NIGB

National Information Governance Board for Health and Social Care

Consultation on
‘Guidance on the amendment of medical and social care records following a request from a person receiving care’
About this consultation

What is the NIGB?

The National Information Governance Board for Health and Social Care (NIGB) is a statutory body established as part of the Health and Social Care Act 2008 to provide advice and guidance on, and support improvements in, information governance practice in health and social care.  You can find out more about the NIGB on our website www.nigb.nhs.uk. 

Why are we carrying out this consultation?

One of our working groups has produced some guidance which provides advice for patients, service users and health and social care professionals on how requests to amend the content of medical and social care records should be handled, and the reasons for this. The final version of this guidance will be made available on the NIGB website and printed copies will also be available. 
Before we publish the guidance we are seeking views on what we feel are its main recommendations and also on any other aspects of the document that people might wish to comment on. 

Who is the audience for this consultation?

We are keen to hear the views of a wide range of people and organisations including members of the public, patients, carers, patients’ groups, health and social care staff, regulators, professional bodies, lawyers and policy makers. A list of the organisations which have been directly asked to respond is at the end of this document, however we welcome responses from any organisation.
Responding to the consultation

We would like you to give us some background information about you so that we can understand which of the groups of people we have asked to respond have actually done so and collectively what their opinions are. We then ask you to answer four specific questions about what we believe to be the most important points in our guidance, to tell us whether you think our guidance is clear and have also included one further question which allows you to comment on any other area of the guidance that you feel appropriate. We do not expect that this will take more than 30 – 45 minutes to complete and are very grateful to you for helping us in this way. 

Please send your response back by Friday 4 September, 2009.  
All responses should be emailed to nigb@nhs.net or sent to:

Ian Johnstone

Interim Head of Office

National Information Governance Board for Health and Social Care

7th Floor, New Kings Beam House

22 Upper Ground

London

SE1 9BW

What will happen to the findings?

We will publish a summary of the comments we receive on our website in a way which does not identify individual respondents and we will take these comments into account before the final version of the guidance is published.

Criteria for consultation
This consultation follows the ‘Government Code of Practice’ (www.berr.gov.uk/whatwedo/bre/consultation-guidance/page44420.html). In particular, these require us to: 

· consult formally at a stage where there is scope to influence the policy outcome;
· consult for at least 12 weeks with consideration given to longer timescales where feasible and sensible;
 

· be clear about the consultation process in the consultation document, what is being proposed, the scope to influence and the expected costs and benefits of the proposals;
 

· ensure the consultation exercise is designed to be accessible to, and clearly targeted at, those people it is intended to reach;
 

· keep the burden of consultation to a minimum to ensure the consultation is effective and to obtain consultees’ ‘buy-in’ to the process;
 

· analyse responses carefully and give clear feedback to participants following the consultation;
 

·  ensure officials running the consultation are guided in how to run an effective consultation exercise and share what they learn from the experience. 

Comments on the consultation process itself 
If you have concerns or comments which you would like to make relating specifically to the consultation process itself please contact the NIGB Consultations Coordinator:
Claire Edgeworth 

National Information Governance Board for Health and Social Care
7th Floor, New Kings Beam House

22 Upper Ground

London

SE1 9BW

Telephone: 0207 633 7052

Email: claire.edgeworth@nhs.net
Please do not send consultation responses to this address.
Confidentiality of information 

In this consultation you can respond anonymously, you don’t need to give your name.

If you are replying on behalf of an organisation we do need to know the name of the organisation and it would be helpful to know your name.

In our report on this consultation we will summarise responses and will not publish them in a way which will identify individual respondents.  

We will manage the information you provide in response to this consultation in accordance with best practice for information security.

Sometimes we may be asked to make the responses we receive available to others in full. If this happens how we respond is governed by the Data Protection Act (1998) and the Freedom of Information Act (2000). Normally we would not disclose the identity of someone responding as an individual but we would disclose the name of someone responding on behalf of an organisation and the name of that organisation. 
If you want the information that you provide to be treated as confidential it would be helpful if you could explain to us in the box below why you regard the information you have provided as confidential. If we receive a request for disclosure of the information we will take full account of your explanation, but we cannot give an assurance that confidentiality can be maintained in all circumstances. An automatic confidentiality disclaimer generated by your IT or email system will not, of itself, be regarded as binding on the NIGB.
The NIGB will process your personal data in accordance with the Data Protection Act (1998) and in most circumstances this will mean that your personal data will not be disclosed to third parties.

( I am responding to this consultation anonymously and do not want to disclose my response. 

	


	Question 1 Please tick the one box below that best describes you.

	(  A Member of the general public, not an active patient

(  A patient who frequently uses the NHS

(  A patient who rarely uses the NHS

(  A carer

(  A member of NHS staff

( A member of social care staff
(  A researcher

( A member(s) of an ethics committee/ethicist
( A lawyer 


	I am responding on behalf of: 

( A patient organisation
( A social care service user organisation
( A carer organisation
(  A professional body

(  A regulatory body

(  A university 

(  A social care services department
(  Other, please state below
_______________________________


	If you are responding on behalf of an organisation, please state below your name and the name of the organisation:

Respondent: 

________________________________________________________

Organisation:

_________________________________________________________




The questions we would like you to answer about our guidance

	1. Do you agree that people should be able to get a comment added to their record when they disagree with the content?



	2. Do you agree with our statement about permanent deletions to paper records? (page 7)




	3. Do you agree with our statement on deletions to electronic records? (page 8)




	4. Do you feel our guidance is a) clear and b) practical?



	5. Do you have any additional comments about the Guidance?




Thank you for your comments.
Annex 1 Patient and Professional Organisations
	Patient Organisations

	Action Against Elder Abuse

	Action Against Medical Accidents (AvMA)

	Age Concern 

	Allergy UK

	Alzheimer’s Society

	Arthritis and Musculoskeletal Alliance 

	Asthma UK

	Backcare

	Barnado's

	Breast Cancer Care

	British Association for Adoption and Fostering

	British Association of Skin Camouflage

	British Deaf Association

	British Ethnic Health Awareness Foundation

	British Institute of Learning Disabilities (BILD)

	British Lung Foundation

	British Red Cross

	Cancer Backup

	Cancer Research UK

	Carers UK

	Centre for Policy on Ageing

	Changing Faces

	Children’s Commissioner

	Children’s Society

	Choices for Families of Children with Arthritis

	Citizen’s Advice Bureau

	Cleft Lip & Palate Association

	Coalition on Sexual Orientation

	Contact a Family

	CSIP Experts by Experience

	Cystic Fibrosis Trust

	DebRA

	Depression Alliance

	Developing Patient Partnerships (DPP)

	Diabetes UK

	Disability Living Foundation

	Ectodermal Dysplasia Society

	EDS

	EURIM The Information Society Alliance

	Fibromyalgia Association

	Foundation for People with Learning Disabilities

	Gender Identity Research and Education Society

	Genetics Interest Group

	Headlines: The Craniofacial Support Group

	Help the Aged

	Herpes Viruses Association

	INVOLVE

	Liberty and the Civil Liberties Trust

	Local Involvement Networks (LINks)

	Long Term Medical Conditions Alliance

	LUPUS UK

	Lymphoma Association

	Marie Curie Cancer Care

	Mencap

	Mental Health Foundation

	MIND


	Multiple Sclerosis Society

	Muscular Dystrophy Campaign (MDC)

	Myositis Support Group

	National Ankylosing Spondylitis Society 

	National Association for Patient Participation (NAPP)

	National Childbirth Trust

	National Eczema Association

	National Eczema Society

	National Kidney Federation

	National Osteoporosis Society

	National Rheumatoid Arthritis Society

	National Society for Epilepsy

	National Voices

	National Youth Advocacy Service

	NAZ Project

	Parkinson’s Disease Society

	Patient Advice and Liaison Services (PALS) 

	Patient’s Association

	Patient Concern

	Patient Information Forum (PiF)

	Patients’ panels

	Policy Research Institute on Ageing and Ethnicity (PRIAE)

	Positively Women

	Primary Immunodeficiency Association

	Privacy International

	Race for Health

	Rethink

	Royal National Institute for Deaf People (RNID)

	Royal National Institute for the Blind

	Sainsbury Centre for Mental Health

	SANE

	Scleroderma Society

	SCOPE

	Shingles Support Society

	Sick Children’s Trust

	Sickle Cell Society

	Skin Care Campaign

	Stonewall

	Stroke Association

	Stuart Strange Vasculitis Trust

	Telangiectasia Self Help Group

	Terrence Higgins Trust

	The Afiya-Trust

	The BigOptOut

	Tuberous Sclerosis Association

	Which?

	Women’s Health Concern

	Women’s Institute

	Professional Organisations

	Academy of Medical Sciences

	Allied Health Professions Federation

	Association of Directors of Adult Social Care

	Association of Research Ethics Committees

	Association of Medical Research Charities

	Association of Medical Royal Colleges

	BCS ASSIST

	Bio Industry UK (BIA)

	BMA

	British Association of Sexual Health and HIV (BASHH)

	British Association of Social Workers

	British HIV Association (BHIVA)

	Care Quality Commission

	Department for Children, Schools and Families

	Department of Health

	Foundation for Information Policy Research (FIPR)

	Foundation Trust Network

	General Social Care Council

	General Medical Council

	Human Fertilisation and Embryology Authority

	Human Genetics Commission

	Independent Healthcare Advisory Services 

	Information Centre for Health and Social Care 

	Information Commissioner’s Office

	Information Standards Board for Health and Social Care

	Informing Healthcare, NHS Wales

	Intellect

	King’s Fund

	Local Government Association

	Medical Defence Union

	Medical Protection Society

	Medical Research Council

	Medicines and Healthcare Regulatory Agency

	Medical and Dental Defence Union of Scotland (MDDUS)

	Ministry of Defence

	Monitor

	National Institute for Health Research (NIHR)

	National Patient Safety Authority

	NICE

	NHS Confederation

	NHS Employers

	NHS Litigation Authority

	NHS Scotland

	Nuffield Council on Bioethics

	Nursing and Midwifery Council

	Open Rights Group

	Parliamentary and Health Service Ombudsman

	PACC (Professional Association Clinical Coders)

	Royal College of Midwives

	Royal College of Nursing

	Skills for Care

	Social Care Association

	Social Care Institute of Excellence

	Strategic Health Authority Chief Information Officers Council

	UK Council of Caldicott Guardians 
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