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Revise two bullets in third paragraph to read:

· Donating your blood, platelets and bone marrow

· Financially supporting the foundation’s research efforts to prevent and treat aplastic anemia and myelodysplastic syndromes

Editorial Note-Change name and contact info at the bottom of the page as appropriate.
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INTRODUCTION

This pamphlet is designed to educate and provide guidance to teachers and school nurses, who are working with students who have either Aplastic Anemia (AA) or Myelodysplastic Syndromes (MDS). 

If a student in your care has one of these illnesses, we strongly encourage you to meet with the student, his or her parents or guardians, and any pertinent school administrators to clarify roles and responsibilities. 

During this meeting, the student’s academic and physical expectations should be discussed. Remember that it is important to view the child as a student and not as a patient. 

What is Aplastic Anemia?

Aplastic anemia is a rare, non-contagious and often life-threatening disorder that is caused by the unexplained failure of the bone marrow to produce blood cells, resulting in a decrease in red blood cells (RBCs), white blood cells (WBCs), and platelets. 

RBCs are the oxygen-carrying cells in blood, which contain the pigment hemoglobin. WBCs fight infections. Platelets prevent bleeding and bruising. A decrease in the production of blood cells means that the child is more susceptible to bleeding, fatigue and infections. 

What is Myelodysplastic Syndromes (MDS)? 

MDS is a non-contagious bone marrow failure disorder that is similar to Aplastic Anemia.  MDS may result in a reduction or overproduction of the blood cells produced by the bone marrow. In addition, some of the cells may be abnormal or immature. 

Editorial Note-Update name and address as appropriate on all pages
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Symptoms of Aplastic Anemia or MDS
As a teacher or school nurse, you may be one of the first people to notice the symptoms of Aplastic Anemia or MDS. Common symptoms include:

· Frequent or extreme bleeding (especially of the nose and/or gums).

· Frequent or extreme bruising.

· Petechiae (minute hemorrhagic spots on the skin).

· Shortness of breath.

· Chronic fatigue.

· Decreased alertness.

· Decreased attention span.

· Lethargy.

· Pallor (paleness of the skin).

· Ringing in the ears.

· Increase susceptibility to infection.

Emotional Needs of a Student with Aplastic Anemia or MDS

A student with aplastic anemia, MDS or another bone marrow failure disease may worry about what is happening to him or her. 

Without correct information about the illness, the student may use his or her imagination to produce inaccurate answers to common questions. It is important that you provide honest, concise answers on the child’s level when questioned.  

Younger children firmly believe in a fair and just world and may view illness or hospitalization as a punishment.  Classmates also may feel that the ill child did something “wrong” or “bad” to deserve getting sick (they think such beliefs protect them from bad things).  

You can help the ill child adjust to health care experiences and also assist classmates in understanding what is going on. Specific suggestions for activities that can provide emotional support for the ill child and his or her classmates are covered in the teacher’s section of this pamphlet.

Physical Needs of a Student with Aplastic Anemia or MDS

Students with aplastic anemia or MDS are more prone to infection and bleeding and lack stamina. They may have to avoid potassium-rich foods (such as potatoes) and grapefruit products because of adverse interactions with medications. 

They may have to drink water throughout the school day to cleanse their kidneys from toxins that build up from certain medications. Vigilance against transmission of germs requires frequent hand washing. 

Modified physical education and playground activities may be necessary due to decreased stamina and the risk of bleeding and bruising. Exposure to chemicals or pesticides commonly used in schools can trigger adverse reactions. 

The child may become very pale due to reduced red blood cells, have noticeable bruising and/or appear puffy or have extra body hair from medications. They may have a central line or catheter in their chests (used to draw blood and administer medications).
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The student’s daily routines may be interrupted with frequent hospitalizations and medical appointments. Emotional distress can be expected from the student and his or her family before, during and after a hospitalization. 

It is not uncommon for a student to regress due to the stress of the illness and frequent hospitalizations. The student may continue to display anger or depression even after returning to school. Although episodes of regression may be brief, they should be acknowledged and treated seriously.

One of the major ironies of aplastic anemia and MDS is that a student may not look sick, although he or she has a life-threatening illness. In some cases, a student with aplastic anemia or MDS may not understand or perceive that he or she is sick because there are no physical signs or symptoms. Young children often find it difficult to comprehend why they are not allowed to participate in gym or go on the playground with their friends. 

Other circumstances that may cause emotional distress for an ill student and his or her classmates is the need to avoid sharing food or drink utensils with classmates (to prevent spreading germs); to safeguard against pushing or rough play (to prevent bleeding and bruising); to take medication on a very precise schedule during the school days; and to hydrate and urinate frequently (to counteract side effects of medication that may be toxic to the kidneys). 
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For the Teacher

Meeting the individualized educational needs of a student with aplastic anemia or MDS requires collaboration among the teacher, the student and the student’s family. When a student in your class is diagnosed with a chronic or life-threatening illness, like aplastic anemia or MDS, daily routines are altered. 

You may observe behavioral changes in the student. It is quite common for example for a student to express anxiety or depression or to regress in the classroom. Your educational and emotional support will help the child and his or her classmates adjust to the illness.

It is extremely helpful for the student to continue to receive and complete school work, especially during extended periods away from the classroom. Working closely with the family, home tutor or hospital school program will assure a smooth transition back to school.

The student’s return to the classroom after an extended absence may cause you to consider your own feelings about life-threatening illnesses. Consulting with a health care provider or social worker from the student’s health center may be useful, as well as speaking with colleagues who have dealt with chronically ill children. 

Questions You Should Ask
· What are the symptoms of a medical emergency?

· How has the student’s physical appearance changed as a result of medical treatment?

· What activities (i.e. field trips, assemblies, class parties, etc.) may the student participate in?

· What medications is the student taking and what are the side effects?

· When during the school day is medication to be administered?

· What treatments, procedures or tests may result in the student’s absence from the classroom?

· What are the student’s physical limitations?

· How much does the student understand about his or her illness?

· How are the student, the student’s parents or guardians and the student’s classmates coping with the illness?

· How much information should be provided to classmates about the student’s illness? 

· Under what circumstances should the student’s parents/guardians be notified?

Questions Classmates May Ask

· What’s wrong with my classmate?

· Can I catch it?

· Why are there bruises all over my classmate’s body

· Why does my classmate get special attention?

· Why does my classmate miss classes?

· Will my classmate die?

A conference involving you, the school nurse and the student’s parents/guardians should precede the student’s return to the classroom after diagnosis. The parents can provide a simple presentation about the student’s illness, including prognosis, treatment schedule and possible side effects from medications.  

Limitations on physical activity or any changes in the student’s appearance should be discussed, as should academic expectations. 
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Suggested Classroom Discussion Topics

You can help the student’s classmates adjust by discussing related topics such as the fact that:

· Immunizations, proper diets, adequate exercise and rest contribute to good health

· Physicians and nurse are people who help students stay well and take care of them when they are sick

· Hospitals are places where people can go when they need special care

· Ill health happens to everyone at sometime in their lives and it is not their fault. Being sick does not mean that you did something bad or are being punished.

You may want to ask classmates to imagine that they are ill and to ask themselves:

· How would I like people to treat me?

· How would I feel if I were treated differently because of an illness?

· How would I want my friends to help me if I was sick?
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Helping the Student Say in Touch with School

Students with aplastic anemia or MDS often miss school and may require frequent hospitalizations. At the hospital they may experience loneliness and feel out of touch with peers. You can help a student cope with missing school by:

· Keeping in touch with the student through cards and videos from classmates.

· Having classmates call or email with homework assignments and information about school events.

· Invite the student, his or her parents/guardians or health care professionals to explain and answer questions about aplastic anemia or MDS.

· Plan a special welcome for the student’s return to school.

· Save the student’s desk, cubbyhole or locker for his or her return. 

Parents may want to video tape the student and sent it to the school to assist in successful re-entry. Classmates will not be as surprised by any physical changes that may occur such as bruises, a round face, weight gain or excessive hair growth if they have seen a video in advance.
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When a Student is Terminally Ill

Although this brochure emphasizes life and living, some students do die, despite the fact that modern medicine has increased the chances for a long and happy life. Unfortunately, this topic is rarely discussed. 

After a student learns from parents and doctors that an illness is terminal, it is important for both the school nurse and the teacher to be notified. Even in the final weeks of life, maintaining contact with the school can remain a rewarding experience for the student.

As death approaches, classmates may want to say goodbye through cards and letters. Social workers may be available to share their expertise in this process.  After a student dies, classmates may express their grief in a variety of different ways. Feelings of loss should be acknowledged, but no attempt should be made to force classmates to talk about the death or to deal with grief before they are ready.

Attending the memorial service or funeral may help students cope with the loss. Organizing a class project (such as planting a tree or raising money to donate to a charity in the student’s name) to memorialize the classmate may help with the healing process. 
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For the School Nurse

The school nurse plays a pivotal role in helping a student with aplastic anemia or MDS by maintaining medical records, administering medication and providing other forms of support. 

The school nurse should keep up-to-date medical records on the student, along with emergency phone numbers. After the child returns to school it is helpful for the patents to provide weekly phone updates to the school nurse about the student’s medical status. 

Questions to Consider

· What are the symptoms of a medical emergency?

· How does treatment affect the student’s classroom attendance?

· How well does the student cope with the disease?

· How willing is the student to return to school?

· How has the student’s appearance changed as a result of treatments?

· What side effects are caused by medications the student is taking?

· Can the student participate in physical education?

· What events at school (i.e. spraying for pesticides, painting, etc.) require parental notification? 

It is important to immediately notify parents or guardians if the student or a sibling is exposed to a communicable disease such as chicken pox, measles or shingles. These illnesses can be life-threatening to a child with aplastic anemia or MDS and immediate medical attention is required if exposure occurs.
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Parental consent should be obtained before dispensing any medicine to the student. For example, because of the danger of uncontrolled bleeding, aspirin should never be administered. Routine immunizations also should not be administered without consulting with the student’s parent or guardian.

If the student is unable to take an oral maintenance treatment, a central line may be used. The school nurse should be made aware of this before the child returns to school. Also many children with aplastic anemia typically take a variety of medications. 

Parents should provide both the school nurse and the teacher with a list of the specific medications being taken. The side effects of each medication should be listed and certain side effects that occur more frequently with the child should be highlighted. 

The school nurse can provide simple, but solid information concerning the child’s illness to others. Classmates need to know that children with an illness are very much like themselves. Children who develop a positive attitude toward health care are more likely to be sensitive to others who have been hospitalized or have a disability.

Dealing with Parents/Guardians

Understandably, teachers and school nurses focus on the student’s well being. Parents, though, may need a sympathetic ear for their concerns and fears. Most parents want teachers and school nurses to ask them how they are doing. 

Please keep in mind that parents are also experiencing many emotions and may appear angry or sad (even to the point of tears) and these feelings are not caused by or directed at you. 
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Questions a Student with Aplastic Anemia or MDS Might Ask

Editorial notes-Questions remain the same.
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The cost of this brochure was paid for by the Sanfilippo Group of Illinois

The Aplastic Anemia & MDS International Foundation:

· Distributes free educational materials explaining Aplastic Anemia, Myelodysplastic Syndromes and other bone marrow failure diseases, treatment options and medical research updates in a variety of languages. 

· Serves as a resource for patient assistance and emotional support for patients, their families and health care professionals around the world.

· Funds major research studies to find effective prevention and treatment methods for bone marrow failure diseases.

· Hosts an annual international patient conferences presenting the latest in medical researcher findings and networking opportunities for patients and their families.

· Offers a network of volunteers to assist families coping with all aspects of with bone marrow failure diseases.

· Maintains a national patient voluntary registry, which collects patient data for statistical analysis.

For more information on our services, please contact us at (800) 747-2820.

The foundation is solely supported through individual contributions and is a nonprofit, charitable organization as described under the Internal Revenue Code, Section 501 (c) 3.

