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Welcome and brief introductions – 
Mary – ExDir
Lisa – DDRC Mgr
Stephanie Griffin – Care Coordinator
Anna – Navigator & MAP Prog Coord



• Navigation Services
� Parent & DDRC

• Parent Support
�MAP, BSP & more

• Trainings
� Transition Series & more

• Youth Activities

What Do We Do?
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MARY

Give overview of SSG

Next year is our 30th anniversary!

We do not provide direct services like some of the big name disability organizations, we are more of that connection piece to providers, systems (such as waiver, education, medical), we are also different from other professionals because we are parents or family members (or both) of individuals who experience disabilities. 




• Parent Navigators
� assist in finding resources
� refer to other agencies / providers
� school support

• DDRC Navigators
� assist in Waiver paperwork & 
process

Navigation Services
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Give overview of Navigation Services – including Parent vs DDRC

I’ll turn over the presentation here to Lisa and Stephanie

I THINK THIS IS WHERE LISA CAN INSERT SLIDES ON WAIVERS AND INTRODUCE STEPHANIE





Person Centered Intake (PCI)
• Experience acute exacerbations or 

life-threating conditions
• Require extraordinary 

supervision/observations beyond 
what is considered appropriate for 
age and/ or stage of development

• Are there life-saving administrations 
of specialized treatments, or 
dependency on mechanical support 
devices

• Physician or other medical provider 
suggests applying for CCMC

• Is there a severe and chronic physical 
condition that would result in long-
term care facility for more than 30 
days per year

• Is there a severe and chronic physical 
condition that results in a prolonged 
dependency on technology 
(device/instrument to replace of 
support a normal bodily function) to 
maintain health/welfare



Individualized Supports Waiver (ISW)
• ISW services started Spring 2018
• Replacing Community Developmental Disabilities Grants
• $17,500 annually towards the following services:

� Respite
� In-home supports for ages <18 (limited)
� Supported living for ages >18 (limited)
� Day Habilitation
� Intensive Active Treatment for Adults
� Chore Services
� Non-Medical Transportation
� Supported Employment (including pre-employment tasks)



Intellectual and Developmental 
Disability Waiver (IDD)

• Services Coordination
• In-home supports
• Family habilitation 
• Shared Care
• Group Home/Assisted Living 

Home
• Supported Living
• Day habilitation
• Respite
• Supported employment

• Private Duty Nursing
• Nursing Oversight
• Non-medical transportation
• Specialized Medical 

Equipment
• Chore service
• Environmental Modifications
• Meal service [18+]
• Intensive active treatment



Children with Complex Medical 
Conditions Waiver (CCMC)

• Children with Complex Medical 
Conditions

• Aims to help children who are 
medically fragile or technology 
dependent

• Can help children up to the age of 
22, when they can transition to 
another Medicaid Waiver
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How can I help children with complex medical needs?
I’m not a trained medical professional; can I still care for a medically fragile child?
What is the process for beginning to get assistance for a child with complex medical needs?




What are some examples of 
Medically Fragile children?
• A child who is dependent on mechanical ventilation 
• Intravenous nutrition (feeding tubes)
• Dependent on multiple medications for life
• Diagnosis can vary widely; it’s the level of assistance to 

live that is important for these waivers



The CCMC Waiver Process
• Complete a Person-Centered Intake via telephone
• Choose a care coordinator (or work with your current care 

coordinator)
• Gather medical documents and work with the care coordinator 

to complete an application for services
• Initial assessment with Senior & Disabilities Services
• Make a plan for how to care for the child for the upcoming year
• Renew annually

What’s important to know during this process?

• This process takes time.
• Annual Reapplication
• Document organization can be a lifesaver
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Team Approach to Care

Role of a Care Coordinator 
•  Assist with guiding you through the 
•  Medicaid Waiver process
•  Finding resources to assist with wrap-

around care for the child
•  Ensuring important documents are 

compiled and submitted annually
•  Bringing a care team together to plan for 

what the year will look like

What can a Care Coordinator NOT do?
•  Recommend specific agencies
•  Tell you what services a child will receive
•  Complete paperwork from outside 

agencies, such as the Division of Public  
Assistance (the office that manages 
Medicaid)



What can a CCMC Waiver help with?
Supports in a home setting, such as:

• Specialized Medical Equipment
• In-home nursing
• Training caregivers to do daily medical tasks, such as checking 

a feeding tube, or administering medications
• Providing modifications to the home environment to make 

living possible such as:
- widening doorways
- Installing a wheelchair ramp

• Many other services, such as Chores, Supportive Living, 
Respite, Meals, etc.



What can a CCMC Waiver help with? (cont.)

Supports in a community setting, such as:
• Learning new skills in the community
• Transportation
• Being supported during employment
• Many other services 

Outside Resources:
• Works Closely with outside resources to provide additional 

assistance, such as Private Duty Nursing, or having a Personal 
Care Attendant



Example Binder

• Section 1: Demographics
• Section 2: Provider Information & Services Overview
• Section 3: Current Medication List
• Section 4: ER Visits & Discharge Notes
• Section 5: Medical Documents
• Section 6: Evaluations
• Section 7: Service Plan
• Section 8: Copy of IEP



Parent Support

• MAP - Mentor Advocate Partner 
• Support Groups

� Building Strong Parents

� SibShops

• Annual Parent Conference
• DD Mini Grants
• Lunch ‘n’ Learn
• Parent Classes
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We have many programs to assist parents
MAP Mentor Program – Parents of children and adults with disabilities who have been trained to be a Mentor Parent
Important to highlight the importance of peer support and connecting to other families with similar experiences who “get it” and knowing that you aren’t alone.  Also importance of not isolating yourself when caring for a child with special needs. 

We have support groups for parents and siblings – BSP on the 3rd Wednesday of every month & Sibshops on the 4th Saturday of the month

We host an annual Parent conference with a variety of speakers and information for parents and professionals. This year’s theme is Inclusion goes viral and will take place on April 6th, 8th, 13th, 15th

Mini grants for Developmentally Disabled and Behavior / Mental Health are available through Stone Soup Group. Each one can be up to $2500 for a fiscal year.  Requires documentation of the disability and recommendations by a doctor or provider for items.

You can access our website to get access to all these programs - navigate to our website and show the participants how to find our community calendar and info about MAP and registration for the Parent Conference




• Knowledge is Power
• Transitions
• Bullying Prevention
• Behavioral Supports
• Understanding Special Needs
• Parent Learning Hours
• MAP Mentor Parent Training

Trainings 
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ANNA

Examples of trainings that are offered during the year.  Be sure to check out community calendar and follow us on facebook to find out what’s happening!

Parent Learning Hour is a 1 hour class presented the 2nd Saturday of every month during the school year via Zoom and focuses on subjects related to school and educational topics

MAP Mentor training is a 2 session class that takes place the 4th weekend of every month



• Souper Gaming Night
• Gateway to the Arctic Summer 

Camps
• Moving Up Moving On 
• Santa Party

Youth & Young 
Adults Activities
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Highlight activities that are for youth / transition-aged students. 

MUMO -  is an interactive program designed to teach youth with intellectual or developmental disabilities how to create and maintain healthy relationships.




Questions or  
Comments?
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