
Kent Academic Repository
Full text document (pdf)

Copyright & reuse

Content in the Kent Academic Repository is made available for research purposes. Unless otherwise stated all

content is protected by copyright and in the absence of an open licence (eg Creative Commons), permissions 

for further reuse of content should be sought from the publisher, author or other copyright holder. 

Versions of research

The version in the Kent Academic Repository may differ from the final published version. 

Users are advised to check http://kar.kent.ac.uk for the status of the paper. Users should always cite the 

published version of record.

Enquiries

For any further enquiries regarding the licence status of this document, please contact: 

researchsupport@kent.ac.uk

If you believe this document infringes copyright then please contact the KAR admin team with the take-down 

information provided at http://kar.kent.ac.uk/contact.html

Citation for published version

Rand, Stacey  (2015) Measuring carers' quality of life outcomes.    In: 6th International Carers
Conference, 6 Sept 2015, Gothenburg, Sweden.

DOI

Link to record in KAR

http://kar.kent.ac.uk/50408/

Document Version

Presentation



MW;ゲ┌ヴｷﾐｪ I;ヴWヴゲげ care-related 

quality of life outcomes

Stacey Rand, Juliette Malley, Julien Forder & Ann Netten



Policy Background

• Carersげ Strategy in England (1999, 2010, 2014)

さIデ ｷゲ ﾗa Iヴ┌Iｷ;ﾉ ｷﾏヮﾗヴデ;ﾐIW デｴ;デ ┘W IﾗﾐゲｷゲデWﾐデﾉ┞ ﾆWWヮ ｷﾐ ﾏｷﾐS デｴW ヮﾗデWﾐデｷ;ﾉ ｷﾏヮ;Iデ 
of caring on the lives of carers, in particular the impact on their health and well-

being; education and employment opportunities; social life and social inclusion; 

;ﾐS Hﾗデｴ ｷﾐSｷ┗ｷS┌;ﾉ ;ﾐS a;ﾏｷﾉ┞ aｷﾐ;ﾐIWゲざく 

• The Care Act (2014)

– Individual wellbeing and quality of life

– Carersげ WﾐデｷデﾉWﾏWﾐデ デﾗ social care services to meet their own needs

• SWヴ┗ｷIWゲ けaﾗヴげ デｴW I;ヴWヴ ふWくｪく I;ヴWヴ ゲ┌ヮヮﾗヴデ ｪヴﾗ┌ヮぶ
• SWヴ┗ｷIWゲ けaﾗヴげ デｴW I;ヴWS-for person (e.g. home care)

Key questions: 

Are social care services effective? Do they affect I;ヴWヴゲげ QoL?

How do we ﾏW;ゲ┌ヴW I;ヴWヴゲげ けゲﾗIｷ;ﾉ I;ヴW-related quality of lifeげい 



Development of a measure of Carer 

Social Care-related Quality of Life (SCRQoL)

Kent Carers Survey (2008)

- Focus groups with carers to identify relevant domains of QoL

- Cognitive interviews to test survey questions with carers

Smith, Holder & Netten (2008); Holder, Smith & Netten (2009)

Personal Social Services Survey of Adult Carers in England (PSS SACE)

– Further cognitive interviewing and a pilot survey

– けC;ヴWヴ SCRQoLげ ｷﾐ デｴW AS┌ﾉデ SﾗIｷ;ﾉ C;ヴW O┌デIﾗﾏWゲ Fヴ;ﾏW┘ﾗヴﾆ
Fox, Holder & Netten (2010); Malley, Fox & Netten (2010)



Development of a measure of Carer 

Social Care-related Quality of Life (SCRQoL)

Adult Social Care Outcomes Toolkit for Carers Interview 

(ASCOT-Carer INT4)

- SCRQoL measure for use in research 

- Seven QoL domains, four levels of response 

- May be used alone or alongside ASCOT for the cared-for person 

- Interview version to measure both current and expected SCRQoL

- Cognitive interviews (n=31) and a survey of carers in 

England (n=387)

Rand, Malley & Netten (2012); Rand et al. (In press)



ASCOT-Carer INT4 Questionnaire: 

OII┌ヮ;デｷﾗﾐ ふけSﾗｷﾐｪ デｴｷﾐｪゲ I ┗;ﾉ┌W ;ﾐS Wﾐﾃﾗ┞げぶ
Q1. (Current): Which of the following statements best describes how you spend your time?

When you are thinking about how you spend your time, please include anything you value or enjoy, 

including leisure activities, formal employment, voluntary or unpaid work, and caring for others.

– I am able to spend my time as I want, doing things I value or enjoy

– I am able to do enough of the things I value or enjoy with my time. 

– I do some of the things I value or enjoy with my time but not enough.

– I do not do any of the things I value or enjoy with my time. 

Q2. (Filter): Do the support and services that you get from the carer support group affect 

how you spend your time doing things you value and enjoy?

Q3. (Expected): Imagine you did not get the support and services from the carer support 

group that you do now and no other help stepped in. In that situation, which of the 

following statements would best describe how you would spend your time?



• Current questions

- Minor wording changes only

• Filter/Expected questions 

- Carers are able to understand and answer these questions 
ヮヴﾗ┗ｷSWS デｴ;デ けゲ┌ヮヮﾗヴデ ;ﾐS ゲWヴ┗ｷIWゲげ ;ヴW IﾉW;ヴﾉ┞ SWaｷﾐWSく 

さI I;ﾐ ｪﾗ ﾗaa ﾗﾐ ; Tｴ┌ヴゲS;┞ ﾆﾐﾗ┘ｷﾐｪ ｴWげゲ I;ヴWS aﾗヴぐ AﾐS I ｪﾗ 
out and have lunch and do just what I want to doくざ

- Some carers used past experience to answer the expected 
questions, so interviewers need to be sensitive to the potential 
emotional impact of asking these questions. 

さIろﾏ ｷﾏ;ｪｷﾐｷﾐｪ デｴW ゲｷデ┌;デｷﾗﾐ I ┘;ゲ ｷﾐ W;ヴﾉｷWヴ ﾗﾐ デｴｷゲ ┞W;ヴぐ I ┘;ゲ 
just absolutely exhausted ぐく ｷデ ┘;ゲ ｴﾗヴヴWﾐSﾗ┌ゲくざ

Rand, Malley & Netten (2012)

Developing the ASCOT-Carer Interview (INT4): 
Key Findings from Cognitive Interviewing 



Developing the ASCOT-Carer Interview (INT4): 

Key Findings from the Survey

• Survey of carers in England (n=387)

– Interviews conducted in 2013/14 

– By telephone or face-to-face

• Data collection included:  

– ASCOT-Carer interview (INT4)

– Scales for convergent validity analysis 

(EQ-5D, Carer experience scale (CES), Carer Strain Index (CSI), overall QoL)

– V;ヴｷ;HﾉWゲ ｴ┞ヮﾗデｴWゲｷゲWS デﾗ HW ;ゲゲﾗIｷ;デWS ┘ｷデｴ I;ヴWヴゲげ current SCRQoL

(e.g. gender, age, employment status, health etc.). 



Developing the ASCOT-Carer Interview (INT4): 

Key Findings from the Survey for Current SCRQoL

• Feasibility 

– Only three respondents (<1%) had 1 or more missing values

• Construct validity 

– Expected relationships observed between ASCOT-Carer current SCRQOL score 

and associated constructs (e.g. carer strain, health-related QoL)

– Majority of hypothesised relationships between ASCOT-Carer current 

SCRQOL score and individual characteristics were also observed

Rand et al. (In Press) 



Developing the ASCOT-Carer Interview (INT4): 

Key Findings from the Survey for Expected SCRQoL



ASCOT-Carer Current SCRQoL

• Evidence of good feasibility and construct validity

• Data collection by interview or self-completion survey 

• An outcome measure in research designs (e.g. RCTs) to assess the 
effectiveness of social care interventions

ASCOT-Carer Expected SCRQoL

• Data collection by interview only

• The ASCOT-Carer interview (INT4) may be used: 

– To evaluate social care services where other methods are not feasible 

– As a framework to explore the effect of services on QoL in qualitative research

• Further work to explore psychometric properties 

Conclusions



Contact details
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