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COLLEGE BOUND CONSIDERATIONS 
FOR STUDENTS WITH STICKLER SYNDROME
There is much to consider for anyone planning on attending college, but more issues to think about when you have a diagnosis of Stickler syndrome.  The following is meant to be a basic guide to help both parents and students as they navigate their way from high school to college.  Most of the issues addressed are pertinent only to students who will live away from home, but some of the discussion is pertinent to all students in post-secondary schools or programs. 
Just as Stickler symptoms vary widely from one individual to the next, so do the issues that you will face as you consider college attendance.  Likewise, for some it is preferable to be “public” about their diagnosis and disability, where others might decide to not communicate their health status to others or avail themselves of special services.  There is no right or wrong approach – just what makes you comfortable and meets your needs.  That said, many of the accommodations noted below would only be available to students who have made their condition known to the school, usually through the Disability Office.  

In high school you may have had an IEP or 504 plan to address special accommodations.  Section 504 of the Rehabilitation Act of 1973 states that post-secondary schools that receive federal funds may not discriminate in recruitment, admission, academic programs, research, occupational training, housing, health insurance, counseling, financial aid, physical education, athletics, recreation or transportation.  The act also states that the schools must provide students with disabilities with the needed auxiliary aids, such as note-takers, keyboards with large keys, specialized gym equipment, etc.  It is the student’s responsibility to ask for these aids, but students cannot be forced to pay for them.

Every student with an IEP is required to have transition services included in their plan by the age of 16 (younger in some states).  This is called an Individualized Transition Plan or ITP.  You may request one even if you do not have an IEP.  These plans assist in the movement from school to postsecondary education, vocational training, employment, adult services or community participation.  Your transition plan should outline your overall goals for your future career and your living arrangements.  It should outline the support services you will need in the following areas:  education/training, work or vocational skills, daily living skills and making use of community resources such as transportation, medical services and public facilities.  Other resources for transitional planning are your school guidance counselor or a medical social worker.
When selecting a college, a student with Stickler syndrome will want to consider the same things as any other student – the programs of study offered, the distance from home, the feel of the place and the cost.  Then, in addition to those things, a student with special issues may need to take other factors into account.  Do you tire easily?  Do you have difficulty getting around?  Do you have sight or hearing issues that will require special provisions?  If so, you may want to contact the Office of Disabled Student Services (or similar office) at your prospective college.  They can help you with academic issues, physical/accessibility issues, career support and provide information about community resources.  

There are two schools of thought about how to address your disability during the application phase.  One is to not provide any information about your condition.  The other is to let the school know about your disability – but also to stress your abilities.  Consider these options as your complete your application and your essay.  

Likewise, once you begin attending school you can be as open about your disability as you prefer.  Your disability information is covered by FERPA (Family Educational Rights and Privacy Act of 1974), the student’s right to privacy act.  Written permission is required to have issues such as student conduct, grades and such discussed with others, even with your parents.  Disclosure of any information to your teachers or other staff is only done if you give your permission.   Granting permission to share FERPA-related information with others does not extend to health or medical information.  If you choose to allow your parents access to medical information from your college health center, you will need to sign a separate waiver form. 
Be sure to visit the campus of any school(s) that you are considering.  Make sure that it is as accessible as you need it to be.  Think about how your condition impacts your day-to-day life and try to determine how you would succeed on the campus or what special needs you might have if you attended school at that location.  Be honest with yourself about your limits.  Be prepared to be your own advocate.  Get comfortable asking questions.  

PLEASE GO TO:  “CONSIDERATIONS WHEN SELECTING A COLLEGE”
