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Figufe A1l: Example of the data extraction form

Details of publication

1. Author:

2. Title:

3. : Ref:

4. Institution/contact address:
5. - Country:

' Research Question

Need for new measure

Description of measure

1. Development of measure - pilot stages (if reported)

2. Response scale used (e.g. circle, linear VAS, faces):
3. Presentation style used
3. Age range of measure:

4. Total number of domains and items:

Psychometric investigation of measure

1. Sample characteristics

N=
(i) age range? Mean age?
(ii) sex: %female %omale

(iii) ethnicity
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2. Validity testing

- face validity established? (asked participants to assess presentation and relevance of
measure)

- correlations between new scale and existing scales? (moderately high, but not too high
else needless duplication) [convergent validity]

- no correlations to scales expected to differ from [discriminant validity]

- responsiveness/sensitivity to change/time shown? (longitudinal study? effect sizes?)

2. Reliability testing
a) temporal reliability [reproducxblllty, test-retest reliability/ICC] (if scores stable across
short time period) ‘
b) internal consistency (cronbach’s alpha) -
c) inter-rater reliability (parent vs child report etc)

Reviewer’s Decision

1. Conclusions

2. Limitations of study

3. Article to be included within review?
YES NO UNSURE

364




Figure A2: Breakdown of the number of measures using different response scale

types
Measures
105
Likert 48 Graphic 28 Facial 23, Visual analog 6

(verbal/numerical) (pictorial/3D) (cartoon/photo) (visual/numerical)

QoL 15 QoL QOL 2
4
Self-esteem/ QOL 1 Self-esteem/ Self-esteem/
self-concept 21 Self-esteem/ self-concept 5 self-concept 0
Mc-tntal health 8 self-concept 6 Mental health 3 M;ntal health 0
Pain 4 Mental health 6 Pain 11 Pain 4
Pain 15
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\ Figure A3: Breakdown of the number of measures using different presentation

styles
Measures
105

Verbal 39 Written 28 Pictorial 30 Props 3 Computerised §
(interviewer-

administered)
QoL 3 QOL 13 QOL 3 QOL 0 QOL 3
Self-esteem/ Self-esteem/ Self-esteem/ Self-esteem/ Self-esteern/

self-concept 2
Mental health 2
Pain | 32

self-concept 7
Mental health 8
Pain 0

self-concept 20
Mental health 6
Pain 1

self-concept 3
Mental health 0

Pain 0

self-concept 0
Mental health 1
Pain 1
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Table AZ: Measures where authors reported items generation methods

Name of measure (study) Age | Development stages of items
% used | How items generated A Items piloted (altered due to
with |75 Existing | Existing | Expert Child this)
; Review | child adult/adol. | panel gen.
1 measures | measures
Quality of Life measures
About my Asthma (Mishoe et al., 6-12 * 7 children, checked vocab
1998) and wording of items
Children's Dermatology Life Quality 3-16 * 40 children, minor alterations
Index (Lewis-Jones & Finlay, 1995) ‘ made to improve clarity of
items
Child Health and Illness Profile (Rebok | 6-11 * "Think aloud' methodology
et al., 2001) ‘ used to ensure understanding
of key terms
Child's Health Self-Concept Scale 7-13 *
(Hester, 1984) ,
Childhood Asthma Questionnaire 4-7 * * * Items piloted on 80 asthmatic
(Christie et al., 1993, French et al., and 103 healthy children
1994) '
Cystic Fibrosis Questionnaire - Child 6-13 * *
Version (Quittner et al., 1998, 2000,
Henry et al., 19970 o
C-QOL (Jirojanakul & Skevington, 5-8 * Items piloted on 35 children
2000) . (healthy and ill)
Exeter Health-Related Quality of Life | 6-12 *
measure (Eiser et al., 2000)
Generic Children's Quality of Life 6-14 *
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Questionnaire (Collier et al., 1997,
2000) |

How are you? (Bruil , 1999, Le Coq et
al., 2000)

7-13

Items piloted on 89
chronically ill and 134 health
children

Life Activities Questionnaire for
Childhood Asthma (Creer et al., 1993)

517

Pictured Child’s Quality of Life Self
Questionnaire (Garcia et al., 1998,
Manificat et al., 2002, 1995)

4-12

Pediatric Asthma Quality of Life
Questionnaire (Juniper et al., 1992)

7-17

Pediatric Quality of Life Questionnaire
(Varni et al., 1998, 1999, 2002)

5-18

Items piloted on children

Pediatric Rhinoconjuntivitis Quality of
Life Questionnaire (Juniper et al.,
1998) |

6-12.

Items piloted on 10 children
to ensure understood wording
and concepts behind items

Personal Adjustment and Role Skills
Scale (Ellsworth , 1981, Stein &
Jessop, 1999, Walker et al., 1990)

5-18

Quality of Life Scale - Three wishes'
and "What worries you the most?' (Neff
& Conkin Dale, 1990)

7-12

Item piloted on school age
children to see ease of
administration and
appropriateness of items

Self-esteem/concept measures

| Brown IDS Self-Concepts Referents
Test (Boger & Knight, 1969, Brown,
1969, Bridgeman & Shipman, 1978,
Walker et al., 1973)

3.5-
6.5

Items piloted on children,
found some unfamiliar vocab
in half of items

Children's Physical Self-Concept Scale

Items piloted on children to
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(Stein et al., 1998)

reduce items

.{ Competence Perceptions Subjective
Task Value Beliefs (Eccles et al., 1993)

6.5
up

Items piloted on 100 children
to ensure understood items

Experimental Photographic Self
Concept Test (Boger & Knight, 1969)

3up

McDaniel-Piers Young Children's Self-
Concept Scale (McDaniel & Leddick,
1978, McDaniel, 1973)

4 up

Maryland Pre-School Self-Concept
Scale (Smith, 1978, Hughes, 1981,
Hughes & Leatherman, 1982)

'14-6

Items piloted and items with
correlations with total score
of over 0.50 kept in measure

North York Primary Self-Concept Test
(Crawf()rd, 1977) . ’

6 up

Items piloted and measure
normed for children from
grades 2 upwards

Perez Self-Concept Inventory (Perez,
1982)

5.5
up

Items piloted on children and
reduced in number

Pictorial Scale of Perceived
Competence and Social Acceptance

(Harter'& Pike, 1984, Fantuzzo, et al.,

1996) -

4-7

Two version of measure
piloted

Pictorial Self-Concept Scale (Bolea et
al., 1971)

5-9

Piloted items on children and
reduced in number

Piers Preschool Pictorial Self-Concept
Scale (Jenson, 1983, 1985)

4 up

Piloted items on children and
reduced in number, items
with highest item-total
correlations kept in measure

Preschool and Primary Self-Concept .
Scale (Stager & Young, 1982)

49

Piloted items on 3-4 year old
children, 3 year olds dropped
due to low levels of
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understanding

(=

Purdue Self-Concept Scale for 4 up Items piloted and altered
Preschool Children (Cicirelli, 1974,
Samuels & Griffore, 1979)
Reading Self-Concept Scale (Chapman | 5-8 Extensive piloting of items
& Tunmer, 1995) on children '
Self-Description Questionnaire-I 5-8 ‘
(Marsh et al., 1991, 1998)
Self-Interview (Eder, 1990) 3-8 Extensive interviews with
1 children, children's
: statements used to develop
: items within measure .
Mental health measures ‘
Children's Depression Inventory (Carey | 6 up Items piloted on children,
et al., 1987, Edelsohn et al., 1992, younger children given
Ialongo et al., 1993, Saylor et al., simple symbols and pictures
1984) to aid understanding -
Children's Manifest Anxiety Scale (La | 6-19
Greca et al., 1988, Reynolds, 1980,
1981, 1982, Reynolds & Richmond,
1978, 1979) «
Dominic Questionnaire-R (Valla, 2000, | 6-11 Items piloted on 150 children
| Breton et al., 1999) to test for acceptability and
‘ comprehension
Hospital Fears Questionnaire (Robert et | 5 up
al., 1981) '
Pictorial Instrument for Child and 6-16
| Adolescent Psychiatry (Ernst et al.,
1994)
Preschool Symptom Self-Report 3 up
@ ;




(Martini et al., 1990)

Pt

Scare Scale (Beyer & Arandine, 1988) | 3-13 Items piloted on children to
‘ ensure acceptability, school
children could do this alone,
i younger needed some help -
Social Anxiety Scale for Children 7 up
Revised (Watson & Friend, 1969,
Warren et al, 1984, La Greca et al,
1988, La Greca & Lopez, 1998, La
Greca & Stone, 1993)
Pain measures
Adu-Saad Paediatric Pain Assessment | 5-15 Thirty-two word descriptors
Tool (Abu-Saad, 1990, 1994) of pain generated, developed
f from children’s spontaneous
comments describing their
pain, words sorted into
categories and themes
: developed
Block Scale (Lehmann, 1990) 3-8 Children asked if ever
: experienced various pain
; situations, used ones that
j | children showed best
{ memory for, and experiences
| which were roughly similar
l in sensory quality
Charleston Pediatric Pain Pictures 3-95 Cartoon pictures developed,
(Adesrﬁan & Walco, 1992, Belter et al., reduced to seventeen by
1988) - : panel of child clinicians
Children’s Anxiety and Pain Scale 3-17 Children given pairs of
_ “ ,




(Kuttner & LePage, 1983, 1987,
Goodn¢ough et al., 1998, 2000,
Chambers et al., 1999)

pictures and asked to rate the
child who was most scared
and who was hurting more

Waldron/Varni Pediatric Pain Coping 5-18
Inventory (Varni et al., 1996) : ,
Word Descriptor Scale (Fogel-Keck ez | 3-18 Words used developed from

al., 1996)

spontaneous comments from
children describing their pain
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Appendix B:

Figure B1: Response sheet used to record children’s TedQL.1 answers

Item code Ability: | Really A little A little Really
(good=1 | sad bit sad bit happy
bad=0) happy

0 |1 0 1 2 3

T1: singing Sad Happy

PC1: running

PC2: swinging

PAT1: having friends

PA2: getting teased

MAT1: told off at
home

MAZ2: going on trips

PF1: getting cross

PF2: having bad
dreams

CF1: reading

373



Figure B2: PedsQL1m4.0 measure and response sheet as given to children (Study

D

Pediatric Quality of Life
Inventory

Version 4.0
YOU,NG CHILD REPORT (ages 5-7)

Instructions for interviewer:

I am going to ask you some quesiions about things that might be a
problem for some children. | want to know how much of a problem any of

these things might be for you.

Show the child the template and point to the responses as you read.

If it is not at all a problem for you, point to the smiling face

If it is sometimes a problem for you, point to the middle face

If it is a problem for you a lot, point to the frowning face

1 will read each question. Point to the pictures to show me how much of a

problem it is for you. Let's try a practice one first.

Not at all | Sometimes -~ Alot

Is it hard for you to snap your fingers @ @ @

Ask the child to demonstrate snapping his or her fingers to determine whether

__or not the question was answered correctly. Repeat the question if the child

demonstrates a response that is different from his or her action.
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Think about how you have been doing for the last few weeks. Please listen carefully to

each sentence and tell me how much of a problem this is for you.

After reading the item, gesture to the template. If the child hesitates or does not seem to
understand how to answer, read the response options while pointing at the faces.

Not

Physical Functioning (PROBLEMS WITH...) Some- | A ot
: atall | times
1. Is it hard for you to walk 0 2 4
2. Is it hard for you to run 0 2 4
3. Is it hard for you to play sports or exercise 0 2 4
4. Is it hard for you to pick up big things 0 2 4
5. Is it hard for you to take a bath or shower 0 2 4
6. Is it hard for you to do chores (like pick up your toys) 0 2 4
7. Do you have hurts or aches (Where? ' ) 0 2 4
8. 0 2 4

Do you ever feel too tired to play

Remember, tell me how much of a problem this has been for you for the last few

weeks.
Emotional Functioning (PROBLEMS WITH...) Not | Some- | A lot
- atall | times :
1. Do you feel scared 0 2 4
2. Do you feel sad 0 2 4
3. Do you feel mad 0 2 4
4. Do you have trouble sleeping 0 2 4
5. Do you worry about what will happen to you 0 2 4
Social Functioning (PROBLEMS WITH...) Not | Some- | A lot
.- ' : atall | times

1. Is it hard for you to get along with other kids 0. 2 4 -
2. Do other kids say they do not want to play with you 0 2 4
3. Do other kids tease you 0 2 4
4. Can other kids do things that you cannot do 0 2 4
5. ls it hard for you to keep up when you play with other 0 2

kids 4
School Functioning (PROBLEMS WITH...) Not | Some-| A lot

' : atall | times

1. Is it hard for you to pay attention in school 0 2 4
2. Do you forget things 0 2 4
3. Is it hard to keep up with schoolwork 0 2 4
4. Do you miss school because of not feeling good 0 2 4
5. Do you miss school because you have to go to 0 2 4

the doctor’s or hospital
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Permission letter for parents (Study 1)
Dear Parent /Guardian, |

I am writing to ask permission for your child to take part in a study that I will
be conducting in the school where your child attends. I am currently studying
for my PhD under Professor Christine Eiser, at the University of Sheffield. I am
studying young children’s development, specifically concerned with developing
measures that allow young children to accurately and easily report their
feelings, thoughts and perceptions on their lives.

I am conducting a study with school-age age children, which uses a child
friendly measure to ask the children a series of questions about their views and
abilities. For example, the child will be asked whether they are good at running
or not. Teddy bears are used to make the task more understandable for the
child, and children generally enjoy taking part in this task. The task will take
about 5-10 minutes to complete

. The study also involves a simple questionnaire for parents to fill out, asking -

a few questions about your child’s abilities and competence. I would be
grateful if you could complete this short questionnaire, and return it as soon
as possible to the school. This enables me to have your views, as well as your

child’s views.

Both you and your child will remain anonymous throughout the study, and
any results will be strictly confidential.

I hope this procedure will be useful in developing an appropriate measure of
assessing young children’s ‘quality of life’. This can then be applied help young
children facing chronic illnesses (such as cancer) and physical handicaps (such
as cerebral palsy), by being able to understand more of their own views,

thoughts and feelings.
Thank you for your time,

Yours faithfully,

Miss Joanne Lawford
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Figure B3: PedsQL1Mm4.0 measure and response sheet as given to parents
(Study 1)

PedsQL

Pediatric Quality of Life
Inventory
Version 4.0

PARENT REPORT for YOUNG CHILDREN (ages 5-7)

DIRECTIONS ‘

On the followmg page isa Ilst of things that mlght be a problem for your child.
“Please tell us how much of a problem each one has been for your child

during the past ONE month by circling:

.0 ifitis nevera problem '
1 if it is almost never a problem
2 if it is sometimes a problem’
3 if it is often a problem
4 if it is almost always a problem -

There are no right or wrong answers.

If you do not understand a question, please ask for help.
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In the past ONE month, how much of a problem has your child had with

Physical Functioning  (PRoBLEMS | Never | Almost | Some- | Often | Almost
WITH...) Never times Always
1. Walking more than one block 0 1 2 3 4

2. Running - 0 1 2 3 4

3. Participating in sports activity or 0 1 2 3 4
exercise :

4. Lifting something heavy 0 1 2 3 4

5. Taking a bath or shower by him or -0 1 2 3 4
herself .

6. Doing chores, like picking up his/her 0 1 2 3 4
toys ‘

7. Having hurts or aches 0 1 2 3 4

8. Low energy level 0 1 2 3 4
Emotional Functioning (PROBLEMS | Never | Almost | Some- | Often | Almost-
WITH...) | Never times Always
1. Feeling afraid or scared 0 1 2 3 4
2. Feeling sad or blue 0 1 2 3 4

3. Feeling angry 0 1 2 3 4

4. Trouble sleeping 0 1 2 3 4

5. Worrying about what will happen to 0 1 2 3 4
him/her

SOCIAL Functioning (PROBLEMS Never | Almost| Some- | Often | Almost
WITH...) | Never | times Always
1. Getting along with other children 0 1 2 3 4

2. Other kids not wanting to be his or .

her friend 0 ! 2 3 4

3. Getting teased by other children 0 1 2 3 4

4. Not able to do things that other 0 1 5 3 4
children his or her age can do

5. Keeping up when playing with other

children 0 ! 2 3| 4
SCHOOL FUNCTIONING (PROBLEMS Never | Almost | Some- | Often [ Almost
WITH...) ' Never timgs Always
1. Paying attention in class 0 1 2 3 4
2. Forgetting things 0 1 2 3 4

3. Keeping up with school activities 0 1 2 3 4
4. Missing school/daycare because of 0 1 2 3 4
not feeling well ; o _

5. Missing school/daycare to go to the 0 1 2 3 4
doctor or hospital
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Study 1: Descriptive statistics — Means, SDs, distributions, and assessment of

skew/kurtosis
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Appendix C:

Figﬁre C1: Example section of response sheet used to record children’s TedQL.2

answers (Study 2)
Item code Really not | A little bit/ | A little bit/ | Really
| good/not | Sometimes | sometimes | good/like/
like/ ' always
always
0 1 2 3
T1: singing Not good Good
H1: favourite sweet Don'’t like Like
PC1: swinging Not good Good
PA1: likes playing Not at all Alot
with friends
MAT: likes playing Not at all Alot
with mum
PF1: is happy/sad Sad Happy
CF1: upset if can’t do | Never Alot

work
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Permission letter for parents (Study 2):
Dear Parent/Guardian,

I am writing to ask permission for your child to take part in a study that I will
be conducting in the nursery where your child attends. I am currently studying
for my PhD under Professor Christine Eiser, at the University of Sheffield. I am
studying young children’s development, specifically concerned with developing
measures that allow young children to accurately and easily report their
feelings, thoughts and perceptions on their lives.

I am conducting a study with nursery age children, which uses a child friendly
measure to ask the children a series of questions about their views and abilities.
For example, the child will be asked whether they are good at running or not.
Teddy bears are used to make the task more understandable for the child, and
children generally enjoy taking part in this task. The task will take about 15-20

minutes to complete.

The study also involves a simple questionnaire for parents to fill out, asking »

a few questions about your child’s abilities and competence. I would be
grateful if you could complete this short questionnaire, and return it as soon
as possible to the nursery. This enables me to have your views, as well as

your child’s views.

Both you and your child will remain anonymous throughout the study, and
any results will be strictly confidential. ,

I hope this procedure will be useful in developing an appropriate measure of
assessing young children’s ‘quality of life’. This can then be applied help young
children facing chronic illnesses (such as cancer) and physical handicaps (such
as cerebral palsy), by being able to understand more of their own views,

thoughts and feelings.
Thank you for your time,

* Yours faithfully,

Miss Joanne Lawford
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Figure C2: PedsQLt™M measure and response sheet as given to parents (Study 2) :

PedsQL
Pediatric Quality of Life
Inventory
Version 4.0

PARENT REPORT for TODDLERS (ages 3-5)

DIRECTIONS

On the followrng page is a list of things that mrght be a problem for your Chlld
- Please tell us how much of a problem each one has been for your chlld
durlng the past ONE month by circling: :

' 0 if it is never a problem
-~ 1ifitis almost never a problem
- 2ifitis sometimes a problem
3ifitis oftenaproblem =~
4 if it is almost always a problem o

There are no right or wrong answers.

If you do not understand a question, please ask for help.
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In the past ONE month, how much of a problem has your child had with ...

Physical Functioning  (PROBLEMS | Never | Almost | Some- | Often | Almost
WITH...) Never | times Always
1. Walking more than one block 0 1 2 3 4

2. Running 0 1 2 3 4

3. Participating in sports activity or 0 1 2 3 4
exercise ; ,

4. Lifting something heavy 0 1 2 3 4

5. Taking a bath or shower by him or 0 1 -2 3. 4
herself ‘

6. Doing chores, like plckmg up his/her 0 1 2 -3 4
toys

7. Having hurts or aches 0 1 2 3 4

8. Low energy level 0 1 2 3 4
Emotional Functioning - (PROBLEMS | Never A;\:most Some- | Often | Almost
WITH...) _ OVET | times ’ Always
1. Feeling afraid or scared 0 1 2 3 4

2. Feeling sad or blue Y 1 2 3 4

3. Feeling angry 0 1 2 3 4
4. Trouble sleeping 0 1 2 3 4

5. Worrying about what will happen to 0 1 2 3 4
him/her

SOCIAL Functioning (PROBLEMS Never | /;:most Some- | Often | Almost
WITH...) s e 9Y~e5r times - Always
1. Getting along with other chlldren 0 1 2 3 | 4

2. Other kids not wanting to be his or .

her friend 0 ! 2 3 4

3. Getting teased by other children 0 1 2 3 4

4. Not able to do things that other 0 g 0 s )
children his or her age can do

5. Keeping up when playing with other 0

children 1 2 3 4
NURSERY FUNCTIONING (PROBLEMS | Never l;:most Some- | Often | Almost
WITH...) SVEr | times Always
1. Doing the same activities as peers 0 1 2 3 4
2. Missing school because of not 0 1 2 3 4
feeling well

3. Missing school to go to the doctor or 0 1 2 3 4
hospital - S R
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Study 2: Descriptive statistics — Means, SDs, distributions, and assessment of

skew/kurtosis
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Physical health summary sub-scale
scores

Normal Q-Q Plot: Parent PH sub-scale
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Skewness = -0.36

SE of Skew = 0.50
z:=~0.72
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Appendix D:

Bruce’s Story: Interview schedule —- 3-8 year olds

Current health and functioning _
Explain what the interview will be about (e.g. I would like to get to know you and you
get to know me, and we can talk a bit about your life, and you can help me to
understand me about you). Explain that you are here as a student learning about
children’s lives and will not tell anyone what they say unless something they tell me
causes me to be concerned about their safety.

Explain that we are gding to look at a storybook together and talk about their lives, theif
hobbies and what they are like. (Read the book together with child)

General information and self-esteem

I am a spaniel sort of dog.
I am a golden brown colour.
I am nearly five years old.

Tell me about yourself — what are you like, what do you like to do. What are you like —-
are usually a quiet or a loud person? Do you think you are clever?

About your home
When 1 was four Celia, Ziggi and I all moved to a new house near Newcastle.

Tell me about your house.. Do you have a garden to play in? If not, where else do you
play? Do you have your own bedroom? If not, why and would you like your own room?

Do you like your house?

Material Issues
I like my red collar and the nice garden that I now have to play in.

What things do you have that you like? What games and activities do you like to play?
Are there any things that you can’t do that you would like to be able to do? What other

things do you like to do?

School life
When I lived on our warm kennels I liked the food and having lots of playmates.

Tell me about school/nursery. Do you like going? What do you like doing best there?
* What do you dislike doing there?

Peer relationships

I am generally a happy a’bg. |
- I like playing with my friends and meeting new people.

... Tell me about your friends - do you have friends in your class? Do you get on well with
them? What do you like to play with your friends? Do any of your friends visit your

house?
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Social functioning
My mum is a very special person to me.
Sometimes I am naughty and she tells me off.

When I make her angry it does not last long.
1 like it best when she gives me a cuddle and says how pleased she is that I am her dog.

Tell me about your family. What do you like to do with your mum/dad? Do you tell
them what you have been doing at school/nursery? Who else do you see in your family?

Do you argue much with them?

: Feelings and thoughts .
I'was frightened when I went on a long journey in a big dark box.
1 did not know where I was going.

Tell me if you have ever been frightened. Why? What happened? What makes you sad?
What makes you happy? Do you worry about anything? What makes you cross?

Earliest memories
The earliest thing I remember is-living with my birth family on a farm in the Orkney

Islands.

I remember sleeping in a big.basket with my Mum and brothers and sisters.

Tell me the earliest things that you can remember.

Future events

I am also learning to do new things.
1 am learning how to play with my ball and fetch sttcks

What new things are you learning to do? Are you good at reading? Writing? Drawing?
What do you hke to draw/write? Who is helpmg you to learn new things?

Any other comments

We have talked a lot you and things you like to do. Is there anything you’d

like to talk about or add before we finish? Is there anything else about your life that you
would like to talk about with me? Is there anything else that you would like me to know
about you?

 Thank you very much for talking to me today!
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Permission letter to parénts (Study 3)

Dear Parent/Guardian,

I am writing to ask permission for your child to take part in a study that I
will be conducting in the nursery where your child attends. I am currently
studying for my PhD under Professor Christine Eiser, at the University of
Sheffield. I am studying young children’s development, specifically
concerned with developing measures that allow young children to
accurately and easily report their feelings, thoughts and perceptions on

their lives.

I am conducting a study with young children, which uses a child friendly
approach to ask the children a series of questions about their views and
abilities. For example, the child will be asked what sports they like to do
or who they like to play with. A short storybook is used to make the task
more understandable for the child, and children generally enjoy taking
part in this task. The task will take about 10 -15 minutes to complete.

I assure you that your child will remain anonymous throughout the
study, and any results will be strictly confidential.

I hope this procedure will be useful in developing an appropriate
measure of assessing young children’s ‘quality of life’. This can then be
applied help young children facing chronic illnesses (such as cancer) and

physical handicaps (such as cerebral palsy), by being able to understand
more of their own views, thoughts and feelings.

Thank you for your time,

Yours faithfully,

Miss Joanne Lawford

Please return this form to your child’s teacher.

I DO/DO NOT wish my child, ......ccooovviiniiiinnnnn. , to take part in this
study. |
Signed ........oooviviiiiiiiiniene (Parent/Guardian)
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Example of a trahscription from a child

Transcription of interview with TL, on 23/4/01.
JL: Interviewer
TL: Child initials

JL: OKk, it says, [ am spaniel sort of dog, I a golden brown colour, I am nearly five years
old. Can you tell me how old you are?

TL: Eight

JL: Eight, and when was your birthday?

TL: Um, 11® March

JL: Ok and what kind of person do you think you are? Do you think you are quite quiet
or quite loud? : ‘

TL: Half, half

JL: Ok, half and half, why are you loud when you are loud?

TL: (pause) o

JL: Are you loud with your family or your friends?

TL: Friends

JL: And when are you quiet?

TL: In class

JL: Ok and do you work hard at school?

TL: Yes, very

JL: Ok, coz you like to do well, do you?

TL: Yep '

JL: Ok, let’s have a look at the next page. When I was four, my mum, my family and I
all moved to new house near Newcastle. Can you tell me about your house, what's it
like?

TL: Um, well it’s not that big, but it’s not that small

JL: So it’s kind of in between is it?

TL: Yeah

JL: And do you have your own room?

TL: Mmmm (nods)

JL: Ok, and do you like having your own room?

TL: Yeah

JL: Have you got brothers and sisters as well?

TL: Yeah I got two brothers

JL: What are they called?

TL: Mark and Ryan

JL: Are they older or younger than you?

TL: Older

JL: So do you play with them at all, or not?

TL: I did play with them, but they keep, after a little while they get bored of me and
they just ...

JL: Ok, right, and do you have a garden at your house?

TL: Yep

JL: Do you like your house where you live now?

TL: Yep

- JL: Ok, -let’s have a look on the next page. What things and what games do you like to - -

play with your friends? -
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TL: Erm, when my friends’ round I like playmo like dancmo to S Club Seven and
like... playing down the cellar

JL: What sorry?

TL: Playing down the cellar

JL: Ok, and what do you play down there?

TL: All sorts of games like hangman..

JL: Ok

TL: Stuff like that

JL: Ok so you like S Club Seven then, do you lie any other music?
TL: Um... erm....(pause)

JL: Do you know all the words for S Club Seven?

TL: Most of it

JL Do you? Have you been to see them before?

TL:No

JL: Would you like to"

TL: Yeah (nods) ‘
JL: Ok, that’s cool, let’s have a look at the next pace When I lived in the warm

kennels, I liked the food and having lots of playmates. Can you tell me about school, do

you like coming to school?

TL: Um sometimes, sometimes not (laugh)

JL: Ok, so you prefer to be on holiday or... what do you like about school?
TL: Um, I like all the lessons and I like to learn

JL: Do you? So what things do you like best?

TL: Maths and, maths and science

JL: Ok, really? And what subjects do you not like, is there any subjects you don’t llke‘7
TL: I don’t much like, um, um, English

JL: Why don’t you like English

.TL: Coz um, I am not very good at writing...

JL: Oh right, ok, but you are learning are you?

TL: Yeah : .
JL: Ok, I am generally a happy do I like playing with my friends and meeting new

people, can you tell me about your frlends have you got friends in your class?
TL: Quite a lot

‘JL: Ok, yeah and have you got a best frlendr>

TL: Yeah

JL: Whose your best friend?

TL: Hannah Tumber

JL: Ok and is she in your class as well?

TL: Yeah ’

JL: Ok and do you get on well with your friends?

TL: Yeah... sometimes we do have little arguments

JL: Do you, what do you have arguments about?

TL: We always get back together — it is mostly about like, it I not much really...
JL: Just little things that you argue about?

TL: Yeah

JL: do you like to play with your friends in the playground?

TL: Yeah but sometimes I am not allowed to go out coz I got asthma

JL: Oh right, ok, so you find that a bit annoying if you can’t go?

TL: Yeah

JL: What do you do when you don’t go out?
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TL: Um, there’s a club called smiley club and I go to that

JL: Oh right, is that in break time?

TL: Yes

JL: And what do you do at your smiley club?

TL: Um not much really '

JL: So does it , do you find it annoying that you’ve go asthma and you can’t go out
sometimes?

TL: Sometimes, but I do really like smiley club, so it don’t really bother me

JL: Ok, so it makes up for it, ok. Is there anything else that you can’t do coz you’ve got
asthma that you would like to be able to do?

TL: Um sometimes PE I can’t

JL: Right
TL: Then Miss, lets us, she like takes us round the playground and playmo follow the

leader, sometimes it’s bad weather but she makes us put our coats on, but sometimes

she don’t let us..

JL: Ok so when 1t s summer do you get you asthma more?

TL: No it’s when I like been running for quite a long time

TL: And erm I have got hayfever sometimes when like all the flowers come out..

JL: Oh yeah, I get hayfever too, it’s quite bad isn’t it, when you are trying to work you

keep sneezing and all that

TL: (laughs)\

JL: Ok, what about your friends do any of them visit your house at all?

TL: Yeah most of the time my erm Hannah comes round and like some of the others

come round

JL: Do you like people visiting your house?

TL: Yes

JL: Do you like going to visit Hannah as well?

TL: Yes

JL: Have you stayed over - there?

TL:No

JL: Not yet, no

JL: Ok, do you think you would like to?

TL: Yes (nods)

JL: OK, so do you prefer to play with your friends or on your own? .

TL: Yeah, with my friends (laughs) -

JL: Ok, my mum is a very special person to me, sometimes I am naughty and she tells
me off when I make her angry it does not last long, I like it best when she gives me a
cuddle and says how pleased she is that I am her dog. Can you tell me about your
family. Do you live with your mum and your dad?

TL: Yeah

JL: And do you get on well with them"

TL: Yeah

JL: Do you talk to them quite a bit?

TL: (nods)

JL: And do you feel like you can tell them things?

TL: Yeah

JL: And who else is there is your family, is there anyone else?

TL: My brothers and my auntie and my Nan

. JL: So you see them quite a bit do you?

TL: yeah
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JL: What do you do when you go to your nan’s?
TL: Um, most of the time my Nan comes down ours
JL: Oh right and how old are your brothers?

TL: My oldest brother is... fourteen going on the fifteen this year. And my other one is
eleven going on to twelve.

JL: Right so they are a bit older than you?

TL: Yeah

JL: Do they play with you?

TL: sometimes

JL: But sometimes they don’t?

TL: Only on playstation though

JL: Do you like playing on the playstatlon?

TL: Yep

JL: is it yours"

TL: No

JL: Whose is it?

TL: My brothers yeah

JL: Ok

TL: And I like playing football with them

JL: Do you?

JL: And do you play football with your friends as well?
TL: Sometimes

JL: What about a bike, do you ride a bike at all?

TL: Yep

JL: Ok, and what about, do you argue much with your mum and dad?
TL: Sometimes

JL: ok, what do you argue with them about?

TL: Um nearly everything! (giggles)

JL: k, but you make up with them afterwards?

TL: Yeah (nods) .
JL: Ok, I was frightened when I went on a long journey in a big dark box, I did not

know where I was going. Have you ever been frightened on a journey?

TL: Yeah sometimes .. um we are going no holiday this year on the plane but I am bit
scared coz '

JL: Are you?

TL: Coz I think the plane might crash

JL: Have you ever been on a plane?

TL: No

JL: So it might be quit scary?

TL: Mmm (nods)

JL: Exciting when it takes off though. Ok what makes you sad, do any things make you
sad?

TL: Some things make me sad, like when when my brothers pick on me

JL: Oh right so you don’t like that. What do you do when they do that?

TL: 1 go and tell my mum and dad

JL: And what makes you cross?

TL: Um when my brothers take my stuff and they don’t give it back, I fight for it

- JL: What things, do you worry about any things? ... ... _

TL: Um... sometimes I worry

JL: What do you worry about?
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TL: Like I worry about nearly everything (shrugs)

JL: Ok (laughs) What things make you happy, what do you like best?

TL: Um nearly everything makes me happy, but

JL: What

TL: Nearly everything makes me glad and nearly everything makes me cross
JL: So you are quite up and down, are you?

TL: yeah

JL: What is the thing you like doing mots, if you could chose one thing?

TL: Um, I really like going swimming, but my favourite thing would be like meeting S
Club Seven

JL: Oh wow, right, so do you go swimming much?

TL: Yeah , every Tuesday, with the school, and every Tuesday with my nanny
JL: Oh right twice in one day/

"TL: Yeah

JL: you go in the afternoon and then do you go after school as well?

TL.: yeah (nods)

JL: Ok, are you going today swimming?

TL: yeah
JL: Ok, the earliest thing I remember is living with my family on a farm in the Orkney

Islands, I remember sleeping with my mum and brothers and sister in a big basket. Can
you tell me what you can remember from when were very little?

TL: Um (pause) I don’t remember much, but I do remember that my mum moved,
moved to the house were are in now

JL: When you were little?

TL: yeah and I do remember that my granddad died

JL: Oh was that sad?

TL: Yeah but I was only one though

JL: Right so you didn’ tremember that well?

TL: Yeah ‘
JL: Ok, I am also learning to do new things, I am learning how to play with my balls an

fetch sticks. What new things are you learning to do?

TL: I am learning to like read and write

JL: At school? :

TL: Yeah

~ JL: What about at home are you learning any new things?

TL: Sometimes they teach me stuff

TL: There’s not much, like they help me with my homework

JL: Right, and are you learning to ride a bike or something like that?

TL: 1 know how to ride my bike really easy but I am learning to like go on a
skateboard...

JL: Oh right whose teaching you that"

TL: My dad

JL: Oh right, erm, and is there anythmo that you would like to be able to do that other

people can do?
TL: Um - er there’s not much coz if I can’t do that, I always do something else

JL: Instead?
TL: Yeah

-.JL: Ok, thank you..... : e
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Figure D1: Example of data coding table (Study 3)

Data coding table for:

1) What sort of person are you?
Quiet/loud:

Clever:

2) Can you tell me about your house?
Big/small:

Own room/share:
Garden:

Like house;

3) What games do you like to play?

4) Can you tell me about school?
Like going:

Favourite subject/time:

Least favourite'subject/time:

5) Can you tell me about your friends?
Have lots/a few friends:

Best friends:

Come to your house:
Go to theirs:

Get on well with them:

Argue with them:

6) Can you tell me about your family?
Mentioned mum:

Mentioned dad:
Argue with parents:
Mentioned siblings:

Mentioned grandparents:
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Mentioned cousins:

Mentioned other:

Pets:

7) Emotions:
Scared:

Cross/angry:

Sad:

Happy:

8) What is the earliest thing you can remember?

9) What new things are you learning to do?

10) Is there anything that you haven’t got, that you would like to have?

What do you want to be when you grow-up? (if asked - extra)
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Appendix E:
Figure E1: Teacher questionnaire used in Study 4

For each of the children in your class that I have interviewed, please indicate
. whether there as been any MAJOR changes in their lives, behaviour or close
relationships IN THE LAST WEEK which you are aware of...... ceores

(It is not necessary to detail what may have happeried, but simply to indicate whether
any changes have occurred to any of the children which may dramatically alter their
answers to my questions about their lives, thoughts, feelings and behaviour)

Please TICK/MARK one of the four boxes for each child;

Child’s name | No changes | Minor changes (in | Health-related | Major changes
classroom/playgrou | changes (e.g. | (e.g.

nd behaviour —e.g. | child missed | child/parent/ca
caught fighting in | school due to | regiver taken
playground, fallen | cold/flu/other | ill for major

out with best minor illness) | illness, major
friend) - problems with
parents/other
family
members/careg
ivers)
1.
2.
3.
4.
5.
6.
7.
8.
0.
10.
11.
12.
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Figure E2: Example section of response sheet used to record children’s TedQL.3

answers (Study 4)

Item code Really A little bit/ | A little bit/ | Really Don’t
not sometimes | sometimes | good/like/ | know
good/not ' always
like/
always

0 1 2 3

T1: hopping Not Good

H1: sweet

H2: toy (N)

N1: sky is Purple Orange

purple/orange

PC1: swinging Not Good

PAT1: has friends to None/own Lots

plays with/play on

own -

CF1: able to do Not Good

jigsaws/board games

PF1: quiet/loud Quiet Loud

person

FA1l: mum/dad/other | No Yes

plays with them

N2: socks happy/sad | Sad Happy
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Permission letter for pareﬁts (Study 4)
Dear Parent/Guardian,

I am writing to ask permission for your child to take part in a study that I
will be conducting in the school where your child attends. I am currently
studying for my PhD under Professor Christine Eiser, at the University of
Sheffield. I am studying young children’s development, specifically
concerned with developing measures that allow young children to
accurately and easily report their feelings, thoughts and perceptions on
their lives. :

I am conducting a study with young children, which uses a child friendly
approach to ask the children a series of questions about their views and
abilities. For example, the child will be asked what sports they like to do
or who they like to play with. Teddy bears are used to make the task
more understandable for the child, and children generally enjoy taking
part in this task. The task will take about 10 -15 minutes to complete.

I assure you that your child will remain anonymous throughout the
study, and any results will be strictly confidential.

I hope this procedure will be useful in developing an appropriate
measure of assessing young children’s ‘quality of life’. This can then be
applied help young children facing chronic illnesses (such as cancer) and
physical handicaps (such as cerebral palsy), by being able to understand
more of their own views, thoughts and feel}ngs. , ‘

Thank you for your time,
Yours faithfully,

Miss Joanne Léwford

Please return this form to your child’s teacher.

I DO/DO NOT wish my child, ....coovvrniniiiiiiiinnn.. » to take part in this
study. (delete as appropriate)

Signed ... (Parent/ Guardian)
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Figure E3: Example section of response sheet used to record children’s ‘think
aloud’ answers to TedQL.3 items (Study 4)

Item code Really not | A little bit/ | A little bit/ | Really
good/mot | sometimes | sometimes | good/like/
like/ always
always

0 1 2 3

PFS5: gets cross/angry | Never | Yes alot

a Jot (N)

CFS5: remembers what | Never | Yes alot -

told to do

PC6: bike Not | Good

riding/scooter/other

PAS: friends Never | Yes alot

boss/tease them (N)

PF6: worries about Never ] J Yes alot

losing things (N)

CFé6: reading Not [ Good

(pictures/wprds)

402



Figure E4: Example of coding table with transcnpt ‘copied and pasted’ into it

(Study 4)

PCS5 - Running: Examples from Year 3, Time 1

No answer given
(DK or just repeated
response options with
no further explanation
given) .

“Not good... DK”

“Good, DK, fast”

“Little bit, coz...”

“Really good, coz I DK, just good”
“In between... coz... DK”

“Quite good”

“Really good”

“Little bit good”

Social comparison
used

(answer included a
social comparison e.g.
to friends, siblings,
parents)

“Coz when race friends used to be faster, faster now than
then” '

“Really good play races, always win, haven’t lose
running once”

“Quite good... want to be even better to catch people”
“Good... coz races with Nathan and he’s fast, am getting

better”

“Good, coz race friends between the wall, and sometimes
win” ‘

“Very good, coz quite a Jot of races with year 6, with boys

too, and won them”
“Very good, once had race and won all 21 in our class” "
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Study 4: Descriptive statistics — Means, SDs, distributions, and assessment of skew

Child TedQL.3

Actual QOL scores
Time 1, Year 1

Descriptives

140

0w
actual QOL mean

Normal Q-Q Plot: Yr1, T1, Actual QOL
'

o’

R
i o
T '

i

Observed Vakie

Skewness = -0.17

SE of Skew =0.21
z=-0.81

Kurtosis = 0.03

SE of Kurtosis = 0.41
z=0.08

Time 2, Year 1

120

100

ol
0.0 1.00 200 3.00
actual QOL mean

Normal Q-Q Plot: Yrl, T2, Actudl QOL
)

Skewness = -0.41

SE of Skew =0.21
z=-1.96

Kurtosis = -0.40

SE of Kurtosis = 0.41
z =-0.98
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Discrepancy scores
Time 1, Year 1

0

51d. Dev = 30

an w4
N = 139.00

100 3.00
discrepancy mean

Normal Q-Q Plot: Yr1, T1, Discrepancy
3

Descriptives

Skewness = -0.61

SE of Skew =0.21
z=-2.90

Kurtosis = -0.12

SE of Kurtosis = 0.41
z =-0.30

) ///“' ’
e
N
Time 2, Year 1
" Skewness = 0.34
7 SE of Skew =0.21
“ z=1.62
Kurtosis = -0.69
" SE of Kurtosis = 0.41
" z =-1.69

discrepancy mean score

Normal Q-Q Plot: Yr1, T2, Discrepancy
'

Expeced Normal
~

Observed Valie
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Actual QOL scores
Time 1, Year 3

Descriptives

1 Skewness = -0. 42
SE of Skew =0.21
168 z=-2.00
Kurtosis = 1.04
¢ SE of Kurtosis = 0.41
z =2.54
:::;T;i::ol: Yr3, T1, Actual QOL
// i
""J.
E ' "/,..J
Time 2, Year 3
o Skewness = -0.27
SE of Skew =0.21
00 7 =-1.29
" Kurtosis =0.10
© SE of Kurtosis = 0.41
© z =0.25

Normal Q-Q Plot: Yr3, T2, Actual QOL
)

xpeced

Observed Vabie
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Discrepancy scores
Time 1, Year 3

50

$1d. Dev = 20

Mean =

ol N = 138.00
3.00 <200 -100 000 100 200 100

discrepancy mean score

Normal Q-Q Plot: Y13, T1, Discrepancy
)

El
3 -1
°
g -2
Bl
Observed Valie

Descriptives

Skewness = 0.81
SE of Skew =0.21
= 3.86
Kurtosis = 0.96
SE of Kurtosis = 0.41
2i=2.35

Time 2, Year 3

20

Sid. Dev = 28

Mean = 54

| N = 136.00
-1.00 -1.00 10 3.00

discrepan cy mean score

Normal Q-Q Plot: Yi3, T2, Discrepancy
)

Observed Valie

Skewness = 0.72

SE of Skew =0.21
z=3.43

Kurtosis = 0.26

SE of Kurtosis = 0.41
z =0.64

407



Table E1: Item analysis - item-total correlations by response scale type (Year 3,

Study 4)

Item in TedQL.3 measure Time 1 Time 2
Spearman’s Spearman’s
correlation correlation coefficient
coefficient (p) (p)

Actual Ideal Actual Ideal
QOL QOL QOL QOL

Circles response scale n=49 n=44

PC1 ' 0.24 020 0.44** 0.39**

PC2 0.54** | 0.41%* ~ 0.65** 0.32*

PC3 0.44** 0.41** 0.23 0.32*

PC4 0.52** 0.36%* 0.44** 0.28

PC5 0.45** 0.40** 0.47** 0.26

PC6 0.36** 0.28* 0.63** 0.15

PA1l 0.34* 0.50** 0.39%* 0.49**

PA2 0.18 0.23 0.06 0.36**

PA3 0.48** 0.56** 0.30* 0.14

PA4 0.44** 0.41** 0.24 0.29

PAS 0.48%* 0.60** 0.30* 0.48**

FAl 0.28* 0.40** 0.09 0.40**

FA2 0.30* 0.30* 0.06 0.49**

FA3 0.49%* 0.51%* 0.17 0.16

FA4 0.26 0.15 0.29 0.15

FAS 0.23 0.41** 0.24 0.33*

FA6 0.30* 0.38** 0.54** 0.18

FA7 -0.02 0.21 0.23 0.20

PF1 -0.84 0.11 0.22 -0.08

PF2 0.21 0.44** 1 0.45* 0.23

PF3 0.28 0.44** 0.40** 0.40

PF4 0.11 0.26 -0.12 0.18

PF5 0.24 0.18 0.10 0.45

PF6 0.42** 0.52** 021 -~ 0.40

CF1 0.44** 0.62** 0.56** 0.29

CF2 0.69** 0.41** 0.29 0.17

CF3 0.19 0.49** 0.15 0.53**

CF4 . 0.20 0.24 0.26 0.50**

CF5 0.26 0.22 0.38** 0.12

CF6 0.35%* 0.14 0.20 -0.03

Faces response scale n=46 n=48

PC1 0.27 0.27 0.26 0.34*

PC2 0.39** 0.39%* 0.30* 1021

PC3 026 0.26 0.43** 0.23

PC4 0.20 -10.20 0.43 % 0.33*

PC5 0.35* 0.35* 0.44x* 0.30*

‘pc6e 0.32* 032 (028  |0I6

PA1l 0.49** 0.23 0.32* 0.51**
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PA2 0.12 -0.10 0.24 0.23
PA3 0.37** 0.37** 0.35* 0.59**
PA4 0.56** 0.37** 0.44** 0.45%*
PAS 0.41** 0.35* 0.33* -0.05
FA1l 0.34* 0.46** 0.54** 0.42%*
FA2 0.48** 0.50** 0.27 0.09
FA3 0.62%* 0.58** 0.35* 0.42**
FA4 0.27 0.18 0.21 0.11
FAS 0.30* 0.21 0.41%* 0.50%*
FA6 -0.05 0.09 0.14 0.21
FA7 0.32* 0.24 0.18 0.15
PF1 -0.33 -0.25 0.01 0.04
PF2 0.28 0.20 0.30* 0.18
PF3 0.29 0.10 0.19 0.38%*
PF4 0.07? 0.56** 0.11 0.46**
PF5 017 0.42%* 0.34* 0.08
PF6 0.46** 0.30%* 0.42%*% | 0.29%
CF1 0.04 0.25 0.04 0.46**
CR2 0.14 0.40** 0.33* 0.46**
CF3 0.18 0.30* 0.22 0.24
CF4 0.13. 0.20 0.33* 0.26
CF5 0.27 0.42%* 0.43** 0.22
CF6 0.32% 0.48** 0.31* 0.07
Thermometer response n=43 n=44
scale
PC1 0.10 0.20 0.07 0.30*
PC2 0.35* 0.08 0.44** 0.38**
PC3 0.22 0.07 0.11 0.22
PC4 0.25 0.08 0.35* 0.21
PC5 0.10 -0.04 0.63** 0.33*
PC6 0.21 0.20 0.56** 0.33*
PA1 0.37* 0.17 0.60%** 0.51%**
PA2 0.18 0.38%* -0.05 0.08
PA3 0.48** 0.22 0.31% 0.21
PA4 0.39** 0.42** 0.62%* 0.53%*
PAS 0.23 0.27 0.59%** 0.39**
FA1 0.22 0.49** 0.32* 0.25
FA2 0.22 0.44** 0.20 0.26
FA3 0.15 0.64** 0.46%* 0.26
FA4 0.46** 0.57** 0.41** 0.43%**
FAS 0.37%* 0.43%* 0.33* | 0.41%*
FA6 0.16 0.47** 0.08 0.08
FA7 0.26 0.49%* 0.38* 0.24
PF1 0.33* -0.23 0.21 0.28
PF2 0.39** 0.31%* 0.39** 0.16
PF3 _ 0.35** 0.42%* 0.08 0.09
APF4 oo 057 .. 1012 .. [040%*% ___ | 0.58%*
PF5 0.04 0.53** -0.11 0.02
PF6 0.30 0.28 0.42** 0.29
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CF1
CF2
CF3
CF4
CF5
CF6

0.37**
0.10
0.14
0.55%*

0.44%*

0.24

0.26
0.15
0.20
0.17
0.30
0.33*

0.17
0.50**
0.38**
0.49%**
0.44%*
0.17

0.21
0.25
0.36*
0.27
0.43**
0.09

Note. * p<.05, ** p<.01

Italics = correlation coefficient below .20 criterion level
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Table E2: Item analysis — item-total correlations by response scale type (Year 1,

Study 4)
Item in TedQL.3 measure | Time 1 Time 2

Spearman’s Spearman’s

correlation correlation coefficient

coefficient (p) (p)

Actual Ideal Actual Ideal

QOL QOL QOL QOL
Circles response scale n=50 n=45
PC1 0.19 0.40%* 0.46%* 0.30*
PC2 0.28* 0.22 0.55%* 0.40%**
PC3 0.46** 0.39%* 0.31* 0.27
PC4 0.56** 0.42%* 0.27 0.19
PC5 1 0.43%* 0.05 0.48** 0.31*
PC6 0.21 0.08 0.43** 0.15
PA1 0.22 0.27 0.43** 0.35%
PA2 0.01 0.20 0.10 0.19
PA3 0.38** 0.55** 0.15 0.45%**
PA4 0.09 0.22 0.52%* 0.33* .
PAS 0.26 0.08 0.43%** 0.36*
FAl 0.43** 0.39** 0.18 0.23
FA2 0.31* 0.24 0.28 0.51**
FA3 0.22 0.20 0.11 0.50**
FA4 0.35%* 0.28* 0.47** 0.27
FAS 0.26 0.39%* . 0.24 0.09
FA6 0.20 0.26 0.30* 0.16
FA7 0.15 0.04 0.37* 0.21
PF1 0.29%* 0.13 0.07 0.30*
PF2 0.39* 0.39** 0.29%* 0.10
PF3 0.41** 0.20 0.27 0.41%*
PF4 0.06 0.41** 0.09 0.15
PF5 0.33* 0.38** 0.34* 0.38** .
PF6 0.45** 0.32* 1 0.30* 0.27
CF1 0.29* 0.05 0.39** 0.46**
CR2 0.33* 0.23 0.45%* 0.48**
CF3 0.45%* 0.35%* 0.44** 0.56**
CF4 0.51%* 0.36** 0.37** 0.30*
CF5 0.36** 0.30* 0.48** 0.36*
CF6 0.46** 0.41%* 0.34* 0.36*
Faces response scale n=49 . n=40
PC1 0.45%* 0.24 0.36* 0.28
PC2 0.32* 0.13 0.34* 0.09
PC3 0.47** 0.12 0.42%* 0.35*
PC4 0.30* 0.18 0.41%* 0.30
PC5 0.32* -0.04 0.35% 0.20

| PC6 045* 016  |047%* |04

PA1 0.39** 0.36** 0.59%* 0.32*

411



PA2 0.17 0.27 0.02 0.29
PA3 0.41%* 0.39%* 0.15 0.24
PA4 0.43%** 0.43%* 0.47* 0.38*
PAS 0.60** 0.33* 0.59** 0.23
FA1l 0.39%* 0.49%* 0.34* 0.45%*
FA2 0.28* 0.30%* 0.33* 0.18
FA3 0.35* 0.47** 0.41% 0.39*
FA4 0.26 0.30%*x* 0.63%* 0.42**
FAS 0.26 0.23 0.49** 0.39*
FA6 0.50%* 0.26 0.54%** 0.21
FA7 0.48** 0.26 0.27 0.20
PF1 -0.23 0.02 -0.19 -0.10
PF2 0.30* 0.14 0.44%* -0.01
PF3 0.48** 0.37*x 0.62** 0.32*
PF4 0.23 0.13 0.15 0.41%*
PF5 0.48** 0.46%** 0.35% 0.48**
PF6 0.46%* 0.46%* 0.10 0.07
CF1 0.33* 0.26 - 0.18 0.08
CF2 0.32% 0.24 0.52%* 0.41%**
CF3 0.46** 0.46** 0.47** 0.11
CF4 0.30* 0.25 0.46** 0.52**
CF5 0.35%* 0.28* 0.32% -0.05
CF6 0.25 0.28* 0.48** -0.08
Thermometer response n=40 n=45
scale
PC1 0.34* 0.26 0.08 -0.10
PC2 0.40** 0.25 0.17 0.23
PC3 0.12 0.18 0.20 0.18
PC4 0.49%* 0.37* 0.32* -0.03
PC5 -0.05 0.30* 0.36* 0.21
PC6 0.35* 0.18 0.49%* 1-0.03
PA1 0.34* 0.18 0.40%** 0.16
PA2 0.31* 0.26 0.33* 0.16
PA3 0.34* 0.24 0.49%* 0.36*
PA4 0.22 0.31% 0.37** 0.33*
PAS 0.49** 0.44%** 0.21 0.04
FA1l 0.32* 0.17 0.53** 0.48%**
FA2 0.29 0.37* 0.50%* 0.32*
FA3 0.31 0.42%* 0.54** 0.47**
FA4 0.22 0.15 0.43** 0.34*
FAS5 0.40%* 0.15 0.42%* 0.19
FA6 0.46%* | 0.59%* 0.50%* 0.33% .
FA7 0.29 -0.13 0.50** 0.32*
PF1 -0.13 0.15 0.21 0.32*
PF2 0.31* 0.17 0.37** 0.39**
PF3 0.08 0.32* 0.20 0.26
|PF4 . 0.08 0.07 __ _|1039*%* | 0.42%*
PF5 0.53** 0.45%* 0.46%* 0.27
PF6 0.36* 0.45%* 0.17 0.19

412



CF1
CF2
CF3
CF4
CF5
CF6

0.33*
0.39**
0.47**
0.27
0.46%*
0.16

0.26
0.35*
0.27
0.35*
0.38*
0.16

0.41**
0.43**
0.55**
0.24

0.47**
0.41%**

0.35*
0.23
0.31*
0.31*
0.40%*
0.14

Note. * p<.05, ** p<.01

Italics = correlation coefficient below .20 criterion level
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Table E3: Percentage of ‘don’t know’ answers on TedQL.3 items (All children,

Study 4)

TedQL.3 item % of DK answers
PC1 1%
PC2 1%
PC3 0.5%
PC4 23%
PC5 0.7%
PC6 2.5%
PAIl 0.7%
PA2 1%
PA3 0.5%
PA4 0.7%
PAS 1%
FA1l 1.4%
FA2 1.8%
FA3 11%
FA4 1%
FAS 0.7%
FAG6 0%
FA7 12%
PF1 0.7%
PF2 1%
PF3 1%
PF4 0.7%
PF5 0.7%
PF6 1.4%
CF1 1.8% -
CR2 1.8% -
CF3 0.7%
CF4 1.4%
CF5 2.2%
CF6 1.8%
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Appendix F:

Figure F1: Example section of response sheet used to record children’s TedQL.4

answers (Study 5)

Item code - Really not | A little A little Really Don’t
good/not | bit/ bit/ good/like/ | know
like/ Sometime | sometimes | always
always ]

0 1 2 3

H1: losing favourite | Sad Happy

toy

T1: hopping Not good Good

1: swinging Not good Good

2: playing ball games | Not good Good

3: climbing high Not good Good

things

4: running Not good Good
Not good Good

5: bike riding
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| Permission letter for parents (Study 5)
Dear Parent/Guardian, .

I am writing to ask permission for your child to take part in a study that
I will be conducting in Bridge and Patrixbourne School, where your
child attends. I am currently studying for my PhD under Professor
Christine Eiser, at the University of Sheffield. I am studying young
children’s development, specifically concerned with developing ways for
young children to report their perceptions on their lives.

I am conducting a study with children below eight years, which uses a
child friendly approach to ask the children about their views and abilities.
For example, the child will be asked what sports they like to do or who
they like to play with. Teddy bears are used to make the task more
understandable for the child, and children generally enjoy taking part in
 this task. The task will take about 10 minutes to complete.

I hope this procedure will be useful in developing an appropriate
measure of assessing young children’s ‘quality of life’. This can then be
applied help young children facing chronic illnesses (such as cancer) and
physical handicaps (such as cerebral palsy), by being able to understand
more of their own views and feelings.

I assure you that your child will remain anonymous throughout the
study, and any results will be strictly confidential.

Thank you for your time,
Yours faithfully,

Miss Joanne Lawford

Please return this form to your child’s teacher.

1 DO/DO NOT wish my child, ............. e, , to take part in this
study. | , '
Signed .....cooovviiiiiiinii (Parent/Guardian)
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Letter to parents detailing Study 5:
Dear Parent/Guardian,

As you may remember, I contacted you about your child taking part in a
study I am conducting in your child’s school, over June 2003. I have
been interviewing children from Years 1-3 about their thoughts and
feelings on their lives.

I hope this procedure will be useful in developing an appropriate
measure of assessing young children’s ‘quality of life’. This can then be
applied help young children facing chronic illnesses (such as cancer) and
physical handicaps (such as cerebral palsy), by being able to understand
more of their own views, thoughts and feelings.

I am also interested in parents’ views about their children. I have
included some questionnaires which I would be entirely ‘grateful if you

could complete, in relation to your child . ceeves nve sen sus one ., and
either return using the stamped addressed envelope mcluded or brmg

back to school. Your views will be very helpful in allowing comparisons
between parents’ and children. If you can take the time to complete the
questionnaires, I do appreciate your help.

Any information you provide will be kept strictly confidential, and no
names will be used in any reports of the study.

The following page explains my study in more detail, and will hopefully
- answer any questions you may have. Otherwise, please do not hesitate to
contact me at the address and telephone number at the top of this letter.

Yours faithfully,

Miss Joanne Lawford
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Gaining information about your children’s lives.
What is this study about?

The aim of the study is to find the best ways to gain information from
young children about their lives. My research has been focused on
developing measures which allow young children to easily and accurately
report their feelings and thoughts on their lives.

I want to find out about what children think about their lives, and also
what parents’ think about their children’s lives. I am interested in
comparing children’s and parents’ views. I will be interviewing children in
Bridge & Patrixbourne School, and I also would like to find out what
parents think, using questionnaires.

What will be involved if I agree to take part?

If you agree to take part in this study, I would like you to complete the
enclosed questionnaire and return it by post. A stamped addressed
envelope has been included so it.can be easily posted back to us (you
don’t have to add a stamp). Or, if you prefer, you can return the
questionnaire directly to the school, to your child’s teacher, and they will

pass it on to me.

Will the information obtained in the study be confidential?

All of the information you provide by answering the questionnaire will
be anonymised and kept strictly confidential. I will give you an ID
number (on the corner of your questionnaire sheets) which will simply
be used to link your questionnaire to the information gained from your
child (as I need to be able to compare parent and child reports).

Anything you report in the questionnaire will be treated in confidence.
No names will be mentioned in any reports of the study, and care will be
taken so that individuals cannot be identified from details in reports of

results of the study.

.What if I wish to gain more information on this study?

If you wish to talk in more detail with anyone about this study, I (Joanne
Lawford) will be available to talk to any parents between 9t June and 4t
July at the school (either during or after school hours). Or you can contact
me anytime at the address or telephone number at the top of this letter. I
will be more than happy to talk to you.

Thank you for your help, it is much appreciated.
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Figure F2: Questionnaire version of TedQL.4 measure as given to parents (Study
5)

We are interested in what you think your child is like. On the following pages are a
list of questions about your child. These questions are taken from conversations with
children, and reflect the kinds of activities that children at this age do.

Please answer the questions how you think your child would answer them by
marking the correct place on the thermometer scale. Think about how your child has
been in the last week when answering the questions. ~

Here is an example to help show you how to answer the questions.

For example, we might ask:
a) How good is your child at catching balls?
If you think your child would say that they were quite good at catching balls, then

you would mark the first ‘actual’ thermometer like this:

Actual Ideal

very good —F

little bit good ——|

not very good —

3
i
9
(o
- really not good | —1
Y
"j;/ O
A

We will also ask a second question about each activity:
b) How would your child like to be at catching balls?

If you think your child would like to be really good at catching balls, then you
would mark the second ‘ideal’ thermometer likg this: T

f 2/

very good

p-—— little bit good

t— not very good

P

i

[54]

Qwally not good =l
e ",7"

¥

(there is no need to colour in all the
thermometer,
you can just tick or mark the correct point)

There will be two parts to each question, the first asking about how they actually are
(actual), and the second asking how they would like to be (ideal).
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Remember to think about the last week, and answer the questions
how you think your child would answer.

1a) How good is your child at swinging
(e.g. on swings at the park)?
1b) How would your child like to be at swinging?

2a) How good is your child at playing ball games?
2b) How would your child like to be at playing
ball games?

3a) How good is your child at climbing high things?
3b) How would your child like to be at climbing
high things?

4a) How good is your child at running?
4b) How would your child like to be at running?

5a) How good is your child at bike riding?
5b) How would your child like to be at bike riding?

Actual Ideal

very good
little bit good

not very good —|

really net good

e
Q—:i

Actual Ideal
very good

little bit good

not very good

really not good

O
o——

Ideal
very good —

>
2
=4

little bit good —|

not very good —|

really not good

) ema—

Actual Ideal
very good —

little bit good —|

not very good —

really not good

O——
i o

Actual Ideal

very good
little bit good

not very good

really not good

G
O———
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Remember to think about the last week, and answer the questions
how you think your child would answer.

6a) How many friends does your child have to play ., b
with at school? ot
6b) How many friends would your child like to have
to play with at school?

afew

hardly any —]

none at all

T

Ideal

7a) How much do your child’s friends come over to *ajot of the time-{ |
play at your house?
7b) How much does your child want their friends to

come over to play at your house? hardly ever—|

a little bit—

never

Q

8a) How much does your child get teased by their ~ Agwt = s

friends?
8b) How much does your child want to be teased? alittle bit—

hardly ever—

never

9a) How much do you play with your child at home? acua ideal

y alot of the time
9b) How much does your child want you to play
a little bit
hardly ever
never

with them at home?
Ideal

=

10a) How much does your child tell you about what

they have been doing at school?
10b) How much does your child want to tell you
about what they have been doing at school?

lots of things
afew
hardly any

none at all

( Z;FPO
=
£
3
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Remember to think about the last week, and answer the questions
how you think your child would answer.

Do they have brothers/sisters? If yes, see Q11 and Q12, If no, go to Q13.

11a) How much does your child play with their

Actual Ideal

brothers/sisters? R
11b) How much does your child want to play with | 2 ittle bit—|
them?
— hardly ever—|
never
12a) How much does your child get bossed around ,_ -
by their brothers/sisters? alot
12b) How much does your child want to get boss i B
around by them?
— hardly ever —|
never
13a) How much does your child see their Ao Ideal
grandparents? S
13b) How much does your child want to see their — alittie bit—|
grandparents?
— hardly ever—
never
14a) How much does your child get told off at home?A
14b) How much does your child want to get told off “{'T— alot —')
at home? —
—— a little blt—‘
|— hardly ever—|
never
15a) How much does your child feel scared? Al e
15b) How much does your child want to feel scared?
— a little bit—

— hardly ever—

never

422



Remember to think about the last week, and answer the questions
how you think your child would answer.

16a) How much does your child have bad dreams T alot —

at night? — alittle bit—|

16b) How much does your child want to have bad

dreams at night? [~ Daldy ever—
never

17a) How much does your child feel cross/angry? . -

17b) How much does your child want to feel ol

cross/angry? — alittle bit—|

— hardly ever—

never

18a) How much does your child worry about losing A =~ wes

their things (like toys/clothes)?

18b) How much does your child want to worry about| [— aitte bit—

losing their things?

19a) How good is your child at doing numbers
at school? (e.g. like adding and taking away)
19b) How would your child like to be at doing
numbers at school?

20a) How good is your child at writing?
(e.g. spelling words, writing neatly)
20b) How would your child like to be at writing?

+— hardly ever—|

never

Actual Ideal
very good

little bit good

not very good

really not good

Actual Ideal
very good

little bit good

not very good

_really not good

423



Remember to think about the last week, and answer the questions
how you think your child would answer.

21a) How good is your child at drawing?
21b) How would your child like to be at drawing?

22a) How good is your child at reading?
(e.g. reading a story book aloud to you at home)
22b) How would your child like to be at reading?

Actual Ideal
very good
|

ittle bit good

not very good

really not good

Anu;l Ideal

very good
little bit good
not very good
really not good
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Study 5: Descriptive statistics — Means, SDs, distributions, and assessment of

skew/Kurtosis

Child TedQL.4

Actual QOL mean scores
Year 1

3

0.00 100 2.00 3.00
actual TedQL mean

Normal Q-Q Plot: Yrl, Actual QOL
10

Expected Normal

Observed Vakie

Descriptives

Skewness = 0.46

SE of Skew =0.40
z== 1,15

Kurtosis = -0.09

SE of Kurtosis = 0.79
z=0.11

Year 2

S1d. Dev = 30
Mean = 190

0.00 100 2.00 3.00
actual TedQL mean

Normal Q-Q Plot: Yr2, Actual QOL
2

r"/

Expected Normal
& & =

Observed Vakie

Skewness = -0.27

SE of Skew =0.35
z=-0.77

Kurtosis = -0.43

SE of Kurtosis = 0.68
z = -0.63

Year 3

H

Std. Dey = 27
Mean = 202

Skewness = 0.37

SE of Skew =0.35
z=1.06

Kurtosis = 0.06

SE of Kurtosis = 0.68
z =0.09
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Normal Q-Q Plot: Yi3, Actual QOL
:

Expecred

Obverved Vakie

Discrepancy mean scores Descriptives
Year 1
# Skewness = -0.05
SE of Skew = 0.40
’ z=-0.13
N Kurtosis = -0.51
SE of Kurtosis = 0.79
" z=-0.64

“3.00 -1.00 100 3.00

discrepancy TedQL mean

Normal Q-Q Plot: Yr1, Discrepancy
15

Skewness = 0.35

SE of Skew =0.35
z=1.00

Kurtosis = -0.73

SE of Kurtosis = 0.68
z=-1.07

discrepancy TedQL mean
Normal Q-Q Plot: Y2, Discrepancy
1

Skewness = 0.35

SE of Skew =0.35
z=1.00

Kurtosis = 0.82

SE of Kurtosis = 0.68
7:=1.21

discrepancy TedQL mean
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Expecred Normal

Normal Q-Q Plot: Yr3, Discrepancy
N

Observed Vakie
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Parent TedQL.4

Actual QOL mean scores
Year 1

0

S1d. Dev = 19
Mean = 205
N = 2600

0.00 1.00 200 3.00
parent act tedq! mean

Normal Q-Q Plot: Parent, Yr1, Actual QOL
18

Descriptives

Skewness = 0.05

SE of Skew = 0.46
z=0.11

Kurtosis = -0.31

SE of Kurtosis = 0.89
z =-0.35

100 200 100
parent act tedql mean

Normal Q-Q Plot: Parent, Yr2, Actual QOL
)

Skewness = -0.49

SE of Skew =0.41
z=-1.20

Kurtosis = -0.38

SE of Kurtosis = 0.81
z=-0.47

5td. Dev = 26
- 201

100 200 .00
parent act tedgl mean

Normal Q-Q Plot: Parent, Yr3, Actual QOL
1

Expmcied Nomat
b L -

Obyerved Valie

Skewness = -0.46

SE of Skew =0.39
z=-1.18

Kurtosis = -0.33

SE of Kurtosis = 0.77
z=-043
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Parent TedQL.4

Discrepancy mean scores
Year 1

Std. Dey = 19
Mean = 64

N = 2600

5 150 -50 .50 150 250 1350
parent dis tedql mean

Normal Q-Q Plot: Parent, Yrl, Discrep
0

Descriptives

Skewness = 0.33

SE of Skew = 0.46

z. =072

Kurtosis = -0.07

SE of Kurtosis = 0.89
z =-0.08

Skewness = 0.26

SE of Skew =0.41
z=0.63

Kurtosis =-0.58
SE of Kurtosis = 0.81
z=-0.72

st s v
i
{
Year 3
. Skewness = -0.42
SE of Skew = 0.40
) z=-1.05
3 Kurtosis = -1.07
SE of Kurtosis = 0.79
0 z==1.35 .

o
«3.50 -2.50 -150 -50 50 150 250 150
parent dis tedql mean

Normal Q-Q Plot: Parent, Y13, Discrep
L .

Expected

Observed Vahie
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Child PedsQLTM4.0

Total QOL scores Descriptives
Year 1
2 Skewness = -0.17
SE of Skew =0.39
n z=-0.44
Kurtosis = -1.36
SE of Kurtosis = 0.77
z=-1,77
g e
Skewness = 0.01
SE of Skew =0.36
z=0.03
Kurtosis = -0.48
SE of Kurtosis = 0.70
z =-0.69
total p‘:;d mean uo::
. Normal Q-Q Plot: Yr2, Discrepancy
i.
i,
Year 3
“ ' Skewness = -0.09
SE of Skew =0.33
. z=-0.27
. Kurtosis = -0.82
SE of Kurtosis = 0.64
35 z=-1.28
" s 0 o, T
K
i
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Physical health summary mean scores
Year 1

30

100

physical functioning mean score

Normal Q-Q Plot: Yr1, PH sub-scale
s

Observed Valie

Descriptives

Skewness = -0.22

SE of Skew =0.37
z=-0.59

Kurtosis = -0.92

SE of Kurtosis = 0.72
z=-1.28

Year 2

Std. Dev = 14.38
Mean = 718

N v 5100

100 soo
physical functioning mean score

Normal Q-Q Plot: Y2, PH sub-scale
1

Skewness = -0.46

SE of Skew =0.33
z=-1.39

Kurtosis = -0.29

SE of Kurtosis = 0.66
z=-0.44

physical functioning mean score

Normal Q-Q Plot: Yr3, PH sub-scale
g

Expected

Skewness = -0.40

SE of Skew =0.33
Z=-1.21

Kurtosis = -0.24

SE of Kurtosis = 0.65
z=-0.37
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Psychosocial health summary sub-
scale scores
Year 1

100
psychosoclal mean score

Normal Q-Q Plot: Yrl, PS sub-scale
)

Descriptives

Skewness = -0.36

SE of Skew =0.39
z=-0.92

Kurtosis = -0.96

SE of Kurtosis = 0.77
z=-1.25

100 500
psychosoclal mean score

Normal Q-Q Plot: Yi2, PS sub-scale
1

Skewness = 0.14

SE of Skew =0.36
z=0.39

Kurtosis = -0.43

SE of Kurtosis = 0.70
z =-0.61

Skewness = 0.04

SE of Skew =0.32
20,13

Kurtosis = -0.77

SE of Kurtosis = 0.63
z2=~1,22

432



Expected Normal

Normal Q-Q Plot: Yi3, PS sub-scale
1

Obswved Vakie

}y

arent PedsQLTM4.0

Total QOL scores
Year 1

1%

14

12

10

.
0
4
2

Exprcred Normal

. 20 260 s00 140 "o
parent pedsqimn

Normal Q-Q Plot: Parent, Yrl, Total QOL
s 7

Observed Vakie

Descriptives

Skewness = -0.75

SE of Skew =0.44
z=-1.70

Kurtosis = -0.35

SE of Kurtosis = 0.86
z=-041

Year 2

Sid. Dev = 11.59

Mean = 803
N w3400

ol
20 260 500

parent pedsqlimn

Normal Q-Q Plot: Parent, Yr2, Total QOL
3

Observed Vakie

Skewness = -0.66

SE of Skew = 0.40
z=-1.65

Kurtosis = -0.17

SE of Kurtosis = 0.79
z=-0.22

433



Year 3
0 Skewness = -0.20

SE of Skew =0.38
z=-0.53

Kurtosis = -0.56

SE of Kurtosis = 0.74
z=-0.76

S1d. Dev » 12.47
Mean = 791
N = 3900

: 20 260 500 140
parent pedsqlmn

Normal Q-Q Plot: Parent, Yr3, Total QOL
2

Observed Vakie
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Physical health summary sub-scale
scores
Year 1

14

Y 260

parent pf mn

Normal Q-Q Plot: Parent, Yrl, PH score
1

Expected Normal
2 8 &

Observed Vabie

Descriptives

Skewness = -1.30

SE of Skew =0.43
z=-3,02

Kurtosis = 2.09

SE of Kurtosis = 0.85
z=246

Year 2

0 60 s00
parent pf mn

Normal Q-Q Plot: Parent, Yr2, PH score
1

Skewness = -0.84

SE of Skew = 0.40
z=-2.10

Kurtosis = 0.40

SE of Kurtosis = 0.79
z=0.51

Skewness = -0.76

SE of Skew =0.37
z=-2.05

Kurtosis = -0.47

SE of Kurtosis = 0.73
z =-0.64
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Normal Q-Q Plot: Parent, Y13, PH score
13

Expected Normal

Observed Vakie

Psychosocial health summary sub-

scale scores
Year 1

Y 260 500 740 980
parent psocmn

Normal Q-Q Plot: Parent, Yrl, PS score

Descriptives

Skewness = -0.75

SE of Skew = 0.44
z=-1.70

Kurtosis = -0.22

SE of Kurtosis = 0.86
z=-0.26

parent psocmn

Normal Q-Q Plot: Parent, Yi2, PS score
Y .

Observed Vakie

Skewness = -0.54

SE of Skew = 0.40
z=-1.35

Kurtosis = -0.44

SE of Kurtosis = 0.79
z=-0.56

Skewness = -0.19
SE of Skew =0.38
z=-0.50

Kurtosis = -0.46
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Expected Normal

SE of Kurtosis = 0.74
z=-0.62

Std. Dev = 14.05
Mean = 754
N = 1900

2.0 260 500 740 980
parent psocmn

Normal Q-Q Plot: Parent, Y3, PS score
2

i

¥

-2
s w0 70 "o [ 1oa o

Observed Vakie
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Table F1: Item analysis - item-total correlations for TedQL.4 items (Year 1, Study

5)

Year 1:

Item in TedQL.4 measure

Spearman’s correlation coefficient

(p)
Child Parent
report report
(n=41) (n=29)

Actual Ideal Actual Ideal
QOL QOL QOL QOL

Tl 0.29 0.29 0.14 0.37
T2 0.41% 0.42* 0.49* 0.29
i 0.27 0.43* | 0.52** | 0.39*
T4 0.20 0.26 0.03 0.33
TS 0.13 0.19 0.30 0.25
T6 0.56%* 0.46** | 0.52** | 0.45*
T7 0.14 0.27 0.11 0.51**
T8 0.32 0.22 0.40%* 0.37
TO9 0.28 0.37* 0.26 0.11
T10 0.18 0.37* 0.18 0.11
TI1 0.31 037 0.07 0.13
T12 0.57%* 0.46** | 0.49*%* | 0.31
T13 0.42%* 0.42%* 0.12 0.39*
T14 0.35% 0.30* 0.08 0.08
T15 0.14 0.16 0.27 0.36
T16 0.35*% 0.36* 0.26 0.08
T17 0.21 0.35* 0.42* 0.41%
T18 0.36* 0.30* 0.40%* 0.27
T19 0.13 0.29 0.27 0.44%*
T20 0.31%* 0.08 0.60** | 0.40*
T21 0.48%* 10.30 0.08 0.27
T22 0.38%¥ 0.34* 0.44* 0.45*

Note. * p<.05, ** p< .01

Italics = correlation coefficient below .20 criterion level
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Table F2: Item analysis - item-total correlations for TedQL.4 items (Year 2, Study

5)

Year 2:

Item in TedQL.4 measure

Spearman’s correlation coefficient

P)
Child Parent
report report
(n=53) (n=34)

Actual Ideal Actual Ideal
QOL QOL QOL QOL

Tl 0.03 021 | 041* |0.03
12 0.52%% | 0.54%* 027 |0.27
T3 0.26 004 |018 |0.41*
T4 0.42%% | 014 |044* |0.16
TS 0.44*% | 039% 031 |0.23
T6 0.40%* | 031% | 0.59%* |0.34*
T7 0.12 0.18 | 0.04 |0.34*
T8 035% |0.04 |05 |0.63%*
T9 0.05 028 | 044* |0.12
T10 0.48%* | 0.59%* |038* |0.35*
T11 035% |036* |037* |0.41*
T12 0.50%* | 0.41%*% |0.39% | 0.48%*
T13 031* |0.14 |-001 |-0.02
T14 0.05 0.35% | 035% | 0.44*
T15 0.22 014 |032 031
T16 0.44%* | 0.40%* |036* |0.31
Ti7 035 |026 | 057% |0.45%*
T18 0.41%% | 0.49%* | 0.53%* |0.44*
T19 0.19 037+ |0.09 |0.27
T20 0.27 0.42%* |039* |0.22
T21 0.18 0.42%% | 0.56%* |0.26
T22 0.11 0.38** | 028 | 0.00

Note. * p<.05, ** p<.01

ltalics = correlation coefficient below .20 criterion level
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Table F3: Item analysis - item-total correlations for TedQL.4 items (Year 3, Study

5)

Year 3:

Item in TedQL.4 measure

Spearman’s correlation coefficient

P)

Child Parent report
report (n=40)
(n=55)

Actual Ideal Actual Ideal
QOL QOL QOL QOL

Tl 0.17 0.02  |036% |0.32
T2 0.18 023 |0.44* |0.29
T3 0.24 0.07 | 051%* |0.52%*
T4 031* |026 [033* |0.16
TS 0.42%* 023 | 049%* |0.37*
T6 0.13 0.40%* | 0.53** | 0.36*
T7 031* |024  |058% |0.36*
TS 034* |036% |048* |0.23
T9 030 |0.15 |033* |0.33
T10 0.52%* | 0.56** [0.39*% |0.21
T11 0.30 025*% |024 |0.36*
T12 0.23 034* |01 |0.38*
T13 029% |035% |034* |0.36*
T14 034* |06 |040% |0.35*
T15 0.25 0.10 | 0.43%% | 0.54%*
T16 034% |031* |037* |0.34*
T17 0.21 008 |035% |0.65%*
T18 0.28 028* |07 |0.43*
T19 0.26 003 |040% |-0.08
T20 033* | 058%* [032 |0.I8
T21 03%% | 0.58%* |0.31 0.18
T22 0.16 029% |0.41* |0.24

Note. * p<.05, **p<.01

ltalics = correlation coefficient below .20 criterion level
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Table F4: Item analysis - item-total correlations of PedsQL1m4.0 measure (Year 1,

Study 5)
Year 1:
Item in PedsQL measure Spearman’s correlation
coefficient (p)
Child Parent
report report
(n=41) (n=29)
Total QOL Total QOL
PF1 0.06 0.41%*
PF2 0.14 0.27
PF3 0.32 0.44*
PF4 0.48%** 0.55%%
PF5 0.52%* 0.30
PF6 0.18 0.66**
PF7 f.52%* 0.54%*
PF8 0.58** 0.74**
EF1 0.34* 0.71%*
EF2 0.62** 0.70**
EF3 0.57** 0.56%*
EF4 0.32 0.51%*
EF5 0.63** 0.57%*
SF1 0.55%* 0.82%*
SF2 0.59%* 0.51**
SF3 [l 0.69%**
SF4 0.42% 0.49**
SF5 0.26 0.65*%*
SCHF1 0.59%* 0.63**
SCHF2 0.49%* 0.54%*
SCHF3 0.59%* 0.65**
SCHF4 0.49** 0.43*
SCHF5 Q.52%* 0.15

Note. * p<.05 , ** p<.01

Italics = correlation coefficient below .20 criterion level
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Table F5: Item analysis - item-total correlations for TedQL.4 items (Year 2, Study

5)

Year 2:

Item in PedsQL measure

Spearman’s correlation
coefficient (p)

Child Parent

report report

(n=53) (n=34)

Total QOL Total QOL

PF1 0.48** 0.32
PF2 0.40%** 0.33
PF3 0.33% 0.46**
PF4 0.48** 0.50%*,
PF5 0.16 0.46**
PF6 0.24* 0.69%*
PF7 0.39** 0.59**
PF8 0.54** 0.63**
EF1 .53%% 0.73%*
EF2 0.12 0.60%**
EF3 0.46** 0.52%#
EF4 0.50%* 0.56%*
EF5 0.62** 0.43*
SF1 0.60** 0.40%*
SF2 0.46** 0.52%%
SF3 0.60** 0.62**
SF4 0.39%* 0.82%*
SF5 0.49** 0.54%**
SCHFI1 0.34%** 0.62%*
SCHF2 0.46** 0.78%*
SCHF3 0.40** 0.66**
SCHF4 0.43** 0.38%
SCHF5 0.26 0.66*

Note. * p<.05, ** p<.01

Italics = correlation coefficient below .20 criterion level

Table F6: Item analysis - item-total correlations for TedQL.4 items (Year 3, Study

5)
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Year 3:

Item in PedsQL measure

Spearman’s correlation

coefficient (p)

Child Parent

report report

(n=55) (n=40)

Total QOL Total QOL

PF1 0.27 0.37%
PF2 0.08 0.53**
PF3 0.37** 0.55%%
PF4 0. 72%* 0.58%*
PF5 0.44* 0.43%*
PF6 0.39* 0.60%**
PF7 0.34* 0.66**
PF8 0.29* 0.67**
EF1 0.61** 0. 75%%
EF2 0.39%* 0.83**
EF3 0.31* 0.52%*
EF4 0.46** 0.50%*
EF5 0.27 0.64**
SF1 0.42%* 0.73**
SF2 0.35* 0.63**
SF3 0.62%% 0.66**
SF4 0.37%* 0.75%%
SF5 0.40%* 0.77%*
SCHF1 0.50** 0.41%*
SCHF2 0.23 0.60%**
SCHF3 0.41%* 0.53%*
SCHF4 . 0.42%* 0.57%%
SCHF5 0.32% 0.62%*

Note. * p<.05, #* p<.01

Italics = correlation coefficient below .20 criterion level
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