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Background: Parents of children and youth with special healthcare needs (PCHN) are under particular pressure
that can lead to physical, emotional, and social difficulties. Respite care services provide temporary relief for
PCHNs from their caregiving responsibilities. Several studies have examined why PCHNs do not make greater
use of these potentially supportive services, but existing studies do not focus on the psychological or subjective
aspects of this process.
Objectives: The present study aims to understand the reasons why PCHNs, mothers in particular, (do not) use
these services, with the underlying goal of understanding what parents' needs and expectations are regarding
these services.
Methods: The present study is based on a qualitative thematic analysis of the experience of respite services of 14
Belgian mothers PCHN.
Results: The results showed that PCHNs regularly exceed their limits and are often on the verge of physical and
emotional exhaustion and that respite services could be away tomeet their needs. However, issues of availability
and accessibility impede equal access to these services.
Conclusions: These findings highlight the need for a comprehensive approach to respite care, by including PCHNs
in the process as early as possible, not normalizing exhaustion as the trigger, and not focusing solely on the needs
of children when the need arises.
Implications for practices: Increasing the flexibility of the services, providing a reassuring environment, facilitating
administrative procedures, and providing information about these services as early as possible appear to be pri-
orities for facilitating the use of respite care services.

© 2023 Elsevier Inc. All rights reserved.
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Parenting is a source of joy and accomplishment but can also be a
challenge in daily life (Mikolajczak & Roskam, 2018). This tension is
heightened for parents caring for a child who is ill or has a disability
(Gérain & Zech, 2020). Currently, an estimated 4% of households in
the European Union include children aged 0–16 who face a limitation
in daily activities due to a health condition (Eurostat, 2018), leading
their parents to be “parent carers”, also known as parents of child
(ren) or youth with special healthcare needs (PCHN) (Whitmore,
2016). In addition to their already potentially demanding parenting
role, PCHNs are required to perform a wide range of additional care-
related tasks (e.g., hygiene and medical care, coordination, logistics,
and information seeking). This task overload has been shown to put
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parents under pressure, including poorer mental health indicators
than parents of typical children (Gérain & Zech, 2020), and can lead to
physical, emotional, and social difficulties. This includes reduced vital-
ity, poorer sleep quality, more depressive emotions, and impaired social
functioning (Hatzmann et al., 2008; Scherer et al., 2019). Mothers of
CHN have also been shown to be more likely to develop depression,
heart disease, or diabetes than mothers of healthy children (Fraser
et al., 2021).

Several services and institutions are designed to provide daily sup-
port to these parents (Tétreault et al., 2014). These forms of support
aim at helping the parents through a large set of services, from meals-
on-wheels or providing information, to helping with paramedical care.
In the face of the important array of tasks that PCHN must perform
and the associated risk of exhaustion, a particular form of support ser-
vice is growingly implemented, respite care (Knighting et al., 2021).
“Already too late”: A qualitative study of respite care among mothers
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https://doi.org/10.1016/j.pedn.2023.06.017
mailto:anne-catherine.dubois@uclouvain.be
https://doi.org/10.1016/j.pedn.2023.06.017
http://www.sciencedirect.com/science/journal/
www.pediatricnursing.org
https://doi.org/10.1016/j.pedn.2023.06.017


A.-C. Dubois, N. Seghers, I. Van Dorsselaer et al. Journal of Pediatric Nursing xxx (xxxx) xxx
Respite care can be defined as the provision to the PCHN of temporary
relief from their caregiving responsibilities (Whitmore, 2016). Respite
care generally takes the form of residential respite (i.e., institutions
hosting for a short period the CHNwith orwithout the PCHNbeingpres-
ent) or of an in-home respite (where a professional caregiver comes
into the home and takes care of the child while PCHN can do something
else) (Knighting et al., 2021). Other forms of respite care also exist such
as hospital-based overnight care, breaks in another family's home, resi-
dential holidays, and breaks provided through leisure schemes
(McConkey & Adams, 2000). To date, there is conflicting evidence that
respite care services offer a benefit for the CHN, but growing evidence
shows that it benefits the PCHN through having more free time, better
mental health, the opportunity to better adjust to their role, and better
relationship quality with their partner (Broady & Aggar, 2017;
Knighting et al., 2021; Remedios et al., 2015; Suzuki & Kamibeppu,
2022).

Beyond the sole criteria of the efficacy of respite care, it is observed
that PCHN are in demand of such services, irrespective of the specific di-
agnosis of their child (Cooke et al., 2020; Huus et al., 2017; Remedios
et al., 2015). This observation must however be contrasted by accounts
of the difficulties PCHN have to access these services (Broady & Aggar,
2017; Cooke et al., 2020). Despite the importance respite can hold in
their expectations, PCHNs appear to only make limited use of these ser-
vices (Knighting et al., 2021). This necessarily raises the question of the
reasons for that gap.

Several studies have investigated barriers and facilitators of using re-
spite care services. In their synthesis addressing respite in children with
autism spectrumdisorder, Cooke et al. (2020) highlighted that access to
these services could be qualified as a “relentless journey” due to the nu-
merous difficulties, but they showed that we lack evidence in terms of
the subjective experience of the PCHN on how they experience this
journey. Someevidence exists regardingwhat can be qualified as a com-
plex parental decision-making process (Dubois et al., 2018): a recent
study highlighted institutional and structural barriers to access to such
services (Graaf et al., 2022); a review highlighted barriers and facilita-
tors but for young adults (above 18 years old) (Knighting et al., 2021);
and a study on the subjective experience focused on the American
context (Whitmore & Snethen, 2018). These investigations show that
attempts have been made to understand the barriers and facilitators,
but they lack the focus on psychological or subjective aspects of that
journey in the context of West European social welfare systems.

Objective and design overview

Based on these elements, the present study aims at understanding
the reasons why PCHNs, mothers in particular, (do not) use respite
care services with the underlying goal of understanding what are the
needs and expectations of the PCHN regarding such services.

Methods

To answer those questions, the present study is based on a qualita-
tive thematic investigation of the experience of respite care of mothers
PCHN in Belgium. This study uses the Journal Article Reporting
Standards for Qualitative Research (JARS-Qual, Levitt et al., 2018).

Researchers' description

This project was initiated by the King Baudouin Foundation to map
the current supply of respite care services in Belgium and understand
the subjective experiences of the PCHN in this context, to develop the
supply of respite care services and providing national recommendations
for increasing quality and access to these services. Several Belgian re-
searchers and collaborators were involved. Two of them are researchers
and professionals working with PCHN, including in respite care. Two
collaborators are members of the King Baudouin Foundation. The
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interviewer is a reporter trained in research to conduct semi-directive
interviews. The last author is a researcher working in informal care
research.

Participants' recruitment and selection process

To be included in this study, mothers had to meet the following in-
clusion criteria: a) to be a parent of a child with a disease or disability
between 0 and 18 years old and b) to be willing to share their experi-
ence with respite, c) in French or Dutch. The choice of participants
was based on a desire to cover the whole country from a geographical
point of viewwith a linguistic parity of interviewees, as disability policy
is a regionalized issue in Belgium. The original estimatewas to interview
2 participants per province (Belgium has 10 provinces). Regular discus-
sions within the research team throughout the data collection process
led to stopping the interviews once the participants' responses no lon-
ger provided new evidence to address the research objectives i.e., after
14 interviews. The sampling was purposive (Campbell et al., 2020), to
have mothers from different socioeconomic backgrounds with children
with diverse health problems. Mothers were recruited through the pro-
fessional activity of 2 researchers in the team who referred mothers
PCHNs to participate in the study.

Based on these criteria, 14 mothers participated in the interviews: 5
in Flanders, 5 in Wallonia, and 4 in Brussels, with an adequate distribu-
tion across all provinces of Belgium. The profile of the children was di-
verse in terms of pathology, care received, and age (see Table 1).

Data collection

Given the exploratory nature of our study, based on the absence of a
clear theoretical rationale for that context and the need to let the partic-
ipants express their subjective experiences, we opted for a qualitative
approach based on individual semi-directed interviews with mothers
PCHN. We did not aim to verify hypotheses but to gain a better under-
standing of a phenomenon that is little described in the literature.
Interviews were conducted by the interviewer, either in French or
Dutch. They took place between January 15, 2021, and March 13,
2021. Twomothers were met face-to-face, 9 parents were met virtually
(via Zoom or Teams), and three through a phone interview. The dura-
tion of the interviews was between 60 and 90 min. One interview had
to be interrupted several times due to the child's medical condition
and was eventually cut short.

The interview guide included open-ended questions about family
composition, mothers' need for respite, barriers, or difficulties in
accessing respite services, and gaps in the existing offer in Belgium. It
can be found in Appendix 1. Participating mothers PCHNs signed a
consent form for their participation and use of their data before their
interview.

Data analysis

All interviews were recorded and transcribed in full for thematic
analysis (Braun & Clarke, 2006, 2019, 2020) as part of an iterative pro-
cess of data collection and analysis. This method of data analysis was
chosen to favor a broad view of the experience of PCHN. It has the dou-
ble advantage of being iterative while allowing a global understanding
of a phenomenon (Mucchielli, 2009). The thematic categories were ini-
tially partially predefined according to the research objectives: a) the
respite experience of PCHN (to understand the reasons why PCHNs
(do not) use respite care services) and b) the identification of the gaps
(through PCHN's needs and expectations). As the iterative process of
collecting and analyzing information progressed, sub-categories were
created within these two broad categories as part of an inductive ap-
proach. The objective of this first stage of analysis was to code the
data collected while remaining very close to the empirical material,
based on verbatim statements directly extracted from the transcript. A



Table 1
Description of the interviewed mothers.

N° Gender Partnered/solo Number of
children

Age of children CHN
age

CHN
gender

Diagnostic Professional status of parents Province

1. F Partnered 3 14–12-9 12 F Autism and mental disability Mother part-time
Father full-time

West Flanders

2. F Partnered 3 20–18-17 18 F Autism and mental disability Mother 4/5
Father full-time

West Flanders

3. F Partnered 3 11–9-4 9 M Multiple disabilities Mother 3/5
Father full-time

Brussels

4. F Partnered 5 33–32–31-26-18 18 M Down syndrome and behavioral issues Housewife
Father retired

Brussels

5. F Divorced 2 10–8 10 M Genetic disease with rare cardiopathy Mother full-time
Father full-time

Liege

6. F Partnered 3 14–13-11 11 F Overall developmental delay Mother full-time
Father full-time

Antwerp

7. F Partnered 3 12,5–14-7 7 F Cardiopathy and leukemia Mother burnout
Father full-time

Walloon
Brabant

8. F Partnered 3 9–7-4 7 M Down Syndrome Mother full-time
Father full-time

Antwerp

9. F Partnered 2 14–4,5 14 M Fragile X syndrome Mother work leave
Father full-time

Hainaut

10. F Single mother 1 6 6 M Orphan disease Part time East Flanders
11. F Partnered 2 17–14 17 M Autism Mother 3/4

Father full-time
Luxemburg

12. F Partnered 2 8–2.5 8 M Genetic disease and epilepsy Mother sick leave
Father full-time

Brussels

13. F Partnered 3 7–5-3 5 M Refractory epilepsy Mother full-time
Father full-time
(+ both complementary activities)

Namur

14. F Partnered 3 11–5-3 3 M Neurodegenerative disease Mother full-time
Father househusband

Brussels

Note: CHN = Child with healthcare needs. F = Female. M = Male.
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second step of categorization allowed to take a certain distance from the
participants' comments and classify them into themes (Paillé &
Mucchielli, 2003). They were enriched and discussed within the re-
search team throughout the analysis process in a triangulation approach
(Guion et al., 2011). The results presented here are summaries of these
themes, illustrated by anonymized quotes. Table 2 displays examples of
quotes for each theme.

Ethical considerations

The present study followed ethical institutional guidelines and
stemmed from a larger project that received ethical approval from the
local ethics committee. It complies with the Declaration of Helsinki
(Ethical Principles for Medical Research Involving Human Subjects).
The procedures involved in this research were fully explained to the
participants before they agreed to participate and provided their con-
sent to the use of their data for scientific purposes. Confidentiality, ano-
nymity, and privacy were maintained throughout the research process.
Only the interviewer and first author had access to the identification of
the participants and the other authors had access to pseudonymized
data (i.e., content of the interviews). Data were stored on institutional
encrypted repositories, in accordance with data protection regulations.

Results

The results of our study are organized around several key themes
that elucidate the complexities of the respite care experience for parents
of children with healthcare needs (PCHN). First, “An important, urgent,
constant need” delves into the physical and psychological difficulties
PCHN face, often silently, until their distress reaches an acute level.
Respite care isn't seen as a regular support system but as an extreme
solution to avoid total burnout. The second theme, “Rhythm and Isola-
tion”, highlights the inherent disparity between the lives of families
with CHN and those without. The special needs of a child often disrupt
family dynamics and social connections, which indirectly increases the
burden on parents and reduces opportunities for informal respite. The
3

third theme, “A Difficult Search and a Disparate, Insufficient, and Some-
times Inaccessible Offer”, emphasizes the difficulties parents face while
seeking respite services, including limited availability, longwaiting lists,
geographic inequality, financial constraints, and burdensome adminis-
trative processes. “An Emotional Experience”, the fourth theme, delves
into the emotional turmoil parents experience when they consider or
use respite services. It explores feelings of guilt, failure, loss of control,
and an ever-present worry about their child's well-being, even when
they are in respite care. Finally, the theme “Respite Care: Identifying
Gaps” underscores the existing gaps in the current respite care system
and offers insights into what PCHN see as potential solutions. This in-
cludes the need for more specialized services, flexibility in service avail-
ability, proactive professional support, and a simplified respite process
that takes into account the immense physical and emotional demands
of caring for a child with high needs. These themes provide a nuanced
understanding of the respite experience from the perspective of PCHN,
revealing not only the struggles they endure but also their resilience
and determination in their caregiving role.

An important, urgent, constant need

Themothers PCHN interviewed are aware that they regularly exceed
their physical and psychological limits to take care of their child and try
to preserve a personal and family balance already weakened by the ill-
ness or disability of the child. Their need for respite does not only consist
of a fewdays' stay in a care facility dedicated to respite, even if the fact of
being momentarily relieved of their responsibilities or the constant call
of “Mum!” is vital for many mothers to hold on over time. The need for
respite also translates into the need to have small moments for oneself,
to take a walk, for a dinner as a couple, to be at homewithout being dis-
turbed, simply enjoying the silence. These moments are rare, too rare,
and yet the need is real.

The process of entrusting their child to a respite care facility is not
simple; it takes time. Many of the PCHN interviewed did not express
their needs until several years after the start of care, despite knowing
about the existence of a respite facility when the accumulated sleep



Table 2
Examples of quotes for each theme.

Themes Quotes

An important, urgent, constant need I don't have the strength to do it. Just
packing and making sure he has everything
he needs with him takes three hours. I'm at
the end of my tether, and the mental
pressure to organize such a trip is too great.
It's easier for me to take care of him myself
than to have to explain everything from A to
Z to a respite care facility.

Asking for respite to really get away from
constantly going off lights and alarms.

You can't ask what isn't there…
Rhythm and isolation During the week, when M. is in boarding

school, we are like a “normal” family, but on
weekends, we are again that family
constrained by baby schedules.

A difficult search and a disparate,
insufficient, and sometimes
inaccessible offer

It's like being in a refugee boat and having
to push someone else out of it to survive the
crossing

You are almost tempted to keep your mouth
closed when you have found a good
solution.

Are there other parents who might need it
more than me?

An emotional experience She's constantly on my shoulder, even when
she's not here.

I have already lost so much control, so I don't
want to give up that control.

My feelings as a mom are hurt. A service, no
matter how professional, tends to catalog
the disabilities and no longer see the child
behind them.

Respite care: identifying gaps It's a tough question: when do I feel the
need to take a break? You know the supply
isn't there, so you make do with what you
have

Respite care is only for emergencies now. But
we live in an emergency all the time…

If that process of acceptance doesn't happen, it
will be harder for parents to call for help.

What alignment of the planets does it take to
have a place in a respite service?

What is the point of informing parents about a
service that, once contacted, simply offers
registration on a two-year waiting list?

If families have to adapt to respite services,
part of the respite effect is lost anyway.
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deprivation and physical and emotional exhaustion became unbearable,
and their body signaled that they were in danger of collapsing.

They are often supported and even pushed in their decision-making
by the professionals who care for their children and who notice their
growing fatigue. However, they do not always feel understood and
heard in their needs. According to them, respite services and the profes-
sionals who accompany them do not always realize that when they fi-
nally ask for respite, they've been “drowning” for a long time; they
only ask for help when they have no other choice.

Guilt often gets in the way of making that decision. Entrusting their
child to the care of an unfamiliar person or team means facing several
issues, such as the fear that their child will not be as well cared for as
at home; that they will not be as safe as at home; that the caregivers
will not be able to detect a problem; that the child will not be comfort-
able with caregivers who do not know what every gesture, every head
movement, every look, every sound means.

Organizing a respite stay is also a great mental burden for PCHN.
Gathering all the child's things,making sure they haven't forgotten any-
thing puts a strain on the PCHN: “I don't have the strength to do it. Just
packing and making sure he has everything he needs with him takes
three hours. I'm at the end ofmy tether, and themental pressure to organize
such a trip is too great. It's easier for me to take care of him myself than to
have to explain everything from A to Z to a respite care facility”.
4

Rhythm and isolation

While siblings are still young, being a PCHNfitsmore seamlessly into
the “flow” of family life, because what they do for the CHN, also meets
the needs of the siblings, all of whom are still dependent on their
parents. This situation changes when the other children in the family
grow up and develop other needs and become more autonomous:
“During the week, when M. is in boarding school, we are like a “normal“
family, but on weekends, we are again that family constrained by baby
schedules”.

It is a gap that also isolates families socially and consequently
impairs their ability to receive informal respite. Like many parents, the
interviewed PCHN would like to be able to rely on family members to
recharge their batteries. For many participants, family members were
reluctant to commit to this, either out of fear or unwillingness to provide
the care needed. Grandparents cannot always cope with intensive and
increasing care for CHN and drop out. Families caring for a sick or dis-
abled child are therefore missing those small moments of respite from
the daily grind that “normal” families can enjoywhen, for example, chil-
dren go to spend the weekend with grandparents. The need for respite
care is evenmore important during the school holidays. Not only to rec-
oncile work and family life but also to find time for the other children in
the family, who often lack attention from their parents.

While for some mothers, work is a kind of refuge, allowing them to
escape the “disability bubble”, working life is also impacted by the real-
ity of a child's illness or disability, forcing some mothers to stop work-
ing, which sometimes puts the family in a precarious financial
situation, and therefore hinders access to respite solutions. Many par-
ents - almost always the mother - consequently exhaust all possible
forms of parental leave, care credit, and career breaks, which, in the
long run, also influence their career and retirement prospects.

A difficult search and a disparate, insufficient, and sometimes inaccessible
offer

For somemothers, it took several years to find out that there are re-
spite formulas they could use because no one brought it to their atten-
tion. All interviewed PCHNs highlighted that the offer of respite care is
too limited, whether for residential care or care at home, for short or
long periods, for planned stays, or for emergencies. This observation is
even more striking during school holidays when waiting lists are very
long. This means that stays must often be planned up to a year in ad-
vance. Therefore, the offer lacks flexibility while living with a CHN is
full of uncertainties, which makes it impossible to anticipate when re-
spite will be needed. In addition, the more intensive and specialized
the child's care needs are, the more limited the supply is, while the
need for respite is greater for the parents involved. This observation is
particularly striking for parents of childrenwith autismor behavioral is-
sues, as they are excluded from some respite facilities.

Because there is not enough capacity for everyone, parents tend to
measure their need for respite to the needs of other parents who may
need itmore than they do. It can go as far as to refuse to contact a respite
service tomake room for others: “It's like being in a refugee boat and hav-
ing to push someone else out of it to survive the crossing”. Thus, some par-
ents feel that they are competing with other parents, and that
represents an important barrier to request such service.

As a result, PCHN feel that they have to “do it yourself” to find respite
by, for example, turning to students training in the healthcare field to
provide babysitting at home for a few hours. Not all have sufficient fi-
nancial means to fund such additional support services, especially
since parents of a child requiring intensive care experience financial
stress. For one interviewed mother, both parents worked full-time,
and both had additional jobs on the side to pay for home adaptations.
In several families, one of the partners had reduced their working
hours or stoppedworking because it was paradoxicallymore financially
sustainable than having to pay for support. Every euro is counted,
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despite the presence of financial aid in one region. This applies particu-
larly to more precarious families (e.g., single parents or with low in-
come) for whom the difficulties accumulate and may reinforce each
other.

The geographical dimension was also important, as respite care ser-
vices are unevenly distributed throughout the territory. Half the country
does not yet have one residential respite home for childrenwith impor-
tantmedical needs. These parents then spendmany hours traveling to a
respite center, or they give up on the idea because of the distance.

Finally, the administrative steps that allow access to respite are
sometimes very burdensome, very long, and energy-consuming. “An in-
troductory interview, an intake interview, a home visit, a four-page ques-
tionnaire, the collection of medical certificates …”, are all sources of
discouragement that hinder access to respite.

An emotional experience

Feeling welcome in a respite facility, without judgment, is the
most important element for parents who accept respite. The quality
of the first contact lays the foundation for the trust that is gradually
established between a respite service and a family. Added to this
are other ingredients for a successful respite experience, such as
honest and transparent communication, creativity, affection for
their child, and the desire to help them experience happy moments
by stimulating them and giving them the chance to discover and ex-
periment. Finally, an adapted medical and paramedical follow-up
(e.g., doctor or nurse who is present, contact with family GP), spe-
cialized educators, and driven trained volunteers to supervise the
child during their stay allow the parents to be reassured and condi-
tion their capacity to let go.

During the respite stay, the child is never absent from the mothers'
thoughts. The mental burden remains even when the child is in respite
care and therefore, even when PCHN have time for themselves, they
struggle with the mental burden: “She's constantly on my shoulder,
even when she's not here”. In those moments, mothers experience guilt
or sadness that their family is not complete. The first respite episodes
are especially emotionally difficult. Sometimes they remain so for a
long time. It becomes even more difficult when the child realizes that
their family is having a good time with their siblings while they are in
respite care.

Overall, and while they acknowledge that respite can be beneficial,
interviewed PCHN reported that entrusting their child to such a service
generates feelings of failure about their parenting, a loss of control that
they find difficult to contemplate: “I have already lost so much control, so
I don't want to give up that control”. Accepting respite also means admit-
ting to the outside world that their child has a disability and that they
are not only amother but also a family caregiver, with the implicit mes-
sage that they cannot handle the situation on their own. This duality
also puts them in the difficult position of at the same time wanting to
take a few days off from their caregiving role while maintaining their
parenting role.

Respite care: identifying gaps

Because of the lack of available respite spaces and the guilt they
feel, parents become exhausted and finally access respite only too
late or never. There is a certain fatalism or resignation in their
words: “It's a tough question: when do I feel the need to take a break?
You know the supply isn't there, so you make do with what you have”.
Therefore, every interviewed mother stressed the need to develop
more specialized or medicalized respite services allowing children to
access activities adapted to their needs, including small structures
better distributed throughout the territory. Mobile teams (“flying
teams”) from these respite institutions could also offer specialized re-
spite care at home for a shorter period, allowing for more flexibility,
5

including the possibility of being called at the last minute. That way,
PCHNwould feel more comfortable entrusting their children to famil-
iar faces in a familiar environment. These mobile teams could be a
stepping stone to residential respite care, which often represents a
more difficult step to take for parents, especially when children are
very young.

Currently, respite is seen as a last resort: “Respite care is only for
emergencies now. But we live in an emergency all the time”. Parents felt
that they would be better able to continue caring for their child in the
long term if the services had the following characteristics: a) knowing
the service is always available, b) that it can be set up quickly (i.e., in
case of emergencies), c) requires a limited amount of preparation be-
forehand, d) is available before they are completely exhausted, and
e) being sure that their child is in safe hands. With these conditions in
place, the parents would be more willing and more receptive to benefit
from these services.

Some mothers have indicated that they had needed intensive emo-
tional and psychological support in the months and years following
birth or diagnosis of their child. In that context, they emphasize the
need to receive information about respite care services from a maxi-
mum of sources, especially through care professionals but also special
education schools. It seems that it would be easier for parents to move
towards respite care and accept help if they receive professionals' sup-
port and adequate information from the beginning of their journey. In
their view, respite is seen as a process that takes time: “If that process
of acceptance doesn't happen, it will be harder for parents to call for help “.

Their ideal would be to call upon a reference person for respite care,
who could liaise with the respite care services, coordinate the various
parties involved with the child and their families, and support the par-
ents in the practical organization of a respite stay, based on the parent's
specific needs. Logistical help with travel, medical and paramedical ap-
pointments, and daily organization would also be a real relief. Overall,
being able to count on people who can accompany exhausted parents
on the obstacle course when searching for appropriate help and equip-
ment would make a difference.

Discussion

Synthesis of the results

In response to the objectives of this research – to better understand
the reasons why PCHN, and particularly mothers, (do not) use respite
care and to question their needs and expectations of respite care ser-
vices – these results highlight a real need for respite in parents who reg-
ularly exceed their limits and continually border on physical,
psychological, and emotional exhaustion. Guilt and mental burden hin-
der a long and fragile decision-making process, tinged with multiple
emotions. Other obstacles were highlighted by the participants, such
as the search for a solution, which can quickly become an obstacle
course due to the limited number of places and the administrative pro-
cedures that complicate the process. Moreover, in such a small country,
the offer of respite care is disparate and insufficient, sometimes inacces-
sible, depending on the place of living, the household income, the de-
pendence of the child, and the specificity of their needs. Many parents
facing this reality find themselves socially isolated as sources of support
tend to dry up over time, depending on the evolution of the child's ill-
ness or disability. To fill the gaps identified by the respondents, they em-
phasize the need to develop residential respite care, but also respite at
home, with the implementation of mobile teams that could intervene
even at the last minute, depending on the family's needs. Receiving ap-
propriate emotional support and being informed of respite possibilities
as soon as the diagnosis is announcedwould allow for better support for
the parent. It could alleviate the search that everyone is currently doing
on their own and the feeling of sometimes taking the place of parents
who need it more.
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Social inequalities

It is striking that the issue of social inequality came up repeatedly in
the participants' discourse. In the literature, it has been shown that in
lower-income neighborhoods, parents are less likely to report their
child's disability in state and welfare support (Bywaters et al., 2016). If
the child's disability is not declared, access to accompaniment or sup-
port solutions is even more complex. More globally, it has been shown
that parents of children with complex chronic conditions face more so-
cial inequalities than parents of healthy children (Dowling & Dolan,
2001). This is particularly striking regarding our result that mothers
are often more affected professionally, echoing broader observations
of the differentiated impact of motherhood based on gender
(e.g., Cukrowska-Torzewska & Matysiak, 2020). Social inequities in
PCHN are therefore a source and a consequence that should be ad-
dressed in policies targeting families.

On a broader scale, this recurring observation throughout the inter-
views shows that it is necessary to go beyond the individual level and to
think on a societal scale to integrate the experiences and needs of these
families into our public policies to broaden the concept and offer of re-
spite. This would mean that parents would no longer have to wait
until they have reached a level of exhaustion that puts their health at
risk before allowing themselves to benefit from the support to which
they are entitled but which they refuse because they feel guilty about
“pushing out of the way a parent who needs it more than they do”, as
one mother put it, comparing it to the experience of refugees in
lifeboats.

The need for personalized support and comprehensive care

Another salient finding is that respite care is still often focused on
housing the child in a safe environment to allow parents to take time
for themselves. Yet, when children are welcomed into a respite home
and given care and time tailored to their needs, parents are often left
alone, faced with the guilt of having entrusted their child to strangers
for a break, with the feeling that they can no longer manage, and left
alone with their exhaustion. The results of a previous study carried
out in Belgium (Dubois et al., 2020) underlined the need to not only
focus on the child's illness or disability and to focusmore on the parent's
needs when conceiving, developing, and implementing respite care ser-
vices, rather than exclusively focusing on the child.

What type of support should then be offered to families when it
comes to respite? A global approach to family care, while providing
more targeted interventions for each of the family members (for the
child, for the parents, and the siblings). This calls for recognizing the
skills of the parent but also meeting their identity as a man or
woman, in their complexity, and not only their identity as PCHN
(Peille, 2016). This is consistent with insights into the Family Quality
of Life (FQOL). Family quality of life is concerned with the degree to
which individuals experience their quality of life within the family
context, as well as with how the family has opportunities to pursue
its important possibilities and achieve its goals in the community
and the society in which it is a part (Brown & Brown, 2014). Respite
care gives parents and siblings the space to focus onwhat is important
for their quality of life. Taking care of your health (e.g., by resting),
having time for leisure and enjoyable social contacts, and having ade-
quate support by services are 4 dimensions of FQOL on which respite
care has a direct positive impact.

Spaces to be heard in their suffering and desires as individuals
should allow PCHN to settle while the child is in care. Offering parents
group interventions would allow them to feel less alone while facilitat-
ing the expression of emotions and drawing on each other's resources.
Siblings must also be able to express themselves and be heard in what
they are experiencing. They must have a space to express their own
needs and desires and equally talk about jealousy or even hostility to-
wards the sibling with a disability. Group sessions supervised by
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professionalswould allow this tohappenwhile respecting each person's
pace (Gauthier, 2013).

Increasing the offer of respite is certainly a solution to be considered
and implemented without delay, but the presence of two competing
temporalities complicates the decision-making process of parents
(Chenard, 2015). They are torn between a) the long time they need to ac-
cept their own need for respite in a “respite process” and b) the urgency
to implement solutions to avoid falling into exhaustion or to be able to
face unexpected and immediate needs of daily life. These competing de-
mands should also be considered by healthcare professionals who pro-
pose such solutions to PCHN and see that they are reluctant to use them.

Strengths and limits

One of the strengths of this study is that it is based on a qualitative
design, which captured the complex experiences, emotions, and chal-
lenges of PCHNs in accessing respite care services. Through thismethod,
it was possible to highlight the emotional challenges that PCHNs face,
and how their subjective experience may be influenced by the chal-
lenges they face during their journey to respite services. Furthermore,
by showing that some barriers are individual (e.g., the process of per-
sonal acceptance) and others contextual (e.g., accessibility), the present
study provides parallel avenues for action to promote respite care acces-
sibility. Among these, the importance of proactive communication and
the creation of flying respite teams seem to be particularly promising.
Finally, and becausemothers PCHNs are often difficult to recruit because
they are very busy and because the study took place during the COVID-
19 pandemic, data collection was adapted to meet all participant's
needs and preferences (e.g., using videoconferencing), apparentlywith-
out compromising the quality of the results.

In terms of limitations, focusing only on mothers provided interest-
ing insights, but does not allow for a potential gender-based compari-
son. Although women are more likely to be caregivers and to
participate in caregiving studies, this may have limited the potential
gender leverage that can be suggested based on these results. Also, the
specific geographic focus provided important insights that can be gener-
alized but may be limited to countries with comparable health and so-
cial services. Finally, the sampling may have influenced the present
results, as all participatingmothers were contacted through convenient
sampling, and saturation was reached before other recruitment
methods were needed.

Implications to practice

The results from this study have several implications for providing
and organizing respite care for PCHN. Firstly, they show that the need
for respite extends beyond temporary institutional care and includes
smaller, everyday moments of personal time. Service providers should
therefore adopt a flexible, individualized approach to respite that ac-
counts for these smallmoments as complementaryways of providing re-
spite. Secondly, emotional challenges associated with the decision to use
respite lead to a significant emotional burden that may hinder adequate
use. Providers should work towards establishing trust and ensuring
clear, transparent communication to acknowledge and help mitigate
guilt and fear early in the process. Thirdly, administrative procedures
can often pose an overwhelming obstacle to accessing services. As
such, efforts should be made to simplify and streamline these processes,
minimizing the bureaucratic burden on parents. A dedicated coordinator
or liaison (“single person of contact”), who could guide parents through
this system, could be an effective solution. Fourth, the mismatch be-
tween the demand for respite services and the available supply indicates
a need for increased resources and capacity building within the sector.
The introduction of mobile “flying teams” who can provide home-
based respite care could enhance service flexibility and reach, particu-
larly in regions currently underserved. Furthermore, this would cater to
parents who prefer their children to receive care in a familiar
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environment. Lastly, parents often reach a point of exhaustion before
accessing respite services. Professionals should proactively communicate
about available respite services from the beginning of the care journey,
ensuring parents are well-informed and feel supported in seeking help.

Conclusion and perspectives

In conclusion, allowing each PCHN to rest and be heard is already of-
fering a moment of respite, a time to recharge their batteries. It allows
them to question the meaning of what is experienced, identify the per-
sonal and environmental resources,find their pathways to a better Fam-
ily Quality Of Life, and choose respite solutions as a powerful element in
sustainable care for their child.

Going beyond the individual framework to question the needs at the
societal level would allow researchers and professionals to consider pol-
icies that offer these families the legitimacy to exist with the richness of
their differences. Informing and training professionals to recognize the
signs of parental fatigue, guiding them towards support solutions, and
offering them global support at the same pace as their child would
allow them to act before exhaustion. Then these parents could express
their needs and professionals could co-construct with them global re-
sponses adapted to their demands, in sufficient numbers to avoid the
guilt of having stolen the neighbor's place. Policies must prioritize
investing in children and their families and ensure that adequate and
quality support is provided through a systemic two-generation approach
based on the interrelated well-being of children and their parents.
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Appendix 1. Interview guide

0) Context

Can you give us information about the composition of your family?
What is the health-related difficulty that one of your children has?

Which care does it require?

A) Circumstances

At what times or in what circumstances do you rely (or would you
like to be able to rely) on respite care?
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Are there times in your child's life/illness course when you need re-
spite care more than at other times?

Are there times during the year when you need respite care more
than at other times?

B) Planning and crisis

Can you estimate and plan your need for respite in advance?
Are you more often in need of respite in the very short term (a few

days or weeks) or slightly longer term (a few months)?
Do you often need crisis care?

C) Searching and finding
Do you find respite care easily if you need longer-term help? If you

need short-term help? Do you find respite care quickly when things
suddenly become too much?

On average, how long do you have to search before you find respite
care?

What elements are decisive for you in your choice of offerings?What
do you balk at?

Do you find the offer you are looking for?
Do you sometimes/often have to settle for an offer that is not fully in

line with what you need? With what your child needs?
If you did not find (appropriate) organized respite care, did you find

alternatives?

D) The search process
How do you search for services for your child? Do you find informa-

tion about the offer easily? What is the quality of that information?
Do you have an overview of available places easily?
Can you find respite care in your own region or do you have to look

outside?
Are there opportunities you would like to see offered in your region

that are not there?
Are the facilities you want to use easily accessible?

E) Application and cost
Is it immediately clear how much your own share of the price is?
What is the application process like?

F) Satisfaction
Are you satisfied with the respite care you found? Why yes? Why

not?
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