Planning for Absences

Absences from school are often unavoidable for students with Stickler syndrome. Issues with fatigue, regular doctor’s appointments, health emergencies and ongoing health issues can prevent children with Stickler syndrome from being able to attend school with as much regularity as students who do not face chronic health conditions. For this reason, it is helpful for the teacher to develop a plan at the start of the school year with parents to outline what the family can do to work with their child when he or she is absent, especially for an extended absence. The plan should include the best way for the parent to access or pick up and drop off their child’s missed work from the teacher as well. If assignments can be e-mailed, lessons video or tape recorded, online lesson support is available, or a set of textbooks can be checked out for home, this may be helpful for the student. Depending on the age and situation of the student, it may also be helpful to find a classmate who will serve as a “buddy” to the student. The “buddy” can collect missed work, take notes, and review key concepts with the absent student upon his or her return to school. Furthermore, it may be necessary for the student to be absent for an extended period of time (for example if he or she has a surgery), and the student may need the school district to provide home/hospital instruction as well. Assistance from the classroom teacher in planning for and structuring lessons and learning during extended absence periods would be beneficial for the student as well. 
Emergency Care Plans


An Emergency Care Plan can be included as part of a student’s 504 or IEP plan, or can exist as a stand alone document. For students with Stickler syndrome, it is advisable to have an emergency plan for cases of medical urgency that could happen while your child is at school (such as a suspected retinal detachment), and can also include information of importance about the student’s medical needs. The Emergency Plan should provide clear directions for actions to be taken in the event of an emergency.  The Emergency Plan should include emergency contact information and specific actions to take in a defined circumstance. The following is an example of an emergency plan for a student with Stickler syndrome:  

(CHILD) has been diagnosed with a connective tissue disorder called Stickler syndrome. The following outlines how the disorder affects (CHILD) and actions to be taken if (CHILD) requires immediate/emergency medical attention due to complications with Stickler syndrome. 
1. EYES: (CHILD) is “partially sighted” or severely nearsighted. Left eye acuity is ___________without glasses; ________with glasses. Right eye acuity is ______without glasses, ________with glasses. (CHILD)  is considered legally blind without his/her glasses and “low vision” with them.

(CHILD) also has a peripheral field distortion because (1) glasses do not correct peripheral vision, and (2) the thickness of lenses causes a ringing effect that also causes distortion. (CHILD)’s clearest vision is straight ahead. (CHILD) will sometimes bump into people and things.

(CHILD) has/has not been cleared by his/her Primary Care Physician to play contact sports (excepting wrestling, boxing and martial arts) as long as (CHILD) wears protective sports goggles. However, any trauma or stress to his/her head can induce a retinal detachment. This includes any physical activity where there would be a risk of his/her being hit in the head or knocked down. It is imperative that any changes in vision be noticed and dealt with immediately. Should (CHILD) complain of seeing flashing lights, spots, flies, bees, a “curtain,” not being able to see, or if it is noticed that he/she looks sideways at things, it is very important to contact either of his parents in order to get him to his retinologist, Dr. __________ @ (phone #), as quickly as possible. Time is of the essence – the longer the tear or detachment is left, the greater the risk of (CHILD) losing his/her sight permanently. Two hours make a big difference.

2. (CHILD) has a moderate/severe hearing loss in his/her left/right ear. (CHILD) wears a hearing aid on his/her left/right ear, and an FM system is available to use in classroom. Hearing aids do not fully compensate for hearing loss; they also amplify every sound around (CHILD). As a result of this and his/her visual limitations, it is sometimes difficult for him/her to be aware of someone talking to (CHILD), or to understand clearly what has been said. If (CHILD) is not wearing his/her hearing aid, you may need to speak loudly to gain attention, maybe even use large hand/arm gestures if you are more than ten feet or so away from (CHILD).
3. (CHILD) has hypermobile joints and low muscle tone. (CHILD)’s joints are at risk for dislocation. Because of this, (CHILD) fatigues easily since body, eyes and ears have to work harder to do what most kids can do easily.  Should (CHILD) fall or otherwise have cause to result in a possible bone/joint problem (identified by complaint of acute pain, for example), it is important to contact either of his parents in order to get him/her to his/her physician for an examination.

The following is a list of contact information for (CHILD’s) medical specialists in event of an emergency: 

1. Retinal surgeon: Dr. ___________ (area code) ____-________  

2. Audiologist: Dr. ___________ (area code) ____-________  

3. Rheumatologist: Dr. ___________ (area code) ____-________  

4. Orthopedic surgeon:  Dr. _____________ (area code) ____-_______

5. Pediatrician:  Dr._____________(area code)____-__________
