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Hi my name is Josie Quijas, I am the editor of this newsletter.  Since the members of this support group are somewhat spread out around Colorado I thought that this would be a good way to keep everyone informed on what is going on with the support group.

I have recently updated our support group brochure, it will be sent to hospitals and doctor's offices soon.  If you know of a place we should send some brochures please forward the contact and address information to me.  Also, I have changed our website.  The new web address is www.geocities.com/denvervatersupgrp.

I have created business cards with the support group information on it and a place to write your name and phone number.  This is a great way to introduce the support group to someone you might meet in a doctor’s office.  If you would like some, please e-mail me at denvervatersupgrp@yahoo.com.

We thought it would be a good idea to share our family stories with each other.  I will start by sharing my family story on page 2.  If you would like to share your family story please forward it to me via e-mail.  You can also include a picture of your family.

If you have information or Words of Inspiration you would like to share with the others in the group please forward it to me via e-mail so it can be placed in a future newsletter.

I know that everyone is very busy in their everyday lives, so I hope this newsletter will help everyone in the support group feel more connected with each other.

MARK YOUR CALENDARS!!!!!

The 2005 VACTERL/VATER Conference is scheduled to be held in Denver, CO from June 24 - 26, 2005 at the Embassy Suites in downtown Denver.  More information will follow in a future newsletter.  Also, as we get closer to the conference the newsletter will feature different presenters.
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Hi, we are the Quijas (pronounced Key Haas) family.  My husband and I want to share some of our family story.  We feel the need to share our feelings because we are told that it will be good for us and it will help us through these hard times.  I hope our sharing will make you feel that you are “not alone” if you are found in similar circumstances in your family life.

First a little about us, the parents.  We have been married for 15 years.  Throughout our marriage we have try to have children and had some difficulty.  After about 5 years of trying we went to our first fertility specialist but never had the money to do in-vitro fertilization, so we stopped and went on with our lives.  About 2 years later we saw a different specialist but when we got to the point of doing the in-vitro we had to stop.

At the end of 2000, after 11 years of marriage, we purchased our second home and sold our first home.  We had some extra money so we decided that now we would do the in-vitro.  So after doing all of our testing and consultations for the egg retrieval and implantation we were just waiting to start the cycle of fertility drugs when to our surprise, after a routine blood test, we found out that we were pregnant.  Our first son, Isaiah, was born January 2002.

In March of 2003, we decided that we would try to get pregnant again.  After all of the difficulties we had the first time we wanted to try as soon as possible so that if we were lucky enough to have another child they would be close in age.  Once again to our surprise in May 2003 we were pregnant again, without any help from the specialists again.

During one of the ultrasounds we had done, the doctors discovered that we had the single artery umbilical cord.  At this time we were told that they may be a possibility of some lower intestinal problems, but there was never a word about VATER.  Our second son, Isaac, was born February 2004.  My husband will take the story over now and tell you about our son.

Our Son – Isaac
Our second son Isaac was born with VACTERL.  His VACTERL symptoms are listed below.  He has various physical anomalies or birth defects.  I’m not sure which of those words I like better, anomalies or birth defects, because both of them hurt.  It hurts because we know Isaac has a ways to go with doctor visits and future operations.  It hurts so much because we simply don’t know his future.  We don’t know if he’ll be with us after the next operation.  His condition has been a hard thing I’ve had to come to grips with.  I feel at times if I just don’t talk about it, that it will make it less serious.  Not that it will go away, but it just won’t be as bad if I don’t talk about it.  Maybe that’s just the way men deal with some things, which is opposite of my wife.  She wants to talk about these things.  So, I’ve been little support for her in this respect.

We have learned to lean on family members for comfort.  I have told my sister, who is a nurse, all his problems.  She handles it well.  My other sisters take it to heart and are overwhelmed.  My in-laws have given us much support as well.  My parents know something is wrong.  I avoid telling them any details about Isaac’s condition.  I know that my parents could not handle all the things I would tell them about my son.  

Both my wife and I have been through much stress.  Those of you who have children with VACTERL or any other serious illness for that matter know what I am talking about.  It was a shock at first to know that my child had VACTERL.  It’s something that I’ve never heard before.  We all wish for a healthy child.  It just didn’t happen for my son, my precious innocent son Isaac.  If you were to look at him you would not notice any outwardly differences in him.  But he has several serious internal problems.  When I think about it too much my heart fills with anguish.

The day my son was born he had to be transferred to another hospital that could handle his conditions better.  His first surgery was one day after his birth.  Now what an awful way to start out life.  Fortunately my wife was transferred to the same hospital so she could be with him.  She stayed there as a patient for several days as she recovered from the c-section.  As she began to heal she was able to see him daily.  I would come to the hospital to visit her and Isaac.  I would leave my 2 year old son at home with my mother-in-law, thank God for her.  My first son felt the stress.  He didn’t see his mother at home for a while.  While Isaac was at the hospital for most of the first 1 ½ months after his birth, my wife and I would take turns staying at the hospital for a week at a time with him and the other would be with our first son.

After 2 weeks from birth Isaac was released from the hospital.  He was doing well for a few days and then we had to readmit him into the hospital.  Two more surgeries would come.  I’ll never forget the second surgery.  I was there when he came into recovery, just out of surgery.  That day I saw the pain in his eyes.  He wasn’t just crying, he was in extreme pain.  It’s an overwhelming experience for me.  I cry now just thinking about it.  To see someone you love go through pain and there was nothing you can really do, outside of seemingly futile efforts to comfort him.  Fortunately the morphine did work fast and it calmed his body and his cries.

The nurses and doctors did their part.  They tried to answer all our questions.  They tried to make us feel that everything would be OK.  I can say that we have had a very good experience with the surgeons at Presbyterian Saint Luke.  I believe our son has been lucky to have the doctors he has had.  What would we have done if we didn’t have insurance?

After this second surgery in the very early morning he had problems breathing.  I was there with him that day.  Commotion sprung in the children’s ward as code 40 was announced on the floor.  Doctors and nurses ran to the room.  That day my son almost died.  But he is with us now.  And I have to be happy about that.  I have to be happy for today that we are together.

I tell my wife that life seems so difficult now.  This experience has put so many questions in my mind about the world and about life.  Why did this happen to my son?  Why does he have to suffer like this?  What is life really about?  Why does GOD let this happen?  These questions never get answered but it tells you where my mindset is.

Isaac had another surgery the end of September.  I was not looking forward to this one.  We’re told it would be painful for him, but I knew it would be painful for us to see him go through it.  Thankfully everything went well and to our surprise he was not in much pain.  A week later you would not know that he had just had major surgery.  He was rolling over and trying to sit up.

People tell us to we have to accept some things in life.  They say “what was meant to happen will happen” or “you can’t change some things, because GOD is in control”.  In a way this does help.  At times I use this to accept his condition.  At other times it makes me feel so helpless knowing that I can’t do anything for him.  None of us know the future of our children regardless of existing ailments they may have, but his condition puts even more questions in my mind.  And although I want to know the worst case scenario, I do wish the best for him.  That is what drives me.  I know my blood flows in him.  No one can change that fact.  He is a Quijas.  He is my beloved second son.  I love him unconditionally and I want him to reach his potential.  I want him to be strong.  I want him to be a great man.   I will always hope for my son.  I will play with him like there is nothing wrong with him.  

If I am lucky I will see him grow up and leave our household to start his own life.  Until then I will pray for mercy on his tiny body and peace for him.  

The following are the areas of anomalies for our son Isaac:

V
There are 3 places in his spine where the vertebrae are almost touching, he has an extra vertebra in his lower back & 13 ribs, and he is at risk to get scoliosis and tethered spinal cord.

A
He was born with the imperforated anus, they repaired his anus and he had a colostomy bag for the first 3 weeks, but they removed it because they felt that the bag was causing more problems then helping.  He still does not stool on his own completely, so we are doing daily irrigation for him.

C
He has a minor leak in one of the valves in his heart.

T
He does not have any trachea issues.

E
He does not have any esophagus issues.

R
He has both kidneys but they are fused together on the left side and the right one is smaller than the left one.  They both work but of course the right one does not work as hard as the left one.  He has reflux from the bladder back into the kidneys.  This was repaired in the surgery he had at the end of September.

L
He does not have any limb issues

This has been the Quijas story, well part of it anyway.  We hope that you can find some comfort in our words.  We look forward to hearing some of your stories.  Take care.
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Words of


Inspiration





A happy childhood is one of the best gifts that parents have in their power to bestow.








As a parent, my job is to take care of the possible and trust God with the impossible.
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Quijas Family








Martin, Josie, Isaiah (2 ½), and Isaac (age 7 months)
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