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The inclusion and identification of people with intellectual disability in public health research

Approximately 1-3% of the world’s population 
experience intellectual disability.1 Historically, 
health professionals and researchers defined 
intellectual disability according to the medical 
model, which describes intellectual disability as 
a limitation on intellectual functioning (usually 
based on IQ score) and adaptive behaviour (e.g. 
communication, social skills, self-care) 
originating before 18 years of age.2 This 
definition emphasises the cognitive impairments 
of individuals and places them at the centre of 
their disability. Increasingly, self-advocates and 
advocates have acknowledged the need for 
definitions based on the social model of 
disability whereby cognitive impairment is 
distinct from disability (changing the term to 
‘dis/ability’), which is caused by societal, 
community and service responses to individuals’ 
impairment.3

Despite great medical and social gains made 
over the past several decades, the health of 

people with intellectual disability generally remains 
poor.4 Adults with intellectual disability have 
shorter life expectancies5 and experience many 
more co-morbidities than do the general 
population.4 Although not all health disparities are 
unfair, evidence suggests much of the poor health 
experienced by people with intellectual disability is 
amenable to change through clinical intervention, 
improved environment and/or health 
promotion.6–8 However, public health approaches 
to address these well-documented health 
inequities are sporadic. People with intellectual 
disability receive less health promotion and 
screening than do members of the general 
population, despite their arguably greater need 
across multiple domains.9–11

People with intellectual disability have the right 
to the highest attainable standard of health.12 
Researchers have a critical role to contribute to 
reductions in health inequities experienced by this 
group by generating an appropriate evidence base 
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to inform the formulation and 
implementation of targeted policies and 
to identify and address the barriers this 
population group systematically face in 
relation to their health and wellbeing.13 
However, health surveillance for people 
with intellectual disability is currently 
inadequate,14 making it difficult to 
understand the complex causal pathways 
for poor or better health, trends in health 
over time or to determine where best to 
allocate public health resources. 
Currently, in a field that relies on ‘gold 
standard’ studies providing the ‘highest 
hierarchy of evidence’, we must often rely 
on evidence that is descriptive or arising 
from small community samples.

Research aiming to include people 
with intellectual disability as research 
participants can be logistically 
challenging and resource intensive. A 
number of barriers to recruitment and 
participation of people with intellectual 
disability exist.15,16 First, study 
recruitment often depends on 
engagement with communication 
channels that may not be accessible to 
this group and may result in people with 
intellectual disability being ‘screened out’ 
of research.17 For example, limited 
access to telephones and media (e.g. 
community newsletters) may limit 
recruitment efforts.18 Second, the 
process of gaining informed consent is 
complex. Although many people with 
intellectual disability are able to provide 
informed consent, others require a 
substitute decision maker, which can 
complicate recruitment processes and 
add extra time to studies.15,16 
Furthermore, evidence suggests that 
service organisations who are often 
approached given their work with people 
often ‘gate-keep’ access to their clients 
and members.15,19 Third, research ethics 
committees sometimes place protective 
conditions on research that result in 
exclusions of people with cognitive 
impairment.20 Finally, the design and 
demands of some studies may be 
inaccessible for many people with 
intellectual disability, for example, through 
the use of long, complex surveys17 or the 
requirement for lengthy or complicated 
travel to research sites.18

The identification of people with 
intellectual disability is often difficult, 
especially in research involving individuals 
living in the community. Traditionally, for 
ascertainment of participants with 
intellectual disability to be considered 
valid, IQ and adaptive behaviour tests 
administered by psychologists have been 
required.21 These tests can be costly and 
time-consuming and are not practical for 
large public health studies. Screening 
tools to identify the possible presence of 
intellectual disability are available; 
however, they often over-identify disability 
due to low diagnostic specificity.22 
Another option is self-report of disability 
status; however, this requires people to 
classify themselves as having a disability, 
which someone with intellectual disability 
either may not wish to do or may not be 
capable of doing. Consequently, the 
identification of individuals with mild and 
‘borderline’ disability is challenging.23

An implicit corollary to these 
challenges is that mainstream public 
health research is ill-equipped to identify 
and include people with intellectual 
disability, limiting research to specialised 
intellectual disability researchers and 
dissemination of findings to specific 
journals. Some attention has been given 
to the inclusion of people in medical 
trials,24 and quite substantial focus has 
been placed on emancipatory and 
inclusive research methodologies in 
qualitative research with people with 
disability (although less so for those with 
intellectual disability).25 However, little 
work has been undertaken around 
inclusion in public health research more 
broadly. Given the different aims of 
clinical, qualitative and population-based 
studies, it is important to determine the 
extent of this group in public health 
interventions.

Two research questions exist in relation 
to people with intellectual disability and 
public health research: (1) how often 
people with intellectual disability are 
included in public health research and (2) 
how the presence of intellectual disability 
is identified and reported by public health 
researchers. Although it was beyond our 
ability to contribute systemically to these 
large questions in relation to all public 

health studies, as a contribution to 
address this research gap, we 
conducted a small audit of a select 
number of prestigious medical and public 
health journals. In particular, our aims 
were to systematically review a select 
number of public health journals to 
determine (1) how often people with 
intellectual disability are explicitly included 
in randomised controlled trials (RCTs) 
and cohort studies and (2) how the 
presence of intellectual disability is 
identified.

Method
Inclusion of people with intellectual 
disability
To determine how often people with 
intellectual disability are explicitly included 
in a select group of public health RCTs 
and cohort studies, we systematically 
searched issues of four journals (British 
Medical Journal, International Journal of 
Epidemiology, New England Journal of 
Medicine and Australian and New 
Zealand Journal of Public Health) 
published from January 2010 to 
December 2011 to identify articles that 
included people with intellectual disability. 
It was beyond the scope of this review to 
audit all public health journals as this 
process would have required a detailed, 
resource-intensive review. These four 
journals were chosen based on their high 
impact factors (a proxy for widely read 
journals) and reflect prestigious general 
medical and public health journals that 
publish the study design in which we 
were interested.

The British Medical Journal was 
reviewed by searching the title and 
abstract using the following search 
terms: cohort OR cohort study OR 
randomised trial. ‘Cohort profiles’ within 
the International Journal of Epidemiology 
were reviewed. The New England Journal 
of Medicine was reviewed by searching 
abstracts using the following search 
terms: cohort OR randomised trial and 
then limiting to speciality ‘public health 
research, policy and training’. The 
Australian and New Zealand Journal of 
Public Health was reviewed by searching 
abstracts using the following search 
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terms: cohort OR cohort study OR 
randomised trial. After identifying 
potentially relevant articles, we read each 
in detail, and recruitment, selection 
criteria and data collection methods were 
extracted.

We defined studies as being inclusive 
of people with intellectual disability when 
an article described a research design or 
research process that may have included 
people with intellectual disability. Note 
that this definition does not relate to 
‘inclusive research’ that typically relates 
to the inclusion of people with intellectual 
disability in research processes such as 
study design and data collection. We 
defined research processes that may 
include people with intellectual disability 
as follows: (1) recruitment methods 
accessible to people with intellectual 
disability, (2) flexible process(es) of 
informed consent which may include the 
option of a substitute decision maker, (3) 
appropriate and accessible data 
collection methods for people with 
intellectual disability without being over-
burdensome and (4) participant selection 
criteria inclusive of people with 
intellectual disability.

Articles that actively excluded people 
with intellectual disability were identified. 
Active exclusion was defined as when an 
article described inclusion or exclusion 
criteria for participants that referred or 
related specifically to intellectual disability 
or cognitive impairment. For example, an 
article’s exclusion criteria may have 
required that participants had no 
complicating conditions or had no 
cognitive impairments. Furthermore, 
articles requiring participants to read 
and/or speak English fluently to interact 
with data collection tools or 
communicate in complex ways without 
support were considered to actively 
exclude people with intellectual disability. 
We believed these studies did not make 
the accommodations required when 
involving a person with intellectual 
disability in data collection. These 
accommodations may have included 
allowing appropriate time for participants 
to respond, elaborating or explaining 
questions and terms in language a 
person with intellectual disability can 

understand and taking precautions to 
reduce acquiescence.

Articles that passively excluded people 
with intellectual disability were also 
identified. Passive exclusion was defined 
as instances where high demands were 
made on participants (e.g. frequent and 
detailed long surveys or burdensome 
tests), recruitment methods were unlikely 
to reach people with intellectual disability 
(e.g. driver licence lists) or the informed 
consent process was inflexible to the 
needs of people with intellectual 
disability. This definition was based on 
evidence that suggests that some 
recruitment and data collection methods 
cannot be relied on due to challenges 
with low literacy.17

Identification of people with 
intellectual disability
Again, it was beyond the scope of this 
review to audit all public health journals 
to determine how the presence of 
intellectual disability is identified and 
reported in mainstream public health 
research. To fit within the constraints of 
the review, we chose the top 10 ranking 
public health journals based on impact 
factors and the highest ranking Australian 
public health journal (American Journal of 
Epidemiology, American Journal of 
Preventive Medicine, American Journal of 
Public Health, Bulletin of the World 
Health Organization, Epidemiology, 
European Journal of Epidemiology, 
International Journal of Epidemiology, 
Journal of Clinical Epidemiology, Journal 
of Epidemiology and Community Health, 
Preventive Medicine and Australian and 
New Zealand Journal of Public Health).

Across these 11 journals, we reviewed 
articles published from January 2010 to 
December 2011; each journal was 
searched using the terms ‘intellectual 
disability’, ‘learning disability’, ‘learning 
difficulties’, ‘mental retardation’ and 
‘developmental disability’. As the aim of 
this part of the study was to determine 
how people with intellectual disability are 
identified in mainstream public health 
research, studies specific to this 
population were excluded. Each 
potentially relevant article was reviewed 

to identify the method that researchers 
used to identify people with intellectual 
disability.

We defined the identification of people 
with intellectual disability as when an 
article described the study population 
and it included people with intellectual 
disability. The article had to also describe 
how it was determined that participants 
had an intellectual disability (e.g. 
researchers asked whether participants 
identified as having an intellectual 
disability).

All articles were assessed by two 
reviewers (K.B., C.-H.T.). Potential 
articles were discussed with other 
authors (R.W., L.M., K.v.D) to determine 
eligibility.

Results
The results are presented in two 
sections. In the section ‘Inclusion of 
people with intellectual disability’, we 
present the results of the review of the 
inclusion of people with intellectual 
disability in RCTs and cohort studies in 
selected public health journals. In the 
section ‘Identification of people with 
intellectual disability’, we present the 
results of the review of the identification 
of people with intellectual disability in 
selected public health journals.

Inclusion of people with intellectual 
disability
Our first systematic review identified 386 
potential articles from the four target 
journals (see Figure 1); none of the 
articles arose from the same individual 
study. Of these, 118 did not provide 
sufficient information to conclude 
whether they were inclusive of people 
with intellectual disability and 115 did not 
meet the study design criteria of a RCT 
or cohort study involving human 
participants. Of the 153 remaining 
articles, 93 were classified as passively 
excluding and 18 as actively excluding 
people with intellectual disability. To 
demonstrate our decision-making 
process, we have provided an example 
of active and passive exclusion: Green 
et al.26 excluded participants if they 
attended a special learning disability 
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school and thus was classified as actively 
excluding people with intellectual 
disability; Cockayne et al.27 excluded 
participants who were unable to provide 
their own informed consent and asked 
participants to complete a postal or 
online questionnaire four times during the 
study period and thus was classified as 
passively excluding people with 
intellectual disability.

The 111 articles that passively and 
actively excluded people with intellectual 
disability were composed of 52 RCTs 
and 59 cohort studies. Among the 
articles that were classified as actively 
excluding people with intellectual 
disability, 11 articles (64%) were RCTs. Of 
the cohort articles that excluded people 
with intellectual disability, 52 articles 
(88%) could be classified as passively 
excluding people with intellectual 
disability.

The remaining 42 articles did not 
specifically identify they had included 
people with intellectual disability in their 
article; however, their exclusion and 
inclusion criteria, recruitment strategy, 
consent process and data collection 
could possibly have included this 
population group.

The 42 articles classified as possibly 
having included people with intellectual 
disability included 4 RCTs and 38 cohort 
studies (see Table 1). The articles 

reporting RCTs potentially included 
people with intellectual disability due to 
their inclusion and exclusion criteria 
relating to hospital admission (n = 1), 
flexible consent (n = 1), use of an inclusive 
database (n = 1) and by including infant 
participants (n = 1).

The 38 cohort articles consisted of 14 
(37%) prospective cohort studies and 24 
(63%) retrospective cohort studies. Of 
the 38 cohort articles, the majority (79%) 
of the articles pertain to either routine 
databases (n = 16) or clinical and 
research databases (n = 15). The method 
of possible inclusion of people with 
intellectual disability among the remaining 
cohort articles involved hospital 
admissions (n = 4), home visits (n = 1), 
flexible consent (n = 1) and infant 
participants (n = 2); articles that 
implemented these methods were all 
prospective cohort articles. All 
retrospective cohort articles classified as 
possibly including people with intellectual 
disability involved data accessed 
primarily through routine databases or 
clinical and research databases. Among 
the prospective cohort articles, six 
articles relied on routine databases and 
clinical and research databases, thus 
possibly including people with intellectual 
disability.

The 42 articles were broadly classified 
into three topics: diseases and treatment 

(n = 25), maternal and/or child health 
(n = 15) and social determinants of health 
(n = 2). The majority of cohort studies 
(89%) and RCTs (75%) had no patient 
involvement in the data collection 
process. Other methods of data 
collection for cohort articles included 
home visits (n = 2) and a questionnaire 
completed by parents (n = 3). The one 
RCT article that involved some form of 
participant contact included the use of 
questionnaires completed by proxy for 
data collection.

Identification of people with 
intellectual disability
In the systematic search of 11 public 
health journals, 113 articles were 
identified (Figure 2); none of these arose 
from the same individual study. Of these, 
39 were not empirical and 24 provided 
insufficient information to conclude 
whether they were inclusive of people 
with intellectual disability. Of the 
remaining articles, 30 did not specify that 
they had identified people with 
intellectual disability. A total of 14 articles 
specifically investigated intellectual 
disability.

Six articles were found that identified 
people with intellectual disability. The 
identification method used by each 
article varied; however, none used an IQ 
test or adaptive functioning tests 
administered by a psychologist. Methods 
of identification included self-report or 
proxy report, routine databases and an 
intellectual disability–specific database.

Two articles used self-report or proxy 
report of intellectual disability and then 
verified the diagnosis of intellectual 
disability by examination of a doctor. 
Thakur et al.28 conducted a cross-
sectional survey to investigate adverse 
outcomes related to reproductive and 
child health and highly toxic waste 
(n = 3,666). They identified people with 
intellectual disability by asking mothers of 
the participants whether their child had 
been diagnosed with intellectual disability 
or whether the child had missed 
language or developmental milestones. 
Intellectual disability was then verified by 
a medical doctor. Zheng et al.29 
compared the prevalence of disability in 

Figure 1

Flow of articles selected: inclusion of people with intellectual disability

386

153

118 not enough information

42

115 not study design of interest 

93 passively exclude
41 RCTs
52 cohorts

11 RCTs
7 cohorts

18 actively exclude

RCTs: randomised controlled trials.
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China using data from two national 
surveys conducted in 1987 and 2006. 
They identified people with intellectual 
disability by using a self-report or proxy 
report of studying difficulties, and 
intellectual disability was confirmed by 
medical examinations by study doctors.

Four of the six articles included used 
databases to identify participants. Two 
articles used data from routine databases 
to identify people with intellectual 
disability. Knudsen et al.30 investigated 
the health of non-participants in a 
population-based health survey 
(n = 18,565). They identified people with 
intellectual disability through disability 
pensions in which the main disabling 

condition was mental retardation. Moeller 
et al.31 used data from a cross-sectional 
survey of people who receive Medicare in 
the United States. They identified people 
with intellectual disability by a self-report 
or proxy report of a diagnosis of mental 
retardation by a doctor. Two articles 
identified people with intellectual disability 
through the Western Australian database 
Intellectual Disability Exploring Answers 
(IDEA) that records all diagnoses of 
intellectual disability using medical and 
educational systems records from 1983 
to 2010. Morgan et al.32 and O’Donnell 
et al.33 used this database to identify 
risks of schizophrenia and child and 
paternal factors related to increased risk 
of child maltreatment in Indigenous 
Australian children, respectively.

disCussion
Our ‘snapshot’ audit of selected medical 
and public health journals suggests 
among a substantial number of public 
health research articles, few specify the 
identification or inclusion of people with 
intellectual disability. Although it is 
intuitive to suggest that, given our 
findings, there exists a paucity of 
research that includes adults with 
intellectual disability, we must approach 
such interpretations cautiously. Over half 
of the articles that identified people with 
intellectual disability used databases 
that had no patient involvement. One in 
four articles reviewed did not provide 

enough information to determine 
whether they included or identified 
people with intellectual disability in their 
study.

In relation to our aim to identify the 
extent of inclusion (using the definitions 
provided), among the articles we 
identified, those presenting RCTs tended 
to actively exclude people with 
intellectual disability, usually through their 
strict recruitment inclusion criteria. In 
contrast, cohort studies were more likely 
to passively exclude people with 
intellectual disability, usually through 
restrictive data collection or participant 
recruitment methods.

In relation to our aim to identify 
methods of identifying people with 
intellectual disability, articles reported 
identification through self-report, proxy or 
database. The use of screening tools or 
validated instruments was non-existent. 
Although in the future identification of 
people with intellectual disability may be 
aided by advances in data linkage (see 
Balogh et al.34), it is also important to 
note that screening tools or validated 
instruments may not identify the ‘hidden 
majority’ of people with mild or borderline 
intellectual disability. These individuals 
are very difficult to recruit, not least 
because they may not identify as having 
a disability; however, it is critical that 
researchers continue to develop 
innovative ways to identify and include 
these individuals in public health studies 
to ensure that their health-related needs 
are captured and ultimately addressed.12

Limitations
Our findings must be considered in the 
context of several study limitations. First, 
due to the resource and time constraints 
in undertaking a review of the larger 
public literature, we limited our scope to 
auditing 13 prestigious medical and 
public health journals in English 
language. We attempted to ameliorate 
this limitation by choosing journals that 
are the most widely read (using impact 
factor as a proxy measure). Arguably, 
these journals are most relevant to our 
study aims as they are likely to represent 
the level of intellectual disability research 
relevant to most public health 

Table 1 Possible method of inclusion of people with intellectual disability

RCts Retrospective 
cohort studies

Prospective cohort 
studies

Hospital admission 1  0 4

Flexible consent 1  0 1

Routine database 0 14 2

Clinical and research database 1 10 4

Home visits 0  0 1

Infant participants 1  0 2

RCTs: randomised controlled trials.

Figure 2

Flow of articles selected: 
identification of people with 
intellectual disability

113

50

6

39 not empirical

24 not enough information 

30 not intellectual disability

14 specifically investigated
intellect



July 2015 Vol 135 No 4 l Perspectives in Public Health 209

The inclusion and identification of people with intellectual disability in public health research

Peer review

researchers (who are not specifically 
interested in intellectual disability 
research). Research investigating other 
journals, including those in other 
languages, is needed.

Second, we concentrated on studies 
considered to offer the highest hierarchy 
of evidence in quantitative public health 
research: RCTs and cohort studies. 
Certainly, descriptive quantitative studies 
and well-conducted qualitative research 
are essential to the development of our 
knowledge about the health-related 
experiences of people with intellectual 
disability. Our small scope is the key 
limitation of our study results; however, it 
allowed us to focus in detail on a 
substantial and well-read portion of the 
literature. Third, many articles provided 
insufficient detail when describing 
recruitment, data collection and 
identification methods, and, again, it was 
outside the scope of our resources to 
follow-up with authors. Over one-fifth of 
the articles failed to report sufficient 
information about the population in their 
study to determine whether and how 
they identified people with intellectual 
disability. Generally, insufficient 
information was provided about the 
sample population. Many articles did not 
report recruitment and sample 
characteristics, instead reporting 
secondary data analysis. This lack of 
information is problematic – data 
disaggregated by disability status would 
allow for a better understanding of the 
health disparities experienced by people 
with intellectual disability or at the very 
least would provide comparative data. 
Finally, our results may be representative 
of publication bias: given the challenges 
associated with conducting research with 
this population group,35 including 
complex issues of informed consent,36 
descriptive or qualitative study designs 
may not be considered adequate by 
many journal editors. Inclusive research 
involving people with intellectual disability 
may be published in lower impact 
journals that were not searched.

Despite these limitations, we are 
confident that we have produced a small, 
but accurate audit of the extent to which 
public health research identifies and 

includes people with intellectual disability. 
In doing so, we provide further evidence 
of the need for data relating to the health 
of people with intellectual disability. A 
stronger evidence base would inform 
those responsible for legislating health 
policies by establishing measurable and 
achievable benchmarks and targets. We 
would also be better equipped to 
advocate the need for improvements to 
be made to the amenable factors 
affecting health and wellbeing for this 
vulnerable and often marginalised group.

Implications
To ensure we build an adequate 
evidence base relating to the health of 
this overlooked population group, 
researchers specialising in intellectual 
disability should identify how they can 
best assist public health researchers to 
include and identify people with 
intellectual disability in their population-
level studies. We argue that it is 
insufficient to merely claim that 
mainstream public health research is 
currently lacking and exclusive. It would 
be more productive to work with 
mainstream researchers to make 
‘reasonable accommodations’ – 
necessary and appropriate modifications 
and adjustments not imposing a 
disproportionate or undue burden to the 
research process – to their study 
designs. Effort is needed to clarify 
definitional issues relating to intellectual 
disability and to recommend ways to 
overcome recruitment issues. 
Intellectual disability researchers must 
seek out research opportunities where 
the health of people with intellectual 
disability should be prioritised, be clear 
about the benefits and opportunities of 
working with this group and be open to 
drawing on others’ expertise in public 
health. Although we do not have the 
immediate answers to these complex 
and overlapping challenges, we hope 
that raising them in this forum will 
stimulate debate and movement 
forward. In particular, to ensure that 
people with intellectual disability are 
included in public health efforts, 
researchers need to be aware of the 
issues revolving around gaining written 

informed consent, data collection and 
other barriers to participation. We have 
provided a summary of research 
approaches that mainstream 
researchers can apply and which may 
be more inclusive of people with 
intellectual disability. Our proposed 
research approaches are similar to 
those recently proposed to promote 
inclusion of people with intellectual 
disability in medical research:24

 • A common form of passive exclusion 
is the process of informed consent. 
The issue of informed consent 
provides a clear case study of a 
complex issue that has stimulated 
substantial debate in the intellectual 
disability research literature36 that 
should be highlighted to mainstream 
public health researchers. The 
process of gaining informed consent 
should be flexible and have the 
option of having a substitute decision 
maker able to provide consent with 
the research participant proving their 
assent.

 • The strict selection criteria imposed 
by research studies may be 
considered a challenge to active 
inclusion. Feldman et al.24 
recommended educational activities 
targeted at researchers and ethics 
review board members promoting 
people with intellectual disability’s 
right to be involved in research. They 
also draw attention to the risk of not 
including people with intellectual 
disability rather than the potential 
harm people with intellectual disability 
may experience from participating in 
research.24

 • To overcome passive exclusion 
through recruitment methods, we 
recommend boarding recruitment 
materials beyond mainstream media 
and presenting the information in an 
easy-to-read format. When recruiting 
through third parties, such as health 
practitioners, discussing the 
selection criteria and stressing the 
research is inclusive of all population 
groups is important. A Canadian 
review of research involving people 
with intellectual disability found that 
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higher participation was found in 
articles that directly contacted 
participants (as opposed to service 
organisations).19 It has also been 
found that personally informing and 
motivating the carer of the person 
with an intellectual disability may 
result in a higher participation rate.37 
Multiple attempts to contact and 
enrol this group in research may also 
increase participation.20

 • Another form of passive exclusion 
which we propose could be 
overcome is exclusion through data 
collection methods. For example, 

participants can be provided support 
to complete surveys or are given 
multiple options to complete the 
survey (e.g. completing the survey 
over the phone, researcher visits and 
assists participant to complete). Also, 
invasive data collection methods 
requiring participants to travel to 
research sites can easily be 
addressed.

It is well established that the health of 
people with intellectual disability is poorer 
than that of the general population.4 As 
public health researchers, we believe an 

important first step is to address health 
inequities through inclusive research 
practices. We need researchers to 
prioritise inquiry and provide accurate 
and timely evidence relating to the health 
of people with intellectual disability, 
through peer-reviewed studies and 
national health surveys, and research 
investigating the social determinants of 
health.
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