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Abstract

Background—Recent attention to health of people with intellectual disabilities has used a health
disparities framework. Building on historical context, the paper summarizes what is known about
health disparities from reports and research and provide direction on what to do to reduce these
disparities among adults with intellectual disabilities.

Methods—The present authors examined literature from 2002 to 2011 on health disparities and
people with disabilities looking for broad themes on documenting disparities and on research
approaches and methods.

Results—Multiple countries published reports on health of people with intellectual disabilities.
Researchers summarized existing research within a health disparities framework. A number of
promising methodologies are identified such as health services research, health indicators,
enhanced surveillance and mixed-methods.

Conclusions—Strategies to reduce health disparities include use of data to educate decision
makers, attention to social determinants and a life-course model and emphasis on leveraging
inclusion in mainstream services where possible.
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Introduction

This article summarizes what is known through recent research on health disparities of
people with intellectual disabilities, examines the methodological advances in recent years
that are regarded as particularly promising and draws on the literature to project future
directions for action to reduce these disparities. The purpose of this invited review is to
reflect findings from the literature as a broad overview of the field of health disparities and
intellectual disabilities in themes of research and emerging topics and methodologies; it is
not a systematic review intended to answer specific questions.
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What do We Know about Health Disparities of People With Intellectual
Disabilities?

The health of people with intellectual disabilities has been of long-standing concern (Beange
et al. 1995; Beange 1996; Kerr et al. 1996; Hand 1999; Lennox et al. 2003; van
Schrojenstein Lantman-de Valk 2005), but only recently has it been cast within the
framework of health disparities and inequities. For more than a century, people with
disabilities were increasingly institutionalized and their medical care provided within the
institution’s specialty settings (Braddock & Parish 2001). With the increase in
deinstitutionalization beginning in the 1950s (Braddock & Parish 2001), responsibility for
medical care of people with more severe disabilities was increasingly transferred to the
community. These transfers were not always well planned and placed great pressure on
community practitioners to integrate this complex population into their clinical practice,
bringing their needs to the attention of public health (McGilloway & Donnelly 1999;
Nottestad & Linaker 1999; Lewis et al. 2002; Cooper 2003; Lennox et al. 2003; Cornwell
2004; Janicki et al. 2004; Jansen et al. 2004).

By the early 1980s, there was a shifting in the perception of disability and health from one
that was more focused on medical care to a view that was more grounded in the social
context, incorporating evolving views of the role of environment in the disabling process
(WHO 2001; lezzoni & Freedman 2008; Drum 2009). Consequently, public health was
recognized as central to the ongoing dialogue on disability and health (Marge 1988; Lollar
& Crews 2003; Fujiura et al. 2010). In both the United States and European Union, the
health of people with disabilities was formally brought to the attention of public health
through national and international reports or resolutions (Degener 2005; U.S. National
Council on Disability, 1986; U.N. General Assembly 1982). In 1988, the US Congress
appropriated funds to the Centers for Disease Control and Prevention to improve the health
of people with disabilities (Houk & Thacker 1989). During the 1990s, the international
community vigorously debated the conceptualization of disability, resulting in the WHO’s
International Classification of Functioning, Disability and Health (ICF) (2001). The ICF
framework laid the foundation to understand ‘health condition’ as distinct from “disability’,
to recognize the environment’s role and that of social exclusion in the disabling process and
to assess health of people with disabilities using indicators that allowed comparison with the
health of the general population.

Health disparities and inequities

Health disparity is essentially a public health concept. While there are multiple perspectives
and definitions (Whitehead 1992; Braveman 2006; US DHHS, 2010), health disparities are
frequently defined as differences in health outcomes and their determinants between
segments of the population as defined by social, demographic, environmental and
geographical attributes (Carter-Pokras & Baquet 2002). Health disparities exist at the
population level, and their links to a history of discrimination and socio-economic or
environmental disadvantage led to their being seen as avoidable and unjust (Krieger 1999).
Health inequalities are a broad term used in the scientific and economic literature to refer to
summary measures of population health associated with individual- or group-specific
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attributes (e.g. income, education or race/ethnicity) (Asada 2010). Health inequities are
considered a subset of health inequalities, modifiable, but still associated with social
disadvantage and concerns related to ethical justice (Braveman & Gruskin 2003). Health
disparity is the term more frequently used in the United States while health inequity is used
more frequently in Europe and internationally to identify preventable health inequality.
Throughout this document, the present authors use the term health disparity to refer to health
inequities.

In considering health disparities, the scope of health is extended beyond medical care to
include health promotion and the multiple social determinants that influence health
outcomes. When measuring health disparities in the context of disability, there is also a
need, conceptually or statistically, to avoid including differences that are an unavoidable
consequence of the primary disabling health condition (Krahn et al. 2006; Turk 2006). As
examples, there are clearly established relationships between Down syndrome and early
onset dementia, and between uncontrolled epilepsy and intellectual disability. At present, the
higher rates of dementia or epilepsy within these populations should not be regarded as
disparities. However, if health technology in the future is capable of preventing dementia or
improving control of epilepsy, and these technologies are not provided to this population,
then these conditions could be considered health disparities.

Intellectual disabilities

The definitions of intellectual disabilities and methods to measure its prevalence vary across
countries. The most widely recognized definition of intellectual disabilities in use in the
United States (AAIDD, 2010) characterizes intellectual disability as significant limitations
both in intellectual functioning and adaptive behaviour as expressed in conceptual, social
and practical skills that are apparent before the age of 18. Further, it requires consideration
of the context of community environments typical of the individual’s age peers and culture;
and cultural and linguistic diversity as well as differences in communication, sensory, motor
and behavioural factors. Documentation of limitation in adaptive functioning is not required
for diagnosis in many other countries (WHO, 2012).

Prevalence of intellectual disability is generally regarded as between 1 and 2% of the
general population, but with considerable variability in estimates of prevalence. A recent
meta-analysis of studies across 52 countries yielded a prevalence estimate of 10.37/1000,
with estimates varying across income group of the country, age group of the study
population and study design (Maulik et al., 2011). Variability in prevalence estimates within
countries across time is also noted, attesting to the importance of study design. Based on a
rigorous survey design in the United States in 1994-1995, the estimated prevalence of
intellectual disability in the community dwelling population was .78% (Larson et al. 2001)
to 1.27% (Fujiura & Taylor 2003)

Prevalence of intellectual disabilities in Europe has been estimated at or below 1% using
variations of these definitions, with variability across countries (European Intellectual
Disability Research Network, 2003). For the 15 European Union countries, this translates to
between 1.1 and 1.5 million people with severe intellectual disability (1Q < 50) and an
additional 2.3-2.7 million people with mild intellectual disability (1Q approximately 50-70).
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More recent estimates for the general population in England are closer to 2% (Emerson et al.
2012), while 2003 estimates in Australia are 3% (AIHW, 2008).

Attention to prevalence rates is important from a public health perspective, although may be
less significant for research or clinical treatment. Increases in prevalence rates raise concerns
about underlying environmental or societal contributors to a condition (e.g. current debate
about increasing rates of diagnosed autism) or improved case ascertainment; decreases can
relate to environmental improvements or diagnostic changes (e.g. revised diagnostic criteria,
diagnostic substitution).

To determine what is currently known about health disparities of adults with intellectual
disabilities, the present authors reviewed articles identified through a literature search to
identify themes in research and reports covering the years 2002-2011. Boolean search
strategies were used to look for articles of interest with the search terms: intellectual
disabilities, mental retardation, developmental disabilities, access to healthcare services,
utilization of healthcare services and intellectual disability surveillance. Databases accessed
for these search terms were PubMed, Academic Search Premier, ProQuest, CINAHL Plus,
PsycARTICLES (2005-2010 only) and PsycINFO. To ensure that key literature in the area
of intellectual disabilities and healthcare services was captured, the reference lists of the
leading studies were reviewed for additional articles. Further, Google and Google Scholar
were used to search the internet for related government and non-governmental agency
reports. ldentified titles and articles were reviewed for relevance to the current topic, and
selected articles were reviewed in full. Our intent was to provide a broad perspective on
themes and trends relating to health disparities and intellectual disabilities and not to present
a focused systematic review designed to answer one or more specific questions.

National reports—In the past decade, there was a near simultaneous emergence of reports
from multiple countries on the health of people with intellectual disabilities. In 2001, the
United Kingdom published “Valuing People’ as a comprehensive plan to improve the health
and well-being of people with learning disabilities and their caregivers (UK DOH, 2001). In
2002, the US Surgeon General published ‘Closing the Gap: A National Blueprint to Improve
the Health of Persons with Mental Retardation’ (US DHHS, 2002); and, in that same year,
Scotland released ‘Promoting Health, Supporting Inclusion: The National Review of the
Contribution of all Nurses and Midwives to the Care and Support of People with Learning
Disabilities’ (SEHD 2002). Through government support, the New South Wales Council for
Intellectual Disability in Australia published ‘Health and People with Intellectual Disability’
in 2003 (NSWCID 2003), and in 2004, a workgroup in Canada published ‘Addressing
Health Disparities through Promoting Equity for Individuals with Intellectual Disability’
(Ouellette-Kuntz et al. 2005).

This confluence of governmental attention to the health of people with disabilities in such a
short time period is noteworthy. These reports used differing frameworks but yielded similar
core recommendations. These recommendations can be summarized as follows: (i) promote
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early identification, inclusion and self-determination of people with intellectual disability;
(ii) prevent and manage the occurrence and impact of health conditions; (iii) empower
caregivers and family members to adequately meet the needs of persons with intellectual
disabilities in their care; and (iv) promote healthy behaviours in people with intellectual
disabilities (see Krahn et al. 2006). This work occurred in the context of considerable
attention to reducing health inequalities for populations identified by race/ethnicity or
geographical regions. However, people with disabilities, particularly intellectual disabilities,
have generally not been the focus of attention, nor explicitly included in these health
disparity efforts (e.g. Emerson et al. 2011).

Research literature—From approximately 2004 onward, the professional literature
reflects a series of scholarly articles that summarizes research on health disparities of people
with intellectual disabilities, demonstrating the wealth of valuable literature on health status
and need for improved health care. There were at least seven review papers that relate to a
health disparities framework (Fisher 2004; Graham 2005; Ouellette-Kuntz 2005; Scheepers
et al. 2005; Krahn et al. 2006; Shogren et al. 2006), including the Journal of Applied
Research on Intellectual Disabilities” special issue on this topic in 2005 (e.g. Emerson &
Durvasula 2005). One paper was published in 2004, four in 2005 and two in 2006. The
publication from the workgroup of the International Association for the Scientific Study of
Intellectual Disabilities (IASSID) (Scheepers et al. 2005) outlined the steps needed to reduce
health disparities, and Shogren et al. (2006) emphasized the importance of maintaining self-
determination in efforts to reduce health disparities. The other papers provide extensive
summaries of previous studies, each paper reflecting different breadth or focus, but all
demonstrating the complexities of considering health disparities within the context of pre-
existing disability. Their findings, not surprisingly, reached similar conclusions of
significant health differences and disparities, with recommendations for research, practice
and training.

In the review paper the first author wrote with colleagues in 2006, findings of previous
studies until that time were summarized as representing a ‘cascade of disparities’ (Figure 1).

At the top of this cascade is the finding that people with intellectual disabilities as a group
have higher rates of adverse health conditions such as epilepsy and neurological disorders,
gastrointestinal disorders and behavioural/psychiatric problems. These conditions put
people’s health at greater risk. Some of these conditions may not be preventable but, instead,
relate to the primary health condition that results in the disability; others likely are
preventable or amenable to improved care. This distinction about the aetiology of the
difference is an important one to make to avoid confusing observed health differences with
preventable health disparities. All the rest of the differences that follow in the cascade,
however, are presumed to be preventable. This includes the problem that people with
intellectual disabilities or their caregivers are not sufficiently communicative or attentive to
problems with their health. For example, systematic health checks showed high rates of
undetected vision or hearing loss among adults with intellectual disabilities (Kerr et al.
2003; Woodhouse et al. 2004). These disparities are compounded with disparities in use of
preventive care and engaging in healthy behaviours such as physical activity and good oral
hygiene practices. Collectively, these problems add to disparities in equitable access to
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health care, like management of chronic conditions such as hypertension and diabetes
(Janicki et al. 2002). Living situation was also observed to have an important effect
throughout this cascade, as indicated in the attention of carers to health status (Lewis et al.
2002). The end result of these cascading disparities is poor health outcomes observed in
people with intellectual disabilities.

A major shortcoming of the earlier research is that most, if not all, of these *disparity’
findings were not based on true population data—they were typically based on convenience
samples. Sometimes these were very large samples, such as the Special Olympics Healthy
Athletes, but they were not based on data that are known to be representative of the
population of all people with intellectual disabilities. As a result, while these findings
brought attention to the dire health problems of this population, they were often not
sufficiently compelling to make the case for sustained attention by policymakers.

Promising strategies to improve data

The literature from the past 5 to 7 years demonstrates substantial efforts to improve the data.
The present authors highlight four of these strategies that appear particularly promising:
health services research, population health indicators, health surveys and mixed-methods
approaches.

Expanding health services research—Health services research is an important
methodological advance for the study of the health of people with intellectual disabilities. It
is the multidisciplinary investigation of how social factors, financing systems, organizational
structures and processes, health technologies and personal behaviours affect access to health
care, the quality and cost of health care, and ultimately health and well-being (Lohr &
Steinwachs 2002). Health services research includes analyses of administrative data of entire
health systems to understand service utilization patterns and outcomes—who is using what
services? at what cost? and where possible, to what effect? The advantages of using
administrative data are that they are typically collected in an ongoing way, and they
encompass a defined population, even if not the entire population of interest. The utility of
health services research is very dependent on the variables in the data sets, how readily the
data systems can be manipulated, and whether the sets contain the codes needed to identify
the population of interest. There are unique complexities relating to whether and how the
data systems identify intellectual disabilities. People with intellectual disabilities may be
difficult to differentiate from people with emotional problems or those with traumatic brain
injury or dementia.

Health services research has been used effectively by researchers in documenting disparities
in breast cancer treatment and survival in women with disabilities (McCarthy et al. 2006).
Lin et al. (2003, 2004) were early users of health services research with people with
intellectual disabilities specifically, reporting on service utilization of people with
intellectual disabilities in Taiwan. They continue to use this methodology to publish on a
series of topics such as dual diagnosis (Lai et al. 2011), prescription drug use (Yen et al.
2009) and elder healthcare use (Hsu et al. 2012). Balogh et al. (2010) used health services
research methods to examine access to quality health care for people with intellectual
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disabilities. Using the linked data sets from the Manitoba data repository, their analyses
showed that adults with intellectual disabilities were more likely to be hospitalized for
conditions that should be manageable on an outpatient basis—ambulatory care sensitive
conditions. By demonstrating higher rates of hospitalization for asthma and diabetes, even
when rates were adjusted for prevalence of those conditions in the respective populations,
they argued this was a disparity that indicated poorer access to quality primary care. Related
work has compared algorithms for identifying individuals with intellectual disabilities using
administrative data (Lin et al. 2012). In two studies, Reichard & Stolzle (2011), Reichard et
al. (2011) identified significantly higher rates of diabetes among people with cognitive
limitations compared with those without, additionally demonstrating a strong link to other
and multiple chronic conditions. Health services research provides fundamental data on
service use that can identify where to take action to improve primary health care for people
with intellectual disabilities. As cost-effectiveness and improvements in quality of care are
demonstrated for subsets of people with disabilities using electronic health records with
more widespread interoperability (Gilmer et al. 2012), the present authors anticipate that
health services research will increasingly provide a means of conducting surveillance and
epidemiological research through its analysis of secondary data.

Improving health indicators—A second important development in improving health
disparities data is the use of health indicators. Broadly considered, a health indicator is a
variable that reflects or indicates the state of health of persons in a defined population that
can be used to monitor progress or assess what works and what does not (Murray 2007).
Ideally, health indicators are reliably measureable (e.g. body mass index), population
relevant (e.g. vaccination rates) and sensitive to change (e.g. mammaogram in past 2 years).
Using carefully selected variables, these health indicators can provide a good reflection of
population overall health, without requiring more comprehensive assessment of health or
health care. To demonstrate health disparities, the variables selected as health indicators for
special populations should be relevant for general populations (e.g. vaccination rates) and
not unique to the special population (e.g. rehabilitation treatment). Different health indicator
sets have been proposed for different purposes (IOM 2009; Butler et al. 2012). Two major
initiatives determined health indicators for intellectual disability populations: the National
Core Indicators (NCI) project in the United States and the Pomona project in Europe. Both
are based on surveys of populations and are described in greater detail.

National Core Indicators Project (United States): NCI (Smith & Ashbaugh 2001) was
begun in 1997 to establish a performance measurement framework for state developmental
disabilities services. The framework addresses a number of major domains (individual
outcomes; health, welfare and rights; system performance; staff stability; family indicators),
each with subdomains and corresponding indicators, measures and data sources. The health,
welfare and rights domain addresses healthcare services, health behaviours, medication
rates, safety considerations, rights protection and use of restraints. Participation in the
National Core Indicators system is voluntary by states and has varied somewhat across the
years, but as of January 2012, up to 35 states had participated in this ongoing indicators
programme (NCI 2012).
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Pomona project (Europe): Pomona (Walsh et al. 2003) was begun prior to 2002 through

collaboration among 13 European countries to identify health indicators for people with
intellectual disabilities (van Schrojenstein Lantman-de Valk et al. 2007; Walsh 2008;
Haveman et al. 2011). Importantly, they worked within an established indicators framework,
the European Community Health Indicators. The Pomona collaborators agreed on 18 health
indicators: demographics (prevalence of intellectual disability, living arrangements, daily
occupation, income/SES, life expectancy); health status (epilepsy, oral health, body mass
index, mental health/psychiatric disorder, sensory capacities, mobility); determinants of
health (physical activity, challenging behaviours, psychotropic medications); and health
systems (hospitalization and contact with healthcare professionals, health checks, health
promotion, specific training for physicians). Teams then demonstrated the feasibility of
implementing the indicators framework across these countries, laying the groundwork for a
potentially sustainable system in the future.

Table 1 presents a crosswalk of these two indicator sets with the framework and indicator set
proposed by the Institute of Medicine (2009) to demonstrate their comparability (adapted
from Krahn et al. 2010). The domains in the framework consider indicators of mortality,
health-related quality of life, outcomes, behaviours, systems and environment. The present
authors observe reasonably comparable weighting across frameworks on many of the
categories of indicators. NCI indicators are less focused on health outcomes, while
providing more information about systems performance. The IOM framework acknowledges
the importance of environmental factors, but it did not provide indicators for that domain,
while both the Pomona and the NCI frameworks provide three and five indicators,
respectively.

Enhancing health surveillance—The third strategy in improving data collection is
population surveillance as a means of obtaining population-level data on health of people
with intellectual disabilities. Health surveillance differs from clinical or convenience
sampling where the method used to identify participants introduces bias in who will
participate. In population surveillance, every person in the category under study ideally
would have an equal opportunity to provide data, with the sample drawn randomly from that
population. Two strategies are evident in the recent literature:

Special disability surveys: Several countries have conducted population-level surveys
specific to disabilities (see Fujiura et al. 2010). Of note, these surveys typically do not
sample from institutionalized populations. The surveys include as follows: in the USA, the
1994-1995 National Health Interview Survey—Disability Supplement; in Australia, the
Survey of Disability, Ageing and Carers in 1998 and 2003; in China, the National Sample
Survey on Disability in 2006; and in Ireland, the National Disability Survey in 2006. These
surveys measure variables of targeted relevance for people with disabilities. Unfortunately,
unless these special surveys are repeated regularly, they do not provide current data or trend-
line data. An exception to this is the UK Life Opportunities Survey, a longitudinal cross-
disability survey initiated in 2009. It has recently collected the second wave of data from a
representative sample of people with disabilities that documents the dynamic nature of
disability (Office of National Statistics 2012) and allows analyses for specific topics such as
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barriers to health care (Allerton & Emerson 2012). WHO is currently developing a disability
module and UNICEF in conjunction with the Washington Group are working to improve
disability identification in children; both activities hold promise for better surveillance in the
future (WHO 2013).

Disability inclusion in public health surveys: An alternative survey approach is to include
intellectual disability identifiers in general health surveys that contain variables relevant to
people with disabilities. Two papers recently reviewed this approach. Linehan and others
from the Pomona-1 Group (2009) reviewed 123 European health surveys. They found that
16 of 18 Pomona indicators were represented in the surveys. However, only 8% of the
surveys clearly identified respondents with intellectual disability. Fujiura et al. (2010)
reviewed 131 national systems from 12 countries in eight global regions. They found that
about 25% of the data systems coded for intellectual disability. However, the authors
cautioned about quality of the data and the use of differing definitions of disability across
surveys. A major limitation of most US public health surveillance systems is that they gather
information on household or non-institutionalized populations. This sampling frame
excludes people living in institutions as well as group residential settings, affecting many
adults with significant intellectual disabilities. A recent development of interest for the
United States is the legislatively mandated development of standard disability identifier
questions for use in public health surveys (Madans et al. 2011). This 6-question set will
include the question: ‘Because of a physical, mental or emotional condition, do you have
serious difficulty concentrating, remembering or making decisions?’ for respondents 5 years
old or older. While this question will capture persons with intellectual disabilities, it will not
distinguish intellectual disabilities from other conditions like dementia, traumatic brain
injury or mental health problems.

Developing mixed-methods approaches—In a recent effort in the United States, the
Centers for Disease Control and Prevention partnered with the Association of University
Centers for Disability to identify methods to improve the health surveillance data for people
with intellectual disabilities (Krahn et al. 2010). With input from international colleagues,
the present authors developed a five-step process to operationally define intellectual
disabilities for use with administrative data sets, test its implementation, summarize current
knowledge and extend analyses of extant data sets to determine methods and gaps that future
surveillance systems can use and address. Initial progress has included establishing
conceptual and operational definitions for administrative data sets and recommended
procedures for finding people with intellectual disabilities in data sets (Bonardi et al. 2011).

In the United Kingdom, researchers affiliated with the Improving Health and Lives:
Learning Disabilities Observatory (2012) have used mixed-methods, combining
administrative data with census data and statistical forecasting to project prevalence for
adults with profound multiple learning disabilities (PMLD) (Emerson 2009). The steps
required were identifying number of children with special educational needs associated with
PMLD, estimating number of children with PMLD in England who would reach 18 years of
age between prescribed years, estimating number and age profile of adults with PMLD in
England in a given year, adjusting the population of adults with PMLD for the expected
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effects of mortality over the projected time period and combining data with estimated
inflows from child services to estimate net changes over the period 2009-2026. Using these
techniques, projected annual increases by 1.8% were identified over this time period.

Emerging and re-emerging issues

Ageing and transition—Ageing of persons with intellectual disabilities has been an area
of study for many years and is re-emerging as a topic of increased focus in recent years
(Innes et al. 2012). The increasing lifespan of people with disabilities is putting significant
pressure on service delivery systems to accommodate a growing number of older people
with disabilities. Projections indicate that the current shortfalls in service delivery systems
will be greatly magnified without systemic changes. In addition to unique needs, the ageing
population of people with disabilities also experiences the typical health concerns of the
general ageing population, with growing rates of obesity and other chronic conditions. A
review by a study group of the IASSID’s Ageing Special Interest Group considered the
range of issues that need to be addressed to promote healthy ageing for this population and
serves as an excellent resource for future planning (Haveman et al. 2010).

Chronic conditions—Chronic conditions are now the major threat to health of the
general population in terms of morbidity, mortality and cost. The emerging morbidity of
multiple chronic conditions is anticipated to account for up to 80% of healthcare
expenditures in developed countries by 2020 (WHO 2002). Chronic conditions include
noncommunicable diseases (NCDs), mental disorders and certain communicable diseases
such as HIV/AIDS that are of long duration (WHO 2002, 2011a,b). The World Health
Organization reports that 63% of global deaths in 2008 were due to NCDs, primarily
cardiovascular diseases, diabetes, cancers and chronic respiratory diseases (WHO 2011a,b),
with the impact of NCDs felt disproportionately in low- and middle-resourced populations.
In the United States, a recently published government report for the Medicare programme
[public funding for the over age 65 population and for some people with significant
disabilities (dual eligibles)] determined that the 15 top chronic conditions accounted for
$260 billion of the total $280 billion spent in 2008 (US DHHS CMS 2011). Major
behavioural contributors to these conditions are tobacco use, harmful use of alcohol,
physical inactivity and unhealthy diet, the effects of which are also reflected in high rates of
obesity.

People with disabilities, including intellectual disabilities, are at substantially higher risk for
obesity and other chronic conditions and may be experiencing them at younger ages. As in
the general population, the occurrence of multiple chronic conditions compounds the impact
on health status. Reichard & Stolzle (2011) illustrated this using the Medical Expenditure
Panel Survey, a nationally representative sample in the United States. Their findings show
that adults with cognitive disabilities have dramatically higher rates of chronic conditions
than adults without disabilities. Notably, they are almost five times more likely to have
diabetes, almost three times more likely to have arthritis and more than twice as likely to
have cardiovascular disease and asthma. These are not conditions that have an obvious
causal relationship with cognitive disability, suggesting that poor health behaviours (e.g.
sedentary lifestyles, poor nutrition), inadequate attention by carers and healthcare providers
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(e.g. obesity, poor management of chronic conditions), and other underlying health-
influencing factors (e.g. prenatal influences, chronic lifelong stress) are underlying these
seriously elevated rates of chronic conditions.

As the population of people with intellectual disabilities ages, the present authors anticipate
seeing a substantial increase in the rates of chronic conditions and their relative impact on
health. While management of conditions more unique to intellectual disabilities (e.g.
epilepsy) will continue to be important, the successful prevention and management of
conditions such as diabetes, hypertension and cardiovascular disease will represent the
major avenues for improving health of people with intellectual disabilities across their life
course.

What Can We Do to Reduce These Health Disparities?

In 1958, Sir Charles Geoffrey Vickers stated: ‘The landmarks of political, economic and
social history are the moment when some condition passed from the category of the given
into the category of the intolerable. | believe that the history of public health might well be
written as a record of successive redefining of the unacceptable’.

The present authors contend that we are in the midst of just such a time of redefinition: the
governments of many countries recognize the need to improve the health of people with
intellectual disabilities; the research literature documents the poor health status and health
disparities of people with intellectual disabilities; efforts are underway to improve
surveillance of the health of people with intellectual disabilities; and heightened awareness
to issues like ageing, obesity and chronic conditions are extended to people with intellectual
disabilities. These combined forces are demanding a change from accepting the poor health
of people with intellectual disabilities as a given, to regarding these health disparities as
intolerable.

Earlier recommendations from previous governmental reports as summarized above outline
the general issues to address and can be used as a road map for future actions. In this section
of the article, the present authors focus on the methods for how to approach these actions.
To undertake these activities, the present authors propose researchers and policy-makers use
data to drive action; address health determinants as well as disparities; regard health across
the life course; and use mainstream inclusion approaches where possible.

Data to drive action

The successes of the past decade are the prologue to future approaches. Using science to
shape practice and policy underlies much of the work in medicine and public health over the
past decades. The evidence base for practices is a standard that is increasingly expected, and
emphasis on evidence will likely continue to be a major requirement, particularly in the
United States, while a rights-based approach incorporating improved data collection may
continue to drive more of the global work on equity for persons with disabilities. The
present authors also anticipate ongoing efforts to improve surveillance, so that resulting data
can be used to monitor status and measure intervention effectiveness. Health indicators have
proven a useful means of documenting value, and more pressure to strategically select
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existing indicators or develop new ones that can demonstrate the effect of interventions is
anticipated. Equally important are developing new surveillance and sampling strategies that
can be used to more inclusively identify people with intellectual disabilities across the life
course. Researchers have perhaps been most effective when they have anticipated where
policy opportunities will arise in the future and have framed their research to provide the
data in a timely way.

Increased reliance on data provides opportunities to measure and maximize impact of
interventions. Frieden (2010) proposed the health impact pyramid (see Figure 2). As applied
to this population, it indicates greatest impact when intervention focuses on the bottom of
the pyramid on socio-economic factors (e.g. equitable access to health care), changing the
context so that people’s default decisions are healthy ones (e.g. improving nutrition for
group home menus) and investing in protective interventions that have long-lasting
outcomes (e.g. immunizations). On the contrary, most effort is required with least impact
when efforts focus on counselling and education methods or on individual clinical
interventions.

Addressing health determinants and disparities

Health determinants are the personal, social, economic and environmental factors that
influence population health status. Determinants include gender and genetics; individual
behaviours; social circumstances, supports and opportunities; the economic situation broadly
and people’s place within the economic strata, including poverty; and the environment as
reflected in natural, interpersonal and architectural, barriers and exposures (McGinnis et al.
2002; U.S. Department of Health & Human Services 2010). Emerson & Hatton (2007) and
Graham (2005) have informed the field on health determinants and intellectual disabilities
for more than a decade. Further, the recently released report from the UK Observatory on
Health Inequities provides an excellent summary of recent research findings on many
chronic conditions and social determinants for persons with intellectual disabilities. In the
United States, the Healthy People 2020 document published in 2010 frames public health
outcomes for the coming decade within a determinants framework, departing from the
disparities framework of a decade ago (U.S. Department of Health & Human Services
2010).

A health determinants perspective has important implications for how disability is viewed
within public health. Figure 3 presents three historical views of disability within public
health, with the latter representing a social determinants view (Drum et al. 2009; Krahn &
Campbell 2011). While a traditional public health approach focuses on primary prevention
of disability and a minority model looks for disparities between people with and without
disabilities, a determinants view regards people with disabilities as part of the general
population. Disability is one of multiple risk factors for poor outcomes, much like poverty
and social isolation. This reflects a shift from dichotomizing a population into people with
and without disabilities and documenting differences, to considering the population as a
whole and examining the influence of multiple determinants—including disability status—
on health outcomes such as health, health-related quality of life (HRQOL) and social
participation in addition to traditional morbidity and mortality measures. A social
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determinants perspective supports analyses that examine the association of disability as an
independent variable on various health outcomes. Rather than controlling for factors like age
or income, this approach would expand our ability to examine the unique and interactive
role that disability contributes to various health outcomes. The implications of this are in a
broader systemic ability to more effectively target public health interventions around the
needs of disability populations in general and intellectual disability subpopulations in
particular.

Life-course model of health and disability

Mainstream

A life-course perspective of health inequities has been reflected in the literature for a long
time (e.g. Graham 1982), but the past decade has witnessed a resurgence of interest as
applied to current health issues (e.g. WHO 2000; Ben-Shlomo 2002). A life-course
perspective recognizes that health trajectories are particularly affected at certain times in
life, that health disparities result from the cumulative impact of experiences in the past and
the present, that the environment affects the capacity to be healthy and function effectively
in society and that health disparities reflect inequities that go beyond genetics and personal
choice (US DHHS HRSA/MCH, 2010). Environment is broadly considered to include not
only the physical environment, but also social factors that shape our experiences such as
culture, geography, family, economics and policies. Environmental factors significantly
affect health-related and functional outcomes and can foster or impede good health and high
quality of life (World Health Organization 2001). Moreover, the earlier the onset of
disability, the more likely it will affect a person’s health and development across their life
course. Using a life-course perspective, Swanson (2010) has explicated the developmental
tasks for persons with disabling conditions to achieve successful transition to adulthood. An
adaptation of this life-course model is presented in Figure 4.

This model is based on the ICF framework (World Health Organization 2001) and considers
the core domains of self-management/health, personal and social relationships, education
and employment for different life phases, including elders. The model considers the inputs
of body functions and structures, the context of family, environment and personal factors,
and promotes attention to the outcomes of participation and quality of life. Emphasis has
been on the experiences and competencies acquired in these different life stages that support
successful transitioning to the next life stage. Examples include as follows: health self-care
such as toothbrushing or capacity to manage medication; adequate nutrition among people
with intellectual disabilities at different stages of life, factoring in functionality and capacity
to select and prepare food; capacity to develop and maintain friendships; how one is able to
move about and use transportation; use of telephone and electronic messaging; and
meaningful life activities such as education, recreation, employment and volunteering.

inclusion

When do planners and interventionists use a mainstream inclusion approach, a cross-
disability approach, or an intellectual disability-specific approach? This is an important
strategic question. By some definitions of disability, about 85% of the population does not
report a disability, with 15% of the population reporting some functional limitation. Only
about 1-2% of the general population has an intellectual disability, and approximately one-
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half per cent are known by administrative systems to have significant intellectual disability
and need for supports (e.g. Ouellette-Kuntz et al. 2009; Sondenaa et al. 2010). Policymakers
across the board are faced with the dual challenges of decreasing resources and increasing
service demands. Current circumstances press the questions: When can intellectual disability
stakeholders leverage the resources of the generic systems? When do they partner with the
broader, cross-disability community to have their needs met? And when are the issues of
intellectual disabilities so unique that they need to be addressed specially?

The World Health Organization, in its in World Report on Disability (2011b), advocates for
a ‘mainstream’ approach where possible, recognizing that disability-specific services will
also be necessary. Strategic actions can use inclusion in the mainstream services where
possible, to promote a cross-disabilities approach where necessary and only to use a
condition-specific approach where that is essential. There are needs and situations where the
approach needs to be specific to persons with intellectual disabilities, but disability
advocates can seek opportunities to ally with other initiatives for the general population and
for other disability groups that will advance the health and reduce the health disparities of
people with intellectual disabilities. The present authors encourage researchers,
policymakers and programme planners to adopt approaches that use science to direct action,
recognize the multiple determinants of health and health disparities, understand health from
a life-course perspective and strategically leverage inclusion and cross-disability approaches
where possible.

This article is intended to provide a broad understanding of the contemporary and emerging
views and approaches to health and health disparities, of the contribution that public health
is making to identify and address health disparities, to note the progress made through
government reports and professional literature on health disparities, to recognize some of the
emerging methodologies to improve health surveillance data and to acknowledge the
important concerns of ageing and of chronic conditions.
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Figure 1.
“Cascade of Disparities” leading to poor health outcomes in adults with intellectual

disabilities.
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Figure 2.
Health impact pyramid for public health.
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Figure 3.

Three views of disability within public health: traditional, contemporary, emerging.

* HRQOL = health-related quality of life.
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Figure 4.
Life-course model of disabilities.
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Table 1

Cross-walk of health indicators across Institute of Medicine, Pomona project, and National Core Indicators

Health indicators — Crosswalk of measures

Institute of Pomona  National Core
Indicator set ~ Medicine (U.S.) (Europe)  Indicators
Domain
Mortality 2 1 2
HRQOL 2 2 1
Outcomes 7 6 1
Behaviours 6 6 6
Systems 7 4 12
Environment 3 5

Uniqueto ID  Secondary conditions
Under/over-medication
Access to advocacy
Communication supports
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