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CHILD Agenda

March 1st, 1-4 pm
(nb!)

Seminar on Marie
Golséater's dissertation in
Gc509 at School of Health
Sciences. We also discuss
'Informed Conscent'.

March 9th, 1 pm

Marie Golsater defends her
dissertation in Forum
Humanum at School of
Health Sciences

March 15th, 1-3 pm
Seminar on Ylva Stahl's
dissertation at School of
Education and
Communication in Ha 208

March 29th, 1-3 pm
Seminar on Anne-Sofie
Strand's article in Gc509 at
School of Health Sciences

April 12th, 1-3 pm

Mewsletter from the research profile CHILD, based
at Jonképing University

Participation and Family Involvement

In this issue of CHILD's newsletter we focus on participation of children
and youth with long term conditions or impairments in family activities,
school and leisure activities.

- The articles below illustrate commonalities between children in different
gaes having different conditions or impairments and also that different
ways of operationalizing participaion and collecting data on participation
can be used to build up a stronger knowledge base concerning
participation in everyday life for children and youth that need additional
support, says Mats Granlund.

Press 'Las' for Mats Granlund's continued introduction

Las B

Participation in Leisure Activities for
Children with and without Disabilities

To identify facilitators and hinders for participation in leisure activities for
children with disabilities is essential to enable interventions with the aim to
enhance the level of participation in children with disabilities.

- Children with disabilities meet restrictions in their participation, says
researcher Anna Ullenhag.

- This is of concern, since participation is believed to contribute to a child’s
development, health and well-being.

Las B

Participation in Family Activities of
Children with Profound Multiple Disabilities

To what extent do children with profund
&2 :\ ; multiple disabilities (PMD) take part in family
activities? CHILD-researchers Jenny
Wilder and Anna Karin Axelsson wish
to add scientific knowledge to the field.
- The overall aims with our work, Jenny
Wilder explains, are to study occurrence of

http://hogskolanjonkoping.editpublisher.se/front.php?letterld=0WmmN2e52&preview=1[2012-02-28 08:40:52]


http://hj.se/personinfo.html?id=1355&lang=sv
http://hogskolanjonkoping.editpublisher.se/modules/text/zoom.php?letterId=0WmmN2e52&textId=3708&l=2
http://hogskolanjonkoping.editpublisher.se/modules/text/zoom.php?letterId=0WmmN2e52&textId=3721&l=2

Nyhetsbrev fran HLK

Seminar on Ann
Simmeborn-Fleischer's
article in Ha 208 at School
of Education and
Communication

April 26th, 1-3 pm
Seminar on Sara Hvit's
'mantle/kappa’ in G¢c509 at
School of Health Sciences

April 27th, 1 pm
Ylva Stahl defends her
dissertation in Forum
Humanum at School of
Health Sciences

May 10th, 1-3 pm
CHILD-seminar in Ha208 at
School of Education and
Communication

May 24th, 1-3 pm
Seminar on Berit
Bjorkman's article in Ge509
at School of Health
Sciences

June 4th-20th
Intensive Course, Global
Education and
Developmental Studies

June 14th

ICU-CHILD research group
from Malardalen's Hogskola
visits us

June 15th

Gregor Maxwell defends his
dissertation at School of
Education and
Communication

CHILD's Research
Coordinator

E-mail: Cecilia Allegrind
Phone: +46 36 10 13 76

33 articles

family activities in families that have a child
with PMD, the participation (attendance and involvement) in family activities
of these children, to investigate the 'role' of personal assistants in family
activities and to identify facilitating factors for participation in family
activities for children with PMD.

Las o

Participation from Two Perspectives — the
Frequency of Attending and the Intensity
of Involvement

- It is important to represent part|C|pat|on from both

CHILD-researcher Gregor Maxwell. Gregor
| Maxwell presents in his research a new way of
looking at participation that provides a more
balanced way of representing the construct and
brings in involvement, which has previously not
been successfully done.

Las e

Have the Child in Focus rather than the
Diagnosis

- Everone interviewed expressed that
this research situation was the first
where the child was in focus rather
than the cancer diagnosis, says

| CHILD-researcher Laura Darcy.

- Even though the incidence of cancer
among children is highest in the 1-6
year age group, there are very few
published studies describing these
children’s health or wellbeing. This
initial finding highlights the necessity of research involving children. Read
on to learn more about Laura Darcy's research methods.

Las =Y

CHILD becomes a member of SIDR

"-. INSTITUTET FOR HANDIKAPPVETENSKAP
£ SWEDISH INSTITUTE FOR DISABILITY RESEARCH

As of the start of 2012 Jonkdping University became a full member of the
Swedish Institute for Disability Research (SIDR) with a special
responsibility for coordinating research concerning children that need
additional support on top of what is given to all children. The work has
already started...

Las o
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published in - CHILD hosts an Intensive Summer

Members of the CHILD- Institute

group published in all 33 © In June Jonképing University will host GEDS Summer Institute
articles in peer reviewed : focused on measuring and intervening with children’s environment (4-20
journals during 2011. Press  of June). Researchers from the USA, Germany, Portugal, South Africa and
and take part of the_list of Sweden will be involved. Join us, either take the course (master
CHILD-articles ¥ (pdf, 170 :  students or doctoral students) or just join the parts that are of interest.

kB). :

Las e

Professor Monika Bullinger visited
Jonkoping University

Professor in Psychology, Monika Bullinger from
Universitat Hamburg (in the photo), visited Jonkdping
University in February. Monika Bullinger's research
interests are children, health, quality of life, rehabilitation
research and development of research methods.

CHILD-researcher Christina Peterson gives us a
glimpse from Monika Bullinger's seminar. (In Swedish)

Las o

CHILD NEWSLETTER #1 2012
This newsletter was issued by Jonkodping University.
Editor: Cecilia Allegrind
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Mewsletter from the research profile CHILD, based
at Jonképing University

Participation and Family Involvement

We are in the middle of an intensive working period with a lot of activities going on in the CHILD research
enviroment. Concerning our doctoral students we have had final seminars for Inga-Lill Gimbler (pain
management in children), Gregor Maxwvell (participation and ICF-CY) and Nina Klang (logical
coherence of the ICF-CY). Marie Golséater is soon defending her thesis focused on health dialogues and
a tool to support health dialogues with children. Several research projects are in an intensive period of data
collection. It has lead to intense discussions in the group concerning informed consent and how to
ensure that young children know what they consent to. Other discussions have concerned how to measure
health and well-being in very young children. We will return to these topics later on in new issues of the
newsletter.

Todays topic is participation in every day life contexts such as family activities, leisure activities and school.
Participation can be seen as a multidimensional concept that involves at least two dimensions, being there
and being engaged when being there. The concept can be applied to most every day context such as home,
leisure and school, and also to different environmental levels such as individuals, close invironments, such
as classrooms or family and the contact between people in the close environment and different service
organizations. In this issue we focus on participation of children and youth with long term conditions or
impairments in family activities, school and leisure activities. The articles illustrate commonalities between
children in different gaes having different conditions or impairments and also that different ways of
operationalizing participaion and collecting data on participation can be used to build up a stronger
knowledge base concerning participation in everyday life for children and youth that need additional support.

Mats Granlund, mats.granlund@hbhj.hj.se
professor in Disability Research at Jonkdping University
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Mewsletter from the research profile CHILD, based
i at Jonkdping University

Participation in Leisure Activities for Children with and without
Disabilities

by Anna Ullenhag. Anna Ullenhag is living in Uppsala and has been working as a
physiotherapist mainly with children at the habilitation centers in Uppsala and Orebro, The
M University Children’s hospital in Uppsala and at the Folke Bernadotte hemmet. Since

W8 2008 she is a PhD student at the National School of Health and Science at Karolinska

B | Institutet In Stockholm and employed at Méalardalen University. Anna is also working at
the institution of physiotherapy at Uppsala university.

The WHO defines participation as a persons’ involvement in a life situation and to
participate in a life situation will give the child a sense of belonging, opportunities to make friendships,
development of social and physical skills and competences and promote long term physical and mental
health (1). Children with disabilities meet restrictions in their participation and several studies have reported
that children with disabilities are involved in more quiet solitary recreational activities and participate with
less intensity compared to children without disabilities (2-4). This is of concern, since participation is
believed to contribute to child’s development, health and well-being.

To identify facilitators and hinders for participation in leisure activities for children with disabilities is essential
to enable interventions with the aim to enhance the level of participation in children with disabilities. The
Obstacles for participation revealed in the literature can be both personal and environmental factors (5, 6).
Pain, mobility problems, communication disorders, mental or cognitive retardations are examples of personal
related factors that are identified to decrease the participation level (7, 8). Another personal factor discussed
in the literature to have an effect on the child’s participation is age and gender. Preschool children prefer to
do recreational activities together with their families whereas adolescents are more involved in social
activities together with friends. Girl's seems to prefer to be involved in skill-based and social activities,
whereas Boys enjoy participating more in physical activities (9, 10).

Environmental factors recognized in the literature as hinders for participation are; problems with
transportation, the building environment, attitudes and Service systems and fewer municipal resources (11,
12). The family orientation and preferences for activities and the educational level of the parents are other
important environmental factors that influence the child’s participation level. A higher educational level of
parents is associated with a more pronounced activity in skill-based and physical activities of the child (4,
13). For children with disabilities it also seems to be important to be included in the mainstream school and
not segregated into special schools or classes to emphasize inclusion (14, 15).

It is crucial to use reliable and valid measurement instruments to identify important personal and
environmental facilitators or obstacles for participation. A newly developed instrument from Canada is The
Children’s Assessment of Participation and Enjoyment/Preferences for Activities of Children, CAPE/PAC (9).
The CAPE is a discriminative self-reported instrument aimed for children with and without disabilities aged 6
to 21 years which has provided evidence of reliability and validity. The CAPE consists of 55 leisure activity
items of five dimensions of participation, namely;

1) diversity (the number of activities the child performs)
2) intensity (how often the activity is done)

3) where the activity is taken place

4) with whom

5) how enjoyable the activity is

The CAPE provides three levels of scoring: (I) overall participation score, (II) scores of participation in 40
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informal and 15 formal activities and (l1l) scores reflecting participation divided in five activity types;
recreational (12 items), active physical (13 items), social(10 items), skill-based (10 items) and self-
improvement activities (10 items). The PAC is a parallel measure of the child’s preferences for activities
including the same 55 leisure items as in the CAPE.

Before using a measure instrument in a new context it is important to make a culture validation for the
intended population. In this ongoing research project we have made a cultural validation of the CAPE for
Swedish children. By semi structured group interviews we gathered information about available leisure
activities for children. In total 14 semi structured group interviews were held with children with and without
disabilities aged 6-15 years. Group interviews with parents were also performed. The children were recruited
from schools selected to represent different regions of Sweden; rural/urban areas, different landscape and
socioeconomic areas, which may influence the variety of leisure activities. The children answered questions
about activities done outside the school curriculum and interviews resulted in long lists of leisure activities.
Researchers independently matched the activities to the original activity items in the CAPE and 16 new
potential activities were added to the original activities in the CAPE. The modified version of the CAPE was
tested on 337 children without disabilities aged 6 to 17 years. Only activities performed by more than 10% of
the sample were included in a final proposed Swedish version of the CAPE.

The proposed Swedish version of the CAPE will include 55 items; three original activities are supposed to be
exchanged by three new activities and ten new examples will be added. The result indicated that minor
differences existed in the patterns of participation between the cultures in Sweden and Canada. In Sweden
school clubs are uncommon instead Swedish children attend to after school recreational centers. The activity
“volunteer work” including fundraising for charity was not recognized as a leisure activity done by the
Swedish children and only 6% of the Swedish children were taking art lessons. The informal activity ‘outdoor
play' was missing in the original CAPE and nearly 60% of the Swedish children were spending their leisure
time playing outdoors in the nature. In the Swedish version, the standardized mean outcome of the diversity
scores was significantly higher for all activity types than the standardized mean of the original CAPE which
indicates that the Swedish version is more valid for Swedish children.

There is a gap of knowledge of how children with and without disabilities in Sweden participate in leisure
activities. A comparison of the patterns of participation in leisure activities between Swedish children with
and without disabilities was performed. Analysis was also done to explore if age, gender and disability could
predict the level of participation and enjoyment of activity.

In total 337 children without disabilities and 55 children with disabilities aged 6 to 17 years responded to the
CAPE. The children without disabilities were the same sample described above and the children with
disabilities were requited from 13 different habilitation centers represented diverse regions of Sweden. The
inclusion criteria was children with disabilities related to the central nervous system and/or musculoskeletal
or neuromuscular problems and only children without, or with mild intellectual retardation were included,
because it was important that all of the participating children understood the questions.

The result showed that children with disabilities participated in a higher number of activities but with less
intensity compared to children without disabilities. There was a tendency that younger children, girls and
children with disabilities participated in more diverse activities than older children, boys and children without
disabilities. The main predictor of the intensity score was occurrence of disability and children with
disabilities participated with less intensity. Age and gender were the main predictors of the variance in
enjoyment scores. Younger children and boys enjoyed the leisure activities most.
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Mewsletter from the research profile CHILD, based
i at Jonkdping University

Participation in Family Activities of Children with Profound
Multiple Disabilities

by Jenny Wilder & Anna Karin Axelsson

In the photo: Anna Karin Axelsson and Jenny Wilder is giving a conference on participation. Jenny Wilder is
a senior lecturer in Special Needs Education and has a PhD in Psychology. Her present research concerns
children with multiple disabilities and their participation in family activities.

Anna Karin Axelsson is a PhD-student in disability research. Her research project is focusing on children
with profound disabilities and their participation in family activities.

Participation in Family Activities of Children with Profound
Multiple Disabilities

In our studies (funded by the Swedish Inheritance Fund) we investigate the participation in family activities of
children with profound multiple disabilities (PMD). Research about children with PMD and their involvement
in life situations have been focused on participation in leisure activities but not explicitly about child
involvement in family activities of children with PMD. With our research we wish to add scientific knowledge
to the field. The practical aim is to develop a parent support material for how to facilitate child participation in
family activities, together with the association JAG. The overall aims of this research are to study occurrence
of family activities in families that have a child with PMD, the participation (attendance and involvement) in
family activities of these children, to investigate the 'role’ of personal assistants in family activities and to
identify facilitating factors for participation in family activities for children with PMD.

There is an estimated number of 3 500 children with profound multiple disabilities (PMD) living in Sweden.
Children with PMD are a heterogeneous group in terms of the origin of the impairment as well as functioning
and behavior. When having a PMD, profound physical disabilities are combined with learning disabilities,
sensory impairments and most often medical complications and these disabilities can partly explain the
restriction the children have in their activity and participation. Life situations of children with PMD are
specifically set by the context of the family environment which is built up by family activities. In our studies a
family activity is defined as an activity that the family do together in everyday life when several family
members take part. Furthermore, in our studies we apply the definition of the family made by Hanson and
Lynch (2004), the family is 'a unit that defines itself as a family including individuals who are related in blood
and marriage as well as those who have made the commitment to share their lives'. For children with PMD
support from others is vital for them to have the possibilities to participate in their everyday life and thus in
their family’s activities. This has been enabled in Sweden with the legislation by the Act LSS which gives the
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right and possibility to persons with PMD to employ personal assistants. Personal assistants work at home
in the family setting and are often expressed to be in the closest circle of life partners for children with
severe multiple disabilities (Wilder, 2008). Personal assistance can enhance child participation in family
activities in the way that personal assistants work by the principle of acting as the arms and legs of the child
or youth. When this is put into real practice the personal assistant will set the scene for communication and
participation in the child’s everyday life.

Ouir first study focused on the occurrence of family activities in families of children with PMD and child
attendance in these activities. A descriptive, comparative study of two family groups was performed. The two
groups were one group of 60 families with children with PMD aged between five and 20, and one group of
107 families with children with typical development (TD) aged between five and 10. The questionnaire Child-
PFA was distributed by paper- and web version. In Child-PFA, part A included background questions about
the family and the child, for example family constellation, socioeconomic status (SES) and child ability
levels. Part B included 55 listed family activities organized in six domains: Indoors activities, Mealtimes,
Routines, Outdoor activities, Organized activities, Outings and Going on holiday.

Results showed that there was a difference of occurrence of listed family activities in the two family groups
where the majority of the activities occur more often in the family group TD. Also the frequencies of
attendance of the children in the activities differed in the two groups where the children with TD commonly
attended more often in the activities in all areas. When the occurrence of family activities in group PMD was
investigated further, relations were found between occurrence and family total income, child motor ability,
child cognition, child health and also child behavior. The hypothesis: occurrence of family activities to some
extent differs in the two family groups and child attendance diverges, was thus supported. Considering a
long-term perspective, these differences of occurrence of family activities and child attendance are likely to
turn out to be significant for child development and everyday functioning.

The next steps in our research project are to investigate further differences in levels of engagement in family
activities between the two groups of families but also in more detail what the engagement of the children with
PMD look like and how it can be facilitated. Preliminary results about engagement show that there are few
differences in what activities that engage children, although level of engagement differs indicating that
children with PMD show lower levels of engagement.

References
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Mewsletter from the research profile CHILD, based
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Participation from Two Perspectives — the Frequency of
Attending and the Intensity of Involvement

by Gregor Maxwell. Gregor Maxwell work in disability
research and is enrolled as a doctoral student with the
| Swedish Institute for Disability Research. He is part of
| the CHILD research group and he specifically
investigates how activity and participation in school

| activities of children with disabilities can be

| conceptualized, measured and operationalized with the
| help of the ICF-CY framework.

Participation from two
perspectives - the frequency of attending and the
intensity of involvement

The need to provide clarity on the participation construct is currently well debated in the literature with a
number of studies discussing how to measure participation (Badley, 2008; Coster & Khetani, 2008; Maxwell,
Alves, & Granlund, 2012; Maxwell, Eriksson-Augustine, & Granlund, submitted; McConachie, Colver,
Forsyth, Jarvis, & Parkinson, 2006). Participation can be focused on the right to be in the same activities as
other children in school or/and the level of engagement when being in a school activity (Granlund et al.,
2012); these two perspectives of participation have two conceptual roots, both of which relate to functioning
within a context: sociology and developmental psychology (Granlund, 2006; Maxwell, et al., 2012).
Participation based on the sociological root focuses on the availability of and access to everyday activities
and describes participation as equal to frequency of attending the same activities as others. Participation
based on the psychological root focuses on the child’s intensity of involvement or engagement within an
activity and whether the environment is accommodated to the child and accepted by the child. The
environment itself is an intrinsic part of the participation experience in both these dimensions as it acts as a
pre-requisite and ‘scene-setter’ (Badley, 2008) as well as a context that facilitates or hinders participation.
Although involvement is referred to it within a psychology context, it is not related to a medical perspective as
it consists of a subjective experience of participation, which includes the child’'s perception of the situation.

Building on the conceptual re-working of participation is the recent model developed by Granlund and
Simeonsson (Granlund, 2009, see figure; Simeonsson, Carlson, Huntington, McMillen, & Brent, 2001) in
which the two aspects of participation (frequency of attending and intensity of involvement or engagement)
exist as a spectrum of participation related to five environmental dimensions of conditions for participation.
The dimensions were originally proposed by Simeonsson et al. (1999) as dimensions of access based on a
model of access to health (Penchansky & Thomas, 1981).
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Frequency of attending

+
Is it possible to act? ' availability
Can | access the context? : Accessibility
Is it warth it in terms of tme and money ? : Affordability

Can the situation be adapted to my
way of functioning?
Ami | accepted in this situation? ' Acceptability

: Accommodability

Figure. Environment
Intensity of invalvement dimensions of opportunity as a
proposed measure of
participation.

dema

The above model contains five central dimensions concerning the environment: Availability describes the
objective possibility to engage in a situation. In terms of services it refers to the objective provision of
facilities or resources. Accessibility describes whether you can, or perceive that you can, access the context
for the situation. Affordability covers not only financial constraints but also whether the amount of effort in
both time and energy expenditure is worth the return to engage in the situation. Accommodability describes
whether a situation can be adapted. Acceptability covers people’s acceptance of a person’s presence in a
situation. If there is an expression of values or common beliefs which are of a subjective nature then this is
also acceptability. These five dimensions represent environmental or ‘scene setting’ (Badley, 2008) factors
which directly influence participating in an activity and represent the intrinsic link between participation and
the context.

It is argued here that it is important to represent participation from both a frequency of attending and an
intensity of involvement perspective to avoid any reductionist issues related to focussing on only one. This
new way of looking at participation provides a more balanced way of representing the construct and brings in
involvement, which has previously not been successfully done.
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Mewsletter from the research profile CHILD, based
at Jonképing University

"-. INSTITUTET FOR HANDIKAPPYETENSKAP
4 SWEDISH INSTITUTE FOR DISABILITY RESEARCH

CHILD becomes a member of SIDR

As of the start of 2012 Jonkdping University became a full member of the Swedish Institute for Disability
Research (SIDR) with a special responsibility for coordinating research concerning children that need
additional support on top of what is given to all children.

Why a full membership in SIDR?

Jonkdping University, and especially CHILD, has cooperated with SIDR for a number of years but has now
chosen full membership alongside Orebro University and Linkoping University. It will gain us full access to
the large research network of SIDR and provide opportunities to have a stronger impact on the future
development of disability research.

CHILD:s contribution

What we bring to SIDR is knowledge and skills concerning children that need additional support and their life
circumstances and also research methods adapted to that area of research. Our special area of
responsibility will be Children and Adolescent Special Interest Network (CASINO). The aims of
CASINO are:

1) to keep SIDR members updated on research concerning children that need additional support,

2) to identify common research interests within different SIDR research environments to facilitate networking
and research funding applications,

3) to provide seminars and doctoral courses related to children in need of additional support and research
methodology.

Wide definitions are used

As you can see a wide definition of disability (in need of additional support for every day functioning on top
of what is provided to all children) will be used focusing not only on traditional impairments but also on long
term health conditions such as diabetes and mental health problems.

The work has already started!

The work with CASINO has already started. Currently Stefan Nilsson and Gregor Maxwell at the CHILD
group in collaboration with Stefan Carlstein (bibliometrician) conduct a systematic literature review of
research in Sweden concerning this group of children (2006-2011). The collaboration with SIDR will gain the
whole CHILD group not only those of us who are focusing their research on children with traditional
impairments. More information about the literature review will follow in CHILD:s next newsletter.

Professor Mats Granlund
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Environmental Assessment and Intervention in Early
Childhood, 7.5 ECTS

An Intensive course of 7.5 ECTS about environmental assessments will be held in Jonkdping in June 2012.
The course will be for both master and Ph.D. students with different examinations. The purpose of the
course is to give knowledge and understanding in order to:

0 Assess children’s natural environments

0 Analyze the child in relationship to the environment: in an interactional framework
0 Use a hierarchical system levels model in understanding environmental influences
0 Use a transactional model to analyze child-environment interactions over time

o Describe environment in inclusive education

0 Use a sociocultural model in understanding child functioning

Participating faculty will come from ongoing collaboration in GEDS and between University of Pretoria and
Jonkoping University: Rune J. Simeonsson, Professor in Education, Ana Pinto, Professor in Psychology,
Donna Wittmer, Professor in Early Childhood Education, Dale Farran, Professor in Education, Eva Bjorck-
Akesson, Professor in Special Education, Mats Granlund, Professor in Disability Research, Irene Zipper,
assistant Professor in Social Work, Juan Bornman, Professor in Augmentative and Alternative
Communication, Dana Donohue, Ph.D. in Psychology.

The course will be connected to the EU-US Atlantis project GEDS and to the VR research Links project.
The course will be held in collaboration between the School of Health Sciences and the School of Education
at Jonkoping University and Mats Granlund will be the course leader. It will be held in localities at School of
Education and Communication in Jonk&ping.

For further information or to sign up, please contact cecilia.allegrind@hlk.hj.se
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Professor Monika Bullinger pa besok i Sverige

Referat fran professor Monika Bullingers besék pa Hogskolan i Jonkoping, februari 2012.

Professor Monika Bullinger har under manga ar arbetat med fragor rérande livskvalitet och valbefinnande
hos barn och ungdomar med langvarigt ohalsotillstand (long term Health conditions). Hon talade om tre olika
perspektiv pa halsorelaterad livskvalitet. Det epidemiologiska perspektivet med vélbefinnande kopplat till
funktion, det kliniska perspektivet med utvardering av behandlingseffekter och slutligen det héalsoekonomiska
perspektivet, dar vinster med behandling ar det centrala. Man maste fraga sig om livskvalitet ar ett relevant
begrepp; kan vi jamfora livskvalitet dimensioner fér barn och vuxna? Ar det ett tillforlitligt satt att méata och
hur kan vi jamféra da utvecklingsnivan hos barn skiljer sig mycket mellan olika aldrar? Vidare maste vi
fundera pa hur vi ska géra da vi vill fainga de mycket svart sjuka eller funktionsnedsatta barnens perspektiv,
da de inte har mojlighet att svara sjalva. Hur tillforlitlig ar sa kallad "proxy” matning?

Nagra av de projekt som Monika Bullinger &r involverad i &r QoLISSY (Quality of Life In Short Stature Youth),
som leds tillsammans med Sahlgrenska Universitetssjukhuset dér syftet ar att utveckla ett
livskvalitetsinstrument for barn med tillvaxtproblem. Detta projekt pagar. Det europeiska forskningsprojektet
RESPECT (Relating Expectations and Needs to the Participation and Empowerment of Children in Clinical
Trials) handlar om att forbéttra barns hélsa i Europa genom att underlétta och utveckla méjligheten till
testning av mediciner for barn i aldrarna 0-17 ar, utan att utsatta dem for onédiga kliniska prévningar.
Projektet ska dels ta reda pa vilka faktorer som ar viktiga for att familjer med barn ska vilja delta i kliniska
prévningar, men dven ta reda pa vilket stod man bor erbjuda familjer som valjer att vara med i klinisk
prévning. Aven detta projekt genomférs i samverkan med Sahlgrenska Universitetssjukhuset, Drottning
Silvias barnsjukhus. Dessa bada projekt leds av dr John Chaplin, som arbetar pa Drottning Silvias
barnsjukhus, centrum for pediatrisk tillvaxtforskning i Géteborg. John deltog ocksa under seminariet den har
dagen.

Monika Bullinger har varit en av de ledande inom projektet DISABKIDS dér instrumentet med samma namn
utvecklats parallellt i flera europeiska lander samtidigt. Genom EU-finansiering kunde projektet genomfdras
med att utveckla ett instrument for att mata halsorelaterad livskvalitet hos barn med langvarigt
ohalsotillstdnd. Moduler for olika sjukdomar har ocksa utvecklats, som t.ex. diabetes, epilepsi och
hudsjukdom. Ett parallellt projekt genomfordes ocksa samtidigt dar syftet var att utveckla ett livskvalitet
instrument riktat till friska barn (KIDSCREEN). Proxy formular har ocksa utvecklats for olika alderskategorier
inom bada projekten. Under det senaste aret har kvalitetsregister for barn och ungdomar allt mer efterfragat
instrument for att mata halsorelaterad livskvalitet, d& detta har varit en brist i dessa register. | framtiden kan
vi forhoppningsvis se en tkad mojlighet till forbattrad uppféljning vad géller barn och ungas hélsa och
valbefinnande, samt mdjligheten att 6ka forskningstillgangligheten inom kvalitetsregister i Sverige.

Christina Peterson
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