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“Break The Sickle Cycle™®



Sickle Cell Disease Association of America, Inc.

 38TH ANNUAL CONVENTION

PROGRAM

“Giving New Voice to Sickle Cell Disease ~

100 Years of Recognition”

TUESDAY, SEPTEMBER 21, 2010

 7:00 p.m. – 9:00 p.m.

Registration………………………………………………Woodrow wilson foyer
12:00 p.m. - 2:00 p.m.
       Volunteer Orientation…………………………………………National Pastime MVP Room
3:00 p.m. - 4:15 p.m.
Sickle Cell Disease Association of America (SCDAA)


Executive Leadership Council Meeting ………………………………………Potomac B
4:15 p.m. - 5:30 p.m.
Member Organizations Showcase-Its Your Turn To Give Your Voice To Sickle Cell 


Disease –Pilot Program………………………………………………………...Potomac B
6:00 p.m. - 9:00 p.m. 
Sickle Cell Disease Association of America (SCDAA)


Medical and Research Advisory Committee Meeting……………………Chesapeake 6  
7:00 p.m. - 9:00 p.m.         “Giving New Voice to Sickle Cell Disease” Network Reception…………Lower Atrium

   Member Organizations and SCDAA Board Members

WEDNESDAY, SEPTEMBER 22, 2010

  7:30 a.m. - 5:00 p.m.

REGISTRATION
………………………………………Woodrow Wilson Registration Desk
 11:30 a.m. - 1:15 p.m.

Board of DIrectors Meeting……………………………………………. Azalea 3
  1:30 p.m. - 2:45 p.m.

EXHIBIT and VENDOR SET-UP……………………………….…Woodrow Wilson B & C
  3:00 p.m. - 7:00 p.m.

EXHIBITS and VENDORS OPEN………………………………...Woodrow Wilson B & C

   5:00 p.m. 


POSTER PRESENTATION SET-UP………………………........ Woodrow Wilson B & C

 7:00 a.m. - 8:00 a.m.
WELLNESS ACTIVITY
………………………………………………Pose Lounge 18th Floor

 

Bilal Roberts, Bilal Fitness
7:30 a.m. - 9:00 a.m.      Breakfast……………………………………………………………………...………Potomac C
9:15 a.m. - 9:30 a.m.    Welcome 

Sonja L. Banks, SCDAA President/COO
9:30 a.m. - 11:30 a.m.   
SCDAA MEMBER ORGANIZATION PRESENTATIONS………………………Potomac C  

BEST PRACTICES-FUNDING SUSTAINABLILITY


Moderator:  Rosie Peterson




Educational Workshop and Panel Discussion

Gala/Banquet; Sharon Lewis, Executive Director, SCDAA Central Alabama Chapter 


Huntsville Radio-A-Thon; E.C. Rentz, Executive Director. North Alabama Sickle Cell Foundation 




Walk-A-Thon; Trevor Thompson, Executive Director, Sickle Cell Foundation of Tennessee 




Florida License Tag Project, Mary Murph, Executive Director, SCDAA-St. Petersburg Chapter
WEDNESDAY, SEPTEMBER 22, 2010

11:30 a.m. - 1:30 p.m.     Lunch (On Own)

1:30 p.m.- 1:50 p.m.       OPENING CEREMONY……………………………………………………Woodrow Wilson A   Duane Bruce, SCDAA Board Chair                                                                                                        Sonja  L. Banks, SCDAA President/COO


Hani Atrash, M.D., CDC



R. Lorraine Brown, RN, BS, CPHP, HRSA
2:00 p.m. - 4:30 p.m.
TECHNICAL ASSISTANCE, PROFESSIONAL DEVELOPMENT 

AND EDUCATIONAL CONCURRENT WORKSHOPS

2:00 p.m. - 3:00 p.m.
CONCURRENT WORKSHOPS

A. Sickle Cell 101………….……………………………………...……………….Potomac 3

Wanda Whitten-Shurney, M.D.

B. Nursing Perspectives I………….………………………………...………....Maryland 6
Communication & Quality of Care

Corette Jenerette, Ph.D, R.N, A.O.C.N & Cheryl Brewer, M.S.W, R.N.

C. Long Term Therapies Hydroxyurea in Children and Adults…..National Harbor 11
 
 Kim Smith-Whitley, M.D. & Patricia Adam Graves, M.D. 
D. Pain Chronic and Acute…………………………………………………………………….Azalea 3 
       Wally Smith, M.D. 
E. Transfusion Therapy and Iron Overload…………………..…..…Woodrow Wilson D  


 Rebecca Kruse-Jarres, M.D., M.P.H.
F. SCDAA Orientation/ Standards for Member Organizations...…National Harbor 14

Rosie Peterson, B.S., P.A.H.M
G. Sickle Cell Trait- What Every CBO Needs to Know……………………........Maryland 5
       Lanetta Jordan, M.D, M.P.H., M.S.P.H. 

 2:30 p.m. - 3:30 p.m.     Sickle Cell Adult Providers Network ………………………………..……...Chesapeake F
                                        Kathy Hassell, M.D.
 3:00 p.m. - 3:30 p.m.
BREAK


 3:30 p.m. - 4:30 p.m.
CONCURRENT WORKSHOPS

A. 
Sickle Cell Disease Association of America


   Medical and Research Advisory Committee



   SCDAA MARAC Research Workshop…………………………………………...…Potomac 3 


     Clinton Joiner, M.D., Ph.D

             B.   Funding Investments……………………………………………………...….Maryland 5
                                                        Vincent Vizachero, Financial Advisor, Edward Jones Investments
C.   Nursing Perspectives I………………………………………………...……..Maryland 6
       Corette Jenerette, Ph.D, R.N., A.O.C.N. & Cheryl Brewer, M.S.W, R.N.

D.  Long Term Therapies Hydroxyurea in Children and Adults…...National Harbor 11
       Kim Smith-Whitley, M.D & Patricia Adam Graves, M.D
E.   Pain Chronic and Acute ..............................................................................Azalea 3  
       Wally Smith, M.D.
F.  Transfusion Therapy and Iron Overload…………………………...Woodrow Wilson D 

 
   Rebecca Kruse-Jarres, M.D.

G. SCDAA Orientation/Standards for Member Organizations……National Harbor 14
       Rosie Peterson, B.S., P.A.H.M
WEDNESDAY, SEPTEMBER 22, 2010

4:40 p.m. - 6:00 p.m. LONZIE LEE JONES PATIENT ADVOCACY SYMPOSIUM…………….Woodrow Wilson A

        “Town Hall Meeting” ………………………………………………………………..Shirley Miller, B.B.A, Presiding 

                                         Kiki Shepard, Facilitating 


         Anita Estelle, J.D. 


         Craigie Sanders, J.D.


         Clarice Reid, M.D.


         Wanda Whitten-Shurney, M.D. 

7:00 p.m. - 9:00 p.m. CHAIRMAN’S WELCOMING RECEPTION …………...………………………Colonial Garden
                                           Featuring Moonstruck Jazz

THURSDAY, SEPTEMBER 23, 2010

  8:30 a.m. - 5:00 p.m.

REGISTRATION
………………………………………Woodrow Wilson Registration Desk
  7:30 a.m. - 6:00 p.m.

EXHIBITS and Vendors OPEN………………..………………Woodrow Wilson B & C
7:00 a.m. - 8:00 a.m.
WELLNESS ACTIVITY ……………………………………………… Pose Lounge 18th Floor


Bilal Roberts, Bilal Fitness
7:30 a.m. - 8:30 a.m.
POSTER SESSION I…………………………………………….…….Woodrow Wilson B & C 

7:30 a.m. - 8:30 a.m.
Breakfast…………………………………………………………..…….Woodrow Wilson B & C
8:45 a.m. - 9:30 a.m.
CHARLES F. WHITTEN, MD MEMORIAL LECTURE………………..Woodrow Wilson A

Introduction by: Mary Brown 


J.J. Strouse, M.D., Ph.D.



Assistant Professor, Hematology



Johns Hopkins University School of Medicine

9:30 a.m. - 10:00 a.m.
SPECIAL PRESENTATION- …………………………………………….Woodrow Wilson A


“Giving New Voice to Sickle Cell Disease” –A Patients Perspective 



Moderator: Betty Nwabuonwu 



Panelist:  Rona Brown, Howard Ffrench, Carlton Haywood, Trevor Thompson, Natasha Thomas, 
10:00 a.m. - 10:15 a.m.
BREAK


10:15 a.m. - 12:15 p.m.
SCDAA BUSINESS AND AWARDS SESSION


· Federal Partners Updates



Hani Atrash, M.D. CDC


R. Lorraine Brown, R.N., B.S., C.P.H.P., HRSA



Harvey Luksenburg, MD
· Review of Annual Convention Rules

· Adoption of 2009 minutes

· Committee Appointments



STATE OF SCDAA

· Chairman’s Report
Duane N. Bruce, J.D
· President/COO Report…………………………………………Sonja L. Banks 
· Chief Medical Officer’s Report
Lanetta B. Jordan, M.D., M.PH, MS.PH
THURSDAY, SEPTEMBER 23, 2010



COMMITTEE REPORTS

· Treasurer

David N. Braxton
· Nominating Committee
Marcia Wright

· CHC Report…………..
Sam Samorian


Awards

· Community-Based Organization Distinguished Service to the Community

· Kermit B. Nash Scholarship Award

· Mary H. Hunter Patient Advocacy Award

· William Finn Triumphant Adult Award

· Pioneer Award

· Chairman’s Award

12:15 p.m. - 2:00 p.m.
LUNCH (On Your Own)

12:30 p.m. - 2:00 p.m.
LUNCHEON – INVITATION ONLY-



“It’s a New Day- Vision for SCDAA”……………………………………...Baltimore 4 & 5


Member Organization Presidents/Executive Directors Leadership

 2:15 p.m. - 3:00 p.m.
PLENARY SESSION I ……………………………………………………Woodrow Wilson A 


Moderator:  Shirley Miller



SCDAA Strategic Legislative Update



Anita R. Estell, J.D., Polsinelli Shugart

 3:00 p.m. - 3: 15 p.m.
BREAK
……………………………………………………………….…………….…Woodrow Wilson B & C

 3:15 p.m. - 5:20 p.m.    SIMULTANEOUS SESSIONS

A. Clinical Update and Practice I ……………...………………………….Baltimore 1
Moderator:  Caterina Minniti, M.D. 

3:15 p.m. 

Leg Ulcers in Sickle Cell Disease: 



Clinical & Phenotypical Characteristics……………………………Caterina Minniti, M.D.

3:40 p.m.

Epidemiology of Pain in Sickle Cell Anemia 



& Its Association with Susceptibility Marker in the GCH1Gene……………………………………………………...……Deepika Darbari, M.D.

4:05 p.m.

Chest X-Ray Usage in Children with Sickle Cell Disease………Lewis Hsu, M.D., Ph.D 

4:30 p.m.

Relationship Between Outpatient Composite Pain 



Index Scores & Acute Care Utilization………………………………Diana J. Walkie, Ph.D

4:55 p.m.

Pain Outcomes in the Multicenter Study of Hydroxyurea (MSH)



in Sickle Cell Anemia are Associated with Certain 



Genetic Markers………………………………………………………….Samir Ballas, M.D., F.A.C.P, F.A.S.C.P,


      F.A.A.P.M, D.A.B.P.M  

THURSDAY, SEPTEMBER 23, 2010

B. Innovative Programs I……………………………..……………………..Baltimore 2
Moderator:   Yvonne Carroll
3:15 p.m.

Wireless Pain Intervention Program 



For At Risk Youth With Sickle Cell Disease…………………………Jacob Eufemia, Ph.D



                                                                                                         M.S.N, B.S.N 

3:40 p.m. 

Partnering with Rural Health Departments



to Provide Follow-Up Testing & Counseling 



for Newborns with Sickle Cell Trait………………………………Yvonne Carroll, R.N, J.D

4:05 p.m.
      Creating Sustainable Partnerships 



Among RUSH States……………………………………………………………Mary Hulihan

4:30 p.m.

CHOICES: Cognitive Interviews To Guide Development


       of an Internet-Based, Interactive Intervention Study 



About Reproductive Health Behavior For Young Adults 



With Sickle Cell Disease or Sickle Cell Trait…………………………Agatha Gallo, Ph.D.

                                       A.P.N., C.P.N.P, F.A.A.N

4:55p.m.

The STRIVE Program:  Innovative Mentorship for 


Transitioning Teens With Sickle Cell Disease…………
………Emily Rosenthal, M.P.H, M.S.W

C. PSYCHOSOCIAL AND PUBLIC HEALTH ISSUES…………………….…………Azalea 3
Moderator:  Carlton Haywood

3:15 p.m.

Improving Clinician Attitudes Toward Patients With Sickle Cell Disease:  


 The Results Of Randomized Experiment …..……………………Carlton Haywood, Ph.D, M.A.

3:40p.m. 

Know Gaps and Unmet Needs In Pediatric SCD:  


    The Parent, Adolescent And School Nurse Perspective……..………Patricia Kavanagh, Ph.D. 

4:05 p.m.

Medication Adherence And Caregiver’s 



Health Locus Of Control……………………………..………….Kusum Viswanathan, M.D.

4:30 p.m.

Trends in Emergency Department Visits 



By patients With Sickle Cell Disease 


  1993-1999 To 2000-20007………………….…………………….…..Hussain Yusuf, M.D., 

M.P.H.

4:55 p.m.

Effect Of Educational Intervention On Knowledge 


      
And Perceptions About Sickle Cell Disease 



Among Health Care Workers………………………………..Swayam Sadanandan, M.D. 
THURSDAY, SEPTEMBER 23, 2010


D.
EDUCATION SERVICES AND ACTIVITIES…………………………….Woodrow Wilson D 

Moderator:  Sean Trimble 

3:15 p.m.

Health Information Topics In 



Us Newspapers Covering Sickle Cell Trait …………………………Sean Trimble, M.P.H.



MT (ASCP)

3:40 p.m.

Our Programs Approach To Sickle Cell Trait and Athletes…………….…LaTonya Lewis

4:05 p.m.

Community-Based Organizations & 



The Utilization of Surveillance Data…………………………………….Kai Stewart, Ph.D., 



M.P.H., C.H.E.S

4:30 p.m.

Art of Coping………………………………………………………………..…..Heather Davis

4:55 p.m.

The Meaning of Prevention For Brazilian Women 


     Who Take Care of Children With Sickle Cell Disease….………Cristiano Guedes, M.D., M.A., B.A. 

7:00 p.m. - 10:00 p.m.

RECEPTION & DOROTHYE BOSWELL GALA ……………...………Woodrow Wilson A 



AWARDS BANQUET




Keynote Speaker: Roslyn Brock, Chairman of the Board, NAACP 
FRIDAY, SEPTEMBER 24, 2010

8:30 a.m. - 5:00 p.m.
REGISTRATION
…………………………………………Woodrow Wilson Registration Desk
7:30 a.m. - 6:00 p.m.
EXHIBITS and VENDORS OPEN………………………………..…. Woodrow Wilson B & C
7:00 a.m. - 8:00 a.m.
WELLNESS ACTIVITY………………………………………………. Pose Lounge 18th Floor


Bilal Roberts, Bilal Fitness
7:30 a.m. - 8:30 a.m.      Breakfast……………………………………………………….….……Woodrow Wilson B & C 

7:00 a.m. - 8:15 a.m.
PATIENT EMPOWERMENT BREAKFAST



Meet the Experts
……………………………………………..……….Potomac C & D


(Limited Space: Sign-up at Registration)

· Medical Management of Sickle Cell Disease – Best 


Practice Guidelines ……………………………………………………………..…………………Julie Kanter, M.D.
· Transition from Pediatric to Adult Care 

Using the Life Span Table

…………………………………………………Lanetta Jordan, M.D.,  M.P.H., M.S.P.H;
· For Women Only 

…………………………………………………………………Shirley Miller & Betty Nwabuonwu 
· Pain Management

………………………………………………………………………….Lennette Benjamin, M.D.
FRIDAY, SEPTEMBER 24, 2010

· For Men Only 

…………………………………………………………….Trevor Thompson & Christian Billington
· Sickle Cell Disease Clinical Trials
…………………………………………………….Clinton Joiner, M. D., Ph.D. 
· Case Management – Community Based 

Organizations & Social Services……………………………………………………………. Wanda Borders, MSW
 

7:30 a.m. - 8:30 a.m.
POSTER SESSION
II……………………………………………..……Woodrow Wilson B & C
8:30 a.m. - 3:30 p.m.
MEDICAL RESEARCH, CLINICAL EDUCATION and ADVOCACY


PLENARY SESSION II…………………………………………………….Woodrow Wilson A


Moderator:  Kwaku Ohene- Frempong, M.D.

8:30 a.m. - 9:00 a.m.
CLARICE REID, M.D. LECTURE………………………………………..Woodrow Wilson A


Griffin Rodgers, M.D.      
                                                   
 Director National Institute of Diabetes & Digestive & Kidney Disease (NIDDK)



National Institutes of Health


9:00 a.m. - 9:30 a.m.
Walter Clement NOEL Lecture………………………………....Woodrow Wilson A


Kofie A. Anie, Ph.D, CPsychol



Director of Psychosocial Research & Development 



Brent Sickle Cell & Thalassaemia Centre Central Middlesex Hospital

9:30 a.m. - 10:30 a.m.
SICKLE CELL DISEASE: A GLOBAL PERSPECTIVE……………….Woodrow Wilson A 


Global Burden of Sickle Cell Disease



Kwaku Ohene- Frempong, M.D.- The Children’s Hospital of Philadelphia 
10:30 a.m. - 12:00 p.m.
PLENARY PANEL-Sickle Cell Trait……………………..………….…..Woodrow Wilson A


Moderator:  Lanetta Jordan, M.D., M.P.H., M.S.P.H; SCDAA CMO


Kim Smith-Whitley, M.D;  The Children’s Hospital of Philadelphia



Clint Joiner, M.D., Ph.D., Cincinnati Children’s Hospital Medical Center



Althea Grant, Ph.D., M.P.H.;  Centers for Disease Control and Prevention 



Kwaku Ohene-Frempong, M.D; The Children’s Hospital of Philadelphia

12:15 p.m. - 1:30 p.m.
LUNCHEON………………………………………………………….………..Potomac C & D 
1:30 p.m. - 3:00 p.m.
PLENARY SESSION III………………….……………………………….Woodrow Wilson A 



Moderator:  Kim Smith-Whitley, M.D. 
1:30 p.m. - 2:15 p.m.
Models of Community Partnerships in Public Health




Kai Stewart, Ph.D., M.P.H, CHES- Center for Disease Control and Prevention




Althea Grant, Ph.D., M.P.H – Center for Disease Control and Prevention




Mary Brown, Sickle Cell Disease Foundation of California




Jackie George, Sickle Cell Disease Foundation of Georgia




Belinda Pettiford, North Carolina Division of Public Health

FRIDAY, SEPTEMBER 24, 2010

2:15 p.m. - 3:00 p.m.
Pregnancy, Sickle Cell Trait & The Promise of a New Foundation

Ann-Marie Narazzo, Ph.D.- Foundation for Women with Blood Disorders

Lanetta Jordan, M.D., M.P.H, M.S.P.H- SCDAA CMO

Maria Small, M.D., MPH

3:00 p.m. - 3:15 p.m.
BREAK…………………………………………………...…………….Woodrow Wilson B & C
3:15 p.m. - 5:15 p.m.
SIMULTANEOUS SESSIONS



E. 
Clinical Update and Practice II………………………………...……..Baltimore 1
Moderator: Lewis Hsu
3:15 p.m.

Self-Reporting of Pain in Pediatric 



Sickle Cell Disease Patients Using 



the Adolescent Pediatric Pain Tool……………………………………...…Kyle Mack, M.D.

3:40 p.m.

Screening at NIH for Pulmonary Hypertension

in Sickle Cell Disease………..……………………………………………..James Taylor VI, M.D., B.S

4:05 p.m.

The Antioxidant High Density Lipoproteins Paroxonase-I 



& apo A-I Decrease During Sickle Cell 



Vaso-Occlusive Pain Crisis……………………………………………Lita Freemen, Ph.D 

4:30 p.m.

Attention Deficit Hyperactivity Disorder 



and Sickle Cell Disease………………………………………………Amanda Epping, M.A.

4:55 p.m.

Hemodynamic Predictors of Survival in Sickle Cell- Related………..Alem Mehari, M.D.

F. INNOVATIVE PROGRAMS II………………………………..…...……………….Baltimore 2
Moderator:  Donald Spigner, M.D.  

3:15 p.m.

Outcome Measurement Of Self-Efficacy When 



Guided Imagery (GI) Is Used For Sickle Cell Pain 



Management In Children Age 6-11…………………………Cassandra Dobson, D.N.S.c,



M.S.N, RN-BC, PH(c)

3:40 p.m.

Infant Sickle Cell Clinic…………………………..……………………..Brenda Martin, R.N., M.S.N, C.P.N.P

 4:05 p.m.

Sickle Cell Disease:  Eradicating Misperceptions



and Fallacies……………………………………………………..Mauvareen Beverly, M.D.
4:30 p.m.

Neurodevelopmental Deficits Among Infants



 With Sickle Cell Disease……………………………………………..Tara Brennan, Psy.D.
4:55 p.m. 

New National Program for Women and Girls with 



Blood Disorders……………………………………………….….Ann-Marie Nazzaro, Ph.D.
FRIDAY, SEPTEMBER 24, 2010

5:30 p.m. 

 
SCDAA CLOSING ASSEMBLY & CONVENTION……….…………… Woodrow Wilson A 




ADJOURNMENT 



Call to Action-“Giving New Voice to Sickle Cell Disease”

7:30 p.m. - 11:00 p.m.
MEMBERSHIP ORGANIZATIONS FUNDRAISING EVENT…….…..National Harbor Pier


Dinner Cruise Aboard The Spirit of Washington



Tickets Available at Registration Desk

SATURDAY, SEPTEMBER 25, 2010

8:45 a.m.- Noon

Tour of Children’ s National Medical Center………………………………….Gaylord Lobby 

9:00 a.m. - 10:15 a.m.
SCDAA Outgoing Board Meeting………………………..………………. Baltimore 1 & 2
10:15 a.m. - 10:30 a.m.
BREAK


11:30 a.m. - 12:45 p.m.
SCDAA Incoming Board Meeting………………………………………….Baltimore 1 & 2
