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On site of infamous 

hospital, L.A. County 

tries new approach 

to serving health 

needs of area's poor

Los Angeles Times 10/8/2016

Dr. Susan Claster, left, and Dr. Bernadette Manalo, right, talk to patient 

Philadelphia Philpot at the MLK Jr. Outpatient Center's new sickle cell 

clinic. (Marcus Yam / Los Angeles Times)
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Objectives

ÔTo articulate the impetus for the new Adult Sickle 

Cell Disease clinic ðwhy and how we started.

ÔTo assess the strengths and weaknesses of the 

medical home model to address complex 

healthcare needs 

ÔTo introduce a new delivery model that 

integrates primary care, hematology and 

behavioral health.
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Adults with Sickle Cell Disease 

ÔChronic renal failure

ÔCNS Dementia ðmultiple 
strokes

ÔChronic leg ulcers

ÔPHTN/Cardiac failure ðsmall 
vessel

ÔPermanent damage:  brain, 
heart, lungs, kidneys, liver, 
bones and spleen.

ÔRetinopathy

ÔIron overload

ÔChronic pain ðsevere & 

unpredictable

ÔPsychosocial, vocational, 

socio -economic 

challenges
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Limited options for adults with SCD

ÔShortage - adult hematologists w/special expertise

ÔPCPs - limited experience

ÔNon -specialists uncomfortable prescribing Hu

ÔPCPs and hematologists ðuncomfortable managing 

chronic pain

ÔHeavy reliance on Medicaid

Erin Marcus ðOur healthcare systems abandons adults with Sickle Cell Disease

Washington Post 3/21/2016



Sickle Cell Today in the US
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Dismal Unacceptable
National Embarrassment Treatable !!!

Massive Societal Indifference at all levels

Preventable deaths and morbidities cannot be allowed to be
consideredthe norm - Craig Hooper,PhD., Director, CDCDivision of Blood Disorders,Thrombosisand Hemostasis

Societiesof North AmericaςApril 2016

Disclaimer: Thefindingsand conclusionsare thoseof the author and do not necessarilyrepresentthe official positionof the Centerfor Disease
ControlandPrevention.

Treatable

Treatable



Why Los Angeles?

51% of Californian adults 

with SCD live in L.A. 

SCD mortality higher in L.A. 

than rest of the country

No comprehensive clinic besides Kaiser

Paulukonis, Raider, Hulihan, December 2015

Powars Medicine 2005



Sickle Cell Disease ðSouthern California

Total Pediatric Adults

Los Angeles 2065 920 1145

Orange 121 56 65

San 

Bernardino
286

111
175

Riverside 280 102 178

San Diego 286 111 175

TOTAL 3038 1300 1738
11

20-80% of 

patients 

Hispanic in 

some cities

Source: RuSH-2004-2008



Transition from Pediatric to Adult Services is Risky

ÔTeen and young adults suffer from more frequent 

SCD-related complications than younger patients

ÔIncreased ED utilization after transition

ÔLonger travel distance to an adult SCD center is a 

risk factor for unsuccessful transition

ÔUntil now, there has been no public clinic offering 

tailored, coordinated services to the adult SCD 

population in Los Angeles County 



HRSA Pacific Sickle Cell Regional Collaborative
2014-2017 http://pacificscd.org/

Goals
ÔIncrease provider knowledge

ÔIncrease evidence based 

therapy - hydroxyurea

ÔImprove access to care
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GRANTEE: The Center for 

Inherited Blood Disorders

http://pacificscd.org/


Mobilizing the Partners 

Internal - Pacific Region 

Ô Alaska : Providence Hospital, Anchorage

Ô Arizona : University of Arizona Cancer Center, Tucson

Ô California : Center for Inherited Blood Disorders*, UCSF 
Benioff Childrenõs Hospital Oakland, UC Davis

Ô Hawaii :  Kapiõolani Medical Center, Honolulu

Ô Idaho : St. Lukeõs Mountain States Tumor Institute, Boise

Ô Nevada : Childrenõs Specialty Center, Las Vegas

Ô Oregon :  Oregon Health Sciences University, Portland

Ô Washington : Seattle Childrenõs Hospital, Seattle

Ô Guam :  Department of Health & Social Services

Ô CBO:  Sickle Cell Disease Foundation of California

External

Ô Government ðfederal, state, local

Ô Health Professions Societies

Ô Research Consortia

Ô CBOs

14* Backbone organization ðRegional Grantee



The Center for Inherited Blood Disorders
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ÔCommunity Clinic ðnot for profit.  Specialty Center. 

ÔSickle CelléThalassemiaéThrombophiliaé 

Hemophiliaé

ÔAdvanced Diagnostic Lab

ÔPharmacy

ÔFederal Grantee ðHRSAõs Regional Hemophilia & Sickle Cell Networks

ÔFounder:  Diane J. Nugent, MD, Chief Hematology, CHOC Childrenõs

ÔSickle Cell Disease Foundation of California on BOD

http://cibd -ca.org/

http://cibd-ca.org/


Regionalization: 

Hemophiliaõs success
Team based care in regional 

US Hemophilia Treatment 

Centers: 

40% reduction in mortality 1 & 

morbidity 2

Soucie et al., Blood 20001 and Haemophilia 20012

US Haemophilia treatment center 

patient population by diagnosis 
1990ð2010.

Baker et al., Haemophilia 2012



New England 22 HTCS in 10 

States & Territories Core:

Mt Sinai, NY

Mid Atlantic 17 HTCs4 States 

Core: Childrenôs Hospital Philadelphia

Southeast 23 HTCs in 8 States 
Core: Hemophilia of Georgia*

Great Plains 13 HTCs 9 States Core: 
Gulf States - Houston 

Northern 16HTCs5 StatesCore: Great 

Lakes Hemophilia*

Mountain: 9 HTCs in 10 States  Core: 

Oregon Health Sciences University
Great Lakes 18 HTCs 3 States Core: 
Hemophilia of Michigan*

Western:  14 HTCs 4 States/Territories

Center for Inherited Blood Disorders, 

Orange, CA

Regional Hemophilia Networks ð140 Centers/8 Hubs

Map a modified version created by and used courtesy of Sally McAlister, formerly U.S. Centers for Disease Control and Prevention(CDC).

*Regional Core Center  is consumer based 
organization .  



Framework #1 ĄMLK Adult SCD Clinic

Collective Impact Model
Sectors:  Clinicians, Public Health, Consumer Based Org

Leadership team

Collaboration highest levels 

Shared decision making
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Collective Impact Model 

Mobilize Partnerships Ą
Catalyze Mutually Reinforcing 
Activities REGION-WIDE

é but How?

Commitment of a group of 
actors from different sectors to 
a common agenda for solving 
a complex social problem. 

Kania, Stanford Social Innovation Review 2011



Structuring the Pacific Sickle Cell Regional 
Collaborative Ą Departments

ÔSurveillance and Data

ÔClinical Care Capacity 

ÔProvider Education

ÔPolicy / Partnerships

ÔCBO Capacity 
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