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Abstract

In this paper, we provide new evidence on the
factors associated with consent to data linkage
in young people from a sample of 16-17-year-
olds (born in 2004) participating in Growing Up
in Australia: The Longitudinal Study of Australian
Children. To our knowledge, this survey is the first
time consent to data linkage has been studied in
young people under 18 years of age. We extend
the existing literature by examining economic
record linkage, which is of particular concern

in longitudinal surveys given the complexity of
income support, benefits and pensions in many
developed countries.

The findings show that young people’s consent to
data linkage is above 80%. The findings also shed
light on significant demographic and psychosocial
correlates of consent to data linkage, the
influence of prior commitment to the survey by
the household, the influence of previous consent
to other forms of data linkage and the influence of
family members’ decisions on consent from the
young person.
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1 Introduction

The next generation of longitudinal studies faces
many of the challenges of other longitudinal
surveys: declining response rates, increased
survey costs to maintain survey response, and
reduced budgets (Couper 2017). Longitudinal
surveys, in particular, are expensive and require a
high level of commitment from participants. The
increasing availability of digital and administrative
data provides new, rich data resources for
researchers; an opportunity to reduce survey
burden for participants; and a mechanism to
accurately estimate the impact of survey attrition
in subsequent waves (Calderwood & Lessof 2009,
Davis-Kean et al. 2017). However, there is some
evidence to suggest that the new generation of
‘digital natives’ (Prensky 2001) has increased
expectations about their data privacy (Pew
Research Centre 2017).

A small number of studies have investigated the
factors associated with consent to data linkage

in longitudinal surveys, particularly among young
people. With the introduction of the new European
Union General Data Protection Regulation, which
focuses on explicit consent, more evidence is
needed to understand factors associated with
consent to data linkage for the next generation of
longitudinal survey participants.

1.1 Consent to data linkage

There is some research examining demographic
and psychosocial correlates of respondent
consent to administrative data linkage in
longitudinal studies, but very few studies
examining consent in young people. These
studies have found variation in the correlates,
depending on the nature of the population and
the type of consent (Sala et al. 2010, Baghal et
al. 2014, Mostafa 2014, Baghal 2016, Mostafa
& Wiggins 2017). For example, ethnic minorities
are consistently reported as having lower levels
of consent (Sala et al. 2010, Baghal et al. 2014,
Mostafa 2014, Baghal 2016, Mostafa & Wiggins

2017), due to concerns about privacy and levels of
trust (Sala et al. 2010, Baghal et al. 2014, Mostafa
2014). Some studies also report that participants
with lower levels of education or socioeconomic
status have lower consent rates (Baghal et al.
2014, Mostafa & Wiggins 2017). In household
surveys, there has been some evidence of
household ‘contagion’, with household members’
decisions about whether or not to consent
influencing others (e.g. Sala et al. [2010]).

We have identified only one study that has
examined linkage consent in young people.
Peycheva and colleagues (forthcoming) examined
linkage consent rates when participants from
the Next Steps longitudinal survey were aged
25-26 years. Consent to link was sought for nine
administrative datasets. Using a data-driven
approach with the rich data available from prior
waves, the researchers identified many factors
other than demographic and socioeconomic
that were associated with consent. Many of
these varied across different administrative data
requests. For linkage to income support records,
several novel factors were associated with higher
likelihood of consent, including greater school
engagement at age 13—14 years, answering
sexual experience questions at 18 years, not in
paid work at 17 years, seeking support when
feeling down at 17 years, university enrolment by
25 years, not smoking at 25 years and residential
stability at 25 years.

Correlates of consent rates vary, depending on
the type of data linkage requested. The study

by Peycheva et al. (forthcoming) identified

few correlates associated with consent that

are consistent across education, health

and economic records.! Experimental and
observational studies suggest that the highest
rates of consent are for education records,
followed by health records, and then income and
economic records. In the only experimental study
on this issue, Edwards and Biddle (forthcoming)
randomly assigned participants to different
groups and asked them to consent to different
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types of data linkage. Participants’ consent rates
for education data linkage were 5% higher than
those for health data linkage, and 20% higher
than those for income support data linkage.
Observational studies find the same pattern in
household panel surveys (Sala et al. 2010), and
among mothers in birth cohort studies (Mostafa
2014). Moreover, these patterns in consent to data
linkage appear to be consistent across survey
modes. For example, consent rates in the Next
Steps survey, which uses a sequential, mixed-
mode design, showed a similar variation, with the
highest rates observed for education data linkage,
followed by health and income/economic data
(Peycheva et al. forthcoming).

Consistent with studies of response rates

from different survey modes (Manfreda et al.
2008, Wengrzik et al. 2016), experimental and
observational studies of data linkage consent
find that consent rates are highest for face-to-
face interviews. The only experimental study
examining the effects of survey mode on consent
rates found that consent rates were 30% lower for
web surveys than for face-to-face surveys (Jackle
et al. 2018). Similarly, data linkage consent rates
for the Next Steps survey were 30% lower on the
web than for telephone or face-to-face surveys
for income/pensions, health and education data
(Peycheva et al. forthcoming).

Economic record linkage is of particular concern
in longitudinal surveys because of the complexity
of income support, benefits and pensions in
many developed countries; the central nature

of economic information to many longitudinal
studies; and the fact that studies have shown
that data linkage consent is lowest for economic
records (Sala et al. 2010, Mostafa 2014, Edwards
& Biddle forthcoming).

In this paper, for the first time, we examine
consent rates to different types of administrative
data linkage, and particularly factors associated
with data linkage consent among young people
(aged 16-17 years, born in 2004) participating in
Growing Up in Australia: The Longitudinal Study
of Australian Children. Consent was requested
during face-to-face interviews, which was a novel
approach to obtaining consent to income support
data linkage from young people under 18 years of
age. We consider demographic and psychosocial
correlates of consent to data linkage. We also

2 ANU CENTRE FOR SOCIAL RESEARCH & METHODS

consider design features common to many
longitudinal studies, including the influence of
prior commitment to the study by the household,
previous consent to other forms of data linkage,
and the influence of family members’ decisions
on consent from the young person.



2 Methods

2.1 Growing up in Australia:
The Longitudinal Study of
Australian Children

The Longitudinal Study of Australian Children
(LSAC) is Australia’s first nationally representative
(Edwards 2014) longitudinal study of child
development. It was designed as a stratified
random sample of children from all Australian
states and territories (excluding the most remote
areas). The sample was selected from the
Medicare Australia (formerly Health Insurance
Commission) database, the most comprehensive
database of the Australian population. In 2004,
LSAC recruited 5107 children aged 0-1 year (the
baby or B cohort) and 4983 children who were
4-5 years old (the kindergarten or K cohort),

and their families across all states and territories
of Australia. Information on these participants
has been collected every 2 years from multiple
respondents, including resident and nonresident
parents, teachers and carers, and by direct child
assessment and self-report. Detailed descriptions
of the study design and procedures can be found
in LSAC technical papers (Soloff et al. 2005, Gray
& Smart 2009).

2.2 Linked administrative data

Over the years, LSAC data have been linked to
national administrative data from the Medicare
Benefits Schedule (MBS), the Pharmaceutical
Benefits Scheme (PBS), the Repatriation
Pharmaceutical Benefits Scheme (RPBS), the
Australian Childhood Immunisation Register
(ACIR), the National Assessment Program —
Literacy and Numeracy (NAPLAN), the Australian
Early Development Census (AEDC), the Australian
Curriculum Assessment and Reporting Authority
(ACARA, also known as MySchool), and
Centrelink. These sources of administrative data
are described in Table 1.

2.3 Consent to data linkage

Table 2 provides summary information on LSAC
consents collected by respondents across waves.
In LSAC, a wave is defined as a point in time
when researchers collect data about children’s
development within the current economic, social
and cultural environment.

The study data were collected from multiple
respondents. ‘Study child’ is the cohort child
and the main respondent of the study. ‘Parent 1’
is the parent who knows the study child best; in
most cases, this is the child’s biological mother.
‘Parent 2’ is Parent 1's partner or another adult
in the home with a parental relationship to the
study child; in most cases, this is the biological
father, but stepfathers are also common. Parent 1
(and/or Parent 2) might change between waves,
and any new parent (new Parent 1) may join in
subsequent waves.

At wave 1, Parent 1 consented to data linkage

on behalf of the study child for the MBS, PBS
and ACIR. Parents also consented to having their
address details tracked. They had to complete
the consent form and sign it in the presence of a
witness. Incomplete forms resulted in incomplete
consent. New parents who joined in subsequent
waves also consented on behalf of the study
child.

At wave 3 data collection, Parent 1 of the

K cohort children was asked to provide consent
for allowing access to their study child’s NAPLAN
data. For those who did not provide consent

at wave 3, consent was obtained at wave 4. At
wave 4 data collection, Parent 1 of the B cohort
children was asked to consent to data linkage for
NAPLAN and the AEDC on behalf of the study
child. In subsequent waves, a new Parent 1 who
joined the study also consented.

In wave 6, study children in the K cohort at the
age of 14-15 years were asked to consent for the

WORKING PAPER NO. 7/2019 3



Table 1 National administrative data linked to LSAC
Area Name Description
Medical Medical Benefits Contains information on processed claims, patients and service
Schedule (MBS) providers for services that qualify for a benefit under the Health
Insurance Act 1973 (AIHW 2018a, MBS)
Pharmaceutical Benefits Contains information on PBS scripts, payments, patients, prescribers
Scheme (PBS) and dispensing pharmacies for prescription medicines that qualify for
a benefit under the National Health Act 1953 (AIHW 2018b, PBS)
Repatriation Structured like the PBS, contains information on prescription
Pharmaceutical Benefits medicines prescribed to Department of Veterans’ Affairs (DVA)
Scheme beneficiaries, including eligible veterans, war widows/widowers and
their dependants, under the Veeterans’ Entitlements Act 1986 (DVA?)
Australian Childhood Includes records of vaccinations given to children under 7 years of
Immunisation Register age who live in Australia and have been enrolled in Medicare since
(ACIR) 1996 (ACIR®)
Educational National Assessment Includes educational achievement test records in literacy and
Program - Literacy and  numeracy from an annual assessment for students enrolled in years
Numeracy (NAPLAN) 3, 5, 7 and 9 since 2008 (National Assessment Program®)
Australian Early Includes school readiness measures of early childhood development
Development Census at the time children commence their first year of full-time school,
(AEDC) every 3 years since 2009 (AEDC?)
Australian Curriculum Contains information about schools and the outcomes of schooling,
Assessment and as required by the Council of Australian Governments Education
Reporting Authority Council (ACARAY). ACARA is responsible for collating NAPLAN data
(ACARA)® received from Australian schools, collecting school characteristics
and managing the MySchool website
Income Centrelink Includes Centrelink income support payment records for services
support provided at times of major change for seniors, jobseekers, students
and trainees, families, carers, parents, people with disability,
Indigenous Australians, and people from culturally and linguistically
diverse backgrounds (DHS?9)
a www.dva.gov.au/factsheet-hsv92-repatriation-pharmaceutical-benefits-scheme
b https://data.gov.au/dataset/australian-childhood-immunisation-register
c www.nap.edu.au
d www.aedc.gov.au
e ACARA is also known as MySchool. This linkage does not require consent.
f  www.acara.edu.au/reporting/my-school-website
g Australian Government Department of Human Services (www.humanservices.gov.au/organisations/about-us/statistical-

information-and-data)

first time to data linkage for the MBS, PBS and
RPBS. In waves 5 and 6, a new Parent 1 who
joined the study also consented.

In wave 7, Parent 1 and Parent 2 themselves
consented to their data linkage for the MBS, PBS
and RPBS. Consent to access NAPLAN data in
wave 7 for the K cohort was not required because
study children were beyond year 9 level at school
(i.e. when NAPLAN does not apply). However,

at this wave, consent to link income support
administrative data was obtained from Parent 1

4 ANU CENTRE FOR SOCIAL RESEARCH & METHODS

and Parent 2 of K cohort children. The K cohort
study child aged 16-17 years also provided
consent to link income support administrative
data for the first time.



Table 2

Wave Respondent

Consent for

B cohort

LSAC consents by respondents and the two cohorts across waves

K cohort

1 Parent 1 Study child MBS, PBS, ACIR MBS, PBS, ACIR
2 New Parent 1 Study child MBS, PBS, ACIR MBS, PBS, ACIR
3 New Parent 1 Study child MBS, PBS, ACIR MBS, PBS, ACIR
Parent 1 Study child No linkage NAPLAN
4 New Parent 1 Study child MBS, PBS, ACIR MBS, PBS, ACIR
Parent 1 Study child NAPLAN, AEDC NAPLAN
5 New Parent 1 Study child MBS, PBS, ACIR, NAPLAN MBS, PBS, ACIR, NAPLAN
6 New Parent 1 Study child MBS, PBS, ACIR, NAPLAN MBS, PBS, ACIR, NAPLAN
Study child Themselves No linkage MBS, PBS
7 New Parent 1 Study child MBS, PBS, ACIR, NAPLAN MBS, PBS, ACIR
Study child Themselves No linkage CLNK
Parent 1/Parent 2 Themselves MBS, PBS, RPBS MBS, PBS, RPBS, CLNK

ACIR = Australian Childhood Immunisation Register; AEDC = Australian Early Development Census; CLNK = Centrelink income
support administrative data; MBS = Medicare Benefits Schedule; NAPLAN = National Assessment Program — Literacy and

Numeracy; PBS = Pharmaceutical Benefits Scheme

2.4 Factors influencing the
study child’s consent to link
Centrelink income support
administrative data

We developed a framework of consent (Figure 1)
to explore the factors that influence consent

to link to income support administrative data
among study children aged 16-17 years, mindful
that the framework should have the capacity

to include novel variables (following Peycheva

et al. forthcoming). This framework considered
the interplay between the study child, parental
characteristics, the household environment and

study commitment, and the study child’s consent.

The study child’s birthweight, gender, birth

order, Aboriginal/Torres Strait Islander status,
any medical conditions/disabilities expected

to last 6 months or longer, conduct problems,
academic problems, and their previous consent
to link MBS/PBS data were considered within the
framework to be included in the analyses.

The limited prior research shows that school
engagement is important for linkage consent
to income support data (Peycheva et al.
forthcoming). Therefore, we include a measure

of conduct problems and academic problems
to capture engagement in school (see Table 3).
Using parents’ responses to the ‘Conduct
Problems’ subscale of the Strengths and
Difficulties Questionnaire (Goodman 2001), we
classified children into two categories: ‘scores
less than 4’ and ‘scores of at least 4’. Children
were considered to have higher symptoms of
conduct problems if they had scores of at least
4 (AMHOCN 2005). Using the rating of ‘Overall
School Achievement’ from the Teacher Academic
Rating Scale (used in the Early Childhood
Longitudinal Study, Kindergarten cohort of
1988-99), we classified children into two
categories: ‘those having academic problems’
and ‘those not having academic problems’.
Children were considered to have academic
problems if they were rated as ‘below average’ or
‘far below average’, and as not having academic
problems if they were rated as ‘far above
average’, ‘above average’ or ‘average’ by their
teacher.

In parental characteristics (see Figure 1 and
Table 3 for full list), we included information from
both Parent 1 and Parent 2, where information
was available. Unless stated otherwise,
characteristics from both parents were combined
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to create three groups: ‘common to both parents’,
‘common to only one parent’ and ‘not common to
both parents’.

Other studies have reported lower rates of
consent from people from diverse ethnic
backgrounds (parent country of birth, language
other than English, child Indigenous status)

(e.g. Baghal et al. [2014]). Parents’ levels of time
pressure (weekly work hours from all jobs), stress
(stressful life events, psychological distress) and
substance use (current smoking status, alcohol
consumption) could influence the degree to which
they approach the interviewer in a hostile or
suspicious manner and influence their children.
We categorised alcohol consumption into ‘high’
and ‘low’ using information on regular short-term
risky drinking — that is, whether the parent has
five or more (for women) or seven or more (for
men) drinks in a single sitting, on at least two or
three occasions per month. Using the National
Longitudinal Survey of Children and Youth
(Statistics Canada 2000), we explored how often
parents and primary caregivers engaged in a
range of behaviours that demonstrate consistent
parental discipline. We then categorised the
data into ‘scores less than 3.5’, which indicates a
low level of consistent discipline or inconsistent
discipline, and ‘scores of at least 3.5, which
indicates consistent parental discipline.

Using responses to the Argumentative
Relationship Scale (an adoptive measure of the
co-parenting scale; Ahrons 1981), we placed
respondents into two categories: those above the
median in argumentativeness and those below
the median. We then explored argumentativeness
for both parents and classified their relationship
into one of four categories: ‘both parents reported
low (i.e. below the median) argumentativeness’,
‘one parent reported high (i.e. above the median)
argumentativeness’, ‘both parents reported high
argumentativeness’, and ‘ineligible to answer the
argumentative scale — lone-parent families’. Using
the Kessler K6 Screening Scale (Kessler et al.
2003), we divided participants into two categories
of psychological distress: ‘those scoring at least
14’ (who were considered to have psychological
distress) and ‘those scoring under 14’ (who were
not considered to have psychological distress).
Using an adaptation of the Stressful Life Events
scale from the Path Through Life Study (CMHR

6 ANU CENTRE FOR SOCIAL RESEARCH & METHODS

2005), the total number of stressful life events was
classified into ‘less than four stressful events’ and
‘four or more stressful events’. The question was
asked of Parent 1 but relates to both parents.

Although the inclusion of a measure of parenting
style (parental consistency) as well as a measure
of parental discord (parental argumentativeness)
was exploratory, young people may be directly
influenced by their interaction with their parents
and through observing parents, and this may well
translate into higher consent rates at interview.
Parental consent to link MBS/PBS data was
included, to capture parental influence (e.g. Sala
et al. 2010).

The study child’s household characteristics
included lone-parent household, siblings in

the household, equivalised household income
quintiles, Socio-Economic Indexes for Areas
(SEIFA) index of advantage/disadvantage,
government benefits as family’s main income,
financial stress, remote residence, housing tenure
and household mobility (whether study child has
moved house in the previous 2 years). Household
income was classified into quintiles of equivalised
household income. The SEIFA Index of Relative
Socio-economic Advantage and Disadvantage

is an area-level socioeconomic measure (ABS
2008), which was classified into ‘lowest 25%/,
‘middle 50%’ and ‘highest 25%'.

In terms of household characteristics, we include
an indicator for receipt of government benefits, as
some research has indicated that having a prior
relationship with the agency may lead to higher
rates of consent (Sakshaug et al. 2012, Mostafa
2014, Edwards & Biddle forthcoming). Having

a family member with a disability or medical
condition could also mean that the household

is more likely to receive a government benefit of
some form (Disability Support Pension, Carer
Payment or Carer Allowance).

Using the financial hardship scale (Bray 2001),
financial stress options were grouped into

‘no stressful events’, ‘one event’ and ‘two or
more events’. Housing factors (mobility, tenure,
neighbourhood socioeconomic disadvantage
and remoteness) have been found to influence
consent (e.g. Peycheva et al. forthcoming).



As with previous research in this area, study
commitment or loyalty is considered to be a key
driver of future consent (Mostafa 2014). We used
‘study commitment’ as a covariate, which was
defined using participation and nonresponse data
from current and previous waves (see Figure 1).
This variable had four categories: ‘responded to
all waves’, ‘'marginally attached and responding’,
‘refusal in the last wave’ and ‘noncontact in

the last wave’ (Bandara et al. forthcoming). In
the analyses, only the first two categories were
included, because the subpopulation who were
not available to consent at wave 7 was the same
as those who refused or were noncontact in the
last wave.

Table 3 presents the distribution of study
child characteristics (N = 3089), parental
characteristics, household characteristics and
study commitment.

2.5 Statistical analyses

First, we used descriptive statistics to understand
consent rates to different types of administrative
data across waves, to provide a context for young
people’s data linkage consent to income support
administrative data.

Second, to gain a preliminary understanding of
the degree of consistency of data linkage consent
over time, agreement between the study child’s
consent to link MBS and PBS data at wave 6 with
consent to link income support administrative
data at wave 7 was described with a 95%
confidence interval (Cl). Analysis only included
children who participated in both waves (waves 6
and 7) and who provided consent information.

Third, in light of the framework (see Figure 1 and
Table 3), univariate logistic regressions (Peters
2008) explored the association between each

of the study child’s characteristics (excluding
previous consent to link MBS/PBS data), parental
characteristics, household environment and study

Figure 1

Respondent

Study child

Characteristics characteristics

Framework of study child’s consent to link income support administrative data

Household
characteristics

Parental
characteristics

Study
commitment

Responding
to all waves

. . Noncon
Marginally Refusal in the vonco tact
in the last
attached last wave
wave

Available to

consent to income
support data linkage
at wave 7

Not available to

consent to income
support data linkage
at wave 7
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Table 3  Study child characteristics, parental characteristics, household characteristics and
study commitment

Factor Categories

Birthweight Low birthweight (<2500 g) = 5.8%; appropriate birthweight (2500-4000 g) = 80.5%;
high birthweight (>4000 g) = 12.7%; not reported = 1%

Gender Male = 51%; female = 49%

Birth order First-born child = 43.5%; second or subsequent child = 56.5%

Aboriginal or Torres Strait  Not Aboriginal/Torres Strait Islander = 97.7%; Aboriginal/Torres Strait Islander = 2.3%;
Islander status not reported = 0.1%

Medical condition/ No medical condition/disability = 93.7%; medical condition/disability = 6.3%
disability?

Conduct problems Scores of <4 = 93.7%; scores of >4 (higher symptoms of conduct problems) = 6.3%
Academic problems Not having academic problems = 81.6%; having academic problems = 13.5%; not

reported = 4.9%

Previous medical consent® Did not consent = 10.8%; consented = 85.4%; did not participate at the time of
consent = 3.9%

Parental country of birth Both parents born in Australia/New Zealand = 61.5%; only one parent
born in Australia/New Zealand = 26.3%; both parents born outside
Australia/New Zealand = 12.1%; not reported = 0.03%

Parental main language Both parents spoke English = 81.1%; only one parent spoke a language other than
spoken at home English = 8.7%; both parents spoke a language other than English = 9.8%; not
reported = 0.4%

Parental education Year 12 or lower = 12.5%; advanced diploma/certificate/other = 40.5%; bachelor
degree and above = 47%

Parental working hours Both parents worked >35 hours = 36.4%; only one parent worked >35 hours =
54.4%; both parents worked <35 hours = 4.9%; not reported = 4.3%

Parental medical Both parents with no medical condition/disability = 75.6%; one parent with medical

condition/disability? condition/disability = 18.2%; both parents with medical condition/disability = 2.7%;
not reported = 3.5%

Parental smoking status Both parents do not smoke = 71.6%; only one parent currently smokes = 19.9%j;
both parents currently smoke = 5.3%; not reported = 3.1%

Parental alcohol No-one consumes high levels = 70.1%; only one parent consumes high levels

consumption = 17.8%; both parents consume high levels = 4.4%; not reported = 7.8%

Parental consistency Both parents reported high consistency = 55.6%; one parent reported

high consistency = 32.4%; both parents reported low consistency = 9.1%;
not reported = 2.9%

Parental Both parents reported low argumentativeness = 34.4%; one parent

argumentativeness reported high argumentativeness = 25.9%; both parents reported high
argumentativeness = 19.7%; lone-parent families = 19.1%; not reported = 0.9%

Parental psychological Both parents with low level of psychological distress = 72.6%; one parent with

distress high level of psychological distress = 22.8%; both parents with high level of
psychological distress = 2.2%; not reported = 2.4%

Parental stressful life Less than 4 stressful events = 68.6%; 4 or more stressful events = 31%;

events not reported = 0.5%

Parental consent® Both parents did not consent = 5.5%; one parent consented = 52.7%; both parents
consented = 32%; parent(s) did not participate at the time of consent = 9.8%

Siblings in household None = 16.7%; 1 sibling = 45.1%; 2 siblings = 26.6%; 3 or more siblings = 11.6%

continued
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Table 3 continued

Factor Categories

Household income 1st (lowest) quintile = 20.3%; 2nd quintile = 20.3%; 3rd quintile = 19.8%;
4th quintile = 19.9%; 5th (highest) quintile = 19.7%

SEIFA index of advantage/ Lowest 25% = 25.6%; middle 50% = 50.5%; highest 25% = 23.9%
disadvantage

Government benefits? No = 93.2%; yes = 6.7%; not reported = 0.2%
Financial stress No stressful events = 85%; 1 event = 9%; 2 or more events = 6%
Remote residence Moderate to highly accessible area = 96%; remote or very remote area = 3.6%; not

reported = 0.4%

Housing tenure Owner without a mortgage = 20.9%; owner with a mortgage = 58.7%; renter —
private landlord = 14.2%); renter — state/territory housing authority = 2.2%; other
landlord/other tenure type = 4.1%

Household mobility® No = 83.6%; yes = 16.3%; not reported = 0.03%

Study commitment Responded to all waves = 90.4%; marginally attached and responding = 9.6%

SEIFA = Socio-Economic Indexes for Areas

a Expected to last 6 months or longer

Consent to link Medicare Benefits Schedule/Pharmaceutical Benefits Scheme data
Consent to link income support administrative data

Family’s main income is government benefits.

® O O T

Whether study child has moved house in the previous 2 years. Information was sought from wave 7 K cohort data collection; if
this was not available, information from the previous wave was used to capture appropriate previous longitudinal information.

Note: N = 3089.

commitment and the study child’s consent to link but the sample was restricted to children with
income support administrative data. available consent information from both wave 6
for MBS/PBS data linkage and wave 7 for income
support administrative data linkage (n = 2967;
excluding partial missing data: n = 2). The ORs
and Cls are presented.

Based on these analyses and significant findings,
a mutually adjusted multivariable logistic
regression model was developed. The results
presented from the model include the Wald chi-

square statistic, the P value of Wald chi-square Analyses were conducted using SAS software
statistic, adjusted odds ratios (OR) and 95% (version 9.4, SAS Institute, Cary, NC, USA). A
Cl values. Where appropriate, ‘not reported’ two-sided P value of <0.05 was considered

categories within factors were included to capture  statistically significant.
the full possible analytical sample (n = 3087;
excluding partial missing data: n = 2).

A full model was also developed that included all
factors from initial analyses. However, because
it did not improve the model fit, results are not
presented.

Lastly, to understand the role of prior data linkage
consent, a separate mutually adjusted model
examined the study child’s previous consent to
link MBS/PBS data (at wave 6) with their consent
to link income support administrative data. The
model included all the factors from the last model,
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3 Results

Table 4 presents the LSAC consent rates by parents provided consent to link NAPLAN data.
respondents and both cohorts across waves. Parent consent to link their MBS data was

Rates were calculated based on those who provided by 82% and 89% of Parent 1 of the B
participated at the wave when the consent was and K cohorts, respectively. For PBS/RPBS data,
sought. the figures were 81% and 88% of Parent 1 of the

) B and K cohorts, respectively. These rates were
Consent to link MBS, PBS and ACIR lower for Parent 2: 70% and 72% for MBS, and

administrative data to LSAC was provided by 68% and 69% for PBS/RPBS. K cohort Parent 1
93% of Parent 1 of the B and K cohorts. Nearly had an 85% consent rate to link to income

90% of B cohort parents provided consent to link support administrative data, compared with
AEDC and NAPLAN data, and 95% of K cohort

Table 4 LSAC consent rates by administrative data, respondent and cohort

B cohort K cohort

Consent rate, Consent rate,
Wave Data Respondent % (95% CI) % (95% CI)

Parent reporting on behalf of study child

1 MBS Parent 1 5107 93.4 (92.7-94.1) 4983 93.4 (92.7-94.1)
1 PBS Parent 1 5107 93.3 (92.6-94.0) 4983 93.4 (92.7-94.1)
1 ACIR Parent 1 5107 93.5 (92.8-94.2) 4983 92.3 (91.6-93.1)
4 AEDC, NAPLAN Parent 1 4242 89.9 (89.0-90.8) na na

3/4 NAPLAN Parent 1 na na 4431 95.4 (94.8-96.0)

Parent reporting for themselves

7 MBS Parent 1 3286 82.0 (80.7-83.3) 3002 89.0 (87.9-90.2)
7 PBS/RPBS Parent 1 3286 81.1 (79.8-82.5) 3002 87.6 (86.4-88.8)
7 MBS Parent 2 1999 70.4 (68.4-72.4) 1775 71.6 (69.5-73.7)
7 PBS/RPBS Parent 2 1999 68.2 (66.1-70.2) 1775 69.0 (66.9-71.2)
7 CLNK Parent 1 na na 3002 85.0 (83.8-86.3)
7 CLNK Parent 2 na na 1775 59.2 (56.9-61.5)

Study child reporting for themselves

6 MBS Study child na na 3537 86.6 (85.5-87.7)
6 PBS Study child na na 3537 85.4 (84.2-86.5)
7 CLNK Study child na na 3089 81.2 (79.8-82.5)

ACIR = Australian Childhood Immunisation Register; AEDC = Australian Early Development Census; Cl = confidence interval;

CLNK = Centrelink income support administrative data; MBS = Medicare Benefits Schedule; na = not applicable; NAPLAN = National
Assessment Program — Literacy and Numeracy; PBS = Pharmaceutical Benefits Scheme; RPBS = Repatriation Pharmaceutical
Benefits Scheme

Note: Data presented in the table are based on the date of extraction. It is possible to update consent information, over time, through
further data cleaning.
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59% of Parent 2. Study child consent rates were
87% for MBS, 85% for PBS and 81% for income
support administrative data.

Table 5 presents the agreement between the
study child’s consent to link MBS and PBS data
at wave 6 and consent to link income support
administrative data. For children with available
consent information from both wave 6 for MBS
data linkage and wave 7 for income support
administrative data linkage (n = 2969), 73.5%
consented to both; 15.4% did not consent in
wave 6 but did in wave 7; 8.3% consented in
wave 6 but not in wave 7; and 2.9% did not
consent in both waves.

Children also consented to PBS data linkage

at wave 6. Comparing these rates with consent
rates for linking income support administrative
data at wave 7, we observe that 72.6% consented
to both linkages; 15.0% consented to linkage of
income support administrative data but not PBS
data; 9.1% consented to linkage of PBS data
but not income support administrative data; and
3.2% did not consent to both linkages. Seventy-
six per cent of children were consistent in their
consent decisions in waves 6 and 7 (either
consented at both waves 6 and 7 or did not
consent at waves 6 and 7).

3.1 Study child’s consent
to link income support
administrative data

At wave 7, 81% of the participating K cohort
children provided consent to link income support
administrative data (2507 of the participating
3089). At wave 7, 1894 children did not participate
in the study as a result of refusal or noncontact.

Each factor was initially examined in logistic
regression models. The study child’s consent

to link income support administrative data was
significantly associated with their Aboriginal/
Torres Strait Islander status (P = 0.0378),
academic problems (P = 0.0003), previous
consent to link MBS/PBS data (P < 0.0001),
parental smoking status (P = 0.0328), parental
argumentativeness (P = 0.0175), parental consent
to link income support administrative data

(P < 0.0001), equivalised household income

(P = 0.0209) and study commitment (P < 0.0001).

In the mutually adjusted logistic regression model
(following Peycheva et al. [forthcoming]), the study
child’s academic problems and parental consent
to link income support administrative data were
significantly associated with the study child’s
consent to link income support administrative

Table 5

MBS consent at wave 6

Consent for
income support

Did not Did
consent, consent,
n (%) n (%)

administrative
data at wave 7

Total,
N (%)

Agreement between study child’s consents at two consecutive waves

PBS consent at wave 6

Did not Did
consent, consent,
n (%) n (%)

Total,
N (%)

Did not consent 86 (2.9) 246 (8.3) 332 (11.2) 96 (3.2) 271 (9.1) 367 (12.4)
Did consent 456 (15.4) 2181 (73.5) 2637 (88.8) 446 (15.0) 2156 (72.6) 2602 (87.6)
Total 542 (18.3) 2427 (81.7) 2969 (100.0) 542 (18.3) 2427 (81.7) 2969 (100.0)
Agreement 76.4% (95% Cl 74.8-77.9%) 75.9% (95% Cl 74.3-77.4%)

Cl = confidence interval; MBS = Medicare Benefits Schedule; PBS = Pharmaceutical Benefits Scheme
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data. Study children with academic problems
were less likely to consent (OR = 0.71; 95%

Cl1 0.54 to 0.95) than those with no academic
problems; and children with parent(s) consenting
to link income support administrative data

were more likely to consent to data linkage

(OR = 10.89; 95% CI 7.64 to 15.53 for single
parent consent; and OR = 19.11; 95% CI 12.94 to
28.23 for both parent consent). Overall findings
from the model are summarised in Table 6.

3.2 Role of prior data linkage
consent

To investigate further the study child’s previous
consent to link MBS/PBS data (at wave 6)

with the study child’s consent to link income
support administrative data, another model was
developed adjusting for all the factors included in
Table 6. Children who consented previously to link
MBS/PBS data were more likely to consent to link
income support administrative data (OR = 1.47;
95% CI 1.09 to 2.00; P = 0.0127).

Table 6 Model results for association with study child’s consent to link income support
administrative data
Factor Category Reference category P Adjusted OR  95% CI
Aboriginal or Aboriginal/Torres Strait Not Aboriginal/Torres  0.7547 1.1 0.59-2.08
Torres Strait Islander Strait Islander
Islander status
Academic Having academic Not having academic  0.0123 0.71 0.54-0.95
problems problems problems
Not reported 1.50 0.91-2.47
Parental smoking  Only one parent currently Both parents do not 0.6511 1.06 0.81-1.40
status smokes smoke
Both parents currently 0.80 0.52-1.24
smoke
Not reported 0.89 0.50-1.57
Parental One parent reported high  Both parents 0.9852 1.04 0.79-1.36
argumentativeness argumentativeness reported low
argumentativeness
Both parents reported 1.05 0.78-1.42
high argumentativeness
Lone-parent families 1.06 0.76-1.49
Not reported 0.84 0.32-2.21
Parental One parent consented Both parents did not <0.0001 10.89 7.64-15.53
consent to link consent
income support Both parents consented 19.11 12.94-28.23
administrative data - pgrent(s) did not 1.10 0.73-1.66
participate
Household income 2nd quintile 1st quintile 0.1793 0.82 0.60-1.13
. (lowest quintile)
3rd quintile 1.19 0.84-1.69
4th quintile 0.84 0.59-1.17
5th quintile (highest 0.95 0.66-1.35
quintile)
Study commitment Responded to all waves Marginally attached 0.0711 1.35 0.98-1.87

and responding

Cl = confidence interval; OR = odds ratio
Note: OR is statistically significant at Pr(X? < 0.0001) if bolded.
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4 Discussion

In this paper, for the first time, we identify factors
associated with young people’s consent to
linkage of income support data in a nationally
representative study. To our knowledge, this is
the first time consent to data linkage has been
studied in young people under the age of 18. We
find that young people’s consent to data linkage
was above 80% in waves 6 and 7, but there was
a slight decline in consent rates between the
two waves. Moreover, although young people
are generally consistent in their consent to data
linkage, with 76% either consistently providing
consent or not providing consent, 24% changed
their consent between waves. In line with prior
studies that have shown that data linkage consent
is lowest for economic records (Sala et al. 2010,
Mostafa 2014, Edwards & Biddle forthcoming),
LSAC data linkage consent is also lower for
income support data than for medical records.

This paper’s central focus was to identify factors
influencing the study child’s consent to link to
income support administrative data using a
framework that incorporated novel characteristics
(see Figure 1). We considered both of the study
child’s parents, allowing us to observe whether
either parent’s characteristics contributed to

the study child’s consent. We also considered
household characteristics, which enabled us to
consider the interplay between the study child
and their family. Finally, we considered study
commitment, which captures response status in
prior waves.

We have shown that the study child’s consent
is significantly associated with multiple
characteristics. In the univariate analyses,
these included the study child’s Aboriginal

or Torres Strait Islander status, academic
problems, parental smoking status, parental
argumentativeness, parental consent to link
income support administrative data, household
income and study commitment. In multivariate
analyses, the study child’s academic problems,
parental consistency and parental consent to
link income support administrative data were

statistically significant. We also showed that study
child consent is significantly associated with their
previous consent to other administrative data
linkage.

Parental consent to link income support
administrative data was particularly influential

in the study child’s consent. These findings

are consistent with the notion of household
contagion, where household members influence
each others’ decisions, and the findings of Sala
et al. (2010) that other members of the household
have the greatest influence on a person’s
propensity to consent to data linkage. Prior
consent to data linkage was also a significant
factor in current consent to data linkage (even
after other factors were taken into account), which
is consistent with recent findings that there is

a moderate level of consistency in data linkage
consent over waves (Jackle et al. 2018).

Many of the characteristics identified in the
univariate analyses were consistent with prior
studies that showed that ethnic minorities

(e.g. Aboriginal or Torres Strait Islanders; Sala
et al. 2010, Baghal et al. 2014, Mostafa 2014,
Baghal 2016, Mostafa & Wiggins 2017) and
those at lower socioeconomic levels (household
income and working hours; Baghal et al. 2014,
Mostafa & Wiggins 2017) were associated with
lower levels of consent to data linkage. However,
consistent with the findings of Peycheva et al.
(forthcoming), when a large number of other
factors, including demographic characteristics,
were considered, many demographic factors
were no longer statistically significant. Peycheva
et al. (forthcoming) also reported that 24-year-
olds’ experience with income support was not
associated with consent to data linkage. This is
consistent with our finding that parental receipt
of government benefits was not related to young
people’s propensity to consent to linkage of
income support data.

One of the limitations of the current study is that
we did not have measures of trust from young
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people or parents, which have been found to be
associated with higher levels of consent (Sala
et al. 2010, Baghal et al. 2014, Mostafa 2014).
However, given that Sala et al. (2010) reported
that trust accounts for a small fraction of the
variability in consent rates compared with other
household members’ decisions, this omission
is unlikely to have led to a high level of omitted
variable bias.

A significant limitation of our study is that it is
observational and not experimental. For example,
it may be that the household contagion we
observed could also reflect other (unobserved)
household characteristics. However, it is
reassuring that many of our findings accord with
experimental studies in terms of differences in
rates of consent to data linkage (e.g. Edwards &
Biddle [forthcoming]), other observational studies
of young people’s propensity to consent to data
linkage (e.g. Peycheva et al. [forthcoming]), and
household panel studies (e.g. Sala et al. [2010]).
Another limitation is that we have not specifically
modelled the factors associated with data linkage
consistency over time. This is an important topic
and worthy of further research.

The results have a number of practical
implications for survey practitioners. First, it is
critical to be mindful of the influence of others

in the household when requesting data linkage
consent in the context of household surveys.
Specific strategies could be employed to
increase the influence of others when consent is
provided and to offset the influence of consent
when consent is denied (within ethical limits).
For example, selectively highlighting other
family members’ consent could be a strategy

to increase linkage rates. Second, those who
have not responded to all waves may be less
likely to consent (although this association was
at P < 0.07), and may therefore require a greater
level of reassurance about the value of the linked
information and its security. Third, given that
24% of young people were not consistent in
their data linkage consent decision (see Jackle
et al. [2018] for further evidence), for those who
decline to consent in a prior wave, it may well
be worth asking for consent again (given ethics
committee clearance). Finally, on a positive note,
although it is well established that consent for
data linkage to economic records is lower than

14 ANU CENTRE FOR SOCIAL RESEARCH & METHODS

for health and education records (e.g. Edwards &
Biddle [forthcoming]), the consent rates for this
population of young people were still over 80%
without substantial targeted encouragement for
consent.



Notes

1. Afew correlates were consistent across all types
of data linkage - specifically, how individuals were
treated by government and willingness to answer
sensitive questions in a prior wave. Specific to
income support data, those who were not working
at 17-18 years were less likely to consent (7 years
before the request), which conflicts with some
other studies that suggest that prior experiences
with an institution make a person more likely to
consent (e.g. Mostafa & Wiggins 2017). However,
prior experiences with an institution were related to
consent for data linkage to health records.
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