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Systems Navigation

Systems navigation involves becoming
empowered to make wise decisions in
creating a coherent set of services and
supports across life domains. The outcomes
of systems navigation is increased individual
and family quality.



What are Frequently
Used Terms?

« Case management

e Support coordination
e Service coordination
e Recovery coordination
e Support brokering

e Systems navigation




Types of Systems

Military system (TRICARE, family centers)

e Government agency service system (public
schools)

e Private agency system (private schools)

» Disability support system (family advocacy
organizations)

Community system (parks and recreation)
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Services and Supports

e Services are the formal programs,
resources, funding and strategies from

e, complex systems provided to
uals with disabilities or their families
ly through agencies.

e Supports are the informal programs,
resources, and strategies provided usually
through family, friends, and community
citizens.



Rationale for Systems

Navigation

To advance family empowerment

To strengthen family caregiving

To en
Indivio

nance quality of life of the
ual with a disability

To en

nance quality of life of the family
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rview of Systems Navigation
sponsibilities Outside the Gate

Networking with progressive and reliable allies
Envisioning great expectations

Knowing and acting on rights

Knowing evidence-based practice

Mapping and accessing services

Keeping records

e Il 0. N

Renewing our spirits



1. NETWORKING WITH
PROGRESSIVE AND
RELIABLE ALLIES
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What do we Mean by
rogressive and Reliable Allies

 Progressive allies — people who have state-
of-art values and who know the potential and
believe In the full citizenship of individuals with
disabilities.

 Reliable allies — people you can trust and on
whom you can rely to use sound judgment,
maintain confidentiality, and act in your best
Interests.
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Sisphus from Greek mythology — lonely uphill
systems navigation
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If Sisphus had only been allowed to have progressive
and reliable allies for his uphill systems navigation, he
could have been successful.
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ational Family Resources —
Generic Disability Focus

e Parent Training and Information Centers
(www.taalliance.org) — Focuses on
educational advocacy

v Ft. Hood, TX — www.partnerstx.org

e Parent to Parent (www.p2pusa.org) —
Emphasizes emotional and informational
support through one-to-one match

v Ft. Lewis, WA — www.arcwa.org (Parent
to Parent tab)
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http://www.taalliance.org/
http://www.partnerstx.org/
http://www.p2pusa.org/
http://www.arcwa.org/

ational Family Resources —
Specific Disability Focus

 National Federation of Families for Children’s
Mental Health (www.ffcmh.org) — Focuses on
behavioral, emotional, and mental health
disorders.

 The Arc of the U.S. (www.thearc.org) — Focuses
on Intellectual disabilities.

Family-to-Family Health Information Centers
(www.familyvoices.org) — Focuses on special
health care needs.
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http://www.ffcmh.org/
http://www.thearc.org/
http://www.familyvoices.org/

ational Disability Resource

« National Council on Independent Living
(www.ncil.org) — Focuses on individual and
systems advocacy, information and referral, peer
support, and independent living skills training for
iIndividuals with disabllities

v’ Centers for independent living must have 51%
of staff who are persons with disabilities
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http://www.ncil.org/

Most Comprehensive
aringhouse of State Resources

 National Dissemination Center for
Children with Disabillities (www.nichcy.org)
— Includes comprehensive lists of state
resources; many of the state resources
have local affiliates.
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http://www.nichcy.org/
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http://www.militaryhomefront.dod.mil/efm

Military OneSource
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2. ENVISIONING GREAT
EXPECTIONS
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visioning Great Expectations

‘Families of children with disabilities are not allowed —
or at least not encouraged — to have a dream or a
vision for their children’s future. What the past has
given as possible outcomes for people with disabilities
IS far less than inspiring. If all we have to look forward
to is an extension of the past, | should think we would
want to avoid the pain of that future as long as possible.
But | have a motto: Vision over visibility. Having a vision
IS not just planning for a future we already know how to
get to. It is daring to dream about what is possible.”
(Vohs, 1993, pp. 62-63)
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http://www.jessicavohs.com/

Distinguished Citizens’ Winners 2002

||‘Iu|||,',l Viohs s a model of seli-deteérmination and

ana .-.-'1||'-J|--|.|-|I artist, She lives independently with
support from The Arc of Northern Bristol Counry
and atlends classes al IJIH' Sehoal aof the Museum of
Fine Aris, Jessica has exhibited at art shows and fes

tivals and has sold many of her paintings. At the

ceremony, lessica donated one of her art works 1o

The Arc, I8 now hangs in our conferenoe poom
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Butterflies flying free together,
each beautiful i ity own way.

Thiy iy the spirit of human beings.
These spirity are not disabled.

We can do- and- achieve things
bevond owr wildest dreams.

AlL we need to-be flying free iy understanding
and a supportive enviroruent that helps

o dreams come true:

Let's openv owr minds and hearty and fly free
Together inva most beautiful dance of true life




Military Families’
Success Stories
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Isioning Great Expectations
The MAPs Process

 What are your focus person’s strengths,
gifts, and talents?

 What are your focus person’s and family’s
priorities and dreams?

 What are your focus person’s and family’s
worries and nightmares?
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visioning Great Expectations
The MAPs Process

 What kind of services and supports would
bring your focus person closer to his or her
priorities and dreams?

 What would an ideal week look like for your
focus person?

 What are the next steps that will be helpful
In achieving positive outcomes?
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3. KNOWING AND
ACTING ON RIGHTS
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Special Education Law:
Six Principles

 Individual with Disabilities Education
Act’'s (IDEA) six principles

v’ Zero reject
v"Nondiscriminatory evaluation
v Appropriate education

v’ Least restrictive placement
v Due process

v’ Student/parent participation
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Special Education Law
Resources

« Specialized Training of Military Parents
(STOMP) (http://lwww.stompproject.org) —
Focuses on empowering military families to
know educational rights and to access
services and supports

e Parent Training and Information Centers
(www.taalliance.org) — Focuses on
educational advocacy
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http://www.stompproject.org/
http://www.taalliance.org/

Comprehensive
Legal Resource

National Disablility Rights Network:
Protection and Advocacy for Individuals with
Disabilities (http://www.napas.org) — National
network of state-focused Protection and
Advocacy (P&A) Systems and Client
Assistance Programs (CAP).

v'Visit MilitaryHOMEFRONT’s State
Resources for P&A/CAP State websites
http://www.militaryhomefront.dod.mil/efm
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http://www.napas.org/
http://www.militaryhomefront.dod.mil/efm

4. KNOWING EVIDENCE-
BASED PRACTICE
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Definition of Evidence-
Based Practice

Evidence-based practice integrates the best
available research, relevant experience-
based knowledge, and current policy to
Improve outcomes for individuals with
disablilities and their families.
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Eminence-Based Practice

Making the same mistakes with
Increasing confidence over an
Impressive number of years.

—O’Donnell, 1997, A Skeptic’'s Medical Dictionary
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owledge Clearinghouses

Institute for Educational Science, U.S.
Department of Education
(http://ies.ed.gov/ncee/wwc) — Highlights
research-based practices on a range of

e National Dissemination Center for Children
with Disabilities (www.nichcy.orq) —
Clearinghouse on special education with a
research section.

topics; currently nothing on special education.
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http://ies.ed.gov/ncee/wwc
http://www.nichcy.org/

Family Center on Technology and Disability
(www.fctd.info) — Clearinghouse of
Information on assistive and instructional
technology for students with disabllities.

« University Centers for Excellence In
Developmental Disabilities (www.aucd.org) —
Link with university programs who have
major roles in translating knowledge for
families and professionals to use.

36


http://www.fctd.info/
http://www.aucd.org/
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Overview

Over 100,000 military families have members with special needs. These include spouses,
children, or dependent parents who require special medical or educational services. These
family members have a diagnosed physical, intellectual or emotional condition. We invite you

FAQs to explore the Special Needs module to learn about and find the resources that will support
ke remer your family. Please update your bookmarks or favorites so you can return here often and
ToolBose Subscribe to our newsletter. As new items about special needs are added to the website,
What's those who subscribe will be alerted. Check our Special Needs Events section often for

community and online happenings!

Special N

g v or Miliary While MilitaryHOMEFRONT works hard at providing you with the most comprehensive

'Mm; l:m;u information designed specifically for military families with special needs we realize that you
- -800-342-964 may have needs that go beyond the scope of our website. If that is the case, we encourage
Military you to contact Militarv OneSource for special needs assistance.

INSTALI.ATIONS _ M

eNewsletters
' Tools

Commissaries : Parent Toolkit
and Exchanges i Medical Records
" : Organizer (SCOR)

Medical Home Toolkit
For Families

XX Military INSTALLATIONS
Special Needs Contacts

MilifarvFamilies © ° Introducing the Department of Defense Special 1o Free numbers
; LA Needs Parent Toolkit

\, \193'\! ‘fOUT,u
o,ﬁus MOVE

Q0L Resources Locators
Calendar of Evants The DoD Special Needs Parent Tool Kit has comprehensive Checklists
Casuslty Assistance information and tools that are geared towards helping military Social Security

Glossaries g h 3 E . o T
Borsss b5 Hametowns families with special needs children navigate the maze of medical Administrat

Link To Us and special education services, community support and benefits and Benefit Eligibility
MCRFP eMagazine Archives entitlements. Screening Tool
HOMEFRONTConnections .
MilitaryHOMEFRONT MNewsroom Sign Language

Military HOMEFRONT Toolbox Whether you need to learn about early intervention services or want
National Resource Directory to learn how to be a more effective advocate for your child, you will

eNevs|atier Archives find the information you are searching for in the Dol Special Needs
Perzonnel Locators

Reports Parent Tool Kit.
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Knowledge-to-Action Guide:

Planning for Transition from

Early Intervention to
Preschool
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http://www.beachcenter.org/wisdom_based_action/transition_to_preschool_(general_version)/transition_knowledge_bank.aspx

5. MAPPING AND
ACCESSING SERVICES
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Locating State and
Community Services

e Parent Information and Training Centers
(www.taalliance.orqg) — Majority of staff are
parents and are highly knowledgeable of
disability services.

o Partner with progressive and reliable allies.
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http://www.taalliance.org/

Locating State and
Community Services

National Dissemination Center for Children with
Disabillities (www.nichcy.org) — Large
clearinghouse of information on disabillities, IDEA,
and evidence-based practice; very helpful state
rosters of disability-related resources
(www.nichcy.org/Pages/StateSpecificlnfo.aspx)

v Ft. Shafter, HI
(http://militaryhomefront.dod.mil/efm - Go to
State Resources)
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http://www.nichcy.org/
http://www.nichcy.org/Pages/StateSpecificInfo.aspx
http://militaryhomefront.dod.mil/efm
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o Parent Training and Information Centers
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e Protection and Advocacy

* State DD Council

Disaster Preparedness
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-4 Agencies and Resources

Early Intervention and Education

Early Intervention Program

Prezschool for Children with Disabilities
Head Start Program - Head Start Locator
Special Education Programs

Graduation (Diploma or Certificate)

Employment and Housing Assistance

» ‘VVocational Rehabilitation Programs (Sheltered Workshop Listings)

Health Care

« TRICARE
» Medicaid - State Website
- WIC

Legal and Finances
e Age of Majority - 18

» Food Stamp Program
» | ocal Social Security Administration Office

Additional Resources

» fAscistance Dogs International




MilitaryHOMEFRONT

Troops & Families Leadership Service Providers

S Plan My Move

Plan My Move >

Plan My Move provides you with a three-month calendar of steps you need to take to insure a smooth move for you and your family. If you have fewer than
three months until your move, complete the steps you've missed. Don't panic, but DO swing into action. The tasks are grouped by week and day so you can
follow a daily schedule that works for you. Keep in mind, that each of these steps may take differing amounts of time.

You may also create a customized calendar specific to your needs and schedule. To create a customized calendar, return to the Plan My Move homepage and
signi-in.

View information about the installation where you are currently stationed (Marnine Corps Base Quantico. VA) and the installation where you are being
reassigned (NAS Jacksonville).

If you know the information you need, select the Topic below to get nght to it.

|{Sele,ct a Topic] ;l

Departure: 16-DEC-2009 Calendar: CONUS - CONUS
LTraveI Cheddist) LAni\raI Cheddist) (Dommenl:stc Hand-ca ) (_Important Telephone Numbers) (Print Your To Do Ijst) kM@

September 2009
Sunday Monday Tuesday Wednesday Thursday Friday Saturday

= o7 o0 o o [ =

= [ s s [ o =

20 [Tell Family About |21 |Plan Relocation  |23|Contact the 23|Contact 24/Planning 95 26
Move -- Discuss Budget |—0rigin |—De:=tinatiun |—Daw’HuId Family |— l—
With All Qsm Transportation Office Housing Office Meeting -- Find Single
h bisesareh faw w land Family Checklists
Contact Relocation  |Location (Create a Moving Book]
Manager QEm QEm
YEm
|ilnvenww ‘Ellesean:h Schools |39 |Research Travel ‘E.
Personal Property Qam Qsm

(am Fualiiata Gavarnmant BNV Narisinne




Military INSTALLATIONS

« (Gat fo know another mstallabion

NAS Jacksonville, Florida

Insstallation Overview

Hwy 17 B Yorktown Avenue
Keval A Station
Inckscnvilie, FL 33312

Phone S04-542-2334
Phone (DEN) 312-842-233%
Fax 504-542-1885

Facx (5] 312-942-1665

Email | Website | Map
Gét to know the
installation

« Fast Facls
Installation Overves
wﬁ
Dwrections

* Houging
Tamparary Housing
Gowernment Housng

= New Parent Suppont
Frogram

» Faeraly Conpar
Emgloyment
Refccaton Assstance
oA Choged
Fnancal Assistance
Emargency Assstance
Lol Aspistance
Deployment Seppert

+ Ingimiabon bogkiel

Installation Contacts | Fhotos | MujorUnits | Instalfation Bookdet

PENT FRiENDLY viEW POF) D BNMNE 0D TENTEE

Fast Facts

T Location: Naval Air Station [NAS) Jacicsnmille, is 5 mlti-
misgon base kosteg mone than 100 tenant commands,
| Locabed in Duval County, slong the west bank of the 5t.
o Jobw's River in rertheast Flonda, i 8 8 20-misate nde ta
= the haat of the City of Jacksomlle. The Jacksonvile

Cost of Living: Near the U.5. Nabonal Average
Base Information: 504-521-1143
Papulation:

10,200 Dol Persennel
34,000 Faemsly Membars
5,000 Fedaral Employess
890 NAF Employees

1,500 Contract Employees

Area Population: 528505

Child Care: Child and Youth Programs preside Chid Development and recrestionsl
sarvioes for chidren § weeks bo 12 years of age. The Child Developmant Center
prosides full and part day cane for chidren § weeks to Kindergirten. The School Age
Cerder prevides before and after schoel care for chddren Kindargarten through 12 years
okl Call F04-542-B4 4.

Schools: Puble: schools for miitary famabs residing in govermment quartens on board
HAS Jacksbialle, are: Yeniehs Bermentery, JEE. Stosdt Maddle Schedd, bl Aoben B,
\aa Hgh School, Duval Coyrty Bublic Schacly provides bus trarsportation.

Youth Services: The youth activites program consists of mary diferent programs fo
sicommodate the militery and DOO youth, ages K-17 veaes of age. For more mbormabon
call $04-T70-577L

Fleet and Family Support Center FFSC $04-542-2766 w137

Howsing! Governmant Farmsy Housng is avilabie on boded NAS lacksonvill or in the
Yellow Waber housing complen located 30 minutes West of the base. Call the Hausing
Office 504-562-2596 | $04-542-3844, for avaslabiity,

Employment: Fubbz school teachers are in heh demand. Staffing agaroes reman goad
soursas for empleyment (dlencal 1o telemarketing); Regatered Nurses bre alwayvl @ hgh
dempnd! Home health care, and medical service related eocupation, especally blling and
codng ne in damand, Unemploymest rades in the counties of Clay 5.8%, Duval 8.7,

Masshu 5.7%, S.ohns 5.3%, with & Flonda Sversge of £.1%. Madisn Househald [ncome
raege §41,112 - §57.301.

Local Communsty Information

Need personal
assistance?

Call yaur rwizcation
LT

O, for 274/T nasirtance,
el Niltary CraSounal #

N question
b oo bigar

Howsing

B ousehold Geods
E Loest Cammunity
B Financial Planning
2] Emnployment

E child care

Lecal Weather
Thu Nevambar 12 2009
14043 E5T

L, SO

R ™

Military
INSTALLATIONS
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Family

Haiden's Circle of Support
P Py

Estate
Planning

Developmental
Evaluation

Day Care
/ Pre-K

Friends

Geneticist

Emotional

NI S

Other
Therapies

Dental

Peer
to Peer

Information”
& Resources

Person
Support Centered
Group Planning
G.lI.

Community
Services

Education

Intervention
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6. KEEPING RECORDS
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Keeping Records

o Keeping records Is especially important
due to relocations and deployments.

« Helpful resources exist that include online
templates for filling in information
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Special Care Organization Record
for Children with Special Health Care Needs
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e Use the SCOR to:

Track changes in a child’s
medicines or treatments

List POCs for providers
and organizations

Prepare for appointments

File information about your
child’s health history

Share new information with
providers and others.

MORE!

pecial Care Organizational
Record for Children

e Letter of Intent
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All About Me - Foods I Eat

Likes and Dislikes
List foods that your child particularly enjoys and or dislikes:

Likes Dislikes
_ _

Typical Daily Diet
Meal Preferred Foods/Drinks

Breakfast

Lunch

Dinner

Snack




Keeping Records

e« Communicating with your child’s school: A
place to keep school information and records —
www.pacer.org/mpc/pdf/mpc-44.pdf

v’ Includes guidance on communication with
orofessionals and recordkeeping

v Provides guidance on documenting concerns
and includes sample letters to send school
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http://www.pacer.org/mpc/pdf/mpc-44.pdf

Parlerai &

Harnessing the power of the Internet for children with special needs. ~ Parlerai.

INNOVATIVE:

B Tools for Children
B Tools for Parents

W Tools for Caregivers

COMMUNICATE with:
W Your Child

B Other Parents
B Family & Friends
W Caregivers

COLLABORATE with:

B Teachers & Aides
B Doctors & Therapists
B Caregivers

STORE & SHARE your:
B Documents

B Records

B Photos & Videos
B Information

Safe.
Secure.

.+ Accessible.
Necessary. (=

{

It’s About Time.

Kristin and Jon Erickson, parents of a daughter with special needs,
built a secure network of people surrounding their daughter to improve
communication, organize and store information and provide a safe
environment for her to explore the Internet. It changed their lives.

Now they are making the same service available to you.

All Ages and All Stages

Parlerai - a service that transitions with your child through all ages
and all stages. How can Parlerai help you and your child? Simply click
on your child’s age to find out.

Birth -
2 years

6-10 years

Parlerai is the World's First AUGMENTATIVE COLLABORATION™ Service.
Parlerai uses state-of-the-art Internet tools to enhance collaboration bringing
together the people and information needed to meet the challenges of everyday
life for a child with special needs.

What took so long?

www.parlerai.com

Parlerai Inc. | PO Box 566 | Scituate | MA | 02066 | 781.378.2276



http://www.p2pusa.org/

— Personal Care Guide o | ¢ s s § e i

Better Service with —

x | Saorch for

Evan Klein
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Qur secure Web-based tools include: . Dahe

= sieR Care Content

» Send

= Thiee

« HNoifi
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1. Centralized Knowledge Base

Behavioral

Personal Service Guides

{R=

. Team Communication
3 Replay D Learn more =

Setup a Free Online Demo
At your convenience - Free of charge and obigation Products SLI[J[][][I Cumpany Partners

Keep Your Clients Informed With Starting Point for Superior

How Things Work Person-Centered Care
One of the biggest complaints clients have of service High-quality care requires thorough documentation
providers is that they receive conflicting or incom- and ready access to all details for a client’s specific
plete information. Our online Knowledge Base tool needs. Our industry-exclusive Personal Service
helps your clients find the latest information about Guides provide a secure, easy way to record and
your services throngh any Web browser. Mare — share detailed, client-specific needs. More —
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http://www.ncc360.com/

HOMEFRONTConnections Supporting our Troops & theie Familie
o, Gust | Lo B —

ome to ions > Special Needs/EFMP > USAG Grafenwoehr EFMP

£9 USAG Grafenwoehr EFMP

Overview | @) All Content (11) | .\ Discussions (1) = || Documents (10) @ Blog = Setas cafaut ab

O e S O OO e, Actions

Educational & Developmental y -

Intervention Services (EDIS) / . Welcome to USAG Notifications
S Grafenwoehr’'s Exceptional

Family Member Program

Grafenwoehr Elementary School View feeds

Netzaberg Elementary School on“ne Community

Vilseck Elementary School Rec Dij

Netzaberg Middle School _ _ ) QOur intent is to provide SF_IBCial needs oor!'lmunity .
information and services so that you and your family may befter enjoy your %, Re: Great Community!

Vilseck High School time here. In addition, the information provided in this online community will

assist those of you relocating to USAG Grafenwoehr, making your fransition

Housing into our community a little smoother.

Grafenwoehr Health Clinic
) o USAG Grafenwoehr is a dynamic organization that includes the Grafenwoehr

Vilseck Health Clinic and Vilseck communities. For the past few years it has undergone a huge
transformation with a multitude of upgrades to services, including additional
medical capabilities, additional special education staff, new specialty clinics,

M and an armray of other enhancements. This growth has enhanced and
enlarged the capacity to accommodate Families with special needs. Qur
- surrounding German communities offer great medical services for
U 8. Army Garrison Grafenwoenr specialties not available at our military dinics and further enhance the - Op
Bavarian American MWR Magazine communities ability to serve special needs families.

@ You can't postto a blog here, bu
watch blog posts for new
insighis and ideas.

Bavarian News - o ) -~ efm P efmo_resources
We invite you to ask questions if you do not see what you are looking for and efmp_support_group grafenwoehr

Weekly Community Newsletter to share resources you have discovered with one another. Please be groups respite._care support
mindful, however, that this is an open access community, meaning any -

MWR Newsletter registered user on HOMEFRONTConnections can access this community.
Be mindiful of exchanging personal information and avoid discussing View all

Grafenwoehr Community Resource

Guire operational information and knowledge of military events. Oftentimes, a

https://apps.mhf.dod.mil/homefrontconnections
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Military HOMEFRONT

. I'K)NIEP‘RON'I‘&W Supporting our Troops & their Families
Troops & Families Leadership

Welcome, Guest Login Register I:I

Welcome to HOMEFRONTConnections > Special Needs/FFMP > Discussions

= Up to Discussions in Special Needs/EFMP

This Question is Not Answered &7 1 “correct” answer avaiable (4 pls) 7 2 "helpful” answers available (2 ptz) Actions

=] View as PDF

0 Replies Last post Nov 8, 2009 2:06 PM by Ron &}'- View print preview

Nov 38, 2009 2:06 PM

z Moving to Beale

More Like This

L) Re: Hello - Introductions
Is anyene out there familiar with GBS/CIDP? If so, do you know of any good neurologists
Ron in the area surrounding Beale AFB that can positively treat my daughter? | dontwantto

1 posis since have to explain to them the intracicies of the disease and such because that will make
Nov 8, 2009 me nervous (no pun intended).

% Tags: guillain_barre_syndrome, chronic_in flammatory_demyelinating_polyneuropathy, cidp, gbs

About LIS / Privacy Policy & Security / Disclaimer / Link to Us / Plug-Ins

~ield nnnechions hy sending email tn the YWehma




/. RENEWING OUR SPIRITS
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erview of Systems Navigation
esponsibilities Outside the Gate

Networking with progressive and reliable allies
Envisioning great expectations

Knowing and acting on rights

Knowing evidence-based practice

Mapping and accessing services

DS e S R

Keeping records

. Renewing our spirits
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oup Action Planning as a
ntext for Systems Navigation
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rom Group Action Planning
to Pervasive Community
Connections
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