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DEFINITION

« “...those who have or are at increased risk for a
chronic physical, developmental, behavioral, or
emotional condition and who also require
health and related services of a type or amount
beyond that required by children generally.”

McPherson et al., Pediatrics, 1998
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Prevalence Profile

Source: 2009-10 NS-CSHCN Source: 2011-12 NSCH

Households with Children Children 0-17 years
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Health Issue

ADD/ADHD
Asthma
Learning disability

Speech problem

Developmental delay

Behavioral
Anxiety

Autism spectrum

%

Health Issue

Bone, joint, muscle
Intellectual
Hearing

Brain injury
Cerebral palsy
Tourette Syndrome
Epilepsy

Diabetes




Functional Difficulty % CSHCNSs

Learning, understanding, or paying attention 51
Breathing or other respiratory problem 47
Feeling anxious or depressed 43
Behavior problems 41

Speaking, communicating or being understood 33

Making and keeping friends 32
Repeated or chronic physical pain 29
Taking care of self 20
Coordination 20
Swallowing, digesting food, or metabolism 19
Using his/her hands 16

Seeing even with glasses/contacts

Hearing even with hearing aid

Blood circulation
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Challenges in a Disaster

* Inability to easily or quickly move from an
evacuation site to a safe zone without assistance

* Inability to follow directions during an emergency
and communicate effectively without assistance

* Diminished availability of medication, medical, and
other equipment/technology that depend on for
health, communication, and mobility needs

10



Basic Prep
Indicator

TABLE 1. Level of Basic Preparedness (N=145)

Emergency
supply kit

Family
emergency
communication
plan

3-day supply of
water

3-day supply of
food

Copy of child’s
medical
emergency
plan

Baker et al., Disaster Med Public Health Preparedness, 2010




TABLE 1. Completion and Reasons for Non-Completion of Preparedness activities
(N=238)

Completed Do not feel Would like Know what Have done
the need to to but am I need to it in past
do it now unsure how but cannot but have
complete not
task updated

Written family
emergency
plan

Meeting place
outside of
neighborhood

Copy of
medical

emergency
plan

Baker et al, Soc Work Health Care, 2012
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Clinical Research

Mixed-Methods Pilot Study: Disaster Preparedness
of Families With Children Followed in an Intestinal

Rehabilitation Clinic

Catherine J. Goodhue, MN, RN, CPNP!; Natalie E. Demeter, MPH';
Rita V. Burke, PhD, MPH'*; Khadija T. Toor, MD’; Jeffrey S. Upperman, MD"*;
and Russell J. Merritt, MD, PhD*
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Table 2. General Preparedness Characteristics of Disaster Survey Participants (n=14)

Question

Family has a written emergency communication plan in case you
are separated during a disaster

Yes 0

No 14 (100)

Family has 3 gallons of water stored for each person in the
household

Yes
No

Family has enough stored food that does not need refrigeration
to sustain their family for 3 days

Yes
No
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Parent Confidence in Family’s Preparedness
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Table 3. IR Disaster Preparedness Characteristics of Survey participants (n=14)

Question

All family members over 14 know how to turn off the gas, power
and water to our household in case of emergency

Yes
No

| have a copy of my child’s medical emergency plan completed
by his or her doctor

Yes

No

Have a backup source of electricity for their child’s infusion
pump
Yes

No
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Focus Group Themes

 Supplies
* Medical agencies
* Physicians



Chlldrens sz
Hosplta
LOS 'ANGELES!

We Treat

Kids Better

Extra Supplies

“I didn’t have any extra tubing. | didn’t have
any extra anything. And all | needed to do is
always have a bag of fluids with me and
then always have tubing with me. | didn’t
think about that though. I just figured I'd be
able to go home.”
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Interacting with Medical

Agencies

‘And the funny thing is | did ask my
pharmacy what, what would happen in a
situation like that? They're like, “Uh. We
don’t know.” We're like, “That sounds like
the companies aren’t prepared for that,
either.’
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Assistance from MDs

‘So, we get a lot of concerns about like when we
come In, we are prepared. And they do have
some information out. We try and talk to our
doctors about these situations. And they say,
“Oh, well that’s just an over, overexcited parent.”
And they'll brush that off. So having something,
like you said, from an official letter like that would
be very helpful.’
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School Disaster Drill

* Preparation
— School alarm included flashing lights to indicate evacuation

* Response

— In person communication was direct and clear - as ASL requires eye
contact

— EVERYONE helped set up tents, etc -even those with g-tubes or other
medical equipment

— Police who signed were on hand to communicate with upset parents

* Recovery

— Demobilization of tents and supplies was quick -everything went back
in the bins and brought back to the command post

22
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CHSNCs Considerations

 Evacuation
« Communication
 Supplies
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Resources

24
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" ¢ Disaster Olympix: A Unique
' Nursing Emergency
Preparedness Exercise

Catherine J. Goodhue, MN, RN, CPNFP
Rita V. Burke, PhD, MPH

Santiago Chambers

Rizaldy R. Ferrer, PhD

Jeffrey 5. Upperman, MD, FACS, FAAP

¥ INTRODUCTION

The worldwide incidence of natural an
ters has increased significantly over t
Since 911, emergency planners, pub
hospital administrators, and avera
heightened interest in disaster prepare
facilities. Despite the increase in dis
training and funding, the recent Hurrig
ter indicates that healthcare organ

caaraiin - o I 1031 .
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e Selected Comments from
Disaster Olympix Participants

* Preparation and organization is critical and
practice is necessary....response is not intuitive

« Working with others and thinking outside of my
comfort zone

« Great creative areas and loved physically moving
and acting out the scenarios

27
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Project Deliverables

1. Los Angeles County Hospital System Plan for CSHCN
— Annex to the Pediatric Surge Plan

— Specific focus on CSHCN and utilizes existing hospital
resources within the county

2. Develop web-based platform

— Provide families with special healthcare needs via
two functions:

(1) A resource sharing site

(2) Opportunity to complete an online emergency
information form
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Emergency
Preparedness

For Children
with Access and
Functional Needs

LOS ANGELES”

We Treat Kids Better

EMERGENCY MEDICAL
SERVICES AGENCY

hildren® | -
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Quick Emergency Preparedness Guide
Children with Access and Functional Meads

Ba Informed - Be aware about possible dizasters in

your area. Know what resources are available in your
community and what additional resources you might

need. Engage your healthcare praviders, local Red

Cross, and local community partners in the discussion.

Maka a Plan - Disasters disrupt daily routines.
Create an emergency plan for your family.
Include plans: for communication, evacuation,
sheltering, transportation, and reunification.

Bulld a Klt - Make sure you have at least a 3 day
supply of basic necessities, emergency medical
supplies and important documents. Keep copies

of your childs medical records, emergency contsct
forms, and care plan.

Practice and Malntain - Review and practice your

emergency plan every & months. Routinely check
supplies in your kit and replace as nesded.

Emergency Supplies
ftems fo Consider for Chilldren with Accass and
Functional Neads

Mote: At least @ 3 day supply for food, water,
formula, and medical supplies
= Prescription medications, formulas,
and medical devices
= First aid kit
= Batteries, generator, flashlight,
and can opensar
= Battery chargers
= Copies of important documents
imedical prescriptions, insurance policy)
= Extra medical supplies you regularly use
= Amanually operated medical devicers mobility aid
= Electromic copies of important
documents on a portable USB drive
= Comfort items fstuffed animal, toys, games)
= personal hygiene kit and extra clothes
= 1 gallon of water per person per day
= Mon-perishable food items

Preparing for Possible Power Outage

» Purchose backup power sources such as
batteries, generator, or car power inverter.

» Purchose ice packs and coolers if any
medication or formulas need refrigeration.

» Talk to your power company beforehand.
some companies keep a list and map of
power-dependent customers. Also ask what
altemative rescurces they can provide.

Power Outoge Consldarations - Questions To Ask
1. How long can your child maintain their
health without the device?
2. How long can your child’s device last
without power?
3. What are alternative power sources
for your childs device?
4. How long can your child®s device run on
an alternative power source?
5. are there altermative methods to the device
6. Does your child®s prescriptions require refrigeration?

31



Needs Population

DAY 1 DAY 2 DAY 3
Identify Evaluate Draft

literature literature guidance



http://www.caloes.ca.gov/Cal-OES-Divisions/Access-Functional-Needs
http://www.caloes.ca.gov/Cal-OES-Divisions/Access-Functional-Needs
http://www.caloes.ca.gov/Cal-OES-Divisions/Access-Functional-Needs
http://www.caloes.ca.gov/Cal-OES-Divisions/Access-Functional-Needs
http://www.caloes.ca.gov/Cal-OES-Divisions/Access-Functional-Needs
http://www.caloes.ca.gov/Cal-OES-Divisions/Access-Functional-Needs
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California Governor’s Office of
Emergency Services -- Access and
Functional Needs Evacuation and
Transportation Guidance and Toolkit
Supplement

Prepared by: DRAFT Version:

The Center for Collaborative Policy,
California State University, Sacramento December 8, 2014

33



Children’sk =22 USC Universi
; ‘ tyof
ﬂggﬂﬁgglss. W Southern California

We Treat Kids Better

-

Registries

Recommendations

Communication
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Protecting Children
During a Disaster
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Chlldren with Specific Needs
Facilities serving children with specific needs must invest more time and resources
in preparing for emergencies. This will include attention to specific details, such as
how to provide specialized equipment (oxygen, special food), appropriate
medication and a back-up list of medical providers for each child. Specific locations
should be noted for evacuation for the child who needs specific care. Can they
manage the route? Do they need protection from the weather?

Will anyone in your facility (staff or children) require extra attention during an
emergency drill, evacuation or lock down? Indicate their names here and which
staff members will be assigned to assist.

There may be other arrangements you can make now, in advance of the next
emergency.

o Plan for a backup power source for medical equipment.

o Plan for the transportation of medications that must be refrigerated.

o Check wheelchair access at your identified evacuation locations (both your close
by and far away evacuation sites).

37
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Resources

AAP

— https://medicalhomeinfo.aap.org/Pages/default.aspx
Cal OES

— http://www.caloes.ca.gov/for-individuals-families/access-functional-
needs

CDC
— http://www.cdc.gov/childrenindisasters/index.html
EMSC

— http://www.emscresources.org/pedprepared/
FEMA

— https://www.ready.gov/individuals-access-functional-needs
Red Cross

— http://www.redcross.org/prepare/location/home-family/disabilities
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