
Collecting the stories of People with Experience: developing a narrative archive to support healthcare professionals’ education

Background

The need to place first hand accounts of peoples’ experiences of health and social care at the centre of practice development, research, education and training agendas is widely acknowledged. Narrative interviews attempt to create a space where people can tell their stories as they wish with a minimum of direction. New digital multi-media technologies now provide a powerful way to capture both audio and visual histories, and permits users to search through material relevant to their own interests easily and quickly. Northumbria University has an established track record of developing narrative archives and linking them to teaching material. For example, work with the North East Post Adoption Service brought together experiences of the adoption process from the perspectives of adopted people, adoptive families and birth parents, and talkinglongterm is developing a range of narrative resources dealing with the experience of long term conditions.
Part of the initial work of the CETL4HealthNE People with Experience (PwE) work stream will include the further development of the narrative archive material produced by Northumbria University. The focus of this work will be on the experiences of services users and carers who have some of the greatest difficulties accessing healthcare services for different reasons. The aim is to involve the CETL4HealthNE partners and voluntary sector groups in developing an online multimedia database of narrative resources related to individuals’ experiences of healthcare which will be used to support the learning of healthcare students studying in the NE, of whom there will be 9,000 in the first three years of the project. Audio-visual material captures the embodied human experience and helps to counteract the potential for seeing the individual as an object of study. The resource aims to encourage future healthcare professionals to routinely include the views of service users and carers in decision making about their individual treatment planning, and in the health of their communities.
Potential benefits for collaborators

All collaborators will potentially benefit from both the developmental process and the final resource to be produced.

CETL4HealthNE partner organisations will gain:

a staff development opportunity in relation to –

  learning a new skill and using a new technology

  access to community groups 
development of a learning resource for students

Collaborating voluntary sector groups will gain from:

the developmental potential of learning a new skill and using a new technology

the therapeutic benefits for participants inherent in narrative approaches

the empowering element of communicating experiences with a view to changing practice

Healthcare students will gain from:

staff who are sensitised to the individual voices of healthcare service users

a local generated, searchable resource of individual healthcare experiences
Methodology
Initially an organisation will be approached to work with CETL partners to pilot the final process.

Following the pilot, it is envisaged that 3-4 CETL partners and selected voluntary groups, with 1-2 collectors per organization, will be involved in collecting approximately 6 narrative interviews per organization. 

Key personnel from the core group of the PwE work stream will provide training to the approximately 8 narrative interviewers made up of nominated staff members from CETL partners and nominated individuals from participating voluntary groups. Narrative interview training will involve 1-2 days’ attendance at Northumbria University, to include background to narrative interviewing, gaining appropriate consents, and practical experience of interviewing and using recording equipment. Key personnel from the core group will provide editorial support and be responsible for ensuring that the narrative material is made available for teaching purposes via appropriate technology platforms. 
Additional information:
Appendix 1 – Collecting the stories of People with Experience: flow chart for the pilot process
Appendix 2 – Briefing letter for pilot organisation

Appendix 3 – Letter for pilot organisation to hand out to potential participants

Appendix 4 – What makes a good collector and contributor of information?

Appendix 5 – Stories of People with Experience Information Sheet

Appendix 6 – Stories of People with Experience Consent Form

Appendix 7 – Example outline of narrative interview workshop programme

Appendix 1 – Collecting the stories of People with Experience: flow chart for the pilot process


 

Appendix 2 – Briefing letter for pilot organisation

Dear

Stories of People with Experience

Thank you for considering working with the Centre for Excellence in Teaching and Learning for Healthcare Professionals North East (CETL4HealthNE) on the collection of digital stories of healthcare from people who are largely housebound. CETL4HealthNE is a collaborative regional initiative which has a work stream devoted to promoting the voice of ‘People with Experience’ in the education of healthcare professionals. This includes collecting their first hand accounts of the health service for a digital collection of stories which will provide a learning resource for students. 
Please consider the characteristics of a good story teller below, thinking about the people your organisation works with. If you think there are people who might fit this description, we would appreciate it if you could give them a copy of the enclosed letter of invitation to take part in this initiative. It has a tear off part to return to the CETL team. We would be grateful if you could collect this and forward it to us on the individual’s behalf. We will give your organisation pre-paid envelopes for this purpose. Taking part in this project is entirely voluntary and individuals can withdraw material at any time. This letter can be translated into other languages or made accessible to individuals with different needs if appropriate. 
	A good contributor of information will be:

	Somebody who doesn’t mind their story being widely available

	Happy for their story to be put on the web and used for student learning, but it would be open to all 

	Able to devote a morning or an afternoon to be interviewed by a trained person

	Able to be interviewed at home 

	Able to review the content produced 


If you have any queries please don’t hesitate to contact Dr Anna Jones, Deputy Convenor of the People with Experience work stream and CETL4HealthNE Fellow on 0191 215 6722 (anna.jones@northumbria.ac.uk).
Thank you again for your support with this project.

Yours sincerely

Dr Anna Jones
Deputy Convenor, CETL4HealthNE People with Experience work stream

Appendix 3 – Letter for pilot organisation to hand out to potential participants

Dear 

What’s your story?

Have you experienced healthcare?   Would you like to share your story? If so, read on ...

Who are we? – We are a group of healthcare teachers based in Universities in the North East, healthcare professionals working with people in the community and hospitals, and service users and carers supporting healthcare education.*

Why are we interested in your story? - We want to involve the public in training healthcare staff. We want students to see and hear the experiences of people living with the health issues they are studying.

Why is this important? – Professionals need to involve people in decision making about their care and the sorts of services that are provided. They need to learn to listen to personal perspectives and choices.

What do we want you to do? – We would like to visit you at home and record your healthcare story in video and audio format. When you have had the chance to review the story, we would like to place it on the internet for students to use in their studies, to think about, write about and discuss. The story would be available to everyone using the world wide web. You can see other people’s stories by visiting the internet at DIPEX - http://www.dipex.org/home.aspx.
Would you be interested? – If so, please feel free to phone the contact person below or complete the tear off slip and return it to [ORGANISATION]. We will then get in touch to tell you more. Thank you for considering this request.

Yours sincerely

Dr Anna Jones (0191 215 6722) http://www.cetl4healthne.ac.uk/CETLPlone

Deputy Convenor, CETL4HealthNE* People with Experience work stream

 ………………………………………………………………………………………….

I would like to know more about contributing my health care story. Please arrange to visit me at home to tell me more.

Name

Address

Telephone number

PLEASE HAND THIS FORM BACK TO [ORGANISATION]

Appendix 4
What makes a good collector and contributor of stories?

	A good collector of stories will be:
	A good contributor of stories will be:

	A good listener
	Somebody who doesn’t mind their story being widely available

	Have some time available
	Happy for their story to be put on the web and used for student learning, but it would be open to all 

	Able to attend 1-2 days of training at Northumbria University
	Able to devote a morning or an afternoon to be interviewed by 1-2 trained people

	Share the collection of about 6 stories (taking half a day each, to include travelling)
	Able to be interviewed at home or attend somewhere to be interviewed 

	Familiar with using a digital video camera or not afraid to try
	Able to accept the opportunity to review the initial content produced and its inclusion on an ongoing basis


Appendix 5
Stories of People with Experience Information Sheet 
Background

It is important to place the first hand accounts of peoples’ experiences of health and social care at the centre of education and training developments for healthcare professionals. A collaborative regional initiative – the Centre for Excellence in Teaching and Learning for Healthcare Professionals North East (CETL4HealthNE) – has a work stream devoted to promoting the voice of ‘People with Experience’ in what healthcare professionals are taught, how they are taught and how we know if their training has made them the sort of professionals that service users and carers want to have making healthcare decisions with them. 

The CETL4HealthNE People with Experience work stream is developing an archive of stories about the experiences of healthcare services users and carers. This archive will be used to support the learning of healthcare students studying in the North East. The resource aims to encourage future healthcare professionals to routinely include the views of service users and carers in decision making about their individual treatment planning, and in the health of their communities.

Invitation 
We are working with voluntary organisations and your name, along with several others, has been given to us as someone who might be interested in contributing the story of your healthcare experiences. Before you decide to do so it is important for you to understand what that will involve. Please take the time to read the following information and discuss it with us and other people if you wish. Taking part in this project is entirely voluntary and you can withdraw material at any time.

Telling your story
If you decide to take part in the project you need to be happy to have your story widely available. You will be visited at home by one or two trained interviewers who will video record you telling your story in your own time. You should allow a morning or an afternoon for this. Alternatively you may prefer to attend an outside location to make the recording. This recording, which may be edited and which you will be able to review, will be placed on the internet for use by healthcare students in the North East within their various courses. Because the recording is on the internet it will also be openly accessible to anyone searching or browsing the internet.
Consent
We will not record a story unless you are satisfied that you want to participate and have give us your informed consent. We will be able to show you existing stories on the internet to enable you to make up your mind. You will be asked to sign a consent form which will allow the use of the final version of the story to be placed on the internet as a learning resource for healthcare students, and with open access to internet users.

Support
Interviewers will offer emotional support during and after story telling, and many people find that there are therapeutic benefits to telling their stories.

Reimbursement

You will be offered reimbursement of expenses incurred in the recording of your story.

Permissions
This CETL4HealthNE initiative aims to build up an archive of resources that can be shared across the North East for use in healthcare education using internet technology. You will have editorial control over your story’s final form. CETL4HealthNE will ask you to give permission for the use of the recording on its web pages. 
CETL will ensure that:

· Your story is available for use by healthcare students in the North East linked to their courses of study

· No profit can be made from the stories

· The integrity of the story is retained

· You are appropriately acknowledged
Contact person

If you have any questions at any time please contact:
Dr Anna Jones
CETL4HealthNE Fellow

School of Health, Community and Education Studies

Northumbria University

Coach Lane Campus

Coach Lane

NEWCASTLE UPON TYNE

NE7 7XA

Tel 0191 215 6722

anna.jones@northumbria.ac.uk
10 August 2006 v1

Thank you for considering taking part in this project and taking time to read this sheet. If you decide to proceed you will be given a copy of this information sheet and a signed consent form to keep.
Appendix 6
Stories of People with Experience Consent Form 
	
	Please initial box

	I, ………………………………………, have read and understood the Stories of People with Experience Information Sheet (Version 1, dated 10 August 2006) relating to the creation of an archive of stories for use in the healthcare education in the North East.
	

	I have had the opportunity to consider the information, ask questions and have had these answered satisfactorily.
	

	I understand that my participation is voluntary and that I am free to withdraw material at any time.
	

	I understand that I will have editorial control over my finished story.
	

	I give permission to CETL4HealthNE to use the video recording of my story on its web pages, and I understand that, whilst the resource is for educational purposes, these will be open access and therefore available to all web users. 
	

	I understand that the stories are for educational use but that CETL4HealthNE can have no control over, or liability for, how they are ultimately used.
	


Name of interviewee
Signature                                                             Date
Name of interviewer
Signature                                                             Date
Contact person: Dr Anna Jones, CETL4HealthNE Fellow

School of Health, Community and Education Studies

Northumbria University, Coach Lane Campus, Coach Lane

NEWCASTLE UPON TYNE, NE7 7XA

Tel 0191 215 6722 E-mail anna.jones@northumbria.ac.uk

10 August 2006 v1

Appendix 7
Example programme PLEASE NOTE –

 THIS WOULD BE MODIFIED FOR THIS CETL INITIATIVE

Introduction to Biographical Narrative Method – 2 day workshop
‘The notion of a history or narrative seems to be necessary in order to make sense of the notion of a ‘self’; for we make sense – or fail to make sense - of our lives by the kind of story we can – or cannot tell about it.’ 

                                                                            Joseph Dunne (1996)
	Day 1
	

	9:30-10:30   
	What’s the story? 

Introduction to the narrative metaphor.

The narrative construction of identity in an evolutionary context.

Language as a structuring principle of consciousness?

	11:00-12:30    
	What’s your story?                                                                     
The social construction of identity as narrative process.

Locating narrative in theoretical context.

	1:30-2:30
	Talking the talk.

Planning and conducting a narrative interview.

Micro politics of the interview.

	2:45- 4:00
	Doing the business.

Narrative interview exercise.

	4:00 - 4:30
	The story so far.

	Day 2
	

	9:30- 10:30


	The interviewer’s tale.

Reflections on the narrative Interview.


Ethical issues in narrative research

Therapeutic uses of the narrative metaphor.             

	11:00 -12:30
	The devil in the detail?

Approaches to narrative analysis.

Microanalysis of text.

Sequentialisation of text

	1:30- 2:30
	‘All the Kings Horses…..’
Thematic field analysis. 

Re-locating stories in the ‘Life World’

	3:00-4:00
	Taking the digital turn.

Digital storytelling, data deluge, and narrative futures


Members of core group visit organisation to explain project; distribute briefing letter to staff





If pilot organis-ation agrees to act as gate-keeper: 





Staff consider characteristics of a good contributor of stories








Staff distribute letters to potential contributors of stories





Potential contributors of stories phone contact person and/or complete slip if interested





Staff collect completed slips and forward to contact person





CETL interviewers visit to collect story and revisit to edit story





Contact person keeps in touch with organisation about recruitment and advises when sufficient stories are collected





Members of core group visit to brief organisation on stories collected
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