Participant flow

The study had a two-stage design, with five different groups of participants each recruited

separately. The study design was as follows:

Phase A
Information
gathering

Phase B
Co
design
workshop

Phase C
Prototype
delivery

Phase D

Prototype
feedback

STAGE 1 First round of recruitment: pafients, carers and primary care staff

Primary care staff
n=6

Patients and carers
n=5 (iotal)

Patients and carers
n=9 (oal)

Each participant has an interview and optional focus group

Spec. breath. staff
n=3

Primary care staff
n=1

Patients, carers
n=4 (total)

Selected interested phase A participants

STAGE 2 Second round of recruitment: interested participanis from part 1, supplemented by new participants

Spec. breath. staff
n=2

Provide training

Spec. breath. staff
n=4

Individual interviews

Patients and carers
n=11 pts, 1 carer

Primary care staff
n=5

Trained staff deliver prototype to patients, carers

Patients and carers
n=11 pts, 1 carer

Primary care staff
n=5

Individual interviews

= Numbers in bold indicate tofal participant number for each of the two study stages

* Spec. breath. Staff = Specialist breathlessness staff




Invited by GP practices
n=207

Patient expressed interest

(n=16)

Not sent further information Sent PIS & ICF
n=5 n=11
Reasons:

Patient uncontactable =2 C"“Sﬁ';'ﬂ‘
n=

Replied too late = 2

Not interested = 1 T

Did not parficipate Parficipated stage 1
n=2 n=9
Reasons:

1= lost to contact

1= in hospital (unrelated)

Primary and secondary care staff (stage 1)

Invited (n=10)

’_I_I—‘

Did not reply: n=3

Not consented Consented
n=3 n=7
Reasons:

Did not participate
n=1

Participated in stage 1
n=6

Patients and carer (stage 2)

Patients invited by praciice
n=28

Participants were recruited by each participant group for each stage as follows:

Patients (stage 1)

Expressed inferest
following practice invitation|

Patienfs invited from stage

Patients invited fromstage

1 participants nfacts
n=3 n=9 n=2
Sent invitation
n=14
|
[ 1
Does not consent Consented
n=3 n=11
Reason for non-consent: Carer consented
No reply n=2
n=1
Declinesn=1
Participates n stage 2
Patients n=11
Carern=1
Primary care staff (stage 2)
Invited
n=5
Consented
n=5

Participated in stage 2
n=5




Specialist breathlessness staff

Invited

n=3

Consented
n=3

Invited fo stage 2
n=3

Consented
n=4

Panel

Expressed an interest

(n=10)
T

Not sent invite

Invited to stage 2 (new
participant)

n=1

Sent stage 1 invitation

n=2 n=8
I—I—|
L Not eligible: n=1 Consented Did not reply
Unavailable: n=1 n=6 n=2

Lost to follow up
n=1




Baseline characteristics

Primary Healthcare Spec.
Patients (all  care staff staff breath. PPI
All stages) (stage 2) (stage 1) staff Panel
32+1
Total 12 5 6 4 5
carer*
54.5 63.5 55 (43-
Age (median, range) 46 (33-49) 49 (34-61) 48 (38-54)
(33-82) (43-82) 70)
Gender (Female: Male)
(24:8) (9:3) (3:2) (4:2) (4:0) (4:1)
(n:n)
Ethnicity
White 29 12 4 5 4 4
Asian/Asian British 3 0 1 1 0 1
Access internet easily
day-to-day (yes:no) | (30:2) (10:2) (5:0) (6:0) (4:0) (5:0)

*Baseline characteristics omit one carer participant’s data, and therefore total 32.



Outcome measures

Our outcome measures were as follows:

Outcome measure

Result

First version of an electronic consultation guide for health
professionals delivering the intervention generated by a
thematic analysis of qualitative data from participant
interviews and focus groups

First version completed and
in use in PrimaryBreathe
feasibility study (currently
ongoing).

Plain English version of the Breathing Thinking Functioning
(BTF) model amended from the existing health
professional version using qualitative data from
participant interviews and focus groups;

First version completed and
in use in PrimaryBreathe
feasibility study (currently
ongoing).

Self-management website for use as an intervention
adjunct, with associated paper-based resources for people
without digital access, created by refining a researcher-
generated website using qualitative data from participant
interviews and focus groups.

First version completed and
in use in PrimaryBreathe
feasibility study (currently
ongoing).

Adverse events

There were no adverse events associated with this study.




