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ABSTRACT OF THE DISSERTATION

The Role of Legislation and Practitioner Percefgion

on the Availability of Patient Navigation Programs

by

Annalyn Balugay Valdez Dadia
Doctor of Public Health in Health Services
University of California, Los Angeles, 2014

Professor Ninez A. Ponce, Co-Chair

Professor Marjorie Kagawa-Singer, Co-Chair

Background: Immigrants with limited English capabilities anchited knowledge about
the U.S. health care system may experience chaleingaccessing and utilizing cancer care
services. Patient navigation programs (PNPs) aer@ny as a viable strategy to improve health
care at the financial, organizational, social aniucal level. The Patient Navigator Outreach
and Chronic Disease Prevention Act (NOA) has thtemg@l to increase the availability of PNPs
and to improve timeliness to treatment. Practitiqgperceptions of PNPs are missing from the
literature, and could provide evidence needed tegge support for the integration and

adoption of PNPs at the system level. This disBertas comprised of two studies that

ii



investigate the availability and quality of PNP4.ms Angeles (LA) and Orange County (OC)
facilities, and the perceptions of practitionerd aavigators serving Southeast Asians.

Methods: Study 1 involved facility-level data collecteddligh two surveys (Short
Telephone Questionnaire and Facility Survey) amgbturegistry data from the Los Angeles
Cancer Surveillance Program. Study 2 used secorm@ayof transcripts of interviews with
practitioners (n=14) and patient navigators (n=9).

Results: Study 1- Survey responses revealed that legislatas not associated with the
development and availability of PNPs in LA or OCilidies, but compliance with hospital
certification requirements did. The proportion atipnts who received surgery within 30 days
was higher at pre-NOA period at facilities with PSNRInexpectedly, post-NOA median time to
surgery after diagnosis increased regardless advh#ability of PNPs,

Study 2 - Practitioner perceptions of PNPs highedithe benefit of PNPs and the need
to inform cancer care clinicians and institutiobsat the value of navigation services to improve
patient-physician communication. Navigators westrimmental in helping patients understand
the disease and treatment process better, andeelnadients to be more engaged in dialogue
with their physicians.

Conclusion: PNPs have evolved into a mechanism for assistigmuresourced
communities. Legislation alone needs to be boldtesi¢h institutional program commitment and
requirements. Practitioner perceptions of PNPsesged in this study confirm the need to
inform cancer care clinicians and cancer caretutgins about the value of patient navigation

services.
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CHAPTER 1
Introduction to Dissertation

Patient navigation programs (PNPs) are emergiragvaable strategy to reduce health
care disparities and improve health care acce$edinancial, organizational, social and cultural
level. Enactment of the Patient Navigator Outreanth Chronic Disease Prevention Act (NOA)
of 2005 serves as legislative recognition for thedhto assist communities with the greatest
health care needs, such as lack of health insurimseed knowledge of the U.S. health care
system, or the inability to communicate with healdine providers. This dissertation is comprised
of two studies that investigate patient navigapoograms and breast cancer care. Specifically,
the research focuses on Los Angeles and Orangetffaaiities and practitioners serving
Southeast Asians, and aims to address the follothirgge questions about the influence of the
NOA: 1) did the federal act lead to improved auaillty of patient navigation programs for
Southeast Asian women with breast cancer, 2) éidgtieral policy improve time to treatment
and quality of care for Southeast Asian women Wwrdast cancer, and 3) did perceptions from
breast cancer health care practitioners conveyipesestimony for research advocacy networks
to influence the adoption and integration of PNRe health services for under-resourced
populations.

This chapter provides the background on PNPs agaksbrancer incidence among
Southeast Asians, and an overview of the clienqmzgation, the Asian American Network for
Cancer Awareness, Research, and Training (AANCART this Doctorate in Public Health
(DrPH) dissertation. This chapter then concludédh widescription of each study. Chapter 2
presents the conceptual framework used to guidedibsertation. Chapter 3 elaborates on the

study that examines the effect of the policy onatailability of patient navigation services and



its impact on the quality of breast cancer careixetl. Chapter 4 presents the study associated
with health care practitioners’ and patient nawgsitperceptions of PNPs. The final chapter

summarizes the dissertation findings and the recendations for the client organization.

1.1 — Definition of Patient Navigation
Social workers, nurse navigators, case manageaescoardinators, community health

workers, and lay health aides are just a few ofdbditles used to refer to individuals who assist
patients through the health care process. Accordinige current literature, these roles have
more commonly been referenced as patient navigétmstute for Alternative Futures, 2007;
Varner, 2010; Wells et al., 2011). Numerous attenmaive been made to define patient
navigation, but due to the diversity of ways in @hPNPs have been implemented, a succinct
and single definition is problematic. Although niarglard definition for patient navigation has
been agreed upon, initial attempts were conducyedtidU.S. Center for Medicaid and Medicare
Services (CMS) and the Canadian Breast Canceatingi (CBCI) to define patient navigation in
terms of services provided: 1) connecting individua screening, 2) following patients post-
screening, and 3) assisting patients through cafrgeatment (Braun et al., 2012; Dohan &
Schrag, 2005). As an initial attempt, the defimtlyy CMS and CBCI limited navigators to
screening services, which is one aspect in an afregsks and assistance that patient navigators
can offer.

“C-Change: Collaborating to Conquer Cancer” is @omal organization composed of
key leaders from the public, private, and not-fawfph sectors of the cancer community with a
mission to eliminate the cancer burden by colletyivdentifying resources and opportunities for
action to end cancer. Unlike CMS and CBCI, C-Chaattempted to define patient navigation in
more holistic terms rather than services withingaecer continuum (C-Change, 2012). The

growing interest in reducing cancer disparitiesygpted the Oncology Nursing Society, the
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Association of Oncology Social Work, and the NasibAssociation of Social Workers to come
together in an attempt to provide a more refindthdmn by adapting the C-Change description
of patient navigation d@$ndividualized assistance offered to patients, fanfies, and

caregivers to help overcome healthcare system baeris and facilitate timely access to

quality health and psychosocial care from prediagnsis through all phases of the cancer
experience” (C-Change, 2012; ONS, 2009; PN Promotion InitetWorkgroup, 2005).
Additionally, the National Cancer Institute’s (NQiatient-centric definition of a patient
navigator is'someone who understands the patient’s fears and pes, and who removes
barriers to effective care by coordinating servicesincreasing the cancer patient's chances
for survival and quality of life” (McDonald KM, 2007). This NCI definition is furthe
supported by the investigative research of Vargaiscalleagues, which examined the original
PNPs and described patient navigation as a systaincharges an individual, familiar with the
system of care, to move the patient through thieeshéalth care system (Vargas, Ryan, Jackson,

Rodriguez, & Freeman, 2008).

1.1.1 Background of Patient Navigation
Early studies on the use of patient navigators antarglish proficient Caucasian and

African American women were found to improve acdessare, such as increase in screening,
timely diagnosis of breast abnormalities, and agies to follow-up diagnostic procedures and
treatment (Battaglia, Roloff, Posner, & Freund, Z0Bouad, Wynn, Martin, & Partridge, 2010;
Freeman, 2006; Giese-Dauvis et al., 2006; PsooyeBeh Borgaonkar, & Caines, 2004).
Research indicates that patient navigators famgléacess to care and assist cancer patients on
multiple levels, ranging from 1) addressing instemtal needs, such as providing information,
reducing financial stressors and stewarding théiggijon for and optimal use of health

insurance; 2) providing functional support, suclassistance with appointments and
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transportation; and to 3) offering emotional suppdren needed, such as helping patients cope
with feelings of depression and isolation (Caredlal., 2010; Carroll, Winters, Purnell, Devine,
& Fiscella, 2011; Davis, Darby, Likes, & Bell, 2009atale-Pereira, Enard, Nevarez, & Jones,
2011). Patient navigation has also been identdied tool to deliver better quality and efficient
care through timely diagnosis, initiation of treatmy and adherence to treatment modalities
(Battaglia et al., 2007; Ell, Vourlekis, Lee, & Xi2007; Ell et al., 2009; Ferrante, Chen, & Kim,
2008; Freund et al., 2008; Koh, Nelson, & Cook, R(sooy et al., 2004).

To evaluate the benefit of patient navigation,&Elal. attempted to conduct a randomized
clinical trial through a pre-post study design gsiolunteers to test the effectiveness of patient
navigation after an abnormal mammogram among naiifinspeaking Latinas. Their findings
indicate that use of a PNP, coupled with structw@ehseling, resulted in improved follow-up
adherence rates and timely diagnostic resolutiompawed to usual care and non-participation in
the study (Ell et al., 2007). A randomized contr@l (RCT) design by Ferrante and colleagues
examined the effectiveness of a patient navigatanproving the quality of care after an
abnormal mammogram. Among African-American and Hisp patients the study showed that
the use of navigation services decreased anxiegydeincreased patient satisfaction, and
decreased time to diagnostic resolution (Ferranéd ,2008). Only a handful of studies (six total
found) has investigated the utility of PNPs amorsipA Americans (AAs), two of which
focused on breast and cervical cancer screeningviels (Korean American women in Los
Angeles, CA and Chinese American women in New YbrK) (Maxwell, Jo, Crespi, Sudan, &
Bastani, 2010; Wang, Fang, Tan, Liu, & Ma, 201Q}ied focused on the awareness of
colorectal cancer risk factors (Korean Americanrchunembers, location undisclosed) (Ma,

Shive, et al., 2009), and a few specifically loolkedhe roles and perspectives of navigators



serving AAs (multi-ethnic groups, nationwide; Cardlam and Laotian communities in Southern
California; Cambodian, Laotian, Thai and Vietham&senen in Southern California) (Braun et
al., 2012; T. Nguyen, Tanjasiri, Kagawa-Singer,n[& Foo, 2008; T. N. Nguyen, Tran,
Kagawa-Singer, & Foo, 2011).

Despite the fact that the majority of studies adliid a multitude of benefits, navigators
are not readily available to newly diagnosed capegients and PNPs have not been
institutionalized. Factors contributing to the ladoption of PNPs include the absence of data in
the literature supporting the influence of PNP<sancer-related morbidity and survival, the
dearth of research on the economic effect of patiamigation services in relation to
sustainability, and the need for data on orgaroratiimpacts of PNPs (i.e. decline in “no
shows”, more effective use of clinical/administvatstaff time, and feasibility of replicating the
program) (Paskett, Harrop, & Wells, 2011; Ramsesl.e009; Whitley et al., 2011). Other
reasons for the lack of serious consideration dP®hhay be attributed to methodological issues
associated with small sample sizes, shortage diestihat used controlled trials to evaluate the
effectiveness of PNPs in improving health outcornfeess of rigorous research that investigated
the efficacy and cost-effectiveness of patient gaiars in improving cancer care, and the overall
absence of health care system funding to provitierganavigation services (Ferrante et al.,
2008; Hopkins & Mumber, 2009; Lee et al., 2011;keaet al., 2010; Paskett et al., 2011; Wells

et al., 2008; Whitley et al., 2011).

1.1.2 Importance of Patient Navigation Programs
A systematic review of published research on NQ@ided PNPs was conducted by

Robinson-White (2010) to investigate the efficany aost-effectiveness of PNPs on patient
outcomes (i.e. screening, diagnosis, treatmentchmdal trial participation). Pubmed and Ovid

databases were used to identify scientific litelatetween January 1990 to April 2009,
5



resulting in a total of 12 data-based articles tmastigated patient navigator efficacy in breast
cancer (Robinson-White, Conroy, Slavish, & Rosengw2010). Findings indicate that PNPs
improved adherence to breast cancer care, butiwere commonly applied to assisting patients
with access to screening and early diagnosis tdharance to treatment (Robinson-White et al.,
2010).

Wells, et al. conducted a review of the literatonecancer patient navigation and found
some evidence of efficacy for patient navigatiomtease participation in cancer screening and
diagnostic follow-up after abnormal screening, less evidence in the efficacy of patient
navigation to reduce late-stage cancer diagnogiglawys in the initiation of cancer treatment
(i.e. primarily low-income, non-English speakingtibas) (Wells et al., 2008). A follow-up to
this literature review was conducted by Paskettyétaand Wells, which involved articles
published between November 2007 through July 2888Kett et al., 2011). Findings suggest
evidence is building to demonstrate that PNPs lcané&ributed to the increase in cancer
screening rates, but the literature still lacksssaitive proof to support patient navigation in the
areas of diagnostic follow-up, treatment adherermkcancer survivorship (Paskett et al., 2011).
Although a systematic literature review of studpeblished after July 2010 has not yet been
conducted, a brief overview of the current researdicates that use of PNPs among ethnic
communities continue to positively assist patiemtsbtaining diagnostic follow-up care, and
investigations associated with proactive approathesare, such as the combined use of patient
navigators and “communication coaching” of patidataily members, have contributed to
improvements in cancer treatment (primary outcomesided timeliness of care, patient

satisfaction, and quality of life) (Carroll et &2010; Guadagnolo, Dohan, & Raich, 2011;



Hendren et al., 2010). Nevertheless, there issphucity of research on AA women’s use of

patient navigation in access and utilization ofitheeare services.

1.1.3 Importance of Patient Navigation for Asian Aericans
Immigrants, especially those with limited Englisinduage capabilities and limited

knowledge about the U.S. health care system, hfieutty navigating the U.S. health care
network, and often will not know how to identifyethesources and services to obtain and access
appropriate cancer care. According to the U.S. bepnt of Health and Human Services,
individuals with limited English proficiency (LERYe defined as “persons who are unable to
communicate effectively in English because theimpry language is not English and they have
not developed fluency in the English language”hstinat these individuals have difficulty
speaking or reading English. A September 2013 tdpothe Asian and Pacific Islander
American Health Forum (APIAHF) reveals that amorigsAn California, 17.74% of U.S.-born
Asians and 55.74% of foreign-born indicate spealEnglish “not well” or “not at all” (Asian

and Pacific Islander American Health Forum, 20R8)ditionally, an estimated 23.1% in Los
Angeles county and 10.1% in Orange county indicapeghking English less than “very well”
(U.S. Census Bureau, 2012a) and nationally, ovés 86AAs are deemed to be linguistically
isolated (Ye, Mack, Fry-Johnson, & Parker, 2011jthid the Los Angeles-Long Beach-Santa
Ana, California metropolitan area, 21.3% of indivads 5 years and older spoke an Asian/Pacific
Islander language, other than English, at home{R3@13).

Patient navigation serves as an important seraicAAs since additional time and effort
may be needed to navigate care for them, whichmoapnly be attributed to language capacity
but lack of education and knowledge about the xgdtealth care system as well (Han, Lee,
Kim, & Kim, 2009; Wells et al., 2011). Additionallypeing a female from any ethnic community

(particularly, Hispanic women) resulted in morertsas and increased need for navigation
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services, such that non-English speaking, low-ireonmnority women are more likely to delay
or miss diagnostic and treatment follow-up examsctvis often associated with the breakdown
in patient-provider communication (Carroll et 2011; Ell et al., 2007).

A few studies have been conducted to demonstrateftactiveness of patient navigation
in improving timeliness to care at different stagéthe cancer continuum, among different
ethnic groups (Ferrante et al., 2008; Gabram g2@08; Guadagnolo, Boylan, et al., 2011;
Petereit DG, 2008; Wells et al., 2011). One offdve studies to implement a randomized control
intervention to investigate adherence to diagndstiow-up exams among a low-income, AA
ethnic community found peer navigation to be susftg$n increasing knowledge and self-
efficacy to complete diagnostic exams. (Maxweklet2010). Research that attempted to
measure the impact of PNPs suggested that cuituadltbred types of programs were too
expensive and additional research was requireddess its cost-effectiveness (Ferrante et al.,
2008; Freund et al., 2008; Schwaderer & Itano, 200ther studies also indicated that PNPs
were difficult to replicate due to the absenceaisistent parameters, such that many programs
were tailored to meet the needs of the target contynuwhich further contributes to the
inability to establish best practices and assegsome measures (Campbell, Craig, Eggert, &
Bailey-Dorton, 2010; Robinson-White et al., 201@rker, 2010). Although research on the
effectiveness of patient navigation among AAsnstied, investigations of PNPs point out the
need for targeted systemic interventions at thammgtional level to identify populations at risk
and ethnic communities with the greatest cancex deparities (Carroll et al., 2011; Shockney,

2010; Zapka, Taplin, Price, Cranos, & Yabroff, 2D10

1.1.4 Patient Navigator Outreach and Chronic Disese Prevention Act
Led by Dr. Harold Freeman, the 2001 President’'sc€aRanel Report on the current

state of the health care system “Voices of a Brdkgstem”, with a focus on cancer care,
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highlighted the fact that although cancer reseheshbeen very productive, health disparities in
access and utilization continues to exist, anddteeonnect lies in the current system (Freeman,
2001). The existing U.S. health care system prevaigvices from the point of diagnosis
forward, yet the intricate network to access trsEsgices makes it difficult to get from one end
of the system to the other, especially when arviddal is unfamiliar with such a complex
matrix and communication is not clear or consistativeen practitioners or health care service
departments.

In 2005, the Patient Navigator Outreach and ClerDimsease Prevention Act of 2005 -
Public Law 109-18 (NOA) was signed as an amenditeetiite Public Health Service Act of
1944 (U.S. Government Printing Office, 2005). THeAgranted the Secretary of Health and
Human Services the authority to award $25 milliover five years, to “make grants eligible to
entities for the development and operation of destration programs to provide navigator
services to improve health care outcomes” (U.S.eBawent Printing Office, 2005). The
primary purpose of the act was “to determine ifgr@tnavigators help reduce barriers to access
to care and improve health care outcomes in undeggatient populations” (U.S. Government
Printing Office, 2005; Urrea, 2009).

According to the Health Resources and Services Atnation (HRSA) Fiscal Year
2012 report, funds from the NOA were not appropdaintil 2008, and the allocation was less
than $3 million, followed by appropriations of $4llfon in 2009, approximately $5 million in
2010 and another $5 million was budgeted for 2@dp(. of Health and Human Services,
2012). The six grantees from Fiscal Year (FY) 2608ducted two-year projects, which resulted
in 37 trained navigators and 6,500 navigated ptsjevhile FY 2009 included two grantees that

were funded for one-year projects, FY 2010 gendrafegrantees with three-year projects, and



FY 2011 budgeted for 10 grantees with an averagedof $400,000 (Dept. of Health and
Human Services, 2011, 2012). Of the 10 awards 260, four of the grantees were from
California and are located in the city of Bakeisfj&/ista, San Diego, and Palo Alto (Health
Resources and Services Administration, 2012). Byetid of FY 2011 a total of 1,359 patients
with chronic illnesses were navigated by FY 20ldngges, and no additional awards were
generated for FY 2012 or FY 2013 (Dept. of Heattd Bluman Services, 2013). The NOA was
authorized as a demonstration program and infoonatbout the sustainability of the PNPs
generated by the grantees is not available, howaveeport to Congress will be submitted at the
conclusion of the program (Dept. of Health and HorBarvices, 2013). Within the parameters
of the Patient Protection and Affordable Care AT A), the NOA was reauthorized through
2015, allowing institutions to apply for grants tbe development and establishment of PNPs

(George Washington Cancer Institute, 2013).

1.1.5 Asian American Breast Cancer Incidence
Breast cancer is the leading cause of death fomw&fen, compared to heart disease for

non-Hispanic White women (Centers for Disease Rrgwe and Control, 2013). In contrast to
their higher mortality rates, the age-adjusted $ireancer incidence rate for Asians and Pacific
Islanders (93.7 per 100,000 women) was lower thahfor non-Hispanic white women (127.3
per 100,000) among those diagnosed between 20GB{&@dviader N, 2011). Thus there
appear to be disparities in breast cancer surbwaleen AA’s and NHW'’s despite the lower
incidence among AA’s.

Breast cancer data comparing Asians to other rgomaips suggest that Asians have
better health outcomes for some measures. Thefaggregated data, including all of the
subgroups that make up APIs in one category, isjamfactor perpetuating the myth that AA’s

are healthy and are untouched by the cancer bikMe8. Chen, Jr. & Hawks, 1995). Cancer
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disparities exist for AA subgroups at every levielhee cancer continuum, from low screening
rates, differences in treatment patterns, limiteckeas to health care, to more aggressive tumor
characteristics. Disaggregated data presents ex Ipgtture of the issues AA subgroups
encounter when trying to access timely cancer @igby & Holmes, 2005; J. Y. Chen,
Diamant, Kagawa-Singer, Pourat, & Wold, 2004; Gomteal., 2013; Kagawa-Singer & Pourat,
2000; Kagawa-Singer et al., 2007; Smigal et al0&®rinivasan & Guillermo, 2000).

Additionally, among the larger subgroups of Asiammigrant women (e.g. Chinese,
Japanese, Filipinos, Koreans and Viethnamese)glivirihe U.S. for at least one decade is
associated with an increased risk (80%) of devalppreast cancer compared to recent
immigrants (Deapen, Liu, Perkins, Bernstein, & R@&02; Kwong, Chen, Snipes, Bal, &
Wright, 2005; Ziegler et al., 1993). The challenggperienced by immigrant AAs contribute to
the overall increase in cancer health disparitheeray this population. For instance, immigration
status and country of birth has been found to megjgitaffect health care access and screening
behaviors among AAs (Pourat, Kagawa-Singer, Br&eBripipatana, 2010; Ye et al., 2011).

In 2004, the Centers for Disease Control and Ptexe(CDC) published findings from a
study comparing 1) survey results administerech ©@ambodian and three Vietnamese
communities from the Racial and Ethnic ApproacleSdmmunity Health (REACH) 2010
project conducted during 2001-2002 and 2) a suceeylucted with Asians (in aggregate) and
the general U.S. population from the 2002 BehaViRrsk Factor Surveillance System
(BRFSS). The health status results from this amaindicated that Cambodians and Vietnamese
had substantially different health-risk profileamhboth the aggregate Asian population and the
general U.S. population (Koch-Weser, 2004). Momrcdjrally, Cambodians and Vietnamese

were found to be at least three times as likelgpmrt not visiting a doctor because of cost
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compared to all Asians and U.S. residents, and @drab and Viethamese women had lower
rates of Pap tests (64.2% and 65.5%, respectittedy) women in the aggregate Asian and
general U.S. populations (74.5% and 85.8%, respyji(Centers for Disease Prevention and
Control, 2004; Koch-Weser, 2004).

A recent report from the Los Angeles Cancer Sulavetle Program emphasizes the fact
that breast cancer remains the most common cant@ig@women, especially those residing in
the Los Angeles (LA) county region (Cockburn, Lieapen, & (eds), 2009). Among Southeast
Asians (SEAS), the breast cancer distribution (cameg to all cancer sites combined) for
Vietnamese women was 25.3% and slightly highetiferaggregated Thai, Hmong, Cambodia,
and Laotian (THCL) women at 31.1% (Cockburn et2009). Although trends in the age-
adjusted incidence rates among female breast canttex LA area shows a decline among non-
Hispanic whites (NHWS) (approximately 165 per 100,between 1996-2000 to approximately
150 per 100,000 between 2001-2006), the same caers#id for most Asian subgroups, such
that incidence rates continue to increase amongLTda@Gproximately 70 per 100,000 between
1996-2000 to approximately 93 per 100,000 betwé¥ri2006) and decline among Vietnamese
(approximately 95 per 100,000 between 1996-20Gppyoximately 80 per 100,000 between
2001-2006) (Cockburn et al., 2009). More specifigahe changes in age-adjusted incidence
rate between 2001-2006 shows an increase for TH@hen that is more than half the rate of
NHWSs and almost half the rate for Viethamese wonerecent study on the age-adjusted
incidence rates (1990-2008) among AA populatiori®nwide further supports the fact that
breast cancer has grown to become the top cartedosiCambodian (ranked®vith a rate of
19.6 in 1990-1994 to ranked' vith a rate of 43.4 in 2004-2008), Laotian (ranM@dNith a rate

of 22.5 in 1990-1994 to ranK'With a rate of 41.3 in 2004-2008) and Vietnameaaked '
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between 1990-2008 with a rate of 52.3 in 1990-1®% rate of 63.0 in 2004-2008) women

(Gomez et al., 2013).

1.1.6 Demographic Information on Southeast Asians
The 2012 report from the Pew Research Center itefichat for the first time in history,

Asian immigrants (approximately 36% or 430,000 psissed the number of Hispanic
immigrants (approximately 31% or 370,000) arrivinghe U.S. in 2010 (Pew Research Center,
2012). According to data from the 2010 Census Buyrthee population of Asians (alone or in
combination) increased more than four times fagt@¥o versus 43% for Hispanics) than any
other group between 2000 (11.9 million) and 20103 Inillion), which equates to 5.6% of the
U.S. population for a total of 17.3 million out8®8.7 million (Hoeffel EM, 2012). More
specifically, the population of Asians increased696 (11.9 million in 2000 to 17.3 million |
2010) compared to 43% for Hispanics (35.3 millior2D00 to 50.5 million in 2010) (Ennis SR,
2011; Hoeffel EM, 2012). Of the 23 Asian subgroigesntified by the U.S. census, six were
listed as the major Asian population groups inrthgon and include: Asian Indian (19.9%),
Chinese (24.1%), Filipino (18.1%), Japanese (5. Ko)ean (10.0%) and Vietnamese (11.1%)
(Hoeffel EM, 2012). Although the Pew report highlig the successes of AA in areas such as
education, group relations and attitudes, the médron provided is not representative of the
challenges (e.g. 42.3% of NHWSs and 57.0% of AAdraaguage assistance) and health
disparities (e.g. 67.3% of NHWs and 54.0% of AAseiged a mammogram within the past 2
years) often encountered by smaller AA subgrouEdgle-Pereira et al., 2011). The report does,
however, allude to the fact that the increasinggAsmmigrant population, and the heterogeneity
of subgroups, warrants the need for substantidttheare services and resources to address their
potential health care issues. Reviews of the liteeashow that Asian immigrants report poorer

health care access (Ye et al., 2011).
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Southeast Asia can be defined as the area so@hio& and east of India, and include
population groups from the countries of Burma, Tdrad, Laos, Cambodia, Vietham, Malaysia,
Brunei, Indonesia, Singapore and the Philippindsa(@ler et al., 1987). Statistics from the
2010 U.S. Census Data show Filipinos and Vietnarteebe the two largest immigrant groups
from Southeast Asia, followed by Hmong, Cambodidastians, Thais, Burmese, Indonesians,
and Malaysians in descending order (see Table(Hdgffel EM, 2012).

Table 1.1 - Population of Southeast Asian Subgroups the U.S.

Southeast Asian Number in U.S Rank by

(SEA) Subgroups "~ | population size
Filipinos 2,555,923 1
Vietnamese 1,548,449 2
Hmong 247,595 3
Cambodians 231,616 4
Laotians 191,200 5
Thais 166,620 6
Burmese 91,085 7
Indonesians 63,3883 8
Malaysians 16,138 9
Singaporean 3,418 10

Source: U.S. Census Bureau, 2010 Census specidhtain.

Although Filipinos and Hmong rank among the topéh8EA groups in the U.S. by
population size, they are not included in this elitgtion study. The long-standing immigration
history and political relationships between the .lagd the Philippines since the turn of th& 20
century and the higher education and income leMefslipino immigrants has provided this
community with greater knowledge and awareneskefésources in their new country of
residence compared to other SEA immigrant groupsd@va, 1983; Frisbie, Cho, & Hummer,
2001). The number of Hmong living in Los Angeleg\Jland Orange County (OC) is less than
3,000 in contrast to the 6,000+ for the other SBAmunities identified for this study (U.S.
Census Bureau, 2012d). Therefore, the sample Elzeast cancer patients for this group is

likely to be too small for meaningful analysis.
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A close examination of the 4 target SEA subgro@anibodians, Laotians, Thais, and
Vietnamese) reveals that there were 231,616 Carabsgdover 191,200 Laotians, 166,620 Thais
and 1,548,449 Vietnamese living in the United $State2010 (Hoeffel EM, 2012). Of these four

SEA groups, over a third of each community growgides within California alone and nearly

half are located in the LA and OC regions (see @4li).

Table 1.2 - Population of Southeast Asian (SEA) Sgboups by Location

Percent of | Number Percent of
Sout_heast . Number in u.sS. in Los _Number Total CA
Asian Number in e in Orange | Number
California | subgroup | Angeles . Subgroup
(SEA) U.S. (CA) population | County County n population
Subgroup in CA (LA) (OC) | LA&OC | ;1A 's oC
Cambodian 231,616 88,141 38% 32,201 6,181 38,382 44%
Laotian 191,200 63,678 33% 3,555 2,991 6,546 10%
Thai 166,620 50,926 31% 23,803 4,026 27,829 55%
Viethamese 1,548,449 567,833 37% 90,431 170,256 260,687 46%

Source: U.S. Census Bureau, 2006-2010 American GQoritynSurvey, (2010 Census, SF4, Table B01003)

1.1.7 Health Care Utilization by SEA Subgroups
Health related data for these SEA groups are linaead breast cancer statistics on

Cambodian, Laotian, Thai and Viethamese womenaes and difficult to find. The lack of
published studies on these communities may ofteattnbuted to small population sizes.
Information for SEA women is frequently inferrediin aggregated Asian American and Pacific
Islander data, but such data is often insufficierdepicting the unique health care access

limitations encountered by this sub-population.

1.1.7.a - Cambodian
In 2006 the Asian Pacific Islander American He&ltnum (APIAHF) published a series

of health briefs that summarized the health andiiheare access issues among a number of AA
populations (Asian and Pacific Islander AmericaralteForum, 2006). APIAHF’s research on
the Cambodian community in the U.S. showcased ¢hsodraphic effects that Pol Pot’s rule and
the Khmer Rouge regime had on this immigrant greugh that Cambodians were found to

have the lowest socio-economic indicators among fafproximately 54% live below the 200%
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poverty line), have lower educational attainmergels (9% hold a bachelor’s degree and 53%
have less than a high school education), and veseelikely to have or afford health insurance
(27% uninsured, 20% Medicaid, 49% employer-based 486 private) as a result of citizenship
status (15% of Cambodian citizens and 42%-51% ofilé¢alian non-citizens do not have health
coverage) (Asian and Pacific Islander American Hhelabrum, 2006). With regards to health,
APIAHF's research indicated that Cambodians infGalia were four times more likely to have
a stroke than the general white population, anddyson Cambodian refugees in Long Beach,
California were found to have elevated rates ot{h@simatic stress disorder (62%) and
depression (51%) (Asian and Pacific Islander Anaarielealth Forum, 2006).

Looking at differences in utilization and accessdacer care services, earlier studies on
Cambodian communities found that cancer screemitgsg were below the national average, such
that only a third (36%) of women age 40 and olded bver received a mammogram and less
than a quarter (24%) had ever received a Papanic@Rap) test (Taylor et al., 1999; Tu et al.,
2000). The more recent research on cervical mbortates among Cambodians indicate that
Cambodian women have a 95% higher risk of dyinghfoervical cancer when compared to
non-Hispanic white (NHW) women, which may be atitdal to insufficient Pap tests (Kem &
Chu, 2007). On a slightly more positive note, stady that compared Cambodians to Somali
and Vietnamese immigrants, cancer screening rates@ Cambodians were found to be higher,
which may be associated with their duration ofdesce in the United States (Samuel, Pringle,
James, Fielding, & Fairfield, 2009). A health assesnt of the Cambodian community in
Seattle, Washington found that Cambodians werenififa with the Western concepts of
cancer and held different perceptions of healthdisdase, which may present dilemmas for

health educators when trying to convey health edlaiformation, such as preventive screenings
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(Seng et al., 2005). A multi-ethnic study on langgiaroficiency and health care comprehension
found Cambodians to have the highest rate (10.6%mded English proficiency (LEP) in
comparison to other AA groups, and they were thstrikely (95%) to report problems
understanding medical situations (Wilson, Chenndrach, Wang, & Fernandez, 2005). These
findings may also suggest the disparities thattéxithe data, especially when exploring the

health of Cambodians.

1.1.7.b - Laotian
An investigation on the health statistics of Laoti@howcases the paucity of data on this

population. Available information on Laotians isesf combined with other immigrant or
refugee communities and only provides a glimpstefnequalities affecting this vulnerable
group. A study by Chen in 2005 found that among §HAotians were one of three
communities with the lowest rates of adults, age26lder, to hold a bachelor’'s degree (6.3%)
when compared to the U.S. mean (15.6%) and theg e of nine AA groups to have the
lowest numbers of individuals with any formal schwg compared to the U.S. population
(12.4%) (M. S. Chen, Jr., 2005b).

The earliest attempt at determining the levelasfaer knowledge and screening among
Laotians was conducted by Bailey and colleagud®96. The study by Bailey found that
Laotian and Cambodian women had the lowest levidiseast cancer screening knowledge
compared to Hispanics, and that uncommon mecharaécencer education and services (i.e.
individualized breast self exam lessons and horth@deup on breast self exam teachings) were
more effective at overcoming screening barriers tigual means (i.e. physician referral and
print media) (Bailey, Bennett, Hicks, Kemp, & Warrd 996). A more recent investigation on
the cancer incidence (rates calculated as the geeranual per 100,000 age-adjusted to the 2000

U.S. standard population) and mortality rates anspegific AA populations in the U.S. indicate
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that breast cancer incidence rates (36.9%) amoatidrawomen ranked second behind lung
cancer (44.4%), but little else is known about m@ldst rates for this population due to small
sample sizes (Miller, Chu, Hankey, & Ries, 2008)u§ far, the research conducted by Yang and
Mills is the only one that focused specifically thie Laotian community, which found that
Laotian men and women (residing in California) katistically significant elevated risks for
non-Western types of cancers, such as nasophatystgmaach, and liver cancers (Yang &

Mills, 2009).

1.1.7.c - Thai
Similar to Laotians, information on the healthtistacs of Thai women in the U.S. is

limited. Many of the publications focused on Thaere conducted in Thailand and little is
known about the Thai community in the United Staldse background information that is
available about this population show rates of etlocal attainment for Thais, age 25 years and
older, were lower (18.8% have a high school diplpthan the U.S. general population (29.0%)
and the proportion of Thais with no health insusocverage was higher (22.8%) than the U.S.
national average (15.5%) (U.S. Census Bureau, 2@22c).

The majority of cancer data on Thai women indi¢ch#t cervical cancer was the most
common cancer among women in Thailand, followedt®ast cancer (Aphinives, Punchai,
Vajirodom, & Bhudhisawasdi, 2010; Jordan et alQ2Kritpetcharat et al., 2003; Thongsuksai,
Chongsuvivatwong, & Sriplung, 2000; Wiwanitkit, Z)0In the U.S., research on cervical
cancer screening rates among Thai women in Nort@elifiornia found 74% of Thai women had
received a Pap test and 61% were screened withilash three years, which may have been
attributed to physician referrals (Tsui & Tanjasi#008). Although these rates may be significant
for this immigrant community, the rates were diglow the national average of 92% for Pap

tests and 82% for cervical cancer screenings witienast three years (Tsui & Tanjasiri, 2008).
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1.1.7.d - Viethamese
According to the research conducted by APIAHF i@Ghe Vietnamese community

had the highest LEP rate (61%) than any other Adugy which suggests that this group requires
more assistance when accessing health care seduieds the fact that language proficiency has
been known to greatly impact health access (AsmhRacific Islander American Health Forum
(APIAHF), 2006). Although the median household imeofor Viethamese was greater than the
national average (approximately $44,800 versusd®), Viethamese households are larger
than the general population (3.7 persons versupét$ons, respectively) and families tend to
reside in areas with higher costs of living, whikh APIAHF report indicated may contribute to
higher levels of poverty and disease (Asian andfiedslander American Health Forum
(APIAHF), 2006). In 2006, research conducted orcatanal attainment found the proportion

of Viethamese with less than a high school diplovaa twice as much as Asians as a whole
(38% versus 19%), and subsequent research shovmaghahimprovements in the two years
following this initial investigation (27% versusl®%) (Asian and Pacific Islander American
Health Forum (APIAHF), 2006; Barnes, Adams, & Pdvi&iiner, 2008). With regards to health
insurance coverage, Viethamese may fare betteratem SEA groups, with 17.9% uninsured,
but they were three times more likely, than Asianthe general U.S. population, to report not
visiting a physician due to cost issues (Asian Radific Islander American Health Forum
(APIAHF), 2006).

Cancer research on Vietnamese women is much mpensixve in comparison to the
previous three groups, and this difference mayttrbated to their larger population size and
researcher interests. A 2004 study by Burke alidamues suggested that cervical cancer
incidence rates were highest among Vietnamese Aarerwomen than any other racial/ethnic

group, which subsequent studies attributed to Imeezening rates (Burke et al., 2004; Kagawa-
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Singer et al., 2007; Taylor et al., 2004). Breastcer also remains as one of the top five cancer
sites among Vietnamese women (Asian and Pacignd&r American Health Forum (APIAHF),
2006). Factors associated with higher breast andice¢ cancer incidence rates and lower
screening rates were the result of lack of acaessgular sources of care, limited education and
knowledge about screenings, and barriers relatedltoral sensitivity and comfort level (Gor,
Chilton, Camingue, & Hajek, 2011; Ma, Toubbeh,let2009; McPhee et al., 1997; Pourat et al.,
2010; Taylor, Nguyen, Jackson, & McPhee, 2008; Y@ ,Vong, Lagman, & Lam, 2011).

These findings suggest that breast cancer dat#l iasking on the four SEA groups of
interest and the paucity of available informationits the ability of researchers and community
advocates to promote or replicate evidence-bassgtaoms to improve the health and well-being
of this underserved population. The background dgaphic information (e.g. educational
attainment, poverty rates, and refugee backgrofi@doat of 4 groups) on SEAs emphasized the
variety of barriers and challenges encounteredisydopulation. More specifically, the limited
data on SEAs highlights the lack of ability withihre U.S. health care system to address the
health care access and utilization issues facdgdibymmigrant population, not to mention their
inability to properly access health care servicea eesult of limited cancer related resources
appropriate for these groups. The differences aitheisk profiles among each ethnic group,
when compared to the larger Asian and U.S. pojulatnay have also exacerbated the
disproportionate burden of cancer among these SB#pg such that these groups may
encounter more barriers in accessing care due Bodrte cultural barriers. Thereby making a

compelling argument for further investigation.

1.2 — Organizational Overview of AANCART
The degree objective for this dissertation stuyplves the identification of a problem of

interest for an organization and the environmenthiich the organization interacts. The Asian
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American Network for Cancer Awareness, Researdh,Taaining (AANCART) is a grant-
funded program expressly focused on reducing cdreath disparities among AAs and serves
as an entity for this dissertation study to infdhms group on how a major AA program can
contribute to and improve the availability of cancare resources and services for AAs in the

United States.

1.2.1 Importance of PNPs Within the Organization
According to the Agency for Healthcare Research@udlity (AHRQ), a “patient-

centered model” involves the active participatibpatients in managing their own care, while
health care professionals counsel and provide adwicthe services needed to maintain the
individual's health (Agency for Healthcare Reseaanod Quality, 2002). As the movement for
patient-centered care increases, AANCART is inyapasition to further this effort for AAs
through its mission to reduce cancer health disparamong AAs within its diverse set of multi-
level projects. Although the NOA was awarded thiotlge Community Health Centers of the
Health Resources and Services Administration (HR3ANCART has the capacity to identify
and work with AA communities that would most behé&fbm the establishment of PNPs, as well
as organizations armed with the natural proclitatyring key issues affecting marginalized
communities to the forefront, especially in regaxthe distribution of resources and services
for AAs. At the policy level, AANCART has the caphtly to affect policy change by generating
evidence-based data as a national center to reduoer health disparities.

Results from this dissertation study will inform AEART’s outreach core of the
specific stage(s) in the cancer continuum wheredPddiald provide the greatest contribution to
improving access and quality of care for AA woméathvlreast cancer. More specifically,
assuming PNPs are found to be of value, studyrgglmay assist with the development of a

policy initiative to enable providers and stakeleotdto address the gaps in services where
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guidance from patient navigators, trained to woith A women screened through community-
based programs and newly diagnosed AA women, woeilchost advantageous. This would be
especially beneficial for those in health carelfaes that serve the AA community but do not

have culturally sensitive and skilled advocates.

1.2.2 History
AANCART was established in 2000, under the diractd Dr. Moon Chen, Jr. at the

University of California, Davis, to reduce AA camdealth disparities. AANCART'’s first cycle
of funding (2000-2005) was focused on buildingasfructure, establishing partnerships, and
formulating grant-funded research. In the secoratiecyf funding (2006-2010), AANCART
continued to build its infrastructure by supportoammunity based participatory research
(CBPR), education and training, fostering CBPRnirag, and further establishing the network as
a credible and sustainable Community Networks RmogiCNP) (M. S. J. Chen, Tong, & Dang,
2011). Under NCI's Center to Reduce Cancer Heaisp&ities-CNP, AANCART received its
most recent award in 2011, a 5-year, $5.6 millimmgto serve as the National Center for
Reducing Asian American Cancer Health Disparitkesign American Network for Cancer
Awareness Research and Training, 2011).

Additionally, AANCART continuously expands its réaand creates mechanisms to
reduce the burden of cancer among AAs by develgpiaograms and resources, such as the
Asian and Pacific Islander Cancer Education Mae(i@PICEM) web tool. A collaborative
effort between AANCART and the American Cancer 8GiIAPICEM was launched in 2006 to
provide health care practitioners with a portal argkarchable online database for cancer
education materials, in a variety of Asian langsder their Asian and Pacific Islander patients
(National Cancer Institute, 2006). The intent oflG@BEM was not only to serve as a resource for

providers, but to offer a mechanism for tackling thnguage and cultural challenges
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experienced by non-AA health care providers toatiffely educate and communicate with

vulnerable AA communities.

1.2.3 Mission
As a network comprised of five sites and four camenters, AANCART’s mission is

“to reduce cancer health disparities by conductinganmmunity-based participatory

education, training, and research by, for, and withAsian Americans.” It is charged with

three primary goals: 1) Sustain a network amonglifierent regions in order to catalyze cancer
education for AAs, 2) Establish research traininggpams to address AA cancer health
disparities, and 3) Process and impact data tordentithe extent to which cancer health
disparities are reduced among the six targeted Wups (Asian American Network for

Cancer Awareness Research and Training, 2011; Khé&n, Jr., 2005a).

1.2.4 Structure
As a multi-site network in which the combined pagiidn is approximately one-third of

all AAs in the U.S., AANCART has focused, for th@12-2015 period, specifically on assessing
and reducing cancer risks among Americans of Chirféipino, Hmong, Korean, and
Vietnamese ancestry, within four regions of thetethiStates: Sacramento, California (Hmong
community); San Francisco, California (Viethameseé @hinese communities); Los Angeles,
California (Korean community); Honolulu, Hawaii [iBino community) (Asian American
Network for Cancer Awareness Research and Trai2dgl).

The AANCART Center, as a U54 grant mechanism, ivasconstituent groups: 1)
Steering Committee, which serves as the executidy by establishing the organization’s
priorities, 2) Community Advisory Group, which casts of prominent lay, clinical, and
academic leaders who offer the Steering Commiteemmendations, 3) Consortium Members,

which involves organizations throughout the U.S sWW@oast, 4) External Advisory Board,
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which functions to evaluate AANCART progress towsangeeting its specific aims,
strengthening its planned efforts, and providingpremendations for future plans, and 5) Core
teams, which are further divided into AdministratiOutreach, Research and Training cores,
each charged with different foci (Asian Americanihark for Cancer Awareness Research and

Training (AANCART), 2011).

1.3 — Dissertation Aims & Hypotheses
This dissertation addresses the following questitow does enactment of policy

influence the availability of patient navigatiorograms and improve access to cancer care
services? The dissertation is comprised of twardisstudies that explore the needs of SEA
women with breast cancer. The approach includeduaptitative study, to assess the magnitude
and frequency of available patient navigation paogs in the Los Angeles and Orange County
areas, and 2) qualitative study, to explore thegg&ions of practitioners exposed to patient
navigators. This study involved the use of multigggasets. For the quantitative study, facility
level data collected through two surveys (Shorepbbne Questionnaire and Facility Survey)
and tumor registry data from the Los Angeles Cafceveillance Program. For the qualitative
analyses, secondary data from transcripts obtdimeta Breast Cancer Research Program
funded study were evaluated. These datasets wedetoshe address the primary research

guestion and study aims.

1.3.1 Legislation Effect on Quality of Care (Study)
The first study examined whether the enactment®NOA signaled a health care

system recognition of the contribution of PNPs &galle tool to improve access to cancer care
services and quality of care for SEAs. It alsonexeed whether the NOA had an impact on
improving the timeliness between diagnosis andrireat. This study hypothesized that the

NOA increased the availability of PNPs and improaedess to and quality of care for SEAs.
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Access to care was measured by examining timergesuafter diagnosis, while quality of care
was measured by investigating the type of canaer resources and services available for SEA
women. The study collected facility level data fréMNP coordinators and navigators from Los
Angeles and Orange County hospitals through surgteysloped from the Promoting Access on
Research Implementation in Health Services (PAR#t8hework (described in Chapter 2).
This study also used secondary data from the Lagekss Cancer Surveillance Program of
approximately 1300 SEA breast cancer patientsiresid Los Angeles and Orange counties
between 2000-2010. Together, the study measureeffint of legislation on the availability and
quality of breast cancer care services for SEA womigh the potential impact of improving AA

breast cancer survival rates.

1.3.2 Practitioner Perceptions of Patient Navigatio Programs (Study 2)
The second study assessed whether practitionezgiarcs of PNPs and their

experiences with navigators supports the neechatioption and integration of PNPs into the
U.S. health care system. This study used secom@aay consisting of transcripts from a
community-based participatory research (CBPR) stedyoy Dr. Tu-Uyen N. Nguyen. The
goal of Dr. Nguyen'’s research was to document tbek\and processes performed by
community-based health navigators to help SEA woataess and utilize breast health services,
with the long-term objective of developing a fornralining curriculum for community health
navigators. In this study, an ethnographic, quialésapproach was applied to explore the
experiences and views of practitioners, as it esl&b the use of patient navigators among SEA
breast cancer patients. Interview transcripts e&smnined to investigate whether patient
navigators were instrumental in minimizing patiéotsstacles to receipt of timely care and
improving patient-provider communication. Key copitsefrom the PARIHS framework (i.e.

context, facilitation and evidence) were also usedng the analysis of the transcripts in order
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generate hypotheses to understand how PNPs were\mst by practitioners, how PNPs
functioned within the health care system, and ifgrd navigation services ameliorated the

challenges of accessing care.

1.4 — Innovation & Contributions of Dissertation Research
An imperative of the Patient Protection and AffdsldgaCare Act (ACA) is a movement

towards improving health systems delivery moddilkis dissertation, examining PNPs for an
underserved population, is one of the first stuthesttempt to understand the value of PNPs, in
relation to the level of adoption, at the systeweleThe findings from this dissertation could
inform policies about the significance of PNPs @lging immigrants obtain quality cancer care
services and improve their access to and apprepuie of care by informing stakeholders about
how the adoption and integration of PNPs into hesdirvices may provide an evidence base for
research advocacy networks of the utility of pdtieavigation services in the timely receipt of
cancer treatment. Few studies have examined tbe e&PNPs in relation to investigating the
delays between time to diagnosis and start ofrtreat. Study results could also inform
practitioners about the benefit of supporting titegration of PNPs into the health care system

to improve patient-physician communication in tlheecof breast cancer patients.
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CHAPTER 2
Conceptual Framework

2.1 — Measures on Delays of Care
Without proper assistance and guidance, culturdlliaguistic challenges can hinder

Southeast Asian (SEA) women from seeking caredt stage of the cancer care continuum. An
assessment of the varying degrees of delays ifptemfecare must be conducted to better
understand the value of patient navigation progré®Ns) and to highlight the areas within the
continuum, from point of diagnosis, to and throtigdatment, where patient navigators would be
most effective in assisting underserved communifd@simportant factor that may be
contributing to the differences in the quality oéast cancer care received among SEA groups,
such as Cambodians, Laotians, Thais and Vietnamesgbe attributed to delays in the receipt
of care. Cultural and linguistic barriers are thienary elements adding to delays in obtaining
breast cancer care among SEAs, while lack of kndgdeabout the U.S. health care system may
serve as another layer deterring women from aaogsise health care services they need.

One of the earliest studies to investigate delaysancer care classified “delay” into two
categories, patient delay and provider delay, andd that within a meta-analysis of patient
delay studies, an estimated 34% of women with bicascer delayed seeking care for 3 months
or more, while data on provider delay was fountédimited (Facione, 1993). In 2005, a more
recent study by Bish and colleagues defined “detay’total delay” in breast cancer care as “the
time between a woman first noticing a breast caggemptom and receiving treatment” (Bish,
Ramirez, Burgess, & Hunter, 2005). This definitiwas expanded further by describing “patient

delay” as the period in time between “first notafea sign or symptom of illness and initial
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medical consultation,” and defining “provider délag the period in time between “initial
medical consultation and definitive treatment” (Bet al., 2005).

In another early study, elements of patient delag wlentified as fear and denial, lack of
cancer information, and financial limitations (Lou&®91). Later investigations suggest
additional reasons for delay in seeking care afggmatic presentation were associated with
psychological factors (i.e. fear of a cancer diagsdelief that symptoms were not serious,
belief that symptoms would resolve itself) ratieart demographic predictors (i.e. age, marital
status, ethnicity), and further inspection canXtereded to look at factors associated with short
delays (i.e. a time period of 4 weeks or more) lang delays (i.e. a time period of 3 months or
more) (Bish et al., 2005; Nosarti et al., 2000pnhcancer related studies attribute patient delays
to the same psychological factors of fear, deniad] belief that symptoms would resolve without
medical attention (Calder, Gao, & Simmons, 200@ddp, McKinley, & Moser, 1997;

Meischke, Ho, Eisenberg, Schaeffer, & Larsen, 19@8)le short delays were indicated by
intensity of symptoms and ability to actively seske (Noureddine et al., 2006). The study by
Nosarti and colleagues found that long delays wewee closely associated with psychological
factors and highly attributed to the fear of canesrwell as preference for a female consultant,
while health-system delay was the result of patiky and missed appointments, which may
be attributed to incorrect addresses by adminig&ataff (Nosarti et al., 2000).

The few studies examining patient delay among etbommunities found most of the
factors associated with delay were similar acrasgl groups (African Americans, whites,
Latinos and Chinese) but unique to Chinese womentlaadelay in seeking care due to a “sense
of invulnerability to breast cancer” and “a linkiofjcancer to tragic luck” (Facione, Giancarlo,

& Chan, 2000). Other studies that investigatedydreila receipt of care between diagnosis and

40



treatment among multiple insured ethnic groups ainen diagnosed with breast cancer found
African American women to experience significaniagle (lasting more than 60 days) in
diagnosis, treatment and clinical care regardléssage at diagnosis (Gorin, Heck, Cheng, &
Smith, 2006; Lund et al., 2008).

Although publications on patient delay are exteasilie opposite can be said for
research on provider and health-system relategslefaliterature review that examined delays
in cancer care, found provider delays were assatiaith factors such as the general
practitioners ability to recognize symptoms, rededelays, and misdiagnosis of younger patients
due to the belief that they are at lower risk fancers (Almuammar, 2010; Ramirez et al., 1999).
Additionally, patient delays, such as noncompliamostributed to provider delay between
diagnosis and treatment (Bedell, Wood, Lezotte|d&®e#, & Orleans, 1995).

As previously discussed, many of the factors ideatiwith delays between diagnosis
and treatment were primarily due to patient helgks®ey behaviors and beliefs, such as fear and
denial, perceived severity of symptoms, knowledigie illness, and perceived ability to seek
care, as well as provider and health-system delagsciated with symptom assessment, referrals
and perceptions of lower risks for younger patieAtgpects related to patient delay can be
addressed through the aid of patient navigatotsadhditional investigation on provider and
health-system delays are needed to offer insighhemsefulness of PNPs in decreasing delays

and improving access to care for patients with ¢ireancer.

2.2 — Conceptual Framework
The conceptual model of Patient Navigation Intagra(Appendix - Figure 2.1) was

developed for Study 1 to showcase the diversemdgegel challenges and health care system
factors that may contribute to delays in seeking t@tween the point of diagnosis and initiation

of treatment. Examples of patient or individualdefactors include scheduling delays associated
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with the inability to make health care appointmemtspportunity costs, such as loss of income
due to time off work to attend medical appointmehisalth care system factors can include
provider characteristics, such as gender and ebaukground, or practice patterns associated
with the number of patients a practitioner seesdagrand whether clinicians accept Medicaid
and Medicare recipients. Both patient level andthesystem factors can occur simultaneously at
various points on the cancer care continuum, howdve period between diagnosis and
treatment is an integral point in determining suali This model highlights how the Patient
Navigator Outreach and Chronic Disease Preventidr(IMOA), as an institutional tool to
initiate the development and implementation of PN#esved to moderate access to care for
SEAs (compared to non-Hispanic whites) betweersthges of diagnosis and treatment in the
cancer continuum. This model was also applied tols2 and will focus on the practitioner and
navigator perceived barriers to receipt of timedyecduring the interval between diagnosis and
first course of treatment.

The Promoting Action on Research ImplementatioHealth Services (PARIHS)
framework describes the multiple components neéatesliccessful implementation of an
intervention and indicates that evidence, contaxd, facilitation are the most important pieces
that determine how well a program will be implenaeh(Figure 2.2) (Kitson et al., 2008). Kitson
and colleagues describe successful implementafipraé a function (f) of the nature and type of
evidence (E), the qualities of the context (C) imak the evidence is being introduced, and the
way the process is facilitated (F) such that: $[(E, C, F) (Kitson et al., 2008). To elaborate o
these three domains, Helfrich and colleagues destevidence” as the resources, clinical
experience, professional knowledge and patienepeates or experiences that evolves from

local practice, such that the source of informatgoane of the key factors for informing
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stakeholders about the success of a program (Efelfci, Sharp, & Sales, 2009). “Context”, as a
second factor, involves the background informatiarthe organization and is associated with
essential aspects, such as the attitudes andsefiefganizational members, the decision-
making processes of the organizational leaderstl@ncthechanisms for obtaining feedback and
assessing program quality (Helfrich et al., 200Bacilitation” is described as the ability of the
organizational members and leaders to understangdrdgram needs and their responsiveness in
implementing the necessary changes to achievearoguccess (Helfrich et al., 2009). The
PARIHS framework could help frame the evidencedsigh PNPs and achieve PNP success.

The Andersen General Model of Total Patient Delag wdapted to conceptualize delay
intervals occurring between phases of decision-ngadrigure 2.3) (Walter, Webster, Scott, &
Emery, 2011). It was applied in this study to shasecthe access points in the cancer continuum
where decision-making delays could affect timelgeipt of health care services and how patient
navigators could be utilized to improve timelinésgach phase of care.

Walter et al.’s refinement of B.L. Andersen’s Geaidiodel of Total Patient Delay for
cancer care and the Promoting Action on Researplementation in Health Services (PARIHS)
framework were adapted for this descriptive studymgram adoption (Kitson et al., 2008;
Walter et al., 2011). These two models, along WithCancer Continuum, guided the
development of questions to assess whether cuitwaichronous (language and cultural
knowledge) PNPs were available at health careltiasithat served the SEA cancer patients, in
Los Angeles and Orange Counties. The conceptualkfnark presented in this study is designed
to support the idea that adoption of PNPs at tséesy level could assist patients in accessing

cancer care services at each stage of the canenwom (Figure 2.4). For this study, the period
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between diagnosis and treatment will be examinetetermine how PNPs may be instrumental

in addressing the challenges associated with SEAemoseeking cancer care services.
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FIGURE 2.1
Conceptual Model of Patient Navigation Integration
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FIGURE 2.2
Promoting Action on Research Implementation in Heah Services
(PARIHS)
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FIGURE 2.3
Andersen General Model of Total Patient Delay
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CHAPTER 3
Legislation Effect on Quality of Care (Study 1)

3.1 — Abstract
Purpose: Cultural and linguistic barriers are often conitibhg factors in accessing

health services at different points on the canaez continuum. Proper assistance and guidance
from patient navigators may serve as a mechanismaddressing delays in utilization and receipt
of cancer care services. This study examines whatpelicy, the Patient Navigator Outreach
and Chronic Disease Prevention Act (NOA) in 20@8yed as a catalyst for increasing the
availability of cancer patient navigation prograf@dlPs) in Los Angeles and Orange County
health care facilities who treat Southeast AsidBASoreast cancer patients and if the
availability of patient navigation services at aility had an impact on quality of care by
improving timeliness between cancer diagnosis egatrnent.

Methods: Hospitals which treated the largest proportiolsBA patients in Los Angeles
and Orange County were selected. A hospital adinator from each facility was surveyed by
mail or telephone to assess 1) facility awarenéfseoNOA, 2) the role of the policy in
establishing PNPs, and 3) the availability and igaf established PNPs in providing cancer
care services to women with breast cancer. Thdifyg8urvey data was used to categorize each
hospital as PNP-Available (PNPs established 20a®R®r PNP-Unavailable (no established
PNPs and PNPs created after 2010). Regional rggiata was used to obtain aggregated patient
data in the surrounding census tracts of eachtigaithich were grouped according to the
availability of PNPs. The outcome measures of medianber of days between diagnosis and
initial surgical treatment of breast cancer, arelghrcent receiving surgery within 30 days after

diagnosis, were compared for patients living ingheounding areas of facilities according to
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their NOA group, and between the time periods leeéord after the enactment of the NOA
legislation.

Results: Primary data collected through facility survey®med the NOA
categorization of 13 facilities (4 PNP-Availabledag® PNP-Unavailable). Survey responses
assessed the impact of the NOA, highlighted theptexity and diversity of available PNPs, and
provided information pertaining to the context,iligetion and evidence for establishing and
implementing PNPs. Analyses of registry data shomedifferences in time to treatment
between PNP-Available and PNP-Un-available faesitihowever median time to treatment
increased in all facilities between the pre- anstf¢OA time periods. All four PNP-Available
hospitals provided navigation services betweenrahaig and treatment. One out of four PNP-
Available facilities provided linguistic and culadrservices to a SEA group. Most facilities noted
that patient navigation services were granted upgoest and mechanisms were in place for
referring patients to additional resources.

Conclusions:This descriptive study showed that the NOA legistawas not directly
associated with the development of PNP in mosliti@si studied. Availability of administrative
support, secured funding, and institutional cexdifion requirements may have been key factors
that led to the adoption of PNPs in PNP-Availallelities. An ecologic study of the quality of
care for breast cancer patients in facility catchiva@eas did not indicate an association with
time to treatment in relation to the availabiliyRINPs in nearby facilities. Receipt of surgery
within 30 days was better for SEAs than NHWs ahhwe- and post-NOA periods in PNP-
Available and PNP-Unavailable facilities. Time tedtment did not improve between pre- and
post-NOA in facilities with PNPs. A larger samplefacilities with PNPs and analysis of time to

treatment for patients actually using the PNP \@those not using a PNP may provide a better
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assessment of the association between PNPs anty gii@are measures, and would allow for
control of other confounding factors that may intgaeatment delay. Patient reported measures,

such as satisfaction with care, should also beidered in future evaluations of PNPs.

3.2 — Introduction
Ethnic specific research on Asian American (AA) vayms limited and the available

data points to low screening rates, which contabub late stage diagnosis and delays in receipt
of treatment modalities (Gomez et al., 2010; Kag&ivager & Pourat, 2000; Kagawa-Singer et
al., 2007; Kwong, Chen, Snipes, Bal, & Wright, 200&njasiri, Kagawa-Singer, Nguyen, &

Foo, 2002; Wang, Fang, Tan, Liu, & Ma, 2010). Po@ast cancer health outcomes of Asian
immigrant subgroups are also evident when subgifopmation is disaggregated from the
overall AA results and these health disparitiesliaedy due to the lack of information, language
barriers, and lack of resources available for sfgecommunities (Chen, Diamant, Kagawa-
Singer, Pourat, & Wold, 2004; Gomez et al., 2018yderdale & Huo, 2008; Srinivasan &
Guillermo, 2000).

Many of the barriers and challenges encountere8idutheast Asians (SEAS) in
accessing cancer care services could be addreggediént navigation programs (PNPs).
Research conducted by Nguyen and colleagues on aaitynealth navigators among
Cambodians and Laotians found that both commuretiesuntered social, educational,
economic, and political barriers, but at variousele due to differences in community
infrastructures and resources (Nguyen, Tanjasagadfva-Singer, Tran, & Foo, 2008). This
study outlined the steps needed to navigate oneandrom point of contact to receipt of a
screening exam and highlighted that the amountad &ind effort required averaged between 3
and 25+ hours (Nguyen et al., 2008). More impolyatite navigation services given were found

to not only provide informational and instrumergapport, but were effective in getting
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Cambodian and Laotian women screened for breastemvetal cancers as a result of the
navigator’'s empathy and respect for the women hed tinderstanding of the community’s
resources (Nguyen et al., 2008). This study sugdhke advantages and utility of patient
navigation services in improving screening, whilees studies point to the benefit of navigators
in improving follow-up to abnormal mammograms aeducing delays in diagnostic resolution
(Battaglia, Roloff, Posner, & Freund, 2007; Ell,\wiekis, Lee, & Xie, 2007; Ferrante, Chen, &
Kim, 2008; Maxwell, Jo, Crespi, Sudan, & Basta@i1@; Psooy, Schreuer, Borgaonkar, &
Caines, 2004). Yet, with the growing amount of sgadrerifying the benefits of patient
navigation services and care coordination progrhaetseen screening and diagnosis, the
availability of PNPs is still limited. This issug particularly evident with the lack of programs
targeting ethnic specific communities experienaagcer care disparities, primarily during the
post-diagnosis phase.

Additionally, literature investigating the role BNP in reducing time between diagnosis
and treatment is non-existent and research exagimrely receipt of care between the
diagnosis and treatment phase of the cancer camtiramong AAs is limited. To date, one study
investigated delays in breast cancer diagnosigraatiment among multi-ethnic (non-Hispanic
whites, African American, Hispanic and Asian/PaclBlander) Medicare recipients (Gorin,
Heck, Cheng, & Smith, 2006) and another study eraththe role of a multi-site PNP in
reducing delays in breast cancer diagnosis amongHmepanic whites (NHWSs), non-Hispanic
blacks, and Hispanics (Hoffman et al., 2012). Tggragate number of Asian/Pacific Islanders
in the study by Gorin accounted for 3.2% (n=1,64fAhe entire study sample (n=49,865), while
the study by Hoffman did not distinguish the numbleAAs (if any) patients who participated in

the research.
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3.2.1 Patient Navigator Outreach and Chronic DiseasPrevention Act
The Patient Navigator Outreach and Chronic Dis@aseention Act (NOA) was signed

into law in 2005 with the goal to “evaluate approasto developing and implementing patient
navigator services to improve health care outcdimemdividuals with cancer and other chronic
diseases, with a specific emphasis on health disgsapopulations” (Dept. of Health and Human
Services, 2012). As a demonstration grants proghi@#A funding was allocated to: 1) train
individuals who have direct knowledge of the comitiaga they serve, 2) identify and help
patients overcome health care system barriersg\B)ldp and operate PNPs, and 4) promote
health education and to encourage the use of pyicae services among populations with the
greatest health care disparities (Dept. of Healthlduman Services, 2013). In relation to this
study, the purpose of the NOA is to assess if r&org “reduced barriers to access to care” and

if PNPs “improved health care outcomes” (Urrea,900

3.2.2 Policy and Practice Questions
This dissertation study examined time to treatnaeick the role of PNPs in the U.S.

health care system, especially in institutions s lAngeles (LA) and Orange Counties (OC)
serving SEA women diagnosed with breast cancereMpecifically, this study investigated
whether the enactment of the NOA served as a ssfttesiuse-agent in improving treatment
delay after diagnosis among breast cancer patilerdagh the development and implementation
of PNPs. Findings from previous studies on PNRzriméd the development of the study
surveys, which collected descriptive data on PNPs.

As previously described (Chapter 2), the Promofinion on Research Implementation
in Health Services (PARIHS) framework utilizes #hedre elements (evidence, context and
facilitation) to assess the successful implemeortatif a program or research (Kitson et al.,

2008). Evidence can be derived from four souragsh as research, clinical experience, patient
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preference and routine information from local piggtcontext stems from three components,
such as organizational culture, leadership anduatiah; while facilitation is based on the notion
of human activity, which involves helping individedeams understand what needs to be
changed and how to do it (Helfrich, Li, Sharp, &&3a2009). Both Kitson and Helfrich describe
the PARIHS model as a mechanism for assessing\aidating the readiness of an organization
to successfully implement a specific evidence-bgsedram into practice (Helfrich et al., 2009;
Kitson et al., 2008). Based on the PARIHS modd,dbntext of patient navigator experiences,
the role of the program facilitator, and informatiegarding the facilitation of PNPs illuminated
the development of the survey questions.

The policy and practice questions for this studslved an assessment of the effect of a
legislative act:

Q1) Were health care facilities, with an availaBMdP and who serve SEASs, aware of the
NOA?

Q2) Did the NOA have a role in establishing a PNEhe facility? How much of a role?
Were there other sentinel factors?

Q3) What was the availability and quality of thePPM facilities that have PNPs, in
terms of serving SEAs and providing cancer careices?

Q4) Did time to treatment, on average, improverdfte enactment of the NOA for
SEAs? How did this compare to a benchmark grouprtizy not be as reliant on

patient navigators?

A descriptive analysis of two surveys was perforrteedssess the role of the NOA and
the availability of PNPs, among health care faesitserving SEAs. A quantitative analysis of
regional cancer registry data was conducted tostiy&te the association of available of PNPs in
nearby facilities on median time to treatment ampatents residing in census tracts within a 1-
mile radius of a facility, according to the availap of a PNP at the facility and between two

time periods: pre-NOA (2000-2005) and post-NOA @2010).
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3.3 — Materials and Methods

3.3.1 Study Design
This dissertation study incorporated two study giesifor the two primary outcome

measures: 1) did the NOA have a role in the esfatient of PNPs and 2) did time to treatment
improve after the enactment of the NOA. As nothd,NIOA was enacted on June 29, 2005 (U.S.
Government Printing Office, 2005). Two time pespgre-NOA (2000-2005) and post-NOA
(2006-2010), were investigated to determine whehtbspitals had a patient navigation system in
place pre- and post-NOA (see Study Design 1).

Study Design 1

Pre-NOA Post-NOA
2000-2005 NOA 2006-2010
Ol Xl Ol

O; = Availability of PNP; X = policy enactment
After assessing the availability of PNPs, thesdifes were grouped into two categories:
PNP-available and PNP-unavailable (see Study D&jigANP-available facilities were
classified as institutions that developed PNPsndutiie post-NOA time period. PNP-unavailable
facilities were characterized as institutions thdtnot implement a PNP during the pre- or post-

NOA time periods, as well as facilities that essti#d a PNP after the NOA time period of

2006-2010.
Study Design 2
Pre-NOA PNP Post-NOA
2000-2005 2006-2010
PNP-available @) Xs O,
PNP-unavailable @) O,

O, = Availability of PNP; X% = policy enactment

3.3.2 Data Sources
A total of three data sources were used in thidysto assess the role of the NOA on the

establishment of PNPs and to examine how the dyeof PNPs affected time to treatment at

these hospitals: 1) Short Telephone Questionnajreacility Survey, 3) Tumor Registry Data.
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Figure 3.1 —Data Sourceand Research Question Map
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A human subjects research application was subntidtéae University of California, Lo
Angeles (UCLA) Office of the Human Research PratecProgram (OHRPP) to obte
permission to contact health cifacilities, administer surveys (Short Telephone io@naire
and Facility Survey), and to send the data acaxpsest. The UCL-OHRPP internal revie

board granted approval January 14, 2013 with paobtdentification number 1-001886.

3.3.2.a — Facilities List
Hospitals that served at lea-3% of SEA women diagnosed with invasive breast e

in LA and OC during two time periods (2(-2005 and 200@010) were identified through t
Los Angeles€ancer Surveillance Program (-CSP) or Tumor Registry.hese hospitals (n=2!
were used to create the Facilities List. Additiomaspitals (n=4) used for comparison of |-

Hispanic Whites was identified through a \-based search as having PNPs in the LA anc
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areas, but not associated with serving a highgygstimn of SEAS, were also added to the
Facilities List, generating a total of 24 hospitdlee web-based facilities were included to
produce sufficient numbers of facilities with PNBscomparison and to allow for racial/ethnic
group comparison between hospitals. The Facilitisswas used to gather the data for Study
Design 1. The data source and data collection psofme the identification of hospitals are

detailed in Appendix 3.1-Facilities List.

3.3.2.b — Short Telephone Questionnaire
The Short Telephone Questionnaire (see Appendixcdiasisted of six structured

guestions and functioned to obtain information esded with awareness of the NOA (Q1), the
role of the NOA in establishing a PNP (Q2), anddhality of PNPs (Q3). Using the Facilities
List, institutional contact information was obtaihgrough a web-based search and these
facilities were contacted. A total of 14 out of @&8%) facility representatives were reached and
interviewed using the Short Telephone Questionndlitee facility representatives contacted for
the questionnaire included PNP coordinators antyastws from the selected LA and OC
hospitals. These people were identified as indzislwith knowledge about patient-centered
programs, worked with breast cancer patients, @e ianiliar with PNPs at their institutions.

Each hospital on the Facilities List was contadtgghone, with two re-contact attempts,
and an “Initial Script To Contact Facilities” (sAppendix 3.3) was used to: 1) call the
institution to determine the best method of contacpersonnel with administrative oversight of
patient-centered service programs or PNPs, anet?) date/time for a phone meeting.
Responses were collected on hard copies of theigaeaire, and data was entered into
Microsoft Excel at the completion of the phone nregt

Initial analysis of the Short Telephone Questiorsmaias performed to: 1) assess if a

facility had a PNP, 2) determine the year the PNiB @stablished, if a program was available,
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and 3) determine PNP availability at the facilithe data obtained through the Short Telephone

Questionnaire was used for Study Design 2.

3.3.2.c — Facility Survey
For facilities determined to have a PNP, the Rgc8urvey was conducted (see

Appendix 3.4) to obtain basic information about ittn@lementation of the PNP and the type of
services offered. More specifically, the Facilityr&y was used to obtain additional descriptive
information about factors that contributed to teeelopment of PNPs at each hospital (Q2) and
to assess the quality of the PNPs in providing eanare services, especially to SEAs (Q3).

At the end of the Short Telephone Questionnairenphroeeting, personnel at hospitals
confirmed to have a PNP were asked to assist withetdditional items: 1) the completion of the
Facility Survey, which contained 19 close- and eprded questions and 2) to respond to an
email message (see Appendix 3.5) requesting fonigsion to access and review hospital
specific data from the LA-CSP database (which vegsiired for data release by the registry).
Data access permission from key personnel at ladspiithout a PNP was also requested in an
effort to compare hospital specific data betweentito facility-type groups.

The Facility Survey and data-linkage permissionuests were sent by regular mail or
electronically, and the data collection procesteigiled in Appendix 3.6-Process for
Administering Facility Survey and Permission Requ&w/o follow-up attempts were made for
the Facility Survey and three follow-up attemptsevemade for the permission request. Data
from the Facility Survey were entered into Micradexcel as they were received.

Analysis of the Facility Survey involved frequerciaf responses from descriptive
guestions to assess and obtain a general undargjaibut existing PNPs in LA and OC.
Responses were also examined to characterize dbegses used by the PNPs, to distinguish the

reasons for developing patient navigation serviaed,to identify barriers and challenges
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experienced by key personnel of existing programs.

3.3.2.d — Pilot Testing
Both surveys were sent to and pilot tested by lexggnnel from two health care

facilities with existing PNPs. Pilot testers weffliated with institutions noincluded in the
Facilities List. Pilot testing of the surveys weenducted between late-January 2013 to mid-
February 2013. Minor changes associated with tbleision of additional check box options
were incorporated into both surveys. The data ctitle process, which included the phone
guestionnaires, surveys and permission requestscaralucted between mid-February 2013

through May 2013.

3.3.2.e — Questionnaire Development
For reference, the PARIHS model served as a togliide the development of the

guestions for the “Original Facility Survey” (seable 3.1). These questions were later divided
and modified into the two surveys, which contriltlite descriptive data about existing PNPs.

Table 3.1 - Original Facility Survey
PRIMARY QUESTION: Does your facility currently have a program or i@coordination
system in place to assist patients after receiph @iincer diagnosis?

YES | NO
CONTEXT

What was the impetus for establishing a Are any mechanisms in place to assist patients if

program? additional services are needed?

Who led the development of the program? Do yourafs programs to assist cancer
patients?

What positions did these leaders hold in the | (Same questions in YES column if a program|is

health care facility? available)

Who were the program supporters? What were thensdsr NOT providing
additional assistance mechanisms?

How are these program supporters associatedHave you ever had a program? When? Why was

with the health care facility? it discontinued?

Did you receive any funding to support the

program? What was the funding source? Do
have ongoing funding to support the program

you
?

When was the program established?

Were the program leaders aware of the NOA

~NJ

Was the NOA related to the establishment of

the

program?
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Who does the program target?

How are patients identified?

How are patients managed through this systg

m?

What types of services are provided?

FACILITATION

How are patient navigators identified?

Were therelzarriers in the development of
patient assistance program? If yes, what wer
those barriers?

What are the requirements to become a patig
navigator?

nt

Do your patient navigators receive any type g
training?

f

What type of training is required?

Are PN services reimbursed by insurance
companies?

Are patient navigators paid? If yes, how are
patient navigators paid?

How did program leaders assist/help in the
development of the program?

What did program leaders do to encourage
support for the program?

What types of resources and/or tools did
program leaders use during the development
the program?

of

What actions contributed in better uptake of t
program?

he

EVIDENCE

How many patient navigators do you have?

(Modified questions in YES column if a progr
or care coordination system was available)

How are patient navigators assigned or matc
with a patient? Specific languages spoken?

hed

At what stage in the health care process are
patient navigators assigned/matched with a
patient?

How many patients have been navigated
through your system?

Are there mechanisms to assess or evaluate
services provided by patient navigators?

the

Are the services provided by patient navigato
evaluated by patients, or providers, or both?
yes, how is feedback provided?

=

Are there mechanisms to assess the health g
progress of the patient? If yes, how is feedbal
provided?

=

How many patients are assisted each year? |
many are breast cancer patients? How many
South East Asian?

How
are

Have the patients provided any feedback or
comments regarding the program?
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Have you measured the effectiveness of the
program in any way?

3.3.2.f — Tumor Registry Data
Secondary data was obtained from the LA-CSP andl tas€l) identify hospitals

accessed by a higher proportion of SEA breast cgateents, 2) provide aggregated patient
information from patients residing in census trattsounding each facility on NHW, Hispanics,
and SEA (Cambodian, Lao, Viethamese and Thai), liet@ast cancer patients in the LA and
OC areas, and 3) investigate the time to treatmiet diagnosis for SEAs and other groups
among patients in catchment areas near PNP-ava#aiol PNP-unavailable facilities and in both
facility groups before and after enactment of tH@ANQ4).

The LA-CSP serves as the population-based cangstmefor Los Angeles County. The
registry became population-based in 1972 and cdmpieidence data for Los Angeles County
are available from that year forward. As of 20t LA-CSP master file contains over 1.7
million records and some 41,000 incident cancezsadded annually. The LA-CSP is a member
of the California Cancer Registry (CCR) (UniversifySouthern California, 2010). The CCR is
California’s statewide population-based cancereasliance system that collects information on
all cancers diagnosed in California. The CCR fafider the umbrella of the California
Department of Public Health’s Cancer Surveillance Research Branch (CSRB) (University of
Southern California, 2010).

Tumor registry data on time between diagnosis aitigli surgical treatment for NHW,
Hispanic and SEA breast cancer patients was exanineompare differences in this quality of
care outcome measure among racial/ethnic groupsgeldas between facilities grouped
according to their PNP-availability status. NHWs&@cluded in the analysis to serve as a
comparison group to the SEA subgroups. Hispanice a#so included in the analysis to further

illustrate any differences between another ethrocig with an immigrant population and SEAs.
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Hispanics may be similar to SEAs in their linguisand cultural ability to access cancer care
services and may be reliant on patient navigators.

“Surgery,” as described in the CCR Data Diction&s\g surgical cancer treatment and is
defined as the date the earliest definitive surgeay performed. Median time between diagnosis
and initial surgery date, as well as the percetgiveng surgery within 30 days after diagnosis
were used as the quality of care measures. Literaistifying surgery as a good quality care
measure, versus other treatment options (e.g. divenmapy, radiation therapy, hormone therapy,
etc.), is not available. However, surgery is a yabntrolled and reliable tumor registry
variable, while other treatment options, includaingmotherapy, may not always be recorded.
Additionally, surgery, as compared to the otherceartreatments, is an in-patient medical
procedure and would be available for registry aasiing, which is performed at hospitals.
Information on treatments received in the outpatsetting (e.g. chemotherapy and radiation)
may not be available to the abstractors.

Outcome measures included: 1) the median time ffiagnosis to surgery and 2) percent
with surgery within 30 days after diagnosis. Thesteome measures were compared for
patients in the catchment areas (i.e. census trattis1 a 1-mile radius of each facility) of the
PNP-available and PNP-unavailable hospitals for SH8panic, and NHW women. Additional
comparisons were made by year of diagnosis, inatudi5-year time interval before the NOA
legislation (2000-2005) versus afterward (2006-3010

Because of confidentiality requirements, all statzd analysis requests using cancer
registry data were submitted to LA-CSP and condlictdhouse. To obtain descriptive statistics
of the study population, the first dataset requedtuded frequency distributions and means of

demographic variables for the number of female SHi&panic and NHW patients with invasive
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breast cancer, diagnosed in LA and OC during twe periods. The list of patient demographic
variables is detailed in Appendix 3.8-Patient Demapgic Variables. To investigate the
differences in time between diagnosis and surgbeysecond dataset request included frequency
distributions by number of months (i.e. <1 month,Months) of the time interval between
diagnosis and surgery, and the median time intdrefaleen diagnosis and surgery by ethnic
group, for the two time periods (2000-2005 and 2R080) and by hospitals grouped by their
PNP availability status. The list of outcome valgsband the process for recoding the calculated
variables are detailed in Appendix 3.9-Outcomealdeés. In order to assess time to treatment at
specific health care facilities with or without P&Fhe third dataset request included these
measures and grouped the patient data accordihgitaesidence distance (in census tracts <1
mile) around each facility.

Initially, the plan was to link the patient data@me information for patients actually
being seen at each facility with their PNP avallgbstatus. However this required hospital
permission to provide facility specific data. Sinegy few of the hospitals agreed to give
permission, an ecologic approach was used instgadh involved aggregating data for patients
residing within a defined radius around each haspiieographic data involved the use of
facility addresses to produce a list of censuddrémased on data from Census 2000) to
determine the catchment area for each facility. @tehment area was originally defined as a 5-
mile radius centered at each hospital, but was tathuced to a 2.5-mile radius (see Appendix
3.10) and then a 1-mile radius (see Appendix 3d inimize and avoid overlaps between
facilities. A University of Southern California (.3 doctoral student performed statistical
analysis of geographic data, with guidance from W&sity advisors. Census tract data

(included one column for the 5-digit county codee @olumn for the 6-digit county ID, and one
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column for the combined county and census tracin®y then matched with patient cases from

the LA-CSP to run the statistical analysis on tbmsurgery by facility PNP availability status.

3.4 — Results

3.4.1 Sample Characteristics
The data presented in Table 3.2-Type of Facilityvghthe general categorical

breakdown of PNP-availability status obtained fritli@ Short Telephone Questionnaire:

Table 3.2 Type of Facility (by availability of PNP)
Type of Facility TOTAL

PNP-available 4
PNP-unavailable 9
TOTAL 13

Of the 24 health care facilities included in theiles List, a total of 14 coordinators or
navigators were reached and consented to pargcipdahe Short Telephone Questionnaire to
assess the availability of PNPs at their institngidOne health care institution had established a
PNP during the Pre-NOA period (with continuing dadaility through the post NOA period), and
this facility was excluded from analysis since @auwld not have been possible to compare
differences in treatment between the two time misrivased on availability of the PNP, yielding
a sample of 13 facilities. Of the 13, there wenerfinstitutions with PNPs developed initially
during the Post-NOA period (2006-2010). A totakef/en facilities did not develop a PNP
between 2000-2010, or afterward. Two facilitied #stablished a PNP during the 2011-2012
period were also categorized as PNP-unavailabiegghese hospitals did not develop their
program between the NOA five-year period (2006-201@en data from the cancer registry was

available for assessment of time to treatment.

3.4.2 Descriptive of Patient Navigation Programs
In addition to categorizing hospitals, the Shatephone Questionnaire was used to

obtain general information from hospitals with éfished PNPs. The data in Table 3.3-Short
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Telephone Questionnaire Responses presents tleedaasigiven by coordinators, facilitators
and navigators from six facilities (four with PNRa#lable during the study period and two
which established a PNP after the study period) RNPs.

Table 3.3 — Short Telephone Questionnaire Responses

PARIHS PNP Topics A UA Total
Element Subgroups (n=4) | (n=2) | (n=6)
Impetus for establishing program
- Compliance with certification requirements 3 2 5 (83%)
- Other (i.e. Project within facility, grant, ACOS) 3 2 5 (83%)
- Patient Need 1 1 2 (33%)
- Legislation 1 0 1 (17%)
">"< NOA related to the establishment of the programESY 0 0 0 (0%)
9 PNP provides cultural & linguistic services to SEAs
- - Cambodian: cultural 0 0 0 (0%)
Q - Cambodian: linguistic 0 1 1(17%)
O - Laotian: cultural 0 0 0 (0%)
- Laotian: linguistic 0 0 0 (0%)
- Thai: cultural 0 0 0 (0%)
- Thai: linguistic 0 0 0 (0%)
- Vietnamese: cultural 1 0 1(17%)
- Vietnamese: linguistic 2 0 2 (33%)
<& Stage when navigator matched with patient
8 - Diagnosis 3 2 5 (82%)
(D) - Treatment 2 1 3 (50%)
O - Post-Treatment 1 1 2 (33%)
> - Screening 1 0 1 (17%)
LU - Hospice Care 0 1 1 (17%)
A=PNP-Available UA=PNP-Unavailable during studsneframe DK=Don’'t Know

The response to question #4 of the Short TelepRurestionnaire was primarily used to
assess facility awareness of the NOA (Q1) anddbmslation’s influence on the establishment of
PNPs (Q2). When asked, all PNP-available facilithelicated that the NOAvas notrelated to
the development of their program. The responskisoquestion suggests that current
respondents of PNP-available facilities were noar@awf the NOA and required additional
information about and an explanation of the legicta

To further assess whether the NOA influenced thveldpment of PNPs (Q2), additional

data from the Short Telephone Questionnaire wasa. Survey responses indicated that two
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of the four PNP-available facilities establishedA3No comply with certification requirements,
such as the Commission on Cancer-Cancer Prograand&ts 2012 (American College of
Surgeons, 2012), and one of the four alluded titut®nal program requisites. Patient need and
legislation were additional reasons for the devalept of PNPs. As for the two facilities, which
established PNPs after 2010, both indicated ceatibn requirements as a factor for the
development of their programs. Patient need arah@iral support from a funding agency were
also cited by these two facilities as contributiagtors.

As described earlier, the follow-up mailed FagiBurvey was used to gather program
specific data about facilities with PNPs and taeasghe depth of services provided in relation to
the three elements of the PARIHS framework for egstul implementation of a program. Of the
six facilities with PNPs, five Facility Surveys (de PNP-available during the study time frame
and the two which established a PNP after 2010¢ wempleted and returned. Most of the
survey's response options allowed respondentshtecicall that apply.” Therefore, total
subgroup responses within each PNP topic doesquatl éotal sample size. The data in Table
3.4-Facility Survey Responses presents the primesyonses given by PNPs coordinators,
facilitators and navigators.

Table 3.4 - Facility Survey Responses

PARIHS PNP Topics A UA Total
Element Subgroups (n=3) | (n=2) (n=5)
PNP Target Groups
- All cancer types (breast, colorectal, cervical, dyprostate) 2 2 4 (80%)
- Uninsured/Underserved, Low-income, Age Group 1 2 3 (60%)
- - Ethnic/Language Groups (All, Vietnamese, Hispanic) 1 2 3 (60%)
X Types of Services Provided
Q - Education 3 2 5 (100%)
c - Scheduling appointments 2 1 4 (80%)
o - Access to treatments or post-treatments 1 2 3 (60%)
@) - Counseling 2 1 3 (60%)
- Pain Management 1 2 3 (60%)
Stage when Patients Managed Through System
- Diagnosis to treatment 3 2 5 (100%)
- Screening to diagnosis 3 1 4 (80%)
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- Treatment to follow-up 3 1 4 (80%)
Level of Support Provided by Navigators
- Visits only upon request 2 2 4 (80%)
- Doctoral referral, patient call, inpatient/outpatievisit 2 0 2 (40%)
Who Contributed to Development of PNP
- Facility Staff 2 2 4 (80%)
- Administration 1 2 3 (60%)
- Guidelines/Accreditation Requirements 2 0 2 (40%)
Funding Received=YES 1 2 3 (60%)
- Foundation 0 1 1 (20%)
- Donations 1 0 1 (20%)
- Other (not specified) 0 1 1 (20%)
Mechanisms for Additional Services =YES 3 2 5 (100%)
- Referrals 3 1 4 (80%)
How Leaders Assisted with Development of PNP
- Development of ideas/program 3 2 5 (100%)
- Obtain funding 2 2 4 (80%)
- Obtain facility approval 2 2 4 (80%)
- Recruitment 1 1 2 (40%)
- Marketing 2 0 2 (40%)
Type of Resources Used in Program Development
- Guideline review, other (not specified) 2 0 2 (40%)
- Community meetings 0 1 1 (20%)
- Flyers 1 0 1 (20%)
- - Training Curriculum 0 1 1 (20%)
@) Type of Patient Navigators
=] - Nurse navigators 2 1 3 (60%)
S - Social workers 1 1 2 (40%)
— - Patient advocates 1 0 1 (20%)
o - Lay Health Workers 1 0 1 (20%)
LCE Paid Navigators = YES 3 2 5 (100%)
How navigators are paid
- Hospital/health care facility 3 1 4 (80%)
Trained Patient Navigators = YES 2 1 3 (60%)
- Training through certification, seminars 2 0 2 (40%)
Requirements to be Patient Navigator
- Oncology Certified Nurse/Nurse Practitioner 1 1 2 (40%)
- Bachelor degree 1 1 2 (40%)
- Nurse license 1 0 1 (20%)
Barriers
- Lack of financial resources 1 2 3 (60%)
- Insufficient staff 1 1 2 (40%)
# of Full-Time Equivalent (FTE) Patient Navigators
o -1 1 1 2 (40%)
o -2 0 1 1 (20%)
c -3 0 0 0 (0%)
a5} -4 0 0 0 (0%)
o - 5+ 1 0 1 (20%)
> # of Patients Participated in PNP
LU - Received services 100-230| 580 100-580
- Breast cancer patients ~100 DK DK
- SEA ~10% DK DK
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How Navigators Matched with Patients
- Cancer type 3 2 5 (100%)
- Language 0 1 1 (20%)
- Geographic area 0 1 1 (20%)
Mechanisms to Assess Timely Receipt of Care = YES 3 1 4 (80%)
- Charts 3 1 4 (80%)
- Survey 2 1 3 (60%)
A=PNP-Available UA=PNP-Unavailable during studynéframe DK = Don’t Know

Data from the Facility Survey was used to deternfin¢gher factors, aside from the
NOA, contributed to the development of PNPs (Q2)vB8y responses indicate that facility staff
(2/3 PNP-available and 2/2 PNP-unavailable faesifiand hospital administration (1/3 PNP-
available and 2/2 PNP-unavailable facilities) wastrumental in establishing a PNP. Data also
shows that these program leaders contributed bgldewg ideas for the PNP (3/3 PNP-
available and 2/2 PNP-unavailable), obtaining fufd8 PNP-available and 2/2 PNP-
unavailable), and securing facility/administratafgproval (3/3 PNP-available and 2/2 PNP-
unavailable). Some of these leaders facilitategptibeess through community meetings (1/2
PNP-unavailable), posting flyers (1/3 PNP-availabled by creating a training curriculum (1/2
PNP-unavailable).

With regards to funding, one PNP-available hosp#aéived financial assistance through
donations while the other two PNP-available faeiitdid not have any form of funding. Both
PNP-unavailable institutions received financialo in the form of a grant and/or hospital
operational funds. Another factor that might hasatabuted to the development of PNPs was
the type of patient navigator available at thesdthecare institutions. Most were primarily nurse
navigators (2/3 PNP-available and 1/2 PNP-unavia)adnd social workers (1/3 PNP-available
and 1/2 PNP-unavailable), while some of the PNR}ava facilities identified lay health

workers and patient advocates as patient navigators
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In terms of barriers to the development of PNPg, BNP-available and both PNP-
unavailable facilities indicated funding and stadfias obstacles. The PNP-available facility
elaborated by stating their need for dedicatedgoersl to assist with organizing their PNP.

To assess the availability and quality of PNP ailifees with established PNPs (Q3),
data gathered from the Facility Survey show thateacare services for SEAs was minimal.
According to data from the Short Telephone Queste, a total of three out of four PNP-
available facilities stated that most patients weteduced to navigators at the diagnosis stage
of the cancer continuum, followed by treatment past-treatment stages.

As for culturally specific patient navigation sexgs for SEA patients, looking back at
data from the Short Telephone Questionnaire, twh®four PNP-available facilities stated that
additional information about cultural or linguistiesources for SEA patients is currently
available at their institution. Both hospitals ped Viethamese language services, one of
which incorporated some form of cultural servicasdid not elaborate on the specifics. None of
the other SEA cultural or linguistic services weftered at the identified facilities.

Background information about the PNPs at PNP-abkgland PNP-unavailable facilities
indicate that services are available to patientdlohcome levels and provided to all cancer
patients, regardless of the type of cancer. Ong/PNP-available and two PNP-unavailable
facilities noted ethnic specific target groupswiiich the PNP-available facility expressly
focused on Vietnamese patients. The primary seofifeged by all of the hospitals was
education, while scheduling appointments and cdungsserved as secondary services rendered
by two out of three PNP-available facilities. Ibntrast, access to treatments/post-treatments and
pain management were identified as secondary ssmayg the two PNP-unavailable facilities.

Although the majority of the facilities indicatdait their programs navigated patients at each
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phase of the cancer continuum (i.e. from screetarigllow-up), all three of the PNP-available
and two of the PNP-unavailable hospitals providadgation services between diagnosis and
treatment. Most facilities (2/3 PNP-available art?d RNP-unavailable) noted that PN services
were granted upon request and mechanisms werade fibr referring patients to additional
resources. Data on the frequency of requests temianavigation services, as well as detailed
information about referral mechanisms was not agskthrough the Facility Survey.

To further investigate the quality of PNPs, datehow PNPs were established at
hospitals was examined. Responses to facilitapmtiic questions showed that leaders (i.e.
facility staff and administration) at both PNP-dahle and PNP-unavailable hospitals primarily
contributed to the development of program ided&ed by the acquisition of funding (i.e.
through foundations and donations) to support patiavigation services, and obtaining facility
approval to create PNPs. All five hospitals withFENndicated that their patient navigators,
mainly nurse navigators and social workers, werd faough funding from the hospital and
already served as Oncology Certified Nurses or &lBrsctitioners. Other requirements to be a
patient navigator included a bachelor degree arraimg license. A total of three facilities (two
PNP-available and one PNP-unavailable) providaditrgs, but the process was not clearly
outlined (i.e. training through certification pragn or seminars). Only one PNP-available
facility employed 5+ full-time equivalent (FTE) peit navigators while others had <3 FTE
navigators (one PNP-available and two PNP-unaVailaBlthough each hospital did not specify
the number of SEA breast cancer patients assistedgh their PNPs, the total number of
patients who received navigation services was 808rin 2011 for all PNP-available facilities,
and nearly 600 in 2011 for all PNP-unavailableliaes. Charts (n=4) and surveys (n=3) were

used at hospitals with PNPs to assess whethertqratients received cancer care services in a
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timely manner. The Facility Survey did not assesskground information about chart extraction

and the administration of surveys.

3.4.3 Patient Demographics
Data requested from the LA-CSP included date afosis and date of initial surgery for

NHW, Hispanic and SEA women residing in LA and @@d diagnosed with invasive breast
cancer within two time periods: P1= pre-NOA (20@®32) and P2= post-NOA (2006-2010).
Patient data on women diagnosed with in situ bremster was not included. Due to the low
number of Cambodian, Laotian and Thai breast cgreteents, these three SEA subgroups were
combined as one and identified in the data as “L(3€& Table 3.5).

Table 3.5 — Total number of female invasive breastancer
cases by race/ethnicity in LA & OC, 2000-2010

Pre-NOA | Post-NOA
2000-2005| 2006-2010| 'OTAL
NHW 27,291 21,567 48,858
Hispanic 7,956 7,820 15,776
Viethnamese 433 526 959
LCT* 151 128 279
TOTAL 35,831 30,041 65,872

*Laotian, Cambodian, Thai

General demographic data (see Table 3.6-Tumor Re@itaracteristics) show that the
largest proportion of SEA women were diagnosed Wrgast cancer at 50-64 years of age
(P1=39.95% for Viethamese and 47.68% for LCT, a?d39.92% for Vietnamese and 56.25%
for LCT), whereas the largest proportion of NHWgse@evdiagnosed at age 65+ (P1=46.76% and
P2=45.72%). Over 58% of all SEAs, 55% of Hispanges] 54% of NHWs were married. Less
than 3% of any group was not insured and most hhdrepublic or private insurance during the
two time periods. Socioeconomic (SES) status, basezknsus tract measures of education and
income at the block group level (State of Califarr#010), indicate more than a third (39% at P1

and P2) of all NHWs resided in the high-SES qlentvhile the largest proportion of
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Vietnamese women were identified to fall within tbev-medium SES quintile for both time

periods (P1=31%, P2=35%), and similarly for LCT wen{P1=22%, P2=28%). However,

Hispanics had the largest proportion of cases irgsid the lowest SES quintile (P1=35%,

P2=34%).

Table 3.6 — Tumor Registry Characteristics
(Percent of female invasive breast cancer cases, tace/ethnicity, by selected characteristics,

in LA & OC, over two time periods)

P1 P2 P1 P2 P1 P2 P1 p2 P1 P2

Dg%‘;g;s 25-34 35-49 50-64 65+

NHW 1.35 1.08) 17.30; 17.03 3459 36.194 46.76; 45.72

Hispanic 4.19 3.80] 32.10: 29.44 35.13: 37.7qq 2858  29.02
Vietnamese 2.77 4.37] 39.03 34.03 3995 39921 18.24 21.67

LCT* 2.65 3.13] 33.77 21.09 4768 56.24 15.89 19.53
Ms?gtti Slr:]?;?;iggver Married Separated Divorced Widowed

NHW: 13.39 15.04 54.50. 54.7¢ 1.11 1.01} 11.50: 12.0§ 19.50: 17.18
Hispanic 19.57 21.70q 57.01; 55331 2.00 1.92 8.70 9.59] 12727 11.48
Viethamese 19.09: 22.0 63.72 69.09 0.72 0.40] 7.88 3.03 8.59 5.45

LCT* | 17.93. 21.14 6345 58.54 0.69 0.81 8.97 8.13] 8.97 11.38
SES Low Low-Medium Medium Medium-High High

NHW 5.05 5.94] 11.41 10.82] 18.03 16.95] 26.14. 26.36 39.37 39.92
Hispanic. 35.17. 34.37] 25.68: 2531 17.66; 17.694 12.56 12.81 8.94 9.82
Vietnamese 15.70 13.50| 31.18; 34.98] 21.71: 23.38] 15.01; 13.12 16.40; 15.02

LCT* | 2053, 22.66] 2252 28.13] 21.19;, 17.19] 19.87 16.41 15.89, 15.63
Insurance Private Public Not Insured

NHW: 61.76: 59.254 37.31 39.84 0.92 0.91

Hispanic 54.78  49.50 42.07: 48.17 3.16 2.27
Viethamese 57.48 51.09 40.68 47.78 1.84 1.17

LCT* . 53.62. 45.04 42.03: 52.4q 4.35 2.46

P1 = Time period 1, pre-NOA (2000-2005)
Note: Each race/ethnic group line, within each tipggiod = 100%

*Laotian, Cambodian, Thai

In terms of Stage at Diagnosis, data was defined)dscalized or Stage I, breast cancer

confined to the primary tumor site-has not sprealgrnph nodes or distant sites, 2) regional or

P2 = Tineeipd 2, post-NOA (2006-2010)

Stages Il/11l, tumor has spread to regional lymphles, and 3) distant or Stage IV, tumor has

metastasized-spread to distant tissues or orgaatgo(l Cancer Institute, 2013).
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Table 3.7 — Tumor Registry: Stage at Diagnosis
(Percent of female invasive breast cancer cases, tace/ethnicity, by stage at diagnosis, in
LA & OC, over two time periods)

Localized Regional Distant
P1 P2 P1 P2 P1 P2
NHW 62.5 64.1 31.0 29.5 4.2 4.7
Hispanic 53.3 54.5 38.8 37.7 5.3 5.9
Viethamese 61.2 64.5 34.0 30.4 3.0 3.6
LCT* 57.6 57.8 31.8 30.5 7.3 9.4

P1 = Time period 1, pre-NOA (2000-2005)
*Laotian, Cambodian, Thai
Notes: a)“Unstageable “was excluded from the talbleEach race/ethnic group line, within each tinegipd <100%

P2 = Tineeipd 2, post-NOA (2006-2010)

Results show that all ethnic groups generally fedd the same pattern between the two
time periods for each stage, such that there veasadl increase from P1 to P2 in the percentage
of women diagnosed with localized (1.2-3.3% inceg@asd distant (0.5-2.1% increase) breast
cancer, while the distribution of cases at theaeal stage shows a decline (between 1.1-4.6%
decline) from P1 to P2 (see Table 3.7, Chart 3dL@Gmart 3.2). In terms of differences between
ethnic groups, the proportion of SEAs with locali¥iethamese P1=61.2% and P2= 64.5%;
LCT P1=57.6% and P2=57.8%) disease was more sitoildHWs (P1=62.5% and P2=64.1%)
than Hispanics (P1=53.3% and P2=54.5%), who hdaehnigroportions with regional disease.
However, LCT’s had the highest proportion with digtdisease compared to the other

racial/ethnic groups (P1=7.3%, P2=9.4%) (see Charand 3.2).
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Chart 3.1 —Period 1, All Ages by Stage at Diagnosis
(Percent of female invasive breast cancer casesliA & OC, 2000-2005)

Period 1 (2000-2005)
All Ages (25-65+) by Stage at Diagnosis
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Chart 3.2 —Period 2, All Ages by Stage at Diagnos
(Percent of female invasive breast cancer casesliA & OC, 2006-2010)
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3.4.4 Quality of Care & Hedth Care Utilization
As previously described, since facility permissiorexamine data on patients being s

at each facility was not obtained, an ecologicallgsis was conducted by examining outcc
measures of the patients living in the censuss surrounding each facility. Institution
addresses were used to define the focal poinhfocatchment areas. The catchment areas

first constructed by defining a -mile radius around each facility, but due to thesel proximity
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of some of the facilities, there was substanti@rap of these catchment areas (see Appendix
3.10-Map of 2.5-mile Catchment Area). Thus theluaient areas were reduced in size to a 1-
mile radius to minimize overlap between facilitisee Appendix 3.11-Map of 1-mile Catchment
Area). By reducing the size of the catchment aneanimber of breast cancer patient cases also
decreased (see Table 3.8-Breast Cancer Casesiy Gaichment Areas).

Table 3.8-Breast Cancer Cases in Study Catchment Aas
(Total number of female invasive breast cancer caseby hospitals in LA & OC, by PNP
facility type, in catchment areas)

2.5-mile radius 1-mile radius

Hospital | PNP-available | PNP-unavailable | PNP-available | PNP-unavailable
ID (n=4) (n=9) (n=4) (n=9)
1 1,010 279
2 1,483 488
3 926 255
4 1,159 372
5 674 196
6 868 174
7 894 235
8 1,259 383
9 1,469 663
10 1,276 244
11 1,505 393
12 1,171 281
13 994 366

TOTAL 4,642 10,046 1,618 2,711

Dates data accessed: 2.5-mile radius (5/31/2013)jle radius (6/24/2013)
PNP = Patient Navigation Program

Using data based on the 1-mile catchment aredapthlenumber of women identified as
having received surgery within 30 days (<30 dayter aiagnosis show that the amount of SEA
breast cancer patient cases is less than 300 fiortinte periods compared to NHWs and
Hispanics (see Table 3.9- Received Surgery Withid&ys, By Time Period). To assess whether
enactment of the NOA and the availability of PNRswnstrumental in improving the time
between diagnosis and surgery (Q4), aggregatedmpatata among PNP-available and PNP-

unavailable facilities were compared. The proportof patients, at all stages, who received
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surgery within 30 days (see Table 3.9) was highprexNOA period at both PNP-available and
PNP-unavailable facilities. Compared to Hispanig BHWS, the number of SEAs who
received surgery within 30 days was higher at liatle periods in PNP-available facilities,

although the numbers are small.

Table 3.9 — Received Surgery within 30 days (<3@ws), by time period

(Number & Percent of female invasive breast cancerases in study catchment areas)

PNP - Available PNP-Unavailable

ALL Pre-NOA Post-NOA Pre-NOA Post-NOA
STAGES N (%) N (%) N (%) N (%)
NHW 433/703 (61.6%) 290/635 (45.7%) 482/783 (61.6%) 267/593 (45.0%
Hispanic 70/104 (67.3%) 53/112 (47.3%) 296/561 (52.8%) 190/482 (39.4%
Vietnamese 10/14 (71.4% 7/14 (50.0%)  68/85 (80.0%)  47/106 (44.3%
LCT 2/2 (100.0%) 0/0 (0.0%) 12/22 (54.5%) 8/12 (66.7%)

Total | 515/823 (62.6%)| 350/761 (46.0%)| 858/1451 (59.1%) 512/1193 (42.9%)

Pre-NOA = 2000-2005 Post-NOA = 2006-2010  PNP =iénttNavigation Program

With regards to the number of days between diagreowl surgical treatment for “all
stages”, the median time to surgery after diagneass substantially longer in the post-NOA
period compared to the pre-NOA period, howeverdhemnds were similar for patients at PNP-
available and PNP-unavailable facilities during tihve time periods (see Table 3.10). Looking
specifically at SEAs for “all stages”, data shoWwattmedian time to surgery was generally
higher for Viethamese women during the post-NOAgqukat both facility types compared to

LCTs (however the numbers for LCT were small). Nthaless, the medians for the Vietnamese

were very similar to those for NHWSs.
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Table 3.10 — Median time (days) to Surgery, by stagof diagnosis

(Female invasive breast cancer cases in study camsént areas)

PNP-Available PNP-Unavailable

ALL Pre-NOA Post-NOA Pre-NOA Post-NOA
STAGES Days (N) Days (N) Days (N) Days (N)
NHW 22 (671) 30 (592) 21 (729) 30 (537)
Hispanic 18 (97 32 (102) 26 (522) 35 (421)
Vietnamese 7 (14 29 (13) 10 (84) 29 (92)
LCT 8 (2) 0 (0) 13 (17) 12 (11)

Total 22 (784) 30 (707) 21 (1352) 31 (1061)

Pre-NOA = 2000-2005

Post-NOA = 2006-2010

PNP =i&atNavigation Program

3.5 — Discussion
The literature shows that patient navigation is maoeveasingly seen as a vital component

in transforming health systems to focus on pattemtered health care. This study addressed the
gaps in the literature by investigating whetherghactment of the NOA signaled an institutional
recognition of the contribution of PNPs as a viat#evice to improve access to cancer care
services and quality of care for SEA breast capaéients. More specifically, the research 1)
assessed health care facility awareness of the RPéxplored the NOA's role in establishing
PNPs, 3) investigated the quality of the PNPsim$eof the cancer care services provided for

SEASs, and 4) examined whether the NOA had an impatime to treatment.

3.5.1 Awareness of the NOA
Detailed information about the NOA indicates tha policy was authorized to

appropriate funds to eligible applicants begin@9§6 and not beyond the end of September
2010, hence the designation of the post-NOA (200832 funding period (U.S. Government
Printing Office, 2005). Eligible NOA grant applita include health care institutions (i.e. public
or nonprofit private health centers, a health figcibral health clinics, or academic health
center, etc.) who can demonstrate that funds willtilized for the expansion or development of
new services to individuals who would otherwise Imate access to health care services (U.S.

Government Printing Office, 2005). Therefore, aeglth care institution with the intent to
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develop a PNP was eligible to apply for NOA funidewever, additional information pertaining
to the selection criteria for the receipt of fumslsot available and specific information about
funded institutions is limited.

The findings suggest there was no association leetwee NOA and the availability of
PNPs in the LA and OC areas of the study after 2B@Sed on responses to the Short Telephone
Questionnaire, only four PNPs were developed amdemented by PNP-available facilities
during the 5-year post-NOA period and questionna@spondents at these hospitals were not
familiar with the NOA. Another two PNPs were crehtyy PNP-unavailable facilities after the
NOA funding period ended in 2010, and these insbiis were also not aware of the NOA. Due
to the format of the telephone survey, knowledge @amareness of the NOA was only asked of
facility representatives at hospitals with estdid$ PNPs. If respondents indicated “no” to the
availability of a PNP, the survey ended. Thus,dat collected does not provide information to
determine if facility representatives, from facdg without PNPs, were familiar with the NOA.

Additionally, participants contacted and identified the Short Telephone Questionnaire
may not have been the most appropriate individisatespond to the survey and not all
guestionnaire respondents may have been in pasitibauthority to be familiar with or
contribute to decisions associated with federalcpd. Lack of NOA awareness among facilities
with PNPs may also be due to the terminology useddntify programs designed for cancer
patients. Not all cancer care services are lab@miedentified as “patient navigation”, so
connecting to the appropriate department or idgntifa knowledgeable representative to gather

data about their cancer care programs may not lbese made.

3.5.2 NOA Role in PNP Development
Investigation of the NOA's role in establishing P3\Rs noted from the Short Telephone

Questionnaire, indicates that PNP-available faeditlid not develop programs because of the
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legislation. This finding correlates with the iaitpolicy analysis, which indicated that the NOA
funded four sites in California but did not alloedtinding to any of the identified PNPs in LA or
OC. However, the policy may have contributed toitteeeased availability of PNPs such that
the federal recognition and support of PNPs maglsavved as affirmation and as a catalyst for
revisions to institutional policy or practice guiitkes to establish patient-centered care programs
for cancer patients, which may have been “fulfilledother ways. For instance, the
Commission on Cancer-Cancer Programs Standardsi0tti2 American College of Surgeons
was identified as the reason behind the developoidPNPs at two PNP-available facilities.
While the two PNP-unavailable hospitals indicatediication requirements was one of the
driving factors for the establishment of PNPs. Tdsults from the Short Telephone
Questionnaire also imply that policies, whethethatfederal or institutional level (i.e. adherence
to guidelines from the Commission on Cancer), eseme influence in guiding facilities to
evaluate the feasibility of establishing patientteeed programs.

Although specific certification or accreditatiorograms were not identified by the two
PNP-unavailable facility representatives, nor was topic assessed further by the surveys, an
assumption may be that certification requiremeatste National Standards for Culturally and
Linguistically Appropriate Services in Health anddith Care (National CLAS Standards) could
have prompted the development of PNPs. For instdhedéNational CLAS Standards (a total of
15 standards) was formally adopted in 2001 by tfie®of Minority Health, a division of the
Department of Health and Human Services, and wsigiaed to assist individuals and health
care organizations to help eliminate health caspatities by tailoring health care services to
meet an individual’s cultural and linguistic predaces (Cross Cultural Health Care Program,

2014). The patient-centered communication stand@tAS Standards #4 to #7) was approved
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by The Joint Commission-Board of Commissioners @z&nber 2009 and took effect in January
2012 (Cross Cultural Health Care Program, 2014ic®thf Minority Health, 2013; The Joint
Commission, 2011). The patient-centered communmicaiandards state that facilities seeking
accreditation through The Joint Commission andtirtgins receiving federal funds must meet
standards associated with 1) educating and traiesxers, 2) offering individuals language
assistance, 3) informing individuals about the lamlity of language services, and 4) ensuring
the competence of leaders providing language assist(Office of Minority Health, 2013).

Thus, health care institutions may decide that libgveent of PNPs is an ideal vehicle for
addressing this certification requirement while @lit@neously providing access to and assistance
with other health care services.

Descriptive information gathered from the Facifyrvey point to the diversity and the
complexity of services offered by existing PNPsligating that standardized guidelines for the
development of navigation services have not bewabkshed. However, with the reauthorization
of the NOA through 2015, the policy now requiresvrggantees to ensure that patient navigators
meet core proficiencies and that organizationdyéne navigators’ expertise according to the
work they will perform (George Washington Cancaestillite, 2013; Moy & Chabner, 2011).
Additionally, Standard 3.1-“Patient Navigation Pees” of the Commission on Cancer outlines
the four criteria for establishing PNPs in ordarda institution to be deemed compliant and
receive accreditation (American College of Surge@042). Therefore, minor steps are being
made towards establishing standardized guidel®igsough both entities provide parameters
for the development of PNPs, compliance are ordyired of facilities seeking accreditation or
to maintain/access federal funds. These guidenesiot applicable to organizations and

smaller health care facilities that develop PNPseHan patient requests or community needs.
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Responses from the survey also indicate that pnogrgoport from facility staff and
hospital administration, in the form of program depment, securing facility and administrative
approval, and obtaining funds, were primary factorthe development of PNPs. Therefore,
policies and guidelines may not prove meaningfléss program leaders are present and take
necessary actions to support initiatives, or ustihbursement becomes part of the capitation
package with more evidence to encourage the change.

The type and availability of patient navigators htigave also been contributing factors
in the development of PNPs. Since nurses and seoiders served as patient navigators for the
PNPs at PNP-available and PNP-unavailable ingtitgtithere may have been less concern from
hospital administration and program supporters att@ipatient navigators’ knowledge of the
health care system and their ability to provideedar breast cancer patients. As a result of their
clinical background, these individuals require ligasing than lay health workers and they may
already have the skills and credentials to supgadtguide breast cancer patients throughout the
cancer care continuum. Additionally, recent studiegatient navigation programs found nurse
navigators to be valuable resources in enhancegaltient’'s cancer experience by providing
education and information during early cancer canpyoving outcomes (e.g. length of hospital
stay), and reducing problems with care coordinatiGorber, Padula, Gray, & Powell, 2011; Lee
et al., 2011; Wagner et al., 2013).

Conversely, financial assistance and insuffici¢affing were highlighted by three out of
five program facilitators/navigators as barriersite development of PNPs, suggesting the need
to address issues associated with capacity buikmigprogram sustainability. Without proper
personnel to conduct the day-to-day organizatiahraanagement of the PNPs and to maintain

program activities, as well as funding to suppatignt navigators and program staff, PNPs will
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cease to exist.

3.5.3 Availability & Quality of PNPs
Most notably, data collected from the Short TeleghQuestionnaire on the quality of

PNPs and the availability of cancer care servicesiged to SEAs show that such services were
limited at facilities with PNPs. A total of two oaf four PNP-available facilities indicated that
linguistic and cultural services were availabl@#tients, but only one hospital stated that their
program specifically targeted Vietnamese patiegitproviding Vietnamese interpreters.
According to statistics from the LA-CSP, this OGséd facility provides assistance to 4.3% of
SEAs, while the other two PNP-available facilitsesves approximately 2-3% of the SEA
community residing in LA. Of the two facilities vatPNPs after 2010, one provides assistance to
6% of SEAs while the other serves no more than 28¥ough the proportion of SEAs at these
facilities is low, the availability of linguisticesvices for Cambodians, a group previously noted
as having the highest rate (10.6%) of limited Estgfproficiency (LEP) in comparison to other
AA groups, was lacking in the contacted facilitf@gilson, Chen, Grumbach, Wang, &
Fernandez, 2005). The limited resources availab®8As may also be attributed to the lack of
linguistically and culturally trained and qualifieadividuals for these AA subgroups. Although
the PNP-available facility, which offers Viethaméaeguage assistance, is geographically
located near a Vietnamese enclave, one cannot agbatall Vietnamese patients will access
cancer care services at that hospital.

To further assess the availability and quality BFR, a review of the Facility Survey
data supports the fact that services for SEAscisiitg, such that only one of the PNP-available
facilities specifically targeted patients from a/S&mmunity. Data also shows that the second
PNP-available hospital focuses on uninsured or tgeteed and low-income individuals, while

the third did not specify. Conversely, both famkt that developed PNPs after 2010 provided
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services to uninsured/underserved, low-incomegg®l groups and all ethnic groups.
Additionally, assistance is available to individuafF all cancer types. These findings indicate
that available PNPs are not selective and are tippatients with the greatest needs. Yet, of the
four hospitals with PNPs identified, only one hadvices tailored for Vietnamese patients.
Given the proportion of SEA patients served atélfasilities, the availability of PNPs targeting
this AA subgroup appears to be enough at this poinime. There also appears to be a limited
demand for PNPs or resources for SEAs. Howevesethee only assumptions and additional
research is warranted to fully ascertain the le¥eultural and linguistic services needed and
requested by SEAs receiving care at these fasilitie

With regard to the quality of PNPs, a review of tyyge of assistance provided shows that
education was the primary service offered by th@®Bit all facilities (PNP-available and PNP-
unavailable), followed by functional tasks (i.eheduling appointments and access to
treatments). The data suggests that knowledge @hootr and disease management,
specifically breast cancer, would serve as thetgstadvantage of PNPs, especially for ethnic
groups with linguistic barriers and limited knowtgdof the U.S. health care system. According
to the Facility Survey, patients are matched wakigators based on their cancer type and
assistance is provided only upon request, as itetiday two PNP-available and two facilities
with PNPs established after 2010. Results also shatpatient navigators at PNP-available and
the hospitals with PNPs established after 2010igeoassistance at each stage of the cancer
continuum, but primarily during the period betwegagnosis and treatment. This suggests that
institutions recognize the importance of accessatwer care services and getting patients to
timely treatments. Factors associated with timebeipt of treatment may be due to the 1)

diversity and complexity of current breast canceatments, 2) severity of a patient’s cancer
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diagnosis, or 3) patient’s comfort level and cafyai access the health care system. For SEAS,
especially new immigrants, time to treatment issuag be linked to their limited knowledge on
how to access cancer care services, which maybalsafluenced by language and cultural
practices.

The availability and quality of PNPs can also bexsuged by the patient navigators’
background. Findings from the Facility Survey irade&that requirements to serve as a navigator
has not been standardized such that two hospa&®P-available and a PNP-after 2010) stated
that navigators should have at least have a batheélegree, some (a PNP-available and a PNP-
after 2010) noted that their navigators should bhedlbgy Certified Nurses or Nurse
Practitioners, while others (two PNP-available) did have established job descriptions and
simply identified navigators according to theirééof experience. The data suggests that
familiarity with cancer care services is importaydt the skills and understanding to work with

ethnic specific populations has not been identifisdriteria for PNPs.

3.5.4 Time to Treatment
Secondary analysis of tumor registry data was woted to explore health care

utilization among SEA women, focusing specifically timely receipt to treatment (i.e. surgery
within 30 days) after diagnosis. However, quantieaainalyses did not yield enough information
for SEAs because of small sample sizes. The lowbhaurof patient cases is attributed to the
geographic proxy approach conducted in lieu of hakpermissions to review facility specific
patient cases. An initial review of the data, comm@aPNP-available and PNP-unavailable
facilities, suggests that the overall percentageahen for “all stages” who received surgery
within 30 days after diagnosis during the two tipggiods did not differ by availability of PNPs,
but both groups showed a reduction in the propometting surgery within 30 days between the

Pre-NOA and Post-NOA time periods (Pre-NOA: PNPHabée =62.6%, PNP-unavailable
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=59.1% and Post-NOA: PNP-available =46.0%, PNP-aitavle =42.9%). These results did not
show that SEAs differed from NHWs on these outcomeasures, although the numbers of
SEAs were small.

The few number of SEA patient cases at both PNHadla and PNP-unavailable
facilities would suggest that this population graogy have either 1) sought surgical care at
hospitals other than those identified for the sfjydeclined to seek breast cancer treatment, or
3) chose different treatment approaches. Additioesgarch is needed to fully ascertain the
reason for the low number of SEA patient casesulealso indicate that SEAs followed the
general trend of the benchmark group (NHWSs) angh&tigcs, such that median time to surgery
for “all stages” was better pre-NOA at PNP-avaiathlan PNP-unavailable facilities. These
findings suggest that the availability of patieavigators, as implemented in these institutions,
was not associated with improved time to treatnf@nSEA women. However, this study did not
assess whether patients, at the identified fagslitactually utilized the patient navigation
services. Further research is needed to fully asg#ization of services offered by PNPs.

Additionally, the higher median time to surgery pN©A may be attributed to the
increased variety and complexity of breast caneatinent options, such as the availability of
neoadjuvant therapy, which may cause women to delegery (Chong et al., 2010). A review of
current approaches to breast cancer treatmentitedithat the benefits of neoadjuvant treatment
involve increased likelihood of breast conservaaod broader surgical options (Connolly &
Stearns, 2013). However, a recent study among Amevoin California who were diagnosed
with early stage breast cancer suggests that AAemodo not follow this trend and tend not to
choose breast-conserving surgery (Gomez et al2)20he research by Gomez and colleagues

may be indicative of the low number of SEAs, conedaio NHW and Hispanics, who received
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surgery within 30 days for this dissertation study.
Overall, the results presented in this researaitifates that the NOA did not directly
contribute to the availability of PNPs and theraassupport that the NOA improved the quality

of care measures assessed in this study.

3.6 — Limitations
A larger sample of facilities with PNPs and anays time to treatment for patients

actually using the PNP versus those not using aiBiPprovide a better assessment of the
association between PNPs and quality of care messaind would allow for control of other
confounding factors that may impact treatment deRgtient reported measures, such as

satisfaction with care, should also be considemddture evaluations of PNPs.
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3.7 — Appendices

Location

LA
LA

LA
LA
LA

LA
LA

LA
LA
LA

LA

LA
LA
LA

LA

LA

oC

oC
oC

oC

oC

oC

Hospitals where SEA
Patients were seen

Garfield Medical Center
Hollywood Presbyterian/
Queen of Angels
Huntington Memorial
LAC/USC

Alhambra Community/
Alhambra Hospital
Medical Center

City of Hope

Fountain Valley
Community/ Fountain
Valley Regional Hospital-
The Center for Breast Car
Kaiser Baldwin Park

Kaiser LA
Kaiser Panorama

Kaiser Woodland Hills

Long Beach Memorial
Northridge Medical Center
San Gabriel Community/
San Gabriel Valley
Medical Center

Glendale Adventist
Medical Center
Providence St. Joseph
Medical Center - Disney
Family Cancer Center
Fountain Valley
Community/ Fountain
Valley Regional Hospital-
The Center for Breast Car
St. Joseph Orange

Kaiser Anaheim

OLD name:FHP Fountain
Valley -->NEW name:
Orange Coast Memorial
Hoag Memorial
Presbyterian/Hoag Family
Cancer Institute Patty &
George Cancer Center
UC Irvine Healthcare

Appendix 3.1 - Facilities List

Percent Of
SEA Patients Address
seen
15% 525 N. Garfield AvMonterey Park, CA 91754
6% 1300 North Vermont Avenue, Los Angeles, CA
90027
6% 100 W. California BlvdRasadena, CA. 91105
6% 1200 North State Street, Los Angeleés, 90033

approx. 2-3% 100 South Raymond Avenue, Alhambra, CA

91801

1500 East Duarte Road, Duarte, CA 91010
11190 Warner Avenue, Suite 214, Fountain
Valley

approx. 2-3%
approx. 2-3%

1011 BaldwirrkeBoulevard, Baldwin Park, CA
91706
4867 Sunset Boulevards lkmgeles, CA 90027
13651 Willard Streanorama City, CA 91402,
Health Education = Central Medical Office Bldg.,
13652 Cantara St, North 2 Medical Offices
5601 De Satee. Woodland Hills, CA 91365
& Complete Care Mgmt = Medical Office Tower,
Entrance 5, 3rd Floor
2801 Atlantic Avenue, Long Beach, CA 90806
18300sBme Boulevard, Northridge, CA 91325
438 W Las Tunas Dr, San Gabriel, CA/81
626-289-5454

approx. 2-3%
approx. 2-3%
approx. 2-3%

approx. 2-3%

approx. 2-3%
approx. 2-3%
approx. 2-3%

Not available 1509 Wilson Terrace, Glendale, CA 91206
Not available 181 S. Buena Vista St., Burbank, CA 91505
53.7% 11190 Warner Avenue, Suite 214, Fountain
Valley
9.3% 1100 West Stewart Drive, Orange, CA 92868
4.6% OC Anaheim Medical Centdd@BE La Palma
Ave. Anaheim, CA 92807 & KP Anaheim
Medical Center (Women's Health Services), 441
N. Lakeview Ave., Anaheim, CA 92807
4.3% 9920 Talbert Avenue, Fountain Valley, CA
92708-5153
4.1% One Hoag Drive, Newport Beach, CA 92663
4.1% 101 The City Drive BoWrange, CA 92868
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ocC Garden Grove Medical 3.1% 12601 West Garden &Boulevard, Garden
Grove, CA 92843
ocC St. Joseph Health - St. Juc Not available 101 E. Valencia Mesa Dr., Fullerton, CA 92835
Medical Center
ocC St. Jude Heritage Medical Not available 2151 N. Harbor Blvd., Suite 3200, Fullerton, CA
Group 92834-4138
KEY
Yellow Duplicate between geographic area  Total =1
Available PNP
Green (LA-CSP & web search overlap) Total =4
Orange Web Search Only Total =4
LA = Los Angeles OC = Orange County SEA = South&amns

The Facilities List was from the Los Angeles Carfserveillance Program (LA-CSP)
and generated by Dr. Ann Hamilton, Associate Peafesf Research at the University of
Southern California, who holds administrative oigitsover the use of registry data
through the LA-CSP.

Data involved frequency counts of female South@agin (SEA) and non-Hispanic
white (NHW) breast cancer patients, residing inltbe Angeles (LA) and Orange
County (OC) regions during the 2000-2005 and 200832ime periods.

The hospital data from these specific LA-CSP cesimgjs were reviewed to distinguish
and identify facilities (n=20) that served at le2s3% of SEA women diagnosed with
invasive breast cancer.

Additional health care facilities with PNPs weremtified through a web-based search
(n=4).

The list obtained from the LA-CSP and the list gatexd from online research were
compared to determine if there was any overlap éetviacilities (n=4), where patients
actually accessed care and institutions that afféfé services and to showcase the
variance in availability of PNPs.

The “Facilities List” indicates the contact infortiwan (i.e. facility address and phone
numbers for patient-centered departments) for daekth care facility identified through
the LA-CSP and web-based research. This list vesetpanded and utilized as a call
log to document notes and tasks from phone coniensaas well as record the
availability of PNPs and permissions received tweas LA-CSP data.
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Appendix 3.2 — Short Telephone Questionnaire

SHORT TELEPHONE QUESTIONNAIRE

These questions refer to the patient-centered care programs available at your facility.
Some questions will specifically reference “patient navigators”, but the term used at

” u

your facility may range from “lay health worker”, “patient advocate” or “nurse
navigator”, Please answer the questions to the best of your ability using the terms

used at your facility.
Facility Name: Date:
1. Does your facility currently have a cancer navigation program in place to assist patients

| 2.

3.

4,

after receipt of a breast cancer diagnosis?
I:I Yes = Please answer Questions #2-6
I:‘ No = Thank you.

When was the program first established? {c-v}
Month Year
{Prompts: 5 years ago, 10 years ago, more than 10 years ago}

What was the impetus for establishing a program? (Please check all that apply) {C-Y}
I:‘ Patient need

I:‘ Facility need
I:‘ Legislation
I:I Compliance with certification requirements

I:I Research project
I:I Other - please specify

Was the Patient Navigator Outreach and Chronic Disease Prevention Act of 2005 (NOA)

related to the establishment of the program?* ? {c-y}
* The NOA granted the Secretary of Health and Human Services the authority to award funds for the
establishment of patient navigation programs over a five-year period.

I:‘ Yes
I:‘ No

I:I Don’t Know
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5. At what stage in the health care process are patient navigators assigned/matched with
a patient with breast cancer? {E-Y}

I:I Screening
I:I Diagnosis
I:‘ Treatment
I:I Post-Treatment/Follow-up

I:I Other - please specify

6. Does your cancer patient navigation program provide cultural and linguistic services to
the following Southeast Asian Ethnic groups? (Please check all that apply) {C-Y}

Cultural Language Other

a. I:I Cambodian I:I I:I I:'

When was the program first established? {c-v}
Month Year

b. I:I Lao I:I I:I I:'

When was the program first established? {c-v}
Month Year

C. I:‘ Thai I:' I:‘ I:'

When was the program first established? {c-v}
Month Year

d. I:I Vietnamese I:' I:I I:'

When was the program first established? {c-v}
Month Year

These are all the questions I have for today. Thank you for your time and assistance!
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Appendix 3.3 — Initial Script to Contact Facilities

Initial Script to Contact Facilities
INTRODUCTION

Hello, my name is Annalyn Valdez-Dadia and I am a doctoral student at the UCLA Fielding
School of Public Health. I am conducting a research study to understand patient-centered
care programs, particularly navigation programs aimed at assisting Southeast Asian breast
cancer patients.

Would you be able to assist me?

{If YES} May I schedule a 15-minute phone meeting with you to discuss my study and
conduct a brief questionnaire?

{If NO} Who is the best person to call? May I have their name and contact number?
{If referred to someone, use same script above to schedule phone meeting.}
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Appendix 3.4 — Facility Survey
FACILITY SURVEY

These questions refer to the patient-centered care programs available at your facility.
Some questions will specifically reference “patient navigators”, but the term used at

” u

your facility may range from “lay health worker”, “patient advocate” or “nurse
navigator”, Please answer the questions to the best of your ability using the terms
used at your facility.

Facility Name: Date:

1. Who does the patient services program target? (Please check all that apply) {C-v}
I:‘ Underserved/Uninsured
I:‘ Low-income
I:' Age groups - please specify: ____
Ethnic/Language groups - please specify: ______

I:I Cancer types - please specify:
[ ]Breast [ JColorectal [ ]Cervical |:|Lung [ ]Prostate [ ]Other

I:I Other - please specify:

2. What types of services are provided? (Please check all that apply) {c-v}
I:I Scheduling appointments
I:I Transportation to/from appointments

I:‘ Assistance with health care related paperwork (e.g. insurance forms)

I:‘ Finances
I:‘ Education

I:‘ Access to screening services

I:I Access to diagnostic services

I:I Access to treatment services

I:I Access to post-treatment services

I:‘ Counseling

I:‘ Chronic disease self-management support

I:‘ Pain management
I:I Other - please specify
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3.

4,

5.

How are patients managed through this system? (Please check all that apply) {c-v}
I:I Assistance from screening to diagnosis
I:I Assistance from diagnosis to treatment

I:‘ Assistance from treatment to post-treatment/follow-up
I:I Other - please specify

What level of support is provided?

I:‘ Patient navigator acts as case manager through ALL visits

I:‘ Patient navigator acts as case manager during cancer related visits
I:I Patient navigator visits only upon request

I:‘ Other - please specify:

What led to the development of the program? (Please check all that apply) {C-Y}

I:I An individual - please specify name ______

I:I Community advocates (e.g. cancer survivors, community agency staff, etc.)

I:‘ Facility staff (e.g. Program Coordinators, Facility Managers, etc.)
Administration (e.g. Hospital administrators, etc.)

I:‘ Healthcare professionals (e.g. Nurses, Physicians, etc.)

I:I Volunteers - please specify ______

I:I Other - please specify ______

How did program leaders assist/help in the development of the program? (Please check
all that apply) {F-v}

Development of ideas/program
I:I Obtain funding
I:I Obtain facility approval to administer program
I:I Create training curriculum
I:‘ Recruitment
I:‘ Identification of navigators
I:‘ Marketing
I:I Other - please specify ______
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7. What types of resources and/or tools did program leaders use during the development
of the program? (Please check all that apply) {F-v}

Community meetings
I:I Flyers
I:‘ Fundraisers
I:I Training curriculum

I:I Other - please specify

8. Did you receive any funding to support the program? {C-y}

I:‘ Yes
I:I No

I:I Don’t Know
a. Ifyes, what was the funding source?

b. Ifyes, did you have ongoing funding to support the program?
Yes - please specify how funding is maintained

Donations
I:I Grant funds
I:I Hospital operational funds
I:‘ Medicaid reimbursement

I:‘ Other - please specify:
[ INo

I:I Don’t Know

9. What type of patient navigators do you use? (Please check all that apply) {F-v}
Lay health workers
I:‘ Peer navigators
I:‘ Nurse navigators
I:‘ Social Workers
I:I Patient Advocates

I:I Other - please specify

10. Do you also use volunteer (unpaid) patient navigators?

I:‘ Yes
I:‘ No

I:‘ Don’t Know
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11. How many full-time equivalent (FTE) patient navigators do you use? {E-Y}

I:I Don’t Know

12. Are patient navigators paid? {F-1}

I:I Yes
I:‘ No

I:I Don’t Know

a. Ifyes, how are patient navigators paid?
By a community-based agency
I:I By the hospital/healthcare facility

By health insurance companies
I:I Other - please specify

13. How many patients have participated in your navigation program in 2011? {E-Y}
# of new patients
# of patients who received services

I:‘ Don’t Know
a. How many are breast cancer patients?

I:I Don’t Know

b. How many are Southeast Asian (e.g. Cambodian, Laotian, Thai, Vietnamese)?

I:I Don’t Know

14. Do your patient navigators receive any type of training? {F-v}
Yes

I:I No
I:I Don’t Know

a. Ifyes, what type of training is required?
I:I Don’t Know
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15. What are the requirements to become a patient navigator? (Please check all that apply)
{F-Y}

I:‘ Certification program

I:‘ Bachelor degree

I:‘ Master degree

I:I Nursing license

I:I Ethnic/Language group

I:‘ Other - please specify ______

16. How are patient navigators assigned or matched with a patient? (Please check all that
apply) {E-v}
Ethnicity
I:‘ Language
Geographic area
Cancer type
Stage at diagnosis
I:I Type of treatment modality
Other - please specify ______

17. Are there mechanisms to assess the timely receipt of treatment of the patient? {E-v}

I:‘ Yes
I:‘ No

I:‘ Don’t Know

a. Ifyes, how is feedback provided?
Chart notes

I:I Surveys

I:' Other - please specify ______
I:‘ Don’t Know

18. Are any mechanisms in place to assist patients if additional services are needed? {C-N}

I:‘ Yes
I:‘ No

I:I Don’t Know

98



a. Ifyes, what additional services do you provide?

b. Ifyes, do you refer patients to other services?
Yes - please specify

I:'No

I:‘ Don’t Know

c. Ifno, what were the reasons for NOT providing additional assistance
mechanisms? (Please check all that apply) {c-N}

I:‘ Did not have sufficient patient need/demand
I:I Did not have financial resources

I:‘ Did not have sufficient staff

I:I Did not have enough time to plan

I:I Other - please specify

19. Were there any barriers in the development of a patient assistance program? {F-N}

I:I Yes
I:I No

a. Ifyes, what were those barriers?
Did not have financial resources

I:I Did not have sufficient staff
I:I Did not have sufficient patient need/demand
I:‘ Did not have enough time to plan

I:' Other - please specify ______

Thank you for your time and assistance!
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Appendix 3.5 — Permission Request Message

Permission Request Message
(Will be sent by email)

Dear {name of facility administrator},
Thank you again for participating in the telephone questionnaire!

As previously discussed, aggregated hospital data from your facility will help me gain a better
understanding about Southeast Asian women with breast cancer who were diagnosed
and/or treated at your facility over a 10 year period (between 2000 to 2010).

At your earliest convenience, please select “REPLY ALL” to this message and check one of
the options below:

[ am representing hospital and we AUTHORIZE the Los Angeles
Cancer Surveillance Program permission to provide Ms. Annalyn Valdez-Dadia with
aggregated data on numbers of and other information about Southeast Asian
women with breast cancer who have been diagnosed or treated at this hospital over
the last 10 years (2000-2010) for her dissertation study.

[ am representing hospital and we DO NOT AUTHORIZE the Los
Angeles Cancer Surveillance Program to provide Annalyn Valdez-Dadia with
aggregated data for her dissertation study.

Thank you for your time and assistance!
Sincerely,

Annalyn Valdez-Dadia, MPH

Doctoral Student

Health Policy & Management
UCLA Fielding School of Public Health
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Appendix 3.6 — Process for Administering Facility 8rvey & Permission Request

1)

2)

3)

4)

5)

Ask which method of correspondence key personregeps for the
“Facility Survey” and the “Permission Request Mg&Sathen obtain

mailing address or email address for each typ@wespondence

Mail the “Facility Survey” along with the “Cover tier-Facility Survey”,
by regular mail or electronically, and ask key parsl to complete and

return within two weeks

Ask if key personnel or another person would be ablrespond to the

“Permission Request Message” and obtain the indalid email address

Send “Permission Request Message” electronicaligentified personnel
and ask individual to reply to both the study reskeer and LA-CSP

A follow-up phone call will be performed and/or amail message will be
sent if the “Facility Survey” is not returned aftbe two-week period
and/or if no response is received for the “Perrois§tequest Message”

after the two-week period

6) An additional 2 attempts to follow-up will be coraded for the “Facility

7)

Survey” and 3 attempts will be conducted for therfRission Request

Message”

Follow-up contact ends if no response is receivetithe process is
documented on the “PNP List”
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Appendix 3.7 — Cover Letter for Facility Survey

Date

RE: Facility Survey for A. Valdez-Dadia Dissertation

Dear {name},

Thank you for agreeing to complete this questionnaire. The information you provide will
contribute to my dissertation research. As previously discussed, the purpose of this study is to
understand how patient navigation or care coordination programs were developed and how
they function at your facility. The data collected from this questionnaire will be used to
understand how patient assistance programs can be integrated into the U.S. health care
system and how these types of patient-centered programs have assisted cancer patients
through their cancer experience, particularly Southeast Asian (Cambodian, Laotian, Thai and
Vietnamese) breast cancer patients.

This questionnaire will take approximately 15-30 minutes to complete. Please answer the
questions to the best of your ability. There are no right or wrong answers. Your participation
in this questionnaire is completely voluntary. After completing the questionnaire, please
return to me using the enclosed self-addressed, stamped envelope. If I do not receive your
questionnaire at the end of two weeks, I will follow-up with a phone call.

I am very grateful to you for the time you are taking to complete and return this
questionnaire!

Sincerely,
Annalyn Valdez-Dadia, MPH
Doctoral Candidate

UCLA Fielding School of Public Health
Department of Health Policy and Management
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Appendix 3.8 — Patient Demographic Variables

Variable

Definition Justification for need
Name
AGE Age at diagnosis Limit to age 35+
BIRTHPL Birthplace Descriptive
CENSUSO00 Census tract of address at time of diagihased or] Descriptive
the 2000 U.S. Census.
COLLEGE Proportion of those 25+ years with a calelggree | Descriptive
COUNTY California county of residence Limit to Lésigeles &
Orange counties
DOB Date of birth of patient Descriptive
EDINDEX Average years of schooling Descriptive
INDUS80 Type of industry or business associated e Descriptive
patient’s longest-held occupation at time of
diagnosis
NOEDUC Proportion of those >=25 years without ahhig Descriptive
school diploma
NOJOB Proportion of those >=16 years in the laloocd Descriptive
that is unemployed
MARSTAT Marital status when patient was first diagad Descriptive
MDINC Median household income Descriptive
PAYER Payer at diagnosis Descriptive
QUINYOST | Socioeconomic status Descriptive
RACE1 Race/ethnicity of the patient Limit to Camkzod Laotian,
Thai, Vietnamese & non-
Hispanic white
RELIGION Patient’s religion at time of diagnosis {oeptive
SEX Sex of the patient Limit to Females
STAGE Stage at diagnosis Descriptive
SUMSTAGE | Summary stage at diagnosis Descriptive
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Appendix 3.9 — Outcome Variables

Variable Name

Definition

Justification for
need

*DATEADM* Date patient was first seen at hospital for evadnéreatment | Outcome measure
of tumor

*DATEDX* Date of diagnosis Outcome measure

DTDEFSURG Records the date of SURGPRIM, the mofnitige surgical | Outcome measurg

resection of the primary site performed as the fiosirse of
treatment

DTSYSTEMIC (non-
surgical treatment)

Records the date of initiation for systemic thertiat is part
of the first course of treatment

Outcome measure

MARKERCA

Breast cancer tumor marker for Califordia(ER, HER?2)

Descriptive

HISTO_M2

Fifth digit of the ICD-O-2 morphology codeindicates the
malignancy or behavior of this tumor

Limit to “in situ”
and “malignant/
invasive”

HOSPNO (reporting)

Unique code for the hospitallfigewith the earliest admissio
date for this tumor

n Determine type of
facility

HOSPNO (for
treatment)

Unique code for the hospital/facility of treatment

Determine type of
facility

*RXDATE *(non-
surgical treatment)

Date first course of definitive treatment started

Outcome measure

*RXDATEC* (non-
surgical treatment)

Date chemotherapy started

Outcome measure

*RXDATEH* (non-
surgical treatment)

Date hormone therapy started

Outcome measure

*RXDATEI* (non-
surgical treatment)

Date immunotherapy started

Outcome meas

ure

*RXDATEO* (non-
surgical treatment)

Date other therapy started

Outcome meas

ure

*RXDATER* (non-
surgical treatment)

Date radiation therapy started

Outcome measure

*RXDATESN* Date when procedure for diagnostic or staging psepeas Outcome measure
performed
*SURGDATE* Date the earliest definitive surgery was performed Outcome measure
*SURGPRIM* Most extensive type of surgery performed duringfitss Outcome measure
course of treatment for the tumor
SURV_TIME Survival time in months Descriptive
CHEMOSUM Identifies the type of chemotherapy giasnfirst course of Descriptive
treatment at this and all other facilities. If ctathrerapy was
not first course of treatment, codes are providetord that
reason
TRANSSUM Identifies systemic therapeutic procedwiesn as first course Descriptive
of treatment at this facility and all other fadé# or the reason
why they were not used
DATEOFCONCLUS | Documents the date when a conclusive cancer diggnos Descriptive
IVEDX (definite statement of malignancy) is made follogvam initial

diagnosis that was based only on ambiguous teromyol

*VARIABLE NAME* = Original outcome measures';

= Calculated and recoded variables

104



Appendix 3.1 - Map of 2.5-mile Catchment Area
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Appendix 3.11 — Map of 1-mile Catchment Area
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CHAPTER 4
Practitioner Perceptions of Patient Navigation Progams (Study 2)

4.1 — Abstract
Purpose:Patient Navigation Programs (PNPs) continue to tedadively new strategy

for addressing health care disparities in the cacae arena. Although cancer patients and
caregivers appear to report high satisfaction wittrent navigation programs, few studies have
explored the perceptions of health care practit®aad the impact of PNPs on access to and
utilization of cancer care services. This studyneixes the practitioners’ experiences with PNPs
and describes the practitioner and institution&sapoint on the value of patient navigators. This
information may also provide research advocacy agtsvwith evidence to inform stakeholders
of the need for further research on the utilitypafient navigators, especially among immigrant
populations, including Southeast Asians (SEA).

Methods: Secondary analysis of 23 semi-structured intentrewscripts with 14
practitioners and 9 patient navigators was condugsing a web-based qualitative and mixed-
methods data management program. Transcripts weexldo identify primary research themes
and used to develop a codebook. Qualitative web¢baralytical tools were used to review and
analyze the data for frequency of coded themes coebccurrence, and develop a conceptual
model.

Results: Exploration of practitioner perspectives revealegport of PNPs and the
benefit of patient navigation services for assgs®EA breast cancer patients with utilization of
cancer care services. Health care practitionernsiyelg viewed patient navigation services and
referred to navigators as the “bridge” in enhang@atent-physician communication and
fostering access to cancer care services. Examimatinavigator perceptions highlighted the
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challenges they encountered in assisting SEA datieith functional tasks at the systems level.
Fear, lack of knowledge about breast cancer sexyvarel trust in health care providers were the
primary challenges SEAs encountered. Navigatorsated that supporting and encouraging
patients, as well as establishing trust with pasiemd practitioners were instrumental in
improving the patients’ readiness to access anaioervices.

Conclusions:In this study, patient navigators and health paegtitioners agreed that
incorporating PNPs at the system level would bleesfefit for breast cancer patients with limited
English proficiency and insufficient knowledge abthe U.S. health care system. Patient
navigators provide functional and emotional serviteat enable SEA patients to better
understand the importance of breast health angrthective approaches they can take to access
breast cancer care services. Advocating for a ptieel approach would be an essential
strategy in the process of disseminating and sustaPNPs, especially in programs targeting
low-income and under-served communities, such assSEuture research should assess the
approaches for reducing barriers and challengdsetadoption and integration of PNPs, such as

administrative and financial support, through,daample, adequate insurance reimbursement.

4.2 — Introduction
A 1989 report derived from the American Cancer 8tyts national hearings on cancer

among the poor contributed to the establishmettiefirst formal and published study of a
patient navigation program (PNP) in 2001 by Dr.dlidiFreeman at the Harlem Hospital Center
in New York City (Freeman & Rodriguez, 2011). Pvgitoutcomes from the Harlem

intervention have since contributed to the evolutd PNPs as a mechanism to address issues of
cancer care disparities. More importantly, indemenestablishment of various PNPs in cancer
care institutions and community-based organizati@ionwide influenced the enactment of the

Patient Navigator Outreach and Chronic Diseaseddtean Act (NOA) in 2005 and the
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development of PNP guidelines by the American @ellef Surgeons-Commission on Cancer
(American College of Surgeons, 2012).

Over the last decade, studies investigating theagl§y of PNPs have focused on the
perspectives of the patients and PNP staff (Kofadula, Gray, & Powell, 2011; Lee et al.,
2011; Yosha et al., 2011). However, the practitisngerceptions of patient navigators or PNPs
have been understudied. Other areas where maarobsis needed is to determine if PNPs
improve access to cancer care or enhance commiamnidetween patients and practitioners.
Ultimately the goal would be to determine if PNPstribute to better patient outcomes and
patient-practitioner satisfaction with care in stoeffective way.

Attempts to demonstrate the cost-effectivenesd\d¥$have indicated that PNPs
improve access to diagnostic resolution, redussctimedical costs and contribute to a reduction
in productivity losses, but overall findings weneonclusive and lacked consensus on program
impact, dissemination and sustainability due todiverse measures used to assess cost-
effectiveness (i.e. program costs, quality-adju$ifeeyear, survival rates, or earlier cancer stage
at time of diagnosis) and the heterogeneity oflalsée programs nationwide (Bensink et al.,
2013; Markossian & Calhoun, 2011; Ramsey et aD920Vhitley et al., 2011). The gaps in
research and lack of more definitive evidence eneffiectiveness of PNPs has hampered efforts
to increase the availability of PNPs at health camice institutions due to limited financial and
administrative support to move from program coniogpto actual implementation and
sustainability.

Previous studies have evaluated individual paterel perspectives, focusing on patient
experiences and patient perceptions of PNPs, amlfthat patients value patient navigators

because they provide educational information, eobdetter patient-physician communication,
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and provide emotional support and personalized (€2aeroll et al., 2010; Donelan et al., 2011;
Korber et al., 2011). Studies have also investijtte role of PNPs from the perspective of the
navigators themselves, which indicate the impoeasfgroviding informational and
instrumental (e.g. identification of financial resoes and patient-physician communication)
support (Jean-Pierre et al., 2011; T. Nguyen, &amj&agawa-Singer, Tran, & Foo, 2008).
Only one study was found that conducted a multsjpective analysis of PNP, which linked
interviews of patients with their navigator. Thadyt by Yosha, et al., consisted primarily of
non-Hispanic white (NHW) patients and navigatdiaminated the interpersonal struggles
between patients and navigators, such that navgyatestled between supporting patients who
did not follow medical advice and being investedheir well-being, while patients were
comfortable with their decisions and were unawdrth@r navigator's perspective (Yosha et al.,
2011).

Additionally, research that investigated perspesion PNPs have often been conducted
among patients at various points on the cancercmargnuum. In the study by Yosha and
colleagues, patients were identified as newly disgd breast and colorectal cancer patients who
were navigated through the completion of activeceatreatment. Research by Nguyen, et al.
involved patients who were navigated through tieabirand cervical screening process (T.
Nguyen et al., 2008), while the study by Donelad eslleagues involved breast cancer patients
receiving navigation services at a breast center ah abnormal mammogram (Donelan et al.,
2011). The difference between these studies alltaltse diverse roles and responsibilities
placed on navigators and the varying degrees ofsadents they undertake when coordinating

cancer care services for patients at differentestag the cancer continuum.
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The type of resources and services delivered bgmtatavigators, and the utility of aid
given by this group of health care advocates hhdfeen evaluated from either the patient’s
perspective or measured through access and ublizat services, such as percentage of patients
screened and number completing treatment (Don¢lah, 011; Fiscella et al., 2011; Koh,
Nelson, & Cook, 2011). Methods for evaluating tleadfits and advantages in support of PNPs
have seldom been assessed through the perspeictikecttioners. More specifically, the
opinions and experiences of practitioners who meviealth care services to immigrant groups,
such as SEAs, is needed to examine the potentia¢ v PNPs among culturally and
linguistically challenged communities, and to pd®/evidence in support of the adoption and

integration of PNPs into the U.S. health care syste

4.2.1 Background on Study by Nguyen et al.
In 2008, Dr. Tu-Uyen Nguyen and colleagues condlatstudy that involved focus

groups with navigated patients, and individualmi@vs with community based health
navigators (CBHNSs) and practitioners with the gafadeveloping a curriculum for patient
navigators. The study by Nguyen et al. was guidethé following research questions:

1. What are the important individual, interpersonaldacommunity
factors a breast health navigation program shoulidir@ss?

2. What types of culturally tailored strategies CBHMevide support
and enable SEA women to obtain necessary servioasghout the
cancer care continuum?

3. What specific training elements are needed in amanity-based
navigation program curriculum to prepare CBHNs wddffective in
their role of promoting breast health?

Research findings indicate that all four SEA subugs (Cambodian, Laotian, Thai and

Vietnamese) shared similar concerns about the eoatigs of the current U.S. health care
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system, and each group found navigators were iabé&un bridging the gap to access health
care services (Orange County Asian and Pacifio¢ida Community Alliance (OCAPICA),
2009). Results from the focus groups conducted patients was developed into a report that
summarized each SEA community’s 1) general hea#us, 2) resources for breast health care
assistance, 3) knowledge of navigation serviceg/pBs of navigation services provided, 5)
communication with practitioners, 6) beliefs regagdthe qualities and skills desired for
navigators, and 7) suggested changes and improvsiiogrthe navigation program (Orange
County Asian and Pacific Islander Community Allia©CAPICA), 2009).

Nguyen elaborated on the findings from the threrigs by describing the perspectives
of each on the use of navigation services. Analysthe transcripts found that navigated
participants acknowledged that the support andipalypresence of navigators increased their
confidence to engage in their own health care (IN§uyen, Tran, Kagawa-Singer, & Foo,
2011). The CBHNs felt that their most importaneralas providing functional support, such as
translating/interpreting information, filling oubifms and providing assistance with and to
appointments (T. N. Nguyen et al., 2011). The [iacers saw the value of navigators in
alleviating the challenges (e.g. inability to rethg importance of treatment adherence) they
faced when working with diverse communities (T.Nguyen et al., 2011). Each set of findings,

however, illuminates the findings at the individlgalel for each constituent group.

4.2.2 Research Questions & Aims
This analysis of patient navigator and practitioperspectives is one of the first studies

to attempt to understand the value of PNPs atytsies level. The perceptions of practitioners
and patient navigators themselves would add tditdrature on PNPs by highlighting the factors
these individuals identify are important in addinegsancer health disparities from the health

system standpoint. For instance, assessing conggweith patients and new immigrant groups
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in terms of the services they need and what thithheare system provides, or challenges that
would inform the organizational structure aboutcgrcare services. Practitioners and patient
navigators also have a better insight into the gjagisexist in the current health care system. The
findings generated through this process could mfstakeholders of the benefits and challenges
of PNPs, and provide insights into promising apphes for the integration and adoption of
PNPs into clinical settings at the systems level.

This dissertation study was designed to addresktheof evidence on the perceptions of
practitioners regarding patient navigation andgérceptions of navigators working with
immigrant SEA breast cancer patients. Therefoeefilo research questions for this study were:

1) How do practitioners and navigators perceive itheact of patient
navigation services on access to care and patiégsigian
communication?

2) Do the perceptions of health care practitioneosivey evidence needed
for research advocacy networks, such as the Asmarigan Network
for Cancer Awareness Research and Training (AANQAIR build on
for further research in patient navigation and fmactitioners to
support the adoption and integration of PNPs indalth services?

Using transcripts from the research conducted byfi+¥Uyen Nguyen, this study
presents the views and experiences of practitiomboshave encountered and used patient
navigators when treating SEA breast cancer patiasta/ell as the perceptions of the patient
navigators who have assisted members of the digE#ecommunities of Los Angeles and
Orange counties. This study investigates the piaicérs’ perceptions of barriers to the receipt
of timely care, focusing specifically on the intahbetween diagnosis and first course of

treatment.
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4.2.3 Theory Development
Practitioner support for the adoption and integratif PNPs would enhance the curr:

literature by illustrating the syste-wide advantages of patient navigators and utilitgatient
navigation programs in improving access to canaeg servicesA conceptual framewor
depicting the relationships asses in this dissertation is found in Figure 4Cbnceptua
Framework for Perceptions of PNP Stakeholders aasldeveloped based on findings from
analysis of interview transcriptThe current U.S. health care system is divided timtee levels
(systemglinical, and individua, which form a hierarchy of how health care serviaee
delineated and distributed from the organizatiownlto patients. As displayed in the framew
and supported in the literature, patient naviggpooside a range of funonal services to assi
patients access appropriate cancer care servieesn&ary analysis of interviews indicates
patient navigators often serve as a “bridge” betwamicians and patients. Yet, they can alst
incorporated at both the clinicahd systems level to standardize the accessibilityalth care
services for breast cancer patier

Figure 4.1 —Conceptual Framework for Perceptions of PNP StakeHders
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In this study, patient navigation services encaspaore than an individual role, but was
conceptualized as a possible service that coulddmeporated at the clinical or system level to

facilitate access to care and enhance the effexsgeof patient-physician communication.

4.3 — Materials and Methods

4.3.1 Study Design
Ethnography is a qualitative approach that emplkeasaziocus on studying an entire

culture. The concept of ethnography has been apfii@ot only investigate notions of ethnicity
and geographic location but specific groups an@wiations (Trochim, 2006). This study
applied an inductive and deductive qualitative apph to explore the experiences and views of
practitioners as it relates to the use of patiawigators among SEA breast cancer patients, as
well as practitioner and navigator perceptionsafiers associated with the adoption and
integration of PNPs into the health care system.

Inductive analysis using an iterative four-stagetent analysis approach (Singleton &
Straits, 2005), as described below, facilitateditiverpretation of the narratives and stories
expressed in the semi-structured interviews, whiahk used to build the story of the impact
PNPs have on facilitating access to care and tegration of SEAs into the U.S. health care
system.

a) Read through the interview transcripts to begiidémtify emerging ideas,

b) ldentify potential analytic categories and devedoppdebook using a web-
based data management tool,

c) Use the analytic categories to construct potettiebretical schema and
models, and

d) Use theoretical themes to develop interpretatibaséxplain the data.

Deductive analysis was then applied to assessifwaetr and navigator responses in

relation to the research questions. Key concepta the Promoting Action on Research
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Implementation in Health Services (PARIHS) framekv@ontext, facilitation and evidence)
(see Chapter 2 pp. 4-5) were used to compare thetive themes and domains with the three
components of the PARIHS framework. The most sahesas identified in the inductive
analyses fit within the three PARIHS categoriesidgtthemes and domains were revised
accordingly.

This study evaluated the transcripts at the systewas by identifying themes associated
with the impact of PNPs on access to cancer caveces from both the practitioner’s
perceptions of the barriers and challenges encoethtey patients and patient navigators in
utilizing cancer care services. Contextual anditation barriers to the adoption and integration
of PNPs in health services were also assessedtidailly, this research attempted to
understand if practitioners would support the iratign of PNPs into the health care system and,
if so, to also obtain evidence on the mechanismg bielieve should be in place in order to

encourage further adoption of PNPs.

4.3.2 Data Source & Data Collection
In 2008, Nguyen and colleagues conducted a studg¢ament and describe the work

and processes performed by CBHNSs to help SEA (CdmhplLaotian, Thai and Vietnamese)
women access and utilize breast health servicéisthe long-term goal of developing a formal
curriculum on how to train CBHNSs to help women framderserved communities access breast
health services (Orange County Asian and Pacifamteer Community Alliance (OCAPICA),
2009). Nguyen'’s study included focus groups withigated patients and semi-structured
interviews with practitioners and patient navigatserving the four SEA study groups.
Practitioners were recruited through a networkemlth navigators from the Promoting Access
to Health for Pacific Islander and Southeast Asv@men (PATH for Women) program in

Southern California, while patient navigators wielentified through their involvement with the
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PATH for Women program between 2000-2005 (Orangen@oAsian and Pacific Islander
Community Alliance (OCAPICA), 2009).

PATH for Women was a research project funded byCéeters for Disease Control and
Prevention (CDC), Racial and Ethnic Approachesdam@unity Health 2010 (REACH)
initiative. The study included seven ethnic commigai(Cambodian, Chamorro, Laotian, Thai,
Tongan, Samoan, and Vietnamese) and involved aqyahip between five community-based
organizations and two universities. The goal ofR®aH for Women project was to increase
community capacity for breast and cervical cancezenings and follow-up care among the
seven communities in Los Angeles and Orange cafitianjasiri et al., 2004).

Transcripts of semi-structured, one-on-one, inddémtierviews from the original
community-based participatory research (CBPR) ptajere used for this study. Specific
information pertaining to recruitment and dataediiion of the interview transcripts can be
found in Dr. Nguyen’s publication about the tramicurriculum (T. N. Nguyen et al., 2011). The
interviews were conducted with funding from theit@ahia Breast Cancer Research Program
(Grant #12AB-3000), in conjunction with Families@ood Health/St. Mary Medical Center
(FIGH/SMMC), Orange County Asian and Pacific Islan@ommunity Alliance (OCAPICA),
UCLA Asian American Studies Department and Schdé&lublic Health, and California State
University Fullerton, Asian American Studies PragraA total of 23 in-depth, semi-structured
interviews with patient navigators (n=9) and priaatiers (n=14) were conducted from January
through December 2008. Patient navigators weregbaine REACH 2010 PATH for Women
program between 2000-2005 and consisted of 9 feamatemunity-based health navigators,
while practitioners consisted of physicians, nursagdiologists, mammography technologists and

physician assistants who were identified throughrtetwork of CBHNs.
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University of California, Los Angeles (UCLA) Ofecof the Human Research Protection
Program (OHRPP) permission was obtained to utdize conduct secondary analysis of the de-
identified interview transcripts from Dr. Nguyersgidy. The UCLA-OHRPP institutional
review board granted approval on October 16, 20itl2 pvotocol identification number 12-

001377.

4.3.3 Data Management & Analysis
The transcript analyses involved, but was not Bahito, the exploration of key

perspectives associated with the following intesvagiestions from Dr. Nguyen’s research
interview guides:

e Practitioners (see “Appendix 4.1-Interview Guiderders” for full list of questions):

0 #7 — How has patient navigation services affectedraunication
between you and your patients?

0 #8 — How does having a health navigator affect ymderstanding of
your patient’s health needs?

0 #10 — How do you think health navigation servicésc your patients’
readiness and ability to obtain screening andéatinent services?

0 #11 — How do you think having a health navigatée@s your patients’
understanding of suggested follow-up care or treatroptions?

0 #12 — What aspects of health navigation do yolelelare especially
needed to support a patient through the cancercoateéhuum — from
screening through diagnosis, treatment and rec@very

0 #13 — What other important functions do navigatenwe for your
patients? For you?

0 #16 — What are some negative aspects of havinghheavigators or
health navigation in general?

0 #18 — What are your thoughts about incorporatirigepainavigation
services into the health care system? How do ymk this should be
done?

e Patient Navigators (see “Appendix 4.2-Interview @&uNavigators” for full list of
questions):

0 #1 — What services do you provide as a communiggtgatient health
navigator?
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0 #4 — As a health navigator, what do you think aeerhost important
services you provided to help women in your comryuaiccess breast
health care services?

0 #9 — What are some negative aspects about beiaglénmavigator or
about health navigation in general?

o #11 — What are your thoughts about incorporatirigepainavigation
services into the health care system? How do ymk this should be
done?

In combination with answers to other interview dimss, responses to questions #16 and
#18 from practitioners, and #9 and #11 from patrentigators were compared to determine
whether these group of individuals shared similawg and where differences (if any) emerged.

Interview transcripts were imported into Dedooser8ibn 4.5.95), a web-based data
management tool for qualitative and mixed-methedearch. Dedoose was developed and is
operated by SocioCultural Research Consultants@gSattural Research Consultants, 2013).
Open coding, inductive analysis, was first conddi¢teidentify sections in the transcripts that
contributed substantial information about PNPssThitial review of the transcripts highlighted
the primary research themes used, as noted ind~®g@rThemes.

Figure 4.2 — Themes

In-depth analysis and selective coding, using aickde approach was then conducted to
develop and organize the themes and domains, asmshd-igure 4.3-Practitioner Perspective

Themes and Domains.
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Figure 4.3- Practitioner PerspectiveThemes and Domain

== « Communication Skills

| » Unpaid

N—

[ Aspects of patient
navigation needed

« Cancer Experience
o Certified/Trained

+ Compassion

« Cultural Knowledge
» Educational Skills
* Medical Knowledge
LN

ST

Roles of Patient
Navigators for patients

* Advocate

Ability to ask
questions

Accurate
interpretation

l
l

== « Coordinator == Relay information
» Health Educator
 Interpreter

N R — ]

 Social Support
= _J P
Incorporating Patient | Understand
Navigators into system information

* How to Incorporate PNPs
into the health care system
« Navigator Perceptions
« Adoption of PNPs
« Barriers/Challenges
« Integration of PNPs
* Provider Perceptions
« Adoption of PNPs
 Barriers/Challenges
« Integration of PNPs

L £

<Negative Aspects of -
Patient Navigators

« Additional duties

« Difficult health care system

» Lack of appreciation

* Limited medical care
access/resources

 Patient refusal of care

 Separation of personal
/business

Patient Readiness to
obtain services

« Comfort level

o Issues of trust

» Understanding of follow-up
care

7

Services provided to
patients

« Completing paperwork

« Encourage self advocacy

« Follow-up care/appts.

» Translation/Interpretation
* Transportation

Understanding of

patient needs

* Awareness of patient
history/background

 Struggles/challenges
encountered

* Awareness of patient's

strengths & weaknesses

] Treatment
Adherence
— Trust

Assessing
program quality

Attitudes &
Beliefs of
organization
members

Background
information on
organization

|

)
J

Decision Making
process of
organization
members

Method to obtain
feedback

r
-

124

£ A
E |
[ Lviuchcce— |
| T—— |
| ———
Clinical
— =
experience
LY Vs
Patient
== experiences &
perspectives
Professional
knowledge
B ——
= Resources

responsiveness in
=

Leader

implementing
necessary changes

Leader
understanding of
program needs




The themes and domains were entered into Dedoalsesa&al to analyze and code the interview
transcripts. Code weights are numbers assignedpedfic description and were used on a few
domains to identify the type of person (i.e. pitamtier, navigator, or patient) the excerpt
referenced. Descriptors were also utilized to wligtish the type of interview (i.e. practitioner or
navigator), professional title, gender, and charastics of the health care facility of the
interviewee (if the information was disclosed dgrthe interview). Analytic tools in Dedoose

were used to review code frequencies and code coH@nCe.

4.4 — Results
A total of 23 de-identified interview transcript®me coded: 9 navigators and 14

practitioners. Initial interview questions ascerél the title and position of the 14 practitioners:
eight self-identified as medical doctors (i.e. dogtsts, OB/gynecologist, internal medicine,
family practice, surgeon and medical directorsp were nurse practitioners, two were
registered nurses, one was a medical assistangrengerved as a radiology technician.
Association with a health care facility and gendistribution of the practitioners and patient
navigators could not be assessed since the dawedovas de-identified and information was
not disclosed in most of the interviews.

Initial coding of the practitioner and navigataariscripts revealed the perceived tasks of
patient navigators were primarily functional witrain levels of emotional support emerging,
based on the length of the relationship betweemavegator and the patient (see Table 4.1).
These perceived “functional” tasks evolved fronemtews with the practitioners, while

elements of “emotional support” were revealed mttlanscripts with navigators.
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Table 4.1 — Perceived Tasks of Patient Navigators

Functional Tasks

Source of Viewpoint

. Language interpretation/translatio

ns Practitisne

. Transportation

. Scheduling appointments

. Follow-up care/treatment

QB|IWIN| -

. Education & knowledgebout the

disease process and treatment
requirements)

. Completing paperwork

Emotional Support

Source of Viewpoint

1.

Companionship at appointments

Navigators

. Encouragement

2
3.

Trust

4.4.1 Impact of Patient Navigation Services on Acse to Care

4.4.1.a — Services Provided to Patients: Functionalsks

When asked to assess the ‘type of services provabreast cancer patients’, health care

practitioners indicated that scheduling appointre@md making sure patients attended follow-up

care visits were essential elements in the roleagfgators,

Patient navigators reiterated the same sentimgrefiressing the importance of getting patients
to their appointments and exams. However, theyeisphasized the value in helping patients
understand how to access and utilize the healthsysmtem rather than just knowing what

services are available. This is an essential oldcent immigrants and helps to develop skills

“I think when you have an abnormal test just malsage they get the

follow-up is very helpful.”~ Practiti

“I think they {navigators} do a very good job bes&uthe patients, between
the language barrier and kind of the cultural issweth what goes on in the
hospital with cancer treatment, we have so mangiappents to make they
ir various appoants.”~ Practitioner,

really help people get through the
Surgeon

that fosters self efficacy,

“...the navigator is not just playing the role thatding the hand of the
patient and go to the clinic, its more than thatpreparing the patient to
understand the system, to understand what they ceakive from the
system, what they have to do to make an effortkymw getting that access

oner, Surgeon
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SO umm its, its very important to know that its just you know getting the
service but how to let the patient you know ummadee a self sufficient
person their own advocate-"Navigator

Secondary to ensuring patients followed througlhw&cessary appointments, were the
elements of translation/interpretation and transpimn. Both practitioners and navigators
expressed the significance of these services iessarg care for immigrant communities,
especially when patients receive a positive diagos breast cancer,

“It's just so valuable to have her {navigator} teeo translate; we’ll call her
on the phone sometimes to make appointments wittnis. We’ll connect
three-way. Um... certainly those diagnosed with eaand have to
understand the complexity of a treatment plan amhecting from tests to
physicians to surgeons to medical oncology doctopsgst.understanding
that process can be very complex.Practitioner, Nurse Practitioner

“Oh they {patients} expect a lot. Number one wid bm the language you
know interpretation. And | would say number twarsportation.”

~ Navigator

In general, this was a common perception shardtidynedical practitioners, especially
those working with limited English proficient patis. However, an in-depth analysis of excerpts
from practitioner interviews underscores the metewant function of navigators, which
involves educating patients, such as recent SEAgmamts, about their breast health and
informing breast cancer patients about the proa@pproaches they can do to access the care

they need to manage and maintain their health,

“...they spend time with the {patient} to explain {tthe patients the
problems and the needs for the follow up visitsPractitioner, OB/Gyn

“You know, immigrant, uh, they come, they are raniliar with the
system...and they don’t know how to navigate thromghow to get the
benefit through it they should have, and so whey tltave someone from
their own background that explain, that help thergdt into the system and
understand that is a sort of support, because heywdre empowered and
uh, and uh told how to take care of themselve$?tactitioner, Medical
Director
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“...the navigator is the one who can have the infkdewledge} of all the
places and the resources, so the navigator cdy neabduce the patient
and say ‘Okay, this is what you need to dePractitioner, Medical
Director

These types of statements support the need to RidReservices, available to limited English
proficient communities in order to connect breastoer patients to appropriate cancer care

resources.

4.4.1.b — Services Provided: Emotional Tasks
From the navigator’s perspective, many agreedttet roles were functional, such as

addressing language barriers or coordinating/dirggiatients to pertinent services. More
importantly, they stressed the task of providinggthle and emotional support and
encouragement to help SEA patients receive anoviathrough with the care they need, which
is central to capacity building.

“I think that the role of navigator is not to I&eim be worried and afraid but

more to let them know that they get support ang et education and they
get the information to take care of themselvesNavigator

4.4.1.c — Aspects of Patient Navigation Needed: Etional Tasks
With regards to specific aspects of patient naveganeeded to navigate patients through

the cancer care continuum, both practitioners awigators indicated that familiarity with
medical terminology and a general understanding@dst cancer care services, such as basic
procedures associated with different treatmenbaoptiwould be beneficial in the process of
relaying information to patients with abnormal testults, especially those diagnosed with
breast cancer,

“...first of all they have to receive some sort otiedtion about the system,

community resources so they know what is availabhey need to know

what is available for the patient. Uh, so that'sntner one...who is there

willing to help. And second, they have to be proact ~ Practitioner,
Medical Director
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“Well, you have to know enough English to translater you need to know
some medical terminology in order to provide adégu@erpretation.”
~ Navigator

Additionally, health care practitioners suggesteat knowledge of the health care system would
benefit the patient the most if the navigator psssd good communication skills, was familiar
with the intricate nature of the cancer experieaoe, showed compassion and caring when

guiding patients.

4.4.1.d — Patient Readiness to Obtain Services: Eomal Tasks
When exploring issues associated with the patieatgliness to obtain care, health care

practitioners stated that the availability and pre of navigators, someone who knew the
patients’ language and cultural background, enabég@nts to be more receptive to cancer
treatment options, fostering cooperation and békaith outcomes,

“Definitely with our nurse navigator, patients fembre at ease with our
therapy they have a better understanding of thegage and their therapy.
We only have a limited amount of time that we cpergl with our patients
and so it allows patients to get more time and nmfa@mation than we can
offer in just one visit with a patient Practitioner, Medical Oncologist

“...patient that trust you, and believe you, thell Willow through with the

plan...and they’ll be much more compliant, and thizomne is much better.
And then if you have a patient who doesn’'t undetgou, or doesn't trust
you, you, uh, doesn’t feel her needs are not rhetwsll not follow you.”

~ Practitioner, Medical Director

From the standpoint of patient navigators, thethasy in obtaining care stems from fears of the
unknown and uncertainty in the patients’ abilitiesccess services,

“...there’s a fear and barrier between that, for therget the care. They get
scared they go by themselves, and of course tharear that they don't get
the right treat...the right treat from the provideasd, um, they're scared
that if maybe there is something that they warastic, they don’t want to
ask, and they don't feel comfortable, you knowbgdhemselves.*
Navigator

“...once they get diagnosed with something, theyt stepanic, and from
there their attitude kind of changes a little lethuse their expectations
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changes a little bit. They're not sure whether tbay get treated or not,
they’re not sure if they can cover it {the servicés- Navigator

Therefore, the additional time navigators tookxplain cancer care procedures (i.e. exams and
treatment options) to their SEA patients helpedicecanxieties and encouraged better
communication and trust between the patients aactiipners. It may have also prepared them

for the next steps in their cancer experience.

4.4.1.e — Barriers to Quality Care Encountered bgtlent Navigation: Functional Tasks
Most of the transcripts allude to the positiveeadp of PNPs and provide insightful

evidence of the work that navigators do. Some eftéistimonies given by practitioners
articulated their understanding about the amoumtark and effort needed to access cancer care
services and how much they have learned aboutisherthects in the health care system, and
empathized with the frustrations that navigatorsoeintered when dealing with the U.S. health
care system,

“...usually when they {patients} need expensive tlsifgxams} we don’t

have a choice but to send them to the county amelgawvigator} has run

into frustration after frustration at the countytgm. | mean here at the

community hospital setting we’re able to help thenonch quicker and faster

and more convenient than... than the county. | meewn ¢et good care, but

it just takes forever to get the test that you rieedPractitioner, Nurse

Practitioner

“... so with her {navigator} population and with heavigation skills, it's

really opened my eyes to some of the challenges ewtside of our own

system and the... the real gaps in coveragd?tactitioner, Nurse

Practitioner
Although practitioners found navigators to be auable resource, some expressed dismay at the
health care system limitations they encounteretd ®NIPs, such as lack of availability of

navigators at all health care facilities and thrghtturnover rate for volunteer/unpaid patient

navigators,
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“It's a huge commitment. And we could {do} recruiémt and retain,

retention. And that’'s why all these, these prograffter a short {time}, they

tend to be short lived. You know, like the, | kngau talk about that, and

after 6 month or a year, it's like disappear beeaus one can maintain it.”

~ Practitioner, Medical Oncologist
Only a few practitioners expressed negative comsnanbut the services provided by patient
navigators. For example, one negative aspect tetata training issue, was associated with the
patient navigators’ assertiveness to provide heath services and biased opinions about the
care some women might have received,

“They want to get their job done, you know, theglputhey push, they push

and yet they don’t know patient don’t want it. Weevk to kind of you know,

draw that line.~ Practitioner, Medical Director-Women’s Health

“I try not to give patients unrealistic expectasamnd | think the navigator

should do the same because patients are in anagijefemotional state and

when you give patients unrealistic expectationstaeg're not met then

they're devastated* Practitioner, Medical Oncologist

Unlike the feedback from practitioners, most of tlegjative aspects of PNPs expressed

by patient navigators themselves involved the arhotiwork and effort needed to guide
patients through an intricate and complex healthesy, the difficulties in identifying affordable
health care services, and knowing who to approbohtaavailable services for their community
members.

“...most negative things is just the frustration awad being able to find the

patient resources, and then, uh, especially theseurces that are not well

established. And there hasn’'t been major advocemynd, even advocacy

around major transportation, | think it's{transpron services}more

political than some of the other resources thaevestablished.*

Navigator
Navigators also voiced concerns about the lackiofiing and payment for the work they do, as
well as the lack of appreciation received fromphactitioners. In relation to the patients,

navigators conveyed their thoughts about settingiaries and the ability to separate personal
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life from professional work. For instance, the tielaships developed between the patients and
navigators become so intertwined that patients s§ams ask navigators to assist them with non-
health care related tasks. Thereby placing thegaémi in an awkward position to establish role
limitations.

“...but sometime we also need to let them know timatumy

responsibilities go to this limit and | cannot geybnd the limit. And if you

set that from the beginning | think that they wdkpect, and they will really

you know let you do your job easy umm don’t letnthelon’t give the
patient an illusion that you are their savior: Navigator

4.4.2 Patient-Physician Communication

4.4.2.a — Accurate Interpretation & Relay Informatn: Functional Tasks
Upon examining the impact of patient navigatiorvees on patient-physician

communication, many practitioners indicated thatigigtors were instrumental in providing
accurate interpretations and relaying relevant eaoare information. Some physicians shared
their encounters with patients’ relatives (i.eldt@n) serving as interpreters and expressed their
uneasiness with the degree of truthfulness ofrifeemation conveyed to the patients. Many
physicians voiced positive views about the protgsahich navigators facilitated the two-way
conversation and how their communication skills prafessionalism contributed to improved
follow-up visits and better health outcomes.

“When these navigators come with the patients...ftoensame culture,

background, so they can communicate, that cultodetizat {patient} did

much better to us* Practitioner, OB/Gyn

“So some interpreters have a good understand eethwedical terminology

in their specific language and other people ddxriother thing is being able

to interpret the question as closely as possiblehtat they physician is

asking. One of my frustrations is always when I'skiag you know we're

speaking and someone’s translating and | knowcarapletely different

from what | I'm saying. It can be very frustratibgcause that
communication can be poor that way.Practitioner, Medical Oncologist
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“It helps a lot in uh, uh, communicating. It makes understand their

problem better, and it helps communicate what vy havant to do, to

provide the care to them better.’Practitioner, Internal Medicine

Practitioners also noticed that patients were ncorefortable sharing their problems in

the presence of navigators. This perception masgtiokuted to the fact that patients are able to
maintain a higher degree of privacy, when sharaiy thealth care questions and concerns, in
the presence of navigators rather than family mesliatients were also less anxious because
they had the opportunity to ask questions and staweerns, allowing them to be more engaged
in the management of their health.

“If I'm with a navigator, you know, {patient} mayekl more comfortable to

bring up, uh, problems and issues then when thenecarhen they come

with a family member.> Practitioner, OB/Gyn

From the navigators’ perspective, some statedthigaphysicians they worked with

valued their skills and their opinions about theegarovided to patients. This can be attributed to
the navigator’'s knowledge of the patient’s culturatkground and their ability to relay
information that would benefit the patient’s heatid well-being. They also voiced the
importance of conveying to physicians the valuéhefservices, such that it goes beyond cultural
knowledge or language skills, but more of a resetodacilitate communication and better
health outcomes.

“I think that they value, uh, good interpretatiardaranslate everything that

was going on, and maybe, like give them suggestioaultural background,

maybe, because, like, or, | think they also warkrtow whatever they

make-, whatever treatment they taking beside tmfitional treatment...like

if the patient take any herbs or something theyld/ke to know about

that. “~ Navigator

“I think in a way if we kind of make the doctors are of that, that we are

also there as a resource for them, and that pstientthat it's a continuum
of care, that it's not just a one way referral #&mat’s all.”~ Navigator
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4.4.3 Evidence for Adoption & Integration
With regards to practitioner perspectives aboubriporating PNPs into the current health

care system, many agreed with the idea of makingsPaVailable at all health care facilities.
However suggestions and thoughts about the logisfi@adoption and integration of PNPs
varied. Some physicians expressed concern abautthibty to coordinate the implementation
process due to time and resource constraints,

“From the standpoint of putting that in place, ah¢g organizing, initial

should come from the legislation, and uh, goverrtimanre stable and

stronger resources than the individual officeshefphysician. So, in a

nutshell, how | see it is the government shouldosuipthese programs.

People from the program should contact the physiarad develop a

network of the, uh, services”’Practitioner, Medical Director
Others believed that the sustainability of PNPsiiregl a lot of effort, especially if funding
resources are limited and if the interest and a@gitic of the patient navigators did not coincide

with the need for such a program.

“It would be good. Practical. But | mean, who's ggito be paying for that?
The issue is going to be coming up: Practitioner, Family Practice

“You know, you train a group of people, lay educaty lay navigator...you
train 10 and you retain one maybe.Practitioner, Medical Oncologist

The evidence needed for the incorporation and amlopf PNPs can also be found in the
clinical experiences of health care practitionerd their perceptions of the value of having a
navigator at their respective health care insbngi Some Practitioners expressed the utility of
having a navigator who was not only familiar wille tpatient’s cultural background and
effectively communicates in English and the pategelnguage, but was also knowledgeable
about the health care system,

“{The navigator} has been a prime example of a sggtem that works very
well. Much better than the health navigators hemur...in our own
hospital for instance um | mean clearly the patiettte patient navigators

here in our hospital are not trained translatay énd they’re told that
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they’re not supposed to provide translation ses/(s&c). Well okay, that

means they do a piece of it but what about thergdieee (laugh). Where

{the navigator} has really been able to do botlcpgeas a translation plus a

navigator um...”~ Practitioner, Nurse Practitioner

“You know, all of those things, you don’t have tedp repeating things, she

knows our system by now, she kind of knows whatptteeess is and

she’s... she’s caught on easily and uh it makessi ea all of us. “

~ Practitioner, Nurse Practitioner

“...if the one or two trained interpreters are noaiéable or not in the

language you need, then our back-up plan is trec&in translation line.”

~ Practitioner, Nurse Practitioner

Although some health care institutions were equippih a telephone interpretation

system (i.e. Siracom), practitioners indicated thatpresence of navigators during the
appointments was more useful. The phone systawedl patients to communicate with their
physicians, but navigators were more effectiveroving practitioners with additional
background information about the patients’ cultymactices and beliefs in order to help them
achieve better health outcomes. As reference,l&t@ms and interpretation skills are similar in
the realm of linguistics. The difference betweeafttho is that translation is associated with
written text and involves the capacity to underdtdre source and culture of the language, while
interpretation is associated with translating gralid involves the ability to “translate in both

directions on the spot” with the aptitude to listerone language and paraphrase in a culturally

appropriate and informative way into another (LaaggiScientific, 2014).

4.5 — Discussion
Access to cancer care services can be a challengdividuals unfamiliar with the U.S.

health care system, but patient navigation sereesserve as a mechanism to address this
issue. Among SEAs, language and lack of educatdrkaowledge about health care services
have been barriers in obtaining health care (Md.e2009; Shah et al., 2010). The general

perception about the utility of patient navigator@ddressing health care access issues appears
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to follow the pattern currently found in the litewee, such that navigation services have been
instrumental in reducing access barriers throufgteve means of communication and
information exchange (Paskett, Harrop, & Wells, BRratt-Chapman, Simon, Patterson,
Risendal, & Patierno, 2011).

The objective of this study was to understand Pikéta the perspective of practitioners
and patient navigators, to examine the impact tépanavigation services on access to care,
and to identify strategies for the adoption andgnation of PNPs. Secondary analysis of
interview transcripts revealed that health caretraners found patient navigation services to
be genuinely valuable in assisting SEA breast ggpatents access and receive cancer care
services in a timely fashion. The data also brouglight the degree of time and effort it took
for patient navigators to identify and coordinatedst health services for these immigrant ethnic
groups. Although actual “time and effort” was ntdarly quantified, some of the clinicians who
worked closely with patient navigators were familiath the barriers and challenges to
obtaining care and the level of commitment the gatdrs had in assisting the breast cancer
patients. A prime example would be the perspedhared by the Nurse Practitioner who
expressed the existing gap in the system, suclp#ients requiring expensive medical tests are
often referred to the county health care systeniglmimvolves time-consuming efforts to obtain
necessary exams. A summary of the benefits othatlenges with PNPs is found in Table 4.2-

Advantages & Benefits of PNPs.
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Table 4.2 — Advantages & Barriers to PNPs
Advantages Barriers
e Coordinated cancer care servicese Retention of navigators
e Increased rates of appointment| e Lack of availability at health cane

attendance facilities

e Better understanding of disease e Practitioners’ limited knowledge
& disease process of PNPs

e Improved patient-physician e Lack of funding/Unpaid
communication positions

e Increased physician awareness ofe Limited resources for patient
patient needs navigators

e Trust & adherence to
recommended therapy

Practitioner perceptions of PNPs expressed irstiidy highlight the need to inform
cancer care clinicians and cancer care institutadomit the value of patient navigation services.
Although interviews were conducted with practitim&ho had some exposure to patient
navigators, analysis of the transcripts reveal i@ty were not aware of or familiar with the
community agencies that offered patient navigaservices. Others were also uninformed about
the depth of assistance navigators provided. Miobteohealth care practitioners expressed their
familiarity with the patient navigators and knewve thavigators by name, but actual knowledge
about PNPs and how they were established was trfResults from this in-depth analysis
present feedback from practitioners that is notently available in the literature, such as lack of
knowledge about PNPs and limited understanding tatheuange of services navigators have to
offer. Stakeholders, like AANCART’s outreach cacan utilize these findings to inform and
educate health care practitioners about the rahgeraices and garner support for the adoption
and implementation of PNPs. AANCART can also sewé¢he organizational agent to link
practitioners and health care facilities, espegif@i those agencies in areas who serve larger AA

subgroups, to community agencies with existing PNPs
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The study findings suggest that the impact of patiavigation services on accessing
cancer care services and improving patient-physiccanmunication was beneficial, not only for
patients, but equally so for the health care piaogrs. Clinicians stated that navigators were
instrumental in coordinating necessary treatmedtfaliow-up care and making sure that
patients were present for their appointments. Mbghe patient navigators echoed this sentiment
by outlining the techniques they used to get thena to their appointments and examinations.
Some navigators expressed their pro-activeness,regiards to advanced scheduling of
necessary follow-up care and thorough explanatwdrghat to expect during the appointments.

As a center charged with reducing cancer healthadises, AANCART could document
the methods and procedures used by navigatorcesscare for the women they serve. The
information gathered could then be shared with camity agencies with existing PNPs or those
looking to provide patient navigation services, andld serve as a guide for new navigators or
as an additional tool for veterans. For instanomesinterviewed navigators expressed how they
turn to more experienced navigators for assistari@n helping patients in a difficult situation

(e.g. obtaining necessary medications for patiettts financial constraints).

4.5.1 Addressing Barriers — Patient-Physician Comnmication
Navigators were found to foster communication betwthe patients and practitioners by

accurately relaying the fears and concerns patleadsn accessing and adhering to follow-up
care. Similarly, practitioners conveyed that natogaassisted them in gaining a better
understanding about their patients’ readinessdeive cancer care services and aided with
discussions about treatment options that patieats wiore likely follow. The findings presented
in this study allude to the need for an increag&énavailability of patient navigation services
and, notably, the decrease in reliance on untraig®iy members to serve as

translators/interpreters. Practitioner and navigetierview transcripts showcased the limitations
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of using family members to relay information in thealth care setting, such as the patients’
inability to discuss intimacy issues when childsemnve as interpreters or inaccurate translations
by family members with limited medical knowledgd€ly also highlighted the multitude of
benefits (e.g. adherence to follow-up care and avga health outcomes) associated with PNPs.
Stakeholders with a vested interest in reducingeaoare disparities and increasing the
availability of patient navigation services can tiseresults generated from this study to

advocate for resources to improve existing PNPs.

4.5.2 Knowledge of Program Implementation
While the data presented in this study supportséesl for PNPs, clinicians were unclear

about how navigators could be integrated and swetan their agencies. Although some
suggested turning to government agencies or leégisléo increase the availability of patient
navigation services, the majority of practitionaere unsure of the steps needed to incorporate
PNPs at the systems level.

One suggestion would be to establish a nationa&maavigator certification program,
which would enable insurance companies to reimbuo@aseators for their services. Although a
patient navigation certification program does nask steps are being made to provide
incentives for the support of coordinated care hillithe Patient Protection and Affordable Care
Act (ACA), the Center for Medicare and Medicaid d&wation was created to “test innovative
delivery and payment methods”, such as Account@hle Organizations (ACO) that was
designed to “promote care coordination in a frageeisystem” (George Washington Cancer
Institute, 2013). Through ACOs, which is a volugtprogram for health care providers that
offers high quality care to Medicare patients, PIRRy serve as a tool to increase utilization of
preventive services (i.e. recommended cancer sagésts) and foster recognition of the value

of patient navigation services for all individua¢specially underserved, low-income, non-
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English speaking or low health literacy, and imraigrpopulations (Centers for Medicare and
Medicaid Services, 2014; George Washington Canmstituite, 2013).

Additionally, both navigators and practitionersesgt that advocating for increased PNPs
at the policy level is the best approach, yet theye unable to give suggestions as to who would
step up for this leadership role. As a center fedusn reducing health disparities, AANCART
could work in partnership with Asian American arat®c Islander organizations, like the Asian
Pacific Islander American Health Forum (APIAHF) &hd Association of Asian Pacific
Community Health Organizations (AAPCHO), to formaalia collaborative campaign to draw
more attention to existing PNPs, especially agbtinggrams within their network of community
agencies. Using the data gathered from this stihey, could highlight the positive aspects of
patient navigation services and emphasize the fugdbis type of resource, while
simultaneously generating discussion on approatthexiucing the barriers and challenges to
adoption and integration and to improve canceranags specifically, particularly for

monolingual, limited English proficient, low-incon&EA clients and families.

140



4.6 — Appendices

Appendix 4.1 - Interview Guide: Providers
8/29/07

INTERVIEW GUIDE
PROVIDERS

1. What is your title and area of medical expetise
2. How long have you worked with patients from 8mutheast Asian communities?

3. Do you speak languages other than English? Whgbu do when you have a non-English speakingriteld English
proficient (LEP) patient?

4. Have you heard about community-based healtlgatais? How would you define a community-basedtheal
navigator? What are your general thoughts abouseéhdces provided by community-based health nawiga

5. How often do your patients come in with healdfvigators? What proportion of your Southeast Agiatients come in
with health navigators?

6. How are your Southeast Asian patient encoumtéhsa navigator generally different from
those without a navigator?

7. How has patient navigation services affectedroanication between you and your patients?
8. How does having a health navigator affect yodarstanding of your patients’ health needs?

9. How does having a health navigator affect yowdarstanding of your patients’ cultural backgroand how this might
influence her health care experience?

10. How do you think health navigation serviceetfffyour patients’ readiness and ability to ob&ireening and/or
treatment services?

11. How do you think having a health navigator et§eyour patients’ understanding of suggested ielip care or
treatment options?

12. What aspects of health navigation do you belere especially needed to support a patient thrtheycancer care
continuum — from screening through diagnosis, tneatt, and recovery?

13. What other important functions do navigatorseéor your patients? For you?
14. What qualities or characteristics do you valubke to see in a health navigator?

15. What areas or kinds of training do you thirkcammunity-based breast cancer health navigatawsld receive?
What kinds of information and skills should all heanavigators have?

16. What are some negative aspects of having healtigators or health navigation in general?
17. What would you change, if anything, about theigation services provided to your Southeast Apatients?

18. What are your thoughts about incorporatinggmathavigation services into the health care sy3teiow do you think
this should be done?

19. Do you have any other comments you would kikedd?

Ask provider to fill out checklist of training curr iculum topic areas
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10.

11.

12.

13.

Appendix 4.2 - Interview Guide: Navigators

INTERVIEW GUIDE
NAVIGATORS

What services do you provide as a community<basd¢ient health navigator?

When | interviewed you several years ago ab#ggnning of the PATH for Women program,
you mentioned the following strategies that helped to outreach to and educate women
{SPECIFIC LIST AND QUOTES FOR EACH NAVIGATORY}.

In the four years since that time and looking atry@xperience with navigating women for the
PATH for Women program, what have you found tohmerost effective strategies to motivate
women in your community to obtain breast healtlesoimg and follow-up services?

What have you found to be the best ways to ksitatibust, credibility, and respect with the
women you work with in the community?

As a health navigator, what do you think arenttost important services you provide to help
women in your community access breast health caxéces?

Please tell me what you think women expecioof s you navigate them through the health care
system?

Are there any typical scenarios or common probléat you've seen women go through for
breast cancer screening, diagnosis, treatmentswant/or support services? How do you address
these issues?

What qualities or characteristics do you thiakignts value or like to see for a health navigator
What qualities or characteristics do you think destvalue or like to see for a health navigator?

What areas or kinds of training do you thinkcalinmunity-based breast cancer health navigators
should receive? What kinds of information andislghould all health navigators have?

What are some negative aspects about beirglthmavigator or about health navigation in
general?

What would you change, if anything, about theigation services you have provided to your
clients?

What are your thoughts about incorporatingtha@vigation services into the health care
system? How do you think this should be done?

Knowing what you know now, are there topieaaror skills you wish you could have gotten
training for as a health navigator that you did reaieive?

Do you have any other comments you would likadd?

Ask navigator to fill out checklist of training curriculum topic areas
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CHAPTER 5
Conclusion of Dissertation Findings

5.1 — Overview
This dissertation studied the influence of a pglitye Patient Navigation Outreach and

Chronic Disease Prevention Act (NOA), on the avmlily of patient navigation programs
(PNPs) and the role of navigation services in imjprg quality of care for Southeast Asian
(SEA) breast cancer patients in Los Angeles (LA) @nange counties (OC). The study
employed surveys, tumor registry data, and intertr@anscripts to conduct two studies
examining: 1) whether a legislative act improveel dévailability of PNPs and if navigation
services contributed to the timely receipt of bteasmcer treatments, and 2) whether the
perspectives of health care practitioners convélyeckvidence needed to support the adoption
and integration of PNPs into the U.S. health cgstesn.

This chapter summarizes the findings from the altawestudies and discusses the
limitations and strengths of the research. Thiptdraalso highlights the importance of the study
results for organizations that work with SEA commties and provides recommendations for the
Asian American Network for Cancer Awareness, Reteand Training (AANCART) outreach
core about actions to improve access and qualitad for Asian American (AA) women with
breast cancer. The chapter concludes with a digguse$future research and policy implications

related to PNPs and cancer care services for uedexs AA populations.

5.1.1 Patient Navigation Programs and Breast Cancdreatments
In health care delivery systems, patient navigatippears to still be a fairly new concept

and not all health care providers are familiar witl terminology. Of the 24 institutions
identified through the tumor registry and web-basearch, only seven had established PNPs to

assist patients diagnosed with breast cancer.yPatalysis indicated that of these seven
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hospitals, a total of four enacted PNPs duringrbst-NOA funding period (2006-2010), two
developed PNPs after the NOA funding period (200123, and one facility developed a
program during the pre-NOA period (2000-2005) baswexcluded from analysis since it did not
meet the study definition of PNP availability. Noofethe PNPs identified for this study was
funded through the mechanisms established by th&.NO

Findings from Study 1, “Legislation Effect on Quglof Care,” revealed that enactment
of the NOA was not associated with the developméRNPs in facilities in LA or OC. Survey
responses further indicate that compliance withifation requirements, such as the
Commission on Cancer-Cancer Programs Standards(2@12 established by the American
College of Surgeons (ACOS), was one of the foredsral the creation of PNPs at facilities with
(PNP-available) and without (PNP-unavailable) pdatieavigation services. According to the
CoC standard on patient navigation services, health institutions seeking CoC accreditation
must phase in a PNP by 2015, and compliance reqthied institutions: 1) conduct a needs
assessment to address health care disparitiestadlish a PNP, 3) conduct an annual
assessment on barriers to care, and 4) modify/eefaNPs annual to address barriers to care
(American College of Surgeons, 2012).

Similarly, another factor that may have contributethe development of PNPs may be
due to mandates under the National Standards fiur@ly and Linguistically Appropriate
Services (National CLAS Standards). Through theddat CLAS standards, Standards 4-7
(education/training of leaders, information andikamlity of language assistance, and
competency of language providers) are federal reqénts for all institutions receiving federal
funds and facilities seeking accreditation throdgle Joint Commission (Office of Minority

Health, 2013). Therefore, any facility that may éapplied for and received federal funds or
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institutions with programs, such as PNPs, thatrpa@te a cultural competency aspect, will
need to meet these certification requirements.

Development of PNPs in facilities that did not rate “certification requirements” as a
reason for establishing navigation services magueeto spill-over effects associated with the
variety of organizations (e.g. American Cancer 8g¢ciAVON Foundation, etc.) providing
demonstration grants for the creation of PNPs ertdwefforts at addressing health care
disparities. Therefore, the NOA may have servetiediate guidelines set by professional
organizations.

With regards to whether the NOA contributed totiheely receipt of treatment after
diagnosis, findings indicate that there was no @ation between enactment of the NOA and the
availability of PNPs. Results also show that thepprtion of patients who received surgery
within 30 days was higher at pre-NOA period at deiP-available and PNP-unavailable
facilities. Analysis of median time to surgery aftkagnosis showed that regardless of the
availability of PNPs, women took more time to obtaurgery in the post-NOA period compared
to the pre-NOA period. These results could be agsmtwith treatment guidelines that facilities
may have followed during the pre-NOA period (20@D2). Another reason for lower
proportions at post-NOA may be associated with girea patients seeking second opinions or
choosing neoadjuvant therapies rather than immagliapting for surgery.

Looking at ethnic group differences, Study 1 firgiirshow that more SEAs, compared to
Hispanics and non-Hispanic whites (NHWS), receisedjery within 30 days at both time
periods in PNP-available facilities, however nunsbhafr SEAs were too small to make definitive

conclusions, and may have skewed the data in f@VBEASs.
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5.2 — Practitioner and Navigator Perceptions of PN®
Publications assessing PNPs have generally foaus#ue perception of patients who

received navigation services and a few studies hanestigated the perspectives of navigators.
Rarely has the views and opinions of practitioradrsut PNPs been explored. Findings from
Study 1 and Study 2, “Practitioner Perceptionsaifdit Navigation Programs”, were reviewed
and responses to the Facility Survey were simildhose gathered from the interviews with
health care providers and navigators. The reactbpsoviders and navigators concurred with
one another, especially in regards to highlightmgbarriers and challenges for the adoption and

integration of PNPs.

5.2.1 Practitioner Perspectives
Practitioner perceptions are drawn mainly fromittierview transcripts, yet their

opinions pertaining to the context, facilitatiordagvidence about the implementation of PNPs
matched the responses generated from the Faadilitye$ that was administered in the first
study. Clinical knowledge about the process foaldghing a PNP was limited, yet the little
information practitioners were able to share, basetheir experience with navigators, suggests
that they are aware of the value of PNPs and theces rendered by navigators. For instance,
interviews with practitioners emphasized their a&gpation for the navigators’ skills and abilities
when relaying the importance of obtaining cancee sarvices, facilitating communication, and
helping SEAs patients get to necessary appointm€woiscidentally, Facility Survey responses
indicate that among the list of services providgehavigators, education, scheduling, access to
treatments/post-treatments and counseling were gith@imost frequently noted. Cross
referencing these findings alludes to the possjttitiat health care practitioners are not fully

aware of the range of services PNPs provide. Tlyesebgesting that PNPs are relatively new to
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clinicians and that additional outreach is neeaedighlight the utility of navigators in order to
garner support for the integration of PNPs at trstesn level.

In terms of the facilitation of PNPs, practitioneterviews indicated that they were
unaware of how navigation services were establisinedade available, but they did understand
the limitations of such programs. For instancegmviews indicated that clinicians discussed the
need for funding to make navigation services madely available, since the accessibility of
navigators was limited to select facilities anddertain ethnic groups. Similarly, survey
respondents highlighted “lack of financial resostcand “insufficient staff” as primary barriers
to the facilitation of PNPs, which suggests issagsociated with sustainability of PNPs.

In general, interviews with practitioners highligttthe importance of patient-physician
communication and the role that navigators hadlaressing this concern. Navigators were
instrumental in helping patients understand theasie and treatment process better, which then
enabled patients to be more engaged in conversatiith their physicians. Practitioners also
noticed that with the aide of navigators, patidred a better understanding of the importance of
adherence to treatment regimens. Due to languageisaand time constraints, practitioners are
unable to relay important aspects of cancer thesajoi SEA patients, but many of the clinicians
observed that patients who spent time with theepatiavigators were more comfortable and
receptive to the information they shared duringceftisits.

With regards to perspectives about the integradiwh adoption of PNPs, providers
expressed their support for the system level inafusf these programs but lacked the
knowledge and understanding of how to proceed wwitllementation. The clinicians expressed
that the first step for the integration of PNPswdtdstem from legislation and government

organizations equipped with resources to follovatigh with the process. This implies that
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future research should investigate the processéswhiich existing PNPs were established and
to identify the guidelines and protocols that mayédnbeen used by facilities to provide

navigation services to target communities.

5.2.2 Navigator Perspectives
Similar to practitioner assessments, interviews wavigators coincided with the

responses collected from the surveys about thedfypervices provided by navigators, and the
challenges of developing and maintaining PNPs. régipusly stated, education of and
scheduling for appointments were important elemehtsgvigation programs, and lack of
funding and staffing were barriers. However, a &@ment emphasized by the navigators in the
interviews was their understanding of the imporéaimchelping patients become more
knowledgeable about the health care system anddonbe self-advocates. Navigators
understood the balance of helping patients at esteqy of the process, but also educating them
on what they need to do to access health carecesrand how to be self-sufficient. This finding
not only points to the value of navigators in assispatients, but the complexity of the U.S.

health care system when trying to access cancerseavices.

5.3 — Recommendations for AANCART
Recommendation 1: Investigate the availabilityNPs for Asian Americans

The study findings point to the limited availalyliaf PNPs in health care facilities
serving SEAs and inadequate resources that arallgdiailored for or target AA subgroups. A
two-step process for addressing this dilemma wbeltb: 1) assess where navigation services
exist (e.g. hospitals or community agencies), vetlanic groups they cater to, and how
navigation services are implemented and suppaatatithen 2) disseminate this collective
information about PNPs to AANCART partners. Thestoas would equip organizations,

which already target SEAs and diverse AA subgrowith, the knowledge and resources needed
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to improve access to cancer care services andeathlays in the receipt of treatments.
Additionally, identification of existing PNPs woutdduce program duplication efforts by
institutions and organizations looking to estabfislvigation services in areas that already
provide such services. Therefore, resources aimeevaloping new PNPs can be more
efficiently used to support existing programs asehtify mechanisms for sustainability and
program enhancements, as well as the developmemvofesources building on the experience

of the established programs.

Recommendation 2: Inform clinicians and health camestitutions about the
importance and utility of patient navigation senas

Responses from the provider interviews in Studydicate that very few clinicians are
familiar with PNPs and the role that navigatorsygta both health care practitioners and
patients. Since PNPs are not readily availabldl &ealth care facilities that serve SEA breast
cancer patients and because navigators who actuatkywith SEAs in this data set are based at
community agencies rather than hospitals, effartsutreach to cancer care facilities and bring
awareness of established PNPs would benefit botitieins and patients. Knowledge of PNPs
or how to access patient navigation services weunhble providers, especially those who serve
SEA patients, to obtain the services and assistidnegeneed to better communicate with patients
and provide them with necessary health care ressu@linicians can also refer patients to
institutions and community agencies that offer gation services as a way to help them seek
guidance and additional information about propéioas for obtaining cancer care services.
More importantly, awareness of navigation servigesld essentially reduce the reliance on
family members to serve as interpreters duringeffiisits and possibly result in more efficient

and effective conversations with clinicians andexdhce to treatments.
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Recommendation 3: Establish educational forums @nsinars that enhance the skills
of existing patient navigators

Interview responses from providers in study 2 iathd that knowledge about the U.S.
health care system is a skill they believe woulédbeénstrumental tool for patient navigators.
Findings from Study 1 also allude to the utilitys&fminars as a source of training for navigators,
such as updates on breast health services, mdtifisao the health care system (i.e. regulations
associated with public insurance) or techniqguesiémigating patients. Familiarity with cancer
care services and resources is an important aspdawareness of how the current health care
system functions and how to access services fasbmancer patients constrained by low-
income, immigration status, or lack of health irgwe coverage are essential to reducing
disparities in quality of care. Experienced nawgaimay have acquired the knowledge to avoid
systemic barriers through trial and error, buthibalth care system is constantly changing,
especially with the enactment of the AffordableeCAct. Existing navigators would benefit
from seminars that highlight changes to the cursgatem and new navigators may gain from

the knowledge and advice of experienced navigators.

Recommendation 4: Identify funding sources

As indicated in both studies, lack of financialoesces is a major obstacle to the capacity
building efforts and sustainability of PNPs. AltlgbuPNP-available facilities were able to
establish PNPs, a policy review of the NOA indidatteat appropriations were not made to any
of the LA and OC facilities. Thus, enacting legigla with funding is not enough to encourage
facilities to implement PNPs.

According to Study 1, existing navigators at PNR#able facilities are paid by the
hospital, which receive funding through foundatiansl donations. However, most of the PNP-

available facilities employ no more than two natgs and these individuals are often
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overwhelmed and overextended by the workload. ifi@mj mechanisms to financially support
navigators and expand existing PNPs, especialgetihased at community organizations, is
needed to improve health care access for undes&iA breast cancer patients, and other
ethnic groups with similar demographic charactesstOne option would be to assess how
financial support through foundations and donatisrgarnered by hospital-based PNPs. A
second option would be to partner with hospitaletlaBNPs and develop a mechanism to utilize
community-based navigators and pay them per dieast Mnportantly, another option would be
to conduct the studies needed to establish theealiand cost-effectiveness of PNPs and to
produce the evidence needed to enable PNP advdodiadd the argument to develop policy

requirements for patient navigators to be paidughohealth insurance.

5.4 — Limitations
There are a few quantitative and qualitative litmatas that should be acknowledged in

the research.

5.4.1 Study 1 — Quantitative
Study 1 involved contacting the 24 facilities i thA and OC areas that serve SEA

breast cancer patients and have PNPs. A total &ddlities were identified by the tumor

registry as serving at least 2-3% of SEA women, dwe@¥, since only two were confirmed as
having PNPs, there was insufficient data for factiomparison. Therefore, facilities identified
through the web-based search as having PNPs wetacted in order to confirm the availability
of PNPs and to obtain sufficient descriptive dat completion of the Facility Survey) for
comparison. This process generated an additioree thospitals confirmed as having a PNP, but
only two met the study criteria of establishing BNfiring the post-NOA time period (2006-

2010) and were included in the study analysis.
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Since “patient-centered care programs” or “patreigation programs” are uncommon
terminologies, the ability to identify a contacrgen at each facility with knowledge about PNPs
was challenging. If key personnel were identifiackual contact required multiple attempts to
set-up the initial phone conversation to adminidterShort Telephone Questionnaire, which
was coupled with scheduling conflicts. Therefomfaming the availability of PNPs resulted in
actual contact with a little more than half (n=bf}he hospitals listed during a span of four
months. Additional time to identify key personnehymot have garnered any additional
confirmations of PNPs since the terminology toidgish patient navigation services or
programs targeting breast cancer patients is diftesit each facility.

Analysis involved a combination of data sourcesvey responses and tumor registry
data. Information gathered from the surveys wagdidnto descriptive information. Since tumor
registry data was not directly requested from #gganal cancer registry, data analysis was
restricted to data requests that examined aggrelgsaeof the target populations rather than
individual patient cases. Additionally, analysespécific patient cases for each health care
facility was limited since permissions to reviewntor registry data were not granted by all of the
contacted institutions. Also, patients were nogdlily contacted to assess and confirm their use
of PNPs. Thus, by using geographic data as a gamndacility permissions, assumptions were
made that patients obtained services from theifiatilat was within the 1-mile vicinity of their
residence.

Statistical review of tumor registry data did notolve multivariate analyses, but was
limited to frequency distributions, medians andssrtabs. The receipt of permission from only
two facilities and the use of geographic catchnaeeas, as opposed to actual case listings from

the 14 hospitals contacted, and the generalizaloifithe results pertaining to timely receipt of
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treatment options was limited by the lack of diremhfirmation from patients about the use of

PNPs.

5.4.2 Study 2 — Qualitative
Study 2 involved secondary analyses of interviemdcripts with providers and

navigators. Data gathered about PNPs from thedrgns was limited by the questions asked
during the implementation of the original studyeTlgpe of respondent (i.e. clinical position/title
of health care provider) and background informatibout the interviewed study participants
was also restricted to the questions asked duhieg@tiginal study, since this information was
not part of the dataset. A few of the transcriptduded un-translated terms and sentences (i.e.
responses were in Vietnamese), so any informabonataPNPs within these transcripts were not
usable. Additionally, if responses were uncleahmtranscripts, the study researcher could not

refer back to audio files to verify the information

5.5 — Implications for Future Research
Results from these two studies showed that a kgisl policy was not associated with

the availability of PNPs in LA and OC facilitiesrgimg a high proportion of SEA breast cancer
patients. The policy was also not associated witkly receipt of surgical treatments. However
other patient centered outcome measures shouldristdered to evaluate the effectiveness of
PNPs. Legislation may have indirectly contributedite awareness and the value of establishing
PNPs. Additional research is needed to identifyoiacthat motivated the development of PNPs
among facilities that established navigation s&widuring the post-NOA period. Information,
such as institutional guidelines or accreditatiequirements, would be useful in understanding
the circumstances that contributed to establishroktitese programs, as well as the processes
program leaders followed to successfully implengeRNP. If legislation was a primary factor,

then efforts to support local or regional polidieat advocate for patient-centered programs
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should be encouraged. Conversely, research tondiekethe lack of interest in PNPs at facilities
that do not have a navigation program would beulsefdetermining the type of elements that
should be in place before developing a PNP progFaminstance, questions that should be
considered are: 1) Does the health care institutientify a need for patient navigation services,
2) Are there identified leaders willing to supptré program, 3) How would the target
population benefit from the program? Assessingitteds and wants of a health care facility
may explain why some programs are successful dretare not.

With regards to the usefulness of patient navigatoaccessing cancer care services and
the timely receipt of cancer treatments, greatatapth research to directly assess the use of
PNPs is necessary to fully understand the roleagifgators, if any, in reducing delays between
diagnosis and completion of treatment. Data cadiéétom this type of research could possibly
showcase the cost-effectiveness of PNPs and gémasupport needed to integrate navigation

services at the system level.

5.6— Conclusion
The U.S. health care system is a complex netwakréquires a substantial amount of

knowledge and understanding and assertivenesslan tor be used effectively. In the last 15
years, patient navigation programs have evolvezlanhechanism for assisting communities
with the greatest health care needs, yet it renmafagly new tool in improving timely receipt of
care and reducing cancer care disparities. Stidyfgs suggest that patient navigator programs
are slowly being developed and the utility of tkeevices provided, from the perspective of
clinicians as well as patients, is gradually bagpgnized. Future research should focus on
legislative and organizational strategies to inseesupport for the establishment and
implementation of patient navigator programpatticularly in areas that serve communities with

the highest cancer care disparities.
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