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Abstract
Introduction Talking about illness experience can be challenging for adolescents and young adults (AYAs) with cancer. 
Visual tools, in addition to spoken language, might make this easier, such as rich pictures and photovoice. We aimed to obtain 
a comprehensive view of the cancer experience of AYAs by using rich pictures and photovoice.
Methods AYAs (18–35 years old) who had any type of cancer, or were in remission from cancer, were eligible. AYAs drew 
rich pictures about their experience of living with cancer and explained these during subsequent interviews. Some of the 
AYAs also participated in photovoice and spent two days with a photographer to make photos about their illness experience. 
Rich pictures and photos were first analyzed separately, using open coding, after which the identified themes were compared.
Results Twelve AYAs made rich pictures (RPs), of whom seven also participated in photovoice. The two most predominant 
themes emerging from the data were struggles related to the future and defining one’s identity. The AYAs expressed concerns 
for the future related to relationships, education, and employment. Relating to defining one’s identity, many AYAs expressed 
that the cancer had a negative impact on their body- and self-image. The main themes were visible in the RPs as well as in 
the photovoice; however, subtle differences in sub-themes were found.
Conclusions We found that cancer has an effect on many aspects of AYAs’ lives. Further research on how the identified 
themes play a role in the lives of AYAs with cancer is needed.
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Introduction

Receiving a diagnosis of cancer is life altering at any age, 
but especially for adolescents and young adults (AYAs), it 
can be very disruptive. The life of AYAs, at the age from 18 
to 35, is often marked by developmental milestones, includ-
ing transitioning into further education or employment, leav-
ing childhood homes, gaining financial independence, and 
forming intimate emotional and sexual relationships [1–3]. 
Therefore AYAs represent a unique patient population, with 
needs and challenges that differ from those of adults and 
children with cancer [1–4]. Nevertheless, AYAs with cancer 
have been an understudied population and their experiences 
have rarely been investigated. Consequently, there is a lack 
of interventions that meet their needs [1, 3]. If we could 
obtain a comprehensive view of the impact of a cancer diag-
nosis at such an age, further research might be able to design 
interventions to support AYAs and assess their effects.
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One of the difficulties that can be encountered when 
exploring cancer experiences of patients is that words may 
be insufficient. Thus, questionnaires or interviews possibly 
give insight into a limited part of AYAs cancer experiences 
[5–9]. Alternatively, AYAs may be invited to tell their story 
through visual methods, in addition to spoken language 
[8–12]. The combination of visual and verbal methods, such 
as drawings and comics, was found to be helpful in uncover-
ing experiences of children and adults with cancer [12–17]. 
Although it has been suggested that AYAs may also benefit 
from sharing their experiences in a visual way, few studies 
actually attempted to investigate this [1, 18].

A visual tool that could possibly provide a comprehensive 
view of the experiences of AYAs with cancer is rich pictures 
(RPs) [19]. RPs are drawings that one creates to express 
one’s experiences, which may encompass different elements, 
e.g., people, interactions, and feelings [9–11, 20, 21]. We 
recently conducted a study with a group of adults (mean age 
62) with advanced cancer who were asked to draw an RP 
about their experience of living with cancer [19, 22]. The 
findings suggest that RPs can help patients to tell their story 
about how cancer affects their lives. The RPs can provide 
insight into what is most important to the patient and may 
shed light on how multiple aspects of well-being, such as 
physical, emotional, and social well-being, are affected by 
cancer [19, 22]. Nonetheless, RP research has not yet been 
performed amongst AYAs with cancer.

Another upcoming visual tool to explore cancer experi-
ences is photovoice [23, 24]. In photovoice, participants are 
invited to document meaningful aspects of their experience 
through photographs [23]. The photovoice methodology 
has not been used widely amongst cancer populations [24]. 
Some studies, such as Wong et al. [23] and Georgievski et al. 
[25], have adopted photovoice to explore the experiences 
of, respectively, older adults or teenagers (under 18 years) 
with cancer. These studies have demonstrated that photo-
voice can create a valuable opportunity for patients with 
cancer to share their experiences with others [24]. How-
ever, when focusing on photovoice research amongst AYAs, 
there are limited studies and the few available have included 
cancer survivors only, not AYAs currently living through 
cancer [24]. There are no studies that have adopted photo-
voice with AYAs in active cancer treatment, even though 
experiences between AYAs with active cancer treatment 
and cancer survivors could differ [24]. For this reason, the 
F∣FortFoundation, a Dutch organization that is committed 
to improving the mental well-being of AYAs with cancer, 
organized a photovoice project for AYAs undergoing cancer 
treatment. They invited a group of Dutch AYAs to express 
themselves by taking photos of certain themes that are 
important to them together with a professional photographer.

In the present study, we aim to obtain a comprehensive 
view of the cancer experience of AYAs by using two visual 

methods: RPs and photovoice. All participants were asked to 
create an RP, and approximately half of the participants also 
took part in the photovoice project, in collaboration with the 
F|FortFoundation.

Methods

Study design

Two qualitative visual research methods were used: RP 
interviews and photovoice. The original project of the 
F|FortFoundation comprised the photovoice. We added RP 
interviews  to be able to compare the methods and see if dif-
ferent themes would come up.

The present study adopted a constructivist research 
approach, acknowledging that knowledge is co-created 
between researchers and participants [26]. That is, the pho-
tos of the photovoice project are shaped by the participant, 
the photographer, and FvL (an experience expert). Addition-
ally, the interpretation of the RP is the result of the interac-
tion between participant and the interviewer ZB, a female 
PhD student with experience in doing RP interviews with 
oncology patients. To give an example: as ZB had experi-
ence with doing RP interviews with adult patients, she went 
in with knowledge of existing themes amongst adults, which 
could help her grasp the meaning of the RP better, but could 
also lead to her making presumptions. To minimize the lat-
ter in data analysis, we employed a second encoder, AK, 
who has a master’s degree in pedagogy and a PhD in child 
obesity. Additionally, EH, a female elderly care physician, 
with ample experience in RP research, was directly involved 
in data analysis.

Photovoice project of the F|FortFoundation

Participants

AYAs (18–35 years old) who had cancer, or were in remis-
sion from cancer, could apply to the photovoice project 
by sending an introductory text about themselves to the 
F|FortFoundation. The project was promoted on social 
media, and on the website of the F|FortFoundation and part-
ner organizations. There was no restriction in cancer type, 
demographic area within the Netherlands, or the illness 
period. In total, 35 AYAs applied to the photovoice project, 
of which six were male. Ages ranged from 22 to 36 years, 
and the most prevalent type of cancer was breast cancer (14 
out of 35). From all 35 submissions, the second author FvL 
chose eleven participants, aiming for a diverse group, with 
different ages, cancer types, and cultural backgrounds. In 
this group of 11, four were male.
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Data collection

To facilitate the photovoice, six relevant domains for AYAs 
with cancer were identified in a brainstorm session, organ-
ized by F|FortFoundation, in which FvL gave the main input. 
Defining six domains was to facilitate a structure where 
AYAs were asked to make one photo for each domain. The 
six domains were as follows: (1) the essence: “This is the 
pure definition of me”; (2) the wrong gear: “I am pushing 
the accelerator pedal, but I am not moving. I cannot keep 
up with my peers”; (3) concerns about the future: “What 
will happen with me after this treatment?”; (4) The remedy: 
“What I need to be able to handle the toughest moments 
of my treatment”; (5) Forms of interaction: “I have to take 
control over the interactions between me and others.”; and 
(6) The end: “What does death actually mean and how will 
dying look like for me?.”

All participants worked with a photographer for two days. 
A week before meeting the photographer, the participant 
was interviewed by FvL about how the six domains played 
a role in his/her life. After the interview, FvL, together with 
the photographer, developed a mood board based on the 
interview answers as preparation for the photography days. 
On the first photography day, FvL, the photographer, and 
the participant discussed the mood board and determined 
composition and location for the photos. The rest of the two 
days were used to make six photos, one for each domain. 
Photos could be portraits, still lives, landscapes, or any other 
composition. Each photo was accompanied by a caption, 
written by the F|FortFoundation and approved by the par-
ticipants. F|FortFoundation developed a book with all the 
photos (ISBN: 978-90-9034928-2).

RP interviews

Participants

F|FortFoundation informed the 11 photovoice participants 
about the complementary RP interview study and asked 
them to participate. The first author (ZB) contacted the 
seven consenting participants by phone to confirm their 
involvement. Subsequently, AYAs who indicated interest in 
the F|FortFoundation project, but were not chosen for the 
photovoice, where also invited by ZB to participate in the 
RP interviews.

Data collection

ZB conducted two RP interviews with each participant. 
For participants taking part in the F|FortFoundation 
project, the first interview was held before they started 
working with the professional photographer and the sec-
ond interview was held around 2 to 3 months later, after 

completion of the photovoice project. For participants 
who were not involved in the F|FortFoundation project, 
we chose similar time intervals.

Participants were asked to make an RP about their expe-
rience of living with cancer, followed by a semi-structured 
interview. An example of a RP was shown to the partici-
pants to give them an idea of which icons and symbols 
they could use and how an RP might look when completed 
[19, 22]. When the RP was completed, the interviewer 
asked the participant to explain what she/he had drawn, 
starting with the open question, and then asked more spe-
cific questions about elements of the RP (e.g., about the 
colors, shapes, and specific elements). All RP interviews 
were audio recorded.

The first three interviews were held in a setting of par-
ticipants’ preference: at their home or somewhere else, 
with or without someone else being present. However, 
due to the COVID-19 pandemic, we had to perform the 
remaining interviews online, using Microsoft Teams [27]. 
After the interviewer gave instructions on how to draw an 
RP, the participant was given approximately 30 min to 
complete the RP individually (with the video call muted). 
When the RP was completed, the participant would send a 
photo of his/her RP to the interviewer, who in turn, would 
share her screen with the photo so both participant and 
interviewer could look at the RP while discussing it.

Data analysis

RPs and photos were first analyzed separately. RP Inter-
views were transcribed verbatim and were used to sup-
port the RP analysis. The combined RP/interview data was 
analyzed by ZB by applying analysis tables, in which the 
RPs and the corresponding interview text were grouped 
and analyzed using open coding, in an inductive approach, 
as described in detail before [19]. A second coder, AK, 
checked all codes and made some suggestions to rename 
and add some codes. After discussing this together, ZB 
agreed with these suggestions and no conflicts occurred. 
Subsequently, ZB clustered all codes into overarching 
(sub)themes.

We applied a similar approach to analyze the photos. 
Each photo was analyzed separately, by looking at what was 
in the photo and what was written in the caption. The first 
author, ZB, described what could be seen on the photo and 
then applied codes to the photo and the caption. After all 
photos were analyzed, the codes were clustered into sub-
themes and main themes. ZB discussed this process and the 
emerging themes with EH. Subsequently, ZB and EH com-
pared the themes that emerged from the RPs to ones in the 
photos, explicitly looking for similar or different metaphors 
and visual motifs.
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Ethical considerations

No formal ethical approval was needed for the study, as con-
firmed by The Medical Ethics Review Committee of the 
Academic Medical Centre. Confidentiality of participants 
was ensured, and written informed consent was obtained 
from each participant.

Results

Participants

We interviewed twelve AYAs of whom seven participated 
in the photovoice. Eleven of the twelve AYAs were female, 
and the average age was 31 years (SD of 3.6 years). The 
AYAs had different types of cancer, including lymphoma, 
breast, ovarian, brain, or testicular cancer. Half of the AYAs 
received curative treatment, five received palliative treat-
ment, and one did not answer that question. An overview 
of the demographics of the participants can be found in the 
Appendix.

Findings

The two most predominant themes emerging from the data 
were struggles related to (a) the future and (b) defining 
one’s identity. These main themes were visible in the RPs 
as well as in the photovoice; however, slight differences in 
sub-themes were found. For instance, while in both RPs and 
photos the effects of the cancer and treatment on the body 
and body-image were mentioned, the uncertainty surround-
ing being able to become pregnant was only depicted in the 
RPs. Furthermore, the difficulty of dating was also depicted 

in both visual tools, but the impact of the cancer on experi-
menting with one’s sexual orientation was only visualized 
in the photovoice. We will expand on the two main themes 
with examples from the RPs and photos.

Concerns for the future

The AYAs expressed concerns for the future related to mul-
tiple areas of their life, like relationships, education, work, 
finances, and housing. Especially relationships, education, 
and work were often depicted and mentioned as areas in 
which they experienced significant struggles.

Relationships Participants raised multiple concerns regard-
ing the impact of the cancer on relationships in their life. 
AYAs who did not have a partner, talked about the difficulty 
of dating during cancer treatment and were worried about 
how they would be able to find a love partner even after 
(complete) remission. For instance, a 28-year-old female 
with lymphoma drew a big broken heart with a sad face next 
to it on her RP (Figure 1a). She explained that she tried to go 
on dates during her treatment, but had difficulties with the 
fact that she did not want to tell everyone that she had cancer. 
She said: “I am of course not the same person I was before I 
got sick. So that also makes it very hard to get to know new 
people, because, will you tell the person this and if so, when 
will you tell that person?” Two other AYAs, a 31- and a 
32-year-old female depicted their wish to have another child 
and talked about the insecurity whether becoming pregnant 
was still possible due to the chemotherapy. Figure 1b shows 
an example of how this was depicted in an RP.

Education and work A 23-year-old female expressed 
multiple concerns regarding her future. In her RP, she 

Fig. 1  Relationships — A Part 
of RP of P7 that shows a broken 
heart and a sad looking face. B 
Part of first RP of P5 that shows 
herself with a pregnancy belly 
and with red marked question 
mark, depicting the uncertainty 
if getting pregnant is still pos-
sible
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drew herself surrounded by all her concerns for the future 
(Fig. 2a). She drew her tumor, her education, work, and her-
self being pregnant. Her concerns surrounding work was 
also the topic of one of her photos. On the photograph, she 
sits at a white table with the mask of the radiation therapy 
on her face (Fig. 2b). The photo is accompanied by the cap-
tion: “At job interviews they will come up with excuses for 
not hiring me. I already want to shout it out: Look at me, 
look at my skills, and do not look for traces of my disease.”

Struggles with (re)defining one’s identity

The cancer obstructs the identity of AYAs in many ways. 
For instance, many AYAs expressed that they felt segregated 
from their peers and being perceived differently. The cancer 
also exerted an effect on their body- and self-image, and on 
exploring one’s sexual orientation, which may induce a need 
to redefine their identity.

Feeling segregated from peers A 25-year-old female 
focused her first RP on feeling segregated from her peers and 
her life coming to a standstill, while others of her age were 
developing careers and enjoying life (Fig. 3a). She literally 

drew a line separating herself from her peers. Another exam-
ple is a 32-year-old female who drew two islands in one of 
her RPs: one with herself on it and the other island inhabit-
ing other people (Fig. 3b). Other people get pregnant, move 
in together, go on holidays, and get jobs. From her own 
island, she is looking at them with envy, not being able to 
have this herself.

Perceptions of others Many AYAs talked about their con-
cerns of how others were perceiving them. For instance, they 
suddenly became an ill person, as if that was now their sole 
identity. One AYA (28-year-old female) said: “Suddenly you 
are that sick girl.”

A 25-year-old female was afraid others thought she was 
lazy. A photo from the photovoice shows a building with 
scaffolds in opaque covering (Fig. 4a) — a metaphor for 
her working on her personal development, but people not 
being able to see this from the outside. A second photo of 
this participant pictures herself with a hairnet on, her back 
to the camera, and holding herself (Fig. 4b), accompanied 
by the following text: “You can’t see anything from the out-
side. That’s why they often cannot believe it, cannot compre-
hend it. […] Sometimes I fantasize about being bald. Would 

Fig. 2  Education and work — A 
Part of first RP of P2 in which 
she drew herself surrounded by 
elements that are uncertain in 
the future, including the tumor, 
education, getting a career, and 
getting pregnant. B Photo from 
photovoice project in which the 
AYA is wearing her radiation 
mask to a job interview

Fig. 3  Feeling segregated 
from peers — A The first RP 
of P3 in which the AYA drew 
a line between her and her 
peers, depicting how she felt 
completely segregated from her 
peers. B Part of first RP of P9 
where she drew herself on the 
island on the left, and others her 
age on the island on the right 
accomplishing things she cannot 
do because of the cancer
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people then realize that this is real? (But thank god I still 
have my hair).”

Changing appearance and self‑image Multiple AYAs talked 
about their appearance changing. A 28- and a 32-year-old 
female talked about how chemotherapy made them lose their 
hair and gain weight. Regarding her weight, the 28-year-old 
drew a scale in the RPs (Fig. 5a): “I drew a scale, because I 
really gained a lot of weight during the chemotherapy, ten 
kilos. Well, I was not happy about that. […] Weight also 
really is a thing that I of course think about a lot.” The other 
AYA had a photo made in which she is sitting in a chair with 
just a tank top and big boots on, showing part of her body 
(Fig. 5b). The caption of the photo shows that she had a hard 
time accepting her changed body: “Hair loss, amputation, 

weight gain; I am trying to accept myself and I know I can 
be proud, but it often does not feel like that. I worked hard to 
love my body, to form it to my image of a hot woman. Now 
I lost all footing.”

Sexual orientation One of the participants (32-year-old 
female) had a photo made to express her struggles with 
experimenting with her sexual orientation during the cancer 
treatment (Fig. 5c). The photo shows ribbons in the colors 
of the rainbow that are tangled, and is accompanied by the 
caption: “I was ready for it, creating an account on Tinder, 
to figure out if I like women or men, maybe something in 
between. Now it’s way too complicated. Do I use an old 
photo or a photo with me without hair? The fear of rejection 
paralyzes me.”

Fig. 4  Perceptions of others — 
A Photo from photovoice pro-
ject of a building with scaffolds 
in opaque covering, to depict 
that no one can see the progress 
that is made inside. B Photo 
from photovoice of an AYA 
with a hairnet on, her back to 
the camera, and holding herself

Fig. 5  Changing appearance, 
self-image, and sexual orienta-
tion — A Part of RP of P7 
that shows a scale, depicting 
how she gaining weight during 
cancer treatment. B Photo from 
photovoice project of an AYA 
showing off her changed body, 
that she trouble accepting. C 
Photo from photovoice project 
of entangled ribbons in the 
colors of the rainbow, referring 
to the LGBTQ community
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Discussion

We aimed to obtain a comprehensive view of the cancer 
experience of AYAs by using the visual methods RPs and 
photovoice. It became clear that cancer has an effect on 
many aspects of an AYA’s life and impacts their develop-
ment in areas such as relationships, fertility, education, 
employment, self-image, and sexual orientation.

In previous studies about experiences amongst AYAs 
with cancer, especially concerns regarding education and 
employment were mentioned frequently. Literature reviews 
from Warner et al. [1] and Fardell et al. [2] reported sev-
eral studies on the negative impact of cancer on educa-
tional trajectories and employment of AYAs. Our data 
provide further support for these experiences of AYAs. 
What also becomes apparent from the extant literature is 
that most studies on cancer experiences of AYAs are quan-
titative [1, 2, 28, 29]. Our qualitative study adds to current 
literature by providing visuals to accompany written and 
spoken text. RPs and photovoice are able to present the 
story of an AYA in one image (RPs) or a collection of 
images (photovoice), instead of providing large amounts 
of text. Furthermore, the fact that participants have control 
over the topics they want to depict helps with determining 
which themes are most important to them.

To the best of our knowledge, RPs, or other drawing 
methods, have not been used to explore experiences of 
AYAs with cancer before. Drawing as a method to gain 
insight into experiences has mostly been used among chil-
dren and older adults [13–17, 30, 31]. Photovoice has been 
conducted with AYAs, but only with cancer survivors, not 
AYAs currently undergoing cancer treatment [24, 32, 33]. 
Studies from Yi [32, 33] have described late medical and 
psychosocial effects of surviving (childhood) cancer and 
retrospect experiences of the treatment period. Our find-
ings focused on present experiences with cancer treatment, 
which gave us valuable information on which themes play 
a role during treatment, such as being forced to put a 
halt to studying and/or working, feeling segregated from 
peers, experiencing changes in appearance, and struggles 
surrounding dating during treatment. Besides, our study 
proves that AYAs under treatment are able to participate in 
photovoice — although time  and energy-consuming - and 
all AYAs described their participation as a very valuable 
experience. Hence, we found that RPs and photovoice have 
the potential to uncover experiences of AYAs currently 
undergoing cancer treatment.

Using two visual tools allowed us to compare specific 
affordances of the two tools. We were able to see substan-
tial overlap in themes, but also found that the methods 
could complement each other. In some cases, the RP gave 
a deeper insight into what a theme meant to an AYA, while 

in other cases, the photos provided a stronger view. These 
disparities could stem from the fact that the photovoice 
started with predetermined domains, while this was not the 
cause with the RPs. Furthermore, the photos were made in 
consensus between photographer, patient, and FvL, con-
trary to the RPs were patient had full control over what 
they wanted to depict.

Comparing the findings of the present study to the RP 
study we previously conducted with adults, we see that 
main themes are similar [19]. However, the AYAs placed 
more emphasis on the effect of the cancer on defining their 
identity. For example, topics as (online) dating, pregnan-
cies, and problems with studying or finding a career path, 
were very important to AYAs, but hardly mentioned by the 
adults in our previous study [19]. Hence, our findings add 
to the notion that AYAs represent a unique cancer popula-
tion [1–4].

Furthermore, our findings imply having cancer at such a 
young age can be extremely difficult. Based on our results as 
well as other [1–4, 28, 29], we argue that AYAs are in need 
of targeted interventions, especially focusing on improving 
psychosocial health. For instance, more initiatives such as 
the AYA care team from the “National AYA Young and 
Cancer Care network,” a Dutch organization, could be devel-
oped. The AYA care team is active in every academic hospi-
tal in the Netherlands and assigns every AYA with cancer an 
AYA nurse, a medical psychologist, a sexologist, an occu-
pational physician, a fertility specialist, and a social worker.

Strengths and limitations

Three strengths of this study are noteworthy. First, all phases 
of data analysis were executed by at least two authors, which 
stimulated dialogue between authors in order to prevent tun-
nel vision [34]. Second, the involvement of FvL, an experi-
ence expert, as interviewer at the start of the photovoice, 
allowed participants to feel understood and more comfort-
able to tell their story. Third, the fact that the interviewer 
of RP interviews, ZB, was a young adult herself and thus 
was in the same life phase as the AYAs, could also have 
increased connection and understanding between AYAs and 
interviewer.

A limitation of the study is that the photovoice started 
with a priori themes which were not used in the RPs. The 
RPs were also not taking into account at the time of decid-
ing on the a priori themes in the photovoice. Photovoice 
and RPs were treated as two completely separate elements, 
while integrating them might have been even more benefi-
cial for gaining insight into the experiences of the AYAs. 
Another limitation is that only one male participated in our 
study, possibly making our findings less representative to 
the general AYA generation. Lastly, the methods could be 
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very demanding for participants and are therefore possibly 
difficult to use for AYAs with advanced stages of cancer.

Conclusion

Our visual tools show a detailed picture of what it is like to 
have cancer as an AYA. We found that cancer has an effect 
on many aspects of an AYA’s life, such as relationships, 
fertility, education, employment, and self-image. Further 
research on how these themes play a role in the life of AYAs 
with cancer is needed.

Appendix

Table 1

Material availability The data that support the findings of this study 
are available from the corresponding author upon reasonable request.

Author contribution All authors take responsibility for the integrity of 
the data and the accuracy of the data analysis. Conceptualization: FVL, 
ZMB, HWML; Methodology: FLV, ZMB, HWML, EH; Formal Analy-
sis and investigation: ZMB, AK, EH; Writing — Original Draft: ZMB; 
Writing — Review and Editing: all authors; Supervision: HWML, EH; 
Funding Acquisition: HWML.

Funding This work was supported by The Young Academy, Royal 
Dutch Academy of Sciences and the Dutch Cancer Society (grant num-
ber 11507).

Declarations 

Ethics approval No formal ethical approval was needed for the study, as 
confirmed by The Medical Ethics Review Committee of the Academic 

Medical Centre, since the Medical Research Involving Human Subjects 
Act is not applicable (ref. no W17_476 # 17.549).

Consent to participate Written informed consent for participation in 
the study was obtained from all patients.

Consent for publication Written informed consent for publication in 
the study was obtained from all patients.

Conflict of interest The authors declare no competing interests. The 
photovoice project of the F|FortFoundation was made possible by vol-
unteers and was funded by donations. The F|FortFoundation had no 
pecuniary interest in the research project.

Open Access This article is licensed under a Creative Commons Attri-
bution 4.0 International License, which permits use, sharing, adapta-
tion, distribution and reproduction in any medium or format, as long 
as you give appropriate credit to the original author(s) and the source, 
provide a link to the Creative Commons licence, and indicate if changes 
were made. The images or other third party material in this article are 
included in the article's Creative Commons licence, unless indicated 
otherwise in a credit line to the material. If material is not included in 
the article's Creative Commons licence and your intended use is not 
permitted by statutory regulation or exceeds the permitted use, you will 
need to obtain permission directly from the copyright holder. To view a 
copy of this licence, visit http:// creat iveco mmons. org/ licen ses/ by/4. 0/.

References

 1. Warner EL, Kent EE, Trevino KM et al (2016) Social well-being 
among adolescents and young adults with cancer: A systematic 
review. Cancer 122:1029–1037. 2016/02/06. https:// doi. org/ 10. 
1002/ cncr. 29866

 2. Fardell JE, Wakefield CE, Patterson P et al (2018) Narrative 
review of the educational, vocational, and financial needs of 
adolescents and young adults with cancer: recommendations for 
support and research. J Adolesc Young Adult Oncol 7:143–147. 
https:// doi. org/ 10. 1089/ jayao. 2017. 0086

 3. Smith AW, Keegan T, Hamilton A et al (2019) Understanding 
care and outcomes in adolescents and young adult with Cancer: a 

Table 1.  Demographics of the 
participating AYAs

Par-
ticipant 
number

Gender Age Type of cancer Time between diagnosis 
and first interview (in 
months)

Treatment Participant in 
F|FortFoundation 
project

P1 Male 35 Testicular cancer 5 Curative Yes
P2 Female 23 Brain cancer 5 Palliative Yes
P3 Female 25 Ovarian cancer 16 Palliative Yes
P4 Female 34 Breast cancer 16 Curative Yes
P5 Female 32 Lymphoma 11 Curative Yes
P6 Female 32 Breast cancer 64 Curative No
P7 Female 28 Lymphoma 16 Curative Yes
P8 Female 33 Breast cancer 45 Palliative No
P9 Female 32 Breast cancer 8 Curative Yes
P10 Female 30 Breast cancer 22 Palliative No
P11 Female 35 Breast cancer 14 Missing No
P12 Female 31 Lymphoma 19 Palliative No

3360 Supportive Care in Cancer (2022) 30:3353–3361

http://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1002/cncr.29866
https://doi.org/10.1002/cncr.29866
https://doi.org/10.1089/jayao.2017.0086


1 3

review of the AYA HOPE study. Pediatr Blood Cancer 66:e27486. 
https:// doi. org/ 10. 1002/ pbc. 27486

 4. Barr RD, Ferrari A, Ries L et al (2016) Cancer in adolescents and 
young adults: a narrative review of the current status and a view of 
the future. JAMA Pediatr 170:495–501. https:// doi. org/ 10. 1001/ 
jamap ediat rics. 2015. 4689

 5. Hartog I, Scherer-Rath M, Kruizinga R et al (2017) Narrative 
meaning making and integration: Toward a better understand-
ing of the way falling ill influences quality of life. J Health Psy-
chol:1–17. https:// doi. org/ 10. 1177/ 13591 05317 731823

 6. Kruizinga R, Hartog ID, Scherer-Rath M et al (2017) Modes of 
relating to contingency: an exploration of experiences in advanced 
cancer patients. Palliat Supportive Care 15:444–453. https:// doi. 
org/ 10. 1017/ S1478 95151 60009 36

 7. Scherer-Rath M, Van den Brand J, Van Straten C et al (2012) 
Experience of contingency and congruent interpretation of life 
events in clinical psychiatric settings: a qualitative pilot study. J 
Empir Theol 25:127–152

 8. Ellis J, Hetherington R, Lovell M et al (2013) Draw me a picture, 
tell me a story: evoking memory and supporting analysis through 
pre-interview drawing activities. Am J Eng Res 58:488–508

 9. Cristancho S, Bidinosti S, Lingard L et al (2015) Seeing in dif-
ferent ways: introducing “rich pictures” in the study of expert 
judgment. Qual Health Res 25:713–725

 10. Helmich E, Diachun L, Joseph R et al (2018) ‘Oh my God, I can’t 
handle this!’: trainees’ emotional responses to complex situations. 
Med Educ 52:206–215. https:// doi. org/ 10. 1111/ medu. 13472

 11. Cristancho S (2015) Eye opener: exploring complexity using rich 
pictures. Perspect Med Educ 4:138–141. https:// doi. org/ 10. 1007/ 
s40037- 015- 0187-7

 12. Williams IC (2012) Graphic medicine: comics as medical nar-
rative. Med Humanities 38:21–27. https:// doi. org/ 10. 1136/ 
medhum- 2011- 010093

 13. Elkis-Abuhoff D, Gaydos M, Goldblatt R, Chen M, Rose S (2009) 
Mandala drawings as an assessment tool for women with breast 
cancer. Arts Psychother 36:231–238

 14. Nainis N, Paice JA, Ratner J et al (2006) Relieving symptoms 
in cancer: innovative use of art therapy. J Pain Symptom Manag 
31:162–169. https:// doi. org/ 10. 1016/j. jpain symman. 2005. 07. 006

 15. Angstrom-Brannstrom C, Norberg A (2014) Children undergoing 
cancer treatment describe their experiences of comfort in inter-
views and drawings. J Pediatr Oncol Nurs 31:135–146. https:// doi. 
org/ 10. 1177/ 10434 54214 521693

 16. Boles JC, Winsor DL (2019) “My school is where my friends are”: 
interpreting the drawings of children with cancer. J Res Child 
Educ 33:225–241

 17. Linder LA, Bratton H, Nguyen A et al (2018) Symptoms and self-
management strategies identified by children with cancer using 
draw-and-tell interviews. Oncol Nurs Forum 45:290–300. https:// 
doi. org/ 10. 1188/ 18. ONF. 290- 300

 18. Baerg S (2003) “Sometimes there just aren't any words”: using 
expressive therapy with adolescents living with cancer Canadian 
Journal of Counselling 37

 19. Bood ZM, Scherer-Rath M, Sprangers MAG et al (2019) Living 
with advanced cancer: rich pictures as a means for health care 
providers to explore the experiences of advanced cancer patients. 
Cancer Med. https:// doi. org/ 10. 1002/ cam4. 2342

 20. Bell S, Morse S (2013) How people use rich pictures to help them 
think and act. Syst Pract Action Res 26:331–348

 21. Armson R (2011) Drawing rich pictures. In: Armson R (ed) Grow-
ing wings on the way: systems thinking for messy situations. Tri-
archy Press, Axminster, pp 57–59

 22. Bood ZM, Scherer-Rath M, Sprangers MAG et al (2021) Repeated 
use of rich pictures to explore changes in subjective experiences 
over time of patients with advanced cancer. Cancer Rep (Hobo-
ken) e1428:2021/07/28. https:// doi. org/ 10. 1002/ cnr2. 1428

 23. Wong SS, George TJ Jr, Godfrey M et al (2019) Using photogra-
phy to explore psychological distress in patients with pancreatic 
cancer and their caregivers: a qualitative study. Support Care Can-
cer 27:321–328. https:// doi. org/ 10. 1007/ s00520- 018- 4330-y

 24. Niepage M, Georgievski G, Shama W et al (2018) Exploring ado-
lescents’ cancer journey through photovoice: a narrative synthesis. 
J Adolesc Young Adult Oncol 7:15–21. https:// doi. org/ 10. 1089/ 
jayao. 2017. 0073

 25. Georgievski G, Shama W, Lucchetta S et al (2018) Through our 
eyes: a photovoice intervention for adolescents on active cancer 
treatment. J Psychosoc Oncol 36:700–716. https:// doi. org/ 10. 
1080/ 07347 332. 2018. 14695 64

 26. Charmaz K (2014) Constructing Grounded Theory. 2nd edition. 
SAGE Publications, London

 27. de Joode K, Dumoulin DW, Engelen V et al (2020) Impact of 
the coronavirus disease 2019 pandemic on cancer treatment: the 
patients' perspective. Eur J Cancer 136:132–139. https:// doi. org/ 
10. 1016/j. ejca. 2020. 06. 019

 28. Sadruddin MM, Hameed-Ur-Rehman M (2013) Understanding 
the perceptions of children battling cancer about self and others 
through drawing. South Asian J Cancer 2:113–118. https:// doi. 
org/ 10. 4103/ 2278- 330X. 114100

 29. Rollins JA (2005) Tell me about it: drawing as a communication 
tool for children with cancer. J Pediatr Oncol Nurs 22:203–221. 
https:// doi. org/ 10. 1177/ 10434 54205 277103

 30. Yi J, Kim MA, An S (2016) The experiences of korean young 
adult survivors of childhood cancer: a photovoice study. Qual 
Health Res 26:1044–1054. https:// doi. org/ 10. 1177/ 10497 32315 
599374

 31. Yi J, Zebrack B (2010) Self-portraits of families with young adult 
cancer survivors: using photovoice. J Psychosoc Oncol 28:219–
243. https:// doi. org/ 10. 1080/ 07347 33100 36783 29

 32. Zebrack B, Kent EE, Keegan TH et al (2014) Cancer sucks, and 
other ponderings by adolescent and young adult cancer survivors. 
J Psychosoc Oncol 32:1–15. https:// doi. org/ 10. 1080/ 07347 332. 
2013. 855959

 33. Jones JM, Fitch M, Bongard J et al (2020; 9) The needs and expe-
riences of post-treatment adolescent and young adult cancer sur-
vivors. J Clin Med. https:// doi. org/ 10. 3390/ jcm90 51444

 34. O’Connor C, Joffe H (2020) Intercoder reliability in qualitative 
research: debates and practical guidelines. Int J Qual Methods 
19:1609406919899220. https:// doi. org/ 10. 1177/ 16094 06919 
899220

Publisher’s note Springer Nature remains neutral with regard to 
jurisdictional claims in published maps and institutional affiliations.

3361Supportive Care in Cancer (2022) 30:3353–3361

https://doi.org/10.1002/pbc.27486
https://doi.org/10.1001/jamapediatrics.2015.4689
https://doi.org/10.1001/jamapediatrics.2015.4689
https://doi.org/10.1177/1359105317731823
https://doi.org/10.1017/S1478951516000936
https://doi.org/10.1017/S1478951516000936
https://doi.org/10.1111/medu.13472
https://doi.org/10.1007/s40037-015-0187-7
https://doi.org/10.1007/s40037-015-0187-7
https://doi.org/10.1136/medhum-2011-010093
https://doi.org/10.1136/medhum-2011-010093
https://doi.org/10.1016/j.jpainsymman.2005.07.006
https://doi.org/10.1177/1043454214521693
https://doi.org/10.1177/1043454214521693
https://doi.org/10.1188/18.ONF.290-300
https://doi.org/10.1188/18.ONF.290-300
https://doi.org/10.1002/cam4.2342
https://doi.org/10.1002/cnr2.1428
https://doi.org/10.1007/s00520-018-4330-y
https://doi.org/10.1089/jayao.2017.0073
https://doi.org/10.1089/jayao.2017.0073
https://doi.org/10.1080/07347332.2018.1469564
https://doi.org/10.1080/07347332.2018.1469564
https://doi.org/10.1016/j.ejca.2020.06.019
https://doi.org/10.1016/j.ejca.2020.06.019
https://doi.org/10.4103/2278-330X.114100
https://doi.org/10.4103/2278-330X.114100
https://doi.org/10.1177/1043454205277103
https://doi.org/10.1177/1049732315599374
https://doi.org/10.1177/1049732315599374
https://doi.org/10.1080/07347331003678329
https://doi.org/10.1080/07347332.2013.855959
https://doi.org/10.1080/07347332.2013.855959
https://doi.org/10.3390/jcm9051444
https://doi.org/10.1177/1609406919899220
https://doi.org/10.1177/1609406919899220

	This is what life with cancer looks like: exploring experiences of adolescent and young adults with cancer using two visual approaches
	Abstract
	Introduction 
	Methods 
	Results 
	Conclusions 

	Introduction
	Methods
	Study design
	Photovoice project of the F|FortFoundation
	Participants
	Data collection

	RP interviews
	Participants
	Data collection

	Data analysis
	Ethical considerations

	Results
	Participants
	Findings
	Concerns for the future
	Struggles with (re)defining one’s identity


	Discussion
	Strengths and limitations

	Conclusion
	Material availability 
	References


