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Life with healthy children comes with its own set of challengefdd a chronic ill-

ness and you may find yourself amid chaos from time to timeow do we deal with

the challenges chronic illness adds to our already hectic lives? How do we find peac: Inside this issue:
in the midst of chaos?Families cope and find peace in many different wayRarents,
siblings and ill children have different challenges and thus different needs. Fight Like A Girl! 2

This issue of our newsletter is dedicated to coping with the stress that chronic illnes: Coping with Chronic lliness 3
brings to our lives. We have compiled information on coping from parents, siblings - " aur parens 45
and the sick children themselvedt is our hope that as you read this  edition of our
newsletter, that you will not only be inspired, but that you will also discover new

ways to bring peace into your lives as you deal with the challenges of Shwachman  coping strategies 7
Diamond Syndrome.Having a chronic illness in the family is stressful, but we can all
find peace in the midst of the chaos the medical challenges we face sometimes bring
into our lives. Resources 10

Coping with BMT: Siblings 67

Not Alone 8

Coping with Chronic lliness: Things | have learned on my
Quest for a More Peaceful Life

Coping with a chronic illness is a challenge for the entire familxhile it affects each member of the fam-

ily differently, no one is spared Each family member has different needs. Needs, that if not addressed, can
throw the entire family into chaos. Using active coping strategies can decrease stress and improve the
psychological health of every member of the househola a parent of two children with Shwachman
Diamond Syndrome (SDS), | have learned that there are many things that | can do to help relieve stress
and help the entire family copeLimiting the effect of the stress from medical appointments and proce-
dures will enhance the webeing of each member of the family.

Parents must take care of themselves.

In order to be effective parents, we must first be able to understand and cope with the diagnosis ourselves.
Before we can help our children, we must be able to help ourselViég®e outlets we find and the tools we

use are essential to living a full life amid the daily medical routine®nce you have taken care of your

chil dds medical needs and cared for youlrcanootdmer c¢hi
phasize this point enough. This includes taking time to relax or doing something you enjoy.
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