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Imagine If… 

• You paid $500.oo for a room but didn’t get room service. 

• You had a roommate and it was someone you didn’t know 
or particularly like. 

• You called the front desk and were told it wasn’t your turn 
for an answer.  

• You had to WAIT until it was your turn for most anything 
you needed, including a cup of coffee, newspaper or turn 
in the bathroom. 

• You had to ask permission to watch a favorite TV show, 
have a pop, make a phone call, or smoke a cigarette.   
      



Current reality in brain injury services 

• We often look at problems and dysfunction 

• We congregate people into services 

• Often experts feel they know best 

• Professionals serve, customers receive 

• Money is spent on initial fixing, leaving little for 
lifelong support 

• Outcomes are problem based 

• Consumer is exempt from responsibility 

• Consumers must earn their rights 

 

 



Imagine If… 

• You lived in your own home, hated oatmeal but had to eat it 
every morning at 6am AND you hated getting up early. 

• You had to EARN the right to take a walk in your neighborhood. 

• You valued your privacy, but always had a roommate AND it was 
someone you didn’t pick.   

• You had to WAIT until it was your turn for most anything you 
needed, even the most basic of needs.    

• You had to ask permission to watch a favorite TV show, have a 

pop, make a phone call, or smoke a cigarette.      
   



The result… 

• Consumers are treated like commodities 

• All actions and behaviors are measured 

• A we/they perspective unfolds 

• Promotes a “sick role” 

• Suggests that the expert knows best 

• Promotes and reinforces stereotypes 



10 Promises and Perils  

 

 

 

• that keep people with brain injuries from 
community 



P&P one 
The promise- Experts/ medical professionals 

know best 

The peril- Experts/ medical professionals 
know best 

 

 



P & P two 

• The promise- We have learned a lot about brain 
injury in the past 30 years 

 

• The peril- All services need to be specialized and 
brain injury is so “unique” that people need 
something different than the rest of the world 

 

 



P&P Three 

• The notion of a “continuum of services” 

 

 

 



P&P Four 

 

• Testing has become very specific and 
defined 

 

• 4+4= sheltered workshop for you 

 

 



P&P Five 

 

 

• The promise- You get to go home 

• The peril- Living in the community is next to 

 impossible and a second best alternative 

 

 



P&P Six 

 

The promise- The system has amazing services. 

 

The peril- You will be controlled as 

Long as you are in the system.  

 

 

 

 



P&P Seven 

 

 

• The promise- People with brain injuries are 
capable of overcoming amazing obstacles. 

• The peril- Denial is bad and too many people have 
“unrealistic expectations” and “inappropriate 
behavior” 

 

 



P&P Eight 
 

• The promise- Research shows the more 
friends and social connections you have, the 
happier and healthier you will be.  

 

• The peril- A group home is community based 
and a sheltered workshop is a job, keeping 
you from full community engagement.  

 

 



P&P Nine 

 

 

• The promise- That everyone wants to be the way 
they were before the injury so we must fix people. 

 

• The peril- Fixing becomes a fixation and you will 
never be good enough.   

 

 

 



P&P Ten 

 

• The promise- The most expensive services are 
the best services. 

• The peril- community based services become 
second best and more scarce.  

 

 



The $265,000 behavior plan 

 

• These are some things listed below that we are working on implementing to 
encourage Jeff to be med compliant: 

• we will upgrade his cigarettes from Golden Harvest to a higher grade of cigs, 
like Marlboros.  He would still contribute his weekly money (16.24) but the 
incentive would cover the rest.  This would be a weekly incentive.  

• In addition to the cigarettes, if he’s med compliant for say, 2 consecutive wks, I 
will add a lunch or dinner outing to the restaurant of his choice.  

• Finally, if Jeff is compliant for 4 weeks,  I will take him shopping for a new 
outfit or something.      
 
Along with this the counselor is working with the team to educate Jeff on the 
suggested medications.  Please let me know if you have any questions.   
 
 



So really, 

 

 

   how are we doing?  



The revolution is here 

• Consumer focus 

• Choice  

• Self determination 

 



Long term support 

The shift from professional direction to 
personal direction 

 

– When and how it is done is the greatest 
challenge in the field of brain injury  

 

 



Inclusion means 

• Being at the table 

• Being a part of the discourse 

• Being respected for who you are, not held 
accountable for what others expect you to 
be 

• Acknowledges that people may be 
different and pushes us to respect 
diversity 

 



Philosophical Principles 

– People using services and families know themselves best  
– All people have goals and aspirations -Our job is to assist in setting those 

goals and working toward those aspirations 
– Services must be functional, have a purpose and take place in natural 

environments 
– People using services have the right to supervise their own personal 

assistants 

– All people have a place to contribute in the community- It is our job to assist 
in finding that place 

–  Support resources include natural supports, community supports and 
personal assistance services 

– People must live in generic affordable housing within communities and 
neighborhoods 

– The provision of support services is separate from housing- We do not own 
or operate property where consumers live. 
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Principle One 

 

People using services and families 
know themselves best 



Principle Two 

 

Services must promote self-sufficiency 
and community membership 



Principle Three 

 

People using services hire  

and manage their personal assistants 



Principle Four 

All people have a place to 
contribute in the community- 
It is our job to assist in finding 
that place 

 



What about Bob? 

 
 
 
 
 

• Lived in a nursing home for 13 years 
• Moved to his own apartment on the head injury waiver using 

communityworks  
• Now uses the physical disability waiver in the same home through 

communityworks 
• Manages his own staff, calendar and payroll after learning those skills 
• Used communityworks for case management, independent living skills 

and all therapies 
• Now uses communityworks for IL Counseling and payroll services 

 





Principle Six 

All people have a place to contribute 
in the community- It is our job to 

assist in finding that place 
 



Finding a place in the community 



Principle Seven 

 

Support resources include “natural 
supports,” community supports 
and personal assistance services 

 



Principle Eight 

People must live in generic affordable 
housing within communities and 

neighborhoods 



Principle Nine 

The provision of support services is 
separate from housing- We do not 

own or operate property where 

consumers live. 

 



Staff standards 

• Do whatever it takes to be connected in 
the community… 

• Work yourself out of a job so you have the 
benefit of working with more people 

• Create a vision with the person of what 
they want their life to look like 

• Uphold “nothing for me without me” 
• Be the coach, consultant and support, not 

the boss or expert 



Social Capital 

• Is the connectedness among and between people 

 

• The more relationships people have in their lives the 
better their lives become…healthier, happier and live 
longer 

 

• What is the average number of friendships for people 
without disabilities? 

 



 Self Direction 

• A law in the State of Kansas allowing people 
with disabilities to hire, train and supervise 
employees to provide the assistance needed 
to live in the community, even the tasks 
traditionally provided by a registered nurse.  
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Background on the  
Traumatic Brain  Injury waiver 

• First brain injury waiver in the USA-implemented in 1991 

• A rehabilitation waiver, time limit determined by ongoing progress 

• Choice of institutional or community services to maintain cost comparison 

• Average monthly cost $3,400 per person 

• Average annual savings $39,000 per month per person when compared to 
institutional placement 

• Overall goal is self sufficiency in the person’s own home and community 

• Service providers are independent living centers or home health agencies 
who meet criteria 

• Consumers have full choice of agency and self direct option for personal 
assistants 
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Services available on the  
Kansas brain injury waiver 

• Case management 
• TLS- transitional living…also known as independent living skills 

training (4 hours a day, 780 hours a year) 
• Therapies- Physical, Occupational, Speech, Cognitive, 

Behavioral, Drug and Alcohol 
• Personal Assistance- to supplement other services and can be 

24 hours a day 
• Personal Services- Durable medical and home modifications 

to a maximum of $7,500 lifetime 
• A person can receive services as long as s/he has goals and is 

making progress as defined by the person, staff and state 
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Kansas Medicaid  
Home and Community Based waiver 

• Ages 15-65 

• Traumatically acquired, nondegenerative brain 
injury 

• Medicaid eligible 

• Score on Uniform Assessment Instrument 

• Can benefit from independent living skills 
training 
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Rehabilitation Therapies are provided by  



Staff standards 

• Do whatever it takes to be connected in the 
community… 

• Work yourself out of a job so you have the 
benefit of working with more people 

• Create a vision with the person of what they 
want their life to look like 

• Uphold “nothing for me without me” 
• Be the coach, consultant and support, not the 

boss or expert 



communityworks inc 
Creates positive environments by:  

 
• Assisting people to set their own goals 
• Setting up an array of services based on the person’s goals and 

needs 
• Using specific teaching techniques including: specific direction, 

consistency and repetition, foreshadowing/ pre-learning, honesty, 
humor, choice and control, plan, plan and plan 

• Focusing on the tension created with the old self/ new self dilemma 
for both the person and family 

• Using verbal, visual and physical prompts as accommodations rather 
than trying to fix a person 

• Setting people up for success 
• Allow the individual to lead decision-making and participate in staff 

training 
• Get input from the individual on modifications and settings 
• Partial participation/ Task breakdown 
• Functional Tasks 
• Meaning through stories and metaphors 
• Natural consequences 
• Creating a lifetime system in the person’s own home and 

community 
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Challenges to Families 

• Yet another “new” approach 

• Natural consequences and the associated 
fears 

 



Challenges to self advocates 

• Trying things for the first time ever 

• Another new idea  

• Natural consequences and the associated 
fears 

 



Get a CLUE… 

• Create positive environments with control and 
choice 

• Listen to the consumer and develop goals 
based on what you hear, not on what 
assessments reveal.  

• Understand what is happening from the 
person’s perspective 

• Expect that every day brings struggles, 
surprises and successes.  



Myths about Brain Injury 

• Experts/ medical professionals know best 

• All services need to be specialized 

• The notion of a “continuum of services” 

• Repeated testing is a good thing 

• Living in the community is next to impossible and a second best 
alternative 

• People with brain injuries need someone to tell them what to do 

• Denial is bad and too many people have “unrealistic expectations” and 
“inappropriate behavior” 

• People are now incapable until they prove they are capable…and need 
to earn the right to do things 

• That everyone wants to be the way they were before the injury 

 

 



Realities about the experience of 

brain injury 

• There is a great disparity between who the person was 
…and is now 

• There are family messages that “we want you back the way 
you were” 

• Societal messages that it is not okay to have a disability 

• Personal messages that “ I am not okay the way I am” 

• Major changes in economic status ie, work, living, 
relationships etc 

• During recovery, and often forever, a person is assumed 
incapable until proven capable 
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Get a CLUE… 

• Create positive environments with control and 
choice 

• Listen to the consumer and develop goals 
based on what you hear, not on what 
assessments reveal.  

• Understand what is happening from the 
person’s perspective 

• Expect that every day brings struggles, 
surprises and successes.  



Staff standards 

• Do whatever it takes to be connected in the 
community… 

• Work yourself out of a job so you have the 
benefit of working with more people 

• Create a vision with the person of what they 
want their life to look like 

• Uphold “nothing for me without me” 
• Be the coach, consultant and support, not the 

boss or expert 



Inclusion means 

• Being at the table 

• Being a part of the discourse 

• Being respected for who you are, not held 
accountable for what others expect you to be 

• Acknowledges that people may be different 
and pushes us to respect diversity 

 



Social Capital 

• Is the connectedness among and between people 

 

• The more relationships people have in their lives the 
better their lives become…healthier, happier and live 
longer 

 

• What is the average number of friendships for 
people without disabilities? 

 



Kansas Medicaid Home and Community Based waiver 

• Ages 15-65 

• Traumatically acquired, nondegenerative brain 
injury 

• Medicaid eligible 

• Score on Uniform Assessment Instrument 

• Can benefit from independent living skills 
training 
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The state of  
Kansas statistics 
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Per person spending July, August, Sept, Oct and Nov 2010  



Communityworksinc  
by the numbers 

• Started in 1991  

• 31 case managers 

• 45 people teaching independent living skills 

• 538 consumers served in September 
• 143 tbi waiver 

• 143 pd waiver 

• Remainder- money follows, employment, frail elder, private etc.  

• Preparing for managed care 
• Care coordination 

• Assessment 

• Who knows what it looks like? 
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Staff standards 

• Do whatever it takes to be connected in the 
community… 

• Work yourself out of a job so you have the 
benefit of working with more people 

• Create a vision with the person of what they 
want their life to look like 

• Uphold “nothing for me without me” 
• Be the coach, consultant and support, not the 

boss or expert 



Do you have a brain injury?  
No, I’m single 

 

• What difference does a head injury really 

make when someone wants to live in the 

community?  
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Communityworksinc and Minds Matter LLC 
Create positive environments by:  

 

• Assisting people to set their own goals 
• Setting up an array of services based on the person’s goals and needs 
• Using specific teaching techniques including: specific direction, consistency and repetition, 

foreshadowing/ pre-learning, honesty, humor, choice and control, plan, plan and plan 
• Focusing on the tension created with the old self/ new self dilemma for both the person and 

family 
• Using verbal, visual and physical prompts as accommodations rather than trying to fix a 

person 
• Setting people up for success 
• Allow the individual to lead decision-making and participate in staff training 
• Get input from the individual on modifications and settings 
• Partial participation/ Task breakdown 
• Functional Tasks 
• Meaning through stories and metaphors 
• Natural consequences 
• Creating a lifetime system in the person’s own home and community 
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