
Appendix B 

 

Table 1. Coding guideline with regard to the topics analysed in this interview study. 

category labels category definitions anchor samplesa coding rules 

Work life of parents    

Changes in work life caused by 
disease/treatment 

   

Sick leave/Leave of absence/Medical 
leave 

Sick leave/Leave of 
absence/Medical leave because 
of patients’ disease/treatment 

I was on sick leave […] so I could take care of him. And I would not have been 
able to do that with my job, concentrating on both at the same time.  

 

Dismissal/Termination Dismissal/Termination because 
of patients’ disease/treatment 

I was fired because my bosses weren’t really patient anymore because, well, the 
sickness is lasting so long and for a long time I have been just not as resilient as 
others. 

 

Working time reduction Working time reduction because 
of patients’ disease/treatment 

She had to reduce working hours, otherwise we would not have been able to care for 
the other two [children]. 

Reduction of 
working time but 
still working 

Working time increase Working time increase because 
of patients’ disease/treatment 

He works even more right now, which is kind of his therapy I think.  

Career change Change in career because of 
patients’ disease/treatment 

He has changed employer during this time. But he actually did not reduce his 
working hours or has done more. He was just seeking new challenges for himself, 
what he would have done anyway. 

 

Other changes Other changes in work life 
because of patients’ 
disease/treatment 

I’m not that tough anymore. I have to save my energy. Therefore, you have to slow 
down a bit with regard to your career. 

 

No changes No changes in work life caused 
by patients’ disease/treatment 

Nothing really has changed, because my wife mostly accompanied [the ill child].  
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category labels category definitions anchor samplesa coding rules 
Influencing factors 

Maternity leave/Parental leave Leave from work to take care 
for newborn or child 

I had been on parental leave with my son when he became sick. My boss actually 
responded well to that so I was able to extend my parental leave somewhat and 
after that I was again working for more than three months until I took another 
parental leave with my newborn daughter. 

 

Support by extended family/friends Support/No support by 
extended family/friends and 
explanatory reasons 

My parents, who are both retired, live really close to us, just around the corner. 
And without them I wouldn’t be able to be back at work again. 

Support/No 
support by 
extended 
family/friends 
with regard to 
parental work life 

Shift work Influence of the working hour 
model of shift work 

Yes, I do shift work. Of course I would rather stay at home on weekends and 
work during the week. But that’s just the way it is. 

 

Progress/Recurrence Progress/Recurrence of 
patients’ disease and its 
influence 

During the first or second recurrence we were still trying to meet our professional 
obligations. We took sick leave and unpaid leave by turns so we were both able to 
maintain our jobs. 

 

Profession as a distraction Using profession as retreat area We both wanted to continue our jobs. Well, because I had to work, just in order to 
see here and there something else than hospitals. 

 

Employer Positive/negative experiences 
regarding employer  

We were really lucky with our employers. They were very supportive and showed 
full understanding and so on. 

 

Influence of rehabilitation measures on 
working life 

Influence of rehabilitation 
measures on working life of 
parents 

I have to admit that this [the rehab] was what helped us to become fully efficient at 
work again. […] I had somewhat the feeling that, no matter what I’m starting, 
there was no motivation to do so. And well, you can’t expect your boss to handle 
this. Due to my possibility to take a four-week timeout, I was able to get on again. 

 

Other influencing factors Other factors influencing work 
life 

That I’m flexible in terms of working hours and workplace. My company said 
“Take as much time as you need”. I was always able to act flexibly. Therefore, I 
could go to the hospital when my wife was there. 

 

Reintegration to working life Adjustments, requirements 
needed for reintegration; 
difficulties/facilitations 
experienced 

And because the rehab was three weeks later, I still wasn’t able to go back to 
work again, which wasn’t too bad in the end. After my rehab, I reentered directly 
with the normal amount of hours. 
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category labels category definitions anchor samplesa coding rules 
Mental state according to current job 
situation 

Feelings and thoughts about 
current job situation 

I can’t complain. The working atmosphere is good. I can work flexibly and, if 
necessary, I’m allowed to stay at home. Which doesn’t happen too often lately, but 
there have been times when I was absent spontaneously or I had to leave earlier 
because of medical appointments quite often. There have never been any problems 
with my boss, which I find quite pleasant. 

 

Financial difficulties Possible financial difficulties 
that occurred during/after 
treatment or already existed 
prior to diagnosis of 
disease/treatment 

Well, most of the time I was actually working in order to pay everything. We had 
to pay off the house and stuff. So I used to start early in the morning, trying to 
work overtime when possible so I could take time off or I took holiday when I 
needed to. 

 

Family life    

Changes in family life caused by 
disease/treatment 

   

Grown together as a family Grown closer as a family, 
become a unit 

Looking back, I would say our family life became even better. We came closer 
together. 

 

Organisation Deal with every-day life, 
difficulties in treating 
patient/siblings  

We had to organise ourselves even more. Who takes care when and for which child, 
who goes to the hospital, who goes to work? Without the support of our social 
network, grandparents, friends and so on we wouldn’t have managed the situation. 

 

Siblings’ relationship Sibling rivalry, alienation, solid 
relationship, looking after 
another 

Not immediately after the diagnosis, but after a few weeks, so let’s say the moment 
we all came back home. After the first three months, after hospital stay and 
radiation, this was like the first time the sibling quarrel occurred. 

There was some rivalry between the boys from time to time because it was all about 
the sick one. But I think overall it has become even closer between the three of 
them. More intense, yes. 

 

New distribution of roles Presence of parents at 
home/work/hospital, “split 
household”, new roles for 
children 

Our son had to grow up from one day to the next and manage things alone and in 
a couple of days, I would say he changed. He started trying to be grown up. It’s 
like the role of the bigger one has ceased to exist and I have to admit that 
sometimes I find myself forgetting that he’s not that old. Because he acts so grown-
up, I tend to forget that he is still a little boy and our older daughter needs much 
more support. 
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category labels category definitions anchor samplesa coding rules 
Less attention to siblings Neglect, unmet needs of 

siblings 

Because well, if our daughter was allowed to come home and he just had a cold or 
something like that, then he had to stay at the grandparents. He was not allowed 
to sleep at home. And that was always hard for him, of course, that he was 
secondary in the end. That she always came first. 

You always can intend not to forget your second child in such situations but it’s 
hard to put into practice, because even if you’re playing with your second child while 
the other child is in hospital, you always have something on your mind. […]  Then 
you hear about other mothers, who are in the same situation. Sitting in bed at 
nighttime crying and don’t know how to fix it. 

 

Shift of priorities Shift of focus, family comes 
first 

Part-time work also makes it easier. Compared to a full-time job, you are more 
often with the family. My family has now become much more important to me.  

I've become more aware of how important he is to me. How important family is. 
How important my relationship is to me. This has become even more intense than 
before. 

I think that the wish for leisure activities had been neglected and we accepted that. 

 

Other changes Other aspects So of course we were often separated in the beginning.  

You always had to be careful that she wouldn't touch anything or that she would 
wash her hands immediately after touching something. You also had to disinfect 
anything that might have been touched by another child. 

 

No changes No changes caused in family life Well, now I can only tell from my perspective. It remained unchanged. So I would 
say, this is how it goes. I mean, it has been at least three years. 

 

Influencing factors on family life    

Support by extended family/friends Support/No support offered by 
extended family/friends and 
explanatory reasons 

My husband had to go to work, I was in the hospital and grandma did everything 
she could to make sure the children were cared for. 

Well, we didn’t receive a lot of support from the grandparents. They live too far 
away to be integrated in our daily routines. And my parents aren’t the youngest 
anymore. It was quite hard for my mum at that time to support us. For her it was 
such a big burden and we couldn’t solve this problem on top so we decided to do our 
own thing. 

Support/No 
support by 
extended 
family/friends 
with regard to 
family life 

Influence of rehab on family life Spending time together as a 
family in rehab 

Rehab was helpful in many ways. Firstly, it was simply a recovery time. But it was 
also a time that we spent together as a family.  

 

Supplementary material BMJ Open

 doi: 10.1136/bmjopen-2019-033730:e033730. 10 2020;BMJ Open, et al. Peikert ML



category labels category definitions anchor samplesa coding rules 
Other influencing factors Other aspects influencing family 

life 

So for us it was definitely very good that the clinic is very close here. We could 
almost always go there by bike and it definitely made the situation easier. And the 
measures or the information we got at the very beginning from the social workers 
there, that helped us as well, that we applied right at the beginning for taxi 
coupons and for the disabled pass and so on. That lifted a burden off our shoulders 
and we did not have to worry about other things additionally. 

 

Reintegration to normalcy in family 
life 

Reintroduction of family life, 
time spend together 

At first we tried to find our way back into normal everyday life. So that my 
husband could work normally and I remained at home with the children, trying to 
remain daily routines. I must honestly admit that it was not easy for me. 

 

Mental state of current family life Thoughts and feelings regarding 
current family situation 

And as I said, we reunited as a family.  

Relationship    

Change in relationship caused by 
disease/treatment 

   

Positive changes in relationship Positive changes occurring in 
relationship caused by 
disease/treatment 

I think our relationship has intensified. Together we have overcome a major crisis. 
This has strengthened our trust in each other and also the bond between us. 

 

Negative changes in relationship    

Little time with each other Little to no time couple can 
spend with each other caused by 
disease/treatment 

Our relationship was in absolute sleep mode during the disease. There simply was 
no time for relationship. 

 

End of relationship/Divorce Ending of relationships, divorce  Yeah, I pulled through with that programme but then there was this huge break-
up. 

 

Dispute/Burden Disputes, arguing happening 
due to disease/treatment and 
the burden involved 

Well, more fighting, more strain.  

Other negative changes Other negative changes caused 
by disease/treatment 

We weren't really husband and wife anymore, we were the caretakers of a sick 
child. And it was practically all about this illness. My wife suffered a lot because of 
it.  
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category labels category definitions anchor samplesa coding rules 
No changes No changes in relationship and 

possible explanatory reasons 

I would say no.  

Influencing factors on relationship    

Relationship prior to diagnosis of 
disease/treatment 

Basis and setting of relationship 
prior to disease/treatment 

Well, we argue a lot more since then, but not everything was alright before that. 
But it’s just like, I’d say the more stress we have, the more we fight. 

Yes, I’d agree to that, that we were actually really close all the time. That it hasn’t 
changed that much. 

 

Spatial segregation Spatial segregation of 
family/couple happening due to 
disease/treatment 

It has been a massive burden and we took turns looking after this child 24/7. So 
we weren’t even husband and wife anymore. We basically saw each other when we 
handed over the child, where we talked about what has happened and so on. So 
when I was at home, my wife was at the hospital and when my wife was at home, I 
was at the hospital. 

 

Risk of infection Actions taken to avoid any 
infection 

And then after this transplant thing and that she got out of this isolated room 
again, it still went on for months […]. We were bound to that day-care hospital 
for many hours during the day. 

 

Parents’ attitude Parents’ attitude towards 
relationship 

And then we told ourselves, well at least two hours a week, it must be possible to 
spend time as a couple. And that worked quite well actually, because then you can 
switch your thoughts. 

 

Children Age/Number of children, 
pregnancy, well-being, attitude 

Yeah, I mean, what I think is really important is the role of the older brother. He 
claimed this sort of normality when he was younger. Well, he held himself back a 
lot, when he noticed that we were exhausted, that his younger brother wasn’t well. 
But as soon as we regained a little energy and time, he asked for attention and 
claimed for normality. And I believe that we owe him so much that we didn’t 
simply focus on illness, the clinic and stuff like this, but also did other things. 

 

Influence of rehab measures on 
relationship 

Spending time together as a 
couple 

It was the first time that somebody else took care of [name of the child], so we had 
time to talk. And they, I think it was one day a week, looked after the children in 
the evening, they had these offers that you could use or you could just go out for 
dinner, do something nearby. That was nice. Then we had more time for ourselves 
again. 

 

Other influencing factors Other aspects influencing 
relationship 

The children are the main focus of course and that is why in general we don’t have 
a lot of time to talk, because they are always there and somehow they don’t want us 

 

Supplementary material BMJ Open

 doi: 10.1136/bmjopen-2019-033730:e033730. 10 2020;BMJ Open, et al. Peikert ML



category labels category definitions anchor samplesa coding rules 
to have a chat. They always want us to stop talking and rather play with them. 
And he works in shifts and that’s, you know, it’s all linked to each other. 

Relationship as a resource Interaction of the couple as well 
as supporting each other  

That was really important for me. It did not make it easier all the time, because 
my partner has not always been the tower of strength, which I needed sometimes. 
Sometimes I myself was the tower of strength, who encouraged the partner. But I 
couldn’t have gone through it by myself. […] I think if you’re on your own it’s 
twice that difficult. 

 

Coping within parents‘ dyad Coping styles of mothers and 
fathers and potential differences 
between parents within one 
dyad 

We are just different in what we need or would need. Well for my wife it’s good to 
do sports and stuff and also having fun with each other. And I’m the one who 
needs to talk with each other. That’s where we’re just different and it made it more 
and more difficult dealing with these different needs or to accept that the other one’s 
just different or needs something else than I do. 

 

Single parents Negative or positive influence 
of being a single parent, coping 
strategies, possible obstacles 

You’re lonely from time to time. Always to have to be self-motivated is kind of 
hard. I suppose it’s easier together. 

 

Mental state of current relationship Thoughts and feelings regarding 
current relationship 

All in all I’d say, something has changed. Even though we retained what is good. 
But [..] it was not like easily “going back to the roots” again, so kind of getting 
back to normality. But actually I think it worked quite well. So I think all in all 
we managed to get back to the point where we were before the illness, maybe 
additionally with the knowledge that we got through that together and we are 
strengthened as a couple for the future. 

 

Social life    

Changes in the social life of the 
parents caused by disease/treatment 

   

Too little time for hobbies Time spend with patient, taking 
care of siblings and therefore 
too little time for hobbies 

But there was no way to even think about having a hobby. There’s no time for that 
at all. So if I pursued a hobby at that time, it was getting some sleep. […] I’ll just 
say, that was the only thing worth striving for. Giving your body a break to regain 
strength. 

 

Focusing on family only Neglecting friendships, focus on 
family 

During the most intense phase we could hardly do it, there was just little time for 
it. But we didn’t claim to have it at that time. We were glad that we managed 
everything else somehow. To be there for our sick son and for the other one and so 
on. And besides that there was work which we managed as well. And after all this 
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category labels category definitions anchor samplesa coding rules 
stuff, still having the time for leisure activities was just not possible, but we accepted 
that. 

So spare time was gone. Everything took place inside the house and in the yard, 
but there was actually no spare time at all. 

Contact to other affected persons Other parents, patients, family 
members met during treatment 
process/rehab/therapy 

[…] where you don’t have to restrict yourself while talking. Well, you can mention 
radiotherapy without shocking others. More like “Ok, well, how was it for you?”. 
That is already a big relief.  

 

Reduction of friendships  Friends turn away or parents 
turns away from friends, 
avoidance 

Yeah, we lost touch with several people and I feel like especially now, after one 
year, with whom we weren’t that close, we did lose sight of each other. And I do 
think that it was coming from both sides. There were definitely people I didn’t feel 
like meeting anymore and I avoided or even broke up the contact. There were also 
a many people who didn’t know how to handle this whole situation at that time 
and withdrew themselves. 

 

Social Isolation/Withdrawal Withdrawal, reducing contact to 
others 

I mean we did spend a lot of time at the hospital, sometimes weeks. Then I had 
very few people with whom I still was in contact. And also the family, I mean sure, 
the siblings and the family still visited us. But we stopped inviting friends over 
because they all had children themselves and that was always difficult because of 
risking an infection which made me panic somehow. Overall it was just really little 
contact. 

 

New friends, closer friends Making new friends at rehab, 
new hobbies, closer friends 

We have fewer friends since then, but deeper and by far less superficial contacts.  

Other changes Other aspects affecting social 
life 

Well, I guess there are different ways of coping with these things and for me it’s 
sports. 

 

No changes No changes to social life, 
explanatory reasons 

I’d say not much has changed. Maybe it even got a little better.  

Influencing factors on social life     

Parents’ attitude Attitude towards social life, 
importance of social contacts 
and hobbies 

So we heard it from others, who isolated themselves. We didn’t do that at all. Well 
it doesn’t work if you have other children. We stayed in contact with others as far 
as possible. They also came to our home. But I think that we already have quite a 
lot of friends because we have tried to continue our hobbies as far as possible. 

 

Supplementary material BMJ Open

 doi: 10.1136/bmjopen-2019-033730:e033730. 10 2020;BMJ Open, et al. Peikert ML



category labels category definitions anchor samplesa coding rules 
Risk of infection Actions taken to avoid any 

infection of oneself and reduce 
risk of infection of patient 

Of course we were very careful and guests had to assure that they were healthy. We 
did not visit anybody. So we tried our best to keep everything away from [name of 
sick daughter] and had strict hygiene standards at home. Everyone who came for a 
visit was immediately sent to the bathroom and had to wash hands and disinfect. 
We were very strict about that. 

 

Support by friends/extended family Support/No support offered by 
extended family/friends and 
explanatory reasons, 
opportunity to talk about 
disease/treatment, taking care 
of siblings 

Our friends were there for us and helped us. They also brought us food because it 
was really hard for me to prepare the meals every day. Many friends helped us.  

Support/No 
support by 
extended 
family/friends 
with regard to 
social life 

Influence of rehab measures on social 
life 

New coping mechanisms, 
recovery from stressful period 
of time, inspiration for new 
activities, regain work-life 
balance 

We also did a lot of sports there. […] They’ve taught us how to integrate for 
example back exercises into daily life. My husband and I still do sports together in 
the evenings, which we learned in rehab. And also our nutrition has changed a lot. 
[…] What I liked so much about rehab was that our mind-set has changed. Yes, 
there are things you can’t change, like this disease. But there are also many things 
that you can change, like healthy eating and exercising. 

 

Others 
 

Other aspects on social life But I still don’t have time to meet people in a great way because it is still the same 
old story. So the work hasn't become less for me. I have work here at home that I 
can do better now, like doing the laundry and cooking food and keeping the 
apartment clean. 

 

Reintegration to social life Seeing friends, going out, 
enjoying life 

We stayed close within the family circle and searched out new contacts and friends 
within our hobby who mostly don’t know about the problem. Because we said that 
it’s our time out there and we don’t want to be asked about the issue there. Because 
sometimes you have a bad day, apart from the problem, but when you’re not 
coming in with the brightest smile then everybody’s looking at you, concerned 
because something might have happened again.  

 

Mental state of current social life  Thoughts and feelings (negative, 
positive, hopeful, avoidance of 
certain topics) on currents social 
life 

And suddenly we had more freedom again. It was strange at first, was nice. We 
fully took advantage of that together. So everything we couldn’t do before, like 
getting ice cream with the kid, and yeah, we made up for what we missed. And we 
still do that. Even after a year now. Our way of living changed. 

 

a Interviews were conducted in German and the quotes were translated into English. 
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