August 29, 2004

Dear _________,

Thank you, again, for taking the time to speak with me regarding Abby’s special needs.  What follows is a summary of our conversation along with more information on Juvenile Dermatomyositis (JDM).  

Abby’s school file should have information from prior years on JDM as well as instructions from her pediatric rheumatologist at the time, Dr. B.  If this information is not in her file, please let me know and I can provide it for you.

As we discussed, Abby is currently battling a disease called Juvenile Dermatomyositis.  She was diagnosed at 2.5 years of age.  JDM is a rare autoimmune disease which attacks children of all ages, causing them to suffer from weakened and painful muscles, skin rash that worsens with sun exposure, severe fatigue, digestive problems and a variety of other debilitating symptoms. Some children may experience a remission, while others will battle JDM their entire life.  

In Abby’s case, her muscles are in great shape and her skin rash, for the first time since diagnosis, has been under control for a year.  Abby is doing well now thanks to a host of medications that regulate the disease and our diligence in keeping her out of the sun.  JDM is peculiar in that although Abby may be well now, we cannot predict when and if her disease will “flare”.  If a flare should occur during the school year, the following guidelines as to her care may change.  

As of August 29, 2004, my husband, Michael, and I request the following guidelines be followed concerning Abby’s activities while attending class at ______ Elementary:

1. Abby is very sensitive to the sun as a result of her dermatomyositis.  As a general rule, it is important that she avoid sun exposure during the times of the day when the sun is at its peak (10:00AM – 4:00 PM).  We have found that Abby can tolerate minimum sun exposure in the late fall and winter months with proper protection.   I check the Ultra-Violet Index (UV Index) prior to each school day and will advise you and the school nurse via a note whether Abby is or is not permitted to participate in outdoor recess.  

2. Abby will need to put on sunscreen after lunch and before she goes outdoors.  Abby should go to the nurses office following lunch to have her sunscreen applied to her face and all exposed areas.  Abby should re-apply sunscreen to her hands prior to dismissal.  I will supply the sunscreen.

3. Abby must wear her sun-protective hat anytime she is outdoors.  This will be necessary on cloudy as well as sunny days.  Abby also has sun-protective clothing, which I will supply her with on those days that it is necessary.  

4. It is very important that attempts be made to minimize any feelings Abby may have of being ostracized as a result of the above limitations. In an attempt to minimize this possible reaction, we request that Abby be allowed to invite a friend to stay indoors with her when her classmates are outside.  In the past, several children have agreed to do this and understand the reasons for doing so.  These children are (but not limited to):  __________________.  I have gotten the parent’s permission to do so in the past and can again should you require it.  

5. As a matter of safety, Abby should participate in all fire drills.  Reasonable attempts should be made to utilize her sun-protective clothing and keep her in shaded areas during these times.  Ultimately, however, she needs to understand the importance of getting out of a burning building and disregard any material items, sun-protective or not.  This issue will be reinforced at home.

6. Abby may participate in gym class.  My understanding is that from time to time gym class is conducted outdoors.  In general, Abby is not permitted to participate in outdoor gym class.  I will notify you (see #1) on those days when Abby is permitted outside for gym class.

7. Abby is taking methotrexate, which is an immunosuppressant medication that puts her at increased risk of infection.  It is important that I am notified if there are serious infections in the school.

8. Abby presently does not have immunity to chickenpox.  It is imperative that I am notified of outbreaks that may have put Abby at risk of exposure.  

9. From time to time, Abby receives a 4–5 hour infusion in our home called intravenous immunoglobulin (ivig).  Also, Abby must visit various physicians throughout the school year.  She may tend to be ill more often.  These events will require that she is absent, late or dismissed early.  I will keep in touch with you when these events occur in order to coordinate her schoolwork.  

Juvenile Dermatomyositis is a physical illness but does not impact Abby’s ability to think, feel and participate.  You will find that Abby is like any other child her age in all other respects.  I am very interested in her mental health as it relates to her disease and ask that you inform me should you detect any concerns in her emotional well being.  I value your expertise and welcome your assistance should a concern arise.

Thank you so much for taking the time to attend to this matter.  I look forward to an enriching school year for Abby and a new partnership with you.

Sincerely,

Suzanne Printz

Cc:  Principal’s name, Nurse’s name/s

