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Executive Summary

Lymphoma Coalition (LC) is a non-profit organisation comprising of a world-wide network of
lymphoma patient groups. LC acts as a central hub for credible, current information that is used by
member groups to support patients in receiving high quality, care, and support. LC carries out research
on the experience of those affected by lymphoma to highlight and bridge gaps in knowledge.

Picker is a leading international healthcare charity who carry out research to understand individuals’
needs and their experiences of care. Picker were commissioned by LC to run their 2020 biennial Global
Patient Survey (GPS) on Lymphomas and CLL.

In 2008, LC launched its first GPS (web-based). It has been conducted every two years since. The
survey seeks to understand patient experience in lymphomas as well as the impact of treatment and
care. LC and its global members use results to ensure patient voices are heard, to drive planning,
actions, and support.

The survey was extensively redeveloped for 2020 and contained both a patient and caregiver version. It
was available in 19 languages and was promoted via LC member organisations, scientific partners,
community alliances (e.g. HNHCP, EHA, INTERLYMPH), and healthcare professionals, as well as via the
LC social media and web properties.

Results

The results in this report present the data for the Asia-Pacific region including Australia, China, Hong
Kong, India, Indonesia, Japan, Lao People's Democratic Republic, Malaysia, Nepal, New Zealand, North
Korea, Philippines, Singapore, South Korea, Tonga, Turkey, and Vanuatu.

Overall number of completed responses 4,744 made up of:

00O 00 Qo
N T L

3,021 Patients 1,723 Caregivers
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Demographics

The demography of survey respondents is displayed in Figures 1-4:
Figure 1: Sex of patients

Please describe your experience with lymphoma, including CLL
3021 Responses

Patients 47% 53%

e Male e Female e Intersex e Prefer notto say

Figure 2: Gender of caregivers

Please describe your experience with lymphoma, including CLL.
1723 Responses

Caregivers

e Male e Female e Preferto self describe e Prefer not to say

Figure 3: Age of patients and caregivers

Please describe your experience with lymphoma, including CLL.
4740 Responses

| have been diagnosed with lymphoma or 20%
CLL

| am currently a caregiver of someone
who has lymphoma or CLL

e 18-29 @ 30-39 e 40-59 e 60-69 e 70+ o Prefernotto say
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Figure 4: Subtype by patients and caregivers

Patient subtype (grouped)
3021 Responses

Anaplastic large cell - 2%

Burkitts [ 2%
cust. [
Cutaneous - 1%
Hoagiin [ '~
MALT/Marginal Zone |G 4
Mantle cell |32
Other indolent or aggressive _ 6%
Other T cell lymphomas _ 7%
Transformed - 2%
ww/ LPL [ 2%
DK/CR [ 2%

Abbreviations: CLL/SLL- chronic lymphocytic leukaemia/small lymphocytic lymphoma; DLBCL- diffuse
large B cell lymphoma; MALT- mucosa associated lymphoid tissue; WM/LPL- Waldenstrém's
macroglobulinaemia/lymphoplasmacytic lymphoma; DK/CR- don’t know/can’t remember

Caregiver subtype (grouped)
1723 Responses

Anaplastic large cell - 3%
Burkitts [T+
cLusLL [N 5>
Cutaneous I 1%
oLscL |
Follicular ||| '
Hodgkin ||

MALT/Marginal Zone [} 3%

Mantle cell _ 7%

Other indolent or aggressive - 4%

Transformed -2%
ww/LPL [ 1%

DK/CR [ 2%

Abbreviations: CLL/SLL- chronic lymphocytic leukaemia/small lymphocytic lymphoma; DLBCL- diffuse
large B cell lymphoma; MALT- mucosa associated lymphoid tissue; WM/LPL- Waldenstrém's
macroglobulinaemia/lymphoplasmacytic lymphoma; DK/CR- don’t know/can’t remember
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Some key findings from the patient survey are as follows:

Patient information, guidance, and support

Only 28% strongly agree that they
have good conversations with their
doctor about care and treatment
plans.

74% of patients were told their

‘ lymphoma subtype at diagnosis.

Only 37% of patients were O l

informed and completely
understood how to manage side
effects of treatment.

oﬂ 48% of patients felt they 68% of patients reported they
]
»

49% are definitely involved as much
as they want to be in decisions about
their care and treatment.

(

o were not given enough needed more information about
.- information around the time treatment options.

of diagnosis.

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 8

Lymphoma Coalition 2020 GPS APA Final Report



Effects of diagnosis and treatment

i
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Fatigue was the most commonly
reported symptom of
lymphoma/CLL (54%).

Over half of patients (52%) agree
or strongly agree that their
treatment-related side effects
negatively impact on everyday
activities people their age can
normally do.

Only 35% of patients who
discussed their fear of cancer
relapse with their doctor, reported
that the doctor was definitely able
to help.

Barriers to treatment

o
=]
®

30% of patients reported that
financial difficulties have prevented
them from receiving treatment.

Patients living in suburban areas
were less likely to report that
financial difficulties prevented
them from receiving treatment
(13%) than patients living in urban
(32%) or rural areas (42%).

|? Q > == o

o
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Hair loss was the most
commonly reported side
effect of treatment (72%).

50% of patients indicated they
had experienced fear of cancer
relapse as a result of their
lymphoma diagnosis.

45% of patients use exercise
programs to help them with
their fear of cancer relapse.

41% of patients reported that
never being presented with an
opportunity to take part was a
barrier to being in a clinical trial.

Only 12% of patients are
currently, or have been, in a
clinical trial for their lymphoma
or CLL.

More detailed findings from the survey can be found in the main report, and full frequency tables
showing detailed responses to each survey question are available separately.
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Background

Lymphoma Coalition (LC) is a non-profit organisation comprising of a world-wide network of
lymphoma patient groups. Today, there are 83 member organisations from 52 countries. Its purpose is
to create a level playing field of credible and current information around the world and to facilitate a
community of lymphoma patient organisations to support efforts in helping patients with lymphoma
receive the care and support needed'.

The LC vision is equity in lymphoma outcomes across borders.

The LC mission is enabling global impact by fostering a lymphoma ecosystem that ensures local change
and evidence-based action.

Picker were commissioned by LC to run their 2020 biennial Global Patient Survey (GPS) on lymphomas
and CLL.

Picker is an international charity dedicated to ensuring the highest quality health and social care for all,
always. We conduct research to understand patient care needs and experiences, and are here to:

O Influence policy and practice so that health and social care systems are always centred around
people’s needs and preferences.

O Inspire the delivery of the highest quality care, developing tools and services which enable all
experiences to be better understood.

© Empower those working in health and social care to improve experiences by effectively
measuring, and acting upon, people’s feedback.

Our expertise covers all stages of research from design, sampling and questionnaire development to
execution, analysis, and reporting. Our Principles of Person-Centred Care are an internationally
recognised quality improvement framework that we use to produce actionable, insightful results. We
empower our partners to act upon their results to deliver the highest quality person centred care for
all, always.

What is the Global Patient Survey?

LC launched its first Global Patient Survey (web-based) on lymphomas and CLL in 2008. Since then, it
has been conducted every two years. The survey seeks to understand patient experience in lymphomas
as well as the impact of treatment and care, and LC and its global members use results to ensure
patient voices are heard and to drive planning, actions, and support.

The last Global Patient Survey went live in January 2018 and closed in March 2018. It was available
online in 19 languages. It was hosted on a third-party portal (Question Pro). The Institute of Applied
Biosciences at The Centre for Research and Technology Hellas (INAB | CERTH), Thessaloniki, Greece,

1 https://www.lymphomacoalition.org/news-and-events9/world-lymphoma-awareness-day-2019
©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 1
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performed the analysis and wrote the reports. Overall, 6631 patients responded from all over the
world.

The data was used in the following abstracts, reports, and campaigns, as well as in many presentations
to healthcare professionals and others who play a role in the care of people affected by lymphoma:

© LC (2018) Global Survey Reports?

O LC Healthcare Matters Reports and Subtype Reports®

O Abstracts* (Dren, Warwick & Bamigbola, 2019; Bamigbola, Dren, & Warwick, 2019; Warwick, Dren
& Bamigbola 2019; Dren, Warwick, Van Rassel, Moysiadis, Karamanidou, & Xochelli 2018).

o Scientific Posters (Appendix 1)

© World Lymphoma Awareness Day (WLAD)®

In addition, the survey results were instrumental to the development of the LC 5-year strategic plan.

This report outlines the methods and results from the 2020 survey, overseen by Picker on behalf of LC.

2 https://www.lymphomacoalition.org/global-information/global-patient-survey/2018
3 https://www.lymphomacoalition.org/global-information/feature-articles/healthcare-matters;
https://www.lymphomacoalition.org/lymphomas/lymphoma-subtypes/subtype-reports/dlbcl-report
4 Dren, N., Warwick L. & Bamigbola, O. (2019). A cross-sectional study examining the effects of patient
information level on healthcare experience in 2 patient populations: Extranodal natural killer t-cell lymphoma
(ENKTL) and Waldenstrom Macroglobulinemia (WM). Blood, 134(Suppl 1), 3422; Bamigbola, O., Dren, N. &
Warwick, L. (2019). A cross-sectional study of unmet needs of lymphoma patients in patient-doctor
communication: Follicular lymphoma (FL) and diffuse large B-cell lymphoma (DLBCL); Blood, 134(Suppl 1), 4718.
Warwick, L. E., Dren, N. M. & Bamigbola, O. A. (2019). A cross-sectional study examining how knowledge of
lymphoma subtype affects the patient experience. Hematological Oncology, 37(S2), 543-544; Dren, N., Warwick,
L., Van Rassel, K., Moysiadis, T., Karamanidou, C., & Xochelli, A. (2018). Correlation of lymphoma patient
information level with healthcare experience. Blood, 132(Suppl 1), 4782.
° https://www.lymphomacoalition.org/news-and-events9/world-lymphoma-awareness-day-2019
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Methodology

Survey 2020 Development and Launch

The survey underwent significant amendment between 2018 and 2020. It was redesigned via
consultation between Picker, LC, and its members. The survey included the following themes:

© Patient information, guidance, and support, including:

1 Information provision (at diagnosis and with ongoing care)
Patient experience of diagnosis
Patient understanding of their condition and treatment
Patient confidence
Health behaviours and costs to healthcare system
Healthcare decision-making
Communication with healthcare professionals

=A =4 =4 =4 -4 =4

© Symptoms of diagnosis and treatment, including :
1 Side effects: lymphoma-related, treatment-related, and psychosocial issues
1 Cancer-related fatigue
1 Fear of cancer relapse
1 Impact on daily life

O Barriers to treatment

The survey also asked about demographics such as gender/sex and age, as well as time since diagnosis
and lymphoma type.

In addition to the patient survey, a caregiver version of the survey was made available. This focused on
caregiver experiences of information provision and support, psychosocial issues including fear of
relapse, and communication with healthcare professionals, as well as the impact caring has on their
lives.

The survey 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. The final translations were also
reviewed by native-speaking LC members. The survey was published online in the following languages:

O English © German ©  Punjabi
© Arabic O Hindi © Serbian
© Bulgarian © ltalian o Slovak

O  Chinese O Japanese O Spanish
© Dutch © Korean © Swedish
©  Finnish © Lithuanian

O French O  Portuguese

Countries who had 100+ responses to the 2018 survey were given the opportunity to add up to 5

country-specific questions. These were standardised and translated and asked only to those from that
©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 14
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country, as well as reported only in those country specific reports. The survey was cognitively tested by
two respondents living with lymphoma, and a number of minor text amends were made to improve
the survey following this. The cognitive testers were recruited by LC. Materials to promote the survey
were created by LC and shared via the LC web and social properties, member organisation networks,
healthcare professionals and other scientific and community alliance partners (e.g. EHA, HNHCP,
INTERLYMPH).

The survey was published and made live on 13 January 2020 and was hosted online until 13 March
2020.

The survey fieldwork timing was close to the coronavirus pandemic, mainly the outbreak in Asia was
happening during fieldwork, with it emerging in Europe towards the very end of fieldwork. This might
have influenced response rates, and there may have also been an impact on how people responded to
the survey questions. The worldwide pandemic and government restrictions are likely to influence
people’s perceptions — for example of the available healthcare, how it is delivered, interactions with
healthcare professionals, etc.

Analysis and Reporting

The data were categorised and visualised into frequency tables and charts within Qualtrics, before
being explored into reports for researcher interpretation and commentary. No statistical analysis was
performed and therefore any reported differences cannot assume statistical significance. Cross-
tabulations investigated patterns in care experiences between patient demographics; treatment type
and lymphoma subtype; treatment payment source by country or region; and effects of lymphoma
treatment. Cross-tabulations were also used to investigate patterns between caregiver experience and
treatment type, subtype, stage of treatment and relationship to patient.

Where there were over 100 patient responses from a particular country, a country-specific report was
written. This was the case for 18 countries. Missing data has been removed from the base sizes before
reporting. For the demographic information, both patients and caregivers data are shown side by side.
When reporting on the main survey the patients and caregivers data has been reported in different sub-
sections. Country specific questions are only shown in the country specific reports.

Please note that results are only reported where there are 20 or more survey responses (per question).
For any sub-group analyses (e.g. by lymphoma subtype, gender, or age group), data is not reported on

groups lower than 20 since (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 to ensure only applicable questions were
presented. Furthermore, respondents had the ability to leave questions blank if they preferred not to
answer. This means that the total number of respondents may fluctuate between questions. Rounding
of percentages means that sometimes the total for a single-response question will be just below or just
above 100%.

Please note that an anomaly was identified in patient data for South Korea (n=145 patients). For
certain questions, especially questions relating to patient-doctor communication, there is a very high
response for ‘don't know/can't remember’. Korea Blood Disease and Cancer Association (KBDCA)

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 15
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provided valuable insights about this. In Korea, many patients with lymphoma will visit large hospitals
in Seoul where there is an excess of patients relative to number of doctors. Patients may only have a
short time to speak with their physician, and so may not know or remember if they were informed of
certain things (recall bias). Additionally, to reach more patients, KBDCA provided doctors with paper
versions of the survey to administer to their patients with lymphoma. Given that physicians delivered
the questionnaire directly to the patient, there was likely some response bias where patients felt
uncomfortable choosing a negative response and chose rather to report ‘don’t know/can't remember’.
This is in line with Korean culture which is sensitive to courtesy. The sample size of South Korean
patients is small (n=145) compared to the total sample size of Asia-Pacific patients analysed in this
report (n=3,021). However, it is worth noting this anomaly due to any potential influence it may have.

Please note the following abbreviations: CLL/SLL- chronic lymphocytic leukaemia/small lymphocytic
lymphoma; DLBCL- diffuse large B cell lymphoma; MALT/MZ - mucosa associated lymphoid
tissue/marginal zone; WM/LPL- Waldenstrom's macroglobulinaemia/lymphoplasmacytic lymphoma;
DK/CR- don't know/can't remember.

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 16
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Respondent Demographics 388%

The results in this report are presenting the data for the Asia-Pacific region including Australia, China,

Hong Kong, India, Israel, Japan, Lao People's Democratic Republic, Malaysia, New Zealand, Philippines,
South Korea, and Vanuatu.

A total of 3,021 responded to the patient survey and 1,723 to the caregiver survey.

The top five countries by response number were China, Australia, New Zealand, Japan, and India — see
Figure 1.

Figure 1: Countries with 100 or more respondents (patients + caregivers)

Responses per country
4744 Responses

Australia -421
New Zealand - 367
Japan - 290
India -200
South Korea . 147

Demographic characteristics of survey respondents are detailed below. Figure 2 (a&b) displays
respondent sex/gender, Figure 3 shows age group, Figure 4 presents their household status and Figure
5 presents their employment status. Figure 6 displays the area of residence of the respondents.

Figure 2a: Sex of patients

Please describe your experience with lymphoma, including CLL.
3021 Responses

Patients

e Male e Female e Intersex e Prefernotto say

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved.
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Figure 2b: Gender of caregivers

Please describe your experience with lymphoma, including CLL
1723 Responses

Caregivers

e Male e Female e Preferto self describe e Prefer not to say

Figure 3: Age range of respondents

Please describe your experience with lymphoma, including CLL.
4740 Responses

16% 8%

| have been diagnosed with lymphoma or

| am currently a caregiver of someone BEEE 32% 45% 7%
who has lymphoma or CLL

e 18-29 @ 30-39 e 40-53 e 60-69 e 70+ o Prefernotto say

Figure 4: Household status of respondents (patients + caregivers)

Which of the following best describes your household status?
4744 Responses

35%

Married / in a civil partnership / living with
partner

43%

Married/ in a civil partnership/ living with a
partner with my/ our children

Single / divorced / widowed and living - 7%
alone
Single / divorced / widowed and living with 3%
my children

Single / divorced / widowed and living with 6%

my parents

Single / divorced / widowed and living with 1%
other adults

Prefer not say-s%

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved.
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Figure 5: Employment status of respondents

Which of the following best describes your employment status?
4744 Responses

Patients 36% 6% 9% 7% 3% 11% 3%I
Caregivers 50% 3% 11% 9% 3% 3% X7 .

e Full time employment e Part time employment e Self employment o Home maker e Student e Retired
e Unemployed and seeking work e Unemployed and unable to work for health reasons (NOT seeking work) « Other
o Prefer not to say

Figure 6: Area of residence of respondents (patients+ caregivers)

Which best describes the area you live in?
4744 Responses

Rural area (for example: in a very small _ 0%
town in the country or on a farm)

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 20
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Results I. Patient Survey

This section outlines results from the patient survey. The caregiver survey data is reported in a later
section of the results.

3,021 people living with lymphoma/CLL responded to the survey. The results in this section will be
reported across the following areas:

© Diagnostic demographics
O Treatment demographics
O Patient information, guidance, and support
O Side effects of diagnosis and treatment
1 Effects of lymphoma
1 Effects of treatment, including fatigue
1 Psychosocial effects, including fear of cancer relapse
O Barriers to treatment

Diagnostic Demographics
The top five countries by patient response number were China, Australia, New Zealand, Japan, and
South Korea- see Figure 7.

Figure 7: Countries with 100 or more patient respondents

Responseas per country
3021 Responses

China 1,757

]
o
=l

Australia

338

New Zealand

Japan 244

South Korea 145

India

- I

Patients were asked how long ago they were diagnosed with lymphoma or CLL, and the results are
displayed in Figure 8. Over half of patients (54%) were diagnosed less than two years ago.

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 22
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Figure 8: How long ago were you diagnosed with lymphoma or CLL?

Length of time since diagnosis
3021 Responses

Less than 6 months ago

Between 6 months and 1 year ago
Between 1 and 2 years ago
Between 2 and 5 years ago

Between 5 and 10 years ago

More than 10 years ago

Don't know/ can't remember

Figure 9 below shows how long patients reported waiting between their first GP appointment about
their symptoms to getting a diagnosis. The majority (55%) of patients had a diagnosis within less than
three months of their first appointment. However, 19% were waiting six months or more from their
initial meeting with their GP.

Figure 9: How long was it since the first appointment with your GP about the symptoms you were
experiencing to getting a diagnosis?

How long was it from the first appointment with your GP about the symptoms you were experiencing to getting a diagnosis of lymphoma or CLL?

3021 Responses

Less than 3 months 55%

18%

3 - 6 months
6 - 12 months 9%

More than 12 months 10%

8%

No symptoms/ Not applicable

Don't know/ Can't remember 2%

Figure 10 below shows respondent lymphoma subtype. The most common subtypes reported are:

O 22% Follicular lymphoma
© 13% Diffuse large B cell lymphoma (DLBCL not told specific type)
0 13% Hodgkin lymphoma

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 23
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Figure 10: What subtype of lymphoma do you have?

What subtype of lymphoma do you have?
3021 Responses

Anaplastic Large Cell [ 2%
Burkitt's [ 2%
CLL/SLL I 10%
DLBCL (non-specified ) | IEEG_—_——, 3%
DLBCL Germinal Centre B-Cell (GCB) [ NG 5
DLBCL Activated B-Cell (ABC) NG 5%
Extranodal Killer T-cell [ NNENEBNE 4%
Follicuar | 2%
Hodgkin I 3%
MALT/Marginal Zone [N £ %5
Mantle Cell |G 3%
Mycosis Fungoides [l 1%
Cutaneous [ 0%
Other Aggressive lymphoma [ 2%
Other Indolent lymphoma [N 2%
Peripheral T-cell | NG 3%
Sézary syndrome | 0%
Transformed [ 2%

WM/LPL [ 2%
Don’t Know [ 2%

Hodgkin lymphoma was the most commonly reported lymphoma subtype in patients aged 18-29
(33%) and 30-39 (23%). For patients aged 40-59 (28%) and 60-69 (26%), the largest proportion had
a diagnosis of follicular lymphoma. Patients aged 70 or over most commonly reported having a
diagnosis of CLL/SLL (23%).

Survey participants were also asked about the stage of their lymphoma care pathway, and their
responses are displayed in Figure 11.

24% of patients are currently in treatment, 19% of patients report that they are in remission, 17% have
finished treatment and are on maintenance therapy, 14% are not having or have stopped treatment,
12% have had treatment and are now back in watch and wait, and 9% of patients report that
treatment is not yet needed (watch and wait) - see Figure 11.

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 24
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Figure 11: What statement best describes where you are in the lymphoma/ CLL experience?

What statement best describes where you are in your lymphoma/CLL experience?
3021 Responses

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

9%

Treatment is not yet needed (watch and

wait or active surveillance)
| have had treatment and | am now back 12%
in watch and wait

I am currently receiving treatment 24%

17%

| have finished treatment and | am on
maintenance therapy

| 'am in remission 19%

14%

| am not having or have stopped
treatment

3%

Other

A subset of patients were asked further questions depending on the stage of their lymphoma care
pathway. Results to these questions are available in the frequency tables (see Appendix 2), and include

the following:

O Patients indicating they are in remission were asked how long they have been treatment free;
© Those in watch and wait/ active surveillance were asked how long they had been in watch and
wait for;
© All patients who were receiving/had ever received treatment, those on maintenance therapy, and
those in remission were asked:
o Whether their lymphoma/CLL has ever relapsed;
o Whether their lymphoma/CLL has ever transformed.

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 25
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Treatment Demographics

Treatment Options

The following questions were only asked to patients who were currently on treatment or those who
have ever had treatment for their lymphoma.

2348 patients reported the different treatments they are on/ or have ever been on, these can be seen
in Figure 12 below.

Figure 12: Which of the following treatment options do you receive currently, or have ever received in the
past?

Which of the following treatments do you receive currently, er have ever received in the past?
2348 Responses

Chemo-immunotherapy
Chemotherapy alone
Immunotherapy only
Steroids

Targeted therapy

Radioimmunotherapy I 0%

Radiation therapy

Autologous or allogeneic stem cell transplant _ 1%

Complementary and alternative medicine (CAM) - 4%

Chimeric antigen receptor T cell therapy (CAR-T) I 1%
Skin creams and cintments

Light therapy I 1%

Others - 6%

Don't Know/ Can't remember- 3%

!
-

Subtype comparisons revealed that a larger proportion of patients with DLBCL (all types) received
chemo-immunotherapy (83%) compared to other treatments. A greater proportion of patients with
follicular lymphoma (79%) have also received chemo-immunotherapy compared to other treatments.

Half of patients with other T-cell lymphomas (51%) have received chemotherapy alone. The most
commonly reported treatment by patients with Hodgkin lymphoma was chemotherapy alone (83%).

Additional survey questions were asked about treatments including how these were administered.
Results for these questions are available in the frequency tables (see Appendix 2).

In regard to payment of treatment, almost half of patients (45%) selected that their
chemotherapy/immunotherapy/chemo-immunotherapy is paid for partially by government funding
and partially out-of-pocket - see Figure 13.
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Figure 13: Who pays for your chemo-immunotherapy, your chemotherapy (only) or your immunotherapy

(only) treatments?

Who pays for the chemo-immunotherapy/ chemotherapy alone or the immunotherapy only?

2066 Responses

20%

2%

.
Paid in full by  Paid in full by
government private
funding healthcare
insurance

4%

Paid in full by
both
government
funding AND
private
healthcare
insurance

45%

7%
3%

Paid in full out  Paid partially Paid partially
of (my) pocket by government by private
funding and healthcare

partially out of  insurance and

pocket partially out of

pocket

12%

2% 3%
‘o

[
Partially by~ Anather form of Other
government co-payment
funding and
private

insurance, and
the remaining
out of pocket

39% of patients reported that targeted treatment is paid for partially by government funding and
partially out-of-pocket, and 30% report it is paid for in full out-of-pocket.

77% of patients reported that complementary and alternative medicine (CAM) is paid for in full out of

their own pocket.

Only 12% of patients are currently or have previously been in a clinical trial for their lymphoma or CLL.
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Patient Information, Guidance and Support

The previous LC (2018) Global Patient Survey showed that having ‘adequate information’ was
correlated with more self-reported positive healthcare experiences. Patients with adequate information
reported bettered management of their health and healthcare through improved understanding,
confidence levels, and communication with healthcare professionals. When a patient has knowledge
surrounding 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.

In the previous LC (2018) Global Patient Survey, it was evident that many patients left their initial
diagnosis meeting with a poor understanding of many aspects of their treatment and care plan going
forward. This can negatively impact many areas of their patient experience (i.e. communication with
the doctor, adherence to treatment, psychosocial issues). Access to credible timely information is an
important aspect to a successful patient experience.

Clear information, communication and support for self-care are important aspects of person-centred
care®. This section therefore focuses on survey results relating to these areas of care.

A summary of the findings from this section is displayed in the box below.

0 85% of patients reported that it was clear they had been given a diagnosis of cancer\
when receiving their lymphoma diagnosis. 74% of patients reported they were told
their lymphoma subtype at diagnosis.

O Patients were asked how they felt about the amount of information they received
upon diagnosis — 48% were not given enough information. 68% of patients reported
they needed more information about treatment options, and 57% required more
information about the side effects from treatment.

O 92% and 86% felt that they had enough support from family/friends and from
doctors, respectively. However, almost a quarter of patients (23%) felt that they did
not get enough financial support.

o Almost half (48%) of patients agree or strongly agree that they feel overwhelmed
by managing their health and condition.

O 28% of patients report being ‘not very' or ‘not at all’ confident in managing their
health problems day-to-day. Additionally, 39% agree or strongly agree that they
would wait until health issues could no longer be ignored before they sought help.

6 https://www.picker.org/about-us/picker-principles-of-person-centred-care/
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Diagnosis

Patients were asked about their experience of receiving a lymphoma diagnosis. Those diagnosed in the
last two years were asked whether it was clear they had been given a diagnosis of cancer, 85% of
patients said yes. Furthermore, 74% of patients reported they were told their lymphoma subtype at
diagnosis.

Patients were asked how they felt about the amount of information they received upon diagnosis —
48% were not given enough information — see Figure 14.

Figure 14: How do you feel about the amount of information you were given around the time you were first
diagnosed with lymphoma?

How do you feel about the amount of information you were given around the time you were first diagnosed with lymphoma?
2992 Responses

| was given too much information - 7%
information

Don't know/ Can't remember 5%

A smaller proportion of the older group aged 70+ (25%) reported not receiving enough information at
diagnosis compared to the other age groups; 18-29 years (45%), 30-39 years (53%), 40-59 years
(52%), and 60-69 years (44%).

Those who had been diagnosed within the last two years were asked whether they were given and
understood information relating to their diagnosis and care plans. Less than 40% of patients had been
given and completely understood all of the categories of information examined. Less than a third
(31%) of patients were given and completely understood information on the different medical
treatment options, including active surveillance (watch and wait). Only 39% of patients were provided
with information on and completely understood the process and stages of care. And 37% reported
they received information on and completely understood how to manage side effects of treatment.
See Figure 15 for more details.
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Figure 15: When first diagnosed, were you given enough information on the following:

When you were first diagnosed, were you given information on the different medical treatment options, including active surveillance (watch
and wait)?
1590 Responses

31% 32% 9% 19% 8%

When you were first diagnosed, were you given information on the process and stages of your care?
1501 Responses

39% 38% 7% 11% 6%

When you were first diagnosed, were you given information on how to manage side effects of treatment?
1352 Responses

37% 36% 5% 16% 6%

e Yes, and | completely understood e No, | was not given this information
e Yes, and | understood a little Don't know/ Can't remember
e Yes, but | did not understand

Patient Knowledge and Experience
61% of patients had the greatest need for information within the first month following diagnosis.

When asked about information needs:

68% of patients reported they needed more information about treatment options;
57% required more information about the side effects from treatment;

55% needed more information about diagnosis and what it means;

42% required more information about support for self-care;

35% of patients needed more information about psychological support/counselling;
23% required more information about support for their families.

O O 0O O 0O O

67% of those with DLBCL (all types) needed additional information about treatment options. This was
true for 70% of patients with follicular lymphoma and Hodgkin lymphoma. Table 1 displays the
number of patients selecting each information need, by lymphoma subtype.

Age comparisons revealed that 70%-78% of patients aged 18-59 needed more information on
treatment options, compared to 63% of 60-69-year-olds, and 43% of patients aged 70 or over. A
higher proportion of males needed more information on treatment options (72%) than females (65%),
and a higher proportion of females needed information on psychological support or counselling (39%)
than males (30%).
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Table 1: Which if any, have you needed information about, by lymphoma subtype.
Which of the following, if any, have you needed more information about?
Psychological | have not

Diagnosis and Treatment Support for self- support/ Support for my |Side effects from needed more

what it means options care counselling family treatment Fertility information Total
Anaplastic large cell 59% 29| 78% 38| 49% 24| 41% 20| 27% 13| 61% 30| 27% 13 2% 1 49
Burkitts 48% 30| 67% 42| 40% 25| 37% 23|  30% 19  59% 37 30% 19 5% 3| 63
CLL/SLL 50% 152|  59% 181 32% 98| 27% 83 19% 59| 48% 146 4% 12 9% 27| 305
Cutaneous 50% 20| 70% 28| 23% 9 23% 9 18% 7 43% 17 15% 6 8% 3| 40
DLBCL 57% 430 67% 507 49% 367 37% 280 25% 191 60% 450 17% 127 6% 43| 756
Follicular 55% 353  70% 451 38% 242  33% 216 19% 120 53% 341 9% 56 7% 48| 645
Hodgkin 50% 193]  70% 273  43% 169 42% 165 26% 101 67% 261 30% 118 5% 19| 389
Mantle cell 52% 47 72% 65 43% 39| 30% 27| 21% 19 67% 60 6% 5 4% 4 90
MALT/MZ 60% 71 78% 93| 48% 57 39% 47| 21% 32 55% 65 10% 12 2% 2| 119
Other indolent or aggressive 56% 94 68% 114 40% 67 34% 56 24% 40 54% 91 17% 29 6% 10 167
Other T cell lymphomas 57% 114  76% 151 48% 95 35% 69| 29% 57| 63% 125 18% 36 5% 10 199
Transformed 47% 25| 62% 33| 47% 25| 28% 15|  25% 13|  62% 33 1% 6 4% 2 53
WM/LPL 71% 41 59% 34 19% 1 17% 10 16% 9 57% 33 2% 1 10% 6 58
Don't know/can't remember 58% 26 62% 28 51% 23 36% 16 29% 13 51% 23 9% 4 7% 3 45

When asked to select their top three places to go for information about their healthcare, 72% said
‘doctor’ and 15% said ‘websites’ was their top place to go. Table 2 displays the number of patients
selecting each source of information within their top three choices.

Table 2: Since getting your diagnosis, when you have a need for information about your healthcare, which of
the following are the top places you go to first for information? You may select up to 3.

Since getting your diagnosis, when you have a need for information about your
healthcare, which of the following are the top three places you go to first for
information? Please select your top choices starting with your first choice.

1 2 3
Doctor 2% 2131 14% 405 8% 223
Nurse 3% 87 21% 613 7% 186
Websites 15% 448 26% 745 28% 751
Online blogs/social media 1% 31 4% 124 8% 211
Family/friends 1% 28 5% 150 8% 225
Patient organisation 7% 208 28% 812 37% 995
Other 0% 10 0% 13 4% 99
Total 100% 2943 100% 2862 100% 2690

Figure 16 displays whether patients felt they had received enough support in key areas of patient

experience. 92% and 86% felt that they had enough support from family/friends and from doctors,

respectively. However, 23% felt that they did not get enough financial support.
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Figure 16: In general, have you received enough support throughout your patient experience in the following
areas?

In general, have you received enough support throughout your patient experience in the following areas?
2890 Responses

Support from doctor(s) 86% 13%
Support from family/friends 92% 6%
Emotional support 78% 17% 5%
Financial support 66% 23% 12%
Practical support 71% 16% 13%

e Yes e No e |donotwantor need supportin this area

Over 70% of patients agree or strongly agree that they know what each of their prescribed
medications do, that they are confident in their ability to get the information they need from their
doctor, that they are confident they can find reliable information about their lymphoma/CLL, and that
they always understand their doctors’ advice and treatment plans - see Figure 17.

Figure 17: Thinking about your knowledge and experience of lymphoma/CLL, please indicate how much you
agree or disagree with each statement:

Thinking about your knowledge and experience of lymphoma, please indicate how much you agree or disagree with each statement:
2839 Responses

| know what each of my prescribed 28%
medications do

| am confident in my ability to get the 31%
information | need from my doctor

| am confident that | can find reliable 27%
information about my lymphoma/CLL

| always understand my doctor’s 33%
advice and treatment plans

e Strongly agree o Agree « Neither agree nor disagree e Disagree e Strongly disagree

Of those patients who needed more information on treatment options, 77% also agree or strongly
agree that they always understand their doctor’s advice and treatment plans, compared to 94% of
patients who did not have the need for any additional information.
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Of those patients who needed more information on side effects from treatment, 70% also agree or
strongly agree that they are confident in their ability to get the information they need from their
doctor, compared to 93% of patients who did not have the need for any additional information.

Just 35% of patients who did not feel supported by their doctors throughout their patient experience
agree or strongly agree that they are confident in their ability to get the information they need from
their doctor. This is in comparison to 84% of patients who did feel they had enough support from their
doctors. Furthermore, 46% of those who did not feel supported by their doctor, agree, or strongly
agree that they always understand their doctors’ advice, in comparison to 87% of those who did feel
supported.

Patients who reported feeling ‘very’ or ‘fairly’ confident in managing their health problems day-to- day
consistently agree or strongly agree more to each of the above statements (shown in Figure 17) than
those who reported feeling ‘not very’ or ‘not at all’ confident.

Figure 18 indicates that overall, 68% of patients reported they always have confidence and trust in the
doctors treating them- with a further 29% agreeing ‘sometimes’.

Figure 18: Do you have confidence and trust in the doctors treating you?

Do you have confidence and trust in the doctors treating you?
2769 Responses

68% 29%

@ Yes, always @ Yes, sometimes @ No Don't know

Of 1570 (56%) patients who have seen nurses for their lymphoma care over the last year, 48%
definitely feel comfortable asking nurses questions about their lymphoma/CLL (Figure 19), and 48%
always have confidence and trust in the information they are given (Figure 20).

Figure 19: Do you feel comfortable asking nurses questions about your lymphoma/CLL?

Do you feel comfortable asking nurses questions about your lymphoma/CLL?
1570 Responses

48% 40% 8% 4%

® Yes, definitely @ Yes, to some extent @ No Don't know

Figure 20: Do you have confidence and trust in the information you get from the nurses?

Do you have confidence and trust in the information you get from the nurses?
1569 Responses

48% 43% 6%
® Yes, always @ Yes, sometimes @ No Don't know

Healthcare Decision Making
Patients were asked a series of questions about the role they play in making decisions about their
healthcare - see Figure 21. 86% of patients agree or strongly agree that they seek clarification on
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things they do not understand, and 82% agree or strongly agree that they are confident they can tell
their doctor their concerns. However, almost half (48%) of patients agree or strongly agree that they
feel overwhelmed by managing their health and condition.

Figure 21: Thinking about your role in making decisions about your healthcare, please indicate how much
you agree or disagree with each statement:

Thinking about your role in making decisions about your healthcare please indicate how much you agree or disagree with each statement:
2835 Responses

| feel overwhelmed by managing my
health and condition

| am confident in my ability to positively 28%
impact my health

| have good conversations with my doctor 28%
about my care and treatment plan

| am confident | can tell my doctor 31%
concemns | have even when they don't ask

| seek clarification on things | do not 33%
understand

e Strongly agree e Agree o Neither agree nor disagree e Disagree e Strongly disagree

66% of patients who did not feel they had enough support from their doctor throughout their patient
experience also agree or strongly agree that they are confident in their ability to positively impact their
health. This is in comparison to 83% of those who did feel supported by their doctor. Additionally, just
35% of those who did not feel supported by their doctor also agree or strongly agree that they have
good conversations with their doctor about their care and treatment plan, compared to 84% of
patients who felt supported.

49% of patients reported they are definitely involved as much as they want to be in decisions about
their care and treatment; 41% reported they are involved to some extent. 9% reported they are not
involved but would like to be, and 2% reported they are not involved but do not want to be.

34% of patients who were receiving treatment or had received treatment in the past reported they had
talked to their doctor about wanting to change their treatment to better meet their needs within the
last two years. See Figure 22.

©2020 Picker and @Lymphoma Coalition 2020. All Rights Reserved. 34

Lymphoma Coalition 2020 GPS APA Final Report

N
L 2 )
o0



LYMPHOMA :3.
COALITION eees

Figure 22: Have you talked to your doctor about wanting to change your treatment to better meet your
needs, within the last 2 years?

Have you talked to your doctor about wanting to change your treatment to better meet your needs, within the last 2 years?
2429 Responses

recommended by my doctor

Yes, | have and | chose treatment that was
NOT suggested by my doctor

No, but | would have liked to _ 10%

Don't know / Can't remember 3%

N/A - | haven't wanted to change my 18%
treatment within the last two years

N/A -1 haven't had any treatment(s) for my 16%
condition within the last two years

31% of patients got a second opinion about their most recent treatment, however only 7% patients
got a second opinion and changed their primary doctor as a result. 12% wanted to get a second opinion
but did not, and 46% felt they did not want or need to get a second opinion- see Figure 23.

Figure 23: Thinking about your most recent treatment, did you get a second opinion about your treatment
options?

Thinking about your most recent treatment, did you get a second opinion about your treatment options?
816 Responses

Yes 31%

Yes, and | switched my primary doctor as
aresult

No, but | wanted to_ 12%

No, but | did not want or need to 46%

Don’t know / Can’t remember 4%

Of those patients who did not get a second opinion (see Figure 24):

O 75% said it was because they trusted their doctors' advice and information

O 13% said it was because they did not want to affect the good relationship with their current
doctor

0 12% said it was because they could not access another doctor/it was not an option
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Figure 24: What was the reason for not getting a second opinion?

What was the reason for not getting a second opinion?
466 Responses

| could not access another doctor/ not- 12%

an option

information

| didn't want to affect the good - 13%

relationship with my current doctor

Something else (please specify)-S%

When patients were asked what they are most influenced by when making healthcare decisions, the
top answers were (see Figure 25):

O 67% said recommendations from healthcare providers and clinical staff
© 19% were most influenced by financial considerations; and
O 8% were influenced by personal preferences.

Figure 25: What influences your healthcare decisions the most?

What influences your healthcare decisions the most?
2815 Responses

Personal preferences - 8%

providers and clinical staff

Suggestions from friends or family.4%

Financial considerations _ 19%

Something else (please specify) I 2%

When asked about the importance of a range of outcomes (see Table 3), 67% of patients ranked ‘a
cure’ as having the most importance to them, and 22% said ‘quality of life’ was the most important.
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Table 3: Please rate these outcomes in order of importance to you, where 1 is most important to you and 7
is least important to you. If you don't have an 'Other (please specify)' please rank as number 7.

2639 Responses

L))
(1)

Please rate these outcomes in order of importance to you, where 1 is most important to you and 7 is least important to you? If
you don't have an 'Other (please specify)’ please rank as number 7.

1 2 3 4 5 6 7
A cure 67%| 1760 15%| 398 8% 201 4%| 113| 3%| 76/ 3%| 70| 1%| 21
Quality of life 22%| 590| 44%| 1172 15%| 401| 11%| 284| 5%| 130 2%| 53| 0% 9
Fewer side effects to tolerate 4% 96| 26%| 688| 46%| 1211| 17%| 446 6%| 149| 2%| 42| 0% 7
Treatment at home versus treatment in clinic 1% 23| 3% 71| 8%| 216| 23%| 619 36%| 962| 25%| 657| 3% 91
Duration of treatment 2%| 52| 8%, 223| 18%| 479| 36%| 957| 28%| 733| 7%| 178, 1% 17
What's best for my caregiver 2%| 55| 2%| 55| 4%| 110| 7%| 191 21%| 563| 59%| 1565/ 4%| 100
Other (Please specify) 2%| 63| 1% 32| 1%| 21| 1%| 29| 1%| 26| 3%| 74| 91%| 2394

Health Behaviours

26% of patients are ‘very confident’ about managing their health problems day-to-day, and 41% report

they are ‘fairly confident’. However 28% are ‘not very' or ‘not at all’ confident. The full data can be

seen in Figure 26.

Figure 26: How confident are you that you can manage your health problems day-to-day?

How confident are you that you can manage your health problems day-to-day?

2696 Responses

25%

Not very confident

Not at all confident - 3%

N/A - | don't currently have health -5%

problems to manage day-to-day

Patients were asked a series of questions about how they manage their day-to-day condition. Over

26%

41%

60% agree or strongly agree that they understand how to take their medicines and treatments at
home, that they implement recommended lifestyle changes, and that they are confident they can keep
symptoms/side effects from interfering with what they want to do. However, 39% agree or strongly
agree that they would wait until health issues could no longer be ignored before they sought help. See

Figure 27 for full details.
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Figure 27: Thinking about how you manage your condition day-to-day, how much do you agree or disagree
with the following statements?

Thinking about how you manage your condition day-to-day, how much do you agree or disagree with the following statements?
2754 Responses

| understand how to take my medicines and 38%
treatments at home

| implement lifestyle changes, e.g. diet and 32%
exercise, that are recommended

)
=4 W

I'm confident | can keep symptoms/side 20%
effects from interfering with what | want to do

| wait until health issues can no longer be
ignored before | seek help

® Strongly agree o Agree o Neither agree nor disagree o Disagree e Strongly disagree

A larger proportion of males (69%) than females (59%) agree or strongly agree that they are confident
they can keep symptoms/ side effects from interfering with what they want to do.

Patients who reported feeling ‘very' or ‘fairly’ confident managing their health problems consistently
agree or strongly agree more in all the statements displayed in Figure 27, compared to those who
report feeling ‘not very’ or ‘not at all’ confident.
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Physical and Medical Side Effect of Diagnosis and Treatment

In understanding people’s experiences of healthcare conditions, it is important to consider the
symptoms and side effects of the condition and associated treatment, including the impact it has upon
a person’s daily life.

In the LC (2018) Global Patient Survey, cancer related fatigue was the leading physical symptom
affecting quality of life reported by respondents, regardless of whether the patient was newly
diagnosed, in treatment, had relapsed disease or was in remission. However, patients were not being
educated about their fatigue or directed to further information/support by their doctors.

The LC (2018) Global Patient Survey showed that changes in relationships and anxiety were the most
commonly reported psychosocial issues during treatment. The survey also indicated that 43% of
respondents experienced fear of cancer relapse (FCR) during treatment and 72% experienced FCR after
treatment. Fear of relapse was associated with feelings of anxiety, depression, and isolation. However,
these feelings were not frequently discussed with the doctor, and this was a common finding in all
countries.

A consistent finding in all analysis was that patients reported they were more likely to communicate
their physical and medical difficulties than their psychosocial difficulties with their doctors.

The LC (2020) Global Patient Survey reports on effects of lymphoma and treatment with particular
emphasis on: fatigue, fear of cancer relapse, changes in relationships and mental health difficulties.

\

© The symptoms of lymphoma/CLL most reported to affect patients were fatigue
(54%), abnormal painless swellings/enlarged lymph nodes (39%), and B-symptoms
(33%).

O Almost half (49%) of patients report that their lymphoma/CLL symptoms have
negatively impacted their social life.

© The side effects of treatments most reported to affect patients were hair loss (72%),
fatigue (61%), and nausea and vomiting (55%).

© 59% of patients had definitely discussed treatment side effects with their doctor. Of
these patients, only 27% reported that the doctor was definitely able to help.

O  31% of patients who did not discuss their treatment side effects with their doctor
reported this was because they thought they could handle it on their own.

- J
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Effects of Lymphoma/CLL

Some symptoms that patients experience are effects of lymphoma/CLL itself, rather than the
medications used to treat it. However, these symptoms can be exacerbated by medications. The
symptoms most reported to affect patients were fatigue (54%), abnormal painless swellings/enlarged
lymph nodes (39%), and B-symptoms (33%) - see Table 4.

Table 4: Below are a list of symptoms that affect some people with lymphoma/CLL. Which, if any, have
affected you?

2781 Responses

Below are a list of symptoms that affect some people with lymphomal/CLL. Which, if
any, have affected you?

Fatigue 54% 1508
Frequent or repeated infections 13% 358
Headaches 15% 419
Shortness of breath 18% 507
Easily bruised or bleed 14% 401
Skin rashes/lesions 22% 611
Fever, chills, night sweats and weight loss (B-symptoms) 33% 918
Abnormal painless swelling(s) on the body/enlarged lymph nodes 39% 1088
Pain 25% 706
Anaemia 17% 463
No symptoms 13% 361
Other (please specify) 10% 283
Total 2781

Table 5 indicates the length of time that respondents have experienced symptoms. 50% or more of
patients who are affected by B-symptoms, pain, abnormal painless swelling/enlarged lymph nodes, or
shortness of breath report it has affected them for under a year. 12% of those affected by fatigue have
experienced this symptom for more than five years.
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Table 5: You have indicated that you have been affected by the symptoms shown below, for each symptom
that has affected you, please indicate how long you have had this symptom for:
2353 Responses

Figure 28 presents respondent views on the effects of their lymphoma/CLL symptoms. Roughly half
(49%) of patients agree or strongly agree that their lymphoma/CLL symptoms have had a negative
impact on their social life.

Figure 28: Thinking about the symptoms of lymphoma/CLL that affect you, to what extent, if at all, do you
agree or disagree with each of the following statements? (Please select one option on each row):
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