July 24, 2002

Laura’s Hospital stay June 20, 2002 to July 12, 2002

By Robert White, Father of Laura Jane White, from my notes and observations
Thursday June 20th:

Admitted 5:00 pm at Children’s Hospital after a phone call from her family Doctor  to get Laura to the Hospital as soon as possible in the afternoon.
Diagnosed was confirmed at Children’s that Laura could have Leukemia

About 9:00pm a bed was available in ward 3B (room 11b).

Friday June 21st:

Laura had her bone marrow checked and it confirmed it was Leukemia in the morning.  A needle was given to start as first drug on the protocol. Cytosine Arabinoside Intrathecal (by lumbar puncture or Spinal Tap).
Also, no Leukemia cells were evident in the spinal fluid shown me raising my hopes that this disease could be beaten.

Later that day both Dr. Dix and Dr. Barbaric told us Laura had Acute Myelogenous Leukemia (AML).

Both Doctors’ assured us that the Cancer was treatable and beatable. (40 – 50%).

Words used:  “We will fix it” and “We aim to cure” gave us a lot of hope that Laura was under the best care available.

We were given a Protocol (A Phase III Group wide Study) to look over and see if wanted to go with it.  We were given also all the side effects from the Chemotherapy drugs to be used from the nine year old generic literature .  
At no time did the Doctors say the drugs could kill the patient. The list of side effects never once says the possible of death as a side effect as well.  Only drug was Flubaradine that did say anything about death as being rare.  That was the experimental drug in the 2nd phase if were chosen to be on it in which Laura was very concerned about.
Dr. Barbaric even asked Laura for a joke a day which gave us assurance that the Doctors Dix and Barbaric were sincerely going to be there for Laura.

I mentioned to Dr. Barbaric the 1970 movie “Love Story” where a woman dies from Leukemia and she told not to worry Medicine has come a long way since then.

Dr. Dix even said that if the Drugs were harming Laura that they would discontinue them and that we were free to withdraw from the Study at anytime
A Heart function test was done Laura and the Doctors said her heart was strong to withstand the Chemo Drugs.

Saturday June 22nd:

A free day where Laura enjoyed being with her friends visiting and teachers dropping by. 

A Central Line surgery to be scheduled was postponed to Sunday morning.

Sunday June 23rd:
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Laura was moved to Room 1 which was more isolated but so often we found the door to the outside open by the Staff when it was supposed to be shut tight. Air from the outside was not to come into the room but the staff did not seem to care to much about it.
Laura had surgery to put in a Central Venous Catheter (Central Line) in the late morning.  It was postponed from early morning to late morning.   The surgeons said the surgery went well but Laura had severe side effects from the Anesthesia.  She was vomiting for 2 days but it did improve.

Why was she given so much Anesthesia in the first place?

The Chemo drugs were administered to Laura to start the schedule at 1630 hours.  I was wondering why the drugs were started when she was still sick from the Anesthesia.  I was reassured it will be alright. 

Laura was started on Idarubicin, Cytosine Arabinoside, Etoposide, and Daunorubicin by Intravenous.  By mouth she was given 6-Thioguanine and Dexamethasone (this one is a Corticortisone drug).
Monday June 24th:

The Chemotherapy drugs continue to be given to Laura.  Laura is feeling better and not vomiting as often.  She is now eating some soft foods and a little fruit.  This was her first solid foods since late Saturday, June 22nd.

I was given a schedule for the Chemotherapy treatments on phase 1 and drugs involved.  I was also given more side effect information on the drugs by the Nurses as I was still concerned with Chemotherapy.

Ms. Greer, Laura’s Counselor, dropped by to give us some hope and brighten up our Spirits.

Blood counts:  WBC: 1.93  ANC:  1.66  HGB:  83   Platelettes:  101

Tuesday June 25th:

Chemotherapy Drugs continued as per schedule.   Laura is still coping well and is eating and going to the bathroom with no apparent problems.  Laura is not vomiting which is good and does not feel nauseas.   Our family is starting to adjust to the different lifestyle thrust upon us with Laura’s disease.

Blood counts:  WBC:  2.58   ANC:  2.10   HGB:  82   Platelettes:  103  

Wednesday  June 26th:

Chemotherapy drugs continue.   

Laura is coping well and going to the Bathroom regularly.
Laura is eating well and is not vomiting or nauseas.  She is alert, reading books, watching TV and doing puzzles. 
Dr. Dix shows up (first time since Friday June 21st) and we go over the Phase III study and we decide to go along with it with assurances that we can pull out of it at anytime.  We ask him about giving Laura the Herbalife Vitamins.   The Nutritionist had taken done all the Herbal ingredients Monday, June 24th and was going to go over them with Dr. Dix.  Dr. Dix said he would get back to us on it.   As it turns out Dr. Dix does not come back to see us anymore and Dr. Barbaric was only in to see Laura once this week.  No more coming in to see Laura regularly and asking for a joke a day as was promised. For sure, that would of helped Laura on her worse days and kept her spirits and trust up with the Doctors.

Blood counts:  WBC:  1.94  ANC:  1.61   HGB:  85  Platelettes:  92  

Thursday  June 27th:

The 24 hours Chemo drug is removed at approximately 14:00 hours.

A lot of visitors came this day to brighten Laura’s spirits.  Again there is no Doctors’ Dix or Barbaric to see Laura.  Only the Doctors on the ward which I later found out were Doctors in training.

Laura is having Physiotherapy regularly now.  She has been having breathing problems and Laura was having some difficulty getting out of bed without coughing.                                                                                                                
Laura is still eating well and going to the bathroom regularly.  Some foods she does not want to eat and the nurses say her taste buds change.  We feed her fruit and give her a nutritious shake daily.

Blood counts:  WBC:  2.06  ANC:  1.75  HGB:  85  PLatelettes:  85

Friday  June 28th:

No Chemotherapy this day.

Laura is feeling more tired this day.

Still no more vomiting but Laura has a bit of nausea from the effects of 4 days of chemo.

The physiotherapist has Laura ride an exercise bike for 10 minutes,  It was tiring for her but she finished the 10 minutes.  I joked with her that I could use some exercise too.

We watch videos together, watch TV and listen to music as in most days.  She also does some reading.

Laura continues to eat and drink well, and goes to the bathroom with no problems although she needs more help this time from being weaker.

Blood counts:  WBC:  2.85   ANC:  2.33   HGB:  81   Platelettes:  65

Saturday  June 29th:

[image: image2.jpg]~~~~~~~~ 7
4 (g

Tl 00
/m\\\m\\\\\\\\\





Again no Chemotherapy this day.

Laura is still coughing and having some breathing difficulties.
Laura is still eating and drinking plus going to bathroom regularly.

I get her on the exercise bike for 10 minutes and she does better than the previous day.

We give her a veggie drink which she likes.  

She is still not vomiting but does feel a bit of nausea.  She only likes to eat certain foods and likes fruit and veggies.  She doesn’t want to drink milk anymore so we give her soy drinks.

Overall a good day.

Blood counts:  WBC:  4.16   ANC:  3.90   HGB:  75   Platelettes:  42
Sunday  June 30th:

No chemotherapy again this day.

Laura is still managing although weaker from the effects of the 4 days of Chemo.

Laura is too weak to do any bike exercise.

We watched a tape I made of today’s World Cup of Soccer final.  She was happy Brazil won. Laura had been interested the games from the start before even being admitted to Children’s Hospital.  Her soccer coach had given Laura a Brazil shirt a few days earlier.

She still eats and drinks plus goes to the bathroom regularly.

Again no vomiting but she is still feeling a bit of nausea.

She has still that breathing and coughing problem but the Doctors are not concerned yet and her oxygen is fine.

Laura had a fever this day.  Also, she had more platelettes and plasma given to her.

So far the Doctors and Nurses re-assure me everything is fine.

Blood counts:  WBC:  3.21   ANC:  2.95    HGB:    70   Platelettes:   20

Monday  July  1st (holiday):

I sleep over this night.

No chemotherapy this day.

Laura is still being treated for a fever.
Laura is feeling down today increasing my anxiety level.

Laura is doing okay although continuing to be weaker and cannot do anymore bike exercise.   She continues to go to the bathroom ok.
She has vomited once and her nausea is worsening.  We bring her lemon juice to put in a cloth to hold by her nose.  Apparently her music teacher did that while undergoing chemo.  We started doing this a few days ago.
She had 2 hours of more plasma again this day.

Laura is still eating and drinking.  We gave her a little Aloe in her water to help her with the nausea.  Doctor Dix said earlier in the week it is ok to use Aloe juice.

All along she has been use bicarbonate soda and a liquid drug to help with mouth sores but she cannot seem to be able to swallow that liquid anymore.

She is still coughing and has that breathing problem but the doctors say all is well so far.

We still continue to tell Laura to drink more fluids which she does.

Blood Counts:  WBC:  1.61   ANC:  1.23   HGB:   65   Platelettes:  46  

Tuesday  July 2nd:
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No chemotherapy again this day.

Laura felt better today although still weak to do more bike exercise.  No vomiting but still some nausea.

I show her a new tape of Ayla, her dog,  playing which I made up that morning.  This was the last time I really saw Laura laugh and be happy.

More platelettes given again as her count was low.

Laura goes for a chest x-ray as she is still having a breathing problem.  Why they didn’t do an x-ray a few days earlier is a major question.  

It shows her right lung has collapsed.  I ask the doctors and nurses what caused this.  They say it is probably due to the Central line (CVC) where the tube inserted in the vein has caused a slight puncture of the lung allowing air to escape and liquid to form inside the lung.
Laura is still eating and drinking fine plus going to the bathroom.

She goes for a CHEST TUBE THORACOSTOMY where a tube is placed in her side by the rib cage.  She handles the surgery well and from my talk with the Anesthetist Laura is not vomiting after the surgery.  . Chest tube thoracostomy is done to drain fluid, blood, or air from the space around the 
lungs.  Chest tube thoracostomy (commonly referred to as "putting in a chest tube") involves placing a hollow plastic tube between the ribs and into the chest to drain fluid or air from around the lungs. The 
tube is often hooked up to a suction machine to help with drainage. The tube remains in the chest until all or most of the air or fluid has drained out, usually a few days. Occasionally special medicines are given through a chest tube.

Laura needs a commode to go the bathroom

This is the first day we see Olga, one of the team doctors.  Still, no Doctors’ Dix or Barbaric see Laura.

Blood counts:  WBC:  1.43  ANC:  0.94  HGB:  86   Platelettes:  29

Wednesday  July 3rd:
In the early morning the pain from the tube in Laura’s side is unbearable and Morphine is first used on Laura.  Chrsitine is with her at that time
I wondered why Morphine is administered to Laura without a parents consent.

Chemotherapy resumes as per the schedule.  I am surprised it is not delayed as Laura has to contend with her collapsed lung at the same time.  Doctors re-assure me all is well and tube in the lung should come out in a day.  They also say the ANC (Neutrophils) always will fluctuate and is not a concern when they are low.
The Chemtherapy drugs administered were:

In one bag for intravenous:  Etoposide, Cytosine Arabinoside and Daunorubicin

In another bag for intravenous; Idarubicin

By mouth:  6-Thioguanine and Dexamethasone  

Still no Doctors’ Dix or Barbaric to visit Laura.

More x-rays taken to see if air and fluid is out of lung, but it still a problem.  More morphine is given for Laura’s pain plus codeine.

She is not feeling good and cannot go to the bathroom properly and has to use a commode.  She is given medication for constipation.

She is still eating and drinking alright.

Laura is feeling weak and we try to cheer her up.   She sleeps more from all the medication.

The Physiotherapist tries to get Laura to do breathing exercises to strengthen the lung

Tube remains in Laura’s side.

Rose is feeling bad and Karen Chin, the social worker, talks with her to re-assure her and I.

Laura has not vomited but her nausea is worsening.

Not a good day.

Blood counts:  WBC:  0.83  ANC:  0.18   HGB:  82   Platelettes:  52

Thursday,  July 4th:

Chemotherapy drugs continue.

Still no Doctors Dix or Barbaric and NO consultation with us with any Doctors from the Team as to the Lung Collapse and Chemotherapy treatments resuming.
We only get re-assurance from the Doctors and nurses on the ward that as always everything is under control.  The side effects are normal and Laura’s Lung will be better very soon.  Always so much optimism from the doctors.
More x-rays taken and Air and fluid is still in the lung so the tube in Laura’s side remains.

Morphine is still being given for her pain plus codeine.
She is eating and drinking.   Still has to use a commode to urinate and still no bowel movement.
Laura is tired and sleeps more often.

Physiotherapist and I ensure Laura is doing her breathing exercises for her lung.

Still no vomiting but has nausea.

She cannot exercise with the tube into her side.

Blood counts:  WBC:  1.29   ANC:  1.02   HGB:  85   Platelettes:  40

Friday   July 5th:

Chemotherapy continues.

More x-rays taken of Laura’s Lung and the tube remains until 17:00 hours when the tube is taken out (took 5 minutes).  Morphine and codeine given to Laura earlier in the day.

Laura feels better with the tube out and her lung is much better.

Once the tube is out Laura although weak uses the bathroom and she has diarrhea.

She is still eating and drinking.

No vomiting but has nausea.  The lemon scent on a cloth is helping.

She is given anti-nausea and antibiotics plus Tylenol for potential fevers.

I talked to another parent who’s child was in the hospital on and off for 6 months.

Still no Doctor’s Dix or Barbaric to consult with us.

Blood counts:  WBC:  1.68   ANC:  1.68   HGB:  83   Platelettes:  31
Saturday  July 6th:

Last day of Chemotherapy (second round Induction Phase)

Laura’s pain in the side has lessoned with the tube removed.

She is doing breathing exercises to strengthen the lung.

Laura is very weak from the effects of the pain killers and Chemo drugs.

She trying to control the vomiting and nausea is increasing.

She is given antibiotics and anti-nausea drugs for potential problems.

Laura had no appetite but she does eat some home cooked food and some apple.

She also is drinking a lot which is good and having some nutrition through Ensure given to her daily.
She is still walking to the bathroom with my help but she still cannot have a proper bowel movement.

More platelettes were given this day.

Blood counts:  WBC:  2.08  ANC:  1.91   HGB:  83   Platelettes:  20

Sunday  July 7th:

At 1220 the Etoposide and 2 other Chemo drugs finish.  I feel relieved the Chemotherapy is finished for the Induction phase except for the IT-ARAC to done on July 8th.
Laura has permission to walk around the ward this weekend but she is too weak and feeling sick.

Her lung is a lot better now finally but it did take longer than the Doctors had told me.

Laura has a lot of Gas Pain and begins to vomit a lot more.  She is very sick in the stomach.

She is given antibiotics and anti-nausea medication plus codeine and Tylenol.

The IT-ARAC is delayed until Monday, July 7th because being a Sunday the Doctors involved are not around.

Stressful situation seeing Laura scream in pain.  Morphine is again given to her for the pain plus codeine plus anti-nausea drugs.
She does eat some home cooked food and a little fruit but not much else.  Doesn’t like any Enterac or Soy drinks.
She still goes to the bathroom on her own with my help and has diarrhea.

Not a good day but still the doctors re-assure me that it is only the side effects of the Chemo drugs called Mucositis: Oral, Esophageal and Gastrointestinal Problems as a result of the drugs and is treatable.

Blood counts:  WBC:  1.68   ANC:  1.42   HGB:  83   Platelettes:  45

Monday, July 8th:

Doctors still continue to give me a lot of hope and optimism  about Laura’s condition.
Laura goes in the early morning for the IT-ARAC injection in her back (part of the Chemotherapy).
She has bone marrow removed to see if it is cancer free.

Laura is feeling very sick and vomiting a lot.  She is so brave to go through this treatment in her condition.

She had some fruit and a bowl of Shreddies later that morning which made me feel good as Laura felt a little better.

Soon after she had violent vomiting attacks bringing up some blood.  Doctors think it could be from the Shreddies.
Her stomach is in bad shape.  More morphine and codeine is given plus antibiotics and anti-nausea drugs and Tylenol.  The Doctors keep reassuring us that it is only Mucositis and not to worry.  It is treatable.
Later, the Pain Doctors prescribe a push-button device so that Laura can give herself morphine when needed.  It is safe-proof not to overdose her as said by the doctors.

More platelettes and Plasma were given to Laura.

She has a lot of difficulty going to the bathroom and still her bowel movements are unhealthy. The Doctors are sampling her bowel movement as well as her urine.
She is drinking more and since Saturday, July 6th Laura has been allowed to drink Ginger Ale to help with the gas pain.  It does help a little. 

Things are now beginning to look bad and still no consultation on Laura’s condition.
I am re-assured (again) that the ANC will bounce back (it does not though.)

Blood counts:  WBC:  0.51   ANC:  0   HGB:  75    Platelettes:  26
Tuesday,  July 9th:

Laura has managing her mouth sores effectively with baking soda and is not a concern.   Her rashes are not that serious either.
Rest of Laura’s hair shaved off by the nurse this day as she is losing her hair more rapidly.

More platelettes and plasma were given to Laura.

Since Laura is not eating due to the stomach problems and heavy vomiting nutrition is given her by IV called TPN.

Laura is vomiting up Bile for the second straight day.

Still no consultation with our family on what her problems are.  Doctors still say it is probably mucosites and the cramping may be caused by the Ovral birth control pill.  Laura thinks it could be the pill too causing the cramping.  Doctors do not want to stop it even with my concerns I wanted it stopped.

Laura is still using the push button for Morphine.

She does not urinate as often and stools are watery.  She is very weak but with help I get to the Bathroom.

Codeine, Anti-nausea medication, Antibiotics and Tylenol are also given to Laura for pain and fever.

G-CSF injection was given at 1800 hours as per the schedule.   This will increase WBC and neutrophils (ANC).

No Doctors’ Barbaric and Dix around to see Laura.  (Dr. Dix is on vacation for 10 days as we find out on the 15th of July and Dr. Barbaric floats around different divisions)

Laura is looking worse each day.

Blood counts:  WBC:  0.28   ANC:  0    HGB:  84   Platelettes:  22

Wednesday,  July 10th:

A day of joy when we find out her Leukemia is in Remission.  We email and phone our relatives and friends of the good news.  NO MORE CANCER!!
No chemotherapy drugs given this day.
X-ray was taken of Laura’s stomach area.  It was supposed to be in the evening of July 9th but the Doctor did not want to disturb Laura.

The Doctors still say it is the effects of the Chemo drugs  (Mucositis) but she should get stronger soon.
Laura is still having fevers and she has been given more codeine, Tylenol and antibiotics plus anti-nausea medication.
TPN nutrition continues as she cannot eat any solids.  She is still drinking some fluids.

Extreme difficulty urinating and she has diarrhea.  Sometimes she uses the commode as she is too weak to go the bathroom.  I notice she is not urinating as often.  Samples are still being taken by the nurses all this week. 

Morphine by the push-button control continues.

She is still vomiting a lot.

At 1800 hours the G-CSF injection continues to increase her WBC and Neutrophils (ANC)  but they are still zero.

We still think the birth control pill is causing the cramping but the doctors do not want to stop it or change it as it might cause bleeding even though her periods are the beginning of the month usually.
Other causes are the side effects of the 8 days of Chemo drugs, Morphine and the antibiotics.

 The doctors and nurses still seem not too worried.

Laura to me is looking worse and worse each day contrary to what optimism is given us by the Doctors and Nurses.
Blood counts:  WBC:  0.10   ANC: 0    HGB:83    Platelettes:  43

Thursday,  July 11th

Laura’s worse day of pain which takes away of her remission news yesterday.

I still want the birth control pill stopped and now getting angry.  Doctors still ignore my request and keep re-assuring what Laura is going through is normal and she should get stronger soon.

The 8 days of Chemo drugs are really affecting her WBC and ANC now.

TPN Nutrition continues in the morning but Laura is still vomiting a lot.

She does try to drink some liquids.

Later in the day I can see a more concern in the eyes of the Doctors and Nurses but still no consultation.

The TPN is removed as Laura continues to vomit a lot and a tube (NG) is inserted in her nose to remove the bile later that morning. They hope to ease the vomiting but it does not work as Laura is still vomiting bile.

More x-rays are taken as her stomach becomes more bloated again.  The Doctors still keep reassuring us that it is only Mucositis and not to worry.  It is treatable.
Morphine continues by the push-button method.

More platelettes were given to Laura.

Codeine, Tylenol and Antibiotics are still given to her but by IV as she cannot keep any pills down.

Doctors say to me that her Electrolytes are out of whack.
She now needs another IV in her wrist and there are two poles of drugs going into Laura’s poor little body.

Because Laura is not urinating that much or having bowel movements of any kind a catheter is put into her so she urinates and has watery bowel movements through a tube.

I am getting sick seeing Laura continue to vomit bile even with the NG tube in her nose.  All those tubes and lines going into her body is scaring me!

In the early evening Laura is taken to ICU.  I was told not to worry as this happens with other patients.  There is better care on a one-to-one basis there.  The Doctors also tell me that in ICU they can give her stronger medications which could not be given Laura in Ward 3B.
They said Laura she will be back up to ward 3B within a week.

In the early evening The ICU doctors examine Laura and say she is stable.

Blood counts:  WBC:  minus 0.10   ANC:  0   HGB:  92  Platelettes:  21

Friday,  July 12th.

In the early morning Laura still remains stable even though she cannot sleep due to the discomfort of all the drugs being pumped into her body.

At 0400 hours Rose goes upstairs to get some rest. She finds it difficult to sleep in ICU.

Laura remains stable but she complains of water coming into her diaphragm.

At 0650 hours Rose is told by worker of the hospital that Laura needs you in ICU.

The Doctors are working incredibly hard on Laura as she is experiencing breathing difficulties.

Rose phones me at 0715 hours to get to ICU ASAP.  I arrive shortly after 0800 hours to see the Doctors working very hard on Laura.  The ICU Doctor takes me to one side to say Laura does not have much of a chance to stay alive.  The Doctors use resuscitation  to keep her alive which does help temporarily!
Laura is now in a Coma from all the complications from the stomach complications and the internal bleeding.

The ICU ward Doctors and Nurses do not tell us much was is happening at this time.

At 0815 hours Rose and I are allowed into see Laura.  She is still on life support equipment.  We pray for miracles.

At 0830 Laura is pronounced dead and we are in absolute shock.  Christine was called earlier and arrives at 1015 hours.  My Brother Bill arrives around 1100 hours.

Nurses from ward 3B and one female Doctor come by to give to sorrowful condolences.

No Doctor Dix comes to see us. 
Another Doctor (Olga) we saw quite a bit of in the last week was in ICU at the time of Laura’s death but turned her head away and walked away from me when I looked at her.
The ICU staff comforted us quite well as did Karen Chin, the social worker.

At 1400 hours we leave Laura lying there in peace in ICU and silently walk away from Children’s Hospital.   To come back to this Hospital will take some courage.

My feelings after a discussion with Dr. Dix by email a few days after Laura’s tragic death:
I had feelings of despair, anger and shock about losing our beloved Laura after 3 weeks of treatment.

She came into the hospital a strong and vibrant girl on June 20th and left us dead on July 12th. 

I had wondered how our family Doctor (Doctor W. Lim) said she was in excellent shape when I took Laura for a checkup on Wednesday, June 19th.

I then asked him to have her blood checked as she looked tired to me and a she just had the flu earlier with vomiting.  Thursday, June 20th I took Laura to the Biomedical clinic in Burnaby, and it was later that day we found out Laura had possible Leukemia.  

She had NO other symptoms of Leukemia other than the tiredness and a little vomiting and fever over the previous weekend. 
I discovered when I emailed Doctor Dix and got a phone call back on July 14th that Doctor Dix was on vacation for 10 days and Dr. Barbaric was working in different divisions.

The every day re-assurance that all is going well and under control right up to July 11th leaves a hollow feeling in my gut.

The “we aim to cure” and “we will fix it” said by the Doctors on June 21st gave us a lot of optimism and hope that Laura was under the best care possible.
What the family and our Laura went through was a terrible nightmare.
Robert E. White

Laura’s Father

1941 East 35th Avenue

Vancouver, BC

V5P 1B7
