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Abstract

Background and Objectives: Cardiac surgical interventions for children with trisomy 18 and
trisomy 13 remain controversial, despite growing evidence that definitive cardiac repair
prolongs survival. Understanding quality of life for survivors and their families therefore
becomes crucial. Study objective was to generate a descriptive summary of parental perspectives
on quality of life, family impact, functional status, and hopes for children with trisomy 18 and
trisomy 13 who have undergone heart surgery.Methods:A concurrent mixedmethod approach
utilising PedsQL™ 4.0 Generic Core Parent Report for Toddlers or the PedsQL™ Infant Scale,
PedsQL™ 2.0 Family Impact Module, Functional Status Scale, quality of life visual analogue
scale, and narrative responses for 10 children whose families travelled out of state to access
cardiac surgery denied to them in their home state due to genetic diagnoses. Results:
Parents rated their child’s quality of life as 80/100, and their own quality of life as 78/100 using
validated scales. Functional status was rated 11 by parents and 11.6 by providers (correlation
0.89). On quality of life visual analogue scale, all parents rated their child’s quality of life as
“high” with mean response 92.7/100. Parental hopes were informed by realistic perspective
on prognosis while striving to ensure their children had access to reaching their full potential.
Qualitative analysis revealed a profound sense of the child’s relationality and valued life
meaning. Conclusion: Understanding parental motivations and perceptions on the child’s
quality of life has potential to inform care teams in considering cardiac interventions for
children with trisomy 18 and trisomy 13.

Families of children with trisomy 18 and trisomy 13 experience cumulative messaging from
foetal through paediatric care that these diagnoses are incompatible with life or universally
associated with a poor quality of life.1,2 In a survey including 330 parents of children with
trisomy 18 and trisomy 13, respondents reported they were told by health care providers: “that
the condition of their baby was lethal or incompatible with life (93%), that their child would be a
vegetable (55%), that their baby would destroy their family or their marriage (28%), and that if
their baby survived, he would live a meaningless life (55%) or a life of suffering (68%).”3 Cardiac
surgical intervention offerings for children with trisomy 18 and trisomy 13, even those carefully
selected based on feasibly correctable cardiac conditions, remain controversial in this decade.4–6

The controversy in offering cardiac surgical interventions for this paediatric population has
focused not only on the feasibility of prolonging the child’s quantity of days through surgical
interventions but also on the providers’ perspectives on the child’s quality of life in the setting of
these genetic diagnosis.7,8 Some perceive that cardiac surgical interventions have not improved
outcomes in a way warranting the use of critical and costly resources.9 As recent studies have
demonstrated that meaningful survival outcomes can be achieved with cardiac surgery for
selected children with trisomy 18 and trisomy 13 diagnoses, there is a recognised need to explore
the quality of life in these patient cohorts.10–13 The concluding research recommendation from a
large retrospective review of outcomes after cardiac interventions in infants with trisomy 18 and
trisomy 13 was a call to assess quality of life issues for these patients and their families.14

Ninety percent of babies with trisomy 18 and eighty percent of patients with trisomy 13 are
concurrently diagnosed with CHD,15 primarily septal defects, patent ductus arteriosus, vulvar
dysplasia, and aortic coarctation.16–19 Historically, trisomy 18 and trisomy 13 were labelled as
“lethal” genetic diagnoses with death expected within 2 weeks of birth.19–21 Access to medical
interventions, particularly corrective cardiac surgical interventions for a selected cohort, has
more recently shifted the prognostic paradigm. Infants with trisomy 18 or trisomy 13 who
underwent cardiac surgery between 2004 and 2015 had notably decreased in-hospital mortality
reported in the Pediatric Health Information System Database compared to those infants who
did not undergo cardiac surgery: 64% lower in trisomy 18 and 45% lower in trisomy 13.22 Two
decades of data from the Pediatric Cardiac Care Consortium revealed hospital survival rates
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of 100% for children with trisomy 13 (n= 11) and 86% for children
with trisomy 18 (n= 21) who underwent cardiac surgery.16

The primary objective of this descriptive mixed methods study
was to quantify perception of child and parent quality of life and
family impact for children with trisomy 18 or trisomy 13 who had
undergone definitive cardiac surgery. The study further aimed to
explore the child’s functional status as assessed by parents and
health care providers and to correlate functional status with family
impact. The study described the child’s quality of life from parental
qualitative narratives, the family’s experience accessing surgical
interventions, parental hopes for their child, and parental advice
for medical teams.

Patients and methods

This concurrent mixed methods study was approved by the Institu-
tional Review Board as Protocol 889-18-EP (TraNSLOCATIONS=
TRAveling Nationally So Loved One Can Access Trisomy
Interventions Operatively in Nebraska). The sample method
was a sequential sampling. All parents of children with trisomy
18 or trisomy 13 who had travelled out of state between May,
2017 and March, 2019 to access cardiac surgical interventions
denied to them in their local care setting due to genetic diagnoses
were invited to participate in the survey after live discharge to
home. Study flow diagram is shown in Fig 1.

Patients were retrospectively enrolled from January, 2019 to May,
2019. Study notification occurred through an in-person conversation
or telephone call from a study team member providing details
on the study aims, methods, and the voluntary nature of partici-
pation. In-person or telephone informed consent then occurred.
Questionnaire responses were collected using a SurveyMonkey©

study database. The 40-item parental questionnaire consisted
of a mixture of closed-ended questions with pre-determined cat-
egorical responses and open-ended narrative responses. The survey
explored how and when parents received the trisomy diagnosis, rea-
son for travel for cardiac surgery, family impact of travel, reflection
on the surgical decision, quality of life narrative summary, parental
hopes, and advice for medical teams.

Data collection from the medical chart included the child’s
current age, genetic diagnosis, cardiac diagnosis, date of cardiac
surgery, cardiac surgical procedure, and provider-rated functional
status score at time of live discharge to home.

Three validated scales were utilised: PedsQL™ 4.0 Generic Core
Parent Report for Toddlers Scales or the PedsQL™ Infant Scale,

PedsQL™ 2.0 Family Impact Module, and the Functional Status
Scale for Pediatric Hospitalization Outcomes. The 21-item
PedsQL™ 4.0 Generic Core Parent Report for Toddlers Scale
(age > 24 months) consists of the following dimensions: physi-
cal functioning, emotional functioning, social functioning, and
school functioning. The 36-item (age <12 months) or 45-item
(<24 months) PedsQL™ Infant Scales contain similar dimensions
with the addition of physical symptoms and revision of school
functioning to cognitive functioning. These scales have aminimum
internal consistency reliability standard exceeding 0.70 per dimen-
sion.23,24 These paediatric quality of life scales have previously
been utilised in infants and children with CHD.25–28 The 36-item
PedsQL™ Family Impact Module is a measure of self-reported
parental perceptions of physical, emotional, social, and cognitive
functioning; communication; and worry. The PedsQL™ Family
Impact Module further explores the impact of the child’s diagnosis
on family daily activities and family relationships. In initial validation
studies, PedsQL™ Family Impact Module scales demonstrated
Cronbach’s coefficient alpha scores >0.82.29 The Functional Status
Scale measured six domains of child function validated from new-
born to adolescents: mental status, sensory functioning, communi-
cation, motor functioning, feeding, and respiratory status. Each
domain receives a designated score from 1 (normal) to 5 (very
severe dysfunction). The Functional Status Scale has been shown
to be highly reproducible with the weighted total Functional Status
Scale registering an intra-class correlation of 0.94.30

Analysis process

Qualitative data were analysed using semantic content analysis,31

including categorical strategies with Atlas.ti data organization. The
open-text narrative data were broken down into smaller phrases
with those phrases and then reorganised to produce quantifiable
categories to facilitate a better understanding of the research
question.

Statistical analyses were conducted using scale scores as the
main outcome measure. Each PedsQL™ item was reverse-scored
and linearly transformed to a scale of 0–100 (higher scores reflected
better quality of life or better family function). A final summative
score for the parent Functional Status Scale and provider discharge
note Functional Status Scale was individually tallied, ranging from
6 to 30 with a higher number representing more severe dysfunc-
tion. A Bland–Altman analysis was conducted to assess for agree-
ment in functional status scores between parents and providers

Figure 1. Concurrent mixed methodology approach for
quality of life inquiry.
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using Carkeet’s exact confidence bounds for the upper and lower
limits of agreement.32,33 Plots of the quality of life versus the func-
tional status measures were decidedly non-linear; thus, Spearman’s
rank correlation was used to capture the association. Group
differences were compared using Wilcoxon Signed-Rank or Sum
Rank tests as appropriate. Summary statistics reported were the
mean, median, and interquartile range.

Results

A total of 10 family units were eligible for participation with offer
of either one parent or both co-parents to complete the survey. All
10 family units completed the survey (100% response rate) with
4 families utilising both maternal and paternal survey completion
and 6 families utilising only maternal responses. Fourteen surveys
were completed for 10 children. Average age of the child was
10.6 months (range from 2 to 32 months). Two children were diag-
nosed with trisomy 13, one with mosaic trisomy 18, and the
remaining 7 with full trisomy 18 as confirmed by karyotype.
Cardiac diagnoses included ventricular septal defect (n= 8); atrial
septal defect (n= 7); vulvar anomalies to include aortic, tricuspid,
and pulmonary valve anomalies (n= 4); aortic coarctation (n= 2);
double outlet right ventricle (n= 2); and Tetralogy of Fallot
(n= 1), with complete cardiac correction performed in each case.
Mean age at time of cardiac surgery was 2.7 months (range from
0.25 to 5.5 months) with average age at time of survey completion
11.3 months (range from 2 to 27 months).

Diagnostic disclosure

The trisomy diagnosis was made known to the parents prenatally
in n= 6 and postnatally in n= 4 families, whereas the cardiac con-
dition was known prenatally in n= 8 families. Communication of
the trisomy diagnosis occurred in-person n = 6 and by telephone
n= 4. Both parents were present to receive the trisomy diagnosis in
n= 6 cases. Communication disclosing the diagnosis of trisomy
was reported to be “not sensitive” by n = 6, neutral n= 7, and sen-
sitive n= 1.

Access to cardiac surgery

Respondents travelled to access cardiac surgery for their children
due to inability to access cardiac surgery in their home state with
nine states were represented in the cohort. All respondents shared
that they had received a message of their child not being a surgical
candidate locally due to underlying genetics. Three of the ten chil-
dren were reported by their parents to have been scheduled with a
cardiac operation date but the scheduled surgery then having been
cancelled by the local medical team once genetics were definitively
resulted.

Implications of travel for cardiac surgery and decisional
reflection

Respondents reported the following family impact due to travel for
cardiac surgery: one parent (60%) or both parents (10%) leaving
employment, sibling separation during hospitalisation (40%), grand-
parent distance during hospitalisation (100%), and parental units in
separate states during hospitalisation (90%). Economic impact on
the family was perceived as low by 3/14 parents (21%), neutral by
6/14 (43%), and high by 5/14 (36%). All parents responded “yes”
when asked whether they perceived they made the right decision
to travel out of state for their child to undergo cardiac surgery.

In open-text responses, parents clarified that they have decisional
affirmation due to survival (14/14 patients), growth and develop-
mental progress (9/14 patients), improvement in heart failure
symptoms such as feeding capacity or respiratory status (6/14
patients), child intrinsic worth (6/14 patients), and the child’s con-
tribution as a family member (3/14 patients).

Quality of life

All parents selected “high” when given the option of rating their
child’s quality of life as low, medium, or high.When asked to quan-
tify the child’s quality of life using a visual analogue scale from 0 to
100 with 100 being the highest quality of life, the mean response
was 92.7 with median 90 (range from 80 to 100).

Results from the PedsQL™ and Family Impact Module mea-
sures are available as Table 1. Fathers tended to give higher scores
to their children than mothers for both quality of life and family
wellness domains but without a statistically significant difference
in parental ratings.

The meaning of quality of life was constructed in narrative free-
text by parents as depicted in exemplary quotes in Table 2.

Functional status

A total of six children were on room air only, two used intermittent
nasal cannula support, one had tracheostomy to room air, and one
used tracheostomy and mechanical ventilation. All ten children
had a gastrostomy tube for feeding support with eight children
reported to be taking some food by mouth. Eight children were
reported to have normal sleep–wake cycles. Five had suspected
hearing loss. All communicated with vocalisations, expression,
and gestures.

Table 1. Quality of life and family impact scale dimension results

Dimension score Mean total (range)

Child’s physical functioning 83 (63–100)

Child’s physical symptoms 78 (58–100)

Child’s emotional functioning 84 (67–100)

Child’s social functioning 81 (44–100)

Child’s cognitive functioning 75 (38–100)

Child’s Psychosocial Health Summary Score 80 (55–100)

Child’s Physical Health Summary Score 80 (64–98)

Child’s Quality of Life Total Score 80 (65–99)

Parental physical functioning 77 (63–100)

Parental emotional functioning 82 (65–100)

Parental social functioning 70 (44–100)

Parental cognitive functioning 82 (50–100)

Parental communication 78 (58–100)

Parental worry 75 (50–100)

Family daily activities 58 (25–100)

Family relationships 85 (50–100)

Family Impact Summary Score 77 (63–100)

Parental Quality of Life Summary Score 78 (55–100)

Family Functioning Summary Score 75 (41–100)
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The Functional Status Scale instrument range is from 6 to 30,
with a higher score associated with a worse functional status. In this
cohort, mean Functional Status Scale ranking by parents was 11
(range from 9 to 14) and by paediatrician documentation day prior
to discharge in medical record was 11.6 (range from 9 to 14).
Correlation between parent and provider perspective on the child’s
functional status was notably in agreement at 0.89 between parent
and provider ranking of functional status. Five providers ranked
the child’s Functional Status Scale higher than the parent. All four
fathers rated their child’s functional status the exact same number
as the provider Functional Status Scale ranking (100% agreement
in paternal and provider Functional Status Scale rankings). A
Bland–Altman plot depicting provider versus parent functional
status agreement is provided as Fig 2.

Correlation between the child’s functional status and family
functioning was −0.26. Correlation between the child’s functional
status and the parent’s self-reported quality of life was −0.62. A
decrease in the child’s functional status correlated with a small
but notable inverse impact to family function and negative impact
to the parental caregiver’s quality of life. Summary of correlations
is provided as Table 3.

Parental hopes and shared insight

In response to free-text inquiry on hopes for their child, parents
depicted their hopes for their child in terms of allowing the child

to reach his or her unique potential (n= 9 (65%)), experiencing joy
and happiness (n= 7 (50%)), knowing love (n= 6 (43%)), inspiring
others (n= 6 (43%)), having access to medical care in the future
(n= 5 (36%)), and finding comfort in the family’s spiritual framework
(n= 3 (22%)). Parents offered their insight and wisdom for medical
teams in the context of these stated hopes as shown in Table 4.

Discussion

This concurrent mixed methodology study generated a descriptive
summary of parental perspectives on quality of life, family impact,
functional status, and hopes for children with trisomy 18 and tri-
somy 13 who have undergone heart surgery. Of interest, the scores
assigned to children in this cohort were parallel to the proxy-ranked

Table 2. Exemplary parental quotes depicting child’s quality of life

“With the exception of method of feeding, no different than any of our other children. She’s a love magnet. Her quality of life is reminding us the meaning
and joy of life.”

“A very high quality of life. She loves her toys and to play. Her siblings love her and read to her, roll on the floor with her, dress her up, and we take family
walks together. She is growing and thriving. She smiles a lot. She wakes up cooing and kicking her legs and when she fusses we can easily comfort her.
She is attached to her family and she is a miracle. She loves her life. And, we as her family love her life.”

“She is so happy. She is always smiling until bedtime. She loves toys. She loves gospel music. She loves to visit our local zoo and see the monkeys and
gorillas. One gorilla always comes to the glass to stare at her. She loves to stand and stomp her feet. We feel she has a great quality of life.”

“She has such a great quality of life! She is happy, loves her toys, loves her family and kitties, and has little to no discomfort after overcoming obstacles in
the hospital. She attends to her family, reaches for toys, and loves her hands. Developmentally, she is delayed, presenting about 3–4 months behind her
‘typical’ peers. But, she does not lack in enthusiasm for life.”

“Our daughter is doing great. She is growing fast and becoming much more animated and loving. She is a wonderful little girl! She smiles all the time and
loves her life. We love her. She thrives as a sister and a daughter.”

“She is doing thing we were told she’d never do when they told us she’s ‘incompatible with life’. She can sit, get up onto all fours, smile, laugh, and even say
‘mom’. She loves to ride her horse with her special saddle and support, pet her cats, and pet her dogs. She loves to play in the water or float and splash. She
is the light of our lives. She is almost always happy and she’s full of sass. She is the strongest person I know and I’m so proud to be her mom.”

“I believe she has a high quality of life. We love on her every single day, especially because we are not sure what her life expectancy will be long-term. She
has brought so much joy to our extended family and friends. She has inspired many of our family members to come together and be a family again.”

“She has such a good quality of life with lots of love. She makes the quality of life of her whole family even better than before she was born.”

“She is very happy and content. She knows her family, shows excitement when seeing us, loves cuddles, is patient, learns and retains what she is taught, is
progressing at her own pace, chatting and learning how to make new sounds. She may not be ‘normal’ but she is very much loved and shows us every day
that we made the right decision.”

“He is joyful, playful, very happy. His life is life-enhancing for all of us.”

“She is vibrant and thriving. She has her own developmental milestone timeline but she is meeting those on her time and on her terms. She’s so happy.
She brings us so much happiness.”

“He has a high quality of life and he actually really increased my own quality of life. He really turned my life around. I was not making good decisions for
my family and was really focused on myself. His birth and his surviving made me realise about bigger purposes in life. Now, I am a better husband and a
better dad. I live for more than myself now. I mean, this little guy really made me a better man.”

“This is a quality of life we hoped for and it’s really special to see each day’s meaning. We smile so much when we think of his being in our family.”

“Well, all these doctors told me there would be no quality of life when they kept pressuring for termination or for going home to die from heart failure. He
has made our home such a happy home. I don’t expect him to be a valedictorian but he sure does know how to bring light and love into this world. He is
our miracle.”

Table 3. Correlations between functional status and outcome measures

Measure Spearman’s rank correlation score

Family relationships −0.37

Family Impact Total Score −0.57

Parent’s quality of life −0.62

Family functioning −0.26

Child’s cognitive functioning −0.24

Child’s psychosocial health −0.20
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scores using the same scales when applied to children with CHD
without genetic diagnoses after cardiac surgery.25,27,28 Quality of life
is highly subjective, as is the impact of a child’s diagnosis or prognosis
on a family’s function andwell-being. The children in this studywere
perceived by their families to have high quality of life and valued life
roles. This study included only a small, selected group of persistent
parents who pursued and accessed cardiac surgery at another care
centre after being refused cardiac surgery at their home centre, which
does mean a real risk of a response bias.

The functional status of the children was noted to be congruent
between parent and provider perspectives. Functional status had
minimal impact on the parental perception of the child’s quality
of life or parental perception of overall family wellness. In a prior
study of 12 Pennsylvanian parents whose children with trisomy 18
had undergone congenital heart surgery, survey respondents both
bereaved and actively parenting unanimously stated “that their
child’s quality of life was improved by their specific treatment strat-
egy, that the experience of the parents was enhanced, and that they
would choose the same treatment course again.”34 The majority of
German mothers of children with trisomy 18 and trisomy 13 who
survived longer than 3 months depicted their children as “friendly,
happy, and peaceful” and were in favour of access to medical inter-
ventions for their children.35

This study was motivated by the study team’s own curiosity
about the rising recent phenomenon of families reaching out for
cardiac surgical interventions for their children and to try to
understand the complex and even controversial phenomenon of
offering care for these children. In sharing the findings from this
study, our goal is that families with children with trisomy 18 and
trisomy 13 diagnoses may share their perspectives on their child’s
quality of life. Respondents in this study understood their child-
ren’s diagnosis and the prognostic implications of the trisomy
18 and trisomy 13 diagnoses but wanted their children to be offered
“a chance” to “reach his or her potential.”

The average age at the time of corrective surgical intervention
(<3 months) was notably young in our study. Our care centre has
observed elevated pulmonary vascular resistance in this population
younger, andmore often, than children without these trisomy diag-
noses. This pulmonary vascular resistance elevation has proven to
have become irreversible in situations and at times where it would
not have been expected to be so in other patients without these
genetic aneuploidies. Due to this observation, we have opted for
consideration of earlier surgical intervention. The trisomy 13 and tri-
somy 18 population’s cardiac needs are difficult to predict and only
recently with a growing literature base of trends and patterns. The
threshold consideration of earlier age for corrective surgical interven-
tion has been part of our care model and family decision-making
regarding potential timing of cardiac surgical intervention.

Limitations of this study include the lack of child reported
outcomes, as our cohort was not of age or developmental ability
to self-report. An additional limitation includes small sample size
from a single-centre site, although the patients represent wide
geographies. A “choice-supportive bias” exists as these selected
patients may retrospectively ascribe positive attributes to the car-
diac surgical pursuit and may demote the forgone options of not
pursuing cardiac surgery. Additionally, providers working at an
institution where the practice is to consider cardiac surgical inter-
vention in review of each child’s unique comorbidities will be
potentially biased towards the institution’s practice as compared
to those providers working at centres with universal rules against
cardiac interventions for children with these genetic conditions.

Strengths of the study include parallel mixed methods design
which combined elements of qualitative and quantitative research
approaches for the purpose of breadth of understanding and
corroboration on parental perspective on a child’s quality of life,
family impact, and parental hopes. Simultaneous integration of
validated surveys and questionnaires with narrative inquiry
fostered methodological triangulation. Use of both parental report

Figure 2. Provider versus parent functional status agreement
plot.
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and provider report for functional status offered a comparison
summary in addition to the subjective quality of life metrics.

Conclusion

Cardiac surgical interventions for children with trisomy 21 were
highly controversial until the late 1970s,36 with a collaboration of
both physiological outcomes-based data and family advocacy com-
pelling a shift in care paradigms for children with Down syndrome.
This paper adds to the growing body of literature on similar cardiac
surgical considerations now for a carefully selected cohort of children
with trisomy 18 and trisomy 13 with correctable cardiac lesions.
Further research is warranted to investigate how the findings from
this study may differ or concur with the same questionnaire for a
local cohort, and whether the nature of persevering to pursue car-
diac surgery even after being denied access in a home state setting

impacts quality of life reporting. Future research warrants inclu-
sion of bereaved family perspectives. Future studies would also
include health care provider perspectives on reasons for providing
or not providing cardiac surgical care options.

Cardiac surgical offerings may be considered in the context of
an interdisciplinary care team’s shared exploration of the child’s
comorbidities and the family’s understanding of overall prognosis,
values, and decisional context.37 Mixed methods research is recog-
nised as transformative in capturing differing value commitments
which can lead to dialogue across professional, personal, and ideo-
logical perspectives. This study adds to the recent dialogue by
describing parental hopes and goals in pursuing cardiac surgical
interventions. Clinical consideration of parental quality of life per-
ceptions for children with trisomy 18 and trisomy 13 enables focus
to expand beyondmere judgement of survival into enhanced child-
centric, family-partnered care models.38

Table 4. Parental advice for medical teams

Themes (n= 5) Definition

Codes, n= __/145 (%)

Exemplary quotesPatients, n= __/14 (%)

Honour the child’s intrinsic
worth

Recognise the child’s human
dignity and purpose; celebrate
the child’s relational
value in the family unit.

56/145 (39) “The child has meaning and value and could still
get to be a son and a nephew and a grandson – if
he is given a chance. Enable the opportunity.”14/14 (100)

“Their worth is not measured by the degree of their
medical challenges, nor their assumed potentials,
but by the breath of life breathed in them.”

Offer personalised opportunity Recognise each child as unique
with attentiveness to each child’s
comorbodities and also
opportunities; personalise access
to care based on each child’s
unique physiology and family
goals.

42/145 (29) “Everyone at the hospital told us they know she’ll
die before she’s born and then that she would die
as soon as we got home. Here we are, planning a
first birthday party.”

13/14 (93)

“Different kids with trisomy have different ranges of
survival chances. But, it doesn’t have to be zero and
just ‘zero chance’ perspective about access to heart
surgery because of genetics. When I was pregnant,
the doctor told me: ‘zero chance’. At least look at
each child individually and consider trying based on
that unique child : : : He’s living into our hopes. We
know it won’t be forever, but each day we cherish.
That’s not a zero chance. That’s a one hundred
percent joy.”

Bring professional courage Recognise shifts in survival
outcomes; consider an evolving
paradigm of outcomes data;
weigh access to interventions
with benefits/burdens.

28/145 (19) “It takes courage to look beyond the outdated
textbooks to the actual child. Please look at each
patient as an individual. We were told that she will
never track with her eyes. She tracks excellent. We
were told that she would never breathe and would
definitely need a tracheostomy and ventilator to
live. Once her heart was repaired, she stayed on
room air without any special equipment needed. We
were told that she would never even know that we
were in the room. Our little one follows us around
in her walker. She says ‘mama’ and ‘dada’.”

11/14 (79)

Foster collaborative
communication

Recognise the opportunity for
dialogue; patiently approach the
information each family needs for
shared decision-making; avoid
upfront limiting communication
with terms such as “universally
lethal” or “zero chance.”

19/145 (13) “Listen to families and dialogue instead of telling
families ‘DNR, DNR, DNR’ non-stop without
discussing options or goals or understanding of
chances or motives or even hopes.”

9/14 (64)

“Please know that the medical professionals who
show compassion, get to know and believe in the
child, and treat the child without upfront bias are
very highly regarded, trusted, and admired. It brings
peace of mind to the families knowing that their
child was not denied care options based just on
genetics. All we ask is for our children to be treated
without pre-judgement and given a fair shot at life.
Your efforts to make that happen mean more than
you will ever know.”
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