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Objectives Question prompt lists (QPLs) are structured lists of dis-
ease and treatment-specific questions intended to encourage patient
question-asking during consultations with clinicians. The aim of
this study was to develop a QPL intended for use by parents
of children affected by attention-deficit/hyperactivity disorder
(ADHD).

Methods The QPL content (111 questions) was derived through
thematic analysis of existing ADHD- and QPL-related resources.
A modified Delphi method, involving a three-round web-based
survey, was used to reach consensus about the QPL content.
Thirty-six experts were recruited into either a professional [paediatri-
cians, child and adolescent psychiatrists, psychologists, researchers
(n =28)] or non-professional panel [parents of children diagnosed
with ADHD, ADHD consumer advocates (n = 8)]. Panel members
were asked to rate the importance of the QPL content using a
five-point scale ranging from ‘Essential’ to ‘Should not be
included’.

Results A total of 122 questions, including 11 new questions sug-
gested by panellists, were rated by both panels. Of these, 88 (72%)
were accepted for inclusion in the QPL. Of the accepted questions,
39 were re-rated during two follow-up survey rounds and 29
(74%) were subsequently accepted for inclusion. The questions
covered key topics including diagnosis, understanding ADHD,
treatment, health-care team, monitoring ADHD, managing
ADHD, future expectations and support and information.

Conclusions To our knowledge, this is the first ADHD-specific
QPL to be developed and the first use of the Delphi method to
validate the content of any QPL. It is anticipated that the QPL
will assist parents in obtaining relevant, reliable information and
empowering their treatment decisions by enhancing the potential
for shared decision making with clinicians.
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Introduction

Attention-deficit/hyperactivity disorder (ADHD)
is a neurodevelopmental condition which is
commonly identified during childhood and has a
worldwide prevalence of 5.3%.' The disorder
is characterized by symptoms of inattention,
hyperactivity and impulsivity which can impair
the child’s academic® and social functioning.’
Although ADHD emerges through a combina-
tion of biological, genetic and environmental
factors,* many parents of children diagnosed
with ADHD experience negative sentiments as a
result of their child’s situation® stemming from
public resistance towards a biomedical concep-
tualization of the disorder.® Furthermore, the
use of first-line stimulant medications remains
highly contentious,” ' complicating parents’
treatment decisions'' and affecting adherence to
prescribed regimens. '?

Thus, it is critical that parents and their chil-
dren are well informed about ADHD and the
importance of appropriately prescribed treat-
ments through the provision of accurate and
tailored information. Previous studies have
highlighted that parents obtain ADHD-related
information from a number of sources.'*'
Paediatricians are the most commonly accessed
source of information (89%) followed by books
(78%), general practitioners (65%), schools (61%),
the Internet (59%) and the media (54%)."
Health-care professionals (HCPs) are an
important source of reliable information which
can assist parents during treatment decision
making.'* However, parental satisfaction with
ADHD-related information obtained during
clinical consultations can be improved.'>'® Par-
ents have reported problems communicating
with HCPs including difficulty obtaining infor-
mation from the clinician, receiving insufficient
information and/or receiving excessive informa-
tion which is not in line with their specific con-
cerns and is difficult to absorb in the short
consultation time.'”'® These problems can ulti-
mately lead to misconceptions about the child’s
condition, an inability to express treatment
preferences and poor adherence to treatment
regimens. '’

© 2015 John Wiley & Sons Ltd
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Therefore, it is essential that HCPs engage
with parents during clinical consultations as this
can improve treatment adherence and overall
health outcomes for the child."” The process of
shared decision making (SDM) is increasingly
becoming recognized as the gold standard of
health care in a range of disease states.”’ As
defined by Charles er al.,® SDM consists of
four key characteristics: (i) participation of
patients and their physicians; (ii) both parties
are engaged in the treatment decision-making
process; (iii) both parties exchange information
and values; and (iv) both parties reach shared
agreement about the treatment decision(s)
made. SDM decreases the asymmetry of infor-
mation and authority between doctors and
patients and empowers patients to take control
over their treatment decisions.*!

At present, there is much interest in the
development of strategies and tools to promote
and facilitate SDM. The National Health Ser-
vice (NHS) in England has recently adopted
responsibility for the integration of SDM poli-
cies and initiatives in the NHS.?* One of their
key objectives is to ‘ensure the NHS becomes
dramatically better at involving patients and
their carers, and empowering them to manage
and make decisions about their own care and
treatment’.” The importance of SDM has been
equally heralded in the United States following
the passing of the Patient Protection and
Affordable Care Act in 2010* which autho-
rized the development of SDM programmes to
‘help beneficiaries. . .make more informed treat-
ment decisions based on an understanding of
available options, and each patient’s circum-
stances, beliefs and preferences’.”*

With regard to ADHD and its management,
strong emphasis has been placed on the impor-
tance of family involvement in decision mak-
ing.>>?” Fiks et al."> highlighted that although
parents of children with ADHD and their clini-
cians view SDM favourably, more work needs
to be done to facilitate SDM during consulta-
tions. The use of question prompt lists (QPLs),
which contain structured lists of disease and
treatment-specific questions that patients may
choose to ask their physicians, may assist in
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addressing this issue. QPLs are designed to
encourage patients to ask questions during
consultations with the clinicians involved in
their care and in this way, to enhance commu-
nication and foster SDM.

Question prompt lists have primarily been uti-
lized in oncology and palliative care settings
where they have proven to be inexpensive
and effective facilitators for communication
between patients, their carers and clinicians.?**
The concept of QPLs has also been utilized in
other disease states such as diabetes and trialled
with parents of children with neurological
problems. Therefore, QPLs may prove useful in
empowering parents of children with ADHD to
source relevant information from HCPs involved
in their child’s care, especially as they are
regarded as a reliable source of information.'*!*
Importantly, utilizing this tool would address
parents’ desire to use written resources as a
prompt for communication with their child’s
HCP and the inability of some parents to ask the
right questions during consultations.'*!”!®
Parents would also be able to use the QPL to
source information from clinicians that is rele-
vant to their child’s needs at a specific point in
time and that can be updated over time.'*

Therefore, this study aimed to: (i) develop a
QPL for parents of children with ADHD
intended for use during consultations with cli-
nicians involved in the care of their child and
(i1) reach consensus between key stakeholders
about its content using Delphi methodology.

Methods

The Delphi technique has been used extensively
in health research to establish consensus
between groups of experts about a range of
3% and has led to the development of a
number of widely accepted health guidelines and
statements.’' 2% It is a completely anonymous
process which involves expert participants rating
the extent of their agreement with a series of
statements over the course of multiple survey
rounds distributed by mail or email. By ensuring
the participants’ anonymity from the remaining
participants, opinions can be expressed freely

issues

and it is less likely that a few influential partici-
pants can have a disproportionate impact on
survey outcomes. The absence of an obligation
for the participating experts to meet face-to-face
also affords researchers the opportunity to
recruit experts regardless of their geographical
location, clinical background and without con-
straints on their number. Between surveys, par-
ticipants are provided with anonymous and
summarized information about how the remain-
ing experts rated certain statements and given
the opportunity to compare this with their exist-
ing rating. This is followed by a subsequent sur-
vey in which statements are re-rated in an
attempt to decrease the range of answers and
have the experts reach a point of consensus
about the presented statements.>> The Delphi
method is particularly useful in areas where full
scientific knowledge is lacking,*® and as no
research has previously been conducted to
develop or validate the content of a QPL for
ADHD, the researchers felt this would be the
most appropriate method to employ in the cur-
rent investigation. The merit of utilizing a
Delphi approach to examine this particular topic
is also supported by its suitability in allowing
the establishment of consensus about particu-
larly controversial issues. Given the continuing
controversies surrounding ADHD and its treat-
ment, we anticipated that key stakeholders were
likely to have diverging views and opinions
about the importance and relevance of the ques-
tions to be included in the QPL and that the
Delphi method would be appropriate in light of
this.

This study was comprised of two main
phases: the development of the QPL content
through thematic analysis of existing resources;
followed by the Delphi process to reach con-
sensus between expert panel members about
the appropriateness, relevance and importance
of the QPL content. For this study, the
researchers felt it would be essential to consult
the following groups in the Delphi process:
clinicians involved in the diagnosis and man-
agement of ADHD; researchers and academics
in the field; parents of children with ADHD;
and ADHD consumer advocates. This study

© 2015 John Wiley & Sons Ltd
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was approved by the Human Research Ethics
Committee at the University of Sydney.

QPL development

The QPL content was developed in accordance
with guidelines for producing written health-
care interventions and information aids®’ >’
and using a similar approach to Langbecker
et al.*® The content of the QPL was derived
from: (i) eight non-ADHD-related published
QPLs; (ii) 14 readily available information leaf-
lets regarding ADHD and its treatments; (iii)
draft Australian guidelines on ADHD pro-
duced by The Royal Australasian College of
Physicians;*' and (iv) the information needs of
parents of children with ADHD."

The first three resources were thematically
content analysed to derive the major QPL top-
ics and relevant questions for inclusion. The
final resource contained focus group findings
on the information needs of parents of children
with ADHD.'" Questions were derived from
the findings of this study, reflecting the range
of unanswered questions that participating par-
ents still had, although the questions were
paraphrased to simplify language and clarify
meaning. These questions were supplemented
with additional questions derived from the

Table 1 Overview of question prompt list topics and content

thematic analysis and were categorized under
their respective themes and ultimate QPL topics.

Thematic analysis

Thematic analysis is a commonly used method
for the elucidation, analysis and reporting of
themes within qualitative data.*** Thematic
analysis of the above resources was performed
using the systematic approach delineated by
Braun and Clark.** The process involved five
distinct phases of analysis: (i) familiarization
with the content of the resources; (ii) generation
of initial codes; (iii) searching for themes; (iv)
reviewing themes; and (v) defining themes.*
Although these phases suggest a linear approach
to the analysis, in practice, the process was far
more recursive, involving a back and forth
movement between the phases to ensure accu-
racy of the derived themes and subthemes for
each resource examined. The analysis was con-
ducted by RA and followed by discussion with
PA to ensure the relevance and accuracy of the
derived themes and subthemes.

Question prompt list content

Overall, eight themes and six subthemes
were identified through the thematic analysis
(Table 1). These themes formed the main top-
ics of the draft QPL and questions were

Topic Sample question
Diagnosis Are there any other tests or investigations that can be done to confirm this diagnosis?
Understanding ADHD Who can develop ADHD and how common is the disorder?
Treatment In your opinion, what treatment or combination of treatments would be the most effective
for my child at this time?
Medicines What are the different types of medicines available and what are the main differences

between them?
Alternative treatments
Health-care team
Monitoring ADHD
Managing ADHD
Future expectations
Approaching adolescence
Health and medicines
Academic progress
Social progress
Support and information

Are there any non-medical interventions or therapies that could help my child?

Will you be the main healthcare professional responsible for managing my child’s ADHD?
How often will my child and | see you for monitoring or follow up?

Are there any strategies that | can learn to help my child cope better at school and at home?

Will my child ever outgrow his/her ADHD?

Will the dose of my child’s medicine need to be changed as he/she grows older?
How will ADHD affect my child’s learning and academic performance?

How will ADHD affect my child’s social progress and ability to form friendships?
Who can | talk to if | feel that I’'m not coping well with my child’s ADHD?

ADHD, attention-deficit/hyperactivity disorder.

© 2015 John Wiley & Sons Ltd
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written for each theme, a total of 111 ques-
tions. The questions were written in line with
the recommendations provided by the Centre
for Disease Control and Prevention for pro-
ducing easy-to-understand health-care materi-
als:* using simple language, avoiding the use
of medical terminology (where appropriate)
and using short sentences. An overview of the
QPL topics and their content is provided in
Table 1.

Expert panel recruitment

Experts were recruited into one of two panels.
The professional panel included practicing
ADHD clinicians, ADHD researchers and
academics, while the non-professional panel
included parents of children diagnosed with
ADHD and ADHD consumer advocates. Panel
members were recruited from a number of
English-speaking countries with comparable
health systems (Australia, United States, Uni-
ted Kingdom, Canada, New Zealand) to ensure
the relevance of the participants’ views.
Purposive sampling was used to recruit clini-
cians, researchers and consumer advocates
through direct email invitations from the
researchers. Invited professionals were those
who were known to the researchers to have
extensive expertise and or publications in the
ADHD field. We chose to invite paediatricians,
clinical psychologists and psychiatrists, as they
are the key clinicians involved in ADHD
diagnosis and management as outlined in inter-
national treatment guidelines for the disor-
der.>?” Consumer advocates contacted were
those who were authors of books or online
resources for parents, well-known speakers on
ADHD and had documented experience in
advocacy roles. Parents were recruited through
ADHD support groups, whereby the support
groups forwarded the study information to
their members, requesting them to contact the
researchers if interested. The main study inclu-
sion criterion was that parents had to have one
or more children with a current ADHD diag-
nosis. All subjects who agreed to participate in
the study were also invited to nominate any
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colleagues or contacts who they felt could act
as appropriate panel members.

A total of 92 direct email invitations were
initially sent to clinicians, researchers and con-
sumer advocates, and a further five emails were
sent to ADHD support groups. It is difficult to
report with certainty whether all of these invi-
tations were received due to possible errors in
the email addresses used and email filtering
programs. However, 28 professionals agreed to
participate in the study, and one ADHD sup-
port group agreed to distribute the study infor-
mation to its members. Some professionals
expressed interest in participating but cited
issues such as time and no longer practicing in
the field, as barriers to their involvement. Only
one support group declined to pass on the
study information and the remainder did not
respond to the researchers.

Overall, the professional panel included a
total of 28 experts consisting of 14 paediatri-
cians, five psychologists/clinical psychologists,
five child and adolescent psychiatrists and four
researchers and academics (Table 2). The non-
professional panel included eight parents, two
of whom were also consumer advocates
(Table 2). While there is no recommended
sample size for Delphi studies,’® this sample
size conforms to that used in previous
studies. 4748

The Delphi process

To ascertain the panellists’ views about the
QPL content and to reach consensus between
them, the 111 questions derived from the the-
matic analysis were entered into an online sur-
vey hosted on the SurveyMonkey® website.
Using an online survey had many advantages.
Participants could access the survey using any
electronic device at their own convenience and
could choose to submit their responses over
several sittings without the risk of losing sub-
mitted responses. Furthermore, the researchers
were able to collate survey responses promptly
and consequently distribute feedback and sub-
sequent surveys to panel members with mini-
mal delay. The survey was set up in a way to

© 2015 John Wiley & Sons Ltd
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Table 2 Overview of panel member characteristics

Paediatricians Psychologists Psychiatrists Researchers/academics Parents

Number 14 5 5 4 8*
Age 52 (39-70) 38 (27-58) 56 (47-66) 56 (41-68) 46 (37-59)
Years in practice 24 (4-43) 12 (3-25) 28 (23-33) 15 (4-25) 12 (6-30)"
Location

Australia 7 2 2 7

USA 3 1 1 - 1

UK 4 - - 1 -

Canada - - 1 1 -

New Zealand - - 1 - -

*Includes two consumer advocates.

fMean age of children with attention-deficit/hyperactivity disorder (ADHD).

ensure that a response to each question was
mandatory, which minimized instances of miss-
ing data and potential complications during
response analysis. Further, through the online
survey, the researchers were able to keep track
of which panel members were yet to submit
their responses and could send reminders
accordingly.

The 111 QPL questions were categorized
according to their respective QPL topics and
each one presented to the panel members on a
five-point scale which included the following
options: ‘Essential’, ‘Important’, ‘Dont know/
Depends’, ‘Unimportant’ and ‘Should not be
included’. This scale has been used in a number
of previous Delphi studies.***”*’ Panel mem-
bers were asked to rate the importance of each
question by selecting one of the five options.
Space was provided after each question for
panellists to comment on the wording of the
question or to make other suggestions, includ-
ing the addition of new questions.

Upon completion of the first survey by all
panellists, responses were collated to determine
the level of consensus between the professional
and non-professional panels. Depending on the
level of consensus, questions were (i) accepted
for inclusion in the QPL; (ii) presented to the
panellists in a subsequent survey for re-rating;
or (iii) excluded from the QPL according to
specific cut-off values wutilized in previous
Delphi studies.***”* Accepted questions were
those which were rated as ‘Essential’ or
‘Important” by 80% or more of both panels. If

© 2015 John Wiley & Sons Ltd
Health Expectations, 19, pp.234-252

a question was rated as ‘Essential’ or ‘Impor-
tant’ by 80% of only one panel or by 70-80%
of both, it was deemed to have a moderate
level of consensus and was presented to panel
members in a subsequent survey round for re-
rating. Questions that did not satisfy either of
these criteria were deemed to have a low level
of consensus or support from the panellists
and were consequently removed from the QPL.
These questions were not presented for re-
rating as previous research has shown it is unli-
kely for consensus to be reached about these
items in subsequent survey rounds.*’

All open-ended feedback provided by panel
members following the first survey was also
reviewed. This included requests to have cer-
tain questions re-worded or to include new
questions in the QPL, which were discussed
amongst the study authors until a point of con-
sensus was reached. Questions were re-worded
only when the researchers felt this would
enhance parents’ understanding without affect-
ing the intended meaning and purpose of the
question. The addition of new questions as
suggested by the panellists was only completed
if the researchers felt that they addressed new
and important issues. Any re-worded or new
questions were presented for re-rating by pan-
ellists in the subsequent survey.

Prior to the distribution of the second
survey, each panel member was emailed sum-
marized information about the results of the
first survey round. The information highlighted
the included and excluded questions and those



240

Question prompt list for ADHD: A Delphi study, R Ahmed, K McCaffery and P Aslani

that the panellists would be asked to re-rate in
the second survey. The second survey included
all questions which met criteria for re-rating
from the first survey round, questions that
were re-worded and any new questions. Ques-
tions that required re-rating were presented to
panel members alongside a table that summa-
rized how the two panels rated that question in
the first survey round (Fig. 1). Therefore, the
second round of the Delphi process involved
the development of individualized surveys for
each panel member for re-rated questions. In
this way, the panel members could decide
whether to change their existing rating or to
maintain their response.

Responses to the second survey round were
collated and QPL questions were included,
excluded or placed aside for re-rating in a third
survey using the same criteria used after the
first survey round. The third survey round only
included: (i) those new questions presented to
the panellists in the second survey round which
met criteria for re-rating; (ii) any questions the
panellists asked to be re-worded; and (iii) new
QPL questions suggested by the panellists after
the second survey round. Individualized sur-
veys were again developed for the third survey
round and feedback provided to the panellists
in the same way used in the second survey
round. This survey and response analysis pro-
cess was continued until all QPL items met
either inclusion or exclusion criteria and no

new suggestions were raised by the panel mem-
bers. This was achieved at the conclusion of
the third survey.

Feedback from panel members

To assess the panel members’ satisfaction with
the concept of a QPL for parents of children
with ADHD and with the Delphi method used,
panellists were asked to complete an optional
online feedback survey at the conclusion of the
study. The feedback survey contained 24 state-
ments relating to the panellists’ views about
the concept and structure of the QPL and the
Delphi process. These statements were adapted
from previous studies.’>* Panel members were
asked to respond to these statements by select-
ing one of five options along a five-point agree-
ment scale ranging from ‘Strongly Agree’ to
‘Strongly Disagree’.

Results

Expert panel members

Thirty-six panel members participated in the
Delphi study and were recruited from Australia
(n = 22), United States (n = 6), United King-
dom (n = 5), Canada (n = 2) and New Zealand
(n=1). There was a high panel member
retention rate across the three survey rounds.
All members of the non-professional panel

Question 7

Is there a risk that my child may become addicted to this medicine?

The table below summarizes how the remaining participants rated this question.

Essential/important | Don’t know/depends

not be included

Unimportant/should

Parents and
consumer 88% 12% 0%
advocates

Healthcare
professionals and 78% 11% 11%
researchers

After considering these results, how would you now rate this question?

In our first survey, you rated this question as UNIMPORTANT/ SHOULD NOT BE INCLUDED.

Don’t know/

Essential depends

Important Unimportant

Should not be
included

(o} o o o

° Figure 1 Sample feedback table

Additional comments

provided to panellists during follow-up
surveys where questions required re-

rating.

© 2015 John Wiley & Sons Ltd
Health Expectations, 19, pp.234-252



Question prompt list for ADHD: A Delphi study, R Ahmed, K McCaffery and P Aslani

participated in the three survey rounds, while
five members of the professional panel did not
complete the second or third surveys.

Delphi survey outcomes

A total of 122 QPL questions were presented
to the panel members for rating across the
three survey rounds. These included the initial
111 questions developed by the researchers and
an additional 11 new questions which were
developed based on the panellists’ feedback
from the first survey round. Figure 2 outlines
the number of items that were accepted,
rejected or re-rated in each of the three survey
rounds. The initial QPL topics remained
unchanged with the exception of the treatment
section which was divided into three distinct
subtopics: (i) medicines, (ii) psychological and
(iii) alternative.

In total, 88 (72%) of the 122 questions pre-
sented to panel members for rating across the
three survey rounds met the consensus criteria
required for inclusion (Appendix 1). A total of
34 (28%) of the 122 questions presented were
excluded from the QPL (Appendix 2). Across
the three survey rounds, only six questions
were rejected with strong consensus (after the
first survey round), where 50% or more of the
members of both panels rated a question as
‘Unimportant’ or ‘Should not be included’
(Appendix 2).

Utilizing Rosenthal’s classification of effect
size for differences in percentages within social
science research data,”® we were able to iden-
tify those questions about which there was sig-
nificant disagreement, as utilized in previous
Delphi research.** This categorization associ-
ated a medium effect size with a difference of
at least 18% and a large effect size with a

Round 1
survey
111 questions

i \] \2 v
Accepted New questions Questions to be Excluded
questions to be rated re-rated questions
n=>59 n=11 n=730 n=22
I I
v
Round 2
survey
41 questions
i v
Accepted Questions to be Excluded
[ | questions re-rated questions
n=22 n=9 n=10
Round 3
survey
9 questions
I
v v
Accepted Excluded
questions questions
n="7 n=2
Figure 2 Questpns accepted, r'ejected Final QPL
and re-rated during each Delphi survey content
round.

© 2015 John Wiley & Sons Ltd
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Table 3 Examples of disagreement between the professional and non-—professional panels that contributed to questions

being excluded

(1) Non-professional  (2) Professional Difference 1

Rejected question panel endorsed* (%) panel endorsed*(%) and 2 (%)"
What do these tests involve?* 87.5 56.5 31

Are there any vitamin supplements that can help my child? 75 39.3 35

Are there any supplements that | should avoid giving to my child? 87.5 43.5 44

Can | get this medicine from my usual pharmacy? 87.5 60.9 26.6

What government services can | access to help my child? 100 65.2 34.8

What should | do or who can | contact if | am concerned about 100 73.9 26.1

any of these changes?®
How much will appointments cost? 87.5 52.2 35.3

*Question rated as ‘Essential’/’Important’ for inclusion in the question prompt list (QPL).
Differences between the endorsement of the professional and non-professional panel used to identify questions about which there was
significant disagreement according to Rosenthal’s classification®* where medium effect size shown by a difference of at least 18% and large

effect size shown by a difference of >30%.

This question was presented to the panellists as a follow-up to the accepted question ‘Are there any other tests or investigations that can be

done to confirm this diagnosis?’

SThis question was presented to the panellists as a follow-up to the accepted question ‘During adolescence, will the ADHD symptoms change?’

difference of at least 30% between the two
groups in question.”® Panellists’ responses to 7
(20.6%) of the 34 excluded questions were
associated with medium and large group differ-
ences. These questions are presented in Table 3
and highlight the areas where consensus
between the professional and non-professional
panels was difficult to establish.

Panel member feedback

Of the 31 participants who completed the final
survey, 18 (58%) completed the optional feed-
back survey. Feedback was overwhelmingly
positive, both with regard to the concept and
structure of the QPL, and the Delphi research
process (Table 4). All (100%) respondents
either strongly agreed or agreed with the state-
ment ‘I thought the QPL used appropriate lan-
guage which can be easily understood by
parents and carers of children with ADHD’.
Further, 94% responded with either ‘Agree’ or
‘Strongly Agree’ to the statement ‘I believe the
QPL will encourage discussion between parents
of children with ADHD and healthcare profes-
sionals’ and 88% responded similarly to the
statement ‘I would recommend the QPL to
other parents or healthcare professionals’.

All respondents were in agreement with
statements relating to the online surveys being

a good way of collecting data and feedback,
the clarity of the online surveys, the usefulness
of feedback provided to the panellists between
survey rounds and the appropriateness of the
time commitment for the study. All respon-
dents strongly agreed or agreed with the state-
ment ‘I thought that participating in this
research was worthwhile’ and 88.8% provided
similar ratings to the statement ‘I believe the
Delphi process can be of benefit to the
development of other QPLs for other medical
conditions’.

Discussion

To our knowledge, this study is the first time
that the Delphi method has been used to sys-
tematically develop and validate the content of
any QPL by developing consensus amongst
HCPs, researchers, parents and consumer
advocates regarding its content. It is also the
first time that a QPL has been developed with
the aim of addressing the information needs of
parents of children with ADHD. Although sig-
nificant breakthroughs have been made in
ADHD research over recent years,’' there
remains a degree of uncertainty regarding its
aetiology”> and much controversy surrounding
its management especially using pharmacother-
apy.>*>* It is for this reason that the Delphi

© 2015 John Wiley & Sons Ltd
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Table 4 Panel member responses to feedback survey statements

Strongly Strongly
Feedback statement agree Agree Neither Disagree disagree
Concept and content of the QPL
| thought the questions in the QPL were easy to follow 22.2 72.2 5.5 0 0
| thought the QPL was too long 0 22.2 44.4 33.3 0
| thought the QPL used appropriate language which can be easily 11.1 88.8 0 0 0
understood by parents and carers of children with ADHD
| thought the QPL covered questions that are relevant to parents and 44.4 50 5.5 0 0
carers of children with ADHD
| thought the language used in the QPL was too clinical for use by 0 11.1 5.5 77.7 5.5
parents and carers of children with ADHD
| believe the QPL will benefit parents and carers of children with ADHD 22.2 72.2 5.5 0 0
| believe the QPL will encourage discussion between parents of children 16.6 72.2 111 0 0
with ADHD and healthcare professionals
| would recommend the QPL to other parents or healthcare professionals 16.6 72.2 111 0 0
The Delphi research process
| thought the participation of healthcare professionals in this study 55.5 44.4 0 0 0
was important
| thought the participation of researchers in this study was important 50 33.3 16.6 0 0
| thought the participation of parents in this study was important 72.2 27.7 0 0 0
| thought the participation of ADHD consumer advocates in this 33.3 61.1 5.5 0 0
study was important
| thought the use of emails was an appropriate way to be contacted 61.1 38.8 0 0 0
by the researchers
| thought the use of online surveys was a good way to collect data 61.1 38.8 0 0 0
and feedback
| thought the online surveys were clear and easy to follow 44.4 55.5 0 0 0
| thought the summary information provided by the researchers 33.3 66.6 0 0 0
about the results of each round was important
| thought the instructions for the two follow-up surveys were clear 22.2 88.8 0 0 0
and easy to follow
| thought the summary tables provided in follow-up surveys for 27.7 61.1 5.5 0 0
the questions to be re-rated were useful
| would recommend the Delphi method for other research projects 22.2 66.6 111 0 0
about ADHD
| believe the Delphi process can be of benefit to the development 16.6 72.2 111 0 0
of QPLs for other medical conditions
| thought the time commitment was appropriate for this study 22.2 77.7 0 0 0
| believe the remuneration is appropriate 16.6 61.1 16.6 5.5 0
| thought that participating in this research was worthwhile 55.5 44.4 0 0 0
| enjoyed participating in this Delphi study 55.5 38.8 5.5 0 0

ADHD, attention-deficit/hyperactivity disorder; QPL, question prompt list.

method was chosen as it was anticipated that
key stakeholders were likely to have differing
opinions about the importance and relevance
ADHD-related topics and the
method has been demonstrated to be effective
in achieving consensus about particularly con-
troversial topics.>’

During the three survey rounds conducted in
this Delphi study, 88 (72%) of the total 122

of wvarious

© 2015 John Wiley & Sons Ltd
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questions presented to the panellists for rating
were accepted for inclusion. In a previous
Delphi study conducted to develop mental
health first aid guidelines and which used the
same method and criteria for item consensus,
40.6% of the total 335 statements presented to
the panellists were accepted.*” While it may be
difficult to make direct comparisons between
these studies, the high acceptance rate of ques-
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tions for the QPL in the current study cannot
be discounted. This may be attributed to the
rigour of the thematic analysis procedures used
in the development of the QPL content and
reference to qualitative data from our earlier
work,'* which allowed the researchers to derive
questions that were of relevance and impor-
tance to the participating stakeholders.

The two follow-up surveys used in the cur-
rent study required panellists to re-rate 39
questions that had not met inclusion criteria
after first being presented to the panel mem-
bers. Of these, 29 (74%) were subsequently
accepted for inclusion in the QPL, which dem-
onstrates the value of the Delphi process and
the provision of group summary information.
This highlights the fact that panellists gave due
consideration to the opinions of the range of
stakeholders involved in the study and that
while some questions may not have been
deemed to be important or relevant to one
panel member, they were to others.

The final 88 questions, spanning eight major
topics, have been formatted into an A5 booklet
titled ‘Asking questions about ADHD: Ques-
tions to ask your child’s healthcare provider
about ADHD and its treatment’. The booklet
lists the questions according to their respective
topics and provides space after each topic for
parents/carers to write down their own ques-
tions or responses provided by the clinician.
The booklet contains instructions for use,
which emphasize that the booklet does not
cover all possible questions that the parents/
carers may wish to ask their clinicians, and
encourage them to think of any further ques-
tions that may not be listed and they would
like responses to. The instructions also advise
parents/carers against asking all 88 questions
during one consultation, but rather to take
their time to read through the booklet and to
identify those questions that may be relevant
to their child’s needs at that specific point in
time.

In this way, the booklet is intended to be
used by parents/carers on a long-term basis
and updated over time, as their child’s needs
change with age. We believe that the booklet

will be of most benefit to parents of children
who have been referred onto a specialist for a
potential diagnosis of ADHD, or those who
have recently been diagnosed. As ADHD is
most commonly diagnosed around the age of
8 or 9, although children as young as 3 have
been diagnosed, we anticipate that the content
of the QPL will be of most relevance to parents
of children and young teens (3-14 years) and
that its use will extend into the late teens and
early adulthood.

The Delphi procedure used in this study not
only allowed the researchers to identify those
questions about which there was a high level
of consensus, but also those where there was
significant disagreement between the profes-
sional and non-professional panel. The signifi-
cance of the differences in panel ratings for the
excluded questions were categorized according
to Rosenthal’s classification of effect size for
percentage differences within social science
research data.’® There were seven questions
where medium and large effect size differences
in panel ratings were observed (Table 3).

Members of the professional panel expressed
that some of these questions were potentially
redundant or repetitive. For example, clinicians
felt that a response to the question ‘What do
these tests involve? would be provided to the
(accepted) question which immediately pre-
ceded it ‘Are there any other tests or investiga-
tions that can be done to confirm this
diagnosis?’. The same sentiment was expressed
regarding the question ‘What should I do or
who can I contact if I am concerned about any
of these changes? which was a follow-up to
the (accepted) question ‘During adolescence,
will the ADHD symptoms change?. However,
the strong endorsement of these follow-up
questions by the non-professional panel may
be suggestive of parents’ desire to get as much
information as possible from the clinician
and may be reflective of difficulties they may
have experienced in sourcing information from
clinicians in the past as demonstrated by the
findings of our previous research.'*

It is worth drawing attention to some of the
remaining questions, however, as the significant

© 2015 John Wiley & Sons Ltd
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disagreement between the professional and
non-professional panels may point towards
deeper issues or be indicative of areas of defi-
ciency in the ADHD literature. For example,
the question ‘Are there any vitamin supple-
ments that can help my child?” was endorsed
by 75% of the non-professional panel com-
pared to only 39.3% of the professional panel.
Sources in the literature suggest that the role
of vitamins in the management of ADHD
symptoms is limited.’®>” In a review of the effi-
cacy of nutrient supplementation for the treat-
ment of ADHD, Rucklidge er al.>® highlight
that evidence in this area is sparse and that
while positive responses to zinc supplementa-
tion have been observed in two randomized
controlled trials, evidence surrounding other
supplements including essential fatty acids and
vitamins is mixed and requires further investi-
gation. It is likely that the professional panel
did not endorse this particular question in light
of the lack of evidence for the efficacy of such
supplements. However, the non-professional
panel’s support of this question is expected as
parents of children with ADHD have great
interest in exploring alternative and particu-
larly, non-pharmacological, options for ADHD
management.”®>’ This stems from the negative
portrayal of medications by the media and
public opinion and concerns surrounding the
potential side-effects of these agents.*®? It is
possible that information relating to the lack
of efficacy of vitamin supplementation needs to
be better disseminated to parents.

Another question which was excluded due to
significant disagreement between the two pan-
els was: “What government services can I access
to help my child?”. All members of the non-
professional panel endorsed this question com-
pared to only 65.2% of the professional panel.
The non-professional panel’s support for this
question is in line with the findings of our pre-
vious work which highlighted that parents have
a strong desire to learn more about the avail-
ability of government services to assist them
with the management of their child’s ADHD."
This is also consistent with research that indi-
cates parents often do not know what type of

© 2015 John Wiley & Sons Ltd
Health Expectations, 19, pp.234-252

services they may be able to access for this pur-
pose.® It is unclear why the professional panel
did not endorse this question to the same
degree, although this may suggest that greater
awareness needs to be raised amongst clinicians
regarding the importance of explaining the ave-
nues of assistance available to parents.

Limitations

The findings of this study should be viewed in
the light of a few limitations. Compared to the
size of the professional panel (n = 28), the size
of the non-professional panel (n = 8) was small,
though similar to non-professional panels in
previous Delphi studies.*”*® Only one support
group responded positively to participation. The
remaining groups did not provide a response
with the exception of one, which did not agree
to distribute the study information. In conduct-
ing this Delphi study, survey links were distrib-
uted to participants at the same time and
responses collected by a set date so as not to
prolong the time between surveys and to ensure
prompt collation and analysis of the panellists’
responses for the generation of subsequent sur-
veys. As a result, it was difficult to modify the
recruitment strategy used to identify parents for
participation, without the risk of negatively
impacting upon the Delphi process.

Further, panellists were only recruited from
English-speaking countries with comparable
health systems. Therefore, the content of the
QPL may not be generalizable to parents/
carers of children with ADHD and ADHD
clinicians in other countries.

A potential limitation of conducting this
Delphi study online is that panel members
could not directly discuss any concerns or
exchange opinions with other panellists. The
nominal group technique, for example, involves
the provision of study surveys to panel mem-
bers during structured meetings at a designated
venue.®' In this way, panellists have an oppor-
tunity for face-to-face discussion during which
they can raise any concerns or clarify any
issues they may have. However, it is possible
that in this setting panel members’ opinions
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may be affected by the dominance of certain
individuals. The approach used in this study is
advantageous in that the researchers facilitated
discussion between panel members through the
feedback provided at the conclusion of each
round, highlighting any concerns or recommen-
dations made by other participants in an anon-
ymous fashion.

Conclusions

In this study, the researchers were able to
develop an ADHD-specific QPL through a sys-
tematic examination of existing ADHD and
QPL resources and drawing on the findings of
previous work regarding the information needs
of parents of children with ADHD.'"* The use
of a Delphi process provided a structured way
to achieve consensus between HCPs, research-
ers, parents and consumer advocates about the
content of the QPL. To our knowledge, this is
the first demonstration of the utility of the
Delphi method in the validation of the content
of any QPL. The feedback provided by the pan-
ellists demonstrated overwhelmingly positive
support for the concept and content of the QPL
as well as using the Delphi process to achieve
consensus about the QPL content. The QPL
booklet (containing the 88 questions) has been
evaluated by a further 20 parents and carers of
children with ADHD using established user
testing methods® to ensure that the QPL con-
tains readable and understandable information
that can be used by this group.®® We are cur-
rently conducting a pilot study to determine the
feasibility of QPL provision in clinical environ-
ments and its impact on a number of parent and
clinician related outcomes. The development of
an ADHD-specific QPL is a move towards
empowering parents to ask questions about their
child’s ADHD and increasing their involvement
in shared treatment decision making.
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Appendix 1 Questions accepted for inclusion in the question prompt list

Topic

Question

Diagnosis

Understanding ADHD

Treatment

Medicines

What is the name of my child’s condition?
How is ADHD diagnosed?
Does my child need to have any educational or psychological tests?

Are there any other tests or investigations that can be done to confirm this diagnosis?
I’'m not sure how to tell my child or my family about this diagnosis- how can | explain

it to them?

What is ADHD?

What are the main signs/symptoms of ADHD?

Who can develop ADHD and how common is the disorder?

What causes ADHD?

What will happen if ADHD is left untreated?

Will ADHD affect my child’s learning?

How does my parenting style affect my child’s ADHD?

What treatment options are available for ADHD?

Other than using medicines, what else can be done to treat ADHD?

Does my child need to be treated straight away?

In your opinion, what treatment or combination of treatments would be the most
effective for my child at this time?

Do | have to make a decision about treatment now, or can | talk to other healthcare
professionals about my child’s treatment, even if | want my child to stay with you
for treatment?

What are the different types of medicines available and what are the main differences

between them?

What is the name of the medicine you’re recommending for my child?

How will this medicine help my child?

Is this medicine a cure for ADHD?

How will this medicine make my child feel?

When should | expect to see an improvement in my child’s symptoms?

How will | know that the medicine is working?

What if no improvement is seen in my child’s symptoms while on this medicine?

How long does my child need to take this medicine?

Will my child need to take this medicine even as a teenager or a young adult?

Are there any tests required before my child starts to take this medicine?

How is the medicine taken and how often?

When should | start to give this medicine to my child?

Can my child have breaks from the medicine, for example during school breaks and
on weekends?

What are the most common side effects of this medicine?

What are the long term side effects of this medicine?

Are there any serious or life-threatening side effects associated with this medicine?

What should I do if my child experiences any side effects?

Is there a risk that my child may become addicted to this medicine?

Will this medicine affect my child’s growth?

Which non-prescription medicines or supplements interfere with this medicine?

What are the likely costs of this medicine?

How do | explain to my child why he/she needs medicine?

Will the script for this medicine be processed or handled any differently from other
scripts when | go to my pharmacy?
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Appendix 1 Continued

Topic Question Round
Psychological treatments  Can you recommend any psychological treatments to help my child? 2
What will this treatment involve? 2
How will this treatment help my child’s ADHD symptoms compared to treatment 2
using medicines?
Does my child need to start this treatment straight away? 3
How long will my child need to use this treatment? 3
When can | expect to see an improvement in my child’s ADHD symptoms using 2
this treatment?
How will my child’s progress on this treatment be monitored? 2
Will you be responsible for administering this treatment, or would you recommend 3
that my child and | visit another healthcare professional to help us with this?
Alternative treatments Are there any non-medical interventions or therapies that could help my child? 3
What other treatments or activities are there that | could use to help my child? 1
Are there any sports or activities that can help my child’s ADHD? 2
Health-care team Will you be the main healthcare professional responsible for managing 2
my child’s ADHD?
Are there any other health care professionals that | should involve in the 2
management of my child’s ADHD?
Will | need to visit you when my child needs a new script or can | visit our family 2
doctor for this?
What other healthcare services are available for my child? 1
Do | need a referral to access these services? 1
Will you contact my child’s GP to discuss my child’s condition and treatment? 1
Who should | contact if | have questions about my child’s treatment? 1
Are you my first point of call?
When should my child and | visit you again? 1
Monitoring ADHD What will you be monitoring while my child is undergoing treatment? 1
What should | be monitoring while my child is on this medicine? 1
How often will my child and see you for monitoring or follow up? 1
How will you assess my child’s progress? 1
What are some ways that | can identify changes in my child’s behaviour or mood? 2
When should | expect these changes to happen with respect to the timing 3
of my child’s medication dose?
Managing ADHD Are there any strategies that | can learn to help my child cope better at school 2
and at home?
What should | tell the staff at my child’s school about my child’s condition 1
and treatment?
What can the school do to help my child? 1
What educational interventions or services can | access to help my child? 1
Who should | speak to if I'm concerned about my child’s academic or social progress? 1
Future expectations
Approaching adolescence  Will my child ever outgrow his/her ADHD? 1
How will ADHD affect my child as he/she approaches adolescence 1
(10-19 years of age)?
During adolescence, will my child’s ADHD symptoms change? 2
If so, what differences can | expect to see? 2
How can | help my child cope with these changes? 2
Health and medicines Will I need to tell you about any new medicines my child takes in the future? 1
Will the dose of my child’s medicine need to be changed as he/she grows older? 1
Academic progress How will ADHD affect my child’s learning and academic performance? 1
How will the medicine my child is taking affect my child’s learning and academic 1

performance?
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Topic Question Round
Social progress How will ADHD affect my child’s social progress and ability to form friendships? 1
How will the medicine my child is taking affect my child’s social development? 1
Support and information Who should | speak to if | receive any conflicting information or advice? 1
Who can | talk to if | feel that I’'m not coping well with my child’s ADHD? 1
Is there a local support group that | can attend? What are the contact details? 1
Is there any written information about ADHD that you could provide me with? 2
Can you recommend any trustworthy websites about ADHD and its treatment? 2
Will | get any refunds from Medicare? 1
Appendix 2 Questions excluded from the question prompt list
Topic Question Round
Diagnosis Which type of ADHD does my child have? 1
Are brain scans effective in identifying ADHD? 1
What do these tests involve? 2
Understanding ADHD Is there a possibility that | may have ADHD as well? 1
Is there a possibility that my other children may also be affected by ADHD? 3
Treatment
Medicines Does this medicine increase the risk of my child becoming addicted to other drugs 2
later in life?
What will these tests involve? 2
Is this medicine generally available in local pharmacies? 3
Psychological treatments No questions excluded from QPL.
Alternative treatments Are there any vitamin supplements that can help my child? 1
Are there any supplements that | should avoid giving to my child? 2
Health-care team No questions excluded from QPL.
Monitoring ADHD How can | deal with these changes? 1
Should | keep written records of my child’s symptoms or medication progress? 1
If so, how should I do this? 1
Will you need to do any tests? 2
Managing ADHD How does diet affect ADHD? 1
Are there any foods or drinks that | should avoid giving to my child to help reduce 1
his/her symptoms?
Where can | get information about this training? 1
What government services can | access to help my child? 2
With my consent, will you be contacting the staff from my child’s school to let them 2
know about my child’s condition?
Future expectations
Approaching adolescence What should | do or who can | contact if | am concerned about any of these changes? 2
Health and medicines Will ADHD increase the risk of my child developing other medical conditions? 1
Will | need to monitor this and if so, how should | do this?* 1
What if my child develops another medical condition in the future? How will this 1
affect his/her ADHD and medicine?*
Will ADHD or the medicines used to treat it affect my child’s ability to drive 1

in the future?
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Appendix 2 Continued

Topic Question Round
Academic progress How will ADHD impact on my child’s future career choices? 1
How can | found out more about the major academic milestones of a 1
developing child?*
Can you help me write some short and long term academic goals for my child 1
so | can keep track of how well my child is progressing with his/her learning?*
Social progress Can you help me write some short and long term social goals for my child 1
so | can keep track of how well my child is developing socially?*
Support and information What are the details of online support services that | can use? 1
Can you put me in touch with other parents who have been through this? 1
Do you have information | can give my family and friends if they ask me 1
about ADHD?
Do you have information in other languages? 2
How much will appointments cost? 2
Is there anyone | can speak to about financial matters such as costs of 1

treatment and appointment fees?*

*Questions rejected with a strong level of consensus after the first survey round.
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