
Childhood: Coming to terms with your condition as you grow up and start school.

PatientsParents  Occurs many times or throughout your life Pain- point + Barrier

Significant Events  

Feeling

+ Positive +

- Negative -

How do people frame and 
evaluate their experience?

What do they expect?

Thinking

What emotions do people 
have along their journey? 

What are the positive highs 
and the negative lows?

What actions are people 
taking to meet their needs?

What are their key behaviors?

Doing

Possible Scenarios 

Pain Points

Common pain points
and barriers

Different experiences based 
on diagnosis and condition

Delayed Diagnosis

Enroll in Preschool or Day Care?

Transition

Cardiologist+ Check ups
3rd Surgery  - Fontan

Family discharged from 
the hospital

Transition

Fontan usually occurs when your child is 2-5 years old

Preoperative 
Tests + Consult

Occur every 1, 3, or 6 months while waiting for Fontan

Alternative palliation 
strategy

Mixed feelings about ECHO

Possible Scenario
Yearly check ups become routine, life is relatively normal 
leading up to the Fontan operation

Possible Scenario
Complications and co- morbidites emerge requiring additional 
intervention and potentially additional extended hospital stays.

Hospital life has it's silver linings

Possible Scenario
After a successful Fontan 6-12 month check- ups
become routine again and life returns to relative normalcy

Possible Scenario
Your child doesn't respond to the Fontan as expected so a 
Fontan- revision or a different palliative operation is needed

Adjusting to normal life after being in the hospital

Out- patient Therapy + Nutrition Support

Adhere to out- patient appointments with Speech,
Occupational, Physical Therapists and Nutritionist

as is necessary to support your child's neurodevelopment

Cardiologist+ Check ups

Check- ins occur every 6-12 months after the Fontan

Outpatient Therapy + Nutrition Support

Awaiting updates 
from Nurse Navigator 
during surgeryAdjusting to life at home is stressful at first

Overwhelmed

On edge

Content

On edge

Pleasantly surprised

Uncomfortable
"My 3rd or 4th Halloween I was in the hospital. They 
brought costumes around and we got to try on costumes. 
They brought around candy and stuff and it was really fun.""A gradual adjustment to normal life after being in the hospital all that time; had all those 

unstable moments, so it's nerve wracking to go home; you're so eager to go home but 
you're on edge for awhile. Over time you just get more adjusted and more comfortable."

Include your child in conversations 
with care providers as they get older.

"Don’t have the conversation in front of the child. I 
remember doctors having conversations with my 
parents, I was concerned with adults talking about 
me. I feel we need two conversations, one with the 
parents, another one with the kid."

Hospital readmissions and complications are not a defeat or 
your fault as a caregiver

"We were in and out of the hospital a lot that first year of their life 
and then they went home with a feeding tube. It hurt their stomach to
try to put weight on."

"I went once a month for a regular check up, sometimes if I was really
ill we'd have to go 2-3 times a month depending on sickness or what 
doctor wanted to check. Of course there were times we'd check in tell 
the doctor something and he'd want us to come back the next day or 
week to get a CAT scan or MRI or an ECHO to see what’s going on."

"Still has the G- Tube but he eats, and each day he is eating better."

Transitioning back home can be difficult, but you will get used to it.

"They did code when they were in hospital interstage, so we had that in 
the back of our heads, so we were cautious and tried to not get them 
too excited, but over time we realized they were much more stable than
they were during interstage."

"It wasn’t difficult after the surgery. They seemed like a healthy and 
normal kid. It took them awhile to speak and they have speech therapy,
but they're fine now. They ate through a nose tube for awhile, so it was 
difficult to get them to learn how to eat normal food."

Vigilantly monitor your child's condition

"I would stay home if I was sick, my mom dad or sister would try to stay home to
watch over me, we'd always take my temp, my blood pressure, and if something 
looked wonky or my blood pressure looked low we'd call the doctor."

Recognition of differences can be difficult for young 
patients and their siblings

"It was probably around three years old when they kind of 
started to recognize that something wasn't right, and being 
religious they both started to ask why did god make my 
brother different, does it mean that he doesn't love my 
brother? Little questions like that started to come up."

Fearing the Fontan is not uncommon

"I'm terrified about the third surgery. Terrified. Statistically the 3rd surgery is 
easier than some of what they went through before, but before we didn't 
know any different. So now I can't imagine handing them off for surgery, I 
don't know how I'll do that."

The invisibility of CHD, especially as kids begin to 
comprehend their differences and balance that 
with wanting to be "like everybody else" can be 
challenging

"They look like a healthy kid, and like a healthy kid, they're non- stop 
playing all day."

"It is hard because you don’t want your child to be treated differently. If 
you talk about it people look at you differently, but then there are times 
when you have to put your foot down."

Hire a Caregiver
(Babysitter, Nanny)

or enroll in Day Care?

"Helicopter wings are a little bigger for cardiac parents."

Pre- surgery anxieties

Possible Scenario
Outpatient discharge after Glenn 
with G- Tube or NG- Tube

Possible Scenario
Outpatient discharge after Glenn 
with multiple medications

Possible Scenario
Outpatient discharge after Glenn without complications 
and with minimal medications but do require extra 
caloric intake through formula or solid food

Feeding challenges and complications are not uncommon; 
Breast Feeding, Formula- Feeding, Tube Feeding, Solid 
Foods, and Boosting Calories

Family takes their baby home
(after the Glenn operation)

"The past two years has been a pretty normal childhood, which has been a 
blessing. Besides going to cardiologist every six months and we take one 
medicine a day, it's been largely normal which has been amazing."
"He has done really well since getting out of the hospital. Since they got back life 
has been pretty normal aside from doctors appointments."

"Normalcy" is not out of reach"Came home with a feeding tube and like 10 medications, a lot to 
come back to. That was a lot to figure out that routine.  It was a 
gradual adjustment to normal life. It was nerve wracking- you 
can't get out and you are eager to go home but were on edge."

"When I was two they did a Blalock shunt."

"My condition was diagnosed at 3 
years of age and since then I've  been 
seeing doctors and taking meds."

Navigating the health system can be a full- time job, leading 
to uncertainty about going back to work and a desire for 
definitive guidance from clinicians

Congenital heart disease, life in the hospital during the 
Interstage period and potential traumas associated extended 
hospitalizations may lead to delayed neurodevelopment

"Heart parents don't care for themselves as much as they need to."

Parents and more mature child patients often feel scared, 
anxious, and/or on edge leading up to the Fontan operation

For working parents finding a trusted caregiver or Day Care, Pre School, or 
Pre- Kindergarten program can be a really difficult and emotional process

"Parents feel guilty if attention is on them and will just say they are fine"

Potential traumas associated with your time in the 
hospital around the Fontan or an extended 
hospitalizations may lead to delayed neurodevelopment

Possible Scenario
Your child doesn't respond to the Fontan as expected so a 
a mechanical assist device is needed

Possible Scenario
Your child doesn't respond to the Fontan as expected so a 
heart transplant is needed

"We go to cardiologist checkups every 3-6 months. It piles up
to go in once or twice a month. We both work full time and 
have pretty long hours. It's challenging."

"I'd say the biggest adjustment was probably medicine and feeding, and really 
measuring the medicine was a huge pain, I think they came home on 10 or 11 
medicines of different doses, I'd spend an hour or half hour filling up medicines."
"It wasn't hard but I had to learn a lot to take care of him, to learn every medication 
that he had tons of, learning the doses, which medication and what time."

"When I was a little kid it felt like they did an ECHO every 
time I went to the doctor to see what was going on."

(potential)
Entry Point

(potential)
Re- entry Point
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Transition

Neuropsychological TestingNeuropsychological 
Testing
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Adhere to out- patient appointments with Speech, Occupational, Physical Therapists 
and Nutritionist as is possible to support your child's neurodevelopment

"I didn’t like when I had to have an ECHO, they always press to hard on my 
throat, it’s uncomfortable. You don’t know who it’s gonna be, they don’t have it 
set. Anytime we go it could be anyone doing it. We go once a month, so every 
time we go they have to do it. My mom drives to Austin for my check- in."

Advocate for your child until they can advocate for themselves.

"I usually go to school and meet the teachers. I go and talk to the teacher 
in front of my kiddo, I don't hide anything from them. There is meet the 
teacher day and I go and talk about the condition."

"One thing that always happened when I was a kid, every time when my 
parents met teachers or there was a new principal or gym teacher my 
parents would explain my condition to them; all of my teachers knew what
was going on."
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Enroll in Pre- K?

Transition

"Then we found out both of the valves I have are 
leaking so I’m going to need a transplant, and Dell is 
going to become a transplant hospital."

The earlier stages of Childhood (Infancy and Toddlerhood) steps are more 
relevant for parents
The later steps as you near Adolescence become more relevant to child patients
Palliative support required varies according to your geographic location, 
cardiovascular specialist availability, and your unique diagnosis and anatomy
Every family and every patient is different, your journeys will be too, this is meant 
to serve as a point of reference based on patient and family interviews conducted 
in the Summer of 2020

TEA 504
meeting 

w/ school
admin
+ staff

Starting Elementary School

Transition

Starting Middle School

Palliative Operation*
(e.g. Fontan Revision)

Transplant

Assistive Device
(e.g. Pacemaker, VAD)

Cardiologist+ Check ups

Check- ins continue to occur at least every year

Check ups become routine

Children grow into scar 
self- conciousnessContact sport caution

Common Challenges

Things to Consider

Cardiologist+ Check ups

Some physical limitation continues

Possible Scenario
Monitored participation in light contact sports is appropriate and your kid 
may be quite active or take up physically active hobbies

Possible Scenario
You encourage your child to take up less active hobbies to avoid potential risks 
associated with contact sports and excessive physical activity

Out- patient Therapy + Nutrition Support

Adhere to out- patient appointments with Speech, Occupational, Physical Therapists
and Nutritionist as is possible to support your child's neurodevelopment

Out- patient Therapy + Nutrition Support

Adhere to out- patient appointments with Speech, Occupational, 
Physical Therapists and Nutritionist as is possible to support your 

child's neurodevelopment

Children grow into sharing the 
responsibility of monitoring 
and maintaining their health

Located in the 2nd floor the Pediatric Intensive Care Unit (PICU) at
Dell Children’s is the only critical care facility expressly for children
in Central Texas. This 24- bed unit delivers highly- specialized care 
to children with a host of illnesses and injuries, many of them life- 
threatening. Our pediatric intensivists, working with a team of 
subspecialists and nurse practitioners, participate in the care of 
all patients admitted to the PICU. Emphasis is placed on a 
multidisciplinary, collaborative approach to care for a diverse and 
challenging patient population.

PICU: Pediatric Intensive Care Unit

Many kids don't want to feel or be perceived as different and will do their best to act 
"normal" like their siblings and peers, at times overcompensating to do so. While it is 
important to vigilantly monitor your child's condition, do your best not to artificially 
limit them or stop them from reaching their full potential. You might be surprised by 
what your child is capable of if you give them space and autonomy to test and 
understand their own boundaries.

Do remain aware of your children's activity in extreme heat or cold, and ensure they 
are consistent about staying hydrated.

Navigating normalcy while striking an appropriate balance between 
monitoring and helicoptering as a parent

Feeding and Feeding Support

There is a high likelihood that your child will have needed an assistive eating device 
during the Interstage period and that they may need feeding support once they come 
home. Approximately 70% of patients end up needing a G- Tube during the Interstage 
period and a considerable portion end up going home with some form of feeding 
support. Eating is a challenge during Interstage that continues once you bring your 
child home. Feeding via eating and sucking is highly associated with speaking so it is 
important to remain patient and persistent when it comes to feeding.

Medication Management

Some people have described caring for their child at home as feeling like a pharmacist 
due to getting used to managing your child's daily medication needs. For others 
medication management is less of a challenge and is something their children quickly 
grow into managing themselves.

The need for a single or multiple palliative operations after the Fontan is not 
uncommon. In many instances patients get to choose whether or not they want to 
undergo an operation. As your child matures, educating them about their condition 
is crucial as it will help them make a more informed decisions about elective or 
necessary palliative operations.

*Additional palliative operations may be needed

Additional Units and Clinics
Discouraged

Disappointed

Thankful

Self- conscious

Aware

"Luckily I just went once a year, my parents usually scheduled it around my birthday, end of August, right 
when school starts. I usually had to miss a day of school and my dad would miss a day of work and we'd 
go down to the hospital. They would do an EKG, ECHO, blood draw then they'd send me on my way."

"One time we went to Six Flags you’d see a sign 
that said 'no heart kids or pregnant women' 
on this ride, which really disappointed me."

Potential for
Disengagement

Recognize when you overprotect or artificially limit 
your child while monitoring their health

"Any mental or physical pain they always wonder how this will affect 
my heart or body in a negative way, they always contact the doctors 
even if its a small thing. lf I have a headache or stomachache or my 
lips are dry, they try to contact docs to make sure nothing is wrong 
with my heart."

"I wasn’t gonna have that, it was three days before we got out and I coded.
I was on ECMO, and that’s how I got my VAD."

"5th grade wasn’t a good year, we found out my heart has a 
severe leak, and that’s how we got into Dell, and we saw 
[surgeon] and he told us we probably have to come back in a
couple months or a week."

Be as honest with your child about their condition as you think they can handle

"When I really started wondering why I am slower and stuff was in Kindergarten so I asked my 
grandma. I have to be slower because of my heart. If I run fast my heart will start hurting and stuff."

"I hadn't talked much about transplant with her, I breached it, but not really until last year- 
I was just kind of feeling her out."

Children often begin to more fully recognize their differences from their
peers and siblings through physical activity like PE classes and recess

"Whenever I had a PE class my mom always made sure that I had a note that 
said don’t make her do more than she can. It made me stand out with all my 
friends. When I got tired I got to sit down and it didn’t seem right. I did try hard, I
just couldn’t do it."

"I always used to want to play football. I don't know where that came from or 
how. But I wanted to play football but I couldn't. I am good at throwing and 
catching but I would have to get tackled."

"When I was getting older I was realizing what I have to do to stay healthy."

"As a kid (before middle school) I felt like my experiences happen to everyone, but
later in life and it was just happening earlier to me. I thought everyone would 
experience the same things I'd experience. I thought everyone would have that 
moment where they would worry. I realized in middle school that my experience 
was different."

"As a family, stay positive, with the kids... leave it simple, it's gonna get harder as 
they get older, the questions, so the answers will change."

As children near adolescence they continue to better understand their 
condition and will likely start asking more emotionally difficult questions.

"School could use it's own 
pamphlet, starting with pre- k and 
daycare before elementary school."

Embarrassed or Amused?

"Kids will just say mean things, even if it's often in jest."

Potential for
Re- engagement

Providers may not provide as explicit of advice or as direct of 
answers to the questions parents have about their CHDer 
starting school as they'd like to ease their concerns.

Social Isolation as a result of their condition

Providers don't always include younger patients in the conversations about their health

A Parent’s Guide to Cardiac Surgery

TEA 504
meeting 

w/ school
admin
+ staff

Established in 2012, Children’s Comprehensive Care (CCC) clinic is
a primary care clinic dedicated to the care of children with 
complex medical issues. Our program is part of the Dell 
Children’s Medical Group of pediatric subspecialists. This 
innovative model creates a cohesive family- centered care 
delivery system to provide wraparound care for children with 
challenging medical needs.

CCC: Comprehensive Care Clinic

Transition

Potential for
Re- engagement

PatientsParents  Occurs many times or throughout your life Pain- point + Barrier
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Map continued 
from prior page

"I remember in middle school I went to a pool party and everyone was staring at my chest and 
so I called my dad 20-30 minutes into the party and wanted to go home. It made me feel 
uncomfortable; people would stop talking mid sentence and just stare at me. I was thinking we 
were all the same, but then I'd look down at my scar and think 'oh we're not the same.'"

Significant Events  

Feeling

How do people frame and 
evaluate their experience?

What do they expect?

Thinking

What emotions do people 
have along their journey? 

What are the positive highs 
and the negative lows?

What actions are people 
taking to meet their needs?

What are their key behaviors?

Doing

Possible Scenarios 

Pain Points

Common pain points
and barriers

Different experiences based 
on diagnosis and condition

Childhood: Coming to terms with your condition as you grow up and start school.

"Contact sports were always out of the question, I could do baseball 
but would've had a chest protector on, since I was a girl I wasn't that 
interested in those sports, probably easier on my parents."

+ Positive +

- Negative -
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