
 

 
 
 

 
 
 
 

Geneticist 
 Conducts physical exam,   
 Consults with patient on   

family and medical 
matters 

 Confirms diagnosis 
 Discusses family medical 

background  

 

 
 
 
 

 
 

Dietitian 
 Discusses diet  
 Makes sure the patient is 

getting enough nutrients 
 Answers food related       

questions 
 May provide food related 

games  

 
 
 
 
 
 

 
 

 
 
 
 
 
 

Nurse 
 Tracks or screens for          

developmental progress 
 May organize educational 

groups and training  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 

Social Worker 

 Helps with access to low  
protein foods, formula or 
other medication 

 Assist with various stages 
of diet management 

 Assist with school related 
diet resources  

 
 
 
 
 
 
 
 
 

Clinical  
Psychologist 

 

 Conducts social and         
cognitive developmental 
assessments 

 ensures patient is social-
ly and cognitively on 
track  

You may meet with: 

The people who are helping treat you or your child’s homocystinuria should be working as a team. They each play an integral part in the patients’ health. 
Not all clinics will have each of the people listed below, but if they do, they each play a very important role.  Understanding each person’s role will help 
you advocate for your best care.  

What to bring: 
 A list of your current medication and dosage 

 Bring your diet log 

 Be honest about how you are handling the diet,  

 They can’t help you if they don’t know you are 

having difficulties 

 A false diet log in conjunction with labs can lead 

to prescribed diet changes which could be 

hurtful!  

They may perform: 
 A height and weight check 

 Measure the circumference of your head 

 Routine labs, such as methionine, homocysteine,     

plasma  amino acid panel, B12, Folate and Prealbumin 

 Cognitive and social assessments 

 Annual eye exams  

 Checks spine for scoliosis 

 Dexa Scans – every 3-5 years 

What should a clinic visit look like? 
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