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Total PCNSL Survey Interest Forms received and sorted through
by EBCI (including spam/bots)

129

Total Qualified PCNSL Patients Surveys Received
10

Total Qualified PCNSL Care Partner Surveys Received
12
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Upon initial diagnosis of PCNSL, did you receive any
information/educational materials about your
diagnosis from your healthcare provider?

No
10%

Yes
90%

What types of information did you receive?

| did not receive
information

‘ / 3.3%

Other
3.3%

. Symptoms
Patient groups 20%

20%

Treatment

Caregiving 20%
13.3%

Patient numbers

Websites
10% 10%

+GD
FH 95 head FH 101 head

FFEiM

PATIENTS

Was the information enough?

Yes
40%

No
60%

Beyond the information that was provided to you by
the healthcare provider, where did you go to get
additional information when you were originally
diagnosed with PCNSL?

Other
3%

Social media
24.2%

Patient advocacy groups
18.2%

Friends
6.1%

Medical journals
18.2%

Web search
30.3%

1 108 head
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Is there a source you trust more than the others? How do you prefer to access resources and
) ) information about PCNSL?
Social media

Patient advocacy groups 10% Support groups
20% (in person and/or online)
20%

Web search
20%

Online

Physical print
60%

copies mailed
20%

Medical journals
50%

Why do you trust this source?

1.[Social media] The sources had people who were also in treatment.

2.[Medical journals] | think it is a reliable source of information.

3.[Patient advocacy groups] | trust patient advocacy groups more because they provide
information based on real patient experiences and are focused on supporting individuals with
similar conditions.

4.[Medical journals] | feel like these are more likely peer reviewed and my Doctor suggested them.

5.[Medical journals] Well known sources, scientific evidence, clinical trials.

6.[Patient advocacy groups] Some of the research languages is over my head. Patient advocacy
groups | can ask questions and understand their answers. It's nice to hear others experiences.

7.[Medical journals] | can read the science

8.[Medical journals] most reliable direct from industry knowledge

9.[Web search] | can get diverse opinions and information that helps weigh which works out best

10.[Web search] More reliable
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Do you have a care partner or support
person/community?

No
20%

Yes
80%

If not, would you like to connect with one?

No answer
33.3%

66.7%
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If yes, how do they help you with your
therapy/treatment journey?

Other
6.3%

Driving
Taking 37.5%
medications

31.3%

Self-care
25%

Currently, are you able to go to your appointments
by yourself or do you rely on a care partner?

I relyona
care partner
30%

| am able to
go by myself
70%
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If you received any information/educational materials about your diagnosis from your healthcare
provider, who gave you the information?

1.Doctor

2.Doctor

3.General cancer diagnosis health tips and local resources.

4.Not sure.
5.Dr and Pa came into my room immediately after getting results. Results were given within 24

hours. He discussed the disease and gave me options. He also had given me a referral at Moffitt
Cancer. He was already in contact with him.

6.Info on the chemo | was given

7.Doctor

8.1 received care from nurses, doctors and Therapist

9.My Doctor

What information was most helpful?

1.Real life experiences with treatments

2.Knowledge about my symptoms and what treatment to undergo.

3.The information about symptoms and patient groups was most helpful.

4.Support groups. | loved Guilda's Club.

5.Treatment options, etc.

6.Having a team come in a explain each step. One talked about the testing. Team members
discuseed the odds and percentages of success. Another group talked in detail about the process
of chemo. Schedules and dates.

7.1did my own research

8.patient groups available to me

9.treatment, symptoms and caregiving

10.Pm not really sure. My memory is off.

1 108 head



Chris Elliott Fund

Fula]F?cati h &
Clinical Trial Enrol

PCNSL Patient &

+GD

Care Partner ARl

Survey Results B P
N/ PATIENTS

What other information did you wish you received?

1.Anticipatory experiences

2.1 didn't get indepth information on my condition

3.1 would have liked more detailed information on treatment options and caregiving support.

4.1 would have loved to be provided more information about PCNSL. | felt like the information about
treatments was not really relevant to me.

5.1 joined a support group with other pcnsl patients and that was very informative. An example is
specialists in treating this rare disease.

6.1'm a person who doesn't really want to much information about treatments. | felt good with all
my dr. But looking back | would have liked more information regarding support groups. | had a
good experience with the chemo and stemcell. | was one of the Lucy ones. | feel my issues stem
from the after effects of treatment. Emotional issues. | have issues sleeping, paranoid something

else is wrong and anxiety. My family were good caregivers but | don't think they really could relate.

Especially the seriousness of the disease.
7.Alternative support, integrative support, mental health support
8.None
9.Lifestyle adjustment
10.Emailed info about diagnosis and treatment. | may have gotten it, my memory is horrid.

Methotrexate toxicity.

1 108 head
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Upon the patient's initial diagnosis of PCNSL, did you
receive any information/educational materials about

Was the information enough?
the diagnosis from the patient's healthcare provider? N/A

No
16.7%

Yes
83.3%

What types of information did you receive?

| did not receive
information

4.9%

. Symptoms
Patient groups 229,

14.6%

Caregiving
12.2%

Treatment

Websites 24.4%

9.8%
Patient numbers
12.2%

8.3%

No
58.3%

Beyond the information that was provided to you by
the healthcare provider, where did you go to get
additional information when the patient was
originally diagnosed with PCNSL?

Patient advocacy groups
18.4%

Social media
28.9%

Friends
7.9%

Medical journals
13.2%

Web search
32.6%
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Is there a source you trust more than the others? How do you prefer to access resources and
information about PCNSL?
Frlenfls ) ) Over phone/text
16.7% Somgl5$ed|a Support groups 8.3%
0 (in person and/or online)

8.3%

Physical print
copies mailed
16.7%

Medical journals
16.7%

Online

66.7%

Patient advocacy groups
41.7%

Why do you trust this source?

1.[Social media] | discovered a Facebook page - CNS Lymphoma (primary & secondary) Friendship &
Support. The admins for this group are knowledgeable and compassionate and offer no-nonsense
advice for CNSL patients and caregivers. The information they provided us undoubtably saved my
husband’s life.
2.[Social media] You can access a lot of information on social media so | use it most of the time.
3.[Medical journals] | think it is more accurate and reliable.
4.[Medical journals] It’s a trusted source.
5.[Friends] Because they have experience and are in better position to help
6.[Patient advocacy groups] | found a Facebook group with all people who have this disease or are
caring for someone with it and it has been so informative
7.[Friends] Friends in the oncology field
8.[Patient advocacy groups] It seems that patient advocacy groups and social media groups of
patients and caregivers are most able to address my concerns and questions and bring together
science research and patient experience in a helpful way.
9.[Patient advocacy groups] They have first had experience. What | have learned is not many
doctors are experienced in the diagnoses.
10.[Patient advocacy groups] The facebook page CNS lymphoma is my go to place because of fast
responses from informed people who have or are currently experiencing similar situations
11.[Social media] A page where others had gone thru same disease
12.[Patient advocacy groups] Real life stories and from people who have gone through this. B
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Do you have a support person/community?

Currently, is the patient able to go to their
appointments by themself or do they rely on you

?
No and/or others?

33.3% They rely on others

16.7% They are able to
go themself
25%

They rely on me

58.3%
If not, would you like to connect with one?

Yes
25%

No

75% n
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If you received any information/educational materials about the diagnosis from the patient’s
healthcare provider, who gave you the information?
1.We only received verbal information from the neurosurgeon who performed my husband’s
biopsy. We later received additional verbal information from his first neuro-oncologist during a
video consultation.
2.Nurses
3.The doctor
4.Nurses
5.Doctor
6.Nuerooncologist
7.Nurse
8.Nurse
9.Doctors
10.N/A
11.Hematologist gave us a packet
12.Treatment plan ONLY. and at the time | had NO idea of what anything meant.

What information was most helpful?

1.There was nothing comprehensive, but we learned it was a treatable form of cancer.
2.The information on my symptoms and treatment was most helpful.
3.The information about patient groups was the most useful.
4.Every bit of information was very helpful.
5.Patient groups. It actually helped in dealing with certain issues
6.Knowing the treatment plan - and what our future looked like
7.Info on treatments
8.Treatment plan
9.What | learned from google and the pcnsl support group
10.A MacMillan cancer leaflet
11.Explanation of this type of cancer and the information on treatment
12.Didn’t receive any
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What other information did you wish you received?

1.1 wish we received information that we could read about the disease and common treatments.
Google was a terrible resource and had a lot of outdated information with scary prognosis. Most
oncologists have never heard of this cancer, so they didn’t have resources for us.

2.1 wish | received more information on websites and caregiving.

3.Nothing much. | feel | received enough information.

4.Not exactly

5.Special care and more detailed training and information

6.To reach out to a specialist. Become part of a group of people who have this disease and
understand it since it is so rare and also given more hope then 2 years

7.The nurse is available on My Chart all the time

8.More educational materials about the disease, why this treatment plan, what other options might
be, information about the length of treatment and time away from work.

9.Just more information in general about the cancer and what to expect

10.Phone numbers of ward Details of support available
11.We got plenty
12.ALL the information.... Treatment plans... new vocabulary pertaining to PCNSL ...

If you have a support person/community, how have they helped you?

1.The CNSL Facebook group has provided so much support and guidance. They made sure we never
felt alone. One caregiver called me while she and her husband were on vacation in Italy to offer
advice and encouragement. | now pay it forward by helping other patients and caregivers navigate
this scary diagnosis.

2.In taking care of certain things

3.Just helps you not feel alone and gives you support with information and symptoms etc

4.We've had a meal train for three months and kind people checking on us.

5.They have a general knowledge of symptoms and treatments.

6.Empathy and information

7.Share information and recovery. We have a social worker and mental health team

8.Immensely. | have learned everything that pertains to my husbands cancer.



