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STICKLER SYNDROME:  CONSIDERATIONS 

IN A SCHOOL SETTING
Stickler syndrome is a connective tissue disorder with widely variable expression. The range of symptoms includes ocular findings, hearing impairment, midface underdevelopment, and skeletal findings. Due to the variable nature of Stickler syndrome, accommodations and considerations should be planned thoughtfully for each individual based on his or her unique needs. In other words, there is no “magic formula” of accommodations that can be prescribed for students with Stickler syndrome. A parent’s greatest role in the educational process of his or her child with Stickler syndrome therefore, is one of advocate. The following is written to assist those affected by Stickler syndrome, both students and their parents, as they navigate the Public School System. It includes a compilation of information from several sources including sample plans and accommodations actually used by students with Stickler syndrome in their school settings. The focus of this information is primarily for pre-kindergarten through 12th grade students, but the basic information about types of accommodations may be useful for all grades and ages of students. 

In addition to the information in these documents, a wonderful wealth of information on nearly every potential issue a student with a disability may face is the website Wrightslaw: www.wrightslaw.com.
Special Education Law and Stickler Syndrome


The type of accommodations in school that your child will require, if any, depends on your child’s involvement with Stickler syndrome. However, if your child has been diagnosed with Stickler syndrome by a health care professional, he or she is entitled to a Free and Appropriate Education (FAPE) and will qualify for services under the Federal Individuals with Disabilities Education Act (IDEA) and/or the Americans with Disabilities Act (ADA). The IDEA is a law that governs how states and public agencies provide early intervention, special education, and other services to children with disabilities. It addresses the educational needs of children with disabilities from ages 0-21. The ADA ensures that children have equal access to education, and allows for accommodations and modifications to remove barriers or provide equal access for students with disabilities. Because your child has Stickler syndrome, he or she will most likely benefit from either a 504 plan (associated with the ADA law) or an IEP (Individualized Education Plan – associated with the IDEA law).

What are the differences between a 504 plan and an IEP?

The ADA (504 plan) is a civil rights law, Section 504 of the Rehabilitation Act of 1973, that ensures students equal access to education regardless of his or her disability. For a student to be eligible for a 504 plan, he/she must have a physical or mental impairment that substantially limits one or more major life activities.  It must be due to the disability that the student is unable to gain equal access and benefit from school programs and services.  IDEA (IEP plan) governs access to special education and related services and establishes safeguards and responsibilities for disabled students under the law. IDEA ensures that a child with a disability is given an IEP that is designed to meet the child’s individual needs.


The easiest way to understand whether your child needs an IEP or 504 is to answer the following:  Does Stickler syndrome adversely affect your child’s educational performance?  If so, your child is eligible for special education services under IDEA.  If Stickler syndrome does not adversely affect your child’s educational performance to the extent that special education services are needed, then your child will probably not be eligible for an IEP under IDEA but will usually be entitled to protections under Section 504. 
Is a 504 or IEP More Appropriate for My Child?

The most appropriate plan for your child depends on their involvement with Stickler syndrome. The 504 would provide a plan for some basic needs that a child with Stickler syndrome might have, for example, how to address safety and comfort issues in physical education and the traditional classroom. A child with Stickler syndrome who has more complex needs, because he or she, for example, has been affected by hearing loss and now needs speech services or has complex enough joint issues to warrant occupational therapy and accommodations to instruction in the classroom, will qualify for an IEP.  The IEP would more specifically spell out the related services of speech therapy and/or occupational therapy, and would detail accommodations needed to instruction in the general education or possibly a special education classroom. 

Because of the progressive and variable nature of Stickler syndrome, your child’s needs may change over time.  For example, your child may initially need a 504, but eventually qualify for an IEP or vice versa.  For additional information on the differences between 504’s and IEP’s, you may want to visit: http://www.ldonline.org/article/Understanding_the_Differences_Between_IDEA_and_Section_504
Some important differences to note between the two laws:

· Parents have quite a few rights under IDEA, and built in safeguards. It is a requirement for parents to give permission for evaluation and implementation of an IEP, and each parent has a mandatory place on the IEP team. Under Section 504, parents have more limited rights. The school does not have to invite the parent to a 504 meeting; however, they must notify the parent that a plan was developed and should provide the parent with a copy of the plan. 
· IDEA has protective safeguards for the parent and child, such as reviewing records, the right to an impartial hearing, and prior written notice before any change of placement and the right to an independent education evaluation at public expense. Section 504 does not include any of these protections.
· With an IEP, the child’s special education case manager and school staff have very detailed responsibilities under IDEA.  On the other hand, there are fewer of these requirements with a 504 plan, so more of the onus to monitor the plan and the process fall to the parent.  For example, the parent may need to initiate an annual meeting with school staff to update his/her child’s 504.

Individualized Education Program (IEP) AND 504 Plans
What is the IEP? 

 Every child who receives special education must have an IEP. This is a legally binding document that explains exactly what special education services your child will receive. The IEP will include your child's classification, placement, special services such as a one-on-one aide, therapies, academic and/or behavioral goals, your child’s percentage of time in the regular education classroom, and progress reports from your child’s teachers and therapists. The IEP is planned at an IEP meeting, and you as parents and your child have the right to participate in the development of the IEP. 

The individualized part of IEP means that the plan has to be written specifically to meet your child's special needs. Goals, modifications, accommodations, personnel, and the educational placement of your child all should be selected and maintained with the particular needs of your child in mind. If your school has never had a child with Stickler syndrome (which is highly probable), and a previously never-offered service is appropriate to your child’s needs, then the school needs to begin providing that service for your child.
What is a 504 plan?  

Section 504 is a part of the Rehabilitation Act of 1973 that prohibits 

discrimination based upon disability. Section 504 is an anti-discrimination, civil rights statute that requires the needs of students with disabilities to be met as adequately as the needs of the non-disabled are met. A 504 plan is meant to “level the playing field” for students who have special needs. A student's disability and corresponding need for reasonable accommodation are identified and documented in the plan.  Likewise, the plan delineates the specific accommodations for the student, which will be implemented by the school.  Be sure to get all accommodations discussed at the meeting in writing as part of the plan so you can be sure they will be implemented in the future.                                                                                                                                                                                    

What happens at 504/IEP meeting?

504 Meetings:  A 504 meeting should be scheduled annually by the school’s 504 coordinator who will lead the meeting. Meeting attendees may include a counselor, the child’s teacher, the school nurse, a member of the school administrative team, the parent and possibly the child.  The members of the “504 team” for your child will depend on staffing at your child’s school, but be sure to request the presence of whomever you think would be helpful.  Also, you may want to request that the meeting be held prior to the end of the school year to develop the plan for the following fall. 
A 504 meeting will review plans for accommodation in the regular education context.  You and your child’s teacher(s) and any other professionals involved with the planning of your child’s needs in school will meet and outline a plan of accommodations so that your child has equal access to educational services provided at school. The 504 will focus on removing any barriers your child might face to accessing instruction or facilities at the school. 
IEP meetings: Typical team members for the annual IEP meeting would include the special education case manager, who would lead the meeting, the child’s teacher(s), any therapists involved in providing services to the student, the school nurse and sometimes member of administration.  As with a 504 plan, this may vary depending on staffing at your child’s school.  Also similar to a 504, you may wish to have the meeting held before the end of the school year to prepare for the following school year.
Early in your child's special education experience, IEP meetings will primarily focus on arranging for appropriate testing, assessing your child’s needs, and identifying necessary services and accommodations for your child.  Goals for your child’s progress in school will also be set. As your child moves through the special education system, annual IEP meetings will involve assessments of your child’s progress toward previously determined goals, as well as the planning of the following year's educational program. Your child's teacher and/or therapists will read their reports, and the case manager will propose changes to the program or keeping things as they are. There may be discussion of changing your child’s progress goals, adding or subtracting services, as well as behavior plans and new or other types of goals for your child. 

 
Your child is entitled to a reevaluation of his or her IEP every three years, and you will be invited to a meeting where the purpose is mostly to decide whether or not to do that reevaluation. Generally, it is a good idea to have the evaluation take place especially at times when a change of placement will occur -- such as moving from pre-school to elementary school or going from elementary to middle school or middle to high school.

How to prepare for the IEP/504 meeting

It is helpful if you can go into the meeting knowing what you want. Prior to the meeting, it is advisable to write down a list of your child’s current and foreseeable complications from Stickler syndrome, as well as any other issues you may wish to have addressed. You should bring any doctor’s reports that may be applicable to planning your child’s services, and printing of information from the SIP website describing Stickler syndrome would help as well. Put your solution or suggestions out there, and know that ultimately it is the school’s responsibility to provide services or to offer alternatives. Remember that even if your child is performing at or above average academically, he or she may still qualify for a 504 or IEP plan based on his or her physical issues.  

In addition, it is advisable to go into the 504/IEP knowing which accommodations you or your child may want flexibility with and to ask that language in the 504/IEP reflect this. As students with Stickler syndrome age and progress, it is likely that your child can judge for him or herself which accommodations need to be used and when these accommodations are needed. Modifications in the 504/IEP should note the flexibility and discretion that can be taken by the child according to the child’s own understanding of his or her condition. For example, if your child needs access to an elevator only when joint pain presents itself, the language of the 504/IEP should note that the elevator will be used on an as needed basis according to the child or parent discretion.  (On the other hand, many parents of a Stickler child have found that based on a desire to be more like their peers, their child will not avail him/herself of the plan accommodations when they should.  It may be helpful to address this issue in the annual meeting and discuss it with your child as well.)
To further prepare for the 504/IEP meeting, it may help to do reading about your rights and successful strategies. One excellent website for this is Wrightslaw, a site that provides a wealth of information about special education rights and advocacy. Another source of inspiration is an essay called “Play Hearts, Not Poker,” (also available on the Wrightslaw website) which outlines collaborative, practical ideas that parents can use to help their child’s 504/IEP meeting be successful.
It may be helpful to bring: 

· If you have a folder or notebook of specialist reports, medical information, or any other material about your child that will be helpful in determining an appropriate program for him or her, bring it along.
· If there are articles you feel offer important information on the educational needs of children with your child’s diagnosis or background, bring a copy for every member of the team. Again, the SIP website has a number of very useful articles and resources that can assist you with providing information for the 504/IEP team.

· Bring a pad of paper and pen to take notes.

· If applicable, bring a copy of your child’s last 504/IEP plan.

· If there are classroom papers or report cards that you are concerned about, bring those along as well.

· It has also been suggested that you bring a photograph of your child to put on the table during your discussion, to help everybody keep in mind that they are discussing a person and not a collection of statistics. 

· You may also want to bring the list of “Questions to Ask When Planning Your Child’s Educational Placement and Services” to refer to during the meeting (found later in this document), as well as the list of suggested modifications for students with Stickler syndrome (also found later in this document).
· A letter from your child’s physician outlining medical issues and detailing accommodation recommendations can be very helpful

Further Information on Individual Education Plans (IEP’s)

What must the IEP contain? 

1. Your child’s present level of educational performance:

Statements are made about what your child can and cannot do. Based on the assessment information, these may include academic, social, language, psychomotor, self-help, physical needs, etc…. The statements should not just report test scores, but should include your input as well.

2. Your child’s annual short and long term goals:
Goals are the broad description or desired outcome for the year and are based upon the identified strengths and needs of your child. 

Short-term objectives/benchmarks are the specific skills or behaviors your child will be expected to master in order to achieve long term goals. 

3. Special Education program and related services: 

Specific services are provided to meet your child’s learning needs. These services include special instruction in resource specialist programs, special day classes, or instruction in general education classes. Transportation, speech therapy, occupational therapy, physical therapy, counseling, specially designed Physical Education classes, or any service found to be necessary for your child to benefit from special education may also be provided. These services called “Designated Instructional Services” or “Related Services.” The IEP should include the date services should start, how frequently the service should be provided, the duration of each session and the location of the services.  

4. Placement:

The final determination of an IEP team is the Instructional Placement for the student, meaning the type of special education services your student needs. By law, placement in the Least Restrictive Environment (LRE) for your child is required. 

The LRE is that placement which best meets your child’s needs and provides for your child a minimal loss of contact with his or her general education programs. Assignment to special classes, special schooling, or other removal of your child from his or her general education environment shall occur only when the nature of your child’s complications with Stickler syndrome is such that education in general classes with the use of supplementary aids and services cannot be achieved satisfactorily. Placement is to be in the most appropriate setting in which instruction is provided. Students with disabilities must be served within the general education classes (often referred to as educational mainstream classes) to the maximum extent possible. 

Goals

Whether academic, social or behavioral, for speech, occupational or physical therapy, all goals set for your child should be clear, specific, and measurable. Just saying there will be improvement in an area is not enough -- how much improvement? Generally, there should be a percentage listed as criteria for mastery.

Modifications and Accommodations

Everything your child needs should be listed in this document, e.g.-- one-on-one aide, instruction from a vision impairment teacher, alternate assignments, assistive technology, adaptive P.E., extra time for tests, reduced homework, bus transportation, etc…. If it's in the IEP, the school is obligated to provide it. If an accommodation or idea is simply “mentioned” at the IEP meeting, but is not put in writing in the IEP, you may have difficulty getting the accommodation enforced at a later time. Further information on modifications and adaptations that may be helpful specifically for Stickler syndrome is also included later in this document. 

Therapies and Related Services

The details of any speech, physical, occupational, or any other type of therapy your child receives should be explained, not only with clear and measurable goals but with a detailed description of how many sessions a week will be given and whether these will take place individually, in a group, or in the classroom. Additionally, any related services should be specifically mentioned and details given.

Inclusion

The percentage of your child's day that will be spent in regular education and the percentage in special education should be clearly indicated. If this doesn't correspond with your understanding of how your child's services and education will be provided, request explanation and adjustment as needed.

Background Materials

Again, it is advisable to bring background information on Stickler syndrome with you to the IEP. It is very likely that the school has little or no experience with the syndrome, meaning that as an advocate for your child, it will likely be up to you to inform the school about your child’s syndrome. There should be a section devoted to your child's background, and if the information isn't there, there should be a section for parents' comments where it can be added.

Questions to Ask When Planning 

Your Child’s Educational Placement and Services
It may be helpful to bring with you the following list of questions to refer to during the IEP/504 meeting. Depending on the extent of your child’s complications due to Stickler syndrome, these are questions you should know the answer to before the plan is put into effect.
1. Where will my child be throughout the day including recess and special services? Is all of that area physically accessible to my child?

2. Has the teacher who will implement the IEP/504 ever worked with a child with Stickler syndrome or another connective tissue disorder? If not, who will educate the teacher about students with special needs in general and mine in particular?

3. Will an aide be available to increase individual attention? (if needed).

4. Does the proposed program for placement actually exist? (i.e. deaf/blind services, etc...) Can the program be implemented now or will additional staff need to be hired? Will out of school district resources be needed to service my child? (Such as a community agency providing physical therapy).

5. How many students will be in my child’s class at any one time?

6. Is the academic program being offered comparable with the school’s regular academic program? What makes it different?

7. How will instruction be planned and designed to meet my child’s unique needs?

8. For IEP’s, what related services (such as speech therapy) will be offered? Describe their frequency and duration and whether they will be offered in a group or individually. (If offered in a group setting, is that preferable to an individual setting and why?)

9. Will provisions be made for class time material that is missed while my child is receiving a related service? Can those services be provided at times so that class time will not be missed?

10. What existing program opportunities were considered but not chosen for my child and why?

11. Is a part of the program to be carried out in my home? Is there a provision for consistency between the school and my home? What are my responsibilities in carrying this out?

12. How will teacher and therapist absences be handled?

13. Do summer services need to be planned?

14. Is the school expecting us (the parents) to perform certain services in order to reach planned goals?

15. When and how often can I expect to receive a report of my child’s progress? What form will that report take?

16.  How does the plan address the flexibility my child might need based on the variable nature of his/her symptoms?
General/Frequently Used 504/IEP Modifications and Accommodations 

for Students with Stickler Syndrome 

*Provided by parents of children with Stickler syndrome, based on their experiences with the Public School System
 Elementary School/Applicable to all levels of education:

· limit/modify PE – be sure to add in use +of sports goggles to protect eyes

· modify desk/chair use as needed

· allow stretch/movement breaks 

· modify field trips as needed, incl. need for modifications to transportation
· allow to sit in chair for assemblies rather than on floor - or sit in 1st row

· recess modifications if needed

· large print books/materials as needed

· assistive devices/communication devices as needed

· use of special grip pencils

· use of computer instead of writing/copying as needed

· one on one assistance with classroom aide as needed

· extended work time on assignments

· preferential seating in classroom due to vision/hearing/mobility concerns

· student in full view of teacher so that he/she can see teacher speak
· special arrangements for transportation to/from school
 

Middle School/High School:

· P.E. modify or permission to take other electives - like choir or band instead (make sure the school district signs off on this as it is frequently a graduation requirement).

· have locker at the end of the row - much easier to access

· allow rolling backpack and permission to take backpack in to classrooms
· school provides extra set of books at home, restrict weight of backpack 
· use of e-texts to eliminate need for carrying of textbooks

· use of locker on each floor if school has multiple floors

· class schedule arranged so that limited walking long distances and stairs

· parking preference if transporting self to school

· use of elevator (as needed)
· special arrangements for transportation to/from school
College:

· register with the Disability Office

· preferred enrollment - class times and locations taken in to account (may not want very early classes if in area that gets snow/ice in winter - want to have time for crews to clear sidewalks)

· parking preference

· bus accommodations

· campus and dorm layout should be considered 
· first floor dorm room, and consider request for “No Vacate” during fire drills
· modify PE (may be made to mimic physical therapy sessions)

Specific Modifications for Combined 
Hearing Loss/Vision Loss 

Assistive Listening Devices (ALDs)/ FM Systems—a small microphone device worn by the instructor that increases the volume and clarity of the class lecture for your child who wears the device. An auxiliary device may also be used in a small group situation, in order to enhance the understanding of several voices.
Interpreters—relay information to and from your child and other people in the classroom. The type of interpreting needed will depend upon your student’s residual hearing and vision. Interpreting may be done orally, visually (use of American Sign Language or other sign system, with modifications including restricted use of signing space or increased/decreased distance between student and interpreter) or tactually (hand over hand).

Notetakers—provide a written, Brailled, or taped secondary source of information during a class lecture. 

Tutors—may also require an interpreter when accessing tutorial services.

Readers—for students who have usable hearing and limited vision, this support service provider reads textbooks and other course materials.

Reading Machines—will enlarge the print size and change the polarity to decrease vision strain and problems with glare by displaying white text on a dark screen. 

List of Modifications and Accommodations for Assessment/Instruction

*Accommodations when problematic symptoms are present, such as vision, hearing, or fatigue
Presentation Accommodations

*Ways the materials may be “presented” to students in need of accommodations

· Test/deliver instruction in uncontracted Braille, by special request

· Test/Instruct using text in contracted Braille

· Test/Instruct using FM system

· Test/Instruct using text in regular print with magnification device

· Oral reading of test/instructional directions or other allowable portions of the test/lesson

· Test in audio format with Braille or large print text and graphics (to be used with or without magnification devices)

· Test in audio format with regular print text and graphics (to be used with or without magnification devices)

· Test on computer with:

· refreshable Braille display

· screen enlargement software

· large monitor

· screen magnifier in front of regular monitor

· speech output

· complete copy of Braille/tactile graphics test

· complete copy of large print test

· complete copy of regular print test, as allowed by the state

· Subtests given in different order if necessary

· Signing of appropriate parts of the test for deaf-blind students

Response Accommodations

*Ways students can respond to tests or to instructional objectives when in need of accommodations

· Present answers orally to a test proctor

· Tape record answers

· Write answers in test booklet

· Write answers on separate paper

· Use word processors, braillewriters or notetakers to write responses

Setting Accommodations 

*Accommodations for the space/setting in which instruction or testing will take place

· Individual administration of testing instead of whole class administration

· Small group administration

· Ample table space for testing materials and writing tools

· Special lighting

· Adaptive or special furniture

· Distraction-free space in a separate room

Scheduling Accommodations During Test Administrations/Instruction Accommodations for Recognizable Signs of Fatigue

· Extended time for test/assignment completion

· Several brief testing/instruction sessions

· Testing/Instruction at a different time of the day

· Additional break options

· Testing/Instruction over a longer period of time (within the testing/instructional window)

Special Tools Accommodations for Testing and Instruction
· 3-D objects

· Abacus

· Talking calculator

· Large print calculator

· Braille ruler or protractor

· Large print ruler or protractor

· Graphing tools and paper

· Bold-lined paper

· Line markers and place holding templates

· Magnification devices

· Tape recorder for audiotaped version of test, including headphones

· Computer with speech output and/or refreshable Braille display, braillewriter and paper, or notetaker for recording responses
· Large grip pencils/writing utensils for students with hand grip difficulty
Possible Language for Modifications and Accommodations 
to use in an IEP/504 Plan

There is not a formula for addressing the needs of a student with Stickler syndrome because Stickler syndrome is a highly variable disorder. People with Stickler syndrome will most often have differing levels of hearing and vision loss or impairment and joint involvement, and some may have little to no complications. The first step to understanding the modifications needed for a student with Stickler syndrome is to talk with the parents and student (if applicable) about how the student is affected by the syndrome to help determine what modifications are necessary.  Possible language to include in the IEP/504 plan would be:
· Teacher should gain (CHILD)‘s attention prior to giving directions and/or instructions, make sure (CHILD) is looking before beginning to speak, and then check for understanding.

· (CHILD) should be given preferential seating directly in front of the speaker’s face or centered to the activity.

· (CHILD) needs reminders to get supportive devices and equipment such as his/her sports goggles, FM system and monocular.

· FM should be used in large and small group instruction.  Fellow students can use the FM transmitter for presentations and small group work.

· Use slant board as needed, especially when copying from the board as (CHILD) is challenged to change planes (e.g., from vertical to horizontal).

· Use raised paper during writing tasks such as journal writing and handwriting.

· Sensory strategies are used within the classroom to improve focus and learning.
· Examples

· Gum chewing

· Movement breaks

· Modifications to seating to improve proprioceptive and vestibular systems such as a rubber band on the bottom of his/her chair or a cushion on his/her chair.

· There is a very high risk for a detached retina.  Be sure (CHILD) wears goggles for any outdoor play & PE activities and avoids risky activities which could result in a blow to (CHILD)’s head (wrestling, etc.).

· (CHILD) may not hear or see peers and both may need assistance with communication strategies.

· (CHILD) has a peripheral field distortion/narrow field of focus. 

· (CHILD)  may bump into people or things and may need assistance with peer interactions as a result. 

· (CHILD) reads lips so it is important that he/she be in full view of the speaker’s face be it teacher, classmate or presenter.

· (CHILD) tends to tire in the afternoon so he/she may require more time to complete his/her work. 
· (CHILD)’s joints may become stiff as a result of prolonged sitting or standing. (CHILD) should be given opportunities to move during classroom instruction that includes lengthy sedentary/standing periods. 
· (TEACHER) can call on (CHILD) to do a task to encourage moving around and avoid prolonged sitting/standing, thus avoiding stiffness.
·  (CHILD) can use large grip pencil as needed on assignments (due to issues with hand grip strength).
· (CHILD) will be provided fill-in-the-blank style notes when lengthy note taking sessions are required or can share or have a classmate take notes for him/her to help avoid joint stiffness. 
· Allow (CHILD) to transfer from class to class 5 minutes before the bell rings to allow him or her to get to his or her next class on time and avoid crowded hallways.

· (CHILD) will be allowed use of elevator when having a flare of symptoms.

· To the extent possible, (CHILD)’s classes will be scheduled geographically close together to avoid excessive walking from one area of the building to the other.
· (CHILD) will be given extended time to complete writing detailed writing assignments. (CHILD) will be granted breaks from lengthy writing tasks as needed.

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 you as a parent may hope for. The best way to plan for absences is to work with your child’s teacher(s). If possible, create a plan with the teacher for what work you can do with your child when he or she is absent, especially for an extended absence. You should be able to pick up your child’s missed work from the teacher as well. Ultimately, your child is entitled to be given instruction to help him/her make up any classroom instruction missed due to health related issues without penalty. You may want to have language in the 504/IEP reflect the need for this accommodation, such as the following:

(CHILD) shall not be penalized for absences required for medical appointments and/or for illness. The parent will provide documentation from the treating health care professional if otherwise required by school policy.


Another resource that may be helpful is from the American Diabetes Association.  It is written for students who have diabetes, but the language about how absences will be handled may help you understand how the language for accommodations can be worded and what accommodations may be included to account for absences. For the sample plan, visit: 

http://www.diabetes.org/living-with-diabetes/parents-and-kids/diabetes-care-at-school/written-care-plans/section-504-plan.html
Home/Hospital Instruction

There may be a time when your child will need home or hospital instruction due to complications with Stickler syndrome. The intent of home or hospital instruction is to provide a student receiving a publicly funded education with the opportunity to make educational progress even when a physician determines that the student is physically unable to attend school. While it is not possible to replicate the complete school experience through home/hospital instruction, your child’s school district will provide the instruction necessary to enable your child to keep up in his/her courses of study and minimize the educational loss that might occur during the period the your child is confined at home or in a hospital. If your child is in need of home/hospital instruction, you should contact the school district to inquire about the services. Generally, your child must be absent for a somewhat extended period of time (for example, 15 school days) due to medical reasons as indicated by a doctor to be eligible for these services. 
Emergency Care Plans


You may want to also include an Emergency Care Plan as part of your child’s 504/IEP plan. This would be used in 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 your child’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)____-__________
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