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Figure 1. 
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Figure 2. 

 

Male, 21%

Female, 78%

Intersex, 1%

Patient (n=161)

19%

52%

20%

10%

Under 35 35-54 55-64 65 and above
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Figure 3. 
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Figure 4. 
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Figure 5. 

5%

18%

77%

Suburbs or residential area

Rural area (for example: in a very small town in the

country or on a farm)

City / urban area

Patient % (n=160)

8%

19%

1%

1%

1%

70%

Prefer not to say

Another race category (please specify)
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Latin (e.g., Latin American, Hispanic descent)
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Patient% (n=160)

1%

33%

42%

24%

Prefer not to say

Secondary (High-school)

Post-Secondary (College / University)

Postgraduate (Master, PhD)

Patient % (n=161)
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Figure 6. 
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Figure 7. 

2%

2%

3%

3%

3%

5%

7%

15%

60%

Other

Student

Unemployed and unable to work for health reasons

(NOT seeking work)

Unemployed and seeking work

Homemaker / Stay-at-home parent

Part time employment

Self employment

Retired

Full time employment

Patient % (n=161)

2%

5%

6%

8%

14%

21%

45%

Prefer not say

Single / divorced / widowed and living with other

adults (excluding children or parents)

Single / divorced / widowed and living with my

parents

Single / divorced / widowed and living with my

children

Single / divorced / widowed and living alone

Married / in a civil partnership / living with a partner

without children

Married / in a civil partnership / living with a partner

with my / our children

Patient % (n=161)
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Figure 8. 

10%

21%

34%

11%

17%

8%

More than 10 years ago

5 years to less than 10 years ago

2 years to less than 5 years ago

1 year to less than 2 years ago

6 months to less than 1 year ago

Less than 6 months ago

Patient % (n=161)
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Figure 9. 
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Figure 10. 

 

8%

1%

14%

9%

27%

25%

16%

No symptoms / Not applicable

Don't know / Can't remember

12 months or more

6 months to less than 12 months

3 months to less than 6 months

1 month to less than 3 months

Less than 1 month

Patient % (n=160)

1%

12%

6%

21%

40%

19%

Don't know / Can't remember

12 months or more

6 months to less than 12 months

3 months to less than 6 months

1 month to less than 3 months

Less than 1 month

Patient % (n=147)
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Figure 11. 

 

1%

1%

19%

4%

13%

20%

30%

12%

Not applicable

Don't know / Can't remember

More than 5

5

4

3

2

1

Patient % (n=161)
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Figure 12. 

2%

3%

3%

2%

4%

1%

2%

1%

34%

1%

12%

2%

1%

22%

7%

2%

1%
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Other Aggressive Lymphoma (please specify)

Other Indolent Lymphoma (please specify)

Waldenstrom's Macroglobulinemia /

Lymphoplasmacytic Lymphoma

Nodular Lymphocyte Predominant Hodgkin

Lymphoma (NLPHL)

Mucosa-Associated Lymphoid Tissue (MALT)

Marginal Zone (Splenic type)

Mantle Cell

Hodgkin

Hairy Cell

Follicular

Diffuse Large B-Cell Lymphoma (DLBCL) Germinal

Centre B-Cell (GCB)

Diffuse Large B-Cell Lymphoma (DLBCL) Activated

B-Cell (ABC)

Diffuse Large B-Cell Lymphoma (DLBCL) (if not told

what specific type of DLBCL)

Chronic Lymphocytic Leukaemia (CLL) / Small

Lymphocytic Lymphoma (SLL)

Anaplastic Large Cell

Adult T-cell

Patient % (n=161)
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Figure 13. 
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Figure 14. 

 

2%

1%

1%

1%

3%

5%

6%

16%

17%

48%

Other (please specify)

I am palliative

I am newly diagnosed and not yet sure of my treatment

options

I have finished or stopped treatment but am not in

remission

I have relapsed or refractory disease but am not

currently being treated

Treatment is not yet needed (active monitoring or

watch and wait)

I have finished treatment and I am on maintenance

therapy

I have had treatment and I am now back in active

monitoring (watch and wait)

I am currently receiving  treatment

I am in remission

Patient % (n=161)

22% 8% 70%Patient (n=146)

Yes, just once Yes, more than once No
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Figure 15. 
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Figure 16. 
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Figure 17. 

27%

36% 36%

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

Patient % (n=77)

59%

29%

12%

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

Patient % (n=34)

8%

72%

20%

Yes No Don't know / Can't remember

Patient % (n=150)
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Figure 18. 

65% 28% 7%Patient % (n=57)

Yes No Not sure/can't remember
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Figure 19. 
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Figure 20. 

2%

4%

23%

20%

11%

41%
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Other (please specify)

They were not explained at all

They were not explained well, and I did not

understand

They were explained, but I did not understand the

information

They were  explained, and I understood the

information

Patient % (n=161)

1%

14%

9%

26%

50%

Don't know/ Can't remember

Did not seek additional information other than what
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Caregiver or family / friend

Patient and caregiver or family / friend jointly

Patient

Patient % (n=161)
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Figure 21. 
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Figure 22. 
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Figure 23. 

16% 19%

32%

22%

11%

Not at all informed Not very well

informed

Somewhat informed Well informed Very well informed

Patient % (n=161)

78%

11%

4%

3%

5%

No

Yes, and I understood my clinical trial options
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provided

Yes, but they were not related to my case

Yes, and we evaluated the different opportunities for

accessing them

Patient % (n=132)

33% 56% 11%Patient % (n=130)

Yes No Don't know/ can't remember
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Figure 24. 

 

4%

6%

1%

2%

7%

9%

14%

22%

29%

49%

59%

I did not obtain or receive health information

Others (please specify)

Podcasts

Webinars

Videos

Conferences/patient meetings

Medical journals

Oral information from healthcare providers

Booklets/Written information (prints or digitals)

Conversations with other patients

Websites

Patient % (n=161)
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Figure 25. 
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59% 12% 28%

3% 12% 1 2%

16 21% 19% 19 29%

8% 9% 18%

1% 10% 5%

8% 37% 12 18%

0% 0% 0%

75 100% 100% 100%

 

1%

12%

12%

28%

42%

50%

85%

I did not obtain or receive health information

Family/friends

Nurse

Online blogs/ Social media

Patient organisation

Internet

Doctor

Patient % (n=161)
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Figure 27. 

 

5%

11%

20%

46%

18%

Very dissatisfied

Dissatisfied

Neither dissatisfied nor satisfied

Satisfied

Very satisfied

Patient % (n=137)

81%

7%

6%

2%

4%

No

Don't know

Yes, but I can't remember when

Yes, at my / the patient/s follow-up visit

Yes, at my / the patient's first visit

Patient % (n=161)
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Figure 28. 

 

3%

2%

1%

1%

4%

6%

6%

10%

12%

21%

24%

36%

46%

48%

58%

None of the above

Others

Face to Face visits

Webinars/Symposiums

Peer support/buddy programs

Newsletter

Video

Conferences/ patient meetings

Telephone calls

List of questions to ask doctor

Booklets or other written information

Contact with patients and/or caregivers

Support groups

Websites

Social media channels (Facebook, Twitter,

LinkedIn, Instagram)

Patient % (n=67)



× 

Figure 29. 

17%

19%

25%

9% 20%

8%

40%

8%

10%

20%

19%

16%

26%

33%

16%

13%

20%

20%

17%

13%

13%

11%

10%

20%Ranked 5

Ranked 4

Ranked 3

Ranked 2

Ranked 1

Websites

Booklets or other written information

Webinars/symposiums

Conferences/patient meetings

Newsletters

List of questions to ask doctor

Social media channels (Facebook, Twitter, LinkedIn, Instagram)

Support groups

Contact with patients and/or caregivers

Peer support / buddy programs

Telephone calls

Face to face visits

Video

Other
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Figure 30. 
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Figure 31. 

 

3% 2%

23%

57%

15%

Very dissatisfied Dissatisfied Neither dissatisfied

nor satisfied

Satisfied Very satisfied

Patient % (n=65)

4%

5%

14%

15%

49%

70%

80%

Other websites (e.g., pharmaceutical companies)

Youtube

Medical journal articles (e.g., Pubmed, Google

Scholar, etc.)

Hospital websites

Facebook

Patient organisation websites

Search engines (e.g., google, bing, etc)

Patient % (n=81)
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Figure 32. 

86%

12%

2%

Patient %(n=161)

Don't know/ Can't remember No Yes
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Figure 33. 
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Figure 34. 

 

63% 36%Patient %(n=139)

Yes No

43% 8% 36% 12%Patient %(n=160)

Yes, by a cancer care team

Yes, by a cancer care coordinator

Yes, by a cancer team and a cancer care coordinator

No

Don't know/can't remember
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Figure 36. 

 

25%

9%

1%

1%

3%

3%

8%

11%

14%

14%

19%

20%

23%

31%

None of the above

Other

Palliative care specialist

Rehabilitation specialist

Physical therapist

Social Worker

Mind-body interventions (meditation, yoga)

Psycho-oncology

Patient organisations

Therapist/counsellor/ psychologist

Support groups or mentoring groups

Dietician/nutritionist

Oncology nurse

General practitioner/family doctor

Patient % (n=80)

54%

33%

13%

Yes, I do No Don't know

Patient % (n=82)
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Figure 37. 

 

3%

6%

9%

9%

18%

18%

24%

32%

35%

44%

56%

My extended family understand the chronic nature of

this cancer and support me

I have lost friends who don't understand the chronic

nature of this cancer and what that means for me

I think I have more stress and anxiety than other people

I know whose disease is curable

I knew some cancers were chronic before this diagnosis

I like to stay up-to-date on new treatment options so I

am prepared

My friends are supportive

I worry about what the next treatment will be

I am content as long as I have a good quality of life

I have confidence the doctor coordinating my care has

a treatment plan for me which eases my concern

My immediate family understand the chronic nature of

this cancer and support

I focus on living my life and don't dwell on it

Patient % (n=34)
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Figure 38. 

 

23%

10%

23%

16%

16%

58%

57%

58%

61%

45%

13%

27%

16%

10%

29%

7%

3%

7%

10%

3%

7%

I understand my treatment plan

I have a care plan (e.g., cancer care plan)

I have regular follow-up visits with my specialist care

provider

I know who to contact about different health issues I

may experience

I feel confident that my care is being well managed

Strongly agree Agree Neither agree nor disagree Disagree Strongly disagree
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Figure 39. 

11%

20%

25%

13%

44%

59%

46%

42%

19%

14%

14%

19%

17%

5%

11%

16%

9%

5%

11%

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

care plan)

There  are regular follow-up visits with a

lymphoma/CLL care provider

I know who to contact about different health issues

that may be experienced

I feel as supported now as when receiving active care

for lymphoma

Strongly agree Agree Neither agree nor disagree Disagree Strongly disagree
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20% 73% 6% 2%Patient % (n=146)

Yes, I was given more than one option

No, I was not given more than one treatment option
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34% 46% 17% 3%Patient % (n=150)

Yes, definitely Yes, to some extent

No, I would like to be more involvedNo, but I do not want to be involved

15%
14%

8%

13%

44%

6%

Very inadequate Somewhat

inadequate

Neither

inadequate nor

adequate

Somewhat

adequate

Very adequate Don't know /

Can't remember

Patient % (n=72)
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Figure 43. 

 

1%

1%

2%

9%

12%

23%

52%

Caregiver only

Family only

Doctor and caregiver or family are jointly involved in

the final decision

Patient only

Doctor only

Doctor, patient and caregiver or family are jointly

involved in the final decision

Doctor and patient are jointly involved in the final

decision

Patient % (n=150)
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Figure 44. 

 

38%

57%

50%

45%

31%

29%

37%

41%

37%

40%

34%

45%

28%

37%

21%

7%

11%

21%

24%

43%

26%

Encourages questions and checks understanding

Allows me to express myself without interrupting

Explains my lymphoma or CLL and care plan in a way

that I can easily understand

Clearly outlines treatment choices and the risks and

benefits associated with each choice

Explores my preferences and understanding

Identifies and recommends other resources and

support

Communicates with empathy

Always Sometimes Never
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Figure 45. 

 

45%

40%

51%

45%

63%

47%

45%

40%

46%

32%

6%

13%

8%

5%

5%

Help me understand the cost implications of

treatment options

Provide self management tools (cancer care plan,

survivorship care plan, etc)

Understand my goals and concerns regarding care

options

Ask about my preferences for level of information and

involvement in care and decision making

Tell the full truth about the diagnosis even though it

may be uncomfortable or unpleasant

Very important Important Somewhat important Not at all important
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14% 39%

18% 70%

30% 50%

1% 50%

0% 0%

8% 55%

46% 85%

64% 60%

42% 78%

12% 27%

19% 62%

1% 0%

34% 79%

11% 60%

20% 69%

12% 67%

16% 96%

6% 6%
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52% 48%Patient % (n=149)

Yes No
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Figure 47. 

1%

2%

8%

1%

1%

1%

2%

2%

7%

15%

16%

19%

30%

42%

43%

Don't know/can't remember

None of the above

Other (please specify)

Targeted electron beam

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

axicabtagene ciloleucel (YESCARTA®), Kymriah® or

tisagenlecleucel

Topical steroids creams

Skin creams and ointments

Targeted therapy (e.g., Idelisib (Zydelig®) Copanlisib

(ALIQOPA®), Bortezomib (Velcade), Ibrutinib

Complementary and alternative medicine (CAM) (e.g.,

acupuncture, supplements)

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

Obinutuzumab (Gazyaº), mogamulizumab (Poteligeo), 

Brentuximab vedotin (Adcetris), Lenalidomide «

Autologous or allogeneic stem cell transplant (bone

marrow transplant)

Steroids (e.g., dexamethasone, methylprednisolone

(Medrol®))

Radiation therapy

Chemotherapy alone (e.g., CHOP, chlorambucil,

Bendamustine, ABVD)

Chemo-immunotherapy (e.g., R-CHOP, BR-

Bendamustine, Rituximab)

Patient % (n=134)
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Figure 49. 

 

5%

95%

Patient % (n=132)

No Yes

12%

4%

2%

2%

3%

15%

64%
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Received or currently receiving 6th or more lines of

treatment (combination)

Received or currently receiving 5th line of treatment

(combination)

Received or currently receiving 4th line of treatment

(combination)

Received or currently receiving 3rd line of treatment

(combination)

Received or currently receiving 2nd line of treatment

(combination)

Received or currently receiving first treatment /

treatment combination

Patient % (n=144)
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Figure 51. 

33%

3%

4%

42%

5%

14%
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Other (please specify)

No,  no interchangeable drug was used for my

treatment, but I wanted it

No,  no interchangeable drug was used for my

treatment, and I did not want it

Yes, but the doctor made the decision to use an

interchangeable drug without telling me

Yes, the doctor informed me they were using an

interchangeable drug

Patient % (n=132)

3%

32%

17%

26%

22%

Other (please specify)

Yes, I was given the information on fertility

preservation, and I was interested in it

Yes, I was given information on fertility preservation,

but I was not interested in it

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

interested

No, I was not given the information, but I was

interested

Patient % (n=133)
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Figure 53. 

7% 7%

14%

54%

18%

Strongly disagree Disagree Neither agree nor

disagree

Agree Strongly agree

Patient (n=71)

41%

2%

2%

5%

5%

30%

50%

None of the above

Other (please specify)

Acupuncture

Mind-body practices (e.g., meditation, yoga)

Traditional treatment or native remedies not

prescribed by your doctor

Natural products

Lifestyle modifications (e.g., dietary changes, less use

of alcohol, less working hours, exercise)

Patient % (n=132)
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Figure 55. 

62% 38%Patient % (n=76)

Yes No

11%

5%

13%

22%

25%

28%

37%

43%

48%

53%

60%

Don't know

A reduced impact on caregiver/ family members

Duration of treatment

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

on fertility)

Certainity of available treatment data/ results

Treatment at home versus treatment in clinic

A cure

Improved/longer survival

Improved quality of life

Fewer side effects/ more tolerable side effects during

treatment

Bring about a remission/ response

Patient % (n=144)
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Figure 56. 

 

32%

2%

0%

1%

1%

4%

5%

9%

12%

14%

15%

16%

20%

21%

37%

Nothing has made getting treatment more difficult

(please specify)

Other (please specify)

Language barriers

Paying for childcare

Having to go to multiple different treatment centres

Could not give up working/job

Accomodation arrangements

The time I would need to take out of my day-to-day

life (i.e., taking care of family, household chores, other

commitments)

Treatment waiting times

Burdensome transport to treatment centre

Access to specialists/ wait times

Access to the most up-to-date treatment

Encountering difficulties in administrative tasks (health

insurance paperwork and other paperwork related to

the illness)

Financial difficulties

Having to travel outside my region of residence for

treatment

Patient % (n=133)
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Figure 57. 

2%

54%

2%

2%

3%

3%

5%

8%

9%

11%

15%

16%

28%

30%

Other (please specify)

Never presented with an opportunity to take part

Finding childcare

The time I would need to take out of my day-to-day

life (i.e., taking care of family, household chores, other

commitments)

Inability to take time from work

I have an unfavourable opinion about treatment being

researched in trial

Access to insurance

Not eligible or selected for the trial

Fear of receiving placebo (a treatment with no

therapeutic value)

Feelings that the trial will not help

Geographical access (i.e., travelling a considerable

distance)

Do not want to be experimented on

Fear of potential unknown side effects

Clinical trials are not available for my disease where I

live

Patient % (n=123)
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Figure 58. 

2%

2%

2%

2%

3%

5%

6%

7%

11%

12%

13%

14%

14%

15%

16%

17%

18%

18%

18%

23%

23%

23%

26%

27%

30%

30%

30%

32%

33%

36%

39%

43%

68%

80%

None of the above

Other (please specify)

Cytokine release syndrome (CRS)

Secondary cancer

Infusion reaction

Respiratory problems (breathing)

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

Osteoporosis

Kidney problems (swelling of arms/legs)

Deep vein thrombosis

Infertility

Liver problems

Loss of memory

Cardiovascular (heart) problems

Eyesight issues

Easy bruising and bleeding

Infections (neutropenia)

Pain

Sexual and intimacy problems

Inability to multitask

Lack of concentration

Anaemia

Diarrhoea

Dental issues

Headaches

Mouth and throat symptoms

Skin, hair, and nail problems

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

Constipation

Changes in taste and smell
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Nausea and vomitting

Fatigue

Hair loss

Patient % (n=132)
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Figure 60. 

 

4%

25%

56%

14%
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No, they did not provide any help

Yes, they helped with some of my side effects

Yes, they helped with all my side effects

Patient % (n=126)

1%

16%

28%

72%

Other (please specify)

Referred me to another source of support

Provided further information

Provided medication to help cope with the side effects

Patient % (n=124)
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Figure 61. 

 

11%

11%

8%

11%

19%

21%

19%

21%

12%

8%

10%

15%

36%

39%

48%

38%

19%

19%

14%

11%

My symptoms and/or side effects have negatively

impacted on everyday activities that people my age

can usually do (e.g., exercise, shopping, household

chores etc.)

I have been unable to work/ had to change my job or

working pattern because of my symptoms and/ or

side effects

My symptoms and/or side effects have had a

negative impact on my social life

My symptoms and/or side effects have had a

negative impact on my partner, children, close

friends, or relatives

Strongly disagree Disagree Neither agree nor disagree

Agree Strongly agree Don't know / Can't remember
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Figure 62. 
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Figure 63. 
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None of the above

Other (please specify)

My financial situation

Ability to think clearly/ concentrate

Employment (working fewer hours, stopped working)

Relationship with other people

Ability to sleep

Sexual functioning

Social activities

Ability to remember things

Enjoyment of life

Mood

Physical activities

General work around the home (daily chores/

housework)

General activity

Fatigue rated 1-5 Fatigue rated 6-10
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Figure 65. 
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Figure 67. 
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Information about normal versus cancer-related fatigue

Information about the persistence of fatigue after treatment

Strategies to manage fatigue (e.g., physical activity)
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Digital applications for managing fatigue

Referral to other resources
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Digital applications (e.g., sleep app)
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Mind-body interventions (e.g., yoga, meditation,

reiki)

Exercise programs

Medicines (e.g., psycho-stimulants, antidepressants,

steroids, supplements)

Nutritional consultation and counselling

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

pacing)

Patient % (n=107)
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Figure 68. 
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Fear of relapse of lymphoma
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Changes in relationships

Post-traumatic stress disorder (PTSD)

I have not experienced any of these in the last 12 months
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Figure 70. 
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Help offered For Depression For Anxiety 

For Fear of 

progression of 

lymphoma 

For Fear of 

relapse of 

lymphoma 

Medication to help cope with 

this worry or concern

Further written or verbal 

information

The empathetic/ understanding 

approach of my doctor when I 

told him/ her

Patient organisation or patient 

support group

Referral to other sources of 

support (e.g., social worker, 

therapist, counselling)

Exercise

Participation of family/ 

caregiver in providing support

The empathetic/ understanding 

approach of my nurse when I 

told him/ her

Eating a healthy diet 

Other 
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Figure 71. 
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Figure 72. 
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Figure 73. 
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Figure 75. 
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No and I am not planning to get vaccinated
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Yes, I am fully vaccinated (no dose left to take)

Patient % (n=134)
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Yes, and it worries me Yes, but it does not worry me No

22% 77%Patient % (n=134)

Yes No Don't know/ Can't remember
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Other (please specify)

Information and support from the lymphoma or CLL

doctors and nurses

Information and support from patient organisations

(e.g., calls and emails, information provision, answering
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Websites

News/ news articles

Communication with my family/ friends

Devotion to work

Devotion to hobbies

Online social events of patient support groups

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

shielding support)

Public health information from the government

Switching my care to telemedicine

Very helpful Helpful Somewhat helpful Not at all helpful
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Figure 78. 
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Figure 79. 
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Other (please specify)

Difficulties in getting supplies (food, medicine) at home

Concerns about finances because of Covid-19

Delays in my/ the patient's routine lymphoma care due

to the pandemic

Concerns about my family or caregiver getting Covid-

19

Concerns about getting Covid-19 at a healthcare

facility

Increased isolation and loneliness

Concerns about accessing healthcare if I fall ill

Concerns about getting Covid-19 generally

Patient % (n=40)












































