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RA TIONA L E
Idiopa thic pulm ona ry fibrosis  (IPF ) is  a s socia ted w ith progres sive dyspnea , w orsening of 
pulm ona ry func on [reflected a s  decline of forced vita l ca pa city (F VC )] a nd serious  
lim ita on of physica l a c vies  w ith m a jor im pa ct on qua lity of life.

TThe pa entM pow er pla orm  (pM p) is  a n electronic hea lth journa l developed for PF  
pa ents. It ena bles  them  to record m edica on a dherence, a c vity, objec ve (e.g. F VC ) 
a nd s ubjec ve (e.g. dyspnea ) m ea surem ents  &  hea lth outcom es. pM p is  dow nloa ded a s  a n 
a pp to the pa ent’s  m obile phone/device a nd connected w irelessly to a  spirom eter to 
a llow  longitudina l collec on of pa ent-m ea sured F VC .

The objec ve of this  s tudy w a s  to a s ses s  the users ’ opinions  on the u lity a nd 
a ccepta bility of pM p (w ith hom e spirom etry).

M ETHODS
Prospec ve, open-la bel, single-a rm , observa ona l survey (42 da ys).

E ntry  c riteria: 
D ia gnosis  of PF, ow ns  a  sm a rtphone/ta blet, e-m a il a ddres s, internet a cces s, w ri en 
inform ed consent. N o cha nges  to us ua l hea lthca re.

R ec ruitm ent &  onboarding:
SStudy concept &  descrip on com m unica ted to PF  W a rrior Support G roup via  socia l m edia  
(including video broa dca s t).
Interes ted pa r cipa nts  ga ve e-consent. All w ere supplied w ith a  spirom eter (Spiroba nk 
Sm a rt; M edica l Interna ona l Resea rch, Ita ly; w w w .spirom etry.com ). Ins truc ons  on 
ins ta lla on of pM p a nd Bluetooth pa iring w ith spirom eter w ere em a iled (Y ouTube clips) to 
pa r cipa nts  w ho independently ins ta lled pM p. 

M easurem ents:
FF VC  (sea ted; 1/da y), dyspnea  [m odified M edica l Resea rch C ouncil (m M RC ) score], 
m edica on a dherence, im pa ct of pulm ona ry fibrosis  on life [13-ques on Pa ent Reported 
O utcom e M ea sure (PRO M ); 1/w eek]. Pa r cipa nt’s  opinions  a s ses sed by 17-point 
ques onna ire a t the end of the observa on.
Pa r cipa nts  w ere a sked to use pM p da ily for ≥42 da ys.

Disposi on of subjec ts:
FF i y s ubjects  ex pres sed inia l interes t a nd 40  ga ve e-consent. Tw enty-four (24; 10 0 %) 
dow nloa ded pM p a nd used it ≥once w ith 23 (96%) recording hom e spirom etry ≥once. 18 
(75%) provided a  response on u lity a nd a ccepta bility, 22 (92%) recorded PRO M  a nd 14 
(58%) recorded dyspnea  ≥once.

Total subjec ts (n, % )                                                     2 7  (1 00% )

E thnicity (n, %)                                                               w hite: 24 (89%)
                                                                                        other: 1 (4%)
                                                                                        not s ta ted: 2 (7%)

G ender (n, %)                                                                 m a le: 12 (44%)
                                                                                        fem a le: 13 (48%)
                                                                                        n                                                                                        not s ta ted: 2 (7%)

Age (yea rs, m ea n, ra nge)                                               62 (ra nge 31-79)

F VC 1 (L; m ea n, ra nge)                                                    2.28 L (ra nge 0 .6-4.72)
                                                                                         Predicted F VC 2 (%, m ea n, ra nge)
                                                                                         62% (ra nge 36-10 8)

Tim e from  dia gnosis  (yea rs, m ea n, ra nge)                    3.2 (ra nge 0 .4 to 3.3)

D ia gnosis  confirm ed by clinica l ex pert1 (n, %)             yes : 25 (93%)
                                                                                          no: 0  (0 %)                                                                                          no: 0  (0 %)
                                                                                          not s ta ted: 2 (7%)

O n a n fibro c thera py (n, %)                                         yes : 23(85%)
                                                                                          no: 0  (0 %)
                                                                                          not s ta ted: 4 (15%)

RESU LTS

F igure 1: Tim e pa ern of spirom etry recording per subject. 
(E a ch cell represents  a  da y on w hich spirom etry is  recorded).

18 subjects  (75%) provided feedba ck a t m edia n 77 da ys  (ra nge 48-96). Respondents ’ feedba ck w a s  posive. All found the pla orm  
ea sy to use, liked it, w ished to con nue using it a er the s tudy a nd w ould recom m end it to other people w ith PF.

U sage m etric s:
pM p used for m edia n 24 da ys  (ra nge 1-42).
F VC  w a s  recorded on m edia n 26 da ys  (ra nge 1-34).
PRO M  w a s  recorded on m edia n of 4 occa sions  (ra nge 2-6).
Som e level of dyspnea  (i.e. m M RC  score ≥1) reported by 
12/14 s ubjects.

Baseline dem ographic s:

1M ea n of firs t seven da ys  pa ent-reported F VC  in 23 subjects. 2C a lcula ted from  F VC  da ta  in 21 s ubjects.

CONCL USIONS
People w ith PF  a re w illing a nd a ble to use a n electronic hea lth record to record 
spirom etry, sym ptom s  a nd outcom es  in a  rea l-w orld se ng. C onsidera on should be 
given to a ddiona l prom pts  to im prove the frequency of recording of certa in outcom es  
(e.g. dyspnea ).

RRecording regula r hom e spirom etry a nd hea lth outcom es  w a s  fea sible a nd a ccepta ble 
to this  group of volunteers  recruited through their pa ent s upport group via  a n 
e-consent proces s.

IIm plem enta on of s tudies  using the pa entM pow er pla orm  a nd a s socia ted sensors  
(e.g. spirom eters) ca n be m a na ged rem otely a nd m a y be helpful for som e pa ents  w ith 
respira tory condions. This  a pproa ch m a y be useful to recruit s ubjects  rem otely to 
clinica l s tudies  a nd ca n ca pture da ta  on long-term  trends  in pa ent-reported F VC  a nd 
other outcom es  in pa ents  com forta ble w ith technology.

TThe results  s ugges t tha t the pa entM pow er pla orm  is  fea sible a nd a ccepta ble to 
pa ents  w ith PF  a s  a n electronic hea lth journa l to record hom e spirom etry a nd other 
releva nt outcom es  over a  period of ≥six  w eeks  in a  rea l-w orld se ng.
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