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Expert by Experience ‘Citizen Scientist’ in Dementia disease    
Background 
NeuroResponse is a digital care model delivered by committed partners aiming to improve the quality of life of people living with long term neurological conditions. NeuroResponse was conceived at the National Hospital for Neurology & Neurosurgery (NHNN) at University College London Hospital and has evolved into a social enterprise committed to diffuse innovative best practice across the NHS. NeuroResponse builds on clinical insights derived from over 20 years of practice by Consultant Nurse Bernadette Porter MBE. As a not for profit, NeuroResponse is committed to investing in research and development to continue improving delivery of care for long term neurological conditions. 
Patient’s stories of their lived experience and evidence from audits tells us that individuals living with neurological conditions may experience a deterioration of their condition that requires a visit to Emergency Departments (ED). A visit to ED often results in an emergency admission that lasts days or weeks. Often the underlying problem, such as a urinary tract infection, with better self-management or community support could have been prevented. 
At NeuroResponse we believe that care pathways do not have to be this way. We believe that working together with patients and families, we can design and deliver new care pathways to improve quality of life and prevent attendance at ED with these types of symptoms.  Working together, we successfully created a service for people living with Multiple Sclerosis (MS), you can see a 2-minute video of it here.

Following a winning grant application, we are ready to explore ways to explore if this service would be useful for people living with Dementia, and if so, we want to explore co-designing an App with people living with Dementia and their families.
Among other things we envisage the App may support:      
• people to self-assess symptoms of infection at home 
• people to order their own fast track home collection of samples such as urine 
• people to access clincial advice 24/7 by connecting via the App directly to NHS 111 

Working with Sigma our co-design and accessibility experts (https://www.designedbysigma.com/ ) We wish to recruit an expert with lived experience of Dementia who has an interest in health improvement, co-design and digital technology, to deliver our fast-paced project and shape our strategy.    

In particular the role entails helping us work with 5 people living with Dementia to ensure that we ‘Get all sides of the story‘ on their lived experience and that we are:  
· Being inclusive
· Doing work that is relevant
· Ensuring that the Impact of the work is linked to a process of ongoing engagement.

Please see the role description and responsibilities overleaf to understand more about his exciting opportunity.
 

Role Description for Expert by Experience ‘Citizen Scientist’ Advisor 
As an expert by experience, you will be a valued member of our project team. The project team is a group of people from a variety of backgrounds and with a variety of experiences. Your input will help us to ensure that the work we do is relevant and accessible to patients and the public. 
Key element of your role includes: 
help shape information packs and workshops. 
contribute to the design, participation and write up of co-design interviews. 
act as a patient buddy and advocate
act as critical friend to the project team and advisory board. 
Responsibilities 
Your input will be particularly important in: 
· Helping us to work in partnership with patients, carers, clinicians, and project managers. 
· Contributing to various stages of research. This will include helping us to develop questions for interviews or surveys and disseminate findings. 
· Helping us to write research materials (consent forms and information sheets) that are easily understood. 
· Contributing to discussions during meetings and sharing your expertise. 
· Attending planned meetings that act as a forum for patient and family views. 

The meetings will be shaped by specific project topics or concerns and chaired by an experienced individual. 
Preparation for these meetings may be required, for example reading paperwork.
Advisors will be given notification and instructions in advance of each meeting. 
Confidentiality and disclosure of information: 
Confidentiality must be maintained by all advisors, particularly in relation to personal information and health related information.
Information stored about Experts by Experience Advisors will be stored in line with GDPR. 
Any potential conflict of interests must be declared at the application stage. This will be treated in confidence. 
Support and Training Offered: 
We will provide support for this role and tailor it to individual needs and requirements. 
Duration of role: 
We seek to appoint Experts by Experience Advisors for a period of 6 months initially, with a maximum work schedule of 15 days between Feb 2021 – June 2021. The term may be extended following future successful grant applications by negotiation. 

Covering Expenses: 
Costs while involved in our related activities will be reimbursed. This includes travelling by car/ bus etc. Refreshments will be provided at all meetings.  We align our payments to INVOLVE guidelines and will offer, £75 for a half day and £125 for a full day of contributing. This payment intends to cover the time spent during meetings. Time spent outside of attendance at meetings will be discussed prior to involvement. 
We will supply all advisors with a claim form and will require original receipts. 
Person specification: 
Successful applicants will: 
· Be able to draw on their lived experience of using the NHS for Dementia care (as a patient or carer) to contribute to the project. 
· Have an interest in healthcare services and Dementia NHS care pathways.  
· Have an interest in the use of digital technology in health care. 
· Be available to attend meetings on Zoom or MS Teams.
· Have the capacity to work autonomously. 
· Have the capacity to act as an advocate and patient voice in all communications.
· Have the capacity to act as a critical friend to the project board.    
· Have the capacity to help lead group workshop participation and discussion.   
· Have ability to be sensitive to group dynamics and work within teams. 
· Have clear communication skills. 
· Have some analytical capacity and ability to provide feedback on workshops and documents. 

Application details 
To apply for the role please send a 1-page cover letter explaining why you are interested in the role and how you feel you meet the essential criteria to our Sigma partners by 
5th February.
hilary.stephenson@sigma.se
catarina.nyberg@sigma.se
It is envisaged that successful candidates will be invited to interview by Teams or Zoom on Wed 10th or Thurs 11th of February.  
For further information about the role, please contact: 
bernadette.porter@neuroresponse.com
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