Good afternoon.
I would like to present you our study about “…”. This study was a collaboration of the
University Hospital and the University of Ghent, Belgium.

In fact this study is just a small part of a bigger whole: the MiPedQol study, which is an
acronym for Multi Informant Pediatric Quality of Life Study.
For this study we managed to recrute 210 children, 118 mothers and 67 fathers. The
children – our patient group – could be grouped in a few different chronic conditions: …
For this oral presentation I will focus on TX and not on kidney diaseases. Of course this
would be also very interesting for this congres, but the truth is that we still have to do
the statistical analyses for this group as the recruting phase has just finished a few
weeks ago, wheras the transplant group was finished earlier.
As you all know, the number of children and adolescents with a chronic disease is
increased the last 30 years also caused by a greater survival rate. A great concern of
most professionals working with these patients, is the quality of life, but also factors
influencing this aspect. So we were also very interested in the correlation of QoL and
parental stress, anxiety, depression.

Before zooming in on our specific transplant group, I would like to show you some
results of the MiPedQol study.
As a start, we can take a look at the whole child sample (that is all chronic diseases
grouped together). When we compare our patient group (that’s the red line) with a
healthy sample form Varni (the designer of the famous PedsQL which we used for this
study, remarked by the blue line) we can see that our study group has a significantly
lower quality of life than the healthy sample of Varni on the psychosocial and emotional
health summary scale.

We also asked parents of children and adolescents with chronic diseases to score their
child’s QoL. Again the red line represents our parent reports; the blue line represents the
control group: parents of healthy children.
We can notice that our group gives their children a significantly lower quality of life than
parents of healthy children on all subscales of the PedsQoL: the total score, physical and
psychosocial health summary scale, and also on emotional, social and school
functioning.

I would also like to show you some interesting comparisons between the different
chronic disaeses in this MiPedQol study.
The red interupted line represents the healthy control group of Varni.
Looking at the self reports of the children and their preception of their general QoL, we
remark that the Juvenile Idiopathic Arthritis patients (that’s the light purple line) have
the lowest quality of life, but only the ‘physical scale’ shows a significantly difference
with diabetes, IBD, and Kidney disease.(?????)
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Regarding the parent reports, the kidney (dark blue) and the arthritis patients (light
purple) differ significantly from the diabetes population on the physical domain.(?????)
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Additionally, parents of the transplant patients report a significantly lower quality of life
in their children concerning ‘school functioning’ compared with the IBD patients and the
arthritis patients. The kidney patients have a significanly lower qualtiy of life concerning
‘social functioning’ compared with diabetes patients.

After showing you some results of the MiPedQolstudy which recruted children with
different chronic diseases, I would now like to focus on the subject for this oral speech,
and that is the generic and disease specific Qol in children and adolesencets after
transplantation.
For this part we tried to work with 4 aims and that is:
-To look at the genreal QoL in transplant patients compared with healthy children
-To also look at their QoL specifically related to their chronic condition, for this we had
to follow a linguistic validation process of the PedsQL Transplant Module because we
there was no Dutch version allready made or available at the start of this study.
-We were interested in comparing child reports with parent reports
-And last but not least, we would like to integrate the impact of some Sociodemographic
and parental factors on QoL

All participants were recruted while visiting the policlinics, but only the children from 8
to 11 y.o. were assisted or supervised while filling in the questionnaires to make sure
that everything was well understood. The older children and their parents were asked to
fill in the survey at home, with the program Limesurvey, which makes it possible to fill in
the questionnaires online. People who preferred a paper version (for example because
they didn’t have a computer) could get one without a problem.
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Here you can see the flowchart of the recruitment.
At the start of the study we had 71 patients in treatment after transplantation: 45
liver, …
20 patients were too young (that is under 8 y.o.) or too old (older than 18 y.o.), 1 patient
didn’t have the minimum intellectual capacities, 1 patient didn’t speak Dutch goeed
enough to comprehend the questionnaires and 2 patients lived abroad during the
participation.
From the 47 ptns left over, 13 patients weren’t available and 7 ptns weren’t interested
to participate.
At the end, we had 27 ptns and 25 parents left which gives us a response ratio of more
than 50%.
We were a little bit disappointed to have so little response of the fathers, but this is a
problem also often seen in other studies.
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I give you an overview of the used questionnaires, later on I will dicuss these
questionnaires in detail.

Let’s take a look at the results…
Comorbidities consisted out of 2 reports of allergies, 1 Attention Deficit
Hyperactivity Disorder, 2 Autism Spectrum Disorder, 1 motoric problems,
2 immunity disorder, 4 schoolproblems. The prevalence of ADHD is
comparable with the normal population (around 4%), but the prevalence
of ASS was much higher here (7% against 1% in the normal population).
Of course, we have to be very carefull to make conclusions with a small
sample like ours.
7 out of 27 children needs special education, which is twice as much as in
the normal population.
66% postTX werkloos!!
SES: 3 zr laag, 2 laag, 5 gem, 12 hoog, 1 zr hoog
20 Belg, 2 Duits, 2 Z-Afr, 1 Turks
 Lagere response rate bij lage SES en allochtonen?
Enkel bij vragen:
The 19 in stable relationship/married, 2 divorced, 1 widow, 1 single, 2
newly formed
Education: 7 university degree, 8 higher education, 4 higher secundary
education, 5 lower secondary education, 1 basis education
Occupation: 5 housewives, 2 labourers, 10 clerks, 3 own business, 2 high
ranking function, 3 unemployed

For the PedsQL questionnaires you can see the means of the Child reports on this
graphic.
The first three mean scores represent the PedsQL Core (…); the last score is the PedsQL
Transplant.
The means of our group are comparable with the control transplant group, but both
transplant groups have significanly lower QoL scores on physical and psychoscial
summary scale than the healthy group.
As you can see, we couldn’t compare the transplant group with the healthy group which
is very logical, f.e. you can not ask a healthy child how afraid he or she is to loose the
transplant organ or how difficult it is to explain his or her disaese to somobody.

For the parents we see the same differences, and higher significance levels. Additionally
we see a lower QoL in our transplant group considering the Psychosocial scale.

When comparing self reports with parental reports on the generic QoL questionnaire,
we see that children tend to rate their QoL higher than parents on every subscale, that is
….
(Enkele voorbeelden van vragen tonen???)

Asking questions about the child’s QoL not in general but specifically related to their
transplantation, children also tend to rate their QoL equal or higher than parents in most
domains,
But not in the subscales ‘others’ (these are questions about their social functioning
related to their transplant), ‘worries’, and ‘physical appearance’. It would be intersting to
know why these fields have these opposite results… Maybe parents don’t really have
enough insights about problems their child is coping with or maybe they overestimate
their child’s QoL. It is possible that talking about worries about friends, the future and
physical appearance is a difficult thing to talk about with your parents.
In the next slides I will light out the biggest differences between our informants. The
critrium for a big difference was when it was a difference of at least 30%.

The next slides will show you some sentences (f.e. other people traet me…) and we
always ask the child, ado or their parents wat they think about that. Do you have that
feeling often/always (blue), somteimes (pink) or almost never(fuschia)? In other words:
more fuschia means a better QoL…
So here we see 2 big differences:
- The full 100% of the ado report to never or almost never have the feeling of being
treated differently, wheraes only 40% of the children report to never have this feeling.
So maybe the environment is more protective towards children compared to teenagers?
-When we compare the ado with their parents we can see that the ado are very positive
about this item as they report to never (!) have the feeling of being treated differently,
while 30% of their parents thinks that their child sometimes or often has the feeling of
being treated differently .
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-Up to 80% of the ado never feels different than other teens children but only 40% of
the children never feels different. (and their parents agree!)
-Does this again mean that children feel less self-assured and more different than
teenagers?
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All parents of the children thin that they do not permit their children to do normal
activities other healthy children do. But that is not what their children think (only 70% of
the children think so). Does this mean that children feel more overprotected than
parents think?
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Here I would like to point out the difference between adolescent and their parents. 70%
of the parents of ado think it almost never happens that their child feels not understood
but only 40% of the ado themselves say that it almost never happens. So here the
parents are more optimistic than the ado.

Here we can see the same pattern: 50% of the ado say it is sometimes or often the case
that it is hard to talk about his/her TX, wheras 80% of their parents think this is never
the case.

Now the funniest one ;-), esp in the ado group: 90% of the parents say to never nag
about taking his/her medications, but not even 60% of the teenagers report that their
parents never nag. In the children group we see the same difference but not that
explicit.

If we ask the same question about the doctor instead of the parent we get a similar
difference between ado and their parents: None of the parents say the doctor nags
about medication, but in total 30% of the ado say the doctor sometimes or often nags.

Only 57% of the ado never worries that the doctor wiil find something wrong, while
their parents are more optimistic about the worrying level of their children (90% thinks
their ado never worries about this).
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Here we see a big difference between child and ado: 80% of the children never worries
about needing another transplant, whereas 40% of the adolescents says to never worry
about this. I don’t think this is very surprising as we can assume that the level of
consciousness and realism grows with age.
What is more surprisingly is the difference of 50% between teenagers and their parents:
90% of the parents assume their teenaged child never worries about this!
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We see a similar difference on this item about physical appearance: Over 40% of the ado
says they don’t like other people seeing their scars – otften or always, and 21%
sometimes, while 70% of their parents assume they never (or almost never) bother
about this. With other words: teenagers hate this twice as much as their parents think.
Again we see that the difference between children and their parents is much much
smaller, it is even almost equal.
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But when we look at this item about communication we can see that parents of children
(more than parents of ado) also sometimes overestimate their children: 70% of the
parents think it is never hard for their child to explain his or her transplant to others, but
only 40% of the children - that’s a difference of 30% - never finds it hard to explain their
transplant. Parents have the opinion it is much easier than their children feel it.
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For this last item I would like to point out the difference between child and ado: 50% of
the children sometimes or often finds it hard what the medical staff is telling them
against only 14% of the ado. Please notice that the parents make a quite good
estimation this time. So this is more a warning for us as caregivers, to not make the
mistake of assuming our youngest patients understand everything we want them to
understand.
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If we look at the correlations with other questionnaires like the PedsQL and the sociodemographic questionnaire, we get… which means that
-The more anxiety and despreeive sypmotoms parents have, the lower they perceive the
QoL in their children
-Also we saw a correlation between lower SES and more feelings of A & D
-…

The Pediatric Inventory for Parents (PIP) assesses parenting stress associated with caring
for a child with a chronic illness.
. Frequency and difficulty scores are individually summed. An event may be stressful
because it occurs frequently, or it can be stressful because the parent perceives it as
difficult, or both.
The PIP has 4 subscales (i.e., communication, emotional functioning, medical care, and
role functioning) to help clinicians identify the specific domain(s) in which parents are
experiencing stress.

So here you can see the highest scores are for the subscale ‘emo ftng’, which means that
this is the most stressfull part of being a parent of a child who had a transplant.
Remember that this was f.e. feeling uncentrain about the future and coping with
upsetting news.
Next in line is ‘role funct’, f.e. the challenge of also caring for other family members.
It is remarkable (maybe) to see that the medical care is least stressfull.

Significant negative correlations:
Frequency and intensity of parental illness related stress – parental perception of
Qol in child
Significant positive correlations:
Frequency and intensity of parental illness related stress – parental perception of
child’s amount of problems with treatment regimen, problems with peers, pain
and hurt, communicative issues
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These limations may have a negative influence on the generalizability of the findings.
F.e. external measures would further contribute to the instrument’s construct validity.
Information of non
Bigger sample size would increase generalizability

Intervention groups, f.e. ACT (group)
therapy in adolescents
Parent programs (f.e. in case of higher levels
of depression or anxiety)
Educational support programs
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