THE STORMY STORY
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Imagine a ball of long beautiful white hair and an attitude to match….and you will get an image of my Stormy.  
I first met Stormy when I flew from Baltimore to Atlanta to get her.  She was sassy, oh so very sassy.  The first time I saw her, I watched this little bundle of cuteness behind a puppy gate, and  I could see the life in her eyes.  She was absolutely adorable, very small, much smaller than I usually like, but what really caught my heart was her sassy attitude and the look in her eyes.  I was brave, surely this 3lb fluff ball was not a threat, there is nothing to fear and besides I have been a Maltese mom for 17 years…So, I bent over the puppy gate to pick her up and SNAP there was the nip from this tiny ball of fur.  Now, this nip  was not enough to do any harm but it certainly got my attention!!  Well, that was nearly 3 years ago and how things have changed.  Stormy was always full of sass and tons of life or what I like to call “SPRITE”, she was an amazing little girl that changed my life forever.  So, here is my Stormy Story.
Nov 2005,  we had moved from the DC metro area to Virginia Beach.  We were in the process of building a new home and so, we were living in a small 2 bedroom condo until the house was complete.  Well, Ms. Stormy has 2 sisters, Ms. Pushie and Ms. Razzy, none of which were very excited about moving into a condo from their previous home.  In fact there was rumor that they were going to contact their lawyer if they didn’t get a house soon. Hehehehehehe.  Can’t say I blame them, I wanted to contact my lawyer too.

For the most part everyone was doing fine, adjusting and actually acting happy.  The holidays were approaching and the house was just about done…YEAH…..   The house had taken much longer than expected and so we were all very excited and anxious to get into the big house…Well, anything seemed big after the condo….The one thing I looked forward to most was to watch the girls just run and play all over the house.  The floor plan was very open and they could just run and play everywhere.  That was the one thought that would make me smile when all else had gone wrong in the day.

One day, Ms. Stormy seemed a little different, nothing real specific but different.  Later that day she still seemed different and so the next day we were off to see Dr. Carpenter, her local vet.  Dr. Carpenter was still not sure about me.  We were new clients and let’s say I am a very involved puppy mom.  Well, that day proved to be the beginning of a very long road for all of us.  Stormy received all the usual, labs, X-ray, exam and nothing showed up.  Everything was normal except Stormy did not seem herself and she was not really walking, her head was slightly tilted and she was favoring her back right end.  
From there we went to see a specialist, she agreed that there was something wrong but not sure what it was.  The specialist ran all kinds of test. Again, everything in her blood was normal, and even her behavior was a little better, she was walking….healthy as a horse I recall him telling us.  The next day Stormy did not eat, this is day 2 and now she is taking pain medication for what appears to be pain in the right hind end area.  That very night Stormy woke us up screaming, a scream that will tear your heart out.  We had no idea what was wrong.  After several minutes she stopped and I just held her and cried.  I knew something was really wrong.  She was healthy that is what they told me.  
The next morning back to Dr. Carpenter’s we went, this time Stormy was doing worse.  Lin, my husband was waiting back at the house for news on Stormy.  I had called my dearest friend in tears - I was so afraid, so scared that we were going to lose Stormy.  Well, my friend called a friend of hers at UT and that friend called Lin and said Stormy is welcome here, we will fit her in.  She even gave us the name of a doctor and told us to call her.  What a wonderful thing to do for us.  Well, that was all the way in Tennessee and I needed to get Stormy to a specialist sooner.  Dr. Carpenter called NCS in Raleigh and they agreed to see her as an emergency, and told us to get there as soon as possible.  Dr. Carpenter filled out all the necessary paperwork and faxed it to the university and then called the specialist we had seen the day before and asked for him to send all the test results to the University.

I held my little girl whispering in her ear “we are going to get you help and they would make it all better, we are going to see the Big DOCS”…I was scared.  I think I told her this as much for her as for me.  The vet tech at Dr. Carpenters agreed to stay at the house with Razzy and Pushie while we were up in North Carolina.  Thank goodness she was available to help us, we trusted her and we had never left the girls with anyone.  Yes, I guess one would call us over-protective parents, but we don’t mind…Stormy was quiet all the way there, 3 hours and she did not even move.  She just lay there in my arms occasionally looking up at me with those big black eyes.  These were not the same eyes I had always known, these eyes held fear, of something is wrong with me, please help.  I tried to keep my mind from racing, from concocting all kinds of horrible thoughts.  Lin was quiet as he drove us down the interstate.  Once in awhile he would ask “How’s she doing”, and then reach over and lightly pet her, I could see in his eyes he too was scared.  
We arrived at the University and within minutes we were in a room and there was a doctor, taking Stormy’s history, watching her, listening to our story.  The doctor was a lovely young lady from Canada; I was so relieved that someone was taking care of her.  After the first doctors assessment a second doctor came in and introduced himself.  He immediately started his own assessment of Stormy.  In fact he gave her the once over.  I was very impressed, I think Stormy was thinking  WOW..he’s the BIG DOC.  He checked her eyes, her reflexes, her gait, her balance, her little toes, her attitude, resistance and gosh knows what ever else, he was checking everything……He decided that additional tests were needed and an MRI and spinal tap.  My heart was thumping really loud.  I am sure he could hear it…without a stethoscope… As I quickly signed all the consent forms I thought to myself, You are a nurse, you understand all this language, the risks, the tests and why they need them, you know that an MRI can tell you so many things and along with labs, spinal tap and X-Ray but I was so crushed that these tests had to be done to my little girl.  To me this meant it was serious, real serious.  I held her while the tears were rolling down my face and promised her she would be fine that mommy and daddy were here with her and we would find out what was wrong and make her better.  I kissed her sweet little face and she licked my tears.  Such a precious little baby.  I remember asking him “What if you do not find what you are looking for, His reply was simple “ We will.”  Well, that BIG DOC is Dr. MacKillop and he was going to be the neurologist that took her case.  

That night we stayed at a hotel while Stormy stayed in ICU.  I made several calls to family and  friends explaining to everyone what was going on with Stormy.  Through all the tears, their were words of encouragement and hope, prayers and blessings.  We are so grateful to have so many friends and family that care.  My dearest friend Donna (Stormy’s Aunt) was my rock.  I could hear in her voice she was afraid, but she did not show a drop of fear just love and concern.  Some of those kind words of encouragement she gave me that night ring again and again as I have gone through the process of this disease.  
We did not sleep that night and could not wait to see Stormy the next day and hear what the BIG DOC had to tell us.  I was so very hopeful… Well, after we talked with Dr. MacKillop they still needed several hours for some of the test to come back and in fact several of the tests would take weeks to complete….Weeks..I thought….this is serious…real serious. Later that afternoon we met with him again and he showed us the results of the MRI and explained what they had found.  I recall feeling weak at my knees and sick to my stomach.  I sat there holding back the biggest crocadile tears ever and numb.  The news was not good, and very scary.  Stormy was much worse off than her clinical signs revealed.  There was massive swelling though her spinal track and the spinal tap showed a white blood cell count of 900,  this count should normally be about 5.  Bottom line was she was a very sick little girl and they were pretty sure it was a disease that carries a very scary and poor prognosis.  Gramulomatous meningioencephalmylitis or GME.  I had heard of this neurological  disease but knew nothing about it but I did know that this was not good at all. 
At this point I could no longer hold back the tears and down my face they came in floods.  Dr. MacKillop was kind and positive as he explained all the options and what he honestly thought about her prognosis..he was honest and we needed that.  We did not know, understand or really comprehend the totality of this disease, all I understood was she was sick and it was going to take more than medicine to get her through this.  We asked all kinds of questions, Is there hope, can she get better,can she have a good quality of life, will she be able to play with toys, How long does she have??????  All these questions that really had no answers.  The next question was the hardest and the easiest to ask…..Can we please see her…please can I hold her and kiss her little face.  I was scared at what I was going to see, and scared that now we had a diagnosis…..How can I tell her it will all be okay…mommy and daddy will fix all of this, we will make you better and then take you home to your sisters….
Within minutes Stormy was in my arms, her neck had been shaved, she has an IV in each arm with pink bandages  and she looked exhausted.  I whispered to her “Stormy, we love you”, her eyes had a spark and she faintly wagged her tail and kissed my hand.  At that moment I knew she was okay for now, she was well taken care of and she had the best medicine had to offer.  I held her as Dr. MacKillop explained the next steps in detail.  Stormy seemed restful as she lay in my arms…my heart hurt so bad, so deep but holding her made me feel so much better.  To feel her against me resting gave me hope.
That evening she was started on a course of medication that would hopefully start to suppress the immune response causing the GME and maybe she would start feeling better.  She stayed in the hospital another 3 nights and 2 days.  We stayed at the hotel.  My heart ached for her and for us.  Again, calls to family and friends, we received more love and support.  Another call to Donna, I just cried, she cried with me.  She had already lost her heart once to a little white bundle of fur to GME, Not again…Oh, please not again.  Finally Stormy was stable enough to bring home.  I don’t know that Lin and I were stable but we were ready to take her home and love her.  We were afraid, what if something happened and we were nearly 3 hours away from the University.  We left for home with a sheet of instructions, a bag of medications, phone numbers, and the date for our next visit in 3 weeks.  Dr. Carpenter (our local vet) had been kept up-to-date on Stormy and what was needed during these 3 weeks.  The drive home was quiet.  Stormy slept most of the way and that was good, at least I knew she was not in pain while she slept, even the smallest twitch seemed magnified due to her illness.  Once we go home, the house rearranging started.  We moved the dining room table out of the dining room and the air mattress took its place. The area surrounding the mattress was surrounded with blankets, so she would not even stumble a few inches.  I made the bed and placed Stormy on it as Pushie and Razzy sniffed her all over.  That night was the first night home and we were all quiet.  I prayed so hard that night.  I was so tired, beyond exhaustion both emotionally and physically.  I needed sleep and so did Lin.  I prayed for God to watch over Stormy while I slept for just a few hours.  God answered my prayers and I would awake and she would be laying close just sleeping.  I watched her breath, her little breaths, her chest moving up and down, I cried as I watched her, the tears so real, so painful so full of love for this little girl.    The other girls were in bed with Lin but would not settle, they wanted down, they wanted to be close to me and Stormy.  Lin placed both girls on the floor and on the air mattress they came.  Each dog was very careful as they stepped across the bed to Stormy. Now for those of you who may not know,  Maltese’s’ are not known for their consideration of others, especially if that means having to actually step over one of the other puppies that may be in their path….So, this caution on their part was truly two little babies telling me and Stormy they cared….Pushie stayed so close to Stormy, right up against her, every now and then she would sniff her back and head.  Pushie knew something was very wrong, I could see it in her eyes and behavior.  Razzy was just confused, she wanted to play and Stormy, her best friend  would not play.  Stormy would just look at Razzy and not even move.  Razzy then tried to play with Pushie, well that went no where fast….Pushie stopped that without a second thought.  Razzy decided it was bed time and she was going to sleep if no one would play with her….Stormy slept that night…I did not nor did Lin.  We were both tired but our love and concern kept us going.  I am a nurse and I was working nights at the hospital at this point so someone was home with Stormy 24 hours a day to care for her and give her medicine.  Over the next 3 weeks there was more improvement each day, some days were better than others.   We talked with Dr. MacKillop every other day and our local vet nearly every day.  Everyone was concerned and all wanted to help.  I was grateful for these calls, they were my lifeline, they helped me take care of Stormy and keep my head focused on what we could do instead of what I could not do….Which was make her better….And as a mom this was probably the hardest idea for me to except.  I know that there are not always answers when it came to illness and treatment…I had seen for myself the challenges of treating life-threatening illness BUT…this was my little girl and I wanted to make her better…..
I was in shock at how many medications this little girl had to be on.  It was like a miniature pharmacy in our kitchen.  Stormy’s diet  consisted of her favorites, Science Diet WD, Science diet ID and boiled chicken in chicken broth….She was on massive amounts of steroids so appetite was usually not a problem.  She would stand on the counter as I dosed syringe after syringe of medication, she took every drop like a little trooper without a fuss, not even a nudge of the head.  In some ways it seemed like she knew she had to take these so she would feel better.  She would always just look into my eyes and then kiss me when the ordeal was over and she could get down.  As time went on, meaning days she continued to improve with the occasional set back.  With each and every set back I was reminded at how precious she was, how special our time was and the fear that “Today could be the LAST”.  I did not think I could possibly love this little baby anymore than I did but the truth is……..she consumed my heart, she became a part of me, my being, my spirit and my soul.  
By the middle of December all the tests were complete and the final diagnosis of GME was confirmed – well as accurately as it can be without an necropsy.  Now the BIG question was how to best treat her long term?????
Back to NC State we went, another spinal tap was done to see if there was a reduction of White Blood Cells in her spinal fluid.  There was a decrease but not even close to normal.  She was still about 100 times over the high end of normal.   More medications were added to her daily regiment.  Dr. MacKillop gave her the neuro work over and she would just look at him with love in her eyes.  She would even give him kisses.  One of the fondest memories I have of our many hours spent at the University is when Dr. MacKillop was holding Stormy close to his face and she just turned her little head and gave him a big wet one……and then held her head high as if to say “You are suckered in now”…..Suckered in was a word….Stormy had really touched his heart.  He had grown attached to this little ball of life.  When she would have to stay in her crate at the University, which was not often, as everyone carried her around, when Dr. MacKillop walked by she would bark and put up a big fuss, until he would take her out and carry her around with him.  Everyone at the hospital thought this was TOO CUTE…this little 4lb baby girl was able to get her way even with the BIG DOCS…….
We kept close eyes on Stormy, every conversation, every movement was  made with her in the front of our thoughts.  She never stayed alone, one of us was home every moment of every day.  Lin would tell me to go out and go shopping, go to the spa, get a massage and on the few occasions that I did follow his advice I felt lost, guilty and afraid that something would happen and I would not be there…so there was no sense in me trying to enjoy anything else, when all I wanted was to be close to Stormy, to lavish her with kisses to see the life in her eyes and to know that I, as her mom was doing everything humanly possible to make her feel better and most of all keep her alive.  
We finally closed on the new house and it was moving day…I was excited.  Stormy was moving around better, walking on her own and the spark in her eyes became more brilliant each day.  She was going to get to live in the big house, and hopefully run and play.  See, my biggest thrill is to watch dogs run, play and just be happy.  I wanted this for her more than anything.
In Jan we went back to the University, another spinal tap, again the results were not what we had hoped for.  It was decided at this time to start Stormy on CCNU, a chemo drug that is given orally once a month.  There was a research study being conducted at Tuffs University and there had been some success with this drug.  This drug would further suppress her immune system, but as of now it was still way too overactive, so maybe this would help bring it back to somewhere in the normal range.  Yes, it was a long shot but it was the only shot we had at this point.  I was scared of this drug, why?  Who knows, I just did not like it…Nor did I really want to give it too her.  Scientifically I understood the reason but my heart did not like it.  She was so little, so innocent and now giving her a chemo drug felt like giving her a death sentence.  I remember they let me take the drug home to administer, I guess they usually like to give it themselves, but they made the exception for us.  I remember giving her the pill and crying the whole time.  Asking myself “What are you doing”.  I told her I was sorry and that this pill was going to maker he feel much, much better.  Deep down, call it instinct, call it a gut feeling but I just did not feel comfortable with this drug.  I had to wear gloves to even give it to her, make sure the other girls did not go near her urine or #2, as this drug was toxic…..!!!!!!!!
The following week we had labs done as required to check her liver and see how she was handling the drug internally.  So far she was doing well, no problems with the chemo drug and she did seem to be doing a little better.  Dr. MacKillop kept in touch all the time making sure she was doing okay.  By the 3rd week Stormy was in terrible shape, she was worse than she was at the beginning of all of this.  Now, that I look back she did give me a few subtle signs, like her tail was pointed straight out, like that of a pointer, and her right eye was twitching.  But I did not think that these signs were that significant given all she had been through and overall she was acting happy and not showing any terrible signs.  It happened overnight, she started scratching her face, like she was trying to rip it off.  Then her head and body started to go into these contorted forms, and she started having seizure after seizure.  She would press her head so hard against my hand and it was tilted sideways.  A phone call later and off to the University we went.  Now, I am in total tears, that kind that just run down your face and keep coming uncontrollably.  Lin was driving, Stormy was in my lap continuing to seize, Pushie and Razzy were in the back seat.  Lin is driving fast, not dangerously fast but well above the sped limit on a state highway.  He is stressed, I am not sure about other husbands but mine does not handle these types of stressors well.  His focus was to get Stormy to the “BIG DOC”.  Well, naturally we got stopped by the local law enforcement.  He pulled us right into a church parking lot.  Lin is using several colorful 4 letter words at this point, as I am praying that he stops before the cop gets to the window.  Lin explained the situation to the police officer, he could clearly see Stormy was having seizures and Pushie and Razzy were barking their heads off in the back.  You’d think that just given this commotion he would of just let us go and tell us to slow down…NO, not this guy.  He was going to be the local hero.  He gave us some story about how the church people don’t like speeders.  I’m thinking “WHAT IN THE WORLD IS THIS GUY TALKING About’.  Well, he ran the plates and went through the whole normal process which took about 20 minutes to include the writing of the ticket., the whole time Stormy was having seizures and digging at her face.  Well, now Lin was hotter than a firecracker.  As we drove off  Lin looked over and asked how our little girl was  doing, my reply was “the same”.  As I held her, there were periods where she would stiffen up and then she would go limp.  Each time my heart would sink.  I prayed we would reach the University in time for them to help her, if they could.  I was not sure they were going to be able to bring my little girl out of this.  The drive seemed to take forever.  As we got closer to the University in I called on my cell and told them how far out we were.  We arrived and they met us at the door, and took her straight into an exam room and went to get Dr. MacKillop.  I was telling the resident the story and what was going on and she could see for herself that Stormy was in bad shape.  I am sure this is a case a resident did not want to take on…..but she took the all the info, listened. Dr. MacKillop walked in and took one look at Stormy, my heart started to beat again…because by this time I am sure that my heart was either beating so fast that I could not feel it or it had just stopped.  Dr. MacKillop did the normal in-depth neuro exam and agreed that there was something really wrong…..the big question was “Was this the disease, the chemo drug, or a combination of both”.  He took her, held her in his arms and explained everything he planned to do.  They started the IV’s, hooked her up to fluids, gave her calming meds and seizure meds via IV and let me give her a last kiss before we left for the night.  Oh, almost forgot, Pushie and Razzy are at the hospital too….They are in the exam room, pee wee pads are down and we were feeding them their meal….Imagine, what a site this was.  So many people stopped by to see the circus and make the sweet comment about how precious they are……as they are barking, and trying to eat at the same time.  Pushie missed the pee wee pad and all over the floor she went, one of the techs smiled and said I’ll get that, we are used to that here….I smiled back and said so I am…hehehehehe……  Lin and I tired, exhausted, scared and relieved she was in the best hands she could be in, both God’s and Dr. Mac Killop’s.  We went to the usual La Quinta hotel, they knew us and asked about Stormy and the receptionist meet Ms. Pushie and Ms. Razzy.  We checked in, got the girls all situated, fed them dinner, (they had lunch at the University) and let them run and play for a bit.  I made the normal phone calls, mom, sisters, friends, and work.  I explained the situation.  A dear friend was flying in to VA Beach to visit with me and here I was in North Carolina. I really wanted her to come and visit but I knew it would not be any type of vacation for her and surely not what we had planned….shopping, shopping and by the way a little more shopping…..I know that wanting her to still come was pretty selfish but I wanted and needed the moral support.  Thankfully, she still wanted to come and she would help me with Stormy.  That night we talked to Dr. MacKillop and he told us Stormy was resting quietly and asked us to come by in the morning.  The next morning we met with Dr. MacKillop and he explained that he wanted to keep Stormy for a few days, run additional tests.  All I could think of was “do whatever you have to do, just make her better, PLEASE.  In the past I had just stayed at the hotel while Stormy was in the hospital but I had to go and pick up my friend in VA Beach.  I explained to Dr. Mackillop that I was going to pick up my friend but would be back by late day.  He assured me that it was not necessary for me to drive back that night, he advised me to get some sleep and he would call me several times to keep me posted on the little girl.  I felt so guilty leaving her there, going home with Pushie and Razzy.  I did not even wait for Dr. MacKillop to call me, I must have called him a dozen times checking in.  We arrived home around 2:30 and I had to be at the airport by 4:00.  Once again, we got the girls situated and I made it to the airport by 4:00.  I was so glad to see my friend, to know she was there to help me through this time and she was willing to help me.  I was relieved to not be alone.  Yes, Lin is there and he is supportive, but a girlfriend is what I needed.  I think I fed Donna that night…Not sure…sure hope so…!!!  We both slept and in the morning we left for North Carolina.  We arrived at the University and I got to see Stormy, she looked really rough, tired, her sides were shaved, her eyes were stained blue-green from a dye they used to test her eyes and  her neck was shaved for another spinal tap.  Stormy’s was not doing much better at all.  I asked the inevitable question?????
“IS IT TIME  TO LET HER GO”…..I was so scared to ask the question, to hear his words, tears running down my face again or still I can’t remember.  He replied “NO”, we need to give the medication time to work.  He wanted me to take her back to the hotel that night and take care of her, give her more and different medications and keep him posted through the night.  I was reluctant.  I did not think I could care for her, I was not sure I wanted too.  I was scared, scared to do something wrong, scared something would happen, scared to see her still in such bad shape.  I must have given him the “deer in the headlight look”.  Because he assured me he was available all night and we were staying right down the road from the hospital.  Stormy had scratched her head so bad that the top of her head was bloody and scabby and what hair she had left was a huge knot.  Well, Donna and I gathered all her medications with specific instructions, wrapped Stormy in a blanket and took her back to the hotel.  Every time Stormy would start scratching at her face and head her nails would get all tangled up in her hair and she would cry and so would I.  I left Stormy with Donna, only 2 people on earth I would leave Stormy with, and that is the “BIG DOC and Donna.  I went to the store to get some food, so we could eat something, a pair of scissors to cut off the remains of Stormy’s hair and I’m sure a few other things, I just can’t remember…Oh, yeah, bacitracin for the scratches on Stormy’s head and neck.  We managed to eat, have a nice Caroline’s and coffee complete with whip cream and Stormy had taken all of her medications without a fuss.  I remember going over these medications with Dr. MacKillop and realizing all these medications are the same meds given to heart transplant patients, they are serious drugs and kinda scary.  Stormy would go from resting to digging at her face and crying.  The night was long, Stormy slept between me and Donna.  One of us was awake watching her all night, no one really got any sleep.  The next day I talked with Dr. MacKillop and we were going to stay at the hotel for as long as  it took.  So, that day Donna and I watched Stormy all day, we read a book, and I took a nap while Donna kept an eye on Stormy for me, I was so grateful.  I think I slept for 2 hours but honestly it felt like I had slept for a day, I felt so much better.  Stormy was still not doing very well, she continued to dig at her face and have mini-type seizures.  I would hold her head and support her body while she would go through these episodes.  She would be exhausted after each event and her body would go limp.  I was so scared with each passing episode.  The Big Doc kept telling me it was going to take some time for the medication to take full effect and I needed to give it more time and be patient.  Now, where in the heck was I going to find patience at a time like this….???????I was sure I had left that at home if I even had such a thing.  What I knew was tired, exhausted, scared and just wanted my little girl to feel better.
Well, we finally got to take Stormy home after several days in the hotel.  Poor Donna, some kind of vacation….I drove, while Donna held Stormy and supported her during those bad moments.  Once we got home Pushie and Razzy were all over her but with a carefulness I did not know they had…Stormy continued to have seizures, my husband asking me the question” Are we doing the RIGHT thing for her, and if so what do I do?”..  When I explained what Dr. MacKillop had told me that we needed to give the medication time to work.  I don’t think he really believed me at the moment.  I helped him support Stormy during a seizure and I could see the absolute terror in his eyes, and the pain in his face.  The days went by, each day seemed to last forever.  Donna and I actually had a few hours to shop and eat some steamed crabs……Stormy started to show real improvement by the end of the second week,  Her medication and the schedule was something that Lin and I both had to learn to manage because it was going to take both of us to get her through this.  Luckily I have some experience with medications and was able to teach Lin how to properly administer each dose.  A total of 12 medications several times a day.  Being a analytical person that he is, he created the “STORMY MED CHART” in excel and we print off a new chart every week.  It helps keep us both straight.  Each medication is listed along with the dose and the time.  As each med is given that med time is checked off.  
As the days, and weeks passed Stormy continued to improve at an amazing rate.  She started to play, to eat normal, to bark, to instigate her sisters and empty her toy box.  Her tail was curled on her back like a maltese, and she had her normal “go get um attitude”  Now I was only talking with Dr. MacKillop twice a week to report her success and he was thrilled.  It looked like she was going to do okay and maybe we could start to taper some of the medications.  I did not want to start to taper any meds until we had gone back to the University to have another spinal tap and MRI, then we would see better just where she was and which medication we could taper.  Well, that thought did not last long, In June she had a horrible seizure at 4:06 am.  Everyone was sleeping and she screamed, a scream that was so loud so scary that without even thinking in the darkness I reached down and picked up Stormy, Lin turned on the light, Stormy was stiff, her heart was beating so fast and her head was turned in a real awkward position.  She was not alert, her eyes were rolled in the back of her head.  I am not sure how long this lasted, maybe 20 seconds or so and then in my arms she went limp, lost control of her bladder and her heart stopped racing.  I thought for sure she had died in my arms.  On impulse, I shook her lightly and called her name and she was alive, and breathing, and her eyes were coming back into a normal position.  She was okay, kinda…I took her to the kitchen to see if she could walk and watch her gait and head movement.  She was alert and was walking fine and seemed to be doing okay.  I called Dr. MacKillop first thing in the am, Stormy was doing good with no apparent residual effects from the event just several hours before.  Seemed like I was the only one that was still suffering.  We had an appointment in several weeks but moved it up to the next day.  The rest of that day Stormy continued to do well and not show any signs of being sick.  We went to the University again the next day for another spinal tap and MRI.  The spinal tap was GREAT…not normal but there was a marked improvement, the MRI showed 2 news cavitations in her brain, in an area affecting her personality and balance.  So far these  new areas did not seem to be bothering her and she was running around like a puppy should.  The MRI also showed that the massive amount of swelling that had engulfed her spinal track was gone.  It took six months to get her to this point, a great medical report….YEAH…..YIPPEE.  I was so excited, thrilled and now I had tears of real hope…..Dr. MacKillop gave Stormy her first great check up and said she is doing wonderful, her condition is still very guarded but we’ll take it…..
We are now into the fall Sept/ Oct 2006 and it is just now that Dr. MacKillop is ready to start to taper some of Story’s meds.  This is not going to be easy.  What I have learned over these past months with Stormy is she is very dependent on her medication.  Any med given 1-2 hours late can cause residual neurological side affects lasting a full 24 hours or longer.  So, we are extremely diligent with her meds and the timing.  In fact we are so proud of her, she actually tells  us when it is time for her medication.  I wonder if it is the chicken she gets…..I realize this is the next step in her treatment and it has to be done.  The drugs are so toxic and honestly we don’t really know what side effects they are doing to her body internally.  So far she has tolerated most of the meds without too much problem, there is the occasional GI upset, but with some antibiotics she would recover.  
Stormy continues to run and play, acting like a puppy and just so full of life.  She has no idea she is sick, she has no idea that having to take mega doses of medication is not normal, she has no idea that she is the color in my life.  I have more joy watching her run and play, chasing after butterflies on the deck or just hanging out ; laying on her back watching the ceiling fan go round and round…..Never did I think I would see her do these things, never did I think she would seem so normal, never did I think I could love someone so very much….
Over the months and months of trying to taper Stormy’s meds with no success I was convinced more than ever she would never be rid of any of them.  She would forever be taking these toxic drugs and I knew that one day that we would lose her to either the disease or to the drugs to treat the disease.  I was grateful for everyday with her, for every kiss she gave me and every sassy remark she made….

Several more trips to the University, constant labs being done just to make sure she was still doing good and that we were not missing anything.  The signs of this disease can creep up on you so quick, that constant observation was needed.  

Christmas was fast approaching and all I truly wanted was for Stormy to have a wonderful Christmas, lots of toys, treats and play time.  I prayed every night for a Christmas that my little girl would enjoy forever.   The tree went up and the decorations were placed….Stormy loved the Christmas tree.  She thought for sure the tree skirt was a new blanket just for her.  I would find her under the tree on her back just watching the lights….It was a precious sight to see.  How I smiled at these moments and how full my heart was  knowing she was okay today.  

The holidays came and went, I was sad to see them go, again call it a gut feeling.  I felt like I had used all my prayers just to give Stormy a wonderful Christmas and now I am praying again each day for another good day….How selfish I am I thought……God let you have Christmas and that was not enough.  The truth is it was not enough…I wanted years, another Christmas, another Birthday, another day everyday…
January can and went, Stormy continued to thrive, to surprise us all….Even I thought “Okay, maybe I did not use up all my prayers”..thank you GOD…..

February was fun…..the weather was terrible but Stormy was doing great.  People that came to visit could not even tell she was sick.  I could not tell she was sick, but I knew in my heart she was on borrowed time.  Then the day came, it was a Friday, just like any other Friday….I was glad the week was over and now I was sitting watching all three girls run and play.  Everyone was having so much fun…..then suddenly Stormy stopped and laid down by the fireplace, one of her many favorite places.  I watched her and thought that is odd, she usually does not stop playing that way but they had been playing hard and maybe she was tired.  Well, she tried to get up and she couldn’t.  Lin and I both looked at each other and said at the same time “ WHAT WAS THAT”.  I went to pick her up and her right eye looked funny.  I put her down and she could not walk, so I massaged her legs, another daily thing we did to her every night.  She still could not walk and her right eye was really looking strange.  I called NC State and they paged Dr. MacKillop.  He called right away.  We talked about her symptoms and he wanted me to give her some additional steroids.  I did as he said and we watched.  I called my local vet at home in tears and told her what was going on, she told me she was here for us all night and that her phone was next to the bed just call and I will meet you at the clinic she said…I thanked her and hung up feeling a little better that at least there was someone close to help.    Dr. MacKillop called back and asked if we could get her to the University, I explained that I did not think we could so he wanted me to give her some more medication.  I did and we watched her all night.  She did sleep a little, she was quiet, she had a strange look in her eyes, the spark was faded.  I cried and cried.  I was so scared.  As the morning approached Dr. MacKillop called and we decided just to take her to see Dr. Carpenter her local vet.  He called Dr. Carpenter and they discussed  how Stormy was doing.  We met Dr. Carpenter at the clinic.  It was her day off but she was there without hesitation.  We arrived and everyone was waiting for us, all the doctors, the techs and there was Dr. Carpenter, she had deep concern in her face as she looked at Stormy.  In the exam room everyone came in and kissed Stormy and hugged us, everyone cried.  Dr. Carpenter examined Stormy and looked at Lin and I and said “  I think we have asked all we can of this little girl”, by this time her respiratory system was failing and that gleam in her eyes was very faded.  I held her and cried like someone was ripping my heart out of my chest.  I hurt so bad and it would not go away…..How can I let her go…HOW…she is mine, she is a baby, she has fought so damn hard, she deserves to live……..
I held her as Dr. Carpenter gave Stormy that fatal IV injection.  It was quiet, peaceful and I was so empty….I was in shock…..I held her for the longest time and told her how much I loved her and thanked her for all that she had given me….I was truly blessed to have her love…..I wrapped her in her favorite blanket and went home.  
I had to get a few things together as I was taking Stormy to the University.  Dr. MacKillop was waiting for us and he knew that she was now gone.  Many months before I had said that I would allow Dr. MacKillop to do a necropsy on her for the good of helping others.  Yes, it was going to be a long drive but I wanted to get her there, where she needed to be and I wanted to be alone with her, to talk to her, to cry by myself, and yes to scream at the pain that was ripping me apart…..I gathered a few things and off to North Carolina I went. Lin wanted to drive me but I truly wanted to be alone.  I assured him it was okay.  Dr. Carpenter even called and said maybe Lin should go with you…I told her the same thing “I was okay and needed to do this”.  Dr. MacKillop even called me on my cell phone checking in. 
Ten miles from the house, on a country road I saw flashing lights.  Who knows how long this police officer had been behind me but he surely wanted me to pull over….Again, I am pulled over into a church parking lot.  I just sat there in hysterical tears as this police office approached the car.  He asked me what was wrong and I could not even talk I was crying so hard.  He kept asking me “Ma'am what is wrong, are you hurt, can I help you, then he said I’m not going to give you a ticket.  He must have thought that I was crying because I thought he was going to give me a ticket….Well, at that comment I did manage to look up at this man with the wide brim hat and the kind voice and  what I saw was the  kindest face I have ever seen.  I said through broken words that my puppy had died and I had to get her to North Carolina, he replied “the university”  I said yes.  She was just a baby, he looked over and saw Stormy laying on the seat and said to me “ She is beautiful”.  This man stayed with me with his hand on my shoulder for at least 10 minutes.  He said he was staying with me until I was okay enough to drive.  I thanked him and said I was sorry.  I guess I knew that I was speeding, it was the only possibility for me being stopped.  He looked right at me and said you were going very fast and if you kept driving like that you would never make it to North Carolina.   The police officer left, and I sat there for a few more minutes, promising Stormy that I would get us there safe.  I do believe in the deepest part of my heart that he was an angel sent by Stormy.  This man was so kind, his voice and his face were sweet, he was gentle and compassionate.  This man never asked me for my license or registration, he just touched my shoulder and stayed with me.  
Stormy and I arrived at the University with Dr. MacKillop waiting.  He took Stormy from my arms and sat with me as I cried, he had tears  in his eyes and said to me through broken words “ I did everything I could for her.  I tried so hard, I am so sorry.”  I hugged him and said please be kind, please find something that will help others please tell me what happened.  The necropsy was done and Stormy was cremated.  We picked her ashes up in North Carolina just 2 days later.  Lin went with me on this trip, it was something he needed to do and I needed him there.  It was a quiet trip, a sad trip but it was time for Stormy to come home.   We placed her box with Cersi and Scooter (our other Maltese and Yorkie) and held Pushie and Razzy as we cried.  
The house was empty without Stormy.  We were so conditioned to time for medications that it seemed like we were always looking at our watches.  Pushie  and Razzy did not do anything.  They were so quiet.  They did not bark, come to the door to greet us or even play.  They just laid there.  For 3 days they would not even eat.  They would pick at a kibble or two but then just walk away and go lay down.  I said “Wow, it is like I have two 15 year old retrievers instead of 2 little Maltese’s!!”  The house had no color, no one was barking at us, no one wanted anything.  Everything was just quiet and BLAH…..I stayed home from work for  several days.  My eyes were so swollen that I could barely see and besides I just wanted to be at home.  People called, sent cards, gifts and offered their support…I was grateful so very grateful but I wanted to hold my little girl, I wanted to give medication, I wanted to hear this little sassy baby tell me she wanted to snack and there was nothing that was going to ease my pain right now.  The doctors all called several times.  I think it was very hard on them as well.  They had been through quit an ordeal with Stormy and everyone just loved her, how could you not….she was perfect, except for a stupid disease that took her from me at least 13 years before her time.  
Several weeks after Stormy passed away, when I was able to actually talk to someone without crying,   I called the local police and the State troopers.  I wanted to find out who the police officer was that helped me the day that Stormy died. His kindness meant so much to me during a very difficult time.  Well, according to the records from both the local police and the Sate Police, there is no record of a stop being made to someone owning an Acura TL with my license plates.  I hung up the phone and again cried as I was sure he was an angel sent to protect  me….
Our angels must have been working overtime because the speeding ticket that Lin had received months earlier was thrown out of court due to the report UNC and Dr. MacKillop provided Lin for the judge on Stormy’s condition.  We are not sure if the letter was the reason the  judge chose to throw the ticket out or if it was Lin’s overdone preparation for going to court that did the trick.  

It is now April 2007, 2 months since we lost Stormy.   Pushie and Razzy are barking again and they appear happy, no one really plays though….We try but the toys just sit there.  We keep hoping that one day the girls will pick up a toy and just start to play.  
People often tell me Stormy was lucky to have such wonder, caring parents to care for her and to love her so much.  I am not so sure that luck has anything to do with it.  What I know for sure is I am so very blessed to have had her in my life, to have the opportunity to care and love her and to be blessed by her zeal for life.  For so many months I felt so bad, she we can call it a pity party, I had this baby that was so sick and needed so much and at any given moment she  could be taken from me….I hurt so much for her, for me, for Lin, Pushie and Razzy and for all those that loved her.  Then one day I thought maybe I am suppose to be going through this for a reason and that reason was not self pity.  Maybe I am suppose to do something with all of this that we have gone through.  Maybe this is not all about me and Stormy but maybe this is how a cure for GME is started.  Maybe this is how we can help many others out there so that maybe one day our little loved ones will not have to suffer.  
NC State has graciously decided to start the CREATE Fund in honor of Stormy.  The donations to this fund will help with the diagnoses, treatment and education of GME.  The research has to start so that hopefully in the future our loved ones will have a better chance at survival.

Stormy was an unusual case.  She lived much longer than most dogs diagnosed with GME.  When the necropsy results came back, Stormy actually had both GME and NME (necrotizing encephalitis).  She was truly a miracle baby.  

We miss her everyday.  I cry at least once a day and most of the time more than that.  Stormy changed my life forever, she taught me a love that comes once in a lifetime.  I know she is completely well now, running and playing at the Rainbow bridge and I know she will be there to greet me when my time comes, but life without her is not nearly as colorful……Forever in my heart…..

Thank you to all who been little angels in our lives.  We are blessed and truly grateful for all the kindness, caring, love and support we have been given over the last year and a half.  

Puppy Prayers and Blessing from Stormy and the Zulick family.

