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Dear Friends of the Guild,
The Guild for Infant Survival Orange County (GISOC) would like to invite you
to support our Fall Luncheon and Silent Auction to be held Wednesday, October 17, 2012. The event will be held at the Anaheim White House Restaurant,
a 1909 Historical Landmark, known for their excellent food and service. The
menu features a salad of contemporary greens, an entrée of chicken volaille
supreme (vegetarian pasta is available upon request) and strawberry enchantment for dessert. You have your choice of soft drink. Wine will also be
served. The cost of each ticket is $50.00 and valet parking of $5.00.
The occasion will be an opportunity to come together in memory of loved
ones lost and to acknowledge those who have worked to build our organization while supporting a very worthwhile cause. We are honored to welcome
Dr. Tom Keens of Children’s Hospital Los Angeles and Dr. Henry Krous of
Children’s Hospital San Diego as our special guests for the luncheon. Both
doctors are well known for their long-time dedication to Sudden Infant Death
Syndrome (SIDS) research.
GISOC was established in 1975, and for 37 years has served Orange County
and surrounding areas. We are here to support families and extended families that have lost a precious baby to Sudden Infant Death Syndrome, educate
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On “Picking Up the Pieces”
Had someone say to me not too
long ago that she was glad to see that I
was “picking up the pieces and going
on.” Well, I am picking up the pieces all
right—but what she doesn’t know is that
they’re almost a whole set of new
pieces! I haven’t been able to go on as
though nothing about me has changed
since my child died. I’m a different me,
and I am still learning about how the new
me reacts to old situations.
I am finding that this new set of
pieces doesn’t exactly fit together all
nice and neat like a jigsaw puzzle. Some
of the old pieces are still hanging in there,
but they don’t quite mesh with some of
the new pieces.

I am in the process of

grinding off the rough edges now, hoping
eventually for a better fit, one that I can
live with more comfortably.

Time, pa-

tience and hard work are helping me accomplish this.
How are the rough edges on your
new pieces coming along?
~ Mary Cleckley

Newsletter
Deadline
If you would like to contribute an article or poem to
an upcoming issue of Reflections, please contact:
Lisa Biakanja at (714) 960-9897 or email her at
lbiakanja@yahoo.com.
The next newsletter
deadline is 10/1/12. We encourage your
participation!
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A Research Study on Mitochondrial
Disorders and SIDS
Mitochondria are small structures present in every living cell. They are the energy factories of cells. The
food we eat is digested and brought to mitochondria,
where it is converted into the energy required for us to
live. Like every other part of the body, mitochondria
are built from proteins. This assembly is supervised or
directed by genes. We now know that some people
have mutations of these mitochondrial genes, which
can cause abnormal mitochondria to be made. Abnormal mitochondria do not produce energy normally.
Any cell that has no energy, or has decreased energy,
will not function well. As a result, mitochondrial disorders can cause a wide variety of different disease
conditions. In fact, a few percent of babies who died
of SIDS were found to have mutations in mitochondrial proteins. Is it possible that other mitochondrial
disorders can cause a substantial proportion of SIDS,
or at least make some infants more likely to die from
SIDS?
At Children’s Hospital Los Angeles, we are fortunate
to have one of the world’s leading experts on mitochondrial disorders, Doctor Richard Boles. Doctor
Boles has spent his life doing research on patients who
have abnormalities in mitochondria. Because mitochondria are in every cell of the body, disorders or diseases of mitochondria can have a wide variety of
symptoms. Some are serious, and even fatal. Others
may not be life-threatening, but can include things like
depression, migraine headaches, intestinal problems,
muscle weakness, heart disease, etc. Because symptoms can be so broad, sometimes these disorders are
not obvious, and it may take quite some time before a
mitochondrial disorder is suspected and diagnosed.
In collaboration with Doctor Boles and his research
team, we would like to conduct a pilot research study
to see if babies who died from SIDS had evidence of
abnormal mitochondrial genes. We would like to
study genes (DNA) from the tissues stored in the
Coroner’s Office from a small number of babies who
died from SIDS, and we would also like to study the
DNA of the parents of these babies. Taking DNA
from the parents involves only spitting some saliva
into a special collection cup that is sent by mail (no
Continued on Page 7
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OC Walk to Remember
Registration is now open for the
2012 OC Walk to Remember
Memorial Service, 5K Walk and
Celebration of Angels
When: October 6
Where: The District at Tustin Legacy
Schedule of Events:

Your Gift is
Appreciated !
The Guild for Infant
Survival is a
United Way
Approved Organization
GUI300

6:00 am—8 am: Registration checkin, support information available
8:15 am Remembrance Ceremony:
Each baby’s name will be read and
parents receive a white rose
9:00 am 5K Walk (half-route available): We walk the steps our babies
will never take
9:30 Celebration of Angels: A time to
celebrate the babies we love and
miss.

Guild For Infant Survival,
Orange County
Information:
2130 E. Fourth Street #125
Santa Ana, CA 92705
Ph: (714) 973-8417
Fax: (714) 973-8429
(800) 474-SIDS (7437)
Email Address:
gisoc@att.net
Website Address:
www.gisoc.org

CA State Senator Daniel E. Boatwright
(January 30, 1930 – April 27, 2012)
We are saddened to inform the
California SIDS Community that
California State Senator Daniel E.
Boatwright died on April 27, 2012,
at the age of 82. He was an effective and influential California legislator, serving 8-years in the Assembly and 16-years in the Senate.
However, he will be forever known
and beloved by the California SIDS
Community for his visionary Boatwright Bills of 1989,
which transformed SIDS services, education, and research in California.

Your gift to honor a loved
one will be appreciated.
Send your tax deductible
donation to:
Guild for Infant Survival,
Orange County
P.O. Box 148
Tustin, CA 92781
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Poem of Life~Author unknown
Life is but a stopping place,
A pause in what’s to be,
A resting place along the road, to
sweet eternity.
We all have different journeys,
Different paths along the way,
We all were meant to learn some
things,
But never meant to stay…
Our destination is a place,
Far greater than we know.
For some the journey’s quicker,
For some the journey’s slow.
And when the journey finally ends,
We’ll claim a great reward,
And find an everlasting peace,
Together with the Lord.

Be Kind to Your Self
Many things keep you stuck in a place I like
to call “self-bashing”. While you’re grieving
the feelings of guilt and anger are especially
powerful – they can send you into a tail-spin
of blame and self-criticism. The physical effects of grief, such as sleeplessness, lack of
hunger, and depression can bring you into
that dark place too, where you feel it’s appropriate to be less than kind to your Self.
HOPE isn’t a place or a thing.
HOPE is not the absence of pain,
or fear, or sadness.
HOPE is the possibility of renewed JOY.
It’s the memory of love given and received.
HOPE is here, within the magic and the
memories of your heart.
~Darcie Sims
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To the California SIDS
Community:
The 2012 International Conference on
Stillbirth, SIDS, and Infant
Survival,
sponsored by First Candle and by ISPID (International Society for the Study
and Prevention of Infant Deaths) will be
held in Baltimore, Maryland (Baltimore
Marriott Waterfront Hotel), October 57, 2012. More information will be forthcoming. However, these international
conferences combine the latest in biomedical and epidemiological research
with support for parents and SIDS and
infant death program professionals.
— Tom Keens

Rooms and Things
By Mary Cleckley, Atlanta Chapters

How many people have suggested to you in
subtle and not so subtle ways that you’d be
better off if you’d only go ahead and get rid of
your child’s things and redo the room? You
see, they think that the holding on to these
things is morbid. These people, who have
never suffered the loss of one of their children, really do not understand that you have
to do your grief work, and whether you do
this sad task now or later really doesn’t affect
the length nor depth of your pain.
Some parents need to make the changes and
decisions about personal belongings as soon
as possible after the death. Having the chore
ahead of them is more painful than the doing.
These parents are advised, however, to go
slowly when disposing of belongings. It may
seem to you, also, that not seeing or having
anything around to remind you of your dead
child will somehow make your pain less.
Later, though, when your grief has softened,
you may find you need that special something, but by then it’s too late.
Continued on Page 7
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Children and Funerals
William G. Hoy
When contacted by a family with children in the
immediate aftermath of a death, the most frequent question I hear is some form of, “What
about the kids and the funeral—should they go,
should they not, and why or why not?” Over the
years, I have developed a fairly straightforward
response—neither force attendance nor forbid it,
but strongly encourage it with complete, factual
information.
At the outset, I believe it is important to strongly
encourage any child of any age to attend and participate in the funeral of a person to whom they
are “connected.” Let me explain. Once upon a
time, I thought young children were best excluded from the funeral service—their presence
might be too distracting for the “grown up
mourners.” As I studied the role of death-related
rituals around the world and in history, however,
I’ve changed my mind.
We Westerners (western Europeans, Canadians,
and Americans) were apparently the first people
to think up the notion of excluding children from
community death-related rituals. People groups
who have recently immigrated to our shores
seem to rarely consider excluding children, even
though the services may last many hours, or even
days, with great complexity. When living in
southern California, I frequently observed the
customs of Cambodian Buddhist families in Long
Beach, and saw that children were always included, even if they had no connection to the deceased other than that they were all Cambodian,
perhaps lived or worked nearby, or possibly attended the same temple.
The notion of keeping children away from funerals is of relatively recent evolution, even among
westerners. When I was a child in 1960’s Louisiana, kids were expected to attend funerals of
neighbors, church people, and certainly of family
members. You will be hard-pressed to find a
person born after World War II who did not attend many funerals as a child, and many of those
services would have been for people the child
barely knew.
So is the idea that we should protect kids by excluding them from rituals a more “evolved” per-
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spective, demonstrating our great depth of understanding in how children are emotionally wired? I
don’t think so, and there is quite a bit of research
to support my perspective. Nearly ten years ago,
a National Institutes of Mental Health-funded research study with broad application followed 318
parent-bereaved children age 5-17 for more than
two years. Perhaps the most significant finding for
the purpose of this discussion was a conclusion
reached by the researchers, told be in their own
words:
Parents frequently request guidance, particularly for younger children, on whether
attending a funeral home (or other type of)
visitation will negatively affect the child.
Interestingly, in our study, 11 percent of
children’s families did not have a visitation.
By one year post-parental death, these children had twice as many behavior, anxiety,
mood, and other symptoms, and they experienced more severe depressive symptoms than children who had attended a visitation. At two years post-parental death,
they had more PTSD symptoms than children who had attended a visitation (Fristad,
et. Al, 2000/2001).
Of course there could be other confounding variables in the study. Perhaps the same familysystems issues, for example, that caused a family
to depart from the community’s “traditional
norms” might have been causative for the higher
incidence of psychological symptomatology. The
visitation/funeral-positive findings of the Fristad
study, however, were also confirmed in a much
smaller British research project. The researcher
found children had no negative effects from attending funeral rituals and tended to regret not
attending or having been excluded (Holland,
2004).
The Harvard Child Bereavement Study conducted
by Phyllis Silverman and my mentor, J. William
Worden, reached similar conclusions. Reporting
that 95% of children attended their parent’s funeral, Worden (1996) writes,
Children were included in funeral planning
and in the funeral itself in various ways.
Continued on Page 6
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Continued from Page 5

This participation did not lead to later
behavioral /emotional difficulties; on
the contrary, most children felt positive
about their involvement. Being included also helped children feel important and useful at a time when many
were feeling overwhelmed. A 10-year
old boy who helped carry his father’s
coffin said, “It was kinda heavy but it
felt good to carry his coffin” (Worden,
1996).
If it is true that children are best served when
they attend and participate in the memorial
ceremonies, the professional and volunteer
caregiver must also work alongside parents to
make the experience meaningful for the children. Asking a child if she wants to attend a
funeral when she has never attended one before is a bit like asking if she wants to fly to
Mars; she just doesn’t have enough information to decide. So the first item on my agenda
is to encourage parents (and other caregivers)
to use the five senses in dialoguing with children: you will see some people laughing,
some crying, and dad in a beautiful box called
a casket. You will hear Mrs. Doudy playing
the organ and John Mitchell singing a couple
of Grandma’s favorite hymns. You will smell
and see the beautiful flowers people have sent
to remind us they love us. You will taste the
delicious food people bring so we can eat
without having to think about what we will
cook. At the end, a man will release some
white doves and they will circle around and
then fly away, reminding us that Mom’s spirit
has left this world to go to God. These sensory
images help create a photo in the child’s mind
of what he or she will experience.
Children are curious. If the casket is open,
some might want to know, “Where are
For what is once given cannot be
taken, except from the eye and the
touch of the hand.
~ Polly Toland
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Grandpa’s feet?” I was present several years
ago when a young funeral director removed the
casket flowers and opened the bottom half of
the casket so the kids could see that their
grandfather’s legs were intact—and he was
even wearing his warm, colorful wool socks to
the astonishment and comfort of all who saw!
A child might want to touch the hand or face of
the deceased, so preparing them for how the
body will actually feel is helpful. On a few occasions, I have given a child a candle that has
spent ten minutes in the refrigerator—it is cool
with a slippery or “waxy” feel, much like a deceased loved one’s skin might feel when he
touches it.
At the funeral, I like to play a “game” with
young children where they point out flowers
they think would be mom’s favorites—based on
their colors or aromas. Kids can also be involved in distributing memorial folders, bringing the gifts of bread and wine for communion,
as well as the more common roles of speaking.
One pastor gathered a dozen school-aged and
preschool siblings and cousins for an impromptu presentation of the old song, “Jesus
Loves Me, This I Know” at the funeral for the
family’s young infant.
Children and families are well served when a
teacher, coach, neighbor, or other caring adult
offers to sit with the kids during the service,
perhaps on the row right behind or even
among family members. Preferably, children
and their “attending adult” should sit with the
rest of the family instead of in the back of the
chapel or church.
My experience and the majority of research
points out the benefits of child participation in
the funeral, and even suggest in some cases,
that children are clearly harmed when they are
denied the opportunities to attend and participate. Like much of life, what we are learning
about the importance of children participating
in funerals is that sometimes growth occurs in
environments where the circumstances are the
hardest.
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On the other hand, you may try to keep everything, and it may take many months and
several acts of sorting through the belongings
at intervals before you’re able to decide on
just the special things you want as mementoes. As time goes by, you will be able to let
go of the less important things without it ripping you to pieces. Not everything will forYour family is eligible for this study if there is ever have the same value to you. You may
adequate tissue stored at the Coroner’s Office, change in how you feel and find that it comand if both parents are willing to participate and forts instead of hurts to see your subsequent
sign informed consent forms.
child wearing some of the baby’s clothes.

needles and no travel needed). Although the
DNA sequences of the approximately 1,100 mitochondrial genes will be studied in particular detail, we intend to sequence essentially every gene
in the DNA (about 20,000) from the babies and
both parents. The technology to do this has only
recently become available.

Funding for this pilot study has been obtained
from
the
CureMito!
Foundation
(www.curemito.org), which supports research
into mitochondrial disorders. If this study suggests that some or all of the SIDS babies have a
possible abnormality in mitochondria, we would
then be able to perform a larger study to confirm
the earlier findings. If mitochondrial dysfunction
does indeed seem to be common in babies who
die from SIDS, these could potentially be detected at birth, and special interventions made in
these babies identified with these abnormalities in
hopes of preventing some SIDS deaths.

Whether you’ve made changes or haven’t
been able to make changes, it’s okay.
There’s no rule about when you do it, and
don’t let well-meaning friends or relatives
make you feel guilty because your needs
don’t meet their timetables. What we would
like to suggest to you is, though there are no
rules about when you do it, that you do have
as a goal eventually making the changes; otherwise, the room and things become a shrine,
and if you have surviving children, or a
spouse, they may find it very difficult to live in
this atmosphere forevermore. If they could
be honest with you, many would tell you they
don’t want their dead sibling punished; instead, bring the record player and records
into the den, or use the backpack and tent, or
whatever, because it comforts them to feel
that their sibling has once again become a
part of the family and not relegated to “the
room.”

This study is not quite ready to begin. Doctor
Boles is finishing preparations for how to do the
actual science, and also going through regulatory
requirements. However, once everything is approved, we are hoping to do this study in Orange
County, because of our long history of support for
SIDS research from the Orange County Guild for
Infant Survival. More information about this
study will be forthcoming when we are ready to
begin.
I don’t think I know of anyone who hasn't kept
Thomas G. Keens, M.D. some belongings of their dead child, so that
must be normal. What we learn after the
Children’s Hospital Los Angeles
death is that life is tenuous at best, and rather
than hanging on to an unchanged room, try to
value the important people who are left in this
It has been said that time heals all
life, be they family or friends, and savor them,
wounds. I do not agree. The wounds
along with the memories of your dead child.
remain. In time the mind, protecting
For when all is said and done, those memories are truly the important part of what you
its sanity, covers them with scar tishave left of your child. That’s truth that
sue and the pain lessens, but it is
doesn’t need changing.
never gone.
~ Rose Kennedy
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Forgetting…

I’m feeling low today
The sun came up,
I made the bed,
The breakfast dishes have all been done
But today I’m feeling down.
I know it’s been some years since my loss
I guess you feel I should be “over it”
Perhaps you feel to discuss it would cause
me pain
But that’s not how I feel.
When you avoid the subject—it hurts
When the anniversaries come and go
Unnoticed—It hurts
When the sound of her name on your lips
becomes a distant memory—It hurts
She lived!
I was and always will be her mother.
So please take a moment today to remember
her
Talk to me.
I know you must hurt too.
Remember her with me.
This will give me great comfort.
Don’t let her life become but a fleeting
memory
For that is my greatest fear.
Afterall, who will tell her story when I am
gone?
Let me be her mother today.
Look at my photographs.
Listen to my story.
Hold my hand.
Let me cry if I need to.
The sun will set
And rise again tomorrow
I will make the bed
And do the breakfast dishes
But I will still be her mother
And you will still be mine.

the public and professionals, and eliminate
SIDS through the support of medical research.
GISOC becomes involved as soon as a SIDS
death is reported. We provide a packet of
information, developed by the Guild and delivered to the family by an Orange County
Public Health Nurse. One of our volunteer
peer contacts is immediately available to answer questions and provide an understanding ear. Although families may learn about
us in other ways, we are always here to offer
help whether it be one-on-one contact or a
monthly peer support meeting.
Personally, I hope that you will help make
our fundraiser a success by reserving your
seat or table as soon as possible. We have
room for only 100 guests and you may make
your tax-deductible reservation by sending a
check to GISOC, P. O. Box 148, Tustin, CA
92781. If you prefer to pay by credit card,
please visit our website www.gisoc.org
where Paypal is available. The Guild is a
non-profit 501 (c) (3 organization, Federal
Tax Identification Number 33-0042198 for
charitable contribution documentation. If
you are unable to attend but would like to
make a donation, please use the options indicated.
Sincerely,
Jordy Jahn
Jordy Jahn
President, GISOC

Look to the Horizon and Keep
Walking
Remember the good times; cherish the
memories, but live each day moving forward. Focus your thoughts on what is before
you and how you are going to get there.
"I often tell people that there are three
stages you need to think about: You can't go
back. You can't stay here. You must go forward," says Dr. Ray Pritchard. "There may
be some good things in the past that you
wish you could go back to, but in the end
you
have
to
let
those
go."

Parent Support Meetings– All meetings are from 7:00—8:30 PM.
Meetings are hosted by Colleen Ma and Penny Stastny and take place at the
Guild for Infant Survival, Orange County office located at 2130 E. 4th Street,
Suite 125, in Santa Ana.
* Please RSVP to Barbara Estep at (714) 973-8417 prior to the meeting

July 2
August 6
September 10
October 8
Business Meetings– held at a private home.

Call for directions. Meetings
begin at 7:00 PM. If you would like to have an item added to the agenda, please
contact Jordy Jahn at (949) 347-8583.
*Please RSVP to Barbara Estep at (714) 973-8417 prior to the meeting.

August 14
October 4

Save the Date!
October 17, 2012

Guild luncheon to be held at
Anaheim White House Restaurant
887 South Anaheim Blvd.
Anaheim, CA
For more information please call
Barbara Estep (714) 973-8417
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Memorial Donations
In Memory of Kari Lorraine
Anderson
Kristie & Terry Anderson

In Memory of Christopher Bryon
Phillips
Marie T. Bower

In Memory of Sarah Ashley
Robbins
Margaret & Iain McCormick

Community Campaign
Donations
Thanks to:
Orange County Walk to

Special Thanks
We appreciate the
Employees Community
Fund of Boeing California
and thank them for their
generous grant, helping
the Guild to help others in
our community.

This newsletter is being published thanks to a grant from
Wells Fargo Foundation.

Remember
Wells Fargo Community
Support Team

Grants
We are deeply appreciative
of a grant from the CJ Foundation for SIDS. Their support helps us to support the
Sudden Infant Death Syndrome community.

REFLECTIONS
P.O. Box 148
Tustin, CA 92781
Editor: Lisa Biakanja
Reflections is a tri-annual publication of the
Guild for Infant Survival, Orange County
— a non-profit organization. Reflections is
committed to the collection and dissemination of accurate, up-to-date, scientific and
lay information and the correction of misinformation related to SIDS. The Guild is
dedicated to the support of families and
friends suffering the death of an infant to
SIDS.

