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      It is with mixed emotions that I write these few words.  Over the 

past�3 years it has been a privilege and an honor to meet with the   

individuals�who have attended this special group.  I have learned a lot 

from all of you and valued our time together.  The power of people 

coming together to share��what life is like living with a chronic       

illness, and seeing how you support�each other with your             

compassion, wisdom, humor, and information has been�significant 

and inspirational.�

     I wish all of you well and appreciate the support I have received 

from Dr. Lanzkron, Yvette Roane, and the Division of Hematology in 

securing the��meeting room, sending out the monthly fliers to              

advertise the meeting, encouraging people to attend, and the other           

incidentals that go with providing this type of service.  I wish the 

group continued success and hope that more and more people will 

consider participating.�� � � �

� � With warm regards,��Anita Mentzer  
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Shaneekia, age 24 
College courses at BCCC 
Major : Ear ly childhood 
education 
Counseled students with sickle 
cell. Mother  of 2 gir ls 
High School graduate 
Hobby: reading 

Grace, age 58 
Grandmother  of 4 
Retired Desk  Supervisor  at 
Enoch Pratt L ibrary 
Hobby: sewing 

Nicole, age 24 
Howard Community College 
student: Psychology major  
Enjoys reading and movies 
Tutor  for  after  school programs 

Efa, age 32 
Pursuing Master ’s degree in 
History. BA in Afr ican History. 
Working at Morgan State 
University assisting students 
with disabilities. New mom 
Hobbies: reading, swimming 
 

Diane, age 43 
High School graduate 
Attends church and enjoyed 
singing in choir  
Cared for  nephew for  4 yrs 

Anthony, age 23 
Wilde Lake H.S. grad in 2000  
Attended 1 year  of Culinary 
School 
Cur rently Emissions Inspector  
Hobbies: spor ts, bowling 

Anicia, age 46 
High School graduate 
Proud mother  
Enjoys shopping and 
music 

Brandy, age 26 
Proud mother  
Attended Patterson 
Park High School 
Enjoys wr iting and kids 



When used correctly, blood transfusions can save lives and decrease complications in patients with sickle 
cell disease. As with everything though, there are some associated risks.  One of the risks of blood        
transfusions is that over time it can lead to problems with iron overload. 

I ron Metabolism 

The body regulates iron metabolism very closely and you only absorb a small amount each day through 
what you eat.  There is no way for the body to eliminate excess iron. The only way to loose iron is through 
blood loss. In patients that are receiving blood transfusions they are not only getting life saving red cells, 
but each unit of blood has 250 mg of iron. We usually say that patients that have received 30-50 units of red 
cells in their lifetime may be at risk for iron overload. 

Consequences of I ron Overload 

Iron overload has not been well studied in patients with sickle cell disease and we treat patients the way we 
do others with iron overload. The consequences of too much iron accumulation include damage to the liver, 
heart and endocrine organs. Patients can develop cirrhosis of the liver and heart failure as a consequence of 
iron overload. 

How do you know if you have too much iron in your body? 

We don’ t know for sure how many red cell transfusions it takes to develop organ damage. We typically use 
a blood test called ferritin, a measure of iron stores, as a marker of iron overload.  Unfortunately this may 
not always be accurate and often we will have patients undergo a liver biopsy, which is the gold standard 
for determining iron stores. We typically treat patients who have ferritin values around 2000-2500 ng/ml or 
who have evidence of iron overload on liver biopsy. 

What to do if you have too much iron 

There are several options for patients with iron overload. If patients are on chronic transfusion therapy, it 
may be prudent to switch patients to chronic exchange transfusions as in this procedure blood is taken out 
and then replaced so there is no net increase in iron. In patients for whom this is not an option or who are 
not on chronic transfusion therapy the only available therapy is desferal®.  Desferal® is an iron chelator. It 
binds the excess iron and then it is excreted in the urine. Desferal® is not an easy medication to take as it is 
only available by subcutaneous or IV infusion.  Patients who are on this therapy typically hook themselves 
up at night and the medicine is infused over a 12-hour period while they are sleeping. This is usually done 
5-7 nights a week..  It can take months to years to decrease iron stores and as long as the patient continues 
to be transfused they must continue to take desferal.  Hopefully in the next few years a medicine that can be 
taken by mouth will be available to make it easier to treat iron overload.  

If you have received 30-50 units of red cells in your lifetime you should have your ferritin checked.  If you 
are on chronic transfusion therapy ferritin levels should be checked on a routine basis. Patients that are on 
the chronic transfusion program at Hopkins have a ferritin checked each month. We monitored those levels 
at our monthly transfusion meetings. Ask us what your ferritin is- we would be happy to share this          
information with you. 

        By Sophie Lanzkron, M.D. 
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H em o c h r o m a t o si s (  I r o n  O v er l o a d ) :  



Proteinuria is defined as protein in the urine, also called albuminuria.  Proteins are the building blocks 
for all body parts, including muscles, bones, hair, and nails.  Proteins in your blood also perform a  
number of important functions.  They protect you from infection, help your blood clot, and keep the 
right amount of fluid circulating through your body. 

As blood passes through healthy kidneys (see diagram below), they filter the waste products out and 
leave in the things the body needs, like proteins.  Most proteins are too big to pass through the kidneys’  
filters into the urine unless the kidneys are damaged.  The main protein that is most likely to appear in 
urine is albumin.   Albumin is smaller and therefore more likely to escape through the filters of the   
kidney, called glomeruli.   

Many diseases can cause inflammation, which leads to proteinuria.  Additional processes that can   
damage the glomeruli and cause proteinuria include diabetes, sickle cell disease, hypertension, and 
other forms of kidney diseases.  People should be regularly checked for proteinuria to detect and treat 
kidney disease before it progresses.   

What are the signs of proteinuria and kidney failure?  Large amounts of protein in your urine may cause 
your urine to look foamy in the toilet.  You may notice swelling in your hands, feet, abdomen, or face.  
These are signs of very large protein loss.  It is possible to have proteinuria without noticing any signs 
or symptoms.  Testing is the only way to determine if you have protein in your urine. 

Urinalysis is the test which identifies the presence of proteinuria.  The urinalysis is done using a urine 
dipstick.  A spot urine protein/creatinine ratio is the preferred test to figure out if you have too much 
protein in your urine. 

Proteinuria is not a disease, but a red flag to let the physician know that an underlying renal (kidney) 
abnormality exists.  It may be a sign that your kidneys are damaged and you are at risk for end-stage 
renal disease.  If a patient has proteinuria with loss of  kidney function, a renal biopsy is indicated.  
Treatment aimed at reducing proteinuria may also reduce progression of renal disease.  Ace inhibitors 
(e.g. lisinopril) are often effective and protect the kidney function.  So remember to discuss your       
urinalysis results with your hematologist at your next clinic visit.  There is limited data on treating   
proteinuria in sickle cell disease, but ace inhibitors are thought to be helpful.                                                                                            

      http://kidney.niddk.nih.gov/kudiseases/pubs/proteinuria 

     KIDNEYS      

P R O T E I N U R I A :  
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O u r  N ew  Su p p o r t  G r o u p  L ea d er :  L i n d a  D a r r e l l  
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I grew up on Long Island, New York and completed my undergraduate         
education at The State University of New York at Stony Brook.  I earned my 
Bachelor of Science degree in Social Work in 1974 at Stony Brook.  For 10 
years I worked at Stony Brook University Hospital Center.  During my tenure 
at the University Hospital, I was instrumental in the opening of the Burn    
Center which is  now a nationally recognized Burn facility. 

I moved to Richmond, Virginia in 1990 and worked for the Chippenham Hospital Center in Richmond 
as a Medical Social Worker for 9 years.  During that time I completed my Master’s Degree in Social 
Work at the Virginia Common Wealth University School of Social Work. I completed my graduate  
internship in the Children’s Specialty Care Clinic at the Johns Hopkins Outpatient Center.  In my      
capacity as a Social Work student intern, I worked with children with Sickle Cell Disease, Diabetes, 
and Cystic Fibrosis.  After completing my student internship, I accepted a full time position with the 
Johns Hopkins Liver Transplant Program.  As the Clinical Social Worker, I cover the Johns Hopkins 
Comprehensive Transplant Center and The Brady Urological Center.  I also serve as the Clinical Social 
Worker with the Palliative Care Consultative Team for Johns Hopkins Hospital Department of      
Medicine.   

Presently, I am actively engaged in several hospital committees and committed to the education of    
future Social Workers. I have helped to develop a mentoring program for L iver Transplant candidates 
and my involvement in the development of support services for bladder cancer patients is extensive.  I 
am an active member of my community and in my church. As a proud mother of a married daughter, I 
love spending time with my beautiful grandson.  I strive in empowering people to take an active role in 
their healthcare choices and medical treatment.  

And lastly, I’ m looking forward to meeting you at the next support group and building a lasting bond.  

 

Peggy has worked at Johns Hopkins in the Division of Hematology for 28 years.  She retired last year 
and wanted to keep a connection with the Hopkins family.  She became a volunteer for the sickle cell 
support group because of her compassion for sickle cell patients. She feels they have 
been denied a chance to be treated with dignity.  Peggy would like to encourage      
patients to attend the support group, meet new friends, and find the ability to progress 
mentally, emotionally, and physically with their chronic disease.  Her hobbies include 
water coloring, travel, camping, hiking and exercise.  She is a grandmother of 2, with 
another grandchild on the way.  At 61 years of age, she still f inds the time to give a 
little of herself to help promote the lives of others.  We are truly blessed to have her.  
Peggy will join Anita Carter, who was our first support group childcare volunteer. 

W el c o m e P eg g y  B e v er u n g en :  Su p p o r t  G r o u p  C h i l d c a r e V o l u n t eer  
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Phone: 410-502-6997 
Fax: 410-614-8601 
Email: sicklecellcenter@jhmi.edu 
Clinic: Tuesday 8a-12p, Friday 9a-12p 
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WHAT: SICKLE CELL SUPPORT GROUP. CALL AHEAD TO SIGN UP FOR CHILDCARE 

WHERE: JOHNS HOPKINS OUTPATIENT CENTER, CONFERENCE ROOM 2140 

WHEN: 6:30PM-8PM, 2ND THURSDAY OF EVERY MONTH 

DATES: JUN 9TH, JUL 14TH, AUG 11TH, SEPT 8TH, OCT 13TH. 

SU P P O R T  G R O U P S:  

S I C K L E  C E L L  T E A M  
 S O P H I E  L A N Z K R O N ,  M . D .  

 Y V E T T E  R O A N E ,  P A - C  
 D A W N  H A T C H E R , S . W . - S  
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C O P I N G  SK I L L S:  
Coping is a behavioral tool which individuals use to deal with or overcome adversity, disadvantage, or 
disability.  One in three Americans suffer from some form of chronic pain. Acute pain (short term) often 
the result of il lness or injury. It lasts for only a short time, maybe days or weeks. Chronic pain (long 
term) does not go away.  It is constant and often difficult to treat. Learn to manage your pain. Managing 
your pain means making the necessary changes to help you better meet your physical, social, and emo-
tional needs.   www.nsnet.org/idacan/chronic.html 

What you can do: 

·  Learn to relax (deep breathing, relaxation exercises, visualization, warm bath). 

·  Do a little more each day. 

·  Exercise according to your body’s ability and needs. 

·  Treat flare ups as they come. Do not ignore them. 

·  Do not overuse medications, decrease their use slowly, do not use alcohol or illegal drugs. 

·  Seek out a medical professional who can identify treatable conditions. 

·  Physical therapists can evaluate problems with strength, f lexibility, and balance.  They can give you 
exercises to help.  

·  Talk to a trusted friend, family member, or religious counselor about what is troubling you. 

·  Get all the sleep you need, but do not use sleep as an escape. 

·  Attend a support group, avoid negative self-talk or self pity, accept the self you are now and create a 
new lifestyle around that, and do not allow your illness to be your sole identity. 


