Panelist: Dwayne, Claudia, Veronica, William

mssctf@hotmail.com

PO Box 20194, Seattle WA 98102,

Nurse Fighter Boy Film Review
We would like to send a
special thank you to all of you
who came out to support the Task
Force and Collaborative in
partnership with Langston Hughes
Films Festival in presenting
NURSE.FIGHTER.BOY.
The film premiered at the
Cinerama in downtown Seattle
on April 17th before an audience
of about 300. Following the film
the audience heard from our
incredible panel of individuals rich
in experience about Sickle Cell
Disease.
_________________________________
Review- “Immediately, I was
struck by the music from
Nurse.Fighter.Boy. Fluid music with
strength and passion reflecting
the emotions felt by the
characters, Ciel (boy), Silence
(fighter) and Jude (nurse).

253-226-5578

Cell Disease and being a single
mother, she relishes in the hope of
returning with her son to Zion, her
home in Jamaica.
She teaches her son about strength
and Ciel teaches her about love.
Ciel’s creative heart is a sense of
power for Jude. Then Jude has an
encounter with Silence. A quietly
tormented boxer, left to run a
boxing school and its debts after
the death of a close friend.
Together, the characters rely on
each other for strength and hope.
Amidst a collection of resonating
music, they find that “the people
you love never go away.”
Claudia Navas
Panelist

Give me a cure or give me death.
Give me hope when there’s nothings left
Stop my cries from aches and pains
Or just wipe my tears that won’t go away
Please don’t leave me all alone.
Stay by my side till I come home,
The hospital bed is where I’ll lay
at Marry Bridge for a very long stay.
I give thanks to those who show support
when I was down, out, and far past hurt.
Thank you mom and thank you dad
because you given me all you had.
The list goes on I stop there
because Carlotta Clark was always
there.
19 days of just bed and rest
And you were there for them all
You’re the best.

The movie is a story about
relationships, imagination, hope,
secrets, love and loneliness. As
Jude struggles with having Sickle

She kept me up when I was down.
And she help me when I almost
drowned.

Inseparable Siblings

Dwayne Watkins
Performed during film event

Meet sister and brother Joanita and
John Masembe. Joanita is almost 19
years old and is a senior at Ingram High
School with hopes of becoming a nurse.
John, now 21, is currently attending
Seattle University with hopes to become
a lawyer. Their story is a story of great
struggle,
incredible
strength
and
unconditional love.
Cont. on page 2
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Sunday Best Fruit Salad

Cooking Up Community
It is time for a new food culture. Our food habits in the United States
have gotten out of control, and it’s coming out in a health crisis.
Fast food, aggressive marketing for highly processed foods, and the
illusion that cheap food is good food has led us to be a nation of
overfed and malnourished people.
Health professionals are predicting that this “obesity epidemic”
means that our children will have shorter life expectancies that the
adult generation of today. They are also estimating that 1 in 2
children of color will have diabetes by the time they are 40.

Ingredients


1 (20 ounce) can pineapple chunks,







juice reserved
2 apples, peeled and cored
1 (21 ounce) can peach pie filling
2 bananas, peeled and diced
3 kiwis
1 pint strawberries

Directions
1.) In a small bowl, toss the chopped apples

2.)
3.)

4.)

5.)

6.)

in reserved pineapple juice. Allow to sit
for 5 to 10 minutes.
In a large salad bowl, combine the
peach pie filling and pineapple chunks.
Remove apples from pineapple juice and
add to pie filling and pineapple mixture.
Add chopped bananas to reserved
pineapple juice and let sit for 5 to 10
minutes.
Peel and slice kiwi and 1/2 of
strawberries. Chop the other 1/2 of
strawberries and set aside.
Remove bananas from pineapple juice
and add to pie filling mixture. Add
chopped strawberries; toss together.
Arrange kiwi slices around the edge of
the serving bowl and alternate with
strawberry slices. Chill and serve.
By: Pattie Price
www.allrecipes.com

The good news is that we have the power to change this. We are
much stronger and more effective when we work together, as a
come-unity.
As a dietitian (though I prefer the title “nourishian”) I have found a
win-win opportunity: Community Kitchens. Community kitchens bring
people of all ages and cultures into the kitchen for the soul purpose
of cooking and sharing meals as the first step towards a healthier
life. As simple as it seems, this is the most basic need that we share.
Many people today were never taught how to cook from scratch,
or simply don’t have the time or the energy to do so. By working
together to feed ourselves, we save money, share our diverse food
ways, and have fun doing it!
Each community kitchen has the ability to create menus that fit the
needs of their participants and serves as a social network that
emphasizes nourishment and community building.
Getting children involved helps them learn how food affects their
health. Learning how to feed themselves is one of the strongest
tools to improving and securing their well being into the future.
Please mark your calendars to join our first community kitchen for
the sickle cell community. We are planning to have a community
kitchen in Tacoma. This is your chance to learn recipes you’ve
always wanted to make but didn’t want to try on your own. Come
ready to get your hands dirty and eat delicious food!
If you have a favorite recipe you’d like to share, let us know and we
can put it in the menu!
Leika Suzumura

Want to Stay Connected?
Join us on Facebook: Metropolitan Seattle Sickle Cell Task Force
Visit the website: www.nwsicklecell.org
June 2010
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Your Care-Plan Should Include:

Tips for the Emergency
Room

Name and DOB
Type of Sickle Cell Disease
Allergies
Emergency Contact Information
Name and Contact Information for Hematologist
Current Medication List
Summary Pain Plan for the ER/Admission
Other: Current Treatment for Major Complications

During our last Pizza night in Tacoma we
discussed various experiences our families have
had during ER visits. We realized it may be helpful
to just list some tips to make your ER visits the
most successful.

Trinna Bloomquist, R.N.
State Sickle Cell Care Coordinator

Before you need the ER




Check now with your insurance to see
which emergency room is covered on
your plan. This will save you time and
stress at the admission desk. If your ER is
not on your insurance plan we may be
able to help.
Demand a care-plan from your primary
hematology provider; I can be helpful
with creating this plan. It works best if
the plan is part of the medical record at
the ER.

JUST FOR FUN
OLD TV SHOW
Find and circle all of the old TV shows that are hidden in the grid.
The remaining letters spell the name of an additional old TV show.

When you need the ER
 Use the emergency room associated










with your Primary Hematology Provider.
If possible bring someone with you.
Communicate if your symptoms are
related to sickle cell or not.
Bring a copy of your care-plan with you.
Qualify your pain on a 0-10 scale for
example; “usually my sickle cell pain a 6
or 7 and I come to the hospital when it is
a 8 or 9”.
Describe the location of your pain, for
example, “ the last few times I’ve been
treated for pain the pain has been in my
arms, today I have pain in ___… “ and it
feels the same or different.
Be prepared for an admission.
Know the policy for family to stay.

After an ER visit/Hospital Stay


ALICE
BEN CASEY
BEVERLY HILLBILLIES
CHIPS
CANNON
CAPTAIN KANGAROO
DOBIE GILLIS
DONNA REED
DR. KILDARE
EMERGENCY
FLIPPER

FLYING NUN
FUGITIVE
GOMER PYLE
GOOD TIMES
GREEN ACRES
GREEN HORNET
HOWDY DOODY
I SPY
IRONSIDE
JETSONS
KOJAK

L.A. LAW
LASSIE
LOVE BOAT
MAD ABOUT YOU
MAUDE
MEDICAL CENTER
MIAMI VICE
MOD SQUAD
MOONLIGHTING
MURPHY BROWN

ODD COUPLE
PEYTON PLACE
RAWHIDE
RIFLEMAN
RIN TIN TIN
SOAP
ST. ELSEWHERE
TAXI
THREE'S COMPANY
WALTONS

Update your medical records.

June 2010

page 6

Inseparable Sibling cont.
John and Joanita were often sick
and admitted into the hospital
while living in Uganda. The hospital
was just one large room with many
single beds. They remembered and
gave incredible praise to their
mother and Jajja “grandmother”
who would sleep on the hospital
floors because there were no extra
beds for visitors. “You would be in a
room with people who were dying,
coughing, and crying, We were all
in one room together” says John.

Four days later John went into
the hospital complaining of a
very severe headache. Due to
the stress of his brother’s death
one of the blood vessels in
John’s head had exploded
and his head had swelled two
times the normal size. Though
John did recover It was very
hard for find consistent
treatment in Uganda.

John and Joanita were born in
Uganda. They are 2 of 6 children
born into the Masembe family, two
boys and four girls. Growing up
they recall living in a house full of
extended family. At least 15-20
family members lived in their house
at one time, and they absolutely
loved it.
The last 3 of the 6 children were
born with Sickle Cell Disease: Fred,
John and Joanita. Though they
recalled only one other cousin
who had the disease in their
family, Sickle Cell Disease was not
uncommon in the area. “You
could recognize the kids with
Sickle Cell Disease right away from
their eyes, fingernails, and the way
they stood up” says Joanita.
There was a great stigma that
came along with having Sickle
Cell Disease. John replied, “You
were either thought to have been
cursed or treated like a disabled
weakling. Having so many cousins
kept me from being beat up and
teased growing up.”

John was at boarding school
at the time and remembers
being pulled from his class and
sent to the principal’s office.
Upon reaching his house he
recalled a mass of people and
his mother coming out with a
robe that people traditionally
wore when someone had died.
“That was when I knew he was
gone. That was the worst
moment of my life”, John.

When thinking about their family
they began to smile as they
reminisce about their brother Fred.
Joanita replied, “He was the
funniest person in our whole family.”
On April, 2, 2005 Fred was admitted
into the hospital. His veins were
collapsing and he was in need of
one pint a blood. The hospital staff
tried to contact every blood bank
to find a match. Eventually they did
find a match but the blood was
reserved at another hospital. Their
mother ran to that hospital and
pleaded with the staff to release
the blood. They finally released it to
her and she ran back to her son’s
bedside two minutes late.
Fred died April 6th, 2005 at the age
of 21. Joanita remembers the
weekend before his death, “He
came Saturday morning and took
me to lunch and to my first play at
a theater, and then he picked me
up Sunday and cooked for me at
his house. Sunday night they called
and told me he was in the hospital
and then Thursday he was gone. “
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Inseparable Sibling cont.

In June of 2005, John, and Joanita left Uganda and moved to Seattle,
WA to live with their older sister. Living in Seattle provides a totally new
life for both John and Joanita. John remembers the first time going to
the ER and not having to wait in line. He was so excited about all the
new clean machines. He has always been afraid of getting older
because in his country many people with Sickle Cell Disease die in their
20’s. Even though he still has some fears about getting older, living in
Seattle makes him feel “safe”. “Many of the complications I am
currently having would not even be seen if I were back home,” says
John.
John and Joanita enjoy hanging out with each other. They have been
able to rely on each other for support and wisdom. “When John is sick I
can tell him what to do to help with the pain because I may have just
got out the hospital for the same reason. And he helps me when I am
down”, says Joanita.
For fun they enjoy hanging out with friends and watching movies.
Though they will never forget their home they have tried to build a new
story here in Seattle.
You can meet and talk with John and Joanita at camp this year. They
both plan to be there as counselors. “Camp is where we can go and
be around people who are really like us and talk about whatever,”
Joanita. Before going to camp John did not feel comfortable sharing
his story about Sickle Cell Disease with many people. Now he tries to tell
more people about the disease and make more people aware. End
Foxy Davison
Community Coordinator

Favorites
Movie
John: Scarface
Joanita: High School Musical

Food
Jonh : Pizza
Joanita: Pizza

What advice would you like to give to youth with Sickle Cell?

Music

John, “Lose your insecurities about Sickle Cell. Do not be afraid to talk
about it with your close friends. Do not let Sickle Cell stop you! Go to
school. If you get sick take your medicine and get up and go back to
school. The world is not going to feel sorry for you because you have
Sickle Cell. I still have Sickle Cell but I have Sickle Cell in college. I want to
be a lawyer. I’m moving fast. “

John: Hip Hop
Joanita: R&B, Hip Hop, Pop,
Reggae

Joanita, “You need to get a life. Yes, you will be sick, but enjoy life. Talk
about it and move on.”

Subject
John: English, History
Joanita: Health

What advice would you like to give to parents?
John, “Get involved more in Sickle Cell events. Do not just drop your kids
off and leave. It would be great for parents to bond with their kids. You
might learn something new. Let people know about Sickle Cell Disease”.
Joanita, “Relax. Show your kids you are there for them through every
moment of every day. Pray to God for guidance and for your kids.
Anything is possible with God.”
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Sickle Cell Camp is a four day overnight camp
with an emphasis on having fun and learning more
about Sickle Cell Disease and its management. Sickle
Cell Camp provides children and teens an opportunity
to experience a variety of activities such as boating,

Kids Page

arts and crafts, bicycle riding, hiking, fishing and being
outdoors. Camp is a unique opportunity for these
children to participate in activities with the direction of

Sickle Cell Camp
August 20-23 2010
Camp Burton -Vashon, Island, WA

health care professionals knowledgeable about Sickle
Cell Disease and treatment issues.
Camp is staffed by several physicians and nurses who
are equipped to provide medical treatment to
manage pain crises and transport to local hospitals,

should the need arise. The Directors, Counselors and Medical staff have been selected for their skill and
caring for the medical, emotional and physical needs of children and teens with Sickle Cell Disease. Each
staff person completes and application form and has background and reference checks completed.
Eligibility:
Any child between the ages of 8 and 15, who has Sickle Cell Disease and
lives in the Pacific Northwest (Including Alaska) is eligible to attend camp.
Campers may bring a sibling based on space available.
Cost:
Thanks to the MARCUS TRUFANT FOUNDATION, BOBBY ENGRAM,
METROPOLITIAN SICKLE CELL TASK FORCE and other donors, Camp
is free of charge to all participants. Camp includes round trip ferry
transportation, all meals, housing, a camp t-shirt, camp memory book and
accident insurance.
Camp is operated by Charles Drew
For more information please call:
Seattle: (206)987-7232 Tacoma: (253) 403-3481

The Gertrude Dawson Scholarship
Awarded to qualified sickle cell student applicants who are striving to
achieve their educational goals through higher education.
Deadline is June 30, 2010.
For more information visit: http://www.nwsicklecell.org/for-kids/
Or contact Foxy Davison at 253-226-5578.
Sponsored by : Metropolitan Seattle Sickle Cell Task Force
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CALENDER of EVENTS
JUNE
Satruday June 5th, 2010 (9am-2:00pm)
8th Annual Kidney Health Fest for African American
Families All ages welcomed)
Location: Van Asselt Elementary School,
8311 Beacon Ave S., Seattle, WA 98118

5th Annual Walk for Sickle Cell

Sept. 18th 2010
(10-2pm)
Seward Park

Saturday, June 12th 2010 (12:00-3:00pm)
Cooking Class
All ages welcomed
Location: TBD (Tacoma)

Save the Date!

All proceeds raised help to support:

Wednesday, June 16th, 2010 (6:00-8:00pm)
Task Force Meeting
All ages welcome
Location: 1100 Olive Way Suite 500, Seattle, WA 98101
JULY
Wednesday, July15th, 2010 (6:00-8:00pm)
Task Force Meeting
All ages welcomed
Location: 1100 Olive Way Suite 500, Seattle, WA 98101
Saturday, July 24th (7:30-10:00pm)
Open Mic Poetry Night: Featuring: Faren Johnson
Come celebrate our Sickle Cell Community and bring
awareness about the disease through poetry and
music. If you are interested in performing during the
event please contact: Foxy Davison 253-226-5578.
All ages welcomed
Location: HIDMO 2000 South Jackson Street, Seattle, WA 98144
August
Saturday, August 7th
Day in the Park
All ages welcomed
Location: TBA

Advocacy
Awareness
Summer Camp
Gertrude Dawson Scholarship
We invite you to join in partnership as
we meet to raise money and awareness
for Sickle Cell. There are various that
you can get involved. Call today!
More info:
Foxy Davison
253-226-5578
mssctf@hotmail.com

WIN $50.00 Cash
Poetry Contest: Calling All Writers
In honor of such a great writing piece by Dwayne
during the film event we would like to present our first
writing contest.

Friday, August 20- Monday August 23, 2010
Northwest Sickle Cell Camp
Ages: 8-15
Location: Camp Burton, Vashon Island

Topic: Anything related to Sickle Cell Disease
Deadline: July, 1, 2010 5pm
Submit to: mssctf@hotmail.com
or
Metro. Seattle Task Force
PO Box. 20194 Seattle, WA 98102
Questions Call: 253-226-5578

Get Involved: Are you interested in helping with:
Newsletter, Walk, Social Outings, Health Fairs

Sickle Camp

June 2010

We need your help in order to make our efforts a success.
Call 253-226-5578, or email mssctf@homtail.com

page 8

It is 6:59am and Esther Musah is awake and
excited because today she is off to the Seattle
Aquarium with her class.
Esther was born June, 7th 2002 in Seattle WA. She is
now in the 2nd grade and goes to school in Renton, WA.
Her favorite subject in school is math. “I like counting
and adding things”, says Esther. Esther is the youngest of
four children and she enjoys being the youngest
because she gets to stay home a lot more than her
other siblings.
For fun, Esther loves to go to the park with her
friends, color, paint, and have tea parties with her mom.
Her favorite food is Top Ramen. Her favorite color is baby
blue and right now, she enjoys listening to Kids’ Bop
CD’s.
When asked about living with sickle cell Esther
said “it is kind of hard because I get sick and I am in pain
on and off. I have to go to the hospital and stay in bed
all day.” To get over the pain Esther enjoys watching
movies and drinks lots of water.
Esther’s favorite person is her sister Olivia. “She is
nice to me and she sews me things. Like for my birthday
she made me a red, white, and black dress and a
purse,” says Esther.
Esther is excited to see and touch the starfish
today at the aquarium. She is also a little anxious this
morning because she does not want to be late.
Foxy Davison
Community Coordinator

Questions
1.) Where was Esther Musah born?
2.) What is Esther’s favorite subject in
school?
3.) List two things Esther likes to do for
fun.
4.) What does Esther do to help get over
pain when in a crisis?
5.) Why is Esther excited today?
Challenge
How old is Esther?

Submit your answer to:
mssctf@hotmail.com to enter to win a $10
gift card to the store of your choice.
Ages: 5-11 only

Funnies
What did one potato chip say to the other?

MAZE

Answer: Shall we go for a dip?

Why can't you play basketball with pigs?

Answer: Because they hog the ball!

What is black and white and pink all over?

Answer: An embarrassed zebra!
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