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It’s Time to Reconsider How We Define Health:

Perspective from Disability and Chronic Conditions

Abstract

Our understanding of health has changed substantially since the World Health Organization
initially defined health in 1948 as “a state of complete physical, mental and social and well-being
and not merely the absence of disease or infirmity”. These changes include reconceptualizing
health on a continuum rather than as a static state, and adding existential health to physical,
mental, and social well-being. Further, good health requires adaptation in coping with stress and
is influenced by social, personal and environmental factors. Building on prior work, we propose
a reconsidered 2020 definition: “Health is the dynamic balance of physical, mental, social, and
existential well-being in adapting to conditions of life and the environment.” Health is dynamic,
continuous, multidimensional, distinct from function, and determined by balance and adaptation.
This new definition has implications for research, policies, and practice, with particular

relevance for health considered within a context of disability and chronic conditions.
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It’s Time to Reconsider How We Define Health:

Perspective from Disability and Chronic Conditions

What does it mean to be healthy? How do individuals, researchers, policymakers, and health
professionals consider health, particularly in the context of disabilities and other chronic
conditions? How are health and conditions for well-being measured? Consider a young woman
with Down syndrome who is a competitive swimmer with passion for her sport, a part-time job
at the swimming pool, and who gains meaning in life through her sport and her social
relationships. Or consider a high school teacher who manages his bipolar disorder through
medication and lifestyle, and enjoys being a father, husband, and member of community groups.
To what extent are these individuals experiencing good health despite living with a disability or
chronic health condition? These simple questions require complex considerations to arrive at

tentative answers.

Who defines health and how it is defined significantly impact research, policy, and practice.
One’s definition of health drives how they understand and address health care access and health
disparities. Public health and medical researchers may explicitly consider their definition of
health to select study variables and health outcomes. Policymakers and health care providers may
be more or less explicit in defining health and health outcomes targeted for policy change or
clinical intervention. The general public may hold still different definitions. This commentary
contends that it is time for an updated, holistic, and explicit definition of health. This definition

needs to consider the context of disabilities and chronic conditions, and incorporate the
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knowledge gained over the past decades. We define disabilities as experienced limitations in
body function, activities, or participation in major life activities due to a health condition that
occur in the context of one’s environment and are influenced by personal factors. This definition
is consistent with the International Classification of Functioning, Disability and Health (ICF)
(WHO, 2001). We define chronic diseases as primarily noncommunicable diseases with
duration of at least one year that may require ongoing medical attention; and chronic conditions
to include long-term disabilities as well as chronic diseases that may or may not be associated

with functional limitations.?*

Health as defined by WHO

An early definition of health still in popular use is that of the World Health Organization
(WHO). In 1948, WHO defined health as ““a state of complete physical, mental and social well-

being and not merely the absence of disease or infirmity.””

For more than 70 years, this
definition served as an international standard. At the time, it expanded earlier conceptualizations
of health by identifying not just physical health, but also mental and social dimensions. Further,
the definition affirmed health as a positive state that is not defined merely by the absence of
“disease or infirmity.” However, use of the phrase “not merely” also implied that having a
disease or infirmity would preclude good health. At the time this definition was coined, the
world was emerging from global warfare. Major causes of mortality were cardiovascular disease,
infectious diseases, and cancers.® Public health had not yet tackled the issues of smoking,

obesity, HIV or racial disparities, and was less aware of the influences of social determinants,

chronic conditions, environmental exposures, and genomics, or changes brought about by
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technologies (e.g., communication, medical equipment, assistive devices, transportation, and
modern appliances) in many cultures. Disability was considered equivalent with poor health and

as a negative health outcome to be prevented through medical or public health interventions.

Subsequently, in the 1986 Ottawa Charter for Health Promotion, WHO stated that “Health is a
resource for everyday life, not the objective of living. Health is a positive concept emphasizing
social and personal resources, as well as physical capacities.”’ Importantly, in 2001, WHO
differentiated among health, function, and disability.” The ICF framework conceptualized health
conditions, personal factors and environmental factors as influencing disability, where disability
was regarded as impairments, activity limitations, and participation restrictions. According to the
ICF, health is distinct from disability, and the disabling process reflects the interaction between
features of a person and features of the society in which the person lives (WHO, 2001).* The ICF
framework decouples health from disability and incorporates environmental factors that impact
health and functioning — factors such as opportunity structures, societal inequalities, family
resources, physical environment, and cultural beliefs. Still, the original WHO view of health is
aspirational, in that few can maintain “a state of complete physical, mental and social well-
being” throughout their life. It contributes to dichotomous thinking about health — one is

“healthy” or “unhealthy” rather than experiencing health along a continuum of excellent to poor.

Recent views on health—emergence of “balance” and “adaptation”

Since then, numerous writers have advanced alternative views that expand our understanding of

health (see Table 1). None, however, have offered a new definition of health. Sartorius (2006)
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proposed conceptualizing health as a dimension that can co-exist with the presence of disease or
impairment.® He summarized three definitions of health in use at the time of his writing: health as
1) absence of disease or infirmity; 2) a state that allows an individual to cope adequately with life
demands; and 3) a state of balance or equilibrium established within oneself and with one’s
social and physical environment. Sartorius noted the shortcoming of the first definition to be that
health remains solely within the purview of medical professionals and does not consider the
individual’s perceptions. A limitation of the second definition is that it may miss individuals with
health concerns from being considered unhealthy if they appear to be coping “as well as
expected,” despite self-reported feelings of being unwell. Sartorius and others® advocated for the
third definition that considers health a state of balance whereby individuals with disease or
impairment are considered healthy by their ability to establish an internal equilibrium that allows

them to get the most they can from their life despite the presence of disease or infirmity.

In 2009, in response to scientific advances and global crises, the editors of The Lancet called for
a more contemporary view of health that incorporates current understanding of the impacts of
genomics, the environment, and planetary health. Drawing on the earlier work of Canguilhem
(1943)," they promoted a dynamic view of health where the idea of perfection (a “complete
state”) is replaced with adaptation. This view recognized that environmental and personal factors
are not static, but highly dynamic. As examples, war and conflict can tear apart the fabric of
social structures; governmental policies can lead to inadequate nutrition or medical care; and loss
of livelihood or a spouse can dramatically change one’s economic resources. They contend that a
view of health as adaptation opens the possibilities for more compassionate, comforting, and
creative health care.'* Other authors further defined adaptation as resonant with the concept of

“resilience.”? Resilience means the ability of a healthy person to regain or maintain balance or
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“a sense of coherence” in response to physiological™ or psychological stress.* Health as
achieved through adaptation is a particularly relevant perspective today. Globally, one in three

adults live with at least one chronic disease,*>°

with higher rates in older populations and in
high income countries, and up to 15 percent of people live with disability.*”*® Many more

people live in turbulent social, interpersonal or economic situations around the globe.

Adding their voice to the call for a revised definition, Huber and colleagues*? summarized
limitations of the WHO 1948 definition. Briefly, these include the concern that “a complete
state” of well-being is unattainable for most people; that the 1948 definition fails to address the
current demography where many people live with chronic disease; and that the WHO definition
is hard to use because “complete” state is neither operational nor measurable. Recognizing that
redefining health is ambitious and complex, they nonetheless converged on a dynamic view of
health based on the ability to maintain and restore one’s sense of balance and equilibrium as
reflected in “the ability to adapt and to self-manage.” In subsequent work, they support six
dimensions of health: bodily functions, mental functions and perception, existential health,
quality of life, social and societal participation, and daily functioning.® These dimensions were

later affirmed in a meeting of Dutch experts to address reconsideration of the ICF.?°

Recent attention to social determinants of health highlights the importance of environmental and
social factors on health, such as systemic racism and racial bias, resource poor neighborhoods,
and living with chronic stress.?! Halfon and colleagues (2014) applied a life-course health
science approach to address the impact of environmental exposures and social experience on
biological and behavioral health. They contend that health system reform must consider the life

course to understand how prenatal and early childhood events affect later health.? Similarly, the
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Robert Wood Johnson Foundation’s “culture of health” promotes a broad view of health that
includes overall well-being and incorporates social determinants of health.?* Emerson and
colleagues®® outlined how environments specifically affect the health of people with disabilities
while others demonstrate the compounding impact of racism and ableism on health disparities

(Breslin et al., 2018).

Insert Table 1 About Here

Reconsidered definition of health

To advance contemporary thinking informed by our work with people with disabilities, we
propose the following working definition: “Health 1s the dynamic balance of physical, mental,

social, and existential well-being in adapting to conditions of life and the environment.”

This definition builds upon the work of previous writers and is framed in the context of 2020.
This is a time when Covid-19 evidences the global interconnectedness of health, and when
adaptation to the rapidly changing context is critical to maintain individual and population
health. This updated definition is comprised of six distinct features: health is 1) dynamic, 2)
continuous, 3) multidimensional, 4) distinct from functional limitations, 5) determined by

balance and adaptation, and 6) influenced by social and other environmental factors.
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Health is dynamic and varies along a continuum. We depart from the notion of an ideal health

state of “complete” well-being. We assert that health is dynamic and varies along a
continuum.®**? Health can improve or deteriorate across the life span, either acutely or through
gradual progression. Health is also dynamic in how it is influenced by environmental, social, and
personal factors. Personal factors include values, expectations, and preferences as well as
individual identity and demographic characteristics.”®%° Values, preferences, and expectations
are, in turn, influenced by environmental and social factors that include culture, social status,

systemic racism, governmental policies and economic circumstances.

The proposed definition affirms the multidimensional nature of health and adds existential well-

being to the dimensions of physical, mental and social well-being. Existential well-being refers
to a person’s current sense of subjective well-being relating to dimensions such as the meaning
or purpose of one’s life, satisfaction in life, and feelings of comfort regarding death and
suffering.? This dimension has been labeled as “spiritual integrity,” “living one’s values” or

“having purpose in life,” and has been proposed for inclusion by other writers, 122

By adding this dimension to health, we recognize the importance of having the freedom to live
according to one’s values and religious practices without fear of persecution. Further, the
inclusion of existential wellbeing is supported by extensive literature on existential health,?®
documentation of existential concerns in clinical and community patient samples,?’ and factor
analyses of items in current measures of health-related quality of life support inclusion of this

dimension.?®

Health is distinct from function. In the proposed definition, good health can exist in the presence

of limitations, such as those associated with disability. We contend that people with disabilities
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can be healthy. In doing so, we disagree with conceptualizations of health that include function

71114241 regarding health and

as a measure of health and, instead, endorse WHO and others
function as interrelated but distinct constructs. This differentiation of health from function, as
indicated by the ICF, is of substantive importance to both disability and health research. From a
policy perspective, it allows health systems to be held accountable for promoting the health of

persons with disabilities.

Balance through adaptation determines health. Balance is the equilibrium achieved through

adaptation within oneself and between oneself and the social and physical environment.*%

Adaptation can be reflected both through making change (e.g., adjusting personal priorities or
modifying lifestyle behaviors) and through accepting change (e.g., accepting “the new
normal”).Balance in adapting to life circumstances, including internal and environmental
circumstances, determines health. Internal circumstances might be disease or injury, while
external circumstances might be the acute stress of job loss or the chronic stress of living with
structural racism, civil war, or political oppression. As the factors influencing health are often
non-medical, applying health care solutions exclusively to these issues is insufficient. Balance
requires not only the ability to adapt to internal and external stress, but resources and supports to
eliminate barriers. Striving to achieve balance through adaptation is a continual process

throughout all stages of a person’s life.

Social and other environmental influences. Health as adaptation is influenced by the social,

political and physical features of the environmental context. Gaining access to the resources and
supports needed to achieve balance may be limited by public policy and negative social
determinants of health.?* Among their many influences, these contexts contribute to observed

health disparities related to systemic racism,*** disability status,** and the intersection of racism
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and ableism.* They bring attention to the political and policy contexts of strategies to improve
health at individual and population levels. A robust literature describes the psychobiological and

psychosocial processes of resiliency when individuals adapt or cope successfully.**%

The current COVID-19 pandemic illustrates this broader view of health. The global
interconnectedness of health is profoundly evident. Maintaining good health requires adapting to
rapidly changing contexts that threaten individual physical, emotional, social, and existential
well-being. Pre-existing inequities experienced based on race, poverty, and disability are now
amplified by current social and environmental circumstances. Outcomes are expressed in
increased vulnerability to infection, severity, and deaths. From this view, health is not static but
varies along a continuum across the life span. Good health is directly related to settings that

promote adaptation and resilience in managing life conditions and the environment.

Implications for measurement of health

Clarity in definition of health is foundational to good health measurement. While the question of
how to conceptualize health has prompted critical discourse, there has been less attention given
to updating its measurement. Health research and population monitoring often lack an explicit
definition or conceptualization of health. As a result, the terms “health status,” “health-related
quality of life,” and “quality of life” have been used interchangeably, and measures vary

tremendously in their item content.®*%

10
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When health is defined as balance in adapting to life events, it requires assessment of both
process and outcomes. Health as a process invites new ways of assessing resiliency and
resources for adaptation. It demands attention to the settings in which people strive to become

and stay healthy.

Health outcomes measurement occurs at multiple levels. In individual clinical contexts,
assessments are more extensive and relate to symptoms and biological metrics with sufficient
sensitivity to assess change at the individual level. In research-based comparison studies,
measures need to detect change at a group level. In population monitoring, survey measures may

consist of a few questions to detect change across time or populations.

Defining health as balance in adapting to life events promotes use of self-report measures to
assess health status relative to one’s life situation. This is information that only the individual can
provide.® The importance of self-perception in assessing health has been reinforced in the
literature on self-rated health® and health-related quality of life.* Self-report or patient-reported
outcomes provide standardized assessments of how individuals function or feel with respect to
their health, quality of life, mental well-being, or health care experience.** Best practice
recommendations call for use of self-reported outcome measures in conjunction with

physiological (e.g. laboratory and diagnostic) measures.
In times of medical scarcity, such as the Covid-19 pandemic, ethical decisions about allocating

critical care resources must be based on individual assessments of whether the patient is likely to

benefit from treatment.*? In practice, many states and hospital systems developed crisis plans that

11



Keconsiaerea wernniuon or Heaiun

based triage decisions on quality of life judgements or excluded patients with certain conditions
that constitute disabilities.**** Such judgements are vulnerable to pervasive negative biases and
inaccurate assumptions about the quality of life of people with disability.*®> Scoring systems
using quality-adjusted-life-years (QALY) or disability-adjusted-life-years (DALY) overtly
discriminate against people with disabilities by assuming that a year in the life of a person with a
disability is worth less than a year of an able-bodied person (Solomon, et al 2020; Mello,et al.
2020). This is because the QALY calculation reduces the value of treatments that do not bring a
person back to “perfect health,” in the sense of not having a disability and meeting society’s

definitions of “healthy” and “functioning.”*

Implications for practice and policy

For health policy and practice, the proposed definition draws greater attention to the multiple
dimensions of health and fosters new questions. Do interventions embrace a multi-dimensional
view of health and attend to the environmental context? For researchers, do the measures of
health align with the presumed definition of health? In health care delivery, do outcome
measures reflect what is important to the patient? In times of strained health care systems, are
policies and decisions equitable for patients across marginalized groups? And for health care payers,
what are the costs and benefits of expanding coverage to services that support adaptation to
personal conditions and environment? Such questions can lead to new lines of research inquiry

and policy development that advance health equity and improved population health.

12
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Definitions of health and opportunities for achieving good health are inherently political. Across
time and countries, determining what constitutes good health and who is eligible for health
services are influenced by governmental decisions and political advocacy. This proposed
working definition of health is intended to be universally useful across countries and contexts.
As such, it establishes a common understanding of health that emphasizes active adaptation,
including continual adaption across the lifespan to disabilities or chronic diseases. This definition
requires us to recognize contributors to health inequities experienced by people who are
marginalized in society. It speaks to expansion of health benefits and policies that improve
access to the social supports and resources needed by individuals to adapt to their circumstances.
For example, people with disabilities experience barriers in accessing quality health care,
prejudicial attitudes to their full participation in employment and community life, and limited

opportunities to engage in healthy behaviors that contribute to significant health disparities.?**2

When national health care policy focuses on all of its people, the priorities become optimizing
health through access to preventive health and medical care (including vaccines), healthy
environments and economies, and supports to adapt to the conditions of life and environment.
Because of the interconnectedness of health with nutrition, housing, transportation, and other
aspects of community living, policy at multiple levels can have great impact on the health of

people with disabilities.

Summary

13
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While the 1948 WHO definition of health has been widely adopted and influential for many
decades, concerns have been raised around its utility for contemporary research and
understanding. Modifications have been proposed by numerous experts, leading to this call to
reconsider how health is defined. We propose a working 2020 definition: “Health is the dynamic
balance of physical, mental, social, and existential well-being in adapting to conditions of life
and the environment.” This reconsidered definition of health is intended to stimulate discourse
on how health is conceptualized and its implications for research, policy, and practice that can
address health disparities among marginalized groups. This definition incorporates
environmental factors and recognizes health as fluid across the life span, with adaptation to life

circumstance at its core.

Can a competitive swimmer with Down syndrome or a high school teacher with bipolar disorder
experience good health? Yes. When health is disconnected from limitations, both individuals are
currently experiencing good health and purpose in their lives because they have found ways to
adapt to their situations using internal and external resources. However, the dynamic nature of
health means it can change at any time, especially if one or more dimensions are disrupted by
internal or external factors. With public swimming pools closed due to Covid, or changes in
medications dictated by health plan coverage, each person will have to adapt in order to reaffirm

their sense of balance and health.

Because life continually requires us to adapt to stressors, social contexts and supports are vital to

maintaining good health. The proposed definition of health brings attention to society’s role in

14



Keconsiaerea wernniuon or Heaiun

generating policies, programs, and research that facilitate successful adaptation across health

dimensions throughout life, in particular for people with disabilities and chronic conditions.
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Table 1. Evolving views on defining health

WHO 1948 Health is “a state of complete physical, mental and social well-being
and not merely the absence of disease or infirmity.”

WHO 1986 “Health is a resource for everyday life, not the objective of living.
Health is a positive concept emphasizing social and personal resources,
as well as physical capacities.”

WHO 2001 Health is considered distinct from function and disability. Health
conditions, environmental factors, and personal factors influence
disability. Disability is an umbrella term that refers to impairments,
activity limitations, and participation restrictions.

Sartorius | 2006 Health is a state of balance whereby individuals with disease or
impairment are considered healthy by their ability to establish an
internal equilibrium that allows them to get the most they can from their
life despite the presence of disease or infirmity.

The 2009 Health is dynamic adaptation to stressors akin to resilience (Schulkin,

Lancet 2004) and sense of coherence (Antanovsky, 1979).

Huber et | 2011, Health is dynamic based on one’s“ability to adapt and to self-manage”

al. 2016 to maintain and restore one’s sense of integrity, equilibrium and sense
of well-being. Six proposed dimensions of positive health are: bodily
functions, mental functions and perception, existential, quality of life,
social and societal participation, and daily functioning

Halfon et | 2014 Health as “creating capacities to achieve goals, satisfy needs, fortify

al. reserves”
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