Checklist for Parents

Adolescents and young adults need to learn how to manage their own health care.

As a parent, your goal should be to slowly end your job as a direct care provider. 

While you should continue offering emotional support to your teens, 

it is time for them to manage their own life.

Complete this checklist every six months and find out how you could help make your teen more responsible of his/her health!    


1. Does your teen know about PKU and its consequences?      Yes  No  
   Yes  No       Yes  No
Talk to your teen about his/her knowledge of PKU. Help him/her learn more about it! Knowing what PKU means and what its symptoms and implications are will help him/her better accept his/her health condition and realize the importance of controlling it. 

2. Does your teen know about PKU treatment? 

     Yes  No      Yes  No        Yes  No
PKU may be an inherited disorder, but is a condition that can be treated and controlled with a special diet. Talk to your teen about PKU treatment. Helping your teen realize that PKU is manageable through treatment will enhance his/her self-efficacy, help him/her stick to the diet and control his/her PKU. 

3. Does your teen know about maternal PKU?                        Yes  No  
   Yes  No        Yes  No
A woman with PKU must plan her pregnancy to enhance optimal treatment. She must maintain strict control of her diet to protect the baby from toxic levels of phenylalanine. Women with PKU significantly reduce the risks of maternal PKU if they maintain a strict diet prior to and during pregnancy. Hence, it is crucial to talk to your teen about sexual and birth control issues in general and maternal PKU in particular. 

(a) Does your teen acknowledge that he/she experiences a warning sign associated with his/her PKU?       


         

                        Yes  No  
   Yes  No        Yes  No

(b) Does your teen talk to you about his/her concern?           Yes  No  
   Yes  No        Yes  No     

(c) Does your teen communicate directly with his/her health care providers and ask questions? 





                        Yes  No         Yes  No        Yes  No
(d) Does your teen see his/her doctor while you wait in the waiting room?   

  








    Yes  No         Yes  No         Yes  No
Until now you have been your child’s advocate for medical care. It is time for your teen to take on more responsibilities and be open about his/her condition. Help him/her make small steps towards independently controlling his/her health over time. 
4. Does your teen keep you informed about what challenges he/she has regarding metabolic control? 







    Yes  No       Yes  No        Yes  No

 




At this point, you probably know more about maintaining metabolic control than your teen. It is important to be supportive and know what is going on with your teen’s health, in order to better advise and help him/her.    

(a) Does your teen know how to restrict his/her protein intake? Yes  No      Yes  No      Yes  No
(b) Does your teen know how to prepare and take his/her formula? Yes  No    Yes  No    Yes  No
(c) Does your teen write down the names and dosages of formulas that he/she takes?










 Yes  No      Yes  No      Yes  No
(d) Does your teen know how to order his/her formula?               Yes  No      Yes  No      Yes  No        

(e) Does your teen actually order on his/her own his/her formula? Yes  No     Yes  No    Yes  No
(f) Does your teen know how to prepare his/her meals?     
 Yes  No      Yes  No      Yes  No              

(g) Do you go grocery shopping with your teen?


 Yes  No      Yes  No      Yes  No
(h) Does your teen know how to count Phe, protein or exchanges? Yes  No     Yes  No      Yes  No   

(i) Does your teen know how to monitor Phe or protein intake?     Yes  No      Yes  No      Yes  No           

(j) Does your teen know how to take blood samples to monitor his/her blood phenylalanine levels? 

   



                    
          
 Yes  No      Yes  No      Yes  No
(i) Does your teen know how to get a referral and order formula and food with his/her health care insurance?     




           Yes  No       Yes  No     Yes  No             

Now that your teen reaches adulthood there is a big chance that he/she will live away from home on his/her own. Even though your teen can still count on you for support, he/she needs to learn how to manage metabolic control on his/her own:

· Have him/her keep record of and order his/her formulas. 

· Young adults need to know how to prepare their own food; teach your teen some easy, basic low protein recipes. 

· Teach your teen how to buy appropriate foods and low protein products for his/her diet.

· You could keep a blackboard or whiteboard in the kitchen to keep track of phe intake for the day. 

5. Does your teen have a support network for PKU?                 Yes  No      Yes  No     Yes  No
Research indicates that social support can help individuals with PKU better manage their metabolic control. At the same time, networks provide opportunities for teens to meet people of their age and discuss about similar experiences and concerns. Encourage your teen to participate in a social network. Look for “Resources” in the Tool Kit or ask providers at local community agencies and hospitals for referrals. There are list serves, summer camps, PKU organizations and special programs throughout the country. 

Keep in mind!

Be your teens’ guidance and support! Allow and encourage your teens to take more responsibilities now! Teach them how to independently control their PKU. 

Help your teens build the skills and empowerment they need to successfully manage their own PKU when your teens get older!

Think!

Take advantage of the fact that your teens have you by their side now 

                                  to teach them how to manage their own health later!
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Date:  ……………………..……………__....................____________





Adapted from materials developed by Children’s Hospital, Boston as part of the Massachusetts Initiative for Youth with Disabilities, a Healthy and Ready to Work project of the Massachusetts Department of Public Health.
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