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ORIGINAL ARTICLE 

How does parent/self-reporting of common respiratory conditions compare with medical 

records among Aboriginal and Torres Strait Islander (Indigenous) children and young adults? 

 

ABSTRACT 

Objective: Self-reporting and/or data from medical records are frequently used in studies to 

ascertain health history. Data on the discrepancies between these information sources is 

lacking for Indigenous Australians. This study reports such data for selected respiratory and 

atopic conditions common amongst Indigenous Australians. 

 

Study design: Data was extracted from the Indigenous Respiratory Reference Value study; a 

multi-centre cross-sectional study of Indigenous children and young adults (3-25 years) 

between June 2015 and November 2017. Only those living in rural/remote regions were 

included. 

 

Setting and participants: Self-reported history was collected from parents (if participants 

<18 years) or participants. Medical records were manually reviewed. Participants with 

incomplete data (missing self-reported and/or medical record information) were excluded. 

Agreement between sources was examined using Cohen’s kappa.  

 

Results: Of 1097 participants, 889 (97.1% <18 years) had sufficient self-reported and medical 

record histories for comparison. Asthma was self-reported by 15.7% of participants, and in 

medical records for 10.3% (κ=0.53, 95% CI 0.45-0.61). For bronchiectasis the data were 1.5% 

and 0.7% (κ=0.52, 95% CI 0.25-0.80); pneumonia 1.1% and 5.8% (κ=0.15, 95% CI 0.02-0.27); 

allergic rhinitis 6.6% and 0.6% (κ=0.05, 95% CI -0.03-0.13); eczema 5.8% and 6.2% (κ=0.30, 

95% CI 0.18-0.42). 

 

Conclusions: Within our cohort, agreement was moderate for asthma and bronchiectasis, 

fair for eczema but poor for pneumonia and allergic rhinitis. These results highlight the 

challenges associated with how best to obtain accurate health history within Australian 

Indigenous rural/remote communities. Generalisability of findings and contributions of poor 

health knowledge and/or poor medical record documentation need further exploration.  
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BRIEF POINTS: 

What is already known? 

• Self-reporting and/or data from medical records are frequently used in studies to 

ascertain health history 

• Errors in these information sources are well documented for some illnesses and can 

substantially impact on the monitoring and targeting of diseases 

• Few studies have examined discrepancies between self-reported and medical record 

information for Aboriginal and/or Torres Strait Islander Australians 

 

What this paper adds 

• Among Indigenous children living in rural/remote regions, the agreement between 

‘self-reported’ and medical record diagnoses was moderate for asthma and 

bronchiectasis, fair for eczema and poor for pneumonia and allergic rhinitis 

• Accurately determining the presence (or absence) of some conditions may be better 

achieved by also examining medical records rather than relying solely on self-

reported information 

• Future studies are needed to assess the impact of poor health knowledge and 

information recall, and medical record inaccuracies for this population 



INTRODUCTION 

Self-reporting and/or data from medical records are frequently used in studies to ascertain 

health history.1,2 There are advantages and disadvantages associated with both data 

sources. Self-reported data is an inexpensive way to obtain relevant information from a 

patient and can be administered on a national scale (e.g. health surveys). However, it is 

dependent on accurate patient recall3 and understanding of questions and conditions.4,5 

While medical records may be more robust, they can be influenced by 

incomplete/inaccurate recording of diagnostic information6 and the complexities of disease 

coding.7,8 Inaccuracies in these data sources not only impact the effective monitoring of 

conditions and development of interventional strategies, but also pose substantial problems 

for research studies that use these information sources as a way of checking if participants 

meet inclusion/exclusion criteria.  

 

In Australia, current estimates of disease prevalence and burden are primarily determined 

through self-reporting on National Health Surveys (NHS). However, several studies9-14 have 

found the agreement between self-reported and medical record data to be better for some 

conditions (such as diabetes, arthritis and asthma) and worse for others (stroke and heart 

diseases). These discrepancies have resulted in the under- or over-reporting of some 

conditions depending on which information source is used.7,15-18 No study has investigated 

the agreement between self-reported and medical record information for these conditions 

amongst Aboriginal and Torres Strait Islander (here forth referred to as Indigenous) 

Australians. Several studies however have identified discrepancies in the accuracy of self-

reported information when compared to clinical tests (e.g. biochemical assay and pathology 

tests). For example, one study found that 17% of pregnant Aboriginal women self-reported 

no smoking history however cotinine analysis indicated current smoking or exposure to high 

levels of passive smoking.19 Similarly, a recent study found that Indigenous Australians were 

unable to accurately self-report completion of diabetes, cervical cancer and cholesterol 

screening tests, likely resulting in an under-reporting of disease prevalence.20 Agreement 

between self-reported and clinical measurements of physical activity (accelerometer use) 

has been shown to be relatively high in one study only.21 Determining the accuracy and 

agreement between self-reported and/or medical record data is therefore important for this 

population and for future research studies. 



 

We are conducting a study (Indigenous Respiratory Reference Value [IRRV]) to determine 

appropriate reference values for two lung function tests (spirometry and fractional exhaled 

nitric oxide [FeNO]) for Indigenous Australians.22,23 The IRRV study requires the recruiting 

and identification of ‘healthy’ participants. For spirometry, ‘healthy’ participants should be 

free of any current (within past 12-months) and/or chronic respiratory conditions as this is 

known to reduce lung function.24 For FeNO, ‘healthy’ participants should be free of any 

respiratory and/or any atopic condition given the known influence of these factors on FeNO 

values.25 In similar studies, health history is determined solely through participant self-

reporting with no medical record involvement.26 There are currently no published data on 

the discrepancies between self-reported and medical record information for these 

conditions among Indigenous Australians. Availability of such data will assist in determining 

how best to identify ‘healthy’ participants for our IRRV work. . In this paper, we determined 

the agreement between self-reported and medical record diagnoses of asthma, 

bronchiectasis, pneumonia, allergic rhinitis and eczema of 889 Indigenous participants.  

 

MATERIALS & METHODS 

Participants 

We used data from 1097 participants recruited for our IRRV study (Supplement 1) from 

eight communities (Queensland n=7; Northern Territory [NT] n=1) between June 2015 and 

November 2017. The study was a multi-centre, cross-sectional cohort of Indigenous children 

and young adults (aged 3-25 years old). Ethics approval was given by the Human Research 

Ethics Committees of Children’s Health Queensland, Far North Queensland, Darling Downs 

and the Menzies School of Health Research/NT Health. Written informed consent was 

obtained from parents/guardians or participants (if aged ≥18 years). 

 

Participants with incomplete data (missing ethnicity, self-reported responses and/or 

medical record information) were excluded. Self-reported information was only classified as 

missing if all five topics of interest were recorded as missing. To ensure robustness of the 

analysis we also excluded participants from city and inner regional locations as we did not 

have the capacity to check all potentially relevant medical records from multiple primary 

care and specialist clinics in these locations. 



 

Parent/self-reported diagnoses and questionnaire information 

Parent/self-reported (referred to as self-reported) information was collected from parents 

(if participants <18 years) or from participants (≥18 years) using two questionnaires. The 

first questionnaire collected information on self-identification of ethnicity (Aboriginal, 

Torres Strait Islander or both Aboriginal and Torres Strait Islander [Both]) and on respiratory 

health history; diagnosis ever of asthma/bronchiectasis/pneumonia/lung cancer/neonatal 

lung disease/other (i.e. croup, whooping cough), current medication use, participant and 

maternal smoke exposure, and gestational age at birth. An ISAAC27 (International Study of 

Asthma and Allergies in Childhood) questionnaire was used to collect information about 

asthma, allergic rhinitis and eczema history. Local Indigenous research assistants or school 

liaison staff assisted in contacting parents to optimise communication of the research aims 

and to assist parents/participants in completing these questionnaires. All research assistants 

were instructed to deliver plain language explanations of conditions to parents/participants 

and to record responses only, not interpret.  

 

Medical records information 

Paper charts from local hospitals and community primary health centres were checked as 

appropriate for each community. Electronic medical records (Best Practice, Primary Care 

Information System) were additionally checked for four communities. We extracted data 

using a standardised form. All inpatient and outpatient clinic notes, admissions, discharge 

letter from local or tertiary hospitals, referrals and specialists’ clinical letters, and antenatal 

information were examined. Information was typically completed by the child’s treating 

primary care doctors, specialists, nurses and allied health professionals. Birth details 

(gestational age and weight) and diagnosis of asthma, bronchitis, bronchiolitis, 

bronchiectasis, pneumonia, croup, whooping cough, allergic rhinitis, eczema, scabies, 

impetigo, otitis media, and tonsillitis were specifically recorded. 

 

Data management 

All data (questionnaire responses, medical record information and test results) were 

entered into a secure database (FileMakerPro 15, CA, USA). Questionnaire responses and 

medical record information relating only to asthma, bronchiectasis, pneumonia, allergic 



rhinitis and eczema were extracted from the study database as these were common 

between the two information sources and the presence of these conditions excluded 

participants from inclusion into our overarching study. Self-reported asthma was noted if a 

participant answered ‘Yes’ on the respiratory health questionnaire and/or a positive ISAAC 

response was recorded for ‘ever had asthma’. Similarly, self-reported bronchiectasis or 

pneumonia was noted if a participant answered ‘Yes’ to these conditions on the respiratory 

health questionnaire. Positive ISAAC responses to ‘ever had hayfever’ and ‘ever had a 

problem with sneezing, or a runny, or blocked nose when not sick’ and/or ‘ever had eczema’ 

indicated self-reported allergic rhinitis and eczema respectively. Positive medical record 

evidence was noted if a participant had ever been diagnosed by a health professional for 

any of the five conditions. 

 

Statistical analysis 

Cohen’s kappa (κ) analysis was used to assess the level of agreement between self-reported 

and medical record evidence for each condition. Kappa scores of 0-0.2 were considered 

poor, 0.21-0.4 fair, 0.41-0.6 moderate, 0.61-0.8 good and >0.81 very good.28 All analyses 

were performed using Stata15 software (StataCorp, TX, USA). 

 

RESULTS 

Of the 1097 participants recruited from the IRRV study, 208 (19.0%) were excluded leaving 

889 participants for analysis (table 1). The majority of the final cohort (97.1%) were 

participants <18 years of age. Most of the excluded participants were from the city and 

inner regional communities, the majority of whom (n=115, 89.1%) were of Aboriginal 

heritage. Half of the cohort was male and there were fewer Aboriginal participants than 

Torres Strait Islander or Both.  

 

Agreement between self-reported and medical record diagnoses 

The agreement between self-reported and medical record information for the various 

diagnoses are presented in table 2. Evidence of asthma, bronchiectasis and allergic rhinitis 

were more commonly self-reported than found in medical records. Conversely, evidence of 

pneumonia and eczema was more commonly found in medical records than self-reported. 

The agreement between self-reported and medical record diagnoses was moderate for both 



asthma (κ=0.53, 95%CI 0.45-0.61) and bronchiectasis (κ=0.52, 95%CI 0.25-0.80) whilst that 

for eczema was fair (κ=0.30, 95%CI 0.18-0.42), and poor for both allergic rhinitis (κ=0.05 

95%CI -0.03-0.13) and pneumonia (κ=0.15, 95%CI 0.02-0.27). 

 

DISCUSSION 

To our knowledge this is the first study to examine the agreement between self-reported 

and medical record information for common respiratory and atopic conditions found among 

Aboriginal and Torres Strait Islander children and young adults. In our cohort (n=889), 

pneumonia and eczema were more commonly identified in medical records than self-

reported but asthma, bronchiectasis and allergic rhinitis were more commonly self-

reported. We found moderate agreement for asthma and bronchiectasis between self-

reported and medical record evidence (κ=0.53 and κ=0.52 respectively). In contrast, eczema 

had fair agreement, while pneumonia and allergic rhinitis had poor agreement scores.  

 

We found that within our cohort the frequency percentage for some conditions 

substantially differed depending on whether self-reported or medical record data was used. 

Reasons for these discrepancies are likely multifactorial and dependent on the specific 

condition. Historically, self-reported information is more accurate when the condition is well 

defined and easily recognised/diagnosed compared to conditions with complex or 

nonspecific symptoms.5,18,29 For example, conditions like allergic rhinitis and eczema are 

easily recognised by the parent/participant and can be treated with over-the-counter 

therapies with no documentation in medical charts. This could explain the difference in self-

reported and medical record evidence for these conditions in our cohort.  

 

However, this does not explain the discrepancy between self-reported and medical records 

for asthma. Evidence of asthma in our cohort was more likely to be self-reported (140 out of 

232 total cases) and interestingly, only 68 participants had evidence documented in both 

information sources. Asthma management typically requires routine follow-up with general 

practitioners or specialists to assess the need for medications, monitor exacerbations and 

assess asthma control. As such, we expected the agreement between information sources 

to be higher. Our finding of moderate agreement (κ=0.53) between information sources for 

asthma however is similar to previous Caucasian-based studies that have been conducted in 



Alaska (κ=0.5730), Canada (κ=0.427 and κ=0.5518) and the Netherlands (κ=0.414). It is possible 

that for our cohort, this may be due to an issue with health literacy (parents/participants 

confusing asthma with other asthma-like symptoms), language barriers and how the 

questions were asked (including wording). Health literacy and language barriers are 

undoubtedly important for all aspects of healthcare and information,31 including surveys 

and should be further explored. 

 

This could also explain the discrepancies seen between self-reported and medical record 

cases for bronchiectasis and pneumonia. Bronchiectasis was more likely to be self-reported 

(10 out of 16 total cases) than documented in medical records. However, the medical 

records for all of these participants had documented (at some stage in their life) 

bronchiolitis and/or bronchitis. Parents and participants answering the questionnaires may 

have misread or misinterpreted the question as a bronchiolitis/bronchitis query. Conversely, 

evidence of pneumonia was higher in medical charts (51 out of 61 total cases) highlighting 

the possibility of parents/patients not fully understanding this medical condition or that 

medical professionals did not use the term ‘pneumonia’ with parents at the time of illness.  

 

These findings may have relevance when considering the accuracy of results published in 

health surveys or studies on disease prevalence whereby health information is self-reported 

with no validation process undertaken to confirm yes/no responses. The Australian Bureau 

of Statistics acknowledges that this may introduce bias as participants’ responses may be 

impacted by the inability to recall disease specific information and a desire to provide 

responses they feel may be expected.1,32 For example, the Aboriginal and Torres Strait 

Islander Health Survey (ATSIHS)32 estimated that approximately 15% of Indigenous 

Australians in outer regional and very remote areas have asthma. While this was similar to 

our cohorts’ self-reported frequency percentage of 15.7%, when only using medical records 

data the percentage was lower at 10.3%. This highlights the potential risk to over- or under-

report prevalence in this population depending on the information source used.  

 

Despite the known pitfalls of relying solely on self-reported or medical record data there is 

currently no universally accepted gold standard as to which information source is more 

appropriate to use when determining disease prevalence and burden, or health history. Due 



to differences in disease severity, health literacy and access to health services, it is likely 

that each condition will lend itself to better recording from one particular source. 

Furthermore, differences in these influencing factors are also likely to vary between 

population groups. Future studies that investigate the influence of these factors on the 

agreement between self-reported and medical record information are needed to determine 

the impact specific information sources have on accurately determining disease prevalence 

and burden for certain diseases. As there are only a handful of studies that have examined 

the agreement between self-reported and medical record diagnosis for Indigenous 

Australians, further work with a wider disease focus is also needed in this population. 

 

These results suggest that information obtained in this population from self-reported and 

medical records relating to allergic rhinitis, eczema, asthma, pneumonia and bronchiectasis 

are not interchangeable. Within the context of our overarching research, our findings 

suggest that determining the presence (or absence) of conditions which are known to 

influence lung function results, may be better achieved by also examining medical records 

rather than relying solely on self-reported information as is current practice.  

 

Limitations 

Our study has several limitations. Firstly, our findings are only applicable to Indigenous 

Australians <25 years of age from outer regional and remote communities throughout 

Queensland. Secondly, due to our study design and the mobility between communities of 

many Aboriginal and Torres Strait Islander individuals we were unable to examine all 

medical sources for all participants (i.e. general practitioners, interstate records), although 

we took steps to minimise this. For the respiratory conditions such as asthma and 

bronchiectasis, the effect of this on agreement between sources may be minimal as 

diagnosis and treatment of these conditions typically require regular medical review and 

medications that would be documented in medical records.  

 

There is inherent bias in both self-reported and medical record sources. Our questionnaires 

may be impacted by recall bias and literacy (particularly where English was not the first 

language) although assistance from local Indigenous research assistants or school staff were 



sought to minimise this effect. Our cohort consisted predominantly of children and as such, 

parents completed questionnaires. Parent-obtained medical history can be influenced by 

the parents’ emotions and lack of exposure to the child’s daily symptoms,33 as well as issues 

with recall and health literacy. Also, the variation between research assistants may have 

introduced some bias. However, as it was necessary to adhere to Indigenous local needs and 

cultural sensitivities, several Indigenous research assistants across the communities were 

employed rather than just a single person. Regardless, responses to these questionnaires 

are reflective of our participants’ understanding of conditions. For medical record data, the 

quality and accuracy of information we extracted for comparison is dependent on the 

quality, accuracy and completeness of information recorded. The medical chart recordings 

are likely to have a bias to presenting symptoms rather than comprehensive health history. 

Variations in information recorded by medical staff, and their individual 

preferences/opinions relating to specific conditions may impact our results however; we are 

unable to overcome this in our analysis as it was not our aim to assess the accuracy of 

doctor diagnoses.  

 

CONCLUSION 

This is the first study to report on the agreement between self-reported and medical record 

information for common respiratory and atopic conditions impacting Indigenous 

Australians. We found that identifying an existing  history of some conditions may be better 

achieved by examining medical records rather than relying solely on self-reporting. These 

results highlight the challenges associated with how best to determine disease prevalence 

within Australian Indigenous rural/remote communities. Future studies are needed to 

better understand how the use of self-reported and medical record information can be best 

utilised in this population. 
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Table 1: Participant demographics 

Recruited participants n=1097 
Exclusions  

Missing ethnicity 13 (1.2%) 
City/inner regional 129 (11.8%) 

Missing Self-Report (SR) 41 (3.7%) 
Missing Medical Records (MR) 24 (2.2%) 

Missing SR & MR 1 (0.1%) 
 

Included participants n=889 
Age (years) - Median (25th – 75th percentile) 10.3 (7.2 – 13.3) 
Male 442 (49.7%) 
Ethnicity  

Aboriginal 212 (23.8%) 
Torres Strait Islander 334 (37.6%) 

Aboriginal and Torres Strait Islander (Both) 343 (38.6%) 
 
 
Table 2: Agreement between self-reported and medical record diagnoses  
 

 SR 
n (%) 

MR 
n (%) 

Both SR and MR 
n (%) 

κ 
(95%CI) 

Asthma 
(n=889) 

140 
(15.7) 

92 
(10.3) 

68  
(7.6) 

0.53 
(0.45-0.61) 

Bronchiectasis 
(n=877) 

13 
(1.5) 

6 
(0.7) 

5 
(0.6) 

0.52 
(0.25-0.80) 

Pneumonia 
(n=875) 

10 
(1.1) 

51 
(5.8) 

5 
(0.6) 

0.15 
(0.02-0.27) 

Allergic rhinitis 
(n=882) 

58 
(6.6) 

5 
(0.6) 

2 
(0.2) 

0.05 
(-0.03-0.13) 

Eczema 
(n=881) 

51 
(5.8) 

55 
(6.2) 

18 
(2.0) 

0.30 
(0.18-0.42) 

 
SR: self-reported evidence; MR: medical records evidence; Both SR & MR: evidence is both self-
reported and noted in medical records; κ: Cohen’s kappa; CI: confidence interval 
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