
 
USE YOUR VOICE 

Hypoparathyroidism Charlotte Meeting 
Patient Empowerment Worksheet 

 
This is what my disease 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. 

 
This is why calcium is important and why I’m not always fine if I take it. 

• Calcium instability. 
• Pain, hot flashes, tingling, stinging, spasms, brain fog 
• Hypopara symptoms plus other symptoms are difficult to deal with calcium stability.  
• When taking medication for other symptoms like nerve pain, the medication may block calcium. 
• Sleep disruption common. 
• Restless leg. Ice pack my leg 10 minutes before sleep or I can’t sleep. 

 
This is what my disease does to me: 

• I don’t have a choice – I just can’t do things I want to do. I have to rest or I can’t go on. 
• I have to take medicine with me and not rely on ER doctors or others to have it. 
• We are paralyzed as a family – can’t plan a day. Scared to go somewhere. FEAR is everywhere 

because you don’t know day-to-day. 
• Afraid about financials. Afraid about how medication will be paid for and how it will affect 

spouse’s job. 
 
This is what I have to do to manage my disease: 

• I have to manage my own care and do what’s best for me. 
• I have to plan medicine every day; in case disaster strikes.  
• I have to be responsible for my own medicine.  
• I have to deal with stress of what might come. 
• My spouse helps but even my spouse is exhausted too. 
• I have to think about what I do when I get up and how much energy it takes to do it. 
• I may have a good situation where my children and husband are understanding, but other 

relatives don’t understand.  
• I have to explain the mechanical system of how the body works, how one fights against the 

other. 
• Healthy people can’t see what daily life is like. They don’t understand. 
• Caregivers end up with high blood pressure. Need to find other way to deal with stress. 
• We sit down to eat and have a cocktail together. This is our time together to reflect about this. 

It’s something we can’t fix so how do we get the right help that we need? TRUST? We have to 
let go and trust the people that the patient is seeing to get the medical help he/she needs. 

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



• People can’t get around the density/complexity of the disease. 
• Once someone cares, then they’ll start to understand but even that takes long time. 
• Medical community doesn’t understand this disease – who in the medical community has dealt 

themselves with Hypopara? 
• Forteo was same situation – afraid about override to insurance but it has worked for her. Once 

you have something that’s life changing there’s no going back. 
• Force medical professionals to talk to each other. Copy them on emails to each other and tell 

them you want them to talk to each other. 
• Make sure they read your reports. 
• Bigger centers have groups called “Patient Advocates” that you can go to. Smaller group 

practices don’t have this. 
• Speak to head of department.  
• Doctors are against the medication (Natpara). But they’re also the same doctors who are not 

pulling 24-hour urine and not monitoring PTH. 
• Doctors are ignoring what patients are telling them. 
• Just because we don’t know about bone density, they don’t want to consider Natpara. 
• We need a care guide from patients to take to any doctor who will listen to them and work with 

them. Can we glean this from all the patient meeting notes? Need medical backup to patient 
guide to get physicians to believe it. 

• Physicians go only by labs and clinical perspective. It’s not good enough. From insurance 
company perspective, all they want to hear is “functional medical information.” A test that they 
can have medical expert review to decide if anything is wrong with you. 

• Physicians get upset if you take a harder stance, and then they don’t want to treat you. 
• Specialists don’t talk to each other. 
• Physicians are not open to new treatments – they stick with mitigating symptoms through older 

way of treatment.  
• Patient Advocate at NPS/Shire was not helpful. Said she was going to call once a week to give 

update and hasn’t contacted patient. She seemed like she was put out by patient’s question. 
• Companies use patients as go between “Go ask your doctor?” but this puts patients in a bad 

role. 
 
What’s next step after that? 

• Read your own reports before the doctor comes in. Doctors sometimes think you are a different 
patient. They don’t always look at what they’re doing when they come in. Even the good ones 
may not have read your folder, your lab results. 


