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Action on Health Inequalities: Early Intervention & Chronic Condition Self Management

1. Executive Summar

This report has been developed by the Health Inequalities Research Collaboration
(HIRC) Primary Health Care (PHC) Network. The report aims to review the evidence
on the effectiveness of chronic condition self-management programs, with a special
emphasis on arthritis, asthma and diabetes; and suggest a range of policy options to
improve the health of disadvantaged communities and reduce health disparities. The
consistently low health status and unequal burden of chronic disease experienced by a
number of population sub-groups has meant that the focus of this report is on:

¢ indigenous Australians;

¢ those who experience socio economic disadvantage;

¢ rural and remote populations, and

¢ culturally and linguistically diverse communities (CALD).

The report also considers early intervention for the three conditions, but to a much
lesser extent. This is due in part to the amount of literature to be reviewed on chronic
condition self-management (CCSM), which meant that CCSM ended up being the
major focus of the project and also because the initial search strategy yielded few
articles in relation to early intervention.

A comprehensive model to address chronic conditions is one that embraces a
population health approach across the continuum from primary prevention for well
populations to early detection and intervention for population sub groups defined at
being ‘at risk’ through to management and tertiary prevention for people with
established disease. At each of these stages in the continuum, primary health care
services play an important role and are the setting for a number of Australian
Government initiatives.

Chronic condition self-management is primarily aimed at individuals who have been
diagnosed as having a chronic condition and “involves the individual with the 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
the symptoms and signs...; manage the impact ..... on physical functioning, emotions
and interpersonal relationships.”[1]

Whereas early intervention in the context of chronic conditions refers to that point in
the history of the disease where secondary prevention activities are focussed. That is:
“early detection of biological abnormalities (biological risk factors) and their prompt
treatment, to reduce morbidity and mortality”. [2]
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The methodology involved a selected review of literature published since 1990 and
available electronically, supplemented by ‘grey’ literature and interviews with project
managers from four Sharing Health Care Initiative (SHCI) Demonstration Projects.

1.1  Major findings

The review identified that there is a range of CCSM programs being implemented
both overseas and within Australia. The main approaches include patient education
and training, community-based support groups and provider focussed methods.
Elements important to their effective implementation include a collaborative approach
between the patient and provider, self-management education and ongoing provider
training, informed choice, behavioural and lifestyle changes, and monitoring. For
disadvantaged groups, social support through the engagement of local community
networks is also regarded as a crucial component. The review highlighted gaps in
evidence around improving access to self-management programs by indigenous
Australians, lower socio-economic groups, rural and remote populations and CALD
groups. These include:
¢ (difficulties in making comparisons between different types of self-management
models in order to identify those that are more successful;
¢ little analysis of the impact of self-management interventions for disadvantaged
populations in systematic reviews;
limited generalisability of findings to the Australian context; and
limitations in the strength of the evidence for disadvantaged groups.

It is noted that the National Evaluation of the SHCI, is looking at a range of self-
management models in the Australian context, and will be reporting in late 2004.

With these cautions in mind, evidence of the effectiveness of self-management

interventions included:

+ the importance of multifaceted interventions, although it is often not clear from the
literature which specific component/s contribute most to change;

+ the evidence is strongest for short term change under trial conditions: it is less clear
the extent to which the benefits are maintained over time;

¢ there is evidence of improvement in specific health outcomes: these include
improved self efficacy (for asthma and arthritis), pain reduction (for arthritis),
blood glucose control (for diabetes);

+ for asthma and arthritis there is also evidence of reduced costs to the health system.

The major findings on the effectiveness of CCSM programs for each condition are
summarised in the following table

HIRC, PHC Network 2
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Condition

Findings

Arthritis

Ethnicity & health beliefs influence understanding of condition, choice of self-
management strategies (SMS) & their efficacy, & greater use of complementary
therapies, as an adjunct to mainstream therapies.

Social networks are an important source of condition & treatment information.
Provider communication skills important for appreciation of health beliefs.

Low education levels and English language skills are not a barrier to good
outcomes provided information & materials are tailored to address these issues
Self efficacy is the biggest predictor of pain reduction.

Asthma

Low education & income levels are predictors of less effective SMS.

Differences in information & education provided to English speaking versus non
English speaking people / or for those who speak English as a 2" language.
Involvement of local communities/bilingual/indigenous health workers effective
in improving knowledge and self-management strategies.

Personal interaction between provider and patient an important component of care

Diabetes

Health literacy important — low literacy & education levels associated with poor
glycaemic control & less adherence to treatment.

Self efficacy associated with regular blood glucose monitoring.

Involvement of local communities/bilingual/indigenous health workers effective
in improving knowledge and self-management strategies.

Cost barriers associated with self-management (eg blood glucose
monitoring/access to healthy food).

Patient education as a single strategy not effective.

Automated telephone assessment, with nurse follow up and telemedicine
overcome barriers to accessing care and education and improve health outcomes.
Health benefits not sustained over time.

Factors that have been shown to contribute to the success of self-management

programs for disadvantaged patients across the three conditions have included:

¢ understanding the health beliefs and expectations of the groups involved and

adapting programs to meet these beliefs;

+ increasing levels of health literacy and tailoring information and materials;

¢ improving the communication skills of providers;

¢ working with the person with chronic condition/s, their carers, families and

communities;

addressing issues related to affordability in program design, so that it presents no
barrier to take-up;

addressing poverty and other environmental issues, such as access to fresh food;
improving access to PHC services;

employing people from the target group including Aboriginal health workers and
bilingual health workers;

ensuring that language barriers are addressed through the use of interpreters and
translation of materials.
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1.2 Policy implications

A two-pronged approach is required to provide effective self-management programs

for disadvantaged groups:

a) a responsive health system that embeds self-management as an integral aspect
of chronic condition management within a strengthened PHC system; and

b) a parallel focus on strengthening and supporting the person with the chronic
condition, their carers, families and the wider community.

A model for chronic condition self-management which is responsive to the needs of

disadvantaged groups must take into account both the supply (health system) and

demand (patient driven) aspects. The literature review suggests that these aspects can

be understood under four broad headings:

¢ the beliefs of both patients and health care providers on the causes of the health
problem and action that can be taken to address it;

¢ the level of knowledge and skill that they have to take effective action;

¢ the other competing demands on their time and resources; and

¢ their personal, social, economic and organisational resources that will impact on
their capacity to act.

Policy approaches

A number of approaches are identified that would increase access of disadvantaged
groups with chronic conditions to self-management services and programs as well as
early detection and intervention strategies (the latter being aimed at behavioural and
lifestyle changes, medication and monitoring). These approaches need to be
embedded within broader strategies to ensure there is a strong and comprehensive
PHC system in Australia which ensures access to high quality PHC for all groups
within the population.

As there are a number of possible actions that can be taken for each level, we have
purposely identified broad aims and objectives in the expectation that policy makers
at the Australian government and state/territory level can decide on more specific
action to take these approaches forward. These are summarised below, with greater
detail outlined in Section 5.3 (see pages 63-66).
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Health system approaches

Provider level:

Aim: Health service providers have the capacity and resources to work effectively

with patients and carers from disadvantaged backgrounds.

Objectives:

+ Increase the skills of all service providers to work with disadvantaged groups

+ Provide easy access to evidence based tools on approaches that include a focus on
working with disadvantaged groups.

¢ Strengthen opportunities for multidisciplinary team work.

+ Ensure access to interpreters and bilingual/indigenous health workers.

+ Provide policy support and funding incentives for PHC providers to participate in
programs and interventions.

Service delivery level:

Aim: Service delivery systems are able to support health care providers to identify

and work with patients, families and carers from disadvantaged background and

monitor the reach and impact of CCSM programs and early intervention strategies.

Objectives:

+ Use practice based systems that will routinely identify and follow up patients who
are at high risk or who have a chronic condition.

¢ Provide a comprehensive range of services and programs that are accessible to
disadvantaged groups.

+ Establish effective referral patterns to other services and ensure that these services
are affordable and appropriate.

+ Establish clinics or other structures that enable health service providers to
undertake structured care programs.

+ Enhance the system capacity to monitor screening and referral of high risk
populations to relevant services;

+ Increase accessibility of PHC services to disadvantaged groups.

Regional or Division of General Practice level

Aim: Systematically address the implementation of a comprehensive range of

services and programs that support disadvantaged populations and overcome

barriers to the effective use of CCSM programs and early intervention strategies.

Objectives:

¢ Provide access to a comprehensive range of CCSM programs and early
intervention strategies.

+ Inform service providers on the range of services available within the community.

+ Provide education and training for service providers on CCSM programs and early
intervention strategies.
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¢ Undertake needs assessments on the access of disadvantaged groups to existing
CCSM programs early intervention strategies and take action to address gaps.

¢ Support the development of practice level systems that will allow for better
identification and monitoring of high risk populations.

+ Develop, adapt or provide local services with access to a wide range of health
information and education materials.

State/ National Level

Aim: Capacity across the system is developed to support the development of

effective CCSM programs and early intervention strategies for disadvantaged

populations.

Objectives:

+ Strengthen models that facilitate collaboration between State and Federally funded
CCSM and early intervention approaches.

+ Develop Australian government-State agreements that identify CCSM programs
and early intervention strategies as agreed priority areas.

+ Strengthen policy links between individual CCSM and early intervention strategies
and population level approaches (e.g. SNAP).

+ Invest in the development of an Australian evidence base for CCSM programs and
early intervention strategies.

¢+ Work with community leaders and non-government organisations (NGOs) to
develop relevant and appropriate health education and media campaigns.

+ Advocate within the health and other sectors to address underlying determinants of
health.

¢ Provide education and training on CCSM programs and early intervention
strategies as part of core undergraduate education programs.

Patient and community approaches

Section 4.4 of the report highlights some case studies of these approaches that
strengthen patient and community capacity to engage in CCSM programs.

Patient and carer level

Aim: Strengthen the capacity of patients and their carers to take an active role in

CCSM programs and early intervention strategies.

Objectives:

+ Provide patients with information and education that is culturally and linguistically
relevant.

¢ Increase the skills and confidence of patients to participate in the management of
their health risk factors and/or disease.

+ Reduce the costs to patients in accessing services and programs and maintaining
their self-management strategies.
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Community and support group level

Aim: Increase the capacity of local communities, self help and other support

groups to work effectively with disadvantaged groups.

Objectives:

+ Provide adequate funding to community organisations and groups to ensure that
they can provide and contribute to programs that are sustainable, accessible and
relevant to the needs of disadvantaged populations.

+ Support health services to work with local communities to identify actions that
could increase the availability, accessibility and appropriateness of CCSM
programs and early intervention strategies.

¢ Support local communities to identify social, economic and environmental
constraints/barriers to adopting healthy lifestyles and address through local and
intersectoral actions.

Social and economic level

Aim: Reduce the impact of social and economic factors that limit access to, and the

effectiveness of, CCSM programs and early intervention strategies.

Objectives:

+ Systematically address some of the underlying social determinants of health such
as unemployment and poverty.

+ Targeted programs to improve literacy levels amongst disadvantaged populations.

HIRC, PHC Network 7
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2. Introduction

2.1 Background to project

Health Inequalities Research Collaboration & Primary Health

Care Network

The Health Inequalities Research Collaboration (HIRC) was established in 1999 to

develop a health inequalities research agenda within Australia and aims to be

intersectoral and multidisciplinary. Its strategic objectives are to:

¢ increase national focus on reducing health inequalities;

¢ build national capacity and support for research and development in health
inequalities;

+ establish close collaboration among researchers, practitioners and policy
developers; and

+ promote the uptake of research findings in policy, practice and evaluation.

The Primary Health Care (PHC) Network is one of three research and development
networks funded through the HIRC, the others focus on children, youth and families,
and sustainable communities. Each network emphasises indigenous and rural and
remote populations. The networks aim to enhance Australia's knowledge on the
causes of, and effective responses to, health inequalities, and to promote the
application of this evidence to reduce health inequalities in Australia.

In 2002 the PHC Network undertook a series of consultations across Australia to
identify research priorities and capacity building issues to inform the development of
a health inequalities research agenda in PHC. From these consultations a discussion
paper was produced that identified five research priorities: three were specific
population or health issues of indigenous health, rural health and oral health, with the
other two being access to PHC services and the effectiveness of PHC interventions in
reducing health inequalities [3]. Building on this work, the Network has continued to
advocate for ongoing research into these areas in a number of fora. It is against this
backdrop that the HIRC secretariat facilitated a meeting between the Network and key
policy areas within the Australian Government Department of Health and Ageing.

Aims and focus of the project

This project developed from discussions held in May 2003 between the HIRC PHC
Network, the National Health Priority Action Council (NHPAC) secretariat and the
Primary Care Branch of the Australian Government Department of Health and
Ageing. The project aims to:

HIRC, PHC Network 8



Action on Health Inequalities: Early Intervention & Chronic Condition Self Management

+ recommend evidence-based interventions to improve the health of disadvantaged
communities and reduce health disparities, which focus on early intervention and
self-management of chronic conditions, with special emphasis on asthma, arthritis
and diabetes; and to the extent possible,

¢ prioritise the interventions on the basis of their efficacy, feasibility, cost
effectiveness, affordability and accountability within the context of the Australian
health care system.

The major focus has been a review of Australian and international systematic reviews,
Australian primary research and readily available "grey" literature in Australia on the
effectiveness of chronic condition self-management (CCSM) and to a lesser extent,
early intervention, in addressing health inequalities. This has included:

+ identifying effective CCSM and early intervention strategies, a range of different
models and elements of these models that assist in reducing health inequalities,
and to the extent possible,

+ undertaking further analysis and an iterative review of identified CCSM models
and early intervention strategies, successively examining characteristics of models
as applicable in the Australian setting, and developing a prioritised list of policy
options likely to have the most significant impact on detection and early
intervention in chronic conditions in disadvantaged communities in the Australian
setting.

The scope of this project has been limited by the time and available resources and has
focussed on three major chronic conditions:

¢ osteo- and rheumatoid arthritis (generally older population);

¢ asthma (in children and adults); and

¢ type 2 diabetes mellitus (adults);

and four population sub-groups.

¢ indigenous Australians;

¢ those who experience socio economic disadvantage;

¢ rural and remote populations; and

¢ culturally and linguistically diverse communities (CALD).

However it is recognised that many chronic conditions do not operate in isolation, and
that many people experience co-morbidities, for example cardiovascular disease,
stroke and diabetes.

HIRC, PHC Network 9
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2.2 Chronic conditions in Australia

Chronic conditions ... “are mostly characterised by complex causality, multiple risk
factors, a long latency period, a prolonged course of illness, and functional
impairment or disability” [4].

Despite clinical differences, for most conditions there are similar issues with which
people and their families must grapple: behavioural changes; the social and emotional
impacts of symptoms, disabilities and in some cases, approaching death; medications;
and interaction over time with a multiplicity of health care providers [5].

Chronic conditions make an estimated 70% contribution to the burden of disease in
Australia [6] and many of these conditions include a potentially modifiable
behavioural component. In 2002, the Australian Institute of Health and Welfare
(AIHW) produced a report entitled Chronic Disease in Australia [4]. This report
examines the major chronic conditions affecting the population and includes a focus
on the common behavioural risk factors and the risk profiles for the population and
sub groups within it. The following section is predominantly a summary of the
AIHW report in relation to arthritis, asthma and diabetes.

Arthritis

The term arthritis covers a group of disorders in which there is inflammation of the
joints that causes chronic pain, stiffness, disability and deformity. The two most
common forms are osteoarthritis and rheumatoid arthritis. Osteoarthritis is a
degenerative joint disease whereas rheumatoid arthritis is an auto-immune disease.
Predisposing factors include genetics, age and sex. It is estimated that approximately
15% of the population have some form of arthritis: of these 1.2 million have
osteoarthritis and 476,000 have rheumatoid arthritis. The disability burden is high,
with just under 0.5 million people in 1995 reporting a disability due to arthritis, a total
of 14% of all persons with a disability.

There is a strong relationship between arthritis and ageing and it is more prevalent in
females at all ages, with over 65% of females and 50% of males reporting having
arthritis by age 65 years. While there are few deaths ascribed to arthritis (86 from
osteoarthritis and 135 from rheumatoid arthritis in 1998), rheumatoid arthritis is
believed to be associated with an excess mortality, and contributes to deaths from
respiratory and infectious disease and gastrointestinal disorders (the latter may be due
to complications related to drug therapy [4].

Arthritis accounts for 2.4% of all problems managed in general practice, with
management of osteoarthritis being ranked the 10th most common problem managed.

HIRC, PHC Network 10
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Hospital separations for osteoarthritis have increased by 42% over the past seven
years.

Environmental and behavioural factors include joint trauma and injury, obesity,
repetitive occupational joint use and physical inactivity [4].

Population sub groups at risk

There is limited information on population sub-groups at risk. Identified group are
females who have a greater risk of rheumatoid arthritis, older females at greater risk
for osteoarthritis.

Asthma

Australia has one of the highest prevalence rates of asthma in the world. Between
1989-90 and 1995, self-reported prevalence increased from 85 per 1,000 to 113 per
1000. There is significant geographical variation, with Queensland having the highest
and Tasmania the lowest prevalence. In 1998, there were 701 deaths from asthma
(0.5% of all deaths), with the death rate being higher for females. Reported death rates
for asthma generally increase with age, although asthma mortality is known to be less

reliable amongst older people, due to the presence of chronic obstructive pulmonary
disease (COPD).

Asthma can have a major effect on quality of life, including physical and social
functioning and general health, and interruptions to daily life including work,
schooling and social participation. People with asthma are also major users of health
services, with asthma being the 4™ most common reason for hospital admission (and
one of the most frequent admissions for young children), a frequent reason for visits
to emergency departments, and the 5™ most common condition managed in general
practice.

Asthma often occurs in the presence of other allergic and respiratory conditions and
its management is influenced by the presence of these other conditions. Predisposing
factors include family history, age and excess weight. Known triggers include
allergens, exercise, viral infections, weather changes, exposure to tobacco smoke,
food, chemicals and drugs [4].

Population sub groups at risk

¢ Aboriginal and Torres Strait Islanders: experience higher asthma mortality rates
and higher prevalence of smoking, in addition to their higher representation in
remote areas and limited access to health services. Reported rates of asthma vary
between 17-23%, depending on age.[4]

HIRC, PHC Network 11
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¢ Culturally and linguistically diverse groups: where language and health beliefs
can be barriers to effective management and whose length of stay in Australia
may affect asthma prevalence.

¢ Low socioeconomic groups: socioeconomic inequality is evident in asthma
symptoms, diagnosis, hospital admissions and management [7].

¢ Remote and rural populations: there is significant regional variation in mortality
with an association between geographical remoteness and higher mortality.
Contributing factors to this association include:
¢ larger representation of indigenous communities with known increased
mortality rates in rural and remote area;
+ limited access to emergency and primary care;
¢ increased exposure to chemicals and pesticides [4]

Diabetes Mellitus

Diabetes mellitus is a major cause of mortality, morbidity and disability and an
important risk factor for several other chronic diseases including vascular and heart
diseases, kidney disease and eye disease. Type 2 diabetes accounts for 85-90% of the
incidence of diabetes. In 1998, the total number of deaths for diabetes (all types) as an
underlying or contributory cause was 9,454 or 7.5% of all deaths. Diabetes is the
eighth most common problem managed in general practice [4].

Risk factors for diabetes include genetic and environmental factors, with behavioural
and biomedical factors including excess weight and obesity, impaired glucose
tolerance (IGT), physical inactivity and poor diet and nutrition.

Population sub groups at risk

¢ Aboriginal and Torres Strait Islanders: prevalence lies between 10-30% and is
generally 2-4 times higher at any age than the general population, with an earlier
age of onset [8]. The death rate for males is nine times that of all Australian
males, and for females it is16 times that of all Australian females.

¢ Culturally and linguistically diverse groups: prevalence is higher amongst some
migrant groups, particularly South Pacific Islanders, Indians, Chinese and
Southern Europeans. [4],[8].

¢ Low socioeconomic groups: prevalence is almost two-and-a-half times as high
amongst the lowest socioeconomic group compared to the highest group.
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¢ Older males: prevalence increases from age 40 years on, but more so in males; in
the 65-74 years age group diabetes is almost one-third higher among males than
females [8].

¢ Rural & remote: prevalence between metropolitan, rural and remote communities
is not significantly different [4]; however the death rates in rural and remote areas
are two-three times higher [8]

Summary of disadvantaged population sub groups at risk’

Group Asthma Diabetes
CALD = Longer length of stay may affect = Prevalence: higher among PI’s;
prevalence Indians, Chinese, Southern
= Barriers to effective management Europeans
(language & health beliefs)
Indigenous = Mortality: higher = Prevalence: 2-4 times higher
= Higher prevalence of smoking = Earlier age onset

= Death rate: males - 9 times higher;
females - 16 times higher

Low Socio- = Inequalities in relation to symptoms, | ® Prevalence: 2.5 times higher
economic diagnosis, hospital admissions, amongst lowest vs highest SE
management group
Rural & Remote | * Regional variation in mortality * Death rates: 2-3 times higher

associated with remoteness
= Increased exposure to chemicals &
pesticides

" There was limited information on population subgroups at risk of arthritis, and none that were
associated specifically with the disadvantaged groups that are the focus of this study.
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2.3 Sharing Health Care Initiative

The Sharing Health Care Initiative (SHCI) is part of the Enhanced Primary Care
(EPC) package for older Australians and those with chronic and complex conditions.
The SHCI is aimed at “improving quality of life, improving the use of the health care
system and for individuals, families and health care professionals to work together in
the management of chronic conditions.” [9]. Primary care is the foremost setting for
the SHCI and a major element is a focus on self-management. The initiative
comprises three major components:

+ Demonstration projects testing a range of CCSM models in the Australian context.
¢ Education and training for health providers and consumers participating in the

demonstration projects.

¢ A National Evaluation of the demonstration projects.

There are 12 demonstration projects (including five indigenous specific projects
located in South Australia, Queensland and the Northern Territory), that are
developing and testing a number of self-management models. In addition to the
indigenous projects, several of the other demonstration projects have an explicit focus
on disadvantaged groups: Canning Division of General Practice in Western Australia
(Healthpartners) and South Western Sydney Area Health Service both focus on
socioeconomic disadvantage; the Whitehorse Division of General Practice (The Good
Life Club) includes a focus on Chinese people; and the Tasmanian project (Whose
Health is it Anyway?) includes a focus on Polish clientele.

The Flinders Human Behaviour and Health Research Unit, at Flinders University in

South Australia has been funded to develop and implement education and training to

support the demonstration projects. This involves a post graduate chronic and

complex diseases module and a variety of training programs for general practitioners,

other health professionals, community workers, and Aboriginal Health Workers. The

education and training includes:

¢ the benefits of self-management;

¢ empowering people and involving the community;

¢ discussions of various components of chronic conditions that can be self-
managed;

¢ information on the psychological, emotional and social issues faced by people
with chronic conditions; and

¢ ways to communicate with people who have a chronic condition and their
families/carers. (http://www.chronicdisease.health.gov.au/educat.htm)

The Western Australian Royal Australian College of General Practitioners (WA-
RACGP) has developed and implemented Chronic Conditions Self-management
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Clinical Guidelines for general practitioners, nurses and allied health professionals

involved in the demonstration projects.

A national evaluation of the SHCI is being conducted, and the major progress report
for the six-month period July-December 2002 is available.

Other initiatives that have supported the SHCI include:

¢ commissioning of literature reviews by the WA RACGP and Flinders University;
¢ two national conferences (August 2000 and November 2003), and

¢ one ‘Early Wins’ workshop held in December 2002.

Details of the education and training programs, the clinical guidelines, the literature
reviews and conference/workshop proceedings are available on the Department of
Health and Ageing website as are the executive summaries of the regular reports
being produced by the demonstration projects as part of the national evaluation.
(http://www.chronicdisease.health.gov.au)
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2.4 Definitions

A comprehensive model to address chronic conditions has been developed by the
National Public Health Partnership, and is depicted in the following figure. This
model embraces a population health approach across the continuum from primary
prevention for well populations to early detection and intervention for population sub-
groups defined at being ‘at risk’ through to management and tertiary prevention for
people with established disease. At each of these stages in the continuum, primary
health care services play an important role and are the setting for a number of
Australian Government and state government initiatives. [6]

Figure 3: Comprehensive model of chronic disease prevention and control
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Early detection and intervention refers to that point in the natural history of the
disease where secondary prevention interventions are focussed. In an internal
Australian Government Department of Health and Ageing paper written to clarify
prevention terminology, “Secondary prevention refers to the measures available to
individuals and populations for the early detection of departures from good health and
prompt and effective intervention to correct them. Secondary prevention is therefore
aimed at early detection of biological abnormalities (biological risk factors) and their
prompt treatment, to reduce morbidity and mortality” [10].

Chronic condition self-management has been defined as involving: “[the person
with the chronic disease] engaging in activities that protect and promote health,
monitoring and managing of symptoms and signs of illness, managing the impacts of
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illness on functioning, emotions and interpersonal relationships and adhering to
treatment regimes” [11]

This definition of chronic condition self-management has been adopted in Australia in
work commissioned by the Commonwealth Department of Health and Ageing [12];
and has been enhanced by Flinders University to embrace a partnership approach
between the patient, their carer and health professional [13].

The term chronic condition is increasingly being used in place of chronic disease in
part as a response to consumer concerns about being stigmatised and labelled. In this
report both terms are used: chronic condition is the preferred term, however chronic
disease is used where specific literature is being referenced that uses this term.

Section summary

+ In asthma and diabetes there is evidence of greater burden of disease amongst populations
experiencing disadvantage, with increased mortality and morbidity.

¢ Major groups where there are health differentials for asthma and diabetes include
indigenous Australians, CALD communities, socioeconomic (SE) disadvantaged groups,
remote and rural communities.

+ Common potentially avoidable behavioural risk factors for all three conditions include
excess weight and obesity, physical inactivity, as well as smoking for diabetes and
asthma.
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3. Methodology

Search of electronic databases

A search of the published literature was conducted using the following databases:
MEDLINE; CINAHL; EMBASE; PubMed; EBM Reviews; Australasian Medical
Index; Aboriginal & Torres Strait Islander Health; APAIS-Health; Social Science
Index; PsycINFO; and the Cochrane library. An initial search was performed using
search terms relating to the three conditions and a variety of terms relating to early
detection/intervention, self-management and the disadvantaged population sub-
groups. The titles and abstracts were obtained and screened for relevance. Reference
lists of full texts were searched manually for additional articles.

A further MEDLINE search was done mid way through the project to identify
additional published research in areas where there were major gaps in information in
relation to chronic condition self-management and disadvantaged groups. This search
yielded additional articles.

In the initial search, while articles relating to early detection were located, few articles
of relevance were located on the effectiveness of early intervention strategies or
programs specifically with disadvantaged groups in relation to the three conditions.

Inclusion Criteria

Only published literature that was readily available on-line was included. Reviews of
literature pertaining to early intervention and self-management were limited to those
published since 1990; for models of behaviour change, selected literature published
since 1980 was reviewed. Participant characteristics for the three conditions include
people who belong to one or more of the following population sub-groups: of low
socio-economic position; living in rural and remote areas; indigenous peoples; and/or
of a culturally and linguistically diverse (CALD) background.

Snowball sampling

Relevant materials were also drawn from several key resources to supplement

material drawn from electronic searches:

+ the Patient Education Research Center bibliography at Stanford University
(http://patienteducation.stanford.edu/);

¢ the Improving Chronic Illness Care website
(http://www.improvingchroniccare.org/resources/bibliography/self-mngmt.html);

+ the Department of Health and Ageing (www.chronicdisease.health.gov.au); and

+ the Flinders University self-management webpage
http://som.flinders.edu.au/FUSA/CCTU/Home.html).
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‘Grey’ literature as recommended by key contacts and the conference proceedings
from the Sharing Health Care ‘Early Wins’ National Workshop in 2002 were also
reviewed and included as supplementary information where appropriate.

Targeted searches
Once strategic and snowball searches were complete, targeted searches were
conducted in an attempt to fill any remaining gaps in the material. These included
searches of additional databases (such as Sociological Abstracts) and specific journals
that may not be included in the databases searched; for example the Australian
Journal of Primary Health.

Interviews

Telephone interviews (based on an interview schedule) were conducted with project
managers for four of the SHCI Demonstration Projects that have an explicit focus on
disadvantaged groups. These were Healthpartners in Western Australia; The Good
Life Club in Victoria; South Western Sydney Area Health Service in New South
Wales; and Katherine West Indigenous trial in Northern Territory. Notes taken
during the interviews were written up and supplemented with information from the
latest progress reports that each project is required to produce and that are available
on the SHCI webpage. The interviews were then emailed back to the interviewees for
any corrections and additions.
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4.1 History & theoretical basis for CCSM

Chronic condition policy context

A number of factors in the late 20" century have influenced the development of
chronic condition self-management (CCSM) as an integral component of
contemporary chronic condition care. These include the ageing of the population,
better understanding of disease aetiology and improved early detection and
intervention to halt or delay the progression of disease. These factors have led to an
increase in the number of people living for longer with chronic diseases. Moreover,
the greatest burden of disease falls upon the poor and others who are disadvantaged
[14]. This increasing prevalence has led to an increase in health care costs and a
recognition of the long-term consequences for the health system of caring for people
living with chronic disease [14], as well as a conceptual shift in health policy from the
tertiary to the community and primary care levels [15]. A rise in consumer
expectations of the health system and a demand for responsive health care have also
driven the provision of more patient-centred programs [16]. In an attempt to prevent
a greater burden of disease on the individual, the community and the health system,
governments are increasingly investing in research and development of chronic
disease programs which will reduce health costs and improve quality of life [17]. The
World Health Organisation has recognised that adherence to treatment for chronic
disease is influenced by a multitude of factors, and that patient-tailored interventions
are needed, supported by training for health providers, involvement of the patient,
family, and community, and a recognition that long-term maintenance of chronic
disease is a dynamic process [14].

Early detection and intervention

Screening is a common method for early detection of potentially modifiable risk
factors that are common for a number of chronic conditions: smoking, hypertension,
high cholesterol, hyperlipidaemia and obesity. Screening can be organised for whole
populations, at risk population sub groups, practice populations or for individuals in
clinical settings as part of medical and health assessments.

The rationale for supporting early detection is that a) intervening early can prevent or
delay the natural progression of disease; b) there are known and proven interventions
that can delay/prevent progression; c) there are systems in place to link people into
interventions; and d) interventions are cost effective.
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Early intervention strategies for chronic disease risk factors commonly include a

mixture of the following:

¢ preventive medication (e.g. cholesterol lowering drugs, nicotine replacement
patches);

¢ regular monitoring of physiological signs and symptoms (blood/urine testing for
sugar, peak flows); and

¢ modification of behavioural risk factors (dietary changes, increasing physical
activity, cessation of smoking, avoidance of allergic triggers).

As with early detection, early intervention can occur at the population level (through
for example legislation or regulations, as in the case of smoking or media campaigns
designed to educate and change behaviour), at the individual level in primary health
care settings, (through patient education and training) [10], or through a range of
formal/informal community support networks.

Chronic condition self-management

For those people with a chronic condition, self-management can be an integral
component of effective chronic disease management. It is reliant on health system
structures and community support systems which encourage the development of
processes and relationships to support on-going monitoring, education, and
intervention. Successful chronic condition management programs have demonstrated
that effective interventions need to focus on the processes involved as much as the
targets for intervention. Self-management programs include an additional focus on the
participation and active involvement of the patient in monitoring and management
processes [1, 18, 19].

Theoretical underpinnings for chronic condition self-

management programs

The theory underlining most CCSM programs is taken from the psychological and
behavioural science literature, and refers primarily to the ability of individuals to take
control of their health and effectively manage their chronic illness. Thus, there is a
strong emphasis on self-efficacy [19-22], health literacy [23-25], and psychosocial
and communication obstacles [26-29]. There are several main behavioural theories
which are most commonly used to support research in this area [12, 30], including the
Health Belief Model [31], the Transtheoretical Model of behaviour change [32], and
Social Learning Theory [33].
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The research literature shows a gap, however, within the theoretical foundations of
chronic condition self-management, as the complexity of managing a chronic
condition is influenced by factors other than the individual’s ability or capacity to
effect lifestyle and behaviour changes.

By way of illustration, Turrell and many others have convincingly argued that

patterns of health inequalities can be understood by examining the factors within and

between the levels which influence them [34]. These factors include:

¢ upstream (macro level) factors: the social, physical, economic and environmental
determinants;

¢ midstream factors: psychosocial factors, health related behaviours and the role
played by the health system; and

¢ downstream (micro) factors: changes to physiological systems and biological
functioning bought about by the factors operating at the other levels.

Understanding these levels is useful for identifying where interventions are focussed
and therefore what outcomes are possible and the range of issues that need to be
considered. Thus while CCSM programs are focussed at the mid stream level, their
effectiveness is influenced by factors operating at the upstream and downstream
levels. For instance, people who experience social isolation and have few community
networks and who face material deprivation have less access to those resources and
opportunities that can support and help sustain health related behaviours.

The major findings of the Turrell et al review of the Australian research in relation to

behaviour change interventions pertaining to socioeconomic inequalities were that:

¢ health promotion efforts are not as effective with people from disadvantaged
backgrounds;

+ a presumed lack of knowledge about health and health related behaviours was not
supported;

+ disadvantaged groups expressed a willingness to change and a desire for more
information, but that they were constrained by their lack of time, money and
space; and

¢ providing social support in addition to advice is more effective than providing
advice alone. [34]

These findings are reinforced by the NHPAC in their draft discussion paper on
dealing with disadvantage in the National Health Priority Areas (NHPAs), which
reiterates the importance of considering the circumstances in which people live in any
risk factor reduction interventions [35].

Many of the chronic condition self-management programs which are now in place
internationally are based on the Lorig model. This model was based upon work
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begun by Halsted Holman and his colleagues at Stanford University in the 1970s, and

has been widely disseminated in more recent years through publication of research by

Kate Lorig and her colleagues, also at Stanford University. The Chronic Disease

Self-Management Program (CCSMP), as it became, is based upon three main

assumptions:

+ “patients with different chronic diseases have similar self-management problems
and disease-related tasks;

¢ patients can learn to take responsibility for the day-to-day management of their
disease(s); and

+ confident, knowledgeable patients practicing self-management will experience
improved health status and will utilise fewer health care resources” [36].

Other assumptions underpinning the program are that:

+ “patient self-management education should be inexpensive and widely available;

¢ trained lay persons with chronic conditions could effectively deliver a structured
patient education program; and

+ such lay instructors would be acceptable to both patients and health professionals”
[36].

The main aim of the CCSMP is to empower patients to take control of their health
care through group education with skilled lay trainers. The course itself is based
upon the Self-Efficacy Theory of Bandura, and is a six-week training course on such
topics as dealing with emotions, communicating with health professionals, and
problem-solving and decision-making [36]. The course has been widely copied, in
North America, Europe and Australasia, and is being used in the SHCI in Australia.

There is an on-going debate as to whether Lorig style courses can also be run by
trained health professionals in addition to trained lay leaders. The UK version: “The
Expert Patient’ program is being implemented by peer leaders, whereas in the
Australian SHCI demonstration projects, Lorig style groups are being run by a
mixture of peer leaders and health professionals.

The other major model in use within Australia is the Chronic Condition Self-
Management program developed by Flinders University. The primary component of
the Flinders model, is the emphasis on the role of health care providers in assisting
patients to take control of their health. The Flinders model focuses on training and
education for health care providers who will in turn encourage patients to self-manage
their condition. Training for providers incorporates skill development in motivational
interviewing, problem-solving and decision-making, and in recognising mental health
symptoms and understanding stages of change which patients move through in
making behaviour or lifestyle changes. The theoretical framework of the Flinders
model is also based on theories of change and social learning [13].
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The Lorig and Flinders models, addressing the education and training needs of either
the patient or the provider, complement each other and can be used in conjunction
with one another, as is being done within the SHCI.

Key components of chronic condition self-management
programs

1. Partnership

Collaborative care acknowledges the centrality of the client as principal managers of
their own health [37] and “...as key actors in the care process” [38] and is based on
the assumption that patients are more likely to benefit when there is a blending of
their perspectives with those of the practitioners.

Von Korff et al (2002) suggest a number of principles of collaboration:
“understanding of patients’ beliefs, wishes, and circumstances;
understanding of family beliefs and needs;
identification of a single person to be the main link with each patient;

.
.
.
+ collaborative definition of problems and goals;
+ negotiated agreed plans regularly reviewed;

+ active follow-up with patients; and

.

regular team review.” [39]

These principles form the foundation for self-management programs, which
encourage the patient to take an active role in the management and monitoring of their
condition, supported by a back-up team of health providers who will provide
additional education, clinical assistance, and encouragement. As this moves providers
outside of the traditional role of the clinician, collaborative care has implications for
the ways in which health services and systems incorporate clients into the care
process, including the removal of barriers within the health system which discourage
self-management, and the integration of self-management principles into mainstream
primary health care [19, 39]

2. Education

Medical treatment should be supplemented by educational and behavioural
interventions in order to enable patients to play an active role in their care. A number
of skills are required to take effective control of one’s life. Clark et al (1991) have
identified 12 skills included in self-management programs, including: recognising
and acting on symptoms; using medication correctly; managing emergencies;
managing diet and exercise; interacting effectively with health care providers; using
community resources; adapting to work; managing relations with significant others;
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and managing psychological responses to illness (quoted in [40]). “To summarize,
two essential elements define self-management education: 1) patients learn problem-
solving skills, useful at identifying problems from their own point of view and using
action plans to find solutions; and 2) these skills are applied to three aspects of
chronic illness: medical, social, and emotional.” [18]

3. Informed choice

Lorig [41, 42] emphasised the notion of informed choice and the need for patients to
adapt new perspectives and generic skills which can be applied in the context of their
daily lives. However, Hibbard [38] suggests that patients need not only to be
informed, but also to participate as co-producers and evaluators in their own care in
order to influence the quality of care. In essence, informed choice is a concept
incorporating several action stages for both provider and patient: providers need to
provide information in ways in which patients can understand their options and the
consequences of treatments, interventions, or lifestyle changes; and patients need
literacy skills and a sense of self-efficacy in order to make informed decisions about
their health. Much of the literature regarding self-management programs does not
directly speak of informed choice but refers to “problem-solving skills and decision
making” [19], “health literacy” [43], “patient empowerment” [18] and “self-
efficacy” [20, 44], concepts which either presuppose or have an impact upon the
ability to make informed choices, including behavioural and lifestyle changes.
However, Schillinger et al. [25] suggest that health literacy is a marker for other
factors influencing health status, including education level, ethnicity, and
socioeconomic status.

4. Behavioural and lifestyle changes

Research has suggested that chronic disease progression and/or related risk factors
can be modified or prevented by adopting lifestyle behavior changes such as diet,
exercise and physical activity [45-47]. However, debate remains as to the long-term
efficacy of behaviour change interventions outside of the environment of specialist
clinics. To date, the strength of most existing behaviour change theories and models
has been in their ability to explain why certain behaviours occur and to predict certain
health behaviours on the basis of specific cognitive factors. = The Lorig model
recognises that the process by which chronic disease self-management is taught is as
important, if not more important, than the content of the course itself [20, 48-50], and
influences the effectiveness of patient’s ability to make and sustain changes to their
daily routines.
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S. Monitoring

Maintenance of behavioural or lifestyle changes should be considered as part of the
process of learning and emphasised from the beginning of any self-management
course, as maintenance is an integral component of self-management, not an endpoint
following an educational intervention [51]. Improving adherence, in the broadest
sense of participating fully in treatment regimes and programs including self-
management, is considered by some to be the single most important factor in
improving population health outcomes [14]. Donaldson (2001) considers that the
“key [to self-management] is the change to the individual’s confidence and belief that
they can indeed take control over their life despite the disease.” This includes
monitoring symptoms and responding to them accordingly, participating in regular
follow-up consultations with health providers, and gaining an understanding of how
ordinary life events and daily stressors affect the experience of the disease. The
rigour required to monitor and maintain health and well-being while coping with a
chronic disease should not be underestimated, and it is common for people to
‘burnout’ after several years of self-management, suggesting that long-term self-
management programs will need to include flexible support systems which can
change over time as patients’ needs change [44].

Section summary

¢ Chronic disease is of increasing concern worldwide, for the increasing burden of disease
and associated health resource and social implications.

¢ The focus of most chronic disease interventions has been on individual behaviour and
lifestyle change, including treatment adherence.

¢ Common components of chronic disease self-management include: informed choice and
patient involvement in decision-making; collaboration between clients and service
providers; lifestyle and behaviour changes particularly diet, smoking and exercise; patient
education and ongoing provider training; medication and adherence to clinical treatments;
development of self-efficacy; and ongoing support from health providers.

¢ Recognising the increasing burden of disease, there is a need for an approach to CCSM
which recognises the larger social context in which people with a chronic condition live
their lives.
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4.2 Evidence of effectiveness of early intervention strategies
and chronic condition self-management programs

The three conditions under consideration in this report, diabetes, asthma, and arthritis,
have differing etiologies and disease trajectories and these differences are reflected in
the literature exploring effectiveness of interventions. = However, there are
commonalities for the treatment of chronic conditions, such as the types of
interventions which are required (e.g. behavioural risk factor modification: diet,
smoking, physical activity) and the goal of reducing hospital stays and clinic visits.
The chart below summarises the nature of the evidence for effective interventions for

the three conditions, as well as their similarities and their differences.

Asthma

Arthritis

Diabetes

Early intervention (ED):

Can identify triggers in adults
but equivocal for children. EI
involves avoidance of triggers,
lifestyle changes, monitoring &
drugs.

CCSM:

* Improved outcomes &
probably reduced costs,
through reduced health
service use (e.g. hospital
admissions)

= For severe asthma, health
benefits may not stretch to
improved morbidity/mortality

= Improved self efficacy from
improved knowledge

Early intervention:
For RA early & assertive

treatment with disease-
modifying antirheumatic drugs
(DMARD:S) is recommended.
Also, weight loss & moderate
exercise for both RA & osteo.

CCSM:

» Improved clinical outcomes &
reduced costs through reduced
health service use

= Improved self efficacy, well
being & pain reduction

Early intervention:
Lifestyle changes can

prevent/delay onset.

CCSM:

= Equivocal results re
glycaemic control and clinical
outcomes

= Improved compliance with
treatment

Commonalities for all conditions

Differences between conditions

= Multifaceted interventions are more effective
than single component interventions (education,
plus self-management skill development)

= Most evidence on effectiveness is short term &

under trial conditions

= Unclear long term maintenance of behavioural

diabetes

= Self efficacy reported for asthma and arthritis

= Pain reduction is specific to arthritis

= Symptom monitoring & action plans reported to
enhance self-management for asthma &

= Reduced costs for asthma and arthritis, through
less use of health care although components of
use differ for each.

changes
= Health benefits of CCSM shown

Early identification/intervention strategies

There are few studies which relate specifically to the effectiveness of detection of risk
factors for chronic disease, although much of the self-management literature refers to
the importance of early detection. Early detection is primarily concerned with the
identification and subsequent modification of (biological) risk factors for chronic
disease through early intervention strategies.
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Arthritis

Studies indicate that initiating treatment with disease modifying antirheumatic drugs
(DMARD) as soon as possible after diagnosis of rheumatoid arthritis produces
significant clinical and functional benefits and appears to retard the progression rate
of erosions. Delaying treatment by as little as 8 or 9 months sets the stage for damage
that cannot be reversed [52-54]. Some researchers suggest that delaying treatment
may be the main contributing factor for poor outcomes [55]. However, others argue
that preliminary assessment is crucial to identify which patients will do better with
rest and mild treatment regimens rather than with aggressive therapies [56].

The importance of early intervention, especially with exercise regimens, for
osteoarthritis and the prevention of osteoporosis, particularly for women, has been
stressed by some researchers [57]. On the other hand, excessive participation in high
impact sports can increase the risk of osteoarthritis [58]. Other risk factors such as
obesity, joint trauma and high-risk occupations point to the conclusion that much pain
and disability from osteoarthritis is, theoretically at least, preventable [59].

Early detection and intervention differ for osteo- and rheumatoid arthritis. In
rheumatoid arthritis it involves serology testing and X-rays for people with a family
predisposition or in whom a clinical pattern is suggestive of the condition.
Immunisation against influenza and pneumonia are recommended for people with RA
given their excess mortality from respiratory and infectious diseases [4]. Early
intervention for osteoarthritis risk factors include control of obesity, modifying
occupational related joint stress and avoiding joint trauma. Weight loss and exercise
are important strategies in the management of osteoarthritis as is the use of anti-
inflammatory drugs [4].

As there is no cure for most types of arthritis, the goals of treatment are to provide
pain relief, increase mobility and improve strength [4].

Asthma

Asthma is a growing problem in Australia and it has been suggested that under-
diagnosis and consequent under-treatment contributes to higher morbidity and
mortality [60]. This points to the importance of early detection and intervention with
regard to triggers/risk factors such as exposure to smoking. Screening for childhood
asthma appears particularly important  [61], although the difficulty of defining
asthma means that it is possible that asthma is over-diagnosed in children who are
experiencing normal, self-correcting developmental respiratory conditions [62].
Regular screening in the workplace may also assist adults who are exposed to
occupational risks for asthma, allowing those who are affected to be removed from
exposure to prevent further development of the condition [63].
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In addition to early diagnosis and identification of triggers, early intervention and
management of asthma for both children and adults involves medication for acute
attacks and ongoing management of the condition. This includes identification and
avoidance of triggers, other self-management strategies (monitoring lung function,
medication use, a healthy diet and regular exercise), and regular medical consultations

[4].

Diabetes

Evidence (cited in [64] ) suggests that screening for high risk populations has a lower
cost per case detected than screening opportunistically. [65] High risk groups for
prevention and early intervention include people with impaired glucose tolerance
(IGT) or gestational diabetes and those with other risk factors such as obesity and
physical inactivity [8]. Early detection through screening of high risk groups is
important because type 2 diabetes can remain asymptomatic for some time and
complications may set in before the diagnosis is made. Early diagnosis and the control
of blood sugar levels can delay the onset and progression of many diabetes related
complications. In addition, early and aggressive treatment of risk factors such as
hyptertension, hyperlipidaemia, and elevated albumin which may be present before a
clinical presentation of diabetes, can delay the development of the disease [66].
Recognising that there is a continuum from minimal changes to impaired glucose
tolerance to the development of diabetes [67], regular recall and monitoring may
provide population health benefits by influencing health promoting behaviours [68].

There is Level 2 evidence that weight loss, healthy diet and physical activity in high
risk groups can prevent or delay the onset of diabetes [8, 69]. Management of
diabetes involves a combination of patient education, self-management and
continuing support [4]. Pan et al. [70] found a reduction in the incidence of diabetes
over a six-year period due to changes in diet and exercise, while Tuomilehto et al.[71]
reported a 58% reduction in diabetes risk due to changes in lifestyle and the use of
individualised counselling.

Dagogo-Jack [72] proposes ten strategies for primary care to prevent or reduce the
development of diabetes, including provider education, patient education, risk factor
reduction and surveillance, and goal setting. Several authors [73, 74] suggest that
involving not only the family but the community is essential to change dietary and
lifestyle patterns which can lead to diabetes; this can be of particular importance to
children in high risk families or population groups in order to prevent or delay the
onset of diabetes. Regular surveillance for microvascular complications and CVD
risk reduction is a priority for newly-diagnosed people as it may prevent more serious
complications from developing [67, 72]. This is particularly true for type 2 diabetes
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in young people [73, 75, 76], where the development of poor eating and lifestyle
habits in childhood may have consequences later in life.

Chronic condition self-management

Chronic condition self-management programs have demonstrated significant health
benefits for diabetes [77], asthma [78], arthritis [79], and a heterogenous group of
patients with a variety of chronic conditions [20, 36]. There is also evidence of the
potential of well-designed CCSM programs to reduce health care use [22, 36, 50, 80,
81]. Collaboration between practitioners and patients, targeted goal setting, training
and support, and follow-up have been identified as key elements to a successful
CCSM program [82, 83], with an emphasis on evidence-based outcomes [84].
Symptom action plans and ongoing monitoring increase self-management practices
such as preventative action and are widely recommended for asthma and diabetes
[85, 86].

However, there are gaps in the literature with regard to methodology, definitions, and
outcome measures which make it difficult to assess effectiveness of interventions
outside of the study environment, with functional outcomes most often measured in
place of clinical outcomes [87]. Weingarten et al’s (2002) meta-analysis of 118
chronic disease management programs found that patient education (materials and
instructions), reminders (prompts to perform specific tasks) and financial incentives
(direct monetary payments, discounts or services for achieving specific goals) were all
associated in improvements in disease control. However, the authors comment that
the wide variety and number of interventions makes it difficult to compare
interventions and assess the relative contribution of each intervention [88]. Eakin et
al [89] propose an evaluation of efficacy under the domains of physiological,
behavioural, psychosocial, knowledge, and other, recognising the difficulty of
assessing outcomes from studies using varying outcomes measures. Moreover the
long term evidence on the effectiveness of CCSM programs is unclear. This lack of
evidence for maintenance of behaviour changes suggests that there may be important
differences in the processes that govern initiation and maintenance of behaviour [90].

Arthritis

Self-management programs are underused by health providers for arthritis [91]
although they are available and can improve quality of life while delaying disability.
An Australian self-management program reported increased knowledge and
satisfaction among patients using an arthritis program although there were no
significant changes in levels of pain, disability, or self-efficacy [48], while a British
program found noticeable improvements in self-efficacy, psychological well-being,
reduction in clinic visits, and reduction in pain which were maintained at 12-month
follow-up [92]. Bodenheimer et al [18] concluded that self-management education
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can improve clinical outcomes. However, as with asthma, evidence of long-term
benefits is equivocal [93] and it is unclear which interventions are more effective than
others for particular forms of arthritis [94, 95].

Asthma

Many studies and reviews of asthma self-management programs are inconclusive.
The Grampian study found that there were no significant differences in the
effectiveness of routine self-monitoring as opposed to conventional monitoring
processes [96]. The authors suggest that while prescribing peak flow meters and
giving self-management guidelines to patients with severe asthma may provide
benefits it is unlikely to improve mortality or morbidity amongst those with mild to
moderate asthma. However, this may depend on the type of patient education
provided: a study involving personalised booklets show some improvement in terms
of reduced hospital admissions and improved quality of life [97]. Another study found
the use of a ‘credit card’ asthma self-management plan reduced the need for acute
medical services [98]. A more recent study [99] found that, if peak flow monitoring
was combined with written action plans and regular contact with health practitioners
to reinforce self-management, airway reactivity was improved and use of health
services was reduced. Guided self-management programs may be more cost-effective
[78], increase knowledge of asthma among patients [100] and lead to greater self-
efficacy [101].

One review has shown that patient education programs, especially for young people,
can improve lung function, self-efficacy, and reduce school absenteeism, number of
days of restricted activity, and number of visits to the emergency department [81].
However, a review of adult asthma programs concluded that critical characteristics of
education programs are often not adequately described, making it difficult to assess
what strategies or components of programs are most effective [102].

Diabetes

A number of studies and strategic reviews highlight inconsistent results of many
patient education programs and the difficulty of maintaining behaviour and lifestyle
changes over time [103-105]. In their review, Renders et al [68] suggest that
multifaceted professional interventions can enhance the performance of health
professionals in managing patients with diabetes, and that the addition of patient-
oriented interventions can lead to improved patient health outcomes. Although much
research has been conducted with young people, the elderly also have special
considerations and it may be that older adults in particular need targeted education
and individualised programs [106]. Griffin & Kinmonth [107] have shown that
including a systematic follow-up system within general practice provides the same
quality of care as hospital follow-up, however the evidence is weak.
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A systematic review by Norris et al (2001) of 72 randomised controlled trials of
diabetes self-management education concluded that education interventions that
consisted of multiple education sessions over time, with active participation of
patients generally showed better short term outcomes; as opposed to single didactic
interventions, which were ineffective. For those few studies which had long term
follow up (i.e. longer than 1 year) the results were mixed; with positive studies either
associated with intensive interventions or a high attrition rate, leaving only a small
group at follow up. Few studies examined health service utilisation and no studies
undertook cost benefit analysis [108].

Section summary

+ Early intervention for these three chronic conditions emphasises risk factor monitoring,
behaviour and lifestyle modification, and patient education and self-monitoring — for
asthma, triggers for attacks; for arthritis, the onset of pain; for diabetes, monitoring of
glucose levels.

¢ CCSM research emphasises patient education and self-monitoring, however, there is a lack
of consistency with regard to what each entails, and difficulty in measuring effectiveness.

¢ CCSM programs show improvements in health benefits, measured by clinical factors
(blood glucose levels, asthma readings, reduction in arthritis pain) but it is not always
clear which intervention has been most successful.
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4.3 Effectiveness of chronic condition self-management
programs for disadvantaged groups

While the evidence suggests that self-management programs within the general
population are effective to at least some extent, the experiences of some
disadvantaged groups points to the difficulties of providing services which are
accessible and appropriate for a wide diversity of needs. The importance of
organisational aspects of care such as multi-disciplinary teams, provider-client
partnerships, culturally appropriate education tools, individualised treatment plans,
and greater interaction with the community have been highlighted as aspects which
might improve access to care by disadvantaged groups [109], [110], [111] and [112].

The literature review identified 35 articles which were a mixture of qualitative and
quantitative research studies and literature reviews/opinion pieces on the effectiveness
of self-management strategies primarily for the three conditions and selected
population sub-groups. The majority of studies were conducted in the United States
(19), with ten Australian studies and the remainder from New Zealand (3), the United
Kingdom (2), and Canada (1). Most of the evidence from these studies is classified as
Level 5 evidence, as per the following table, demonstrating the difficulty of measuring
many of the cultural, socioeconomic and psychosocial factors impacting upon the
provision of health services to disadvantaged populations.

Evidence Levels" Articles
Level I: Systematic review of all relevant RCTs 0
Level 2: Properly designed RCTs 5
Level 3: Well designed pseudo RCTs/comparative studies with controls 1
Level 4: Case studies, either post-test or pre-test/post test 5
Level 5: Expert opinion papers/descriptive studies 24

i1 evels 1-4 evidence levels based on NHMRC definitions [113]. Level 5 evidence based on definition
from RACGP [114..]
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Summary of CCSM approaches

A range of CCSM approaches operating at a number of levels were identified from
the literature. These are categorised in the following box.

Patient education & training

¢ Focus: 1:1, with carers/families, small groups

¢ Approaches: Counselling, motivational interviewing, skills development
¢ Delivered by: Peers, health professionals

¢ Settings: Clinical, community

¢ Delivery mode: Face to face, telephone, computer assisted

¢ Tools: Action plans, diaries, written/audiovisual materials
Community-based support groups

¢ Focus: Single/multiple conditions

¢ Approaches: Time limited/ongoing, formal/informal structure

¢ Delivered by: Trained personnel, group members

¢ Settings: Community

Provider focussed

¢ Focus: Education, training, ongoing support

¢ Tools: Clinical guidelines, educational resources
Arthritis

There have been a number of studies examining attitudes, beliefs and self-
management practices for people with arthritis in different disadvantaged population
groups, including rural residents in the UK [115] where locally-based Lorig education
programs for rural residents showed similar results to those for urban dwellers; as
well as distinct ethnic groups including American Indians [116], Chinese-speaking
Canadians [117], African Americans [118, 119] and Hispanic Americans [50].
Ethnicity and associated health beliefs were found to be important influences on the
recognition and understanding of arthritis, as well as on the choice of self-care
strategies which were used. American Indians were found to use a range of words to
describe their arthritis which may not reflect the extent of pain or disability actually
experienced, understating their symptoms [120]; in addition, beliefs about the nature
of arthritis may effect the uptake of coping strategies or medical interventions [116].
Older African American women were found to have low levels of physical activity
and higher morbidity than the general population, possibly due to cultural or social
beliefs such as the value of rest and attitudes towards the body [121].

Zhang and Verhoef (2002) conducted in-depth interviews with Chinese immigrants in
Canada and found that beliefs regarding Chinese and Western medical systems
influenced patients’ choices regarding treatment and their beliefs about efficacy. For
instance, Chinese immigrants tended to choose Chinese medicine for treatment of
chronic disease rather than Western medicine, seeing the latter as better able to treat
acute and short-term problems. However, in Chinese medicine arthritis is not
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considered a serious disease, a belief which also influenced the length of time patients
waited before seeking treatment, their use of self-treatments, and their beliefs about
treatment efficacy. Social networks were important avenues for gaining information
regarding treatments and healers. The authors developed a model which illustrates
the way in which Chinese immigrants will use both Chinese and Western medicine
depending on their perceived needs at the time. In particular, Chinese physicians
were perceived to have a more holistic approach. Zhang and Verhoef concluded that
Western physicians need to take into consideration ethnic cultural beliefs about
medicine and health. It was considered important that physicians used clear
communication and took time to explain treatment or medications with the patient:
“even if lab results fail to show a problem, [the physicians] should still offer an
explanation about the possible disease and the function of any medication being
prescribed. Without clear statements and explanations, Chinese immigrants perceive
physicians as not qualified and have little confidence in them” [117]. The importance
of differing communication patterns between cultures and ethnic groups is often
unrecognised by the health system [122].

The use of complementary medicines for the treatment of pain is widespread, and has
been reported to be highest among suburban sufferers compared to their rural and
urban counterparts in the United States [123], perhaps due to demographic factors
such as age and income. Financial factors were found to influence the uptake of self-
management strategies among older African Americans of low SES [119]. The use of
complementary medicines is more widespread in most ethnic groups than in the
general population [117, 118, 124, 125] and in some ethnic groups there is less faith
in conventional western medicine and surgical therapies [117, 118]. African
American men were shown by Ibrahim et al (2001) to rely more on self-care
treatments and to undergo joint replacement less frequently than their white American
counterparts. In none of the groups was complementary medicine used as a substitute
for medical care, although delay in seeking medical help was found in American
Indian groups [116]. Clearly self-management programs need to be sensitive to and
cognisant of diversity in health beliefs and to use the traditional therapists in
communities as both referral sources and as participants in programs.

Low education was found on the one hand to be associated with less use of
conventional allied therapy modalities in rheumatoid arthritis [126], although it was
not found to be a barrier to achieving good outcomes with formal self-management
programs in Hispanics of low education [50] or elderly African Americans of low
education [119]. Lorig et al.’s study of an arthritis self-management program designed
for an American Hispanic community provides Level 2 evidence suggesting that self-
help management programs are effective in minority groups when information and
materials are provided in the group’s preferred language. In another study, a mail
delivered program was able to achieve good outcomes by ensuring materials were
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tailored to the education level of participants [22]. Lorig et al. (1999a) also suggest
that specific interventions designed for particular community groups (in this instance,
special exercises and information on the American health system) help ensure
sustainable results. The results of this study demonstrated, more importantly, that
self-efficacy was the biggest predictor of sustained pain reduction after one year [50].

The Lorig self-management program concept has been used in a number of countries
and in a variety of settings. It has been reported to be an effective tool for self-
management of arthritis when adapted to the needs of low-income urban older African
American women [119], and with rural residents in England [115]. While the
Challenging Arthritis course in the UK showed no significant different in results
between rural and urban environments, interviews with rural participants suggested
that in order to preserve mobility issues such as viable local transportation, support
networks, and access to services have a heightened importance in rural areas. It
should be noted that the definition of rural differs by country and even by research
program: Barlow et al. in the UK used a definition of a population of 10,000, while
Vallerand et al. (2003:923) in the United States defined rural as “communities with
fewer than 25,000 residents and a population density below 1000 persons per square
mile” The parameters for a definition of rural in Australia are likely to be much
smaller, although the issues of transport, support networks, and access to services,, are
likely to be even greater for rural Australian residents.

Asthma

Poverty has been recognised as a factor influencing asthma, particularly in children,
as it may impact upon a number of risk factors including environmental conditions
[127], education levels and social class [128], and life stresses [129]. One study
reported that predictors for lack of asthma self-management skills were: “less than a
high school education, current smoking, lower median household income and no
history of steroid use” [130] On the basis of interviews with patients attending
emergency departments for acute asthma in the USA, Radeos et al. (2001) conclude
that patients of low income with low education levels are more likely to present at the
emergency department and are less likely to be connected to a primary care provider.
The authors suggest that the emergency department may be the only opportunity to
provide targeted asthma education interventions to this segment of the population.

A UK study looking Birmingham residents of either white European or Indian sub-
continent background, from similar neighbourhoods of high ethnicity and high socio-
economic deprivation, found that while both groups had been provided with
information regarding use of medication delivery tools, fewer of those from the Indian
sub-continent had been provided with more detailed information regarding
medication, trigger factors and symptoms, or peak flow meters [131]. A further
analysis of those of Indian background showed that people who had been born in the
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UK had received more detailed information and demonstrated greater knowledge of
self-management skills. Language barriers for migrants may play an important part in
the management of asthma where the provision of information and the vigilance of
the patient in monitoring their symptoms is crucial [131].

One study concluded that computer-based interventions may be more cost-effective
than written materials with low SES, urban children, if staff time is reduced.
However, in terms of clinical outcomes, both are effective [132]. Nevertheless, a
systematic review of 22 randomised controlled trials on computerised patient
education concluded that while it is a valuable supplement to face-to-face care,
computer-based interventions are not a substitute for patient-GP interactions [133].
There is other evidence that suggests that personal interaction is generally an
important component of effective care, with access to health care providers a first step
for many disadvantaged groups. For instance, pharmacists are a key group in
ensuring quality use of medicines by Arabic and Chinese communities as are
herbalists in Chinese communities [134].

Indigenous communities, as has been noted earlier in this report, in general experience
higher rates of chronic illness, including asthma. A New Zealand program designed
in partnership between an academic medical team and Maori community health
workers demonstrated (Level 4 evidence) a high rate of success in improving health
outcomes and self-management. What is interesting about this program is that the
health outcomes and self-management improvements were sustained after six years
and extended beyond asthma morbidity [135]. The program consisted primarily of
daily symptom diaries, use of peak flow monitors, and an asthma self-management
plan, with follow-up support provided by community health workers. The program
took place within local community centres rather than within a traditional clinic
setting. The six year follow-up study reported by Ratima and his colleagues
demonstrated improved self-management, increased quality of life and participation in
sporting and other recreational activities, and increased community bonds.
Participants reported that taking control of their asthma management had assisted
them to take control of other aspects of their lives, including smoking, use of alcohol,
and management of co-morbidities [135]. Four key benefits of the program were
identified in addition to improved asthma management: ‘“cultural affirmation;
improved access to other health services; a greater sense of control over health; and a
positive impact on the extended family” [135]. The authors conclude that working in
partnership with indigenous communities and designing programs in accordance with
the community’s traditions and in familiar, culturally acceptable locations, may
provide a model for implementing similar programs in other indigenous communities.

A similar conclusion was also reached by a study by Chang et al. within Australian
indigenous communities. This study found that a specialist respiratory service
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delivered in partnership with local indigenous health workers can improve the
management of asthma in indigenous children and improve health outcomes, and the
researchers argued for the incorporation of such partnerships within community-
controlled health services [136].

Access to general primary care within the Australian indigenous community may be
more of a priority than the quality of asthma management provided by the GP [137].
In its report NACCHO & the Chronic Disease Alliance advises that regular
screening for smoking status be undertaken and that smokers be provided with brief
interventions (including education, advice and counselling). They also stress that
these individual focussed strategies need to be complemented by health promotion
programs that focus on tobacco control [69].

While varying rates of asthma have been estimated within indigenous communities
around Australia, a recent study of five Torres Strait communities (which involved a
house-to-house approach for identifying children with asthma) indicated that
prevalence rates were around 20%, higher than in the non-indigenous Australian
community [138]. Higher rates of hospitalisation for asthma for indigenous people
have been reported in Western Australia [139]. The distinct differences between
indigenous communities in demographics, culture, employment and education status,
resources, environment and access to health services make it difficult to estimate a
national prevalence rate for asthma in indigenous communities.

Diabetes

Diabetes management requires highly motivated patients on a sustainable long-term
program [140]. Health literacy is particularly important for diabetes due to the wide
range of complications which may arise. Health literacy has been associated with poor
glycaemic control in American adult populations with diabetes, both English and
Spanish-speaking adults, and is independently associated with socioeconomic status,
educational levels, and ethnicity [25]. In particular, education levels have been
demonstrated to correlate with health outcomes, with patients who had 13 or more
years of education showing greater compliance to treatment regimens than those who
had 12 years or less of education [140]. Those with higher educational attainment
may also have gained higher levels of health literacy and self-efficacy. This
educational differentiation between those with 13 or more years of education and
those with less was also found by Katz [126] for people with arthritis.

Self-efficacy has been shown to have an association with regular blood glucose
monitoring (BGM) among diabetic New Zealanders, across population groups of
Europeans, Maori and Pacific Islanders [141].
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However, more significant barriers to BGM demonstrated in the New Zealand study
were the costs of, and access to, care, for instance in the purchase of glucose strips for
testing, suggesting that those of lower socioeconomic status have more difficulty in
maintaining a regular monitoring regimen. This was particularly true for people of
Maori and Pacific Islander background, and Zgibor and Simmons (2002) suggest that
the development of specific recommendations on self-management supports for
people experiencing financial or access difficulties might assist people to continue
monitoring practices. Hunt et al [27] in their study of Mexican American patient
perceptions and assessments of self care behaviour also found that limited economic
resources influenced patient treatment as well as lifestyle choices (for e.g. the cost of
blood glucose monitoring strips and medications; the difficulties in following dietary
recommendations for fresh fruit and vegetables which were more expensive than their
usual purchases; pursuing regular exercise in the face of poverty and/or living in high
crime areas where it is not safe to walk).

Barriers to accessing care also influence health outcomes for patients with diabetes,
and these fall disproportionately on those of low socioeconomic status and ethnic and
indigenous groups. A USA study (Level 2 evidence) on the use of automated
telephone assessments of patients with diabetes and follow up by nurses, improved
health outcomes, primarily by overcoming barriers such as perceived problems in
accessing health services and worries about financial aspects of health care [29, 142].
The automated telephone calls, which were made on a bi-weekly basis to the patients,
asked the patient to record verbally the results of their self-monitored blood glucose
(SMBG) as well as other health status or symptom information. The high level of
participation in the study over twelve months suggests that patients were comfortable
with the system, and that it improved their perceptions of access to and support from
the health system [142]. The results were the same for both English and Spanish
speakers, the latter being provided with telephone texts in their native language.
While the study was designed around structures within the American health system
which are not directly applicable to the Australian context, the results of the study do
suggest that simple measures to improve access to health professionals can positively
influence health outcomes in a cost-effective manner. Piette (2000) suggests that
public health services will need increasingly to consider how to serve a population
with rising levels of chronic disease, through such mechanisms as telephone
consultations to assist people who have difficulties navigating the complexities of the
health system in accessing advice, information and support.

A similar study in the United States (Level 2 evidence) piloted the use of telemedicine
facilities for the provision of diabetes education and showed that distance education
was as effective and acceptable to patients as face-to-face education [143]. The
education program was provided during three consultations with a diabetes nurse and
a diabetes educator, and outcome measures at completion and three months indicated
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that glycaemic control had improved and was sustained. Both of these studies
indicate possibilities for addressing access issues for rural and isolated patients, which
are not cost prohibitive and appear to be acceptable to patients.

A contrasting Australian study explored the effectiveness of diabetes education in the
Hunter Region of NSW and found that there were no significant differences between
those who had received formal diabetes education through a 5-day residential course
and those who had not [144]. The study also revealed a worrying lack of
understanding regarding the disease and its consequences, and a lack of understanding
amongst the sample about what constitutes good glycaemic control; as these results
were shown across urban and rural residents, men and women, and age groups, it
suggests the importance of ongoing evaluation of the effectiveness of education
programs. Lowe and Bowen (1997) did identify single males and those living in rural
areas as groups less likely to have received diabetes education and suggest that the
provision of diabetes information through community pharmacies may be a way of
reaching those who are less likely to attend medical or health facilities.

It may be that the frequency and quality of interaction with health workers impacts on
the success of self-management programs. The provision of a bilingual community
health worker in an American Hispanic community to assist patients to complete a
diabetes education program has shown to have associated improvements in
knowledge and self-care tactics at the end of the program [145]. Likewise, the use of
Aboriginal health workers to run self-management programs for indigenous patients
in Australia has been shown to have benefits in terms of knowledge and self-care
[146].

Von Hofe et al. [122] suggest that effective models for diabetes self-management in
culturally and linguistically diverse populations include culturally specific materials,
make use of relevant cultural beliefs and attitudes in discussing diet and nutrition, and
emphasise individual and community involvement. An Australian study which
examined the diabetes education and knowledge among patients with Type 2 diabetes
demonstrated that education, knowledge and self-management were lowest amongst
the elderly, those not fluent in English, and indigenous Australians [147]. Exposure
to and uptake of education programs and usage of information provided was lowest
for these groups. The authors of this study, conducted in Fremantle where there is a
high population of migrants from Southern Europe, argue for the development of
targeted education programs which are appropriate for the various ethnic communities
and indigenous Australians.

As a final note of caution, Eakin et al. [89] reviewed diabetes self-management
programs for disadvantaged populations and noted that of the four which included
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long-term follow-up there were fewer differences between control and intervention
groups, suggesting that short term differences were not usually sustained.

Table of summary of research findings for each condition

Condition | Findings

Arthritis = Ethnicity & health beliefs influence understanding of condition, choice of self-
management strategies (SMS) & their efficacy, & greater use of complementary
therapies, as an adjunct to mainstream therapies.

=  Social networks are an important source of information on condition & treatment
options.

=  Health care provider communication skills important in understanding &
appreciation of health beliefs.

= Low education levels and English language skills are not a barrier to good
outcomes provided information & materials are tailored to address these issues

=  Self efficacy is the biggest predictor of pain reduction.

Asthma = Low education & income levels are predictors less effective SMS.

= Differences in information & education provided to English speaking versus non
English speaking people / or for those who speak English as a 2" language.

= Involvement of local communities/bilingual/indigenous health workers is
effective in improving knowledge and self-management strategies.

=  Personal interaction between provider and clients/patient is an important
component of care, especially in early stages.

Diabetes = Health literacy is important for effective self-management — low literacy &
education levels associated with poor glycaemic control & less adherence to
treatment.

=  Self efficacy is associated with regular blood glucose monitoring.

= Involvement of local communities/bilingual/indigenous health workers is
effective in improving knowledge and self-management strategies.

= Cost barriers associated with self-management (eg blood glucose
monitoring/access to healthy food).

= Patient education as a single strategy not effective.

=  Automated telephone assessment, with nurse follow up and telemedicine
overcome barriers to accessing care and education and improve health outcomes.

=  Health benefits not sustained over time.
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Section summary

+ For disadvantaged groups, organisational aspects of the structure of health care at the local
and regional level may need to be addressed first, such as use of multi-disciplinary (and
multi-lingual) teams, time for the development of patient-provider relationships,
development of culturally specific materials, and community involvement.

+ Condition specific issues such as the provision of information, access to and monitoring of
medication, and on-going support need to be provided in a culturally appropriate manner.

+ Health beliefs and self-efficacy issues may impact upon the perceived need for health
services amongst disadvantaged groups, the choice and uptake of self- management
strategies, and understanding of health.

+ The financial costs of maintaining self-management treatment and lifestyle strategies are a
particular constraint for people with diabetes.

¢ The most effective CCSM programs appear to be those with a high level of provider
involvement or access to providers through follow-up (even by telephone or
telemedicine); those which are developed in partnership with culturally acceptable health
workers from within the particular community; and those which provide information in
language tailored to the recipient’s education and health literacy comprehension levels,
and in the primary language for migrants.
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4.4 Do disadvantaged people access chronic condition self-
management programs? If not, why not - some case studies

Research shows that disadvantaged groups do access self-management programs, but
there are questions regarding the efficacy of generic programs for disadvantaged
groups, and the need for targeted programs which address the barriers to accessing
care. A recent Australian review into participation in CCSM programs found that
despite marketing the course, people from disadvantaged backgrounds were less
likely to participate [148]; thus reinforcing the evidence that generic programs have
the potential to increase inequities in health. It has been suggested that addressing
health inequalities in Australia requires commitment to five strategies at the policy
level: “better data on inequalities, appropriate use of data, greater investment in
prevention, local or regional initiatives to improve coordination, and funding
mechanisms” [149].

SHCI Case Study: South Western Sydney

The project is based in an outer urban area characterised by
large pockets of socioeconomic disadvantage and an
ethnically diverse population.

A crucial aspect in enabling access to the program has been the
recruitment of an Arabic-speaking community development worker
who has had prior experience with the Arabic groups being targeted
and who has developed trusting relationships with these groups.
While the 6 week education/support program has been well
attended; there are concerns that the most disadvantaged groups
have not participated & that this may unintentionally contribute to
widening health disparities.

Other demands on primary health care nurses have also meant that
it cannot be assumed that this workforce has the capacity to sustain
their involvement in the longer term.

Issues influencing access to health care services

There are many barriers to health care for disadvantaged groups and, in particular, to
the effective uptake of self-management programs. Some of the barriers include
geographical access [150], availability of culturally appropriate education programs
[122] or adequately resourced Aboriginal Community Controlled Health Services
[151], lack of education [152], financial concerns [153], availability of interpreters
[24] and other language barriers [134], and lack of relevant training for health

iii

providers working with disadvantaged groups [122]™.

i Training in motivational interviewing as well as in counselling and coaching techniques as part of
client empowerment approaches were identified as needs by ‘The Good Life Club’ project. Additional
issues included provision of on-going support to providers for the implementation and sustainability of
these new techniques as well as ways of interacting with clients.
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Poverty and time orientation seem to be consistent barriers across racial, cultural and
ethnic boundaries. “Poverty often forces people into a present time orientation, as the
survival needs of the present become more important than looking to the past or the
future. People in this situation are less likely to take preventative medications if the
medication is expensive and they feel well.” [154]

Health literacy

People with low health literacy have a poorer knowledge of asthma and poor

adherence to management guidelines [23], increased risk of hospital admissions [24,

155], and a disproportionate burden of diabetes-related problems [25]. Health literacy

has been defined as “the achievement of the cognitive and social skills that determine

the motivation and ability of individuals to gain access to, understand and use

information in ways that promote and maintain good health” [40]. Different types of

literacy may be necessary in order to navigate the health care system and to manage

chronic conditions effectively. Nutbeam [43] uses Freebody and Luke’s three-fold

classification of literacy based on the capabilities which it confers:

¢ “Basic/functional literacy — sufficient basic skills in reading and writing to be able
to function effectively in everyday situations...;

¢ Communicative/interactive literacy — more advanced cognitive and literacy skills
which, together with social skills, case be used to actively participate in everyday
activities, to extract information and derive meaning from different forms of
communication, and to apply new information to changing circumstances; and

¢ Critical literacy — more advanced cognitive skills which, together with social
skills, can be applied to critically analyse information, and to use this information
to exert greater control over life events and situations.” [43].

Such a schemata recognises that people will differ in their ability to take in and
process information about their health and about ways of managing their chronic
condition. Inadequate health literacy has been independently associated with lower
levels of chronic disease maintenance [25]. Low levels of literacy can be difficult to
assess as people with literacy problems often hide their lack of ability from others
[40]. The disparity in education levels which influence literacy (and it should be
noted that this relationship is symbiotic: literacy levels can also influence educational
attainment) can lead to an increased gap between patients who are well-educated and
assertive in their relations with providers, and those who are unable to do so. Katz
[126] focused on individuals with rheumatoid arthritis and a range of different
educational levels, and found that “the association between education and
performance of self-care activities was not linear”, but concluded that “low education
should not be viewed as the cause of increased morbidity and mortality, but as a proxy
for a constellation of factors responsible for poor health outcomes.” Nutbeam (2000)
suggests that the relationship between education (in particular, literacy skills) and
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health is such that alliances between the sectors at the policy level as well as the local
level should be considered to develop the levels of patient empowerment necessary
for effective self-management.

Patient-related barriers such as a poor understanding of the need for treatment,
insufficient confidence in the clinician or medication, psychological problems, or low
motivation for behaviour change [156] may also impact upon an individual seeking
treatment, or they may delay treatment until it requires acute medical care. Education
appears to be a significant factor, with less educated individuals more likely to rely on
clinicians to make management decisions for them than to self-manage [153].

Psychosocial factors

Glasgow et al [28] found that two psychosocial barriers which influence levels of self-
management and quality of life are low self-efficacy and low levels of family social
support. Fear or distress concerning the disease and its complications, depression and
health beliefs also impact upon self-management.

A recently published literature review identified a number of patient and physician
barriers to patients’ ability to be active participants in decision making. Factors
influencing patients’ unwillingness to actively engage are thought to include their
feelings of intimidation about the complexity of choices, their anxieties about making
the right choice, and their unfamiliarity with the concept of formally weighing costs
and benefits. This lack of confidence can lead to patient’s adopting a passive role,
surrendering decision-making to the experts [38]. This is supported by Australian
commentary from a prominent consumer advocate, who suggests that not all patients
seek to be assertive and highly literate with regard to their illness, and that developing
patient/provider relationships of trust and respect is the primary goal rather than
developing more assertive patients [157]. Hibbard (2003) also cites a study by Roter
et al on physician behaviour that involved audio-taping 46 physician-patient
encounters. The analysis revealed that most information related to biomedical issues,
that patient initiated talk and exchange on psychosocial issues was minimal, and that
the physician’s values and judgements tended to determine the treatment choice.
These finding suggest that there are considerable challenges in implementing CCSM
approaches that are patient centred and empowering and embedding these
participatory approaches in every day practice. This has implications for practitioner
training and education in communication skills and also for the way practices operate.

A patient-centred approach may improve patients’ experience of care within
consultations and programs [158], and patient participation in health care can improve
compliance with self-management regimens. Successful interventions may include
culturally and linguistically appropriate approaches, improved communications
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(including the use of interpreters), and involving the community [109]. Individual
motivation and functional ability are also factors in adherence to treatment [159], as
are educational programs which focus on empowerment and address psycho-social
components of health [160].

Culturally and linguistically diverse populations

Language can be a significant barrier to high quality health care and a risk factor for
medication mismanagement. Language has been found to be a major barrier
regardless of length of residency [134]. Significant positive associations have been
shown between asthma knowledge and only speaking English, and non-significant
positive associations with being born in Australia [161]. This correlates with a British
study showing different self-management skills between UK-born and non-UK born
participants within an ethnic population [131].

Culturally-specific treatments such as traditional Chinese medicine may be the first
point of health care for migrants and people might delay seeking treatment from the
biomedical health care system; however, attributing health beliefs solely to culture
can be misleading, as a number of sociological attributes may contribute to the
development of health beliefs [154].

Ashley [110] points out that some tasks associated with self-management include both
abstract and concrete thinking, and that these tasks can be more difficult when they
involve first making the judgement in one’s native language (i.e. assessment of pain
levels) and then translating that judgement into English. The experience of
developing a Lorig course for Polish speakers in Tasmania demonstrated that while
the course can be effective for CALD participants, it required a substantial resource
investment in preparation and translation in order to make materials written in English
accessible to non-native speakers [110].

Language issues including the availability of interpreters [24] and the cultural
relevance of educational materials can also influence patients’ capacity to develop
health literacy and knowledge regarding self-management.

Hunt et al [27] conducted a qualitative study contrasting patient and practitioner
perspectives among low income, low education and mostly unemployed Mexican
Americans with type 2 diabetes. They concluded that differences in patient and
practitioner perspectives regarding the illness and its requirements led to different
approaches to treatment, including adherence and confidence in the other party. Key
factors influencing patients’ choices included the belief in the power of medication;
the desire to feel and act normal and to avoid physical symptoms; and limited
economic resources. The authors recommended that for groups experiencing
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significant levels of disadvantage, enhancing self care requires a multi-pronged
approach including the following: paying attention to strategies to minimise costs,
using patient empowerment strategies to assist patients to make optimal choices,
incorporating open dialogue concerning ways in which patients are responding to
their condition (with the assumption that there is a clear logic underlying self-care
behaviour), and tailoring interventions to enable exploration of roles and social
conflicts.

SHCI Case Study: The Good Life Club

This project targets Chinese people with CVD & diabetes
& involves 1:1 telephone counselling & a social
support/education club.

Training of & ongoing support for health professionals in
telephone counselling & motivational techniques has been an
important component. Capacity issues are impacting on the
program: the limited number of bilingual workers restricts
access to telephone counselling for Chinese speaking clients.
This is also an issue for the Good Life Club, where Chinese
interpreters are required. It has required considerable
resources to develop language appropriate materials and
provide interpreters. In response to these challenges, a
recent initiative has been to collaborate with Australian
Chinese Health Foundation.

Indigenous populations

An obstacle to the improved health status of Aboriginal and Torres Strait Islander

peoples has been their poor access to appropriate health services, including PHC

services. Barriers include:

+ the lack of provision of PHC services particularly in rural and remote areas;

¢ poor linkages (both horizontal and vertical) between the different parts of the
health system;

*

lack of a population health focus;

*

poverty, which limits access to private health services, including fee-for-service
general practitioners;

¢ cultural and social factors, such as cultural misunderstandings, poor
communication and discrimination. [162]

Patient perceptions about their condition, including an underestimation of its severity,
can affect uptake of services as well as the progression of disease.” In indigenous
groups this can contribute to higher prevalence rates, for instance with asthma, than in
the non-indigenous population [163-165]. It should also be noted that there may be

¥ Interview with Robyn Mobbs, NT Indigenous SHCI demonstration project
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an underestimation of the use of health services by Aboriginal people, due to
discrepancies in information recording at the point of access [166].

The personal resources of an individual include social support and community
connectedness, which are important concepts in indigenous communities. Aboriginal
understandings of health and illness include an holistic approach [69]. The
involvement of family members and the community is crucial in maintaining lifestyle
changes and preventing complications from diabetes [122, 167].

 Culture and tradition are pre-determinants to the introduction of the concept of self-
management in indigenous communities and recognition of these pre-determinants can be
utilised to influence the delivery of western medical solutions to chronic disease problems
and the enhancement of health and well-being in a cross-cultural environment. Working
within the traditional and cultural frameworks within a community instead of pulling an
individual and family into a different unfamiliar social and cultural direction, opens
communication between patients and service providers increasing a patient’s capacity to
self-manage.”’[168]

Providing appropriate and relevant information requires awareness of appropriate
language groups, as English is often a second or third language in rural indigenous
communities [138, 169]. This is just one reason why Aboriginal health workers are
best placed to provide self-management education, encouragement and support to
indigenous communities, and should be part of any multi-disciplinary team
considering self-management programs [167]. Provision of self-management should
include a life skills component, such as budgeting and cooking, as these have an
impact upon diet and nutrition [170]. Aboriginal health workers have been described
as the ‘“Praetorian Guard” of the Aboriginal Community Controlled Health
Organisations [169], for their ability to mediate across indigenous and western
cultures.

It has been suggested that a successful self-management program for indigenous
communities should include the following components:

+ Aboriginal health workers to take on a role of self-management coordination;

links with existing health promotion programs;

evaluation and quality tools which are appropriate to indigenous communities;
continuing evaluation and clinical audit;

* & o o

ongoing training and education for health providers in chronic disease self-
management;

+ a multi-disciplinary approach which includes primary care practitioners and allied
health providers. [146]

The above findings reinforce the importance of access to culturally appropriate PHC
services, as represented by Aboriginal Community Controlled Health Services. These
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services improve access to health services for indigenous communities for reasons

that include:

¢ local community ownership and control of the service;

+ flexible and responsive service delivery, including the provision of outreach
Services;

+ integrated and holistic service delivery through PHC approaches;

¢ cultural appropriateness of services, including information and education, that

cater to the social and cultural needs of indigenous peoples in ways that are
sensitive and inclusive. [171].

SHCI Case Study: The Katherine West Health Board,
Indigenous Project

This project involves 4 remote communities in central
Australia.

The model being used is underpinned by a community
empowerment philosophy and involves two stages: community
engagement and decision making (which takes on average 4-5
months); and 1:1 collaborative relationships between provider
and patient, using goal setting approaches. Support groups are
also being established in each community to support the
program. Genuine community decision-making has been critical
to get right before moving onto Stage 2. The Aboriginal
community support workers have also been essential to the
program’s success and participation.

Challenges include the scarcity of additional support services &
resources; lack of experience amongst heath professionals in
community development approaches; and community attitudes
towards chronic illness.

Rural
Specific factors affecting rural communities include the distance required to travel to

health and medical services, access to information, transport costs, and lack of
provider/service choice [150].

Although it appears that rural communities have not been disadvantaged with regard
to uptake of the EPC items by GPs, with rural uptake of health assessments 36%
higher than urban uptake per full time GP [172], this is clearly not true of all areas and
it is difficult to generalise about health access needs for rural and remote
communities. Rural areas are not homogeneous, nor is access and availability to
health services; health provision for rural indigenous communities may be far less
than that provided to non-indigenous communities [172].
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SHCI Case Study: Healthpartners (WA)
This project targets people from low SES backgrounds and
is focussed on healthy living.

The program explicitly recognises the influence of the social
determinants of health on the capacity of clients to self manage,
and the social and economic barriers they face in their daily lives
that need to be addressed before they can focus on their health.
An appreciation of the difficulties disadvantaged groups face in
navigating the health and welfare systems was the basis for
using facilitators to assist and support clients to access other
services. The need to continually appreciate that clients come
into the program for a range of reasons and varied commitment
to change their lifestyle behaviours has reinforced the
importance of using the ‘Stages of Change’ approach in goal
setting and action plans.

Socioeconomically disadvantaged populations

The financial impacts of chronic illness disproportionately affect those of a low
socioeconomic status. Concerns about costs of medications or treatment and
implementing lifestyle changes may impact upon people’s capacity to self-manage
[153]; [27]. Programs targeting communities of significant SES disadvantage must
take into account access to services and associated costs such as medications,
nebulisers, and so forth. As an example, a greater degree of socioeconomic
disadvantage has been reported in the slow-onset asthma group, with a greater number
of hospital admissions, emergency department and GP visits, both urgent and usual,
and a greater number of adverse psychological and behavioural effects in the event of
an attack [173]. A high proportion of asthma sufferers in New Zealand reported that
they would not call emergency services in the event of a slow-onset attack, indicating
that “slowly developing attacks over a number of days are particularly prone to being
inadequately managed and are therefore potentially more hazardous” [174]. Refer also
to section 4.3 on diabetes for findings regarding financial impediments to self-
management strategies.

“..... we are trying to reach those in the community who are probably the most difficult to
reach, those who have to get by on modest to minimal incomes, who are often isolated and
have to confront their own ill-health, and must cope as best they can where the community

support system seems to be already overburdened. We are using all available avenues to
reach out and invite in to the program, those who would normally be invisible.” [175]
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Summary of issues influencing access to CCSM interventions for

disadvantaged groups

Arthritis Asthma Diabetes
CALD = Health beliefs can = Language barriers = Access to bilingual
mean symptoms are = Use of pharmacists for health workers &
underestimated information & advice culturally relevant
= Greater use of & information, (e.g. diet
respect for traditional and nutrition) important
therapies
Indigenous = Little research in this = Access to culturally = Use of Aboriginal health
area appropriate PHC workers
services important = Teaching of life skills,
i.e. budgeting & cooking
Low SES = Greater reliance on = Poverty & = Information that is
self-care & environmental triggers responsive to varying
complementary = Health literacy & self- literacy levels
remedies management capacity | ® Support for diet &
= Lower uptake of = Costs of medications lifestyle modification
services * Costs of implementing
& sustaining SMS
Rural/remote = Access to services, = Access to services, = Access to services
particularly early particularly in = Access to fresh and
detection emergencies healthy food

Barriers or challenges and facilitators identified by informants from

the SHCI demonstration projects

Barriers or challenges

Facilitators

= Lack of availability of specialist & support services.

= Lack of capacity within general practice to engage
in multidisciplinary care planning & coordination.

= Lack of capacity within State-funded PHC services.

= Formal 6 week group courses not appropriate for
people not used to participating in such groups.

= Lack of transport to participate in groups,
compounded by problems of reduced mobility.

= Lack of access to bilingual staff and culturally and
linguistically appropriate resources and services.

= Other more pressing concerns that are a greater
priority than improving physical health e.g.
domestic, financial stressors. This impacts on both
capacity and motivation.

= Locally based peer support groups that
operate on a community development
model.

Trained bilingual workers & interpreters.

Training indigenous workers.

= Use of workers who have pre-existing
relationships with clients/carers (especially
those where trust has developed) and also
with GPs.

= Engagement of local community networks

important for legitimacy of interventions,

for provision of social support and for

sustainability of interventions.
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Section summary

¢ Many barriers to effective uptake of self-management programs have been identified
which are common across groups and conditions.

+ Health system issues include lack of availability of specialist and support services, lack of
capacity within general practice & other parts of PHC.

+ Patient/client related issues include health literacy, lack of motivation and competing
pressures, health beliefs, psychosocial factors including self-efficacy and lack of social
support.

+ Enablers include provision of racially, culturally & linguistically appropriate services &
resource materials, enhanced availability of services, ongoing training & support of
providers, cost subsidies for treatment, services & equipment; interventions that are
patient-centred, recognise & address psycho/social issues, engage carers/families &
promote community involvement.
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5.1 Introduction

An ageing population, increasing prevalence of behavioural risk factors, and advances
in treatment are increasing the prevalence of complex and chronic health conditions
which in Australia, as in many other industrialised countries, are making a major
contribution to the burden of disease. This burden of disease is shared unequally for
many conditions with higher levels of disability, morbidity and mortality amongst
groups in the community that experience disadvantage; whether this be by socio-
economic status, location (rural/remote), ethnicity, Aboriginality or an interplay of a
number of these factors. Primary care settings are a major focus for the management
of chronic conditions. Over the last decade in particular there have been a number of
Australia-wide initiatives that have aimed to improve the prevention (both primary
prevention and the early detection of and intervention for potentially avoidable risk
factors) and management of chronic conditions, including the development of the
SNAP framework, the Coordinated Care Trials, EPC, and the Sharing Health Care
Initiative with its focus on improving self-management. Improved management of
chronic conditions has also featured in state initiatives, and most of the first round of
bilateral agreements between the Australian government and state governments
include objectives and initiatives to improve integration across and within primary
health care services, especially in relation to diabetes and to a lesser extent, asthma.
[176]

Central to the discussion of CCSM is understanding how chronic conditions are
experienced by consumers and how they permeates the whole of life. These lived
experiences include making significant life-style changes, the impact on family and
employment, often involves substantial commitment by the carer, contains elements
of uncertainty regarding future needs and recurrence, may fluctuate, be episodic and
progressive, may be life threatening, and require ongoing, time-consuming and
complex management. [177]
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5.2 Evidence of effectiveness chronic condition self-
management programs and early intervention strategies

CCSM programs
From the literature the major components of CCSM programs that can be identified
are:
¢ Partnership or collaboration between the patient and the health service provider.
¢ Education with a focus on the patient developing self-management skills.
¢ Informed choice and involvement in decision-making through an understanding by
the patient of the options and consequences. Adherence to medication and
treatment regimes are also assumed by health professionals to be a central aspect
of this element.
¢ Behavioural and lifestyle changes, especially in relation to diet, smoking and
physical activity which are common risk factors.
¢ Self-Monitoring of symptoms and physiological measures.

The centrality of the ‘active and empowered patient’ reflects the psychological and
behavioural science theoretical underpinnings. However, there is compelling
international and Australian evidence that the patterns of health inequalities and
greater burden of disease experienced by disadvantaged population sub-groups are as
much, if not more so, a function of upstream social determinants of health as they are
a consequence of individual behaviour and lifestyle. This evidence suggests that early
intervention and CCSM initiatives for disadvantaged groups need to include as an
additional central element:

¢ Community involvement and engagement that recognises the broader social

context in which people live their lives.

There are a number of commonalities for all conditions in relation to the evidence for

the effectiveness of CCSM programs:

¢ The importance of multifaceted CCSM interventions (which incorporate education
PLUS social support, counselling, structural support, strengthening the
capabilities of clients and their carers) is highlighted in a number of systematic
reviews, although it is often not clear which specific component contributes most
to change.

+ The evidence is strongest for short term change under trial conditions.

¢ It is unclear the extent to which the benefits demonstrated in the studies are
maintained over time.

¢ There is evidence of improvements in specific health outcomes, these include
improved self efficacy (for asthma and arthritis), pain reduction (for arthritis),
blood glucose control (for diabetes).
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For asthma and arthritis there is also evidence of reduced costs to the health system.

Early intervention strategies

Much of the literature on early intervention refers to its potential to delay/prevent the

onset of diabetes and rheumatoid arthritis, but through different interventions:

+ For diabetes the major focus is on behavioural and lifestyle changes amongst high
risk groups with impaired glucose tolerance (IGT), or gestational diabetes.

¢ For people with rheumatoid arthritis, high risk groups are those with a family
history or who have a suggestive clinical pattern, and early drug treatment appears
to retard the joint damage.

¢ For asthma, identification of triggers in adults is the major focus for early
intervention, with avoidance being the goal of intervention.

Thus for diabetes and rheumatoid arthritis in particular, the effectiveness of early
intervention requires a primary health system that has the organisational capacity and
systems to support the identification and screening of high risk groups as well as
systems to support therapeutic interventions and lifestyle change programs designed
to reduce behavioural risk factors.

Discussion

The review has thrown up concerns related to the conceptualisation of issues that need
to be addressed. Firstly there is often an assumption that people are not involved in
self-management unless they are exposed to a specific intervention. In reality people
are continually involved in day to day personal self care. [178], as part of their
response to every day living, in order to maintain normal activities and relationships.
The role of current patterns of self care and social support and their contribution to
more formalised interventions need to be better recognised, acknowledged and
strengthened.

Secondly, by focussing on literature related to three specific issues (arthritis, asthma,
and diabetes) some more generic issues may have been missed, in particular the
importance of co-morbidity, especially for disadvantaged groups. This is an important
issue in the current context where the detection and management of chronic
conditions can be vertically organised across the health system with little recognition
that many people, especially in disadvantaged populations, have several conditions.
They are also often living in households that are managing a wide range of acute and
chronic health problems that stretch personal, social and economic resources.
Evidence related to managing multiple, complex health problems associated with
aging, disability and palliation may assist in understanding the challenges of
developing effective and comprehensive early detection/intervention and self-
management strategies for disadvantaged groups.
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Finally, the review has also highlighted some significant gaps in evidence that would

enable the identification of interventions to improve access and outcomes for

disadvantaged groups through early detection/intervention initiatives and self-

management programs:

+ Difficulties in making comparisons between different types of interventions to
identify those interventions (or their components) that are more successful.

*

Little analysis of the impact of interventions for disadvantaged population sub-
groups in systematic reviews.

¢ Limited comprehension of interventions that address known barriers to chronic
condition self-management.

Limited generalisability of research findings from other countries to the

*

Australian context: of the 35 papers reviewed that had a specific focus on
disadvantage, only 10 were Australian.

+ Limitations in the strength of the evidence: most studies on disadvantaged groups
were Level 5 evidence (i.e descriptive studies or expert opinion pieces/literature
reviews).

Despite these limitations, there are a number of factors that have been shown to
contribute to the success of CCSM programs for disadvantaged patients. These
include:

¢ Multi-faceted approaches.

¢ The importance of psychosocial support and working not only with the person with the chronic
condition, but also their carers, families and communities.

¢ Addressing affordability in program design, whereby it presents no barrier to access or take up of
self-management strategies.

¢ Addressing poverty and other environmental issues, such as access to fresh food, through
intersectoral approaches.

¢ Increasing levels of health literacy, and tailoring information and materials.

¢ Understanding the health beliefs and expectations of the groups involved and adapting programs so
that they are sensitive to these beliefs (which include a greater use of complementary therapies as
an adjunct to mainstream therapies).

+ Employing people from the target group including bilingual and indigenous health workers.

¢ Ensuring that language barriers are addressed through the use of interpreters and appropriate
translation of materials.

¢ Improving the communication skills of providers.

¢ Improving access to PHC services and specialist back up and support.
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5.3 Ways forward

Despite the limitations, a number of clear lessons emerge from the review that can
form the basis of a discussion on how health services can work more effectively with
patients, their families and support systems and the community.

The diagram below looks at how the interaction between the patient and their health
care provider needs to be understood in a wider ecological context. The patient needs
to be seen in the context of their family, carers and supporters (including self-help
groups), community and wider society. The health care provider needs to be
understood in the context of the team or setting within which they work, their
immediate organisational structures and the wider health care system. In this model,
increasing the self-efficacy (the belief that they will be able to work together to
successfully undertake self-management) of both the patient and the provider is seen
as key to increasing self-management or to take steps that will enable early

identification.

CONTEXT: CONTEXT:

TEAM/ FAMILY/

SETTING CARERS/
Supply side factors: Demand side factors: SUPPORTERS
Access to Quality Health Patient readiness
Care * Resources

ORGAN- * Resources » Health beliefs

ISATION » Health beliefs = Literacy COMMUNITY
= Literacy = Competing demands
= Competing demands = Self efficacy
= Self efficacy

SYSTEM SOCIETY

Early Identification
strategies.
CCSM programs

l

Better Outcomes

The literature review suggests that the issues to be addressed can be grouped under

five domains:

+ the availability of adequate resources;

+ the beliefs of both patients and health care providers on the causes of the health
problem and action that can be taken to address it;

+ the level of knowledge and skill to take effective action;
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+ other competing demands on their time and resources; and

¢ personal, social, economic and organisational resources that will impact on the

capacity to act.

The following table summarise the issues to be considered for each of these domains

on both the demand and supply side in the development and implementation of

effective and sustainable self-management initiatives for disadvantaged groups.

Supply (health system factors)

Demand (patient factors)

Resources = Availability of & access to quality = Availability of & access to a range of
interventions, research evidence, EBGs, resources including equipment,
practice systems to support ED & medication, food, clothing, money,
CCSM (e.g. patient registers, recall & transport, social & environmental
reminder systems), community supports.
organisations & structures (e.g. support Access to PHC & specialist services.
groups/networks). Access to social support networks.
Availability of PHC & specialist
services.

Health Professionally mediated beliefs about Culturally mediated perceptions about

beliefs health. health.

Attitudes & beliefs about patient held Sources of information about health.
health beliefs.

Availability of culturally relevant

programs, materials, information.

Literacy Access to opportunities to further Literacy levels.
develop competencies in Health literacy.
communication, counselling & patient Problem solving & decision making
centred approaches. skills.

Access to interpreters & bi-
cultural/indigenous health workers.
Knowledge of local community
networks.

Competing Other priorities take over, e.g. hospital Other more pressing issues of poverty,

demands waiting lists, busy general practices, financial, emotional, social crises.
policy directives.

Self efficacy Belief that they will be able to work Self confidence in their capacity to

successfully with the patient.

improve their health.

It is suggested that a two-pronged approach will be required to provide CCSM

programs for disadvantaged groups:

¢ aresponsive health system that embeds early detection/intervention and CCSM as

an integral aspect of patient management within a strengthened PHC system (i.e.

the supply side); and

+ aparallel focus on strengthening and supporting the patient, their carers, families

and the wider community (i.e. the demand side).
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A responsive health system

The primary health care setting is the foremost setting in which the majority of the
people at risk of /who have a chronic condition receive their ongoing care and
support. Primary health care in Australia includes a combination of Australian
Government and state government funded PHC services, as well as community-driven
or locally-initiated self-help groups. Access to more specialised secondary and
tertiary services, whether they be in community or hospital settings are also important
for providers, patients and carers.

However, there are a number of challenges that impact on the capacity of the PHC
sector to implement evidence-based early detection/intervention and CCSM
interventions, not the least of which is the differing Australian Government and state
government responsibilities for PHC and health reform drivers. The current focus of
Australian Government chronic disease initiatives is aimed at improving population
health and reducing the burden of disease through a range of GP-related initiatives.
By contrast the major state-government drivers are to contain costs in the acute sector
through earlier discharge policies and prevention of hospital admissions. This is
impacting on the direction of community-based health services towards responding to
acute health issues and away from early intervention and ongoing care and support for
people with chronic conditions. It is apparent from the experiences of some SHCI
demonstration projects at the service delivery level that these differing drivers and
responsibilities are constraining the capacity of the PHC system as a whole and its
component providers to engage in effective and sustainable CCSM programs.

Strengthening the PHC system requires action at many levels for both universal
responses to chronic disease and also for additional/enhanced initiatives that target
disadvantaged groups. Within primary health care, multi-disciplinary care teams can
be supported, including the involvement of general practice. Clarifying the roles and
responsibilities of especially primary/community health nurses, practice nurses and
specific publicly funded allied health providers (e.g physiotherapists, occupational
therapists and podiatrists) in relation to early detection/intervention and CCSM is also
important. This could be assisted through consideration of incentives and other
supports for state government funded PHC services to increase the involvement of,
and focus on, self-management of people at risk of/with chronic conditions who are
currently in community settings. The involvement of indigenous and ethno-specific
health workers as part of the multi-disciplinary team is important. They have a
significant bridging role between patients, their carers and the health system and are
an important resource. Options for strengthening the PHC system need also to include
Aboriginal Community Controlled Health Services as a matter of priority. Not only
do they provide culturally appropriate services, many (41%) are located in areas that
are classified as remote/very remote [179] and are the only health services provided.
Through their accessibility and comprehensive PHC approach they have the potential
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to provide timely, ongoing and systematic early detection and interventions to prevent
the onset of chronic disease as well as CCSM interventions for their communities.

A number of challenges are thrown up for health service providers in their role as
facilitators of self-management. In part this has to do with what self-management
means, to whom, whose definition prevails and what are the consequences'. Early
intervention and CCSM is predicated upon notions of patient empowerment and
preferences; yet there may be tensions between providers and patients over patient’s
preferences and priorities that do not accord with provider/guideline expectations.
This has implications for the education and training of health workers in the theory
and practice of patient centred approaches and exploration of differing perspectives. A
good start has been made with the programs being offered by Flinders Human
Behaviour and Health Research Unit for the SHCI demonstration projects.

Other challenges include practical concerns such as the extra time needed to build a
relationship based on trust, the reluctance of patients to share preferences if they
consider the health practitioner provider more powerful or knowledgeable, a lack of
health practitioner interpersonal skills, practitioners who may wish to retain power
imbalance [181] and their lack of technical skills and ongoing support for facilitating
and supporting patients in their self—managementVii. It was apparent from the
interviews with SHCI demonstration projects specifically targeting disadvantaged
groups that the skill set required by health practitioners to work in partnership with
patients and their carers, for example in motivational interviewing and counselling, is
different from (and sometimes at odds with) their current set of skills and
competencies. Approaches which involve the patient and are based on genuine
empowerment strategies might assist with effectiveness by building trust and
relationships, and allowing exploration of adherence issues and understanding of
obstacles to care. This might require workforce up-skilling in counselling and
motivational interviewing techniques as well as a commitment to follow-up support
and ongoing training for providers.

Consideration could be given to developing more individualised and flexible
approaches which are sensitive to differing belief systems, health beliefs and personal
capacity issues for disadvantaged groups. There could be an explicit recognition and

" For example, Broom [180.] has identified several contradictions underlying the concept of self-
management that relate to the differing patient/health system perspectives: autonomy vs victim-
blaming, consumer & lived experience vs biomedical expertise/test results, long-term outcomes vs
daily quality of life, patient empowerment vs cost efficiency, consumer responsibility vs provider
control over access to resources.

Y For instance, while CCSM facilitators participated in a two-day motivational interviewing training
program, they also required considerable ongoing support to implement their newly acquired skills.
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consideration of equity issues in design and implementation of interventions through
the use of health equity impact assessments.

In the short term at least health care costs may increase rather than decrease, while
organisational and management systems are put in place, and also that due to the
additional support needs of disadvantaged groups, there will be a need for greater
investment. Systems that enable identification of high-risk patients and assist with
follow-up and support of high risk groups might assist in bringing CCSM into
mainstream health services. Systems to support CCSM include decision supports and
clinical information systems that support quality care. Decision supports include
evidence-based guidelines, protocols and education methods that specifically
incorporate the evidence for disadvantaged groups and shared care protocols that
integrate specialist care and primary care. Recall and reminder systems can be used
to actively support CCSM by identifying specific patients who may require active
follow up and support because of their disadvantage. Clinical information systems can
also facilitate patient care planning and enable information to be shared with patients,
their carers and other providers as part of coordinating care. These systems can also
be used to monitor performance.

The variation in the distribution of primary medical services in remote and rural areas
[182], coupled with a lack of publicly funded allied health professionals and long
waiting lists also requires innovative and flexible models and responses, including the
use of ‘telehealth’ and partnership approaches with other services and agencies.

Strengthening and supporting the patient/carer/community

An important principle of effective CCSM is that it is a partnership approach; indeed
the Australian program enshrines this in its title: Sharing Health Care Initiative.
Implicit in this principle is the recognition that the majority of people are currently
managing their chronic condition to a greater or lesser extent and in this they are
supported by their health care providers and their families/carers. Exceptions are
perhaps homeless people and those with a serious mental illness.

Programs targeting disadvantaged groups should include core components in relation
to strengthening individual/family and communities and focus on creating supportive
environments and developing public policies conducive to health; this may involve
addressing social and environmental concerns which impinge on the well-being of the
community. Family and community level interventions can also support diet, lifestyle
and behaviour changes which can support healthy living. Interventions might include
specific organisational and psychosocial supports, such as subsidies or financial
support for self-management needs (i.e. equipment, medications, transport, etc), and
interpersonal support for the development of self-efficacy and healthy beliefs.
Individuals and communities may work together to find solutions to barriers such as
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accessing transport or facilities.  Lay/peer educators in self-help initiatives are
important community social support resources for facilitating recruitment into CCSM
programs, in building trust and relationships, acting as role models, advocating for the
self help group and so on. Finally the compelling evidence on the importance of
health literacy requires concerted, multilevel and intersectoral approaches to improve
functional and higher literacy levels, and enhance self-management skills and self
confidence.

5.4 Approaches

In this section a number of approaches are identified that would increase access of
disadvantaged groups to early identification and intervention strategies and CCSM
programs. These options need to be embedded within broader strategies to ensure
there is a strong and comprehensive PHC system in Australia which ensures access to
high quality PHC for all groups within the population. Refer to the recent report for
the General Practice Partnership Advisory Council [176] which contains a number of
recommendations on strengthening the PHC system.

This paper argues that any attempts to improve access to these services needs to
address both supply (health system) and demand (patient and community) drivers
within an ecological context. This involves seeing the health service provider as part
of a team within a local service and as part of the wider health care system while
acknowledging that patients live in a social context that includes family and carers,
support groups, their local community within the wider social and economic
environment.

Policy approaches

A number of approaches are identified that would increase access of disadvantaged
groups with chronic conditions to self-management services and programs as well as
early detection and intervention strategies (the latter being aimed at behavioural and
lifestyle changes, medication and monitoring). These approaches need to be
embedded within broader strategies to ensure there is a strong and comprehensive
PHC system in Australia which ensures access to high quality PHC for all groups
within the population.

As there are a number of possible actions that can be taken for each level, we have
purposely identified broad aims and objectives in the expectation that policy makers
at the Australian government and state/territory level can decide on more specific
action to take approaches forward.
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Health system approaches

At the individual provider level:
Aim: Health service providers have the capacity and resources to work effectively
with patients and carers from disadvantaged backgrounds

Objectives:
¢ Increase the skills of all service providers to work with disadvantaged groups
through development of skills in:
¢ Understanding the nature and causes of health inequality
¢ Cultural competence (i.e. competencies to work with people from
culturally diverse backgrounds)
¢ Patient centred communication (that includes acknowledging health
beliefs and healing philosophies and practices)
¢ Approaches to strengthening personal capacity of patients to be
involved in their care and undertake behaviour change, for example,
motivational interviewing.
+ Provide easy access to evidence based tools where they exist on approaches that
include a focus on working with disadvantaged groups.

*

Strengthen opportunities for multidisciplinary team work

*

Ensure access to interpreters and bilingual/indigenous health workers.

*

Provide policy support and funding incentives for PHC providers to participate in
programs and interventions that increase the time available to spend with patients
and promote continuity of care.

At the service delivery level:

Aim: Service delivery systems are able to support health care providers to identify
and work with patients, families and carers from disadvantaged background and
monitor the reach and impact of CCSM programs and early intervention strategies.

Objectives:

+ Use practice based systems that will routinely identify and follow up patients who
are at high risk or who have a chronic disease, especially those from
disadvantaged backgrounds.

¢ Work with other service providers to provide a comprehensive range of services
and programs that are accessible to disadvantaged groups, for example Shared
Care Programs for Diabetes.

+ Establish effective referral patterns to other service providers and ensure that these
services are affordable and appropriate to the needs of the patients.

+ Establish clinics or other structures within the system that will enable health
service providers to undertake structured care programs.
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+ On the prevention and early intervention side, enhance the capacity of local service
delivery systems to monitor whether high risk populations are being screened,
monitored and referred to relevant services, and increase accessibility of PHC
services to disadvantaged groups by reducing financial barriers, employing
flexible appointment and opening hours, enhancing and supporting flexible staff
employment practices.

At the regional or Division of General Practice level

Aim: Systematically address the implementation of a comprehensive range of
services and programs that support disadvantaged populations and overcome
barriers to the effective use of CCSM programs and early intervention strategies.

Objectives:

¢ Provide access to a comprehensive range of CCSM programs and early
intervention strategies that are appropriate and acceptable to the local community,
especially those who are most disadvantaged.

¢ Inform all service providers on the range of services available within the
community. This should include health and non-health services (such as local self-
help/support networks, community transport).

+ Provide education and training for service providers on CCSM programs and early
intervention strategies as part of continuing education programs. Engaging people
with chronic conditions from disadvantaged population as teachers in continuing
education programs (especially on their experiences and management of ill-
health) should also be considered.

+ Undertake needs assessments on the access of disadvantaged groups to existing
CCSM programs early intervention strategies and take action to address gaps or
problems, for example access to bilingual staff, lack of transport.

+ Support the development of practice level systems that will allow for better
identification and monitoring of high risk populations.

+ Develop, adapt or provide access to a wide range of health information and
education materials, appropriate to the literacy and other needs of disadvantaged
populations, for local services.

At the State/ National Level

Aim: Capacity across the system is developed to support the development of
effective CCSM programs and early intervention strategies for disadvantaged
populations

Objectives:

+ Strengthen models that facilitate collaboration between State and Federally funded
CCSM and early intervention approaches that meet the needs of disadvantaged
populations in their community.
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+ Develop Australian government-State agreements that identify CCSM programs
and early intervention strategies as agreed priority areas, with a focus on
disadvantaged groups.

+ Strengthen policy links between individual CCSM and early intervention strategies
and population level approaches (eg SNAP).

+ Invest in the development of an Australian evidence base for CCSM programs and
early intervention strategies for disadvantaged groups.

+ Work with community leaders and NGOs to develop health education and media
campaigns that are relevant to the needs of disadvantaged populations.

¢ Advocate within the health and other sectors to address underlying determinants of
health such as increasing food security and improvements in housing or transport
infrastructure and improving literacy levels.

¢ Provide education and training on CCSM programs and early intervention
strategies as part of core undergraduate education programs.

Patient and community approaches

Section 4.4 of the report highlights some case studies of these approaches that
strengthen patient and community capacity to engage in CCSM programs.

At the patient and carer level
Aim: Strengthen the capacity of patients and their carers to take an active role in
CCSM programs and early intervention strategies

Objectives:

+ Provide patients with information and education that is culturally and linguistically
relevant.

¢ Increase the skills and confidence of patients to participate in the management of
their health risk factors and/or disease.

+ Reduce the costs to patients in accessing services and programs and maintaining
their self-management strategies.

At the community and support group level
Aim: Increase the capacity of local communities, and self help and other support
groups to work effectively with disadvantaged groups

Objectives:

+ Provide adequate funding to NGOs, consumer groups, self help groups and other
groups to ensure that they can provide and contribute to programs that are
sustainable, accessible and relevant to the needs of disadvantaged populations.
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+ Support health services to work with local communities to identify actions that
could increase the availability, accessibility and appropriateness of CCSM
programs and early intervention strategies.

¢ Support local communities to identify social, economic and environmental
constraints/barriers to adopting healthy lifestyles and address through local and
intersectoral actions.

At the wider social and economic level
Aim: Reduce the impact of social and economic factors that limit access to and the
effectiveness of CCSM programs and early intervention strategies.

Objectives:

+ Systematically address some of the underlying social determinants of health such
as unemployment and poverty.

+ Targeted programs to improve literacy levels amongst disadvantaged populations.
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6. Abbreviations

AIHW Australian Institute of Health and Welfare
BGM Blood glucose monitoring

CALD Cultural and linguistic diversity

CCSM Chronic condition self-management

CCSMP Chronic disease self-management program
COPD Chronic obstructive pulmonary disease

CVD Cardiovascular disease

DMARD disease-modifying antirheumatic drugs

EBG Evidence based guidelines

EI Early Intervention

EPC Enhanced Primary Care

GP General practitioner

HIRC Health Inequalities Research Collaboration
IGT Impaired glucose tolerance

NACCHO National Aboriginal Community Controlled Health Organisation
NGO Non-Government Organisation

NHMRC National Health and Medical Research Council
NHPA National Health Priority Area

NHPAC National Health Priorities Action Council

PHC Primary Health Care

PI Pacific Islander

RA Rheumatoid arthritis

RCTs Randomised controlled trial

SE Socioeconomic

SES Socioeconomic status

SHCI Sharing Health Care Initiative

SMBG Self monitoring of blood glucose

SMS Self-management strategies

SNAP Smoking, nutrition, alcohol & physical activity
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