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Model 3—Access

Family Engagement System Friction
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System Friction

Model 4—System Friction

A = Patients experience more
problems (Friction) with lower
acuity services. Problems:

— Access/Awareness

- Payment

— Bureaucracy

— Customer Service

School . (o respondents fall into 3
categories
- 4 Med-surgical
Home Health — 4 LT disability
— 1 Mild chronic
= Patients with LT disabilities,
older patients and possibly
those with mild chronic
conditions access more low
acuity/high friction services

= One explanation for difference
in system friction is who is in
control of the services—

ER medical vs. payor

Inpatient

Time (from crisis)

Lu}‘llle Packard

FOUNDATION for Children’s Health




Model 2—Stages of the Experience

Diagnosis & Treatment

Crisis

* Listen to instincts that
something is serious
 Fight for faster and
A _  more aggressive

diagnosis
 However, most don’t
understand rule-out

approach Resource Applied
v PP pp

Transition Wall

Time
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Model 2—Stages of the Experience

Diagnosis & Treatment

lg
D
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» Avoid being steam-
rolled

* Insert oneself into

hospital and clinicians

Transition Wall

decision making
process
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Resource Applied

Time
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Model 2—Stages of the Experience

Diagnosis & Treatment

Crisis

» Anticipate what'’s
coming and connect
with outpatient and
community resources
via the hospital

B

Resource Applied

Transition Wall

Time
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Model 2—Stages of the Experience

Diagnosis & Treatment

Crisis

I » Get plugged-in

 Proactively identify A
and get resources
from wide variety of

Transition Wall

organizations
L

Resource Applied

Time
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Model 2—Stages of the Experience
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Diagnosis & Treatment

Crisis

* Form a mental
roadmap of what to
expect

» Ask child services to
help with transition to
adult services

MR D S

Resource Applied

Transition Wall

Time



Model 5—Family Interaction Profiles

Purposefully

make and

use

relationships
old- to navigate
fashioned and get

patient, resources
follow
Cultural and instructions,
ultural an is accepting T
psychological doesn’t ask Activist
(e.g. fear) for more
conditions
limit or Advocate

incapacitate

Compliant
Vulnerable
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Model 5—Family Interaction Profiles

>

Maximum

Resources

Minimum

Squeaky Wheel System Response See self as
part of
healthcare
system;
eventually
uses
expertise to

help others

relationships
to navigate
and get
resources

iMistructions,
is accepting,
doesn’t ask
for more

Cultural and
psychologic

conditions
limit or
incapacitate
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Model 6—Hope

Lu}.{le Packard

FOUNDATION for Children’s Health

Positive

Outcome

Hope is an emotional state;
belief in a positive outcome

It may be the most important
emotion to families of
children with special needs
Hope fuels momentum--
families with hope were more
engaged and felt better
Throughout treatment, hope
ebbs and flows; it needs
regular support
Symbols of hope in our
families:

- Miracles

- Faith in physicians

- Family support

- Overcoming adversity
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Model 6—Hope
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Positive
Outcome

Four non-medical sources of
Hope

Relationships—belief in and
strength from others

Resilience—ability to bounce
back from adversity and bad
news
Empowerment—knowledge
and skills to make decisions
and take action
Faith—spirituality, belief in
higher power

Different families rely on
different sources of hope

The healthcare system
provides and diminishes Hope
in families
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