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What is the KCC Cancer Survivorship 
Series?

One of the Kentucky Cancer Consortium’s key 
priorities is cancer survivorship. The Kentucky 
Cancer Needs Assessment includes data that 
helps describe the landscape of cancer 
survivorship in Kentucky. KCC hosted a “partner 
conversation” in June 2021 to listen to patient 
navigators, community health workers, and 
other KCC partners to understand the current 
practice of addressing cancer survivor’s needs. 

Cancer survivorship is big, complex, and       
ever-changing. We learned we need to start 
with clear definitions of “cancer survivor” and 
“cancer survivorship,” share digestible data 
about cancer survivors in Kentucky, include 
practical summaries of relevant research, and 
guidance on how to connect with others 
working in this area. Another area of interest 
included where to find resources and support, 
and how to select and implement strategies to 
support cancer survivors. We will share 
Kentucky data and what we learned from our 
partner conversations in a series of mini-reports 
designed for our KCC partners in Wednesday’s 
Word throughout 2022.

The Survivorship Series will 
provide data, partner input, and 

resources about cancer 
survivorship in Kentucky.
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Ask individuals what term they

prefer in the same way that you 

ask people their preferred 

name (e.g. Jess vs Jessica).

Ask

Adopt inclusive language

for the population. It is

important to understand the 

population/community-level

communication approach 

might need to differ from the 

approach for any one person.

Adopt

Not everyone is comfortable with the term “survivor” and depending on the stage at diagnosis 
and a number of other things, folks may not identify as a “survivor.” Partners who work with
people with a cancer history (i.e. cancer survivors) should consider the following key takeaways:

 

Wondering how you can use the 
information from this series?
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Defining Cancer 
Primary cancer: a term used to 
describe the original, or first, 
tumor in the body.

Cancer cells from a primary 
cancer may spread to other parts 
of the body and form new, or 
secondary, tumors. 
https://www.cancer.gov/publications/dictionaries/cancer-
terms/def/primary-cancer

Note: There are two different types of tumors: benign (non-cancerous) tumors and malignant (cancerous) 
tumors. A benign tumor is composed of cells that will not invade other unrelated tissues or organs of the 
body, although it may continue to grow in size abnormally. A malignant tumor is composed of cells that 
invade or spread to other parts of the body. https://www.cancer.gov/about-cancer/understanding/what-is-
cancer
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https://www.cancer.gov/about-cancer/understanding/what-is-cancer


Defining Cancer 
Metastasis: the spread of cancer 
cells from one place where they 
first formed to another part of the 
body.

In metastasis, cancer cells break 
away from the original/primary 
tumor, travel through the blood 
or lymph system, and form a new 
tumor in other organs or tissues 
of the body.

https://www.cancer.gov/publications/dictionaries/cancer-terms/search/metastasis/?searchMode=Begins

1.

2.
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Defining Cancer 
Second primary cancer: a term 
used to describe a new primary 
cancer that occurs in a person 
who has had cancer in the past. 

Second primary cancers may 
occur months or years after the 
original (primary) cancer was 
diagnosed and treated.

https://www.cancer.gov/publications/dictionaries/cancer-terms/def/secondary-cancer

*Primary cancer that
has been treated and
no longer exists

*A new primary cancer
that has developed
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Defining Cancer Survivor

"An individual is considered a cancer survivor from the time of diagnosis, through the 

balance of life. There are many types of survivors, including those living with cancer and

those free from cancer. This term is meant to capture a population of those with a history 

of cancer rather than to provide a label that may or may not resonate with individuals."

National Cancer Institute of Health Division of Cancer Control and Population Sciences

"The term cancer survivor to refers to anyone who has

ever been diagnosed with cancer no matter where 

they are in the course of their disease."

American Cancer Society

"Many continue to struggle with how to define "survivor," or whether to use it at all. We 

recognize that the term "cancer survivor" may be seen differently by people based on their 

own experiences. Battlefield and war analogies that one often hears can seem to imply that a 

person who succumbed to their disease didn't "fight" hard enough or long enough to "win" their 

"battle." We respect that everyone who is affected by cancer can choose to identify with the 

term they feel best describes their experience whether it be "survivor," "thriver," "person living 

with cancer," any other term that resonates, or even no label at all."

National Coalition for Cancer Survivorship
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Some individuals felt their 
cancer wasn't "bad 

enough" or "traumatic 
enough" to use the title. 

(Clegg, 2016)

Adoption of the "survivor" 
identity increased when 

individuals perceived 
themselves as having a 

"very good prognosis" or 
recalled being told they 

were cured. (Cheung, 2016)

Some said that they felt using 
the term was "tempting fate" 
and would lead to recurrence. 

(Cheung, 2016)

Survivor as a term is tied 
with trauma, and not 
everyone finds cancer 
traumatizing or 
traumatizing in the same 
way. (Bell, 2013)

Some individuals were unsure 
if enough time had passed to 
be considered "in the clear" 
and a survivor. (Clegg, 2016)

How is the term 
"cancer survivor" 

perceived?Some identified as survivors 
because: 

They had cancer in the 
past 
Someone else, such as a 
clinician said they were a 
survivor
They felt life was different 
before and after cancer
They find a sense of 
community by self-
identifying as a survivor

(Clegg, 2016)
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16,920,370 254,780

KentuckyUnited States

Here we use the term "prevalence" to refer to the total number of people in the 

population who have previously been diagnosed with cancer and who are alive today.

Estimated Number of Cancer
Survivors (Prevalence)
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5-Year Relative Survival

Prostate

Melanoma of the Skin

Female Breast

Corpus Uteri

Kidney and Renal Pelvis

Urinary Bladder

Non-Hodgkin Lymphoma

Colon and Rectum

Leukemia

Lung and Bronchus

96.9%

97.8%

93.6%

91.5%

90.4%

90.0%

82.4%

85.7%

76.0%

75.5%

77.1%

75.4%

73.5%

72.9%

64.7%

65.4%

65.1%

63.0%

22.5%

19.5%

Relative Survival of Top 10 Incidence Rate Cancers

Kentucky
US

Source: 2021 Kentucky Cancer Needs Assessment 
Data: KCR/SEER 2012-2018
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Sur vivor ship ² Rel at ive Sur vival  Dispar it iesH

Relative Survival, All Cancer Sites
Less than 55%
55% to 60.1%
60.1% to 64.8%
Over 64.8%

Significant Disparities in Relative Survival

Source: 2021 Kentucky Cancer 
Needs Assessment 
Data: KCR/SEER, 2012-2018
Note: Highlighted disparities 
are significant on 
non-overlapping 95% 
confidence intervals
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What Is Health-Related Quality of Life?
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Physical Well-Being

Social Well-Being

Functional status
Fatigue and sleep
Overall physical health 
Fertility 
Pain
Symptom burden
Comorbidity 

Family distress
Roles and relationships 
Affection/sexual 
function 
Appearance
Isolation 
Finances/employment 

Spiritual Well-Being

Psychological Well-Being

Control
Sense of worry
Denial 
Avoidance  
Anxiety
Depression
Fear of recurrence 
Cognition/attention

Meaning of illness
Religious strain
Strength of faith 
Transcendence
Hope
Uncertainty
Inner Strength

Quality 
of Life 

Ferrell & Hassey Dow, 1997
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Diagnosis

Treatment

Transition from treatment 
to long-term chronic 
disease management

Long-term chronic 
disease management

Palliative care as 
needed 

End of Life 

Individuals may go 
in and out of 

phases. This is not a 
linear process. 
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being there 

for friends 

and family

getting 

enough 

exercise

56%

cost of 

medical 

care

having 

energy for 

everyday life

maintaining a

healthy 

weight

56%64% 61% 57%

Top Concerns That Impact Quality of Life 
Among Cancer Survivors in the U.S.

Source: 2020 State of cancer survivor survey https://www.curetoday.com/view/nccs-unveils-survivorship-data-from-
nationwide-survey-of-cancer-survivors
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Health-related Quality of Life in KY

General health less
than "good"

Poor physical
health most days

Poor mental
health most days

Poor health
impacts activity

most days

40.0%

42.0%

20.4%

43.6%

29.0% 47.5%

27.6%

27.6%

No Cancer Diagnosis Cancer Survivor

Health-related Quality of Life in KY

General health less
than "good"

Poor physical
health most days

Poor mental
health most days

Poor health
impacts activity

most days

40.0%

42.0%

20.4%

43.6%

29.0% 47.5%

27.6%

27.6%

No Cancer Diagnosis Cancer Survivor

Health-related Quality of Life in KY

General health less
than "good"

Poor physical
health most days

Poor mental
health most days

Poor health
impacts activity

most days

40.0%

42.0%

20.4%

43.6%

29.0% 47.5%

27.6%

27.6%

No Cancer Diagnosis Cancer Survivor

Health-Related Quality of Life Among 
Kentucky Cancer Survivors
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20.5% currently smoke

9.4% with unhealthy drinking habits

71.2% currently overweight or obese

16.6% sleep less than 6 hours a night

Risk Factors for Kentucky Cancer Survivors

Source: 2021 Kentucky Cancer Needs Assessment 
Data: Ky BRFS, 2018-2019
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Located in KY94%

From Jefferson 
County50%

Identified as 
White82%

Identified as 
Black/African 
American

13%

Between 
ages 51-7060%

Identified as 
female89%

Responded 
as cancer 
survivors

72%

Responded 
as caregivers27%

Most 
common 
reported 
cancer type 
was breast 
cancer

43%

COVID-19 Pandemic Survey of Kentucky Cancer 
Survivors and Caregivers: Who Responded

Highlights from the 79 Kentucky cancer survivors and caregivers who responded to the survey 
conducted in Spring 2021 by the Kentucky Cancer Program and the Kentucky Cancer Consortium.

introduction data quality of life quality of life II navigation partners



§ǘɯȺǞƧƊǶ�ƊƧɈǞɨǞɈɯ

RȌɐȺƵǘȌǶƮ�ǿƊȁƊǐƵǿƵȁɈ

wƊǲǞȁǐ�ǘƵƊǶɈǘɯ�ǿƵƊǶȺ

JƵɈɈǞȁǐ�ǘƵƊǶɈǘɯ�ǏȌȌƮȺ

²ƵǶǏٌƧƊȲƵ�ɈƊȺǲȺ

ÀƵƧǘȁȌǶȌǐɯ

©ɐǞɈɈǞȁǐ�ɈȌƦƊƧƧȌ�ɐȺƵ

ÀȲƊȁȺȯȌȲɈƊɈǞȌȁ

�ڭׁׅ

�ڭ׃

�ڭׅ׃

�ڭ׀ׂ

��ڭׁ

��ڭ׆ׁ

�ڭ׆

ڭׄ

COVID-19 Pandemic Survey of Kentucky 
Survivors and Caregivers: Top Concerns  

§ƵȲƧƵȁɈ�ȌǏ�ȲƵȺȯȌȁƮƵȁɈȺ�ɩǘȌ�ȲƵȯȌȲɈƵƮ�Ɗ�ȁƵƵƮ�ǏȌȲ�ȺɐȯȯȌȲɈ�ƊȁƮ�ȲƵȺȌɐȲƧƵȺ

introduction data quality of life quality of life II navigation partners



²ɐȲɨƵǞǶǶƊȁƧƵ�ǏȌȲ�
ªƵƧɐȲȲƵȁƧƵ

RƵƊǶɈǘ�
§ȲȌǿȌɈǞȌȁ

!ƊȲƵ�
!ȌȌȲƮǞȁƊɈǞȌȁ²ƧȲƵƵȁǞȁǐ�ǏȌȲ�

yƵɩ�!ƊȁƧƵȲȺ
§ǘɯȺǞƧƊǶ�ƊȁƮ�
§ȺɯƧǘȌȺȌƧǞƊǶ�
mȌȁǐٌÀƵȲǿ�ƊȁƮ�
mƊɈƵ�0ǏǏƵƧɈȺ�
wƊȁƊǐƵǿƵȁɈ

(ƵȯƵȁƮǞȁǐ�Ȍȁ�ɩǘȌ�ɯȌɐ�ƊȲƵ�ƊȁƮ�ɩǘƵȲƵ�ɯȌɐ�ƊȲƵ�ɩȌȲǲǞȁǐة�ɯȌɐ�
ǿƊɯ�ƦƵ�ɐȺǞȁǐ�ɈǘƵȺƵ�ƮǞǏǏƵȲƵȁɈǶɯ�ɈȌ�ǿƵƵɈ�ɈǘƵ�ȁƵƵƮȺ�ȌǏ�ƧƊȁƧƵȲ�
ȺɐȲɨǞɨȌȲȺخ

9WI�SJ�
+YMHIPMRIW�
1E]�:EV]�

American Cancer Society Cancer 
Survivorship Care Guidelines

introduction data quality of life quality of life II navigation partners



Survivorship starts from the time of diagnosis and quality of life needs vary 
throughout the survivorship journey. For more information about quality of 
life, revisit last month’s Survivorship Series: Quality of Life Challenges. 

It is helpful for cancer survivors to have a plan to address the challenges to 
their well-being. This series provides resources for those supporting cancer 
survivors. 

Quality of Life:
Optimization
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https://www.kycancerc.org/wp-content/uploads/sites/14/2022/06/KCC-Survivorship-Series-June-2022-Quality-of-Life-Part-1-001.pdf
https://www.kycancerc.org/wp-content/uploads/sites/14/2022/06/KCC-Survivorship-Series-June-2022-Quality-of-Life-Part-1-001.pdf


Follow UpScreen Ask Questions Connect With 
Resources

Continued Care

These are common steps that patient navigators take when 
assessing and supporting cancer survivors. This process can 
be used in the community or the clinic. 

Supporting Cancer 
Survivors 
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01

Screen

Follow Up Continued 
Care

Connect With 
Resources

Ask Questions

The first step is to screen, score, and understand the cause of 
distress. Being diagnosed with cancer and going through 
treatment can be stressful.

One tool that could be used is the National 
Comprehensive Cancer Network Distress 
Thermometer 

Additional tools are:

Patient-Reported Outcomes 
Measurement Information 
System (PROMIS)

Patient Health Questionnaire 
(PHQ) Screeners 

PhenX Toolkit

NCCN Distress Thermometer
Distress is an unpleasant 
experience of a mental, physical, 
social, or spiritual nature. It can 
affect the way you think, feel, or 
act. Distress may make it harder 
to cope with having cancer, its 
symptoms, or its treatment. 
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https://www.nccn.org/global/what-we-do/distress-thermometer-tool-translations
https://www.healthmeasures.net/explore-measurement-systems/promis
https://www.hrsa.gov/behavioral-health/patient-health-questionnaire-phq-screeners
https://www.phenxtoolkit.org/help/guidance


Ask 
Questions

Screen Follow up Continued 
Care

02

Connect With 
Resources

Asking questions is the second step that is often used to help understand 
which area(s) are causing the most distress.

• Ask questions that help prioritize which area(s) are the biggest distress
concern that needs to be addressed first.

• Consider using the second step of the NCCN Distress Thermometer as a
guide.
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Connect with 
Resources 

Screen Ask Questions Follow Up Continued 
Care

03

Developing a plan to connect to resources is the third step. Many resources 
are available at free or reduced cost for cancer survivors. 

• These resources will support their physical, psychological, social, spiritual, 
financial, and other needs.

• Specific examples are provided in the rest of the document. 

introduction data quality of life quality of life II navigation partners



Follow Up

Screen Ask Questions Connect With 
Resources

Continued 
Care

04

Follow-up for cancer survivors is important because there are long-term 
physical, psychological, social, spiritual, and financial challenges that 
impact quality of life. 

• Ensure you have provided and obtained good contact information.

• Provide continued support and be available when they have questions.

• Find out if the resources you provided meet their needs.

• Check-in and rescreen for distress to see if they need additional
resources.

introduction data quality of life quality of life II navigation partners



Continued 
Care

05

Follow UpScreen Ask Questions Connect With 
Resources
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After treatment, cancer survivors need continued care. The 
ACS guidelines reflect current evidence and expert 
consensus to help primary care clinicians and other health 
care professionals provide comprehensive clinical follow-up 
care.

Surveillance for 
Recurrence

Health 
Promotion

Care 
CoordinationScreening for 

New Cancers
Physical and 
Psychosocial 

Long-Term and 
Late Effects 

Management

Depending on who you are, and where you are working, you 
may be using these differently to meet the needs of cancer 
survivors.

Use of 
Guidelines 
May Vary 

https://www.cancer.org/health-care-professionals/american-cancer-society-survivorship-guidelines.html


Resources to Address 
Quality of Life 
• The following slides list resources that 

are available to survivors and highlight 
the quality of life needs that they 
address.

• Look for the color guide on each slide to 
determine which needs the specific 
resource addresses.  

• Cancer Support 
Community Greater 
Cincinnati-NKY

• American Cancer 
Society

• KY African Americans 
Against Cancer

• Kentucky Cancer Link 
• Friend for Life Cancer 

Support Network

• Gilda’s Club 
• Kentucky Cancer 

Program – Pathfinder

Some state-level resources include:
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Physical 

Psychological

Social 

Financial

Spiritual



Physical Well-Being

Functional status
Fatigue and sleep
Overall physical 
health 
Fertility 
Pain
Syǿptoǿ burden
Coǿorbidity 

Quality 
of Life 

Physical 
Here are some State and National resources to help cancer 
survivors with physical well-being.
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More: Quality of Life Challenges

https://www.kycancerc.org/wp-content/uploads/sites/14/2022/08/Quality-of-Life-Physical.pdf
https://www.kycancerc.org/wp-content/uploads/sites/14/2022/06/KCC-Survivorship-Series-June-2022-Quality-of-Life-Part-1-001.pdf


Physical: 
Health Proǿotion 

• Minimal alcohol use

• Abstinence from tobacco use

• Cardiovascular activity and strength training

• 150 minutes of cardio

• 2 days of strength training

• Healthy diet and nutritious foods

• Variety of fresh fruits and veggies

• Limit intake of processed and red meat

• Consume whole grains rather than refined grains

Here are some State and National resources to help cancer 
survivors with physical health promotion. 
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https://www.kycancerc.org/wp-content/uploads/sites/14/2022/08/Quality-of-Life-Physical-Health-Promotion.pdf


Psychological Well-Being

Control
Sense of worry
Denial 
Avoidance  
Anxiety
Depression
Fear of recurrence 
Cognition/attention

Quality 
of Life 

Psychological 
Here are some State and National resources to help cancer 
survivors with psychological well-being. 
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More: Quality of Life Challenges

https://www.kycancerc.org/wp-content/uploads/sites/14/2022/08/Quality-of-Life-Psychological.pdf
https://nam04.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.kycancerc.org%2Fwp-content%2Fuploads%2Fsites%2F14%2F2022%2F08%2FQuality-of-Life-Psychosocial.pdf&data=05%7C01%7Cnatalie.wilhite%40uky.edu%7Cbfe81060d5f148d3d6fd08da8a2573a7%7C2b30530b69b64457b818481cb53d42ae%7C0%7C0%7C637974190705192199%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=zE9k1R6d%2BNix%2F02vYoecplflRqaut%2BplgDVgzKHxKno%3D&reserved=0
https://www.kycancerc.org/wp-content/uploads/sites/14/2022/06/KCC-Survivorship-Series-June-2022-Quality-of-Life-Part-1-001.pdf


Social Well-Being

Faǿily distress
Roles and relationships 
Affection/sexual 
function 
Appearance
Isolation 
Finances/eǿployǿent 

Quality 
of Life 

Social
Here are some State and National resources to help cancer 
survivors with social well-being. 
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More: Quality of Life Challenges

https://www.kycancerc.org/wp-content/uploads/sites/14/2022/08/Quality-of-Life-Social.pdf
https://www.kycancerc.org/wp-content/uploads/sites/14/2022/06/KCC-Survivorship-Series-June-2022-Quality-of-Life-Part-1-001.pdf


Financial 
Here are some State and National resources to help cancer 
survivors with financial well-being. 

Cancer survivors may experience financial issues that impact 
quality of life in multiple ways: 

• Income
• Debt
• Loss of income
• Out-of-pocket costs
• Impact on mental health (financial toxicity)

This may result in avoiding treatment or medications due to 
cost. 

Source: Altice CK, Banegas MP, Tucker-Seeley RD, Yabroff KR. Financial Hardships Experienced by Cancer 
Survivors: A Systematic Review. J Natl Cancer Inst 109:2017. PMCID: PMC6075571
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https://nam04.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.kycancerc.org%2Fwp-content%2Fuploads%2Fsites%2F14%2F2022%2F08%2FQuality-of-Life-Financial-1.pdf&data=05%7C01%7Cnatalie.wilhite%40uky.edu%7C688d3e0d71124a0274c108da8b728ab2%7C2b30530b69b64457b818481cb53d42ae%7C0%7C0%7C637975621314554036%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=uNQ6ScTMHYDAN8KCTqD1fekjliXisJ5No%2B8dWA33yC8%3D&reserved=0


Spiritual Well-Being

Meaning of illness
Religious strain
Strength of faith 
Transcendence
Hope
Uncertainty
Inner Strength

Quality 
of Life 

Spiritual 
Here are some State and National resources to help cancer 
survivors with spiritual well-being. 
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More: Quality of Life Challenges

https://nam04.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.kycancerc.org%2Fwp-content%2Fuploads%2Fsites%2F14%2F2022%2F08%2FQuality-of-Life-Spiritual.pdf&data=05%7C01%7Cnatalie.wilhite%40uky.edu%7C4313585f9f6344e95c2e08da8ace2a6b%7C2b30530b69b64457b818481cb53d42ae%7C0%7C0%7C637974915320874678%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=dcv0LqCRjIEUpThQxHSUAIb%2Fir6NtaLVROh2vSud8xc%3D&reserved=0
https://nam04.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.kycancerc.org%2Fwp-content%2Fuploads%2Fsites%2F14%2F2022%2F08%2FQuality-of-Life-Spiritual.pdf&data=05%7C01%7Cnatalie.wilhite%40uky.edu%7Cbfe81060d5f148d3d6fd08da8a2573a7%7C2b30530b69b64457b818481cb53d42ae%7C0%7C0%7C637974190705192199%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=b9LH5ynxFga09C71wkiyCSWFJ%2FiCwBvk4djbald4jcQ%3D&reserved=0
https://www.kycancerc.org/wp-content/uploads/sites/14/2022/06/KCC-Survivorship-Series-June-2022-Quality-of-Life-Part-1-001.pdf


What is the definition of a patient 
navigator for cancer survivorship? 
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A patient navigator works with the patient and the medical team 
to eliminate barriers to care, and improve timeliness of care from 
screening through survivorship. The navigator is a patient advocate 
and may be tasked with assisting with financial needs, educating 
patients on long-term side effects and communicating needs to 
the medical team. (from AONN, ASCO)



Who is a patient navigator? 

• A staff member of a hospital or health system

• Social worker, nurse, CNA, CMA, front desk scheduler

• May or may not be called a patient navigator

• Varies depending upon facility

• May be more than one person

• May be someone who has other job responsibilities
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Develop relationships with patients and 
families. 

Inform patients.

Act as the liaison between patient and 
provider. 

Provide a smooth transition between 
Oncologist and PCP. 

Provide a survivorship care plan, or 
encourage patients to utilize them. 

Follow-up referrals to other 
practitioners and services. 

Encourage patient wellbeing and 
quality of life (future screenings, diet, 
nutrition). 

Offer multiple opportunities to ask 
questions and direct resources. 

Consider structural barriers to access care 
services and  follow-up (transportation, 
sick days, finances, insurance, etc.).

Set navigation parameters. Establish 
the time your services begin and end. 
Where do patients find services before 
and after you begin? 

What are some common roles for 
patient navigators for survivorship? 
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https://www.kycancerc.org/wp-content/uploads/sites/14/2022/08/Survivorship-Series-Quality-of-Life-Part-2-final-08312022NW.pdf


Successes: Coordination of Care
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A Small Cell Lung Cancer on surveillance was not able
to afford her depression medication, so she slowly
weaned herself off without notifying anyone. One of her
caregivers informed the navigator that she was having
significant emotional struggles. The navigator
reconnected with the patient and after some
investigation, was able to find the medication through
GoodRX for less than $10.

– Stephanie
Nurse Navigator, St. Elizabeth Healthcare,
Edgewood, KY

A newly diagnosed pancreatic cancer 
patient was noted to have an aneurysm on 
workup imaging. After noting this, the 
navigator was able to arrange the surgeon 
to see the patient in the Medical Oncology 
office the same day, which facilitated an 
admission and quick surgical intervention. 
The patient was then discharged without
complication and able to start on treatment 
for her early diagnosed pancreatic cancer 
without significant delay.

- Stephanie, Nurse Navigator, St. Elizabeth
Healthcare, Edgewood, KY



Successes: Accessing Resources 
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A Small Cell Lung Cancer patient on 
surveillance was not able to afford her 
depression medication, so she slowly weaned 
herself off without notifying anyone. One of 
her caregivers informed the navigator that 
she was having significant emotional 
struggles. The navigator reconnected with 
the patient and after some investigation, was 
able to find the medication through GoodRX
for less than $10.

- Stephanie, Nurse Navigator, St. Elizabeth
Healthcare, Edgewood, KY

A Small Cell Lung Cancer on surveillance was not able
to afford her depression medication, so she slowly
weaned herself off without notifying anyone. One of her
caregivers informed the navigator that she was having
significant emotional struggles. The navigator
reconnected with the patient and after some
investigation, was able to find the medication through
GoodRX for less than $10.

– Stephanie
Nurse Navigator, St. Elizabeth Healthcare,
Edgewood, KY



We asked Kentucky patient navigators 
about their greatest challenges

Unidentified roles and 
responsibilities

Lack of communication 
and coordination with 

staff and clinicians 

Cost and availability of 
hard-copy materials

Lack of dedicated staff 
time to meet all of the 

needs and provide follow 
up

May not be called a 
patient navigator

Patient understanding 
that survivorship care 

begins at diagnosis and 
continues through the 

rest of their life 

Lack of physician 
buy-in
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We asked Kentucky patient navigators 
about what resources were most often 

requested

Transportation

*Most requested
*Hardest to find

Education/information 
(cancer-specific, 

nutrition, physical 
activity)

Financial resources 

*Most requested
*Hardest to find

House/lodging Medical resources: home 
health, hearing aid, 

medical supplies
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We asked Kentucky patient navigators 
about their challenges meeting patient 

needs

Finding local resources Time to follow up on 
referrals

Lack of computer literacy

The top three challenges we heard: 
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What do you wish 
patients understood 
earlier in the cancer 
journey? 
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• Survivorship care is not over when treatment is complete

• Follow-up treatment and managing side effects is part of 
survivorship care

• It is okay to ask about financial resources

• Cancer is traumatic

• Relationships with spouse and others may change

• Counseling for survivors and their families is important 
and resources are available - many at no cost



What is needed to 
improve?
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• Planning for survivorship should be a priority throughout 
the entire journey

• A multi-disciplinary approach is needed with strong 
leadership

• Patient navigator roles and responsibilities need to be 
clearly defined

• Physician support for navigation and survivorship as 
essential parts of the cancer care continuum

• Increased use of navigation metrics to inform and 
support programs

• Empowered navigators who advocate for their program 
and patient needs



• Kentucky Oncology Navigator Network

• Mission: The mission of the Kentucky Oncology Navigator Network of AONN+ is to 
provide networking, collaboration, education and professional development 
opportunities to local nurse and patient oncology navigators in order to be 
advocates for patients and caregivers and improve the quality of life cross the 
cancer continuum.

• Vision: The vision of the Kentucky Oncology Navigator Network is to promote a 
network of innovative health care professionals by building relationships between 
primary care providers, oncologist, surgeons, nurses, social workers caregivers and 
patients that will reduce health disparities in the cancer patient population of 
Kentucky.

• Get connected https://uky.az1.qualtrics.com/jfe/form/SV_9FZYDswpoPkl5FH

• Membership – Membership is for anyone. You do not have to be connected to a 
specific facility or program and does not have to have the title of Patient navigator
(can be a nurse, social worker, CNA, front desk officer worker coordinating 
appointments)
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Getting connected

https://uky.az1.qualtrics.com/jfe/form/SV_9FZYDswpoPkl5FH
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