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Navigating the Community for 
Youth with Significant 

Disabilities

Florida Partners In Transition



Rebecca’s Meeting

4/5/2010 Collaboration 2



• Reading with Joyce

• Rebecca’s Acting Career at DP

• Ellwood School

• 60’s Day



Happy 19th Birthday!



Nathan and Mary

Having fun at the fair with Charlotte



The Kennedy Clan at Christmas
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My “Figuring out my seizures” vacation
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I had so much fun with my girlfriends at the 
prom!



I’ve started visiting the community-based class.  I want 
to take classes at SBCC.  Karate and sign language 

would be fun.



I’d like to move out when I’m 22.

So I need to learn about being safe in the 
community and learn to ride the bus.

Learn to cook, pay bills, budget money.

Work on getting a job, maybe at a vet’s 
office or a grooming salon. 



Blair









Blair and Kendall’s Housewarming



Hi!  I am Matthew, I am 30 (see 
birthday pics), and I’m going to talk 

about my GOOD life!



I live in Santa Barbara.

I live in my own home with Jordan.

Ryan and Brian help me too.

Ryan and I used to play T Ball together.
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Ryan

Jordan

Brian



Matthew’s Person Centered Plan
1994

• Work

– Something with 
computers

– Office work
– Be around a lot of 

people
– Dress up/look good
– Job with a variety of 

tasks
– Outside/physically 

active
– Something that has 

ongoing skills to learn
– Combination of time 

alone and with people

• Live/Play

– My own house
– Roommates
– Lots of Choice
– Close to family
– Grow mustache
– Go to Las Vegas
– Shoot Pool
– Bowling League
– Membership at gym
– Meet New People
– Have a girlfriend
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Presenter
Presentation Notes
Richard – I just pulled these two topics from his plan in 1994 to show what he and other people thought would be good work settings for Matthew and what should be included in his day for living and playing….
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Prom

Fiona was my date. Later on
she was my housemate! 
She married my friend Brad

Presenter
Presentation Notes
Senior activities were important. Brad was Matthew’s first housemate, then he and Fiona started dating, she moved in now they are married and have a baby, MacKenzie. Matthew and Brad still play basketball together (with Ryan and Brian – Matthew’s support guys).



Celebration Time 1996!
We had a big family party!



My life today

Work

I work 20 hours a week at Wilson Printing
– I make $ 7.62 an hour

– I keep the place clean

– I have been working there since 2001



My own home

Sometimes we just hang out and 
sometimes we play basketball.



I like going to Dodger and Laker games, 
and my Sunday Bowling League.

Jordan and I are the Lucky Strikes.



I work out at the gym.  Brian and Jordan go with 
me.

I like things organized.  I like my routines.  Being 
organized and ready helps me be successful.  

People have to be patient with me when they 
want me to change my plan.  It takes me more 
time.

I like to travel; I went to Las Vegas for my 
birthday, and took a cruise to Mexico with my 
brother Michael.



I have a friend named Sara.  Sometimes we 
watch movies or go out to dinner.

I have a big family.



I decided to start my own 
business in 2004

Matthew Medina’s
Taking Care of Business
Personal Assistant Services
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Have your 
own 
personal 
office 
assistant

Taking Care of Business
Matthew Medina & Associates 

Presenter
Presentation Notes
Matthew does not have a job coach with him at any of his businesses. (he does have a “driver” for the balloon delivery)Matthew charges $11.00 an hour – except at Elite Rehabilitation where he gets $11.50 an hour.





My hopes and dreams

• Get rich!

• Learn to manage my business.

• Quit working at the print shop

• Take vacations!

• Buy a house

• Retire when I am 50

• Be with family



Carla



Person Centered Planning



Plan of Action

• Class of 2002 – To walk with Certificate of Attendance
• Transition Services, Age 18-22 – Los Alamitos USD

– School ~ College – Classes, Clubs, Student Worker

• Art, Dance~Social Dance, Choir, P.E.~Aerobics, Swimming, English
– Mobility ~ Bus; “911” Preparation; 

– Dating ~ Social
– Money ~ Budget, money management
– Daily Living ~ Cooking, cleaning, organization
– Job(s) ~ Movie usher, Downtown Disney; California Adventure
– Community Arts

• SUPPORTED LIVING ~ SUPPORTED EMPLOYMENT



Plan of Action - Agencies
• IEP ~ Los Alamitos Unified School District, March 2001

• Shannon, Jamie, Alex
• Planning 2001-2002:  Grad Night, Prom, Choir, Vital Link

• ITP ~ Transition Plan, Los Alamitos USD
• T.A. ~ Math
• Instruction ~ With support/ROP
• Community ~ Full member
• Employment ~ Job Shadow
• Money Management

• IPP ~ Regional Center
– Social/Recreation ~ Community Access
– [Respite]
– Travel ~ Supported

• IPE ~ Department of Rehabilitation
– College
– Jobs
– Support



One Word Summary:
Possible  Cool  Marriage  Nice  Fulfilled  
Happiness  Fun  Promise  College  Full



• You won't believe how much work Carla has done on letting us know 
what she needs to go out on a date! It is way more detailed than "group 
dating" ... it is so thought out, I was jotting down notes along the way 
this whole past week and now am seeing the pattern, it follows The 
Creative Process that Robinson writes about in his book The Element, it 
is just wild. In just a week's time she has:

• the guy: a friend from 3rd grade inclusion -- (could it be any more 
perfect?)

• the date: on Carla's private calendar (not the townhouse calendar in the 
kitchen)

• the place: local restaurant
• the trainers: recently married couple, in Carla's Movie Club
• the bodyguards: Carl and me
• the script: to be developed by Carla and the trainers, along with the guy
• It is so incredible, have never read or heard of this model for date 

training -- Carla's Model -- which is just unfolding. She relied on the 
MAPS poster, and to tell us seriously to get to work, and then things just 
started happening. It is so wild. She gave a talk on Friendships in class 
last Monday night and one of the students asked, "Have you started 
dating?" She started tearing up, but held it together ... on the way home 
she told me of specific things she needed to go out on a date, like 
bodyguards -- and the Dream came to Life.



Community Living Options
• Live with family 
• Independent Living   
• Supported Living
• Group home - Licensed Facility 

(placement based on level of need)
• Intermediate Care Facility (ICF)
• Nursing Home/congregate facilities
• Developmental Centers



Supported Living Services:
What’s it all about?

• Supported Living is a simple concept which 
enables. . . 
a person with a developmental disability who 
requires long term, publicly funded, organized 
assistance to join with an agency whose role is 
to arrange or provide whatever assistance is 
necessary for the person to live in a decent and 
secure home of the person’s own.

John O’Brien, 1993



Supported Living Services
• Supported Living is a service which provides as 

much support as a person needs, as often as they 
need it.

• Supported Living is NOT ONLY for people who have 
already demonstrated “independent living skills”.   It 
is also a service available to persons who may 
require 24-hour care in order to live safely in their 
own home and access the community.



Supported Living Services

• While Supported Living services are 
generally funded by the State,  other 
generic community resources are 
also utilized to provide an umbrella of 
available resources.



Conditions that will promote a 
Quality Lifestyle (John O’Brien)

1. Decision Making
How do people have the opportunity to make 

decisions?  How do we assist people with increasing 
their opportunities to make decisions?

2. Growth
How do people get to learn, grow and develop?  How 

do we promote more opportunities to grow?
3. Respect

How do we promote opportunities to gain respect?  
How do we provide respect to people?



Conditions that will promote a 
Quality Lifestyle (John O’Brien)

4. Community/shared experiences
What opportunities do people have to share 

and experience different places?  How do 
people get the opportunity to share places 
with people?

5. Relationships
What opportunities do people have to 

develop & expand their relationships?



Myths & Facts about 
Supported Living

Only people who are “independent” 
can live in their own homes

• FACT:  All needed support services 
can be provided to people in their 
own homes and the community



Myths & Facts about Supported 
Living

People who need 24 hour care are not 
eligible 

• FACT:  People can receive supports 
24 hours a day, 365 days a year, as 
needed, to be safe in their own 
homes



Myths & Facts about 
Supported Living

People with medical challenges can’t 
receive necessary services and life 
supports in their own homes through 
Supported Living Services

• FACT:  Even people with respirators and 
other intensive medical support needs can 
receive these necessary supports in their 
own homes through Supported Living



Myths & Facts about Supported 
Living

People who display problem behaviors won’t 
be successful living in their own place

• FACT:  It is generally easier and more 
successful to support individuals with behavior 
challenges to live in their own homes.  Many 
behavioral issues actually arise because the 
person is living in a facility with other people with 
behavior challenges



Myths & Facts about 
Supported Living

• You will need to live with another person with a 
disability 

• FACT:  Regardless of whether or not you need 
24 hour support, you should NOT be required 
to live with another person with a disability 
unless you want to.



Myths & Facts about 
Supported Living

• If you want or need to live with someone else 
(sometimes you can’t afford the rent without 
splitting it with someone; or you may need 
someone available to support you 24 hours a 
day), you should be able to choose your 
roommate(s).   Your roommate may or may 
not have a disability label.



• SOME KEYS TO INDIVIDUALIZING SUPPORTS:

• Utilize Person Centered Planning approaches to focus 
on the individual 

• Find out WHAT WORKS and What Doesn’t Work!

• Vary staffing patterns

• The individual has control of hiring & firing of 
supports

• The individual should “direct” and choose their 
services to the best extent that they can, with 
support from family and team members

47



More keys to Individualize Supports

• Agencies & staff should develop effective 
and better ways to listen to the people they 
support
– Infer meaning to behaviors (look at the 

function & communicative intent)
– Look at changes in affect with different people 

across different environments & activities
– Develop communication dictionaries for 

persons with non-traditional communication
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Steve
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Steve’s story
• From 1981-1991, Steve lived in a 6-bed 

behavior group home and attended a 
day program that provided him with a 
cot due to him being “medically fragile”.

• Steve then moved into a 3-person group 
living situation (5 years) 

• Steve’s family “fired” his former agency 
and Steve moved into his own apartment 
with his friend/support staff John in 1996 
through Supported Living Services.

50
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Steve has lived in a condo in the Santa Clarita 
Valley with his roommate John for 15 years

51
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The first year:
• Steve needed to learn that we would 

(and could) listen to him and that he 
could lead his own life.

• The first month in his own place, Steve 
would push you out of his room and stay 
there.

• He seemed to be depressed and not 
know how to direct his life

• We helped Steve develop a 
Communication Dictionary to teach 
others how he communicates
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Steve’s Communication Dictionary
• When Steve: It may mean: We should:

Takes your hand and “I want to go” Prompt Steve 
to touch the picture

pulls on you
of the car/car keys then walk with 

him to the car.  
Then, use picture 

album to see if Steve points to a 
picture of a 

specific place.

“I want something” Say “show me”, and follow 
him to see what he wants

Sings “Ahh-ahh-ahh”, “I’m happy”, “I’m enjoying this”, Say “Hey Steve, you sure are
Or “eee, eee, eee”, etc. “I’m saying ‘Hi’” happy”

When Steve stops He may be “stuck” and need a cue  Walk close to him (using your 
walking/moving and          or touch to move again proximity) and hold out your hand
gets “stuck”

to him as a cue.  If he does not 

respond to this, then a gentle 

touch may help him to notice you.

When Steve refuses to       He may be tired, or confused about Verbally review with him what he 
get out of the car what he is going to do, what’s             is going to do, and what’s coming 

coming next, etc.
next.  Give him more time.

Holding out his hand to you I’m checking to see how you are Give him “five”, or shake his hand
doing

Gets close to you and I love looking in your eyes and Say “Hi” and give him five or 
looks you in the eye checking you out shake his hand

53



We also started some new community routines 
and found a new neurologist

• Steve’s happiness improved
• He now demanded that you take him out in 

the community and spend time around other 
people

• He learned that we would listen to him and 
respond to his initiation

• We identified other ways for Steve to 
experience vestibular motion (season pass at 
Six Flags, snow skiing, etc.)
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What makes Steve’s home his:

• Steve has the key 

• Steve pays the rent (actually 1/2 the rent 
and bills, which he splits with his 
roommate John)

• Steve makes sure that you listen to him 
(or else you will hear about it from 
Steve)

• People knowing (and respecting) his 
“language”
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Getting older means having a plan for high 
blood pressure, high cholesterol, etc.

56
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Working out at the Gym

57
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Some fun things:
Big Bear Adaptive Ski School
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Vacations:  Catching a fish
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Attending (and presenting at) a TASH 
Conference
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Spending time with family
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Jose’s Story



Brief History of Services
• -State Dev Center
• -Lots of Group 

Homes
• -Lots of Day 

Programs
• -Jose and his mom 

FIRED his first SLS 
agency

• -Got evicted from 
apartments & living 
situations



The first year: getting to know Jose and vice-versa

• lived in 6 places during the first 12 months with 
Avenues in ’94 - ’95

• I fired ALL of my staff one time (too see if I could 
do it...but then I hired some back)

• I sometimes called “911” when I got mad at staff
• I had a blow-out and left my annual meeting at the 

regional center
• Avenues didn’t leave
• Going through these                                 

experiences made our                                
relationships stronger
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Things I don’t like:
-People touching my stuff
-When people tell me what to do
-PROGRAMS with rules (like having to show up 

5 days per week) 
-Treating me like a “kid” 
-Being with the same person all the time



• What Works:
-Treat me with respect
-Having choices
-Working every other day
-Having things to look 

forward to

What doesn’t work:
-Treat me like a  kid
-Being told what to do
-Working every day

-Same old routine



What doesn’t work:
-Having the same people 
more than 3 days in a row
-Not taking my diabetes 
medications

Scott and Jose after 5 
straight days!

• What Works:
-Having a variety of support people

-Leave my apt. when I get mad
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My Job at the Animal Shelter

68
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Cleaning out the kennels
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Quality of Life Changes

-I KEEP my stuff 
instead of selling 
them when I want 
money to buy a 
snack. (When Jose 
feels that he has 
more power & control 
in his life, there is 
less of a need to 
assert his control by 
selling his 
possessions).



My Big Screen TV
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Quality of life changes (cont.)

-When I eat my special 
diet meals-on-wheels 
(without eating a lot 
of soda or jalapeno 
burgers), my blood 
sugar is better!

-I allow people to 
support me now



Self-Determination
-I make the rules in 

my apartment.
-I’m the boss
-I make my own 

schedule
-I can hire & fire my 

staff and SLS 
agency (having done 
it before)



Sometimes when I get tired of my 
staff, I go to Universal, where 

everyone knows me
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Relationships are the key to SLS

• Relationships with the people we support, their 
families and the community around them.

• Building trust
• Understanding the history and having shared 

experiences
• Refining our listening skills as an agency
• Developing teams of support around each 

individual
• Person specific training vs. generic training
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Other Quality Indicators in SLS

• Competition is a key; otherwise people and 
families don’t truly have a “choice” as to who 
provides support or how support is provided.

• Mentor and groom other 
agencies/staff/families/self-advocates who want 
to develop their own agencies (getting too large 
diminishes quality)

• Ensure that the principles of Supported Living are 
in place: Persons name is primary on the lease, 
any rent subsidies should be tied to the person 
(not to the agency), etc.
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• SOME KEYS TO INDIVIDUALIZING SUPPORTS:

• Utilize Person Centered Planning approaches to focus on the individual 

• Find out WHAT WORKS and What Doesn’t Work!

• Vary staffing patterns

• The individual has control of hiring & firing of supports

• The individual should “direct” and choose their services to the best 
extent that they can, with support from family and team members
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More keys to Individualize Supports

• Agencies & staff should develop effective 
and better ways to listen to the people they 
support
– Infer meaning to behaviors (look at the 

function & communicative intent)
– Look at changes in affect with different people 

across different environments & activities
– Develop communication dictionaries for 

persons with non-traditional communication
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A Guide to Supported Living in Florida:
http://apd.myflorida.com/customers/livi

ng/guide/

Who is Eligible for Supported Living? 

An individual who... 
– is receiving services from the Developmental Disabilities Program. 

– is at least 18 years of age. 

– desires to live in his own home in the community.                                                              

– is unable to live in her own home in the community without ongoing 
supports. 
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Center for Independent Living of 
North Central Florida (CILNCF)

A 501 © (3) Private not-for-profit 

Consumer Driven and Consumer Controlled Organization

Nearly 50 staff Serving 16 counties from four locations: Gainesville, Ocala, 
Lecanto, Spring Hill

Escambia Santa 
Rosa

Okaloosa

Walton

Holmes Jackson

Washington

Bay
Calhoun

Gadsden
Leon

Jefferson
Madison

TaylorWakullaLiberty

Franklin
Gulf

Nassau

Duval

Pasco

Hillsborough

Manatee

Pinellas Polk

Seminole

Orange

Brevard
Osceola

Highlands

Sarasota

Hardee

DeSoto

Okeechobee

Lee

Glades

Hendry

Collier

Indian River

St. Lucie

Martin

Palm Beach

Broward

Monroe

Dade

Charlotte
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We operate from a belief in these 
basic truths:

 The field is not yet level 

 Discrimination does take place

 There are laws on the books to protect the 
civil rights of people with disabilities for a very 
simple reason… they were and are needed

 A majority of people with disabilities, 70%,
who are of working age, who can and want to 
work are unemployed

 A majority of people with disabilities in 
America live in poverty
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Our Mission Statement:

We are empowering individuals with 
disabilities to exert their individual right to 
live as independently as possible, make 
personal life choices and achieve full 
community inclusion
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What we value as an organization…

• We are advocates first and foremost

• We do not endorse “special” treatment

• Equal rights for people with disabilities

• Local control

• Enhanced levels of Independence and Quality of Life 
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ADVOCACY

PEER SUPPORT

IL SKILL’s

INFORMATION 
& REFERRAL

 Four Core Services
 Cross Disability
 Consumer Controlled

Governance
Staffing

 Consumer Driven
ILP
Waiver

 De-medicalization
 De-institutionalism
 Consumerism
 Self Help
 Promotion of IL Paradigm

“…changing and fixing society, not 
people with disabilities”

Independent Living services are
characterized by the following



Additional programming “Wrapped” by the Four Core
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EMPLOYMENT SERVICES

• Pre-Employment Skills Education
We offer assistance with Job Search Tactics, Resumes/Applications, 
Interviewing Skills, and Rules of Work.

• Job Development and Placement
Our emphasis is on developing partnerships with community employers 
to help meet their staffing goals

• Trial Work
We develop sites in the community to help consumers explore their 
interests and assess their abilities
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Youth Services ~ High School-High Tech 
(HSHT)

PROMOTING SCIENCE, MATH, ENGINEERING, AND TECHOLOGY CAREERS 
FOR STUDENTS WITH DISABILITIES

• A program for HS youth with disabilities

• An enrichment program designed to assist in the 
development of educational and career opportunities by:

• Motivating and stimulating students’ confidence to explore 
their interests and potential.

• Workshops, fieldtrips, mentoring, and paid summer 
internships
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Kennedy Space Center
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Assistive Tech Services
FTRI Equipment Training

Florida Telecommunications Relay, Inc. is the statewide not-for-profit organization 
that administers the Specialized Telecommunications Equipment Distribution 
Program for citizens of Florida who are Deaf, Hard of Hearing, Deaf/Blind, and 
Speech Impaired.  Individuals who fall under any of these categories are eligible to 
receive Assitive Telecommunications Equipment (such as amplified phones or TTYs) 
on loan from FTRI for as long as they need it, at no charge.

DME Loan Closet
The Center has the availability of loaning adaptive equipment to those in need.  For 
a $10.00 fee, an individual can obtain the use of adaptive equipment for a 3-month 
period.  At the end of the 3 months, there is an option of returning or continuing to 

rent the item.  Items may include but are not limited to walkers, transfer boards, 
shower chairs, wheelchairs, bedside commodes and toilet seat risers.
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Transportation Related Services

ADA Paratransit Screening and Travel Training Services
The ADA paratransit program provides Gainesville residents with disabilities with access to a door-

to-door transportation program through MV Transportation. Riders who are ADA Certified also 
have access to free rides on the RTS city buses.

• Eligibility is based on having a disability or medical condition that limits the person’s ability 
Access, Use and/or Navigate to ride the RTS city bus.  A medical professional must complete a 
professional verification form stating eligibility.  The program is available through all cities that 
have a fixed route bus service.  The program is needed for the city to comply with Title II of the 
ADA – public transportation must be accessible for everyone.  It can be used for anything 
including social activities.  The door-to-door service is available within the city limits of 
Gainesville or within ¾ mile of the nearest bus stop.

• Travel training is short-term, comprehensive, intensive instruction designed to teach people with 
disabilities how to travel safely and independently on public transportation.
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Sign Language Services

Sign Language Interpreting Coordination

The Center serves as coordinator of sign language interpreting services for 
consumers in North Central Florida who are deaf or hard of hearing.  
Under Title III of the ADA, public accommodations are required to provide 
qualified interpreters to ensure effective communication.  The CIL has 
three full-time interpreters on staff and maintains a list of freelance state 
and nationally certified interpreters with whom we work to meet the need 
for interpreting services in our area.  These services are available 24 hours 
a day, 7 days a week.  



92

Wheelchair Ramps
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Last year we received nearly 150 
requests to build ramps
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And were only able to build about 30…

Before CIL

After CIL
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Too many people are without this 
basic level of access

Before CIL

After CIL
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Vocational Rehabilitation

Before CIL

After CIL
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SFC

Before CIL

After CIL
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Division of Blind Services

Before CIL

After CIL



100

Local 
Apartment
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Is Advocacy always that simple or 
easy?
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Thru Advocacy you have the opportunity to “Go-to-
bat” for the things you believe in.



104

Independence Invitational



105

Voter Kick-Off & Candidate Forum
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Accessible Voting
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www.ciLncf.org



Resources

For Carla’s Book, click on BT3 Materials at
www.wuhsd.k2.ca.us/cc

Transportation information:
www.UnitedWeRide.gov
www.ProjectACTION.org

Previous webinar materials may be found at
www.ncwd-youth.info/webinars
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Questions?

109

Scott Shepard

shepard6@pacbell.net

Richard Rosenberg

Richard.Rosenberg@wuhsd.k12.ca.us

William Kennedy  CIL North Central Fla
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