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Finding Peace in the Midst of Chaos Jan/Feb 2008

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 househotd 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.

:‘ Before we can help our children, we must be able to help ourselVié®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
childbés medical needs and cared for youlrcanootéemer
phasize this point enough. This includes taking time to relax or doing something you enjoy.

Continued on page 3
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i In order to be effective parents, we must first be able to understand and cope with the diagnosis ourselves.

c hi



Angel aes Story

Angela Brown is an amazing young ladyl. have been blessed to get to know her and her fami|’
through our SDS support group and through her bone marrow transplant journey blog.

Angela wrote the article below for our newsletter while she was still waiting for her liver
transplant. God gave us all a special Christmas present this yeAngela received her new live
just days before Christmas 20071 hope thatyou willbei ns pi red by Alnthe |
last several years, she has touched my heart and inspired me to be a better pafssrparents
have also been an inspiration During this journey, they have all reminded us what it means
to be selfles$ never forgetting God in the equation and always asking us not only to pray for |
Angela, but to remember the donors who have given Angela new lilehave no doubt that :
God has special plans for Angela Brown.

Pattie Curran

Fight Like A Girl!

What a title! My name is Angela Brown, and | was born August 24, 1995was healthier than my sister at

birth, funny how things change. Shelby was jaundiced and she had to live in a special box under a light for almost
a month. | wish my problem was that easy. My first friend was Dustin and my mom watched him so Miss. Sandee
could work. We were real buddies, we made mud pies, played everything together and yes everugrelssrom-

ised Dustinl would never tell anyone that so don't say anythingWe also fought. He gave me my first bloody

nose! Life was good even though we knew something was wrong with my counts, but they didn't cause me any
pain. We prayed | would outgrow whatever was wrong.

My first day at school. How excited | was! | remember being scared because my teacher was Mrs. Switzer and her name soundeduigshe
was super sweet. | remember wanting to get the perfect attendance pencil and | never did my first year. | was hardly abteend a whole
week, much less six weeks. That year was very hard. Not the work, but my body was always tikéom said the first year is alwgs hard. By
the next year Dustin moved to Orangefield and | was still getting sick. My first grade teacher was Mrs. McDuff she was iglsd actually got

a prefect attendance pencil once that year. After another hard year of being home bound and hospitalized too many timesrth e decided
to homeschool.

This is when | met Callie. We have play dates, more field trips than in public school and we do a lot of coo
projects. | loved learning at home those first few years but | also missed my public school so | asked mbm§
could try and return. | started an after school care program and within three days was back to Texas Child
Hospital and they finally diagnosed me with Shwachman Diamond Syndrome (SDS), bone marrow fail-

ure. Starting in February 2006, the search for my donor began because no one in my family was a match.
donor was found and | only had two possible matches in the National Registhyfeel lucky because | have

friends who still don't have a match yet. | went to transplant Oct.21, 2006 it was not easy but, we made it §
through, now | have Graft Verse Host Disease of my liver and gut, | am waiting for a liver transplant at thisi
moment.

There is nothing easy about SDS but it is your choice to either let it control you or you can control
your own life. My faith has given me my strength to continue my journey.have SDS, it doesn't
have me. Believe in yourself and in your dreams and anything is possible. You just have to want it
that is what this journey has taught me and my family. If you or your family member has SDS or a
disease that you just don't understand my advice to you iaie don't have to understand what hap-
pens we just have to love each other and be there for whatever happéwsitive thoughts = Posi-

4 tive results

%7 Your Friend,

Angela Brown
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Coping with Chronic lliness: Things | have learned on my Quest
for a More Peaceful Life.  (continued from page 1)

If you, as a parent, become ill or unable to care for your child, who will care for your child® not feel guilty about doingthings that make

you feel better and enhance your webleing. Take a friend up on the offer to watch the kids so you can grab a cup of coffeelax. So many

ti mes, | have been guilty of thinking, oWell, I coulshbuusd aommdal
to use up all of my favors nowWhat if my child goes to transplant, what will | do then?Who will help in the future if | take my friend up

on t hi s odfinkllg started dakir®) dny friends up on their offers to help, and | am a better parent for it. We do nkiow what the

future holds for any one of us and we need to trust that our friends understand our strugdies.need to take the time to re@rge in the here
-and-now so that we are able to care for our family in an effective wajfhese small breaks have gone a long way in improving ability to

cope with the daily medical challenges of SDS.

Lastly, do not be afraid to ed®Recaetaa cyho warngde lafs ka byowtr yyouifdlydoddei- Iddb& st
stand all aspects of the diseaséAs a parent, you need to have a good understanding of the disease not only to make impdreatment
decisions, but this knowledge will enable you to help your child cope, as well.

Try to Maintain Family Routines as Much as Possible

First, we must realize that our normal may not be normal for any other familyit can be difficult to maintain
family routines amid appointments, hospital stays and home treatmentEhe urge to give our children the
perfect, onormalé |ife at all cost cD&nothbeafraidtb same
0 N o If ypur children miss a play date, a birthday party or an activity at school, the world will not come to
an end. If you are not able to volunteer at church or school, the world will not stop spinningAdding extra
jobs and extra activities creates extra stress that may not be in the best interest of creating peace in the hq
hold. a8 e
Lo R \ e
| have learned that everyone misses out on activities at one time or another. These challenges can be a good learning thalranter
builder for children. These unfortunate events can make us stronger and more compassiondtbave seen many positive chacter traits
develop in all three of my boys over the years that we have been dealing with our medical challeMyesiot only try in vain to give our
children the perfect onormal 6 |ife, we s onGnethingévig with drronicdinesshasi e v e
taught me is that we are far f r omoOnnightswedave tmhodk hpaohe otthebagtheiemetlican d we
tion pump, you might find that our kitchen looks like a bomb exploded in the sinfhen staying up all night with a sick childor spending
time at the hospital, | 8dm doi ng weCldan ctothes gre about ab @osectd perfegti@as gevh s h e d é .
have | earned to live the saying: Dondt sweat thesmall stuff.

ma k

Connect with Others

Do not be afraid to join a support group.You are not weak because you reach out for support from othevge all have a needa be under-
stood. Sometimes, the best place to find the understanding support you need is among a group of families who are battlingnleechal-
lenges. Sharing experiences and information with these families can be cathartic, energizing and enhance yotlveird. | am stronger
because of the friendships | have developed through the SDS support grdum longer feel as if our family is battling SDS ahe and | have
found a place where | am free to discuss all aspects of the disease and how it affects me and my fistyibhildren have alsaleveloped
friendships with the other SDS children they have met through the support group.have seen how knowing others with Shwachman
Diamond Syndrome has helped them fell less alone as they cope with the effects of their iliness.

Take Care of Your Spiritual Needs

In the midst of taking care of our physical bodies and those of our children, we can sometimes forget that we have spiréteis. It can be
difficult to find time to reflect or to pray amid a normal routine- the added stress of chronic illness can make it seem havfng a spiritual
life is an unattainable reality. Taking the time you need to develop your spiritual life can have a great effect on your abtlh cope with
adversity. If you are having trouble, do not be afraid to contact your pastor for counseling and spiritual guidand&hen weeffectively bal-
ance taking care of our spiritual needs and our physical needs, we can achieve harmony and find peace in the midst of chaos.

In ending, | want to point out that there are no right or wrong answersie all cope with stress differently and we must do witia best for
ourselves and our familiesTake the time to find active coping strategies that relieve stress and enhance-bestig.

By Pattie Curran
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Coping with Bone Marrow Transplant: A Parents Perspective

My original article was going to be about coping throughout bone marrow transplant. As | sat and

thought about all of the coping strategies we used to get through this extremely difficult time, | real-

ized that oOcopi ngo [wsshlIrhadtknoenxtle ¢otmidgble vabkaheadlandd i d .

been better organized with a plan of action in place. I was r
easy to get caught up in every thing that is going on, that you often forget to take care of yourself.

My other children rarely got to see me as | was so afraid to leave the hospital. They spent much of

their days hanging out with dad at the Ronald McDonald House and worrying about their little sis-

ter. | was afraid to allow them to visit for fear of infection and my husband and | felt a million miles

apart. | never left the hospital, except on one occasion when | came down with bronchitis and had

to leave so | did not expose my fragile child.was gone for 4 days while Jason stayed with Katie, and if not for the fevedaexhaus-

tion, | probably would not have slept at all. | felt horrible even leaving the room, but | tried to make it outside at leasinoe a day to

take a breath of fresh air, through my ever so trendy hospitalmasiso me days | di dndt want teo tal k
answering the phoneOthers days, | would sit and wait for hours wishing someone would c&@in good days, my spirits were hlig

and | would regain bits of strength to carry me forward and on bad days, | wondered if we would ever make it hdme.d o n dit k n o\
anyone can really be oOpreparedd f orThetelisaorgg orwrortg arswedforbowgouy one ¢
choose to respond to the challenges ahead, but you do have a chbweh we had asked for and accepted more help from evero

There were many services availabldrom social workers to counselordVe were even offered massage therapy and were invited t

support group sessionfMany of t hese | never usedé b &Socmluerkerstan offarghingsfiemaal d t «
vouchers and parking passes and connect you with other organizations that can help on a financial IBeghe facilities have Rapels

where you can go to pray and take time to reflect, others have chaplains who will come to you in a time of ndednd comfort from

a few friends who called to chat, and this helped to relieve some of the stress and distracted me from my near constaraviermi

only briefly. We let the kids decorate the room where we knew we would be for such a long time; it gave them a sense ofriresative

and made our surroundings a little livelier than the drab hospital décot.ooking back, there are many things | could have derdif-
ferently, but at the time | Spmsetotli dhét oknpwnhowstoahamgylke it
help those of you facing transplant. Hindsight is always 20/ 2

Ask for help

Do not feel guilty about it! Sometimes it is hard to let your guard down and humble yourself to ask

for charity and assistance. You did not cause Yy
a lack of doctors experienced in the field of SD8.you choose to seek treatment at a facility that is

far from home and seems to be a logistical nightmare because you are searching for the best care pos-
sible for your child, then dondt worry about wh
and ultimately their well being depends on the decisions you make concerning their treatment.

Have Fundraisers

| had several friends and family frown upon my plan to have a fundraiser to raise money for our family to go to lowa and tay
gether while Katie had her transplant.They thought it wrong of me to ask others to help pay for my choice, when we had sugheat
hospital only a few miles from homeThey just did not understand that | was doing this to save her life.

We had three benefits, raising about $7,000 before leaving our home, our friends and our family behind and heading to leasto

our little girl. This was barely enough to cover the basic expenses. We stayed at the Ronald McDonald House, just a shantdista
the hospital, where the rooms are $5, for a basic room and $20 per night for a HEPA filtered family suite for your postptants

stay. They have community kitchens stocked with donated food items so you can save on meals, while family suites have their own
private kitchen for your immune compromised childds safety.

Ask for a social worker

Social workers can provide things like parking passes, meal vouchers while you are in the hospi-

tal, and they can link you to other organizations like the NMDP which can assist financially with

up to $3000 for travel expense reimbursements and living expendéss has to be done through

the social worker, so dondot hedftheraissomethmg ut i | i ze any of the se
specific you need, just let them know and they will do their best to find ways to help.

Page4 Issue 2



