
 
 

USE YOUR VOICE 
Hypoparathyroidism Meeting, San Francisco 

Patient Empowerment Worksheet 
 
Hypoparathyroidism is: 
• A rare complex endocrine disorder in which a person’s parathyroid glands are either absent or cannot produce sufficient 

amounts of parathyroid hormone, which plays a role in regulating the levels of calcium and phosphorus in the blood.  
• Consequently, I exhibit abnormally low levels of calcium in the blood (hypocalcemia) and high levels of phosphorus. 
• Similar to a diabetic patient who tries to regulate blood glucose levels for a 40 point range, using oral sugar to raise glucose, and 

insulin to lower it, and has a blood glucose monitor to measure it all…  
• I try to regulate blood calcium levels for just a 2 point range with upper and lower levels that are very similar, using just oral 

calcium, and having no monitor, so I just wait it out. 
 
Having Hypoparathyroidism is like: 
• Having the flu all the time 
• Having a Charlie horse in the arches of my feet 
• Having medical turrets; I start screaming at onset 
• My symptoms can be none, or horrendous; often or seldom; ERRATIC and UNPREDICTABLE.  
• Sometimes the very calcium I take to help makes me feel ill. The cure is the curse because I trade one symptom for another. 
 
This disease makes me feel: 
• Ashamed because I may appear lazy which leads to loss of respect. I’ve lost family and friends because of this. 
• Embarrassed because I experience brain fog. 
• Physically incapacitated and unstable. 
• Anxious and panicky. What if somethings happens and I can’t communicate? 
• Fearful of doing anything by myself so I’ve stopped doing lots of things. 
• Fearful of being a burden on others. 
• Isolated because I cannot say I have symptoms for fear of losing trust to make decisions. 
• Judicious in what I talk about and to whom. 
 
This is what I do to manage Hypoparathyroidism: 
• I regulate better: I go to bed early and I’m cautious about what I say. 
• I switched careers or left work. It’s been a massive interruption. 
• I deal with it the best I can. I go to work the way I am.  
• I use colored water bottles so people don’t see my medication. 
• I spend 75% of my time managing my health because I have to manually figure out if my body is taking care of itself. 
 
This is what will help me: 
• Letting go of control and letting family and friends help with things that I just can’t do. 
• Finding doctors who will listen, learn and figure things out with me.  
• I can start a doctor visit with ““I look at this as a team effort: you and me working together to keep me well. Are you willing to 

do that?” 
• I can help doctors understand me by sending them a fax ahead of time with technical data: What this disease is; What my daily 

symptoms are; What I need; The meds I take, the times I take them, the doses I miss, etc. 
• I can ask the doctor to tell me what he/she knows about Hypoparathyroidism? Describe it? Tell me what it is? Do you know of 

specific online resources that can help me?  
• If they don’t know or won’t learn, I can fire this doctor and move on. 


