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Role Volunteer Research Advisor 
 

Contact Chief Executive Officer (CEO) 
 

Location Remote from home   
Own computer/laptop with good internet speed required 
 

Hours 14 hours per month 
 

Status Volunteer (un-remunerated) 
 

Organisation The PDA Society was first established in 1997 by parents of children with Pathological Demand 
Avoidance (PDA), a profile on the autism spectrum. The PDA Society became a registered charity 
(No.1165038) in January 2016 and is run by six trustees who are all volunteers and all have a direct 
connection to PDA. In 2021, the PDA Society appointed its first Chief Executive to help them run 
the charity who is Autistic and also has a direct connection to PDA.  The PDA Society provides 
information, support and training about PDA for individuals, families and professionals.  It aims to 
increase acceptance and understanding of a PDA profile and to improve outcomes for individuals 
and families by focusing everyone involved on ‘what helps’. These aims are underpinned by the 
PDA Society’s 5-year strategy, published in January 2022. 
 
 

Context of 
PDA and 
research 
 

Understanding of PDA is at an early stage, with the first research paper published in 2003.   As 
such there are a range of academic and clinical perspectives about PDA with much more research 
needed.  Until this research is undertaken, PDA will not feature in the diagnostic manuals for 
neurodevelopmental conditions, and it will be at a clinician’s discretion to use clarifying 
terminology such as ‘ASD with a demand avoidance profile’.  This makes getting a PDA 
assessment/diagnosis and accessing the best support approaches a postcode lottery.   
 
Whilst academic and clinical perspectives are important, at the PDA Society we believe the large 
and growing body of lived experience from PDA individuals and the people who support them is 
equally valid.  We recognise that to get this lived experience better understood we need to build 
relationships with the research community. High quality research is critical if we are to improve 
access to a PDA assessment/diagnosis and the practical approaches that help, and in turn 
improve outcomes for PDA individuals of all ages. 
 
 

Overview  
of role 
 

The role of Volunteer Research Advisor has been created as an outcome of the PDA Society’s new 
5-year strategy to assist the Trustee Lead for Research and the CEO with the delivery of the 
organisation’s research objective to “Promote high standard multi-disciplinary research to 
extend understanding of PDA and the approaches needed, informing policy and practice, with 
improved outcomes for PDA individuals.”  In 2022 we began a research priority setting exercise, 
bringing together professionals and the PDA community to identify and prioritise the top 10 
unanswered questions in respect of PDA.  In defining these priorities we hope to stimulate new 
research interest, focus existing research efforts on the most pressing questions and provide an 
evidence base for research funding.   
 
Starting 2023, we will host an annual research meeting bringing together researchers from across 
the spectrum of viewpoints on PDA with the aim of moving discussions forward.  We want to 
value both academic and action research - identifying and acting on learning as it emerges in 
practice, alongside qualitive case study research.  As new research is undertaken and findings 
published we plan to take this evidence to policy makers to inform policy and in turn practice, 
engaging proactively in consultations.  We will also be use these findings to inform our work, 
adapting our understanding and approaches as needed, and disseminating them with the PDA 
community and professionals.  We will be considering research findings in the context of the PDA 
community’s lived experiences and, if differences arise, to engage constructively and 
collaboratively with researchers.  The Volunteer Research Advisor will be key to supporting the 
Trustee Lead for Research and CEO with all of the above. 
 
 

VOLUNTEER ROLE DESCRIPTION 



July 2022 

Volunteer 
activities 

It is anticipated that the activities of the Volunteer Research Advisor will be varied and may well 
evolve over time.  Below is an outline of the types of activities we anticipate the volunteer under-
taking at the direction of the CEO who will be the main contact: 
 Scan journals and self-publication platforms for new PDA research, both academic and action 

research, bringing to the attention of the CEO and Trustee Lead for research as and when 
new PDA research is identified. 

 Write a short synopsis of new PDA research findings in a form that is accessible internally for 
PDA Society team members and externally for a public audience when a decision is taken to 
share a summary on the PDA Society website. 

 Maintain a contact list for researchers with an interest in PDA, including academics, 
professionals undertaking action-research and experts by experience pursuing research 
drawing on their lived experience. 

 Pro-actively engage with researchers at all stages of their research, from proposal 
development to the publication of their findings, to offer opportunities to co-produce with 
the PDA community through the PDA Society. 

 Assist the Trustee Lead for Research, CEO and Communications Manager with the 
production, distribution and analysis of PDA Society surveys. 

 Assist the CEO and Events Coordinator with the organisation of the PDA Society’s annual 
research conference (e.g. inviting speakers, collating papers). 
 
 

Volunteer 
skills and 
experience 

E = Essential 
D = Desirable 
 Undergradute degree (E). 
 Post-graduate qualification, either in progress or completed (D). 
 Excellent analytical skills including the ability to critically evaluate academic papers, reading 

around the subject to gain a fully contextualised understanding (E). 
 Excellent written skills with the ability to synthesise large amounts of information and to 

present analysis in a digestable and accessible way, suitable for different audiences (E). 
 Good verbal communication skills with the ability to flex as needed to meet the needs of 

both academics, professionals and people with lived experience, being sensitive and 
considerate of different view-points (E). 

 Good IT skills (E), ideally with proficiency in MS office including Excel and Forms (D). 
 Great attention to detail and accuracy in written communications, with an independent and 

impartial mindset evaluating research on the basis of the facts presented (E).  
 Personal or lived experience of the PDA profile of autism (D)  
 
 

Recruitment 
process 

Applicants will be asked to: 
 Complete an Application Form and Conflict of Interest Form 
 Complete an interview via zoom 
 Complete a reference check  
 Sign/agree to our Volunteer Policy including all PDA Society Policies & Procedures 
 Undertake an induction programme 
 
 

 


