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Learning Objectives

 Identify communication terms to utilize or 
avoid when discussing cancer diagnosis, 
treatment and long term care.

 Implement a more comprehensive and 
integrative approach to long term cancer care

Formulate approaches to improve cancer care 
in their specific systems
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Why is cancer care in primary care 
important?

� More than 18 million cancer survivors in the United States in 2022 1,2

� Number of cancer survivors is expected to increase to 26 million by 20403 ,4

� Don�t forget this includes large number of survivors of childhood cancers living longer

� Varying definitions of �survivor�4
� National Cancer Institute: persons from time of cancer diagnosis until the end of life
� American Society of Clinical Oncology: Cancer survivorship care begins �in the period 

following acute diagnosis and treatment�

� IOM report and others: Longer term survivors, those in post‐treatment period, and persons 
with cancer who have survived beyond 5 years

� 2005 Institute of Medicine report called for improved awareness, definition and 
quality of cancer survivorship care 5



Communication in Cancer Care

 Good patient centered communication can lead to improved 
outcomes 6

 Patient and provider satisfaction, Increased quality of life

 Reduced patient anxiety and improved symptom control

 Context dependent

 Quality of communication relies on clinician judgement in using 
communication skills (per ESMO Clinical Practice Guideline 2024) 7

 Ability to imagine patients� feelings and needs

 Capacity to �stay with� the suffering patient without defending themselves 
against their own painful emotions

 Spontaneity, creativity and motivation

 Biography, professional competence and experience 

 Both patients and clinicians value authenticity



Ensuring good judgement in clinical 

communication: clinicians' responsibilities.

Figure 1. Communication and support of patients and caregivers in chronic cancer care: ESMO 
Clinical Practice Guideline☆Stiefel, F. et al. ESMO Open, Volume 9, Issue 7, 103496



My Context

� 38 yo F with history of hypothyroid 
presenting in summer 2020 with 
worsening left hip pain.

� Fam Hx: multiple myeloma in 
father and maternal grandfather

� Left hip XR negative

� Felt to be likely labral tear, so MRI 
ordered



My context

� Left hip arthrogram showed diffuse 
bony osteoblastic mets

� Further work up initiated
� CT chest/abd/pelvis and bone scan

� abdominal MRI

� liver biopsy

� diagnostic mammogram and 
ultrasound confirmed

� ER/PR +, Her2 ‐ breast cancer with 
1 liver met and diffuse bony mets



Treatment course so far

� No local treatment (aka no breast surgery or breast radiation)
� Hormonal blockade with Aromatase Inhibitor and GnRH Agonist/BSO
� CDK 4/6 Inhibitor, ribociclib
� Bilateral hip radiation

� Complicated by osteonecrosis of left femoral head with collapse
� Left hip replacement

� No progression for 2.5 years, then�.
� Oral chemotherapy capecitabine with no progression for 9 months

� Oral chemotherapy with PIK3CA Inhibitor, capivasertib, without effect
� Severe nerve impingement in sacrum leading to cauda equina symptoms

� Spine radiation and initiation of infusion chemotherapy, Sacituzumab 
govitecan‐hziy, which is ongoing



Communication needs are 
different for each stage 9

Instagram: @carolynvento

o Diagnosis/Early Stage
o Bad news
o Emotional support
o Help to choose right treatment

o End of treatment/recovery
o More emotional support

o Advanced Stage
o Balance authenticity with hope

o Throughout all stages give 
information regarding diet, exercise 
and weight



Communication changes I have made

 Have a general idea of next steps, but don�t expect 
yourself to know all possible treatments
 Many new treatments depend on specific genetics of the 

tumor

 Be careful using statistics
 Statistics can be helpful, but you are already talking to 

someone on the losing end of statistics

 CARES Act and open notes



Communication changes I have made 

 Acknowledge the pain and difficulty of the situation 
 Waiting for work-up and treatment decisions can be one 

of the most difficult times
 Immediately following treatment can be difficult

 Suppress the urge to �fix it�
 Use language that focuses on resilience and perseverance

 Become comfortable with awkward and silence



Communication changes I have made

 Remind patients to go back to basics
 Eating, sleeping, exercise, hydration

 Remind them that it is okay
 To say no to people and obligations
 To accept and ask for help
 To not be okay
 To still enjoy life

 Encourage them to acknowledge and 
accept their wide range of emotions
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Potentially Problematic Phrasing 
When Discussing Cancer Care 
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Current state of survivorship care

 Despite the seminal IOM report, there is still little 
standardization or systemic approach to survivorship 
care

 Impending shortage of oncology services to care for 
cancer survivors4

 Multiple approaches being studied10

 Specialist led follow up (traditional)
 PCP led follow up
 Shared care between oncology providers and PCP
 Oncology nurse-led survivorship care
 Long term follow up clinics
 Supported self management



Survivorship Care Plan

 Most common current approach, 
but not universal

 Delivered to less than half of 
cancer survivors 11

 Increases knowledge regarding 
surveillance and lifestyle 
interventions 9,12

 No difference in distress or QOL 9, 12

 In the few studies that looked at it, 
no difference in recurrence rate 9

https://www.cancer.org/cancer/survivorship/long-term-health-concerns/survivorship-care-plans.html



National Coalition for Cancer Survivorship 
(NCCS) State of Survivorship Survey 20242

https://canceradvocacy.org/2024-state-of-cancer-survivorship-survey/



Well known 
treatment 

side effects

Neuropathy

 Multiple drugs may lead to this: platinum (oxiplatin), taxanes
(docetaxel), vinca alkaloids (vincristine), myeloma 
treatments and others

 May lead to disability and significant pain
 Typical neuropathy treatments utilized

Cardiac

 Cardiotoxic treatments: anthracycline analogues 
(doxorubicin, epirubicin), HER-2 targeted agents 
(trastuzumab), radiation therapy, hematopoietic cell 
transplantation, antiangiogenic agents, and immune 
checkpoint inhibitors

 Childhood cancer survivors are at particular risk

Hair loss

 Not all chemotherapy causes hair loss, but the list is too 
extensive to list here

 Cold capping is an approach to prevent with varying 
success



Less 
discussed, 

but 
common 

side effects

Mental Health

 Increased risk of major depression and other 
psychiatric disorders such as anxiety, insomnia, 
adjustment disorders, PTSD, etc
 Around ⅓ of cancer patients will also have 

at least 1 comorbid psychiatric disorder15

 Differentiate between normal reaction to life-
threatening illness vs psychiatric disorder vs 
effect of cancer or treatment

 Suicide ideation is comparable to general 
population, but suicide attempts and deaths 
are higher in cancer patients15

 Risk of dying by suicide 26% higher than 
general population. Absolute risk remains 
small.15

 Risk is highest after initial diagnosis (within 1 
week)



Less 
discussed, 

but 
common 

side effects

Sexual Health

 Many treatments will induce menopause for women
 Some differences in effects based on gender16

 Women struggle most with vaginal dryness and 
libido

 Men tend to have problems with erection, 
ejaculation and orgasm

 Important aspect to quality of life that is not always 
addressed

Fertility

 Study showed 73% of female young adult cancer 
survivors felt they did not receive enough information 
regarding fertility preservation options at diagnosis17



Less 
discussed, 

but 
common 

side effects

�Chemo brain� or cancer-related cognitive 
impairment (CRCI)

 Prevalent but poorly understood etiology
 Up to 75% of cancer patients report some form of 

CRCI during treatment, and it is still present many 
years after treatment in 35%18

 Behavioral interventions have more data to 
support, but some are trying stimulants (modafinil) 
or donepezil

Fatigue

 Still most reported side effect in 2024 survivorship 
survey2

 Multiple potential etiologies: treatment side effect, 
anemia, emotional disturbance and sleep 
disturbance

 Still do the usual fatigue lab work up



Less 
discussed, 

but 
common 

side effects

Financial strain

 2024 NCCS Survivorship Survey over 40% of all 
patients experience financial sacrifice, 90% of those 
aged 18-39 years old2

 May have long lasting impact on school/career
 9-10% delay purchases or events or need assistance 

with prescriptions, food or housing 2

Relationship strain

 2001-2006 study on partner abandonment in serious 
medical illness showed no overall increase in divorce 
rate (11.6%), but 20.8% if woman affected partner 
and 2.9% if man affected partner19

 Common stories about getting ghosted by family and 
friends in support/online groups

Don�t forget about the caretakers!



Extra considerations for certain 
populations

Metastatic disease

 More likely to experience side effects
 Goal of care and definition of quality of life can be very different patient to patient
 Consider second opinion at tertiary center to have access to clinical trials

 74% of patients who didn�t participate in clinical trials said it was because they were not 
asked (NCCS Survey 2024)2

AYA (adolescent, young adult) or CAYA (children, adolescent, young adult)

 Increased affect on mental health, financial support, sexual health and support systems

Rare cancers

 Harder to find research, support groups and information



Don�t forget about lifestyle 
interventions

� Weight and nutrition

� Exercise

� Smoking

� Alcohol intake

� Sleep

� Stress management

Lifestyle interventions 
important to address 
side effects and to 

reduce risk of 
progression/recurrence



My recommendations to improve 
survivorship care

RE-EVALUATE THE 
LANGUAGE USED WITH 

YOUR CANCER 
PATIENTS

FIND OUT WHAT 
SURVIVORSHIP 

RESOURCES ARE 
AVAILABLE IN YOUR 

AREA

CULTIVATE 
COMMUNICATION 

WITH YOUR 
ONCOLOGY REFERRAL 

GROUPS

ASK ABOUT THE LESS 
COMMONLY 

ADDRESSED SIDE 
EFFECTS

GAUGE INTEREST IN 
SECOND OPINIONS

HELP POINT THEM IN 
THE RIGHT DIRECTION 
FOR CLINICAL TRIALS, 

IF NEEDED

ACTIVELY CHECK IN 
REGARDING THEIR 

SUPPORT AND CHECK 
FOR RELATIONSHIP 

STRAINS

CHECK IN WITH THE 
CAREGIVERS



How can I add this to my practice
 Awareness is the first step

 Gauge your bandwidth for additional steps

 Educate yourself on survivorship

 Many UpToDate articles

 The George Washington University School of Medicine Cancer Survivorship Series (online and free)

 https://cme.smhs.gwu.edu/gw-cancer-center-/content/cancer-survivorship-series

 NCCS website and resources

 https://canceradvocacy.org/resources/tools-for-care-providers/

 NCCN guidelines and ASCO guidelines

 ASCO: https://society.asco.org/news-initiatives/current-initiatives/cancer-care-initiatives/survivorship-
compendium/care

 NCCN:  https://education.nccn.org/category/disease-area/survivorship

 Speak with oncology referral groups

 Consider starting local survivorship programs or visits

 Start the conversation

 Network with other providers

 Consider advocacy within your system and your legislature 



�
�

Courage doesn�t always roar. 
Sometimes courage is the quiet 
voice at the end of the day saying, 
�I will try again tomorrow�

- MARY ANNE RADMACHER

Questions and Discussion
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