Kentucky Cancer Consortium
Cancer Survivorship Series

A series of data, information and resources about cancer survivorship in Kentucky.
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Quality of Life:
Optimization

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.



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

Supporting Cancer
Survivors

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

One tOOl that COUld be Used iS the National Add|t|ona| tools are:

Comprehensive Cancer Network Distress

Thermometer

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.

Extreme distress

No distress

F—— Patient-Reported Outcomes
- Measurement Information
System (PROMIS)

6 - Patient Health Questionnaire
(PHQ) Screeners

24 - PhenX Toolkit
O )
D—
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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

Asking gquestions 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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https://www.nccn.org/global/what-we-do/distress-thermometer-tool-translations

Connect with
Resources

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.
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Follow Up

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.
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After treatment, cancer survivors need continued care. The Continued
ACS guidelines reflect current evidence and expert Care
consensus to help primary care clinicians and other health

care professionals provide comprehensive clinical follow-up
care.

Surveillance for
Recurrence

Screening for Physical and Prlg?gt?on Coo::daiaeation
New Cancers Psychosocial
Long-Term and
Late Effects
Management
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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 Physical
are available to survivors and highlight
the quality of life needs that they
address. Social

Psychological

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

Spiritual

Some state-level resources include:

+ Cancer Support  KY African Americans « Gilda's Club
Community Greater Against Cancer « Kentucky Cancer
Cincinnati-NKY « Kentucky Cancer Link Program — Pathfinder

*  American Cancer * Friend for Life Cancer
Society Support Network
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quality of life Il



Physical

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

Physical Well-Being
» Functional status
e Fatigue and sleep
« Overall physical Qua“ty
health .
Of Llfeﬂ

e Fertility
—

e Pain
e Symptom burden
quality of life Il

e Comorbidity

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 Promotion

Here are some State and National resources to help cancer
survivors with physical health promotion.

* 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

—
quality of life Il


https://www.kycancerc.org/wp-content/uploads/sites/14/2022/08/Quality-of-Life-Physical-Health-Promotion.pdf

Psychological

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

Psychological Well-Being

e Control

» Sense of worry

e Denial

e Avoidance

Anxiety

Depression

Fear of recurrence
Cognition/attention

Quality
of Life

More: Quality of Life Challenges
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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

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

of Ln‘e’

More: Quality of Life Challenges
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Social Well- Belng

e Family distress

* Roles and relationships

o Affection/sexual
function

e Appearance

e |solation

e Finances/employment



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

« QOut-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

Here are some State and National resources to help cancer

survivors with spiritual well-being.

R
=

More: Quality of Life Challenges

Splrltual Well-Being

* Meaning of iliness
Religious strain
Strength of faith
Transcendence

e Hope

Uncertainty

Inner Strength
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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-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

How can partners use the Cancer

Survivorship Series?

We encourage you to use the
information in the series to increase
your understanding of cancer
survivors' quality of life and share it
with your staff, colleagues, and other
partners about cancer survivorship.

If you have a resource that was not
included in this series, please let us
know.

Contact Jennifer Knight at
Jennifer. Knight@uky.edu
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Next Series Topic:

Patient Navigation Perspectives
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