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Introduction

This chapter builds on my previous work (Wellard 1998) where I have explored
discursive constructions of chronic illness and argued that discourses of science,
individualism and normalisation underpinned our ways of working with people
experiencing chronic illnesses and the research questions that are posed. The
aims of this chapter are (a) to develop a contemporary understanding of chronic
illness research globally and (b) to identify barriers and enablers to advancing
knowledge about prevention and management of chronic illnesses.

A review of contemporary literature identified a number of significant shifts that
are relevant to the aims of this chapter, most notably the recognition of chronic
illnesses as an urgent problem affecting global health. Discourses of science
remain evident, but an increasing emphasis on economic and social consequences
of chronic illnesses is emerging. There are a number of challenges in attempting
to gain a global view of work in the field of chronic illness. First, the literature
surrounding chronic iliness is vast and the volume of material is overwhelming.
Second, the analysis presented in this chapter is limited by my reliance on the
English language. Although there is considerable work related to chronic illness
published in many other languages, it was not accessible to me. Third, there
are limitations in the databases available for bibliometric analysis by researchers.
For example, Hofman et al. (2006) identified that MEDLINE ‘does not equally
represent all countries, journals or topics’ (p. 418), resulting in a poor or inaccurate
representation of research in middle- and low-income countries.

The strategy adopted for developing a contemporary view of the globali-
sation of chronic illness work was to develop an integrative literature review
with the goal of developing a critical analytical view of trends in the field.
GOOGLE scholar (http://scholar.google.com/) and MEDLINE database (using
PubMed: http:/ /www.ncbi.nlm.nih.gov /sites/entrez/) were searched, identify-
ing the range of literature published between 1995 and 2007. Additionally, a search
of the World Health Organization (WHO) web pages (http:/ /www.who.int/en/)
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revealed relevant reports and links. The main search terms used were chronic
illness, chronic disease, research, management and prevention. References in
recently published work were scrutinised, and textbooks were hand searched.

What is in a name?

The first striking feature in reviewing recent literature related to chronic illnesses
is the variety of terms that are frequently used as synonyms for chronic illness with
little acknowledgement of the meanings implied in their use. Predominant terms
identified included chronic illness (CI), chronic disease (CD), chronic conditions
(CC), non-communicable disease (NCD) and chronic illness and disability (CID).
Terminology matters, and the absence of a clear definition can blur meanings and
assumptions inherent in the arguments presented by authors. Gerber et al. (2007)
also noted the scarcity of a conceptual definition of disease and illness, raising
concerns about adopting recommendations from research without understanding
the premises on which such investigations are based.

The interchangeable use of the terms disease and illness is not new. Larsen (2006)
argued that differentiation between these terms is important. Disease refers to
the practitioner’s view of pathophysiological alterations in a person’s condition,
associated with an objective medical view of a human ailment (Hofmann 2002)
and the assignment of a diagnosis (Wikman et al. 2005). Illness, however, refers
to the perceived human experience of living with and responding to disease by
those with the disease and the people who live with them (Taylor 2005; Larsen
2006). Illness is frequently referred to as a subjective interpretation of disease
(Hofmann 2002). These terms are broad and imprecise (Wikman et al. 2005); they
could refer to minor conditions with low impact or very serious conditions with
life-limiting effects.

The concept of chronicity, most simply defined, relates to the temporality of
a condition where changes in health are ongoing and will not be cured by a
short course of treatment or surgery (Miller 2000). Various publications attempt
to create more specific detail, but there remains little consensus around a more
precise definition. Some authors indicate that a chronic illness must have a
duration of more than 6 months (O’Halloran et al. 2003), whereas others are less
specific, with greater focus on the ongoing nature of illness and the accompanying
complexity and adjustment in daily life as criteria denoting chronicity (Price 1996).

The terms chronic disease and chronic illness remain the most commonly used.
Another term found in the psychological literature, chronic illness and disability
(CID), is of interest in this discussion because it assumes a coupling of illness and
disability (Livneh 2001). Livneh and Antonak (2005), rather than defining CID,
list characteristics commonly associated with CID to include some functional
limitations and an effect on capacity to carry out daily activities; uncertain
prognosis and a long-term need for medical and rehabilitative care; experience of
psychosocial stress related to the condition; impact on family; and sustained finan-
cial loss (p. 12). This definition would exclude some common chronic ailments,
such as hypertension, where there is often little or no impact on daily activities.
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The recent emergence of new terminology appears to be an attempt to create
an umbrella term that will be inclusive of the different understandings of chronic
ailments and link different audiences to look more at the overarching issues
related to chronicity in the world. For example, the term chronic conditions (CC)
now frequently appears in Australian literature, used by the federal government
agencies, and is often used interchangeably with chronic disease. For example,
O’Halloran et al. (2003), in a report for the Australian Institute of Health and
Welfare, defined chronic conditions as those lasting at least 6 months, showing
a pattern of deterioration or periods of relapse and remission, having a poor
prognosis or possible lack of curability and disease-related effects, including
co-morbid conditions. The use of the word condition is increasingly visible in
programmes that engage different stakeholders (consumers, health-care profes-
sionals and educationalists) who are sponsored by the Australian Department of
Health and Ageing.

The term non-communicable disease (NCD) appears in many publications related
to international discussion across a number of sectors (e.g. the WHO, United
Nations and World Bank). Although the term is increasingly used in liter-
ature, there remains little definition and an implicit assumption that these
terms are commonly understood. Non-communicable disease does focus atten-
tion away from infectious diseases but remains contentious as a descriptor for
chronic illness/disease because some infectious diseases can also be chronic
(e.g. malaria).

In this chapter, the term chronic illness has been adopted to refer to ongoing
alteration in health, except where I am specifically addressing a particular disease
or group of diseases, or representing the arguments of others.

Global crisis in chronic illness

Until recently, popular understandings of global health were dichotomised.
Chronic illnesses were generally portrayed as ailments of the populations of
developed countries (e.g. heart disease, diabetes and cancer) and associated with
affluent lifestyles leading to increased risks linked with energy-dense high-fat
diets and inactivity. Conversely, infectious diseases were largely portrayed as
ailments of developing countries (e.g. bacterial and viral diarrhoeal diseases)
associated with poverty and insufficient infrastructure to prevent their spread.
The United Nations Millennium development goals adopted in 2000 reflect
that dichotomised view, with a focus on addressing factors that will reduce
the incidence of infectious diseases (more details of the goals are available at
http:/ /www.un.org/millenniumgoals/).

This dichotomised view has recently been challenged with increased attention
to what is argued by many as a global epidemic of chronic disease (Horton 2005).
The WHO estimates that death from chronic diseases in 2005 is double the death
rate from the combined causes of infectious diseases, perinatal and maternal
conditions and nutritional deficiencies (WHO 2005). The global distribution of
mortality from chronic illness has significantly changed, with 80% of deaths



&

Translating Chronic Illness Research into Practice

from chronic illnesses now occurring in low- and middle-income countries
(Strong et al. 2006).

The change in prevalence of chronic illness has been associated with the
increasing ageing of the world’s population. Strong et al. (2005) estimated that
‘all chronic diseases account for 72% of the total global burden of disease in
the population aged 30 years and over’ (p. 1579). This represents a significant
burden not only for individuals and their families but also high economic and
social costs for countries (WHO 2005). The WHO Global Report (2005) identified
cardiovascular diseases, cancer, chronic respiratory diseases and diabetes as the
leading contributing factors to the chronic illness epidemic. In many low- and
middle-income countries, these diseases occur more commonly in younger adults
than in high-income countries and result in earlier mortality. Chronic illness does
not exist only among adults; there has been a worldwide increase in childhood
obesity in the past decade in low-, middle- and high-income countries, with an
associated rise in the prevalence of type 2 diabetes in children and adolescents
(WHO 2005).

The risk factors of many chronic illnesses are well known. They are considered
modifiable and include unhealthy diet, physical inactivity and the use of tobacco
(WHO 2005). However, these risk factors associated with lifestyle are complex
to address. Strong ef al. (2005) argue against the common myth that unhealthy
behaviours are related to poor choice of individuals, directing attention to the
interplay of environment, economy and increasing urbanisation being influential
in poor diet and limited access to activity in low- and middle-income countries.
The influence and impact of chronic illness differs across the globe and similarly
the emphasis in research differs.

Impact of chronic illness in developing nations

Research related to chronic illness in developing countries (low and middle
income) has a strong emphasis on measuring the prevalence and impact of chronic
illness, using mortality and disability-adjusted life years (DALYs) as indicators
of the burden of disease (Strong et al. 2005). The growth in population-based
health surveillance studies has facilitated a commensurate growth in research,
expanding knowledge and understanding about the social determinants of health.

The investigation of the burden of disease has been undertaken for many
decades, but has recently received greater prominence with the development of
more sophisticated methodologies and improved access to data sets, facilitating
a global analysis of information at the population level. It is now possible to link
incidence of disease with both short-term and long-term health outcomes and
with mortality (Mathers et al. 2001). Morbidity is assessed using DALYs, where
‘one DALY can be thought of as one lost year of healthy life and the burden of
disease as a measurement of the gap between current health of a population and
an ideal situation where everyone lives to old age in full health” (Strong et al.
2005, p. 1579). The Global Burden of Disease study (WHO 2005) now represents
analysis across a greater number of low- and middle-income countries with more
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detail, including information relating to educational levels. This global study
provides baseline data from which effectiveness of interventions can be evaluated
and further analysis of changes in distribution of mortality and burden of disease
across countries can be made.

The goal of this chapter is not to discuss the status of any specific chronic
illness; however, the level of obesity in low- and middle-income countries is
striking and therefore will be briefly presented. Prentice (2006) reviewed the
epidemiological data on obesity and reports that the obesity “pandemic is pen-
etrating the poorest nations in the world — first amongst the urban middle-aged
adults, but increasingly affecting semi-urban and rural areas, and younger age
groups’ (p. 93). His examination of Gambia as a case study revealed significant
differences in rates of obesity within the country, although the overall rate of
obesity for the country was relatively low at 4%. Women were significantly more
obese than men, with 32% of women over 30 years being obese, compared to less
than 2% of males. Additionally, obesity was higher in urban-dwelling people.
While childhood malnutrition remains a concern in developing countries, there
is also an emerging incidence of childhood obesity in these countries. Poverty,
reduced access to quality foods and limitations on physical activity associated
with overcrowded urban developments are considered to be contributing to these
changes in childhood obesity (WHO 2005).

There has been rapid expansion in the study of social factors associated with
poor health. The seminal work of Doyal and Pennell (1979) exploring the political
economy of health demonstrated that ill health is not solely related to medically
defined causes, butis a product of inequalities arising from the social and economic
organisation of society. In the past decade, considerable research has explored
and expanded our understandings of what are now commonly referred to as the
social determinants of health (Irwin et al. 2006). Gross inequalities in health have
been identified within and between countries (Marmot 2005). The establishment
of the Commission on Social Determinants of Health (a WHO initiative) in 2005
is an active strategy to advance systematic research to reduce health inequities in
partnership with individual low- and middle-income countries (Irwin et al. 2006).

Poverty and inequity in consumption of resources underpin the social determi-
nants of health (Judson 2004). Poverty is linked to social status, race, gender and
education. Wilkinson and Marmot (2003) summarised the social determinants of
health into 10 key areas to inform action to address inequities: the social gradient,
stress, early life, social exclusion, work, unemployment, social support, addic-
tion, food and transport. Broad-based action, rather than medical-specific action,
is clearly indicated to address the social determinants of health. Continuing to
invest in medically driven health services without concurrent attention to these
factors will have little impact on the overall rates of chronic illness. For example,
Le Galés-Camus (2005) argued that banning tobacco advertising and increasing
taxes on cigarettes are effective preventative strategies against tobacco-related
cardiovascular disease and cancer and are needed in low- and middle-income
countries. This type of strategy has a much greater impact on reducing the rate of
tobacco-related disease and reduces the subsequent demand for high-cost medical
services. Prevention is considerably less expensive than treatment, but systematic
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preventative health programmes are limited in their effectiveness by inconsistent
distribution in many countries.

Trends in chronic illness research in developed nations

Understanding the prevalence and impact of chronic illness remains part of the
research agenda in high-income countries; however, given their greater resources,
a number of additional areas of research related to chronic illness are prominent.
There is now considerable understanding of the sociological aspects of living with
chronic illness that has influenced the growth in the work exploring connections
between peoples’ experience of illness and the ways in which they can be
supported in that experience (Taylor & Bury 2007). There is extensive literature
about the meaning and significance chronic illnesses have for individuals and
their families across a wide variety of diagnoses (e.g. diabetes, renal disease and
multiple sclerosis [MS], to name a few). Thorne and Paterson (2000) referred to
this area of research as insider research, which has included exploration of bodily
experiences of illness (Kelly & Field 1996; Wilde 2003), the impact of living with
illness on people’s social worlds (Livneh 2001) and their experiences of stigma
and social exclusion (Wellard & Beddoes 2005; Lubkin & Larsen 2006). There is
a clear acknowledgement of the importance of illness narratives to people living
with chronic illness (Charmaz 2000; Werner ef al. 2004).

Personal accounts or narratives of illness experiences have facilitated increased
understandings of the multiple ways in which people respond to chronic illness
and develop personal approaches to assist them in living with the illness and its
effects (Wellard 1998; Mengshoel & Heggen 2004). Hardy (2002) documented the
diversity of ways in which narratives are expressed among those with chronic
illness, and the way the Internet has been appropriated by many people to extend
the form of their narrative expression. The Internet has expanded the available
space for narratives, and the use of ‘home pages’ now provides a dynamic
and potentially interactive space for moving beyond accounts of individual
experiences to places where people also provide advice and, in some instances,
advocate particular approaches to care. It is likely that growth in the provision
of advice via the Internet will expand further with ‘e-commerce’, facilitating
increased individual marketing of advice globally (Hardy 2002).

Another focus of recent research has been to understand the transitions that
occur in the lives of people with chronic illnesses and how people respond and
adapt to these transitions. Kralik et al. (2006) argued that transitions involve a
change over time where the persons reconstruct their self-identity. Transitions
for people with chronic illness are not linear and are differentiated from earlier
work on illness trajectories that suggested predictable pathways and stages in
disease progression (Wellard 1998). Transitions are triggered by turning point
events (Rasmussen et al. 2007) and for people with chronic illness, these can be
predictable or unpredictable, cyclical and potentially recurring throughout life
and result in the persons redeveloping their ways of living with illness (Kralik
2002). In a recent study of young women with diabetes, relationships with people,
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both social and with health professionals, were found to be important in managing
transitions successfully (Rasmussen et al. 2007).

The complexity of, and variable quality in, relationships between people with
chronic illness and professionals in the health-care system have been widely
reported and arguably contribute to a level of difficulty for many in managing
their illness (Thorne 2006; Wellard et al. 2007). Frequently, health professionals
act as gatekeepers of health services, effectively controlling access to resources.
This is in part due to a need to ration resources but it is also a reflection of
the authoritative power of professional knowledge within our current systems
(Clapton & Kendall 2002; Thorne 2006). More recent challenges to the assumption
of the health professional being the expert suggest the need to recognise that
patients are experts in their own right; this recognition is an important part
of building successful partnerships in health-care provision. Fox (2005) sum-
marised the debate in identifying the forms of expertise that both patients and
professionals bring to the health-care relationship. Patients have expertise in the
specific experience of their illness, their social situation, the levels of risk they
are prepared to accept, their own values and preferences for living and treat-
ment choices. Health professionals bring expertise in general understanding of
disease (including aetiology, diagnosis and prognosis), the available treatment
options, associated risks and probable health outcomes. Both levels of exper-
tise and perceptions of that expertise vary among patients and professionals
(Fox 2005).

There has been a shift from the use of the label patient when referring to people
with chronic illness to the label consumer in some literature. There are a number
of different constructions of the term consumer within the chronic illness field.
Consumer groups bring together interested people associated with a specific
illness or group of illnesses (including patients, carers and professionals) to
provide a public voice about the issues and concerns of the members (Allsop et al.
2004). For example, in Australia, the Chronic Illness Alliance has represented over
40 consumer and advocacy groups on matters of common concern to promote
the interests of those with chronic illness to the government, health professional
groups and health service providers. The MS society is an example of a single
illness focus consumer group that lobbies for resources, funds research and
provides services specifically to people with MS. Consumer groups like these
have the potential to influence policy and services that are more responsive to the
needs of people with specific chronic illness.

The term consumer has also been used to refer to those people who use
health-care services. The term is associated with a broader change within Western
societies where ideologies of privatisation and market predominate (Allen 2007).
Increased access to information has led to consumers being well informed and
knowledgeable about their rights, including the right to be treated fairly in
transactions and the right to purchase and consume what they desire. Consumers
of health-care services have also become better informed about medical knowledge
and treatment options (Woolf et al. 2005). However, Walker (2007) argued that
the underpinning assumption that all consumers have equal capacity to choose
and participate is fallacious because choices in health consumption are greatly
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influenced by individual circumstances including income, geographical location
and disease severity.

Part of the consumer focus in health care has been the introduction of consumer
models of care where partnerships between provider and consumer aim to deliver
better outcomes; however, there are a number of impediments to engaging in
consumer partnerships in health (Wellard et al. 2003; Penney & Wellard 2007).
Barriers to engaging in partnerships for care with consumers are diverse and
reflect the often experienced gap between espoused ideals and practical realities
of health service delivery in a constantly evolving system where innovation fre-
quently outstrips the resources to support it. While recognising the shift towards
consumerism, the structures of health-care services continue to position users of
services as patients who rely on professional expertise, frequently reconstructing
paternalism as a silent foundation for professional practice.

Patient-centred care has been argued to be a cornerstone of health-care practice
and identified as a shared value among health professionals where practice is
guided by principles of what is ‘good” for patients and their families (McGrath
et al. 2006). Patient-centred care implies that care focuses on the persons as a
whole, not only on their disease and symptoms, and therefore it requires part-
nerships between health-care professionals, patients, their family and caregivers.
Partnerships arguably lead to improved health outcomes and increased levels
of satisfaction for all stakeholders. However, there is increasing recognition that
involving people in partnership for care is highly desired but difficult to deliver
(Penney & Wellard 2007). There has been notable growth in the active involvement
of consumers at the macro level of health-care services, including consumer roles
on boards of management, ethics committees and consumer reference groups.
These activities are important and have had some impact on shifting the focus of
health-care organisations to consumer needs rather than professional and insti-
tutional needs. Wider micro-level partnerships in care are less evident. A recent
doctoral work of Penney (2005) identified the struggle of both nurses and older
consumers to understand how partnerships in care can occur in the current organ-
isation of health-care services where staff experience constraints in both time and
space. The structures of health-care services position consumers with the identity
of patient and consequently subject to a range of mechanisms associated with
legal and risk management regulations.

Policy drivers: taking action

The global challenge is increasingly clear. There is a need for radical shifts in
the way health is managed to address the impact of the epidemic of chronic
illness. Clarity about preventable risk factors and optimal disease management
provide clear direction for action in the prevention and control of chronic illnesses.
The WHO (2005) has developed a detailed evidence-based action plan to assist
countries in identifying potential strategies for reducing the burden of chronic
illness, which needs to target both populations and individuals and recognise
the social determinants of health. Taxation and price control, for example, could
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make alcohol and tobacco less affordable and provide subsidies to reduce the
costs of healthy foods. Similarly, investing in improving the built environment
in community-based projects could assist in providing accessible safe spaces
for increased activity. These are preventative strategies. Additionally, WHO
(2005) makes recommendations for the effective improvement of chronic disease
management including the establishment and maintenance of effective clinical
information systems, the provision of multidisciplinary health-care teams with
an emphasis on primary health care and support for patient self-management
programmes. While the arguments in support of these strategies are clear, the
feasibility of implementation is more problematic. Implementation of taxation
reform and prioritisation of infrastructure development, which lays emphasis on
preventative health, are sensitive political issues and in all countries compete with
other stakeholders who prioritise economic investment differently. Discussion
of the complex socio-political landscape that influences the advancement of
these strategies is beyond the scope of this chapter. However, the strategy for
promoting patient self-management has received considerable attention and will
now be explored.

Self-management has been increasingly adopted as part of health policy in a
number of developed countries (e.g. in the UK policy ‘Expert Patient: A New
Approach to Chronic Illness for the 21 Century’ [Fox 2005] and in Australia as
part of the Chronic Disease Strategy [Dowrick 2006]). The idea of self-management
programmes situates persons with chronic illness as central, with expertise and
understanding of their illness and the ability (actual or potential) to assume
responsibility of their management of their own health. Self-management pro-
grammes also assume some form of partnership between the individuals with
the illness, the family, carers and health professionals. Self-management is most
commonly conceived as involving;:

... the individual with a chronic condition working in partnership with their carers
and health professionals so that they can: know their condition and various treatment
options; negotiate a plan of care; engage in activities that protect and promote health,
monitor and manage symptoms and signs of illness, manage the impact of illness on
physical functioning, emotions and interpersonal relationships.

(McDonald et al. 2004, p. 1 cited in Beckmann et al. 2007)

There are a number of different approaches to patient self-management, but
the most widely adopted model internationally was developed by Kate Lorig and
colleagues at Stanford University and based on a self-efficacy approach (Lorig &
Holman 2003). The Stanford model uses a peer-led approach with a focus on
sustained behavioural change. Advocates of this model have published evidence
of demonstrated benefits using the widely accepted methods of randomised trials
(Gifford et al. 1998; Lorig et al. 1999).

Self-management programmes also have critics. Concern has been raised about
the focus self-management programmes place on individuals which ignores, or
marginalises, the broader social and economic context that influences illness
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experiences and individual responses to self-care (Kendall & Rogers 2007). The
underpinning assumption of locating the control at the individual level dislocates
social responsibilities for illness management and places the burden of care on the
person with the illness. Self-management programmes, while focused on individ-
uals, are largely sponsored and managed by health-care agencies and therefore
threaten the autonomy of individuals to determine their own pathway to care. As
Kendall and Rogers (2007) point out, it is difficult for professionals ‘because they
operate in systems that demand throughput at defined costs, which undermines
their capacity to operate in ways that facilitate self-management’ (p. 131) and
support models promoting compliance with professional advice.

Self-management programmes have been implemented as part of a suite
of chronic illness management systems in developed countries. In the United
Kingdom, self-management programming is the third tier after case management
(intensive management of people with multiple complex conditions) and disease
management (focused at people identified as those at risk). Self-management
approaches are expected to support people at low risk, anticipated to be 70% of
people with chronic illness (Kendall & Rogers 2007). Therefore, as Kendall and
Rogers argue, self-management is being promoted as the predominant strategy for
chronic illness management and is diminishing the broader social responsibility
(and consequently reducing government costs) for care provision.

Global initiatives for future chronic illness management

It becomes evident from exploring selected aspects of chronic illness research
across the globe that the impact of chronic illness is complex. There are wide
variations, yet significant commonalities, in the prevalence and burden of chronic
illnesses. However, there is a tendency for simplification in how chronic illness
issues are presented because the complexity is hard to represent. Any approach
to advancing chronic illness management needs to integrate population and
individual strategies and include prevention and ongoing care and support.
While the relative burden of illness and the resources available to support health
care in countries vary, a major barrier to developing improved chronic illness care
remains, with a strong emphasis on acute health problems in health-care systems
(Weeramanthri et al. 2003; Yach et al. 2004).

This emphasis on acute health problems is grounded in the biomedical approach
that primarily focuses on disease and remains the core orientation in medical
and most health professional education for entry to practice (Tinetti & Fried
2004). Tinetti and Fried (2004) argue that the continued focus on disease and
acute problems within a context of increasing chronicity ‘inadvertently leads to
under treatment, overtreatment, or mistreatment’ (p. 179). Under-treatment arises
when people present for care with symptoms that do not ‘fit’ with accepted
diagnostic criteria or where interventions are limited to the biological cause of
illness rather than also directed at addressing underlying social determinants
of illness (e.g. counselling and direction to social support services). Overtreatment
has been noted as including over-medication and associated adverse reactions
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as well as high levels of aggressive disease management in the very old. Mis-
treatment, Tinetti and Fried (2004) suggest, is inadvertent but occurs nonetheless
because treatment is based on disease-based decision-making rather than patient
preferences. These consequences of a disease-oriented system, identified by
Homer etal. (2007) in a system analysis, showed that people who are sick
have remained sick because of elements of the system and because of a lack of
investment in prevention and early intervention. A disease orientation provides
clinicians with more predictable approaches to care with evidence-based guide-
lines for a wide range of conditions, whereas chronic illness management presents
considerably less certainty (Weeramanthri et al. 2003) with illness pathways that
are highly variable and unpredictable.

Developing different approaches to health-care needs to facilitate a change in
orientation from disease-based systems. There is a need for the development of
public health systems that give preventative action as the highest priority and
more appropriately target at-risk groups. This requires high levels of intersectorial
cooperation and collaboration right from government through to local services.
Nishtar et al. (2006) described the intersectorial cooperation in Pakistan where a
partnership model involving government, non-government organisations and the
WHO has guided the development of a national action plan on chronic disease.
While outcomes of the partnership are yet to be realised, the strategy has aimed
to obtain maximum benefit using the country’s limited resources. Their approach
has seen a horizontal integration of existing programmes to reoroient health
systems to include chronic illness, and arguably serves what previously was seen
as two distinct populations within the country (those with chronic disease and
those with communicable and acute disease).

Integrated approaches to chronic illness also reveal a need for greater invest-
ment in research that facilitates the transfer of scientific knowledge into practice.
International priorities for research have been identified to include the determina-
tion of the best mix and organisation of strategies for chronic illness prevention,
the continued efforts to develop cost-effective strategies for managing chronic
illnesses and the impact of globalisation on risk and prevalence. Srinivasan and
colleagues (2003), for example, discuss the need for interdisciplinary research
related to the factors in the built environment that influence health and incorpo-
rate understanding, translating the outcomes of such work into practical policy
and community actions to improve public health. Additionally, research needs to
develop knowledge about the political aspects of health policy development and
identify strategies to facilitate the earlier uptake of scientific knowledge about
health promotion and prevention at all levels of government across the globe.
There needs to be continued management of surveillance systems and sharing of
data to support information sharing and trend analysis.

A further challenge for researchers involves bridging the gap between the
current knowledge interests of developed and developing countries in under-
standing chronic illnesses and how the knowledge gained in one context might
be applied to assist people in different contexts. Increased international research
collaboration in addition to the existing global epidemiological studies is needed,
particularly in addressing areas where issues are associated with the social

11



&

Translating Chronic Illness Research into Practice

determinants of health. International collaboration among low-, middle- and
high-income countries could assist in the transference of knowledge and needs to
address the current trend of unidirectional flow of knowledge.

Conclusion

There is now a greater acknowledgement and acceptance that there is a global
epidemic of chronic illness that needs urgent broad-based action. While biomedi-
cal science remains important in understanding chronic illness, there has been a
rapid shift in recognition of social and economic factors being instrumental in the
increasing prevalence of chronic illnesses. The myth of chronic illness as linked to
affluent lifestyles in developed countries has been debunked, and the burden of
chronic illness is significantly greater in low- and middle-income countries.

Accompanying the recognition of the social determinants of health is a broader
acceptance of the need to understand illness experiences from the perspectives of
those who live with illness. Solutions to living with illness need to incorporate
the expertise of people who have intimate knowledge of their illness experience.
There is considerable knowledge now about the transitions people experience
in the illness and the importance of relationships in managing those transitions.
These relationships include health personnel who are increasingly challenged to
work in partnership with people with chronic illness, rather than imposing their
preferred approaches to care.

There are numerous challenges to developing effective strategies to reduce the
burden of chronic illness for both individuals and their communities, as well
as in creating systems of care to support those affected. Self-management is
one of a number of strategies promoted to empower people to be in control of
their care. However, there are risks in relying on this model alone; it potentially
could act as a mechanism for the transference of responsibility from the state to
individuals.

While there is vast research and associated knowledge creation across the globe
related to chronicillness, there is minimal exploration of how the knowledge could
be transferred and benefit nations of different socio-economic status. There are
considerable opportunities for interdisciplinary and international collaboration to
facilitate knowledge and resource sharing. These exchanges need to increase the
flow of knowledge from less developed nations, rather than the most commonly
occurring flow from developed nations to the rest of the world.

References

Allen, M. (2007) Key Note Address: Students as Audiences: Learning from Media Studies/
Learning Through Media. UB Flexible: Facing the Future: University of Ballarat
Learning and Teaching Conference, July 2007, Ballarat.

12



&

Globalisation of Chronic Illness Research

Allsop, J., Jones, K., Baggott, R. (2004) Health consumer groups in the UK: a new social
movement? Sociology of Health and Illness 26(6): 737-756.

Beckmann, K., Strassnick, K., Abell, L., Hermann, J., Oakley, B. (2007) Is chronic disease
self-management program beneficial to people affected by cancer? Australian Journal
of Primary Health 13(1): 36—44.

Charmaz, K. (2000) Experiencing chronic illness. In: Albrecht, G.L., Fitzpatrick, R.,
Scrimshaw, S.C. (eds) The Handbook of Social Studies in Health and Medicine. Sage
Publications: London.

Clapton, J., Kendall, E. (2002) Autonomy and participation in rehabilitation: time for a
new paradigm? Disability and Rehabilitation 24(18): 987-991.

Dowrick, C. (2006) The chronic disease strategy for Australia. Medical Journal of
Australia 185(2): 61-62.

Doyal, L., Pennell, 1. (1979) The Political Economny of Health. Pluto Press: London.

Fox, J. (2005) The role of the expert patient in the management of chronic illness. British
Journal of Nursing 14(1): 25-28.

Gerber, A., Hentzelt, F., Lauterbach, K.W. (2007) Can evidence-based medicine implic-
itly rely on current concepts of disease or does it have to develop its own definition?
Journal of Medical Ethics 33: 394-399.

Gifford, A.L., Laurent, D.D., Gonsales, V.M., Chesney, M.A., Lorig, K.R. (1998) Pilot
randomized trial of education to improve self management skills of men with
symptomatic HIV/AIDS. Journal of AIDS 18(2): 136-144.

Hardy, M. (2002) The story of my illness: personal accounts of illness on the Internet.
Health (London) 6(1): 31-46.

Hofman, K., Ryce, A., Prudhomme, W., Kotzin, S. (2006) Reporting of non-
communicable disease research in low- and middle-income countries: a pilot
bibliometric analysis. Journal of the Medical Library Association 94(4): 415-420.

Hofmann, B. (2002) On the triad disease, illness and sickness. Journal of Medicine and
Philosophy 27(6): 651-673.

Homer, J., Hirsch, G., Milstein, B. (2007) Chronic illness in a complex health economy:
the perils and promises of downstream and upstream reforms. Systern Dynamics
Review 23(2-3): 313-343.

Horton, R. (2005) The neglected epidemic of chronic disease. The Lancet 366(9496):
1514.

Irwin, A., Valentine, N., Brown, C. ef al. (2006) The commission on social determinants
of health: tackling the social roots of inequities. PLoS Medicine 3(6): e106.

Judson, L. (2004) Global childhood chronic illness. Nursing Administration Quarterly
28(1): 60-66.

Kelly, M.P., Field, D. (1996) Medical sociology, chronic illness and the body. Sociology
of Health and Illness 18(2): 241-257.

Kendall, E., Rogers, A. (2007) Extinguishing the social?: state sponsored self-care
policy and the chronic disease self-management program. Disability and Society
22(2): 129-143.

Kralik, D. (2002) The quest for ordinariness: transition experienced by midlife women
living with chronic illness. Journal of Advanced Nursing 39(2): 146-154.

Kralik, D., Visentin, K., van Loon, A. (2006) Transition: a literature review. Journal of
Advanced Nursing 55(3): 320-329.

13



&

Translating Chronic Illness Research into Practice

Larsen, P.D. (2006) Chronicity. In: Lubkin, I.M., Larsen, P.D. (eds) Chronic Illness:
Impact and Interventions, 3rd edition. Jones & Bartlett: Boston.

Le Gales-Camus, C. (2005) Fighting chronic disease. Bulletin of the World Health
Organization 83(6): 407-408.

Livneh, H. (2001) Psychosocial adaptation to chronic illness and disability: a conceptual
framework. Rehabilitation Counseling Bulletin 44(3): 151-160.

Livneh, H., Antonak, R.F. (2005) Psychosocial adaptation to chronic illness and
disability: a primer for counselors. Journal of Counseling and Development 83:
12-20.

Lorig, K.R., Holman, H.R. (2003) Self-management education: history, definition,
outcomes, and mechanisms. Annals of Behavioral Medicine 26(1): 1-7.

Lorig, K., Sobel, D., Stewart, A. et al. (1999) Evidence suggesting that a chronic disease
self-management program can improve health status while reducing hospitalization:
a randomized trial. Medical Care 37: 5-14.

Lubkin, M., Larsen, P.D. (eds) (2006) Chronic Illness: Impact and Interventions, 3rd
edition. Jones & Bartlett: Boston.

Marmot, M. (2005) Social determinants of health inequalities. The Lancet 365: 1099—
1104.

Mathers, C.D., Vos, E.T., Stevenson, C.E., Begg, S.J. (2001) The burden of dis-
ease and injury in Australia. Bulletin of the World Health Organization 79(11):
1076-1084.

McGrath, P., Henderson, D., Holewa, H. (2006) Patient-centred care: qualitative find-
ings on health professionals’ understandings of ethics in acute medicine. Bioethical
Inquiry 3: 149-160.

Mengshoel, AM., Heggen, K.M. (2004) Recovery from fibromyalgia - previous
patients” own experiences. Disability and Rehabilitation 26(1): 46-53.

Miller, J.F. (2000) Coping with Chronic Illness: Overcoming Powerlessness. F.A. Davis
Company: Philadelphia, PA.

Nishtar, S., Bille, KM., Ahmed, A., etal. (2006) Process, rationale, and interven-
tions of Pakistan’s national action plan on chronic diseases. Preventing Chronic
Disease: Public Health Research, Practice and Policy (serial online) 3(1), available from
http:/ /www.cdc.gov/ped/issues/2006/jan/05_0066.htm (accessed 15 December
2007).

O’Halloran, J., Britt, H., Valenti, L., Harrison, C., Pan, Y., Knox, S. (2003) Older Patients
Attending General Practice in Australia 2000-2002, General Practice Series, Vol. 12,
AIHW Cat. No. GEP 12. Australian Institute of Health and Welfare: Canberra.

Penney, W. (2005) A Critical ethnographic study of older people participating in their health
care in acute hospital environments. Unpublished PhD Thesis, University of Ballarat.

Penney, W., Wellard, S. (2007) Hearing what older consumers say about participation
in their care. International Journal of Nursing Practice 13: 61-68.

Prentice, A.M. (2006) The emerging epidemic of obesity in developing countries.
International Journal of Epidemiology 35: 93-99.

Price, B. (1996) Illness careers: the chrome illness experience. Journal of Advanced
Nursing 24(2): 275-279.

Rasmussen, B., O’Connell, B., Dunning, P., Cox, H. (2007) Young women with type 1
diabetes” management of turning points and transitions. Qualitative Health Research
17: 300-310.

14



&

Globalisation of Chronic Illness Research

Srinivasan, S., O’Fallon, L.R., Dearry, A. (2003) Creating healthy communities, healthy
homes, healthy people: initiating a research agenda on the built environment and
public health. American Journal of Public Health 93(9): 1446-1450.

Strong, K., Mathers, C., Epping-Jordan, J. (2006) Preventing chronic disease: a priority
for global health. International Journal of Epidemiology 35(2): 492—494.

Strong, K., Mathers, C., Leeder, S., Beaglehole, R. (2005) Preventing chronic diseases:
how many lives can we save? The Lancet 366: 1578—1582.

Taylor, B. (2005) Health, wellness, illness, healing and holism and nursing. In: Rogers-
Clark, C., McCarthy, A., Martin-McDonald, K. (eds) Living with Illness: Psychosocial
Challenges for Nursing. Elsevier: Sydney.

Taylor, D., Bury, M. (2007) Chronic illness, patient experts and care transition. Sociology
of Health and Illness 29(1): 27-45.

Thorne, S.E. (2006) Patient—provider communication in chronic illness: a health pro-
motion opportunity. Family and Community Health 29(1S): 4s—11s.

Thorne, S.E., Paterson, B.L. (2000) Two decades of insider research: what we know
and don’t know about chronic illness experience. Annual Review of Nursing Research
18: 3-25.

Tinetti, M.E., Fried, T. (2004) The end of the disease era. American Journal of Medicine
116: 179-185.

Walker, C. (2007) Chronic illness and consumer inequality: the impact of health costs
on people with chronic illnesses in rural and regional Victoria. Australian Health
Review 31(2): 203-210.

Weeramanthri, T., Hendy, S., Connors, C. et al. (2003) The Northern Territory pre-
ventable chronic disease strategy — promoting an integrated and life course approach
to chronic disease in Australia. Australian Health Review 26(3): 31-42.

Wellard, S.J. (1998) Constructions of chronic illness. International Journal of Nursing
Studies 35: 49-55.

Wellard, S.J., Beddoes, L. (2005) Constructions of chronic illness. In: Rogers-Clark, C.,
Martin-McDonald, K., McCathy, A. (eds) Living with Illness: Psychosocial Challenges.
A Text for Nurses and Other Caring Professionals. Elsevier Churchill Livingstone:
Sydney.

Wellard, S.J., Cox, H., Bhujoharry, C. (2007) Issues in the provision of nursing care
to people undergoing cardiac surgery who also have type 2 diabetes. International
Journal of Nursing Practice 13: 222-228.

Wellard, S.J., Lillibridge, J., Beanland, C.J., Lewis, M. (2003) Consumer participation in
acute care settings: an Australian experience. International Journal of Nursing Practice
9: 255-260.

Werner, A., Widding Isaksen, L., Malterud, K. (2004) ‘I am not the kind of woman who
complains of everything”: illness stories on self and shame in women with chronic
pain. Social Science and Medicine 59(5): 1035-1045.

Wikman, A., Marklund, S., Alexanderson, K. (2005) Illness, disease, and sickness
absence: an empirical test of differences between concepts of ill health. Journal of
Epidemiology and Community Health 59(6): 450—454.

Wilde, M.H. (2003) Embodied knowledge in chronic illness and injury. Nursing Inquiry
10(3): 170-176.

Wilkinson, R., Marmot, M. (2003) The Solid Facts. World Health Organization:
Copenhagen.

15



&

Translating Chronic Illness Research into Practice

Woolf, S.H., Chan, E.C.Y., Harris, R. et al. (2005) Promoting informed consent: trans-
forming health care to dispense knowledge for decision making. Annals of Internal
Medicine 143: 293-300.

World Health Organization (WHO) (2005) Preventing Chronic Disease: A Vital Invest-
ment: WHO Global Report. WHO: Geneva. http://www.who.int/chp/chronic_
disease_report/en/ (accessed September 2007).

Yach, D., Hawkes, C., Gould, C.L., Hofman, K.J. (2004) The global burden of chronic
diseases: overcoming impediments to prevention and control. Journal of the American
Medical Association 291(21): 2616—2622.

16



