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ORIGINAL ARTICLE

Parental perspectives on care for sleep in children with cerebral palsy:
a wake-up call

Raquel Y. Hulsta , Jeanine M. Voormana,b, Sigrid Pillenc, Marjolijn Ketelaara , Johanna M.A. Visser-Meilya,b

and Olaf Verschurena

aCenter of Excellence for Rehabilitation Medicine, UMC Utrecht Brain Center, University Medical Center Utrecht, Utrecht University and De
Hoogstraat Rehabilitation, Utrecht, The Netherlands; bDepartment of Rehabilitation, Physical Therapy Science and Sports, UMC Utrecht Brain
Center, University Medical Center Utrecht Utrecht, The Netherland; cCenter for Sleep Medicine, Kempenhaeghe, Heeze, The Netherlands

ABSTRACT
Purpose: Sleep problems are common in children with cerebral palsy (CP) and have a large impact on
child health and family functioning. This qualitative study aimed to explore parental perspectives regard-
ing the care for sleep of their young child (age 1–8 years) with CP.
Materials and methods: Individual, semi-structured interviews were conducted with eighteen parents of
a child with CP (GMFCS levels I-V). Inductive thematic analysis of the data was performed within each of
the three preidentified domains: 1) Current situation; 2) Concerns; 3) Needs.
Results: In total, sixteen themes were identified across the three domains. Within the families’ Current
situation, parents expressed various issues concerning the care for sleep of their child both at night and
during daytime, which are hampered by perceived deficiencies in healthcare, such as limited attention for
sleep and lack of knowledge among health professionals. Themes within the Concerns and Needs domains
encompassed experiences in the home environment relating to child, family and social aspects, while
experiences in the healthcare setting included clinical practices and attitudes of healthcare professionals,
as well as the broader organisation of care for sleep.
Conclusions: Parents face numerous challenges caring for their child’s sleep and the burden placed on
families by sleep problems is underappreciated. In order to break the vicious circle of sleep problems and
their disastrous consequences on the wellbeing of families, we need to wake up to parent-identified
issues and shortcomings in healthcare. Care for sleep should be integrated into paediatric rehabilitation
through routine inquiries, using a family-centered and multidisciplinary approach.

� IMPLICATIONS FOR REHABILITATION
� The heavy burden placed on families by sleep problems in children with cerebral palsy warrants

acknowledgement in paediatric healthcare.
� Sleep should be routinely addressed by clinicians during health assessments using a family-centered,

and multidisciplinary approach.
� Healthcare professionals ought to adopt a proactive, understanding, and non-judgmental attitude

when addressing sleep problems.
� Future research should focus on developing sleep intervention strategies that take into account the

diverse parental concerns and needs unique to each family situation.
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Introduction

Cerebral palsy (CP) is a common cause of childhood disability
worldwide [1]. Between 23% and 46% of the children with CP are
reported to experience sleep problems [2–6]. These sleep prob-
lems range from difficulties in initiating and maintaining sleep, to
sleep-wake transition disorders, excessive daytime sleepiness and
sleep-related breathing disorders [2,3,6]. Although the underlying
causes of the sleep problems are not always clear, they may be
related to (a combination of) comorbid physical and medical con-
ditions that often accompany CP, such as spasticity, epilepsy,

reflux, pain, a decreased ability to change body position at night,
visual impairments, sensory sensitivity and behavioural prob-
lems [7–13].

Sleep deficiency in childhood adversely affects health and
development [14]. Lower sleep quality is related to deficits in cog-
nitive functioning and significantly impacts on school perform-
ance of both typically developing children and children with CP
[2,15,16]. In children with CP, sleep problems have been shown to
increase the risk of impaired psychological health [17], with
insomnia and excessive daytime sleepiness being associated with
a lower quality of life [18].
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In addition to the negative implications for the child, sleep
problems in children with CP can place a heavy burden on the
family [2,5,6]. Parents can become sleep deprived themselves as a
result of their child requiring night-time attention [5,19,20].
Increased caregiving demands at night have been associated with
elevated parental stress and psychological exhaustion [20–23].
As one study has shown, 40% of mothers of a child with CP expe-
rienced poor sleep quality, which in turn was associated with
maternal depression [13]. In the same study, 74% of parents
reported impairments in daytime functioning because of their
child’s sleep disorder [13].

Clearly, sleep problems in children with CP and its consequen-
ces must be considered as a broader issue, concerning the entire
family system [6,7,24]. Understanding the caregiving experiences
of parents and the challenges they face, are necessary to better
support these families. Therefore, the objective of this qualitative
study is to explore the care for sleep of children with CP from a
parental perspective.

Methods

Study design and procedure

A qualitative, exploratory study was conducted using an inductive
thematic analysis approach [25,26]. The research team consisted
of researchers and healthcare professionals with varied back-
grounds (i.e. paediatric rehabilitation, biomedical sciences, medi-
cine and somnology), enabling us to take different interpretations
of the data into account. The Medical Ethics Research Committee
of the University Medical Centre Utrecht, the Netherlands, granted
the study exempt from the Dutch Medical Research Involving
Human Subjects Act (file number 19-066), and therefore no ethical
approval was required.

Participants

Parents of children with CP were recruited via healthcare settings
(rehabilitation centers and rehabilitation department of a child-
ren’s hospital) and parent organisations (CP Nederland and
OuderInzicht) in the Netherlands, using a convenience sampling
method. The inclusion criteria were parents of a child with CP
classified as Gross Motor Function Classification System (GMFCS)
levels I-V, and under the age of 16. As sleep varies greatly across
childhood, we focused on early childhood after infancy, spanning
the period between the age of 1 and 8 years. To increase the
sample size, we also included parents of children older than
8 years, who were asked to reflect on the period of their child’s
life between the age of 1 and 8 years. Exclusion criteria were not
being able to understand or converse in Dutch. Parents were
informed about the study by means of an information brochure,
and were subsequently asked for permission by their treating
physician (assistant) or therapist to be contacted by the
researcher. Participation in the study was voluntary and all partici-
pants signed an informed consent form.

Data collection

Individual semi-structured interviews were conducted by the first
author (RYH), and used for data collection. A topic guide
(Supplementary Appendix 1) was developed based on existing lit-
erature and expert knowledge of the research team, and was
structured to cover three domains that were set a priori: 1)
Current situation; 2) Concerns; 3) Needs. Open-ended questions
were used to gain insight into parent’s experiences regarding the

care for their child’s sleep within these three domains, aiming to
identify sleep-related issues in the families’ current situation, con-
cerns parents may have regarding their child’s sleep, and how
these may affect their family, as well as parental needs with
regard to improving the care for their child’s sleep. Although the
interviews were guided by pre-set topics, parents were allowed
and encouraged to address topics and issues which they felt
deserved receiving acknowledgement. Therefore, the term “care
for sleep” could be freely interpreted by parents as any care
related to the child’s sleep (problems), whether it be care pro-
vided by caregivers, parents, or nurses providing night care at
home, or care delivered in paediatric clinical practice. Similarly,
the phrasing “sleep problem” was not tied to any particular sleep
disorder, but rather served as a term to describe sleep as prob-
lematic when parents perceived and reported it as such. Parents
were given the choice to have the interview conducted by tele-
phone or face-to-face at a location of their preference. The sam-
ple size was not determined before the start of the study, but
followed the qualitative approach of data saturation: this was
achieved when no new themes emerged during three consecutive
interviews. Interviews were audio-recorded with permission. To
improve validity of the data and enhance credibility, a summary
of the initial pair of interviews was shared with the corresponding
participants for member-checking.

Data processing

Audio-taped interviews were transcribed verbatim. Final tran-
scripts were cross-referenced against the audio tapes by an inde-
pendent student-researcher to ensure accuracy. Personal details
were removed from the transcripts and a unique numeric code
was assigned to each interview transcript to ensure anonymity.

Data analysis

Data were coded independently by two researchers (RYH & OV)
using MAXQDA (VERBI Software, version 2018.2). Inductive the-
matic analysis [26] of the data was undertaken within each of the
three preidentified domains. First, the transcribed texts were
repeatedly read to become familiar with the narratives and to
gain an initial understanding of the content. Next, the texts were
broken down into fragments of meaningful units, which were
labelled with codes. Codes were compared and discussed
between researchers until consensus regarding content and inter-
pretation was reached. Subsequently, interpretive coding took
place, during which the codes with comparable meaning were
clustered into categories, and subsequently grouped into sub-
themes. Finally, subthemes were further collapsed into overarch-
ing main themes within each of the three domains (Current
situation, Concerns, Needs). Preliminary results were discussed
with experts in the field of qualitative research and refined
accordingly. To ensure credibility of the findings, the entire
research team was involved throughout the process of data ana-
lysis. Organisation of categories and construction of (sub)themes
within domains were decided upon through discussions until
agreement was reached about the interpretation of the data.
Quotations from the interviews are enclosed in the results section
to illustrate our findings and verify interpretations.
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Results

Participants

In total, eighteen parents (one parent per family) were inter-
viewed. Interviews were between 33–74min in duration. Four
parents of children above the age of 8 were asked to reflect on
the period of their child between the age of 1 and 8 years.
Characteristics of participating parents and their child are sum-
marised in Table 1.

Findings

The findings of this qualitative study revealed that, regardless of
the presence and extent of possible sleep problems, all parents
expressed a range of concerns and needs with regard to the care
for sleep of their child. Within each of the three domains set a pri-
ori (Current situation, Concerns, Needs) several themes and sub-
themes (Tables 2–4) were identified; across domains there
seemed to be a clear separation between themes described
within the families’ home environment versus those established
within the healthcare setting. Figure 1 shows a representation of
how identified themes map across domains and environmental
settings. Themes are discussed below for each of the three
domains, with illustrative quotes.

Current situation

This domain encompasses descriptions of the current situation or
context in which sleep problems manifest at home, and how sleep is
currently addressed by healthcare professionals from a parental view-
point. Six themes were identified (Figure 1 and Table 2).

Sleep disturbances and night-time monitoring
Parents gave detailed descriptions of the sleep disturbances their
child experiences at night, which could range from waking up a
few times per night to hardly getting any sleep. The child’s sleep
problems were often accompanied or believed to be caused by
co-morbid problems, such as breathing difficulties, epilepsy,
reflux, or pain. These problems frequently required parents to be
constantly alert and vigilant during the night:

“We are trained to hear the sound of her suffocating; it’s the sound that
alerts you. And when she cries, you hear it of course. But there are
moments that we think we don’t even notice. So we use camera and
sound monitoring.” (Parent of a 6-year-old child)

As a consequence of night-time monitoring, many parents
have to get out of bed multiple times per night. Some parents
described this to be “normal”:

“In the beginning there were nights that I went out of bed, say 10 to 15
times. That was just quite normal.” (Parent of a 5-year-old child)

Child is paramount
For some parents the child’s sleep comes first before everything else,
including their own sleep. Parents try to do whatever it takes to
make sure that their child sleeps well, either to prevent the negative
effects that poor sleep has on the family, or because they feel there
is no other option. In contrast, other parents reported to “accept”
the sleep problems of their child; instead of trying to do whatever it
takes to fix the issue, they rather focus on coping with the current
situation in the best possible way. For some, this simply meant
ensuring that at least they themselves get enough sleep at night in
order to be able to function the next day:

“Our criterion is not based on her being awake or not anymore. Our
criterion is based on our ability to sleep. So, yes, she might be awake for
hours, that is possible. It could be better perhaps, but we have tried many
things. We still have the same sleep problems and the only thing we’ve
done is to try and make sure we suffer as little as possible in our daily
functioning. Ourselves.” (Parent of a 6-year-old child)

Overloaded – setting priorities
Having a child with CP requires parents to provide and manage
multidimensional health and care needs simultaneously. Sleep is
only one of the many domains that requires attention. Not having
enough time to manage everything demands parents to make
choices and set priorities:

“This is one of those 400 action points on our list that we have to work
on. It [sleep] is very important for her, just like learning how to
communicate and being in a wheelchair, and when she’s ill, then that
gets priority. So, there’s always something that keeps us awake.” (Parent
of a 6-year-old child)

Limited attention for sleep in healthcare
In describing the current healthcare of their child, the majority of
parents stated that there is limited, if any, attention for sleep.
Some parents reported never to have been asked about the topic
sleep by their healthcare professional:

“No one ever really asks about it [sleep]” (Parent of a 2-year-old child)

Table 1. Characteristics of parents and their children.

Characteristics (N¼ 18) n (%)

Parent

Role
Father 2 (11)
Mother 16 (89)

Age
20–30 years 1 (6)
31–40 years 12 (67)
41–50 years 4 (22)
51–60 years 1 (6)

Education
Secondary vocational education 2 (11)
Higher professional education 7 (39)
University education 8 (44)
Not reported 1 (6)

Child

Sex
Boy 10 (56)
Girl 8 (44)

Age years
Range 2–15
Average (SD) 6,2 (2,9)
Median 5,5

GMFCS level
I 3 (17)
II 4 (22)
III 2 (11)
IV 4 (22)
V 5 (28)

Type of CP
Spastic 13 (72)
Dyskinetic 2 (11)
Mixed spastic & dyskinetic 2 (11)
Unknown 1 (6)

Affected side of body
Unilateral 4 (22)
Bilateral 13 (72)
Not reported 1 (6)

Siblings
yes 11 (61)
no 7 (39)
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Other experiences described hospital visits, where awareness
around the importance of sleep and the (long term) consequen-
ces of impaired or disturbed sleep for the (sick) child was lacking:

“We were in the hospital for a while. And they had to inject her - whether
it was her time to sleep or not. So she would be woken by a complete
stranger. It gave her a bit of a mini trauma which would go on for weeks,
and she’d be afraid to go to sleep.” (Parent of a 6-year-old child)

Lack of CP-specific knowledge
A recurrent statement from parents was the healthcare professio-
nals’ lack of knowledge about CP and a constant comparison of
their child (with CP) to typically developing children. Receiving
“generic” help or advice that is not tailored to their child with CP,

brought along frustration and a feeling of being not taken ser-
iously. This was the case in hospitals, but also in specialised
sleep clinics:

“Then you get to an official sleep clinic, but they haven’t got a clue about
children like XY. It’s all based on normal people. This is such a specific
issue. So then they’d say: ‘Oh well…’ and they’d start to mess about with
melatonin, but it has to do with so many different factors.” (Parent of an
11-year-old child, in retrospect)

Sleep medication (melatonin) is used as first line of treatment
As illustrated in the abovementioned quote, several parents reported
that in current healthcare, sleep treatment is focussed on the use of

Figure 1. Representation of the identified themes mapped across the three domains (Current situation; Concerns; Needs) and environmental settings (Home environ-
ment; Healthcare setting).

Table 4. Needs.

Needs

Themes Sub-themes

Social support Understanding
Acknowledgement

Information Insight into causes and consequences of sleep problems
Tips, advice and guidance

More attention for sleep in healthcare Routine inquiries
Taking initiative and responsibility

Change of attitude from healthcare professionals No judging
A coaching and supportive attitude

A different approach to sleep care Family-centred care
Multidisciplinary collaboration
Holistic approach – the child as a whole

A solution / intervention that works for my child Tailor-made
Finding the way

Table 2. Current situation.

Current situation

Themes

Sleep disturbances and night-time monitoring
Child is paramount
Overloaded – setting priorities
Limited attention for sleep in healthcare
Lack of CP-specific knowledge
Sleep medication (melatonin) is used as first line of treatment

Table 3. Concerns.

Concerns

Themes Sub-themes

Consequences for the child Health and wellbeing
Vicious circle of poor sleep
Future

Consequences for parents Impact on family functioning
Reaching limits

The unknown Origin and causes of sleep problems
Responsibility Who is responsible for sleep care?

4 R. Y. HULST ET AL.



pharmacological interventions. In their point of view, melatonin and
sleep medication seem to be used as first line of treatment, despite
the reported negative effects on the child’s wellbeing:

“What I think is a shame, is that the first solution is always prescribing
medication. XY had sleep medication at one time and, ah, it was a
disaster. She would wake terribly - we really thought it made her ill.”
(Parent of a 15-year-old child, in retrospect)

Concerns

This domain describes the four main concerns that parents have
and the challenges they face in caring for their child’s sleep
(Figure 1). Themes and sub-themes are presented in Table 3.

Consequences for the child
The main concerns expressed by parents were related to the con-
sequences of sleep problems for the child, as well as for the
parents. The consequences for the child highlighted three areas
of concern. Firstly, parents expressed health concerns for their
child, like getting sick more easily as a result of poor sleep.
Others worried about their child’s wellbeing during the night. For
example, statements were made about children suffering from
pain caused by spasticity in their limbs, lying uncomfortably (e.g.
from wearing night orthoses) or unknown reasons that keep them
awake at night. The following quote from a mother illustrates the
extent of her concerns:

“We really thought: if you have to live like this, it should be over, because
you’re in such pain. And this happens in the middle of the night, she
would wake up screaming and crying, and after an hour you still can’t get
her to calm down and we would think ‘If you have to live like this, then,
rather not at all…” (Parent of a 6-year-old child)

Secondly, parents mentioned concerns about poor sleep acting
as a negative spiral, thereby impacting on everything else in their
child’s life and development:

“It’s like a house of cards, if you lack sleep; it has an effect on all other
areas.” (Parent of an 11-year-old child, in retrospect)

These statements indicate that parents consider sleep as a fun-
damental building block, necessary for their child to func-
tion properly.

Thirdly, concerns were expressed with regard to the child’s
future. Parents worried about their child’s ability to sleep in the
future in general, sleepovers, structure and routines. For various
reasons, some children had developed a preferred sleeping pos-
ition (usually on one specific side) which imposed future-related
worries for this mother:

“I have been thinking about sleep as such - I’m worried about these
severe spasms. He always wants to sleep in a specific position, on his side.
And he can really tense up his legs, or he can be lying there totally
relaxed. And then I sometimes think, when he gets older and gets more
physical ailments, then he will not be able to sleep in a comfortable way
anymore. I would worry how he would be able to sleep.” (Parent of a 7-
year-old child)

Consequences for parents
In addition to consequences for the child, parents described con-
cerns in terms of consequences for themselves. Comprehensive
reports of the impact of sleep disturbances on many areas of fam-
ily functioning were given by parents. The need for parental mon-
itoring at night required them to be constantly alert for sounds,
to check video/audio recordings, or to physically get out of bed
multiple times per night. On top of that, the resulting deprived
parental sleep led to adjustments in households, like rotating

night ‘duties’ or deploying nurses that provide night care. All
these consequences impacted greatly on families.

“We swap days and nights shifts and we recently had a week without any
help at night. Well, we felt like dead! Now that we have help during the
night, it is OK. But if I have one night without sleep, I think: ‘How did I do
it?’. It’s just impossible, not real, and all you do is surviving, but you really
can’t do it.” (Parent of a 6-year-old child)

Another factor repeatedly reported to negatively affect day-
time family functioning was their child’s excessive sleepiness or
fatigue during the day, which according to parents was often a
consequence of them not getting enough sleep at night:

“It [fatigue of the child] is a very limiting factor in your life. You really
have to plan things. We can do one or two things a day, then it’s
finished.” (Parent of a 7-year-old child)

Parents are struggling with their current situation and the con-
sequences for the entire family, with some describing to have
turned into “survival mode” in order to cope with the circumstan-
ces. As a result, concerns were expressed about having to keep
up with this daunting and exhaustive situation that parents are
in. This brought along uncertainties about their future and raised
questions like: ‘When will we reach our limits of not being able to
proceed any longer?’ - as this mother described:

“Perhaps it will change, in terms of sleep. But our main worry is: what will
happen then? We are not thinking about respite care at all yet. But at
some point, we may reach our limits, and then things will have to
change.” (Parent of a 7-year-old child)

The unknown
In many cases, parents did not know the exact cause of their
child’s sleep problem. This concern is enhanced by the fact that
some children with CP cannot speak, making them unable to
explain what is bothering them:

“It’s always so funny with a non-speaking child (sarcastically). It could be
epilepsy, it could be constipation, it could be spasm or cramps, but it could
also be a hairpin on her pillow that pricks in her ear, but she can’t tell us. And
then she lies there, she’s strapped in one position and she can’t even turn
herself around.” (Parent of an 11-year-old child, in retrospect)

Others described not knowing whether the origin of the sleep
problems is related to their child’s developmental age, is inherent
to their child’s natural characteristics/behaviour, or whether it dir-
ectly results from their child’s brain damage:

“It’s so difficult. What is normal toddler behaviour? And what is XY? And
what comes out of his CP?” (Parent of a 5-year-old child)

Responsibility
Parents repeatedly voiced concerns about the lack of clarity of
responsibilities of healthcare professionals when it comes to care
for sleep. From their point of view, nobody takes clear responsibil-
ity for the topic, as sleep does not “fit” under one discipline, but
clearly is an integral part of their child’s health in general. Their
uncertainty is accompanied by the fact that generally there are
many professionals involved in their child’s healthcare, leaving
parents unsure who to approach:

“I wouldn’t know. We talk to ten different parties. I have a physical therapist,
a paediatrician, a school, a social worker, I have (… ) Who do we ask? I
wouldn’t even know who to ask…” (Parent of a 6-year-old child)

Needs

Six themes were identified as parental needs (Figure 1). Themes
and sub-themes are presented in Table 4.

PARENTAL PERSPECTIVES ON CARE FOR SLEEP IN CHILDREN WITH CEREBRAL PALSY 5



Social support
Parents mentioned not feeling understood by the people
around them:

“Our direct environment, they just do not understand. Because you cannot
understand when you’re not in the middle of it.” (Parent of a 7-year-
old child)

Since their friends and neighbours “do not have a child like
theirs”, the adverse consequences of the child’s sleep problems,
like deprived parental sleep, fatigue or forgetfulness during the
day, are too often not appreciated by the social environment.
As a result, this mother constantly needs to remind others of her
impaired sleep and exhaustion:

“Then at some point you start to think: ‘I am so bone tired!’ And then I’ll
explain again: ‘Hey guys, I’m so… I don’t sleep.’ And then they
understand. But you have to keep at it, and it just goes on. It’s very
invisible. It’s always something you need to indicate: ‘Gosh, I notice that
I’m exhausted, I simply forget things, I haven’t registered.’” (Parent of an
11-year-old child, in retrospect)

Parents therefore expressed the need for social support, i.e. receiv-
ing understanding and acknowledgement from their environment.

Information
As many parents expressed their concern of not knowing the
cause of their child’s sleep problem, there is a logical need for
them to gain insight into the cause. In addition, understanding
the consequences of sleep problems was marked important for
parents to prepare themselves for what is coming. They expressed
a need for objective, reliable information about sleep that is clus-
tered in one place, and specifically aimed at children with CP.

Furthermore, there was a strong need for receiving advice
about possibilities to improve sleep. This ranged from specific
information about sleeping devices or orthotics, to general advice
about healthy sleep practices, or tips from other parents of a child
with CP. Some parents seemed afraid to miss out on potential
important information that may benefit them and their child, if
they are not informed about such matters:

“I believe that there are advices and tools out there that could be helpful,
but I’m not aware of them. So it would be good if others can inform you
or point them out to you.” (Parent of a 10-year-old child, in retrospect)

More attention for sleep in healthcare
A unanimous necessity that parents expressed was the need for
sleep to receive more attention in healthcare. Parents indicated
that they had never really been asked about sleep by their child’s
rehabilitation physician, and that they would appreciate the topic
being discussed routinely during check-ups.

“I believe that especially for children like XY it’s important to sleep well, so
(… ) it should be addressed” (Parent of a 2-year-old child)

Whilst participating in this research, a mother realised that she
wished that healthcare professionals had asked her about her
child’s sleep before:

“Talking about it, I realise that although I had a lot of questions about
it [sleep], I couldn’t formulate them myself without people asking me
first. It’s only when other people ask about it, that you think: ‘Oh,
that’s strange indeed’. And now that we’re talking about it, I would
have liked to hear more, and be questioned about it.” (Parent of a 4-
year-old child)

According to parents, they often have to take the lead in
bringing up issues concerning sleep. The majority indicated that

they would like their healthcare professionals to take the initiative
during consultations, and inquire with parents earlier.

“Very much at our own initiatives as parents. I would have liked the
doctor to take initiatives and tell us or ask us about it. And start early, not
when a parent is already deep in trouble, but before.” (Parent of a 15-
year-old child, in retrospect)

Change of attitude from healthcare professionals
A different attitude from healthcare professionals was perceived
as an important need by parents. Discussing the sleep problems
that parents experience at home can be a sensitive topic that
requires a coaching, understanding attitude from healthcare pro-
fessionals, without being judgemental:

“Talking to parents, coaching, without judging. That’s the most important
thing. Parents often feel pushed into a corner, or being judged that they
don’t do enough. And we are vulnerable. I was less open. But when I
realised I wasn’t being judged I became more open.” (Parent of a 15-year-
old child, in retrospect)

A different approach to sleep care
A significant theme identified as parental need, is for the care for
sleep to receive a different approach. Parents described current
healthcare to be very child-centred, i.e. focused on the child
alone. The majority expressed a clear need for their child’s health-
care to become more family-centred. This implies that parents
would like healthcare professionals to consider their sleep and
wellbeing in the context of their child’s sleep issues:

“I think we need to be asked more questions, and also aimed at the
parents, like: ‘How is your sleep? How does that suffer from your child’s
sleep?’ That doesn’t happen enough yet. That this is also taken into
consideration. This is just as important as looking at the child. Not
enough is done to see how parents are coping.” (Parent of a 7-year-
old child)

Parents reported healthcare professionals to be too focussed
on their own discipline alone. Only by taking into account a wider
scope of view, by combining aspects of different disciplines, the
child can be considered as a whole. This parent advocated a holis-
tic approach could benefit finding a solution to her child’s
sleep problem:

“I think we need to be more multi-disciplinary towards dealing with sleep
problems. Because reflux might play a part … or other medical
issues … sleeping position, cramps during the night. We do not look at
the complete picture yet.” (Parent of a 15-year-old child, in retrospect)

In line with this holistic approach, parents view care for sleep
to be the responsibility of every professional involved in their
child’s care. As multiple disciplines are typically involved in the
child’s healthcare, parents expressed the need for them to com-
bine their knowledge and expertise as a way to approach
sleep care:

“I always ask for a different attitude. We need to work together, look at
the problem together. So the ‘sleep-doctor’, that’s what I’ll call him, and
the rehabilitation services should work with us to solve the puzzle. Let’s
solve this problem, with joint knowledge.” (Parent of an 11-year-old child,
in retrospect)

Clearly, parents would like to turn the care for sleep into a
team effort.

A solution/intervention that works for my child
Ultimately, parents want to find a solution or intervention that
works for their child:

“I would appreciate it if someone comes to a solution.” (Parent of a 6-
year-old child)
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Many parents reported to have undertaken actions to prevent
or treat their child’s sleep problems, some of which were success-
ful. Anecdotes shared by the parents made it clear that there are
dozens of different types of interventions that could optimise
sleep, but due to the heterogeneity of the sleep problems in chil-
dren with CP, only certain interventions seem effective for certain
children. According to parents, sleep interventions should be tail-
ored to the child’s needs, parental needs, and home situation.
Additionally, parents indicated lack of a clear overview of the pos-
sibilities and routes to follow when it comes to finding appropri-
ate sleep interventions, and believe that clinicians should guide
them in finding the solution they seek:

“They should know which route to follow to get help and where.” (Parent
of a 6-year-old child)

Discussion

Achieving a good night’s sleep for both the child and the parents
is important for health and wellbeing. In children with CP the
prevalence of sleep problems is high and the resultant burden
placed on families is underappreciated. Our qualitative study
addressed parental perspectives on the care for sleep of children
with CP, and identified various concerns and needs that warrant
acknowledgement. Perceived shortcomings in current healthcare
lead to under recognition of the challenges faced by parents in
caring for their child’s sleep. This paper serves as a wake-up call
echoing the parents’ voices to raise awareness about the import-
ance of sleep in paediatric healthcare.

Similar to concerns of parents of children with physical disabil-
ities [23], parents in our study reported being concerned about
their child’s safety and wellbeing at night, which often resulted in
the need to monitor the child’s sleep at night. Additionally, long-
term concerns about the negative consequences of poor sleep on
the child’s general health along with worries about the child’s
future sleep habits were frequently expressed. Secondary to the
child, parents were concerned about adverse consequences for
their own wellbeing. Increased caregiving demands at night were
reported to lead to deprived parental sleep, extreme fatigue, and
significantly impaired family functioning during daytime. In fact,
coping with a child with sleep problems has been described as
one of the main causes of parental stress in these families [23,27].
Our findings are in line with prior research on parents of children
with physical disabilities who suffered from disrupted sleep, poor
health and psychological exhaustion when their child had sleep
problems [5,20,23]. It may be clear that the harmful effects of
sleep problems on family functioning should be considered of
great concern, especially given the previously reported lower
quality of life and decreased mental health in parents of children
with CP [13,22,28,29]. This study complements previous findings
by showing that sleep problems can further operate in a down-
ward spiral, with exhausted parents who experience day-to-day
hassles that can pile up and cause a stress overload, while others
quietly contemplate respite care in view of reaching their limits.
In order to break the vicious circle of sleep problems, it is crucial
for sleep care to be acknowledged within paediatric healthcare in
a family-centered manner.

Despite the high prevalence of sleep problems in children with
CP, they are still underrecognised in neurorehabilitation [24].
According to parents in our study, clinicians caring for their child
rarely inquire about sleep and lack knowledge to detect sleep
problems. This is supported by studies that have shown signifi-
cant gaps in both knowledge and clinical practices regarding
paediatric sleep disorders among physicians, paediatricians and

child neuropsychiatrists [30–32], yet little is described in the con-
text of paediatric rehabilitation. From the experiences shared by
parents, several other reasons can be deduced why sleep prob-
lems go by undetected, and serve as important lessons for clinical
practice. Firstly, parents indicated they were overloaded by care
demands for their child. As a result, sleep may not be at the fore-
front of their minds and fail to receive priority on their extensive
list of topics that need to be discussed with their doctor.
Therefore, it is essential for parents that clinicians take the initia-
tive and responsibility by regularly asking them about sleep.
Secondly, parents indicated that caring for their child’s sleep is
paramount and they feel that providing care at night is some-
thing that is expected from them as parents. As a consequence,
they may not recognise their child’s sleep as problematic. This is
supported by previous research showing discrepancies between
parent-reported sleep problems using objective criteria versus
their subjective perceptions, i.e. parents do not always perceive
their child as having a sleep problem even when it is present
[33]. When clinicians ask parents about sleep, they should take
the extra step to dig a little deeper, in order to get a true under-
standing of what their nights look like. Objective, measurable
questions like “Does your child wake up more than three times per
night?” or “Does is take longer than 30min for your child to fall
asleep?” would serve as a good starting point to identify sleep dif-
ficulties [34]. Thirdly, parents expressed a need to be heard and
understood in a supportive manner. Those who felt judged by
their healthcare professionals described feelings of insecurity for
not taking good care of their child at night, and may therefore be
less inclined to raise concerns [35]. Therefore, professionals should
acknowledge the sensitivity that surrounds the care for sleep of
these children, taking on a coaching attitude towards parents
without being judgmental. Considering these perspectives in clin-
ical practice may prove beneficial in meeting parents’ collectively
expressed need for sleep to receive more awareness within paedi-
atric healthcare.

Recently, International Classification of Functioning, Disability
and Health (ICF) Core Sets for children and youth with CP were
developed during a consensus meeting with experts [36]. Among
these Core Sets, sleep was reported as one of the 25 functions
considered most relevant for describing the child across all age
groups between 0–18 years. The identified Core Sets serve to
guide professionals in identifying areas of functioning that need
to be addressed in this population, and offers support for the par-
ental need to incorporate sleep into standard clinical assessment.
In doing so, care for sleep should consider all different aspects
captured within the ICF model, that may influence sleep, includ-
ing body functions (e.g. spasticity, pain, airway obstructions,
reflux), participation (e.g. fatigue or daytime sleepiness during
school), as well as environmental (e.g. bedroom, parents) and per-
sonal factors (e.g. behaviour, sleep hygiene practices). Applying
this framework when a child with CP and their family visit during
clinical follow-up may guide professionals to avoid overlooking
important aspects relevant for child-family functioning, includ-
ing sleep.

A team of (non)medical specialists of various disciplines is
often involved in the child’s rehabilitation care, but parents
emphasised not knowing who exactly is responsible for care for
sleep. According to parents, sleep is intertwined in all aspects of
their child’s functioning, and should therefore be approached hol-
istically with the combination of knowledge and expertise of all
disciplines. Although CP is best managed in a multidisciplinary
setting [37], currently there is no standardised approach to sleep
management within paediatric rehabilitation. Given the fact that
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the rehabilitation physician serves as an important gatekeeper in
these settings, we propose that they are encouraged to adopt it
as their responsibility to detect and monitor sleep problems,
necessary to initiate multidisciplinary interventions.

In addition to needs described within the healthcare setting,
an important parent-identified need raised within their home
environment was the availability of social support. The influence
of social support provided by immediate family, friends, and
neighbours has been reported to indirectly affect the psycho-
logical health of parents of children with CP [21] and should
therefore not be forgotten. The sleep problems were often
described by parents to be invisible to others around them.
Hence, it can be challenging for their social environment to truly
understand a situation that they are unaware of, cannot imagine,
or simply do not recognise to be so tough. In fact, sleep distur-
bances in mothers with CP have been described to be compar-
able to those experienced by mothers caring for new-borns [13].
Although peer caregivers of healthy children may experience simi-
lar problems during childhood, their child will likely outgrow the
sleep issues and should realise that parents of a child with CP
may carry this burden for a lifetime. Parents should feel encour-
aged to openly discuss these issues with their social network,
who in turn are expected to offer support and acknowledgement
for being tired, irritable or forgetful during the day as a result of
being sleep deprived or (psychologically) exhausted.

Our findings on how parental concerns and needs map across
different environmental settings, could provide a framework for
targeting home-based versus healthcare-based intervention strat-
egies. Home-based approaches should take into consideration
specific concerns, and focus on what can be done to meet
parents’ needs, in order to engage families in (implementing)
intervention processes. For example, even establishing a good
sleep hygiene, which is considered a simple but effective first-line
treatment for sleep problems in children with neurodevelopmen-
tal disorders [38], can be challenging in a complex child and fam-
ily situation. Actively involving and educating parents to ensure
that healthy sleep practices are implemented and maintained at
home is therefore crucial [39]. More efforts should be made to
adopt a family-centered approach in relation to the care for child
sleep. Intervention strategies related to the clinical setting may in
turn require educating healthcare professionals to improve their
sleep knowledge, as well as adaptations on an organisational level
in order for sleep to become a standard item for review during
routine health assessments. Moreover, effective sleep assessment
should be broad enough to screen for all kinds of sleep issues,
yet focused enough to target specific individual parental concerns
and needs [40]. This approach should result in healthcare-based
interventions that are tailored to the unique and diverse fam-
ily situations.

Strengths and limitations

It should be noted that the term ‘sleep problems’ in this article is
solely based on parent reports (i.e. whether they perceive their
child’s sleep as problematic or not) rather than on clinically diag-
nosed sleep problems. Though one could argue whether perceiv-
ing or having a problem is similar, the aim of this paper was to
expose perspectives on care for sleep from a parental viewpoint.

Although we did not specifically recruit parents of children
who experienced sleep problems in their child, those parents who
participated may have been more concerned with sleep issues.
Yet, not all parents included in this study mentioned sleep

problems, and some of them still described concerns and needs
related to their child’s care for sleep.

Four parents were reflecting on a past period when their child
was aged 1–8 years rather than being interviewed about their cur-
rent experiences. A potential recall bias of these parents could
have impacted the data. On the other hand, the contributions of
parents of older children could have enriched the data by intro-
ducing different perspectives on the care for sleep of their child
during the same age period, but viewed in retrospect.

Parents of non-ambulatory children with CP have been
reported to express more needs than parents of ambulatory chil-
dren [41]. It may well be that parents of the most severely
impaired children experienced a greater burden of care demands
at night, with a greater impact on family functioning and well-
being. Concerns about sleep have been found to vary across ages
in children and young people with CP, but are present at every
GMFCS level [40]. Despite the use of a convenience sampling
method, we managed to reach great variation in age and GMFCS
levels between children. This qualitative study was not designed
to investigate correlations, but rather to explore the issues that
families of a child with CP face with regard to care for sleep,
across all levels of motor disability.

Similar to previous literature conducted in this field
[13,21,42,43], our parent sample was dominated by (highly-
educated) mothers. Since the responsibilities for caring for a child
with a disability are attributed differently, i.e. based on gender
[44], mothers likely experience sleep problems differently. Future
research should elucidate perspectives of fathers, as well as those
of siblings and the children with CP themselves.

Conclusions

This qualitative study allowed us to hear the voices of parents by
addressing their perspectives on the care for sleep of their child
with CP. Parents face numerous challenges caring for their child’s
sleep which are hampered by perceived shortcomings in health-
care. In order to prevent poor health outcomes in families of chil-
dren with CP, sleep needs to be acknowledged within the
paediatric setting. Clinicians should routinely inquire about sleep
during clinical follow-ups, in order to identify sleep problems early
on. A proactive, non-judgmental, and family-centered approach is
needed from healthcare professionals.
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