
	[image: image1.png]People in Health
West of England

Better involvement - Better research - Better health





	[image: image2.emf]
West of England Academic Health Science Network
6th Floor, South Plaza, Marlborough Street

Bristol BS1 3NX

	
	
	

	
	
	


Role Profile
Public Contributor for Rare Diseases Clinical Oversight Group
1.
Background

The West of England Genomic Medicine Centre (WEGMC) is a partnership made up of NHS provider organisations in Bristol, Bath, Cheltenham and Gloucestershire, universities in the region, the West of England Academic Health Science Network, NHS commissioners and patient organisations. 

Up and running by February 2016, the centre, based in Bristol, will be part of the three-year project, launched by the former Prime Minister, to transform diagnosis and treatment for patients with cancer and rare diseases.

This involves collecting and analysing 100,000 human genomes – complete sets of people’s genes – that will enable scientists and doctors to diagnose more rare genetic conditions. It could allow more targeted treatments and personalized medicines. 

Public contributors are being sought to participate in the Rare Diseases Clinical Oversight Group to provide the public voice and ensure the design and implementation of the services meet the needs of patients, their families and their carers.
2.        Main responsibilities
2.1. To act as a critical friend and offer advice and support to the Rare Diseases Clinical Oversight Group. 

2.2. To attend meetings every two months, and undertake activities between meetings as mutually agreed. This  may include some or all of the following:

· Attending events organised by the group (for example, a seminar or workshop).
· Reviewing papers
· Involvement in other relevant activities as appropriate
· Speaking to the media

2.3. To promote the work of the West of England Genomic Medicine Centre to others.

2.4. When appropriate, provide support to new public members.
3.      Commitment
The role is for up to a year when the continuing need for the role will be reviewed. Termination of this arrangement can cease at any time, should the needs of either party change. 
4. Payment and expenses
Payment for time will be £20.57p per hour for meetings. This covers the time spent preparing for meetings such as reading minutes and associated papers. Other out of pocket expenses such as travel (45p per mile) or carer’s allowances will be paid in addition. Payment for other activities will be discussed as they occur.
Members of the public who are in receipt of welfare benefits and are offered payment for involvement need to consider how the payment might affect their benefits. This is a complex topic on which INVOLVE has set up a Benefits Advice Service to offer their expert knowledge. The advice is free, confidential, informed by the latest regulations and personalised (the advice is specific to the individual’s circumstances). Please ask anyone wishing to access the service to email benefits@invo.org.uk or to phone on: 02380 651088.
5.      Induction and support
All new public members will be expected to attend an induction session prior or close to starting, to prepare new members for their role and provide practical information about getting involved (for example, style of meetings, format of papers, how to contribute effectively, expenses and payment). 

6.     Public contributor role requirements
	Skill/Experience
	Essential

	Knowledge and experience of using the NHS services as a patient, carer or family member with a rare disease.

	Y

	Ability to draw on personal experiences and work constructively with others towards service improvement.

 
	Y

	Proven interpersonal skills and the ability to listen and to express own views about relevant issues in a way that respects the contributions of others and avoids jargon as far as possible.


	Y

	Ability to work as part of a group with people from a wide range of different backgrounds.


	Y

	Ability to focus on tasks and achieving outcomes.


	Y

	A commitment to promoting diversity and equality of opportunity.


	Y

	A commitment to prepare fully for meetings.


	Y

	Access to the internet and basic IT skills.


	Y

	To respect any requests for confidentiality, declare any conflicts of interest if these arise and abide by an agreed code of conduct.

	Y
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