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Presenter
Presentation Notes
In January 2011, The Minnesota Governor’s Council on Developmental Disabilities (Governor’s Council) in partnership with the Autism Society of Minnesota (AuSM) received a grant from the Minnesota Department of Human Services—Disability Division to assess needs and recommend solutions for improved emergency preparedness and response for persons with Autism Spectrum Disorder (ASD).  
The original focus of the grant was on resources for persons with ASD and presumably that professional responders could leverage as well.  Our research indicated a particularly pressing need for general awareness about ASD and the unique challenges for public safety officials—police, fire, EMS—when interacting with persons with ASD in emergency situations.
The purpose of this presentation is to begin to address that “awareness” gap and to provide an overview of the new resources now available to improve emergency preparedness and planning for persons with ASD and their families and to better inform our community support systems on how to better serve and respond to persons with ASD in emergency situations and emergency planning.



ABOUT THIS PROGRAM AND OUR PARTNERS

In January 2011, The Minnesota Governor’s Council on Developmental
Disabilities (Governor’s Council) in partnership with the Autism Society of
Minnesota (AuSM) received a grant from the Minnesota Department of
Human Services—Disability Division to assess needs and recommend solutions
for improved emergency preparedness and response for persons with Autism
Spectrum Disorder (ASD).

The original focus of the grant was on resources for persons with ASD and
presumably that professional responders could leverage as well. Our research
indicated a particularly pressing need for general awareness about ASD and the
unique challenges for public safety officials—police, fire, EMS—when interacting
with persons with ASD in emergency situations.

The purpose of this presentation is to begin to address that “awareness” gap and to
provide an overview of the new resources now available to improve emergency
preparedness and planning for persons with ASD and their families and to better
inform our community support systems on how to better serve and respond to
persons with ASD in emergency situations and emergency planning.

Many thanks to DHS and the Governor’s Council for their fundin
and support for this initiative. é S m
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AUTISM
FASTEST GROWING DEVELOPMENTAL DISORDER

e 1in110

* less then 2 years ago it was 1 in 150

* 12,000 Minnesota families

» 13,000 children 0

* age 8is the largest bubble of children
diagnosed

» |largest adult population of people with

ASD in history 0

According to the Centers for Disease Control, Autism currently
affects 1 in 110 children and many families have multiple

children on the spectrum. According to the Autism Spectrum
Disorder Foundation, more children will be diagnosed with

autism this year than with AIDS, diabetes & cancer Comgne%m
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Presenter
Presentation Notes
According to the Centers for Disease Control, Autism currently affects 1 in 110 children and many families have multiple children on the spectrum. According to the Autism Spectrum Disorder Foundation, more children will be diagnosed with autism this year than with AIDS, diabetes & cancer combined.


AUTISM AND EMERGENCY SITUATIONS

Persons with ASD are 7 times more likely
than their neuro-typical peers to have an
emergency encounter

Professional responders (police, fire, EMS,
ECC, emergency management and
others) are generally unprepared for the
specific needs and challenges that this
group will present

Under The Americans with Disabilities Act
(ADA) people with disabilities must be
provided with an equally effective
opportunity to participate in, or benefit
from, a public entity’s aids, benefits, and
services
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OUTLINE

About ASD and Emergency Preparedness and
Response

What is Autism Spectrum Disorder (ASD)?

Why is this a challenge in emergency situations?
Findings of recent study

New resources now available

What you can do to help

Please reference Notes Pages for additional detail within this presentation.
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Presentation Notes
No matter what “hat” you wear (and many of you may wear multiple hats)—person with ASD, family of children with ASD, educator, social service worker, other professional support or caregiver, emergency manager, professional responder—law enforcement, fire/rescue, EMS, 911 dispatcher—or other community leader—

We all need to be better informed and better equipped to serve and to ensure positive outcomes for the growing numbers of people with ASD in our communities with respect to emergency preparation, planning and response in emergency situations.


/
WHO IS THE AUTISM SOCIETY OF MINNESOTA?

O beinformed 0O beprepared O be involved

Our mission: as an agency of families, educators, caregivers
and professionals, we are committed to supporting individuals
with ASD and their families.

Our vision: to realize its mission through education, support,
collaboration and advocacy.

Established in 1971 as the local presence of the autism
community in MN we have provided over 40 years of services
and programs that have enhanced the lives of individuals
with ASD.

ausm




WHY IS AuSM INTRODUCING THE
EMERGENCY PREPAREDNESS PROGRAM

Knowledge and awareness are essential to ensure better
Preparedness and Response in an emergency
situation, especially for persons with ASD, Families,
Public Safety Officials and the Community. Learn
more about.....

* What is Autism Spectrum Disorder

» Characteristics of Persons with ASD

» Common Emergency Scenarios

» The Challenge for Professional Responders



Presenter
Presentation Notes
Our intent today is not to provide extensive insight and training about ASD—there is a wealth of information and training generally available and some of you may even be certified as an educator, psychologist or other professional discipline to support persons with ASD.  
In fact it is unreasonable to demand or expect that level of understanding and competency from all members of our community or even public servants like public safety professionals. Rather our hope is to create enough awareness and skill through the new resources now available so that persons with ASD, their families and caregivers, and public safety professionals can promote safe outcomes and be more effective in preparing for, avoiding and responding to these situations.


WHY IS AuSM INTRODUCING THE
EMERGENCY PREPAREDNESS PROGRAM

Our intent today is not to provide extensive insight and
training about ASD—there is a wealth of information and
training generally available and some of you may even be
certified as an educator, psychologist or other professional
discipline to support persons with ASD.

In fact it is unreasonable to demand or expect that level of
understanding and competency from all members of our
community or even public servants like public safety
professionals. Rather our hope is to create enough awareness
and skill through the new resources now available so that
persons with ASD, their families and caregivers, and public
safety professionals can promote safe outcomes and be
more effective in preparing for, avoiding and responding to

these situations. alsm



Presenter
Presentation Notes
Our intent today is not to provide extensive insight and training about ASD—there is a wealth of information and training generally available and some of you may even be certified as an educator, psychologist or other professional discipline to support persons with ASD.  
In fact it is unreasonable to demand or expect that level of understanding and competency from all members of our community or even public servants like public safety professionals. Rather our hope is to create enough awareness and skill through the new resources now available so that persons with ASD, their families and caregivers, and public safety professionals can promote safe outcomes and be more effective in preparing for, avoiding and responding to these situations.


ABOUT AUTISM SPECTRUM DISORDER

Complex Neurological disorder affecting how the brain
processes information. A lifelong disability.

Affects essential human behaviors—social interaction,
communication, repetitive patterns of behavior and
interests

A “spectrum disorder” that affects each person
differently. Symptoms can be mild, moderate or
severe.

Family income, lifestyle, education, race and ethnicity
are not dispositive.

Identify by behaviors, not physical characteristics. At
first glance a person with ASD looks just like you and
me!

ausm




CHARACTERISTICS OF PERSONS WITH ASD

» Verbal direction, physical touch, strobe lights and sirens
are likely to cause fear and anxiety.

* Very literal and need more time to process commands.
Fear and anxiety further hinders effective
communication. May be difficult to provide
information during an emergency even for persons who
communicate verbally.

* May not comprehend danger. Anxiety and sensory
“overload” or discomfort may result in “fight or flight”
response.

» Often unable to sense and thus greater tolerance of
heat, cold and pain.

ausm
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Presenter
Presentation Notes
People on the spectrum may not comprehend and may respond differently or adversely to what would otherwise be normal responder protocols.  Responders may misinterpret or aggravate otherwise harmless behaviors.

Let’s review some behaviors characteristic of ASD and you will begin to see the challenge for parents and responders alike.


CHARACTERISTICS OF PERSONS WITH ASD

» Attraction to water — drowning is the number
one cause of death for persons with ASD.

* Repetitive, self stimulating behaviors and
movement, and echolalia are common and
may be confused with mental illness, aggression
or someone high on drugs—may actually be
calming to the individual.

* Poorly developed upper trunk creates greater
risk of positional asphyxiation

* May be self destructive and wandering is
common. Strategies employed by families and -
caregivers for safety or to teach life skills may RI SK
look odd or appear abusive.

ausm




COMMON EMERGENCY SCENARIOS

_ _ * Police
* Fire
* EMS
» Emergency Management
* Wandering Incidents

ausm
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with ASD in a manner different than how they respond to
others.
The most effective response may not be readily apparent or

may be counter intuitive from customary response training and
protocols.

Responders may find it unusually difficult, if not impossible to
calm, direct or obtain basic information from a person with

ASD who is in danger, injured or in pain.

A lack of awareness, training and information on what to do
when interacting with a person with ASD may hamper the
responders’ effectiveness, critically delay assistance or cause
more harm.

A lack of awareness, training and information may be

further exacerbated with the “hand off” of a vulnerable

adult to emergency room personnel or the criminal justice
system (especially without adequate briefing on the

person’s condition and unique circumstances). a Sm

Autism Society of Minnesot: a
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THE CHALLENGE FOR PUBLIC SAFETY OFFICERS

» Professional responders may need to respond to a person



Presenter
Presentation Notes
We have yet to meet a public safety officer that has not had an “aha” moment when confronted with this information!
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STRATEGIES FOR BETTER PREPAREDNESS AND
RESPONSE

What strategies can we bring to bear to ensure
safety and lower the risk for persons with ASD
(children and adults) in emergency situations?

» For persons with ASD and their families
» For Public Safety Officials

» For Social Service Professionals, Educators and
others supporting persons with ASD




KEY FINDINGS

The reaction to this topic has been
Overwhelmingly positive.

Adults with ASD, families of children with ASD,
public safety officials and other
professional supporters are clamoring for
greater awareness and practical
guidance.

ausm



Presenter
Presentation Notes
We want to share some of the key findings from the research and focus groups, because they shaped our conclusions as to how to build on resources, training and tools that already exist and are well tested, how to package existing resources and information to have the widest impact for persons with ASD, responders and other interested stakeholders alike, and where to build new components that do not exist today and fill a known gap or need.
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KEY FINDINGS

A wealth of information and resources already exist,
but the community seeks help to navigate
resources and plan their own actions.

Create greater awareness about the issue
through basic training, most notably for public
safety officials.

Create roadmaps for persons with ASD and
public safety officials alike to help them
navigate available resources and plan their
own actions.

Particularly for people on the spectrum and
families, identify a range of solutions from no
tech-know how, to low tech, to high tech

Provide a clearinghouse to access information
and resources.

d
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Presentation Notes
We want to share some of the key findings from the research and focus groups, because they shaped our conclusions as to how to build on resources, training and tools that already exist and are well tested, how to package existing resources and information to have the widest impact for persons with ASD, responders and other interested stakeholders alike, and where to build new components that do not exist today and fill a known gap or need.



OTHER LEARNING—FROM PEOPLE WITH ASD

Understand personal responsibility, need to “own” their
situation and recognize need of responders to protect self
and the safety of others.

This is a diverse population. A one size fits all kit or package is
not productive or useful.

Easily overwhelmed by breadth of information and choices
available.

Families need supports to help children be prepared. Low
iIncome families have limited access to supports.

Make emergency preparedness, planning and training
easily accessible, simple and straightforward.

Effective outcomes can be achieved by using materials and
tools to react appropriately and to facilitate an appropriate
response in emergency situations

le: ID, storing ICE information, planning, practic§
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Presentation Notes
Now let’s go a little deeper on what we heard from persons with ASD, their families and various professionals who support persons with ASD
Persons on the spectrum/families/caregivers participating in our focus groups uniformly recognize their personal responsibility to “own” their situation, prepare and plan according to their unique needs and circumstances and to identify themselves to responders if they want responders to take ASD into account in responding.  Similarly, persons on the spectrum/families/caregivers interviewed recognize the need of responders to protect self and the safety of others.    
Persons on the spectrum are diverse in terms of language, culture, and most notably how their disorder manifests itself. A one size fits all kit or package is not productive or useful.  Need an approach that can be customized to capture an individual’s unique personal circumstances, experience, attributes and strategies and that is relevant to the communities in which they live. 
Families with children on the spectrum that we interviewed (including professional responders who are also parents of children with ASD) are very familiar with the 5 point scale and particularly receptive to an application that does not exist today—an EP tool that integrates the 5 point scale methodology in a helpful and meaningful way that can be customized to a particular individual.
In this day and age, people have limited time personally and professionally and are easily overwhelmed by the choices and breadth of information, training and resources available.  Many families and individuals simply may not be aware of the need for emergency preparedness and planning.  We need to make emergency preparedness, planning and training easily accessible, simple and straightforward.
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OTHER LEARNING—FROM PUBLIC SAFETY
OFFICIALS

Among all responder disciplines, there is a need for
general awareness and strategies in order to best support
persons with ASD within their communities.

Prefer messages uniquely relevant to their discipline.

Responder community is highly fragmented--state,
county, local and by discipline—each with their own
jurisdiction and autonomy.

Nonetheless, major disciplines all have licensing and
CE requirements, statewide associations and
governing bodies that can be leveraged to create
awareness and promote ASD specific training if we
make some basic tools and resources available.

Responders can only tailor their response if they know the
person has ASD and if they have the awareness and skills
to act differently than normal training and protocols
might require.

duSm
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Presentation Notes
Now let’s talk about what we heard from responders
Particularly emphasize need for persons on spectrum to self identify!!
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CONCLUSIONS

ldentify Emergency Preparedness Essentials (EP Essentials)
for those affected by ASD and for professional responders.

Suggest a range of potential solutions to facilitate better
preparedness.

Example, Project Lifesaver is a great solution for
wandering only if supported by someone’s
community and if they can wear and manage the
device

Create a clearinghouse, through AuSM, for resources,
training, speaker’s bureau and guidance on Emergency
Preparedness and autism awareness education.

DHS, Governor’s Council, lead agencies and other
community leaders can similarly create awareness,
highlight the same resources and direct inquiries to AuSM
and consult AuSM for assistance as needed.

dUSITI
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Presentation Notes

Notes:
About  “EP Essentials”—roadmap for each group (6 steps for ASD and five for responders) that organizes the key themes and “to dos” across all of the literature and resources out there.  Backed up by resource list with links to a wide array of information, training and tools.
About Project Lifesaver--a national program, actively supported by over 20 Minnesota jurisdictions that has a 100% success rate.  This is a great solution for wandering if supported by someone’s community and if they can wear and manage the device.  A range of solutions, including PL, should be included in resource materials. Encourage persons with ASD/families/caregivers to advocate for appropriate community solutions/support if wandering is an issue for them.
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NEW RESOURCES NOW AVAILABLE &)

Turnkey Solutions for Training and Awareness
General Awareness Presentation
Responder videos (for demonstration or loan)
Discipline specific responder training modules and handouts
Police, Fire, EMS

EP Essentials Overviews and Resource Lists
For Persons with ASD/Families/Caregivers
For A Broad Array of Public Safety Officials

Suggestions and Guidance
Specific materials and tools for Emergency Preparedness

5pt scale and Video Modeling tools also help families plan and
practice

Encourage families and community leaders to leverage
educators and public safety officers who have children
with ASD to educate others using the tools provided!

duSm
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Presentation Notes
Note about the training solutions for public safety officers:  
We offer two short videos, one for law enforcement, one for Fire/EMS/Rescue, that can be borrowed from AuSM to demo for possible purchase or used in responder training.  These videos are professionally produced by Autism Risk Management and available for sale on line www.autismriskmanagement.com. 

Local agencies can download the training power points (run about 1 hour) and deliver to their public safety officers using their own trainers, department members who have children with ASD, local educators experienced with ASD, or contact AuSM for speakers.  Similarly, print your own hand outs and customize training for your agency.




EP ESSENTIALS FOR PERSONS WITH AUTISM
SPECTRUM DISORDER

Six Ways To Prepare BEFORE An Emergency Happens

Educate Your
Support
Network

Identify

Assess the Risk Yourself

Make a Plan Prepare for
Wandering Be an Advocate

(if needed)

and Practice

Consult the one page overview and detailed resource list
entitled “EP Essentials for Persons with Autism Spectrum
Disorder” for further guidance a.Usm

{] Autism Society of Minnesota
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Presentation Notes
Assess the Risk. You know your environment, personal health and behaviors best.  Think through your unique circumstances and what you need to do to ensure your safety and be prepared.  There are a multitude of resources, training and checklists available to help. 
ID Yourself ASD presents unique challenges in an emergency and in encounters with police, fire, and EMS. Professional responders can respond more effectively if they know you are a person with ASD. There are many ways to self identify—find the solutions that work for you. 
Educate Support Network Friends, families, co-workers, and neighbors are a great source of support and assistance in emergency situations.  Make sure support network knows situation, who to contact, and how to help. 
Make a Plan and Practice Everyone needs a plan.  Planning and practice are even more essential for persons with communication challenges, mobility issues, who do not deal well with a change in routine or who are likely to become confused or anxious in an emergency scenario or encounter with police, fire or EMS. 
Wandering Many persons with ASD are at risk of wandering.  If a concern, participate in tracking and recovery programs available in your local community (e.g., Project Lifesaver). Consult with local law enforcement for a recommended solution.  If necessary, seek out your own electronic devices and 3rd party call center services for appropriate support.
Be An Advocate When planning, get to know local law enforcement, fire, EMS, 911, and emergency managers.  Make your voice heard! Public Safety Officials need our help to learn more about ASD, to plan and respond effectively, and to design programs and protocols that protect persons with ASD and the community at large. 


EP ESSENTIALS FOR PROFESSIONAL
RESPONDERS

Six Ways To Prepare BEFORE An Emergency Happens

[earn More Get to Know
Be Aware Persons

about ASD w/ASD

Prepare for Communicate

Wandering Effectively

Tailor your
Response

Public safety officials also need to prepare before an
emergency encounter. Consult the one page overview and
detailed resource list entitled “EP Essentials for Professional

Responders” for further guidance. ausm
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Presentation Notes
Be Aware and Learn More About ASD There are a multitude of resources, training and checklists available to help. Become with familiar with behaviors, ID and other signals that you may be dealing with a person on the spectrum.
Visit schools, group homes, host an open house to get to know persons with ASD and help them build comfort with you.
Get to Know Persons with ASD in your community Consult your schools, ASD advocacy organizations, and responders who are parents of children with ASD to understand the numbers and needs.  Support 911 registry. Visit schools, group homes, and host an open house at your facility. On the scene, watch for behaviors, listen to others and look for ID that indicates you are dealing with a person with ASD. (The Closer episode example)
Tailor your response When feasible, pause and respond appropriately. Turn off sirens, strobe lights. Avoid actions likely to produce anxiety. Use a calm tone, simple and direct commands, no slang.  Let one responder take the lead to calm the individual. Listen to and leverage support network and communication devices if available on the scene. Follow training tips in resources available.
Be prepared to address wandering Test, support, promote locator/recovery tracking. 
Communicate Effectively Persons with ASD may be nonverbal or have difficulty communicating. Use tools on scene to obtain critical information and promote effective communication.  Look for Communication Boards, Communication Devices, Phone Apps, Refrigerator Magnets, ID, Bracelets, or Other Ready to Wear. Check Go Bags and Emergency Kits, Phones and Devices (if permitted). Enlist support on site or through your agency. 



WHAT CAN YOU DQO?

Create Awareness o
Utilize Resources and Training ® Q
Act On Resources and Training

Advocate and Encourage Others to Do the Same

This Is A Beginning—By No Means the End!

* Invest in infrastructure for community outreach and training
of public safety officials across all disciplines and in all
communities

ausm




HOW TO ACCESS RESOURCES

 Avalilable on AuSM website: www.ausm.org

* Minnesota Governor’s Council on Developmental
Disabilities website www.mnddc.org

» PathLore (for DHS and others with access)

o Contact AuSM for assistance, more information or
speaker’s bureau. info@ausm.org or 651-647-1083



Presenter
Presentation Notes
All the resources discussed today are available on line at these websites or through contact information posted there.  The EP Essentials Resource Lists ( one for persons with ASD and one for professional responders) in turn provide links by topic to a wealth of additional tools and information produced by others—training, products, guidance and more.


THANK YOU
ausm
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