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Renee Walbert lives in Denver with her husband John and two of their three children still at home.





Renee has been around disability since childhood—her best friend’s mom used a wheelchair and students with disabilities attended her schools from junior high onward. She worked as a personal care attendant during college. When their middle child was born 10 weeks prematurely, she entered the world of hospitals and disability services on a direct and personal level.  Her son has had 52 surgeries as of age 18.





After becoming foster parents, Renee and John chose to adopt their youngest daughter. She was 2 when she entered their home as a foster child and 7 when the adoption was finalized. Their daughter too has multiple medical issues as well as behavioral and emotional challenges from being abandoned as an infant.





Renee has spoken at national and local conferences, and published various articles in newsletters including a publication in Japan for parents and play therapists.  She is currently is on staff with Parent to Parent of Colorado. She is a person centered futures planning facilitator for families with young adults and has actively worked for systems change at the local, state, and national levels.  In her spare time she writes, sings, camps with her family and enjoys biking, traveling and watching the Rockies and the Twins baseball teams.





 


 


Time varies with our perception of it.  To a child enjoying summer or Christmas vacation, time races by quickly and suddenly, sigh, it’s time to return to school.  The same child sitting in the classroom at the end of a day, may watch the clock slowly tick, waiting for the final bell to ring, time seeming to stand still as the child waits for what feels like an excruciatingly long period.  Ask an octogenarian how his or her life has been and they may say it has just flown by, recalling old friends, times raising children, the life that they have led.  But while waiting for a dear grandchild to come and visit, the minute hand seems to take hours to travel the circumference of the clock just once.


 


Living on hospital time becomes a surreal combination of those two extremes.  If you have ever watched a hospital show on television, it seems most cases are discovered, diagnosed, surgery performed, and healing begun all within the confines of an hour’s episode.  Yeah, right!  Reality check, coming through!


 


Our third child, a son, was born ten weeks prematurely.  I had spent my first pregnancy on bed rest and delivered our daughter three weeks early.  Our second daughter’s premature birth ended in death 45 minutes after she was born.  By the time our son came along, we were just grateful to have him and anything that came our way.  This paled with the alternative.  I still feel that way, and it’s probably a good thing, because in 16 years, he has had close to 50 surgeries, plus numerous other hospital stays for various ailments.


 


Ten days after our son was born, the neonatologists decided he needed surgery to repair an artery to his heart that hadn’t closed off properly (patent ductus arteriosis).  I looked at my tiny, under three pound baby, who had already had massive hemorrhages in his brain, and the surgeon told me, “Oh, it’s not big deal, it’s not really heart surgery.  It’s really an easy repair, we do them all the time.”   





"No big deal?" my mind shrieked back, "You are going to operate on our tiny son and you tell us it’s no big deal!"





It was a big deal.  We were terrified.





In the waiting room, there was another family sitting while their child had surgery.  As we listened to them talking with their friends and family, I realized that this was their child’s tenth surgery.  "Ten surgeries!"  I thought, "If my child had that many, I think I’d die."





Well, by now he’s had many more than 10.  I haven’t died, fainted, or anything else, and neither has my husband.  In fact, when we get through triage with our son and the hospital staff asks, "Has he had any surgeries?" I ask them, "Do you want it chronological or geographical?"  The easiest way for me to answer them is to start at the top of his head and work my way down to his toes.  He’s had surgery on almost every place on his body.





And how have we gotten through all those surgeries?  The truth is, you learn some things as you go along.  Like prayer.  And a sense of humor.


 


Prayer, and the support of our faith community, has always been important in getting through those long hospital stays.  We moved away from our families when our son was two and have lived in different parts of the country since then, but have never been closer than 1000 miles from our parents and siblings.  Our faith community has stepped in to make meals for whichever spouse was at home with the other kids; they have taken the other kids to events, sent cards, sent flowers, come to the hospital and visited.  It helps.


 


A sense of humor always helps, too.  People have the perception that doctors take themselves way too seriously, and it’s true, some do.  But many who go into pediatrics know that the world is an absurd place and have a pretty healthy view of their place in it.  One of the funniest things I ever saw occurred at a time and in a place that was far from humorous.  Our son was in a coma.  He had developed an inflammatory reaction to contrast dye in his brain.  It was scary, no one understood exactly why, or even what, had happened.  The neurosurgeons were consulting with specialists from all over the country.  We were at a prestigious medical institution in Boston, and they were stumped.  Finally, a resident (doctor in training -- we call them DIT’s, as in ditz) figured out that if he drew off cerebral spinal fluid with a syringe, our son would start to regain consciousness.  But within minutes, he would be back in the coma.  The chief of neurosurgery, and the surgical Fellow, decided to try and drain the excess fluid from his head externally. CSF is supposed to look like water; our son’s looked like honey!  They would externalize his shunt and give his body a chance to produce healthy, untainted cerebral spinal fluid.





Here’s where the funny part comes in.  Both of these men,  (the kind of men that medical students would genuflect before if they saw them in the hallway) were sitting on the floor of the intensive care unit, in their three-piece suits, lifting the bag the fluid was to drain into up and down, trying to figure out where to hold it so that the goo would drain from his head quickly, but not so quickly as to cause more damage.





Well, okay, maybe it wasn’t actually funny.  But as I sat there on a stool, next to my son’s crib and looked at them, they looked like little boys in a sandbox arguing over how to build the perfect sand castle.  I thought it was funny.  They thought it was funny, too.  And it was a good reminder as to why it is called the Medical Arts and not always Medical Science.  Sometimes, they are just guessing too. 


 


So, what should you expect if your child is going to be in the hospital?  Well, certainly if you know ahead of time, take the hospital tour, ask questions, be prepared.  Find out what time your doctor will be making rounds in the morning and afternoon so you can arrange to be there to ask questions and get reports.  Find the parent lounge.  Inquire if there is a patient representative you can talk to.  Ask where the nearest good fast food place is!





But often, it’s an emergency that places you in the hospital and you don't even have time to pack a bag!  Some advice:  these items will help whether you get them ahead of time, or need to ask a friend or spouse to gather them up for you.  Bring a blanket and a pillow from home.  Not just for your child (which the staff will tell you to bring, along with a favorite stuffed animal), I mean for you!  Bring some comforts from home such as a nice coffee mug and some tea or hot cocoa.  You’re going to get very tired of drinking from Styrofoam and paper cups and eating off of paper plates.  Going out to eat or eating in the cafeteria gets expensive and old really quick.  Try and get some homemade food.  Most hospitals will let you label it and keep it in a refrigerator or freezer, either on the floor itself, or in a parent lounge.  If I know we’re going to be in the hospital for a while, I make big lasagna, divide it up into individual servings, and freeze it to bring with me, along with a bunch of juice boxes.


 


Be prepared to do as much care for your child as you are comfortable with.  Nurses are there to provide medical treatment, not baby-sit your child!  You would have changed their diaper at home, wouldn’t you?  Or read them a story?  Or bathed them and brushed their hair?  Well you can do it in the hospital, too.  Not only will your child feel safer and more secure with you there doing the normal routine, but you will feel better the more involved you are with your child’s care.  Not to mention that it will use up time.





And time in a hospital moves slowly.  It’s boring.  Go to x-ray, wait two hours.  Go to CT scan, wait another hour.  Have labs drawn, wait until tomorrow to get the results.  After awhile, especially when your child is no longer in crisis, but you can’t all go home yet, you’ll feel like climbing the walls.  Television and movies only occupy your mind so long and then it gets dull.





If you know that your child will be in for awhile, bring some projects you’ve been putting off -- like putting photos into albums.  Or bring a stack of postcards with your address book to jot a note to old friends and family (won’t they be surprised to get something other than a Christmas card from you this year!)


 


And make sure to take care of yourself.  Most hospitals, especially pediatric ones, will have a child life specialist, recreation therapist, and volunteers that work with children.  They have playrooms.  Take advantage of those.  Your child will have fun, and you will be much more able to cope.  While someone else is with your child, go take a walk, get coffee or tea, visit the hospital library, or just browse in the gift shop. Once your child is a little more stable and you can take a longer break, go see a movie that is just for you—one your kids or spouse would hate, but you will love!


 


And take care of your child’s mental health too.  When they are able to get up and about, walk with them around the hospital or go outside if they are allowed to do so. Pack a small picnic lunch with their favorite foods once they can eat them, bring a tablecloth from home and take it outside to eat. Ask their class, their friends, their scout troop, their Sunday school class, or whoever they are involved with to send funny pictures of themselves, notes and cards and drawings. Or have a friend videotape all their classmates at school doing an activity or all saying hi to your child.  They’ll appreciate it and you won’t feel so stuck and isolated.


 


When it’s time to finally leave the hospital, you may just be able to go home and everything will be back to normal.  Or maybe not.  Maybe you have to go home with oxygen or home medical equipment.  Realize ahead of time that the hospital and homecare worlds are very different and you’ll need to adjust all over again once you get home.  Be nice to yourself.  Give yourself time and let yourself feel uncomfortable.   Remember that you’ve just gotten used to all that medical world, but school or family and friends are just starting this now when you get home. They may be freaking out. Don’t worry about it, they’ll get over it, you’ll get over it.  It just takes time. Comfort is just around the corner.


 


So, you’ve survived your first hospital stay.  Your 10th stay.  Your 50th stay.  


Hopefully, this won’t be your outcome.  Hopefully, you’ll be the one that never has to do it again. The one for who once is enough.





But maybe it will be you.  Maybe this is what life will look like for the foreseeable future.


Understand that this is just the next step, and take it one day at a time.





You got through it before.  You’ll get through it again.  You can do it.  You’ve learned to live on hospital time.





