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Overview

Lymphoma Coalition (LC) is a non-profit organisation comprised of a worldwide network of patient advocacy
groups that support those affected by lymphoma, including chronic lymphocytic leukaemia (CLL). LC was
formed in 2002, launched its first web-based Global Patient Survey on Lymphomas & CLL (GPS) in 2008 and
continues to conduct the GPS every second year. The goal of the GPS is to understand the patient and
caregiver experience in lymphomas, including chronic lymphocytic leukaemia (CLL), and the impact of
treatment and care. Further, the data generated from the GPS help drive planning and policy, bridge
knowledge gaps, and advocate for equitable care across the globe. Additionally, the data serves as the
foundation for scientific abstracts, joint research initiatives, policy papers, and other international
collaborations and presentations.

In 2022, the GPS was redesigned to include patient and caregiver-specific questions, expanded questions on
healthcare information, involvement and decision-making, and new questions on the impact of Covid-19.
Member organisations in countries with 100+ responses to the previous survey (LC 2020 GPS) were invited to
add up to five additional country-specific questions that addressed their local issues and concerns. Two
subtype-specific member organisations had the same invitation.

The Survey Research Centre (SRC) at the University of Waterloo, Ontario, Canada, was commissioned by LC
to run the 2022 GPS on lymphomas and CLL. The survey was available in 19 languages and was promoted by
LC patient member organisations, scientific partners, healthcare providers and community alliances.

Respondents
The results in this report present the data from Belgium.

The overall number of completed responses was 267, made up of:

238 Ppatients ‘ 29 Caregivers
[ 4
o s
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Key Findings from Patients
Information, Guidance and Support

& O
il

78% of patients felt well
or very well informed
about the processes and
stages of their healthcare.

65% of patents would
like doctors, and patients
jointly involved in making
healthcare decisions.

Diagnosis and Treatment

Q

15

w

54% of patients were told
their lymphoma subtype at
diagnosis.

71% of respondents
experienced fatigue as a
symptom of lymphoma
and 78% experienced it as
a side effect of treatment.

68% of patients reported
nothing had made getting
treatment more difficult.

52% of patients received
information about clinical
trials from their doctor, yet
only 29% of patients were
in or had been in a clinical
trial for their lymphoma or
CLL.

LYMPHOMA 33,
COALITION eees

92% of patients reported
doctors as their preferred
source of information.

28% say the doctor never
recommends other
resources and support.

Only 26% of patients were
given more than one
treatment option before
their current or last therapy
for lymphoma.

43% of patients indicated
they had experienced fear of
lymphoma relapse and 34%
experienced fear of
lymphoma progression.

10% of patients reported
time they would need to
take out of their day-to-day
life was a barrier preventing
them from receiving
treatment.

25% of patients reported
the top barrier to
participating in a clinical
trial was ‘fear of unknown
side effects.’
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COVID-19 - Impact and Experiences
38% patients reported 37% of patients reported
their depression was their anxiety was somewhat
somewhat worse during worse during the Covid-19
the Covid-19 pandemic, pandemic and 22% said it
and 18% said it was much was much worse.
worse.

44% of patients
experienced changes to
their lymphoma care due
to Covid-19.

Only 3% of patients
strongly agreed and 3%
agreed that they preferred
telephone consultation or
video consultation to face-
to-face visit.

Patient organisations were

' identified by 59% of
patients as very helpful or
d helpful sources of
information and support

during the COVID-19
pandemic.

78% of patients found
doctors & nurses very
helpful or helpful sources of
information and support
during the pandemic.

Key Findings from Caregivers
48% of caregivers felt 97% of caregivers reported
ﬂ well or very well informed doctors as their preferred

() about the processes and source of information.
ah stages of the patient’s
healthcare.

34% of caregivers think

that for the final decision

about a patient's information about the

healthcare should involve, patient’s diagnosis, above

the doctor, and patient. what they were told by the
medical team.

80% of caregivers report
seeking out additional

O
/il

o
¢
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[
&
i
i
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Background

Lymphoma Coalition

http://www.lymphomacoalition.org/

Lymphoma Coalition (LC) is a non-profit organisation comprising a worldwide network of lymphoma patient
groups. LC was established in 2002 and has over 80 member organisations across more than 50 countries.
The overarching goal is to facilitate a community of patient organisations and support efforts to help patients
with lymphoma, including CLL, receive the care and support needed.

e The LC vision is equity in lymphoma outcomes across borders.
e The LC mission is enabling global impact by fostering a lymphoma ecosystem that ensures local change
and evidence-based action.

LC's current strategy is focused on ensuring impact within two pillars: information and advocacy. This is
partially achieved through collecting data from the biennial Global Patient Survey (GPS).

Survey Research Centre

http://www.Uwaterloo.ca/src

The Survey Research Centre (SRC) is a cooperative venture between the Department of Statistics and
Actuarial Science and the Department of Sociology and Legal Studies at the University of Waterloo. The SRC
strives to provide high-quality survey research with full transparency of project conduct. Therefore, the SRC
adheres to the standards and protocols developed by the American Association for Public Opinion Research
(AAPOR). Final disposition codes are adapted from the AAPOR list of standard codes for telephone and online
surveys. In addition, SRC has worked with universities and colleges across Canada and is adept at conducting
surveys among vulnerable populations.

Global Patient Survey

LC launched its first web-based Global Patient Survey (GPS) on Lymphomas and CLL in 2008 and has
conducted a biennial survey ever since. The survey seeks to understand patient experience with lymphomas,
including CLL, and the impact of treatment and care. The GPS is promoted by LC member organisations,
scientific partners, healthcare providers and community alliances. Examples of some of LCs partners and
alliances include the Hematology Nurses and HealthCare Allied Professionals group (HNHCP), European
Hematology Association (EHA), International Lymphoma Epidemiology Consortium (InterLymph), Union for
International Cancer Control (UICC), and multidisciplinary healthcare professionals among many others.

The survey responses have provided rich datasets that have fostered a culture of collaboration and knowledge
sharing. Patient experiences from the GPS have served as the foundation for scientific abstracts, publications,
reports, and the development of various patient resources in addition to highlighting areas for further
research. The information collected over the years has been instrumental in advocating for equitable care and
evoking change for people affected by lymphomas. The dissemination of data has served to develop
successful campaigns and presentations to healthcare professionals and other stakeholders who play a role in
the care of patients.
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Methodology

Development of the 2022 GPS

The GPS underwent an amendment between 2020 and 2022 to better understand patient and caregiver
experiences. The survey was redesigned with consultation between Lymphoma Coalition, member groups and
the University of Waterloo Survey Research Centre. The revisions for 2022 included patient- and caregiver-
specific questions, expanded questions relating to healthcare information, involvement and decision-making,
and new questions about the impacts of Covid-19.

Thematics for the 2022 GPS included the following:

Healthcare information and guidance

¢ Information seeking and provision (at diagnosis and with ongoing care)
e Patient experience of the path to diagnosis

e Preferred sources and methods of receiving information

e Level of satisfaction with information received

Healthcare support

e Specialist care and supportive care

e Support experience for patients with indolent lymphomas, patients in active surveillance and patients in
remission

Healthcare involvement and decision-making
e Patients’ preferred level of involvement in their care
e Therole of the doctor in encouraging participation in care

Effects of lymphoma/CLL, treatment, and side effects

e Symptoms & side effects: lymphoma-related, treatment-related, and psychosocial issues
e Use of biosimilars

e Cancer-related fatigue

e Fear of cancer relapse

e Impact on daily life

e Barriers to treatment, including clinical trials

Impact of Covid-19

e Changes to care during the pandemic/lockdown
e Psychosocial effect

e Telemedicine usage

LC member organisations in countries with 100+ responses to the previous survey (LC 2020 GPS) were
allowed to add up to five country-specific questions. These were standardised, translated, and asked only to
those from that country and reported only in those country-specific reports. Two subtype-specific member
groups received a similar opportunity. The survey was cognitively tested by eight patients living with
lymphoma and four caregivers, and a few minor text amends were made to improve the survey following this
testing. LC recruited the cognitive testers.
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Data Collection

The 2022 GPS went live on 10 February 2022 and was hosted online for nine weeks. There were no time
constraints to answer individual survey questions. Respondents could complete the survey at their own pace
within the timeframe from the go-live date (10 February 2022) and the hosted end date (14 April 2022). LC
created materials to help promote the survey. The engagement and promotion materials for the survey were
shared on the LC website and social media properties such as Twitter, Instagram, and Facebook. Promotional
materials were also shared with LC member organisations, healthcare professionals, and scientific and
community partners across the globe.

LC ensured privacy and confidentiality measures were respected and ensured no participant identifiers were
collected. Considerations were taken to ensure that respondents could be as honest as possible without fear
of repercussions.

The 2022 GPS was scripted, thoroughly tested, and hosted on a third-party online survey portal, Qualtrics
(Provo, UT). The English questions were translated into 18 languages by an approved language translation
service using native speakers to translate and proofread. Native-speaking LC members also reviewed the final
translations. The survey was published online in the following languages:

e English e Dutch e German e Korean e Slovak

e Arabic e Danish e Hindi e Lithuanian e Spanish
e Bulgarian e Finnish e Italian e Portuguese e Swedish
e Chinese e French e Japanese e Serbian

Respondents could leave survey questions blank if they preferred not to answer.

Data Cleaning

The data cleaning process included the following steps: all partially completed surveys were kept if Q2=1
(respondents agreed to having their answers recorded) and if the survey had been completed at minimum up
to Q47 (i.e., Q47 is completed). A review of surveys that were flagged by Qualtrics as potential bots was also
completed prior to data being aggregated.

Data was categorised within Qualtrics before being exported to MS Excel and IBM Statistical Package for the
Social Sciences (SPSS) v27 for visualisation into frequency tables and charts. Data were then exported into
reports for researcher interpretation and commentary. No statistical analysis was performed; any reported
differences cannot assume statistical significance.

Cross-tabulations were used to investigate patterns in care experiences between patient demographics,
lymphoma subtype and countries and regions of residence; cross-tabulations were also used to examine
patterns between caregiver experiences.

Results were only reported where there were 20 or more survey responses (per question). For any sub-group
analyses (e.g., by lymphoma subtype, gender, or age group), data captured was not reported on groups lower
than 20. Consideration was given to (i) the data can be misleading and unrepresentative from low numbers,
and (ii) it risks individual respondents becoming identifiable.

Some questions were asked only to a subset of respondents and given that there was an option not to answer
a particular question, the total number of respondents may fluctuate between questions.
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Data Dissemination

The LC dissemination and data preservation plan ensures best practices and ethical guidelines have been met.
All critical data and documentation files produced during the data collection process are stored behind a
firewall on the LC's password-protected server.

Examples of how the data is used and disseminated:

LC 2020 GPS Survey Reports (https://lymphomacoalition.org/global-patient-survey/)

Lymphoma report card (2020 and 2021) (https://lymphomacoalition.org/global-report-card/) and
European report (https://lymphomacoalition.org/wp-

content/uploads/Report_Lymphoma Care In Europe VF A4 Digital.pdf)

Abstracts and scientific posters (https://lymphomacoalition.org/lymphoma-coalition-research)
Subtype reports- e.g., CLL (https://lymphomacoalition.org/wp-

content/uploads/2022 Lymphoma_ Coalition Report CLL VF A4 Digital.pdf)

World Lymphoma Awareness Day (WLAD) (https://lymphomacoalition.org/world-lymphoma-

awareness-day/)
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Patient Results

238 people living with lymphoma/CLL responded to the 2022 GPS. The results in this section will report
across the following areas:
V" Patient characteristics
Diagnostic demographics
Treatment demographics
Healthcare information and guidance
Healthcare support
Healthcare involvement and decision making
Effects of lymphoma
Barriers to treatment
Side effects of treatment
Fatigue
Psychosocial effects
Covid-19 and virtual care

v
v
v
v
v
v
v
v
v
v
v

Patient Characteristics

&

e Most responses were from patients aged 65+ (40%), followed by patients 55-64 (33%),
with the lowest survey respondents age group 18-34 (7%).

e 81% of patients reported their ethnicity as Caucasian or white.

e The overall cohort of patient respondents (238) represented 51% female and 49% male,
with most respondents residing in rural areas (42%).

e Nearly half (49%) of respondents completed post-secondary education (college/university),
with a high rate (18%) having completed postgraduate education such as a master's or

Ph.D.

e A majority reported they are retired (45%), and 18% continue with full-time employment.
Only 3% of patients were unable to work for health-related reasons.
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% Figure 1 shows a slightly higher response from female patients.

Figure 1. Sex of patient

Patient % (n=238)

Male, 49%

Female, 51%

@

% Figure 2 illustrates that 40% of patients are aged 65 or older.

Figure 2. Age range of respondents

Patient % (n=238)

35-54 yrs
20%
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R/

% Figure 3 shows 42% of respondents live in rural areas.

Figure 3. Which best describes the area you live in?
Rural area (for example: in a very small town in the
I 12
country or on a farm)
City /urban area | 32°%
Suburbs or residential area _ 26%

m Patient % (n=237)

¢ Figure 4 indicates most patients identify as Caucasian.

Figure 4. How do you identify your ethnicity?
Caucasian or White (e.g., British, German, Ukrainian, or
K
other European descent)
Another race category (please specify) - 17%

Prefer not to say I 2%

W Patient % (n=236)

@

% Figure 5 illustrates the majority of patients have completed post-secondary education or higher (67% ).

Figure 5. What is your highest educational level completed?

Postgraduate (Master, PhD) _ 18%

m Patient % (n=237)
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% Figure 6 shows most patients are retired. Equal numbers of patients reported being employed either full
time or part time (about 17% each).

Figure 6. Which of the following best describes your employment status?

Retired I EE—— 45%
I 18%

Full time employment

Part time employment

I 1%

Self employment I 3%
Unemployed and unable to work for health reasons (NOT
seeking work) B 3%
Student W 1%

Homemaker / Stay-at-home parent I 1%

Other M 6%

m Patient % (n=238)

% Figure 7 reveals over 70% of patients live with a partner, either with or without children.
Figure 7. Which of the following best describes your household status?

Married / in a civil partnership / living with a partner
thout chi I — 52%
without children
Married / in a civil partnership / living with a partner with
my / our children

I 26%
I 6%

Single / divorced / widowed and living alone

Single / divorced / widowed and living with other adults
(excluding children or parents)

|
Single / divorced / widowed and living with my children l 2%
Single / divorced / widowed and living with my parents I 1%
Prefer not say

| 1%

m Patient % (n=238)
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Diagnostic Demographics

e 29% of patients who responded to the survey were diagnosed 2 to less than 5 years ago.

e 68% of patients were seen by two or more healthcare professionals for their symptoms
before receiving their initial diagnosis. Only 4% were seen by five or more healthcare
professionals before receiving a diagnosis.

e Over a fifth of patients (22%) experienced their symptoms for more than six months
before seeking medical care. Over two-thirds (70%) of patients had a diagnosis within
three months of their first appointment with their family physician or when they first
sought medical care about their symptoms. However, over 15% had to wait longer than six
months from when they met with their family physician or sought care for their symptoms
before they received a diagnosis.

e The top five reported subtypes were Chronic Lymphocytic Leukaemia (CLL) / Small

Lymphocytic Lymphoma (SLL) (23%), Diffuse Large B-Cell Lymphoma (DLBCL) (16%),
Follicular (13%), Hodgkin (12%), and Mantle Cell (7%),

¢+ Figure 8 reveals 29% of patients have been diagnosed with lymphoma or CLL 2 to less than 5 years ago.

Figure 8. How long ago were you diagnosed with lymphoma or CLL?

Less than 6 months ago | N REBM ©%
6 months to less than 1year ago | NNRNRD I G
1 year to less than 2 years ago | NI /9
2 years to less than 5 years ago [ R, -9
5 years to less than 10 years ago | NN 3%

More than 10 years ago | 1%

Don't know / Can't remember | 0%

m Patient % (n=238)
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R/

¢+ Figure 9 shows there is a lot of variation in how long patients reported waiting to seek medical care about
the symptoms they were experiencing. In addition, 18% of patients reported not having any symptoms.

Figure 9. How long were you originally experiencing lymphoma symptoms for before you went to your
primary doctor or sought medical care about these concerns?

Less than 1T month I 16%
1 month to less than 3 months I 2%
3 months to less than 6 months NG 4%
6 months to less than 12 months G 2%
12 months or more I 14 %
No symptoms / Not applicable NG 7%

Don't know / Can't remember I 13 %
m Patient % (n=238)
¢ Figure 10 illustrates 70% of patients had a diagnosis within 3 months of their first appointment, but 8%
waited a year or more.

Figure 10. Overall, how long did it take from the first appointment with the family doctor or seeking medical
care about the symptoms to first getting diagnosed with lymphoma or CLL?

Less than Tmonth | <<%
1 month to less than 3 months || G
3 months to less than 6 months || | GGG 1%

6 months to less than 12 months || N 7%

12 months or more || EGzN@ 3%

Don't know / Can't remember [l 3%

m Patient % (n=238)
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%+ Figure 11 reveals a third of patients saw 2 healthcare professionals before receiving their current
diagnosis.

Figure 11. How many healthcare professionals did you see about your symptoms before receiving the current
diagnosis?

wul

- [E
More than 5 - 4%

Don't know / Can't remember - 4%

Not applicable _ 8%

W Patient % (n=238)
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Lymphocytic Lymphoma (SLL)

Figure 12. What subtype of lymphoma do you have?

Burkitt's

Chronic Lymphocytic Leukaemia (CLL) / Small Lymphocytic
Lymphoma (SLL)

Cutaneous

Diffuse Large B-Cell Lymphoma (DLBCL) (if not told what
specific type of DLBCL)

Diffuse Large B-Cell Lymphoma (DLBCL) Activated B-Cell
(ABC)

Diffuse Large B-Cell Lymphoma (DLBCL) Germinal Centre
B-Cell (GCB)

Follicular

Hodgkin

Mantle Cell

Marginal Zone (type unknown)

Mycosis Fungoides

Nodular Lymphocyte Predominant Hodgkin Lymphoma
(NLPHL)

Waldenstrom's Macroglobulinemia / Lymphoplasmacytic
Lymphoma

Other Indolent Lymphoma (please specify)
Other Aggressive Lymphoma (please specify)

Don't know

LYMPHOMA 33,
COALITION eees

% Figure 12 illustrates almost a quarter of patients have Chronic Lymphocytic Leukaemia (CLL) / Small

B 2%
I 239
B %
N 14%
B %

| R
N 13%
I 129
I 7o

B 2%

B %

B %

I 5

| EA

| EY

B 5

m Patient % (n=238)
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¢+ Figure 13 shows nearly a third of patients are in remission.

Figure 13. What statement best describes where you are in the lymphoma/CLL experience?

lam in remission | 529
I'am currently receiving treatment [ N GQERRRNREGGGGEGEEE 4%

| have finished treatment and | am on maintenance
N 13%
therapy

Treatment is not yet needed (active monitoring or watch I
and wait) °

| have had treatment and | am now back in active
0,
monitoring (watch and wait) I -

| have finished or stopped treatment but am not in
ppe M 3%
remission

| am newly diagnosed and not yet sure of my treatment
options . 2%

| have relapsed or refractory disease but am not currently I 1%
being treated °

Other (please specify) [ 5%
| Patient % (n=238)

@

¢ Figure 14 illustrates that 64% of patients who have been treated have not experienced a relapse of their
lymphoma or CLL. Only asked to those who have received or are receiving treatment.

Figure 14. Has the lymphoma or CLL ever relapsed?

Patient (n=192) 20% 16% 64%

M Yes, just once M Yes, more than once ®No
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R/

% Figure 15 explains when patients indicating they were in remission were asked how long they have been
treatment-free, similar amounts said less than 2 years and 2-5 yrs. Only asked to those who selected they
were in remission.

Figure 15. You have said that you are in remission, how long has it been since the last treatment?

38% 36%
26%
Less than 2 years 2 years to less than 5 years 5 years or more

W Patient % (n=76)

K/

% Figure 16 shows when patients in active surveillance were asked how long they had been monitoring,
44% said less than 2 years. Only asked to those who selected they were in active monitoring.

Figure 16. How long have you been in active monitoring (watch and wait)?

44%

29% 27%

Less than 2 years 2 years to less than 5 years 5 years or more

m Patient % (n=45)

@,

¢ Figure 17 depicts over two-thirds of patients have not had the lymphoma or CLL transform.

Figure 17. Has the lymphoma or CLL transformed (e.g., indolent (follicular) to aggressive (DLBCL))?

69%

21%
10%
— ]
Yes No Don't know / Can't remember

m Patient % (n=215)
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Healthcare Information and Guidance

Previous surveys showed that having ‘adequate information’ was correlated with more self-reported positive
healthcare experiences. Also, patients with adequate information reported better management of their health
and healthcare through improved understanding, confidence levels, and communication with healthcare
professionals. When a patient has knowledge related to their condition, treatment options, and self-care
practices, doctor-patient communication is more fluid, patient experience is improved, and patients are more
inclined to be confident in taking a sustained active role in managing their health and condition.

e About half (54%) were told their subtype at diagnosis.

e A quarter of patients did not seek additional information other than what the doctor/
healthcare staff told them.

e For those who were seeking out information and details about their disease and potential
treatment following their diagnosis, 45% said it was the patient doing this and the
preferred method of obtaining this information for nearly two-thirds of the patients was
via oral information from healthcare providers.

e Nearly three-quarters of patients (73%) felt the results they had received about their
disease and diagnostic tests were explained well and they understood.

e Only 5% of patients indicated they did not feel well informed about the processes and
stages of their health.

e Over half of patients did not receive details for a patient organisation, a support group,
and/or information produced by a patient organisation from their healthcare team. But
87% of those who received information from patient organisations were very satisfied or
satisfied with the information.
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R/

% Figure 18 illustrates 54% of the patients were told their lymphoma subtype when first diagnosed. This
question was only asked to those who were diagnosed less than 2 years from survey time.

Figure 18. When first diagnosed, were you told the lymphoma subtype?
Patient % (n=76) 54% 38% 8%
mYes mNo mNotsure/can't remember

% Figure 19 reveals nearly three-quarters of patients had their diagnostic tests and results explained to
them and understood the information

Figure 19. To what extent, if at all, were diagnostic tests and results explained to you (i.e., what blood counts
meant, pathology report, molecular testing results, etc.)?

They were explained, and | understood the information _ 73%

1%

They were explained, but | did not understand the
information

They were not explained well, and | did not understand

They were not explained at all . 5%

Other (please specify) 3%

Not sure / Don't know I 3%

m Patient % (n=238)
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++ Figure 20 shows 66% of patients sought out information and details about the disease and potential
treatments. 45% of patients do this alone and 21% do it with a caregiver, family, or friend. 25% reported
that they did not seek information other than what their doctor told them.

Figure 20. Following the lymphoma or CLL diagnosis, who was seeking out information and details about the
disease and potential treatments?

Patient 45%

Patient and caregiver or family / friend jointly 21%

Caregiver or family / friend 9%

Did not seek additional information other than what the

25%
doctor / healthcare staff told us, as they are the experts

B Patient % (n=238)

%+ Figure 21 illustrates only 5% of patients felt they were not well informed about the processes and stages
of their healthcare throughout their experience

Figure 21. How informed have you felt about the processes and stages of your healthcare (e.g., diagnosis,
treatment, resources available for support and self-care) throughout your experience with lymphoma
or CLL?

49%

29%

7%

- - .
(o]
]

Not at all informed Not very well informed ~ Somewhat informed Well informed Very well informed

m Patient % (n=238)
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% Figure 22 reveals half of patients did not receive any information about clinical trials

Figure 22. During your meetings with your lymphoma or CLL doctor, did you receive any information about
clinical trials?

Yes, and | understood my clinical trial options _ 35%

Yes, and we evaluated the different opportunities for o
accessing them - 9%

Yes, but they were not related to my case . 5%

Yes, but | didn't understand the information provided I 1%

Other (please specify) I 2%
m Patient % (n=172)
¢ Figure 23 shows when asked about clinical trials, half of respondents said they were aware that a clinical

trial can sometimes provide access to the best treatment

Figure 23. Were you aware that a clinical trial can sometimes give you access to the best treatment?

Patient % (n=172)

mYes mNo mDon't know/ can't remember

©Lymphoma Coalition 2022. All Rights Reserved. GPS Belgium DRAFT Report Dec 2022 Page | 29



LYMPHOMA <=~
GPS 2022: Country Report - Belgium COALITION ees

R/

¢ Figure 24 reveals when patients were asked about receiving health information about lymphoma or CLL,
the preferred methods were oral information from healthcare providers (64%), websites (50%), and
booklets or written information 43%).

Figure 24. What is your preferred method for obtaining or receiving health information about lymphoma or
CLL?

Oral information from healthcare providers 64%

Websites 50%

43%

Booklets/Written information (prints or digitals)

Webinars

22%

Conversations with other patients 7%

Medical journals 14%

Conferences/patient meetings 1%

Videos . 5%
Podcasts . 4%
Infographics I 1%
Others (please specify) I 2%

| did not obtain or receive health information I 2%

W Patient % (n=238)
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% Figure 25 shows patients preferred sources for information about lymphoma CLL included doctor (92% ),

Figure 25. Given your experience with lymphoma or CLL so far, what are your preferred sources, if any, for

lymphoma or CLL information?

Doctor |1 ——— 92%

Internet

Patient organisation

Nurse

Online blogs/ Social media

Family/friends

Others( please specify)

@,

I, 43%
. 34%

I 1%

Bl
B 3%
B 4%

m Patient % (n=238)

information, 86% cited doctors as their top choice.

% Table Tillustrates when patients were asked to rank their preferred source of lymphoma or CLL

Table 1. Rank your top three sources of lymphoma or CLL information that you most prefer.

#1 #2 #3
% n
Doctor 61 86% 6% 3 4%
Nurse 0 0% 26 37% 8 1%
Internet 5 7% 10 14% 31 44%
Online blogs/social media 0 0% 4 6% 4 6%
Family/friends 0 0% 3 4% 2 3%
Patient organisation 5 7% 24 34% 21 30%
Others (please specify) 0 0% 0 0% 2 3%
Total 71 100% 71 100% 71 100%
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% Figure 26 reveals overall, 87% of patients indicated they were satisfied or very satisfied with the
information given to them by their healthcare team.

Figure 26. How satisfied or unsatisfied are you with the information given to you by healthcare providers (for
example, doctors, nurses)?

Very satisfied | 379%
Satisfied | — 50%
Neither dissatisfied nor satisfied [ NG 3%
Dissatisfied [l 2%
Very dissatisfied [l 4%

m Patient % (n=222)

¢ Figure 27 illustrates half of patients did not receive any information about patient organisations from
their lymphoma or CLL doctor or medical team

Figure 27. Did the lymphoma or CLL doctor or any member of the medical team give you the contact details
of a patient organisation, a support group and/or information produced by a patient organization?

Yes, at my / the patient's first visit _ 14%

Yes, at my / the patient/s follow-up visit _ 14%
I

Yes, but | can't remember when 2%

Don't know - 8%

No 52%

m Patient % (n=238)
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% Figure 28 reveals the top patient organisation information used is webinars/symposium (59%). However,
a number of patients are accessing booklets or written information (50% ), websites (9%) and
newsletters (40%). Only asked to those who indicated they had connected with a patient organisation.

Figure 28. What type of patient organisation information do you use?

Webinars/Symposiums _ 59%
Booklets or other written information _ 50%
websices |
Newsletter _ 40%
Social media channels (Facebook, Twitter,
LinkedIn, Instagram) _ 36%
Conferences/ patient meetings _ 35%
Contact with patients and/or caregivers _ 30%
Peer support/buddy programs _ 15%
Support groups - 9%
video [l 8%

List of questions to ask doctor

Telephone calls

Face to Face visits

None of the above

B 2%
| JERA
B 3%
| X

H Patient % (n=80)
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% Figure 29 shows when asked what they top information source from a patient organisation was, more
people ranked social media channels as their top choice (24%), followed by websites (20%). Only asked
to those who indicated they had connected with a patient organisation.

Figure 29. Top 5 information sources of patient organisations ranked 1-5

Ranked 1

Ranked 2

Ranked 3

Ranked 4

Ranked 5 13% 33% 13% 13%

m Websites

m Booklets or other written information

m Webinars/symposiums

m Conferences/patient meetings

m Newsletters

W List of questions to ask doctor

m Social media channels (Facebook, Twitter, LinkedIn, Instagram)
m Support groups

m Contact with patients and/or caregivers

W Peer support / buddy programs

B Face to Face visits

©Lymphoma Coalition 2022. All Rights Reserved. GPS Belgium DRAFT Report Dec 2022 Page | 34



LYMPHOMA <=~
GPS 2022: Country Report - Belgium COALITION ees

% Figure 30 reveals 87% of patients were satisfied or very satisfied with the information given by patient
organisations. Only asked to those who indicated they had connected with a patient organisation.

Figure 30. How satisfied or unsatisfied are you with the information given to you by patient organisations?

56%
31%
o)
e 0% 9—/ .
I
Very dissatisfied Dissatisfied Neither dissatisfied nor Satisfied Very satisfied

satisfied

m Patient % (n=78)

¢+ Figure 31 explains when on the internet, patients most often get lymphoma or CLL information from
search engines (83%) and patient organisations (52%). Only asked to those who indicated they used the
internet to source information.

Figure 31. Where on the internet do you usually get your lymphoma or CLL information from?

Search engines (e, google, bing, etc) | 3
Patient organisation websites _ 52%
Hospital websites _ 38%

Medical journal articles (e.g., Pubmed, Google Scholar, o
etc) I oo

Facebook [N 11%

Other websites (e.g., pharmaceutical companies) - 8%
YouTube . 4%
Podcast I 1%
Other (please specify) [l 5%

m Patient % (n=103)

©Lymphoma Coalition 2022. All Rights Reserved. GPS Belgium DRAFT Report Dec 2022 Page | 35



LYMPHOMA <=~
GPS 2022: Country Report - Belgium COALITION ees

Country-Specific Question
Patients from Belgium were asked what they thought was the cause of their lymphoma.

e Over half of patients were unsure what caused their lymphoma..

e Stress was the highest reported speculated cause (22%), followed by environment (11%) and
Epstein Barr virus (8%).

¢ Figure 32 reveals an almost even split between those who believe they know what caused their
lymphomas and those that don't.

Figure 32. Figure 32. What do you think is the cause of your lymphoma?

Environment _ 1%
Epstein Barr virus - 8%
Work circumstances - 8%
Hereditary - 5%

Pregnancy I 1%

7%

Other (please specify)

Not sure / Don't know 54%

m Patient % (n=237)
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Healthcare Support
In addition to information, patients need support to help them cope with the challenges they face during their

experience with lymphoma or CLL. The results in this section includes specific questions for patients with
indolent disease, those in remission/survivors and people in active monitoring.

e Almost half of patients had seen a specialist (e.g., haematologist, oncologist, dermatologist) for
their lymphoma subtype.

e The majority of patients had been seeing the same speciality physician (e.g., haematologist,
oncologist, dermatologist) throughout their patient experience.

e Most patients did not have their healthcare supported by a cancer care team (multidisciplinary
cancer care team) and/or cancer care coordinator.

e Over two-thirds of those who had their care supported by a cancer care team, had a dedicated
first point of contact

R/

¢+ Figure 33 shows almost all had seen a specialist for their lymphoma subtype.

Figure 33. Have you ever seen a specialist (e.g., haematologist, oncologist, dermatologist) for your lymphoma
subtype?

, No, 1%
Patient %(n=238)
Yes, 98%
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% Figure 34 reveals of those who did see a specialists, 8% did not see the same specialty physician
throughout their patient experience. Only asked to those who indicated they had seen a specialist.

Figure 34. Have you been seeing the same specialty physician (e.g., haematologist, oncologist, dermatologist)
throughout your patient experience?

Patient %(n=233) 92% 8%

mYes mNo
¢ Figure 35 illustrates that 39% of patients did not have their lymphoma care provided by a cancer team or
coordinator.

Figure 35. Did/do you have lymphoma care provided by a cancer care team (multidisciplinary cancer care
team) and/or cancer care coordinator?

Patient
%(n=238)

8% 10%

W Yes, by a cancer care team

W Yes, by a cancer care coordinator

W Yes, by a cancer team and a cancer care coordinator
m No

m Don't know/can't remember
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%+ Figure 36 reveals of those who had access to a cancer care team, 58% said oncology nurses were useful in
providing supportive care, followed by general practitioners (53%), and dieticians (31%). Only asked to
those who reported they had access to a cancer care team and/or cancer care coordinator.

Figure 36. Which of the following, if any, have you found useful in providing supportive care, outside of the
specialty physician?
Oncology nurse I 58%
General practitioner/family doctor I 53%
Dietician/nutritionist [ NEIEIEGEGNENNN 31%
Therapist/counsellor/ psychologist [N 25%
Patient organisations NN 4%
Psycho-oncology NN 17%
Social Worker NN 13%
Pharmacists [N 12%
Physical therapist [N 9%
Mind-body interventions (meditation, yoga) | 9%
Rehabilitation specialist [ 6%
Support groups or mentoring groups [l 2%
Palliative care specialist 1l 2%
Occupational therapist [l 2%
Other M 3%

None of the above [INNEIEGE 13%
m Patient % (n=124)
% Figure 37 shows of those who had access to a cancer care team, 69% of patients have a dedicated first
point of contact within the team. Only asked to those who reported they had access to a cancer care

team and/or cancer care coordinator.

Figure 37. Do you have a dedicated first point of contact within the cancer care team?

69%
27%
- E— "
Yes, | do No Don't know

| Patient % (n=125)
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Support Experience of Patients with Indolent Lymphomas

Patients with indolent disease are sometimes overlooked for their support needs when they are not
undergoing active treatment or due to having less frequent clinic visits. The results below show some of the
support experiences of this patient group. Only asked to those who indicated they were diagnosed with
CLL/SLL, cutaneous lymphoma, follicular lymphoma and Waldenstrom'’s macroglobulinemia.

% Figure 38 reveals that when asked about living with a chronic cancer, 74% of patients say they are
content as long as they have a good quality of life.

Figure 38. Which of the following statements reflects how you feel about your experience living with a
chronic cancer?

| am content as long as | have a good quality of life 74%

My immediate family understand the chronic nature of
this cancer and support

53%

| have confidence the doctor coordinating my care has a
treatment plan for me which eases my concern

50%

| like to stay up-to-date on new treatment options so | am

48%
prepared

| focus on living my life and don't dwell on it 46%

| worry about what the next treatment will be 31%

My friends are supportive 27%

| think | have more stress and anxiety than other people |

know whose disease is curable 18%

My extended family understand the chronic nature of this
cancer and support me

16%

| knew some cancers were chronic before this diagnosis - 1%

| have lost friends who don't understand the chronic - 70;
nature of this cancer and what that means for me °

m Patient % (n=101)
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Support Experience of Patients in Active Surveillance

Patients who had indicated they were in active surveillance (including those who never received treatment
and those who had been treated and were back in active surveillance) were asked a series of questions about
their cancer care support experience.

% Figure 39 illustrates that overall, 93% of patients have regular follow-up visits with their specialist care
provider. 47% of patients strongly agree or agree they have a cancer care plan. Only asked to those in
active monitoring, both those who have never had treatment and those back in active monitoring post-
treatment.

Figure 39. You have indicated that you are currently in active monitoring (watch and wait). In thinking about
your cancer care right now, please indicate how much you agree and disagree with the following.

| feel confident that my care is being well managed 30% 44% 23%

| know who to contact about different health issues | may

. 42% 42% 14% 29
experience
| have regular follow-up visits with my specialist care
. 57% 36% 5%
provider
| have a care plan (e.g., cancer care plan) [EEEA 33% 26% 12% | 14%
I understand my treatment plan 21% 58% 19%

mStrongly agree mAgree M Neither agree nor disagree  mDisagree  m Strongly disagree
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Support Experience of Patients in Remission/Survivorship
Patients who had indicated they were in remission were asked a series of questions about their cancer care
support experience as they transitioned into survivorship.

% Figure 40 shows that overall, 61% of patients in remission strongly agree that they have regular follow-up
visits with a lymphoma/CLL care provider. 36% believe they have a cancer care plan. Only asked to those
who indicated they were in remission.

Figure 40. In thinking about the transition from cancer care into survivorship, please indicate how much you
agree or disagree with the following statement

| feel as supported now as when receiving active care for

23% 17% 20% 12%
lymphoma

| know who to contact about different health issues that

. 7% 7%
may be experienced

There are regular follow-up visits with a lymphoma/CLL
care provider

There is a post-treatment care plan (e.g., survivorship care
plan)

12% 24% 7%

mStrongly agree  mAgree  mNeither agree nor disagree ~ ®mDisagree  m Strongly disagree
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Healthcare Involvement and Decision-Making

Patient-centeredness is a key part of providing high-quality cancer care as it takes the goals and expectations
of patients and their families into consideration. Patients should be seen by healthcare providers as
individuals and not as a diagnosis and doctors should respond to the needs, preferences and concerns of
patients and their families. This implies that healthcare providers should ensure a collaborative approach to
healthcare decision-making with patients and their families.

e Only 26% of patients were given more than one treatment option before their current or last
therapy for lymphoma.

e 86% of patients felt as involved as much as they want to be in decisions about their care and
treatment.

e Nearly two-thirds of patients would like the doctor and patient to be involved in final
decisions about care.

28% of patients say their doctor never identifies and recommends other resources and
support.

% Figure 41 reveals two-thirds of patients were not given more than one treatment option before their
current or last therapy for lymphoma or CLL. Only asked to those who had been treated.

Figure 41. Were you given more than one treatment option (for instance, different types of chemotherapy
regimens to choose from or a choice between a stem cell transplant and a new targeted therapy)
before your current or last therapy for lymphoma?

Patient % (n=176) 26% 66% 3% 5%

m Yes, | was given more than one option

m No, | was not given more than one treatment option
B Don't know / Can't remember

m Other
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% Figure 42 explains 44% said they were involved as much as they wanted to be in decisions about care and
treatment.

Figure 42. Do you feel as involved as much as you want to be, in decisions about your care and treatment?

Patient % (n=233) 44% 42% 13%

m Yes, definitely m Yes, to some extent

m No, | would like to be more involved m No, but | do not want to be involved

K/

%+ Figure 43 reveals 63% of patients said the amount of time to think about treatment was inadequate.
Only asked to those who had been treated.

Figure 43. Regarding your current treatment or last treatment, how adequate was the amount of time you
were given to think about your treatment before the treatment decision was made?

44%
19%
14% 14%
6%
]
Very inadequate Somewhat ~ Neither inadequate ~ Somewhat Very adequate  Don't know / Can't
inadequate nor adequate adequate remember

B Patient % (n=107)

©Lymphoma Coalition 2022. All Rights Reserved. GPS Belgium DRAFT Report Dec 2022 Page | 44



LYMPHOMA <=~
GPS 2022: Country Report - Belgium COALITION ees

R/

% Figure 44 shows when asked about healthcare decision making, there was an overwhelming preference
for collaboration. The majority (65%) included the doctor and the patient in the decision, and 18%
included the caregiver or family as well.

Figure 44. Who would you like to make the final decision on your healthcare?

Doctor and patient are jointly involved in the final decision _ 65%

Doctor, patient and caregiver or family are jointly involved

in the final decision 18%

Doctor only

Patient only . 7%

Doctor and caregiver or family are jointly involved in the

final decision 3%

Other (please specify) § 1%

m Patient % (n=232)
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Patients were asked a series of questions about what their doctors do to encourage participation in decision-
making about their care and factors they consider important in interactions with their doctors.

% Figure 45 illustrates the two biggest gaps identified are 28% of patients said their doctor never identifies
and recommends other sources and support and 16% said their doctor never explores their preferences
and understanding.

Figure 45. Does your doctor do any of the following to encourage participation in decision-making about your
care?

Communicates with empathy 19% 7%

Identifies and recommends other resources and support

Explores my preferences and understanding 53% 31% 16%

Clearly outlines treatment choices and the risks and

benefits associated with each choice 86% 26% 9%
Explains my lymphoma or.CLL and care plan in a way that | e = cod
can easily understand
Allows me to express myself without interrupting 72% 23% 5%
Encourages questions and checks understanding 58% 28% 14%

mAlways ®Sometimes ™ Never
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% Figure 46 reveals that when asked about the importance of information from the specialist physician,
telling the truth (84%) and understanding patient goals and concerns about treatment (68%) were
ranked most important.

Figure 46. How important or unimportant is it to you to have the lymphoma or CLL doctor...

Tell the full truth about the diagnosis even though it may
be uncomfortable or unpleasant

84% 13%

Ask about my preferences for level of information and
involvement in care and decision making

Understand my goals and concerns regarding care options 68% 29%

Provide self management tools (cancer care plan,
survivorship care plan, etc)

Help me understand the cost implications of treatment
options

16% 6%

®Very important ~ ®Important B Somewhat important ~ ®Not at all important
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Effects of Lymphoma/CLL

To fully understand patient experience in regard to the effects of lymphoma, consideration must be given to
all of the interactions within a patient's life, not only those aspects that are treatment related. Important to
consider are the symptoms of lymphoma itself.

% Table 2 describes that fatigue was the most reported symptom of lymphoma or CLL (71%). Treatment
alleviated fatigue for 20% of those affected by it.

Table 2. Below is a list of symptoms that affect some people with lymphoma/CLL. Which, if any, have
affected you?

Effects of Lymphoma Number of % Treatment alleviated
respondents (n) symptoms™
Abdominal swelling 29 13% 57%
Anaemia 51 22% 53%
Bone pain 61 26% 35%
Cold agglutinin disease 3 1% 0%
Cryoglobulinemia 1 0% 0%
Easily bruised or bleed 52 23% 26%
Enlarged lymph nodes/ abnormal 118 51% 90%
painless swelling(s) on the body
Fatigue 164 71% 20%
Fever, chills, night sweats and weight 92 40% 64%
loss (B-symptoms)
Frequent or repeated infections 30 13% 45%
Headaches 55 24% 28%
Hyperviscosity syndrome 2 1% 50%
Itchy skin 58 25% 54%
Pain 33 14% 41%
Shortness of breath 66 29% 31%
Skin rashes/lesions 40 17% 45%
Other (please specify) 35 15% 44%
No symptoms 5 2% 14%

*only asked to those who reported the symptom
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Lymphoma and CLL Treatments

This section deals with questions that were only asked to patients currently on treatment or those who had
previously received treatment for their lymphoma, including CLL, which accounted for 75% of respondents.
Of that group, 62% had treatment within the last 2 years.

e 61% who had ever received or received treatment had first line, while 11% received their
second line of treatment

e 29% of patients had been in a clinical trial

e 9% of patients were interested in information about the effect of their treatment on fertility,
but they were not given such information

e 28% of patients agree and 36% strongly agree that their treatment was chosen to minimize
the impact of possible side effects on lifestyle and/or favourite activities

¢ Figure 47 illustrates three-quarters of patients are receiving or have received medical treatment for their
lymphoma or CLL in the last 2 years. Only asked to those who have received treatment.

Figure 47. Did you receive a medical treatment (e.g., chemotherapy, radiation) for lymphoma or CLL within
the last 2 years?

Patient %
(n;238)° Yes, 75% No, 25%
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% Figure 48 shows that 55% of patients are currently receiving, or have received, chemoimmunotherapy.
Only asked to those who have received treatment.

Figure 48. Which of the following treatment options, if any do you receive currently, or have ever received in
the past?

Ch -i th 8., R-CHOP, BR-
emo-immunotherapy (e.g I S5

Bendamustine, Rituximab)
Chemotherapy alone (e.g., CHOP, chlorambucil, I
Bendamustine, ABVD) ©

Immunotherapy only (e.g., Rituximab (rituxan®); I o
(o}

Obinutuzumab (Gazya™), mogamulizumab (Poteligeo),.

Autologous or allogeneic stem cell transplant (bone
I 18%
marrow transplant)

Steroids (e.g., dexamethasone, methylprednisolone
(Medrol®)) I 3%

skin creams and ointments || | I 11%

Radiation therapy | EGN:N 1%

Targeted therapy (e.g., Idelisib (Zydelig®) Copanlisib
(ALIQOPA®), Bortezomib (Velcade), Ibrutinib I 0%

Complementary and alternative medicine (CAM) (e.g., |
acupuncture, supplements) ’

Targeted electron beam [l 2%
Radioimmunotherapy (e.g., Ibritumab (Zevalin®)) | 2%

Light therapy (phototherapy) | 2%

Chimeric antigen receptor T cell therapy (CAR-T) (e.g.,

0,
axicabtagene ciloleucel (YESCARTA®), Kymriah® or... 2%

Psoralen with UVA light (PUVA) || 1%
Topical steroids creams | 1%
UVB light | 1%

Other (please specify) | EGEGTcTczNE 172

None of the above [} 2%

Don't know/can't remember | 2%

m Patient % (n=172)
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% Figure 49 reveals 29% of patients have been in a clinical trial for lymphoma. Only asked to those who
have received treatment.

Figure 49. Are you currently, or have you ever been in a clinical trial for your lymphoma?

No, 71%
Patient % (n=171)

Yes, 29%

K/

% Figure 50 shows 61% patients have received or are receiving their first line of treatment or treatment
combination. Only asked to those who have received treatment.

Figure 50. How many lines of treatment have you/the patient received to date for lymphoma?

Received or currently receiving first treatment /
S 61%
treatment combination

Received or currently receiving 2nd line of treatment
R 1%
(combination)

Received or currently receiving 3rd line of treatment
L 8%
(combination)

Received or currently receiving 4th line of treatment
L 6%
(combination)

Received or currently receiving 5th line of treatment
L 2%
(combination)

Received or currently receiving 6th treatment / treatment I 39
combination ?

Don't know / Can't remember - 10%

m Patient % (n=193)
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¢ Figure 57 illustrates an interchangeable drug was used in the treatment of 12% of patients, but 3% were
not told about the decision. 46% of patients did not know if an interchangeable drug had been used or
not. Only asked to those who have received treatment.

Figure 51. Were interchangeable/equivalent drugs (e.g., generic, biosimilars, pharmaceutical equivalents), used
during your treatment?

Yes, the doctor informed me they were using an 99
interchangeable drug ?

Yes, but the doctor made the decision to use an 39
interchangeable drug without telling me °

No, no interchangeable drug was used for my treatment, 30%
and | did not want it ?
No, no interchangeable drug was used for my treatment, 9%
but | wanted it ?
Other (please specify) . 4%

m Patient % (n=901)
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% Figure 52 reveals a quarter of patients were interested in information about fertility, but 9% were not
given such information. Only asked to those who have received treatment.

Figure 52. Did your medical team give you any information about treatment side effects on fertility and about
fertility preservation opportunities prior to treatment?

No, I was not given the information and | was not
interested

40%

Yes, | was given information on fertility preservation, but |
was not interested in it

21%

Yes, | was given the information on fertility preservation,
and | was interested in it

16%

No, | was not given the information, but | was interested 9%

Other (please specify) 14%

H Patient % (n=172)

@

¢+ Figure 53 illustrates that nearly two-thirds of patients agree or strongly agree that treatment was chosen
to minimize the impact of possible side effects on their lifestyle and/or favourite activities. Only asked to
those who have received treatment.

Figure 53. How much do you agree or disagree that your treatment was chosen to minimize the impact of
possible side effects on your lifestyle and/or favourite activities?

36%
28%
22%
7% 7%
Strongly agree Agree Neither agree nor Disagree Strongly disagree

disagree

m Patient (n=107)
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+» Figure 54 reveals that 62% of patients had not used any of the following treatments alongside
conventional cancer treatments. Only asked to those who have received treatment.

Figure 54. During your experience so far with lymphoma or CLL, were any of following used alongside
conventional cancer treatments?

Lifestyle modifications (e.g., dietary changes, less use of
alcohol, less working hours, exercise)
Mind-body practices (e.g., meditation, yoga) - 10%

Natural products - 9%

Traditional treatment or native remedies not prescribed
: W -
vy your doctor

Acupuncture I 2%

Other (please specify) l 3%

m Patient % (n=172)

%+ Figure 55 explains of those who applied lifestyle modifications, treatments, or products, 82% told their
lymphoma or CLL doctor about it. Only asked to those who used these types of remedies alongside
conventional cancer treatment.

Figure 55. Did you tell your lymphoma or CLL doctor or another member of your medical team that you were
using/ applying these lifestyle modification(s)/ treatment(s)/ product(s)?

Patient % (n=65) 82% 18%

HYes mNo
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¢+ Figure 56 reveals when asked about important features of a new medical treatment for lymphoma or CLL,

patients said a cure (77%), improved/longer survival (56%), and improved quality of life (53%).

Figure 56. What, if any, of the following would you consider to be an important feature of a new medical

treatment for lymphoma or CLL?

A cure

Improved/longer survival

Improved quality of life

Fewer side effects/ more tolerable side effects during
treatment

Bring about a remission/ response

Certainity of available treatment data/ results

Reduced long term effects post-treatment (e.g., impact on
fertility)

Duration of treatment

Treatment at home versus treatment in clinic

A reduced impact on caregiver/ family members

Don't know

7%

56%

53%

41%

39%

7%

15%

14%

o -

9%

B s«

B Patient % (n=227)
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% Table 3 illustrates that 69% of patients rank a cure as a top feature of a new medical treatment for
lymphoma or CLL

Table 3. Please rank your top three features of a new medical treatment for lymphoma or CLL

#1 #2 #3
n ‘ %
A cure 96 69% 8 6% 16 12%
Improved/ longer survival 9 6% 53 38% 21 15%
Bring about a remission/ response 8 6% 24 17% 22 16%
Improved quality of life 14 10% 25 18% 25 18%
Fewer side effects/more tolerable 6 4% 16 12% 21 15%
side effects during treatment
Reduced long-term effects post- 3 2% 4 3% 9 7%
treatment (e.g., impact on fertility)
Treatment at home versus treatment 2 1% 2 1% 5 4%
in the clinic
Duration of treatment 1 1% 2 1% 5 4%
A reduced impact on caregiver/family 1 1% 1 1% 4 3%
members
Certainty of available treatment 0 0% 4 3% 9 7%
data/results
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Barriers to Treatment

Barriers to standard therapy and access to clinical trials remain essential topics to examine. In previous
surveys, financial issues have been the most reported barrier to receiving treatment.

Clinical trials may provide an option for patients facing disease progression who have exhausted all traditional

therapies in their country to access novel treatments. Similarly, clinical trials can provide an opportunity for
patients to access treatments that would otherwise be cost-prohibitive.

e Two-thirds (68%) reported not having any barriers to receiving treatment.

e 10% of patients reported they were prevented from receiving treatment because of time
they would need to take out of their day-to-day life.

e 9% patients indicated financial difficulties made receiving treatment difficult.

e A quarter of patients said they would not participate in a clinical trial due to fear of
potential unknown side effects.
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% Figure 57 reveals that 68% of patients feel that nothing has made getting treatment more difficult. Only

asked to those who have received treatment.

Figure 57. What, if anything, has made getting treatment more difficult?

The time | would need to take out of my day-to-day life
(i.e., taking care of family, household chores, other
commitments)

Financial difficulties

Encountering difficulties in administrative tasks (health
insurance paperwork and other paperwork related to the
illness)

Having to travel outside my region of residence for
treatment

Burdensome transport to treatment centre

Access to the most up-to-date treatment

Treatment waiting times

Having to go to multiple different treatment centres

Access to specialists/ wait times

Could not give up working/job

Language barriers

Paying for childcare

Accomodation arrangements

Other (please specify)

Nothing has made getting treatment more difficult (please
specify)

B 0%
Bl o
B s
| A
| A
B 5%
B %
B 3%

| 2%

| 2%

| 1%

| 1%

| 1%

§ 2%

I, c5%

m Patient % (n=172)
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% Figure 58 explains a quarter of patients were afraid of potential unknown side effects. Only asked to

those who have received treatment.

Figure 58. What, if anything, would prevent you from participating in a clinical trial?

Fear of potential unknown side effects

Fear of receiving placebo (a treatment with no therapeutic
value)

Do not want to be experimented on

Not eligible or selected for the trial

Clinical trials are not available for my disease where | live

Feelings that the trial will not help

Access to insurance

Inability to take time from work
Geographical access (i.e., travelling a considerable
distance)

The time | would need to take out of my day-to-day life
(i.e., taking care of family, household chores, other
commitments)

| have an unfavourable opinion about treatment being

researched in trial

Never presented with an opportunity to take part

Other (please specify)

B s
|

B s«

| 2

| 2
| 2
B 3%

B 3%

53%

Bl o

m Patient % (n=120)
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Side Effects of Treatment

Patients receiving treatment for their lymphoma/CLL are affected by a range of treatment-related side
effects.

e The most frequent side effects are:
o Fatigue (78%)
Hair loss (59%)

o Changes in taste and smell (43%)
o Numbness and / or tingling of arms, legs, hands, or feet (41%)
o Lack of concentration (40%)

e The side effects that affected patients’ wellbeing the most (ranked 1st) were:

o Fatigue
o Changes in taste and smell
o Hair loss

e 38% of patients who were affected by changes in taste and smell and 76% of those
affected by hair loss experienced these side effects for less than 1 year.

e 73% of patients who were affected by fatigue experienced these side effects for less than
five years.

e 49% of patient said their medical team helped them with some of their side effects, and
34% said they were helped with all of them.
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% Figure 59 shows the most commonly experienced side effects included fatigue (78%), hair loss (59%),
and changes in taste and smell (43%). Only asked to those who have received treatment.

Figure 59. Which of the following side effects, if any, have you been affected by (highlighted the side effects

that affected patients the most)?

Fatigue

Hair loss

Changes in taste and smell

Numbness and/ or tingling of arms, legs, hands or feet
Lack of concentration

Constipation

Skin, hair, and nail problems

Nausea and vomitting

Changes in sleep patterns (i.e., trouble sleeping, etc.)
Headaches

Anaemia

Diarrhoea

Mouth and throat symptoms

Inability to multitask

Pain

Easy bruising and bleeding

Loss of memory

Sexual and intimacy problems

Dental issues

Infections (neutropenia)

Eyesight issues

Cardiovascular (heart) problems
Respiratory problems (breathing)
Infertility

Neurological effects (e.g., difficulty writing or speaking)
Osteoporosis

Liver problems

Kidney problems (swelling of arms/legs)
Infusion reaction

Deep vein thrombosis

Secondary cancer

Cytokine release syndrome (CRS)
Other (please specify)

None of the above

I ——— 7 8%

I 59%
I——— 3%

... I A%
I——— 0%
I 40%
I— 37 %
I 35%
I 34%
I 33%
I——— 33%
I 372%
I 30%
I 30%
I 26%
I 5%
I ? 4%
I 20%
I 20%
I 6%

I 15%
I 12%
2%
. 10%
. 7%
s 6%

M 3%

B 3%

m 3%

B 2%

I 1%

1 1%

. 6%

B 2%

m Patient % (n=172)
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% Figure 60 shows 83% of patients said their medical team helped them with some (49%) or all (34%) of
their side effects. Only asked to those who said they had side effects.

Figure 60. Was your doctor or other members of your medical team able to help you alleviate or cope with
the side effects of the lymphoma or CLL treatment?

Yes, they helped with all my side effects _ 34%
Yes, they helped with some of my side effects _ 49%
No, they did not provide any help - 1%

Don't know / Can't remember - 6%
m Patient % (n=166)

@

% Figure 61 explains medication was the top reported method (69%) of help from doctors to manage side
effects, followed by information (40%) and referral to other support (22%). Only asked to those that said
the doctor helped with their side effects.

Figure 61. What specifically did the doctor do to help?

Provided medication to help cope with the side effects [N 0%
Provided further information [ 40%
Referred me to another source of support [N 22%

Other (please specify) [l 7%

Don't know / Can't remember | 2%

H Patient % (n=138)
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Impact of Lymphoma or CLL Symptoms and Treatment Side Effects on Quality of Life

The side effects and symptoms of lymphoma and CLL can profoundly impact patients' quality of life.

% Figure 62 shows when asked about their symptoms and/or side effects, the majority of patients said they
are negatively affecting many aspects of their lives. Only asked to those who said they had symptoms
from their disease or side effects from treatment.

Figure 62. Thinking about your lymphoma symptoms and/or treatment side effects, to what extent, if at all,
do you agree or disagree with each of the following statements?

My symptoms and/or side effects have had a negative

[0) 0, 0, 0, 0,
impact on my partner, children, close friends, or relatives e 1% % e

My symptoms and/or side effects have had a negative

. s 6% 9% 10% 40% 35%
impact on my social life

I have been unable to work/ had to change my job or
working pattern because of my symptoms and/ or side
effects

12% 6% 9% 23% 43% %

My symptoms and/or side effects have negatively
impacted on everyday activities that people my age can R/ REA
usually do (e.g., exercise, shopping, household chores etc.)

m Strongly disagree M Disagree M Neither agree nor disagree W Agree M Strongly agree mDon't know / Can't remember
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Fatigue

Fatigue was the leading physical symptom affecting the quality of life reported by respondents to the LC
2020 Global Patient Survey, regardless of whether the patient was newly diagnosed, in treatment, had
relapsed disease or was in remission. However, patients were not being educated about fatigue or directed to
further information/support by their doctors. Healthcare professionals have been challenged in their efforts
to assess and help their patients manage cancer-related fatigue because of various patient-related,
professional, and systematic barriers.

This section of the report only includes responses from patients who reported that they had fatigue either as
a symptom of lymphoma (71% of all respondents) and/or as a side effect of treatment (78%).

o 14% of patients didn't discuss their fatigue with their doctor over the last two years.
e 26% of patients were not provided any information to help with fatigue.
e 58% reported that they found exercise programs helpful in managing cancer-related fatigue.

® 51% of patients had a follow-up with their doctor for their cancer-related fatigue.

Patients with fatigue were asked to rate the severity of their fatigue over the last week on a scale of 1-10 (1
representing minimal fatigue, and 10 being the worse fatigue imaginable).

¢ Figure 63 illustrates 45% of patients reporting low and 55% high levels of fatigue over the last week.
Only asked to those who reported they had fatigue.

Figure 63. Patients were asked to rate their level of fatigue over the last one week (of taking the survey) on a
scale of 1 (minimal fatigue) to 10 (worst fatigue imaginable).

Patient % (n=179) 45% 55%

mRated 1-5 mRated 5-10
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% Figure 64 illustrates patients with fatigue state it affects many aspects of their lives regardless of their

fatigue rating. However, overall, people with a higher rating of fatigue (6-10) faced a greater impact on
their lives. Only asked to those who reported they had fatigue.

Figure 64. Which of the following areas/ activities, if any, has your fatigue affected over the last two years?

General activity

Physical activities

General work around the home (daily chores/ housework)

Employment (working fewer hours, stopped working)

Mood

Social activities

Enjoyment of life

Ability to think clearly/ concentrate

Ability to remember things

Ability to sleep

Sexual functioning

Relationship with other people

My financial situation

None of the above

W Fatigue rated 1-5

43%

39%

46%

35%

N
o
) X
IS ©

31

X

41%

31%

41%

36%
39%

16%

31%

5%
19%

F

B 3%
0%

m Fatigue rated 6-10
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+ Figure 65 reveals 82% of patients experiencing fatigue have discussed it with their doctor over the past
two years. Only asked to those who reported they had fatigue.

Figure 65. Have you discussed your fatigue with your doctor over the last two years?

Patient % (n=175)

5%
—

=Yes ®mNo ®Don't know/Can't remember

®,

% Figure 66 shows half of patients experiencing fatigue said their doctor followed up about it (52%). Only
asked to those who reported they had discussed their fatigue with their doctor.

Figure 66. Did your doctor follow up with you about the fatigue you were experiencing?

mYes mNo mDon't know / Can't remember

Patients who discussed their fatigue with their doctor (n=143) were also asked what type of information they
received from their doctor
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% Figure 67 illustrates that 74% of patients received some type of information about their fatigue from
their doctor. Only asked to those who reported they had discussed their fatigue with their doctor.

Figure 67. Which information types did your doctor provide you with?

m [nformation about normal versus

500 cancer-related fatigue
(o}
m Information about the persistence of

fatigue after treatment

m Strategies to manage fatigue (e.g.,
physical activity)

27% 26% m Information about fatigue causes and
21% contributing factors
m Digital applications for managing
1% 8% fatigue
. 19 - m Referral to other resources
0
Patient % (n=142) m My doctor did not provide with any

information

@

¢+ Figure 68 reveals 58% of patients found exercise helpful in managing cancer-related fatigue, and 4%
found balancing time schedules helpful. Only asked to those who reported they had fatigue.

Figure 68. Have you found any of the following options helpful in managing cancer-related fatigue?

Exercise programs I 58%

Balancing time schedules (e.g., planning, prioritising,
pacing)

Mind-body interventions (e.g., yoga, meditation, reiki) [ NRERE 19%

Medicines (e.g., psycho-stimulants, antidepressants,
steroids, supplements)

. 54%

I 5%

Nutritional consultation and counselling |G 12%

Psycho-education/ therapy (e.g., cognitive behavioural

therapy CBT, mindfulness based therapies) B 6%

Digital applications (e.g., sleep app) M 3%
Other (please specify) W 2%
None of the above [ 9%

Don't know/ Can't remember [ 7%

m Patient % (n=180)
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Psychosocial Effects of Lymphoma

This section reports on the emotional and social effects of lymphoma and its treatment, specifically fear of
lymphoma progression, fear of cancer relapse, and experiences impacting mental and emotional health.

The questions exploring psychosocial effects in the 2022 GPS resulted from highlighted data within the
previous surveys (2018 & 2020 LC GPS), showing that fear of cancer relapse, depression, and anxiety were the
most commonly reported psychosocial issues. Additionally, the 2022 survey explored the fear of lymphoma
progression to capture the experience of those in active surveillance who 'watch and wait' for their
lymphoma's growth status.

e 77% of patients indicated they had psychosocial concerns over the last year.

e 43% of those who were in treatment/had had treatment or were in remission reported a
fear of relapse of lymphoma and 34% reported fear of progression of lymphoma as their
biggest worries or concerns. But only two out of every five of these patients definitely
talked about their fears with their doctor.

e Other psychosocial effects experienced in the last 12 months included body image concerns
(37%), loss of self-esteem (31%), and anxiety (25%).

e The most provided approach by doctors to help patients cope with depression was
medication (56%), and the empathetic / understanding approach for anxiety (55%).

e The empathetic / understanding approach was the most common tactic used by doctors to

help patients cope with fear of lymphoma progression (67%) and fear of cancer relapse
(56%).

©Lymphoma Coalition 2022. All Rights Reserved. GPS Belgium DRAFT Report Dec 2022 Page | 68



LYMPHOMA <=~
GPS 2022: Country Report - Belgium COALITION ees

R/

% Figure 69 discloses when asked about psychosocial effects resulting from their lymphoma diagnoses, the
top issues reported by patients were fear of relapse (43% ), body image concerns (37% ) and fear of
progression (34% ).

Figure 69. In the last 12 months, have you personally experienced any of the following as a result of the
lymphoma diagnosis?

43%

37%

34%
31%

Patient % (n=222)

19%
16%

8%

m Fear of relapse of lymphoma

W Anxiety

m Fear of progression of lymphoma

H [solation

H Loss of self-esteem

m Concerns about body image/ physical appearance (of the patient)
m Depression

m Changes in relationships

B Post-traumatic stress disorder (PTSD)

m | have not experienced any of these in the last 172 months

The next questions only focused on the top 4 psychosocial issues identified by patients globally: fear of
relapse of lymphoma, fear of progression of lymphoma, anxiety, and depression.
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% Figure 70 reveals that patients are more likely to discuss their fear with a doctor than their depression.
Only asked to those who indicated they were affected by at least one of the following: fear of relapse,
fear of progression of lymphoma, anxiety, and depression.

Figure 70. For each of the worries or concerns listed below that you have experienced, please indicate if you
have discussed it with a doctor?

Fear of relapse of lymphoma 41% 38% 19%
Fear of progression of lymphoma 46% 41% 13%
Anxiety 35% 40% 22%
Depression 23% 56% 21%

m Yes, definitely mYes, to some extent ®No

@

% Figure 71 shows that when patients did discuss these issues with their doctor, in most cases the doctor
was able to help fully or to some extent. Only asked to those that discussed their fear of relapse, fear of
progression of lymphoma, anxiety and/or depression with their doctor.

Figure 71. For each of the worries or concerns that you discussed with your doctor, please indicate how much,
if at all, the doctor was able to help.

Fear of relapse of lymphoma 28% 52% 19%
Fear of progression of lymphoma 24% 62% 12%
Anxiety 12% 68% 15% 5%
Depression 18% 65% 12% 6%

W Yes, definitely  mYes, to some extent m Not able to help m Don't know / Can't remember
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% Table 4 illustrates regardless of the specific psychosocial issue, the most common types of help offered or
recommended were help, help, and help. Only asked to those that discussed their fear of relapse, fear of
progression of lymphoma, anxiety and/or depression with their doctor.

Table 4. What type of help were you provided with?

Fear of Fear of

Help offered Depression Anxiety progression of relapse of
lymphoma lymphoma

Medication to help cope with this worry or 56% 42% 9% 18%
concern
Further written or verbal information 1% 9% 18% 16%
The empathetic/ understanding approach of 59% 55% 67% 56%
my doctor when | told him/ her
Patient organisation or patient support 19% 9% 24% 20%
group
Referral to other sources of support (e.g., 41% 36% 7% 7%
social worker, therapist, counselling)
Exercise 44% 48% 33% 33%
Participation of family/ caregiver in providing 15% 33% 35% 29%
support
The empathetic/ understanding approach of 26% 24% 9% 13%
my nurse when | told him/ her
Eating a healthy diet 15% 6% 5% 7%
Other 4% 3% 4% 4%

¢+ Figure 72 reveals that 44% of patients reported their doctors did not follow up on the psychosocial issues

Figure 72. Did your doctor follow up with you about the psychosocial issues you were experiencing?

Patient % (n=117) 16% 39% 44%

m Yes, about all  mYes, about some mNo
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Covid-19 and Virtual Care
The previous two years of the Covid-19 pandemic (December 2019 to December 2021) have impacted many
areas of patients' lives, notably impacting emotional well-being and experiences with fatigue.

Several patients also experienced changes in their care, including switching to telemedicine.

e 79% of patients consider themselves at high risk for contracting Covid-19 and experiencing
severe illness from it, and it worries 49% of them.

e 22% of patients reported that their anxiety was much worse and 37% said it was worse
during the Covid-19 pandemic.

e 18% of patients reported that their depression was much worse and 38% said it worse
during the Covid-19 pandemic.

® 6% of patients avoided or delayed seeking medical attention due to the pandemic.

e The most frequently reported change to care due to Covid-19 restriction was caregiver not
allowed to come to hospital with patient (24%), followed by treatment delays (17%). 56%
had no change to their care.

e 75% strongly disagreed/disagreed that they preferred tele-conference (TC)/ video
conference (VC) to face-to-face visits, while only 6% strongly agreed/agreed that they

preferred it.

e 52% of patients strongly disagreed/disagreed that they would like to continue to use TC/VC
even after the pandemic is over.

R/

¢ Figure 73 shows 72% of patients have not contracted Covid-19.

Figure 73. Have you contracted Covid-19, now or at any point?
Patient % (n=221) 24% 72% 4%

mYes mNo mDon't know
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% Figure 74 illustrates that 5% of patients are fully vaccinated, and 84% have also taken a booster dose.

Figure 74. Have you, or are you planning to get the Covid-19 vaccine?

Yes, | am fully vaccinated and have taken a booster dose [N s4%

Yes, | am fully vaccinated (no dose left to take) [ 1%
Yes, | am partially vaccinated (still have a dose left to take) | 1%
Yes, | am planning to get vaccinated but have not yet | 1%

No and | am not planning to get vaccinated I 2%

m Patient % (n=221)
%+ Figure 75 shows that 79% of patients consider themselves as high risk of contracting Covid-19 and it
worries 49% of them.

Figure 75. Do you consider yourself at high risk for contracting Covid-19 and experiencing severe illness from
Covid-19?
Patient % (n=220) 49% 30% 21%

mYes, and it worries me  mYes, but it does not worry me  mNo

¢ Figure 76 reveals 6% of patients avoided or delayed seeking medical attention for their lymphoma or CLL
during the Covid-19 pandemic.

Figure 76. Did you avoid or delay seeking medical attention for your lymphoma or CLL during the Covid-19
pandemic?

H Yes

Patient % (n=220) NFA 94% = No
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% Figure 77 illustrates that 32% of patients said government support was not helpful in providing support
for lymphoma or CLL during the Covid-19 pandemic. What was helpful was doctors and nurses (78%),
and patient organisations (59%).

Figure 77. Please indicate how helpful, if at all, the following have been in providing support regarding
lymphoma or CLL and the impact of Covid-19 pandemic.

Public health information from the government  INIEEA 32% 36% 20%

Government support and services (e.g., financial aid,

[0) 0 0 0
shielding support) 1% er% 26% 327
Online social events of patient support groups FZ3NIEEA 46% 31%
Devotion to hobbies BEEFA 34% 32% 18%
Devotion to work  BI0EA 26% 33% 31%
Communication with my family/ friends [REEA 38% 35% 16%
News/ news articles [SIEEA 36% 36% 16%
Websites A 35% 39% 14%
Information and support from patient organisations (e.g.,
calls and emails, information provision, answering Covid-
. . . . 19% 40% 25% 16%
19 questions, answering care questions, webinars and
podcasts)
Information and support from the lymphoma or CLL
31% 47% 16% 6%

doctors and nurses

mVery helpful ~ mHelpful ~®mSomewhat helpful ~®Not at all helpful

Patients who reported having anxiety (as a psychosocial issue) were asked how the Covid-19 pandemic
affected their anxiety level.
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% Figure 78 reveals that 59% of patients felt their level of anxiety was worse during the pandemic. Only
asked to those who indicated they had anxiety.

Figure 78. Please describe your level of anxiety during the Covid-19 pandemic, compared to your level of
anxiety before the pandemic.

37% 37%

22%

4%
— 0%
Much better during the  Somewhat better  About the same during  Somewhat worse  Much worse during the
pandemic during the pandemic the pandemic during the pandemic pandemic

m Patient % (n=54)

Patients who reported that they had experienced depression (as a psychosocial issue) were also asked how
the Covid-19 pandemic affected their level of depression.

¢ Figure 79 shows that 56% of patients felt that their level of depression was worse during the Covid-19
pandemic. Only asked to those who indicated they had depression.

Figure 79. Please describe your level of depression during the Covid-19 pandemic, compared to your level of
depression before the Covid-19 pandemic.

40% 38%

8%

5%
0%

Much better during the Somewhat better  About the same during  Somewhat worse ~ Much worse durlng the
pandemic during the pandemic the pandemic during the pandemic pandemic

m Patient % (n=40)

©Lymphoma Coalition 2022. All Rights Reserved. GPS Belgium DRAFT Report Dec 2022 Page | 75



LYMPHOMA <=~
GPS 2022: Country Report - Belgium COALITION ees

% Figure 80 illustrates that 86% of patients felt concerns about getting Covid-19 generally was contributing
to their worsened level of anxiety and/or depression, followed by isolation and loneliness (60%). Only
asked to those who said they had anxiety or depression that was worse during the pandemic.

Figure 80. Which of the following were contributing factors for the worsened anxiety and/or depression?

Concerns about getting Covid-19 generally 86%

Increased isolation and loneliness 60%

Concerns about my family or caregiver getting Covid-19 48%

Concerns about accessing healthcare if | fall ill 38%

Difficulties in getting supplies (food, medicine) at home 26%

Delays in my/ the patient's routine lymphoma care due
to the pandemic - 17%
Concerns about finances because of Covid-19 - 14%
Concerns about getting Covid-19 at a healthcare facility - 14%

Other

2%

m Patient % (n=42)
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%+ Figure 81 shows nearly half of patients were scheduled to receive treatment for lymphoma or CLL when
Covid-19 restrictions were an issue in their community.

Figure 81. Were you scheduled to receive treatment for your lymphoma or CLL when Covid-19 restriction was
an issue in your community?

Patient % (n=218)

% Figure 82 explains that 56% of patients experienced no changes to care due to the COVID-19 restrictions.
Of those who faced changes (44%), 24% reported their caregiver was not allowed to come to the
hospital with them, while 17% reported outpatient treatment delayed, rescheduled, or cancelled.. Only
asked to those who received treatment during Covid-19 restriction in their community.

Figure 82. Did you experience any of the following changes to your care due to Covid-19?

Caregiver not allowed to come to hospital with me || NN I 22%

Outpatient treatment delayed, rescheduled, or I
cancelled
Change to treatment plan [l 5%
Diagnosis delay- lab tests/ imaging/ biopsies [l 4%
Switched to telemedicine [l 3%
Reduction in number of sessions or treatment  [l| 2%
Delay or cancellation of stem cell transplant [} 2%

Longer hospital stay | 1%

Other | 1%

None of the above | 5%

W Patient % (n=102)
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% Figure 83 illustrates 75% of patients prefer face-to-face consultations. Only asked to those who reported
that their care had switched to telemedicine (use of telephone consultation (TC) or video consultation
(VC)) were asked about their experience.

Figure 83. Regarding your use of telemedicine (telephone consultation (TC) or video consultation (VC)), how
much do you agree or disagree with the following statements?

| am satisfied with receiving my care via TC/ VC

I would like to continue to use TC/ VC even after the
pandemic is over

It was easy for me to access/ use TC/VC for my medical
care

18% 13% 3%

| prefer TC/VC to face-to-face visit 19% 3%

My privacy is protected during a TC/ VC A2

My doctor managing my lymphoma or CLL can adequately
address my healthcare condition via TC/ VC

| feel my clinic appointments are suitable for a TC/ VC 23% 28% 30% 15% 4%

m Strongly Disagree  mDisagree  ® Neither agree or disagree  mAgree  mStrongly agree
gy g g g g g gly ag
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Caregiver Results

Family and informal caregivers (known here as caregivers) are unpaid care providers giving support to
lymphoma patients. The support they provide can be substantial in scope, intensity and duration and
considered an extension of the patient's healthcare team. However, given that most caregivers did not plan to
be in their circumstances or trained to provide support, they may feel unequipped or unsupported.

29 was the total number of people caring for patients living with lymphoma/CLL who responded to the
survey. The results in this section will be reported across the following areas:

Caregiver characteristics

Caregiver healthcare information experience
Healthcare decision-making

Impact of Covid-19 on healthcare experience

LSRN

Caregiver Characteristics

N
e 29 caregivers responded to the survey, with 38% of the respondents residing in rural areas.
Most caregivers (90%) were female.
o 55% of all caregivers provide support to their spouse/partner, 24% care for their child, and
10% for their parent.
. J

@

% Figure 84 explains most caregivers are female.

Figure 84. Gender of the caregiver

= Male = Female

Caregiver % (n=29)
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+ Figure 85 shows 34% of caregivers are age 55-64 and another 24% each are age 55-64 and age 65 and
above.

Figure 85. Age range of caregivers

= 18-34yrs
= 35-54 yrs
m 55-64 yrs

= 65 and above

Caregiver % (n=29)

% Figure 86 describes how 38% of caregivers live in rural areas.

Figure 86. Which best describes the area you live in?

Rural area (for example: in a very small town in the country _38‘7
or on a farm) °

m Caregiver % (n=29)
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% Figure 87 illustrates 76% of caregivers identify as Caucasian.

Figure 87. How do you identify your ethnicity?

Caucasian or White (e.g., British, German, Ukrainian, or
I,
other European descent)

Middle Eastern (e.g., Afghan, Egyptian, Iranian, Lebanese, l 39
Turkish, Kurdish, or other Arab or Persian descent) °

Black (e.g., African, Caribbean, Black Canadian, Afro-Latin, l 39
African American or other African descent) °

Another race category - 14%

Prefer not to say I 3%

m Caregiver % (n=29)

@

%+ Figure 88 shows 62% of caregivers have completed advanced education.

Figure 88. What is your highest educational level completed?

secondry Hgh-scroo) | -
Postgraduate (Master, PhD) _ 14%

Prefer not to say . 3%

m Caregiver % (n=29)
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¢ Figure 89 illustrates 31% of caregivers are retired and 31% are employed full time.

Figure 89. Which of the following best describes your employment status?

Retired | —"— 1%
Full time employment | 31%
Part time employment [ NN 0%
Homemaker / Stay-at-home parent [ N NN 7%
Self employment [ N 7%

Unemployed and seeking work [ 3%
Student [ 3%
Other NG 7%

m Caregiver % (n=29)

¢ Figure 90 reveals 76% of caregivers are living with a partner, 45% with children as well.

Figure 90. Which of the following best describes your household status?
Married / in a civil partnership / living with a partner with _ 459
my / our children °
Married / in a civil partnership / living with a partner _ 319
without children °

Single / divorced / widowed and living alone - 10%

Single / divorced / widowed and living with other adults . 39
(excluding children or parents) ?

Single / divorced / widowed and living with my children . 3%

Prefer not to say - 7%

m Caregiver % (n=29)
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% Figure 91 illustrates 55% of caregivers are providing care and support to their spouse, 24% to their child
and 10% to a parent.

Figure 91. What is your relationship to the person you are providing care and support to?

They are my spouse / partner | —— 55%
They are my child [ N D /%%
They are my parent [ NN 10%
Other (please specify) | NG 10%

m Caregiver % (n=29)
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e 34% of caregivers have been providing help for 1-2 years.

e Most caregivers reported they were providing care for patients with subtype (x%), followed by
subtype (x%), then subtype (x%).

J

% Figure 92 reports that 38% are providing care to a patient who was diagnosed with lymphoma or CLL 1-2

years ago.

Figure 92. How long ago was the patient diagnosed with lymphoma or CLL?

Less than 6 months ago

6 months to less than 1 year ago
1 year to less than 2 years ago

2 years to less than 5 years ago
5 years to less than 10 years ago

More than 10 years ago

@

A 24%

I 7%

. JER

I 4%

N 3%

I 4%

m Caregiver % (n=29)

%+ Figure 93 shows 34% of caregivers have been providing cancer-related care and support for 1-2 years.

Figure 93. How long have you been providing cancer-related care and support to the person with lymphoma

or CLL?

Less than 6 months ago

6 months to less than 1 year ago
1 year to less than 2 years ago

2 years to less than 5 years ago
5 years to less than 10 years ago
More than 10 years ago

Don't know / Can't remember

[ 7%

I 7%

I 3%

— 17 %

I 7%

I 14%

N 3%
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% Figure 94 illustrates when caregivers were asked about the patient they care for, the most commonly

reported lymphoma subtypes included classic Hodgkin (28%), DLBCL (17%), and NLPHL (14%).

Figure 94. What subtype of lymphoma does the patient have?

Burkitt's

Chronic Lymphocytic Leukaemia (CLL) / Small
Lymphocytic Lymphoma (SLL)

Diffuse Large B-Cell Lymphoma (DLBCL) (if not told what
specific type of DLBCL)

Diffuse Large B-Cell Lymphoma (DLBCL) Germinal Centre
B-Cell (GCB)

Follicular

Hodgkin

Marginal Zone (Splenic type)

Marginal Zone (type unknown)

Nodular Lymphocyte Predominant Hodgkin Lymphoma
(NLPHL)

Sézary Syndrome

Waldenstrom's Macroglobulinemia / Lymphoplasmacytic
Lymphoma

Other Indolent Lymphoma (please specify)

-
B

3%

7%

14%

.

B

m Patient % (n=29)
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% Figure 95 shows 28% of caregivers are caring for patients that are currently in treatment and 17% are
currently in remission.

Figure 95. What statement best describes where the person you care for is in the lymphoma or CLL
experience?

They are currently receiving treatment | EEEEEG_—_——  28%
They are in remission  |EEEG_—_—_—NN 7%

They have had treatment and now back in active
monitoring (watch and wait)

. 14%

They have relapsed or refractory disease but are not
currently being treated

I 7%

Treatment is not yet needed (active monitoring or watch
and wait)

I 7%

They are newly diagnosed and not yet sure of their
treatment options

I 7%

They are palliative [ 3%

They have finished or stopped treatment but are not in
remission

B 3%
Other (please specify) | INEG_—NEN 14%

m Caregiver % (n=29)

% Figure 96 points out that 55% of caregiver's patients have not had their lymphoma or CLL relapse. Only
asked to caregivers who said their patient had received treatment.

Figure 96. Has the lymphoma or CLL ever relapsed?

Caregiver (n=20) 20% 25% 55%

mYes, justonce M Yes, more than once ®No
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% Figure 97 illustrates that 45% of caregivers report the patient they help care for is receiving their first line
of treatment or treatment combination. Only asked to caregivers who said their patient had received
treatment.

Figure 97. How many lines of treatment has the patient received to date for lymphoma?

Received or currently receiving first treatment / treatment

[0)
combination 45%

Received or currently receiving 2nd line of treatment

)
(combination) 30%

Received or currently receiving 3rd line of treatment
L 10%
(combination)

Received or currently receiving 4th line of treatment
L 5%
(combination)
Received or currently receiving 6th or more lines of
- 5%
treatment (combination)
Don't know/ Can't remember . 5%

m Caregiver % (n=20)

% Figure 98 shows 71% of caregivers said the lymphoma of patient they care for has not transformed.

Figure 98. Has the lymphoma or CLL transformed (e.g., indolent (follicular) to aggressive (DLBCL))?

Caregiver % (n=28) [&EA

mYes ®mNo mDon't know / Can't remember
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Healthcare Information

e 83% of caregivers report seeking out additional information about the patient’s diagnosis,
above what they were told by the medical team.

e 48% of caregivers reported being well informed, or very well informed about the processes
and stages of the patient's healthcare. 17% felt ill-informed.

e Caregivers preferred sources of information on lymphoma and CLL are doctors (97%),
followed by internet (59%), and patient organisations (55%).

- J

¢ Figure 99 says half of caregivers said they sought out information about the disease and treatment
following diagnosis, and 28% said they did it jointly with the patient.

Figure 99. Following the lymphoma or CLL diagnosis, who was seeking out information and details about the
disease and potential treatments?

Caregiveror iy friend | s
Patient and caregiver or family / friend jointly _ 28%

patient [ 3%

Did not seek additional information other than what the _ 17%
doctor / healthcare staff told us, as they are the experts °

m Caregiver % (n=29)
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¢+ Figure 100 reveals 17% of caregivers felt not at all or not very well informed about the process and stages
of the patient’s healthcare.

Figure 100. How informed have you felt about the processes and stages of your/ the patient's healthcare (e.g.,
diagnosis, treatment, resources available for support and self-care) throughout your experience with
lymphoma or CLL?

Very well informed [N 10%
Wellinformed I 38%
Somewhat informed | 34%
Not very well informed [N 4%

Not at all informed I 3%
3% m Caregiver % (n=29)

% Figure 101 explains 52% of caregivers prefer oral information from healthcare professionals to obtain
information about lymphoma or CLL, followed by websites (41%).

Figure 101. What is your preferred method for obtaining or receiving health information about lymphoma or
CLL?

Oral information from healthcare providers [ RN 2%
websites |, 1%
Conversations with other patients [ R 4%

Booklets/Written information (prints or digitals) || N GG 4%

webinars [ NG 5%
Medical journals [ N -:%
Conferences/patient meetings _ 7%
Podcasts [ 10%
Videos [ 7%

Others (please specify) [l 7%
m Caregiver % (n=29)
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% Figure 102 reveals caregivers reported their preferred sources for lymphoma or CLL information as doctor
(97%), followed by internet (59%) and patient organisation (55%).

Figure 102. Given your experience with lymphoma or CLL so far, what are your preferred sources, if any, for
lymphoma or CLL information?

voctor | ;-
rternct - | -
Patient organisation _ 55%
Online blogs/ Social media _ 7%
Nurse _ 7%

Others (please specify) . 3%

m Caregiver % (n=29)

% Figure 103 shows 71% of caregivers were satisfied (50%) or very satisfied (21%) with the information
from healthcare providers. Only asked to those who indicated doctors as an information source.

Figure 103. How satisfied or unsatisfied are you with the information given to you by healthcare providers (for
example, doctors, and nurses)?

Very satisfied || N QDN D 2%
satisfied | —— 50%
Neither dissatisfied nor satisfied [ N N 4%
Dissatisfied [ NGNENNGN 1%

Very dissatisfied [l 4%

m Caregiver % (n=28)
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¢ Figure 104 illustrates 55% of caregivers did not receive patient organisation information from their
patient’s medical team.

Figure 104. Did the lymphoma or CLL doctor or any member of the medical team give you the contact details
of a patient organisation, a support group and/or information produced by a patient organisation?

Yes, at my / the patient's first visit _ 21%
Yes, at my / the patient/s follow-up visit || NN 10%

Yes, but | can't remember when - %

Don't know - 7%
o | 55%

m Caregiver % (n=29)
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Healthcare Involvement and Decision-Making

e For 97% of caregivers, it is important or very important that the lymphoma doctor tell the
full truth.

e For 97% of caregivers, it is important or very important to know that doctors understands
the patients goals and concerns about treatment.

e 34% of caregivers think that for the final decision about a patient’s healthcare, the patient
and doctor should be involved.

¢+ Figure 105 reveals caregivers said all the factors listed were important to receive from the doctor.

Figure 105. How important or unimportant is it to you to have the lymphoma or CLL doctor...

Help me understand the cost implications of treatment

. 52% 31% 17%
options

Provide self-management tools (cancer care plan,

. . 72% 24%
survivorship care plan, etc)

Understand the patient's goals and concerns regarding care

. 90% 7%
options

Ask about my preferences for level of information and
involvement in care and decision-making

72% 21% %

Tell the full truth about the diagnosis even though it may

9 9
be uncomfortable or pleasant 90% 7%

m\Very important ~ EmImportant ~ ®mSomewhat important ~ ®Not at all important
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¢+ Figure 106 reveals, when asked about healthcare decision-making, there was a preference for
collaboration. 31% included the doctor, patient and caregiver or family in the decision, and 34% included
the doctor and patient.

Figure 106. Who would you like to make the final decision on the patient’s healthcare?

Doctor and patient are jointly involved in the final decision _ 34%
Doctor, patient and caregiver or family are jointly involved
et o I
in the final decision
Doctor and caregiver or family are jointly involved in the
nal dedisi I, 4%
final decision
Patient only - 7%
Doctor only - 3%

m Caregiver % (n=29)
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Covid-19 Concerns and Virtual Care

N
e 88% of caregivers had been fully vaccinated, with 81% having taken a booster dose, while 7%
were not vaccinated and not planning to get vaccinated
e 81% of caregivers considered the patient at high risk for contracting Covid-19 and
experiencing severe illness from Covid-19, and it worried 70% of them.
\. J

¢ Figure 107 reveals 37% of caregivers had contracted Covid-19 at any point
Figure 107. Have you contracted Covid-19, now or at any point?

Caregiver % (n=27) 37% 63%

HYes ENo

% Figure 108 shows 88% of caregivers had been fully vaccinated, with 81% having taken a booster dose.

Figure 108. Have you, or are you planning to get the Covid-19 vaccine?

Yes, | am fully vaccinated and have taken a booster dose [ 51%

Yes, | am fully vaccinated (no dose left to take) [l 7%
Yes, | am planning to get vaccinated but have not yet [l 4%

No and | am not planning to get vaccinated - 7%
m Caregiver % (n=27)

R/

¢ Figure 109 shows 81% of caregivers consider their patients as high risk for contracting Covid-19, and it
worries 70% of them.

Figure 109. Do you consider the patient at high risk for contracting Covid-19 and experiencing severe illness
from Covid-19?

Caregiver % (n=27) 70% 1% 19%

mYes, and it worries me  mYes, but it does not worry me  mNo
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