er

CALIDAD DE VIDA

CARLOTA CALVO
SEVILLA 2016




QUALITY OF LIFE

Quality of life (QOL) is a broad
multidimensional concept that usually
includes subjective evaluations of both
positive and negative aspects of life.

othler domains as well—for instance, jobs,

ousing, schools, the neighbourhood. = X
Aspects of culture, values, and spirituality

are also key domains of overall quality of =
life that add to the complexity of its @ o+

measurement.




QUALITY OF LIFE

Quality of Life in Medline
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THE ERICE STATEMENT

The long-term goal of the cure and care of the
child with cdancer is that he/she become a resilent,
fully functioning, autonomous adult with an optimal
health-related quality of life, accepted in the
society at the same level of his/her age peers.

Erice (Sicily) 2006
EJC 2007;43:1778-1780
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QUALITY OF LIFE

Crowth and development

# Shomletal maturation

® Linear growth
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Figure I | Range of health-related and quality-of-life outcomes among long-term survivors of
childhood and adolescent cancers. This figure shows some of the issues that are faced by survivors
of childhood and adolescent cancers. Gl, gastrointestinal.

Robinson L et al. Nature Reviews/Cancer 2014;14:61-70




QUALITY OF LIFE

* Survivorship education or training

* Survivorship experience

* Practice style

*» Perceptions regarding preventive care

* Access to survivorship resources

* Knowledge or access to individual survivor health history

(e Age at treatment and =) D

attained age Provider & Histology or

* Sex, race or ethnicity involved sites

* Familial or genetic factors * Biology or response

* Pre- or co-morbid conditions * Treatment

* Health behaviours * Surgery

* Cognitive or developmental * Chemotherapy
status * Radiotherapy

* Health knowledge * Transplantation

* Health risk perceptions * Transfusion

* Self-efficacy

\- Insurance or health care acces_s/

» Treatment events
< 4

/..,

\:_Survivorship advocacy activity 5

N

Financing and payment policies

* Organization and affiliation of providers

» Data systems and information sharing

* Models of survivorship care

* Insurance coverage and benefits supporting survivorship care
(especially preventive and psychosocial services)

» Community resources

Inter-relationships. This figure shows
patient-, cancer-, health care system-
and provider-related issues that affect
cancer treatment-associated morbidity
among the long-term survivors of
childhood and adolescent cancer

Robinson L et al. Nature Reviews/Cancer 2014;14:61-70



QUALITY OF LIFE OF CHILDHOOD AND
ADOLESCENTS WITH CANCER

QUESTIONS:

O What are mesuring:
> Physical funtioning
> Psychological functioning
> Social functioning
> Symptoms and late effects

O When:
> Diagnosis
» End of treatment
> Relapse
> Progression
> End of life
> Survivorship ( early or late)
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QUALITY OF LIFE OF CHILDHOOD AND
ADOLESCENTS WITH CANCER

QUESTIONS:

0 To whom:
> parents
> professionals
> subjects

O how:
» Generic instruments
» Cancer specific instruments
> Interviews
> Cross sectional or longitudinal studies

O Related to:
> Type of tumour
> Type of treatment
> Specific population




Psychosocial Outcomes of sharing a diagnosis of cancer with a pediatric
patient

Haase & Rostad, 1994
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Psychosocial Outcomes of sharing a diagnosis of cancer with a
pediatric patient
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FIGURE 4 | The relationship between meaning of cancer in childhood and quality of life in respondents with high/low present mental pain.

In the group diagnosed at a younger age, those who had received “good information” were
found to have better quality of life, lower mental pain, and higher mental pain tolerance
than did those in the same group (diagnosed at a younger age) who received “not good
information.” By contrast, in the group diagnosed during adolescence, those who had
received “not good information” scored higher on these measures than did their
counterparts who had received “good information.”

Raz H et al. Frontiers in Pediatrics 2016 :4: art 70




QUALITY OF LIFE. INFORMATION AND COMMUNICATION

201

Proportion of parenis who respondad
Extremely or Very Important/Prepared (%)
&

=
I

| * child’s life after cancer treatment.
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[- Importance of information @@ Freparedness l

TABLE 3. Relationship Between Parent and Physician Predictions of Late Effects at Diagnosis and Experi-
ence of Late Effects at Least 5 Years Later

Parent Physician Parents Reporting Parents With Physicians With
Prediction at Prediction at Child Limitations Accurate Accurate
No. of Diagnosis Diagnosis =5 Years Later Predictions” Predictions®
Patients® Mo. (%) MNo. (%) Mo. (%) Mo. (%) MNo. (%)
Limitations in physical abilities BT 18 (27) 11 (16} 30 (45) 30 (58) 42 (B3)
Limitations in intelligence 66 21 (32) 17 (26) 32 (48) 37 (56) 37 (56)
Limitations in QOL B7 11 (16) 7 (10) 20 (30) 48 (72) 48 (T2}
Limitations in amy domain B4 20 (45) 25 (29) 46 (72)

er

Parents and physicians underestimated
children’s risks of the late effects of cancer
therapy. Given the discrepancy between
parent expectations of late effects and
children’s experiences of late effects, it is not
surprising that parents felt unprepared for their

Greenzang KA et al.
Cancer 2016;
122(16):2587-2594



QUALITY OF LIFE. INFORMATION AND COMMUNICATION
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Risk for morbidity and mortality
continues across the life span for
| _ cancer survivors and actually
Ao Increases beyond age 35 years

QUALITITY OF LIFE. AGING
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QUALITY OF LIFE. AGING
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Figure 4 | A theoretical framework. Thizfigure shows the gaps in knowledge regarding the long-term

outcomes among ageing childhood and adolescent cancer survivors.

Robinson L et al. Nature Reviews/Cancer 2014;14:61-70



QUALITY OF LIFE. NUTRITION
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Nutrition plays an important role in
chronic disease prevention.
Evidence of poor dietary intake in
childhood cancer survivors calls
for actions to be taken to
incorporate nutrition support as an
integral part of cancer care for
survivors and families. The early
onset of chronic health conditions
in childhood cancer survivors
reinforces the need for dietary
interventions early in survivorship
care to avoid long-term morbidity
in this vulnerable population.

Zhang FF et al. J Nutr 2016 doi 103945
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HEALTH PROMOTION AND LIFESTYLE ADVICE

lifestyle advice is now

MUMEr of responses

generally considered to be
a vital part of medical

= |
i f&?‘h ﬁ ﬁfﬁ ‘;‘p\ﬁ & & & care of CCS. However, no

o i .
& i & & & 3 guidelines currently give
& w“f@ Fﬁp ﬁﬁ 5 Fﬁ;ﬁ @"’ﬁﬁ = = recommendations for how
& q@f’ﬁ best to communicate this
[ﬁ’* ¥ information to CCS to aid

sustainable adoption of

positive health behaviors
m Topics Survhiors would like 1o réceive information on in LTFU ¢inic by these pgﬂenfs.
Topics survivors Tel wene the most impadtant

Lifestyle advice topics

¥ Toplcs surviors fedt 1'1E':|I' rney e |east sbhok

. Survivors' views on lifestyle advice topics.

Mayes J et al. Ped Hematol Oncol 2016;33(6):359-370



HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER SURVIVORS m

et A Th : :
e assessment of quality of life
CHIP Child Health and lness Profile (QOL) is key within pediatric
. : . . oncology and requires a clearly
CHQ Child Health Questionnaire defined construct of QOL.
D 5A BET DS Instroment Our research highlights
; . . important problems with
DIIUOL Questionnaie content validity of existing PRO
HUT Health Utilities [ndex scales, indicating that the tools
: e ) we have to date have limited
OO Infant Toddler Ouality of Life Inventory Utlity i researehlioraRe
Kidse reen (Questionnaine practice.
KiINDL Questionnaine
PedsQ L Pediatric Quality of Life Inventory
TACOOLMTAPQOL TRO-AZL Child Qualiy of Life

Anthony SJ et al. Qual Life Res 2016 DOI 10.1007/s 11136-016-1393-4




HOW TO MESURE THE QUALITY OF LIFE OF
CHILDHOOD CANCER SURVIVORS

FRO instroments

Carnie er-spec i fic
AQOL Adolescent Quality of Life Questionnaine
MM QL Minneapolis- Manche ger Quality of Life Instroment
MPOOLD Miami Pediamric Quality of Life Questionnaine
PEDQOL Quality of Life in Children and Adolescents with
Camoe

Pede- FACT-Brs Pediatric Functional Assessment of Canoer
Therapy Childhood Brain Tumor Survivos

PedsQ L Brain Pediatric Quality of Life Inventory—Brain T umod
Maodule

PedsQ L Cancer Pediatric Quality of Life Inventory—Cances
Madule

POOOLY Pediatric Oncolegy Quality of Life Scale

(OLOC Quality of Life for Cancer Children

RMH-POLQ Royal Marsden Hospital Pediatric Oncology
Quality of Life Questonnaire

herg

Measuring health status and
QOL is important for
understanding the impact of
cancer in the lives of children.
Inconsistencies in definitions or
conceptual understanding of
QOL have led to confusion about
how to select or use instruments
designed to measure this
multidimensional concept.

Anthony SJ et al. Qual Life Res 2016 DOI 10.1007

/s 11136-016-1393-4



HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER m

SURVIVORS
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HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER SURVIVORS é le r‘ ﬂ

Table & Initial agreement between raters of [CF categories in the
first romd of conent analysis

The ICF-CY is a uniform terminology, and
Percentage  Kappa Bootstrapped classification system developed by the
agreement  coefficient  confidence WHO that can classify biopsychosocial
(%) interval health content found in health status and
QOL instruments

CHQ-#7 6243 (168 0.60-0.73 Our analysis of commonly used generic and
HUT-ITI 6R20 067 039073 cancer specific instruments in childhood
PedsQL 4.0 6217 6] N46-081 cancer research showed that the popular
Al generic instuments 6828 067 062-073 measures used to assess QOL reflect a
combined variety of health and health-related domains
but consistently use a health status approach

Hﬁﬂ;ﬂ:’;ﬂ modols 7407 Q7] 035-053 as opposed to a QOL approach.
MM MO0 A4 810 (L83 075050
{all age versions)
PO 0L 62 50 (L6 0.43-0.79
Cancer-specific TR&T 0T 071082
combaned Fayed N et al. Qual Life Res 2011 20:1247-1258

-\ \



HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER SURVIVORS m
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Childhood cancer is a complex, multi-layered process of difficulty, adjustment and growth.
Our findings suggest that existing PRO instruments contain content that does not reflect the
QOL experiences and perspectives of childhood cancer patients and survivors.

Anthony SJ et al. Qual Life Res 2016 DOI 10.1007/s 11136-016-1393-4



HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER SURVIVORS m

Dexterity, Growth/Development,
Mobility, Physical Activity, Self-Care,
Senses, Sexual Function, Sleep,
Speech, Strength

Function

Physical Health

Diet, Dizzy, Fatigue, Fever, Hair Loss,
Symptoms Mouth Sores, Nausea, Pain,
Respiratory Changes, Skin Changes

comprehensive conceptual framework provides the necessary foundation for
e development of theoretical models and the progression toward
terventional studies aimed at improving the QOL for children with cancer and
ildhood cancer survivors. Anthony SJ et al. Qual Life Res 2014 23(3):771-779




HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD CANCER
SURVIVORS

MAJOR DOMAIN SUBDOMAIN IDENTIFYING CONCEPT EXAMPLES

Personal Appearance, Physical

ERryiEe Development
in
Be beg?“l )
feel: loved; proud of self; diff 3 %Q?%e‘ﬁ
Ifeel: loved; proud of self; different 8 XN
1
SRS from others; good about myself, %%i"fgfggg%-
CHLScCh friendships, schoolwork or ability to =2 “‘%&’ﬂé%{f

S G e

fctimless...: <

== : Benefit Finding, Calm, Confident, dmpmm“happings:-g it Pgeaftatn 0 8
Positive Psychological 5 edy tg}'eﬂdo g TTop

e Engaged, Happy, Satisfied, Cation ole A j,g o P o q 3

Responsive AT e

Psychological %;]% velonging
Health ¥ ;?'fe
&

Antisocial, Argumentative, Clingy,

Defiant, Demanding, Disobedient,

Hyperactive, Immature

Attention, Concentration,
Communication, Learning, Problem-
Solving, Remembering

Cognitive

Afraid, Angry, Annoyed, Anxious,
Bored, Bothered, Discouraged,

Emotional Distress

Frustrated, Irritable, Jealous,

Miserable, Moody, Quiet, Sad, Shy, Anthony SJ et al. Qual Life Res 2014 23(3):771-779

Stressed, Upset, Worried




HOW TO MESURE THE QUALITY OF LIFE OF CHILDHOOD
CANCER SURVIVORS

Community, Family, Peers, Significant

Relationships Others, Teachers

Social Health

Community, Family , Peers, School,
Recreation and Leisure, Sports

Views on being healthy/sick in the
past/present/future

MAJOR Domain SUBDOMAIN IDENTIFYING CONCEPT EXAMPLES
\\ Anthony SJ et al. Qual Life Res 2014 23(3):771-779

General Health Health Perception




QUALITY OF LIFE EVALUATION

her‘g

Despite the heterogeneity in study procedures and the methodological shortcomings
the results suggest the following:

Report of 30 studies about QOL done in the USA

@® Physical functioning

1. The maijority of survivors reported they were in apparently good health, with the

exception of bone tfumour survivors, who were more likely to perceive their health
ag’ fair or poor.

2. Sgme studies mentioned fatigue as a residual effect of freatment.

Psychological functioning

. Most long-term survivors functioned well psychologically and did not have
significantly more emotional problems than controls.( mood disturbances, tension,
anger, confusion and anxiety). Suppot Care Cancer (20) 10:579-600

DOI 10.1007/s00520-002-0388-6 REVIEW ARTICLE

N.E. Langeveld Quality of life in young adult survivors
H. St: .
M.A.d(lil:'ootenlluis Of Chlldhood cancer

B.F. Last




QUALITY OF LIFE EVALUATION

@ Social functioning

1. Survivors of CNS tumours and survivors of ALL seemed to be at risk for educational
deficits.

2. The maijority of survivors old enough to be in the workforce were employed.

3. Suryivors seem to stay at home longer after reaching adulthood and leave home at
lder age than their controls.

. There is a lower prevalence of marriage among survivors, particularly in male survivors
with a diagnosis of CNS tumours.

5. The percentage of survivors with children seems lower.

Support Care Cancer (2002) 10:579-600
DOI 10.1007/500520-002-0388-6 REVIEW ARTICLE

N.E. Langeveld Quality of life in young adult survivors
H. Si: =
I\I.A:’(l::'umenhuis of childhood cancer

B.F. Last



QUALITY OF LIFE EVALUATION

scale =25 years = 2 vears

Survivors controls SUr VIVOTS controk SUTVIVOTS controls

(n=400) {n=560) n=272) {n=258) n=128) in=302)
Physical functioning” B7.7 2387 908 (198" 83 (232% 20180 865 (250) 8§98 (21.3)
Role functioning” 908 (26.3) 912265 93K(223) 9LT(257) 844 (3257 907 (273F
Socul functioning® 9L.5(19.6)  919(151) 924 (17.6) 924 (148) 894(231) 91.5(154)
Mental health® 00 (165 TES(147) 794 (159) TES(151)  TEO(17.6) 7RG (14.3)
Vitahity” TLS (1977 681 (1667 725 (19.6% 693 (169" 606 (199 67.1 (16.3)
Bodily pain” 14.6 (24.7)% 236 (197)% 138 (239)* 239 (25.1)* 162 (264)F 233 (254
General health perception® 807 (19.4)% 766 (184)° 1.7 (1797 777 (1867 786 (222) 757 (18.2)
Self-esteem L1 4.9) 323 (4.6) 3121 (51) 124 (4.8) 22(48) 32145
“H

h

!I_!l'l scores = pood health.

The present findings indicate that QL and level of self-esteem in young adult survivors of
childhood cancer is not significantly different from their healthy peers. Female gender, age at

follow-up, unemployment, years since completion of therapy, severe late effects/health problems
and self-esteem could explain variations in QL and worries only to a limited extent.

Langeveld NE et al. Psycho-Oncology 2004;13:867-881



TABLE 4. Scores of PedsQL Subscales According to Parent Proxy

QUALITY OF LIFE EVALUATION

and Child Self-reports and Global Severity Index of Parents in

Survivor and Control Groups

PedsQ) L. Scores

SUrvivors
(Mean + 5D)

Controls
(Mean + SD)

Child self-report
Physical functioning
subscale
Emotional functiomng
subscale
Social functioning
subscale
school subscale
Parent proxy-report
Physical functioning
subscale
Emotional functiomng
subscale
Social functiomng
subscale
school subscale
Global seventy index
of parents

\ \

77.35 + 2031

7503 + 1887

HE.61 +£17.22

7026 + 2091

7249 + 21 B8

7062 + 20.32

82.50 + 20.50

7082 £ 2205
298 £ 0.72

8101 =13.24

76.11 = 1646

9104 +12.14

78.52 £ 1409

1791 £ 16.77

7434 £ 1738

BE.32 = 1568

77.74 £ 16.63
269 £+ 0.50

er

Tumor type is one of the most important
factors affecting HRQOL. We found
significantly lower scores on the social,
physical, and school functioning
subscales of CNS fumor survivors than
the survivors of other tumours according
to child self-reports. Despite all negative
effects of cancer and its freatment,
survivors seem to have a good overall
HRQOL.

Yagci-KUpeli B et al.J Pediatr Hematol Oncol 2012;34:194-199



Table 4. Level of education of survivors compared with the French population of the same age, same gender, adjusted on

paternal occupation

QUALITY OF LIFE EVALUATION

All but CNS tumour |

CHNS tumour and leukaemia !

: |
Al disgnoses and leukasmia survivors SUNVIVOrS
Observed | Expected Observed | Expected Observed | Expected
(0 (E) O/E 1) (E) O/E [(8)] (E) o/E

Outcome N (%) N (%) (95% Cl) | Pvalue®| N (%) N (%) (95% Cl) | Pvalue®*| N (%) N (%) (#5% CI) |Pvalue®
Educational level® =0.001 = 0,001 = 0,00
= Middle school 141 (2.8) 25 14.5) | 046 (0.5-40.7) = Erarm 234 (146.8) | 0.4 (03-05) &2 (249 20049 1170323 =
Middle school 103 [6.3) 133 8.1 | 0.8 (064059 . 70 B0 114 8.4 | 0.é& (05-40.8) 33 {13.3) 18 {7.4) 1.8 (1.3-2.4) -
Vomtional school 416 (25.4) | 367 224) | 1.9 (10-1.3) 354 254) | 315 £45) | 1.1 {1.0-1.3) &2 24.9) ad (21.5) | 1.2 {.9-1.5
High school 268 (16.3) | 20077 09 {0810 238 (1F.0) | 245 (17.6) | 1.0{0.9-1.17) 30 (120 46 (18.5) | 0.7 0.4-0.9) d
College SP3 (428 | 5FPE53) 12(1.1-1.3) = G631 |53) | 486 34.9) | 1.3 (1.2-1.4) = &2 (249 Q4 @357 | 07 0509 =

Compared with national statistics adjusted on age and sex, we found that most survivors of

childhood cancer had a significantly higher educational level and occupational class than expected,

even when controlling for their socioeconomic background.
Unemployment and health-related unemployment were higher than expected for CNS tumour
survivors, but not for survivors of other diagnoses.

Dumas A et al. Br J Cancer 2016;114:1060-1068




QUALITY OF LIFE EVALUATION =

Parents Children
Cohort Cohort
Reference Cohort 2004 vs. Cohort 2014 vs, 2004 vs, Reference Cohort 2004 vs. Cohort 2014 vs, 2004 vs.
group Cohort2004  Referencegroup  Cohort2014  Referencegroup  Cohort 2014 group Cohort2004  Referencegroup  Cohort2014  Referencegroup  Cohort 2014
(n=1318) (n=29) ——— (n=135 in=860) @ (N=2) ———— [(n=3)
TACQOL-PF6-15  Mean(SD)*  Median (IQR)*  Z P Median (IQR)* 2 P U p | TACQOL-CFB-15  Mean(SD}*  Median IQR)* 2 P Median (IQR)* I P u P
Physical 50(10) 51.08 —5 Al 51.08 ~0 @2 477 &8 [ Physical 50(10) 5139 143 14 4960 -61 54 75 35
(42.95-56.50) (42.95-56.50) (48.41-5833) (43.65-55.56)
Motor 48,68 —386 <.001" 45.60 402 e . 43.69 —173 50.03 -9 ¥ 35 99
(47.03-50.00) (27.97-50.00) (48.89-5032) (3733-56.38)
Autonomy 49,04 —279 . 4776 1.74 474 50.38 -4 53.82 14 489 mn 3
(46.73-50.42) (34.94-54.17) [49.04-50.38) (43.06-53.82)
Cognition 4959 224 4160 336 302 . 43.86 —40 48.63 100 32 283 &0
(48.34-50.50) [3335-5227) (49.35-50.88) (35.27-56.26)
Social 4957 _158 50.04 _77 480 50.09 - 50.86 164 10 183 .007°
(49.14-5022) (37.11-54.35) (49.15-50.65) (47.12-58.35)
Positive 50.01 -30 77 50,11 50 445 4975 -152 51.53 10 2 B 92
emotions (48.07-50.57) (44.56-55.67) (48.55-50.96) (43.49-59.56)
Negative 4971 —0.88 5137 141 378 5010 —51 5472 24 03¢ 9w 0P
emotions (49.07-50.56) (47.09-64.19) (48.97-50.84) 47 23-6201)

he impairments of brain tumor survivors influence quality of life particularly regarding motor,
cognitive, and social functioning. Children impeded in their autonomy may develop a delay in
their social capacities. This is affirmed by their parents, who reported more social problems.
arly detecting of such problems is important, as timely interventions can prevent aggravation of

ch problems and will enhance the child’s coping capagItieRg ot o1, ped Hematol Oncol 2016:33(5):282-294




QUALITY OF LIFE EVALUATION

==MEPS general population
CCSS siblings

SF-6D score

=B=CCSS survivors

181029 30to 39 40t 49
Age group, years

B 086

SF-8D score

0.84

0.82

08 |

0.78 -

0.78 -

0.74

0.72 4

181029 30 to 39
Age group, years

-

=2=MEPS general population
CCSS siblings

=B=CCSS survivors

40 to 48

ur findings, which represent the first use of ufility scores to illuminate quality-of-life differences
ong adult survivors of childhood cancer and nonsurvivors, highlight the importance of chronic
nditions on health-related quality of life for childhood cancer survivors and provide
ouraging results on the impact of the cancer experience on long-term sibling wellbeing.

Yeh JM. JNCI J Natl Cancer Inst (2016) 108(9)
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Los adolescentes que han tenido cdncer y en la actualidad se
encuenfran en remision manifiestan una calidad de vida
safisfactoria y similar a la que se observa en su grupo de
referencia de |la poblacion general sin historia previa de cancer

Tabla1
Comparacion de medias entre grupos para los componentes mental y fisico del cuestionario de salud SF-12,*

Variable Grupo Media (desviacion tipica) p

Componente mental (M) Grupo normativo (n = 338) 47 85(9.17) 0,004
Supervivientes (n = 34) 52,60 (8,60

Componente fisico (PCS) Grupo normativo (n = 338) 52,72(6,15) NS
Supervivientes (n = 34) 54,03 (843)

El SF- 12v 2 es un instfrumento de evaluacion de calidad de vida en relacion con la salud formado
por un subconjunto de 12 items del SF-367. La informacion de estos 12 items se utiliza para construir
las dimensiones de Jcomponente fisico* (PCS) y de Jcomponente mental* (MCS) del SF-12v2,
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QUALITY OF LIFE . CONCLUSIONS

> We need a consensus definition of QOL .
> We need a new tool to mesure QOL that include all the relevant domains.

general terms QOL of childhood cancer survivors is good and no different
rom their peers.

> There is a role not only for researchers and health care providers but also for
survivors and their families, governing bodies and advocacy groups in
helping to understand and overcome the barriers that prevent survivors from
receiving optimal care to minimize adverse health-related outcomes and to
maximize quality-of-life outcomes.






