Tim’s Routine
(handout for Coaches’ Support  Day 2)

Tim is a cool 30-something man who loves his work with the performing arts co-op, where he spends time daily. Monday thru Friday he rehearses for plays and helps to write his parts.  He is very popular and has been written about and photographed for the local paper.  He looks quite the intellectual with his long thick curly hair and mustache. His acting coaches are very skilled at programming material into his Dynavox (the electronic device that speaks for him).  Tim’s Cerebral Palsy (CP) and some visual difficulties get in the way of programming the Dynavox himself.  When not discussing the latest play he attended; he usually enjoys talking about history.  Martin Luther King; The Kennedys; George Washington are some of his favorite historical figures. Tim prefers to use sign language over the Dynavox to talk with people.  He has used sign  language since he was very young and it is his first language. He cannot use any spoken words due to his CP, but does use some sounds which aide in his communication if you know him. 

After a long day repeatedly maneuvering his electric chair around the stage where he performs; writing or practicing timing with the Dynavox; and dealing with all the noise and dramatics of an acting troupe; Tim looks forward to relaxing and quietly talking about his day when he gets home in the evening.  Each evening as he rolls thru the door he asks, “What’s for dinner?” always with a smile and confident he is going to hear of something he really enjoys. Tim loves dinner and negotiates with his staff around having a combination of food he really enjoys that also allows him to be healthy.  Usually, the good menu perks him up and helps him get thru the rest of the not-so-enjoyable parts of his coming home routine.
Tim lives with many health complications so once he gets home he has quite a check list of activities to get thru.  He immediately needs some privacy and help emptying his ostomy bag.  Tim has had both an ileostomy and urostomy. He is shy and appreciates a kind, gentle demeanor as well as a distracting conversation at this very personal time.  He knows the routine for his care and must have confident, competent personal care to feel safe and respected.  Also, being clean is a big deal to him. Each time he is assisted support staff must check to be sure the stoma “wafers” at each site are secure and the skin around the site is healthy. 
Tim goes thru a couple of shirts each day as CP makes chewing and swallowing messy and Tim really wants to look good. Sometimes he needs to change when he gets home. With a fresh shirt for the evening; it is time for physical therapy (PT) exercises. To do this, Tim needs physical assistance and a gait belt for safety. Every night he uses a walker to walk down the hall to his lift chair in his living room.  Without his PT twice a day and this walk 1x a day he very quickly loses mobility.  It is very hard work. Again, good conversation, having a good dinner and a favorite movie to look forward to helps ease the drag and sometimes the discomfort of this routine.  
Once he hits his comfy lift-chair he is hooked up to a bolus of water taken in thru his G-Tube. These days his G-tube is predominantly used to help ensure he stays hydrated.   He also takes his afternoon meds in chocolate pudding (yeah!) or applesauce (acceptable) at this time. As moving around isn’t very possible, he loves someone to do a bit of reading to him from a favorite book he chooses or perhaps part of a favorite movie of his choosing as he waits for his bolus of water to complete. His living room is lined with CDs and books for this purpose. 
Tim usually likes to talk about someone else and will kindly ask about the family and loved ones of those around him.  Occasionally he likes to talk with a friend or family member on the phone.  He uses sounds to acknowledge the person and listens to the stories of their day.  Tim really likes it if someone can interpret a few lines of sign language to the person on the phone to get the conversation started. On a particularly hard day, like when he is recently recovered from a seizure or severe headache; he prefers an upbeat story.  Usually he has a play to go to or a movie planned for the evening and talking about that also helps him to feel a bit more energized.  
When talking with Tim it is important to take some time and acknowledge his feelings. Not using words and being as sensitive as he is; Tim will usually not take the time to express and sort through his feelings; as a result he can get quite depressed.  A gentle routine at this time of day that includes asking him how he feels about the events he is sharing; and good listening makes all the difference.  For this to work, shared trust, genuine affection and competent care help Tim pave the way to a good life.
Part II

Aside from a good dinner, Tim really enjoys a good breakfast. Breakfast and dinner are favorite parts of his day to help him get going in the morning and comfort him at the end of a long day.  Those who know Tim the best know that, if he could, he would have a big piece of pumpkin pie with real whip cream and Mc Donald’s with fries every night.  But to do so causes a lot of weight gain in a very short period of time.  
For Tim, weight gain is a serious issue because the wafers for his ileostomy and urostomy sites no longer fit well; and this leads to humiliating leaking of his bodily waste.  His ostomy system has been difficult to fit and no other system has been as effective as the one he is currently using. In addition Tim uses his electric chair for 99% of his mobility. As a result; weight is very difficult to lose.  
In this scenario, you are a front-line staff member who has known Tim for a couple of years. 
You know that Tim’s diet includes portions of his favorite foods and is carefully balanced with his agreement so he can have those favorite high calorie items as often as possible without prompting weight gain.  

You are attending classes at the local community college near Tim’s actor’s studio.  You frequent the same lunch hang out and have noticed Tim getting big ice cream sundaes with all the toppings with the help of the new acting coach who has just started working with him.
Thinking about important to and important for; and knowing that you are not the person working with Tim when this is happening…..play out your Donut for supporting Tim now.
@TLCPCP

