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Abstract

Objective: To assess the perceived
impact of the COVID-19 pandemic

on treatment and quality of life for
children and adolescents in the United
States who have attention-deficit/
hyperactivity disorder (ADHD).

Methods: An online survey of members
of PatientsLikeMe was conducted via
the health-tracking platform between
March 10 and April 2, 2021. Participants
were adult caregivers of dependents
aged 6-18 years with diagnosed ADHD
and who were taking or not taking
prescription medication for ADHD.

Results: The study enrolled 37 adult
caregivers of 37 children/adolescents;

36 caregivers responded to treatment
questions for children/adolescents.
Twenty were caregivers to dependents
currently being treated for ADHD.
Compared with before the pandemic,
there was a decrease in the percentage
of children/adolescents using prescription
ADHD medication from 65% to 54%
during the pandemic. At least 1 switch in
ADHD medication and a dosage change
were reported by 5 and 8 caregivers,
respectively. Seven caregivers reported
their dependents had had difficulty
adhering to their medication regimen
during the pandemic, which caregivers
ascribed to a lack of a structured routine.
Telehealth visits for their dependents
were reported by 13 caregivers. None

of the caregivers of dependents taking
ADHD medication reported a major
impact of the pandemic on ADHD-
related medical care. Irrespective of
treatment status, 17 caregivers reported
that their dependents had ADHD
management goals and agreed that
the pandemic had a negative impact
on progress toward those goals.

Conclusions: Many caregivers of
children/adolescents with ADHD
found it challenging to manage
their dependents’ symptoms and
treatment during the pandemic.
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ttention-deficit/hyperactivity disorder (ADHD)
is the most common childhood neurobehavioral

can decline, whereas academic problems and issues
in peer relationships can assume greater salience.*

disorder, with symptoms usually presenting
before the age of 12 years.! The National Survey of
Children’s Health (NSCH) in 2012 found that an
estimated 6.3 million children in the United States have
received an ADHD diagnosis.? ADHD is characterized
by inattention, hyperactivity, and impulsivity.! Severe
symptoms can interfere with how children function
socially at school and at home, as well as with academic
performance.?* ADHD diagnosed in children often
persists into adolescence, during which time hyperactivity

oL

Caring for a child or adolescent with ADHD can
also have a considerable impact on the life and mental
well-being of the caregiver.>¢ Stresses placed on
caregivers of dependents with ADHD, such as change in
employment status or insurance coverage, can interfere
with quality of sleep, limit leisure time and social
activities, and reduce happiness with relationships.>®

According to the 2016 NSCH, approximately 69% of

school-aged children with current ADHD were prescribed

ADHD pharmacotherapy.! Long-term treatment with

« See supplementary material for this article at Psychiatrist.com.
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Clinical Points

. The stresses caused by the COVID-19 pandemic may
potentially have a negative impact on the caregiver’s
management of attention-deficit/hyperactivity disorder
(ADHD) for their children/adolescents.

- Caregivers of dependents with ADHD reported
that they found it more difficult to manage their
dependents’ ADHD symptoms and medication
adherence during the COVID-19 pandemic compared
with before.

- Lack of routine, a shift to a virtual learning
environment, and a decrease in access to face-to-face
care were cited as primary sources of difficulty in the
management of dependents’ ADHD symptoms during
the COVID-19 pandemic.

« Health care providers should aim to develop care
plans for dependents with ADHD that include
pharmacotherapy and strategies for creating a
structured environment despite uncontrollable
external factors.

prescribed ADHD medications that improve symptoms
may help prevent the complications of ADHD persisting
into adulthood and, thereby, preclude associated
impairments in quality of life.” Pharmacotherapy
with caregiver training in behavior management and
educational support is recommended for elementary
school—aged children aged 6 to 12 years with ADHD.®
In addition, prescription medication for ADHD in
combination with training interventions and behavioral
support is recommended to reduce core symptoms
in adolescents aged 12 to 18 years with ADHD.®

The COVID-19 pandemic has resulted in extensive
societal shifts away from in-person to virtual interactions,
including in academic and health care settings,
which may pose unique challenges for children and
adolescents with ADHD.*!® Changes in the learning
environment, daily routine, and management of ADHD,
as well as disruption in access to care, may worsen
symptoms and increase burden of disease in ways
that affect both the individual and the caregiver.

PatientsLikeMe (PLM) is an online community
health management and real-world data platform.
Consenting members of PLM contribute to the database
by sharing personal information and experiences about
their health, symptoms, and treatments and offer
peer support. The objective of the UNCOVER study
(Understanding the patient experience during the
COVID-19 pandemic, effects on real world quality of
life, symptom management and clinical outcomes in
patients treated and untreated for ADHD) was to better
understand the self-reported impact of the COVID-19
pandemic on children and adolescents with ADHD
through a survey of their caregivers via the PLM platform.
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METHODS

Study Design

In the UNCOVER study, a 39-question, descriptive,
cross-sectional survey was conducted online using the
PLM platform between March 10 and April 2, 2021
(Supplementary Figure 1). Participants included in the
study were recruited from adult US-resident PLM members
aged > 18 years who reported that they were caregivers
of dependents aged 6 to 18 years with ADHD. An e-mail
invitation containing a brief explanation of and a link to the
electronic survey was sent to caregivers of individuals with
ADHD registered on PLM. After 3 days, a reminder e-mail
was sent to encourage participation. The survey was closed
after 24 days. To answer the survey questions, participants
were asked to consider the time between March 2020
and the time of survey. All participants provided written
informed consent. No additional exclusion criteria were
applied. The study included caregivers of patients taking
prescription medication for ADHD (treated patients)
and those not taking prescription medication for ADHD
(untreated patients). The UNCOVER study protocol was
approved by the WIRB-Copernicus Group Institutional
Review Board on February 23, 2021. The Survey
Questionnaire is provided in Supplementary Appendix 1.

Data and Statistical Analyses

The survey collected descriptive data on the experience
of caregivers of young people with ADHD on their care
management during the COVID-19 pandemic. The
survey questions specifically sought information on the
patients’ ADHD treatment and symptom management,
access to medical care, and ADHD management goals.
Descriptive statistics were calculated for demographics
and individual survey items. Summary statistics for
continuous variables included the number of respondents
and mean value. Categorical variables were reported as
frequencies and percentages. Categorical variables were
compared using the x? test, and continuous variables
were compared between groups using 2-sample t tests.

RESULTS

Study Participants and
Prescribed Medication for ADHD

The study included 37 adult caregivers who shared
their experience on care management for their dependents
with ADHD during the pandemic. Caregivers were
mostly women (28/37; 76%) and over the age of 40 years
(33/37; 89%); measures of the socioeconomic status of
participants were not included in the survey. Of the 37
respondents, 12 caregivers (32%) reported a change in
employment status and 5 caregivers (14%) reported a
change in insurance status during the pandemic (Table
1). Demographics of the dependents with ADHD of
these caregivers are outlined in Table 2. More than
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Table 1.

Demographic Characteristics and Self-
Reported Perceived Impact of the COVID-19
Pandemic on Employment and Insurance
Status of Caregivers

Parameter Caregivers, n (%)
Sex (of 37 survey respondents)
Female 28(76)
Male 9(24)
Age, y (of 37 survey respondents)
30-39 4(1)
40-49 22 (59)
50-59 9(24)
60+ 2(5)
Employment status of caregiver
(of 37 survey respondents)
No change 25 (68)
Any change 12(32)
Changes in employment status of caregiver
(out of 11 survey respondents)
Lost job and still unemployed 4(36)
Lost job but now employed 3(27)
Took leave of absence for health or family reasons 1(9)
Moved to home remote/working 1(9)
Other changes 2(18)
Insurance status of caregiver (of 37 survey respondents)
Any change 5(14)
No change 32(86)
Changes in insurance status of caregiver
(out of 5 survey respondents)
Loss of insurance 2(40)
Increase in premiums 1(20)
Reduction in prescription coverage 1(20)
Other changes 1(20)

half of the survey participants who responded to this
question (19/36; 53%) had dependents who were
aged 6 to 13 years. Most participants (25/37; 68%)
were in 8th or a lower grade in school. Most caregivers
(31/37; 84%) reported a disruption in their dependents’
school activity caused by a shift to remote learning.

All but 1 of the survey participants responded to
further questions on managing their dependents’
ADHD before and during the pandemic. Of these 36
remaining participants, 20 reported having dependents
who were taking prescription medication for ADHD
(such as amphetamine, lisdexamfetamine dimesylate,
or methylphenidate) at the time of the survey, while 16
had dependents who were not taking any prescribed
ADHD medication (Table 2). During the pandemic,
fewer caregivers reported their dependents were taking
prescription ADHD medication than before the start of the
pandemic (20 vs 24, respectively). Of the 16 caregivers of
dependents not taking prescription medication for ADHD,
7 reported that the reason for not taking ADHD medication
was not related to the pandemic, 4 reported that their
dependents began experiencing adverse effects from

Table 2.

Demographics of Children and Adolescents
With ADHD

Children/Adolescents,

Parameter n (%)
Age, y (of 36 survey respondents?)
6-13 19 (53)
14-17 10(28)
18+ 7(19)
Grade level (of 37 survey respondents)
8th or under 25(68)
9th-12th 10(27)
College (undergraduate) 103)
Other 103)

Experienced school disruption due to pandemic
(of 37 survey respondents)

Yes, moved to remote learning full-time 13(35)

Yes, moved to remote learning full-time and switched 13(35)
back to in person at least once

Yes, moved to hybrid model (remote and in person) 5(14)

No 3(8)

Other 2(5)

Taking prescribed medication for ADHD
(of 36 survey respondents)
No 16 (44)

During pandemic 20 (56)
Before pandemic 24 (67)

Current medication prescribed for ADHD

(of 19 survey respondents)
Adderall XR [amphetamine, dextroamphetamine mixed salts] 4(21)
Adderall IR [amphetamine/dextroamphetamine] 2(11)
Vyvanse [lisdexamfetamine dimesylate] 2(11)
Ritalin XR [methylphenidate HCI] 105
Concerta [methylphenidate extended-release] 1(5)
Focalin IR [dexmethylphenidate HCI] 1(5)
Focalin XR [dexmethylphenidate HCI] 105
Quillivant XR [methylphenidate HCI] 1(5)
Other (Adzenys, Contempla XR-ODT, Effexor 6(32)

[venlafaxine HCI))

Comorbidities (of 34 survey respondents who selected

all that applied)
Anxiety 20 (59)
Depression 8(24)
Oppositional defiant disorder 5(15)
Bipolar disorder 4(12)
Conduct disorder 2(6)
Obsessive-compulsive disorder 2(6)
None of the above 11(32)

2One respondent did not answer this question.

Abbreviations: ADHD =attention-deficit/hyperactivity disorder,
HCl=hydrochloride, IR=immediate release, XR =extended-release, XR-
ODT=extended-release orally disintegrating tablet.

medications during the pandemic, and 2 reported difficulty
accessing treatment during the pandemic (Figure 1).

Access to Medical Care and Treatment
Experience for Patients With ADHD

A quarter of the caregivers (5 of 20) with dependents
taking prescription ADHD medication reported at
least 1 switch in prescription ADHD medication type,
and 40% (8/20) reported a prescription medication
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Figure 1.

Reasons Provided by Caregivers for Their
Dependents’ Not Taking ADHD Medication
During the Pandemic

the pandemic
Dependent experienced =4 (25%
adverse effects _ n=4(25%)

other [ -3 9%

Difficulty n=2(13%)
accessing treatment

[ T T T T T T T 1
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Percentage of 16 respondents

Abbreviation: ADHD = attention-deficit/hyperactivity disorder.

dosage change during the pandemic (Figure 2A). Seven
caregivers (7/19; 37%) reported that their dependents
found it “somewhat” or “a lot” more difficult to adhere
to prescription ADHD medication during the pandemic
than prior (Figure 2B). The lack of routine was the most
frequently stated reason for difficulty adhering to ADHD
medication. Among 5 caregivers who reported a change
in employment status during the pandemic and had
dependents taking ADHD medication, 60% (3/5) reported
it was “somewhat more difficult” for their dependent to
adhere to taking their medication for ADHD (Figure 2C).
Survey participants were asked to rate the effect
of the pandemic on the medical care received by their
dependents with ADHD, and 34 of them responded to
this survey question. Four caregivers of dependents who
were not taking medication for their ADHD reported that
the pandemic had a major effect on the medical care that
was received. However, none of the caregivers whose
children/adolescents were taking ADHD medication
reported a major effect of the pandemic on the medical
care received by their dependents (P=.05) (Figure 3A and
Supplementary Table 1). Of the 12 caregivers who had
a change in employment status, a “moderate” or “major
effect” of the pandemic on the medical care received by
their dependents was reported by half (6/12) (Figure 3B).
During the pandemic, 5 caregivers found it more difficult
to access health care providers for regular appointments
(Figure 3C and Supplementary Table 1), 13 reported at
least 1 telehealth visit with their dependents’ provider, and
9 stated their dependents did not wish to use telehealth
services (Figure 3D and Supplementary Table 1).

Management of ADHD Symptoms
During the Pandemic

Survey participants were asked how they managed
their dependents’ ADHD symptoms during the
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pandemic, and 33 participants responded. Over half of
these caregivers (17/33; 52%) reported that changes

in the learning experience at school had impacted the
management of ADHD symptoms of their dependents

“to a great extent” (Figure 4A and Supplementary Table
2). Controlling their dependents’ ADHD symptoms in a
virtual learning environment was particularly challenging
at specific times of the day (ie, morning, afternoon,
and/or evening) for 19 caregivers (Figure 4B).

Several ADHD symptoms among the children and
adolescents were identified as bothersome to manage
during the pandemic by 18 caregivers (Figure 4C and
Supplementary Table 2): difficulty following through on
tasks and instructions (16/18), being easily distracted
(16/18), poor emotional regulation (15/18), and
completing tasks requiring sustained mental effort
(15/18). Irrespective of their dependents’ treatment
status, 17 (53%) of 32 caregivers reported that their
dependents had an ADHD management goal (eg, control
emotions, complete work) (Figure 4D). All 17 caregivers
of children and adolescents with ADHD management
goals reported a negative impact of the pandemic
on their dependents’ progress toward said goals.

DISCUSSION

The UNCOVER study describes the difficulties
experienced during the COVID-19 pandemic by children
and adolescents with ADHD in managing their symptoms
and treatment, as reported by their caregivers. Behavioral
therapy, educational interventions, and prescription
medications are recommended in ADHD.!! In this study,
we found that ADHD prescription medication use among
children and adolescents declined from 65% to 54%
during the pandemic compared with the time before the
pandemic started. This is similar to the decline in ADHD
medications dispensed to children and adolescents (12%)
between April and December 2019 versus between April
and December 2020 in the US, as reported by Chua et
al.’? In the absence of specific guidelines, the choice of
the most appropriate prescription medication for each
patient is determined by the treating clinician.! Changes
in prescribed medication dose or formulation because
of suboptimal efficacy or side effects is not uncommon
during treatment optimization or ongoing use. In this
study, 5 (25%) of 20 caregivers reported their dependents
had a switch in medication during the pandemic. A 7-year
study conducted before the start of the pandemic similarly
reported 24.5% of 379 children in their study population
had at least 2 stimulant medications prescribed for their
ADHD.® Although not statistically significant, a higher
number of caregivers whose dependents were receiving
ADHD medication reported that the pandemic had no
effect on the medical care their dependents received,
compared with those caregivers whose dependents were
not taking prescription medication for ADHD. This could
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Figure 2.

(A) Changes to Dependents’ ADHD Medication During the
Pandemic (Respondents Selected All That Applied); (B) Ease
of Dependents’ ADHD Medication Adherence After Versus
Before the Start of the Pandemic, as Reported by Their
Caregivers (Respondents Selected All That Applied); and

(C) Ease of Dependents’ ADHD Medication Adherence After
Versus Before the Start of the Pandemic by Employment
Status of Their Caregivers
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Doctor changed ADHD

medication dose n=8(40%)
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Abbreviation: ADHD =attention-deficit/hyperactivity disorder.

be because patients with ADHD faced
restricted access to health care during the
pandemic, and patients taking prescription
medications for ADHD were more likely

to have regular follow-up appointments
with their health care providers.

The COVID-19 pandemic has made it
difficult for people to access health care
tailored to their individual preferences.!*
Changes in family circumstances may
also affect the ability of the caregiver to
access adequate medical care for their
dependents with ADHD. Indeed, several
caregivers in our study indicated they had
difficulty accessing medical care for their
dependents with ADHD, especially those
with changes in their employment status.
The reduced availability of in-person
medical consultations during the pandemic
due to social distancing measures and the
implementation of policies in the US to
increase access to telehealth services led to
a sharp rise in the use of telemedicine.!®!#
In our study, 13 caregivers reported their
dependents with ADHD had at least 1
telehealth visit during the pandemic.
However, for children and adolescents with
ADHD, a structured routine in accordance
with their individual preferences is
important for proper treatment and
management of their condition. Of 34
caregivers in our study, 9 responded that
their dependents did not wish to use
telehealth services during the pandemic.

The COVID-19 pandemic was associated
with a range of stress factors that could
lead to an increase in behavioral problems,
such as disruptions to routine structure,
social distancing, and financial concerns
for children and adolescents with
ADHD and their families.*!° Most of the
caregivers in our survey stated that their
children/adolescents with ADHD faced
disruption at school to accommodate
remote learning during the pandemic, and
such changes in learning experience had
a negative impact on the management
of their ADHD symptoms. Caregivers
reported that their dependents with ADHD
continued to experience a wide range
of problematic behavioral symptoms,
such as “difficulty following through on
tasks and instructions,” being “easily
distracted,” “tasks requiring sustained
mental effort,” and poor “emotional
regulation.” Such bothersome symptoms
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Figure 3.

(A) Effect of the Pandemic on Medical Care Received by Dependents for
ADHD, as Reported by Their Caregivers; (B) Effect of the Pandemic on
Dependents’ Medical Care for ADHD by Employment Status of Caregiver;
(C) Ease of Dependents’ Access to Health Care for ADHD Management
During the Pandemic; and (D) Use of Telehealth Services for ADHD
Management by Dependents, as Reported by Their Caregivers®
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(continued)
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Figure 3 (continued).
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2See Supplementary Table 1for more details.
Abbreviation: ADHD =attention-deficit/hyperactivity disorder.

50

Figure 4.

(A) Extent to Which Changes in Learning Environment During the Pandemic Have Affected

Dependents’ Management of ADHD Symptoms, as Reported by Their Caregivers; (B) Caregivers’
Responses to Whether Management of Their Dependents’ ADHD Symptoms in a Virtual Learning
Environment Were Particularly Challenging During Specific Times of the Day; (C) Symptoms of
Dependents’ ADHD Most Problematic to Manage During the Pandemic, as Reported by Their
Caregivers; and (D) Dependents’ ADHD Management Goals Most Frequently Reported by Their

Caregivers®
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Figure 4 (continued).
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*See Supplementary Table 2 for more details.
Abbreviations: ADHD =attention-deficit/hyperactivity disorder.

Raveendran et al

Prim Care Companion CNS Disord 2024;26(1):23m03587 | Psychiatrist.com



Children With ADHD During the COVID-19 Pandemic

appeared to be better managed among children and
adolescents who were taking ADHD medication than
among those not being treated for ADHD, although this
difference was not statistically significant. Nevertheless,
prescription medication for ADHD as a standalone
treatment may not adequately address the many mental
health needs of young people with ADHD.'> Children
and adolescents with ADHD will likely also require
a range of nonpharmacologic interventions that are
tailored to individual needs, such as educational support,
cognitive-behavioral therapy, and social skills training.'®
Setting attainable behavioral, academic, and social
target goals as part of an overall treatment plan is
recommended for children and adolescents with ADHD.!617
Indeed, more than half the caregivers in this study
reported their dependents were working toward ADHD
management goals. Goals of parents/guardians for children
and adolescents with ADHD vary widely but typically
include areas related to the core symptoms of ADHD,
such as improving inattention and reducing emotional
problems.!® In addition, caregivers often report goals
related to educational attainment, decreasing anxiety and
depression, reducing emotional problems, and building
positive relationships. In this study, caregivers most
frequently reported controlling emotions, completion of
schoolwork, good behavior, improvements in concentration
and listening, and developing organizational skills as
ADHD management goal categories for their dependents
with ADHD. All the caregivers in this study reported the
pandemic negatively impacted their dependents’ ability to
make progress toward their ADHD management goals.
This study has several limitations. The small sample size
constrained interpretation of the data. The cross-sectional
design of the study did not capture changes in experiences
of all children and adolescents over the course of the
pandemic. Additionally, the participants were selected by
convenience sampling from the PLM database. Patients
using PLM are likely seeking community support and/or
disorder-specific education and may be more likely than
the general population to emphasize issues related to their
disorder in a self-reported survey. These factors likely bias
the study population and limit the representativeness of
the population of caregivers of patients with ADHD. The
study collected self-reported data (including self-reported
diagnosis of ADHD) that were not clinically validated and
potentially introduced recall bias on past events, including
the time prior to and early in the pandemic. The self-
reported ADHD diagnosis may have introduced issues
of reliability, accuracy, and bias in reporting. Qualitative
research was not used to complement the quantitative
data collected from the survey responses to further probe
the experiences regarding care management of children
and adolescents with ADHD. These issues limit the
generalizability of the findings to the overall population
of children and adolescents with ADHD. All statistical
results, including P values, were unadjusted, limiting

the interpretation of the significance of the reported
differences between the caregivers of dependents with or
without prescription medication for ADHD. The study
included respondents only from the US, and as such the
results may not be generalizable to people outside the
US. Results were purely descriptive and do not imply
causality. Despite these limitations, the data suggest that
disruption in routine and access to care for children and
adolescents with ADHD should continue to be evaluated.

CONCLUSION

Results of this survey show that the COVID-19
pandemic may have changed care management for
children and adolescents with ADHD. During the
pandemic, several caregivers found it challenging
to manage their dependent’s ADHD symptoms and
treatment compared with before the start of the pandemic.
Pandemic-related disruptions in learning structure and
daily routine made it difficult for children and adolescents
with ADHD to adhere to their medication regimen and
make progress toward their ADHD management goals.
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Supplementary Table 1. Survey responses by caregivers regarding their dependents’

access to healthcare (related to Figure 3)

Effect of the pandemic on the medical care received by dependents

Number of respondents = 34

Currently not taking Currently taking
Parameter
medication for ADHD, n medication for P-value
(%) ADHD, n (%)

No effect 4 (12) 11 (32) 0.07
Minor effect 4 (12) 3(9) 0.71
Moderate effect 4 (12) 4 (12) 1.00
Maijor effect 4 (12) 0 (0) 0.05

Ease of dependents' access to health care for ADHD management during the pandemic

Number of respondents = 12

Currently not taking Currently taking
medication for ADHD, n medication for P-value

(%) ADHD, n (%)
In-person care preferred, but

1(8) 0(0) 0.32
not viable during pandemic
Other 1(8) 3 (25) 0.32
Telehealth services for ADHD
management were a welcome 1(8) 0(0) 0.32

change
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Frequency of visits to
therapists decreased during 1(8) 0 (0) 0.32
the pandemic
Harder to access healthcare
providers for regular 4 (33) 1(8) 0.18
appointments

Use of telehealth services for ADHD management by dependents

Number of respondents = 34

Currently not taking Currently taking
medication for ADHD, n medication for P-value

(%) ADHD, n (%)
Healthcare provider did not

1(3) 0(0) 0.32
offer telehealth services
Other 3(9) 2 (6) 0.65
Used telehealth for reasons

3(9) 3(9) 1.00
other than ADHD
Did not wish to use telehealth 4 (12) 5(15) 0.74
At least one telehealth visit for

5 (15) 8 (24) 0.41

ADHD

Abbreviations: ADHD, attention-deficit/hyperactivity disorder.

Posting of this PDF is not permitted. | For reprints or permissions, contact permissions@psychiatrist.com. | © 2023 Physicians Postgraduate Press, Inc.



Supplementary Table 2. Survey responses by caregivers regarding their dependents’

ADHD symptoms (related to Figure 4)

Extent to which changes in learning environment during the pandemic have affected
dependents' management of ADHD symptoms
Number of respondents = 33

Currently not taking Currently taking

Parameter
medication for medication for P-value
ADHD, n (%) ADHD, n (%)
Does not apply 2 (6) 0 (0) 0.16
Very little 1(6) 3(9) 0.65
Somewhat 3(9) 7 (21) 0.21
To a great extent 9 (27) 8 (24) 0.81

Symptoms of dependents’' ADHD most problematic to manage during the pandemic
Number of respondents = 18

Currently not taking Currently taking

medication for medication for P-value
ADHD, n (%) ADHD, n (%)

Other 2(11) 0 (0) 0.16
Feeling “driven by a motor” 3(17) 3(17) 1.00
Difficulty engaging in quiet,

4 (22) 3(17) 0.71
leisurely activity
Difficulty waiting my turn 5(28) 3(17) 0.48
Talking excessively 5(28) 3(17) 0.48
Listening when spoken to

5 (28) 4 (22) 0.74

directly
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Losing things necessary for

6 (33) 2(11) 0.16
tasks/activities
Fidgeting 6 (33) 4 (22) 0.53
Interrupting others 6 (33) 4 (22) 0.53
Feelings of restlessness 7 (39) 4 (22) 0.37
Forgetful in daily activities 8 (44) 2(11) 0.06
Making careless mistakes 8 (44) 3(17) 0.13
Organizational skills 9 (50) 4 (22) 0.17
Lack of attention to detail 9 (50) 5(28) 0.29
Emotional regulation

9 (50) 6 (33) 0.44
(managing my emotions)
Tasks requiring sustained

10 (56) 5 (28) 0.20
mental effort
Difficulty following through on

11 (61) 5 (28) 0.13
tasks and instructions
Easily distracted 11 (61) 5(28) 0.13

Abbreviations: ADHD, attention-deficit/hyperactivity disorder.
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Supplementary Figure 1: Participant selection diagram

Survey recruitment via PLM email
March 10, 2021

All members reporting ADHD and
caregivers of patients with ADHD
N =116 982 invited

N =20 261 opened email
N =1 520 clicked survey link

Survey participation
March 10-April 2, 2021

Study exclusion
(Outside the US)
N =23
Remaining
respondents
N =195
Adult caregivers Adults
N=4# N =151

Survey: parents/guardians  Survey: adult version
of children/adolescents N =93
< 18 years old

Adult caregivers
N = 37

Is the child/adolescent
prescribed medication for ADHD?

Yes
N = 20

Abbreviations: ADHD, attention-deficit/hyperactivity disorder; PLM, PatientsLikeMe; US,

Screened out if child was
not diagnosis with ADHD
N=4

United States.
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