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Abstract
Background: Current	follow-	up	models	in	cancer	are	seen	to	be	unsustainable	
and	inflexible,	and	there	is	growing	interest	in	alternative	models,	such	as	patient-	
initiated	follow-	up	(PIFU).	It	is	therefore	important	to	understand	whether	PIFU	
is	acceptable	to	patients	and	healthcare	professionals	(HCPs).
Methods: Standard	systematic	review	methodology	aimed	at	limiting	bias	was	
used	 for	 study	 identification	 (to	 January	 2022),	 selection	 and	 data	 extraction.	
Thematic	synthesis	was	undertaken	for	qualitative	data,	and	survey	findings	were	
tabulated	and	described.
Results: Nine	qualitative	studies	and	22	surveys	were	included,	mainly	in	breast	
and	 endometrial	 cancer.	 Women	 treated	 for	 breast	 or	 endometrial	 cancer	 and	
HCPs	were	mostly	supportive	of	PIFU.	Facilitators	for	PIFU	included	conveni-
ence,	control	over	own	health	and	avoidance	of	anxiety-	inducing	clinic	appoint-
ments.	 Barriers	 included	 loss	 of	 reassurance	 from	 scheduled	 visits	 and	 lack	 of	
confidence	 in	self-	management.	HCPs	were	supportive	of	PIFU	but	concerned	
about	resistance	to	change,	unsuitability	of	PIFU	for	some	patients	and	costs.
Conclusion: PIFU	 is	viewed	mostly	positively	by	women	 treated	 for	breast	or	
endometrial	cancer,	and	by	HCPs,	but	further	evidence	is	needed	from	a	wider	
range	of	cancers,	men,	and	more	representative	samples.
A	protocol	was	registered	with	PROSPERO	(CRD42020181412).
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1 	 | 	 INTRODUCTION

Worldwide	 there	 were	 an	 estimated	 18.1	million	 people	
with	cancer	in	2018,	and	that	figure	is	expected	to	almost	
double	 by	 2040.1	 Advances	 in	 early	 detection	 and	 treat-
ment	 mean	 that	 the	 number	 of	 cancer	 survivors	 world-
wide	is	also	rising,	with	approximately	43.8	million	cancer	
survivors	in	2018.2

Most	people	will	receive	long-	term	follow-	up	(FU)	care	
after	cancer	to	look	for	signs	of	recurrence,	as	early	detec-
tion	is	thought	to	improve	survival.3	Traditionally,	this	type	
of	follow-	up	involves	scheduled	visits	to	a	cancer	specialist	
in	a	hospital	setting,	which	can	be	expensive	for	healthcare	
systems,	can	be	perceived	as	burdensome	by	some	patients	
and	may	not	address	specific	patient	needs.3	There	is	a	lack	
of	both	evidence	and	consensus	around	the	intensity,	set-
ting,	duration	or	type	of	follow-	up	that	should	be	used	in	
the	management	of	 common	cancers.4	However,	 current	
FU	 models	 in	 cancer	 are	 increasingly	 seen	 to	 be	 unsus-
tainable	and	there	is	growing	interest	in	alternative	FU	ap-
proaches.3,5,6	This	 has	 been	 intensified	 by	 the	 COVID-	19	
pandemic,	when	alternative	models	of	patient	FU	such	as	
remote	or	reduced	appointments	had	to	be	utilised.7

Patient-	initiated	 follow-	up	 (PIFU)	 could	 potentially	
improve	 the	 efficiency	 of	 follow-	up	 by	 avoiding	 costs	 of	
missed	 or	 unnecessary	 appointments,	 with	 comparable	
clinical	outcomes	across	different	types	of	cancer.5,8	It	also	
has	the	potential	to	meet	the	needs	of	patients	in	a	more	
flexible	and	targeted	way,	for	example	seeing	a	specialist	
sooner	 than	 planned	 FU	 would	 have	 allowed,	 which	 in	
turn	 could	 improve	 patient	 satisfaction.9	 Studies	 in	 gy-
naecological	 cancer	 patients	 have	 found	 that	 a	 majority	
of	patients	experience	symptomatic	recurrence,	but	many	
fail	to	recognise	the	significance	of	these	symptoms	and/
or	 fail	 to	 make	 an	 appointment	 earlier	 than	 scheduled,	
suggesting	that	routine	FU	can	delay	the	diagnosis	of	re-
currence.10,11	UK	National	Health	Service	(NHS)	guidance	
on	PIFU	suggests	that	PIFU	is	suitable	for	oncology,	but	
that	 a	 patient's	 ability	 to	 benefit	 from	 PIFU	 needs	 to	 be	
carefully	considered;	PIFU	may	not	be	suitable,	for	exam-
ple,	for	patients	with	complex	needs.12	The	guidance	also	
highlights	the	need	for	safety	nets	to	ensure	patients	are	
contacted	within	specific	timeframes	if	they	have	not	ini-
tiated	contact	themselves.

In	 PIFU,	 face-	to-	face	 hospital	 appointments	 are	 not	
routinely	 scheduled,	 instead	 patients	 are	 given	 informa-
tion	on	 signs	and	symptoms	of	 recurrence	and	can	self-	
refer	 to	 specialist	 services	 on	 an	 ‘on-	demand’	 basis.13	 A	

combination	 of	 PIFU	 and	 planned	 FUs	 can	 also	 be	 of-
fered.12	Depending	on	the	type	of	cancer,	this	may	include	
some	scheduled	imaging	or	other	tests	(e.g.	mammograms	
for	 breast	 cancer	 or	 CT	 scans	 for	 colorectal	 cancer).14,15	
Where	the	 implementation	of	PIFU	is	being	considered,	
it	 is	 important	 to	 understand	 whether	 this	 approach	 is	
acceptable	to	patients	and	whether	they	would	be	willing	
and	able	to	use	PIFU.	Similarly,	it	is	important	to	gain	an	
understanding	of	the	level	of	acceptance	of	PIFU	amongst	
healthcare	 professionals	 (HCPs),	 and	 whether	 there	 are	
any	 barriers	 that	 would	 prevent	 successful	 implementa-
tion.	This	systematic	review	aims	to	draw	together	all	the	
existing	evidence	on	patient	and	HCP	views,	opinions	and	
preferences	relating	to	PIFU	in	cancer.

2 	 | 	 METHODS

A	 protocol	 was	 registered	 with	 PROSPERO	
(CRD42020181412).16	Reporting	of	the	systematic	review	
has	been	informed	by	ENTREQ	guidelines.17

2.1	 |	 Searches

Searches	were	undertaken	 in	MEDLINE	and	MEDLINE	
In-	Process	 (OVID),	 Embase	 (OVID)	 and	 CINAHL	
(EBSCO)	from	inception	to	January	2022.	Reference	lists	
of	relevant	reviews	and	included	studies	were	scanned	and	
experts	contacted.	There	was	no	restriction	by	language	or	
publication	type.	Searches	combined	text	and	index	terms	
relating	to	PIFU;	cancer;	and	patient	perspectives,	qualita-
tive	 research,	 surveys	 and	 questionnaires.	 As	 the	 termi-
nology	used	for	PIFU	is	variable,	several	alternative	terms	
were	used	(see	Data	S5	for	sample	search	strategy).

2.2	 |	 Study eligibility 
criteria and screening

Two	reviewers	independently	screened	titles	and	abstracts,	
or	 full	 texts	where	necessary,	using	predefined	screening	
criteria	(see	Table 1).	Disagreements	were	resolved	through	
discussion.	Covidence	systematic	review	software	(Veritas	
Health	 Innovation,	 Melbourne,	 Australia)	 and	 Rayyan	
software	 was	 used	 to	 screen	 and	 record	 decisions.18	 The	
study	selection	process	for	all	studies	is	shown	in	Figure 1	
(see	Data	S6	for	reasons	for	exclusion).

J E L  C L A S S I F I C A T I O N

meta-analysis,	clinical	trials,	epidemiology,	prognostic	factor
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2.3	 |	 Data extraction and 
quality assessment

Data	were	extracted	by	one	reviewer	using	a	predesigned	
and	piloted	data	extraction	form	and	checked	by	a	second.	
Disagreements	were	resolved	through	discussion.	Quality	
assessment	of	qualitative	studies	was	based	on	the	CASP	
Qualitative	Research	Checklist.19	For	surveys,	details	on	

questionnaire	 design,	 sampling	 method,	 response	 rate	
and	representativeness	of	sample	were	noted.

2.4	 |	 Analysis

All	qualitative	data	in	the	form	of	author-	reported	con-
cepts/themes	 relevant	 to	 PIFU	 were	 extracted	 by	 one	

T A B L E  1 	 Study	eligibility	criteria.

Inclusion Exclusion

Population Adult	(≥18	years)	cancer	survivors	who	had	completed	curatively	intended	cancer	
treatment	with	experience	of	PIFU	or	expressing	a	view	on	PIFU.

Carers/family	members	of	such	cancer	survivors.
HCPs	with	experience	of	PIFU	or	expressing	a	view	on	PIFU.
Any	type	of	cancer.

Patients	with	active	disease	
undergoing	treatment.

Children.

Follow-	up	strategy Any	type	of	FU	strategy	for	recurrence	(first	or	subsequent)	providing	it	includes	
a	form	of	PIFU.

PIFU	as	the	only	or	main	component	of	a	follow-	up	strategy,	or	as	an	adjunct	to	
standard	follow-	up.

Any	other	follow-	up	
models	that	do	not	
include	an	element	of	
PIFU.

Study	design Qualitative	studies,	or	the	qualitative	component	from	mixed	methods	studies,	
with	a	focus	on	follow-	up	strategies	and	which	provide	data	on	PIFU.

No	restrictions	on	setting	or	type	of	data	collection
No	restriction	on	reporting,	e.g.	full	report	or	conference	abstract	only.
Quantitative	surveys	eliciting	views	on	acceptability	and/or	preferences	related	to	

PIFU.

Studies	with	no	primary	
data	and	single	case	
reports.

Outcomes Patients'	(or	carers'/family	members'	or	HCP's)	views,	opinions,	experiences,	
behaviours	and	preferences	relating	to	PIFU.

Effectiveness	or	cost-	
effectiveness	of	PIFU.

F I G U R E  1  PRISMA	flowchart.	*4	
studies	represented	in	both	categories.

*4 studies represented in both categories
MEDLINE & MEDLINE 
In Process
n=2856 records

A�er deduplica�on: 
8515 records

Embase
n=6684 records

CINAHL
n=3030 records

Excluded: n=8,471 (+1,931 from updated search)
Reasons included: 
Pa�ent/caregiver or health provider experience/perspec�ve on 
screening, treatment, pallia�ve care; shared decision making 
rela�ng to treatment, pallia�ve care; studies of treatment 
effec�veness; different specified FU regimens (e.g. different 
�me intervals) – not PIFU; other survivorship informa�on 
needs or self-management (not related to FU); FU in different 
sengs, e.g. primary versus secondary care, remote versus 
clinic; nurse-led versus clinician-led FU; non-cancer studies.

Full text screen 
n=54 records

Studies* including 
qualita�ve research:
n=9 full text, n=6 
conference abstracts

Studies* including 
surveys: n=22

Full texts excluded with reasons
n=21 records 

Included
n=33 studies

noitacifitnedI
In
cl
ud
ed

Sc
re
en
in
g

Update of search January 2022: 1941 records (MEDLINE 
(+ In Process), Embase and CINAHL and one addi�onal 
study iden�fied via PETNECK2 steering group).
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reviewer	 (JD)	 and	 checked	 by	 a	 second	 (DM).	 Patient	
or	HCP	quotes	were	extracted	where	these	covered	ad-
ditional	 concepts.	 Article	 findings	 (relevant	 to	 PIFU	
only)	 were	 independently	 coded	 line-	by-	line,	 with	 on-
going	 discussion	 of	 codes	 and	 levels	 of	 coding.	 Codes	
were	derived	from	the	data.	Coding	was	then	organised	
into	 related	 areas	 to	 construct	 overarching	 descriptive	
themes.	Data	were	grouped	according	 to	whether	 they	
were	supportive	of	PIFU	(facilitators),	or	unsupportive	
of	PIFU	(barriers).	Any	similarities	between	patient	and	
HCP	 themes	 were	 noted.	 Only	 qualitative	 data	 were	
considered	 from	 mixed	 methods	 studies.	 Quantitative	
survey	 findings	 relating	 to	 PIFU	 were	 grouped	 by	 dif-
ferent	 types	 of	 cancer	 and	 described	 narratively,	 with	
main	 results	 tabulated.	 Quantitative	 synthesis	 (e.g.	 of	
proportions	 of	 responses	 to	 questionnaire	 items)	 was	
not	possible	due	to	substantial	variability	between	stud-
ies	in	population	(e.g.	type	of	cancer),	type	of	questions/
questionnaires	or	type	of	hypothetical	FU	scenarios	that	
were	provided.

3 	 | 	 RESULTS —  QUALITATIVE 
STUDIES

3.1	 |	 Volume of evidence

Nine	 studies	 containing	 qualitative	 data	 were	 included:	
three	qualitative	interview	studies,6,20,21	four	mixed	meth-
ods	studies	that	included	interviews,13,15,22,23	and	two	sur-
veys	 that	 included	 a	 limited	 amount	 of	 qualitative	 data	
from	 a	 ‘free	 text’	 section.24,25	 The	 findings	 of	 a	 further	
six	 qualitative	 studies	 that	 were	 reported	 as	 conference	
abstracts	only	and	contained	limited	information	are	de-
scribed	in	the	Data	S4	(conference	abstract	findings)	and	
not	further	considered	here.26-	31

3.2	 |	 Study characteristics

Seven	of	the	nine	qualitative	studies	reported	patients'	
views	 and	 two	 on	 HCPs'.	 Eight	 studies	 were	 from	 the	
UK	 and	 one	 from	 Sweden	 (Table  2:	 main	 qualitative	
study	characteristics).	Four	studies	reported	breast	can-
cer	 patients'	 views	 on	 PIFU.15,20,23,24	 In	 three	 of	 these	
studies	 (n	=	3015;	 n	=	1920;	 n	=	2023),	 patients	 with	 ex-
perience	 of	 PIFU	 took	 part	 in	 qualitative	 interviews.	
In	 these	 studies,	 PIFU	 meant	 women	 had	 open	 ac-
cess	 to	 appointments	 as	 needed	 and	 received	 a	 yearly	
mammogram,	but	had	no	other	routine	clinic	appoint-
ments.	The	fourth	study	was	a	survey	that	included	‘free	
text’	 comments	 of	 women	 in	 routine	 FU	 asking	 about	

preferences	for	future	FU	(including	PIFU).24	It	was	un-
clear	how	many	participants	contributed	to	qualitative	
data	in	this	study	(this	study	is	also	included	in	the	sec-
tion	on	surveys).

Three	 studies	 reported	 on	 endometrial	 cancer:	 two	
mixed	 methods	 studies	 which	 included	 qualitative	 in-
terviews	 (n	=	1413;	 n	=	2122)	 and	 a	 telephone	 survey25	
with	 the	 opportunity	 for	 additional	 comments	 (unclear	
how	 many	 participants	 contributed	 to	 qualitative	 data).	
In	each	study,	all	women	had	direct	experience	of	PIFU	
through	the	provision	of	information	on	signs	and	symp-
toms	 of	 recurrence	 and	 the	 opportunity	 to	 contact	 spe-
cialist	 nurses	 who	 could	 instigate	 referrals.	 There	 were	
no	routine	clinic	visits.	In	most	studies,	participants	were	
unlikely	to	be	representative	of	a	wider	cancer	population	
as	they:	excluded	women	with	mental	health	issues15,22;	
included	women	who	were	mainly	white,	well	educated,	
and	 younger	 than	 average13;	 were	 at	 low	 risk	 of	 recur-
rence15,22;	 and	 included	 only	 those	 who	 had	 consented	
to	 take	 part	 in	 PIFU	 and/or	 interviews.	 One	 study	 in-
cluded	both	British	White	and	non-	British	White	partic-
ipants	in	order	to	reflect	the	diverse	background	of	local	
participants.22

The	 views	 of	 HCPs	 on	 PIFU	 were	 reported	 in	 two	
studies	 from	 the	 UK:	 one	 study	 (n	=	43)	 focussed	 on	
head	 and	 neck	 cancer	 (n	=	43)21	 and	 the	 other	 on	 any	
cancer	(n	=	21).6	Participants	included	surgeons,	oncol-
ogists,	nurse	specialists	in	both	studies	and	additionally	
allied	health	professionals	in	one	study21	and	commis-
sioners	 and	 managers	 in	 the	 other.6	 Participants	 had	
either	 no	 direct	 experience,21	 or	 limited/variable	 ex-
perience	of	PIFU.6	In	the	head	and	neck	cancer	study,	
some	participants	were	personal	contacts	of	those	plan-
ning	a	trial	of	PIFU	and	as	such	may	have	been	biased	
favourably	towards	PIFU.21	The	number	of	participants	
in	 the	 study	 on	 any	 cancer	 is	 likely	 to	 have	 been	 too	
small	given	the	breadth	of	the	question	(any	cancer,	any	
FU	mode,	various	HCP	roles),	and	 the	 representative-
ness	is	uncertain.

3.3	 |	 Quality of evidence

Studies	were	of	overall	good	methodological	quality,	with	
the	exception	of	two	studies	that	contained	only	a	limited	
amount	of	qualitative	data	(as	part	of	‘free	text’	section	of	
surveys)	and	reported	few	details	on	analysis	methods.24,25	
Some	studies	did	not	fully	report	on	the	researchers'	own	
role	in	influencing	the	analysis,	the	relationship	between	
researchers	 and	 participants,	 or	 details	 of	 the	 interview	
process	and	analysis	(see	Data	S2	for	quality	assessment	
of	qualitative	studies).



   | 5DRETZKE et al.

T
A

B
L

E
 2

	
M

ai
n	

qu
al

ita
tiv

e	
st

ud
y	

ch
ar

ac
te

ri
st

ic
s.

A
ut

ho
r,

 y
ea

r,
 c

ou
nt

ry
T

yp
e 

an
d 

fo
cu

s 
of

 
st

ud
y

R
ec

ru
it

m
en

t o
f 

pa
rt

ic
ip

an
ts

(a
) s

et
ti

ng
 a

nd
 m

et
ho

d 
fo

r 
da

ta
 c

ol
le

ct
io

n;
 (b

) 
pe

rs
on

 c
ol

le
ct

in
g 

da
ta

; 
(c

) t
yp

e 
of

 a
na

ly
si

s

(a
) n

um
be

r 
of

 p
ar

ti
ci

pa
nt

s;
 (b

) 
m

ea
n 

(S
D

) a
ge

; (
c)

 e
th

ni
ci

ty
; 

(d
) H

C
P 

ro
le

 (i
f a

pp
lic

ab
le

)

(a
) t

yp
e 

of
 c

an
ce

r;
 (b

) 
ti

m
e 

si
nc

e 
tr

ea
tm

en
t 

en
d;

 (c
) l

en
gt

h 
of

 
pa

rt
ic

ip
at

in
g 

in
 P

IF
U

D
es

cr
ip

ti
on

 o
f P

IF
U

R
ep

re
se

nt
at

iv
en

es
s 

of
 s

am
pl

e

Br
ea

st
	c

an
ce

r

Br
ow

n	
20

02
,	U

K
15

R
an

do
m

is
ed

	
co

nt
ro

lle
d	

tr
ia

l,	
bu

t	i
nc

lu
de

d	
st

ru
ct

ur
ed

	
in

te
rv

ie
w

s
C

om
pa

ri
so

n	
of

	
st

an
da

rd
	

cl
in

ic
al

	
fo

llo
w

-	u
p	

w
ith

	
PI

FU
	in

	w
om

en
	

tr
ea

te
d	

fo
r	

br
ea

st
	c

an
ce

r

A
ll	

w
om

en
	in

	th
e	

ra
nd

om
is

ed
	

co
nt

ro
lle

d	
tr

ia
l

(a
)	n

ot
	st

at
ed

;	s
om

e	
in

te
rv

ie
w

s	o
ve

r	
th

e	
te

le
ph

on
e.

	
St

ru
ct

ur
ed

	5
–	1

0-
	m

in
	

in
te

rv
ie

w
s;	

ite
m

s	
w

er
e	

in
flu

en
ce

d	
by

	
re

le
va

nt
	li

te
ra

tu
re

	a
nd

	
fr

om
	re

su
lts

	o
f	a

	p
ilo

t	
st

ud
y	

in
ve

st
ig

at
in

g	
th

e	
at

tit
ud

es
	o

f	1
00

	
w

om
en

	to
	th

ei
r	

ou
tp

at
ie

nt
	fo

llo
w

-	u
p	

at
	th

e	
sa

m
e	

cl
in

ic
s	

co
nd

uc
te

d	
by

	th
e	

au
th

or
s

(b
)	r

es
ea

rc
h	

nu
rs

e
(c

)	c
on

te
nt

	a
na

ly
si

s	w
ith

	
ea

ch
	to

pi
c	

re
po

rt
ed

	
co

de
d	

as
	1

	(n
o)

	a
nd

	2
	

(y
es

).	
Fr

eq
ue

nc
y	

da
ta

	
th

en
	c

ol
le

ct
ed

	fo
r	e

ac
h	

gr
ou

p

(a
)	2

7/
30

	a
t	6

	m
on

th
s,	

28
/3

0	
at

	
1	y

ea
r	(

PI
FU

	g
ro

up
),	

24
/3

1	
at

	6
	m

on
th

s,	
26

/3
1	

at
	1

	ye
ar

	
(s

ta
nd

ar
d	

cl
in

ic
	g

ro
up

)
(b

)	M
ea

n	
ag

e	
68

	(5
3–

	87
)	P

IF
U

	
gr

ou
p,

	6
3	

(4
8–

	83
)	s

ta
nd

ar
d	

cl
in

ic
	g

ro
up

.
(c

)	n
o	

de
ta

ils

(a
)	s

ta
ge

	I	
br

ea
st

	c
an

ce
r

(b
)	a

t	l
ea

st
	1

	ye
ar

	a
nd

	
up

	to
	5

	ye
ar

s	s
in

ce
	

tr
ea

tm
en

t
(c

)	1
	ye

ar
	o

f	P
IF

U

W
om

en
	g

iv
en

	w
ri

tte
n	

in
fo

rm
at

io
n	

on
	th

e	
si

gn
s	a

nd
	sy

m
pt

om
s	

of
	re

cu
rr

en
ce

	
an

d	
in

st
ru

ct
ed

	to
	

te
le

ph
on

e	
th

e	
Br

ea
st

	
C

ar
e	

N
ur

se
	if

	th
ey

	
en

co
un

te
re

d	
an

y	
pr

ob
le

m
s.	

A
ll	

w
om

en
	

al
so

	h
ad

	a
	y

ea
rl

y	
m

am
m

og
ra

m
.

50
%

	o
f	t

ho
se

	
ap

pr
oa

ch
ed

	
re

fu
se

d	
to

	
pa

rt
ic

ip
at

e	
in

	
st

ud
y.

K
oi

nb
er

g	
20

02
,	

Sw
ed

en
20

Q
ua

lit
at

iv
e.

Br
ea

st
	c

an
ce

r	
pa

tie
nt

s'	
sa

tis
fa

ct
io

n	
w

ith
	a

	
sp

on
ta

ne
ou

s	
sy

st
em

	o
f	

ch
ec

k-
	up

s.

St
ra

te
gi

c	
sa

m
pl

e	
of

	w
om

en
	w

ho
	

ha
d	

pa
rt

ic
ip

at
ed

	
in

	th
e	

sp
ec

ia
lis

t	n
ur

se
	

in
te

rv
en

tio
n.

(a
)	U

ni
ve

rs
ity

	h
os

pi
ta

l;	
se

m
is

tr
uc

tu
re

d	
in

te
rv

ie
w

s	(
20

–	
40

	m
in

);	
qu

es
tio

ns
	

pr
ev

io
us

ly
	te

st
ed

	in
	

pi
lo

t	i
nt

er
vi

ew
s

(b
)	p

ri
nc

ip
le

	a
ut

ho
r	

(o
nc

ol
og

y	
nu

rs
e)

(c
)	q

ua
lit

at
iv

e	
de

sc
ri

pt
iv

e	
de

si
gn

	w
ith

	
ph

en
om

en
og

ra
ph

ic
	

ap
pr

oa
ch

(a
)	1

9	
pa

rt
ic

ip
an

ts
.

(b
)	m

ea
n	

ag
e	

63
	(n

o	
SD

)
(c

)	n
o	

de
ta

ils

(a
)	s

ta
ge

	I	
or

	II
	b

re
as

t	
ca

nc
er

(b
)	b

et
w

ee
n	

2	
an

d	
7	y

ea
rs

	
af

te
r	s

ur
ge

ry
(c

)	l
en

gt
h	

of
	P

IF
U

	
un

cl
ea

r

W
om

en
	c

ou
ld

	c
on

ta
ct

	a
	

sp
ec

ia
lis

t	n
ur

se
	w

he
n	

th
e	

ne
ed

	a
ro

se
.	N

o	
de

ta
ils

	o
n	

w
he

th
er

	a
	

sy
m

pt
om

	c
he

ck
lis

t	
w

as
	p

ro
vi

de
d.

	A
ll	

w
om

en
	a

ls
o	

ha
d	

a	
ye

ar
ly

	m
am

m
og

ra
m

.

St
ra

te
gi

ca
lly

	c
ho

se
n	

sa
m

pl
e	

to
	g

et
	a

s	
w

id
e	

a	
va

ri
at

io
n	

as
	p

os
si

bl
e	

(in
	a

ge
,	

ed
uc

at
io

n,
	m

ar
ita

l	
st

at
us

,	y
ea

r	s
in

ce
	

op
er

at
io

n)
.	N

o	
de

ta
ils

	o
n	

pa
tie

nt
	

ch
ar

ac
te

ri
st

ic
s.

(C
on

tin
ue

s)



6 |   DRETZKE et al.

A
ut

ho
r,

 y
ea

r,
 c

ou
nt

ry
T

yp
e 

an
d 

fo
cu

s 
of

 
st

ud
y

R
ec

ru
it

m
en

t o
f 

pa
rt

ic
ip

an
ts

(a
) s

et
ti

ng
 a

nd
 m

et
ho

d 
fo

r 
da

ta
 c

ol
le

ct
io

n;
 (b

) 
pe

rs
on

 c
ol

le
ct

in
g 

da
ta

; 
(c

) t
yp

e 
of

 a
na

ly
si

s

(a
) n

um
be

r 
of

 p
ar

ti
ci

pa
nt

s;
 (b

) 
m

ea
n 

(S
D

) a
ge

; (
c)

 e
th

ni
ci

ty
; 

(d
) H

C
P 

ro
le

 (i
f a

pp
lic

ab
le

)

(a
) t

yp
e 

of
 c

an
ce

r;
 (b

) 
ti

m
e 

si
nc

e 
tr

ea
tm

en
t 

en
d;

 (c
) l

en
gt

h 
of

 
pa

rt
ic

ip
at

in
g 

in
 P

IF
U

D
es

cr
ip

ti
on

 o
f P

IF
U

R
ep

re
se

nt
at

iv
en

es
s 

of
 s

am
pl

e

M
oo

re
	&

	M
at

he
so

n	
20

22
,	U

K
23

Q
ua

lit
at

iv
e	

st
ud

y	
(a

s	p
ar

t	o
f	w

id
er

	
m

ix
ed

	m
et

ho
ds

	
st

ud
y)

.
Ex

pe
ri

en
ce

	o
f	a

	
‘S

up
po

rt
ed

	
Ea

rl
y	

D
is

ch
ar

ge
	

Fo
llo

w
-	u

p’
	

(P
IF

U
)	s

er
vi

ce
.

Pu
rp

os
iv

e	
su

bs
am

pl
e	

fr
om

	a
	la

rg
er

	
gr

ou
p	

of
	p

at
ie

nt
s	

ta
ki

ng
	p

ar
t	i

n	
PI

FU
	a

t	t
w

o	
U

K
	

ho
sp

ita
ls

.

(a
)	S

em
is

tr
uc

tu
re

d	
in

te
rv

ie
w

s	v
ia

	
te

le
ph

on
e	

(a
ud

io
-	

re
co

rd
ed

),	
la

st
in

g	
30

–	4
5	m

in
	(r

an
ge

	2
5–

	
60

	m
in

)	a
nd

	u
si

ng
	a

n	
in

te
rv

ie
w

	to
pi

c	
gu

id
e

(b
)	I

nt
er

vi
ew

s	c
on

du
ct

ed
	

by
	a

n	
ex

pe
ri

en
ce

d	
he

al
th

	re
se

ar
ch

er
	n

ot
	

in
vo

lv
ed

	w
ith

	p
at

ie
nt

's	
cl

in
ic

al
	c

ar
e

(c
)	T

he
m

at
ic

	a
na

ly
si

s

(a
)	2

0	
pa

rt
ic

ip
an

ts
(b

)	1
0%

	u
nd

er
	4

0	y
ea

rs
,	3

5%
	4

0–
	

55
	ye

ar
s,	

55
%

	o
ve

r	5
5	y

ea
rs

(c
)	1

	(5
%

)	W
hi

te
	B

ri
tis

h	
an

d	
C

ar
ib

be
an

	m
ix

ed
	ra

ce
,	1

9	
(9

5%
)	W

hi
te

	B
ri

tis
h

(a
)	a

ny
	p

ri
m

ar
y	

br
ea

st
	

ca
nc

er
	e

xc
ep

t	
th

os
e	

on
	e

nd
oc

ri
ne

	
th

er
ap

y	
on

ly
	o

r	w
ith

	
se

co
nd

ar
y/

m
et

as
ta

tic
	

or
	lo

ca
lly

	a
dv

an
ce

d	
di

se
as

e.
(b

)	a
ro

un
d	

3	m
on

th
s	a

fte
r	

tr
ea

tm
en

t	e
nd

	in
	o

ne
	

ce
nt

re
	a

nd
	6

	m
on

th
s	

in
	th

e	
ot

he
r	c

en
tr

e	
(u

p	
to

	1
2	m

on
th

s	f
or

	
so

m
e	

pa
tie

nt
s	d

ue
	to

	
st

af
fin

g	
is

su
es

	in
	th

e	
la

tte
r)

.
(c

)	w
om

en
	w

er
e	

on
	

av
er

ag
e	

2–
	3	y

ea
rs

	
(p

os
td

ia
gn

os
is

)	a
t	

tim
e	

of
	in

te
rv

ie
w

H
ol

is
tic

	n
ee

ds
	a

ss
es

sm
en

t	
an

d	
En

d	
of

	T
re

at
m

en
t

Su
m

m
ar

y	
th

ro
ug

h	
nu

rs
e-

	
le

d	
cl

in
ic

s	f
ol

lo
w

ed
	

by
	d

is
ch

ar
ge

	fr
om

	
ho

sp
ita

l	a
ro

un
d	

6	
m

on
th

s	f
ol

lo
w

in
g	

th
e	

en
d	

of
	a

dj
uv

an
t	

tr
ea

tm
en

t;
op

en
	a

cc
es

s	t
o	

ap
po

in
tm

en
ts

	(w
ith

in
	

2	w
ee

ks
);	

an
nu

al
	

m
am

m
og

ra
ph

y
fo

r	5
	ye

ar
s.

Pu
rp

os
iv

e	
sa

m
pl

in
g	

to
	e

ns
ur

e	
th

at
	

in
te

rv
ie

w
ee

s	
in

cl
ud

ed
	a

	ra
ng

e	
of

	a
ge

s,	
br

ea
st

	
ca

nc
er

	tr
ea

tm
en

ts
	

an
d	

le
ve

ls
	o

f	n
ee

ds
	

an
d	

co
nc

er
ns

	
(a

s	r
ep

or
te

d	
vi

a	
su

rv
ey

).
Pa

tie
nt

s	w
er

e	
ex

cl
ud

ed
	

fr
om

	P
IF

U
	if

	th
ey

	
ha

d:
	le

ar
ni

ng
	

di
ffi

cu
lti

es
;	m

en
ta

l	
he

al
th

	is
su

es
;	

en
do

cr
in

e	
th

er
ap

y	
on

ly
;	s

ec
on

da
ry

	
or

	m
et

as
ta

tic
	o

r	
lo

ca
lly

	a
dv

an
ce

d	
di

se
as

e;
	re

cr
ui

te
d	

on
	c

lin
ic

al
	tr

ia
ls

.

M
uk

ta
r	2

01
5,

	U
K

24
Su

rv
ey

	w
ith

	‘f
re

e	
te

xt
’	c

om
m

en
ts

	
se

ct
io

n	
(N

B 
on

ly
 

qu
al

ita
tiv

e d
at

a 
co

ns
id

er
ed

 h
er

e)
Br

ea
st

	c
an

ce
r	

pa
tie

nt
s'	

(in
	

st
an

da
rd

	F
U

)	
pr

ef
er

en
ce

s	
fo

r	f
ut

ur
e	

FU
	

in
cl

ud
in

g	
op

en
-	

ac
ce

ss
	F

U
.

A
ll	

el
ig

ib
le

	p
at

ie
nt

s	
at

	o
ne

	h
os

pi
ta

l	
w

ho
	h

ad
	re

ce
iv

ed
	

at
	le

as
t	6

	m
on

th
s	

of
	st

an
da

rd
	F

U
	

w
er

e	
in

vi
te

d	
to

	c
om

pl
et

e	
a	

qu
es

tio
nn

ai
re

	
du

ri
ng

	a
	6

-	m
on

th
	

pe
ri

od
.

(a
)	t

ea
ch

in
g	

ho
sp

ita
l;	

‘fr
ee

	te
xt

’	s
ec

tio
n	

on
	

qu
es

tio
nn

ai
re

(b
)	a

no
ny

m
is

ed
	

qu
es

tio
nn

ai
re

(c
)	‘

ke
y	

th
em

es
	id

en
tif

ie
d’

(a
)	3

17
	w

om
en

	re
cr

ui
te

d	
(u

nc
le

ar
	h

ow
	m

an
y	

in
vi

te
d)

.	
U

nc
le

ar
	h

ow
	m

an
y	

pa
tie

nt
s	

co
nt

ri
bu

te
d	

to
	q

ua
lit

at
iv

e	
da

ta
(b

)	a
ge

	n
ot

	st
at

ed
(c

)	7
8%

	C
au

ca
si

an
,	9

%
	A

fr
o-

	
C

ar
ib

be
an

,	7
%

	In
do

-	A
si

an

(a
)	a

ny
	st

ag
e	

of
	b

re
as

t	
ca

nc
er

(b
)	a

t	l
ea

st
	6

	m
on

th
s

(c
)	N

/A
	(a

ll	
in

	ro
ut

in
e	

FU
)

H
yp

ot
he

tic
al

	o
pe

n-
	

ac
ce

ss
	F

U
	sc

en
ar

io
	

(fl
ow

ch
ar

t)
	p

re
se

nt
ed

	
as

	p
ar

t	o
f	t

he
	

qu
es

tio
nn

ai
re

.

U
nc

le
ar

	h
ow

	
m

an
y	

pa
tie

nt
s	

co
nt

ri
bu

te
d	

to
	

qu
al

ita
tiv

e	
da

ta
	

fr
om

	w
id

er
	p

oo
l	o

f	
th

os
e	

re
sp

on
di

ng
	

to
	su

rv
ey

.

T
A

B
L

E
 2

	
(C

on
tin

ue
d)



   | 7DRETZKE et al.

T
A

B
L

E
 2

	
(C

on
tin

ue
d)

A
ut

ho
r,

 y
ea

r,
 c

ou
nt

ry
T

yp
e 

an
d 

fo
cu

s 
of

 
st

ud
y

R
ec

ru
it

m
en

t o
f 

pa
rt

ic
ip

an
ts

(a
) s

et
ti

ng
 a

nd
 m

et
ho

d 
fo

r 
da

ta
 c

ol
le

ct
io

n;
 (b

) 
pe

rs
on

 c
ol

le
ct

in
g 

da
ta

; 
(c

) t
yp

e 
of

 a
na

ly
si

s

(a
) n

um
be

r 
of

 p
ar

ti
ci

pa
nt

s;
 (b

) 
m

ea
n 

(S
D

) a
ge

; (
c)

 e
th

ni
ci

ty
; 

(d
) H

C
P 

ro
le

 (i
f a

pp
lic

ab
le

)

(a
) t

yp
e 

of
 c

an
ce

r;
 (b

) 
ti

m
e 

si
nc

e 
tr

ea
tm

en
t 

en
d;

 (c
) l

en
gt

h 
of

 
pa

rt
ic

ip
at

in
g 

in
 P

IF
U

D
es

cr
ip

ti
on

 o
f P

IF
U

R
ep

re
se

nt
at

iv
en

es
s 

of
 s

am
pl

e

En
do

m
et

ri
al

	c
an

ce
r

Be
av

er
	2

02
0,

	U
K

13
M

ix
ed

	m
et

ho
ds

	
st

ud
y.

A
cc

ep
ta

bi
lit

y	
an

d	
fe

as
ib

ili
ty

	o
f	

pa
tie

nt
-	in

iti
at

ed
	

fo
llo

w
-	u

p	
fo

r	
w

om
en

	tr
ea

te
d	

fo
r	s

ta
ge

	I	
en

do
m

et
ri

al
	

ca
nc

er
.

G
yn

ae
co

lo
gy

	
on

co
lo

gi
st

s	a
nd

	
cl

in
ic

al
	n

ur
se

	
sp

ec
ia

lis
ts

	a
sk

ed
	

to
	id

en
tif

y	
su

ita
bl

e	
pa

tie
nt

s	
fr

om
	o

ut
pa

tie
nt

	
cl

in
ic

s;	
th

os
e	

in
di

ca
tin

g	
in

te
re

st
	d

is
cu

ss
ed

	
th

e	
st

ud
y	

w
ith

	a
	

re
se

ar
ch

er
.

(a
)	s

et
tin

g	
no

t	s
ta

te
d;

	
se

m
is

tr
uc

tu
re

d	
in

te
rv

ie
w

s.
(b

)	n
o	

de
ta

il	
on

	w
ho

	w
as

	
co

lle
ct

in
g	

da
ta

(c
)	c

on
te

nt
/t

he
m

at
ic

	
an

al
ys

is

(a
)	o

f	6
5	

w
om

en
	e

lig
ib

le
	fo

r	s
tu

dy
,	

17
	a

gr
ee

d	
to

	p
ar

tic
ip

at
e;

	1
4/

17
	

pa
rt

ic
ip

at
ed

	in
	in

te
rv

ie
w

s
(b

)	m
ea

n	
ag

e	
59

.4
1	

(1
0.

82
)

(c
)	1

6	
W

hi
te

,	1
	In

di
an

(a
)	s

ta
ge

	I	
en

do
m

et
ri

al
(b

)	m
ea

n	
6	m

on
th

s
(c

)	m
ed

ia
n	

9	m
on

th
s	

(r
an

ge
	7

–	1
0	m

on
th

s)

Pa
tie

nt
s	a

sk
ed

	to
	fo

re
go

	
ho

sp
ita

l	o
ut

pa
tie

nt
	

ap
po

in
tm

en
ts

,	
su

pp
or

te
d	

by
	a

	
se

lf-
	m

an
ag

em
en

t	
ap

pr
oa

ch
.	

In
fo

rm
at

io
n	

gi
ve

n	
on

	
si

gn
s	a

nd
	sy

m
pt

om
s	

of
	re

cu
rr

en
ce

	a
nd

	
w

ho
	to

	c
on

ta
ct

.	
H

os
pi

ta
l-	b

as
ed

	
ap

po
in

tm
en

t	a
t	t

he
	

en
d	

of
	th

e	
st

ud
y.

26
%

	o
f	e

lig
ib

le
	p

at
ie

nt
s	

pa
rt

ic
ip

at
ed

.	N
o	

da
ta

	o
n	

re
as

on
s	f

or
	

no
np

ar
tic

ip
at

io
n	

or
	c

ha
ra

ct
er

is
tic

s	
of

	n
on

pa
rt

ic
ip

at
in

g	
pa

tie
nt

s.

K
um

ar
ak

ul
as

in
ga

m
	

20
19

,	U
K

22
M

ix
ed

	m
et

ho
ds

	
st

ud
y.

A
cc

ep
ta

bi
lit

y	
of

	P
IF

U
	fo

r	
en

do
m

et
ri

al
	

ca
nc

er
.

R
an

do
m

ly
	sa

m
pl

ed
	

fr
om

	4
	g

ro
up

s	
en

ro
lle

d	
on

	th
e	

PI
FU

	sc
he

m
e	

in
tr

od
uc

ed
	

at
	U

ni
ve

rs
ity

	
H

os
pi

ta
ls

	
Le

ic
es

te
r	(

4	
gr

ou
ps

:	B
ri

tis
h	

W
hi

te
;	n

on
-	

Br
iti

sh
	W

hi
te

;	
st

ar
te

d	
on

	P
IF

U
;	

tr
an

sf
er

re
d	

fr
om

	
ho

sp
ita

l	F
U

	to
	

PI
FU

).

(a
)	o

ut
pa

tie
nt

s'	
cl

in
ic

	
ro

om
;	s

em
is

tr
uc

tu
re

d	
in

te
rv

ie
w

s	(
20

–	5
8	m

in
)

(b
)	t

w
o	

fe
m

al
e	

m
em

be
rs

	o
f	

th
e	

re
se

ar
ch

	te
am

(c
)	t

he
m

at
ic

	a
na

ly
si

s;	
tr

ia
ng

ul
at

io
n	

w
ith

	
qu

an
tit

at
iv

e	
as

pe
ct

s

(a
)	2

1	
w

om
en

	o
f	5

1	
co

nt
ac

te
d

(b
)	a

ge
	n

ot
	st

at
ed

	fo
r	t

he
	2

1	
w

om
en

(c
)	8

9.
5%

	W
hi

te
	B

ri
tis

h,
	1

0.
5%

	
no

n-
	W

hi
te

	B
ri

tis
h	

(2
2	

Br
iti

sh
	

So
ut

h	
A

si
an

,	2
	A

fr
ic

an
/

A
fr

o-
	C

ar
ib

be
an

)

(a
)	e

ar
ly

	st
ag

e	
en

do
m

et
ri

al
	P

IF
U

	
im

m
ed

ia
te

ly
	a

fte
r	

en
d	

of
	tr

ea
tm

en
t	

or
	tr

an
sf

er
re

d	
fr

om
	

ho
sp

ita
l	F

U
(b

)	t
im

e	
in

	h
os

pi
ta

l	F
U

	
no

t	k
no

w
n

(c
)	m

ed
ia

n	
14

	m
on

th
s	

(9
5%

	C
I	1

2.
9,

	
14

.3
	m

on
th

s)

C
on

ta
ct

	d
et

ai
ls

	o
f	

cl
in

ic
al

	n
ur

se
	

sp
ec

ia
lis

t	p
ro

vi
de

d	
at

	e
nd

	o
f	t

re
at

m
en

t	
ap

po
in

tm
en

t,	
as

	
w

el
l	a

s	w
ri

tte
n	

in
fo

rm
at

io
n	

on
	

si
gn

s	a
nd

	sy
m

pt
om

s	
th

at
	sh

ou
ld

	p
ro

m
pt

	
m

ed
ic

al
	re

vi
ew

.	
6-

		a
nd

	1
2-

	m
on

th
	

te
le

ph
on

e	
ca

lls
	to

	
en

su
re

	p
at

ie
nt

	w
as

	
ha

pp
y	

to
	c

on
tin

ue
	o

n	
PI

FU
	a

nd
	h

ad
	c

on
ta

ct
	

de
ta

ils
.

21
/5

1	
(4

1%
)	

co
nt

ac
te

d	
ag

re
ed

	
to

	in
te

rv
ie

w
s.	

N
o	

de
ta

ils
	o

n	
re

as
on

s	f
or

	n
on

-	
pa

rt
ic

ip
at

io
n	

or
	

ch
ar

ac
te

ri
st

ic
s	o

f	
no

np
ar

tic
ip

at
in

g	
pa

tie
nt

s. (C
on

tin
ue

s)



8 |   DRETZKE et al.

A
ut

ho
r,

 y
ea

r,
 c

ou
nt

ry
T

yp
e 

an
d 

fo
cu

s 
of

 
st

ud
y

R
ec

ru
it

m
en

t o
f 

pa
rt

ic
ip

an
ts

(a
) s

et
ti

ng
 a

nd
 m

et
ho

d 
fo

r 
da

ta
 c

ol
le

ct
io

n;
 (b

) 
pe

rs
on

 c
ol

le
ct

in
g 

da
ta

; 
(c

) t
yp

e 
of

 a
na

ly
si

s

(a
) n

um
be

r 
of

 p
ar

ti
ci

pa
nt

s;
 (b

) 
m

ea
n 

(S
D

) a
ge

; (
c)

 e
th

ni
ci

ty
; 

(d
) H

C
P 

ro
le

 (i
f a

pp
lic

ab
le

)

(a
) t

yp
e 

of
 c

an
ce

r;
 (b

) 
ti

m
e 

si
nc

e 
tr

ea
tm

en
t 

en
d;

 (c
) l

en
gt

h 
of

 
pa

rt
ic

ip
at

in
g 

in
 P

IF
U

D
es

cr
ip

ti
on

 o
f P

IF
U

R
ep

re
se

nt
at

iv
en

es
s 

of
 s

am
pl

e

Sh
ar

m
a	

20
20

,	U
K

25
Su

rv
ey

	w
ith

	‘f
re

e	
te

xt
’	c

om
m

en
ts

	
se

ct
io

n	
(N

B 
on

ly
 

qu
al

ita
tiv

e d
at

a 
co

ns
id

er
ed

 h
er

e)
Pa

tie
nt

	sa
tis

fa
ct

io
n	

w
ith

	P
IF

U
	fo

r	
en

do
m

et
ri

al
	

ca
nc

er

A
ll	

w
om

en
	w

ho
	

un
de

rw
en

t	
su

rg
er

y	
fo

r	s
ta

ge
	

I	e
nd

om
et

ri
al

	
ca

nc
er

	in
	a

	
di

st
ri

ct
	g

en
er

al
	

ho
sp

ita
l	2

01
3–

	
20

18
);	

al
l	h

ad
	

ag
re

ed
	to

	P
IF

U
.

(a
)	d

at
a	

co
lle

ct
ed

	v
ia

	a
	

te
le

ph
on

e	
ca

ll	
w

he
re

	
pa

tie
nt

s	w
er

e	
as

ke
d	

a	
se

ri
es

	o
f	p

re
sp

ec
ifi

ed
	

qu
es

tio
ns

.	O
ne

	w
as

	a
n	

op
en

-	e
nd

ed
	q

ue
st

io
n	

as
ki

ng
	fo

r	a
ny

	
co

m
m

en
ts

.
(b

)	c
lin

ic
al

	n
ur

se
	sp

ec
ia

lis
t

(c
)	n

o	
de

ta
ils

	o
n	

ty
pe

	o
f	

an
al

ys
is

	(‘
in

di
vi

du
al

 
co

m
m

en
ts

 w
er

e n
ot

ed
’).

(a
)	9

4/
10

4	
(9

0%
)	r

es
po

nd
ed

	to
	th

e	
su

rv
ey

	b
ut

	u
nc

le
ar

	h
ow

	m
an

y	
pr

ov
id

ed
	fr

ee
	te

xt
	c

om
m

en
ts

.
N

ot
	a

ll	
w

om
en

	w
er

e	
co

nt
ac

te
d	

ea
ch

	y
ea

r.
(b

)	n
o	

de
ta

ils
(c

)	n
o	

de
ta

ils

(a
)	s

ta
ge

	I	
en

do
m

et
ri

al
	

ca
nc

er
(b

)	P
IF

U
	c

om
m

en
ce

d	
2–

	4	w
ee

ks
	a

fte
r	

su
rg

er
y

(c
)	b

et
w

ee
n	

2	
an

d	
5	y

ea
rs

Pa
tie

nt
-	le

d	
te

le
ph

on
e	

fo
llo

w
-	u

p,
	w

he
re

	th
ey

	
co

ul
d	

ca
ll	

th
e	

cl
in

ic
al

	
nu

rs
e	

sp
ec

ia
lis

t	t
ea

m
	

at
	a

ny
	ti

m
e	

if	
th

ey
	

ha
d	

an
y	

co
nc

er
ns

.

U
nc

le
ar

	a
s	n

ot
	k

no
w

n	
ho

w
	m

an
y/

w
hi

ch
	w

om
en

	
pr

ov
id

ed
	fr

ee
	te

xt
	

co
m

m
en

ts
.

H
ea

d	
an

d	
ne

ck
	c

an
ce

r

Lo
re

nc
	2

02
2,

	U
K

32
Q

ua
lit

at
iv

e	
st

ud
y.

C
lin

ic
ia

ns
'	v

ie
w

s	o
f	

pa
tie

nt
-	in

iti
at

ed
	

fo
llo

w
-	u

p	
in

	h
ea

d	
an

d	
ne

ck
	c

an
ce

r	
to

	in
fo

rm
	th

e	
de

si
gn

	o
f	a

	
tr

ia
l	o

n	
PI

FU
	

co
m

pa
re

d	
w

ith
	

ro
ut

in
e	

FU
.

V
ia

	p
er

so
na

l	c
on

ta
ct

s	
of

	th
e	

te
am

	a
nd

	
m

ul
tid

is
ci

pl
in

ar
y	

pr
of

es
si

on
al

	
bo

dy
	m

ai
lin

g	
lis

ts
	re

pr
es

en
tin

g	
H

N
C

	c
lin

ic
ia

ns
.	

So
m

e	
pa

rt
ic

ip
an

ts
	

su
gg

es
te

d	
co

lle
ag

ue
s.

(a
)	e

ig
ht

	o
nl

in
e	

fo
cu

s	
gr

ou
ps

	w
ith

	
be

tw
ee

n	
on

e	
an

d	
si

x	
pa

rt
ic

ip
an

ts
	w

ith
	th

e	
sa

m
e	

ro
le

(b
)	t

he
	fa

ci
lit

at
or

s	d
id

no
t	k

no
w

	th
e	

pa
rt

ic
ip

an
ts

	
be

fo
re

ha
nd

(c
)	t

he
m

at
ic

	a
na

ly
si

s

(a
)	3

4	
pa

rt
ic

ip
an

ts
.

(b
)	n

o	
de

ta
ils

(c
)	n

o	
de

ta
ils

(d
)	e

ar
,	n

os
e	

an
d	

th
ro

at
	a

nd
	

m
ax

ill
of

ac
ia

l	s
ur

ge
on

s,	
on

co
lo

gi
st

s,	
cl

in
ic

al
	n

ur
se

	
sp

ec
ia

lis
ts

,	a
lli

ed
	h

ea
lth

	
pr

of
es

si
on

al
s	(

sp
ee

ch
	a

nd
	

la
ng

ua
ge

	th
er

ap
is

ts
,	d

ie
tit

ia
ns

	
an

d	
ra

di
og

ra
ph

er
s)

.

(a
)	h

ea
d	

an
d	

ne
ck

(b
)	N

/A
(c

)	N
on

e	
of

	th
e	

pa
rt

ic
ip

an
ts

	h
ad

	
di

re
ct

	e
xp

er
ie

nc
e	

of
	P

IF
U

.	P
IF

U
	

de
sc

ri
be

d	
is

	th
at

	o
f	

pl
an

ne
d	

tr
ia

l

N
B 

pl
an

ne
d 

PI
FU

 fo
r 

fu
tu

re
 tr

ia
l

R
ou

tin
e	

FU
	fo

r	f
ir

st
-	y

ea
r	

po
st

-	tr
ea

tm
en

t.	
PE

T-
	C

T	
sc

an
	a

t	
st

ud
y	

en
tr

y	
fo

llo
w

ed
	

by
	P

IF
U

	(i
f	s

ca
n	

ne
ga

tiv
e)

.	P
IF

U
	

in
cl

ud
es

	a
n	

al
lie

d	
he

al
th

	p
ro

fe
ss

io
na

l	
(A

H
P)

/n
ur

se
-	le

d	
ed

uc
at

io
n	

se
ss

io
n,

	
an

	in
fo

rm
at

io
n	

an
d	

su
pp

or
t	r

es
ou

rc
e	

an
d	

ra
pi

d	
ac

ce
ss

	to
	u

rg
en

t	
cl

in
ic

al
	a

pp
oi

nt
m

en
ts

	
w

ith
in

	2
	w

ee
ks

.
Th

e	
in

fo
rm

at
io

n	
an

d	
su

pp
or

t	r
es

ou
rc

e	
pr

ov
id

es
	in

fo
rm

at
io

n	
on

	sy
m

pt
om

s	t
o	

be
	

aw
ar

e	
of

,	a
	d

ia
ry

	to
	

m
on

ito
r	s

ym
pt

om
s	

an
d	

co
nt

ac
t	d

et
ai

ls
	fo

r	
ea

sy
	a

cc
es

s	t
o	

cl
in

ic
al

	
te

am
.

R
an

ge
	o

f	r
ol

es
	(n

	=
	6)

	
in

cl
ud

ed
	a

nd
	

pa
rt

ic
ip

an
ts

	
fr

om
	v

ar
io

us
	

ge
og

ra
ph

ic
al

	
re

gi
on

s.	
M

an
y	

pa
rt

ic
ip

an
ts

	w
er

e	
co

lle
ag

ue
s	o

f	t
ho

se
	

in
vo

lv
ed

	in
	a

n	
up

co
m

in
g	

tr
ia

l	o
f	

PI
FU

	c
om

pa
re

d	
w

ith
	ro

ut
in

e	
FU

	
an

d/
or

	h
ad

	b
ee

n	
in

vo
lv

ed
	in

	th
e	

gr
an

t	a
pp

lic
at

io
n	

fo
r	t

he
	tr

ia
l.

T
A

B
L

E
 2

	
(C

on
tin

ue
d)



   | 9DRETZKE et al.

A
ut

ho
r,

 y
ea

r,
 c

ou
nt

ry
T

yp
e 

an
d 

fo
cu

s 
of

 
st

ud
y

R
ec

ru
it

m
en

t o
f 

pa
rt

ic
ip

an
ts

(a
) s

et
ti

ng
 a

nd
 m

et
ho

d 
fo

r 
da

ta
 c

ol
le

ct
io

n;
 (b

) 
pe

rs
on

 c
ol

le
ct

in
g 

da
ta

; 
(c

) t
yp

e 
of

 a
na

ly
si

s

(a
) n

um
be

r 
of

 p
ar

ti
ci

pa
nt

s;
 (b

) 
m

ea
n 

(S
D

) a
ge

; (
c)

 e
th

ni
ci

ty
; 

(d
) H

C
P 

ro
le

 (i
f a

pp
lic

ab
le

)

(a
) t

yp
e 

of
 c

an
ce

r;
 (b

) 
ti

m
e 

si
nc

e 
tr

ea
tm

en
t 

en
d;

 (c
) l

en
gt

h 
of

 
pa

rt
ic

ip
at

in
g 

in
 P

IF
U

D
es

cr
ip

ti
on

 o
f P

IF
U

R
ep

re
se

nt
at

iv
en

es
s 

of
 s

am
pl

e

A
ny

	c
an

ce
r

W
ill

ia
m

so
n	

20
20

,	U
K

6
Q

ua
lit

at
iv

e.
H

ea
lth

ca
re

	
pr

of
es

si
on

al
s'	

vi
ew

s	o
f	

al
te

rn
at

iv
e	

st
ra

te
gi

es
	fo

r	
fo

llo
w

-	u
p	

ca
re

C
om

bi
na

tio
n	

of
	

co
nv

en
ie

nc
e	

an
d	

sn
ow

ba
ll	

sa
m

pl
in

g	
to

	
id

en
tif

y	
ra

ng
e	

of
	

pa
rt

ic
ip

an
ts

.

(a
)	s

em
is

tr
uc

tu
re

d	
in

te
rv

ie
w

	b
y	

te
le

ph
on

e	
or

	fa
ce

-	to
-	fa

ce
	if

	
pr

ef
er

re
d

(b
)	i

nt
er

vi
ew

	c
on

du
ct

ed
	

by
	o

ne
	re

se
ar

ch
er

	
un

kn
ow

n	
to

	th
e	

pa
rt

ic
ip

an
ts

(c
)	t

he
m

at
ic

	a
na

ly
si

s.

(a
)	2

1	
pa

rt
ic

ip
an

ts
	ti

m
e	

in
	c

ur
re

nt
	

po
st

	m
ea

n	
of

	7
	ye

ar
s	(

ra
ng

e	
1.

5–
	18

	ye
ar

s)
.

(b
)	n

o	
de

ta
ils

(c
)	n

o	
de

ta
ils

(d
)	c

lin
ic

al
	n

ur
se

	sp
ec

ia
lis

ts
,	l

ea
d	

ca
nc

er
	n

ur
se

s,	
co

ns
ul

ta
nt

	
su

rg
eo

ns
,	o

nc
ol

og
is

ts
,	G

Ps
,	

co
m

m
is

si
on

er
s	o

f	c
an

ce
r	

se
rv

ic
es

	a
nd

	N
H

S	
m

an
ag

er
s

(a
)	a

ny
	ty

pe
	o

f	c
an

ce
r	

(s
om

e	
fo

cu
s	o

n	
br

ea
st

	
an

d	
pr

os
ta

te
)

(b
)	N

/A
(c

)	l
en

gt
h	

of
	e

xp
er

ie
nc

e	
w

ith
	P

IF
U

	v
ar

ia
bl

e	
an

d/
or

	li
m

ite
d	

gi
ve

n	
th

at
	p

ro
gr

am
m

es
	

w
er

e	
in

	e
ar

ly
	p

ha
se

s	
of

	im
pl

em
en

ta
tio

n.

N
ot

	o
ne

	p
ar

tic
ul

ar
	ty

pe
.	

V
ie

w
s	s

ou
gh

t	o
n	

va
ri

ou
s	f

ol
lo

w
-	u

p	
st

ra
te

gi
es

.
A

ll	
pa

rt
ic

ip
an

ts
	re

po
rt

ed
	

th
at

	th
ei

r	i
ns

tit
ut

io
ns

	
ha

d	
at

te
m

pt
ed

	to
	

im
pl

em
en

t	a
lte

rn
at

iv
e	

FU
	m

od
el

s	o
f	c

ar
e;

	
m

os
t	w

er
e	

in
	th

e	
de

ve
lo

pm
en

ta
l	

or
	e

ar
ly

	p
ha

se
s	o

f	
im

pl
em

en
ta

tio
n.

	
Fo

cu
s	o

n	
co

m
m

on
	

ca
nc

er
s	s

uc
h	

as
	b

re
as

t	
an

d	
pr

os
ta

te
.

R
an

ge
	o

f	r
ol

es
	(n

	=
	12

)	
in

cl
ud

ed
	a

nd
	

pa
rt

ic
ip

an
ts

	
fr

om
	v

ar
io

us
	

ge
og

ra
ph

ic
al

	
re

gi
on

s.	
Bu

t	
sm

al
l	n

um
be

r	o
f	

pa
rt

ic
ip

an
ts

	g
iv

en
	

th
e	

nu
m

be
r	o

f	
di

ffe
re

nt
	ty

pe
s	o

f	
po

st
/r

ol
es

.

T
A

B
L

E
 2

	
(C

on
tin

ue
d)

3.4	 |	 Qualitative study findings

Findings	 are	 summarised	 below	 across	 five	 themes	 and	
key	 findings,	 and	 illustrative	 quotes	 are	 presented	 in	
Table 3.

3.4.1	 |	 Perception	of	routine	FU

Both	 patients	 and	 HCPs	 thought	 routine	 clinic	 appoint-
ments	 could	 cause	 anxiety	 in	 some	 patients.6,13,21,22,25	
Clinic	 appointments	 were	 associated	 with	 an	 increased	
fear	 of	 recurrence,13	 painful	 reminders	 of	 the	 cancer	
(treatment),13,23	and	a	sign	of	‘active’	disease	rather	than	
surveillance.22	 Some	 patients	 questioned	 the	 value	 of	
scheduled	visits	where	risk	was	low,22	or	when	there	were	
no	symptoms.25	Current	systems	were	viewed	by	HCPs	as	
‘rigid’,	 ‘unresponsive’,	 ‘paternalistic’21	as	well	as	 ‘not	pa-
tient	friendly’,	giving	‘artificial	support’	and	not	address-
ing	 long-	term	 effects	 or	 patient	 needs.6,21	 Patients	 were	
worried	about	wasting	health	professionals'	time	if	there	
were	no	apparent	problems13,22	and	where	risk	of	recur-
rence	was	low.22

Routine	 (clinic)	 FU	 was	 however	 also	 viewed	 as	 re-
assuring	 by	 patients	 and	 HCPs,6,13,15,21,22,24,25	 especially	
in	 early	 stages	 of	 FU.13,22	 Some	 patients	 (in	 PIFU)	 were	
anxious	 about	 not	 seeing	 a	 doctor20	 and	 reported	 ini-
tial	 difficulties	 in	 adjusting	 to	 a	 lack	 of	 appointments.23	
Others	were	more	supportive	of	PIFU	starting	after	a	pe-
riod	of	routine	FU	in	the	early/acute	stages.13,22,24	A	view	
amongst	HCPs	was	that	the	traditional	FU	model	was	as-
sociated	with	‘trust’6	and	that	a	lack	of	routine	FU	might	
impede	 recurrence	 or	 metastasis	 detection	 (in	 head	 and	
neck	cancer).21

3.4.2	 |	 Access	to,	and	use	of,	PIFU

Patients	thought	PIFU	was	more	convenient,	for	exam-
ple	in	terms	of	travel,	cost	and	waiting	times.13,15	They	
valued	quick	and	easy	access	to	(specialist)	nurses,	who	
could	 make	 onward	 referrals	 if	 necessary,20,22,25	 and	
were	confident	that	their	concerns	would	be	addressed,	
particularly	where	they	had	already	had	a	positive	expe-
rience	with	PIFU.23	Contact	with	a	health	professional	
known	 to	 the	 patient	 was	 preferred.20,23	 British	 South	
Asian	 women	 commented	 on	 the	 value	 of	 a	 Gujarati/
Hindi-	speaking	nurse.22	Reasons	for	not	accessing	PIFU	
included	 fear	 of	 wasting	 health	 professionals'	 time22,23	
and	 perceiving	 GPs	 as	 more	 accessible,23	 while	 some	
women	 noted	 a	 dislike	 of	 leaving	 answerphone	 mes-
sages	and	difficulties	in	getting	a	response	via	the	desig-
nated	helpline.23	The	role	of	PIFU	was	queried	by	some,	
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T A B L E  3 	 Illustrative	quotes.

Quotes in support of PIFU or concerns around routine FU Key findings

Patient: ‘I am very, very anxious when I am coming [to hospital follow- up] and 
probably for a couple of days before’.13

Patient: ‘It becomes a bit of a pain coming in every 4 months, every 6 months, 
when actually there's not anything wrong with you and it's a waste of your 
time, bus money, petrol money, whatever the consultant's time, when there's 
actually nothing wrong with you’.22

Patient: ‘I get upset looking at the leaflets— will call if anything worrying. Coming 
to hospital would bring it all back and I would rather not think about it’.25

Surgeon: ‘It's prescriptive and certainly not evidence- based. it's a little bit archaic, 
and I think, for a long time, many of my colleagues have felt that we could 
look at a more sensible way of following up patients, and certainly more 
evidence- based’.32

Oncologist: ‘I think we're probably all in agreement that there is room for 
improvement in the way that we see the patients on their follow- up protocol. It 
sounds like we've all got a very similar, traditional one- size- fits all approach 
to our follow- up’.32

Lead cancer nurse: ‘We do have patients who come back who had symptoms 
weeks ago but thought oh it's alright I've got an appointment coming up’.6

Patients	associate	routine	FU	with	anxiety	and	
inconvenience,	and	HCPs	see	the	system	as	
inflexible	and	outdated.

Patient: ‘I feel that it's been good that I could phone the same nurse and talk to 
her and if I was specially worried, like in the beginning, then she arranged an 
appointment with the doctor so it went very smoothly, I think’.20

Patient: ‘The nurses were brilliant. I had 45 minutes longer than I would with a 
doctor so it was good as they could explain everything in detail’.25

Patient: ‘I used to dread going and I do not dread it any more..	. not because I 
was worried about what the outcome might be, it was a heck of a journey 
from here to Southampton and the waiting around	etc.’15

Patient: ‘Well I think it gives you confidence, oh what is the word I am looking 
for, peace of mind you know, that they	[telephone	access	to	breast	cancer	
nurse]	are still keeping an eye on you’.15

Patient: “I will go back if I need to, I think the top and bottom of it is, if people 
have got a phone number to ring, they are more confident, aren't they? Like I 
have got [name of specialist nurse], it is just there if you need it’.13

Patients	experience	PIFU	positively	and	feel	supported	
by	it.

Patient: ‘I kind of go in there and I feel like it's a bit of a waste of their time and 
my time. If I had symptoms you kind of would call them … if you had any 
problems you could possibly ring up anyway and say “I don't feel well” so 
it's basically like when you self- assess, you are the one that is going to be self- 
assessing anyway aren't you’?13

Patient: ‘It stops me having to worry about “I've got an appointment here to come 
and see this person.” I'm looking out for my own symptoms and know that 
if I ring up the secretary or the clinic and say “I have this issue, can I come 
and see somebody?” I can come in. I don't have to go	via	the GP is what I'm 
saying’.22

Patient: ‘In terms of [PIFU], it will suit me down to the ground, in that I kind 
of want to, as best as possible, move on from it, and this allows me just to 
actually pay attention to my body and if something's wrong I flag it up, 
whereas I think if I had to wait once a year for my check- up I would just wait 
for my check- up if I thought something was wrong …. It just forces you to take 
responsibility for your health a little bit and pay attention a bit more. I just 
wanted to get it done and dusted and out of there. I don't want to be followed 
up really. I don't want to be reminded that it happened’.23

Patients	view	taking	control	of	managing	their	own	
follow-	up	as	positive.

Surgeon: ‘Patients who've been able to quit smoking or alcohol use, or semi 
reduce it significantly, might be at low risk of recurrence, and perhaps those 
are patients who could be on a less stringent follow- up. So, I don't know if you 
are going to stratify according to risk factors as well’.32

HCPs	see	the	need	for	tailoring	PIFU	depending	on	
risk.
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Quotes on concerns around PIFU or support for routine FU

Patient: ‘I think I would have preferred to come back and seen, physically seen 
someone… I think it's more just reassurance to meet somebody face to face 
about it. It's a bit more personal’.22

Patient:	‘I would have liked more appointments with the consultant for 
reassurance’.25

Patient: ‘Anyway, I think for a lot of people seeing a doctor gives them 
confirmation, you're happy to pay the fee’.20

Clinical nurse specialist: ‘You do always get that group of patients that want 
to come in and feel reassured just by it, it sounds crazy but just by having 
the doctor's hands on their neck and things like that they basically feel 
reassured’.32

Patients	and	HCPs	view	the	reassurance	from	routine	
FU	as	positive.

Patient: ‘The only barrier that I think would stop them ringing in is if they 
worried that it has come back. Because you've got to get your mind around 
that one first before you go and ring’.22

Patient: ‘I mean you can examine yourself but you just need somebody to 
confirm and say yes you haven't found anything or there isn't anything going 
on there’.15	(Patient	in	routine	FU)

Patient: ‘Prefer not to rely on self- diagnosis’.24	(Patient	in	routine	FU)
Patient:	‘Once you're discharged you don't sort of have any backup for potential 

reoccurrence, and I almost feel out on a limb. Every lump and bump, you 
know, you're not trained to say oh, that's a fatty lump, there's no information 
there to help you. So every time you get a lump and bump you just go into 
oh my god, here we go …. … it's that void afterwards, that that is my only 
criticism, because, it's almost like it's a loaded gun and you're waiting for 
somebody to fire the bullet’.23

Patients	worry	about	relying	on	self-	assessment	for	
symptoms	of	recurrence	and	avoid	checking	due	to	
fear	of	recurrence.

Patient: ‘It would be really handy to have an e-mail address, or even a number 
that you could text, not expecting an instant answer … because by the time 
you've rung two or three times and they've not picked up and you don't really 
want to leave a message, you get to the point where you think maybe it's not 
that important, and I won't ring again … So it's more an access issue, in that 
in your own head you can quite quickly downgrade it if you don't want to be 
a problem and they are obviously very busy’.23

Surgeon: ‘A small group of [lower socioeconomic status] patients will say “just 
do what you think is right.” They don't want to know, you know? I would not 
trust them, not because I don't like them, it's just that I can't trust them to 
make a sensible decision to come back if they have a concern’.32

Consultant nurse: ‘What I'm finding is with the, the older patient is that they 
struggle with that ownership being put back onto them ‘cos they're used to the 
paternalistic approach … younger patients seem to accept it better’.6

Oncologist: ‘[patients may not attend clinic] because they're holding back a 
problem or they're scared. And it's really how those things get identified, 
because this potentially can be the way that people keep a problem [hidden] 
that we would have seen by looking in the whites of their eyes’.32

Patients	and	HCPs	have	concerns	around	access	to	
PIFU.

Clinical nurse specialist: ‘I think the main concern was if it [patient- initiated 
follow- up] would add to the workload’.32

Surgeon: ‘There will be some people [clinicians], I think, that the way they 
approach risk, or just their attitude, they may just say, ‘Well, no, I'm not 
willing to engage in that [patient- initiated follow- up]’.32

Survivorship Network Manager: ‘… you need to manage patients expectations 
around that being the sort of follow- up that they can expect … if you're not 
careful and you follow up people up at sort of arm's length in that way, it 
might actually exacerbate the problem of people feeling isolated rather than 
improve it’.6

HCPs	have	concerns	around	change	and	
implementation	of	PIFU.

T A B L E  3 	 (Continued)
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in	 terms	 of	 accessing	 support	 not	 only	 for	 symptoms	
of	 recurrence	 but	 also	 for	 ongoing	 treatment-	related	
side	effects	(particularly	adjuvant	endocrine	therapy	in	
breast	 cancer)	 and	 psychological	 issues,	 including	 fear	
of	recurrence,	which	were	perceived	as	unmet	needs.23	
HCPs	 stressed	 that	 a	 route	 to	 urgent	 appointment	 or	
specialist	 care	 was	 important	 and	 that	 this	 needed	 to	
be	 clear,	 efficient,	 reliable	 and	 quick,	 with	 designated	
points	of	contact.6,21

3.4.3	 |	 Patient	self-	management	and	
recognising	recurrence

Patients	on	PIFU	liked	having	more	control	over	their	own	
health	 and	 making	 their	 own	 decisions13,22,23	 and	 were	
confident	 they	 would	 recognise	 signs	 and	 symptoms	 of	
recurrence	providing	they	had	received	detailed	informa-
tion.13	One	study	found	that	greater	emotional	well-	being	
on	 PIFU	 was	 influenced	 by	 personality	 (e.g.	 being	 opti-
mistic),	good	social	support	and	coping	strategies,	and	suf-
ficient	 financial	resources.23	HCPs	were	also	 in	 favour	of	
PIFU	giving	patients	more	control	to	enable	them	to	take	
more	responsibility	for	their	own	health,	including	looking	
for	signs	of	recurrence.21	Patients	and	HCPs	were	however	
also	 concerned	 that	 patients	 would	 not	 recognise	 symp-
toms,	would	 ignore	symptoms,	or	avoid	self-	examination	
due	to	fear	of	recurrence.13,15,20,22,23	Some	patients	did	not	
feel	 they	 had	 sufficient	 information	 (e.g.	 on	 breast	 self-	
examination)	 to	 prepare	 them	 for	 PIFU.23	 In	 one	 study,	
participants	suggested	a	(routine)	FU	appointment	after	3	
or	5	years	of	PIFU	for	additional	reassurance.25

HCPs	 thought	 self-	management	 approaches	 may	 not	
be	 suitable	 for	 elderly	 patients,	 patients	 with	 mental	 or	
physical	 health	 issues	 or	 who	 were	 otherwise	 vulnera-
ble,6,21	and	one	study	found	poorer	emotional	well-	being	
on	PIFU	where	patients	had	existing	physical	or	mental	
co-	morbidities	or	had	other	life	stressors.23

3.4.4	 |	 Tailoring	PIFU	to	underlying	
risk	of	recurrence

HCPs	 felt	 that	 PIFU	 would	 be	 less	 suitable	 for	 patients	
with	complex	needs,	rare	forms	of	cancer	or	poorer	prog-
nosis/high	 risk	 of	 recurrence	 and	 that	 the	 suitability	 of	
PIFU	 would	 vary	 depending	 on	 (sub-	)type	 of	 cancer.6,21	
Prostate	cancer	and	cancers	with	obvious	signs	and	symp-
toms	were	seen	as	more	suitable	than	ovarian	cancer,	for	
example.6	 Head	 and	 neck	 cancer	 HCPs	 noted	 that	 pa-
tients	 less	 likely	 to	engage	with	PIFU	may	also	be	 those	
at	 higher	 risk	 of	 recurrence,	 which	 may	 result	 in	 worse	
health	outcomes.21

3.4.5	 |	 Change	and	implementation	of	PIFU

There	was	 support	 for	changes	 to	 routine	FU	amongst	
head	and	neck	cancer	HCPs,	while	acknowledging	that	
some	colleagues	may	be	more	risk	averse	and	reluctant	
to	change.21	Changing	a	‘cultural’	view	of	both	patients	
and	 HCPs	 in	 terms	 of	 FU	 was	 seen	 as	 potentially	 dif-
ficult.6	 A	 lack	 of	 evidence	 on	 effectiveness	 for	 either	
routine	 FU21	 or	 PIFU6	 was	 also	 mentioned.	 Managing	
patients'	 expectations	 regarding	 FU	 was	 considered	
important.6,21

HCPs	thought	 that	current	FU	systems	were	unsus-
tainable	and	placed	too	high	a	burden	on	health	service	
(UK-	NHS)	 resources.6,21	 However,	 there	 was	 also	 con-
cern	 that	 there	 was	 little	 incentive	 for	 (UK-	NHS)	 hos-
pitals	to	give	up	routine	FU	as	they	would	lose	payment	
for	this.6	It	was	also	mentioned	that	funding	would	still	
be	required	for	alternative	approaches	and	that	funding	
could	not	simply	be	cut,6	and	there	was	concern	around	
staffing	 and	 potential	 additional	 nursing	 workload.21	
One	study	noted	that	a	service	specification	was	viewed	
as	a	useful	 lever	when	implementing	new	models,	and	
the	importance	of	communication	with	commissioners	
was	emphasised.6

4 	 | 	 RESULTS — SURVEYS

4.1	 |	 Volume of evidence

Twenty-	two	 relevant	 studies	 containing	 surveys	 were	
identified.	 Four	 of	 these	 also	 contained	 qualitative	
data,	 which	 is	 included	 in	 the	 qualitative	 evidence	
section.13,22,24,25

4.2	 |	 Survey characteristics

Surveys	were	in	breast	(n	=	9),	head	and	neck	(n	=	5),	en-
dometrial	(n	=	4),	breast	or	gynaecological	(n	=	1),	colorec-
tal	 (n	=	2)	or	any	cancer	(n	=	1).	Most	were	 from	the	UK	
(n	=	16),	 the	 remainder	 from	 Denmark,	 Sweden,	 Italy,	
Slovenia,	Italy	and	Canada	(see	Data	S3	for	survey	char-
acteristics	 and	 findings).	 There	 was	 variability	 in	 type	
of	study	(e.g.	survey	only,	audit	of	existing	services,	ran-
domised	controlled	trial)	and	types	of	questions	posed	or	
(hypothetical)	 scenarios	 presented.	 Only	 one	 survey	 in-
cluded	HCP	views	in	addition	to	patients'	views.4	At	least	
some	patients	in	half	the	surveys	(n	=	12,	55%)	had	direct	
experience	of	PIFU,	this	included	breast,	endometrial	and	
colorectal	cancer	patients.	PIFU	entailed	the	provision	of	
information	on	signs	and	symptoms	of	recurrence	and	a	
mechanism	for	patients	to	contact	HCPs	and/or	self-	refer	
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if	there	were	concerns.	For	breast	and	colorectal	cancer,	it	
also	 included	scheduled	mammograms	or	CT	scans	and	
colonoscopies,	respectively.	In	the	other	surveys,	partici-
pants	were	given	hypothetical	questions	or	 scenarios	on	
PIFU.

4.3	 |	 Quality of surveys

There	was	generally	a	lack	of	detail	on	how	questionnaires	
were	developed	or	whether	they	were	validated.	Sampling	
strategies	 appeared	 mostly	 satisfactory,	 but	 some	 stud-
ies	 reported	 that	 their	 sample	 was	 unlikely	 to	 be	 repre-
sentative	of	a	wider	cancer	population.13,24,33,34,35,36,37,38,39	
This	 could	 be	 due	 to	 areas	 or	 centres	 participants	 were	
recruited	from,	eligibility	for	a	wider	study	(e.g.	RCT)	or	
self-	selection	bias.	Response	rates,	where	reported,	ranged	
between	60%	and	90%	(see	Data	S3	for	survey	characteris-
tics	and	findings).

4.4	 |	 Survey findings

4.4.1	 |	 Breast	cancer

Six	 surveys	 based	 on	 patients'	 experience	 of	 PIFU	 (with	
regular	 mammograms)	 found	 that	 most	 patients	 (88%–	
100%)	 were	 generally	 as	 satisfied	 with	 open-	access/
PIFU	 systems	 as	 they	 were	 with	 routine	 FU	 or	 that	 the	
systems	 were	 comparable	 in	 terms	 of	 addressing	 con-
cerns.38,40,41,42,43	Three	surveys24,44,45	of	women	in	routine	
FU	 found	 that	 the	 majority	 (90%	 where	 reported)	 were	
satisfied	with	this	FU	and	wished	to	continue	with	it;	one	
found	that	around	half	would	be	willing	to	be	discharged	
from	 hospital	 FU	 after	 3	years	 if	 an	 open-	access	 system	
was	in	place.44

4.4.2	 |	 Endometrial	cancer

Three	 surveys	 were	 of	 women	 who	 had	 participated	 in	
PIFU.13,22,25	Three-	fifths	(59%–	63%;	2	studies)	of	patients	
indicated	support	for	a	system	of	early	hospital	discharge/
PIFU13,22	or	‘most’	were	satisfied	with	the	service,	but	this	
related	to	treatment	as	well	as	FU	(one	study).25	Patients	
who	had	been	in	a	 trial	of	hospital	versus	telephone	FU	
were	 asked	 about	 future	 FU	 preferences.33	 Depending	
on	 trial	 arm,	 open-	access	 PIFU	 was	 ranked	 4th	 or	 6th	
amongst	eight	 scenarios	and	was	 less	popular	 than	hos-
pital	appointments	with	a	doctor	and/or	a	specialist	nurse	
(ranked	1st	to	3rd).

4.4.3	 |	 Breast	or	gynaecological	cancer

One	 survey	 included	 women	 with	 either	 breast	 or	 gy-
naecological	cancer	as	well	as	HCPs,	none	of	whom	had	
direct	experience	of	PIFU.46	Most	respondents	were	in	fa-
vour	of	regular	appointments	in	terms	of	making	patients	
feel	 ‘safe’	 (92%	patients,	65%	HCP).	Only	around	26%	of	
patients	and	12%	of	HCPs	thought	patients	would	prefer	
symptom-	led	appointments.

4.4.4	 |	 Head	and	neck	cancer

Three	surveys34,37,47	found	that	the	majority	(80–	89%)	of	
patients	preferred	routine	or	scheduled	FU	when	asked	
to	consider	PIFU	as	a	hypothetical	alternative,	and	one	
survey	 found	 that	 patients	 were	 in	 favour	 of	 a	 less	 in-
tensive,	 more	 patient-	led	 FU	 approach.48	 A	 further	
study	 presented	 a	 range	 of	 hypothetical	 FU	 scenarios	
consisting	of	more	or	less	frequent	FU,	with	regular	or	
symptom-	prompted	imaging.36	The	most	preferred	sce-
nario	 was	 hospital-	based	 FU	 with	 frequency	 of	 visits	
decreasing	 over	 time	 and	 routinely	 scheduled	 imaging	
irrespective	of	individual	risk	of	recurrence.	No	patients	
had	direct	experience	of	PIFU.

4.4.5	 |	 Colorectal	cancer

Two	studies14,39	 found	that	most	patients	(97%	and	73%)	
with	experience	of	PIFU	found	this	to	be	acceptable,	and	
in	one	study,	similar	to	routine	FU	in	terms	of	how	expec-
tations	 were	 met.14	 Patients	 in	 both	 studies	 had	 regular	
scheduled	scans	in	addition	to	PIFU.

4.4.6	 |	 Any	cancer

One	 survey	 asked	 patients,	 carers	 and	 HCPs	 about	 ex-
periences	 of	 and	 preferences	 for	 PIFU.4	 Of	 those	 with	
experience	of	PIFU	(27%	of	patients;	37%	of	HCPs),	80%	
expressed	 a	 preference	 for	 it.	 No	 results	 were	 presented	
for	PIFU	preferences	amongst	those	with	no	direct	experi-
ence	of	it.

5 	 | 	 DISCUSSION

PIFU	appears	to	be	positively	viewed	by	a	majority	of	pa-
tients	treated	for	breast	cancer,	and,	to	a	slightly	lesser	
degree,	patients	treated	for	endometrial	cancer,	provided	
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reliable	systems	are	in	place	to	ensure	easy	access	to	spe-
cialists.	A	smaller	proportion	of	patients	view	PIFU	as	
less	acceptable	or	suitable;	this	proportion	is	likely	to	be	
higher	in	a	‘real	life’	setting	when	study	inclusion	crite-
ria	and/or	self-	selection	do	not	apply.	Barriers	to	PIFU	
included	 a	 loss	 of	 reassurance	 from	 regular	 follow-	up,	
difficulties	accessing	PIFU,	or	avoidance	or	fear	of	self-	
examination.	PIFU	may	also	be	more	difficult	to	access	
by	non-	English	 language	 speakers	unless	 support	 is	 in	
place.	HCPs	noted	that	there	are	some	patient	groups	for	
whom	 PIFU	 may	 not	 be	 suitable	 including	 those	 with	
complex	 needs	 or	 mental	 and	 physical	 health	 issues,	
most	of	which	are	likely	to	have	been	excluded	from	ex-
isting	studies.

A	 very	 limited	 amount	 of	 evidence	 (based	 on	 two	
surveys)	 suggests	 a	 potential	 role	 for	 PIFU	 in	 colorectal	
cancer.	Based	on	survey	data,	patients	were	as	satisfied	or	
more	satisfied	with	PIFU	where	they	had	direct	experience	
of	 it	 (in	 breast,	 endometrial	 and	 colorectal	 cancer),	 and	
patients	given	hypothetical	scenarios	of	PIFU	were	more	
likely	to	state	a	preference	for	continuing	with	routine	FU	
(in	breast,	gynaecological,	endometrial	and	head	and	neck	
cancer).	This	may	reflect	positive	experiences	with	routine	
FU	already	received,	or	a	reluctance	to	change	from	what	
has	worked	so	far.	Conversely,	satisfaction	with	PIFU	may	
also	 reflect	 patient	 recruitment	 to	 PIFU	 studies;	 where	
participation	 in	 a	 PIFU	 scheme	 is	 dependent	 on	 patient	
consent,	 then	 these	 patients	 may	 be	 favourably	 inclined	
to	PIFU.	The	participation	in	a	study	in	itself	may	have	an	
effect	on	how	survey	questions	are	answered,	and	could,	
for	 example,	 depend	 on	 knowledge	 of	 other	 FU	 options	
(e.g.	if	there	is	a	control	group);	the	method	and	frequency	
of	obtaining	data	(e.g.	if	collected	by	someone	involved	in	
the	study);	or	the	attention	given	by	health	professionals	
as	a	result	of	knowledge	(and	beliefs)	around	the	different	
FU	options.49

Acceptability	of	PIFU	may	be	influenced	by	provision	
of	scheduled	imaging	or	other	tests	to	support	PIFU,	as	in	
the	breast	and	colorectal	cancer	studies.	All	types	of	PIFU	
in	 breast	 cancer	 studies	 included	 regular	 mammograms	
even	though	scheduled	clinic/hospital	FU	visits	were	re-
placed	by	‘on-	demand’	visits.	The	studies	on	PIFU	in	col-
orectal	cancer	also	 included	some	scheduled	 imaging	or	
other	tests.	Some	versions	of	‘PIFU’	may	thus	not	be	solely	
patient-	led	but	rather	be	a	combination	of	PIFU	and	reg-
ular	tests	at	the	hospital,	for	example	routine	scans.	This	
in	turn	may	affect	the	extent	to	which	PIFU	is	deemed	ac-
ceptable	to	patients	and	HCPs.	For	example,	in	one	breast	
cancer	study,	some	women	felt	reassured	by	regular	mam-
mograms.20	However,	scans	are	also	known	to	cause	anx-
iety	during	the	time	leading	up	to	the	scan	and	the	time	
spent	waiting	for	results,	and	feelings	of	reassurance	may	
not	be	sustained.50

Based	 on	 limited	 evidence,	 HCPs	 are	 generally	 sup-
portive	 of	 PIFU,	 but	 have	 concerns	 about	 managing	 pa-
tient	and	HCP	expectations,	and	about	patients	who	have	
difficulties	engaging	with	PIFU.	HCPs	note	that	barriers	to	
PIFU	include	patients'	communication	or	language	diffi-
culties	as	well	as	a	lack	of	technological	developments	to	
aid	patient–	clinician	communication.51	Some	studies	have	
shown	that	patients	may	not	request	urgent	appointments	
despite	recognising	symptoms52,53	and	that	regular	FU	can	
facilitate	access	to	specialists	or	tests	in	these	cases.54,55

The	 reassurance	 regular	 FU	 can	 provide	 needs	 to	 be	
weighed	against	 increased	anxiety,	 the	 inconvenience	of	
potentially	 unnecessary	 hospital	 visits	 and	 the	 fact	 that	
reassurance	is	often	only	temporary.15,22,55	Further,	some	
hospital-	based	 follow-	up	 may	 not	 sufficiently	 address	
patient	 needs;	 the	 ENDCAT	 trial	 in	 endometrial	 cancer	
found	that	patients	were	more	satisfied	with	some	aspects	
of	nurse-	led	telephone	FU	appointments	than	they	were	
with	doctor-	led	hospital	FU	appointments.56

There	 is	 some	concern	 that	 regular	FU	can	delay	pa-
tient	presentation	when	they	feel	symptoms	have	changed	
and	so	delay	recurrence	identification.	Participants	in	the	
studies	commenced	PIFU	at	varying	times	after	treatment	
completion	and	time	in	routine	FU.	One	study	 in	breast	
cancer	patients	suggested	that	emotional	and	information	
needs	are	greater	in	the	immediate	post-	treatment	phase	
and	 that	 these	 might	 be	 initially	 better	 dealt	 with	 at	 a	
clinic.15	Some	patients	may	therefore	be	more	favourably	
inclined	 to	 transition	 to	 PIFU	 after	 a	 period	 of	 routine,	
clinic-	based	FU.

PIFU	was	not	seen	as	suitable	for	all	patients	or	types	
of	 cancer	 and	 may	 have	 to	 be	 implemented	 in	 a	 risk-	
stratified	way,	for	example	taking	into	account	likelihood	
of	 recurrence,	and	ability	of	patients	 to	 recognise	 recur-
rence.6,21	 In	 practice,	 patients	 are	 sometimes	 enrolled	
into	PIFU	on	the	basis	of	risk,	for	example	patients	with	
low-	risk	endometrial13	or	low-	risk	breast	cancer.15	Fear	of	
recurrence	was	noted	by	some	study	participants.	This	is	
common	in	cancer	patients,	and	one	study	in	endometrial	
cancer	found	that	routine	FU	decreased	fear	of	recurrence	
significantly	more	than	PIFU,	though	the	difference	was	
small,57	 while	 another	 in	 breast	 cancer	 found	 a	 slightly	
higher,	but	not	statistically	significant,	 level	of	 fear	with	
PIFU	compared	with	regular	FU.58

Any	 findings	 on	 preferences	 related	 to	 PIFU	 need	 to	
be	 considered	 in	 the	 context	 of	 effectiveness.	 There	 is	
currently	insufficient	evidence	on	the	impact	of	PIFU	on	
long-	term	outcomes	such	as	recurrence	or	mortality	com-
pared	with	routine	follow-	up.59	The	value	of	detecting	an	
asymptomatic	 recurrence	 with	 scheduled	 FU	 will	 likely	
vary	depending	on	type	of	cancer	and	available	treatment	
options;	 some	 evidence	 suggests	 a	 survival	 benefit	 from	
asymptomatic	recurrence	detection	based	on	 imaging	or	
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other	diagnostic	tests	for	gastric	cancer,60	breast	cancer,61	
bladder	 cancer62	 and	 colon	 cancer.63	 A	 study	 in	 ovarian	
cancer	found	no	evidence	of	a	survival	benefit	with	early	
treatment	 based	 on	 raised	 CA125	 levels	 compared	 with	
delayed	treatment	based	on	symptoms.64	A	recent	system-
atic	review	by	Kershaw	et	al.	found	that	PIFU	did	not	have	
a	negative	impact	on	the	detection	of	recurrence	in	gynae-
cological	 cancers	 but	 that	 the	 psychological	 impact	 was	
conflicting.9	 There	 is	 also	 uncertainty	 around	 whether	
patient-	initiated	 appointment	 systems	 specifically	 lead	
to	reduced	service	utilisation	or	costs	in	chronic	disease,	
including	cancer.5	A	study	in	endometrial	cancer	has	sug-
gested	that	use	of	PIFU	can	lead	to	cost	savings	both	for	
the	NHS	and	for	the	patients,	with	cases	of	nonmetastatic	
recurrence	being	salvageable.65

Strengths	 of	 this	 systematic	 review	 include	 the	 com-
prehensive	 search	 strategies,	 which	 means	 it	 is	 unlikely	
that	evidence	has	been	missed,	and	the	inclusion	of	both	
qualitative	and	quantitative	data	on	preferences.	The	ev-
idence	 identified	has	 some	 limitations.	Qualitative	 stud-
ies	came	from	limited	geographic	and	healthcare	settings	
with	eight	of	nine	studies	being	UK	based	and	seven	stud-
ies	exploring	patient	perspective	covering	only	breast	and	
endometrial	 cancer.	 Most	 of	 the	 surveys	 were	 also	 UK	
based.	 The	 substantial	 interest	 in	 PIFU	 in	 the	 UK	 may	
be	being	driven	by	current	NHS	priorities,	which	include	
supporting	providers	to	implement	PIFU.66	Samples	in	the	
two	studies	exploring	HCP	views	are	also	unlikely	to	have	
included	all	relevant	specialities	and	roles.

Resistance	 to	 change	 amongst	 colleagues	 and	 ser-
vices	is	a	known	barrier	for	the	implementation	of	PIFU,	
though	restrictions	during	the	COVID-	19	pandemic	may	
have	accelerated	opportunities	for	change	(such	as	mainly	
telephone/virtual	consultations	and	reduced	appointment	
frequency)	 as	 well	 as	 boosting	 clinician,	 service	 and	 pa-
tient	enthusiasm	for	change.21,67	While	there	is	evidence	
that	 supported	 self-	management	 can	 improve	 clinical,	
psychosocial	and	economic	outcomes,	there	is	also	a	lack	
of	evidence	on	what	optimal	self-	management	strategies	
are,	and	to	what	extent	support	by	health	professionals	is	
needed	 to	 make	 such	 approaches	 effective	 and	 sustain-
able.68,69	There	is	health	professional	support	for	survivor-
ship	courses,	but	many	clinicians	report	that	these	are	not	
available	for	their	patients.51

Future	research	on	the	perception	of	PIFU	should	in-
clude	studies	in	a	wider	range	of	cancers,	including	men,	
and	patients	with	varying	underlying	risk	of	recurrence,	
and	should	consider	PIFU	in	the	context	of	scheduled	im-
aging	or	other	tests.	Ideally,	such	research	will	be	 in	the	
context	of	participants	with	first-	hand	experience	of	PIFU,	
as	 there	 is	evidence	 to	 suggest	 that	views	differ	depend-
ing	 on	 whether	 participants	 have	 experienced	 PIFU	 or	
are	being	asked	to	consider	hypothetical	scenarios.	Such	

studies	should	make	efforts	to	engage	participants	from	di-
verse	backgrounds	and	with	a	broad	range	of	experiences.
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