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[ | ABSTRACT J

Uuality of lite as an object of study for psychology and behavioral sciences is a core component of human well-being, related to aspects such as health and the functionality of interpersonal and Hemophilic Sample Chronic Sample
social interaction abilities with family, school, work and the community. The concept guality of /ife related to health was introduced to the sanitary sphere under the view that the patients’ well-being Scale N Mean S0 N Mean S0 tscore  p d IC 0%
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Table I. Scale descriptives for the PEDSOLTM 4 Child Self-Report and parent Proxy Report: Hemaphilic Sample and Chronic Sample

ths

is an important aspect to be considered both in treatment and in the whole health-illness process. 1) To analyse and describe the perception of quality of lite [evels associated to the hemophilia Child Self Report
patient's health and their parents. 2) To show the size of the effect between the average quality of life for hemophilia patients and for patients with other chronic diseases. Materials and methods. - — T i
|80 patients and their parents who attend hospitals in Mexico City participated in the project. A questionnaire was elaborated to obtain sociodemographic data, and the Pediatric Quality of Life L;tal.SBIDII-I‘E ith 8: %gg gFgl a4 ThlE - fa.dd .3 — ggg _:'EZ .28
questionnaire was also applied (PedsUL,™ 4.0). An Analysis of Variance (ANOVA) was carried out. For the second objective, there was a complementary analysis that contrasted averages using the ysicd '?a t 8: ' ' alk 7347 1107 524 00 - 064 -D.aa
Lohen'’s d which calculated the maximum and minimun size of the effect. Results. The participant's perception indicates that 87% of children and 98% of parents feel at high risk. The index of the Psychosocial Health all bb b.24 573 732 (713 367 00 081 -048 -0
size of the effect evidences that there are ditferences in the score averages of the hemophilia patients and the chronic disease patients. Gonclusions. The participants perceive themselves at high Emotional Functioning il b7.72 1833 573 E9832  721.8B 090 45 007 024 0UO
risk (parents and children); plus their quality of life is below that of the patients with other chronic diseases, which is why it is necessary to implement institutional programs that can guarantee an Social Functioning o] 70B3 1953 ct79 7RRE 75T 2o 027 pas oo
integral treatment that changes their perception. School Functioning o 5958 2198 cRe ERYT (905 oo 04 053 075
METH["] Parent proxy-report

[ | J Total Score ol b4o4 1633 831 7314 1B.4G -6.35 002 -0E8  -0.3G
Sampling Frame Physical Health 8( BE77T 20124 830 7699 707 -B.09 043  -gBy  -OR% 5
Participants: [80 men with hemophilia A or B of ditterent clinical degrees (mild, moderate and severe) between eight and I8 years (M = 11.31, 8D = 3.37), registered in the census of FHRM A.L. Psychosocial Health e[ G380 1BA0 9% 7ps (737 o0 042 g5 -09F 5
residents in Mexico City and the State of Mexico, and their parents. : . g | | | — B 2
il y ; Emational Functioning 180 Su5s 1853 gyg mpg @75 38 o U aa ) £
A questionnaire for sociodemographic data of the PCH and their progenitors. Social Functioning all bolZ 2100 824 7506 2175 64 00 -U47 B3 -0.3
Pediatric Life Quality Inventory, (PedsOL™ 4.0); 8-12 and 13 - 18); Pediatric Life Quality Inventory (PedsOL™ 4.0 - Parent 8-12 and 13-18) School Functioning il bl.on 72200 756 B558  70.75 787 o 028 -p33 -007

The 23 items PedsUL™ 4.0 encompass 1) Physical Functioning (8 items), 2 Emotional Functioning (o items), 3) Social Functioning (a items), and 4) School Functioning ( a items) (Varni, 2005;
Villarruel y Lucio, 2010).The research protocol was reviewed and approved by the Bioethics Committee of Multidisciplinary School for Higher Studies Iztacala UNAM

| | RESULTS

Graphic 1. Percentage of children (8-1Z years) and teenagers
(13-18 years) involved in the study and their perception of
quality of lite related to health

Perception of quality of life related to health.
As we can see in the table |, the highest average in the patients self-report was the area of social functioning, followed by physical area and on the reports from parents it was the
J physical area followed by emotional. The lowest scores were in the school area for both (See tablel).

Comparison of averages between the PWH and chronic patients.
|t was considered important to compare the scores obtained for this sample with the theoretical values proposed by the author (Varni, et al., 2003), in this way they were compared
from the student's t mean scores of both samples, finding significant differences in favor of patients with chronic diseases, in all areas of the instrument, except emotional functioning in
the reporting of children (See table 1).
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Graphic 3. Family Background

PATIENTS B0%
. Eftect size of D of Cohen
W ADOLESGENT m CHILD L FAM"_Y BA[:KER[IUND To analyze the effect size was applied the D of Cohen which as one can see in Table |. Have negative values, this indicates that average levels related quality of life (HRUOL) reported by
40% NG patients with hemophilia and their parents are lower than those reported by the sample where the instrument was validated. It can also be noted that these effects are moderate.
0% These values indicate that the average for example in the Physical Helth B3.80% exceeds the average of the PCH.
0o 48% YES Regarding the scores of parent reports show that the average total score of parents of patients with chronic disease exceed approximately b3.8a% to the average of the parents of PCH
090/, (table 1).
0
bl% MODERATE
i [ CONCLUSIONS J
m HEMOPHILIAA~ = HEMOPHILIA B

> |t is important to give account to the perception of patients and their parents about the levels of quality of lite in order to know first hand how
they live and how they real the difficulties they face.
> The results show as perceived by patients and their caregivers most are at high risk and there are significant differences between this category

Graphic 4. Percentage [evels of quality of life related to health according to the perception of patients and their parents.

b0% Regarding the classification of levels of quality of life according to the self-report of children, 00% are at high risk,

meanwhile reported by parents the percentage increases to b0%. Meanwhile reported by parents the percentage

increases to b0%. These data show that more than halt of the PCH have poor quality of lite and are at high risk of having .a”:d sk EV|.3|:>;|.EII1E| gund E|LIEI|I.’[y thhfe. | { tha , e ik ek and h sq signif i
serious affectations and this is perceived by children and parents (graphic 4). » |he results indicate as perceived by patients and their caregivers most of them are at high risk and there are also signiticant difTerences

500D LIFE between this cateqory and risk levels and good quality of life.
dUALITY Table 3. t Stedent Coefficients between PedsOL 4, far Patients Self- > The supplementary analysis contrasts the average ( D of Cohen) showed that the values were negative which means that the scores of PCH are
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Report and Parent Froxy-Report velow the scores of chronic patients, ie have less physical, social and school functioning.
_________________________________________________ mktili UL Sl C o Pl > |n the same way, the scores of parents in the sample were below the scores of parents of patients with chronic diseases, significantly.
Tabll 2. Pearson Carrelation Coeffcients between Peds0lL 4, for Patients Self-Repart ITJDhtyasliEell:IDHrEalth |25:3 ;g EE > Itis Necessary to design mterv!antmn programs anc catch the attgqtmn of all those |qvn|ved in the treatment_ of j[hese patlents- |JIJ|I’[I[:IEI.HS, | , g
and Parent Proxy-Report pschososialfeath 16 13 authorities, doctors, psychologists- about the importance of receiving adequate medical treatment and how it will provide a better quality of life 5 2
- . . . (@)
Scale rop Emotional Functioning 114 11 Za to which patients are entitled. = %
Total Score A0 0 Social Functioning 3.09 79 .00 S &
Physical Health 47 [T School Functioning -4 [ [ REFEREN[:ES } ==
Isychosocial Health .39 0L

There are moderate correlations in the b areas, being in the Physical Health where there is greater agreement. As rates are low,
between what the patient and caregiver says, the Student t test was applied to verify if there were differences, finding that there
were statistically significant differences in the docial Functioning (table Z and 3).
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