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EXECUTIVE SUMMARY

Introduction

The Regional Cancer Treatment Task Force was created in November 2016 to assess the

state of cancerrelated services and treatment options in Southwest Riverside County

and to develop a plan that promotes existing cancer care services and attracts additioral
services and resources to the area. The objec
cancer patients to travel to Orange, Los Angeles, or San Diego Counties for cancer

treatment. The ultimate goal of the Task Force is to ease the burden of those suering

from cancer in the region by promoting comprehensive treatment options, resources,

and support services closer to home.

In April 2017, the Task Force hired HARC, Inc. (Health Assessment and Research for
Communities), a nonprofit research organization, to conduct a community health needs
assessment. This report summarizes the findings of that needs assessment.

Methods

Working with a subcommittee of Task Force members, HARC designed a survey for
cancer patients/ survivors and their caregivers, and asecond survey for healthcare
providers who work in cancer prevention or treatment. Participant recruitment was
conducted via Task Force partners, newspaper ads, and Facebook adsThis resulted in
collecting 533 valid participants for the cancer/survivor a nd caregiver survey (385
patients/survivors, 148 caregivers) and 44 healthcare providers for the healthcare
provider survey.

Patient/Survivor Results

Demographics

Most patients/survivors were female (74.9%), white/Caucasian (88.3%), and in their
50s or beyond (82.7%), with an average age of 60. Patients/survivors were also wel
educated with only 9.4% having high school education levels or lower. The median
household annual income was $79,000. The majority are from Temecula (38.6%) or
Murrieta (22.9%).

Cancer Diagnosis

Most patients were diagnosed one to five years ago (40.6%). The three most common
cancer diagnoses reported include breast (44.9%), skin (14.3%), and prostate (8.8%).
About half of patients (49.1%)went to see a provider within a month of thinking
something was wrong. For most people, the time from that first visit to the actual cancer
diagnosis was less than two months. About aquarter of cancer patients/survivors
(25.3%) were misdiagnosed on their first visit. After diagnosis, about a third (31.6%)
took more than two weeks to see a specialistThis was usually due to appointment
availability/scheduling conflicts.

Cancer Treatment

A quarter of patients (24.4%) are currently receiving cancer treatment, while 68.8%

have completedtheir treatment . Nearly all (98.0%) have health insurance, however

8.5% have been denied health insurance at some point due to their cancerThe most
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important factor in selecting a course of treatment was trust that the treatment would be
effective. Only 6.2% of participating patients/survivors participated in a clinical trial as
part of their treatment. About 19.6% sought out complementary/alternative medical
(CAM) treatment.

Geographic Cancer Treatment

In Southwest Riverside County, most patients went to Hematology Oncology
Consultants, Breastlink, or Kaiser Permanente. Elsewhere in Riverside county, again,
mostly included Kaiser Permanente facilities (e.g., Kaiser Riverside or Kaiser Moreno
Valley). Those who left the county for treatment typically went to Loma Linda Medical
Center or UC San Diego About a quarter of patients/survivors (25.6%) traveled 50 or
more miles to get to their treatment. Most drive themselves to treatment, or have family
and friends drive them. The #1 reason for choosing treatment at that particular facility
was because their insurance would cover it (44.2%).

Issues/Problems/Areas for Improvement

Household chores were the most commonly needed type of assistance; 37.3% of
patients/survivors needed help with this, and many did no t get assistance. The top three
unmet needs for assistance included household chores, financial assistance, and utility
assistance.The top three cancercareissues included a lack ofaccredited cancer centers
(42.1%), lack of specialized care (33.2%), andhe high cost of treatment (32.7%).
Patients would like help with finding advice about community resources (32.2%), paying
for treatment (24.2%), and applying for benefits (23.9%). Very challenging and common
problems experienced by patients included worries about family (42.6%), side effects of
the treatment (39.7%), uncertainty about the future (38.3%), and their emotional state
(37.2%).

Support Systems

Most patients (61.6%) get all the help they need from family/friends at home. However,

22.2% need addtional assistance. In terms of help from organizations, the most

commonly cited sour ce odce (386%)dotlowed bywlzes Mi chel | e
American Cancer Society (12.5%)Common types of support received included support

groups/group therapy (9.1%) and counseling/individual therapy (8.8%), but overall

relatively few patients/survivors accessed these sources of support..

Media/Distribution
For future dissemination of information, p atients are best reached by emails (31.0%) or
printed materials sent to their homes (20.1%).

Caregiver Results

Demographics

Most caregivers were female (77.3%), white/Caucasian (82.6%), and in their 40s
(27.6%) or 50s (26.8%) with an average age of 51. Caregivers were also wellducated
with only 6.3% having high school education levels or lower. The median household
annual income was $95,000. The majority are from Temecula (49.2%) or Murrieta
(26.6%).



Caregiving Relationship

Caregivers typically cared for one patient (86.8%), and care was usually being delivered
to a spouse/significant other (34.9%) or parent (33.1%). Most participating caregivers
were either the only caregiver for the patient (24.0%) or the main caregiver (34.7%).
Three-quarters of these patients (75.0%) had no paid caregivers relying entirely on
volunteers to support them. Most caregivers (53.6%) provided care for one year or less
Only 16.6% are still caring for a patient.

About the Patient

Caregivers reported that their patients typically had breast cancer (24.0%) or
lung/bronchus cancer (15.4%), and were diagnosed in the fourth stage of cancer
(38.6%).

Caregiver Responsibilities

The greatest responsibility for caregivers was emotional support and encouragement

(92.6%), followed by going to doctor appointments (84.0%), chores around the home

(77.1%), and transportation (75.4%). Over three-quarters (79.2%) did not prepare for

their role as a caregiver. Only 8.4% of caregivers accessed caregiver resources, but an
additional 41.6% woUheowd béaéemgi hhateshedi d c
liked help with was information about additional resourc es they may have been able to

get like transportation programs or meal assistance; 54.3% wanted this type of help.

Issues/Problems/Areas for Improvement

The top three reported major local cancer care issues include a lack of cancer centers
(53.7%), lackof specialized care (52.0%), and the high cost of treatment (43.4%).These
are the same top three identified by cancer patients/survivors. Services that would have
been beneficial for patients include help with understanding diagnosis and treatment
options (45.7%), advice about community resources (43.4%), and help in applying for
any benefits (39.4%).

Healthcare Provider Results

Demographics

Providers included nurses (50.0%), patient care coordinators (9.1%), and physicians
(4.5%) . A fai m (3.406)providerowere fisied amceincluded positions
such as hospital staff, technicians, etc.

Cancer Care Continuum

More than half are involved in treatment (68.2%), post -cancer treatment (59.1%), and
diagnosis (54.5%) of patients with cancer. The mgority of providers practice in Murrieta
(47.7%).

Quality/Availability of Care

In regard to quality of care, 15.9% gave excellent ratings and another 31.8% gave very
good ratings. However, aseveralgave less than desirable ratings; average (15.9%), fair
(9.1%), and poor (9.1%). When asked about the availability of care, most provided an
average rating (39.5%), followed by either below average (20.9%) or very good (20.9%).



Common Problems for Patients

Providers reported that common screening problems include access to screening and a
lack of knowledge in what to do. Common problems for diagnoses include delays in
getting results. Treatment problems include authorization and insurance problems.
Common post-cancer care problems included a lack of support and a lack of patient
compliance.

Services and Support

Most providers provide services related to obtaining pre-authorization for diagnostic

studies (84.8%), coordinating insurance (81.8%), applying for SSI/SDI or other benefits

(75.8%), and applying for public medical assistance (69.7%). The most common support

programs include having a library of materials for cancer patients (69.4%) and

dietician/nutritional services (51.4%). Providers that do not have support programs of

their own refer out to other. programs, such a

Issues with Beginning Care

Providers were asked if they had any issues beginning care locally for their patients. In
response, 34.3% said they had no issues, while 65% had one or more issues. Most
common problems included distance to and from treatment location ( 56.5%) and
lacking enough cancer specialists 67.8%). A total of 86.5% of providers have referred
their patients outside of the area, usually due to the availability of clinical trials ( 68.8%),
more therapeutic options (46.9%), or a rare type of cancer (46.9%) Patients typically
seek care outside of the area due to surgery (38.6%), pediatric cancer services (29.5%),
and targeted therapy (27.3%).

Issues with Treatment

The #1 i ssue that providers identified as int
lack of financial resources, followed by accessibility/transportation issues. The most

common difficult service for providers to set up included setting up transportation and

home healthcare and/or caregiving.

Conclusion

The report ends with several recommendations for next steps based on these findings.
Recommendations include local hospitals forming cancer care centers and seeking
accreditation; bringing more clinical trial opportunities to the region; working to attract
retain, and grow our own providers; communicating available resources to the
community at large; developing a foundation to defray patient costs; and providing
some additional sources of support.



INTRODUCTION

Today, cancer is the secondleading causeof death in America. Treatment can be
expensive, time-consuming, exhausting, and can have serious side effects. Thus, the
burden on cancer patients and their loved ones is substantial.

To address this locally, in November of 2016 the Southwest RiversideCounty Regional
Cancer Treatment Task Force was created to assess the state of canceglated services
and treatment options in Southwest Riverside County, California.

The Task Force is comprised of representatives from a number of jurisdictions and

organizations, including the American Cancer Society, City of Canyon Lake, City of Lake

Elsinore, City of Menifee, City of Murrieta, City of Temecula, City of Wildomar, Inland

Empire Health Plan (IEHP), Loma Linda University Medical Center, Menifee Valley

Medi c a | Center, Mi chell ebs Pl ace, Ri verside Co
Public Health, Scripps Health, Temecula Valley Hospital, UC Riverside School of

Medicine, UC San Diego Health and local healthcare providers.

The Task For doeeéss thenburdes of those suféering from cancer in our
region by promoting comprehensive treatment options, resources, and support services
closer to home. Specifically, the Task Force strives to:
1 Identify and promote existing cancer care resourceswithin the region
1 Identify and address any barriers to accessing those existing resources
1 Identify and address any gaps in resources, including: the pipeline of care
facilities and providers, prevention, diagnosis, treatment, and post -treatment.
1 Create aplan to promote, foster, and maintain desired cancer care resources
within the region

In April 2017, HARC, Inc. (Health Assessment and Research for Communities) was
hired to conduct a community needs assessment of the region in supprt of those goals.
This report details the findings of cancer patients/survivors, caregivers of people with
cancer, and healthcare providers.



METHODS

HARC worked with a subcommittee of the Task Force to develop two surveys: one for
cancer patients, survivors, and/or caregivers of people with cancer (see Appendix A),
and a second for healthcare professionals involved in the prevention and treatment of
people with cancer (see Appendix B).

Articles about the Task Force and the data collection ran in Valley News on May 18,
June 42, and September 2.

Newspaper ads were placed in the Riverside Press Enterprise (Sunday September 10,
2017) and in the Valley News on Friday September 8, 2017 and Friday Setember 15,
2017. See Appendix Jor the advertisements. In addition to the pri nt ads, Valley News
also ran online ads.

HARC also ran several Facebook ad campaigns targeting people living in the Southwest

Riverside County area. The reach (number ofunique people who saw the ad at least
once) of these efforts was nearly 9,000 people, as illustrated in Table 1

Table 1. Participant Recruitment
Type Survey Link Reach Dates
Clicks

Boosted post Both 57 808 8/21 to 8/28

Ad Provider 66 1,532 8/21 to 9/20

Ad Patient/ Survivor/ 144 2,550 8/21 to 9/20
Caregiver

Ad (targeting caregivers)  Patient/ Survivor/ 27 658 8/28 to 9/20
Caregiver

Ad (targeting survivors) Patient/ Survivor/ 92 1,754 8/28 to 9/20
Caregiver

Ad (targeting healthcare Provider 95 1,618 8/28 to 9/20

providers)

Total 481 8,920

1http://myvalleynews.com/health/regional -cancer-servicestask-force-moves-forward -hires-health-
assessmentresearch-communities/

2 hitp://myvalleynews.com/local/ _regional-cancer-task-force-releasesinitial -data/

3 http://myvalleynews.com/health/regional _-cancer-task-force-aims-increase-accessibility-cancer-care-
southwest-riverside -county/
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RESULTS

A total of 689 people respondedto the community survey. Those who did not live in
Southwest Riverside County and those who were not either a cancer survivor or a
caregiver for someone with cancer wee removed, leaving a total of 533 valid
participants.

In total, 385 cancer patients/survivors p articipated in the survey, and 148 caregivers
participated in the survey. It is important to note that participants could qualify as both,
and take both parts of the survey.

A total of 93 people respondedto the healthcare provider survey. Those who did not
treat patients in Southwest Riverside County were removed, leaving a total of 44 valid
participants on the healthcare provider survey.

Results are separated into three sections here:
1. Cancer Patients/Survivors
2. Caregivers
3. Healthcare Providers



Cancer Patients and Survivors




Demographics  of Cancer Patients/Survivors

The majority of the participating cancer patients/survivors were White/Caucasian
(88.3%), as illustrated in Table 2. The second nost common race was other 6.8%).
Here, participants listed responses such as Hispanic, Latino, Mexican, and multi-race.

Table 2. Race
Type Percentage
White/Caucasian 88.3%
Asian 4.2%
Black/African American 2.9%
American Indian/Alaska Native 1.2%
Native Hawaiian/Pacific Islander 1.0%
Other 6.8%

Note: n = 309.

Most of the cancer patients/survivors were not of Hispanic, Latino, or Spanish origin
(86.1%), as illustrated in Table 3.

Table 3. Hispan ic, Latino, Spanish Origin
Type Percentage

Not Hispanic, Latino, or Spanish 90.1%
Yes, Mexican, Mexican American, Chicano 6.6%
Yes, another Hispanic, Latino, or Spanish origin 3.3%
Note: n = 303.

As illustrated in Figure 1, most of the participating cancer patients/survivors were in
their 50s (25.7%) or 60s (34.9%). The average age of participating cancer
patients/survivors was 60, with the youngest being 30 and the oldest being 89.

Figure 1. Age
50.0%
45.0%
40.0%
34.9%
35.0%
0,
30.0% 25 704
25.0%
0,
20.0% 15.8%
15.0% 12.2%
10.0% 5 30 6.3%
M ]
0.0%
30s 40s 50s 60s 70s 80s
Note: n = 304.



About three-quarter of participating cancer patients/survivors were female (74.9%), as
illustrated in Figure 2 .

Figure 2. Gender

m Male

m Female

Note: n = 311

Participating cancer patients/survivor s were fairly well-educated; a little over half
(54.4%) have some type of college degreeas illustrated in Figure 3.

Figure 3. Education

PhD or equivalent Il 2.6%
MA/MS degree I 13.9%
Some graduate schoo /I 5.8%
BA/BS degree I 17.5%
AA/AS degree I 15.5%
Vocational school I 3.9%
Some college I 31.4%
High school or equivalent I 7.8%
Less than a HS degre@ 1.6%

0.0% 5.0% 10.0% 15.0% 20.0% 25.0% 30.0% 35.0% 40.0% 45.0% 50.0%
Note: n = 309.
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The median annual household income for participating cancer patients/survivors was
$79,000. As illustrated in Figure 4, the income levels of participating cancer
patients/survivors were relatively varied. About half of cancer patients/survivors fall
between $50,000 and $150,000 per year.

Figure 4. Household Income

$200,000 or more N 6.6%
$150,000-$199,999 I 7.0%
$100,000-$149,999 I 04.1%
$50,000-$99,999 NN 35.1%
$25,000-$49,999 I 17.1%
$10,000-$24,999 N 7.9%
Less than $10,000 2.2%

0.0% 5.0% 10.0% 15.0% 20.0% 25.0% 30.0% 35.0% 40.0% 45.0% 50.0%

Note: n = 228.

Participants we r e a ldokv endny pedple live in your household in addition to

yourself2?o0 Thi s i nformation was used with the inco
using the federal poverty level guidelines. As illustrated in Figure 5, most participating

cancer patients/survivors lived in households that fall above 300% of the federal poverty

line.

Figure 5. Poverty Level
100.0%
90.0%
80.0%
70.0% 64.3%
60.0%
50.0%
40.0%

30.0%
20.0% 15.6%

10.0% 5.4% . 8.0% 6.7%
0.0% — I [
100% FPL or below 101 to 200% FPL 201 to 250% FPL 251 to 300% FPL More than 300% FPL

Income as a % of Federal Poverty Line (FPL)

Note: n = 224.

11



As illustrated in Table 4, most participating cancer patients/survivors are from
Temecula, Murrieta, and Menifee. The following cities had only one listing from each,

and thus, are captured under Aother cit
Table 4. Location
Name of City N %
Temecula 118 38.6%
Murrieta 70 22.9%
Menifee 44 14.4%
Hemet 20 6.5%
Lake Elsinore 18 5.9%
Winchester 11 3.6%
Wildomar 9 2.9%
Canyon Lake 7 2.3%
Homeland 3 1.0%
Perris 2 0.7%
Other cities 4 1.3%
Total 306 100.0%
Patients Survivors ) o'i““.,:ﬁ \ Vol J‘
N : molan: E ; Hell londaAve
- T @ . "Wroiw
N ! 4
v Z el o ity g Winchester i 5
/x 1 -
fee
Lake
L i L _gmm&k
e “' e?f’o ScottRd 2 ;.
v, 2N v 4 {
4, x;.- 2
Benton Rdz “:“f,’:"
Borel Rd s. o © 8, '}b
S s Rd
“ s Wy,
,':“_\«‘" \ ‘i-a\"’iq; .q,"i
rase \‘, a & ;;
7 \ esk|!
This map illustrates where cancer patients/survivors live who participated in HARC's community health needs assessment for cancer patients/survivors in
Southwest Riverside County in 2017.
City of Riverside, County of Riverside, Bureau of Land Management, Esri, HERE, Garmin, NGA, USGS, NPS
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Cancer Diagnosis

To assesshowrecent hei r experience was, participants w
youtoldyouhadcanc er 20 As i | | u s moskparticipants are réfaregpaing & 6
diagnosis that occurred within the past five years.

Figure 6. Time Since Cancer Diagnosis
50.0%

45.0%
40.3%

40.0%

36.3%

35.0%
30.0%
25.0%
20.0%

15.0% 12.7%
10.6%

10.0%
5.0% .
0.0%

Less than six months ago Six months to a year ago One to five years ago  More than five years ago

Note: n = 377.

The most common type of cancer among patientgsurvivors was breast cancer (47.4%),
as illustrated in Table5. Thi s may be because Michell ebds PI
women with breast cancer, was a very active partigpant in the recruitment phase.

Table 5. Type of Cancer

Type of Cancer Percentage
Breast 44.9%
Skin 143%
Prostate 8.8%
Lymphoma 5.2%
Lung and bronchus 3.6%
Bladder 3.4%
Uterus 3.4%
Colon and rectum 2.9%
Leukemia 1.8%
Kidney and renal pelvis 1.0%
Other 24.6%
Note: n = 385.

Those who reported Aothero most caoaommdnly | i st

cervical (n = 11),ovarian (n = 8), melanoma (n = 8), myeloma (n = 6), and brain (n = 6).
The remaining other listi ngs included rarer cancers such as throat, tongue, blood, lymph
nodes, liver, pancreas, testicular, spine, etc.
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Most patients/survivors (41.4%) were initially diagnosed during stage 1or stage 2
(25.3%), as illustrated in Figure 7. Relatively few were diagnosed in the late stages.

Figure 7. Stage of Cancer
50.0%

45.0% 41.4%
40.0%
35.0%
30.0%

25.3%

25.0%

20.0% 17.8%

15.5%
15.0%
10.0%

5.0%

0.0%
Stage 1 Stage 2 Stage 3 Stage 4

Note: n = 297. An additional 75 could not recall.

Patients/survivors we r e a ldokv éomlg,wasfit from the time you first thought
something might be wrong with you until you saw a healthcare provider about it?0

About half of participating patients/survivors sought treatment within the first month ,
as can be seen in Figure 8However, some patients took four to six months (9.7%) and
more than six months (10.6%).

Figure 8. Time from Issue Noted to Care Sought

50.0% 49.1%
45.0%
40.0%
35.0%
30.6%
30.0%
25.0%
20.0%
15.0%
9.7% 10.6%

10.0%

5-0% .

0.0%

Less than a month One to three months Four to six months More than six months

Note: n = 330. An additional 37 could not recall.
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Patients/survivors wer e al slby aws keal ayied sedfostng car e,
patients/survivors ( n = 225) did not delay in seeking care. Of the 124 who did delay

seeking care, common reasons includedwork responsibilities (13.7%), financial reasons

such as lack of insurance or a high deductible(11.3%), and other life problems that were

more important at the time (8.9 %), as illustrated in Figure 9.

Figure 9. Reasons for Delaying Care

Didn't trust doctors H 3.2%
Other life problems I 8.9%
Afraid Il 5.6%
Work responsibilities I 13.7%
Childcare/caregiver responsibilitiedll 3.2%
Lack of transportation 1 0.8%
Didn't have primary care providerll 2.4%
Financial reasons I 11.3%
Other NN 50.8%

0.0% 10.0% 20.0% 30.0% 40.0% 50.0% 60.0% 70.0% 80.0% 90.0% 100.0%
Note: n = 124.

i Ot hreasons for delaying care are provided in Table 6 The most common reason for
waiting to seek healthcare for the issue was thinking that the issue was not serious.

Table 6. Other Reasons for Delaying Care
Reason Frequency

Didnét think it was somet hing 22
Waiting for appointment/care/coverage 14
Mistakes by healthcare providers 10
Distance 3
Coul dnét get care/ no speciald. 2
Other responsibilities 2
The following were also mentioned one ti me:

instructions, and receiving other types of care at the time.

didndét think the small bump on
worry about. o

-]
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Patients/survivors were asked toreport the length of time from when they first thought

something was wrong to when they were affirmatively diagnosed with cancer. Responses
ranged from those who never thought anything
t hought somet hi n palltmwgahtd ondirdivisual avio gvént 26 years

before being diagnosed.

The median amount of time was 42 days; meaning that most people were diagnosed
about a month and a half after thinking something was wrong. As illustrated in Figure
10, about half of participants were diagnosed within 2 months of thinking something
was wrong.

Figure 10. Time from Issue Noted to Cancer Diagnosis
50.0%
45.0%
40.0%
35.0%
30.0%

28.9%
25.6%

25.0%
20.0%
L= o 14.5%
. 0
10.5%
10.0% 7.5% 8.1%
4.8%
. _
0.0% [ ]

Immediately - Lessthan1l 1to2 months 3to4 months 5to 6 months 6 monthsto 1 More than 1
Before Issue month year year
Occurred

Note: n = 325.

A did not think anything was wrong. No symptoms. Cancer
was found on my mammogram and then by biopsy. 0

i long months from the time | sought care until | got a
diagnosis.o
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Participants were asked, AWhen you first went
mi sdi agnosed?0 Results indicate that 25. 3% ex
did not.

A1t took] 8 months [to be diagnos
misdiagnosed andthent hey | ost the biopsy re

Following this, patients /survivors we r e a ldokv éowig,did ifitake for you to see a
cancer care specialis? &esults showed that most patients (68.4%) were able to see a
cancer care specialist within two weeks of their diagnosis, as illustrated in Figure 11

Figure 11 Time to See Cancer Care Specialist
50.0%
45.0%
40.0%
35.0%
30.0%

25.0% 23.9% 24.7%

19.8%
20.0% 17.6%
15.0% 14.0%
10.0%
5.0% I
0.0%

One to three days Three to seven days One to two weeks Two to four weeks More than a month

Note: n = 364.
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Patients/survivors wer e as k e d t Ifiseeinfy @ dpédcialigt ioak ¢pnger than two
we e k s, Avotalyf2104 participants responded. The most common reasonby far
was dueto issues with appointment availability and scheauling, as illustrated in Table 7.

Table 7. Reasons for Seeing a Specialist Beyond Two Weeks

Reason s Frequency
Appointment availability/scheduling 32
Referral 13
Lack of insurance/coverage 10
Additional testing/misdiagnosis 10

Delays in results/waiting for doctor

Limited specialist in area/finding doctor

Hesitation/scared/denial

Approval

Recovery time

Lost my results

Other life circumstances

NINWWWwW| o1 |

Make sure right treatment/kept an eye on it

AThey were booked. | called 3 days after prelim path report
and first available appt w onc . was over 1 month out.0
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Patients/survivors we r e aWhatketygphe of dpe ci al i st s wer eAbpubd u
42% were referred to a surgeon, while 36% were referred to an oncologistas illustrated
in Figure 12.

Figure 12. Type of Specialist Referral
50.0%

45.0% 42.4%

0
40.0% 35.8%
35.0%
30.0%

25.0% 21.8%

20.0%
15.0%
10.0%

5.0%

A surgeon Oncologist Other

0.0%

Note: n = 363.

Of the 79 participants who specified what type of other provider they were referred to,
the most common was a urologist, as illustrated in Table 8. The following also had one
reference each: derma pathologist, obstetrician, epidemiologist, general practitioner,
gynecology, gynecology oncologist, pulmonologist, radiation oncologist, and transplant
specialist.

Table 8. Other Types of Specialists Referrals

Specialist Frequency
Urologist 17
Both surgeon and oncologist 15
Dermatologist 12
Surgeon 8
Radiation 7
Oncologist 7
Plastic surgery specialist 7
Ear/nose/throat specialist 3
Hematology oncologist 3
Skin specialist 3

19
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Cancer Treatment

As illustrated in Figure 13, a quarter of patients/survivors (24.4%) are currently
receiving treatment for cancer. The majority, however, have aready completed
treatment (68.8 %), while almost 5% have not yet begun their treatment.

Figure 13. Cancer Treatment Status

100.0%
90.0%
80.0%
70.0%
60.0%
50.0%
40.0%
30.0%
20.0%
10.0%

0.0%
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24.4%

20% 4.9%
— I

Yes No, I've completed No, I've refused treatment  No, | haven't started
treatment treatment

Note: n = 349.
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As illustrated in Figure 14, most patients (71.8%) began their treatment within one
month of their first visitt 0 a cancer specialist.

Figure
50.0%
45.0%
40.0%
35.0%
30.0%
25.0%
20.0%
15.0%
10.0%

5.0%
0.0%

14. Length of Time to Begin Treatment

26.2% 28.2%
. 0

22.6%
12.9% I
10.0% l

One to three days Three to seven days One to two weeks Two to four weeks More than a month

Note: n = 340.
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Those who indicated that it took more than 2 weeks to begin treatment were asked to
explain the delay. Responses fell into several general catgories, as illustrated in Table 9.

One of the most common responses was that the issue was caused by lack of availability
and scheduling issues.For example,
1 A ey told me it took that long to order the chemo made for me and that they did
not have enough chairs for all the patients.o
1 AThere is only one surgeon here so it took 34 weeks to schedule the surgeryd

Many had to address other health issue® some cancer related, some relating to other
issuesd before they could commence treatment. For examgde,
1 A Gt pneumonia and was in ICU for a month and then pulmonary rehab for a
month and to get better before full treatments could start. 0
7 Al had other issues caused by the cancer, like compressed fractures in my spiné.

Many had to wait for the results of their cancer-related tests, or to receive proper
authorization to move forward . For example,

1 AScans needed to be performed that took a long time for result®
1 fAwWaiting for insurance to approve chemotherapy treatment 0

Some took the time to consider other treatment options or get second opinions. For
example,
1 A Bcussing alternatives; consultation with complimentary doctor that is only in
area 2x per montho
1 MResearching alternative treatmentso

Some chose todelay surgery due to other life circumstances. For example,
1 Al had a vacation out of state planned that | wanted to do before | started chemaoo
1 fHad a charity function | needed to attend before surgeryo

For some, the treatment was not yet necessary. For example,
1 Altwas not a rush, as the cancer was spreading slowly. | probably had 3 to 4 years
before a decision would have been necessary 0
1 ADr. said did not need to hurry so waited until after the holidays. Septi J an . 0

Table 9. Reason for De laying Treatment
Reason Frequency

Waiting for appointments and scheduling 51
Waiting for to heal and/or for after surgery 34
Waiting for tests, results, and/or authorizations 39
Choosing treatment options 14
Other life circumstances 13
Treatmentwas ndét needed yet 12
My own decision 6
Note: n =170.
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Patients/survivors were asked Wifiat sources of information did you use to decide what
canc er t r e at me Rarticigamts ceuld rate dattatsdevel of importance, or

i ndi cat e A n dthe parpop/$ource afrelcaentnendations was not relevant to
them.

As illustrated in Figure 15 and Table 10 recommendations from oncologist s were by far
the most important source of information to consider when deciding on a course of
treatment. Complement ary and alternative medicine
recommendations, along with those from friends and family, were the next most
important sources of information.

Figure 15. Importance of Recommendations in Selection of Treatment
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Oncologist CAM professional Friends and family Online resources American Cancer
Society

Source of Recommendations

Table 10. Importance of Recommendations in Selection of Treatment

Source of Level of Importance of Information from
Recommendations Source
Very Somewhat Not Very Not at All

Important Important  Important  Important
Oncologist 90.4% 8.3% 1.0% 0.3% 303
CAM Professional 54.6% 26.4% 11.1% 7.9% 216
Friends and family 37.8% 35.0% 17.3% 9.8% 254
Online resources 24.5% 47.6% 19.3% 8.6% 233
American Cancer Society 25.6% 40.0% 20.5% 13.8% 195
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Participating patients/ survivors were asked,
about which treatment to choose?0 Participant
somewhat important, not at all important, or not applicable (if said factor was not

relevant to them).

As illustrated in Figure 16 and Table 11 the most important factor in selection of
treatment was trust that the treatment would be effective. This far outweighed all other
factors when selecting a course of treatment. Thus, it is clearthat cancer patients will
select a course of treatment that they believe will be effective, with less consideration for
things like where the treatment will take place or how to pay for it.

Figure 16. Importance of Factors in Sel ection of Treatment

Trust that treatment will be effective I 1
Concern about side effectsElIIINNNNNNNNNNN. 2
Financial/insurance coveragdiilllllEN 3
Advice from friends and family NN 4
Responsibilities at home I 5
Transportation NG 6
Ability to manage treatment while working I N 7

0 100 200 300 400 500 600 700
Overall Importance Level of Factor

Table 11 Importance of Factors in Selection of Treatment

Factor Level of Importance
Most Somewhat (\[o]

Important Important Important
Trust that the treatment would be 90.8% 8.9% 0.3% 325
successful
Concern about side effects 35.4% 40.9% 23.7% 291
Financial/insurance coverage to pay for 33.3% 27.2% 39.5% 276
the costs
Advice from friends and family 24.4% 45.0% 30.6% 271
Responsibilities at home 24.0% 38.2% 37.8% 246
Geographic proximity/ transportation to 19.9% 36.2% 43.9% 271
and from the treatment
Ability to manage treatment while 26.2% 36.7% 37.1% 210
working
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Clinical Trials

Patients/ survivors were asked, ADid you
cancertreatme nt 20 As i | | u s t6rR2% of padticipams were gpatcfa 1 7
clinical trial

Figure 17. Clinical Trial Participation

= Participated in a clinical trial = Did not participate in a clinical trial

Note. n = 355.

The 22 participants who were a part of a clinical trial were then asked which hospital or
healthcare facility they went to for their clinical trial. Results were as follows:

1. City of Hope (n =5)

2. UCLA (n=4)

3. Breastlink, Orange County (n = 2)
4. Kaiser (n=2)

5. Loma Linda (n = 2)

6. UCSD (h=2)

The following also had one reference each: Cedas Sinai Hospital, Houston, Texas
Presbyterian, Orange City, and Orange County
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Complementary and Alternative Medicine

Patients/survivors were asked if they sought out treatment from complementary and/or
alternative medical (CAM) providers. Results indicate that 19.6% of participating
patients/survivors (n = 67) sought out CAM treatment.

Those who used CAM providers were then asked to specify what type of CAM care they
sought out. As illustrated in Table 12 mos't p at i e othe(49.3%3. Askdd frofn

i 0ot hthermipst common typeswere nutritional counselor (34.3 %),
naturopathic/homeopathic doctor (26.9%), and counselor/stress management (20.9%).

Table 12. Type of Complimentary/Alternative Care
Nutritional counselor 34.3%
Naturopathic/homeopathic doctor 26.9%
Counselor/stress management 20.9%
Therapeutic massage 14.9%
Acupuncturist 13.4%
Other 49.3%

Note: n = 67.

Patients/survivors wh o s e | e c tCAM treatmenthigtad ¢hings such as medical
cannabis, acupuncture, yoga, herbalist, etc. However, it is worth noting that many of the
responses under Aothero do not fall within
oncol ogisto, fAoncologistnaPhbemaxbindao, ) iMBnN
participantsdé understanding of what CAM is

Patients/survivors were asked where they received most of theirCAM treatment. A total
of 32 participants said that they got their CAM treatment outside of Riverside County.

Many of these mentioned San Diego County, Orange Countyand Los Angeles County.
However, very few specified the actual place where they received their CAM treatment.

A total of 29 participants said they got their CAM treatment within Riverside County.
For example,

T APhysical therapy in Murrietabo
T ATemecula Center of Integrative Medicinebo
T ANutritionist thru Loma Linda, Meni f ee, w h
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Geography and Location

In order to assess geographic cancer treatmet, patients/survivors were aske d Whefi
you were seeking treatment for your cancer, where did you get the MAJORITY of your

cancer treatment?0 Options included in Southwest Riverside County, elsewhere in
Riverside County, and outside of Riverside County, wi t h -irfithetblIla n k 0

participants to specify their treatment facilities .

Overall, 140 participants indicated that they got treatment in Southwest Riverside

options

County, while 69 others got treatment elsewhere in Riverside County, such as the cites
of Riverside or Moreno Valley. A total of 168 receivedmost of their treatment outside of

the county.

Of those who were able to seek treatment locally, most were treated at Hematology

Oncology Consultants (n = 18), Breastlink (n = 16), or Kaiser Permanente (1 = 12), as

illustrated in Table 13.

Table 13. Location of Treatment i

n Southwest Riverside County

Response n

Hematology Oncology Consultants

18

Breastlink

16

Kaiser Permanente (city not specified)

12

Loma Linda (city not specified)

8

Loma Linda Murrieta

Murrieta

Inland Valley Medical Center

Vantage Oncology

Hemet

Southland Hematology Oncology

Dermatology

Dermatology Specialists, Inc.

Dr. Mendoza

Dr. Seghal

Dr. Schinke

Dr. Tsai

Temecula

Temecula Valley Hospital

Tri-Valley Urology

Wildomar

WWWWWWWWWww kMo M

Note: Only those with 3 or more responses in each category are included in this table.

The following local doctors were mentioned by name: Dr. Bremner, Dr. Greek, Dr.
Hayton, Dr. Jacobs, Dr. Lau, Dr. Martin, Dr. Mendoza, Dr. Mudge, Dr. Schinke, Dr.

Seghal, Dr. Tsai, and Dr. Washington.
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For those who received the majority of their treatment elsewhere in Riverside County,
Kaiser Permanente was the most common provider, as illustrated in Table 14.

Table 14. Location of Treatment Elsewhere in Riverside Count

Kaiser Permanente Riverside 1
Kaiser Permanente (city not specified)
Riverside

Riverside County Regional Medical Center
Kaiser Permanente Moreno Valley

Moreno Valley
Note: Only those with 3 or more responses in each category are included in this table.

N =

WWih o

Of the patients who sought treatment outside of the County, many received treatment at
Loma Linda (n = 19) or UC San Diego ( = 17), as illustrated in Table 15

Table 15. Location of Treatment Outside Riverside Coun
Response

Loma Linda

UC SanDiego

Kaiser Permanente Ontario
Breastlink Orange
Fallbrook Hospital
Scripps (no city specified)
UC Irvine

UC Los Angeles

City of Hope

Orange County

San Diego

Los Angeles

Scripps La Jolla

Cedars Sinai Hospital
Los Angeles County
Ontario

San Diego County

Scripps San Diego
Note: Only those with 3 or more responses in each category are included in this table.

wwwwwhhmmmmmm\looo':‘lgs

fHad to go to OC cuz after 2 1/2 months in RC, still no biopsy
scheduled. Took way too long, despite begging and pleading.
Usually took about 3 weeks for each next appointment and
no one was as friendly as Hoag staff. Hoag did it all same
day. Great place and wor th the drive. Still go there for my
routine cancer follow ups. 0
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Patients/survivors were askedhow far their cancer treatment was from home. About a
guarter of patients/survivors (25.3%) had to travel less than 10 miles to their cancer
treatment location , as illustrated in Figure 18. However, a similar proportion must
travel for 50 or more miles to get their treatment, and likely are burdened by the
commute.

Figure 18. Treatment Distance from Home
50.0%
45.0%
40.0%
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30.0% 28.6%
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25.0% 20.5% ST T5%
20.0%
15.0%
10.0%
4.5%
5.0%
0 00 ]

0-10 miles 10-25 miles 25-50 miles 50-100 miles More than 100 miles
Note: n = 336.

Patients/survivors were asked to indicate how they got to their treatment location. Most
patients reported by a vehicle (driver not specified, n = 121) or drove themselves (h =
110, as illustrated in Table 16. The following also had one reference each: walking, boat,
motorcycle, and plane.

Table 16. Mo de of Transportation

Mode Frequency

Vehicle 121
Drove myself 110
Family drove me 105
Friend drove me 20
Other drivers 6
Bus 5
Other services (e.g., Uber, medical transportation, etc.) 4
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Patients/survivors were asked why they sought care at the facilities they went toNearly
half of patients/survivors reported the reason was because their insurance would cover

it (45.0%), as illustrated in Table 17.

Table 17. Reason for Choosing F  acilit
Type of Reason Percentage

My insurance would cover it 44.2%

That 6s where my doctor 1is 36.4%

It was well-known as high-quality 32.7%

Treatment not available closer to home 19.7%

It was convenient 12.7%

Other 15.8%
Note: n = 385.

fSpecial radiation needed only [available] at UCSD and

UCLAO

A fair number of patients/survivors (15.8%) r e p o r t asdheifireasoh ferr o
choosing a facility. A Ot hreasons for choosing thisfacility are provided in Table 18.

Table 18. Other Reasons for Choosing Facility

Advised/recommended to go there 15
Facility had what | needed 10
Insurance reasons 9
Good quality/comfortable with it 6
Didnoét |l i ke the |l ocal service 5
Lived nearby the facility 3
Referred there 3

The following each had one reference: needed help from family and friends, had no
choice, didndét know about other alternative

My urologist in Murrieta felt that the level of surgery |
required would be available outside of our region 0

AThe clinic that | would visit for yearly exams is in San
Diego co because the wait time was shorter and they h
better programs for people with no insurance. 0

ad
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Issues/Problems/Areas for Improvement

Patients/survivors we r e a Buking glour cdincer treatment and recovery, did you
need assistance with any of thef o | | o vAs$ iltugtratéd in Table 19, the most
commonly type of help needed was help with household chores; 37.3% of cancer
patients/survivors needed help with household chores.

The most common unmet needs were for assistance with household chores (13.5%),
financial assistance (12.6%), and utility assistance (10.3%).

Table 19. Need for Specific Assistance
Type of Help Level o f Need
| did not need | needed help, | needed help

thistypeofhelp b ut di d andreceived it
it

Household chores 62.7% 13.5% 23.8% 311
Financial assistance 69.5% 12.6% 17.9% 318
Home care 70.0% 7.7% 22.3% 310
Transportation assistance 71.2% 7.1% 21.8% 312
Utility assistance 85.5% 10.3% 4.2% 310
Lodging assistance 87.6% 5.7% 6.7% 314

Those who needed help and received it were then asked to specify where they received
their assistance from. This helped to identify existing resources in the region.

Most participants relied on family and friends to help them with their household chore
needs, as illustrated in Table 20.

Table 20. Sources of Household Chore Assistance

Source of Assistance Frequency
Family 73
Friends 16

House cleaner/maid
Cleaning company
Social services
Homecare insurance
Homecare

Inland regional

Live in assistance

Rk |RNN G

My son was 15 at the time. We did the best we could[with
chores].0
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Financial assistance was commonlyprovided by private organizations, charities, and
pharmaceutical companies. Other common sources of finandal support included friends
and family, state dPleadsilistrateyinTablen2d Mi chel | ed s

Table 21. Source of Financial Assistance

Source of Assistance Frequency
Private organizations/pharmaceuticals/charities 14
Friends and family 11

State disability
Michelle's Place
Insurance company
Clinic office/provider
Medicare/Medi -Cal
SNAP or food assistance
GoFundMe Campaigns
Payment plan was set up

NININA~B~O|CO0

fPharmaceutical company provided assistance on newly
FDA approved drug. 0

A M oncologist's office arranged financial help to pay for
chemo and meds, and Michelle's Place gave me a $100
grocery card 0

Family members were the most common source of assistance for homecare, as
illustrated in Table 22 .

Table 22. Sources of Home Care Assistance

Family 45
Home-healthcare 14
Friends 10
Hospitals/universities 3

Insurance Company 2
Center for Healthy Living 1
Social services 1
Live in assistance 1

fHome nurse visited twice, my sister was there for the whole
time. 0
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Once again, family and friends stood out as the major providers of transportation
assigance, as illustrated in Table 23.

Table 23. Source of Transportation Assistance
Source of Assistance Frequency

Family 51
Friends 23
Insurance company/medical transportation 6
Transportation service 4
American Cancer Society 2

AThis was a problem é | put people to great inconvenience to
drivemeandgotr i des from fr iSomalmesbf friend
ended up driving myself, which wasn't safe, but | felt too
vulnerable and overwhelmed by grogginess and exhaustion
to find another way home. 0

Few patients/survivors that did receive help reported a few sources @ utility assistance.
These included family (n = 4) and electricity discounts (n = 2). There was also a
reference for water discounts, gas discounts, Murrieta Chamber of Commerce, friends
and the Home Energy Assistance Program

Al belong on med baseline, somehow SCE booted me off,
difficult to get back on KP and HMO's not good at filing
paperwork out, r eally need help with utility costs 0

Again, few patients/survivors reported receiving lodging assistance. Sources of lodging
assistancemostly included family (n = 11), friends (n = 3). The following each had one
reference: City of Hope, American Cancer Society, Kaiserand aVA Medical Center.

fFamily could have used assistance so could get a
motel/hotel to stay in the area during my operation and
hospital stay. Also needed to stay in area when MRI and

doctor's visits were not on same day. 0
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To assess patient perceptions of local cancer issues,aiients/survivors were asked,
fWhat do you think are the most critical cancer healthcare issues in SouthwestRiverside
County?0

As illustrated in Table 24, participating patients/survivors believe that the most

pressing cancer issues in the region are a lack of accredited cancer center@2.1%), a
lack of specialized care (332%), and the high cost of treatment (32.7%).

Table 24 . Major Local Cancer Issues
Type of Issue Percentage

Lack of cancer centers 42.1%
Lack of specializedcancer care 33.2%
High cost of treatment 32.7%
Lack of awarenessin where to go 29.9%
Appointments take too long 28.8%
Lack of health insurance/finding providers who accept my insurance 22.3%
Lack of clinical trial opportunities 17.9%
Lack of cancer screening opportunities 14.3%
Lack of transportation 11.7%
Other 19.7%
Note: n = 385.

Patients/survivors t hat r e p o rwere dskedl @ spkeodfyrwhat other major local
cancer issuesexist. As illustrated in Table 25, the most common issues include a lack of
good doctors (n = 17), and a lack of good facilities 6 = 7).

Table 25. Other Types of Issues
Type . Frequency |
Lack of good doctors 17
Lack of good facilities

Lack of specialties/treatment options
Insurance coverage problems

Large distance between services
Lack of general help

Waiting for appointments

Lack of alternative medicine

Lack of counseling/support groups
Lack of cancer awareness

Help finding resources/overwhelmed
Earlier cancer screening

NININWWWw~oo|N

fLack of doctors that we can trust in this area. The ERs here
are always full, the hospitals here are over burdened and the
guality of care here is not as good as it is in San Diego
county. o
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Patients/survivors wer e as ke d t Wratafeas] iflarywiouldg/qu hdve liked
help with during your illness? 0

As illustrated in Table 26, the most desired types of assistance includeadvice about
community resources (32.2%), paying for treatment (24.2%), applying for benefits
(23.9%), and understanding diagnosis and treatment options (23.4%).

Table 26. Areas of Help Needed

Type of Help Percentage
Advice about community resources 32.2%
Paying for treatment 24.2%
Applying for benefits 23.9%
Understanding my diagnosis and treatment options 23.4%
Arranging care at my home 11.7%
Coordinating my care 11.4%
Transportation 10.9%
Insurance and billing paperwork 10.1%
Childcare or other care responsibilities 6.0%
Scheduling and tracking appointments 4.9%
Other 14.8%
Note: n = 385.

The majority of those who listed other types of help included finding more options for
treatment (n = 5) and better continued care/support ( n = 5), as illustrated in Table 27.

Table 27. Other Help Needed
Type Frequency
Help finding more options for treatment
Better continued care/support
Financial assistance (monetary, food)
More alternative treatments (counseling, nutrition advice, etc.)
Help with home maintenance
Faster referrals/treatment starting
Better quality healthcare
Patient advocates needed
More counseling/support
Help with transportation

RINININWWWww|ol| ol

fHelp seeking quality care. Riverside county hospitals are
horrible 0
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Patients/survivors we r e

asked

t Wheat pfololdmbk arenyourdgl you i

experience during your cancer treatment?0

Most participants experienced issues with their emotional state and feelings, worries

about their family, side effects of treatment, and uncertainty about their future, as

illustrated in Table 28.

Table 28. Problems Experienced

During Treatment

Problems Not an Somewhat Very n
issue  Challenging  Challenging

My emotional state and feelings 23.7% 39.1% 37.2% 312
Worries about my family 24.8% 32.6% 42.6% 310
Side effects of treatment 25.3% 34.9% 39.7% 312
Uncertainty about my future 26.5% 35.1% 38.3% 313
Paying my bills 50.5% 28.9% 20.6% 311
Keeping track of medical records 56.6% 32.7% 10.7% 309
Keeping track of my insurance/bills 58.7% 27.1% 14.2% 310
Peopl ebdbs reacti on:¢ 588% 27.8% 13.4% 313
Shopping and preparing meals 62.6% 25.2% 12.3% 310
My need to keep my job 64.7% 17.6% 17.6% 306
Keeping track of appointments 69.1% 26.1% 4.9% 307
Transportation to treatment 69.6% 23.3% 7.1% 309
Keeping track of medications 70.5% 24.6% 4.9% 305
Spiritual concerns 76.0% 16.7% 7.3% 300
Other transportation 76.3% 16.7% 7.0% 300
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Support Systems

In order to assessexisting support systems, patients/survivors were asked Didiyou/do
you have help at home to assist you during your recovery®

The majority of participating patients/survivors (61.6%) reported that family/friends
give all the help that they need, as illustrated in Figure 19. There were some
patients/survivors that have help but could use more (17.86), some with no help (2.5%),
andsomewh o canodot af f o%)dAll afthese individuals veould liRely 2
benefit from additional assistance in the home with their recovery.

Those who r e p(b&n) peodided respdnses stich aseeding occasional help
(n = 1), wife helping (n = 2), not needing help (n = 1), and husband and wife only (h = 1).

Figure 19. Help at Home for Recovery

Family/friends give all the help | nee (iGN 61.6%
Family/friends give some help, but | could use mo I 17.5%
| don't require any assistanccllllllE 13.8%
| have no help at home, but would appreciate thill 2.5%
| can't afford home assistancdll 2.2%
I have help from a paid attendantl 0.9%
Other B 1.6%

0.0% 10.0% 20.0% 30.0% 40.0% 50.0% 60.0% 70.0%
Note: n = 320.

fKaiser was extremely helpful understanding my situation;
and | was blessed with family and friends who helped with
home careo
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Patients/survivors we r e
organization s ? 0

a Bikyeuddp yoé now receive support from any of these

As illustrated in Table 29, the most common organizationforsupp or t was Mi c hel
Place (28.6%), followed by the American Cancer Society (12.5%). The other possible
support organizations were generally not utilized.

Table 29. Support from Organizations

Organization Percentage

Mi chell eds Pl ace 28.6%
American Cancer Society 12.5%
Susan G.Komen 1.8%
Cleaning for a Reason 1.6%
Pink Ribbon Place 1.0%
Cancer Care Cepayment Assistance Foundation 1.0%
Other 18.2%
Note: n = 385.

Those who listed other organizations included church (n = 2) and OASIS ovarian cancer
support group (n = 2). The following organization had one reference each:Addario Lung

| ¢

Cancer Foundation, Armstrong Foundation, brea
Neuroblastoma Cancer Foundation, Colon Cancer Fund, Counseling in Walnut Creek,
Firefighter Cancer Support Net wor k, Gil dadés Club, Mooreds Ca

company, Night of Hope, pharmaceutical foundations, Good Days Foundation, Patient
Advocate Network, Redondo Beach Cancer Support Center, Relay for Lifeand the

Green Foundation.
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Patients/survivorswe r e a Bikyeulddp yo& now receive any of these types of
support?0and then given a list to choose from.Asiillustrated in Table 30, support
groups (9.8%) and counseling (9.5%)were the most common types of support received
although even these ae relatively uncommon.

Table 30. Support

Type Percentage
Support groups/group therapy 9.1%
Counseling/ Individual therapy/stress management 8.8%
Home healthcare 5.2%
Patient navigators 4.2%
Financial assistance 3.9%
Hotlines or live chats 2.6%
Housekeeping or meal prep 2.6%
Occupational therapy 2.3%
Other 14.8%
Note: n = 385.

Those who pr omostllstdd récevindg variods types of support from

Mi ¢ hel | en=9). Phesa inctudeflreceiving hair pieces, hats, yoga classes, and
retreats to name a few. The remaining patients reported receiving help from other
organizations.

Al volunteer at Michelle's Place where | have lots of support. 0

i joined Bladder Cancer Advocacy network on line and
received mountains of support and advice from other people
who had already walked my path. | would love the
opportunity to be able to direct people to patient navigators!
There are so many people out there with Cancer and don't
know what to do next. They assume their doctor will lead
them by the hand and this is not the case.0
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Medi -Cal Eligible Cancer Patients/Survivors

Californiads Medi-Qakis abvailgble mrgndigdugls whbefall below
138% of the federal poverty line. This means that individuals who are eligible for Medi-
Cal are low-income individuals, who may experience more barriers to treatment, such as
a lack of money for copays, a lack of providers who accept MediCal, or a lack of
transportation options, to name a few. In order to examine this high-needs population,
this section presents some selected measures for only those who are 138% of the pexty
line or less.

A total of 40 cancer patient/survivors were eligible for Medi -Cal by this measure. Of
these individuals, nine were dual-eligible (i.e., eligible for Medi -Cal and Medicaid) for
also being over the age 65.

The top three common locations that Medi-Cal eligible cancer patients/survivors are
coming from includes the cities of Temecula (23.1%), Menifee (20.5%), and Murrieta
(20.5%). This is somewhat similar to cancer patients/survivors overall, as Temecula,
Menifee, and Murrieta were the top three common locations.

Table 31. Location of Medi -Cal Eligible Patients/Survivors
Name of City Percentage

Temecula 23.1%
Menifee 20.5%
Murrieta 20.5%
Hemet 10.3%
Lake Elsinore 7.7%
Canyon Lake 5.1%
Homeland 5.1%
Perris 5.1%
San Jacinto 2.6%
Note: n = 39.
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As illustrated in Table 32, the most common cancer type amongeligible Medi-Cal
participants was breast cancer (27.5%).This is similar to cancer patients/survivors
overall as breast cancer was the most common typdor them as well. i Ot hrespodses
included cervical (n = 3), multiple myeloma ( n = 2), and one each for thyroid,
melanoma, brain, and tongue.

Table 32. Cancer Type Among Medi -Cal Eligible

ye _____________Percenta
Breast 27.5%
Uterus 7.5%
Lymphoma 5.0%
Prostate 5.0%
Skin 5.0%
Bladder 2.5%
Colon and rectum 2.5%
Lung and bronchus 2.5%
Other 22.5%

Note: n = 40.

As illustrated in Table 33, most reported driving themselves (n = 15), or having family
drive them (n = 9) to their treatment. These were common responses for cancer
patients/survivors overall as well.

Table 33. Mode of Transportation for Medi -Cal Eligible

Drove myself 15

Family drove me 9

Vehicle 8

Friend drove me 1

Bus 1

Car service 1
Note: n = 29.
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As illustrated in Table 34, 17.2% took two to four weeks to see a specialist, while about a
guarter (24.1%) took more than a month to see a specialist. This rate, for taking more
than a month to see a specialist is comparatively higher than cancer patients/survivors
overall at (14.0%).

Of those who took more than two weeks to see a cancer care specialist, reasons included
scheduling issues f1 = 5), insurance issues f1 = 3), and one each for repeated esting,
referrals, provider |l osing patientds paper wor
oncologist available.

Table 34. Time to See a Cancer Specialist i Medi -Cal Eligible
One to three days 31.0%
Three to seven days 20.7%
One to two weeks 6.9%
Two to four weeks 17.2%
More than a month 24.1%
Note: n = 29.

As illustrated in Table 35, the majority of Medi -Cal eligible patients/survivors took
either two to four weeks (27.6%) or more than amonth (37.9%) to begin treatment. This
length of time, for taking longer than a month, is higher than the rate for cancer
patients/survivors overall (28.2%).

Those who took more than two weeks reported this happened because of scheduling

issues ( = 5), waiting on insurance approvals (n = 4), needing to work on another

health issue first (n = 4), and one each for misdiagnosis, referral issues, needing more

tests,and hissher doct or sai d surgery wasnodt needed yet

Table 35. Time to Begin Treatment 1 Medi -Cal Eligible
Amount of time Percentage
One to three days 10.3%
Three to seven days 17.2%
One to two weeks 6.9%
Two to four weeks 27.6%
More than a month 37.9%

Note: n = 29.
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Of those who were eligible for Medi-Cal, nearly all of them did not participate in a
clinical trial (93.1%). These are very similar rates compared to cancer patients/survivors
overall, in which 93.8% did not participate in clinical trial.

Table 36. Participation in Clinical Trials i Medi -Cal Eligible
Participation Percentage
Participated 6.9%
Did not participate 93.1%
Note: n = 29.

When asked what was their reason for choosing the facility they sought treatment, the
most common reason was that their insurance would cover it (40.0%). Again, this is
very similar to cancer patients/survivors overall who also reported choosing a facility
because their insurance would cover it (44.2%).

Table 37.Reason for Choosing Facility 1 Medi -Cal Eligible
My insurance would cover it 40.0%
That's where my doctor is 27.5%
High -quality 25.0%
Treatment was not available closer to home 22.5%
Other 15.0%
It was convenient 12.5%

Note: n =40
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As illustrated in Table 38, about half of these patients/survivors (44.8%) travel 25 to 50
miles to their treatment. This is substantially higher than the rate of cancer
patients/ survivors overall who travel 25 to 50 miles (28.6%).

Table 38. Treatment Distance from Home i Medi -Cal Eligible
Distance Percentage
0 to 10 miles 27.6%
10to 25 miles 17.2%
25 to 50 miles 44.8%
50 to 100 miles 3.4%
More than 100 miles 6.9%

Note: n = 29.

Patients/survivors that are eligible for Medi-Cal most commonly reported local cancer
care issues are the lack of cancer centers (32.5%), lack of awareness in where to go
(32.5%), and the lack of specialized care (25.0%), a illustrated in Table 39. These rates
were approximately equal to cancer patients/survivors overall.

Table 39. Major Local Cancer Issues I Medi -Cal Eligible

| Typeoflsske ... Percentage |
Lack of cancer centers 32.5%
Lack of awareness in where to go 32.5%
Lack of specialized care 25.0%
High cost of treatment 22.5%
Lack of clinical studies 20.0%
Appointments take too long 20.0%
Lack of health insurance 17.5%
Lack of transportation 15.0%
Lack of cancer screening 15.0%
Other 17.5%

Note: n = 40.
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Patients/survivors that are eligible for Medi-Cal most commonly reported that they
need help with applying for benefits (35.0%), advice about finding community resources

(30.0%), and help in paying co-pays/out-of-pocket costs (%5.0%), as illustrated in Table
40.

Table 40. Help Needed 1 Medi -Cal Eligible

Help in applying for benefits 35.0%
Advice about community resources 30.0%
Help paying co-pays/out -of-pocket costs 25.0%
Help understanding diagnosis/treatment options 20.0%
Help coordinating care 17.5%
Help arranging care services at home 15.0%
Help arranging childcare or other care 15.0%
Help with transportation 12.5%
Help with insurance/billing paperwork 10.0%
Help scheduling/keeping track of appointments 2.5%

Other 12.5%

Note: n = 40.
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Media/Dissemination

To help the Task Force in reaching cancer patients, patients/survivors were asked,
AWhat method of communication would be most

As illustrated in Figure 20, the best methods of reaching these patients include emails
(31.0%), printed materials sent to their homes (20.1%), and messages from their
healthcare providers (16.6%).

Figure 20. Best Method of Communication

50.0%
45.0%
40.0%
35.0% 31.0%
30.0%
0,
25.0% 50.1%
20.0% 16.6%
14.4%
15.0%
10.0% 5 6% 6.9%
5.0% . 0.9% 2.5% 1.9% .
0.0% — [ | |
Television Radio Newspaper Printed Emails Phone callsCommunity MessagesSocial media
materials events from my
mailed to healthcare
my house provider
Note: n = 319.
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Caregivers
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Demographics of Caregivers

The majority of the participating caregivers were White/Caucasian (82.6%), as
illustrated in Table 4 1. The second most common race was other 12.6%). Here,
participants liste d responses such as Hispanic, Latino, Mexican, andmixed.

Table 41. Race

Type Percentage
White/Caucasian 82.6%
Asian 3.9%
Black/African American 1.6%
American Indian/Alaska Native 2.4%
Native Hawaiian/Pacific Islander 0.8%
Other 12.6%
Note: n = 127.

Most participating caregivers were not of Hispanic, Latino, or Spanish origin (8 6.1%), as
illustrated in Table 4 2.

Table 42. Hispanic, Latino, Spanish Origin
Type Percentage

Not Hispanic, Latino, or Spanish 82.0%
Yes, Mexican, Mexican American, Chicano 13.1%
Yes, another Hispanic, Latino, or Spanish origin 4.9%
Note: n = 303.

As illustrated in Figure 21, most of the participating caregivers were in their 40s (27.6%)
or 50s (26.8%). The average age of participating cancer patients/survivors was51, with
the youngest being23 and the oldest being 83

Figure 21. Age
50.0%

45.0%
40.0%
35.0%

30.0% 27.6% 26.8%
25.0%
20.0% 17.9%
15.0% 13.8%
9.8%
10.0%
4.1%
5.0% ’ l
oo
20s 30s 40s 50s 60s 70s+
Note: n = 123.
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About three-quarters of participating caregiverswere female (77.3%), as illustrated in

Figure 22.

Figure 22. Gender

m Male

m Female

Note: n = 128.

Participating caregiverswere fairly well-educated; the majority (65.1%) have some type

of college degree as illustrated in Figure 23.
Figure 23. Education

PhD or equivalent Il 1.6%
MA/MS degree I 21.4%
Some graduate schoolllll 4.0%

BA/BS degree I 2 7.0%
AA/AS degree IIIININEGEGEGEEEEENE 11.1%

Vocational school Il 3.2%
Some college NN 25.4%

High school or equivalent il 6.3%

0.0% 5.0% 10.0% 15.0% 20.0% 25.0% 30.0%
Note: n = 126.
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The median annual household income for participating caregiverswas $95,000. As
illustrated in Figure 24, the income levels ofparticipating caregivers were relatively
varied, although skewed high. About half of caregiversfall between $50,000 and
$150,000 per year.

Figure 24. Household Income

$200,000 or more NG S.7%

$150,000-$199,999 NG 11.5%

$100,000-$149,999 I 27.9%
$50,000-$99,999 NN 31.7%
$25,000-$49,999 NG 12.5%
$10,000-$24,999 N 4.8%
Less than $10,000 2.9%

0.0% 5.0% 10.0% 15.0% 20.0% 25.0% 30.0% 35.0% 40.0% 45.0% 50.0%

Note: n = 104.

Parti ci pant sHowmanyepeoals livesirdyour Household in addition to

yourself2?o0 Thi s i nformation was used with the inco
using the federal poverty level guidelines. As illustrated in Figure 25, most participating

caregivers (69.2%)lived in households that fall above 300% of the federal poverty line.

Figure 25. Poverty Level
100.0%
90.0%
80.0%
70.0%
60.0%
50.0%
40.0%
30.0%
20.0% 13.5%
10.0% 5.8% 4.8% 6.7%
0.0% | - — [
100% FPL or below 101 to 200% FPL 201 to 250% FPL 251 to 300% FPL More than 300% FPL
Income as a % of Federal Poverty Line (FPL)

69.2%

Note: n = 104.
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As illustrated in Table 43, most participating caregiversare from Temecula, Murrieta,
and Menifee. The following cities had only one listing from each, and thus, are captured
undet hdémo cAguariga Brénch Valley, Perris, andSan Jacinto.

Table 43. Location

Temecula 63 49.2%
Murrieta 34 26.6%
Menifee 9 7.0%
Wildomar 6 4.7%
Lake Elsinore 4 3.1%
Hemet 3 2.3%
Winchester 3 2.3%
Canyon Lake 2 1.6%
Other cities 4 3.1%
Total 128 100.0%
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Caregiving Relationship

Caregivers were asked how many peoplevith cancer they had cared for in Southwest
Riverside County. The majority of caregivers(86.8%) have been a caregiver to one
person, as illustrated in Figure 26.

Figure 26. Amount of People Cared For
100.0%
90.0% 86.8%
80.0%
70.0%
60.0%
50.0%
40.0%
30.0%

0
20.0% 11.4%

0,
One person Two people Three people

Note: n = 167.

As illustrated in Figure 27, most caregivers were providing care fora spouse/significant
other (34.9%) or a parent (33.1%).Those who reported other (9.5%) provided care for
in-law family (n = 5), extended family (n = 5), friends (n = 2), clients (n = 1), previous
husband (n = 1), fiancée ( = 1), and strangers being referred (n =1).

Figure 27.Pati ent s Rel ationship to Caregiver

Other NN °.5%
Client l 1.2%
Friend I 8.9%
Child NN 7.7%
Sibling N 4.7%
Spouse/significant other NG 34.9%

Parent GG 33.1%

0.0% 5.0% 10.0% 15.0% 20.0% 25.0% 30.0% 35.0% 40.0% 45.0% 50.0%
Note: n = 169.
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Caregivers were also asked about tAseir role o
illustrated in Table 4 4, the majority of participating caregivers played a key role in the

caregiving team, either as the only caregiver (24.0%) or the main caregiver (34.7%) for

the patient.

Table 44.Car egi ver 6s Role for the Patient

Role Percentage

| was the main caregiver during their treatment/recovery 34.7%

| was one of several caregivers during their treatment/recovery 29.3%

| was the only caregiver during their treatment/recovery 24.0%

| played a relatively minor role, mostly supporting other caregivers 12.0%
Note: n = 167.

Caregivers were askeq Didithis patent have any p &sillistratedine gi ver s ? ¢
Figure 28, most participating caregivers reported that the patient had no paid

caregivers, indicating that the care was supplied entirely by volunteers. It is worth

noting that six participants were paid care givers.

Figure 28. Paid Caregivers
100.0%
90.0%
80.0% 75.0%
70.0%
60.0%
50.0%
40.0%
30.0%
20.0%

0.0% | -

21.4%

10.0% 3.6%

Yes, | am a paid caregiver  Yes, patient has a paid caregiver (but No, this patient has no paid
it's not me) caregivers

Note: n = 168.
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Caregivers were asked how long they provided care for their patients. As illustrated in
Figure 29, time providing care was quite varied. About half of participating caregivers
have spent one year or less providing care to a cancer patient.

Figure 29. Time Providing Care
50.0%
45.0%
40.0%

35.0%
30.0% 28.3%

25.3%
25.0% 21.7%
20.0% 18.1%
15.0%
10.0% 6.6%
[
0.0%

Less than six monthSix months to one year One to two years  Two to three years Three years or more

Note: n = 166.

Caregivers were also asked how recent their caregiving wasAs illustrated in Figure 30,
37.9% of caregivers are either current caregivers, or have been a caregiver within the
past year. This timeliness means that the data is likely wellrepresentative of the current
state of caregiving in Southwest Riverside County.

Figure 30. Time Since Providing Care
50.0%
45.0%
40.0%
35.0%
30.0% 26.6%

25.0% 21.3% 21.3%
20.0% 16.6%
14.2%
15.0%
10.0%
5.0%
0.0%

I am currently caring Within the past year Between one and twdetween two and fiveMore than five years
for this patient years years ago ago

Note: n = 169.

53



About the Patient

Caregivers were asked what type of cancer the patienhad. As illustrated in Table 45, the
three most common types of cancerwere breast (24.0%), lung and bronchus (15.4%),
and colon and rectum (8.0%).

Table 45. Patient Cancer Diagnosis
Type of Cancer Percentage

Breast 24.0%
Lung and bronchus 15.4%
Colon and rectum 8.0%
Prostate 6.3%
Bladder 5.1%
Lymphoma 4.6%
Leukemia 4.6%
Skin 4.0%
Uterus 4.0%
Kidney and renal pelvis 3.4%
Other 36.0%
Note: n =175

Those who reported i o trelpagtedther types of cancer such as brain 6 = 15),
pancreatic (n = 6), tongue/mouth/throat ( n = 6), thyroid ( n = 5), bone (n = 4), cervical
(n=4), liver (n =4), lung (n = 2), melanoma (n = 2), multiple myeloma ( n = 2), and
stomach (n = 2). Other less common forms of cancer werealso listed and included
responsessuch as endometrial, glioblastoma, neuroblastoma, etc.

Caregivers were asked at which stage of cancer the patient was in when he or she was
diagnosed. About half of these patients (46.4%) were diagnosed when they were already
in Stage 4, indicating very advanced cases of canceras illustrated in Figure 31.

Figure 31. Stage of Cancer during Diagnosis
50.0% 46.4%
45.0%
40.0%
35.0%
30.0%

25.0% 22.5%
20.0% 18.8%
15.0% 12.3%
10.0%
5.0%
0.0%
Stage 1 Stage 2 Stage 3 Stage 4

Note: n = 138. An additional 28 could not recall.
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Caregiver Responsibilities

Caregivers were asked what they helped the patient with, and then given a range of
options to choosefrom. As illustrated in Table 4 6, nearly all caregivers provided
emotional support and encouragement (92.6%). Other common responsibilities
included going to doctor appointments (84.0 %), chores around the home (77.26), and
transportation (75.4 %).

Table 46. Responsibilities
Type of Responsibility Percentage

Emotional support and encouragement 92.6%
Going to doctor appointments with the patient 84.0%
Chores around the home (e.g., cooking, cleaning, laundry) 77.1%
Transportation 75.4%
Coordinating medical appointments 65.7%
Managing symptoms or side effects 62.9%
Giving medications 59.4%
Handling insurance and/or billing issues 44.0%
Financial support 36.0%
Caring for the patientdos chil d 17.7%
Other 9.7%
Note: n =175

i Ot hrespodses included responsibilities such as changing bandages/dressingsrf =
3), end of life care and transition (n = 3), and staging treatment and finding care (n = 2).
The following had one reference each: transferring medical records, meal-prepping,
access to and education on cannabis, daily care/bathing, exercise, and praying with the
patient.
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Caregiver Resources

Caregi ver s Howdicyowpscgaeed ,f oir your r olQuerthiee-a car eg
guarter s reported not preparing at all (79.2%), as illustrated in Table 47. Those who did
prepare mostly search online (24.7%) and talked to healthcare professional (23.0%).

Table 47. Preparation for Caregiver Role
Type of Preparation Perc entage

| just jumped right in, n o preparation 79.4%
| researched cancer on the internet 25.1%
| talked to healthcare providers to better understand cancer 23.4%
| talked to other cancer patients/survivors/caregivers to get a 8.0%

better understanding of what it would take

|l 6m a professional caregiver 4.0%

Other 12.0%

Note: n =175

Those who r e p(I20%)etdteditheytwerehealthcare professionals (n = 6),
had experience caring for others (h = 3), did additional research (n = 2), had the same
type of cancer (n = 2). There were also single references tattended conferences,
attended a caregiving class, hospice counseling, and knowing someone with the same
cancer.

Caregiverswere also asked if they ever accessed caregiverasources such as the Cancer

Hope Networkés caregiver volunteer match syst
Communityo c onn eAsitlustatad inpFigare 32,aabout half of caregivers

d o nw@ant caregiver resources (50.0%0). Very few participating caregivers (8.4%)

actually accessed caregiver resources.

Figure 32. Ever Accessed Caregiver Resources
100.0%
90.0%
80.0%
70.0%
60.0%

50.0%
50.0%

41.6%

40.0%
30.0%

20.0%
10.0% 8.4%

0.0% 1

Yes No, but I'd be interested No, | don't want caregiver resources

Note: n = 166.
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Caregivers were asked, Alf you are an unpaid

As illustrated in T able 48, more than half of caregivers (54.3%) would like information
about additional resources that the patient might be eligible for.

Table 48. Desired Help for  Unpaid Caregivers

Type of Help Percentage
Information about additional resources we may have been able to 54.3%
get (e.g., transportation programs, meal assistance, etc.)
Time off work to be a caregiver 30.3%
A support group for caregivers 28.6%
Respite care/paid caregivers so | could get a break 25.1%
| am a paid caregiver 1.7%
Other 8.0%
Note: n = 175.
Those whoreport e d , finclidadearaige of options. Some reported needing respite

care again (0 = 2), while others reported help with self -care, speech services, help with
hospice care, more information regarding diseases and treatment side effects, meals for
patients with compromised immune systems, and spiritual encouragement/assistance
from churches.

fHelp in learning what are the different treatment options

and finding expert doctors performing th e treatment. Help

in finding expert doctors in monitoring the cancer after 1st
treatment is compl eteo
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Issues/Problems/Areas for Improvement

To assess caregiver perceptions of local cancer issues, participating caregivers were
a s k eWhat dalyou think are the most critical cancer healthcare issues in Southwest
Riverside County?0

As illustrated in Table 49, the top three major local cancer care issued reported by
caregivers indude a lack cancer centers (53.%), lack of specialized care (52.0%), and
the high cost of treatment (43.4%).

As illustrated in Table 39, participating caregivers believe that the most pressing cancer
issues in the region are a lack of accredited cancer centers (53.7%), a lack of specialized
care (52.0%), and the high cost of treatment (43.4%). These are the same exact top three
issues identified by cancer patients/survivors.

Table 49. Major Local Cancer Care Issues
Type of Issue Percentage

Lack of accredited cancer centers in the region 53.7%
Lack of specialized cancer care 52.0%
High cost of treatment 43.4%
Lack of awareness of where to go to seek treatment 38.3%
Takes too long to make an appointment to see a provider 33.1%
Lack of clinical trial opportunities 30.9%
Lack of health insurance/finding providers who accept my insurance 25.1%
Lack of screening opportunities 22.3%
Lack of transportation 21.7%
Other 16.6%
Note: n = 175

Those who r e p(I66%)etdtedimajor lb@lrcancer care issues include a lack
of skilled clinicians/doctors ( n = 4), a lack of good specialists 6 = 3), a lack of good
hospitals (n = 3), a lack of help in homel/lifestyle change (n = 2), and financial burdens
(n = 2). There were also references to not having enough holistic treatments, a lack of
coordination of services between providers, a lack of confidence in medical care in the
area, and not having enough facilities.

fPatients travel to LA or San Diego for specialized
treat ment o
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Caregver s werlknagpé@ed, ofi ni on, what service/suppc
most beneficial for this patient in his/her treatment and recovery? 0

As illustrated in Table 50, three most common services that caregivers believe would

have been most beneficial for patients include help with understanding diagn osis and

treatment options (45.7 %), adviceabout community resources (43.4%), and help in

applying for any benefits (39.4%). This is slightly different than the responses from

patients/sur vi vor s, where fAhelp paying for treat men
Afhel p understanding diagnosis and treatment o

Table 50. Services that Would Have Been Beneficial

Type of Service Percentage

Help understanding diagnosis and treatment options 45.7%
Advice about community resources 43.4%
Help in applying for any benefits 39.4%
Help paying for treatment 28.6%
Help arranging care services at home 29.1%
Help with transportation 26.3%
Help coordinating care 25.1%
Help with insurance and billing paperwork 20.0%
Help scheduling and keeping track of appointments 9.7%
Help arranging childcare or other care responsibilities 9.7%
Other 13.7%
Note: n =175

fiOt h @sendcesthat would have been beneficial included more supplemental care
options/information ( n = 3), having healthcare professionals who take the time to give
individual and focused care (n = 2), more specialists (n = 2), help in learning about
treatment options/ finding care (n = 2), and more help for patients in Hospice (n = 2).
There were also references to needing more/better doctors, more help for patients
during all phases of diagnosis/treatment, more awareness of pediatric cancers, and
more psychological support for the family.
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Healthcare Professionals
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