	[bookmark: _Ref208995733][bookmark: _Toc209002764]Table 1. Electronic database search strategy literature review 1

	Search
	Search terms
	Search term type
	Search Field
	Number of abstracts

	Disease-specific terms

	1
	Exp multiple myeloma/
	Subject Heading
	-
	100763

	2
	(myeloma* OR (Kahler* ADJ2 disease)).ti,ab.
	Keywords
	Titles and abstracts (.ti,ab)
	111729

	3
	1 OR 2
	-
	-
	129357

	Quality of life terms 

	4
	exp "quality of life"/ OR daily life activity/ OR "activities of daily living"/ OR daily activities/ OR physical activity/ OR exp wellbeing/ OR well being/
	Subject Heading
	-
	1244761

	5
	((quality adj2 life) OR HRQOL OR (health adj1 status) OR (activit* adj3 living) OR (daily adj2 activit*) OR well?being).ti,ab.
	Keywords
	Titles and abstracts (.ti,ab)
	1098934

	6
	4 OR 5
	-
	-
	1687730

	Combine search elements

	10
	3 AND 6
	
	-
	5154

	11
	Published between 1995-present
	
	-
	4232

	12
	Duplicates removed
	
	-
	3937

	Note: * An asterisk denotes a search command operator used to retrieve variants of a keyword term (e.g. symptom* would retrieve symptoms, symptomatic, symptomology etc.), adj- The function ‘adj’ denotes a search command operator used to retrieve two search terms that are adjacent (or within a specified number) of each other, /-A forward slash denotes a search command operator used to retrieve a subject heading term., exp –denotes than the subject heading has been exploded, including all narrower subject headings within its tree hierarchy
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	[bookmark: _Ref207097076][bookmark: _Toc209002765]Table 2. Literature review 1: Abstract screening criteria

	
	
	
	Inclusion criteria
	Exclusion criteria

	
	Population
	
	Reports on adult patients with Multiple Myeloma who are on treatment
	Reports on samples of patients without Multiple Myeloma or patients with Multiple Myeloma who are not on treatment. 
In cases of combined samples with the above, if relevant patient results are reported separately this abstract should be included

	
	Outcomes
	
	Includes reference to/describes the patients experience as reported directly by the patient
	Includes only descriptions reported from non-patient sources (e.g. healthcare professionals, caregivers)

	
	Data source
	
	Outcome data is collected via PRO
	

	
	Literature type
	
	Original research (full text manuscript or conference poster/abstract)
	Reviews, conference proceedings, book chapters, etc.




	[bookmark: _Toc209002769]Table 3. Sampling quotas for patient interviews
	

	Sampling quota
	Target (N=90), n
	Achieved (N=93), n (%)

	Sex

	Male
	≥30
	44 (47.3)

	Female
	≥30
	49 (52.7)

	European Countries 

	UK 
	≥10
	15 (16.1)

	Northern Country
	≥10
	15 (16.1)

	Southern Country
	≥10
	18 (19.4)

	Eastern Country 
	≥10
	19 (20.4)

	Western Country
	≥10
	17 (18.3)

	Additional Country 
	-
	  9 (9.7)

	Age

	Age 18-50 years
	≥10
	  8 (8.6)

	Age 51-65
	≥20
	33 (35.5)

	Age 66-75
	≥20
	36 (38.7)

	Age >76
	≥10
	16 (17.2)

	Disease stage

	Newly diagnosed MM
	≥20
	41 (44.1)

	1st or subsequent relapses
	≥20
	40 (43.0)

	Refractory Progressive MM
	≥20
	12 (12.9)

	Treatment stage/Therapy lines	

	Continuous
	-
	64 (68.9)

	Induction/Newly Diagnosed 
	≥15
	22 (23.6)

	2nd - 4th Line Relapse Refractory
	≥15
	22 (23.6)

	>4th line Relapse Refractory
	≥15
	11 (11.8)

	Maintenance
	≥15
	  0 (0.0)

	Transplantation
	≥15
	20 (21.5)

	Green highlight denotes quotas that were met; orange highlight denotes quotas that were not met. 
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	Table 4. List of myeloma issues discussed during Phase 1b interviews

	#
	Issues
	How relevant?
	15 most important issues

	
	
	Not relevant
	A little relevant
	Quite relevant
	Very relevant
	

	1
	Trouble doing strenuous activities
	1
	2
	3
	4
	N/A

	2
	Trouble taking a long walk
	1
	2
	3
	4
	

	3
	Trouble taking a short walk
	1
	2
	3
	4
	

	4
	Needing to stay in a bed or chair during the day
	1
	2
	3
	4
	

	5
	Need help with eating, dressing, washing yourself or using the toilet
	1
	2
	3
	4
	

	6
	Limited in doing either your work or other daily activities
	1
	2
	3
	4
	

	7
	Limited in pursuing your hobbies or other leisure time activities
	1
	2
	3
	4
	

	8
	Short of breath
	1
	2
	3
	4
	

	9
	Had pain
	1
	2
	3
	4
	

	10
	Need to rest
	1
	2
	3
	4
	

	11
	Trouble sleeping
	1
	2
	3
	4
	

	12
	Felt weak
	1
	2
	3
	4
	

	13
	Lacked appetite
	1
	2
	3
	4
	

	14
	Felt nauseated
	1
	2
	3
	4
	

	15
	Vomited
	1
	2
	3
	4
	

	16
	Been constipated
	1
	2
	3
	4
	

	17
	Had diarrhea
	1
	2
	3
	4
	

	18
	Tired
	1
	2
	3
	4
	

	19
	Pain that interfered with daily activities
	1
	2
	3
	4
	

	20
	Difficulty concentrating
	1
	2
	3
	4
	

	21
	Feel tense
	1
	2
	3
	4
	

	22
	Worry
	1
	2
	3
	4
	

	23
	Irritable
	1
	2
	3
	4
	

	24
	Feel depressed
	1
	2
	3
	4
	

	25
	Difficulty remembering things
	1
	2
	3
	4
	

	26
	Interfere with family life
	1
	2
	3
	4
	

	27
	Interfere with social life
	1
	2
	3
	4
	

	28
	Financial difficulties
	1
	2
	3
	4
	

	29
	Have you had bone aches or pains?
	1
	2
	3
	4
	Yes      No

	30
	Have you had pain in your back?
	1
	2
	3
	4
	Yes      No

	31
	Have you had pain in your hip?
	1
	2
	3
	4
	Yes      No

	32
	Have you had pain in your arm or shoulder?
	1
	2
	3
	4
	Yes      No

	33
	Have you had pain in your chest?
	1
	2
	3
	4
	Yes      No

	34
	If you had pain that increases with activity?
	1
	2
	3
	4
	Yes      No

	35
	Did you feel drowsy?
	1
	2
	3
	4
	Yes      No

	36
	Did you feel thirsty?
	1
	2
	3
	4
	Yes      No

	37
	Have you felt ill?
	1
	2
	3
	4
	Yes      No

	38
	Have you had a dry mouth?
	1
	2
	3
	4
	Yes      No

	39
	Have you lost any hair?
	1
	2
	3
	4
	Yes      No

	40
	Were you upset by the loss of your hair?
	1
	2
	3
	4
	Yes      No

	41
	Did you have tingling in hands or feet?
	1
	2
	3
	4
	Yes      No

	42
	Did you feel restless or agitated?
	1
	2
	3
	4
	Yes      No

	43
	Have you had acid indigestion or heartburn?
	1
	2
	3
	4
	Yes      No

	44
	Have you had burning or sore eyes?
	1
	2
	3
	4
	Yes      No

	45
	Have you felt physically less attractive as a result of your disease or treatment?
	1
	2
	3
	4
	Yes      No

	46
	Have you been thinking about your illness?
	1
	2
	3
	4
	Yes      No

	47
	Have you been worried about dying?
	1
	2
	3
	4
	Yes      No

	48
	Have you been worried about your health in the future?
	1
	2
	3
	4
	Yes      No

	49
	Have you had muscle cramp or spasms?
	1
	2
	3
	4
	Yes      No

	50
	Had a fast heartbeat
	1
	2
	3
	4
	Yes      No

	51
	Had a tremor?
	1
	2
	3
	4
	Yes      No

	52
	Had a seizure
	1
	2
	3
	4
	Yes      No

	53
	Felt dizzy
	1
	2
	3
	4
	Yes      No

	54
	Fainted
	1
	2
	3
	4
	Yes      No

	55
	Lost your balance
	1
	2
	3
	4
	Yes      No

	56
	Been confused
	1
	2
	3
	4
	Yes      No

	57
	Had blurred vision? 
	1
	2
	3
	4
	Yes      No

	58
	Had trouble speaking
	1
	2
	3
	4
	Yes      No

	59
	Had a sore mouth/ throat
	1
	2
	3
	4
	Yes      No

	60
	Have trouble hearing
	1
	2
	3
	4
	Yes      No

	61
	Ringing or buzzing in ears
	1
	2
	3
	4
	Yes      No

	62
	Had a rash 
	1
	2
	3
	4
	Yes      No

	63
	Had swelling in legs or hands
	1
	2
	3
	4
	Yes      No

	64
	Had swelling in your face
	1
	2
	3
	4
	Yes      No

	65
	Had discomfort in hands
	1
	2
	3
	4
	Yes      No

	66
	Had discomfort in feet
	1
	2
	3
	4
	Yes      No

	67
	Difficulty manipulating objects with your fingers (e.g., fastening small buttons)
	1
	2
	3
	4
	Yes      No

	68
	Had a fever
	1
	2
	3
	4
	Yes      No

	69
	Lost weight
	1
	2
	3
	4
	Yes      No

	70
	Gained weight
	1
	2
	3
	4
	Yes      No

	71
	Had a cough
	1
	2
	3
	4
	Yes      No

	72
	Had a headache
	1
	2
	3
	4
	Yes      No

	73
	Had hiccups
	1
	2
	3
	4
	Yes      No

	74
	Trouble controlling your bladder
	1
	2
	3
	4
	Yes      No

	75
	Lack energy
	1
	2
	3
	4
	Yes      No

	76
	Bothered by side effects of treatment
	1
	2
	3
	4
	Yes      No

	77
	Felt close to my partner
	1
	2
	3
	4
	Yes      No

	78
	Satisfied with my sex life
	1
	2
	3
	4
	Yes      No

	79
	Felt sad
	1
	2
	3
	4
	Yes      No

	80
	Felt fearful
	1
	2
	3
	4
	Yes      No

	81
	Felt happy
	1
	2
	3
	4
	Yes      No

	82
	Felt lonely
	1
	2
	3
	4
	Yes      No

	83
	Take responsibility of my own medications
	1
	2
	3
	4
	Yes      No

	84
	Satisfied with how coping with illness
	1
	2
	3
	4
	Yes      No

	85
	Satisfied with family communication about illness
	1
	2
	3
	4
	Yes      No

	86
	Family have accepted illness
	1
	2
	3
	4
	Yes      No

	87
	Felt supported by your family members or friends
	1
	2
	3
	4
	Yes      No

	88
	Felt hopeful about the future
	1
	2
	3
	4
	Yes      No

	89
	Accepted illness
	1
	2
	3
	4
	Yes      No

	90
	Work is fulfilling
	1
	2
	3
	4
	Yes      No

	91
	Able to enjoy life
	1
	2
	3
	4
	Yes      No

	92
	Enjoy the things I usually do for fun
	1
	2
	3
	4
	Yes      No




	Table 5. Full results of Phase 1b interviews

	#
	Issue
	Patients (n=93)
	HCPs (n=20)
	
	

	
	
	Mean relevance 
score (SD)
	Prevalence n (%)
	Relevance
 n (%)
	Importance n (%)
	Mean relevance score (SD) 
	Prevalence n (%)
	Importance n (%)
	Inclusion1
	Rationale for decision

	1
	Trouble doing strenuous activities
	2.8 (1.0)
	58 (62.4)
	51 (54.8)
	N/A
	3 (0.8)
	12 (60.0%)
	N/A
	X
	An issue taken directly from the C30.

	2
	Trouble taking a long walk
	2.7 (1.1)
	54 (58.1)
	53 (57.0)
	N/A
	3.05 (0.6)
	9 (45.0%)
	N/A
	X
	An issue taken directly from the C30.

	3
	Trouble taking a short walk
	1.8 (1.0)
	23 (24.7)
	31 (33.3)
	N/A
	2.9 (1.0)
	5 (25.0%)
	N/A
	X
	An issue taken directly from the C30.

	4
	Needing to stay in a bed or chair during the day
	2.3 (1.0)
	33 (35.5)
	42 (45.2)
	N/A
	2.8 (0.8)
	11 (55.0%)
	N/A
	X
	An issue taken directly from the C30.

	5
	Need help with eating, dressing, washing yourself or using the toilet
	1.6 (1.1)
	12 (12.9)
	20 (21.5)
	N/A
	2.85 (1.0)
	6 (30.0%)
	N/A
	X
	An issue taken directly from the C30.

	6
	Limited in doing either your work or other daily activities
	2.5 (1.1)
	51 (54.8)
	50 (53.8)
	N/A
	3.15 (0.7)
	19 (95.0%)
	N/A
	X
	An issue taken directly from the C30.

	7
	Limited in pursuing your hobbies or other leisure time activities
	2.5 (1.1)
	49 (52.7)
	50 (53.8)
	N/A
	2.8 (1.0)
	13 (65.0%)
	N/A
	X
	An issue taken directly from the C30.

	8
	Short of breath
	2.0 (1.1)
	21 (22.6)
	32 (34.4)
	N/A
	2.4 (0.7)
	4 (20.0%)
	N/A
	X
	An issue taken directly from the C30.

	9
	Had pain
	2.7 (1.1)
	64 (68.8)
	53 (57.0)
	N/A
	3.65 (0.5)
	20 (100%)
	N/A
	X
	An issue taken directly from the C30.

	10
	Need to rest
	2.6 (1.0)
	44 (47.3)
	52 (55.9)
	N/A
	3.2 (0.6)
	14 (70.0%)
	N/A
	X
	An issue taken directly from the C30.

	11
	Trouble sleeping
	2.1 (0.9)
	40 (43.0)
	31 (33.3)
	N/A
	3.1 (0.5)
	8 (40.0%)
	N/A
	X
	An issue taken directly from the C30.

	12
	Felt weak
	2.4 (0.9)
	41 (44.1)
	40 (40.3)
	N/A
	3.35 (0.6)
	16 (80.0%)
	N/A
	X
	An issue taken directly from the C30.

	13
	Lacked appetite
	2.0 (1.1)
	23 (24.7)
	35 (37.6)
	N/A
	2.75 (0.6)
	7 (35.0%)
	N/A
	X
	An issue taken directly from the C30.

	14
	Felt nauseated
	1.8 (1.0)
	21 (22.6)
	28 (30.1)
	N/A
	2.6 (0.6)
	6 (30.0%)
	N/A
	X
	An issue taken directly from the C30.

	15
	Vomited
	1.5 (0.9)
	11 (11.8)
	21 (22.6)
	N/A
	2.5 (0.9)
	4 (20.0%)
	N/A
	X
	An issue taken directly from the C30.

	16
	Been constipated
	2.2 (1.1)
	27 (29.0)
	42 (45.2)
	N/A
	2.85 (0.7)
	12 (60.0%)
	N/A
	X
	An issue taken directly from the C30.

	17
	Had diarrhea
	2.1 (1.1)
	25 (26.9)
	38 (40.9)
	N/A
	2.85 (0.7)
	15 (75.0%)
	N/A
	X
	An issue taken directly from the C30.

	18
	Tired
	2.7 (1.0)
	55 (59.1)
	49 (52.2)
	N/A
	3.45 (0.6)
	20 (100%)
	N/A
	X
	An issue taken directly from the C30.

	19
	Pain that interfered with daily activities
	2.3 (1.0)
	41 (44.1)
	40 (43.0)
	N/A
	3.55 (0.7)
	17 (85.0%)
	N/A
	X
	An issue taken directly from the C30.

	20
	Difficulty concentrating
	2.2 (1.0)
	32 (34.4)
	39 (41.9)
	N/A
	2.75 (0.7)
	7 (35.0%)
	N/A
	X
	An issue taken directly from the C30.

	21
	Feel tense
	2.2 (1.1)
	24 (25.8)
	41 (44.1)
	N/A
	2.35 (0.7)
	5 (25.0%)
	N/A
	X
	An issue taken directly from the C30.

	22
	Worry
	2.4 (1.0)
	39 (41.9)
	51 (54.8)
	N/A
	2.95 (0.6)
	15 (75.0%)
	N/A
	X
	An issue taken directly from the C30.

	23
	Irritable
	2.1 (1.1)
	18 (19.4)
	39 (41.9)
	N/A
	2.1 (0.7)
	5 (25.0%)
	N/A
	X
	An issue taken directly from the C30.

	24
	Feel depressed
	2.0 (1.1)
	27 (29.0)
	33 (35.5)
	N/A
	3.15 (0.8)
	12 (60.0%)
	N/A
	X
	An issue taken directly from the C30.

	25
	Difficulty remembering things
	2.4 (1.0)
	29 (31.2)
	48 (51.6)
	N/A
	2.4 (0.9)
	5 (25.0%)
	N/A
	X
	An issue taken directly from the C30.

	26
	Interfere with family life
	2.1 (1.0)
	28 (30.1)
	39 (41.9)
	N/A
	3.25 (0.7)
	12 (60.0%)
	N/A
	X
	An issue taken directly from the C30.

	27
	Interfere with social life
	2.3 (1.0)
	31 (33.3)
	51 (54.8)
	N/A
	2.75 (0.8)
	12 (60.0%)
	N/A
	X
	An issue taken directly from the C30.

	28
	Financial difficulties
	1.7 (1.0)
	13 (14.0)
	23 (24.7)
	N/A
	2.45 (1.0)
	8 (40.0%)
	N/A
	X
	An issue taken directly from the C30.

	29
	Have you had bone aches or pains?
	2.7 (1.0)
	55 (59.1)
	50 (53.8)
	47 (50.5)
	3.75 (0.4)
	20 (100%)
	11 (55.0%)
	✔
	Met all 4 criteria for patients
Met Criteria 1 and 4 for HCPs
Sites agreed it was specific to MM

	30
	Have you had pain in your back?
	2.7 (1.1)
	57 (61.3)
	47 (50.0)
	46 (49.5)
	3.6 (0.5)
	11 (55.0%)
	4 (20.0%)
	✔
	Met all 4 criteria for patients
Met Criteria 1 for HCPs
Sites agreed it was specific to MM

	31
	Have you had pain in your hip?
	2.2 (1.2)
	25 (26.9)
	41 (44.1)
	13 (14.0)
	3.25 (0.8)
	9 (45.0%)
	3 (15.0%)
	✔
	Met all 4 criteria for patients
Met Criteria 1 for HCPs
Sites agreed it was specific to MM

	32
	Have you had pain in your arm or shoulder?
	2.1 (1.1)
	22 (23.7)
	36 (38.7)
	15 (16.1)
	2.9 (0.7)
	7 (35.0%)
	0
	X
	Issue had not met enough criteria for both samples

	33
	Have you had pain in your chest?
	1.9 (1.1)
	16 (17.2)
	31 (33.3)
	11 (11.8)
	2.55 (0.7)
	7 (35.0%)
	0
	X
	Issue had not met enough criteria for both samples

	34
	If you had pain that increases with activity?
	2.3 (1.1)
	24 (25.8)
	39 (41.9)
	27 (29.0)
	3.6 (0.6)
	9 (45.0%)
	3 (15.0%)
	✔
	Met 3 criteria for patients
Met 1 criteria for HCPs
Sites agreed it was specific to MM

	35
	Did you feel drowsy?
	2.4 (1.1)
	17 (18.3)
	48 (51.6)
	17 (18.3)
	2.65 (0.9)
	5 (25.0%)
	2 (10.0%)
	✔
	Met 3 criteria for patients
Sites agreed it was specific to MM

	36
	Did you feel thirsty?
	1.8 (1.0)
	10 (10.8)
	29 (31.2)
	2 (2.2)
	2.1 (0.6)
	2 (10.0%)
	0
	X
	Issue had not met enough criteria for both samples

	37
	Have you felt ill?
	2.4 (1.1)
	31 (33.3)
	44 (47.3)
	26 (28.0)
	3 (0.7)
	8 (40.0%)
	7 (35.0%)
	✔
	Met 3 criteria for patients
Met 2 criteria for HCPs
Sites agreed it was specific to MM

	38
	Have you had a dry mouth?
	2.2 (1.1)
	12 (12.9)
	45 (48.4)
	5 (5.4)
	1.95 (0.6)
	5 (25.0%)
	0
	✔
	Met 3 criteria for patients
Sites agreed it was specific to MM

	39
	Have you lost any hair?
	2.1 (1.2)
	21 (22.6)
	35 (37.6)
	5 (5.4)
	2.3 (0.8)
	7 (35.0%)
	1 (5.0%)
	✔
	Met 3 criteria for patients
Sites agreed it was specific to MM

	40
	Were you upset by the loss of your hair?
	1.7 (1.1)
	9 (9.7)
	22 (23.7)
	6 (6.5)
	2.3 (0.6)
	3 (15.0%)
	0
	X
	Issue had not met enough criteria for both samples

	41
	Did you have tingling in hands or feet?
	2.4 (1.1)
	38 (40.9)
	40 (43.0)
	24 (25.8)
	3.35 (0.7)
	16 (80.0%)
	11 (55.0%)
	✔*
	Met 3 criteria for patients
Met 2 criteria for HCPs
Sites agreed it was specific to MM

*This issue was split into two items for tingling in hands and tingling in feet.

	42
	Did you feel restless or agitated?
	2.1 (1.0)
	14 (15.1)
	39 (41.9)
	12 (12.9)
	2.75 (0.6)
	6 (30.0%)
	0
	✔
	Met 3 criteria for patients
Sites agreed it was specific to MM treatments

	43
	Have you had acid indigestion or heartburn?
	1.9 (1.0)
	12 (12.9)
	35 (37.6)
	4 (4.3)
	2.35 (0.7)
	5 (25.0%)
	0
	X
	Issue had not met enough criteria for both samples

	44
	Have you had burning or sore eyes?
	1.7 (1.0)
	10 (10.8)
	23 (24.7)
	6 (6.5)
	2.35 (0.8)
	5 (25.0%)
	2 (10.0%)
	X
	Issue had not met enough criteria for both samples

	45
	Have you felt physically less attractive as a result of your disease or treatment?
	2.0 (1.2)
	11 (11.8)
	34 (36.6)
	10 (10.8)
	2.5 (0.9)
	8 (40.0%)
	1 (5.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	46
	Have you been thinking about your illness?
	2.8 (1.0)
	38 (40.9)
	58 (62.4)
	26 (28.0)
	3.25 (0.6)
	13 (65.0%)
	8 (40.0%)
	X
	Sites agreed that the issue was not MM specific enough, may not be relevant to a clinical trial context, and was reported to overlap by n=1 HCP

	47
	Have you been worried about dying?
	2.2 (1.1)
	27 (29.0)
	42 (45.2)
	13 (14.0)
	3.4 (0.5)
	13 (65.0%)
	9 (45.0%)
	X
	Sites agreed that the issue was not MM specific enough and was reported to overlap by n=1 HCP

	48
	Have you been worried about your health in the future?
	2.6 (1.1)
	41 (44.1)
	49 (52.7)
	41 (44.1)
	3.45 (0.7)
	16 (80.0%)
	9 (45.0%)
	X
	Sites agreed that the issue was not MM specific enough, may not be relevant to a clinical trial context, and was reported to overlap by n=1 HCP

	49
	Have you had muscle cramp or spasms?
	2.3 (1.0)
	32 (34.4)
	40 (43.0)
	24 (25.8)
	3 (0.8)
	7 (35.0%)
	4 (20.0%)
	✔
	Met 3 criteria for patients
Met 1 criteria for HCPs
Sites agreed it was specific to MM

	50
	Had a fast heartbeat
	1.9 (1.0)
	12 (12.9)
	32 (34.4)
	6 (6.5)
	2.15 (0.7)
	3 (15.0%)
	0
	X
	Issue had not met enough criteria for both samples

	51
	Had a tremor?
	1.7 (1.0)
	7 (7.5)
	26 (28.0)
	5 (5.4)
	2.4 (1.0)
	3 (15.0%)
	0
	X
	Issue had not met enough criteria for both samples

	52
	Had a seizure
	1.2 (0.7)
	5 (5.4)
	7 (7.5)
	2 (2.2)
	1.9 (1.1)
	0
	0
	X
	Issue had not met enough criteria for both samples

	53
	Felt dizzy
	2.1 (1.0)
	16 (17.2)
	41 (44.1)
	11 (11.8)
	2.5 (0.8)
	7 (35.0%)
	1 (5.0%)
	X
	Issue had not met enough criteria for both samples

	54
	Fainted
	1.3 (0.6)
	3 (3.2)
	9 (9.7)
	1 (1.1)
	2.35 (1.0)
	3 (15.0%)
	0
	X
	Issue had not met enough criteria for both samples

	55
	Lost your balance 
	2.1 (1.1)
	23 (24.7)
	37 (39.8)
	16 (17.2)
	2.5 (0.7)
	6 (30.0%)
	1 (5.0%)
	✔
	Met 3 criteria for patients
Sites agreed it was specific to MM

	56
	Been confused
	2.0 (1.1)
	16 (17.2)
	34 (36.6)
	12 (12.9)
	2.25 (1.0)
	9 (45.0%)
	1 (5.0%)
	X
	Issue had not met enough criteria for both samples

	57
	Had blurred vision
	1.8 (1.0)
	14 (15.1)
	26 (28.0)
	10 (10.8)
	2.8 (0.9)
	8 (40.0%)
	3 (15.0%)
	✔
	Met 2 criteria for patients
Sites agreed it was specific to MM treatments

	58
	Had trouble speaking
	1.5 (0.9)
	8 (8.6)
	16 (17.2)
	5 (5.4)
	2.3 (1.1)
	5 (25.0%)
	5 (25.0%)
	X
	Issue had not met enough criteria for both samples

	59
	Had a sore mouth/ throat
	1.9 (1.1)
	12 (12.9)
	31 (33.3)
	10 (10.8)
	2.55 (0.9)
	4 (20.0%)
	1 (5.0%)
	X
	Issue had not met enough criteria for both samples

	60
	Have trouble hearing
	1.8 (1.0)
	6 (6.5)
	29 (31.2)
	10 (10.8)
	1.75 (0.8)
	3 (15.0%)
	0
	X
	Issue had not met enough criteria for both samples

	61
	Ringing or buzzing in ears
	1.8 (1.1)
	7 (7.5)
	27 (29.0)
	6 (6.5)
	1.85 (0.8)
	3 (15.0%)
	0
	X
	Issue had not met enough criteria for both samples

	62
	Had a rash 
	1.7 (0.9)
	15 (16.1)
	24 (25.8)
	8 (8.6)
	2.9 (0.6)
	6 (30.0%)
	5 (25.0%)
	X
	Issue had not met enough criteria for both samples

	63
	Had swelling in legs or hands
	1.9 (1.1)
	18 (19.4)
	32 (34.4)
	9 (9.7)
	2.95 (0.7)
	11 (55.0%)
	2 (10.0%)
	✔*
	Sites agreed it was specific to MM treatments

*This issue was split into two items to avoid asking a double-barrelled question.

	64
	Had swelling in your face
	1.6 (1.0)
	7 (7.5)
	24 (25.8)
	3 (3.2)
	2.2 (0.8)
	2 (10.0%)
	0
	X
	Issue had not met enough criteria for both samples

	65
	Had discomfort in hands
	2.1 (1.0)
	23 (24.7)
	36 (38.7)
	9 (9.7)
	2.8 (1.0)
	6 (30.0%)
	4 (20.0%)
	✔*
	Met 3 criteria for patients
Sites agreed it was specific to MM

*This issue was split into two items to make the item more specific and easier to translate.

	66
	Had discomfort in feet
	2.3 (1.2)
	29 (31.2)
	41 (44.1)
	27 (29.0)
	2.95 (0.8)
	5 (25.0%)
	5 (25.0%)
	✔*
	Met 3 criteria for patients
Sites agreed it was specific to MM

*This issue was split into two items to make the item more specific and easier to translate.

	67
	Difficulty manipulating objects with your fingers (e.g., fastening small buttons)
	1.9 (1.0)
	14 (15.1)
	29 (31.2)
	11 (11.8)
	2.8 (0.7)
	11 (55.0%)
	2 (10.0%)
	X
	Issue had not met enough criteria for both samples

	68
	Had a fever
	2.1 (1.1)
	21 (22.6)
	39 (41.9)
	8 (8.6)
	3.1 (0.9)
	10 (50.0%)
	8 (40.0%)
	✔
	Met 2 criteria for patients
Met 2 criteria for HCPs
Sites agreed it was specific to MM

	69
	Lost weight
	2.0 (1.1)
	16 (17.2)
	34 (36.6)
	14 (15.1)
	3.15 (0.8)
	12 (60.0%)
	7 (35.0%)
	✔
	Met 2 criteria for patients
Met 2 criteria for HCPs
Sites agreed it was specific to MM

	70
	Gained weight
	1.9 (1.1)
	20 (21.5)
	33 (35.5)
	13 (14.0)
	2.3 (0.9)
	6 (30.0%)
	1 (5.0%)
	X
	Issue had not met enough criteria for both samples

	71
	Had a cough
	2.0 (1.1)
	16 (17.2)
	35 (37.6)
	11 (11.8)
	2.65 (1.0)
	4 (20.0%)
	0
	X
	Issue had not met enough criteria for both samples

	72
	Had a headache
	1.8 (1.0)
	11 (11.8)
	26 (28.0)
	6 (6.5)
	2.6 (0.9)
	5 (25.0%)
	0
	X
	Issue had not met enough criteria for both samples

	73
	Had hiccups
	1.5 (0.9)
	5 (5.4)
	19 (20.4)
	3 (3.2)
	1.75 (0.6)
	3 (15.0%)
	0
	X
	Issue had not met enough criteria for both samples

	74
	Trouble controlling your bladder
	1.7 (1.0)
	16 (17.2)
	25 (26.9)
	13 (14.0)
	2.3 (1.1)
	4 (20.0%)
	2 (10.0%)
	X
	Issue had not met enough criteria for both samples

	75
	Lack energy
	2.7 (1.0)
	44 (47.3)
	50 (53.8)
	45 (48.4)
	3.45 (0.7)
	12 (60.0%)
	6 (30.0%)
	✔
	Met all 4 criteria for patients
Met Criteria 1 and 4 for HCPs
Sites agreed it was specific to MM

	76
	Bothered by side effects of treatment
	2.7 (1.0)
	44 (47.3)
	52 (55.9)
	43 (46.2)
	3.65 (0.5)
	15 (75.0%)
	12 (60.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	77
	Felt close to my partner
	2.3 (1.2)
	24 (25.8)
	39 (41.9)
	32 (34.4)
	2.9 (0.9)
	7 (35.0%)
	3 (15.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	78
	Satisfied with my sex life
	2.0 (1.2)
	6 (6.5)
	28 (30.1)
	16 (17.2)
	2.35 (0.7)
	5 (25.0%)
	1 (5.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	79
	Felt sad
	2.3 (1.0)
	28 (30.1)
	42 (45.2)
	16 (17.2)
	3.15 (0.7)
	7 (35.0%)
	10 (50.0%)
	X
	Sites agreed that the issue was not MM specific enough 
Overlaps with C30

	80
	Felt fearful
	2.1 (1.0)
	22 (23.7)
	36 (38.7)
	15 (16.1)
	3.05 (0.7)
	11 (55.0%)
	3 (15.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	81
	Felt happy
	2.5 (1.0)
	17 (18.3)
	45 (48.4)
	16 (17.2)
	2.5 (0.8)
	3 (15.0%)
	1 (5.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	82
	Felt lonely
	1.8 (1.0)
	13 (14.0)
	25 (26.9)
	14 (15.1)
	2.6 (0.8)
	6 (30.0%)
	1 (5.0%)
	X
	Issue had not met enough criteria for both samples

	83
	Take responsibility of my own medications
	2.8 (1.2)
	19 (20.4)
	56 (60.2)
	30 (32.3)
	2.65 (0.7)
	6 (30.0%)
	3 (15.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	84
	Satisfied with how coping with illness
	2.8 (1.1)
	35 (37.6)
	51 (54.8)
	40 (43.0)
	3.15 (0.9)
	8 (40.0%)
	6 (30.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	85
	Satisfied with family communication about illness
	2.9 (1.1)
	26 (28.0)
	57 (61.3)
	27 (29.0)
	2.7 (0.8)
	4 (20.0%)
	2 (10.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	86
	Family have accepted illness
	2.8 (1.1)
	22 (23.7)
	49 (52.7)
	29 (31.2)
	2.75 (0.9)
	6 (30.0%)
	0
	X
	Sites agreed that the issue was not MM specific enough 

	87
	Felt supported by your family members or friends
	3.2 (1.1)
	42 (45.2)
	63 (67.7)
	56 (60.2)
	2.95 (1.0)
	8 (40.0%)
	7 (35.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	88
	Felt hopeful about the future
	2.9 (1.1)
	18 (19.4)
	57 (61.3)
	33 (35.5)
	3.15 (0.8)
	8 (40.0%)
	5 (25.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	89
	Accepted illness
	2.9 (1.1)
	38 (40.9)
	55 (59.1)
	36 (38.7)
	3.15 (0.7)
	9 (45.0%)
	5 (25.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	90
	Work is fulfilling
	2.2 (1.2)
	11 (11.8)
	37 (39.8)
	17 (18.3)
	2.55 (0.8)
	4 (20.0%)
	1 (5.0%)
	X
	Sites agreed that the issue was not MM specific enough 
Overlaps with C30

	91
	Able to enjoy life
	2.9 (1.0)
	34 (36.6)
	55 (59.1)
	47 (50.5)
	3.15 (0.7)
	6 (30.0%)
	4 (20.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	92
	Enjoy the things I usually do for fun
	2.9 (1.1)
	21 (22.6)
	55 (59.1)
	25 (26.9)
	2.9 (0.8)
	5 (25.0%)
	3 (15.0%)
	X
	Sites agreed that the issue was not MM specific enough 

	MISSING ISSUES THAT WERE SPONTANEOUSLY REPORTED BY PARTICIPANTS DURING INTERVIEWS

	93
	Impact on taking holidays abroad / seeing relatives abroad
	N/A
	9 (7.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	94
	Impact of hospital visits
	N/A
	8 (7.1)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	95
	Immunosuppression stops from doing certain activities 
	N/A
	7 (6.2)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	96
	Fear of movement 
	N/A
	6 (5.3)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	97
	Feeling confident in/supported by their clinical team
	N/A
	6 (5.3)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	98
	Long term side effects
	N/A
	5 (4.4)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	99
	Preferable mode of taking medicines
	N/A
	4 (3.5)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	100
	Fear of infection 
	N/A
	4 (3.5)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	101
	Changes in taste
	N/A
	4 (3.5)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	102
	Feeling grateful, appreciation 
	N/A
	4 (3.5)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	103
	Living with uncertainty during remission 
	N/A
	4 (3.5)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	104
	Impact on ability to work
	N/A
	4 (3.5)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	105
	Feeling exhausted 
	N/A
	3 (2.7)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	106
	Restriction by travelling/hobbies in distance and duration
	N/A
	3 (2.7)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	107
	Movement/mobility restrictions
	N/A
	3 (2.7)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	108
	Stomach pain
	N/A
	3 (2.7)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	109
	Activities of daily living take a longer time
	N/A
	3 (2.7)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	110
	Loss of independence 
	N/A
	3 (2.7)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	111
	Decreased stamina
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	112
	Loss of role functioning
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	123
	Worried of being told of an incurable disease
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	124
	Itchy scalp
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	125
	Not being able to plan things
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	126
	Being able to handle everyday life
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	127
	Broken bones/fractures
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	128
	Polyneuropathy 
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	129
	Therapy changes/relapses
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	130
	Indefinite time of treatment
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	131
	Decreased sexual drive
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	132
	What to do to improve my health overall
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	133
	Changes in body image after treatment
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	134
	Fear of relapse
	N/A
	2 (1.8)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	135
	Loss of role within family 
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	136
	Needing to take a nap at times
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	137
	Lack of mental resilience caused by steroids
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	138
	Concern about future for their children
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	139
	Twisted distorted toenails
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	140
	Steroid induced psychosis
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	141
	Change of identity 
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	142
	Pressure in head
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	143
	Impotence
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	144
	General clumsiness
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	145
	Confidence in decision making
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	146
	Felt close to my children
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	147
	Trouble in driving
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	148
	Low stress resistance
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	149
	Infections/colds
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	150
	Skeletal pain
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	151
	Mental stress
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	152
	Fear of pain medication
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	153
	Performance drop 
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	154
	Felt angry
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	155
	Herpes
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	156
	Pain in testicles
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	157
	Ability to engage in new hobbies/interests
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	158
	Feel socially deprived as can’t do hobbies anymore
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	159
	Deprived immune system so can’t spend time with grandchildren
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	160
	Worry about how condition has affected spouse
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	161
	Frustration of weight restrictions
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	162
	How the illness affects work life
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	163
	Cold feet
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	164
	Numb feeling in hands
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	165
	Sore feet and toes with cramps
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	166
	Increased appetite after treatment
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	167
	Swollen feet
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	168
	Brittle bones
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	169
	Fear of hospital admissions
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	170
	Disappointed expectations after finishing treatment
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	171
	Changes in psychosocial image and loss of self-confidence and self esteem
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	172
	Impact of attending hospital appointments
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	173
	Lack of administrative support
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	174
	Worry about future problems
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	175
	Dry and painful mouth with ulcers (stomatitis)
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	176
	Worried about fertility
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	177
	I have to take too many drugs
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	178
	Stutter (drug induced)
	N/A
	1 (0.9)
	N/A
	N/A
	N/A
	N/A
	N/A
	X
	Issue had not met enough criteria for both samples

	1Inclusion in provisional MM module; ✔ included; X excluded; ‘Both samples’ refers to the patient and HCP samples.
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Figure 1. Flow diagram of abstract screening process
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