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A child who has little ability to interact, both physically and vocally, may lose motivation if subtle attempts at interaction are repeatedly missed.  An example of this may be a child who can only make soft sounds when uncomfortable will stop trying to communicate this need to move if the subtle sounds go unnoticed.  The child may think, “What’s the point?  No one can hear me anyway.  I may as well just go to sleep.”  Thus, this child becomes a passive being in a world that moves too quickly to notice.  To motivate and engage the passive child requires an observant, caring teacher.  Following are strategies aimed at teaching the child to interact with his or her environment to the extent possible.

Establish a “yes/no”

A child that has a clear “Yes/No” communication is very empowered to interact with others, even if that is the only communication possible.  The child with a “yes/no” is able to answer questions concerning wants, needs, comfort, and feelings.  The child with Batten Disease is able to cognitively know these things, and a “yes/no” communication is not only empowering but comforting.

The teacher must carefully observe the child who has little physical and vocal abilities.  Look for what the child CAN do.  For instance, Hanna had no controlled movement of her legs, arms, or head.  In fact, the only function she appeared to control was her eyes, which were very animated.  The teacher observed this and chose to build on this strength.  The teacher placed Hanna on her lap while sitting in a rocking chair.  Back and forth.  Back and forth.  Hanna enjoyed the rocking very much.  Upon stopping, the teacher asked Hanna if she wanted “More.”  The natural movement of the rocking chair and subsequent stopping naturally helped Hanna’s eyes move up.  The teacher then responded that Hanna asked for “more” by responding “yes” by moving her eyes up.  Within days, Hanna knew that if she moved her eyes up she was responding positively to yes/no questions.  This opened up a whole new world for Hanna.  She could now respond to yes/no questions concerning positions she wanted to be in, if she wanted certain music, and many other questions.  How empowering!  Over time, Hanna became much more engaged with her environment, laughing at jokes and making verbal noises.  Hanna even learned to ask for music by making a certain noise using her tongue and voice.

Turn-taking

Turn-taking is a great activity that encourages communication between the student and the adult.  Begin by imitating what the child does.  Wait.  Then reinforce if the child repeats the imitation.  An example of this is Dion.  Dion was thought to be non-communicative.  However, turn-taking proved this to be wrong.  Dion was able to make a small squeak noise that was often accompanied with a smile.  Dion’s new teacher knew about turn-taking and tried this strategy with Dion.  When Dion squeaked, the teacher followed with a squeak.  She then waited.  Dion stopped all sound and movement.  The look on his face told the teacher that he was processing this new interaction.  After about ten seconds, Dion broke into a smile and squeaked even louder than the first time.  What great fun the teacher and Dion had taking turns and conversing in the language Dion could master.

In just one session, Dion learned that he could also ask for “More” by making this same squeak.  Children with batten disease are bright.  Never underestimate their ability to communicate.  The key, however, to successful communication is through the adults in the environment.  Observe, respond, interact, and reinforce.  You, as the teacher, have the power to open the world of communication for your special student with batten disease.

The “Little Room”

Danish teacher-therapist Lilli Nielsen developed the strategy of the “Little Room” for children with visual impairments who were extremely passive (Dunnett, 1997).  A “Little Room” is a plexiglass enclosure consisting of a top and three sides.  The plexiglass has holes throughout for ventilation and to allow for objects to be attached.  A variety of objects are hung on the sides and from the top, attached with elastic.  Objects used may include a brush, beads, cup, ball, plastic keys, bell, spoon, hair curler, spring, hair pick, soap drainer, mesh bag full of marbles, toys, sound makers, etc.  A variety of textures may also be attached to the sides or top (i.e. mylar, waxed paper, bubble-wrap, metallic tissue paper, etc.).  Do not move the position of the objects/textures.

Place the “Little Room” over the child in the position most favored.  Allow the hanging objects/textures to hang close to the child’s face and hands.  Allow the child to spend time inside the “Little Room.”  Eventually, the child will make a voluntary or involuntary movement and bump one of the objects or textures.  As time progresses, the child will voluntarily or involuntarily continue to make contact with the objects/textures in the “Little Room.”  The movements that interact with the objects/textures result in the child realizing that there is something “out there” (Dunnett, 1997).  The goal is for the accidental movement to lead to conscious exploring of the environment.  By keeping all items in the same position the child becomes confident in reaching out and knowing what to expect.

Implement the “Little Room” in an area as quiet as possible so as not to distract the child.  Also, do not interrupt the child’s independent exploration by verbally reinforcing or prompting to repeat an interaction.  The child needs quiet concentration while in the “Little Room.”  Likewise, the teacher should engage in quiet observation of the child to understand the level of cognitive interaction exhibited.

Hopefully, use of the “Little Room” will encourage the child with batten disease to continue to interact with the environment for as long as possible.  The child no longer able to physically interact may enjoy the “Little Room” with visual stimulation attached to the sides and top.

Resonance board

Resonance boards are hollow platforms that allow the user to perceive sounds through vibrations.  This intervention strategy was originally developed by Lilli Nielsen for use with children with visual impairments and blindness (Brown).  

You will need a square piece of plywood at least 1/8 inch thick to construct a resonance board.  A heavier child may need thicker plywood.  Four feet square is a good size but can be adjusted according to the size of the child.  

Next, attach four strips of 1” X 1” wood to the underside rim of the plywood.  Finishing the plywood is important as you want a very smooth surface for the child to lie on.  Use sandpaper and then glasspaper for this process.  Once the plywood is very smooth, apply two coats of furniture wax with a polishing cloth.  The work to smooth the resonance board is worth the reaction you’ll get from the child.

If the child is extremely sensitive, try laying a towel on the resonance board before placing the child on it.  This will muffle the sensation a bit.  Another strategy is to lay the child on carpet next to the resonance board with only his or her feet resting on top of the board.  Any movement the child makes on the surface of the resonance board will result in amplified sound and matching vibration.  Therefore, even a small movement will cause an effect.  

Experiment with using a variety of objects on the resonance board.  Begin by providing the interaction necessary to provide the child with the level of stimulation that is tolerated.  This may be dragging a dog chain across the surface, tapping different locations on the board with various items, or activating a vibrating or wind-up toy on the board.  Watch the child’s reactions to each.

Try placing the “Little Room” over the child while he or she is lying on the resonance board.  This combination of strategies enhances any movement the child makes and provides feedback and reinforcement for moving.  Also, encourage turn-taking with the child while on the resonance board.

Interestingly, a distractible, active child often will remain on the resonance board to receive the feedback available there.  On the reverse, a very passive child is likely to become more active due to the ease in which he or she is able to produce sound and vibration.  Also, a vocal child may become silent in order to listen, but a silent child may vocalize for the resultant sounds and 
vibration.  In short, “children who do not normally interact with other people in positive ways may attend, wait, look, touch” (Brown, p. 4) during turn-taking activities while on the resonance board.

 Calendar boxes
The calendaring process is the same for children with Infantile and Late Infantile but at a much simpler level.  For instance, you can still place an object that corresponds with an activity in their hand each time.  You might even try different bracelets and/or necklaces that they can wear if holding objects is a problem.  Another strategy is to have the child wear a bib with Velcro attached to allow an object to stay with the child throughout the activity.

The main difference is the extent of experiences that the little ones have had.  However, there will still be activities that they respond to and enjoy – going in the car, visiting grandma, listening to music, rocking with mom, going for a walk with dad, etc.  Daily care activities should also have an object such as a diaper for changing time, a bath mitt for bath time, a syringe for tube feeding, etc.  Lotion is a fun object to represent getting dressed.  Help the child rub the lotion in using his or her hand, even if the activity is totally hand-over-hand.  In this way, the child gets input where the lotion is rubbed as well as on the palm of the hand that is rubbing.  Help the child touch and/or hold the object each time the activity happens.  Bring both hands to midline and have the child feel the object with both hands as often as possible.  Talk about the object and what is about to happen.  You may want to use simpler language but never baby talk.  Remember, these children are in there but locked in a body that prevents full interaction.

Calendar boxes provide the forum for adult interaction that will support the child emotionally (Blaha and Moss, 1997).  Enjoy this time with your special student.  

Augmentative devices

Any augmentative device will work if it can be accessed with a light touch.  Also, the device needs Velcro attached.  Therefore, you may consider a device that is fairly reasonably priced.  An example is the Cheap Talk.  It is also very easy and fast to program.  The four-location device that is horizontally placed works well as it fits on a wheelchair tray and all locations are within close proximity to the child.  Attach the object to the corresponding message on the device with Velcro.  You may need to help the child access the device using a hand-over-hand technique.  Nevertheless, the child will be participating in a meaningful way. 

There are also a number of reasonably priced pressure switches that work well to engage the children in activities.  For instance, attach a radio, tape player, or any battery operated toy to the one-location pressure switch.  Finally, place the switch under the child’s hand, arm, foot, etc. to allow the child to keep pressure on the switch.  In this way, the child is an active rather than passive participant in the activity.  

Experience book

The Experience Book works the same way for all children with Batten Disease.  However, you will have to provide the book to the children with Infantile and Late Infantile Batten Disease.  The Experience Book is motivational for the child because it is about him or her.  Remember to make the book in a fashion that relates the child’s experiences (Monaco and Mamer, 1993).  Like the calendar box, help the child touch the tactile representations with both hands as much as possible.  Ask questions about the story and watch for a yes/no response to engage the child in the activity. 
Make time count!

You, as the teacher of a student with Batten Disease, can enhance the quality of life for your student now and in the future.  What you do today can make a difference for the rest of your student's life.  With knowledge of the disease and the importance of the instruction you provide, you can make time with your unique and special student count.  The journey is just beginning for you.  Make it a rewarding one for your student, for his or her family, and for yourself.  The lessons you learn from your student with Batten Disease will enable you to become a better teacher to all students that you encounter in your teaching career.  Good luck and God bless.  Make it count! 
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