Good afternoon every one,

 

I have just received this beautiful letter from one of our past families who has to make a major decision regarding surgery.  She asked me to pass on her e-mail and phone number.  However, I believe that her letter is important as well.  If any family can share their support and experiences regarding what this family is going through can you please respond to April as soon as possible.  I believe that she would like to speak with someone or have contact with them who have actually been through the surgeries that Dayoni will experience.  I thank you for your support for this family.  Best wishes to everyone John

 

John Chimarusti, Ph.D., LMSW .
Carrie Tingley Hospital Social Services .
(505) 272-5296 direct line .
(505) 951-1855 pager

>>> <KalaniNetiti@aol.com> 4/15/2009 1:20 PM >>>

hi john

 

this is dayoni lauers mom  april. i know u havent seen us on over a year but im writing to you because since we moved to stewartville minnesota ( mayo clinic in rochester) . dayoni has been getting ALOT  of good care here at mayo clinic. she has progressed very well. she got arm crutch's and now has a custom pink wheelchair. still uses her u shape walker and goes to all day kindergarten  at a great school. she has had 1 eye surgery since being here and may have another later this year. but she had some great gains as now  has taken some independent steps with out any assistance . her balance has gotten  very good.    but she has  had some bad problems develop recently and now is about to have surgery on may 6th. she is going to have bilateral proximal femoral osteotomies . both sides of her hips.  her legs both turn about 90 degrees and her right leg hyperextends and left foot and knee turns a lot also.   but my worry is  i haven't been able to get many answers about how much pain she will be in. there is no cppa here and i would really love to know from other parents that their child has  gone threw this also. i want to know  how much time they spent in pain and their whole experience with this surgery.. 

 

is it possible that u can  find someone out there to help me with this before i have dayoni have this surgery so i can be more prepared? i have tried to google it online but its very difficult to get parents thoughts about this.  school ends here may 29th  and i would like to let her do the surgery while school is on. that way when she comes home after the first 5 days in the hospital  she can rest with piece while her other siblings go to school. i remind u we have 6 kids ages 14 ,7 ,dayoni is 6 now, 3 ,2 and a 16 month old. so the house gets very loud . my husband thinks we should wait till school is over so she doesn't miss school and do it in june. but i think  doing it during  school would be more beneficial for her to rest with quiet  . as i have read some facts that she will have trouble sleeping and sitting. thing is . they said they wont put her in a cast.. and online says they do. but dr stans here at mayo says they are not but it may take her 6 weeks to heal fully. im still just wanting to know more.

 

can u help me? i know there is a lot of parents out in albuquerque with cp kids and there must be someone who has had this sergury.

please email me some info or give my email out to whatever parent can tell me about their thoughts about this. i really want to talk to another parent. 

my email is 

kalaninetiti@aol.com
 and my phone is 507-2088600 is they want to call me.  i am at home all day .

 

also here is 2 new photos of dayoni.

 

thanks 

April lauer

