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Abstract

Assent, currently defined as “a child’s affirmative agreement”, is away in which some
children are included in the decision-making process regarding their participation in
clinical research. Current guidelinesfor paediatric research do not provide clear directions
for how assent should be handled, resulting in confusion among researchers. The goal of
thisresearch project wastwo-fold: to examinethe ethical argumentsfor assent with aview
to developing concrete mora justification for its being required, and to develop a
framework of significant issuesfor an investigator to consider when deciding whether to
gain assent from an individual child.

After anin-depth analysis, it was determined that the ethical justification for assent arises
from the researcher’ s dual obligations to the child and his parents. A child’s parents are
responsible for determining when and how he will develop his decision-making ability.
The researcher has an obligation to engage with the child in a manner that complements
their pedagogical style, while also treating the child as a being of mora worth. As a
child’sfamily context has an influence on his participation in medical decision-making,
further research on children’s daily decision-making within their familiesis needed.

Tothisend, athree-phase research agendawas designed: aqualitative focus group study, a
guantitative questionnaire study, and a discussion panel with paediatric experts. The
children in these studies clearly desired to make decisions but did not express an interest
in having complete control. They expected their parents to provide them with decision-
making guidancein most aspects of their lives. Data collected from parentsillustrated that
they often tried to involve their children in decisions by providing them with limited
options from which to choose and encouraging family discussion. Participants in the
discussion panel stated that they did not expect children to make an independent decision
regarding medical care, but they might attempt to give children smaller decisions, such as
the arm used to provide a blood sample.

These results indicate that the definition of assent should be revised, emphasising the
child’ sinvolvement in the overall decision-making process, without an expectation of an
“affirmative agreement”, likely mimicking a familiar decision-making setting from his
family context. This could then be documented in the child’ sclinical notesthrough abrief
description of al relevant interactions and/or discussions with the child, resulting in an
accurate portraya of the entire assent process.
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Chapter 1. INTRODUCTION

1.1 Statement of the Problem

The act of gaining a child's assent as a component of the enrolment process presents
ethical dilemmas that must be addressed in paediatric research™? Children are not
considered to have the necessary emotional and developmental capacitiesto providefully
informed consent®*. Therefore, in order to enrol a child into research, permission (or
proxy informed consent) isrequired from the parentswith additional assent fromthechild
when appropriate*”’. In most western societies, an individual is considered a child or a
minor until the age of 18 years old. Assent is defined in the literature as “a child's
affirmative agreement to participate in research”®. While there has been a general
assumption within the medical community that some form of assent should play arole®*
2 there is little consensus regarding how to determine when or in what manner an
individual child should be asked to provide assent for research participation®*. Current
guidelines do not clearly outline how aresearcher can determine when assent should and
should not be obtained, nor do they detail the necessary elements of the assent
process™?#2% The resulting confusion has led numerous researchers to recommend

9,46

various age-related cut-offs for assent™™, while others have come to question the very

validity or usefulness of assent*” .

The establishment of an age limit for assent would easily provide an artificial answer to
the question of when a researcher should seek assent from a paediatric research
participant. Some researchers have referenced the work of Jean Piaget in support of a

2

suggested age limit for the assent process™ 2. Piaget was a philosopher and

devel opmental psychologist who devised atheory of cognitive development involving the
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child’ sprogression through asequence of stagesusually associated with specific ages™ ™.
However, this has created ethical debates since the age at which achild achieves various

developmental landmarks s highly variabl g'®3244°%-58

. The problem with applying these
strict developmental theories to the assent process through the application of a set age
limit is that some children who have the developmental capacity to assent for research
participation will be excluded from the decision-making process, while other children who
lack the necessary developmental capacity will be asked for their assent even though their
understanding of the information will render that assent less meaningful »*®3-*%%* |f we
depend solely on an age cut-off to determine who should be asked for assent, thisremoves
the necessary accountability from the investigator to assess the competence of each
individual child participant®. As the maturation process from childhood to adulthood is
extremely variablefrom child to child, theuse of agelimits often has much lessbearing on
an assessment of the child’ sdevelopmental capacitiesthan acompetence-based approach
would®*®, Current guidelinesfor paediatric research'®*3*’ suggest that researchers should
obtain assent based on the child's age and maturity or his capacity to understand the
proposed research. However these guidelines assume that researchers all have the ability
to determine the individual competence and maturity of their paediatric research
participants, and therefore do not provide guidance on where the line between competence
and incompetence exists nor the components necessary to ensure a child’s meaningful
assent' 1018388567 Therefore, itisleft to paediatric researchersand local Research Ethics
Committees to determine both when a child’s assent is required and how that assent
should be taken and recorded®?°42%8% Thjslack of clear standardsis striking in afield

dominated in every other respect by robust regulatory requirements’®"*.
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The lack of explicit guidance from medical and ethical authorities on assent as a
component of the research enrolment process and the resulting confusion among the
paediatric research community illustrate aclear need for animproved method to determine
when achildis capable of granting valid and meaningful assent for research participation.
With an increase in paediatric clinical trials, the need to properly address the paediatric
enrolment process has become even more critical”>”*. The goal of this research project
was two-fold: first to examine the moral theoretical arguments for assent with aview to
developing concrete mora justification for its being required. Then, based on this
theoretical foundation for assent, to develop a framework of significant issues for an
investigator to consider when deciding whether to gain assent from an individual child.
Only once aclear ethical justification for assent has been established can we then move
forward to start improving the assent process, creating a standardi sed assent procedurethat
can be implemented throughout paediatric research. There will be some discussion
throughout thisthesis of the assent process within both clinical research and clinical care
settings; however it isimportant to note that, while the notion of assent does exist within
the arena of medical treatment, the argumentsin thisthesis concentrate on its application

to clinical research.

12 Children’sRights

Theissue of children’srightsis one of considerable debate worldwide and has grown in
scope over the last century. A comprehensive discussion of assent must include a brief
description of the fundamentals of children’s rights, as the concept of assent and the
challengesit represents are an embodiment of the attempt to balance two main categories

of children’ srights: welfare rights and participation rights. Welfare rights, a so known as
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protection rights or provision rights, are those which guarantee a child those goods and
services required to maintain achild’ s overall health and development. It isimportant to
note that welfare rights do not change a child’ s diminished legal status with reference to
adults; in fact, the provision of welfare rights to a child may actually decrease his
autonomy ". In general these rights are claimsfor the child to be provided something such
as education or health care”™ and are based on the best interests of the child. All children
are considered to have interests and therefore they deserve to have rights guaranteeing
these interests as well as their well-being. These rights, while held by children, do not
necessarily need to be exercised, or claimed, by the children themselves. Instead, these
rights may aso be exercised for them by parents, caretakers, teachers, or the legal
system’’. A principal argument for the justification of welfare or protection rightsis“the
argument from incompetency” "°: children arenot fully ableto protect themselves and due
to their only partially developed cognitive abilities they are likely to make unwise
decisions which may lead to further injury. This argument is based on the fact that
children havelimited life experience and therefore warrant aperiod of protection fromthe
burden of autonomous decision-making during which they will have time to gain life
experience and develop their own individual autonomy as part of the maturation process.
A second argument for the justification of welfare rightsis one based on the rights of the
parents’. If parents, as caretakersfor their child, are granted by law the authority to make
decisionson behalf of their child and in the child’ sbest interests, then providing the child
self-determination rights would be in direct conflict with the parents’ rights as principal
caregivers and decision makers for the child. While these two justifications of welfare
rights are reasonable, they fail to consider that the term “child” covers afairly wide age

range. There are surely differences between infants, school children, and teenagers that
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should be taken into account when discussing achild’ slife experience and ability to take

on some responsibility for their own welfare.

Participation rights, also referred to asliberty rightsor self-determination rights, arerights
toanindividual’ sautonomy and for that autonomy to be respected and not interfered with
by others™. In opposition to welfare rights, participation rights should only be granted to
those individuals who are considered capable of self-determination. Children are usually
thought of as non-autonomous dueto their under-devel oped decision-making abilitiesand
consequently are not automatically granted participation rights’. The debate over
participation rights asthey pertain to children centres around the core questions of whether
children are capable of holding theserightsand if so, to what degree those rights should be
granted to them. Upon crossing the theoretical threshold from childhood to adulthood, an
individual does not automatically inherit the capability of self-determination; rather itisa
gradual skill that is cultivated as part of a child’s development into a fully autonomous
adult, and thus it is reasonable that a child be granted gradually increasing participation
rights throughout childhood. Participation rights for children are justified by
acknowledging children’s developing or evolving capacities. Consideration of a child’s
evolving capacitiesis similar to the competence approach to granting rights. Thisconcept
recognises that children develop cognitive abilities at different rates and times, and that
their development of these skills depends on their ability to actively participate in

activities that will promote their development®.

There are someinherent conflicts between welfarerightsand participation rights. If achild

isgranted participation rights and thereforeis allowed to make his own decisions, he may



17

forfeit hiswelfare rights as his parents or guardians will no longer be able to protect him
from potential harm. Conversely, if his parents and guardians act to fulfil his welfare
rights by the provision of care and protection, their actionswill automatically decreasehis
autonomy and freedom and therefore his participation rights. To partialy solve this
conflict, we can view both welfare rights and participation rights on asliding scale, with
welfarerights gradually decreasing and participation rights gradually increasing in direct
correspondence with that child’'s development and maturation. This technique however
does not solvethe problem for children in the middle years of childhood where these two
dliding scales converge. For these children, both welfare and participation rights would
have equal weight. On the other hand, if we accept that children as human beings possess
all human rights, but that their exercise of those rights will depend on their individua
circumstances, including both their ability to exercise the rights as well as their need for
thoserights, we can approach the apparent contradiction between welfare and participation

rights on a case by case basis, i.e. for each individual child”.

1.3 Problems with Assent

Assent can represent away in which, in the medical setting, thereisan attempt to balance
a child's welfare and participation rights. By allowing a child the opportunity to
participate in the decision-making process, his participation rights can, to some extent, be
respected. In addition, his welfare rights are also being respected in that the child's
decision is not the only or ultimate authority: his parents must still grant the proxy
informed consent on hisbehalf. However, this processisnot easily navigated. It isunclear
what the best course of action isin the determination of when achild should be asked for
his assent. Unlike the process for informed consent which is heavily regulated and

standardised, the existing guidelines do not provide details on the necessary elements of
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the assent process, |eading to the potential for wide variation between theinterpretation of

assent across ethics committees, research studies, and individual researchers?®22478,

To further complicate matters, in the debate over child assent some researchers seem to
have confused the concept of assent with that of consent®’®®. |n the assent literature,
there are arguments to support different extremes of childhood decision-making. Some
assent advocates are actually in favour of assuming that al children are competent to make
decisions, giving the clinician and parents the responsibility for proving incompetence®®.
In other words, this could mean granting children the right to self-determination, thus
asking children for their informed consent and bypassing assent altogether. Other
researchers call for a very strict set of criteria to establish a child’s “competence” to

assent, making assent very similar to consent®#%°

, the only major difference being that
assent is meant for those under the legal age of majority while consent is asked of those
over the legal age of majority. This however is removing the very reason behind the
assent; that is to involve a child in the decision-making process to the extent that his
current developmental stage will allow?®”%*, |n paediatric research, parental permission
actsasthe“informed consent” portion of the enrolment process, and therefore the parent
or guardian is required to meet the strict standards for understanding detailed aspects of
theresearch, including therisksand benefits, in order to make an informed decision inthe
child’ sbest interests™. In contrast, when asked for hisassent, achild participant isbeing
asked merely to communicate his preference for research participation, and is not in the
normal course of events required to exhibit a detailed level of understanding of the

research subject matter°>°%_ |f a child is meant to have the same level, if not a higher

level, of decision-making capacity to provide assent as an adult would berequired to have
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to provide consent, then surely the debate should be over lowering the age of consent, not
the establishment of a special assent process designed for children. If, on the other hand,
assent is considered |essthan consent, then it isreasonabl e to assume that the standardsfor

assent should be less substantial than those for consent®36°81.97-102

Another aspect of the assent process that seems to have become confused with informed
consent is its documentation. Some guidelines recommend that investigators use assent
formsthat mirror atypical informed consent form, both in the amount of information that
isincluded and in the requirement that the child signs his name at the bottom of the form
to illustrate his assent™. Asking a competent adult to sign a document has a legal
significance because it is assumed that the adult understands the meaning of his written
signature. A child, on the other hand, is unlikely to understand the significance of his
signature, if he even has one. Asking him for his signature therefore is merely proof of
meeting aregulatory requirement but without having any bearing on whether the child in
guestion actually understands the fact that he is giving “assent” for his research
participation’®’. Thefocusin thiscaseis on an assent form and asignature on that form,
rather than on the actual assent process and the act of involving the child in decision-

making about matters that affect him?®.

Beyond the problematic convergence with consent, another complicationin the discussion
of assent is the concept of dissent. While assent represents a child's agreement to
participate, dissent is defined asa child’s “objection to participation” . It isimportant to
note that the lack of dissent does not necessarily indicate achild’ s assent®. Guidelinesfor

clinical research suggest that we should respect any occurrence of dissent from a child,
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unless the research procedures will provide a substantial health benefit otherwise
unavailable outside of the research environment™'%, This is problematic as the policy
directly contrasts with how dissent is dealt with in the realm of paediatric treatment. In a
treatment situation, a child’ s dissent can be overridden by his doctors or parents, even if
that same child was al ready deemed “competent” to be asked for hisassent® %1% |n this
circumstance, a child is “competent” if he agrees with his doctors or parents, but he
immediately becomes “incompetent” and his dissent is disregarded if he disagrees with
their decision. In clinical research on the other hand, investigators are encouraged to
respect all instances of achild sdissent, even if his parents have already granted consent
and irrespective of whether his assent had been sought®. Guidelines have explained this
seeming double-standard by stating that in instances of treatment, where a child will
receive ahealth benefit from the contested procedure, his dissent can be overridden out of
concern for hisbest interests; whereasin non-beneficial research with no certain prospect
of ahealth benefit, a child’ s best interests are no longer at stake and therefore his dissent
should be respected’®'®. In these instances, the guidelines are encouraging clinicians to
respect the child when it suits them, which is not in fact demonstrating respect for the
child at all. Moreover, it is unreasonable to assume that the child's capacities could
transform from “competent” to “incompetent” purely based on the decision that he

reaches.

A second concern with the concept of dissent is that if we are expected to respect any
instance of dissent in non-beneficia research, this does not leave room to differentiate
between a contrary child who aways says no but who is not actually opposed to the

procedure in question, and achild who understands the procedure and legitimately wants
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to refuse®™. An investigator is unlikely to know each child participant personally and
consequently would not be able to make this distinction alone. In this scenario it would
seem much more reasonable for the investigator to discuss the situation with the child’'s
parents, who are better able to judge whether their child is actually dissenting®.
However thistoo is problematic in situationswhere achild and his parents disagree™. In
cases of disagreement between parent and child, it isleft to theinvestigator to balancethe
arguments of both parties, the potentia benefits of the procedure, and the best interests of

the child®. Unfortunately this may represent aconflict of interest for theinvestigator who

likely has a persona stake in the enrolment of all eligible children in the clinical trial.

Clearly, the current guidelines on dissent require modification and clarification. Treating
assent and dissent differently in treatment versus research contexts will merely lead to
further confusion of theseissueswithin the medical community. In addition, there should
not be different criteria for the establishment of a child’s ability to dissent compared to
assent. If achildisasked for hisassent out of respect, then his dissent should be respected
just as his assent would have been respected had he provided it. Conversely, if we would
be happy to continue with a procedure without a child's assent if he is thought to be
unable or unequipped to provide it, then we should not be deterred by his dissent. If we
create a set of criteria by which to determine a child’ s ability to assent, then clearly this
should be the same criteria used to determine his ability to dissent. The existence of
numerous rules by which to determine a child’s “competence” will only lead to further

confusion of medical practitioners.
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14 Re-defining Assent

While confusion about assent clearly exists’®#*, researchers have widely accepted one
definition of assent: “achild saffirmative agreement to participatein research”®. Y et even
with thisdefinition in place, there are many different interpretations of the word “ assent”
currently in usewithin the medical community. Some people have describedit asaway in
which we can get the child to go aong with the research agenda, while others refer to
“informed assent” or “consent/assent” as if assent and informed consent are
synonymous®®**12 This confusion representsthe key problem with assent, andillustrates
why the medical community haswrestled with the logistical questions of who should give
assent, when it should betaken, and how it should be recorded. Getting achildto goaong
with the proposed research agendais not necessarily assent, it's merely away to stop the
child from dissenting. Instead, we need to step back and think about what the concept of
assent involves: assent is about the participation of the child in the decision-making
process. The word “assent” therefore should not be defined as the child's affirmative
answer, but rather should describe the process by which we engage with the child.
Informed consent has been described as an ongoing process and a dialogue between the

researcher and potential participant™

. Y et assent, which is supposed to represent another
part of the enrolment processin paediatric research, is often discussed as adiscrete event
instead of a continuous process. In order to attempt to solve the problems associated with
assent, the medical community as a whole must re-configure how assent is viewed and
defined. Rather than asking a child to go aong with the research agenda in question,
instead aclinician should consider the overall enrolment process and wherethat individual
childfitsinwithit. Thiswould then eliminate any claimsthat assent isapointlessexercise

due to the fact that the child’ s wishes can be overridden in many circumstances*’*. The

emphasiswould be placed on the child’ s appropriate level of involvement in the process,
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rather than on his specific opinion. When the final decision is reached, it would be
important to explain to the child how that decision had been made, and how his own
wishes had affected that decision. In thisway it would be clear to the child that hisviews
had been heard, even if they had not been successful in determining thefinal outcome®. In
other words, there is an established process by which people are enrolled in medical
research. In thisthesis, thiswill be referred to as the enrolment process. There are many
elements that, when combined, comprise this enrolment process. The two elements that
are most relevant to the research in this thesis are the informed consent process and the
assent process. Theinformed consent process representstheway in which apresumptively
autonomous adult isentered into aresearch study. Typically there aretwo outcomestothis
process: informed consent and informed refusal. The assent process on the other hand is
the way in which a minor is entered into a research study, and it represents how the
clinical team engages with the child. Possible outcomes to the assent process include
explicit assent and explicit dissent. In paediatric research it needs to be decided what this
assent process should look like with children, namely when and to what extent should

children be involved in the decision-making process.

15 Treatment vs. Research

As mentioned above in the discussion of dissent, many clinical researchers also have a
clinical practice within the treatment setting. The difference in guidance between the
treatment and research settings only serve to convolute the existing confusion and
problems surrounding the concept of assent. If the definition and expectations of assent
changein thetreatment setting in contrast to the research setting it isno wonder that there

is so much current confusion surrounding assent and how to approach it. If the medical
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community were able to adopt anew definition of assent, namely the process by which a
childisinvolved to some degree in the decision-making process, without the expectation
that the child’ s decision must be followed, this could then be applied equally to both the
treatment and research settings. Thiswould eliminate any confusion regarding how assent
should be applied to treatment versus research. In a treatment setting, the worry about
assent is that if the child's decision is different from what the clinician and parents
consider as medically in the child's best interests, his decision can be overridden.
However, if assent is viewed not as the child’s affirmative agreement to the proposed
procedure, but instead involving the child to an appropriate degreein the decision-making
process, then it avoi dsthis seeming double standard. Inthisway, thechild isstill involved
in the decision but the clinician and parentsretain the authority to decidethe best course of
action with respect to the child’ smedical best interests. What mattersherearetherelative
risks and benefits of the intervention, whether research or treatment. The level of
importance of involving the child in the decision may increase or decrease depending on
the potential risks or benefits of the intervention, but this judgement is independent of

whether that intervention falls under research or treatment.

16 Family Context

Much research has been conducted in the attempt to establish the appropriate age at which
achild should be asked to provide assent for research participation®® *'*, Theseresearch
studies have concentrated on a child’ s understanding of the research material provided to
him, and have correlated the results with the child’ s age, thereby determining the age at
which the mgority of children were ableto understand the information. Thisnarrow view

of the situation neglects to examine myriad other influences on a child’'s
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Competenceﬁo,68,110,114~118

, one of the most important of which is the child’'s family
context®®>%119 At birth, responsibility for decision-making lieswith achild’ sparents'®.
As the child matures, he typically will be granted an increasing amount of decision-
making responsibility until the point at which he attains adulthood with full, independent
decision-making authority®*>6+1%121122 | h the period between infancy and adulthood,
when a child gradually assumes a greater amount of decision-making power within his
family, thereis generally aperiod of joint decision-making between the parents and their
child®™. However, this process can vary considerably from one child or one family to
another™>1%39123 The amount of decision-making authority that children havewithin their
family can impact the development of their decision-making abilitiesand critical thinking
skillsand can shapetheir view of their individual rights?*?%30°860124130 pagt research has
suggested that both a child’'s ability and desire to play an active role in the decision-
making processfor research participation aredirectly affected by hisrolewithin hisfamily
unit?2#>H012012913L132 “Therefore it would be expected that a child with little or no
autonomy within his family would be ill-equipped to provide a meaningful assent to
research participation as he would be accustomed to the family, (i.e. his parents), making
decisionsrelated to hislifeand well-being. Asking that child to provide assent would most
likely result in the child deferring to or agreeing with the decision already made by his

par.entSZZ,49,60,83,96,104

, especialy considering that past research has shown children to be
very likely to obey adult authority?*4>°20880120126133134 “ A|though it is important in
research to recognise and respect a child’'s devel oping autonomy, a child should not be
treated in aresearch study in away different from that to which heis accustomed within
the context of hisfamily!>?23098123129.135136 | fact, some research has shown that ashift

in a child’'s family decision-making dynamic could have a negative impact on his

competence™. It has been recommended by some researchers that as a child develops
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greater decision-making power within his daily family context, there can be a
corresponding increase in that child's decision-making capacity in the external
environment outside of the family, including in the context of participation in medical
research’®. This would support the existence of an assent process by which children are
involved to some degree in the decision-making process. However, that does not yet help
to answer the question of which children should be involved or when they should be
involved. In order to answer these questions, more must be learned about the family

context of childhood decision-making.

Due to the influence of the family context on a child's ability to provide assent for
research participation, thereisarecognised need for further research into how children are
involved in daily decision-making within their families®®*?%, Through comparing how
decision-making responsibilities are divided between parents and their children across
individual families and cultures, it may be possible to develop assent guidelines that
incorporate specific family contexts and the evolving nature of achild’ sdecision-making
role within his family*®8. Therefore, in order to begin the process of improving the
methodsfor gaining child assent to research participation, theway inwhich children make
decisions in their daily lives must first be examined. It is only after addressing a child’s
decision-making within the context of hisfamily unit that apractical and relevant method
of gaining child assent can be developed. To this end, a three-phase empirical research
agendawas designed to attempt to solvethis problem: aqualitative study involving focus
groups, a qualitative and quantitative study involving a series of questionnaires, and a

multi-disciplinary discussion panel with expertsin thefield of paediatricsregarding their
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current assent practice and potential improvements that can be made to the existing

guidelines on assent.

1.7 Outline of Thesis

As discussed in this chapter, children are not considered to be sufficiently competent to
make their own decisions regarding their participation in clinical research. It would then
seem to follow that children should not be involved in the decision-making process. Y et
the existence of the concept of assent illustrates that for some reason the medical
community is still motivated to include some children even if they are not believed to be
capable of making the entire decision alone. What matters here, then, is how to justify
their involvement in the decision-making process. We clearly feel as though we should
involvethese children, but it’ snot immediately clear why wefeel thisway, and becauseit
isnot immediately clear why, it isaso not clear how and when they should be involved.
Thisexplainsthe current circular debate about assent in the literature. Therefore, in order
to answer the questions of when children should be asked for their assent, what assent
should involve and how that assent should be documented, a better understanding of the
motivation to gain assent should first be obtained. Chapter 2 will examine various
potential ethical justifications for why some children should be included in the medical
decision-making process. This chapter will begin by exploring the explanations found in
the current literature: that assent is grounded in a child’s human rights or respect for the
child’ sdevel oping autonomy. Through this discussion these explanationswill be shownto
be incorrect or insufficient. The chapter will conclude with a description of a newly

developed two-fold justification for assent: respect for the parent’s pedagogical role in
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teaching their child to become an autonomous being and respect for the child’s moral

worth.

This new ethical grounding for assent is based mainly in the child’s family context and
dynamic. As was discussed earlier in this chapter, the judgment of a child's ability to
participate in the decision-making process cannot be attempted without taking into
account hisdaily decision-making experience within the context of hisfamily. Therefore,
an empirical research agenda was designed to produce data on the family context of a
child’s daily decision-making, without concentrating solely on medical decisions.
Chapter 3 will discuss a series of focus groups held with children aged 5-12 years old,
parentsof children aged 5-12 yearsold, and primary school educators. Thesefocusgroups
served as exploratory research through which to learn about the family context of
childhood decision-making. These focus groups illustrated what areas of the family
context needed further study in order to come to any conclusions about this segment of a
child’sdaily life. Once anaysis of the focus groupswas complete, these datawere used to
design a series of complementary questionnaires for children aged 5-11 years and their
parents, as will be described in Chapter 4. The analysis of the questionnaire data
illustrated in quantitative terms some of the main themes that emerged from the focus
groups and hel ped to shape atheory of how to attempt to involve children in the decision-
making processwithin the medical setting. Chapter 5will describe aservice development
meeting of clinical experts within the field of paediatrics where the current practice of
assent, both in treatment and research settings, was discussed. In that meeting there was
also adiscussion of the culmination of the research described in thisthesisand how, based

on the current usage of and drawbacks associated with assent, the concepts that have been
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developed therein might be applied to clinical practice to improve the current
understanding of assent. Chapter 6 will synthesizeall of thisinformation and discussthe

direction needed for future research on this topic.
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Chapter 2. THE ETHICAL BASISFOR ASSENT

21 Introduction

This chapter will explore some of the ethical arguments that have been used in favour of
or against assent in the literature. Given the previous stipulation that assent should be
understood as the process by which children are involved to some degree in medical
decision-making, asdiscussed in Chapter 1, theseargumentswill beframed accordingly;
although originally they may have been applied to the current definition of assent as
getting the child's affirmative agreement. This discussion will illustrate why these
arguments are mistaken or incomplete in the context of child assent. Once the current
arguments about assent have been examined, atwo-fold argument for the justification of
assent will be presented: that assent is part of the broader process through which children
learn to become better decision-makersand that it represents respect for the child’ smoral

worth.

2.2 Children AsHuman Beings Have Rights

It haswidely been suggested that children should beinvolved in medical decision-making
for medical procedures which affect them due to the fact that children are human beings
and therefore have rights. The mere fact of being human grants people a set of rightsto
“continued life and liberty”**". It is an accepted truth that an adult isin charge of hisown
being and therefore is seen to aso have a set of rights that accompany this self-
determination. However thisbecomes more debatable when it isapplied to children rather
than adults. Philosophers have theorised that one’s possession of rights depends on the
individual’ s interests or will. Do children forfeit their right to self-determination due to

their initial dependence on adults, both in the requirement to be born as well as early
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childhood caretaking? The premise of thisargument isthat all human beings haverights,
regardless of their age or other demographic characteristics. However at present, based
purely on their chronological age, children are deprived of the basic human rights of
freedom and autonomy which are granted to adults™ . Children have their own set of
needs, wishes, and ideas and, like adults, they should be given the opportunity to
communicate these desiresin aforum that both listens to and respects them'®. A medical
treatment or research procedure directly affects a child’s personal health and well-being
and therefore a child should have the right to at least voice an opinion regarding that
treatment, even if he is not allowed to make the entire decision himself. Involving the
child in the decision-making process for that specific treatment or research procedure
allowshimto articul ate his desireswith the knowledge that the rel evant adults must listen

to him, even if the final decision made by his guardiansisin opposition to hiswishes.

Somewould arguethat children arewrongly denied their lawful human rightson thefalse
premisethat their chronological age automatically rendersthem incompetent®. Thisisnot
tosay that al children are equally competent as adults; rather, it isincorrect to assume that
all children are necessarily incompetent solely by nature of their age”” >3’ |n this
argument, it isimportant to recognise that children areinherently heterogeneous. Children
represent avaried group of skillsand abilities and therefore should not all beimmediately
classified as incompetent™®. It is unsurprising that members of a group that includes
everyone from infants to teenagers would have significant differences in their
competencies and aptitudes. It istrue that very young children such asinfants or toddlers

are unableto care for themselves, but as children mature they gradually develop more of

the abilities and attributes that they will require to exist as autonomous adults'?8, As
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child development does not occur aong a pre-determined trgectory, it would be
reasonabl e to assume that at |east some children might develop key competencies earlier
than others, regardless of their chronological age. The foundation of this argument is
related to the democratic principle of non-arbitrary treatment, which statesthat two groups
of people must have evident and verifiable differences to warrant the receipt of different
treatment™. The age-based boundary between childhood and adulthood could be viewed
asan arbitrary cut-off and thereforeit violatesthe principle of non-arbitrary treatment. For
example, it cannot reasonably be stated that there is a demonstrable difference in
competence between an individual aged 17 and three quarters and an individual aged 18,
yet there is a demonstrable difference in the rights that are accorded to these two
individuals. In addition, some individuals younger than 18 years may possess the
necessary competenciesfor the holding of aspecific right whileindividuals older than 18
years may not'*"**, Furthermore, many competencies are actually task-specific. A child
might be sufficiently competent to participate in the decision-making process about one
subject but not another>®¢7 1014131135140 | fact | research hasindicated that children can
enhancetheir competence through personal experiencewith aspecific situation, regardless
of their age or developmental stage”>***!, To assume blanket incompetence across all
children and all situations overlooksthe key fact that the acquisition of competence does
not occur on a perfectly linear progression across al children and situations'™. By
assuming that al children are incompetent, we do not allow them the appropriate degree
of autonomy for them to accomplish a particular task, and therefore they are unable to
demonstrate their ability to accomplish it. Moreover, without the opportunity to practice
these newly learned skills, children are less likely to further expand and enhance those

skills and competencies, thus hindering their overall developmental process’”**"1%,
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Although many of these arguments rai seimportant considerations, they are not sufficient
to justify achild’'s involvement in medical decision-making. While children are indeed
human beings, and human beings do have rights, this should not automatically grant
children the same rights to self-determination as adults. Secondly, while it is true that
children are not all equally incompetent, this does not justify the granting of additional
self-determination rightsto al children. In fact, when exploring these argumentsin more
detail in the coming pages, it is clear that they are much more complex than they would

initially seem.

221 Paternalism and Paternal Rights

Some individuals, in arguing against the granting of any decision-making power to
minors, will cite how thiswould bein violation of therights of the parents. If parentshave
the authority to act on their child’s behalf, then giving the child any decision-making
power would actually detract from the parent’ srole as the caretaker ™. In order to ensure
that they are in fact protecting their child to the best of their ability and acting in that
child’ s best interests, decision-making power must rest solely in the hands of the parents
rather than shared between them and their child. Denying a child any degree of self-
determination and allowing his parents to make decisions on his behalf is both honouring

the parents’ rightsasparentsaswell asprotecting the child’ spresent and futureinterests’.

In fact, some paternalists take this argument a step further by stating that it is precisely a
concern for the child’ s best interests that motivates them to deny children any degree of

self-determination. The best interests principlerequiresthat in any decision that will affect
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a child, that child’s best interests must be the overriding factor in that decision. The
underlying idea behind this principle is that a child’s most important interests are those
related to his security and nurture, and that these must be protected over any other less
important interests. Decisions made which invoke this principle must also consider each
child’ sspecific needs and vulnerabilities. Inthe medical context, the child’ sbest interests
should alway's be our primary concern when making decisionsinvolving children™®. Thus,
in the child’s best interests, both short-term and long-term, ultimate medical decision-
making power currently restssolely with the child’ s caretakers, rather than shared with the
child, until the child reaches the legal age of majority*®. As parents or guardians are the
people who are best acquainted with their children, they should be capable of making
decisions that are truly in the best interests of their child and the child’'s future adult
self**, In this system, parents for the most part determine what counts as the child’ s best
interests. Therefore the parents have the right to determine the course of their child’slife
and consequently determinewhat the child’ sbest interestsare and will be. Itisonly when
the child transformsinto hisfuture adult self who is capable of self-determination that he
should be granted the right to act autonomously without the protection and guidance of a
caretaker. At thispoint the person himself isbest placed to know and to determine hisown

best interests.

If these paternalistic arguments represented the whol e story, thiswould eliminate al| need
for involving a child in medical decision-making, with the power of informed consent
shifting from adult caretaker to the child’'s future adult self once he reaches the age of
majority. However, asis shown below, thisis not the case and therefore, standing alone,

these arguments are flawed.
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First of al, whileit ishoped that the decisions made by parents on behalf of their children
areinfact in the best interests of those children, there are too many examples of situations
when thisis not the case. On an extreme level, cases of child neglect and abuse illustrate
that not all parents and guardianstruly have a child’ sbest interests at heart. In addition, a
parent or guardian could justify a decision that he knowsis against the desires of achild
by merely stating that the decision had been made according to the best interests
principle'””. However, beyond these more severe instances, even if a parent is truly
attempting to act in hischild’ sbest interests, it isimpossibl e to be certain what those best
interests are™®. A child’s best interests may change over time, depending on that child’s
age, developmental stage, culture, and current environment. When making adecisionin
thechild’ sbest interests, it isoften suggested that one should consider the future adult that
the child will become, making the decision that this future adult would make”®**’. Thisis
sometimes described as“ future-oriented consent”, with theideathat asachild becomesa
rational adult he will recognise the wisdom in those past decisions that were made on his
behalf and lend his support to them® . The problem with this suggestion, however, isthat
it cannot beknown what achild’ sfuture adult self might think about the situation. I nstead,
adecision can only be made that in the current view would seem to be the best possible
decision for the child at that time®. Therefore a decision made in the child's “best
interests” is often only based on the subjective opinion of the adult decision-maker. To
this end, some have argued that when invoking the best interests principle the child in
guestion must also be allowed a recognised means by which he may dispute the
decision'®. A further problem with reference to a decision made in the child's best
interests stems from the origin of what those interests actually are. The decisions that

parents make on behalf of their child shape the future person that child will become,

thereby affecting what his best interests are going to be. If that is the case, those best
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interests cannot then be used as criteriain the current decision. With the knowledge of this
uncertainty surrounding the notion of achild’ sbest interests, it would then beunfair to cite
those best interests as areason to deny children any involvement in the decision-making

process in situations regarding their health and well-being.

Secondly, any argument based on the violation of aparent’ srightsisactually confusing a
parent’s provision of the child’s welfare or protection rights with actual parental rights.
Children have the right to receive care and protection from their caretakers but by itself
this does not mean that the parents or caretakers gain any parental rights'’. Conversely,
while children possess welfare rights as human beings, this does not automatically mean
that they should befreeto determinewhat counts astheir welfare. Rather, caretakers such
as parents or legal guardians or the government can make those determinations on the
child’ sbehalf*’. If thewelfare of the child is paramount, thisimposes responsibilities on
the parent, not rights. Here, it isimportant to recognise the distinction between parental
rightsand parental responsibilities, or between legal rightsand moral rights. The parent’s
obligation to look after the child is different from the right to be able to make decisions
about what counts as best for the child. A child’s welfare rights and self-determination
rights should be considered as having an inverse rel ationship: asthe child becomes more
autonomous his rights of self-determination should increase, with a corresponding
decreasein hisparents provision of welfarerightson hisbehal f31%120143144 A g« narental
rights’ are actually the child’ s welfare rights exercised on his behalf by his parents, they
arenot asufficient reason to stop achild from participating in the decision-making process
for hisclinical research participation. If parents have the right to make decisionsfor their

children only until those children are capable of making decisions for themselves, then
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clearly it is necessary to alow children to participate in the decision-making process as
they become able. This relationship between a child’s self-determination rights and a
parent’ s provision of the child’ swelfare rights mimics my concept of the assent process:
as a child matures, he should be increasingly involved in the medical decision-making
process about mattersthat affect him, but only to the appropriate degreethat hisindividual

maturity and development will allow.

So in summary, the counter-argument that a child's involvement in decision-making
would jeopardise hisbest interests and bein violation of parental rightsisnot an adequate
justification for why children should be denied any degree of self-determination. Firstly,
there remains too much uncertainty surrounding the origin and identification of achild’'s
best interests, and secondly, thisargument demonstrates confusion between parental rights

and parental responsibilities.

222 The Alleged Incompetence of Children

Thisreturns usto the argument that children are unfairly denied their fundamental rights
to self-determination based purely on their chronological age and the unfair assumption
that al children areincompetent. The consequences of thisargument being right would be
that the current assent processwould beradically changed. Based on thisview, it looksas
though assent would be mistaken. Rather than being involved in an assent process, achild
would be given the full opportunity to decide for himself. In fact, thisis not a problem

because this argument isincomplete, as will be demonstrated below.
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In order to possess aright, in this case the right to self-determination, an individual must
meet the criteriathat are necessary for the possession of that right. If the criterion for the
possession of the right to self-determination is a specific level of cognitive ability, any
individual, regardless of age, must be shown to meet that criterion before being granted
the right. If a child does not possess the necessary capacity to exercise the right to self-
determination, granting him that right would be improper. This does not just apply to full
self-determination but also to partial self-determination, or involvement in the decision-
making process. Clearly if achild is not yet sufficiently competent to participate in the
decision-making process, he should not be asked to participate as hisinvolvement and any
subsequent decision would be meaningless or perhaps even detrimental to his best
interests. Along these same lines, it can be argued that the alleged incompetence of
children actually isdueto their lack of life experience rather than their chronological age.
It is thought that children do not have enough life experience to be considered fully
competent beings®>""®, and therefore they should not be asked to make decisions when
there are others, such as parents or guardians, who can better make those decisions for
them. Childhood represents atimein life where the individual needs to be protected and
nurtured in order to mature and develop into an autonomous adult being®’. Here, achild’s
inherent incompetenceis not a problem to hiswell-being, as his adult caretakers prevent
him from making decisions that may be harmful or ill-informed™"®*¥’_ The caretaker’s
roleisto makedecisions on behalf of the child until such atime asthe child hasdeveloped
into an autonomous adult capable of making hisown decisions™'?. Self-determinationis
thus seen not asamereright but asthe aim of one’ shuman development. In order to attain
that end goal upon reaching adulthood, a child’ s individual autonomy is limited during
childhood, allowing himtimeto develop fully. Itisonly once he has attained all necessary

competencies throughout childhood that he should be granted the right to self-
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determination as an adult, when he is sufficiently competent to exercise that right

properly.

If one accepts this argument, there would only remain an ethical problem regarding the
alleged incompetence of children if they were denied rights solely on the basis of their
chronological age, with no corresponding association to some other quality. Infact, these
rightsare only withheld from children based on the assumption of an association between
chronologica age and the competencies deemed necessary for the possession of the
rights****3’. The concept of “childhood” is a social construct, its definition shaped by
society’’. While each society might define a stage of life between birth and adulthood as
“childhood” *°, this does not mean that the boundary between childhood and adulthood, or
immaturity and maturity, is the same, or that the duration of “childhood” is a pre-
determined length™*"**® Thedividing line between these two life stageswill depend on
what specific qualities the individual society deems necessary for an individual to be

considered an adult®* 7614,

2221 Establishing Appropriate Boundaries Between Categories

Legally, it is often necessary to identify adistinction between where childhood ends and
adulthood begins as membership in one group may grant the individual a differing set of
rights, privileges, and responsibilities®. Yet how can this boundary between childhood
and adulthood be identified? In general there are two different methods for determining
where this boundary lies: the status approach and the competence approach®. The status
approach identifies the boundary between childhood and adulthood at afixed time point,

based on the individual’ s chronological age. This cut-off is often viewed as occurring at
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age 18, however this varies depending on the geographical location as well as on the
specific right in question. A well-known example of aright which isgiven following the
status approach is the right to vote, as thisright is earned once an individual reaches the
required minimum voting age, without having to prove the development of specific
abilities. However, while categorisation based on the status approach uses age as the cut-
off, the specific ageis usually chosen with the assumption that it represents atime when
those individuals will have developed sufficient competencies to entitle them to the
corresponding right. The competence approach, on the other hand, identifiesthe boundary
between childhood and adulthood through an assessment of competence. This approach
therefore would alow different individuals to cross this boundary at different times or
ages according to their development or possession of specific competencies required for
the right in question. An example of the competence approach would be the licensing
procedure for clinicians: an individual can technically become licensed as a clinician at
any age, provided that he passes a specific set of licensing exams to prove medical
knowledge. In some cases, the status and competence approaches are used together to set a
limit. For example, in order to earn adriving license, an individual must reach a specific
minimum agelimit at which point he then must prove his competence to operate amoving
vehicle prior to earning the license. While these two approaches, status and competence,
are fairly clear and straightforward, both can be applied differently for each individual
right, thus creating numerous different boundaries for the same individua based on the
belief that a child achieves adult competence for “different purposes at different ages”®.
Currently in Britain, for example, an individual can buy a pet, choose his own doctor,
leave school, and become employed full-time at age 16, be sent to prison and earn a
driving licence at 17, attain legal majority, vote, and enter into marriage at age 18, and

become a Member of Parliament at age 21. These variations in accepted cut-offs are not
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necessarily representative of the requisite competencies and maturity required for the
attainment of each individual right, but illustrations of cultural valuesand standards of the

society at the time each regulation was devel oped™*®.

The current guidelinesfor informed consent utilise the status approach to identify the cut-
off between childhood and adulthood, stating that an individual can provide his own
informed consent once he reaches the age of 18 years old. As stated above, some people
seethis age-based boundary as problematic, based onitsalleged violation of the principle
of non-arbitrary treatment, as age alone is not always areliable marker for the possession
of a particular competence. The problem with a strict application of this principle,
however, is that it is not possible to identify a single chronological age when all
individuals can be said to possess a specific competence for the first time, thus entitling
them to the possession of the corresponding right**"*#”. Thereforeit isperfectly reasonable
that some individuals below the boundary of adulthood may possess sufficient
competenciesto be considered capabl e of self-determination while other individua sabove
the boundary may not. In general, children below the age of 18, the current boundary with
adulthood, are assumed not to have the fully developed key competencies necessary to
grant them the right of self-determination. So, on the basis of their age and its correlation
with competence development, children are assumed to be sufficiently incompetent to
warrant the denial of thisright. Secondly, although in theory it would appear morejust to
grant a right based on a demonstration of one’'s competence rather than on on€'s
chronological age, it would be extremely difficult if not impossible to implement thisfor
every right76. Therefore, without a better alternative, age would seem to be a suitable

boundary for the granting of most rights.
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Furthermore, an ethical argument based on the principle of non-arbitrary treatment is
clearly confusing the notion of policy with that of ethics. The world isfull of seemingly
arbitrary boundaries in other aspects of human life®**¥**%": for example there are speed
limits for operating motor vehicles on different types of roads, schools set cut-offs to
determine which grades are passing or failing, and an individual’ sincome is taxed based
on income brackets decided by the government. When examining any of these examples,
itisclear that the units at the border between two categories will always seem too similar
to necessarily warrant adifferencein classification, however in order to form categories, a

boundary must be chosen™’

. The goal then is to ensure that the separation between the
categoriesislogical for the majority of individuals or entitieswithin those categories, thus

eliminating the charge that the boundary is entirely arbitrary.

The discrepancies in the age at which rights are granted are understandable when it is
considered that the time from childhood to adulthood covers a period of life with intense
devel opment, both physical and mental. With this much change occurring so quickly over
a relatively short period of time, it is not surprising that current standards for the
attainment of various rights may not make sense when viewed together. These standards
are both the product of the societal normswhen they were enacted aswell asan attempt by
that society to create boundaries that would be appropriate for the majority of peoplein
that age group. Unless the requirementsfor the attainment of aright were based solely on
the assessment of one’'s competencies, it would be relatively impossible to develop
standards that would be relevant to everyone”™. Nonetheless, the current system uses an
agelimit to determinethe age of majority. Thefact that apolicy existsto define the age of

majority means that an age cut-off must be used. With any policy therewill inevitably be



43

exceptions but it does not logically follow that the entire policy is wrong. There would
only be an ethical issue with the policy if it was not appropriate for the majority of

individuals involved.

2222 Gillick competence or mature minors

As discussed above, when setting an age-based boundary between childhood and
adulthood, itislikely that afew individualswho fall below that threshold will actually be
sufficiently competent to be considered capable of self-determination. There are aready
proceduresin placethat allow some children who have not yet reached the age of majority
to make their own decisions regarding medical issues, without input from a parent or
guardian. In the UK, clinicians refer to a“Gillick competent” child, or in the US achild
can be deemed a “mature minor”#9°0:2964:97102105117.131135147-154 "\wjith the concept of
consent, it is accepted that an autonomous being can make his own decision and an age
cut-off is used as proxy for an autonomous being. In general, at the age of 18 years an
“adult” is considered to be a competent, autonomous being and can make his own
decision, or can consent to medical treatment or research™*’. By this view then, nobody
under the age of 18 should be involved in the decision because they would be
incompetent. However this does not tell thewhol e story becauseit isrecognized that there
are some people under the age of 18 years who are actually competent and are perfectly

able to make their own decisions. To deal with these exceptions to the rule, additional

guidelines or legislation have been created.

Theterm“ Gillick competent” comes from ajudgment from the House of Lordsin 1985™,

The case in question began when a mother, MrsVictoria Gillick, argued against a health
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department policy that allowed a doctor to prescribe contraception to children under 16
years old without parental consent. In Lord Scarman’ s fina judgment, he affirmed that

achild hasthe right to make a decision regarding aproposed medical treatment, provided
that he “achieves a sufficient understanding and intelligence to enable him or her to
understand fully what is proposed” > A child who is deemed to meet these criteria
would be referred to as “Gillick competent”. One of the principal ideas upon which the
Gillick ruling isbased is that the transition from childhood to adulthood is gradual rather
than sudden. Adolescence, then, isthetransition period between childhood and adulthood,
representing atime of change and increased autonomy that can be highly variable between
specific children. The Gillick ruling recognises that as a child’ s autonomy increases, the
parental control over that child must correspondingly decreaseto acknowledgethechild's
developing autonomy64. Thisillustrated the court’ s view that parents do not have rights
over their children beyond the obligation to protect their child’s best interests. So, at the
point when children are able to make autonomous decisions, those decisions should be
respected and not overruled, just as an adult decision would be respected™®. The concept
of Gillick competenceiswidely recognised in clinical medicinein the UK, however itis
important to note that there is no specific test or set of rules by which a child can be
judged to be “Gillick competent”. Rather, it is based on the clinician’s professional
opinion that the child is sufficiently able to understand the proposed treatment and make
aninformed decision. Inthe US, clinicians use the mature minor doctrine. Much the same
as Gillick competence, the mature minor doctrine allows for aminor to provide his own
informed consent for a proposed treatment or procedure, provided that he is deemed
sufficiently able to understand it. Once again, this alows for the clinician to make a

subjective judgment regarding the competence of the minor in question.



45

It isimportant that proceduresfor Gillick competence or mature minorsexist, asitistrue
that children are a heterogeneous group made up of individuals with greatly varied
cognitive and developmental abilities, and there are certainly some childrento whomitis
appropriate that the right to self-determination be granted in certain circumstances.
However these conditions should not be confused with arguments as to whether children
in general should be allowed to participate to some degreein the overall decision-making
process, as participation in the discussion with one' sadult caretakersisvery different than
leading the decision-making process oneself. While the concepts of Gillick competence
and assent both involve some process by which to judge a minor’s cognitive capacities,
they embody very different roles. Gillick competence allowsfor the possibility that afew
select minors will be legally permitted to grant their own informed consent for medical-
related matters. Yet, it isimportant to remember that thisis an exception to therule. The
majority of individuals under the legal age of majority will likely not be deemed Gillick
competent. Assent, on the other hand, is away in which a minor can be involved in the
decision-making process regarding medical-related matters, but the overall decision-
making authority will continue to remain with his parents or guardians. Thisisapractice
that can be applied to many individuals under the legal age of majority, athough a
consistent method by which to identify and involve those individuals has not yet been
agreed upon in the medical community. Theresearch in thisthesiswas designed with the
aim of improving the current process for assent, including how to determine whether to
gain assent from aparticular child. Therefore, the remaining research and discussion will

not focus on children who might be Gillick competent.

So in summary, the argument for an assent process grounded in the child’ s fundamental

human rightsisnot sufficient justification for such aprocess. Children do possessrightsas
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human beings, but that does not imply that all children should be allowed to determine
what constitutes their welfare. There are specific criteriato be met for the possession of a
right and there remains an association between chronological age and the attainment of
certain competencies. Furthermore, the arguments surrounding the alleged competence or
incompetence of children below the age of majority are actualy better suited for
discussions surrounding a change in the age at which children are considered adults and
thus granted full self-determination rights, rather than asjustification for the establishment
or abolishment of the assent process. The ultimate goal of the assent processistoinvolve
those children who are sufficiently able to participate in the decision-making process,
while excluding those who are not. The problem lies in the disagreement over how to

properly assess which children are considered to be “sufficiently able” to participate.

2.3 Respect for Developing Autonomy

Earlier in this chapter it has been established that while the arguments surrounding a
child’ shumanrightsand varied level s of competence may have somelegitimacy, they are
not sufficient ethical justification for theideathat children should be involved in medical
decision-making. A morewidely accepted justification for assent in theliteratureisrelated

to respect for the child’s developing autonomy?*&"

, and it is to this argument that we
now turn. As children develop from infancy through to adulthood, their maturation is not
purely physical but also mental. Individuals do not suddenly become mature, autonomous
adults on their 18" birthday; rather, they develop increasing cognitive capacities and an
ability for self-determination throughout childhood®®?128:1431%6 A s children maturethey
develop capacities and competences related to decision-making, rational thought

processes, and self-determination that allow them to gradually become increasingly

autonomous as they approach adulthood. Adults are asked for their informed consent to
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research participation out of respect for the fact that they are autonomous individual s*.
Theact of asking an adult for consent recognisesthat the individual isafully autonomous
being and therefore his decisions should be respected. If al instances of full autonomy
must be respected, it could be argued that instances of partial autonomy should also be
respected, such asare found in children who have devel oping capacitiesfor autonomy but
who arenot yet fully autonomous'®. Asthe child demonstrates greater capacity, heearns
the right to be granted some degree of self-determination'®. Involving the child in the
decision-making process demonstrates respect for his developing autonomy?*8"9-%
During childhood it is important for children to be given an increasing amount of
autonomy in correlation with their newly developed capacities in order to help them
further their development®®+1%1% This makes logical sense; surely when a child has
developed sufficient cognitive abilities to make decisions about his own interests, he
should be allowed some degree of control over these interests™. Asking a child to
participate in the decision-making process allows him a voice in the discussion, to the
extent that his current cognitive capacity will allow?®?, Therefore, it would be reasonable
to assessthe child’ s current capacitiesin order to have anideaasto what level of decision-
making contribution he can be expected to make. This participation not only respectsthe

child’ sincreasing abilitiesand desire to become an autonomousindividual, but also gives

that child a safe forum in which to practice his expanding self-determination.

However, the argument that the justification for the child’ s involvement in the decision-
making process lies in respect for his developing autonomy is problematic for several
reasons. First of all, the attempt to describe children as “competent” or “incompetent” to

assent is complicating what is already a very difficult issue. The use of the word
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“competence” in this situation is misleading. The very concept of assent exists because
children are not considered to be sufficiently competent to make their own decisions.

Therefore, aperson under the age of mgjority is considered to be incompetent and cannot
provide his own informed consent. To then introduce a second level of competence, now
applied to a child’s ability to be involved in the decision-making process rather than
making the entire decision himself, further complicates theissue and makesit even more
likely that therewill be confusion regarding which children should beinvolved in medical

decision-making. Describing achild as competent to assent has generated much confusion
in the medical community surrounding what constitutes “ competence” and has led some
researchers to recommend lowering the age of consent to include these “competent”

minors, bypassing assent altogether*” . As discussed earlier in this chapter, there are
procedures in place to allow some select minors to be declared “mature minors’ or
“Gillick competent” and thus make their own informed decisions, however these children
are competent to provide their own informed consent which isvery different than what is
actually meant by the phrase “competent to assent”. The problem with the usage of the
word “competent” in any discussion of assent isthat if a set of criteria are proposed by
which to judge an individua’s competence to provide his own consent, anyone not
meeting those criteria should be labelled as incompetent. There cannot then be a
reclassification of some of these individuals as “ quasi-competent” (which is essentially

what “competent to assent” means) based on a different set of criteria

A second problem with the devel oping autonomy argument liesin the concepts of “partial
autonomy” and “partial respect”. If instances of complete autonomy are fully respected,

and instances of acomplete lack of autonomy are not respected, then instances of partial
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autonomy would seem to justify partial respect. Yet it isunclear how “partial autonomy”
and “partial respect” can be defined. Autonomy and respect are traditionally binary
concepts™: achoiceiseither autonomous or non-autonomous, and something can either be
respected or not respected. The process of assent covers a broad range of capacities and
this range would seem to be greater than any similar range among autonomous adults.
Assent represents an attempt to engage with children who exist along a dliding scale of

competence found between a non-autonomous infant and a fully autonomous adult™*",

The term “partial autonomy” poses a problem as it is not obvious how to determine
whether an individual choice is autonomous and thus should be respected. When
confronted with a choice by a normally functioning adult, it is assumed that he is
autonomous unless proven otherwise, and therefore his choice is also assumed to be
autonomous. But these assumptions do not apply for achild’s* partial autonomy”. Inthis
case, a child is aready considered as not fully autonomous, so the most plausible
interpretation of “partial autonomy” would seemto be that some of the child’ schoicesare
autonomous while therest are not. It isthen necessary to distinguish between his choices
that are autonomous and those that are non-autonomous. However, if thisisthe case, then
the child’ sautonomous choices should be accorded full respect precisely becausethey are
autonomous. Thisdoes occur in theinstanceswhere achildisdeclared Gillick competent.
The problem asit relates to assent is that the devel oping autonomy argument has already

indicated that partial autonomy warrantsonly “partial respect”, anotionwhichisno easier

to grasp.
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As stated above, respect is usually a binary concept. Similar to the definition of partial
autonomy in that only a subset of the child’s decisions would be deemed autonomous,
“partial respect” of a child’s decisions would seem to indicate that some of his decisions
would be respected while other decisions would not be respected. This is problematic
however as, in the current assent process, none of the child's decisions are being
respected. While assent represents the belief that some children ought to beinvolvedinthe
decision-making process, the child’ sdecision isultimately not accorded respect aswould
be given to the fully informed consent of an adult research participant or the proxy
informed consent of a child participant’s caretaker. Even when a child’sinvolvement in
the decision-making process is actively sought, there are instances where a child’'s
decision can be overridden**"*>*. This usually occurs when the child’s decision is in
conflict with the views of the clinician and parents as to what is medically in his best
interests™’. In the medical context, when adecisionistruly respected, it isaccepted asthat
individual’s decision and the treatment plan is adjusted accordingly. When adecisionis
not respected, it isnot taken into account in thefinal treatment plan. In the case of assent,
achild sdecision is not necessarily accepted as an authority when finalising the clinical
plan, leaving open the possibility that thefinal decision reached might be contradictory to
the child’ s stated preference. In this occurrence, “ partial respect” would in effect have no
meaning. If the child’ sdecision isnot taken into account when making thefinal decision,
then it isnot in fact being respected. This problem has led some researchers to question
the point of involving children in the decision-making processat all*”*. Their argument is
that if achild isasked for his decision, even though that decision can be overridden if it
does not correspond with the decision of the clinician and the child’ sparents, thereislittle

point in going through the pretence of involving the child in the first place. To do this
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could actually damage the child’ s developing autonomy as he will learn that his wishes

and opinions are not respected by his caretakers™.

A further problem is that, because the child’ s decision can be overridden, the concept of
“competenceto assent” isessentially meaningless. If achild isdeclared as“ competent to
assent” and then the parents and clinicians do not agree with his decision, they are then
forced to declare that the child was in fact not competent to assent after all and move
forward with the proposed treatment or procedure. Asdiscussed in Chapter 1, oneway in
which this problem can be addressed in the future is by thinking about assent as the
involvement of the child in the decision-making process, but without the expectation that
the child’s wishes must necessarily be respected. A clinician could therefore decide to
what degree an individual child should be involved in the decision-making process,
irrespective of the decision that hewill make, al thewhilewith the understanding fromall
parties that his involvement in the decision would not necessarily mean that his decision

would be accepted as the final decision by the clinician and parents.

However, regardless of any discussion of the child's “competence”, the fundamental
argument that assent illustrates respect for the child’ s devel oping autonomy iswrong. If a
child’ sdecision is not fully respected, instead being granted only a partial respect due to
his partial autonomy, then clearly the existence of assent cannot be justified by the
“respect” for his developing autonomy because it is not, in fact, being respected.
Therefore, although achild does devel op the capacity of autonomy throughout childhood,
respect for thisdevel oping autonomy is not an appropriate justification for the existence of

assent.
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24 Pedagogical role

So far this chapter has examined how the ethical grounding for the involvement of
children in medical decision-making does not stem from children’ s rights or respect for
their developing autonomy. These are both fairly widely discussed justifications for
childhood assent in the literature®!>8384156.18.19 " they are not correct, perhaps the
problem should be approached from a different direction. Rather than trying to find the
justification for assent in the language of rights, there should be an examination of the
fundamental reasons behind the original motivation to involve and engage with the child.
Involving a child in the decision-making process about a medical procedure that affects
him is about the researcher’s obligations to that child: how the researcher ought to act
towards the child. A medical researcher confronted with a potential child participant
typically feels that he ought to engage with the child in some way about the decision-
making process. Thisobligation isless about something possessed by the child, such ashis
fundamental human rights or developing autonomy, but about the obligation of the

researcher towards that child.

So what isthe obligation of the researcher to the child? In order to formul ate an answer to
this question, the problem should be examined from the opposite perspective. Rather than
searching for something in the child that grounds the obligation on the researcher to
involve him in the decision, we might instead begin by examining the benefits that the
child might receiveif hewereto beinvolved in the decision-making process. One obvious
benefit for the child would be that hisinvolvement in the decision-making process would
teach him how to become a better decision-maker. By alowing the child to participate in

the decision, without placing the onus on the child to make the entire decision, heisgiven
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the opportunity to practice decision-making while still under the protection of his
caretakers and other adults such as doctors and nurses. Assent utilises his developing
capacities and gives him a voice in matters which affect him, but most importantly it
allows him to practice his decison-making skills in order to further enhance his
development and become a better decision-maker as an adult®*?*3151 The key
difference between this argument and one grounded in devel oping autonomy isthat there
isan important distinction between respecting adecision and encouraging adecision. Itis
true that a child is developing increasing cognitive capacities throughout childhood,
thereby forming improved decision-making abilities®>%*1281431% This decision-making
should be encouraged in order to further the child’s development® 1% hyt that
encouragement does not need to be associated with respect or partial respect. Instead, the
act of encouraging the child in his newly developed decision-making capacitiesis based

upon the aim of teaching him, and not, in fact, on alevel of respect for him.

Yet on further analysis, while assent does teach children to become better decision-
makers, this pedagogical role does not completely justify the act of involving achildinthe
decision-making process. If the sole concern were to teach children to make decisions,
then the main focus of thisjustification for assent would be on the parent rather than the
child. Parentsare ultimately responsiblefor this pedagogical role, determining throughout
achild’ supbringing when and under what circumstances the child devel ops his capacity
for autonomy and reasoning®*119132144.151180 g5 it jsup to the parents to determine where

in the spectrum of decision-making development the child is at any given time.
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A good parent, who issuccessful in rearing his child to become an autonomous adult, will
teach the child to adopt a perspective towards himself that is very like an idea parental
perspective'®. Thisin effect meansthat the child will learn how to make good decisions
based on the exampl e the parent has set when making decisions for and on behalf of the
childwhileunder parental care. By adopting thisideal parental perspectiveashisown, the
childwill learn how to recognise what really isin hisbest interests, |earning the process of
how to make a good decision, although not necessarily how to make the same decision
that his parents would make. So, to be a“good parent”, one has the obligation to teach
one's children to be autonomous. In the context of medical decision-making, the
researcher hasthe obligation to respect this parental obligation by allowing the parentsto
teach their child. Assent, then, could be viewed as another pedagogical tool that parents
can adopt in the overall education and nurturing of their child. However, if the parentsare
responsiblefor constructing the context in which achild develops hisautonomy, then this
implies that the parents should be allowed to determine whether or not their child should
beincluded in the decision-making process, putting the onus on the parentsrather than the
investigator. Logistically thismeansthat the researcher should engage with the child only
insuch away that fitsin with theindividual pedagogical techniquesof the child’ s parents.
Theresearcher should customize hisinteraction and involvement with the child depending
on how the child's parents would like him to do so. So, on this view, the researcher’s

obligation isto the parents rather than to the child.

However, when seeking achild’ sinvolvement in the decision-making processfor research
participation, the researcher is concerned primarily with the child rather than with his

parents. Thisillustrates that, in addition to his obligations to the parents, the researcher
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also has an obligation to the child. This is seen most clearly in a situation where a
researcher believes the child should be involved in the decision-making process but the
parents do not agree (or vice versa). If assent were purely justified by its pedagogical role
for decision-making, the researcher would be content to accept the parental view that the
child is not yet capable of participating in the decision. However, the judgment that a
particular child ought to be involved, even against the opinion of his parental caretaker,
demonstrates that the researcher believes that he ought to get assent not because he feels
that he owes something to the child’ s parents but because he feel sthat he owes something

to the child: he has an obligation to the child.

Thisredlisation is the key in completing the actua justification for assent. In paediatric
Settings, then, there are two obligations on the researcher: an obligation to the parentswho
lead the pedagogical rolefor their individual child, and an obligation to the child himself.
In some situations these obligations are in harmony and thus there is little cause for
dispute. However there are situations where these obligations on the researcher can come
into conflict, such as when the researcher feels that the child should participate in the
decision, while the child's parents disagree. This conflict between the two obligations
illustrates that the pedagogical role is not sufficient as the only justification for assent.
Whilethe researcher does have an obligation to the parentsto assist in the devel opment of
their child’s autonomy, this does not speak to the researcher’ s obligation to the child. If
the pedagogical role were the only justification for assent, then the researcher would be
able to pass off to the parents any involvement with the child. In this scenario the
researcher could give the parents al of the information and ask them to tell their child

what they feel is appropriate, involving the child to the degree that they seefit. However
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this would not absolve the researcher of his own obligation to the child. Thereforeitis
clear that there must be an additional element of the justification for assent: one that

addresses this second obligation of the researcher.

24.1 Moral worth

Although the researcher has an obligation to the child, independent of hisobligation to the
parents, the grounds of this obligation are not clear. Some philosophers have argued that
autonomousindividuals have moral worth because they are autonomous'®. Following this
logic, a child is not autonomous and therefore cannot have moral worth. However by
asking a child for assent he is being treated as if he already has moral worth®”. While a
child istechnically non-autonomous, heis not equated with an inanimate object or anon-
autonomous being with whom communication isimpossible™. Instead theinherent value
of the child isrecognised, illustrating that he warrants treatment as a being of worth. This
recognition of the child’ sinherent value and worth can play animportant rolein justifying
aprocess of assent. The child ought to be involved in the decision-making process about
hisown liferather than let adults make all of those decisionsfor him. Furthermore, achild
will cometo understand heisof value by being treated asif heisof value. Past researchin
paediatrics hasindicated that children feel appreciated and valued when they areinvolved
in some capacity in the medical decision-making process'®%'® |nvolvingachildinthe

120,164 and

decision-making as part of the overall enrolment process is a sign of respect
teachesthe child hisinherent value and worth asan individual, anotion that will affect not
just his ability to make good decisions but also every other aspect of his life as an

autonomous being®. In fact, the development of a sense of self-worth is a fundamental

stepinachild’ soverall maturation from achild to an adult. Without a sense of self-worth,
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an individual will struggle to have a happy and normally functioning life'*. In the
medical context, this sense of worth has been documented as having an affect on the
emotional statusof the child patient. Children havereported feelings of distressand anger
when they were excluded from the decision-making process regarding their medical
treatment, while children who were included in that process have experienced decreased
nervousness or anxiety’%162163165173 Tha process of assent, or involving the child in the
overall decision-making process, therefore, is an important way in which respect for the
child asan individual can be demonstrated®. The value lies not in the response given by
the child but the fact that his views were solicited in the first place. Thereisagood deal
moreto be said about these concepts and the rolethat they play in the treatment of achild.
Here, these suggestions function as an initial placeholder for future work. As will be

shown below, it is the pedagogical role that has a bigger part to play in what follows.

25 Conclusion

This chapter has outlined some of thejustificationsin theliterature that have been used to
explain the concept of child assent, such asargumentsfrom children’ srights or respect for
a child’s developing autonomy. While these arguments raise important issues, they are
incomplete, and do not provide afull justification for an assent process as an el ement of
the overall enrolment process in paediatric research. A child does indeed have rights,
however that does not necessarily mean that he will be the individual to exercise those
rights. His parent or guardian is expected to make decisions on hisbehalf until such atime
as the child has developed sufficient cognitive abilities to be able to act autonomously
without assistance. While a child aso devel ops his autonomy throughout childhood, and

therefore has an increased capacity for decision-making, respect for this developing
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autonomy cannot be cited asareason for assent. Involving achild in the decision-making
process does not mean that his opinion will dictate the final decision that is reached. Due
to the fact that achild’ s opinion on the subject can be solicited and then overriddenif itis
different from that of the clinician and/or parents, it isclear that the child’ sdecision isnot
being respected. So, respect for his developing autonomy, and therefore his decision,
cannot then be used as a justification for hisinitial involvement in the decision-making

process.

Instead, the justification for involving a child in the decision-making process for medical
decisions that affect him is found through examining the benefits to the child from his
involvement. Assent should be understood as playing a pedagogical role for the child,
helping to teach him how the specific decisions are made and therefore helping him to
become a better decision-maker in the future. Here, the researcher is working with the
parents to help teach their child to be autonomous, fulfilling an obligation to the parents
who lead this pedagogical role in the context of their family. Of course, the researcher
must also recognise a potentially competing obligation to the child, regardless of the
parents pedagogical techniques. If the parent is not present in the clinic room, the
researcher still has an obligation to engage with the child. How the researcher engages
with the child supports his obligation to the parents asthat communicationisstill away in
which the child can learn about decision-making. However, why the researcher engages
with the child stems from the child’ s self-worth. The key concept to remember with this
obligation isthat the child is a person and therefore has worth. By involving the child in
the decision-making process, he is being treated as if he has moral worth and therefore

learns that he is a being of moral worth.
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The current debate about assent in the medical community centres on the questions of how
and when achild should beinvolved in the decision-making process. Given that the main
principlesfor how aresearcher should engage with the child stem from his obligation to
the child’ s parents, to respect their obligation to teach their child to be autonomousin the
manner in which they seefit, it isevident that agreater understanding of the overall family
dynamicisneeded before the assent process can beimproved in clinical practice. Clearly,
if the justification for the child’ s involvement in the decision-making processis derived
from the parents' pedagogical obligation to their child, then that child’s family context
must be considered before making any judgments about how and when it would be
appropriateto involve him. Chapters3and 4 will discusstwo empirical studiesthat were
conducted in order to learn more about the family context, outside of medical decision-
making. Chapters5 and 6 will then explore how thisinformation might be applied to the
clinical context and thereby help to improve the way in which the concept of assent in

paediatric medical research is approached.
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Chapter 3. THE FAMILY CONTEXT: A SERIES OF FOCUS GROUPS

31 Introduction

The previous chapter offered an examination of the ethical and philosophical theory that
supports the existence of assent. The primary justification for assent is found in the fact
that it holds an important pedagogical role for the child. The child's involvement in the
decision-making process not only alows him aparticipatory function, but it also teaches
him how the decision is made, helping him to become a better decision-maker in the
future. Thispedagogical roleliesprimarily with the parentswho are ultimately responsible
for teaching their child to become an autonomous adult. However, the researcher has an
obligation to the parents to respect thisrole, thereby involving the child in such away as
to support the parents’ ongoing pedagogical plan. A secondary justification for assent
arises from the child’s own moral worth. Through the child’s inclusion in the decision-
making process he is being treated as aindividual of worth and therefore he islearning

that he does have self-worth.

If the justification for assent stems primarily from the pedagogical role of the parents
towards their child, then it is necessary to examine the family dynamic between parents
and children to learn more about their daily interactions. As discussed in Chapter 1, a
child’ sfamily context has a substantial influence on hisability to take part in the decision-
making process for research participation®-®>%!*° put further research on how children
areinvolved in daily decision-making within their families is needed. This chapter will
describe a series of focus groups that were convened with children, parents, and primary
school educators. These focus groups were designed to learn more about children’ sdaily

decision-making within the context of their family. Therefore thefocuswas onthetypical
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interactions between achild and hisfamily memberswithin the context of their daily lives,

rather than specifically concentrating on medical decision-making.

3.2 Focus Group Study
321 Introduction

In order to learn more about daily decision-making within the family context, a
questionnaire survey of children and their parentswas planned. However, it was necessary
to ensure that the questions posed in the questionnaire were both meaningful and
appropriatefor the established research purposes. Therefore, a series of focus groupswas
conducted with the aim of learning what topicswould be most useful to explorefurtherin

the questionnaire study.

The primary objective of thisfocus group study was to explore different perspectiveson
the decision-making power and ability of children aged 5-12 yearsold. To get an accurate
picture of a child’'s decision-making throughout his normal daily life, the focus groups
were conducted with three different peer groups: children aged 5-12 years old, parents of
children aged 5-12 years, and primary school educators. Conducting focus groups with
these three peer groups allowed for an investigation of issues related to daily childhood
decision-making from three different perspectives. While primary school educatorsare not
part of the child’ sfamily context, they do spend asubstantial amount of timewith children
in their daily lives and therefore they might have been able to offer an interesting and

useful perspective on children’s decision-making ability and experience.
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Asstated, this study concentrated on children aged 5-12 yearsold. Assent isaprocessthat
includes children up to the age of majority, however ateenager’ s decision-making ability
is not usually considered to be under debate. In fact, there is a general consensus that
teenagers should at least beincluded in decision-making for paediatric research'>#091%4
not deemed a mature minor and granted the ability to provide their own fully informed
consent. It is also generally accepted that infants and toddlers are too young to make a
meaningful contribution to the decision-making process”**3%°_ |n the current medical

literature, the group of children for whomi it isunclear if they can and should be included
in the decision-making process includes primary school-aged children (approximately 5
years old) through mid-adolescence (approximately 14 years old)***?%, When designing
the empirical research to bedescribed in thisthesis, thisage range was modified slightly to
include only those children between the agesof 5 and 12 yearsold, asstated above. Thisis
not to say that children aged 13-14 would not have been appropriate participants for this
research. However for the sake of study recruitment, it was decided to limit the participant
age rangeto the expected ages found among primary school children, inthe hopesthat the
research on their daily decision-making withintheir family context will shed somelight on
the future involvement of this age group in the decision-making process of overall

enrolment proceedings.

3.2.2 Methods
3221 Study design

This qualitative research study was an exploratory and descriptive study. Study
participantstook part in afocus group of their peers (children aged 5to 12 years, parents,
and primary school educators). Study participation was the duration of the focus group

discussion, approximately 1 hour. Several focus group discussions were conducted for
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each peer group however an individual study participant was only allowed to join one
focus group discussion. Upon the conclusion of each focus group, participants were
compensated for their time spent in the study. Child participantsreceived acertificateand
stickers while parents and primary school educators received a £20 gift card to a local

grocery store. Light refreshments were also available for all focus group discussions.

3222 Ethical approval

Ethical approval for this study was granted by the University of Oxford Social Sciences

and Humanities I nter-divisional Research Ethics Committee.

3.2.2.3 Recruitment

Purposive sampling was used. Recruitment for the study was achieved through postersand
flyers advertising the study aswell as direct mail-out viaemail to parents at several local
schoolsin Oxford and to staff membersat the University of Oxford. Information about the
study was presented to the Head Teacher at 12 local primary schools. Of those schools,
four agreed to distribute information about the study to the parents of their students.
Potential participants who were interested in one of the focus groups registered their
interest at the Oxford Vaccine Group, at which time the participant was scheduled for a
specific focus group discussion. A participant information sheet and informed consent
form were sent to the potential participant prior to the scheduled focus group discussion.
After receiving the information sheet and informed consent form, potential participants
were ableto call the study Principal Investigator at the Oxford Vaccine Group to discuss

the study in more detail prior to attending the focus group.
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Child participants were healthy children between 5 and 12 yearsold, who were willing to
participate, and for whom aparent gave written informed consent. Parent participantswere
healthy adults between 18-80 years old, who had custody of a child between 5-12 years
old, and who gave written informed consent. Primary school educator participants were
healthy adults between 18-80 years old, who worked with children aged 5-12 years old,

and who gave written informed consent.

It was originally anticipated that three focus groups from each peer group would be
conducted, however per the protocol the number of focus groups conducted could vary
based on when saturation was achieved, meaning when no additional information was
gained from the conduct of further focus groups. Therewere less primary school educator
focus groups than originally planned as no additional information was gained from the
educator group, beyond what was already |earned through the parent groups. Conversely,
therewere more child focus groupsthan originally planned. The child groupsweredivided
based on child age and therefore additional groupswere necessary to reach saturation. The
determination of when saturation was reached for each peer group was made based on the
analysis of each focus group discussion upon its completion. Analysiswas not conducted
solely after all focus groups had been compl eted. Instead, the content of each focus group
discussion was conducted soon after its conclusion. Inthisway it was very clear when an

additional focus group added new information to the analysis of that peer group.

3.2.24 Consent

Written consent was given by each adult participant prior to the beginning of each focus

group discussion. Parental consent was given prior to each child focus group, with the
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verbal assent of each child participant verified by the moderator and/or assistant
moderator. This verbal assent was documented on the consent form for each child. (A
version of the consent form for child participantsisincluded in Appendix 1). All consent
forms were signed and dated by the adult participant or the parent of a child participant
and then were counter-signed and collected by the focus group moderator or assistant

moderator.

3225 Development of Questioning Routes

Individual focus group discussions were conducted using specific questioning routes
designed for that peer group. The questioning routes were developed in several steps. A
comprehensive literature review was conducted, covering the subject of paediatric assent,
child rights, child development, and the conduct of focus groups. Secondly, a draft
guestioning route for each peer group was developed. The draft questioning routes were
then reviewed by the supervisory committee, prompting additional revision based ontheir
comments. Finally, these draftswere reviewed by paediatric doctorsand nurseswith fina

modifications made based on their comments.

These questioning routes were used by the moderator as aguide for conducting the focus
groups and were followed as closely as possible. Depending on the nature of the
individual focusgroup discussions, questionswere modified, added, or removed. However
the discussions remained within the general context of those listed in the questioning
routes. For the child focus groups, participants were placed in agroup of similarly-aged

174

children to facilitate the discussion . Examples of the three questioning routes are

included in Appendices 2-4.
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3.2.2.6 M oder ation

Each focus group was led by atrained moderator. The author acted as moderator for all
adult focus groups, while Elizabeth Davis, a Paediatric Nurse, led all child focus groups.
In addition, an assistant moderator was always present during the focus groups. The
moderator was responsible for directing the focus group discussion, ensuring that the
conversation ran smoothly. The assistant moderator was responsible for taking detailed
notes of the proceedings as well as operating the digital audio recorder. After each focus
group discussion, both the written notes and the audio recording were used to aid in the

anaysis.

3227 Questioning Routes for Child Focus Groups

At the beginning of the child focus groups, children were asked a few introductory
questions to build their comfort in the group setting. They were asked to share with the
group their name and favourite food, and then to describe what they like to do with their
free time. Once the children were comfortable with the format of the focus group
discussion, the moderator moved on to cover more in-depth questions. They were first
asked to define what it means when they are asked to choose something, in order to
determinewhether they understood the concept and therefore would be ableto answer the
remaining questions. Then, the children were asked a series of questions about potential
decisionsto which they might be accustomed in their daily lives, such aswho choosesthe
food they eat, the clothesthey wear, and the activitiesin which they participate. As stated
above, these questions varied slightly depending on the nature of the discussion in each
group. The child participants were a so asked to discuss how they make decisions, what

happens when their parents disagree with their decisions, and whether they have an



67

interest in making more decisions, or having more autonomy, in their daily lives. (The

questioning route for child focus groups isincluded in Appendix 2).

3228 Questioning Routes for Parent Focus Groups

Parent participants werefirst asked to state their names and then to share an activity that
they enjoy doing with their child or children. The moderator then asked the parentsif their
children were given pocket money. These introductory questions were designed to start
the group discussion and help to develop a sense of comfort among the participants in
order to prepare them for the group discussion that was to follow. The moderator then
asked agenera question of whether the participants considered age to be an appropriate
measure of achild’sdevelopmental abilities. Afterwards, the moderator asked a series of
guestions to foster a discussion of their individual experiences, including whether their
children make decisionsin their daily lives, if they guidetheir children’ s decisions, what
happens if they disagree with a decision that their child has made, and whether they
believe that their individual children would be capable of making a decision about their

health care. (The questioning route for parent focus groupsisincluded in Appendix 3).

3.2.2.9 Questioning Routes for Primary School Educator Focus Groups

To start off the discussion with the primary school educator focus group, the participants
were asked to state their name and what they enjoy about working with children. They
were then asked to share how they evaluate the progress of studentsin their classes. Then,
similar to the parent focus groups, the moderator asked the participantsageneral question
of whether they considered age to be an appropriate measure of a child’s devel opmental
abilities. Once the participants were comfortable with the group discussion format, the

moderator moved on to the more central questions, including what types of decisionsthey
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see children making in the school environment, what happens if they disagree with a
decision their student has made, and whether they think that children would be capabl e of
making a decision about their health care. (The questioning route for primary school

educator focus groupsisincluded in Appendix 4).

3.22.10 Transcription

All focus group discussions were audio-recorded using a digital audio recording device.
Upon the conclusion of each focus group, a complete transcript of the focus group
discussion was typed, using the audio recording of the focus group discussion as well as
detailed written field notes taken by the assistant moderator and the audio recording of the
debriefing session. Transcripts of the focus groups were then entered into the computer
program NVivo 8 for analysis. At this point the audio recordings and written transcripts
were compared in order to verify that the transcripts were correct and to become fully
immersed in the data prior to analysis. Once the transcript was verified as accurate, the

data was ready to be coded and analysed.

32211 Member Checking

In addition to the audio recording, the assistant moderator took comprehensive written
notes of the focus group discussions as they occurred. At the conclusion of each
discussion, the assistant moderator briefly summarized the topics that were discussed,
based on these written notes. The moderator then asked the participants to confirm
whether it was an accurate summary of the focus group discussion. Participantswere also
given the opportunity to mention additiona comments or thoughts that they believed
should have been covered during the discussion. This allowed the moderator to verify the

accuracy and completeness of each focus group discussion.



69

3.22.12 Post-Focus Group Debriefing

Immediately after each focus group discussion ended, the moderator and assistant
moderator conducted a focus group debriefing session. This session was also recorded
with the digital audio recording device used during the focus group discussion. The
moderator first confirmed that the field notes were compl ete at which point the moderator
and assistant moderator discussed what they heard during the focus group discussion,

including:

1. Mgor themes and important topics that emerged during the focus group
discussion;

2. Any surprising or unexpected comments or views voiced during the discussion;

3. Similarities and differences between thisfocus group and previous focus groups;
and

4. Any changes that should be made to the questioning route before the next focus

group was convened.

323 Results
3231 Participants

Focus groups were held in University meeting rooms, a primary school, and participant
homes. 9 focus groupswere held between December 2010 and February 2011. At the end
of data collection there had been 5 child focus groups, 3 parent focus groups, and 1
primary school educator focus group conducted with atotal of 45 participants across all
groups (23 children, 17 parents, and 5 educators). Table 1 shows basic demographic
information on focus group participants. Theindividual focus groupsincluded between 3
and 7 participants per group, with an average of 5 participants per group. The average age

of the 23 child participants was 8.13 years old. Age was not collected from the primary
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school educators or the parent participants. There were more femal e than mal e participants
across all peer groups: 33 (73%) of all participants were female. This split was slightly
less pronounced among the child participants, with 14 (61%) female and 9 (39%) mae
participants. Of the parent participants, there were 14 (82%) female and 3 (18%) male.
There were 5 primary school educator participants and all 5 (100%) were female. It is
interesting to note that all 3 male adult participants took part in the same focus group
discussion (Parent Group 1). Thiswas purely coincidental, based on the avail ability of the
participants and is not areflection on the recruitment methods for this group. In fact, the
participants in Parent Group 1 were recruited through three of the different recruitment

methods described in section 3.2.2.3 of this thesis.
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Table 1 —Focus Group Study: Participant Demographics

Number of
Group Age Range Participants Gender
Child
Child Group 1 5-g 5 2 female, 3 male
Child Group 2 8-11° 5 5 female, 0 male
Child Group 3 5-6 3 1 femae, 2 male
Child Group 4 7-9 6 3female, 3male
Child Group 5 10-12 4 3female, 1 male
Par ent
Parent Group 1 18-80 4 1 femae, 3mae
Parent Group 2 18-80 6 6 female, 0 male
Parent Group 3 18-80 7 7 female, 0 male
Teacher
Teacher Group 1 18-80 5 5female, 0 male

! This group was originally planned several weeks earlier for children aged 5-7 years, but was
rescheduled due to scheduling conflicts during the holidays. Three weeks later when the group was
rescheduled, one participant had turned 8 (her brithday was nine days prior to the focus group date).

2 As above, this group was planned for children aged 8-10 years but was reschedul ed. Three weeks |ater
when the group was rescheduled, one participant had turned 11 (her birthday was two weeks prior to the
focus group date).
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3.24Analyss

A transcript-based thematic analysiswas conducted, allowing themesto emerge from the
text. The focus group discussions were coded and then those codes were arranged into
wider themes. Focus group discussions were analysed first within each peer group, to
identify the main themes that emerged during the focus group discussions and to
determine whether saturation had occurred. Secondly, an analysis was conducted across
peer groupsto explorethe similarities and differences between the main themesfrom each
peer group. All focus group discussions were coded by the same person in order to ensure
that there was no variation in the coding methods. However, throughout the coding
process the coding definitions and any ambiguous responses were discussed with the rest

of the research team.

3241 Child groups

The main themes that emerged from the child focus groups centred on the child’'s
perception of hisdecision-making power and ability. They asoillustrated the pedagogical
nature of the family context, as children were aware of their parents viewpoint on
important issues, clearly having learned from past decision-making within their family

unit. (See Figure 1 for achart of al themes from the child focus groups).



Figure 1 —Focus Group Study: Themesfrom Child Focus Group

MAIN THEMES

Current Decision-Making PrefersHelp With Decisions
l Awar e of parental Authority L earning how to make l
decisions
“I choose” | | “1 know | get some things
wrong”
“Sort of choice” “Tellsme’ “Because”
“Help me choose”
“Please please please” “They would say”
“Ask my mum” “1 don’'t want to haveit
again”
My mum makes me “Why not"
Scream and shout “My mum would be
happy”

cL
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Child participants in the focus group discussions admitted that they did make some
choicesin their daily lives. All of the decisions that were mentioned were related to the
clothesthat the children wore, how they spent their freetime, and, in some cases, thefood
that they ate. One child shared with the group what she usually would do upon returning

home from school;

“Child: | sometimes go to after school club, after, but most days| just

go home and watch telly for a bit.

Moderator: Ok and who decides what telly to watch?

Child: Me, because I'mthe only one home at that time.” (girl, 9 years

old)
It isimportant to note here that this statement could have rai sed saf eguarding concerns as
a9year old girl was seemingly reporting that she wasregularly left at home alone. It was
determined by the moderator and the assistant moderator, however, that this was not a
concern for this specific individual as the parents were known and the child was most
likely stating that she was the only one of her siblings who would be home at that time.
Nonethel ess thiswould not change the overall meaning of her statement, as, regardless of
whether she wasthe only family member in the room or in the house, she still considered
that the television programme that she would watch was due to her individual choice.
Another girl also spoke about the choices that she made regarding her free time:

“Child: | usually go home and have a snack, and then | play, either

play Lego or read a book.

Moderator: Ok, and what book do you read? Who decides what book

you read?

Child: Me. | usually read loads of different sorts of books.” (girl, 8

years old)
Some of the child participants discussed the choices that they made regarding their
clothing. Asopposed to the discussions of their after school activities, children who stated
that they chose their clothes also mentioned that they were not always allowed to do so.

“Moderator: And do you always get to choose what you want to wear ?
Child: Normally, but sometimes | don't.” (girl, 8 years old)
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“Moderator: And do you get to choose what you wear all the time or

does your mum normally?

Child: For parties my mum chooses it for me but other days | choose

what | want to wear.” (girl, 10 years old)
One child shared that she could periodically choose her dinner:

“Child: I sometimes get to choose what to have for supper.

Moderator: Ok, and how do you choose?

Child: Um, well | choose, | sometimes choose my favourite meal, but

when we haven't had something healthy for a really long time then |

might choose something a bit healthier than sausagesand chips.” (girl,

8 years old)
In thisexample, athough she admitted to being ableto choose an unhealthy option such as
“sausages and chips’, it also seems likely that she was not often given the opportunity to
choose her dinner. Another child stated that after coming home from school he would
watch television until teatime. The moderator then asked him if anybody would tell him

to do this. He responded:
“No, | know when it’stea time.” (boy, 5 years old)

In thisresponse, the boy demonstrated that a though he would make the decision to watch
television until tea time, he was working around an already set schedule, presumably
dictated by his parents. In most of these situations it was clear that, while the children
mentioned instances in which they were able to make choices in their daily lives, they
made these decisions because they knew they were allowed to make them, rather than
truly choosing for themselves. It isalso important to note that these decisions could all be
described as having little or no consequences. Past research with children and adol escents
has shown that parents are more likely to allow their children to make “soft” decisions,

where the consequences of a potentially incorrect decision are minimal1%7075176,



76

Throughout the focus group discussions, children also referred to adifferent type of choice
that they would make: a*“sort of choice”. This describes situations where the child could
make a choice among limited or set options. Once again, the examples given by child
participantsfor these limited choicesinvolved their choiceof clothes, activities, and food.

One boy described what he would do after school in the afternoons:

“l go straight home from school and then | have a sort of choice

whether to go on the computer or my TV or my DS. It's quite a hard

choice but I normally choose the computer or the DS.” (boy, 7 years

old)
Here he clearly made a choice between three different entertainment options, but he
described it as “a sort of choice” because he had to choose between only those three
options, rather than any extra-curricular activity. The limited range of choices also
extended to decisions of what food the children consumed at meal times. Two girlsintwo
different focus groups discussed their choice for what they would eat at breakfast:

“Child: I have two choices.

Moderator: Two choices. And have you gone to the shop and chosen

them?

Child: No.

Moderator: No, so mummy will say you can have this or this.

[Child nods]” (girl, 8 years old)

“Child: We have cereals but we have options like there's a cereal-full

cupboard and ther€'s like healthy stuff like Shreddies and Alpine and

Muesli and stuff. But mum also lets us, we don't have Nutella or

chocolate sauce but we haveit likefor Christmas. And we haveto have

either like 2 pieces of toast or a bowl of cereal something like

substantial.” (girl, 11 years old)
Inthese situations, the girls admitted that, while they were able to choose what they atefor
breakfast, they were choosing from a limited range of options that had been chosen for
them by their parents. Similarly, many of the children stated that they would decide what

clothes they wore, however this was also usually a limited choice as the clothes were

purchased by their parents with varying amounts of input from the children at the time of
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purchase. For example, one girl mentioned that she would shop for clothes with her
mother, while aboy stated that he let his mother decide what clothes to buy for him.

“Moderator: Ok, in the morning when you're not at school, who

chooses what you wear?

Child: Me.

Moderator: And have you gone and bought those in a shop on your

own?

Child: No.

Moderator: No, so who comes shopping with you to get your clothes?

Child: Mum.

Moderator: And does she let you choose a bit or totally?

Child: Yes, a bit. Sometimes she like puts in her opinion.” (girl, 12

years old)

“Child: Um, | choose what | wear but | hate shopping so my mum just

choosesit all for me, what she buys. But I'm not really bothered about

fashion.” (boy, 10 years old)
Throughout the focus group discussions the children shared examples of decisions that
they would make during their daily lives. Some of these were choices that the children
made on their own with no input from their parents, athough many of these were
decisions that the children knew that they were allowed to make rather than true
independent choices. However more often than not, the examples given by the child

participants were illustrations of guided decisions such as those described above.

Infact, during the child focus groupsthe pedagogica role of parenthood and child-rearing
became evident. Throughout the discussions, it was clear that the children were actively
learning about decision-making from exposure to the overall decision-making process
within the family. The children were aware of the parental viewpoint on arange of topics
fromtheir daily lives, and where they were unsure, they expressed a desire to understand
why the decision had been made. Furthermore, some of the children gave examples of
how they had learned from past experience and the effect that would have on future

decisions of a similar nature.



78

First of all, the child participants seemed to be very aware of their parents' views. They
clearly had acquired the skills to see situations from the parental viewpoint, even if they
were not yet ready or willing to adopt that viewpoint as their own. Therefore, they were
learning correct behaviour from past experiences with more paternalistic decision-making
within the context of their family. For example, the moderator asked the children what
they would choose for their lunch if they could go into the shop and buy whatever they
wanted. After giving their responses, the moderator then asked themiif their parentswould
be happy with what they chose. Some children chose items that they knew their parents
would approve of, such as one girl who explained why she would buy a sandwich and

yogurt for her lunch:

“Well, um, they're healthy and plus my mum would probably be happy
withit.” (girl, 8 years old)
Other children chose items that they knew were less healthy, and were well aware of the

fact that their parents would not have approved of their choices:

“Moderator: And would your mumand dad be really happy with what

you chose for your lunch?

Child: Maybe not the sweets.” (girl, 6 years old)

“Moderator: Why do you think she'd not be happy that you'd bought

sweets and chocolate?

Child: Becauseit isn't healthy.” (boy, 5 years old)
This knowledge of the parental viewpoint was not limited to food. The children aso
discussed their use of television and computers within their homes. One child understood
why arule existed, even though he did not agree with its wide-spread application. In this

instance, he described why his parents would make him ask permission before using the

television or computer:
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“Moderator: Your houserules, ok and do you know why you have those

house rules?

Child: Um, to keep us safe when, if it's like a new computer game, |

still have to ask even though there's no danger about going on it.”

(boy, 7 years old)
Although thischild did not always agree with hisparents’ rulethat he must ask permission
for television and computer usage as he did not see how anew computer game would be
dangerous, he did understand the reason behind the rule. In contrast, an older child was
allowed to choose her own television programmes, without parental supervision, because
she already knew what she would be allowed to watch. Therefore she was not only aware

of the parental viewpoint, she understood the reason behind it and was willing to adopt it

in the choices that she made.

“1 like choose stuff that | know that I'm allowed to watch and it's like

till appropriate.” (girl, 12 years old)
However, some children who participated in the focus group study, whilethey recognised
and understood the parental viewpoint, were not necessarily willing to adopt it, but instead
only did so when encouraged or mandated by their parents:

“Moderator: And what if you were going out of thedoor and it'sreally

windy and really cold and your mom says you've only got a long-

sleeved t-shirt on?

Child: She'll make me put my coat on.

Moderator: And why would she be doing that?

Child: Because she won't want me to get cold.

Moderator: And what about you, would you rather not wear your coat?

Child: No.” (boy, 7 years old)
Beyond their awareness of the parental viewpoint, some of the child participants
mentioned clear instances where they actively learned about decision-making through

asking their parentsfor explanations regarding adecision that had been made or by calling

on their own past experience with a specific situation.



“Child: I'd probably ask them, um, give me quite alot of good reasons
why you don't want me to do this and I'll decide whether they're like
good things, like say I'mnot steady on my feet but likesay | know | am,
| can run and jump and do stuff, so, like | just want to know why they
would.

Moderator: And if you thought that their reason why was a good
reason, would you then be happy not to do it?

Child: Yeah.” (girl, 10 years old)

“Moderator: Excellent, ok, and would you wear a coat if you were
going out of the door?

Child: Yeah.

Moderator: And why isthat?

Child: Becausel catch coldreally easilyinthecold, sol just likedon't
want to beill.

Moderator: Ok, and isit that you don't want to beill, or do you mind
being cold?

Child: Um, not really but then | don't really want to beill so...” (girl,
10 years old)
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Through these exampl es the children demonstrated some of thewaysinwhich they would

learn about decision-making in the context of their daily family lives. If they did not

initially agree with adecision reached by their parents, they would ask for an explanation

to help them understand why that decision was made. This is not to say that the

explanation would always change the child’s mind, however. One child described what

would happen in her household if her parents denied her the opportunity to do something

in which she had an interest:

“Child: I'd start screaming and shouting and if they still said no I'd go

off in a big strop and wouldn't come out of my room.

Moderator: And if they explained to you why, does that make you

better?
Child: A bit but I wouldn't talk to them.” (girl, 8 years old)

Nevertheless, the act of learning the art of reasoning from their parents and the ability to

recall past events are clearly skillsthat these children learned in the context of their daily

family life that will aid them in developing a more robust capacity for decision-making.

Thisability of childrento learn from past experienceis supported in theexisting literature
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on medical decision-making. Studies have suggested that achild’ sdecision-making ability
isimproved through past decision-making experience™. The statements from the children
in this focus group study illustrate that the act of learning from past experience with
decision-making, either through their own decisions or through understanding those of
their parents, is not unique to medical decision-making but also occurs in their daily

family lives.

During childhood, while they are actively gaining decision-making skills, children are
often aware that those skills are not yet fully formed and therefore they sometimes lack
confidencein their decision-making abilities™®. In fact, the majority of child participants
in the focus group study articulated some doubt regarding their own capacity to make
decisions. To compensate for this self-doubt, many of the children expressed interest in
receiving help from their parents when making a decision. For example, when asked if
they would prefer to make their own decisions, severa participants said no because they

did not alwaysfeel able to make decisions alone:

“Sometimes | can't make my decision myself” (girl, 10 years old)
“Sometimes | really can't decide and stuff” (girl, 8 years old)
Following on from this belief in their incapacity to decide, many children conveyed
satisfaction with their parents making some decisions with them or on their behalf.
“Child: | know | get some thingswrong and also, um, I'm not the best
at making decisions, so | sometimes| don't know what to do so I'd like
my parentsto help me.” (girl, 11 years old)
“Child: Because if you did some stuff it might not have been a wise
decision where if you like ask your mum and dad they can have their

input as well as your own and then like see what's better.” (girl, 12
years old)
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Through their discussion, it seemed as though the children trusted their parents to make
good decisions, recognising their superior decision-making abilities, and therefore they
were happy to receive help fromthem. In fact, some children explained that although they
would know they were making the wrong decision, they were not aways able to stop
themselvesfrom making it. In these casesthey were happy that their parentswerethereto

step in and guide them in the right direction.

“I'd probably want somebody to choose for me because um, | know
that | don't make theright decisionsfor some thingsand even though |
know that |'d be doing the wrong thing, | sometimes still doit. So, um,
| just like, cause if there's nobody to stop me | would like go on with
that, and if it's something really silly | want somebody to tell me don't
do that”. (girl, 10 years old)

Of course, throughout childhood there are plenty of instances when children desire
independence and consequently resent or fight against advicefrom their parents. However,
based on the focus group discussions, it would seem as though these children were
receptive at least some of the time to obtaining decision-making guidance from their
parents. Existing literature on paediatric medical decision-making suggests similar
findings. Past research studies have stated that children prefer making joint decisionswith
their parentsrather than being | eft to make adecision themselves'®1%717%8 Thjsisoften
due to adesire for support in the decision-making process'®*%'"8 or even sometimesto
counteract the child’'s own belief that he lacks the competencies required to formulate
good decisions'®*%, Nonetheless, regardless of theimpetus for seekingiit, it would seem
that thiswillingnessto accept assistance not only helps children to reach adecision on the
specific examplein question but has the long-term effect of teaching the children how to
make a good decision, thus helping to develop their decision-making capacities for the

future.
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Beyond these instances of guided decision-making, many of the children participating in
the focus group study seemed very aware of the fact that in their daily livestheir parents
held the ultimate decision-making power. They mentioned many instanceswhen they were
told by their parents what to do. For example, when asked why she had to go to school

even if she did not want to, one child responded:

“Because my mummy tells me | have to” (girl, 8 years old)

Other children gave examples of their parents dictating what food they would eat for
meals. Two children from different families described what would happen at their houses

if they were given afood for dinner that they did not like:

“Well, kind of my dad's motto is you don't have to like it you just have
toeatitsol'd probably eatit.” (girl, 11 years old)

“My mum always makes me eat it. If | don't eat all of it, | don’t get
anything after.” (boy, 7 years old)

Participants al so gave examples of situationswhen their parents dictated what clothesthey
could wear or how they could spend their time.

“Child: | have good clothes and | have mucky everyday clothes.

Moderator: And...who saysthose are your good clothesand theseare

your play clothes?

Child: Well, my mumtold me which onesare good and which onesare

everyday muck around clothes.” (girl, 6 years old)

“Moderator: Ok, and does anybody say you can't have that book or do

you always get a choice?

Child: Um, no | get to decide, but if | don't want a book but my mum

wants meto haveit | haveto get it.” (girl, 8 years old)
In these situations, the children were aware of thefact that their parents had already made
adecision and therewas no opportunity for the child to negotiate that decision. Here, itis

evident that the children recognised the ultimate decision-making authority held by their

parents. In addition to instances where the children were told what to do by their parents,
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some children also gave examples of timesthey were required to obtain permission from
their parents prior to partaking in new activities or buying new items. Some children may
have expressed a desire to their parents to participate in an activity, however they were
aware of the necessity for their parentsto agree to this before it would become agenuine
possibility.

“Moderator: Who chose for you to do karate?

Child: Um, well, me, | did.

Moderator: And did you just say I'm going to do karate and go off to a
karate |esson?

Child: Um, no | just said Mum can | do karate and she asked my
karate teacher.

Moderator: Excellent, ok. Would you have been able to do karate
without asking her?

Child: No.” (boy, 7 years old)

“1 get to choose what clubs | do at school but I've got to ask my mum
first whether she thinksit'salright” (girl, 8 years old)

This parental acquiescence was necessary in other situationsaswell, beyond participation
in extra-curricular activities. For example, one girl described the process by which she

could buy a new book:

“Child: I'll ask my mum so if | want to buy this book of some sort, my
mumwill tell meifit'sappropriate or not. She'll haveto go to the shop
with me and buy it.

Moderator: And what do you mean by appropriate? What do you think
that means?

Child: Like, not feisty books, and just adventur ous books and stuff like
that really.” (girl, 10 years old)

In these examples, it is clear that the children recognised the requirement for parental
permission in the context of their respective families. However, that knowledge aso
prompted them to devel op various methodsthat they would employ to influence or change
their parents' minds about a decision, including nagging and begging.

“Moderator: Ok, if you decided you wer e going to, you really wanted
to do something and mummy said absolutely no. What would you do?
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Child: 1 would scream and start saying please please please?” (boy, 9
years old)

Several children described a lingering persistence when asking their parents for
permission, confident in the knowledge that if they persevered, it was likely that they
would be able to wear their parents down. In some cases their nagging would last the
duration of anight. For example:

“Cause we share it like the computer and if it's one of my brother's
turns!'ll say ohjust 5 more minutespleasel didn't go on straight away
so | haven't had my full time. And so yeah, eventually I'll turn it off but
most of thetime I'll just keep nagging and nagging til she givesin and
lets me have another half an hour.” (girl, 11 years old)

In other cases, however, children stated that they would continue their tactics for long
periods of time, such as weeks or perhaps even many months.

“Child: | would beg for weeks.
Moderator: And if they still said no what would you do?
Child: Stiill beg them for weeks.” (girl, 8 years old)

“Moderator: If somebody said no and you really want it what would
you do?

Child: Go and ask my dad.

Moderator: Ok and what if he says no too?

Child: Wait til they've forgotten about it and then ask them again.
Moderator: And what if they say no?

Child: Keep pestering them.

Moderator: Ok, til you get what you want?

Child: Yeah. But if it goes on for more than a year I'll give up.”
(boy, 10 years old)

These scenariosillustrate that although these children were aware of their lack of ultimate
decision-making power within their family, they had aso learned ways in which they

could impact or change their parents' decisions.

Onthe other hand, there are instances when no amount of begging, nagging, or pleading is

successful in changing a parent’s decision. While in general the children in this study
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stated that they accepted, and sometimes even appreciated, the fact that their parents had
decision-making authority in their family, thisknowledge could al so cause frustration for
the children when they disagreed with the parental decision and were unableto changeit.
Therefore the children plainly admitted that their frustration would manifest itself in
temper tantrums, yelling, and crying. One boy explained what would happen if he asked

permission for something and was denied:
“l would go inasulk and | would cry in my room.” (boy, 9 years old)

Another child, in responseto asimilar question, described not only his physical reactions

in the temper tantrum but also how thislack of power would make him fed:

“1 would just start screaming and run up to my room and if she came |

would just keep my door shut and wedge it but if she gets it open she

would cometalk and explain it to me, but it never makesit better.” (boy,

7 years old)
These examplesillustrate that the children in these focus groups were well aware of their
placewithin the hierarchy of their family context. Thisdid not present aproblem for them
for the most part, however when confronted with adisagreement over a specific decision,
they knew that they had no power to overrule the decision and therefore their only outlet
was to express their frustration in the form of atemper tantrum. This type of reaction is
also documented throughout the literature regarding childhood decision-making in the

medical context, where children have reported feelings of anger or sadnesswhen they felt

powerless and excluded from the decision-making process'%163165-170,

The child focus group discussions demonstrated that the assent process would be
appropriate, at least for the child participants in this study. None of these children,

regardless of their age, expressed adesireto make all decisionsfor themselves. Whilethey
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unsurprisingly did not necessarily aways agree with their parents, they were happy to
accept their help with many daily decisions. The children expressed satisfaction with their
ability to make some choices for themselves, however much of the time those decisions
were not made at random. Instead, many of the children alowed their decisions to be
influenced either by what they believed their parents would have chosen or by their own
past experience. As discussed in this section, these findings are supported by previous
research within the context of medical decision-making. While the children in this study
were asked about daily decision-making within the context of their families, thesimilarity
in their responses when compared to past studies of medical decision-making lends
credenceto theideathat these phenomenacan be applied to childhood decision-makingin
general, and not to one specific category of decisions. With the clear influence that a
child's family has on the development of his decision-making skills, it would therefore
seem reasonabl e that the family context should be afactor taken into consideration when

the child's developmental capacity is assessed in the context of childhood assent.

3.24.2 Adult groups

In the parent and primary school educator focus groups, the main themes dealt with the
various influences on a child's decision-making experience and ability. The adult
participants discussed the principal external influences that affect a child’ s maturity and
thustheir decision-making capacity. They a so shared opinionson parental involvementin
achild’ s decision-making, covering their views on their child’ s current decision-making
experience within their family dynamic as well as their own methods that they use as
parentsto guidetheir children’ sdecisions. (See Figure 2 for achart of al themesfrom the

adult focus groups).



Figure 2 —Focus Group Study: Themesfrom Adult Focus Groups

MAIN THEMES

Main influences on child’s Pedagogical role
maturity and decision- Current decision-making

making ability I

“Y ou then explain why”

“Child’'s placein the B .
family” They do make decisions
“Try and push”
“Starting school” “A decision you can't let
them make” -
“Pleased that someone will
take that decision”
“They don’t understand the
concept”
“Illusion of control”
“1t depends on their
personality”

“Choose your battles”
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Most of the adult participants agreed that the two main influences on a child’s maturity
and decision-making ability were siblings and the school environment. There was a
general consensusthat children were affected by the existence of siblings. Those children
with older siblings were thought to be influenced positively in terms of their maturity,
whereas those with only younger siblings might have been influenced in the opposite
direction.

“I think they probably mature a bit quicker because they've got, they

see you know what a 10 year old is doing. She will see what a 10 year

old's doing and will be influenced by that, and almost pick things up

quicker.” (father of 2 children, aged 5 and 10 years)

“1 think [ my daughter]'s a bit young for her age partly because she's

interacting with [my son] who's only 4 and they're playing a lot

together and so, and when one of her school friends comes around who

has an 11 year old brother, you know the whole sort of dynamic

changes. | thought that was probably a birth order effect coming

through quite strongly.” (father of 2 children, aged 4 and 8 years)
Some of the adult participants also discussed how the lack of siblings might affect a
child’s maturity.

“Meand [my son] are on our own most of the time so he spends all his

time apart from at school, with an adult so he comes across as quite

mature, he might not be mature, but the things he says and some of the

things he does seem quite mature but it's just learned behaviour from

me.” (mother of 1 child, aged 5 years)

“1 wonder whether | do involve her more in decision making as she's

an only child. Because | only have her to think about.” (mother of 1

child, aged 10 years)
In these examples of single children, the parents believed that their children were actualy
more mature as their main interactions in the family context were with adults.
Consequently they were more exposed to mature behaviour and autonomous decision-
making than they might have been in a larger family environment. The possibility of

siblings having an affect on achild’s maturity and developmental capacity has also been

discussed elsewhere, with potential explanations being credited to the influence of the
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siblings themselves, or to a change in the amount of time and attention given to a

particular child within the larger family*®>145179-182,

Beyond the potential influence of siblings within the home, the adult participants cited
school as a second key influence on a child’ s maturity and decision-making ability. The
two main time periods that they discussed were the beginning of primary school and
starting secondary school. Primary school was mentioned as the representation of atime
when a child's perspective of the world would change. Prior to beginning school his
family would be the main, if not only, influence on his world-view. Y et once the child
would attend primary school, he would spend much of hiswaking life at school, where he

would be influenced by teachers as well as other children'®.

“I think another time is when they start school, that's a massive, you
know, it goes from you being almost the centre of their universe and
then suddenly they're away fromyou and they're so impacted by other
peopl€e's influences and that's you know that's a really big change |
think.” (mother of 2 children, aged 6 and 10 years)

In discussing theinfluence that primary school would have on achild’ s development, one
educator made the observation that it is through school that a child would learn how to
negotiate his new role as a member of society rather than merely a member of his

immediate family, which islikely all he would have known up to that point.

“Year 1, | think because they're devel oping the strategiesto work with
other people, they're developing strategies of how to be part of the
bigger wider community” (primary school educator)

The participants also commented on the effect of secondary school on a child’'s
development. One parent mentioned that it is at secondary school where a child would

experience agreater amount of independence. While childrenin primary school might still
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have been much more under theinfluence of parentsor other adults, children in secondary
school would usually experience more opportunitiesfor autonomy intheir daily lives. This
autonomy could range from their transportation, their choice of friends, or how they would
spend their time.

“1 think secondary school makes a difference. There's a definite shift

when they go to secondary school. So that you're not taking them, that

communication they're moreindependent, they're more allowed to do

their own thing or they make their own decisions or their own friends

whereas you've quite controlled them at primary school | think.”
(mother of 4 children, aged 6-12 years)

In addition to the influence of siblings and school on a child’s decision-making ability,
participants a so talked about their own interactionswithin their families, discussing how
they shared decision-making with their children. All of the adult participants agreed that
their children, or their students in the case of the primary school educator participants,
made some decisionsin their daily lives. However, the types of decisionsthat were made
varied substantially based on theindividual child, family, and decision in question. When
asked about their children’s decision-making, two parents in different groups shared
similar responses, stating that their children definitely did make decisions in their daily
lives:

“Lots of things, what they're going to have food for breakfast, what

they're going to have for...what they're going to wear. Um, yeah all

sorts of things. Yeah, | mean we sort of encourage it, generally.”

(father of 2 children, aged 6 and 8 years)

“1 think they do make decisions, from quite early on in what they like
and what they don't like.” (mother of 4 children, aged 6 to 12 years)

Another parent explained why, in her opinion, it wasimportant for children to begiven the
opportunity to develop their decision-making skills:
“Eventually they've got to make some decisions, haven't they. You're

not always going to be there.” (mother of 2 children, aged 6 and 10
years)
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Clearly in these families a child would be encouraged to participate in decision-making
on aregular basis. But this would depend not only on the family dynamic but aso the
individual child’s disposition as well as the specific situation. Parents with more than
one child discussed the differences that they noticed in both decision-making interest
and ability between their children. For example:

“1 suppose my kids they're all very different characters and so, they

make decisions about different things. Like they might be, one’s

quite, the second on€e's very particular about her friends and she's

quite choosy about her friends; the eldest one's much more easy-

going and more easily led. So | think they're just quite different in

character themselves.” (mother of 4 children, aged 6 to 12 years)
Another mother explained that her son had a hard time making decisions, and in some
situations she would feel forced to take the decision away from him.

“Parent: [My son| findsit very very hard to make a decision...cause he

wants them both and it's really hard for him. He cannot make a

decision.

Moderator: So what do you do, do you end up making it for him?

Parent: Yeah | haveto. | do you know, after awhilel try to be calmbut

sometimes you just can't...the clock's ticking and you've got to get to

school...I have learned...just to say alright thisis what you're having

and that’sit.” (mother of 2 children, aged 2 and 5 years)
So, although this parent would like her son to make some decisions, she was not always
able to cultivate his burgeoning decision-making skills, as other factors, such as
availability of time, were periodically more important. Through these examples it is
evident that the opportunities for decision-making that these parents chose to provide to
their children were determined largely by parenting style, although with some influence
from other factorsin specific situations. Thistrend has been seen in other studiesaswell,
illustrating that the family context truly can have asignificant effect on achild’ s prospect

for developing decision-making capacity®>'%,

Whilefor the most part the adult participants agreed that they encouraged their childrento
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make at |east some decisionswithin the context of their family life, during the discussions
it became clear that there were certain types of decisionsthat they were more comfortable
with their children making. In general, they were happy for children to make decisionsthat
they deemed less important and therefore not associated with potentially large
consequences. The adult participants viewed these types of decisions as learning
experiences for the children.

“It depends how important it is. Like sometimes they need to make the

mistake and realise, or sometimesit's not, their idea was fine and you

know it doesn't matter that it's not what you thought. If it's something

important, then you can talk it through with them and help themto see,

you know, the other side of whatever they'redeciding about.” (primary

school educator)
Allowing children to make the lessimportant decisions thus became a pedagogical tool for
these parents to use in helping their children develop decision-making skills. However,
with important scenarios, the parents definitely expressed adesireto bethefinal decision-
making authority. As mentioned in the discussion of the child focus groups, thistendency
for parents to allow their children to make “soft” decisions that are not associated with
large consequences while retaining their own parental authority on more important
decisions has been documented in other studies'®*"*1>1% Decisions that were deemed
“important” to participantsin this study wererelated to the child’' s health and well-being,
or more generally werejust described asthose decisionsthat carried larger consequences.

“1 think the lesser decisions, the lessimportant decisions, about maybe

what he hasfor breakfast, isup to him...On theimportant decisionswe

would always, you know, make surethat the right decision was made.”

(father of 2 children, aged 5 and 10 years)

“If it's something like if it's going to be cold and she's going

somewhereout | then step in and definitely take that choice away from

her, because | said I'mdealing with you coughing during the night, so

if I'm bearing the consegquences I'm sorry but you're not allowed to
have a decision” (mother of 1 child, aged 10 years)
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“So | allow her to make that level of decision, but there's not going to

be any dreadful conseguences from that. | would if it was something

moreserious| would take control.” (mother of 3 children, aged 7to 11

years)
Infact, one of the parent participants viewed this parental decision-making authority asan
essential part of parenthood. While it may be important to allow a child to make some
decisions as alearning experience, for the important decisions she saw it as her duty asa
parent to insist on what she believed to be the correct decision.

“And it's your job as a parent to make decisions about your children

that you feel are important, that's part of being a parent... So, if you

believe it's something really important, in the end it doesn't matter

what they believe, they're going to have one way or ancther, if it's

important enough to you you're going to enforceit aren't you.” (mother

of 1 child, aged 5 years)
Whilethe participantsin this study provided examples of timeswhen they felt it necessary
to exert their authority regarding aspecific decision, they were also very aware of thefact
that their children were not always receptiveto thisoccurrence. Infact, every parent focus
group mentioned the need to “choose your battles” when dealing with children. This
phraserepresented astrategy by parentsto let children make some of their own decisions,
evenif the parents might have disagreed with those choices, in order to avoid fighting with

the child about every decision in their life.

“1 try not to fight over everything. So it's just, you do let things slide
withit.” (mother of 4 children, aged 6 to 12 years)

“You pick your fights don't you, or else you'll have confrontation

about everything as they start getting older.” (mother of 4 children,

aged 9to 16)
By “choosing their battles’, these parents were giving in to some of their children’'s
wishes, in order to save up thetime, energy, or parental authority that would be necessary

to enforce the decisions that they, as parents, deemed important.

“Somethingsjust aren't worth the battles.” (mother of 5 children, aged
3t0 16 years)
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“And in the end you do like you say, pick your battles, is it worth
fighting every Friday. No.” (mother of 2 children, aged 5 and 8 years)

Thus, based on the discussions it would seem that the participants in the adult focus
groups encouraged their children to make decisionsin their daily lives, but only so far as
their health and safety would allow. When a decision would need to be made that might
carry larger consequences, the participants were clearly ready to step in to ensurethat the

best decision for that child would be made.

Another major theme discussed in the adult focus groups pertained to the pedagogical role
of parenthood. Participants discussed methods that they employed in their daily livesto
teach their children how decisions were made and to actually guide their children in their
own decision-making. First of al, participants stressed the importance of explaining
decisions to their children.

“I think, yeah, | certainly think that children have the capacity to

understand and reason through...so they like that, if you explain, if

you've got the time to explain, that's the difficult bit.” (father of 2

children, aged 5 and 10 years)

“Parent 1: | think you can explain lots of things to them.

Parent 2: Yeah, | thinkif they've got the knowledge, at a level that they

under stand, then they're capable of making, not, you know, I'd trust

that they'd make quite good decisions, asa very vague, general thing. |

think it's about them having the knowledge, and then from that they

would, you know, be able to make [decisions]” (mother of 2 children,

aged 5 and 8 years; mother of 2 children, aged 6 and 10 years)
Following on from providing their children with explanations of their own decisions, the
adult participants stated their belief that when their children were asked to make decisions,
they liked to be guided at |east some of thetime. Whiletheir children were learning about

their devel oping autonomy, both within their family and in their external lives at school,

the adult participants felt that they were not yet ready for and would not be interested in
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taking on full decision-making responsibility in their lives. Instead, they felt that their
children generally would welcome input or authority from their parents. As mentioned
above in relation to the child focus groups, past research has illustrated that children do
indeed desire assistance with at |east some of the decisionsthat they encounter'%16377.178
Here, two parents mention their beliefs regarding guided decision-making with their

children:

“They're pleased that someone will take that decision if it's a clear
one.” (father of 2 children, aged 5 and 10 years)

“Most of the time they are relieved that somebody is quite firm with

their decisions, and even if it's not a decision that they like, somehow

the consistency isalittle bit moreimportant.” (mother 1 child, aged 10

years)
Furthermore, whilethe parent participants admitted their willingnessto enforce decisions
that they viewed as*important”, they al so discussed some of the methodsthat they used to
guide their children’s decision-making. In this way, they were able to provide input to
their children, moulding their decisions without needing to resort to a strict enforcement
that may have caused arguments or rebellion. Similar to letting their children make some
of thelessimportant decisions, these methods of guiding their children’ sdecision-making
were pedagogical toolsthat were used within thefamily context on aregular basisto help
refine their child’s decision-making skills. These methods ranged from the extreme to
more subtle techniques. The more extreme methods that were mentioned as examples of
persuasive techniques were less learning experiences than ways in which the parents
convinced their children to go along with their decision, such as emotional blackmail and

coercion.

“Tried everything, emotional blackmail, bribery” (mother of 2
children, aged 5 and 8 years)

“Alittle bit of emotional blackmail works quite well 1've found as you
move up to the older age group” (mother of 4 children, aged 9 to 16)
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“There'stimeswhen you really push them, really coerce” (mother of 2
children, aged 5 and 8 years)

A few of the parents also mentioned sanctions as a method they used to convince their
children to go along with a decision, or to punish them for a conflicting decision.
“Well if it's a conflict then it's down to you know what's your
punishment, putting them in their room or taking a toy away or that
sort of thing.” (father of 2 children, aged 6 and 8 years)
“Asa parent you fill your lifewith possible scenariosto try to motivate
your child to maketheright choices, by either making it interesting for
them to go the route that you think is going to be more positive for
them, or somehow you know resorting to you know strictness and
somehow Yyou know withdrawing of you know, rewards or
consequences sometimes” (mother of 1 child, aged 10 years)
Some of the more democratic methods of persuasion techniques that were mentioned by
the adult participants were discussion and compromise. These methods clearly acted as
ways in which an adult could guide the child’s decision-making while simultaneously

teaching him how that decision was made.

“They need reasons. You can't just say don't do that. You need to
explain why and the full context” (primary school educator)

“If it's a decision that you think, that in their best interestsisn't, um,

what they should be doing, you use all of your persuasive techniques

that you possibly haveto try and give themthe right view, or the view

that would be best for them.” (primary school educator)
While discussing the need to compromise in some of their family dynamics, parent
participants mentioned a key aspect of their daily interactions with their children: “the
illusion of control”. Similar to discussion and compromise, the illusion of control was a
way inwhich aparent could give his child achoice, allowing him to make adecision, but
within arange that had been pre-selected by the parent. This method was mentioned in

every parent focus group and participants explained that it could be used in many aspects

of their daily lives, from food to extra-curricular activities.
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“Compromise. Concede a little bit on the, on what you were trying to

achieve to give that illusion of control back again.” (mother of 4

children, aged 9 to 16)

“Torestrict them by choosing for themwhat you are selecting for them

to choose from... Selecting a range of choices that I'll find good and

then gently | introduce that.. without saying how many things she

might do but | am not offering her” (mother of 1 child, aged 10 years)

“Cereals in the morning, that's fine, choose your own, because |'ve

made the decision about which ones to buy” (mother of 3 children,

aged 5to 10 years)
The benefits of this technique were threefold: the child would think he was making a
decision and therefore was content in his newfound independence; the child was
exercising his decision-making abilities and therefore learning how to become a better
decision-maker; and thirdly the parent was satisfied that the child would be safe and not
suffer any large consequences, regardless of hisdecision, asall of the choiceshad already
met with the parent’ s approval. The parent participants were aware that this method may
seem to be slightly manipulative but they were not bothered by this fact. Some parents
even viewed the utilisation of the “illusion of control” as a key aspect of parenting.

“If you're a shrewd parent you can create a situation where a child

feelsthat they're making a decision.” (mother of 3 children, aged 7 to

11 years)

“The art is making them think they've made the choice.” (mother of 1
child, aged 10 years)

Thus, these parents were illustrating their desire to provide their children with
opportunitiesto make decisionsin their daily lives, while at the sametime retaining some

measure of control over the final decision that was reached.

Similar to the child focus group discussions, the focus groups conducted with parentsand

primary school educators seem to support the use of the assent process when enrolling a
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childin medical research. The adultsin thisstudy all thought that children were capable of
making some decisionsin their daily lives. They also expressed their desire to help guide
children in their decision-making, helping them to learn how to make their own good
decisions. Dueto thefact that they felt likethisin general, within the context of their own
family’s daily life, it is reasonable to assume that they would have a similar desire to
includetheir children in the decision-making process within the context of enrolmentina
medical research study. Given that each family’ s approach to childhood decision-making
was different, and that the participantsin this study agreed that achild’ s decision-making
capacity was dependent upon his individual personality, it would also seem reasonable
that some assessment of the child and hisindividual family context should occur when

deciding how to involve a child in the decision-making process for medical research.

3.24.3 Comparison between child and adult focus group analysis

Although the child and adult participants discussed childhood decision-making from very
different perspectives, there were quite afew similaritiesin the topics that were covered.
The adults and children both stated that children did, in fact, make some decisionswithin
the context of their daily lives. They aso both discussed that the children liked to be
guided by their parents in their decision-making. In fact, many of the children admitted
that they had no interest in making all decisionsfor themselves, preferring to rely on their
parentsfor help with some decisions, while depending on them compl etely to make other
decisions. Parents mentioned that they would often limit achild’ schoices, giving thechild
the“illusion of control” ashewould be allowed to make a decision between those specific
pre-selected options. When this was discussed in the adult focus groups, it seemed as
though the parents thought that thiswas done without the child’ sknowledge. However, in

the child focus groups, children mentioned that they would often make “ sort of choices”,
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where they would decide between several set options allowed by their parents. Granted,
this does not mean that these children were aware of every time their parents gave them
the“illusion of control”, but it doesillustrate that they were cognizant of the existence of
this phenomenon and were not necessarily unhappy about it. Secondly, both adults and
children mentioned that children desire some guidance from their parents when making
decisions. They were also both well aware of the fact that parents held the ultimate
decision-making power within the family context. They discussed that thisimbalance of
power was sometimes cause for disagreements between children and their parents.
Children talked about their tactics for trying to change their parents' decisions in their
favour, and admitted their frustration when unsuccessful in that endeavour. On the other
hand, adult participants agreed that it was necessary for them to sometimes “choose their
battles’ to avoid potentially constant fights with their children over every decision.
Therefore these parents were likely to give in to their children’s wishes on what they
considered to be the less important subjects, while saving the true battles for the most
important decisions. Finaly, both child and adult focus groups discussed how children
would learn about decision-making through the example of their family members, such as
siblings and parents. It would seem therefore, from the participantsin this study, that all
stakeholders in this family dynamic share the belief that a child’ s development of his
decision-making capacity is directly affected by his family context. Once again this
supportstheideaof considering thefamily context in any assessment of achild’ sability to

participate in the decision-making process for medical research.

3.3 Conclusion
The assent process is a way in which a child can be involved in the decision-making

process for medical treatment or research. Given that the primary ethical justification for
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the concept of assent is derived from a parent’ s pedagogical obligation to teach his child
how to become an autonomous being, and that achild’ sfamily context directly affectshis
development of decision-making skillsthat are essential for him to become autonomous, it
isreasonable to surmise that the family context should be examined in more detail before
any attempt is made to improve the assent process. This focus group study was designed,
therefore, to learn more about children’ sdaily decision-making within the context of their
families. Three different groups of participants were included in this study in order to
explore different perspectives on the decision-making power and ability of children
between the ages of 5 and 12 years old. Upon analysis of the study data, however, it
became evident that, while the participants did have different perspectives on the subject,
their views were actually complementary and in harmony with each other. The main
themesthat emerged during analysisillustrate areasthat should be explored in moredetail
in order to better understand thefamily context and itsaffect on achild’ sdecision-making
ability. For example, it isinteresting that the children expressed adesire, not for decision-
making autonomy, but for decision-making guidance from their parents. Similarly, while
the adults were aware of the children’ s ability to make some decisions, they also liked to
guide them in decision-making, often providing the children with limited options from

which to choose.

As stated above, only one focus group was held with primary school educators as it was
determined that this group had not added new information beyond what had already been
learned in the parent focus groups. It is possible, however, that there were deficienciesin
the questioning route developed for the primary school educators and that is why new

information was not gained from the conduct of this focus group. To guard against this
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possibility in future studies, it would be useful to discuss the study objectiveswith one or
more primary school educators prior to designing the questioning route for this group.
Thiswould likely lead to the devel opment of a much more useful questioning route that
would be relevant to the experience of primary school educators regarding daily child
decision-making. It also might have been interesting to collect more demographic
information from participants, especially the age of parentsand primary school educators.
Finaly, it was not arequirement for this study that there be a connection between child
and parent participants. Had there been alink them, it might have been possibleto conduct
an analysis of individual family dynamicswithin these family groups. However, the fact
that this was not possible in this study does not subtract from the usefulness of the data

analysis within each peer group.

Whiletheresultsfrom this qualitative study areinteresting, it would be improper to draw
any generalised conclusions regarding child decision-making within their families due to
the study’ ssmall samplesize. It ispossiblethat any trendsthat have beenidentifiedin the
data are purely representative of the participants who chose to take part in this study.
Therefore, these qualitative results were used to develop questionnaires for a larger
quantitative study that can give moreinsight into the family context. Exploring theseideas
in a quantitative questionnaire study will allow us to reach constructive conclusions
regarding the family context of childhood decision-making. The following chapter will
discusstheresultsfrom aquestionnaire study that was devel oped as a continuation of this

focus group research.
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Chapter 4 — The Family Context: Parent and Child Questionnaires

4.1 Introduction

The previous chapter presented data from a focus group study with children aged 5-12
years, parents of children aged 5-12 years, and primary school educators. That study
allowed for the identification of important themes or issuesrelated to childhood decision-
making that warrant further in-depth research before that information can be applied to the
assent process in medical research. During the child focus groups, the major recurring
themes dealt with the children’ s perceptions of their own capacity for making decisions, as
well as their decision-making power within their families. Based on their discussion, it
became clear that the child participants|earned about decision-making through becoming
aware of their parents perspective on a particular issue, as well as learning how their
parents came to make these decisions. During the parent and educator focus groups, the
participants discussed what could influence a child’s decision-making ability, from
attending school to the family dynamic. In addition, adult participants elaborated on
methods that they currently used to guide their children’ s decisions, thus actively honing

their children’s decision-making skills.

Theresults from the focus group study seem to support that achild’ sfamily context hasa
serious influence on his decision-making ability and experience. The study results also
giveweight to the concept of aparent’ spedagogical rolein developing achild’ sdecision-
making skills as both children and adults provided data related to this idea. The main
themes that devel oped from this study may well be indicative of many children and their
families, however due to the small sample size from this qualitative study they may also

only represent the specific family dynamics from the study participants. In order to learn



104

more about the family context and its effect on a child’ s decision-making ability, it was
necessary to examine some of these issues in more detail in alarger, quantitative study.
Furthermore, while research on childhood decision-making has been conducted, very few
studies have been conducted that specifically asked children about their desire to make
decisions in relation to their lives'®. Therefore, a study was designed consisting of
complementary questionnairesthat were delivered to parents and children aged 5-11 years.
It isimportant to note that one of the findingsfrom the adult focus groups wasthat starting
school, both primary and secondary, was considered to have a big influence on achild’s
maturity. However, similar to the focus group study, the age group for this questionnaire
study included only those children who were of primary school age. This decision was
madein order to aid in the recruitment process aswell asto maintain consistency with the
previous study. These questionnaires explored daily decision-making within the family
context, drawing on the themes that emerged from the focus group discussions, including
guestions specifically geared towards|earning whether children want to beinvolved inthe

decision-making process.

4.2 Questionnaire Study

4.2.1 Study Objectives

This questionnaire study had two objectives. The primary objective wasto explore daily
child decisions within the family context, from two perspectives, both child and parent.
The secondary objective was to explore potential trends in how individual parent/child
pairs perceive decision-making power in their daily family context. This study was
focused on children of primary school age only, therefore the age range for child
participants was five to eleven years old, rather than five to twelve years old in the focus

group study. The adult participantsin thefocus group study stated that starting secondary
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school was a big influence on a child’s maturity and independence. If this were true for
child participants in this questionnaire study, the results could have been skewed
accordingly. Thus, in order to avoid a potential bias, the age range was modified for this

study in order to include only primary school aged children.

422 Methods

4221 Study Design

This research study was a questionnaire study. Adult study participants were asked to
complete a paper questionnaire which they returned to the study team either in person or
viathe post in aprepaid envelope. It was estimated that the time required to compl ete this
guestionnaire would be approximately 20 minutes. Child study participants answered the
guestionnaire in an individual or small group session with a member of the study team
lasting approximately 40 minutes. Child participants were given specific questionnaires
designed for their age range, and small group sessions were conducted with children of a
similar age so that the session could be modified to suit the age and development of the
specific child participants. These child questionnaire sessionswere held in locations such
as University meeting rooms and offices, local schools, community centres, and
participant family homes. While the child questionnaire was fairly long (73 questions),
most of the questionswere quite short and uncomplicated, and many of them werefollow-
on questions related to previous gquestions so when one question was not relevant to a
particular child he was able to skip the next few related questions. Therefore, while some
small group sessions with younger children may have lasted dightly longer than 40
minutes, most of the older children were able to complete their questionnaires quite

quickly in aslittle as 30 minutes.
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Study participation for adult and child participants wasthe length of time necessary for the
completion of the questionnaire. As parent and child participants were membersof family
groups, parentswere asked not to discusstheir questionnaire responseswith their children
and the child's interview was conducted away from his parents. This was in order to
ensure that each participant’ s responses were not influenced by responses of their family
members and that the presence of an adult authority figure would not affect the child's

responses.

Adult participants did not receive compensation for their participation as the compl etion of
the questionnaire was not anticipated to be atime-consuming process. Child participants
inthe study received acertificate and stickersto thank themfor their time spent during the

investigator-led questionnaire session.

4.2.2.2 Ethical Approval

Ethical approval for this study was granted by the University of Oxford Social Sciences

and Humanities Inter-divisional Research Ethics Committee.

4.2.2.3 Sample size

Approximately 200 participantswere expected in thisstudy, in order torecruit at least 100
participantsin each of thetwo peer groups. parentsand children aged fiveto el even years.
While only one parent from afamily group was allowed to be enrolled in the study, more

than one child from the same family group could participate. Therefore, the projected
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study enrolment was 100 family groupswhich would include 100 parent participants, and

at least 100 child participants.

This sample size was chosen so that for each question within a peer group the 95%
Confidence Interval around the percent agreement per response would be amaximum + or
- 10%. For example, if 80% of respondents within apeer group gave the same answer to a
particular question, the 95% Confidence Interval would be + or — 8%, or between 72-

88%°.

4224 Recruitment

Recruitment for the study was achieved through posters and flyers advertising the study,
in-person recruitment at local community activities and primary schools in Oxfordshire,
and direct mail-out to parents at local primary schools, staff membersat the University of
Oxford, and families participating in Oxford V accine Group studies. Information about the
study was presented to the Head Teacher at 44 local primary schools. Of those schools,
five agreed to distribute information about the study to the parents of their students.
Although thiswas not alarge response rate, this recruitment method was still likely to be

the most efficient, given the resources available to conduct this study.

Participants were recruited within two distinct categories: children aged between 5-11

yearsold, and parents of children aged between 5-11 yearsold. One parent and at |east one

3 Calculation based on the Normal approximation to the binomial distribution.
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child were recruited from each participating family. Child participants were healthy
children between 5 and 11 years old, who were willing to participate, and for whom a
parent gave written informed consent. Parent participants were healthy adults between 18-
80 years old, who had custody of a child between 5-11 years old, and who gave written

informed consent.

Written consent was given by each adult participant prior to receiving an adult
guestionnaire. Parental consent was given prior to each child questionnaire session, with
the verbal assent of each child participant verified by a member of the study staff and
documented on the consent form. (A version of the consent form for child participantsis
included in Appendix 5). All consent formswere signed and dated by the adult participant
or the parent of a child participant and then were counter-signed and collected by a

member of the study staff.

4.2.2.5 Development of the questionnaires

The questionnaires were developed in several steps. A literature review was conducted,
covering the subject of paediatric assent, child rights, child development, and the creation
and implementation of questionnaire studies. Secondly, draft questionnaires were
developed for parent and child participants. The draft questionnaires were then reviewed
by the supervisory committee, as well as paediatric doctors and nurses, prompting
additional revision based on their comments. Finally, the draft questionnaireswereusedin
apilot test with adults and children in order to ensure that the questions were clear and
that the child questions were appropriate for the age range of the intended participants,

with final modifications made based on these pilot tests. Questionnaire questions were
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created to cover several main categories of daily family life: demographic information,
health, family lifeand interaction, activities, mealsand food, clothes, and current decision-

making. (Examples of the questionnaires are included in Appendices 6-7)

Upon enrolment in the study, adult participants were provided with a paper copy of the
parent questionnairewhich they were allowed to completein person or returnviapostina
pre-paid envelope. Child participants completed the questionnaire in individual or small
group sessions with a member of the study staff. The children were offered assistance
from study staff memberswhere appropriate. All paper questionnaires, for both adult and

child participants, were entered into the computer program SPSS for analysis.

4.2.2.6 Planned analysis
4.2.2.6.1 Primary Analysis

The primary dataanalysis examined total pooled child responses and total pooled parent
responsesto al of their respective questionnaireitems. Analysisfocused on theindividual
guestions within each peer group, and attempted to identify any noteworthy trends.
Anaysis was aso conducted on the overall topic categories of daily family life:
demographic information, health, family life and interaction, activities, meals and food,

clothes, and current decision-making.

4.2.2.6.2 Secondary Analysis

Anexploratory analysiswas conducted to compareindividual parent-child pairswherever
possible. This analysis examined the correlation between the responses of parent-child

pairs in order to observe what proportion of time the parent and child agreed on each
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related question. The purpose of this secondary analysiswasto identify any trendswhich
may lead to larger follow-on studiesin the future. If the analysis seemed to demonstrate a
large gap between the way children and their parents perceived a given situation, this

could be worth further investigation.

4.2.3 Resultsand Analysis
4231 Dataentry

All questionnaires were completed by study participants on a paper version of the
guestionnaire. All data entry of the questionnaire responses and subsequent analysiswas
conducted by the same person. During dataentry, alist of self-evident correctionsfor both
the parent and child questionnaires was compiled. These documentstracked the coding of
guestionnaire responses when there was an exception to the expected responses. Some
participants answered questions through a write-in response rather than or in addition to
one of the provided responses on the questionnaire. For example, children were asked “ Do
you havefamily daysout” and were given two possibleresponses: “yes’ and“no”. A child
wrotein the answer “sometimes’ rather than checking one of the provided responses. As
the question wasamed to find out if the child did or did not have family days out, and not
to determine the frequency of these occasions, the written answer of “sometimes’” was
coded asa“yes’ answer for analysis. For other questionswhere the possible answerswere
“yes’ and “no”, some children would check both responses. Where this occurred, the
answer was assumed to be missing and not included in analysis. The completelist of self-
evident correctionsfor the child and parent questionnaires can befound in Appendices 8-

9.
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Onceall questionnaireswere entered into SPSS, frequenciesfor each question wererun to
identify any outliers or errors due to data entry. Furthermore, a random sample of
guestionnaires and the corresponding data as entered were monitored by the Quality
Assurance Manager at the Oxford Vaccine Group. The dataentry wasfound to be correct,
following the self-evident corrections listed above, and therefore any potential for data

entry errors has likely been kept to a minimum.

4.2.3.2 Participants

There were 247 participants who were officially enrolled in the study. Of those 247
participants, 101 were parents, and 146 were children. One parent participant was
excluded after enrolment as his child was unable to attend a questionnaire session and
therefore he would have represented an incomplete family group. Of the 100 parent
participants who were enrolled in the study and were not excluded, 7 did not return a
completed questionnaire. Per the protocol, these participants were contacted three times,
by phone and email, in an attempt to obtain their questionnaire data. When no reply was
received after three attempts, these participants were considered lost to follow up. 146
child participants were enrolled in the study, and all of them completed a questionnaire.
Ten of these children belonged to the 7 family groups for which parent data was
unavailable. A sensitivity analysis was run, eliminating the 10 children for whom no
parent datawas avail able, and the main results and conclusionswere not altered. Therefore
the decision was made to include these 10 children in the pooled child dataanalysis. An

enrolment diagram for this study can be seen in Figure 3.



Figure 3 — Questionnaire Study: Enrolment Diagram
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Of the 100 enrolled parent participants, 92 werefemale. The 7 parent participantswho did
not return their questionnaires were female. Thus, of those parents who were enrolled in
the study and returned acompl eted questionnaire, 85 werefemale (91%) and 8 weremale
(9%). The 146 child participants were evenly distributed between male and female: 72
child participantswere male (49.3%) and 74 werefemale (50.7%). Data on participant age
were collected from child participants but not parent participants. Child participant ages
ranged from 5 to 11 years old. The mean age of all child participants was 7.82 years old

and the ages were approximately normally distributed (see Figure 4 and Table 2).



Figure 4 — Questionnaire Study: Normal distribution of child ages
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Table 2 — Questionnaire Study: Child participant age distribution

Freg.
Child’sAge (0/?;

15
S (10.3)

27
6 (18.5)

/ (18.5)

25
8 (17.1)

20
9 (13.7)

16
10 (11.0)

11 (11.0)

146
TOTAL (100)
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4.2.3.3 Primary analysis: Child Questionnaires

Asdescribed above, questionnaire questions were created to cover several main categories
of daily family life, such as demographic information, health, family life and interaction,
activities, meals and food, clothes, and current decision-making. Severa types of
guestions within each category were asked in order to discover the overall picture of how
decisions are currently made within the family. The children werefirst asked who would
make the decision within their family for that specific question. The answers to these
questions illustrated each child’'s perception of the current decision-making dynamic
within his household. Then the children were asked if they would have to obey that
decision. These questions demonstrated whether these children felt asthough they still had
asay in the enforcement of the decision. Finally, for each set of questions, the children
were asked whether they would like to choose for themselves in that specific scenario,
indicating whether these children had a preference for having decision-making power for

that topic.

The analysis of the pooled child questionnaire data took place in three parts. First,
frequencies and descriptive statisticswererun on all individual questions. Asdataon child
agewas available, the mean age for each answer was a so calculated in order to determine
if there were any trends related to participant age. Secondly, questions were grouped
together based on the type of guestion that was asked: for example, all questions that
asked achildif hewould liketo be ableto choosefor that specific topic. Answersto all of
these grouped questions were compared in order to examine the similarities and
differences between them. Thirdly, questions were separated into the categories of daily

family life such asdemographic information, health, family life and interaction, activities,
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meals and food, clothes, and current decision-making. Analysis was then performed to

examine any trends that occurred between these categories.

The majority of child participants (n=121, 82.9%) in this study lived in ahousehold with
two parents, while 3 additional participants (2%) lived in a household with 2 adults but
one of those adults being a step-parent. Twenty-two participants (15.1%) lived in single
parent households (see Table 3). This proportionislower than the UK average. According
to the UK Office for National Statistics, in 2011 approximately 25% of families with
dependent children were lone parents living with their dependent children'®*. Almost all
child participantsalso lived in householdswith siblings. Only 11 participants (7.5%) were
solitary children in their household, while the remaining 135 children (92.5%) lived with
between 1 and 7 siblings (see Table 4). Therefore, the majority of child participantsinthis
study lived in households with 2 parents and at least one sibling (n=116, 79.4%) (see

Tableb).



Table 3 — Questionnaire Study: Number of parentsin household of child

participants

Total child
Number of parentswith participants
whom child participants n
live (%)
[mean age’]
22
1 parent (15.1)
[8.50]
121
2 parents (82.9)
[7.68]
3
1 parent + step-parent (2.0)
[8.67]
146
TOTAL (100)
[7.82]

* Mean age (years) of respondentsin each category
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Table 4 —Questionnaire Study: Number of siblingsin household of child

participants

Number of siblingswith
whom child participants
live

Total
n
(%)

[mean age’]

No siblings

11
(7.5)
[8.82]

1 sibling

76
(52.1)

[7.57]

2 siblings

49
(33.6)
[7.92]

3 siblings

6
(4.1)

4 siblings

[7.67]
2

(1.4)
[10.00]

7 siblings

2
(1.4)
[8.00]

TOTAL

146
(100)
[7.82]

® Mean age (years) of respondentsin each category
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Table 5 —Questionnaire Study: Parent and sibling distribution in household of

child participants

Total child
Parent and sibling participants
distribution in child n
participant’s household (%)
[mean age’]
6
1 parent, no siblings (4.0
[9.00]
5
2 parents, no siblings (3.4
[8.60]
16
1 parent + siblings (11.0
[8.31]
1 parent + step-parent + 3
siblings (2.1)
[8.67]
116
2 parents + siblings (79.4)
[7.14]
146
TOTAL (100)
[7.82]

® Mean age (years) of respondentsin each category
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In each subject area included in the questionnaire, children were asked the question
“Would you like to choose...” to find out whether these children in general cared about
having achoicefor that topic. So, when asked about their usage of the television and who
would decide what they watch, the children were then asked “would you like to choose
what you watch on television” . Theidea behind these questions was to determineif there
were specific subject areaswhere the child might have had more or lessinterest in making
adecision himself, or if an individual child was likely to want more or less autonomy
applied uniformly over al areas of his current daily life. The data from this range of
guestions show that these children did overwhelmingly want choice, across almost al
topics, or sectors, of their lifewhich were covered by thissurvey. Thisranged from choice
over what they ate for meals, their clothes, and how they spent their time. Of the 20
questions of thistypethat were asked, over 75% of children responded that they wanted to
choosefor themselvesfor 14 of them. Infact, 4 of theremaining 6 questionsstill had over
60% yesresponses. Therewere only two questions where the tendency toward choicewas
equivocal, where the split between “yes’ and “no” was approximately 50%: “Would you
like to choose if you see the doctor” (54.9% responded yes) and “Would you like to
choose for yourself if you clean your teeth” (48.3% responded yes). (See Table 6) While
many studies have not specifically asked children if they would like to make a decision
themselves, past research hasindicated that children do have aninterest in participatingin
decision-making about mattersthat affect them. Theresultsfrom thisrange of questionsin

this questionnaire study appear to support this'®.
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Table 6 — Questionnaire Study: How children answered questionsregarding
wanting a choice in aspects of their lives, ranked from the lowest to highest

proportion answering affirmatively

Topicsabout which children Ynes Nno TOIAL
were asked if they would liketo (%) (%) (%)
have a choice 7 7 7
[mean age’] | [mean age’] | [mean age']
70 75 145
If you clean your teeth (48.3) (51.7) (100)
[7.44] [8.16] [7.81]
78 64 142
If you see the doctor (54.9 (45.1) (100)
[7.78] [7.80] {7.79]
. , 88 54 142
To do something you're unsure (62.0) (38.0) (100)
about with a friend 8 2'2] 7 3',0] [7.87]
93 50 143
Bedtime on a school night (65.0) (35.0) (100)
[7.88] [7.74] [7.83]
97 42 139
To goto church/temple/mosque (69.8) (30.2) (100)
[7.96] [7.52] [7.83]
108 38 146
Breakfast from the shop (74.0) (26.0) (100)
[7.94] [7.50] [7.82]
110 35 145
To go food shopping® (75.9) (24.1) (100)
[7.99] [7.26] [7.81]
109 34 143
If you go on family days out® (76.2) (23.8) (100)
[7.82] [7.97] [7.85]
To dogsomething fun with a (71;;%) (2‘204) (igg)
friend [8.09] [7.03] [7.86]
115 30 145
What you eat for dinner/tea® (79.3) (20.7) (100)
[7.78] [7.90] [7.81]
119 23 142
What you buy for snacks® (83.8) (16.2) (100)
[7.90] [7.48] [7.83]
If you help with household jobs (;72 21) (11289) (igg)
(all participants)® [7.90] [7.50] [7.85]
126 17 143
What clothesto buy?® (88.1) (11.9) (100)
[7.87] [7.35] [7.80]
126 16 142
If you go to a birthday party® (88.7) (11.3) (100)
[7.86] [7.50] [7.82]

" Mean age (years) of respondents in each category

8 Over 75% of children responded that they wanted to chosse for themselves.




. 128 16 144
IT you play games with your (88.9) (11.1) (100)
family (all participants) 7.82] [7.75] [7.81]
129 15 144
Bedtime on weekend/holiday® (89.6) (10.4) (100)
[7.89] [7.47] [7.85]
Totake part in activities/clubs ;g‘é ;3 igg
all participants)® (905) (9.5 (100)
(all particip [7.99] [6.69] [7.87]
135 9 144
What you play on the computer® (93.7) (6.3) (100)
[7.87] [6.89] [7.81]
. 97 6 103

What you buy with your pocket
money% y with your p (94.2) (5.8) (100)
[7.89] [7.00] [7.83]
139 7 146
What you watch on television® (95.2) (4.9) (100)
[7.86] [7.14] [7.82]
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When analysing this range of questions separated into the categories of daily family life,
two interesting trends became apparent. Firstly, both questions pertaining to health were
those for which fewer children expressed interest in making the choice for themselves.
Secondly, there were three questions for which a small difference in mean age was
observed. Children who responded that they were interested in making their own choice
for participation in extracurricular activities, participating in fun activities with afriend,
and participating in risky activities with a friend were slightly older than those who
responded negatively. For the questions regarding participation in extracurricular
activities, fun activitiesand risky activitiesthe mean age of positive responderswas 1 year
greater than the mean age for negative responders, and the difference was found to be
significant (p<0.05). All three of these questionswere part of the activities category of the
daily family lifesection. Clearly, based on the responsesto this questionnaire, the children
participating in this study were interested in having a choice about mattersin their daily
lives, and for the most part this interest was irrespective of the child's age. However the
answers would also imply that there were some areas of their lives where the children
were happier to relinquish decision-making authority, such as with health-related
decisions, and that as the children grew older they may have exhibited greater interest in
personally managing theway inwhich they spent their time. (See Table7) Thisfindingis
in line with past research studies that have indicated that children will make a conscious
choice to decrease their own involvement in the decision-making process in certain
circumstances'®. Nevertheless, it isimportant to notethat the “ health” category was based
of responsesto only two questions. “Would you like to chooseif you see the doctor” and
“Would you liketo chooseif you clean your teeth”. In the case whereachildisill and his
parents suggest visiting a doctor, the likelihood that the child will dissent is small. In

retrospect, it would have been useful to include additional questionsin this category in
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order to ascertain whether the children weretruly lessinterested in making health-related
decisions. Possible questions could include the topics of visiting the dentist, eating

healthily, and participating in regular exercise.
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Table 7 — Questionnaire Study: Would Children like a choice (Mean % Response
by Category of Daily Family Life)

Category of Daily Family Life Rgpi?lnsg/:(es R&Apeg:s?No
Health® 51.6% 48.4%
Family Life™ 81.5% 18.5%
Activities" 84.8% 15.2%
Meals® 78.2% 21.8%
Clothes® 88.1% 11.9%
® Questions included in the Health category were “Would you like to choose...”: “...if you see the
doctor” and “...if you clean your teeth”.
19 Questionsincluded in the Family Life category were “Would you like to choose...”: “...your bedtime

on aschool night”, “...your bedtime on aweekend/holiday”, “...if you go to church/temple/mosque”,
“...if you go on family daysout”, “...if you play games with your family”, “...what you buy with your
pocket money”, and “...if you help with household jobs’.

1 Questionsincluded in the Activities category were “Would you like to choose”: “...if yougo to a
birthday party”, “...what you watch on television”, “...what you play on the computer”, “...to take part in
activities/clubs’, “...to do something fun”, and “...to do something you' re unsure about”.

12 Questionsincluded in the Meals category were “Would you like to choose’: “...to go food shopping”,
“...your breakfast from the shop”, “...what you eat for dinner/ted’, and “...what you buy for snacks”.

3 Questionsincluded in the Clothes category were: “Would you like to choose what clothes to buy”.
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Child participants were also asked who in their current family dynamic would make the
decision for each subject area. The children were able to choose all applicable answers
from the following possibilities: “parent/guardian”, “brother/sister”, “me”, and “other”.
For 6 of the 12 questions, covering the topics of doctor visits, bedtime, dinner, and
household jobs, over half of the children stated that their parent alone would make the
decision, with over 80% of the children stating this for the 3 questions related to doctor
visits and bedtime. For the remaining 6 questions, regarding activities and clothing, over
half of the children believed that they had at least some say in the decision, choosing the
answer “me” or “me” plus some combination of the remaining possibilities. Furthermore,
among those questions where children stated that they participated in the decision, there
were only four topics for which asignificant proportion of children stated that they alone
made the decision: the choice of television programmes (48.3%), family games (50.8%),
extracurricular activities (53.7%), and computer usage (71.9%). While children were
allowed to choose any combination of answersto this question, the vast majority of their
answers included “parent/guardian” as at least one of their choices. Only for the 4
guestions described above was the “ parent/guardian” option not sel ected as at | east one of
their responses by over 70% of children. In addition, very few children chose
“brother/sister” as aresponse for most questions. There were only two questions where
“brother/sister” was chosen in some combination with other responses by more than 10%
of children: the choice of television programme (24.2%), and the choice of family games

(29.6%). (See Table 8)



Table 8 — Questionnaire Study: How children answer ed questions regarding who in the family makes the decision about aspects of their

lives, ranked from the highest to lowest proportion answering “ parent”

Parent + Parent+Child
Topics about which children were Parent alone Sibling/ Other / (+Sibling/ Child alone Child + TOTAL
asked who in the family makesthe Other Sibling Other) Sibling
decision n n n n n n n
(%) (%) (%) (%) (%) (%) (%)
[mean age™] | [meanage™] | [meanage®] | [meanage™] | [meanage®] | [meanage™] | [mean age®]
132 6 1 4 3 146
Who chooses to take you to doctor
when you are Sck™ y (90.4) (4.1) (7) (2.7) (2.1) 0 (100)
[7.85] [7.00] [5.00] [8.50] [8.33] [7.82]
115 7 10 3 1 136
i"f‘}’jzgttiﬁ'rii-,y"“ when you need (84.6) (5.1) (7.4) 2.2) 0.7) 0 (100)
[7.90] [8.57] [7.70] [7.00] [6.00] [7.88]
" 120 8 9 7 146
\tgvegg rtnelelg you when it’syour (83.3) (56) 0 63) 49 0 (100)
[7.82] [7.75] [8.44] [7.71] [7.85]
. . 80 17 20 1 118
Who decides when you help with
household jobg™ youhelp (67.9) 0 0 (14.4) (16.9) (.8) (100)
[8.16] [7.88] [7.05] [10.00] [7.95]
Who chooses what you eat for %2 S 3 26 18 2 146
dinnes (63.0) (3.4) (2.1) (17.8) (12.3) (1.4) (100)
[7.71] [8.00] [6.67] [8.54] [7.61] [7.00] [7.82]
83 1 2 24 35 1 146
\S’nvggk‘;ﬁ‘s‘m& what you buy for (56.8) 0.7) (1.4) (16.4) (24.0) 0.7) (100)
[7.84] [7.00] [5.00] [8.89] [7.29] [6.00] [7.82]

4 Mean age (years) of respondentsin each category

15 Over 50% of children responded that their parent alone would make the decision.

8¢T



65 2 47 32 146

Who decides what clothes you buy (44.5) 0 (1.9 (32.2) (21.9 0 (100)
[7.45] [10.0] [8.64] [7.25] [7.82]

Who decides if you go to a birthday (3;72) (4%94) (2§04) (138)
party [7.15] [8.24] [8.00] [7.82]
Who chooses your activities 26 1 29 66 1 123
(21.2) 0 (0.8 (23.6) (53.7) (0.8 (100)

[6.81] [6.00] [8.86] [7.95] [7.00] [7.90]

Who chooses what you play on the 16 1 5 13 105 6 146
computer (11.0 (7 (349 (8.9) (71.9 (4.1 (100)
[6.94] [9.00] [6.80] [8.62] [7.89] [8.00] [7.82]

Who chooses what you watch on TV 16 2 12 24 70 21 145
(11.0) 1.4 (8.3 (16.6) (48.3) (14.5) (100)

[7.62] [8.00] [7.17] [8.46] [7.67] [7.95] [7.80]

Who choosesthe game 9 3 15 14 60 17 118
(7.6) (2.5 (12.7) (11.9) (50.8) (14.9) (100)

[6.67] [8.33] [7.93] [8.14] [7.62] [7.94] [7.71]

6¢1
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Looking at this range of questions from the standpoint of the categories of daily family
life, the only clear area where these children believed that they were involved in the
decision is regarding their activities. In this category, the proportion of responses that
included “me” as at least one of the responses was 77.6%. On the other hand, well over
half of the children responded that a“ parent/guardian” would make the decision alone or
was at least involved in the decision for al of the remaining categories: heath (87.5%
parent alone, 94.5% parent involved), family life (54.2% parent alone, 67.2% parent
involved), meals (59.9% parent alone, 79.1% parent involved), and clothes (44.5% parent
alone, 76.7% parent involved). These datawould imply that the child participantsin this
study had the perception that, while they may have been involved in many of the decisions
intheir daily lives, their parentswere even moreinvolved. Thisillustratesthat the children
were aware of their parents influence over most areas of their lives, but that they felt
some measure of control over decisionsrelated to the activitiesin which they participated.
(See Table 9) It has been suggested in past research that a family’s general decision-
making dynamic can affect their approach to medical decisionsin particular'”. Based on
the data from this set of questions, it would be a reasonabl e assumption that, while some
of the child participants in this study might be invited to participate in decision-making
within the medical context, it is likely that they would assume that their parents would
retain the decision-making authority. This is reflected by the proportion of child
participants who responded that their parents were at least involved in, if not solely

responsible for, decision-making in almost all categories of daily family life.
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Table 9 — Questionnaire Study: Who in the family makes the decision (Mean %

Response by Category of Family Life)

Category of Par ent Parent +
Da“egFalYn” Parent + Other / | Child(+ | Child | Child +
{ife Y| alone | Sibling/ | Sibling | Sibling/ | alone | Sibling
Other Other)
Health'® 87.5% 4.6% 4.1% 2.4% 1.4% -
Family life"’ | 54.2% | 2.5% 4.2% 10.5% 235% | 5.1%
Activities® 18.8% 0.5% 3.1% 22.4% 50.3% 4.9%
Mealst® 59.9% 2.1% 1.7% 17.1% 18.1% 1.1%
Clothes® 44.5% - 1.4% 32.2% 21.9% -

18 Questionsincluded in the Health category were: “Who chooses to take you to the doctor when you are
sick” and “Who tells you when you need an injection”.
¥ Questionsincluded in the Family Life category were: “Who tells you when it's your bedtime”, “Who

chooses the game”, and “Who decides when you help with household jobs’.

18 Questionsincluded in the Activities category were: “If you get invited to afriend’s birthday party,
who decides if you go”, “Who chooses what you play [on the computer]”, “Who chooses what you

watch [on TV]”, and “Who chose these activities for you”.
9 Questionsincluded in the Meals category were: “Who chooses what you eat for dinner/tea” and “Who

chooses what you buy for snacks”.

% Questions in the Clothes category were: “Who decides what clothes you buy”.



132

For each subject area, after children were asked who in their family would make the
decision, they were then asked to state whether they had to obey that decision. Thisseries
of questionswas created to ascertain whether these children felt as though they had asay
in the enforcement of the decision in question. There were four possible answersto these
guestions and children were asked to choose only one as an answer: “aways’, “most of
thetime”, “sometimes’, and “never”. Four additional questions of asimilar nature were
also asked but with only two possible answers from which to choose: “yes’ and “no”. For
the sake of anaysis, “yes’ answers were assumed to be similar to a combination of
“aways’ and “most of the time”, while “no” answers were assumed to be similar to a
combination of “sometimes’ and “never”. Over half of therespondents chose“aways’ or
“yes’ for five of the twelve questions: do you have to clean your teeth (80.1%), do you
haveto eat your breakfast (77.2%), do you haveto practicefor your activities (74.2%), do
you have to go to church/temple/mosque (62.2%), and do you have to go to the activities
(58.3%). Furthermore, if the “aways’ and “yes’ answers were combined with “most of
thetime” answers, four further questions had well over 50% affirmative answers. do you
haveto eat your dinner (78.8%), do you have to go to the doctor (66.5%), do you haveto
check with aparent before using your pocket money (63.5%), and do they makeyou go to
bed at thistime (78.5%). The only three questionsfor which thiswas not the casewere: do
you haveto goto the birthday parties (28.5%), do you haveto go food shopping with your
parent (47.9%), and do you haveto play gameswith your family (38.4%). These answers
illustrate that the children recognised that for most aspects of their lives their parents
retained authority and therefore they, as children, had to comply (See Table 10). It is
interesting to note that a significant difference in answers between girl and boy
respondents was seen for only one of these questions: do you have to play games with

your family (p<0.05). For this question, a much larger proportion of boy respondents
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chose the answer “sometimes’ (58.3% of boy respondents) while the answers from girl

respondents were more evenly distributed between all four possible response.
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Table 10 — Questionnair e Study: How children answered questionsregarding
whether they are made to obey a decision in aspects of their lives, ranked from

highest to lowest proportion answering “ always’

Most of the
Topics about which Always time Sometimes Never
children were asked if they (Yes) ) ) (No) TOTAL
must obey a decision n n n n n
(%) (%) (%) (%) (%)
[mean age™] | [mean age™] | [mean age™] | [mean age™] | [mean age™]
Do you haveto clean your ;g 71 1%53 é % 247 13(6)
teeth?® (80.1) (10.3) (6.8) (2.7) (100)
[7.80] [8.33] [7.70] [6.75] [7.82]
112 33 145
Er‘;;’k‘;‘;;‘g" eto eat your (77.2) - - (22.8) (100)
[7.71] [8.12] [7.81]
Do you have to practice for 89 31 120
the activities? (74.2) - - (25.8) (100)
[8.19] [6.94] [7.87]
Do you have to go to church 46 13 9 6 4
J temple ] mosque? (62.2) (17.6) (12.2) (8.1) (100)
[7.37] [8.08] [7.56] [8.17] [7.58]
70 50 120
Do you haveto go to the
acti\{i o 9 (58.3) - - (41.7) (100)
[8.11] [7.60] [7.90]
69 46 26 5 146
g‘r’w{;‘z‘zha"e to eat your (47.3) (315) (17.8) 34) (100)
[7.55] [8.52] [7.54] [6.60] [7.82]
68 29 45 4 146
ggcg’(fré’zha" etogotothe (46.6) (19.9) (30.8) @2.7) (100)
[7.60] [8.31] [7.84] [7.75] [7.82]
Do you have to check with 44 22 24 14 104
parent/guardian before using (42.3) (21.2) (23.1) (13.5) (100)
pocket money® [7.32] [8.32] [8.88] [7.14] [7.87]
37 54 20 5 116
Do they make you go to bed
a thi;{m % youg (31.9) (46.6) (17.2) (4.3) (100)
[6.68] [8.57] [7.95] [6.00] [7.75]
41 103 144
Do you haveto go to
o m{ day partiesg (28.5) - - (71.5) (100)
[6.98] [8.17] [7.83]
Do you have to go food 31 39 67 9 146
shopping with (21.2) (26.7) (45.9) (6.2 (100)
parent/guardian [6.97] [7.77] [8.37] [6.89] [7.82]
15 30 438 24 117
Do you haveto play games
o tﬁ’ y‘;ur fam”; Y9 (12.9) (25.6) (41.0) (20.5) (100)
[6.67] [7.50] [8.31] [7.46] [7.72]

2L Mean age (years) of respondents in each category
2 Over 50% of children responded that they are made to obey a decision “always’ or “most of the time”.
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This trend continues when analysing the results in categories of daily family life. The
average percent response of “never” answers by category was relatively small (below
15%) for all categories except for activities. For the questions within the category of
“activities’, the average percent response of “no” answers was 46.3%, implying that the
children felt that they had more control over their activities than other parts of their daily
lives. However, it is important to note that al three questions within the “activities’
category had only two available responses (“yes’ and “no”), rather than the usual four
responses for this type of question (“aways’, “most of the time”, “sometimes’, and
“never”). Nonetheless, if the proportion of “never” and “sometimes’ answers from the
other categories are added together, the overall proportion would still belessthan 46.3%,
indicating that the“ activities” category isindeed unique. The category of questionsrelated
to health represented the most extreme answers regarding the children’s perception of
control over their lives. This category had the largest average percent response of
“aways’ answers (63.4%) and the lowest average percent response of “never” answers
(2.7%) when compared to the other categories. Thismay illustrate that the childreninthis
study recognised that in matters of health, their parents allowed them |ess autonomy. On
the other hand, the average percent response rates of overall answers in the category of
family life were the most evenly spread between the four possible answers (37.3%
“aways’, 27.7% “most of the time”, 23.4% “sometimes’, 11.6% “never”) which may
point to the fact that more variation can be seen between individual familiesin this sector

of their lives. (See Table 11)



Table 11 — Questionnair e Study: Does child haveto obey a decision (Mean %

response by category of daily family life)
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Categor_y of _Dai ly Always M otsitn(:fethe Sometimes Never
Family Life (Yes) ) ) (No)
Health® 63.4% 15.1% 18.8% 2.7%
Family life** 37.3% 27.7% 23.4% 11.6%
Activities™ 53.7% - - 46.3%
Meal s/Food® 48.6% 19.4% 21.2% 10.8%

% Questionsincluded in the Health category were: “Do you have to go to the doctor even if you would
rather not” and “Do you have to clean your teeth in the morning and evening”.
2 Questionsincluded in the Family Life category were: “Do they make you go to bed at thistime”, “If
your parent or guardians go to church/temple/mosque, do you have to go with them”, “Do you have to
play games with your family”, “Do you have to check with your parents or guardians before using your

pocket money”.

 Questionsincluded in the Activities category were: “Do you aways have to go to the activities’, “Do
you have to practice for the activities”, and “If you don’t want to go to the birthday party do you have to

go”.

% Questionsincluded in the Meal'Food category were: “If the person who looks after you needs to go
food shopping, do you have to go with them”, “Do you haveto eat [breakfast]”, and “Do you have to eat

what you are given [for dinner/tea]”.
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Children were al so asked a series of questions about whether they would seek permission
to do two different types of activities with afriend: afun activity and an activity about
which they were unsure. During the questionnaire session, children were given additional
information regarding the “unsure” activity: this was described as an activity that was
potentially risky or dangerous. If they answered “yes’ that they would seek permission,
they were asked three additional questions: from whom would they ask permission,
whether they would still do the activity even if permission were denied, and whether they
would like to have the choice to do it themselves, without needing to obtain permission.
The answers to these questions were illuminating, as the vast mgjority of children stated
that they would seek permission before participating (84.8% for afun activity, 82.6% for
an unsure activity) (see Table 12). Furthermore, of those children who stated that they
would seek permission, most would seek it solely from aparent (81.8% for afun activity,
and 88.2% for an unsure activity), whilealmost all of the remaining children specified that
they would ask a parent and someone el se such as another adult or asibling (10.7% for a
fun activity, 9.2% for an unsure activity) (see Table 13). Finally, the children were asked
whether they would still do the activity if permission were denied, and the majority of
these children answered that they would not (61% for afun activity, 76.5% for an unsure
activity) (see Table 14). As stated above (and seen in Table 6), the majority of these
children would like to have the choice to do these activities (78.6% for afun activity, 62%
for an unsure activity) but by their answers to this series of questionsit seemslikely that
they not only would expect to receive guidance from their parents but that they would
follow it and would be unlikely to overruletheir parents’ wishes. Thesequestionswereall
analysed by gender to determine whether any differencesin responses might be apparent
between boy and girl respondents. Interestingly, thisanalysisdemonstrated no significant

gender difference in their responses.
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Table 12 — Questionnair e Study: Would child seek permission prior to engaging

in activity with afriend

Yes No TOTAL
- n n n
Type of activity (%) (%) (%)
[mean age’’] | [mean age®] | [mean age™]
123 22 145
Fun activity (84.9) (15.2) (100)
[7.96] [7.00] [7.83]
119 25 144
Unsure activity (82.6) (17.4) (200)
[8.03] [6.92] [7.83]

" Mean age (years) of respondentsin each category
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Table 13 — Questionnair e Study: From whom would child seek permission prior
to engaging in activity with afriend

Parent +
Parent alone | Other adult | Other adult / Sibling/ Total
Type of alone Sibling Peer
activity n n n n n
(%) (%) (%) (%) (%)
[mean age®®] | [mean age™] | [meanage®™] | [meanage™] | [mean age™]
Fun (8298) 0 (1%)37) (794) (13%)
activity 8.06] [8.08] [7.44] (8.02]
Unsure 105 2 11 1 119
o (88.2) (L7) 9.2) (8) (100)
activity [8.07] [5.50] [8.00] [9.00] [8.03]

% Mean age (years) of respondentsin each category
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Table 14 — Questionnair e Study: Would child still engage in activity with afriend

if permission were denied

Always Most of the | Sometimes Never TOTAL
time
Typeof n n n n n
activity (%) (%) (%) (%) (%)
[mean age®™] | [mean age®™] | [meanage®™] | [mean age®] | [mean age™]

12 6 30 75 123

Fun activity (9.8 (4.9 (24.4) (61.0) (100)
[7.33] [8.83] [853] [7.80] [7.98]

Unsure (452) (344) (1%390) (79615) (icl)g)
activity [6.20] [7.00] [8.95] [7.9] 8.03]

% Mean age (years) of respondentsin each category
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At the end of the questionnaire were three questions to determine the children’s overall
perspective on their decision-making experience and ability. The children werefirst asked
whether they thought that their parents or guardians let them make decisions. They were
given four possibleresponsesto thisquestion (“always’, “ most of thetime”, “ sometimes”,
and “never”) and were asked to choose one. The mgjority of the children answered
“sometimes’ (36.3%) or “most of the time” (34.2%), while the answers from the
remaining children were almost perfectly divided between “aways’ (14.4%) and “never”
(15.1%). This shows that the vast majority of the children who participated in this study
(84.9%) believed that they were given at least some opportunities to make decisions
withintheir family context (see Table 15). The children werethen asked if they sometimes
needed help making decisions and an overwhelming majority admitted that “yes’ they did
need help (83.4%) (see Table 16). Finally, those children who said that they sometimes
needed hel p making decisionswere asked what helped them make the decision. They were
ableto choose one or more applicable answersfrom the following options: “understanding
the problem”, “talking to parent/guardian”, “talking to brother/sister”, “talking to friends’,
“remembering something good or bad that happened last time”, and “ remembering hel pful
comments from last time”. An overwhelming majority of the children chose “talking to
parent/guardian” (86.8%) and well over half of the children chose “understanding the
problem” (63.6%) as one of their answers (see Table 17). These answers were also
analysed by gender and only two of the responses demonstrated a significant difference
between boy and girl respondents (p<0.05). A much greater proportion of girl respondents
in this study chose the answers “understanding the problem” (73.4% of girls, 52.6% of
boys) and “talking to brother/sister” (42.2% of girls, 15.8% of boys).Thefact that most of
the children in this study admitted that they relied on their parents first and foremost to

guide themin their decision-making impliesthat, in addition to recognising their parent’s
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authority within the context of their family, they depended onit. Thisfinding issupported
by previous studies that have indicated children’s preference for joint decision-making

with their parents and the existence of child and adol escent self-doubt regarding their own

decision-making abilities'%®163162177.178



Table 15— Questionnaire Study: Children’s perception of decision-making opportunities within family context

Most of the
Always time Sometimes Never TOTAL
n n n n n
(%) (%) (%) (%) (%)
[mean age™] | [meanage”] | [meanage”] | [mean age’] | [mean age”]

Do you think your 21 50 53 22 146
parentsor guardianslet (14.9) (34.2 (36.3) (15.1) (100)
you make decisions [8.19] [8.02] [8.17] [6.18] [7.82]

% Mean age (years) of respondents in each category

evl
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Table 16 — Questionnaire Study: Children’s perception of solo decision-making

ability

YES NO TOTAL

n n n
(%) (%) (%)
[mean age®] | [meanage™] | [mean age®]

Do you sometimes need help 121 24 145
making decisions (834) (16.6) (100)

[7.96] [7.25] [7.84]

3 Mean age (years) of respondentsin each category




Table 17 — Questionnair e Study: Distribution of child responsesfor what helps

him make decisions

145

Decision-Making Aids

Response
n
(%)

Understanding the problem

Talking to parent/guardian

Talking to brother/sister

Taking to friends

Remembering something good or bad that
happened last time

Remembering helpful comments from last
time

% Mean age (years) of respondentsin each category
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Theresponsesfor these final questionsillustrate that these children expressed adesire to
haveachoiceintheir daily lives, yet they recognised that their parents not only made most
decisions within the context of their family but they aso had the power to enforce those
decisions. Based on the answers from child participants in this questionnaire study, it
would seem reasonabl e that children of this age range should beinvolved in the decision-
making processfor medical research. The children want to have asay inthe matterswhich
affect them, and they want to be informed, but they do rely on their parents for guidance
on most issues and therefore would most likely not expect or desire to make the final

decision in amedica context.

4.2.3.4 Primary analysis: Parent Questionnaires

The parent questionnaire was composed of complementary questions to the child
guestionnaire. Therefore, the same basi ¢ questions were asked, but from the perspective of
aparent. For each question topic, parents were asked several questionsto understand the
overall dynamic within that family unit. For example, parents were first asked if their
child chose something or participated in something regarding a specific aspect of their
daily life. They were then asked whether their child was required to participate. Finaly,
they were asked who in their family, if anyone, would enforce that origina decision.
Similar to the child questionnaire, the questions on the parental questionnaire were aso
divided into categories of daily family life, such as demographic information, health,
family life and interaction, activities, meals and food, clothes, and current decision-
making. Thus, analysisof the parent questionnaire datawas conducted first on the overall
guestions, and then again on the categories of daily family life. It isimportant to note that

for those parents who answered the questionnaire for multiple children, analysis was
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conducted separately on the data provided for each individual child. Although therewere
93 completed parent questionnaires, those 93 questionnaires contained responses
pertaining to 140 children. Therefore, analysis was conducted on 140 sets of parent

responses to the questionnaire questions.

The series of questions regarding whether their child was required to do something or
participate in some aspect of daily life was designed in order to determine how much
control these parents regularly alowed their children to have over different parts of their
life. These questions ranged from more serious subjects such as whether their child was
made to go to the doctor when unwell to questions of a more social nature, such as
whether their child was required to attend birthday partiesto which he wasinvited. Most
of these questions were written so that parents were allowed to choose between four
possible answers (“aways’, “most of the time”, “sometimes’, and “never), but afew of
the questions allowed only “yes’ or “no” responses. As stated above in the analysis of
child questionnaire data, for the sake of analysis“yes’ answerswere assumed to besimilar
toacombination of “aways’ and “most of thetime”, while“no” answerswere assumed to
be similar to acombination of “sometimes” and “never”. Well over half of the responses
tothe mgjority of these questionsfell under the answers*aways’ and “ most of thetime”.
Of the 14 questions of thistype on the parent questionnaire, all but 3 of them had greater
than 60% responses as a combination of “aways’ and “ most of thetime”, with over 85%
of parents responding in this manner for 7 of the questions. In aspects of a child's health
and well-being or nutrition, the majority of parents were likely to respond with either
“aways’ or “most of thetime” (e.g. going to the doctor: 92.1%; bedtime: 97.9%; eating

dinner: 93.1%). Thisisin contrast with questions of optional activities for how children
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spent their time, where parents were more likely to respond with “never” or “ sometimes’
(attending birthday parties: 66.4%; playing games with family members: 74.8%). When
analysing these questions separated into categories of family life, over half of the
responses in each category were “aways’ or “most of the time”, with the highest
proportion of these responses seen in the categories of “health” (92.1%) and “family life’
(77.9%). Variationsto this pattern can be seen in two questions regarding whether achild
needed permission to watch television or play on the computer, two common household
activities which were mentioned during the focus groups. Only a small percentage of
parents reported that their children “ never” needed permission to watch television (5.8%)
or play on the computer (3.7%). Interestingly, the responses to these two questions were
very different on the opposite end of the spectrum. Whiletheresponseswerefairly evenly
distributed between “aways’, “most of the time’, and “sometimes’ regarding the
television (26.1%, 36.2%, 31.9%), the majority of parents believed that their child
“aways’ needed permission to play on the computer (68.4%). Thisisnot surprising when
we consider that parental controlsare much more necessary on the computer where access
to age inappropriate material would be more of a concern than through the television.
However thisis speculation only, as the parents were not asked the reasons behind their
answers (see Tables 18-19). It isimportant to note that, similar to the child questionnaire,
the category of family life was based on a limited range of questions, in this case the
guestion “If your child refuses to go to the doctor would you make them go”. In this
scenario, if achild wereill it is unlikely that a parent would allow the child to dictate
whether or not he would be taken to the doctor. It would have been useful to include
additional questions that could have been analysed in this category as well, such as
whether the parent would insist that the child visit adentist, eat healthy food, or participate

inregular exercise.



Table 18 — Questionnair e Study: Parental view on whether child isrequired to do something

Most of the
Topicsabout which parentswere asked if Alvnays t”:e Som?]tlmes Ner\]/er TOIAL
child isrequired to do something (%) (%) %) (%) %)
[mean age™] [mean age™)] [mean age™)] [mean age™)] [mean age™)]
24 113 3 140
Does child haveto go to bed at bedtime (17.1) (80.7) (2.1 0 (100)
[7.17] [8.10] [8.33] [7.94]
. . 109 25 3 2 139
([))J)t% your child haveto go on the family day (78.4) (18.0) 2.2) (1.4) (100)
[7.83] [8.44] [8.67] [7.50] [7.96]
. L 35 73 3 5 116
Does child have to eat what isgiven at
Ginner (if cid not chooset) (302) (62.9) (2:6) (4.3) (100)
[7.89] [7.90] [7.67] [8.20] [7.9]]
Would you make your child go to the doctor 6927 237 1 140
if he/she refused to go (65.7) (26.4) (7.9) 0 (100)
[7.74] [8.46] [7.91] [7.94]
Doesyour child haveto come with you to 28 18 1 3 50
church / temple/ mosque (for participants (56.0) (36.0) (2.0) (6.0) (100)
that go regularly) [8.11] [7.33] [8.00] [9.67] [7.92]
. 7 12 2 22
Does child have to eat breakfast (of those
) (33.3) (57.2) 0 (9.5 (100)
whose child does not choose breakfast) (7.71] [8.50] [8.00] 8.19
. - 93 26 12 5 136
cDoOrreﬁaﬁTtlalrd need permission to play on (68.4) (19.1) 8.8) 3.7) (100)
[7.78] [8.23] [9.25] [7.20] [7.98]

% Mean age (years) of respondent’s child in each category

6v1



91 33 124

Does child haveto participate in activity (73.4) - - (26.6) (100)
[7.96] [8.12] [8.00]

8l 47 128

Does child haveto practice for the activity (63.3) - - (36.7) (100)
[8.22] [7.60] [7.99]

. i 36 50 44 8 138

Do&e_ c_hlld need permission to watch (26.1) (36.2) (31.9) (5.8) (100)
television [7.11] [8.18] [8.45] [7.50] [7.95]
Does child have to eat what is given for (642) (5?358) ( 4%60) 0 (16050)
snack (if did not chooseit) [7.'50] [8.69] [7.2';1 7.04]
Doesyour child haveto attend the birthday (71 g) (2%67) (23;67) ( 4%77) (138)
partiesthey areinvited to [7.82] [7.61] [8.08] [8.09] [7.94]
Does child have to go food shopping with (637) (2%527) (63194) (212) (1%50)
you [8.67] [7.33] [7.48] [8.00] [7.53]
1 33 57 44 135

Doesyour child haveto play the games (0.7) (24.4) (42.2) (32.6) (100)
[11.00] [8.03] [7.70] [8.07] [7.93]

0ST
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Table 19 — Questionnair e Study: Parental view on whether child isrequired to do
something (Mean % response by category of daily family life)

Always Most of the Sometimes Never
Category of Daily n tlr:e n n
Family Life (%) (%) (%) (%)
[mean age®] | [meanage®] | [meanage™] | [mean age™]
Health™ 65.7% 26.4% 7.9% 0%
Family life® 38.1% 39.8% 12.1% 10%
Meals/Food™’ 19.1% 50.1% 26.8% 4%
Activities® 47.8% 16.2% 13.3% 22.7%

* Mean age (years) of respondent’s child in each category
* Questionsincluded in the Health category were: “If your child refuses to go to the doctor would you

make them go”.

% Questionsincluded in the Family Life category were: “Does your child have to go to bed [at
bedtime]”, “Does your child have to come with you [to church/temple/mosque]”, “Does your child have
to go on the family day out”, and “Does your child have to play the games’.
3 Questions included in the Meal s/Food category were: “Does your child have to go with you [food
shopping]”, “If no, does your child have to eat what is given to them [for breakfast]”, “If no, does your
child have to eat what is given to them [for dinner]”, “If no, does your child have to eat what is given to

them [for snacks]”.

% Questionsincluded in the Activities category were: “Does your child have to go to the birthday
parties’, “Does your child have to participate in the activity”, and “Does your child have to practice for

the activity”.
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Parents were also asked if they allowed their children to choose how they spent their
pocket money. Of those parents who gave their children pocket money, the majority
answered “most of the time” (59.7%), yet given that the proportion of parents who
answered “aways’ wasfairly small (16.7%), thisindicates that most of the parentsin this

study preferred to at least have someinput in how their children used their pocket money.

Parents were then asked who in the family would enforce specific decisions. They were
given several possible answers (“me”, “ other parent”, “child’ ssibling”, and “ other adult”)
and were allowed to choose all applicable responses for each question. These questions
were designed to explore the parent’ s perception of the authority rolein their family. No
surprising results emerged in this group of questions. The vast majority of parents (over
80%) stated that one or both parents enforced decisions, across almost all subject areas.
The only exception to this was for the question of who enforced the child playing games
with hisfamily. Only slightly more than half of parent participants responded that one or
both parents enforced the child playing gameswith thefamily if the child was unwilling to
play games (55.2%), while most of the remaining participants stated that one or both
parents with the child’'s sibling would enforce this (32.3%). However, even with this
difference, the majority of parent participants still cited a parent as having the
responsibility for enforcing this decision (see Table 20). When analysing this series of
questionsin categoriesof family life, thisoutlier response slightly lowersthe proportion of
responses that were one or both parent within the category of family life (86.2%), yet the
overall proportion remains quite high as the other questions within this category are al

heavily weighted towards this response (see Table 21).



Table 20 — Questionnaire Study: Person(s) responsible for enforcement of decisions (all results)®

, Par ent(s)
| . Oneor both | Other adult | P2EMSWIth | it child's | Siblings TOTAL
Topics about which arents other adult siblin lone
parentswer e asked who b n n n n 9 n n
enfor cesthe decision (%) (%) (%) , (%) (%) (%)
s, | [mean age™] 36 3 36
[mean age™] | [mean age™] [mean age™] | [meanage™] | [mean age™]

Who enfor ces child eating 126 2 2 130
breakfast (96.9) 0 (1.5) (1.5) 0 (100)
[7.96] [5.50] [7.50] [7.92]

Who enforces child’s 135 2 3 140
bedtime (96.4) 0 (1.9 (2.2) 0 (100)
[7.99] [5.50] [7.67] [7.94]

Who enfor ces child eating 132 1 2 2 137
dinner (96.4) (0.7) (1.5) (1.5) 0 (100)
[7.97] [5.00] [5.50] [8.50] [7.92]

o : :
participating in extra- (96.3) 0 (1.8) 0 (1.8) (100)
curricular activities [8.17] [7.00] [7.50] [8.14]
Who enfor ces child eating 102 1 1 2 106
snack (96.2) (0.9) (0.9) (1.9) 0 (100)
[7.95] [8.00] [8.00] [6.50] [7.91]

% The possible responses for these questions in the questionnaire were: me, other parent, child’s sibling, and other adult. Participants were allowed to choose more than one

answer for these questions. Therefore, the responses in this table are organized in adlightly different format to better illustrate the range of responses.

“0 Mean age (years) of respondent’s child in each category

eat



Who enfor ces child 73 1 2 76
attending birthday parties (96.1) (2.3) (2.6) 0 (100)
[8.16] [8.00] [8.00] [8.16]
Who would enfor ce child 133 1 6 140
going to doctor (95.0) (0.7) 4.3 0 (100)
[7.98] [7.00] [7.17] [7.94]
Who enfor ces child 126 1 6 133
cleaning teeth (94.7) (0.8 (4.3 0 (100)
[7.88] [6.00] [8.17] [7.88]
Who enfor ces child 35 2 37
attending church / temple/ (94.6) 0 (5.4) 0 (100)
mosque [7.80] [10.0] [7.92]
Who enfor ces child 123 1 8 132
attending family day out (93.2) (0.8) (6.2) 0 (200)
[7.90] [8.00] [8.00] [7.91]
Who enfor ces child 121 3 6 130
permission for playing on (92.4) (2.3) (4.6) 0 (100)
computer [8.02] [6.33] [8.50] [8.00]
Who enfor ces child 114 3 7 124
helping with household (91.9) (2.4 (5.6) 0 (100)
jobs [8.02] [5.67] [8.29] [7.98]
Who enfor ces child 113 5 6 124
permission for watching (91.1) (4.0 (4.8) 0 (100)
television [8.04] [6.20] [7.83] [7.95]
Who chooses clothes (if 62 11 73
child does not choose) (84.9) (15.1) 0 0 (200)
[7.47] [8.18] [7.58]
Who enfor ces child 93 4 31 8 96
playing games (55.2) (4.2) (32.3) (8.3) (100)
[7.72] [8.00] [8.06] [8.38] [7.90]

121
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Table 21 — Questionnair e Study: Person(s) responsible for enfor cement of

decisions (Mean % response by category of daily family life)

. Oneor Par_ents Pare_nt(s) -
Category of Daily both Other with with Siblings
Family Life parents adult other child’s alone
adult sibling

Health” 94.9% - 0.8% 4.3% -
Family life* 86.2% - 1.8% 10.3% 1.7%

Meals/Food™ 96.5% 0.6% 1.3% 1.6% -
Activities” 94% - 2.5% 3% 0.5%

Clothes™ 84.9% - 15.1%

I Questions included in the Health category were: “Who would enforce [your child going to the
doctor]” and “If your child is unwilling to clean their teeth, who enforces this’.
“2 Questions included in the Family Life category were: “If your child is unwilling to go to bed then,
who enforces this bedtime”, “If your child is unwilling to go [to church/temple/mosque] who enforces
this”, “If your child is unwilling to go on the family day out, who enforces this’, “If your childis
unwilling to play the games who enforces this’, and “Who enforces [your child helping with household

jobs]”.

3 Questions included in the Meals/Food category were: “If your child is unwilling to eat their breakfast,
who enforces this’, “If your child is unwilling to eat their dinner, who enforcesthis’, and “If your child

isunwilling to eat their snack, who enforces this’.

“** Questions included in the Activities category were: “If your child is unwilling to go to the party, who
enforcesthis’, “If yes, who enforces [permission for watching television]”, “If yes, who enforces
[permission for playing on computer]”, and “If your child is unwilling to practice for or participate in the

activity, who enforcesthis’.

> Questions included in the Clothes category were: “If no, who chooses [child’s clothes]”.
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Beyond the questions pertaining to specific aspects of their child’ sdaily life, parentswere
asked severa questions to explore the pedagogical role of parents regarding daily
decision-making. First, parent participants were asked whether they explained their
decisions to their child, and they were allowed to choose one of four possible answers:
“aways’, “most of the time”, “sometimes’, and “never”. The vast mgjority of parents
(87.1%) responded “always” or “most of the time” while none of the parents responded
“never”. Thisisilluminating as it clearly shows that the parents in this study actively

taught their children about the decision-making process. (see Table 22)

Parents were also asked if they involved their children in decision-making for non-
significant and significant decisions. Very few of the participants responded that they
“aways’ involved their children in either of these types of decision-making (6.4% for
non-significant decisions, 5% for significant decisions). However, as expected based on
past research'®170175176 a5 \wel| as the focus group discussions, these parents were more
likely to state that they involved their children at least some of the time in decision-
making for non-significant decisions (62.1% responded “most of the time’, 31.4%
responded “sometimes”) than for significant decisions (15.7% responded “most of the
time”, 60.0% responded “ sometimes”). Furthermore, while none of these parentsreported
that they “never” involved their child in non-significant decision-making, 19.3%
responded “never” regarding significant decision-making (see Table 22). This would
imply that, while the majority of these parents did try to involve their children in at least
some of the decisions in their daily lives, they showed greater willingness to involve a
child in the decision-making process when there were not large potential consequences

associated with those decisions. Tests of homogeneity on “Do you involve your child in
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decision-making for significant decisions’ and “Do you involve your child in decision-
making for non-significant decisions’ with “When you make adecision for your child do
you explain why you have made that decision” showed a significant difference in both
cases. However, the significant results seem to be driven by differences in the
“sometimes’ and/or “never” categories, rather than acrossall categories (“aways’, “most
of the time”, “sometimes’, and “never”). In fact, parents who involved their children
“aways’ or “most of the time” in decision-making, for significant or non-significant
decisions, were likely to “aways’ or “most of the time’ explain their own decision-

making to their child.



Table 22 — Questionnair e Study: Pedagogical role of parentsregarding child decision-making

Always | M Otsitr;’;the Sometimes Never TOTAL
. n n n n
Question (%) o ) %) )
[mean age™] [mean age™] [mean age™] | [meanage®] | [mean age™]

Do you explain your 61 61 18 140
decisionsto your child (43.6) (43.6) (12.9) 0 (100)
[8.30] [7.89] [6.94] [7.94]

Do you involve child in 9 87 44 140
non-significant decision (6.4) (62.1) (31.4) 0 (100)
making [9.00] [7.99] [7.64] [7.94]
Do you involve child in 7 22 84 27 140
significant decision- (5.0 (15.7) (60.0) (19.3 (200)
making [7.71] [8.41] [8.11] [7.11] [7.94]
Doesyour child need 29 103 8 140
help making decisions 0 (20.7) (73.6) (5.7) (100)
[7.34] [8.07] [8.50] [7.94]

6 Mean age (years) of respondent’s child in each category

8GT
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Those parents who involved their children in significant and non-significant decision-
making were then asked to share how they involved themin both of these processes. They
weregiven four optionsfor their response to these two questionsand they were allowed to
select al applicableresponses: “with positiverewards’ (e.g. gift), “with negativerewards”
(e.g. limit TV time), “with limited options’, and “negotiation”. The two most popular
answersto these questionswere“negotiation” (64.3% for non-significant decisions, 62.5%
for significant decisions) and “with limited options’ (47.9% for non-significant decisions
and 48.33% for significant decisions) (see Table 23). These responses once again speak to
the pedagogica nature of childhood decision-making within the family unit: when
involving children in the decision-making process, these parentswere likely to providethe
child with limited options from which to choose, or to discuss and negotiate the decision
with the child, thus teaching him how the decision was made without burdening him with

the responsibility of making the full decision on his own.
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Table 23 — Questionnaire Study: M ethods used by parentsto involve children in

decision-making for non-significant and significant decisions

How do you involve child in non- n
significant decisions (%)
: - 44
With positive rewards (31.4)
. . 19
With negative rewards (13.6)
e . 67
With limited options (47.9)
- 90
Negotiation (64.3)
How do you involve child in
significant decisions
: . 29
With positive rewards (24.2)
. . 12
With negative rewards (10.0
e . 58
With limited options (48.33)
75

Negotiation

(62.5)
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Finally, parentswere asked if they thought their child needed help making decisions. The
four possible answers from which they could choose were: “aways’, “most of thetime”,
“sometimes’, and “never”. The mgority of parentsresponded “ sometimes” (73.6%), and
almost al of the remaining parentsresponded “ most of thetime” (20.7%), with only 5.7%
responding “never”. None of the parents responded “aways’, implying that all
participants in this study believed their children to be capable of making at least some
decisions unaided (see Table 22). Asin the child questionnaire, parents were asked what
helped their child make decisions and they could choose any applicable answer from the
following choices: “understanding the problem”, “talking with parent”, “talking with
sibling”, “talking with friends’, “remembering past choices’, “remembering past advice’,
and “other”. Over 90% of parents responded that what helped their child make decisions
was “understanding the problem” (92.9%) and “talking with parent” (92.1%) (see Table
24). These answerswere much more common than any of the other 5 choices. Theresults
from this question are in line with the previous answers on this questionnaire: these

parents recognised that their children relied on them for decision-making guidance.
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Table 24 — Questionnair e Study: Distribution of parent responsesfor what helps
child make decisions

Response
Decision-M aking Aids n

(%)
Understanding the problem (ég %)
) _ 129
Talking to parent/guardian (92.1)
Talking to siblings (3269)
Talking to friends (23;99)
Remembering past choices (6?534)
Remembering past advice (4?316)
Other®’ (é %3)

4" There were 9 write-in responses for the category of “Other”: “Explaining
consequences/repercussions’, “ Understanding consequences/potential outcomes”, “ Talking about
feelings’, “Understanding consegquences of decision”, “ Talking to Nana”, “ Scenario playing” (x2),
“Taking asafamily”, and “Quiet time to think about it”
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Overal, the datagathered from parents on this questionnaire seem to support the ideathat
children learn how to make decisions from their parents, within their family unit. As
expected after the focus groups, parents in this study were more likely to involve their
children in decisions about non-significant rather than significant issues. This was seen
bothin their responsesto questions specifically about whether they involved their childin
the decision-making process, as well as in their responses to whether the child was
required to acquiesce to the parent’s decision. These parents seemed to be aware of the
fact that their children were capable of making some decisions, and could actively learn
about decision-making through involvement in the decision-making process within the
family, whether by being directly involved in a decision, or by hearing an explanation
from their parents on why a particular decision had been made. These data, then, would
seem to support the existence of an assent processfor children in thisage group: children
who are used to being involved in some capacity in the decisions made within their family
unit may be more likely to respond positively when accorded that same opportunity

outside of the family unit.

4.2.35 Secondary Analysis

All participantsenrolled in this questionnaire study had either a parent or achild who was
also enrolled. Thisallowed an exploratory secondary anaysisto be conducted, comparing
parent-child pairsin order to discover any association between their answers. While all
146 child participants compl eted questionnaires, 7 of the 100 parent participants did not
return their questionnaires; therefore for this analysis there were only 93 family groups,
consisting of one parent and at | east one child. These 93 family groupsincluded 93 parents

and 136 children.
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A chi-sguare analysis was run for each related question from the parent and child
questionnaires. This was conducted in order to observe the agreement between parent-
child pairson each related question and to identify any trends. Therewereafew questions
where there seemed to be an association between parent and child responses based on a
significant p-value associated with the chi-square test. Three sets of questions had highly
significant p-values. the comparison between the child and parent answersfor “ Do you go
to church/temple/mosque’, “Do you get pocket money” vs. “Do you give your child
pocket money”, and “Do you have to practice for these activities’ vs. “Does your child
have to practice for the activity”. This does indicate that there is an association between
the answers of the children and their parents on these questions. However it isimportant to
note that there is no control for type 1 error rate, so all p-values can be considered
nominal. Furthermore, none of the questionsfor which there appeared to be an association
between parent and child responses offered valuable insight into any apparent trends in
childhood decision-making. Rather, most of these significant p-values seemed morelikely
to be related to the number of tests that were run, rather than from any essential
relationship between the two datasets. Y et this does not mean that there is fundamentally
no potential association between parent and child perception regarding a child’'s daily
decision-making. While no overpowering trends emerged from the data in this study,
taking into account that this secondary anaysis was exploratory only, the study was not
powered for thistype of analysis, and there was no control for type 1 error, no permanent
conclusions can be drawn from alack of observabletrends. (A table of testsof association

between parent-child questionsisincluded in Appendix 10)
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4.2.3.6 Potential Biases

This study was a questionnaire study and therefore was vulnerable to a few different
potential biasesthat must be mentionedin any discussion of dataanalysis. Possible biases
for this study include selection, interviewer, and questionnaire biases. First of al, there
could have been a selection bias present in the participants enrolled in this study.
Participants were not identified or recruited through random sampling. | nformation about
the study was presented to potential participants through in-person recruitment or direct
mail-out. In addition, recruitment was conducted through local primary schools, with the
approval of the school’ s head teacher. It is possible that the people who choseto enrol in
this study differed in meaningful ways from those who did not chooseto participate. It is
also possiblethat those schoolswhere recruitment was allowed differed significantly from
the schools whose head teacher did not allow recruitment. Detailed demographic
information was not gathered from participants in this study so a comprehensive
comparison between study participants and the greater popul ation of Oxfordshirewasnot
possible. However, the primary schoolswhere study recruitment was conducted covered a
diverse demographic range: including state and private schools in Oxford (a more
affluent town), Banbury (alessaffluent town), and villagesin Oxfordshire. Therefore, itis
likely that these schools offered the possibility to recruit participants from diverse socio-
economic backgrounds. Nonethel ess, those families who chose to enrol in the study may

still have been different from those who did not.

The questionnairesin this study were both interviewer-administered (child questionnaires)
and self-administered (parent questionnaires). The child datathus may have experienced

an interviewer bias. The fact that an adult was asking the questions during the child



166

guestionnaire sessions may have caused some of the child participants to alter their

answers in some way.

Severa other biases were possible in association with the design of the questionnaires
themselves. Many of the questions on both questionnaires used a scale of answers:
“aways’, “most of the time”, “sometimes’, and “never”. There was no explanation or
definition given in relation to these terms, so it is possible that “most of the time” and
“sometimes’” may have been interpreted differently by various participants. These
guestions may also have introduced a bias of central tendency, where respondents might
have avoided answering with the end of the scales (“always’ or “never”), choosing
instead an answer in the middle (“most of thetime” or “sometimes”). Other questionson
both questionnaires gave the respondents two choices for their answer: “yes’ and “no”.
These questions may have introduced a bias of faulty scale or forced choice as
respondents were forced to choose between two responses, neither of which may have
been correct. To avoid this problem, a third option of “don’t know” could have been
offered to the respondents. However, given that both child and parent participants wrote
comments and explanations next to many of their responses, including the comment
“don’t know”, it islikely that these participants only answered questions when they felt

secure in their answer.

A few of the questions were written as follow-on questions to previous items on the
guestionnaires. For example, a question on the child questionnaire asked participants if
they had household jobs. The next question wasthen “ If yes, which oneshaveyou done”.

Questionsthat began with “1f yes...” or “If no...” were designed to be answered only by
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those participants who had answered in that specific way for the previous question.
However this was not clear to some participants who answered those questions, even
when not relevant to their previous responses. While this does represent a flawed
guestionnaire structure as the instructions were apparently unclear to some of the
participants, this should not have introduced abiasto the data analysis as datawere only

anaysed from those participants who answered in the intended way for these questions.

Both parent and child questionnaireswerefairly long. The parent questionnaire consisted
of 59 questions printed over 3 double-sided pieces of paper, whilethe child questionnaire
covered 7 double-sided pieces of paper with 73 guestions (although some of its printed
length was due to a much larger font and the inclusion of pictures). Due to the length of
the questionnaires, there may have been some response fatigue, where participants paid

less attention to their answers towards the end of the questionnaire.

Finally, some of the complementary questions on the parent and child questionnaireswere
written with a change of scale between them. For example, regarding birthday party
invitations children were asked “If you don’'t want to go to the party do you have to go”

and were given the possibleresponses of “yes’ and “no” . Parents, on the other hand, were
asked “Does your child have to go to the birthday parties’ and were given the possible
responses of “aways’, “most of the time”, “sometimes’, and “never”. This change of
scale madeit difficult to compare responses between parent and child pairs. Thischange
of scale was aso present in some of the pooled data analysis. For example, when
comparing responses from child participants regarding whether they were madeto obey a

decision in aspects of their lives, some of the questions such as*“ Do you haveto eat your



168

breakfast” had possible responses of “yes’ and “no”, while other questions such as“Do
you have to clean your teeth” had possible responses of “aways’, “most of the time”,
“sometimes’ and “never”. In retrospect it would have been easier to only use binary
optionssuch as“yes” and “no” for al of these questions. However the decision to offer 4
possible answerswas madein order to have more granularity intheresults, which wefelt
was valuable within the context of the study. Forcing all variables into binary options
from the outset would have reduced the granularity. Nevertheless, for the sake of analysis,
and to reduce occurrence of questionnaire bias, all questions should have been written

with the same scale if there was an intent to make comparisons across questions.

Whileit ispossible that some of these issues may have introduced a potential biasto the
questionnaire study data, this study was of a strictly exploratory nature. There is no
attempt to generalise these results to a wider population. Instead, trends from the study

data have been identified that may indicate areas for further research in alarger study.

43 Conclusion

The datafrom this questionnaire study further illustrate that a child’ sfamily context may
have agreat influence on the development of hisdecision-making abilities. Thechildrenin
this study clearly desired to have some choicesin their lives, across all aspects of daily
life, however they did not seem to want to exert a blanket control over these choices.
While they did express an interest in having some measure of control, particularly over
their activities, they recognised that their parents had the ultimate authority over most
aspects of their daily livesand that they were required to comply with those parental rules

and wishes. In fact, it would seem from their responses to the child questionnaire, that
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these children not only expected to receive decision-making guidance from their parents,
but they were aware that they often needed guidance to make decisions, and furthermore
they were relatively content to follow this guidance. The data from the parental
guestionnaires provided similar information, but from the opposite perspective. Parents
confirmed that they were responsible for enforcing most decisions within the context of
their familiesand that their children were usually required to acquiesce with their wishes.
However they clearly had embraced the parental pedagogica role in nurturing their
children’s decision-making abilities. These parents actively taught their children how to
make decisions by explaining their own decisionsto their children, even when they were
not allowed to participatein the actual decision-making process. Most of these parentsdid
try toinvolvetheir childrenin some decisionswithin their daily lives, athough they were
much more likely to involve them in non-significant rather than significant decisions.
Finally, even when involving their children in daily decision-making, the processfor that
involvement was geared towards maximum learning potential for their children by
providing them with limited options from which to choose and fostering discussion and

negotiation about those decisions.

This study clearly shows that the family context can play acrucial rolein determining a
child’ sdecision-making abilities. Whilethe resultsfrom this questionnaire study cannot be
generalised to a wider population, they do provide some indication, especially when
combined with the results from the focus group study, that these trends may not be unique
to these study participants. In order to be surethat thisisthe case, alarger and statistically
robust study would need to be conducted in which some of these concepts of child

decision-making within the family context are examined in depth.
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The ultimate goal behind this study and any similar study in the future, isto explore how
knowledge of a child’s decision-making experience within his family might help to
influence when and how he should be involved in the decision-making process about
medical research participation. Therefore, before recommending a larger questionnaire
study regarding daily childhood decision-making, it was necessary to discussthese current
findings with clinical professionals in the field of paediatrics in order to gauge their
feelings on how it relatesto their views on assent. The following chapter will present the

outcome of a multi-disciplinary discussion panel where these issues were debated.



171

Chapter 5. APPLICATION TO CLINICAL PRACTICE: A MULTI-
DISCIPLINARY PAEDIATRICS PANEL

51 Introduction

Chapter 2 outlined the ethical basisfor why children should beinvolved in the decision-
making process about their participation in medical research. Then, Chapters 3 and 4
described two empirical studies, onefocusgroup study and one questionnaire study, which
were conducted in the attempt to better understand childhood decision-making in the
family context. In paediatrics the family context is important, as past research has
demonstrated that a child’s decision-making role within his family unit has a direct
influence on hisinterest in and capacity for participation in the medical decision-making
process?22>110120129.13L132 - Thega studies were designed and conducted in order to
examine the way in which children make decisions in their daily lives, in the hopes of
learning more about the decision-making dynamic between parents and their children.
With all of the confusion in the medical community surrounding the concept of assent,
learning more about the child’s role in decision-making within his family might aid
cliniciansin devel oping more detail ed guidance on how and when to involveanindividual
child in the decision-making process about his participation in medical research.
Therefore, if better understanding of how children areinvolved in daily decision-making
within their families can be achieved, progress can be made in the development of

improved guidelines for assent?0123.135.

After concluding the analysis of study data from the focus group and questionnaire
studies, a multi-disciplinary discussion panel was convened to present these research

findings to experts within the field of paediatrics. This discussion panel was designed
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primarily to determine whether these research findings may haveimplicationsfor clinical
practice. In addition, although thereisalargebody of literature regarding children’ srights
and the importance of involving children in medical decision-making, thereis ashortage
of data on whether there has been an appropriate translation to clinical practice'®.
Therefore, there were two objectives for the panel discussion: to learn from paediatric
clinicians and nurses about their current assent practicesfor both treatment and researchiin
comparison to existing recommendations in the various medical guidelines, and then to
discusswhat potential changes could beimplementedin either their clinical practice or the

guidelines to improve the overall process of child assent.

The information learned during this discussion panel represented an opportunity for
quality improvement of a current clinical practice: assent. It was thus seen as a service
devel opment activity with NHS employees, rather than aformal study, and consequently
no ethical approval was required. However, this should not indicate alack of concern for
the saf eguarding of the panel participants. Whilethere were no formal consent procedures
followed prior to beginning the multi-disciplinary panel discussion, participation in the
discussion was completely voluntary and participants were advised that they were freeto
leave at any time. When participants were invited to attend, they were informed of the
obj ectives of the meeting, and they were reminded of these objectives at the beginning of
the discussion. Furthermore, all participantswere aware of the fact that an audio-recording
was being made and that the issues under discussion would be used to form written
recommendations regarding the improvement of the assent process, including but not
limited to the compl etion of aDoctor of Philosophy degree from the University of Oxford.

Given that all participants were experienced medical professionals who had familiarity
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with consent procedures in clinical treatment or research, the objectives of the panel
discussion wereknown to al participants, and their presence at the meeting wasvoluntary,
the moderatorsfelt comfortable proceeding with the panel discussion eveninthe absence

of formal ethical approval or informed consent.

52 Multi-Disciplinary Discussion Panel
521 Methods
5211 M oder ation and facilitation

The multi-disciplinary panel was led by a trained moderator. The moderator was
responsible for directing the discussion panel, ensuring that the conversation ran

smoothly.

521.2 Topics covered by the discussion panel

The multi-disciplinary discussion panel had two components. aseriesof questionsrelated
to the concept of assent and a presentation of the research which hasbeen described in this
thesis. The questionsthat were posed to the panel participants bel onged to four main topic
groups: their current understanding of assent, the degree to which they currently involve
children in the decision-making process in their respective clinical practices, what
motivates them to involve a child in the decision-making process, and how the results
from this research might be applied to clinical practice to improve the understanding or
usage of assent. A list of the questions posed to the multi-disciplinary panel participantsis
included in Appendix 11. Participants in the discussion panel were specifically asked
about their understanding of assent in order to explore one of the principal problemswith

assent in its current form: the accepted definition of assent does not provide sufficient
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detail to ensure a standardized interpretation. It was also important to ask participants to
discuss the ways in which they currently promote child decision-making within the
medical context in order to get a sense asto whether they valued the true notion of assent.
If the current guidelines are modified to clarify the definition and desired application of
assent, it will lose its impact if the very people who are expected to implement those
guidelines, medical professionals, do not believe assent to be an important part of the
interaction with their paediatric patients. Finally, prior to devel oping recommendationsfor
improved clinical practice it was essential to discuss the possibilities on a practical level
with those who would be directly affected, thus elevating the issue from a purely

theoretical level.

521.3 Transcription and analysis

The panel discussion was audio-recorded using a digital audio recording device. Upon
the conclusion of the panel, a complete transcript of the discussion was typed, using
this audio recording. The transcript was then entered into the computer program NVivo
8 for analysis. The audio recording was compared with the typed transcript to verify
that the transcript was correct and to allow the listener to become fully immersed in the
data prior to analysis. Once the transcript was verified as accurate, the panel discussion

was ready to be coded and analysed.

Analysis of the panel datawas conducted for each of the four main topic groups that
were covered during the discussion. (See Figure 5 for a chart of all topics and themes

from the multi-disciplinary discussion pandl).
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5214 Participants

The discussion panel was held at the John Radcliffe Hospital in Oxford on October 22,
2012. Participants were recruited through emails sent to doctors and nurses from the
Department of Paediatrics at the University of Oxford and/or the Oxford Radcliffe
Hospitals NHS Trust. There were 17 attendees of this panel, all of whom were associated
with the Department of Paediatrics at one of these institutions. Of the 17 participants, 6
were Consultant Paediatricians, 4 were Junior Doctors (1 Clinical Lecturer, 1 Specialist
Registrar in Paediatrics, and 2 Clinical Research Fellows), and 7 were nurses. These
participants represented a breadth of paediatric specialities, from infectious diseases to
haematol ogy/oncology to paediatric intensive care. In addition to these clinical specialists,
an Ethics Fellow from the Ethox Centre and the Institute of Science and Ethics at the

University of Oxford was aso in attendance as an observer.

The vast magjority of the panel participants had clinical experience in both research and
treatment settings, with the exception of 2 nurses. Asdiscussed in Chapter 1, the concept
of assent exists in both treatment and research. The important difference is that in the
treatment setting, assent is arecommended practice but is not required for atreatment to
go forward, asa child’s assent can be overridden by parentsand clinicians®%*'% In the
clinical research setting, on the other hand, a child’s dissent should prevent him from
being enrolled in the research study®. Clearly, based on the current debates about assent in
theliterature’?***, the concept of assent is confusing enough to the medical community at
large. The difference between how assent is involved in treatment and research further
complicates the issue as many clinicians who areinvolved in clinical research also have

dutiesin the treatment or non-research realm of paediatrics. Therefore, clinical specialists
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from both treatment and research were included in this discussion panel, in order to get a
complete picture of current assent practices and how these could beimproved uponinthe

future.

522 Discussion Panel
5221 Current Under standing of Assent

At the beginning of the meeting, prior to any presentation or discussion, participantswere
asked to sharetheir understanding of assent. The definition of assent found intheliterature
is“achild’ saffirmative agreement to participatein research”®. However any review of the
literature on assent will illustrate that, athough this definition is accepted, in practice
clinicianshave numerousinterpretations of assent beyond “achild’ saffirmative agreement
to participate”. The responses from the participants in this panel discussion were no
different. Doctors who were involved in clinical research were familiar with the term
assent, and had prior experience with obtai ning assent from research participants, however
their explanations of assent were not only different from the official definition in the
literature but also different from each other’s. One doctor stated that assent is “a lack of
disagreement” (Consultant Paediatrician). This statement is actually in direct contrast to
written guidance in the literature which specifies that assent is not just the lack of
dissent™*?®, Another doctor described her experience with assent on a previous clinical
trial:

“We did assent them. We ticked a box...I was just making sure they

understood what their parents were signing them up for.” (Specialist

Registrar in Paediatrics)
Once again, thisinterpretation of assent isnot in harmony with the actual definition of the

concept in existing guidelines. Here, this doctor was describing what appearsto beapure
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regul atory formality, rather than an opportunity for the child to be actively involved inthe
decision-making process and to voice his own opinion regarding the proposed research
participation. Furthermore, this statement impliesthat the children in question were most
likely led to believe that their parents were making the decision to “sign them up” for the
study, without a possibility for them to disagree. This then could be seen as a form of
coercion as past research has shown children to be very likely to obey adult authority: in

this their parent820,45,52,68,80,126,133,134

Although the definitions of assent that were provided by the doctors regarding clinical
research may seem flawed in comparison with the guidelines, the information provided
from the perspective of clinical treatment was even further from the accepted definition.

One clinician with extensive experience in both research and treatment declared:

“1 don't think I’ ve ever heard the word being used on a ward in my life.”
(Consultant Paediatrician)

Another doctor elaborated on this thought, stating:

“It’s not something we use in clinical practice...Instead of assent | think
people use the word consent. Presumably they use those synonymously.”
(Consultant Paediatrician)

As aready discussed in Chapter 1, consent and assent are two very different concepts,
regardless of whether they are used in the treatment or research settings. In fact, they are
separate el ements within the enrolment process. Y et this doctor voiced the opinion that
they are viewed as synonymousor equal conceptsin clinical practice, confusing them just
assomeresearchershavein theliterature™’*®2. A third doctor explained why shethought

adifference in assent between treatment and research exists:
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“In the clinical setting you're not really giving people much of a choice.

Thisiswhat’sin your best interests... | think a lot of clinical medicine's

not about assent. It’s about doing what'’ s right for the person so that they

get better.” (Specialist Registrar in Paediatrics)
This statement is a very practical view and illustrates why there is confusion regarding
assent. Assent as “affirmative agreement” is essentially a choice made by the child, and
therefore some clinicians may not see where assent fitsinto their clinical practice. Inthe
treatment setting, aclinician amsto treat the child patient to improve his health in some
capacity. Thus, thereisnot room for achild to choose whether or not that trestment should
happen. On average, children are not emotionally or devel opmentally equipped to provide
their owninformed consent®*, and therefore the clinician, in cooperation with the parents,
attemptsto act in the best interests of that child to provide care with the aim of ultimately
improving his health outcomes. The involvement of the child in the treatment decision

may therefore seem lessimportant to the clinician than the primary aim of treating what

aills him.

5222 Current assent practice

Based on theinitial comments regarding assent in the treatment setting, it would seem as
though children under the care of these paediatric specialists have very little voicein the
treatment decisions made for their medical care. However, it was unclear whether the
usage of the word “assent” may have been confusing the issue dightly, or whether these
clinicians truly do not involve their child patients in the decision-making process. To
discover which possibility was correct, the panel participants wereinstructed to forget for
a moment the word “assent” and to comment on whether they involve children in the
decision-making process in their clinical practice. Asit turns out, when the participants

spoke about their actual clinical practice, rather than concentrating on the specific word
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“assent”, they gave plenty of examples of opportunitieswhen children might beallowed a
voice, if not an actual choice, in their treatment decisions. One doctor described an

example of the type of choice she often gives her paediatric patients:

“Smple things like which hand do you want me to put the cannula in? Do
you write with your left or right hand? You don’t give them that option [ of
saying neither]. It sleft or right. Sometimes.. they just pull their hand
away. And you say, well we have to put it in but you get to choose which
one.” (Clinical Lecturer)

Other basic choices that were given as examples were: “the timing of a procedure being
done or how long it's going to take” (Senior Staff Nurse in Paediatric Intensive Care
Unit), or “do you want tablets or syrups’ (Clinical Lecturer). One doctor voiced aperfect
summary of a child’s potential involvement in decision-making within the typical

treatment setting:

“You agree with the parents for the decision, the treatment plan, but the

child isthen given the choice within that, if it is possible to have a choice.”

(Consultant Paediatrician)
The participants were in agreement that their child patients are not given the freedom to
make the final decisions about whether they receive treatment for their ailment, but
differences in their perspectives on the degree of the child's involvement in treatment
decisions emerged based on their specific sub-specialities of Paediatrics. For example, a

Specialist Registrar in Paediatrics who concentrates mainly in Emergency and Intensive

Care described why sheislessinclined to offer treatment choices to her patients:

“We make the decision that is clinically in the child’s best interests and
present that to the parents. Often there is no choice. This is the plan of
action...So | don’t think that the child’ sreally involved. It smorethat you're
just explaining. Once you'’ ve got parental consent you' re explaining what
you're going to do which will hopefully reduce their anxiety.” (Specialist
Registrar in Paediatrics)
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From her standpoint, the number one priority isto treat the patient. In an emergency or
more urgent setting, the clinicianismorelikely to concentrate on how to meet the clinical
best interests of the patient, rather than risk the potential delay of treatment in the pursuit
of achild’ sparticipation in the decision. On the other hand, another doctor described why

this might be different when treating a child with a chronic or long-term illness:

“I think it becomes morerelevant with. . .the chronic children who have long-
term health issues and the diabetics. | think you’d be more likely to talk to
them about options and involve them. Rather than the acute setting where
it's not essentially relevant because you have to deal with an acute
problem.” (Clinical Research Fellow)

A consultant who works mainly with chronic illnesses agreed with this point of view.
When asked what methods she usesto involve children in the decision if it’ sapossibility

within their treatment plan, she stated:

“ Sometimes we say, well we could presson for another few monthsand seeif
this gets better if you really work hard at your drinking and toileting or we
can add in some medicines now and the advantages and disadvantages. And
quite often with children they’ll have a strong view of what they want as
much asthe mother. A situation like that whereit’ snot...urgent. You' rejust
talking it through with them. It’ s a question of saying these are the options,
this is what we can do for now, and...taking into account their views as
much as their mum or dad’ s views.” (Consultant Paediatrician)

Even when an actua choiceisnot given to the child, the panel participants expressed their
aim to involve the child by explaining to them the reasons why the treatment is being
done:

“You have to explain what you are going to do. They may have had it done

before and they don’t want it, and you may have to sort of say ook you have

to do this and here's the reason why it has to be done and perhaps there

might be some options on the way it's done, and a time that suits them as
well.” (Senior Staff Nursein Paediatric Intensive Care Unit)

This sentiment was echoed by one of the clinicians who stated:
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“It's more about making sure that they understand in the clinical setting.”
(Consultant Paediatrician)

Based on the dial ogue during thisdiscussion panel, it would seem that thefirst priority for
these clinicians is to develop an appropriate treatment plan that serves the clinical best
interests of their patients. If, when forming that treatment plan, an opportunity arises
where a choice can be made that would not hinder or delay that treatment, they are then
happy to let their paediatric patients make that decision. Past research with clinical staff
has found similar results. In one study, clinicians reported that they were more likely to
acquiesce to achild patient’ s wishes on decisions such as how they spend their time and
what food they eat, but were much lesslikely to allow the child to make adecision related

to hisclinical care'’®.

5223 Hypothetical Scenarios

After thisinitial discussion of their current clinical practice regarding assent and child
involvement in medical decision-making, several hypothetical scenarioswere presented to
the panel. These scenarioswere designed to alow the participantsto talk through whether
they would involve the child in the medical decision-making process, and if so, what
aspects of the child or the treatment would motivate the clinicians to do so. There were

four scenarios presented to the participants:

1. A chronically ill child requiresaplanned or ongoing treatment/intervention that he
has experienced before;

2. A child requires animmediate treatment that is not immediately life-threatening;

3. Achildisapotentia participant in aclinical research project for an experimental

treatment, when all other treatment options have been exhausted; and
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4. A child is a potential participant in a clinical research project that may not
immediately or directly affect him.

Each scenario was presented to the panel, at which point there was adiscussion regarding

whether they would involve the child in the decision to begin the treatment or research

regimen. In genera the responsesto these four different scenarioswerefairly similar and

followed five recurring themes regarding child involvement in the medical decision-

making process: the child’ s age and experience, the child’ sfamily, following regulations

or protocol, obligation, and logistics.

First of al, several participants mentioned achild’ sage asafactor behind their motivation
to involve or exclude a child from the decision-making process. However age was
mentioned more as aproxy measure for maturity or decision-making ability rather than as
aspecific cut-off point. Infact, achild s prior experience was also mentioned as afactor
that isasimportant asachild sage, if not more so, in determining whether to involve him
in the decision. This trend has been cited in prior research as well*®**’. One doctor
explained why a child’ s prior treatment experience is an important factor in whether she
includes the child in the decision:

“Obviously ageisrelevant, butitisn’tjust age. Becauseif you' ve got a child

who’ s been aware of and under stood the treatment they’ ve received before,

then clearly you' re going to be having a discussion with them about the fact

that you're going to recommend they have some more treatment. So if you

had a child who realised what they’ d been through befor e you would always
discussit with them.” (Consultant Paediatrician)

In thisexampleit is clear that the doctor recognizes that a child’ s past experience with a
specific treatment will affect his ability to discuss the possibility of receiving additional

treatment. Here, his prior knowledge of the treatment is likely to be more valuable in
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enabling him to participate in any discussions about the treatment than his chronological

age necessarily would be.

A second theme that emerged from the discussion was related to the child’s family. In
some cases the participants described how their involvement of the child in clinical
decisions is often led by either the child or his family. One doctor described her

experience with paediatric treatment discussions:

“There are some children | would say in my experience that are absolutely
heads down and just want the communication to be with their parents, or
their carers. Maybeit’ sabit led by the parentswho are then saying actually
we don’t want you to beinvolved, to the child. And then there' sthe complete
opposite where the child is very involved and you have all your discussions
together even though some of them may be quitetricky... Some of them make
it very clear, maybe verbally or nonverbally that actually they don’t want
that discussion with you and that they'd like their discussions to be from
their parents...some of them say well | know about this but | suppose they
are saying but | trust my parents to make the right decision.” (Consultant
Paediatrician)

In this situation, this clinician is happy to follow the cues from the child himself, or from
his parents, rather than make a blanket decision to include or exclude al children in the
decision-making process based on age or any other piece of demographic information.

Ancther doctor mentioned that he often seeks guidance from the parents regarding the

child’ sinvolvement in the decisions:

“We do second hand assent as well because often they are too scared or
nervous to talk to us so the parents will tell us yes they're fine or yes they
prefer cold spray, or we' vetalked about this...The parentswill say oh we' ve
talked about thisand | think the child will prefer this. Or, knowing themthey
would prefer thisway.” (Clinical Research Fellow)

Thesecliniciansareclearly following what they think isthe best course of action based on

promptsfrom the child and/or hisfamily. In fact, another doctor mentioned that by forcing
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a child’s involvement in the decision-making process, a clinician could actually cause
more harm than good:
“You could potentially make it more traumatic for a child if you try and
impose some sort of preconceived idea of the information they should
have.. .that it turns out is not age appropriate. That child’ s greatest comfort
zone with responsible parentsisin their hands and not in your trying to get

their assent. So you could, if you're not led by the parents, make it a more
difficult and traumatic experience.” (Consultant Paediatrician)

Thisviewpoint isquiteinteresting and i s perhaps overlooked in much of the current debate
over child involvement in medical decision-making. There is a strong emphasis on
involving the child in the decision-making process because their involvement is seen as
beneficia to the child in someway. However the statement from this doctor demonstrates
that thisinvolvement may not alwaysbein the child’ sbest interest. Another doctor shared

a concrete example of how this could be true:

“Somebody was told that one of the drugs might affect his child’sliver and

then it wasfed back to usthat actually [ the child] was very worried because

he thought he was going to have to have a liver transplant.” (Consultant

Paediatrician)
This description of arecent misunderstanding by one of her paediatric patientsis aclear
illustration that providing achild with detailed information about hismedical treatment is
not necessarily acting in his best interests. In this situation the child was likely subject to
additional stressand emotional traumadueto his confusion about the medical information
that had been provided to him. If the clinician isallowed the freedom to follow cuesfrom
the child and his parents regarding whether the child should be involved in the decision-

making process, it may well be easier to avoid potential misunderstandings such asinthis

example.
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Participantsin the discussion panel aso mentioned that they are motivated to involve the
child in the decision-making process purely in theinterest of following regulations or the
research protocol. It isimportant to note that these comments were made specifically in
reference to the two scenariosinvolving research. No mention of rules or regulationswas
made regarding the clinical treatment scenarios. When asked what would motivatethemto
involveachildinthedecisionto enrol inaclinical research study, one Paediatric Research

Nurse replied:

“The majority of the time you have to. You don’'t have a choice if it's a
school-aged child then it would be in the protocol that you have to involve
them.” (Paediatric Research Nurse)

Interestingly, this nurse did not mention anything regarding a benefit to the child or how
any aspect of the child or hisfamily would motivate her to involve himin the discussion
regarding his proposed participation in the research study. Instead, the driving motivation
for his involvement in the decision-making process is the assent requirement in the
protocol. Another nurse mentioned a similar motivation for child involvement in the

research enrolment process:

“ Sometimes the studies specify that it has to be done. So whether or not the
child istaking in the information for what they...say is appropriate for 6 to
10 year olds, they are still required to sign an assent form before they can
take part in the study.” (Paediatric Research Nurse)

Thisdescription portrays one of the main problemswith an age cut-off for assent. If assent
isamandated processfor al children of acertain age, research study staff memberswould
be forced to provide information to all children within that age range, regardless of
whether the information is understood or desired by that child. As already mentioned
above, some children do not want to beinvolved in the medical decisionsthat affect them

and other children may be traumatised by receiving information that is misunderstood.
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Requiring study staff membersto provide previously determined information to the child
and involve himin the medical decision removestheir ability aspaediatric professionalsto

judge whether those actions would be appropriate for that specific child and his family.

A fourth theme that emerged from the discussion of the hypothetical scenarios was the
feeling of obligation regarding theinvolvement of childrenin discussionsof their medical
treatment. One doctor stated quite clearly that involving the child in the discussion about

his clinical experienceis presumably an obvious action by any clinical professional:

“Qurely we all would involve a child in what we're doing to them. | would
like to think that. And then when it becomes something where there isn’t
necessarily one right and one wrong way to do it then...give them an
opportunity to maybe choose. Say choose a ward, choose how an antibiotic
is given. You know, when it’s not for certain that there’s one better way or
worse way.” (Consultant Paediatrician)

Thiscomment demonstrates her assumption that al good clinicians should want to involve
their paediatric patients to some degree in the discussion of their proposed treatment.
However it isimportant to note that her definition of involvement does not necessarily
mean that the child is given a choice. Rather, she is merely stating that the child is a
person, not an object, and therefore shoul d be recogni sed during the treatment discussion.
She then clearly states that a child may be given an opportunity to make a choice
regarding his treatment only in certain circumstances when there is not an obvious best
course of action. Other participants mentioned the necessity of involving children with
chronic illness in the discussions regarding their treatment. Their feeling was that
involving the child will instil in him a sense of ownership over his treatment which may

help with the child' s long-term compliance.
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“With children that are chronically ill, they re coming back over and over
..you want them to be as cooperative as possible with all of the
interventions that are going to happen so if you involve them then they are
goingto feel like they have more control and they are going to comply better
with the treatment that you’ re actually offering, both in the hospital setting
and at home.” (Paediatric Research Nurse)

“It’ s easy to make someone do something over a period of a few days, but if
you have to get themto take the medication on time all the timefor yearson
end, then part of it is to make them feel happy and be involved...So, it is
actually looking after their best interests by not forcing them in some
circumstances.” (Clinical Lecturer)

Here, these participants are discussing their obligation as clinicians and carersto involve
the child in histreatment in order to safeguard hisclinical best interests. However, just as
in the previous example, neither one of these paediatric experts mentioned the word
“choice’ intheir statements. They feel an obligation to involvethe child in some capacity
in his own treatment but only in order to gain the child’s cooperation with the aim of
ensuring his compliance to the treatment. Presumably, they are proposing the child’s
involvement with the established treatment plan, and are not seeking the child’ s opinions
regarding what course of treatment should be pursued. On the other hand, in referenceto
thetwo scenariosinvolving clinical research, participants expressed a sense of obligation

to involve the child in the actual decision to enrol in the proposed research study:

“l think it's more important that you involve the child in that
scenario...because the child needs to know that it's not going to benefit
him.” (Consultant Paediatrician)

“Especially if you have to do invasive things...extra blood tests that aren’t

clinically relevant. You wouldn’t normally be doing all those blood tests but
you're doing it as part of thetrial.” (Clinical Lecturer)

Here these clinicians are describing how the nature of clinical research is a motivating
factor for them to include the child in the decision-making process. In the clinical setting,

the effectiveness of various treatment regimensis already identified; but in the research
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setting, this information is not yet known. Therefore it is possible that a research
participant may not gain any benefit from hisinclusioninthe study. Paediatricresearchis
of course highly regulated to minimise any potential risks to the research participants.
However, dueto the fact that the study may not provide the child with a direct benefit to
his health, and may also subject him to additional procedures that may not be clinically
necessary, it isunderstandable why these clinicianswould feel an obligation to includethe

child to some degree in the decision-making process.

The last theme that became apparent from the group discussion involved the logistics of
involving a child in the decision-making process. When considering the treatment
scenarios, several doctors commented that due to time constraints in the clinical
environment, they are often only motivated to provide additional information to their

paediatric patients in the presence of dissent:

“1 think the reality is that we give much more information only when we
encounter dissent in the immediate setting because you need to get things
done. It’ swhen you encounter dissent that you stop and you have to go back
and say well this is why we're doing things and you go through a more
detailed process.” (Clinical Research Fellow)

“You would only do that if the child asked you why are you doing this. And
you say it’'s to check your blood cells or it’s to check on your kidneys or
check to see if you have an infection or something like that. You would

explain that to the child. But usually if they don’t say anything then you just
carry on.” (Clinical Lecturer)

Their perspective is that if a treatment plan has already been established and the child
appears satisfied to continue, thereis no immediate need to del ay the treatment to provide
additional information to him. This is especially relevant in an urgent or emergency

setting. Conversely, in the research setting there is not necessarily a time restraint
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concerning the beginning of the intervention and therefore the clinician may feel more

ableto involve the child in the decision-making process:

“There' salsolesstolose fromtheclinical researcher’ s point of view at this
stage. When you'’ ve got a child on the ward.. .trying to think of the optimum
way of getting to the end that | think isright, with the least hassle, trauma,
whatever else. [In research], if the child participates or not...you know it
makes |ess difference. So you can afford to run therisk in a way of finding
out about dissent or assent.” (Consultant Paediatrician)

Thesecliniciansare expressing thevery real logistical issue of time management that isan
important indicator for the quality and breadth of any clinician-patient dialogue. Whilethe
participants in this discussion panel all expressed an interest in involving their child
patients in some aspect of the treatment discussions, the fact remains that if thereis an
insufficient amount of time in which to engage the child, whether due to the urgency of
the treatment or the schedule of the clinician, they are more likely to move forward with
the treatment plans in the absence of child involvement in that decision. The research
setting, on the other hand, is seen as a clinical area where thereis potentially more time
available, perhaps during the consent process, and therefore the clinician can make a
greater attempt to start adialogue with the child without the worry of treatment delay due
to the child’ s possible dissent. Another logistical issue mentioned during the discussion
was the difficulty for the clinician of judging an individual child’s understanding of the

material presented to him. One doctor expressed the following concern:

“1 don’t think all of the facts...about the treatment a 10 year old would want
to have or even should have, but it’ s not like we have a checklist to see what
they’ ve understood.” (Consultant Paediatrician)

Paediatric specialists are accustomed to working with children, however that does not
mean that they are specidlists in child behaviour, psychology, or communication.

Therefore, even when the clinician is motivated to include a child in the decision-making
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process, he is not necessarily equipped to determine whether that child has actually

understood the information presented to him.

5224 Application to Clinical Practice

Oncethediscussion of the hypothetical scenarioswas completed, there was a presentation
of datafrom the ethical and empirical research on assent and child decision-making within
the family context that has been described in thisthesis. After the presentation, the final
portion of this multi-disciplinary discussion panel was an opportunity for the group to
consider how this information might be able to be applied to clinical practice. In the
discussion that followed, the two main topics were related to the current assent process
and why that system does not work and advice for the future and how the assent process

might be improved.

First of al, panel participants discussed their thoughts on why the current assent process
might not be successful. Severa clinicians commented on problems they see with the
methods used in the average research setting: providing the child with written information
to read and asking the child to demonstrate his agreement by signing a form. In their

experience, children do not always want to read the information provided to them:

“1 had lots of children just hand it straight back and say | don’t want to ook
at that because it had words on it which was effort to read” (Consultant
Paediatrician)

Inclinical research, study teams often are expected to mirror theinformed consent process

when designing their plans for assent. So, just as an adult is provided with a written

information sheet, a potential child participant is given written information that he is



192

expected to read prior to being asked to agree to study participation. While this
information is expected to be written at an age-appropriate level, it may not be presented
inaway that al children of that age group can understand or process. Furthermore, it is
not clear that a written information sheet is the best way to provide children with
information’®331%_ As this Consultant Paediatrician stated, in his experience not all
children are interested in reading the information that is provided to them. If the child
refuses to read the information about the proposed research study but is within the age
range where assent isrequired, canit really be said that the child has granted “ assent” if he
agrees to participate in the study? Several clinicians a'so commented on the requirement

by many ethics committees that a child document his assent by signing aform:

“Consultant Paediatrician: The process of signing is a nonsense, because
that’ s not what it should be about. That's all to do with research protection
so they can tell the ethics committee that they’ ve done something.

Clinical Research Fellow: How do you prove they were assented? A
signature on a form doesn’t prove anything.”

Consultant Paediatrician: “Particularly when it sa six year old’ ssignature.”
(Clinical Research Fellow, Consultant Paediatrician)

Once again, these examples illustrate the attempt by many ethics committees to model
assent after the current informed consent process. Asthese cliniciansarerightly pointing
out, itisunlikely that ayoung child will understand the meaning of placing their signature
on aform, or that he will even have a signature to use. This aspect of the current assent
processispurely aregulatory formality so that the research team can provide evidence that
the required procedureswerefollowed. Detailed paper documentation of clinical research
is necessary in order to ensure the integrity of the research and the protection of the
research participants, but it is also important that these procedures have a meaningful

purpose. Inthis case, achild’ ssignature on an assent form does not carry the same weight
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asan adult’ ssignature on aconsent form due to the simple fact that most children will not

comprehend the legal implications of placing a signature on aform™*’.

The panel discussion aso covered ideasfor how the assent process might beimproved in
thefuture. One clinician suggested that agreement should be removed from the concept of

assent:

“1 don't like the bit about agreement being in it. Because if you' re going to
stick a needlein a child anyway why would you ever ask for their agreement
because then you’ re just undermining them by still going ahead when they
say no. Surely you' ve got to just explain to themwhat you’ re going to do and
why, not ask for their agreement.” (Consultant Paediatrician)

This comment was made in reference to the treatment setting, where achild’ swishes can
be overridden if the treatment is determined to be in the child’s best interests, but this
model could be applied to clinical research as well. The concept of assent could be
changed to be the involvement of the child in the decision-making process, rather than the
act of obtaining the child’'s agreement. The child’ s involvement could then be modified
based on the clinician’s judgment of the child’s interest, maturity, and experience, the
interaction with the parents, and the specific type of treatment or research in question. In
fact, some of the participants stated that in their current practice, they judge a child's
assent not by their agreement but by their actions. For example, one nurse described a

common scenario in her experience when taking blood from a child:
“1f they give you their arm, even if they're pulling away, | will say to them
well you' ve given me your arm and if it doesn’t hurt then would you be

happy for metodoitandthey’ |l say yes.” (Paediatric Research Nurse/School
Nurse)

A doctor shared asimilar story regarding blood tests in young children:
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“When we were doing blood tests on 5 year olds, the assent was that they
weren’t running away from you and you had 3 people holding their hand. So
they might not be happy but if they did it they were assenting. But if you had to
have a parent, an auntie and a neighbour holding the child down they probably
weren’t assenting.” (Clinical Lecturer)

These paediatric experts are describing interactions that they have experienced in their
clinical practicewherethey used their best judgment of the child and the specific situation
to determine whether to continue with the planned procedure, in these cases ablood test.
They recognised that although the child in front of them might not be happy about the
concept of ablood test, if hewillingly offered hisarm and did not attempt to escape from
their presence, that behaviour could be considered assent, even in the absence of averbal
agreement from the child. This practice of evaluating achild’ s actions over hiswords has

also been recommended in child protection literature®,

Another idea that was shared as a possible way to improve assent in the future was to
think of assent as an ongoing process that involves the wider clinical team, rather than a
discrete event occurring between one clinician and the child. A Clinical Research Fellow
stated his view of how, in his experience, assent includes the interactions between the

nurse and the child as well as any communication that he has with the child.

“There’'sagap...which | think isoften made up by the nurses...The nurseswill
speak to the patient, and do a lot of it for us. So maybe we don’t appreciate as
much of the assent that goes on because a lot of it is done by the nurses. When
they' re putting the [anaesthetic] cream on...I think they're a big part of the
assent process that happens.” (Clinical Research Fellow)

Thisclinicianisrecognising that there are other membersof the clinical staff who arealso

interacting with the child and that this additional communication should be considered as
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part of the assent process, rather than the one specific point intimewhereheasaclinician
is supposed to be gaining the child’ sformal assent. Several of the nurses agreed with this
statement, sharing examples from their experience regarding additional communication
they had with children beyond the initial doctor to family interaction:

“You would go around the wards at night and that’s when they' d talk to us

and then we' d relay it back in the morning. So they are embarrassed to talk

to doctors. They do sometimes see you initially as somebody you can’t ask

guestionsto, you' re very high authority-wise. But then they talk to usand we

relay it back...they just need to under stand what’ sgoing on and then they' re

ok usually with it. | think we just explain it on their terms.” (Paediatric

Research Nurse/School Nurse)

“1 think whenever ther€’ sbeen a consultation or something being doneto the

child, you reiterate what the doctor said, perhaps slightly different language,

you know a different point of view, just changeit slightly so they can have a
better understanding.” (Senior Staff Nursein Paediatric Intensive Care Unit)

These examples illustrate that in current practice, assent is not the discrete event that it
first appears to be. Although a clinician may be obtaining a child’s assent before the
commencement of a treatment or research study, it is likely that other members of the
clinical team will also be interacting with the child during which time additional
information may be exchanged. If that additional information is given to help inform the
child and potentially make him more receptive to theintervention in question, then surely
that communication should also be classified as part of the assent process. Thisissimilar
to recommendations from past research, suggesting that more members of the wider
clinical team should interact and communicate with the child in the attempt to explain a

specific treatment or procedure and consequently ease any of the child’ spotential anxiety’.

Finally, several participants observed that the success of an interaction with a paediatric

patient or research participant often hinges on his family dynamic. A consultant stated:
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“It seems to me thisis really sort of tied up with parenting skills...It' s the
sort of teamwork that you have, you know between professionals and the
family which includesthe child, or not, and it seemsto meit’ sveryintegrally
related to the parenting skills of the individual families.” (Consultant
Paediatrician)

Another doctor agreed with this statement, adding asimilar view from her experience:

“The kids that really struggle and play up it’s often when you haven’t got
good support from the parents.” (Specialist Registrar in Paediatrics)

These views indicate that when attempting to communicate with a child regarding a
potential treatment or research procedure, some sort of an evaluation of thefamily context
is important before proceeding. As discussed during the hypothetical scenario, these
paediatric experts often follow cues from the child and his family regarding how to
involvethechildinthe overall decision-making process. Therefore thiswould seemto be
areasonable recommendation to includein any guidelinesfor the assent process. Thechild
isaccustomed to a specific communication and decision-making dynamic which is set by
his parents or caretakers and dictated by their own personal parenting styles. For the
communication between clinician and paediatric patient to be successful, it seemslogical
that the clinician should at |east take into account the child’ s family dynamic and modify

his communication style accordingly.

53 Conclusion

This multi-disciplinary discussion panel was an opportunity to discuss the concept of
assent with working experts in the field of paediatrics. Through this discussion it was
possible to learn about their current experiences with assent, and to examine ways in
which the assent process could beimproved. If the experiences shared by these paediatric

specialists are any indication of the wider paediatric field beyond the Department of



197

Paediatrics at the Oxford Radcliffe NHS Trust or the University of Oxford, there are
severa clear ways in which the assent process could be improved as it relates to both

treatment and clinical research.

Inclinical practice, theclinician can provide treatment without the child’ sagreement, if he
isacting in the child’ sbest interestsand hasthe consent of the parents®**%*'%. Thereforeit
isunderstandabl e that many of the participantsin thisdiscussion panel do not usetheterm
“assent” intheir clinical practice, nor do they attempt to obtain the child’ sagreement prior
to formulating the clinical treatment plan. As discussed, in situations where there is one
clearly superior treatment avail abl e, the clinician does not want to ask the child’ sopinion.
If the child’ s agreement is sought, the clinician then runsthe risk of obtaining the child's
dissent rather than assent, at which point he then must override the child’ swishesin order
to continue to offer the best clinical care possible. Instead, the participants in this
discussion panel explained that they will try to involve the child in other ways: by
explaining the proposed treatment plan and why it isnecessary, or giving the child specific
choices within the treatment plan such as which hospital ward he will stay in or from
which arm a blood sample will be taken. In clinical research, on the other hand,
regul ations state that the research should not proceed in the face of achild’ s clear dissent,
and therefore the research team is required to document the child’'s assent as part of the
enrolment process™'®. This documentation is often alarmingly similar to informed
consent, involving the provision of an information sheet to the child and the collection of
his signature on an assent form. However it is unreasonable to expect that the assent
process should mirror the informed consent process. Adults and children have different

cognitive capacities and the expectationsfrom informed consent and assent reflect that. As
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with thetreatment setting, it should be possibleto involvethe child in the decision-making
process regarding his potential enrolment in the research study, without expecting that
involvement to match the informed consent procedures. Instead, there should be a
concentration on involving the child in the overall enrolment process so that he can learn
about the decision that is being made. For example, when discussing the study with the
family, the clinician can direct some of his speech towards the child rather than directing
all of hiscommunication to the parents. This interaction can betailored to the individual
child and situation and can aso involve other members of the clinical team who may be
able to describe the procedures in a slightly different way; with the result that the child

may be able to process more of the information.

As part of the discussion of how the guidelines on assent could be improved, one

participant made a simple comment:

“Qurely the guidelines should just say something like you know, use your
common senseand involve children asmuch aspossible.” (Clinical Lecturer)

Thisis, of course, an unrealistic suggestion as it would raise numerous logistical issues.
Each clinician might have a different definition of “common sense” and in clinical
research there still must be some recommendations in the guidelines for the appropriate
proceduresto follow asall aspects of aresearch project should be clearly documented and
standardised as much as possible. However it seemsthat there should be some attempt to
capture the sheer simplicity of this suggestionin any revision of the guidelines on assent.
Rather than placing the emphasis on obtaining a child’ s agreement to procedures that he
may not be equipped to fully understand and to which he may not be alowed to refuse due

to the possibility of his wishes being overridden, why not instead define assent as the



199

involvement of achild in the decision-making process. The degree of that involvement
could then be ajudgment call on behalf of the clinical team, based on their impression of
the child’ sability and interest, the interaction with the parent and/or family members, the
degree of urgency of the treatment or research, and the duration of the intervention.
Perhaps if assent were considered to be merely away in which achild can beinvolved in
the discussion, without expecting aspecific responsefrom him, ahigher quality and more
rewarding interaction could be achieved between the clinical team and their paediatric

patients.
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Chapter 6. CONCLUSION

6.1 Setting the Scene for Future Research

The practice of assent in clinical researchisaway inwhich some children areincludedin
the decision-making process regarding their participation in a particular research study.
Whileintheory thisisapositivegoal, current guidelinesfor paediatric clinical research do
not provide clear directions for how the process of assent should be handled'®***’. They
recommend that the researcher obtain a child’'s assent based on his age, maturity, and
capacity of understanding the research in question. Unfortunately they do not provide
researchers with further instructions for how this should be accomplished. This lack of
clarity has led some researchers to recommend different age-related cut-offs for when a
child should be asked to assent®®, and has allowed individual researchers and local
Research Ethics Committees to determine their own methods for how assent should be
facilitated®®. The current lack of standardisation in the guidelines and the widespread
confusion among the very clinical personnel who are responsiblefor obtaining thisassent,

make it unlikely that the assent process will be successful asit is currently defined.

Establishing an agelimit for assent would makeit simplefor cliniciansto determinewhich
of their patients and potential research participants should be asked to provide assent. Y et
this would aso remove the responsibility of the investigator to engage with each child
during the overall enrolment process™. An agelimit for assent would al so mean that some
children without the appropriate level of devel opmental capacity would be asked for their
assent while other children for whom assent might be meaningful would be denied the
opportunity to participate™®***®*, |f children who are not capable of decision-making,

whether due to immaturity, low cognitive function, or paternalistic family dynamic, are
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asked for their assent, this assent will lack its current basic purpose, to gain a child’s

agreement to participate, and will become purely aregulatory formality™%3>%¢%,

Thetendency for many researchers and ethics committees to conflate assent with consent
isfurther confusing the current situation®"*2. Whileit is understandable for the desire to
establish some method of documenting assent as acomponent of the enrolment processfor
paediatric clinical research, it is a mistake to attempt to model assent after consent,
complete with written information forms and the requirement of a child to sign an assent
form as documentation of his assent. Assent is meant to serve a different purpose than
consent™. The childis not expected to understand the details of the proposed research and
itsrisks and benefits as heis not being asked to make an informed decision to participate.
Instead, assent isaway in which the child can beinvolved in the discussion of mattersthat
affect him, demonstrating respect for the child as a person, rather than respect for his
various developmental processes such as his devel oping autonomy®®*%. When working
with children, the concept of respect for the person requires that a healthy balance be
found between respect for the child's developing autonomy and the protection of the
child’ s best interests'®’. Assent, or involving the child in the decision-making process, is
essentially a compromise between these two positions: alowing a child to become
involved in the decisions about matters which affect him, thus recognising hisdeveloping
autonomy, while not actually granting him any additional self-determination rights, thus
maintaining the overal protection of his best interests provided by his parents or
caretakers. On the other hand, consent givesthe clinician alegal right to proceed with the
research and thereforeit is reasonabl e to require detailed documentation of this process.

Furthermore, an adult’s signature holds alegal significance because he understands the
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meaning of placing hissignature on adocument. Asit has already been established that a
child is not sufficiently competent to make his own legally binding decision to provide
informed consent, it is not appropriate to assume that he will understand the legal

significance of placing his signature on aform to document his provision of assent’".

The existing uncertainty surrounding assent in paediatric clinical research has led to the
conduct of alarge body of research dedicated to the discovery of when a child should be
asked for his assent to research participation. It is likely that additional research will
continueto be performed in pursuit of an answer to this question. However it seems clear
that no suitable answer will appear while assent remains in its present definition. If the
main motivation for the existence of assent were to fulfil a regulatory requirement for
research, then it would be reasonable to continue to aim for the establishment in the
guidelines of a defined age limit for assent and a clear set of proceduresto follow in the
implementation and documentation of this process. Yet, in the analysis of the ethical
grounding for assent presented in this thesis, it is evident that the actual motivation for
assent stems not from the regulatory realm but from the philosophical. In fact, the ethical
justification of assent arises from the researcher’ s dual obligationsto the child' s parents
and to the child himself. A child’s parents are responsible for determining when and how
hewill develop his decision-making ability throughout his childhood, and the researcher
has an obligation to the parents to respect their pedagogical role, engaging with the child
in a manner that compliments his parents pedagogical style. At the same time, the
researcher also has an obligation to the child to treat him as a being of moral worth, thus

teaching him that heis of moral value.
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Accepting this ethical justification for assent would lead to a different mechanism for
determining which children should be asked to provide assent. If the ethical justification
for assent were found in respect for the child’s developing autonomy, it would then be
reasonableto conduct further research with the aim of identifying an appropriate agelimit
for assent where the majority of children above that boundary would have sufficiently
developed cognitive capacities to warrant asking them for assent. However, with the
ethical justification for assent proposed in thisthesis, that it allows the researcher to fulfil
his obligations to both the child and his parents, the entire definition of assent asiit is
currently known would come into question. Instead of viewing assent as the “child’s
affirmative agreement to participatein research”, assent should be defined asthe method
by which the childisinvolved in the overall decision-making process, or theway inwhich
the clinician engages with the child. Theinvestigator would then beleft to determine how
that involvement would occur based on numerous factors including the child's age and
experience, the nature of the proposed research, and the child’'s family context. The
emphasis here would be on engaging with the child rather than an attempt to get the child
to agreeto the research. Thisrevised definition would removethefocusonthe searchfor a
method to identify which children should beinvolved in the assent process. Instead, when
confronted with the question of how we can determine achild’ sability to assent, the clear
answer would be that all children should be involved in the process, regardless of
“ability”. However the degree of that involvement would vary substantially between
individual children, from a simple soothing interaction between the researcher and very
young child prior toinitiating aprocedureto including amore developed child asan active
participant in the discussion with his parents or caretakers. It would be impossible to
completely standardise this process as the very factors on which the child’ sinvolvement

would be based are individual to each child and each research study. Nonetheless, if the
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guidelines were modified to clearly state this new definition of assent and that an
investigator should aim to include all children in the decision-making process to some
degree, as appropriate, thiswould go along way toward resolving the current confusion
regarding assent. Furthermore, this same definition of assent could easily be extended
beyond clinical research to other disciplines involving children including clinical

treatment and social science research.

The empirical research studiesthat were described in Chapters3 and 4 of thisthesiswere
conducted in order to learn more about the family context of a child's daily decision-
making. Past research has suggested that achild’ sfamily context can influence his ability
to participate in decision-making within the medical setting and thereforeit was necessary
to explore how children are involved in daily decision-making within their
families®®*#1% Whiletheresults of these studies cannot be generaised to al children, the
common themes identified in the data analysis of both studies indicate that some of the
identified trends may extend beyond this study population. The children in these studies
clearly did make decisions in their daily lives and furthermore they desired to have the
opportunity to make decisions about matterswhich affected them. On the other hand, they
did not express an interest in having complete control over their daily lives. They
recognized the ultimate authority of their parents and were often happy to accept decision-
making guidance from them. Data collected from their parents provided acomplementary
perspective to this. The parents were aware of their authoritarian role within the family
context however they aso actively taught their children about decision-making by
explaining their own decisionseven when their children were not allowed to participatein

the actual decision-making process. Most of the parentsalso tried to involvetheir children
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in some decisionswithintheir daily lives, although they were much morelikely toinvolve
themin non-significant decisionsrather than significant decisions. Thisinvolvement was
usually structured to providetheir children with limited optionsfrom which to choose and

to encourage discussion and negotiation between the parents and their children.

If the results from the focus group and questionnaire studies give any indication of
potential trendsin the wider arenabeyond the participantsin these studies, it seems clear
that children should beinvolved in the decision-making process for research participation
and that this involvement should be the extent of their assent, rather than expecting the
children to make aspecific decision. The childrenin these studies expected their parentsto
provide them with decision-making guidance in most aspects of their life. It would
therefore be unreasonabl e to think that they would necessarily disagree with their parents
regarding research participation. Instead they would be much morelikely to acquiesceto
the wishes and guidance of their parents, causing that affirmative agreement to participate
to be less about actual agreement and more about meeting a regulatory formality. By
changing the definition of assent to mean the involvement of a child in the overall
decision-making process, without expecting an individual response, this will likely be
mimicking a familiar decision-making setting from their family context where their
parentswill involve them in decision-making by guiding their decision and encouraging

discussion and negotiation.

Based on the discussion with clinical expertsin the field of paediatrics during the multi-
disciplinary panel, clearly some clinicians in both treatment and research settings are

already using amodified definition of assent in practice. Rather than treating assent as a
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child’ saffirmative agreement, many of these cliniciansdescribed their current interactions
with child patients and research participants in terms of simple involvement in the
decision-making process. In most cases they did not actually state that the children were
given achoice regarding the initiation of the treatment or research procedurein question.
They did describe ways in which they might attempt to give children smaller decisions,
where applicable, such asthe arm used to provide ablood sample, or the method by which
a medication was provided. However in most scenarios that arose during the panel
discussion, the clinicians said that they did not expect a child to make an independent
decision regarding hismedical care. Instead, they described numerousfactorsthat they as
clinicians useto determine how and to what extent an individual child should beinvolved
in the decision-making process: the child’ sage, experience, and interest in participatingin
the process, hisinteraction with his parents, and the specific type of treatment or research

in question.

The current confusion surrounding the assent process hasresulted in abroad divergencein
the expectations of how assent should be approached and documented. This disparity can
be seen both in the requirements of individual ethics committeesand in the performance of
individual researchers®®?“4"_ |t is evident that in order to resolve this problem, the
current guidelines on assent must be clarified and revised. The experiences described by
the members of the multi-disciplinary panel discussion illustrate avenues that should be
explored in the attempt to improve the assent process. Many of the clinicians admitted that
they rarely, if ever, encountered theterm “assent” intheir clinical practice and furthermore
that they were unlikely to document the solicitation of achild’ sagreement intheir clinical

notes. Theclinica staff memberswho were activein clinical research, on the other hand,
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stated that their practice of assent was dictated by the specific research protocol or
instructions from the ethics committee. In an effort to reach some degree of
standardisation in the practice of assent between treatment and research settings, and
consequently improve both the understanding and implementation of assent within
paediatrics, the existing guidelines should be modified to encourage clinicians to
document their interactions and discussions with their child patients, both in the clinical
notes in the treatment setting and in the clinical trial paperwork in aresearch study. The
current expectation within clinical research of obtaining a child’s signature on aform to
document his assent does not prove anything other than that the child obeyed directions
from his parents and/or doctor. Giving the clinician researcher the format to instead
document the child’ sassent through abrief description of hisinteraction and/or discussion
with the child would be much more successful in providing evidence that the process of
assent actually took place. Furthermore, if thistype of description were considered good
clinical practice in both the treatment and research settings, it is likely that some of the

current confusion surrounding when assent is required would be minimised.

Secondly, as mentioned in the discussion panel, dialogue with a child patient will often
take place through several different staff members. For example, the treating physician
may initially describe the treatment plan with a child, but anurseislikely to explain the
procedure again, in dlightly different language, while interacting with the child at a
different time such as during the administration of a blood test. The fact that this
interaction already occurs on a usual basis within both treatment and research settings
should be capitalised on in theimplementation and documentation of assent. Allowing the

child to interact with different members of the clinical team, and encouraging those
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individuals to not only engage with the child and discuss the procedure, research, or
treatment in question but also to document the nature of that discussion in the clinical
notesor on clinical research paperwork, would ensurethat an accurate picture of theentire
assent process would be available. In this case, a forma assent form complete with
signatures such as is commonplace in current clinical research would be unnecessary.
Instead, the assent could be documented through a collection of notes from all of the
clinical staff who engaged with the child in a discussion of the proposed research or
treatment. These notes would serve as a much more accurate representation of the assent

process that actually took place with that individual child.

Clearly, further research in thefield of assent is necessary before any permanent changes
totheguidelinesor clinical practicewill be made. Thefindingsfrom thisbody of research
merely shinealight on areas which would benefit from improvement. While we strongly
believe that the definition of assent should be changed to mean the process by which
children areinvolved in the decision-making process to some degree, this method would
need to betested in aformal research environment to ensure that its application to clinical
practice wasfeasibleand that all stakeholdersin the clinician-child-parent communication
triad were comfortable. Although the current literature illustrates the lack of consensus
within the medical community about how assent should be facilitated, the amount of
attention that it continuesto receiveis encouraging asthisexemplifiestheimportance that

children and their best interests hold to experts throughout paediatrics.
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Appendix 1 —Focus Group Study: Consent Form for Child Participants

Childhood Decision-Making: A Seriesof Focus Groups

Consent Form

Child’s full name: Participant code: | | [ |

I f you agree with each statement please initial in each box below;

| confirm that | have read Childhood Decision-Making: A Series of Focus Groups Information
Sheet — Parent of Child Participant, Version 3 dated 1% July 2010. | have had the opportunity
to consider the information, discuss the study, ask questions and have had these answered
satisfactorily.

| understand that data collected during the study may be looked at by authorised individuals
from the University of Oxford, Research Ethics Committee, and study monitors whereit is
relevant to my child’ staking part in this research. | permit these individual s access to my

child’ s research records.

| understand that my child’ s participation is voluntary. | am free to withdraw my child from the
study at any time, without having to give areason for leaving and without affecting my child’s
legal rights.

| agree to the audio recording of the focus group discussion.

| understand that the audio recording of the focus group discussion, any transcripts or notestaken
by the moderator or assistant moderator, and any personal details will be stored in a secure
location at the Oxford Vaccine Group.

| understand that at the successful completion of the focus group discussion, my child will receive
a certificate for participation.

| have discussed the study with my child and they are happy to participate.
If all of the above areinitialled, meaning “yes’, then please continue:

| voluntarily agreeto my child taking part in this study.

Name:

Relationship to Child:

Investigator's name:

SIGNATUE: ©oveeiieiciieee st e e e e e e naaes Date: |
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Appendix 2 — Focus Group Study: Child Questioning Route

. Tell usyour first name and what your favourite food is.
. What do you like to do in your free time after school and on the weekends?
. What does it mean if someone asks you to choose?

. [Start discussing real-life examples when the children may have been asked to
choose something]

a. When you get ready to go play with your friends, how do you choose
what you wear? Do your parents ever dislike the clothes that you
choose?

b. Do you choose what you eat for breakfast? For lunch? For dinner?

c. Doyour parents like you to eat some food that you don’t like? What
happens — do you eat that food? Why do your parents want you to you
eat it?

d. Doyouwant to eat other food that your parents don’t like you to eat?
What happens — do you eat that food?

e. Doyouwatch TV or play computer games at home? Do your parents
ask you to turn off the TV or computer while you are using it? When
your parents ask you to turn it off, how long do you wait before turning
it off?

f. Haveyou ever missed aday of school because you were unwell? When
that happened, who said you should stay at home — you or your parents?

g. How do you decide what films you watch or games you play — do your
parents rent/buy them for you or do you choose the ones that you want?

. You'vetaked about alot of choicesthat you make, with and without your
parents. What happens when you choose — do you talk it over with your parents
before you choose?

. [If it hasn’t been discussed already] What do you do when you want to make a
different choice than your parents want?

. Do you want to make more choices on your own without your parents help?

. [Moderator or Assistant Moderator summarises the discussion that has taken
place] Isthis what we talked about today? Did we talk about anything else?

. Isthere anything that you think we should have talked today but didn’t?
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Appendix 3—-Focus Group Study: Parent Questioning Route

1. Tell usyour first name and something that you enjoy doing with your child or
children.

2. Doyou giveyour children an allowance and if so, at what age did you start
this? How do your children decide what to spend their money on? [If there are
parents of older children, prompt group to comment on any changesin
spending patterns as children have matured.]

3. Would you say that a child' s ageis an appropriate measure of their
developmental ability or maturity?

4. [Depending on the answers to the previous question: Are there certain ages
where a shift in development or maturity seems more pronounced?|

5. Do your children make their own decisions about thingsin their daily lives? If
so, what do they make decisions about?

6. Think about your daily lives with your family —do you guide your children’s
decision-making process, |etting them think they are making a decision when in
fact you led them to make that decision?

7. What do you do when you and your children disagree on a decision?

8. Do you think children are capable of making decisions about their healthcare?

9. [Moderator or Assistant Moderator summarises the discussion that has taken
place] Was this an accurate summary of what we discussed today?

10. Isthere anything that you think we should have talked about in this discussion
but didn’'t?
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Appendix 4 — Focus Group Study: Primary School Educator Questioning Route

1. Tell usyour name and what you most enjoy about working with children.
2. How do you evaluate your students’ progressin your classes?

3. Think back over the classes you have taught in the last few years. Would you
say that achild’s age is an appropriate measure of their developmental ability
or maturity? [Prompt for details in answers, beyond yes and no.]

4. [Depending on the answers to the previous question: Are there certain ages or
grade levels where a shift in development or maturity seems more
pronounced?|

5. In your experience as an educator, do you see children making decisions? If so,
tell us some examples of decisions that they make. [Prompt for examples at
different grade levels, depending on the experience of the group.]

6. What do you do if you disagree with one of your students about a decision that
they have made?

7. Inyour opinion, are children capable of making decisions about their
healthcare? [Prompt for details in answers, beyond yes and no.]

8. [Moderator or Assistant Moderator summarises the discussion that has taken
place] Was this an accurate summary of what we discussed today?

9. Isthere anything that you think we should have talked about in this discussion
but didn’'t?
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Appendix 5 - Questionnaire Study: Consent Form for Child Participants

Childhood Decision-M aking: Parent and Child Questionnaires \

Consent Form

Child' s full name: Participant code: | |1 [ I

If you agree with each statement please initial in each box below;

| confirm that | have read Childhood Decision-Making: Parent and Child Questionnaires
Information Sheet — Parent of Child Participant, Version 2 dated 22™ September 2011. | have
had the opportunity to consider the information, discuss the study, ask questions and have had
these answered satisfactorily.

| understand that data collected during the study may be looked at by authorised individuals
from the University of Oxford, Research Ethics Committee, and study monitors whereit is
relevant to my child’ staking part in this research. | permit these individuals access to my
child’s research records.

| understand that my child’s participation is voluntary. | am free to withdraw my child from the
study at any time, without having to give areason for leaving and without affecting my child's
legal rights.

| understand that the paper questionnaire and any personal details will be stored in a secure
location at the Oxford Vaccine Group.

| understand that at the successful completion of the questionnaire small group session, my child
will receive a certificate and stickers for participation.

| have discussed the study with my child and they are happy to participate.
If all of the above areinitialled, meaning “yes’, then please continue:

| voluntarily agree to my child taking part in this study.

Name:

Relationship to Child:

Investigator’ s name:

SIGNALUIE: ...ttt s Dae: | 1L 1L _ 1
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Appendix 6 — Questionnaire Study: Child Questionnaire

1. How old are you?

2. Areyou aboy or agirl?

[] Boy

3. Who livesin your house? (tick all boxes that apply)
[ ] Mum

[ ] Dad

[ ] Step-mum

[ ] Step-dad

[ ] Grandmother

[ ] Grandfather

[ ] Aunt

[ ] Uncle

[ ] Brother. If yes, how many brothers?

How old are your brothers?

[ ] Sister. If yes, how many sisters?

How old are your sisters?

[ ] Other

4. Who chooses to take you to the doctor when you are sick?
[ ] parent/guardian

[ ] brother/sister
5 [] me
[ ] other

¢
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5. Who tells you when you need an injection?
[ ] parent/guardian
[ ] brother/sister

[ ] me
[ ] other

6. Do you haveto go to the doctor even if you would rather not?
L[] Always

[ ] Most of thetime
[ ] Sometimes

[ ] Never

7. Would you like to choose if you see the doctor?

[] Yes
[ ] No

8. Doyou haveto go to bed at a certain time?
[] Yes

[ ] No

9. Who tellsyou when it’s your bedtime?
[ ] parent/guardian

[ ] brother/sister

[] me
[ ] other

10. Do they make you go to bed at this time?
[ ] Always

[ ] Most of thetime

[] Sometimes

[ ] Never

Q A AN 11. Would you like to choose what time you go to bed on a school night?

[] Yes
[ ] No
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12. Would you like to choose what time you go to bed on aweekend or
holiday?
[] Yes

[ ] No

13. If the person who looks after you needs to go food shopping, do you have to
go with them?

[ ] Always
[ ] Most of thetime

[] Sometimes

[ ] Never

— 14. Would you like to choose whether you should go food shopping with

them?
J [] Yes
_—0
[ ] No

15. Do you choose your breakfast from the shop or the cupboard?
[] shop

[ ] Cupboard

16. Do you haveto eat it?

[] Yes
[ ] No

17. Would you like to choose your own breakfast from the shop?

[ ] Yes
[ ] No

18. Who chooses what you eat for dinner or tea?
[ ] parent/guardian

v A 7
< [ ] brother/sister
. ’
: [] me
[ ] other

19. Do you have to eat what you are given?

@ ] Always
™ [f% [] Most of thetime
,)}%%ﬁ%“j [] Sometimes
\' 5 \—— [ ] Never

f@i
%ﬂ
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. Would you like to choose what you eat for dinner or tea?

[ ] Yes
[ ] No

Who chooses what you buy for snacks?
[ ] parent/guardian

[ ] brother/sister

[] me
[ ] other

Would you like to choose for yourself what you buy for snacks?

[] Yes
[ ] No

In the morning and evening, do you always remember to clean your
teeth?
[] Yes

[ ] No

Do you have to clean your teeth in the morning and evening?
[ ] Always

[ ] Most of thetime

[] Sometimes

[ ] Never

Would you like to choose for yourself if you clean your teeth?

[] Yes
[ ] No

Do you go to church/temple/mosque?
[] Yes
[ ] No

If your parents or guardians go to church/temple/mosque, do you have to
go with them?

[ ]Always

[ ] Most of the time
[] Sometimes

[ ] Never
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Would you like to choose if you go to church/temple/mosque?

[ ] Yes
[ ] No

If you get invited to afriend’ s birthday party, who decidesif you go?
[ ] parent/guardian

[] me
[ ] both

If you don’t want to go to the party, do you have to go?

[] Yes
[ ] No

Would you like to choose if you go to the party?

[] Yes
[ ] No

Do you have family days out?

[ ] Yes
[ ] No

Do you choose where to go on family days out?
[ ] Always

[ ] Most of thetime
[] Sometimes

[ ] Never
Do you like spending time with just your family?
[ ] Always
[ ] Most of thetime
[ ] Sometimes
[ ] Never

Would you like to choose if you should go on family days out?

[] Yes
[ ] No

Do you often play games with your parents and brothers or sisters?
[] Yes
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[ ] No

Who chooses the game?
[ ] parent/guardian

[ ] brother/sister

[ ] me
[] other

Do you have to play games with your family?
L] Always

[ ] Most of thetime
[] Sometimes

[ ] Never

Would you like to choose if you play games with your family?

[ ] Yes
[ ] No

Do you need permission to watch television/DV Ds?

[ ] Yes
[ ] No

Who chooses what you watch?
[ ] parent/guardian

[ ] brother/sister

[] me
[ ] other

Would you like to choose what you watch on television?

[ ] Yes
[ ] No

Do you need permission to turn on the computer?

[ ]Yes
[ ] No
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44. Who chooses what you play?
(- [ ] parent/guardian

\ Y [_] brother/sister

_

NS =

[ ] other

45. Would you like to choose what you play on the computer?

(& [ ] Yes
//V [ ] No

@ 46. Do you get pocket money?
Yes

[ ] No

47. Do you have to check with your parents or guardians before using your
pocket money?

[ ] Always
[ ] Most of thetime

[] Sometimes

[ ] Never

Do you choose what to buy with your pocket money?
[ ] Always

[ ] Most of thetime
[] Sometimes

[ ] Never

Would you like to choose what you buy with your pocket money?

[] Yes
[ ] No

Do you do activities or clubs after school or at weekends? (e.g. sports,
music, ballet)

[] Yes
[ ] No
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51.  Who chose these activities for you?
[ ] parent/guardian
& | [ ] brother/sister

[ ] me
t [ ] other

Do you adways have to go to the activities?

[] Yes
[ ] No

Could you stop the activities if you wanted to?

[] Yes
[ ] No

Do you haveto practice for these activities?

[] Yes
[ ] No

Would you like to choose to take part in these activities?

[] Yes
[ ] No

Who decides what clothes you buy?
[ ] parent/guardian

[ ] brother/sister
[ ] me
[ ] other

Do you like the clothes?

[ ] Yes
[ ] No

Would you like to choose what clothesto buy?

[] Yes
[ ] No

Do you have household jobs?
[] Yes
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[ ] No

60. If yes, which ones have you done? (tick all that apply)
[ ] Helping with the dishes

[ ] Takeout rubbish
[ ] Tidying room

[ ] Layingthetable

[ ] Clearing thetable
[ ] Making my bed

[ ] Dusting/ Vacuuming
[] Shopping

[] Hanging the washing
[ ] Other

61. Who decides when you help with household jobs?
[ ] parent/guardian

[ ] brother/sister

[] me
[ ] other

62. Would you like to choose if you help with household jobs?
[] Yes

[ ] No

63. If afriend asked you to do something fun that you wanted to do, would
you ask anybody if you could do it?

[] Yes
o B

A‘ ~w ©04. Ifyes whowouldyou ask?
[ ] Parent/guardian

[ ] Brother/sister

[ ] Other



66.

67.

70.

71.
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If they said no, would you still do it?
[ ] Always

[ ] Most of thetime
[ ] Sometimes

[ ] Never

Would you like to have the choice to do it?

[] Yes
[ ] No

If afriend asked you to do something you were unsure about, would you
ask anybody if you could do it?
[] Yes

[ ] No

If yes, who would you ask?
[ ] Parent/guardian

[ ] Brother/sister

[ ] Other

If they said no, would you still do it?
[ ] Always

[ ] Most of thetime
[] Sometimes

[ ] Never

Would you like to have the choice to do it?

[] Yes
[ ] No

Do you think your parents or guardians let you make decisions?
L] Always

[ ] Most of thetime
[ ] Sometimes

[ ] Never
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, 72. Do you sometimes need help making decisions?

: [] Yes

 ow

73. If yes, what helps you make the decision?
[ ] Understanding the problem

[ ] Talking to parent/guardian

[ ] Taking to brother/sister

[ ] Talking to friends

[ ] Remembering something good or bad that happened last time

[ ] Remembering helpful comments from last time
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Appendix 7 — Questionnaire Study: Parent Questionnaire

1. Who livesin your home? (tick all boxesthat apply)

[ ] Partner/Spouse
in-law

[ ] Brother/Brother-in-law
[ ] Male Children

[ ] Female Children

If yes, how many?

If yes, how many?

[ ] Mother/Mother-in-law [_] Father/Father-in-law [_] Sister/Sister-

[ ] Other adult

Ages of male children:

Ages of female children:

2. Pleaselist your children’s
ages, and continueto

Child1-__ years

Child2-__ years

Child3—__ years

answer questionsfor each old old old
child in therelevant
column.
3. Whpidentifiesthat your [] me [] me [] me
child needsto seea [ ] other parent [ ] other parent [ ] other parent
doctor if they are [] child [] child [ ] child
unwell? (tick all that [] child'ssibling [ ] child'ssibling [] child'ssibling
ly) [ ] other adult [ ] other adult [ ] other adult
apply e e R
: L] Always L[] Always L[] Always
4 Iftg(t)rl:; gg&%ﬁ%ﬁto@? [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
aketh - y [] Sometimes [] Sometimes [] Sometimes
make them go* [ ] Never [ ] Never [ ] Never
5. Whowould enforcethat | & me L] me L] me
: decision? (tiok &l tht (] other parent [ ] other parent [ ] other parent
| ' [ ] child’ssibling [ ] child’ssibling [ ] child’ssibling
apply) ] other adut ] other adult ] other adut
6. Doesyour child havea L[] Yes [] Yes [] Yes
bedtime? [] No [ ] No [ ] No
L] Always L[] Always L[] Always
7. 1f yes, doesyour child have [ ] Most of the time [ ] Most of the time [] Most of thetime
to go to bed then? [] Sometimes [] Sometimes [] Sometimes
[ ] Never [ ] Never [ ] Never
8. If your child isunwilling | [] me [] me [] me
to go to bed then, who [ ] other parent [ ] other parent [ ] other parent
enforces this bedtime? [ ] child’ssibling [ ] child’ssibling [ ] child’ssibling
(tick all that apply) [ ] other adult [ ] other adult [ ] other adult
9. When you go food
' [] Yes ] Yes [] Yes
shopping, do you often 0 No I No I No

takeyour child with
you?
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Child 1 Child 2 Child 3
L] Always L[] Always L[] Always
10. If yes, does your child [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
have to go with you? E ﬁometimes E Eometimes E ﬁlometim&s
ever ever ever
11. Does your child choose [] Yes [ Yes [ Yes
what they eat for No NoO No
breakfast? U U U
: L[] Always L[] Always L[] Always
12 Lfar\]/g,tgcg)xﬁ;tciz”?v en [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
hem? g [ ] Sometimes [ ] Sometimes [ ] Sometimes
tothem~ [ ] Never [ ] Never [ ] Never
13. If your child isunwilling [] me [] me [] me
to'eat their breakfast [] other parent [ ] other parent [ ] other parent
) X [] child’ssibling [ ] child’ssibling [ ] child’ssibling
who enforcesthis? (tick ] other [ other [ other
all that apply) adult adlult adult
14. Does your child choose
what they eat for E Lgs E L? E ;\{l?
dinner?
- L[] Always L[] Always L[] Always
15 Lfacg’tggﬁﬁ;ﬁzll?v en [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
g [] Sometlmes [] Sometimes [] Sometlmes
tothem? O N [ Never N
16. If your child isunwilling | & ™ L] me L1m
to'eat thair dinner. who ] other parent [ ] other parent ] other parent
. N [ ] child’ssibling [ ] child’ssibling [ ] child’ssibling
enforcesthis? (tick all ] other [ other [ other
that apply) adult adlult adult
17. Does your child choose
what they eat for E Lﬁs E L? E :\(‘?
snacks?
: L[] Always L[] Always L[] Always
18 Ihfar\}/g,t(cjf)ei)\//a?;tciz”?ven [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
hem? 9 [ ] Sometimes [ ] Sometimes [ ] Sometimes
to them? [ ] Never [ ] Never [ ] Never
19. If your child isunwilling
; [ ] me (] me (] me
E;fe;t Ct ;?;I?Da(fti \;vlfllo [ ] other parent [ ] other parent [ ] other parent
h | ! [] child’ssibling [ ] child’ssibling [ ] child’ssibling
that apply) [ other adult [ other adult [ other adult
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Child 1 Child 2 Child 3
20. In the morning and
evening, doyou haveto | [] Yes [] Yes [] Yes
remind your child to ] No ] No ] No
clean their teeth?
21. If your child isunwilling (] me [ me (] me
to fclean tthhgsrotet?ti’ V;Ilho [] other parent [ ] other parent [ ] other parent
enfor ces this? (tick a ] child'ssibling ] child'ssibling ] child'ssibling
that apply) [] other adult [ ] other adult [ ] other adult
22. Doyou goto [ Yes n
Yes [ ] Yes
church/temple/mosque No
regularly? H L1 No L1 No
L] Always L[] Always L[] Always
23. If yes, does your child [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
have to comewith you? | [] Sometimes [] Sometimes [ Sometimes
[ ] Never [ ] Never [ ] Never
24, |f your child isunwilling [] me [ me [ me
to go, who enfor ces this? [ ] other parent [ ] other parent [ ] other parent
(tick,aJI that ly) " | [ child’ssibling [ ] child’ssibling [ ] child’ssibling
apply [ other adult [ other adult [ other adult
25. Do you let your child go
to every birthday party E L(;es E (e;s E :\(‘?
they areinvited to?
26. Does your child haveto | [] Always [] Always [] Always
go to the birthday [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
parties? [] Sometimes [] Sometimes [] Sometimes
[ ] Never [ ] Never [ ] Never
27. 1f your child isunwilling | [] me ] me L] me
to gototheparty, who [ ] other parent [ ] other parent [ ] other parent
enforcesthis? (tick all [] child'ssibling [ ] child’ssibling [] child’ssibling
that apply) [ ] other adult [ ] other adult [ ] other adult
28. Do you have family days | [] Yes [] Yes [] Yes
out? ] No ] No ] No
. L] Always L[] Always L[] Always
29. 11 yes, does your Ch”d. [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
haveto go on thefamily | 7] sometimes [] Sometimes [] Sometimes
day out? ] Never 1 Never [] Never
30. If your child isunwilling [ me 0 me OOm
;%?Oﬁhnotgﬁg?g;{ﬁ@; [] other parent [ ] other parent [] other parent
: i<all h | ' [ ] child’ssibling [ ] child’ssibling [ ] child’ssibling
(tic that apply) [] other adult [ ] other adult [ ] other adult
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Child 1 Child 2 Child 3
31. Doesyou_r child play (] Yes [ Yes [ Yes
games with you or your ] No ] No [] No
other children?
[] me [] me [ ] me
other parent other parent other parent
32. Who chooses the games? E child P E child P E child P
(tick all that apply) ] child's sibling ] child'ssibling ] child'ssibling
[ ] other adult [ ] other adult [ ] other adult
_ L] Always L] Always L] Always
33. Doesyour child haveto | [] Most of thetime | [] Most of thetime | [] Most of thetime
play the games? [] Sometimes [] Sometimes [ ] Sometimes
[ ] Never [ ] Never [ ] Never
34. If your child isunwilling | [ me ] me ] me
to play the games who [] other parent [] other parent ] other parent
enforcesthis? (tick all [] child'ssibling [ ] child’ssibling [ ] child'ssibling
that apply) [] other adult [] other adult [] other adult
35. Doesyogr childneedto | ] Always ] Always ] Always
check _Wlth you before [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
watching aprogramme | [] Sometimes [ ] Sometimes [ ] Sometimes
on television? [ ] Never [ ] Never [ ] Never
[ ] me [ ] me [] me
36. If yes, who enfor ces [] other parent [] other parent [ ] other parent
this? (tick all that apply) | [] child'ssibling [] child’ssibling [ ] child’ssibling
[ ] other adult [ ] other adult [ ] other adult
37. Doesyour child need to
checkywith you before L1 Always L] Always L] Always
lavi ih [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
playing Or,‘) € [ ] Sometimes [ ] Sometimes ] Sometimes
computer*; [] Never [] Never [] Never
[] me [ ] me [ ] me
38. If yes, who enfor ces ] other parent ] other parent ] other parent
this? (tick all that apply) | [] child'ssibling [ ] child’ssibling [ ] child’ssibling
[ ] other adult [ ] other adult [ ] other adult
39. Do you give your child [] Yes [] Yes [] Yes
pocket money? ] No ] No [ ] No
40. Ifyes, doyou let your [ Always ] Always ] Always
child choose what tobuy | ] Most of thetime [ ] Most of thetime [ ] Most of thetime
with their pocket [ ] Sometimes [ ] Sometimes [ ] Sometimes
money? [ ] Never [ ] Never [ ] Never
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Child 1 Child 2 Child 3
41. Doesyour child do
Y L] Yes [] Yes [] Yes
extra-curricular 0] No CJ No CJ No
activities? (e.g. sports,
music, ballet)
42. 1f yes, who chose for ] me [] me [] me
your (’:hil d to start the [ ] other parent [ ] other parent [ ] other parent
tivity? (tick all that [] child [] child [] child
activity? (tic d ] child ssibling ] child'ssibling ] child'ssibling
apply) [] other adult [ ] other adult [ ] other adult
@ Deyor e |0 v e e
.. N N N
activity? L' No L' No L' No
44. Doesyour child haveto | [] Yes [] Yes [] Yes
practice for theactivity? | [] No ] No ] No
45, lf yourct(_:hllg isunwilling 0 i 0 i 0 i
o practicefor or [] other parent [ ] other parent [ ] other parent
participatein the [ child'ssibling ] child'ssibling ] child'ssibling
activity, who enforces [ ] other adult [ ] other adult [ ] other adult
this? (tick all that apply)
46. Do you let your child
choosewhat clothesto | L Yes [] Yes [] Yes
buy? [ No (] No ] No
47. If no, who chooses [] me [] me [] me
> (ti [] other parent [ ] other parent [ ] other parent
them? (tick all that ek ek ik
apply) [ ] child’ssibling [ ] child’ssibling [ ] child’ssibling
[] other adult [ ] other adult [ ] other adult
48. Doesyour child haveto
help with household % Yes E yes E yes
jobs?
[ ] Rubbish [ ] Rubbish [ ] Rubbish
[] Tidying room [ ] Tidying room [ ] Tidying room
[] Making bed [ ] Making bed [ ] Making bed
49. If yes, which ones do [] Laying the table [] Laying the teble [] Laying the teble
they help with? (tick all [] Clearingthetable | [] Clearingthetable | [ ] Clearingthetable
that apply) ] Washing up [ ] Washing up ] Washing up
[] Dusting/Vacuum [ ] Dusting/Vacuum [ ] Dusting/Vacuum
[] Shopping [] Shopping [] Shopping
[ ] Laundry [] Hangingwashing | [ ] Hanging washing
[ ] other [ ] other [] other
. : L] me L] me L] me
50. Who enforcesthis? (tick | [ other parent ] other parent ] other parent
all that apply) [] child'ssibling [] child'ssibling [] child'ssibling
[ ] other adult [ ] other adult [ ] other adult
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Child 1

Child 2

Child 3

ol

If asked by afriend,
would your child
undertake a fun activity
that they wanted to do
without asking for your
permission?

Yes
No

L]

Yes
No

L]

Yes
No

L]

52.

If asked by afriend,
would your child
undertake an activity
they wer e unsure about
without asking for your
permission?

Yes
No

L]

Yes
No

L]

Yes
No

L]

53.

Do you involve your
child in decision-making
for non-significant
decisions? (e.g. decisions
without for eseeable
lar ge consequences)

L[] Always

[ ] Most of thetime
[ ] Sometimes

[ ] Never

L[] Always

[ ] Most of thetime
[ ] Sometimes

[ ] Never

L[] Always

[ ] Most of thetime
[ ] Sometimes

[ ] Never

. How do you involve your

child in decision-making

[ ] With positive
rewards (e.g. gift)

[ ] With negative
rewards (e.g. limit

(] With positive
rewards (e.g. gift)

[ ] With negative
rewards (e.g. limit

(] With positive
rewards (e.g. gift)

[ ] With negative
rewards (e.g. limit

for non-significant TV time) TV time) TV time)
decisions? [] Withlimited options| [_] With limited options| [ ] With limited options
[ ] Negotiation [ ] Negotiation [ ] Negotiation
55. Do you involve your
child in decision-making | L] Always [ Always [ Always
for significant decisions | L] Mostof thetime | [] Most of thetime | [] Most of the time
- : [] Sometimes [] Sometimes [] Sometimes
(e.g. decisions with
[ ] Never [ ] Never [ ] Never

potentially large
consequences)?

56.

How do you involve your
child in decision-making
for significant decisions?

[ ] With positive
rewards (e.g. gift)

[ ] With negative
rewards (e.g. limit
TV time)

(] With limited options

(] With positive
rewards (e.g. gift)

[ ] With negative
rewards (e.g. limit
TV time)

(] With limited options

(] With positive
rewards (e.g. gift)

[ ] With negative
rewards (e.g. limit
TV time)

[ ] With limited optiong

[ ] Negotiation [ ] Negotiation [ ] Negotiation
57. When you make a
decision for your child, | L] Always [ Always [ Always
do you explain to your [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
: [] Sometimes [] Sometimes [] Sometimes
child why you have O Never Ol Neve: 0l Neve:
madethat decision?
- L[] Always L[] Always L[] Always
58. Eeloeﬁygtlir' Chgd need - [ ] Most of thetime [ ] Most of thetime [ ] Most of thetime
P making aecisons: [] Sometimes [] Sometimes [] Sometimes
[ ] Never [ ] Never [ ] Never




241

59. What helpsyour child
make decisions?

[] Understanding the
problem

[ ] Talking with parent
[] Talking with sibling
[ ] Talking with friends
[] Remembering past
choices

[] Remembering past
advice

[ ] other

[ ] Understanding the
problem

[] Talking with parent
[] Talking with sibling
[ ] Talking with friends
[] Remembering past
choices

[] Remembering past
advice

[ ] other

[ ] Understanding the
problem

[ ] Talking with parent
[ ] Talking with sibling
[ ] Talking with friends
[ ] Remembering past
choices

[] Remembering past
advice

[ ] other
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Appendix 8 — Questionnaire Study: List of Child Self-evident Corrections

1. Question 3—"“Who livesin your house’.

a. For the section which asks “How old are your brothers/sisters’ - If a
child writesin an answer between 0 and 1 year, this answer will be
coded as 1 year old.

b. If achild writesin “Step-brothers’ or “ Step-sisters” in the “ Other”
category, these answers will be coded as “Brothers” or “Sisters’.

c. If achildwritesin“Aunt” in the “Other” category, this answer will be
coded as“Aunt”.

2. Question 4 —“Who chooses to take you to the doctor when you are sick”.

a. If achild checks*Other” and writesin “Mum or dad”, this answer will
be assumed to be “ Parent/Guardian” and will be coded accordingly.

3. Question 7 —“Would you like to choose if you see the doctor”.

a. If achild writesin the answer “Maybe” this answer will be assumed to
be missing and will not be coded.

b. If achild checks both “Yes’ and “No” thisanswer will be assumed to
be missing and will not be coded.

4. Question 8 —"“Do you haveto go to bed at a certain time”.

a. If achild writesin the answer “Around a certain time” this answer will
be assumed to be a“Yes’ and will be coded accordingly.

b. If achild writesin the answer “sometimes”, this answer will be assumed
tobea“Yes’ and will be coded accordingly.

c. Ifachild checks“Yes' and “No”, this answer will be assumed to be a
“Yes” and will be coded accordingly.

5. Question 9 —"“Who tells you when it’ s your bedtime”. If achild checks “Other”
and writesin “Dad and mum”, this answer will be assumed to be
“Parent/guardian” and will be coded accordingly.

6. Question 10 —“Do they make you go to bed at thistime”. If a child checks 2
answers, one for their boarding school and one for their home, the answer given
for their home will be coded.

7. Question 11 —“Would you like to choose what time you go to bed on a school
night”.

a. If achild checksthe answer “Yes’ and writesin “Maybe because
otherwise there will be consequences of what | look like”, this answer
will be assumed to be “Yes’ and will be coded accordingly.

b. If achild writesin the answer “ Sometimes’ this answer will be assumed
tobe“Yes’ and will be coded accordingly.

8. Question 12 —“Would you like to choose what time you go to bed on a
weekend or holiday”. If achild writes in the answer “ Sometimes’, this answer
will be assumed to be “Yes” and will be coded accordingly.

9. Question 15 —“Do you choose your breakfast from the shop or the cupboard”.

a. If achild chooses both answers, this answer will be assumed to be
“Shop” and will be coded accordingly.

b. If achild writesin “Mum chooses’ this answer will be assumed to be
missing and will not be coded.

10. Question 16 — “Do you haveto eat it”.

a. If achild writesin the answer “mostly”, or “most of the time”, or
“sometimes”, this answer will be assumed to bea”Yes” and will be
coded accordingly.
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b. If achild checks“No” and writesin “Not all of it” or “Not aways’,
these answers will be assumed to be “No” and will be coded
accordingly.

11. Question 18 — “Who chooses what you eat for dinner or tea’.

a. If achild checks*®Other” and writesin “Mum” this answer will be
assumed to be “Parent/guardian” and will be coded accordingly.

b. If achild checksthe answers “ Parent/guardian” and “Me’ and writesin
“Sometimes’ next to “Me”, this answer will be assumed to be
“Parent/guardian” and “Me€” and will be coded accordingly.

12. Question 20 — “Would you like to choose what you eat for dinner or tea”.

a. If achild checksthe answer “Yes’ and writesin “Maybe because if |
choose what | want to eat then I’ [l choose my favourite but it will get
boring after awhile”, this answer will be assumed to be “Yes” and will
be coded accordingly.

b. If achild checks“Yes’” and “No” this answer will be assumed to be
missing and will not be coded.

c. If achild writesin the answer “Sometimes’ this answer will be assumed
tobea“Yes’ and will be coded accordingly.

13. Question 22 —“Would you like to choose for yourself what you buy for
snacks”.

a. If achildwritesin the answer “sometimes’, or “maybe”, this answer
will be assumed to bea“Yes’ and will be coded accordingly.

b. If achild checks“Yes” and “No” thisanswer will be assumed to be
missing and will not be coded.

14. Question 23 —*“In the morning and evening, do you always remember to clean
your teeth”.

a. If achild writesin*Sometimes’ this answer will be assumed to be a
“No” and will be coded accordingly.

b. If achild checks“Yes” and “No” this answer will be assumed to be
missing and will not be coded.

15. Question 24 —“Do you have to clean your teeth in the morning and evening”. If
achild checks both “Most of the time” and “ Sometimes” this answer will be
assumed to be “Sometimes” and will be coded accordingly.

16. Question 25 — “Would you like to choose for yourself if you clean your teeth”.
If achild writesin the answer “Maybe, but | would anyway”, or “ Sometimes’
this answer will be assumed to bea*“Yes’ and will be coded accordingly.

17. Question 26 — “Do you go to church/temple/mosque”.

a If achild writesin“Sometimes”, this answer will be assumed to be a
“Yes” and will be coded accordingly.

b. If achild checks“Yes’ and “No” and writesin “ School sometimes, not
home”, this answer will be assumed to be a“No” (as this questionnaire
isinterested in the family context not the school context) and will be
coded accordingly.

c. If achild checks*Yes’ and “No”, this answer will be assumed to be
missing and will not be coded.

18. Question 27 —*If your parents or guardians go to church/temple/mosque, do
you have to go with them”.

a. If achild checks“Always’ and “Most of the time”, this answer will be
coded as “Most of thetime”.
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b. If achild checks“Always’ and “Never” this answer will be assumed to
be missing and will not be coded.

19. Question 28 — “Would you like to choose if you go to church/temple/mosque”.

a. If achild checks“Yes’ and writesin “ Sometimes’ this answer will be
assumed to be “Yes’ and will be coded accordingly.

b. If achild checks“Yes’ and “No” this answer will be assumed as
missing and will not be coded.

20. Question 29 —“If you get invited to afriend’ s birthday party, who decides if
you go”. If achild checks“Parent/guardian” and “M¢€’, this answer will be
assumed to be “Both” and will be coded accordingly.

21. Question 30 —“If you don’t want to go to the party, do you have to go”.

a. If achild writesin the answer “Not sure” this answer will be assumed to
be missing and will not be coded.

b. If achildwritesin“Sometimes’, this answer will be assumed to be
“Yes” and will be coded accordingly.

22. Question 31 —“Would you like to choose if you go to the party”. If achild
writes in the answer “ Sort of”, this answer will be assumed to be missing and
will not be coded.

23. Question 32 —“Do you have family days out”. If a child writesin the answer
“sometimes’ this answer will be assumed to bea“Yes’ and will be coded
accordingly.

24. Question 33 —“Do you choose where to go on family days out”. If achild
checks two answers, “Most of thetime” and “ Sometimes’, the answer will be
assumed to be “ Sometimes” and will be coded accordingly.

25. Question 34 —“Do you like spending time with just your family”. If achild
checks the answers “ Always’ and “sometimes’ and writes that it is a spectrum
between the two, this answer will be coded as “ Sometimes’.

26. Question 35 —“Would you like to choose if you should go on family days out”.

a If achild writesin the answer “ Sometimes’ this answer will be assumed
tobe“Yes’ and will be coded accordingly.

b. If achild checks“Yes’ and “N0”, this answer will be assumed to be
missing and will not be coded.

c. If thechild checks“No” and writes“Don’t know” this answer will be
assumed to be missing and will not be coded.

27. Question 36 — “Do you often play games with your parents and brothers or
sisters’.

a |If achild writesin “Sometimes’, this answer will be assumed to be a
“Yes” and will be coded accordingly.

b. If achild checks“No” but writesin “apart from scrabble”, this answer
will be assumed to be a“Yes’ and will be coded accordingly.

28. Question 37 — “Who chooses the game”. If a child checks “ Other” and writesin
“Both”, this answer will be assumed to be missing.

29. Question 38 —“Do you have to play games with your family”.

a. If achildwritesin the answer “no” this answer will be assumed to be a
“Never” and will be coded accordingly.

b. If achild writesin the answer “| want to play with them”, this answer
will be assumed to be N/A and will be coded accordingly.

30. Question 39 — “Would you like to choose if you play games with your family”.

a. If achild checksthe answer “Yes’ and writesin “ Sometimes’, this
answer will be assumed to be “Yes” and will be coded accordingly.
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b. If achild checks“Yes” and “No” thisanswer will be assumed to be
missing and will not be coded.

31. Question 40 — “Do you need permission to watch television/DVDs’.

a. If achild writesin*Sometimes’ this answer will be assumed to be
“Yes” and will be coded accordingly.

b. If achildwritesin“Yesto DVDsand Noto TV” this answer will be
assumed to be “Yes’ and will be coded accordingly.

32. Question 41 —“Who chooses what you watch”.

a. If achild checksthe answer “me” but writesin “| haveto ask if it is
okay to watch what | choose”, this answer will be assumed to be both
“me” and “parent/guardian” and will be coded accordingly.

b. If achild checksthe answer “Me” but writesin “If it is suitable”, this
answer will be coded as both “Me” and “ Parent/guardian” asit isthe
parent/guardian who decides whether the programme is suitable.

33. Question 42 — “Would you like to choose what you watch on television”.

a If achild writesin the answer “Sometimes’, this answer will be
assumed to be “Yes’ and will be coded accordingly.

34. Question 43 —“Do you need permission to turn on the computer”. If achild
writesin the answer “sometimes’, this answer will be assumed to be “Yes’ and
will be coded accordingly.

35. Question 44 —“Who chooses what you play”. If achild checks the answers
“Me” and “Other” and writesin “Me” next to “ Other” this answer will be
assumed to be “Me” and will be coded accordingly.

36. Question 45 —“Would you like to choose what you play on the computer”. If a
child writes in the answer “ Sometimes’, this answer will be assumed to be
“Yes” and will be coded accordingly.

37. Question 46 — “Do you get pocket money”.

a. If achild checks®Yes’ and writesin “Very rarely”, this answer will be
assumed to bea*“Yes” and will be coded accordingly.

b. If achild writesin the answer “ Sometimes” this answer will be assumed
tobea“Yes’ and will be coded accordingly.

c. If achild checks“Yes’ and “No”, this answer will be assumed to be
missing and will not be coded.

38. Question 47 —“Do you have to check with your parents or guardians before
using your pocket money”. If achild checks “Always’ and “Never” this answer
will be assumed to be missing and will not be coded.

39. Question 48 —“Do you choose what to buy with your pocket money”.

a. If achild checksthe answer “Always’ but writesin “Unless useless’, or
“Unless not alowed” this answer will be assumed to be “Most of the
time” and will be coded accordingly.

b. If achild checksthe answers*“Always’ and “ Sometimes’, this answer
will be assumed to be “ Sometimes’ and will be coded accordingly.

40. Question 50 —“Do you do activities or clubs after school or at weekends'. If a
child writes in the answer “ Sometimes’, this answer will be assumed to be a
“Yes’ and will be coded accordingly.

41. Question 51 — “Who chose these activities for you™.

a. If achild checks“Other” and writesin “Me and parents” thiswill be
assumed to be “Parent/Guardian” + “Me” and will be coded
accordingly.
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b. If achild checksthe answer “Other” and writesin “Discuss’, this
answer will be coded as “Parent/guardian” and “Me” as the child meant
it was a discussion between them.

42. Question 52 —“Do you aways have to go to the activities”.

a. If achild checks“yes’ asan answer and writes in the answer “Usually”
or “Sometimes’, this answer will be assumed to bea“Yes’ and will be
coded accordingly.

b. If achild checks“Yes” and “No” this answer will be assumed to be
missing and not coded.

43. Question 53 —“Could you stop the activities if you wanted to”.

a. If achild checks*Yes’ and writesin “After we' ve stopped paying”, this
answer will be assumed to be “No” and will be coded accordingly.

b. If achild writesin “Sometimes’ the answer will be assumed to be
missing and will not be coded.

c. If achild checks“Yes’ and “No” thisanswer will be assumed to be
missing and will not be coded.

d. If achildwritesin“Don’'t know” this answer will be assumed to be
missing and will not be coded.

44. Question 54 —“Do you have to practice for these activities’.

a. If achild checks*Yes’ and writesin “Mostly” or “ Sometimes’, this
answer will be assumed to be “Yes” and will be coded accordingly.

b. If achild checks“Yes” and “No”, this answer will be assumed to be
missing and will be coded accordingly.

45. Question 57 —“Do you like the clothes”.

a If achild checks both “Yes” and “No”, this answer will be assumed to
be missing and will not be coded.

b. If achild writesin the answer “Sometimes” or “Some of them”, this
answer will be assumed to be missing and will not be coded.

c. If achildwritesin the answer “They’re ok. Old fashioned though” this
answer will be assumed to be missing and will not be coded.

d. If achild checksthe answer “No” and writes “1 do like my football
shirts though” this answer will be assumed to be “No” and will be coded
accordingly.

46. Question 58 — “Would you like to choose what clothes to buy”.

a. If achildwritesin the answer “Sometimes’ this answer will be assumed
tobea“Yes’ and will be coded accordingly.

b. If achild checks“Yes’ and “No” this answer will be assumed to be
missing and will not be coded.

47. Question 59 — “Do you have household jobs’.

a. If achild writesin“Sometimes’, this answer will be assumed to be a
“Yes” and will be coded accordingly.

b. If achild checksboth “Yes” and “No” but answers the subsequent
guestions as if they do have household jobs, this answer will be
assumed to be “Yes” and will be coded accordingly.

48. Question 60 — “If yes, which ones have you done”.

a. If achild checks*Other” and writes in “Unloading dishwasher”, this
answer will be assumed to be “Helping with the dishes” and will be
coded accordingly.

b. If achild checks an answer and writesin “Sometimes’ next to it, this
will be counted as a household job.
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c. If achild checks“Other” and writesin “l do lots’ thiswill not be
counted as a household job.

49. Question 62 —“Would you like to choose if you help with household jobs’.

a. If achild writesin the answer “Maybe”, this answer will be assumed to
be“Yes’ and will be coded accordingly.

b. If achild writesin the answer “Sometimes, when it seems like fun”, this
answer will be assumed to be “Yes” and will be coded accordingly.

c. If achild checksboth “Yes’ and “No”, and writesin the answer “1 don’t
like them, but | like being helpful”, or just checks “Yes” and “N0”, this
answer will be assumed to be missing and will be coded accordingly.

50. Question 63 —“If afriend asked you to do something fun that you wanted to do,
would you ask anybody if you could do it”.

a. If achild checksthe answer “No” but writesin “But maybe mum and
dad though”, this answer will be assumed to be “Yes’ and will be coded
accordingly.

b. If achild writesin “Sometimes’, this answer will be assumed to be
“Yes” and will be coded accordingly.

c. If achild checksboth “yes’ and “no”, this answer will be assumed to be
missing and will not be coded.

51. Question 64 —“If yes, who would you ask”.

a. If achild checks*Other” and writesin “Me”, this response will not be
coded as “ Other”.

b. If achild checks“Other” and writesin “Sister/Brother”, this response
will be coded as “Brother/Sister”.

52. Question 65 —“If they said no, would you still doit”. If achild writesin “Try
to do things sneakily” this answer will be assumed to be “Most of the time” and
will be coded accordingly.

53. Question 66 —“Would you like to have the choiceto do it”.

a. If achild checks“Yes’ and “No” and writesin the answer “Usually”,
this answer will be assumed to bea“Yes’” and will be coded
accordingly.

b. If achild checks“Yes” and “No” but doesn’t write in something to
explain that, this answer will be assumed to be missing and will not be
coded.

54. Question 67 —“If afriend asked you to do something you were unsure about,
would you ask anybody if you could do it”. If achild writes in the answer
“Sometimes” this answer will be assumed to be missing and will be coded
accordingly.

55. Question 68 —“If yes, who would you ask”. If achild checks “Other” and
writesin “Me”, this response will not be coded as “Other”.

56. Question 69 —“If they said no, would you still do it”. If achild checks both
“Sometimes” and “Never” this answer will be assumed to be “ Sometimes” and
will be coded accordingly.

57. Question 70 —“Would you like to have the choice to do it”. If achild checks
“Yes’ and “No” and writes in the answer “Usually”, or “But maybe”, or
“Sometimes”, this answer will be assumed to be a“Yes’ and will be coded
accordingly.

58. Question 73 —“If yes, what helps you make the decision”. If achild checks an
answer and writesin “ Sometimes’ next to it, this will be counted as an answer.
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59. General question —what to do about “ sometimes’ answers for the questions
about “Would you like to choose...”. | have coded those answersas“Yes’ for
the moment but actually, | don’t think that capturesit — the “sometimes”
answers illustrate that kids want their parents to make some decisions for them
and not others, or make decisions for them sometimes and not others. The
proto-independence. Should | go back and recode them to be sometimes...?
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Appendix 9 — Questionnaire Study: List of Parent Self-evident Corrections

1.

2.

10.

11.

12.

Question 1 —“Who livesin your home”. If aparent writesin “Mother” under
“Other adult”, this answer will be coded as “Mother” rather than “ Other adult”.
Question 5 —“Who would enforce that decision”. If a parent writesin
“husband” for “Other adult” (and the husband is the child’ s father), this answer
will be coded as “ Other parent”.

Question 6 —“Does your child have abedtime”. If a parent checks the answer
“Yes’ but writesin “On school nights’, this answer will be assumed to be a
“Yes” and will be coded accordingly.

Question 7 — “If yes, does your child have to go to bed then”.

a. If aparent checksthe answer “Always’ but writesin “unless
special/particular reason why not”, this answer will be assumed to be a
“Always’ since it seems evident that the parent would still be the person
deciding on the special exceptions to the normal bedtime.

b. If aparent checksthe answers“Always’ and “Most of the time” and
writesin “Most of the time — changes with activities’, this answer will
be assumed to be “Most of the time” and will be coded accordingly.

Question 9 — “When you go food shopping, do you often take your child with
you”. If aparent checks“Yes’ and writesin “ Sometimes’, this answer will be
assumed to be a“Yes’ and will be coded accordingly.

Question 11 — “Does your child choose what they eat for breakfast”.

a. If aparent checksthe answer “Yes’ but writesin “From what is
avallable”, or “Given a selection to choose from™, or “From alimited
selection, e.g. 2 options”, or “Within limits chosen by parents’, or
“from alimited choice”, this answer will be assumed to bea*“Yes’ and
will be coded accordingly.

b. If aparent checksthe answer “Yes’ but writesin “Within limits’, this
answer will be assumed to bea*Yes’ and will be coded accordingly.

Question 12 —“1f no, does your child have to eat what is given to them”. If a
parent checks “Always’ and “Most of the time”, this answer will be assumed to
be “Most of thetime” and will be coded accordingly.

Question 14 —“Does your child choose what they eat for dinner”. If a parent
writesin “Sometimes” this answer will be assumed to bea*Yes” and will be
coded accordingly.

Question 15 —*“If no, does your child have to eat what is given to them.” If a
parent checks the answer “Always’ but writesin “ Though not necessarily al of
it, but most of it”, this answer will be assumed to be a“aways’ and will be
coded accordingly.

Question 17 —“Does your child choose what they eat for snacks”.

a. If aparent writesin “Sometimes’, this answer will be assumed to be a
“Yes” and will be coded accordingly.

b. If aparent checks“Yes’ and writesin “Of aselection”, this answer will
be assumed to be a*“Yes’ and will be coded accordingly.

Question 18 —“If no, does your child have to eat what is given to them”. If a
parent checks “Always’ and “Most of the time” this answer will be assumed to
be “Most of the time” and will be coded accordingly.

Question 19 —“If your child is unwilling to eat their snacks, who enforces this’.
If a parent doesn’t check an answer, but writesin “I don’t enforce eating of
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snacks. Snacks are optional”, the answer will be assumed to be “N/A” and will
be coded accordingly.

13. Question 20 —“In the morning and evening, do you have to remind your child
to clean their teeth”.

a If aparent checksthe answer “Yes’ but writesin “Not always”, this
answer will be assumed to bea*Yes’ and will be coded accordingly.

b. If aparent checksthe answer “Yes’ but writesin “I still clean his teeth
for him”, this answer will be assumed to be a*Yes’ and will be coded
accordingly.

c. If aparent checksthe answers®Yes’ and “No” and writesin “morning”
next to “Yes’ and “Night” next to “No”, this answer will be assumed to
bea“Yes’ and will be coded accordingly.

14. Question 24 —*“If your child is unwilling to go, who enforces this’. If a parent
doesn’'t check an answer but writesin “N/A yet”, this answer will be coded as
“N/A”.

15. Question 25 —“Do you let your child go to every birthday party they are invited
to”. If aparent checks the answer “Yes’ and writesin “If we are available”, this
answer will be assumed to be a“Yes’ and will be coded accordingly.

16. Question 26 —“Does your child have to go to the birthday parties’. If a parent
checks “never” but writesin “though | would encourage him”, this answer will
be assumed to be a*“never” and will be coded accordingly.

17. Question 27 —“If your child is unwilling to go to the party, who enforces this”.
If the parent doesn’t check an answer but writesin “If unwilling they don’t
have to go in some circumstances’, this will be assumed to be missing data and
will not be coded.

18. Question 29 —“If yes, does your child have to go on the family day out”. If a
parent checks “Always’” and “Most of the time”, this answer will be assumed to
be “Most of the time” and will be coded accordingly.

19. Question 32 — “Who chooses the games”. This question says “Tick al that
apply”. If aparent checks “child” but then writesin “Though | will give him
the options to choose from”, this answer will be assumed to be both “child” and
“me” and will be coded accordingly.

20. Question 39 —“Do you give your child pocket money”.

a. If aparent writesin the answer “ Sometimes’ this answer will be
assumed to be a“Yes’ and will be coded accordingly.

b. If aparent writesin the answer “Not regularly” this answer will be
assumed to be a“Yes’ and will be coded accordingly.

c. If aparent writesin the answer “They earn money” this answer will be
assumed to bea*“Yes” and will be coded accordingly.

d. If aparent writesin “From granny” this answer will be assumed to be a
“Yes” and will be coded accordingly.

21. Question 41 — “Does your child do extra-curricular activities’. If a parent
checks “No” and writesin “Not at present”, this answer will be assumed to be
“No” and will be coded accordingly.

22. Question 43 —“Does your child have to participate in the activity”.

a. If aparent checks“Yes’ and writesin “When available’, this answer
will be assumed to be a“Yes’ and will be coded accordingly.

b. If aparent deliberately checks between “Yes’ and “No”, this answer
will be assumed to be missing data and will not be coded.
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c. If aparent writesin “Dependswhat it is—for example swimming — Y es
becauseit’s avital skill” this answer will be assumed to be missing data
and will not be coded.

d. If aparent checksboth “yes’ and “no”, this answer will be assumed to
be missing data and will not be coded.

23. Question 45 —“Does your child have to practice for the activity”. If a parent
checks “No” but writesin “Not regularly, | occasionally encourage him” this
answer will be assumed to be a“No” and will be coded accordingly.

24. Question 46 —“Do you let your child choose what clothes to buy”.

a. If aparent writesin “Sometimes” this answer will be assumed to be a

“Yes” and will be coded accordingly.

If aparent writesin “Bit of both” this answer will be assumed to be a

“Yes” and will be coded accordingly.

c. If aparent checks“Yes’ and writesin “select items’ this answer will be
assumed to be “yes’ and will be coded accordingly.

d. If aparent checks“Yes’ and writesin “but guided choice” this answer
will be assumed to be “yes’ and will be coded accordingly.

e. If aparent checks“No” but they writein “Though may give him choice
out of ones | have chosen”, this answer will be assumed to be a“No”
and will be coded accordingly.

f. If aparent checks“Yes’ and “No” thisanswer will be assumed to be
“Yes” and will be coded accordingly.

25. Question 48 —“Does your child have to help with household jobs’. If a parent
checks the answer “No” but writesin “Occasionaly”, this answer will be
assumed to be a“Yes’ and will be coded accordingly.

26. Question 51 —“If asked by afriend, would your child undertake a fun activity
that they wanted to do without asking for your permission”.

a If aparent writesin “Not sure”, this answer will be assumed to be
missing data and not coded.

b. If aparent deliberately checks between “Yes’ and “No”, this answer
will be assumed to be missing data and will not be coded.

c. If aparent doesn’'t check an answer but writesin “Depends’, this
answer will be assumed to be missing data and will not be coded.

27. Question 58 —* Does your child need help making decisions’. If a parent
checks both “Most of thetime” and “Sometimes” this answer will be assumed
to be “ Sometimes” and will be coded accordingly.

28. Genera question —if aquestion says*“If yes, then....” or “If no, then...”, and
thisis based on their response to the previous question, do | ignore the answers
if technically based on their previous response they shouldn’t have answered
the question?

29. Genera question — PO03 says child makes choice about food but wrote in that
the choice is out of apre-selected group chosen by the parent, but then later
says the child doesn’t make choice about clothes, but wrote in that the parent
gives the child a choice out of ones the parent has pre-selected.

30. General question —if a parent checks “Other adult” as an answer but doesn’t
writein who that is, it will still be coded for other adult — or do | need to say
that is missing?

31. General question —for questions 35 and 37 about whether a child needs to
check with a parent before watching TV or playing on computer —if a parent
checks “never” (P037) but then writesin “but only watch cbeebies’ or “but

=
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only access to cheebies’, | am leaving this as “never” becauseit’sthe child's
choice whether to turn on the TV or computer.
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Appendix 10 — Questionnaire Study: Tests of Association between Parent-Child

Questions
Pear son
Question Descriptions Chi-Square
p-value
Who chooses doctor when you are sick vs. Who decides child to see a doctor 0.992
Who chooses doctor when you are sick (re-coded into categories of people) vs. 0811
Who decides child to see a doctor (re-coded into categories of people) '
Who tells you when you need injection vs. Who decides child to see a doctor 0.462
Who tells you when you need injection (re-coded into categories of people) vs. 0.252
Who decides child to see a doctor (re-coded into categories of people) '
Who chooses doctor when you are sick (re-coded into categories of people) vs. 0.027%
Who tells you when you need injection (re-coded into categories of people) )
Do you have to go to the doctor vs. Would you make child go to doctor 0.797
Do you have a bedtime vs. Does child have a bedtime
Who tellsyou it's bedtime vs. Who enforces this bedtime 0.999
Who tellsyou it’ s bedtime (re-coded into categories of people) vs. Who 0.783
enforces this bedtime (re-coded into categories of people) '
Do they make you go to bed at thistime vs. If yes, does child have to go to bed 0512
then '
Do you have to go food shopping with parent/guardian vs. If yes, does your
X . 0.196
child have to go with you
Do you have to go food shopping with parent/guardian vs. When food shopping
: . 0.231
do you take child with you
Do you choose breakfast from shop or cupboard vs. Does your child choose
0.474
breakfast
Do you haveto eat it vs. If no, does your child have to eat what is given to them 0.087
Do you haveto eat it vs. If no, does your child have to eat what is given to them 0823
(If answer to “Does your child choose breakfast” was no) '
Who chooses what you eat for dinner vs. Does your child choose dinner 0.949
Who chooses what you eat for dinner (re-coded into categories of people) vs.
. : 0.814
Does your child choose dinner
Do you haveto eat it vs. If no, does child have to eat what is given to them 0.096
Do you haveto eat it vs. If no, does child have to eat what is given to them (If
i . : ” 0.288
answer to “Does your child choose dinner” was no)
Who chooses what you buy for snacks vs. Does your child choose snacks 0.205
Who chooses what you buy for snacks (re-coded into categories of people) vs.
. 0.241
Does your child choose snacks
Do you remember to clean your teeth vs. Do you remind child to clean teeth 0.006"
Do you have to clean your teeth vs. Who enforces child cleaning teeth 0.896
Do you have to clean your teeth vs. Who enforces child cleaning teeth (re-coded
: : 0.839
into categories of people)
Do you go to church/temple/mosgue vs. Do you go to church/temple/mosgue 0.000
Do you have to go vs. If yes, does your child have to go with you 0.051
Do you haveto go vs. If yes, does your child have to go with you (if answer to
« . 0.236
Do you go to church/temple/mosque” was yes)
Who decides if you go to abirthday party vs. Do you let your child attend every
. S 0.501
birthday party they areinvited to
Do you have to go vs. Does your child have to attend the parties 0.074

“8.80% of cells have expected count less than 5, calling into question the validity of the result.
492506 of cells had expected count less than 5, calling into question the validity of the result.
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Do you have family days out vs. Do you have family days out n/a®
Do you play games with your family vs. Does your child play games with you 0.044>"
Who chooses the games vs. Who chooses the games 0.000>
Who chooses the games (re-coded into categories of people) vs. Who chooses 0.858
the games (re-coded into categories of people) '

Do you have to play games with your family vs. Does your child have to play 0.458
the games '

Do you need permission to watch TV vs. Does your child need permission to 0.00153
watch television '

Who chooses what you watch vs. If yes, who enforces child watching television 0.642
Who chooses what you watch (re-coded into categories of people) vs. If yes, 0.132
who enforces child watching television (re-coded into categories of people) '

Do you need permission to turn on computer vs. Does your child need 0.000%
permission to play on computer '
Who chooses what you play vs. If yes, who enforces child playing on computer 0.962
Who chooses what you play (re-coded into categories of people) vs. If yes, who 0533
enforces child playing on computer (re-coded into categories of people) '

Do you get pocket money vs. Do you give your child pocket money 0.000
Do you have to check with parents before using pocket money vs. If yes, do you 0.537
let your child choose what to buy with pocket money '

Do you have to check with parents before using pocket money vs. If yes, do you

let your child choose what to buy with pocket money (if answer to “Do you give 0.191
your child pocket money” was yes)

Do you choose what you buy with pocket money vs. If yes, do you let your 0.876
child choose what to buy with pocket money '

Do you choose what you buy with pocket money vs. If yes, do you let your

child choose what to buy with pocket money (if answer to “Do you give your 0.920
child pocket money” was yes)

Do you do activities or clubs vs. Does your child do extra-curricular activities 0.008>
Who chose these activities vs. If yes, who chose for your child to start the

activities (If answer to “Do you do activities or clubs’ was yes AND “Does 0.978
your child do extra-curricular activities’ was yes)

Who chose these activities (re-coded into categories of people) vs. If yes, who

chose for your child to start the activities (re-coded into categories of people) (If 0.501
answer to “Do you do activities or clubs’ was yes AND “Does your child do '
extra-curricular activities” was yes)

Do you have to go to the activities vs. Does your child have to participate (If

answer to “Do you do activities or clubs’ wasyes AND “Does your child do 0.063
extra-curricular activities’ was yes)

Could you stop the activities vs. Does your child have to participate (If answer

to “Do you do activities or clubs’ was yes AND “Does your child do extra- 0.068
curricular activities” was yes)

Do you have to practice for these activities vs. Does your child haveto practice

for the activity (If answer to “Do you do activities or clubs’ was yes AND 0.011
“Does your child do extra-curricular activities” was yes)

Who decides what clothes you buy vs. Does your child choose clothes 0.066

% No statistics computed because all parents answered the same way.
%1 50% of cells had expected count less than 5, calling into question the validity of the result.
2 94% of cells had expected count less than 5, calling into question the validity of the result.

%3 12.5% of cells had expected count lessthan 5, calling into question the validity of the result.
>* 37.5% of cells had expected count lessthan 5, calling into question the validity of the result.

% 25% of cells had expected count less than 5, calling into question the validity of the result.
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Who decides what clothes you buy (re-coded into categories of people) vs. Does

: 0.020*

your child choose clothes
Who decides what clothes you buy vs. If no, who chooses them (If answer to
P : , 0.908

Does your child choose clothes’” was ho)
Who decides what clothes you buy (re-coded into categories of people) vs. If
no, who chooses them (re-coded into categories of people) (If answer to “Does 0.331
your child choose clothes” was no)
Do you have household jobs vs. Does your child have household jobs 0.643
If yes, how many do you have vs. If yes, which ones do they help with (If
answer to “Do you have household jobs” was yes AND “Does your child have 0.118

household jobs” was yes)

Who decides if you help with household jobs vs. Who enforces this (If answer
to “ Do you have household jobs’ was yes AND “Does your child have 0.000”"
household jobs’ was yes)

Who decides if you help with household jobs (re-coded into categories of
people) vs. Who enforces this (re-coded into categories of people) (If answer to

“Do you have household jobs’ was yes AND “Does your child have household 0.150
jobs’ was yes)
Would you ask permission to do something fun vs. Would your child do fun 0.408
activity without permission '
Would you ask permission to do something you were unsure about vs. Would 58
) g, ) 2 0.033
your child do unsure activity without permission
Would you ask permission to do something fun vs. Would you ask permission
) 0.079

to do something you were unsure about
Do you think your parents/guardians let you make decisions vs. Do you involve

2 S o™ . 0.205
child in non-significant decision-making
Do you think your parents/guardians let you make decisions vs. Do you involve 0.126
your child in significant decisions '
Do you sometimes need help making decisions vs. Does your child need help 0.496
making decisions '
If yeswhat helps you make the decision, vs. What helps your child make 0.0005°
decisions '
Do you sometimes need help making decisions vs. Do you explain your 0.740

decisionsto your child

% 259% of cells had expected count less than 5, calling into question the validity of the result.
%7'.90.5% of cells had expected count less than 5, calling into question the validity of the result.
%8 50% of cells had expected count less than 5, calling into question the validity of the result.
% 100% of cells had expected count less than 5, calling into question the validity of the result.




256

Appendix 11 — Multi-Disciplinary Discussion Panel: List of Questions

. What isyour understanding of assent?

. Inyour current practice, do you involve children in the decision-making
process? If so, what methods do you use to involve children?

. I will now present you with afew hypothetical that you might encounter in
clinical practice. | have purposely left out details so that | am not planting ideas
in your heads on how you might proceed. For each scenario, think about the
following questions:
a. Would you involve this child in the discussion of whether to start the
proposed treatment?
b. Would you always involve a child in the decision?
c. Would you never involve achild in the decision?
d. What would motivate you to involve one child but not another in this
decision?

. Scenario 1 — A chronically ill child requires a planned or ongoing treatment or
intervention that he has experienced before.

. Scenario 2 — A child requires an immediate treatment that is not immediately
life-threatening.

. Scenario 3— A child isapotential participant in aclinical research project for
an experimental treatment, when all other treatment options have been
exhausted.

. Scenario 4 — A child isapotential participant in aclinical research project that
may not immediately or directly affect her.

. Presentation of dissertation research (philosophy, focus groups, questionnaires)

. Given what we have learned about the family context and itsimpact on a
child’ s decision-making ability and desires, how can we apply thisto clinical
practice in terms of assent?



