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N1V ks Y Events planned for Sickle Cell Awareness M onth:
- . 33rd Annual Sickle Cell Convention, Sickle Cell Disease

EACES OF Association of America, INC., Sept 7-10th, 2005, Renaissance
SICKLE CELL Harborplace Hotel, Baltimore, Maryland. Call (410) 528-1555.
clRolie . 2nd Annual Sickle Cell Picnic, September 17th, 2005, Patterson

Park, 12-4pm, Baltimore, Maryland. RSVP at (410) 614-6102.

. 3rd Annual Baltimore Sickle Cell Walk-a-thon, September 25th,
PATIENT'S 2005, 9am-3pm, Druid Hill Park, around the lake, Baltimore,
Maryland. Call 410-225-9595 ext 405 to register.
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Sickle Buddy System:

The Sickle Cell Team understands that we can not meet your
every need. Therefore, we are offering you a Sickle Buddy to help
you in your time of need. Your Sickle Buddy is another individual
with sickle cell disease. It will be someone you can contact by
telephone for advice, conversation, and/or support. If you are
interested in joining our Buddy System, please contact our office at
(410) 502-6997.
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FACES OF SICKLE CELL: (ages 27-37 )

Kimberly is a high school graduate with an Associate’s of Arts
degree in Accounting from Strayer Business College. Sheis
employed through the State of Maryland.

Age 27

Carlton isa 3rd year doctoral student at the Johns Hopkins Bloomberg
School of Public Health. He studies ethics and health policy, and his main
research and career interests are in the study of the ethical issues that sickle
cell patients face in their interactions with the healthcare system. When he
isn®studying, Carlton enjoys all you can eat Chinese food buffets, watching
cartoons and sci-fi, and reading comic books.

Age 29

Ensia, 37 y/o, isahigh school graduate who also attended
college. She majored in Court Reporting at the Academy of
Court Reporting in Ohio. Sheisaretired flight attendant who
enjoys walking her dog. She misses flying and may return to
Ohio.

Age 37
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C]—(RONIC ULCERS:

Many patients who have sickle cell disease develop leg ulcers. These ulcers are usually on the lower third
of the leg, often at the level of the inner or outer ankle, top of foot, or along the shin bone. Patients with
low hemoglobin have a higher incidence of ulcer formation.

The cause of these ulcers is really unknown; however, several factors likely play arole in the development
of ulcers. The skin requires adequate blood flow to stay healthy and to heal small injuries. Sickled cells
cause blood vessel occlusion or blockage which decreases blood flow. There are also multiple infarcts (clot
blockages) to the smallest vessels which feed the skin, which also cut off the blood supply to the

skin. These infarcts (blood vessel blockage) can actually damage the walls of the blood vessels causing
them to leak which leads to swelling in the legs or feet. Ulcers often start after only minor trauma, such as a
bug bite, or no trauma and begin as asmall elevated crusting wound.

The hospital work up of sickle cell wounds should include the following: evaluation for cellulitis (skin or
soft tissue infection) or osteomyelitis (bone infection) so that treatment can begin. Cellulitis is character-
ized by redness, warmth, swelling, and increased pain and can be diagnosed by examination. Osteomyelitis
is diagnosed with x-rays or MRI. Wounds that have been present for more than two months should be bi-
opsied to assure that the wound has not become cancerous and that the correct bacteria are being treated.

The best treatment for leg ulcers is prevention, but most sickle cell wounds can heal if recognized and
treated early. Basic wound care involves moist wound healing. Many people believe that wounds should
be dried out and left opento air. Skin cells need to be able to swim across the wound bed to close, and this
is slowed down by adry wound. Moist wound healing provides faster healing, less pain, and less infec-
tion. Even the smallest opening should be washed with soap and water, dried well, and covered with a
band-aid or similar dressing. Wounds that dry out or become infected need more aggressive therapy, and
often develop a coating of dead skin that can have afoul odor. These types of wounds need to be debrided
(cleaned out surgically). Onetype of dressing that debrides is the “wet to dry” dressing, in which a piece of
moist gauze is allowed to dry out, then it is pulled off. Thisregimen isno longer in favor because of the
pain associated with it and the harm that it causes to good tissue. Since we know that wounds should be
moist all the time, why would we allow the gauze to dry out? Moist wound healing also allows the bodies
own chemicals to turn the dead tissue into liquid which can be wiped away. Examples of different types of
moist wound healing products are hydrogel (Duoderm gel, Solosite, Intrasite, Restore hydrogel), hydrocol-
loid patch (Duoderm, Tegasorb, Comfeel), and foam dressings (Biatain, Allevyn, Lyofoam). Another type
of dressing which removes dead tissue is the enzyme debriding ointment (Accuzyme, Gladase, Kovia,
Ethezyme, Collagenase). This ointment can have an initial burning sensation that usually goes away with
time. These ointments work best on amoist wound and they should be changed daily.

Sometimes dressings alone are not enough for awound that has gotten out of control. The Johns Hopkins
Physical Therapy department offers two different ways to help remove dead tissue from the wound. Tradi-
tional whirlpool softens up the dead tissue by soaking it in water to allow the therapists to cut away the
loose dead tissue. Pulse lavage therapy is similar to a gentle water gun that also provides suction to soften
the dead tissue and remove dead tissue. The therapist will also cut away the loose dead tissue after pulse
lavage. Skin grafts can be used to definitively close the wounds only after they have a clean wound base
without dead tissue or infection. These are done only if all other therapies fail. We recommend blood trans-
fusions to help with the success of skin grafts. The Wound Healing Center at Johns Hopkins Bayview is
available for patients with ulcers.

It is important to start aggressive treatment of these wounds, so getting to the doctor is crucial. A team
approach which includes the patient, physician, physician assistant and wound specialists can be helpful
while the wound heals. By Amanda Clark, RN, BSN, CWCN
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DIFFICULTY SLEEPING?

Insomniais difficulty getting a good night sleep. Sleep problems can either be difficulty falling asleep
or difficulty staying asleep. Factors that often contribute to sleep problems include caffeine, alcohol,
smoking, lack of exercise, chemotherapy drugs, stressful lifestyle, illness, and pain.

What can you do to ensure a good night sleep?
Avoid caffeine, alcohol and smoking.
Establish aregular exercise routine and discuss with your doctor what exercises you can do.

Make sure your bedroom is conducive for sleep. Y our bedroom should be dark and well ventilated.
The temperature should be comfortable and not too warm.

Do not read or watch television in bed.

About 10 to 15% of the population experiences insomnia as a serious ongoing, chronic problem. In this
case you should consult your physician to determine the cause. Medical conditions such as depression,
enlarged prostate, congestive heart failure, emphysema, parkinson’s disease, hyperthyroidism, and
stroke can contribute to insomnia.

Most of us require about 6-8 hours of sleep per night for our bodies and minds to regenerate and pre-
pare for the next day. Insomnia can interfere with our daily productivity, performance, and quality of
life.

What should you do if this applies to you?
Consult your doctor about your sleep problems.

Keep asleep diary recording the times you are awake and sleep. Take note of what you think may
be affecting your sleeping.

If you are worried or anxious about something, talk with your doctor, social worker, or afriend, and
become involved in our monthly support group. It helpsto talk about your concerns, freeing your
mind to relax.

Try to listen to relaxing music, or try meditation.

Get involved in activities to relieve stress such as singing, cooking, painting, or reading.
Avoid daytime naps if possible. Only nap for an hour if you must nap.

Take awarm bath.

It is important to discuss your difficulty sleeping with your healthcare provider. We can talk about your
options to help you sleep better at night.

Www.raiterclinic.com/back_issues/insomnia.htm
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PATIENT'S CORNER:Why | Love the Adult Sickle Cell Support Group

Hello everyone. My name is Carlton Haywood Jr., and | have been aregular attendee of the Adult
Sickle Cell Support Group since its beginning. | write this to encourage those of you who haven't
attended in awhile to come back and check in with us. | also strongly encourage those of you who
have never attended to give us atry.

Growing up as a child with sickle cell, | rarely had the opportunity to see other kids with the disease,
and | never had the opportunity to see or talk to adults with the disease. For all of the love and care and
support that my friends and family provided to me, and for all of the knowledge that physicians treating
me had about the disease, not one of them truly understood what it was like to live with sickle

cell. None of them really can know what it is like. Asfrustrating as that was at times as a child, |
didn’'t know just how frustrated and lonely | felt until | went to my first Adult Support Group meeting a
few years back. My life has been all the more blessed because of it.

The first thing that | noticed when | went to my first meeting was that | was the youngest person

there! | was about 26 years old at the time, but there were persons there in their 40s, 50s, and

60s. After hearing for aslong as | could remember that “ persons with sickle cell don't typically live
much past their 20s or 30s’, it was tremendously uplifting for me to see with my own eyes that not only
are many of us alive at these higher ages, but that we can still be active and truly living at these ages as
well.

Many people hesitate to come to support groups for fear that it will be nothing but a“pity party”. Who
wants to sit around and hear a bunch of people complaining about their condition each and every
month? Fortunately, the adult sickle cell support group is nothing like this.

Do we have complaints that we talk about? Of course we do. It's the nature of this disease and the
healthcare system that we have to deal with. What | love about this group, though, is that we don’t just
sit around and share our complaints, but we share the strategies that we have tried in order to make
things better, and we oftentimes do it with humor. | have already learned, and laughed, a ot because of
the other support group attendees, and the learning and laughter continues just about every time | go.

The education and empowerment that you can get from your fellow persons with the disease is an
important benefit of attendance, but it isn’'t the only one. The relationships that | have formed with
some of the other attendees are what | appreciate most. While each and every one of us are going to
have different experiences and challenges that we have faced living with the disease, there is usually
more than enough overlap in experiences among us such that one person will be able to start a sentence
describing some event or feeling that they’ ve had, and another person will be able to finish the sentence
for them. For me, at least, being able to talk about something | have experienced without first having to
give an introduction and summary of what sickle cell disease is has generated a great feeling of
comfort, as it has reminded me that “I’m not alone in this.”

If you have come to a support group meeting a long time ago but haven’t been back, | encourage you to
re-visit us. If you have never attended a meeting before, | strongly urge you to check us out. The more
people that come out, the more knowledge that there will be to share amongst ourselves, and the more
that we will be able to help each other address the challenges that we face now and that we will
confront in the future. Living with this disease is hard enough...but we don’t have to do it alone.

By Carlton Haywood, Jr.



SICKLE CELL TEAM
SOPHIE LANZKRON, M.D.
I 502-6997 YVETTE ROANE, PA-C

: 410-614-8601 .
. . DAWN HAT HER, W .
mail: sicklecellcenter @jhmi.edu ¢ S tntern

inic: Tuesday 8a-12p, Thurs 1:20pm-3p

NEXT SUPPORT GROUP:

WHAT: SICKLE CELL SUPPORT GROUP. CALL AHEAD TO SIGN UP FOR CHILDCARE
WHERE: JOHNS HOPKINS OUTPATIENT CENTER, CONFERENCE ROOM 2140

WHEN: 6:30pm-8pm

DATES: OCT 13TH.

FOLIC ACID: Why should you take it daily?

Folic acid, also called folate, is a vitamin prescribed daily for sickle cell patients. Why is folic acid
important?

Important for new cell growth.
Helps prevent brain and spine birth defects when taken early in pregnancy.

Can decrease homocysteine levels and may reduce heart diseaserisk. High levels of homocysteine
has been implicated in heart disease, stroke, and blood clots.

May reduce risk for colon cancer.
Offsets breast cancer risk among women who consume alcohol.

In people with sickle cell disease, breakdown of red cells requires that the bone marrow replenish these
cells by increasing red cell production. Folate is essential in making new red blood cells.

Insufficient folic acid may damage DNA in ways that lead to cancerous changes. Studies have shown
that people who take more folic acid are less likely to develop colon cancer. 1n aHealth Professionals
Follow Up Study, men who took multivitamins containing folic acid for more than 10 years reduced their
risk of colon cancer by 25%. Women enrolled in the Nurses' Health Study who took multivitamins with
folic acid for at least 15 years reduced their risk for colorectal cancer by 75%.

What are good food sources for folic acid?

Fortified grains and cereals, asparagus, okra, spinach, turnip greens, broccoli, legumes like black-
eyed peas and chickpeas, orange juice, tomato juice.

Call your hematologist for a prescription if you are not already taking folic acid daily.



