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ABSTRACT

Background: Parents and carers of children with congenital anomalies can experience stress when managing their child's
healthcare needs. It is important that they are well supported. This study explored the support needs of parents/carers of children
with a congenital anomaly across Europe.

Methods: We developed a cross-sectional online survey to measure parents' experiences of support at diagnosis and in subse-
quent years. We recruited parents/carers of children (0-10years) with cleft lip, congenital heart defect requiring surgery, Down
syndrome and/or spina bifida, online via relevant organisations in 10 European countries (March-July 2021).

Results: A total of 1109 parents/carers were recruited in Poland (n=476), the United Kingdom (n=120), Germany (n=97),
Belgium/Netherlands (n = 74), Croatia (n=68), Italy (n=59), other European countries (n=92) and unspecified/non-European
countries (n =84). At diagnosis, only 27% (262/984) of parents/carers reported feeling well supported by HCPs, and 49% (468/959)
reported that they would have liked professional psychological support but did not receive it. After diagnosis, satisfaction with
support from HCPs differed significantly across countries, whereas satisfaction with support from participants’ personal net-
works was more consistent.

Elena Marcus and Anna Latos-Bielenska are joint first authors and contributed equally to this work.

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.
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Conclusion: Our findings suggest that parents require greater support from HCPs at diagnosis, particularly psychological sup-

port. Further research in a European context is needed to understand what the barriers to support might be and how it may be

integrated more effectively into existing healthcare systems.

Summary

« This study found a high level of unmet psychological
support for parents of children with congenital anom-
alies at diagnosis.

» Implementing routine screening for psychological dis-
tress at the time of a child's diagnosis of a congenital
anomaly could help identify parents in need of addi-
tional psychosocial support.

« Further research exploring the barriers and facilita-
tors to psychological support for families in Europe
would be beneficial.

1 | Introduction

Congenital anomalies (CAs) are a leading cause of disability in
infants and children in high-income countries (Euro-Peristat
Project 2018). In Europe, major CAs were estimated to affect
24 per 1000 births between 2003 and 2007, of which 80% re-
sulted in a live birth (Dolk et al. 2010). When parents receive a
diagnosis of a CA, they can experience a period of shock, sad-
ness and fear, as they try to make sense of unexpected news
(Carlsson et al. 2017; Nelson et al. 2012; Kasparian et al. 2016).
Many children with CAs require frequent healthcare visits
(Bishop et al. 2018; Urhoj et al. 2022), and some may also
need additional medical care provided in the home (Oakley
et al. 2021). Balancing these ongoing needs with usual fam-
ily life and employment (Lemacks et al. 2013) can affect par-
ents physically, emotionally and financially (Stock et al. 2024;
Biber et al. 2019; Rutter et al. 2024) and impact their quality of
life (Garcia Rodrigues et al. 2022).

There are different types of support that parents may benefit
from. These include reliable and empathic advice from health-
care professionals (HCPs) (Carlsson et al. 2015), practical
support from friends and family (e.g., looking after siblings)
(Carlsson et al. 2017; Bratt et al. 2015) and emotional support
from mental health professionals (Holm et al. 2021; McCorkell
et al. 2012). Patient/parent organisations and parents of children
with the same condition (peers) also play a particularly import-
ant supportive role (Lemacks et al. 2013). It is important that
parents have access to such resources, and that these are deliv-
ered to a high standard to help reduce parental stress and sup-
port family coping and functioning.

In this study, we surveyed parents and carers of children with
CAsin 10 European countries about their experiences of support
both around the time their child was diagnosed and in subse-
quent years. We aimed to obtain a general overview of the extent
to which parents felt their support needs were being met and to
compare findings across countries and CA groups.

2 | Methods
2.1 | Study Design and Participants

This was a cross-sectional online survey that was open to parents,
carers or guardians (called parents henceforth) of children up to
the age of 10, who were diagnosed with cleft lip, spina bifida, con-
genital heart defect (CHD) which required surgery, and/or Down
syndrome. These CAs were chosen to reflect a range of different
impairments, including visible (cleft lip) and nonvisible defects
(CHD), as well as physical (spina bifida) and learning (Down syn-
drome) disabilities. Parents were required to live in Europe to par-
ticipate. The reporting of our findings adheres to the STrengthening
the Reporting of OBservational studies in Epidemiology Statement
(STROBE) (von Elm et al. 2014) (see Table S2).

2.2 | Data Collection
2.2.1 | Survey

A full description of the survey development is provided else-
where (Marcus et al. 2022). In summary, the survey was devel-
oped in English following a literature review and input from
parents, educators, clinicians, and academics with experience
in CA research and questionnaire development. The survey was
then translated into nine languages, including a forward and
back translation under the supervision of researchers within the
project to ensure adaptation to local healthcare environments. A
full pilot of the final survey was not possible within the project
timescales, but the final version was reviewed by five parents
and educators in Poland.

The survey was open from 8 March 2021 to 14 July 2021 (see Table 1
for specific dates by country). The survey asked parents to reflect
on their experiences of support from different people and organi-
sations at two time points: (1) around the time their child was di-
agnosed and (2) before the COVID-19 pandemic (prior to January
2020). We selected this first time point because diagnosis presents
a key time for supportive intervention (Carlsson et al. 2017). The
second time point was selected because the survey took place in
2021 when the COVID-19 pandemic was still having an impact on
healthcare systems, and we wanted to understand what parents’
experiences of support were like prior to this unique period. The
survey also included other items about parents' experiences during
the pandemic (reported in Latos-Bielenska et al. 2022), and we
wanted participants to be clear about this distinction in time. We
did not define the term ‘support’ as we felt it was most important to
understand the extent to which parents ‘felt supported’, or ‘felt sat-
isfied with support’, as opposed to trying to quantify the amount
or type of support that had been received. This is because the ben-
eficial impacts of support depend on the quality of support, who
it is delivered by and other contextual factors (Ekas et al. 2010;
Cuzzocrea et al. 2016), which cannot be easily quantified. The
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survey included the following sections (all survey items are avail-
able in the Supporting Information [Section B]):
a. Parent demographics (seven items).

b. Child demographics and medical information (seven
items).

c. Support at diagnosis (three items):

Support from HCPs

Support from friends/family

Professional psychological support

d. Support after diagnosis (two items):

Satisfaction with support from eight sources (e.g., specialist
doctor or partner)

Overall need for more support

2.3 | Recruitment

Participants were recruited online using a multi-modal
online convenience sampling strategy. Parents were ac-
tively recruited via relevant organisations (see Supporting
Information, Section C) in 10 European countries: Belgium,
Croatia, Denmark, Germany, Italy, Netherlands, Poland,
Portugal, Spain and the United Kingdom. Each organisa-
tion posted information about the survey (including a link to
the survey) on their website and/or social media (Facebook/
Twitter). Table 1 shows the recruitment start and end dates for
each participating country.

2.4 | Statistical Analysis

We conducted descriptive statistics using Stata 17.0 software
(StataCorp 2021). Outcomes scored on 4-point Likert scales
were dichotomised (very satisfied/much vs. other responses).
We chose to dichotomise the scale in this manner, as we felt
that healthcare and other supportive agencies should aim for
parents to feel very satisfied with the support they receive. We
modelled the data using multivariate logistic regressions includ-
ing the child's anomaly type and parent's country of residence,
age and education level as covariates. The impact of country and
anomaly type on outcomes was explored, choosing the largest
categories as the comparator groups (Poland and CHD). For age
and education, categorical data were collected. For the analysis,
age and education were re-coded into three groups: age (up to
30years; 31-40years, over 40years), education (formal educa-
tion until 16 or 18years/technical training; university degree;
post-graduate degree). Age and education were included in our
regression models as ordinal variables. To control for multiple
comparisons, we adjusted the alpha level to p < 0.01 for all analy-
ses. A small proportion of data were missing, and it was unlikely
that data were missing at random so we did not adopt more
sophisticated multiple imputation techniques. The results sec-
tion reports adjusted findings only. Unadjusted frequencies for
each survey item are presented in the Supporting Information
(Section E).

We aimed to recruit 80 participants per country which would
have resulted in a power of 80% to determine that a country
with 20% of participants replying the highest category (‘very
satisfied’ or ‘very much’) (Category 4) was statistically signifi-
cantly different at the 95% level of significance from a country
with 40% of participants replying in Category 4. Due to delays
in obtaining ethics approvals, the recruitment target was not
met within the timescales for all countries. Data are presented
by country if these were available for at least 50 participants.
Where there were <50 participants, data were combined into
an ‘other European country’ group (which we term henceforth
as Other EU). This group includes participants from a heterog-
enous group of countries (see Table 1). Due to similarities in
survey responses, geographical location and language, data for
Belgium (n=46) and the Netherlands (n=28) were combined
into a single group. For CAs, data were categorised according to
the four anomalies, and a separate category created for children
with Down syndrome and a CHD, as it is common for children
with Down syndrome to also have a diagnosis of CHD (Leirgul
et al. 2014). There were very small numbers of children with
other combinations of the four anomalies (n=15) (e.g., only two
children with CHD and spina bifida). We excluded these from
the analysis as there were too few to create a meaningful cate-
gory to explore in our analyses.

We were unable to calculate a response rate. This is because we
used a multi-modal online recruitment strategy and it was not
possible to estimate how many potential participants the sur-
vey may have reached (McRobert et al. 2018). We report sub-
mission rates (i.e., the number of participants who started the
survey divided by the number who submitted the survey) (Liu
and Wronski 2018), and of those participants who submitted
their survey, we report item-level response rates (the propor-
tion of participants who completed each item) (Bosnjak and
Tuten 2001).

2.5 | Ethics Approval

Ethics approval was granted by the St George’s (University of
London) Research Ethics Committee on 18 December 2020 (ref-
erence number: 2020.0311). Further local ethics approvals were
obtained from each collaborating country, except from the cen-
tres in the Netherlands and Denmark whose ethics committees
confirmed that no further approvals were needed.

3 | Results
3.1 | Participant Characteristics

Overall, 1298 parents started the survey, of whom 1109 (85%)
submitted their responses. The submission rate varied across
countries, ranging from 78% in Italy to 92% in Belgium and
Germany. We excluded 123 (9.5%) submitted surveys from the
analysis because: (a) data regarding country of residence were
missing (n =80), (b) data about CA type were missing (n =24), (c)
participants lived in non-European countries (n=4), or (d) par-
ticipants had children with other combinations of the four CAs
we included in the study (e.g., cleft lip and spina bifida) (n =15).
In total, 986 (89%) participants were included in the analysis.
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Most survey respondents were mothers (92%), employed (59%)
and aged 31-40years (71%) (Table 1). Respondents lived in
Poland (n=476; 48%), the United Kingdom (n=120; 12%),
Germany (n=97; 10%), Belgium/Netherlands (n=74; 8%),
Croatia (n=68; 7%) and Italy (n=59; 6%). There were 92 partic-
ipants in the other EU group (see Table 1 for a list of countries).

The children of the survey respondents were diagnosed with
CHD (n=327; 33%), Down syndrome (n=262; 26%), a cleft lip
(n=230; 23%), spina bifida (n=112; 11%) and Down syndrome
with a CHD (n=55; 6%) (Table 1). A quarter of participants re-
ported that their child had another CA, and 43% reported that
their child had at least one other health condition. The largest
age group for children was the ‘1-3years’ group (35% of the
sample) and there was a slightly higher proportion of male chil-
dren (56%).

3.2 | Support within 1 month of the child's
diagnosis

1. Support from HCPs treating your child

Just over a quarter of participants (27%; 262/984) reported feel-
ing ‘very supported’ by the HCPs treating their child. There
was considerable heterogeneity across countries in the extent to
which participants felt supported (p < 0.001). Poland and Croatia
had the lowest proportions of parents reporting feeling ‘very
supported’, 19% (95% confidence interval (CI): 15%-22%) and
23% (95% CI: 13%-33%), respectively (see Figure 1). Compared
with Poland, significantly more parents in Germany (58%, 95%
CI: 48%-69%; p <0.001) and the United Kingdom (35%, 95% CI:
26%-44%; p <0.001) reported feeling ‘very supported’ by HCPs.

2. Support from friends and family

Nearly half of the sample (49%; 469/966) reported feeling sup-
ported by friends and family at diagnosis 'very much'. There
was significant heterogeneity in this proportion across coun-
tries (p=0.002), which was lowest in Italy (35%, 95% CIL:
23%-48%) and the other EU group (38%, 95% CI: 28%-48%)
(Figure 1). Compared with Poland (49%, 95% CI: 44%-53%),
significantly more parents in Germany (66%, 95% CI: 55%-76%;
p=0.005) reported feeling ‘very supported’ by their friends and
family.

3. Professional psychological support

Overall, nearly half of the sample (49%; 468/959) reported that
they would have liked to have received professional psycholog-
ical support at diagnosis but did not, whereas 11% (111/959) re-
ported that they had received free psychological support, and 4%
(36/959) paid for support privately. Just over a third of partici-
pants (36%; 344/959) reported that they did not feel they needed
any professional psychological support at diagnosis.

Excluding participants who felt they did not need psychological
support, overall, 76% (468/615) of participants reported wanting
psychological support at diagnosis but not receiving it. There
was significant heterogeneity in this figure across countries
(p=0.003), with the highest proportions of this unmet need
reported in Croatia (87%, 95% CI: 77%-97%) and the United
Kingdom (84%, 95% CI: 76%-92%), and the lowest proportion re-
ported in Germany (59%, 95% CI: 45%-73%), which was signifi-
cantly lower than in Poland (79%, 95% CI: 75%-84%; p=0.004)
(see Figure S1).

3.3 | Support after diagnosis

1. Satisfaction with support from eight sources

80

60

% very supported

40
20 ' i i i
0_

Poland Germany

Croatla Italy Belglum/Nether Other EU

I _ Healthcare professionals

Friends/Family

FIGURE1 | Proportion (adjusted by congenital anomaly type, parental age and education level) of parents reporting that they felt ‘very supported’

by healthcare professionals and friends/family by country, with 95% confidence intervals.
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Across all countries combined, satisfaction with support ratings
were poorest for GPs and schools, with 34% of participants re-
porting that they were ‘very satisfied’ with support from each
of these sources (Table 2). The highest ratings were for partici-
pants’ partners and peers, with 71% and 66% of participants stat-
ing they were ‘very satisfied’ with support from each of these
sources, respectively.
« Satisfaction with medical sources (by country)

There was significant heterogeneity across countries for partic-
ipants’ satisfaction with support from their GPs (p=0.001) and
specialist doctors (p <0.001). For GPs, the United Kingdom and
Poland had the lowest proportion of ‘very satisfied’ ratings, 26%
(95% CI: 17%-35%) and 28% (95% CI: 23%-33%), respectively
(Table 2). Compared with Poland, ratings were significantly
higher in Germany (59%, 95% CI: 46%-72%; p<0.001), and
Belgium/Netherlands (49%, 95% CI: 34%-73%; p =0.005). Poland
had the lowest ‘very satisfied’ ratings for specialist doctors/
nurses, 34% (95% CI: 27%-37%). Compared with Poland, ratings
were significantly greater in the United Kingdom (62%, 95% CI:
53%-72%), Belgium/Netherlands (71%, 95% CI: 58%-83%) and in
Germany (75%, 95% CI: 58%-83%).

« Satisfaction with close relationships (by country)

Overall, participants rated their ‘partner’ and ‘friends/family’
relatively highly for support, and there was no significant het-
erogeneity across countries (64%-85% highly satisfied for ‘part-
ner’; 48%-73% highly satisfied for ‘friends/family’). Participants
also rated support from their peers (parents of other children
with the same health condition) highly; however, there was
significant heterogeneity across countries (p=0.001). Croatia,
Poland and Germany had the highest proportions of ‘very sat-
isfied” ratings for support from peers: 72% (95% CI: 60%-85%),
71% (95% CI: 66%-76%,) and 70% (95% CI: 57%-84%), respec-
tively. Compared with Poland, this percentage was significantly
lower in Italy (45%, 95% CI: 30%-60%; p=0.001) and Belgium/
Netherlands (36%, 95% CI: 19%-53%; p <0.001).

« Satisfaction with patient/parent organisations and schools
(by country)

Overall, 50% (255/515) of participants reported being ‘very
satisfied” with support from patient/parent organisations, al-
though there were considerable differences across countries
(p=0.001). Poland had the highest proportion of ‘very satisfied’
ratings for patient/parent organisations (58%, 95% CI: 51%-64%),
which were significantly lower in the other EU group (33%, 95%
CIL:21%-44%) and in Belgium/Netherlands (9%, 95% CI: 0%-—
20%). Around a third of parents reported being ‘very satisfied’
with support from schools (34%; 109/318) which did not differ
significantly across countries.

2. Need for more support

Overall, 36% (298/837) of participants reported that they would
have liked more support 'very much'. There was significant het-
erogeneity in this need across countries (p <0.001). Poland had
the highest proportion of participants reporting that they would
have liked a lot more support (49%, 95% CI: 44%-54%). This was
significantly lower in Croatia (7%, 95% CI: 4%-14%), Belgium/

Proportion of participants reporting that they were ‘very satisfied’ with the support they received from each source, by country.

TABLE 2

Patient organisations

Parents of children with

Friends/family

Partner

(N2

Specialist doctor/

315)

Schools (N?

=511)

(N

624)

same condition (N*

778)

(W

=752)

=743)

nurse (N

=679)

GP (\?

% [95% CI]

% [95% CI]

% [95% CI]
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Netherlands (9%, 95% CI: 2%-17%), Italy (18%, 95% CI: 7%-29%),
the United Kingdom (24%, 95% CI: 17%-33%) and the other EU
group (28%, 95% CI: 18%-37%). Germany was not included in
this comparison due to a grammatical error in the item wording
which meant the direction of the item was unclear (i.e., if select-
ing ‘very much’ was a positive or negative answer).

3.4 | Outcomes by CA type

Overall, there were few differences in outcomes across the five
CA groupings. For support at diagnosis, significant heteroge-
neity across the CA groups was only found for support from
HCPs. Around a third (35%; 95% CI: 30%-40%) of parents of
children with CHD reported feeling ‘very supported’ by HCPs,
compared with only 18% (95% CI:14%-23%) of parents of chil-
dren with Down syndrome (p < 0.001). Satisfaction with support
from medical sources, close relationships, patient/parent or-
ganisations and schools in subsequent years was also generally
similar across the CA groups. Significant heterogeneity between
the five CA groups was only found for support from specialist
doctors/nurses (p<0.001) and support from peers (p=0.001).
For support from specialists, the Down syndrome group had
the lowest proportion of ‘very satisfied’ ratings, 36% (95% CI:
29%-42%), which was significantly lower than the CHD group
(56%, 95% CI: 50%—63%; p <0.001). For support from peers, the
cleft lip group had the highest proportion of parents indicating
they were ‘very satisfied” with support (80%, 95% CI: 73%-86%),
which was significantly greater than the CHD group (66%, 95%
CI: 59%-72%; p=0.001). Full findings are available in Table S1.

4 | Discussion

To our knowledge, this is the first quantitative study to compare
the lived experiences of parents of children with CAs across
Europe. The results of this online European survey highlight
four key areas where parents reported insufficient support: gen-
eral support from HCPs treating their child at the time of di-
agnosis, psychological support at the time of diagnosis, support
from GPs after diagnosis and support from schools.

At the time of diagnosis, only 27% of parents in our sample re-
ported feeling well supported by HCPs and nearly half indicated
that they would have liked to have received professional psy-
chological support. These findings are generally consistent with
studies from other high-income countries, which have reported
similar levels of unmet need. In an online survey conducted in
Australia, Thomas et al. (2023) found that 47% of parents of chil-
dren with CHD reported a moderate or high need for support
in managing stress. In a clinic-based study in the Netherlands,
50% of mothers and 38% of fathers who received a prenatal di-
agnosis of an oral cleft expressed a need for professional sup-
port (Maarse et al. 2018). In another Dutch clinic-based survey,
Levert et al. (2017) reported that approximately 60% of parents of
children with CHD scheduled for cardiac surgery (a particularly
stressful period) expressed a general need for psychosocial care.
Within this group, 24% of parents of 0- to 2-year-olds and 13% of
parents of 3- to 7-year-olds reported a specific need for individ-
ual psychotherapy. This latter finding is somewhat lower than
the 49% observed in our study, possibly due to differences in the

timing of data collection; we asked parents to retrospectively re-
flect on the period surrounding diagnosis, whereas in the study
by Levert et al. (2017) parents were administered a question-
naire in clinic when surgery was scheduled. Nonetheless, con-
sistent with our findings, Levert et al. (2017) also found that a
third of parents reported no need for additional support.

Beyond diagnosis, satisfaction with GPs was notably low, with
only 34% of parents reporting that they were very satisfied with
the support received, compared with 51% satisfaction with spe-
cialist doctors/nurses. This disparity may reflect GPs' limited
knowledge of more specialised health conditions, such as CAs,
which can impact their ability to provide relevant and reassur-
ing guidance. It may also be influenced by parents’ ability to ac-
cess GP services. This result was particularly low in the United
Kingdom, where challenges in securing GP appointments have
been documented (Wise 2024), potentially influencing parents'
perception of care quality. In contrast, satisfaction with GPs
was highest in Germany, where paediatricians form part of
the primary care system and can be consulted directly without
a GP referral (Ehrich et al. 2016). In a narrative review, Stock
et al. (2024) similarly found that while parents of children with
a cleft lip/palate had positive experiences with specialist health-
care teams, they often described nonspecialist HCPs as dismis-
sive, unhelpful and lacking the specific knowledge to support
their child's needs.

There were some notable differences in findings across surveyed
countries. Satisfaction with support from GPs, specialist doctors/
nurses and patient/parent organisations showed significant het-
erogeneity, whereas satisfaction with support from partners and
friends/family was high and consistent across countries. This
contrast suggests there may be real differences in the knowledge
of HCPs and quality of care delivered to parents across these
countries rather than the difference being due to the personal
attributes of parents within each group (e.g., having a positive
attitude about all sources of support). Parents in Germany,
Belgium, and the Netherlands had the highest satisfaction rat-
ings for support from HCPs. Interestingly, parents from Poland
and Croatia, who generally reported poorer support from HCPs,
had high satisfaction ratings for the support they received from
patient/parent organisations and parents of other children with
the same health condition as their child (peers). Previous re-
search has shown that parents often turn to informal sources
of information when adequate information is not provided by
HCPs (Wallace and Mattner 2017; Costa et al. 2019). Our finding
may therefore indicate that where support from HCPs is limited,
parents may actively seek, or invest time in developing, alterna-
tive sources of support such as peer support networks.

Overall, there were few differences in outcomes across the CA
groups. The Down syndrome group, however, reported signifi-
cantly poorer support from HCPs at both time points. In the
wider literature, parents of children with Down syndrome have
consistently been found to experience less stress and have fewer
support needs compared with parents of children with other in-
tellectual disabilities, such as autism or Prader-Willi syndrome
(Lanfranchi and Vianello 2012; Lee et al. 2019), a pattern termed
the ‘Down syndrome advantage’ (Hodapp et al. 2001). The
fact that our study found poorer outcomes in this group com-
pared with the other CA groups (none of which involved other
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intellectual disabilities) warrants attention, especially if there
is a prevailing assumption that this group might have fewer
support needs. In fact, in a multicentre European data linkage
study, Seaton et al. (2025) found that children born with Down
syndrome had higher healthcare needs in the first year of their
life compared with children with other CAs, including more fre-
quent hospitalisations and admissions to intensive care. These
higher costs are likely due to the increased risk of immune dys-
function in this patient group (Ram and Chinen 2011), with
infants and children experiencing more prevalent and severe
infections (Santoro et al. 2021; Bloemers et al. 2010). In addi-
tion, children with Down syndrome (without a CHD) typically
receive fewer planned medical interventions than children with
severe CHD or a cleft lip as immediate surgical intervention is
often not needed. This may result in fewer quality interactions
with specialist teams. The combination of intensive or emer-
gency hospital care needs with less clearly defined care path-
ways may contribute to lower parental satisfaction in this group.

4.1 | Implications and Future Research

The diagnosis of a CA is a particularly challenging period for
parents (Guiller et al. 2009; Carlsson et al. 2017), and a key
target area for psychological and social support interventions
(Cuzzocrea et al. 2016). Findings from the present study indi-
cated that there was a high level of unmet psychological support
at diagnosis. However, as we assessed this with a single high-
level survey item, it remains unclear whether the lack of support
reflects services not being offered, parents not accessing them
or other reasons.

There is a gap in research exploring the barriers and facilita-
tors to accessing psychological support for families in Europe.
One US-based study involving parents of children with special
healthcare needs found that the most common barriers to psy-
chological support were logistical and financial, with parents
reporting that they were unable to undergo treatment due to the
cost, a lack of insurance, inconvenient appointment times and
locations, as opposed to a lack of a referral (Graaf et al. 2022).
Due to differences in the use of medical insurance and availabil-
ity of psychological support within existing European health-
care systems, it might not be appropriate to extrapolate these
findings to the countries explored in our study. Future research
would benefit from investigating these barriers and facilitators
further in a European setting.

Existing research has examined parental support needs across
varying child age groups, conditions, and countries, and there
is a lack of studies involving nationally or regionally representa-
tive samples. This complicates our ability to accurately estimate
the proportion of parents in need of support. Nevertheless, the
evidence base consistently points to the existence of a subgroup
of parents with significant needs. Identifying these parents is
crucial. Considering the high level of unmet need identified
in our study, a multifaceted approach is recommended. This
includes the routine screening of parents for psychological dis-
tress (e.g., for symptoms of stress, anxiety or depression) at key
points in their child's healthcare journey, as well as the integra-
tion of psychosocial support into standard care pathways. HCPs
should receive training to enhance their ability to recognise

and respond to signs of emotional distress in family members.
Training in empathetic communication would also equip HCPs
with the skills to provide supportive care. Finally, HCPs should
provide parents with information about parent organisations
and locally available peer support networks to promote support
beyond clinical settings.

Parents in our study reported relatively low levels of satisfaction
with the support provided by schools. Existing evidence indi-
cates that, on average, children with CAs are more likely than
their peers to experience academic underachievement, increased
school absenteeism and higher rates of special educational
needs (Glinianaia et al. 2021; Glinianaia et al. 2024; Fitzsimons
et al. 2021). However, the literature on parental support needs
within educational settings remains limited (Sedlackova and
Kantor 2022), making it challenging to fully contextualise our
findings. Given the key role that schools play in the lives of chil-
dren with CAs and their families, this represents an important
gap in the evidence base. Future research should explore this
area in greater depth to better understand and inform the devel-
opment of specific support strategies for families navigating the
education system.

5 | Limitations

A key limitation to the study was the use of a non-probabilistic
convenience sampling design and the reliance on charities and
patient/parent organisations to recruit parents and carers via
their social media channels. There is therefore a risk of sampling
bias. The views of our participants may not be representative of
the wider population of parents and carers of children with CAs
and may also differ from people who do not tend to engage with
these organisations.

Although we recruited a large number of participants overall,
the sample sizes for each recruiting country were modest. We
used a similar recruitment strategy across countries; however,
the length of the recruitment period and number of recruiting
organisations differed across countries. This may have affected
some of the differences reported; however, we found no clear
relationship between recruitment methods and the experiences
of parents within each country. It is important to highlight
that there may be heterogeneity in the availability of psycho-
logical support not only between countries but also within
countries, which we have been unable to explore in our anal-
ysis. Additionally, we did not ask parents whether their child's
diagnosis was communicated during a planned or unplanned
consultation. This would likely impact parents’ satisfaction with
care, as planned settings typically allow for more sensitive and
supportive communication, whereas unplanned settings are
often more stressful and rushed.

An unexpected finding emerged among parents from Croatia.
Along with Poland, they had the lowest proportion of parents
reporting they were very supported by HCPs around the time
of diagnosis (23%) yet also had the lowest proportion of parents
reporting that they needed a lot more support in the period fol-
lowing diagnosis (7%). In contrast, responses from parents in
other countries tended to show greater consistency across these
two time points. It is possible that this pattern reflects a genuine
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shift among Croatian parents, from limited support at diagno-
sis to improved support in the period afterwards. However, it
remains unclear why this discrepancy was observed only in the
Croatian group.

6 | Conclusion

This study provides a cross-national overview of the lived expe-
rience of parents of children with CAs in Europe. Our findings
highlight a lack of support from HCPs, particularly in relation
to psychological support at the time of diagnosis. Parents’ ex-
periences of support from HCPs differed across countries,
with parents from Germany reporting the greatest satisfaction
with support, and parents in Poland, Croatia and the United
Kingdom generally reporting poor support. In contrast, sup-
port from friends, family and peers was consistently rated more
positively across countries. This suggests that differences in pa-
rental experiences are more likely due to variations in medical
systems as opposed to parental attitudes towards support. Our
findings underscore the need to integrate psychosocial care into
routine clinical pathways, improve training for HCPs in empa-
thetic communication, and address the broader support needs
of families, including within schools. Future research should
focus on identifying effective strategies to improve the provision
of support to ensure that all families, regardless of country or
diagnosis, receive the care and support they need.
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