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What is Patient Navigation?

“The Patient Navigation Research Program 
defines patient navigation as support 

guidance offered to vulnerable persons with 
abnormal  cancer screening or a cancer 
diagnosis, with the goal of overcoming 

barriers to timely, quality care.” 

(Freund et al., 2008)



How did Patient Navigation begin?

Founded in 1990 by Harold P. Freeman, M.D.

Began in Harlem to reduce disparities in 
access to diagnosis and timely treatment of 
cancer among poor and under/uninsured 
individuals



Why do we need Patient Navigation?

 Healthcare system an intricate network that can 
be difficult and frustrating to navigate

 Individuals slip through the cracks, particularly 
poor and underserved individuals, as shown by 
their high cancer incidence and lower survival 
rates

 Patient navigation prevents this, by identifying 
and eliminating real and perceived barriers to 
care



Report to the Nation on 
Cancer and the Poor, 1989

Findings:

 Poor people meet significant barriers when they 
attempt to seek diagnosis and treatment of 
cancer

 Poor people often do not even seek care if they 
cannot pay for it

 Poor people experience more pain, suffering, 
and death because of late stage disease



Report to the Nation on 
Cancer and the Poor, 1989 cont’d

Findings:

 Fatalism about cancer is prevalent among the 
poor and prevents them from seeking care

 Poor people and their families must make 
extraordinary, personal sacrifices to obtain and 
pay for care

 Current cancer education programs are 
culturally insensitive and irrelevant to many 
poor people



Navigation Literature



Navigator Literature

 Navigators range from salaried professionals to lay 
volunteers, to those tightly integrated with medical 
staff to those on the periphery 

 20 different papers indicate patient navigation 
increased timeliness of diagnosis and or treatment 
significantly, 6 cite increase patient sat. and QOL

 Benefits of using lay model are lower costs, and a 
diverse group that represent the community



Timeliness of Treatment
Citation Findings

Bradford, 
2007

40% accompanied to treatment; 74% received 
appointment coordination; 30% received healthcare 
referrals; decrease in those reporting no care at 6 
months (p<0.01) and at 12 months (p<0.001)

Ell, 2002 Patients enrolled in navigation services and had 
received a definitive diagnosis were more likely to 
receive timely treatment (P =0.0001) 

Gabram, 2008 Stage 0 (in situ) breast cancer more than doubled 
(p<.005) and Stage 4 (invasive) declined (p<.05)

Guadagnolo, 
2009

Of the 94 American Indians evaluated, 6% placed in 
clinical trials; that’s 8% of total population included in 
clinical trial 

Schwaderer, 
2007

There was both a rural and urban facility, the urban 
facility assisted more African Americans (32.1 vs. 
14.7%), increased timeliness of treatment



Navigator Literature cont’d

 Keys to program success include willingness to 
remodel program

 Preliminary results show navigation has positive 
effect on minority and low-income cancer patients' 
care 

 Reduces barriers to care



Lay Literature Summary

Citation Study 
Population

Navigation
Description

Outcomes 
of Interest

Tools & 
Properties

Notes

Bird, 1998 -increase breast and 

cervical screenings in 

Vietnamese-American 

women 

-low income in San 

Francisco (controls in 

Sacramento)

-initial 1-on-1 

interview

-outreach intervention

-small group sessions 

led by indigenous lay 

health workers (LHW) 

in Vietnamese (3 years)

-prevention

-pre and post surveys 

show sig increase in 

recognition, receipt, 

and screening-interval 

maintenance   

-surveys, information 

sessions

-had ethno-specific 

lay workers from 

community. Education 

materials in 

Vietnamese, culturally 

appropriate

-statistically 

sig results 

show lay 

workers 

successful in 

promoting 

recognition, 

receipt, and 

maintenance 

of screenings

Burhanisstipanov,

2000

- Breast cancer 

screening  for Native 

Americans

-Metropolitan Denver

-Outreach program

-Local Native 

American women 

trained as lay health 

advisers (Native 

Sisters)

-prevention

-increase participation 

in mammography 

screening

-increased recruitment 

of Native American 

women (p<.05)

-Women recruited 

likely on hormone 

therapy or menopause

-Interviews

-Native Sisters

-Cultural competent 

protocol

-consistent 

with data on 

correspondin

g ethnicity 

being 

effective



Lay Literature Summary cont’d

Citation Study 
Population

Navigation
Description

Outcomes 
of Interest

Tools & 
Properties

Notes

Carroll, 2009 -randomized 

controlled trial

-New York

-35 newly diagnosed 

breast or colorectal

-“alleviate barriers to 

adequate healthcare”

-trained lay PN

-May 2007-March 

2008

-pt perspective of 

quality of cancer care

-pts valued emotional 

support, education, 

help with problem-

solving

-in depth semi-

structured interviews

-PN representative of 

community serving

-concludes 

that 

navigation 

may improve 

cancer care 

outcomes 

important to 

pts

Fernandez, 2009 -low income

-Hispanic women

-cervical and breast

-50 years and older

-(n=464) who were 

non-adherent to 

mammography 

(n=243) non adherent 

to Pap 

-some no adherent for 

both, so were included 

in both groups 

(n=211)

-Lay Health Worker

-Cultivando la Salud 

(CLS: Cultivating 

Health)

-follow-up after 6 

months

-pt contacted within 2 

months of baseline

-sessions last 1-2 hours 

each

-prevention/timeliness 

of diagnosis

-for mammography 

adherence 

intervention vs. ctrl 

(40.8% vs.29.9%; 

P<.05); for cervical, 

intervention vs. ctrl 

(39.5% vs. 23.6%; 

P<.05)

-survey with 276 

brief, close-ended 

questions at baseline

-face-to-face 

interview

-Spanish materials

-study 

design: 

matched a 

pair of 

communities

-concludes 

that lay 

workers 

effectively 

increase 

preventive 

screenings



Lay Literature Summary cont’d

Citation Study 
Population

Navigation
Description

Outcomes 
of Interest

Tools & 
Properties

Notes

Hardy, 2005 -African American

-underserved

-Community Health 

Advisors (CHA) = PN

-Lay Health Advisor 

model

-booths at health fairs, 

school campaigns, 

church programs, door-

to-door, presentations, 

walks, town hall talks

-prevention (increase 

awareness and 

detection)

-article on building 

infrastructure of 

program (e.g. 

recruitment)

-one-on-one 

communication

-a part of the 

Deep South 

Network, NCI-

funded at 

University of 

Alabama at 

Birmingham 

Comprehensive 

Cancer Center

Lam, 2003 -Vietnamese-

American women

-Santa Clara County, 

California

-(n=400) women 200 

in ME+LHWO 

program, 200 in ME

-cervical

-media education (ME) 

campaign

-lay health worker 

outreach (LHWO) 

program

-preventive

-at post intervention 

significant more 

women in 

ME+LHWO 

understood HPV and 

smoking cause 

cervical cancer

-increased Pap test 

increased for both 

groups, but more for 

ME+LHWO

-more ME+LHWO 

women intended to 

have Pap test

-meetings

-pre and post 

intervention 

questionnaires for 

participants in 

Vietnamese

-training manual for 

LHW in Vietnamese

- media 

education 

campaign 

increased 

awareness in 

Vietnamese-

American 

women, but 

ME+LHWO 

more effective



Chicago Patient Navigation 
Program (C-PNRP)



Participating Clinics

 Patient navigators (PNs) stationed at:

o ACCESS Community Health Network Clinics (ACCESS)

• Ashland

• Booker

• Hawthorne

o University of Illinois at Chicago Medical Center (UIC)



C-PNRP Model

 Social worker patient navigator (UIC)

 Lay patient navigators (ACCESS)

 PNs communicate with patients in-person,  by 
phone, email, and mail

 PNs accompany patients to healthcare 
appointments



Patient Navigator Tasks

 Identify and eliminate barriers to care

 Schedule diagnostic tests

 Disseminate culturally sensitive education

 Assist  with transportation

 Help with child/elder care



THE BREAST AND CERVICAL ARM

C-PNRP’s Preliminary Findings



Patient Demographics: Race/Ethnicity

Race/Ethnicity Intervention 

Group

Valid Percent 

(n=1,427)

White 1.1

Black/ African American 56.0

Hispanic or Latino 41.0

Biracial (Black and White) .7

Mexican .4

Polish and Mexican .4

White and Hispanic .4

Total 100



Patient Demographics: Education 

Education Valid Percent 

(n=1,427)

8th grade or less 19.9

Some high school 20.6

High school diploma (including 

equivalency)

30.7

Some college/ vocational school 

after high school

22.3

Associate Degree 1.7

College Graduate 2.1

Graduate or professional degree 2.8

Total 100



Patient Demographics: Household Income

Valid Percent 

(n=1,427)

Less than $10,000 51.4

$10,000 to $19,999 26.3

$20,000 to $29,999 15.1

$30,000 to $39,999 3.6

$40,000 to $49,999 .7

$50,000 or more 2.9

Total 100



Patient Demographics: Employment Status

Valid Percent 

No current employment 49.6

Part-time employment 25.0

Full-time employment 25.4

Total 100



Patient Demographics: Health Insurance

No Health Insurance 

Coverage

56.4 %

Medicare 2.9 %

Medicaid 32.7 %

Private Health 

Insurance 8.0 %



Reported 
Navigation 

Barriers

Code Barrier Name Diagnostic (T2) 

N (%)

1 Transportation 40 (3.5%)

2 Housing 2 (0.2%)

3 Social/Practical Support 23 (2.0%)

4 Language/Interpreter 4 (0.4%)

5 Literacy 61 (5.3%)

6 Childcare issues 4 (0.4%)

7 Adult Care 1 (0.1%)

8 Location of Healthcare Facility 14 (1.21%)

9 Insurance, uninsured, 

underinsured, high co-pays

203 (17.6%)

10 Financial Problems (i.e., 

housing, food, utilities, clothing)

5 (0.4%)



Reported 
Navigation 

Barriers 
Continued

Code Barrier Name Diagnostic (T2) 

N (%)

11 Employment issues 31 (2.7%)

12 Communication concerns with medical 

personnel

45 (3.9%)

13 Fear 69 (6.0%)

14 Medical & mental health co-morbidity 50 (4.3%)

15 Patient Disability 83 (7.2%)

16 Out of Town/Country 6 (0.5%)

17 Perceptions/beliefs about 

test/Treatment

2 (0.2%)

18 System problem with scheduling care 339 (29.4%)

19 Attitudes toward providers 3 (0.3%)

20 Other 46 (4%)

21 No barrier identified

22 System Proactive Navigation Needed 110 (10.3%)



Reported Navigator Actions

Code Action Name Frequency

N %

1 Referrals/Direct Contact 211 28

2 Accompaniment 12 1

3 Arrangement 135 8

4 Support 158 11

5 Records/Record Keeping 51 7

6 Education 186 12

7 Scheduling appointments 151 28

8 Directly Contacting 

Family

1 0.1

10 Other 86 5

Total 1,743 100



PN actions to address barriers to the delivery of 
services 

Code Encounter Name

Frequency 

identified

Number %

1 In-person home visit 4 0.3

2 In-person hospital/clinic, navigator-

based with patient

424 27

3 In-person at other clinic/hospital 

with patient

21 1

5 Phone call with patient 805 52

6 Written message; e-mail, 

voicemail, letter

87 6

7 Other 201 13

9 Communication with medical staff 2 0.1

10 Communication with non-medical 

staff

2 0.1

11 Communication with resource staff 2 0.1



Outcome Data-Cervical

 To date, 83% of the intervention patients 
completed definitive  diagnosis

 17% intervention patients did not complete 
definitive diagnosis yet 

 To date, 60% of the control patients  completed 
definitive  diagnosis

 40% did not complete definitive diagnosis



Outcome Data-Breast

 To date, 97% of the intervention patients 
completed definitive breast diagnostic tests, 

 3% did not complete definitive breast diagnostic 
tests yet

 To date, 72% of the control patients completed 
definitive breast diagnostic tests

 23% did not complete definitive breast diagnostic 
tests yet



RESULTS FROM THE 

2010 PATIENT NAVIGATION 
LEADERSHIP SUMMIT 

ATLANTA, GA

PNRP on a National Level



Discussion Topics

 Prevention

 Access to Health Care

 Diagnosis and Treatment

 Cost

 Quality of Life

 Caregiver and Family

 Survivorship

 End of Life



Prevention

 Outcomes: 

¹ Reduce incidence of cancer

¹ Reduce late stage disease

 Metrics: 

¹ Behaviors: smoking cessation, nutrition, exercise

¹ Screening rates (HEDIS); abnormal screening follow-up 
adherence rates; timeliness of follow up; quality of bowel 
prep



Access to Health Care

 Outcomes: 

¹ Improvement in service utilization

¹ Reduction in barriers to care

 Metrics: 
¹ Increase % w/primary care provider & usual source of care

¹Adherence to screening guidelines

¹Decrease interval time, systematic barriers (e.g. referrals, 
staff cultural competency), financial burden (e.g. gaps 
in/lost coverage) 



Diagnosis and Treatment

 Outcomes: 
¹ Survival, Quality of Life, Stage Distribution, Treatment and 

Guideline Adherence, Barrier Tracking/Resolution, Care 
Coordination, and Timeliness of Care 

 Metrics: 
¹ Decreased avoidable admissions and ER visits

¹ Time/resource utilization/workload data

¹ Symptom management

¹ Observed disparities reversed (community/population 
specific)



Cost

 Outcomes:

¹ Initial Training Costs

¹ Continuing Education

 Metrics:

¹ Program Costs (Variable and Fixed)

¹ Variable Direct Patient Medical Costs

¹ Direct Costs

¹ Direct Non-Medical Costs



Quality of Life

 Outcomes:

¹ Barriers/unmet needs

¹ Patient satisfaction with care

¹ Patient satisfaction with PN

¹ Knowledge (intentions, attitude)

¹ Anxiety/distress/negative affect

¹ Dignity, caring, warmth, respect, alliance, discrimination, 
trust



Caregiver and Family

 Outcomes:

¹ Increased social support

¹ Health literacy

¹ Self efficacy

 Metrics:

¹ Current PNRP tools

¹ REALM, TOEFL, recommended 3 questions

¹ CASE-Cancer, Self Efficacy Scale, positive attitude, info 
seeking



Survivorship

 Outcomes:

¹ Knowledge

¹ Activation: increasing “appropriate health care utilization”

¹ Quality of life in survivorship

 Metrics:

¹ Frequency and effectiveness of engagement (did 
engagement improve knowledge?)

¹ Activation surveys

¹ Mental Health and Physical Health core competencies

¹ Increased utilization of care



End of Life

Outcomes:
¹Symptom, Pain and quality of life assessment
¹Communication/planning

¹Access to services

¹Education

¹Bereavement

¹Care Transitions
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