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My son Christian's birth was a bit different than the births of his two brothers. The stories of his brothers' coming into this world are joyful, celebratory; filled with wonder and excitement. When Chris was born, things were quite the opposite. After flunking his Apgar test, he was whisked off to the neonatal intensive care unit and stayed there for two weeks. His birth weight was very low, his suck/swallow reflexes were not 

working and he was extremely lethargic. Two weeks later, I brought him home, along with a feeding tube, feeding pump, visiting nurses, medicines and intrusive medical equipment. After that, there was a very long line of doctors, diagnoses, home health nurses and aides, therapists, special teachers, sicknesses and many other disruptions in the life of my family.  I could barely keep up with it all - especially emotionally.

During the first year of Christian's life, I was so busy with his care, taking him to doctor appointments and keeping up with the rest of my life I did not pay much attention to my emotional state. During his second year of life, I fell apart - physically and emotionally.  Basically, I was suffering from a huge loss - the loss of a healthy, normal child.  To me, it was as though someone I deeply loved had died and I was too busy to pay attention to my feelings.  Looking back on that now, I realize that unattended loss and grief created much of my distress.  

Feelings of loss are significant for parents who have a child with special needs born into their family. Many parents are in shock when they find out that their child was born with special needs. They can become numb, confused, angry and guilty.  They will protest this unfair condition that has happened to their child. Some 

parents will begin searching for answers. Is there something out there that can make this go away? They can become restless and preoccupied with their child's condition. Family dissonance and lowered self-esteem can happen. As parents, we can even reach the point of despair, agony, anguish and depression. All signs of grief. 

The grief reactions that we feel are normal, and many times go unattended and unnoticed. It is helpful to look at grieving as a series of tasks to be worked through in order to get beyond our sadness about our child's special needs. We need to accomplish resolution of our grief. The first task is to accept the reality of the loss. It is difficult to comprehend and accept that a beautiful baby can be born with so many problems. We work through our shock and numbness. Then, we allow ourselves to feel the pain of grief. One begins to feel depression, anger, guilt and many other emotions that are natural expressions of grief. The temptation is to push the pain away or bury it. This is so easy to do when we are barraged with the special needs care of our babies. We don't have time to be sad. At this point, we need to acknowledge each emotion and allow ourselves to feel, express and work through the pain. It's good to stop, sit down and have a cry. 

Next we must adjust to our environment. We come to terms with our child's special needs through reorganization and reinvestment. It may be necessary for family members to take on new roles and develop new skills. Mom's and dad's have new shared duties for their baby and siblings have new responsibilities of a different type. We may need to make physical room in our homes for special equipment. New meaning in life may have to be found in order to move toward the future. This process requires a willingness to take responsibility for one's own well-being and happiness. As a mom, you may never have thought of taking a yoga class for

relaxation or treating yourself to a massage once a month. We must learn to identify, respect and fulfill our own needs. In order to step up to the intense care our child with special needs requires, we must learn to care for ourselves first. We also must learn to accept help and support from others.

In order to help our family members who are grieving right along with us, we offer presence, listening and recognition of loss.  Being quietly present with people who are grieving is a tremendous gift to give. To be truly present is to let our family members determine how she or he will express their feelings of loss around a child with special needs. Learn to be with family members rather than getting caught up in trying to solve the problem or "take away" the sadness. Listen to the

person with full attention and without judgment. Listen with your heart and ears. Be willing to hear what your family member is expressing, even if it is not what you expect to hear. Although you may hear the "birth story" or the "awful doctor visit" story more than once, listen attentively because each telling allows a little more 

healing. Encourage your family members to speak from the heart without fear. Lastly, convey your concerns, sympathy and compassion. All family members need this.

Eventually, we all heal. We adjust. Throughout our grief process, we love our child with special needs. That is what keeps us going. Once we have readjusted, reorganized and reinvested, our family life will emerge with new identity and vitality. We are hopeful, we are happy and we begin to feel normal again. Supports are in place and our child is thriving in his or her own way. Strength is gained from our experience and hopefully, we can share our new found strength and wisdom with others when they are in need.  That is what PATH is all about.

Loss Grief & Healing was written by

Susan Rosano, M.A., Editor

Expressive Arts Therapist & Spiritual Care Counselor

&

from the Bereavement Research of 

Sally Roseman, M.A.

Bereavement & Spiritual Care Coordinator

You’ve Come A Long Way Baby

By 

Jon Bokowski of East Haven, CT

For the first nineteen years of my life, I was in denial of the seriousness of my disease, Duchenne Muscular Dystrophy. Up until August of 2003 I never truly accepted my illness, that I was confined to a wheelchair with a terminal disease for the rest of my life. From that point until April 2004, I had to face some harsh realities.  Sick with double pneumonia and a collapsed lung and facing the possibility that I would not recover forced me to take a hard look at my disability and myself. It was also the first time that I cried about my life and my situation.  With the love and support of my mother coupled with my new outlook on life I was able to start over.  It was the turning point of my life. 


I soon realized my role in this life.  I am sure that I need to work hard to overcome the many challenges and hardships that accompany a life with Duchenne. In doing so, I believe that my life is set apart from others to be an inspiration.  We all have obstacles to endure and conquer in this life and by living my life to its fullest I am helping others to realize their full potential in their own lives. I am happy and try to keep a positive attitude as well as an open mind.  By overcoming these challenges, I will become a stronger person spiritually. 


It is my hope that I will one day become a writer and an inspirational speaker.  I feel I have a story that should be shared with others.  I am also meeting people who say they are inspired by my life and most particularly how I handle my situation. One person in particular who was inspired was my own mother.  After I was diagnosed with Duchenne, my mother, who is also my greatest advocate, decided to attend nursing school to become a registered nurse.   As an avid hockey enthusiast, I have become friends with Hartford Wolfpack star goalie, Jason LaBarbera.  On several occasions after a game, I have visited outside the Wolfpack locker room. LaBarbera and other players have shared with me that they take inspiration from my life.  They have learned through my examples of courage to put their own lives in perspective.  They have learned to focus their attention on the more important matters of life instead of the trivial things.  I feel I can share this message of hope and strength with many others as well. 

Duchenne Muscular Dystrophy

Definition — One of nine types of muscular dystrophy, a group of genetic, degenerative diseases  primarily affecting voluntary muscles.

Cause — An absence of dystrophin, a protein that helps keep muscle cells intact.

Onset — Early childhood - about 2 to 6 years.

Symptoms — Generalized weakness and muscle wasting first affecting the muscles of the hips, pelvic area, thighs and shoulders. Calves are often enlarged.

Progression — DMD eventually affects all         voluntary muscles, and the heart and breathing muscles. Survival is rare beyond the early 30s. A less severe variant is Becker muscular dystrophy.

Inheritance — X-linked recessive. DMD primarily affects boys, who inherit the disease through their mothers. Women can be carriers of DMD but   usually exhibit no symptoms.

~~~~~~~~~~~~~~~~~~~~~~~~~~~~~

PATH on the Move
By Carmina Cirioli and Nanfi Lubogo

Co-Executive Directors

On September 26, PATH held its second annual Family FunDay at Fowler in Milford, CT. It was a gorgeous fall day but we knew we were competing with a lot of fairs and fall festivals. While the attendance not as great as we would have liked, the families that came had a great time with many activities and delicious food. PATH would like to acknowledge and thank the following organizations for their generous donations and for sharing their time and talents with PATH families.

"
Sam Bayter, from Gourmet Express for the delicious                                             

             food and refreshments.

"
Creative Creatures.

"
Martial Arts of America.

"
The Milford Senior Center, 16 piece Big Band. 

"
CT Center for Pediatric Therapy.

"
Dream Come True of Western CT. 

"
AC Moore's who provided arts and crafts.

"
Milford Performing Arts.

"
Milford Mayor, Mayor Richetelli, who was on hand to 

             take pictures with the kids.

Preparations for PATH's 2005 Gala and silent auction are well underway. PATH would like to welcome our two new Gala Coordinators, sisters, Chris Sloss and Bobbi Blake. Chris has a son with special needs and has been an active PATH     support parent for many years. Chris and Bobbi are off to a good start and their biggest goal is to improve on the number of corporate donations. They are asking anyone who knows or works for any corporation that would be willing to sponsor the Gala to please contact us at: 1-800-399-PATH (7284). We would be happy to mail them a corporate packet with more information about how they can help. We are also looking for energetic people who love fundraising to sit on our gala committee. Meetings are usually held in the Trumbull area.

The PATH Board also welcomes new member Christine Reardon. Chris is the Manager of Strategic Development for Workforce Alliance of South Central CT. Her background and experience in labor market economics will be a valuable asset for PATH.

PATH's Parent to Parent partnership project with Norwalk Hospital was a success. So far, we have received 11 referrals for parent support and in October we provided training to 13 parents who are now Support (Listener) Parents available to provide help to families in crisis. This project was funded through the Fairfield County Community Foundation and the Norwalk Hospital Foundation. Pepperidge Farm provided funding for three issues of our publication PATH in Print. Our heartfelt thanks to all three organizations for making this project a success.

PATH is happy to announce the receipt of a grant from the CT Council on Developmental Disabilities. This grant will be used for the purpose of promoting and expanding PATH's parent to parent network through the use of video technology. Areas of emphasis will be on minority populations, particularly those in the northern part of CT. This project is expected to commence in January 2005. 

Other exciting projects and initiatives include; a long awaited PATH website. We hope to have one up and running by the time this newsletter is published. Also in January, PATH will host a planning consortium with a group of individuals who represent several other key organizations from across CT that cater to children and families of children with disabilities. Our goal is to foster collaborations and enhance relationships in order to make PATH a stronger network. The meeting will be sponsored by FAVOR Inc. 

PATH's work with the Family Support Network in the South Central and Southwest  Regions continues. Regional Coordinators, Caroline Smit (SW) and Nanfi Lubogo (SC) attended the Family Support Institute in November and December. They organized legislative activities and meetings throughout the year that brought families together to discuss issues important to them and areas of services that need improvement. For more information on the Family Support Networks and all other initiatives, please call PATH at: 1-800-399-PATH (7284).

We hope that 2005 will be a happy, productive and   prosperous year for you!

