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Summary

AIMS OF THE STUDY: Although the 5-year survival for
pediatric cancer in Switzerland today is over 85%, two
thirds of the survivors will develop chronic health condi-
tions due to the disease or to the toxicity of treatments. In
this context, a long-term personalized follow-up program
(LTFU program), was set up at the University Hospitals
of Geneva (HUG) since 2015. We aimed to describe this
program, more particularly the specialized follow-ups set
up, the cumulative burden of the chronic health conditions,
and finally assess the satisfaction of patients and/or their
parents with it.

METH ODS: A monocentric retrospective study was per-
formed where data on follow-ups and chronic health con-
ditions were collected from medical charts of people who
had childhood cancer and who participated in the LTFU
program. Chronic health conditions were classified and
graded in severity with the Common Terminology Criteria
of Adverse Events (CTCAE) classification, version 5.0.
This study was completed by a satisfaction survey among
patients and/or their parents.

RESULTS: Out of 83 eligible patients, 51 (61.4%) ac-
cepted to participate, with an average age of 17.4 years
(range, 10 to 35) at the time of study. Mean delay since
end of treatment was 9.8 years (range: 4.5-31). The
prevalence of any chronic health condition is 82.3%,
43.1% for having 1 or 2 chronic health conditions and
39.2% for having more than 3 chronic health conditions.
The total number of Grade CTCAE 1-4 chronic health
conditions was 118 for the 51 participants, with a mean
of 2.3 (range, 0 to 7) disorders per patient. The most fre-
quently affected systems were neurological (14.4%), mus-
culoskeletal (13.6%), endocrine (9.3%) and renal (9.3%)
systems. Sarcoma, central nervous system tumors and
neuroblastoma were the diagnoses associated with the
highest average number of chronic health conditions.
Among the 118 questionnaires sent to patients and/or par-

ents, we received 82 (69.5%) responses. The level of sat-
isfaction was good to excellent for more than 90% of the
participants, for all the items evaluated.

CONCLUSIONS: Childhood cancer survivors present a
significant number of chronic health conditions, confirming
the need for appropriate long-term, multidisciplinary and
patient-specific medical follow-up based on the primary di-
agnosis and therapies received. Moreover, the LTFU pro-
gram at the HUG was highly appreciated by patients and/
or their parents and this motivates its permanent conduct.

Introduction

The improved management of paediatric cancer and ad-
vancements in oncological treatments has led to the five-
year survival rate currently standing at over 85% [1-3].
These statistics are largely explained by the advancement
in therapeutic and care management compared with the
1960s when less than one third of children with cancer dis-
eases survived 5 years after diagnosis [4, 5]. Due to this
higher survival rate, the number of childhood cancer sur-
vivors reaching adulthood is increasing. In Switzerland, al-
most 5,000 survivors are currently included in the Swiss
Childhood Cancer Registry (personal communication,
September 2020).

However, about two thirds of these childhood cancer sur-
vivors will experience long-term complications from their
cancer treatments, and one third of these complications
will be considered severe [6, 7]. Furthermore, the paedi-
atric cancer survivor population has an eleven times high-
er mortality compared to the general population for at least
30 years after diagnosis [8, 9]. More specifically, Schindler
et al. have identified cardiovascular, respiratory diseases,
and secondary tumours as the three major contributors to
this late mortality [9], while Bhakta et al. noted that car-
diovascular, endocrine, and musculoskeletal diseases were
the three major providers of excess morbidity in this popu-
lation [10]. The rate and pattern of this excess of morbidity
and mortality were highly associated to primary diagnosis
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and cancer treatments as recently reviewed by Erdmann et
al. [11]. These latest findings underline the importance of
setting up a system of long-term, multidisciplinary, struc-
tured and adapted medical follow-up to provide an early
detection and management of later toxicities [12].

In this context, the University Hospitals of Geneva (HUG)
set up a structured and multidisciplinary long-term follow-
up (LTFU) program for childhood cancer survivors in
2015. This program aims to include all patients who had
been treated by chemotherapy and/or radiotherapy as soon
as the oncological follow-up is completed, generally start-
ing from the fifth or sixth year after the end of treatment.
This starts in paediatrics and is then continues in adult on-
cology service from the age of 21 years. The proposed fol-
low-up consists of an annual consultation and the creation
of a specific plan adapted to each patient according to their
medical history. The risk-based surveillance is determined
for each patient, depending on primary diagnosis, compli-
cations presented, and treatments received in accordance
with the Children’s Oncology Group Long-Term Follow-
Up guidelines [13]. Patients who have benefited from an
allogenic hematopoietic stem cell transplant had specific
follow-up carried out by the hematopoietic transplant team
and were therefore not included in this LTFU program.

This study had two components. The first part, the “LTFU
outcome study”, was a quantitative analysis of this cohort
of patients to give an overview of the follow-up procedures
as well as the chronic health conditions (CHCs) presented,
regardless of their origin, whether or not related to the on-
cological disease and its treatments. Then we conducted a
“satisfaction survey” which evaluated the patients and/or
the parents’ satisfaction with the LTFU program.

Methods

Study design and participants

The LTFU study is a monocentric retrospective study. All
patients who were followed for one cancer during child-
hood and who had data at least 5 years after treatment ini-
tiation and who were included in the LTFU program were
eligible. Then, all patients and parents of minors were in-
vited to complete the satisfaction survey. Written consent
was required for participation in the LTFU program, but no
further written consent was required to participate to the
satisfaction survey, which remained anonymous. The study
was approved by the Cantonal Research Ethics Committee
of Geneva (2019-00211).

Medical data sources

Demographic and medical data were extracted from each
patient's computerized medical records. Intensity of treat-
ment (ITR) was rated according to the ITR-3 scale, level 1
being the least intensive treatment and level 4 the most in-
tensive one [14]. The data collected regarding the chronic
health conditions and the follow-up in place were those ob-
tained during last LTFU consultation. General health sta-
tus and daily activities were assessed by the physician in
charge of the patient and used the Karnofsky (>16 years)
and Lansky (<16 years) scales [15, 16].

Swiss Med WKkly. 2022;152:w30153

Classification of medical events

Chronic health conditions have been classified using the
National Cancer Institute Common Terminology Criteria
for Adverse Events (CTCAE) version 5.0 classification
[17]: mild (grade 1), moderate (grade 2), severe or dis-
abling (grade 3), life-threatening (grade 4), or death (grade
5). The grades for each chronic health condition were as-
signed by the physician in charge of patient follow-up.
This is the same doctor for all patients included in our
study. To better describe the chronic health conditions de-
fined by organ damage (organ system), these were grouped
into 48 different condition-specific categories according to
the study by Bhakta et al. [10].

Evaluation of the satisfaction

Three satisfaction questionnaires (available in the PDF
version of this article), with identical question content,
were adapted to the addressees: (1) parents of a minor pa-
tient, (2) minor patient (12—17 years old) and (3) adult pa-
tient (18 years old and over). For patients under 12 years of
age, only the parents received a questionnaire, whereas for
patients between 12 and 17 years of age, 2 questionnaires
were sent (one for the parents and one for the patient). All
questionnaires were completed anonymously.

Statistical analysis

Descriptive statistics were presented by their mean +stan-
dard deviation (SD), median, and interquartile range for
continuous variables, and by their frequencies and relative
percentages for categorical variables. We compared the
characteristics between participants and non-participants
using either Chi-2 or Fischer’s exact tests for categorical
variables and Student or Mann-Whitney tests for continu-
ous variables. When we made comparisons of >2 groups,
we used the appropriate tests, i.e. ANOVA or Kruskal-
Wallis for continuous variables, and Chi-2 or Fischer’s ex-
act tests for categorical variables. In the satisfaction sur-
vey, we explored if there were some differences between
groups of respondents and self-assessment of health status
and psychological health by using ordinal logistic regres-
sion models. Health status and psychological health were
reported on an ordinary scale going from 1 (“I do not
know”) to 6 (“excellent”) and we reported associations
by odds ratios assorted by their 95% confidence intervals
(95% CI), and p-values. All statistical analyses were per-
formed using STATA 16.0 IC software (STATA Corp., Col-
lege Station, TX, USA). All p-values <0.05 (two-sided)
were considered as significant.

Results

LTFU outcome study

Since the creation of the LTFU program in 2015, we ob-
served no deaths. Of 83 eligible patients, 51 (61.4%) ac-
cepted to participate in current study. Participant character-
istics are presented in table 1 and supplementary table S1.
The median age was 17.7 years (range: 10-35) years and
62.8% were male; these characteristics did not differ from
those of non-participants. Treatment exposure is detailed in
supplementary table S2. The period of diagnosis was from
01 November 1986 to 31 August 2014. Mean delay since
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Table 1:

end of treatment was 9.8 years (range: 4.5-31). Overall,
49 patients were treated in the Pediatric Onco-Hematology
Unit of the HUG and 2 patients received treatment abroad.

Fifty (98%) participants had frequency of one visit per
year. Only one patient was followed up once every 2 years
on his/her request. The organ monitoring varied depending
on the treatment received (supplementary table S3). For
example, 92.2% of patients had endocrine and 80.4% had
cardiac monitoring. Concerning the type of specific fol-
low-up plan, 51 (100%) patients had at least one specialist
consultation (other than the LTFU consultation), 39
(76.5%) had regular echocardiography, 22 (43.1%) had a
radiological exam, 11 (21.6%) had a regular audiogram
and 8 (15.7%) performed pulmonary functions. Moreover,
32 (62.7%) patients had additional types of follow-ups.
In total, one patient had on average of 5.3 total specialist
consultations and/or screening tests (SD 2.5, median 5,
range 1 to 12). More specifically, patients had an average
of 2.8 specialist consultations (SD 1.5, median 2, range
1 to 7). The types of follow-ups were different according
to the ITR and primary diagnosis (supplementary figures
S1 and S2). Mean number of total specialist consultations
and/or screening tests differed significantly by diagnosis
(p <0.03). The highest average was 8.0 (SD: 2.5), found
in patients diagnosed with sarcoma. For other diagnoses,
we found an average of 7.5 (SD: 3.5) for neuroblastoma;

Demographics of the participants in the LTFU outcome study.

6.0 for germ cell tumour; 5.8 (SD: 2.1) for CNS tumour;
5.2 (SD: 1.9) for lymphoma; 5.2 (SD: 1.7) for nephroblas-
toma and 3.9 (SD: 1.8) for leukaemia. The only patient di-
agnosed with Langerhans cell histiocytosis had 3 special-
ist consultations and/or screening tests. Mean number of
specialist consultation and/or screening tests did not differ
significantly by ITR (p = 0.14), although there was a trend
towards an increase in the number of consultations and/or
screening tests between ITR 1-2 and ITR 3-4 (ITR 1: 5.2
[SD: 1.7]; ITR 2: 4.6 [SD: 2.2]; ITR 3: 6.1 [SD: 2.7]; ITR
4: 7 [SD: 3.1)).

At last consultation, 16 (31.4%) patients had at least one
somatic complaint and 7 (13.7%) had at least one psy-
chological complaint. Regarding performance evaluation,
46 (90.2%) patients presented a 100% evaluation on the
Karnofsky or Lansky scale, 1 (2.0%) at 90%, 2 (4.0%) at
80% and 2 (4.0%) at 70%. Additionally, 18 (35.3%) pa-
tients received one or more oral medication.

In this study population (n = 51), the prevalence of any
chronic health condition was 82.3%, with 43.1% having
1 or 2 CHCs, and 39.2% having 3 or more CHCs. Cu-
mulative incidence of Grade 1-4 CHCs was 118 for the
51 participants, with a mean of 2.3 (SD 1.9, median 2,
range: 0 to 7) disorders per patient. Of 118 CHCs, grades 1
and 2 represented 86.4% (grade 1: 39.8%; grade 2: 46.6%)
and more severe grades 3 and 4 CHCs represented 13.6%

Participants (n = 51)

Sex

Male (%)

32 (62.8%)

Female (%)

19 (37.3%)

Age at Censor

Mean (SD; median, interquartile range)

17.4 (5.1; 17.7, 14.0-20.9)

Age at diagnosis (years)

Mean (SD)

5.9 (4.0)

Median (interquartile range)

5.0 (0.3-15.9)

Years of survival after diagnosis

4.5to 10 years

24 (47.1%)

10 to 15 years

14 (27.5%)

15 to 20 years

10 (19.6%)

20 to 25 years 2 (3.9%)
25 to 30 years 0 (0%)
> 30 years 1(2.0%)
Treatment era of the primary diagnosis Before 1990 1(2.0%)
1991-2000 5(9.8%)
2001-2010 32 (62.8%)
2011-2015 13 (25.5%)
Primary cancer diagnosis Leukaemia 17 (33.3%)
Lymphoma 9 (17.7%)
Neuroblastoma 6 (11.8%)
Nephroblastoma 6 (11.8%)
Sarcoma 5(9.8%)
CNS tumour 6 (11.8%)
Germ cell tumour 1(2.0%)
Langerhans cell histiocytosis 1(2.0%)
Extension (all diagnoses except leukaemia; n = 34) Localized 26 (76.5%)
Metastatic 8 (23.5%)
CNS stage (leukaemia; n = 17) CNS 1 8 (47.1%)
CNS 2 8 (47.1%)
CNS 3 1(5.9%)
Recurrence and secondary tumour Recurrence* 5(9.8%)
Secondary tumour** 2 (3.9%)

Neither

44 (86.3%)

* Two patients with optic pathway gliomas, 1 with gonadal yolk sac tumour and 1 with Hodgkin lymphoma had one recurrence; one patient with osteosarcoma had 3 recurrences.

** One Ewing sarcoma after osteosarcoma and one aneurysmal bone cyst after rhabdomyosarcoma.
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(grade 3: 12.7%; grade 4: 0.9%). The prevalence of having
one or more CHCs of grade 3 or 4 was 25.5 %. The
most frequently affected systems were neurological system
(14.4%), musculoskeletal system (13.6%), endocrine sys-
tem (9.3%) and renal system (9.3%) (table 2). The mean
numbers of CHCs differed significantly by diagnosis (p
<0.004). The extremes were represented by an average
of 4.2 (SD: 1.6, median: 5) CHCs for patients diagnosed
with sarcoma versus 1 CHC for the patient diagnosed with
Langerhans cell histiocytosis. For the other diagnostics, the
average number of CHCs were the following: leukaemia
1.1 (SD: 1.3, median: 1); lymphoma 2.0 (SD: 2.1, median:
1); neuroblastoma 3.3 (SD: 1.4, median: 3); nephroblas-
toma 2.3 (SD: 1.0, median: 2); germ cell tumour 3 (me-
dian: 3); CNS tumour 3.8 (SD: 2.2, median 4). The mean
number of CHCs presented was not significantly different
between the exposed vs non exposed groups with relation
to alkylating agents, anthracycline, and radiation. There
was a trend for an increasing mean number of CHCs be-
tween the ITR 1-2 (mean 1.9; SD: 1.6) and ITR 34 (mean
3.0; SD: 2.1) groups (p = 0.051).

To have a better clinical description, chronic health condi-
tions were grouped into condition-specific categories. The
numbers of each specific condition are presented in fig-
ure 1. Their respective breakdown into grades 1-4 CTCAE
is detailed in supplementary table S4. Of the 118 reported
chronic health conditions, the most frequent specific con-
ditions are kidney injury (7.6%), peripheral musculoskele-
tal disorder (6.8%), hearing loss (5.9%) and hypogonadism
(5.1%). The chronic health condition specific conditions
differed according to the diagnosis, for example 67% of
patients cured of a neuroblastoma had hearing loss, 50%
of patients with nephroblastoma had kidney injury, 60% of
patients with sarcoma had peripheral musculoskeletal dis-
order and 83% of patients with CNS tumour had a CNS
disorder (supplementary figures S3—S10).

Satisfaction survey

Out of 118 questionnaires sent to 83 patients, we received
in return a total of 82 (69.5%): 32 out of 35 (91.4%) from
adult patients, 19 out of 35 (54.3%) from patients aged be-

tween 12 and 17 years, 19 out of 35 (54.3%) from parents
of patients aged between 12 and 17 years, and 12 out of
13 (92.3%) from parents of patients under 12 years. There
was no significant difference between responding patients
(n = 51) and non-participants (n = 32) in terms of gender,
nor in terms of age groups (data not shown).

Overall health and psychological state of the patients were
rated by patients or their parents as good, very good or ex-
cellent, at respectively >95% and >90% (figure 2). Over-
all, self-assessment of health status and psychological state
did not differ significantly among the groups of respon-
dents (patients over the age of majority/children, parents
<12 years/12—17 years) after adjustment for the duration
of the off-treatment period (p = 0.084 and p = 0.110 re-
spectively). The number of years since the end of treatment
was significantly associated with the self-assessment of the
psychological state of patients: patients reported an im-
provement of their psychological state over the years (p =
0.017); but not with a better self-assessment of their health
status (supplementary tables S5 and S6).

Figure 3 shows the level of satisfaction with different as-
pects of the LTFU program. The level of satisfaction was
rated good to excellent for more than 90% of the par-
ticipants for all the different aspects. Overall, all patients
ranked their general satisfaction level regarding the LTFU
program as good, very good or excellent (figure 4).

Amongst respondents, 97.6% of patients and/or parents
found it is very reassuring (70.4%) or reassuring (27.2%)
to benefit from this type of follow-up (2.5% did not know),
with no significant difference among the groups of respon-
dents (p = 0.103). Moreover, 87.6% of patients considered
that these controls did not generate any stress at all (53.8%)
or not particularly (33.8%), while 10% found that it gen-
erated quite (5.0%) or a little (5.0%) stress (2.5% did not
know), without significant difference among the groups (p
=0.160).

A majority of patients and/or parents were satisfied with
the frequency of follow-up as once per year (82.5% yes,
15% no and 2.5% don't know). In cases who reported some
dissatisfaction, 12—17 year old patients would opt more
for a follow-up every 2 years while parents of children

Table 2:

Number of chronic health conditions by organ system according to the CTCAE grade scale.

Organ system Grade 1 Grade 2 Grade 3 Grade 4 Total (%)
Auditory system 3 2 2 0 7 (5.9)
Cardiovascular system 2 1 0 0 3(2.5)
Congenital, familial and genetic system 0 1 0 0 1(0.8)
Endocrine system 2 7 2 0 11(9.3)
Gastrointestinal system 1 4 0 0 5(4.2)
General disorder 2 0 0 0 2(1.7)
Haematology system 2 1 0 0 3(2.5)
Immunology and infection system 0 1 0 0 1(0.8)
Musculoskeletal system 8 6 2 0 16 (13.6)
Neurology system 10 3 3 1 17 (14.4)
Others 6 8 3 0 17 (14.4)
Psychiatric disorder 0 3 0 0 3(2.5)
Renal system 10 1 0 0 11 (9.3)
Reproductive system 1 5 0 0 6 (5.1)
Respiratory system 0 8 1 0 9(7.6)
Second neoplasm 0 3 2 0 5(4.2)
Skin 0 1 0 0 1(0.8)
Total 47 55 15 1 118 (100)
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would opt more for a closer follow-up (two or more times
per year), however the difference between the groups was
not significant (p = 0.078). Regarding the hospital setting,
91.3% of patients and/or parents were satisfied that the
consultation took place there (1 patient would like a fol-
low-up in a non-hospital setting and 6 responded ‘do not
know’). When asked for how many years the patients and/
or parents plan to continue this follow-up, only 21.3% an-
swered for a lifetime (13.8% for 10-20 years, 13.8% for
6-10 years, 8.8% for 1-5 years and 42.5% do not know).
The difference was significant among the 4 groups (p =
0.011). In particular, the parents of children <12 years of
age were most likely (63.6%) to desire lifetime follow-up
(vs. 21.9% of adult patients, 11.1% of 12—17 years old pa-
tients and 5.3% of parents of children aged 12—17 years).

A very large majority of patients and/or parents (96.7%)
would have recommended the LTFU program.

Swiss Med WKkly. 2022;152:w30153

Discussion

Since the 1970s, advances in oncological treatments and in
the management of paediatric cancer patients have led to
an increase survival rate, especially in developed countries.
Nevertheless, this improved survival comes at the expense
of later toxicities. The latter trend to increase with age de-
pends on the primary tumour and its treatment.

This study, to our knowledge, is the first in Switzerland
to describe this population with reference to high risk of
complications, the type of follow-up implemented and the
prevalence of chronic health conditions, whether or not
they were treatment related. As the LTFU program has on-
ly been in place since 2015, the duration of monitoring is
therefore short, and the patients are young. Since 2015, no
patient in this cohort has died. However, the causes of later
mortality of survivors have already been studied; notably
in Switzerland, Schindler et al. reported that survivors of
childhood cancer have 11 times higher mortality than ex-
pected for at least 30 years after diagnosis, mainly due to

Figure 1: Total number of chronic health conditions detected for each specific condition (n = 118).
Vaso vagal reaction 1
Thyroid disorders | |2
Spine disorder | 3
Soft tissue infection J1
Secondary benign condition |1
Secondary and recurrent malignancies T |3
Respiratory parenchymal disease 1
Psychiatric disorder 5
Peripheral nervous system disorder 5
Peripheral muskuloskeletal disorder |8
Oculomotricity disorder 1
Obesity/underweight 5
Nervous system disorder | |1
Neoplasms benign | |2
Muskoskeletal deformity |2
Multiple allergies 1
Movementdisorders [ |!
Mixed nervous system disorder I 2
Metabolism and nutrition disorder |2
Limb length discrepancy 11
Kidney injury I 9
loint disease |1
Inflammatory disorders 2
Hypogonadism |6
Hematologic disorders 1 E
Hearing loss 7
Headaches 1
General disorders and administration | |1
Functional pulmonary deficit I | |3
Fatigue |1
Essential hypertension/dyslipidemia |1
Epistaxis, chronic/recurrent 1
Endocrine disorder 1
Dental caries |2
Congenital, familial and genetic disorder |3
Conditions affecting the pituitary 4
Cognitive disorder 4
Chronic kidney disease ]2
Chestpain | |1
Central nervous system disorder I |s
Cardiovascular dysfonction |1
Breast pain 1
Asthma | ]2
Arythmia l1
Anxiety 1
Amputation 1
Alopecie 1
Allergic rhinitis 4
Abdominal pain 1
0 1 2 3 4 5 6 7 8 9 10
Number of CHC
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respiratory and cardiovascular diseases and secondary tu-
mours [9].

Several studies have been carried out concerning the long-
term complications in this population, often reporting re-
sults from very large cohort of childhood cancer [10, 18,
19]. Bhakta et al., described the cumulative burden of
curative cancer therapy in the St Jude Lifetime Cohort
(SJLIFE) including 5,522 childhood cancer survivors (me-
dian age: 33.8 years) who survived at least 10 years by
grading chronic health conditions with the CTCAE clas-
sification [10]. They reported a higher cumulative preva-
lence of chronic health conditions in the survivor pop-
ulation with an average of 7 additional chronic health
conditions (2 of which are graded between 3 and 5) per in-
dividual compared to the general population at age of 45
years. At this age, the surviving population thus present-
ed twice the burden of disease compared with the general

population, a difference certainly attributable to the late ef-
fects of oncological treatments. Specifically, the surviving
population at age 50 had an average of 17.1 chronic health
conditions, of which 4.7 are graded 3 to 5. In particular,
the major contributors to this excess of complications were
secondary tumours, spinal disorders and lung diseases. In
their study, CNS tumour was associated with the high-
est cumulative burden of chronic health conditions (24.2),
while germ cell tumour was associated with the lowest
rate (14.0) [10]. Similarly, Hudson et al. found a very high
prevalence of chronic health conditions in their childhood
cancer survivor cohort (median age: 32 years), with 95.5%
of patients having 1 or more CHC at age 45, of which
80.5% were serious or life-threatening conditions [20]. Re-
cently, Suh et al. compared results of survivors aged less
than 15 years at diagnosis to early-adolescent and young
adult (AYA) survivors and siblings. While both groups of
survivors show higher risk of CHC and mortality com-

Overall state of health

Overall state of health (patients)

Overall state of health (parents)

Psychological state since the cancer

Psychological state since the cancer {patients)

Psychelogical state since the cancer (parents)

0% 10% 20%

Figure 2: Perception of patient health and psychological status by the patient and/or by parents.

30% 40% 50% 60% 70% 80% 90% 100%

M Excellent ®Very good

percentage of answers

Good Mediocre H Poor | don't know

Organization of the consultation

Availability of the health professionals involved

Satisfaction with explanations received - cancer and
treatment

Quality of explanations received - complications

Figure 3: Degree of satisfaction of the LTFU program. Evaluation of the degree of satisfaction concerning the LTFU program.
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pared to siblings, a greater incidence of any grade CHC
(grade 1-5) and severe CHC (grade 3-5) by age 45 years
were found in childhood survivors compared to AYA sur-
vivors (87.1% [95% CI 84.0-90.0] vs 73.0% [70.1-75.6]
and 56.3% [52.0-60.3] vs 39.4% [36.9-42.0], respective-
ly) [19]. The early mortality was also found higher in
younger patients at diagnosis (SMR 6.8 [95% CI 6.2-7.4]
vs 4.8 [4.4-5.1]). These results which confirm findings of
other previous studies suggest that younger patients are
more vulnerable to the treatment toxicity.

In our study, the distribution of diagnoses is quite similar
to that of the St Jude Lifetime cohort studied by Bhakta
and Hudson [10, 20]. However, our population is younger
compared to both studies. On average, our patients have
been followed for 9.8 years since the end of treatment. In
contrast, the average follow-up is 25.6 years in the study of
Hudson et al. [20]. These remarks limit the comparison of
the cumulative incidence of chronic health conditions ob-
tained, the number of CHC increasing with age [9]. Never-
theless, we obtained a higher cumulative incidence of any
CHC in comparison to the study of Philips et al. who re-
ported a prevalence of all grades chronic health conditions
of 66% in survivors currently aged 5-19 years [21], and
a prevalence of having any grade 3—4 CHC similar to the
one reported by Gibson et al. (approximately 22% after 15
years) [22].

The chronic health conditions found in this study partly
overlap with those reported in the SJLIFE cohort which
mainly belong to the cardiovascular, endocrine, neurolog-
ical, musculoskeletal, and respiratory categories [10]. In-
terestingly, we found that only 2.5% of the chronic health
conditions were cardiovascular, whereas they are most
common, with an incidence at age 50 years of 93.2%, in
the study by Bhakta et al. [10]. This difference is mainly
explained by the difference in age and by the short follow-
up of our population, compared to the number of years re-
quired for a cardiovascular disorder to be expressed. Al-
most 10% of the specific conditions detected are endocrine
in nature and 5% are hypogonadism. The issue of hypog-
onadism is important to note because it often impacts the
future quality of life [23] and should prompt practitioners
to discuss fertility preservation options prior to gonadotox-

Swiss Med Wkly. 2022;152:w30153

ic oncologic treatment. Radiotherapy is largely recognized
as the cause of many late complications. Certainly because
of the small number of patients and short follow-up peri-
od, we do not find a significant difference in mean num-
ber of chronic health conditions between exposed and un-
exposed groups. The three diagnoses associated with the
highest mean number of chronic health conditions are sar-
comas, CNS tumour, and neuroblastoma, which are among
the diseases that are most followed. We also note a clear
trend towards an increase in the number of CHC with the
increase of treatment intensity. Finally, our data demon-
strates the heterogeneity of the paediatric cancer survivor
population in terms of the complications presented and the
different follow-ups required. This is in line with the find-
ings of Bhakta et al., which underline the complexity of the
management of these patients [10].

The results of the survey show that a large majority of pa-
tients and/or their parents rate their health and mental state
as excellent and very good. Michel et al. also reports that
the majority of childhood cancer survivors in Switzerland
describe a low rate of psychological distress, but neverthe-
less reports that 25% (compared to 10% in the general pop-
ulation) suffer from psychological distress to a higher de-
gree [24]. They conclude that survivors either have a very
low degree of psychological distress or, in contrast, a very
high degree [24]. Interestingly, in our cohort, we found a
tendency to report better health status and psychological
state over the years.

All respondents are generally very satisfied with the LTFU
program. One important finding is that this regular screen-
ing does not cause stress and is even perceived as reassur-
ing. It should be noted that only one out five patients plan
to maintain this follow-up for life, while almost half of all
patients declare that they do not know how long to con-
tinue the screening. A very large number of participants
rate the quality of communication about complications of
treatment as excellent or very good. This finding under-
lines the importance of communication between the med-
ical team, in particular the oncologist, and the patient, es-
pecially when explaining the delay in the onset of certain
complications and justifying regular follow-ups for life.

100%
90%
80%
70%
60%
50%
40%
30%
20%

10%

18,8 22,2

0%
Major patients (n=32)

M Excellent m Very good

Figure 4: Degree of satisfaction of the LTFU program; evaluation of the satisfaction level concerning the LTFU program by group (major pa-
tients [n = 32]; patients 12—17 years old [n = 18]; parents <12 years old [n = 12]; parents 12-17 years [n = 19]).

Patients 12-17 years old (n=18) Parents < 12 years old (n=12) Parents 12-17 years old (n=19)

10,5
- I

Good Mediocre m Poor

Swiss Medical Weekly - PDF of the online version - www.smw.ch

Page 7 of 19

Published under the copyright license “Attribution-NonCommercial-ShareAlike 4.0 International (CC BY-NC-SA 4.0)".

No commercial reuse without permission. See https://smw.ch/permissions



Original article
_______________________________________________________________________________________________________________________|

Our study had several limitations. First, we deplored a
small number of patients in comparison to other studies.
Moreover, we did not have sufficient delay since the im-
plementation of the LTFU program is more recent than the
programs assessed in previous studies. This probably im-

Swiss Med WKkly. 2022;152:w30153
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Appendix

Table S1:
Mean follow-up time since diagnosis for each disease group.

Questionnaires

The questionnaires are available in the PDF version of the

article.

Mean follow-up time in years (+SD, median)

Leukaemia (n = 17)

8.9 (3.4, 8)

Lymphoma (n = 9)

8.7 (£3.6, 7)

Neuroblastoma (n = 6)

15.0 (¢8.9, 12)

Nephroblastoma (n = 6)

11.5 (¥4.4, 10.5)

Sarcoma (n = 5) 8.6 (4.2, 8)
CNS tumour (n = 6) 8.8 (¢5.3,7)
Germ cell tumour (n = 1) 9.0
Langerhans cell histiocytosis (n = 1) 5.0
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Table S2:
Treatment exposures of the participants in the LTFU outcome study.
Participants (n = 51)
Treatments Chemotherapy only 22 (43.1%)
Chemotherapy and radiation 9 (17.7%)
Chemotherapy and surgery 12 (23.5%)
Chemotherapy, radiation, and surgery 8 (15.7%)
Radiation only 0 (0%)
Surgery only 0 (0%)
Radiation and surgery 0 (0%)
Intensity of treatment rating 1 6 (11.8%)
2 25 (49.0%)
3 14 (27.5%)
4 6 (11.8%)
Anthracycline dose (mg/m?) None 12 (23.5%)
1-249 mg/m? 27 (52.9%)
2250 mg/m? 12 (23.5%)
Alkylating agents (cyclophosphamide equivalent dose [mg/m?]) No 15 (29.4%)
<5'000 mg/m? 21 (41.2%)
5'000-10°000 mg/m? 5(9.8%)
>10’°000 mg/m? 10 (19.6%)
Platinum agents No 33 (64.7%)
Yes 18 (35.3%)
Bleomycin No 47 (92.2%)
Yes 4 (7.8%)
Cytarabine No 28 (54.9%)
Yes 23 (45.1%)
Antimetabolites No 34 (66.7%)
Yes 17 (33.3%)
Other chemotherapeutical treatment No 25 (49.0%)
Yes 26 (51.0%)
Radiation No 34 (66.7%)
Yes 17 (33.3%)
— conventional 15 (29.4%)
— proton therapy 2 (3.9%)
Surgery (tumoral resection) No 31 (60.8%)
Yes 20 (39.2%)
Autologous transplantation No 46 (90.2%)
Yes 5(9.8%)
Immunotherapy No 49 (96.1%)
Yes 2 (3.9%)
Steroids No 27 (52.9%)
Yes 24 (47.1%)
Methotrexate No 28 (54.9%)
Yes 23 (45.1%)
Epipodophyllotoxins No 25 (49.0%)
Yes 26 (51.0%)
Plants alkaloids No 8 (15.7%)
Yes 43 (84.3%)
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Original article

Swiss Med Wkly. 2022;152:w30153

Table S3:
Specific follow-up.

Participants (n = 51)

Endocrinological

47 (92.2%)

Cardiological 41 (80.4%)
Nephrological 14 (27.5%)
Otolaryngological 12 (23.5%)
Orthopaedical 12 (23.5%)

Psychological

11 (21.6%)

Pneumological

11 (21.6%)

Dermatological 9 (17.6%)
Ophthalmological 6 (11.8%)
Neurological 5(9.8%)
Oncological 5(9.8%)
Dental 4 (7.8%)
Gastroenterological 4 (7.8%)
Maxillofacial 3 (5.9%)
Gynaecological 2 (3.9%)
Allergological 1(1.9%)
Haematological 1(1.9%)
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Original article

Swiss Med Wkly. 2022;152:w30153

Table S4:
Number of each type of chronic health condition specific condition according to the CTCAE grade scale.
Chronic health condition CTCAE Grade Scale

1 2 3 4 Total (%)
Abdominal pain 1 0 0 0 1(0.9)
Allergic rhinitis 0 4 0 0 4(3.4)
Alopecia 0 1 0 0 1(0.9)
Amputation 0 0 1 0 1(0.9)
Anxiety 0 1 0 0 1(0.9)
Arrythmia 1 0 0 0 1(0.9)
Asthma 0 2 0 0 2(1.7)
Breast pain 1 0 0 0 1(0.9)
Cardiovascular dysfunction 1 0 0 0 1(0.9)
Central nervous system disorder 3 0 1 1 5(4.2)
Chest pain 1 0 0 0 1(0.9)
Chronic kidney disease 1 0 0 0 1(0.9)
Cognitive disorder 1 2 1 0 4(3.4)
Conditions affecting the pituitary 0 4 0 0 4(3.4)
Congenital, familial and genetic disorder 1 1 1 0 3(2.5)
Dental caries 0 2 0 0 2(1.7)
Endocrine disorder 1 0 0 0 1(0.9)
Epistaxis, chronic/recurrent 0 1 0 0 1(0.9)
Essential hypertension/dyslipidaemia 0 1 0 0 1(0.9)
Fatigue 1 0 0 0 1(0.9)
Functional pulmonary deficit 0 2 1 0 3(2.5)
General disorders and administration 1 0 0 0 1(0.9)
Headaches 0 1 0 0 1(0.9)
Hearing loss 3 2 2 0 7 (5.9)
Hematologic disorders 2 1 0 0 3(2.5)
Hypogonadism 1 5 0 0 6(5.1)
Inflammatory disorders 0 2 0 0 2(1.7)
Joint disease 0 0 1 0 1(0.9)
Kidney injury 9 0 0 0 9(7.6)
Limb length discrepancy 1 0 0 0 1(0.9)
Metabolism and nutrition disorder 0 2 0 0 2(1.7)
Mixed nervous system disorder 2 0 0 0 2(1.7)
Movement disorders 1 0 0 0 1(0.9)
Multiple allergies 0 0 1 0 1(0.9)
Musculoskeletal deformity 1 1 0 0 2(1.7)
Neoplasms benign 0 2 0 0 2(1.7)
Nervous system disorder 0 1 0 0 1(0.9)
Obesity/underweight 1 2 2 0 5(4.2)
Oculomotricity disorder 0 0 1 0 1(0.9)
Peripheral musculoskeletal disorder 3 5 0 0 8(6.8)
Peripheral nervous system disorder 3 2 0 0 5(4.2)
Psychiatric disorder 2 3 0 0 5(4.2)
Respiratory parenchymal disease 0 1 0 0 1(0.9)
Secondary and recurrent malignancies 0 1 2 0 3(2.5)
Secondary benign condition 0 1 0 0 1(0.9)
Soft tissue infection 0 1 0 0 1(0.9)
Spine disorder 3 0 0 0 3(2.5)
Thyroid disorders 1 1 0 0 2(1.7)
Vaso vagal reaction 0 0 1 0 1(0.9)
Total 47 55 15 1 118 (100%)
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I

Table S5:
Self-assessment of health status.
Variables Odds ratio IC 95% P Value
Group of participants (p = 0.084) Major patients 1.0 - -
Minor patients 2.3 0.7-7.0 0.160
Parents of <12 year olds 3.6 0.9-14.3 0.070
Parents of 12-17 year olds 3.8 1.2-11.8 0.021
Number of years since the EOT (p = 0.132) 5 years 1.0 - -
6-10 years 2.9 1.0-8.4 0.053
11-15 years 1.1 0.3-34 0.902
16 years and more 3.3 0.7-16.3 0.140
EOT: End of treatment
Table S6:
Psychological self-assessment.
Variables Odds ratio IC 95% Valeur p
Group of participants (p = 0.110) Major Patients 1.0 - -
Minor Patients 4.0 1.3-12.7 0.020
Parents of <12 year olds 0.6 0.2-2.1 0.395
Parents of 12—17 year olds 2.2 0.8-6.3 0.152
Number of years since the EOT (p = 0.026) 5 years 1.0 - -
6-10 years 3.7 1.3-10.9 0.017
11-15 years 1.5 0.5-4.9 0.484
16 years and more 1.8 0.4-7.2 0.418
EOT: End of treatment
Figure S1: Types of follow-up according to the ITR.
Types of follow-up according to the ITR
0 20 40 60 80 100 120
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Figure S2: Types of follow-up according to the diagnosis.
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Figure S3: Distribution of chronic health conditions for each diagnosis; Langerhans cell histiocytosis.
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Figure S4: Distribution of chronic health conditions for each diagnosis; leukemia.
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Figure S5: Distribution of chronic health conditions for each diagnosis; lymphoma.
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Figure S6: Distribution of chronic health conditions for each diagnosis; neuroblastoma.
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Figure S7: Distribution of chronic health conditions for each diagnosis; nephroblastoma.
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Figure S8: Distribution of chronic health conditions for each diagnosis; sarcoma.
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Figure S9: Distribution of chronic health conditions for each diagnosis; CNS tumor.
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Figure S$10: Distribution of chronic health conditions for each diagnosis; germinal cell tumor.
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UNIVERSITE

Hopitaux >
Universitaires DE GENEVE
Genéve FACULTE DE MEDECINE

Programme de suivi a long terme des HUG

Questionnaire de satisfaction pour les patients adultes

Pour chaque question, cochez la réponse correspondante (X), ou précisez votre réponse dans la partie «
autre » si aucun des choix ne correspond. Merci de ne cocher qu’une case.
Ce questionnaire est anonyme.

Partie 1 : Questions générales

1. Quel est votre age? ans
2. Sexe?:

- Femme [

- Homme 0O

3. Quelle est votre situation actuelle ?

- Enétude Ul
- Employé ]
- Indépendant ]
- Alarecherche d’emploi ]
- Al (assurance invalidité) O

Autre

4. Suite de la question 3, quel est votre taux d’activité ?
- Activité a plein temps L]
- Activité a temps partiel, a %

5. Quel niveau d’étude avez-vous atteint ?:

- Ecole primaire

- Cycle d’orientation

- Secondaire (college, ECG, école de commerce)
- Tertiaire (Université, Hautes écoles, etc)

- Apprentissage

- Autre

oogoogo
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Partie 2 : Comment allez-vous ?

1. Globalement, comment percevez-vous votre état de santé ?
- Excellent

- Trés bon

- Bon

- Médiocre

- Mauvais

- Jenesais pas

ogoogooo

2. Parrapport ala méme période il y a 1 an, comment trouvez-vous votre état de santé ?
- Bien meilleur

- Meilleur

- Identique

- Un peu moins bon

- Nettement moins bon
- Jenesais pas

gogoogoo

3. Comment percevez-vous votre état psychologique depuis votre cancer ?
- Excellent

- Trés bon

- Bon

- Médiocre

- Mauvais

- Jene sais pas

ooogoo

Partie 3 : Quelle est votre satisfaction par rapport au programme de suivi a long terme ?

1. Depuis combien d’années avez-vous terminé votre traitement contre le cancer ?

- 5ans ] 14 ans O
- 6ans ] 15 ans ]
- 7ans O 16 ans O
- 8ans ] 17 ans ]
- 9ans O 18 ans ]
- 10ans Ul 19 ans L]
- 1lans O 20 ans ]
- 12ans Ul plus de 20 ans L]
- 13ans O

2. Quelle est votre degré de satisfaction générale concernant le programme de suivi a long terme ?
- Excellente

- Trés bonne

- Bonne

- Médiocre

- Mauvaise

- Jenesais pas

oogoood

Page 2



4,

Trouvez-vous rassurant de pouvoir bénéficier de ce type de suivi apres votre cancer ?
Tres rassurant

Rassurant

Pas rassurant
Absolument pas rassurant
Je ne sais pas

oogogo

Est-ce que le fait de participer a ce programme de suivi a long terme engendre un état de stress

chez vous ?

6.

Oui, tout a fait

Oui, un peu

Pas particulierement
Pas du tout

Je ne sais pas

oogoogo

Comment trouvez-vous I’organisation de la consultation de maniére générale ?
Excellente
Tres bonne
Bonne
Médiocre
Mauvaise

Je ne sais pas

Ooooooo

Comment qualifieriez-vous la disponibilité des professionnels de la santé (médecins, infirmiéres,

etc.) lors de la consultation ?

Excellente
Tres bonne
Bonne
Médiocre
Mauvaise

Je ne sais pas

oooooo

Comment définiriez-vous la qualité de votre relation avec le médecin qui vous suit ?
Excellente
Trés bonne
Bonne
Médiocre
Mauvaise

Je ne sais pas

Oooggdg
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8.

Comment qualifieriez-vous votre satisfaction concernant les explications regues au sujet du

cancer que vous avez présenté et des traitements que vous avez regus ?

9.

complications que vous pourriez présenter a la suite du cancer et/ou des traitements regus ?

10.

Excellente
Tres bonne
Bonne
Médiocre
Mauvaise

Je ne sais pas

Ooooooo

Comment estimeriez-vous la qualité des explications recues au sujet d’éventuelles

Excellente
Tres bonne
Bonne
Médiocre
Mauvaise

Je ne sais pas

ogooooo

Au cours de la consultation, comment jugeriez-vous la qualité des réponses des professionnels

de la santé a vos questions ?

Si non, ou auriez-vous préféré qu’elle se déroule ?

Excellente
Tres bonne
Bonne
Médiocre
Mauvaise

Je ne sais pas

Ooogooo

Etes-vous satisfaits de la fréquence de la consultation de suivi (1x/année) ?

Oui O
Non ]
Je ne sais pas ]

Si non, a quelle fréquence souhaiteriez-vous avoir cette consultation de suivi ?
Plus de 2 fois par an

2 fois par an

1 fois tous les 2 ans

Moins qu’une fois tous les 2 ans
Je ne sais pas

Ooogg

Etes-vous satisfait que la consultation s’effectue en milieu hospitalier (aux HUG) ?
Oui O
Non ]
Je ne sais pas O

Page 4



14. Combien de temps envisagez-vous de maintenir ce suivi ?
- lab5ans

- 6al0ans

- 10a20ans

- Toute mavie
- Jenesais pas

ogoggo

15. Recommanderiez-vous ce programme de suivi a long terme a d’autres patients ?
- Oui O
- Non ]
- Je nesais pas O
Si non, pour quelle(s) raison(s)

16. Avez-vous des suggestions d’amélioration et/ou des commentaires a nous transmettre ?

Nous vous remercions tres sincerement pour votre participation.

Geneve, le 28.1.19

Mme Shai Babecoff
MmeFlorence Mermillod
Dre F. Gumy Pause
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UNIVERSITE

Hopitaux >
Universitaires DE GENEVE
Genéve FACULTE DE MEDECINE

Programme de suivi a long terme des HUG

Questionnaire de satisfaction pour les parents

Pour chaque question, cochez la réponse correspondante (X), ou précisez votre réponse dans la partie «
autre » si aucun des choix ne correspond. Merci de ne cocher qu’une case.
Ce questionnaire est anonyme.

Partie 1 : Questions générales

1. Quel est I’age de votre enfant ? ans

2. Quel est son sexe ?:
- Femme [
- Homme [

3. Quelle est sa situation actuelle ?
- En étude ou formation

- Employé

- Autre

OO

4. Suite de la question 3, quel est son taux d’activité ?
- Activité a plein temps ]
- Activité a temps partiel, a %

5. Quel niveau d’étude a-t-il/elle atteint ?:

- Ecole primaire

- Cycle d’orientation

- Secondaire (college, ECG, école de commerce)
- Tertiaire (Université, Hautes écoles, etc)

- Apprentissage

- Autre

Ooogoogo
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Partie 2 : Comment va votre enfant ?

1. Globalement, comment percevez-vous son état de santé ?
- Excellent

- Trés bon

- Bon

- Médiocre

- Mauvais

- Jenesais pas

ogoogooo

2. Parrapport ala méme période il y a 1 an, comment trouvez-vous son état de santé ?
- Bien meilleur

- Meilleur

- Identique

- Un peu moins bon

- Nettement moins bon
- Jenesais pas

gogoogoo

3. Comment percevez-vous son état psychologique depuis son cancer ?
- Excellent

- Trés bon

- Bon

- Médiocre

- Mauvais

- Jene sais pas

ooogoo

Partie 3 : Quelle est votre satisfaction par rapport au programme de suivi a long terme de votre

enfant ?

1. Depuis combien d’années votre enfant a-t-il terminé son traitement contre le cancer ?

- 5ans ] 12 ans O
- 6ans ] 13 ans ]
- 7ans O 14 ans O
- 8ans Ul 15 ans ]
- 9ans O 16 ans O
- 10ans Ul 17 ans ]
- 1lans O

2. Quelle est votre degré de satisfaction concernant le programme de suivi a long terme pour votre
enfant ?

- Excellente

- Tres bonne

- Bonne

- Médiocre

- Mauvaise

- Jenesais pas

oogoood
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3. Trouvez-vous rassurant qu’il puisse bénéficier de ce type de suivi aprés son cancer ?
- Trésrassurant

- Rassurant

- Pas rassurant

- Absolument pas rassurant
- Jenesais pas

oogogo

4a. Est-ce que, d’apres vous, le fait de participer a ce programme de suivi engendre un état de stress
chez votre enfant ?

- Oui, tout a fait

- Oui, un peu

- Pas particulierement
- Pasdutout

- Jenesais pas

oogoogo

4b. Est-ce que le fait de participer a ce programme de suivi, engendre un état de stress chez vous,
en tant que parent ?

- Oui, tout a fait

- Oui, un peu

- Pas particulierement
- Pasdutout

O0o00god

- Jene sais pas

5. Comment trouvez-vous I’organisation de la consultation de maniére générale ?
- Excellente

- Trés bonne

- Bonne

- Médiocre

- Mauvaise

- Jenesais pas

oooooo

6. Comment qualifieriez-vous la disponibilité des professionnels de la santé (médecins, infirmiéres,
etc.) lors de la consultation de votre enfant ?

- Excellente

- Tres bonne

- Bonne

- Médiocre

- Mauvaise

- Jenesais pas

Ooogodg
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7. Comment définiriez-vous la qualité de la relation de votre enfant avec le médecin qui le suit ?
- Excellente

- Trés bonne

- Bonne

- Médiocre

- Mauvaise

- Jenesais pas

Ooooooo

8. Comment qualifieriez-vous votre satisfaction concernant les explications recues au sujet du
cancer que votre enfant a présenté et des traitements qu’il a regus ?

- Excellente

- Trés bonne

- Bonne

- Médiocre

- Mauvaise

- Jenesais pas

ogooooo

9. Comment estimeriez-vous la qualité des explications recues au sujet d’éventuelles
complications que votre enfant pourrait présenter a la suite de son cancer et/ou des traitements
regus ?

- Excellente

- Tres bonne

- Bonne

- Médiocre

- Mauvaise

- Jene sais pas

Ooogooo

10. Au cours de la consultation, comment jugeriez-vous la qualité des réponses des professionnels
de la santé a vos questions et/ou celles de votre enfant ?

- Excellente

- Tres bonne

- Bonne

- Médiocre

- Mauvaise

- Jenesais pas

oodoooo

11. Etes-vous satisfaits de la fréquence de la consultation de suivi (1x/année) ?

- Oui Ul
- Non L]
- Jenesais pas ]
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12,

Si non, ou auriez-vous préféré qu’elle se déroule ?

14.

Si non, pour quelle(s) raison(s)

16.

Si non, a quelle fréquence souhaiteriez-vous que votre enfant ait une consultation de suivi ?
Plus de 2 fois par an

2 fois par an

1 fois tous les 2 ans

Moins qu’une fois tous les 2 ans
Je ne sais pas

oogogo

Etes-vous satisfait que la consultation s’effectue en milieu hospitalier (aux HUG) ?
Oui O
Non ]
Je ne sais pas O

Combien de temps espérez-vous que votre enfant maintienne ce suivi ?
la5ans
6al0ans
10a20ans
Toute ma vie
Je ne sais pas

oooogo

Recommanderiez-vous ce programme de suivi a long terme a d’autres parents et/ou patients ?
Oui O
Non Ul
Je ne sais pas O

Avez-vous des suggestions d’amélioration et/ou des commentaires a nous transmettre ?

Nous vous remercions tres sincerement pour votre participation.

Geneve, le 28.1.19

Mme Shai Babecoff
MmeFlorence Mermillod
Dre F. Gumy Pause
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UNIVERSITE

Hopitaux >
Universitaires DE GENEVE
Genéve FACULTE DE MEDECINE

Programme de suivi a long terme des HUG

Questionnaire de satisfaction
pour les patients adolescents mineurs (12-17 ans)

Pour chaque question, coche la réponse correspondante (X), ou précise ta réponse dans la partie « autre
» si aucun des choix ne correspond. Merci de ne cocher qu’une seule case.
Ce questionnaire est anonyme.

Partie 1 : Questions générales

1. Quel est ton age? ans
2. Sexe?:

- Femme [O

- Homme [

3. Quelle est ta situation actuelle ?

- Enétude O
- Employé ]
- Alarecherche d’emploi ]
- Al (assurance invalidité) O

Autre

4. Suite de la question 3, quel est ton taux d’activité ?
- Activité a plein temps L]
- Activité a temps partiel, a %

5. Quel niveau d’étude as-tu atteint ?:

- Ecole primaire

- Cycle d’orientation

- Secondaire (collége, ECG, école de commerce)
- Apprentissage

- Autre

Ooogd
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Partie 2 : Comment vas-tu ?

1. Globalement, comment pergois-tu ton état de santé ?
- Excellent

- Trésbon

- Bon

- Médiocre

- Mauvais

- Jenesais pas

ogoogooo

2. Parrapport ala méme période il y a 1 an, comment trouves-tu ton état de santé?
- Bien meilleur

- Meilleur

- Identique

- Un peu moins bon

- Nettement moins bon
- Jenesais pas

gogoogoo

3. Comment pergois-tu ton état psychologique depuis ton cancer ?
- Excellent

- Trés bon

- Bon

- Médiocre

- Mauvais

- Jene sais pas

ooogoo

Partie 3 : Quelle est ta satisfaction par rapport au programme de suivi a long terme ?

1. Depuis combien d’années as-tu terminé ton traitement contre le cancer ?
- 5ans 14 ans
- 6 ans 15 ans
- 7 ans 16 ans
- 8 ans 17 ans
- 9 ans

- 10 ans
- 11 ans
- 12 ans
- 13 ans

oogg

gogoooogdg

2. Quelle est ton degré de satisfaction concernant le programme de suivi a long terme ?
- Excellente

- Trés bonne

- Bonne

- Médiocre

- Mauvaise

- Jenesais pas

oogoood
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6.

Trouves-tu rassurant de pouvoir bénéficier de ce type de suivi a long terme apreés ton cancer ?
Tres rassurant

Rassurant

Pas rassurant
Absolument pas rassurant
Je ne sais pas

oogogo

Est-ce que le fait de participer a ce programme de suivi engendre un état de stress chez toi?
Oui, tout a fait

Oui, un peu

Pas particulierement
Pas du tout

Je ne sais pas

oogogo

Comment trouves-tu I’organisation de la consultation de maniére générale ?
Excellente
Tres bonne
Bonne
Médiocre
Mauvaise

Je ne sais pas

oooooo

Comment qualifierais-tu la disponibilité des professionnels de la santé (médecins, infirmiéres,

etc.) lors de la consultation ?

Excellente
Tres bonne
Bonne
Médiocre
Mauvaise

Je ne sais pas

oooooo

Comment définirais-tu la qualité de ta relation avec le médecin qui te suit ?
Excellente
Trés bonne
Bonne
Médiocre
Mauvaise

Je ne sais pas

Ooogogdg
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8. Comment qualifierais-tu ton degré de satisfaction concernant les explications regues au sujet du
cancer que tu as présenté et des traitements que tu as regus ?

- Excellente

- Trés bonne

- Bonne

- Médiocre

- Mauvaise

- Jenesais pas

Ooooooo

9. Comment estimerais-tu la qualité des explications regues au sujet d’éventuelles complications
que tu pourrais présenter a la suite du cancer et/ou des traitements regus ?
Excellente
- Trés bonne
- Bonne
- Médiocre
- Mauvaise
- Jenesais pas

ogooooo

10. Au cours de la consultation, comment jugerais-tu la qualité des réponses des professionnels de
la santé a tes questions ?
- Excellente

- Trés bonne

- Bonne

- Médiocre

- Mauvaise

- Jene sais pas

Ooogooo

11. Es-tu satisfait de la fréquence de la consultation de suivi (1x/année)?

- Oui Il
- Non ]
- Jenesais pas ]

12. Sinon, a quelle fréquence souhaiterais-tu avoir une consultation de suivi ?
- Plus de 2 fois par an

- 2fois paran

- 1foistousles 2 ans

- Moins qu’une fois tous les 2 ans
- Jenesais pas

Ooogg

13. Es-tu satisfait que la consultation s’effectue en milieu hospitalier (aux HUG) ?
- Oui O
- Non Ul
- Jene sais pas O
Si non, ou aurais-tu préféré qu’elle se déroule?
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14. Combien de temps envisages-tu de maintenir ce suivi ?
- lab5ans

- 6al0ans

- 10a20ans

- Toute mavie
- Jenesais pas

ogoggo

15. Recommanderais-tu ce programme de suivi a long terme a d’autres patients ?
- Oui O
- Non ]
- Je nesais pas O
Si non, pour quelle(s) raison(s)

16. As-tu des suggestions d’amélioration et/ou des commentaires a nous transmettre?

Nous te remercions tres sincerement pour ta participation.

Geneve, le 28.1.19

Mme Shai Babecoff
MmeFlorence Mermillod
Dre F. Gumy Pause
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