Book Review of Love Ella by Allowah Social Worker, Genni Cribb.
A Mother’s story of her daughter with Cornelia de Lange Syndrome

by Madeleine Witham
“When a baby is born the new parents make joyous telephone calls to family and friends to tell them the good news that the baby has finally arrived. I didn’t make any of those calls after Ella was born, in fact, I didn’t make any calls at all. When Ella was delivered they laid her on my chest and for about 60 seconds I had a new daughter, and that was all I had. When the obstetrician took her and laid her down she opened her mouth and screamed and he said: “I think we have a problem here”. No longer did I just have a new daughter, but I had a problem.” (p18, Love Ella)
Cornelia de Lange Syndrome (CdLS) is a non-hereditary genetic condition present from birth. Children with CdLS have significantly delayed physical and cognitive development and sometimes heart or bowel problems. They often have a low birth weight, slow growth and a small head. The syndrome is usually picked up early in life by a genetics specialist as they can look very similar to one another in the face. Early intervention is a crucial aspect of care for these little ones, usually involving speech, occupational and physiotherapists as well as medical intervention. Parents of children with CdLS, like so many with children with a disability, give never ending time and energy just to get through the day, let alone to give the medical and therapeutic care necessary to maximize the individual potential of their child.
Love Ella is the heart felt story of learning how to be the parent of a child with a disability. Madeleine and her husband, Mark, had no warning that Ella would have special needs. Never the less, Madeleine’s honesty in relaying the roller coaster of a journey right from the first moments of Ella’s life all through the first eleven years is extraordinary. As a social worker I have no personal experience of what that life is like but to be able to gain a brief glimpse of it through the eyes of Madeleine has been invaluable for me in trying to imagine how parents can begin come to grips with this unexpected life.

The grief journey for the Witham family has been long and arduous already but even after eleven years its not over yet. As Ella continues to be delayed through the normal milestones, there are so many triggers to remind her family of who she isn’t and what she might never be able to have. Just when you think you have come to terms with the implications of the disability another milestone looms which is unattainable and fresh grief rises again to the surface. It can be the smallest thing; trying to find an appropriate birthday card for that age, watching a friend’s child play soccer on the weekend or becoming a teenager. Coping with that grief becomes almost a way of life and yet another component of the ongoing roller coaster that is being the parent of a child with a disability.

Madeleine gives some touching highlights to the impact of Ella’s disability on her family as a whole. Ella’s sister Chelsea’s world has also become transformed by needing to take into account Ella’s special needs.“I am the first to admit that Ella’s needs come first in our family. This is for the simple reason that if they don’t, we all suffer for it…. I only hope that one day Chelsea can understand that her father and I just did the best we could and there were probably a million things we could have done better in hindsight.” (pg 102)
Madeleine also vividly reminds us of the invisibility of people with special needs. She describes what most people know of her daughter as the tip of the ice berg. It can be too easy to miss the richness and depth of the individual personality lying just behind the visibility of her syndrome. As you read the story you can feel some of Madeleine’s frustration and desperation in mourning the fact that most people never hang around long enough to get to know what lies beneath the tip of Ella’s iceberg; her ability to appreciate the ridiculous, her ability to love unconditionally and her complete transparency. 
Much like the story it tells, just reading Love Ella is an emotional roller coaster. It is a beautiful window into the joy and the pain of surviving a life never asked for and certainly never expected, but powerfully lived. I highly recommend this book not just for parents, but also for family and friends, to show them the value of hanging around long enough to see more than the tip of the iceberg.
