WORLD TRADE CENTER HEALTH

PROGRAM

Research-to-Care Paradigm

Shanksville

STAC Meeting November 2016

e Dori B. Reissman, MD, MPH
Associate Administrator

Monitoring and Treatment
%

WTCHealth Program



« Steering committee for responders

Stakeholder
Engagement

Steering committee for survivors
Federal advisory committee
Research grantee conferences
Medical forum meetings

Information dissemination and resear

translation activities

5!7


Presenter
Presentation Notes
mix researchers, clinicians and stakeholders


Initial Research Agenda

e Characterizing WTC-related disease
— Chronic rhinosinusitis
— Obstructive airway disease
— Interstitial lung disease
— Gastroesophageal reflux
— Mental health: PTSD, depression, anxiety

e Linking 9/11 exposure to health conditions
— Cancers
— Autoimmune disorders
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Current concerns for linkage: Cancers, multisystem or autoimmune, cardiovascular and neurologic disease
Characterizing WTC-related disease based on Identifying phenotypes, biomarkers, epigenetics
(NOTE: Health services research examines how people get access to health care, how much care costs, and what happens to patients as a result of this care. The main goals of health services research are to identify the most effective ways to organize, manage, finance, and deliver high quality care; reduce medical errors; and improve patient safety (Agency for Healthcare Research and Quality, 2002).
(NOTE: Concepts of psychological resilience vary across disciplines with investigations addressing various outcomes ranging from reported levels of stress, burnout, compassion fatigue, and general indicators of well-being.  Also proposed are interpersonal, intrapersonal and environmental factors that suggest a more stable and enduring personality trait impacting self-regulation.



Expanded Agenda 2016

Health services research and value-based care
models for chronic disease.

Lessons for recovery - impacts on work-ability
Psychological resilience for disaster responders

Comparison groups for disaster-related
responder research

Aging -- premature? optimizing adaptation?
Health trajectories for children exposed to 9/11




Research-to-Care Model:
Focus on Analysis, Research & Translation
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Ensures connectivity of the stakeholders to researchers, clinicians and program leaders
Communities of practice
Informs excellence in clinical care
Aids discussion of program design
Suggests avenues for program evaluation



Research-to-Care Model:

Focus on Analysis, Research & Translation
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Zadroga Act and Rules



Conduct quality reviews of proposed projects

Conduct quality research



Link exposure with disease



Quantify disease burden & comorbidities



Identify disease mechanisms



Characterize disease & health trajectories



Health service research



Interactions with aging



Responder resilience



Improved recognition of WTC-related conditions



Improved knowledge about treatment outcome
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Improved patient care and management of chronic WTC diseases

Improve Member Health & Well-Being



Surveillance reports – active, passive

Outputs

                         

Improved response for future disasters

Member & provider education products 



Added curriculum for OEM and other health care providers 

Conduct & analyze health surveillance



Publish FOA 

Translate findings from research & surveillance 

Peer-reviewed publication 
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Improved quality of care



Improved member satisfaction






WTC Health Program
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Monitoring Data Flow

CCE performs the Initial Examination
and periodic Monitoring Examinations
thereafter

Claims
Health Data *

CCE transmits to the HPS contractor the
J claims associated with the initial and

subsequent monitoring examinations for
processing and payment

CCE transmits the results of the initial
and subsequent monitoring
examinations to the corresponding The HPS contractor sends claims data
Data Center associated with the initial and
subsequent monitoring examinations
to the Data Center

Diata Center receives health and claims data, performs
analysis for reporting to the WTC Health Program
Administrator and prepares the data to be made available for
research and quality assurance and program integnty reviews
according to their Data Sharng Plan




Study Focus Areas

Respiratory Disease
Adult Mental health
Cancer

WTC Youth*
Cardiovascular Disease
Exposure Assessment

Other Outcomes™**

15
13

10

Population Focus
(57 projects awarded since 2011)
43 for Responders
10 for Survivors Only
4 for Responders and Survivors

WTC Health Program
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*five of the WTC Youth studies focus on mental health issues and two focus on physical health issues. Recruitment for these studies was facilitated by the WTC Health Registry.

**Other Outcomes: Autoimmune Disease, Assessment of Bias in WTC Studies, Cognitive Function, Neuropathic Symptoms, and Hepatitis C 
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Number of Research Projects
by Year Funded (n=57, $91.3M)

2011— 8 x 3-year projects funded

2012— 5 x 4-year & 5 x 2-year projects funded
2013— 3 x 3-year & 3 x 2-year projects funded
2014— 10 x 2-year projects funded

2015— 7 x 1-year projects funded

2016—06 x 5-year; 3 x 4 year; 4 x 3 year; 3 X 2 year

NVESTIGATORS

MEETING

November19-20,2014
New York Gty

Involves interactions with WTCHP Data Centers using
data from initial and periodic medical monitoring exams
conducted at WTCHP Clinical Centers of Excellence.

WTC Health Program




WTCHP Registry Information
http://www.nyc.gov/html/doh/wtc/html/registry/registry.shtmi

2003-2004 Wave 1 survey of health & — e —,

9/11 exposures e S,
9/11 Health

Translate this Page &)

2006-2007 Wave 2 survey—adults and = &
children i Recovery Worke fidren. City Efiple Others Affected

2010-2011 Staten Island landfill and
barge workers

Registry Enrollees
/ . By State

¢ []1- 24 Enrolless

2011-2012 Wave 3 survey—adults, == S
adolescents and parents of adolescents i3

News

9/11 Health &
Compensation Act

Contact the WTC Health
Registry

2013 Hurricane Sandy exposure & health s T4 o e et Yk ot e
update

2014 Autoimmune disease survey

2015 Wave 4 survey (launched 04/15)
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Established in 2003 as an exposure cohort of 71,434 people
Periodic surveys (“waves”) every 3 to 4 years
Identifies unmet 9/11 health care needs & facilitates access
Scientific advisory groups 
Stakeholder engagement

Expanded data gathering for research  
Mortality, cancer & hospitalization data obtained through matching with administrative databases
In-depth/clinical studies of selected subgroups

Platform for independent & collaborative studies


           The WTC Health Registry published 58 research articles    
                              (multiple topics/studies)



WTCHP Research Portfolio Information

Research Web site
https://wwwn.cdc.gov/ResearchGateway/ResearchProjects

Research Logic Model
http://www.cdc.gov/wtc/pdfs/research to care.pdf

Grantee Research Proceedings
http://www.cdc.gov/wtc/proceedings.html

New Research FOA:
https://grants.nin.gov/grants/guide/pa-files/PAR-16-098.htm|

WTC Health Program
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Monitoring tools, publicly available


Dissemination:
Medscape for Distance Learning (CME)

ACTIVITY (as compiled 8/2016) RELEASE LEARNERS MD TEST CREDITS
DATE LEARNERS TAKERS

After the 9/11 Terrorist Attacks: The World
Trade Center Health Program and Disaster
6/19/15 2,670 2,800 1390.25
Response
Health Risks Associated with 9/11 and the
WTC Disaster: Lessons Learned 6/24/15 1769.25

Advances in the Screening and Treatment
for WTC Responders and Survivors 8/28/15

Airway, Digestive, and Mental Health
Comorbidities in WTC Responders and 8/26/15 4,067  2017.00

Survivors
TOTALS 11,962 5852.50

Test takers Health Risks Associated with T—
by region S 8 9/11 and the WTC Disaster: %

LESSOHS Learned WTC Health Program




Translation Design — Making
Research More Social

fresearcH)

SUMMARIES

WTC Health Program
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