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INTRODUCTION

Coronavirus disease 2019 (or COVID-19) is a respiratory illness
caused by a new coronavirus that was first identified in an outbreak
in Wuhan, China, in December 2019. The disease can spread from
person to person, through small droplets from the nose or mouth
that may spread when a person coughs or sneezes. At present, the
primary belief is that the disease is mainly spread through contact
with these respiratory droplets that are spread through the air or
land on surfaces we all touch.

Symptoms from COVID-19 can be mild to severe and can include
fever, cough, and shortness of breath. Symptoms may include
aches and pains, nasal congestion or runny nose, sore throat, or
diarrhea. Some people who are infected may not develop
symptoms.

Colorectal Cancer and other cancer patients undergoing treatment
have many questions and our initial understanding is that they may
be misinformed and consequently develop unnecessary additional
stress, feel isolated and be generally fearful as they may be going
through treatment, experiencing delay in diagnosis, scans,

feeling worried because they are immunocompromised, or even
fearful of medical visits. Clearly, there is no one answer, and we
are at the very beginning of this challenge.

The purpose of this survey was for Colorectal Cancer Canada
(CCQ) to gain insight on the issues that colorectal cancer patients,
caregivers, family members and survivors are facing amidst the
COVID-19 crisis. Additionally, the survey allowed respondents to
identify resources that they may benefit from. This report will
highlight important findings from Colorectal Cancer Canada’s
COVID-19 Response Plan Survey.

This survey was open to colorectal cancer patients,

survivors, caregivers, family members, healthcare workers, and
anyone else who may have insight into the colorectal cancer
experience during the COVID-19 outbreak. The survey was
circulated via Colorectal Cancer Canada’s social media (Facebook,
Twitter, Instagram) and through email to personal contacts and
healthcare providers. Please note that direct quotations remain in
their native language (French or English) and translations are
included in Appendix 1.

The survey was circulated from April 22nd, 2020 until May 26, 2020
with a total of 57 respondents.



DEMOGRAPHICS

WHO RESPONDED TO THE CCC COVID-19 SURVEY (N=57)7?

Other PATIENT STATUS
Caregiver 5.2%

3.4% The largest proportion of survey respondents

U : were patients who have completed treatment

ndergoing Treatment
43.1% (44.8%), followed by patients undergoing

treatment (43.1%), "other" (5.2%), and

Completed Treatment caregivers and family members representing

44.8% 3.4% respectively.
30%
20%

AGE

The largest proportion of our respondents 10%

were over the age of 50 with 69.5%, with 25%
between the ages of 40-49 and 12.5% under
40.

Other/Prefer Not to Answer

1.8%
GENDER
Male The gender of the survey respondents was
44.6% represented by 53.6% female respondents,

Female

53.6% 44.6% male respondents, and 1.8% of

respondents identified as other or preferred

not to answer.

87.9% 69.5% 53.6%

of survey respondents were of survey respondents were of survey respondents were

colorectal cancer patients over the age of 50. female.
undergoing treatment or
have completed treatment.




CHALLENGES AND
ISSUES ASSOCIATED
WITH COVID-19

This section of the report aimed to identify the
primary challenges and issues that colorectal
cancer patients, survivors, caregivers and family
members are facing during the COVID-19
outbreak. These questions were designed to
better understand the stress level changes,
treatment changes and economic consequences
of the pandemic. This section also includes three
short-answer questions investigating any other
general COVID-19 related issues, fear of receiving
urgent hospital care, and the potential impacts of
family members being unable to attend
appointments or treatment sessions.

The implications of COVID-19 on patient
treatment and care are significant. As reported at
the May 15th Pan-Canadian Screening Network
Partners meeting, if colorectal cancer screening is
paused for 6-12 months, there is a possibility of
nearly 12,000 undiagnosed adenomas (polyps),
1,800-3,500 more cancers over a lifetime and
800-1,600 more cancer deaths*.

*Canadian Partnership Against Cancer, 2020

OncoSim Preliminary Results - web-based simulation tool
that evaluates cancer control strategies and predicts the
natural history of the disease




CEYA

of survey respondents rated their
stress levels significantly higher
(7-10/10) due to COVID-19.

32%

of survey respondents rated their
stress levels around the same (4-
6/10) due to COVID-19.

.
-
-

of survey respondents rated their

stress levels lower (1-3) due to
COVID-19.




AREAS IMPACTED
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OTHER ISSUES

This question allowed respondents to identify any other
issues that they may be experiencing as a result of COVID-
19. The most common response was fear of going to the
hospital or clinic (76%), followed by inability to obtain
protective gear (50%), fear that their cancer is not a priority
(44%), fear of being unable to treat COVID-19 as a result of
their cancer diagnosis (36%), and inability to maintain a
healthy lifestyle (30%). Less commonly cited issues included
interruption in home healthcare services (12%), inability to
access mental and psychological support (10%) and
interruption in support from caregiver (10%).

44.9%

of survey respondents have
had cancelled/delayed
appintments.

of survey respondents have
had a cancelled or delayed

BY COVID-19

IMPACT ON TREATMENT

This chart shows the four most commonly referred to issues with
treatment for colorectal cancer patients during the COVID-19
outbreak. The most common issue identified in the survey was
cancelled/delayed appointments (44.9%) including oncology visits,
diagnostic scans and blood tests. This was followed by
cancelled/delayed treatment plans (22.4%), inability to
communicate with healthcare provider (20.4%) and difficulty in
receiving treatment with colostomy or ileostomy (10.2%). Less
common responses included cancellation or delay of cancer
surgery, inability to obtain prescriptions and phone appointments
rather than in-person.
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of survey respondents fear

going to the clinic/hospital.

treatment plan.



ISOLATION AND LACK OF 8
PHYSICAL SUPPORT

“After joining me
for first chemotherapy apt, husband
has no longer been able to join me
for those [treatment sessions or
appointments] or bloodwork
appointments. Often feel lonely

during those 3 hour sessions." ?

"Extremely traumatic. There
was no one to support the mental
health piece of the experience
and/or to recognize the strain it

n 3

adds to the situation.

"During an ER visit, caregiver
and family were not permitted
in the hospital. They had to wait

in the vehicle."

“As the loved one, it was
upsetting to not be there
physically for the patient for

”n 7

emotional support.




ECONOMIC IMPACTS

30

This section of the survey asked
respondents to identify all areas which have
been affected by the economic
consequences of COVID-19. All options
received a significant amount of responses,
however the most significant were healthy
behaviours and access to health services
(26 responses respectively), social support
system (21 responses) and treatment
options (13 responses).

ADDITIONAL ECONOMIC IMPACTS

. "...Income from rental

n 8

properties

"Being able to go and purchase
healthy fresh food on

e n9
a regular basis.

0

"Access to massage therapy.""




GENERAL ISSUES 10

“Fear that clinical trials are
going to be halted
and this may set back
research many years and | am

"Family unable to visit." "

9 12

a stage 4 patient.

“For me, it is additional worries as
my treatment is complete, but the
news indicates that | am more
vulnerable having had

9 14

cancer.

"Unable to attend the
monitoring

n 15

follow up after treatment.

"Increased anxiety, re-
traumatic experience of self-
isolation/not going to public

places etc. The PTSD of cancer
is totally reactivated with
COVID-19."




GENERAL ISSUES CO\NJ'D 11

R

"Sadly the hospital is the
last place | would want to
go now for any type of
follow up although | am
not on treatment now." *

<<Mes rendez-vous de suivis
ont été annulést.>> *

<<Suivis médicaux et tests
sanguins de suivis annulés.>> ”

"Main fear is that | might end up in
hospital and having the difficulty dealing

with my colostomy pouch etc."*




USEFUL RESOURCES

This section of the survey aimed to identify the
resources that are most desired and needed by
colorectal cancer patients and caregivers
during and after the COVID-19 outbreak. This
section included a ranking question of the
resources identified in the CCC COVID-19
Response Plan and a short-answer question
allowing responders to make their own
suggestions.



RANKED RESOURCES 13

30

This section of the survey asked responders to rank
CCC’s Response Plan Resources from 1to 6 based
on their relevance and perceived need. Based on the
most preferred resources (frequency of rankings 1st
or 2nd), the most preferred resources were
identified. The most needed resource based on the
survey responses were Q&A sessions, followed by
exercise and nutrition support, newsletters, stress
and coping resources, webinars and chat room/tele-
support.

ADDITIONAL SUGGESTIONS

“Please do live phone calls and reaching out to
P the patient during a global pandemic and
suffering with 4th stage cancer.” *

“Maybe a seminar on how your digestive
system works, timing from eating to
elimination... How long does it take for a

99 25

polyp to become a cancer problem.

“Perhaps provide a forum that would allow
fellow CRC patients and caregivers to share
their experiences and key learnings during

7 26

the pandemic.

“Maybe transportation to pharmacies, access to
some pharmacies is particularly difficult without

9 27

a car at the moment.

P  “Peer chat rooms or message boards.” *
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“Have lost weight due
to less eating out.

9 31

“So many. Medical staff stepping up
protective procedures, family and friends
being supportive online, home care
switching to home visits, feeling of

community that comes from everyone

having their lives changed in similar way

9 34

to my experience with cancer.’




“Having test results
reviewed by phone rather
than an in-person visit saves
a lot of travel and waiting

9 36

time.

“People are particularly
friendly and very kind and

In 40

helpful.

“Quicker colonoscopy due to
elective surgeries

being cancelled.”

“While | am afraid of possible
repercussions if | contract COVID-19, |
am also less lonely on this journey as
everyone is experiencing similar
transition issues. | am also in a better
position financially because | have stable
disability payments during a time that

7 39

being self-employed is challenging.




PATIENT PROFILE

MORE INFORMATION ABOUT CCC COVID-19 SURVEY RESPONDERS

PROVINCE OF RESIDENCE

The largest proportion of responders live in
Ontario (46%), followed by Quebec (21%),
Manitoba (7%), Nova Scotia (7%), British
Columbia (9%), Alberta (5%), New Brunswick
(2%), Saskatchewan (2%), and |

prefer not to answer (2%).

gy

EDUCATION LEVEL Masters degree
26.8%

High school education
14.3%

The largest proportion of responders Trade training/college diploma

indicated that they have a Bachelors degree 16.1%
(41.1%), followed by Masters degree (26.8%),
trade training/college diploma (16.1%), high

school education (14.3%), and | prefer not to

answer (1.8%).
Bachelors degree

41.1%
$30,000-$50,000
| prefer not to answer 8.9%
25% ' HOUSEHOLD INCOME
$50.000-$70,000 The largest proportion of responders selected
17.9% more than $90,000 (33.9%), followed by | prefer
not to answer (25%), $50,000-$70,000 (17.9%),
$30,000-%$50,000 (8.9%), $70,000-$90,000
$70,000-$90,000 (8.9%) and less than $30,000 (5.4%).
More than $90,000 8.9%

33.9%
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FINAL COMMENTS

“We feel well served by CTV and CBC for
updates on COVID-19.” **

“Lost my job from my cancer diagnosis
and the COVID situation.” **

<<Merci et je peux m'impliquer dans
votre organisme au besoin>> *

“The uncertainty, lack of employment,
and distractions like movies and sports
are extremely stressful. Enormous

9 45

depression and anxiety.’

“It is wonderful to have the continued

support of Colorectal Cancer Canada

especially during these trying times.” *°

<<Merci pour cette initiative!>> *

CONCLUSION

In conclusion, the Colorectal Cancer Canada COVID-19

Response Plan Survey allowed CCC to gain interesting and useful insight into

the challenges and issues being faced by colorectal cancer patients amidst the
COVID-19 outbreak. It also allowed CCC to better understand the circumstances

which patients are facing, allowing us to better advocate for colorectal cancer

patients across Canada. CCC would like to express our heartfelt gratitude and
sincere thanks to all survey contributors, sponsors and responders who made this

initiative a possibility.

For more information, please contact CCC Program Manager Elle Doherty at
elled@colorectalcancercanada.com

COLORECTAL CANCER “*®®% CANCER COLORECTAL
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APPENDIX 12: TRANSLATED QUOTATIONS

Number

Francais

<<J'ai pas eu personne qui a pu
m'accompagner mais ¢a ne m'a
pas affecter et je trouve ¢a
normal dans ce temps de
covid.>>

<<Mon mari m’a accompagnée a ma
premiére séance chimiothérapie
mais a cause de la crise de la Covid-
19, il ne peut plus venir me tenir
compagnie pendant mes rendez-
vous médicaux ou prises de sang.
C’est difficile de passer 3 heures
toute seule. Je m’ennuie.>> *

<<C’était tres traumatique caril n’y
avait personne pour m’aider a
supporter la douleur psychologique
de I’expérience et pour reconnaitre
le poids que celle-ci ajoute a la
situation.>> *

<<Je suis seule maintenant, tout
comme je I’ai été durant mes

traitement de chimiothérapie. Je
dois me soutenir toute seule.>> *

<<J’ai trouvé la situation
particulierement stressante. En
effet, c’est ma femme qui s’occupe
de tous mes problémes médicaux
surtout parce que je dois étre
médicamenté durant mes séances
de chimiothérapie et ne suis pas en
mesure de poser les questions
appropriées pour obtenir I'aide dont
j’ai besoin. La situation est donc
particulierement stressante.>> *

*indicates a translated quotation

English

‘| was alone during my treatments,
but it did not affect me. | found
that normal for times like Covid.

"ok

“After joining me for first
chemotherapy apt, husband has no
longer been able to join me for
those [treatment sessions or
appointments] or bloodwork
appointments. Often feel lonely
during those 3 hour sessions.”

"Extremely traumatic. There

was no one to support the mental
health piece of the experience
and/or to recognize the strain it
adds to the situation.”

“Isolation. | am alone now as | was
during my chemo. I've been alone
and had to support myself."

"l have found it extremely
stressful because my wife takes
care of all my healthcare and deals
with the oncologist. We have
found that things are slipping
through the cracks because | am
medicated during treatment so
cannot ask the right questions and
get the help | need. This situation
alone is extremely stressful.”



APPENDIX 2: TRANSLATED QUOTATIONS

*indicates a translated quotation
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*indicates a translated quotation
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*indicates a translated quotation
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*indicates a translated quotation
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