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Outline

• What makes long-term care (LTC) special? 

• Challenges in measuring outcomes in LTC

• Advancements in measuring outcomes: quality of life (QoL) 

• A closer look at institutional care
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What is LTC?

Long-term care refers to a range of services and tasks that aim to address the 
consequences arising from permanent and often increasing loss of functional ability
resulting from physical and cognitive impairments, including mental health and those 
related with chronic diseases and frailty in old age (OECD, 2005)

• Activities of Daily Living (ADLs) and Instrumental Activities of Daily Living (IADLs)

• LTC = healthcare + personal care (e.g., help with hygiene) + household help (e.g., 
shopping). 

• Provided by professionals, but also informal carers ≠ healthcare
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LTC ≠ Healthcare

1. Cure vs. care or “compensate for loss of functional ability” → reversal may not be possible

• Longer timeline for interventions → confounding

• No explicit “start” or “end” date of interventions

2. Cottage industry → informal care

• “Low-tech”, inter-substitutability between informal and professional care

• Informal carers as beneficiaries of services

3. LTC: maintaining or improving the well-being or QoL of frail older people (Kane, 2001; Payne 
et al 2013) vs. healthcare:  decrease mortality and improve health-related quality of life 
(HRQoL)

4. Quality = interpersonal/relational aspects of care (Bowers et al, 2001)
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QoL as an outcome measure for LTC

• Of structure, processes and outcomes (Donabedien 1980)

• Capability approach (Sen 1993): agency

• Patient-reported outcome measures (PROMs) → Societal relevance, 
subjective measures

• No single definition or framework for QoL (Halvorsrud and Kalfoss, 
2007)

• Limits to capability approach 

• Based on literature reviews or expert opinion (Nussbaum 2000)
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Possible domains of QoL

• Safety, security and order

• Physical comfort

• Enjoyment

• Relationships

• Functional competence

• Dignity

• Control

• Psychological condition

• Health

• Social participation

(Kane 2003, Brown et al 2004, Grewal et al 2006, Makai et al 2014)
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QoL: multidimensional and highly 

contextual
• Environment → sense of security

• Culture → expectations, roles

• Dynamic → “disability paradox” (Albrecht and Devlieger, 1999)

• Older people: spiritual wellbeing

• Heterogeneous groups → care homes: autonomy, choice and privacy or being able to 
participate in leisure activities (Hall et al, 2011; Aspden et al, 2014)

• Adapting QoL to care homes: shopping and performing work (Andresen et al., 1999)

• Response burden and cognitive capacity → Dementia Care Mapping

• Use of proxies (Makai et al 2012) → „objective“ dimensions
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Some examples of QoL instruments

• Few tested on older people, exceptions: WHOQoL, Ferrans and Powers Quality of 
Life Index (QLI), ASCOT and ICECAP-O

• ASCOT and ICECAP-O can be used with cognitive impairments (proxies), WHOQoL 
and QLI have more versions  (Bulamu et al, 2015)

• ASCOT and  ICECAP-O are preference based

• HRQoL: EQ-5D and SF-6D
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Further difficulties in institutional care

• Cluster sampling (households) → probability larger institutions = small households 
(Levy and Lemeshow 2008)

• Physical and mental capacity may be lacking

• Resistance from staff and management, as well as ethical issues

• Board and lodging: how to assess economic well-being? (Peeters et al 2013)

• EU-SILC and SHARE: excluded in the former, exceptions in the latter

• Administrative data: limited information on some variables, average vs 31.12, 
seasonality

• Under-representation of groups: dementia users, self-funders

• Self-selection bias on general population surveys
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Measurement error I: depends who you ask
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Broad et al (2013) Australian and New Zealand Journal of Public Health 37(3): 266



Rodrigues et al (2012): 91, 93

Measurement error II: who is missing?
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Share of older people living in institutions (total in age and gender group) – 2009 or more recent



Conclusions

• Increasing relevance not matched in statistics (exception, maybe SHARE)

• QoL consensus measure of outcome for LTC

• No excuses! Established tools for QoL measurement

• Of proxies (cognitive impairment) and carers

• Institutional care systematically excluded → except for admin data

• Self-selection bias: (unknown) impact on general population surveys → 
inequalities (health, socio-economic, gender)

12



Thank you very much

For further information:

• Rodrigues, Huber and Lamura (2012) Facts and Figures on 
Health Ageing and Long-term Care, European Centre        
(free download)

https://www.euro.centre.org/downloads/detail/3059

• Rodrigues (2017) Evaluating long-term care policies   
(Chapter 17) in Greve B, (ed) Handbook of Social Policy 
Evaluation, Edward Elgar

• rodrigues@euro.centre.org
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