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On site of infamous

I, LA. County
tries new approach
to serving health
needs of area's poor

\os Angeles Times 10/8/2016

MARTIN T KING JR OUTPATIELN"T'CENTER Dr. Susan Claster, left, and Dr. Bernadette Manalo, right, talk to patient
T = Philadelphia Philpot at the MLK J.r. Outpatient Center's new mcklg cell
- clinic. (Marcus Yam / Los Angeles Times)
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Objectives

»To arficulate the impetus for the new Adult Sickle
Cell Disease clinic — why and how we started.

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

®» o infroduce a new delivery model that
integrates primary care, hematology and
behavioral health.




Objectives

»To articulate the impetus for the new Adult Sickle
Cell Disease clinic — why and how we started.
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Adulls with Sickle Cell Disease

» Chronic renal failure » Retinopathy
®» CNS Dementia — multiple ® [ron overload
strokes

ronic leg ulcers

HTN/Cardiac failure — small
vessel

®» Chronic pain — severe &
unpredictable

o ial, vocational,
» Permanent damage: brain, Psy(.:hosocndm.occn A=
heart, lungs, kidneys, liver, S%C'l?‘eco omic
bones and spleen. challenges



Limited options for adults with SCD

»Shortage - adult hematologists w/special expertise
®»PCPs - imited experience
» Non-specialists uncomfortable prescribing Hu

P(ZPs and hematologists — uncomfortable managing
hronic pain

Heavy reliance on Medicaid

Erin Marcus — Our healthcare systems abandons adults with Sickle Cell Disease i \
Amen<an Society of Hematology 2

Washington Post 3/21/2016 STATE OF SICKLE ™
— CELL DISEASEW

2016 REPERT




Sickle Cell Today in the US

Treatable

Dismal Unacceptable Treataie
National Embarrassment Treatable 1

Massive Societal Indifference at all levels

reventable deaths and morbidities cannot be allowed to be

consi d ere d th e norm - Craig Hooper, PhD., Director, CDC Division of Blood Disorders, Thrombosis and Hemostasis
Societies of North America — April 2016

Disclaimer: The findings and conclusions are those of the author and do not necessarily represent the official position of the Center for Disease
Control and Prevention.




Why Los Angeles?

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

51% of Californian adults & B¥' History, Goals and Challenges
with SCD live in L. A. ¥ S/

SCD mortality higher in L. A
tharyrest of the country

Powars Medicine 2005

CALIFORNIA ‘
RARE DISEASE

SURVEILLANCE A
PROGRAM ‘ Helping CDC Do More, Faster

No comprehensive clinic besides Kaiser

Paulukonis, Raider, Hulihan, December 2015



Sickle Cell Disease — Southern California

Total | Pediatric

Los Angeles 2065 920
o> ANS 1145 20-80% of

patients

121 956 65

Orange

Hispanic in

san 117 | some cities
Bernardino 286 /9
Riverside 280 102 178
San Diego 286 111 175

TOTAL 3038 1300 1738

Source: RuSH-2004-2008



[ransition from Pediatric to Adult Services is Risky

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

»|ncreased ED utilization after tfransition

nger tfravel distance to an adult SCD cenferis a
risk factor for unsuccessful transition

» Until now, there has been no public clinic offering
tallored, coordinated services to the adult SCD
population in Los Angeles County




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

Goals
‘ " ®|ncrease provider knowledge
' '
7\ /

" ncrease evidence based

therapy - hydroxyurea

{/ Db
A »|mprove access to care
\ A

GRANTEE: The Center for
Inherited Blood Disorders



http://pacificscd.org/

Internal - Pacific Region

Alaska: Providence Hospital, Anchorage
Arizona: University of Arizona Cancer Center, Tucson

California: Center for Inherited Blood Disorders*, UCSF
Benioff Children’s Hospital Oakland, UC Davis

i Kapi'olani Medical Center, Honolulu
Idaho: St. Luke’s Mountain States Tumor Institute, Boise
Nevada: Children’s Specialty Center, Las Vegas
regon. Oregon Health Sciences University, Portland
ashington: Seattle Children’s Hospital, Seattle
Guam: Department of Health & Social Services
CBO: Sickle Cell Disease Foundation of California

* Backbone organization — Regional Grantee

Mobilizing the Partners

External

Government — federal, state, local
Health Professions Sociefies
Research Consortia

CBOs



The Center for Inherited Blood Disorders

» Community Clinic — not for profit. Specialty Center.

»Sickle Cell...Thalassemia...Thrombophilia...
Hemophilia...

» Advanced Diagnhostic Lab C?BD

PhOrmOCy http://cibd-ca.org/

®»cderal Grantee — Hrsa's Regional Hemophilia & Sickle Cell Networks

®»Founder: bianeJ. Nugent, MD, Chief Hematology, CHOC Children's

» Sickle Cell Disease Foundation of California on BOD


http://cibd-ca.org/

Regionalization:

emophilia’s success

Team based care in regional
US Hemophilia Treatment
Centers:

40% reduction in mortality! &
morbidity

lood 2000" and Haemophilia 20012

oucie et al.,

35 000 1

30 000 1

25 000 4

20 000 1

15 000 1

10 000 4

5000 4

1990

US Haemophilia tfreatment center
patient population by diagnosis
1990-2010.
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Regional Hemophilia Networks — 140 Centers/8 Hubs

Northern 16 HTCs 5 States Core: Great

Lakes Hemophilia* New England 22 HTCS in 10

States & Territories Core:
Great Lakes 18 HTCs 3 States Core: Mt Sinai. NY
“l

Hemophilia of Michigan*

Mountain: 9 HTCs in 10 States Core:
Oregon Health Sciences University

g *» l

Mid Atlantic 17 HTCs 4 States
Core: Children’s Hospital Philadelphia

Western: 14 HTCs 4 States/Territories '
. . . South t 23 HTCs in 8 Stat
Center for Inherited Blood Disorders, | Great Plains 13 HTCs 9 States Core: C°o‘;e:eH°§mophmGsc',’f‘ Ge;gﬁg*

Gulf States - Houston
Orange, CA = .
Regional Core Center is consumer based
ap a modified “created by and used courtesy of Sally McAlister, formerly U.S. Centers for Disease Control and Prevention (CDC).organlzahon.




Framework #1 > MLK Adult SCD Clinic

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

Ledadership 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 ¢ + This allows a culture of collaboration
actors from different sectors to| —=

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 bu'l' How?




Structuring the Pacific Sickle Cell Regional
Collaborative - Departments

-Surveillanc:e and DGTG

®»Provider Education
®»Policy / Partnerships
CBO Capacity




Framework #2 - MLK Adult SCD Clinic

®»Pyplic Health and Rare Disorders -

responsibility to build capacity outside our agency

CCCCC



Regional Networks - Advance Rare Disorder Public Health

PREVENTING CHRONIC DISEASE

FPUBLIC HEALTH RESEARCH. PREACTICE. AND FPOLICY

Volume 13, B0 JEMUARY 20168

ESS5AY

Public Health and Rare Diseases:
D:{yhlm‘ﬂn No More

Rodolfo Valdez, PhD; Lijing Owyang. PhD: Julie Bolen, PhD

» Surveillance — geographic « Health care - regional centers of
clinical expertise — specialty access

* Kngwledge -regional

networks & databases: share « Regional networks of providers -
clinical expertise coordinate treatment & reimbursement




Framework #3 > MLK Adult SCD Clinic

» 3 Pillars — Finance/Insurance component

Chropic Care Model — Regional
Addptation

CCCCC



Framework for Creating a Regional Healthcare System

//’// \\\\\‘
e e
. Stakeholder Collaboration .
= Shared Vision o
et Leadership e
Shared Data & Perforrmance Measurement
Engaging Improving Healthcare Aligning Finance/
Consumers Delivery Insurance
« Public disclosure « IT Connectivity & Support « Benefits promote
R - Consensus lines « Administrative
S acted . care Management Standardization
* Provider Networks « Performance
incentives :
. Finance models: for
Inform N;°*'Va‘°d- portive team based care,
Activated repared nsurance & :
Consumers ractices Payment CHW, .prevemlve
, outpatient care,
Transformed Healthcare | adult immunizations....
Improved Health Outcomes & Reduced Costs Wagner et al. 2006
o .\




Framework# 4 > MLK Adult SCD Clinic

®» Make it happen: structured communications w/Leadership

» MLK Planning Team

®» | egdership reach out — commitment to solve problem. Who and how
» M arketing — Leadership tfeam bios & abstract

Bi-weekly meetings to clinic design & PR

onceptual framework for the spread of
novations in service organizations




‘Let it ‘Help it ‘Make it
happen’ happen’ happen’

Defining features

Unpredictable, Negotiated, Scientific, orderly,
unprogrammed, influenced, planned, regulated,
uncertain, emergent, enabled programmed,
adaptive, self- systems ‘properly
organizing managed’

Assumed mechanism

Natural, Social Technical Managerial
emergent
Metaphor for spread
Emergence, Knowledge Diffusion Negotiation Knowledge Dissemination, Re-
adaptation construction, transfer cascading engineering

making sense
X\enholgh et al. Millbank Quarterly 2004. Conceptual framework for the spread of innovations in service organizations




LA Department of Healthcare Services:
Initial Buy In

»9/18/15 - JRB to SC: do you know Mitch Katz, MD, Director
»9/19/15 - JB drafts script: how to reach out

»9/20/15 - SC to MK — Hello = Will you help us w/SCD¢?
»9/22/15 - MK to SC - YES = talk to Hal Yee, MD, PhD

10/2/2015*% —Hal Yee, MD, PhD: CMO of LA DHCS - YES =
Ellen Rothman, MD, CMO, MLK Jr. Outpatient Center

»10/16/2015 -Rothman meeting at MLK- YES!




LA Department of Healthcare Services
Initial Meeting 10/2/2015 - 30"

®» [eam: Hematologist, Public Health, Sickle Cell CBO ED & Program Director

» Tight stfructure = we talk for 10", listen for 20"
» Materials: Data, Bio's, Abstract. Logic Model

Infros
» SCD - the Crisis in Los Angeles

» Federal Response — HRSA Regional SCDTDP Grant Goals, HRSA NBS, NIH
SCD Implementation Science Grant

» Regional Government Partnerships
» | 0s Angeles Partnership Opportunities



MLK Adult SCD Clinic Design Begins

Sectors: Clinicians, Public Health, Consumer Based Org

» Bi-weekly: clinic design - identify core clinical feam components,
services, fill SW/Data Mgr. funding gaps (CIBD), training, CHWs (SCDFC $)

= Bi-weekly PR meetings: mission, vision, value, tagline. Print, Social

» Summer 2016 — Training clinical staff — trauma informed care

» July/2016 — Mock clinic

» AyYgust 2016 — Soft opening
eptember 2016 — Webinars — pediatric SCD clinics
... and Official Opening




SCD Capacity Building at MLK OPC

» Co-locate feam members with SCD experience alongside
team members who are new to this realm of healthcare

®» Completed 5 sessions fraining the new health tfeam about SCD, health
mainfenance, & team resilience in anticipation of opening

pleted a mock clinic with SCD patient volunteers to test workflows

» Fxperienced nurse Charlotte Dixon from SCD Foundation of Southern
California provides ongoing education

» Hematologist provides SCD expertise and ongoing consultation for all
team members



”r‘r ~& E

Martin Luther King, Jr. Outpatient Center, 1670 E 120" St, Los Angeles, CA 90059

"Adults with sickle cell disease deserve health care

Z
New! Sickle Cell Clinic at providers that understand the diseabe, its

' —— COMplications, and their pain. Knowing the people
MLK Jr. Outpatient Center |

who worked hard to open this clinic gives me
. | | confidence it will meet the community’s needs.”
Adults with Sickle Cell Disease...We can provide
the care you have always wanted!

Mary Brown, President & CEO
Sickle Cell Disease Foundation of

\\ e



Maouidoin

1A N ALI!VA

- . i &y bt
His - a T anaw ’ b "
) At )\ Pread - - :
1 - N TR . Y T A Templ\ o= ’ -
f P ¥, n £ -~ ¥
¢ MO ] B~ oy — InO ey | L m— - -
y wisod . Lo Y
s P L ¥ ¥
e ot 1 Sy { 2 o e

Q Headquarters

Partner Sites
[: Target County Border

Sickle Cell Disease Patients (Age 15-45)
Count by ZIP Code

~  SuBemadine

2

>

s Y G A B A G4 MO" Ui
) .
4

&@@@amﬁy
S ::.;;lu .

sah Kat "\ [

?10 -

Lo N A Al adtros, Tiabri el T L=
' 1 -

.’[ ‘-J'
win ges | CHINOUILES
o L '
da
« Fullérton v
iVacenti -
-4

A naheim
anilos

Mastin

Gardey Grove s’k

Santa ‘\n a P
nntain
Vall«
U 241
. Costa (a8 Irvine,
Huntington Mesa AN 2
) X Lake
Beach ) " a
Hewpo el
o fou n Lagina M
tigs Alina .!
Vigo
Laguna Heach b 1
I I I IM" Laguna
I es M guel 5S¢
0 5 10 20 Dana Foint <%

Los Angeles Residents
with Sickle Cell Disease
Clge 15'45 Zip code of Residence, 2015.

CBO - Data

Data sources: Sickle Cell Disease
Foundation of California, and Center

for Inherited Blood Disorders.

Map created by UCLA CTSI as part of
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Framework #5 ->MLK Adult SCD Clinic

» Complexity — multiple determinants of innovation adoption

Corceptual model for considering determinants of diffusion,
dissemination and implementation of innovations in HS Service
livery and organization



THE INNOVATION

Relative advantage
Compatibility

Low complexity
Trialability
Observability

Potential for reinvention
Risk

Task issues

Nature of knowledge
required (tacit/explicit)
Technical support

COMMUNICATION
AND INFLUENCE

DIFFUSION
(Informal, unplanned)
Social networks
Homophily

Peer opinion

Marketing

Expert opinion
Champions
Boundary spanners
Change agents

v

DISSEMINAT ION
(formal, planned)

THE OUTER CONTEXT

Socio-political climate
Incentives and mandates

SYSTEM ANTECEDENTS FOR INNOVATION

Structure Absorptive capacity for new knowledge
Size/maturity Pre-existing knowledge/skills base
Formalisation Ability to find, interpret, re-codify

Differentiation
Decentralisation
Slack resources

and integrate new knowledge
Enablement of knowledge sharing
via internal and external networks

Receptive context for change
Leadership and vision
Good managernal relations
Risk-taking climate
Clear goals and priorities
High quality data capture

. — i — . —

-~ User system

R S e = s Ao oot s s . /
: :
i Resource system ;! CSyStem antecedents

! o

Knowledge

i l v
C Diffusion ) ( System readiness )

[
!
I purveyors
[
[

A 4

Adoption / assi milatiorD

! ! |
! Change agency ! i ( Implementation >

OQuter context

|
. A 4
\
- Consequences

LINKAGE

Design stage

Implementation stage

SYSTEM READINESS
FOR INNOVAT ION
Tension for change
Innovation-system fit
Power balances
(supporters vs opponents)
Assessment of implications
Dedicated time / resources
Monitoring and feedback

THE ADOPTER
Needs
Motivation
Values and goals
Skills

Leaming style
Social networks

ASSIMILATION

Complex, non-linear
process

‘Soft periphery’ elements

THE IMPLEMENTATION
PROCESS

Decision-making devolved
to front line teams
Hands-on approach by
leaders and managers
Human resource issues,
especially training
Dedicated resources
Internal communication

External collaboration
Reinvention/development
Feedback on progress

Inter-organisational
norm-setting & networks
Environmental stability

Shared meanings and mission
Effective knowledge transfer
User inwlvement in specification
Capture of user-led innovation

Communication and information

User orientation

Product augmentation e.g. technical help
Prgect management support

Gree
and i

Igh Millbank Quarterly 2004: “Conceptual model for considering determinants of diffusion, dissemination
mentation of innovations in HS Service delivery and organization




WEBINAR FOR PEDIATRIC eikns

September 16

SICKLE GELL CLINICIANS vl

(content to repeat)

New Adult Sickle Cell Clinic at
MLK Jr. Outpatient Center in Los dI0IIAEE
Angeles opens September 2016

Martin Luther King, Jr. Qutpatient Center, 1670 E 120" St, Los Angeles, CA'90059 P

New! Sickle Cell Clinic iNueva! Clinica de células falciformes
at MLK Jr. Outpatient Center en MLK Jr.Outpatient Center
Adults with Sickle Cell Disease...We can provide the Adultos con enfermedad de células falciformes...iPodemos
care you have always wanted! proporcionar la atencion que siempre ha querido!

Clinic is open Clinica esta abierta
* Monday to Friday i

+ De lunes a viernes
+ Clinica de células falciformes: martes 9 a.m.-5 p.m. Chck o to ol e et

Click Here to Join the meeting
via WebEx

* Sickle cell clinic: Tuesdays 9 a.m. =5 p.m.

Services g g
Physici N Practiti d Servicios Meeting Number:
ysicians, Nurse Practitioners, an + Médicos, enfermeras y hematdlogos con experiencia 927 990 018
Hematologists experienced in sickle cell care en el cuidado de células falciformes (SCD) LEAR NIN G OBJECTIVES: Meeting Password:
» Social workers and patient navigators for . Trabajadores sociales y fXwrC246
: . . = To articulate the impetus for the new Adult Sickle Cell Disease clinic [ o]y 1. P11 PST
linkage to services and counseling . . o : :30 pm (PST)
navegantes de paciente de la vinculacion con los - why and how we started. Click Here to Join the meeting
. i i = Tointrod deli del that integrat i ; i
Comprehensive and alternative approaches Saritios s ol s hg:atglogeai Si‘:h ; :\éfar}l':gg nﬁ_ at integrates primary care, via WebEx
= To highlight hematology expertise and delineate specialty care g/'zesets'gg L;\‘Z‘(‘)'“ ber:
Who is eligible? &Quién es elegible? GNAmES. T
: s ) = To identify referral criteria and eligibility requirements. ) "
We accept Medi-Cal and Medi-Cal Managed Aceptamos Medi-Cal, Medi-Cal Managed Care, y = To understand the role of the SCDFC in the new clinic. g"eiecggzasswo""
Care, and HealthyWay LA. Options are HealthyWay LA. Opciones estan disponibles para las TOTNIENAEHON
availlable to individuals without insurance as ’ V " i@ " " 3 \" L SOUN PLIONE
personas sin seguro también. Otros planes pueden estar “‘:em‘ﬂﬂukuc?ﬂ KING, R % SCere “CK\LQD:A SE (866) 546-3377
well. Other plans may be covered. Please visit cubiertos. Por favor, visite el sitio web dhs.lacounty.gov ‘ ‘ i Audio Passcode: 843314

the dhs.lacounty.gov website for further details. para més detalles.



Framework #6 > MLK Adult SCD Clinic

Haines: Framework for Successful clinical

TWOFI(S External support, perceived leadership, infernal management key



End outcomes

Intermediate outcomes

o Well- ) :
Engagement of D_eveloped and S o E-wdence of
Lol alnil implemented esigne impact on
multidisciplinary : aallte-
clinicians quality- g y healthcare
improvement Improvement and patient
outcomes

\__initiatives

initiatives

t

\ 4
Perceived
as
valuable

Perceived
as
valuable
Additional

Evidence of

These factors may be included in models aiming
to explain the mechanisms linking the outcomes
of successful networks.

resources

leveraged
into network
priority areas

impact on
system-wide
change

d A .
External B oot Figure 2. Representation of a causal
support leadership Internal pathway for the outcomes of effective
management -
clinical networks.
\ J

IShaded blue boxes= Explanatory factors
IU nshaded red boxes= Outcome factors

Haines et al., Implementation Science 2012



Framework #7 > MLK Adult SCD Clinic

oundary spanning = key to effective collaboration:s.

ollective Action for Implementation: A realist
evaluation of organizational collaboration in
healthcare

CCCCC



Boundary spanning - key
effective collaborations

Interplay of resources
(context) and facilitation
(mechanism).

Credible individuals = cross

boundary work, facilitation
Irect impacts.

Boundaries: Organizational,
hlosophic, semantic,
rofessional, geographic

Resources
uoney|oed

Capacity & capability for doing implementation, increased
visibility & tangibility of CLAHRC, personal impacts, direct
oft-Malone et al. Implementation Science 2016 impacts on practice and outcomes



Objectives

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




Patient-Centered Medical Home:
Core Elements

®»Comprehensive
®»Coordinated
®»ConfinuUoUS

®» Accessible
®»Patient-centered

» Culturally appropriate




“Did you ever feel like you're part of something greater than yourself?”




Whole Person
Orientation

Safety Care Coordination

and and Integration
Quality

Personal
Provider

Continuity of
Care

Enhanced
Access

Capacity and Accountability

\\



How effective is the PCMH Model?
Questions remain about its value

®| iferafure - mixed quality

» Affordable Care Act included support of CMS
emonstration projects to study this model

Comprehensive Primary Care Initiative, large
CMS-funded demonstration

» followed 497 adult practices in 7 regions

» af the midway point in the sfudy(NEJM 2016):

»No savings in expenditures
» Minimal improvements in quality and experience metrics



How effective is the PCMH Model?¢

Some promising findings for our setting

» Moderate support for hypothesis that medical homes provide
Improved health-related outcomes for children with SCD

Is able to parfially, but not completely, alleviate

arities in care encountered by African American children
Ith complex health care needs compared to their white
ounterparts as measured by ED utilization



Why is Primary Care Criticale

» Adults with SCD over 40 years of age have
different healthcare needs

re visits related to end-organ damage and
ilure

More visits related to routine health conditions like
diabetes and heart disease

®»Preventive healthcare and adult iImmunizations are
Important and offen missed in specialty care




Specialty Care Medical Homes?
Few and far between

» Nafional survey of 372 specialty medical practices with
1-19 physicians

6 of the responding practices reported providing
rimary care services to fewer than 10% of patients

10.3% reported providing primary care to 20% of patients

®»Only 1.7% reported providing primary care for more than
50% of patients

Casalino, Lawrence P. et al, Specialist Physician Practices as Patient-Centered Medical Homes, NEJM 2010; 362: 1555-1558



Objectives

®»To infroduce a new delivery model that
integrates primary care, hematology and
behavioral health.




MLK Qutpatient Center

p 4

| = 136,500 Square Feet
. » 104 Exam Rooms

» /0 clinics serving primary care,
specialty and subspecialty care

» Ambulatory Surgery Center with 5
Operating Suites

e -1 ] = Full spectrum Rehabilitation Services
| = Pharmacy
» Radiology, Nuclear Medicine, MR



Advanced Practice Medical Home

ntegrated with primary care & NP

Hematology specialty care

®» Preventive care specific to SCD
» Behavioral health counseling

ternative therapy for pain

Peer Navigators & Community Health
Workers*

» Qutpatient, emergency, inpatient care

» Case Management

* Sickle Cell Disease Foundation of California
** Center for Inherited Blood Disorders



Specialty Care Services on Campus

»Neurology
» Orthopedics .

» Ophthalmology | S | — T
» Cardiology ‘ \ = s
= Gastroenterology i h-pE= Y ¢
rology

Pulmonology and Pulmonary |
Function Testing

Women's Health

| -
; " :
71 >

-0

SF

e

4
A
[ Ji



Additional Services —
Harbor UCLA

®» [ransfusions and erythrocytopheresis

® |npatient admissions and Intfensive care
®»ER Services

» Xdditional subspecialty care




Services unavailable on-site at MLK OPC?¢

These services are provided =
through linkage with partners.

®»Day hospital infusion center

» On4site tfransfusions or red cell
eresis




Campus Partners

» MLK Jr Community Hospital
» Deparfment of Mental Health
» MLK Jr Mental Health Urgent Care
» Augustus F Hawkins Mental Health
» Housing for Health

» Recuperative Care in the Interns and Residents Building

y
R |
o ’




Department of Healthcare Services Partners

»| AC-USC Medical Center
»Harbor-UCLA Medical Center
Olive View Medical Cenfter
®»Rancho Los Amigos Rehabilitation Center




MLK, JR Community Hospital

®|npatient Admissions and Intensive Care
» R Services
® [ransfusion

|

ey ===_{HH}
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Who Is Eligible?

» Adults with Sickle Cell Disease
» Medicaid eligible or uninsured

» Medicare

managed care services
Resident of Los Angeles County

How to refer: sicklecellclinic@scdfc.org or (424) 277-3800



mailto:sicklecellclinic@scdfc.org

MLK Adult SC Clinic Update

» Opened August 11, 2016
» \We continue to build our patient panel

Integrated Team model includes

» Community Health Worker

Nursing Team
Primary Care Nurse Practitioner

Hemartologist

®» Acupuncturist



Primary Care

®|nitial screenings aft first health evaluation including
screening for mental health, cognitive (MOCA),
Quality of Lite, overall health and litestyle assessment

» | mMmunizations

entifying non sickle cell issues and discussing with
team regarding impact on SCD

Co-manages patients with Hematology




Community Health Workers

®»Support through intake process
®»Contact patients before and after visit
Support for patients in clinic

®» ransportation assistance

®»Home Vvisits If needed




Additional Plans

= Yoga is available
®» Acupuncture will be available shortly
®Peer support group - early planning

Workforce development — CIBD / MLK
partnership with Charles R. Drew University




Patient Characteristics -1

» All from South LA/Long Beach/SE LA areas

®» Mix of genotypes with majority SS disease and the
rest SC and S beta thalassemio

17 scheduled, 14 enrolled in ongoing care
»~ 725% are 50+ years of age
®»Some: no Hematology care for years




Patient Characteristics -2

» Noticing significant complexities

®Effects of fransfusions over a lifetfime: one patient
with liver failure and a fransplant d/f iron overload

®»Hydroxyurea management poor, some not on drug
®»|nadequate vaccinations

»Narrow approach to pain management limited o
narcotics only




Patient Vignette

» 50 y/o woman from Belize with genotype S beta thalassemia
®» No consistent Hematology care

®» 3 pregnancies - transfused for this and multiple other times

» Dec 2015- hepatic tfailure as a result of iron overload

®»/Jan 2016- liver fransplant at UCLA as a result of untreated
iron overload



Qutcome Measures

» Quality of Life Scale
»ED Utilization Rates
®» Hospitalization Rates

munization Rates for flu, pneumoccocal, and
meningococcal

= Hydroxyurea compliance

»\We are planning an observational investigation
with a white paper illustrating efficacies and
challenges in a highly infegrated model




CDC sfudy

» CDC Foundation and California Rare Disease Survelllance

» Administrative data, Newborn screening, vital records, and
case reports from 2004-2014

y cohort of adults who live in the MLK catchment area
efore and after clinic opening

We hope to show that coordinated care improves outcomes



Closing thoughts

» Creating a new adult Sickle Cell Clinic for a very underserved
population is achievable

®» Planning & Implementation Expertise: Team approach to
healthcare delivery transformation for rare complex disorders

-/Public Health, Community Based Organization, Specialty Hematology,
Advance practice medical home, health communications

®» Regionalization promotes capacity building for rare disorders
» Survelllance to monitor outcomes vital to assessing iImpact
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Meaningful Partnerships work!

Thank you
CiBD
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