
 

 
 

OPEN CALL FOR PUBLIC VOLUNTEERS 
 

Neuro Advisors – 4 positions available 
 

Deadline Friday 3rd March 2023 
 
N-CODE currently has an open call for four new public volunteers to join our Steering 
Committee as our first ever “Neuro Advisors”. These new roles will support our patient and 
public involvement and engagement (PPIE) work, ensuring the lived experiences of 
neurodivergent communities are represented in the Steering Committee’s key decision-
making activities. 
 
Neuro Advisors may already have experience working, fundraising or volunteering with 
charities, support groups or organisations in the neurodivergent space, but we welcome 
expressions of interest from elsewhere. Including from people interested in, affected by, or 
living with, one or more neurological and/or neurodevelopmental conditions.  
 
Neuro Advisors will be financially compensated for their time and for sharing their expertise 
at Steering Group meetings (£75 per meeting attended). These meetings occur during 
weekdays, roughly every two months, with each meeting lasting 2-3 hours. Neuro Advisors 
will serve a 2-year term – equating to roughly 12 meetings over 2 years. 
 
If you are interested in joining the Steering Committee as a Neuro Advisor please 
submit a short expression of interest detailing: 
 

• Your interest in joining the N-CODE Steering Committee 

• How your experience or skills will help you fulfil and/or develop in the role 

• Any conflicts of interest we should be aware of, such as charity or organisation 
affiliations e.g. “I volunteer and fundraise for Charity X” 

 
Expressions of interest should ideally be no longer than one A4 page, but a second A4 page 
can be used for photos or other material that illustrates examples of your experience.  
 
These expressions of interest should be emailed as a Word or PDF document to 
ncode@contacts.bham.ac.uk by Friday 3rd March 2023.  
 
Whilst we cannot guarantee everyone who gets in touch will be appointed on to the Steering 
Committee due to limited spaces, we hope to find other ways to involve those keen to 
support our PPIE activities. Please let us know when you get in touch if you would rather not 
be contacted about future opportunities. 
 
For further detail about the N-CODE and the Neuro Advisor roles, please read the Terms of 
Reference and Working Methods for Patient and Public Involvement and Engagement 
(PPIE) Neuro Advisors (overleaf). If you still have questions, feel free to contact us 
ncode@contacts.bham.ac.uk 
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N-CODE Steering Group Terms of Reference and Working Methods:  
For Patient and Public Involvement and Engagement (PPIE) Neuro Advisors 

 
Version Dated: January 2023 

 
Established in 2022, N-CODE is the EPSRC-funded network+ in Neurotechnology for 
enabling community based diagnosis and care. The aim of the network is to address 
challenges in health service provision for neurological and neurodevelopmental conditions, 
through the development of new technologies that enable diagnosis and management of 
these conditions in community settings rather than hospital environments.  
 
To deliver on this mission, N-CODE is strongly committed to engaging and involving a 
diverse community of people within the research process, from generating initial ideas 
through to evaluating the impacts of new findings. Supporting this is N-CODE’s patient and 
public involvement and engagement (PPIE) representatives – public volunteers interested 
in, affected by, or living with, one or more neurological and/or neurodevelopmental 
conditions. PPIE representatives advise on projects aligned to their interests and lived 
experience, supporting the network to shape and deliver its research ambitions. Our website 
www.n-code.org lists open calls to get involved in upcoming PPIE activities, so please check 
back regularly as new opportunities arise every few months.  
 
There are also several more formal PPIE “Neuro Advisor” roles on N-CODE’s Steering 
Committee. Neuro Advisors ensure there is patient and public representation within N-
CODE’s governance structure and as such they support high-level decision-making across 
the network as a whole. Typically, these members already work or volunteer with charities or 
organisations in the neurodivergent space and they help bring in these wider perspectives. 
They may also have direct lived experience of a neurodevelopmental or neurological 
condition themselves or they may care for someone affected by such conditions. This 
document sets out the role and function of PPIE Neuro Advisors who support N-CODE’s 
Steering Committee. 
 
Definition of terms  
Public involvement in research is often defined as doing research ‘with’ or ‘by’ the public, 
rather than ‘to’, ‘about’ or ‘for’ the public. This would include, for example, public involvement 
in advising on a research project, assisting in the design of a project, or in carrying out the 
research. By ‘public’ we mean:  

• patients and potential patients  

• people who provide care or support on an informal (i.e. unpaid) basis  

• parents/guardians  

• people who use health and social care services  

• disabled or neurodivergent people  

• members of the public and communities who might be targeted by health 
promotion, public health and social care  

• organisations that represent people who use health and social care services.  
 
The term ‘the public’ is understood to include a rich diversity of people, whether defined by 

age, colour, race, ethnicity or nationality, disability, gender or sexuality, who may have 
different needs and concerns.  
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Terms of Reference and Working Methods: (PPIE) Neuro Advisors 
 
Purpose  
The purpose of having PPIE Neuro Advisors on the N-CODE Steering Committee is to 
ensure patient and public perspectives, including the lived experience of neurodivergent 
communities, are represented within the governance and decision-making of the research 
network. 
 
Aims 
The function and aims of the PPIE Neuro Advisors on the Steering Committee can be 
summarised as follows: 

• To promote and share good practice and resources in patient and public involvement 
and engagement (PPIE), exchanging ideas, skills and lived experience. 

• To aid the Steering Committee and N-CODE network members to undertake 
research or PPIE where appropriate by advising on and offering support in relation to 
the recruitment of diverse public representatives, as well as the nature of proposed 
activities and any necessary training needs. 

• To monitor and update the Steering Committee on the relevance and value of PPIE 
activities across the N-CODE network, supported by the N-CODE PPIE lead. 
Updates might include short reports summarising key activities and achievements to 
be recognised, as well as highlighting areas of common concern or unnecessary 
duplication where discussion would be useful to resolve such issues. 

• To provide Letters of Support to research or engagement projects provided these 
requests are appropriate and that sufficient time and opportunity for consideration 
has been given. 

• To champion the N-CODE network in regional, national and international settings, 
fostering networking and partnership opportunities, particularly in the context of PPIE. 

 
Membership  
The full membership of the N-CODE Steering Committee can be found on our website at 
www.n-code.org/about-us/. It includes representation of four PPIE Neuro Advisors who are 
voting members and at least one PPIE Neuro Advisor should be present for the Steering 
Committee to be considered quorum, unless there are exceptional circumstances preventing 
this (e.g., last minute illness). To be appointed as a PPIE Neuro Advisor, a prospective 
member should first submit a short expression of interest (during an open call period) 
detailing: 

• Their interest in joining the N-CODE Steering Committee 

• How their experience or skills will help them fulfil and/or develop in the role 

• Any conflicts of interest we should be aware of, such as charity or organisation 
affiliations e.g. “I volunteer and fundraise for Charity X” 
 

Expressions of interest will be shortlisted by a panel of at least two existing Steering 
Committee members – one to be the N-CODE PPIE Lead. Shortlisted applications will then 
be shared with the wider Steering Committee who will vote on who to select. Should there be 
an equal number of votes, N-CODE Principal Investigator Professor John Terry will make a 
final decision. Newly appointed PPIE Neuro Advisors will then be invited to join the 
subsequent Steering Committee meeting. 
 
To ensure there are new opportunities for different patient and public representatives to 
contribute to and develop experience at the research governance level, Neuro Advisors 
ideally serve a 2-year term on the Steering Committee. This can be extended to a maximum 
3-year term which includes a transitional year involving informal mentoring of a new Neuro 
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Advisor(s) in the first year of their term. This enables the new Neuro Advisor member to 
shadow and learn from more established members, where this could be beneficial to them. 
 
Typically, Neuro Advisors already have experience working, fundraising or volunteering with 
charities, support groups or organisations in the neurodivergent space, but we welcome 
expressions of interest from elsewhere. Including from people interested in, affected by, or 
living with, one or more neurological and/or neurodevelopmental conditions. Open calls for 
new PPIE Neuro Advisors will occur if a member steps down or ahead of a member’s term 
coming to an end.  
 
Working methods  
The Group has agreed to the following ways of working:  

• Steering Committee meetings will be held approximately every two months, either 
online or in-person. These will be organised by the N-CODE management team and 
notice of at least 10 days will be given to PPIE Neuro Advisors to enable them to 
make arrangements to attend where possible. Should a Neuro Advisor be unable to 
attend they should let the N-CODE management team know as soon as possible. 

• PPIE-related topics for the agenda will be generated by Neuro Advisor members in 
discussion with the N-CODE PPIE Lead and/or management team. 

• Meeting papers will be circulated, by email, at least 5 days in advance of meetings. 
Alternative formats (e.g., paper copies) can be provided, if requested. Meeting 
papers should be read in advance of the next meeting as part of preparing for it. 

• Meetings may include updates on actions and group discussions to share 
experiences, suggestions and learning as part of network decision-making. 

• Non-members may be invited to join Steering Group meetings on a one-off basis to 
aid discussion of a particular topic, for example, as speakers, observers or invited 
guests  

• Secretariat for the Group will be provided by the N-CODE management team, 
however members should also take note of any actions they are responsible for 
and/or contributing to.  

 
Sharing of information and resources (including confidential materials)  

• Through Steering Group meetings and electronic communications members will be 
able to share information and resources with the N-CODE network, supported by the 
management team where necessary. 

• When sharing documents, members should make it clear if there is a restriction as to:  
o Circulation of the documents beyond the Group  

o Copyright / use of the contents  

• Steering Group members should assume that all meeting discussions, 
communications and meetings documents are confidential in nature and not for 
sharing with those outside the Steering Group, unless explicitly agreed otherwise. If a 
member is unclear on this point, they should check with the N-CODE management 
team before sharing any information beyond the Steering Committee. 

 
Reimbursement for PPIE Neuro Advisors 
PPIE Neuro Advisors on the Steering Group will be compensated for their time and 
expertise. These reimbursements are subject to tax and may affect any state benefits 
individuals are in receipt of. It is the Neuro Advisor’s own responsibility to declare 
any earnings to HM Revenue and Customs. As such, we also cannot make donations to 
charity on your behalf. Neuro Advisors who wish to donate their fee to charity must donate 
this themselves. 
 



Each PPIE Neuro Advisor will be offered payment of £75 for each N-CODE Steering 
Committee meeting they fully attend. This fee includes their time at the Steering 
Committee meeting (normally 2 hours, occasionally 3 hours) as well as time spent preparing 
for the meeting through brief pre-meeting discussions or phone-calls with the management 
team or through reading meeting papers in advance or preparing short reports for discussion 
as part of the agreed agenda. It also includes any basic access costs that might relate to 
power or internet costs to attend online meetings. For in-person meetings, additional travel 
costs (typically up to £20) or access needs (e.g. childcare cover) should be discussed and 
agreed with the N-CODE PPIE Lead before the meeting. To be reimbursed, PPIE Neuro 
Advisors will need to complete, sign and date an expense form that they will be provided. 
Once completed, these forms should be returned to the N-CODE PPIE Lead for processing. 
The PPIE Lead should be notified if payments have not been received within 30 days of 
returning the expense form to them.  
 
Reimbursement rates 
Please note that the fee offered to PPIE Neuro Advisors is higher than that offered to PPIE 
Representatives to reflect the added responsibilities and experience required of these 
advisor roles. These rates are indicative only – they may vary slightly depending on the 
exact event, but this should be made clear in advance of the activity taking place.  
 
Reimbursement rates PPIE Neuro Advisors (inclusive of all prep and basic access costs): 
£75 per Steering Group meeting fully attended 
For all other PPIE activities they are directly involved in facilitating delivery of: 
£20 per hour for other PPIE activities they are directly involved in facilitating, up to 3 hours 
£75 per half day (over 3 hours, up to 4.5 hours) 
£150 per day for (over 4.5 hours, up to 8 hours) 
 
Reimbursement rates PPIE Representatives (inclusive of all prep and basic access costs): 
£15 per hour, up to 3 hours 
£50 per half day (over 3 hours, up to 4.5 hours) 
£100 per day for (over 4.5 hours, up to 8 hours) 
 
These rates do not include travel cost for in-person meetings or additional access 
requirements that some people may need in order to take part (e.g., childcare cover, carer 
support). These additional costs should be discussed and agreed in writing with the N-CODE 
PPIE Lead in advance of any activity taking place, before you agree to be involved. 


