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April 2016

Abbey Chafins
Delaware, OH

My name is Abbey Chafins and I reside in Delaware, Ohio.  I am here today to support the Senate Bill XXX, introduced by Senator Bacon.   

Everyone in this room has an image in their mind of what calcium is or does for the human body.
· Strong bones and teeth, 
· Foods rich in calcium such as milk, eggs and cheese, 
· Cows being the source of these foods, 
· and maybe the need for calcium supplements as we age to help prevent osteoporosis. 
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 At the age of 21, those were the images I carried with me, then my life changed in 2012.

I had to have my thyroid and a growth surgically removed, and thankfully the growth was not cancerous.  But I never thought that the four parathyroid glands that are next to the thyroid would change my life forever.  One of these glands was removed during surgery and the other three were stunned and their hormonal function never returned.  My body has no way to control  calcium.  This disorder is called hypoparathyroidism.  

Since 2012, hypoparathyroidism causes me to have

· extreme muscle pain, 
· heart palpitations, 
· anxiety and depression and
· brain fog.  

Besides the debilitating physical affects, I have

· been to the emergency room five times, and hospitalized one time for several days
· taken short term medical leave for depression
· exhausted my FMLA 
· paid thousands of dollars for medical care and drugs.

The long term affects of this disorder are overwhelming, but I am coming to terms with my illness and realize that this will be a part of my life forever.  My submitted testimony includes more specific information on the disorder and its short and long term affects. 









The most debilitating aspect of having this disorder is the uniqueness and lack of awareness.  Even in the medical field, many doctors and nurses do not know about or understand hypoparathyroidism.    

During my first visit to the emergency room at a local hospital, I was told that I was just having an anxiety attack and my calcium was low.  Even though I informed them of my recent surgery, I was instructed to go home and drink milk.  The hospital staff did not know that a person with this disorder cannot absorb calcium without taking active vitamin D.  Luckily, I ended up in the hospital for several days and I was properly diagnosed by an Endocrinologist.  This early diagnoses is not always made, especially in cities and towns without specialist’s care.

I would like to thank Senator Bacon and his staff for introducing Senate Bill 225 and would be happy to answer any questions of the committee.















































April 2016

Cheryl Christ
Powell, OH

Good Morning.  My name is Cheryl Christ and I reside in Powell,  Ohio.  I am the mother of Abbey Chafins.   

When this hearing was scheduled, Abbey and I announced the event on social media and requested comments to support Senate Bill 225.

To date, we received comments from across the United States and the world, including the states of Ohio, Michigan, California, Texas, Georgia and Wisconsin and the countries of Canada, Australia and New Zealand.  Regretfully, three Ohio residents, Carla Farrington, Angela Solomon and Denise Stoll and wanted to attend this hearing but could not make the hearing time.  Carla and Angela could not afford to take time from work on short notice and Denise had a death in the family and was traveling to West Virginia.

Hypoparathyroidism does not distinguish been age, gender or race.  Nor does it isolate itself to a single country in the world.   The affects are devastating and cause much physical and mental pain.

For my testimony, I have chosen two representative responses from the social media comments Abbey and I received, one from a patient and the other from a caregiver.  These two statements echo the many we received and the experiences of our own family. 

The first is from  Sarah Claus of Grand Rapids, Michigan.

My name is Sarah Claus. I am from Grand Rapids MI and have post surgical hypoparathyroidism from my TT [thyroid surgery] in 2009. I lived with chronic pain for 4 years post surgery until I was sent to the University of Michigan and they diagnosed the hypopara. 

I have had my ups and downs. [I] Had to leave a job coaching gymnastics because of the pain and the muscle locking and cramping. I worked with children full time until I realized that too was too much for my body with the hypopara due to the fact that I kept getting common childhood illnesses which for me caused frequent hospitalizations. 

I am currently working part time at a private preschool and am doing well although I had to be hospitalized for a recent crash which also involved my potassium and it has taken two months to get my levels out of critical ranges but they have yet to balance. 

Hypopara affects every aspect of my life; emotional, physical, social, professional and Spiritual.  I am in a good place right now with all of this but it took a long time to get here. I had to learn to let go of the life I thought I would have and embrace a new life. 

I think the most difficult part of this disease is that it is completely misunderstood or even not known about at all even from medical personal. I have been dismissed in ER's when I was at critical levels until I went into tentay and they realized I was in real trouble. 

The other struggle is that I look healthy on the outside but sometimes feel horrible on the inside and no one understands or ever believes that it could really be that bad or that often. 

My husband is an amazing man and I am so blessed to have him by my side during this journey but I feel guilty for draining our finances and for not being able to be a better wife to him sometimes. My children are so young that right now they really don't understand it, other than “Mommy is sick again" or asking why a lot especially when they see the pills I am constantly talking.

I appreciate you doing this and giving those of us who suffer from this disease a voice.  








The second testimony is from Debbie Dos Ramos, Toronto, Canada

  [I am the] Mother of Sarah Devine.

Care taker, parent, sounding board, supporter etc. Living with someone with this illness affects everyone and every aspect of their/our lives. [I] Have watched her fight for her life many times. Many emergency runs to hospital with another child in tow. Sleeping in emerge[ncy], in her room etc. 

Lots of meds constantly adjusted, physical and emotional pain. Massive weight loss and gain. Body pains, racing heart, dizziness and other side effects from condition and medications. Very tired, Depression, can't work, brain fog, sleeps a lot. Let go from jobs. 

Emotional wear and tear, relationship tensions, worries, fears. There are a whole repertoire of things that comes along with illness that makes it challenging for the patient and others. 

One of the worst is not being understood. That hit the hardest of all. Especially when you need back up and there is none. This experience not only affects the family, friends, the workplace but the community at large. Like the saying goes "when one is ill,  all are ill".




As both Ms. Claus and Ms. Dos Ramos pointed out, the worst part of Hypoparathyroidism is not being understood, even in the medical field.  This disorder has nothing to do with the thyroid which is usually what is heard in the name.  Also, like our family, Ms. Claus and Ms. Dos Romos have wonderful support systems.  I cannot imagine being a person with this horrible disorder and being alone.

For this reason I respectfully ask that the great State of Ohio, the heart of our country, adopt Senate Bill 225 to bring awareness to hypoparathyroidism.   Thank you for your time.
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