
 

What has happened since we were last in touch? 
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Valuing Active Life in Dementia (VALID) 

research programme extended 

By the end of November we have recruited 330 people with 

dementia along with their family supporter to take part 

in the research trial. 

But, as reported in earlier Newsletters, it took us longer     

than anticipated to set up the research sites; and it 

continues to take longer than expected for sites to recruit 

people to participate in the study. We are therefore very 

pleased to report that the National Institute for Health 

Research (NIHR) which funds the VALID research programme 

has agreed that we can extend the recruitment deadline 

until the end of June 2017. 

We are therefore increasing recruitment by setting up 

additional sites and training more occupational therapists. 

Welcome to our new sites: 

� South Essex Partnership University NHS Foundation 

Trust (SEPT) 

� Dorset HealthCare University NHS Foundation Trust 

� Norfolk Community Health and Care (NCH&C) and 

Norfolk & Suffolk NHS Foundation Trust (N&SFT) 

working in partnership 

And welcome to our new occupational therapists who will 

provide the home based occupational therapy sessions. 

Finally, our thanks to the latest sites that have           

finished recruiting to the trial but continue to follow-up  

participants into 2017:  

� South West London & St George's Mental Health NHS     

         Trust 

� Surrey & Borders Partnership NHS Foundation Trust  

� Oxleas NHS Foundation Trust  

Many thanks to the research teams and their clinical 

colleagues who have worked so hard to recruit people with 

dementia and their supporters; and to the occupational 

therapists who provided the occupational therapy home-

based sessions.  

College of Occupational Therapists Annual 

Conference, Harrogate 
The VALID research team was well represented at this 

event. Professor Gail Mountain and Dr Jennifer Wenborn 

presented a paper in the first session of the conference, 

‘Conducting research in practice: lessons learned’. In the 

last session of the conference, Laura di Bona and Jane 

Burgess led a seminar ‘Delivering complex interventions in 

occupational therapy practice: COTiD-UK experiences’. 

Both sessions raised much interest, following which 

additional occupational therapists and sites were recruited. 

   

      

 

 

 

 

 

 

 

 

For more information, see: www.ucl.ac.uk/valid 

Email: VALID@nelft.nhs.uk 

Telephone 0300 555 1200 Ext. 64491 

 

Thank you to Laura Di Bona, Research Associate – 

Occupational Therapist who leaves our Sheffield research 

team at Christmas to take up a new post as Engagement 

Officer in Sheffield Health and Social Care NHS 

Foundation Trust. Laura will be engaging with service 

users to identify how services need to improve and then 

working with service users and staff to implement these 

improvements.  

Congratulations to Professor Gail Mountain, University of 

Sheffield and University of Bradford, who received her 

College of Occupational Therapists Fellowship award  

from the College’s Patron, Her Royal Highness, the 

Princess Royal at the                                                                  

‘Celebration of Excellence 

 in Occupational Therapy:  

2016 Awards’, at a  

prestigious event held in 

July at the Drapers Hall  

 in London.                                      
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Alzheimer’s Europe Conference, Copenhagen 

Jacki Stansfeld (left) and Becky Field (right) recently attended the Alzheimer Europe 

conference, ‘Excellence in dementia research and care’. Becky presented her PhD work,  

‘Psychosocial interventions for people living with  dementia and their supporters  

after  diagnosis in the community: identifying  influences on take up’, which sparked a                                                            

lot of interest. Jacki displayed a poster illustrating a systematic review she has completed  

as part of her PhD, ‘ Positive psychology outcome measures in family carers of people 

living with dementia:  A systematic review.  

 

There was much discussion after both presentations, with a great deal of interest                                                        

expressed in the VALID research programme. Becky said: "It was a great to learn about  

work being done across Europe to develop and improve services for people living with  

dementia  and their supporters. A particular highlight was hearing presentations from  

people living with dementia and their supporters, reminding us of the contribution they  

can and do make to research and developing services”.  

 

 

 

The Valuing Active Life in Dementia (VALID) research study is funded by the National Institute for Health Research’s Programme Grants for Applied 

Research Programme (RP-PG-0610-10108); and is a partnership between North East London NHS Foundation Trust and University College London, 

University of Sheffield, University of Hull, Radboud University Nijmegen Medical Centre, University of East Anglia, University of 

Manchester, Swansea University, Kings College London, Institute of Mental Health Nottingham and Dementia UK.  

The VALID research team acknowledges the support of the National Institute of Health Research Clinical Research Network. 

The views expressed in this newsletter are those of the author(s) and not necessarily those of the NHS, NIHR or the  

Department of Health.     

 

 

Patient and Public Involvement (PPI) in VALID 
Jane Hill outlines the contribution of Patient and Public Involvement (PPI) within the VALID programme 

 

What is the PPI Reference Group? 

PPI (Patient and Public Involvement) in health research is 

carried out with, and by, lay people rather than just 

informing them, and its primary role is to ensure, through 

an inclusive, supportive  culture, that patients and their 

carers are effectively involved. 

To do this the VALID PPI Reference Group shapes and 

influences the research design of the VALID research 

programme to reflect the joint patient-carer experience and 

assists researchers in being fully accountable to those who 

use public services.   

Now, in our fourth year, we meet three times a year.  As a 

team, we review and revise our aims and values (outlined in 

'A Strategy to Involve Patients, Carers and Public 

Involvement in the VALID Research Programme'), 

contribute to the qualitative work and comment on the 

interpretation and dissemination of the research and PPI 

findings. 

Who are we? 

PPI representatives are acknowledged as 'experts by 

experience'; the qualifications being our personal 

understanding of the impact of dementia and a 

commitment to enhancing the quality of life for everyone 

affected by living with the diagnosis within our culture 

today.  

VALID's PPI family: Kate Harwood (a teacher), Jane Hill (a 

writer) and (project manager) David Prothero were 

recruited from Dementia UK.  We are guided by our Chair, 

Professor Fiona Poland and supported by the VALID 

Programme Manager, Dr Jennifer Wenborn, thereby 

forming a team, with a broad range of skills, and a remit to 

encourage design that will improve wellbeing. 

Each of us brings our own wisdoms, adding perspectives 

other researchers may not know about, which encourages 

spirited discussion and improves the quality, depth and 

utility of our health research. 

We see our purpose as ensuring the voices of carers and people with dementia are well represented,  acknowledging and 

highlighting the consequences of caring for a person with dementia and in finding ways of improving and aiding the 

responsibility (undertaken willingly), of supporting a person for longer at home. 

As a group of individuals, we have found being in a forum where we can be heard and be heeded enabling.  We share 

similar concerns for developing intuitive and age friendly ways to fuller health, physical and mental, for all involved. 

We find that dementia words matter and the language we use to talk about the condition influences and affects how 

people with dementia are viewed; also how they feel about themselves.  We aim to communicate in plain English and to 

find creative solutions through occupational therapy, in the hope of finding out whether COTiD-UK (Community 

Occupational Therapy in Dementia) has the potential to change the entire model of care for people with dementia in the 

UK and will be worthwhile. 

 


