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Care Journey: Current State
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Care Journey: Provider Perspective

Age

Pregnancy
40 weeks

_l_)

Fetal
diagnosis

Newborn
NICU / CVICU
Delivery
Preop studies and
Diagnosis / consult
Transfer to DCMC

1-2 weeks 4-5 months 3-5 years
Hospital stay (CVICU, NICU, IMC)
Norwood Glenn » Fontan F=—p
Readiness checklist |
: Home training ;
InotEr:gleb:l;::‘ung Binx.jer / monitoring Schane
Diuresis Housing arrangements - Routine visits
Feeding Weekly visits
Weaning 02 CCC visits
Line and tube removal Fhone c_alls_
Home monitoring
INTERSTAGE PERIOD
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Care Journey: Parent Perspective

Age Newborn 4-5 months 3-5 years
Pregnancy
40 weeks NICU/CVICU
» Delivery | » Glenn | » Fontan F—p
Fetal : ) Preop studies and DiSCharge
diagnosis Diagnosis / consult
Transfer to DCMC Routine visits

Weekly visits
CCC visits
Phone calls

Home monitoring
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Care Journey: Developmental Focus

At K*
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How Do
We
Improve
Care
Beyond
the
Medical?

Re -
o —
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Claire (Courtney's daughter), age 9
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 To map and redesign the lifetime care journey of individuals
with single-ventricle heart disease and their families to
transform care in a more holistic and patient- and family-
centered way that maximizes their potential to have a
fulfilling life.
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Q@ corage

Visual mapping helps not only improve understanding of
the journey and decrease uncertainty but also helps guide
the development of health care redesign opportunities

Health care transformation requires a multidisciplinary

approach that starts by understanding the needs of patients
and families
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Understand: Patients and Families are Experts in Their Lived Experience

Synthesize |deate and

Understand Implement Measure

(Map) Prototype

INIstitute for
#4 National Pediatric Cardiology
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Understand: Experience Group Sessions and In-Depth Interviews
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Understand: Participant Groups Rt
. Moderator Debrief
° P at I e n t S Immedl(as:c(e)z_lyé gl:::elL Ezta;:?)sesswn
. Major themes begin to emerge
« Experience groups: 8 years and older

° Contextua| interVieWS: 6 yeaI’S and Transcription of all sessions
O I d er Research memo

2-page written brief
Summarizes key themes, questions, problems

First-cycle coding (NVivo)

* Parents b e
« Parents with a fetal diagnosis z o
o omparatlvecodmg memo
 Siblings 8 years and older R e
* Partners of adult patients E———
« Health care providers e
Report of major themes

- Unmet needs
- Goals of care / most relevant outcomes
- Population segments
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Understand: Participant Makeup

YYYyyvyyvvvviiddd PP ﬂd eeeeee = N Re—
piiiiRRRPRPIRPIRD PPRE P2 |
PPRPPPRRRPOPDARPT DO
JIIIIIIIIIIIITIY. " g
PRRPRRRRRRRPDRPRP T oo
PRRPPPRRRRRPDRRTT i Fo | -
SR IIIEEEREEN



Journey Maps




Journey Maps: Overview

Lifelong Journey Overview:
Single Ventricle Congenital Heart Disease

This map is meant to serve as a baseline overview of what you might experience throughout
your life if you or your child are diagnosed with a Single Ventricle (SV) Physiology. ::ssibrl: ¥ v-mn:su , :Izﬂlkanz é e ' VediasE ‘ﬁ >

Please understand that every person and their family have a highly variable life experience based enarios Srarhiiy un “r &g ome)
on their diagnosis and

How to read this map

* This pink interstage segment represents 6 months time unadjusted, on the mag below time is

ing situation. More information is available online at: coragemap.com/

dolescence Adulthood (E

erging + Middle + Late)

3rd 12th 18th 26th asth 65th
Birthday Birthda Birthday Birthday Birthday Birthday
signinicane (@) <= D O e o e e ) o ® <
Events
Prenatal Diagnosis Birth ‘ 1st Surgery* Discl wge 3rd Surgery* Start Start art High school and  Graduate from No longer eligible for Transition Transition g
Norwood Fontan Elementary  Middie | gin transition to High Schoot coverage under parental into mididie into late 7
Post-birth POV SN school school | dult CHD Program insurance plans aduithood aduithood o
Diagnosis Pt A
= ; @
[0 rFontan goes well and annual or bi- =3 IS : Complications may arise and
t ation style with .
st 160k Tos become e Pararss contricanion sl o) R o ks iy e Our tong-term B
[E] Fetai giagnosis after Discharge 1o home during Interstage [ | Outpatient discharge o/ Lini whak tiey shars 1o avold before. around. or ciosely after ubderscanding of tis <<
anatomy scan Outpramert Emcharpe efore Glenn whiis osety meonsored by an recstags SOgam afcer: Glsnn Withoirt upsetting their chitd. high school graduation so many journey is growing right

Heart condition becomes almost along with our SV-CHD

patient population

compiications and with [0
minimal medications

P por . - Answer any and all questions begin taking ownership of their
physical activity is appropriate and asked. adjusting what they say COPERIOn by {eaning 33 much as
patient qiay b quite active: based on how information is they can

received by their child_
Not provide much information
until the cardiciogist

= B a =B A

[E] Fetal clagnosis late

Many who have undergone
in pregnancy

the Fontan operation are
not yet in their 60s.
People with a single-ventricie

[ | Discharge after Glenn L) Heast condition is a consideration |
[E] The deveiopment, or worsening

Patient travels to Extended Hospitalization during Interstage with or without feeding daily activity. Patient participates ir ess recomemends they do. otog, %
s:::’::::! £ hospital after fetal tube (G or NG-Tube} active hobbies to avoid potential riges. ::‘_::‘”‘,':::?;:.:;:; e clc:\z fv:ﬁu. m’;.::;(.::nn/e = -
diagnosis - é h [E] cardgiciogist and paremts begin g,wf,.d,, Pedpabindad o available 1o us at this time o
[ post-Fontan Complications discussing with patients potential about life events and o
and/or co-morbidities r P tive issues and practical common occurrences in late =
[E] Amniocentesis [ | compications additional intervention implications of having chikiren. adulthood is limited. -
Significant complications arise SO CoMMIOINIeE o
[ See otber subspecialists Ousiirs ot raceiiaiint wppst, S adupts ¢ Sospls :::essu.'\:nm'bo"-" [E] Fontan does not go well and [I Gaintully entering the work force [T Adopt a child [ vaD or Transplant may =
T T e s 2 g a heart transplant Is considered can be difficuit due 1o a number need to be considered o

‘ ﬁ of complicating factors [Z] Bearing a biological child

[E] unabie to undergo Fontan 1 Family planning N

What to plan for during this transition: What to plan for during this transition: What to plan for during this transition: What to plan for during this transition: ‘What to plan for during this transition:

- If you don't ive in the city where care - Infant transport to the treating hospital if delivery occurs . a - Transitioning back home after the Interstage period - Job prospects - Transition off of parent’s health insurance plan
is expected, you'll need to move and different hospitat - Transitioning some care to a regular, local - College attendance - Family planning

Teaatilond find residence closer 1o the hospital - Mom is no longer the patient and may be alone after deiin ry pediatrician - Patient becoming in charge of their - Increased kelihood of emerging co-morbidities
leading up to and during the - Establish a high-risk Primary Care Provider for high risk bi lies - Either stay with high-risk Primary Care Provider or own health

Interstage period
- Frequent appointments are common

Caregivers may find they need extended parental leave fr, n
work and to arrange for long-term child care arrangemen

transition to a local Primary Care Provider Finding an Adult CHD Cardiologist or

Adult Cardgiac CHD Program

Interstage** is the most intense
period for parents in many regards
and typically lasts for around 6 months

Many patients.
mention that some
of their first memories

3
8o
(]
—
w
=

T L Y

_ﬁ . Parents engagement with their child's CHO care

care system = % - - occurred around the time may diminish as their child transitions into adulthood
‘F.m";‘u' nit) ‘&‘, of their Fontan operation Significant Other =
Patient
Disclaimer
f—B Like every family and every child, every diagnosis and journey is unique. Your child will ikely need three surgeries between the ages of 2 weeks and 4 * Quantity. type. and complexity of the palliative operations required depends on your baby's diagnosis and anatomy. E
years old to reach adequate function of the heart. Your child will likely need lifelong (palliative) care from a cardiologist who can monitor their heart 2 2
4= N e Lyl £ 1 high ri L yous h. TWe 1 Pail BON. Bl
< heaith and prescribe medication to regulate and improve their heart function. As they grow older. children may need additional reparative Operations iprsTage s te.co v iecm for (e perind ol Ieir s for. ¥ BRhy Shar orows K helwsen Wage S andSiage < Fa <
- and surgeries to continue their heart . In Mmore severe cases, your pediatric cardiologist may recommend having a heart transplant. +** There is a 35-20% likelihood that your child will not be alive with their own heart by age 6. =
3 ,,,,, o &)
o B D ey s DESIGN ] The University of Texas at Austin Dell Children's Cardiac Journey Maps o
®corage O ke Intionss for Piedlh and Core S &/ UT Health Austin ©2020 University of Texas at Austin Page 1/1
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Journey Maps: Childhood Journey Map

Significant Events

Doing
Thinking
Feeling

Pain Points

Possible Scenarios
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Journey Maps: Glenn to Fontan Examples

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

QmParents if Patients 2 Occurs many times or throughout your life A Pain-point + Barrier Delayed Diagnosis
. & v (potential)
Entry Point
Alternative palliation Hire a Caregiver
Family discharged from strategy (Babysitter, Nanny) Enroll in Preschool or Day Care?
the hospital (potential or enroll in Day Care?
Re-entry Point g
Transition ) Transition ¥ Transition
........................................................... @ — ] @ L TR ®) e ' o @ oo

Cardiologist+ Check ups Preoperative 3rd Surgery - Fontan Cardiologist+ Check ups
Tests + Consult

5 while waiting for Fontan

Transitioning back home can be difficult, but you will get used to it. Fontahusually oEcurs when your child s 2:5 yeas old Check-ins occur every 6-12 months after the Fontan

Significant Events

. . o . o 0 0@ o ® o ]
’ﬁ’ "They did code when they were in hospital interstage, so we had that in il
the back of our heads, so we were cautious and tried to not get them Nutrition Support Neuropsychological Testing Outpatient Therapy + Nutrition Support
too excited, but over time we realized they were much more stable than intments with Speech ‘ "
they were dun’ng interstage o apists and Nutritionisé Adhere to out-patient appointments with Speech, Occupational, Physical Therapists

and Nutritionist as is possible to support your child's neurodevelopment

child's neurodevelopment

"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,

nplications are not a defeat or Include your child in conversations

L 1o Advocate for your child until they can advocate for themselves.
Doing but they're fine now. They ate through a nose tube for awhile, so it was _— —— .
e " al a lot that first year of their life i i "l usually go to school and meet the teachers. | go and talk to the teacher
P difficult to get them to learn how to eat normal food. [ecding tube. thurtteirstomachto 4 ~> Recognition of dl.fferer.lces can be difficult for young i infrontlifgmy gy anythingfromih o o
taking to meet their needs? patients and their 5“"“"55 teacher day and | go and talk about the condition."
' ) r check up, sometimes if | was really "One thing that always happened when | was a kid, every time when my
What are their key behaviors? s i s e e , [[th depending on sickness or what ’ﬂ.‘ "It was probably around three years old when they kind of if parents met teachers or there was a new principal or gym teacher my
Parents feel guilty if attention is on them and will just say they are fine" [l there were times wed check in tell : § . . arents would explain my condition to them; all of my teachers knew what
«’ p plain my 7 all of my
ant us to come back the next day or started to recognize that something wasn't right, and being s Roli o
0 ECHO to see what's galng on, | religious they both started to ask why did god make my

............................................................................................................................................................................................................................................................................... brother djferent, does it mean that he doesn't love my
Transitioning back home can be difficult, but you will get used to it.

e T R T brother? Little questions like that started to come up.”
"They did hen th in hospital i ? had that il . The invisibility of CHD, especially as kids begin to
Thinkin g .“’ th eilyacL a‘}":: rv;, 522: :g :/V: ::, eI:e c?u’;;;aus”:;;s:zi; : : ,‘:f‘ ggt t; e‘,’:’ " '"{ “I'm terrified about the third surgery. Terrified. Statistically the 3rd surgery comprehend their differences and balance that
too excited, but over t;'me we realized they were much more stable than easier than some of what they went through before, but before we didn't with wanting to be "like everybody else" can be
How do people frame and they were during interstage.” know any different. So now I can'timagine handing them off for surgery, | == pFENTE S TRETP STETAES

don'’t know how I'll do that."
evaluate their experience?
P "It wasn't difficult after the surgery. They seemed like a healthy and

“They look like a healthy kid, and like o healthy kid, they re non-
'm "It was probably around three years old when they kind of ’ﬁ‘ Oy egoma e ety oy g e ot
normal kid. It took them awhile to speak and they have speech therapy,

playing all day.”

What do they expect? started to recognize that something wasn't right, and being )
y expect bIIAt.they're fine now. They ate through a nose tube for awhile, so it was ’(_3 Vigilantly monitor your child's condition religious they both started to ask why did god make my y’;:{:;:i:::;s; ‘z’u,:;r;: ::1;: m;/ :,h(r:: ';o bb:lrlrhe:nr:; :Z/:r:.z," Z
difficult to get them to learn how to eat normal food.” brother different, does it mean that he doesn't love my when you have to put your foot down."
if "I would stay home if | was sick, my mom dad or sister would try to stay home to brother? Little questions like that started to come up."

watch over me, we'd always take my temp, my blood pressure, and if something

looked blood looked I 'd call the doctor."
c'w "Parents feel guilty if attention is on them and will just say they are fine" doked wonky,or my bleod pressure looked fow wed callthe docto,

https://coragemap.com/journey
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Journey Maps: Glenn to Fontan Examples

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

Things to Consider
Map continued

D [EXITR f 3 'w Parents ff Patients (’j Occurs many times or throughout your life A Pain-point + Barrier » ' « The earlier stages of Childhood
rom prior page J Palliative Operation* AssistiveDevice relevant for parents
Transplant {eg:Fontan Revbaon) feg:FacamakercVaD) « The later steps as you near Adq
il e Starting Elementary School N patantial faF Starting Middle School Potential for « Palliative support required varies according to your geographic location,
Potential for Re-engagement Re-engagement cardiovascular specialist availability, and your unique diagnosis and anatomy
Transition Transition Disengagement Transition « Every family and every patient is different, your journeys will be too, this is meant
{9.561ve 25,2 point of reference based on patient and familv interviews condycted
............................................ O @) . ® & ) ] ©
TEA 504 TEA 504
Cardiologist+ Check ups
meeting : meeting | | Feeding and Feeding Support
w/ school _ 3 w/ school
i Check-ins continue to occur at least every year i . . . . . . o . ;
+staff +staff There is a high likelihood that your child will have needed an assistive eating device
Significant Events ; o . during the Interstage period and that they may need feeding support once they come e
ome
Out-patient Therapy + Nutrition Support home. Approximately 70% of patients end up needing a G-Tube during the Interstage age
‘ _ _ N ] ] _ period and a considerable portion end up going home with some form of feeding
Adhere to out-patient appointments with Speech, Occupational, Physical Therapists . i i i i r
and Nutritionist as is possible to support your child's neurodevelopment support. Eating is a challenge during Interstage that continues once you bring your is
child home. Feeding via eating and sucking is highly associated with speaking so it is
Be as honest with your child about their condition as you think they can handle i mporta nt to remain patient and pe rsistent when it comes to feedi ng.
Doin g '&f "When | really started wondering why | am slower and stuff was in Kindergarten so | asked my acist
grandma. | have to be slower because of my heart. If | run fast my heart will start hurting and stuff." my heart or body in a negative way, they always contact the doctors due to getting used to managing your child's daily medication needs. For others
What actions are people ) ) ) even if its a small thing. If | have a headache or stomachache or my medication management is less of a challenge and is something their children quickly
e g "I hadn't talked much about transplant with her, | breached it, but not really until last year- lips are dry, they try to contact docs to make sure nothing is wrong row into managing themselves.
taking to meet their needs? '“‘ | was just kind of feeling her out.” H with my heart." 8 ging :
What are their key behaviors? O
Children often begin to more fully recognize their differences from their ‘ﬁ‘f "l wasn't gonna have that, it was three days before we got out and | coded. Navigating normalcy while striking an appropriate balance between
d sibli th h physical activity like PE cl d Iwas on ECMO, and that’s how | got my VAD."
peers and siblings through physical activity like PE classes and recess monitoring and helicoptering as a parent
........................................................... ﬁ nSeticiol CorTd e R *f ) any Kids dont want to fee o be perceived 2 diferent and will do their best to act
' 4 pamphlet, starting with pre-k and Whenever ! had a PE class my mom always made sure that | had avnore that As children near i A dthelr "normal” like their siblings and peers, at times overcompensating to do so. While it is
daycare before elementary school.” Sqld don't make her .do more rhar? she can. It linat‘je ’,ne Stand. out Wlt.h altany, condition and will likely start asking more emotionally difficult questions. i_mportant tovigllandymonitor your child's condition, d.o yourbesthotto artiﬁcially
friends. When | got tired | got to sit down and it didn’t seem right. | did try hard, | limit them or stop them from reaching their full potential. You might be surprised by
Thinking just couldn’t do it."

what your child is capable of if you give them space and autonomy to test and
* "When | was getting older | was realizing what | have to do to stay healthy." understand their own boundaries.
How do people frame and

"I always used to want to play football. | don't know where that came from or

2 "As a kid (before middle school) | felt like my experiences happen to everyone, but § 4 ; G
evaluate their experience? how. But | wanted to play football but I couldn’t. I am good at throwing and f later in life and it was just happening earlier to me. | thought everyone would Do remaln awar; of y°“r,Ch":an S a:t“’“y Inextreme heatiorcold, andienaure they
catching but | would have to get tackled." experience the same things I'd experience. | thought everyone would have that are consistent about staying hydrated.
What do they expect?

rmoment where they would worry. | realized in middle school that my experience
was different.”"

* % :
m *As a family, stay positive, with the kids... leave it simple, it's gonna get harder as Additional palliative operations may be needed
they get older, the questions, so the answers will change.”

The need for a single or multiple palliative operations after the Fontan is not
"Luckily | just went once a year, my parents usually scheduled it around my birthday, end of August, right uncommon. In many instances patients get to choose whether or not they want to
....................................................................................... when school starts. | usually had to miss a day of school and my dad would miss  day of Work and we'd +++++++++-+++s+sxxxsx- ’ , 3 ) é 7 : o
"One tim t to Six Fl ‘d see a undergo an operation. As your child matures, educating them about their condition
+ Positive + go down to the hospital. They would do an EKG, ECHO, blood draw then they'd send me on my way." s e £ 5 s e

that said 'no heart kids or pregnant women' is crucial as it will help them make a more informed decisions about elective or
Feeling Check ups become routine on this ride, which really disappointed me." /- necessary palliative operations.

https://coragemap.com/journey O oot cotioony | SPSFONTAN
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Journey Maps: Glenn to Fontan Examples

Feeling

What emotions do people
have along their journey?

What are the positive high
and the negative lows?

Pain Points

Common pain points
and barriers

Possible Scenarios

Different experiences based
on diagnosis and condition

Possible Scenario

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

Possible Scenario
Outpatient discharge after Glenn

with G-Tube or NG-Tube

Possible Scenario
Outpatient discharge after Glenn
with multiple medications

Possible Scenario

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

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

[J

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

m\ "Normalcy" is n

"The past two years has been a pretty norn
blessing. Besides going to cardiologist ever,

[J

medicine a day, it's been largely normal w} m Poss"“e Scenario
i oo it 2 e Your child doesn't respond to the Fontan as expected so a
as been pretty normal aside from doctors : 3 4 .
. a mechanical assist device is needed
I that time; had all those
ager to go home but Possible Scenario
\nd more comfortable.”  ++-vevieeiiiiinn

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

:al heart disease, life in the hospital during the
e period and potential traumas associated extended
zations may lead to delayed neurodevelopment

Q A For working parents finding a trusted caregiver or Day Care, Pre School, or ’A

rents don't care for themselves as much as they need to."” Pre-Kindergarten program can be a really difficult and emotional process

Possible Scenario
Yearly check ups become routine, life is relatively normal

leading up to the Fontan operation

Possible Scenario
Outpatient discharge after Glenn

with G-Tube or NG-Tube

Possible Scenario
Complications and co-morbidites emerge requiring additional

Possible Scenario
Outpatient discharge after Glenn

with multiple medications

intervention and potentially additional extended hospital stays.

ad to have an ECHO, they always press to hard on my
lable. You don't know who it's gonna be, they don't have it
could be anyone doing it. We go once a month, so every
(to do it. My mom drives to Austin for my check-in."

feelings about ECHO
s
|

little kid it felt like they did an ECHO every
the doctor to see what was going on.”

Imas associated with your time in the
nospital around the Fontan or an extended
hospitalizations may lead to delayed neurodevelopment

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

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

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

National Pediatric Cardiology
Quality Improvement Collaborative
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Journey Maps: Glenn to Fontan Examples

"Luckily I jus
--------------------------------------------------------------------------------------------- when school
+ Positive + go down to thf

=4 R

"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."

Feeling

What emotions do people
have along their journey?

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

o Some physical limitation continues
What are the positive highs

and the negative lows?

Disappointed

- Negative -

Children grow into scar

e Self-conscious self-conciousness
Common pain points
and barriers of the question, | could do baseball "I remember in middle school | went to a pool party and everyone was staring at my chest and
.............................................................................................................. or on, since | was a girl Iwasn't that  .................. so | called my dad 20-30 minutes into the party and wanted to go home. It made me feel .
ly easier on my parents.” uncomfortable; people would stop talking mid sentence and just stare at me. | was thinking we

were all the same, but then I'd look down at my scar and think ‘oh we're not the same.""

Possible Scenarios may be quite active or take up physically active hobbies

Different experiences based

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

OUTCOMES NETWORK
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Gaps In Care




Mentimeter
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What Gaps In Care Have
You and Your Child
Experienced In your

Family’s CHD Journey?



Gaps in Care: Identified Gaps

Communication

DV

Gap g ; = o
2 & S S Transitions
across life stages
Parents experience long wait times to see a CHD expert @
A to affordable health i i jor barrier f tients and . .
fa;?jfizzoa ordable health insurance is a major barrier for many patients an olololo!le Patient and famlly

Parents and patients often struggle with financial burden due to the condition ¢ 6|00 0 Seljppe rt

Rescheduling of surgeries is emotionally draining and logistically challenging for | @ |@ |@ | ® | ®
parents

Structural
deficiencies In
care

Providers in other medical specialties frequently have limited CHD knowledge

Parents are the ones responsible for synthesizing and communicating critical oleololole
medical information for themselves and to their providers

Education
There are relatively few providers who specialize m adult CHD care e o

National Pediatric Cardiology
Quality Improvement Collaborative
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Gaps in Care: Common Themes

Uncertainty in the journey

Significant stress, anxiety, guilt, and emotional distress
Difficulties during the different transitions in life

Need to connect with peers and other affected families
Need to maintain a sense of normalcy

Family planning and romantic relationships

Value of resiliency and adaptation

L4

National Pediatric Cardiology
Quality Improvement Collaborative
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Outcomes that Matter Most




Outcomes that Matter Most: Parents

« Maintaining a sense of hope

« Connection with other parents

« Support through the emotional fatigue

« Navigating the change in role as child transitions
between life stages

« Consistent accessible information about goals
and expectations

National Pediatric Cardiology
" Quality Improvement Collaborative

TTTTTTTTTTTTTTT




Outcomes that Matter Most: Patients

« Condition-specific proficiency and compassion
IN emergency room care

» Reducing the financial cost burden of care
« Smoother transition into adulthood

« Connection with other people living with the
condition

» Learning ways to cope with uncertainty and
fear




Areas of Opportunity




Areas of Opportunity: Health Network Navigation

Rationale;

- \ Insurance is always mentioned as one of the main sources of stress. Even otherwise knowledgeable people had a

difficult time understanding insurance and knowing their rights. Similar to commercially insured people, Medicaid

———

(D Pyevder Diveclory WL/ recipients do not know what the program covers and what it doesn't, in all likelihood some providers are probably
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similarly unsure.

Description:

A course-series (to be recorded, live-streamed, and shared online for posterity and promotion) to teach parents
about the complexity of insurance, how hospitals work, and other technical information since they will be heavily

involved with the provider network and the health systems. Educate people about what Medicaid already covers

and other low-cost options for insurance. Work with an external organization for that. To afford consistent

engagement with a single person w/in Dell Children’s, who - similarly to an insurance agent, primary care doctor

or broker - will be their advocate in the organization, a new role for the instructor(s) of this educational series will

need to be created and staffed. This role will be a blend of the roles and responsibilities of Social Workers, Nurse

Navigators, and Financial Support.
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Areas of Opportunity: Designated Patient Advocates

Rationale:

A common desire for a "quarterback” or a single clinical point of contact to guide parents through the clinical
system, especially during the Interstage period was shared. There are currently Nurse Navigators available to
support patients and families and/or to coordinate internal efforts during the Interstage period. Other programs
employ providers focused solely on communicating with patients and families.

Description:

This opportunity calls for an expansion of the Nurse Navigator role that focuses more on communication and
coordination support. Designate a Nurse Navigator to each family, Surgeon, or Cardiologist leading up to, during
and near-term beyond the Interstage period. This can be approached in a way that is similar to how the
Comprehensive Care Clinic designated a single nurse to each of their complex child patients. This is a step
towards a health system that does not require internal advocacy, and promotes efficient and seamless
communications between all parties involved.
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Areas of Opportunity: CHD Brothers & Sisters

Rationale:

Many CHD patients have not met others their age living with SV-CHD. Some SV-CHD patients have never met

anyone else with CHD much less SV-CHD. Most everyone we spoke to was enthusiastic about the idea of a Big
Brothers Big Sisters style peer mentorship program. Older “zipper brothers and sisters’ can act as role models
for younger patients, while younger patients can be inspired by them. This relationship offers value for both the
older peer mentors and for the younger patients being mentored.

Description:

A volunteer-supported mentoring network, like the Big Brothers Big Sisters Community-based Mentoring

Program. Promote meaningful, monitored matches between adult volunteers (“Bigs”) and children with CHD

("Littles"), ages 5 through young adulthood. The aim is to develop positive relationships that have a direct and

lasting effect on the lives of young people.

National Pediatric Cardiology
" Quality Improvement Collaborative

2FONTAN

OUTCOMES NETWORK



Q@ corage

If you or your family member are going through the
diagnosis of

Single=Ventricle
Congenital Heart Disease

we invite you to take 10 minutes to answer this survey on unmet health-care needs
so we can start closing the gap

#letsclosetheCHDgap

This survey will be used for research purposes
If you have any questions about this research, you may contact us at cardiacresearch@austin.utexas.edu
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Areas of Opportunity: Where Do You See Opportunity?

As NPCQIC and FON come together to consider
the lifetime journey for CHD patients and families,
what gaps in care and opportunities do you think we
should focus on?

RTLIL

Get Involved: Share your ideas for the Post Glenn to Fontan BB yavions pediasic cadioogy S FONTAN
Surgery at info@npcqgicorg v | @ evrcoues erwor



mailto:info@npcqic.org

Questions
and

Comments
Welcomed!
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