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Disclaimer

• This presentation presents independent research funded by the 
NIHR under its Research for Patient Benefit (RfPB) 
Programme (Grant Reference Number: NIHR200058). 

• The views expressed are those of  the author(s) and not 
necessarily those of  the NIHR or the Department of  Health 
and Social Care.



Background

• People with dementia living at home 
represent a growing group of  social care 
services users. 

• It is important to understand the impact of  
social care on their quality of  life and how 
community based social care services may 
best support them. 

• It may be difficult to collect such 
information from people who have memory 
or communication difficulties. 



Background – ASCOT Proxy

• To work around this, an adapted version 
of  the Adult Social Care Outcomes 
Toolkit (ASCOT)* questionnaire, 
ASCOT-Proxy, has been developed. 

• *The ASCOT questionnaires are used to 
collect information on the quality of  life 
of  people who use social care services 
and their carers.



Background – ASCOT Proxy
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The Aim

• To understand whether ASCOT-Proxy is 

easy to complete and measure what it is 

intended to measure – that is, social care-

related quality of  life (SCRQoL)



Participants – MOPED study

Carers: 62.4 years (SD:12.0); 75.7% (n=237) females; 94.6 % 

(n=296) White/White British; 47% (n=147) provided 50+hours 

per week of  care; 14% (n=268) provided ≥ 10 years of  care

People with dementia:  81.5 years (SD: 9.4); 90.4% (n=283) 

were partners/spouses/parents; 57.8% (n=181) lived in the same 

household

Inclusion criteria:

A friend or family 

member of  someone 

living with dementia, 

who:

Lives at home (not 

in a nursing or 

residential care 

home)

Uses at least one 

type of  social care 

service

Would not be able to 

answer a postal or 

online questionnaire, 

even with help.



Results



Distribution of  responses - ASCOT-Proxy



Distribution of  responses - ASCOT-Proxy

Variable N Mean SD

P-Proxy 275 .597 .219 

P-Patient 275 .642 .218 

Difference 275 -.046 .220 

Pr(|T| > |t|) = 0.0006 

Correlation between Proxy-Proxy and Proxy-

Patient

Spearman's rho = 0.54 (moderate correlation)



Feasibility (acceptability) - ASCOT-Proxy
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Internal consistency (reliability) - ASCOT-Proxy

Proxy-Proxy

• Number of  items in the scale: 8

• Scale reliability coefficient: 0.68

Proxy-Patient

• Number of  items in the scale: 8

• Scale reliability coefficient: 0.69

Cronbach's alpha (a coefficient of  reliability) > 0.6 is 

considered acceptable



Construct validity - ASCOT-Proxy
Measures of  related constructs Proxy-Proxy Proxy-Patient

Spearman's rho Spearman's rho 

Health-related quality of  life

EQ-5D-Proxy-Proxy 0.3 weak 0.4 moderate

EQ-5D-Proxy-Patient 0.2 weak 0.4 moderate

Proxy-rated condition-specific 

quality of  life

DEMQOL 0.2 weak 0.4 moderate

Overall quality of  life 

Proxy-Proxy 0.5 moderate 0.4 moderate

Proxy-Patient 0.3 weak 0.6 moderate



Structural validity - ASCOT Proxy
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Summary - ASCOT-Proxy

• ASCOT-Proxy is a feasible, valid and 
reliable measure of  social care-related 
quality of  life. 

• There is a difference between proxy 
report perspectives. 

• Further analysis of  ASCOT-Proxy are 
needed (construct and structural 
validity).

• Role of  mode of  administration 
(online vs postal).
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