COMMUNITY DEVELOPMENT ALLIANCE SCOTLAND – RESPONSE TO ‘PATIENTS' RIGHTS: A PUBLIC CONSULTATION ON A PATIENTS' RIGHTS BILL FOR USERS OF THE NHS IN SCOTLAND’

The Community Development Alliance Scotland is the network for the national organisations and agencies that promote good policy and practice relating to community development. Individual member organisations may be making their own specific comments on the consultation. This response does not cover the whole of the proposed Bill in detail, but seeks to propose a few points which might allow the Bill to recognise and strengthen the role of community-led approaches to health. 
We are generally happy in principle with the proposed rights for individual patients to Access, Respect, Communication, Information, Participation, Privacy and Independent Support and Redress, but will make no detailed comments on these, except for the two that are attached. 
Participation: My right to be involved in making decisions about my care and the services I use

53. In summary, a Patients' Rights Bill will ensure that at all stages of their care and treatment a patient is entitled to:

· be involved in, and supported to make, informed decisions about treatment and care to the degree and extent that they choose;

· involve family, carers or other nominated support people in their health care treatment, decision-making, participation and communication;

· be involved in decisions about who will treat them and where;

· give informed consent prior to any procedure, with discussion of options available, expected outcomes for each option, and success rates and incidence of side-effects for each option;

· withdraw consent or refuse further treatment, even if previous consent has been given to the treatment or procedure;

· choose whether to participate in the teaching or training of clinicians or research activities;

· be supported to be involved in decisions about their health services - locally and nationally; and

· information about how well their health board is performing against standards and expectations.

· Patients will be responsible for:

· asking for further information if there is any uncertainty about their care;

· giving informed consent or not; and

· participating constructively in decisions about healthcare and services where they wish to do so.

Question 6 

 Do you agree with the inclusion of these entitlements and responsibilities? Is there anything you would like to add to the right to Participation? What do patients and/or the NHS need to do to make this happen?
CDAS RESPONSE: We would wish to add that the entitlement to “be supported to be involved in decisions about their health services - locally and nationally” should explicitly state that this should where appropriate include support for groups of patients or groups representing the wider community to be involved in decisions about services, and for work required to facilitate and develop such involvement.
Comments: Experience shows that the NHS does not always understand that specific patient involvement is not the same as a structured and thought through methodology for public involvement in decision making. 

We particularly welcome this statement in the consultation paper:

 “We will work with … groups, including patient and staff representatives, to agree a participation standard for all NHS Boards. This will cover a patient’s right to participate, as well as the involvement of patients, staff and the public more generally. This standard will build on existing guidance on community engagement and reflect the needs of Scotland's diverse population. NHS Boards will be asked to conduct an audit against the participation standard in order to collect systematic, comparable information on good practice and inform the future development of their approach to participation. We will include a target for performance against this standard amongst the key measures for NHS Boards by 2009.”

We would particularly urge that any targets for performance should reflect not a narrow view of positions filled on committees or forums, but should take into account the whole of the National Standards for Community Engagement and the need to develop community and agency capacity as a prerequisite for effective engagement. 

Question 9 

 Are there any other key rights, which you think should be included in the Patients' Rights Bill? What do patients and/or the NHS need to do to make this happen?
CDAS RESPONSE: The Bill should place a clear duty on Health Boards, Community Health Partnerships and Community Planning Partnerships to promote opportunities for public involvement in health improvement, health promotion and the prevention of ill health.
