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Cancer CAREpoint’s Mission

Cancer CAREpoint is dedicated to transforming support for cancer patients, families and caregivers in Silicon Valley
through personalized, one-on-one Counseling, Assistance, Resources and Education. Since 2012, Cancer CAREpoint has
provided support to over 4,500 cancer patients and their families through a wide variety of free support programs.

Cancer CAREpoint is the only community-based organization in Silicon Valley providing support to cancer patients,
cancer survivors, families and caregivers no matter where they receive their medical treatment, what type of cancer
they have or their ability to pay.

Visit cancercarepoint.org for a complete list of programs.
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Executive Summary

In 2006, the Institute of Medicine (IOM) published a
groundbreaking report entitled From Cancer Patient to Cancer
Survivor: Lost in Transition. This report outlined the lack of
support adult cancer patients received once they finished
active treatment and provided recommendations for improving
care and quality of life. Since the report was published, there
has been increased focus on cancer survivorship by health
professionals. Cancer CAREpoint was interested in learning
how cancer survivors in Silicon Valley were being supported
and whether there were gaps in care. Responses from a survey
conducted by Cancer CAREpoint of more than 300 cancer
patients in Silicon Valley demonstrated that once patients
complete active treatment, they are not receiving adequate
support for ongoing issues including fear
of recurrence, treatment side effects and
psychosocial issues. In our survey, 71%
of cancer patients reported not receiving
a Survivorship Care Plan outlining the

guidelines for maintaining and monitoring their health which
was one of the recommendations of the IOM. In addition,
during their first year after treatment, 41% of cancer patients
reported receiving zero, one or two incidences of supportive
follow-up care related to ongoing survivorship issues. This lack
of support is consistent with other research studies nationally.
The implications for cancer survivors in Silicon Valley who do
not receive care are especially profound given the high cost of
living, diverse culture and growing aging population. Unless a
coordinated effort is made among local medical institutions, the
county health system and community- based organizations, we
will find ourselves at a crisis point in meeting the needs of this
growing population.

One of the scariest times for me was the
time right after treatment. When I was
in treatment, I felt good because I was

actively doing something about my cancer.

Background

After treatment, I felt lost.?

Nearly 40% of American men and women will be given a cancer
diagnosis at some point in their lives.? In fact, 1.7 million newly
diagnosed cases of cancer are projected to occur in the United
States in 2018, and 178,130 new cases are projected to be
diagnosed in California in 2018.> In Silicon Valley (defined as
Santa Clara and San Mateo Counties), just over 10,000 people
are diagnosed with cancer each year.*

Fortunately, due to improvements in diagnosis and treatment,
the number of cancer survivors also continues to grow. In the
1930s, the five-year survival rate was one in five; today that
number is three in five. As of January 2016, there were an
estimated 15.5 million cancer survivors in the United States
and just under 1.5 million in California. As more and more
individuals with a cancer diagnosis live longer lives, the impact
of cancer on long-term health has come into greater focus.

Since 2012, Cancer CAREpoint, a non-profit community-
based organization, has provided free non-medical support to
over 4,000 cancer patients and their families in Silicon Valley
throughout the course of their disease—from diagnosis through
treatment and post treatment. Support services include
counseling, support groups, nutrition classes, exercise classes,
meditation, guided imagery, therapeutic massage, healing
touch, art therapy, a Wig Bank and educational workshops.
In providing these support services, we have become acutely
aware of the growing number and needs of cancer survivors.
Among the clients we served, we observed and gained insight
into the gaps in survivorship care, lack of psychosocial
support, trauma associated with the diagnosis and treatment,
wide-ranging fears about recurrence and the challenges in
transitioning to post-cancer life.

In response, Cancer CAREpoint developed a curriculum-based
program for patients who have completed active treatment
and for patients who have metastatic or recurrent disease.
This multi-week workshop addresses the psychosocial impact
of a cancer diagnosis with the goal of helping cancer patients
understand and transition to their lives post cancer diagnosis.
Since starting the program in 2014, over 200 patients from
across Silicon Valley have participated. Cancer CAREpoint
has partnered with local medical centers to offer the program
as well as trained masters level social workers to facilitate
this program.

Cancer CAREpoint also developed nutrition classes for those
who deal with cancer as a chronic issue and a nutrition series
designed for survivors.

While these programs have been shown to be effective, we also
recognize that the demand for support is more than just one
organization in Silicon Valley can address and it will continue to
grow. This paper shares what we are learning from our clients
and offers a call to action for addressing the unmet needs of
cancer survivors in Silicon Valley.

There are many terms cancer patients use to describe
themselves post treatment. For consistency the term
“cancer survivor” is used throughout this report and is

defined as an adult cancer patient who has completed
active treatment or who is on maintenance therapy:.




What Are the Challenges Faced by Cancer Survivors?

The growing gap between cancer survivors’ needs and the
availability of sufficient support is not a unique problem facing
the patients who access the programs of Cancer CAREpoint.
Many studies show that survivors are not receiving the support
they need post treatment. Many cancer survivors face long-
term physical and mental health effects of their diagnosis and
treatment. Mental health effects include psychological trauma,
relationship and social changes, stress, anxiety, depression
and difficulty adjusting to work. Physical effects can include
fatigue, pain, brain changes such as loss of memory or difficulty
focusing (sometimes called “chemobrain”), endocrine system
changes, visual and auditory changes, heart and lung problems
and infertility.>®

Survivors also face economic stressors such as limitations
on work ability, access to health care and health coverage,
and increased medical care costs. In fact, the term “financial
toxicity” describes problems a cancer patient has related to the
cost of treatment.”

Recognizing the growing number of cancer survivors, in
2006, the Institute of Medicine (IOM) released a report From
Cancer Patient to Survivor: Lost in Transition.® In this report,
the IOM focused on the needs of “survivors of adult cancer
during the phases of care that follows primary treatment.”
One recommendation for improving survivorship care was
the development of a Survivorship Care Plan that would
“summarize critical information needed for the survivor’s long-
term care.” The IOM recognized that a comprehensive approach
to effective survivorship care would require cooperation
from healthcare providers, government agencies, medical
institutions and other nonprofit organizations.

Following the IOM’s recommendations, in 2012, the American
College of Surgeons Commission on Cancer (COC) drafted
accreditation standards for cancer care programs that included

key standards related to survivorship, including specific
Survivorship Care Plans.” These standards were originally
intended to be instituted in 2015, but the goals for
implementing Survivorship Care Plans have been pushed back
repeatedly. For a number of reasons, it is complicated to
implement clinical Survivorship Care Plans for the increasing
number of survivors. Implementation is further challenged by
the fact that there are no established billing codes categorized
specifically for survivorship care.’ Also, there is no standard
Survivorship Care Plan and the ones that do exist do not focus
sufficiently on psychosocial and practical needs.

Whether a Survivorship Care Plan is provided or not, the gold
standard for every cancer survivor should be to have consistent
monitoring of ongoing side effects and clear understanding
of which health professional is the most appropriate to
provide care.

On a national level, there is new legislation initiated by the
National Coalition for Cancer Survivorship for the “Cancer
Care Planning and Communications (CCPC) Act” wending its
way through Congress.'" This would establish a new Medicare
service for “cancer care planning.” It would also encourage
healthcare providers to provide cancer patients with a written
care plan at the time of diagnosis that would be modified as
the patient progressed in treatment and entered survivorship.
Over 30 patient and professional organizations (including
Cancer CAREpoint) as well as 18 leading medical cancer centers
support the Act.

Unfortunately, nearly 12 years have passed since the IOM report
was published, and the number of cancer survivors lacking
adequate care continues to increase. More and more cancer
survivors have come to the Cancer CAREpoint Resource Center
seeking support.



What Are the Challenges Faced

by Cancer Survivors in Silicon Valley?

The Cancer CAREpoint Survey

In response to the increase in the number of cancer survivors,
Cancer CAREpoint was interested in learning more about
specific needs of cancer survivors in Silicon Valley. Did they
differ from national studies of cancer survivors? Did cancer
survivors in Silicon Valley face unique challenges? Cancer
CAREpoint’s initial step was to survey our cancer patients to
determine their survivorship needs and how those needs are
currently being met in Silicon Valley. The concerns included in
the survey were drawn from our clients’ experiences, staff input
and previous studies on the subject of survivorship. The survey
was offered in both English and Spanish.

Who Were the Respondents?

A total of 342 individuals responded to Cancer CAREpoint’s
survey in February 2018. Key demographics of the respondent
pool include:

¢ 929% reported completing active treatment within the last
1-9 years.
¢ 88% identified as female.

¢ 76% of respondents identified as white/non-Hispanic;
10% identified as Latino.

¢ 59% of respondents had received a breast cancer diagnosis.

¢ A diagnosis of “other” type of cancer was the second most
common response (14%) and included 8 different types
of cancer.

* 39% reported an income below $84,000 (which is
considered low income for Santa Clara County). Of
those, 14% reported an income below $36,000 (which is
considered extremely low by the US Department of Housing
and Urban Development).

e 47% of respondents had a college degree and 33% had a
post-graduate degree.

¢ 67% of respondents were married or in a domestic
partnership.

Respondents were asked to identify the greatest issues that
they face in survivorship from the following list:

e fear of recurrence ¢ health insurance coverage

e ongoing treatment ¢ finances
side effects (fatigue, ¢ career/work/employment
chemobrain, pain, e spirituality/religion
sleeplessness) e transportation

¢ psychosocial issues ¢ housing

(anxiety, stress, depression) e other
¢ sexuality and body image



What Survivors Told Us

Fear of Recurrence (82%)

By far the most common concern identified by the survivors
in our study was “fear of recurrence” which is defined as “the
fear that the cancer could return or progress in the same place
or in another part of the body.”** High levels of fear of cancer
recurrence (also known as FCR) have been associated with
“functional impairment, lower quality of life, distress, and
reassurance-seeking behaviors” such as extra doctors’ attention
or medical visits."® Fear of recurrence can cause significant
anxiety particularly in terms of follow-up visits and not
knowing which health professional, the oncologist or primary
care physician, is responsible for care.

We get treated as if we are done. We
are never done, fear of recurrence is an
everyday battle.

It’s a race to the finish line to win! But

you realize that you didn’t win and there

are a whole new set of problems hiding
in surviving!

Ongoing Treatment Side Effects (62%)

A large majority of our survey responses indicated that they
have “ongoing treatment side effects.” Ongoing treatment
side effects can include the following: problems from surgery,
heart problems, high blood pressure, lung problems, endocrine
system problems, bone, joint and soft tissue, brain, spinal cord
and nerve, dental, oral health and vision, digestion problems.14

Post-treatment issues are a significant
burden—just the issues of fatigue and
anxiety are a challenge to me.

Doctors need to share the side-effect

profiles of the treatments they are

recommending and be clear on who

will help the patient with long-term
side effects.

Psychosocial Issues (59%)

Many respondents expressed their challenges with
psychosocial issues such as anxiety, stress, and depression
following active cancer treatment. These feelings often manifest
in symptoms such as fatigue, sleep difficulties, nausea/
indigestion, headaches, anxiety, depression, restlessness,
loss of motivation, body image/sex drive issues, inability to
focus, etc., and behavioral symptoms.'® Per our survey, many
said that these feelings created issues with social, family and
work relationships.

Fear of recurrence, issues with ongoing side effects and
concerns about psychosocial issues are not unique to our
respondent pool. Similar national and international surveys
and studies done previously show that fear of recurrence and
psychosocial issues are a significant and serious concern for all
cancer survivors.'®

It seems common for survivors to feel
some level of need for emotional support
post treatment. I have discovered that it
is very similar to a soldier returning from
war—whether that is PTSD or not, I'm not
sure, but the two situations have many
parallels. We have both gone to battle and
lived to tell about it. We are both expected
to get back to normal life.



Survey Q5: Of the issues you selected, select the three that matter to you most right now?

Fear of recurrence

Ongoing treatment side effects (fatigue,
chemobrain, pain, sleeplessness, etc.)

Emotional issues (anxiety, stress,
depression, etc.)

Sexuality and body image
Health insurance coverage
Finances
Career/Work/Employment
Other (please specify)
Spirituality/Religion
Transportation

Housing

None

10%

20%

30%

40%

50%

60%

70%

80%

90%



Lack of Support

It is well known that social support is beneficial for cancer
care and survival. Research has demonstrated that a cancer
patient’s social network is a key resource for handling a cancer
diagnosis because it enhances “the patient’s self-esteem, and
increased contact with the network would help alleviate or
support the burden of decision-making and problem- solving
responsibilities.”'” Social support generally refers to the
various types of support (psychosocial, instrumental and
informational) that an individual gets from another person or
persons*®or through social media.

In our survey, we sought to identify whether cancer survivors
in Silicon Valley were receiving necessary support and, if so,
from where or whom that support was coming. For this survey,
social support was defined broadly as emotional, psychological,
financial and/or spiritual support.

Wish there were more therapists who
could help with psychosocial aftercare.

The two main sources of support for patients were family and
friends. Nearly 76% of respondents indicated that they were
receiving some form of support from family members. One
respondent indicated that her only source of support was her
husband. Another respondent stated that while her family was
her primary source of support, she did not actually have any
family living in California.

Notably, only 38% of respondents indicated that they
were receiving support from healthcare professionals,
22% from a religious organization and only 18% from a
nonprofit organization.

The psychosocial and psychological part
is the hardest to get over. The fear is
always there.

A portion of respondents (12%) indicated that they were not
receiving any support at all while others indicated that the
support was insufficient. One respondent stated that she did
not have enough support “because nobody understands how
hard recovery is” while another stated, “After hours, there is no
one to call”

The reasons why cancer survivors are not receiving support
from outside their family and friends remains a question.
Cancer survivors may not know about available resources
in the community, there may be inadequate resources to
address their issues or they may feel uncomfortable accessing
existing resources.

Survey Q6: Are you receiving support (emotional, psychological, financial and/or spiritual) from any of
the following? Please feel free to choose more than one answer.

Family

Friends

Medical center/hospital/
healthcare professionals

Spiritual/religious organization
Nonprofit organization

Other (please specify)

[ am not receiving support

Government agency

10% 20%

30% 40% 50% 60% 70% 80%



Failure to Get Survivorship Care Plans and Follow-Up

Cancer survivors have unique psychosocial and physical
needs after cancer treatment. Survivorship Care Plans (SCP)
are intended to improve outcomes for cancer survivors by
increasing patient care coordination and patient knowledge
and better monitoring of their health.'® Survivorship Care
Plans should include information related to late-effects of
treatment, signs and symptoms of cancer, risk reduction, health
promotion, psychosocial effects, and recommendations for
genetic screening and family cancer risk.

I wish my medical team had discussed

or informed me about the possibility of

a cancer survivorship care plan. I think

it would have helped, especially right
after treatment.

Cancer CAREpoint asked survey respondents whether they
had received a written Survivorship Care Plan. Over 71% of
respondents reported that had not received a SCP while an
additional 18% were uncertain whether they had received one.

Because broad implementation of Survivorship Care Plans
has proven difficult and resource intensive, Cancer CAREpoint
also sought information on whether any other type of follow-
up survivorship care was being received. Respondents were
therefore also asked how often they received any sort of
follow-up (phone call, email, text or visit) with a healthcare
professional about issues related to survivorship during the
year following their treatment.

Survey Q7: Did you receive a written Survivorship Care Plan
at the conclusion of your active treatment?

No
Don’t know

Yes

20% 40% 60% 80%

During their first-year post treatment, 20% of respondents
reported no follow-up with a health professional regarding
survivorship issues and 21% reported follow-up of only
1-2 times.

I believe some form of counseling should

be included in the treatment program

dfter active treatment is completed. It is

a difficult transition from cancer patient
to survivor.

The lack of Survivorship Care Plans alone does not indicate
that survivors are not receiving any follow-up. However, it
does point to a disturbing trend when combined with the high
number of patients who report not receiving supportive care
during their first year after treatment specifically related to
their survivorship issues.

—~Continued on page 8

Survey Q9: After you completed treatment how often was there follow-up with your healthcare professional (oncologist/
doctor, nurse or social worker) about issues related to survivorship? (at any point during the first year following treatment)

O times (there was no
follow-up)

1 time
2 times
3 times
4 times
5 times

[ don’t remember

5% 10%

15% 20% 25% 30%



Failure to Get Survivorship Care Plans and Follow-Up—continued

The results of our survey are consistent with the situation
nationwide and highlight the difficulty in implementing
Survivorship Care Plans. One health professional told us
that they had no formal process where patients receive a
Survivorship Care Plan because it was time and work intensive
and there was a lack of adequate staffing to review the charts,
gather the necessary information and conduct the visits. One
study showed that the implementation of Survivorship Care

Plans had minimal impact and the goal needed to shift to the
delivery of survivorship care. Completing a Survivorship Care
Plan was just one step in the process of providing support.*

Unique Issues Facing Cancer Survivors in Silicon Valley

High Cost of Living

Silicon Valley has such a high cost of living that it impacts access
to housing, health care, food, transportation and employment.
Median home prices in Silicon Valley are much higher than the
national average and as many residents are unable to attain
home ownership they live in rental units with ever-increasing
rents. Over 40% of cancer survivors in the survey with incomes
below $60,000 reported finances as a major issue. According
to the US Department of Housing and Urban Development,
a median income of below $84,750 is considered low income
in Santa Clara County and a median income of $105,350 is
considered low income in San Mateo County.?" The cost of living
here for seniors is 18% higher than the average for California
and income inequality in Silicon Valley is among the nation’s
highest.?? This is concerning because research has shown that
cancer patients are financially impacted as a result of their
cancer diagnosis including maintenance treatment that can cost
more than $100,000 per year.”*

I was laid off from work after my first

surgery. I am actively seeking new

employment. Income is zero but normally
was 100k+.

I never thought I would be in this
situation, but here I am as an upper
middle-class citizen without a job. I
worked hard my entire life and all of a
sudden was stricken with cancer. Now
I am afraid I will end up on the streets
with no medical insurance, no job,
no house and no money.

In the middle of treatment, I lost my rent-
controlled apartment and had moved
two hours away from the Bay Area, which
affected my career, proximity to my
oncologist, and friends.

There definitely should be more

emphasis on getting back to

functional status—resuming work
and ‘normal’ activity.

Challenges with Employment

Studies show that when American adults are diagnosed
with cancer, they experience significant decreases in the
probability of working, in the number of hours they work
and, correspondingly, in their incomes.?* This presents
additional pressures in extremely expensive and pressure-
filled Silicon Valley. Survivors are not always able to return
to their previous jobs post treatment or may need to work
reduced hours, especially if they have jobs with a 60+ hour
workweek. Survivors may be judged differently in high-
pressure work environments as they deal with issues such as
fatigue and chemobrain.?® The decreased hours or job loss can
be devastating to cancer survivors. In addition to the financial
and self-worth issues, the loss of health coverage can be
catastrophic in a world of preexisting condition exclusions for
replacement health care.



Growing Aging Population

As alarger percentage of the population in Silicon Valley ages,
there will be an even greater burden on survivors and those
who care for them. Approximately 87% of cancer survivors
in the United States are age 50 and older.”® Because Silicon
Valley has a growing senior population (over age 60), we
can anticipate a similar increase in cancer incidence and
survivorship in the coming decades among the older adult
population. In Santa Clara County, for example, approximately
17% of the population is over age 60 and that is expected to
increase to 26% by 2030.%” Santa Clara County already has one
of the highest numbers of new cases of cancer in the state—
of 58 California counties, Santa Clara was sixth in new cancer
cases.”® San Mateo County will have similar increases in its
older adult population.

In addition, older adults may already have comorbidities prior
to their cancer diagnosis. One study estimates that older adults
have an average of “five comorbid conditions, two of which
were reported to have developed after a cancer diagnosis.”*’
Resources that are already stretched thin and that don’t meet
current survivor needs will be insufficient to meet the demand
caused by growing numbers of older adult cancer survivors.

I'm confused about how to prevent

recurrence and not be constantly worried.

Also, my husband has dementia and

coping with both of our conditions
is overwhelming.

I think we need a survivorship program for
people over 60 years of age.

Quisiera apoyo psicoldgico en Espariol
después de terminar el tratamiento.

(I would like psychological help in Spanish
after finishing treatment.)

Diversity in Silicon Valley

Cancer is not one disease and the impact can be different for
distinct socioeconomic and ethnic groups. According to the
Silicon Valley Institute for Regional Studies, the ethnic makeup
of Silicon Valley is very diverse: white/non-Hispanic (34%),
Asian (33%), Hispanic/Latino (26%) and African-American
(2%). Survival rates differ among different populations as
well as the type of support they need post treatment. One
research study on Latina breast cancer survivors showed that
“Latinas were significantly more likely to receive spiritual
counseling than whites” and less likely to receive medication
for psychosocial issues.*® The development of support programs
for survivors in Silicon Valley must take into account the
diverse language and cultural needs of cancer survivors in this
community.

In summary, Cancer CAREpoint’s survey demonstrates that
cancer survivors in Silicon Valley are experiencing a lack of
adequate survivorship care to help them maintain and monitor
their health. Many of our local cancer survivors are dealing
with anxiety, depression and other psychosocial issues and
side effects related to their diagnosis that are disrupting their
quality of life. The financial impact of a cancer diagnosis is
especially profound in Silicon Valley due to our cost of living.
Without adequate direction and care, cancer survivors’ needs
will continue to increase. Under the status quo, Silicon Valley is
not prepared or able to handle the influx of cancer survivors.



Meeting the Needs of Cancer Survivors

in Silicon Valley: A Call to Action

Silicon Valley is a resource-rich center of innovation and
a leader in medical care. Addressing the issues of cancer
survivors will take a coordinated effort among community-
based organizations, medical institutions and the county health
system. Unfortunately, medical institutions and community-
based organizations are attempting to address the issue of lack
of support for cancer survivors individually rather than joining
together to create a coordinated plan.

Cancer patients and their primary care physicians need to be
educated about providing survivorship care. However, it is
not necessary to create more educational information about
survivorship as national organizations such as the American
Society for Clinical Oncology, the National Cancer Institute
and the American Cancer Society have produced high-quality
information for cancer survivors. But it is important to

Conclusion

coordinate distribution of this material to both patients and
providers to educate them about cancer survivorship issues
and what should be expected post treatment.

Cancer CAREpoint recommends the following:

¢ Creating a county-wide coalition composed of leaders from
medical institutions, community-based organizations
and the county health system with a focus on developing
a coordinated plan with the goal of increasing
survivorship care.

e Launching a county-wide public health campaign to
educate survivors, their family members and primary
healthcare physicians about cancer survivorship as well as
available resources.

Twelve years have passed since the publication of the Institute
of Medicine’s report highlighting the lack of care for adult
cancer survivors. Unfortunately, despite the efforts of health
professionals, cancer patients continue to have ongoing
physical, emotional, psychological, financial and spiritual needs
that are not being adequately met. Because of the growing
number of cancer survivors, Cancer CAREpoint is expanding
efforts to reach and provide support to this population, but
it will take a coordinated effort among community-based
organizations, the county health system and Silicon Valley

Postscript

medical institutions and medical centers to make a lasting and
real impact. A comprehensive and cooperative approach is
essential to help ensure appropriate cancer survivor health and
well-being. Raising awareness about this issue along with the
development of new programs now can help prevent a county-
wide crisis. As a national leader in innovation and technology,
Silicon Valley has an opportunity to lead the way in developing
model programs that provide effective and high-quality support
and address an issue that impacts such a large number of
people in Silicon Valley and our nation.

Limitations of this Survey

There were limitations to our survey. The survey was emailed
to all our clients as well as other cancer care providers in
Silicon Valley. It was also posted on our website. In our efforts
for a broadly-based response, we were not able to determine
the number of individuals to whom the survey was given so we
could not determine a response rate. In addition, the survey
was offered only in English and Spanish. This eliminated
survivors who spoke other languages. Finally, our web-based
survey design may have excluded survivors without access to,
or familiarity with, computers or the Internet. Despite these

limitations, the results of our survey were reflective of results in
other research done nationally and internationally. The results
may actually underrepresent the problem, given that lack of
transportation and financial toxicity would impact marginalized
and low-income communities more than populations with
higher incomes.
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