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Planning is love: Why leaving home is important for adult individuals with disabilities and their caregivers 

· Our 10-year ECF journey thus far—using every service offered
· System Burnout, Year 8 
· Age 32: best practice for individuals with ID to move from home

Learn, live, work, & play in community—UCED (University Centers for Excellence in Developmental Disabilities) model 

· Considered Our Place Nashville, plus, Family Home Model
· Settled on Supported Living—1-2 housemates, 24/7 shift care, most sustainable long-term and supportive for us right now 

About Grace: 
· Diagnosed, 27 months, autism (Level 3); severe-speech language impairment, intellectual disability, probably congenital TBI. Needs a complex scaffolding of supports. But, we did it! She did it!—employed 10 years in retail, sells her art to corporations, moved into Supported Living, and most important—she’s happy!

About Me, Our Family: 
· Single, divorced; involved, supported father/co-parent/co-conservator 
· Acknowledge societal privilege of being white, educated, having financially supportive former spouse, upbringing. (But—we’re not one-percenters, either! I bear the pocketbook scars of a career forfeited for caregiving!) 
· Advocacy is in my DNA. 
	
“To whom much is given, much is asked.” 

· Knowledge is power. Found mentors, educated myself—conferences, workshops, seminars, webinars; advocate for ourselves, others. 

How we prepared Grace:
· Our social media presence: sharing our journey to Supported Living led to many requests for sharing how we did it. 
· Social stories, talking points, driving by home, meeting housemate (needs to happen several times, different settings)
· Talk over time. Emphasize their age. All their peers and therapists that live apart from their parents. (This created anxiety in Grace initially, so we backed off for many months.) 
· We used these same transition strategies to prepare Grace to leave elementary and move to middle, high school, post high school transition programming.
· Of course: never go cold turkey! (I saw this happen with one of Grace’s peers who had little transition planning and screamed through her first week of middle school.) 

Preparation begins in the early years: 
It starts with YOU!

· Attitude! Your child is not broken!
· Grieve the child you thought you had. Release YOUR expectations. (Some people never grieve, or never stop grieving.) 
· Accept, accept, accept. This is your life/lives, your loved one is a gift. Live as fully as you can and make it a beautiful life—obstacles, heartache & all! 
· Believe! Believe in your loved one’s potential. Help them realize that potential. Potential is individual and varies person to person. 

“Comparison is the thief of joy.”

· Exposure: Expose your loved one to a variety of environments, crowds, small groups, dinners out, festivals, galleries. It’s good for them if they can tolerate it, sensorily, but also, it’s good for culture to be exposed to our loved ones! 
· Don’t shelter. Don’t baby. These are a disservice to them. 
· Give! Them! Responsibility!!! Responsibilities for possessions, laundry, housekeeping, pets…. 

“There won’t be a special-ed Walmart when they grow up!” 
—Michael Remus

· We began gentle behavioral intervention at age 7 and continue. Through ECF, behaviorists worked since 2018 to prepare for supported independence, teaching AM independence skills, such as hygiene routine. Also lightened my load! 
· Grace’s more typical job training began in high school, then post high school; summer jobs; volunteering. By the time she exited high school she’d been trained in seven different job skills.
· After national television exposure, we started a business because people wanted to purchase notecards of her art. 
· Art is her language: She began exhibiting at age 6, selling art at age 8, received international attention, now sells prints to corporations in North America through an organization representing her and other artists. Being recognized for her ability raised her self-esteem. Art is where she excelled. We zoned in on that, sold notecards, prints, tiles, bookmarks at exhibits, fairs, galleries. 
· Also: she excelled in organizing and is a clothes horse. Six summers working at Goodwill prepared her for current job. 
· First paid job through Goodwill at Kroger, age 15. Worked every summer through Goodwill until age 22. 
· Began TJ Maxx job at 22 through VR. Held job in backroom processing purses, luggage, etc., for 10 years….Needs continuous job coaching. Many struggles with VR, finding employment support agencies; piloted job coaching through Consumer Direction. 
· ECF is not set up to support those with higher support needs. 
· Where does your loved one excel? 
· Everyone has purpose, value, raison d'etre—a reason to be here. Like you, they are worthy. 

I regularly whisper into Grace’s ear: “You are perfect, whole, and complete, just as you are. Always have been. Always will be.” 
(And so are you, and you, and you.) 


WOMP-WOMP…Not the ending we expected for Supported Living…But try, try, we WILL try again.
· Grace did amazing from drop off day until day 15.
· Significant & serious housemate incompatibility that couldn’t have been predicted by me, but could have been prevented in multiple ways by systems. 
· Research housing provider agencies. Inquire with everyone, Support Coordinators, therapists, friends, internet. Interview the agency(ies). Ask tough questions. Will they provide transportation to work? How they train? What activities will they provide? I did these things, but housemate incompatibility happens. And—

Life is a series of transitions….

So, we’re—
· Grieving our loss
· Recalibrating: honing in on self-care
· Frustratingly tangling with MCO red tape
· Restarting Consumer Direction 
· Talking with a new agency, if that doesn’t pan out, will explore others.
· We Believe. We Know. We will begin again. 
· We talk with Grace weekly reading a social story about plans for her next home. 

Reality: The world is a scary place. “Bad things do happen to vulnerable people.” 

Live in the Now: What is happening in this one. now. moment?—Which is all we have. 


Guiding principles written by me that helped me, three years into our journey, to  learn to live in fullness and not fear: 

“The past is dead, the future is not yet born. You are here. Right now.”
What is right now is your reality. 

Your mind is your best friend or your worst enemy. 

“Don’t go borrowing trouble.” (Old saying, not mine) 

I’m not suggesting anyone “buries their head in the sand” to the very real threats and vulnerabilities. 

· But: Come back to the present moment. What is real right now. (Not your fear of tomorrow.) Recommended: learn to meditate—there are many ways, at least learn to be mindful; exercise; eat whole, real food to fuel your body and mind; create a supportive social network; do something creative (knit, paint, sing, garden, etc.,) maybe explore what gives you meaning spiritually.  

· So, where do you go from here? 

· Tomorrow may not be yet born, but we can pave a path of information to help ensure better, best outcomes. 

· Prepare, research, acquire knowledge, network-network-network

Taking Care of You so You Can Take Care of Them: 
You are important. Your mental, emotional, spiritual, and physical well being matters. 
· You’re the foundation beneath your loved one. 
· Fill your own well even if it’s just sips, because if you run out of water for yourself, there’s none left for your loved one. 

Supported Living is Caring for You: 
Supported Living, done in a timely fashion = being around longer, in better total health and wellness. 

Believe in your loved one, in your (not born yet) future. Be present and choose not to live in fear. 

Plan, prepare, imagine the possibilities. 

Go forth! You can do this! 







