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Abstract

Background: The combination of verbal and visual tools may help unravel the experi-

ences of advanced cancer patients. However, most previous studies have focused on

a specific symptom, at only one moment in time. We recently found that a specific

visual tool, originating from systems thinking, that is, rich pictures (RPs), could pro-

vide a more comprehensive view of the experiences of patients with advanced

cancer.

Aims: To examine whether the repeated use of RPs can make changes in subjective

experiences of patients living with advanced cancer visible over time.

Methods and results: We performed a prospective study with a generic qualitative

approach that was mostly informed by the process of grounded theory. We invited

patients to make an RP twice, at the start of the study, and again after 2 months.

Both RP drawing sessions were directly followed by a semi-structured interview.

Patients with all types of solid tumors, above the age of 18, and with a diagnosis of

advanced, incurable cancer, were eligible. Eighteen patients participated and

15 patients were able to draw an RP twice. In eight RP-sets, considerable differences

between the first and second RP were noticeable. Two patterns were distinguished:

(1) a change (decline or improvement) in physical health (five patients), and/or (2) a

change in the way patients related to cancer (three patients).

Conclusion: RPs are a valuable qualitative research method that can be used to

explore the experiences of patients with advanced cancer, not only at a single point

in time but also over time.
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1 | BACKGROUND

Having advanced incurable cancer has a profound impact on the qual-

ity of life of cancer patients.1-4 Patients may not always be able to find

words to express what they feel, particularly in such confusing and

distressing circumstances.5,6 Hence, current methods to capture sub-

jective experience, such as questionnaires and in-depth interviews,

possibly only uncover part of the experiences of patients with

advanced cancer.7-9 This is also important because patient's experi-

ences can change over the course of their illness.10 For example, a

systematic review and meta-analysis by van Kleef et al. shows that

cancer patients experienced an improvement in some physical symp-

toms and emotional functioning during treatment, but a deterioration

in role functioning, fatigue, and negative feelings about hair loss.11 If

we could invite these patients to tell their story through visuals, in

addition to spoken language, we might gain a more complete under-

standing of what they are experiencing during the whole course of

their illness.6,12-15

In previous studies, the combination of verbal and visual tools

was found to help unravel the experiences of patients.15-19 For

instance, reviews by Broadbent et al. and Cheung et al. provide an over-

view of studies that explored patients' illness perceptions using draw-

ings and conclude that drawings can aid in understanding the illness

experience.18,19 However, it should be noted that in most of the studies

reviewed, the drawing instruction had a narrow focus—asking patients

to draw themselves, the illness, the part of their body that is affected

by the illness, or how the illness made them feel.18,19 In addition, in all

but one of these studies, drawings were made at only one moment in

time.15-19 We recently found that a specific visual tool, originating from

systems thinking, that is, rich pictures (RPs), could provide a more com-

prehensive view of the experiences of patients with advanced cancer.20

RPs are drawings that research participants create to express their

experiences, including different elements, for example, people, mate-

rials, processes, interactions, and feelings.5,6,12,13,21

RPs were found to combine different aspects of patients' lives,

communicating these in one single snapshot.20 This promising finding

encouraged us to address the subsequent question: How can the

repeated use of RPs make changes in subjective experiences of

patients with advanced cancer visible over time and what are the

most optimal research conditions to achieve this? We explored these

questions in a qualitative study among the same patients with

advanced cancer who had drawn an RP previously.20

2 | METHODS

2.1 | Study design and patients

Reporting of the study was done according to the consolidated

criteria for reporting qualitative research. This study adopted a generic

qualitative approach that was mostly informed by the process of

grounded theory.22 We applied purposive sampling and started data

analysis alongside data collection to inform subsequent sampling and

data collection. We invited patients to make an RP twice, at the start

of the study, and again after 2 months. Both RP drawing sessions

were directly followed by a semi-structured interview. The findings of

the first round of RP interviews were previously published.20 The pre-

sent study will specifically focus on the repeated use of the RPs.

We adopted a constructivist research paradigm acknowledging

that knowledge is co-created between researchers and patients.23

Patients constructed their own reality when making an RP, which was

refined during the interaction with the interviewer (Z.M.B.), a female

PhD student with a research masters in global (mental) health, who

was trained in RP interviewing by E.H., a female elderly care physician

and experienced RP researcher with a PhD in qualitative research.

The backgrounds of the other researchers (ie, medicine, theology, arts,

qualitative and RP research) shaped the interpretation of the RPs

further.

Patients were recruited from the Department of Medical Oncol-

ogy of the Amsterdam University Medical Centers, Location AMC, the

Netherlands. Patients with all types of solid tumors, above the age of

18, and with a diagnosis of advanced, incurable cancer, were eligible.

They were consecutively approached during appointments at the hos-

pital by their attending oncologist. If they expressed interest in partici-

pating in the study, they were contacted by Z.M.B. for further

information on the study, including the goals of the study, and to

obtain formal informed consent. Patients did not know Z.M.B. before

start of the study.

2.2 | Data collection

During the first phase of the research, we included 18 patients, as this

allowed for some loss-to-follow-up enabling a sufficiently large sam-

ple size to obtain meaningful findings.20,23 Clinical data, such as per-

formance status, were obtained from the medical chart. From

February till June 2018, we conducted two RP sessions of approxi-

mately 1 hour with each patient, with an interval of 2 months, in a set-

ting of their preference: at the hospital or their own home, and with

or without a family member or friend being present. In both sessions,

we asked patients to make an RP that depicted how they experienced

living with cancer at the moment in time. Patients were encouraged

to include all aspects of their life that they felt were relevant to their

experience. When the RP was finished, the interviewer invited the

patient to explain the content of the drawing, which was followed by

more specific questions about the colors, shapes, and specific ele-

ments used. All interviews were audio recorded. During the whole

study period, Z.M.B. kept a notebook to collect field notes. A detailed

description of the procedure of the interviews has been described

previously.20

2.2.1 | Repeated use

To explore different options for instructing patients for drawing the

second RP, we divided the patients into three conditions at the time
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of the second interview. In condition one, patients were asked to

make a completely new RP. In condition two, patients were presented

with a copy of their RP from the first interview and subsequently

asked to make a new RP. We left it to the patient's own discretion

whether the new RP would be related to the first, for example, by

expanding or deleting elements, or would be unconnected. In condi-

tion three, patients were given a copy of their RP from the first inter-

view and invited to make adjustments on the copy itself, rather than

making a new RP. For example, patients could adjust elements, erase

elements, add new elements, change colors, or even leave the RP as it

was when they felt it still represented their current experience.

Patients were assigned to the three conditions alternatingly, in

order of appearance at the second interview, such that the first avail-

able patient was assigned to condition one, the second patient to con-

dition two, the third to condition three, the fourth to condition one,

etc. However, patients could change conditions during the RP session

when they were not able or willing to follow the instructions specific

to those conditions. For instance, when patients expressed a wish to

make a new RP, they were allowed to switch to condition three, or

when patients opposed to making a new RP, they could switch to

condition two.

2.3 | Data analysis

Interviews were transcribed verbatim and used to support the RP

analysis. Transcripts were not returned to patients for additional com-

ments. Data analysis of the combined “Rich Picture/interview” data

included both inductive and deductive approaches. The first set of

RPs was analyzed in an inductive way, as described in detail before.20

During so-called “RP viewing sessions” one single RP was analyzed in

detail for an hour by six to eight researchers who had experience with

RP research, using content analysis.24,25 In gallery walks, all RPs were

pinned to a wall in random order. Attendees (researchers with back-

grounds in medicine, theology, arts, qualitative research, and RP

research, and also cancer patients) walked along to study the RPs and

subsequently discussed the RPs together, looking for patterns, dispar-

ities, and similarities across the entire data set. The RP viewing ses-

sions and gallery walks resulted in an initial set of open codes, that

were further developed and clustered into themes through open and

focused coding of the corresponding interview transcripts.20

The second set of RPs was again analyzed by Z.M.B. and

E.H. and, for each patient, compared to the first RP of that particular

patient. We explicitly looked for similar or different metaphors, visual

motifs, and change of color or size of specific elements between the

first and second RP.

To support our analysis of the subjective experiences of patients

with advanced cancer, our interpretation of how patients relate to

cancer, and whether this changed over time, we adopted a deductive

approach, alongside the inductive analysis. Deductive analysis was

directed by a theoretical model describing modes of relating to contin-

gent life events developed by Kruizinga et al.26 Contingent life events

are unexpected life events that conflict with the goals people have in

life. The model describes four modes: denying, acknowledging,

accepting, and receiving. Denying means that people do not engage in

the process of interpretation of the life event, and hence have no exis-

tential questions and (deliberately) pretend the event does not affect

one's life. In the acknowledging mode, people recognize that the life

event has an impact on their life and that life goals are affected.

Accepting means that people acknowledge the impact of the life

event, and also take the first steps to create a new life story. The last

mode, receiving, describes the full integration of the life event in one's

life story. We studied the combined “Rich Picture/interview” data to

arrive at an interpretation of the mode of relating to contingent life

events that might be most applicable for each patient. Interpretations

of the data were initially discussed by Z.M.B. and E.H. and subse-

quently presented to the full research team to reach a final consensus.

2.4 | Ethical considerations

No formal ethical approval was needed for the study, as confirmed by

The Medical Ethics Review Committee of the Academic Medical Cen-

tre, since the Medical Research Involving Human Subjects Act is not

applicable (ref. no W17_476 # 17.549). We obtained written informed

consent from all patients and patients were informed about their right

to withdraw from the study at any moment. Patients were informed

that their RPs would be used for research purposes and could be dis-

played to others for data analysis. All patient data were treated confi-

dentially and stored in a protected database in the hospital.

3 | RESULTS

3.1 | Patients

Eighteen patients participated in the first session of RP drawing and

interviews (Table 1).20 Five patients were lost to follow up during the

study. Two of them passed away before the second session, one

declined further participation, and two could not find time due to busy

private schedules.

3.2 | Findings

Five out of 13 RP-sets (first and second round of RPs) showed little to

no difference between the 2 RPs, with the patients explaining that

their life indeed had not changed noteworthy. These patients pre-

ferred to work on a copy of their first RP (condition three), because it

still represented their current situation.

In the other eight RP-sets, considerable differences between the

first and second RP were noticeable. Two patterns could be distin-

guished: (1) a change (decline or improvement) in physical health (five

patients), and/or (2) a change in the way patients related to cancer

(three patients). Although represented across all three interview con-

ditions, patients whose physical and/or mental condition considerably
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changed more often preferred to make a new RP (condition one or

two). Two patients expressing considerable change, however, were

assigned to condition 3 and were able to show changes by building

on/changing their previous RP. Below we will describe the results of

five patients as an example.

3.2.1 | RPs illustrating changes in physical health

A decline in physical health was visible when comparing the first and

second RP of patient P6 (Figure 1(A,B)). In his first RP, this patient

drew a snowflake to represent the neuropathy he experienced when

the weather was cold. He also drew an empty balloon symbolizing the

emptiness of his days due to his inability to work. Whereas he put a

cross through the snowflake in his second RP, as the weather got bet-

ter, he added a drawing of his hand and feet hurting because of neu-

ropathy (Figure 1(B)). He also added a drawing of himself sleeping on

a pillow, having stomach pains, with his ribs showing through his skin,

and his hair falling out. In sum, he was more tired and in pain, and suf-

fered from weight loss and alopecia due to chemotherapy. This visual-

ized decline was confirmed by his medical record that indicated an

elevated WHO performance status (from one to two), indicating dete-

riorating physical health.

The RPs of patient P14 showed improved physical health. In the

first RP, the central element was the patient lying in bed, in close

proximity of the toilet and medication, whereas in the second RP only

a small bed was drawn (Figure 1(C,D)). In addition, in the first RP, the

patient specifically wrote down that she could not cycle anymore and

could not join others in activities. In the second RP, she drew pictures

of cycling and hiking. The increasing physical health of the patient was

in line with the improvement of her WHO performance status (one

to zero).

3.2.2 | RPs illustrating differences in the way
patients relate to cancer

The repeated use of RPs allowed us to identify distinct ways of relat-

ing to cancer over time. Patient P2 drew himself in his first RP think-

ing about death and the loss of his future, and explicitly depicted the

sadness and anger this invoked (Figure 2(A)). He acknowledged he

had cancer, but did not accept it. For his second RP, however, he just

drew one element: an ostrich sticking its head into the sand (Figure 2

(B)). He explained: “I bury my head in the sand, I just pretend it is not

there.” In other words, after initially acknowledging cancer, he now

decided to try to deny the existence of cancer.

A change from acknowledging to acceptance was found in patient

P5. In her first RP, she depicted great sadness and anger about the

loss of her life and drew, among other things, her grave and a peace

sign with a question mark over it (Figure 2(C)). She had added the lat-

ter sign because the question “is this supposed to bring me peace?”
kept popping up in her head. Hence, this patient acknowledged her

situation, but steps toward acceptance were not yet taken. In her

second RP, she put a cross through the peace sign and the question

mark and colored the grave with orange and green, because her imma-

nent death was less haunting. She also added three elements to the

RP: flowers, leaves, and an Ohm-sign (Figure 2(D)). These, respec-

tively, represented the happiness about being able to exercise her

hobbies, the inner peace she had now found, and the regained con-

nection with her religion. About finding inner peace she said: “I think
the acceptance is just way bigger. A certain calmness, more inner

peace than the first time.”
Patient P18 showed a transition from acknowledging to receiving.

In her first RP, she depicted the cancer in her body and the mental

struggles she was having (Figure 2(E)). She acknowledged the cancer

and the effect it had on her life. In her second RP, she drew herself

walking in the sun, on flowers, towards the unknown future (Figure 2

(F)). As she explained, the cancer is her shadow, living with her, and

death is a little bird sitting on her shoulder. The sun and flowers were

drawn because she is enjoying life and because she felt like she had

become a happier person. She explained that she actually gained a lot

from the cancer: “I think that what you go through, if you don't let it

get you down, can give you a lot of strength and energy, and also hap-

piness. […] So I am actually happy with the cancer, as weird as it

sounds.”

4 | DISCUSSION

4.1 | Main findings

Our results suggest that the repeated use of RPs can make changes in

the subjective experience of living with cancer visible over time, spe-

cifically by giving insight into changes in physical health and the way

patients related to living with cancer (denying, acknowledging,

accepting, or receiving26). In addition, our study suggests that for

repeated use of RPs different interview formats yield similar results,

that is, inviting patients to make a new drawing vs providing them

with a copy of their previous RP to work on.

4.2 | What this study adds

To the best of our knowledge, this was the first study that exam-

ined the potential of RPs as a method for capturing changes in the

subjective experience of living with cancer over time. Previous

research has applied RPs to gain insight into subjective experi-

ences at one time only.20 Since we found that the repeated use of

RPs revealed meaningful changes over time, we suggest that the

repeated use of RPs has potential as a longitudinal follow-up tool

or as an outcome measurement before and after an intervention,

for example, a mental health intervention for advanced cancer

patients.

In comparison to other studies that used drawings to explore

patient experience,16,18,19,, the added value of RPs lies in the abil-

ity to represent all important themes of a patient's life in one single

BOOD ET AL. 5 of 9



snapshot. When making a RP, patients are invited to include every-

thing that they consider relevant to the situation in their drawing,

from events, people, and objects to feelings and emotions, instead

of just focusing on one element such as pain or anxiety.16,18,19

Hence, the repeated use of RPs allows for insight in changes in all

aspects of a patient's life. Furthermore, previous research such as

Van Kleef et al.11 has shown that even though the overall quality

of life (QoL) of cancer patients seems to remain stable over time,

changes in different health-related QoL domains are often present

and not always captured by the QoL score. This suggests that a

measurement method, such as an RP, that gives insight in these

different domains, could be of added value. RPs could not only

uncover those specific changes in QoL domains, but also give

insight into the relationships between these QoL domains.

A next step in RP research could be to investigate the use of RPs

in combination with other measurement methods, such as question-

naires. A relevant question will be whether RPs in combination with

questionnaires would provide a more comprehensive representation

of the experiences of cancer patients than either one alone. In this

way, the effect of interventions could possibly be measured more

comprehensively.

4.3 | Strengths and limitations

A strength of our study is that it explored the repeated use of RPs in a rig-

orous way. We built upon previous RP research, examined three different

interview conditions, and performed an interim analysis. The interim anal-

ysis allowed us to make the best possible use of our 13 patients, as we

did not waste interviews on interview conditions that were not working.

It should be noted that we did not intend to make a formal comparison in

terms of outcome between the three modes of instruction, but rather

aimed to investigate what approach would work in clinical practice.

Patients who experienced little to no changes in their illness experience,

preferred receiving a copy of their previous RP instead of making a new

RP. In turn, some patients had a clear preference for making a new RP,

because the first RP did not reflect their current experience. Based on

F IGURE 1 Rich pictures (RPs) that make differences in physical health visible. (A) Part of first RP of patient P6.* (B) Part of second RP of
patient P6. (C) Part of first RP of patient P14.** (D) Part of second RP of patient P14.***
*The complete RP was published before by Cancer Medicine, 2019 Sep; 8 (11): 4957-4966. **Translations (from left to right): together but not
with me; cycling, not me; in bed; life goes on without me!; me (“ik”); toilet (“WC”); pills—pain, sleeping, enzymes, ouch ouch, loperamide.
***Translations: slapen = sleeping; wandelen = going for a walk; fietsen = cycling
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F IGURE 2 Rich pictures (RPs) that make differences in in the way patients relate to the cancer visible. (A)* First RP of patient P2. (B) Second
RP of patient P2. (C) Part of first RP of patient P5. (D) Part of second RP of patient P5. (E) First RP of patient P18. (F) Second RP of patient P18.
*The RP was published before by Cancer Medicine, 2019 Sep; 8 (11): 4957-4966
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these findings, we argue that when patient preferences for the drawing of

RPs is taken into account, repeated use of this interview format is feasible.

Next, researchers from different backgrounds, but also patients,

an artist, and doctors, gave us the opportunity to incorporate many

backgrounds in the data interpretation, enriching the results. In this

study, we aimed for consensus in data interpretation between the dif-

ferent actors, while the level of agreement between coders was not

of main interest. A final strength of this study is the use of the theo-

retical model of Kruizinga et al.26 to support the interpretation of how

patients relate to the cancer at the two moments of time.

Generalizability of our findings, however, might be limited due to

practical factors. RPs may not be suitable for all patients with advanced

cancer, as engaging in an RP session of approximately an hour may be

too burdensome. In addition, not all patients may feel comfortable with

expressing themselves using visual methods. This may be patient, age,

and culture dependent. Finally, as is the case with almost all measure-

ments, drawing of an RP may by itself induce a change in one's experi-

ence of living with cancer, because a reflective process is brought into

motion. The sensitivity of RPs to pick up changes after an intervention

compared to a control group needs further investigation.

Conclusions

RPs were found to provide insight into changes in physical condition

as well as how patients relate to living with cancer. RPs are a valuable

qualitative research method that can be used to explore the experi-

ences of patients with advanced cancer, not only at a single point in

time but also over time.
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