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ABSTRACT

Background: Many high-income countries are seeking to adapt services to meet the needs of the growing population of
children with medical complexity and their families but concerns have been raised about the quality of this care. To understand
family caregivers' experiences of services and identify priorities for improvement we need to synthesise research about families'
experiences of services for children with medical complexity.

Objectives: To systematically identify and synthesise the qualitative evidence of family caregivers' experiences of health, care
and education services for children with medical complexity.

Methods: Systematic searches were conducted in MEDLINE, CINAHL, EMBASE, PsycINFO and ERIC from January 2011
to March 2024. Studies were assessed for methodological quality and data richness and synthesized using thematic
synthesis.

Results: Seventy-one studies met the eligibility criteria. A purposive sample of 29 studies was taken, selecting good-
quality papers with rich data. These studies described the experience of 524 family caregivers and focused mostly on
hospital care and care in the home. No studies were identified that focused specifically on family caregivers' experiences
of education or social care services. Most studies were from the United States and Canada. The overarching theme was
‘concern for child's safety’ with three subthemes: ‘interactions with professionals’, ‘caring for the whole family’ and
‘system organisation’.

Conclusions: Family caregivers' priority is maintaining their child's safety across all settings of care. Fragmented systems and
difficulties trusting professionals exacerbate parents' stress and concern for their child's safety. To keep the child safe and well,
services need to address the needs of the whole family (e.g., parental sleep and mental health, finances, housing). Future
research is needed to address the gap in research on social care services and education.

Patient and Public Contribution: Emerging findings of the review were discussed in a 2-h workshop with six parents of
children with medical complexity. The parents inputted into the development of the analytical themes and helped to shape the
findings of the review.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided the original work is properly
cited.

© 2025 The Author(s). Health Expectations published by John Wiley & Sons Ltd.
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1 | Introduction

Advances in medicine have led to a growing population of
children with medical complexity [1]. Children with medical
complexity are defined as having (i) substantial family identi-
fied needs, (ii) at least one chronic condition which is severe
and/or associated with medical fragility, (iii) severe functional
limitations often associated with technology dependence (e.g.,
tube fed, long-term ventilation) and (iv) high health care usage
with ongoing involvement of multiple service providers [2, 3].
Many different services across health, social care, education and
third-sector organisations are involved in the care of these
children. Concerns have been raised that services are not
meeting the needs of these children, with families reporting
difficulties navigating the system [4-7], problems with the
safety of care [8-10] and issues accessing the required equip-
ment, housing and services [5, 10, 11]. Parents have described
their stress as a direct result of their battles with services rather
than as a result of caregiving [12]. Health, social care and
education systems need to adapt to meet the needs of the
growing population of children with medical complexity.

Internationally, services are seeking to make changes to care
models, but there is a lack of evidence on how best to do this
[13-16]. Understanding the experiences and perspectives of
parents on the services supporting children with medical
complexity will help to inform improvements to services. There
have been a number of primary qualitative studies published
that report on parents and family caregivers' experiences, but
there is no up-to-date review that draws the evidence together
on parents' experiences of care across countries and settings for
children with medical complexity.

This aim of this review is therefore to systematically identify
and conduct a qualitative evidence synthesis of the existing
research to understand family caregivers’ experiences of
health, care and education services for children with medical
complexity.

2 | Methods

This review was registered with PROSPERO (CRD42024526885)
and reported in accordance with Enhancing Transparency in
Reporting the synthesis of Qualitative research (ENTREQ)
guidelines [17].

2.1 | Search Strategy

A comprehensive search strategy was developed using subject
terms and synonyms for the following search concepts:
(i) ‘medical complexity’, (ii) ‘parent/caregiver’ (iii) ‘experiences’
(File S1). A search filter was included in the search to identify
qualitative research. We use the term caregiver to include
family caregivers such as grandparents or older siblings who
have custody of children and are the child’s primary caregiver.
Five bibliographic databases were searched (MEDLINE, EM-
BASE, CINAHL, PsycINFO and ERIC) from January 2011,
which is when Cohen's seminal paper on the definition of

medical complexity was published. The medical complexity of
children has increased due to medical advancements and
increased life expectancy, so studies from before this date were
deemed to be less relevant to current practice. Furthermore,
before 2011, the term ‘medical complexity’ did not have a clear
definition and was not an established term in the literature.
Forward citation searching was also conducted on Cohen et al.'s
paper (a seminal paper in the field) to check for any additional

papers [2].

Title and abstract screening was conducted by one author with
a sample of 20% checked by a second author. The full texts of
potentially relevant studies were screened independently by two
authors (BP & PH), with any disagreements resolved through
discussion with a third reviewer (L.F.). The screening was
completed through Covidence with regular team meeting to
discuss any conflicts.

2.2 | Eligibility Criteria
The full list of inclusion and exclusion criteria is given in
Table 1.

2.3 | Data Extraction

All eligible studies were identified and information such as
author, year of publication, country, setting, aims, methodology,
family caregiver participation, age of children, conditions of
children and findings were extracted and organised into a data
extraction table. Data extraction was completed by one author
(K.D.), and checked by two others (B.P. and P.H.).

2.4 | Purposive Sampling

In qualitative evidence synthesis, including too many papers in
your review can threaten the quality of the synthesis: the more
data there is to synthesise, the less depth and richness the re-
searchers are able to extract from the data [18]. Due to the large
number of relevant studies identified, a two-stage sampling
framework was used to purposively select studies to be included
in the review and take forward for thematic synthesis by sam-
pling for data richness and maximum variation [18]. First,
studies were scored on a scale of one to five based on data
richness in relation to the research question for this review [18]:
the scoring was carried out by two authors independently. Any
conflicts were discussed by the two authors and resolved
through discussion with a third author. In the second stage, the
studies were mapped by country and setting of care to ensure
maximum variation so that no relevant data was missed. All
studies which scored 4 or 5 were included. Most of these studies
were from Canada or the United States. Our focus in this review
was to inform service improvement within the UK context: due
to limited research on children with medical complexity being
conducted in the United Kingdom, the authors included all UK-
based studies if they scored 3 or higher, which resulted in an
additional two included studies. This sample captured a broad
range of study settings.
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TABLE 1 | Inclusion and exclusion criteria.

Included

Excluded

Study type

« Primary qualitative studies and mixed method
studies with a separately reported qualitative
analysis, and qualitative data from questionnaire
surveys if analysed separately

« Studies published in English language, in peer
reviewed journals after 1 January 2011, until
March 2024. This was the year Cohen et al.,
published their paper defining the population of
children with medical complexity. The review will
be restricted to understanding relatively recent
experiences of services, as old service models
before this time period may be outdated now, and
complexity of children's needs have increased in
recent years due to improvements in medical
treatments.

Population « Studies reporting the experiences of family

caregivers of children with medical complexity.
We use the term family caregiver to encompass
mothers, fathers, step-parents, adoptive parents,
legal guardians and long-term foster parents,
recognising that some legal guardians may be
other relatives such as grandparents. We also
include bereaved parents.

« Studies with mixed samples that include the views
of other relatives such as grandparents or siblings
or of children themselves, if > 70% are parents, or
there is a separate analysis of parent data. This
decision was to ensure a focus on primary
caregivers, the majority of whom are parents.

« Studies with mixed samples that include
healthcare professionals if there is a separate
analysis of family caregiver data.

Studies that are not qualitative studies, or do not
include a qualitative analysis: quantitative
studies, systematic reviews, comments, letters,
editorials, notes, news, newspaper articles,
protocols, conference abstracts, literature
reviews.

Studies in which qualitative data has been
analysed quantitatively.

Studies not published in English.

Studies which include children with behavioural
conditions such as ADHD and autism in the
absence of clear evidence in the paper of meeting
all four domains of Cohen's criteria, including
functional limitations that are severe and may
require assistance from medical technologies. If
children had behavioural issues alone, the study
would not be included.

Studies which report on the experiences of health
care professionals without reporting separately the
experiences of parents.

Studies that are reporting only the experience of
grandparents, siblings, or other relatives of
children with medical complexity.

Studies where none of the results/findings are
relevant to experiences of services or what parents
need from services.

Studies which focus on adults > 18 years, or
specifically on issues of transition to adult
services.

2.5 | Quality Appraisal

The Critical Appraisal Skills Programme (CASP) tool [19] was
used to conduct quality assessment of the studies included in
the thematic synthesis. This was conducted by one reviewer and
checked by two authors. Following the quality assessment, a
further two studies which were rated as ‘some concerns’ were
removed from the sample for thematic synthesis.

2.6 | Data Synthesis

Three inductive stages described by Thomas and Harden were
used to conduct the thematic synthesis [20]. This established
method enabled the researchers to aggregate and interpret ex-
isting qualitative evidence clearly and transparently.

In stage 1, each line of text from the result section of the
included studies was line-by-line coded according to its

meaning and content using NVivo. New codes were added
inductively, and each sentence was given at least one code
until a comprehensive bank of codes were developed. The
first stage was carried out by one reviewer, with regular
input from the review team on codes and concepts. The
review team completed Stages 2 (developing descriptive
themes) and 3 (generating analytical themes) together,
meeting regularly to discuss and develop the analytical
themes. The grouping of the codes was also discussed in a
2-h workshop with six parents who were part of an existing
parent advisory group for research on children with life-
limiting conditions and medical complexity. The parents
were presented with all the codes emerging from the data
and illustrative quotes, and discussed their thoughts on the
developing analytical themes. The group included both
bereaved and non-bereaved parents of children with medical
complexity of a range of ages. Five were mothers and one a
father. In the write up, each subtheme is illustrated with
direct participant quotations.
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2.7 | Reflexivity

The members of the review team had a diverse background and
met regularly throughout the review process. Two authors were
health services researchers with backgrounds in psychology
(B.P. and P.H.), one a paediatric clinical academic (L.F.), a
medical student (K.D.) and a qualitative methods expert (L.H.).

3 | Results
3974 records were identified from the databases and 238 full

texts were screened against the eligibility criteria (Figure 1).
From the eligible 71 studies, 29 were selected for the synthesis

following purposive sampling. File S2 gives details of the 42
reports that met the search criteria but were not included in the
synthesis following sampling.

3.1 | Study Characteristics

The characteristics of the included studies are shown in Table 2.
The studies included in the synthesis were undertaken in five
high-income countries: the United States (n=13), Canada
(n=38), United Kingdom (n =5), Australia (n =2) and Sweden
(n=1). They were published from 2011 to 2024, with 20 pub-
lished since 2020. Four studies focused on experiences of ser-
vices during or shortly after the COVID-19 Pandemic.

[ Identification of studies via databases and registers ]
Y
Records identified from*:
= Databases (n = 3974 )
3 Medline (n = 868) o moved efore
:.% Embase (n f 1258) —> Duplicate records removed
= CINAHL (n = 1426) (n = 1503 )
3 PsycINFO (n = 363)
= ERIC (n = 59)
e
Y
Records screened Records excluded**
—>
(n =2471) (n =2233)
Y
Reports sought for retrieval Reports not retrieved
—>
> (n =238) (n=0)
‘S
@
3
3 A4
Reports assessed for eligibility Reports excluded: (n = 167)
(n =238) Wrong population (n = 89)
Conference abstract (n = 48)
Wrong concept (n = 18)
Wrong study design (n = 12)
e
n A4
Studies included in review
(n=71)
Reports of included studies
(n=71)
o
(7]
o
=
© A 4
i
Studies sampled for synthesis
(n=29)
Studies sampled for synthesis
(n=29)
D
FIGURE 1 | Preferred Reporting Items for Systematic Reviews (PRISMA) flowchart showing the inclusion of 29 studies from the 3974 identified.
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(Continued)

TABLE 2

Summary of

methodological

Analysis
methodology

Parent

participants

Condition

Methodology of children

Year of
publication Country

assessment

Age of children

Aims

Setting

Authors

they face when

trying to access

respite.
To better

Some concerns

Thematic

20
participants
Biological

Mixed Range =0->12

conditions

In-depth,
semistructured

Complex

USA

2022

Yu et al.

analysis

years

understand

care service
at hospital

interview

MC

C
caregivers

perceptions of

parents,
n=18 (90%)

Female,
n=19 (95%)

what
constitutes
high-quality

care at a
complex care

center.

Studies focused on experiences of services across a variety of
settings: general health and care services (n = 12), care at home
(n=4), respite provision (n=3), care coordination services
(n=3) and virtual care/telemedicine (n =2). Five studies fo-
cused specifically on hospital care, including general hospital
services (n = 2), paediatric intensive care (n = 1), a complex care
hospital service (n=1) and the transition from hospital to
home (n=1).

The data collection method most frequently used was inter-
views (n=27), followed by focus groups (n=3) and surveys/
questionnaires (n = 2). One study asked parents to create logs of
their care coordination tasks. Four studies used a combination
of methods. A variety of qualitative method were used across
the studies. Thematic analysis was the most common analytical
approach (n =14), others included grounded theory and con-
tent analysis.

3.1.1 |
Children

Characteristics of Participants and Their

524 caregivers participated across the 29 studies. Some studies
reported the exact relationship to the child, whereas others used
general terms such as ‘caregiver’ or indicated whether the
participant was male or female. Of the studies which did clearly
report whether participants were mothers or fathers, there were
228 mothers and 40 fathers. Most of the studies reported the
ages of the children, which ranged from 0 to 28 years old, with
the majority under 19 years.

3.1.2 | Quality Appraisal of Included Studies

Table 2 includes the CASP appraisals of the purposively
included studies: four had no concerns [5, 21-23], one had some
concerns [24] and the remaining 23 had no major concerns. Full
details are given in File S3.

3.2 | Findings

3.21 | Themes: Concern for Child's Safety

The overarching theme was ‘concern for their child's safety’.
Subthemes included: (i) ‘interactions with professionals’,
(i) ‘caring for the whole family’ and (iii) ‘system organisation’
(Figure 2). Concerns for the child's safety arose from negative
interactions with professionals (e.g., a lack of trust in some
professionals), insufficient family support and fragmented sys-
tems. Family caregivers wanted services to prioritise holistic
family care, and above all to support them to keep their
child safe.

3.2.2 | Interactions With Professionals
3.2.21 | The Importance of Being Able to Trust Pro-
fessionals. Family caregivers emphasised the importance of

being able to trust the professionals (healthcare professionals,
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paid carers etc.) caring for their child to carry out routine care
and to manage emergencies. Instances of unsafe care, errors, or
concerns about staff competency were described across hospital
and paid care in the home [4, 5, 25].

We had an emergency where [child] was still very limp
and not awake. The home nurse’s first instinct was to rub
his sternum. She didn't know to grab the blue bag by the
oxygen tank and attach it to his trach and start bagging
while calling for help. He wasn't responsive and then she
ran and got us. We called 911 and they came. The whole
issue with home nursing was that she was not prepared
for an emergency, in this case, a mucus plug. [25]

Family caregivers felt they needed to speak up and challenge
some healthcare professionals and paid carers over their com-
petency and skills. Some described the need to be vigilant and
supervise care at home, on the ward, and in paediatric intensive
care to ensure no mistakes were made [23, 26]. Some felt less
secure in hospital than at home [26] and felt the need to take on
the role of the child's nurse, feeling unable to leave the child's
bedside or sleep [27].

Others reported being unable to sleep because they could not
trust the nurses or carers providing care in their home [4,
28-30], with one parent fitting a video camera to monitor
overnight care following an error [4].

We had nurses in here who didn't know how to suction.
Most of them didn't know how to change a trach... if
you're sending a nurse to a child who needs suctioning...

you'd think you'd send a nurse that knows how to suc-
tion... I mean I had nurses pushing me aside saying they
know what to do and obviously they didn't. We can't go to
sleep and close the door and trust the nurse. [29]

Trust was not only knowing if healthcare professionals and paid
carers were physically able to care for the child, it was also
about how they interacted with the child.

They mistreated her, and treated her like a robot. Every
single time a nurse walked in the room, they treated her
like she was not even there. [31]

For some family caregivers, previous bad experiences led to a
growing mistrust of professionals and the wider system.

There was a time when I felt like I just want to take my
child and go in the woods and take care of my child
because I don't trust that anyone's going to take care of
him properly. [32]

3.2.2.2 | Shared Decision-Making and Respect for
Families' Expertise. Family caregivers highlighted the
importance of having their concerns and expertise listened to
and acknowledged. Some felt that their ‘voice is lost’ when in-
teracting with services [5].

I expressed my frustration to every single professional
that I was speaking to. Sometimes I felt as though my
voice was just bouncing off bare walls and hitting me
back. [5]

Concern for child's safety

1. Interactions
with

professionals

2. Caring for the

whole family

3. System

organisation

' a ~ ~ ' "
i) The importance i) Holistk.: care i) Fragmented
of beingable to  |— for the child and | - —
trust professionals family Y
N J \_ ) \. J
& il s w 2 \
‘u).Shared . ii) System design
decision-making . . that rts th
and respect for ii) Family trauma [ atsupporestie 1=
= ; child and family
\famllles expertise . :
J \_ J

s y -

iii) Compassion
and understanding

\ J \_

iii) The importance
= of reliable care in |—
the home

~

FIGURE 2 | Thematic map.
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Family caregivers varied in how involved they wanted to be in
decision-making. For most it was important to feel ‘my opinion
matters here’ [33] and like they were ‘part of the team’ [23] and
‘not labelled as difficult’ [34].

[Being] treated like an equal part of the team, that helps
me with how to help the doctors do their job and how to
help my son get better, when we're all working together...
[Clinician] is an expert in complex care. [Clinician] is an
expert in GI [gastrointestinal]. As a parent, I'm an expert
on my son. [34]

They valued when healthcare professionals asked their views,
and acknowledged gaps in their own knowledge. However,
there needed to be a balance between parents/carers sharing
their knowledge and not being expected to take over healthcare
professionals’ medical responsibility [26], with some family
caregivers feeling that they were given too much responsibility,
and required to direct their child's care [4, 32].

I realized sitting there in a pediatric hospital ... that
whether or not my son survived metabolic acidosis on a
Saturday evening was on my shoulders. [32]

Family caregivers wanted to be kept informed and for profes-
sionals to explain things clearly [7]. Some described doing ex-
tensive research, for example by reading journal articles or
using Facebook groups to learn from other families' experiences
[7]. They wanted their expertise to be recognised and respected.

What does it hurt for a doctor to hand over a research
paper that they've been just commenting from, or write
out the terminology properly so that the parent can look it
up. Yes, I get Dr. Google is a bad thing, but there's defi-
nitely some importance to that too, so that everybody's
educated on making the best choices. [32]

It was especially important to family caregivers to feel they were
in control of care in the home [35]. Family caregivers were often
involved in training new carers and described the importance of
carers listening to and learning from parental expertise, such as
how to interpret the child's cues [29].

just be my support; don't be another source of stress...I
would love your support, but you have to let me be the
mother and let Rob be the father; let us make the deci-
sions... [35].

Family caregivers wanted professionals to adapt their commu-
nication so the child could also understand and have a voice in
decisions about their care where possible [26].

3.2.2.3 | Compassion and Understanding. Family care-
givers wanted professionals to demonstrate humanness, un-
derstanding and empathy towards them [33, 36], for example,
by showing empathy for their lack of sleep and subsequent
mood swings [26]. Some felt that the staff determining eligibility
for care packages in the home were ‘too far removed from the
lived experience of caring for these children at home’ [7].

‘Gestures of compassion’ could help ameliorate some of parents'’
trauma [32].

It was an NICU [neonatal intensive care] fellow. A
really, really wonderful woman who shed a tear
because it was the fifth or sixth day in a row that her
and I needed to call [child’s] dad and tell him the new
developments. I said to her that day, “Can you tell him?
I'm really tired of calling my man and breaking his
heart all over again. I do not think I have it in me. I get
that you think it's important that he knows this, but
can you tell him?” And she shed a tear sitting there
with me. Understanding what we were doing to
[child's] dad as well. [32]

There was a perception that ‘quality-of-life assumptions’ were
sometimes made by professionals who only saw the child at
their sickest, which could sometimes affect medical decision-
making [31]. Family caregivers felt that some professionals had
difficulty ‘understanding the child's best’ [26], and did not
‘value’ their child's life [37], which left them fearing for their
child's safety.

They wanted healthcare professionals and paid carers, par-
ticularly in the home, to ‘truly care about their child’ [7] and
not ‘think of it as a job’ [29]. It was important to family
caregivers that home nurses were flexible and fitted in with
the needs of the child and family, and understood the dif-
ference between hospital and providing care in the
home [35].

Family caregivers wanted truth and honesty from professionals
[21, 38], a realistic view of the road ahead, and transparency
about the challenges [21]. Some medical terms or phrases were
triggering, for example, ‘failure to thrive’ [32]. It was important
that difficult conversations were held in an appropriate (private)
place [32].

Several studies described instances of discrimination in care
[31, 37], in relation to disability, race and socioeconomic
backgrounds [31, 37], which contributed to a growing mis-
trust of professionals, trauma and concerns for the child's
safety [31, 32, 37].

The most common thing that we face is the disbelief of
medical professionals about his pain ... there is a stigma
that comes from way, way back that Black people can
endure more pain than other ethnicities, which is abso-
lutely a myth. [31]

3.2.3 | Caring for the Whole Family

3.23.1 | Holistic Care for the Child and Family.
Family caregivers wanted professionals to see the whole child
and not view each issue separately [39]. They valued profes-
sionals/teams who approached the needs of the child holisti-
cally and saw ‘the big picture’ [33, 34, 39], and individualised
care [32].
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Family caregivers wanted professionals and policies to
account for the emotional, financial and physical impact on
the whole family [32], described as a ‘family-centred
approach to care’ [33]. They valued advocacy and support
with adapting their homes or finding alternative housing
[30]. Adaptations to the home were not always ‘future
proofed for the children's safety, privacy and dignity needs as
they grow older’ [11].

Another source of stress for family caregivers was limited
availability of financial support [5]. They reported a lack of time
to explore and apply for financial support, which often came
with complex application processes [5, 7]. Family caregivers
described various out-of-pocket costs which were not covered
by government funding/grants [7, 27, 30].

When you have 24-h nursing in your home, they go
through toilet paper, paper towels, light bulbs. We do a lot
of laundry. All of my bills are higher — water, electricity,
all that kind of stuff — because of having the home health
care. [7]

Many family caregivers had to give up paid employment [22, 30].
Some wanted to work but found that was not easily combined
with income support they were receiving [38]. Family caregivers
needed supportive employers who understood that they had to
put their child's safety first.

We've been fortunate. I can't imagine what would happen
if I ended up reporting to some other manager who sees
my situation and goes, “I don't care. You still need to be
here at such and such a time.” I can't. I don't have a
nurse there at my house. I can't call a babysitter off the
street to come watch my kid because they got to have a
freaking medical degree. [laughs| That is a huge fear of
mine. [7]

Family caregivers also expressed concern for the impact on
siblings [4, 24, 28, 30, 40], and guilt over the lack of time they
had to spend with them [4, 30]. Good-quality respite enabled
parents to give more attention to siblings and attend events/
activities with siblings [28]. Family caregivers emphasised the
importance of recognising the psychological impact on siblings
(4, 24].

I know my teenage daughter definitely suffers from it
[PTSD] cos she can't stand to look at [Name]'s tubes, she
can't stand to be in the room when the children are

crying. [4]

3.2.3.2 | Family Caregiver Trauma. Family caregivers
emphasised the integrated nature of their own well-being and
that of their child: if they were not supported to look after
themselves, they would not be able to safely look after their
child.

All I want is that...it's been recognized that the par-
ents, we are a holistic part of our child’s wellbeing and

if you do these little tweaks and help us more, it's
helping the child as well and other families. [32]

Family caregivers described a sense of precarity, vulnerability
and chronic stress [4, 26, 38].

It's like because you're living on the edge all the time, the
littlest curve ball that is thrown into the mix just sends
you over the edge. [4]

Many family caregivers wanted support from professionals/
services for their own physical and mental health [5]. They felt
that more quality respite or nursing care in the home would
facilitate their sleep which would improve their emotional
wellbeing and help them to deliver safer care for their child
[38]. Many family caregivers felt mental health support was
lacking and suggested it should be offered routinely to parents/
carers [5, 30, 32], although some felt they had no time to attend
to their own emotional needs [4, 38].

Hospital stays were often traumatic for the child and family
[32]. Family caregivers wanted healthcare professionals to
acknowledge their stress and trauma, to listen and validate their
experiences.

Asking a mom, ‘How are you’, isn't enough. Eye con-
tact, a sincere question, some time to listen, some
validation, and some follow up ... a little acknowl-
edgement that what I'm trying to do is difficult would
go a long, long way. [32]

Some family caregivers experienced a ‘strong sense of losing
control in their lives’ [38] and a sense of grief and loss [38],
exacerbated by uncertainty associated with their child's health
[23]. Many felt isolated and that friends, family and profes-
sionals did not understand their reality [4, 22, 30]. The intensity
of the child's medical needs often meant that daily life was
dictated by medical routines [4, 22]. Some family caregivers also
had to manage life-threatening emergencies, and needed sup-
port to process this trauma.

By the time we got to the hospital [name of child] was so
shut down they could only find a vein in her head [um]
and she had to be resuscitated... she was so close to dying
and I hadn't realised how close to dying she was ... that
was the single worst time of everything the whole lot and
that's the memory you have when you're lying in bed
thinking about your mind works overtime, that memory
there, that makes me stop in my tracks. [4]

Family caregivers valued when professionals connected them
with other families or organised peer support groups [21, 25,
27, 41]. Some provided informal peer support to others [25].
One study which focused on fathers' experiences emphasised
that support is often more focused on the mother, and did not
meet the needs of fathers, such as parent support groups which
were not aimed at fathers [22]. Fathers' concerns in this study
included providing intimate care for their children and barriers
like accessing toilet and changing facilities particularly when
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caring for their daughters, and a lack of flexibility from em-
ployers for fathers.

3.2.3.3 | The Importance of Reliable Care in the
Home. The decision to have nurses or paid carers in their
home was often not easy for parents/carers, as it impacted many
aspects of family life [7, 30, 35] and was often only accepted
when critical for the safe care of their child. It was often difficult
to find nurses and paid carers to fill care packages, and many
experienced gaps in care at the last minute when shifts were not
filled [7, 21, 30]. Some family caregivers were concerned about
complaining about the quality of care in case the service
reduced their hours [29], whilst others made formal complaints
following concerns of harm [30]. Others resigned themselves to
not having any care in the home due to problems with the
reliability and safety of care.

When care in the home was not reliable, family caregivers were
on duty 24-7 for many consecutive days and nights. This
affected their ability to work and could result in severe sleep
deprivation, which posed a risk to the child's safety and affected
the health of family caregivers [4, 28].

On one tube change occasion, I put in a smaller [tra-
cheostomy| tube rather than the right tube size and didn't
notice for a couple of hours [um] and I thought then, this
is actually dangerous. I can't do this anymore. [4]

When family caregivers found a provider or person that they
could trust, it made a big difference to their lives. Some felt that
good quality care in the home reduced the frequency of hospital
admissions [7].

My child adores her .... [The carer] knows [my child]
probably just as well as we all do. We've had [this carer]|
for about 10 years, so she really does know our family
and [my child]. I trust her with everything...she's been
trained to do all that stuff...She knows the signs better
than my husband that [our child] is getting unwell... [38]

3.24 | System Organisation

3.24.1 | Fragmented Systems. Across studies in multiple
different countries, family caregivers reported needing to take
on the role of care coordinator and advocate due to poor com-
munication and coordination between professionals [4, 5, 32,
38, 39, 42]. This was described by some as a ‘full-time job’ [39].
Poor care coordination posed a risk of harm to the child,
including delayed care, missed medications and multiple sur-
geries which could have been combined [39, 40]. Family care-
givers described a constant fight to navigate complex and
fragmented systems [21], with excessive paperwork and poor
communication between services [27, 39].

Most of my stress of having a medically ill child is not
actually having a medically ill child, it's all of this other
stuff I'm dealing with. Fighting [with] the insurance
company, the doctors. Paperwork and phone calls and

the pharmacy and prior authorizations. It's just a con-
stant fight for everything. It's basically case management
work. [7]

The task of navigating the system consumed enormous time
and energy that could otherwise have been spent with their
child, impacting their mental health and relationship with their
partner [5, 38, 39].

I have never been able to feel like a mother. I feel more
like a care coordinator. There are times when I look at
my child and just go, “Oh my God, I miss being his
mother.” I don't even think he knows I am his Mom. [39]

Family caregivers described learning to navigate the system
over time through ‘trial and error’ [38], and developing an
increasing assertiveness [7, 37, 38]. They fought and appealed
decisions, particularly around care packages or home adapta-
tions [7, 11, 39].

I had to file a fair hearing appeal on their [DHHS;
Medicaid patient] decision on nursing hours at one point.
...you're supposed to have a hearing and a decision
within 90 days. We had to wait for a hearing well over
180 days. So I did contact the federal level of Medicaid...I
also contacted the commissioner...it was a pretty complex
scene, but I guess the biggest picture of that is that you
have to be a strong advocate for your child and what has
to be number one is your child’s safety and your child’s
ability to live. [7]

Family caregivers felt that systems were not designed for chil-
dren with medical complexity, and inflexible rules and regula-
tions exacerbated problems [5, 23, 39]. Often services were not
well informed about the services other agencies provided [39].
Coordinating appointments and short-notice cancellations of
appointments were frustrating for families [27, 38, 41]. Transi-
tion to adult services was another area of concern [7, 39, 41].

Difficulties accessing the required supplies, medication and
medical equipment were common [4, 5, 7, 27, 37, 39, 43, 44].
Issues included receiving the wrong equipment; delays in
deliveries; equipment breakages; having to reuse equipment
which increased the infection risk; difficulties accessing critical
medication; and being confined to their home as they were
unable to obtain portable equipment.

Family caregivers reported that equipment suppliers and
insurance companies were sometimes slow to address prob-
lems, with some unsure who to contact to resolve issues [7, 21,
30, 39]. Issues with insurance or payments meant that some
family caregivers paid for supplies out-of-pocket [7, 27, 30].
Some sought assistance from other parents [25, 30], for example
by using a Facebook group to help with tracheostomy supply
issues, which worked like an ‘underground medical supply
share’ and was ‘a lifesaver’ [25].

Hospital admissions were sometimes poorly coordinated,
without anybody to help lead the care and coordinate across
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teams: there was a need for a long-term ‘game plan’, and it was
felt that the hospital was not the solution to this [43]. One
parent described discharging themselves from hospital due to
frustrations around a lack of coordination and a clear plan:

You keep changing doctors and reexplaining yourself,
and nobody has a clear idea of what to do. ... Last time,
we were, like, ‘No, we're not gonna just stick around and
wait’... because it was, like, going all over again, going
through the same stuff. [43]

Family caregivers' ability to navigate the system varied greatly
leading to inequalities in care. Those with limited English en-
countered issues like delayed or missed medications [44].
Family caregivers reported a lack of support to navigate the
system or to fill out paperwork [30].

3.24.2 | System Design That Supports the Child and
Family. Family caregivers valued the option of virtual ap-
pointments where appropriate [27, 33, 41, 45]. Travelling to
multiple appointments was often expensive and logistically
challenging, and getting time off work or arranging childcare
was difficult. Sometimes a quick video call could help prevent
hospital admissions [45]. Not everything could be done via
phone/videocall (e.g. certain therapies, tests or scans). Where
face-to-face appointments were needed, family caregivers va-
lued having appointments closer to home, rather than having to
travel long distances to specialist tertiary centres [33].

Making sweeping statements that it's always better to
bring them into a clinic and that it's always better for a
physician to physically see a patient is not helpful. The
ultimate respect is to allow this option to exist. [41]

Continuity of professionals was important for family caregivers
[5, 35, 38] and made them feel more secure [26]. Consistency
helped improve communication, reduce repetition, and ensure
care was individualized and safe [33].

I didn't want to lose Dr. [name]. It was me that insisted
that we kept him. (P13) He [consultant] has been with us
since before [child's name] was born, so we were quite
keen that we didn't lose that connection. [5]

Family caregivers described a desire for a single clinician who
was ‘in charge of their child's care’ [34] and having one number
to call for problems [34]. Several studies described parents’ ex-
periences of specialist complex care clinics or dedicated care
coordinators/key workers [5, 33, 34, 46]. Care coordinators were
valued for their multifaceted roles which included: keeping
different specialists up-to-date; advocating for families; med-
iating disagreements between parents and professionals;
scheduling/coordinating appointments; providing emotional
support to parents; and assisting with paperwork [5, 34]. Family
caregivers appreciated having lead professionals to contact for
support when they were having issues accessing medications,
supplies or equipment [33]. Dedicated care coordinators could
serve as interpreters for family caregivers with limited English,
i.e. communicating with pharmacies, suppliers and home

healthcare, and writing letters on behalf of parents to organi-
sations such as immigration agencies [44].

Professionals who acted as key workers or care coordinators
(e.g. children's community nurses) did not necessarily have
‘care coordinator’ in their job title or description [5]. Having a
named ‘care coordinator’ was not always helpful, particularly
when they were ‘tied’ to a specific health system [40]. One
parent asked, ‘Do I have to coordinate the care coordinators
too? [40]. Family caregivers did not always view care coordi-
nation as a cohesive responsibility/role, rather describing ‘epi-
sodes when their child's care was coordinated or ‘in sync,” and
episodes when the care was clearly unsynchronized’ [40].

Multidisciplinary clinics or joint appointments were another
helpful way of coordinating care and decision-making [40], as
were professionals who crossed organisational barriers, such as
health professionals who did school visits [33]. Family care-
givers appreciated when family support workers or charities
helped with financial support [5]. Professionals who used rules,
regulations and policies with flexibility to meet the needs of
children and families were particularly valued [28, 32, 40].

What was nice during the pandemic is you could use that
[respite] funding for a broad range of things not just
respite and you didn't have to fill out 5,000 forms to
justify it during the pandemic. [27]

Family caregivers emphasised the importance of having quick
access to specialists when there a problem, for example, by
having ‘open access’ to their local children's ward [22] or having
access to specialists out-of-hours that knew their child's history
[34]. When good support from general practitioners (GPs) was
in place, this was seen as valuable [22].

4 | Discussion

4.1 | Summary of Findings

This synthesis explores the experiences of 524 family care-
givers of services for children with medical complexity. Their
priority was their child's safety. They felt unable to trust some
of the professionals caring for their child and didn't always feel
their expertise was listened to. Family caregivers wanted
professionals and services to provide holistic care and re-
cognise the impact of the child's needs on the whole family.
Navigating fragmented systems exacerbated their stress and
safety concerns.

4.2 | What This Study Adds

The World Health Organisation defines patient safety as‘the
absence of preventable harm to a patient and reduction of risk
of unnecessary harm associated with health care to an accept-
able minimum.’ [47] Future research should define what safety
means to family caregivers, as it may be that their definition of
safety is slightly different to the WHO definition. The data in
this review suggests it would include trying to keep their child
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healthy and well, and protect them from avoidable harm.
Children with medical complexity rely on medical equipment
and daily nursing care to keep them alive [4, 48], and this care is
provided in many different settings including the home and
school. These children need to be cared for by people with the
skills to provide specialist medical care and to manage rapid
deterioration and emergencies. They are particularly vulnerable
to medical errors and harm [8-10, 49]. Family caregivers need
to be able to trust the professionals caring for the child [50], and
they go to great length to monitor the safety of their child's care
in hospital and at home [4, 9, 51]. Family caregivers cannot be
on duty 24-7 to care for their child. Respite and nursing care in
the home will only enable families to have a break, if they feel
they can trust those caring for their child. The majority of the
patient safety literature is focused on hospital care: home care
has been underexplored in the field to-date [52]. The safety of
care across all settings, including hospitals, home and schools is
an important focus for future interventions to improve care for
children with medical complexity.

There is an extensive literature describing family caregivers'
experiences of care for children with medical complexity, but
the majority of this literature is focused on hospitals or nursing
care in the home, and the evidence predominately comes from
Canada and the United States. No studies were identified which
focused on care in schools. Support from the social care sector
or charitable organisations were mentioned in some studies, but
no studies specifically focused on family caregivers' experiences
of social care services. The boundary between what is the remit
of health and what is the remit of social care is often not clear
for children with disabilities [53]. In the education and social
care literature, children with medical complexity are often
grouped into the wider group of children with disabilities which
includes children with autism, ADHD, diabetes and other
common conditions: many of this group will not have medical
complexity.

4.3 | Implications for Practice

There needs to be a shift from providing care just to the child
to providing care for the whole family: the child's medical
needs mean that families have many social care needs,
including finances, housing, sibling support etc, for which
they need more support. There is a need for family-centred
care interventions [54]. Suggestions for service improvement
from this synthesis include routine offering of support for
parental/carer mental health, reducing the administrative
burden of paperwork, providing support with coordination of
care especially across sectors and giving families the option of
virtual appointments where appropriate. Complex systems
that are difficult to navigate and access risk exacerbating
inequities in outcomes for children with medical complexity
[14, 44]. Clearer lines of responsibility are needed across dif-
ferent services and sectors and these need to be openly shared
with professionals and families. Comprehensive care pro-
grammes and care coordination services who take a lead on
care and support with the nonmedical needs of the child and
family are a growing area of research but the evidence base is
mixed [16]. The safety of care is an important outcome mea-
sure for interventions.

4.4 | Strengths and Limitations

We excluded studies which included a mixed sample of
professionals and family caregivers and did not report sep-
arately on the family caregivers perspective to ensure the
professional voice did not influence our findings. It was
sometimes difficult to tell from the participant descriptions
in the studies if they clearly met Cohen's definition of
medical complexity: we may have missed some relevant
studies if they did not use the term ‘medical complexity’ or
did not provide enough information about the participants
for us to tell if they met the definition. A lack of literature on
education and social care meant that the synthesis is mostly
focused on healthcare providers and settings. The majority of
papers are from the United States and Canada, where the
healthcare system is different from that in the United
Kingdom and many European countries. Sampling meant
that not all literature was synthesised, and some important
experiences of families may have been missed. Two addi-
tional studies from the United Kingdom were included to
improve the representation of studies from this country but
this meant that some lower quality studies were included.
The voice of fathers was underrepresented and needs further
exploration [22, 55].

5 | Conclusions

The existing literature focuses primarily on care in hospitals
and at home. There is a significant gap in knowledge about
parents'/carers’ experiences of social care and education ser-
vices. Family caregivers' primary concern is keeping their child
safe across all settings of care and protecting them from
avoidable harm. Not feeling listened to or involved in decision-
making contributes to family caregivers' concerns for their
child's safety. Holistic support is needed to address the needs of
the whole family. Interventions are needed to improve coordi-
nation and lines of responsibility between different services and
sectors to reduce the onus on parents to navigate a complex and
fragmented systems. The safety of care is an important outcome
measure for interventions to improve care. Future work needs
to define exactly what family caregivers mean by safety.
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