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Purpose: An increasing number of adolescents and young adults (AYA) are becoming cancer survivors and are
dealing with long-term effects of the disease and its treatment. We aimed to collect detailed self-reported in-
formation about the areas of work, education, and the financial situation of AYA survivors after acute treatment.
We further examined sources of support that were perceived as particular helpful.

Method: We conducted semi-structured interviews with a sample of 11 AYA cancer survivors (on average 5 years
from diagnosis; mean age at diagnosis = 25.7 years) that had been recruited for the AYA-Leipzig longitudinal
study. Interviews were transcribed and data were analysed using qualitative content analysis.

Results: The following themes emerged as relevant: (1) career modifications and job loss, (2) career interruptions
and delays, (3) uncertainty in the return-to-work process, (4) reduced work ability, (5) discrimination at the
workplace, (6) changes in the personal importance of work and (7) financial burdens. Sources of considerable
support included relatives as well as German social security institutions.

Conclusions: Health care providers should address the specific risk of a financial burden and the somewhat
complex social legal situation of young adult survivors after cancer diagnosis. AYA cancer survivors need age-
specific comprehensive cancer survivorship support programs. These should accompany them in the long term
and be targeted to the individual need for career modification or reorientation - even after the completion of

cancer treatment and rehabilitation.

1. Background

Approximately 80% of the 17,000 young people diagnosed with
cancer every year in Germany survive for at least 5 years (Trama et al.,
2019; Zentrum fiir Krebsregisterdaten im Robert Koch-Institut, 2019).
Cancer survivorship encompasses a spectrum of long-term issues
including late physical and cognitive impairments, follow-up medical
care, risk of recurrence and secondary malignancies (Hawkins, 2004;
Mellblom et al., 2021). Individuals who are diagnosed with cancer be-
tween the ages of 15 and 39 represent a patient population of adolescent
and young adults (AYA) with cancer (National Cancer Institute, 2006),
which is characterized by a unique spectrum of cancer types and psy-
chosocial needs (Coccia et al., 2018; Zebrack, 2011). AYA cancer sur-
vivors are at a higher risk of psychosocial distress than both their
cancer-free peers and older adult cancer survivors (Lang et al., 2018).

The transition from active cancer treatment to survivorship can bring
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challenges, such as dealing with impairments of cognitive and physical
functionality, body image concerns and fear of recurrence (Barnett et al.,
2016; Prasad et al., 2015; Stein et al., 2008; Stepanikova et al., 2016;
Yang et al., 2019). These influence multiple life domains of AYA cancer
survivors, including their working life and financial situation (Bellizzi
etal., 2012; Wong et al., 2017). Entering professional life, setting career
goals and gaining financial independence from the parental home
represent important developmental tasks that characterise the period of
young adulthood (Arnett, 2000; Baird et al., 2019; Zarrett and Eccles,
2006). A return to paid work or education is perceived as important by
young cancer survivors as it indicates a return to normalcy after illness,
providing them with a source of identity, self-worth, social contacts,
provision of structure and financial security (Isaksson et al., 2016;
Saunders and Nedelec, 2014). Impaired work ability as a result of cancer
and its treatment can represent a source of distress, not least because
AYA survivors are mostly still in education, at the beginning or at an
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early stage of their career (Fardell et al., 2018; Stone et al., 2017). AYA
patients who return to work, school or university after treatment report
high levels of dissatisfaction and unmet needs (Leuteritz et al., 2018;
Millar et al., 2010; Parsons et al., 2012; Pulewka et al., 2020; Sender
et al., 2019; Wong et al., 2017). American data on the return to paid
work show that around 70% of AYA patients go back to their former
workplace, school or university after treatment, but with a proportion of
50% reporting problems with their work or studies on return (Parsons
et al., 2012). We found similar results in our AYA-Leipzig study (Leu-
teritz et al., 2020). As an additional burden, financial problems are
known to be a common issue among patients with and survivors of
cancer. Individuals often experience a drop in income due to
cancer-related work disruption, while at the same time facing increased
expenses for medical treatments (Altice et al., 2017; Biittner et al., 2019;
Salsman et al., 2019; Teckle et al., 2018).

The focus in AYA research has essentially been placed on health and
psychosocial outcomes of cancer rather than the personal experiences of
AYA survivors and associated developmental and psychosocial chal-
lenges. However, a deeper understanding of the personal situation of
AYA survivors provides an important component for high-quality
comprehensive AYA cancer care (Salchow et al., 2020). To our knowl-
edge, comprehensive qualitative research work on AYA survivors’
occupational and financial situation is limited.

Against this background, we explored the self-reported perceived
long-term effects after cancer treatments in the life domains of (i)
occupation, education and (ii) financial situation among AYA survivors
of cancer. We further aimed to explore the support that AYA survivors
perceived as helpful with regard to these particular life domains.

2. Methods
2.1. Study design

We implemented this qualitative cross-sectional study as part of a
larger longitudinal study (AYA-Leipzig study) on quality of life, mental
health, work situation and psychosocial care of AYA patients with can-
cer and survivors in Germany.

t1
12/14 - 02/15

Assessed for
qualitative interviews
n=20

Main themes of the
quantitative
questionnaire

* Occupational situation
* Psychooncological
care, unmet needs
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The four standardized quantitative surveys of the longitudinal study
were supplemented by three qualitative surveys at the assessment time
points (t1 to t3), each focusing on a different theme. The analysis of this
present study is based on the third qualitative follow-up interviews at t3.
The results of the previous two qualitative surveys t1 and t2 have been
published (Breuer et al., 2017; Mentschke et al., 2017). A detailed
description of the aims, study design, and recruitment procedures of the
AYA-Leipzig study can be read in the work of Geue et al. (2021).

The findings of this study are based on guided semi-standardized
interviews that were carried out and analysed by two research team
members (female Master of Psychology students).

The study was approved by the local ethics committee of the medical
faculty of the University of Leipzig (no. 372-13-16122013). All partici-
pants provided written consent and were informed about the back-
ground of this study.

2.2. Participant recruitment

The qualitative interviews at t1 took place in the year 2014 at the end
of the patients’ acute medical treatment, on average 16 months after the
diagnosis. Interviews at t2 were conducted one year later. In this study,
we refer to the qualitative interviews at t3 done in the years 2018 and
2019. Twenty participants from the main study sample of n = 477 were
identified as eligible for the first qualitative interview measuring point
(t1). Fig. 1 shows the patient flow, including drop-outs, leading to the
final 11 qualitative interviews forming the study sample.

AYA study participants had a cancer diagnosis, were between 18 and
39 years old at diagnosis and had been diagnosed during the 4 years
prior to tl1 (first manifestation, all malignant tumour identities). In
Germany, patients younger than 18 years are treated in paediatric
oncology units. Therefore, we decided to focus on 18- to 39-year-old
patients, even though the international AYA definition includes young
people from 15 years of age.

The sample for this qualitative study was further selected by using
the following criteria.

- gender distribution as equal as possible to the population of AYAs
with cancer (Robert Koch-Institut, 2015),

t2 t3
12/15-02/16 12/18 - 02/19

* Occupational situation
* Psychooncological
care, Health behavior

* Occupational situation
» Social relationships

Drop-out characteristics

T1 Drop-out:

Excluded: n=3
(drop-out rate: 16.7%)
Declined to participate: n =1
No answer / feedback: n=2

Excluded: n =2 (10%)
Declined to participate: n =2

n =2 male

T2 Drop-out:

n =1 female / n =2 male

T3 Drop-out:

Excluded: n=4
(drop-out rate: 26.7%)
Died: n=2
Declined to participate: n =2

n=2female/n=2male
Age M =343
Diagnoses (stage):
Hodgkin Lymphoma (IV),
thyroid carcinoma (lla),
breast cancer (llb)

Fig. 1. Flowchart of the AYA-Le study participants - qualitative part and main survey themes.
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- representation of the five most common and at least two rare di-
agnoses for AYAs with cancer among both genders (Robert
Koch-Institut, 2015),

- preferably an even distribution of stages of cancer (I-IV) within the
set of different diagnoses.

By including these criteria, we aimed to represent the widest possible
range of variation of the target group (Kohler and Frommer, 2011).

2.3. Data collection

Two research team members conducted the interviews in person or
by telephone between October 2018 and January 2019. Before, the in-
terviewers had been trained by research members of the AYA-Leipzig
study and had taken part in a test interview with a young cancer
survivor.

We created a semi-structured interview guide based on existing
empirical results and the research questions that framed this study. This
included (interview-opening) questions about the course of illness,
treatment, and different areas of life (occupational situation, housing,
and financial situation since the end of acute treatment). We drafted the
interview questions as follows.

1. Please tell me: To what extent has your occupational situation
(work, education, school, studies etc.) changed due to cancer?

2. What kind of support (medical, psychosocial, social-legal care,
personal support, etc.) has helped you the most regarding your occu-
pational situation? In what ways?

3. What effects did the cancer disease have on your income/financial
situation?

4. What kind of support (medical, psychosocial, social-legal care,
personal support, etc.) has helped you the most regarding your financial
situation? In what ways?

We collected sociodemographic data and medical information
through the parallel quantitative questionnaire survey of the AYA-
Leipzig study (t3). The interviews were audio recorded. All partici-
pants received an expense allowance of 10 Euros after the interview.

2.4. Data analysis

The two researchers who interviewed the participants transcribed
the audio-taped interviews verbatim. Both coders used consistent tran-
scription rules (Dresing and Pehl, 2018; Kallmeyer and Schiitze, 2016).
The transcripts were analysed based on Mayring’s qualitative struc-
turing content analysis modified by Steigleder (2008). One of the re-
searchers who interviewed the participants created a detailed category
and coding system and conducted the coding (Steigleder, 2008). The
data material was first read through several times (step 1). Step 2 on the
formation of meaningful content sections was omitted as this step had
already been completed by the formation of subject areas in the inter-
view guide. Then, various sub-categories and characteristics were added
to each main category (steps 3 and 4). In addition, residual categories
were created for the individual theme areas to be able to locate material
that could not be assigned but was relevant. In step 5, the coding guide
(with coding rules and prime examples) was created. Relevant text
passages from the data material were marked and assigned to the pre-
viously identified categories (steps 6 and 7). Within each transcript, one
segment of text could have been coded into more than one category. At
each step, the plausibility of assignment to the categories was checked
and the system was revised (step 8). The software ‘MAXQDA 2020’
(Kuckartz et al., 2019), a program for qualitative research, was used for
the classification of the data material.

Coding was reviewed by another member of the research team. The
intercoding agreement based on the relevant text passages of the tran-
scripts was calculated. Both the percentage of matching encodings and a
kappa value including the probability of a random match between the
two coders were calculated (Brennan and Prediger, 1981; Cohen, 1960;
Radiker and Kuckartz, 2019).

European Journal of Oncology Nursing 64 (2023) 102329
3. Results
3.1. Sample characteristics

A total of n = 11 AYA completed the qualitative survey. The study
sample ranged in age at interview from 24 to 44 years (mean = 31.5; SD
= 4.24; table 1). At the point of the interview, most participants were
employed or in education (n = 9; 81%). Three participants had hae-
matological cancer (Hodgkin’s lymphoma, non-Hodgkin’s lymphoma,
blood cancer) and eight had solid tumours (testicular cancer, n = 2;
sarcoma, n = 2; ovarian cancer; brain cancer and melanoma).

Participants were interviewed on average 56 months after diagnosis
(SD = 19.80). Interviews ranged in duration from 24 to 149 min. We
conducted eight of the interviews via telephone and three in person at
the Leipzig Department of Medical Psychology and Medical Sociology.

3.2. Intercoder agreement

We calculated the intercoder agreement at the level of all transcripts
across all created coding categories. A total of 142 find-spots were
coded. The percentage of agreement of all assigned codes between both
coders was 74% with the random corrected coefficient k = .73 (Brennan
and Prediger, 1981).

3.3. Qualitative findings

3.3.1. Perceived changes and challenges: work and education

All participants reported experiencing one or more changes or
challenges in the area of work and education after they had been diag-
nosed with cancer. Six overarching themes could be identified on the
basis of the participants’ interview statements: (1) career modifications
and job loss, (2) career interruptions and delays, (3) uncertainty in the
return-to-work process, (4) reduced work ability, (5) discrimination in
the workplace, and (6) decreased importance of work in life.

(1) Career modifications and job loss

Even though the majority of the interviewed AYA survivors had
returned to their (former) workplace or university after cancer treat-
ment, they reported various interrelated changes in their career plans
because of their disease. AYA survivors spoke about modified tasks at
the workplace, for example a transition from field service to office work
because of sunlight incompatibility. AYA participants explained these
changes with physical and mental limitations caused by cancer and its
treatment. They mentioned impairments in mobility and immune
function, cancer-related chronic fatigue, sunlight and food intolerances
as well as a changed physical appearance.

The majority of the interviewees had to face unfavourable de-
velopments in their career. Some AYA survivors underwent vocational
retraining and experienced a lack of career orientation. They had to deal
with the loss of their original place of work or studies, some more than
once, because they struggled with physical problems and a recurrence of
the disease. For instance, a young woman who had been diagnosed at the
age of 24 had to break off two apprenticeships because she became ill
twice. She was unable to manage working as a retail saleswoman or
educator while being confronted with cancer and its associated physical
impairments. Another 44-year-old woman had received a diagnosis of
breast cancer at the age of 39 and had to undergo surgery. After that, her
professional life had changed, as she explained:

The negative thing is that I [...] can no longer do what I wanted to do. I
started an apprenticeship as a gardener. I also liked that very much, but
then I could no longer practice or pursue it, because I can no longer do
hard work with my arm. (44-yr-old female)

This woman had to wear a support stocking after cancer treatment
and could no longer work as a gardener. She found a new job in data
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management but was made redundant because she had been working
too slowly with the support stocking on her hand. At the point of the
interview, she was still searching for an appropriate workplace. She had
received job proposals from the German federal agency of employment
that would not fit her physical post-cancer condition.

Other AYA survivors also changed, and some even identified new
career goals because of experiences they had made in the context of their
illness and its treatment. After being asked how her professional situa-
tion had changed because of cancer, a participant reported the
following:

Of course, it has changed completely [...] I got sick right after I graduated
from high school, I was 18 then. I didn’t have a precise idea yet. I knew I
wanted to do something social, something with people. I got sick and then,
within the two years I was in treatment, I developed the idea that I
somehow wanted to go into the psychological field. [...] I went to [a]
rehab[ilitation program] for six weeks and had a lot to do with psy-
chologists and the job field was brought closer to me. (29-yr-old female)

One participant mentioned that his decision to take up a job far away
from home was an attempt at breaking free from parental care. He
wanted to move out of the parental protective comfort zone that had
intensified during cancer treatment and beyond.

(2) Career interruptions and delays

The majority of the participants reported having to suspend their
work or studies for treatment, aftercare and recovery. Survivors who
were studying at the time of diagnosis reported the need to extend their
university studies. One study participant described the situation as
follows:

Well, I was a student then and I'm still a student now [...] I'm in the
Master’s programme now and it’s progressing, but it has already cost
time, so I had to break off the semester completely [...] which was of
course lost [...] which I just don’t mention in job interviews and that’s
why I'm always a bit floundering. (25-yr-old male)

For some survivors, returning to work after an absence due to the
disease was a long process of gradual reintegration into the working life
including a program to make changes in the organisation of the work,
working hours and health protection regulated by the German statutory
law (‘Stufenweise Wiedereingliederung’).

(3) Uncertainty in the return-to-work process

Some of the interviewed AYA survivors mentioned uncertainties and
challenges when searching for a job after the experience of the cancer
disease and its treatment. A 30-year-old participant who had been
diagnosed at the age of 25 during his university studies reported for
instance:

I just had the problem in the first one or two years [after treatment] that
you somehow achieved something, but you really didn’t get any credit for
it, that’s kind of funny. So you’ve done the worst shit for a year, somehow
managed to get through it [...] then you're just standing there with an
unfinished bachelor degree, have to somehow chum up to some companies
that want you for [...] eight hundred euros as an intern. [...] You think
that that’s a bit unfair, but I think it’s also very much due to the situation
of your life, that you’re somehow at the very beginning anyway. That was
a pretty shitty point in time. (30-yr-old male)

AYA survivors also expressed being anxious about their professional
future and feeling alone or helpless, such as this interviewee:

I really need to pay attention in which direction I want to go, where can I
go from here? Where can I work now? [...] well, I am actually looking for
support. I don’t know where I could turn to now, who could give me
assistance? (44-yr-old female)
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Concerns about future stigmatisation because of the illness and the
ownership of a disabled person’s pass were a common issue among the
participants. In the context of job application interviews, participants
reported being unsure about disclosing their history of cancer, about not
wanting to be perceived as disabled or less resilient, but also knowing
that the illness still had a substantial influence on their body and life. In
this context, participants spoke about being a potential economic risk for
future employers in case of a recurrence or other consequences of the
cancer disease. A 34-year-old woman with the diagnosis melanoma
stated the following after being asked how her professional situation had
changed because of cancer:

This is the area where I still feel the most enduring effects today. [...] It
wasn’t easy anyways because [...] I had two children. I basically went
from one to the next parental leave. [...] And I know how hard it is to go
back to the old place after having a child, without a disease. [...] I still
remember that [the job application] was difficult for me at that time.
What do I say, what do I tell? You don’t want [...] to court pity like that
[...] either, do you? On the other hand, [...] I had of course experienced
that the illness or the diagnosis had turned quite a lot upside down, hadn’t
it? (34-yr-old female)

(4) Reduced work ability

Interviewed AYA survivors stated that they had experienced reduced
performance capacity after returning to work or studies. They reported
that physical and mental consequences of cancer and its treatment had
affected their work performance negatively and led to absenteeism from
work. At the same time, they felt considerable pressure to have to prove
themselves at their workplace or training position:

When I had to work and felt the strain, I often had a cold [...] and was just
not as efficient [...] Somehow, I still notice that I am not always one
hundred percent fit. [...] You simply need a lot of energy [...] But if you
have distractions all the time, such as follow-up treatment, yes, low leu-
kocytes, a poor immune system, where you have a cold all the time, and
have to justify yourself. As a trainee, you should not be sick at all, be
permanently energetic, but to feel the opposite inside the whole time, that’s
just really [difficult]. [...] I was the whole time somehow so exhausted.
(30-yr-old male)

The experience of reduced work ability was often accompanied by
perceived pressure from others, such as employers, to return to a pre-
cancer level of functioning, even if not feeling capable of it. A partici-
pant with melanoma told us the following:

I think the impression others around me had was: go ahead again. But I
thought: no, somehow it’s not possible, I can’t do it [...] For one year, I
thought every day about the fact that I may have to die and how will that
be and so on? And now I am supposed to go back to my normal everyday
life? (34-yr-old female)

(5) Discrimination in the workplace

A few participants pointed out experiences with cancer-related
discrimination at work. The 34-year-old woman with melanoma who
worked in public service was advised to go on special leave when she
had to undergo cancer treatment. She felt betrayed and that her situa-
tion was not really understood by her employer.

Another interviewee stated that he did not participate in post-cancer
rehabilitation because of his employer:

They said: well, if he wants to have a contract, but it is already known that
he will be absent three to four weeks, then a permanent employment
contract is not possible. They said: a new contract is requested and in case
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this goes through, I would be advised to cancel the rehab[ilitaton pro-
gram]. (33-yr-old male)

(6) Decreased importance of work in life

AYA participants expressed lowering the priority of work in their life.
In contrast, they paid more attention to themselves and their own health
compared to the time before their cancer diagnosis. Participants
mentioned focusing on an increased work-life balance, for example by
not going to work when having a headache, because ‘working is not
everything in life’ (33-yr-old male).

I do not pressure myself anymore. [...] I have said: I do not want to get it
[cancer] again. [...] I said: Now I shift a gear. I was still at the [name of
company] this year and around Christmas it has been very much, so that I
said at some point: [...] if I cannot manage this, then I break off and then
it [the working task] is left unfinished. In the end, it is not my problem.
(33-yr-old male)

3.3.2. Perceived changes and challenges: financial situation

Most interviewed AYAs stated that they (1) had managed to get back
to a pre-cancer financial status at the time of the interview (return to
financial status quo), whereas some of the interviewees mentioned (2)
financial burdens or (3) financial gain since having finished cancer
treatment.

Return to financial status quo

Even though several interviewees stated that they had experienced
financial losses during and right after cancer treatment, half of the
research participants indicated that their financial situation was no
longer an area of concern at the point of the interview. This applied
especially to participants who could resume their original job without
obstructions or who had financial support from their families.

Financial burdens

Interviewed participants reported financial burdens mainly because
of expenses for the preservation of fertility (e.g. cryopreservation of
germ cells). An interviewed AYA who was diagnosed with ovarian
cancer said:

I still got my uterus, but I know that this will always be associated with
money if I ever want to have a family someday and I find this sometimes a
bit difficult. Just to be able to deal with this thought. I know, I need money
as soon as I want to have a family. (29-yr-old female)

Financial burden was also reported in association with a lack of in-
come despite financial compensation by social welfare benefits or
financial unemployment assistance (in case of continuous cancer-related
unemployment). The same patient who had to deal with fertility ex-
penses also stated that she had received less money from the statutory
health insurance and social welfare when the cancer disease re-occurred
again, which led to financial problems (29-yr-old female).

Two survivors had received a disability pension after cancer treat-
ment. They both had to reach out for financial support from the German
federal agency of employment because the disability benefit they had
received was too low to cover their costs of living.

Financial gain

Due to changes in work owing to cancer and its treatment, some
respondents registered positive developments in the form of pay in-
creases at work. When asked how the financial situation had changed
due to cancer, an AYA reported the following:
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It has changed for the better. Three years ago, I changed the employer and
I am still working there. I could even climb up the career ladder [...] and I
feel very comfortable there. In the end everything went well, yes. (33-yr-
old female)

3.3.3. Support in the context of work and education

AYA participants pointed out certain characteristics of their work-
place or university as helpful, such as empathetic colleagues and supe-
riors as well as flexibility in their work schedule. A female cancer
survivor who had been diagnosed at the age of 23 stated the following:

I work in the public sector, where I have [...] the advantage that I only
have to formally report sick from the third day on [...] then you can say to
yourself: ‘it’s just not possible’, if you don’t feel physically or mentally
able to go to work. (28-yr-old female)

Interviewed AYAs had benefited from certain vocational support
services regulated by German social law, for example the provision of
employment participation benefits (‘Mafnahmen zur Teilhabe am
Arbeitsleben’). This may involve technical aids and ergonomic modifi-
cations at the training site or workplace as well as the possibility of
undertaking vocational retraining or further education. For example, a
young survivor of leukaemia benefited from a reintegration program at
her workplace:

The first week I only had three hours and then it increased every week and
that worked out very well. [...] The social worker at the rehab[ilitation]
centre where I'd stayed organised the reintegration. [...] I didn’t have to
take care of anything. [...] that was also very easy. (27-yr-old female)

Moreover, the disadvantage compensations (‘Nachteilsausgleich’)
through having the status of being a severely disabled person were
mentioned as helpful. This led, for example, to less difficult access to a
university place, compensation for disadvantages in university exams or
additional paid leave for employees.

Finally, the interaction with the social environment, more specif-
ically conversations with family (primarily parents), partners and
friends, had been mentioned as helpful as well as psychological support
in inpatient rehabilitation and in further aftercare.

3.3.4. Support with alleviating the financial situation

AYA participants’ families (parents and spouses) were the most
frequently named sources of economic support after cancer treatment. In
most cases, support consisted of compensation for the increased (health)
expenses or lost income, but it could also involve organising survivors’
finances and providing housing to save the cost of rent. A cancer sur-
vivor who had been diagnosed aged 25 with Hodgkin’s lymphoma
described the following:

I'was financially supported by my parents during my studies, got the same
money during the cancer therapy and managed very well with it. And
afterwards, until I earned money myself, I was also supported by them.
[...] it helped me the most that my parents are financially secure, and
therefore, I had no financial worries. I [...] could save a little bit [money].
Therefore, I did not get into financial trouble. (30-yr-old male)

Also deemed helpful were sick pay from the statutory health insur-
ance and/or financial unemployment compensation from the German
federal agency of employment and, in a few cases, disability pension in
case of reduced earning capacity. A participant reported:

First I got the six weeks of normal continued pay by the employer and then
for one and a half years [.] sick pay from the statutory health insurance
and when that ran out, I then got this disability pension [...] Since I have
not yet had such a long working life, I have also not paid a lot into the
pension fund, so I got a little something and then had it topped up by the



L Braun et al.

job centre [unemployment financial compensation from the German
federal agency of employment]. (39-yr-old male)

One young man indicated having received financial support from a
special program of the German Cancer Aid fund, which had helped him a
lot.

4. Discussion

All 11 interviewed AYA participants disclosed an impact of cancer on
their work, career and financial situation on average five years after
cancer diagnosis. The majority of them had to break up their career or
studies for sick leave and treatment for a certain period of time. Some
interviewees subsequently extended their university studies. Consistent
with the literature (Parsons et al., 2012), the majority of the AYA sur-
vivors in this study had returned to their (former) workplace or uni-
versity after cancer treatment. However, in other cases, the interviewees
had lost their job or chosen to leave their original workplace or educa-
tion facility. Major reported issues were physical and mental impair-
ments because of the cancer disease and its treatment, affecting
functional and work ability and, occasionally, the employment status.
Earlier research similarly documented the significant impact of cancer
and its treatment on AYA'’s self-reported physical and mental work ca-
pacity, a lowered self-reported cognitive functioning and greater
perceived difficulties in coping with work compared to healthy subjects
(Brock et al., 2022; Ketterl et al., 2019; Nugent et al., 2018). Further-
more, the participants in our study felt pressure to regain a high level of
functioning in their work and educational life. This was explained by
being at an early stage in their career and not having yet established a
long-term, sustainable relationship with their employer compared to
older colleagues. Thus, several interviewees had to reorient themselves
towards embracing new career paths. AYA survivors had to adapt to
vocational retraining or modified tasks and workplaces while being
confronted with the cancer diagnosis, treatment and its multiple medical
and psychosocial consequences at the same time. In this context, the
study participants had benefited from certain vocational support ser-
vices regulated by German law, for example the provision of employ-
ment participation benefits (as technical aids and ergonomic
modifications of the workplace) or support for vocational retraining.
Moreover, a flexible work schedule and an empathetic employer or
educational institution were deemed helpful in this context.

The interviewees further reported uncertainty as to how to
communicate with others about the disease and its impacts. They
experienced discrimination and fear of stigmatisation by future em-
ployers, a phenomenon that was also reported in other studies (Bellizzi
et al., 2012; Stepanikova et al., 2016; Vetsch et al., 2018). Targeted
support for AYAs on how to manage the process of returning to work and
how to communicate their experience of the illness and the associated
breaks and changes in their career would therefore be a helpful
intervention.

Considering work in a broader sociopolitical context, having a paid
job, establishing career and working hard are not only individual values
but rather societal expectations that have become as important as family
relations (Matthews, 2019; Rasmussen and Elverdam, 2008). This can
place a lot of pressure on a healthy working individual but might be even
more challenging for young adults with cancer who are mostly at the
beginning of their career and may also have to shoulder the financial
responsibility for a family and young children.

For many AYA survivors, financial problems as a result of their illness
were no longer an issue at the time of the interview. One explanation
might be the consistent employment status of most of the AYA partici-
pants at that point. In addition, cancer-related financial burdens were
often alleviated by relatives (in particular parents and spouses), who
were seen as crucial sources of economic support by a large part of the
interviewees. Some AYA respondents were burdened by out-of-pocket
payments for fertility preservation, while others had further expenses.
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Fortunately, since 2021, people with statutory health insurance in
Germany could get financially reimbursed for fertility protection prior to
a potentially germ cell-damaging therapy.

As employed young adults have often been in working life for only a
short time when the disease is diagnosed, they have no or little claim to a
disability pension provided by the German pension insurance. Survivors
who are still in education and who are often only working in marginal
part-time work (so-called ‘mini-jobs’) with specific student health in-
surance tariffs cannot claim sick pay from the statutory health insurance.
This might lead to a (greater) financial dependency on parents, as shown
in other studies (Kosir et al., 2020; Sisk et al., 2020). Since young adults
usually aspire to gain independence from their family home, this might
be an issue requiring special attention in cancer care for AYA survivors.

Earlier research indicated that cancer survivorship might lead to re-
shifting priorities and modification of one’s identity, also in working life
(Bellizzi et al., 2012; Elsbernd et al., 2018; Fauske et al., 2019; Lehmann
et al., 2014). This finding was also a recurrent issue in our interviews:
the interviewees had invested a lot of their personal resources in their
health and well-being as well as in their individual and professional
development. Even if they did take a break from paid work or studies
because of cancer, many of them had to cope with illness, shifts in their
identity and household work in this time and even upon their return to
paid work (Parsons et al., 2008; Pritlove et al., 2019).

To support AYA survivors in dealing with these changes and chal-
lenges, career and financial consultation services targeted to the specific
situation of young adults with cancer should be provided during but also
beyond medical treatment and rehabilitation. However, follow-up care
in Germany has so far mainly focused on the five-year monitoring of a
potential recurrence of the disease. An approach might be a socio-
medical consultant constantly accompanying the AYA survivors during
cancer treatment and for several years after its completion. One example
is the Comprehensive Assessments and Related interventions to Enhance
long term Outcome in Children, Adolescents and Young Adults program,
which provides psychological, nutritional and physical exercise support
for AYAs in medical care units (CARE-for-CAYA-Prevention Programm,
Quidde et al., 2017). Individual career and financial advice focusing on
personal abilities and cancer-related impairments, economic resources
and potential new directions for the work and career of AYA survivors
could be added. Since family members, especially parents and spouses,
have proven to be a decisive factor in supporting AYAs with cancer, they
should be involved in such psychosocial interventions. Including the
employer, university, school, family, and friends might also help to
establish a fit between the needs and expectations of cancer survivors
and their social environment. Thereby, a re-conceptualisation of work as
described, for example, by Parsons et al. (2008) might be essential for
specialized and comprehensive support mechanisms. The perception of
work as not only paid labour, but also as the experience of working
through challenges in the domains of identity, illness, and health could
provide a better understanding of the multifaceted challenges AYA
survivors have to face.

4.1. Limitations

The results of this qualitative study provide a detailed insight into the
psychosocial situation of young cancer survivors. However, the gen-
eralisability of these findings is limited for several reasons.

First, it is possible that the individuals who consented to participate
perceived their situation as more influential, suffered more than others
and therefore had a greater need to share their experiences. On the other
hand, survivors who experienced fewer challenges might have been
more likely to participate because it was easier for them to talk about
their situation. It is also possible that participants who may have expe-
rienced the most detrimental changes in their working life after cancer
might have been excluded because they suffered from cognitive and
other limitations and may not have been able to take part in the in-
terviews. We cannot exclude that the results are biased due to drop-outs
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of study participants with a particularly severe stage of the disease who
chose not to respond or had passed away.

Second, most of our participants had received education for more
than 10 years and had a household net income equal to or higher than
2000 euros per month. Participants with lower income or education may
have reported other experiences than our sample.

Third, we collected self-reported data based on a relatively small
sample of cancer survivors at one measurement point. Because of this,
we cannot conclude that the reported findings are entirely related to
cancer and its treatment. Since we collected information in the form of
participants’ experiences that occasionally dated back up to several
years, it is possible that interview statements were biased due to lack of
memory of the participants.

Fourth, the sample of this study is fairly generalisable regarding the
distribution of gender in the German population, with cancer slightly
more often diagnosed in female than their male counterparts ( Robert
Koch-Institut, 2015). However, the applicability of our findings to a
more diverse population (language, ethnicity, gender, geography, so-
cioeconomic status) is unknown.

5. Conclusions

The findings of this qualitative study demonstrate how diverse,
interrelated, and sometimes persistent, challenging and somehow
enabling post-cancer trajectories can become for AYA cancer survivors.
Even though most AYA survivors of cancer were employed and finan-
cially stable approximately five years after their cancer diagnosis, they
went through extensive phases of reorientation in their working lives,
accompanied by losses of perspective, physical and mental limitations,
stigmatisation, and rejection from future employers as well as financial
burdens. Having to deal with multiple demands, such as building one’s
career, gaining independence from the parental home and responding to
high expectations regarding performance, AYA cancer survivors expe-
rience a significant drain on their resources and well-being.

Health care providers and psychosocial health services should
address the specific risk in terms of the financial burden and the fairly
complex social legal situation of young adult survivors. The latter need
age-specific comprehensive cancer survivorship support programs that
accompany them in the long term, even after the completion of cancer
treatment and rehabilitation. Program flexibility based on the individual
return to work or career modification process would be useful.

Appendix
Table 1
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Specialized psychosocial support by professionals in the form of career
advice, information on financial support and resources, as well as
involving close relatives and employers may help AYA survivors to
negotiate the changes and challenges they face and enable them to
successfully re-enter employment and education.
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Sociodemographic characteristics of the study participants at interview (N = 11).

M SD Range
Age at interview 31.5 4.24 24-44
Age at diagnosis 25.7 2.12 18-39
Months since diagnosis 56.4 19.80 48-82
n
Diagnosis
Haematological cancer 3
Solid tumours 8
Gender
Male 5
Female 6
Vocation at t1?
Employedb 4
Not employed® 2
Vocational training/studies 5
Postmorbid vocation (t3)
Employedb 7
Not employed® 1
Vocational training/studies 3

Household net income (euros per month)

(continued on next page)
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Table 1 (continued)
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=

1500-2000
2000-2500
2500-3000
3000-4000
4000-5000
5000-7000
Highest educational degree
No educational degree
Basic educational degree (<10 years)
Secondary educational degree (10 years)
High school degree (>10 years)

NN WN -

= o o

Note. *Data from the quantitative study at t1.

bSalaried employees, workers, civil servants, judges, professional soldiers, self-employees,
freelancer, marginal employees, other employment.

“Stay-at-home spouse/partner, parental leave, federal voluntary service (BFD), voluntary social
year (FSJ), voluntary ecological year (FOJ), (early) pensioner, unemployed, pupil.
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