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SICKLE CELL CAMP: Celebrating 20 years

As we come to the end of another
great summer we look back on all that
has gone on. Once again we take a trip
down to Vashon Island and stop with
open arms at Camp Burton. Sickle Cell
Camp has been going on since 1992 for
children and families who have to deal
with Sickle Cell Disease. But where did
this camp come from and what was its
purpose? The idea for camp came from
Julie McLean who responded to a
question posed by one of her son’s
medical providers-Melanie Barnes,
“What services would you like to see for
your son?” Earl and Julie along with
their youngest son asked why there was
not a Sickle Cell camp in the area. So a
group began to brainstorm how they
could help bring peace, happiness, and
some solace in the lives of their patients
dealing with a condition that most had
never heard of or been educated on.
Calling upon the young boy they sat
asking Alexander what could be done,
what would children around his age
want or need to feel more "normal." As
he thought, it became clear. Everyone
else had something to call their own,
children who had to deal with Asthma,
children with special needs, children
supported by Ronald McDonald house,
and more all had something patients
with Sickle Cell didn’t have: a camp. It
became clear that children with Sickle
Cell Disease needed somewhere to go
where they could be "normal" with
other kids who had Sickle Cell Disease.
They needed a place where they would

not feel the need to push themselves to
try to keep up with others. They would
not be asked why they don't want to
play again because they are tired and
trying to catch their breath. They would
not need to make excuses of why they
don't want to compete because they are
in pain. They would be able to enjoy
being themselves and not have to hide
behind questions about “why?” They
would have the same chances,
opportunities and education on how to
live with Sickle Cell. This year we
celebrated 20 years of being able to
come to camp and be truly equal. Some
campers even loved it so much as a kid
that they come back each year and help
others as a counselor in order to help
the families of these children have
something that they never really had. At
this camp, there would be the education
and support system of what to expect
when living with Sickle Cell Disease. So
we thank all the medical staff who
wanted to do more than see their
patients in the hospital but to see their
patients live! We thank all the staff who
come to camp each year to help and we
would especially like to thank all the
campers that come out to enjoy and all
those who donate to help this camp go
on and be free to the families and their
children living with Sickle Cell Disease.
Foxy Davison
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Sickle Cell Camp:
At a Glance

LIT: Leadership in Training
Laelah Ndifon said being a
Leader in Training (LIT) for
Sickle Cell Camp was a fun
and new learning
experience. She enjoyed
spending time with the
younger girls, and helping
them out with arts and
crafts, and all the little things
they needed. As an LIT, she
learned the responsibility of
being in charge, taking care
of kids, teaching them about
the rights and wrongs of
situations that came up, and
by the end of camp, she felt
her new learning experience
was conquered. Laelah also
stated that meeting and
working with the other three
LITs was very fun and a great
opportunity. She felt that it
was reassuring to know they
were also learning, and
experiencing the same
situations that she was, and
it made it a much easier
transition. “I absolutely
loved being an LIT, and I
can’t wait until next year’s
camp to learn even more!”

A Counselor’s Perspective:

D nielle Mitchell had the amazing
a

opportunity to be a part of the NW
Sickle Cell Camp this year. She
became involved with the Sickle Cell
Task Force through a friend she met
during the Washington Plus America
Pageant (she is Miss Seattle Plus
America), Enjoli Harris-Carter. Enjoli
knew that Danielle’s platform is
about empowering and teaching
youth about the theater.
Danielle graduated from Cornish
College of the Arts in May. Danielle
has a passion for working with kids,
so Enjoli thought Sickle Cell Camp
might be good for her, and of course
she was right!

things to light for Danielle, and this is
why she has this passion to work with
kids. She states they are so full of life
and joy, no matter what they are going
through.
Danielle states she will definitely be
coming back to camp, and she is
already thinking of camp activities for
next year and can't wait.
Danielle, congratulations on both of
your new opportunities!
Valarie

Danielle said that she had the
opportunity to meet some amazing
kids and adults dealing with a
disease she knew nothing about.
She also stated that she had the
pleasure to co-counsel with Joanita,
who was one of the kindest people
she felt she had ever met.
Participating in camp brought many

Congratulations Laelah!
Valarie
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Sickle Cell Camp
At A Glance
A Campers Perspective:
Kaobimdi and her twin sister Kamsi
Onyema, said that they had a
wonderful, fabulous time at camp
this year. This was their second
year going.
Kaobimdi
said that she
enjoyed
everything,
but some of
her favorites
were
canoeing and
being in her
cabin group
and meeting
some new friends, as well as
reconnecting with some of the

girls she already
knew. Making tiedyed shirts and
lanyards, biking,
and taking lots of
pictures were also
fun to do.
Kamsi also said that she liked
canoeing, biking, and archery. She
enjoyed her cabin leaders and the
LITs; she felt they were very nice.
Walking on the beach, and finding
crabs, jellyfish, and sand dollars,
were a few of her memorable
moments. Meeting new friends
was also a plus for her. Both
Kaobimdi and Kamsi said they are
looking forward to going back to
camp next year.

Kamsi also wanted to add that she
feels that more kids should come
out to camp, not just for the fun of
it, but for the learning aspect of it
also. She said that families should
become more involved, this way
they will learn how to be more
supportive to their siblings, family
members, and friends.
Thank you Kaobimdi and Kamsi!
Valarie

Gospel Benefit Concert
I had the pleasure of attending this year’s
Gospel Benefit Concert at Green Lake
Presbyterian Church located in Seattle, WA.
It was an experience that you really had to
be at! The church was full of those who
want to help people living with Sickle Cell
Disease, and they demonstrated a yearning to learn
more about helping those who deal with Sickle Cell. It
was very exciting to be there: to hear the many groups
singing or praise dancing was a blessing. It made me
think about all those dealing with Sickle Cell and how
dealing with such a condition either furthers or builds
such a faith in a person. One of the best parts of the
evening was hearing the story of the Carter family
(Enjoli and Damon) concerning their son Nehemiah.
Hearing how they deal with a having a child who at any
time may be hospitalized was very encouraging to
many. I think some, who have grown up with Sickle Cell,

have a better understanding of what our families have
gone through watching us grow up in and out of the
hospital. The Benefit Concert, the Walk, and other fund
raisers the Task Force promotes help fund Sickle Cell
Camp. It encourages me to continue to help and
support parents who have children with Sickle Cell,
which is why we have Sickle Cell Camp. When our Sickle
Cell community comes together to help others and
strengthen and encourage each other, as was done at
the Benefit Concert, the Task Force is doing its best
work. You won’t want to miss out next year! (Tacoma,
February 2013.)
Alex
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Sickle Cell At A Glance:
A Cool Breeze
Meet Karsten
Weatherbsy, age
33. Karsten is
originally from
Milwaukee, WI,
and now resides
in Seattle, WA.
This year was his
first year as a
counselor at Sickle Cell Camp. During camp all the
counselors take on camp names. Karsten’s camp name
was Cool Breeze because that was exactly what he was
all weekend long. Every time I saw him there seemed to
be a coolness about him no matter how hot or crazy the
day may have gotten. He was a great addition to the
camp experience.
Foxy

Why did you decide to be a counselor this year?
I wanted to meet other people who have the same
disease as me. Growing up I never had relations with
others who had Sickle Cell Disease and I have never

gotten involved with any cause that helped people with
Sickle Cell. When Trinna asked if I would be interested, I
said “yes!” Plus I thought I could be a good influence for
young kids.
What was your experience like at camp?
I never remember going to a camp like this growing up. I
think that kids benefit from being around adults who
have the same disease as they do. It is also great that
the kids can just let loose and have a great time
together. I had enjoyed all the activities: boating,
fishing, and archery. I especially enjoyed the game room
because it was a time I could really connect with the
boys in my group.
Tell us one thing you won’t forget about camp this
year?
I will never forget winning the boat races. We were the
youngest boy group and had only been on the water to
practice once before the races. We actually got the boys
to work together as a team!
Will you consider being
a counselor again at
Sickle Cell Camp?
Definitely!

Support Groups
We now have three
support groups.
Tacoma Support Group
Meets the 1st Monday of
the month
Contact Person: Denise
253-886-9898
divabaze1@live.com
Bremerton Support
Group
Meets the 2nd Thursday of
the month
Contact Person: Thomas
360-479-2818.
Olivergdsn@aol.com
Seattle Support Group
Meets the 3rd Wednesday
of the month
Contact Person: Ken
206-818-6474
kwest918@hotmail.com
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100 Hours Internship
Remembering Joanita Nambassa
Last year the Task Force launched our new Internship Program. The program was created to
support individuals living with Sickle Cell to develop job readiness skills while supporting the
Task Force as we work to help families affected by Sickle Cell Disease. We have a great time
working with all the interns over this past year. Our interns helped develop and manage our
internship program. They have helped with special events like our Gospel Concert. They
provided support to other families by visiting patients in the hospital. We have truly valued
every intern and thank all our supporters who have made this program possible.
We would like to take this time to pay a special tribute to our very own passionate and loving member of the
Sickle Cell Task Force & Community Joanita Nambassa; who suddenly passed away on August 21, 2012.

Joanita was the first intern of this newly
created program. She performed and
completed every task assigned to her with
diligence, determination, love and
passion. Her assignments involved:
making phone calls to parents and kids
with sickle cell, peer counseling,
developing new ways to spread sickle cell
awareness, and creating new ways for
greater community involvement
regarding Sickle Cell Anemia.
As Sickle Cell Disease
imposes tremendous
disabilities on sickle cell
survivors, the physical pain
they endure can mean days
and sometimes weeks or
months in the hospital. This
reality creates uncertainty,
potentially impeding longterm goals, for example career,
education, extracurricular activities. And
as a consequence they lose self-esteem
and confidence as they doubt whether
they are good at anything. More
importantly they question whether they
will be able to complete a task they start.
Joanita was never spared any of the
above, but I must add she was victorious
in overcoming any such obstacles.
I will never forget her reaction when I
assigned her the task of making phone
calls. She seemed concerned that her
voice and accent would be an issue. After
completing all the calls, she finally
revealed to me that she’d been insecure
all along. After this task Joanita emerged
as a young woman with a burning desire

to change the world. She said “I might
never have children of my own, but I
will adopt a child with Sickle Cell and
show him or her the unconditional love
our mother has shown to us!” Her
priorities, thoughts and actions had
changed. She began to spend many hours
wondering how she could best ease the
plight of sickle cell survivors.
I remember telling her about my 4-yearold daughter’s
concern that there
were no brown
princesses. Joanita's
response: “Let’s
make a brown
princess cartoon for
her." On several
occasions she made
trips to the hospital
to visit other
patients. She wanted to be a role model
to children suffering from Sickle Cell
Disease. She often gave out her phone
number and encouraged people to call
her at any time – this way she would be
there to support them in the most trying
times of their lives.
In April Joanita began a video project in
connection with the downtown YMCA
addressing various issues related to Sickle
Cell Disease. Our goal was to interview
patients, parents, and providers about all
sorts of issues. We hoped to give the
world a glimpse of what life was like living
with Sickle Cell Disease. She was so
committed to the project that even while
in the hospital, she was interviewing
people and editing videos. She really

wanted to have this ready for this year’s
sickle cell walk.
Joanita was also an incredible counselor
at our annual sickle cell camp. She was
committed to being at camp every year.
Joanita was truly a great counselor,
mentor, and helper during camp. On our
last evening at camp she helped to run
the evening events. She was the DJ and of
course the MC for the number-one talent
show in the world: THE SICKLE CELL CAMP
TALENT SHOW. I will never forget when
that evening was coming to an end, giving
Joanita a high five and hug. We were both
exhausted but celebrated another
successful party! We were already talking
about next year.
Joanita returned from camp happy. Her
family recalls her staying up all night
sharing pictures and videos about camp.
Joanita was more than an amazing intern.
She went above and beyond her
responsibilities and was the first to
complete the 100-hour internship
program. She had such amazing passion
for supporting others with Sickle Cell
Disease especially the young ones. She
basically turned her disability into
something positive, and that’s a lesson for
all of us to learn. Joanita was a partner,
an awesome role model, a great sister,
honorable daughter and best friend. We
will miss her forever.
Foxy and Masembe Family
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UPCOMING EVENTS

Camp Debriefing Meeting
September 18, 2012 at 6 pm
Cortona Café
2425 E Union, Seattle WA 98122

Game Night
September 21, 2012 @7 pm
Cortona Café
2425 E Union St, Seattle WA 98122
All Ages Welcome

Pizza Night

October 20th 2012 @ 4 pm
Topic: Managing Pain MedicationsKevin Cohran
34410 16th Ave S Ste 101
(between 347th Pl & 344th St)
Federal Way, WA 98003
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