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9/3/1991 born on 

great grandmother’s birthday

                                                               6 mo. Noticed problems, seizures, 

                                                               testing until 2 yrs old. Diagnosis: Neonatal

                                                              adrenaleukodystrophy.  Dr. gave her a year to live



                                         Maddie’s father left family at this time- restraining

                                                              order against him  for abusing Maddie
	Neonatal adrenaleukodystrophy attacks the myelln sheath but we never know what part of the body it attacks- no pattern to it; also missing long chain fatty acide ( chromosomal) which may related to her love of fat, butter, and cheese

Symptoms Maddie has:

   Farsighted, nerves in eyes are paling, some days vision and hearing work well and other days it is like a “short” that happens so vision and hearing not dependable; balance problems are the same; cataracts starting- glare is an issue





At 3 yrs walked with walker

Had sleeping problems; colic 24 hrs. a day;

they would take her on a ride to get her to sleep


                  In elementary school  she was 

                   in gen ed classes

                                                       6 yrs. Walked alone; had feeding problems- 

                                                      at that time; was about 25#;

                                                                                                       started with cane 

                                                                                                       around 3rd grade

 tried Braille starting 5th grade 

 for many years

                                                          In jr. hi she took band, PE, home Ec. Her night vision or vision in

                                                                     the dark is an issue 

2005- Vision and hearing has been decreasing;

a loss of about 5 dB hearing loss has occurred 

about every 3 months; Fatigue is an issue ; Has high pain threshold

When nervous or anxious, agitated or tired, she picks her skin

Balance is more of a problem

                                                                    So many changes this fall:  moved to new apt

                                                                    new kids in class, new staff, 

                                                                  Bob L. teacher, gone 1/2 day every school day instead of one period a day 


· A people person, says hi to everyone

· Non-judgmental

· Loves to laugh/joke; imitates things like sneezes

· Communicator

· Kind/considerate

· Worries about Mom, wants to know she is there

· Asks about Sarah(she worked with her for many years)

· “Hard headed”/ persistent, also works hard

· Knows what she wants/not want to do

· Intelligent (way more than most people think)

· Mischievous

· Doesn’t know difference between funny or serious- she is missing concepts to get this


	FAMILY           BOLD = especially close
· Mom 

· Grandpa

· Grandma
· Uncle Rob
· Aunt Patty
· Sarah

	   FRIENDS

Trina; caretaker’s daughter

Richard, another student at childcare

Charmagne, student at school



	SERVICE PROVIDERS- in school and in community

	· bob L., teacher
· Sandy, interpreter/tutor
· Don and Marilyn, after school caregivers
· Sarah, Saturday caregiver

	



What is your dream for Maddie as she gets older and ready to leave high school:
· Life meaningful to her:  job, community, interactions, w/ others, leisure, earning some money

· New experiences and repeat them so they become familiar to her

· A life as independent as possible for her

· Develop positive self esteem

· Learn more vocabulary and use it whether, spoken signed or tangible (pictures, objects)

· Have real friend/s (friendship)

· Increase comprehension and confidence in tactile signing (has demonstrated confidence recently she has never shown before)


What is your worst fear or nightmare when thinking about Maddie’s life as an adult?

· That Maddie will be abused

· Mom will have to be everything to Maddie the rest of her life

· Deterioration of Maddie’s health

· All planning great, school ends, and then nothing happens

· What will happen if family gone, who will care kindly for her?

· Isolation…maybe self injury

· Lose her primary caregiver

· Lose someone she loves- who will explain it to her?

· Hurting/injuring herself

· People won’t understand her communication

· As the people who love her age, they may not be able to do as much with her, how can they get Maddie to understand and accept people with those changes


What works for Maddie and what does she like?

· To drive and go places: it is the driving, not the destination necessarily.

· Cheese, pasta, divinity, ice cream dibs

· Interacting with other students in class

· Familiar routine

· Working with John at grocery store
· Singing along w/music

· Movies (popcorn and pop) seems to understand movies at times- bright colored movies, animation, happy feet, music and movement, animation  w/ music

· (In very tense movies it seems like she feels it- falls asleep or is agitated)

· Dancing

· Showing people what she got

· Karaoke (mic vocalization) imitates

· Hot tubs

· Loves praying- bowing head

· Conversations

· Helping people

· Pulling tags off things

· Now likes hair dryer

· Stickers and foam stickers

· Giving things to people

· Rocking chair

· Giving Maddie time to process information (WAIT TIME)


What doesn’t work for Maddie and what she doesn’t like?

· Shopping

· Crowds

· Change in her routine

· Stuffed animals

· Fears:  will tolerate some familiar animals

             Anything furry that moves

             Uneven ground

             Change

             Stairs


	
  
	SCHOOL:       

· PE

· Office

· Cafeteria



	  HOME:
· Help Mom

· Hot tub

· Do sticker art
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Tangible symbols: pictures, 

    And objects 








Body Language, body movement, touch 



Talking                                                                   Signing & sign approximations







Facial Expressions
It takes time to have                      communication and/or conversation

with Maddie & that is


Tactile Signing & signing when vision is “on”

                          

                                                                                 Body Movement, body language, modeling


Facial expressions

          Talking when she can

anticipate  what will be said                                          Tangible symbols: pictures & objects

to her


What do you see as priorities for Maddie?

· Communication!
· Jobs that consider Maddie’s needs and likes and variety of job sites.

· Recreation and  leisure and hobbies

· Social  Relations

· Concept Development:

· Health- life/death

· Friendship- activities they like

· Feelings

GOALS/OBJECTIVES SHOULD ADDRESS:

Recreation & Leisure: hobbies, stickers, other activities

Public Library and work on computers and connect to internet for games/activities

Socialization: lunch with girls; greeting; daily communication with farewell, what  she did that day, stories of what she does,  making various books to help with her having conversation beyond one statement etc. 

Jobs: grocery store, 24 hr fitness, food bank  


· Need to pay for activities

· How Maddie will get to activities and work- transportation

· Training for para- educator, in communication, job coaching, O&M, etc.

· Proper lighting in environments or accommodations when that is not possible

· Fatigue

· Back ground  visual contrast

· Keeping area uncluttered

· Maddie’s processing time 

· Maddie is left-handed
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COMMUNITY


Working at grocery store, Food bank & soon 24 hour fitness


O&M from home to Grocery


Movies


Church


Field trips with class: zoo, state fair, etc.


Out to restaurants with family and friends
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Ways Others understand Maddie





Ways Maddie Understands others








