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Jim's Corner 
 

Change is in the air!  I think that was the title, or at least the first words of a 
sixty's song, but that was a long time age.  My biggest problem in recent 
days is how to dress for work.   During the winter months I have to dress 
warmly because of my half mile or longer walk to my bus stop every day.  
It is usually 10 degrees colder on the desert.  In the summer I dress for the 
bus ride, which can be very cold.  I often lose on both ends of the situation, 
but at least I do not have to drive to work.  I can listen to music on my 
iTouch, watch movies, or just sleep.  Sometimes I do both. 
 
The snow has all but melted in my yard, and I will soon have to take the 
lawnmower in to get it ready for mowing my yard in a few months.  I will 
also have to put my snow blower in the shed for the summer, knowing as 
soon as I close the door, we will be hit with an Eastern United States bliz-
zard.  This year promises to be much like it was in 2009, perhaps a little 
better in some respects, or a little worse in others.  In balance things will 
be mostly the same. 
 
Last month, on February 28, 2010, we celebrated Rare Disease Day, 
along with thousands of patients with rare diseases around the world.  
Next year we will be a much larger voice, with many of you being given the 
opportunity to be interviewed by your local television, and radio stations, as 
well as your local newspapers. 
 
NPS has a clinical trial currently underway in 29 test centers in the United 
States and the world which will eventually lead to an FDA approval of a 
parathyroid hormone base regime for hypoparathyroidism.  Hypoparathy-
roidism is the last endocrine system to have a replacement therapy regime 
to treat the disorder, so the sponsors chose "REPLACE" as the name for 
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the clinical trial.  They need patients to participate in their studies in order to validate and 
prove the regime is a safe and effective method of treating the disorder which has invaded 
our lives.  If you have not contacted one of the test centers we urge you to take that all im-
portant first step.  They cannot complete the clinical trial without your help.  It might take 
some sacrifice on your part, but you would not be disappointed.  Participation does give 
you a unique opportunity to be able to make a difference in the lives of hypoparathyroidism 
patients around the world, and to change lives.  Please contact a test center today.  Infor-
mation is available on our web site, under Patient Studies. 
 
Our Fourth International Hypoparathyroidism Patient Conference will be held on  
June 4-5, 2010, at the Rockville Hilton, in Rockville Maryland.  The two day conference will 

bring patients and knowledgeable physicians together, where both can profit from meeting 

each other and from learning from each other.  Incidentally, paid members receive dis-

counts for the conference. 

 
We are starting our Recipe column this month, and will publish the recipes in our newslet-
ters.   You can submit your own favorite recipes to Recipes@hpth.org.  We will provide 
food values for the recipes. 
 
The Ask the Doc column will allow members to submit questions for our medical advisers 
to address.  Questions should be of a general nature, i.e., not patient specific.  Our medi-
cal advisers will offer their responses.  We will publish them in the newsletter.  You can 
submit your questions to AsktheDoc@hpth.org. 
 
Before I close my comments, I would like to point out that our web site will continue to be 
an important source of information about hypoparathyroidism.  We are going to add fea-
tures and information which will help make it even better than before.  We will be able to 
continue to provide our services far into the future once funding is more secure. What we 
had in previous years will be enhanced even further to continue to help others throughout 
the world become more aware of hypoparathyroidism.  
 
In closing we want each of you to know we are here to try and help you deal with this 

“THING” which has invaded our lives.  Let us continue this journey together, and together 

we can make a difference. 

 
 

 
 
 
 

  HANG'N OUTSIDE THE BOX UPSIDE DOWN 

- Bonnie R. 

mailto:Recipes@hpth.org
mailto:AsktheDoc@hpth.org
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The Continuing Web Site Saga 
(or As the Mouse Scrolls) 
(by Julie Hunsaker, Secretary/Treasurer) 

 

OK, due to space constraints I will keep this story somewhat short.  As you know, we have 
been experiencing some “technical difficulties” the past few months with the web site.   
Allow me to you bring up to speed and give you some juicy details. 
 
Around October of last year it was determined that we needed to begin having members 
pay for their membership in the Association so we would still have an Association.   
 
We discussed the changes needed with our IT person and he assured us all the changes 
necessary to bring this about would in place by Jan 1

st
 of this year.  We then went away 

and let him get to work.  (It is really best not to badger the already stressed out).  In the 
past, he would have had check in periodically with us and he usually knew what we 
wanted and would deliver. 
 
About the middle of December it was time to check on things and it was discovered that 
not much progress had been made.  WHAT???  Apparently our stressed out IT person 
was a puddle and boy was cleaning up a real challenge.  Yet he still maintained he could 
get this all up and running by Jan 1

st
.  So the weekly badgering began. 

 
Unfortunately, calls were no longer being returned with the same speed as in the 
past….then not answered at all.   

 
Around this time, NPS launched their Phase III Clinical Trial (for those under a rock, check 
the next article for more info on this wonderful trial). We were also trying to register for our 
2010 Patient Conference AND to make matters worse, our website host decided to move 
us to a new server (something that was to happen 6 months ago) without letting us know  
this had taken place until the website was mostly missing?!   
 
OK, by this time we decided ENOUGH ALREADY!!  We mutually decided that our stressed 
out IT person should quit.  Then Carol and I went out in search of help.  We found it in a 
website development company that has been around for about 15 years.  They assured us 
that they would still around for many more . 
 
So, given that we were in the proverbial place between a rock and hard surface (or behind 
the 8 ball, or up a creek without a paddle, or well, you get the picture), we decided that it 
was necessary to trust them with our baby.  They then proceeded to work on our site and 
provide stop gap measures that will help us get over our hurdle of registering new mem-
bers and for conferences ONLINE (YIPPEEE!!!). 
 
They have had to work around the website host giving them grief [note to self:  start look-
ing for a new host] as well as learning how the previous IT people have pieced this won-
derful site together.   
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I am happy to announce the stop gap measures are now in place and you can register for  
conferences and memberships online!!!!  (I agree, it is about time) 
 
In the near future, we should have a new and improved website for you all to stroll -- or 
scroll -- around on.  It will allow us to add more features than ever before as well as pro-
vide us with easier maintenance.   
 
We really appreciate your patience during this saga.  (Sigh)  It was supposed to be so 
easy, but then we are not always in control of a situation.  Something, I know you under-
stand really well.   
 
Post Script:  Please update your profiles with current information PARTICULARLY YOUR 
MEDICAL INFORMATION, it is very important to keep things current in order to get all the 
information you may need to deal with hypoparathyroidism.  It will also cut down on wasted 
postage, wasted time, etc.  Nothing makes me more sad, than to realize I can‟t get impor-
tant information to you in a timely manner.   
 

 

 

 

 

 

 

 

Manho Chou Edwards - In Memoriam 
April 4, 1934 - February 18, 2010 

 

Manho Chou Edwards, 75, a Chinese émigré who lived in Washington for the past eight 
years, died Feb. 18.  She had long suffered from the effects of thyroid surgery ultimately 
leading to her death from renal failure.  
 
Mrs. Edwards was born April 4, 1934 in Hangzhou, China.  She was the eldest of six chil-
dren.  Her father was a Chinese air force officer and regional magistrate serving in the 
Kuomintang government under Chiang Kai-shek.  
 
During the war with Japan which started in 1937, the family moved around China, with 
stints in Yunnan, Chungching, and Chengdu.  Mrs. Edwards vividly remembered the se-
verity of the Japanese bombing even in the countryside.  She recorded in her private 
memoirs how she and her siblings would blow out their candles and hide under their beds 
when the bombs dropped.  
 
She also remembered American relief planes dropping supplies including Klim powdered 
milk and Gerber's baby cookies.  The care packages also contained small black scis-
sors.  Mrs. Edwards kept a pair as a treasured memento of those times.  
 
Mrs. Edwards' family in China had many prominent members including her uncle, the 
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major poet and essayist Zhu Ziqing.  Even while most of the family were fleeing the  
Communist takeover in 1949, Mao Zedung praised her uncle in a famous anti-imperialist 
speech entitled "Farewell, Leighton Stuart!" referring to the last US ambassador to the  
nationalist Nanjing government. Another maternal uncle was Zhu Wuhua, China's first  
Harvard Ph.D. in physics and president of Shanghai Jiaotong University, often 

called "China's Caltech."  

 

The family resettled in Taiwan.  It was there in 1959 that Mrs. Edwards met her future hus-

band, Robert Randle Edwards, a young US Navy officer from Alabama who had studied 

Mandarin.  The couple married in 1961.  Mr. Edwards was threatened with early discharge 

from the Navy for marrying "an aborigine."  

 

The couple moved to the US in 1961, first to Massachusetts and then the New York area, 

where Mr. Edwards was a professor of Chinese law at Columbia University.  

 

Mrs. Edwards was a person of many talents and active hobbies including cello, cooking, 

and letter writing.  She received a bachelor's degree in General Studies in 1981 from Co-

lumbia University.   She suffered from hypoparathyroidism and was an advocate for fellow 

victims of the disease.  

 

Survivors include her husband; her children, Lee Edwards of Beijing, China, Sue Edwards 

of Washington DC, and Jon Edwards of London, England; and eight grandchildren. 

 

 

 

 

 

It’s June In January…Because I’m In Tetany 
(by Anne-Marie Smith) 

  
Yessirree! It‟s sure is hot up here in January!  It‟s about -15 degrees Celsius out there…
that‟s about 0 degrees Fahrenheit and we‟re sitting in our little Mazda truck with the heat 
cranked up really high and my heated seat pad plugged in to keep me even 
warmer.  Marc, my husband, is sweating buckets while trying to get some Calcium Car-
bonate powder mixed with Apple Juice past my lips that are doing a great imitation of Pop-
eye‟s grin.  I‟m spouting nonsense sounds and if something strikes me as funny, by golly, I 
can‟t stop laughing.  If I have a fleeting sad thought I cry my heart out and suddenly, it‟s 
over!  Emotionally labile is what that low calcium can make you…amongst other things! 
 

 

My low-calcium repertoire includes Crazy Mouth (not to be confused with the Popeye one) 
or the one I mentally call Largemouth Bass Mouth where I feel like a fish on a tugging 
hook.  Then there‟s some nasty facial squinting which is really embarrassing  when you‟re 
being driven through town hastily to get home and lie down but I‟ve kind of  given up caring 
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about this.   We live in a really small country town so that helps…maybe if we could find a 
pipe to accessorize.   
 

There is sometimes scary head-shaking though I am not possessed.  There are always 
painful hand cramps that twist muscles in ways I wouldn‟t dream of, sometimes even a 
forearm torque or full-back torque.  The funnier gestures include choir conducting and  
unfortunate gestures that may appear rude.  Believe me, my thoughts are pure…most 
times I‟m thinking „that Calcium or that Ativan should kick in sometime soon…I hope…‟   
 
One time, we were grocery-shopping in the “big city” up the line and luckily we managed to 
park the truck in a fairly deserted area of the Wal*Mart lot…yea, for big box stores!  We 
were facing an undeveloped area and were just in time to witness a couple Snowshoe 
Hares in full Spring Fever.  I couldn‟t take my eyes off them, literally. 
  
This is “The Truck Method”.  It works in all vehicles with a heating system.  Popeye pipe  
optional. 
  
I developed hypoparathyroidism after Thyroid Cancer surgery in 2001.  When I lived down 
South in the Big City, I went to the emergency room for years, sometimes freezing to death 
in full tetany on an isolated gurney for up to 7 hours.  I eventually developed hypercalce-
mia and nephrocalcinosis from calcium injections - all the while still having full Tetany at-
tacks due to the wild fluctuations.  This attracted a LOT of very negative attention from the 
medical staff and built a nice psych file in my medical profile.   
 
Eventually I was denied calcium treatment and had to struggle, with the help of a great en-
docrinologist and my GP to get the calcium levels as low as livable – low to normal lev-
els.  With the help of my GP and my husband, I decided to bring my treatment home. 
  
At home (or In the Truck!): 

 There is less stress in the overall environment. 
 You are with a person or people who UNDERSTAND. 
 You know treatment is coming, and that you will be out of this mess soon. 
 You are treated like a person, not an illness.  Love goes a long way. 
 You can return to normal activities and not have to wait to be discharged and find 

your way home when fragile. 
  
IMPORTANT: My husband is aware that should I develop severe laryngeal spasms to call 
911 – our local hospital is 5 minutes away. 

 
Usually, prompt treatment means not even having to go the way of severe laryngeal 
spasms. 

 
I have found over the years that whatever muscles I use will spasm – it makes sense to 
not have to give your life/medical history when your laryngeal muscles are compromised 
and time is running out. 
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I still carry a document with all my info despite the fact that we treat at home. 
 

 

Along with our GP‟s ongoing support and regular calcium and creatinine monitoring, we 
have established this “Best Possible” treatment scenario:  The Heat Tent:  getting me 
home, into bed, sub-lingual Ativan, Calcium and then using a blow-dryer to heat up the 
space under the comforter where I‟m just a twitchin‟ away…yes, my husband is also an 
expert shot with the heat gun! 
  
I stopped counting my tetany attacks sometime a couple of years ago.  It‟s part of my life. 
I‟d rather count the new chicks in the robin‟s nest, or get excited about the sprouting cro-
cuses in Springtime. 

 
For those of you who don‟t know the song "June In January":  it goes something like 
this…"It‟s June In January, because I‟m in Love." 
  
To my husband Marc, Thank you, you make my life livable. 

  
(Marc  St.Louis  and  Anne-Marie  Smith  met  in  June  2006 and  were  married on  February 

15
th

 2008.) 

 

 

 

 

 

 

 

 

 

ASK THE DOC 
 

 

My 20 year old daughter has HPTH GATA3 Genotype. On the pathology report it 
says that this mutation has not been previously reported. She is hearing impaired 
and has kidney troubles as well as cataracts developing. I was wondering if anyone 
else has this type of HPTH? She has had it since birth and was diagnosed at age 17.  

- Concerned Mom in Australia  
 
 
The syndrome of human hypoparathyroidism, sensorineural deafness and renal abnormal-
ity (HDR) are rare disorders associated with GATA3 mutation or deletion.  It was first  
described in 1977, several cases have been described in the Japanese population and in 
other part of the world.  The mutation or deletion of part of the gene lead to the inactivation 
of GATA3 which has a quantitative role in the normal development of the parathyroid 
glands, auditory system and kidneys.  It is the inactivation or the insufficiency of the gene 
expression which lead to this disorder during the normal development of the embryo  
during pregnancy.  It remains a very rare cause of hypoparathyroidism.  
 

[Dr. D’Amour is  at the University of Montreal Hospital, Quebec, Canada] 
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Fourth International Patient Conference 
June 4-5, 2010 

Hilton Washington DC/Rockville Hotel 
1750 Rockville Pike 

Rockville, MD 
(301) 468-1100 

 
4ÈÅ ÂÅÓÔ ÐÁÒÔ ÏÆ ÔÈÅ ÃÏÎÆÅÒÅÎÃÅ ÉÓ ȰÂÅÉÎÇ ÁÂÌÅ ÔÏ ÌÉÓÔÅÎ ÔÏ ÁÎÄ ÁÓË ÑÕÅÓÔÉÏÎÓ ÏÆ ÔÈÅ ÅØȤ

ÐÅÒÔÓȣȢÔÏ ÔÁÌË ÔÏ ÏÔÈÅÒ ÐÅÏÐÌÅ ×ÈÏ ÈÁÖÅ ÔÈÉÓ ÒÁÒÅ ÄÉÓÅÁÓÅȢȱ 
-2007 Conference Attendee 

The conference will feature selected speakers chosen from the medical communities and 
pharmaceutical industry to help increase your knowledge about all forms of hypoparathy-
roidism, what is being done to find more effective means of treating it, and how we can im-
prove our lives and live with hypoparathyroidism.  You will have opportunities to meet 
other members from around the world.  
 
Arrangements have been made with Rockville Hilton for a limited number of rooms at a 
rate of $109 per night plus tax,  with this rate starting on June 2  and ending on June 7, 
2010.  To register call the hotel and let them know you are attending the Hypoparathyroid-

ism Association Conference.  This rate is not available on the internet. 
 
Cost for the conference will be $75 (USD) per person for the conference and $25 (USD) 
per person for the banquet to be held the evening of June 4th. 

Here is how you can reduce your conference fees: 

 Register before April 1st and receive an additional $10 discount; after that date but be-
fore May 1st receive a $5 discount. 

 Become a member and receive $10 off your conference fee (better yet become a life-
time member and receive $15 off your conference fees for the rest of your life). 

So if you become a member and register early you can receive up to $25 off conference 
fees. Or if you prefer to look at it another way, you have a free dinner! 

You can now register online at www.hpth.org!!! 

Please make plans to attend. It will be worth it!! 
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REGISTER TO BE A MEMBER:   

 

You can register with your check or money order (in USD), and mail it, along with this form, to HPTH 

Association Inc., P.O. Box 2258, Idaho Falls, ID  83403.    
 

I would like to become a member:  

1 yr……….. $25.00  

2 yr……….. $45.00   

Lifetime…….$210.00   

Name:________________________Phone:_________________E-mail:_________________ 

Mailing address:_____________________________________________________________ 

_________________________________________________________________________ 

Additional members:_________________________________________________________       

         Total $_______________(in USD) 

------------------------------------------------------------------------------------------------------------------------- 

TO REGISTER FOR THE CONFERENCE:   

 

You can register by check or money order (in USD), you can mail it along with form below to: HPTH 

Association Inc., P.O. Box 2258, Idaho Falls, ID 83403.  

 

Date of Registration:__________________________________  

Name: _________________________________________Phone: ___________________  

Mailing Address: ___________________________________________________________  

_______________________________________________________________________  

E-mail Address: _________________________________  

Conference:______________$75.00 Per Person  Banquet:_____________$25.00 Per Person 

Names of people attending: _____________________________  

                                         _____________________________  

                                         _____________________________  

                                         _____________________________  

                                         _____________________________  

I am already a paid member:________________(subtract from Conference Fee accordingly)  
           (enter type of membership)   

1 year membership.......................subtract $10.00 from Conference Fee (member only) 

2 year membership.......................subtract $10.00 from Conference Fee (member only) 

Lifetime membership....................subtract $15.00 from Conference Fee (member only) 

 

Before April 1st - subtract $10.00 from Conf. fee for each person attending.  

After April 1st but before May 1st - subtract $5 Conf fee for each person attending.  

After May 1st - no discount.  

 

All discounts will be calculated based on the postmark of the registration.  

 

Enclosed is my check/money order for:                                  Total $ ______________ (in USD).  

 

No refunds will be given. In the event of cancellation (by you) your conference and banquet  

registration fees will be converted to a tax-deductible donation.  
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BioMedSearch.com - A Search Engine 
 

We have been informed there is a new search engine available which will make it easier 
for us to search for articles and information about hypoparathyroidism. 
 
The web site is more comprehensive than PubMed or any other free site.  
 
“BioMedSearch is an enhanced version of the NIH PubMed search that combines Med-
Line/PubMed data with data from other sources to make the most  comprehensive bio-
medical literature search available. 
 
BioMedSearch also provides advanced account features that allows saved searches, 
alerts, saving documents to protfolios , commenting on documents and portfolios, and 
sharing documents with other registered users.   
 

Registration for BioMedSearch is free.” 
 
The web indicates they have 4894 articles on hypoparathyroidism alone!  Happy Hunting!! 
 
 
 

 

 

We Need YOU!  - NPS Clinical Trial 
 
Just another update and reminder that NPS Pharmaceuticals is currently conducting a 
Phase III Clinical Trial of REPLACE (the 1-84 PTH  hormone) in various cities throughout 
the world.  If YOU are interested in being a part of the solution to the disease that has in-
vaded your life, check our Patient Studies page on our site for more information. 

 

 

 

 

The Power of Mascara 
(by Christina Barnes) 

 
Acquiring HPTH has dramatically changed my life as I am sure it has yours in many ways.  
However instead of discussing the never ending medical dramas and frustrations over in-
ept doctors, I wanted instead to muse over the changes in our psyche.  This article is 
about the elemental changes in who we are and some simple tips on gaining a piece of 
our selves back. 
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I use to be,“that girl,” who never left the house without fixing her hair and applying at least 
mascara, blush and lipstick.  Now, I rarely leave my home or fix my hair, and I  have had 
the same tube of mascara from when I got sick 2 ½ years ago.  And, yes the tube of mas-
cara has collected dust along with my blush and lipstick while I have struggled to stay 
alive.  The strange thing is that focusing on staying alive has let part of  me die.  I am sure 
that many of you may feel the same way.  Maybe you look in the mirror and don't see your-
self anymore.  Or you may not be able to do the same things that you use to do- like run-
ning, yoga, partying with friends, or the simple act of getting up and getting dressed every 
day.  All of this is so sad and frustrating that often simple things are overlooked that could 
bring a little bit of you back.  Holding on to the that little piece of yourself can make a huge 
difference for those of us who have lost so much. 
 
This Christmas my sister, Jessica, got some simple things for me that have brought back 
to me a little piece of my old self, and I want to share them with all of you.  Now, maybe 
you aren't often bed ridden and can function daily but I can't and these things meant the 
world to me.   
 
First lets remember the days when we could wash our hair everyday, give it a good blow 
dry and style it as good as our skills allowed.  Well, now I just wish for clean hair!  I'm on a 
24hr. Calcium and Magnesium IV pump - so showering everyday is a thing of the past.  
And whoever says, “oh, just put a plastic bag over your port and tape it to your skin so no 
water can get in,” is an idiot and obviously has never had an accessed port before and 
never tried to take their lame suggestion to use.  Believe me - I tried several times using 
several types of bags and tapes and ultimately felt less like of a person, and even more 
like a sick and deranged plastic bag taped up piece of flesh.  I mean, it really defeats the 
purpose doesn't it.  Also, having someone else wash your hair for you isn't often practical 
and is usually humiliating.  This is where my sister came in and helped save me, my hair, 
and my pride.  DRY SHAMPOO!!!!  And forget about that gross stuff they give you in the 
hospital, that leaves your hair feeling weighted down and somehow dirtier than when you 
started as it dries.  The stuff Jessica found is in an aerosol can, and you use it like a hair 
spray except you spray it on your dirty roots and rub it in with your hands.   
 
My two suggestions which I have tried are: Ojon's Rub-Out Dry Cleanser ($20) and Tigi's 
Rockaholic Dirty Secret Dry Shampoo ($15).  Men could definitely use the Rockaholic 
product as it doesn't smell girly at all - just clean.  The Ojon product has a more feminine 
scent.  I recently caught a virus was sent to the ER and had been in bed  for 5 days.  Be-
lieve me, I didn't care a twit about personal hygiene those last days but then my nasty hair 
got to me. I used my Rockaholic dry shampoo, and I snatched a piece of myself back from 
the clutches of that thing called sickness.  I did some research and found that beauty-
deals.net is the most inexpensive way to order these products.  They give you a 10% off 
coupon code which reduced my shipping to $4.78, and it was very easy to order online.  
Just enter Rockaholic or Ojon into the search tab and it will pull up a list of products, scroll 
down untill you see the names I listed and order it.  Beauty First stores also carry the prod-
ucts if you can get out of the house but their prices are a bit higher. 
 
As far as bathing goes I would suggest getting a nice smelling bubble bath, and if you can 
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afford to indulge yourself please try bath salts.  Bath salts are usually made with magne-
sium and can actually help your muscles relax more.  When you are too tired to  
take a bath or shower, try Premium Frsh'N Up Personal Washcloths from Walmart.  They 
are made for adults, don't dry your skin out even more than it already probably is, and 
don't smell strong or leave a residue on your skin.  They cost $2.54 for 48 cloths.  I use 
these when I'm just too tired to do anything else.  Nothing is as good as fresh water on 
your skin but these are the next best thing. 
 
Also, don't underestimate the power of baby powder.  I think an older generation believed 
in this stuff and like many other things they had good reason too.  Please purchase a pow-
der puff from beautydeals.net for a little over $2 or from some where else, to go along with 
your baby powder.  If you don't, you'll find yourself like me... frustrated that I couldn't get it 
where I wanted it to be - on my body, without covering the bathroom sink and floor with a 
fine white residue. This stuff just makes you feel more like the person you used to be, and 
isn't that the point?  Even if it is just baby powder and slightly reminds you of your grand-
mother, which for me is a lovely memories. 
 
The next thing my sister got me was a new tube of mascara and mascara remover.  She 
instructed me to use up the mascara remover within the year.  It's not a difficult request 
and I'm making more of an effort to use my new mascara, even if I am just at home. And, 
while I apply the mascara to my lashes I take a little piece of myself back from the dreaded 
complications, trials and disappointments that are such a part of our lives when dealing 
with HPTH.  Maybe mascara's not your thing, but use it as a metaphor for whatever was 
your thing and try every once in a while to take a piece of yourself back. 
 
 
 
 
 
 

Our Newsletter Needs a New Name 
(by Carol Sanders, Board Member) 

 
Shhhh, whisper, whisper - don‟t tell Jim, but we need a better name for our Newsletter.  
Something creative.  So as an incentive to get suggestions, I am prepared to pay the  
winner‟s banquet fee at next Patient Conference in June 4-5, 2010 in Rockville, MD.  To 
submit your suggestion(s) please email me at csanders@hpth.org. 
 
 
 
 

 

 

 

 

OPEN YOUR SOUL TO ALL POSSIBILITIES ! 
- Rose, Brazil 
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German Oven Pancakes 
(from the kitchen of Carol Sanders) 

 

 Mix Blender: 
  
 3/4 Cup flour    1/3 Cup sugar 
 
 1-1/2 Cup milk    3 eggs 
 
Blend well, then immediately pour into an 8 inch square cake pan (glass works better) that 
has been heated in a 450 degree Fahrenheit oven.  ¼ cup butter should be placed in the 
pan just before reaching temperature.  You want it melted not burned.  Give the blender 
one more whirl and pour immediately into the pan.  Bake at 450 degrees Fahrenheit for 20 
minutes.  Turn oven down to 350 degree Fahrenheit for an additional 10 minutes.  Serve 
with powdered sugar and lemon juice, or spiced apples, or your favorite topping.  This  
recipe can be doubled, tripled, etc.   
 

          

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

 

Nutrition Facts 
User Entered Recipe 

  4 Servings 

 

Amount Per Serving 

 

  Calories 352.5 

 

  Total Fat 17.3 g 

 

      Saturated Fat 9.6 g 

 

      Polyunsaturated Fat 1.1 g 

 

      Monounsaturated Fat 4.9 g 

 

  Cholesterol 197.2 mg 

 

  Sodium 167.0 mg 

 

  Potassium 74.2 mg 

 

  Total Carbohydrate 39.1 g 

 

      Dietary Fiber 0.6 g 

 

      Sugars 21.2 g 

 

  Protein 10.2 g 

 

 
  Vitamin A 15.3 % 

 
  Vitamin B-12 6.7 % 

 
  Vitamin B-6 3.1 % 

 
  Vitamin C 0.3 % 

 
  Vitamin D 6.9 % 

 
  Vitamin E 3.1 % 

 
  Calcium 13.3 % 

 
  Copper 2.0 % 

 
  Folate 15.2 % 

 
  Iron 9.2 % 

 
  Magnesium 2.3 % 

 
  Manganese 8.4 % 

 
  Niacin 7.1 % 

 
  Pantothenic Acid     5.9 % 

 
  Phosphorus     9.5 % 

 
  Riboflavin 18.5 % 

 
  Selenium 28.2 % 

 
  Thiamin 13.9 % 

 
  Zinc 3.9 % 
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Company Joins National Organization for Rare Disorders 

(NORD) in Global Fight Against Rare Diseases 

BEDMINSTER, N.J.--(BUSINESS WIRE)--February 26, 2010-- NPS Pharmaceuticals, a specialty pharmaceutical 

company developing innovative therapeutics for rare gastrointestinal and endocrine disorders, announced 
today its support for the second annual U.S. Rare Disease Day observance on February 28. Rare Disease 
Day aims to call attention to the 7,000 rare diseases affecting people throughout the world, including nearly 
30 million Americans.  
 
"Patients with rare diseases are a medically underserved population in every country," said Francois Nader, 
M.D., president and chief executive officer of NPS Pharmaceuticals. "At NPS, we have dedicated ourselves 
to developing drugs that target the underlying cause of rare diseases. We are currently focused on two seri-
ous orphan conditions: short bowel syndrome (SBS) and hypoparathyroidism, and are developing GATTEX
(R) (teduglutide) and NPSP558, respectively, to address the serious unmet needs of patients with these rare 
disorders. Patients with both of these conditions face significant challenges and current palliative treatments 
are associated with serious co-morbidities."  
 
SBS typically arises after a significant bowel resection, usually due to Crohn‟s disease or cancer. Without 
enough bowel to naturally support their nutritional needs, these patients are left dependent on infusions of 
parenteral nutrition (PN), the cost of which can exceed $100,000 annually per patient. PN use is associated 
with potentially life-threatening complications including sepsis and liver damage, and reduced quality-of-life 
due to the time required for and consequences of frequent access to an intravenous pump.  
 
"Because of my need for infusions, I never get a full night sleep. It been like caring for a newborn baby for 
over 28 years without a break," said Tom Sanford, a Vietnam-era veteran who underwent two bowel resec-
tions because of Crohn‟s disease in the early 1980s. With only 18-inches of small bowel left, Sanford, a soil 
conservationist from upstate New York, has been dependent on nightly infusions of PN ever since his last 
surgery in 1982. "The quality of my life would improve substantially if a new treatment could allow me to 
avoid my PN-infusions for even one night a week."  
 
NPS is currently enrolling patients in a Phase 3 study of GATTEX (teduglutide) known as STEPS. STEPS is 
an international, double-blind, placebo-controlled safety and efficacy study to confirm previously-reported 
data that showed GATTEX was well tolerated and had a beneficial impact on reduced PN dependence in 
short-bowl syndrome patients.  
 
The company is also currently enrolling hypoparathyroidism patients into REPLACE, a double-blind, placebo
-controlled Phase 3 registration study aimed at demonstrating that once-daily subcutaneous dosing with 
NPSP558 over a period of 24 weeks is a safe and effective treatment for patients with this rare condition.  
 
Hypoparathyroidism is a rare hormone deficiency disorder in which patients are physiologically unable to 
regulate the levels of calcium and phosphates in their blood due to insufficient levels of endogenous parathy-
roid hormone, the body principal regulator of serum calcium and phosphate levels. Hypoparathyroidism can 
lead to low blood calcium or hypocalcemia, leading to weak bones and other serious neuromuscular compli-
cations such as, tetany, seizures or altered mental status. Patients currently manage hypocalcemia with high 
doses of calcium and vitamin D analog supplements. Unfortunately, long-term use of high doses of calcium 
can lead to organ calcification and kidney failure. If approved, NPSP558 would be the first hormone replace-
ment therapy to target the root cause of hypoparathyroidism and return the body to a physiological state.  
 
In 2001, doctors found a tumor on one of Terri Dempsey‟s four parathyroid glands -- and after two surgeries, 
all four of the Lakeland, Florida-resident parathyroid glands had been removed.  
"I was told to go home and take calcium supplements," she said. "Three days later, my 14-year old daughter 
found me in full seizures. For the next three years, as everyone from psychiatrists to infectious  
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disease specialists struggled to understand the cause of my seizures, I went to the emergency room hun-
dreds of times and endured brutal and unnecessary treatments. The seizures caused me to lose brain func-
tion to the point where I had to re-learn how to perform common daily activities like grocery shopping."   
 
Eventually, doctors confirmed that Dempsey had hypoparathyroidism.  Dempsey entered a Phase 2 study of 
NPS NPSP558 at Columbia Presbyterian Hospital in New York.  
 
"Had I not been able to get to New York to receive this medication, I have no doubt that I would not be alive 
today," she said. "Also, I don‟t have to endure the constant seizures."  
 
An orphan indication for a rare disease is defined as having fewer than 200,000 patients in the United 
States.  
 
"We are dedicated to working with key patient groups like the National Organization for Rare Disorders 
(NORD) to increase awareness of conditions like SBS and hypoparathyroidism so both patients and physi-
cians understand these diseases and recognize the symptoms," Dr. Nader said. "The development of safe 
and effective treatments for rare diseases is a unique collaboration in which companies like NPS work with 
partners in the patient community and research to improve the lives of those affected. We‟re pleased to put 
our support behind Rare Disease Day."  

About Rare Disease Day 
 Rare Disease Day was launched by the European Rare Disease Organization, EURORDIS, in 2008. Last 
year, EURORDIS asked NORD to sponsor Rare Disease Day in the U.S. Rare Disease Day also is observed 
in other parts of the world, including Canada, Australia, China and--for the first time this year--Japan.  

About NPS Pharmaceuticals 
 NPS Pharmaceuticals is developing new treatment options for patients with rare gastrointestinal and endo-
crine disorders. The company is currently conducting two Phase 3 registration programs. Teduglutide, a pro-
prietary analog of GLP-2, is being evaluated as GATTEX(R) in a Phase 3 registration study known as 
STEPS for intestinal failure associated with short bowel syndrome and is in preclinical development for gas-
trointestinal mucositis and other pediatric indications. NPSP558 (recombinant parathyroid hormone 1-84 
[rDNA origin] injection) is being evaluated in a Phase 3 registration study known as REPLACE as a hormone 
replacement therapy for hypoparathyroidism. NPS complements its proprietary programs with a royalty-
based portfolio of products and product candidates that includes agreements with Amgen, Kyowa Kirin, Ny-
comed, and Ortho-McNeil-Janssen Pharmaceuticals. Additional information is available at http://
www.npsp.com.  
 
"NPS" and "NPS Pharmaceuticals" are the company‟s registered trademarks. GATTEX(R) is the company‟s 
registered trademarks in the U.S. All other trademarks, trade names or service marks appearing in this press 
release are the property of their respective owners.  
 
Statements made in this press release, which are not historical in nature, constitute forward-looking state-
ments for purposes of the safe harbor provided by the Private Securities Litigation Reform Act of 1995. 
These statements are based on the company‟s current expectations and beliefs and are subject to a number 
of factors and uncertainties that could cause actual results to differ materially from those described in the 
forward-looking statements. Risks associated to the company‟s business include, but are not limited to, the 
risks associated with any failure by the company to successfully complete its preclinical and clinical studies 
within the projected time frames or not at all, the risk of not gaining marketing approvals for GATTEX and 
NPSP558, the risks associated with the company‟s strategy, the risks associated with the company‟s auction
-rate securities, as well as other risk factors described in the company‟s periodic filings with the U.S. Securi-
ties and Exchange Commission, including its Annual 
Report on Form 10-K and Form 10-Qs. All information in this press release is as of the date of this release 
and NPS undertakes no duty to update this information.  
 

SOURCE: NPS Pharmaceuticals, Inc. Copyright Business Wire 2010  



P.O. BOX 2258 

IDAHO FALLS, ID  83403 

 
 

Make plans to attend the HPTH 

Conference on  

June 4-5, 2010, 

in Rockville, MD!!!! 
(see page 8 for more details) 


