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1  |  INTRODUC TION

Following a cancer diagnosis, patients are usually faced with vari-
ous treatment options. The recent increase in treatment options 

added complexity to the decision-making process, but simultane-
ously increased the possibilities for personalised decision-making 
(NHG, 2014). In order to make an individual informed choice, pa-
tient involvement is key. Patient involvement is facilitated by shared 
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Abstract
Objective: Cancer patients are increasingly involved in decision-making for can-
cer treatment. General practitioners' (GPs) support in this process is advocated. 
Therefore, GPs need to be aware of patients' treatment decision-making process and 
their	 potential	 role.	We	 aim	 to	 understand	 the	 treatment	 decision-making	 process	
and to explore the added value of GP involvement, from the perspective of cancer 
patients treated with curative intent.
Methods: An	 explorative	 qualitative	 study	 was	 performed.	 Semi-structured	 inter-
views were conducted with 20 purposively sampled Dutch cancer patients treated 
with curative intent.
Results: Patients' treatment decision-making process was dominated by a focus on 
‘safeguarding survival’. Patients generally followed the treatment plan as proposed by 
their physician and did not always experience having a treatment choice. The majority 
of patients expressed added value for GP involvement, mainly to provide psychologi-
cal	support,	but	also	for	providing	shared	decision-making	(SDM)	support.
Conclusion: The treatment decision-making process of cancer patients treated with 
curative intent is dominated by the urge to ‘safeguard survival’. GPs should be aware 
of their added value in providing psychological support and their potential role to sup-
port	SDM	following	a	cancer	diagnosis.
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decision-making	 (SDM).	 Recent	 studies,	 however,	 suggest	 that	
SDM	is	insufficiently	facilitated	in	the	current	cancer	care	pathway	
(Brom	et	al.,	2017;	Jansen	et	al.,	2006;	Weeks	et	al.,	2012).	Cancer	
patients are often not aware of different treatment options (Brom 
et	al.,	2017;	Jansen	et	al.,	2006),	and	the	time	and	support	required	
for	deliberation	seem	lacking	(Brom	et	al.,	2017).	Current	treatment	
guidelines	are	generally	focussed	on	an	optimal	gain	in	survival.	Also,	
the	option	to	refrain	from	treatment	is	often	underexposed	(KNMG,	
2015).	Consequently,	an	overview	of	options	to	choose	from	is	often	
incomplete, and opportunities for reviewing and incorporating pa-
tients' priorities and preferences in the decision-making process are 
insufficiently facilitated.

The	SDM	process	and	personalised	decision-making	for	can-
cer treatment may be improved by the involvement of the general 
practitioner (GP) (NHG, 2014). In general, the GP has a long-term 
relationship with the patient, resulting in optimal knowledge of 
the patient's psychosocial and cultural situation and medical his-
tory	 (Lawrence	et	al.,	2016).	Because	of	 the	position	of	 ‘trusted	
professional’,	 GPs	 are	 well-equipped	 to	 support	 patients	 in	 the	
SDM	 process	 by	 elucidating	 patient's	 priorities	 in	 life	 and	 em-
powering the patient to include these priorities in their deci-
sion-making process. Therefore, patients and GPs envision a role 
for the GP in treatment decision-making (Halkett et al., 2015; 
Klabunde	et	al.,	2009),	and	both	advocate	more	GP	involvement	
to	improve	the	SDM	process	after	a	cancer	diagnosis	(Noteboom	
et al., 2020).

To be able to support their recently diagnosed cancer patients in 
the	SDM	process,	GPs	need	to	understand	the	patients'	perspective	
on	 treatment	 decision-making.	 Some	 aspects,	 such	 as	 the	 factors	
that influence the acceptance or decline of a proposed treatment, 
including treatment success rate, fear of side effects or the recom-
mendation of the physician, are known (Puts et al., 2015). To truly 
support	a	patient	in	the	SDM	process,	understanding	of	the	weigh-
ing of considerations (which and how) for treatment decision-making 
is	vital.	Currently,	detailed	information	about	the	SDM	process	from	
patients' perspective and the added value of the GP in this process is 
lacking. Therefore, we aim to understand the decision-making pro-
cess for cancer treatment and to explore the perceived added value 
of the GP from the perspective of cancer patients treated with a 
curative intent.

2  |  METHODS

2.1  |  Study design

An	 explorative	 qualitative	 study	 was	 performed.	 The	 GRIP	 study	
and	Time	Out	study	were	approved	by	the	Medical	Ethics	Research	
Committee	of	the	University	Medical	Centre	Utrecht	 (GRIP	METC	
protocol	number	16-232/C,	Time	Out	METC	protocol	number	16-
654/C) and considered non-eligible for full ethical review according 
to Dutch law.

2.2  |  Sample and setting

Patients who were recently diagnosed with cancer and experienced 
the process of making a decision for cancer treatment with curative 
intent	were	eligible.	Since	we	aimed	to	explore	the	support	of	the	
GP in this process at a distinct moment in time in their care path, 
we only included patients who consulted their GP shortly after the 
cancer diagnosis. Patients were purposefully selected from two 
ongoing	projects	on	SDM	in	cancer,	the	GRIP	(Perfors	et	al.,	2018)	
and the Time Out study. In both studies, patients had a consulta-
tion with their GP soon after they were diagnosed with cancer (Time 
Out Consultation—TOC), which was aimed to facilitate GP support in 
SDM	and	to	discuss	the	proposed	treatment	options	(Perfors	et	al.,	
2018).	This	TOC	was	intended	to	be	planned	before	the	moment	of	
the final treatment decision with the treating physician in secondary 
care.

Patients in the GRIP study were invited by the coordinating re-
searcher to participate in this follow-up interview study. Patients in 
the Time Out study were invited by their treating physician or nurse 
in the hospital. If willing and eligible, patients provided verbal and 
written consent for participation in the interviews.

2.3  |  Data collection

Semi-structured	in-depth	face-to-face	interviews	were	conducted	
between	 May	 2016	 and	 January	 2018	 by	 one	 researcher	 (EN)	
(Kolb,	 2012).	 An	 interview	 guide	was	 used,	 with	 predetermined	
questions	based	on	the	main	topics:	patient's	experiences	with	1)	
the treatment decision-making process, and 2) the added value 
of GP's involvement shortly after the cancer diagnosis (Table 1 

TA B L E  1 Semi-structured	interview	topic	list

Topics treatment decision-making process

1. Impact of diagnosis

2. Content of treatment decision

3. Involvement of patient him/herself in their treatment decision

4. Influencers, such as:

Social	context

Life	goals

Impact of treatment

Prognosis

5. Role of significant others in treatment decision

Added value of GP

6. General experiences with Time Out Consultation

7.	Topics	discussed	during	Time	Out	Consultation

8.	Added	value	of	the	GP	shortly	after	diagnosis,	such	as	for:

Shared	decision-making

Final decision
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presents the full topic list). The topics were based on the research 
aim and the clinical experience of the research team. This team 
includes a GP, a medical oncologist and researchers in the field 
of oncology and primary care. The decision-making process was 
defined as the process of the weighing of considerations (which 
and how) in the period from the presentation of the treatment 
plan by the treating physician to the patient and the decision for 
treatment.

Interviews had the character of an open conversation, with 
prompt	questions	to	gain	deeper	insight	into	the	experiences	of	the	
patient. The interview guide was adapted during the study based 
on the insights gathered during the analysis, by rephrasing or add-
ing	 questions.	 Patients	 in	 the	 GRIP	 study	were	 interviewed	 after	
GRIP study participation. Patients in the Time Out study were inter-
viewed shortly after the treatment decision and were interviewed 
on average of six months (range 1–12) after diagnosis. Interviews 
took place at a location of patient's preference. Most patients were 
interviewed at home, and two patients were interviewed at their 
hospital. During one interview the daughter and in four interviews 
the partner of the patient was present. The interviews were audio 
recorded. The duration of the interviews was on average 43 min-
utes	 (range	 21–93	minutes).	Directly	 after	 each	 interview,	memos	
were written addressing observations and reflections on initial 
thoughts related to the emerging themes and alterations of the in-
terview guide. Demographic characteristics were available from the 
GRIP and Time Out study files and included sex, age, type of cancer, 
social situation and education. Data collection continued until data 
saturation occurred, that is no new themes emerged from the data 
(Saunders	et	al.,	2018).

2.4  |  Data analysis

All	interviews	were	transcribed	verbatim.	To	increase	the	credibility	
of the results and if desired by patients (n = 11), a summary of the 
interview was sent to the patient and used as member check. One 
patient contacted the interviewing researcher for a minor revision 
afterwards.	Data	analysis	was	performed	by	two	researchers	(EN	&	
SV)	according	to	the	principles	of	the	grounded	theory	(Glaser	et	al.,	
1967).	The	constant	comparative	method	was	used;	data	collection	
and analysis were alternated, and identified themes were continu-
ously compared for differences and similarities within and between 
interviews	(Glaser	et	al.,	1967).	In	addition,	memos	were	created	dur-
ing the analysis regarding the creation of themes and how these re-
late, which supported the analysis process (de Casterle et al., 2012).

First, the interview texts were read out in full to get an overall 
picture	 and	were	 reread	 to	 grasp	 the	 details.	 Secondly,	 the	 inter-
view texts were open coded. Data were segmented, and initial codes 
were	identified	and	linked	to	the	text	fragments.	After	performing	
open coding of four interviews, axial coding was started. During 
axial coding, initial codes were collated. These related codes were in-
tegrated and brought under broader categories, which were labelled 
with meaningful themes. In this phase, the first coding tree was 

established and adapted during the analyses. Themes were further 
defined and reviewed based on the interview texts. Finally, during 
selective coding, we confirmed the core theme of the treatment de-
cision-making process and defined how other themes related to and 
influenced the core theme. Discrepancies in coding between the two 
researchers were discussed until consensus was reached. The data 
and the analysis were discussed regularly in joint meetings within 
the	research	team	(EW,	CH,	AM,	NW,	EN)	(Guba,	1981).	NVivo	12.0	
software	(QSR	International	Pty	Ltd,	version	12,	2015)	was	used	to	
support the analysis.

3  |  RESULTS

In	total,	68	patients	were	selected	from	both	studies,	of	which	22	
patients agreed to participate. The main reason for non-participa-
tion was that ‘participation was considered as too much of a burden’. 
Two patients were excluded after interviewing, as in both inter-
views patients were unable to provide in-depth answers for robust 
analysis; one due to cognitive problems and the other needed to be 
performed by telephone, which did not provide data of high enough 
quality	 (Figure	 1).	 The	majority	 of	 the	 patients	was	 female	 (70%),	
diagnosed	with	 breast	 cancer	 (45%)	 and	 on	 average	 69	 years	 old.	
The	majority	of	the	patients	received	high	education	(58%)	and	was	
married	(63%)	(Table	2).

3.1  |  The treatment decision-making process

All	patients	described	that	their	 treating	physician	offered	a	treat-
ment plan. Patients described the time in which the treatment plan 
was presented as a chaotic period in their life, and they used words 
like a ‘circus’, ‘surrealistic world’, ‘rollercoaster’, ‘automatic process’ 
and ‘windmill’. Three types of treatment plans could be distinguished: 
a treatment plan with 1) one treatment option, 2) multiple treat-
ment	options	or	3)	sequential	treatment	steps	(Table	2).	The	extent	
to which patients perceived having a treatment choice differed per 
type	of	treatment	plan.	All	patients	who	expressed	that	they	were	
presented with one treatment option (type 1) perceived to have no 
choice. Patients with multiple treatment options (type 2) described 
that they felt they were offered with options to choose from. For 
patients	presented	with	sequential	treatment	steps	(type	3),	the	ex-
tent to which having a choice was perceived differed. Those who did 
feel they had a choice described their options as: acceptance of their 
treatment plan or not, acceptance of receiving adjuvant treatment or 
not, or choosing the type of surgery/radiotherapy. Patients who did 
not perceive having a choice expressed that following the proposed 
treatment plan was the only option. One patient suggested that, 
even though a choice was offered, the rollercoaster after diagnosis 
did not allow participation in treatment decision-making.

Figure 2 presents the model for cancer patients' treatment 
decision-making process for patients who did experience hav-
ing a choice and those who did not. The core concept in patients' 
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treatment decision-making process was ‘safeguarding survival’. This 
dominant theme determined all patients' treatment decision-mak-
ing processes, including the prioritisation of the considerations in-
volved.	A	theme	which	was	strongly	related	to	‘safeguarding survival’ 
was ‘trust in the physician’, which was often expressed as a reason to 
follow the physician's proposed treatment plan. Based on patients' 
considerations of safeguarding survival, strengthened by trust in the 
physician, patients accepted, at least partially, the treatment plan 
as proposed by the physician. They viewed this as the best way to 
safeguard survival. For patients who perceived having a choice and 
expressed that they actively made a treatment decision, the follow-
ing themes were additionally important: ‘burden of treatment’, ‘feel-
ing safe that the cancer is removed’, ‘treatment option as plan B’ and 
‘previous experiences’. The themes determining the decision-making 
process are explained in detail below.

3.1.1  |  Theme:	Safeguarding	survival

For all patients, the decision-making process was strongly deter-
mined	 by	 the	 ‘urge	 to	 survive’.	 Consequently,	 pursuing	 optimal	
survival to safeguard survival dominated their decision-making 
process. Patients' desire to survive was expressed as the result 
of a deep-felt wish to live, to support children or to realise plans 
for the future. This aim to safeguard survival led to a firm belief 

that abstaining from treatment was not a realistic option. Patients 
reasoned that leaving cancer untreated would lead to worsening 
of complaints and ultimately premature death. Patients also rea-
soned that, since their cancer was diagnosed in a relatively early 
and curable stage, aiming for survival was possible, which for them 
logically led to the acceptance of treatment. Moreover, patients 
mentioned that by accepting the proposed treatment plan, they 
would avoid regrets later in life in case of recurrence of cancer. 
Refusing treatment was felt to jeopardise their chance of survival, 
resulting in a clear wish to be treated.

‘Then I thought again, yes, but I once started this 
treatment thinking, well…, please stay away (cancer) 
as	long	as	possible.	So,	let's	accept	everything	then’.	

(PT13).

Patients, who did not perceive having a choice, expressed that 
they thought that the proposed treatment plan was the only and 
best approach for attaining survival ‘this is what needs to be done’. 
Some	patients	said	that	the	physician	had	stressed	that	this	was	the	
only option.

Some	patients	were	faced	with	the	decision	to	accept	or	decline	
adjuvant	treatment.	Again	safeguarding	survival	was	the	main	moti-
vation to guide their decision. Two patients expressed that they felt 
their survival was already guaranteed by the primary treatment and 

F I G U R E  1 Overview	of	number	of	eligible	patients,	patients	invited	and	patients	interviewed	in	the	GRIP	and	Time	Out	study

GRIP study
Eligible patients

N = 25

Time Out study
Eligible patients

N = 43

Patients 
interviewed

N = 8

Random selection 
invited for interview

N = 22

Patients 
interviewed

N = 14

Total interviews for 
analysis
N = 20

Reasons for non-participation:
- No response (N =2)
- Cognitive problems (N =1)
- Requested no interviewing (N =5)

GRIP study
Intervention

N = 77

Interviews excluded for analysis:
- Short telephone interview (N =1)
- Cognitive problems (N =1)

Interviews included 
for analysis

N = 12

Reasons for exclusion:
- Hospitalization/death (N =2)
- TOC not possible before treatment 
choice (N =12)
- Non-participation GP (N =1)

Reasons for non-participation:
- Too much of a burden (N =11)
- Contact GP undesired (N =4)

Unknown (N =5)

Interviews included 
for analysis

N = 8

Reasons for exclusion: (N =52)
- No consent for future research
- Study participation not finished
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TA B L E  2 Characteristics	of	the	participants

Pt Study Sex Age (yrs) Cancer type Education
Social 
situation Experienced treatment plan

01 GRIP F 66 Melanoma Low Single 1 option O

02 GRIP F 68 Breast Low Married Sequential	steps O→CT→RT

03 GRIP M 65 Colon High Married Sequential	steps RT→CT→O

04 GRIP F 66 Breast High Married Sequential	steps O→CT

05 GRIP F 69 Melanoma Low Married 1 option O

06 GRIP F 76 Breast High Married Sequential	steps CT→O→RT→HT

07 GRIP F 72 Breast High Widow Sequential	steps O→HT

08 GRIP F 72 Breast High Married Sequential	steps O→RT

09 GRIP F 55 Breast Low Married Sequential	steps O→RT

10 GRIP M 55 Colon High Widow Sequential	steps RT→CT→O

11 GRIP F 54 Breast High Married Sequential	steps O→CT→RT→HT

12 GRIP F 59 Breast High Divorced Sequential	steps CT→O→RT→HT

13 TO F 69 Breast Middle Married Sequential	steps RT→O→CT

14 TO M 74 Prostate Low Married >1 option RT or CT or O

15 TO F 82 Lung Low Widow >1 option Doing nothing or 
O or RT

16 TO M 77 Prostate High Married >1 option RT or CT or O

17 TO F 81 Gynaecologic High Single Sequential	steps O→	RT

18 TO F 75 Gynaecologic Middle Single Sequential	steps O→	RT

19 TO M 74 Prostate Middle Married 1 option RT

20 TO M 73 Prostate Middle Married >1 option RT or O

Abbreviations:	‘→’,	treatment	plan	with	sequential	steps;	CT,	chemotherapy;	F,	female;	HT,	hormonal	therapy;	M,	male;	O,	operation;	Pt,	patient;	RT,	
radiotherapy; TO, Time Out.
Treatment options in bold were accepted and non-bold treatment options were rejected by the patient.

F I G U R E  2 Cancer	patients'	treatment	decision-making	process	for	those	patients	who	experienced	a	choice	and	those	who	did	not
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therefore rejected adjuvant treatment. This was strengthened by 
the wish to prevent the potential side effects of treatment.

3.1.2  |  Theme:	Trust	in	the	physician

Patients expressed trust in the physician's expertise of what 
should be done to treat their cancer and safeguard survival. They 
considered	 the	 treating	 physician	 as	 having	 the	 required	 exper-
tise to choose the best option to safeguard survival. They belief 
that the physician in particular has the necessary knowledge and 
experience	 for	 this.	 Consequently,	most	 patients	 felt	 an	 urge	 to	
follow the initially proposed treatment plan, without reconsidera-
tion.	A	patient,	who	had	been	offered	multiple	options,	expressed	
disappointment since the physician did not propose ‘the single 
best	 treatment	 option’.	 A	 few	 patients	 felt	 incapable	 to	make	 a	
choice	since	they	did	not	experience	having	the	required	expertise	
themselves.

‘Even	 if	 he	 (treating	 physician)	 had	 offered	 me	 a	
choice,	 I	would	 have	 said	 to	 him,	 doctor:	 “What	 do	
you think is the best option?” Because I don't know. 
If I should make a choice, I would start guessing, but 
I can't judge what's best. I do not have the expertise 
and	to	go	back	to	school	is	not	an	option	either.	So	I	
trust on the doctor's profession’. 

(PT03).

3.1.3  |  Theme:	Burden	of	treatment

Even	 though	 safeguarding	 survival	 was	 dominant	 in	 the	 decision-
making process, patients who actively made a treatment decision did 
weigh the expected burden of the treatment against the potential 
gain in survival. Burden was described by patients as the potential 
side effects of treatment (e.g. muscle damage or flushes). Patients 
also considered the duration of treatment, its impact on daily life (e.g. 
impact of erectile dysfunction on sexual behaviour) and the impact 
on physical status (e.g. influence of narcosis on cognition or adjuvant 
hormonal therapy on polyarthritis) as potential burden. Patients also 
considered practical issues, such as transportation to the hospital 
or hospital stay (overnight) as potential burden. However, the lat-
ter	issues	were	not	mentioned	as	decisive.	As	part	of	the	considera-
tions concerning burden, patients expressed that this was inevitable 
and they reasoned that treatment could always be discontinued if 
the burden would become untenable. Therefore, patients accepted 
treatment.

‘So,	 I	 let	 him	 (treating	 physician)	 calculate	 exactly	
what	 that	 meant	 for	 me	 in	 terms	 of	 survival,	 5%	 I	
found….well significant. But I thought yes, 5 years 
of feeling bad…look I’ve been feeling bad from the 

chemotherapy, operation and radiotherapy let's say 
three	quarters	of	a	year.	Okay,	that's	what	I’m	willing	
to	do.	Five	years	is	too	long	for	me.	So,	I	thought	I’d	get	
started, but if it's too much of a burden, then I’ll stop’. 

(PT13).

Burden only became decisive if different treatment options were 
considered to have the same effect on survival. Then, patients gener-
ally	choose	the	treatment	with	the	least	expected	burden.	As	an	ex-
ception, for one patient who considered accepting adjuvant treatment, 
the potential gain in survival was overruled by the potential burden of 
treatment (i.e. side effects). The burden was considered unacceptable, 
which resulted in abstaining from treatment.

3.1.4  |  Theme:	Feeling	safe	because	cancer	will	
be removed

Some	patients	who	actively	made	a	treatment	choice	expressed	that	
they desired a treatment that should give them a feeling of safety. 
Removing cancer physically was felt to be the safest option. Patients 
favoured physical removal of cancer with surgery over radiotherapy 
or ablation over breast conserving treatment for a higher feeling of 
safety.

‘In the end I chose for ablation, as it felt safer. That 
wasn't supported by evidence, but I thought, I really 
don't want anything to ever happen in the remaining 
breast or to be afraid that anything could happen’. 

(PT12).

3.1.5  |  Theme:	Treatment	option	as	plan	B

For some patients, the fact that they had a ‘plan B’ influenced deci-
sion-making. Patients described a ‘plan B’ as a treatment that would 
function as a safety net to ensure survival if needed, in case primary 
treatment fails. One patient reasoned that if surgery was unsuccess-
ful,	radiotherapy	could	be	an	option.	As	surgery	was	not	a	consecu-
tive option if radiotherapy was unsuccessful, this patient preferred 
to have surgery first.

‘I understood that in my case, if the cancer is not com-
pletely removed by surgery, radiation would still be 
possible. […] Yes, a plan B. I don’t know if it provides 
me	with	a	100%	guarantee,	but	it	is	a	sort	of	lifesaver.	

(PT16)’

Another	 patient	 explained	 that	 she	 was	 told	 that	 the	 adjuvant	
therapy	would	remain	available	in	case	of	a	recurrence.	She	therefore	
refused adjuvant treatment initially and considered this treatment as 
plan B for the future.



    |  7 of 10NOTEBOOM ET al.

3.1.6  |  Theme:	Expectations	from	previous	
experiences with treatment

Previous experiences of the patient or others with treatment and 
side effects, such as previous operations, radiotherapy for previous 
disease or flushes caused by menopause, influenced the expecta-
tions of treatment. They could either increase the expectations of 
the burden of treatment or provide trust that it was going to be all 
right as patients already knew they could handle the side effects. 
These previous experiences were part of the considerations, but 
were not decisive in treatment decision.

‘Well	okay,	but	 I	also	talked	to	a	 friend	who	 is	a	cou-
ple of years younger and she said: “I took it (hormonal 
treatment) for a couple of months and I've had flushes. 
I was really in the bathroom at night with my wrists 
under cold water and thinking, ah I feel so miserable.” 
But yes, well I thought I've had the menopause and the 
related issues, but well that's over and well if it comes 
back, than it will never be as bad as it was then. No.’ 

(PT08).

3.2  |  The added value of the GP shortly 
after diagnosis

All	patients	experienced	contact	with	the	GP	shortly	after	diagnosis	
as pleasant. Patients described their GP as ‘easily accessible’, ‘inde-
pendent’, ‘a trusted person’, ‘familiar to the patient’ and ‘has time 
for the patient’. The themes concerning the added value of the GP 
during the decision-making process were ‘the GP is up to date with my 
situation’, ‘experienced support to cope with diagnosis’ and ‘experienced 
support for decision-making’.

3.2.1  |  Theme:	The	GP	is	up	to	date	about	
my situation

The majority of the patients mentioned that it is important that the 
GP was aware of their diagnosis. They explained that in case of fu-
ture health problems for which they expect to visit their GP, it is 
important for the GP to be fully up to date with their health status. 
In addition, patients expressed a feeling of trust, knowing that the 
GP was up to date.

3.2.2  |  Theme:	Experienced	support	to	cope	
with diagnosis

The majority of the patients experienced support from their GP in 
discussing the impact of the diagnosis, discussing their feelings and 
for reflecting on what was about to happen.

‘Then they say yes you should be able to discuss it 
with your family, but there are certain things that 
you think would burden your partner too much and I 
would	like	to	discuss	these	with	my	GP.	Look,	one	day	
you can handle it very well, but the other day you feel 
a sort of sad and you think who should I talk to, so that 
are moments I think my GP should take care of that’. 

(PT02).

Patients	expressed	‘being	heard’	by	the	GP.	Knowing	that	the	GP	
was willing to involve other healthcare professionals for additional sup-
port if necessary, strengthened this feeling. Most patients considered 
the psychological support of the GP as of added value in the process of 
coping with the diagnosis.

‘Well,	 it	does	make	you	 feel	 like	 they're	 fighting	 for	
you. That you're important. I had that feeling, and I 
still do, that they are not letting you go’. 

(PT13).

Some	patients,	however,	did	not	express	a	need	for	reflection	
on the diagnosis with the GP, as they reasoned that they had suf-
ficient support in the hospital and therefore felt well prepared, or 
because they experienced enough support from their significant 
others.

‘We	have	a	very	large	social	safety	net,	so	in	that	re-
spect, we do not need to knock on the door of the GP, 
so to speak. 

(PT10)’

3.2.3  |  Theme:	Experienced	support	for	decision-
making

When	reflecting	on	their	TOC	with	the	GP,	a	minority	of	the	patients	
experienced GP support in their actual treatment decision-making 
process.	If	SDM	support	was	present,	patients	mentioned	that	the	
GP helped them to understand the information as given by the treat-
ing physician. Patients also indicated that their GP answered the 
remaining	questions	or	provided	questions	which	the	patient	could	
ask during the next consultation with the treating physician. Finally, 
patients said that the GP created awareness of having a choice or 
confirmed patient's choice for treatment, if it had already been made 
by the patient.

‘She	(GP)	remarked	to	ask	(to	the	treating	physician),	
“If I do nothing, no radiotherapy, what would be the 
consequences?”	 That	 was	 a	 useful	 suggestion	 and	
made it clear to me that I was not offered by my treat-
ing gynaecologist with the choice to accept radiother-
apy	or	not.	While	that	was	very	important	to	be	able	
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to make an informed choice and not to wait and see 
what I was told to do’. 

(PT18).

Some	patients	did	not	experience	added	value	of	the	GP	for	deci-
sion-making. For them, the information provided in the hospital was 
enough to make a decision since they had trust in the expertise of the 
treating physician. They explained that in their view, the GP does not 
have sufficient knowledge about treatment options. They also wanted 
to prevent confusion if the GP would suggest a different treatment.

‘If I’m going to discuss this with my GP…well he does 
not know the ins and outs of the treatment or the dis-
ease itself well enough. 

(PT11)’

4  |  DISCUSSION

This	qualitative	study	aimed	to	understand	the	treatment	decision-
making process for cancer patients treated with a curative intent and 
to describe the patients' experienced added value of the GP in this 
process. In this curative setting, the core concept in the process of 
decision-making was ‘a focus on safeguarding survival’. This focus 
dominated and determined all patients' decision-making processes. 
This resulted in accepting (at least part of) the proposed treatment 
plan. To ensure survival, patients relied on the physician's expertise 
to guide the treatment decision. Part of the patients did not perceive 
having a choice in the treatment decision. Only when treatment op-
tions had a comparable influence on survival or when adjuvant treat-
ment was discussed, other considerations could become decisive. 
The GP was generally experienced as of added value for providing 
psychosocial support, particularly for coping with the diagnosis. In 
addition, patients appreciated being able to discuss the impact of 
the diagnosis with a trusted professional who is up to date with their 
context.	Added	value	of	the	GP	in	the	decision-making	process	was	
confirmed by some, mainly because of the opportunity for reflection 
and awareness of choice, but opposed by others.

4.1  |  Strengths and limitations

A	strength	of	this	study	is	data	saturation	we	reached	for	the	main	
themes. In addition, the chance of interpretation bias was reduced by 
verbatim transcription of the interviews, coding by two researchers, 
followed by peer review. The main limitation is the potential recall 
bias in the interviews since some patients were interviewed after 
substantial	time	after	the	diagnosis.	Also,	we	did	not	check	patients'	
treatment plan in their electronic health record. Therefore, we do 
not know whether the treatment option(s), as perceived by the pa-
tients, corresponds with those as proposed by the treating physician. 
In addition, we had difficulties with reaching maximum variation in 
our sample as patients with breast cancer were over-represented in 

the GRIP study. This might have limited diversity in our data and 
therefore potentially limits transferability of the outcomes. Finally, 
potential selective participation may have occurred, since reasons 
for non-participation included ‘too much of a burden’ and since our 
population was of a relatively high education level. This may lead 
to	a	group	of	participants	which	 is	relatively	fit	and	well-equipped	
for a more active approach to cancer treatment decision-making. 
However, since the strong urge for survival was present in all pa-
tients, it seems highly plausible that this is the decisive factor among 
patients with all cancer types treated with curative intent.

4.2  |  Comparison with existing literature

The literature describes that, as the number of treatment options 
increases,	treatment	decisions	become	more	complex.	Additionally,	
professionally dominated decision-making processes seem to pri-
marily focus on gaining survival, leaving little room for personal pref-
erences	(Amalraj	et	al.,	2009;	Brom	et	al.,	2017;	Greene	&	Adelman,	
2003;	KNMG,	2015;	Puts	et	al.,	2015;	Rodrigues	&	Sanatani,	2012;	
Walko	&	McLeod,	2014;	de	Wit,	2017).	Our	study	shows	that	from	
the perspective of cancer patients, the decision-making process is 
dominated by a strong focus on survival. It also shows that this focus 
on survival in a turbulent phase impedes the perception of choice 
and leads to a tendency to follow the physician's advice without 
consideration. This paternalistic approach is the opposite of what is 
advocated for in recent literature, since it may reduce the room for 
involving personal preference in decision-making.

The	perception	of	not	having	a	choice	could	be	due	to	inadequate	
communication (initially proposed treatment plan is not presented as 
an option), a lack of awareness of having a choice (options presented, 
but not perceived as options) or a lack of awareness to be involved 
in a critical decision in the short and turbulent time between diag-
nosis and treatment decision. This confirms earlier reports. Brom 
et	al.	(2017)	reported	that	patients'	unawareness	of	having	a	treat-
ment choice might be the result of insufficient awareness creation 
by	physicians	(Brom	et	al.,	2017).	Jansen	et	al.	(2006)	found	that	one	
predictor for not experiencing a treatment choice was the patients' 
preference for a passive role in decision-making (Jansen et al., 2006). 
The effect of patients' perceived involvement and the perception of 
having a choice on patient reported outcomes are relevant, but stud-
ies assessing these effects show contradictory results (Hack et al., 
2006; Jansen et al., 2004; Orom et al., 2016).

A	review	by	Puts	et	al.	(2015)	concluded	that,	although	the	rea-
sons of older adults to accept or decline cancer treatment varied 
considerably between studies, the physician's recommendation is 
the most consistent decisive factor (Puts et al., 2015). Our results 
confirm that most patients follow the physician's recommendation, 
with the underlying explanation that patients want to safeguard their 
survival and that they trust their physician's expertise to achieve this 
aim. Both our results and the review report that the potential burden 
of treatment is mentioned as a potential reason to decline treatment 
(Puts et al., 2015).
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Regarding	the	role	of	the	GP,	Wallner	et	al.	(2016)	concluded	that	
increased GP support in decision-making was associated with higher 
decision	satisfaction	(Wallner	et	al.,	2016).	In	2019,	we	showed	that	
palliative cancer patients and their healthcare providers appreci-
ated	 increased	GP	 involvement	 in	 SDM,	 such	 as	 for	 reflection	 on	
and preparation for treatment decision (Noteboom et al., 2020). Our 
more recent study showed that patients often perceive psychosocial 
support after a cancer diagnosis, but that the need to be supported 
by	the	GP	in	SDM	remains	generally	unanswered	(accepted	for	pub-
lication in British Journal of General Practice Open, June 2020). In this 
current study, among those treated with curative intent, we found 
that the added value for GP involvement was mostly ascribed to psy-
chological support and only modestly for supporting the treatment 
decision. Therefore, the added value of psychological GP support 
seems universally confirmed, but the experienced added value for 
SDM	support	may	be	more	subject	 to	preference	and	disease	and	
treatment characteristics.

4.3  |  Implications for practice

The results guide GPs on how to support their patients after a cancer 
diagnosis. The key added value of the GP is in offering psychological 
support, to help patients to deal with the impact of the cancer diag-
nosis. In a joint effort between primary and secondary care, GPs and 
treating physicians in the hospital should actively explore patients' 
preferences for GP involvement in the decision-making process. 
Also,	they	should	be	aware	that	patients	do	not	always	perceive	hav-
ing a choice, are focussed on survival and are inclined to follow the 
treating physicians' advice. Patients should be actively made aware 
of their share in decision-making, as well as the potential role of the 
GP in the decision-making process.

5  |  CONCLUSION

The treatment decision-making process of cancer patients treated 
with curative intent is dominated by the urge to ‘safeguard survival’. 
As	a	result,	there	is	a	strong	tendency	to	accept	the	treatment	plan	
as offered by the physician. GPs should be aware of their added 
value in providing psychological support and their potential role to 
support	SDM	following	a	cancer	diagnosis.
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