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Abstract

Background: The COVID pandemic has had deleterious effects on the mental health of the
global population. Parents of children with CHD were particularly vulnerable to negative
mental health outcomes such as depression, anxiety, and perceived stress. A better
understanding of the CHD parent experiences, needs, and concerns while navigating the
healthcare system during a pandemic is needed. Methods: Online survey responses from
71 parents of young children with CHD representing families across the United States of
America and Canada were analysed. Qualitative data were collected one year into the COVID
pandemic. Thematic analysis was used to examine responses to the open-ended question “What
would you like healthcare professionals (doctors, nurses) to know about your experience of
being a parent with a child with CHD during the COVID-19 pandemic?.” Results: Two major
themes with subthemes and an umbrella theme emerged from the parents’ responses
(1) Pandemic Parenting: The Emotional Toll of Hospital Visitation Restrictions, Dealing with
Social Distancing, Feeling Isolated, Decision Making in Uncertainty, and Playing it Safe versus
Returning to Normal and (2) Unmet Expectations of Care: Needing Information, Wanting
Empathy, Requesting Respect, Questioning Care Quality, and the umbrella theme of: Our Lives
were Turned Upside Down. Conclusion: CHD parents describe a negative impact of healthcare-
related challenges during the COVID pandemic. These findings may offer insight to how
healthcare professionals can better support the mental health and care burden of CHD parents
during future pandemics.

The COVID pandemic has had deleterious effects on the mental health of the global
population.! Caregivers were particularly vulnerable to the negative impact on mental health.
Approximately one year into the pandemic, parents caring for young children in the United
States of America were more likely to report adverse mental health symptoms than adults
without caregiving responsibilities.? Parents of children with chronic conditions such as CHD
had an even higher rate of negative mental health outcomes such as depression, anxiety, and
perceived stress.>™ Support and respite have been identified as key protective factors against the
stress from the care burden.>1°

Navigating the healthcare system posed additional challenges for parents of children with
medical conditions during the pandemic.!!"!° Hospitals implemented policies to minimise the
risk of COVID-19 exposure including restrictions on the number of family members allowed to
accompany a sick child during medical visits and hospitalisations.?’ The presence of family and
friends can provide a key source of support and respite for parents during their child’s
hospitalisation.®?! Although COVID-19-related healthcare policy changes were necessary to
maintain safety, more information is needed about how these policies, along with state risk
reduction mandates introduced impacted the experiences of parents of children with CHD.
Understanding the challenges, needs, and concerns of parents navigating the healthcare system
for children with CHD during a pandemic is crucial.

In January 2023, a research study® examined self-reported anxiety, depression, stress,
support, and resilience in parents of young children with CHD during the COVID pandemic.
Using standardised instruments and quantitative data analysis, this research provided evidence
of a significant mental health burden in parents of children with CHD. Anxiety, depression, and
stress were reported at higher levels than general population norms. This study described a
positive association between exposure to certain risk factors (COVID-19 stressors and CHD
care-related factors) and anxiety symptoms, depression symptoms, and perceived stress. In
contrast, emotional support, informational support, and resilience were found to be protective
against these adverse mental health outcomes.

The survey concluded with an open-ended question intended to capture the subjective
experience of parents of children with CHD. Specifically, participants were asked “What would
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you like healthcare professionals (doctors, nurses) to know about
your experience of being a parent with a child with CHD during the
COVID-19 pandemic?” The aim of this report is to examine the
qualitative data collected from this open-ended question in order
to provide a richer understanding of CHD parents’ experiences
engaging with the healthcare system during the pandemic.

An online survey was used to collect data on the subjective
experiences of parents of young children with CHD. After
obtaining study approval from the IRB, participants were recruited
using social media platforms of CHD parent support groups.
Parents were directed to Research Electronic Data Capture
(REDcap); a web-based application developed for clinical research
projects to obtain informed consent and participate in the
anonymous survey. Data collection was conducted from
February 2021 through August 2021, approximately one year into
the COVID pandemic. Seventy-one out of the 151 parents in the
original study submitted a response to the open-ended question at
the end of the survey. The participants in the study represented
families from across the United States and Canada. (See Table 1)

A phenomenological approach to the data analysis was utilised
to understand the parent experience. This process involved weeks
of consensus building and constant comparison of the data among
two researchers. First, the narratives were read and reread many
times to become familiar with the data and identify meaningful
statements or phrases. Second, the meaningful statements or
phrases were coded with special attention to in vivo (exact quotes),
gerund (action phrases), and emotion (expression of feelings)
coding. Third, the codes were put into categories that represented
groups of similarly coded phrases. In the fourth and final stage of
the analysis, themes and subthemes were created from the data.
Direct quotes representing each subtheme were identified to
ensure the themes were accurately supported by the data. In
addition, the number of participants who described experiences in
each theme and subtheme was counted to report the frequency and
the relative weight of the themes. Bracketing and reflection were
key strategies utilised by the researchers throughout the process to
minimise bias and ensure trustworthiness.

Two major themes with subthemes and one umbrella theme (see
Figure 1) emerged from the parents’ responses to the open-ended
question “What would you like healthcare professionals (doctors,
nurses) to know about your experience of being a parent with a
child with CHD during the COVID-19 pandemic?”™:

(1) Pandemic Parenting: The Emotional Toll of Hospital
Visitation Restrictions, Dealing with Social Distancing,
Feeling Isolated, Decision Making in Uncertainty, and
Playing it Safe versus Returning to Normal.

(2) Unmet Expectations of Care: Needing Information, Wanting
Empathy, Requesting Respect, Questioning Care Quality.

(3) Umbrella theme: Our Lives were Turned Upside Down.

More than half of the participants (71.8%, n=51) reported
experiencing significant challenges caring for a child with CHD
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Table 1. Demographics of participants (n=71)

%

Relationship
Mother 71 100
Father 0
Gender
Female 71 100
Male 0
CHD child age
Birth to 12 months 20 30.8
13 months to 24 months 15 23.1
2 years to 5 years 30 46.2
CHD complexity?
Simple 2 2.8
Complex 69 97.2
Marital status
Married / Partnered 67 94.4
Divorced / Widowed 2 2.8
Single 2 2.8
Education
High school graduate 4 5.6
Some college 17 23.6
Bachelor’s degree 29 40.3
Master’s degree 17 23.6
Doctoral degree 5 7
Income
Less than 50K 15 21.4
50K-150K 39 55.7
More than 150K 15 21.4
Rather not say 1 1.5
Other children
No other children 21 29.6
1 other child 31 43.7
2 other children 10 14.1
3 or more other children 9 12.7
Race
American Indian 0
Asian 4 5.6
White 63 88.7
Black 0
More than one race 4 5.6
Not sure / Rather not say 1 1.4
Ethnicity
Hispanic or Latino 7 9.9
Not Hispanic or Latino 63 88.7
(Continued)
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Table 1. (Continued)

n %
Unknown 1 1.4
State of Residence
United States® 55 79.8
Canada 13 18.8
Australia 1 1.4

n =69 for state, n= 70 for income, n =65 for CHD child age.

2Guidelines from RACHS-1, Aristotle, and STS-EACTS CHD complexity scoring were used to
determine complexity categories (Jacobs, et.al., 2008).

bRepresenting the South, Northeast, Midwest, and West regions of the United States

during the pandemic. These narratives informed the creation of the
theme “Pandemic Parenting” with five subthemes: (1) The
Emotional Toll of Hospital Visitation Restrictions, (2) Dealing
with Social Distancing, (3) Feeling Isolated, (4) Decision Making in
Uncertainty, and (5) Playing it Safe versus Returning to Normal.

The most frequent feedback from parents contained descriptions
of the impact of hospital visitation restrictions. Parents wanted
health professionals to know how the visitation restrictions
eliminated access to their sources of emotional support and
negatively affected their ability to cope.

“Having both parents present during life-threatening open-heart surgery
and recovery is so so so necessary. Please please don’t separate parents or
make them choose who gets to see the child, it’s devastating.” (74)

The devastation experienced by these parents was seen clearly and
consistently in their responses.

“Inpatient/surgery without allowing the other parent or support person was
extremely hard and felt cruel. It was an overwhelming experience and to
have to do it alone, made it even worse.” (94)

One mother shared her experience of caring for her child alone in
the hospital after heart surgery,

“I spent my time trying to take care of him, alone, without my partner, as a
first-time parent. His machines left him tethered to his bed, so we had about
9 square feet to interact in. It was incredibly lonely, overwhelming,
exhausting, and, at times, cruel. While I understood the need for safety, it
has devastating consequences on families.” (19)

Social distancing presented significant challenges for CHD
parents. Parents reported feeling anger, frustration, and guilt
from trying to simultaneously protect their CHD child and attend
to the needs of their non-CHD children.

“I'm so overwhelmed and cautious I feel like the only way to be assured she
won’t catch covid is to keep everyone from not going anywhere or do
anything which puts a strain on my other children.” (34)

In an effort to keep their CHD child safe, some parents maintained
social distancing even as the states began to lessen the COVID-
related mandates.

“CHD parents know how to do hard, but this is a whole new level of hard.
I’'m sure it varies for everyone but the isolation and missed opportunities
are overwhelming and depressing. Even if you have supportive people in
your life, it is truly hard to find someone that can relate to the level of
sacrifice that has occurred in the past year to keep our CHD kiddo safe. It’s
taken a toll on everyone in our family. It feels like many families have given
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up on any precautions and we don’t have that “luxury” We are constantly
weighing the risks and benefits of every.small.thing.” (35)

Parents reported feeling isolated as a direct effect of the need to
protect their CHD child.

“It has been extremely hard to isolate our family during the pandemic to
protect our single ventricle child. She had to stop going to preschool and we
had to stop social visits with friends and family to protect her from
contracting COVID. I know this is hard for everyone, but it’s even more
difficult with a CHD child.” (114)

For some, beliefs about how to safeguard their CHD child during
the pandemic created conflicts within their relationships and
contributed to a sense of isolation.

“I have ended long time friendships over the stupidity of people who refuse
to take precautions and were claiming it is all a hoax or plot by a political
party. This has added to the stress and sense of isolation while trying to
shelter my CHD child.” (77)

Parents expressed frustration and fear of the many unknowns
related to COVID.

“The unknown about to what could happen if my child contracted the virus
is overwhelming and has drastically altered the way we have lived our daily
lives this past year.” (58)

They struggled with making decisions in the setting of uncertainty.

“The stress from having to make your own decisions with limited guidance
and information about the affect covid19 has on children with CHD has
been a big issue.” (103)

The pull between two opposing strategies for parenting was
described in the responses. CHD parents began to see non-CHD
families discontinue COVID risk precautions and yearned to be
able to return to normal.

“We have pulled our son from preschool because of his cardiologists
recommendation and it’s really hard. There is also fear of being left behind
and isolated once most people are vaccinated and “get back to
normal.” (106)

However, the view that their CHID child is vulnerable and needs
continued protection seemed to take priority.

“I know family and friends sometimes question how cautious we are being
and it’s hard to make decisions to not see people or partake in celebrations/
gatherings, but every decision made comes after a huge weighing of risks. At
the end of the day, she comes first and it’s not always fair, especially to our
older son, but it’s just the reality we live in currently. It is what it is.” (147)

“We’ve played it very safe withholding her from daycare, celebrating
holidays outdoors and I'm very fatigued by that all, but my mind always
runs into “what if?” So, until we move on from this pandemic - we will
continue to play it safe.” (174)

Over a third of the participants (38%, n=27) conveyed the
struggles they experienced navigating the healthcare systems and
interacting with members of the healthcare team during the
pandemic. These responses informed the creation of the theme
“Unmet Expectations of Care” with four subthemes: (1) Needing
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Unmet Expectations

Needing Information
Wanting Empathy
Requesting Respect
Questioning Care Quality

Playing it Safe vs Returning to Normal

Figure 1. Navigating healthcare during the
COVID pandemic: themes and subthemes.

Information, (2) Wanting Empathy, (3) Requesting Respect, and
(4) Questioning Care Quality.

Parental responses reflected experiences of insufficient informa-
tion, conflicting information, absence of guidance, and searching
for hopeful information. Parents wanted information about the
potential impact of COVID on CHD children.

“The scariest thing when my heart warrior contracted COVID-19 was not
knowing what the outcome would be. I'm a parent that thrives on any and
all information. I want to know even the scary things. It's my child - so
please spare thinking you can terrify me when I've already seen her with her
chest open.” (3)

At times they received conflicting information.

“We need A LOT more information about what high risk for covid means
for our children. Different doctors and nurses tell us different things
depending on who we talk with.” (106)

They expressed a desire for more guidance from healthcare
professionals.

“I know there is always new research coming out and things are changing,
and we just might not know yet, but having some guidance on when it is
safe for our CHD child to meet his extended family would be helpful.” (122)

Some parents felt information about good outcomes would help
decrease their fear.

“I don’t think we would have had so much fear of literally everything if we
had some data showing some kids with CHD have done completely fine
after contracting it. We continue to be safe, but 'm hoping there’s more
things published regarding happy stories of kids with CHD vs. tragic.” (112)

Several responses included requests for healthcare professionals to
be more understanding, patient, and supportive of parents
struggling to care for their CHD child during the pandemic.

https://doi.org/10.1017/5S1047951124035984 Published online by Cambridge University Press

Our Lives were
Turned Upside Down

Overwhelming Distress
Permanently Changed

“I have found though that there are some that truly don’t seem to
understand or empathize with (in my case at least) being not only a first-
time parent, with a child with a CHD but also during a pandemic. It’s
hard! ”(97)

Parents wanted healthcare professionals to give more attention to
the emotional needs of parents and children.

“I would like them to remember that they are not just their medical record,
they struggle socially and emotionally. It would be nice to have a Social
Worker reach out as well to help our kids and us parents with PTSD,
anxiety, depression, etc. during this pandemic.” (160)

“As a healthcare professional, give parents an opportunity to address their
concerns both medically AND emotionally so they can feel
supported.”(179)

“. .. for the people who make the “rules.” Masks are BS. My child is already
fearful at the hospital, and you take away the ability for her to see a smile
and friendly face and it’s awful for her.” (36)

The subtheme of respect emerged from the data. Parents wanted
healthcare professionals to value their knowledge of their child,
validate their concerns, listen to their opinions, and to be treated as
a team member.

“We know our child. Please have some respect that a mom or dads gut
instinct is often right! I wish sometimes doctors or nurses would stop
holding the “T went to school for this, and you didn’t” over our heads! My
son had many great doctors and nurses but there have been some that need
that reminder!”(23)

“Many of us are “pros” when it comes to dealing with all things medical
(hospital stays, medication, etc.). Our opinions and concerns need to be
heard and addressed, even if you think we’re wrong (and sometimes we
are). At the end of the day, you have the medical degree, but we have more
first-hand knowledge and time with the patient than you do. More than
anything, we just want to be a team with you.” (88)

“I have to work which means my CHD kid is in person at school. When I
say this please don’t stop and stare at me. It makes me feel terrible.” (119)
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«

‘... weare always second guessing ourselves and some decisions cannot be
rushed. Also, don’t be offended when we ask about something we learned
about from an online support group, that we would like to trial/learn more
about.” (18)

“Don’t be dismissive of concerns.” (71)

Quality of care during the pandemic was a concern for several of
the participants. A negative effect on outpatient and inpatient
healthcare encounters was reported.

«

‘... we were lucky enough to get home from our inpatient stay (including 2
surgeries), in Jan 2020. Thank god we were out of the hospital before Covid
shut down the ICUs. Our hospital only allowed 1 parent in the CICU for the
first 6 months of covid. Please prioritize the mental health of parents
dealing with CHD. We are looking forward to clinic visits without masks so
our daughter can make a better connection with our doctors &
nurses.”(126)

“It’s not easy on parents and the babies. A pediatric cardiologist is often
never able to answer questions related to basic pediatric care and vice versa.
Because of my babies heart condition, I need to see multiple doctors and
multiple therapists. It has not been easy during the pandemic to maintain
these appointments or receive proper care.” (85)

“Going to appointments alone with no support, seeing restriction rules not
being followed by some, but being strictly enforced for others, not giving
the time to explain if Covid truly is a danger to my child (lots of brushing
off), or having completely mixed messaging about that topic.” (97)

“The major struggle occurred after our daughter was born, there is very
poor care and consideration given to postpartum parents. We were not able
to be together, resulting in me not being able to adequately care for my own
needs and only care for those of our CHD baby who had surgery at 4days
old.” (90)

“Even in healthcare, I often see doctors/nurses with their noses out of masks
and things of the like which add to my level of stress. As a parent, I so
whatever I can to protect my child... seeing protocols not followed
triggers my anxiety.” (163)

The additive effect of the COVID pandemic while parenting a child
with CHD in terms of magnitude, devastation, and disruption was
described in many of the parents’ responses (86%, n = 61). This
pervasive experience is represented by the umbrella theme titled
“Our Lives Were Turned Upside Down”.

“I feel like we are a forgotten group that are very directly affected by the
pandemic. Our whole lives were changed drastically again and turned
upside down just as we were already grasping reality as a heart family to
begin with . .. It has been a nightmare.” (1)

Reports of overwhelming distress were threaded through the
majority of the narratives. Parents used words and phrases such as
“terrifying” (84), “one of the biggest/frightening things in my life”
(21), “the hardest thing in my life” (136), “insurmountable” stress
(40), “devastating” (153), “...constant worry and stress about
protecting your child is overwhelming.”(122)

One mother described the effect the pandemic had on her life as
a CHD parent.

“Due to our distance from the hospital we moved to the city for the duration
of her inpatient, this meant that it was only my husband and myself to
support one another, but the hospital rules stated that only one parent
could be in the hospital at a time. This resulted us not seeing one another in
person for longer than a few minutes as we traded off. We went from
9 months of working from home and only having each other, to living in a
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new city and not having access to our only support. We weren’t allowed any
exceptions; we weren’t even allowed to have my husband come and help
move us out on discharge day making what should have been a happy day
an incredibly stressful experience. I thought having a medically fragile child
would be my biggest concern, but really it was the stress of all of the covid
restrictions.” (90)

In addition to the significant emotional toll, parents wanted
healthcare professionals to understand the lasting effect from the
experience.

“Having to learn about CHD on the fly, as well as trying to understand
Covid while worrying about my child with virtually no support has been the
most overwhelming experience of my life and has permanently changed
me. Please understand this and consider it.” (97)

This study identifies key themes that emerged from qualitative
analysis of the question, “What do parents of children with CHD
want healthcare professionals to know about their experiences one
year into the COVID pandemic?” Participants described how the
challenges of parenting a child with CHD during a pandemic
combined with unmet expectations from the healthcare staff led to
overwhelming distress. CHD parents explained how hospital
policies such as visitation restrictions and social distancing mandates
eliminated access to much needed support systems resulting in
parental distress and isolation. These results are consistent with
earlier observations during the pandemic in which parents of
children with chronic health conditions reported that hospital
visitation policies contributed to increased stress, decreased support,
feelings of isolation, and difficulty coping.*!~2* These findings offer
implications for how hospital policy could be revised in future
pandemics. Furthermore, interventions that support respite for
parents of hospitalised children are needed.

Parents reported a lack of COVID-specific information and
guidance from healthcare providers. As a result, they struggled
with decision-making demands during a time of uncertainty and
found themselves pulled in opposite directions; between the need
to protect their child while also wanting desperately to return to
normal. As highlighted by other pandemic researchers,?*4-2
CHD parents want consistent and reliable information.
Specifically, parents want healthcare professionals to provide clear
and proactive communication that is specific to CHD care during a
pandemic.?’

Distress related to caregiver burden and the need for respite for
parents of children with health conditions during the pandemic
was seen in these results and has been reported in several other
studies.!®?>28-29 A request for empathy and respect from health-
care professionals was threaded throughout the parental responses.
Similar to the other findings, CHD parents wanted to feel support
from the healthcare team and have increased access to mental
health services.?"*>?*273031 Ag one mother stated, “I've been
incredibly lucky that our doctors/nurses/medical team have been
extremely supportive and compassionate/caring. It made the
situation at least a LITTLE BIT easier to navigate. It really does
make a huge difference.” (153)

Although study participants represent parents form across the
United States and Canada, the use of convenience sampling
resulted in a relatively homogeneous sample. Despite the use of
snowball sampling, racially diverse parents, single parents, and
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fathers were underrepresented. This selection bias limits the
generalisability of the results.

These findings provide important insights into the mental health
and caregiver burden experienced by parents of children with CHD
during the COVID pandemic. With a greater understanding of the
parental experience, healthcare professionals can begin to imple-
ment interventions to support the mental health and promote
resilience in CHD parents. There is a call to action to revise
visitation restrictions, improve communication, support respite,
and increase empathy in preparation for future pandemics.

The authors would like to thank the parents who
participated in the study.
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None.
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work comply with the ethical standards of the relevant national guidelines on
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institutional committees at the University of Washington.

1. World Health Organization. Mental Health and COVID-19: Early evidence
of the pandemic’s impact. Scientific brief. https://www.who.int/publications/
i/item/WHQO-2019-nCoV-Sci_Brief-Mental_health-2022.1. Accessed March
2, 2022.

2. Czeisler ME., Rohan EA, Melillo S, et al. Mental health among parents of
children aged <18 years and unpaid caregivers of adults during the
COVID-19 pandemic — United States, December 2020 and
February-March 2021. MMWR Morb Mortal Wkly Rep 2021; 70:
879-887. DOI: 10.15585/mmwr.mm7024a3.

3. Correale C, Falamesca C, Tondo I, et al. Depressive anxiety symptoms in
hospitalized children with chronic illness during the first Italian COVID-19
lockdown. Children 2022; 9: 1156. DOI: 10.3390/children9081156.

4. Cousino MK, Pasquali SK, Romano JC, et al. Impact of the COVID-19
pandemic on CHD care and emotional wellbeing. Cardiol Young 2021; 31
(5): 822-828. DOL: 10.1017/S1047951120004758.

5. Gallegos C, Aldridge MD, Connor K, Zuba L. Parenting a child with a
chronic illness during a pandemic. J Pediatr Nursing 2022; 66: 64-69.
DO 10.1016/}.pedn.2022.05.009.

6. Harvey K. Parents of children with congenital heart defects during the
COVID-19 pandemic: An examination of mental health variables, risk
factors, and protective factors. Heart Lung 2023; 57: 130-139. DOI: 10.
1016/j.hrtlng.2022.09.017.

7. Isik E, Fredland NM, Schultz R]. Parents voice their experiences of caring
for children with special healthcare needs amid the COVID-19 pandemic.
] Pediatr Nursing 2023; 71: e104-e111. DOI: 10.1016/j.pedn.2023.05.001.

8. Kostopoulou E, Sinopidis X, Gidaris D, et al. Parents under siege: the
psychological impact of COVID-19 outbreak on children’s caregivers.
Swiss Med Wkly 2021; 151: w30012. DOI: 10.4414/SMW.2021.w30012.

9. Savela R, Nykénen I, Valiméki T. Lack of freedom predicted poor self-
reported health among family caregivers of children with disabilities during
the COVID-19 pandemic in Europe. Nursing Open 2023; 10: 5177-5184.
DOI: 10.1002/n0p2.1753.

10. Smith S, Tallon M, Smith J, Jones L, Morelius E. COVID-19 in western
Australia: the last straw and hopes for a new normal for parents of children
with long-term conditions. Health Expect 2023; 26: 1863-1873. DOL: 10.
1111/hex.13792.

https://doi.org/10.1017/5S1047951124035984 Published online by Cambridge University Press

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

K. A. Harvey and T. D. Holt

Adams S, Moi S. Care for children with cerebral palsy during the
COVID-19 pandemic: South African family caregiver perspectives. Vuln
Child Youth Stud 2023; 18: 1-13.

Bichard E, McKeever S, Bench S, Wray J. Experiences of siblings of children
with congenital heart disease during Coronavirus disease 2019; a qualitative
interview study. ] Pediatr Nurs 2022; 63: 96-101. DOI: 10.1016/j.pedn.2021.
12.019.

Cadwgan J, Goodwin J, Arichi T, et al. Care in COVID: a qualitative analysis
of the impact of COVID-19 on the health and care of children and young
people with severe physical neurodisability and their families. Child Care
Health Dev 2022; 48: 924-934. DOI: 10.1111/cch.12925.

Capan N, Tagkiran O.0., Saygi EK, Yalcinkaya EY, Hiiner B, Aydin R. The
impact of the COVID-19 pandemic on children with disabilities and their
parents or caregivers. Turk J Phys Med Rehabil 2023; 69: 75-92.
DOI: 10.5606/tftrd.2023.10193.

Celik MY. Children with disabilities and their mothers during the
COVID-19 pandemic: difficulties experienced. Clin Pediatr 2024; 63:
18-31. DOI: 10.1177/00099228231167382.

Cesario S, Basile C, Trevisan M, et al. Loss of continuity of care in pediatric
neurology services during COVID-19 lockdown: An additional stressor for
parents. Children 2022; 9: 867. DOI: 10.3390/children9060867.

Danziger CR, Bilavsky E, Ehrlich S, et al. Avoidance of essential pediatric
ambulatory medical care due to corona-phobia: incidence and suggested
practical interventions. Int J Child AdolescHealth 2021; 14 (4): 349-354.
Desimpelaere EN, Soenens B, Prinzie P, et al. Parents’ stress, parental
burnout, and parenting behavior during the COVID-19 pandemic:
comparing parents of children with and without complex care needs.
J Child Fam Stud 2023; 32: 3681-3696. DOI: 10.1007/s10826-023-02702-0.
Embregts P, Heerkens L, Frielink N, Giesbers S, Vromans L, Jahoda A.
Experiences of mothers caring for a child with an intellectual disability
during the COVID-19 pandemic in the Netherlands. J Intell Disabil Res
2021; 65: 760-2771. DOI: 10.1111/jir.12859.

American Academy of Pediatrics. Family Presence Policies for Pediatric
Inpatient Settings During the COVID-19 Pandemic; http://www.aap.org/
en/pages/2019-novel-coronavirus-covid-19-infections/clinical-guidance/
family-presence-policies-for-pediatric-inpatient-settings-during-the-covid-19-
pandemic/. Accessed September 5, 2022.

Marino LV, Wagland R, Culliford DJ, Bharucha T, Sodergren SC,
Darlington AE. No official help is available-experience of parents and
children with congenital heart disease during COVID-19. World J
Pediatr Congenit Heart Surg 2021; 12: 500-507. DOI: 10.1177/
21501351211007102.

McLoone J, Wakefield CE, Marshall GM, et al. It's made a really hard
situation even more difficult: the impact of COVID-19 on families of
children with chronic illness. PLoS One 2022; 17: €0273622. DOI: 10.1371/
journal.pone.0273622.

Nicholas DB, Zulla RT, Conlon O, et al. Mental health impacts of the
COVID-19 pandemic on children with underlying health and disability
issues, and their families and health care providers. Paed Child Healt-CAN
2022; 27 (Supplement_1): $33-539. DOI: 10.1093/pch/pxab103.
Gillespie-Smith K, McConachie D, Ballantyne C, Auyeung B, Goodall K.
The impact of COVID-19 restrictions on psychological distress in family
caregivers of children with neurodevelopmental disability in the UK.
J Autism Dev Disord 2023; 53: 1573-1587. DOI: 10.1007/s10803-021-
05132-3.

Oude Lansink ILB, van Stam PCC, Schafrat ECWM, et al. This battle,
between your gut feeling and your mind. Try to find the right balance:
parental experiences of children with spinal muscular atrophy during
COVID-19 pandemic. Child Care Health Dev 2022; 48: 1062-1070.
DOI: 10.1111/cch.13014.

Rihm L, Dreier M, Rezvani F, Wiegand-Grefe S, Dirmaier J. The
psychosocial situation of families caring for children with rare diseases
during the COVID-19 pandemic: results of a cross-sectional online survey.
Orphanet ] Rare Dis 2022; 17: 449. DOI: 10.1186/513023-022-02595-0.
Wray J, Pagel C, Chester AH, Kennedy F, Crowe S. What was the impact of
the first wave of COVID-19 on the delivery of care to children and adults
with congenital heart disease? A qualitative study using online forums. BMJ
Open 2021; 11: e049006. DOI: 10.1136/bmjopen-2021-049006.


https://www.who.int/publications/i/item/WHO-2019-nCoV-Sci_Brief-Mental_health-2022.1
https://www.who.int/publications/i/item/WHO-2019-nCoV-Sci_Brief-Mental_health-2022.1
https://doi.org/10.15585/mmwr.mm7024a3
https://doi.org/10.3390/children9081156
https://doi.org/10.1017/S1047951120004758
https://doi.org/10.1016/j.pedn.2022.05.009
https://doi.org/10.1016/j.hrtlng.2022.09.017
https://doi.org/10.1016/j.hrtlng.2022.09.017
https://doi.org/10.1016/j.pedn.2023.05.001
https://doi.org/10.4414/SMW.2021.w30012
https://doi.org/10.1002/nop2.1753
https://doi.org/10.1111/hex.13792
https://doi.org/10.1111/hex.13792
https://doi.org/10.1016/j.pedn.2021.12.019
https://doi.org/10.1016/j.pedn.2021.12.019
https://doi.org/10.1111/cch.12925
https://doi.org/10.5606/tftrd.2023.10193
https://doi.org/10.1177/00099228231167382
https://doi.org/10.3390/children9060867
https://doi.org/10.1007/s10826-023-02702-0
https://doi.org/10.1111/jir.12859
http://www.aap.org/en/pages/2019-novel-coronavirus-covid-19-infections/clinical-guidance/family-presence-policies-for-pediatric-inpatient-settings-during-the-covid-19-pandemic/
http://www.aap.org/en/pages/2019-novel-coronavirus-covid-19-infections/clinical-guidance/family-presence-policies-for-pediatric-inpatient-settings-during-the-covid-19-pandemic/
http://www.aap.org/en/pages/2019-novel-coronavirus-covid-19-infections/clinical-guidance/family-presence-policies-for-pediatric-inpatient-settings-during-the-covid-19-pandemic/
http://www.aap.org/en/pages/2019-novel-coronavirus-covid-19-infections/clinical-guidance/family-presence-policies-for-pediatric-inpatient-settings-during-the-covid-19-pandemic/
https://doi.org/10.1177/21501351211007102
https://doi.org/10.1177/21501351211007102
https://doi.org/10.1371/journal.pone.0273622
https://doi.org/10.1371/journal.pone.0273622
https://doi.org/10.1093/pch/pxab103
https://doi.org/10.1007/s10803-021-05132-3
https://doi.org/10.1007/s10803-021-05132-3
https://doi.org/10.1111/cch.13014
https://doi.org/10.1186/s13023-022-02595-0
https://doi.org/10.1136/bmjopen-2021-049006
https://doi.org/10.1017/S1047951124035984

Cardiology in the Young

28.

29.

Ashworth E, Bray L, Alghrani A, Kirkby J. Vulnerable and abandoned—
The impact of the COVID-19 pandemic on education, health and social
care provision for children with SEND: children and parents perspectives.
Child Soc 2023; 37: 1915-1932. DOI: 10.1111/chso.12774.

Fortin-Bédard N, Ladry NJ, Routhier F, et al. Being a parent of children with
disabilities during the COVID-19 pandemic: multi-method study of health,
social life, and occupational situation. Int ] Environ Res Public Health 2023;
20: 3110. DOI: 10.3390/ijerph20043110.

https://doi.org/10.1017/5S1047951124035984 Published online by Cambridge University Press

30.

31.

Hochman Y, Shpigelman CN, Holler R, Werner S. Together in a pressure
cooker: parenting children with disabilities during the COVID-19 lockdown.
Disabil Health J 2022; 15: 101273. DOI: 10.1016/j.dhjo.2022.101273.

Reed D, Wolfe I, Greenwood J, Lignou S. Accessing healthcare during the
COVID-19 pandemic: a qualitative exploration of the experiences of
parents and carers of children with chronic illness to inform future policies
in times of crisis. BMC Health Serv Res 2023;23: 530. DOI: 10.1186/s12913-
023-09452-1.


https://doi.org/10.1111/chso.12774
https://doi.org/10.3390/ijerph20043110
https://doi.org/10.1016/j.dhjo.2022.101273
https://doi.org/10.1186/s12913-023-09452-1
https://doi.org/10.1186/s12913-023-09452-1
https://doi.org/10.1017/S1047951124035984

	Navigating healthcare during a pandemic: what parents of CHD children want healthcare professionals to know
	Introduction
	Materials and methods
	Results
	Pandemic parenting
	The emotional toll of hospital visitation restrictions
	Dealing with social distancing
	Feeling isolated
	Decision making in uncertainty
	Playing it safe versus returning to normal
	Unmet expectations of care
	Needing information
	Wanting empathy
	Requesting respect
	Questioning care quality
	Our lives were turned upside down

	Discussion
	Limitations

	Conclusion
	References


