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Abstract

Understanding mechanisms of consent for data limkes largely focussed on adults,
but parents or guardians can also be asked to moctsdédren for which they are
responsible. This research uses a large natiorgglgsentative survey asking mothers
to consent for both themselves and their childegrivfo sets of records. Nearly all
mothers give the same consent outcome for all tindlidren. Consent is higher for
education records than for health records and hifginenothers than children.
Multivariate analyses suggest that minorities ameegally less likely to consent, while
more trust increases chances of consent. Sevevalysenvironment factors are
important, with those harder-to-contact less likelgonsent, while the presence of
others and higher interviewer-respondent rappad te a higher chance of consent.
These findings suggest potential methodologiemfirave consent rates and possibly
minimise bias. This is important given significaletmographic differences between
children across consent outcomes. However, data &rsurvey of 10-15 year olds in
the study shows fewer differences for several ingmirbehaviours and attitudes across

consent outcomes.
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Introduction

Given the possible benefits, a growing number ofesyipractitioners see linking
administrative data to survey responses as an tpptyrto improve data quality while
reducing costs and easing interviewer and resparmgden (Korbmacher & Schroeder
2013; Sakshaug & Kreuter 2012; Sakshaug, Tutz &itne2013; Sala, Burton & Knies
2012; Sala, Knies & Burton 2014). Further, dat&dige can inform the survey method itself,
such as in studies of survey measurement erroutreMuller & Trappmann 2010; Olson
2006; Sakshaug, Couper, Ofstedal & Weir 2012).

Frequently, consent is required to link survey adnhinistrative data. Studies have
largely focused on the consent process in sunayadults; however, parents may also be
asked to link their children’s administrative retsrwhich may be of particular interest in
longitudinal studies. Inclusion of children’s redsrallow for studying changes and outcomes
over time for familial units, including intergenémnal change (Lightfoot & Dibben 2013).
These linked data may lack generalizability and mayiased, however, if consent is low
and/or those who consented are different to thuestedid not (Sakshaug & Kreuter 2012;
Sakshaug et al. 2012).

Understanding who consents (or not) and possilalgores why are important in
determining and potentially minimising the extehbi@s. To date, the factors possibly
influencing consent for children has not been enguisimultaneously and systematically.
The present study begins to fill this gap by exangrtonsent for children by extending a
framework developed for survey participation anddufor adult consent outcomes. The
decision to consent to data linkage on behalf dficdn is examined systematically for two
consent requests as well as the consent outcombstfothe mother and child jointly. By
supplementing these data with a separate surveinadened to 10-15 year olds in the study,

this research also begins examination of demogcapkhavioural and attitudinal differences



among those consented for or not, identifying pidébiases.

Previous Studies of Data Linkage Consent for Children

A number of surveys have asked for consent todhildren’s administrative records (see e.g.
Lightfoot & Dibben 2013). There have been few stgdio systematically examine consent
for children, however, and these were using foaigegulations. McKinney et al. (2005)
sought consent from parents who had children adadittto a paediatric intensive care unit.
Tate, Calderwood, Dezateaux & Joshi (2006) askedifth register and maternity data from
a cross-section of mothers of new-borns, but asglesrequest. Klassen, Lee, Barer, & Raina
(2005) asked for consent both from caregivers hait thildren, of a cohort born in three
hospitals, aged 42 months at the time of the survey

Consent rates for children in the surveys idertifenged from 43% (McKinney et al.
2005) to 92% (Tate et al. 2006). Generally, miyogitoups provided lower consent rates
(McKinney et al. 2005; Tate et al. 2006), with soavedence that higher socioeconomic
status related to higher rates of consent (Klassah 2005; Tate et al. 2006). These
sociodemographic differences are similar to thosed in research of adults (see Sakshaug
et al. 2012). Examining differences in consenteen adults and their children, Klassen et
al. (2005) found that higher consent was obtaiedHildren than adults (7.1% higher). This
difference was only found among families with ayaldmitted to the neonatal intensive care
unit (NICU), however, and the authors speculatéphgents may have felt that consent

would benefit these less healthy babies more.

A Framework for Understanding Consent
The identified studies of consent for children haxamined feasibility and possible biases
based on sociodemographic differences in consesg.reowever, there is a growing

understanding that a number of factors influeneecttnsent decision beyond respondent



characteristics. As such it has been suggestéddhaent decisions may possibly be
understood through the Groves & Couper (1998) fraomke for understanding survey
participation (Korbmacher & Schroeder 2013). Tihesnework suggests that multiple
factors influence the consent decision, includimgrtespondent, the respondent’s household
environment, the survey environment and the inésver.

There are several examples of respondent-levarfattat may influence consent
outcomes. Respondent (e.g. parent) factors haue the most frequently examined in
studies of consent for children outcomes in survéie factors identified as influential
include respondent ethnicity and socioeconomiastélassen et al. 2005; McKinney et al.
2005; Tate et al. 2006). Additionally, studiesadilt consent decisions find respondents’
who express greater trust in people are more liteeonsent (Sala et al. 2012), while those
expressing concerns about privacy are less likébyl{macher & Schroeder 2013; Sakshaug
et al. 2012). Along with trust in other people,gbsupportive of liberal parties are more
likely to consent, suggesting the possible imparanf social-orientation (Sala et al. 2012).

Given that the purpose of parental consent in rekaa protection rather than self-
determination (e.g. Denham & Nelson 2002), trusy @ even more important in child
consent decisions. Although not tested here, viewsrd protection and self-determination
and the consent decision may also be influencquhbgntal styles. For example, Baumrind
(1991) identifies four parenting styles of youngjdien: authoritative, authoritarian,
permissive, and rejective-neglecting. She alsadsfsix family types including adolescents:
authoritative, democratic, directive, good-enougindirective, and unengaged. These
typologies have been found to influence numerodsomes (e.g. Spera 2005; Kawabata,
Alink, Tseng, van ljzendoorn, & Crick 2011), andyrikewise influence parents’ decision

to link their children’s administrative recordsruast.



Extending the framework at the respondent-levettierrequest to link children’s
records, the parent/responsible adult may alsoitdkeconsideration specific factors about
the child. These include factors that are not reandlg shared with the responsible adult, as
is frequently the case with race or household ireofnchild’s health, educational
achievement, personality, etc. may all influeneedbcision of the responsible adult to share
the child’s records, possibly depending on the mexoequested. The finding that consent
was given to access health records for childrenithebinto the NICU suggests the influence
of such child-record specific factors (Klassenlef@05).

Next, the respondent’s household environment msy afifect consent outcomes,
although to date this has not been explored inkd&tchild consent outcomes. Generally,
those in urban areas respond to surveys less jabpdsie to less interpersonal trust or
concerns about crime (House and Wolf 1978). Inistudf adult consent, Korbmacher and
Schroeder (2013) similarly find lower consent ratgsng those living in urban areas, while
Sala et al. (2012) find no differences betweendhivéng in London /Southeast England and
elsewhere. If urban settings influence interperstmat, there could be an important
influence on child consent decisions as this tfoistack thereof) may influence the decisions
of responsible adults (Lightfoot & Dibben 2013)awhg children in the household
environment may itself influence consent, as hoolsishwith children are identified as being
more likely to consent relative to single resideotiseholds (Jenkins et al. 2006).

The survey environment is another potentially inbgatr factor in consent outcomes,
but has yet to be examined in the context of canfeerchildren. In studies of adults, harder-
to-contact respondents are also less likely to@an® link their administrative records
(Sakshaug et al. 2012; Sala et al. 2012). Conkgrgeater levels of apparent interviewer-
respondent rapport boost consents rates (Jenkals2806). Rapport can encourage consent

by increasing respondent motivation and the deésigain interviewer approval (Cannell,



Miller and Oksenberg 1981; Dijkstra 1987). Thispag is likely to influence child consent
outcomes as well. Findings in clinical studies sgjdnigher consent rates for children when
the person presenting the study (the interviewarsarvey context) is perceived as friendly,
professional, and makes respondents feel comfer{dmberman et al. 2013; Tait, Voepel-
Lewis, and Malviya 2003).

Finally, the effect of interviewer characteristiogy affect outcomes, but studies of
adult consent decisions find mixed results. FormgXa, Korbmacher & Schroeder (2013)
find effects of interviewer age and experiencehwider and more experienced having
greater success, while Sakshaug et al. (2012)nfniciterviewer effects. Interviewer sex has
not been identified as an important factor for @msbut studies examining survey
participation find when both the interviewer andpendent are female, survey cooperation is
higher (Durrant et al. 2010). Interviewers’ expage with the survey has significantly
improved consent in some studies (Sala et al. 2@l2)ot in others (Sakshaug et al. 2012).
For child consent, this experience overall and withe study may be important as it may
influence the explanation of the study. Clinicaldsés suggest greater child consent rates
when the person presenting the study was percéiviedve explained the study well

(Hoberman et al. 2013).

Data and Methods

Sample
Understanding Society: The United Kingdom LongitatiHousehold Studyniversity of

Essex 2012) is a large (~40,000 households at Wgaaanual longitudinal survey that
collects data about a variety of issues in ordemiderstand long-term effects of social and
economic change in the UK. Each wave of the suivepnducted over a two-year period.

The first wave of the survey was conducted ove©Zxtd 2010.



Two samples are used from the first wavéJatierstanding Societya large General
Population Sample (GP) plus the Ethnic Minority Bo(EMB). The EMB sample was
designed to provide at least 1,000 interviewedtadtdm each of five groups: Indian,
Pakistani, Bangladeshi, Caribbean, and Africdosderstanding Societymploys a complex
survey sample, employing a stratified-clusteredgteselected through probability
proportionate to size (PPS) methods. More inforamatif the sample design can be found in
Lynn (2009) and in Knies (2014).

The survey was conducted using face-to-face comyassted personal interviewing
(CAPI). An interviewer had to make a minimum of s&dls before a household could be
classified as a non-contact, including calls ahé@wgs and weekends (interviewers could do
more than six). Interviews were attempted for adhmbers of the household aged 16 and
over. The household response rate for the GP sgimplading households providing at least
one survey) is 57.3% (AAPOR RR3). The individuapense rate conditional on household
participation is 81.8%. The EMB sample had lowspamnse rates: a 39.9% household

response rate and a 72.4% conditional individuspoase rate.

The Consent Request

At the end of the survey, respondents were tolgthdy would like to link administrative
records to their survey responses. All respondsats first asked about linking their own

health records from the National Health Service 8){HRespondents were told:

Finally, we would like to add some information fradministrative health
records to the answers you have given. This legilets you information
about what we would like to do. Please read it,raskany questions and

sign the form if you are happy for us to do this.



They were then given the leaflet and the consent fo sign. This request was immediately
followed by the consent request for their childeeNHS records along with a consent form;
by saying “We would also like to add further infation on your child's health and use of
health services. Could you read through this foneh ign it if you wish to give permission.”

Due to the nature of the records maintained aatiministrative level, education
record-linkage consent was then asked to thosedften1981 and attended school in the
UK by saying, “We would also like to add informatiécom your education records. Here is a
permission form and information leaflet. Pleasal s, ask me any questions and sign the
form if you are happy for us to do this.” Regasdl®f whether they were asked to consent
for linking their own education records, adultsp@ssible for children aged 4-15 years old
were asked for consent to link their children’s eattion records to the survey: “We would
also like to add further information on your clsléducation. Here is a permission form and
information leaflet. Please read this, ask me amgstjons, and sign the form if you wish to
give permission.” Separate forms were handed autdalth and education, with separate
forms for adults and children.

For requests to link children’s records, one aofuthe household was deemed
responsible. If the mother was part of the housklsile was listed as responsible. If she was
not, then the father was listed, if neither, them ¢losest adult relation was listed. The vast
majority of consenting adults (95.6%) was the kgatal mother. Biological fathers made up
3.0%, with the remaining 1.4% of consenting aduttudes adoptive mothers,
grandmothers, adoptive fathers, grandfathers, siders, stepfathers, older siblings, and
other caretakers. Given that all other adults vesiesd for consent only in cases when the

biological mother was not available, sex effecty i@ confounded with effects relating to

! Information leaflets and consent forms can be doain

https://www.understandingsociety.ac.uk/documentiatiainstage/fieldwork-documents



the absence of the mother. Due to this possibléoooding and that most responsible adults
were biological mothers, analyses are restrictadldse mothers to ensure comparability.

Consent to link records was asked for 14,570 aldmder the age of 15 from 8,309
mothers. However, almost every mother either caeskfor all of their children or none of
their children for a given request. Only 37 adukéfresenting 96 children, gave different
consent decisions across their children for at leas of the record requests. All of these
inconsistencies occurred for only one child inféomily, regardless of total number of
children. That is, in instances of three or monédcéin, 1 child had one outcome and the
others all had the other outcome. Of the 37 adRisyere inconsistent for health records
only, 9 for education records only, and 6 incomsisto both.

This finding suggests that child-level factors nmay be as influential as respondent
factors, at least in this particular case. Givendterall high-level of consistency and the
apparent impact of respondent but not child-lesetdrs suggests that the decisions to
consent for any number children are effectivelyngle one. While those giving inconsistent
decisions are an interesting subgroup, the nunshieoi small to reliably examine child-level
factors, and these are set aside in the followradyasis. Dropping the small number of
inconsistent cases leaves 14,493 children and 8y@iRers, leading to 8,272 unique child

health record consent decisions and 6,439 educagamnd decisions.

Variables Possibly Related to the Consent Outcome

Based on the presented framework, several variablescted in the survey are included as
potentially important relationships with conser@g#ppendix for questions used).
Respondent sociodemographic variables include:etbrjcity, age, employment status,
educational attainment, whether they currently baghaith a partner or not, whether they
have one child or more. Respondents are identdgegkceiving benefits if they receive any

benefit except a child benefit, which is providedrost families.



Additional respondent factors include their riskeesron and trust levels. Variables
are therefore included regarding the respondeet®i@l inclination to take or avoid risks
and the respondent’s attitude towards trustingret{i®oth on 11-point scales). Health status
may also be an influence (e.g. Sakshaug et al.;Z8dla et al. 2012) and SF-12 physical
health scores are included, scaled from O fordlaest level of health to 100 for the highest
level of health. An indicator of support for lééaning parties support is also included.
While parental styles may be important, the sud@gs not have the measures used to
identify these indicators.

At the respondent’s household environment-levain@ownership and monthly
household income (in thousands of GBP) are includdte total number of members in the
household (capped at 10 to control outliers) ituided as it may indicate differences in
household composition and environment. Given thedheelationship between urbanicity
and consent (Korbmacher & Schroeder 2013) andviahig Jenkins et al. (2006) and Sala et
al. (2012), London and the southeast of Englandamngpared to the remainder of the UK.

Survey environment variables include the numbexatif to the household is
included, which may indicate survey resistance. @alkshaug et al. 2012). The length of the
interview not including the time for consent quess (as those who consent may take more
time to read and sign forms) is used as a possibieator of respondent-interviewer rapport
(e.g. Jenkins et al. 2006). An error in the sureelyto 45 cases having no interview times
recorded. An indicator of whether others are pre@ecorded by the interviewer) during the
interview is included as other may influence derisi(e.g. Sala et al. 2012).

At the interviewer level, 916 interviewers askedeaist one adult for consent to link

children’s administrative records to their survegponses. The interviewer demographics

2 Labour, Liberal-Democrat, Scottish National PaRlgid Cymru, Green Party, SDLP, Alliance, and

Sinn Fein



available from the field agency include age, sex, ethnicity. However, a large number of
the interviewers refused to disclose their ethyi(@t1.8%), and so interviewer ethnicity will
not be considered further. Experience as an irdem at the research company is also
included. Sex, age, and experience at the resegeatcy are all missing for 17 interviewers,
but these account for only five of the 8,272 unigaesent requests examined here.

Two additional derived measures are included reggilidterviewer experience with
Understanding Society One is interviewer experience witinderstanding Societyndicated
by the number of interviews completed up to thexpthiat a given interview is taking place.
The other is the interviewer’s achieved responseirdnderstanding Societysed an as

indicator of interviewer ability.

The Youth Survey

Interviewers also attempted to hand out paperaitiinistered questionnaires to all 10-15
year old household members. Verbal consent washsduagn the parent or responsible adult
before giving the surveys to these youths. Thaseeys were handed out with a plain
envelope to protect confidentiality of respons¥suth questionnaires included questions
about health, behaviours, school, neighbourhoatiliss, and other beliefswithin
productive households there were 6,607 youths &Q€tb eligible for the survey; 4,895
(74.1%) of these completed it.

Several measures are used to compare youths vdttviimout obtained consent for
data linkage. Self-reported behavioural categbriezasures include: frequency arguing with
mother (“hardly” or more); use the internet daitynot; having a social media account;

having their own mobile phone; whether they eafr@its and/or vegetables per day or

% Full questionnaires can be found at

https://www.understandingsociety.ac.uk/documentatiainstage/questionnaires



fewer; whether they are ever bullied or not; aneétkr they smoke or not. The number of
friends was recorded as an open-ended response amgipositive number was acceptable.
The self-assessment/attitude questions include gagsfaction questions, all
measured on a 7-point scale where 7 is coded ratistisd and 1 is least satisfied. These are
satisfaction with school, family, and life overdteeling of family support is indicated by
comparing those saying they feel supported by faeiily in most or all things to those
saying they feel supported in some things or ddewltsupported. Two questions are
included about how youths see themselves as pe&aspondents were asked to assess the
level of truth on a 3-point scale (“Not True”, “Semhat True”, “Certainly True”) for the
statements “I get a lot of headaches, stomach-amhs&skness” and “l am usually on my
own. | generally play alone or keep to myself”. Theponse options “Somewhat True” and
“Certainly True” are combined to compare againeséfor whom the statements were

assessed to have no trith.

Analysis Methods

For bivariate analyses, differences are detected) @sther chi-square (for categorical data)
or t tests (for interval-like data). Multivariadmalyses estimating the effects of selected
variables on consent outcomes are conducted usifigavel logistic regression. These
models account for the dichotomous nature of theawne variable (consent or not) as well

as the structure of the data as respondents aedneghin interviewers. Given that almost
every mother gave the same consent outcome fof #ikir children, regardless of number,
child-level variation does not appear to be relatethe consent decision. Rather, there is one

unique choice for nearly every mother (consentat) for all of their children. That there is

* Chi-square tests using shows no significant difiees between these two categories in consent

rates.



almost no within-mother variation, only one outcoimesed for each mother (dropping the
37 inconsistent cases noted previously).

Random intercept models are used, with the oneorareffect occurring at the
interviewer-level. Random intercept models alsowalfor the estimation of the interviewer
intraclass correlations (ICC). The ICC measuretbeortion of the variance in the
dependent variable accounted for by the level-Bsune. interviewers (Luke 2004). Initial
random intercepts-only (i.e. null) models are eated for the initial interviewer intraclass
correlations (ICC) as a baseline comparison. Thienmedels include only cases used in the
full models. However, comparisons of nested mwélenodels using the same categorical
outcome should be made noting these are not gtaothparable (Bauer 2009; Hox 2010).
The full models predict consent outcomes usingaredent (mothers), household, survey

environment, and interviewer measures containddbie 1.

TABLE 1 HERE

The final column shows that for some measuresiqoiatly for risk, trust, and party
support, there is more missing data than for otheranalyses, those not in the labour force
are used as the baseline to compare those empoysemployed and those with less than a
professional degree is the baseline educationafogy. British/Irish whites are used as the

baseline ethnicity category for comparison with onity groups.

Results

Consent to Link Children’s Health and Education Rerds

Table 2 presents the consent rates to link admatiige records for mothers and their
children. Only a small percentage of mothers wéggbée to consent for linking their own

educational records (i.e. born after 1981 and d#drschool in the UK), explaining the much



smaller sample size. There is also missing datthiohealth records consent request for one

mother, leading to the slight difference in achtegsample size.

TABLE 2 HERE

Consent rates for health records are lower thaserdrfor education records for both
mothers and children. Health records may be pegdedg more private than education
records; greater concerns about privacy can ledmiter consent rates (Sakshaug et al.
2012). Further, mothers consent at higher rateghéanselves than for their child, with a
more pronounced difference between consent rategadither and child health records than
between mother and child education records.

There are 6,439 mothers who were asked for consdink both health and education
records for at least one child. Of these mothers mesponded to both requests, 88.6% gave
the same consent outcome to both requests (notgh@werall, 59.4% of mothers said yes
to both requests, 29.2% said no to both, and 1s&®%yes to one and no to the other.
Among this last group who gave differing consertisiens for their children’s health and
education records, 9.1% said yes to education artd health, while 2.3% said yes to health
and no to education. While these respondents pedwuiliffering responses, the large majority
gave the same consent outcome, suggesting thitdioes influencing both decisions may be
similar.

To identify these possible influencing factors, tivalriate analyse are conducted
using multilevel logistic regression models. Thedam intercepts-only (i.e. null) multilevel
logistic regression models for these outcomes eséirthat for children’s health consents the
interviewer ICC is 0.105, while for children’s edtiion consents it is 0.159. These moderate-
sized ICCs indicate that the influence of interaesvexplain 10.5% of the variance for health

consent outcomes and 15.9% of the variance forattuncconsent outcomes. Including the



variables representing the different factors oatlim the framework and presented in Table
1 into the models significantly improves fit oveetrespective null models for both consent
outcomes (for healtjpZ, = 153.87, p<0.01; for educatiop?, = 143.95 , p<0.01). The

results of the full models are presented in Table 3

TABLE 3 HERE.

The significant effects, presented as odds radi@s|argely consistent across
children’s health and education consent outcomiess. donsistency suggests that certain
types of circumstances may explain consent dedsiather than the specific records
included in the consent request. For both conssptasts, minority ethnicities generally have
lower predicted odds than British or Irish whit€ke only non-significant comparison group
is for other ethnicities in the education modeljckhmay be in part due to power. The
estimate for this group in the education conserdehis otherwise consistent in direction and
magnitude with the health model. The impact of migctatus is not related to being born in
the UK or not; when grouping respondents basedawemf birth (UK or internationally)
and including this in the health consent modelemathan ethnicity (not shown), no effect is
found (p=0.21). These racial differences suggessible biases in the obtained
administrative records.

Those owning their home have lower predicted oda®nsent for either children’s
health or education records, as is having a uniyeltegree. Taken together, there is some
evidence that those with higher socioeconomic stata less likely to consent for children,
again possibly introducing some bias. However, otheasures of SES, such as employment
status and household income show no significanagtp

Importantly, attitudinal factors relating to pasgypport and trust in strangers are

significant in predicting consent outcomes. Thagepsrting left-leaning political parties are



more likely to consent to linkage of children’s adistrative records, as are those expressing
a greater propensity to trusting strangers. Thiesknigs are similar to those found studies
adults consenting for themselves in the surveynggtivith those more socially-oriented

more inclined to consent (e.g. Sala et al. 2012).

The survey environment also has an important impaconsent rates for linking
children’s administrative records. More calls regd to obtain a survey completion is
negatively related to consent, consistent withraesuresistance explanation (Sakshaug et al.
2012). Estimated interview length, a potential suga of interviewer-respondent rapport, is
also significant in the expected direction, withder interviews (greater rapport) related to
higher odds of consent. Those who had others preseimg the survey are also more likely
to consent to education records linkage, all elsedgoequal. These findings contrast with
Sala et al. (2012), which found no effect for thesence of others on consent.

The reasons for this effect are unclear, basedtemewer observations. If the
interviewer indicated the presence of another @irthbservation (n=4011), they were asked
about what influence the other person appearedye on the respondent. Interviewers
indicated that in the large majority (80.8%) ofemshe additional other(s) had no influence
at all on responses. Another 14.0% were noted\asda little influence, 3.7% having a fair
amount of influence, and 1.5% having a lot of iefige. If the interviewer indicated any
influence at all, they were then asked to recondhat way the respondent was influenced.

Of the 768 cases where any influence was recottednost reported form of
influence was the respondent sought help from st{#8.7%), although the form of this help
is not specified. The next highest reported fornméitience is that others answered some
survey questions for the respondent (26.6%), tledm \nith recall of information (e.g. dates
and amounts) (19.7%). Which questions these ttastedor and in what manner the help

took is not recorded; however, interviewers indecathat the other(s) disapproved of



respondents’ answers in only 1.8% (n=14) casesewbiers influenced the respondent. Of
these 14 cases, only 4 consented to link childree&th records and 3 consented for
education records.

Moving to the interviewer-level factors, none oé tinterviewer characteristics have a
significant effect on children’s health records semt rates. Interviewer demographics,
including years as interviewer, do not have a $igcgmt effect in either model. Given that
only mothers are considered, the lack of signifieaof interviewer sex suggests no effect of
female interviewer-respondent pairings on consBme. lack of an interaction varies from the
finding that women respondents are more likelyadonsent to an interview when approached
by a female interviewer (Durrant et al. 2010). Tduek of interviewer effects in the children’s
health records model is in part reflected in tHatneely minor reductions in interviewer ICC
from the null to full models, acknowledging limii@hs in comparing ICCs across multilevel
logistic models (Bauer 2009; Hox 2010). There iy @10.5% relative decrease in the ICC
for the health consent model (i.e. 0.105-0.094/8)10

Conversely, there are significant interviewer-legtécts found for intra-survey
experience and response on child education coonsécdmes. More completed interviews
and a higher response rate in Urederstanding Sociesurvey are related to higher
probabilities of consent to link children’s educatrecords. Interviewer experience and
success therefore appear to have an effect, bagm@ly for only some types of requests.
Constraining the health model to only sample mem#ro are also included in the
education model still produces no significant edor interviewer variables. It appears that
the effect is related to specific requests rathan tspecific respondents. Even with these
significant effects there is only an 8.8% relatileerease in the ICC for the education model.
In combination with the lack of effects for the lieanodel, there possibly are additional

interviewer effects of importance that are curnentdt measured.



The Joint Mother-Child Consent Outcome

The above analysis shows factors that are relatedrisent decisions made by mothers for
their children. It may also be the goal to study éldministrative records and linked survey
responses for mothers and their children jointhy,éxample to see how health outcomes
covary or generational change in outcomes. Indas®, it is important that consent is
obtained for both. An adult may not consent folh&if consent for themselves but not their
children, for their children but not themselvesfarboth their children and themselves.
Little research has examined this joint outcoma gystematic manner, but the current data
contains consent decisions for both mothers andc¢h#&dren. Given the restrictions for
education consent, only 154 mothers that were afgteatcess to their education records
also had eligible school-age children at Wave lweleer, everyone was asked for health
record linkage, and given the similarities founa¢amsent for children’s health and education
records, joint health consent is analysed. Talgeedents the joint outcomes for the consent

to link health record requests of mothers and tti@idren.

TABLE 4 HERE

The majority of mothers consent for both themsebuss their children, with the
second largest category being those who consengftirer children nor themselves. These
consistent outcomes account for 88.2% of decisiooaever, a sizable number of mothers
consent for one health record request but not tifer oMost of these inconsistencies occur
where the mother consents for themselves only (8.Bét 2.8% consent for their children
only. That more mothers consent only for themselliaa those that consent for their

children only contrasts with findings in Klasserakt(2005).



To examine the differences more deeply, multivaratalyses estimate the
relationships between the various factors that méiyence consent decisions and the joint
health records consent outcome. One of the mails gb#he analysis is to identify possible
reasons why a mother consents for only one ofd@faests, but not both. As such, a
multilevel multinomial logistic regression (randontercepts) model is estimated using
consent to both requests as the baseline to whiokthar outcomes are compared. Therefore
odds ratios greater than one suggests the effeis wlower odds of consenting to both
consent requests. The null model interviewer ICQ.Q99, suggesting some interviewer
influence. The full model uses same the independandbles in Tables 1 and 3. The full
model significantly improves fit over the nujf%, = 153.87, p<0.01) and reduces the
interviewer ICC by 12.9%. Table 5 presents theltesn terms of odds ratios.

TABLE 5 HERE

Beginning with results comparing those who do rotsent for either request to those
that consent to link both, benefit recipients amrerlikely to consent to both than refuse
both. This finding is consistent with other studiésdults and supports the argument of
reciprocity (e.g. Sakshaug et al. 2012). Like thideen’s records-only analyses, ethnic
minority respondents are more likely to refuse blmthsent requests than are British or Irish
whites. Those with university degrees and own theime are more likely to refuse both
consent requests relative to those consentingtta Bocioeconomic status again appears to
have some effect, with some evidence that high& ®E8pondents (having a university
degree, home is owned) are less likely to congeboth requests and more likely to refuse
both requests.

Those with higher reported levels of trust in spens and those supporting left-
leaning parties are more likely to consent to vetjuests than refuse both, suggesting that

those more socially-oriented are more likely tosant to both requests than refuse both. The



survey environment also continues to show an inapbieffect on respondents consenting or
refusing to both requests. Longer interviews ala&ed to higher odds of consenting to both
relative to refusing both, while more calls aratetl to higher rates of refusals to both
requests than consents to both. These findinggestithe possibility that those with more
rapport with their interviewer are more likely tocapt both requests while harder-to-contact
respondents are more likely to refuse both requests

Examining next the case where the mother consamtigdor herself but not her
children shows only two significant effects. Relatto British and Irish whites, mothers
included in other racial and ethnic categoriessagnificantly more likely to consent for just
themselves than for both requests. The secondeiifi@ting factor is the measure of trust.
Those with lower levels of trust are more likelyctansent for only themselves relative to
those who consent to requests for both themsehasheir children. Generally it appears
that trust is important in gaining consent.

Finally, however, trust does not have a signifidgengact differentiating those who
consent for their children only and not themselRether, the only significant factor is
ethnicity. Minority ethnicities are significantlyore likely to only consent for their children
than those consenting for both themselves and ¢hddren. Across this multinomial model,
these minority respondents show an increasedHti@etl to decline at least one of the
requests compared to British and Irish. In comlamatvith the children consent models,
results suggest that minorities are significargsl likely to consent to requests for data
linkage generally and in particular less likelyctmsent for themselves. This difference in
consent rates has raised the concern about pobsiisies in linked records, both among

mothers and children (Tate et al. 2006).

The Differences Between Children Consented For ootN



The goal of this research has been to identifyofadeading to consent when asking mothers
to link their children’s administrative recordsamationally representative survey. Results
also indicate possible biases among mothers, bnbtispeak to children characteristics
specifically. To identify how the children consemfer differ from those who were not
consented for and potential biases, Table 6 corspagasures considering all children of the
included mothers. Health consent outcomes are deresi as it was asked of everyone. The
top portion of the table includes children’s denagric data collected from mothers. Even if
these differences were not significant in preditiod consent, differences may arise due to
distributions in numbers of children. The bottonttjmm of the table displays responses from
selected questions in the separate 10-15 yearonithysurvey, the only directly collected
data from children under 15 in the study.

TABLE 6 HERE.

The children who were consented for are demographidifferent in several ways.
Children who were consented for are on average thaa those not consented for, albeit
this difference is relatively small. A significaptsmaller proportion of children consented for
have a mother with a university degree than thbsdren not consented for. The proportion
of children consented for is smaller in London #melsoutheast of England. British/Irish
whites constitute more and minorities are leshefdonsented for children compared to those
not consented for. Based on these demographiadliftes, the children’s records available
for linkage may be biased, particularly given tlosgble relationships between health
outcomes and demographics.

Examining the results from the 10-15 year old syrf®wever, suggests less
difference on these possibly important measuresnawting the age restriction of the
sample. The only significant differences identifiadhese measures both relate to internet

usage. More of the children consented for accesmthrnet daily and have a social media



account than those not consented for. While intarsage may be correlated to health
outcomes, many other measures possibly more redagedot different across consent
outcomes. Smoking rates, satisfaction measuredljdasupport, experience with bullying,
and eating fruit and vegetables are do not difegwieen groupings. The lack of differences
does not necessarily mean a lack of bias, partigulathe face of the identified
demographic differences. However, these findingscate the children consented for or not

are similar in other important behaviours and wds.

Discussion and Conclusions

In examining consent for mothers and their childeenumber of important factors were
identified. First, nearly all mothers gave the sammesent response for all of their children,
suggesting that in this instance what are imporaaimother-level factors, rather than child-
level factors. Consent for health records is lothan for education records, and consent for
children is lower than for their mothers. A numbé&émothers consented for themselves and
then not their children; however, a non-trivial aenof mothers consented only for their
children and not themselves.

Further, minorities are less likely to consentdiher their children or themselves,
but are apparently more opposed to consent forgakms. That minorities are less likely to
consent is consistent with other findings on cleiidconsent rates (Klassen et al. 2005; Tate
et al. 2006). Another consistent finding is thiaager trust in strangers and being supportive
of left-leaning political parties has a consisteositive effect on the probability of consent.
Understanding the differences across ethnic grandghe effect of beliefs such as these is
important in studying possible respondent psycholdgrocesses in decision-making.

For example, research suggests that confidentetiti/salience of the request may be
important reasons why people choose to consenttqiSala et al. 2014). Conversely,

knowing that data linkage will reduce their burdkres not appear to influence respondents



(Sakshaug et al. 2013). It may be, however, th@aptychological factors underlying consent
for adults differs somewhat when children are imedl A parent consenting for their child
will likely focus on protection from risk (Denham@Nelson 2003), and may be therefore
judge risks differently. If there is a better urgtanding of the psychological factors leading
to declining data linkage for responsible adultd enildren, possible question designs could
be considered to confront the problem. Withoutyfulhderstanding why respondents decline,
design choices will be led by supposition. Givea demographic differences identified,
further understanding of how these psychologiceticis differs across the population may
also be illuminating. If such differences are foufmadings may allow for question tailoring
in survey design.

In addition to examining respondent effects, tiiglke is among the first to examine
the survey environment and interviewer as factoflsencing consent outcomes for children.
These factors are of particular importance to mebegis since unlike respondent
characteristics, these factors are more underngsanfluence. Those harder-to-contact
(and possibly more resistant to taking the suraeg)more likely to refuse all consent
requests. These respondents may be more uncagpdathe study generally, and feel that
accepting the survey request is the extent of thilingness to participate. Improving
strategies for contact, reducing survey resistancecreasing willingness to share further
may be possible through interviewer strategies ldgeel in the interviewer-respondent
interaction (Groves & Couper 1998). Similarly, thgortance of rapport is possibly
suggested by the significant positive effect ofgeninterviews on consent rates. However,
surveys that are too long may frustrate interviewsrd respondents alike.

Unlike the survey environment, interviewer charastes have no clear effect on
consent. Interviewer demographics (age and segyathexperience, and intra-survey

experience and response rate had no significaattedh health records consent for mothers



or children. However, greater intra-survey expereeand response rate both significantly
increase the chances of consent for educationdscAnalyses show this is not sample
composition, but rather apparently request spediioy one consent request is apparently
not affected by these interviewer success measitexlear. The impact of interviewer traits
across studies is similarly inconclusive (Sakshetug. 2012; Sala et al. 2012; Korbmacher
& Schroeder 2013). Further exploration of whichewhand why interviewer traits are
important is needed, which can then be used imvig@er recruitment and training.

Finally, this study examined characteristics ofdriein based on whether they were
consented for or not. There are a number of impbdamographic differences, indicating a
potential bias in in obtained records. Using direeasurement from children ages 10-15
suggest little differences across several behasiand attitudes, except for internet usage.
While the lack of differences may be somewhat eraging to users of linked data, the best
way to minimise bias is increase consent rates.sigreficant differences in consent across
ethnicities raise other concerns when the dathdrinked record are correlated with these
demographics. For example, certain health conditase more prevalent in certain ethnic
populations, and the prevalence of these conditiweng be underrepresented if these
populations consent at lower rates. However, tluidyspresents a framework to understand

consent and results that suggest methods resesuigdrense to improve outcomes.
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Table 1. Mother Sample Characteristics

Mean/Proportion of Sample n
Respondent Characteristics
Receive a Benefit 0.691 8220
Partner 0.719 8271
Age 36.29 8272
One Child 0.449 8272
Two or More Children 0.551 8272
SF-12 Physical 52.01 8235
Risk Taking 5.00 6731
Trust Strangers 3.31 6734
Left-Leaning Party Supporter 0.478 7447
Employed 0.557 8272
Unemployed 0.066 8272
Not in Labour Force 0.377 8272
British/Irish White 0.677 8270
Black 0.096 8270
South Asian 0.133 8270
Other Ethnicity 0.021 8270
University Degree 0.230 8268
Professional Degree 0.136 8268
Less than Professional Degree 0.644 8268
Household Characteristics
Household Size 3.90 8272
Southeast/London 0.317 8272
Monthly Household Income 3479.03 8260
Own Home 0.567 8254
Survey Environment
Number of Calls 4.92 8265
Others Present 0.485 8267
Interview Length in Minutes 36.99 8227
Interviewer Characteristics
Interviewer-Age 57.35 749
Interviewer-Female 0.518 749
Years as Interviewer 5.49 749
Number of UKHLS Interviews Completed 77.93 753

Interviewer Response Rate 0.608 753




Table 2: Consent for Record Linkage for Mothers @hddren, by Request

Request Health Mother Health Child Education Mother  Education Child

67.1% 61.1% 69.9% 68.4%

0,
Yo Consent (n=8271) (n=8272) (n=624) (n=6439)




Table 3. Odds Ratios for Children’s Health and Edionn Records Consent Outcome

Health Education
Respondent Characteristics
No Benefits 1.102 1.179
Partner 1.011 1.185
Age 1.002 1.003
One Child 1.057 1.029
SF-12 Physical 0.999 0.995
Risk Taking 0.990 0.980
Trust in People 1.072* 1.077*
Left-Leaning Party Supporter 1.273* 1.277*
Employment Status (Not in Labour Force
Employed 1.063 1.094
Unemployed 1.058 0.976
Ethnicity (British/Irish White)
Black 0.603* 0.592*
South Asian 0.773* 0.687*
Other Ethnicity 0.530* 0.631
Education (Less than professional)
University Degree 0.783* 0.824
Professional 1.077 1.137
Household Environment
Household Size 1.039 0.940
Southeast/London 0.875 0.949
Household Income 1.000 1.000
Own Home 0.746* 0.720*
Survey Environment
Number of Calls 0.967* 0.952*
Others Present 1.131* 1.189*
Interview Length in Minutes 1.012* 1.017*
Interviewer Characteristics
Interviewer-Age 1.002 1.001
Interviewer-Female 0.957 1.087
Years as Interviewer 1.002 1.008
Number of UKHLS Interviews Completed 1.001 1.002*
Interviewer Response Rate 1.492 1.845*
Interviewer ICC 0.094 0.145
n Respondents 6018 4705
n Interviewers 720 703

*p<.05



Table 4: Joint Consent Decisions for Mother-Chilealih Record Linkage

Mother-Child Health Neither Mother Only Child Only Both Mother
and Child
30.0% 8.9% 2.8% 58.2%

0,
% Consent (n=2483) (N=736) (n=235) (n=4817)




Table 5. Odds Ratios for Joint Mother-Child Consgatcomes

Neither Mother Only  Child Only
Respondent Characteristics
No Benefits 0.842* 1.155 1.065
Partner 0.981 1.000 1.053
Age 1.000 0.992 1.005
One Child 0.922 1.010 0.994
SF-12 Physical 1.001 1.003 0.998
Risk Taking 1.010 1.010 0.992
Trust in People 0.925* 0.955* 1.005
Left-Leaning Party Supporter 0.767* 0.858 1.082
Employment Status (Not in Labour Force
Employed 0.898 1.112 1.257
Unemployed 0.879 1.210 1.560
Ethnicity (British/Irish White)
Black 1.912* 1.199 2.137*
South Asian 1.604* 0.770 2.801*
Other Ethnicity 2.105* 2.006* 4.258*
Education (Less than professional)
University Degree 1.301* 1.248 1.148
Professional 0.913 0.923 0.792
Household Environment
Household Size 0.949 0.983 0.974
Southeast/London 1.180 1.109 1.079
Household Income 1.000 1.000 1.000
Own Home 1.324* 1.428* 1.246
Survey Environment
Number of Calls 1.047* 1.005 1.022
Others Present 0.886 0.931 1.254
Interview Length in Minutes 0.987* 0.991 0.993
Interviewer Characteristics
Interviewer-Age 0.999 1.002 1.006
Interviewer-Female 1.072 1.057 1.308
Years as Interviewer 0.992 1.005 0.976
Number of UKHLS Interviews Completed 0.999 0.999 1.002
Interviewer Response Rate 0.671 0.581 0.632
Interviewer ICC 0.086
n Respondents 6018
n Interviewers 720

*p<.05



Table 6. Children Characteristics, by Consent Quteo

Consent No Consent Difference
(n=8791) (n=5683)
Demographics, All Children
Female 0.486 0.494 -0.008
Age 1.37 7.19 0.018*
Monthly Household Income 3449.42 3509.69 -60.27
Only Child 0.279 0.271 0.008
Mother Has University Degree 0.205 0.241 -0.036*
Southeast/London 0.289 0.378 -0.089*
British/Irish White 0.702 0.570 0.132*
Black 0.071 0.121 -0.050*
South Asian 0.140 0.188 -0.048*
Other Ethnicity 0.016 0.028 -0.012*
Consent No Consent Difference
(n=2772) (n=1311)
10-15 Year OIld Survey
Hardly Argue w/Mother 0.466 0.473 -0.007
Use Internet Daily 0.553 0.500 0.053*
Has a Social Media Account 0.706 0.665 0.041*
Smoke 0.062 0.056 0.006
Have Own Mobile Phone 0.846 0.822 0.024
Ever Bullied 0.197 0.206 -0.009
3+ Plus Fruit/Veg Per Day 0.547 0.552 0.005
Number of Friends 7.50 7.38 0.12
Family Satisfaction (7-Point Scale) 6.47 6.42 0.05
School Satisfaction (7-Point Scale) 5.39 5.41 -0.02
Life Satisfaction (7-Point Scale) 5.90 5.92 -0.02
True Unwell A Lot 0.397 0.403 -0.006
True Usually On Their Own 0.337 0.343 -0.006
Family Support Mostly/Always 0.788 0.796 -0.008

*p<0.05

Appendix: Measures Used

Health Records Linkage

Finally, we would like to add some information fradministrative health records to the
answers you have given. This leaflet gives yourmgttion about what we would like to do.
Please read it, ask me any questions and sigmtheif you are happy for us to do this.

Child Health Records Linkage



We would also like to add further information oruyehild's health and use of health
services. Could you read through this form and gigryou wish to give permission.

Education Record Linkage

We would also like to add information from your edtion records. Here is a permission
form and information leaflet. Please read this, mgkany questions and sign the form if you
are happy for us to do this.

Child Education Record Linkage

We would also like to add further information oruyehild's education. Here is a permission
form and information leaflet. Please read this, mgkany questions,

and sign the form if you wish to give permission.

Independent variables

UK Born =1 if born in UK, 0O if born anywhere else

Receive a benefit = 1 if reported obtaining anw ditt of benefits except child benefit, O if
no or only child benefit received

Partner = 1 if reported currently cohabitating watepouse/partner, O if not currently
cohabitating

Age = Continuous measure of age, range 16-98

One Child = 1 if mother of one child, O if mothdror more children

SF-12 Physical = SF-12 Physical Component SumniR@5|. This measure converts valid
answers to the origin questions into a single gay$unctioning score, resulting in a

continuous scale with a range of 0 (low functiofitg100 (high functioning).

Risk Taking = “Are you generally a person who idyfpprepared to take risks or do you try to
avoid taking risks?” (0= Avoid Taking Risks, 10 glly prepared to take risks)

Trust in People = “Are you generally a person whtuily prepared to take risks in trusting
strangers or do you try to avoid taking such risk&®= Avoid taking risks in trusting
strangers, 10 = Fully prepared to take risks isting strangers)

Employed = 1 if employed (full or part-time), O etlwise

Unemployed=1 if indicated unemployed but in labfmuce, O otherwise

British/Irish White = 1 if white from Great Britaior Ireland, 0 otherwise

Black = 1 if Mixed African, Mixed Caribbean, AfrioaCaribbean, or Any other black
background, 0 otherwise

South Asian = 1 if Indian, Pakistani, BangladeShotherwise

Other Ethnicity =1 if not classified as BritishAh White, Black, or South Asian, 0 otherwise



College Degree = 1 if has University Higher Degieg. MSc, PhD), First degree level
gualification including foundation degrees, gra@uatembership of a professional Institute,
PGCE, 0 otherwise

Professional = 1 if Diploma in higher educationad@leing qualification (excluding PGCE),
Nursing or other medical qualification, HNC/HNDptherwise

Left-leaning = 1 if favours Labour, Liberal DematrScottish National Party, Plaid Cymru ,
Green Party, SDLP, Alliance Party, Sinn Fein, lteolvise

Household Size = number of members living in hootklcapped at 10
Southeast/London = 1 if household in southeaBingiland or London, O otherwise
Household income = Total reported household incom#ousands of GBP.

Own home =1 if home is owned by household, 0 ifowened

Number of calls = number of calls to householdlwstivey achieved

Others present =1 if anyone else present durimgvir@w, O if no one else
Interviewer length = length of interview in minute®t including consent module
Interviewer age = Continuous measure of intervieaggs, range 23-82

Interviewer female = 1 if interviewer is femaleif @nale

Years as interviewer = number of years as intergreat research company

Number of UKHLS interviews completed = number demiews, prior to the current one,
that the interviewer has completed in the currantesy

Interviewer response rate = proportion of succélgstompleted surveys of total outcomes
(successfully completed surveys plus refusals amd¢antacts at eligible households)

Youth Survey Measures

Hardly Argue w/Mother= 1 if answer “Hardly ever” to “Most children hevoccasional
quarrels with their parents. How often do you gelamith your mother?”. O if respond “Most
days”, “More than once a week”, or “Less than oaseeek”

Use Internet Daily=1 if indicates they use the internet daily, intthg for games, 0 if for any
frequency less than daily

Has Social Media Account = 1 if yes they belon{ to a social web-site such as Bebo,
Facebook or MySpace”, 0 if not

Smoke = 1 if ever smoke cigarettes, O if not



Have Own Mobile Phone = 1 if yes has own persoradila phone, 0 if not

Ever Bullied = 1 if they indicate any amount of lgirilg - “Not much (1-3 times in last 6
months)”, “Quite a lot (more than 4 times in lashénths)” or “A lot (a few times every
week)” to the question “How often do you get phgflicbullied at school, for example
getting pushed around, hit or threatened, or haleigngings stolen”, O if responded
“‘Never”

3+ Plus Fruit/Veg Per Day =1 if selectegl6r more portions” or “3 — 4 portions” to question
“How many portions of fresh fruit or vegetablesydm eat on a typical day?”, O is
responded “1 — 2 portions” or “None”

Number of Friends = Numeric response to “How mdoge friends do you have — friends
you could talk to if you were in some kind of trée®’

Satisfaction questions= 7 if selectexbinpletely happy”, 1 if selected completed “noalat
happy”

True Unwell A Lot= 1 if “somewhat true” or “certdintrue” that “I get a lot of headaches,
stomach-aches or sickness”

True Usually On Their Ows 1 if “somewhat true” or “certainly true” that dm usually on
my own. | generally play alone or keep to myself’

Family Support Mostly/Always = 1 if respondeldféel supported by my family in most or
all of the things | do” to question “Do you feelpported by your family, that is the people
who live with you?”, O if “I feel supported by mgrhily in some of the things | do” or “l do
not feel supported by my family in the things | do



