorities and their staff face further challenges in information sharing, even when 
a legal basis exists and well-established sharing agreements are in place under section 75 
of the NHS Act 200693.

'DWD�VKDULQJ�DUUDQJHPHQWV�FDQ�EH�H[WUHPHO\�FRPSOH[�DQG�VXEMHFW�WR�VLJQLÀFDQW�UHJXODWLRQ��
7KHUH�FDQ�EH�GLIÀFXOWLHV�ZKHQ�FOLHQWV�PDNH�WKH�WUDQVLWLRQ�IURP�FKLOGUHQ�WR�DGXOW�VRFLDO�
care, where different information technology systems impede the sharing of information. 
)XUWKHU�FRPSOH[LW\�LV�DGGHG�WKURXJK�WKH�ODFN�RI�FRPPRQ�LQWHUQDO�VKDULQJ�UHTXLUHPHQWV�
DFURVV�GLIIHUHQW�FKLOGUHQ�DQG�IDPLO\�VHUYLFHV��\RXWK�RIIHQGLQJ�WHDPV��KRXVLQJ�DQG�EHQHÀWV�
services. The development of academies and free schools adds another dimension to 
consider, as they are not subject to local authority direction and do not have to employ 
registered and regulated staff as teachers.

In practice there are two types of cross-agency sharing:
�� exchanges of information among teams from different disciplines, both inside and 

RXWVLGH�ORFDO�DXWKRULWLHV��WR�SURGXFH�D�ZLGHU�¶ZHOIDUH·�FDUH�SODQ��DQG
�� OLQNDJH�RI�LQIRUPDWLRQ�KHOG�E\�WHDPV�IURP�GLIIHUHQW�GLVFLSOLQHV��ERWK�LQVLGH�DQG�RXWVLGH�

ORFDO�DXWKRULWLHV��DV�SDUW�RI�D�SURFHVV�RI�LGHQWLÀFDWLRQ�RI�FKLOGUHQ�RU�¶IDPLOLHV·�IRU�HDUO\�
help or intervention.

7KHVH�DUH�FRQVLGHUHG�EULHÁ\�LQ�WKH�SDUDJUDSKV�WKDW�IROORZ�

10.6 Managing and protecting children’s identities
At the time of this review there was a transition in progress in circumstances where 
FKLOGUHQ�DUH�DGRSWHG��7KLV�ZRXOG�VHH�FKLOGUHQ�NHHSLQJ�WKH�VDPH�1+6�QXPEHU�ZKHQ�WKH\�
are adopted with the exception being in circumstances of safeguarding, when a child’s 
identity needs to be protected. In these cases a new NHS number may sometimes 
be allocated.

The Review Panel concluded that changing of a child’s NHS number should be avoided 
wherever possible. Should the NHS number be utilised more widely in children’s social care 
services, the current NHS rules and guidelines will need to be reviewed by the Department 
of Health and Department for Education.

In addition, in cases where the location and/or the identity of a child needs to be 
SURWHFWHG��IRU�H[DPSOH�IURP�IDPLO\�PHPEHUV�LQ�FDVHV�RI�DEXVH��¶VKLHOGLQJ�UHTXLUHPHQWV·�
are placed on the child’s records.

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�ZKHUH�¶VKLHOGLQJ�UHTXLUHPHQWV·�H[LVW��WKH\�PXVW�EH�
shared appropriately as a priority with health and social care professionals whenever 
relevant information about the child is shared.

93� KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNSJD���������VHFWLRQ���
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10.7 Welfare care plans
The Review Panel has found that care plans for children and young people often extend 
beyond the immediate scope of health and social care to include broader welfare 
interventions. For the purposes of this report, we refer to these extended plans as 
¶ZHOIDUH�FDUH�SODQV·�

:HOIDUH�FDUH�SODQV�ZLOO�W\SLFDOO\�EH�JHQHUDWHG�IURP�FDVH�FRQIHUHQFHV�LQYROYLQJ�D�UDQJH�RI�
professions and agencies, who will, of necessity, and in accordance with best professional 
practice and the law, share a range of information pertinent to the planning of care for the 
child. This may result in a plan involving a wider range of professions and individuals to 
GHOLYHU�WKH�SODQ��7KLV�FRXOG�LQFOXGH�WHDFKHUV��WHDFKLQJ�DVVLVWDQWV��SOD\�ZRUNHUV��\RXWK�
ZRUNHUV��HWF�

They are not part of the health and social care registered and regulated professions, nor 
directly under their supervision. But they are critical to successful interventions. In such 
FDVHV�WKHUH�LV�D�GXW\�RQ�WKH�UHOHYDQW�KHDOWK�RU�VRFLDO�FDUH�SURIHVVLRQDO�WDNLQJ�WKH�OHDG�LQ�
WKH�FDVH�WR�HQVXUH�WKDW�WKRVH�GHOLYHULQJ�WKH�¶ZHOIDUH�FDUH�SODQ·�DUH�DSSURSULDWHO\�LQIRUPHG�
about the individual.

10.8 Identifying cases for early help or intervention
*RYHUQPHQW�SROLF\�LV�LQFUHDVLQJO\�VHHNLQJ�WR�XVH�LQIRUPDWLRQ�WR�LGHQWLI\�LQGLYLGXDOV�RU�
JURXSV�RI�SHRSOH��VXFK�DV�IDPLOLHV��ZKR�PD\�EHQHÀW�IURP�VSHFLÀF�KHOS�RU�HDUO\�
intervention. Generally, the aim of these interventions is to address problems these 
individuals and groups may be facing before they can escalate, potentially causing harm to 
themselves, their communities, or wider society. Identifying these people often requires 
H[WHQVLYH�VKDULQJ��OLQNDJH�DQG�DQDO\VLV�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�

7KH�5HYLHZ�3DQHO�KHDUG�D�YDULHW\�RI�FRQFHUQV�DERXW�ZKHWKHU�WKLV�LGHQWLÀFDWLRQ�ZRUN�
DOZD\V�FRPSOLHV�ZLWK�GDWD�SURWHFWLRQ��KXPDQ�ULJKWV�DQG�FRQÀGHQWLDOLW\�ODZ��2Q�WKH�RWKHU�
hand, it also heard criticism of healthcare professionals for citing information governance 
UXOHV�DQG�SURFHGXUHV�DV�UHDVRQV�IRU�UHIXVLQJ�WR�HQJDJH�LQ�WKLV�ZRUN�

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�VLJQLÀFDQW�OHVVRQV�UHJDUGLQJ�GDWD�VKDULQJ�FRXOG�EH�
OHDUQHG�IURP�SXEOLF�KHDOWK�DQG�UHVHDUFK�FRPPXQLWLHV��$GGLWLRQDOO\�WKHUH�DUH�VLJQLÀFDQW�
opportunities arising from the transfer of public health to local authorities to enable 
VZLIWHU�SURJUHVV�RQ�VXFK�ZHOIDUH�SURJUDPPHV��:H�GR�QRW�VXJJHVW�WKDW�VRFLDO�SUREOHPV�
affecting troubled families or other groups in society are similar to the diseases that 
interest directors of public health and research scientists. However the approach to 
information governance adopted in public health and research may be helpful.

�����3DUDOOHOV�ZLWK�SXEOLF�KHDOWK�DQG�UHVHDUFK
7KH�GHÀQLWLRQV�RI�¶SUHYHQWLRQ·�DGRSWHG�LQ�WKH�LQÁXHQWLDO�VWXG\�RI�SXEOLF�KHDOWK�E\�WKH�
Commission on Chronic Illness94 could be adapted to include social welfare interventions 
>FKDQJHV�LQ�LWDOLFV@�

94� KWWS���MDPD�MDPDQHWZRUN�FRP�DUWLFOH�DVS["DUWLFOHLG ������
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�� 3ULPDU\�3UHYHQWLRQ��ZKLFK�VHHNV�WR�GHFUHDVH�WKH�QXPEHU�RI�QHZ�FDVHV�RI�D�GLVRUGHU�RU�
illness RU�DGYHUVH�VRFLDO�ZHOIDUH�HYHQWV�VXFK�DV�FULPHV��H[SORLWDWLRQ��LQFLGHQFH�RI�
GRPHVWLF�YLROHQFH�HWF�

�� 6HFRQGDU\�3UHYHQWLRQ��ZKLFK�VHHNV�WR�ORZHU�WKH�UDWH�RI�HVWDEOLVKHG�FDVHV�RI�D�GLVRUGHU�
or illness RU�DGYHUVH�VRFLDO�ZHOIDUH�HYHQWV�LQ�WKH�SRSXODWLRQ��SUHYDOHQFH��

�� 7HUWLDU\�3UHYHQWLRQ��ZKLFK�VHHNV�WR�GHFUHDVH�WKH�DPRXQW�RI�GLVDELOLW\�DQG�IDLOXUHV�RI�
SDUWLFLSDWLRQ associated with an existing disorder or�DGYHUVH�VRFLDO�ZHOIDUH�VLWXDWLRQ.

7KH�EHQHÀW�RI�YLHZLQJ�VRFLDO�ZHOIDUH�LQWHUYHQWLRQV�LQ�WKLV�ZD\�LV�WKDW�WKH�SXEOLF�KHDOWK�DQG�
research communities have developed sophisticated methods for assessing interventions 
and managing information governance. Adapting these approaches to social welfare would 
allow the development of rigorous, evidence-based social interventions.

The Review Panel concludes that these three levels of prevention are relevant to the 
broader social care and public welfare arenas. At the primary prevention level, there are 
LQLWLDWLYHV�VHHNLQJ�WR�LGHQWLI\�LQGLYLGXDOV�RU�¶IDPLOLHV·�WKDW�DUH�GLVSOD\LQJ��RU�DUH�KLJKO\�
OLNHO\�WR�GLVSOD\�LQ�WKH�DEVHQFH�RI�LQWHUYHQWLRQ��EHKDYLRXUV�WKDW�KDYH�QHJDWLYH�LPSOLFDWLRQV�
for themselves and for society at large. The secondary prevention level is where individuals 
or families have come to the attention of the relevant authorities and their needs are 
being assessed. This may be through referral, including self-referral, or through an early 
LGHQWLÀFDWLRQ�V\VWHP��7HUWLDU\�SUHYHQWLRQ�LV�ZKHUH�WKH�LQGLYLGXDO�RU�JURXS�LV�LQ�UHFHLSW�RI�
services or interventions in response to their needs. This may extend well beyond health 
and social care, for example reducing the number of people entering the criminal 
justice system.

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�DSSO\LQJ�WKH�OHVVRQV�IURP�UHVHDUFK�DQG�SXEOLF�KHDOWK�
to this rapidly changing area of social welfare interventions could overcome many of 
WKH�SHUFHLYHG�LQIRUPDWLRQ�JRYHUQDQFH�EDUULHUV��

Professional standards and good practice

The Review Panel concludes that from an information governance perspective there 
is a need to ensure that the process of identifying individuals or groups of people for 
HDUO\�LQWHUYHQWLRQ�RU�KHOS��DV�ZHOO�DV�WKH�LQWHUYHQWLRQV�WKHPVHOYHV��DUH�SURSHUO\�
underpinned by meeting all the following criteria:
��7KHUH�LV�D�EDVLV�LQ�ODZ�IRU�SURFHVVLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�
��7KHUH�DUH�DSSURSULDWH�DSSURDFKHV�WR�OLQNLQJ�GDWD��VHH�VHFWLRQV����������������
DQG�������

��7KHUH�DUH�DSSURSULDWH�FRQWUDFWXDO�DUUDQJHPHQWV�LQ�SODFH�WR�SURFHVV�GH�LGHQWLÀHG�
GDWD�IRU�OLPLWHG�GLVFORVXUH�RU�OLPLWHG�DFFHVV��VHH�VHFWLRQV����������DQG�������DQG�
DSSHQGL[����

��If help is to be offered, a clear legitimate relationship should exist between 
WKH�LQGLYLGXDO�RU�IDPLO\�LGHQWLÀHG�DQG�WKH�SHUVRQ�PDNLQJ�FRQWDFW�ZLWK�WKHP�
�VHH�VHFWLRQ������
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10.10 Information sharing guidance
A range of Information sharing guidance has been produced in the past decade or more. 
Some of the guidance deals with broad information sharing needs in a variety of settings, 
IRU�H[DPSOH��WKH�PDWHULDO�SURGXFHG�E\�WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH��2WKHU�
JXLGDQFH�KDV�EHHQ�SURGXFHG�UHODWLQJ�WR�VSHFLÀF�SXUSRVHV�DQG�VHWWLQJV�VXFK�DV�PHQWDO�
health, missing persons and domestic violence. The cross-government guidance available 
on the Department for Education website has been particularly commended to the review 
as a good basis for developing updated guidance and advice. Guidance is also available 
from the Department of Health website95. 

95� KWWS���ZZZ�HGXFDWLRQ�JRY�XN�FKLOGUHQDQG\RXQJSHRSOH�VWUDWHJ\�LQWHJUDWHGZRUNLQJ�D��������LQIRUPDWLRQ�VKDULQJ
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11.1 The virtual consultation
,QFUHDVLQJ�QXPEHUV�RI�SDWLHQWV�DUH�EHQHÀWLQJ�IURP�QHZ�WHFKQRORJLHV�WKDW�SHUPLW�¶YLUWXDO�
FRQVXOWDWLRQV·�ZLWK�D�FOLQLFLDQ��XVLQJ�WKH�WHOHSKRQH��HPDLOV�RU�YLGHR�OLQNV�UDWKHU�WKDQ�
UHO\LQJ�RQ�D�IDFH�WR�IDFH�FRQWDFW�EHWZHHQ�D�FOLQLFLDQ�DQG�WKH�SDWLHQW��7KHVH�¶DW�D�GLVWDQFH·�
services have the potential to greatly increase patients’ ability to manage their own care, 
especially for individuals with specialised or long term conditions.

Data gathered from these virtual consultations can be used to update an existing patient 
record and in some instances the data from the virtual consultation becomes a patient 
record in its own right96. The Review Panel found there is no standard among providers of 
virtual consultation services as to how long data gathered from consultations should be 
NHSW��DQG�LQ�SUDFWLFH�WKH�GHFLVLRQ�LV�OHIW�WR�LQGLYLGXDO�RUJDQLVDWLRQDO�FKRLFH�

The Review Panel concluded that, while many providers have policies for giving patients 
a copy of communications between professionals about the outcome of a consultation, 
WKHUH�LV�VRPHWLPHV�D�ODFN�RI�FODULW\�DV�WR�KRZ�SDWLHQWV�FDQ�DFFHVV�WKHLU�DFWXDO�UHFRUG�

The Review Panel concluded that providers of direct care services using virtual 
consultations should offer patients access to their record and a copy of all ongoing 
communications from that record.

The Review Panel also concluded that any provider offering virtual consultation 
VHUYLFHV�VKRXOG�EH�DEOH�WR�VKDUH��ZKHQ�DSSURSULDWH��UHOHYDQW�GLJLWDO�LQIRUPDWLRQ�IURP�
the patient, with registered and regulated health or social care professionals 
UHVSRQVLEOH�IRU�WKH�SDWLHQW·V�FDUH��7KLV�LQFOXGHV�ERWK�ZULWWHQ�WH[W�RU�QXPEHUV�DQG�
images, such as photographs.

11.2 Medical devices
There is a rapidly expanding range of medical devices that may use software or other 
technologies to record data about a patient when a clinician or other professional is not 
SUHVHQW��7KHVH�GHYLFHV�WKHQ�PDNH�WKH�LQIRUPDWLRQ�DYDLODEOH�WR�HLWKHU�WKH�SDWLHQW��WKH�
professional or both.

These new processes and technologies present some potential challenges for the health 
and social care system, raising questions such as:
�� How can a health or social care professional be sure that a measurement from a patient 

GRHV�LQGHHG�UHÁHFW�D�ELRPHWULF�PHDVXUH�RI�WKH�SDWLHQW�DQG�QRW�VRPHRQH�HOVH·V�UHDGLQJV"
�� Is the patient able effectively to use the device so the result is reliable?
�� Is the provider aware that the monitoring service is actually creating a personal record and 

hence must conform to all current and future legislative duties around personal records 
FRQFHUQLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD"�'RHV�WKH�SURYLGHU�FRPPXQLFDWH�WKLV�WR�WKH�SDWLHQW"

96� :KHUH�WKH�YLUWXDO�FRQVXOWDWLRQ�EHFRPHV�D�UHFRUG�LQ�LWV�RZQ�ULJKW��D�FODVVLÀFDWLRQ�IRU�WKDW�UHFRUG�DQG�D�UHWHQWLRQ�DQG�UHYLHZ�SROLF\�VKRXOG�EH�
applied in line with the NHS Records Management Code of Practice. Current Department of Health advice is that electronic records should 
EH�UHWDLQHG�LQGHÀQLWHO\��7KLV�PD\�QRW�EH�DSSURSULDWH�IRU�YLUWXDO�FRQVXOWDWLRQV��SDUWLFXODUO\�JLYHQ�WKH�OLNHOLKRRG�WKDW�WKH�VHUYLFH�ZLOO�EH�
SURYLGHG�E\�DQG�WKH�GDWD�KHOG�E\�D�GDWD�SURFHVVRU�XQGHU�FRQWUDFW�ZKLFK�DW�VRPH�SRLQW�LV�OLNHO\�WR�FRPH�WR�DQ�HQG��
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�� Patients may decide on their own initiative to use a monitoring device, rather than 
being recommended to do so by a professional. Are they made aware of the terms and 
FRQGLWLRQV��SDUWLFXODUO\�UHJDUGLQJ�WKH�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD"

However, the Review Panel concluded that although services based on these new and 
emerging technologies may create some operational challenges, they do not require any 
DGGLWLRQDO�LQIRUPDWLRQ�JRYHUQDQFH�SULQFLSOHV��7KH�SHUVRQDO�FRQÀGHQWLDO�GDWD�JDWKHUHG�
through these new processes and technologies must be treated in exactly the same way as 
DQ\�RWKHU�SHUVRQDO�FRQÀGHQWLDO�GDWD��DQG�SURYLGHUV�RI�WKHVH�VHUYLFHV�PXVW�DGKHUH�WR�WKH�
existing legislation and best practice on protecting and appropriate sharing of personal 
FRQÀGHQWLDO�GDWD�

Recommendation 17

The NHS Commissioning Board, clinical commissioning groups and local authorities 
must ensure that health and social care services that offer virtual consultations and/
or are dependent on medical devices for biometric monitoring are conforming to best 
practice with regard to information governance and will do so in the future.
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�����7KH�UHODWLRQVKLS�EHWZHHQ�GDWD�TXDOLW\�DQG�
information governance
There are many good reasons why organisations in health and social care need good quality 
GDWD��3DWLHQWV�DUH�DW�ULVN�LI�FOLQLFLDQV�EDVH�WKHLU�GHFLVLRQV�RQ�LQDGHTXDWH�GDWD��'DQJHUV�
PXOWLSO\�LI�WKHUH�LV�SRRU�KDQGRYHU�RI�LQIRUPDWLRQ�EHWZHHQ�FDUH�WHDPV�RU�FRQÁLFWLQJ�
advice to patients from professionals. The issue is particularly relevant to this review 
because poor data is cited by managers in health and social care as a reason why they 
need access to information about individuals. If they cannot trust the accuracy and 
UHOHYDQFH�RI�DQRQ\PLVHG�GDWD��WKH\�PD\�WKLQN�WKH�RQO\�ZD\�WR�GLVFRYHU�WKH�WUXWK�LV�WR�
ORRN�DW�D�VHOHFWLRQ�RI�UHDO�FDVHV�LQYROYLQJ�UHDO�SHRSOH��)RU�WKLV�UHDVRQ��SRRU�GDWD�TXDOLW\�
may be used as an excuse for ignoring the principles of sound information governance. 
The Review Panel found the excuse unsatisfactory. The correct solution to these problems 
is to improve the quality of data and not to compensate for poor data by adopting poor 
information governance.

12.2 Record access and direct care
Poor data quality can directly affect the quality of direct patient care. Examples include 
FOLQLFLDQV�PDNLQJ�GHFLVLRQV�DERXW�WUHDWPHQW�RQ�WKH�EDVLV�RI�LQFRUUHFW�LQIRUPDWLRQ��SRRU�
handover of information between care teams and instances where patients receive 
GLIIHULQJ��VRPHWLPHV�FRQÁLFWLQJ�DGYLFH�IURP�SURIHVVLRQDOV�SURYLGLQJ�WKHLU�FDUH��,QFLGHQWV�
OLNH�WKLV�VHUYH�WR�HURGH�WKH�WUXVW�EHWZHHQ�SURIHVVLRQDOV�DQG�SDWLHQWV��,Q�DGGLWLRQ��WKH�
recording and sharing of inaccurate data is a breach of principle 4 of the Data 
Protection Act.

Poor data quality can be caused by poor practice, such as professionals recording data 
inaccurately, or can result from poor standards or procedures, for example having systems 
that do not allow an accurate or suitably detailed expression of a patient or 
client’s condition.

Adopting the Review Panel’s recommendations in chapter 2 to give patients and service 
users fuller access to their records can improve data quality by providing an opportunity 
for the individual to see errors and call for their correction.
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The review welcomes the focus that professional bodies for health and social care are 
placing on data quality and endorses the recent public statement from the Royal College of 
Physicians97, which encapsulates what is needed for the future from all professions and 
their associated teams. It says:

“We must revolutionise the way we use information 
:H�PXVW�FUHDWH�SDWKZD\V�LQ�ZKLFK�LQIRUPDWLRQ�PRYHV�ZLWK�SDWLHQWV�DFURVV�WKH�
V\VWHP�LQ�UHDO�WLPH��:H�PXVW�HQKDQFH�HOHFWURQLF�SDWLHQW�UHFRUGV�DQG�SURPRWH�
FRPPRQ�UHFRUG�VWDQGDUGV��,QIRUPDWLRQ�DQG�V\VWHPV�QHHG�WR�VXSSRUW�FOLQLFDO�
GHFLVLRQ�PDNLQJ��UHÁHFWLYH�SUDFWLFH��TXDOLW\�LPSURYHPHQW�DQG�PHDQLQJIXO�
SDWLHQW�FKRLFH�µ

7KHVH�LVVXHV�DUH�DOVR�SLFNHG�XS�IURP�D�SULPDU\�FDUH�SHUVSHFWLYH�LQ�WKH�*RRG�3UDFWLFH�
*XLGHOLQHV�IRU�*3�HOHFWURQLF�SDWLHQW�UHFRUGV�Y���������IURP�WKH�'HSDUWPHQW�RI�+HDOWK98.

�����'DWD�TXDOLW\�DQG�OLQNDJH�RI�VHWV�RI�GDWD
Previous chapters have explained why researchers, commissioners and others may often 
ZDQW�WR�OLQN�GLIIHUHQW�VHWV�RI�GDWD�DERXW�DQ�LQGLYLGXDO��:KHQ�GRLQJ�VR��WKH\�QHHG�WR�EH�
sure that the two sets of data really do belong to the same person.

+RZHYHU��WKDW�GRHV�QRW�QHFHVVLWDWH�WKH�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD��,I�WKH�GDWD�
TXDOLW\�LV�VRXQG�WKHQ�D�SVHXGRQ\P�PD\�EH�XVHG�WR�OLQN�GDWD�DQG�WKXV�SURWHFW�WKH�LGHQWLW\�
of an individual. This is more fully explained in the ICO Anonymisation Code of Practice.

/LQNLQJ�VHWV�RI�GDWD�LV�YHU\�LPSRUWDQW�IRU�DVSHFWV�RI�GLUHFW�FDUH��LQFOXGLQJ�DXGLW�RI�FDUH��
delivery of care and merging of records. It is also important for aspects of indirect care, 
such as registries and the derivation of data to support care pathway commissioning. 
(TXDOO\�ERWK�LQGLUHFW�DQG�GLUHFW�FDUH�FDQ�EHQHÀW�IURP�OLQNDJH�WR�VXSSRUW�WKH�LGHQWLÀFDWLRQ�
RI�KLJK�ULVN�JURXSV��REYLRXVO\�VXSSRUWHG�E\�DQ�DSSURSULDWH�OHJDO�EDVLV�

During the evidence gathering the Review Panel heard frequent complaints that local data 
VHWV�DUH�WRR�SRRU�WR�HQDEOH�GDWD�OLQNDJH�ZLWKRXW�PXOWLSOH�GLUHFW�LGHQWLÀHUV�ZKLFK�WKHUHIRUH�
FUHDWHV�D�GHSHQGHQFH�RQ�SHUVRQDO�FRQÀGHQWLDO�GDWD�EHLQJ�XVHG�

)RU�H[DPSOH��UHVHDUFK�KDV�VKRZQ�WKDW�ZKHQ�SODQQLQJ�VHUYLFHV�LW�LV�SRVVLEOH�WR�OLQN�GDWD�DQG�
PDWFK�LQGLYLGXDOV�XVLQJ�GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�GLVFORVXUH�RU�DFFHVV�DQG�WKH�1+6�
QXPEHU�DV�DQ�LGHQWLÀHU�LQ�XS�WR�������RI�FDVHV99. However, this still leaves a minority of 
FDVHV��VXFK�DV�&DQFHU�5HJLVWULHV�ORRNLQJ�IRU�LQGLYLGXDOV�VXIIHULQJ�IURP�UDUH�IRUPV�RI�FDQFHU��
ZKHUH�WKLV�DSSURDFK�ZLOO�EH�LQVXIÀFLHQW��DQG�LQGLYLGXDOV�KDYH�WR�EH�PDWFKHG�XVLQJ�SHUVRQDO�
FRQÀGHQWLDO�GDWD�

97� KWWS���ZZZ�UFSORQGRQ�DF�XN�SURMHFWV�KRVSLWDOV�HGJH�WLPH�DFWLRQ
98� KWWS���ZZZ�GK�JRY�XN�HQ�3XEOLFDWLRQVDQGVWDWLVWLFV�3XEOLFDWLRQV�3XEOLFDWLRQV3ROLF\$QG*XLGDQFH�'+B������
99 Lyons et al, 16 January 2009, http://www.biomedcentral.com/1472-6947/9/3
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The Review Panel concluded that in such cases, a two-stage approach should be adopted. 
7KLV�ZRXOG�PHDQ�LQLWLDOO\�XVLQJ�GH�LGHQWLÀHG�GDWD�IRU�ORFDO�GLVFORVXUH�RU�DFFHVV�DQG�D�VLQJOH�
LGHQWLÀHU��VXFK�DV�1+6�QXPEHU�WR�QDUURZ�GRZQ�D�GDWD�VHW��EHIRUH�XVLQJ�SHUVRQDO�
FRQÀGHQWLDO�GDWD�WR�FRPSOHWH�WKH�PDWFKLQJ��3HUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�QRW�EH�XVHG�
from the outset.

12.4 Data quality and indirect care
,Q�JHQHUDO��WKHUH�DUH�WZR�PDLQ�FDXVHV�RI�SRRU�TXDOLW\�GDWD�IRU�LQGLUHFW�FDUH��7KH�ÀUVW�LV�
when data for indirect care is derived from professional health and social care records for 
GLUHFW�FDUH�WKDW�DUH�WKHPVHOYHV�RI�LQVXIÀFLHQW�TXDOLW\��7KH�VHFRQG�VWHPV�IURP�WKH�ZD\�LQ�
which indirect care data sets are created. This is done by either using an automated 
DSSURDFK�WR�SURGXFH�QHZ�GDWD�VHWV�IURP�KHDOWK�DQG�VRFLDO�FDUH�UHFRUGV��VRPHWLPHV�FDOOHG�
¶PDSSLQJ·���RU�PRUH�IUHTXHQWO\��UHO\LQJ�RQ�KXPDQ�WUDQVFULSWLRQ��WDNLQJ�GDWD�IURP�RQH�
source and recording it in another system or database. Data transcription errors can be 
VLJQLÀFDQW�ZLWK�UDWHV�RI������RU�����HUURUV�SHU��������ÀHOGV�TXRWHG�LQ�UHVHDUFK�VWXGLHV100. 
However depending on context these error rates may be even higher101, especially when 
the transcribing process requires the source data to undergo a change or transformation. 
The use of human transcription therefore not only increases the exposure of personal 
FRQÀGHQWLDO�GDWD�LW�DOVR�UHGXFHV�GDWD�TXDOLW\�

The Review Panel endorses the First National Data Quality Report of the Quality 
Information Committee of the National Quality Board102��ZKLFK�VHHNV�LPSURYHPHQWV�LQ�
data quality in the health and social care system.

12.5 Record management incidents
The records management systems of any organisation is integral to the quality of its data. 
Health and social care organisations need to ensure they have robust procedures in place 
for transferring, archiving and disposing of data in an appropriate and timely way. A 
VLJQLÀFDQW�QXPEHU�RI�VHULRXV�LQFLGHQWV�KDSSHQ�EHFDXVH�RI�D�IDLOXUH�WR�PDQDJH�GDWD�
DSSURSULDWHO\��IRU�H[DPSOH�¶ZURQJ�VLWH·�VXUJHU\�RU�LQFRUUHFW�WUHDWPHQW�EHLQJ�SURYLGHG�WR�
an individual. Some of these feature failures of information systems. There have also been 
a number of incidents resulting in breaches of the Data Protection Act when data has been 
archived or destroyed in an inappropriate or insecure manner.

:KLOH�WKHVH�ZLOO�EH�UHSRUWHG�DV�VHULRXV�FOLQLFDO�LQFLGHQWV�DOORZLQJ�NH\�OHVVRQV�WR�EH�
learned, they may not identify more systemic failures. This means that issues caused by 
SRRU�LQIRUPDWLRQ�PDQDJHPHQW�PD\�QRW�EH�LGHQWLÀHG�DQG�DGGUHVVHG�DV�TXLFNO\�DV�WKH\�
could be.

The Review Panel concludes that serious clinical incidents in which any data 
PDQDJHPHQW�LVVXH�LV�LGHQWLÀHG�VKRXOG�EH�UHSRUWHG�LQ�D�VLPLODU�PDQQHU�WR�GDWD�
EUHDFKHV��VHH�VHFWLRQ������

100�:DKL�HW�DO��5HGXFLQJ�(UURUV�IURP�WKH�(OHFWURQLF�7UDQVFULSWLRQ�RI�'DWD�&ROOHFWHG�RQ�3DSHU�)RUPV��$�5HVHDUFK�'DWD�&DVH�6WXG\�� 
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2409998/

101�$XWRPDWHG�TXDOLW\�FKHFNV�RQ�UHSHDW�SUHVFULELQJ��-�(�5RJHUV��&�-�:URH��$�5REHUWV��HW�DO��KWWS���ZZZ�QFEL�QOP�QLK�JRY�SPF�DUWLFOHV�
PMC1314725/

102�KWWS���ZZZ�GK�JRY�XN�KHDOWK�FDWHJRU\�SROLF\�DUHDV�QKV�QTE�
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�����$GPLQLVWUDWLYH�'DWD�7DVNIRUFH�DQG�¶:KDW�:RUNV·�&HQWUHV
7KH�$GPLQLVWUDWLYH�'DWD�7DVNIRUFH�ZDV�IRUPHG�LQ�'HFHPEHU������E\�WKH�(FRQRPLF�DQG�
6RFLDO�5HVHDUFK�&RXQFLO��WKH�0HGLFDO�5HVHDUFK�&RXQFLO�DQG�WKH�:HOOFRPH�7UXVW��7KH�
$GPLQLVWUDWLYH�'DWD�7DVNIRUFH�KDV�EHHQ�ZRUNLQJ�ZLWK�D�UDQJH�RI�JRYHUQPHQW�GHSDUWPHQWV��
academic experts, the funding agencies and representatives from all four nations in the UK 
WR�H[DPLQH�WKH�EHVW�SURFHGXUHV�DQG�PHFKDQLVPV�WR�PDNH�DGPLQLVWUDWLYH�GDWD�DYDLODEOH�
for research, safely.

7KH�$GPLQLVWUDWLYH�'DWD�7DVNIRUFH�UHSRUW��,PSURYLQJ�$FFHVV�IRU�5HVHDUFK�DQG�3ROLF\�
�'HFHPEHU������103��SURSRVHV�D�8.�$GPLQLVWUDWLYH�'DWD�5HVHDUFK�1HWZRUN�UHVSRQVLEOH�IRU�
OLQNLQJ�GDWD�EHWZHHQ�JRYHUQPHQW�GHSDUWPHQWV��7KH�5HYLHZ�3DQHO�HQGRUVHV�WKH�DSSURDFK�LQ�
WKLV�UHSRUW�DQG�EHOLHYHV�WKDW�LW�VKRXOG�SURYLGH�D�EDVLV�IRU�SURYLGLQJ�WKH�OLQNDJH�VHUYLFH�WR�
VXSSRUW�LGHQWLÀFDWLRQ�IRU�HDUO\�KHOS�RU�LQWHUYHQWLRQ�ZLWK�HIIHFWLYH�LQIRUPDWLRQ�VDIHJXDUGV�

In particular, the Review Panel supports:
�� the recommendation to establish an Administrative Data Research Centre in each of the 

four countries of the UK;
�� WKH�SRWHQWLDO�OHJLVODWLRQ�WR�IDFLOLWDWH�SDQ�JRYHUQPHQW�ZRUN�RQ�UHVHDUFK�DQG�VWDWLVWLFV�

WKURXJK�DFFHVV�WR�DGPLQLVWUDWLYH�GDWD�DQG�WR�DOORZ�GDWD�OLQNDJH�EHWZHHQ�GHSDUWPHQWV�
WR�WDNH�SODFH�PRUH�HIÀFLHQWO\�XVLQJ�WKHLU�UHFRPPHQGHG�PHWKRGV��DQG

�� WKH�PRGHO�RI�XVLQJ�D�¶WUXVWHG�WKLUG�SDUW\·104�WR�SURYLGH�OLQNDJH�RI�GDWD�ZKLOH�PDLQWDLQLQJ�
DSSURSULDWH�VHFXULW\�DQG�FRQÀGHQWLDOLW\�

7KH�(FRQRPLF�6RFLDO�5HVHDUFK�&RXQFLO�LV�DOVR�LQYROYHG�LQ�¶:KDW�:RUNV·�QHWZRUNV�WKDW�DUH�
XQGHUWDNLQJ�VHSDUDWH�LQLWLDWLYHV105. Such approaches may be appropriate for the early 
LGHQWLÀFDWLRQ�DQG�KHOS�VRFLDO�ZHOIDUH�LQWHUYHQWLRQ�LQLWLDWLYHV�

12.7 Safeguarding
Across the health and social care system, the resistance and fear that exists about sharing 
LQIRUPDWLRQ�LV�OHVV�HYLGHQW�LQ�LQVWDQFHV�RI�VDIHJXDUGLQJ�FKLOGUHQ��3URIHVVLRQDOV��DQG�WKHLU�
RUJDQLVDWLRQV��GR�QRW�ZDQW�WR�EH�OHIW�KROGLQJ�FUXFLDO�LQIRUPDWLRQ�WKDW�FRXOG�KDYH�EHHQ�XVHG�
to prevent harm, and professionals would sooner defend a situation of a breach in 
FRQÀGHQWLDOLW\�E\�VKDULQJ��UDWKHU�WKDQ�GHIHQG�DQ�XQQHFHVVDU\�GHDWK�WKURXJK�QRW�VKDULQJ�

The difference is not just in attitudes, but also in time and resources. The Review Panel 
heard professionals could spend up to ten times the amount of time on cases involving 
safeguarding and associated sharing than on routine care and sharing.

103�7KH�8.�$GPLQLVWUDWLYH�'DWD�5HVHDUFK�1HWZRUN��,PSURYLQJ�$FFHVV�IRU�5HVHDUFK�DQG�3ROLF\�5HSRUW�IURP�WKH�$GPLQLVWUDWLYH�'DWD�7DVNIRUFH��
'HFHPEHU�������KWWS���ZZZ�HVUF�DF�XN�BLPDJHV�$'7�,PSURYLQJ�$FFHVV�IRU�5HVHDUFK�DQG�3ROLF\BWFP��������SGI

104 Model Three in the ADT report.
105�([DPSOHV�LQFOXGH��ZZZ�FHQWUHIRUPHQWDOKHDOWK�RUJ�XN�SGIV�EULHÀQJ��B'RLQJB:KDWB:RUNV�SGI��KWWS���ZZZ�SULPDU\FDUHIRXQGDWLRQ�FR�XN�

ZKDW�ZH�GR�XUJHQW�FDUH�FHQWUHV��KWWS���ZZZ�EDUQDUGRV�RUJ�XN�UHDFKLQJBIDPLOLHVBLQBQHHG�SGI
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7KH�5HYLHZ�3DQHO�WRRN�LQWR�FRQVLGHUDWLRQ�D�QXPEHU�RI�UHSRUWV�RQ�VDIHJXDUGLQJ�FKLOGUHQ�DQG�
concluded that considerable progress was being made but as the Edlington Report and the 
UHSRUW�IURP�WKH�2IÀFH�RI�WKH�&KLOGUHQ·V�&RPPLVVLRQHU�HQWLWOHG�¶,�WKRXJKW�,�ZDV�WKH�RQO\�
one. The only one in the world106·�PDNH�FOHDU��WKHUH�LV�VWLOO�PRUH�WR�GR�

:LWK�UHJDUG�WR�VDIHJXDUGLQJ�DGXOWV�WKH�QHZ�&DUH�DQG�6XSSRUW�%LOO�KLJKOLJKWV�WKLV�VXEMHFW�LQ�
several sections. It was noted that there is no provision for a statutory gateway for 
reporting safeguarding concerns.

The Review Panel concludes that the good practice in sharing around safeguarding 
FKLOGUHQ�LV�LPSURYLQJ��7KHUH�DUH�FRQFHUQV�DERXW�LQFRQVLVWHQW�SUDFWLFH�UHODWLQJ�WR�
LGHQWLI\LQJ�\RXQJ�SHRSOH�DW�VHULRXV�ULVN��,Q�DGGLWLRQ��VHULRXV�FRQVLGHUDWLRQ�VKRXOG�EH�
given to reporting safeguarding concerns involving adults and whether patient consent 
VKRXOG�EH�VRXJKW�RU�ZKHWKHU�VDIHJXDUGLQJ�FRQFHUQV�VKRXOG�EH�UDLVHG�XWLOLVLQJ�D�
VWDWXWRU\�JDWHZD\�SDUWLFXODUO\�DERXW�DGXOWV�EHLQJ�FDUHG�IRU�DZD\�IURP�KRPH�

0XOWL�$JHQF\�6DIHJXDUGLQJ�+XEV��0$6+��DGGUHVV�D�SUREOHP�WKDW�KDV�EHHQ�EURXJKW�XS�LQ�
DOPRVW�HYHU\�VHULRXV�FDVH�UHYLHZ�³�ODFN�RI�LQIRUPDWLRQ�VKDULQJ��7KH�ÀUVW�0$6+�ZDV�WKH�
developed by Nigel Boulton, area commander of the Devon police. Professionals from 
children’s care, police, education and health sitting alongside one another, with their 
respective IT systems, using shared information to inform an appropriate safeguarding 
response to a vulnerable person.

Example

A police report on a drugs warrant noted a young woman present who was in 
possession of a high quantity of valium pills. On processing it through the MASH, it 
was discovered that the woman was seven months pregnant, living in temporary 
accommodation, had exhibited anti-social behaviour, poor engagement with 
antenatal services and had a history of involvement with social services. The case 
was immediately passed to an assessment team and a child protection plan was 
drawn up due to fears of neglect107.

 
�����¶7KH�XQERUQ·
:LWKLQ�WKH�1+6��D�IRHWXV�GRHV�QRW�KDYH�D�UHFRUG�DQG�LWV�GHWDLOV�DUH�UHFRUGHG�DV�SDUW�RI�WKH�
PRWKHU·V�UHFRUG��$GGLWLRQDOO\�IRHWXVHV�DUH�QRW�DOORFDWHG�DQ�1+6�QXPEHU��:LWKLQ�WKH�VRFLDO�
care system in England, however, a record may be opened for a foetus if a pre-birth 
assessment is required. This difference of approach poses problems when it comes to 
data sharing.

106�7KH�2IÀFH�RI�WKH�&KLOGUHQ·V�&RPPLVVLRQHU·V�,QTXLU\�LQWR�&KLOG�6H[XDO�([SORLWDWLRQ�,Q�*DQJV�DQG�*URXSV�³�,QWHULP�UHSRUW��1RYHPEHU������
107�KWWS���ZZZ�FRPPXQLW\FDUH�FR�XN�DUWLFOHV�������������������PXOWL�DJHQF\�VDIHJXDUGLQJ�FHQWUH�IRU�FKLOGUHQV�UHIHUUDOV�KWP
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For example, a pregnant woman showing symptoms of alcohol abuse might be assessed in a 
pre-birth plan. She would almost certainly be assessed if she had a previous child adopted 
RU�WDNHQ�LQWR�FDUH��7KH�QDWLRQDO�VWDWLVWLFV�VKRZ�FOHDUO\�WKH�LQFUHDVHV�LQ�EDELHV�EHLQJ�ERUQ�
with foetal alcohol syndrome, and this is becoming an increasing challenge to the health 
and social care system, not least as many of these children may become subject to the 
adoption services.

Children’s social care providers do not hold case records on adults. Therefore, details of 
the mother are recorded in the foetus’s electronic record. A duty to share relevant 
LQIRUPDWLRQ�FRQFHUQLQJ�D�FKLOG·V�ZHOIDUH�LV�VHW�RXW�LQ�¶:RUNLQJ�7RJHWKHU�WR�6DIHJXDUG�
&KLOGUHQ��$�JXLGH�WR�LQWHU�DJHQF\�ZRUNLQJ�WR�VDIHJXDUG�DQG�SURPRWH�WKH�ZHOIDUH�RI�
FKLOGUHQ·��0DUFK������108. This is generally supplemented with local policies 
and procedures.

To give an idea of scale, a local authority with responsibility for a population which has a 
VLJQLÀFDQW�GUXJ�DQG�DOFRKRO�SUREOHP�ZRXOG�KDYH�DV�PDQ\�DV�D�GR]HQ�¶XQERUQ·�FDVHV�DW�DQ\�
one time.

Data sharing and service integration will present serious challenges when the NHS, Local 
Authorities and social care services adopt such different legal, cultural, organisational, 
operational and technical approaches. The Review Panel recognise that this is a complex 
LVVXH��EXW�FRQFOXGH�WKDW�IXUWKHU�FRQVLGHUDWLRQ�VKRXOG�EH�JLYHQ�WR�ÀQGLQJ�D�VROXWLRQ��$V�WKH�
issue starts at the point that different government departments are involved in the social 
care of adults and children any lasting solution needs to begin at this level.

Recommendation 18

The Department of Health and the Department for Education should jointly 
FRPPLVVLRQ�D�WDVN�DQG�ÀQLVK�JURXS�WR�GHYHORS�DQG�LPSOHPHQW�D�VLQJOH�DSSURDFK�WR�
UHFRUGLQJ�LQIRUPDWLRQ�DERXW�¶WKH�XQERUQ·�WR�HQDEOH�LQWHJUDWHG��VDIH�DQG�HIIHFWLYH�
care through the optimum appropriate data sharing between health and social 
care professionals.

�����,QIRUPDWLRQ�JRYHUQDQFH�IUDPHZRUN
As a general point, the same standards and rules across health and adult social care, 
including domiciliary care, would be extremely helpful. A recurring theme was the diversity 
and inconsistency of advice and guidance from a wide range of sources, which made it 
GLIÀFXOW�WR�VKDUH�GDWD�HYHQ�WR�VXSSRUW�WKH�FDUH�RI�LQGLYLGXDOV��7KH�5HYLHZ�3DQHO�FRQFOXGHV�
there is a need for improvement in the appropriate sharing of information across sectors, 
with simple messages communicated to patients, staff and carers.

Small care providers may not have the capacity or capability to reach an adequate 
standard of information governance performance or understanding and may need support 
from their local principal commissioner.

108�KWWSV���ZZZ�HGXFDWLRQ�JRY�XN�SXEOLFDWLRQV�VWDQGDUG�SXEOLFDWLRQGHWDLO�SDJH��'&6)�����������
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The Review Panel concludes that consistency in the information governance 
UHTXLUHPHQWV�IRU�SURYLGHUV�LV�NH\�

,Q�PDQ\�LQVWDQFHV�SURYLGHUV�DUH�KDYLQJ�WR�PHHW�ÀYH�RU�VL[�GLIIHUHQW�VHWV�RI�UHTXLUHPHQWV�
from different commissioners or government departments creating an undue burden. The 
position may be further complicated in the future, with the ability to commission from any 
TXDOLÀHG�SURYLGHU��GHVLJQLQJ�VSHFLÀF�QHZ�SURFHVVHV��SHUKDSV�LQ�DJUHHPHQW�ZLWK�
the provider.

7KH�,QIRUPDWLRQ�*RYHUQDQFH�7RRONLW�LV�DQ�RQOLQH�UHVRXUFH�WKDW�DOORZV�1+6�RUJDQLVDWLRQV�DQG�
other bodies to assess themselves against the Department of Health’s information 
governance standards and policies. In practice, there is no independent audit of the self-
DVVHVVPHQWV�VXEPLWWHG�DQG�LW�LV�TXHVWLRQDEOH�KRZ�ZHOO�WKH\�UHÁHFW�DFWXDO�LQIRUPDWLRQ�
governance practice in organisations, particularly given the obligations to publish the 
UHVXOWV��9HUVLRQ���RI�WKH�WRRONLW�KDG�UHTXLUHG�ERWK�VXSSRUWLQJ�HYLGHQFH�RI�WKH�VHOI�
assessment score to be submitted and for the scoring and evidence for some of the 
UHTXLUHPHQWV�WR�EH�LQWHUQDOO\�DXGLWHG��$V�D�FRQVHTXHQFH��WKHUH�ZDV�D�PDUNHG�GHFOLQH�LQ�
the results109��$GGLWLRQDOO\��WKH�'HSDUWPHQW�RI�+HDOWK�VXEVHTXHQWO\�LQLWLDWHG�D�¶GHHS�GLYH·�
DVVHVVPHQW�RI�WKH�VFRULQJ�RI�ÀYH�RI�WKH�UHTXLUHPHQWV�LQ�D�QXPEHU�RI�DFXWH�WUXVWV110��ORRNLQJ�
DW�WKH�HIÀFDF\�RI�WKH�LQWHUQDO�DXGLW�SURFHVV��7KH�TXDOLW\�RI�WKH�DXGLW�ZDV�IRXQG�WR�EH�
variable and the consistency of scoring across organisations to be poor.

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW�,QIRUPDWLRQ�*RYHUQDQFH�7RRONLW�VHOI�DVVHVVPHQWV�
FRXOG�EH�VWUHQJWKHQHG�DQG�WKHLU�SURÀOH�UDLVHG�E\�LQFOXVLRQ�RI�GHFODUDWLRQV�LQ�WKH�
Statements of Internal Control accompanying the annual quality reports of NHS 
RUJDQLVDWLRQV�RU�IRU�QRQ�1+6�RUJDQLVDWLRQV��LQ�WKH�DQQXDO�UHSRUW�RU�SHUIRUPDQFH�UHSRUW��
VLJQHG�RII�E\�WKH�RUJDQLVDWLRQ·V�ERDUG�RU�HTXLYDOHQW�ERG\�

The Review Panel concludes that in order to encourage openness and transparency, 
HYHU\�KHDOWK�DQG�VRFLDO�FDUH�RUJDQLVDWLRQ�VKRXOG�SXEOLVK�D�GHVFULSWLRQ�RI�ZKDW�SHUVRQDO�
FRQÀGHQWLDO�GDWD�LW�GLVFORVHV��WR�ZKRP�DQG�IRU�ZKDW�SXUSRVH��7KLV�LQIRUPDWLRQ�VKRXOG�
already exist within the Data Protection Act privacy notices and data sharing 
agreements that organisations have produced.

Recommendation 19

All health and social care organisations must publish in a prominent and 
accessible form:
�� D�GHVFULSWLRQ�RI�WKH�SHUVRQDO�FRQÀGHQWLDO�GDWD�WKH\�GLVFORVH�
�� D�GHVFULSWLRQ�RI�WKH�GH�LGHQWLÀHG�GDWD�WKH\�GLVFORVH�RQ�D�OLPLWHG�EDVLV�
��who the disclosure is to; and
�� the purpose of the disclosure.

109�1,*%�,QIRUPDWLRQ�*RYHUQDQFH�7RRONLW�5HYLHZ��0DUFK������KWWS���ZZZ�QLJE�QKV�XN�SXEV�ZJUHSRUWV�LQGH[BKWPO
110�KWWSV���ZZZ�LJW�FRQQHFWLQJIRUKHDOWK�QKV�XN�%XOOHWLQV�,QIRUPDWLRQ���*RYHUQDQFH���%XOOHWLQ���1R�������-XO\�����������9HUV������SGI
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12.10 Contractual arrangements for data sharing
There are broadly three types of legal arrangement when data is shared. These are shown 
in the table below. A fuller explanation of the health service body to health service body 
contracts is set out in section 7.5.

Figure 2: Information governance contractual agreements for the legal sharing of data

Type of contractual agreement (QIRUFHG�E\�WKH�,&2" Requirement for 
contractual agreement 
to contain explicit 
penalties and 
OLDELOLWLHV"

Requirement for
section 251 support 
for health service 
ERG\�WR�KHDOWK�
VHUYLFH�ERG\� 
sharing? **

'LVFORVXUH�RI�GH�LGHQWLÀHG�
data for limited access 

<HV��LI�WKH�GDWD�
EHFRPHV�UH�LGHQWLÀHG

<HV <HV

Disclosure of personal 
FRQÀGHQWLDO�GDWD�IURP�RQH�
data controller to another 
data controller*

<HV No No

Disclosure of personal 
FRQÀGHQWLDO�GDWD��IURP�D�
data controller to a data 
processor

<HV <HV <HV

� $OWKRXJK�LW�PD\�DSSHDU�WKDW�WKHUH�DUH�IHZHU�VDIHJXDUGV�LQ�DJUHHPHQWV�IRU�GLVFORVLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�IURP�RQH�GDWD�FRQWUROOHU�
to another data controller, this type of sharing already requires a legal basis of consent, statute or exceptionally, public interest.

** This section 251 is to convert an unenforceable contract into an enforceable contract.

7KH�5HYLHZ�3DQHO�FRQFOXGHV�WKDW�VXLWDEOH�VHFWLRQ�����VXSSRUW�LV�UHTXLUHG�IRU�GDWD�
FRQWUROOHU�WR�GDWD�SURFHVVRU�GLVFORVXUHV�DQG�GLVFORVXUHV�RI�GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�
DFFHVV�IURP�RQH�KHDOWK�VHUYLFH�ERG\�WR�DQRWKHU�KHDOWK�VHUYLFH�ERG\��VHH�VHFWLRQ������

Based on the evidence gathered during the review, the Review Panel is aware of the 
VLJQLÀFDQW�UHVRXUFHV�XVHG�E\�KHDOWK�DQG�VRFLDO�FDUH�RUJDQLVDWLRQV�WR�SURGXFH�'DWD�
Controller to Data Controller data sharing agreements. Given the resource constraints the 
whole system is under, the Review Panel believes that designing and implementing a single 
health and social care system process or template for data controller to data controller 
sharing agreements could reduce unnecessary duplication and prevent people 
re-inventing wheels.
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Recommendation 20

The Department of Health should lead the development and implementation of 
a standard template that all health and social care organisations can use when 
creating data controller to data controller data sharing agreements. The template 
should ensure that agreements meet legal requirements and require minimum 
resources to implement.

12.11 Provider service contracts
:KHQ�D�FRPPLVVLRQHU�FKDQJHV�SURYLGHU��WKH�IDWH�RI�WKH�UHFRUGV�KHOG�E\�WKH�RULJLQDO�
provider, both for services with episodic data and for services with continuity of care 
responsibilities, remained unclear to those giving evidence. This point was made 
eloquently in respect of independent sexual health services111.

Professional standards and good practice

$OO�SDWLHQW�UHFRUGV�KHOG�E\�SURYLGHU�RUJDQLVDWLRQV�VKRXOG�EH�NHSW�LQ�OLQH�ZLWK�KHDOWK�
and social care system record retention requirements. The Review Panel concludes 
there are two ways this could be done:
�� The provider holding the records could be funded to deliver this retention and 

security of the records as part of their commissioning contract. If the provider is 
providing care services they will need to retain the data for a period for their own 
ÀQDQFLDO�SURELW\�DQG�FOLQLFDO�RU�FDUH�JRYHUQDQFH��,I�WKH�SURYLGHU�LV�SXUHO\�D�GDWD�
processor then they should not need to retain the data beyond the 
contracted period.

�� Another part of the health and social care system, for example the Health and 
6RFLDO�&DUH�,QIRUPDWLRQ�&HQWUH��FRXOG�EH�FRPPLVVLRQHG�WR�SURYLGH�D�¶VDIH�YDXOW·�
for this data which can only be accessed when there is anonymisation at source, 
or when there is complaint, legal challenge or criminal investigation.

111�1RWH��%HWZHHQ�����DQG�����RI�SHRSOH�DFFHVVLQJ�VH[XDO�KHDOWK�VHUYLFHV�GR�QRW�ZDQW�WKHLU�*3�WR�EH�LQIRUPHG��7KHUHIRUH��VWRULQJ�UHFRUGV�ZLWK�
the GP is not always an option.



112

Information: To share or not to share? The Information Governance Review

12.12 Access to patient records from insurers and 
mortgage providers
7KH�3DQHO�DOVR�KHDUG�FRQFHUQV�WKDW�LQVXUHUV�DQG�PRUWJDJH�OHQGHUV�PD\�VHHN�WR�XVH�WKHLU�
LQÁXHQFH�WR�UHTXHVW�ZKROH�UHFRUGV�IURP�*3V��DV�D�FRQGLWLRQ�RI�VXSSO\LQJ�LQVXUDQFH�RU�D�
PRUWJDJH��7KH�*HQHUDO�0HGLFDO�&RXQFLO�KDV�LVVXHG�VSHFLÀF�JXLGDQFH�IRU�*3V112 and the 
%ULWLVK�0HGLFDO�$VVRFLDWLRQ�DQG�WKH�$VVRFLDWLRQ�RI�%ULWLVK�,QVXUHUV��$%,��KDYH�SURGXFHG�MRLQW�
guidelines113 to allow relevant data about patients to be shared appropriately with insurers 
on a basis of explicit, written consent.

In addition, principle 3 of the Data Protection Act114 offers further safeguards as it allows 
organisations to hold only “adequate, relevant and not excessive” personal data about an 
individual. This means insurers and mortgage lenders cannot hold more information about 
an individual than they need. The act also requires organisations to identify in advance and 
then request only the minimum amount of data needed for a particular purpose.

The Review Panel concluded that these guidelines, combined with the safeguards offered 
E\�WKH�'DWD�3URWHFWLRQ�$FW�RIIHU�VXIÀFLHQW�WR�SUHYHQW�LQDSSURSULDWH�VKDULQJ�RI�ZKROH�
records with insurers and mortgage lenders.

112�¶&RQÀGHQWLDOLW\��GLVFORVLQJ�LQIRUPDWLRQ�IRU�LQVXUDQFH��HPSOR\PHQW�DQG�VLPLODU�SXUSRVHV·��*HQHUDO�0HGLFDO�&RXQFLO��������VWDWHV�WKDW�

�� ´>*3V@�PXVW�LQIRUP�SDWLHQWV�DERXW�GLVFORVXUHV�IRU�SXUSRVHV�WKH\�ZRXOG�QRW�UHDVRQDEO\�H[SHFW��RU�FKHFN�WKDW�WKH\�KDYH�DOUHDG\�UHFHLYHG�
information about such disclosures”; and

�� ´DV�D�JHQHUDO�UXOH��\RX�VKRXOG�VHHN�D�SDWLHQW·V�H[SUHVV�FRQVHQW�EHIRUH�GLVFORVLQJ�LGHQWLÀDEOH�LQIRUPDWLRQ�IRU�SXUSRVHV�RWKHU�WKDQ�WKH�
SURYLVLRQ�RI�WKHLU�FDUH�RU�ORFDO�FOLQLFDO�DXGLW��VXFK�DV�ÀQDQFLDO�DXGLW�DQG�LQVXUDQFH�RU�EHQHÀWV�FODLPV�µ

� KWWS���ZZZ�JPF�XN�RUJ�&RQÀGHQWLDOLW\BGLVFORVLQJBLQIRBLQVXUDQFHB�����SGIB���������SGI��
113�¶0HGLFDO�LQIRUPDWLRQ�DQG�LQVXUDQFH��-RLQW�JXLGHOLQHV�IURP�WKH�%ULWLVK�0HGLFDO�$VVRFLDWLRQ�DQG�WKH�$VVRFLDWLRQ�RI�%ULWLVK�,QVXUHUV�� 

March 2010’ states:

�� “Consent for disclosure of information is valid only where applicants understand the nature and extent of the information that is being 
UHTXHVWHG��DQG�WKH�XVH�WR�ZKLFK�LW�ZLOO�EH�SXW��,I�GRFWRUV�DUH�LQ�DQ\�GRXEW�DERXW�ZKHWKHU�YDOLG�FRQVHQW�KDV�EHHQ�JLYHQ��WKH\�VKRXOG�FKHFN�
with the applicant.”

� ZZZ�DEL�RUJ�XN�,QIRUPDWLRQ�������SGI
114�KWWS���ZZZ�LFR�JRY�XN�IRUBRUJDQLVDWLRQV�GDWDBSURWHFWLRQ�WKHBJXLGH�LQIRUPDWLRQBVWDQGDUGV�SULQFLSOHB��DVS[
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�����6\VWHP�ZLGH�UHJXODWLRQ
From an information governance perspective, there is currently no method of regulating 
the health and social care system as a whole. There are organisations that regulate 
particular aspects of information governance, notably the Information Commissioner’s 
2IÀFH��ZKLFK�KDV�D�GXW\�WR�HQVXUH�RUJDQLVDWLRQV�DGKHUH�WR�WKH�'DWD�3URWHFWLRQ�$FW��DQG�WKH�
&DUH�4XDOLW\�&RPPLVVLRQ��&4&���7KH�+HDOWK�DQG�6RFLDO�&DUH�$FW������GHVFULEHV�WKH�&4&·V�
UROH�LQ�PRQLWRULQJ�WKH�SURFHVVLQJ�RI�LQIRUPDWLRQ�DFURVV�DOO�SURYLGHUV��PDNLQJ�WKH�UHVXOWV�
NQRZQ�WR�WKH�1+6�&RPPLVVLRQLQJ�%RDUG�DQG�0RQLWRU��3HUKDSV�PRUH�LPSRUWDQWO\��WKH�&4&�
PXVW��LQ�H[HUFLVLQJ�WKRVH�IXQFWLRQV��VHHN�WR�LPSURYH�WKH�SUDFWLFH�IROORZHG�E\�UHJLVWHUHG�
persons in relation to the processing of relevant information.

Given the importance of information governance to public trust and the dependence of the 
health and social care system on data, the Review Panel saw an opportunity for monitoring 
and system wide regulation of information governance. In order to achieve this, the 
following existing components need to be brought together:
�� CQC and the ICO should have a Memorandum of Understanding to allow the sharing of 

any concerns revealed by monitoring. This should include, but not be limited to non-
QRWLÀFDWLRQ�WR�WKH�,&2�RI�DQ�RUJDQLVDWLRQ�SURFHVVLQJ�SHUVRQDO�LQIRUPDWLRQ115 and non-
adoption of a publication scheme under Freedom of Information Act 2000116

�� CQC monitoring should include but not be limited to:
 – data breaches as reported to the boards of health and social care system 

organisations;
 – IDLOXUHV�WR�WDNH�GXH�UHJDUG�IRU�WKH�,QIRUPDWLRQ�&HQWUH�FRGH�IRU�SURFHVVLQJ�
FRQÀGHQWLDO�LQIRUPDWLRQ�

 – DQ\�IDLOXUH�WR�LQIRUP�WKH�SXEOLF�KRZ�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�ZDV�
being disclosed; and

 – failures of sharing or excessive sharing as reported by the Parliamentary and  
Health Service Ombudsman.

�� CQC monitoring of information governance should be reported annually, to allow any 
improvement or deterioration in practice over time to be seen.

�� The CQC annual report and the breaches reported to the ICO from the health and social 
care system should be presented to the Informatics Services Commissioning Group, 
which is responsible for providing advice on commissioning informatics services, 
including information governance, across the health and social care system, where 
DFWLRQ�VKRXOG�EH�WDNHQ�WR�LPSURYH�D�GHWHULRUDWLQJ�VLWXDWLRQ�WKURXJK�WKH�OHDGHUVKLS�RI�
NHS Commissioning Board and Monitor.

115�$OO�RUJDQLVDWLRQV�SURFHVVLQJ�SHUVRQDO�GDWD�DUH�OHJDOO\�UHTXLUHG�WR�UHJLVWHU�ZLWK�WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH��XQOHVV�WKH\�DUH�
H[HPSW���DOO�RUJDQLVDWLRQV�SURYLGLQJ�FDUH�DQG�WKHUHIRUH�UHVSRQVLEOH�IRU�FDUH�UHFRUGV�DUH�UHTXLUHG�WR�UHJLVWHU��VHH� 
KWWS���ZZZ�LFR�JRY�XN�IRUBRUJDQLVDWLRQV�GDWDBSURWHFWLRQ�QRWLÀFDWLRQ�DVS[

116 The obligation on public bodies to have a publication scheme is set out under sections 19 and 20  
KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNSJD���������SDUW�,�FURVVKHDGLQJ�SXEOLFDWLRQ�VFKHPHV��DQG�LV�HQIRUFHDEOH�XQGHU�VHFWLRQ����RI�WKH�)2,$�
KWWS���ZZZ�OHJLVODWLRQ�JRY�XN�XNSJD���������VHFWLRQ���
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7KH�5HYLHZ�3DQHO�KHDUG�WKDW�WKHUH�ZHUH�OLNHO\�WR�EH�D�ODUJH�QXPEHU�RI�QRQ�UHJLVWHUHG�
providers. It would not be realistic to monitor all these providers. Therefore they should 
JDLQ�DFFHVV�WR�FRQÀGHQWLDO�SDWLHQW�LQIRUPDWLRQ�RQO\�WKURXJK�WKH�SDWLHQW�RU�WKHLU�OHJDO�
representative.

13.2 System alignment
The Review Panel is clear that the remit for the Data Protection Act remains with the 
Information Commissioner, but individual breaches or failures to share information by 
registered and regulated health and social care professionals may be a failure of 
professional duty.

7KH�5HYLHZ�3DQHO�FRQFOXGHG�WKDW�WKH�SURIHVVLRQDO�UHJXODWRUV�VKRXOG�EH�LQYROYHG�PRUH�
RIWHQ�LQ�ERWK�VHULRXV�EUHDFKHV�DQG�LQVWDQFHV�RI�SRRU�LQIRUPDWLRQ�VKDULQJ�ZKHQ�LW�LV�
clear it has hampered direct care.

There needs to be a way of holding the health and social care system to account on 
information governance. The Health and Social Care Information Centre will be responsible 
for producing and maintaining a code of practice on collecting, analysing, publishing or 
GLVFORVLQJ�FRQÀGHQWLDO�LQIRUPDWLRQ��(YHU\�RUJDQLVDWLRQ�LQ�WKH�KHDOWK�DQG�VRFLDO�FDUH�V\VWHP�
should conform to this code.

The Review Panel concludes that the Information Centre code of practice should adopt 
the standards and good practice examples contained throughout this report.

Recommendation 21

The Health and Social Care Information Centre’s Code of Practice for processing 
SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�DGRSW�WKH�VWDQGDUGV�DQG�JRRG�SUDFWLFH�JXLGDQFH�
contained within this report.

13.3 Information governance terminology
7KH�5HYLHZ�3DQHO�IRXQG�WKDW�WKH�YDULHW\�RI�GHÀQLWLRQV�DQG�WHUPV�UHODWLQJ�WR�LQIRUPDWLRQ�
and information governance leads to confusion among both professionals and the public. 
This in turn leads to misunderstandings of relevant legal duties and responsibilities and 
FRQWULEXWHV�WR�WKH�ODFN�RI�FRQÀGHQFH�DQG�XQZLOOLQJQHVV�WR�VKDUH�LQIRUPDWLRQ�

7KH�5HYLHZ�3DQHO�UHFRPPHQGV�WKHUH�VKRXOG�EH�DQ�DJUHHG�VHW�RI�WHUPV�DQG�GHÀQLWLRQV�
IRU�LQIRUPDWLRQ�VKDULQJ��LQ�OLQH�ZLWK�OHJDO�GHÀQLWLRQV��IRU�WKH�ZKROH�KHDOWK�DQG�VRFLDO�
FDUH�V\VWHP��7KH�DLP�VKRXOG�EH�WKDW�HYHU\RQH��LQFOXGLQJ�WKH�SXEOLF��VKRXOG�EH�DEOH�WR�
use and understand.
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Recommendation 22

The information governance advisory board to the Informatics Services Commissioning 
Group should ensure that the health and social care system adopts a single set of 
WHUPV�DQG�GHÀQLWLRQV�UHODWLQJ�WR�LQIRUPDWLRQ�JRYHUQDQFH�WKDW�ERWK�VWDII�DQG�WKH�
SXEOLF�FDQ�XQGHUVWDQG��7KHVH�WHUPV�DQG�GHÀQLWLRQV�VKRXOG�EHJLQ�ZLWK�WKRVH�VHW�RXW�LQ�
this document. All education, guidance and documents should use this terminology.

Recommendation 23

The health and social care system requires effective regulation to ensure the safe, 
HIIHFWLYH��DSSURSULDWH�DQG�OHJDO�VKDULQJ�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD��7KLV�SURFHVV�
should be balanced and proportionate and utilise the existing and proposed duties 
within the health and social care system in England. The three minimum components 
of such a system would include:
�� a Memorandum of Understanding between the CQC and the ICO;
�� an annual data sharing report by the CQC and the ICO; and
�� an action plan agreed through the Informatics Services Commissioning Group 

on any remedial actions necessary to improve the situation shown to be 
GHWHULRUDWLQJ�LQ�WKH�&4&�OHG�DQQXDO�¶GDWD�VKDULQJ·�UHSRUW�
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,Q�DGGLWLRQ�WR�WKH�ÀQGLQJV�RI�LQGLYLGXDO�FKDSWHUV��WKH�5HYLHZ�3DQHO�KDV�UHDFKHG�VRPH�
overarching conclusions.

14.1 Redress
The terms of reference for this review included examination of what safeguards exist to 
SURWHFW�SHRSOH·V�FRQÀGHQWLDO�LQIRUPDWLRQ�DQG�ZKDW�PHDQV�RI�UHGUHVV�DUH�DYDLODEOH�LI�
PLVWDNHV�DUH�PDGH��:H�ZHUH�DVNHG�WR�FRQVLGHU�ZKHWKHU�WKH�FXUUHQW�VDIHJXDUGV�DQG�PHDQV�
RI�UHGUHVV�UHPDLQ�VXIÀFLHQW�WR�SURYLGH�DVVXUDQFH�WR�WKH�SXEOLF��ERWK�LQ�WHUPV�RI�WKH�GXW\�RI�
FDUH�DQG�EUHDFKHV�RI�FRQÀGHQFH�

:H�KDYH�GHDOW�ZLWK�WKHVH�LVVXHV�LQ�YDULRXV�FKDSWHUV��EXW�WKH�5HYLHZ�3DQHO�EHOLHYHV�WKH�
question of redress is so important that it is worth drawing the threads together. The list of 
actions below set out how redress should be managed by every organisation in the health 
and social care system in England from 1st April 2013:
�� Individuals affected by a breach must be told what happened, how it happened, what 

ZLOO�EH�GRQH�WR�SXW�PDWWHUV�ULJKW��DQG�EH�JLYHQ�DQ�DSRORJ\��VHFWLRQ������DQG�
UHFRPPHQGDWLRQ����

�� 3HQDOWLHV�VKRXOG�EH�DGPLQLVWHUHG�YLD�WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�ZKLFK�FDQ�
impose civil monetary penalties of up to £500,000 and potentially criminal prosecution 
for serious breaches of the Data Protection Act.

�� If there has been a breach of section 55 of the Data Protection Act, even if the ICO 
GHFLGHV�QRW�WR�SURVHFXWH��WKH�KHDOWK�RU�VRFLDO�FDUH�RUJDQLVDWLRQ�FRQFHUQHG�PXVW�WDNH�
remedial action; and the Care Quality Commission must assure itself that the action 
KDV�EHHQ�WDNHQ�DQG�LV�ÀW�IRU�SXUSRVH�

�� All data breaches should be reported to the organisation’s full senior management 
board; it should report the breaches and the remedial actions in its annual report 
�VHFWLRQ������

�� If there is a complaint or serious incident in which the management or recording of data 
LV�D�VLJQLÀFDQW�IHDWXUH��WKHQ�WKHVH�HYHQWV�VKRXOG�EH�WUHDWHG�DV�GDWD�EUHDFKHV�
�VHFWLRQ�������

�� )DLOXUH�WR�LQIRUP�WKH�SXEOLF�SURSHUO\�RQ�KRZ�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�EHLQJ�
VKDUHG��VHFWLRQ�������UHFRPPHQGDWLRQ�����VKRXOG�EH�DFWLYHO\�PRQLWRUHG�E\�WKH�&DUH�
Quality Commission with a view to securing an improvement in performance, with or 
without the assistance of the NHS Commissioning Board and Monitor.

�� If there is poor professional practice with regard to information sharing that is 
hampering direct care, and if education and professional development fails to 
improve matters, then organisations have a duty to involve the professional’s 
UHJXODWRU��VHFWLRQ�������

The Care Quality Commission’s performance in carrying out its legal duties to monitor data 
sharing practice, inform the NHS Commissioning Board and Monitor, and improve practice 
must be explained in a publication that demonstrates practice is improving.
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Recommendation 24

The Review Panel recommends that the Secretary of State publicly supports the 
redress activities proposed by this review and promulgates actions to ensure that 
they are delivered.

14.2 The Caldicott principles
There was widespread support for the original Caldicott principles, which are as relevant 
and appropriate for the health and social care system today as they were for the NHS in 
1997. However, evidence received during the review has persuaded the Panel of the need 
for some updating, and inclusion of an additional principle.

Professional standards and good practice
The revised list of Caldicott principles therefore reads as follows:

1. Justify the purpose(s) 
(YHU\�SURSRVHG�XVH�RU�WUDQVIHU�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�ZLWKLQ�RU�IURP�DQ�
RUJDQLVDWLRQ�VKRXOG�EH�FOHDUO\�GHÀQHG��VFUXWLQLVHG�DQG�GRFXPHQWHG��ZLWK�
continuing uses regularly reviewed, by an appropriate guardian.

2. 'RQ·W�XVH�SHUVRQDO�FRQÀGHQWLDO�GDWD�XQOHVV�LW�LV�DEVROXWHO\�QHFHVVDU\ 
3HUVRQDO�FRQÀGHQWLDO�GDWD�LWHPV�VKRXOG�QRW�EH�LQFOXGHG�XQOHVV�LW�LV�HVVHQWLDO�IRU�
WKH�VSHFLÀHG�SXUSRVH�V��RI�WKDW�ÁRZ��7KH�QHHG�IRU�SDWLHQWV�WR�EH�LGHQWLÀHG�
VKRXOG�EH�FRQVLGHUHG�DW�HDFK�VWDJH�RI�VDWLVI\LQJ�WKH�SXUSRVH�V��

3. 8VH�WKH�PLQLPXP�QHFHVVDU\�SHUVRQDO�FRQÀGHQWLDO�GDWD 
:KHUH�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�FRQVLGHUHG�WR�EH�HVVHQWLDO��WKH�
LQFOXVLRQ�RI�HDFK�LQGLYLGXDO�LWHP�RI�GDWD�VKRXOG�EH�FRQVLGHUHG�DQG�MXVWLÀHG�VR�
WKDW�WKH�PLQLPXP�DPRXQW�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�LV�WUDQVIHUUHG�RU�
accessible as is necessary for a given function to be carried out.

4. $FFHVV�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�EH�RQ�D�VWULFW�QHHG�WR�NQRZ�EDVLV 
2QO\�WKRVH�LQGLYLGXDOV�ZKR�QHHG�DFFHVV�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�KDYH�
access to it, and they should only have access to the data items that they need 
WR�VHH��7KLV�PD\�PHDQ�LQWURGXFLQJ�DFFHVV�FRQWUROV�RU�VSOLWWLQJ�GDWD�ÁRZV�ZKHUH�
RQH�GDWD�ÁRZ�LV�XVHG�IRU�VHYHUDO�SXUSRVHV�

5. (YHU\RQH�ZLWK�DFFHVV�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�EH�DZDUH�RI�
WKHLU�UHVSRQVLELOLWLHV 
$FWLRQ�VKRXOG�EH�WDNHQ�WR�HQVXUH�WKDW�WKRVH�KDQGOLQJ�SHUVRQDO�FRQÀGHQWLDO�
data — both clinical and non-clinical staff — are made fully aware of their 
UHVSRQVLELOLWLHV�DQG�REOLJDWLRQV�WR�UHVSHFW�SDWLHQW�FRQÀGHQWLDOLW\�
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Professional standards and good practice (continued)
6. Comply with the law 

(YHU\�XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�PXVW�EH�ODZIXO��6RPHRQH�LQ�HDFK�
RUJDQLVDWLRQ�KDQGOLQJ�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�EH�UHVSRQVLEOH�IRU�
ensuring that the organisation complies with legal requirements.

7. 7KH�GXW\�WR�VKDUH�LQIRUPDWLRQ�FDQ�EH�DV�LPSRUWDQW�DV�WKH�GXW\�WR�SURWHFW�
SDWLHQW�FRQÀGHQWLDOLW\ 
+HDOWK�DQG�VRFLDO�FDUH�SURIHVVLRQDOV�VKRXOG�KDYH�WKH�FRQÀGHQFH�WR�VKDUH�
LQIRUPDWLRQ�LQ�WKH�EHVW�LQWHUHVWV�RI�WKHLU�SDWLHQWV�ZLWKLQ�WKH�IUDPHZRUN�VHW�RXW�
by these principles. They should be supported by the policies of their employers, 
regulators and professional bodies.

Recommendation 25

The Review Panel recommends that the revised Caldicott principles should be 
adopted and promulgated throughout the health and social care system.

�����,PSOHPHQWLQJ�WKH�ÀQGLQJV�RI�WKH�,QIRUPDWLRQ�*RYHUQDQFH�
Review
7KH�SULQFLSOHV��FRQFOXVLRQV�DQG�UHFRPPHQGDWLRQV�ZLWKLQ�WKLV�UHSRUW�VHHN�WR�PDLQWDLQ�WKH�
optimum balance between safeguarding patients’ sensitive information and encouraging 
UHVSRQVLEOH�DQG�DSSURSULDWH�VKDULQJ�RI�LQIRUPDWLRQ�IRU�WKH�EHQHÀW�RI�DOO�XVHUV�RI�KHDOWK�DQG�
social care services. The Secretary of State for Health, and the Department of Health, are 
XOWLPDWHO\�DFFRXQWDEOH�IRU�HQVXULQJ�LQIRUPDWLRQ�JRYHUQDQFH�ZRUNV�DFURVV�WKH�V\VWHP�

The Review Panel therefore concludes that the Secretary of State and the Department 
of Health should oversee the implementation of the recommendations of this review, 
and report on the progress made.

Recommendation 26

The Secretary of State for Health should maintain oversight of the recommendations 
from the Information Governance Review and should publish an assessment of the 
implementation of those recommendations within 12 months of the publication of 
WKH�UHYLHZ·V�ÀQDO�UHSRUW�
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Those recommendations are as follows:

14.4 Recommendations of the Information Governance Review

Recommendation 1 (section 2.4)
People must have the fullest possible access to all the electronic care records about 
them, across the whole health and social care system, without charge.

An audit trail that details anyone and everyone who has accessed a patient’s record 
should be made available in a suitable form to patients via their personal health and 
social care records. The Department of Health and NHS Commissioning Board should 
drive a clear plan for implementation to ensure this happens as soon as possible.

Recommendation 2 (sections 3.3 and 3.4)
)RU�WKH�SXUSRVHV�RI�GLUHFW�FDUH��UHOHYDQW�SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�EH�VKDUHG�
among the registered and regulated health and social care professionals who have a 
legitimate relationship with the individual.

Health and social care providers should audit their services against NICE Clinical 
*XLGHOLQH������VSHFLÀFDOO\�DJDLQVW�WKRVH�TXDOLW\�VWDWHPHQWV�FRQFHUQHG�ZLWK�VKDULQJ�
information for direct care.

Recommendation 3 (section 3.5)
The health and social care professional regulators must agree upon and publish the 
conditions under which regulated and registered professionals can rely on implied 
FRQVHQW�WR�VKDUH�SHUVRQDO�FRQÀGHQWLDO�GDWD�IRU�GLUHFW�FDUH��:KHUH�DSSURSULDWH��WKLV�
should be done in consultation with the relevant Royal College. This process should be 
commissioned from the Professional Standards Authority.

Recommendation 4 (sections 3.6 and 3.7)
'LUHFW�FDUH�LV�SURYLGHG�E\�KHDOWK�DQG�VRFLDO�FDUH�VWDII�ZRUNLQJ�LQ�PXOWL�GLVFLSOLQDU\�
¶FDUH�WHDPV·��7KH�5HYLHZ�UHFRPPHQGV�WKDW�UHJLVWHUHG�DQG�UHJXODWHG�VRFLDO�ZRUNHUV�EH�
considered a part of the care team. Relevant information should be shared with 
members of the care team, when they have a legitimate relationship with the patient 
or service user. Providers must ensure that sharing is effective and safe. Commissioners 
must assure themselves on providers’ performance.

Care teams may also contain staff that are not registered with a regulatory authority 
DQG�\HW�XQGHUWDNH�GLUHFW�FDUH��+HDOWK�DQG�VRFLDO�FDUH�SURYLGHU�RUJDQLVDWLRQV�PXVW�
ensure that robust combinations of safeguards are put in place for these staff with 
UHJDUG�WR�WKH�SURFHVVLQJ�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�

Recommendation 5 (section 3.10)
,Q�FDVHV�ZKHQ�WKHUH�LV�D�EUHDFK�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD��WKH�GDWD�FRQWUROOHU��WKH�
individual or organisation legally responsible for the data, must give a full explanation 
RI�WKH�FDXVH�RI�WKH�EUHDFK�ZLWK�WKH�UHPHGLDO�DFWLRQ�EHLQJ�XQGHUWDNHQ�DQG�DQ�DSRORJ\�
WR�WKH�SHUVRQ�ZKRVH�FRQÀGHQWLDOLW\�KDV�EHHQ�EUHDFKHG�
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Recommendation 6 (section 4.6)
The processing of data without a legal basis, where one is required, must be reported 
to the board, or equivalent body of the health or social care organisation involved and 
dealt with as a data breach.

There should be a standard severity scale for breaches agreed across the whole of the 
health and social care system. The board or equivalent body of each organisation in the 
health and social care system must publish all such data breaches. This should be in the 
quality report of NHS organisations, or as part of the annual report or performance 
report for non-NHS organisations. 

Recommendation 7 (section 5.5)
All organisations in the health and social care system should clearly explain to patients 
DQG�WKH�SXEOLF�KRZ�WKH�SHUVRQDO�LQIRUPDWLRQ�WKH\�FROOHFW�FRXOG�EH�XVHG�LQ�GH�LGHQWLÀHG�
form for research, audit, public health and other purposes. All organisations must also 
PDNH�FOHDU�ZKDW�ULJKWV�WKH�LQGLYLGXDO�KDV�RSHQ�WR�WKHP��LQFOXGLQJ�DQ\�DELOLW\�WR�DFWLYHO\�
GLVVHQW��L�H��ZLWKKROG�WKHLU�FRQVHQW��

Recommendation 8 (section 5.5)
&RQVHQW�LV�RQH�ZD\�LQ�ZKLFK�SHUVRQDO�FRQÀGHQWLDO�GDWD�FDQ�EH�OHJDOO\�VKDUHG��,Q�VXFK�
situations people are entitled to have their consent decisions reliably recorded and 
available to be shared whenever appropriate, so their wishes can be respected. In this 
context, the Informatics Services Commissioning Group must develop or commission:
�� guidance for the reliable recording in the care record of any consent decision an 

LQGLYLGXDO�PDNHV�LQ�UHODWLRQ�WR�VKDULQJ�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD��DQG
�� a strategy to ensure these consent decisions can be shared and provide assurance 

that the individual’s wishes are respected. 

Recommendation 9 (section 5.9)
The rights, pledges and duties relating to patient information set out in the NHS 
Constitution should be extended to cover the whole health and social care system.

Recommendation 10 (section 6.5)
7KH�OLQNDJH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD��ZKLFK�UHTXLUHV�D�OHJDO�EDVLV��RU�GDWD�WKDW�KDV�
EHHQ�GH�LGHQWLÀHG��EXW�VWLOO�FDUULHV�D�KLJK�ULVN�WKDW�LW�FRXOG�EH�UH�LGHQWLÀHG�ZLWK�
reasonable effort, from more than one organisation for any purpose other than direct 
care should only be done in specialist, well-governed, independently scrutinised and 
DFFUHGLWHG�HQYLURQPHQWV�FDOOHG�¶DFFUHGLWHG�VDIH�KDYHQV·�

The Health and Social Care Information Centre must detail the attributes of an 
DFFUHGLWHG�VDIH�KDYHQ�LQ�WKHLU�FRGH�IRU�SURFHVVLQJ�FRQÀGHQWLDO�LQIRUPDWLRQ��WR�ZKLFK�
all public bodies must have regard.

The Informatics Services Commissioning Group should advise the Secretary of State on 
granting accredited status, based on the data stewardship requirements in the 
Information Centre code, and subject to the publication of an independent 
external audit. 
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Recommendation 11 (section 7.4)
The Information Centre’s code of practice should establish that an individual’s existing 
ULJKW�WR�REMHFW�WR�WKHLU�SHUVRQDO�FRQÀGHQWLDO�GDWD�EHLQJ�VKDUHG��DQG�WR�KDYH�WKDW�
objection considered, applies to both current and future disclosures irrespective of 
whether they are mandated or permitted by statute.

Both the criteria used to assess reasonable objections and the consistent application of 
those criteria should be reviewed on an ongoing basis.

Recommendation 12 (section 7.6)
The boards or equivalent bodies in the NHS Commissioning Board, clinical 
commissioning groups, Public Health England and local authorities must ensure that 
their organisation has due regard for information governance and adherence to its legal 
DQG�VWDWXWRU\�IUDPHZRUN�

An executive director at board level should be formally responsible for the 
organisation’s standards of practice in information governance, and its performance 
should be described in the annual report or equivalent document.

Boards should ensure that the organisation is competent in information governance 
SUDFWLFH��DQG�DVVXUHG�RI�WKDW�WKURXJK�LWV�ULVN�PDQDJHPHQW��7KLV�PLUURUV�WKH�
arrangements required of provider trusts for some years.

Recommendation 13 (section 8.6)
7KH�6HFUHWDU\�RI�6WDWH�IRU�+HDOWK�VKRXOG�FRPPLVVLRQ�D�WDVN�DQG�ÀQLVK�JURXS�LQFOXGLQJ�
but not limited to the Department of Health, Public Health England, Healthwatch 
England, providers and the Information Centre to determine whether the information 
governance issues in registries and public health functions outside health protection 
DQG�FDQFHU�VKRXOG�EH�FRYHUHG�E\�VSHFLÀF�KHDOWK�VHUYLFH�UHJXODWLRQV�

Recommendation 14 (section 9.2)
Regulatory, professional and educational bodies should ensure that:
�� information governance, and especially best practice on appropriate sharing, is a 

core competency of undergraduate training; and
�� LQIRUPDWLRQ�JRYHUQDQFH��DSSURSULDWH�VKDULQJ��VRXQG�UHFRUG�NHHSLQJ�DQG�WKH�

importance of data quality are part of continuous professional development and are 
assessed as part of any professional revalidation process.

Recommendation 15 (section 9.4.2)
The Department of Health should recommend that all organisations within the health 
DQG�VRFLDO�FDUH�V\VWHP�ZKLFK�SURFHVV�SHUVRQDO�FRQÀGHQWLDO�GDWD��LQFOXGLQJ�EXW�QRW�
limited to local authorities and social care providers as well as telephony and other 
virtual service providers, appoint a Caldicott Guardian and any information governance 
leaders required, and assure themselves of their continuous professional development.
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Recommendation 16 (section 10.3)
Given the number of social welfare initiatives involving the creation or use of family 
records, the Review Panel recommends that such initiatives should be examined in 
detail from the perspective of Article 8 of the Human Rights Act. The Law Commission 
should consider including this in its forthcoming review of the data sharing between 
public bodies.

Recommendation 17 (section 11.2)
The NHS Commissioning Board, clinical commissioning groups and local authorities must 
ensure that health and social care services that offer virtual consultations and/or are 
dependent on medical devices for biometric monitoring are conforming to best practice 
with regard to information governance and will do so in the future.

Recommendation 18 (section 12.8)
The Department of Health and the Department for Education should jointly commission 
D�WDVN�DQG�ÀQLVK�JURXS�WR�GHYHORS�DQG�LPSOHPHQW�D�VLQJOH�DSSURDFK�WR�UHFRUGLQJ�
LQIRUPDWLRQ�DERXW�¶WKH�XQERUQ·�WR�HQDEOH�LQWHJUDWHG��VDIH�DQG�HIIHFWLYH�FDUH�WKURXJK�
the optimum appropriate data sharing between health and social care professionals.

Recommendation 19 (section 12.9)
All health and social care organisations must publish in a prominent and 
accessible form:
�� D�GHVFULSWLRQ�RI�WKH�SHUVRQDO�FRQÀGHQWLDO�GDWD�WKH\�GLVFORVH�
�� D�GHVFULSWLRQ�RI�WKH�GH�LGHQWLÀHG�GDWD�WKH\�GLVFORVH�RQ�D�OLPLWHG�EDVLV�
�� who the disclosure is to; and
�� the purpose of the disclosure.

Recommendation 20 (section 12.10)
The Department of Health should lead the development and implementation of a 
standard template that all health and social care organisations can use when creating 
data controller to data controller data sharing agreements. The template should 
ensure that agreements meet legal requirements and require minimum resources 
to implement.

Recommendation 21 (section 13.2)
The Health and Social Care Information Centre’s Code of Practice for processing 
SHUVRQDO�FRQÀGHQWLDO�GDWD�VKRXOG�DGRSW�WKH�VWDQGDUGV�DQG�JRRG�SUDFWLFH�JXLGDQFH�
contained within this report.

Recommendation 22 (section 13.3)
The information governance advisory board to the Informatics Services Commissioning 
Group should ensure that the health and social care system adopts a single set of terms 
DQG�GHÀQLWLRQV�UHODWLQJ�WR�LQIRUPDWLRQ�JRYHUQDQFH�WKDW�ERWK�VWDII�DQG�WKH�SXEOLF�FDQ�
XQGHUVWDQG��7KHVH�WHUPV�DQG�GHÀQLWLRQV�VKRXOG�EHJLQ�ZLWK�WKRVH�VHW�RXW�LQ�WKLV�
document. All education, guidance and documents should use this terminology.
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Recommendation 23 (section 13.3)
The health and social care system requires effective regulation to ensure the safe, 
HIIHFWLYH��DSSURSULDWH�DQG�OHJDO�VKDULQJ�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD��7KLV�SURFHVV�
should be balanced and proportionate and utilise the existing and proposed duties 
within the health and social care system in England. The three minimum components of 
such a system would include:
�� a Memorandum of Understanding between the CQC and the ICO;
�� an annual data sharing report by the CQC and the ICO; and
�� an action plan agreed through the Informatics Services Commissioning Group on any 

remedial actions necessary to improve the situation shown to be deteriorating in the 
&4&�OHG�DQQXDO�¶GDWD�VKDULQJ·�UHSRUW�

Recommendation 24 (section 14.1)
The Review Panel recommends that the Secretary of State publicly supports the redress 
activities proposed by this review and promulgates actions to ensure that they are 
delivered.

Recommendation 25 (section 14.2)
The Review Panel recommends that the revised Caldicott principles should be adopted 
and promulgated throughout the health and social care system.

Recommendation 26 (section 14.3)
The Secretary of State for Health should maintain oversight of the recommendations 
from the Information Governance Review and should publish an assessment of the 
implementation of those recommendations within 12 months of the publication of the 
UHYLHZ·V�ÀQDO�UHSRUW�
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Aggregated data: Statistical data about several individuals that has been combined to 
show general trends or values without identifying individuals within the data.

Anonymisation: The process of rendering data into a form which does not identify 
LQGLYLGXDOV�DQG�ZKHUH�LGHQWLÀFDWLRQ�LV�QRW�OLNHO\�WR�WDNH�SODFH�

Audit:�$Q�DXGLW�LV�DQ�RIÀFLDO�LQWHUQDO�RU�H[WHUQDO�H[DPLQDWLRQ�RI�DQ�RUJDQLVDWLRQ��6HH�
¶&OLQLFDO�DXGLW·�DQG�¶,QGHSHQGHQW�DXGLW·�

Audit trail:�$Q�DXGLW�WUDLO��RU�DXGLW�ORJ��LV�D�UHFRUG�RI�HYHU\RQH�ZKR�KDV�ORRNHG�DW�RU�
changed a record, why and when they did so and what changes they made.

Caldicott Guardian:�$�VHQLRU�SHUVRQ�UHVSRQVLEOH�IRU�SURWHFWLQJ�WKH�FRQÀGHQWLDOLW\�RI�
patient and service user information and enabling appropriate information sharing by 
providing advice to professionals and staff.

Care at home: Social care services provided to a person who remains in their own home; 
DOVR�NQRZQ�DV�¶GRPLFLOLDU\�FDUH·��7KLV�FDUH�LV�XVXDOO\�SXUFKDVHG�E\�6RFLDO�6HUYLFHV�RQ�EHKDOI�
of an individual following an assessment of their needs or is bought directly by someone if 
they are funding their own care.

Care pathway: A care pathway is anticipated care placed in an appropriate time frame, 
written and agreed by a multi-disciplinary team. It has locally agreed standards based on 
HYLGHQFH�ZKHUH�DYDLODEOH�WR�KHOS�D�SDWLHQW�ZLWK�D�VSHFLÀF�FRQGLWLRQ�RU�GLDJQRVLV�PRYH�
SURJUHVVLYHO\�WKURXJK�WKH�FOLQLFDO�WUHDWPHQW��¶:KROH�FDUH�SDWKZD\V·�UHIHU�WR�WKH�HQG�WR�
end process of care for particular conditions from the point of entry to the point of 
departure from care.

Carer: An individual who provides unpaid care to a patient or service user, most commonly 
D�PHPEHU�RI�WKHLU�IDPLO\�RU�IULHQG��)RU�SDLG�ZRUNHUV��WKH�WHUP�¶FDUH�ZRUNHU·�VKRXOG�
be used.

Care records: Care records are personal records. They comprise documentary and other 
UHFRUGV�FRQFHUQLQJ�DQ�LQGLYLGXDO��ZKHWKHU�OLYLQJ�RU�GHDG��ZKR�FDQ�EH�LGHQWLÀHG�IURP�WKHP�
and relating:
�� to the individual’s physical or mental health;
�� to spiritual counselling or assistance given or to be given to the individual; or
�� to counselling or assistance given or to be given to the individual, for the purposes of 

their personal welfare, by any voluntary organisation or by any individual who:
²� E\�UHDVRQ�RI�WKH�LQGLYLGXDO·V�RIÀFH�RU�RFFXSDWLRQ�KDV�UHVSRQVLELOLWLHV�IRU�WKHLU�

personal welfare; or
– by an order of a court has responsibilities for the individual’s supervision.

7KLV�UHFRUG�PD\�EH�KHOG�HOHFWURQLFDOO\�RU�LQ�D�SDSHU�ÀOH�RU�D�FRPELQDWLRQ�RI�ERWK�
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Care team: The health and/or social care professionals and staff that directly provide or 
VXSSRUW�FDUH�WR�DQ�LQGLYLGXDO��VHH�VHFWLRQV�����DQG������

&DUH�ZRUNHU� An individual who is paid to care for a service user. People who are not paid 
are referred to as carers.

Child protection:�7KH�SURFHVV�RI�SURWHFWLQJ�LQGLYLGXDO�FKLOGUHQ�LGHQWLÀHG�DV�HLWKHU�
VXIIHULQJ��RU�OLNHO\�WR�VXIIHU��VLJQLÀFDQW�KDUP�DV�D�UHVXOW�RI�DEXVH�RU�QHJOHFW��

Children and young persons (or young people):�3HRSOH�XQGHU�����¶<RXQJ�SHUVRQV·�
UHIHUV�WR�\RXQJ�SHRSOH�ZKHUH�)UDVHU��*LOOLFN��FRPSHWHQF\�LV�D�FRQVLGHUDWLRQ��VHH�)UDVHU�
*XLGHOLQHV�IRU�&RPSHWHQF\��

Clinical audit: Clinical audit is a tool for improving practice, patient care or services 
provided. It is used to measure current practice and care against a set of explicit standards 
RU�FULWHULD��LGHQWLI\�DUHDV�IRU�LPSURYHPHQW��PDNH�FKDQJHV�WR�SUDFWLFH�DQG�UH�DXGLW�WR�
HQVXUH�WKDW�LPSURYHPHQW�KDV�EHHQ�DFKLHYHG��7KH�ÀQGLQJV�RI�WKH�FOLQLFDO�DXGLW�SURYLGH�
evidence of the quality of practice and care117.

Commissioning (and commissioners): Commissioning is essentially buying care in line 
with available resources to ensure that services meet the needs of the population. The 
process of commissioning includes assessing the needs of the population, selecting service 
providers and ensuring that these services are safe, effective, people-centred and of high 
quality. Commissioners are responsible for commissioning services.

&RPPRQ�$VVHVVPHQW�)UDPHZRUN��&RPPRQ�$VVHVVPHQW�)UDPHZRUNV�DUH�VKDUHG��
integrated approaches to assessing the health, social care and wider support needs of 
LQGLYLGXDOV��6HSDUDWH�&RPPRQ�$VVHVVPHQW�)UDPHZRUNV�H[LVW�IRU�ERWK�DGXOWV�DQG�IRU�
children and young people.

&RQÀGHQWLDO�GDWD�RU�LQIRUPDWLRQ��6HH�¶3HUVRQDO�FRQÀGHQWLDO�GDWD·�

Consent: See section 3.2.

Continuing care: Care provided over an extended period of time to a person aged 18 or 
over to meet physical or mental health needs which have arisen as the result of disability, 
accident or illness. It may involve both health and social care services. The healthcare 
services are funded by the NHS and the social care services are funded by the local 
authority and/or the service user.

117 NICE guidance.
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Data:�4XDOLWDWLYH�RU�TXDQWLWDWLYH�VWDWHPHQWV�RU�QXPEHUV�WKDW�DUH��RU�DUH�DVVXPHG�WR�EH��
IDFWXDO��'DWD�PD\�EH�UDZ�RU�SULPDU\�GDWD��H�J��GLUHFW�IURP�PHDVXUHPHQW���RU�GHULYDWLYH�RI�
primary data, but are not yet the product of analysis or interpretation other than 
calculation118.

'DWD�EUHDFK� Any failure to meet the requirements of the Data Protection Act, unlawful 
GLVFORVXUH�RU�PLVXVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�DQG�DQ�LQDSSURSULDWH�LQYDVLRQ�RI�
people’s privacy.

Data controller:�$�SHUVRQ��LQGLYLGXDO�RU�RUJDQLVDWLRQ��ZKR�GHWHUPLQHV�WKH�SXUSRVHV�IRU�
ZKLFK�DQG�WKH�PDQQHU�LQ�ZKLFK�DQ\�SHUVRQDO�FRQÀGHQWLDO�GDWD�DUH�RU�ZLOO�EH�SURFHVVHG��
Data controllers must ensure that any processing of personal data for which they are 
responsible complies with the Act119.
�� Joint data controllers control how data is processed jointly i.e. they must agree and 

PDNH�VXFK�GHFLVLRQV�WRJHWKHU�
�� Data controllers in common agree to pool data and are both responsible for how it is 

used but each may process the data independently for its own purposes. All of the data 
controllers in common are still responsible for ensuring it is adequately protected.

Data loss:�$�EUHDFK�RI�SULQFLSOH���RI�WKH�'3$�RU�DQ�LQDSSURSULDWH�EUHDNLQJ�RI�
FRQÀGHQWLDOLW\�

Data processor:�,Q�UHODWLRQ�WR�SHUVRQDO�GDWD��PHDQV�DQ\�SHUVRQ��RWKHU�WKDQ�DQ�HPSOR\HH�
RI�WKH�GDWD�FRQWUROOHU��ZKR�SURFHVVHV�WKH�GDWD�RQ�EHKDOI�RI�WKH�GDWD�FRQWUROOHU��'DWD�
processors are not directly subject to the Data Protection Act. But the Information 
Commissioner recommends that organisations should choose data processors carefully and 
have in place effective means of monitoring, reviewing and auditing their processing and a 
ZULWWHQ�FRQWUDFW��GHWDLOLQJ�WKH�LQIRUPDWLRQ�JRYHUQDQFH�UHTXLUHPHQWV��PXVW�EH�LQ�SODFH�WR�
ensure compliance with principle 7 of the Data Protection Act.

'H�DQRQ\PLVDWLRQ��6HH�¶5H�LGHQWLÀFDWLRQ·�

'H�LGHQWLÀHG�GDWD��7KLV�UHIHUV�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD��ZKLFK�KDV�EHHQ�WKURXJK�
anonymisation in a manner conforming to the ICO Anonymisation code of practice. There 
DUH�WZR�FDWHJRULHV�RI�GH�LGHQWLÀHG�GDWD�
�� 'H�LGHQWLÀHG�GDWD�IRU�OLPLWHG�DFFHVV��WKLV�LV�GHHPHG�WR�KDYH�D�KLJK�ULVN�RI�

UH�LGHQWLÀFDWLRQ�LI�SXEOLVKHG��EXW�D�ORZ�ULVN�LI�KHOG�LQ�DQ�DFFUHGLWHG�VDIH�KDYHQ�
DQG�VXEMHFW�WR�FRQWUDFWXDO�SURWHFWLRQ�WR�SUHYHQW�UH�LGHQWLÀFDWLRQ�

�� $QRQ\PLVHG�GDWD�IRU�SXEOLFDWLRQ��WKLV�LV�GHHPHG�WR�KDYH�D�ORZ�ULVN�RI�
UH�LGHQWLÀFDWLRQ��HQDEOLQJ�SXEOLFDWLRQ�

118�5R\DO�6RFLHW\��������6FLHQFH�DV�DQ�RSHQ�HQWHUSULVH�
119�7DNHQ�IURP�WKH�'DWD�3URWHFWLRQ�$FW�DQG�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�GHÀQLWLRQV�
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Demographic data: Information relating to the general characteristics of an individual or 
population e.g. ethnicity, gender, geographical location, socio-economic status.

Direct care: A clinical, social or public health activity concerned with the prevention, 
investigation and treatment of illness and the alleviation of suffering of individuals. It 
includes supporting individuals’ ability to function and improve their participation in life 
and society. It includes the assurance of safe and high quality care and treatment through 
local audit, the management of untoward or adverse incidents, person satisfaction 
LQFOXGLQJ�PHDVXUHPHQW�RI�RXWFRPHV�XQGHUWDNHQ�E\�RQH�RU�PRUH�UHJLVWHUHG�DQG�UHJXODWHG�
health or social care professionals and their team with whom the individual has a 
legitimate relationship for their care.

Epidemiology: The study of the frequency, distribution and cause of disease in order to 
ÀQG�ZD\V�RI�SUHYHQWLRQ�DQG�FRQWURO��,W�LQFOXGHV�VRFLDO�DQG�HQYLURQPHQWDO�IDFWRUV�WKDW�
LQÁXHQFH�D�GLVHDVH120.

Fraser Guidelines for Competency: A set of guidelines used by clinicians to determine 
whether a young person is mature and capable of understanding the issues and 
FRQVHTXHQFHV�RI�D�GHFLVLRQ�DQG�EHLQJ�DEOH�WR�HYDOXDWH�UHOHYDQW�LQIRUPDWLRQ�DQG�PDNH�D�
UHDVRQHG�GHFLVLRQ�IRU�WKHPVHOYHV��$OVR�VRPHWLPHV�UHIHUUHG�WR�DV�*LOOLFN�FRPSHWHQF\�

Genetic information: Genetic information is information about the genotype, or 
heritable characteristics of individuals obtained by direct analysis of DNA, or by other 
ELRFKHPLFDO�WHVWLQJ��*HQHWLF�LQIRUPDWLRQ�LQ�LWVHOI�LV�QRW�DOZD\V�LGHQWLÀDEOH��SHUVRQDO�
JHQHWLF�LQIRUPDWLRQ�UHIHUV�WR�LQIRUPDWLRQ�DERXW�WKH�JHQHWLF�PDNH�XS�RI�DQ�
LGHQWLÀDEOH�SHUVRQ121.

Genome: The total genetic complement of an individual.

+HDOWK�VHUYLFH�ERG\��2UJDQLVDWLRQV��RU�LQGLYLGXDOV��ZLWK�VSHFLÀF�IXQFWLRQV��REOLJDWLRQV�
DQG�SRZHUV�GHÀQHG�LQ�ODZ��,Q�(QJODQG��WKH�KHDOWK�VHUYLFH�ERGLHV�IURP���$SULO������DUH��WKH�
6HFUHWDU\�RI�6WDWH�IRU�+HDOWK��LQFOXGHV�WKH�'HSDUWPHQW�RI�+HDOWK��DQG�LWV�([HFXWLYH�
DJHQFLHV�VXFK�DV�3XEOLF�+HDOWK�(QJODQG�DQG�WKH�0+5$���WKH�1+6�&RPPLVVLRQLQJ�%RDUG��
FOLQLFDO�FRPPLVVLRQLQJ�JURXSV��1+6�7UXVWV��LQFOXGLQJ�)RXQGDWLRQ�7UXVWV���VSHFLDO�KHDOWK�
authorities such as the NHS Business Services Authority, CQC, NICE, and the Health and 
Social Care Information Centre. Local authorities are not health service bodies.

Honorary/seconded staff:�6WDII�ZRUNLQJ�LQ�WKH�RQH�RUJDQLVDWLRQ�H�J��D�KRVSLWDO��EXW�
employed by other organisations e.g. a university. Another example would be where social 
ZRUNHUV�HPSOR\HG�E\�WKH�ORFDO�DXWKRULW\�DUH�EDVHG�LQ�D�KRVSLWDO�WR�ZRUN�DORQJVLGH�KHDOWK�
professionals. The agreement between the two organisations ensures that in the event that 
WKH�LQGLYLGXDO�EUHDFKHV�KRVW�RUJDQLVDWLRQ�UXOHV�DQG�SURFHGXUHV�WKHLU�HPSOR\HU�ZLOO�WDNH�
appropriate disciplinary action on behalf of the host organisation.

120�KWWS���JHQRPH�ZHOOFRPH�DF�XN�UHVRXUFHV�JORVVDU\
121�7KH�+XPDQ�*HQHWLFV�&RPPLVVLRQ�LGHQWLÀHG�IRXU�FDWHJRULHV�RI�SHUVRQDO�JHQHWLF�LQIRUPDWLRQ��REVHUYDEOH�RU�SULYDWH�LQIRUPDWLRQ�DQG�VHQVLWLYH�

or non-sensitive genetic information. The Commission concluded that not all personal genetic information should be treated in the same way 
in every set of circumstances. 
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,GHQWLÀDEOH�LQIRUPDWLRQ��6HH�¶3HUVRQDO�FRQÀGHQWLDO�GDWD·�

,GHQWLÀHU��$Q�LWHP�RI�GDWD��ZKLFK�E\�LWVHOI�RU�LQ�FRPELQDWLRQ�ZLWK�RWKHU�LGHQWLÀHUV�
HQDEOHV�DQ�LQGLYLGXDO�WR�EH�LGHQWLÀHG��([DPSOHV�DUH�LQFOXGHG�LQ�$SSHQGL[���

Independent audit: An audit conducted by an external and therefore independent 
DXGLWRU�WR�SURYLGH�JUHDWHU�SXEOLF�DVVXUDQFH��6HH�¶$XGLW·�DQG�¶&OLQLFDO�DXGLW·�

Indirect care: Activities that contribute to the overall provision of services to a 
population as a whole or a group of patients with a particular condition, but which fall 
outside the scope of direct care. It covers health services management, preventative 
PHGLFLQH��DQG�PHGLFDO�UHVHDUFK��([DPSOHV�RI�DFWLYLWLHV�ZRXOG�EH�ULVN�SUHGLFWLRQ�DQG�
VWUDWLÀFDWLRQ��VHUYLFH�HYDOXDWLRQ��QHHGV�DVVHVVPHQW��ÀQDQFLDO�DXGLW�

Individual funding request: A request to a clinical commissioning group to fund 
healthcare for an individual which falls outside the range of services and treatments that 
the clinical commissioning group has agreed to commission.

Information: Information is the “output of some process that summarises, interprets or 
otherwise represents data to convey meaning.” Data becomes information when it is 
combined in ways that have the potential to reveal patterns in the phenomenon122.

Information governance: How organisations manage the way information and data are 
handled within the health and social care system in England. It covers the collection, use, 
access and decommissioning as well as requirements and standards organisations and their 
VXSSOLHUV�QHHG�WR�DFKLHYH�WR�IXOÀO�WKH�REOLJDWLRQV�WKDW�LQIRUPDWLRQ�LV�KDQGOHG�OHJDOO\��
VHFXUHO\��HIÀFLHQWO\��HIIHFWLYHO\�DQG�LQ�D�PDQQHU�ZKLFK�PDLQWDLQV�SXEOLF�WUXVW�

Information governance specialist:�$�VWDII�PHPEHU�VSHFLÀFDOO\�DSSRLQWHG�WR�SURYLGH�
advice, guidance and governance in relation to legal requirements such as the duty of 
FRQÀGHQFH�DQG�GDWD�SURWHFWLRQ��WKH�OHJDO�EDVLV�IRU�LQIRUPDWLRQ�VKDULQJ��NH\�UHTXLUHPHQWV�
in relation to information security, record management, and freedom of information.

Legitimate relationship: The legal relationship that exists between an individual and the 
health and social care professionals and staff providing or supporting their care.

/LQNDJH� The merging of information or data from two or more sources with the object of 
consolidating facts concerning an individual or an event that are not available in any 
separate record.

Never events:�¶1HYHU�HYHQWV·�DUH�YHU\�VHULRXV��ODUJHO\�SUHYHQWDEOH�SDWLHQW�VDIHW\�
incidents that should not occur if the relevant preventative measures have been put in 
place123. The list is updated annually and includes for example wrong site surgery and 
wrong route administration of chemotherapy.

122�7DNHQ�IURP�5R\DO�6RFLHW\��������¶6FLHQFH�DV�DQ�RSHQ�HQWHUSULVH·�
123�7DNHQ�IURP�'HSDUWPHQW�RI�+HDOWK��KWWS���ZZZ�GK�JRY�XN�HQ�3XEOLFDWLRQVDQGVWDWLVWLFV�3XEOLFDWLRQV�3XEOLFDWLRQV3ROLF\$QG*XLGDQFH�

'+B������
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3HUVRQDO�FRQÀGHQWLDO�GDWD��7KLV�WHUP�GHVFULEHV�SHUVRQDO�LQIRUPDWLRQ�DERXW�LGHQWLÀHG�RU�
LGHQWLÀDEOH�LQGLYLGXDOV��ZKLFK�VKRXOG�EH�NHSW�SULYDWH�RU�VHFUHW��)RU�WKH�SXUSRVHV�RI�WKLV�
UHYLHZ�¶3HUVRQDO·�LQFOXGHV�WKH�'3$�GHÀQLWLRQ�RI�SHUVRQDO�GDWD��EXW�LW�LV�DGDSWHG�WR�LQFOXGH�
GHDG�DV�ZHOO�DV�OLYLQJ�SHRSOH�DQG�¶FRQÀGHQWLDO·�LQFOXGHV�ERWK�LQIRUPDWLRQ�¶JLYHQ�LQ�
FRQÀGHQFH·�DQG�¶WKDW�ZKLFK�LV�RZHG�D�GXW\�RI�FRQÀGHQFH·�DQG�LV�DGDSWHG�WR�LQFOXGH�
¶VHQVLWLYH·�DV�GHÀQHG�LQ�WKH�'DWD�3URWHFWLRQ�$FW�

Personal data:�'DWD�ZKLFK�UHODWH�WR�D�OLYLQJ�LQGLYLGXDO�ZKR�FDQ�EH�LGHQWLÀHG�IURP�WKRVH�
GDWD��RU�IURP�WKRVH�GDWD�DQG�RWKHU�LQIRUPDWLRQ�ZKLFK�LV�LQ�WKH�SRVVHVVLRQ�RI��RU�LV�OLNHO\�WR�
come into the possession of, the data controller, and includes any expression of opinion 
about the individual and any indication of the intentions of the data controller or any other 
person in respect of the individual.

Personal information:�6HH�¶3HUVRQDO�FRQÀGHQWLDO�GDWD·�

3HUVRQDO�UHFRUG�SHUVRQDO�KHDOWK�DQG�ZHOOEHLQJ�UHFRUG��6HH�¶&DUH�UHFRUGV·�

3RWHQWLDOO\�LGHQWLÀDEOH��6HH�¶'H�LGHQWLÀHG�GDWD�IRU�OLPLWHG�DFFHVV·�

Primary care: Primary care refers to services provided by GP practices, dental practices, 
community pharmacies and high street optometrists.

Privacy impact assessment: A systematic and comprehensive process for determining 
WKH�SULYDF\��FRQÀGHQWLDOLW\�DQG�VHFXULW\�ULVNV�DVVRFLDWHG�ZLWK�WKH�FROOHFWLRQ��XVH�DQG�
disclosure for personal data prior to the introduction of or a change to a policy, process 
or procedure.

Processing: Processing in relation to information or data, means obtaining, recording or 
holding the information or data or carrying out any operation or set of operations on the 
information or data, including:
�� organisation, adaptation or alteration of the information or data;
�� retrieval, consultation or use of the information or data;
�� GLVFORVXUH�RI�WKH�LQIRUPDWLRQ�RU�GDWD�E\�WUDQVPLVVLRQ��GLVVHPLQDWLRQ�RU�RWKHUZLVH�PDNLQJ�

available; or
�� DOLJQPHQW��FRPELQDWLRQ��EORFNLQJ��HUDVXUH�RU�GHVWUXFWLRQ�RI�WKH�LQIRUPDWLRQ�RU�GDWD�

Pseudonymisation: The process of distinguishing individuals in a data set by using a 
XQLTXH�LGHQWLÀHU��ZKLFK�GRHV�QRW�UHYHDO�WKHLU�¶UHDO�ZRUOG·�LGHQWLW\��VHH�DOVR�
¶$QRQ\PLVDWLRQ·�DQG�¶'H�LGHQWLÀHG·�GDWD��

3XEOLF�LQWHUHVW��6RPHWKLQJ�¶LQ�WKH�SXEOLF�LQWHUHVW·�LV�VRPHWKLQJ�WKDW�VHUYHV�WKH�LQWHUHVWV�
RI�VRFLHW\�DV�D�ZKROH��7KH�¶SXEOLF�LQWHUHVW�WHVW·�LV�XVHG�WR�GHWHUPLQH�ZKHWKHU�WKH�EHQHÀW�
of disclosing sensitive information outweighs the personal interest of the individual 
FRQFHUQHG�DQG�WKH�QHHG�WR�SURWHFW�WKH�SXEOLF·V�WUXVW�LQ�WKH�FRQÀGHQWLDOLW\�RI�VHUYLFHV�
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5H�LGHQWLÀFDWLRQ� The process of analysing data or combining it with other data with the 
UHVXOW�WKDW�LQGLYLGXDOV�EHFRPH�LGHQWLÀDEOH��$OVR�NQRZQ�DV�¶GH�DQRQ\PLVDWLRQ·�

Safeguarding: The process of protecting children and vulnerable adults from abuse or 
neglect, preventing impairment of their health and development, and ensuring they live in 
circumstances consistent with the provision of safe and effective care. It enables children 
to have optimum life chances and enter adulthood successfully and adults to retain 
independence, wellbeing and choice and to access their human right to live a life that is 
free from abuse and neglect.

Safe haven: An accredited organisation with a secure electronic environment in which 
SHUVRQDO�FRQÀGHQWLDO�GDWD�DQG�RU�GH�LGHQWLÀHG�GDWD�FDQ�EH�REWDLQHG�DQG�PDGH�DYDLODEOH�
WR�XVHUV��JHQHUDOO\�LQ�GH�LGHQWLÀHG�IRUP��$Q�DFFUHGLWHG�VDIH�KDYHQ�ZLOO�QHHG�D�VHFXUH�OHJDO�
EDVLV�WR�KROG�DQG�SURFHVV�SHUVRQDO�FRQÀGHQWLDO�GDWD��'H�LGHQWLÀHG�GDWD�FDQ�EH�KHOG�XQGHU�
FRQWUDFW�ZLWK�REOLJDWLRQV�WR�VDIHJXDUG�WKH�GDWD��VHH�VHFWLRQ������

Screening
Screening is a process of identifying apparently healthy people who may be at increased 
ULVN�RI�D�GLVHDVH�RU�FRQGLWLRQ��7KH\�FDQ�WKHQ�EH�RIIHUHG�LQIRUPDWLRQ��IXUWKHU�WHVWV�DQG�
DSSURSULDWH�WUHDWPHQW�WR�UHGXFH�WKHLU�ULVN�DQG�RU�DQ\�FRPSOLFDWLRQV�DULVLQJ�IURP�WKH�
disease or condition.

Sensitive personal data: 'DWD�WKDW�LGHQWLÀHV�D�OLYLQJ�LQGLYLGXDO�FRQVLVWLQJ�RI�LQIRUPDWLRQ�
as to his or her: racial or ethnic origin, political opinions, religious beliefs or other beliefs 
of a similar nature, membership of a trade union, physical or mental health or condition, 
sexual life, convictions, legal proceedings against the individual or allegations of offences 
FRPPLWWHG�E\�WKH�LQGLYLGXDO��6HH�DOVR�¶3HUVRQDO�FRQÀGHQWLDO�GDWD·�

Serious incident: A serious event that has led, or may have led to harm to patients, 
service users or staff — this can apply to both clinical safety incidents and data incidents. 
$OVR�FDOOHG�¶VHULRXV�XQWRZDUG�LQFLGHQWV·�

Service user: An individual receiving social care services.

Specialist commissioning: This relates to the purchasing and planning of specialised 
VHUYLFHV�IRU�GLVHDVHV�DQG�GLVRUGHUV��6SHFLDOLVHG�VHUYLFHV�DUH�GHÀQHG�LQ�ODZ�DV�WKRVH�VHUYLFHV�
with a planning population of more than one million people. The NHS Commissioning Board 
is responsible for commissioning specialised services.

Third party: In relation to personal data, any person other than the subject of the data, 
the data controller, or a data processor.

8QERUQ��)RHWXVHV�EHWZHHQ����ZHHNV�JHVWDWLRQ�DQG�ELUWK��'LIIHUHQW�DSSURDFKHV�DUH�WDNHQ�
EHWZHHQ�KHDOWK�DQG�VRFLDO�FDUH�LQ�UHODWLRQ�WR�UHFRUG�NHHSLQJ�UHODWLQJ�WR�¶WKH�XQERUQ·�
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Clive Thomas
Theme lead

Karen Thomson
Information governance lead

Richard Wild
Review director



135

Appendix 2: Information Governance Review 
— terms of reference

The Review will examine:
�� the current and future purposes for which patient and social care service user 

LQIRUPDWLRQ�PD\�EH�XVHG��LQ�SDUWLFXODU��DV�QHHGHG�WR�IXOÀO�WKH�UHTXLUHPHQWV�RI�WKH�
Health and Social Care Act 2012;

�� WKH�LQIRUPDWLRQ�ÁRZV�QHHGHG�WR�VXSSRUW�WKHVH�SXUSRVHV�ZKHUH�WKH\�UHTXLUH�LQIRUPDWLRQ�
ZKLFK�PD\�EH�LGHQWLÀDEOH�

�� how the Government’s Open Data policy may be facilitated while protecting the 
FRQÀGHQWLDOLW\��SULYDF\�DQG�VHFXULW\�RI�SHUVRQDO�LQIRUPDWLRQ�

�� when explicit consent for information sharing needs to be sought and recorded, and 
when may consent reliably be implied and objection/active dissent recorded;

�� when should anonymised and pseudonymised data be used;
�� when may statutory support or public interest be relied upon, and when should 

statutory support be sought;
�� current guidance/requirements with regards to the publication of statistical analyses 

that are based on small numerator or denominator sizes;
�� information governance education and training for staff to ensure that they have the 

FRQÀGHQFH�WR�VKDUH�LQIRUPDWLRQ�DSSURSULDWHO\�
�� current information governance requirements and reporting for organisations, and to 

consider whether these remain appropriate both for the new and continuing 
organisational structures;

�� current national information governance roles and responsibilities, and to consider how 
to ensure effective, system wide information governance, following implementation of 
the Health and Social Care Act 2012;

�� what is currently communicated to patients, service users and the public about how 
their information is used, and what needs to be communicated in future;

�� FXUUHQW�VDIHJXDUGV�DQG�PHDQV�RI�UHGUHVV��DQG�WR�FRQVLGHU�ZKHWKHU�WKH\�UHPDLQ�VXIÀFLHQW�
to provide assurance to the public both in terms of the duty of care and breaches 
RI�FRQÀGHQFH��DQG

�� the potential for facilitation of patient and service user control over their personal data 
through technology.
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Appendix 3: Excerpt from NICE Clinical 
Guideline 138

These quality statements are from the NICE quality standard on Patient experience in adult 
NHS services: improving the experience of care for people using adult NHS services in 
(QJODQG�>&*���@�

Quality statement
1 Patients experience co-ordinated care with clear and accurate information 

exchange between relevant health and social care professionals.

2 Patients’ preferences for sharing information with their partner, family members 
and/or carers are established, respected and reviewed throughout their care.

3 &ODULI\�ZLWK�WKH�SDWLHQW�DW�WKH�ÀUVW�SRLQW�RI�FRQWDFW�ZKHWKHU�DQG�KRZ�WKH\�ZRXOG�
OLNH�WKHLU�SDUWQHU��IDPLO\�PHPEHUV�DQG�RU�FDUHUV�WR�EH�LQYROYHG�LQ�NH\�GHFLVLRQV�
about the management of their condition. Review this regularly. If the patient 
agrees, share information with their partner, family members and/or carers.

4 Ensure clear and timely exchange of patient information: between healthcare 
SURIHVVLRQDOV��SDUWLFXODUO\�DW�WKH�SRLQW�RI�DQ\�WUDQVLWLRQV�LQ�FDUH��EHWZHHQ�
KHDOWKFDUH�DQG�VRFLDO�FDUH�SURIHVVLRQDOV��ZLWK�WKH�SDWLHQW·V�FRQVHQW��

5 *LYH�WKH�SDWLHQW��DQG�WKHLU�IDPLO\�PHPEHUV�DQG�RU�FDUHUV�LI�DSSURSULDWH��
information about what to do and who to contact in different situations, such as 
¶RXW�RI�KRXUV·�RU�LQ�DQ�HPHUJHQF\�

6 3DWLHQWV�DUH�DFWLYHO\�LQYROYHG�LQ�VKDUHG�GHFLVLRQ�PDNLQJ�DQG�VXSSRUWHG�E\�
KHDOWKFDUH�SURIHVVLRQDOV�WR�PDNH�IXOO\�LQIRUPHG�FKRLFHV�DERXW�LQYHVWLJDWLRQV��
WUHDWPHQW�DQG�FDUH�WKDW�UHÁHFW�ZKDW�LV�LPSRUWDQW�WR�WKHP�

7 Patients experience effective interactions with staff who have demonstrated 
FRPSHWHQF\�LQ�UHOHYDQW�FRPPXQLFDWLRQ�VNLOOV�

Recommendations, or parts of recommendations, that underpin the development of the 
TXDOLW\�VWDWHPHQWV�DQG�DVVRFLDWHG�PHDVXUHV�DUH�GHQRWHG�>46@�ZLWKLQ�WKH�*XLGHOLQH�
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Appendix 4: Examples of Information 
&RPPLVVLRQHU·V�2IÀFH�DFWLRQV�XS�WR�
August 2012

,Q�-DQXDU\�������D�IRUPHU�KHDOWK�ZRUNHU�ZDV�SURVHFXWHG�DQG�SOHDGHG�JXLOW\�WR�XQODZIXOO\�
REWDLQLQJ�SDWLHQW�LQIRUPDWLRQ�E\�DFFHVVLQJ�WKH�PHGLFDO�UHFRUGV�RI�ÀYH�PHPEHUV�RI�KHU�
ex-husband’s family in order to obtain their new telephone numbers.

In December 2011, a receptionist who unlawfully obtained her sister-in-law’s medical 
UHFRUGV�LQ�RUGHU�WR�ÀQG�RXW�DERXW�WKH�PHGLFDWLRQ�VKH�ZDV�WDNLQJ�ZDV�IRXQG�JXLOW\�RI�DQ�
offence under section 55 of the Data Protection Act.

In June 2012, a personal injury claims company employee was prosecuted for illegally 
obtaining NHS patients’ information.

In August 2012, a monetary penalty of £175,000 was issued to Torbay Care Trust after 
SHUVRQDO�FRQÀGHQWLDO�GDWD�UHODWLQJ�WR�������HPSOR\HHV�ZDV�SXEOLVKHG�RQ�WKH�
Trust’s website.

In May 2012, a monetary penalty notice for £90,000 was served on Central London 
Community Healthcare NHS Trust for a serious contravention of the DPA, which occurred 
ZKHQ�SHUVRQDO�FRQÀGHQWLDO�GDWD�ZDV�ID[HG�WR�DQ�LQFRUUHFW�DQG�XQLGHQWLÀHG�QXPEHU��7KH�
FRQWUDYHQWLRQ�ZDV�UHSHDWHG�RQ����RFFDVLRQV�RYHU�D�QXPEHU�RI�ZHHNV�DQG�FRPSURPLVHG����
data subjects’ personal data.

,Q�$SULO�������DQ�XQGHUWDNLQJ�WR�FRPSO\�ZLWK�WKH�VHYHQWK�GDWD�SURWHFWLRQ�SULQFLSOH�ZDV�
signed by Leicestershire County Council, following the theft of a briefcase containing 
SHUVRQDO�FRQÀGHQWLDO�GDWD�IURP�D�VRFLDO�ZRUNHU·V�KRPH�

In February 2012, a monetary penalty of £100,000 was issued to Croydon Council after a 
bag containing papers relating to the care of a child sex abuse victim was stolen from a 
London pub.

Source: ICO
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Appendix 5: /LVW�RI�LGHQWLÀHUV�IRU�ÀJXUH����
VLPSOLÀHG�IUDPHZRUN�RI�GDWD�SURFHVVLQJ�IURP�
a legal perspective

7KH�IROORZLQJ�OLVW�RI�GLUHFW�LGHQWLÀHUV�ZDV�DGDSWHG�IURP�WKRVH�SXEOLVKHG�DV�SDUW�RI�WKH�
+HDOWK�,QVXUDQFH�3RUWDELOLW\�DQG�$FFRXQWDELOLW\�$FW��+,3$$��3ULYDF\�5XOH��7KH�+,3$$�3ULYDF\�
5XOH�LV�WKH�ÀUVW�FRPSUHKHQVLYH�IHGHUDO�SURWHFWLRQ�IRU�WKH�SULYDF\�RI�SHUVRQDO�KHDOWK�
information. More information is available at the website:  
KWWS���SULYDF\UXOHDQGUHVHDUFK�QLK�JRY�SUB���DVS

1. Names.

2. All geographic subdivisions smaller than a state, including street address, city, 
county, precinct, Postcode, and their equivalent geographical codes, except 
for the initial four digits of a postcode if, according to the current publicly 
DYDLODEOH�GDWD�IURP�WKH�2IÀFH�IRU�1DWLRQDO�6WDWLVWLFV�DQG�RU�WKH�,QIRUPDWLRQ�
&RPPLVVLRQHU·V�2IÀFH�

a. The geographic unit formed by combining all postcodes with the same four 
initial digits contains more than 20,000 people.

b. The initial three digits of a postcode for all such geographic units containing 
20,000 or fewer people are changed to 000.

3. $OO�HOHPHQWV�RI�GDWHV��H[FHSW�\HDU��IRU�GDWHV�GLUHFWO\�UHODWHG�WR�DQ�LQGLYLGXDO��
including birth date, admission date, discharge date, date of death; and all ages 
RYHU����DQG�DOO�HOHPHQWV�RI�GDWHV��LQFOXGLQJ�\HDU��LQGLFDWLYH�RI�VXFK�DJH��H[FHSW�
that such ages and elements may be aggregated into a single category of age 
90 or older.

4. Telephone numbers.

5. Facsimile numbers.

6. Electronic mail addresses.

7. National Insurance numbers.

8. NHS number and medical record numbers.

9. +HDOWK�SODQ�EHQHÀFLDU\�QXPEHUV�

10. Account numbers.

11. &HUWLÀFDWH�OLFHQFH�QXPEHUV�

12. 9HKLFOH�LGHQWLÀHUV�DQG�VHULDO�QXPEHUV��LQFOXGLQJ�OLFHQFH�SODWH�QXPEHUV�

13. 'HYLFH�LGHQWLÀHUV�DQG�VHULDO�QXPEHUV�

14. :HE�XQLYHUVDO�UHVRXUFH�ORFDWRUV��85/V��

15. ,QWHUQHW�SURWRFRO��,3��DGGUHVV�QXPEHUV�

16. %LRPHWULF�LGHQWLÀHUV��LQFOXGLQJ�ÀQJHUSULQWV�DQG�YRLFHSULQWV�

17. Full-face photographic images and any comparable images.

18. Any other unique identifying number, characteristic, or code, unless otherwise 
SHUPLWWHG�E\�WKH�,QIRUPDWLRQ�&RPPLVVLRQHU·V�2IÀFH�
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Appendix 6: Contracting arrangements

This appendix sets out the requirements for contracting arrangements in relation to the 
XVH�RI�SHUVRQDO�FRQÀGHQWLDO�GDWD�DQG�GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�DFFHVV��'DWD�VKRXOG�EH�
utilised in the health and social care system for legitimate purposes that are in the public 
LQWHUHVW��+RZHYHU��LW�LV�LPSHUDWLYH�WKDW�ERWK�SHUVRQDO�FRQÀGHQWLDO�GDWD�DQG�GH�LGHQWLÀHG�
data for limited disclosure or limited access are protected to ensure that the 
FRQÀGHQWLDOLW\�DQG�SULYDF\�RI�LQGLYLGXDOV�LV�QRW�EUHDFKHG�

&RQWUDFWV�DUH�D�NH\�PHFKDQLVP�LQ�SURYLGLQJ�WKLV�SURWHFWLRQ�DQG�PXVW�EH�OHJDOO\�
HQIRUFHDEOH��7KH�3DQHO�UHFRJQLVHV�WKDW�WKLV�UDLVHV�GLIÀFXOWLHV�IRU�¶KHDOWK�VHUYLFH�ERGLHV·�
�DV�GHÀQHG�LQ�OHJLVODWLRQ��ZKHUH�WKH\�FRQWUDFW�ZLWK�RQH�DQRWKHU��7KH\�DUH�UHTXLUHG�WR�XVH�
¶1+6�FRQWUDFWV·�WKDW�DUH�QRW�OHJDOO\�HQIRUFHDEOH��+HDOWK�VHUYLFH�ERGLHV�VKRXOG�DFW�DV�
though NHS contracts are legally binding. Regulations under Section 251 of the NHS Act 
2006 have been proposed to create a mechanism for enforcement.

Contracting requirements
The elements that need to be included in contract provisions are set out below. It is 
important to recognise that the contract itself is only one aspect to contracting and that 
there are four stages to the contracting process. Documentation of each stage is required 
to demonstrate due diligence. The four stages are:
�� SURFXUHPHQW�UHTXLUHPHQWV�³�SUH�FRQWUDFW�FKHFNV�
�� OHJDO�SURYLVLRQV�RI�FRQWUDFW��DQG�VXSSOHPHQWDU\�6HUYLFH�/HYHO�$JUHHPHQW�'6$�SURYLVLRQV�

ZKHUH�DSSOLFDEOH��
�� contract performance management — this includes having a nominated manager and 

audit and will need to be resourced; and
�� contract exit management.

:KHUH�WKH�FRQWUDFW�LV�IRU�WKH�VXSSO\�RI�VHUYLFHV��WKHVH�FRQWUDFW�SURYLVLRQV�IRUP�SDUW�RI�WKH�
NHS Standard terms and conditions to ensure there is consistency across the content of 
each contract. It may be that many of these provisions would be included within a 
schedule to the contract. This could allow for amendment of the Schedule without the full 
contract needing to be re-signed, but the changes would need to be agreed and signed by 
DSSURSULDWH�VHQLRU�UHVSRQVLEOH�RIÀFHUV��7KH�FRQWUDFWV�VKRXOG�EH�SUHSDUHG�RU�DW�OHDVW�
UHYLHZHG�E\�OHJDO�FRXQVHO�WR�HQVXUH�WKDW�WKH\�DUH�ODZIXO��DQG�OHJDOO\�ELQGLQJ��ZLWK�WKH�
DERYH�H[FHSWLRQ�IRU�1+6�FRQWUDFWV��

7DEOH�RI�FRQWUDFW�UHTXLUHPHQWV�LQ�UHODWLRQ�WR�WKH�XVH�RI�GDWD
This table is intended to be comprehensive but may be incomplete. There may also be 
instances where some of the requirements are not applicable but the Review Panel 
concludes that these requirements will apply in most circumstances. Additionally, there 
may be elements that overlap with other contracting requirements, so these will need to 
be drawn together appropriately.



140

Information: To share or not to share? The Information Governance Review

Requirements
1 'HÀQH�WKH�VWDWXV�DQG�UHODWLRQVKLS�RI�WKH�SDUWLHV�DV�GDWD�FRQWUROOHU�RU�GDWD�

processors. This includes clarity about sole, joint or in common data 
controllership, and where an organisation’s relationships with data may fall 
across these categories in different circumstances, to clarify the circumstances 
in which the different relationships with the data will apply.

2 'HÀQH�VFRSH�DQG�WHUP�RI�WKH�FRQWUDFW�

3 :KHWKHU�WKH�FRQWUDFW�ZLOO�EH�VXSSRUWHG�E\�6HUYLFH�OHYHO�GDWD�VKDULQJ�DJUHHPHQWV�
�ZKHUH�DSSOLFDEOH�WR�GHÀQH�GDWD�VHW�DQG�GLVFORVXUHV�IRU�VSHFLÀF�SXUSRVHV��7KLV�
should include any variation to the data controller relationships set out in the 
FRQWUDFW��

4 'HÀQH�WHUPLQRORJ\�XVHG�

5 Legal, professional and contractual requirements.

'HÀQLWLRQ�RI�WKH�JRYHUQLQJ�ODZ��L�H��(QJODQG���UHTXLUHPHQW�WR�DGKHUH�WR�OHJDO�DQG�
professional requirements, and the provisions of this contract in particular in 
relation to Data Protection, Human Rights and common law obligations such as 
WKH�GXWLHV�RI�FDUH�DQG�FRQÀGHQWLDOLW\��7KLV�LQFOXGHV�EXW�LV�QRW�OLPLWHG�WR��

�� ZKHQ�SHUVRQDO�FRQÀGHQWLDO�GDWD�PD\�ODZIXOO\�EH�GLVFORVHG��
�� IRU�GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�GLVFORVXUH�RU�DFFHVV�WKH�UHTXLUHPHQW�IRU�WKLV�

GDWD�WR�EH�KHOG�VHSDUDWHO\�IURP�SHUVRQDO�FRQÀGHQWLDO�GDWD�ZLWKLQ�D�VDIH�KDYHQ�
�WR�HQVXUH�LW�GRHV�QRW�EHFRPH�LGHQWLÀDEOH��DQG�WKHUHIRUH�SHUVRQDO�GDWD�
UHTXLULQJ�D�OHJDO�EDVLV�WR�SURFHVV��

�� KDYLQJ�PHFKDQLVPV�WR�SUHYHQW�UH�LGHQWLÀFDWLRQ�ZKHUH�GH�LGHQWLÀHG�GDWD�PD\�
EH�OLQNHG�WRJHWKHU�LQ�D�VDIH�KDYHQ�

�� a requirement not to disclose data to other parties other than in anonymised 
form, or as authorised by the data controller, or where required by law; and

�� for data processors the requirement only to process data as instructed by the 
data controller.

6 Duty to co-operate with other parties.

7 ,Q�UHODWLRQ�WR�SHUVRQDO�FRQÀGHQWLDO�GDWD��D�GHÀQLWLRQ�RI�WKH�SXUSRVHV�DQG�WKH�
OHJDO�EDVLV�IRU�SURFHVVLQJ�IRU�HDFK�VSHFLÀHG�SXUSRVH��ZLWK�D�UHVWULFWLRQ�WR�FRQÀQH�
processing to these purposes, where there is a need to re-identify individuals, 
this must be in the purposes and authorised. It is helpful to include this within 
the contract so all parties are assured of the legal basis for processing and the 
ERXQGDULHV�RI�WKDW�OHJDO�EDVLV���3ULYDF\�LPSDFW�DVVHVVPHQWV�DUH�KHOSIXO�LQ�
clarifying whether there is a secure basis in law and the nature of that basis as 
SDUW�RI�WKH�SUH�FRQWUDFW�FKHFNV�DQG�RQJRLQJ�PDQDJHPHQW�RI�WKH�FRQWUDFW���,Q�
UHODWLRQ�WR�GH�LGHQWLÀHG�GDWD�IRU�OLPLWHG�GLVFORVXUH�RU�DFFHVV��FODULW\�RI�WKH�
purposes and assurance that the purposes of processing are in the public interest. 

8 &RQÀGHQWLDOLW\�DQG�SURWHFWLRQ�RI�FRPPHUFLDOO\�VHQVLWLYH�LQIRUPDWLRQ�DQG�
intellectual property. 
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9 Fair processing information responsibilities — service user involvement in its 
development.

10 Policies and procedures on: consent both for treatment and for the use of data; 
FRQÁLFWV�RI�LQWHUHVW�PDQDJHPHQW��DQG�DJUHHPHQW�PRUH�EURDGO\�DERXW�ZKRVH�
SROLFLHV�DUH�XVHG��7KLV�PD\�EH�VSHFLÀF�WR�WKH�SROLF\�LQ�TXHVWLRQ�

11 Timely communication of transfer or discharge information to other care 
professionals.

12 Online access to records and communication of care plans to the service user.

13 Conformance with requisite Information and Data Standards.

14 6WDII�UHFUXLWPHQW�FKHFNV��HGXFDWLRQ�DQG�WUDLQLQJ��DQG�WHUPV�DQG�FRQGLWLRQV�RI�
HPSOR\PHQW�³�WKLV�DOVR�QHHGV�WR�DGGUHVV�KRQRUDU\�DQG�VHFRQGHG�VWDIÀQJ�
arrangements to ensure the failure to adhere to policies and procedures are 
addressed through disciplinary action via the substantive contract of 
employment. 

15 0DLQWHQDQFH�RI�,QIRUPDWLRQ�$VVHW�5HJLVWHUV��GDWD�ÁRZ�PDSSLQJ�DQG�GDWD�VHWV�IRU�
extraction and reporting requirements.

16 Data extraction processes.

17 Responsibility for FOI, EIR and subject access requests — in particular attention 
QHHGV�WR�EH�JLYHQ�WR�ZKR�ZLOO�XQGHUWDNH�WKH�FOLQLFDO�UHYLHZ�RI�UHFRUGV�IRU�6XEMHFW�
Access Requests to ensure that seriously harmful information, or information 
provided by third parties is not disclosed. 

18 +RXVHNHHSLQJ�PHDVXUHV�
�� business continuity;
�� disaster recovery;
�� monitoring and auditing of access controls and reporting; and
�� transfer, retention, archiving, and disposal of records at end of data lifecycle 

in line with DH record retention schedules or termination of contract.

19 6HFXULW\�UHTXLUHPHQWV��,62�������DQG����,606�WR�LQFOXGH�
�� QHWZRUN�VHFXULW\�
�� GHYLFH�VHFXULW\��LQFOXGLQJ�HQFU\SWLRQ��
�� software security including protection against malware;
�� GDWD�DQG�V\VWHP�EDFN�XS�
�� secure transfer of data;
�� physical security;
�� access control functionality, logging, alerts, auditing and reporting;
�� software control of printing and USB devices;
�� use of security and privacy enhancing technologies;
�� ULVN�DVVHVVPHQW��DXGLW�DQG�UHSRUWLQJ��LQFOXGLQJ�SHQHWUDWLRQ�WHVWLQJ��
�� review and updating; and
�� incident reporting.

20 5HJLVWUDWLRQ�$XWKRULW\��5$��³�/HJLWLPDWH�5HODWLRQVKLS��/5��DQG�5ROH�%DVHG�$FFHVV�
&RQWURO��5%$&��DXWKRULVDWLRQ�DQG�LPSOHPHQWDWLRQ�
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21 &KDQJH�FRQWURO��DXWKRULVHG�RIÀFHUV�DQG�DSSURYDOV�SURFHVVHV�

22 6XE�FRQWUDFWLQJ�QRWLÀFDWLRQ�WR�GDWD�FRQWUROOHU�RI�LQWHQW�WR�VXE�FRQWUDFW��LGHQWLW\�
RI�VXE�FRQWUDFWRU�V���FRQWUDFWLQJ�DQG�RYHUVLJKW�DUUDQJHPHQWV�RI�VXE�FRQWUDFWRU�
and authorisation by data controller requirements.

23 Location of data storage and arrangements i.e. within EEA, outside EEA, or cloud. 
Need for binding corporate rules or other means of satisfying DP principle 8. 

24 6HULRXV�LQFLGHQWV�GDWD�EUHDFKHV��GXW\�RI�FDQGRXU���PRQLWRULQJ��UHSRUWLQJ��
investigating, publishing with outcomes.

25 '&�FRQWUDFW�SHUIRUPDQFH�PDQDJHPHQW�LQFOXGLQJ�ULJKW�RI�DFFHVV�WR�YLVLW�VLWH�V��
and audit procedures/use of data including any sub-contractors. Additionally, 
PDQGDWRU\�LQGHSHQGHQW�DXGLW�RI�WKH�,*�7RRONLW�VXEPLVVLRQ�RU�HTXLYDOHQW�
statements of compliance should also be considered, with the scope set annually 
by the data controller.

26 Process for agreeing variations to the contract including novation to new bodies. 

27 Dispute resolution process.

28 Exit from contract:
�� natural end of contract considerations such as record management;
�� SUHPDWXUH�HQG�RI�FRQWUDFW�IURP�IDLOXUHV�RI�DQ\�SDUW\�H�J��EDQNUXSWF\��VHULRXV�

data breach; and
�� continuing obligations, e.g. not using data subsequently for own purposes and 

PDLQWDLQLQJ�FRQÀGHQWLDOLW\�RI�SHUVRQDO�GDWD�LQGHÀQLWHO\�

29 Charges, liability and indemnity, remedies and penalties for breach of contract 
³�FDUH�QHHGV�WR�EH�WDNHQ�WR�HQVXUH�WKDW�WKLV�FODXVH�LQFOXGHV�XQOLPLWHG�UHFRYHU\�
of costs arising from a breach by data processor and data processors need to 
maintain insurance supporting liability in the contract.

30 'HÀQLWLRQ�RI�UROHV�DQG�UHVSRQVLELOLWLHV�³�VHQLRU�UHVSRQVLEOH�RIÀFHUV�IRU�
implementation and oversight of different elements of the contract for each 
party to the contract.

31 6LJQDWXUHV�RI�VHQLRU�UHVSRQVLEOH�RIÀFHUV�RI�DOO�SDUWLHV�

32 An appendix to the contract, with the day to day contact details for the senior 
UHVSRQVLEOH�RIÀFHUV�DQG�RWKHU�NH\�VWDII��

Sources:

&(1�:25.6+23�$*5((0(17�&:$�������0D\�����

&RPPLVVLRQLQJ�%RDUG�6/$�0RFN�7HPSODWH�DQG�&ROODERUDWLYH�&RPPLVVLRQLQJ�$JUHHPHQW�KWWS���ZZZ�FRPPLVVLRQLQJERDUG�QKV�XN�UHVRXUFHV�
resources-for-ccgs/

National Standard Contracts

PASA IT Documentation — NHS Supplementary conditions of contract relating to information security August 2009

ICO — Model Contract Clauses – International transfers of personal data

ICO — Privacy Impact Assessment

DH guidance on completing national variation deeds for all national contracts 
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