Citizens Information Board Submission on Proposed Health Information Bill

The Citizens Information Board welcomes the plan to introduce legislation dealing with the issues outlined in the Discussion Paper.  It believes that such legislation is necessary but also considers that legislation alone cannot deal with all the problems of communication between the various elements of the health service.  The legislation can facilitate good communication but cannot ensure that individual service providers actually communicate effectively.  The Board considers that the legislation should be accompanied by education and training measures to ensure that the systems that are put in place to facilitate communication do not become substitutes for a genuine culture of communication.  

The Board also considers that the proposed Bill, as well as dealing with information about patients, should also deal with information for patients.  There is also a need for legislation on issues of consent and substitute decision making.
The principal functions of the Citizens Information Board (CIB) are to support the provision of and, where appropriate, provide directly to the public, independent information, advice and advocacy services in relation to social services.   It is involved in the development of Citizens Information Services (CIS), the Citizens Information Phone Service (CIPS) and the Citizens Information Website (www.citizensinformation.ie). 

The CIB also assists and support individuals, particularly those with disabilities in identifying their needs and options and in accessing their entitlements to social services. Other functions of the Board are to support, promote and develop:  (i) greater accessibility, co-ordination and public awareness of social services; (ii) the dissemination of integrated information in relation to such services by statutory bodies and voluntary bodies and (iii) the provision of information on the effectiveness of current social policy and services and to highlight issues which are of concern to users of those services. 

Citizens Information Services dealt with over 700,000 callers in 2007.  12.2% of clients had queries relating to health services and entitlements.
Issues of access to health records and of communication between service providers are frequently reported by users of the CIB’s services.  The most frequent problem is lack of communication between GPs and community care personnel and hospitals and community care personnel.  There are particular problems relating to the existence of health records and access to health records when changing doctors or moving from one part of the country to another.  

There are various aspects of the issues raised in the Discussion paper which the Citizens Information Board does not consider itself in a position to address.  This submission is mainly concerned with the needs of individual patients and the protection of their rights.  
Retention of Medical records
Some of the problems which are described under the general title of access to records would more properly be described as the absence of records.  The Citizens Information Board considers that there should be a statutory requirement on doctors, community care personnel and hospitals to keep records.  There is an ethical obligation on medical professionals to do so but patients should not have to rely on the enforcement of medical ethics.  The Medical Council’s Guide to Ethical Conduct and Behaviour provide that records “should be retained for an adequate period (this may be for periods in excess of 21 years)”.  The guidelines also stress the importance of storing records in a manner that ensures confidentiality and security.  This is very vague.  The Information Commissioner has referred on a number of occasions to problems with GP medical records.  The contract between GPs and the HSE includes a general requirement to keep “adequate clinical records” but does not set any standards about the type of medical records to be maintained or the length of time for which they should be retained.  There are arrangements for dealing with records when a GP ceases to practice for whatever reason but the Information Commissioner says these are “not very specific” and they “appear to lack a proper implementation mechanism”. 

The maintenance and retention of hospital records are also not subject to any statutory regime.  The situation has improved somewhat with the introduction of the HSE’s Code of Practice for Healthcare Records in 2007.  However, the Citizens Information Board considers that there is a requirement for a statutory framework and this Bill provides an opportunity to deal with this issue and to put the requirement to keep, maintain and retain medical records on a statutory basis. 
Stand alone health information regulatory structure

Health information is one element of personal information as defined in the FOI and data protection legislation.  The CIB does not consider that there should be a separate regulatory structure for the retention and storage of, or access to, health information.  Such a structure would give rise to unnecessary distinctions between health information and other personal information.  For example, information collected in a needs assessment under the Disability Act 2005 is likely to include information that is strictly health information but would also include a range of information about the person’s socio-economic conditions.  Indeed, virtually all personal information is relevant to health.  For example, it is very well established that income and housing conditions are major factors in health.  The Citizens Information Board considers that different regulatory regimes would be confusing and would not be of assistance to patients or promote their safety.

The current regulatory regime needs to be improved in order, for example, to clarify the rights of access to the records of people who are dead.  
Electronic records
Electronic health records mean greater efficiency in the delivery of health care even if they pose problems for security, privacy and confidentiality.  Particular care needs to be taken to ensure that they are used for the purposes for which they were created.  This is already a requirement under the data protection legislation.  

Consent and substitute decision making 

The issues of consent and substitute decision making have been extensively addressed in the Law Reform Commission’s publications on Vulnerable Adults and the Law.   Legislation to give effect to the LRC’s proposals would deal with the issues of consent to the maintenance and retention of medical records and their use for research in the cases of people who are not in a position to give such consent.  This legislation would also clarify a number of issues about informed consent.  The Citizens Information Board considers that this legislation should be put forward at the same time as the proposed Bill.

Access to Health Records

The Board considers that there should be as few restrictions as possible on access to personal health information.  The Report of the Commission on Patient Safety and Quality Assurance - Building a Culture of Patient Safety makes some recommendations that are relevant in this area.  The CIB is concerned about some recommendations in that report which suggest that the freedom of information legislation should not apply to certain information.  It recommends that the freedom of information legislation should not apply to data related to patient safety and quality improvement that are collected and analysed by healthcare organisations for internal use or shared with others solely for purposes of improving safety and quality.   This is so wide ranging as to potentially apply to virtually all hospital records.  
A further recommendation is that information collected under the proposed mandatory and voluntary reporting system must be strictly confidential, protected from legal discovery and exempted from the FOI legislation.  The Citizens Information Board would be concerned about the possible range and breadth of such restrictions.
On the other hand, the CIB welcomes its recommendation that patients should be offered full access to information relating to their care including correspondence between healthcare professionals and that a public information service should be developed by HIQA and the HSE which makes information readily available to patients and their carers about maintaining their health and dealing with illness. 

Cross Border Access to records
The Bill should also deal with the transfer of patients records in the context of cross border provision of health services.  The proposed EU directive on cross border healthcare provides that healthcare providers should provide all relevant information to enable patients to make an informed choice, in particular on availability, prices and outcomes of the healthcare provided and details of their insurance cover or other means of personal or collective protection with regard to professional liability.   The opportunity should be taken in this Bill to ensure that Irish patients can avail of their rights under this proposed directive.
Information for Patients
The discussion paper’s main emphasis is on patients’ personal information and there is no discussion of the question of patients’ access to information about the health services which are available.  The CIB considers that the proposed Bill should also deal with the provision of information for patients.  At present, it is difficult for patients to understand their rights and entitlements because these are not clear.  The CIB is aware that the department is planning to publish a bill dealing with entitlement to health services and it looks forward to this providing the necessary clarity in that area.    

The Board is not suggesting that the Bill deal with the provision of information on rights to services as this is already dealt with under the freedom of information legislation.  However, it must point out that the Department of Health and Children and the HSE are not currently fulfilling their obligations under that legislation.  Neither body has a Section 16 Manual publicly available.  This means that many of the internal rules and administrative processes are not known to patients.  

The sort of information for patients which the Bill should deal with is information on the level and quality of services available from the various healthcare providers – along the lines proposed in the proposed EU directive on cross border healthcare.  This is especially important as more services are being provided by the private sector and, apart from private nursing homes, there is no obligation on private healthcare providers to provide information on these matters.  The Bill could address matters such as the right to have information available to patients about the range of treatments available, the qualifications of healthcare staff, the staffing ratio of hospitals and similar information which would enable patients to make an informed choice about which healthcare provider to use.

The obligation to provide such information could be addressed in this Bill or it could be part of the requirements of the licensing system which has been proposed in the Report of the Commission on Patient Safety.  

PAGE  
1

