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On site of iInfamous

, L.A. County
tries new approach
tc/e serving health
needs of area's poor

DS Angeles Times 10/8/2016

MARTIN e KING JR OUTPATIE.NT'CENTER Dr. Susan Claster, left, and Dr. Bernadette Manalo, right, talk to patient
T = Philadelphia Philpot at the MLK Qr. Outpatient Center's new S|ckle_ cell
- clinic. (Marcus Yam / Los Angeles Times)
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Objectives

OTo articulate the impetus for the new Adult Sickle
Cell Disease clinic owhy and how we started.

Pal

O

0 assess the strengths and weaknesses of the
medical home model to address complex
healthcare needs

OTo introduce a new delivery model that
Integrates primary care, hematology and
behavioral health.
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Adults with Sickle Cell Disease

O Chronic renal failure O Retinopathy
O CNS Dementia & multiple O Iron overload
strokes

O Chrronic leg ulcers R N
. J O Chronic pain 0 severe &

HTN/Cardiac failure 6 small unpredictable
vessel

O Psychosocial, vocational,

Permanent damage:  brain, . .
SOCIO -economic

neart, lungs, kidneys, liver,
pones and spleen. challenges




Limited options for adults with SCD

O Shortage - adult hematologists w/special expertise
O PCPs- limited experience
ONon -

O PCPs and hematologists & uncomfortable managing
hronic pain

specialists uncomfortable prescribing Hu

Heavy reliance on Medicaid

ErinMarcus 0 Our healthcare systems abandons adults with Sickle Cell Disease s "
Amencan Sockety of Hematology =2
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Sickle Cell Today In the US

Treatable

Dismal Unacceptable Treatable
National Embarrassment  Treatable 1

Massive Societal Indifference at all levels

reventable deaths and morbidities cannot be allowed to be

COnSIderedthe Norm - Craig Hooper, PhD, Director, CDCDivision of Blood Disorders,Thrombosisand Hemostasis
Societief North Americag April 2016

Disclaimer Thefindingsand conclusionsare those of the author and do not necessarilyepresentthe official positionof the Centerfor Disease
Controland Prevention




Why Los Angeles?

PSCrc

g Longitudinal Data Collection
g for Sickle Cell Disease in California:

519 of Californian adults MW History, Goals and Challenges
with SCD live in L.A. VAL
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SCD mortality higher In LAtI
than/rest of the country
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Powars Medicine 2005

CALIFORNIA ‘
RARE DISEASE

SURVEILLANCE .
PROGRAM ‘ Helping CDC Do More, Faster

No comprehensive clinic besides Kaiser

Paulukonis, Raider, Hulihan, December 2015



Sickle Cell Disease 0 Southern California

Pediatric

Los Angeles 2065 920 1145

20-80% of
patients

121 56

Orange 65

Hispanic in
some cities
SR 286 11 175
Bernardino
Riverside 280 102 178
San Diego 286 111 175

TOTAL 3038 1300 1738

Source: RuSH-2004-2008



Transition from Pediatric to Adult Services Is Risky

O Teen and young adults suffer from more frequent
SCD-related complications than younger patients

O Increased ED utilization after transition

onger travel distance to an adult SCD center Is a
risk factor for unsuccessful transition

O Until 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.ora/
Goals
| e. O Increase provider knowledge
/\ OIncrease evidence based
I\ A therapy - hydroxyurea

GRANTEE The Center for
Inherited Blood Disorders

& R
WA . OImprove accessto care
\ A



http://pacificscd.org/

Mobilizing the Partners

Internal - Pacific Region External

O Alaska : Providence Hospital, Anchorage
O Arizona : University of Arizona Cancer Center, Tucson O Government 0 federal, state, local
O California : Center for Inherited Blood Disorders*, UCSF O Health Professions Societies

Beni off Chil drends Hospital Oakl and UC Davi s

O Research Consortia

Hawaii v Ka p i 0 ®&Medsca Center, Honolulu A
St . Lukeds Mountain StathCquumor |l nstitut e,
Neyada : Chil drends Specialty Center, Las Vegas

egon : Oregon Health Sciences University, Portland

ashington: Seattl e Chil drends Hospital, Seattl e
Guam : Department of Health & Social  Services
CBO: Sickle Cell Disease Foundation of California

* Backbone organization 0 Regional Grantee



The Center for Inherited Blood Disorders

O Community Clinic & not for profit. Specialty Center.

OSickle Cell éThal assemi aéTh
Hemophil i aé

O Advanced Diagnostic Lab C?BD
OPharmacy

http://cibd _-ca.org/
OFederal Grantee OHRsSAGs Regional Hemophilia

OFounder: piane 3. Nugent, MD, Chief Hematol ogy,

O Sickle Cell Disease Foundation of California on BOD



http://cibd-ca.org/

Regionalization:
e mo p h Islccesdsd

eam based care in regional
S Hemophilia Treatment
enters:

0% reducti
morbidity
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Regional Hemophilia Networks 0 140 Centers/8 Hubs

Northern 16{TC$ Statesore: Great
Lakes Hemophilia*

Mountain: 9 HTCs in 10 Sta@sre:
Oregon Health Sciences University

g *» l

New England 22 HTCS in 1C

States & TerritorigSore
Great Lakes 18 HTCs 3 Statese: Mt Sinai. NY
Aes

Hemophilia of Michigan*

Mid Atlantic 17 HTCkStates
CoreChil drenés Ho

Western: 14 HTCs 4 States/Territories
'Southeast 23 HTCs in 8 States

Centeffor Inherited Blood Disorde 'gsﬁzttzgﬁirms 9 Stalese: Core: Hemophilia of Georgia®
Orange, CA = .
egional Core Center is consumer based

ap a modifi“sion created by and used courtesy of Sally McAlister, formerly U.S. Centers for Disea&m@hmﬁwgm y




Framework #1 A MLK Adult SCD Clinic

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

Leadership team
ollaboration highest levels
hared decision making



Collective Impact Model

Common Agenda

Common Progress Measures

Mutually Remforcmg Actwrtles
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Communications

Commitment of a group of * This allows a culture of collaboration
actors from different sectors to | S

a common agenda  for solving | | Backbone Organization
a complex social problem.

+Takes on the role of managing collaboration

z

Kania, Stanford Social Innovation Review 2011 4
e b How?




Structuring the Pacific Sickle Cell Regional
Collaborative A Departments

O Surveillance and Data
O Clinical Care Capacity
O Provider Education

OPolicy / Partnerships
CBO Capacity




