
 
 

USE YOUR VOICE 
Hypoparathyroidism Phoenix Meeting 

Patient Empowerment Worksheet 
 

This is how I describe my disease: 
• I have a situation that’s very rare. It’s as rare as zombies. (Note: This is an inside 

joke that the Charlotte and Phoenix folks understand.) 
 
This is what my disease does to me: 

• When you become stressed out your calcium drops because your body goes into 
survival mode. This can be triggered by stress or something else, like food 
poisoning. 

• Time management is most important: time prioritization and what is most 
important. Your health is the top priority because nothing else gets done without 
your health. 

 
This is what I have to do to manage my disease: 

• Need arm tattoo for ER that says ‘need IV calcium.’ 
• Hypopara bracelet doesn’t say enough.  
• Need a business card with your doctor’s name and number to call. 
• Need to have medical records worn around neck to get doctors to understand and 

treat you correctly. 
• Have to carry liquid calcium because I don’t absorb dry calcium. Treating physician 

wrote letter for TSA “This patient must take liquid calcium or a life threatening 
situation may result.” That’s helped. 

• Pharmacy once gave wrong prescription that overdosed patient with calcium and 
they went into coma. How much damage happened from giving the wrong 
prescription? 

• Moderation of everything: phosphorous, magnesium, zinc 
• Coffee is high in phosphorous 
• Are you at point of exhaustion that you lost your career?  
• I lost a child who thought her mother was insane and wanted nothing to do with 

me. 
• Doctor sent me home with some calcium and said “here, take it.” Surgeon and 

primary care doctors did not tell my endocrinologist that I had surgery. Somehow I 
managed but then major life issues put me into psychotic episodes. 

• Doctors never said don’t take calcium 4 hours about from synthroid or any dairy. Is 
on label now. 

• Don’t take more than 500 mg calcium at a time because your body can’t absorb it. 
• Then TSH goes (thyroid stimulating hormone) goes through the roof. Thyroid 

medicine hates the parathyroid medication. Doing the injectable pen is definitely 
better because you’re not worried about interaction with other meds. Dairy blocks 
synthroid absorption. And high fiber foods blocks synthroid absorbtion. 



• Since I’m on Natpara I have more energy than ever. But once I missed and it was so 
obvious to family members. One day I missed and the anger, frustration, exhaustion 
came right back. 

• Snapping comes from feelings of exhaustion. Became very antisocial. Still feel 
antisocial but it might be learned behavior. I don’t want to anything personal, like 
go to the store and buy someone a birthday present. I just want to shut down and 
pull away from everything.  

• If I didn’t take calcitriol early enough, I couldn’t teach bible class and my voice 
would get tired. Head of the rescue mission where I taught said my voice was too 
soft to hear and I thought I had a very loud voice. Now my voice is always half 
asleep and the students can’t hear me.  

• As I developed this condition, my hearing was poor and it became worse. 
• Check copper toxicity – it can be a cause of Hypoparathyroidism. Ever thought of 

checking copper level? Look into ceruloplasmin too. Does zinc help moderate 
copper toxicity? Zinc will block copper. 

 
This is how we can find doctors who will be my partner; who will want to learn? 

• Doctors do song and dance that wastes you critical hours of time. 
• Primary care doctors can treat your needs but needs to be an endocrine who treats 

you because primary doctor cannot make call once you’re in hospital. It’s only ER 
doctors or a surgeon but surgeon won’t be treating you so you have to convince the 
ER doctor. Best is to get your primary doctor to intervene for you but they’re not 
always around. 

• Mayo Clinic in Scottsdale 
• ERs are problematic. Sometimes going to ER is worse outcome then going. 
• ER doctors unaware, unwilling to listen, unwilling to give IV calcium without testing. 

Sometimes they’re arrogant. Some are insulted that you know more than them. 
• Sometimes it’s an RN or someone else, and not ER physician who might have better 

knowledge just from past experience. 
• Find that doctors are reactive not proactive. They spend more time treating the 

symptoms instead of the cause. They just want to throw drugs at you that the 
pharma rep that just cut in front of you, got to them first with. 

 
Caretakers: 

• Job is to make sure the medicine regime takes place on time every day. Brain fog 
sets in. Caregiver has to oversee this. 

• Struggling with T3 and T4 which gave her brain fog. We finally figured that out.  
• My wife said thank you for helping me figure this out. Takes about a year to figure 

each T3 and T4 level, then you lose your paras and you wonder “When do you do 
this? When do you take this?” 

• The stress after surgery of when to take medicine sends you over the edge. 
• You find people in the world who have compassion. You find people who care. 
• If you have a crack in your armor, your family will use it against. 
• How do you teach someone empathy? You may not be able to. Only if they 

encounter something in their life where they felt it was important. Until they feel it 
themselves. 

• Those that don’t have empathy – a child does not want to think of the mortality of 
a parent, a caregiver. You can’t have something wrong with you.  


