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Abstract

Background: ADHD causes impairment in several life contexts and may increase stress and burden of care amongst family
members. There is a lack of studies regarding gender inequalities in burden sharing in families of individuals with ADHD.
Objective: The aim of this study was to investigate gendered burden sharing in families who were in contact with an ADHD
telephone helpline in Sweden. A further aim was to identify perceived difficulties that prompted contact with the helpline.
Methods: During a period of 28 months (from January 2013 to April 2015), calls were consecutively registered by
psychologists manning the helpline through an anonymous digital form. After exclusion of 60 incomplete forms out of 1,410
(4%, information on 1,350 calls was analysed.

Results: The analysis indicated that mothers (82.7% of all callers) had a more important role as information-coordinators for
children or adolescents with ADHD, as compared to fathers (13%) or other callers (4.3%). This pattern was also observed
among the calls regarding young adults with ADHD. Helpline calls primarily concerned entitlement to academic support
(57.9% of calls concerning children or adolescents) and healthcare services (80.6% of calls concerning young adults and adults).
Conclusion: The study concludes that a perceived lack of accessibility to and/or coordination of the school and health care
services may be a major stressor for parents of individuals with ADHD. The burden of care through coordination of services
and information-secking may be especially increased in mothers of children, adolescents, and young adults with ADHD.
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Introduction

Attention deficit hyperactivity disorder (ADHD) is a
neurodevelopmental disorder characterised by
profound  difficulties  involving  inattention,
hyperactivity, and impulsivity (1). ADHD is one of
the most common child psychiatric disorders with an
overall pooled prevalence estimate around 5%
among children and 2.8% among adults (2). The
clinical presentation of ADHD is often further
complicated by the presence of co-existing additional
neurodevelopmental and psychiatric  disorders,
including learning disorders, anxiety and mood
disorders, as well as sleep disorders (3, 4). Given the
complexity of the clinical presentation, ADHD in
children frequently leads to functional impairments
both in home and school environments, as well as in
leisure activities (5-7). In addition, parents to children
with ADHD report high level of parental stress (8).

Thus, the individual with ADHD and his or her
family often require different kinds of support and
interventions in various contexts.

The help offered to families and individuals with
ADHD can be economical (e.g. care allowance) or
practical (e.g. special education support at school) in
combination with different interventions or
treatments from health care services (e.g.
pharmacological treatment and parental
psychoeducative programmes). Therefore, parents
are met with high expectations regarding their
knowledge of complex formal support systems (9),
especially since in Sweden, active case management
or support with care coordination is not
implemented in disability services programmes
geared towards families to children with ADHD.
This may be one of the reasons for why parents to
children with ADHD report lack of sufficient social
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support, and that they often experience feelings of
alienation and frustration regarding their public
health care contacts (10). These circumstances
suggest that families of children or adolescents with
disabilities, including ADHD, are often left
unsatisfied with formal support systems, and that
they experience an unmet need of care coordination
for themselves and their children (11). Consequently,
the inadequate support and lack of knowledge
regarding possible care pathways could result in an
increased care burden and high parental stress (8, 11).

To reduce parental stress due to lack of care
coordination support, and to facilitate access to care,
some health and disability services clinics in Sweden
utilise telephone helpline services. Potential benefits
of helplines include readily available, anonymous and
geographically unrestricted access to health
information and advice (12), while it may also relieve
emergency health care departments from non-urgent
visits (13). Although a few studies reveal further
functions and implications of a telephone helpline in
health care contexts (12, 14, 15), as well as the impact
on care coordination through telehealth services (16,
17), less is known about the roles of telephone
helplines in care coordinating interventions and
treatments for patients with ADHD. Arguably, there
are advantages of analysing helpline calls concerning
support or advice on ADHD. For instance, the
topics and contents are discussed within a context
where the callers remain anonymous and are
presented with a wide variety of support. This comes
with a potential of an increased understanding of the
lived experiences of families with ADHD and
challenges that face them. In the long run, better
knowledge of the lived experiences of families living
with ADHD can be used to further develop and
individualise interventions and support.

The lived experiences of parents may differ
depending on the gender of the parent. As noted
eatlier, the impact of domestic and child care
responsibilities may be especially increased in
families with children with ADHD. While child
rearing and domestic labour in most societies would
traditionally be considered women’s responsibilities,
this notion has been shown to be counter-acted by
changes in gender role ideologies and welfare regime
structures (18, 19). Policies targeting gender inequity
regarding child care and domestic labour have been
enacted and implemented over several decades in
Sweden. These include an integrated parental
benefits system that account for both parents, as well
as government subsidised childcare (20). These
efforts could serve as one possible explanation for
the notion of Sweden as a provider of equal
opportunities for women and men, and as a country
of high gender equality (21). Nevertheless, research
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and statistics indicate that domestic labour is
generally still being shared unequally between men
and women in Sweden (22), where women more
often perform domestic labour and care giving
activities. However, not much is known about
burden sharing in families to children with ADHD.
Care coordination for children and relatives with
ADHD would in this context be interpreted as
aspects of domestic labour, as it concerns the
extended care responsibilities and well-being of a
relative through the support of public service
providers. These findings suggest that there may be
cause for investigating possible imbalances in the
levels of parental care burden that is associated with
coordinating and accessing care and service. This
could be a valuable contribution to discovering
obstacles to parental, and in extension, familial well-
being and functioning within families of individuals
with ADHD.

Aims

The aim of the current study was to investigate
burden sharing and distribution regarding care
coordination in families who were in contact with an
ADHD telephone helpline provided by a publicly
funded disability services clinic specialized in
ADHD. A further aim was to identify perceived
difficulties that prompted contact with the telephone
helpline.

The following hypotheses were tested:

e Care coordination through a telephone
helpline service in families of children,
adolescents, and young adults with ADHD are
mainly performed by mothers.

e The perceived difficulties within families of
children, adolescents, and young adults with
ADHD that prompted contact with the
telephone helpline span a variety of topics,
including families’ efforts of coordinating care
and service for their relatives with ADHD.

Methods

This study was conducted as part of services
development at the ADHD Center, Habilitation and
Health (Stockholm County Council Disability
Services) Stockholm, Sweden. The study was
approved by Regional Ethical Review Board in
Stockholm (DNR: 2015/1599-31).

ADHD helpline as part of the services provided
by the ADHD Center

The Stockholm ADHD Center provides counselling
and parental psychoeducation for families with
children, adolescents, or young adults with ADHD
(4-25 years).
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The catchment area for the centre is all of
Stockholm County, with a population of 2.2 million,
about 450,000 of which are children and youths aged
4 to 25 years. Registration at the ADHD Center is
voluntary, and contact with both psychiatric services
or children’s medical services (for pharmacological
treatment) and the ADHD Center (for family-
oriented interventions) is common.

Information and availability of services provided
by ADHD Center is advertised through vatious
channels for health care service information in
Sweden, including the Habilitation and Health
Disability Services website (23), and the website of
Sweden’s national health information service (24).
Furthermore, families are provided with information
on the ADHD Center and similar health care and
support options when their child is first diagnosed
with ADHD in an effort to establish first contact
with disability services specialized in ADHD.

The ADHD telephone helpline has been in
operation since 2007. The main intent of the helpline
was for it to serve as an extension of the formal
support provided by the ADHD Center, focussing
primarily on psychoeducative methods. However,
the helpline has been open to the nation-wide general
public from the start. The clinical psychologists
manning the helpline are experienced in
psychoeducation regarding ADHD and were thus
able to answer questions regarding the ADHD
diagnosis (e.g., characteristic symptoms, guidelines
for assessment and treatment, etc.), as well as provide
counselling on issues regarding parenting strategies.

Since the inquiries directed to the helpline concern
a variety of topics, an effort was made to collect
information using the ADHD helpline calls to
describe, evaluate, and improve the provided
services.

Data collection

From January 2013 to April 2015, the psychologists
manning the helpline at the ADHD Center collected
general data on each helpline call using an electronic
form, which was to be completed consecutively after
each individual call. The form was made available to
all psychologists at the ADHD Center through a
digital link prior to data collection. The form was
constructed in  collaborative effort between
psychologists at the centre with psychoeducative and
counselling experience who consulted
continuously through staff meetings and follow-up
assessments to confirm the content validity of the
electronic form.

To ensure the feasibility of the data collection
within the frameworks of clinical work, an easily
administered layout was chosen. The form contained
no identifying personal information, since this

were
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procedure was deemed to comply with patient
confidentiality. This, however, rendered the exact
nature of the callers’” relation to the child/youth
unclear. The staff of psychologists who manned the
helpline were instead consulted in order to obtain a
rough estimate of the size of the group of callers that
were registered as relatives, but were not considered
as parents or primary caregivers. The registered
background information included the sex of the
caller; the role of the caller (i.e., family member,
healthcare provider, patient, student, journalist, or
other) as well as the age of the person concerned
(child, 0-12 years; adolescent, 13-18 years; young
adult, 18-25 years; or adult, = 26 years). The
counselling content was divided into topical
categories with multiple choice answers: general
suppott, related to school/education, psychiatric
comorbidities, healthcare providers, social services,
technical devices, parent management strategies, and
other treatments (such as medication). If the
counselling content was school-related, a further
categorisation was conducted (e.g., legal rights,
teaching strategies, special needs schools, coaching
for teachers). No open-ended descriptions of the
contents were registered.

The form also included additional questions
concerning improvements and further services
development, such as length of each call, whether the
call concerned a Stockholm county resident, and
other relevant circumstances regarding information
and communication. These data were not reported
on or discussed in the cutrent study.

Missing data and data analysis

Out of 1,410 forms, 60 (4%) lacked information
about the role of the caller or the age of the individual
with ADHD that the call concerned. These forms
were excluded list-wise. Thus, 1,350 forms were
included in the analysis. The analysis comprised
descriptive statistics and frequency tables. The
following was reported: caller’s relationship with the
person concerned; topics discussed in helpline calls
regarding children and adolescents; topics discussed
regarding young adults and adults. Data on all calls
registered via the digital form were extracted to Excel
2010 and analysed using SPSS v. 23.

Results

Role of the caller and age of the person that the
call concerned

Most calls to the ADHD helpline concerned a child
or an adolescent. In total, 1,164 calls (86.2% of the
analysed 1,350 calls) regarded persons with ADHD
under 18 years of age. Nearly all calls were made by
a family member, with female relatives comprising
the vast majority of callers (994 out of 1,164 calls,
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85.4%), compared to male relatives (148 calls, 12.7%)
(Table 1).

In total, 186 calls (13.8% of all calls) concerned a
young adult (18-25 years of age) or an adult over 25
years of age. Again, most callers were female relatives
(123 calls or 66.1%), compared to 27 calls from male
relatives  (14.5%). In only 14.5% of all calls
concerning young adults or adults (27 calls), the caller
was the patient him/herself (Table 1).

Staff psychologists and a former manager of the
ADHD Center provided (independently of each
other) an estimate of the size of the groups of female
and male relatives who were, respectively, considered
as non-parents nor primary caregivers. For calls

TABLE 1. Age of person concerned in call and role of caller

concerning children aged 0 to 12, the number of
callers registered as relatives, but not considered to
be parents or primary caregivers were estimated to be
1 to 4%. For adolescents aged 13 to 18, the number
was estimated to be 1 to 3%. For young adults and
adults aged 18 and above, the number was estimated
to be 2 to 10%. These consistent estimations from
staff psychologists and a manager suggest that the
vast majority of the calls were made by mothers and
fathers, for all age groups, rather than other relatives.
For young adults and adults, the second largest group
of callers that were registered as relatives were most
often considered to be siblings or partners.

Caller’s relationship with the person concerned

n

(% of total n, Female relative Male relative Professional Patient himself/herself
Call concerned i.e., 1,350) (% of each age group) (% of each age group) (% of each age group) (% of each age group)
Child 698 (51.7%) 600 (86%) 87 (12.5%) 11 (1.6%) na
(age 0-12 years)
Adolescent 466 (34.5%) 394 (84.5%) 61 (13.1%) 11 (2.4%) na
(age 13-17 years)
Young adult 153 (11.3%) 106 (69.3%) 21 (13.7%) 6 (3.9%) 20 (13.1%)
(age 18-25 years)
Adult 33 (2.4%) 17 (51.5%) 6 (18.2%) 3(9.1%) 7 (21.2%)
(age = 26 years)
Note. n=1,350

Counselling content

Most calls regarding persons under 18 years of age
covered several topics (Figure 1), with questions
regarding the child’s or adolescent’s situation at
school being most recurrent (discussed in 674 calls
or 57.9% of all analysed calls to the ADHD helpline
regarding persons under 18 years of age). This was
followed by questions regarding contacts with other
healthcare providers (501 calls, 43%). When a
helpline call concerned the situation at school, the
most common concern was legal rights to academic
support (480 calls, 71.2% of all calls regarding school
situation). Parenting strategies were discussed in 282
calls (20.9% of all calls) and treatment of ADHD in
306 calls (22.7%).

The helpline calls regarding young adults and
adults had a somewhat different distribution of
topics. Here, the most common topics discussed
were contacts with other health care and service
providers and treatments (150 out of 186 calls, i.e.,
80.6%) (Figure 2). The follow-up discussions with
the psychologists manning the helpline indicated that
the nature of the calls mainly concerned difficulties
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receiving psychiatric and psychological treatment for
ADHD or co-existing psychiatric conditions, such as
depression and anxiety. A theme that was commonly
noted in conversations with parents of young adults
and adults was the parents’ frustrations over not
being involved in treatment planning, as well as
difficulties among parents to motivate their grown
children to seek treatment.

Discussion
The analysis of 1,350 calls to the ADHD telephone
helpline suggests that callers did not primarily seek
advice on parenting strategies or treatment (the initial
focus of the ADHD helpline), but more often
wanted information about their child’s rights to
special accommodation and academic support. This
finding suggests that callers utilised the support
offered by the helpline for care coordination
purposes, rather than receiving counselling or
psychoeducative support.

The analysis further indicates that female family
members performed care coordinating efforts and
inquiry on behalf of a child with ADHD to a much
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higher degree than male family members. On the
basis of the follow-up assessments with
psychologists manning the helpline, the female
family members of individuals with ADHD calling
the helpline were predominantly mothers. Moreover,
this further indicate that the care coordinating

FIGURE1.

responsibilities of parents of children with ADHD
often extended beyond childhood and adolescence
into adulthood, as mothers tended to manage care
and support contacts for their grown children.

Topics discussed in helpline calls regarding children and adolescents (n = 1,164).

Many calls concerned several topics (coded for each theme)

FIGURE 2.

Topics discussed in helpline calls regarding young adults and adults (n = 186).

Many calls concerned several topics (coded for each theme)

Number of calls

Increased understanding of aspects of gender is
essential in the context of care burden for individuals
with ADHD. Living with ADHD has proven to be
not only stressful for the affected child, adolescent
(25), or adult (26, 27), but may also cause stress and
worry for family members. Although both mothers
and fathers of adolescents with ADHD have
reported more stress than parents of typically
developing adolescents with regard to their children’s
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challenging behaviours, mothers also report feelings
of social alienation, guilt, incompetence and elevated
conflicts with their partner (28). Furthermore, studies
that have included both mothers and fathers indicate
gender differences in perception of the child’s
behaviour and perceived patrental stress (28, 29). The
finding that female relatives are more active in
seeking and coordinating help is corroborated by an
abundance of research showing that mothers
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generally spend more time than fathers on domestic
chores and child rearing, which also includes the
mental and emotional labour of domestic
responsibilities (30-32), and that mothers worry
about family matters to a greater extent than fathers
(31). Despite these findings, there is still, however,
little knowledge on how to address these differences
in the perception of parental stress in a clinical
setting, especially when it comes to fathers’
participation in the care of their children with
ADHD. Thus far, less is also known about the ways
in which fathers to the children with ADHD cope
with parental stress. In order to further investigate
the experiences of stress and coping strategies among
fathers, and in turn, address these issues, more
research is warranted.

As Sweden is often presented as a society for equal
opportunities between men and women in both
private and public spheres, the seemingly large care
burden laid on mothers proves especially concerning.
As Swedish families largely consist of dual-earner
households (33), it begs the question of how an
increased care burden on mothers with ADHD may
effect female workforce participation long term. One
Swedish study has indicated that mothers of children
with intellectual disabilities (ID) are shown not only
to be less involved in paid work than mothers of
typically developing children, but also less than of
fathers of children with ID (34). However, this
pattern can be noted in society at large, as women
tend to work part-time more than men in order to
cope with high demands in both work and family
settings (35), and that spillover of work into family
life may contribute to mothers’ feelings of stress (31).
The current study thus highlights the importance of
identifying difficulties and struggles associated with
coordinating care for individuals with ADHD, in
order to relieve mothers of a high care burden. While
this may be especially valuable in further addressing
the needs of mothers in coordinating care for their
children with ADHD, the current study’s findings
may also be interpreted as a display on public health
care services’ inability to reach fathers of children
with ADHD, and thus failure to accommodate the
needs of families as a whole.

Although the content of the calls to the ADHD
helpline could not be recorded in detail due to the
sensitive nature of the information, our data suggest
that many patrents were uncertain as to what kind of
help they and their child could expect to receive from
the health care or educational system, and that they
often were dissatisfied with the help they received.
These assumptions were confirmed in follow-up
interviews with the psychologists manning the
helpline, and the results are in agreement with those
of previous qualitative studies indicating that the
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parents of children with ADHD experience
discontent with the lack of information and
coordination of healthcare services (36-38).

In recent years, it has been suggested by several
studies (9, 10) that coordinating care and services for
individuals with disabilities is a highly challenging
task. This has been shown to be true even in cases
where the individual is formally eligible for care
through diagnosis (9). This study highlights these
challenges by revealing the unmet needs of
information and coordination of care among
relatives of individuals with ADHD. The results
indicate that the task of care coordination is mainly
performed by a patient’s relative, in most cases by the
mother of the patient, also regarding emerging adults
with ADHD. This finding is well in line with
previous research (39) showing that individuals
diagnosed with ADHD as children were dependent
on their parents as young adults to a much higher

degree than individuals who were never diagnosed
with ADHD.

Limitations and strengths

The registration of calls to the ADHD helpline was
not connected to patient case files, therefore we
cannot be certain that the investigation covers all
calls made during the study period. Since the routine
for the registration was well-established, however, we
estimated that only a small amount of calls escaped
registration. Also, some individuals may have called
the ADHD helpline several times during this period
and thus have multiple registered calls. The follow-
up interviews indicated that on occasion, some
individuals contacted the helpline several times.
However, it was rare for any individual to call the
helpline more than two or three times in a year, and
thus, there is no reason to suspect systematically
missing data or duplicate data would have a
noticeable effect on the results of this study.

Another limitation of the study is the lack of
knowledge on the specifics of burden sharing and
distribution between female and male relatives within
families. The concept of care coordination as an act
of domestic responsibilities, in this study’s findings,
merely reflects patterns in which families tend to
distribute these responsibilities. Thus, we cannot be
certain if the skew in female and male care
coordination practices will negatively impact parental
well-being and be associated with higher levels of
parental stress.

One strength of the current study is its large
number of data (z = 1,350). Although the problems
described by these parents are in line with findings
from previous research, we cannot be sure that the
parents who chose to contact the ADHD helpline are
representing the group as a whole. Despite a nation-
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wide access of the helpline service, the study was
conducted in a limited geographical area and thus
hinders generalisability of our results. However, the
problems described by parents in this study are
seemingly in line with findings from previous
research.

All limitations considered, the results of this study
still indicate that unmet needs for care coordination
are the main reasons for relatives of children,
adolescents, and young adults with ADHD to seek
information and counselling. The coordination of
services, including information-seeking, is primarily
done by female relatives (mothers) of individuals
with ADHD and thus may constitute an inequality
within families regarding the burden of care.

Clinical significance

To increase the patient’s active participation in
his/her healthcare, as well as enhancing the patient’s
integrity and autonomy in the transition from
adolescence to adulthood, active case management
may be needed. The potential benefits of case
management are twofold: parents of young adults
and adolescents with ADHD may experience a
lessened burden when it comes to coordinating care
and services; similarly, parents of younger children
with ADHD may become more efficient,
knowledgeable, and well accommodated in
coordinating care and services for their children.
However, interventions increasing parental well-
being and reducing parenting stress may in some
cases be a prerequisite for parents’ ability to engage
as change agents in their child’s care processes.
Comprehensive and integrated transition services
providing knowledge, and skills to gradually increase
independence, may be especially important for the
emerging adults with ADHD.

By identifying a skew in the burden of care between
men and women as care coordinators for relatives
with ADHD, this study further emphasises the
intricacies and persistence of gender role structures
in modern parenthood. In order for clinicians to
effectively accommodate the needs of individuals
with disabilities and their families, there needs to be
an increased awareness of these matters in several
clinical contexts, as well as individualised
interventions geared towards differing needs.
Involvement of both mothers and fathers may
benefit the entire family system by increased sharing
of both burden and enjoyment in families living with
ADHD.

As of the time of writing, services offered through
the telephone helpline at ADHD Center following
the end of the data collection have been restricted to
psychoeducation or counselling, and callers inquiring
information regarding academic support or health
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care services are, since 2015, directed to another
telephone helpline service manned by social workers.
The need for two separate telephone helplines that
more clearly specialized in psychoeducation and
counselling versus information and coordination of
health care and education was noted during and after
data collection was finished, in particular due to the
perceived difficulties that were put forward by a
majority of callers to the telephone helpline.
Therefore, follow-up studies on ADHD patients and
their relatives’ experiences of care coordination are
warranted.
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