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4.3.2 Comparison with literature 
The scores for the different dimensions making up the HRQOL inventory were 
compared with results of cohorts from the literature. Varni et al 19 used the same 
PedsQL generic core Inventory to assess HRQOL scores for children with cancer 
compared to a healthy age-matched group. 
Both in terms of mean, physical and psychosocial health average scores for the 
HIV group (68,38/62.28/71.56) and the oncology group (69,70/68.75/70.31) fall 
below those of healthy children (87.61/89.32/89.58). The same pattern is seen 
when comparing psychosocial subscores. The score for emotional, social and 
school functioning for the HIV sample (73.00/77.50/64.17) again resembled that 
of the oncology group (67.53/75.64/66.40) and was markedly lower than that of 
healthy children(82.64/91.56/85.47). Figure 3 and 4 illustrate these differences. 
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PedsQL GCS subscores of study cohort compared to oncology and healthy group 
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Figure 4 

4.3.3 Effect of Clinical Category on PedsQL scores: 
The PedsQL scores also varied according to CDC clinical category with a definite 
trend towards lower values for those children with worse clinical categories. This 
trend was not observed when looking at CD4 counts or % (Figure 5). 

PedsQLscore GCS scores for CDC clinical categories 

80 

75 

70 

65 

60 

55 

50 

45 
A (n = 6) B (n = 19) C (n = 5) 

II mean score 

• psychological 

o physical 

Figure 5 

22 



4.3.4 Effect of Disclosure of HIV status on PedsQL scores: 
Disclosure of his or her HIV status to the child occurred in 5 (16,7%) children and 
these children had PedsQL scores that were higher compared to the 25 (83,3%) 
children who did not have any disclosure or knew about their HIV status by 
overhearing an adult conversation. In figure 6 average scores for mean QOL, 
psychosocial functioning and physical functioning are compared. Because all of 
the children who knew their HIV status fell into clinical category B only those 
children were evaluated to eliminate any bias due to different clinical 
categorization. Again small numbers do not allow evaluation of statistical 
significance, but the trend is noticeable. Where no disclosure occurred scores 
were lower for all 3 dimensions (64.93/67.62/59.57) and (76.09/80.33/68.13) 
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Ear-Nose-Throat (ENT) was the most common pain in 9 (16,4%) patients, closely 
followed by headache, chest and lower limb pain in 8 (14,5%) patients 
respectively. Also commonly reported were abdominal pain and upper limb pain, 
7 (12,7%) and 5 (9,1%). Less common sites were retrosternal chest pain (3/ 
5,5%), mouth(2/ 3,6%), back(2/ 3,6%), face/parotid pain, genital and eyes (1each 
/1,8%) (Figure 8). 
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The severity of pain was compared to the mean, physical and psychosocial 
Health score on the PedsQL Generic Core scale. Moderate to severe pain was 
associated with decreased Life Inventory HRQL scores, especially the physical 
health subscore (Figure 9). 
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.nrl",ndiY A1 

Version 4.0 

DIRECTIONS 

fnllln""ri,, ... page is a list of be a for your child. 

There are no 
If you do not 

much of a nrrU'Ulll!m each one has been for your child 
ONE month 

o if it is never a n"ln!l~rrl 
1 if it is almost never a nrnl"ll"',M 

2 if it is sometimes a nr,.,hl .. ,,,", 

3 if it is often a nrnn'",m 

4 if it is 

ask for 
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UK Translation 

Comment: UK version seo! by lames 
V lIfol on CO - June 2002 and by C. !lis ... 

used 



PedsQL 2 
-1 a 

FUNCTIONING (problems with ... ) S 
times 

2 3 

2 3 

in sports or running games 0 1 2 3 

0 4 

a bath or shower by him or herself 0 2 3 4 

0 2 3 4 

7. Having hurts or aches 0 2 3 4 

8. Feeling very tired 0 2 3 4 

EMOTIONAL FUNCTIONING (problems with ..• ) 

1. Feeling afraid or scared 

Feeling angry or cross 

4. Trouble sleeping at night 

5. Worrying about what will happen to him or her 

SOCIAL FUNCTIONING (problems with ..• ) Almost Some- Often, 
Never times 

1. 1 2 3 

2. Other kids not wanting to be his or her friend 0 1 2 

3. Getting bullied by other children 0 2 

4. Not able to do things that other children his or 
0 2 3 4 her age can do 

5. Keeping up when playing with other children 0 2 3 4 

SCHOOL FUNCTIONING ,IP' ........ <;"' ... With ... } Some-
ever Imost times ften Imost 

always 

never 
1. Paying attention in class 

2.V1l:I"'''"ll:I things 

3. Keeping up with school activities 

4. Having days off school because of nol feeling well 

5. Having days off school to go to the doctor or hospital 
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UK Translation 



A2 

Version 4.0 

DIRECTIONS 

On the page is a list of be a for your child. 
Please tell us how much of a nrllhl,Am each one has been for your child 

the month 

There are no 
If you do not 

o if it is never a nr"'"".o ..... 

1 if it is almost never a 
2 if it is sometimes a nrnnl",m 

3 if it is a nrnhl"'n"I 

4. if it is almost 

ask 
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PedsQL 2 
a 

IHYSICAl Never, Almost. Often Almost 
Never Alwa s 

down the road a little bit 0 1 3 4 

0 1 3 4 

games 0 2 3 4 

0 2 3 4 

him or herself 0 2 3 4 

0 2 3 4 

0 3 4 

0 3 4 

Never Almost Some- . 
Never times 

0 1 2 

0 2 3 4 

0 2 3 4 

0 2 3 4 

Some- Often 
times 

2 3 

2 3 

3. other children 2 3 

4. that other children his or her 2 3 

5. with other children 2 3 

. Never. Some- Often Almost 
times 

0 2 3 

0 2 3 4 

0 2 3 4 

0 2 3 4 

0 2 3 4 
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09/01 UK Translation 
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There are no 
If you do not 

Version 4.0 

1 

DIRECTIONS 

o if it is never a nrr~hl':>m 
1 if it is almost never a nrnhl",m 

2 ifitis 
3 if it is often a nrnrllp.m 

4 if it is almost 

ask for 
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PedsQL 2 

Never 

0 

0 

0 

him or herself 0 2 3 

0 2 3 4 

0 2 3 4 

0 1 2 3 4 

Almost Some" Often. Almost 
Never times Alwa s 

1 2 3 4 

2 3 4 

2 3 4 

2 3 4 

2 3 4 

Never Almost Some- Often 
Never times 

0 1 2 3 

0 1 2 3 

0 1 2 3 

his or 0 2 3 4 

5. activities 0 2 3 4 

Never Often Almost 
Always 

0 3 4 

0 

0 2 3 4 

0 2 3 4 

0 2 3 4 
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