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Background: Attention-deficit/hyperactivity disorder (ADHD) is one of the most common
childhood psychiatric disorders and negatively impacts caregivers’ lives. Factors including
barriers to accessing care, dissatisfaction with support services, and lack of caregiver resources
may contribute to this.

Obijectives: To report caregivers’ experiences of ADHD diagnosis, behavioral therapy (BT),
and supportive care for children/adolescents with ADHD.

Methods: The Caregiver Perspective on Pediatric ADHD (CAPPA) survey included caregivers
of children/adolescents (6—17 years) from ten European countries who were currently receiving/
had received ADHD pharmacotherapy in the previous 6 months. Caregivers reported experiences
of obtaining an ADHD diagnosis, access to BT, availability of caregiver resources, and level
of health care/school support. Pan-EU and country-specific descriptive statistics are reported;
responses were compared across countries.

Results: Of 3,616 caregivers, 66% were female. Mean age of children/adolescents was
11.5 years; 80% were male. Mean time from the first doctor visit to diagnosis was 10.8 (95%
confidence interval 10.2, 11.3) months; 31% of caregivers reported the greatest degrees of
difficulty in obtaining an ADHD diagnosis; 44% of children/adolescents did not receive BT.
Forty-seven percent of caregivers reported that sufficient resources were available, 44% were
“very satisfied”/“satisfied” with medical care, and 50% found health care providers “very
supportive”/“somewhat supportive”. Mainstream schools were attended by 82% of children/
adolescents. Of those, 67% of caregivers thought schools could help more with the child/
adolescent’s ADHD and 48% received extra help/special arrangement. Results varied signifi-
cantly between countries (P<<0.001, all parameters).

Conclusion: Almost a third of caregivers reported a high degree of difficulty in obtaining an
ADHD diagnosis for their child/adolescent, less than half felt that sufficient resources were
available, and gaps in support from health care providers/schools were identified. Findings
underscore the need to improve access to diagnosis and provision of supportive services to
enable better standards of care, and potentially reduce the impact of child/adolescent ADHD
on caregivers’ lives.

Keywords: attention-deficit/hyperactivity disorder, burden of illness, caregivers, diagnosis,

treatment

Introduction
Attention-deficit/hyperactivity disorder (ADHD) is one of the most common psychiatric
disorders of childhood, affecting 3%—5% of children and adolescents worldwide,'? and

submit your manuscript

Dove

http:

Neuropsychiatric Disease and Treatment 2017:13 947-958 947
© 2017 Fridman et al. This work is published and licensed by Dove Medical Press Limited. The full terms of this license are available at https://www.dovepress.com/terms.php
BY NG

and incorporate the Creative Commons Attribution — Non Commercial (unported, v3.0) License (http://creativecommons.org/licenses/by-nc/3.0/). By accessing the work you
hereby accept the Terms. Non-commercial uses of the work are permitted without any further permission from Dove Medical Press Limited, provided the work is properly attributed. For permission
for commercial use of this work, please see paragraphs 4.2 and 5 of our Terms (https://www.dovepress.com/terms.php).


http://www.dovepress.com/permissions.php
https://www.dovepress.com/terms.php
http://creativecommons.org/licenses/by-nc/3.0/
https://www.dovepress.com/terms.php
www.dovepress.com
www.dovepress.com
www.dovepress.com
http://dx.doi.org/10.2147/NDT.S128752
https://www.facebook.com/DoveMedicalPress/
https://www.linkedin.com/company/dove-medical-press
https://twitter.com/dovepress
https://www.youtube.com/user/dovepress
mailto:fmoshe@amf-consulting.com

Fridman et al

Dove

is characterized by symptoms of inattention, hyperactivity,
and impulsivity. ADHD can lead to substantial negative
effects on quality of life among children/adolescents and
their caregivers.** Consequently, it is imperative to have
an understanding of the difficulties experienced, and the
obstacles encountered, by parents and caregivers of children
and adolescents with ADHD. Identifying the barriers to
accessing care, and dissatisfaction with services and sup-
port provided by school and health care systems, as well as
insufficient caregiver resources may help guide policymak-
ing on these issues by providing specific insights into the
caregivers’ perspective.

Recent findings from a systematic review showed that
barriers to accessing care for children with ADHD can
operate at the individual, organizational, or societal level.”
In a longitudinal study (N=162), the majority of parents of
children who used specialist services reported barriers to
accessing services, with the most common barrier being
the lack of information about who could help.® Insufficient
information for parents/caregivers of children/adolescents
with ADHD was reported in a qualitative focus group study
(n=16 parents).” In a UK survey (N=176), around half of
children with ADHD had not accessed specialist health care
services, despite clinical practice guidelines recommend-
ing that only specialist services should perform diagnostic
assessments and initiate pharmacotherapy for ADHD.!"
Delayed diagnosis, inadequate access to information, and
a lack of coordinated care have been frequently reported as
reasons for parental dissatisfaction with services.!'* A US
longitudinal study (N=374) found that a low proportion
of parents of adolescents with childhood ADHD reported
having formal (health care provider [14%] or teacher [4%])
support.'* A large US study (N=5,495) of the partnership
between families and their child’s health care providers found
that a family—provider partnership was associated with fewer
missed school days and more preventive care visits among
children with ADHD. "

Established guidelines on ADHD treatment, including
those of the UK National Institute for Health and Care Excel-
lence (NICE), recommend a multimodal treatment approach
that includes a combination of teacher involvement, caregiver
education programs, medication, and behavioral therapy
(BT).'?! The combination of parent and school interven-
tion programs has been shown to produce improvements
in symptoms and academic outcomes among children with
ADHD.??% However, studies have shown difficulties with

implementation of guidelines in community practice settings.

Recent feedback from clinicians in the UK, obtained using
multiple methods (N=47) and rated using a Delphi survey
method (n=12 panelists), identified the delivery of BT as
one of the National Institute for Health and Care Excellence
recommendations that is challenging to implement in routine
practice.?* Additionally, a large European multinational chart
review study found that 39% of children/adolescents with
ADHD had not received BT at any time.?

The large, cross-sectional Caregiver Perspective on
Pediatric ADHD (CAPPA) survey collected real-world
information about caregivers’ experiences with ADHD diag-
nosis, treatment, and services in Europe.?® With the aim of
identifying gaps in access to diagnosis and supportive care,
we now report outcomes from the CAPPA survey related to
the caregivers’ perspective of referral for, and diagnosis of,
ADHD in children/adolescents, use of BT, and support for
caregivers from the health care system and schools.

Methods
Study design
The CAPPA survey was designed to evaluate the burden
associated with ADHD and its treatment, and identify the
unmet needs in ADHD management. The survey methodol-
ogy is reported in detail elsewhere, together with a descrip-
tive summary of the data on sociodemographic and clinical
characteristics, treatment use, and impact of ADHD, reported
by country.? Briefly, the survey of caregivers of children/
adolescents diagnosed with ADHD was fielded online
between November 2012 and April 2013 in ten European
countries — Denmark, Finland, France, Germany, Italy, the
Netherlands, Norway, Spain, Sweden, and the UK. Data
from Denmark, Finland, and Norway were pooled because
of small sample sizes and are referred to as “Other Nordic”.
Responses were collected from caregivers of children who
were prescribed ADHD medications (including stimulant and
nonstimulant medication) at the time of, or within 6 months
prior to, completion of the survey.

This analysis of data from the CAPPA survey was designed
to evaluate caregivers’ experiences of ADHD diagnosis, BT,
and supportive care for children/adolescents with ADHD.

Ethical review

The study was reviewed and approved by a central institutional
review board (MaGil IRB, Rockville, MD, USA), and was
performed in accordance with the ethical standards of the Dec-
laration of Helsinki (2008).”” Caregivers were asked to provide
written informed consent before completing the survey.
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Participants

Potential participants were identified from patient panels
of individuals (recruited using approaches including social
media, and online communities and advertising) who had
agreed to be contacted for participation in research studies.
Eligible participants were screened using an electronic
questionnaire.

Inclusion/exclusion criteria are reported in detail
elsewhere.?® Briefly, participants were eligible for inclusion
if they were a parent or legal guardian of a child/adolescent
aged 617 years with a diagnosis of ADHD at least 6 months
prior to study enrollment, and if the child/adolescent, at the
time of the survey, was currently receiving or had received
pharmacotherapy for ADHD in the previous 6 months and
did not have a severe intellectual disability (cognitive impair-
ment with intelligence quotient <70). Only one caregiver per
child could participate, and the child had to reside with the
caregiver for at least 50% of the time during the 6 months
immediately prior to the survey.

This analysis excluded caregivers of children/adolescents
who used non-ADHD (not specified or “other”) medications.

Data collection

Demographics

Data on demographics (nationality, age, and sex) of the
children/adolescents included in these analyses were col-
lected, as well as the following caregiver demographics: sex,
caregiver role according to proportion of time the caregiver
was in charge of the child (sole, primary, less than pri-
mary), marital status (single, married, divorced, widowed),
highest educational level (less than A-level or equiva-
lent, A-level or equivalent, university, or greater), work
status (employed, unemployed — looking, unemployed —
not looking, other), and number of children in caregivers’
household (1, 2, 3+4).

Access to diagnosis services

The following variables were summarized from caregiver
responses: 1) time (in months) from first noticing symptoms
to first doctor visit; 2) time (in months) from first doctor visit
to formal ADHD diagnosis; 3) number of doctors seen dur-
ing the diagnosis process; 4) perceived difficulty obtaining a
referral to a specialist; and 5) perceived difficulty obtaining
a diagnosis. Responses to both perceived difficulty questions
were provided on a five-point Likert scale (a great deal of
difficulty, a lot of difficulty, some difficulty, a little difficulty,
no difficulty).

BT utilization

Caregivers responded “yes — received BT before medication
use”, “yes — received BT after medication use”, or “no BT”.
Caregiver resources

Caregivers were asked whether sufficient resources (such
as ADHD education, training, and support groups) were
available to help them with their child’s ADHD. Response

EEINT3

options were “yes”, “no”, or “don’t know”.

Support from health care providers

Caregivers were asked two questions about their satisfaction
with medical care and the support received from their health
care provider, with responses on a seven-point Likert scale,
as follows: 1) “Overall, how satisfied are you with the quality
of medical care for ADHD?” (responses range from “very
satisfied” to “very dissatisfied”), and 2) “How supportive
are health care providers in helping you manage your child’s
ADHD?” (responses range from “very supportive” to “very
unsupportive”).

Support from schools

Caregivers were questioned about the type of school the child
attended (mainstream school, school for ADHD or special
needs, or other [eg, home school or vocational school]). The
following questions assessed caregivers’ perceived school
support: 1) “Could the school do more to help regarding
your children’s ADHD?” (yes/no), and 2) “Did your children
receive extra help or special arrangements at school?”
(yes/no). For those who received extra help, caregivers were
asked for the type of help received. The top three types of
extra help (pan-EU) are presented.

Analyses

Pooled (pan-EU) and country-specific descriptive statistics
are reported for each of the outcome questions and for the
demographic variables. Responses were compared across
countries using chi-square tests for categorical variables and
analysis of variance F-tests for continuous variables. For time
to diagnosis variables, 95% confidence intervals (Cls) for
the means are reported. All statistical tests were two-sided
with significance predetermined as P<<0.05. There was no
adjustment for multiple testing.

Results

Patient and caregiver characteristics
From the full analysis set of 3,688 caregivers in the CAPPA
survey,’® 72 caregivers had children/adolescents who had

Neuropsychiatric Disease and Treatment 2017:13

submit your manuscript

949

Dove


www.dovepress.com
www.dovepress.com
www.dovepress.com

Fridman et al

Dove

received non-ADHD medications or had no medication
specified, leaving 3,616 caregivers included in this analysis
(Table S1); 66% were female and 81% were married/had
partners. Of the 3,616 children/adolescents with ADHD, the
mean (standard deviation [SD]) age at the time of the survey
was 11.5 (3.2) years and 80% were male.

The Netherlands and Sweden had the oldest mean age
(12.4 years in both countries) and Italy had the youngest mean
age (10.0 years). Significant differences in demographics
were found across countries (P<<0.001).

Diagnosis

Overall, the mean time from caregivers first noticing
symptoms of ADHD to formal ADHD diagnosis was 23.4
(95% CI 22.5, 24.3) months (range: 7.1 months [Italy] to
42.6 months [Sweden]; Figure 1). The mean time from first
doctor visit to formal diagnosis was 10.8 (95% CI110.2, 11.3)
months (range: 3.0 months [Italy] to 18.3 months [UK]).
The mean (SD) number of different doctors seen during the
diagnosis process (Table 1) was 2.5 (1.6), ranging from 2.2
(Sweden) to 2.7 (UK).

Across the countries, around one-third (33%) of caregivers
reported the greatest degrees of difficulty (“a great deal”/*“a lot
of difficulty”) in obtaining a referral; similarly, 31% reported
“a great deal”/*“a lot of difficulty” in obtaining a formal ADHD
diagnosis (Table 1). The countries with the lowest rates of
difficulty (“a great deal”/*“a lot”) in obtaining a referral and
an ADHD diagnosis were Germany (15% and 23%), the
Netherlands (21% and 21%), and Other Nordic (23% and
21%), while the highest rates of difficulty were reported

50 -

B Time from first noticing symptoms
45 to formal ADHD diagnosis (mean)

Time from first doctor visit

40+ to formal ADHD diagnosis (mean)
351
301
25+

Time (months)

in France (53% and 43%). Significant variation was observed
between countries for all of these variables (P<<0.001).

BT utilization

Overall, 44% of children/adolescents had not received BT,
while 20% received BT at the time of, or after the start of,
ADHD medication (Figure 2).

Significant between-country variability was observed
(P<<0.001). The lowest utilization of BT was reported in
Sweden (23%) and the highest was in Italy (77%). Sweden
and Italy also had the lowest and highest BT utilization prior
to starting medication (11% and 61%, respectively).

Caregiver resources

Among the pan-EU sample, 47% of caregivers reported that
they had sufficient resources for helping them with their
child’s ADHD (Figure 3).

The countries with the lowest and highest reporting
rates of sufficient resources were France (37%) and the
Netherlands (60%), respectively (between-country vari-
ability P<<0.001).

Supportive care from health care

providers

Across all countries, 44% of caregivers reported the greatest
degrees of satisfaction (“very satisfied”/“satisfied”) with the
quality of medical care (Table 2), and similarly, health care
providers were reported to be “very supportive/“somewhat
supportive” by 50% of caregivers. Significant between-
country variability was observed (both P<<0.001). The lowest
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Figure | Time to formal diagnosis.

Notes: ANOVA F-test across countries, P<<0.001| for both variables. Bars represent 95% confidence intervals.
Abbreviations: ADHD, attention-deficit/hyperactivity disorder; ANOVA, analysis of variance.
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Table | Access to diagnosis services

Pan-EU, France, Germany, Italy, The Netherlands, Other Nordic, Spain, Sweden, UK, P-value®
N=3,616 n=477 n=58I n=450 n=309 n=247 n=571 n=215 n=766

How many 25(1.6) 25(1.3) 25(1.3) 24 (1.6) 2.3(1.6) 2.5 (1.3) 25(1.6) 22(1.2) 27(1.9) <0.00l

different doctors

during the

diagnosis process?

mean (SD)

How much n=3,103 n=386 n=492 n=391 n=268 n=213 n=501 n=168 n=684  <0.00I

difficulty in getting

a referral to a

specialist? n (%)°
Agreatdeal of 435 (14) 64 (17) 20(4) 47 (12) 23(9) 23 (1) 90 (18) 23 (14) 145 (21)
difficulty
A lot of difficulty 599 (19) 141 (37) 55 (1) 74 (19) 34 (13) 25 (12) 100 (20) 42 (25) 128 (19)

Some difficulty 744 (24) 95 (25) 75 (I5) 139 (36) 63 (24) 58 (27) 109 (22) 28(17) 177 (26)
Alittle difficulty 527 (17) 64 (17) 48 (10) 73 (19) 98 (37) 35 (l6) 96 (19) 28(17) 85 (12)
No difficulty 798 (26) 22 (6) 294 (60) 58 (I5) 50 (19) 72 (34) 106 (21) 47 (28) 149 (22)

How much difficulty in getting an ADHD/ADD diagnosis? n (%) <0.001
Agreatdeal of 412 (1) 54 (1) 36(6) 32(7) 28 (9) 17 (7) 88 (15) 23 (1) 134 (17)
difficulty
A lot of difficulty 724 (20) 153 (32) 98 (17) 95 (21) 37 (12) 34 (14) 105 (18) 46 (21) 156 (20)

Some difficulty 999 (28) 151 (32) 132 (23) 168 (37) 91 (29) 55 (22) 164 (29) 40 (19) 198 (26)
A little difficulty 709 (20) 78 (16) 108 (19) 92 (20) 101 (33) 47 (19) 131 (23) 32(15) 120 (16)
No difficulty 772 21) 41 (9) 207 (36) 63 (14) 52(17) 94 (38) 83 (I5) 74 (34) 158 (21)

Notes: Data shown as n (%) unless stated otherwise. Percentages may not total 100% due to rounding. *Calculated using chi-square tests for categorical variables and analysis
of variance F-tests for continuous variables. *Only 3,103 of the 3,616 caregivers responded to this question.
Abbreviations: ADD, attention deficit disorder; ADHD, attention-deficit/hyperactivity disorder; SD, standard deviation.

and highest rates of being “very satisfied”’/*satisfied” with
medical care were found in France (35%) and Germany
(53%), respectively. The lowest and highest rates of “very
supportive”/“somewhat supportive” health care providers were

found in Sweden (31%) and Spain (59%), respectively.

Support from schools

Overall, 82% of children/adolescents attended mainstream
schools, 15% attended a school for special needs, and 2%
were home-schooled or attended some other type of school
(Figure 4). Significant between-country variability was

after diagnosis
medications

No

B Yes, behavioral therapy

B Yes, behavioral therapy
after diagnosis and start
of medications

and before

Pan-EU (N=3,616)
France (n=477)
Germany (n=581)

Italy (n=450)

The Netherlands (n=309)
Other Nordic (n=247)
Spain (n=571)

Sweden (n=215)

UK (n=766)

41

37

23

35

55

1
70 80 90 100

Caregivers responding (%)

Figure 2 Since being diagnosed with ADHD, has your child ever received behavioral therapy?
Notes: P<<0.00| across countries (chi-square test). Percentages may not total 100% due to rounding.
Abbreviation: ADHD, attention-deficit/hyperactivity disorder.
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H Yes W No

Don’t know

Pan-EU (N=3,616)
France (n=477)
Germany (n=581)

Italy (n=450)

The Netherlands (n=309)
Other Nordic (n=247)
Spain (n=571)
Sweden (n=215)

UK (n=766)

0 10 20 30
Caregivers responding (%)

1
40 50 60 70 80 90 100

Figure 3 Do you have sufficient resources (such as ADHD education, training, and support groups) available to help you with your child’s ADHD?

Note: P<<0.00| across countries (chi-square test).
Abbreviation: ADHD, attention-deficit/hyperactivity disorder.

observed (both P<<0.001). Attendance of mainstream schools
was highest for children with ADHD in Spain (94%) and
Italy (90%) and lowest in the Netherlands (69%) and Other
Nordic countries (71%). “Other schools™ attendance made
up <5% of the total across all countries.

For children who attended mainstream schools, 67%
(range: 50% [the Netherlands] to 78% [Spain]) of caregiv-
ers thought that the schools could do more to help, while
extra help or special arrangements at school were provided
for 48% (range: 26% [Germany] to 66% [Sweden]) of

Table 2 Supportive care from health care providers

children/adolescents (Table 3). In comparison, for children
who attended special schools for ADHD, 51% (range: 24%
[the Netherlands] to 77% [Italy]) of caregivers thought that
schools could do more to help (57% [37% {Germany} to
82% {Sweden}] received extra help or special arrangements
at school).

The three most common types of extra help received in
mainstream schools were extra attention from the teacher
(76%), an in-class aide (55%), and one-on-one instruction
(53%). In comparison, the three most common forms of

Pan-EU, France, Germany, Italy, The Netherlands, Other Nordic, Spain, Sweden, UK, P-value®
N=3,616 n=477 n=58I n=450 n=309 n=247 n=571 n=215 n=766

Overall, how satisfied are you with the quality of medical care for ADHD? n (%) <0.001
Very satisfied 504 (14) 39(8) 75(I13) 95 21) 27 (9) 36 (15) 99 (17) 33 (I15) 100 (13)
Satisfied 1,090 (30) 129 (27) 234 (40) 96 (21) 131 (42) 56 (23) 185 (32) 69 (32) 190 (25)
Somewhat satisfied 989 (27) 174 (36) 119 (20) 141 (31) 69 (22) 66 (27) 143 (25) 40 (19) 237 (31)
Neither satisfied 469 (13) 75(16) 57 (10) 68 (15) 36 (12) 46 (19) 56 (10) 34 (l6) 97 (13)
nor dissatisfied
Somewhat dissatisfied 300 (8) 34 (7) 47 (8) 29 (6) 20 (6) 25 (10) 54(9) 24(11) 67(9)
Dissatisfied 156 (4) 17 (4) 28(5) 14(3) 17 (6) 9(4) 193) 10(5 42 (5)

Very dissatisfied 108(3) 9(2) 21 (4) 7(2) 9@3) 9(4) I153) 5() 33 (4)

How supportive are health care providers in helping you manage child’s ADHD? n (%) <0.001
Very supportive 640 (18) 63 (13) 112 (19) 79 (18) 59 (19) 35 (14) 127 (22) 29 (13) 136 (18)
Somewhat supportive 1,151 (32) 199 (42) 153 (26) 164 (36) 92 (30) 58 (23) 212 37) 37 (17) 236 (31)

A little supportive 776 (21) 126 (26) 118 (20) 90 (20) 66 (21) 71 (29) 100 (18) 49 (23) 156 (20)
Neither supportive 553 (15) 57 (12) 101 (17) 55(12) 55(I8) 33 (13) 63 (I1) 76 (35) 113 (I5)
nor unsupportive

A little unsupportive 207 (6) 14(3) 45(8) 358 12(4) 20 (8) 27 (5) 15(7) 39 (5)
Somewhat unsupportive 132 (4) 10(2) 25(4) 17(4) 10(3) 13 (5) 13(2) 2(I) 42 (5)
Very unsupportive 157 (4) 8(2) 27 (5) 10(2) 15(5 17 .(7) 29(5) 7(3) 44 (6)

Notes: Data shown as n (%) unless stated otherwise. Percentages may not total 100% due to rounding. *Calculated using chi-square tests.

Abbreviation: ADHD, attention-deficit/hyperactivity disorder.
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B Mainstream school M School for kids with © Other
special needs

Pan-EU (N=3,616)
France (n=477)
Germany (n=581)

Italy (n=450)

The Netherlands (n=309)
Other Nordic (n=247)

Spain (n=571)
Sweden (n=215) 81 3
UK (n=766) 80 4

1
0O 10 20 30 40 50 60 70 8 90 100
Caregivers responding (%)

Figure 4 What type of school does your child attend?
Notes: P<<0.001 across countries (chi-square test). Percentages may not total 100% due to rounding.

Table 3 Support from A) mainstream schools and B) special schools for ADHD

Pan-EU France Germany Italy The Netherlands Other Nordic Spain Sweden UK P-value®

A) Mainstream school n=2,980 n=367 n=494 n=407 n=212 n=175 n=539 n=174 n=612
Do you think the school could 1,996 (67) 223 (61) 337 (68) 289 (71) 106 (50) 111 (63) 420 (78) 128 (74) 382 (62) <0.001
do more to help regarding your
child’'s ADHD? Yes, n (%)
Has your child received extra 1,428 (48) 159 (43) 126 (26) 187 (46) 100 (47) 99 (57) 292 (54) 114 (66) 351 (57) <0.001
help or special allowances at
school for his/her ADHD?
Yes, n (%)
Did your child receive extra 1,091 (76) 111 (70) 69 (55) 164 (88) 70 (70) 75 (76) 210 (72) 90 (79) 302 (86) <0.001
help: extra attention from
teacher? Yes, n (%)

Did your child receive extra 782 (55) 110 (69) 34 (27) 102 (55) 43 (43) 48 (48) 133 (46) 76 (67) 236 (67) <0.001
help: in-class aide? Yes, n (%)
Did your child receive extra 750 (53) 80 (50) 33 (26) 94 (50) 25 (25) 48 (48) 149 (51) 79 (69) 242 (69) <0.001
help: one-on-one instruction?
Yes, n (%)

B) Special school for ADHD n=548 n=98 n=82 n=35 n=85 n=66 n=26 n=34 n=122

Do you think the school could 279 (51) 57 (58) 48 (59) 27 (77) 20 (24) 32 (48) 19 (73) 21 (62) 55 (45) <0.001

do more to help regarding your
child’s ADHD? Yes, n (%)
Has your child received extra 315 (57) 53 (54) 30 (37) 26 (74) 41 (48) 48 (73) 16 (62) 28(82) 73 (60) <0.001
help or special allowances at
school for his/her ADHD?
Yes, n (%)
Did your child receive extra 237 (75) 28 (53) 22 (73) 22 (85) 27 (66) 35(73) 9 (56) 27 (96) 67(92) <0.001
help: extra attention from
teacher? Yes, n (%)

Did your child receive extra 226 (72) 35 (66) 17 (57) Il (42) 37 (90) 36 (75) I1(69) 25(89) 54 (74) <0.001
help: fewer students in class?

Yes, n (%)

Did your child receive extra 204 (65) 20 (38) 20 (67) 15 (58) 24 (59) 37 (77) 13(81) 17 (61) 58(79) <0.001

help: statement of special
needs? Yes, n (%)

Notes: Data shown as n (%) of caregivers responding “Yes” to the questions. *Calculated using chi-square tests.
Abbreviation: ADHD, attention-deficit/hyperactivity disorder.
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extra help received in special ADHD schools were extra
attention from the teacher (75%), fewer students in the class
(72%), and a statement of special needs (65%). Significant
variation was observed between countries in all of these
variables (P<<0.001).

Discussion

The CAPPA survey outcomes presented here provide
insights into caregiver perceptions of the potential difficulty
in accessing care, lack of support and dissatisfaction with
services provided by school and health care systems, as
well as the resources available (sufficient or insufficient)
for child/adolescent ADHD. Such difficulties in obtaining
the services and information needed may contribute to the
caregiver burden and the less than optimal satisfaction with
treatment that is commonly reported among caregivers of
children/adolescents with ADHD.?-

Almost a third of caregivers across ten European
countries experienced difficulties and delays in obtaining
a formal diagnosis for children/adolescents with ADHD.
Furthermore, a wide range in time to diagnosis was observed
across countries (range 3.0 months [Italy] to 18.3 months
[UK]), which may represent differences in local diagnostic
pathways, or in the specific model used for the health care
system and its efficiency, and suggests there is potential for
improvement in some countries relative to others. Both the
perceived caregiver difficulty and the number of different
doctors seen followed a similar outcome pattern to the time
to diagnosis, with considerably fewer caregivers in Italy
perceiving “a great deal of difficulty” in getting a diagnosis,
compared with the UK. In addition, the UK had the highest
mean number of different doctors seen and the largest pro-
portion of caregivers reporting “a great deal of difficulty”
in obtaining a referral to see a specialist. This is in line with
results from an adjunct to the ADHD Observational Research
in Europe (ADORE) survey, which highlighted the deficit in
levels of service for ADHD in the UK."

The UK also differed from other countries as the mean
time from observation of symptoms to first doctor visit was
shorter than the mean time from first doctor visit to formal
ADHD diagnosis, possibly due to the emphasis on primary
care in the UK health care system.*® For all other countries,
it is interesting to note that the mean time from observing
symptoms to the first doctor visit was about two to three
times longer than the mean time from the first doctor visit to
diagnosis. This time period may be longer because it includes
the time taken for caregivers to become comfortable with
initiating contact with a health care provider. The time it

takes to initiate this contact depends on many factors, such
as caregivers’ knowledge of ADHD, and may be affected by
cultural differences between countries. For example, Scandi-
navian countries had the longest mean time from observation
of symptoms to diagnosis, particularly in Sweden. These
results tally with the findings of a recent qualitative study
of caregivers of children/adolescents with ADHD in eight
European countries, in which caregivers reported issues with
diagnosis, including lack of recognition of ADHD symptoms,
lengthy waiting periods before receiving a specialist refer-
ral, misdiagnosis, and visits to multiple doctors.* In a survey
of ADHD organizations from 19 European countries (the
ADHD-Europe survey), all responding countries expressed
some concern in this area, including long waiting times,
lack of specialist, and difficulty in ADHD diagnosis due to
frequent presence of comorbid conditions.*' The report notes
that delays in diagnosis are detrimental to children, as they
exacerbate poor educational, behavioral, and psychological
outcomes, and cause some caregivers to feel obliged to use
private services that are expensive in some countries, to
obtain timely intervention. A delay in diagnosis may also
increase the risk of depression and low self-esteem in the
long term.*

Current European ADHD treatment guidelines rec-
ommend that BT should be initiated before prescription
medications in all except severe cases of ADHD.!®?! The
CAPPA survey found a disconnect between such guide-
lines and caregiver-reported standard of care with respect
to BT; a substantial proportion of children (44%) had not
received BT, even though only ~25% of caregivers reported
their child had severe/very severe ADHD at the time of the
survey.?® Our finding of low BT use tallies with the findings
from a previous retrospective medical chart review study in
six European countries.”® The Multimodal Treatment Study
of Children with ADHD showed that BT combined with
medication did not have significantly greater benefits on core
ADHD symptoms over medication alone.** Furthermore,
results of recent meta-analyses suggest limited efficacy of
nonpharmacologic interventions in ADHD;***" however,
the relevant period of BT use in the present survey would
have been prior to 2012, so these findings would not have
been available at that time. Elsewhere, a systematic review
of meta-analyses of nonpharmacologic treatment for ADHD
found positive and significant effect sizes for some child
impairment measures,*® and improved long-term outcomes
have been reported using nonpharmacologic treatment in
combination with medication.*® As such, it is possible that
low rates of BT use may contribute to suboptimal treatment
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outcomes. Additional information on the reasons why
children/adolescents did not receive BT is needed to differ-
entiate between those who were not offered BT and those
who were offered it but did not adhere to the program. The
between-country variability (range 23%—77%) in the use
of BT found in our survey is consistent with the substantial
variability noted in a small-scale cross-national survey,
which included psychiatrists/psychologists from several of
the countries included in the CAPPA survey,* and is also
consistent with the between-country variability observed in
a previous retrospective medical chart review study in six
European countries (range 4.1%-50.7%).% In our survey,
caregivers in Italy, Germany, and Spain reported the highest
rates of BT use, possibly reflecting practice and cultural
preferences, and good adherence to current ADHD treatment
recommendations in these countries.

The findings of the ADHD-Europe survey indicated that
networking and communication between parents, teachers,
and the treatment provider was often poor, and their training
was insufficient.*! Although almost half of caregivers in our
survey reported that available caregiver resources were suf-
ficient, more than a third reported that caregiver resources
were insufficient. This represents a gap in perceived support;
such a lack of resources could affect how well the caregiver
copes with the needs of their child/adolescent versus what
their country or health care system can provide to help with
their child/adolescent’s ADHD. Furthermore, caregivers
may not be fully aware of their own resource needs. Indeed,
many caregivers responded that they did not know if such
resources were sufficient; however, it is not clear from the
data whether these caregivers responded in this way because
they were unaware of any support, or because they felt no
need for support.

A considerable proportion of caregivers in the pan-EU
sample described in the ADHD-Europe survey reported
dissatisfaction with supportive care from their health care
providers. Only about half of the caregivers thought their
provider was “very” or “somewhat supportive” in helping
them manage their child/adolescent’s ADHD. Caregivers
reported being “somewhat dissatisfied”, “dissatisfied”, or
“very dissatisfied” with the quality of medical care in 16% of
cases, and a further 13% were “neither satisfied nor dissatis-
fied”. This perception may be due in part to difficulties with
the diagnosis process, lack of coordination of care among
the various services involved, and insufficient training and
continuing education of health care providers.*!

The majority (82%) of children/adolescents in our sur-
vey attended mainstream schools, but two-thirds of their

caregivers perceived that mainstream schools could do more
to help and reported that about half of these children had
no extra or special arrangements at school for their ADHD.
Schools for special needs provided better support than main-
stream schools, but the degree of satisfaction ranged widely
across countries. These findings are similar to those of an
Australian study, which indicated that parents of children
with ADHD who were mostly attending mainstream schools
perceived that teachers had inadequate understanding, and
schools insufficient resources, to support their child’s spe-
cial needs.*! The Australian study concluded that schools
need more resources, and teachers need more training, to
promote positive experiences and outcomes for children
with ADHD.*! This was also the conclusion of the 2009
ADHD-Europe survey; despite the high likelihood of stu-
dents with ADHD being in any classroom, most European
ADHD organizations said that teachers’ attitudes and
knowledge were highly variable and classroom assistance
was insufficient.’!

Overall, for the outcomes examined, our findings indi-
cated that caregiver-perceived support, quality of care, and
care patterns for management of ADHD varied widely
across countries. This may potentially reflect differences in
availability and cost of diagnosis and treatment, awareness,
training of health care professionals and teachers, or alloca-
tion of resources between countries;*>** it may also be due
to varying cultural beliefs and attitudes toward ADHD of the
caregivers and society at large.

As previously reported,? the study had a number of limi-
tations that should be taken into account. Although CAPPA
was a large, cross-sectional, observational survey, the gener-
alizability of these results remains limited. Participants were
recruited through patient panels as a convenience sample, and
this may lead to selection bias. It is possible that caregivers
who were dissatisfied with care were more likely to partici-
pate in the survey, and this may have negatively biased the
results. Results may also be subject to reporting and/or recall
biases, as the survey was based on the caregiver’s perspective.
Diagnosis of ADHD and times of first symptoms, first doctor
visit, and formal diagnosis were according to self-report by
caregivers and were not confirmed by medical records. The
reported information may be influenced by underlying char-
acteristics such as caregivers’ cultural beliefs and knowledge
about ADHD. As noted above, between-country variation in
caregivers’ perceptions of availability and quality of services
may in part be explained by these influences. Another fac-
tor that makes these data difficult to interpret is the lack of
benchmark data from a cohort of age-matched caregivers
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to allow a comparison to be made between survey findings
and a normative sample and thus help to determine what
level should be considered reasonable for each parameter.
This survey does, however, provide a valuable source of
data from caregivers of patients with ADHD, which can be
used as a benchmark for future studies and raise awareness
of the issues faced by caregivers of patients with ADHD.
Finally, the analysis examined only bivariate associations
and, therefore, did not simultaneously control for risk factors
and baseline characteristics.

Conclusion

This large cross-sectional survey in ten European countries
provided valuable real-world information about caregivers’
perceptions of access to diagnosis and BT, and the qual-
ity of support they receive from health care and school
systems, for children/adolescents diagnosed with ADHD
who were currently receiving or had recently received
pharmacotherapy for ADHD. As well as highlighting the
wide variation across Europe with respect to availability
and quality of child/adolescent ADHD services, responses
to the CAPPA survey identified gaps in access to diagnosis
and supportive care. These gaps in care may contribute to
caregiver burden, and underscore the need for improved
access to diagnosis, provision of supportive services, and
tighter adherence to established guidelines that may lead
to better standards of care. The findings also suggest a
continued need for integration of supportive services, with
better communication needed between parents, schools,
health care providers, and their administrative services.
Comprehensive and standardized professional training and
guidance for teachers and parents may aid in alleviating the
parental burden.
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Table S| Demographics of children/adolescents and their caregivers included in the present analysis

Pan-EU, France, Germany, Italy, The Netherlands, Other Nordic,” Spain, Sweden, UK, P-value©
N=3,616* n=477 n=581 n=450 n=309 n=247 n=571 n=215 n=766
Child/adolescent
Age, mean (SD) 11.5(3.2) 10.6 (3.0) 11.9(29) 10.0(29) 124 (3.I) 12.1 3.1) 11.6 (3.2) 124 (3.1) 11.6(3.3) <0.001
Sex, n (%) <0.001
Male 2,875 (80) 400 (84) 455 (78) 351 (78) 231 (75) 200 (81) 448 (78) 151 (70) 639 (83)
Female 741 (20) 77 (16) 126 (22) 99 (22) 78 (25) 47 (19) 123 (22) 64 (30) 127 (17)
Caregiver
Sex, n (%) <0.001
Male 1,239 (34) 163 (34) 193 (33) 152 (34) 81 (26) 107 (43) 227 (40) 83 (39) 233 (30)
Female 2,377 (66) 314 (66) 388 (67) 298 (66) 228 (74) 140 (57) 344 (60) 132 (61) 533 (70)
Married? Yes, n (%) 2,926 (81) 403 (84) 466 (80) 422 (94) 236 (76) 177 (72) 491 (86) 156 (73) 575 (75) <0.001
Relationship to child, n (%) <0.001
Mother 2,308 (64) 305 (64) 373 (64) 295 (66) 222 (72) 135 (55) 339 (59) 131 (61) 508 (66)
Father 1,071 (30) 150 (31) 157 (27) 137 (30) 70 (23) 92 (37) 207 (36) 70 (33) 188 (25)
Other 237 (7) 22 (5) 51 (9) 18 (4) 17 (6) 20 (8) 25 (4) 14 (7) 70 (9)
Caregiver role, n (%) <0.001
Sole 787 (22) 136 (29) 139 (24) 81 (18) 54 (17) 40 (16) 70 (12) 43 (20) 224 (29)
Primary 1,218 (34) 191 (40) 189 (33) 189 (42) 90 (29) 58 (23) 169 (30) 65 (30) 267 (35)
Less than primary 1,611 (45) 150 (31) 253 (44) 180 (40) 165 (53) 149 (60) 332 (58) 107 (50) 275 (36)
Educational level, n (%) <0.001
Less than A-level 1,011 (28) 69 (14) 340 (59) 24 (5) 53 (17) 69 (28) 142 (25) 20 (9) 294 (38)
or equivalent
A-level® or 1,170 (32) 134 (28) 133 (23) 138 (31) 152 (49) 89 (36) 172 (30) 135 (63) 217 (28)
equivalent
University or 1,435 (40) 274 (57) 108 (19) 288 (64) 104 (34) 89 (36) 257 (45) 60 (28) 255 (33)
greater
Work status, n (%) <0.001
Employed 2,677 (74) 374 (78) 436 (75) 378 (84) 209 (68) 184 (74) 420 (74) 164 (76) 512 (67)
Unemployed — 202 (6) 23 (5) 15 (3) 18 (4) 28 (9) 16 (6) 64 (1) 17(8) 21 (3)
looking
Unemployed — 717 (20) 77 (16) 123 (21) 54 (12) 69 (22) 44 (18) 84 (15) 33(15 233 (30)
not looking
Other 20 (1) 3(1) 7(1) 0(0) 3(1) 3(1) 3() 1 (0) 0 (0)
Number of children, n (%) <0.001
| I,113(31) 132(28) 206 (35) 205 (46) 36 (12) 71 (29) 189 (33) 61 (28) 213 (28)
2 1,617 (45) 212 (44) 253 (44) 190 (42) 170 (55) 107 (43) 284 (50) 91 (42) 310 (40)
3+ 886 (25) 133 (28) 122 (21) 55(12) 103 (33) 69 (28) 98 (17) 63(29) 243 (32)

Notes: Data shown as n (%) unless stated otherwise. Percentages may not total 100% due to rounding. *Excludes ten patients who had no medication specified (Germany n=2,
Italy n=5, the Netherlands n=1, Other Nordic n=I, Spain n=1) and 62 patients who only used non-ADHD (*other”) medications (France n=9, Germany n=6, Italy n=13, the
Netherlands n=6, Other Nordic n=1, Spain n=2, Sweden n=4, UK n=21). ®Pooled data from Denmark, Finland, and Norway. “Calculated using chi-square tests for categorical
variables and analysis of variance F-tests for continuous variables. “Secondary school leaving qualification (noncompulsory), generally required for university entrance.
Abbreviations: ADHD, attention-deficit/hyperactivity disorder; SD, standard deviation.
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