International Common Data Elements for Residential Long-Term Care- Editorial

Gerontology & Geriatric Medicine
Volume 5: I-5

© The Author(s) 2019

Article reuse guidelines:
sagepub.com/journals-permissions
DOI: 10.1177/2333721419864727
journals.sagepub.com/home/ggm

®SAGE

Advancing International Research

on Long-Term Care: Using Adaptive
Leadership to Build Consensus on
International Measurement Priorities
and Common Data Elements

Michael Lepore, PhD'(® and Kirsten Corazzini, PhD?

Abstract

International research on long-term care (LTC) can valuably inform LTC policy and practice, but limited transnational
collection of data on key LTC issues restricts the contributions of international LTC research. This special collection
of Gerontology and Geriatric Medicine helps close the gap between the status quo and the potential for international
LTC research by cultivating a transnational common ground of internationally prioritized measurement concepts
and sowing the seeds of international LTC common data elements. The articles in this special collection address
both adaptive and technical challenges to international LTC measurement, build on and complement existing
LTC measurement systems, and provide diverse international perspectives on the measurement of LTC across
four overarching domains: LTC contexts, workforce and staffing, person-centered care, and care outcomes. From large
transnational teams of scholars specifying the meanings of central LTC concepts, to smaller subnational research
teams testing new measures of person-centered care across diverse local LTC settings, contributors spark new
insights and point in new directions for a LTC measurement infrastructure supportive of person-centered care and

lifelong thriving.
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International research on long-term care (LTC) provides
valuable insights on a wide range of issues, including
government policies (Osterle, 2017); quality assurance
and oversight (Carinci et al., 2015; Rodrigues, Trigg,
Schmidt, & Leichsenring, 2014); infrastructure develop-
ment and planning (Deusdad, Pace, & Anttonen, 2016);
LTC operating models (Tolson et al., 2013); LTC staft-
ing, workforce, and employment issues (Banerjee et al.,
2012; Barken & Armstrong, 2018); care practices (Van
den Block et al., 2016); and LTC quality and outcomes
(Beaupre et al., 2018; Mor, Leone, & Maresso, 2014).
International LTC research is growing in import due to a
combination of international trends—population aging,
lengthening life expectancies, increasing long-term
multi-morbidity and disability, and weakening informal
care networks—that have heightened the need for LTC
worldwide and thus for research to inform LTC infra-
structure development, delivery, policy and financing,
including in low- and middle-income countries (LMICs)
where the need for LTC emerged more recently (Beard
etal., 2016; Hay et al., 2017; Scheil-Adlung, 2015). The
Global Strategy and Action Plan on Ageing and Health

addresses the increasing worldwide need for LTC with
the international decree that “Every country should have
a sustainable and equitable system of long-term care”
(World Health Organization [WHO], 2016).

LTC research based on multicountry data can valu-
ably inform international development, policy and
practice, and more broadly help prepare for ongoing
population aging (National Institute on Aging, National
Institutes of Health, U.S. Department of Health and
Human Services and WHO, 2011), but foundational
knowledge and measurement gaps—including “an
absence of consensus about how to define, measure,
and analyse key concepts” (Beard et al., 2016)—Ilimit
international LTC research. These knowledge and mea-
surement gaps include international differences in the
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meaning of foundational terms and concepts, like “nurs-
ing home” (Sanford et al., 2015), and in the use of com-
parable multi-country data (Beard et al.,, 2016).
International LTC research that includes LMICs would
be supported by many of the features that WHO (2009)
has called for in describing the need for multi-country
data to support health systems strengthening more
broadly (i.e., not restricted to LTC), including, “a com-
mon data architecture . . . enhanced data sharing; and
increased level and efficiency of health information
investments.”

This special collection of Gerontology and Geriatric
Medicine advances the development of an international
LTC measurement framework consisting of a common
set of data elements across countries, Worldwide
Elements to Harmonize Research in Long-Term Care
Living Environments (WE-THRIVE). The develop-
ment of WE-THRIVE has been advanced by an inter-
national collaborative of LTC researchers to bridge
gaps in the definition and measurement of key LTC
concepts and to strengthen the potential for cross-
national research using common data elements (CDEs).
WE-THRIVE builds on and complements existing
measurement frameworks, converging with them in
some ways, such as in the shared focus on care con-
texts and staffing, and diverging from them in others,
such as in WE-THRIVE’s prioritization of interna-
tional applicability and meaningfulness and emphasis
of measuring person-centered care and outcomes ori-
ented toward healthy aging (Corazzini et al., 2019).

Using Adaptive Leadership to Build
Consensus on International LTC
Measurement Priorities and CDEs

This collection of Gerontology and Geriatric Medicine
examines multiple dimensions of LTC measurement and
provides valuable information to guide the development
of an international LTC measurement infrastructure
based on a core set of multi-country CDEs. The articles
in this collection follow from several years of collabora-
tive work, with international LTC researchers building
consensus on international LTC measurement priorities
and defining key measurement concepts (Corazzini
et al., 2019). These efforts dovetail with the tradition of
international consensus-building on a wide range of
LTC issues, including international efforts to establish
consensus on outcome measures for palliative and end-
of-life care (Evans et al., 2013), on specific forms of
physical frailty (Morley et al., 2013), and on the defini-
tion of “nursing home” (Sanford et al., 2015).

A distinguishing feature of the consortium’s effort is
its attention to both technical and adaptive challenges in
developing a measurement infrastructure. Technical
challenges are readily identified and described chal-
lenges, with known solutions; effectively addressing
them requires matching the correct solution with the

problem. By contrast, adaptive challenges are problems
that are less clearly defined, do not have known solu-
tions, and creating a solution often requires reframing
perspectives or assumptions.

Most problems have a mix of technical and adaptive
challenges. For example, supporting CDEs for cross-
national, comparative research requires open dissemina-
tion of measurement recommendations, tools, and
protocols. A technical challenge is to create an open-
access electronic repository that adheres to internation-
ally accepted standards of system architecture and
metadata. Addressing this challenge requires matching
the relevant informatics expertise to the development of
the platform. However, there are inherently adaptive
challenges related to the repository’s architecture to
ensure a digitally inclusive community in line with the
goal of bridging researchers based across culturally and
economically diverse countries. Overlooking or ignor-
ing the adaptive work required to address the interwo-
ven adaptive challenges ultimately thwarts successful
problem resolution. This collection reflects the
WE-THRIVE’s effort to address not only the technical
work that needs to be done to address the technical chal-
lenges of developing and supporting such a measure-
ment infrastructure, but also calls out the inherently
adaptive challenges and resultant adaptive work.

Articles examine internationally prioritized LTC
measurement concepts in four overarching domains—
context, including policies, regulations, financing,
workforce and staffing; person-centered care; and care
outcomes—and advance the identification of CDEs for
international LTC research. Although the full collection
of articles is more comprehensive, highlights of both
technical work and adaptive work from several contri-
butions are noted below.

Context

Diverse international contexts of LTC and cultural dif-
ferences require that international LTC measurement
proceed with the technical work of developing valid
and reliable measures and the adaptive work of under-
standing and honoring local diverse values when
designing a measurement infrastructure. Based on a
series of in-depth discussions with LTC experts from
several countries with different cultural and economic
features—including China and Hong Kong, England,
Sweden, Thailand, Trinidad and Tobago, and the
United States—Siegal and colleagues (2019) identify a
wide variety of LTC settings, propose a working inter-
national definition of residential LTC that accounts for
their differences, and delineate a diverse array of ser-
vices, funding, ownership, and regulations across
countries and across residential LTC settings within
countries. This work helps clarify both which elements
of LTC contexts are relevant to measure and how to go
about measuring them in LTC settings internationally.
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Workforce and Staffing

Within the workforce and staffing domain, Ztiiiga and
colleagues (2019) reviewed the literature to explore the
concepts of retention and turnover among LTC staff
from an international perspective. The review identified
a variety of methods to measure turnover and retention
at the level of the LTC organization/facility, and at the
level of the individual employee identified measures of
intent to leave the job or stay in the job. In alignment
with the WE-THRIVE focus on measuring strengths
rather than deficits and on parsimonious, ecologically
viable measurement (Corazzini et al., 2019), recommen-
dations made for international CDEs to measure turn-
over and retention include a single-item assessment of
individual staff intent to stay.

Person-Centered Care

Across diverse LTC contexts internationally, person-
centered care is widely touted as the gold standard
(WHO, 2015). However, the measurement of person-
centeredness and person-centered outcomes is limited
across countries, and across residential LTC settings
within countries, even in countries with robust LTC
measurement infrastructures, like the United States
(Wilberforce et al., 2016). Addressing the gap in cross-
setting measurement of person-centered care, Diana
White and colleagues have advanced technical work in
measure validation for determining the level of congru-
ence between what LTC residents experience and what
they consider important (White et al., in press). Such
deep validation work is essential to advancing the iden-
tification of CDEs for international use.

Because the prevalence of dementia and its associ-
ated costs are growing internationally in conjunction
with global population aging (WHO, 2017) and the
majority of residential LTC users in many (Western)
countries have progressive dementia or cognitive
impairment that increasingly impedes functional capac-
ity and heightens the need for LTC, the delivery of per-
son-centered and person-directed dementia care is of
particular concern for many LTC policymakers, practi-
tioners, and researchers, yet both understanding and
assessment of person-centered and person-directed care
remains limited. This collection helps clarify the mean-
ings of person-centered and person-directed dementia
care and point to opportunities for international mea-
surement of these complex concepts. Eleanor McConnell
and Julienne Meyers disentangle several of the knotty
tensions between the concepts and the assessment of
person-centered dementia care, including tensions
between (a) metrics versus meaning, (b) health versus
social care outcomes, (c) quality of life versus quality of
care versus quality of management/leadership, (d) per-
son-centered versus relationship-centered, (e) quality
monitoring versus quality improvement, and (f) collec-
tive outcome tools versus personal outcomes (McConnell

& Meyers, in press). In addition to this critical examina-
tion of person-centered dementia care and the alignment
of'its meaning with its measurement, Jing Wang and col-
leagues conducted a structured multinational and multi-
lingual literature review to examine the concepts of
person-centered dementia care and person-directed LTC
in China, in both Chinese and English (Wang et al.,
2019). Methodologically elegant, the article also further
exhibits how increasingly commonplace terms, like per-
son-centered care, may differ widely in meaning across
contexts, highlighting one of the challenges of interna-
tional LTC measurement.

Care Outcomes

Outcomes measurement and research in LTC is widely
varied internationally, with some countries conducting
little if any measurement and producing very limited
measurement-based research, and other countries requir-
ing extensive data collection in LTC settings and pro-
ducing abundant measurement-based research (Tolson
et al., 2013). Furthermore, much LTC outcomes mea-
surement is focused on deficits or negative outcomes
(e.g., functional decline, malnutrition, anxiety, depres-
sion, consumption of pharmacological agents), but a
paradigm shift in LTC policy, culture, and measurement
is increasingly bringing attention to healthy aging out-
comes (Bjork et al., 2017). Addressing the unevenness
of care outcomes measurement across LTC settings
internationally and advancing the focus on the potential
for positive outcomes associated with healthy aging,
Edvardsson and colleagues (2019) conduct a literature
review of instruments to measure well-being, person-
hood, and quality-of-life outcomes, and conduct score-
ranking of measurement instruments by international
LTC researchers. The resulting recommendations for
positive outcome measures to collect internationally
provide a fertile ground for testing and growing LTC
measurement supportive of healthy aging goals of global
public health (WHO, 2015, 2016).

Implications

While the need for LTC is growing internationally,
including in LMICs (Feng, 2019), and LTC policy and
practice can be valuably informed by comparative inter-
national research (Doty, Nadash, & Racco, 2015;
Nadash, Doty, & von Schwanenfliigel, 2017), measure-
ment of LTC is very uneven which limits the capacity of
researchers to make meaningful comparisons across
diverse LTC settings. Furthermore, much LTC measure-
ment focuses on deficits and loss, but a global shift to
focus on healthy aging outcomes is widely encouraged
(WHO, 2015, 2016). CDEs that can be used to interna-
tionally measure key LTC concepts that are aligned with
healthy aging outcomes hold promise for enhancing the
capacity of research to inform the development and
improvement of LTC around the world.
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Diverse multidisciplinary teams of LTC researchers
have advanced both technical and adaptive work to
reach consensus on key LTC concepts to measure inter-
nationally and to determine how best to measure prior-
ity concepts. Building on these advances, additional
technical work is needed to continue identifying and
validating CDEs to measure priority concepts, and
additional adaptive work is needed to ensure interna-
tional LTC measurement efforts are respectful of
diverse transnational differences, including differences
in culture, policy, and economics. This special collec-
tion of Gerontology and Geriatric Medicine dovetails
with global efforts to make LTC measurement more
meaningful, and critically advances thinking about the
potential, and the challenges, for conducting compara-
tive international LTC research.

Declaration of Conflicting Interests

The authors declared no potential conflicts of interest with
respect to the research, authorship, and/or publication of this
article.

Funding

The authors received no financial support for the research,
authorship, and/or publication of this article.

ORCID iD

Michael Lepore (=) https://orcid.org/0000-0002-7117-4919

References

Banerjee, A., Daly, T., Armstrong, P., Szebehely, M.,
Armstrong, H., & Lafrance, S. (2012). Structural violence
in long-term, residential care for older people: Comparing
Canada and Scandinavia. Social Science & Medicine, 74,
390-398.

Barken, R., & Armstrong, P. (2018). Skills of workers in long-
term residential care: Exploring complexities, challenges,
and opportunities. Ageing International, 43, 110-122.
doi:10.1007/s12126-017-9285-7

Beard, J. R., Officer, A., de Carvalho, I. A., Sadana, R., Pot,
A. M., Michel, J. P., . . . Thiyagarajan, J. A. (2016).
The world report on ageing and health: A policy frame-
work for healthy ageing. The Lancet, 387, 2145-2154.
Retrieved from https://www.sciencedirect.com/science
/article/pii/S0140673615005164

Beaupre, L. A., Wai, E. K., Hoover, D. R., Noveck, H., Roffey,
D. M., Cook, D. R., . .. Carson, J. L. (2018). A compari-
son of outcomes between Canada and the United States
in patients recovering from hip fracture repair: Secondary
analysis of the FOCUS trial. International Journal for
Quality in Health Care, 30, 97-103.

Bjork, S., Lindkvist, M., Wimo, A., Juthberg, C., Bergland,
A., & Edvardsson, D. (2017). Residents’ engagement in
everyday activities and its association with thriving in
nursing homes. Journal of Advanced Nursing, 73, 1884-
1895. doi:10.1111/jan.13275

Carinci, F., Van Gool, K., Mainz, J., Veillard, J., Pichora, E.
C., Januel, J. M., . . . Haelterman, M. (2015). Towards
actionable international comparisons of health system

performance: Expert revision of the OECD framework
and quality indicators. International Journal for Quality
in Health Care, 27, 137-146.

Corazzini, K. N., Anderson, R. A., Bowers, B. J., Chu, C. H.,
Edvardsson, D., Fagertun, A., . . . Siegel, E. O. (2019).
Toward common data elements for international research
in long-term care homes: Advancing person-centered care.
Journal of the American Medical Directors Association,
20, 598-603.

Deusdad, B. A., Pace, C., & Anttonen, A. (2016). Facing
the challenges in the development of long-term care for
older people in Europe in the context of an economic
crisis. Journal of Social Service Research, 42, 144-150.
Retrieved from https://www.tandfonline.com/doi/full/10
.1080/01488376.2015.1133147

Doty, P., Nadash, P., & Racco, N. (2015). Long-term care
financing: Lessons from France. The Milbank Quarterly,
93,359-391.

Edvardsson, D., Baxter, R., Corneliusson, L., Anderson, R. A.,
Beeber, A., Boas, P. V., ... Lepore, M. (2019). Advancing
long-term care science through using common data ele-
ments: Candidate measures for care outcomes of person-
hood, well-being, and quality of life. Gerontology and
Geriatric Medicine, 5. doi:10.1177/2333721419842672

Evans, C. J., Benalia, H., Preston, N. J., Grande, G., Gysels,
M., Short, V., & Higginson, 1. J. (2013). The selection
and use of outcome measures in palliative and end-of-life
care research: The MORECare International Consensus
Workshop. Journal of Pain and Symptom Management,
46, 925-937. Retrieved from https://www.sciencedirect
.com/science/article/pii/S0885392413001851

Feng, Z. (2019). Global convergence: Aging and long-term
care policy challenges in the developing world. Journal of
Aging & Social Policy, 31(4), 291-297.

Hay, S. 1., Abajobir, A. A., Abate, K. H., Abbafati, C., Abbas,
K. M., Abd-Allah, F., . . . Aboyans, V. (2017). Global,
regional, and national Disability-Adjusted Life-Years
(DALYs) for 333 diseases and injuries and healthy life
expectancy (HALE) for 195 countries and territories,
1990-2016: A systematic analysis for the Global Burden
of Disease Study 2016. The Lancet, 390, 1260-1344.

McConnell, E., & Meyers, J. (in press). Assessing person-cen-
tered outcomes to enhance care quality for people living
with dementia in residential long-term care: Trends and
challenges. Gerontology and Geriatric Medicine.

Mor, V., Leone, T., & Maresso, A. (Eds.). (2014). Regulating
long-term care quality: An international comparison
(Health economics, policy and management). Cambridge,
UK: Cambridge University Press.

Morley, J. E., Vellas, B., Van Kan, G. A., Anker, S. D., Bauer,
J. M., Bernabei, R., . . . Fried, L. P. (2013). Frailty con-
sensus: A call to action. Journal of the American Medical
Directors Association, 14, 392-397.

Nadash, P., Doty, P., & von Schwanenfliigel, M. (2017). The
German long-term care insurance program: Evolution and
recent developments. The Gerontologist, 58, 588-597.

National Institute on Aging, National Institutes of Health,
U.S. Department of Health and Human Services & World
Health Organization. (2011). Global health and aging.
Retrieved from http://www.who.int/ageing/publications/
global health.pdf

Osterle, A. (2017). Equity choices and long-term care policies
in Europe: Allocating resources and burdens in Austria,


https://orcid.org/0000-0002-7117-4919
https://www.sciencedirect.com/science/article/pii/S0140673615005164
https://www.sciencedirect.com/science/article/pii/S0140673615005164
https://www.tandfonline.com/doi/full/10.1080/01488376.2015.1133147
https://www.tandfonline.com/doi/full/10.1080/01488376.2015.1133147
https://www.sciencedirect.com/science/article/pii/S0885392413001851
https://www.sciencedirect.com/science/article/pii/S0885392413001851
http://www.who.int/ageing/publications/global_health.pdf
http://www.who.int/ageing/publications/global_health.pdf

Lepore and Corazzini

Italy, the Netherlands and the United Kingdom. New
York, NY: Routledge.

Rodrigues, R., Trigg, L., Schmidt, A. E., & Leichsenring, K.
(2014). The public gets what the public wants: Experiences
of public reporting in long-term care in Europe. Health
Policy, 116, 84-94.

Sanford, A. M., Orrell, M., Tolson, D., Abbatecola, A. M.,
Arai, H., Bauer, J. M., . . . Hajjar, R. (2015). An inter-
national definition for “nursing home.” Journal of the
American Medical Directors Association, 16, 181-184.

Scheil-Adlung, X. (2015). Long term care protection for older
persons: A review of coverage deficits in 46 countries.
Geneva, Switzerland: International Labour Organization.

Siegal, E. O., Backman, A., Cai, Y., Goodman, C., Ocho, N.
0., Wei, S., & Xu, H. (2019). Understanding contextual
differences in residential LTC provision for cross-national
research: Identifying internationally relevant CDEs.
Gerontology and Geriatric Medicine. Advance online
publication. doi:10.1177/2333721419840591

Tolson, D., Rolland, Y., Katz, P. R., Woo, J., Morley, J. E.,
& Vellas, B. (2013). An international survey of nurs-
ing homes. Journal of the American Medical Directors
Association, 14, 459-462. Retrieved from https://www
.sciencedirect.com/science/article/pii/S1525861013002302

Van den Block, L., Smets, T., van Dop, N., Adang, E.,
Andreasen, P., Moore, D. C., . . . Kijowska, V. (2016).
Comparing Palliative Care in Care Homes across Europe
(PACE): Protocol of a cross-sectional study of deceased
residents in 6 EU countries. Journal of the American
Medical Directors Association, 17(6), Article 566-¢l.

Wang, J., Wu, B., Bowers, B. J., Lepore, M. J., Ding, D.,
McConnell, E. S., & Corazzini, K. N. (2019). Person-
centered dementia care in China: A bilingual litera-
ture review. Gerontology and Geriatric Medicine, 5.
doi:10.1177/2333721419844349

White, D. L., Tunalilar, O., Hasworth, S., & Winfree, J.
(in press). The Resident VIEW in Nursing Homes.
Gerontology & Geriatric Medicine.

Wilberforce, M., Challis, D., Davies, L., Kelly, M. P., Roberts,
C., & Loynes, N. (2016). Person-centredness in the care of
older adults: A systematic review of questionnaire-based
scales and their measurement properties. BMC Geriatrics,
16(1), Article 63.

World Health Organization. (2009). Monitoring and evalu-
ation of health systems strengthening: An operational
framework. Geneva, Switzerland: Author. Retrieved from
http://www.who.int/healthinfo/HSS MandE framework
~Nov_2009.pdf

World Health Organization. (2015). WHO global strat-
egy on people-centred and integrated health ser-
vices—Interim report. Geneva, Switzerland: Author.
Retrieved  from  http://apps.who.int/iris/bitstream/
handle/10665/155002/WHO_HIS SDS 2015.6_eng.
pdf?sequence=1

World Health Organization. (2016). Global strategy and action
plan on ageing and health. Geneva, Switzerland: Author.
Retrieved from https://www.who.int/ageing/global-strategy
/en/

World Health Organization. (2017). Global action plan on
the public health response to dementia 2017 - 2025.
Geneva, Switzerland: Author. Retrieved from https:/
www.who.int/mental health/neurology/dementia/action
plan_2017 2025/en/

Zuidiga, F., Chu, C. H., Boscart, V., Fagertun, A., Gea-
Sanchez, M., Meyer, J., . . . McGilton, K. S. (2019).
Recommended common data elements for interna-
tional research in long-term care homes: Exploring
the workforce and staffing concepts of staff retention
and turnover. Gerontology and Geriatric Medicine, 5.
doi:10.1177/2333721419844344


https://www.sciencedirect.com/science/article/pii/S1525861013002302
https://www.sciencedirect.com/science/article/pii/S1525861013002302
http://www.who.int/healthinfo/HSS_MandE_framework_Nov_2009.pdf
http://www.who.int/healthinfo/HSS_MandE_framework_Nov_2009.pdf
http://apps.who.int/iris/bitstream/handle/10665/155002/WHO_HIS_SDS_2015.6_eng.pdf?sequence=1
http://apps.who.int/iris/bitstream/handle/10665/155002/WHO_HIS_SDS_2015.6_eng.pdf?sequence=1
http://apps.who.int/iris/bitstream/handle/10665/155002/WHO_HIS_SDS_2015.6_eng.pdf?sequence=1
https://www.who.int/ageing/global-strategy/en/
https://www.who.int/ageing/global-strategy/en/
https://www.who.int/mental_health/neurology/dementia/action_plan_2017_2025/en/
https://www.who.int/mental_health/neurology/dementia/action_plan_2017_2025/en/
https://www.who.int/mental_health/neurology/dementia/action_plan_2017_2025/en/

