
 

 

 
 

 

Edinburgh Research Explorer 
 
 

 
 

 
 

 
 

 

 
 

 
 

 
 

 
 

 
 

 
 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The electronic person specific outcome measure (ePSOM)
programme: Overview and survey results

Citation for published version:
Saunders, S, Sheehan, S, Evans, A, Luz, S, Ritchie, CW & Terrera, GM 2020, 'The electronic person
specific outcome measure (ePSOM) programme: Overview and survey results: Neuropsychiatry and
behavioral neurology/treatment development and clinical trials', Alzheimer's & Dementia: The Journal of the
Alzheimer's Association, vol. 16, no. S6, e040097. https://doi.org/10.1002/alz.040097

Digital Object Identifier (DOI):
10.1002/alz.040097

Link:
Link to publication record in Edinburgh Research Explorer

Document Version:
Publisher's PDF, also known as Version of record

Published In:
Alzheimer's & Dementia: The Journal of the Alzheimer's Association

General rights
Copyright for the publications made accessible via the Edinburgh Research Explorer is retained by the author(s)
and / or other copyright owners and it is a condition of accessing these publications that users recognise and
abide by the legal requirements associated with these rights.

Take down policy
The University of Edinburgh has made every reasonable effort to ensure that Edinburgh Research Explorer
content complies with UK legislation. If you believe that the public display of this file breaches copyright please
contact openaccess@ed.ac.uk providing details, and we will remove access to the work immediately and
investigate your claim.

Download date: 25. May. 2023

https://doi.org/10.1002/alz.040097
https://doi.org/10.1002/alz.040097
https://www.research.ed.ac.uk/en/publications/25f40484-168b-4339-bc60-af5d8f9fece1


DOI: 10.1002/alz.041991

DRUG D EV E LO PMEN T

PODIUM PRESENTATIONS

Human: Improving clinical trial methodology

The electronic person-specific outcomemeasure (ePSOM)
development programme: Overall approach

Stina Saunders1 GracielaMuniz Terrera1 Alison Evans2 Shane Sheehan1

Saturnino Luz1 CraigW. Ritchie3

1 University of Edinburgh, Edinburgh, United

Kingdom

2 Alzheimer’s Research UK, Cambridge, United

Kingdom

3 Centre for Clinical Brain Sciences, University

of Edinburgh, Edinburgh, United Kingdom

Correspondence

StinaSaunders,University ofEdinburgh, Edin-

burgh,UnitedKingdom.

Email: stina.saunders@ed.ac.uk

Abstract

Background: The ePSOM development programme is a collaboration between the

University of Edinburgh and Alzheimer’s Research UK prompted by the recognition

that outcome measures currently used in clinical trials in prodromal and preclinical

neurodegenerative diseases do not capture the research participants’ views of effec-

tiveness. A better understanding of earlier manifestations of Alzheimer’s disease and

the drive for relevant outcome measures, allied to technological advances in artificial

intelligence, havemediated theelectronicPerson-SpecificOutcomeMeasure (ePSOM)

development programme. The group took the view that ‘maintenance of brain health’

as opposed to ‘avoidance of symptoms’ would form the underpinning narrative in the

ePSOMprogramme and ultimately app design.

Method: There are 4 sequential stages in the ePSOMprogramme (the first three com-

pleted): (1) literature review, (2) focus group study, (3) national survey, and (4) develop-

ment of an app for capturing person-specific outcomes. The survey data was analysed

using clustering and natural language programming techniques and the results are pre-

sented separately. Here, we report the overall approach to the ePSOMprogramme.

Result: Our literature review on patient-reported outcome measures in the

Alzheimer’s disease population showed trials currently do not use any patient-

reported outcome measures. Our focus groups with people living with memory

problems; healthy volunteers and health care professionals (n=41) yielded five key

domains in relation to what matters to people when developing new treatments for

Alzheimer’s disease: Everyday Functioning; Relationships and Social Connections;

Enjoying Life; Sense of Identity; and Alleviating Symptoms. Our online survey, which

was created based on the literature review and focus groups, was completed by 5807

individuals. 30 clusters of themes emerged from the survey responses.

Conclusion: The ePSOM development programme is building evidence in order to

deliver the methodology for incorporating personally meaningful outcome measures

in Alzheimer’s disease clinical trials. The completed three stages will underpin the

ePSOM app, which will be using natural language processing methodologies, and have

good psychometric properties enabling the app to be use in regulatory trials.

Alzheimer’s Dement. 2020;16(Suppl. 9):e041991. © 2020 the Alzheimer’s Association 1 of 1wileyonlinelibrary.com/journal/alz

https://doi.org/10.1002/alz.041991

mailto:stina.saunders@ed.ac.uk
https://wileyonlinelibrary.com/journal/alz
https://doi.org/10.1002/alz.041991

